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Abstract 

Background: Epilepsy is a common disease throughout the world and has an influence 

on adults living with epilepsy. 

Aim: To describe the psychological experiences of adults living with epilepsy. 

Method: This study was a descriptive review. The authors searched the relevant articles 

by using the databases PubMed and Cinahl databases and made sure that all the cited 

articles were qualitative and were published between 2010 and 2018. 

Results: When suffering from epilepsy, adults living with epilepsy’s lives were greatly 

changed. Especially epilepsy brought them some bad psychological experiences. 

However, it could also bring some positive psychological impact on some adults. The 

psychological experiences of adults living with epilepsy included negative emotions and 

positive emotions. These negative emotions came from illness, social life, families 

and/or friends and loss of independence including helpless, powerless, afraid, fear, 

isolated, self-doubt, upset and guilty. 

Conclusions: The psychological experiences of adults living with epilepsy were mostly 

negative. The understanding and support of medical professionals and meeting their 

psychological needs as much as possible were important for this group. By studying the 

psychological experiences of adults living with epilepsy, nurses could provide them 

with higher quality nursing, which was helpful to the development of clinical work. 

Keywords: Adult, Epilepsy, Experience, Psychological. 

 



 

 

 

摘要 

背景：癫痫是一种普遍存在于世界各地的疾病。癫痫会对患有癫痫的成年人产生

影响。 

目的：描述患有癫痫的成人的心理体验。 

方法：本研究是一个描述性的综述，我们通过对 PubMed 和 Cinahl 这两个数据库

进行针对性的检索来搜索相关的文献，并确保所有引用的文献都是定性研究，而

且都发表于 2010-2018 年间。 

结果：当患上癫痫，他们的生活会发生巨大的变化,特别是癫痫会给他们不好的

心理体验。然而也会带来积极的心理影响。成人癫痫患者的心理经历分为消极情

绪和积极情绪。这些负面情绪来自疾病、社会生活、家庭和/或朋友以及失去独

立，其中包括了无助、无能为力、害怕、恐惧、孤立、自我怀疑、沮丧和内疚。 

结论：患有癫痫的成年人的心理经历大多是消极的。医护人员的理解和支持并且

尽可能的满足他们的心理需求对于患有癫痫的成年人来说非常重要。通过研究癫

痫患者的心理体验，护士能为他们提供更高质量的护理，有助于临床工作的展

开。 

关键词：成人，癫痫，体验，心理。 
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1. Introduction 

Epilepsy creates a severe burden on afflicted individuals (Wiebe et al., 1999). The 

burden of epilepsy is not just neurological deficits, but also destructive mental problems 

(Tellez-Zenteno et al., 2007 & Hermann et al., 2008). As for adults living with epilepsy, 

they experience psychological challenges (World Health Organization, 2018). Nurses 

are increasingly involved in overseeing complex medical conditions, including the 

management of adults living with epilepsy (Janice, 2017). Nurses who are not epilepsy 

specialists can play a central role in providing best care and support for adults living 

with epilepsy (Janice, 2017). However, based on known patient characteristics, it is 

difficult to predict the development of psychiatric symptoms in adults living with 

epilepsy, although compared with healthy people, the overall risk of psychological 

problems in adults living with epilepsy is increased (Meyer et al., 2017). This review is 

about the psychological experiences of adults living with epilepsy. 

1.1 Epilepsy 

Epilepsy affects nearly 50 million people, accounting for nearly 0.4% of the world's 

population (World Health Organization, 2018). Nearly 80% of epileptic persons live in 

low and middle-income countries (World Health Organization, 2018). With regard to 

epilepsy, the average incidence in developed countries is 5.8 per 1000, compared with 

15.4 per 1000 in developing countries (Ngugi et al., 2010). Epilepsy is a chronic brain 

disease that affects people worldwide and it is characterized by recurrent episodes, short 

involuntary movements (World Health Organization, 2018). Epileptic seizures are the 

result of abnormal discharges in a group of brain cells (World Health Organization, 

2018). It may involve a part of the body or the whole body, sometimes accompanied by 

loss of consciousness and control of intestinal or bladder function (World Health 

Organization, 2018). The typical symptoms are violent convulsions, jerking and 

stiffening of the limbs, tongue biting, foaming at the mouth continence, and loss of 

consciousness (Holland et al., 2017). What’s more, the frequency of seizures is also 

different, it can be once a year or many times a day (World Health Organization, 2018).  
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1.2 Psychological experience 

‘Psychological’ is connected with a person’s mind (Oxford Learner's Dictionaries, 

2019). ‘Experience’ is about an event or activity that affects people in some way 

(Oxford Learner's Dictionaries, 2019).  ‘Psychological experience’ is about an event or 

activity which connected with a person’s mind (Oxford Learner's Dictionaries, 2019). 

1.3 Nurses’ role 

Nurses have four fundamental responsibilities: to promote health，to prevent illness, to 

restore health and to alleviate suffering (International Council of Nurse, 2012). The 

main duty of a nurse is to take nursing measures to the patients (International Council of 

Nurse, 2012). Nurses should provide care that respects human rights and values. In the 

process of nursing, nurses should keep their personal information confidential 

(International Council of Nurse, 2012). The experiences of adults living with epilepsy 

are related to psychological factors (Kessler et al., 2012). As for clinical nurses, 

identifying and managing depression and anxiety disorders and stress is a key issue for 

adults living with epilepsy (Galtrey et al., 2016). 

1.4 Martha E. Rogers’s Theory  

The four meta-concepts of nursing are human being, nursing, environment and health. 

Martha Elizabeth Rogers, a nurse and professor, describes people as a coordinated 

whole, the process of human life is a continuous, evolutionary, innovative process. 

Rogers believes that individuals and the environment are constantly exchanging 

substance, information and energy. Nursing makes human beings’ happiness manifests 

more frequent and makes the patterns of happiness more diverse. In the nursing care of 

adults living with epilepsy, nurses should pay attention to the influence of external 

factors on adults such as environment, and promote the interaction between human 

beings and environment, so as to maintain and promote health. The environment 

includes the natural environment and the social environment. Social prejudice against 

adults living with epilepsy may lead to or aggravate the psychological problems of 

adults living with epilepsy, so nurses should pay attention to the psychological problems 

in nursing care. (Alligod, 2014) 

1.5 Earlier review 
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Earlier reviews less described psychological experiences of epileptic people. In the past, 

a number of articles described the treatment of epilepsy.  The ketogenic dietary 

treatment was a good therapeutic method for adults with refractory nonsurgical epilepsy, 

because it could reduce the seizures of epilepsy quickly (Felton et al., 2015). In addition, 

there was a synergy between ketogenic dietary and other treatments (Felton et al., 2015). 

Besides, the frequency of seizures could be reduced through the treatment which called 

adjuvant lactamide (Paquette et al., 2014). What is more, Laser interstitial 

thermotherapy was also a method in epilepsy surgery (Hoppe et al., 2017).  

And there were a little reviews focus on adults. From the existing studies on Children 

with epilepsy, the authors found they would feel stigma, fear, vulnerable and so on 

(Chong et al., 2016). What is more, children would feel lonely and depressed from 

social, family, peer discrimination (Chong et al., 2016). Hence this review focused on 

the psychological experiences of adults living with epilepsy. 

1.6 Problem statement 

In previous studies, there were few researches focused on psychological experiences of 

adult living with epilepsy. Previous studies were focused more on children with 

epilepsy or on the treatment of this disease. It is very important to pay attention to the 

psychological experiences of adults living with epilepsy. And it is inevitable to care for 

adults living with epilepsy in nursing. So, in order to provide better care for adults 

living with epilepsy, nurses must fully understand the experiences that the adults might 

have. This review can help nurses to have a better understanding for adults living with 

epilepsy, close the distance between nurses and adults living with epilepsy, and assist 

nurses to provide better quality of care to them. If adults living with epilepsy have 

psychological problems, nurses can find the problem as early as possible and solve it, 

which can help to prevent the development of some mental disorders caused by epilepsy 

such as depression. 

1.7 Aim 

The aim of the review was to describe the psychological experiences of adults living 

with epilepsy. 
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2. Methods 

2.1 Design  

A descriptive review was conducted (Polit & Beck, 2017). 

2.2 Databases 

Articles have been searched in the bibliographical databases PubMed and Cinahl, which 

are two of great databases for searching articles in nursing research (Polit & Beck, 

2017). 

2.3 Search strategies 

Articles were found by searching in the databases PubMed and Cinahl, with certain 

limits, see Table1. The authors used some limitations to make the articles we found 

more precise. Search terms that were indexed in Mesh were chosen (Polit & Beck, 

2017). The mesh term was ‘epilepsy’ in this review. The search terms were “epilepsy” 

“experience” “adult” and “psychological”. These terms were firstly used separately and 

then combined with each other. The Boolean operator “AND” and “OR” were used to 

delimit a search (Polit & Beck, 2017). By reading the titles and abstracts, the authors 

have chosen 20 articles and then selected 11 articles from them. 

2.4 Selection criteria 

The inclusion criteria were that the articles were related to the aim of this review 

(describe the psychological experiences of adults living with epilepsy). Articles which 

included psychological experiences of adults living with epilepsy were selected. At the 

same time, the articles should be empirical studies using a qualitative approach.  

The exclusion criteria were that the articles were not coincident to this review.  Articles 

were only concerned with adults living with epilepsy.  Quantitative articles and reviews 

were also excluded. 

2.5 Selection process and outcome of potential article 

First, the search in two the databases generated 181 hits. Then, the authors selected 20 

potential articles by reading abstracts and titles of articles and doing a manual search by 

reading the reference list in included articles. However 2 articles were quantitative 
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articles and 7 articles were found that did not closely relevant to the present study’s aim 

after reading the full articles in potential articles. So at the end, the authors selected 11 

articles which met the present study’s selection criteria. The search strategies for the 

result were presented in Table 1, which included Database + Date of search, Limits, 

Search terms, Number of hits, and Potential articles. And the figure 1 showed the 

process of article screening. 

Table 1. Search strategies for the potential articles 

Database 

+ Date of 

search 

Limits Search terms Number 

of hits 

Potential 

articles 

Medline 

through 

PubMed 

2018-9-1 

Full text, 10 years, 

Humans, English, 

University of Gävle 

epilepsy* AND 

experience* AND adult* 

AND psychological* 

118 8 

Medline 

through 

PubMed 

2018-9-1 

Full text, 10 years, 

Humans, English, 

University of Gävle 

(((epilepsy*[TIAB]) AND 

adult*[TIAB]) AND 

experience*) AND 

psychological* 

22 5 

Cinahl 

2018-6-15 

Linked full text, 

Peer review 

English , Published 

Date: 20080101-

20181231 

Epilepsy*[Title] AND 

experience[Abstract] 

34 1 

Cinahl 

2018-6-15 

Linked full text, 

Peer review 

English, Published 

Date: 20080101-

20181231 

Epilepsy*[Title] AND 

experience[Abstract] 

AND 

psychological[Abstract] 

2 1 

Manual 

search 

(read the 

reference  

list in 

included 

articles) 

2018-8-30 

10 years, 

English 

Relevance for inclusion 

criteria, aim and specific 

questions 

5 5 

Total   181 Total:20 
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Figure 1: Flow chart over the process of article screening 

 

2.6 Data analysis 

The articles were selected from two databases which were directly related to the aim 

and the question. All articles were read, discussed and summarized by the authors. In 

Number of hits: 181 articles 

20 articles were selected 

18 articles remained 

11 articles were selected 

161 articles were not related to the review’s aim 

and specific question after reading the titles and 

abstracts. 

2 articles was quantitative research which 

cannot be used after reading the abstracts 

and methods. 

 

5 articles were found that they were not describing 

psychological experiences after reading the full texts, and 

2 articles were found that there were only a small part of 

psychological experiences in the articles, 

Total of 11 articles included 
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order to achieve a clear presentation, the authors used two tables in the data analysis 

process in the degree project. And the table was used to summarize information from 

the results section of the selected project (Polit & Beck, 2017).  The Table 2 included 

author(s), title, design (possibly approach), participants, data collection method(s), data 

analysis method(s) and study code. And the Table 3 was about the aim and summary of 

the results of the selected articles. After comparing similarities and differences between 

the contents of the original articles by the authors, the findings were divided into five 

themes. The presentation of synthesized findings, categories and study findings were 

logical and provide information about findings in Table 4 (Joanna Briggs Institute, 

2014). 

2.7 Ethical considerations 

The authors of this review treated the originals faithfully and objectively, and did not 

change the authors of originals’ opinions. The authors of this review did not allow 

cheating and plagiarism in the whole research process, and listed the references when 

the content was quoted. 

3. Result 

The synthesized findings and categories of the results are presented in Figure 2. Table 4 

presented synthesized findings, categories and findings from the included studies. 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 2: Synthesized findings and categories of the results. 
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3.1Negative emotions came from illness 

 

3.1.1Helpless and powerless 

The adults living with epilepsy mentioned that they felt vulnerable and helpless when 

they were suffering from epilepsy (Yennadiou et al., 2017). They described epilepsy as 

an incurable and chronic disease which made them feel helpless (Yennadiou et al., 

2017). There was a feeling of powerlessness for adults living with epilepsy after 

epileptic attack (Mlinar et al., 2016). They felt powerless, because epilepsy was 

incurable (Mlinar et al., 2016). In addition, they tried to control epilepsy, but failed, 

which could also bring them a sense of powerless (White et al., 2016).  

 

3.1.2 Afraid 

The adults living with epilepsy described that they felt afraid when they knew they had 

epilepsy (White et al., 2016). They would be afraid before the epileptic attack 

(Rawlings et al., 2017). Fear could be felt so far as to different period of the epilepsy 

(Ryan et al., 2012). Moreover, the psychological experience of fear was not a feeling 

about epileptic attack, but it was a part of  it(Ryan et al., 2012) .What is more, the adults 

living with epilepsy expressed that they could not stop imagining what would happen if 

epileptic attack occurred (Kılınç et al., 2017). The unpredictability of the disease scared 

them (Kılınç et al., 2017). They worried about something would happen, but no one was 

around with them to help them (Harden et al., 2015). They knew that epilepsy could 

happen at any time, which made them worry about their safety and fear about injury (Kıl

ınç et al., 2017). They feared they would die suddenly through epilepsy or status 

epilepticus (Ryan et al., 2012).The adults living with epilepsy conveyed that they would 

be afraid of seizure of epilepsy because the seizures could bring them some bad 

experiences, such as fractures (Yennadiou et al., 2017).    

 

3.2 Negative emotions came from social life 

 

3.2.1 Fear and isolated 

The adults living with epilepsy were fear to reveal their illness to others, especially for 

potential future partners, while they also mentioned that they were afraid of 
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consequences of not revealing (Mlinar et al., 2016).  Besides, when faced with marital 

problems, they would suffer from different visions, such as whether disease was 

inherited, which also made them feel isolated (Rhodes et al., 2008).  When they were at 

work, they would face challenges from their colleagues because of their illness, which 

also made them feel isolated (Rhodes et al., 2008). But having a job made adults living 

with epilepsy feel more independent and less isolated (Rawlings et al., 2017). Besides, 

they were afraid that others saw their look when they were suffering from epilepsy 

(Rhodes et al., 2008). They had few friendships (Rhodes et al., 2008). 

 

3.2.2 Self-doubt 

Other than that, adults living with epilepsy would feel a sense of self-doubt, because 

they sometimes had to take jobs they did not like or even lost jobs (Hosseini et al., 

2013). They mentioned negative effects of epilepsy on their self-esteem, because they 

were labeled epilepsy by others (Rawlings et al., 2017). At the same time, they would 

think themselves worthless (Hosseini et al., 2013). What’s worse, they felt that their 

opinions were not considered important by others (Gauffin et al., 2011). Besides, they 

could feel the loss of self-worth (Hosseini et al., 2013). For example, adults living with 

epilepsy could feel self-doubt, which was caused by other people's discrimination, doubt 

and sympathy, and others would even expressed sympathy for the family members of 

adults living with epilepsy (Hosseini et al., 2013). 

 

3.3 Negative emotions came from families and/or friends 

Adults living with epilepsy got negative emotions from families or friends, such as 

loneliness, isolation, sadness, and so on.  

Not only were the adults living with epilepsy socially excluded, they might even be 

rejected by families or friends to participate their previous activities, which was the 

reason why they felt isolated (Sleeth et al., 2016). What is more, sorrow and loneliness 

also revolved around them, because their friends were getting away gradually (Gauffin 

et al., 2011). Adults living with epilepsy thought that nobody understood them 

(Rawlings et al., 2017). Although the family could be seen as a refuge, it could also be a 

source of pain and humiliation, which also brought sadness and loneliness to adults 

living with epilepsy (Rhodes et al., 2008). 
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3.4 Negative emotions came from the loss of independence  

 

3.4.1 Upset 

Epilepsy could deprive adults living with epilepsy of their independence directly or 

indirectly, which made them feel upset (Rawlings et al., 2017). Besides, Epilepsy not 

only made them dependent but also limited them to do what  they want, as a result, they 

felt upset (Kılınç et al., 2017). They believed that it was frustrating to always rely on the 

help of relatives (Gauffin et al., 2011). 

 

3.4.2 Guilty 

The adults living with epilepsy had to rely on others, which made them feel guilty 

(Mlinar et al., 2016). Epilepsy could also have adverse effects on people around them, 

especially for relatives (Yennadiou et al., 2017). When suffering from epilepsy, their 

family members had to take care of them, and they felt it was a lot of trouble for their 

family members (Gauffin et al., 2011).  Besides, adults living with epilepsy said that 

their families had no choice but to give up something to cooperate with him, which 

made him feel ashamed (Mlinar et al., 2016). 

 

3.5 Positive emotions  

The authors had found that most psychological experiences were negative in the 

selected articles, but positive psychological experiences also existed. 

One adult with epilepsy who was hard-bitten said that she attended job- interviews 201 

times, but failed because of epilepsy (Rawlings et al., 2017). However, she still insisted 

to have job interviews and never gave up protesting against discrimination and proving 

herself (Rawlings et al., 2017). In addition, some adults living with epilepsy treated 

Sudden Unexpected Death In Epilepsy as fate which could not control, and then they 

calmly accepted the fact that they might die (Harden et al., 2015). One adult with 

epilepsy described that he did not want be worried about things which might happen 

(Harden et al., 2015). 
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3.6 Study characteristics  

The characteristics of studies of design, participants, data collection methods and data 

analysis methods were described in table 2. The studies were qualitative articles. The 

selected studies were from 5 countries: UK (Kılınç et al., 2017; Hosseini et al., 2013; 

Rhodes et al., 2008; Harden et al., 2015; Yennadiou et al., 2017; Ryan et al., 2012;  

Rawlings et al., 2017),  USA (Sleeth et al., 2016), Australia (White et al., 2016), 

Slovenia (Mlinar et al., 2016) and Sweden (Gauffin et al., 2011). The age of 

participants was above 18 years old.  The sample size of studies was from 10 

(Yennadiou et al., 2017; Sleeth et al., 2016) to 109 (Rhodes et al., 2018) a total of 323 

participants in 11 studies. Three studies’ data collection methods were semi-structured 

interviews (Kılınç et al., 2017; Mlinar et al., 2016; Gauffin et al., 2011; Yennadiou et al., 

2017). Unstructured interview method was used in 1 article (Hosseini et al., 2013). In-

depth interview method was used in 4 studies (Hosseini et al., 2013; Harden et al., 2015; 

Sleeth et al., 2016; Ryan et al., 2012). 1 study’s data collection method was wide-

ranging topic guiding to interview (Rhodes et al., 2008). 1 study’s data collection 

method was one-to-one in-depth interviews (Ryan et al., 2012). 1 study’s data was 

collected in the context of a randomized control trial investigating (Rawlings et al., 

2017). 

The  data analysis methods included phenomenological approach (Kılınç et al., 2017; 

Yennadiou et al., 2017;  Sleeth et al., 2016; Yennadiou et al., 2017; Mlinar et al., 2016), 

qualitative content analysis method (Hosseini et al., 2013), coding frame was devised 

based on common themes and sub-themes (Rhodes et al., 2018), inductive thematic 

method (Harden et al., 2015); constructivist grounded theory and life chart method 

(White et al., 2016), mapping technique (Ryan et al., 2012), Graneheim and Lundman's 

content analysis guidelines (Gauffin et al., 2011). 

 

4. Discussion 

 

4.1 Main results 

The main result of the psychological experiences of adults living with epilepsy showed 

that they had some negative psychological experiences such as helpless, powerless, 

afraid, fear, isolated, self-doubt, upset and guilty. Through comparison and summary of 
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these psychological experiences, the authors divided them into five categories: 

“negative emotions came from illness”; “negative emotions came from social life”; 

“negative emotions came from families and/or friends”; “negative emotions came from 

loss of independence”; “positive emotions”. Because of social prejudice against 

epilepsy, trouble for families and close friends, the effects of disease on their lives etc, 

adults living with epilepsy suffered psychologically. 

 

4.2 Results discussion 

 

4.2.1 The importance of meeting psychological needs of adults 

living with epilepsy 

Based on this study results, adults living with epilepsy had some psychological 

experiences and they were going to experience some negative psychological 

experiences mostly. But in previous studies, few researchers paid attention to the 

psychological experiences of adults living with epilepsy. From their experiences, most 

adults living with epilepsy faced challenges in the society which they lived in (Paladin, 

1995). Most of them suffered from social discrimination and exclusion (Paladin, 1995). 

Many adults living with epilepsy thought their disease would be belittled and 

discriminated against (Suljic et al., 2018). As a result of this attitude, they adopted a 

strategy of social withdrawal and secrecy (Suljic et al., 2018). Thus,  psychological 

experiences were important for adults living with epilepsy. Epilepsy can be triggered by 

a variety of external and internal stimuli (Lang et al., 2018). A great quantity of adults 

living with epilepsy reported that one of the most common trigger factors was 

psychological stress (Lang et al., 2018). The negative emotions that epilepsy brought to 

them could further affect their health (Lang et al., 2018). Adults living with epilepsy 

were more vulnerable than normal people in psychological aspects, and they needed 

more care and support to meet their psychological needs (Baker et al., 1999). 

 

4.2.2 The importance of medical professionals’ understanding 

Through this study results, adults living with epilepsy would have negative emotions 

like helpless, powerless, afraid and so on. In the life of adults living with epilepsy, there 

would be many problems, such as employment problems, maintaining relationships 

problems and so on (Edward et al., 2019). But these important issues were not often 
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discussed with their medical professionals (Edward et al., 2019). Over the years, it has 

been thought that many adults living with epilepsy suffered from mental disorders due 

to their difficulties in adapting to epilepsy, which is a chronic and highly stigmatized 

disease (Suljic et al., 2018). By understanding their psychological experiences, medical 

professionals could learn more about the problems they faced in their lives and 

discovered some of their potential psychological problems as soon as possible. 

Lack of understanding of adults living with epilepsy was considered to be an important 

factor that caused negative emotions of adults living with epilepsy (Baker et al., 1999). 

On the other hand, medical professionals had a better understanding of them could play 

a role in relieve their negative emotions (Baker et al., 1999). 

Good communication between patients and medical professionals could improve 

patients’ satisfaction (Zahid et al., 2010). By understanding the psychological 

experiences of adults living with epilepsy, medical professionals could better 

understand them and establish a good communication with them, so as to further 

improve their satisfaction (Zahid et al., 2010). 

In addition to their families and friends, medical professionals were the ones who 

maintained close touch with adults living with epilepsy. Medical professionals’ duty of 

work demanded that they needed to help adults living with epilepsy improve health in 

all aspects. Health includes 7 dimensions: physiology, society, environment, psychology, 

spirit, occupation and intelligence (Kozier et al., 2012). Therefore medical professionals 

should not only care about their bodies, but also take care of them from psychological 

point of view. 

Epilepsy might lead to a range of psychological consequences, including loss of self-

esteem and social isolation (Link et al., 2001). These psychological consequences were 

possible to affect the nursing care of adults living with epilepsy (Link et al., 2001).  

From the result of the review, it was shown that some adults living with epilepsy could 

develop some positive emotions after suffering from epilepsy. Medical professionals 

could strengthen their positive emotions by understanding their positive emotions, and 

transfer some of their negative emotions so as to enhance their happiness in life. 

Health is a comprehensive concept, nurses should help them to not only achieve 

physical health, free from disease, but also achieve psychological health, reduce the 

negative emotions that epilepsy brings to them (Kozier et al., 2012). Only when medical 

professionals had a better understanding of the psychological experiences of adults 
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living with epilepsy could better meet their psychological needs and alleviate the 

troubles that epilepsy brought to them. 

 

4.2.3 The importance of application of individual nursing 

According to this study results, adults living with epilepsy would have some negative 

emotions. And nurses need to care for them from physiology and psychology (Alligod, 

2014). Nurses played a crucial role in the healthcare system, not only because they were 

the largest part of the workforce, but also they performed a range of key functions in all 

aspects of the continuum of care and services (Gagné et al., 2019).  

According to Rogers' theory, nursing professional practice aimed to promote the 

interaction between human and the environment, strengthened the integrity of the 

human and the environment, re-established and provided a direction the mode of 

coexistence between the human and the environment, in order to realize the greatest 

health potential (Alligod, 2014). Friends, relatives, and colleagues were an important 

part of adults living with epilepsy’s surroundings. By understanding their psychological 

experiences, nurses could help them communicate better with their families and friends 

and established a better pattern to get along, which could also be more beneficial to their 

health. The purpose of nursing was to promote people’s health and well-being (Alligod, 

2014). So understanding their psychological experiences was beneficial to achieve the 

ultimate goal of nursing and improve nursing quality. 

Through the review, the authors have found that the psychological experiences were   

significant for adults living with epilepsy. Hence nurses should not only focus on 

physical health of adults living with epilepsy, but also pay attention to their 

psychological experiences (Gagné et al., 2019). 

And there were also some different psychological experiences in adults living with 

epilepsy. So nurses need to provide different psychological comfort for individual 

psychological needs in order to cope with these different psychological experiences 

(Edward et al., 2019). 

For the psychological experiences of helpless and powerless, nurses need to 

communicate with them regularly, open their hearts and give proper comfort (Gagné et 

al., 2019). For the psychological experiences of afraid, nurses should enlighten them 

and comfort them (Gagné et al., 2019). For the psychological experiences of fear and 

isolated, nurses should always give affirmation and praise them (Edward et al., 2019). 
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For the psychological experiences of self-doubt, nurses should divert their attention or 

listen to their troubles and comfort them (Edward et al., 2019). For the psychological 

experiences of sadness and guilty, nurses should ask for help from their families and 

friends so that close people can make a deep communication with them to ease their 

feelings of guilt and sadness (Suljic et al., 2018). In this way, individualized nursing 

care which was based on different psychological experiences could provide higher 

quality psychological nursing care (Suljic et al., 2018). 

Rather than relying solely on drug management for the treatment of epilepsy, it was 

more important for medical professionals to provide psychological education to adults 

living with epilepsy (Edward et al., 2019). And only when nurses had a better 

understanding of their psychological conditions, could they carry on relevant 

psychological education to adults living with epilepsy. In addition to make the good 

control of epilepsy, it was more important for nurses to pay attention to their 

psychological changes, and continuously carried on psychological education, so that the 

adults living with epilepsy could get better therapeutic effects and happiness in life 

(Suljic et al., 2018). 

 

4.3 Methods discussion 

 

4.3.1 Strengths 

The PubMed and Cinahl databases are especially useful in nursing (Polit & Beck, 2017). 

What’s more, MeSH gives a way to retrieve information for the same concepts which 

may use different terms (Polit & Beck, 2017). And the limitations of the object of 

review reduced the scope of research, increased accuracy and credibility. Besides, in the 

beginning, the articles were selected by reading the abstracts and titles, which improved 

the efficiency and saved time. The articles were based on researches by the authors from 

five countries, UK, Australia, USA, Slovenia and Sweden. This made literature review 

to show diversity and increased reference value, so that the result from the literature 

could be applied to a wider range of fields (Polit & Beck, 2017). 

 

4.3.2 Limitations 

In the process of searching for articles, the authors chose the articles from 2008 to 2018, 

which led to the articles were not up to date. The authors selected the articles by reading 
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the titles and abstracts of the articles, which might lead to the omission of some 

important articles. In addition, the authors might ignore some articles as result of the 

subject views, which could lead to incompleteness of the articles.  Although the authors 

tried their best to look at the articles from an objective point of view, there might be 

deviations because of the understanding and transformation of some inaccessible 

sentences. 

 

4.4 Clinical implications  

This review described the psychological experiences of adults living with epilepsy. And 

this review is a great help to nurses in clinical work. Through the understanding of the 

adults living with epilepsy’s psychology, the nurses can understand them better, which 

is good for closing the distance between nurses and adults living with epilepsy.  And 

then naturally, the adults living with epilepsy’s trust in the nursing staffs increases, and 

it is beneficial to the conduct of clinical work. 

Through the understanding of psychological experience of adults living with epilepsy, it 

is helpful for nurses to carry out psychological intervention better. Early psychological 

intervention on adults living with epilepsy can detect mental health problems early and 

reduce the risk of mental health problems. 

 

4.5 Suggestions for future research  

The authors have found that most of the previous studies have focused on the treatment 

options, or focus on child epilepsy, but few articles described the psychological 

experiences of adults living with epilepsy. According to the results, the psychological 

experiences of adults living with epilepsy were mostly negative. Health is not only 

physical health, but also mental health (Kozier et al., 2012). So future research can 

study more about the psychological aspects of adults living with epilepsy. Furthermore, 

in order to help adults living with epilepsy to improve not only physical but also 

psychological health conditions, future research also can start with what can medical 

professionals can do to provide targeted psychological support and nursing for adults 

living with epilepsy. The authors hope that this review can provide some help for 

medical professionals to find a way about how to provide better psychological 

interventions for adults living with epilepsy. In this way, future medical professionals 

can take different psychological intervention measures according to different 
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psychological experiences of adults living with epilepsy. Thus, the quality of nursing 

can be improved, and the life happiness of adults living with epilepsy can also be 

enhanced by meeting their psychological needs and alleviate their negative emotions. 

 

4.6 Conclusions 

For adults living with epilepsy, they experienced negatives emotions and positive 

emotions.  Therefore, it is necessary to pay attention to the psychological problems of 

adults living with epilepsy. Medical professionals can provide psychological comfort 

and support to them. This will not only help the adults living with epilepsy to improve 

their quality of care it could also improve their mental health. 
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Appendices 

Table 2 Overview of the selected articles 

Author

(s) 

Title Design 

(possibly 

approach) 

Participants Data collection 

method(s) 

Data analysis 

method(s) 

Study 

code 

Kılınç 

et al. 

(2017) 

UK 

The 

experience of 

living with 

adult-onset 

epilepsy 

An 

explorative 

study with 

qualitative 

approach. 

Number: 39  

Age: 18-59 years old. 

People are from across 

the UK, been diagnosed 

with epilepsy 

Semi-structured 

interviews 

phenomenological approach A 

Hossei

ni  et 

al. 

(2013)

UK  

Patients' 

perception of 

epilepsy and 

threat to self-

identity: 

A qualitative 

approach 

An 

explorative 

study with 

qualitative 

approach. 

 Number: 30  

Age: 18-60 years old. 

The participants were 

21 patients with 

epilepsy, 5 family 

members of the 

patients, and 4 medical 

staff 

Indepth, unstructured and 

semistructured interview 

methods 

qualitative content analysis method B 
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Rhodes 

et al. 

(2008)

UK 

‘What really 

annoys me is 

people take it 

like it’s a 

disability’, 

epilepsy, 

disability and 

identity 

among people 

of Pakistani 

origin 

living in the 

UK 

An 

explorative 

study with 

qualitative 

approach. 

Number: 109 

Age:18 years and over 

Participants were 

resident in Bradford; of 

Pakistani Muslim 

origin; diagnosed with 

epilepsy and receiving 

care from the hospital, 

epilepsy service 

or GP; no identified and 

recorded learning 

disability. 

Use wide-ranging topic 

guides to interview 

A coding frame was devised based on common 

themes and sub-themes.  

 

C 

Harden 

et al. 

(2015) 

UK 

 

‘If you’re 

gonna die, 

you’re 

gonna die’: 

Young adults’ 

perceptions of 

sudden 

unexpected 

death in 

epilepsy 

An 

explorative 

study with 

qualitative 

approach. 

Number: 27  

Age:  18–29 years old. 

Participants had already 

been informed 

about sudden 

unexpected death in 

epilepsy. 

In-depth interviews  An inductive thematic method  D 

Yennad

iou et 

al. 

(2017) 

UK 

The 

experience of 

epilepsy in 

later life: A 

qualitative 

exploration of 

illness 

An 

explorative 

study with 

qualitative 

approach. 

Number: 10 

Age: above 65 years of 

age 

All participants had a 

confirmed diagnosis of 

epilepsy with a mean 

average of 23 years 

semi-structured in-depth 

interview 

Interpretative Phenomenological Analysis E 
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representation

s 

since diagnosis (range 

2–48 years). 

White 

et al. 

(2016)

Austral

ia 

Multimorbidit

y and the 

process of 

living with 

ongoing 

illness 

 

A descriptive 

study with 

qualitative 

apporach. 

Number: 16 

Age: 20-67 years old. 

The participants are 

with one or more health 

conditions, were 

recruited from 

hospital outpatient and 

community health 

services. 

interview constructivist grounded 

theory and life chart methods 

F 

Sleeth 

et al. 

(2016) 

USA 

Felt and 

enacted 

stigma in 

elderly 

persons with 

epilepsy: 

A qualitative 

approach 

An 

explorative 

study with 

qualitative 

approach. 

Number: 10 

Age: 25-55 years old 

(median 38 years). 

Participants with 

epilepsy were 5 men 

and 5 women from 

Mexico City. 

In-depth interview Descriptive Phenomenology G 

Ryan et 

al. 

(2012) 

UK 

“The brain is 

such a 

delicate 

thing’’: an 

exploration of 

fear and 

seizures 

among young 

An 

explorative 

study with 

qualitative 

approach. 

Number: 37 

Age: 18-28 years old. 

Participants were across 

from UK. 

One-to-one in-depth 

interviews 

Mapping technique H 
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people with 

epilepsy 

Mlinar 

et al. 

(2016) 

Sloveni

a 

Persons with 

Epilepsy: 

Between 

Social 

Inclusion and 

Marginalisati

on 

An 

explorative 

study with 

qualitative 

approach. 

Number: 11 

Age: 27-64 years old 

(median 44 years). 

At the time of the study, 

three participants were 

married, one had a 

partner, and seven were 

single. Tree participants 

lived alone, one lived 

with a partner, and 

seven participants lived 

with family. Four 

participants reported 

finishing primary 

school, six participants 

finished secondary 

school, and one was 

educated at the 

university level. Only 

two participants were 

unemployed at the time 

of the study. Three 

semistructured interviews  phenomenology  I 
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participants were 

receiving disability 

pension and one 

participant was 

receiving a monthly 

allowance. Five 

participants were 

employed. Tree out of 

eleven participants 

were members of the 

League Against 

Epilepsy Society. 

Gauffin 

et al. 

(2011) 

Swede

n 

Living with 

epilepsy 

accompanied 

by cognitive 

difficulties: 

Young adults’ 

experiences 

An 

explorative 

study with 

qualitative 

approach. 

Number: 14 

Age: 18–35 years old. 

The participants were 

recruited from the 

eastern part of Sweden. 

To be included subjects 

had to (1) be 18–35 

years of age, (2) have 

been diagnosed with 

epilepsy for at least 1 

year and using AEDs, 

and (3) have subjective 

memory problems. 

Subjects diagnosed 

with mental retardation 

were excluded. 

Semi-structured 

interviews 

The analysis was conducted in accordance with 

Graneheim and Lundman's content analysis 

guidelines. 

J 
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Rawlin

gs et 

al. 

(2017) 

UK 

Written 

accounts of 

living with 

epilepsy: A 

thematic 

analysis 

An 

explorative 

study with 

qualitative 

approach. 

Number: 20 

Age: 18 years and over. 

Participants were 

recruited from a United 

Kingdom hospital and 

from membership-led 

organizations for 

individuals living with 

seizures. 

This dataset was 

collected in the context 

of a randomized control 

trial investigating. 

theory- and data-driven approach K 
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Table 3 Aim and summary of the results of the selected articles  

Author(s)  Aim Result  

Kılınç et al. (2017) 

UK 

Explore the experience of living with adult-

onset epilepsy. 

Three main themes were identified from the analysis; namely, the 

unpredictability of seizure occurrence, the ripple effect, and 

reevaluating the future. 

Hosseini  et al. (2013) 

UK 

Explore the Iranian patients' perception of 

epilepsy where clinical aspects are more benign 

than the social implications with long-term 

psychological consequences. 

The three main categories identified were 1) a different perspective 

about epilepsy, 2) self-debasement, and 3) being a burden. The main 

theme from the categories was “loss of identity”. 

Rhodes et al. (2008)  

UK 

explores people with epilepsy’s attitudes 

towards their condition, others’ attitudes, its 

impact on their lives, and the extent to which 

they considered themselves as disabled. 

The result was divided into 5 subheadings:1) beliefs about epilepsy, 2) 

therapeutic strategies, 3) identification as ‘disabled’, 4) disclosure, 5) 

disability and the negotiation of risk. 

Harden et al. (2015) 

UK 

To explore the views and experiences of young 

adults with epilepsy on the risks associated 

with, and information giving in relation to 

sudden unexpected death in epilepsy 

Participants spoke at length about their experiences of living with 

epilepsy and the risks they associated with their condition. We explore 

participants’ understandings of the mechanisms and risk of SUDEP 

and their own risk status; their views on the need for SUDEP 

information, its timing, delivery and the extent of independent 

information seeking; and their accounts of the relationship between 
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SUDEP information giving and behavioural change. 

Yennadiou et al. (2017) 

UK 

The objective of this study was to explore how 

older people living with epilepsy appraise their 

condition through their lived-experience. 

Three overarching themes emerged from the analysis: ‘the power of 

epilepsy’, ‘they say you can live a normal life but you can't’ and 

‘attempts to adjust and cope’. 

White et al. (2016) 

Australian 

To understand how people with multiple health 

conditions experience their illness. 

‘Living with ongoing illness’ (epilepsy, acquired brain injury and 

depression) describes a process involving four interrelated 

experiences. Participants described, ‘recognising something is not 

right,’ ‘working out what is wrong,’ ‘getting things under control’ and 

‘getting on with life.’ A case example is used to illustrate and compare 

the process across a participant’s first and subsequent health 

conditions. 

Sleeth et al. 

(2016) 

USA 

The aim of this study was to qualitatively 

assess the effects of stigma upon the quality of 

life of elderly persons with epilepsy. 

The result was divided into 6 themes: 1) sample, 2) felt stigma, 3) 

enacted stigma, 4) effects of stigma, 5) reasons of stigma, 6) 

addressing stigma. 

Ryan et al. 

(2012) 

UK 

To explore the emotional experience of young 

people with epilepsy. 

Fear emerged as the key emotion and this largely related to the 

experience, or anticipated experience, of seizure activity. Three key 

features of fear and epilepsy emerged through the analysis; harm, 

temporality and action. The fear experienced was not only external, 

relating to immediate injury, but also internal in terms of potential 

damage to the brain. The embodied nature of epilepsy can, therefore, 
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present a threat to conceptions of the self. Underlying this internal 

dimension of fear is an understanding of the brain as central to the 

sense of self. 

Mlinar et al. (2016) 

Slovenia 

This study aims to explore subjective 

experiences with social inclusion of person 

with epilepsy in Slovenia. 

Epilepsy has physical, emotional, and social consequences. Physical 

consequences of epilepsy are mainly tiredness and exhaustion 

following an epileptic episode, frequently accompanied by headaches. 

Emotional consequences are different forms of fear. Te main social 

consequence identifed is a negative effect on PWE’s social network, 

which leads to (self-)isolation and social distrust. 

Gauffin et al. (2011) 

Sweden 

The aim of the study described here was to 

explore the experience of living with epilepsy 

and subjective cognitive decline. 

Four themes emerged: “affecting the whole person,” “influencing 

daily life,” “affecting relationships,” and “meeting ignorance in 

society.” 

Rawlings et al. (2017) 

UK 

This study examines the subjective experience 

of living with epilepsy by thematically 

analyzing participants' written accounts of their 

condition. 

Five main-themes and 22 sub-themes emerged from the data. Theme 

1: ‘seizure onset’ demonstrated that the development of seizures and 

subsequent diagnosis was an important event that could change an 

individuals' identity. Theme 2: ‘seizure symptoms’ revealed 

participants externalized their seizures as an intrusive agent with a 

constant presence in their lives. Theme 3: ‘treatment and outcome’ 

reflected medication as an essential means to controlling seizures with 

subsequent side effects being perceived as a compromise. Theme 4: 
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‘living with epilepsy’ explored the consequences of the condition 

including restrictions and stigma. Theme 5: ‘displays of coping’ 

demonstrated that, for the most part, participants were keen to present 

themselves as living well with epilepsy. 
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Table 4 Synthesized findings, categories and findings from the included studies. 

Synthesized findings Categories Study findings 

Negative emotions came from illness 

 

Helpless and powerless 

 

Described epilepsy as chronic and incurable. (E1) 

 

They tried to control the seizure, but it usually just cause frustration. (F1) 

 

Epilepsy cannot yet be cured. (I1) 

 

After an attack, to feel so powerless. (I4) 

 

Anticipatory fear, or stemmed from feelings about having a seizure. (K2) 
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Afraid Are afraid to get hurt and worry about their own safety. (A1) 

 

Was often discussed as an anticipatory fear. (K1) 

 

The experience of fear can almost be a part of seizure rather than a feeling about it. 

(H4) 

 

Fear of injury and worry for their safety. (A2) 

 

Scared something would happen. (D1) 

 

A fear of subsequent seizures. (E2） 

 

Feared fatality through sudden death through epilepsy (SUDEP) or status epilepticus. 

(H2) 

 

The premonition of having epilepsy and the experience of the epilepsy itself, 

potential harm and the emotional and physical after-effects of the epilepsy. They fear 

of unusual and intense sensations that can accompany seizure activity. (H1) 
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Negative emotions came from social 

life  

Fear and isolated 

 

Fear of future episodes. (I1) 

 

When considering about the issue of marriage especially if the impairment was 

thought to be hereditary. (C5) 

 

Having secured employment, people could become subject to colleagues’ suspicions 

that they had only got the job because they were disabled or that they were not 

capable of carrying it out. (C1) 

 

Loss of independence and curtailment of options/socially isolated. (C3) 

 

Having a career was linked to feeling like a contributing member of society or more 

independent. (K3) 

 

Having few or no friendships. (C4) 
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Self-doubt People with epilepsy had to compromise with unappealing jobs and risk early 

dismissal for having epilepsy. (B4) 

 

Discuss the negative consequences that living with epilepsy has had on their self-

esteem. For some, this stemmed from being labeled as an “epileptic”.(K2) 

 

Having an attack in public and getting mean stares with suspicion and pity due to the 

social labels stereotyped, stigmatized. (B1) 

 

The feeling that their opinions were no longer considered important. (J4) 

 

Dare not have epilepsy in the presence of others and their reactions toward self and 

in the community/ They revealed a constant feeling of being different, worthless, and 

a source of nuisance to others. (B3) 

 

The general public showed pity, sorry and sympathy for the family members. (B2) 
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Negative emotions came from  

families or  friends 

 

 They are rejected by friends or families and excluded from previous activities. (G1) 

 

Friends do not keep in touch the same way they did before the diagnosis of epilepsy. 

(J2) 

 

Family and friends: A common theme was that participants felt like no one 

understands what they are really going through and how it affects their life. (K3) 

 

Families could be experienced as a place of refuge from a hostile world outside, or as 

places where people experienced some of the most hurtful stigmatisation. (C2) 

Negative emotions came from loss 

of dependence 

 

Upset 

 

Epilepsy make the inability to choose the activities they wished to engage in. (A2) 

 

Always be dependent on the help of others. (J1) 

 

Epilepsy make a loss of independence directly take away participant's independence 

(e.g. by being scared of leaving the house) or do so indirectly (e.g. not being able to 

drive). (K1) 
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Guilty 

 

They have to rely on others. (I3) 

 

They think it brings a lot of trouble to relatives. Relatives had to take care of them 

when epilepsy occurred. (J3) 

 

Afraid that epilepsy will trouble their loved ones. (E3) 

 

I’m very troubled, that I’m to blame for everything that they [family members] have 

to give up and accommodate me. (I5) 

Positive emotions   Be discriminated against demonstrated perseverance. (K4) 

 

If you’re gonna die, you’re gonna die. (D2) 

 

Can’t really live your life in fear of what might happen. (D3) 

 


