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1. Introduction:
The Quality of life of adults with epilepsy 
Epilepsy is a devastating neurological illness that affects millions of people throughout the globe. It affects around 600,000 individuals in the United Kingdom. This indicates that epilepsy affects almost one in every 100 persons in the United Kingdom. Every day, around 87 persons in the United Kingdom are diagnosed with the dieses.
Epilepsy is a neurological condition that affects the central nervous system. Epilepsy is a medical disorder in which a person has a high risk of experiencing an epileptic seizure. A single seizure may occur in anybody at any time, but it does not always indicate that the person has epilepsy. A doctor will normally only diagnose epilepsy when he or she considers that the patient is at a high risk of experiencing additional seizures.
Epilepsy may affect anybody at any age and manifest itself in several ways. Some types of epilepsy are only present for a brief length of time before the person no longer has seizures. Epilepsy, on the other hand, is a chronic condition that affects many people.
Seizures come in a variety of forms. What occurs to a person during a seizure is determined by which portion of their brain is impacted and how widespread the seizure activity is. Some forms of seizures enable the individual to stay attentive and aware of their surroundings, while others cause them to lose consciousness. They may experience strange sensations, emotions, or movements. Alternatively, they may get rigid, fall to the ground, and jerk. (2019, Epilepsy Action). World Health Organization defines epilepsy as a brain illness by aberrant electrical activity in the brain, which results in seizures, odd behaviour, feelings, and even loss of consciousness. It has nervous, mental, emotional, and social implications, and it contributes significantly to the global illness burden.  Despite the availability of effective and reduced anti - seizure medications, more than 75% of persons with epilepsy in low-income countries go untreated. (World Health Organization, 2019).
In comparison to the general population, those who have epilepsy are much more vulnerable to mental health issues. (World Health Organization, 2019).
Older people, in contrast to other age groups, display a variety of epilepsy symptoms and characteristics. Alzheimer's disease, stroke, and other neurological illnesses, as well as brain tumours and severe brain damage, are among the most common causes of epilepsy development in elderly people.  (Baranowski, 2018).
The major goal of this systematic literature review is to figure out how epilepsy impacts adult’s quality or standard of life in the UK.
This study aims to investigate the overall health and well-being/ quality of life of adults with epilepsy living in the United Kingdom, with specific goals including emotional support for epileptic patients, system-wide epilepsy education and training, care co-ordination services, and dedicated patient group support for people living with epilepsy. The National Institute for Health and Clinical Excellence (NICE) supports this endeavour to analyse and assess the present systems for advancement.

2. Background:
Even though epilepsy is one of the most frequent long-term neurological diseases in the United Kingdom, the lived experience of this illness has gotten very little attention in the scientific literature. Furthermore, even though epilepsy incidence rises with age, elderly epilepsy is a condition that is infrequently studied. As a matter of fact, a limited number of studies have shown that "age" is a determinant of quality of life, upon diagnosis" being associated with lower QOL.  Individuals with epilepsy who were diagnosed later in life had a difficult time coping with the diagnosis, while those who were diagnosed earlier in life had more emotional toughness. Furthermore, even though some studies have reported data from samples regardless of whether they were diagnosed in maturity, further investigation of the experience of living with adult epilepsy is required. Several psychosocial variables, including self-esteem, emotional health, and social functioning, have been demonstrated to have a detrimental impact on the prevalence of PWE in general in populations throughout the United Kingdom and Europe. However, most studies on adults with epilepsy concentrate on the investigation of seizure-related factors, even though seizure frequency and severity seem to be the most important determiners of how well people with epilepsy live in this group. (Kilinç et al., 2017).
Experts think that patients with epilepsy who have long-term persistent seizures are at increased risk of psychological and social impairment, which may negatively impact their quality of life and even cause them to die earlier than they would otherwise. 
 Researchers found that the following factors contribute to seizure control difficulties: severe brain disease, mental co-mobility, social deprivation, and a lack of self-management information and support for patients. It is believed by the researchers that some of these obstacles may be susceptible to modification by physiological, social, and educational treatments, which would improve the overall determinant of life for individuals with epilepsy and their families. After that, it was argued that because none of these have been tested in the United Kingdom by means of a large randomised controlled trial, they intend to recruit a huge group of Adults with epilepsy who have continual seizures, from specialised clinics, and determine the efficacy and cost-effectiveness of a self-management education course, as it is necessary to demonstrate improvement in adult epilepsy quality of life after sophisticated therapy, as mandated by both the National Institute of Clinical Excellence (NICE) and the National Institute of Health Research (NIHR) in the United Kingdom.
Life experiences alter with age, with older persons with epilepsy being more prone than younger ones to feel isolated from others. According to estimates, 17 percent of older persons communicate with their family, friends, and neighbourhood approximately once a week, and almost half of all those aged 75 and older live lonely and these inversely affects their quality of life.
Physical changes, as well as the loss of the capacity to operate a motor vehicle, diminish one's ability to move about independently. It is possible to have decreased participation in everyday activities, work, and income. In addition to having a diagnosis of epilepsy, factors associated with ageing may make older persons with epilepsy an extremely subject target group to attack. (Baranowski et al., 2018).

Methods:
This research employs a systematic literature review and will be focusing on the following:
1. Characteristics associated with quality of life in Older Adults. January 2012 to February 2022, English language, Journal articles, (Science direct). Keyword: Epilepsy, Quality of life, Adults, Older Adults and United Kingdom. ScienceDirect. United Kingdom. This research analyses the features of patients with epilepsy in the United Kingdom that are associated with their Quality of Life. (Ridsdale et al.,2017).  Data was collected from 404 individuals who had at least two seizures in the preceding year and were sent to specialised clinics. The average age was 42 years, while 54% of the population was female and 75% was white. The average age was 42 years, while 54% of the population was female and 75% was white. To be eligible for the trial, patients had to have a specialist-documented diagnosis of epilepsy (all epilepsy syndromes), have had at least two self-reported seizures in the preceding 12 months, be currently prescribed anti-epileptic medications, be an adult, and able to participate in a two-day epilepsy self-management course, and be able to complete questionnaire in English.  Exclusion criteria included experiencing solely non-epileptic seizures, seizures associated with an acute illness or drug abuse, a major mental condition or terminal disease, and participation in another epilepsy-related research. The study recruited participants from epilepsy clinics at eight hospitals in Southeast England. To ensure that this educational intervention would not cause damage and to maximise participation, recruiting was done via an opt-out approach. Individuals had two opportunities to drop out of the study by returning a paper slip through pre-paid post: (1) before a medical note screening; and (2) after judged eligible following medical note screening and prior to researcher contact. As a result, patients may opt out of the recruiting process without speaking to healthcare professionals or a researcher. The study's ethical principles included a focus on voluntarism, informed permission, secrecy, confidentiality, the avoidance of harm, and openness about the findings. The National Research Ethics Service Committee London—Fulham authorised the research (REC reference 12/LO/1962). With trial registration ISRCTN57937389. Data analysis shows that Individuals with epilepsy, particularly those who have seizures on a regular basis and repeatedly, face several challenges to their mental well-being and well-being in general which affects their quality of life. When it comes to social issues like stigma, lack of support, and loss of self-control, people with epilepsy in the UK haven't spent as much time trying solutions as they should have.
2. The experience of living with adult-onset epilepsy. (Kılınç et al., 2017). English Language, ScienceDirect Journal Article, United Kingdom. Keyword: Epilepsy, Adult-onset, Experience, Phenomenology, Qualitative. This research, which employs a qualitative research approach, explores the encounter of living with epilepsy and the quality of life after being diagnosed as an adult with the disorder. Semi-structured interviews were conducted with 39 persons with epilepsy ranging in age from 18 to 59 years old from across the United Kingdom. After the interviews were completed, the results were analysed six months after they were completed.

It was via an advertisement on the Epilepsy Action Group in the Northeast of England that the participants were recruited for this study. Interested parties were requested to get in touch with the principal researcher to make sure they matched the requirements for inclusion. Other considerations included the fact that the participants had to have been diagnosed with epilepsy between the ages of 18 and 59. Due to the rising recognition of the clinical and psychological needs of older individuals, participants were only allowed to access adult healthcare services at the time of diagnosis. This was significant since older persons may have a different healthcare experience than younger adults. To be eligible for the study, participants had to be taking anti-epileptic medication at the time of recruitment. This was done to ensure that participants did not participate in the study if they were currently experiencing seizures or living with the threat of seizure occurrence at the time of recruitment. Furthermore, there were no further constraints imposed on the sample. A total of 39 individuals (14 males and 25 women) were recruited for the study and they were all diagnosed with epilepsy between the ages of 18 and 25. All ethical principles, informed permission, secrecy, confidentiality, and the avoidance of harm were all observed during the research.
The average age at diagnosis was 31 years, while the median age was 57 years. Data shows that no matter how frequently a person had a seizure, they were worried about the sudden and unexpected occurrence of a seizure, and how it had a greater effect on the individuals who experienced one. This in turn affect their quality of life. Throughout the experiment, the individuals were continually thinking about the chance of having a seizure at any time. Concerned about the possibility of harm and concern for their safety were at the forefront of their minds; even leaving the home may be an issue given the uncertainty around seizure activity. This has a significant impact on their overall quality of life.
3. The experience of epilepsy in later life. (Yennadiou and Wolverson, 2017). May 2014 to January 2022, English, Journal Article, Science Direct, United Kingdom. Keyword: Epilepsy; Illness representations; Adult, Later life. With this study, the researchers aimed to learn more about how older persons with epilepsy thought about their disease because of their own life experiences and observations. In-depth interviews with ten persons with epilepsy over the age of 65 were conducted in a semi-structured manner. In the North of England, 10 individuals were selected from a Neurosciences Department that had had a 34 percent response rate. Volunteers were over the age of 65 and of white British/English background, with the majority being white. All the subjects had epilepsy at some point in their lives, and the average time between diagnosis and treatment was 23 years for the whole group of patients. Because the research was looking at the lived experience of epilepsy in later life, there were no exclusion criteria established in relation to the age at which epilepsy first manifested itself. Patients were excluded if they were diagnosed with dementia, had a learning impairment, had a major co-existing terminal medical disease, or had a substantial mental health condition that may interfere with their ability to communicate their epilepsy experiences with the research team. A list of patients who satisfied the research's inclusion criteria was compiled by two epilepsy nurses with specialised training, who also distributed an information leaflet regarding the trial. The researchers responded to anyone who contacted them and expressed an interest in participating by setting up a suitable meeting time and venue. Following the completion of a short demographic questionnaire, the semi-structured in-depth interview, which lasted on average 57 minutes, was conducted. Several clear questions were added in the interview schedule. A health challenge/ quality of life was chosen as the basis for this concept because it aims to explain how people create opinions and evaluations of a health problem based on their own experiences with that illness. In addition, a generic question was included in the interview schedule to explore any additional concerns that participants believed were essential. Following collaboration with two epilepsy advanced practice nurses and two older adults with epilepsy, the interview questions were trialled and refined to their current form. It was the questions that acted as a guiding framework for the investigation of topics, rather than limiting it to the structures of the model. As opposed to this, participants' narratives were used to guide the interview, with the emphasis placed on their priorities while expressing their own experience. The National Health Service in the United Kingdom acquired ethical clearance via a local ethics commission. At the beginning of each interview, the researcher received written informed permission from each participant, and they all agreed that their findings would be kept secret. The confidentiality of participants was maintained throughout the data processing and writing up process by using nicknames.
3.  Results:
 (a) Theme 1.  Characteristics linked with adult epilepsy quality of life. 
According to the findings of (Ridsdale et al., 2017), people with epilepsy, particularly those who have chronic, regular seizures, suffer a variety of issues with their mental health and quality of life. People with epilepsy in the United Kingdom have not spent as much time as they should have evaluating therapies that might reduce social difficulties such as stigma, a lack of social support, and a lack of self-control. In the United Kingdom, 28.5 percent of adults between the ages of 16 and 64 with epilepsy are jobless or economically inactive. As a result, in compared to overall population data, members of persons with epilepsy who have ongoing seizures are more likely to be unemployed, to live with others in low-income regions, and to be single. (Kerr, Nixon and Angalakuditi, 2011). The majority (69 percent) of these UK adults with persistent seizures recruited from specialist clinics had had epilepsy for a long time, with a median of 18 years since symptoms, and their epilepsy was hard to manage, with the majority (69 percent) experiencing 10 or more seizures in the previous year. Almost half (45.8 percent) of those assessed had a history of a medical or mental problem. Emotional experiences were twice as prevalent as sadness symptoms (54 vs 28 percent). An even higher number of individuals (63.1 percent) reported feeling stigmatised because of poor quality of life. People with epilepsy, particularly those who suffer chronic, regular seizures, face several challenges to their mental health.

(b) Theme 2. The experience of epilepsy in later life. (Yennadiou and Wolverson, 2017). 
The result from this review shows that, Participants described frightening and upsetting epilepsy-related experiences. Participants felt alone and isolated because of negative feelings and cultural ignorance. Older individuals perceived epilepsy as powerful, persistent, and surprising. The unpredictability of epileptic episodes seems to raise participants' fear of impending seizures.
The strong nature of the illness seemed to drive the negative repercussions and impede efforts at adjustment, putting individuals in a continual fight to balance the psychosocial problems of epilepsy with diverse coping techniques. When you have epilepsy, they tell you that you can live a regular life, but you can't, and you try to adapt and manage. Participants expressed stressful and traumatic epilepsy-related experiences. During episodes, possibilities of sustaining significant and often life-threatening injuries are more likely.  Following a seizure, healthcare experience, especially hospitalizations, were extremely stressful and seemed to lead to a fear of future seizures.
Epilepsy is a tremendous presence, and individuals often expressed feeling defenceless and powerless which affect their quality of life.

(c). Theme 3. The experience of living with adult-onset epilepsy. (Kılınç et al., 2017). 
 The result shows that no matter how often a person experienced a seizure, they were worried about the sudden, unexpected incident of a seizure and how this affected their quality of life, and how it had a greater effect on the individuals who were experiencing it themselves. (Selai and Trimble, 1995). People suffering with epilepsy grew concerned about their ability to do ordinary tasks such as taking a bath or cooking outside supervision, and this resulted in a sense of being constrained by the disease. This was worsened by the fact that they had previously lived as adults without epilepsy as autonomous individuals who were able to participate in these activities without giving it a second thought before becoming ill. (Koltai et al., 2021).
Some people had panic attacks when they thought about having another seizure, which shows how uncertain seizure occurrence can have a big effect on the emotional well-being of people with epilepsy. This contradicts the literature that says that controlling seizures would lead to better psychosocial outcomes for people with epilepsy. (Jacoby et al., 2014).


5.  Discussion: 
Theme 1. 
Individuals with epilepsy, especially those who experience seizures daily and frequently, confront various obstacles to their mental well-being in general, which impacts their quality of life. People with epilepsy in the UK haven't spent enough time attempting to solve social concerns including stigma, lack of support, and loss of self-control. This review included a concentration of White participants. Because the UK is multi-cultural, the review's results may not be true. Other ethnicities may have various effects of the dieses. Further research should utilise a diverse range of people with varying ethical, age, and gender preferences. Compared to other stigmatised disorders, less emphasis has been placed on evaluating treatments and support to minimise social impairment associated with epilepsy care in the UK. So, the government should respond similarly.
Theme 2. 
People with epilepsy and how they live their lives after being diagnosed as adults are the focus of this study. 
When people had a seizure, it didn't matter how often they had one. They were worried about the unforeseen nature of a seizure, and how it had a bigger impact on the people who had one. This, in turn, influences their lives. A seizure could happen at any time during this experiment. It may be difficult for them to leave the house because there is so much uncertainty about seizure activity. They were worried about harm and their own safety. This has a big impact on their general quality of life. The government should place a greater focus on providing training and education to persons who are affected by epilepsy. Many individuals with epilepsy in the United Kingdom are jobless because to a fear of being shamed in the workplace. It is recommended that more security payments be provided. These guidelines will also have a positive influence on health and social care practises since they will help to lessen the effects and occurrence of epilepsy in the population.
Theme 3. With this study, the researchers wanted to find out more about how older people with epilepsy thought about their condition because of their own life experiences and what they had seen and read. Because this concept is about how people think about and evaluate a health problem based on their own experiences with that illness, it was chosen as the foundation for this concept. People who had epilepsy-related experiences described them as scary and upsetting, according to this review. Participants felt alone and isolated because of negative feelings and a lack of knowledge about other cultures. Older people saw epilepsy as powerful, long-lasting, and surprising. Participants seem to be more afraid of having epileptic episodes because they don't know when they will happen. Participants talked about frightening and unpleasant epilepsy-related events. Negative feelings and a lack of knowledge about other cultures made people feel isolated and lonely. Epilepsy was seen as strong, persistent, and unexpected by older people, who had it. The unpredictable nature of epileptic symptoms may make people more worried about having more seizures in the future.
People who suffer from epilepsy should be provided with greater training and education by the government, and the government should pay more attention to the problem. The reason why many persons with epilepsy in the United Kingdom do not have jobs is because they do not want to be stigmatised at their places of employment. It has been proposed that greater security payments and adequate treatment be provided in the future. This set of recommendations will also be beneficial to the health and social care professions since they will assist to reduce the impact and incidence of epilepsy in the public population. Limitations: In these three topics, (theme 1, 2, and 3), older adults diagnosed after age 65 had greater psychosocial functioning than younger people afflicted earlier in life. More research is needed to understand what influences these disparities in adjustment, coping, and sickness perceptions across life stages and time itineraries. Concerns regarding the effect of epilepsy on others were raised in surveys conducted with children, teenagers, and adults. Concerned about their well-being and attempting to keep them safe, friends, parents, and siblings of children with epilepsy expressed their worry. Adolescents and young adults with epilepsy have indicated that their peers are concerned.
6. Conclusion:
Around 20 million individuals worldwide suffer with epilepsy, making it one of the most common long-term illnesses on the planet. It has an impact on around 600,000 people in the United Kingdom. A surprising amount of study has been done on the issue of living with epilepsy as an older person, even though adults are more often than children to be diagnosed with the condition. Individuals with epilepsy who have had a significant number of seizures are more likely to have a poor quality of life, as well as despair, worry, and a sense of guilt. These results indicate that strong education efforts to promote awareness and understanding among the general population, as well as increased engagement of Health Treatment Practitioners that specialise in the treatment of individuals suffering from epilepsy are in desperate need of recruitment.
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