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Saturday, April 16th, 2:003:30 p.m.
Location: TBD
(Pre-register by April 13th)

Adult Support Group Schedule

(Group meets from 1:00 3:00 p.m. in the EEA office.)
Please call the Office to advise if you will be attending.

Collective Kitchen Session 4 Wednesday, March 9, 2016 Wednesday, April 13, 2016

Friday, April 22nd, 12:303:00

EEA Office _ ] - ]

(pre-registration required) Support for Parents of Children with Epilepsy

Fun BINGO for Prizes No formal sessions are plannégde e OFr ee Member Alct i

EEA Office concerns, please contact the EEA office for support and information.
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We welcome your contributions: (780) 4889600 Fr AL s
Do you have a poem or maybe a short stqry (2% (780) 4475486 fax Facebook
page) that you would like to share with othérs. Or 1-866-EPILEPSY

maybe you have read a book from our librdry and info@edmontonepilepsy.org

want to share a review with others. If you /\ould www.edmontonepilepsy.org

like to share your wisdom, please submit|yo L,,,,,,,,,

. . . EPILEPSY
items to Sharon at our officenaildher at H m,m
info@edmontonepilepsy.org Memb@ Agenc E Ctln

TAKING ACTION AGAINST EPILEPSY ™ «

United Way

Alberta Capital Regio LinktoEAc t i o#infes On
BOARD OF DIRECTORS R Enilopey Resouree and 4. }
President ...Don Risdon Community
Vice President ...Ann Gillie
Treasurer ...Anna Tymoszejko
Secretaryé Camer on Rei d )
Executive Director ...Gary Sampley Edwmonton EP“lef‘f}/ Assoctation
Directors -at-Large:
Tammy Anast Szymon Bamburak EEA Employabilities Programs
Guy Doucette Craig Heyland Y Employment Counselling
_ _ Y Assistance with Resumes
Kim Mahe Cheryl Renzenbrink . ) ) o
Y In-office Skills Training
Anne Starreveld Brian Wilkie Y Referrals to Select EEA Partners In Employability
Michel Zielinski For Further Information contact EEA Executive Director,
Gary Sampley, 488600 or gary@edmontonepilepsy.org
STAFF

Gary Sampley Executive Director & Chief Operpling BUS Tickets Available for Members in
Officer

gary@edmontonepilepsy.org Reduced Circumstances

Sharon Otto. Program Manager & Education
Coordinator

We currently have no tickets

sharon@edmontonepilepsy.org from our 2015 allotment available in the EEA Office. We expec} to
receive our 2016 ticket allotment in midpril. When these are
Dr.SunnyKimCounsel |l or available, they can be accessed by MEMBERS with limited financial

sunny@edmontonepilepsy.org

resources who need help getting to medical appointments, EEA
CamRedVol unteer Coor di hl£Yests, food shopping, etc., and who do not have an AISH buspass.
can@edmontonepilepsy.org Call 780488-9600 or drop by to pick them up.

Now you can Donate to the EEA online !
If you would like to make either a lump sum Donation or a monthly
donation contribution to the Association by credit card, please visit our website,
www.edmontonepilepsy.org, and click on t6anada Helps Logo.
This donation program gives you the ability to instantly print off a donation receipt.

Donate Now
- |I1ruugl1
CanadaHelps,ore
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News from the EEA Office

Epilepsy Drug Shortage in Canada Worries Patients, Families

Val proic acid, used to control seizures, is on the World Health

A widely used epilepsy drug is in critically short supply across Canada, leaving patients and their family members scrambling for
alternatives.

The shortage of valproic acid, also known by the brand name Epival, began in December but has escalated recently to the point that
patients are having trouble finding any. People with epilepsy and their family members say they can't get answers about the cause of
the shortage or when it might be resolved from any of the nearly dozen generic drug companies licensed to sell valproic acid. More
broadly, the situation highlights serious problems with drug shortages across Canada i often involving older, inexpensive generic
drugs.

"It's a situation that has become quite serious and the shortage is very severe," said Suzanne Nurse, director of information and cli-
ent services at Epilepsy Ontario. "The whole stability of the drug supply is our concern."

Valproic acid is used to control seizures and is on the World Health Organization's essential medicines list, which includes drugs that
are "intended to be available within the context of functioning health systems at all times in adequate amounts, in the appropriate
dosage forms," according to the WHO's website.

Carlo Berardi, chair of the Canadian Pharmacists Association and a community pharmacist in Sudbury, said valproic acid is ex-
tremely difficult to come by, presenting a major challenge to patients.

While there are other anti-convulsants on the market, switching medications can be difficult, leading to unwanted side effects and
other health problems.

Shortages have become increasingly common in Canada due to a range of factors, including unavailability of raw ingredients, regu-
latory issues and safety problems with manufacturing plants. Some experts also speculate that money is a factor. Most of the drugs
in short supply are decades-old generic drugs that don't generate much revenue, meaning there is little incentive for companies to
make them.

Ms. Nurse and others want the federal government to bring in rules that would require drug companies to disclose when drugs are in
short supply. The previous Conservative government proposed regulations for mandatory reporting last June, but they weren't
brought into force. Instead, drug companies can voluntarily post information about shortages online at drugshortages.ca.

In an e-mail, Health Canada spokesman Eric Morrissette said the department is gathering information about the valproic acid short-
age and working with manufacturers to distribute the remaining supply.

He added that the government is committed to resolving the problem of drug shortages, but did not elaborate on whether that will
include mandatory reporting.

The Canadian Generic Pharmaceutical Association said in an e-mail that the reasons for drug shortages are complex and that the
association is committed to finding solutions to lessen the impact. Generic drug maker Apotex declined to answer questions.

Tammy Smitham, spokeswoman for Loblaw and Shoppers Drug Mart, which sells Sanis Health private-label generic drugs, said in
an e-mail that its version of valproic acid has been out of stock since October because of manufacturing issues, and that its alterna-
tive supplier has also run out of stock. New shipments are expected by mid-March, she wrote.
None of the other companies that sell valproic acid in Canada responded.

Carly Weeks

February 21st, 2016
www.theglobeandmail.com/news/national/epilepsy-drug-shortage-in-canada-worries-patients-families/article28832349/

OTHER GENERIC ANTI-SEIZURE MEDICATIONS CURRENTLY IN SHORT SUPPLY ARE:
Topirimate (Also known by the Brand Name Topamax)

Divalproex (AKA Depakote)
Lamatrogine (AKA Lamictal)
Pregabalin (AKA Lyrica)
Clobazam (AKA Frisium, Urbanol or Onfi)
Levetiracetam (AKA Keppra)
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News from the EEA Office ﬂ

What is Purple Day?
Purple Day is an international grassroots effort dedicated to increasing awareness
about epilepsy worldwide. On March 26th annually, people in countries aropnd
the world are invited to wear purple and host events in support of epilepsy aware-
ness. Last year, people in dozens of countries on all continents including Anptarc-
tica participated in Purple Day!

The month of March is Epilepsy Awareness Month in Edmonton, as proclaimed by
Mayor Don Ivesonin addition to numerous Epilepsy Awareness events
during the month, come check out our Purple Day booth at the
Old Strathcona Farmers Market, 103183 Avenue,
from 8 a.m. to 3 p.m on Purple Day, Saturday, March 26th.

Lighting Edmontonds Hi
As well, wedre turning the
brate Purple Day 2016! Thanks to an EEA initiative, the
bridge will be lit up in purple, the colour representing epi-
lepsy. Let us know about your Purple Day or Epilepsy

Awareness Month activity and you could be featured in our
next newsletter.

FREE MEMBER ACTIVITY FORYOUNG ADULTS
MARCH 22 -YOUNG ADUL TS BOWLING!

Bring a friend and makege a
Join us for a fun night of 5 pin bowling with friends with
epilepsy. If you are 189 years old and have epilepsy,
come on your own or bring a friend for some bowling fun.
No cost for bowling , but preregistration is required by March 17th.
Call 7804889600 or email info@edmontonepilepsy.org
March22,6:469: 00 p. m. Edds Rec Roolm,

Casino Volunteeers Needed

EEA is eligible for a Casino every second year. Our next casino is Sunday and Monday, June 5th gnd 6th
at Casino Yellowhead. We are currently recruiting volunteers for all shifts and positions. Previous casino
experience is preferred, but not absolutely necessary. Contact Gary at the EEA Office if you would|like

to sign up.

Like to Paint? You Can Help Us!
We are looking for Volunteers to help paint the porch and basement of our new office.
All materials will be supplied . Contact Gary or Sharon if you are interested.
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ﬂ News from the EEA Office

Edmonton Epdlepsy Association
The Epilepsy Association of Northern Alberta

In partnership with
The Adult Convulsive Disorder Clinic at the Glenrose Rehabilitation Hospital,

The Pediatric Epilepsy Unit of ]

and

I.l Alberta Health
B Services

Presents a Free Educational Forum:

OAdvances in Pediatric Epilep
(Includes Information on Pediatric Cannabis Treatment)

Dr. Janani Kassiri, Pediatric Neurologist
Laura Jur asek, Nurse Practitio

There will be a post -presentation Question & Answer period.

Thursday, March 10, 2016 6:30p.m.
Glenrose Hospital Auditorium 1023011 Ave

A FREE Light Supper will be provided

For more information or to reserve your seat, please call
780-488-9600 or toll free :866-3745377 or by email at info@edmontonepilepsy.org

_E'rai."'., The EEA gratefully acknowledges an unrestricted
/) SUNOVION educational grant from Sunovion Pharmaceuticals Canada
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News From the EEA Office

New EEA Program Beqins In May

Beginning in May,
the EEA will imple-
ment a Collective

Gardening Progran
for members.

Interested member

will be allotted their
own raised plot for

vegetable planting,
ongoing mainte-
nance and harvest-

ing and will keep the vegetables they harvest
augment their food needs.

The EEA will provide the raised plots, seeds @

plant stock and gardening tools. There will bg
plots available on a firgtome, firstregistered

basis. To register for a plot, please contact
Sharon at the EEA Office.

o

=

The EEA will be having a Fundraising Garage
Sale out of the garage behind the Office at

Date/Time Activity
March 17 ' EEA Annual General Meeting
Thursday, 5:45 1 8:00 Volunteer Recognition Event
March 18 ™
Friday, 1:00 i 3:00 pm Fun BINGO
April 16 " —_— .
Saturday, 2:00 1 3:30 pm | P1@y- "Train Travel
April 29 1
Friday, 1:00 i 3:00 pm Fun BINGO
May 15 ™ . .
Sunday, 12:00 - 3:00pm Bowling at Bonnie Doon Lanes
May 27 ™
Friday, 1:00 i 3:00 pm Fun BINGO
June11 ™ .
Saturday, 2:00 - 5:00 pm Visit to the Valley Zoo
June 24 ™
Friday, 1:00 i 3:00 pm Fun BINGO
July 17 ™ L .
Sunday, 1:00-3:00 pm Historic Tram Trip
July 29th
Friday, 1:00 i 3:00 pm Fun BINGO
August 13 ™ Annual Family BBQ
Sat., 11:00 - 2:00 pm & Social
August 26 ™
Friday, 1:00 i 3:00 pm Fun BINGO
September o
TBD Painting Class
September 30 ™
Friday, 1:00 i 3:00 pm Fun BINGO
October 21st
Friday, 1:00 i 3:00 pm Fun BINGO
October 30th N
Sunday, 11:00-2:00 Hal | oweden Pot |
November 25 ™
Friday, 1 - 3 p.m. Fun BINGO
November Weekend Movie Afternoon
TBD

11215 Groat Road on Friday and Saturday, M4
13th and 14th. Donations of saleable goods fg

December 10th
Sunday, 12:00 - 3:00 pm

Annual Christmas Lunch &
Social
(Portuguese ethnic theme)

the sale will be much appreciated.

December 23rd
Friday, 1:00 i 3:00 pm

Fun BINGO

y

-
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Epilepsy News From Around Alberta

Young EEA Member Looking For Support

My daughter, Tianna Lizotte,is a 13 year old Metis girl from
the small northern townFort Vermilion, one of the oldest

towns in Alberta.She is currently fundraising to compete in

the teen category of Miss Canada Globe 2016. In this pag-
eant, Tianna will speak to an audieradgout a charity of her
choosing. For Tianna, it was easglomose a charity to raise
awareness for and to fundraise for. Tianna does not suffer
from epilepsy and has only had one seizure in her life due to a
high fever. However, she is very familiar with the condition.

/ u § d] vv [* *§ %o U Z]lo CU Jv 1i1AX , <u] loC ( oo ]Jv o}A
with Tianna, and took her as his own. Riley always encour-

aged Tianna not to be shy and to have fun in everything she

did. To Tianna, Riley was the best dad ever! They would go

quadding, skating, and fishing, amongst many other things.

Riley taught Tianna how to solve math problems, bake, color

and even taught her how to ride a bike. Tianna looked up to

this new father figure in her life and loved him like any daugh-

ter loves their father. Riley spoiled Tianna as much as any

father does.

Over the years, Riley, Tianna & | would travel the 8 hours

from our hometown of Fort Vermiliortp Edmonton, to visit

numerous doctors and specialists because Riley suffered from

multiple « JIUE «X d] vv A]Sv e« Z]o C[e * ]JIUE » }v
weekly basis. She was very familiar with what they were and

how to handle a person having a seizure. Although she was

still young, she was educated by experience. Riley was pre-

scribed medication to help lessen his seizures but he was not

e JIUE (E X Z]o C[* » JIUE « v A E *8}%% Z]Ju (E}u ]JvP
himself, loving his family and taking jumps with his quad or

dirt bikes. Tianna tagged along on many of these quadding/

dirt bike adventures. He purchased Tianna her very own quad

so she could ride alongside him. He was a huge part of her

life.

/v 1116U d] vv [+ E}3Z & ZC E& A+ }EVX /§ A+ E}uv 3Z]-
§lu 3Z 8 A A E o0 ¢]88]vP E}uv A 3§ Z]vP 38Z s] 8}E] [-
Secret Fashion Show. Tianna was only 6 years old at the time.

NZ [ e vS8Z s]S}IE][-" &S vP oe }u }us v (5 &
staring at the TV for a few moments, she said to Riley "Daddy

/ A vs §Z}e AlJvPeU Vv C}p PHC u SZ uM_X [ o pPZ T3
Riley replied "You will get those wings my baby, you are more

pretty than all those girls". It was sweet, something any par-

ent would tell their child. Tianna was proud and smiled as she

watched the rest of the show. Every year after that, it was a

must watch.

Riley suffered with seizures, but you could never tell. He never stopped his high risk life style of quadding & ridingikesadihigh speeds. He was
dubbed "wild one" and rambunctious. He was known to never give up or back down. Rilaypaientof the Adult Epilepsy progm at the University of
Alberta Hospital and although sometiméised & reluctant, he would drive 8 hours and made every appointment. In November ®ile®,was scheduled
to begin a program for surgery on his frontal lobe to help lessen or stop the seizures. However, in May 2012, Riley stictusnbedss.

It was hard on our family and on people that knew him personally. Fort Vermilion is a small town, so everyone knewdrieway ©r other. Riley
enjoyed life regardless of his seizures and it taught Tianna & Ryder to also enjoy life. He is forever in our hearts.

/ }v-% 8Z]vlidlvv A E (JEP}s Az 35z CE C + ] 38} Z E 3§Zlthas lipen-over 3iedsirce Rilpydgitas. Tranma isE 3 X
VIA ii C Ee+}o Vv 03Z}uUPZ +3]o0 3}} C}uvP (}E s] 8}E] [+~ E 3U «Z A]kinghesagoypEhastilz E E
wants those wings. This is the beginniagd a small step in her journey to getting them. Tianna needs to raise $3000.00gtiti& fwardrobe expenses

to enter Miss Teen Canada Globe. We feel that this pageant will be a great experience for her and may open door®fondélre way she wishes to

raise Epilepsy awareness & fundraise for the Edmonton Epilepsy Association in memory of Riley. If you would like tadcaatéing her page on

Facebook for upcoming events. SearEianna Paris Leigh Lizotte for Miss Teen Canada Globe.

March - April 2016 Page 7



