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1. Introduction
Long-term conditions are chronic health disorders that persist for one year or longer, require continuous medical care and significantly affect an individual’s physical, psychological and social well-being. Epilepsy is one example of a long-term neurological condition and refers to a recurring series of seizures that occur due to irregular electrical activity in the brain. The disorder afflicts about 50 million people across the globe with an estimated prevalence of 4-10 per 1,000 persons and an incidence rate of about 50-60 cases per 100,000 people (Chen et al. 2023). People who have epilepsy experience increased risks of physical injuries, psychiatric comorbidities, unemployment, reduced quality of life, excess mortality and substantial healthcare utilisation, highlighting its significance as a major public health concern. 
Epilepsy management involves much more than seizure management and needs person-centred interventions that include pharmacotherapy, a multidisciplinary approach and self-management. Current evidence suggests that self-management interventions help to improve health-related quality of life and decrease depressive symptoms, although these interventions should not be a substitute for standard neurological care (Goh et al. 2024). Thus, this booklet provides an evidence-based overview of epilepsy, examining its epidemiology, impacts, management strategies and current UK & global approaches to support healthcare professionals in delivering holistic, person-centred care aligned with contemporary clinical evidence.
[bookmark: _Toc235020301]2. Understanding Epilepsy 
[bookmark: _Toc235020302]2.1 Definition 
Epilepsy can be defined as a medical condition that entails an ongoing predisposition to suffer recurrent unprovoked seizures caused by abnormal synchronous activity of neurons in the brain (NICE, 2022). It should be noted that unlike a single provoked seizure, an unprovoked recurrence is needed for epilepsy to be identified in patients. The International League Against Epilepsy (ILAE) states that epilepsies are categorised according to seizure types, epilepsy types and epilepsy syndromes to assist in diagnosing and personalising treatments (Shorvon, 2011; NHS, 2023). In general, seizures are broadly classified into focal seizures, originating within one cerebral hemisphere, generalised seizures involving both hemispheres from onset and unknown-onset seizures where the initial onset cannot be determined (NHS, 2026a). Common seizure manifestations include focal impaired-awareness seizures, focal aware seizures, tonic-clonic, absence, myoclonic, tonic and atonic seizures, each differing in clinical presentation and management requirements.
[bookmark: _Toc235020303]2.2 Burden and Prevalence 
Epilepsy is still considered one of the most frequent neurological diseases worldwide with about 50 million affected individuals, having a prevalence rate between 4-10 per 1,000 people and the annual incidence rate being 50-60 cases per 100,000 person-years (Fiest et al. 2017; Chen et al. 2023). 
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Figure 1: Epilepsy prevalence per 1000,000 people, 2021, globally
(Source: Feigin et al. 202)
Moreover, the latest data presented by the ‘Global Burden of Disease (GBD) Study 2021’ prove that epilepsy still contributes to DALYs, mortality and medical expenses in many low- and middle-income countries (Feigin et al. 2025). Also, approximately 80% of people suffering from epilepsy live in low- and middle-income nations (WHO, 2024). 
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Figure 2: Prevalence of Epilepsy in the UK
(Source: Epilepsy Action, 2023)
In Great Britain, there are about 633,000 people with epilepsy, making significant demands on the NHS in terms of emergencies, treatments and continuous supervision (NHS, 2026a; Epilepsy Action, 2023). These epidemiological statistics are supplemented with other important factors. Such as high prevalence and mortality rates, ‘Sudden Unexpected Death in Epilepsy’ (SUDEP) risks, lifelong disabilities and productivity losses which create a need for healthcare planning, equal access to specialists, early diagnosis and management at the community level (Chen et al. 2023; NICE, 2022).
[bookmark: _Toc235020304]2.3 Risk Factors and Aetiology 
Epilepsy results from many different mechanisms including biological and environmental factors. Established causes include traumatic brain injury, genetic predisposition, stroke, brain tumours, central nervous system infections and developmental brain abnormalities (Shorvon, 2011). New evidence obtained through biomolecular research indicates that neuroinflammation, oxidative stress and imbalance in neurotransmitters and neuronal activity also play a role in epileptogenesis and may provide possible targets for therapy (Sumadewi et al. 2023). Recent findings in neurophysiology also show that intracranial monitoring helps gain insight into neurological network dysfunction, although its clinical use is mainly exploratory (Davis et al. 2025). 
Several causes, such as head injuries and some infections are potentially preventable through public health interventions though genetic and developmental factors remain largely non-preventable, emphasising the need for early diagnosis, risk stratification and evidence-based management within the NHS (NICE, 2022).
[bookmark: _Toc235020305]3. Impact of Epilepsy on Individuals and Families 
[bookmark: _Toc235020306]3.1 Physical Impact
Epilepsy has profound physical consequences that extend beyond recurrent seizures and significantly impair health-related quality of life. Falls, fractures, burns, head injuries, drowning and traffic accidents occur more frequently with uncontrolled seizures, especially in patients with poorly controlled epilepsy or drug-resistant epilepsy (Strzelczyk et al. 2023). Additionally, SUDEP is one of the most severe complications and tonic-clonic seizures (TCS) are the single most important modifiable risk factor (Norton et al. 2025). Although antiseizure medications (ASMs) are the mainstay of treatment, their side effects such as dizziness, fatigue, slowed thinking, weight gain or loss and sleep problems can make it more difficult to adhere to treatment and live normally (Lawthom et al. 2023). \
Women with epilepsy must be managed carefully during pregnancy, as there is a risk of both maternal & fetal complications and some ‘anti-seizure medications’ (ASMs) may affect this. Increased prevalence of physical comorbidities including migraine, osteoporosis and metabolic disorders also makes management of epilepsy more challenging (Strzelczyk et al. 2023). Exercise was not advised due to the potential risk of triggering seizures. 
Presently, studies show that engaging in exercise is linked to improved cognition, quality of life and mental health and does not increase the incidence of seizures among most individuals (Alexander and Allendorfer, 2023; San-Juan et al. 2024; Bhatt et al. 2023). Although patients suffering from drug-resistant epilepsy have experienced significant improvements in seizure control and quality of life as a result of epilepsy surgery, contingent upon pre-surgical cognition, mood and seizures freedom (Shakhatreh et al. 2023). These findings highlight that physical health outcomes depend on seizure control and comprehensive, individualised management. 
[bookmark: _Toc235020307]3.2 Psychological Impact
The psychological burden of epilepsy is often underestimated despite being one of the strongest determinants of quality of life. The prevalence of depression and anxiety is significantly higher in individuals with epilepsy compared to the general population which is strongly linked to perceived stigma and discrimination and seizure uncertainty (Malik et al. 2022). Another study concluded that people with epilepsy experienced a significantly poorer mental health status than matched controls, suggesting that mental well-being is affected even when seizures are medically managed (Strzelczyk et al. 2023). Seizures are unpredictable and may cause stress as well as loss of confidence in social situations. 
Catalán-Aguilar et al. (2023) found subgroups of stress phenotypers, where patients with higher anxiety and depressive symptoms had worse executive functioning and memory performance than the patients with more resilience. While it is widely believed that recurrent seizures are the underlying cause of cognitive impairment, Alexander and Allendorfer (2023) argue that psychiatric comorbidities, ASM use and underlying neurological pathology also contribute substantially, suggesting that cognition should be assessed using a multidimensional rather than seizure-focused approach. This underscores the importance of a psychological assessment in addition to neurological treatment. 
[bookmark: _Toc235020308]3.3 Social Impact
Epilepsy impacts education, employment, interpersonal relationships and social participation, and can cause harms beyond the medical condition. According to the Social Model of Disability, disability comes from environmental and social barriers as opposed to impairment alone (Adam and Koutsoklenis, 2023). This is especially important as many restrictions faced by those with epilepsy are due to stigma, discrimination and lack of understanding within society rather than seizures. Significant inequalities in health were shown by Bush et al. (2024), epilepsy incidence rates are higher in socioeconomic deprivation in the UK. Similarly, Strzelczyk et al. (2023) found that individuals who use several ASMs experienced decreased work productivity, driving restrictions and difficulties with their daily functioning. 
The misconceptions about epilepsy further perpetuate discrimination in education, employment and marriage which lead to social isolation and delayed seeking care (Suliman et al. 2025; Simcik et al. 2026). Hence, it is also crucial to improve public awareness and mitigate structural inequalities to improve social inclusion.
[bookmark: _Toc235020309]3.4 Impact on Families and Carers
Epilepsy does not solely impact the person with the condition; it impacts the family system as a whole. Family Systems Theory suggests that an illness of one family member affects the family’s functioning and well-being (Bai et al. 2023). Greater disability and dependency of a patient, caregiver anxiety, and worse sleep quality of the caregiver are associated with an increase in caregiver burden (liveira et al. 2022). Likewise, in a study of caregivers of people with uncontrolled focal onset seizures, Soare et al. (2022) found significant productivity deficits and reduced quality of life. 
The results show that psychological support, education and practical resources that are family-centred, in addition to interventions that are patient-centred, should be used in the management of epilepsy to achieve better outcomes for the whole family and not just the person with epilepsy (Oliveira et al. 2022).
[bookmark: _Toc235020310]4. Evidence-Based Management of Epilepsy
There is a need for timely diagnosis and personalised treatment for epilepsy with coordinated multidisciplinary care optimising seizure control, minimising complications and improving quality of life. While antiseizure medications (ASMs) continue to be a cornerstone of treatment in the UK and worldwide, current practice is increasingly focused on person-centred care and early referral to specialists and the combination of pharmacological and non-pharmacological interventions (NICE, 2022; NHS, 2020).
[bookmark: _Toc235020311]4.1 Diagnosis
Accurate diagnosis starts with a thorough clinical evaluation which includes seizure history, eyewitness information, neurological examination and identification of possible precipitating factors for seizures (Singh et al. 2017). The main tests used to detect epileptiform activity and classify the seizure type are electroencephalography (EEG) and magnetic resonance imaging (MRI), which are used to detect structural abnormalities such as cortical dysplasia, stroke or brain tumour that may underlie epilepsy (Kumar et al. 2022). 
People suspected to have a first seizure are referred to an epilepsy specialist within two weeks to minimise diagnostic errors and ensure timely introduction to the correct treatment (NICE, 2022). However, there remain significant professional training gaps and diagnostic delays to further exacerbate the global epilepsy treatment gap, especially in resource-poor environments (Gifford et al. 2024).
[bookmark: _Toc235020312]4.2 Pharmacological Management
ASMs are the initial treatment and are effective in achieving long-term seizure freedom in about two-thirds of patients (Tomson et al. 2023; Peltola et al. 2024). The choice of treatment needs to be tailored to the type of seizure, epilepsy syndrome, age, sex, pregnancy, co-morbidities and co-medications rather than use a one-size-fits-all approach (Epilepsy Society, 2026). 
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Figure 3: Association between common comorbidities and epilepsy
(Source: Peltola et al. 2024)
NICE recommends the use of the following first-line drugs for the treatment of epilepsy including lamotrigine, levetiracetam and sodium valproate, which should be monitored regularly to check for response to treatment, adherence and adverse effects (NICE, 2022). Although ASMs remain symptomatic therapies and do not modify the underlying disease process, adverse effects such as cognitive impairment, dizziness, mood disturbances and teratogenic risks may reduce adherence and quality of life (Ghosh et al. 2023).
[bookmark: _Toc235020313]4.3 Non-Pharmacological Management
About 30% of people become resistant to treatment with epilepsy medications and require other treatment options (Kumar et al. 2022). Vagus nerve stimulation (VNS), deep brain stimulation (DBS), ketogenic diet and responsive neurostimulation are other options for refractory epilepsy, and epilepsy surgery is the most likely to provide seizure freedom in patients who are appropriately selected (Ghosh et al. 2023). 
In addition, recent evidence shows that cognitive behavioural therapy, psychotherapy, structured education, stress management and lifestyle interventions in conjunction with medical treatment are effective in reducing anxiety, depression and health-related quality of life (Luo et al. 2025; Nawaz et al. 2025). Such strategies enhance comprehensive care, yet their reach and availability vary among healthcare systems.
[bookmark: _Toc235020314]4.4 Multidisciplinary Care
Current UK and international guidelines recognise epilepsy as a complex condition requiring multidisciplinary management. Diagnosis and treatment are led by neurologists & education, medication counselling and coordinating care are undertaken by epilepsy specialist nurses (Goselink et al. 2022). General practitioners support long-term monitoring, psychologists address cognitive & mental health comorbidities, pharmacists optimise medication safety and social workers facilitate access to education, welfare and community resources (Spanos et al. 2024).
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Figure 4: Multidisciplinary care factors
(Source: Goselink et al. 2022)
Multidisciplinary clinics have the potential to increase the management of complex epilepsy by leveraging a combined expert approach and research, yet the lack of specialists and disjointed referral systems still impact their implementation (Bakhos et al. 2026). Therefore, NICE offers good evidence-based guidance though implementing this guidance fairly and equitably in clinical practice is a considerable challenge.
[bookmark: _Toc235020315]5. Models and Frameworks for Long-Term Condition Management 
[bookmark: _Toc235020316]5.1 UK Model (NHS House of Care Model)
NHS House of Care Model promotes person-centred management of long-term conditions, based on shared decision-making, supported self-management and personalised care planning. Patients work with health care professionals to set goals, learn about treatment choices and create individual treatment plans based on their preferences and situation (Alliance Scotland, 2026; Peat et al. 2023). 
[image: ]
Figure 5: The house of care model
(Source: Alliance Scotland, 2026)
The model strengthens patient empowerment, continuity of care and medication adherence, making it highly relevant for epilepsy where long-term monitoring is essential. However, there is a need to have access to suitably trained professionals, organisational support and sufficient time for consultation to make this a success. Thus, variations in resource availability and service capacity may limit consistent delivery across healthcare settings.
[bookmark: _Toc235020317]5.2 International Model (Wagner Chronic Care Model)
The Wagner Chronic Care Model (CCM) is designed to enhance the management of chronic disease with six interrelated elements. These are community resources, health care organisation, self-management support, delivery system design, decision support and clinical information systems (SEFAP, 2026; Act-cente, 2026). These components are useful in epilepsy care for coordinated multidisciplinary care, evidence-based clinical decision-making, proactive follow-up and patient education. 
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Figure 6: Chronic care model
(Source: Act-cente, 2026)
This model empowers patients to become informed and actively engaged in their healthcare journey, fostering a more collaborative and effective partnership with their healthcare provider teams. Recent evidence also indicates that goal-oriented, person-centred care further improves the CCM by aligning treatment decisions with patients’ individual priorities and quality-of-life goals (Grudniewicz et al. 2023).
[bookmark: _Toc235020318]5.3 Critical Comparison
Both of these models are used as a long-term management plan for epilepsy, though they focus on different aspects of the disease. In the UK health system, the House of Care Model has a stronger emphasis on shared decision-making, personalised care planning and patient empowerment, which is especially relevant to supporting self-management in the UK health system (Alliance Scotland, 2026). In contrast, the Wagner Chronic Care Model takes a wider systems-based perspective of health care delivery that involves organisational structures, multidisciplinary teams, information systems and community resources to deliver better outcomes for chronic disease (Act-cente, 2026; Hjorth et al. 2025). The CCM is more sustainable and scalable on a global level though the House of Care is more practical in providing personalised epilepsy care in the NHS setting where patient engagement is essential.
[bookmark: _Toc235020319]6. Political and Policy Context 	
The management of epilepsy in the UK is influenced by national policies and locally delivered integrated services. Integrated Care Systems (ICSs) and community neurology services aim to improve care coordination, link primary care, neurology specialists, mental health teams and social care to allow for more person-centred and continuous epilepsy service delivery (Gandy et al. 2025; Hutchinson et al. 2023). Community epilepsy nurses play a significant role by providing education, self-management support, care coordination and acting as a bridge between hospital and community services though investment and workforce standardisation remain limited (Gotlieb et al. 2023; Chu et al. 2025). 
The NHS Long Term Plan aims to make integrated community-based care, personalised support and digital services for people with long-term conditions a reality (NHS, 2019). The NICE NG217 guideline suggests early diagnosis, early specialist review, shared decision-making and regular monitoring for epilepsy (NICE, 2025). The Care Act 2014 promotes personalised assessment and co-ordinated social care, and the Equality Act 2010 helps people with epilepsy to prevent disability discrimination (Gov.uk, 2014; Gov.uk, 2010). Shared decision making and personalised care planning are further enhanced by ‘the NHS Comprehensive Model of Personalised Care’ (NHS, 2026b). 
The National Neurology Programme also aims to minimise inappropriate variation in neurological care by introducing pathways (Gao et al. 2022; Sinha et al. 2022). Implementation remains inconsistent despite these achievements. Workforce shortages, unequal access to specialist neurology services, insufficient epilepsy nurse capacity and regional inequalities continue to affect care quality. 
[bookmark: _Toc235020320]7. Recommendations for Improving Epilepsy Care 
It can be recommended that, 
1. Improve person-centred care through person-led decision-making, care planning and regular risk assessment. Accessible information and tailored communication lead to better treatment adherence, safety and quality of life (Kerr et al. 2023).
2. Support seizure management with structured education and validated digital tools for self-management including seizure diaries, the EpSMon application to monitor seizure triggers, recognise warning signs and seek timely clinical review (Shankar, 2023).
3. Increase digital health and telemedicine with video recording on a smartphone, remote consultations or digital monitoring technologies to enhance diagnosis, follow-up and access to specialist epilepsy services for those in underserved areas (Kerr et al. 2023).
4. Increase the number of specialist epilepsy nurses who offer education, epilepsy care co-ordination, medication review, seizure risk assessment and continuity of care in hospital and community settings.
5. Improve the emotional burden for patients and families over the lifetime of epilepsy by providing psychological assessment, counselling, caregiver education and bereavement support across the epilepsy care pathway (Kerr et al. 2023).
6. Enhance end-of-life care by having routine discussions with people about SUDEP, advance care planning and family-centered compassionate support (Shankar, 2023).
[bookmark: _Toc235020321]8. Conclusion
Epilepsy continues to be an important public health problem in the world and in the UK despite its high prevalence, lifelong burden, significant physical, psychological, social and economic impacts on the individual and their family. Seizure control and quality of life can be enhanced with evidence-based management that includes timely diagnosis, individualised pharmacological & non-pharmacological treatments, multidisciplinary care and supported self-management. UK policies such as NICE NG217, the NHS Long Term Plan and personalised care programmes offer a solid basis for providing integrated epilepsy care services. Future improvements should prioritise equitable access to specialist care, mental health integration, digital innovation, workforce development and person-centred care to optimise long-term outcomes for people living with epilepsy.
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