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2. Understanding Epilepsy
· Epilepsy is a long-term (chronic) neurological condition that involves spontaneous bursts of electrical activity in the brain that occur without warning and may have no known cause (Johnson 2019). A seizure occurs when abnormal electrical activity is released by a group of brain cells, leading to a temporary interruption of the brain's normal function. Seizures can involve changes in body movements, consciousness, feelings, behaviour, memory, emotions, and sensations, depending on which part of the brain they affect (Anwar et al., 2020).
· Not all seizures are types of epilepsy. Li et al. (2024) said that people are usually diagnosed with epilepsy when they have had two or more unprovoked seizures, or a single seizure if investigations have shown that there is likely to be another occurrence. The condition is different for different people. A few people have occasional "absence seizures" that last only a few seconds, while others have tonic-clinic seizures, which affect consciousness and cause the muscles to contract.
· Epilepsy is deemed to be a long-term condition (LTC) because it typically needs to be continually monitored, is in need of regular clinical reviews, requires regular prescription of medication, and requires ongoing lifestyle management over a long period of time (DOH 2012). Many go on to need lifelong care and treatment and will continue to experience seizures, though not as often, whilst some may eventually be able to stop having them altogether.
· Some conditions do not have a disease register in QOF; for example, by QOF, the numbers of people with hypertension, depression, and asthma over 5 million are showing the most improvement. The conditions showing most rapid growth are attributable to better diagnosis and earlier diagnosis, or improvement in reporting by the cancer, chronic kidney disease, and diabetes registers (DOH 2012).
1. Introduction
Epilepsy is one of the most prevalent chronic neurological disorders globally and impacts numerous people of all ages. Johnson (2019) stated that whilst the majority of people with epilepsy can manage their condition with medication and lifestyle changes, it can affect virtually every part of life, such as work, relationships, mental health, independence, and education. According to Spanos et al. (2024), management should therefore take a holistic, person-centred approach that addresses seizure control and considers the physical, psychological, and social needs of the individual and their family.
This booklet has been created for people who have epilepsy, their families, and carers. It offers information about the condition, how you are treated within the National Health Service (NHS), and the wider issues of epilepsy in everyday living. It also introduces evidence-based strategies that help to manage long-term epilepsy and details current UK and international strategies aimed at enhancing the health of individuals with epilepsy and the quality of their lives.


	Type of long-term condition
	Number affected (2006-07)
	Number affected (2010-11)
	% change

	Hypertension
	6,706,000
	7,460,000
	11%

	Depression
	0
	4,878,000
	N/A

	Asthma
	3,100,000
	3,273,000
	6%

	Diabetes
	1,962,000
	2,456,000
	25%

	Coronary Heart Disease
	1,899,000
	1,878,000
	-1%

	Chronic Kidney Disease
	1,279,000
	1,855,000
	45%

	Hypothyroidism
	1,367,000
	1,667,000
	22%

	Stroke or Transient Ischaemic Attacks (TIA)
	863,000
	944,000
	9%

	Chronic Obstructive Pulmonary Disease
	766,000
	899,000
	17%

	Cancer
	489,000
	876,000
	79%

	Atrial Fibrillation
	692,000
	791,000
	14%

	Mental Health
	380,000
	438,000
	15%

	Heart Failure
	420,000
	393,000
	-6%

	Epilepsy
	321,000
	337,000
	5%

	Dementia
	213,000
	267,000
	25%



3. Global Burden of Epilepsy
In 2021, the global multiple estimates were 51.7 million people suffering from epilepsy. This reflects an age-standardised prevalence rate of 658 individuals per 1 million people, and thus epilepsy is one of the most prevalent neurological disorders in the world (Feigin et al., 2025).





	Indicator
	Global Estimate

	Total people living with
	51.7 million

	epilepsy
	658 per 100,000 population

	Age-standardised
	24.2 million cases

	prevalence
	307 per 100,000

	Global prevalence of idiopathic epilepsy
	350 per 100,000

	Age-standardised prevalence of idiopathic
	0.7% of the world's population

	Population living with active epilepsy
	51.7 million


	Indicator
	Global Estimate

	People living with epilepsy
	Approximately 600,000

	Frequency within population
	1 in every 100 people

	New diagnoses each day
	Around 87 people

	Common age at diagnosis
	Under 20 years and over 65 years

	Annual epilepsy-related
deaths
	Approximately 1,000

	Deaths due to SUDEP
	Around 50% of epilepsy
deaths


Over the past few years, the incidence of epilepsy has been on the rise. The prevalence of all types of epilepsy increased by 10.8 % internationally, from 1990 to 2021, primarily driven by increases in secondary epilepsy from ageing populations, stroke, traumatic brain injury, infections and other neurological conditions (Feigin et al., 2025). The prevalence has increased, but this has been partly offset by improved diagnosis and treatment, which has led to reduced death rates. Healthcare delivery and disease management were improved, as seen in a fall in age-standardised mortality rates for epilepsy of ~15.8% over the same period and a decrease in DALYs of ~14.5% over the same period (Zhao et al., 2026).
However, epilepsy remains a problem in other low-income countries, which is disproportionate. Access to specialist neurological care and anti-seizure medication (ASM) is restricted, and over 80% of the epilepsy burden, deaths, and cases occur in LMICs.
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4. Causes and Risk Factors of Epilepsy
Epilepsy occurs when the usual electricity that passes through the brain is disrupted. But there are great differences between people in the underlying causes.
Sometimes epilepsy is caused by genetic changes that affect how the brain cells communicate with one another (Stafstrom and Carmant 2015). At other times, epilepsies occur after damage to the structure of the brain, such as stroke, drifting into a coma, birth defects, or brain injuries in the womb or at birth. Older people are also at higher risk of epilepsy because of neurodegenerative diseases, like dementia (Liu et al., 2016).
Although neurological progress is made, a specific cause is unknown in almost half of all diagnosed cases. These cases are frequently said to be 'idiopathic' since the cause is unknown. A few known risk factors can increase the risk of seizures.



	Risk Factor
	Explanation

	Genetic inheritance
	Family history may increase susceptibility.

	Brain injury
	Trauma following accidents or falls can trigger seizures.

	Stroke
	Damage to brain tissue increases seizure risk, particularly in older adults.

	Brain infections
	Meningitis and encephalitis may damage brain tissue.

	Brain tumours
	Structural abnormalities can disrupt electrical activity.

	Birth complications
	Oxygen deprivation during delivery may increase later epilepsy risk.

	Dementia
	Older adults with dementia have a higher risk of developing epilepsy.

	Stroke
	Damage to brain tissue increases seizure risk, particularly in older adults.

	Brain infections
	Meningitis and encephalitis may damage brain tissue.

	Brain tumours
	Structural abnormalities can disrupt electrical activity.

	Birth complications
	Oxygen deprivation during delivery may increase later epilepsy risk.

	Dementia
	Older adults with dementia have a higher risk of developing epilepsy.
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5. Evidence-Based NHS Treatments
The primary aim of epilepsy treatment is to achieve seizure control, prevent complications, and improve quality of life through personalised care based on seizure type, age, medical history, lifestyle, and patient preferences (Li et al., 2024). This individualised approach recognises that epilepsy requires continuous monitoring and treatment adjustments to meet changing patient needs (Saetre and Abdelnoor, 2018).
Anti-seizure medications (ASMs) are the first-line treatment for most patients, helping to stabilise brain activity and reduce seizure frequency and severity. Regular medication reviews are essential to assess effectiveness, monitor side effects, and optimise long-term treatment.
For drug-resistant epilepsy, specialist NHS services may recommend epilepsy surgery, vagus nerve stimulation (VNS), or ketogenic diet therapy for selected patients (Liu et al., 2016; Stafstrom and Carmant, 2015).
The NHS also provides multidisciplinary support through neurologists, epilepsy specialist nurses, psychologists, pharmacists, and primary care teams, alongside education on seizure management, medication adherence, safety planning, and lifestyle modifications to promote effective long-term self-management (Saetre and Abdelnoor, 2018).
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7. Physical, Psychological and Social Impact of Epilepsy
Epilepsy is not just a condition characterized by seizures; it can also have a significant impact on a person's physical health, emotional well-being, and social engagement. Epilepsy is a lifelong condition, and many people experience long-term issues that impact their everyday life and need to be continually managed by healthcare professionals, family, and the community.
Physical Effects
* Epilepsy affects physical health through seizures that can cause injuries, fatigue, memory problems, and medication side effects. Frequent seizures may also restrict independence, limiting activities such as driving, employment, and daily functioning.
Psychological Effects
* Epilepsy can cause anxiety, depression, emotional distress, and reduced self-confidence due to unpredictable seizures. Fear of seizures often limits participation in social, educational, and workplace activities, affecting overall well-being.
Social Effects
* Epilepsy influences relationships, education, employment, and family life through stigma, discrimination, and caregiving responsibilities. Strong family support enhances treatment adherence, self-management, emotional wellbeing, and quality of life despite ongoing challenges.
6. Burden Of Epilepsy in the United Kingdom
Epilepsy is also a major part of healthcare concerns in the United Kingdom. There are currently around 600,000 people who have epilepsy: that's around 1 in every 100. About 87 people are diagnosed with a new case every day. Epilepsy can occur at any point in life, but the most common ages for diagnosis are under 20 years and over 65 years (Sazgar and Young 2019). As more people in the UK are becoming older, the prevalence is expected to rise even more in the future.
Table 3. Epilepsy Statistics in the United Kingdom
Indicator
UK Estimate
People living with epilepsy
Approximately 600,000
Frequency within population
1 in every 100 people
New diagnoses each day
Around 87 people
Common age at diagnosis
Under 20 years and over 65 years
Annual epilepsy-related deaths
Approximately 1,000
Deaths due to SUDEP
Around 50% of epilepsy deaths
Epilepsy does not in itself kill the person, but there is considerable mortality associated with epilepsy. In the UK, about 1,000 people die from epilepsy every year. Approximately half of these deaths are Sudden Unexpected Death in Epilepsy (SUDEP) – the sudden death in Infants or children that occurs during or soon after a seizure, but for which no other explanation is found (Brain UK 2024). Various epidemiological studies indicate that many deaths occurring during epilepsy are potentially preventable due to better seizure management, medication adherence, regular (clinical) review, and education of the patient (Saetre and Abdelnoor 2018).


8. UK and International Models and Frameworks
For people with epilepsy, having a health system that provides chronic, coordinated care—not a one-off visit—is essential to the improvement of care. In the United Kingdom, it is integrated and personalised care for those with chronic health conditions that is outlined in the NHS Long Term Plan (Morciano et al., 2020). Key elements of the plan are shared decision-making, coordinated multidisciplinary services, digital healthcare, and increased self-management support.
One such framework, which is widely recognised internationally, is Wagner's Chronic Care Model (CCM). The model highlights the importance of collaborative relationships between knowledgeable patients and proactive care teams (Grudniewicz et al., 2023). The Chronic Care Model of epilepsy suggests that it is a strategy that enables each person to be an active partner in the treatment process and for care providers to deliver care that is coordinated, evidence-based, and patient-centered (Davy et al., 2015).
While both models underpin person-centred care, the NHS Long Term Plan prioritises enhancing the integration of healthcare in England, but the Chronic Care Model offers a broader, international framework for advancing the care of individuals with LTCs in various care systems (Davy et al., 2015).
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Several national health and social care policies promote the management of epilepsy in the United Kingdom. The National Institute for Health and Care Excellence (NICE) offers evidence-based guidance which helps to assess, diagnose, treat, refer and monitor individuals with epilepsy (Jones et al., 2023). These guidelines enhance the uniformity of clinical activity and make sure patients are treated according to the most current best evidence.
The NHS Long Term Plan also backs advancing the diagnosis of disease, community services, creating a personalised care plan, and accessing specialist neurological provision (Alliance 2018).  The Care Act 2014 also emphasizes the importance of supporting adults with long-term health conditions to enjoy their wellbeing, live independently, and have tailored care and support. The act acknowledges the need for the involvement of the individual and carers in planning for their care and ensuring they receive suitable care services (Barnes et al., 2017).










11. Discussion of Family and Caregiver Implications
Epilepsy impacts the person who has it and their family and/or caregivers, some of whom have a key role in providing long-term care. Family members may have anxiety about unexpected seizures, the chance of injury or emergencies, which may cause higher emotional stress and caregiver burden (Loke and Ching 2022). This often falls to them to keep track of any meds, identify the seizure triggers, administer first aid to the person during a seizure, accompany the individual to health care visits, and comfort them emotionally. These responsibilities can impact work-life, income, social life, and wellbeing.  Research has shown that familial engagement with epilepsy care positively affects treatment adherence, seizure control, and enables people with epilepsy to have a better quality of life (Saetre & Abdelnoor, 2018). 
12. Self-Management
Keeping a seizure diary and/or digital health applications enables people to document their seizure patterns, side effects of medications, and other potential triggers of seizures and give useful information to the clinician at review. Learning from specialist nurses (epilepsy) and multidisciplinary education can help to build confidence, make informed decisions, and build confidence in self-care. Educators should also include family/carers in self-management education to ensure that they know how to help during a seizure and support treatment adherence. All these strategies together contribute to greater independence, higher quality of life, and lower unnecessary hospital admissions (Li et al., 2024; Saetre and Abdelnoor, 2018).






10. Recommendations: Person-Centred Care, Self-Management and End-of-Life Care
To use a truly person-centred approach to improve the management of epilepsy, health care practitioners must review their practice with this in mind. People should be engaged and involved in the planning and decisions about treatment options, the choice of medication and lifestyle changes, as well as long-term treatment planning (Li et al., 2024). Principles of care should consider the individual's values and preferences, as well as their cultural, social, or ethnic context and individual goals, rather than just seizure control (Chang et al., 2026).
Education on medication adherence, seizure identification, avoidance of triggers, healthy sleeping behaviours, stress management, and safety planning should encourage self-management (Saetre and Abdelnoor, 2018). Families and carers need to be at the centre of care planning as well, as they are vital in all aspects of supporting families to seek treatment adherence, administer first aid, recognise a seizure, and provide emotional support (Williams et al., 2026). Epilepsy is not outlined as a life-limiting disease, but some people with severe and/or intractable epilepsy may be more likely to suffer incidents such as Sudden Unexpected Death in Epilepsy (SUDEP) (Liu et al., 2016). Whenever health care professionals can, they should have loving conversations about future care planning, emergency planning, and individual preferences for end-of-life care. These discussions are critical and should be personally tailored and carried out whilst maintaining continuous emotional support of the patient and family (Williams et al., 2026).





[image: ]13. Types of Epilepsy
Epilepsy is normally classified based on the location in the brain where seizures occur. Localized (focal) epilepsy occurs when seizures come from one defined part of the brain. The symptoms depend on which part of the CNS is involved and can include abnormal sensations, involuntary movements, changes in consciousness, or behavioural changes.
Generalised epilepsy means that the abnormal electrical activity occurs across the whole of both sides of the brain. These seizures are frequently associated with loss of consciousness and are characterized as tonic-clonic, absence, myoclonic, and atonic seizures. There are some people who have seizures for which not enough clinical information is provided at the start to classify the seizure. Treatment options rely on the type of seizures, and it is critical to diagnose them properly (DOH 2012).
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