Newsletter
Volume 69 Winter 2007

The official newsletter of the
Epilepsy Association of South Australia and the Northern Territory Inc

Family in Country SA
receives Support
from our Epilepsy Educator

Home and Land Lottery
Assist The Epilepsy Centre by purchasing
a book of 5 tickets for your chance to win a
home and land package worth over
$350,000 or $280,000 Cash.
This year’s home and land package
is at “The Point”, Noarlunga Downs.
Phone 8445 6131 to pledge your support!
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NEW FACES

Hon President

We have added two new faces to The Epilepsy Centre Team.

Barbara Rajkowska

Hon Vice Presidents

Judy Curran - Board Member

Scott Dolling OAM
Michelle Bellon

It is with great pleasure that we welcome
Judy Curran to the Board of EASANT. Judy has
wide ranging experience and skills and will add
considerable value to the Association. She is
Chief Executive of Spastic Centres of South
Australia and has held senior positions within
the not for profit sector for more than 10 years
following a successful private enterprise career.

Hon Treasurer
John Barnett OAM

Hon Secretary
Andrew Wicks

Members
Alwyn Dolling
Don Ellis
Judy Curran

Robert Cole
Cathie Marczuk
Mark Francis
Elaine Hay
Pam Adams
Lil Pangrazio

She holds other Board positions including NDS National Disability Services - (formerly known as
ACROD) and the Australian Cerebral Palsy Association etc. and holds an
MBA, Marketing degree, Company Director qualifications and
considerable experience in fundraising and event management, financial
and asset management, property development, leadership and
organisational change management.

Honorary Medical Advisors

Lillian Pangrazio - Fundraising Officer

The Epilepsy Centre Staff

Dr K J Abbott M.B.B.S., F.R.A.C.P.
Dr D Burrow M.B.B.S., F.R.A.C.P.
Dr J Frasca M.B.B.S., F.R.A.C.P.
Dr M Harbord M.B.B.S., F.R.A.C.P., R.A.C.O.G., D.C.C.H.
Dr M Kiley M.B.B.S., F.R.A.C.P.
Dr M Kyrkou M.B.B.S., F.R.A.C.G.P., D.C.C.H.
Dr M K Robinson M.B.B.S., F.R.A.C.P.
Dr C Pridmore M.B.B.S., F.R.A.C.P.

It is also a pleasure to welcome Lillian
Pangrazio to The Epilepsy Centre team. She
commenced in June and has considerable
experience holding positions of National Human
Resources (HR) Manager and Consultant,
Trainer, Fundraiser and Marketing Coordinator.
She started in the not-for-profit sector with
Australian Red Cross in HR and Finance, spent
several years running major events, was Team
Leader and acting Manager of Fundraising.

Condolences
Our sincere condolences to our
Treasurer, John Barnett , on
the sad loss of his beloved wife,
Lorelle, who recently passed
away.
Many of our members would
have met Lorelle at various
functions through
The Epilepsy Centre.
Our thoughts are with John
and his family.

Lillian has been responsible for conducting many successful campaigns
including major events such as the Desperate and Dateless Ball, the
Tunnel Ball, the Clipsal 500 Ball, and Boys Day Out. Her experience
extends to running Red Cross Calling which enlists 15,000 South
Australian volunteers annually, running local, national and international
Disaster Relief donation campaigns including the Eyre Peninsula
Bushfires, the Bali Bombings, and the incredible Asian Tsunami Appeal
etc. Lillian also coordinated 2,500 Branch network fundraising volunteers.

Thank You

The Epilepsy Centre
25 Kilkenny Road
Woodville Park SA 5011
P O Box 12
Woodville SA 5011
Telephone 08 8445 6131
Facsimile 08 8445 6387
Epilepsy Helpline 1300 852 853
email enquiries@epilepsycentre.org.au
www.epilepsycentre.org.au
Epilepsy Association of South Australia
and the Northern Territory Inc
ABN 57 817 113 415
PP 541210/00005
A Member of

South Australia
On 22nd June 2007 volunteers braved the weather and
stood on street corners and in shopping centres
to raise awareness and funds for our
Annual Badge Day Appeal.
In excess of 300 collection cans were placed throughout
the city, metropolitan and country areas.
To date a grand total of $8,569 has been raised.
We extend our appreciation to our collectors and the community
for supporting people with epilepsy and their families throughout
our Annual Appeal.
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A Message from our CEO

Recent Funding Received
The Epilepsy Centre raises all of our own funds to
operate and to provide services. Our new income
generating initiatives are developing well and
increasing results.

Welcome to the Winter edition of
EASANT News!
We have outgrown our space here
at 23 & 25 Kilkenny Road, Woodville
Park and the Board is focused on
relocating The Epilepsy Centre,
which is a major project.

Recently, we have also been focusing on Trusts and
Foundation applications for grants. This will enable us
to conduct further Family Camps, Children’s Camps,
Carers Retreats and to assist us to reduce our costs.
We are pleased to report that we have recently
achieved the following grants:

This is one of the most significant
and important initiatives ever undertaken by this
Association because a larger space will allow us to
expand our business and provide more services and will
create a more effective and welcoming space for our
clients.

Community Benefit SA—for providing funds to
refurbish the Support Group Meeting Room
Adelaide Bank Charitable Foundation—for a
Family Retreat and IPD database Stage 2

We have understood the needs, requirements and
suggestions made by stakeholders following your
responses to our Accommodation Needs Survey which
was conducted last April.

Thyne Reid Foundation—for funding for a Social
Worker

Our Accommodation Board Committee has developed
strategies to enable the sale of the buildings and to
source and relocate to larger premises. We will advise
all stakeholders of our progress towards our new home.

Donor Tec (in-Kind) - for supplying Microsoft Office
2007 software for our computer network

The team have continued to provide a considerable
amount of Community Education and continues to
manage the growing case load despite the demand. I
am pleased to report that morale is high and we are
focused on delivering high quality services. We are in
the process of recruiting an additional staff member for
our Client Services Team to enable us to expand
further.

THYNE REID FOUNDATION

We have a major commitment to also reach regional
communities. Recently, our Epilepsy Educator, Mark
Francis travelled to Eyre Peninsula to provide specialist
education to Pt Lincoln, Lock and Streaky Bay. He
consulted clients in Pt Lincoln, provided epilepsy
education to businesses, Health Centres and lectured at
both Lock and Streaky Bay schools presenting full day
programs to 250 children and their teachers.

MEDICATION
UPDATE
Keppra® Oral Solution 100 mg/mL (300 mL Bottle) is
now available in Australia.

Demand for our services both here in South Australia as
well as the Northern Territory continues to increase. We
continue to provide all our services without Government
funding and so it is critical that we maintain and
increase our fundraising income.

UCB Pharma is pleased to announce that Keppra®
(levetiracetam) is now available in an oral solution.
The TGE approved indication for Keppra® is:
Keppra (film-coated tablets and oral solution)
is indicated for use in epileptic patients aged 4
years and older, initially as add on therapy, in
the treatment of partial seizures with or
without secondary generalation1.

On behalf of The Epilepsy Centre team I thank the
many generous businesses and individuals who support
all our fundraising initiatives. Without your help we could
not maintain the level of free service provision. Our
Mission is to provide a comprehensive range of services
to meet the personal, interpersonal, socio economic and
cultural needs of people living with epilepsy.

UCB is pleased to be able to provide another
treatment option for children with Epilepsy. Details
of the new indication will be updated in the package
insert (consumer medical information) in due course.
Parents of children with Epilepsy should seek advice
from their Medical Practitioner.
1.

This Newsletter details first-hand how your support is
brightening lives and assisting people and their families
living with epilepsy.

Keppra Approved Poduct Information, 2006.

Robert Cole
Chief Executive Officer

UCB Pharma
May 2007
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Epilepsy Awareness Week
14-18 May
“NO ONE WANTS TO TALK ABOUT IT”
1 in 50 Australians have it but no-one wants to talk about it.

It is the most common neurological condition in Australia,
with approximately 600,000 Australians having it at some
point in their lives.

It

was the subject of a launch and seminar for neurologists,
doctors, dieticians, carers, education and children’s
services workers and those living with the condition on
May 16 in Adelaide.

It is Epilepsy!
Collaboration with Department of
Education and Children’s
Services (DECS) enabled us to
partner and to launch Epilepsy
Awareness Week and new
epilepsy initiatives. Our
partnership will assist teachers,
parents and families to plan and
support children living with
epilepsy.
Mr. Michael O’Brien MP,
Parliamentary Secretary to the
Premier, representing Hon. John
Hill MP, Minister for Health,
officially launched Epilepsy
Awareness Week on
Wednesday, 16 May at the
Educational Development Centre,
Milner Street, HINDMARSH,
South Australia.
Other initiatives launched during
the week included:
• DECS Epilepsy and Seizures
Planning and Support Guide
(updated)
• Release of national “Life with
Epilepsy” survey data
• New Epilepsy Training
Program
• DECS Postcard (service
pathways for families
information)

The Epilepsy Centre CEO, Robert Cole, President, Barbara
Rajkowska, DECS Manager Interagency Health Care, Debra Kay and
Mr Michael O’Brien MP.

Employment & Further Education
also attended representing Mrs
Isobel Redmond MP, Shadow
Minister for Disability.
The Epilepsy Centre annual
Epilepsy Seminar followed and
was very successful.
It followed the launch and focused
on the unique issues which
“Children with Epilepsy” face. It
provided information to families and
health service providers on national
survey results, learning and
behaviour issues, childhood
epilepsy, sibling impacts and
community education.
Topics presented included:

• Epilepsy and Behaviour

Dr Rachel Roberts
Senior Clinical Psychologist
Department of Psychological
Medicine
Women's & Children's Hospital

•

Childhood Epilepsy
Dr. Clair Pridmore
Senior Staff Neurologist
Women's & Children’s Hospital

•

Epilepsy – New statistics
Mr Mark Francis
Clinical Nurse Consultant /
Epilepsy Educator
The Epilepsy Centre

• Epilepsy – Family and Sibling
issues
Mr Peter van der Linden
Senior Social Worker Disabilities
Women's & Children's Hospital
Four of our special teenagers acted
as speakers and made a powerful
and significant impact on the
audience with their amazing “living
with epilepsy” stories. We are
indebted to them for their courage
and honesty.
Indeed, we are indebted to all of
our speakers and supporters and
thank them sincerely for making
this event successful. In particular
we thank Debra Kay for enabling us
to use the Educational
Development Centre facility to
conduct this event and for her
incredible enthusiasm.

President, Barbara Rajkowska
represented The Epilepsy Centre
and welcomed all guests. She
praised supporters, staff and
volunteers for their commitment
to the epilepsy cause. CEO,
Robert Cole introduced Debra
Kay, DECS Manager Interagency
Health Care. Debra Kay detailed
The Epilepsy Centre/DECS
partnership and explained our
new initiatives.
Mr Steven Griffiths MP, Shadow
Minister for Finance and

Epilepsy Educator, Mark Francis with teenage speakers: Julia, Nikki, Shannon and Chris
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Solving sleep problems helps
children with epilepsy
Sleeping woes may explain why children with epilepsy are often so hyperactive, say researchers with
the University of Florida's Evelyn F. and William L. McKnight Brain Institute.
Research with different groups of children is now under
way to determine whether treatment of sleep disorders
will reduce seizure frequency and severity, and to more
fully understand the effects of sleep disorders on
children's behavior and cognitive abilities.
A tonsillectomy is a common treatment for sleep
apneas in children.

Characterised at its extreme by physical convulsions,
epilepsy has long been thought to cause excitability and
contrariness in children. But UF researchers writing in
the journal Epilepsy & Behavior believe the real reason
some of these children cannot sit still or pay attention is
because they don't get enough shut-eye.
"When we treated kids with sleep disturbances, not only
did their epilepsy get better, their daytime behavior,
concentration and capacity to learn increased," said Paul
Carney, M.D., chief of pediatric neurology at UF's
College of Medicine and a professor at the B.J. and Eve
Wilder Center for Excellence in Epilepsy Research .
"Many kids with epilepsy aren't being adequately
assessed for underlying sleep disorders. We can
significantly have an impact over their cognition, learning
and maybe even improve their epilepsy by improving
their sleep."

In general, scientists don't know exactly why people
need sleep, but it is vital for good memory, physical
performance and psychological well-being, according to
the National Institute of Health. Some experts believe
sleep gives brain cells a chance to shut down and
repair themselves. Sleep also may allow the brain to
exercise important connections that might wither from
lack of activity.
"The fact is we don't know all of what's going on in terms
of sleep disorders and epilepsy," said Beth Malow, M.D.,
an associate professor of neurology at Vanderbilt
University and director of the Vanderbilt Sleep Disorders
Centre. "We've seen that identifying and treating sleep
disorders help with epilepsy in adults. It may be sleep
deprivation or drowsiness contributes to seizures. Or it
could be the frequent going into and out of sleep. People
with sleep apneas also have increased production of
proteins that help regulate the immune system called
cytokines, which are known to promote seizures. It's
going to take a lot more research before we find all the
answers." http://www.news-medical.net/?id=8809

UF scientists monitored the brain and muscular activity
of 30 children with epilepsy between the ages of 7 and
14 during single overnight stays. None of the children
had seizures, but some awoke hundreds of times
because of breathing problems.
In all, 24 of the children - 80 percent - breathed shallowly
or had breathing disruptions caused by apneas, which
usually happen when the soft tissue in the rear of the
throat relaxes during sleep and blocks a person's airway.
As the breathing disruptions increased in duration, the
children spent less time in rapid eye movement, or REM,
sleep, a period in the sleep cycle when brain activity is
highest and people dream intensely. The children in the
study spent 17 percent of total sleep time in the REM
stage. The norm for young adults is 25 percent.
"Removing the sleep problem does seem to improve the
behavior problem significantly, because it changes the
child's level of alertness," Dr Carney said. "Commonly,
adults are just not as awake if they have a sleep
disorder. But children who haven't taken their nap are
wound up instead. Treating their sleep disorder, we
think, can enable their brain to have some control over
unwanted behavior."

sleep is vital for good memory,
physical performance and
psychological well-being.

The Continence Aids Assistance Scheme (CAAS) is
an Australian Government program that assists eligible
people who have permanent and severe incontinence to
meet the cost of continence products.
CAAS is administered on behalf of the Australian
Government by Intouch, the commercial arm of the
Spinal Injuries Association Incorporated. CAAS clients
receive a subsidy of up to $470 per year on continence
products ordered through Intouch.

Seventy-three percent of the children studied - 22 of the
30 - met clinical criteria for inattention or hyperactivity,
according to Carney, who conducted the research with
Eileen Fennell, Ph.D., a child neuropsychologist in the
College of Public Health and Health Professions, and
Danielle Becker, M.S., a former graduate student now
pursuing a medical degree.

As from 1st July 2007 the eligibility criteria has
changed to include children over 5 and your child may
now be eligible.
Where can I get more information?
For more information about the Continence Aids
Assistance Scheme, contact the CAAS Helpline on
1300 366 455 or visit www.intouchdirect.com.au

Of these 22 children, each had a sleep disorder, 14 had
problems paying attention during the day and eight had
hyperactive symptoms, supporting the idea that a poor
night's sleep is associated with children's daytime
attention problems. UF scientists found no correlation
between seizure frequency and behavioral problems.
Epilepsy alone did not appear to predispose them to
behavioral problems.

The National Continence Helpline on 1800 330 066 is a
free information and referral telephone service for people
affected by incontinence.
Visit the new Australian Government website dedicated
to bladder and bowel health www.bladderbowel.gov.au
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Family in Country SA
receives Support
from our
Epilepsy Educator
(Clockwise from Top) Epilepsy Educator,
Mark with Kylie, Vanessa and Mid West
Youth Worker, Cass

Having a small child with epilepsy
and living in a remote town can
prove difficult, but with some
support from Mid West Health and
The Epilepsy Centre, one young
family have overcome some
incredible obstacles.
“It all started when my 2½ year old
daughter, Vanessa, had a seizure
out of the blue”, mum Kylie said.
Vanessa was eventually referred to
the Women’s & Children’s Hospital
for tests after visiting a number of
doctors who offered no real
diagnosis. After waiting a number of
months and undergoing numerous
tests, Vanessa was diagnosed with
Idiopathic Epilepsy (idiopathic
meaning no known cause).
Her parents took Vanessa back
home where they grappled with all
the emotions that parents
experience when told that their
child has epilepsy. How were they
going to cope without support
networks and being far away from
medical support?

Mark soon met with the family and
then provided epilepsy education to
the local Area School, Country
Women’s Association, Hospital
medical staff and senior citizen
groups. He talked with students
from kindergarten to year twelve.
He explained the epilepsy facts to
the kindergarten students by using
“Poss” the puppet, to show how a
seizure occurs and how to respond
to it. The older students at the
school responded particularly well
to the education.
Kylie said that “Mark gave me
support I needed. He put my mind
at ease that epilepsy is not a
disease, that it can be managed,
and that we can get on with our life.
Education is everything, but you
have to be prepared to take it all on
board and listen and learn. Through
Mark, and The Epilepsy Centre, we
are now back on track”.
Mid West Health and the Area
School organised a poster
competition for the students so they

could visually demonstrate what
they perceived a seizure to be. This
helped raise epilepsy awareness
and through this education,
provided understanding as
Vanessa begins her journey
towards starting her school life.
During this visit, Mark was also able
to visit Streaky Bay School and
deliver important epilepsy
awareness information to students
and teachers. The Epilepsy Centre
has an ongoing commitment to
rural areas of South Australia.
Future country visits to other areas
are planned and include Coober
Pedy, Roxby Downs, Port Augusta,
Port Pirie and Whyalla.

A note from The Editor
If you would like us visit to your
community or would like more
information on our services,
please call The Epilepsy Centre
on 1300 852 853.

Vanessa’s mum eventually sought
counselling and was referred to a
Youth Worker from Mid West
Health. The Youth Worker rang to
ask if she had contacted Epilepsy
Australia for advice and support.
She hadn’t because she was so
emotionally drained that she
could not pick up the phone to
ask for help.
In their small community, word
spread very quickly and they
received a lot of advice in regard
to treating their daughter when she
had a seizure. Kylie said that she
sought further help, advice and
information in order to inform
people who were in contact
with Vanessa.
During this time, the Youth Worker
at Mid West Health, Streaky Bay,
made contact with Mark Francis,
Epilepsy Educator at The Epilepsy
Centre.

Students at a local school received epilepsy awareness training through our puppet show.
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Coffee &
Conversation

Getting to
Know
You!
This new segment in our
Newsletter has been included to
give you the opportunity to get to
know various people within the
field of neurology.
Our first, in the series, is Dr

Clair Pridmore,

a Senior
Neurologist at the Women’s
&Children’s Hospital.
What does a typical working
day involve for you?
A ward round, often a clinic, a
meeting with other specialists, for
example clinical geneticists,
sometimes teaching, lots of phone
calls and checking emails! I try to
make time for my research interests
but I struggle!

Tell us a little bit about your
family?
I’m married to Peter and I’m very
lucky to have two boisterous boys,
William aged ten and Angus aged
nine, who manage to delight and
challenge me every day! We also
have two bunnies, Flopsy and
Rosie (a boy!)

Do you deal with other
conditions other than
Epilepsy?
Yes. Headache, neuromuscular
disorders and developmental delay.

What is your most favourite
movie of all time, why?
“Like Water for Chocolate”. I love
the concept of food for the senses
and soul.

What are the more common
issues that children with
epilepsy face?
Educational issues — learning and
memory difficulties; psychosocial
issues, for example feeling
different, exclusion from sports,
jobs and driving.

What would be the one piece
of advice you would give to
families whose child has been
diagnosed with Epilepsy?
Don’t panic! Take it slowly. Gather
information, from reliable sources,
and find support services that suit
you, to regain control of your lives
and ensure that your child thrives.

What do you like most about
your job?
The opportunity to make a
difference, to “normalize” epilepsy
and other neurological conditions
and help children and teens feel
good about themselves. To
educate and empower them and
their parents.

Is the glass half full or half
empty?
Definitely half-full, although I need
to be reminded of this at times!

Over the next few months we
will be having coffee and cake
at a venue near you so that we
can meet informally and catch
up with people that are affected
by epilepsy:
Tuesday 14th August
Westfield Shopping Centre Marion
Hudson Coffee Level 1 -10.00am
Tuesday 21st August The Parade Norwood – CIBO –
10.00am
Tuesday 28th August –
Westfield Shopping Centre
Tea Tree Plaza
Billy Baxter’s – 10.00am
Tuesday 4th September
Rundle Mall
Borders Bookshop – 10.00am
Tuesday 11th September –
Munno Para Shopping Centre
BB’s Coffee – 11.00am
Tuesday 18th September
Noarlunga Shopping Centre
Spargo’s – 10.00am
If you can’t make it, I am always
available for a home visit.
Please contact Pam on 8445 6131
to confirm your attendance.

For only $15 you will receive:

What has been your most
memorable moment over the
past year?
Watching my nine year old son
receive his swimming medal at
school.

•
•
•
•

What is your favourite
colour?
Red.

2 Free movie tickets
9 movies for only $9 each for
you and a friend
Up to $90 savings on normal
ticket prices
Chance to win one of two Wallis
Gold Passes

To order your Take 9 Movie Card or
for further information please
contact Cathie
on 8445 6131.

What are your favourite
foods?
Chocolate, Thai and homemade
pasties.
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FINALLY,
we can
announce
our next
E-Camp…
YEAH!!!
We will, once again, be holding the camp at the Noorla Yo-Long camp site
in Millicent.
For those of you who didn’t come last time, Noorla Yo-Long is a
multifunctional facility on a 7 hectare site near Rendelsham,12km north west
of Millicent in the South East of South Australia. Courses have been
developed to incorporate the combination of physical obstacles, motivational
challenges and structured exercises designed to enhance teamwork, self
esteem, decision making, leadership and lateral thinking.
The camp will be held from Monday 8th – Thursday 11th October 2007. This
time we are officially inviting siblings to attend. The costs for the camp are
as follows:
Members:
Non-members:

Children with Epilepsy – FREE
Siblings - $20
Children with Epilepsy - $20
Siblings - $40
(Become a member today and get full
member benefits)

Costs include accommodation, transport, meals and activities.
The camp is fully supervised with qualified instructors and volunteers. We
will also have Registered Nurses and Counsellors in attendance.
There are limited spaces so get in your expressions of
interest ASAP. The camp is for children and teenagers
aged 6 – 20. If you had a good time at the last camp,
come and do it all over again, but bigger and better
this time!

TOPAMAX
& GLAUCOMA
Topamax or topiramate is a widely
used anti-seizure medication. A
rare side effect in some patients
includes eye disorders such as
secondary angle closure glaucoma
and acute myopia. These
conditions are characterised by
blurred vision and eye pain. The
condition is reversible and
dissipates upon the discontinuation
of Topamax, however, failure to act
at the first sign of these effects can
lead to permanent damage. If you
are taking Topamax and have the
above side effects please let your
neurologist know and see your
optometrist as soon as possible.
Whatever your side effects, don’t
just stop taking your medication
without consulting your doctor.
The test for glaucoma involves the
use of a bright light. Some people
with epilepsy who are also
photosensitive may not be able to
tolerate this test. The pressure test
or IOP can still be performed. A
visual field test using a Vjerrum
screen should not cause problems
with people with photosensitivity.
Alternatively, a digital camera could
be used to examine the optic nerve.
Reprinted with kind permission from
Epilepsy Queensland Inc
“The Flame” Autumn 2007

Annual
General
Meeting

Contact Mark or Pam on (08) 8445 6131 for more
information and to register your interest.

21st November 2007
Further information will be available
in the next newsletter

Volunteers Required!
Do you have 4 hours to spare in
October and November?
We have been asked to assist
in the Charity Card Shop two
days each year. If you can pack
shelves with cards and goods and
smile nicely—we need your help.
Contact Cathie on 8445 6131 if
you are able to assist.
Kids having fun at last years E-Camp
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exhibition is an integral part, affording delegates an
opportunity to learn about new products and services
relevant to the field of epilepsy.
The IBE AGM was held and involved key reports
including Regional Reports. It included the admission of
seven new IBE Members and presentation of the
inaugural Volunteer Award.

The 27th International Epilepsy Congress was held in
Singapore in July and focused on many aspects of Adult
and Child Neurology, Psychiatry and Neurology. Social
issues were also presented to inform and further develop
global client care.
To highlight the wealth, diversity, achievements and
aspirations of the International Bureau for Epilepsy (IBE)
worldwide membership and to encourage others, a
special poster display was mounted for the duration of
the Congress.
The posters were prepared by individual members of the
IBE (including The Epilepsy Centre) and the aim is to
facilitate the internal exchange of information about how
members operate, the issues they address and the
services that they provide their clients.
South Australia’s Dr Margaret Kyrkou, one of The
Epilepsy Centre’s Honorary Medical Advisors, presented
her Midazolam poster. This caused a great deal of
international interest, particularly European interest.
A trade exhibition was held and 30 exhibitors attended
and provided information to Congress Delegates. The

Robert Cole is Chair of the IBE International Editors
Network and presented his report. The Editors Network
was established in Lisbon in 2003 and its purpose is to
exchange and network with other editors worldwide. The
approach is to share resources and to achieve
international consistency of message.
A Presidential Symposium on generic drugs was held.
Susanne Lund, IBE President convened and conveyed
that generic drugs have over the last years developed
into an issue of high relevance for the praxis of epilepsy
care. Because of their lower price, generics can improve
the availability of pharmacotherapy to patients and
reduce the financial burden of epilepsy. They may help
to close the existing treatment gaps. But they must also
be used with consideration since there are possible
risks, especially connected with preparation shifts and
continuity of supply.
She also stated that the case of epilepsy is unique
because of the pivotal importance of complete seizure
control for patients’ quality of life and the existence of
therapeutic and toxic thresholds which sometimes leave
only a narrow therapeutic window.
This symposium provided the audience with a
comprehensive, up to date and well balanced picture of
all aspects of generic drugs and substitution.

IBE International Editor’s Newsletter Members

EASANT Poster

“IBE has a vision of the world where ignorance
and fear about epilepsy are replaced by
understanding and care”.
Exhibitions
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“Fabulous Fun Action at Call Centre”
On Friday the 22nd June, Community Link Call Centre held a
“Fabulous Fun” Auction to raise funds for The Epilepsy
Centre’s annual badge day.
In the days before, the staff raided their cupboards, drawers,
sheds and gardens for anything and everything we could sell
at the auction.
As we said “Someone’s trash is another person’s treasure”
so, we encouraged everyone to bring in any unwanted items.
There were books, ornaments, kitchen equipment, jewellery,
toys and plants. Plus there were some mystery items
wrapped up so you couldn’t see what they were but ready for
some unsuspecting bidder.
Team Leader, Chenelle, had fun
being the Auctioneer for the event.

The bidding was fast and furious with lots of animation from
the onlookers. There was much laughter and teasing when
the mystery items went off and bidders found out what they
had bought. The auctioneer was very vocal and the bids
were going up and up and up. We even had absentee
bidders who entrusted a friend to bid for them, I wonder if
they are still friends after the price paid for some of the
items? It was a lot of fun, very noisy, with much laughter and
most people ended up buying something. After the event we
found out that we had raised $231 for The Epilepsy Centre
Badge Day.
We are grateful to our Call Centre staff who also volunteered
their time to collect funds before and after work.

Staff involved in the bidding.

One of our call centre staff
volunteers his time to collect
on Badge Day

If your workplace is interested in holding a fundraising event
for The Epilepsy Centre, please contact Lil on 8445 6131.

Results of the Cash
Bonanza Lottery
Drawn 25th July 2007

The Australian Central Credit
Union Lottery was drawn on
21st July 2007. One of our
members won 14th Prize with
ticket number 111936.

1st Prize $30,000
Ticket 765

Total raised climbs to

$9,500

For a full list of the prizes please go
to www.accu.com.au and follow the
links or contact The Epilepsy
Centre on 8445 6131.
First Prize Winner receiving his prize
from Call Centre Operator Kym Pattison

Our sincere thanks to the
Australian Central Credit
Union for supporting The
Epilepsy Centre by giving us
the opportunity to be part of
this community fundraising
event.

Top Drop Wines

2nd Prize $10,000 Ticket 4094
3rd Prize $5,000 Ticket 3960
4th Prize $2,500 Ticket 1632
5th Prize $1,000 Ticket 8664
Plus 115 prize of $100
If you are interested in purchasing
a ticket in our next lottery, please
contact us on 8445 6131,
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As part of our fundraising strategy
The Epilepsy Centre is working in
conjunction with Top Drop Wines to
raise funds to continue to provide
services within the community.
The wines are all made from
grapes grown in Mike Press’s
vineyard at Lobethal in the Adelaide
Hills.
This promotion has been going
just over two years and has had a
great result. Our sincere thanks to
Mike and Judy Press for their
ongoing support of The Epilepsy
Centre.
If you love great wine, don’t miss
this great opportunity! Please
contact The Epilepsy Centre on
8445 6131 for an order form.

Have you renewed your
membership to

Dates to Remember
July

August

1

Membership Due

21

ACCU Lottery Draw

25

Cash Bonanza Lottery Draw

Become a member and receive the following
benefits:

2

Home and Land Lottery commences

• Access to our professional staff for
advice on epilepsy

September 28
October

The Epilepsy Centre?
Financial Membership is from
1 July - 30 June annually.

Disability EXPO 2007

• Personal and family counselling,
advocacy and guidance

8-11

E-Camp—Millicent

17

Physical and Neurological Council Annual
Seminar Connections—Beyond Diagnosis

November

21

Annual General Meeting

December

10

Home and Land Lottery Draw

TBA

Family Fun Day

During our lives we all have been called
upon in various ways to help and care
for a relative or friend who has needed
our assistance and support.
The
majority of us are born with an instinct –
to look after one another.
Through consideration of The Epilepsy
Association of South Australia and the
Northern Territory Inc (EASANT) in your
Will, your gift could help change many
lives. Since 1976 our organisation has
operated a vital community service,
dedicated to improving the quality of life
of children and adults with epilepsy and
their carers and families.
Support,
community education, information and
advocacy services are provided to
people across the State. In addition, the
Epilepsy Foundation of South Australia
undertakes and participates in research
grants about epilepsy.
If you would like more information or
assistance about leaving a bequest to
EASANT, please contact Robert Cole
on 8445 6131.

• Use of our library as well as access to
research papers on epilepsy and related
conditions
• Referral to and information on a range of
specialist community agencies
• Priority access to seminars, special
offers, activities and camps

Please contact Pam on 8445 6131 for Support Groups Dates

You have the power
to help others ……
will you?

• Loan of videos and books

Your
Gift
Will
Make a
Difference

• Significantly reduced fees for camps and
other activities provided by the Centre
• Access to our wide range of support
groups
• A copy of our quarterly newsletter.
Cut here
Membership application /renewal
Name _______________________________
Address ______________________________
____________________________________
_____________________ Postcode _______
Phone _______________________________
Fax

________________________________

Email _______________________________

Annual Membership Fee
(Renewable 1st July each year)

Support the
Epilepsy Association
of South Australia
and the Northern
Territory Inc during
2007 to assist people
with epilepsy and
their families.

Editor: Robert Cole
Published by the Epilepsy Association of South Australia and the Northern Territory Inc,
25 Kilkenny Road, Woodville Park SA 5011. Articles and information in The Epilepsy
Centre "News" are presented as news items only and do not necessarily represent the
official policies or endorsements of the Centre or its members. Please consult an
appropriate professional advisor. Articles appearing in The Epilepsy Centre "News" may
be protected by copyright and cannot be reproduced without the permission of the
editor.
Deadline for submissions for next edition: 15th September 2007
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Concession
Family
Single
Support Organisation
Other Organisation

$11.00
$22.00
$22.00
$22.00
$22.00

(GST included)

Membership fee enclosed
I wish to make a Donation of

$ _______
$ _______

Donations over $2.00 are tax deductible

Total enclosed

$ _______

Please find enclosed cheque/money order or
Debit $__________ from my
 Bankcard  Visa  Mastercard  AMEX  Diners
No __________/__________/__________/_________

Expiry Date __________
Signature ______________________

Services
at a glance
Think about it ...
The Epilepsy Centre is a professional
organisation committed to providing
quality services to people living with
epilepsy and improving community
awareness and attitudes throughout
South Australia and the Northern
Territory.
Our Client Services Team is able to
provide:
• Counselling
• Advocacy
• Care Planning
• Seizure First Aid
• Update training in use of emergency
medications
• Support with quality use of medicines
To do this we provide:
• Home visits
• Office visits
• Hospital visits
• Visits with you to your GP or
Neurologist

This ID Charm Band is stylish,
comfortable and has been
specifically designed to suit people of
all ages, for any reason.
Available in four stunning designs,
the ID Charm Band cleverly conceals
all your vital information on a paper
insert stored inside a small
waterproof capsule securely attached
to the silicone band.
It is up to you what vital information you wish to include: name, date
of birth, emergency contact, allergies, medication, blood group,
doctors’ details—there’s even enough room to include a brief guide
to dealing with a medical condition or allergy reaction in an
emergency situation.
Another great benefit to The ID Charm Band is you can update your
details inside as many times as you wish with no added cost.
The bracelets cost $18.99 each and $4.00 for postage and handling.
For further information contact The Epilepsy Centre on 8445 6131.

Our Client Services Team also
provides education and support to:
• People with epilepsy and their
families/carers
• Workplace organisations
• Aged care facilities
• Essential services personnel i.e
Police, Fire and Ambulance Officers
• Private and government employment
organisations
• Schools, Child Care Centres, TAFE,
and Universities
• Community Organisations
• Health Services i.e Hospital staff,
Community Health Centres to name
a few
Other services:
• Children’s Camps
• Carer’s Retreats
• Support groups
• Epilepsy resource material such as
books, DVD’s, videos and pamphlets
The Epilepsy Centre assists people
epilepsy and their families/carers as
of our commitment to enhancing
quality of life for people living
epilepsy.

You are one in a billion. You have a list of unique details needed in
an emergency situation. They could save your life. So why don’t
you wear ALL of them?

with
part
the
with

If you would like to discuss any of these
services further, please contact The
Epilepsy Centre on 8445 6131.

Yes, I want to help people living with Epilepsy!
Become a member of The Epilepsy Centre Champions Club
Yes, I’ll commit right now by becoming a Club
Champion of people with Epilepsy with my
regular gift of $______
 Monthly

 Quarterly

 Six monthly

I authorize the Epilepsy Association of South Australia and the Northern
Territory Inc to deduct the above amount from my credit card on receipt
of this form and on the same day each succeeding period. This
authority is valid until revoked in writing by myself or the Association.
or

I would prefer to make a gift of $ _____
Please find enclosed cheque/money order made payable to
The Epilepsy Centre
Please debit my
 Visa  Bankcard  Mastercard  AMEX  Diners

Expiry Date ______/______
Name on card _____________________ Signature _______________
Title_______ First Name____________ Surname ________________
Address __________________________________________________
Suburb __________________________________ Postcode ________
Phone (

Email

) ______________________________________________

____________________________________________
Donations of $2.00 and over are tax deductible
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