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What is Epilepsy?

Epilepsy is a chronic neurological condition affecting over 95,000 people of all ages in Ontario. 
Anyone who has had 2 or more unprovoked seizures, one seizure with a high probability of hav-
ing another, or has been diagnosed with an epilepsy syndrome, has epilepsy.1 

Seizures are sudden bursts of electrical activity in the brain that cause a temporary disturbance 
in the way brain cells communicate with each other. Seizures can have different appearances de-
pending on where and how much of the brain the seizure affects, including convulsions, strange 
behaviour, or a lack of awareness. 

Epilepsy is treated in a number of ways, typically with antiepileptic med-
ications. However, of the over 6000 people diagnosed with epilepsy every 
year in Ontario, nearly 2000 will have refractory epilepsy, meaning they 
won’t respond to two or more antiepileptic drugs.2 Other treatment op-
tions include surgery, modified diets, and neurostimulation. Of people 
with refractory epilepsy, 12% will die in the first two years following their diagnosis.3 

As a result, epilepsy has significant social and quality of life impacts, greater than in many other 
chronic conditions. It impacts education, employment, and mental health. People with epilepsy 
are 71% more likely to have a mental health disorder in their lifetime,4 with the unemployment 
rate for people with epilepsy more than 4-times the national average.5 Stigmatization and loss of 
independence are common, and this broader burden is particularly felt amongst individuals who 
do not have complete seizure freedom,6 with over 80% feeling a loss of independence.7 

People with epilepsy in Ontario are more likely to suffer from social isolation and 
other mental illness, and they are less likely to be able to work. 

(Health Quality Ontario).9

Unlike many conditions, epilepsy extends to all aspects of a person’s life. The constant fear of 
having a seizure, social stigmatization, uncertainty about how epilepsy can impact employment, 
school, relationships, and family can have a profound effect on those living with the condition.

Epilepsy care includes a significant role for patient education, health-coaching, and self-manage-
ment, with factors ranging from nutrition and fatigue, to depression and stigmatization, involved 
in controlling seizures and maximizing quality of life.10 

Epilepsy Care in Ontario

Individuals living with epilepsy receive treatment from a variety of medical practitioners, from 
local family physicians and community neurologists to neurosurgeons at the province’s region-
al and district epilepsy centres. The province recently increased funding to 5 Ontario regional 
epilepsy surgery centers, generating exciting results; however, fewer than 1% of Ontarians with 
epilepsy ultimately have surgery.11 The Ministry of Health Critical Care Services Epilepsy Im-
plementation Task Force produced guidelines for comprehensive epilepsy care in the province 
that recommend the provision of community-based epilepsy education and support as part of the 
service continuum. Successful seizure management requires informed patient participation in 

Epilepsy can be a life-
long condition. 85% 
of people living with 

epilepsy are diagnosed 
before age 40.8



self-care. 

However, the medical community has identified a lack of coherence in the province’s epilepsy 
care, particularly outside the clinical environment, to support the broader social and mental 
health impacts of epilepsy.

According to the Ontario Health Technology Advisory Committee “people with epilepsy have 
lower quality of life, family function, and social support as compared to other chronically ill indi-
viduals” yet “there is no organized system of care in Ontario for patients with epilepsy, no sup-
port system for the patients and their families.”12 The lack of infrastructure is so significant that 
participants taking part in the Clinic To Community epilepsy education pilot program had, on 
average, been diagnosed with epilepsy 9.7 years before entering the program.13

Community Epilepsy Agencies across Ontario are working to fill that gap.

In its Provincial Guidelines for Regional Epilepsy Surgery Centres the Epilepsy Implementation 
Task Force of Critical Care Services Ontario recognized the importance of Community Epilepsy 
Agencies in the creation of a comprehensive care model for epilepsy: 

Because patients with medically-refractory epilepsy almost always suffer from a number of 
psychosocial comorbidities, social work evaluations, a neuropsychological assessment, and 
liaison with Community Epilepsy Agencies for support and advocacy are also required… 

Community Epilepsy Agencies provide a range of support services to persons with epilepsy 
and their families. These services include epilepsy information, seizure first aid training, 
support groups, social opportunities, employment counseling and school advocacy.14

Across Ontario there are 14 Community Epilepsy Agencies supporting the epilepsy community 
with varying levels of staff, programs, and resources. However, the need for community epilepsy 
support does not vary and community epilepsy agencies receive no government funding for core 
education and counselling services.

Ontario’s Community Epilepsy Agencies
Community Epilepsy Agencies throughout the province play a critical role, picking up where 
the medical system leaves off, creating a support system for 
when patients leave the hospital or clinic. Their expertise in 
health-coaching means more thorough epilepsy education than 
medical practitioners provide, with more flexibility for support 
outside a clinical environment. Patients continually report the 
importance of support based in the community, allowing them 
to receive support where they need it; 87% of Clinic To Com-
munity epilepsy education program participants requested 
that their education presentation take place in the communi-
ty.15

That in-depth epilepsy education and health coaching has a 
significant impact, for patients, their family, and the health 
care system:
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• Safety education and first aid training reduce injuries and 
unnecessary trips to the Emergency Room, easing pressure on 
hospitals. 

• Medication information and seizure reduction plans help manage 
side-effects, improve medication adherence, and decrease the risk 
of seizures and the potential dangers of not following medication 
plans. Self-management education has been shown to be effective, 
reducing seizure frequency and fear, and improving epilepsy 
knowledge.17

• Social and mental health education help identify strategies to 
minimize the impact of epilepsy on family, education, and employment, and how to address 
the comorbidities common to living with seizures, particularly the markedly higher rate of 
mental health disorders in people with epilepsy.18 

• Epilepsy education programs also present the opportunity to identify and work with those 
patients who may benefit from on-going support through peer-group meetings, one-on-one 
counselling, and epilepsy education interventions in school or the workplace. 

Ontario’s Community Epilepsy Agencies are already struggling to provide these services, with 
levels varying by community, while receiving no core government funding for education and 
counselling, relying principally on grants and creative fundraising efforts. This leaves these fun-
damental services in a precarious situation, open to the shifting mandates of granting organiza-
tions and the fluctuations of private fundraising.

By way of comparison, the number of individuals living with Alzheimer’s and dementia in On-
tario is approximately 33% greater than the number of individuals living with epilepsy, yet 
the province’s Alzheimer’s Society chapters receive nearly 45 times the amount of government 
funding, 93% of which comes from the provincial government.19 There is no doubt that Ontario’s 
Alzheimer’s Society chapters are making a real difference in the lives of the people they serve 
with programs like Alzheimer’s First Link; properly-resourced Community Epilepsy Agencies 
will make a similar impact in the lives of people living with epilepsy.

An investment in epilepsy education and support programs of this kind through Ontario’s Com-
munity Epilepsy Agencies will have a major effect on the lives of patients living with epilepsy, 
putting their needs first, and supporting broader policy goals, including faster and more effective 
access to education and information, providing integrated support in the community, and reduc-
ing unnecessary hospital system usage. 

20% of parents and 
16% of adults living 
with epilepsy in the 

Clinic To Community 
program had used 

an emergency 
department 10 or 

more times.16 



Recommendation 1
An investment of $3 million per year will fund Ontario’s Community Epilepsy Agen-
cies to provide comprehensive epilepsy education programs across the province, in-
cluding in currently under-served areas, with approximately 1 staff position per 2200 
persons living with epilepsy.20 

Rationale:
Providing Critical Health Education and Information
Ontario’s current healthcare system does not provide comprehensive epilepsy education in a 
timely fashion, instead Community Epilepsy Agencies serve as a core provider of epilepsy ed-
ucation and health-coaching in Ontario.21 Yet due to lack of resources and integration with the 
broader health system, agencies only serve a fraction of the province’s epilepsy patients.

Helping to Sustain the Health Care System by Reducing Unnecessary Usage 
 

Of the major neurological conditions, epilepsy is second only to Alzheimer’s/dementia in total di-
rect health-care costs,22 a number that may be unnecessarily high; one study has found that 60% 
of persons with epilepsy had multiple clinically unnecessary visits to emergency departments 
each year.23 These unnecessary visits can be reduced through proper seizure education; of indi-
viduals participating24 in the Clinic To Community Epilepsy Education program, 60% had gone 
to the Emergency Room following a seizure because of fear, while only 20% went because some-
one else had called an ambulance. Following participation in the program 86% of participants 
felt more confident about when a seizure is a medical emergency and when it is not.25

Recommendation 2
An additional investment of $1 million per year would provide longer term counsel-
ling and support positions to assist those individuals requiring additional social and 
mental health services, with approximately 1 staff position per 2000 persons with in-
tractable seizures.

Rationale:
Managing the Chronic Nature of Epilepsy with Coordinated Care in the Community
Epilepsy is not only a chronic condition, it is a complex one, potentially impacting every aspect 
of a person’s life. That’s why it is critical that patients receive community-based coordinated and 
integrated support to meet their needs. 73% of parents with children living with epilepsy in the 
Clinic To Community program requested follow-up school support.26 Amongst adults living with 
epilepsy, 64% accessed further support services from the local Community Epilepsy Agency, in-
cluding programs for employment, mental health, and/or disability supports.27 

Ontario’s Community Epilepsy Agencies are providing needed community-based education and 
support to people living with epilepsy, filling a gap in the current healthcare model. With an 
investment from the provincial government, these services can be solidified and expanded. Well 
resourced Community Epilepsy Agencies will provide people living with epilepsy faster access to 
education and information, in the community, and protect the public health system by reducing 
unnecessary usage.
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Epilepsy Ontario is the voice of epilepsy in the province. Since 1956, we have been serving the province as 
a registered health charity incorporated under the statutes of Ontario as a non-profit and non-governmental 
organization. We aim to raise public awareness and improve education through publications, conferences, 

outreach initiatives and our website.

Epilepsy Ontario
470 North Rivermede Road, Unit 15, Concord, ON Canada L4K 3R8
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