
It is with both heavy 
and happy hearts that 
the Epilepsy and Sei-
zure Association of 
Manitoba (ESAM) an-
nounces the retirement 
of our long time Execu-
tive Director, Phyllis 

Phyllis has served 
ESAM for the last two 
decades and has had an 
instrumental impact in 
the lives of hundreds of 
Manitobans. On behalf 
of all Manitobans who 
live with epilepsy, a  

seizure disorder, or 
who has a family mem-
ber that does, we wish 
Phyllis continued 
health and happiness in 
her retirement. 

-Board of Directors 

News From the ESAM 

ESAM Welcomes New Executive Director 

 

The Epilepsy and Seizure Association of 
Manitoba would like to welcome Sara Bet-
tess as our new Executive Director of our 
association.  Sara is a social worker who 
comes to us with over a decade of experi-
ence working with  Corrections Canada 
providing counseling, programming and 
support services. Please phone, email, or 
message Sara on Facebook and help us 
welcome her to the Association.  

-Board of Directors 

 Our new website is up and running!  Thank you to Stan, our tireless website 
volunteer for all his hard work! 

Come find us as http://www.manitobaepilepsy.org   E
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Hundreds Rally in Ottawa against proposed Canada Post changes 
Accessibility, privacy concerns surround move to community mailboxes 

E PILE PSY  E DU CA T OR  

 Jan 26, 2014 — Hundreds of postal workers and supporters rallied in downtown Ottawa Sunday afternoon, saying 
there have to better ways to correct Canada Post’s finances without stopping urban door-to-door delivery and elimi-
nating thousands of jobs. 

Canada Post announced in December it will phase out urban home delivery over the next five years, replacing it 
with the community mailbox system currently used in rural areas.   

They also said they’ll be eliminating 6,000 to 8,000 jobs through attrition, as 15,000 employees are set to retire or 
leave the company, and raised the price of a stamp to 85 cents if bought in bulk. 

More than 1,500 people marched from Ottawa’s Dundonald Park to the Prime Minister’s office across Parliament 
Hill to call for other solutions to a projected $1 billion deficit by 2020. 

“I’m flabbergasted, we’re reducing services to hard-working, tax-paying Canadians which I think is just wrong,” 
said Enrico Carfagnini, a Montreal-based employee who said he’s been carrying letters for 11 years. 

“As a letter carrier, I enjoy being in the fabric of a community. People may think it’s very little but I can advise 
people if their dog has escaped, if they’ve left their keys in their door, if they’re developing a flat tire in their car in 
their driveway.” 

“These are all very small things but I think things that people appreciate.” 

“I don’t normally come out [to protest] but I feel these changes are terrible,” said Brian Hardy, who’s been a letter 
carrier with Canada Post for 28 years. 

“What [Canada Post CEO Deepak] Chopra wants to do is slit Canada Post’s throat by raising the price of the 
stamp.”  

Canada Post spokesperson Jon Hamilton said they’re continuing to ask for feedback on how they can cut into their 
deficit and deal with what the government says is a 25-per-cent drop in mail volume over the last five years. 

“We’ll continue to talk with Canadians across the country, we’ve announced what we intend to do but we continue 
that dialogue, we continue to meet with a number of folks with ideas on how we could make adjustments, “ he said. 

“We know when we move to community mailboxes in some of the more dense urban areas that’s going to pose 
challenges we haven’t dealt with before.” The Canada Post Union of Postal Workers  said it’s been putting forward 
ideas.  

“There’s a vast network of post offices across the country, they should be looking at offering services other parts of 
the government have discontinued or just aren’t available in the rural communities,” said George Floresco, a nation-
al vice president for CUPW. 

“It’s a matter of actually putting your mind to it. All the government and Canada Post are doing is looking at cutting 
jobs and cutting service but charging people more for less.” Hamilon said the elimination of positions won’t result 
in job losses, just roles that won’t be filled as they’re left vacant. “We’re at the point now where mail is in such a 
decline that we need to make changes to the business in order to protect the postal service that we all depend on,” 
he said. “Canadians are showing through their changing habits and the changing ways they use the  mail system 
they see a future for us, it’s more about parcelts. Less mail in the box and more boxes in the mail.”  

CONTINUED ON PAGE 3 –Hundreds rally in Ottawa... 

 

 

______________________________________________________________________________ 
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“This is about jobs for the future,” Floresco countered. “There’s a lot of people who want to have decent paying, full-
time jobs in the future and by getting rid of these jobs it’s just going to hurt the economy and there will be people who 
never jet these jobs down the road.” 

Much of the concern about the move to community mailboxes in urban areas was around accessibility issues on Sun-
day.  “I’ll lend my wheelchair to the people at Canada Post...just do 50 feet with a wheelchair during the winter. I can’t 
do two feet. It’s too cold with snow and ice,” said Marie-Claude Desrosiers of Terrebonne, Que. “At home, my mail-
box is 20 feet from my door but during winter I can’t do it myself because snow and ice [makes] it too cold forme. My 
boyfriend has to go and get them all.”  

Privacy was also brought up as  thousands of incidents have been reported at community boxes in western Canada.  
“One day I went to get the post and all three of the sections of the superbox were opened to the weather, unlocked and 
had letters in every single slot, “ said Ottawa’s Heather Stetcher of an incident three years ago. “What was delievered 
to me that day? My brand-new bank card. That was a Monday. What had been delivered on Friday? My several-
hundred dollar tax refund cheque. If the refund had been delivered one post office day later, I would have had my iden-
tity and money stolen.”  

Canada Post has said that first communities that will switch to community mailboxes will be announced in the second 
half of this year.  The CUPW said it will continue its campaign against the planned changes until the federal election in 
2015. 

____________________________________________________________________________________________ 

Source: www.cbc.ca/news/canada/ottawa/hundreds-rally-in-ottawa-against-proposed-canada-post-changes-1.2511896 

 Postage prices are going up in 
March 2014. To mail a regular 
sized letter, up to 30 grams, the 
price of a stamp will rise to 
$1.00 if a stamp is purchased 
individually, and 85 cents if 
the stamp is purchased in a 
bulk coil or book. As a charita-
ble organization, much of our 
communication is done 
through regular mail. Our 
newsletters are mailed out via 
regular post, as are our dona-
tion requests, receipts, re-
source kits, and brochures. 
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Hundreds rally in Ottawa against proposed Canada Post changes 
Continued from page 2 

What Rising Postage Costs  Mean for the ESAM 

We’d like to offer a digital alternative to 
the paper newsletter.  We will still mail 
out the paper newsletter should you wish 
to receive it in this manner, we are not 
discontinuing the paper newsletter. 

However, we are hoping that some mem-
bers may wish to receive the newsletter 
and other communications from the 
ESAM via email, which would help keep 
our postage costs down. On your mem-
bership renewal form, there is a spot to 
select which option you prefer.  

If you have access to a computer and the 
internet, email is also a very quick and  

 convenient way for the ESAM to 
keep you updated about upcoming 
events, such as the AGM, support 
groups, Christmas gathering, as 
well as upcoming fundraisers.  

We will not give out nor sell your 
email address or contact infor-
mation to anyone.  

If you are interested in receiving a 
digital copy of the newsletter, 
please remember to select that 
option on the membership form 
enclosed.   



January 16 2014-Hal Hodson 

Living with epilepsy is hard at the 
best of times, but in poor countries 
where the disorder is often poorly 
understood and treatments are 
scare, it can be deadly. Bhutan, a 
country of nearly a million people, 
doesn’t have a single neurologist, 
for example. But a new project, 
funded by the Canadian govern-
ment, aims to use a standard An-
droid smartphone to help diagnose 
epilepsy anywhere. 

 

The Bhutan Epilepsy Project will 
use a portable brain scanner devel-
oped by Jacob Eg Larsen and Arka-
diusz Stopczynski at the Technical 
University of Denmark, near Co-
penhagen. The system consists of a 
smartphone and simple electrode 
skullcap to monitor brain signals. It 
performs electroenceophalography 
(EEG) without any bulky medical 
equipment.  

 

Neurologists are currently testing 
the device in clinical trials on peo-
ple with normal brains and people 
with brain abnormalities. The work 
is taking place in Boston, Massa-
chusetts, and in Copenhagen. Meas-
urements made by the smartphone 
EEG will be calibrated against read-
ings from standard equipment. 

 

Once these trials are complete, a 
team will travel to Bhutan, where 
they will work with psychiatrists at 
the National Hospital in Thimphu, 
the nation’s capital. 

 

Farrah Mateen, a neurologist at 
Massachussets General Hospital 

and one of the project’s leaders, 
says mobile epilepsy diagnoses will 
be particularly beneficial for young 
children, whose seizures often take 
different forms to those of adults, 
with many small, non-violent sei-
zures every day that can be mistak-
en for not paying attention.  

 

“Absence seizures, or petit mal sei-
zures are more like staring spells 
and are particularly important. Kids 
can be accused of not paying atten-
tion in school, but they’re actually 
having epilepsy. If those can be 
caught, it’s great,” she says. 

 

Bhutan is not the only country 
where mental health is largely ne-
glected. A study in the Lancelot 
published in 2012 found that epilep-
sy is particularly common in poor 
areas of the world, and that people 
suffering from the disease in such 
places are more likely to die than 
people in the rich world, as it often 
goes untreated.  This is despite the 
fact that medication for treating 
epilepsy is cheap and widely availa-
ble. Among other things, the study 
suggested that the situation could be 
improved through better diagnoses-

exactly what the Bhutan Epilepsy 
Project aims to do. 

 

Jerome Engel, a neurologist at the 
University of California, Los Ange-
les, says that while EEG is a useful 
tool, it’s also easy to misinterpret 
the results of the test if physicians 
are not properly trained. “If this is 
to be done on a broad scale there 
needs to be careful controls,” he 
says.  

Engel says educating people about 
epilepsy is the first and most im-
portant step to improving condi-
tions for those living with it in de-
veloping countries. A portable de-
vice like that piloted in the Bhutan 
project could help with that effort, 
by giving doctors a tangible way to 
show how the disease affects the 
brains of those who suffer from it.  

 

The Technical University of Den-
mark’s system is not the only one 
aiming to read the brain with 
smartphones. Keita Honda and 
Suguru Kudoh of Swansei Gakuin 
University in Hyogo prefecture, 
Japan, presented Air Brain at the 
BodyNets conference in Boston in 
October of last year. That system 
aims to correlate human activity, 
measured with the sensors embed-
ded in any smartphone, with the 
brain activity readings obtained 
through mobile EEG.  

_________________________ 

Source: 

http://www.newscientist.com/
article/dn24887-smarphone-eeg-to-

diagnose-epilepsy-in-poor-
nations.html 
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Smartphone EEG to diagnose Epilepsy in poor nations 
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Clobazam Rash: New Warning for an Old Drug 

Jan 28, 2014-Andrew N. Wilner, MD— On December 3, 2013, the US Food and Drug Administration (FDA) is-
sued a drug safety communication warning of "rare but serious" skin reactions from the antiseizure drug clobazam. 
[1] These included Stevens-Johnson syndrome (SJS) and toxic epidermal necrolysis (TEN). 

Clobazam received FDA approval for the add-on treatment of seizures associated with Lennox-Gastaut syndrome in 
adults and children aged 2 years or older on October 21, 2011.  

The FDA identified 20 cases of SJS and TEN associated with clobazam from its Adverse Event Reporting System 
(AERS) database. [1] A single additional case came from the literature. Approximately 31,000 patients have received 
clobazam since its approval in 2011, which suggests a rate of at least 20 cases per 31,000 users, or 6 cases per 
10,000 users. Because not all cases may have been reported to the FDA, this calculation probably represents an un-
derestimate. 

Two deaths occurred, one of which was "possibly" related to clobazam. One case resulted in blindness, and all re-
quired hospitalization. Although nearly all patients (19 of 20) had taken other drugs associated with SJS or TEN, 
such as antiepileptic drugs (n = 18), antibiotics (n = 3), or sulfasalazine (n = 2), a strong temporal relationship 
(within 2 months) for 14 of the 17 cases that had timing information strongly implicated clobazam. One patient de-
veloped TEN with clobazam monotherapy. Many patients improved after clobazam was stopped. The FDA advised 
that patients taking clobazam should seek immediate medical treatment and talk to their healthcare professionals if 
they develop rashes, blistering or peeling of the skin, mouth sores, or hives. [1]

 

It is not unusual for serious reactions to become apparent shortly after an antiepileptic drug's approval. For exam-
ple, an FDA warning about blue-grey skin discoloration ( blue person syndrome) and retinal changes due to ezoga-
bine was announced less than 2 years after the drug's FDA approval.  Presumably, infrequent adverse events re-
mained undetected before drug approval because of the relatively small numbers of patients included in clinical tri-
als. 

What is peculiar about this report of serious rash with clobazam is that clobazam is not really a new drug. It has 
been used for epilepsy treatment for more than 35 years! In 1978, Henri Gastaut reported that clobazam was effec-
tive against epilepsy, a finding later confirmed by further studies. [3] An extensive review of benzodiazepines in the 
treatment of epilepsy, including clobazam, failed to mention any incidence of rash. [4]

 

A more recent review [5] of clobazam published in Atlas of Epilepsies, a 3-volume textbook, stated, "Clobazam has 
no severe side effects...the side effects reported often are: drowsiness, dizziness, poor coordination, drooling, rest-
lessness and agressiveness, and sialorrhoea." No mention was made of rash. The safety evaluation from 68 patients 
who were enrolled in the pivotal randomized, double-blind dose-ranging study of clobazam as adjunctive therapy 
for drop seizures in Lennox-Gastaut syndrome did not include any patients with life-threatening rash. [6] Indeed, as a 
class, benzodiazepines rarely cause rash. [1]  

Clobazam received FDA approval for seizures associated with Lennox-Gastaut syndrome in 2011 and is an im-
portant adjuvant therapy for this difficult-to-treat condition. However, SJS and TEN are potentially life-threatening 
adverse reactions associated with clobazam. The risk is greatest in the first 8 weeks or when stopping and starting 
therapy. Unless clearly due to another cause, the development of a rash should trigger immediate discontinuation of 
clobazam, albeit with provisions for seizure control and possible withdrawal symptoms. 

The fact that clobazam has been in use for so many years without recognition of these dramatic skin rashes defies 
ready explanation. Does the current formulation of clobazam contain another ingredient that induces rash? Or could 
it be that the FDA's assiduous collection of adverse events through its Medwatch program and vigilant analysis sur-
passes the efficacy of all other postmarketing reporting systems worldwide? If so, thank you, FDA. 
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Source: http://www.medscape.com/viewarticle/819562?src=wnl_edit_tpal 
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On January 11 2014, the Brandon 
and area support group held a 
Chuck-A-Puck fundraiser at the 
Brandon Wheat Kings home game 
against the Prince Albert Raiders in 
an effort to raise money for the Epi-
lepsy and Seizure Association of 
Manitoba.  

During the fundraiser, fans were 
encouraged to purchase a numbered 
sponge puck for $2.00 and at the 
end of the second period, everyone 
who had purchased a puck threw 
them onto the ice and the puck that 
was closest to the centre ice won a 
prize. This year, Ashley Furniture 
in Brandon donated a $200.00 gift 
card to the cause.  

It was a very successful night as 
$440.00 was raised for the Associa-
tion and the Wheat Kings won the 
game 5-2. Everyone had a great 

time working the tables, selling the 
pucks, and cleaning them off the 
ice.  

Great job everyone!!! 

Cassidy’s goal is for people every-
where living with epilepsy to know 
they are not alone.  

 

What Can You Do? 

Wear purple on March 26th for Pur-
ple Day and encourage others to do 
the same. 

Hold a Purple Day awareness party 
or fundraising event on or before 
Purple Day.  

 

Talk to people in your neighbour-
hood, your office, your school, your 
local community centre. Spread the 
word about Purple Day!   

 

March 26th 2014 is Purple Day! 
 

What is Purple Day?  

Purple Day was founded in 2008 by 
nine-year old Cassidy Megan of 
Nova Scotia, Canada, with the help 
of the Epilepsy Association of Nova 
Scotia (EANS).  Cassidy chose the 
colour purple, after the international 
colour for epilepsy, lavender. The 
lavender flower is often associated 
with solitude, which is representa-
tive of the feelings of isolation 
many people affected by epilepsy 
and seizure disorders often feel.  
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Brandon and Area Support Group Fundraiser a Huge Success! 

Purple Day 2014 

Have an idea but need some help 
organizing? Call the Epilepsy and 
Seizure Association, we’d love to 
be involved in your Purple Day 
event!  



January 19 to February 28, 2014 

Have Fun – Get Fit – Help out 

Win the Grand Prize of Dinner and Tickets for four 
to a Jets Game. 

The prize will be awarded to the individual or team 
member who raises the most money in pledges by 

February 28, 2014 

Walk Jog, or Run the 42-kilometre distance of a marathon over 
any two-week period from January 12 to February 28, 2014  

Enter as an individual with a minimum $25 pledge, or as a 
team of 5 for a $100 pledge. Tax receipts will be issued 
for all online pledges. Hand written pledges of $10 or 
more receive a tax receipt. 

Proceeds will be used to provide diagnostic equipment for 
the Paediatric Seizure Clinic at the Health Sciences Cen-
tre, and to support the programs of the Epilepsy and Sei-
zure Association. 

For more information, or to enter on-line go to our web site 
www.manitobaepilepsy.org. Or call Sara at 204 783-0466  

There is still time to enter!!! 

4-1805 Main Street 
Winnipeg Manitoba 

R2V 2A2 

EPILEP SY AND SEIZU RE 
ASSO CIATION OF MA NITOBA  

Phone: 204-783-0466 
Toll Free: 1-888-780-3726 

Fax: 204-784-9689 
Email: 

epilepsy.seizures.mb@manitobaepilepsy.org 

Events and Fundraisers 

Anxiety Disorder Association of Manitoba to Attend February Support Group 

Join the Anxiety Disorder Associa-
tion of Manitoba to explore the 
many types of anxiety including 
Panic Disorder and Social Anxiety 
Disorder. Learn about different as-
pects of anxiety and discover treat-
ment, resources and how to help 
someone with anxiety.  
 

 

Kellie Rudy will from the Anx-
iety Disorder Association of 
Manitoba will be attending the 
ESAM support group in Febru-
ary to facilitate a presentation 
on anxiety.  
Need more information? Feel free 
to contact the office at 204-783-

0466 or epilep-
sy.seizures.mb@manitobaepileps
y.org 

Location: ESAM  
#4-1805 Main Street 
 

Date: February 12, 
2014 

 

Time: 1:00PM-2:30PM 
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http://www.manitobaepilepsy.org


 

ESAM Charity Poker Tournament 

The ESAM is holding a Charity Poker Tournament. There are still tickets available for the tourna-
ment.  Proceeds  will go to support the Epilepsy and Seizure Association.   
 

Date: February 28 2014 

Location: Hudson Room, McPhillips Street Station Casino 

Time: Tournament will start at 7:00PM SHARP 

Tournament Format: Add-on/Re-buy 

Ticket Price: $60.00 

To buy tickets please contact:  
Adam: 204-782-3536  

Sara: 204-783-0466 

Email: epilepsy.seizures.mb@manitobaepilepsy.org 

Gladioli Corms Fundraiser 

With all the snow on the ground and the polar weather, it 
might be difficult to imagine that spring is on its way. What 
better way to get into the spring mood than to help support the 
Epilepsy and Seizure Association of Manitoba by purchasing 
some gladioli corms? 

 

The Corms will be jumbo. Sold in packages of 10 for only 
$5.00.  
This year, the Board selected Blue Sky, a blue with a lighter 
center, and Royal Sea, a deep purple with a lighter hue to-
wards the centre.  
Each package of corms will contain 5 of the Blue Sky and 5 
of the Royal Sea. Colour pictures will soon be posted on the 
website. 
Corms will be available at the end of March, so place your 
orders now! 
If you would like to order gladioli corms, or if you have any 
questions about ordering, please contact Sara at 204-783-0466 
or epilepsy.seizures.mb@manitobaepilepsy.org 
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