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Is it possible that epilepsy could be genetic in some cases?

What is the genetic pathways affected, and how does this differ between types of epilepsy and 
whether it is treatment refractory.  
Are there specific genes that identify someone will have epilepsy?    Why do some people grow 
out of seizures and others do not?
Is there a genetic component to epilepsy? Are there ways to decrease the transmission?
What gene(s) are responsible for the lowered seizure threshold in epileptics, is there any 
correlation to migraines and tumors?
What is the likelihood of epilepsy being inherited?   
I believe more information still needs to be provided about Catamenial Epilepsy. Why exactly do 
some women have this type of Epilepsy? Is it hereditary?
What are ALL the different types of seizures, not just the most common ones?  How is Juvenile 
Myoclonic Epilepsy passed on?
If someone in your family has epilepsy, are you at a greater risk of getting it?
Will I pass my epilepsy onto my children?
What is the long term impact on a developing brain of being on anti-seizure medication?
What are the long term effects of some seizure medications?  
Are there any natural or diets that may help in reducing Juvenile Myoclonic seizures? What are the 
long term effects of meds like Lamotrigine, Keppra?
What is known about the long term effects of taking a cocktail of epilepsy drugs over a lifetime? 
What is the impact in longevity? When do scientists predict there will be a cure?     
What happens to the brain/body after prolonged drug treatment for epilepsy (10 yrs. +)? 
Do anti-seizure medications cause long term cognitive deficits?
How does consumption of large volumes of medications over 35 years affect your medical health 
(e.g. Tegretol, Keppra and Clobazam)? 
How do you minimize the side effects of medications?
What is the long term effectiveness of medication-based treatments? Are there risks to being on 
the medications long term?
How are we going to better assist patients that have uncontrollable Epilepsy after 10, 20+ years of 
having the disorder who have also already had at least one brain surgery. What number of 
surgeries and medication changes are too damaging to the body?
What is the longterm impact of absence seizures on my son?  
 Do our children have a chance or inheriting the disease? Or any diseases after their born? What 
are the long term prognosis of those types of epileptics?
To what extent does neurodegeneration play a role in long term effects.
How much research is there re the long term effects of repeated brain trauma for ongoing seizure 
activity   ( my son has been having seizures for 15 years)  We are noticing he is taking a longer time 
to process information etc.
We know it's organic in diagnosis because it's because of tumors, but she's a baby and I am 
wondering what's next or of there is a cure?
Do recurrent seizures that are not prolonged cause brain damage?
Epileptogenesis in children and how it affects their development. I think we have studied a lot 
epileptic encephalopthies however focal onset structural epilepsies in children have not been well 
studied by our group
Can epilepsy create limitations or deterioration to certain levels of my health?
How do I decrease the risk of sudden death? Many of my seizures are nocturnal with violent full 
body convulsions is there a way of decreasing my risk factor?
Why don't we talk about SUDEP? Is it more prevalent than we are led to believe? Any safety 
measures?
managing expectations related to sudden death
Preventing SUDEP
I understand there are Epileptic Seizures and Non-Epileptic Seizures, how can a correct diagnoses 
be made to differentiate between the two?  If a prolonged EEG is not possible are there any 
specific ways to distinguish between the two?  
Are there new tools to understand the root cause of idiopathic epilepsy?
Why does it take a long time to diagnosis epilepsy if the problem is so common?
 What protocols are being developed to better determine underlying causes of seizures?

 Can the medical community find out if an unborn fetus has epilepsy before it's born? Do the 
biological parents health or chromosomes have to do with the epileptic getting epilepsy? 

Are there cost-effective tests that can be done as children to detect/diagnose epilepsy before the 
first seizure?  
I feel it takes too long to diagnose epilepsy. Are there any research initiatives that could be done 
so confirmation of the condition would be done more quickly?    
It seems many places still do not consistently follow an algorithm for diagnosing-why is this? Are 
we diagnosing to early? not early enough?
When is the best time to be diagnosed? When do we know a child/ adult has epilepsy and do the 
child/ adult refer to themselves as a person living with epilepsy? How/ when do patients learn of 
their diagnosis (1st appointment, after medication, seizure freedom)?
How is epilepsy diagnosed if EEG, MRI tests are normal?
Why can I develop epilepsy at any time without a known cause (head injury, etc)?
Why do so many people have idiopathic epilepsy?
What causes epileptic seizures to happen every four to eight weeks?
1) What medical problems may be causing my seizures - i.e., Are the seizures being caused by 
something.  2) What combinations of seizures can happen for a person and how can they be 
treated in combination.
Why is it that some people don't present symptoms until the age of 11 or 12? What changed in the 
brain to have resulted in show of symptoms?
What causes epilepsy in middle aged persons who have not suffered head trauma?
What changes occur that cause epilepsy to present itself later in life (20+ years old)?

What causes adult onset epilepsy, if no obvious reason can be found (I.e brain injury or tumour)?

Once an mri comes back with results showing normal is there ever a way to know what has caused 
someone to have epilepsy.
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What are the impacts of long-term use of  anti-seizure drugs, the causes of side effects of these 

treatments and how can we prevent the side effects? 39 8 15

Can genetic markers be used to diagnose and treat epilepsy and seizure disorders?1
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My daughter has lived with epilepsy for about 14 years. We still have no known cause for it -- after 
extensive genetic testing, brain scans, etc. Do we simply live with the fact that we cannot know?

How likely is sz occurrence after brain surgery in childhood and sz free for 9 years? ( temporal lobe 
epilepsy)
If surgery is an option what are the advantages if drugs still need to be taken?
Why do some people have successful brain surgery and others not despite similar seizure 
types/surgery?
Once patients have been offered surgical treatments, are they able to fully rehabilitate back into 
society? Can they drive again?
Is surgery the best course of action for children with epilepsy due to brain lesions? 
statistically, who benefits most from so-called 'grid surgery'?  how often is epilepsy refractory to 
surgical and medical treatment?  
How early epilepsy surgery affects the long term outcomes in children with focal onset drug 
resistant epilepsy
  Do some of the new neurological procedures 'cure' or eradicate epilepsy ?
How successful is surgery to remove the scar tissue in MTS?   How to determine if your type of 
epilepsy is drug-resistant? 
Why do some people start having seizures again even after the surgery?
Is there a biological relationship between memory and epilepsy (is it directly related to seizure 
activity or a medication related side effect)?   
What can be done to limit memory issues in people with epilepsy?  Are mood issues related to 
epilepsy, inter-ictal/ictal activity or AEDs?  
Do we have strategies to prevent loss of memory or learning as a result of seizures?
How to manage memory problems and anxiety
Do I lose memories when I have a seizure? 
Is it the drugs, seizures or surgery that causes depression and memory problems in those with 
seizures due to cortical dysplasia?

Does epilepsy cause brain damage that reduces memory? Does status epilepticus cause brain 
damage? Could brain damage be proved via MRI?

Are memory problems correlated to all with epilepsy? What causes the memory loss? What are 
the best methods to counteract the memory problems to strengthen your memory? 

Does having epilepsy cause memory problems forever, does it get worse ?

Will memory improve as years pass or will there alway be memory problems. Is depression more a 
symptom of epilepsy or a side effect of the medications. 

Behavioural issues: Why is there such a high rate in epilepsy? Differentiate between behaviour and 
seizures?  
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Could we initiate research to better understand the correlation between epilepsy, learning 
disabilities and mental illnesses? Maybe we could develop treatment for all of these if we better 
understood why they seem to co-exist? 

What is the latest evidence about the treatment strategies of depression, anxiety, and behavioural 
problems for people with epilepsy?

How best to treat behavioural issues eg. medications can make seizures worse

How can my daughter's aggressive and impulsive behaviours be related either to epilepsy or to the 
side effects of her medication?

18 Aside from anti-seizure drugs and some brain lesions, what causes behavioural changes in people 
who experience seizures? What is the best way to treat behavioural issues?
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What causes memory problems associated with seizures? Can these memory problems improve 
over time and what are the best treatment options for memory loss in people who experience 

seizures?
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If I tell my dr that I feel slow, depressed and tired now when I'm taking 2 meds, why can't we 
lower the dose (or drop one completely) to see what happens?  
I just want to start from scratch - no medication and a healthy life. How will life change? 
Why do I have to take 2 meds now? If one stopped working, shouldn't I stop taking it when I 
started the new one?    

If I had to change drugs why don't I stop taking the last one instead of taking two drugs at a time?  

Is there any treatment other than medication? Why do neurologists put patients on multiple anti 
seizure medication as opposed to changing the medication to one that works keeping them on 
only one?
why do i have to take 2 seizure med?  Do they cause me to have depressed moods?  
There should be just 1 medicine to take once a day because I also have memory problems with 
topiramate and I can't stop the fact that it has been going on for 4 years I have had a hard time but 
medications 2 times per day is too hard for me
What can be done about mood fluctuations after seizures? 
What can be done to limit memory issues in people with epilepsy?  Are mood issues related to 
epilepsy, inter-ictal/ictal activity or AEDs? 
How can one manage severe mood swings and drastic changes in attitude.
How can we improve the mood in patients with epilepsy? How much that problem impact in the 
seizure control?
Recent studies have identified loneliness (feelings of isolation) as having detrimental effects on 
mental and physical health. Are specialists able to identify the feeling of isolation before it 
becomes a more persistent problem? Has there been enough research on isolation and loneliness 
in regard to epilepsy and co-existing conditions?     
1) How can I improve my physical and emotional energy to interact with others  2) How do I step 
yelling and breaking down prior to seizure
What can I do to deal with suicidal thoughts?  How can I reduce mood swings?  What should I do 
to reduce my memory problems
Is it possible to help treat post Mania after my seizures. Is their possible treatment for weird and 
uncontrolled behaviour / freak outs after seizures 
Sometimes anger or unknown reactions get in the way of relationships.  Is medicine to blame for 
change in mood?  If so, how do we control it?
Why aren't mood issues treated proactively instead of waiting for patients to bring it up?
What is the hypothesis on being able to eradicate the use of anti-seizure medication and treat 
solely with CBD oil?
Is CBD oil becoming a more commonplace treatment for epilepsy with legalization of marijuana in 
Canada?

Should a wider variety of treatment options be considered by MD's? Have alternative therapies 
ie.cannabis been researched and are they being considered as adjunct treatment options? 

I would like some more info on CBD for Drug resistant absence epilepsy. 

If CBD oil is used as a treatment, should it be used in conjunction with anti-seizure medications?  

How effective is cannabis and what research and white papers have been written to show the 
efficacy? 
What is the efficacy of cbd with idiopathic seizure conditions. Is it more broad spectrum than 
specific antiepileptic medications? 
How successful is the use of cannabidiol in treating Dravet syndrome and Lennox gas taut 
syndrome.
Is medical marijuana being investigated as a possible treatment for epilepsy and seizures?  Is there 
treatments that have less of an impact on motor planning such as for patients with Rett 
syndrome?  
Anecdotal evidence suggests that CBD oils may help.  I would like to know if there are good studies 
about possible interactions with meds.  Also, how meds affect driving.  Also, if medication side 
effects can be better studied. 

What is the role hormones play in adolescent seizures for youth who have no history of seizures?  

I wonder when people hit puberty why it changes the amount of seizures a girl may have 
Does menopause have any effect on having seizures?
Effects on pregnancy, labour, birth & parenting.  

Are hormones related to seizures? (Seizures at the age of 6-8, then at age of 13 onwards). After 
sexual activities? 

I'd like to know more about menopause and seizures. Actually hormones and seizures in general 
because I know my seizures can be worse that time of the month.

Are my seizures related to my menstral cycle?  Where did my sex drive go? And my memory?

Why are my seizures worse and more frequent during ovulation and my menstrual cycle?        
Why isn't there more research and development in the areas of Sleep & Seizures (direct 
relationships) and then Hormones & Seizures (primarily puberty and menopause)?

How do fluctuations in seizure frequency relate to hormones (e.g., adolescence, peri-menstrual)

Why do specialists make their patients stay on medication when they were initially told they can 
come off of it once brain surgery is complete and the patient has been seizure free for over 1 year? 

After an absence of seizures how long before you should try decreasing medications

If a person has not had  a seizure in over 6 years, is it safe to stop medications? Will there ever be 
a time when medications won't be needed? How is the future looking for a permanent cure?

Is a lifetime of medication necessary after just one seizure? When and how to re-evaluate anti-
epileptic drug use after a period of no seizures?
When multiple medications are not stopping the seizures what is the concerns a caregiver should 
be aware of. Should weaning medications be considered and how to go about that.  
The use of anti epileptic medications are difficult especially when the patients are on 4 of them.  
How do we decide on which one to reduce and stop/
How long after surgery should a person be on medication? How many years seizure free until 
there is no more risk of seizures? 
How long does someone need to be on anti-convulsants and seizure free until they can come off 
them? Or is this for life?
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What is the efficacy (i.e. the effectiveness of reducing seizures) of adding a second anti-seizure 

medication compared to changing to a different anti-seizure medication? How can we determine 
which combinations of anti-seizure drugs are effective?
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2. Is there a general rule for how long one has to be seizure-free before a reduction in medication 
would be considered or does it vary from healthcare provider to provider?
Is the treatment “for life”? Can all drugs be taken during pregnancy? What impact would drugs 
have on a baby if taken during pregnancy?
What are the  most common occupations people with medication resistant epilepsy, or have work 
restrictions like no heights, or dangerous objects?  
Do what extent do refractory seizures impact memory, educability and career options?

How does my son continue working if he has epilepsy?  
Schachter S., Osbourne Shafer R., Sirven J. (2013). Safety at Work. Available From: https://www.epilepsy.com/learn/seizure-first-aid-

and-safety/staying-safe/safety-work

 Is my epilepsy a discriminating factor for a job? If I hide my epilepsy at work will people treat me 
differently? Without my epilepsy will I be better at work?

Clinic to Community. (2016). Epilepsy and Employment. Available from: https://www.clinictocommunity.ca/strategies/38-epilepsy-
and-employment

It's difficult to keep and maintain a career, how do I approach my epilepsy with a potential 
employer?

Job Accomodation Network. (No Date) Epilepsy/Seizure Disorder. Available from: https://askjan.org/disabilities/Epilepsy-Seizure-
Disorder.cfm

Can my employer fire me if I have too many seizures and I miss too much work?
How are people expected to hold down a job if their epilepsy isn't controlled? If someone is unable 
to hold down a job shouldn't they have some sort of government support?

Can epilepsy prevent you from getting certain jobs, even after receiving the surgery?
Beran RG, Devereaux JA & Buchanan D. (2020). Some legal aspects of epilepsy. Epilepsy & Behavior, 111, 107244. 

https://doi.org/10.1016/j.yebeh.2020.107244, 10.1016/j.yebeh.2020.107244
What support is available for people with epilepsy that are looking to work? 
Epilepsy and the job market, this relationship is difficult. You study to find a job and keep it. When 
will support and accommodation for epileptics be more accessible?

Why isn't there more research into alternative methods to treat epilepsy, not just medication?

Have we found more proven lifestyle (diet, sleep, activity) choices that can help treat epilepsy?  

 What lifestyle changes and regular activities (e.g. meditation, exercise, etc.) would help in 
reducing the chances of a seizure being triggered?
Can you reduce the number of seizures through yoga, mindfulness meditation or other non-
pharmacological relaxation techniques?
Can exercise and other lifestyle management techniques like eating/sleeping/mindfulness reduce 
seizure frequency and/or improve quality of life?
What treatment alternatives exist instead of drugs?
Is there anything else besides drugs and ketogenic diet or vasal surgery that can be done to 
control seizures?
Are there any naturopathic options to increase the likelihood of seizure management? 
In my view, low impact cardiovascular exercise (biking, fast walking) contributes to the success of 
avoiding future seizures. Is this correct?
What new non-invasive treatments can stop seizures, without having to resort to surgical 
intervention?
Are there nutrition choices that will help make sure I don't have another seizure?
How can your diet affect seizures?
Rescue meds and when to administer it at school.  What supplements is needed depending on 
what seizure meds are being used.  Besides the ketogenic diet what foods can benefit an individual 
with seizures?
Are there any natural or diets that may help in reducing Juvenile Myoclonic seizures? What are the 
long term effects of meds like Lamotrigine, Keppra?
Why are diet therapies ignored for adults? 

Have we found more proven lifestyle (diet, sleep, activity) choices that can help treat epilepsy?  

How effective is the ketogenic diet? 
 Is the ketogenic diet or is vagus nerve stimulation more effective in reducing seizures in people 
with drug-resistant epilepsy?
is a ketogenic diet proven effective or any type of diet for decreasing seizures
Will there ever be a new natural way to help with seizuring instead of a pill?
Is the cause of epilepsy important to the treatment pathway? 
Can medication be more targeted to specific epilepsy?    With the information available about the 
effects of diet on the brain and epilepsy in general, why are doctors not suggesting proven dietary 
habits with medication?     
How can we best tailor epilepsy treatments to the underlying cause or etiology of epilepsy? Why 
do we use the same treatment approach for such a heterogenous condition?
What is the best treatment for cortical dysplasia?

What treatments are there for my son's SPECIFIC form of seizures/epilepsy? (Jeavons Syndrome)

What combinations of meds work best for people with JME who are women and also mental 
illness (also what types will lessen the risk of sleepiness)
Why does it seem so arbitrary to find the right combination of meds to control epilepsy in 
refractory cases? 
How do I treat people with 2-5 seizures in their youth, who are seizure free without anti epileptic 
drugs?
What are the best treatment options for seizures from traumatic brain injury?
Is there a specific screening test and treatment for catamenial epilepsy? 
How do I manage multiple diagnoses and medications?  How do I know what is working and what 
isn't?  I have a brain injury because of seizures and that causes me to not be accepted as 'normal' 
in society. I have anxiety and depression and seizures.    When will all the Dr's work together to 
improve these issues as a team?
We know based on the guidelines, that individuals should be seen at an EMU upon the failure of 
two anti-seizure medications. How often is this happening and how is this messaging being 
communicated to GPs, Emergency Room doctors, Neurologists, etc.     

How do anesthetists take into consideration my drug (Lamotrigine) if I need general surgery?

Would a comprehensive approach to co-morbidities such as (social worker, clinical psychologies, 
and psychiatrist ) should be part of the comprehensive epilepsy clinic models to tackle those 
issues? 
1.   Is it best to see a neuropsychiatrist or a psychiatrist with whom I have a strong relationship?  2.  
Does it really matter if I die?   It would make it a lot easier for everyone

8 What non-drug lifestyle treatments (e.g., cardiovascular exercise, yoga) are effective for 
controlling seizure frequency with or without standard treatments (e.g., anti-seizure drugs)?
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Krumholz A., Hopp J.L. & Sanchez A.M. (2016). Counseling Epilepsy Patients on Driving and Employment. Neurologic Clinics, 34, 427-
442. https://doi.org/10.1016/j.ncl.2015.11.005

5
What are the best ways to support people who experience seizures secure and perform in 

employment (e.g., through accommodations) and what interventions can reduce workplace 
discrimination?

43 6 3
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Apart from monotherapy (e.g., being prescribed a single drug, using the keto diet without drugs), 
how can we personalize treatment options to combat a specific type of seizure or syndrome (i.e. 

specific drugs, combination of pharmacological and non-pharmacological treatment)?
10 8 9 11 1
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Do dietary changes alone or in combination with standard treatments (e.g. anti-seizure drugs) 
provide increased seizure control?
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11 How can healthcare professionals communicate diagnostic information and collaborate with each 
other and people who experience seizures to ensure quality care?

8 8 7 4 3



Treatment plans should involve more then just the epilepsy team why don't they?  We have 
questions on the use of harsh medications were told it's epilepsy with no reason why no cause and 
told no cure but you gotta take these pills forever 
 Also how do we handle meds during a surgical procedure?  he will be sedated and having shoulder 
surgery to repair a dislocated shoulder from a seizure last year.
How to connect patients with community supports in timely fashion
I am wondering about team visits (whole team approach including psychs, SW, etc) rather than 
visits with the neuro.

How best to deliver care to children and young people with epilepsy, teenage issues and 
transition.

What is the long term impact on a developing brain of being on anti-seizure medication?
What is the longterm impact of zarontin on a small child's developing brain?  
Our son has been through quite a drug treatment trial and error session for most of his life. What 
toll is this taking on his body and health?
Are there any natural or diets that may help in reducing Juvenile Myoclonic seizures? What are the 
long term effects of meds like Lamotrigine, Keppra?
can your medication effect your organs after taking them for such a prolonged time?
Does the medication harm the liver overtime?    Do we grow a tolerance to medication
Do anti-seizure medications cause long term cognitive deficits?
How does consumption of large volumes of medications over 35 years affect your medical health 
(e.g. Tegretol, Keppra and Clobazam)? 
She's been on keto diet for 5 years now. What are the long-term impacts of the keto diet and 
when is it appropriate to wean her from it. 
How are we going to better assist patients that have uncontrollable Epilepsy after 10, 20+ years of 
having the disorder who have also already had at least one brain surgery. What number of 
surgeries and medication changes are too damaging to the body?

How common is seizure onset in adolescents for youth with no history of previous seizures? 

Does the age of onset of seizures impact one's resilience to having epilepsy? 
Why youth onset? How would epilepsy suddenly appear in a spirited, academically strong young 
girl? What triggers it? Trauma? Brain growth? Genetic? (with no reported cases on either side of 
family)
Why do some people develop epilepsy in their early twenties with no prior history?
Why don't doctors know what triggers my seizures? Why do they appear at 25 years?
I am particularly interested in the causes of 'Adult Onset Epilepsy'...what prompts epilepsy in a 
young adult who has been healthy with no brain trauma events...I am learning that this has been 
more prevalent of late
Why is it that some people don't present symptoms until the age of 11 or 12? What changed in the 
brain to have resulted in show of symptoms?
What causes epilepsy in middle aged persons who have not suffered head trauma?

What causes adult onset epilepsy, if no obvious reason can be found (I.e brain injury or tumour)?

What is the origin of my condition? Symptoms started at 39, diagnosed at 43. Did I always have 
this inactive condition, or did it appear?
Why aren't more first responders trained in recognizing seizures and post-ictal behaviour? 

Why are people only aware of convulsive seizures?  

I have suffered with PTSD, a hemorrhagic stroke, brain surgery and it is so hard to describe my 
emotions and depression to medical staff.  How do you make front line people take you seriously 
in your confusion of what's going on!!!  You are left to believe that it is not an emergency to them, 
however it sure is to you
2).  Do the emergency Room triage nurses, doctors and admissions personnel know the risks of 
status epilepticus and how to recognize it?   Is there a notice at the top of the file that I have both 
convulsive and non convulsive status?   How is the risk decreased?  
Why were so little medical providers aware of the auditory and visual hallucinations aspect of 
seizures?
Could the people around me be better informed on the subject? How can I better accept my 
diagnosis?

How aware are people administrating medical and other support services about the effects of 
epilepsy and the impact on income and daily function.   There are some general opinions we have 
encountered re epilepsy and access to support that is available to people with other medical 
conditions. The consensus seems to be that the person with epilepsy has 'some seizures 
sometimes' and that it does effect them outside the actual seizure event.  No one takes into 
account the pre and post seizure effects (exhaustion, loss of bladder, bowel, mangled tongue, risk 
of injury from falling), nor do they consider the embarrassment,  side effects of medication, and 
effect on overall brain function and processing speed.

What is being done to train paramedics, doctors, nurses, teachers, etc., about epilepsy so there is 
not so much of a stigma and fear surrounding it. So many inaccuracies/wives tales still exist!!

Why do neurologists refuse additional treatment when an Epilepsy patient's body does not comply 
with the expected results of treatment? When seizures do not respond to drug treatment, or 
medications cause seizures the why are Epilepsy patients not assisted by the broad medical 
community or social services? Why are they are left to the margins of society? Epilepsy is a family 
condition, family support is necessary for the survival of anyone with refractory epilepsy. if there 
are no family supports people with epilepsy live a lonely and deadly life. Why is this allowed to 
happen in 2019? 
What are GPs and emergency doctors taught about epilepsy? What are educators/teachings being 
taught about epilepsy and treatment? How much training are they receiving about the condition 
and treatments? 

Why does no one care about epilepsy issues?
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 What are the impacts of common non-drug treatments (e.g., surgery, diet changes etc.) on a 

person’s overall health and development? 17 4 6 1 Evidence Not Identified
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What barriers prevent the general population from understanding the challenges facing people 

who have seizures? 11 4 5 1
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Why are people only aware of convulsive seizures?  

2).  Do the emergency Room triage nurses, doctors and admissions personnel know the risks of 
status epilepticus and how to recognize it?   Is there a notice at the top of the file that I have both 
convulsive and non convulsive status?   How is the risk decreased?  
Why were so little medical providers aware of the auditory and visual hallucinations aspect of 
seizures?
Could the people around me be better informed on the subject? How can I better accept my 
diagnosis?

What is being done to train paramedics, doctors, nurses, teachers, etc., about epilepsy so there is 
not so much of a stigma and fear surrounding it. So many inaccuracies/wives tales still exist!!

What are GPs and emergency doctors taught about epilepsy? What are educators/teachings being 
taught about epilepsy and treatment? How much training are they receiving about the condition 
and treatments? 

memory problems, confusion  are intermittent and my GP isn't quite understanding or educated in 
this problem, being ongoing. It is triggered by lack of rest. Are GPS kept in the loop or is it because 
the changes are so fast and frequent that they don't go through the chain of practitioners?

Why aren't more first responders trained in recognizing seizures and post-ictal behaviour? 
Why did my child get absence seizures?   Where does it come from?   What could I have done 
differently to prevent this?   
 And what do I, as the patient, need to do, in terms of prioritizing prevention strategies?  
What causes cortical dysplasia and what preventative measures can be taken?      It took over a 
year and many hospital trips and tests to identify the cause of my child's seizures...a cortical 
dysplasia. However her seizures only began at 6 years of age and initially occurred only at night. 
After a functional MRI revealed her seizure activity traveling along thalamic pathways, a new 
medication was introduced (ethuxomide/zarontin) and immediately had a positive effect where 
other medications had failed. Many years and medications later, her EEG shows seizure activity 
only during light sleep.
Are there ways to prevent epilepsy? 
Can it be prevented? 

It is not clear why I developed epilepsy in my mid 50's. Is there anything I could have done to 
prevent developing epilepsy?  It took 4 years for me to get a diagnosis and start treatment. Could 
an earlier diagnosis and start of treatment reduce possible future related problems?

With refractory epilepsy, I am wondering about why seizures occur when they do (patterned) and 
what else can be done to prevent them.
If yes, do they inform the parents and are there possible means of prevention ???
How to prevent seizures during the day
Effectiveness of VNS treatment for children with focal to bilateral tonic clinic seizures. Does 
effectiveness change with ongoing brain growth and development in children. 
Is VNS the last option for a patient if medication doesn't work, and they are not a candidate for 
more surgery?
Can VNS help absence seizures? I sometimes have 100+ in one day. I also have tonic clonic?
What devices are available to help with decrying seizures?  
Is laser surgery safer than having your skull and brain actually cut open? Can VNS MACHINES help 
or work against us in thunder and lightning storms?
Why do things like VNS implants work for some types of epilepsy but not all? 
Is there a study to show what meds the VNS is effective at displacing?
How does VNS work 
 Is the ketogenic diet or is vagus nerve stimulation more effective in reducing seizures in people 
with drug-resistant epilepsy?
What is the electric device that can be used to counteract the abnormal brain waves and prevent 
seizures? 
How as a parent can I get more sleep? I dont sleep good anymore cause I'm scared of the seizures 
during sleep time, so I check my son all night.
How do I best help her with her fears?

How can we best support patients and their families in a disorder of anticipation; anxiety over not 
knowing if or when they or their child will have another seizure?
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the fear we as his parents feel is constant....i feel like im holding my breath all the time....filled 
with worry for the 'next one'   so im sure our son is feeling that way too,,,,,he has full time job and 
lives independently, but we think about him ALL the time.  how do we manage or better still how 
do we stop worrying about the next seizure? 

Miller W.R., Von Gaudecker J., Tanner A. & Buelow J.M. (2020). Epilepsy self-management during a pandemic: Experiences of people 
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My daughter being very young, 2 fears haunt me. I am very afraid that she will have a crisis at 
night and that she will die from it. She stops breathing during her seizures ... so, I can't sleep 
anymore! 
Do others fear another seizure at school that could have life threatening results if the seizure 
occurs?  
We were afraid that she would take public transport and get robbed. Now she cannot be alone 
with her baby, it is difficult to manage on a daily basis. We are not aware of all the resources 
available with the CLSC, for example
Will there ever be support for people with PTSD from having seizure?The daily fear of seizures 
recurring, inability to participate in certain activities again because of the fear of what could 
happen...these fears can be rational and irrational but, all relating back to the actual fear of a 
seizure, the recovery, the affect on quality of life etc.
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How can people who experience seizures and their caregivers or care partners manage fear 

associated with seizures?
6 3 6 1
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22 Is vagus nerve stimulation (VNS) an effective treatment for reducing seizure frequency, and how 
effective is it in people where anti-seizure drug therapy has failed?
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What barriers prevent healthcare providers from understanding the lived experience of their 

patients who have seizures? 11 4 5 1



I've learned that even when seizures are fairly frequent - say several a day - the time in between 
them is still the vast majority of the life of the person living with them. And having a seizure 
disorder really invades and colours the entire life in ways we rarely recognize.     How can we 
better support people living with epilepsy to live from courage and heart (and not fear)? Seems to 
me we need a whole person strategy - nutrition, mindset, exercise, emotional intelligence, 
spiritual development. I don't see any resources for this? Are there any?

Is there environmental factors or known causes for epilepsy? 
What types of secondary or external factors can cause epilepsy?   
What contributes to the development of epilepsy in youth who do not have and congenital 
epilepsy or a genetic predisposition to epilepsy.    And what are the differences in brain activity 
between petit absence seizures, tonic-clonic seizures and partial or focal seizures.
What environmental factors are important in the development of epilepsy?
Why is it so difficult to identify the cause of epilepsy when it appears out of nowhere in so many 
cases?  Why are there so many cases of refractory epilepsy?  Are scientists looking at other areas 
for causes outside of the brain I.e viruses, bacterial infections, environmental?   Where is the 
future of epilepsy research going?  
What effects do mercury and aluminum have on the brain    Relationship between 
mecury/aluminum and seizures
Is this hereditary?   How did I contact Epilepsy ?    What if any environmental factors have a role in 
contacting this disease?

What genes and variants contribute to common and rare epilepsies?  How do common variants 
contribute to causing epilepsy when the cause is acquired (such as TBI, malaria)?  Why is epilepsy 
more common in socially deprived areas?  What is the role of the microbiome in the cause of 
epilepsy?  Why do some seizures fail to stop and cause status epielpticus?

What other health conditions cause seizures?
Are there any factors that make someone more likely to have seizures or epilepsy?
Why do so many patients with seizure disorders have cardiac problems/surgery? Why are their so 
many cardiac minics and what can be done to assure proper diagnosis? 
Why do some people with epilepsy develop post-ictal psychosis? Is there a way of identifying 
these patients and preventing psychosis before it manifests?
When should someone with epilepsy look to obtain these diagnosis? When do physicians 
investigate/treat comorbidities like depression, anxiety, developmental disorders, etc.?
How to detect and provide a holistic approach for co-existing conditions in children?

Are programs available to overcome barriers like memory issues or stress?  Can my neurologist 
help me determine if a co-existing condition is part of me? What questions should I ask?

What are the top 5 co-existing conditions relating to epileptics? What blood tests should be 
performed and how frequently, to determine if medications are causing problems while 
distinguishing it from it being a new medical condition? 
Without seizure control, how can we test for any comorbid diagnosis?
How are behaviours/challenges associated with epilepsy diagnosed and treated separately from 
co-existing conditions?

Why aren't children diagnosed early on with epilepsy screened regularly for learning difficulties 
and mental health issues? 

For those with families or who live alone, what processes can we take to ensure we are save if we 
have a seizure alone or with a young child, as no device has been invented to notify people of this. 

When will we have seizure monitors for nocturnal seizures to prevent SUDEP and other monitors 
for any time use to alert family when a seizure happens 
When will have monitors so people can feel sad and confident to go to school/ work/ be in the 
public
How can a parent monitor nocturnal absence seizures??

1) Why are there no very good seizure detection devices available in the world? Either seizure 
prediction or immediately when a seizure starts? There are wrist bands such as Embrace that are 
no where close to perfect. Is research being done on better devices? Are there incentives to better 
detection devices? It appears all seizure detection devices are created by small under-funded 
companies. Nothing truly professional. If we realistically can't stop seizures, we should surely be 
able to easily monitor them in real time to help prevent injury or death. 

In this day of Digital Transformation, what is the best epilepsy monitoring tool for nocturnal 
seizures? 
Secondly, given that in our experience, seizures are relatively sporadic, we would like a predictive 
tool to determine at any particular point of time whether our son is at a higher, or lower risk of 
having a seizure from his baseline activity.   This would allow him to perhaps increase medicine 
(assuming we knew it would do something), but it would also allow us to arrange to be near him to 
help him if he is at a higher risk. This would allow him to live independently in times of low risk.  It 
might also rule in or out his ability to drive on a particular day or engage in potentially dangerous 
tasks like skiing/swimming/fishing.
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Why can't we have better early detection so that people can feel like they can have a normal life - 
and then when/if a seizure is oncoming - they will be warned with enough time to take 
precautions? If we can prevent it from going off like walking on a surprise grenade, it will help 
people lead a more normal day.  Why can't we develop better, cost effective, REAL TIME 
monitoring?  I don't mean a watch that rings once a preson STARTS shaking. I mean a proper 
system like 'hey, your electrical charge is building up in your brain, you may have a seizure in a few 
moments'
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Are there neurobiological markers that could help predict certain traits? epilepsy is a 
neurodegenerative disease with a psychiatric component - psychosis, depression,  anxiety

25 Are there any exposures in a person's surroundings (e.g., chemicals, pesticides,  pollution etc.) that 
are associated with an increased risk of seizures?

5 1 3 4

26 What is the best protocol for screening seizure patients for common comorbidities? 4 3 2 4 1
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Is there a difference in the types of seizures, depending on where they originate in the brain?    
What are the main triggers of seizures?
Where in the brain are the seizures initiating?  If that area can be identified is there some further 
treatment options? 
What contributes to the development of epilepsy in youth who do not have and congenital 
epilepsy or a genetic predisposition to epilepsy.    And what are the differences in brain activity 
between petit absence seizures, tonic-clonic seizures and partial or focal seizures.
Can an EEG tell what part of the brain seizures come from.   
If you have tonic clonic seizures that spread everywhere, it is really hard to figure out in what part 
of the brain it originates. 
I am very interested in understanding more about all brain function and its relationship to the 
location of the seizure focus. I have found that behaviour and mood can be a predictor of seizures 
and can change for the better, once the seizure has passed.
Why is it so difficult to diagnose or map where seizures are starting?
Where in the brain is the cause of the seizure?, and can it be removed if it's scar tissue.?
Understanding how networks trigger seizures 
1) could the seizures be caused by another neurological syndrome?  2). If so, what tests should be 
done to determine if this is the case and how to better manage them?  3). Do I have a rare kind of 
epilepsy given that I have abnormal seizure types?
1. Is focal cortical dysplasia a genetic disorder? Does this mean it can be inherited if the sibling of 
someone with cortical dysplasia has children?   
What causes cortical dysplasia and what preventative measures can be taken?      It took over a 
year and many hospital trips and tests to identify the cause of my child's seizures...a cortical 
dysplasia. However her seizures only began at 6 years of age and initially occurred only at night. 
After a functional MRI revealed her seizure activity traveling along thalamic pathways, a new 
medication was introduced (ethuxomide/zarontin) and immediately had a positive effect where 
other medications had failed. Many years and medications later, her EEG shows seizure activity 
only during light sleep.
What causes cortical dysplasia?  How prevalent is cortical dysplasia in Canada?  Why does cortical 
dysplasia cause seizures?

 2. What is the natural history of cortical dysplasia? How does it affect cognition and learning?

What are the causes of epilepsy, particularly Cortical dysplasia. Why does cortical dysplasia not 
show symptoms at birth and appear at a later stage in life? Can cortical dysplasia change as the 
patient ages, or does it remain in the same region of the brain at the time of diagnosis? 

My Daughter (3 years old) has had Infantile spasms and focal seizures since she was 36 hours old. 
She has had multiple tests including 2 MRI scans, with another one scheduled for fairly soon.  In 
these scans we've noticed her ventricles are enlarged, so I am curious to see what this MRI has to 
show.  My question to you that has never been answered is, would the cause of her spasms and 
focal seizures be caused my enlarged ventricles? 
I have cortical dysplasia in my right frontal lobe however I present with seizures that look like they 
come from my right temporal lobe; why is that?

7 years running and we still don't know the cause of my 8 year old daughter's seizures. We have 
been told it may be because of focal cortical dysplasia, however she randomly stopped having 
seizures and so we not been able to identify whether her GTC's are originating in that area. 

I am told that my 2 year old daughter, diagnosed three weeks ago, is epileptic because of a 
dysplasia of the brain which would have developed in-utero ... In this case, how is it that she had 
her first attack at 2 years old? Also, why are the seizures, albeit  very intense, rare? What triggers 
them then?
Why did my child get absence seizures?   Where does it come from?   What could I have done 
differently to prevent this?   

Why does epilepsy sometimes 'resurface' after years of no activity?  How can someone have a 
certain type of seizure as a child and suddenly change to more severe seizures as an adult?

None. Perhaps I have an intrinsic lack of curiosity. I just have it. I've had it since I was two. It 
became worse when I turned 32. I don't have nearly as severely as some people do. My only 
interest is in how to manage it. Perhaps, why does a diagnosis change in one's life. My epilepsy 
was thought to be one type as it started when I was two. I had a grand mal seizure when I was 13 
and was told that it now couldn't be guaranteed that my seizures would end as it did for many 
people with a pre-school diagnosis. Fair enough. But at 32 I started have grand mal seizures as well 
as petit mal.  Why do some people's manifestations of seizures change along the way?     

 Why are my seizures changing with time?  
What prompted my seizures to happening very rarely and then to almost daily?
Does epilepsy get worse with age ?
Is it degenerative for most? INW: Does it get worse with age?
can a person develop more seizure types the longer they have epilepsy?
What causes epilepsy? Why after 42 years I take 3 grand mal seizures? Why were they the worse 
ones then I took when I was 12 - 23 years old?
Why are there so many different types of seizures and why is it so rare to come across those with 
epilepsy to have the exact same symptoms?
What causes status epilepticus

Can they be treated again when you go for year without having any than start to occur than? 

- Why did I all of a sudden develope seizures in my late thirties with no past hx or family hx?  - 
What percentage of people do they go away in ?     -To what age do seizures normally last ?  

Will it ever stop? 
Do children in fact grow out of epilepsy or have it their whole life?
Is it true some people with epilepsy will have seizures all of their life? 
is the diagnosis for life? There is conflicting information about this. If seizures stop, you might still 
have spikes and waves on an EEG which means you still have epilepsy? 
Why do they (Doctors) say that your child can grow out of these episodes ?seizures 
Will I have seizures all my life and what could have caused them

Evidence Not Identified31 Why do some seizure disorders resolve? 6 2 3
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30
In addition to medication adherance, what causes seizures to change in presentation and/or 

severity?
10 1
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29 Why and how does abnormal brain organization (i.e. cortical dysplasia, enlarged ventricles) cause 
seizures?

2 4 5 1
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Will we one day, have access to something that will be able to detect nocturnal epilepsy 
effectively?

28 How does understanding where seizures originate affect the outcome of treatment? 5 2 2 2 1
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We do not yet know whether the form of epilepsy will remain or disappear as we age. We also 
don't know what causes epileptic status, or whether migraines are related to epilepsy itself or the 
medication
How is it that for some patients the seizures stop permanently? Have we made associations with 
age, lifestyle or others?
What can help the brain heal and make new neurons? Is age 58 too old for this healing?  
  Is there any treatment that is effective in totally eliminating seizures? How do patients outgrow 
epilepsy?
My main ones are to do with memory, sleep, and anxiety.  At times have fogginess and forget 
things.  Also want to know if my epilepsy affects my sleep and does it cause anxiety or are they all 
bound together in one single ball.

Michaelis, R., Tang, V., Wagner, J. L., Modi, A. C., LaFrance Jr, W. C., Goldstein, L. H., . . . Reuber, M. (2017). Psychological treatments 
for people with epilepsy. Cochrane Database of Systematic Reviews(10). doi:10.1002/14651858.CD012081.pub2

Is there a link between epilepsy and sleep disorders
Brigo, F., Igwe, S. C., & Del Felice, A. (2016). Melatonin as add-on treatment for epilepsy. Cochrane Database of Systematic 

Reviews(8). doi:10.1002/14651858.CD006967.pub4

   Does sleep apnea affect seizures? 
Maguire, M. J., Weston, J., Singh, J., & Marson, A. G. (2014). Antidepressants for people with epilepsy and depression. Cochrane 

Database of Systematic Reviews(12). doi:10.1002/14651858.CD010682.pub2
1 - When my teen (non verbal with autism) has a seizure day she is unable to sleep at night.  She 
seems tired but is unable to settle herself.   She is literally up the whole night.  Do seizures cause 
insomnia?    
Is it normal for someone with adult onset epilepsy for their personality to change? Is it normal for 
people with epilepsy to lose their energy more quickly or to be more tired even with a sufficient 
amount of sleep?
Currently my son is on multiple medications to manage the mental illness, learning disabilities, 
sleep and epilepsy. Can we initiate research for more understanding  for the root cause of the 
deficits and therefore be able to provide targeted treatment for the defect instead of the 
symptoms? 
Why isn't there more research and development in the areas of Sleep & Seizures (direct 
relationships) and then Hormones & Seizures (primarily puberty and menopause)?

Why are resources so difficult to access? As an exhausted parent I always felt like I had to fight for 
everything.  It is a condition that is invisible but can be extremely difficult to manage.   

Service areas that seem to be missing are things like supporting patients in getting to medical 
appointments when fearful of taking public transit and can't drive. Child care or respite for parents 
with epilepsy. Companion or respite for spouses of individuals with epilepsy when afraid to leave 
the individual alone. More information about effective seizure alert devices like the watches. 
Always, people are looking or financial help in many different areas.

If a person is born with epilepsy due to 'encephalitis' or a form of it who's can that person receive 
help at different phases of our lives.

As outlined in my answer to question 1, I am a limbo-epileptic; I don't know if I'm in or I'm out. I 
have taken anti-seizure drugs for nineteen years, have done volunteer work, have attended a 
zillion seminars and lectures, have completed a few more courses toward my Master's degree - 
but the entire process has been a 'do it yourself, sink or swim' deal. With no follow-up from the 
hospital that I was taken to, and enormous abuse from the landlady where the accident happened 
(she and her psycho-son hired a couple of guys to kill me, frightened me out, then kept all of my 
belongings) my life has been bleak. And in 2006 I was still in seizure mode - and they were 
whoppers - landing me in hospital numerous times. Again, the hospital where I was sent should 
have had follow-up/outpatient/outreach services to help people like me.   

Many hospitals do very little with providing personalized mental health care plans for patients due 
to their short visits in inpatient EMUs and outpatient clinics. These are excellent opportunities to 
engage this group of patients that are facing coexisting mental health conditions especially 
anxiety, depression, bi-polar disorder, OCD, PTSD and with it a tendency for violence both trauma 
related and post-ictal violence. Every time the issue is raised with organizations, very little is done 
to combat the issue because it's 'mental health'. Combating  this issue is much more simpler than 
most think. The availability of a Advanced Practice Nurse or Nurse practitioner specializing in a 
psychiatric speciality can help counsel patients and make appropriate referrals during their visits or 
length of stay in the hospitals. Facilities with such services tend to have greater patient 
satisfaction and help serve as a bridge that prevent patients from falling into the systems's gaps. 

My son has cortical dysplasia and he started seizures when he was 7 yrs old. He was seizure free 
for 5 years but has recently had 3 grand mals in the last year (2019/2020). Its very hard as a single 
parent who works two jobs to go to work and not wonder if your child has had a seizure alone. He 
has fallen and hit his head both times and the 3rd seizure thankfully he was sitting in a chair and 
was safe. It would bring peace of mind as a parent if service dogs were more accessible and if 
there was funding for such thing. My son would also be safer as well. 

I have found very little support for dealing with my recent diagnosis. nothing was provided at the 
time of diagnosis, ie. transport alternatives, safety considerations, medic alert bracelet etc. 
Counseling or group meetings could help. 
There is a lack of local support services in our area. It may be helpful to run public events like 5k 
walk/runs, to bring patients and families together. 

There should be automatic and regular follow-up (once a year minimum) with a psychology 
department to see the effects on the morale of people affected

Catalao R., Eshetu T., Tsigebrhan R., Medhin G., Fekadu A. & Hanlon C. (2018). Implementing integrated services for people with 
epilepsy in primary care in Ethiopia: a qualitative study. BMC health services research, 18, 372. https://doi.org/10.1186/s12913-018-

3190-y

Are there certain lifestyle choices/health choices that make you more likely to have epilepsy?  
Why is it less common for adults to be diagnosed with epilepsy and why do they?

Can we limit seizures by avoiding certain situations?     
Why did my child get absence seizures?   Where does it come from?   What could I have done 
differently to prevent this?   
What other health conditions cause seizures?
Are there any factors that make someone more likely to have seizures or epilepsy?
Why is it so difficult to identify the cause of epilepsy when it appears out of nowhere in so many 
cases?  Why are there so many cases of refractory epilepsy?  Are scientists looking at other areas 
for causes outside of the brain I.e viruses, bacterial infections, environmental?   Where is the 
future of epilepsy research going? 
Doctors does blood works, MRI, CT scan, EEG, ECG and other test for the heart but didn't find any 
problem. Why they don't check if the patient have deficiency on nutrients.     
is vitamin deficiency a cause of epilepsy?  

How to educate children on how to cope living with epilepsy?
Ontario Epilepsy Guidelines. (2018). Guidelines Summary - Patients and Families. Available from: 

https://ontarioepilepsyguidelines.ca/guidelines-summary-paf/
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Are sleep disorders linked to developing seizures and are people who experience seizures at an 

increased risk of sleep disorders?
5 2 3
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Scottish Intercollegiate Guidelines Network (SIGN). Diagnosis and management of epilepsy in adults. Edinburgh: SIGN; 2015.
(SIGN publication no. 143). [May 2015]. Available from URL: http://www.sign.ac.uk
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34  Are there lifestyle factors (e.g. diet, vitamin deficiency, amount of exercise) associated with an 
increased risk of seizures?

5 2 2 Evidence Not Identified

33 How can access to resources/supports for people who experience seizures be optimized? 4 3 1 1

              



Upon diagnosis are physicians providing proper education to patients about their specific type of 
epilepsy, treatments,and prognosis vs just prescribing medications?

Edmonton Epilepsy Association. (2011). Epilepsy: A guide for professionals and caregivers. Available from: 
https://www.edmontonepilepsy.org/wp-content/uploads/2020/07/documents/Epilepsy%20-

%20Guide%20For%20Professionals%20&%20Caregivers.pdf

How can we better educate patients on the resources they have available to them when they have 
co-existing conditions? 

Pandey, D.K., Dasgupta, R., Levy, J., Wang, H., Serafini, A., Habibi, M., Song, W., Shafer, P.O., Loeb, J.A. Enhancing epilepsy self-
management and quality of life for adults with epilepsy with varying social and educational backgrounds using PAUSE to Learn Your 

Epilepsy (2020) Epilepsy and Behavior, 111, art. no. 107228, . 

How do I help my son understand that his anxiety is most likely caused by his epilepsy disorder 
Coster, S., Li, Y., Norman, I.J. Cochrane reviews of educational and self-management interventions to guide nursing practice: A review 

(2020) International Journal of Nursing Studies, 110, art. no. 103698, 

A Canada wide website that provides information to patients. A good model to follow would be 
the National site in the UK epilepsy .org.  

Luedke, M. W., Blalock, D. V., Goldstein, K. M., Kosinski, A. S., Sinha, S. R., Drake, C., Lewis, J. D., Husain, A. M., Lewinski, A. A., 
Shapiro, A., Gierisch, J. M., Tran, T. T., Gordon, A. M., Van Noord, M. G., Bosworth, H. B., & Williams, J. W. (2019). Self-management of 

Epilepsy: A Systematic Review. Annals of Internal Medicine, 171(2), 117–126. https://doi-
org.myaccess.library.utoronto.ca/10.7326/M19-0458

In the medical field, there is a lack of transparency regarding epilepsy's effects on day to day life. 
Why? Is there a fear of creating symptoms in people by telling them about the possibilities? Why 
are we left to feel like we can't contribute to society instead of being told, 'you're normal'?

Jackson  CF, Makin  SM, Marson  AG, Kerr  M. Non-pharmacological interventions for people with epilepsy and intellectual disabilities. 
Cochrane Database of Systematic Reviews 2015, Issue 9. Art. No.: CD005502. DOI: 10.1002/14651858.CD005502.pub3

In that regard I think we should focus on more research oriented ways to measure education in 
epilepsy. How comprehensive epilepsy clinics  deliver education to families to facilitate learning 
about the condition, resources and treatment options. We are doing a study about it here in 
London Health Science  Centre 

Wasilewski A, Serventi J, Ibegbu C, Wychowski T, Burke J & Mohile N. (2020). Epilepsy education in gliomas: engaging patients and 
caregivers to improve care. Supportive Care in Cancer, 28, 1405-1409. https://doi.org/10.1007/s00520-019-04968-x, 10.1007/s00520-

019-04968-x

What are risk for missed doses of medications? How to explain that to a patient?
Albert DVF, Moreland JJ, Salvator A, Moore-Clingenpeel M, Haridas B, Cole JW, et al. (2019). Seizure Action Plans for Pediatric 

Patients With Epilepsy: A Randomized Controlled Trial. Journal of Child Neurology, 34, 666-673. 
https://doi.org/10.1177/0883073819846810, 10.1177/0883073819846810

what is the relationship between the phases of the moon and seizure activity  what is the 
relationship between atmospheric pressure and seizure activity  what is the relationship between 
excitement and seizure activity  
why do I have more seizures during certain time of the year?
What research has there been surrounding weather and environmental stimuli as triggers for 
seizure activity?
How come my daughter seizes more in colder weather? 
What are the factors that make it so that certain days my daughter does not have a seizure and 
then the next day, she has ten?
Are there any factors that make someone more likely to have seizures or epilepsy?
Why is it so difficult to identify the cause of epilepsy when it appears out of nowhere in so many 
cases?  Why are there so many cases of refractory epilepsy?  Are scientists looking at other areas 
for causes outside of the brain I.e viruses, bacterial infections, environmental?   Where is the 
future of epilepsy research going?  

 From my personal experience, I also think more research about the gut-brain relationship can help 
us understand seizures and may contribute to their treatment. Following a seizure I have a lot of 
gut and bowel related symptoms, very similar to a flare-up of irritable bowel syndrome. Is it 
possible that a treatment lies in the relationship between my brain and my gut?  

Can seizures be related to other systems in the body, for example the gut?
With the diagnosis of general idiopathic we have no definite cause of consensual diagnosis 
amongst folks in the medical community to remedy. I wonder about end of life, medication 
reliability, is there a potential more specific diagnosis that needs further research into the black 
box of GI

What genes and variants contribute to common and rare epilepsies?  How do common variants 
contribute to causing epilepsy when the cause is acquired (such as TBI, malaria)?  Why is epilepsy 
more common in socially deprived areas?  What is the role of the microbiome in the cause of 
epilepsy?  Why do some seizures fail to stop and cause status epielpticus?

How connected is gut bacteria to epilepsy/seizures? Is this also why many women with epilepsy 
have catamenial seizures?     
Can epilepsy be genetically transmitted?
hy did my child get absence seizures?   Where does it come from?   What could I have done 
differently to prevent this?   
How does DBS work? How does therapy impact treatment?  What are the differences for men and 
women? 
many questions - mechanisms of drugs, mechanisms and efficacy of brain stimulation both 
intracranially and extracranially
Have 'Deep Brain Stimulators' been placed in any Epilepsy patients in Canada as of 2019?
How many patients in Canada have had a Deep Brain Stimulator (DBS) implanted to treat their 
seizures, and how effective is it?
Is CBD oil being officially tested in Canada for treatment of seizures?  Are some Epileptologists in 
Canada starting to prescribe CBD oil if the patients' seizures are uncontrollable?  Has Deep Brain 
Stimulation been tested in Canada for seizure treatment?  
Is CBD oil soon to be medically tested to treat seizures in Canada?  It is being used in other 
countries, and some Canadian patients are trying it on their own, but my neurologists are fully 
against it as they say it hasn't been tested in Canada.    2. Has deep brain stimulation (DBS) been 
tried in Canada yet?  If so, what are the statistics on how many patients had positive results, how 
many had negative results?
How effective is DBS?

How to manage sleep issues and the postictal period?
Michaelis, R., Tang, V., Wagner, J. L., Modi, A. C., LaFrance Jr, W. C., Goldstein, L. H., . . . Reuber, M. (2017). Psychological treatments 

for people with epilepsy. Cochrane Database of Systematic Reviews(10). doi:10.1002/14651858.CD012081.pub2

Will short naps throughout the day help my productivity long-term?
Al-aqeel, S., Gershuni, O., Al-sabhan, J., & Hiligsmann, M. (2017). Strategies for improving adherence to antiepileptic drug treatment 
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88 Are people who experience seizures at an increased risk of developing autoimmune diseases?
Is there a relationship between autoimmune diseases and epilepsy (either in the person 
themselves with epilepsy or a relative)?  

1 Evidence Not Identified 

How would chemotherapy (I have had breast cancer before epilepsy diagnosis) affect me?
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Also Why do doctors not know the side effects of Keppra with anxiety? This makes life harder. I 
have an anxiety disorder and Asperger's syndrome and they told me the medication causes 'hyper 
behavior' or had no clue. 
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Issues with quality of life and GPs lack of long term issues with AEDs: Epival and the side affects 
(depression is a key issue) including some GPs just don't get it regarding the over medication 
impact of AEDS - my husband had to be weaned off of Epival due to over medication of the Epival. 
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Which treatments have the least cognitive impacts. Also why do doctors not use statistics and 
instead just guess medications.
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Is the laser therapy a good or bad thing?
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How do family doctors learn about new drugs that are being used to treat various types of 
epilepsy?

47 Compared to adults, what are the top treatments for children with epilepsy/seizures? 1 2 2

Is there any protocol in terms of AED's to be prescribed to children who have epileptic seizures?

As a person who had a bad history with seizure medications, why are some common  medications 
that cause emotional numbness, stunted growth, loss in appetite, red blood cell death and 
epidermal syndromes consideted safe to give the young children?    Are there other less 
detrimental treatments for youth with epilepsy?

What research is ongoing about improving treatment options for young people with epilepsy?

49
What knowledge barriers do health care providers have about anti-seizure drugs and the potential 

adverse effects of anti-seizure drugs?
2



Can laser surgery be performed on a 49 year old female in menopause who hasn't had a seizure in 
over a year but she has mixed epilepsy with temporal lobe epilepsy, mesial temporal sclerosis and 
one part of the brain hemispheres larger than the other side (right brain smaller than left) but 
works harder than the left side does and does both hemispheres of the brain?

Is laser surgery safer than having your skull and brain actually cut open? Can VNS MACHINES help 
or work against us in thunder and lightning storms?
Role of RNS  or laser ablation as surgical alternatives. 
I have questions as to hormonal treatments and if there is a potential for treating catamenial 
epilepsy. I would also like to see more exercise and stress management built into treatment plans 
and covered by benefit plans. Do some medications cause IBS or other systemic issues in the long 
term? Do some cause vitamin deficiencies, perhaps depending on gender? More information on 
the long-term side effects would be helpful. 
How much of an affect does hormones/menstrual cycle have on the treatment of epilepsy?
Will birth control help control catamenial seizures?
How come there is not a medicine developed for female specific epilepsy and it's relation to 
estrogen metabolism?  
Memory problems are the hardest to deal with and my spouse is in his 30's. And I am wondering 
what his memory will be like as he ages, will it get worse? is he at risk for dementia because of the 
drugs? 
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 3. What is the prevalence of dementia in people older than 60 with refractory seizures?
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 'Do they get Alsiemers or Dementia at younger ages due to the seizures and surgeries they have 
gone through to treat the seizures? 
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Would be nice to know if co-existing conditions are because of of seizures, or underlying brain 
issue, or because of medications. A lot of people believe the medications are causing these other 
conditions. I have seen Keppra rage with my own eyes as Keppra was started, and disappear when 
Keppra was stopped. 
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Is this caused by the medication?
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Which medications can impact these co-existing conditions? How do we measure or know how 
much each of or a combination of medications is impacting these conditions?

Epilepsy: a public health imperative. Geneva: World Health Organization; 2019.

I also have trouble sleeping & suffer from chronic migraines. What can I do to manage that?

Is there a way to improve learning styles for kids with epilepsy?
I have no more seizures but I have very bad headaches post-op. I am still on epilepsy medication. 
Is it helping my headaches? What else will? 
Does VNS also help with migraine?
If a small child under 3 has a prolonged fever, can this cause seizures in young adulthood - 14-22 
years
 Was it the high fevers when I was a baby that caused my epilepsy?
What other health conditions cause seizures?
Is there a way to be more proactive in treatment to avoid a surprise breakthrough seizure without 
over-medicating (and resultant side effects)?
How prevent problems or not to contribute to them inadvertently, as well as best models of 
practice to help
Should the patient be more closely monitored while introducing medication to gauge moods with 
respect to their side effects , to be more proactive vs reactive?

Fortunately we are both retired and can devote a lot of time and energy to being here for our son 
but yet we often feel helpless. How best can we help?
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 How can I help my husband enjoy his life when he can't seem to do anything anymore? Physically, 
mentally, social results of his epilepsy and/or the brain tumour are huge. 
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Evidence Not Identified50 Is laser surgery a safe, effective alternative to traditional surgical interventions to treat seizures? 3 1

51 Are hormone-based therapies effective in treating seizures (e.g. birth control pills for catamenial 
seizures)? How do hormone levels impact the effectiveness of anti-seizure drugs?

4 Scottish Intercollegiate Guidelines Network (SIGN). Diagnosis and management of epilepsy in adults. Edinburgh: SIGN; 2015.
(SIGN publication no. 143). [May 2015]. Available from URL: http://www.sign.ac.uk

52 Are people who experience seizures at an increased risk of developing early-onset dementia? 2 1 1

Can these memory problems ultimately lead to early onset dementia?

54 How can chronic migraines be managed in people who experience seizures? 3 1

53
How does medication for other conditions effect the presentation of seizures in people who 

experience them?

  Can your epilepsy ever become worse due to age, new medication being added for another 
disease (I.e. cholesterol, blood pressure, )

3 1

Evidence Not Identified

55 Do fevers cause epilepsy? 2 1 Evidence Not Identified

Scottish Intercollegiate Guidelines Network (SIGN). Diagnosis and management of epilepsy in adults. Edinburgh: SIGN; 2015.
(SIGN publication no. 143). [May 2015]. Available from URL: http://www.sign.ac.uk

57
How can caregivers  implement evidence-based support strategies for adults and children who 

experience seizures?
1 1 1

What approaches work to combat stigma in schools?    What approacvhs work to prevent over-
protection by parents?

56
Apart for EEG used for non-convulsive status epilepticus, what is the best method for monitoring 

seizure patients to prevent side-effects and breakthrough seizures?
1 1 1

58 How should caregivers plan for long-term support of a person who experiences seizures? 1 2

How does a young man with no mental deficiencies and no physical deficiencies life his life?  
Where are the supports in place for him to manage day to day life after we, his parents, are no 
longer able to help him?

3). How to I decrease my risk given that I often have seizures where I leave the house and wander 
In addition to having a safety plan  how can people who experience seizures and their caregivers 

           

-I am unsure of how to manage safety. For example, is it dangerous for my daughter to be in a 
bathtub (rather than showering) in case of drowning during a seizure?   -What do I need to know 
about SUDEP? We haven't had much (if any) info on this from our d
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Why do so many patients with seizure disorders have cardiac problems/surgery? Why are their so 
many cardiac minics and what can be done to assure proper diagnosis? 
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Can epileptic seizures cause heart problems or stroke?
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I also have heart disease and I am concerned epilepsy and the medications could have an affect. 
As in the answer above, counseling, both specific to epilepsy and in general would help me.
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How or will my personality change because of the seizures or medicine?  
Brigo, F., Igwe, S. C., & Bragazzi, N. L. (2017). Antiepileptic drugs for the treatment of infants with severe myoclonic epilepsy. 
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Is it normal for someone with adult onset epilepsy for their personality to change? Is it normal for 
people with epilepsy to lose their energy more quickly or to be more tired even with a sufficient 
amount of sleep?

Lafrance, W. C., Baker, G. A., Duncan, R., Goldstein, L. H., & Reuber, M. (2013). Minimum requirements for the diagnosis of 
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 Does epilepsy determine my personality?
Hancock, E. C., & Cross, J. H. (2013). Treatment of Lennox-Gastaut syndrome. Cochrane Database of Systematic Reviews(2). 
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If we can get seizures under control, will there be a positive impact on developmental 
disorders/delays?

Wilmshurst, J. M., Gaillard, W. D., Vinayan, K. P., Tsuchida, T. N., Plouin, P., Van Bogaert, P., . . . Cross, J. H. (2015). Summary of 
recommendations for the management of infantile seizures: Task Force Report for the ILAE Commission of Pediatrics. Epilepsia, 56, 
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With co-existing conditions, for instance, developmental disorders and behavioral issues, what are 
the resources available? Can the conditions get better or improve? From my experience, 
neurologists are careful not to overprescribe medication. However, when behavior is causing 
isolation, loneliness and lack of connection in adult life, are their specialists, programs or resources 
to tackle these cases?     Can biofeedback help with behavior?

Hancock, E. C., Osborne, J. P., & Edwards, S. W. (2013). Treatment of infantile spasms. Cochrane Database of Systematic Reviews(6). 
doi:10.1002/14651858.CD001770.pub3
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How do you balance trying to advance a person with global development delays with epileptic 
drugs that cause drowsiness/makes your brain more loopy?
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How often are guidelines including these comorbidities is information disseminated to front line 
care providers? What mechanism is in place?

Iida K., Kagawa K., Katagiri M., Seyama G., Okamura A., Hashizume A., et al (2020). Establishment of an epilepsy medical network to 
facilitate cooperation in community practice. Journal of the Japan Epilepsy Society, 37, 795-802. https://doi.org/10.3805/JJES.37.795

What can we do to create more awareness for all of these conditions as being in addition to 
seizures? What can be done so people understand epilepsy is not just seizures?
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Are memory problems after meds and seizures discussed as well as they should be? (ie. I was a 
family doctor and I was having memory/cognitive issues, which was not considered as a risk for my 
patients until I demanded cognitive testing.)  My anxiety increased and therefore considered to be 
the problem.  Although it was the impaired cognition that was causing the increased anxiety.  I 
believe that all of these things  above are hard to tease out; maybe it is all interlinked.
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How does the diagnosis of epilepsy differ when the onset occurs shortly after or with the use of 
illegal drugs?

Is there a definitive way to differentiate when brought on with substance abuse?   
Can seizures be caused by deyhydration/exhaustion? 
What other health conditions cause seizures?

What causes Mesial Temporal Sclerosis?
Pandey, S., Rathore, C., & Michael, B. D. (2016). Antiepileptic drugs for the primary and secondary prevention of seizures in viral 

encephalitis. Cochrane Database of Systematic Reviews(5). doi:10.1002/14651858.CD010247.pub3
Jayakar, P., Gotman, J., Harvey, A. S., Palmini, A., Tassi, L., Schomer, D., . . . Kahane, P. (2016). Diagnostic utility of invasive EEG for 

epilepsy surgery: Indications, modalities, and techniques. Epilepsia, 57, 1735-1747. doi:10.1111/epi.13515
Blümcke, I., Thom, M., Aronica, E., Armstrong, D. D., Bartolomei, F., Bernasconi, A., . . . Spreafico, R. (2013). International consensus 

classification of hippocampal sclerosis in temporal lobe epilepsy: A Task Force report from the ILAE Commission on Diagnostic 
Methods. Epilepsia, 54, 1315-1329. doi:10.1111/epi.12220

69 Are there sex or gender differences in seizure frequency?
Is there research done on how epilepsy is reflected across various genders. Do women experience 
it more than men do? 

1 Maguire, M. J., Jackson, C. F., Marson, A. G., & Nevitt, S. J. (2020). Treatments for the prevention of Sudden Unexpected Death in 
Epilepsy (SUDEP). Cochrane Database of Systematic Reviews(4). doi:10.1002/14651858.CD011792.pub3

70 In people with Sunflower Syndrome, what causes involuntary handwaving? What causes the involuntary hand waving in 'Sunflower Syndrome' 1 Evidence Not Identified
71  Is Type 1 diabetes associated with an increased risk of seizures? Can type 1 diabetes (which is often accompanied by neuropathy) cause epilepsy? 1 Evidence Not Identified

72 What causes idiopathic temporal lobe epilepsy in adults?
How is idiopathic temporal lobe epilepsy caused? Most common type of epilepsy in adults and we 
still don't know.

1
Blümcke, I., Thom, M., Aronica, E., Armstrong, D. D., Vinters, H. V., Palmini, A., . . . Spreafico, R. (2011). The clinicopathologic spectrum 
of focal cortical dysplasias: A consensus classification proposed by an ad hoc Task Force of the ILAE Diagnostic Methods Commission. 

Epilepsia, 52, 158-174. doi:10.1111/j.1528-1167.2010.02777.x

73 For people with brain lesions, are there early indicators of seizure development?
If born with a lesion on the temporal lobe, how is it possible it goes undetected, I.e. no seizures 
until adulthood? E.g.   well into 30s or 40s. What trips it to show up out of the blue?  Are there 
early signs that may have gone undetected?

1 Evidence Not Identified

                    
around

How vigilant do parents need to be when it comes to allowing their preschoolers to play in their 
own bedrooms alone when their child has a history of seizures and is on anti-seizure 
medications?    How vigilant do parents need to be at night when it comes to allowing their child 
to sleep in their own bedroom?  Are doctors looking into, or aware of and promoting/prescribing 
seizure monitoring devices currently available on the market so that parents can have a chance at 
a night of sleep without worry of undetected seizures?  Is there active doctor involvement in the 
testing or creation of any of these devices?

60
Are people who experience seizures at an increased risk of cardiovascular problems (e.g., heart 

attack)?
3

59
In addition to having a safety plan, how can people who experience seizures and their caregivers 

decrease their risk of injury due to seizures in their daily lives? 1 1 1

61
Aside from Severe Myoclonic Epilepsy, Psychogenic Nonepileptic Seizures, and Lennox-Gastaut 

syndrome, are seizures associated with significant personality changes in people who experience 
them?

2 1

62 Can seizure control decrease the severity of developmental delays in people who experience 
seizures?

1 2

63 What is the best method for treating developmental delays in people who have seizures? 2 1

How do I help my child continue to develop cognitively.  She has developmental delays due to her 
seizures that are now under control.

All of the above: what do we know about standard of treatment for mental health and 
developmental comorbidity in those with epilepsy?  

64
What are the best strategies to disseminate information regarding co-existing conditions to 

healthcare providers and the general public?
1 1 1

Beghi, E., Carpio, A., Forsgren, L., Hesdorffer, D. C., Malmgren, K., Sander, J. W., . . . Hauser, W. A. (2010). Recommendation for a 
definition of acute symptomatic seizure. Epilepsia, 51, 671-675. doi:10.1111/j.1528-1167.2009.02285.x

66 Does dehydration cause seizures? 1 1 Scottish Intercollegiate Guidelines Network (SIGN). Diagnosis and management of epilepsy in adults. Edinburgh: SIGN; 2015.
(SIGN publication no. 143). [May 2015]. Available from URL: http://www.sign.ac.uk

65 Can using illegal drugs cause non-withdrawal seizures? (Illegal drugs do not include cannabis 
products or alcohol)

2

68 What causes Mesial Temporal seizures? 1 1
what is the cause of mesiotemporal seizures



74 How can algorithms be improved to increase the reliability of EEG-based seizure detection tools?
Why don't I have to have any eeg or mri occasionally. What if something has changed or if you 
missed something since my original diagnosis?  I

1 Tatum, W. O., Rubboli, G., Kaplan, P. W., Mirsatari, S. M., Radhakrishnan, K., Gloss, D., . . . Beniczky, S. (2018). Clinical utility of EEG in 
diagnosing and monitoring epilepsy in adults. Clinical Neurophysiology, 129, 1056-1082. doi:10.1016/j.clinph.2018.01.019

75 Are reduced doses of anti-seizure medications effective at controlling seizures? 
Side effects of medications can be both unpleasant and/or affect mental and physical abilities.  Is 
there more research on reduced dosing and effectiveness?  One dose does not always fit all.  I am 
very sensitive to any medications and typically cannot tolerate full doses of many things.

1 Evidence Not Identified

76 Does individual metabolism impact the effectiveness of anti-seizure drugs?
 How much is known about metabolism of medication and how that affects the effectiveness of 
drug therapy? For example, if a body metabolizes medication quickly or slowly does that make a 
difference? 

1 Evidence Not Identified

78 Do supplements (e.g., daily multivitamins) impact the effectiveness of anti-seizure drugs?
Need more shared info on how common vitamins and supplements can affect or reduce efficacy of 
epilepsy meds. 

1 Ranganathan, L. N., & Ramaratnam, S. (2005). Vitamins for epilepsy. Cochrane Database of Systematic Reviews(2). 
doi:10.1002/14651858.CD004304.pub2

80 Is stem cell therapy an effective treatment for seizures?
No one was comfortable talking with me about stem cell treatment options.  6-7 of the popular 
and usually effective drugs in various cocktails only made things worse and brought on undesirable 
side effects. 

1 Evidence Not Identified

81 Is intravenous immune globulin (IVIg) therapy effective at preventing seizures?

What is IVIg therapy and how does it work to help reduce seizures?  Is there work being done to 
create more comfortable and portable EEG leads and monitoring devices?  Can there be increased 
funding to EEG monitoring units to allow for more patient privacy - eg. less patients per room?  Is 
there a standard of care regarding medical followup of persons with epilepsy?

1
Geng, J., Dong, J., Li, Y., Ni, H., Jiang, K., Shi, L. L., & Wang, G. (2019). Intravenous immunoglobulins for epilepsy. Cochrane Database of 

Systematic Reviews(12). doi:10.1002/14651858.CD008557.pub4

82 Is ultrasound therapy an effective treatment for seizures?
Is the research on focused ultrasound therapy suggesting it may be a less invasive alternative 
treatment to epilepsy surgery in the future?

1 Evidence Not Identified

83 Is use of a hyperbaric chamber an effective treatment for seizures? Can a hyperbaric chamber help, cbd oil, and food cure epilepsy? 1 Evidence Not Identified

84 If we study prodrome and post-ictal states closely, can we use our findings to develop effective 
treatments for prodrome and post-ictal states?

Can more knowledge of and closer study of the prodrome and post-ictal states tell us more about 
how to control seizures?   

1 Evidence Not Identified
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87 How does air travel affect those who are experience seizures? How does air travel affect my brain and, seizures? 1 Evidence Not Identified
McTague, A., Martland, T., & Appleton, R. (2018). Drug management for acute tonic-clonic convulsions including convulsive status 

epilepticus in children. Cochrane Database of Systematic Reviews(1). doi:10.1002/14651858.CD001905.pub3
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Treatment of convulsive status epilepticus in children and adults: Report of the guideline committee of the American epilepsy society. 
Epilepsy Currents, 16, 48-61. doi:10.5698/1535-7597-16.1.48

Booth, D., & Evans, D. J. (2004). Anticonvulsants for neonates with seizures. Cochrane Database of Systematic Reviews(3). 
doi:10.1002/14651858.CD004218.pub2

90 Is use of anti-seizure drugs associated with an increased risk of Irritable Bowel Syndrome?

I would like to see more information on the links between TLE, catamenial seizures and 
depression/anxiety and IBS symptoms from medications and if that can be used to inform better 
individual treatment plans. I would like to see public education about the effects of co-existing 
conditions, combined with stigma, ableism, the lack of awareness and/or discrimination 
experienced by those with invisible disabilities. (FYI: for Section 2; I am a person with epilepsy and 
also a Health Care Provider and Health Policy Analyst - would be nice if more than one bullet could 
be captured).

1 Evidence Not Identified

91 Are people who experience seizures at an increased risk of losing their sense of smell? Can lack of smell and epilepsy be related? 1 Evidence Not Identified
Ayuga Loro, F., Gisbert Tijeras, E., & Brigo, F. (2020). Rapid versus slow withdrawal of antiepileptic drugs. Cochrane Database of 

Systematic Reviews(1). doi:10.1002/14651858.CD005003.pub3
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86
What is the best method to manage substance abuse (other than alcohol withdrawal) for people 

with epilepsy or other seizure disorders?

Having to deal with paranoia (like thinking news stories and people walking by are saying negative 
things about you). Dealing with memory problems and being a slow learner. Also how to avoid self-
medicating with alcohol & pot. I am Addicted to those but I don't want to tell people because I'll 
get chastised for it (esp. by medical professionals). People don't tend to talk about addiction in 
epilepsy because it's assumed that we don't drink or that pot is not addictive.

1

85
What are the best supplumental therapies for treating epilepsy/seizures that can be provided in a 

community setting (e.g., community agency)?
Are there treatments outside of the hospital that can be done through community organizations? 1

               
              
               

              
       

89 Are anti-seizure drugs associated with an increased severity of breathing disorders
AED affect the breathing disorders and over development of the child, are there any AED which 
have minimal side effects on these disorders?  

1
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94 Are people who experience seizures at an increased risk of developing joint inflammation 
(bursitis)?

Could repeated seizures cause bursitis in shoulder? 1 Evidence Not Identified
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96 Aside from reducing the time from infantile spasms onset to commencement of therapy, how can 
behavioural issues be prevented in people who experience seizures?"

Is it possible to prevent anxiety and behavioural issues? 1
Wilmshurst, J. M., Gaillard, W. D., Vinayan, K. P., Tsuchida, T. N., Plouin, P., Van Bogaert, P., . . . Cross, J. H. (2015). Summary of 

recommendations for the management of infantile seizures: Task Force Report for the ILAE Commission of Pediatrics. Epilepsia, 56, 
1185-1197. doi:10.1111/epi.13057

92
Is use of anti-seizure drugs associated with an increased risk of other neurological conditions (e.g. 

Tourette's)?

Medication side effects and seizure side effects are hard to differentiate. Comorbiditys such as 
depression, anxiety can be as a result of seizure disorder and medications. Can meditations cause 
other neurological conditions such as Tourette syndrome? If not, then do the seizures trigger 
the onset of tics once they start? 

1

95 In addition to reducing stigma and improving employment and social supports, how can 
depression/anxiety be prevented in people who experience seizures?

Is it possible to prevent anxiety and behavioural issues? 1

93
Are people who experience seizures at an increased risk of developing involuntary twitching of 

voluntary muscle groups, such as arms or fingers (severe benign fasciculation)?
how are severe benign fasciculations connected to epilepsy, beside just being 'connected' 1
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