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[bookmark: _Toc1616437845]ABSTRACT

This dissertation explores the strategies available to support adults living with epilepsy in the United Kingdom, a chronic neurological condition affecting over 600,000 people nationally, characterised by unprovoked and recurring seizures caused by abnormal electrical activity in the brain. The study aimed to investigate current support strategies, identify best practices, examine gaps in service provision, and recommend areas for improvement within the UK healthcare system, guided by three objectives: analysing the concept and impact of epilepsy on UK adults, evaluating effective support strategies, and identifying factors contributing to successful self-management and quality of life. Employing a secondary qualitative research methodology with an interpretivism philosophy, deductive approach, and explanatory design, the study conducted a systematic literature review of peer-reviewed journals, articles, and statistical reports published within the last decade, focusing exclusively on UK-based epilepsy care. The findings revealed that epilepsy significantly impairs adults through recurrent seizures, physical injuries, high comorbidity rates—particularly depression and anxiety—and substantial socioeconomic challenges, while effective support strategies include technological innovations such as the EpSMon self-assessment tool, Epilepsy Specialist Nurses, and self-management education programmes like SMILE (UK) and HOBSCOTCH. However, critical gaps persist, including inadequate paediatric-to-adult care transitions, regional variations in service quality, limited specialist access, and insufficient psychological support, particularly for older adults. The dissertation concludes that although the UK has established comprehensive NICE and NHS guidelines, significant deficiencies remain in service continuity, patient education, and mental health provision, with successful self-management depending on medication adherence, seizure tracking, lifestyle management, and robust social support; therefore, recommendations include increasing public awareness, ensuring specialised care, enhancing charity support and counselling services, and implementing clear seizure action plans to improve safety outcomes, ultimately emphasising the need for more personalised, integrated approaches addressing the holistic needs of adults living with epilepsy.
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[bookmark: _Toc133016517]CHAPTER 1: INTRODUCTION 


[bookmark: _Toc117890260]1.1 Overview 
This chapter introduces the foundational elements of this dissertation, which explores the strategies available to support adults living with Epilepsy in the United Kingdom. It begins by defining the main concepts central to the research, followed by the rationale that justifies why this study is necessary and timely. The chapter then presents the overarching aim and the specific objectives that will guide the systematic literature review. Finally, it outlines the overall structure of the dissertation to provide the reader with a roadmap for the chapters to come.
[bookmark: _Toc952859866]1.2 Definition of Main Concepts 
The primary concept behind studying epilepsy in the UK relies on classifying the disease and understanding its causes. Patients with epilepsy often witness various syndromes, which are further classified into types of seizures, EEG findings, and the age of onset. The entire disease of epilepsy is further classified into some primary categories, which are structural (tumour), genetic (inherited mutation), infection (meningitis), metabolic, and immune (encephalitis) (Potnis et al. 2020).
The recent trends of epilepsy in the UK have demonstrated the fact that the older demographics and the socially deprived population are at higher risk of being impacted. In these situations, stroke or dementia is considered to be the main cause. In an annual trend, more than 29,000 new epilepsy cases are diagnosed in the UK, with peaks being present in childhood and in old age (Symonds et al. 2021). Situations are further exacerbated by the increasing misdiagnosis rates, with 23% of individuals with epilepsy receiving the wrong treatment (UK Parliament, 2015). This creates a scope of new and improved diagnostic techniques like EEG and neuroimaging.
The current treatment practices of epilepsy in the UK are based on the NICE guidelines provided by the National Institute for Health and Care Excellence (NICE, 2025). It prioritises finding the right anti-seizure medication to achieve freedom from seizures. Apart from the specialised drugs, epilepsy treatment calls for specialised and experienced medical professionals. Despite the claim of offering effective medication to the patients, there are significant gaps, such as shortages in treatment, prevalence of unmet needs, and other associated mental health concerns.
[bookmark: _Toc513171350]1.3 Rationale of the Study 
The rationale for this study: personal and academic.
[bookmark: _Toc1441790216]1.3.1 Personal Rationale 
As a researcher who lives with epilepsy, this topic holds deep personal significance. Having navigated the transition from diagnosis to adulthood within the UK healthcare system, I have directly experienced both the effectiveness and the shortcomings of existing support strategies. This lived experience provides a unique insider perspective, fostering a genuine commitment to exploring what the evidence base says about supporting individuals like myself. It is this personal connection that fuels the dedication required for a rigorous systematic review.
[bookmark: _Toc5744219]1.3.2 Academic Rationale
Epilepsy ranks among the most prevalent and severe neurological disorders globally, impacting more than 70 million individuals. The condition involves an enduring tendency to experience unprovoked seizures and brings with it a wide range of neurological, psychological, and social challenges. Approximately 80% of those affected reside in low- and middle-income nations. In numerous regions, epilepsy remains highly stigmatized, often preventing those affected from accessing necessary care (Tittensor, 2022). 
The pharmacological management of epilepsy involves key decisions guided by a personalized risk–benefit assessment, such as determining when to start treatment and selecting the appropriate antiseizure medication (ASM). With over 25 ASMs currently available, clinicians can customize therapy to suit individual patient needs. While the choice of ASM is largely influenced by epilepsy type and drug efficacy, other important considerations include the patient’s age, sex, comorbidities, and concurrent medications. Additionally, factors like individual susceptibility to side effects, convenience of use, cost, and personal preferences should also be weighed in the decision-making process (Thijs at al., 2019).

[bookmark: _Toc207697005]1.4 Aim of the Study
Explore the current strategies used to support adults with epilepsy in the UK, identifying best practices, gaps in service provision, and areas for improvement.
[bookmark: _Toc1618286240]1.5 Objectives of the Study
· Discus epilepsy and its impact on adults.
· Analise the strategies to support adults with Epilepsy in the UK.
· To investigate the factors that adults with epilepsy feel contribute to successful self-management and quality of life and evaluate the effectiveness of care models management.
· To propose recommendations for improving the integration of health and social care strategies for this patient group.
[bookmark: _Toc1481260638]1.6 Structure of the Dissertation 
This dissertation is organised into six chapters, as follows: 
Chapter 1: Introduction: The current chapter, which establishes the background, defines key concepts, justifies the study, and states the aim and objectives. 
Chapter 2: Background and Context: This chapter provides a more detailed overview of epilepsy as a condition and the specific policy, healthcare, and social context within the UK. It will discuss the epidemiology of epilepsy in adults, the historical development of support services, and the current policy landscape (e.g., NHS Long Term Plan, NICE guidelines). 
Chapter 3: Methodology: This chapter will detail the systematic approach taken for this scoping review. It will outline the research design, the search strategy employed across multiple databases, the inclusion and exclusion criteria for selecting studies, the process of data extraction, and the method of data synthesis. It will also include a reflexive statement acknowledging the researcher's positionality as an insider researcher. 
Chapter 4: Findings: This chapter will present the results of the scoping review. It will include a PRISMA flow diagram illustrating the study selection process and will map the identified support strategies, presented thematically or categorically according to the objectives. 
Chapter 5: Results and Discussion: This chapter will interpret the findings presented in Chapter 4. It will discuss the implications of the mapped strategies, compare them to the broader literature, explore the identified gaps, and consider the significance of the findings for policy, practice, and future research. 
Chapter 6: Conclusion: The final chapter will summarise the main conclusions of the study, revisit the aim and objectives, acknowledge the limitations of the review, and offer final reflections and recommendations.



[bookmark: _Toc394132381]Chapter 2: Background
[bookmark: _Toc395374021]2.1 Introduction
The background chapter establishes empirical research on the chosen topic of epilepsy in the UK adults and their care strategies. This will encompass studying the historical context of both the study and the care development. Furthermore, both the national and international contexts of epilepsy and its care requirements will be studied to effectively summarise and ponder upon the current gaps.
[bookmark: _Toc460562356]2.2 Historical Background 
Historically, epilepsy in the UK evolved from a stigmatised condition often mistaken for demonic possession or some other mental illness in the 19th century (Kotsaki, 2022). It led to institutionalisation in asylums and further to modern, treated neurological conditions. The primary 19th-century stigma was rooted in the fact that it was a hereditary disease and was often linked with insanity and criminal behaviour. Affected individuals were often locked away due to the fear of facing social stigma or confinement in the designated workhouses. Medical advances were primarily conducted between the 1850s and the 1900s. In the year 1859, Bromides were introduced as the first effective prophylactic treatment in the UK (Lamb, 2018b). During the 1970s, neurologist and surgeon John Hughlings Jackson and Victor Horsley pioneered the study of focal seizures and the mapping of epileptic activities within the cortex of the brain. Furthermore, in the year 1894, the “Colony” system was launched to combat the social exclusion of the epileptic patients, under the name the Epilepsy Society (van der Sman et al. 2026). This establishment was initially named the National Society for the Employment of Epileptics. It established a specialised community for people with epilepsy to live and work at Chalfont St. Peter. The available treatment options gained momentum in the year 1912, following the launch of phenobarbital (Green et al. 2018). In the context of care of these patients in the historical periods, people with epileptic episodes were mostly left untreated. For initial care, the National Hospital for the Paralysed and Epileptic was established in London in 1860 (Queen Square Archives, 2026). The 1950s were witness to the introduction of the very first electroencephalogram (EEG) at the Chalfont Centre, contributing significantly to the process of diagnosis. Apart from the introduction of phenytoin in 1938, other subsequent drugs, like carbamazepine, allowed care providers to gain better control over epileptic seizures.
[bookmark: _Toc746677074]2.3 Theoretical background 
The United model of Generalize 
This model refers to an integrated, holistic method of practice which connects disparate segments into meaningful whole contexts. It goes beyond narrow specialisations by amalgamating road knowledge, diverse skills, and sustained relationships to manage complex, multifaceted problems (Moor et al. 2023). In the context of epilepsy in the UK, this model refers to a conceptual framework for offering integrated healthcare, aiming to address the gap between expert neurologist care and generalist management (Cotterill et al. 2024). The theory proposes a continuum of care which brings together various skills and teams to address both seizure control and the psychological needs of epileptic patients. It especially emphasises the role of Epilepsy specialist nurses fr he management of daily care and education.
Social Learning Theory 
As opined by Thompson (2018), social learning theory posits that people tend to learn new behaviours, attitudes, and emotional reactions from observing and mirroring others present within their social environment. It perceives learning as a cognitive process occurring within a social context, encompassing observation, imitation, and reinforcement. In the context of epilepsy, it refers to a psychological framework applied in the self-management programs. It highlights that people with epilepsy can improve their quality of life, self-confidence and self- management behaviour by observing, modelling, and imitating others like peers and healthcare professionals. In the UK, programs like the Smile UK program are designed for group education, aiming to enhance self-management skills, improve the quality of life, and increase confidence (Ridsdale et al. 2018).
[bookmark: _Toc619201659]2.4 International Context 
Epilepsy and its impact on adults in the global context 
Epilepsy has been defined as a chronic, non-communicable brain disease which affects approximately 50 million people all across the globe (Yang et al. 2024). This makes epilepsy one of the most common mental health diseases within the international healthcare domain. Adults are mostly impacted by this disease through recurrent seizures, physical injuries, high rates of comorbidities (like depression and anxiety), and substantial social, economic, and human rights challenges. The burden of the disease is not distributed equally, with approximately 80% of those impacted lives in low to middle-income countries where treatment gaps exceed 75% (World Health Organisation, 2024). As of the reports dated 2021, approximately 51.7 million people were actively suffering from epilepsy across the globe. Nearly 5 million people are diagnosed each year, with the incidence rates in low and medium-income countries (139 per 100,000) being significantly higher than those of the high-income countries (48.9 per 100,000). The trends between 1990 and 2021 have highlighted that there is an increase in age-standardised incidences by 12% (Feigin et al. 2025). Contrastingly, death rates continued to decrease, indicating that people are now continuing to live with the disease. In the context of regional disparities, it has been witnessed that the burden is the highest in Africa and South-East Asia due to high infection rates, traffic injuries, and birth-related trauma. One of the primary reasons why the cases of epilepsy are higher in the low to medium-income countries is the fact that almost 90% of patients fail to receive adequate treatment. This gap is primarily due to a lack of trained personnel, low availability of anti-seizure medicines, and cultural barriers.
Strategies to support adults with epilepsy in the global context
As opined by Rehab et al. (2024), supporting adults with epilepsy globally calls for a multi- layered approach which addresses the 75% treatment gaps within the low and medium-income countries, combats the stigma, and provides comprehensive care that goes beyond mere medication. The core strategies focus on decentralising care, leveraging technology, and empowering community-based support.
Technological and digital innovation
Considering the advances made in the digital health segment, virtual consultations have become the primary strategy, especially for reaching patients residing in rural regions. It has been witnessed that 50% of people with epilepsy are using teleconsults in some global regions. The ILAE Taskforce n Telemedicine highlighted an increased use of voice calls for remote epilepsy consultations (International League Against Epilepsy, 2026). 
Self-Management Education Programs
This refers to the programs that tend to empower patients to take an active role in their care, have shown higher success in minimising depression and improving the quality of life. For instance, HOBSCOTCH (Home-Based Self-Management and Cognitive Training Changes Lives) is a program which has been designed for adults to manage cognitive issues through compensatory techniques (American Epilepsy Society, 2026).
Lifestyle and behavioural interventions
These are non-pharmacological approaches that are increasingly being used alongside medication to manage refractory seizures and the mental health comorbidities. For instance, in Guinea, West Africa, the e=mc 2 clinical trial, where ‘e’ stands for education, ‘m’ stands for medication, and ‘c’ stands for conditional cash (Rezaei et al. 2024). This test is designed to improve the uptake of anti-seizure medications and outcomes for people with epilepsy.
Factors contributing to successful self-management and quality of life for epileptic adults, and the effectiveness of the current care models
Successful self-management and improved quality of life for epileptic adults are primarily driven by a blend of high self-efficacy, stronger social support, medication adherence, and the mitigation of psychosocial barriers, such as social stigma. Self-efficacy and knowledge portray confidence in managing one’s own health, and having high epilepsy knowledge, which ae he positive predictors of self-management (Huang et al. 2025). Support from families, friends, and the community is significant in minimising the impact of epilepsy on daily life. In the context of lifestyle management, regular medication intake has been found necessary, blended with adequate sleep and a reduction in stress. Reliance on monotherapy is another significant factor that contributes to the improvement of the quality of life of epileptic patients. The intake of a single anti-seizure medication generally has more beneficial outcomes as compared to polytherapy due to the fact that monotherapy has fewer adverse side effects. Regarding the effectiveness of current care models globally, it was evident that dependency on a full-cycle management is more fruitful than any other care model. This approach generally combines technical precision with manual, interdisciplinary care (Fernando et al. 2023). For instance, Specialist Nurse Services play a significant role in bridging the gap between primary and tertiary care, offering education, and minimising unplanned hospitalisations. Telemedicine and mHealth, such as My Seizure Diary and Epilepsy Journal, are helping in overcoming geographical barriers to care, facilitating remote monitoring and just-in-time appointments, especially in resource-poor locations.

[bookmark: _Toc1919163029]2.5 National/Local Context 
Epilepsy and its impact on adults in the UK In the UK scenario, epilepsy affects over 600,000 people in the UK, approximately 1 in 100 adults, with 80 new diagnoses every day. It causes significant impacts, including employment challenges, driving restrictions, and mental health issues like anxiety and depression. Out of the impacted, 64% of the cases are milder, while another 32% are classified as severe (Epilepsy Action, 2026). Many individuals manage seizures with medication, whereas the other half of the population experiences uncontrolled seizures, and stigma remains a major issue. The employment landscape in the UK highlights the persistence of the societal stigma, with four in ten managers admitting to not hiring someone with epilepsy. Adults with epilepsy witness higher rates of unemployment or instability at work, and some hide their condition due to the fear of discrimination. The seizures in epileptic patients often require driving restrictions, impacting the independence of these individuals. Irrespective of the NICE guidelines recommending annual reviews, some patients still face difficulties accessing specialist care, especially in resource- deprived settings. In the context of mortality, 2020 reports have highlighted that 916 people in England, Wales, and Scotland died due to epilepsy as the primary cause (Epilepsy Research Institute, 2026).
Current strategies to support adults with epilepsy in the UK
Current strategies for supporting adults with epilepsy in the UK focus on a multidisciplinary, patient-centred approach, tending to enhance seizure control, enhance safety, and support mental health (De Giorgi et al. 2025). These strategies are being monitored and maintained by the National Institute for Health and Care Excellence guidelines and NHS pathways, focusing on personalised care plans, access to specialist nurses, and the integration of new technologies. Specialised medical and nursing care involves epilepsy specialist nurses (ESN) and personalised treatment plans (Locatelli, 2019). ESN serves as the primary point of contact for patients, offering education, medication management, and emotional support, which often leads to better seizure management and critical emergency visits. Furthermore, based on the guidelines given by NICE, clinicians aim to prioritise anti-seizure medication where possible. In the scenario of drug-resistant epilepsy, alternatives like Vagus Nerve Stimulation or epilepsy surgery are considered. In the context of a real-life example, patients with persistent focal seizures are often referred to specialised clinics for MRI and EEG monitoring to evaluate whether or not there is a need for surgical resection (Epilepsy Society, 2026).



[bookmark: _Toc12457191]CHAPTER 3: METHODS

[bookmark: _Toc1054112561]3.1 Introduction 
Research methodology refers to the entire blueprint of the research through which the researcher has proceeded in this work (Kirongo and Odoyo, 2020). The research methodology would be segregated into different parts, such as research philosophy, research approach, and research design, research strategy, data collection method, data analysis method, data analysis technique and more. All these parts provide a step-by-step guideline to the researcher to complete the research on time. 
[bookmark: _Toc1352857660]3.2 Research philosophy 
As opined by Mbanaso et al. (2023), research philosophy demonstrates the process of knowledge creation, understanding of the knowledge, interpretation of the knowledge and so on. It controls the data collection process and the data analysis technique so that the researcher can easily achieve the aim of the research. Among all the major types of research philosophy, which are positivism, interpretivism, pragmatism and realism, the researcher has selected interpretivism for this research. Interpretivism is used for socially constructed reality, especially when the researcher has decided to proceed with the qualitative data. In this research, the topic demands to get the outcome of different strategies that can help the UK government as well as the healthcare sector to deal with adult patients suffering from Epilepsy. It is also effective for social science studies, cultural studies and psychology-based research.
[bookmark: _Toc1330677417]3.3 Research approach 
The research approach is mainly used for aligning the research process with its objectives to benefit the researcher (Islam and Aldaihani, 2022). The suitable selection of the research approach also assists the researcher in answering all the research questions and creating a hypothesis as per the topic’s demand. There are mainly two types of research approaches available to a researcher such as the deductive approach and the inductive approach. It is the personal choice of the researcher which research approach would be followed throughout the research. For instance, when researching about the treatment or dealing strategies with epilepsy’s patients in the UK, the researcher has decided to rely on the deductive approach. In this case, existing theories and models have been opted by the researcher to align it with the topic.
[bookmark: _Toc766595158]3.4 Search design 
Research design is mandatory for every research as it connects the overall aim, objectives and questions of the research with its selected methods (Dovetail, 2023). In this stage, the researcher can understand whether the methodological selections were right or wrong. It provides an opportunity to the researcher to introspect on the entire process once again to confirm its validity. Mainly, research designs are three types which are descriptive design, explanatory design and exploratory design. All the research designs carry different characteristics, and it is the ability of the researcher to select the perfect one as per the topic. In this study, the researcher has focused on an explanatory research design as it is highly suited to clinical studies. The cause-and-effect of any topic can also be smoothly analysed with the help of this type of research design.
[bookmark: _Toc237778985]3.5 Search strategy 
As stated by Johannesson and Perjons (2021), research strategy is a more realistic approach to research than other methodological aspects. It answers all the reasons of selection in the total research. However, the researcher needs to have a proper plan to implement the chosen research strategy as it demands high perfection from the researcher. The research strategy can be defined into two parts, which are the qualitative strategy and the quantitative strategy. There is another research strategy which is known as mixed strategy, and it is applied when the researcher chooses both the qualitative and quantitative research strategies. When finding out the strategies to deal with Epilepsy in adults, I have decided to follow a qualitative strategy to include UK-based data and research outcomes of other researchers to conclude in this research. Further, a qualitative research strategy is very important for discovering the interrelation between collective and individual dimensions and the changes in identity (Taken from the material).
[bookmark: _Toc453822745]3.6 Data collection method
The collection of data is completely the personal choice of the researcher, as it controls the overall quality of the research and its significance to society. Data collection methods can be of different types such as primary data collection, secondary data collection and both primary and secondary data collection (Taherdoost, 2021). The researcher has decided to follow only secondary data collection to collect theoretical and concept-based data that highlights different measures and techniques to treat adults who are suffering from epilepsy. The data collection method is a highly crucial part of the research when the researcher has kept different conditions in mind to maintain the reliability and validity of the research.
[bookmark: _Toc616683146]3.7 Data analysis method 
After collecting all the data for research, it is the main responsibility of the researcher to
analyse that data and include it in the research (Litmaps, 2025). The analysis process can be of different types such as while collecting secondary data, the researcher can follow thematic analysis, case study analysis and systematic literature review process and some other types of data analysis process. In the case of conducting research about patients with epilepsy, the researcher has thoroughly followed the systematic literature review process. All the articles and journals chosen in the research are completely aligned from the objectives of the research to achieve the aim of the study.
[bookmark: _Toc1448005546]3.8 Sampling technique
As stated by Webster (2023), the sampling process of a research study shows the transparency maintained by the researcher, and it also demonstrates the quality of the research from a broad perspective. A probability selective sampling has been selected by the researcher as the individual was certain about the databases and the inclusion and exclusion criteria of the research to avoid the possibility of fake information or vague data entry.
[bookmark: _Toc1966094601]3.9 Ethical consideration 
Research ethics shows the standards of conduct for all types of research to protect the dignity and ethical principles of the research. In this study, the researcher has followed the GDPR of the UK so that nobody can take use the research outcomes without formal consent. It not only confirms the integrity of the research but also influence the review process of the research.
[bookmark: _Toc869797001]3.10 Inclusion and exclusion criteria 
The inclusion criteria of the researcher were it only showcases the data of the adults who are living in the UK and suffering from epilepsy. All the data and journals are peer-reviewed to maintain the quality of the research, and also all the journals and books have been published within the past 10 years. Further, all the articles, books and other data sources are in the English language. On the other hand, the exclusion criteria were the adults who had been confirmed with epilepsy, and any literature that had included information from outside the UK.
[bookmark: _Toc307438522]3.11 Summary 
The research methodology has discussed all the reasons for selecting the positivism
philosophy, followed by a deductive approach, explanatory design, qualitative strategy,
secondary data collection process and systematic literature review by choosing relevant
journals and articles. Other methodological choices have also been showcased in this research methodology section.
[bookmark: _Toc1086190954]3.12 Prisma 
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[bookmark: _Toc1267045720]CHAPTER 4: RESULTS AND DISCUSSION

[bookmark: _Toc1081173228]4.1 Introduction 
Results and discussion chapter illustrates the core research findings which tend to answer the research questions. This chapter interprets the findings from data collection to explain their significance, compare them with previous studies, and address the limitations (Patten, 2016). The following chapter, based on a similar principle, will highlight a systematic literature review to compare the different areas of epilepsy studied by different authors, their differences in methodologies, as well as the findings. As mentioned in the inclusion and exclusion chapter in the methodology section, all journals are focused on epileptic conditions in the UK, are peer-reviewed, and are written in English.

[bookmark: _Toc1508684394]4.2 Results 
	Journal name 
	Authors
	Methods used
	Findings

	Disclosure strategies in adults with epilepsy when telling “I have epilepsy” : The How2tell study
	Elliott, N., at all (2019).
	The research is based on in-depth, one-on-one interviews to explore first- hand experiences of self-
disclosure of people with Epilepsy in the UK. An inductive-deductive method has also been used to identify and justify the strategies used for disclosures.
	In the interview, a total of 49 adults with epilepsy participated. From the analysis of the data, it was revealed that there is a total of six categories of strategies commonly used by patients with epilepsy in the process of disclosure. The primary category is the concerns about disclosing, followed by weighing up who to tell and when. The third stage is finding the right opportunities to tell, which is fallowed by ways to construct the massage. The last stages include tailoring the massage based on the audience, such as family, friends, colleagues, and others and managing reactions.  

	Transition from paediatric healthcare to adult healthcare for young people with epilepsy in the UK: A scoping review.
	Paternoster, J., at all (2025). 
	The research undertook a systematic search of studies published in the peer reviewed journals and conference abstracts.
An online search was also conducted to identify epilepsy transition recourses available from the National Health Service (NHS) and other charities. 
	The primary finding of the study illustrated the fact that a lack of continuity of care from paediatric to adult service was a common concern in the field of epilepsy in the UK. The transition from paediatric care to adult care often left a significant impact on the parents, illustrating how they have struggled to let go. Some parents have also agreed to the fact that their knowledge on their child’s condition continues to decline after the transition, while there is also a reduced knowledge amongst the adults' caregivers. It has also indicated that the transition being an overall negative impact, stemming from the fact that only 5% of NHS caregivers have the adequate resources to smoothen the transition. 

	Assessing the extent and determinants of socioeconomic inequalities in epilepsy in the UK: a systematic review and meta-analysis of evidence.
	Bush, K. J., at all (2024)
	Core methodological tools used in this research was systematic review and meta-analysis, where six bibliographic databases and grey literature were studied. It was to identify UK studies presenting epilepsy incidents or epilepsy-related adverse outcomes by socio-economic factors. Longitudinal cohort study is conducted through routine collection of healthcare data, cross-sectional studies, and linked cohort studies. 
	This study has depicted that medium and high levels of socio-economic deprivation are associated with an increased risk of incident epilepsy compared with low levels of socio-economic deprivation. This risk was more prominent when comparing people living in high deprivation and those living in low deprivation. In the context of highly deprived areas, the risk incident epilepsy is higher by 34%. This establishes a clear demonstration of the need for public health efforts in the UK to minimise the socio-economic inequalities in epilepsy healthcare. Furthermore, it has also highlighted that the instances of socio-economic inequalities in epilepsy starts from early childhood. 

	Outcomes in newly diagnosed epilepsy in adolescents and adults: Insights across a generation in Scotland.
	Brodie, M. J. (2017) 
	Initially beginning with the establishment of an epilepsy unit in the Western infirmary, Glasgow, Scotland, the study considered a focused approach to patients with newly diagnosed epilepsy. A series of 4 analyses had been taken into consideration throughout the years, leading to the identification of the factors contributing to poorer prognosis. It has also focused the different drug schedules and their impact on epileptic patients. 
	In the first, second, and third regimen of the study, the findings highlighted that many if not most seizure free patients with newly diagnosed epilepsy will actively respond to a modest or moderate dose of epilepsy. Another important observation is that the relevance of high seizure density for up to a year prior to the diagnosis in terms of predicting the subsequent pharmacoresistant epilepsy. 
Another finding has represented the contribution of psychiatric comorbidities to poorer outcomes in the newly diagnosed epilepsy 

	The impact of a clinical review of people with active epilepsy not under shared care by a GP with special interest.
	Minshall, I., & Neligan, A. (2022)
	The purpose of the research was to review the clinical outcomes of a single face-to-face review of people with epilepsy not under shared care. On one hundred and eighty-one people with epilepsy who were not under any shared care, were invited for a review, following the review of the outcomes after 12 months. 
	The study had found that a single face-to-face review significantly increased the vitamin D prescriptions and an improved identification of the bone health risk. 76% of the arranged DEXA scans yielded abnormal results. 51% of the patients attended the review, indicating toward a fact that there is a high reluctance among patients in order to alter, change, or withdraw from existing anti-seizure medication regiments, even when they are at a suboptimal stage.
Nonetheless, the research failed to make any difference in the annual GP epilepsy reviews, which suggests that a single intervention could not change the long-term care patterns. 

	Epilepsy deaths: Learning from health service delivery and trying to reduce risk
	Morrish, P., Duncan, S., & Cock, H. (2020)
	The secondary data
collection process has
been used to analyse the existing databases from the National Health Service or NHS. It has
reviewed the risk factor,
morality trends, and
health care service
delivery apart from
primary data from the
patients.
	 The data from 2001 to 2014
has highlighted a rapid increase of epilepsy-associated deaths focusing
on the falling all-cause deaths in the UK. It has been determined that the people
who are under 54 years old
and 16 to 24 years are highly
suffering from this disease.
Multiple gaps are also being
analysed in the caring
processes like inability to
detect seizures, tracing the
drug effectiveness, risk monitoring and so on. As per
the report, the Sudden
Unexpected Death in
Epilepsy has been accounted for 38% who are under the age of 45.


	Best care for older people with epilepsy: A scoping review
	Wojewodka, G., McKinlay, A., & Ridsdale, L. (2021)
	The concerned research on epilepsy care of older patients had utilised Arksey and O’Malley framework, featuring a narrative synthesis of literature, quality appraisals using a modified Downs and Black checklist, and a broad search of databases. This encompassed Ovid, PubMed, and CINAHL. 
	The scoping review has led to the findings that older people with epilepsy suffer from significant gaps in care, including a limited self-management support, lack of tailored care plans, and low referral rates to neurology. 
Key findings have indicated the fact that high mental health symptoms, a need for extensive trials on the interventions. The research has pointed toward the fact that the existing care practice is more inclined towards seizures, whereas these patients mostly require integrated care addressing comorbidities, frailty, and polypharmacy. Additionally, older patients with epilepsy report higher levels of anxiety and depression, illustrating the need for psychological support. 

	Factors associated with illness representations in adults with epileptic and functional seizures: A systematic review
	Williams, I. A., Morris, P. G., McCowat, M., & Gillespie, D. (2023)
	In the systematic review of factors associated with illness representations in adults with epileptic and functional seizures, a
comprehensive search of three databases in order to identify the studies exploring associations
between illness perceptions and
biopsychosocial factors. It included the studies which were assessed using a bespoke quality appraisal tool.
	The systematic review in the
research found that more
threatening illness
representations are often
associated with poorer
clinical outcomes, such as a
higher distress and a lower
quality of life. This is similar
in terms of both epileptic
patients and those with
functional seizure. The threat
perceptions were more
strongly linked with poor
outcomes in epilepsy, it
failed to address any clear
differentiation in illness
beliefs in between the two
groups. Further in the
findings, the pieces of 26
evidence linking negative
illness perceptions to poor
outcomes were stronger in
epilepsy patients as
compared to those of
functional seizures.

	Improving epilepsy management with EpSMon: A Templar to highlight the multifaceted challenges of incorporating digital technologies into routine clinical practice
	Newman, C., Ashby, S., McLean, B., & Shankar, R. (2020)
	The research has
prioritised on the quality
Improvement Methodology (secondary) through utilising the EpSMon app. In this context, the research has utilised the framework approaches in order to improve the risk education apart from the traditional random controlled trials.
The method includes
public co-design and
patient models to develop the risk check-list and determining the user engagement and adoption strategies.
	The EpSMon tool is
designed through the base of public co-design and patent
models. It is quite effective in
adopting the existing SUDEP or Sudden Unexpected
Death in Epilepsy and seizure safety check-list. It
has also determined that
implementing digital innovation in the routine
caring practices, analysing the soft challenges of the
clinician and commissioner
engagement are quite vital.
The addressed innovation is
quite effective for self-
assessing the patients
regarding the epilepsy issues and focusing on improving
self-empowerment.
However, shifting towards
digital caring services from
the traditional cause issues
like technological limitations,
poor connectivity. It affects
the quality of the services
along with the overall clinical
practices for the patients.

	What really matters? A mixed methods study of treatment preferences and priorities among people with epilepsy in the UK
	Ring, A., Jacoby, A., Baker, G., Holmes, E., Hughes, D., Kierans, C., & Marson, A. (2019)
	In terms of collecting the
authentic and relevant
data regarding the topic the research has focused on the mixed method. In this aspect, depth- narrative interviews have been conducted to collect
the qualitative data and
large-scale survey
process to gather
secondary information.
The participants for the
primary survey process
were the People with
Epilepsy or PWE in the
UK to analyse the patient perspectives.
	In terms of focusing on
seizure control, patients
have context-dependent and
distinct needs regarding the
quality of life along with the
slide effects. The clinicians
are highly committed towards individual life context and addressed high- quality evidence in order to promote personalised caring practices. Currently, seizure
reduction is one of the vital
aspects in the UK. However,
most of the patients, especially those who are
newly diagnosed faced
issues due to the side effects like emotional impacts like depression, memory issues
and social functioning in
terms of poor ability to work.
In this aspect, the one size
fits all approach of treatment
has been addressed as
inadequate treatment
Process.



[bookmark: _Toc1066771863]4.3 Discussion 
Concept of epilepsy and its impact
As per the statement of Strzelczyk et al. (2023), the term epilepsy denotes a non-communicable and chronic brain disease that hampers the quality of life of the individuals. It has also been called seizure that has been considered as the most common neurological issue. It has been characterised through excessive and temporary electric discharges in the brain cells. It impacts quite negatively in the countries that have been recognised as the low and middle countries or the LMICs. One of the core reasons for these countries is the immense gap in the treatment process and social stigma remaining. Considering the global context, approximately 50 million people are currently suffering from the mentioned disease that affects their healthy lifestyle (World Health Organisation, 2024). It has been determined that one of the core reasons for increasing the disease all over the UK is the mental issues in terms of depression and anxiety of the individuals. In this aspect, social, economic, and human rights issues are also responsible for affecting the mental stability of the people all over the globe. 
Considering the international aspects, sub-Saharan African nations are highly affected by this disease all over the globe. Ecuador is currently affected by this disease all over the globe. The country report has outlined that it has a record prevalence rate of 760.28 per 100,000 in young adults as per 2021 (World Health Organisation, 2024). In this aspect, it has been analysed that most of the young adults, especially those within the age group from 16 to 24 years are suffering from the addressed disease the most. On the other hand, multiple gaps in the caring practices are currently hampering the tracing frequency of the drug effectiveness and flexibility in detecting the seizures (Morrish et al. 2020). The risk of the premature death of the people who are suffering from the addressed issues are three times higher than the general population. In this aspect, the mortality rate in the low-income regions all over the globe is quite higher due to poor access to the caring services in those regions.
Apart from the international aspects, the people of the UK are also facing issues regarding the disease that are hampering their health, lifestyle and quality of life. As per the 2025 report of the UK, it has been analysed that approximately 1 in 5 adults in England suffers from mental health issues, which indicates the 20.2% of the total population. The report has also extended that, the woman suffers from the addressed disease comparatively higher (24.2%) than the men (15.4%) (Centre For Mental Health, 2025). These mental instability are the core reasons of increasing epilepsy in the UK specifically. However, most of the individuals have managed the seizure and improved their mental stability through meditation. In this aspect, half of the population are experiencing uncontrolled seizures and stigma.
Core reasons for the increasing epilepsy among the adults of the UK are the instability of the work culture, high unemployment rate, fear of social discrimination and so on. It is hampering the mental health condition of the young adults. The governmental report of the UK has addressed that epilepsy has hampered more than 600,000 people all over the UK. In this aspect, 1 of the 100 adults has been recorded as suffering from this disease with 80 new diagnoses per day (Epilepsy Action, 2026). The seizures in epilepsy affected individuals require restrictions that impact on the independence of the individuals. Considering the mortality aspects, the 2020 report has outlined that 916 people from Wales, England and Scotland have died due to the addressed disease (Epilepsy Research Institute, 2026).
Key Strategies to Provide Immense support to the adults with Epilepsy Issues
As per the statement of Pellinen et al. (2024), providing strong mental and caring support to the adults are highly required since the condition extends far beyond the sporadic seizures that often create a vicious circle of cognitive, chronic physical and psychological issues.
Technological innovation is quite effective for providing the safety and mental well-being focus based on virtual consultations. The addressed innovation is quite effective for providing mental support to the adults in terms of personalised caring practices, proactive and AI-associated services and so on. The EpSMon tool is highly featured on the co-design and patient model that are effective in adopting as well as existing SUDEP or Sudden Unexpected Death in Epilepsy (Newman et al. 2020). In terms of maintaining the process monitoring processes the seizure detection process can be improved along with minimising the sudden unexpected death in epilepsy or SUDEP. As a result, it can be effective for improving the quality of life for the individuals who are suffering from drug-resistant epilepsy. As per the report of International League against Epilepsy, 50% of the people who are currently suffering from epilepsy are using tele consults and accessing the caring services regarding their issues (International League against Epilepsy, 2026).
Self-management education initiatives are also beneficial for promoting the mental health
awareness within the communities and enhance the quality of life of the adults who are suffering from the mentioned issues. In this aspect, Home-Based Self-Management and Cognitive Training Changes Lives or HOBSCOTCH is quite an effective program that is designed through focusing on the young adults. The aim of the initiative is to manage cognitive issues based on the compensatory strategies (American Epilepsy Society, 2026). Lifestyle and behavioural intention has been considered as the non-pharmacological approaches that are rapidly increasing in order to manage seizures and improving the mental health comorbidities. For example, West Africa, Guinea, the critical trail has been addressed as e=mc 2 . In this aspect, m represents medication, he stands for education, and c represents the conditional cash.
Considering the caring services and adult support regarding the addressed disease, it is highly focused on the patient-centred approaches, focusing on the safety protocols along with supporting the mental health aspects. The addressed strategies have been adopted by the Health and Care Excellence guidelines and NHS. The core focus of the organisation is to access personalised care plans for the individuals along with the nurses and integrating
innovative technologies. Considering the NICE guidelines, clinicians are committed towards
anti-seizure medication as per the requirement and need of the patients (Ring et al. 2019). It
can be effective for promoting the quality of life for the patients. Specialised medical and nursing practices have been involved in the epilepsy specialist nurses or the ESN that are also interconnected with the personalised treatment plans. ESN has been considered as the primary point of patient interaction processes including medication management, education providing, emotional support and so on. These factors are quite vital for seizure management processes and maintaining the critical emergency visits. In terms of improving the support to the adults, the clinicians are highly committed towards individual life context and focus on the exclusive evidence for promoting the personalised caring practices for the patients. It has also been analysed that individuals who are associated with the NEAD are capable of avoiding more risks compared to the individuals who have healthy and epilepsy controls (Cullingham, 2018).
Relevant Factors that are effective for successful self-management and quality of life for epileptic adults, addressing the effectiveness of the Current Care Model
Successful self-management in adults with epilepsy encompasses actively managing
medication adherence, tracking seizures, reducing triggers, and enhancing self-efficacy. In the UK, care for epileptic adults primarily focuses on enhancing confidence, improving medication adherence, and combating seizure triggers through structured support, such as the SMILE (UK) program. The key strategies include identifying the triggers, strict medication routines, and peer support to improve the quality of life (Luedke et al. 2019). On the other hand, the current care model is increasingly integrating digital tools to enhance accessibility. Lewinski et al. (2020) opine that effective self-management focuses on equipping individuals with the skills to actively manage the condition, rather than just relying on passive treatment.
One of the primary factors is teaching the patients about self-efficacy. A person’s confidence in their ability to manage epilepsy is perceived as a primary predictor of success. Higher self- efficacy correlates with better adherence to the medication for a better quality of life. Blended with self-efficacy, consistent daily management of the prescribed medication becomes significant. This calls for the use of tools, such as pillboxes, alarm reminders, and planning medication refills. Hensiek (2020) states that lifestyle management is also an effective contributor to the self-management practices for epileptic patients for achieving an improved quality of life. This emphasises prioritising sleep hygiene, stress reduction techniques, maintenance of a healthy diet, and regular exercise. Apart from this, there is also a measure for effective information management and seizure tracking. Management of daily habits significantly impacts controlling the seizures and an improved quality of life. This includes tracking the type of seizure, its frequency, triggers, and medication side effects using diaries. These strategies together call for better communication with healthcare providers and informed decision-making. Furthermore, in psychological adjustments, managing emotional aspects, which include reducing stigma, anxiety, and depression, is significant as they might potentially hinder self-management and lower QoL. In addition to these, an unwavering support from family and friends is also necessary, especially the disease regimen support, which can further be linked to self-management behaviours. In this regard, however, Elliott et al. (2020) highlight that epileptic patients go through a series of six stages at the time of self-disclosure, from being sure to inform others about the condition to actually disclosing it and managing their reactions. 
The effectiveness of the current care model in the UK can be primarily determined through the NHS’s aim to empower the epileptic patients, although there still remain some severe
limitations. The study by Paternoster et al. (2025) has indicated a lack of sufficient resources to make the process of transitioning from paediatric care to adult care in epileptic adults more effective. A significant regional variation in care quality has also been witnessed. The removal of epilepsy from the quality and outcomes framework in 2014 resulted in a decline in the annual face-to-face reviews in primary care. In some situations, patients have also reported difficulties in accessing specialist knowledge, with an extensive reliance on over-burdened neurologists, leading to a fragmentation in care processes and secondary services. These elements collectively call for significant improvements in the current care model of epileptic patients in the UK.


[bookmark: _Toc1205439908]CHAPTER 5: RECOMMENDATIONS AND CONCLUSION

[bookmark: _Toc1150581486]5.1 Recommendations 
Increasing the awareness of heaalth and social care among UK adults 
Epilepsy is one off the major problems that critically affects both the physical and mental health of patients. The disease also affects the confidence level of a person because of the physical disorder that occurs due to Epilepsy. In order to deal with the issue, it is necessary to increase awareness of epilepsy and proper health and social care among UK adults. Organising medical campaigns can help enhance awareness among adults about taking good care of themselves, reducing risk of an attack. Leading a healthy, well-disciplined lifestyle can help reduce the likelihood of an attack in adults.
Ensuring specialised care for the Epilepsy patients
It is necessary to provide specialised care to patients with epilepsy. They should be referred to a consultant neurologist or a specialist epilepsy nurse for ongoing anti-seizure medication (ASM)reviews, as recommended by the National Institute for Health and Care Excellence (NICE). Specialised treatments and this kind of medication can help improve the physical and mental condition of patients. The reason is that these kinds of patients go through depression and feel under-confident due to this issue. In order to recover from the health issue, specialised care is needed. 
Providing charity support and counselling to the patiets 
It is necessary to connect the patient group with Epilepsy Action and the Epilepsy Society for counselling, local support groups, and vital advice. The advice can be related to benefits like Personal independence payment (PIP) and others. Part from these charities, there are more charities and non-profit organisations that work for Epilepsy in adults. Charities like SUDEP Action and Ther Meath Epilepsy charity are also well-known for focusing on preventing epilepsy-related deaths and supporting bereaved families, along with providing residential care, supported living and a healthy lifestyle. 
Safety and seizure action plans
Developing a clear and concise written Seizure Action Plan to ensure the safety and security of people is highly required.it is also widely suggested to the patient groups that they should carry an epilepsy ID card or wear medical alert jewellery, so the paramedics, pedestrians or bystanders may know their needs during an emergency. The reason is that, during the time of the attack, no patient can seek help from others or call the paramedics. Hence, wearing specialised jewellery or an Epilepsy ID card is necessary to prevent death rates among adults. These practices can set a major benchmark in the health and social care sector of the UK. 
[bookmark: _Toc1270774640]5.2 Conclusion 
Currently, adults are suffering from epilepsy due to head injuries or underlying neurological conditions. The core reasons for rising health issues include head trauma, strokes, and infections like meningitis. Genetics are also a vital reason for increasing epilepsy among UK youths. It is causing immense health issues like loss of consciousness, lack of focus, poor awareness and sensation changes. The dissertation has considered the concept and analysed the strategies that should be taken to support the adults of the UK who are suffering from epilepsy. In this aspect, it has outlined the aim and objectives and determined the key reasons for the rise in epilepsy among the communities. As per the literature review chapter, the historical overview of the disease has been analysed. Applying relevant theoretical concepts, the dissertation has aimed to highlight the gap between expert neurologist care and generalist management. It has also included the negative impact of the disease among the youth of the UK, along with the strategies to support the sufferers. In this aspect, real-life examples and statistical data have been provided to maintain the informative pattern of the dissertation. The methods are also highlighted in this dissertation that have helped the researcher to align the findings with the aim and objectives of the study.
Linking with objectives
Objective 1.
The overall analysis of the first objective is based on the overall concept of epilepsy and the ways it negatively impacts adults in the UK. It has been found that epilepsy refers to a non- communicable and chronic brain disease that affects the quality of life of individuals. It negatively impacts the countries that are recognised as low and middle-income regions, especially LMICs. It has been determined that the addressed disease is responsible for increasing mental issues like anxiety and depression among adults.
Objective 2
The second objective is to shed light on effective strategies to provide support to individuals who are suffering from epilepsy. It has been analysed that technological innovation is quite an effective strategy to provide support in terms of focusing on mental well-being and safety standards for the sufferers. Self-management education programs are also effective for boosting the quality of life for adults who are suffering from epilepsy. It has been determined that Cognitive Training Changes Lives or HOBSCOTCH is highly valuable and focuses highly on mental health awareness for adults.
Objective 3 
The aim of the objective is to outline the key factors through which adults with epilepsy feel valued regarding self-management and quality of life. Considering the care of the UK prioritises structured support like SMILE to deal with medication adherence, minimising triggers, boosting self-efficacy and so on. As per the findings, management of daily habits helps in controlling seizures that enhance the quality of life. These strategies promote open communication among the healthcare professionals and improve decision-making efficiencies.
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