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FREE MEMBERACTI

/ Menber Outings & Aciitis
September

Fun Bingo for Prizes
Friday, September 27th, 1:00—3:00 p.m.
(Pre-register by Noon, Sept. 25th)

&

First Day of Autumn

September 23rd

Boo At The Zoo
Edmonton Valley Zoo,
13315 Buena Vista Road
Sunday, October 27th
1:00—4:00 p.m.
Pre-register by October 24th

EDMONTON

VALLEY

7200

Get Closer
Get Closer... Be not afraid this Halloween!

Wear your coolest costume, bring your reusable trick-or-treat bags, and "get
closer" to the spooky wonders of the animal kingdom. Hands-on science ex-
periments, crafts, an extinct animal graveyard, and a witch's den are just
some of the fun activities that will make this Halloween
one to remember!

October

Fun Bingo for Prizes

Friday, October 25th, 1:00 — 3:00 pm
(Pre-register by Noon, October 23rd)
(Registration Limited to 12)

Boo at the Valley Zoo

Sunday, October 27th, 1:00—4:00 p.m.
Valley Zoo

13315 Buena Vista Road

Adult Support Group

Schedule
(Group meets from 10:00 - 1200 p.m. in the
EEA office.)
Please call the Office to advise if you will
be attending.

Nominate your Employer as the EEA Employer of the Year

Do you have a great and supportive Employer that recognizes and en-
courages the many contributions people with Epilepsy offer their fellow
employees and workplace?

Nominate them for the 2019 Edmonton Epilepsy Association
Employer of the Year Award. Contact us to find out how:
780-488-9600 or gary@edmontonepilepsy.org

Nomination Deadline is October 31st, 2019

Second Notice!

K Annual Christmas Lunch and Social
R Sunday, December 8th, 12 - 3 p.m.
- Chateau Louis Conference Centre, 11727 Kingsway
Avenue

This year’s dinner will be roast turkey with all the fixings, finished off with apple pie
and ice cream. Again this year, we have been lucky to have a donor provide enough
gifts so that all attendees at this year’s event will receive one. These gifts will take up

a lot of space and we have obtained a large, bright and beautiful room to handle
both us and the gifts.

$15.00 per person (remainder EEA subsidized). Call the EEA office, 780-488-

\ October 8th, 2019 /

9600, to book your seats (Pre-registration required by December 1st.)

S


http://www.edmontonepilepsy.org/default.html
mailto:gary@edmontonepilepsy.org

Edmonton Epilepsy Association

The Epilepsy Association of Northern Alberta

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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Edmonton Epilepsy Association
The Epilepsy Association of Northern Alberta

11215 Groat Road NW
Edmonton, AB T5M 3K2

Find us on

780) 488-9600
(780) Facebook

(780) 447-5486 fax
|1-866-EPILEPSY
info@edmontonepilepsy.org
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EEA Employabilities Programs

Employment Counselling
Assistance with Resumes

In-office Skills Training

uuv Ul

Referrals to Select EEA Partners In Employability
For Further Information contact EEA Executive Director,

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

Bus Tickets Available for Members in
Reduced Circumstances

Our 2019 allotment of Donate-A-Ride bus tickets has been re-
ceived. 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 qualify
for an ETS low-cost bus pass.

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

Now you can Donate to the EEA online!

Donate Now
- |I1ruugl1
CanadaHelps,ore

Page 2

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.
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ﬁ News from the EEA Office ﬂ

EEA Executive Director Gary Sampley
To Retire Next Year

.‘ﬁfﬁi\

Gary, who joined the Association as the Executive Director and
Chief Operating Officer in May, 2005 recently advised The Board
of Directors, of which he is a member, that he will be retiring on
June 30th, 2020.

Gary will turn 77 shortly before his retirement and will be retiring shortly after the Associa-
tion celebrates its 60th Anniversary.

During his tenure with the EEA, Gary has been involved in the implementation of 14 new Pro-
grams and Services by the Association. He worked with Terry Mahon and his Foundation and
The Epilepsy Trust chaired by Dr. Elout Starreveld to purchase our own office property and
home and managed EEA finances so that the member’s equity of the Association has signifi-
cantly increased.

In the process, he was able to visualize his own eventual future beyond the Association and
negotiated significant provincial grant funding to assist the succession to a new Executive Di-
rector. Under the terms of the Provincial Grant, he will participate in both the selection and
training of his successor.

Members will see a lot of Gary before he leaves, as he will be with us to help develop the
2020 EEA Budget, and the Association Strategic Plan for 2020, 2021 and 2022. He will work
with our Auditors in the wrap-up of our 2019 Fiscal Year, write the 2019 Annual Report,
oversee the 2020 Annual General Meeting, participate in March 2020 Epilepsy Awareness
Month and the 2020 Gala Fundraising Event and hopefully be part of the 60th Anniversary
Events.

Gary has been an essential part of the EEA for the last 15 years. There is very little he does
not know about epilepsy, and finding programs and services to benefit members and their
families. Gary has had an “open door” policy and has always had time to deal with member
issues whether big or small. He has worked tirelessly, giving up many evenings and weekends,
to make the EEA the success it is today. We wish Gary well on his future retirement. He will
be hard to replace!
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News from the EEA Office

Next EEA Computer Training Program Begins in October 2019

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 Wednesdays, from 1:00-2:45 p.m., commencing Octo-
ber 16th

¢ 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.

Please contact the EEA office, 780-488-9600 to register.

Life Enhancement Scholarship Program For Youths

The Brittany Hughes Memorial Life Enhancement Scholarships for Youth, to a
maximum of $500 each, are available for Youths of any age, up to the age of 18, to assist them
in participating in Arts, Music, Dance and/or Ethnic Identity Cultural Programs that will
enhance their development as individuals.

Scholarship criteria, eligibility details and the current Application Form can be downloaded
from www.edmontonepilepy.org, or a hard-copy Application can be mailed to you on request
to the EEA Office, 780-488-9600.

Does Your Child or Teen Have Upcoming Sports or
Recreational Activities Costs?

The Garry Hannigan Memorial Life Enhancement Scholarships for Youth, to a maximum
of $500 each, are available for Youths of any age, up to the age of 18, to assist them in participating
in Sports or Recreational Activities that will enhance their development as individuals.

Scholarship criteria, eligibility details and the current Application Form can be downloaded
from www.edmontonepilepy.org, or a hard-copy Application can be mailed to you on request
to the EEA Office, 780-488-9600.
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ﬂ News from the EEA Office

Are You Interested In Being A Mentor?

It's never easy dealing with epilepsy. The EEA is desirous of implementing
a program where active caring members with epilepsy (or relatives helping
members living with epilepsy) could be linked with newer members (or
their relatives) having issues dealing with their epilepsy.

Sharing your own life experiences could be a great help to those who are
still struggling with the condition.

If you have such an interest, we would love to talk to you. Please
contact Gary or Sharon at the EEA Office.

UNIQUE CHRISTMAS GIFTS AT A BARGAIN
BASEMENT PRICE!!

We need our garage back for the winter.

Framed prints, painting and mirrors are now being cleared at $10 each.

Last Summer, the EEA was the beneficiary of a donation of a significant number of pieces of
framed artwork, paintings and mirrors, the vast majority of which were beautifully and expen-
sively matted and framed. These items came in many size ranges and are valued in a range be-

tween $100 and $400 each. Many of these items have since been sold.

We are now clearing the last of these items for only $10.00 each, regardless of the size and
value of the item.

Some of these items still remaining
at the time of publication are pic-

tured here. All proceeds from the |
sale of the artwork will be used to
help the EEA deliver our numer-

ous and diverse Programs and Ser- |

vices.

The items are currently located at
the EEA Office, 11215 Groat Road
NW. For further information,

please contact the EEA
Office @780-488-9600.
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News from the EEA Office

Congratulations to our 2019 EEA $1000
Continuing Education Scholarship Winners

Kira Bailie and Ellie Podsednik are the winners of
the 2019 EEA Continuing Education Scholarships.
Pictured are EEA Executive Director Gary Sam-
pley and Kira Bailie. (Missing from the picture is
Ellie Podsednik.)

The Epilepsy Trust is the annual sponsor of our
Continuing Education Scholarships.

Comorbidities Found to Be Common in Children with Epilepsy

A new study highlighted the importance of a comprehensive approach when caring for children with epilepsy, finding that
80 percent of them have an accompanying disorder. The presence of one, or more, additional conditions occurring in
parallel with a primary condition is known as a comorbidity. According to Epilepsy Research UK, most common comor-
bidities of epilepsy include depression, anxiety and autism.

The study, titled “Comorbidity and Childhood Epilepsy: A Nationwide Registry Study” and published in the jour-
nal Pediatrics, is one of the few national studies assessing a broad range of medical conditions in epileptic children.

Researchers, led by Dr. Richard Chin at the University of Edinburgh, analyzed data — spanning 2008 to 2013 —
concerning over one million children born in Norway between 1996 and 2013. The children were split into three groups:
those with ‘complicated’ epilepsy (have comorbidities), those with ‘uncomplicated’ epilepsy (no comorbidities) and those
who did not have epilepsy.

“The management should not only focus on the epileptic seizures, but should also include thorough assessments of all
aspects of health, including development, psychiatric symptoms, nutrition, growth, and sleep,” the researchers said in
a news release.

The team found that 0.6 percent of the children analyzed had epilepsy and, of those with epilepsy, 80 percent also had
at least one comorbidity. In addition, those epileptic children with a difficult to treat disease or whose disease had wors-
ened or evolved were seen to have higher rates of comorbidity than in children with easier to treat epilepsy or children
without epilepsy. Children with uncomplicated and easier to treat epilepsy still had higher comorbidity rates than those
free of the disease.

Epileptic children are known to be at higher risk of developing other neurological disorders, like intellectual disability or
autism, as well as psychiatric conditions. Researchers concluded that children with epilepsy had a higher prevalence of
all medical conditions, and that almost half had developmental or psychiatric difficulties, whereas those difficulties

are seen in less than 10 percent of the general population.

August 9, 2016
Caroline Henriques
https://epilepsynewstoday.com/2016/08/09/comorbidities-found-to-be-common-in-children-with-epilepsy/
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Epilepsy Comorbidities

The Epilepsy-Autism Link: A Brain Misfire That

Causes Social Challenges
How are the conditions really connected?

Until recently, there was only limited clinical research about the connection between autism spectrum disorder (ASD)
and epilepsy. But according to the National Institute of Neurological Disorder and Stroke, it is estimated that about 20 to
30 percent of children with ASD will develop epilepsy once they reach adulthood.

Additionally, research finds that adults with epilepsy are more likely to show signs of autism and Asperger's syndrome. In
fact, a 2016 study published in Neurology suggests that the two conditions may even have a co-dependent, "bidirectional
relationship." Other recent studies such as one from the National Center for Biotechnology Information (NCBI) even de-
tail how epileptic seizures short-circuit the neurological function in the brain that affects socialization and involves the
same traits seen in autism — impairment of normal social interaction (eye contact, conversation, enjoying the act of
sharing with someone else) and tightly regimented or repetitive cycles of behavior. This means that in many cases, epi-
leptic adults may not have been properly diagnosed or treated for autism symptoms.

Shedding Light on Socialization Challenges for Epileptics

Epilepsy is a brain disorder marked by recurring seizures or convulsions. Autism is a neurobehavioral disease that in-
cludes impairment in social interaction and language development which often includes rigid, systematic repetitive be-
haviors. Both conditions can affect patients with varying degrees of severity.

Up to now, the social and behavioral challengers for some people with epilepsy have been under-diagnosed, and re-
search has not uncovered any underlying theory to explain them. Without diagnosis, there is no treatment plan. And not
surprisingly, the more frequent the epileptic seizures, the more severely impacted the patient’s socialization may be.
But the research evidence suggesting that the misfiring of the brain during a seizure may explain the socialization issues,
brings a vast set of opportunities for adults with both conditions. It could mean that adults with epilepsy can now benefit
from the wide range of autism treatment services available to address the socialization issues many epileptic patients
have experienced throughout their lives. This offers the possibility of significantly improving epileptics' overall quality of
life. Up to this point, there have been few services to address these needs.

Recognizing Symptoms of Epilepsy in Infants

The highest incidence of epilepsy occurs during the first year of life, when many new parents can overlook or misinter-
pret physical symptoms. Each year, 150,000 people in the United States will have a newly occurring single seizure,
that's 48 for every 100,000 people according to the Epilepsy Foundation. During early childhood development, infants
often exhibit a variety of erratic physical movements and mannerisms which may not cause immediate concern. But ba-
bies or children presenting any of these symptoms should be seen by a doctor immediately:

e A prolonged staring spell

e Uncontrollable jerking movements of the arms and legs
e Lack of response or awareness to verbal stimulation

e Shaking, loss of balance or smacking of lips

Specialty Care for Children With Epilepsy

If you suspect your child may have experienced a seizure, contact your pediatrician immediately for an evaluation. While
seizures are frightening for parents and caregivers, it is important to observe and record the duration of the episode as
well as the symptoms the child exhibited before and after the episode. Be sure to share this valuable information with
your doctor. Keep in mind, some hospitals offer specialized epilepsy treatment programs exclusively for pediatric pa-
tients.

Megdad M. Zaatreh, MD, is a board-certified neurologist with special expertise in epilepsy who serves as medical direc-
tor of the Comprehensive Epilepsy Center at CentraState Medical Center in Freehold, N.J. Dr. Zaatreh has published
several research articles in peer-reviewed medical journals including the New England Journal of Medicine, Neurology
and Epilepsia.

Megdad M. Zaatreh, MD
March 19, 2018
https://www.everydayhealth.com/columns/health-answers/link-between-epilepsy-and-autism-may-help-epileptics/
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Epilepsy Comorbidities

Epilepsy Comorbidity in Children with Cerebral Palsy

Cerebral palsy remains as the most frequent cause of motor delay in the young children. Epilepsy can be found in about
one-third of childhood patients with cerebral palsy. All seizure types can be seen. The most common types are partial
complex and secondary generalized seizures. Seizures in children associated with cerebral palsy have the tendency of
earlier onset, and harder control, correlated with the severity degree of cerebral palsy and the existence of mental im-
pairment. The seizure outcome in patients with cerebral palsy is majorly poor. They usually require long-term medica-
tions and polytherapy, with more chance of intractable seizures and/or status epilepticus. The risk of seizure recurrence
after stopping anticonvulsants in those with cerebral palsy remains high. Factors related to longer seizure-free period in
epileptic children having cerebral palsy are normal intelligence quotient, one seizure type, mono-therapy, and spastic
diplegic pattern.

Editorial

Cerebral palsy (CP) attributes to non-progressive motor impairment during brain development in the early life [1]. CP is
the most common developmental disorder associated with long-term motor disability. In developed countries, the preva-
lence is 1-2/1000 live births [2]. The disorders of CP are frequently accompanied by cognitive impairment, communica-
tion problems, sensory defects, behavioral abnormalities, seizure disorders, or a combination of these features [1] de-
pended on the underlying affected brain pathology [3]. The management of CP is multidisciplinary involving a team of
specialists in pediatrics, rehabilitation, psychology and social medicine...etc. [4]. Epilepsy appears in 15-60% of patients
with CP. In a retrospective, comparative review [5], children with CP had more incidence of epilepsy onset within one
year of age (47% vs. 10%), neonatal seizures (19% vs. 3%) and status epilepticus (16% vs. 1.7%), as well as lower inci-
dence of generalized seizure (28% vs. 59%) and seizure-free rate (37% vs. 90%), as compared to control group
(epilepsy without CP). Factors related to the longer seizure-free period in epileptic children with CP are normal intelli-
gence quotient, one seizure type, monotherapy, and spastic diplegic pattern. Another study [6] on the characteristics and
epilepsy prognosis in CP children demonstrated the prevalence of epilepsy as 36.1%. Patients with atonic-diplegic,
dystonic, tetraplegic and hemiplegic CP had the higher incidence of epilepsy (42~87.5%), compared to control group
(epilepsy without CP). Epilepsy was a main prognostic factor in mental function and motor achievement in children with
CP. In another retrospective cohort [7] of 452 CP cases, 105 (27.7%) had epilepsy. The mean seizure onset age was
18.9 months and 64 (60.95%) had the seizure onset age less than 1 year old. Patients with myoclonic seizures as well
as infantile spasms had significantly earlier seizure onset. As for the seizure types, generalized seizures were the most
common, followed by partial seizures, infantile spasms, and other myoclonic seizures. Among the 105 children with CP &
seizure, 45 (42.9%) children got seizure control, most of them requiring poly-therapy. Seizure free rate reached 74% of
patients with nearly normal social quotient. Epilepsy incidence occurred in various CP types including spastic hemiplegia
(66%), quadriplegia (42.6%) and diplegia (15.8%). A recent analysis of seizure types in 166 children with CP due to
white matter injury [8] showed the following facts of seizure characteristics: seizures beyond one month of age (25%),
West syndrome (2.4%), other epileptic syndromes (8.4%), febrile seizure (7.8%), and benign focal seizures (18%). All of
the seizures resolved in 80% patients after 2 years. A favorable outcome was demonstrated in this kind of cerebral in-
sult. Another population-based study on neuroimaging pattern in 309 CP children with epilepsy [9] indicated that cerebral
mal-development was associated with prepartum antecedents, whereas subcortical/cortical and basal ganglia lesions
were associated with intrapartum and postpartum antecedents, suggesting fewer involvements of the white matter inju-
ries in their neuroimaging patterns [10]. In children, the risk factors for seizure recurrence were reported as abnormal
electroencephalographic findings, epileptic syndrome, serious head injury and CP. In conclusion, many case series and
population-based studies have explored epilepsy as a comorbidity of in children with CP. Children with CP have a signifi-
cant risk of developing epilepsy. Though there may be a shared neurobiology of epilepsy and CP, further prospective
studies to disclose the true association between them are necessary.

H. Kung-Long, Department of Pediatrics, School of Medicine, Fu-Jen Catholic University Hospital, New Taipei, Taiwan,
March 5, 2018
https://www.omicsonline.org/open-access/epilepsy-comorbidity-in-children-with-cerebral-palsy-2472-0895-1000e117.pdf

Page 8 s Focus on Epilepsy



https://www.omicsonline.org/universities/FuJen_Catholic_University/
https://www.omicsonline.org/open-access/epilepsy-comorbidity-in-children-with-cerebral-palsy-2472-0895-1000e117.pdf

Epilepsy News From Around The World

How a Cooling Treatment May Help Reduce Epilepsy in Children

In an astonishing new study published in Epilepsia, researchers determined that "cooling babies deprived of oxygen at
birth (perinatal asphyxia) can reduce the number of children who develop epilepsy later in childhood." Babies who sus-
tain perinatal asphyxia often develop conditions as severe as cerebral palsy or epilepsy. This impacts their overall quality
of life as they will require permanent antiepileptic treatment and may even see their life expectancy shortened by the
condition or treatment.

However, a cooling treatment, called therapeutic hypothermia, administered to newborns who are deprived of oxygen
during delivery has shown much promise. In the study, an eight-year program collected data relating to more than 160
children diagnosed with epilepsy as the result of oxygen deprivation at birth. Most used antiepileptic drug therapies and
were up to eight years in age.

Those in the group treated with the innovative cooling treatment (meaning those born after 2007), showed a much lower
level of epilepsy than those who were born before the treatment became available. The study looked at babies aged two
and then at aged four to eight. "At two years, seven percent of the children had an epilepsy diagnosis, however, far
fewer, only two percent, were on regular antiepileptic drugs."

By the time they reached four to eight years in age, 7% were on regular medication. However, this is a substantially
lower percentage when compared to the same groups prior to the introduction of cooling treatment as a standard of care.
Prior to the use of therapeutic hypothermia, the numbers were substantially different. In fact, death or moderate to se-
vere disability was at roughly 66% of children who suffered oxygen deprivation and epilepsy as a result. But of those
born after the introduction of the treatment in 2007, the poor outcome is cut almost in half and stands at 34%.

Even more interesting is the alteration to the levels of severity of the conditions. For example, those who sustained cere-
bral palsy as a result of the oxygen deprivation live with much less severe cases, with seven out of ten able to walk.

Do the figures alter if the severity of the perinatal asphyxia is less severe, too? The therapy has been shown to boost the
number of survivors with very few of the children treated even requiring drug treatment for their epilepsy.

The professor running the study, Marianne Thoresen, explained that even with less severe oxygen deprivation, the use
of a therapeutic hypothermia consistent reduces the number of children developing epilepsy later in their lives, as well as
reducing the numbers (and severity) of patients who suffer cerebral palsy.

The Meaning of the Data

What all of this means is, any instances (mild to severe) of perinatal asphyxia that were once a guarantee of conditions,
such as epilepsy and cerebral palsy, now show it to be less certain. With the introduction of therapeutic hypothermia, a
generation of children have developed less severe symptoms and enjoyed a much higher quality of life.

Children may no longer need to be treated with aggressive antiepileptic drugs or suffer the lower quality of life that condi-
tions such as cerebral palsy and epilepsy can cause. Instead, the use of this groundbreaking treatment may be able to
increase life expectancy, quality of life and even cognitive function.

Though already in use for some cardiac patients, as well as for neonatal patients with stroke or encephalopathy, this
treatment promises even more. Oxygen deprivation during birth may no longer be a dreaded event without any treatment

options, and conditions like epilepsy or cerebral palsy may be reduced to much milder issues.
September 12th, 2019
http://www.rscdiagnosticservices.com/blog/how-a-cooling-treatment-may-help-reduce-epilepsy-in-children

Largest Ever Study Finds Links In Epilepsy Genes

Researchers have taken part in the largest ever study looking at the genes of people with epilepsy.

The international research was published in the American Journal of Human Genetics and involved almost 18,000 peo-
ple worldwide. The study found rare genetic differences that were linked with a higher risk of epilepsy.

Professor Sam Berkovic is Director of Epilepsy with Austin Health and Laureate Professor with the University of Mel-
bourne. He said the study found there were genetic links shared by several types of epilepsy.

"This research is important because the more we understand the genes that are linked to epilepsy, the better we can
tailor treatments to reduce the symptoms and let patients live more active lives," Professor Berkovic said.

The study brought together more than 200 researchers from across the world to better understand the genetics of epi-
lepsy. They looked at the genes of 17,606 people across Europe, North America, Australasia and Asia.

"Genetic sequencing has significantly improved our understanding of the risk factors associated with epilepsy in recent
years," Professor Berkovic said.

"This study shows that more and less severe forms of the disease share similar genetic features, and the more we un-
derstand these features the better chance we have to personalise the care we give to patients.

"There are already plans in place to double the size of the study in the next year to further explore the significance of the

genetic variations that are linked with epilepsy."
September 12th, 2019
https://www.epilepsy.org.uk/news/news/largest-ever-study-finds-links-epilepsy-genes-71344
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Epilepsy News From Around Canada

Girl With Epilepsy Temporarily Denied Access To GO Train

Metrolinx has apologized for an incident in which an Oakville man says he and his daughter, who has epilepsy,
were denied a ride on an accessibility railcar Sunday. Cuong Ly was attempting to board the westbound GO train
at Exhibition station with his eight-year-old daughter Pepper. The Ly family was returning home from an outing at
the Canadian National Exhibition.

“All of a sudden, they let on some wheelchairs...and moments later they come and say, ‘Sorry, the coach is full,
you’re going to have to wait for the next train,"” said Cuong, who told Global News there was adequate room in-
side to accommodate the pair. His wife Stephanie and 10-year-old son were already stationed inside the accessi-
bility car, having entered from the opposite side moments earlier.

“He was told it was full but it was clearly not full,” Stephanie told Global News, questioning why a GO Transit em-
ployee would have declined to allow her husband and daughter inside.

As the train car’s doors closed, Stephanie and her son were still onboard; Cuong quickly passed his keys to a
GO Transit employee so she could get into the car at the parking lot in Mississauga.

Pepper has epilepsy, global developmental delay, and is not verbal. She can’t walk. Her parents use a specially-
designed wheelchair that resembles a stroller to move her about. Some people may not realize Pepper has a dis-
ability.

“There are disabilities that are invisible. We need to be compassionate,” said David Charchalis, COO of Epilepsy
South Central Ontario. Charchalis says if someone is in doubt about whether a person has a disability, there’s
nothing wrong in asking directly, especially when someone needs accommodation.“Why not ask, ‘What’s the
child’s disability? What’s your disability?’ Create a conversation,” he said.

Cuong says when he and his daughter attempted to board the very next train to Port Credit, a second GO Transit
employee also questioned whether she needed to board on the accessibility railcar. “I told the gentleman this is a
wheelchair for my disabled daughter, and he apologized and said, ‘We’ll try to get you on,"” said Cuong, who was
finally allowed on that train with Pepper.

Metrolinx spokesperson Anne Marie Aikins, who also has epilepsy, said GO Transit staff are trained to spot per-
sons with disabilities.

“Some of those disabilities are invisible, like epilepsy. | live with epilepsy and | know it's a challenge sometimes
that | have to say it aloud to people to let them know that | have epilepsy. It must have been difficult for this fam-
ily,” Aikins said, adding the incident is under investigation.“This is an opportunity for us to learn, to improve, to

get better and we will certainly do that.”
Shea O-Shea
September 2nd, 2019
https://globalnews.ca/news/5847 | 34/girl-with-epilepsy-denied-go-train-access/

Epilepsy Patients May Live Longer With Specialist Care

Reuters Health) - People with epilepsy who receive care from specialists may be less likely to die prematurely than their
counterparts who don't, a Canadian study suggests.

Researchers followed 23,663 adults with epilepsy for an average of 7.5 years. The mortality rate overall was 7.2% - but it
ranged from a low of 2.8% for patients seen by neurologists specializing in epilepsy, to 5.6% for patients who saw gen-
eral neurologists, to a high of 9.4% for people who didn't see neurologists all.

"Adequate access to specialized care is increasingly recognized as associated with improved outcomes, not only in
terms of seizure control and quality of life, but as we have demonstrated in this paper because of the association with
decreased mortality," said Mark Lowerison, lead author of the study and a researcher at the Cumming School of Medi-
cine at the University of Calgary in Canada.

"When compared to non-neurologist, or general neurologist care, epilepsy specialists would tend to have deeper knowl-
edge of epilepsy, common epilepsy comorbidities, and epilepsy management practices," Lowerison said by email.

About two-thirds of patients with epilepsy can control seizures with medicine, and about two-thirds of people who don't
get relief from drugs respond to surgical treatment, researchers noted August 5 online in JAMA Neurology.

Despite these treatments, people with epilepsy have mortality rates up to three times as high as individuals without the
neurological disorder, the study team writes.

In the study, people who saw neurologists or neurologists specializing in epilepsy were younger than patients who didn't,
and they were also healthier and had less severe symptoms. Patients who saw epilepsy specialists were 43 years old on
average, compared to 48 for people who saw general neurologists and 54 for people who saw non-neurologists.
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Epilepsy Patients May Live Longer With Specialist Care (continued)

After accounting for factors that can impact longevity like age, sex, and symptom severity, people who saw epilepsy spe-
cialists were 51% less likely to die during the study than patients who saw non-neurologists. And people who saw gen-
eral neurologists were 15% less likely to die.

The study wasn't designed to prove that patients' doctors directly impacted their survival odds.

Researchers also relied on administrative claims data and records from health registries, so it's possible they lacked
data on patient characteristics that might influence survival.

"We speculate that epilepsy specialists would have more experience dealing with patients with epilepsy that is difficult or
highly resistant to drugs," Lowerison said. "We also speculate that epilepsy specialists would have more familiarity with

all of the avenues of care available."
Lisa Rapaport
August 7th, 2019
https://www.medscape.com/viewarticle/916450

Winning Miss Canada Title Is Helping Christine Jamieson
Raise Epilepsy Awareness

When she was diagnosed with epilepsy at 16, Christine Jamieson says she never could have imagined that one day she
would be crowned Miss Canada.

But that’s exactly what happened.

Christine recently won the Miss Canada pageant, competing against 36 contestants in Montreal for the title. She’s hop-
ing her story will inspire others living with epilepsy to understand that they should never let a seizure disorder interfere
with their ambitions.

At the time of her diagnosis, Christine, now 27, was having up to four

tonic-clonic seizures and up to 10 absence seizures per day.
“(Epilepsy) was something that really shaped my life,” she says.
“Looking back, | am so glad | had the support system that | did, be-
cause | didn’t have hope at that time in my life.

“I could never have imagined myself even graduating high school or
going to university, let alone becoming Miss Canada, so my goal is to
inspire others who are in that situation, to let them know that there is
hope and there is a future for you.”

Christine is working with several organizations, including the Center
for Epilepsy and Seizure Education, the Canadian Epilepsy Alliance
and the BC Epilepsy Society, to raise epilepsy awareness and to
share her story.

Since winning the Miss Canada title in early March, Christine has
been busy speaking with epilepsy centres across Canada and inter-
nationally to help inspire people and raise awareness.

So far, it has been quite the experience, she says.

“Being able to share my story and have the positive reception that |
have had from people with epilepsy and from people who have not
had the experience or do not have a family member with epilepsy has
definitely been amazing,” she says.

“The long-term goal, of course, is always to find a cure (and) to create more education programs, which is something
that we are really working on.”

You can learn more about Christine by visiting her website.

Christine Jamieson, recently won the Miss Canada 2019
pageant in Montreal.

Deron Hamel
April 1st, 2019
http://epilepsyontario.org/winning-miss-canada-title-is-helping-christine-jamieson-raise-epilepsy-awareness/
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ﬁ Our Programs and Services

¢ 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;

4 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;

4 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;

4 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;

4 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.

Edmonton Epi}/ Association

Edmonton Epilepsy Association
11215 Groat Road NW
Edmonton, AB T5M 3K2

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...




