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The Epilepsy Association of Northern Alberta - Our 58% Year of Service

(This Newsletter can be viewed in full colour on our website: www.edmontonepilepsy.org)

Member Outings & Actvitie

November

Fun Bingo for Prizes
Friday, November 30th, 1:00—3:00 p.m.
(Pre-register by Noon, November 28th)
(Registration Limited to 12)

&
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December

Christmas Lunch & Social

Sunday, Dec. 9th, 12:00 - 3:00 pm
Chateau Louis Hotel & Conference Centre
11727 Kingsway Avenue
(Pre-registration by Noon, Dec. 6th )

Fun Bingo for Prizes

Friday, December 2 [st 1:00 — 3:00 pm
(Pre-register by Noon, December | 9th
(Registration Limited to 12)

Whichever Your Faith, We Wish

Our Members and Friends Much

Enjoyment During Your Holiday
Celebrations!

HANUKKAH

2 CHRISTMAS

NEW YEAR’S
EVE

e

FREE MEMBER ACTIVITY

Annual Christmas Lunch and Social *
Sunday, December 9th
Location and Menu Have Been Changed

* For more details see page 3. *

2018 EEA ANNUAL GENERAL MEETING and
Volunteer Recognition Event
When: Thursday, February 28th, 2019
Where: Room [13/115

St. John Ambulance Building
12304-118th Ave.

Timelines:

5:45 FREE Light Supper

6:15 Annual General Meeting
7:15 Volunteer recognition event
8:00 Wrap-up

Coming Up In The January/February 2019 Newsletter:

e Our Next Free Epilepsy Education Forum
e Our 2019 Epilepsy Awareness and Fundraising Gala

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, Nov. |3th,2018

Tuesday, Dec. | Ith,2018

<


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

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

www.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 2018 allotment of Donate-A-Ride bus tickets is now depleted.
However, Alberta Blue Cross has very kindly donated a number of
adult ticket packs to us to hopefully get us through till next April.
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
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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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News from the EEA Office ﬁ

Annual Christmas Lunch and Social

Sunday, December 9%, 12 -3 p.m.
Chateau Louis Conference Centre (Behind Chateau Louis Hotel)
11727 Kingsway Avenue, Edmonton
Bus #12 From Kingsway Mall Stops Close By/
Lots of Free Parking On Site

Christmas Is Changing
Attendees of our Annual Christmas Lunch and Social are familiar with our different ethnic
theme each year. We have previously advertised a Mexican theme for this year. However, 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 more space than the Mexican Restaurant we had
chosen could hold.
In the process of looking for a larger facility, it dawned on us that this is the 10th Anniversary
of our ethnic dinner theme. We have therefore decided to come back home to Canada for
our 10th Christmas Dinner.
This year’s dinner will be roast turkey with all the fixings, finished off with apple pie and ice
cream.

$15.00 per person (remainder EEA subsidized).
Call the EEA office 780-488-9600 to book your seats
(Pre-registration by December 6th required).

Everyone in attendance will get to take home a special gift.

Mirella Nardi of Alberta Blue Cross presents EEA
Executive Director Gary Sampley with 380 ETS
Bus Tickets for the use of our members in need
who do not qualify for the ETS low-cost bus pass.
The tickets are a god-send for us, as our annual
allotment of ETS Bus Tickets received in April was
totally depleted in October.

Thank you Blue Cross for your generosity and
caring!

ALBERTA

BLUE CROSS
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ﬂ News from the EEA Office

Collective Kitchen Program Starting in January 2019

This is a combined support and training program to assist members living on a limited income who lack a knowledge of
proper nutrition, as well of budgeting and cooking skills. Working collectively, course participants are guided into the
world of nutrition and how it affects their seizures and overall health.

\ 1

The course also covers issues such as low cost cooking, food preparation, budgeting skills and planning
ahead. A hands-on course, it has components of active teaching. Each participant gets to take home

what they have cooked, usually four to six individual portions, in freezable containers capable of fitting
into a fridge freezer compartment.

The next Collective Kitchen Project runs from 12:30-3:00 pm on Wednesday, January 16, February |3,

March 13, April 17, May |5 and June 12. Interested members can phone Sharon at the EEA Office at 780-488-9600 to
register. Registration is limited to eight participants.

2019 EEA Continuing Education Scholarship Awards

The Edmonton Epilepsy Association will fund two $1000 Scholarships in 2019, for the purpose of assisting students to
advance to or continue with College or University studies. Application for these Scholarships is open to
Greater-Edmonton area students aged 17-29 years of age who are currently under a Canadian physician's

care for epilepsy and are Canadian Citizens or who have permanent resident status.

Visa students are not eligible for this award.

Deadline for applications is March Ist, 2019

To download an application, visit our website: www.edmontonepilepsy.org,
or call our Office at 780-488-9600 if you wish to receive one by mail.

We’re Looking for an Achiever!

Do you know someone living with Epilepsy who has accomplished significant success in life, inspiring
others in the process?

) If you would like to nominate someone for our 2019 “Achiever of the Year” Award, please do so, in

writing, to the EEA office by March Ist, 2019.

If you have any questions about the criteria for the award, please contact EEA Executive Director
Gary Sampley at 780-488-9600 or gary@edmontonepilepsy.org

Does Your Child or Teen Have Upcoming Sports, Arts, 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, Cultural 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.

Focus on Epilepsy
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ﬂ The Difference Between Recreational and Medical Marijuana ﬁ

Recreational Marijuana

e Yes, cannabis is legal in Alberta, but:

e only if you're 18+

e only from licensed stores or albertacannabis.org

e 30 grams is the most you can buy or carry at a time
e you can't smoke in some public places - know your local laws
e only 4 plants can be grown per household

e driving high is illegal

e it can't be within reach of anyone in a vehicle

e edibles are not yet legal to sell

e kids can't enter cannabis stores, even with an adult
Source: https://www.alberta.calcannabis-legalization.aspx

Medical Marijuana

Medical Marijuana can only be prescribed by a physician.

Here are some conditions for which medical marijuana can be prescribed from Federal and Provincial Alberta
Sources:

e Palliative care

e Quality of life

e Chemotherapy induced nausea and vomiting

e Wasting syndrome

e Multiple Sclerosis

e Epilepsy
e Pain
e Arthritis

e Severe refractory nausea and vomiting (associated with cancer)

e Loss of appetite and body weight (associated with cancer or HIV/AIDS)
e Pain and muscle spasms associated with multiple sclerosis

e Chronic non-cancer pain

e Severe pain (associated with cancer)

e Insomnia and depressed mood associated with chronic diseases

This is not an exhaustive list

Marijuana and Epilepsy

The use of cannabis to treat epilepsy and other neurological conditions has been studied for a number of
years. Epidiolex (registered trademark) has been approved for the treatment of seizures associated with Len-
nox-Gastaut syndrome and Dravet syndrome in people two years of age or older.

THC versus CBD

Tetrahydrocannabinol (THC) causes the psychoactive effects of “getting high”.

Cannabidiol (CBD) does not cause psychoactive effects but has shown some positive effects. This is the part
that has been effective in reducing seizures in some people with epilepsy.

Source: https://www.epilepsy.com/learn/treating-seizures-and-epilepsy/other-treatment-approaches/medical-
marijuana-and-epilepsy
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'The Lost Prince': Why The Queen's Uncle Was Shut Away From The Public.

He was born into royalty in 1905. The youngest child of
King George V of the United Kingdom and Queen Mary. He
was a Windsor. Sixth in line to the British throne. Brother to
Prince Edward and Prince Albert, two men who would both
later become King.

But His Royal Highness Prince John is also known by an-
other title. The Lost Prince.

For as he approached his teenage years, the young Wales
vanished from the public eye. Confined to a cottage in a
secluded corner of Sandringham Estate, in Norfolk; away
from Royal duty, away from school, friends, even family, all
due to something far beyond his control.

Epilepsy.

Prince John was diagnosed with the condition in 1909, and
though he reportedly spent his early years in relative nor-
malcy, his seizures became more frequent and more se-
(Getty Images) vere as he got older.

Prince John

By 1915 he was sent away to live at Wood Farm, San-
dringham, under the care of his governess Charlotte Bill.
By 1916, he rarely left the estate.

Some have speculated the King and Queen confined
him there due to fear a public 'episode' would cause the
family embarrassment, but as the British Epilepsy soci-
ety told The Mirror, the monarch's decision was far from
unusual.

"At that time, people with epilepsy were put apart from
the rest of the community," a spokesperson said. "They
were often put in epilepsy colonies or mental institutions.
It was thought to be a form of mental iliness."

There is speculation that Prince John may have also - L )
lived with autism based on descriptions of his behaviour, Prince John and Charlotte Bill
though such a diagnosis didn't exist at the time. (Getty Images)

It was Prince John's station - and the devotion of Bill - that spared him from prevailing forms inhumane treatment.
Though yes, he was removed from public and family life, his mother, Queen Mary, broke Royal protocol and allowed the
children of estate workers - commoners - to visit Wood Farm and play with her son.

His grandmother, Queen Alexandra, also maintained a garden on the estate for his enjoyment, which, according to Town
And Country, gave Prince John "some of the happiest moments" of his too short life.

The young Prince died in his sleep on the evening of January 18, 1919, following a massive seizure.

Letters from his brother, Prince Edward, which were put up for auction in 2015 revealed that though the Royal family
mourned the 13-year-old, the death was also a relief.
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ﬂ Epilepsy News From Around The World ﬁ

"He's been practically shut up for the last two
years anyhow no one has even seen him
except the family and then only once or twice
a year and his death is the greatest relief
imaginable or what we've always silently
prayed for," Prince Edward wrote, according

to The Telegraph.

"No one would be more cut up if any of other
three brothers were to die than | should be,
but this poor boy had become more of an
animal than anything else and was only a
brother in the flesh and nothing else."

The Daily Mirror broke the news to the king-
dom the following day, and reported that
"when the Prince passed away his face bore
an angelic smile". According to a Channel 4
documentary about Prince John, the article
was the first the wider public knew of Prince
John's epilepsy.

S s P A Sk

Queen Mary and her four children in 1905. (Getty Images) He was buried at Sandringham Estate.

October 5th, 2018, Belinda Jepsen
https://www.mamamia.com.au/queen-elizabeth-ii-family/

Alzheimer’s Disease and Antiepileptic Medication

According to a new study from the University of Eastern Finland there is an increased risk of stroke among people with
Alzheimer’s who are being treated with antiepileptic drugs. The incidence of an epilepsy diagnosis is highest in those
who are young or in those aged over 65. Part of the reason for this increase in the older population is that there is an
increasing likelihood of disease and trauma which may cause epilepsy to develop. For instance, brain tumours, stroke,
cardio-vascular disease and indeed, Alzheimer’s disease may all cause epilepsy.

Previous research had found that people diagnosed with Alzheimer’s disease use antiepileptic drugs more often than
persons without Alzheimer’s disease, and the difference was not explained by the presence, or not, of epilepsy.

The present findings indicate that as people with Alzheimer’s disease are particularly susceptible to adverse events, the
use of antiepileptic drugs for other indications than epilepsy or neuropathic pain should be carefully considered in this
vulnerable population.

October 19th, 2018
https://www.epilepsyresearch.org.uk/alzheimers-disease-and-antiepileptic-medication/

Clarification

In our September/October Newsletter, we provided suggestions on how individuals can donate to the EEA.

One of these suggestions was by payroll deduction designation through the United Way. With a note that the United
Woay keeps a portion of the deduction as administrative fee and stating that at Edmonton United Way, this fee is 20%

of the donated amount.
The United Way of the Alberta Capital Region has pointed out to us that the administration fee percentage we quoted
is incorrect. Here is their current policy:

“United Way of the Alberta Capital Region retains |0 percent of designated gifts to recover costs associated with this
service. This designation fee is capped at $100 per designation for one-time contributions paid by cash, cheque, pre-
authorized debits or gift of stock. The fee cap does not apply to designations made by credit card or contributions

paid at later dates.”
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Fenfluramine May Help Reduce Seizures in Dravet Syndrome,
Review Study Reports

Fenfluramine, originally developed as an appetite suppressant, shows potential as an anti-epileptic therapy to reduce the
seizure rate in Dravet syndrome patients, a review study suggests. The study, “Individualized treatment approaches:
Fenfluramine, a novel antiepileptic medication for the treatment of seizures in Dravet syndrome,” was published in the
journal Epilepsy & Behavior.

Fenfluramine, sold under the brand name Pondimin (among others) was prescribed as an appetite suppressant until
1997. In the U.S., the medicine was removed from the market after reports linked it to heart problems and pulmonary
hypertension.

The therapy’s appetite suppressant effects are connected to its ability to disrupt the storage and neuronal reuptake of
serotonin, a neurotransmitter that plays an essential role in several functions including mood, memory, and appetite.
Early reports began to emerge in the 1980s of the potential utility of fenfluramine in epilepsy when researchers reported
its use in certain neurological disorders such as self-induced photosensitive epilepsy.

In 1996, researchers treated a group of 11 children who were institutionalized with refractory epilepsy and self-induced
seizures, most of which were photosensitive or pattern-sensitive seizures. Daily doses of fenfluramine added to their
anti-epilepsy medicine regimen resulted in complete seizure control in seven patients and a greater than 75% reduction
in seizure frequency in four patients during a median follow-up of five years.

Some of these patients had some of the typical features seen in Dravet syndrome patients, for which currently available
therapies fail to achieve complete seizure control, and five out of the 11 patients were proven to carry a mutation in

the SCN1A gene. This gene provides instructions for a sodium channel called NaV1.1s and is mutated in approximately
80 percent of all Dravet patients.

Later, these five patients were included in another group of 12 patients with confirmed Dravet syndrome. Fenfluramine
was added to their anti-epileptic regimen for a mean duration of 11.3 years. Most of these patients experienced a reduc-
tion in the number of seizures, with seven patients becoming seizure-free for a mean of 6.6 years. Moreover, research-
ers detected no signs of cardiac problems or pulmonary hypertension.

“The most recent report from this cohort of 10 remaining patients describes an additional 5 years of follow-up, during
which three patients were seizure-free and four additional patients had seizure-free intervals of at least 2 years,” the re-
searchers wrote.

In 2011, a second group of Dravet patients received fenfluramine for a median of 1.5 years, ranging between 3.6 months
and 5.1 years, treated with an average dose of 0.35 mg/kg/day.

Within three months of treatment with fenfluramine, the frequency of seizures decreased an average of 75%, from 15 to
1.5 seizures per month. This benefit was sustained in six patients who were treated for at least one year. Once again, no
heart problems were detected.

“The clinical profile that has emerged with fenfluramine use in this cohort of patients with Dravet syndrome, a group of
patients with seizures that are historically refractory to AED treatment, is unique both in terms of the magnitude of sei-
zure reduction and the durability of effect over long periods of time,” the researchers said.

These early results prompted two ongoing, randomized, placebo-controlled Phase 3 trials (NCT02682927,
NCT02826863), which are testing Zogenix’s low-dose fenfluramine liquid solution called ZX008 as an add-on treatment
for Dravet syndrome.

Of note, ZX008 has been used as an add-on therapy by Dravet patients in Belgium for more than two decades under a
government-sanctioned compassionate use program.

In total, 119 pediatric and young adult patients — ages 2-18 years — with Dravet syndrome were randomized to receive
either a placebo or ZX008 administered as an oral solution.

Patients received one of two doses of ZX008, 0.2 mg/kg/day or 0.8 mg/ kg/day, for 14 weeks. The daily dose was di-
vided in half and administered twice daily, 12 hours apart.

Patients randomized to ZX008 at 0.2 and 0.8 mg/kg/day showed a 33.7% and 63.9% decrease in monthly frequency of
motor seizures, respectively, compared with the placebo group.

“A [more than] 50% reduction in monthly convulsive seizure frequency was seen by 70% of patients in the ZX008 0.8
mg/kg/day and in 41% of patients in the ZX008 0.2 mg/kg/day compared with 7.5% of patients in the placebo group,” the
researchers wrote.

The rate of adverse effects was similar between the 0.8 mg/kg/day group and the placebo group — 10% and 12.5%,
respectively.

Cardiac examinations before and during treatment with ZX008 revealed no signs of pulmonary hypertension.

With this data, the published experience of the treatment of Dravet syndrome with fenfluramine now includes 100 pa-
tients who have been treated from three months to 28 years without any cardiac problems.
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Epilepsy News From Around The World

Importantly, the daily doses used in Dravet syndrome patients — 5 mg to less than 30 mg/day — are below the 60
mg/day used to treat adults with obesity, which was associated with cardiac problems and pulmonary hypertension.
“These observations suggest a positive benefit—risk profile for the use of lower dose fenfluramine in children and young
adults treated for Dravet syndrome compared with its use at higher doses in an adult population with obesity,” the re-
searchers wrote.
Based one the various clinical results, the team believes that “fenfluramine may represent a novel and effective treat-
ment for Dravet syndrome. October 16th, 2018
Patricia Inacio, PhD
https://dravetsyndromenews.com/2018/10/16/fenfluramine-may-reduce-seizures-dravet-patients-review-study/

Unplanned Pregnancy May Double Miscarriage Risk in Epilepsy Patients
Interpregnancy Interval, Conception Age Also May Play Roles

The rate of miscarriage was doubled in women with epilepsy whose pregnancies were unplanned, a survey of Epilepsy
Birth Control Registry participants found.

Among women with epilepsy, spontaneous fetal loss occurred in 35% of unplanned versus 16% of planned pregnancies,
reported Andrew Herzog, MD, MSc, of Beth Israel Medical Center in Boston, and colleagues in JAMA Neurology.

"This is important because unplanned pregnancy is very common among women with epilepsy, more common than in
the general population," Herzog told MedPage Today.

About 65% of pregnancies in women with epilepsy are unplanned, despite epilepsy practice guidelines that suggest
these women "plan pregnancies to occur when they have achieved optimal seizure control on the minimum effective
dosage of antiepileptic drugs and take folic acid supplement before conception to achieve optimal maternal and fetal out-
comes," Herzog added.

Reasons behind these practice guidelines have been evident for years: prenatal exposure to valproate (Depakote) has
been tied to autism and impaired cognitive development in children, prompting FDA warnings about using the drug dur-
ing pregnancy. And while research indicates that newer anti-epileptic drugs like levetiracetam (Keppra) or topiramate
(Topamax) during pregnancy are not linked to reduced cognitive abilities in children, a recent study showed that women
on anti-seizure medications who did not take folic acid supplements before conceiving had a substantially increased risk
of children with autistic traits.

"Discussion about the importance of planned pregnancies should be part of standard care by neurologists carrying for
teens and women with epilepsy," said Page Pennell, MD, of Brigham and Women's Hospital in Boston, who was not in-
volved with the study.

"To increase the likelihood of a planned pregnancy, the neurologist should also be directly engaged in education of the
patient and her other healthcare providers if the anti-seizure medicine prescribed interacts with hormonal contraceptives
and lowers their efficacy," Pennell told MedPage Today. "In those situations, long-acting reversible contraceptives such
as intrauterine devices should be encouraged.”

In this study, researchers conducted a web-based retrospective survey from 2010 to 2014 on women with epilepsy from
the Epilepsy Birth Control Registry. The average age of survey respondents was 28.5 years; nearly 4 in 10 had house-
hold incomes of $25,000 or less, and minority women represented 8.7% of participants.

Respondents reported that 794 pregnancies had occurred: 530 were unplanned (66.8%) and 264 were planned (33.2%).
Among 653 unaborted pregnancies, the risk for spontaneous fetal loss was greater for unplanned (n=137 of 391, 35.0%)
than planned (n=43 of 262, 16.4%) pregnancies (RR 2.14, 95% CI 1.59-2.90, P<0.001).

Regression analysis identified an Interpregnancy interval of less than 1 year and conception age under 18 or over 37
years as predictors of spontaneous fetal loss. Miscarriage frequencies were comparable among women who did and did
not use antiepileptic drugs during pregnancy.

"The Epilepsy Birth Control Registry has previously published that a substantial minority of women with epilepsy do not
use highly effective contraception despite their increased risk for having offspring with major congenital malformations,"
Herzog said. "The current findings strengthen the need for the education of patients and healthcare providers in this re-
gard."

The researchers listed several important limitations to the study, including its reliance on self-reported information not
verified by medical records. Stigmatized health information tends to be underreported, they pointed out, and it's possible
women reported fewer induced abortions in favor of miscarriage, despite survey anonymity and the option to not answer
questions about pregnancy outcome. Minority women also were underrepresented in the sample.

October 15th, 2018
Judy Geroge
https://www.medpagetoday.com/neurology/seizures/75708
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What Are the Treatment Options for Drug-Resistant Epilepsy?

Epilepsy, a common brain disorder that causes seizures, affects about 3 million adults and 470,000 kids in the U.S., according to the
Centers for Disease Control and Prevention. While medications are often effective in controlling seizures, around a third, or roughly 1
million people, with the disorder have drug-resistant epilepsy that doesn’t respond to treatment with medication. When seizures aren’t
controlled it can greatly undermine quality of life and — though most people don'’t die from epilepsy — significantly raise mortality risk,
from things like seizure-related accidental injuries to what'’s called sudden unexplained death in epilepsy. “In this condition, a person
with epilepsy dies from a seizure, sometimes witnessed and sometimes not, and no other cause than the seizure is able to explain the
death,” the Epilepsy Foundation notes. “Experimental evidence points to seizure-provoked heart rhythm abnormalities, breathing prob-
lems, or brain swelling during a seizure as possible causes.”

Even occasional seizures can limit a person’s ability to drive, be independent and live life to the fullest, says Dr. Deborah Holder, di-
rector of the Comprehensive Epilepsy Program at Children’s Hospital Los Angeles. For children, uncontrolled epileptic seizures can
also inhibit development, making it especially crucial to get those under control quickly. If a toddler experiences frequent seizures, for
example, it can get in the way of learning basic skills, be it walking, talking, reading or writing, Holder says. “Children have a critical
time where their brain is developing, and if we don’t control seizures during that critical developmental time, they may not reach those
developmental milestones,” she says.

Experts recommend individuals suspected of having epilepsy — and those for whom treatment doesn’t adequately control seizures —
go to a specialized epilepsy center to undergo a comprehensive evaluation and receive a proper diagnosis. Along with monitoring
electrical activity in the brain during a seizure with an electroencephalogram, or EEG, and performing brain scans, epilepsy centers
have specialized multidisciplinary teams consisting of neurologists, clinical neurophysiologists, neurosurgeons, psychologists, psy-
chiatrists, social workers and counselors who evaluate each patient, notes says Dr. Dawn Eliashiv, a professor of neurology at the
David Geffen School of Medicine at UCLA and co-director of the UCLA Seizure Disorder Center.

Not all seizures are caused by epilepsy, and there are various theories as to why it might be that for a sizable minority of people with
epilepsy it's drug-resistant — also called intractable or refractory. But as noted in a 2017 review of research on various hypotheses in
the journal Frontiers in Neurology, the reasons many people aren’t responsive to medication still aren’t altogether clear. Notably,
there’s an overarching concern that in some cases not enough of the medication is able to pass through the so-called blood-brain
barrier — going from the bloodstream into brain tissue — and therefore it isn’t effective in stopping seizures. There’s also conjecture
that the severity of a person’s epilepsy may play a role in the effectiveness of medications. But rather than a single explanation satis-
fying questions, as with the variable nature of epilepsy itself, various factors may contribute to drug-resistance. “You have to take mul-
tiple things into consideration,” says Bjorn Bauer, an associate professor of pharmaceutical sciences at the University of Kentucky
College of Pharmacy. “One patient’s seizures and refractory epilepsy might be different from another patient’s.” As a result, experts
say, therapy has to be individualized.

Fortunately, clinicians say patients whose epilepsy doesn’t respond to medications have other options to get seizures under control.
One key distinction that can be made with a closer evaluation, which can have implications for treatment, is whether a person with
epilepsy has focal or generalized seizures. “We have patients who have focal seizures that start in one spot in the brain and spread;
and then patients who have generalized seizures, where it looks like the brain fires altogether,” Holder explains. If, for example, a pa-
tient has a brain tumor or a brain infection, like encephalitis, that results in intractable epilepsy, traditional surgery or so-called laser
ablation — using light to destroy cells — to target focal areas in the brain where seizures start may be the answer. “If the patient is a
candidate for surgery, and we can identify the area of the brain where the seizures are coming from, then we can surgically remove or
treat that, that's a chance to cure the epilepsy,” Holder says, where surgery can render a person “seizure-free,” or stop them from oc-
curring the future. “We have very high success rates with epilepsy surgery, both in adults and children,” she adds.

Risks for brain surgery to treat epilepsy vary depending on the type of surgery. “The most common type of epilepsy surgery is removal
of part of the temporal lobe,” according to the Epilepsy Society. “Possible risks of this type of surgery include problems with memory, a
partial loss of sight, depression or other mood problems.”

In other patients it's possible to identify a seizure focus, but it may be one that can’t be removed. “An example would be if your seizure
focus is too close to your motor area or your language area and it's not safe to remove because you would leave the patient with a
deficit — they’d lose their motor skills or their language skills,” Holder explains. In such instances, there are several options involving
neurostimulation or neuromodulation, “where we treat the brain without taking part of the brain out,” she says.

One called vagus nerve stimulation involves implanting a device that stimulates the namesake nerve in the neck. “By stimulating that
nerve it sends a signal to the brain, changes the way the brain works, and seizures get better,” Holder says. She adds that the treat-
ment can be used for a person with focal or generalized seizures. Another type of neuro-modulation to specifically treat focal seizures,
where the problem area can’t be removed, is called responsive neurostimulation, or RNS. That involves placing an EEG electrode on
the brain in the area of the seizure focus, and a generator in the skull. “That little generator monitors the brain waves 24-7, and when it
[detects] a seizure, it turns on and stimulates the brain directly to stop the seizure,” Holder explains. And deep brain stimulation — a
treatment most commonly used to control tremors in people with Parkinson’s disease — is now also used in some adults with epilepsy
to control seizures. While treatments and patient experiences differ, neuromodulation can decrease seizures, their duration and the
fatigue people feel afterward. The risks for neuromodulation vary but generally include infection and bleeding. As with surgery that
stops seizures, Eliashiv notes says there’s some evidence that even neurostimulators decrease the risk of a sudden unexplained
death in epilepsy — especially patients with drug-resistant epilepsy.
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Epilepsy News From Around North America

Apart from medications, surgery and neurostimulation, another option for tackling intractable epilepsy is dietary changes. “We can
actually stop your seizures by changing the food you eat,” Holder says. A ketogenic diet or modified Atkins diet, which is a high-fat,
low-carb diet, is used. “When we switch you to one of these high-fat diets, your brain switches from using sugar for energy to using
ketones, which is a breakdown product of fat; and as long as your brain stays in ketosis, your seizures get better,” Holder says. “Two-
thirds of patients respond to this diet.”

Patients aren’t just turned out to make changes on their own, either, but closely monitored to ensure they receive all the vitamins and
nutrients they need and limit unintended ill effects. “There is a risk of kidney stones on the diet,” Holder notes. A ketogenic diet can
over time, in some people, also cause damage to the heart. “So we monitor these patients — checking routinely for labs. We also
monitor their heart yearly and their kidneys yearly to make sure that we’re not causing any permanent problems for these patients,
and if we start to see signs of that, then we alter the diet,” she says. Besides diet, other lifestyle factors can also have an impact. For
example: “A lot of seizures get worse with sleep deprivation and stress,” Eliashiv says.

More than anything, clinicians urge individuals with epilepsy to fully explore treatment options and work with specialists to find a suit-
able alternative to medication when drugs fail to stop seizures. “I still think that there is stigma associated with epilepsy,” Eliashiv says,
“and | really want patients to come forward and to know that there is hope and they can be evaluated.” Adds Holder: “That’s really
critical that anybody with epilepsy who is still having seizures get a comprehensive evaluation — and explore which option might be
best for them.”
October 10th, 2018
U.S. News & World Report
https://wtop.com/news/2018/10/what-are-the-treatment-options-for-drug-resistant-epilepsy/

New Screening Tool Can Improve The Quality Of Life For
Epilepsy Patients With Sleep Apnea

Rutgers researchers have developed a tool to help neurologists screen for obstructive sleep apnea in people with epi-
lepsy whose seizures can be magnified by sleep disorders. The study appears in the journal Neurology Clinical Practice.
Although detection and treatment of obstructive sleep apnea (OSA) can improve seizure control in some patients with
epilepsy, providers have not regularly assessed patients for those risk factors. The researchers developed an electronic
health record alert for neurologists to evaluate a patient's need for a sleep study.

This study can determine the necessity for treatment, which can result in improved seizure control, reduction in antiepi-
leptic medications and reduce the risk of sudden unexpected death in epilepsy.

OSA occurs when breathing is interrupted during sleep. The Epilepsy Foundation estimates that approximately 40 per-
cent of people living with epilepsy have a higher prevalence of OSA that contributes to poor seizure control.

"Sleep disorders are common among people living with epilepsy and are under-diagnosed," said lead author Martha A.
Mulvey, a nurse practitioner at University Hospital's department of neurosciences. "Sleep and epilepsy have a complex
reciprocal relationship. Seizures can often be triggered by low oxygen levels that occur during OSA. Sleep deprivation
and the interruption of sleep can therefore increase seizure frequency."

The researchers developed an assessment for identifying OSA consisting of 12 recognized risk factors, which are em-
bedded in the electronic health record. If a patient has at least two risk factors, they are referred for a sleep study. The
risk factors include: body mass index greater than 30 kg/m2; snoring; choking or gasping in sleep; unexplained nighttime
awakenings; morning headaches; dry mouth, sore throat or chest tightness upon awakening; undue nighttime urination;
decreased memory and concentration; neck circumference greater than 17 inches; excessive daytime sleepiness; under-
sized or backward displacement of the jaw; and an assessment of the distance from the tongue base to the roof of the
mouth.

"It was found that placing this mandatory alert for providers to screen for OSA in the EHR markedly increased the detec-
tion of at-risk epilepsy patients who should be referred for a sleep study," said co-author Xue Ming, professor of neurol-
ogy at Rutgers New Jersey Medical School. "Such screening can lead to early detection and treatment, which will im-
prove the quality of life of patients with epilepsy and OSA."

In cases that were reviewed prior to the alert being placed in the electronic health record, only 7 percent with epilepsy
were referred for sleep studies. Of those who were referred, 56 percent were diagnosed with sleep apnea. Of the 405
patients who were screened for OSA after the alert was placed in the electronic health record, 33 percent had at least
two risk factors and were referred for a sleep study. Of the 82 patients who completed a sleep study, 87 percent showed
at least mild sleep apnea.

Rutgers University
September 27,2018
https://medicalxpress.com/news/2018-09-screening-tool-quality-life-epilepsy.html
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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...




