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Seizure Freeand Drug Free - Is it Possblefor You?

Threeyeas? Fiveyeas? If youare someone living with
epil epsy whohasnat had aseizurein yeas, It may betime
to be not only seizure-free bu epil epsy drug-free & well.

I I ow long has it been sinceyour last seizure? Two yeas?

Let’s faceit, epilepsy medications can be pretty rough on some
people. Side dfeds vary from the mildly aggravating to the
downright nasty. Taking meds multiple times a day is
inconvenient. Not to mentiontherisksinvolved if someonewants
to get pregnant.

It'seasy to understand why anyonewhois well controlled would
want to find out if they may be able to come off their epil epsy
medicaions. In some caes, this can be acomplished.

Thefoll owingfadorsareguideli nesin determining whether or not
youmay be ableto begin the processof working with your doctor
to wean off your drugs.

. You have not had a
seizurein 2 yeasor more.

. Y oumostly haveonly one
type of seizure

. You developed epil epsy
asa dild or teenager.

. You had orly a few
seizures before starting
treament.

. Your seizures were easy to

control with initial drug
therapy using only one

medicaion.
. Your eledroencephalogram
(EEG) isnormal.
. Brain scans (MRI or CT scen) do

not show any obvious abnamaliti es
or structural brain dsease.

. Y ouhave atype of epil epsy that tends
to go away (remit), such as benign
focd childhoodepil epsy.

Aswith most thingsin life, there are no guarantees. Even people
who med &l these fadors will sometimes have more seizures.
What's even more annoying is that no one can predict when they
might occur.

A dedsionabou whether to stoptaking seizure medicines shoud
only be made dter a long conversation with your neurologist.
Discussall therisks, talk abou all the fadtors both pro and con.

What aretherisksinvolved in weaning off my drugs?

. The chancefor bre&throughseizures which could result
inavariety of consequences such aslosingyour driver's
licence, physicd injury, and apotential for lesscontrol if
you return to your medication afterward.

And the Benefits?

. Freedom from epilepsy drugs, from side dfeds, from
making sure pill s are taken on time, from the financial
cost of the medications, and most of all, the oppatunity
to have true freedom from seizures once and for all.

If you dodeddeto procee, the doctor will usualy work with you
sedngthat your medicaion isreduced slowly over 2 to 6 months.
Y our doctor may advise you not to drive for several months after
you begin withdrawingthe medicaion—you areat highest risk for
aseizureduringthistime. Most relapsestend to happenin thefirst
yea after you stop taking medicaion if they are goingto happen
at all.

Do not reduce your medication dosage or stop taking your
medication without first consulting your doctor. Even if you
have not had a seizure in several years while on medication,
stopping treatment may not be an option for you.

Pamela Anstey
Information Officer, ENL, August 2006
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From Pam’s Pen

n the course of my work, | tend to encounter people who don’t understand epil epsy, or who

I don’t want to understand it. This can be frustrating. If | had my way | would sit everyone

inthe provincedown and explain what seizuresare al about, and what to doif one happens.

However, every now and again | encounter somethingthat leaves me picking my jaw up off the

floor and shaking my head in absolute disbelief at the depths some people can sink to in their
treament of people with epil epsy.

Not solongago | receved acdl from atroubled social worker who had aquestion for me. She
said that two separate spedal neads clients of hers lived in two separate group homes. The
family of one client, and the suppart workers of the other cli ent had ead requested the purchase
of arestraint whedchair for theuse of theindividualsintheir care, and she wanted my opinion
on whether thiswas atypicd course of treament for individuals with epil epsy.

Thoroughy puzzled, | asked her if her clientshad mohilit y issuesand needed whedchairsto get
around. She told me no, that they had no mohility problems, but that the requests were made
because bath groups felt it would be safer for the individuals to be in awhedchair, so that IF
they had a seizure, they wouldn't fall and injure themselves.

Havethese peoplelost their senses?! The family and care workers wanted to confine perfedly
mobil eand atherwisehedthy individual stoawhedchair - PERMANENTLY! Not becausethey
nealed it, but because it would be “safer”. Uh huh.. Safer for whom? Certainly not for the
individuals with epil epsy who, after being restrained in a whedchair day after day would no
doubt end up losing their ability to walk simply due to muscle atrophy. No, not redly safer for
anyone. But awfully handy for the family and suppart workers don’t you think?

How can peoplewho suppasedly carefor theseindividual seven consider somethingso unethica
for the sake of, what amounts to, pure convenience for those aound.

If nothing else, it is acwunts like these that strengthens my resolve to DO SOMETHING, to
make people understand, and to hopefully make things better. Care to join me?

Pamela Anstey
Information Officer

Disclaimer

The materials contained in the Epil epsy Newfoundand and Labrador newsletter are to provide general
information about epil epsy to the public. The information presented is not intended as medicd or legal
advice Epilepsy Newfoundand and Labrador, its employees, board members, medicd advisors,
volunteas, agents and sponsors do not asaume resporsibility for inacairadges or omissons or for the
consequences from the use of the information oliained in this newsletter. Epil epsy Newfoundand and
Labrador isnot liablefor any outcome or damages resulti ng frominformationin either adired or indired
form. We reaognize that ead individual's experience of epilepsy is different. Consult your physician
and/or neurologist with any questions you have.

People with epilepsy should never discontinue anti-epileptic medications or make changes in
activities unless pedfically advised to do so by an attending physician.
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Flying High - A Story of Hope and HopeAir

our famili es, knowing that no matter what there will be

bumps along the way. We hope the best for our selves,
knowing that sometimes we may fail. We hope the best for our
hedth, believing that if we need medicd attentionit will bethere
for us.

I Iopeisaslippery thing sometimes. We hope the best for

But what happens when the help is there, but it is
just alittl e out of rea?

Cody is a typicd eight yea
old little boy who likes littl e
boy things. Helovestolaugh
and play and is mostly just
like anyone dse.

Cody has epilepsy.
Small seizures mostly, »>
but seizures just the ' 't
same. Thetype he has %
are cdled Absence

seizures, which many

people still know by their older
name of Petit Mal seizures.

Absenceseizurescanlook like staring spell sor daydreaming. For
afew seconds he will simply stop everything and stare straight
aheal, not redly sedng or heaing anything that is going on
around him, or even respondng if someone is talking to him.
They may not seam al that significent. A few seconds here and
there. But theredity isthat Cody can have upwards of twenty to
thirty of these aday, causing red frustration,and red problems.

Over the yeas Cody’ s parents have worked with their doctor to
try and get the best care posshble for their son. But it’s not easy.
Finding the right epil epsy medicationto control seizurescan bea
challenge at the best of times. In Cody’s case it was even more
difficult. Why? Becaise Cody and Hs parents live in Wabush,
Labrador.

In theory, of course, it shoudn’t matter where you live in this
provincewhen it comes to accessng necessry hedth care. But
theredity isthat sometimesit does make adiff erence For Cody,
it was abou to make the diff erence between getting to seethe
spedadlists he needed to seg or keeping on just as he was, with
multi ple seizures ead and every day.

In mid-Jure | recaéved a cdl from Cody’s mom Stella. She was
looking for advice Cody had appdntmentsto seespedalistsin
St. John's at the end of July. She was nat sure how they were
going to manage to make it.

Stella explained to me @ou something | had never redized
before; that even for medicd reasons it is astronamicdly
expensive to fly within this province between Labrador and the
Island.

Almost $900per person!! | could berely believeit. A hou long
flight, necessry for the hedth, well being and future of alittle
boy would cost the family nealy $2000 Surely this must be a
mistake. Don't airlines have spedal prices for necessary trips?

It was no mistake. That WAS the medicd rate. | told Stella |
would do whatever | could to make sure that Cody saw the
spedalistsheneeded. | just wasn't so surewhat that might be yet.

I mulled it over for a coupe of days, contemplating diff erent
options and posgbiliti es. And then ore day, while | was eding
dinner it hit me. Inthe middle of my med | got upand dashed off
to my computer. My husband thought | was losing it. | had
remembered a program someone had mentioned to me yeas
before; a program cdled HopeAir. If | wasright, it might just be
the answer we had been looking for.

| wasright. Thereit waswww.hopedr.org. Their sitesaid it all:

“Our visionisto ensure that no Canadan forgoes medical care
duetoaninahlitytoaffordair travd. To achieveour misson,we
arrange freeflights to recognized health faciliti es for medical
treatment unavailable in a patient's home mmnunity.”
(www.hopedr.org)

| went into the off icethe next morning bourcing, just barely able
to wait till adeceant hour to cdl Stellaand let her know. When |
did reat her, we were bath halding our breahs that this would
work. She set off to make the applications and get the necessary
paperwork, and | sat here and crossed my fingers.

Oneweek later, we had the news, they were approved! With orly
asmal processng fee HopeAir would fly both Stella and Cody
roundtrip from Wabush to St. John's, cost freefor the tickets.

| could hea the relief in her voice The relief that comes from
wanting something so badly, and worrying for weeks; and nav
finally, that hope which had held onfor so long, becanearedity.

Cody ended upsedng al thedoctorshe needed onhisvisit. They
have increased his medicaions, bu there has been only alittle
change in his seizures. He will be visiting them again in
September.

If you would like more information abou HopeAir, visit
www.hopedr.org or cdl 1-877-346-HOPE (4673

Pamela Anstey, Information Officer, ENL, August 2006
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My 2 CentsWorth - A Member’s Experiences

Thefollowing isa personal account of one member’s
experiences with epilepsy. Every person’sjourneywith
seizuresisdifferent. Would you like to share your’s? Please
contact Pam at 1-866-EPILEPSY.

system charaderized by loss of consciousness and
onvulsions'. Sounds fairly straightforward, or is it? |
guessthat would depend an whom you talk to. If youtak to a
person who has never experienced first hand an epileptic
convulsion, this may very well be their understanding of the
disorder. However if you talk to someone who tes either first
hand experienced themselves, or has seen with there own eyesan
epileptic convulsionthey may defineiit alittl e diff erent.

Ezilepsy is defined as "a disorder of the central nervous

Epil epsy isnot only adisorder of the central nervous system; it is
aso alife atering disorder as well. Many people that have been
diagnased with epil epsy will tell youthat it changed their livesfor
good. It's nat just a matter of having a @wnvulsion a losing
consciousness it'samatter of atering your lifeto minimizeyour
risk of having a seizure. A person dagnosed with epil epsy must
make HUGE sacificesin their livesin order to control to the best
of their ability the disorder. For some people it only means only
minor changesto their lifestyle, but to otherslike myself it means
making major life dtering changes.

| was diagnosed with epilepsy when | was 16 yeas old after
having a convulsion in the science lab, and keing rushed to
hospital. Y oucanna imagine how devastating it wasto hea those
words from my doctor's mouth "1 think it may be epil epsy”.

"Epilepsy, what do umean epilepsy?’ | asked. At 16yeasold |
had no ideawhat epilepsy was. He goes on to explain that the
eledricd impulsesin my brain are not working properly, and that
messages are getting mixed up,which is what causes a seizure.

"So what do | do abou it?" He tells me there ae afew options
that we can explore when it comes to surgery, as well as the
various medications and combinations of medications that | can
try to control the disorder.

"This al soundsfine an dandy, but what's the bottom line doc?"
Bottom line - you're not going to be ale to consume dcohdic
beverages other than social drinks, you will have to be on
medicaionfor therest of your life shoud youopt not to havethe
surgery, you'r e going to have to make sure you get an adequate
amourt of sleg every night .....

"Hold up doc, I'm 16 yeas old and you're telling me that | am
never going to be able to go out pulli ng all-nighters drinking and
partying with my friends, or that | can't pull exam cramsthe night
before finals. You're telling me | can't be anormal teenager.
What did | ever dothat was 9 bad to deserve this?"

After atrip to the Janeway for a CAT scan and a EEG it was
officia, | had epilepsy. Because epilepsy varies so widely, the
effedsthat it has onan individual's body andlife can range from
mild and relatively minor to extremely serious and debilit ating.

Mineseemedtofall onthelatter endof the scde. | wasdiagnosed
with having Grand Mal, Petite or Simple Partial and Complex
Partial originating from diff erent parts of my brain. The effed it
has on my body depends onthe severity of the convulsion. | have
had seizures that were nothing more than staring off into space
and I’ ve had seizures that landed mein hospital for 2 weekswith
both sides hitten off my tongue, severe dehydration, blood loss
andlossof mohility in my arms, hands and legs.

You cannot begin to
imaginethefedingthat falls
over you, when you finally
regain consciousness only
to find yourself hodked up
to 10 different machines \
with IV lineshanging out of
your hands
everywhereasking
yourself  "what
happened and
where am |?" It's a very
unsettling feding.

.-

)

Discriminationandfea of rejedionwere major hurdlesthat | had
to cometo termswith andlean to accept. In addition, my family
and friends tend to be overprotedive and impose unrecessary
restrictions on me, that just lead to further isolation and socid
problems. Dating is aways an isdle, feaing anegative resporse,
for along time | tried to kegp my epil epsy a seaet from others,
espedally thase of the oppdsite sex, andin some caes gill do.

Thisis a very dangerous pradice to start, because if the person
youarewithisproperly informed in seizurefirst aid it could mean
the diff erence between life and death. | still opt not to tell my
partners until | get some indication that they are not going to
discriminate against me. | would rather play Russan roulette with
my life than to have someone discriminate ayainst me.

Over the past 16 yeas| have seen a pattern that keeps repeding
itself. | tell my lady friend abou the epilepsy, and | soonthere
after find myself single again. My ex-wife even told me that she
was bre&king upwith mein part because the doctor said that when
| turn 50yeas old there's avery elevated chancethat | will have
aseizurein my sleg and not wake up fromit. Thisisawoman
| had 2 kids with and who knew abou the epil epsy for 10 yeas.
She told me she couldn't continue to live like this, knowing that
she may wake up ore morning and | would be dead beside her.
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My 2 CentsWorth - A Member’s Experiences cont.

(Continued from page 4)

Besides the social asped of the disorder, even basic stuff like
getting and keegping ajob can be more difficult for apersonwith
epilepsy. Like others, employers often have misconceptions and
apprehensions abou this disorder. The question of when to
disclose your epil epsy to an employer can cause you agrea ded
of anxiety. Of those who dofind employment,
many are employed in jobs below their
gualifications and experience This happensall
toofrequently, despite thefad that laws entitle
all people to equal treatment
by an employer and freedom
from discrimination because
of disahility. Maybe in the
perfea world this may be the
case but in this world we live
in discrimination and
ignorancearekey fadorstoa
person with epil epsy
obtaining and
maintaining
employment.

| have been told outright by employers that | have dl the
guaificaions they are looking for but they cant hire me becaise
| am considered a li ability to the company, because of the nature
of the job. And because of the nature of the beast, people with
epilepsy are mostly unwilli ng to fight the cooperate image, for
fea of further discrimination from other individuals, so they let
the isaue drop and so continues the gycle.

Living with epilepsy is a mnstant challenge. Ever since being
diagnaosed my life has been achallenge. | have had to change my
whale perspedive onhow | want to live my life, andwhen | lose
perspedive | am reminded of my challenge with a violent and
mostly unpeasant series of convulsionsthat do physicd damage
to my body aswell as my brain.

Depresson is anather mgjor challenge a person with epil epsy
must learn to cope with. People with epilepsy are felt to be &
greaer risk for depresson than the general popuationand those
suff ering from other medicd condtions. It is believed that upto
onethird of thasewith epil epsy suff er fromassociated depresson.

Seizure adivity, medicdions, poa seizure control and kinding
like phenomena may be caises of depresson. Some people may
also experiencepostictal-depresson; or depressonafter seizures.
Psychosocia fadors predisposing to depresson in people with
epilepsy include adjustment difficulties, the limitations and
restrictions which the disorder imposes, as wel as the
unpredictable nature of the seizuresandthe associated fedings of
helplessessand lossof control over one'slife.

Depresson can have asignificant negativeimpad onpeoplewith
epilepsy. It can result in deaeased functioning in al aress of a
person's life, lead to deaeased compliance with medication and
increase the risk of seizures. Increased stressand depresson can
result inworsened sei zure control andincreased seizurefrequency

The most serious consequence of depresson asociated with
epilepsy is suicide. The risk of suicide is five times gredaer than
the general popuationfor people suff ering from both depresson
and epilepsy and 25times greder if the person suffers from
tempora lobe epil epsy. Reasons why people with epilepsy are
more at risk for suicide may be due to the underlying brain
disturbances causing the seizures and depresson, the
psychodogicd impad of helplessess and hoplessess from
uncontrolled and unpedictable seizures, and the avail ahility of
potentially lethal medicaion if taken in overdose or in
combination with drugs and alcohd.

Ancther mgjor hurdle is memory. Many people with epil epsy,
including myself, have troubles with their short term and
long-term memory. Y our memory processcan be interfered with
by epil eptic sel zures, the underlying disorder whichiscausing the
seizures, or the dfeds of your anti-epil eptic medicaion.

How can seizures cause memory problems? Memory is a natural
brain processthat requires continuing attention and recording by
parts of the brain. Seizures interfere with memory by interfering
with attention or input of information. Confusion often follows a
seizure, and during this foggy time new memory traces are not
being laid downinthebrain. Tonic-clonic (grandmal) seizuresin
which you lose consciousness can interfere with normal brain
processesanddisrupt theregistration phaseof short-term memory.
Sometimes longer-term memories from the period prior to the
seizurearelost aswell, asthese memories may have nat yet being
fully integrated into the brain'smemory system. If aseizureisvery
severe and prolonged, and you experienceinsufficient oxygen to
the brain, this can cause secondary damage to your memory.

Epilepsy is more than just "a disorder of the centra nervous
system charaderized by lossof consciousnessand convulsions'
itisinfad away of life. Onceyouare diagnosed with the disorder
it can turn your whole world upside down in a heatbed. People
who you considered friends fade to Hbadk, employers
discriminating because they areignorant to thefads, andworst of
al you come to redize that you no longer control your life! In
order to regain your life you must first control the epil epsy, and
educdionisthefirst step!

This account has been one person’sjourney. Epilepsy may be
different for eveyone and we welcome hearing many diff erent
perspedives. Wewould loveto hear your story. Please mntact
Pam at 1-866-EPILEPSY.
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Alert: Lamictal/Lamotrigine

of pregnancy may have an increased risk of cleft lip
and/or cleft palate, compared to background ratesin
the general population

l | seof LAMICTAL ® (lamotrigine) inthefirst trimester

GlaxoSmithKlinelnc, foll owing discussonswith Hedth Canada,
is informing patients of new safety information concerning the
antiepil eptic, LAMICTAL® (lamotrigine) tablets.

New data suggest an association between taking LAMICTAL®
(lamotrigine) inthefirst trimester of pregnancy, andincreased risk
of cleft lip and/or cleft palate in the baby. Such “oral clefts’ are
a failure of the normal closure of the mouth structures as the
unban baby develops, resulting in agap in the upper lip and/or
therodf of the mouth (i.e. soft or hard palate).

Oral clefts are amongst the most common o the major birth
defeds occurring in the general popuation at background rates
from 0.5t0 2.16per 1000births. Thereisagenetic asped, in that
an unban baby with an affedted parent or sibling is at increased
risk. From the literature, several anti-epil eptic drugs have been
shown to be asociated with oral cleft, and other fadors are also
suspeded, including maternal smoking, heavy alcohd intake,
infedions, folic add deficiency, and vitamin A intoxicaion.

Regarding LAMICTAL® , the ongoing North American
Antiepileptic Drug (NAAED) Pregnancy Registry deteded an
elevated rate of isolated, nonsyndromic cleft palate deformity
(which means that the deft lip andlor cleft palate is not
acompanied by other major birth defeds) occurring in infants
exposed to lamotrigine monaherapy during the first trimester of
pregnancy, as compared to the reference popuation used in this
Registry. Data from additional pregnancy registries are required
in order to get amore cmplete picture of therisk.

Asis currently stated in the product information, patients swoud
natify their physicians if they bewmme pregnant or intend to
beoome pregnant during therapy with LAMICTAL® . Although
pregnant woman and their unban children may facesignificant
hedth risksfrom uncontroll ed epil epsy, LAMICTAL® shoud be
used during pregnancy only if the potential benefit justifies the
potential risk to the fetus.

Patients should na start or stop these medicaions withou
consulting their doctor. Sudden discontinuation of antiepileptic
therapy may lead to bresthrough seizures with serious
consequences for bath the mother and the fetus and shoud be
avoided. Talk with your doctor or pharmadst if you have
questions or concerns.

Health Canada,August 2006

M edication Profiles

Depakene (valproic acid)

What isvalproic acid?

Valproic add affeds chemicds in the body that may be involved in
causing seizures. The exad way that it worksisunknown. It isused to
trea varioustypes of seizure disorders but may al so be used for purposes
other than those listed in this medication guide.

What are the most important thingsto know?

- Inrare caes, valproic add has caused liver fail ure, sometimesresulting
in deah. Children younger than 2 yeas of age, espedally those taking
multi ple seizure medicines, thase with metaboalic diseases, thase with
mental retardation, and those with organic brain disease are at the highest
risk of liver failure. Notify your doctor immediately if you develop loss
of seizure mntrol, wegkness fatigue, swelling of the face vomiting, or
lossof appetite. These symptoms may be ealy signs of liver damage.

- Inrare caes, vaproic add has also caused severe, even fatal, cases of
pancreditis (inflammation of the pancreas). Some of the caes have
progressed rapidly from initial symptoms to deah. Cases have been
reported soonafter starting treament with valproic add, aswell as after
severa yeas of use. Notify your doctor immediately if you develop
nausea vomiting, abdominal pain, or lossof appetite. These symptoms
may be ealy signs of pancreditis.

- Valproic add may interad with ather drugs that cause drowsiness
includingacohd, antidepressants, antihistamines, pain reli evers, anxiety
medicines, and muscle relaxants. Dangerous sedation, dizziness or
drowsinessmay occur if valproic add is taken with alcohd or any of
these medicaions. Tak to your doctor before taking valproic add in
combination with alcohd or any other medicines.

Side dfeds of Depakene (valproic acid)

If youexperienceany of thefoll owing serious side effeds, stoptakingthis
medication andseek energency medical attention:

. anallergicreadion(difficulty breahing; closing of your throat;
swelli ng of your lips, tongue, or face or hives);

arash; halucinations;

lossof coordination a difficulty walking;

unusual bleeding or bruising; or

douHevision a badk-and-forth movements of the eyes.

Other, less @rious side effeds may be more likdy to occur. Continue to
takethis medication andtalk to your doctor if you experience

. tremor (shaking); weight gain;

. menstrual changes; hair loss

o drowsinessor we&kness

. depresson a other psychiatric changes;

headache; or low red bloodcdls (anemia).

250 mg cap 500 mg cap 250 mg / 5 mL syrup
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Announcements and Notices

ENL Welcomes New Faces

Joining the office @ ENL for the next few months is Fred
McGrath. Fred comesto us through a pre-employment program
withthe StellaBurry Foundationandwill bevolurnteaingwiththe
office throughou part of the summer and fall. Already he has
been hard at work asssting with a grea ded of reseach and
officeduties.

Additionally, through the Summer Caree Placement Programwe
werefortunate enowgh to be ableto hire ConnieLinstead. Connie
is a Social Work Student and hes been asdsting with bah the
Caendar campaign and Office Administration Duties.

Welcome &oard Fred and Conniel

Upcoming Nursing Students Placement

Eadc year, ENL typicdly plays host to two third yea nursing
students who will work with our asciation to identify and
addressa nedl regarding epil epsy in the province

Thisyea | am opening it to you, our members. What doyou see
as something that shoud be addressed when it comes to the
understanding and resporse to epilepsy and seizures in
Newfoundand and Labrador?

Let me know, and we may use your concern as the basis of an
adion dan. Contad Pam at the officeby email, fax, or phore.

It takes a great deal of courageto stand upto your enemies,
but even more to stand upto your friends.

J. K. Rowling

A man rinety years old was asked
to what he attributed hislongevity.

| reclon, te said, with atwinklein hiseye
it’s because most nights | went to bed andslept
when | shoud havesat up andworried.

Volunteers Still Neaded

Wearehopngto beableto put informationandpostersin various
medicd clinics, waiti ng rooms, hospitals, Hedth and Community
Services offices and aher pulic areas throughou the province
But as you can imagine, mailing a box of resources to ead of
these officein every community would be an enormous expense
in pcstage.

We are looking for voluntees from aaoss the province who
would bewilli ng to distribute posters andinformationthroughou
your hometown. This would save us lots in pcstage by only
having to mail one box per community and kegp dorations going
to programs and services instead of Canada Post.

This is your chance to help raise avarenessin your town. The
work will t ake only a short time, and the impad can be huge.

If youcan help, dease cdl Pam at the ENL office @ 1-866-374
5377, @ email i nfo@epil epsynl.com.

Proof!

The human krain reachesitsfull sizein addescenceand kegins dirinking dter the age of twenty. Recent research has rown that the male
brain shrinks faster thanthe female one, which may explain why men are more proneto problems such as memory loss
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National Survey

The survey has been included with this newdletter. Please take a
Take The moment or two and makeyour voicehead. It will only take aout
10 minutes to compl ete.

: When you are done, you may mail or fax it badk to us at:
Canada-Wide y yourmay

Survey Entry

'Ept. | QPSY Maﬁer S ggilﬂa?m‘;ﬂ'a”d and Labrador

, St. John's, NL  A1B 2C7
Survey!

Fax: 709722-0999

Alternatively, you may also complete the survey online &:
WwWw.epil epsymatters.com

he Canadian Epil epsy Alliance, of which ENL is a proud
I member, is an aliance of community-based epilepsy If you have any questions, or need help to complete the survey,
organizdions from acossCanada, dedicaed to improving contad us by phone at 1-866-EPILEPSY (1-866-3745377) or
the quality of life of people with epil epsy and their famili es. The locdly at 722-0502.

CEA believesthat all people have theright to live with dignity as
full and equal participantsin our communities.

As a result of a survey conducted in 2000 by The Canadian
Epil epsy Alli ance some major changes have been made. We have
released a new public service anouncement ead of the last four
yeasin March to help educate the publi c and reduce stigma. The
Canadian Epil epsy Alli ancehasworked with provincial regulating
bodes to make changesto driving regulations from an automatic
one yea suspension to reduced suspensions of six months, three
months, or case by case in provinces Canada- wide.

We have recently released a new survey for 2006 This new
survey is a mordinated effort of al members of the dliance to
determinethe national issue of greaest concernto people affeded
by epil epsy aaossthe country. Y our responseswill beusedto gea
our efforts and resources to crede a pasitive change for people

living with epil epsy. N—Iaue yo UR SQY.,

[t'snot aseizure, you'rejust falling off acliff!

We have dl experienced it - one moment you're drifting off to la-laland, and the next instant whoa! you're
dropping off acliff. Sleg experts beli eve the brain sometimes gets the wrong message from the body during
the transition into sleg, and aswociates the ladk of muscle tension with being in midair. Arms and legs then
jerk suddenly as they would to bre& a fall. Not yet redizing the body is simply at rest, the brain also
instantaneously conjures a story to acount for the sudden jump, and that’ s why we picture ourselves falli ng,
dlipping or missng a stair.
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A Little Time Out

Sing Out Loud!

A minister was completing a sermon onthe
dangers of alcohd. With grea
expressonhesaid,"If | had al the beer
in the world, I'd take it and throw it
into theriver."

With even greaer emphasis, he
said, "Andif | had al thewinein the
world, I'd take it and throw it into the
river."

Andthen, finaly, hesaid,"Andif | had
al the whiskey in the world, I'd take it
andthrow it into theriver." He sat down.

The chair lealer then stood very cautiously and annourced with
abarely suppressed grin, "For our closing song, let ussing Hymn
#365 'Shall We Gather At the River."

Huh?

Which word, if pronounced right, is wrong,
but if pronounced wrong is right?

You Can't Take it With You

A very rich gentleman des, leaving hisfortuneto hisonly living
friends, a Minister, a Doctor, and a Palitician. But being a littl e
eccetric, hiswill stipulated that ead ore must placetheir third
of the money in his coffin before he is put in his fina resting
place The funeral comes and ead of the threetosses in a big
brown envelope just before the casket is lowered.

Over ayeda later the threefriends are talking and the topic of the
old man and h's grange ways comes into the mnversation.

The Minister says"| have aconfesson, | didn't placeALL of the
money into his coffin. | kept some, to care for the orphans you
know".

Then the Doctor states "Well, | have to admit that | too kept
some of the cah, to help with the dhildren’s hospital.”

The Politi cian glares at the other two quite shocked andsays"| am
so very ashamed of the two of you. How dare you dsresped our
friends wishes like that. Why, I' Il have you know that | wrote a
persona cheque for the FULL amourt.”

Squared!

—‘ How many squares,
of any size, can you
find onthis chess
board which do na
contain a chess
piece?

How to Get Yourself in Degp Deg Trouble

WIFE: "If | died, would you get married again?"
HUSBAND: "Definitely not!"

WIFE: "Why nat - donit you like being married?"
HUSBAND: "Of coursel do."

WIFE: "Then why wouldn't you remarry?"

HUSBAND: "Okay, I'd get married again."

WIFE: "Youwould? (with a hurtful look on ter face."
HUSBAND: (makes audible groan).

WIFE: "Would you sleegp with her in our bed?"
HUSBAND: "Where dse would we slegp?"

WIFE: "Would you replacemy pictures with hers?"
HUSBAND: "That would seem like the proper thing to do”'
WIFE: "Would she wea my clothes?"

HUSBAND: "Don't besilly, they're way too kg for her."

Any OTHER nagging pains?
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Bitsand Pieces

Epil epsy Awareness Wistbands

We're bringing epilepsy into the light with our new lavender
wristband, with OUT OF THE SHADOWS on one side, and our
national website, www.epil epsymatters.com on the other.

For too long people with epil epsy and their famili es have been
hesitant to spe&k of the disorder puHicly due to the myths and
misconceptions that abound.Becaise no ore spoke out, it was
often difficult for the puldic to understand that individuals with
epilepsy are no dfferent than you a |.

Lavender istheinternationally recognized colour asociated with
epilepsy and seizures, and the lavender flower is a symbadl for
things that are hidden or isolated, much like epilepsy. Because
epil epsy isoften controll able, it becomesinvisibleto most people,
beocoming something scary and unknown. It is by stepping out of
the shadows that epilepsy will be understood, the stigma
eliminated, and people who live with seizures more acceted.

We only have a few wristbands left
and when they are gone, therewill be no more.

Get yoursfor only $3.00from Epilepsy Nf. & Lab.
Every penny staysright hereto help individuals and
famili es dealing with epilepsy and seizures everyday.

If you shoud happen to have any nea ideas for awareness or
fundraising, we would love to hea them. Plessedrop wsaline &
the ENL office

Puz4e Answers

C puoim, plomay] - iqm-D

C 92aIdssalp e noyumsarenbsgzrar alyl - ipemnbs)

Philip...
where are you?

Grant we the Seuility
1o onget the people
[ never liked anyway,
the good gortune
1o 1w into the ones I do,
and the eyesight
10 tell the diffyerence.

| Would Like To Help in the Fight Against Epil epsy

O | amenclosing adoretion d $

O | would liketo beacome amember of Epil epsy Newfoundand and Labrador. | am enclosing my $5.00membership fee
O | would like to become avoluntee. (We can use voluntea's from right acossthe province)

Name:

Email:

Address

Phore:

If youwould prefer to use your credit card, pdease complete the foll owing:

Type of cad: Acoourt # Expiry Date:

Signature: Date:

Clip and mail thisform to Epil epsy Newfoundland and Labradar - 26 O’ Leary Avenue, St. John's, NL  A1B 2C7

Page 10




