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July 

August 

Fun Bingo for Prizes 

Friday, July 6th, 1:00—3:00 p.m. 

(Pre-register by Noon, July 4th) 

(Registration Limited to 12) 

 

Fun Bingo for Prizes 

Friday, July 27th, 1:00—3:00 p.m. 

(Pre-register by Noon, July 25th) 

(Registration Limited to 12) 

 

 

Annual Members’ BBQ, Games & 

Social 

Saturday, August 11th, 11:00 - 2:00 pm 

Transportation leaves EEA Office 10:40 

am SHARP (Preregistration deadline 

August 8th) 

 

 

 

 

 

 

 

 

 

 

 

 

Fun Bingo  for Prizes 

Friday, August 31st,, 1:00 – 3:00 pm  

(Pre-register by Noon, August 29th) 

(Registration Limited to 12) 

Adult Support Group Schedule 
(Group meets from 10:00 a.m. —12:00 p.m. in the EEA office.)  

Please call the Office to advise if you will be attending. 

 

Tuesday,  July 10th, 2018 Tuesday,  Aug. 14th, 2018 

FREE MEMBER ACTIVITY 

 

Annual Members’ BBQ, Games & 

Social 

Saturday, August 11th, 11 am – 2 pm  

“Social Room” in ACT Centre, Rundle Park 

(See page 4 for details.) 

 

The EEA will be having its Annual Fall Garage Sale out of the garage  

behind the Office at 11215 Groat Road on Friday and Saturday,  

September 14th and 15th.  Donations of clean, saleable goods for the 

sale will be much appreciated.  If you wish to donate, please contact us.  

No clothing or books please.  

Annual EEA Fall Garage Sale 

Sale Hours are: 

Friday, September 14th,  

10:00 a.m.—7:00 p.m. 

Saturday, September 15th, 

9:00 a.m.—5:00 p.m. 

First Notice! 

Annual Christmas Lunch and Social 
Sunday, December 9th, 12 – 3 p.m.    

Huma Mexican Comfort Food, 9880-63rd Ave.  

$15.00 per person (remainder EEA subsidized). Call the EEA office, 
780-488-9600, to book your seats (pre-registration required). 

In keeping with our tradition of a different ethnic  
theme each year, this year will have a  

Mexican theme. 

http://www.edmontonepilepsy.org/default.html


 

 

Focus on Epilepsy is published 6 times  
annually by the Edmonton Epilepsy Association. 

Articles appearing in Focus on Epilepsy do not nec-
essarily reflect the opinions of the Association. 

We welcome your contributions: 

Do you have a poem or maybe a short story (1/2 
page) that you would like to share with others. Or 
maybe you have read a book from our library and 
want to share a review with others. If you would like 
to share your  wisdom, please submit your items to 
Sharon at our office or e-mail her at  
info@edmontonepilepsy.org 
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Now you can Donate to the EEA online! 
If you would like to make either a lump sum Donation or a monthly  

donation contribution to the Association by credit card, please visit our website, 

www.edmontonepilepsy.org, and click on the Canada Helps Logo.   
This donation program gives you the ability to instantly print off a donation receipt. 

11215 Groat Road NW 

Edmonton,  AB   T5M 3K2 

 

(780) 488-9600  

(780) 447-5486 fax 

1-866-EPILEPSY 

info@edmontonepilepsy.org 
www.edmontonepilepsy.org 

 

 

 

Edmonton Epilepsy Association  
The Epilepsy Association of Northern Alberta 

Link to E-Action’s On-line 
Epilepsy Resource and 

Community 

 

Katrina Breau Craig Heyland 

Colleen Matvichuk Tim McCallen 

Joe Scalzo Irene Szkambara 

Anne Starreveld Katrina Van Den Berg 

  

 

EEA Employabilities Programs 

 Employment Counselling 

 Assistance with Resumes 

 In-office Skills Training 

 Referrals to Select EEA Partners In Employability 

For Further Information contact EEA Executive Director,  

Gary Sampley, 488-9600 or gary@edmontonepilepsy.org 

Please note that we now have our 2018 allotment of tickets  

available in the EEA Office.   These can be accessed by  

MEMBERS with limited financial resources who need help  

getting to medical appointments, EEA events, food shopping, etc., 

and who do not have an ETS bus pass.   

 

Call 780-488-9600 or drop by to pick them up.  

Bus Tickets Available for Members in  

Reduced Circumstances 

mailto:gary@edmontonepilepsy.org
mailto:sharon@edmontonepilepsy.org
mailto:sunny@edmontonepilepsy.org
mailto:info@edmontonepilepsy.org
http://www.canadahelps.org/CharityProfilePage.aspx?CharityID=d31418
https://www.canadahelps.org/dn/2654
https://www.facebook.com/edmonton.epilepsy
mailto:info@edmontonepilepsy.org
http://www.edmontonepilepsy.org/
https://www.canadahelps.org/dn/2654
http://www.e-action.ca/
https://twitter.com/EEdmonton
http://www.canadianepilepsyalliance.org/
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News from the EEA Office 

 

 

Remember when AISH Recipients could get their monthly bus passes mailed to them, instead of having to go 

buy them at various locations? 

Those days are back. 

Edmonton City Council recently made the decision to reinstate the pre-authorized bank withdrawal and 

transit pass mail out option for AISH recipients. 

To go back to the way it was; an AISH recipient will need to complete and submit an AISH auto debit regis-

tration form.  You can get this form from the ETS Ride Transit Program by calling: 780-496-8321, emailing 

ETSCustomerprograms@Edmonton.ca or from the web at Edmonton.ca/ridetransit 

AISH Bus Passes 

Thank you again to all of our sale item donors and volunteers who worked the event for us. 

Our second sale of the year will be in September.  Please see details on the front page. 

May 25th/26th Garage Sale Earns $6257 for EEA Programs and Services 

After a three-year hiatus, the Edmonton Riverboat is back in  

business. 

It started cruises again in mid-June and it appears that the new 

owners will do so again in July. 

The Riverboat was an annual event as an EEA Member Activity 

and we hope that we can get a booking in July.  We would need a 

minimum of 20 people for a group booking.  If you are interested 

in a cruise in the second half of July, please let us know when you 

read this article. 

A Chance For A Sail On The Edmonton Riverboat 

2018 Collective Garden 

The 2018 Collective Garden Program kicked off on May 29th with four individuals and one family planting 

their plots.  The Gardens are coming along well.  Due to the hot dry weather, we have been watering them 

daily.  We expect to start harvesting lettuce and radishes very soon.  

Thanks to Master Gardener and EEA Board Member Irene Szkambara for starting us off!  



 

 

N  
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Focus on Epilepsy 

Annual Members’ BBQ, Games & Social 

   Games                          Paddle Boat Rides 

 Excellent Kids’ Playground just out the door     A free toy/gift of their choice for every child 

(FREE  transportation for those who do not drive leaves the EEA office at 10:40 a.m. SHARP) 

Call the Office to register! 780-488-9600 

Saturday,  August 11th, 11– 2 p.m.   

(Pre-registration required by Wednesday, August 9th) 

“Social Room” in the ACT Centre, Rundle Park 

Next EEA Computer Training Program Begins in October 2018 
 

 EEA members who wish to learn the basics of how to use a computer and have the opportunity to obtain a 

 free computer with a flat screen monitor, keyboard and mouse package are invited to register now. 

 

 The training program will run for four consecutive Mondays, from 1:00-2:45 p.m., commencing October 

15th 

 Training will use desktop computers, which each participant will receive free of charge after successfully 

completing all 4 sessions.    

 Registration is limited to 4 participants;      

 Education Coordinator, Sharon Otto, will deliver the training;  

 This program is a partnership of the EEA and the United Way InKind Exchange. 

Do You Have Epilepsy??? 
 

Do you have a great and supportive Employer that recognizes and 
encourages the many contributions people with Epilepsy offer their 

fellow employees and workplace? 
 

Nominate them for the 2018 Edmonton Epilepsy Association  

Employer of the Year Award. Contact us to find out how:  

780-488-9600 or gary@edmontonepilepsy.org 
Nomination Deadline is September 1st, 2018 

mailto:gary@edmontonepilepsy.org


 

 

 Service Dog Leaves its Human To Find Help — And Is 'Swatted Away' 
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If a service dog approaches you and begins to nudge or paw you, what do you do? 
1. Push it away because obviously it's a very poorly trained service dog or maybe even a fake service canine. 
2. Ignore it because you're not supposed to pet or interact with service dogs, at least without asking for per-
mission. 
3. Deduce that the dog is trying to tell you something like Lassie — "What's that, girl? Timmy fell down a 
well?" — and follow the dog. 

That scenario occurred about a week ago in a grocery 
store. An autistic Bay Area woman who was recently diag-
nosed with epilepsy was shopping when she slipped and 
fell down. 
Tessa Connaughton, 20, wrote on her Tumblr blog that her 
service dog mistakenly thought she had had a seizure and 
took off to search for help, a task that she says he's been 
trained to do. After a moment, Connaughton got up, 
dusted herself off and went to the look for the dog, who's 
named Raider. 
A few aisles away in the store she found the bull mastiff 
attempting to get the attention of a "very annoyed woman" 
who was "swatting at his nose and telling him to leave her 
alone while she was shopping," Connaughton told 

the Huffington Post. 
The encounter prompted Connaughton to write the blog as a public service announcement letting people 
know that "if a service dog approaches you, it means the person is down and in need of help." Her post 
prompted 85,246 comments. 
While most responses have been positive, a service dog owner named Nicolas Steenhout criticized her in a 
17-tweet Twitter screed. Steenhout especially took issue with Connaughton's dog leaving her to seek help. 
Here are some highlights: "If a 2 year old Mastiff came at me running, then pawed at me, I'd actually be con-
cerned the dog was attacking me, vest or not," Steenhout wrote. "A service dog paying attention to other hu-
mans can cause endless problems. There are people out there who are quite allergic to dogs. There are peo-
ple who are really afraid of dogs. So no, a proper service dog will not go find other humans. 
"Now imagine that a service dog is tasked with running around until it finds a human to collect and bring back. 
What if an ambulance arrives before he's back, the human is taken away. The dog is now without its human. 
Risk for the dog." 
Steenhout argued that a correctly trained service dog would stay with their human and bark until help arrived. 
Some commenters agreed that training a dog to go off and seek help is impractical. 
But many people rushed to Connaughton's defense. 
"This 'what should you do if you encounter a service dog without the handler' kerfuffle is really pissing me off," 
tweeted J.A. Sutherland. "Bottom line is that the dog in the original post was specifically trained to go get help 
due to the handler's disabilities. 
"You can like it, not like, think it's improper training, whatever — but that doesn't change that this was the spe-
cific task the dog was trained to perform. If sitting and barking next to an incapacitated handler is a task, then 
getting help in those circumstances is also a task." 
Paws with a Cause, which trains service dogs for people with epilepsy and other disabilities, says on its web-
site that summoning help is one of many tasks that a seizure response dog could be taught. 
The Americans with Disabilities Act (ADA) does not require service canines to be professionally trained, nor 
does it ban any breed of dog. It does require that the dog must be trained to take a specific action when 
needed to assist the person with a disability. 
As an example, it states, "A person who has epilepsy may have a dog that is trained to detect the onset of a 
seizure and then help the person remain safe during the seizure." But the dog is not required to be leashed if 
control of the animal is maintained. 

Mike Moffitt 
June 21st, 2018 

https://www.sfgate.com/bayarea/article/Service-dog-epilepsy-PSA-mastiff-paws-ADA-13015120.php 

This is Raider, and a viral post about him being a 
very good boy has become a powerful reminder of 

the importance of service dogs. 

http://lumpatronics.tumblr.com/post/174840086944/service-dog-psa
https://www.huffingtonpost.com/entry/viral-post-after-service-dog-ignored_us_5b29038ae4b05d6c16c77159
https://twitter.com/vavroom
https://www.pawswithacause.org/what-we-do/seizure-dogs
https://www.pawswithacause.org/what-we-do/seizure-dogs
https://www.ada.gov/regs2010/service_animal_qa.html
https://www.sfgate.com/bayarea/article/Service-dog-epilepsy-PSA-mastiff-paws-ADA-13015120.php
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Epilepsy News From Around The World 

Epilepsy comes in all different types and forms, affecting us all in different ways. Some types of epilepsy are seen more 
commonly and often respond to medicines. But other, rarer types can be hard-to-treat and may be accompanied by other 
conditions and challenges.  

One rare form of epilepsy is Dravet syndrome. This condition can be severe, involving many different types of seizures 
and some degree of learning disability. Dravet syndrome is usually diagnosed in childhood, but this isn’t the case for 
everybody…  Maxine Brightwell is 29 years old and lives in a town called Eye, near Ipswich. She has Dravet syndrome, 
autism and a learning disability. But unlike most others with the condition, she was only diagnosed five years ago at age 
24.“Maxine was diagnosed in April 2013 at the Chalfont Centre for Epilepsy,” said Patricia, Maxine’s mum. “I don’t know 
why her Dravet syndrome wasn’t picked up as a child. Maybe research back then hadn’t progressed enough.” 
Before getting the Dravet syndrome diagnosis, the family thought Maxine had hard-to-treat epilepsy. “For years we went 
to Ipswich hospital when she was a child, and to Great Ormond Street Hospital. But nobody ever mentioned Dravet syn-
drome – I’d never heard of it. “I suppose it was only first described in the 1970s, so that is quite recent in medical terms. 
But I don’t think Dravet syndrome is quite so rare. I think it’s rare to be diagnosed.” 
 

A Range of Seizures 
Maxine’s condition started when she was seven months old with myoclonic jerks. At the time, she was diagnosed with 
epilepsy and put on medicines.  “At the beginning, it was very difficult to come to terms with her epilepsy,” Patricia said. 
“When she was younger, she used to have lots of myoclonic jerks. She’d be holding a drink or something, and it would 
go flying. They thought they were related to her temperature. So, in the middle of the night I was taking her out of bed 
and putting her in a cool bath, which she didn’t like very much. She slept next to my bed for five years, so I could just 
reach out and feel to see if she was hot. “For part of her childhood, she also had to wear a helmet, which saved her from 
banging her head on things. But she didn’t like that at all. She used to take it off and it was hot in the summer.” 
Patricia explained that she hasn’t been able to work since Maxine’s seizures started. “I tried to do child minding at home 
when she was little, but I had to stop when Maxine started having seizures.  “Then after that I couldn’t take a full-time job 
somewhere else. I’d be forever called away to scoop Maxine off the floor after a seizure. She has problems with her be-
haviour sometimes too, so I’d have to go and deal with this too. Over the years, Maxine’s condition has restricted things I 
can and can’t do, but I do get respite.” 
 
As Maxine got older, she began to have a range of different seizures, including tonic-clonics and absences.  “With epi-
lepsy, it’s hard to know how many seizures she has. Generally, she has between eight and 10 tonic-clonic seizures a 
month.  “But over Christmas last year, she had absolutely loads of tonic-clonic seizures. She was having them all day 
every day with about 10 minutes in between. It went on all throughout Christmas dinner.” Maxine takes a few different 
epilepsy medicines for her seizures. These are sodium valproate, clobazam and zonisamide. She also has a rescue 
medicine for when she goes into a seizure longer than five minutes or a cluster of seizures. This rescue medicine is 
called buccal midazolam (or Epistatus). While Maxine rarely requires her rescue medicine, Patricia had to administer this 
at Christmas. “I don’t do this very often, but I gave her the buccal midazolam and that stopped her seizures for Christmas 
Day. But Boxing Day, at exactly the same time, it started again. So, her total number of tonic-clonic seizures for Decem-
ber was 21.” 

 
Treatments And Side-effects 
Before settling on the epilepsy medicines she has now, Maxine went through around 14 other different types, Patricia 
said. None have been able to control her seizures, but they have changed the way the seizures have come, Patricia 
noted.  “With some medicines, the seizures only came in the daytime. With others, they only happened at night. With a 
third, they happened day and night.” 
 
Maxine has mostly sleep seizures at the moment. This means that as well as in bed, she might fall asleep and have a 
seizure in places like the car or the cinema. At night, keeping an eye on Maxine’s seizures hasn’t been easy for Patricia. 
She explained that she has tried different types of bed alarms, but none have worked for her and Maxine.  
“At the moment, I just use my ears. Her bedroom is next to mine and I leave both bedroom doors wide open. I’m tuned 
into her seizures, but it’s the quiet ones I worry about. I have seen her have quiet tonic-clonic seizures when I’ve walked 
past her bedroom door. I’ve seen her shaking and jerking.” 

Diagnosis, Treatment & Seeking Independence  

With a Dravet Syndrome Diagnosis 
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Diagnosis, Treatment & Seeking Independence  

With a Dravet Syndrome Diagnosis (cont’d) 

July - August  2018 

While Maxine’s seizures are not controlled by her medicines, Patricia believes that it could be a lot worse without them. 
But they have also had some nasty side-effects on Maxine over the years. Some of her medicines made her gain weight, 
while others made her lose a lot of weight. She also had skin problems on the top of her head, which resulted in her los-
ing some of her hair for a while.  “Another side-effect of a combination of medicines was that she was covered in spots 
from head to foot. So, we had to stop that. Another one was that she couldn’t coordinate her hands and mouth. She was 
just sitting down and her mouth was falling open – it was awful to see her like that. She was admitted to hospital and 
taken off those medicines. It’s been a trial and error with the medicines really.” 
Maxine has also tried the ketogenic diet (KD) as treatment for her seizures. Patricia explained that for Maxine, this option 
didn’t work either. “We did the KD for 18 months, and for a while she did follow the diet. But in the end, she was losing 
weight and after 18 months, she started refusing it. I think this treatment probably has more success with very young 
children, who won’t have tasted too many different things in their lives. But Maxine had tasted things like crisps and chips 
by then. It was worth a try though; at the time, I was trying anything.” 

Growing up, Maxine went to special needs classes in her local primary school. She had a one-to-one support worker and 
was part of a class of 12. She had to attend a high school in Ipswich which was 25 miles away. She then went to college 
in Bury St Edmunds, which had a special needs programme. But this was also quite a distance away. “She was tired on 
the way there, tired on the way back. Tired with epilepsy medicine side-effects.” 

Grappling with changing epilepsy medicines and coping with their side-effects has been difficult on Maxine. Her condition 
has impacted her life hugely, bringing with it difficult behaviour and injuries because of her seizures. But Patricia points 
out a bright side to all of this.“Maxine’s epilepsy has affected her a lot. But because of her severe learning disability, she 
doesn’t really realise it. She’s not worried about anything. She just exists in her own world, and it’s strange to say, but 
she doesn’t know any different.” 
 
Maxine goes out with her carers in the week. She goes to Thornham Walled Garden, where she can walk the dogs on 
the estate, help feed the chickens and make food. “She loves it,” Patricia explained. She added that Maxine also goes 
out with the carers to go bowling, trampolining or to the cinema. “She also likes swimming, which can be dangerous if 
you have seizures. But her carers inform the lifeguard at the pool where they go, and one of her carers is in the water 
next to her as well. She enjoys some films that she can relate to, and likes listening to her DVDs through headphones.” 
 

Looking For Independence 
Another effect Dravet syndrome has had on Maxine is that she has not been able to have much independence. This has 
shown itself at home, causing arguments and difficult behaviours. “In her way, she must be anxious,” Patricia said. 
“There is a degree of her that wants independence, but on the other hand she is so vulnerable. If a car drove by and 
someone said ‘Here’s a bag of sweets, get in’, she’d go. She’s vulnerable because of her learning disabilities and her 
epilepsy. All her life, she’s always been with people that know 100% how to deal with her condition. She’s never ever 
been anywhere independently.  
 
“But her life is going to change soon. ”Patricia said that she has worked with their social worker to find a place for Maxine 
to live independently. They’ve been looking for a place to meet a checklist of important criteria, including not being near 
stairs and not being too busy. And a place in Bury St Edmunds finally met the standards they needed.  “It’s about a half 
an hour drive away, but it’s a nice town and a brand new flat. It’s on the ground floor, with no stairs in sight. It’s owned by 
a care agency called Dimension, and the building has about 14 flats. The people living there have learning disabilities. 
“The place has its own little garden, just for her, and a little patio. It’s got a nice soft carpet in the lounge, bedroom and 
hallway – which is good in case she has a seizure. It also has an induction cooker, which is amazing. When it’s on, it’s 
still cold, and you get special pots and pans for it that can heat up. “She would have day care from 7am to 10pm. At night 
time, she would have a bed alarm and an alarm on the door in case she wanders out. It hasn’t been 100% sorted out 
yet, and Maxine doesn’t know yet. Otherwise she’ll start packing right now!” 

 
A better quality of life 
Since Maxine got her diagnosis of Dravet syndrome, she and Patricia have found a lot of support from Dravet Syndrome 
UK. This is an organisation set up to improve the lives of people living with the condition. They aim to do this through 
support, education and medical research. 
 
The organisation organises a conference on Dravet syndrome every two years. They bring together medical profession-
als and families affected by the condition. Patricia attended one conference in London and was left impressed and 
amazed.  



 

 

New Technique Lets Researchers Control Brain Cells Without The Need For Surgery  

Researchers have discovered low frequency electrical signals can trigger reactions in deep brain cells 
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Epilepsy News From Around The World 
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Getting the Dravet syndrome diagnosis has meant that Patricia can better understand her daughter’s condition. It has 
allowed her to get more specific support and information and follow ongoing research in the field. And there is one thing 
she is hoping that research will lead to.“I would like to see work on trying to control these devastating damaging sei-
zures. That should be the aim of it, I think. And to give everybody a better quality of life.” 

June 15th, 2018 
https://www.epilepsy.org.uk/news/features/diagnosis-treatment-and-seeking-independence-dravet-syndrome-diagnosis-68452 

 Dravet syndrome is the most severe form of a group of epilepsy disorders known as Dravet spectrum disorders, and 
usually appears in infants within their first year of life. During this time, seizures are often associated with a fever and can 
be prolonged, lasting more than five minutes. Later, different types of seizures start to occur, such as myoclonic or invol-
untary muscle spasms. Currently, there is no cure for Dravet syndrome. Effective treatments options are limited, and 
seizures are usually resistant to medications. 

Sleeping 
Night-time seizures can be a common problem in children with Dravet syndrome, because the electrical activity in the 
brain changes in a way that can trigger seizures when a child is falling asleep or waking up. Children with Dravet may 
also experience difficulty sleeping, awaken too early, and have sleep apnea (repeated breaks, or stops and starts, in 
breathing during sleep). Besides causing the child to be tired during the day, poor night-time sleep is considered a key 
trigger for seizures. 

Eating and Walking 
Difficulty eating is a common problem in children with Dravet syndrome. Children may over- or under-eat due to side ef-
fects of the medications they are taking. Eating problems may also arise due to a lack of control or as a coping tech-
nique. In severe cases, children may need to undergo a surgery known as a gastrostomy to be tube-fed. 
Walking—After the age of 10, children with Dravet syndrome often begin to experience problems with gait, or walking. 
These problems are progressive, continuing as the child ages, and affecting independence as well as movement. 

Other conditions, or Comorbidities 
Dravet syndrome often occurs with Comorbidities, or other conditions that occur alongside the primary disease. These 
may include autism spectrum disorder, attention deficit hyperactivity disorder (ADHD), dysautonomia, low bone density, 
a curvature of the spine, loss of voluntary muscle coordination, excessive muscle tone, spasticity, and slow growth. Man-
aging these associated conditions can improve patients’ quality of life. 

Education 
Children with Dravet syndrome can experience developmental delays, with a slowing in development often beginning 
around age 2. Education and schooling can be affected, although the degree of development delay or difficulties in these 
patients varies, possibly depending on their seizure frequency. These children may also miss a number of school days 
because of their illness. Providing them with extra support can be helpful, such as tutoring or one-on-one aid in the 
classroom, if available. Parents should work with their physicians to develop an emergency plan for teachers and nurses. 
This plan should include steps to follow in case of a seizure at school. Parents should also work with teachers to develop 
a flexible teaching plan and safe school environment. Teachers of children with Dravet syndrome need to be aware that 
the child’s behavior and mood may change due to disease treatment and progression. 

Lifelong care—Dravet syndrome patients need constant care and supervision that extends throughout adulthood. 

Few patients with the disease live on their own because of the risk of seizures at any time. Seizures and fever sensitivity 
become less frequent after childhood, while problems with ataxia and gait are more common in adults. 
Seizure control is critical to improving patients’ quality of life. Parents and doctor need work to identify a child’s seizure 
triggers and do their best to avoid them. Triggers can include stress, temperature changes, excitement, light, loud 
noises, poor sleep, and repetitive patterns. Reducing exposure to these triggers can help to improve quality of life. 

Support networks—Providing constant care and supervision to a child with Dravet syndrome can be draining. 

Caregivers are encouraged to be patient with themselves and to ask others for help. It can also be helpful to train an ex-
tra person to share the care burden in case of emergency, or at night, so caregivers can sleep well. Connecting with 
other parents of children with Dravet can also help.          

 Karry Anne Belanger 
https://dravetsyndromenews.com/living-with-dravet-syndrome/ 

                                                                                                                          
 

Living With Dravet Syndrome 

https://www.epilepsy.org.uk/news/features/diagnosis-treatment-and-seeking-independence-dravet-syndrome-diagnosis-68452
https://dravetsyndromenews.com/what-is-dravet-syndrome/
http://www.dravet.is/fs/B%C3%A6klingar/Dravet%20Spectrum%20Disorders%20an%20Overview%20for%20Physicians.pdf
http://dravet.is/fs/B%C3%A6klingar/Living%20with%20Dravet%20Spectrum%20Disorder%20A%20guide%20for%20Newly%20Diagnosed%20Families.pdf
http://www.brainfacts.org/Diseases-and-Disorders/Neurological-Disorders-AZ/Diseases-A-to-Z-from-NINDS/Dravet-Syndrome
https://www.ninds.nih.gov/Disorders/Patient-Caregiver-Education/Fact-Sheets/Myoclonus-Fact-Sheet
https://www.epilepsy.com/sites/core/files/atoms/files/Dravet%20Syndrome%20Fact%20Sheet.pdf
https://www.dravet.org.uk/families/what-is-dravet-syndrome/living-with-dravet-syndrome
https://www.mayoclinic.org/diseases-conditions/sleep-apnea/symptoms-causes/syc-20377631
https://pedsurg.ucsf.edu/conditions--procedures/gastrostomy-tubes.aspx
https://www.dravet.org.uk/families/what-is-dravet-syndrome/co-morbidities
https://www.nimh.nih.gov/health/topics/autism-spectrum-disorders-asd/index.shtml
https://www.nimh.nih.gov/health/topics/attention-deficit-hyperactivity-disorder-adhd/index.shtml
https://my.clevelandclinic.org/health/articles/6004-dysautonomia
http://www.aans.org/Patients/Neurosurgical-Conditions-and-Treatments/Spasticity
https://rarediseases.org/rare-diseases/dravet-syndrome-spectrum/
https://onlinelibrary.wiley.com/doi/full/10.1111/j.1528-1167.2011.03001.x
https://www.mayoclinic.org/diseases-conditions/ataxia/symptoms-causes/syc-20355652
https://dravetsyndromenews.com/living-with-dravet-syndrome/
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Throughout history, men have had, and continue to have, enormous benefits compared to women in the field of medi-
cine. Women were literally not allowed to practice medicine for centuries, and continue to face discrimination as provid-
ers and patients. Yet even as the study of the political, biological, social and other factors that uniquely affect women's 
health has blossomed into over the past 50 years, the corresponding study of men's health has only recently gained at-
tention. For June, which is Men’s Health Month, we’re debuting a new interview series that we hope helps to change that 
balance. For our first entry, Matt Luedke, MD talks to us about issues distinctly relevant to men regarding epilepsy. 
These differences range from the population level, such as a small but significant increased risk for men, to the biologi-
cal, such as differences in response to medication, to the social and economic, such as how concerns about seizures 
can affect men’s livelihoods and hobbies. Along the way, Luedke busts myths regarding men’s medication habits and 
offers tips about how men can work with their provider to make decisions that work best for them. 
How much of a health concern is epilepsy for men? Are there any ways that the symptoms, response to therapy, or epi-
demiology of epilepsy differs for men compared to women? 
 
While it can vary from place to place and from study to study, men are a little more likely than women to develop epi-
lepsy in the course of a lifetime. To put this into context, according to one review, if you filled Texas Memorial Stadium, 
home of the Texas Longhorns football team, and filled to capacity (about 100,000 fans) with randomly selected men, 
about 51 of them would have epilepsy. If you filled it with randomly selected women, about 46 would have epilepsy. It’s 
not a huge difference, but it’s there. 
Men also tend to be a little more vulnerable to focal epilepsy than women (seizures that start in a specific spot on the 
brain, rather than on both sides at once). This is probably related to the fact that men are usually more vulnerable to 
brain injuries; they tend to work more dangerous jobs and have higher rates of tobacco and alcohol use. There are some 
genetic epilepsies which can be more likely to affect men and some that are more likely to affect women, but that’s a 
relatively small number relative to the majority of people with epilepsy. 
Women and men generally respond the same to medications in terms of how they affect the seizures, but the side ef-
fects can differ. For example, some seizure medications like valproic acid and topiramate can cause birth defects, and 
others, like carbamazpine or phenytoin, can reduce the efficacy of birth control. These are important issues, but tend to 
overshadow important issues in men’s health. For example, some anticonvulsants can have complex effects on testos-
terone levels, cause sperm motility issues, and can lead to erectile dysfunction. In one series, as many as 57% of men 
with epilepsy can have erectile dysfunction, around 5-10 times that of the general population. 
The risks of sudden unexpected death in epilepsy (a situation where a person can stop breathing and lose a pulse during 
seizures, leading to death) are also a little higher in men and they tend to be more likely to have status epilepticus (a 
seizure that does not stop on its own). Why isn’t clear, but part of it may be due to the fact that men tend not to take their 
medications as regularly as women. This can lead to problems with keeping seizures under control and keeping severe 
seizures at bay. 
 
What kinds of treatments are currently available for epilepsy? How much of a difference do they make in an a man’s (or 
woman’s) ability to live a happy, productive life? 
In general, there are three strategies for treating seizures. The mainstay is medication. There are dozens of seizure 
medications out there right now, and every patient responds to them differently. In some ways, men have a little more 
leeway in terms of what seizure medications they can safely take, since men do not take birth control and they do not 
bare children. But, as above, they can have some sex-specific side effects, for which they need to be aware. 
The other methods are a ketogenic diet and surgery. Ketogenic diet, for some patients, can be really beneficial, but it is 
not a front-line therapy, and it can be very difficult to maintain. Surgery may be considered for patients that do not re-
spond to medications, and can consist of implanted devices to reduce seizure risks, or brain surgery that can cut out or 
isolate the source of seizures. But, the majority of people with epilepsy (around 60-70%) will achieve control of their sei-
zures on medicines alone. Regardless of how people respond to therapy, they should work with their physician to im-
prove their quality of life. Controlling seizures is important, but it is not the only predictor of life satisfaction in patients 
with epilepsy, and if you are seizure free but still struggling with side effects, depression, difficulty finding work, or other 
challenges related to your seizures, you need to talk with your healthcare team to consider other factors in your care be-
yond just your seizure frequency. 
 
Men with epilepsy are generally less likely than women to be compliant with therapy for epilepsy. What are the reasons 
for this, and what kinds of health effects does this have? 
There are a lot of guesses about this, but I don’t know if there’s a clear answer. In fact, while male adherence tends to be 
less in epilepsy, it’s not consistent, and it’s not the same in other fields of medicine. You can make hypotheses based off  
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of vague generalizations about gender stereotypes of personality and culture, but I don’t think it does the situation jus-
tice. 
 
In the end, it’s a patient-by-patient issue. Some people just don’t like taking medicines. If you’re one of those people, 
then working with your physician to come up with a strategy to minimize the number of medications may make tolerating 
the few you really need easier. For others, it may be an issue of not liking a side effect. If you don’t like a given side ef-
fect, be up front about it and ask if there is an alternative medicine. Regardless, the key is to be honest with your physi-
cian if you aren’t taking a medication they prescribed, and why you’re not taking it. If you don’t tell your doctor, they might 
make decisions about how to manage your seizures based off of the false assurance that you’re on the medication pre-
scribed. 
 
Many men also have concerns about epilepsy affecting their activities they enjoy or that are part of their livelihood, from 
driving, to performing physical labor, to playing sports. How much does epilepsy affect a person’s ability to perform these 
kinds of activities? 
Epilepsy can present a real socioeconomic challenge. First, if you have a seizure that causes you to lose consciousness 
or would impair your ability to drive, most states prevent you from driving. The rules differ from state to state, and driving 
restrictions can last between 3-12 months after a seizure depending on the state. Be aware of your local laws, and 
please, adhere to them. Driving when you shouldn’t puts you and those around you at a risk of injury, along with legal 
and financial jeopardy if you get into an accident. 
Beyond driving, seizures can present problems for employment. DOT-licensed over-the-road truck drivers and pilots face 
rigorous health monitoring, and will likely be unable to continue in those lines of work. People who drive cars or heavy 
machinery, climb, or work in very dangerous environments will also have trouble continuing their work until they achieve 
sustained seizure freedom. Beyond that, jobs become more manageable. Most professions, technical, and administra-
tive jobs are safe environments to work, even if seizure control isn’t perfect. I know excellent physicians, attorneys, busi-
ness people, and teachers who continued to work despite lapses in seizure control. 
Recreational activities might need to be curtailed. Some activities, like SCUBA and skydiving are probably permanent no
-gos, for example. Other activities like swimming, kayaking, and climbing should be avoided, at the very least until a pa-
tient has demonstrated sustained seizure freedom. 
 
I tend to tell my patients that if the state says it’s okay for you to resume driving, that means you’re safe enough to drive 
a 3000 lb projectile at 70mph. If you’re willing to risk driving a 3000 lb projectile at 70mph, then it’s silly for me to say you 
absolutely can’t swim, kayak, or climb. That said, driving for most people is a near necessity. When it comes to recrea-
tional activities, one needs to ask, “Is this so important to me that I’d risk doing it and having a seizure?” For example, I 
am an avid, if incompetent, fly fisherman. That means I sometimes wade hip-deep in running water. If I were to have a 
seizure during that, unless it was a very mild event, there is a good chance I would drown. If I were to develop epilepsy, 
even if I got it under control, I would strongly consider giving up wading streams. Would I have to quit fishing? No; I’d 
probably fish from boats or shore lines, and in the company of friends. It can be challenging, but trying to find alternatives 
or variants of hobbies or recreational activities can “keep you in the game,” even if it’s not quite the way you used to do 
it. 
 
I’m often asked about exercise. I strongly encourage my patients to be active, but to exercise some caution when they 
exercise their bodies. Body-weight exercises like calisthenics, yoga, or pilates can be very effective for fitness and are 
pretty safe. Weight lifting, particularly free weights, could be dangerous, even if you have a really good spotter. Running 
is great, but at least early on, bicycling (especially on busy streets) is probably not a good idea. If you like exercise ma-
chines, you might want to consider avoiding treadmills, as a fall on the moving belt could turn into a pretty catastrophic 
event. A seizure on a stationary bike or even an elliptical jogger would probably hurt you, but it wouldn’t launch you off 
the back like a treadmill might. Again, stay active, stay fit, but take a moment to think before you try an exercise. 
 
What’s one thing you wished more of your patients (or the general public) knew about epilepsy? 
Quality of life is critical; always remember that. You can have 100% seizure control, but if you feel miserable and se-
dated all the time, what good is it? You and your neurologist are a team. Work together, not just to control your seizures, 
but to optimize your quality of life. 

 
June 11th, 2018 
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The parents of Sierra Keim are bracing to face medical fees of roughly $200,000 in an attempt to improve the 
quality of life for the six-month-old girl who suffers seizures on a frequent basis.  “It’s called Malignant Migrat-
ing Partial Epilepsy of Infancy (MMPEI) but she is mosaic for that so that means some of her genes are af-
fected but not all of them,” explained Emily Keim, Sierra’s mother. “It’s something that they’ve never seen be-
fore it’s extremely rare.” 
 
On December 8, 2017, Emily and Blayne Keim of Carstairs welcomed Sierra into the world. “It was the best 
day of our life,” recalled Emily. “I was so excited to meet her. She was a beautiful baby girl.”  While his wife 
rested post-delivery, Blayne was stunned by the strange behaviour of his daughter. “I thought I was picking 
her up wrong, being a new dad,” said Blayne. “You go to pick her up and all of a sudden she’s going rock 
hard and putting her arms all over the place and screaming. ‘What am I doing wrong?’ ‘I don’t understand 
this’.” 
 
The couple was reassured that spastic jolts were common in newborns but, the following day, medical profes-
sionals confirmed Sierra was seizing. The newborn was transported to the Alberta Children’s Hospital where 
she spent nearly three week before being released once it appeared the seizures had subsided.  Sierra’s time 
in the Keim household in Carstairs was short lived as her seizures returned and she was readmitted to hospi-
tal. During Sierra’s second stint at the Alberta Children’s Hospital, a neurologist suspected that the infant may 
have MMPEI. Numerous blood tests over an extended period of time confirmed the diagnosis but Sierra was 
only the second confirmed case of being mosaic for the gene. The genetic mutation increases the complexity 
of addressing the condition and the prognosis is bleak. 
 
“They say a life expectancy of 10 years,” said Emily. “It could be less, it could be more. They’re really not 
sure.” 
On her worst days, the six-month-old can experience more than 100 seizures and both of her parents are on 
leave from their jobs to attend to her needs. Doctors have prescribed at least 10 different epilepsy medica-
tions for Sierra but there have been few successes. 
 
The Keims are hoping the services of an American company can improve their outlook. 
“It’s the company called Paranormix,” said Emily. “They’ll actually test her genes and try to find the most opti-
mal medication to help lower her seizures to hopefully let her grow and let her be with us longer than ex-
pected.” 
 
The testing of Sierra’s genes carries an estimated cost of between $50,000 and $200,000 but the Keims sus-
pect, given the rarity of Sierra’s condition, they will face the higher end of the price scale and there are no 
guarantees that it will provide answers. 
 
“It’s a tough call,’ said Blayne. “We could put this whole place (up), sell everything off just for the hope that 
maybe it might help her.” 
 
The Kleims are awaiting confirmation from the government on coverage of the out-of-country testing but say 
time is of the essence. “Each day that goes by you’re wasting the time that you could find something,” said 
Blayne. “Whether it gives her better quality of life for a little longer or maybe treats her, you never know.” 
 
“They say testing can take six months. The one cofounder, it took him six years to find something for his kid.”  
A ‘Support for Sierra’ GoFundMe campaign has been created in an effort to raise $200,000 for the family. 

Ryan White 
June 15th, 2018 

https://calgary.ctvnews.ca/carstairs-family-faces-costly-stateside-testing-for-infant-with-rare-form-of-epilepsy-
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 Free “Kids on the Block” puppet presentations that educate children (and their teachers, administrators, caregivers, and group 
leaders) about kids with Epilepsy in an entertaining manner; 

 Free specially-tailored In-services about Epilepsy to schools, businesses, group homes, Public Service bodies,  Colleges, etc. 
(includes annual training for NAIT EMT students and ETS Supervisors and Security Personnel,  and on-line information about 
Epilepsy on the EPS Training System) 

 Annual Epilepsy Educational Forums, both of interest to Health Care Professionals as well as the General Public; 

 Free provision of our series of 12 Epilepsy Education Information booklets to Members, Hospitals, Clinics, Neurologists’ Offices 
and Pharmacies; 

 Website, print and video information about Epilepsy, and a free lending library for members; 

 Bi-monthly newsletter for Members that includes the latest current medical information available about Epilepsy, as well as cur-
rent news about the Association and our services and events; 

 Scholarship Program for Post-secondary Students with Epilepsy (minimum two scholarships a year); 

 Garry Hannigan Memorial Life Enhancement Scholarships for Youth, to assist young people (up to the age of 18) to participate in 
sports, arts, cultural or recreational activities that will enhance their development as individuals; 

 No-cost Counselling on Epilepsy-related problems  for people with Epilepsy and families of people with Epilepsy, with referrals to 
other supporting Agencies as needed; 

 Monthly group sessions geared toward Adults with Epilepsy and concerned family members;  

 Information and support for Parents/Caregivers of Children with Epilepsy; 

 No-cost provision of assistance/advice on diverse matters, including, but not limited to, finding employment, driving and Epilepsy, 
potential side-effects of medication, and dealing with the complexities of Government forms and applications (AISH, Disability, 
housing subsidy, etc); 

 No-cost advocacy on behalf of people with Epilepsy experiencing discrimination or other problems; 

 No-cost social and recreational activities for Members that help reduce social isolation, free ETS Bus Training, and free “Donate-
a-Ride” Program bus tickets for Members in need; 

 An annual no-cost in-house Collective Kitchen Cooking Training Program, An Annual Collective Gardening Program and an  
   annual in-house Computer Training Program for Members; 

 Ongoing recruitment and screening of quality Volunteers, annual recognition of all Volunteers, and annual award of Member-
nominated Volunteer-, Achiever-, and Employer-of-the-Year Awards. 

Business Name 

Place address label here 

If you are planning to move in the near future please inform our office 

so that we can continue to ensure that you get your newsletter... 

Edmonton Epilepsy Association 

11215 Groat Road NW 

Edmonton, AB T5M 3K2 

Our Programs and Services 


