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The Australian Pregnancy Register is a
voluntary, national register of women
who become pregnant while taking an
antiepileptic drug (AED). It has been
running for 10 years.

increase is related directly to the drugs,
the epilepsy itself, or other factors.

Background
From previous research it is believed that
women who are taking an AED may have
slightly higher incidence (4-6%) of having
babies with birth defects than the general
population (2-3%).

Do not stop medications
without first consulting your
doctor as this may result in
uncontrolled seizures with
potentially serious
consequences for both the
mother and the unborn baby.

After 10 years of data collection and
analysis, there is some evidence
available to determine whether this small

As a result of this study we are getting
closer to defining safer treatment choices.

Purpose
The purpose of the Australian Pregnancy
Register
for Women on Antiepileptic
Medication is:
 To evaluate the incidence of birth
defects resulting from exposure to
AEDs
 To determine if certain AEDs or
combinations are safer than others
 To determine the influence of the
seizures, the epilepsy type, the
genetic background and the
environmental factors on outcome
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Family or health care professionals
calling:
With the woman‘s permission please
provide the Coordinator with her name
and telephone number. The Coordinator
will then call the woman and provide
information about the register and
enrolment.
If the woman agrees to participate a
written information sheet and consent
form will be mailed to her to sign.

266 Port Road, Hindmarsh SA 5007

Following consent, (depending on how
far the woman is along in the pregnancy),
there will be four phone interviews:

P O Box 12, Woodville SA 5011
Telephone
1300 850 081
Facsimile
(08) 8448 5609
Epilepsy Helpline
1300 852 853
Email: enquiries@epilepsycentre.org.au
www.epilepsycentre.org.au
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Enrolment
All calls to the Pregnancy Register will be
answered by a Research Coordinator.
Enrolment can be initiated by the woman,
her family or a health care professional.
For women calling
The Coordinator will provide information
about the Register and ask questions as
to your eligibility.

The Epilepsy Centre

south australia & northern territory

To study the effectiveness of
AEDs on seizure protection in
pregnancy
A link to further studies looking at
developmental effects on children
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Enrolment (10-15 minutes)
S ev en
m onths
g es t a t i o n
(5 minutes)
One month post delivery
(5-10 minutes)
One year following delivery
(5 minutes)

At each phone interview, questions will
be asked r egardi ng epil epsy,
medication, pregnancy and the baby.
Antiepileptic Medications (AEDs)
Acetazolamide (Diamox®)
Carbamazepine (Tegretol®)
Clonazepam (Rivotril®)
Clobazam (Frisium ®)
Diazepam (Valium®)
Ethosuximide (Zarontin®)
Fosphenytoin (Pro-Epanutin®)
Gabapentin (Neurontin®)
Lamotrigine (Lamictal®)
Levetiracetam (Kepra®)
Oxcarbazepine (Trileptil®)
Pregabalin (Lyrica®)
Phenobarbitone
Phenytoin (Dilantin®)
Primidone (Mysolin®)
Solium Valproate Epilim®)
Sulthiamine (Ospolot®)
Tiagabine (Gabitril®)
Topiramide (Topamax®)
Vigabatrin (Sabril®)
Zonisamide (Zonegran®)
Visit www.apr.org.au

Dates of Interest
2010
May 15, Sat
June 18, Fri
July 2, Fri
July 19, Mon
July 20, Tues
Sept 10, Fri
Sept 24, Fri
Oct 4, Mon
Oct 11, Mon
Dec 10, Fri

*Diamond & Ice Gala
Ball (scosa)
End Term 2 (NT)
End Term 2 (SA)
Start Term 3 (SA)
Start Term 3 (NT)
*Boys
End Term 3 (SA & NT)
Start Term 4 (NT)
Start Term 4 (SA)
End Term 4 (SA & NT)

To celebrate scosa‘s Diamond
Anniversary, the major auction will
include:
 A $10,000 Diamond sponsored by
Max Langley Jeweller
 A return trip for two from Adelaide to
London donated by Singapore
Airlines
 5 nights at InterContinental Hotels
and resort‘s flagship hotel, the
London Park Lane, donated by
InterContinental Adelaide
 A Framed electric guitar signed by
The Rolling Stones
Three lucky guests will have the
opportunity to win a ¼ carat diamond
from Max Langley Jewellers on the night
and there will be a silent auction where
guests can enjoy the fun of bidding for
some real treasures!
During the evening, guests will be
treated to a delicious tasting plate
entrée, main course and a selection of
desserts, accompanied by premium Step
Rd wines and plenty of music to get your

heart pumping.
Where
Adelaide Convention Centre
North Terrace, Adelaide
When
Saturday 15 May 2010
Tickets $140pp
Pre dinner drinks 7.00pm—7.30pm;
Dinner and dancing until 12 midnight
Dress: Black Tie & sparkles

Wear Red Race Day
For those of you that didn’t manage to
get to Wear Red Race Day– the event
was a huge success!
Nearly 400 people partied at Allan Scott
Park Morphettville, thoroughly enjoying
themselves and awaiting next year‘s
Wear Red Race Day with great
anticipation.
Wear Red Race Day 2011 is scheduled
to be held on Saturday 12 April 2011.
So don’t miss out next year and put it
in your diaries.
Pictured: The Divas, celebrating at Wear Race Day

The Divas are proud to invite you to
the dazzling Diamonds & Ice Gala Ball,
which celebrates scosa’s (Spastic
Centres of South Australia) 60th
Anniversary of service to South
Australia

 don’t miss out  book your tickets NOW!  1300 850 081 
Epilepsy Report, Autumn 2010
south australia & northern territory
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A message from our CEO
 Counselling

Education

 Education

sessions are provided as
requested from community and
Government organisations

 Education

sessions are provided to
clients as requested through support
groups and workshops including an
increase in Intranasal Midazolam
training sessions for families

 Requests

for Information
continue to increase

packs

 School

training is increasing as are
requests for employer training

 Our Service Coordinator has been busy
attending a number of schools
providing education on learning issues
and supporting teachers with
Negotiated Curriculum Planning
Robert Cole

Clinical & Counselling.

Greetings…..
Our Team has been very busy and I
thought it appropriate to tell you a
little about just some of what we have
been providing at The Epilepsy
Centre.

 We

provide advocacy support to a
number of families whose children
attend school. Some schools have
been reluctant to provide support for
the students. Our Client Services Team
commitment to these families has
resulted in better support

sessions have increased
as have requests for employment
support

Service Delivery & Quality

 Our

Client Services Manager now
consults at Epilepsy Clinics for half a
day
with
Paediatricians
and
Neurologists from Flinders Medical
Centre referring patients to him directly.

 The

Client Services Team conducted
the Children‘s Workshop which was
held April 6-8

 The

Personal Organisation Workshop
was held and was a great success with
good feedback from participants

 Our

Family Camp 2010 was held
16-17 April, with over 120 participants.
Some families attended the dinner on
the Saturday night as there were no
more cabins. We were fortunate to
have four volunteers attending to help

 Our

Client Services Manager attended
a meeting of Noarlunga Council
regarding service delivery in the south.
This will be a regular meeting to
discuss issues for support services in
the area

Coffee and Conversation

 We have a

Coffee Groups are held on the 3rd
Wednesday of each month at
10.00am at a venue near you so that
you can meet informally and catch
up with others that are affected by
epilepsy. We will have a red rose on
the table nearest to the door so that
you can recognise us.

15 December ‘10
Gloria Jean‘s,
Borders Bookshop,
Rundle Mall

 Our

We will also be trialing other sessions to
link people that may have common
interests i.e. young mothers, all male
group etc. A few evening meals may
also be a possibility so watch this space.

 The

19 May ‘10
Gloria Jean‘s,
Jetty Road, Glenelg

Central Support Group
Meetings held the last Monday of each
m o nt h exc ep t Pu b l i c Ho li d a y s
1.30 - 3.30pm at The Epilepsy Centre
266 Port Road, Hindmarsh.

16 June ‘10
Billy Baxter‘s,
Tea Tree Plaza
21 July ‘10
Spargo‘s,
Marion Shopping Centre

Please phone Pam on 1300 850 081 to
register your interest for any of these
events or contact one of our Client
Services Team on 1300 850 081 for
times and venues, as these may
change.

18 August ‘10
Gloria Jean‘s,
Borders Bookshop,
Rundle Mall

Can’t make it?
We are always available for a home visit.

15 September ‘10
Café Aqua,
Elizabeth Shopping Centre
20 October ‘10
Spargo‘s,
Marion Shopping Centre
17 November ‘10
Coffee Bar,
Woodcroft Shopping Centre

Epilepsy Report, Autumn 2010
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number of clients currently
undertaking our E-Job program
Client Services Manager visited
Epilepsy Foundation of Victoria to
discuss a new service delivery model
and to help with Intranasal Midazolam
protocols
first NT E-Camp is scheduled for
14-16 July 2010

 Our

Client Services Coordinator NT
visited Katherine to meet with key
service providers there and provide
some training and information to
schools. Her visit was well received
with requests for future visits already
being planned

 Request

for services in Darwin have
increased and our Client Services
Coordinator has been networking with
other agencies

 Projects we are working on for 2010
✬ E-camp SA (October)
✬ E-camp NT (July)
✬ Children‘s Memory and

Learning
Workshop
✬ Seminar with Dr Koopawitz on
Psychological Issues and Epilepsy
✬ Day out sand sailing with teenage
boys with epilepsy
✬ Children‘s book on Epilepsy
✬ Seizure First Aid courses and
Midazolam Courses for parents
✬ Planning Trivia Challenge national
campaign school pilot
Robert Cole
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Media Release: PBS decisions need greater consumer input

Consumers and the community should be more involved in the Pharmaceutical Benefits Scheme listing process that determines
which new medicines are subsidised by the Government, Medicines Australia acting chief executive Dr Brendan Shaw said today.
Dr Shaw was responding to a new report released this week by international consulting firm Deloitte – Enhancing Consumer
Involvement in Medicines Health Technology Assessment. The report was commissioned by pharmaceutical company Eli Lilly.
―Medicines Australia supports greater community involvement in the Government‘s process for evaluating medicines for the
Pharmaceutical Benefits Scheme,‖ Dr Shaw said.
―Australia must continue to work towards greater consumer and community involvement in the evaluation process, in line with
international best practice.
―A number of developed countries have moved to better involve patient, carer and community evidence in the development of national
medicines policies and the appraisal of new products.‖
The report finds that Australian consumers and the community have less involvement in the process than countries such as England,
Canada and Scotland.
―This timely report has a number of important recommendations about how community and patient input into the health technology
assessment process can occur and be improved,‖ Dr Shaw said.
―We are working with the Federal Government and consumer groups to help position Australia at the vanguard of health technology
assessment globally.‖
The issues raised in the Deloitte report are among those canvassed by Medicines Australia in its submission to the Federal
Government‘s Health Technology Assessment Review currently underway.
Medicines Australia and the Government agreed to explore ways to enhance patient involvement in the PBS listing process as an
outcome of their Joint Medicines Policy Conference in 2008.
The Deloitte report is available at: http://www.deloitte.com/view/en_AU/au/industries/Lifesciencesandhealth/index.htm

Ginkgo Herbal Medicines May Increase Seizures in
People With Epilepsy
Restrictions should be placed on the
use of Ginkgo biloba (G. biloba) -- a
top-selling herbal remedy -- because
of growing scientific evidence that
Ginkgo may increase the risk of
seizures in people with epilepsy and
could reduce the effectiveness of antiseizure drugs, a new report
concludes. The article appears in
ACS' Journal of Natural Products.
It also suggests that Ginkgo may have
harmful effects in other people after
eating raw or roasted Ginkgo seed or
drinking tea prepared from Ginkgo
leaves.
Eckhard Leistner and Christel Drewke
note that consumers use pills, teas, and
other products prepared from leaves of
the Ginkgo tree to treat a wide array of
health problems. Those include
Alzheimer's disease and other memory
loss, clinical depression, headache,
irritable bladder, alcohol abuse,
blockages in blood vessels, poor

concentration, and dizziness. Scientific
concern focuses mainly on one chemical
compound in the herb. It is a potentially
toxic material known as ginkgotoxin.

aware of these risks, in order to enable
them to make informed decisions about
the use of these preparations."

They reviewed scientific research on
Ginkgo, and found 10 reports indicating
that patients with epilepsy who take
Ginkgo products face an increased risk
of seizures. They note that laboratory
studies explain how Ginkgo could have
that unwanted effect. Ginkgotoxin seems
to alter a chemical signaling pathway in
ways that may trigger epileptic seizures.
Further evidence showed that Ginkgo
can interact with anti -seizure
m edications and reduce th eir
effectiveness. "Contrary to our own
previous assumption, we are now
convinced, however, that G. biloba
medications and other products can
have a detrimental effect on a person's
health condition," the report concludes.
"It is therefore important that the large
number of G. biloba product users and
their health care providers be made

American Chemical Society (2010, January 27).
Ginkgo herbal medicines may increase seizures in
people with epilepsy. ScienceDaily. Retrieved
February 1, 2010, from http://www.sciencedaily.com
- /releases/2010/01/100127113749.htm
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Inquiry into impact of epilepsy

Parliamentary Friends of Epilepsy
INFORMAL INQUIRY INTO THE
IMPACT OF EPILEPSY IN AUSTRALIA
PARLIAMENT HOUSE CANBERRA 30
NOVEMBER 2009
Ep ile p s y is o n e o f t h e mo s t
misunderstood, and therefore least
understood, conditions of our time. It
does indeed ‘stay in the shadows’ of our
community.
Some of the earliest writings on this
disease reveal that it was once known
as the ‘Holy Sickness’ and notably
studied by the Greek physician
Hippocrates. Recent translations of a
Babylonian tablet dating from about 500
BC have revealed even earlier
descriptions of epilepsy.
St Mark in Chapter 9, Verses 17-18,
indicated an incident of epilepsy; "he
has an evil spirit in him and can not talk.
Whenever the spirit attacks him, it
throws him to the ground, and he foams
at the mouth, grits his teeth and
becomes stiff all over." Today the
condit ion would most like ly be
diagnosed as a grand-mal seizure, but
at the time, traditional healers would
most likely surmise that there had been
an act committed against God, along
with the presence of demons, that
caused the horrific episode.
Although times have changed and
diagnosis and treatments improved,
sadly, the wider public still has little
knowledge of the condition.

Epilepsy Report, Autumn 2010
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It is time that all sectors of the
c o mmu n it y , fr o m po lit ic ia n s t o
shopkeepers, neighbours, employers
and particularly those in the public
sector charged with assisting people
with disabilities, unite to ensure that
awareness raising and education of this
disabling condition becomes a social
priority.
PARLIAMENTARY FRIENDS OF
EPI L EPSY: T HE IM PACT OF
EPILEPSY IN AUSTRALIA IN 2009
Parliamentary Members
Jill Hall MP, Senator Gary Humphries,
Damian Hale MP, Mark Coulton MP
BACKGROUND
The Parliamentary Friends of Epilepsy
group was formed in 2008 following
lobbying by members of JECA.
Subsequently, the Parliam entary
members group resolved to further the
support provided to this large, but not
widely known or accepted condition, by
calling for submissions from interested
parties, particularly patients and carers.
The submissions were sought with a
view to holding an informal hearing to
gain views of patients, carers and
professionals involved with Epilepsy.
Some comments on those submissions
are included in this report.
THE HEARING
The informal hearing was held in
Parliament House Canberra on Friday
30 November 2009, commencing at 9.30
am. The Parliamentary members
welcomed participants and expressed
thanks for their co-operation in making
themselves available at short notice.

All participants expressed their thanks
for holding the inquiry, as it was the first
time the condition was having a national
voice, the opportunity to come out of the
shadows, and to raise awareness of the
condition for politicians and the general
public.
Two main sessions were held, one in the
morning for the professional and
organisation support groups, and an
afternoon ‗round table‘ session to
provide an opportunity for persons with
epilepsy and their carers, to provide
input to the discussion.
RECOMMENDATIONS:
1. That the Government undertake a
comprehensive education/awareness
raising program on epilepsy for all
sectors of the community, including
government agencies such as
Centrelink.
2. That Government departments,
especially Centrelink, be required to
review their policies to include a new
definition of disability that includes
epilepsy, provide better access to
services and benefits for those
affected by epilepsy and one
application to cover access to
services in all government agencies.
3. That positive employment and
support services in government
agencies be developed to recognise
the needs, abilities and contributions
of those with epilepsy, thereby
removing barriers to employment for
this group.
4. That additional questions regarding
epilepsy be included in the National
Health Survey to provided accurate
data on incidence, treatment etc.
5. That greater emphasis be placed on
research, data collection and

JECA’s address to the inquiry
standardisation of data regarding
epilepsy.
6. That adequate government funding be
made available to the various Epilepsy
support groups and that they be
encouraged to work together to
ensure they attract maximum funding.
7. That initial training and ongoing
medical education for GP‘s and
nurses be reviewed and improved to
ensure training is adequate in
quantity, is of a high quality and is
current in relation to diagnosis,
treatments and impact in individual
lives. Ongoing education and training
to be provided through the Urban
Division of General Practitioners and
existing Nurse Education Networks.
8. That given the unique transport
difficulties, including public transport,
experienced by those with epilepsy
resulting from the nature of sudden,
episodic seizures and the aftermath;
State Governments be encouraged to
review taxi voucher eligibility criteria to
better accommodate the needs of
those with epilepsy.
9. That the Parliamentary Friends of
Epilepsy support recommendation No
6 of the ‗Who Cares‘ Report:
“Recommendation 6: That the
Australian Government consider
consolidating portfolio responsibility
for people with disabilities, people with
mental illness, the frail aged and their
carers into a single Australian
Government department.”
10. The Parliamentary Friends of Epilepsy
believe that the process for approving
new treatments and technologies for
epilepsy needs to be responsive to the
latest scientific developments.
11. That investigation into ways to
improve access to services, doctors
and specialists for rural and regional
areas be undertaken.
12. That the Federal Government support
a system of Epilepsy Ambassadors
across Australia.
13. That the Federal Government write to
the States and Territories to ensure
that epilepsy is covered by the criteria
for disability in all areas.

Australian Chapter of the International
Bureau for Epilepsy
The Joint Epilepsy Council of Australia
(JECA), as the national voice for all
Australians living with epilepsy, strongly
believes that people living with epilepsy
are entitled to the quality of life enjoyed
by the majority of Australians.
The number of submissions received
within the short timeframe bears
testament to the strength of feeling in the
community.
People living with epilepsy, their families,
carers and support organizations
welcome the opportunity to present the
lived experience of epilepsy as it exists
in Australia today.
10% of Australians will have a seizure
during their lifetime (2.1million), while
3–4% will be diagnosed with epilepsy
(630,000-840,000).
The ageing population coupled with the
prevalence of seizure onset in people
over 60 means a significant additional
challenge lies ahead.
In our recommendations to the Inquiry,
JECA has identified six key areas that
it believes will produce systemic and
lasting change in delivering a ‗fair go‘ for
all Australians living with epilepsy.
1. Epilepsy health data.
2. Medical Scientific and psychosocial
epilepsy research.
3. National epilepsy awareness
campaign.
4. Epilepsy inclusive Workplaces.
5. Universal establishment of epilepsy
primary care teams.
6. National support office.
The changes as recommended by JECA
will enable all those living and coping
with the far-reaching impacts of this
‗invisible condition‘ to participate fully in
all aspects of Australian life without the
fear of stigma or discrimination.

Government support for the non-medical
epilepsy sector is inconsistent. Some
state and territory governments provide
no funding at all. The average funding
per annum per person with epilepsy
across Australia is $8.
JECA recognizes the constraints of the
current economic climate.
With better utilization of existing
government resources, systemic change
can occur to improve the quality of life of
people living with epilepsy. There is
evidence both from Australia and
overseas that the current health
paradigm is not working in the best
interests of people with epilepsy, and is
unnecessarily consuming scarce
resources in the accident and
emergency, and diagnostic areas of our
hospitals.
Australia has islands of world‘s best
practice in epilepsy care and it is now
time to develop these into an overall
system of epilepsy care accessible to all.
JECA seeks the opportunity to contribute
on behalf of people living with epilepsy to
the reform process. We seek
partnerships to progress harmonization
of epilepsy services across the States
and Territories.
JECA works collaboratively as a group,
shares resources, engages with local
and state stakeholders and represents
the community of people living with
epilepsy. JECA thinks nationally and
delivers locally.
In conclusion, on behalf of all epilepsy
associations and their clients can I
express my heartfelt appreciation for
your initiative in establishing this Inquiry.
Your efforts are invaluable in bringing
epilepsy out of the shadows.
Graeme Shears
Chair, Joint Epilepsy Council of Australia
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Beating Bad Seizures (Part 1):

continued from Dec 2009

Left Side of the Brain

2. If the seizure focus were located
here, the beginning of a seizure
(aura) would be some change in
sensation (sense of touch) in the right
leg. The sensation could be
numbness, tingling, pins and needles,
or some other unusual feeling. This
location is in the ―sensory strip‖
located in the parietal lobe of the
brain.
3. If the seizure focus were located
here, the symptom would be some
sort of muscle twitching, movement,
or contraction in the right arm. This
location is in the ―motor strip‖ of the
frontal lobe of the brain.
4. If the seizure focus were located
here, the beginning of the seizure
(aura) would likely be some strange
change in vision. Bright lights might
suddenly appear, or colors, darkness,
or some other change in vision. This
location is in the ―visual field‖ of the
occipital lobe of the brain.

Robert J. Mittan, Ph.D., author and
presenter of Seizures & Epilepsy
Education (S.E.E.) in Exceptional
Parent magazine, Volume 35, Issue 6,
pages 32-39, June 2005 (reprinted with
permission.)
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Seizure Focus & The Brain
1. If the seizure focus were located
here, the beginning of the seizure
(aura) would likely be a strong smell.
Some people smell something like
burnt rubber, rotten eggs, or a rose at
the beginning of their seizure. This
location is the front tip of the temporal
lobe of the brain.

5. If the seizure focus were located
here, the beginning of the seizure
(aura) would likely be the appearance
of someone‘s face or image. This
location is in the temporal lobe of the
brain.
6. This spot is actually on the inside
surface of the temporal lobe. If the
seizure focus were located here, the
beginning of the seizure (aura) would
likely be a strong feeling, such as
anger, fear, or depression, or a
thought or memory.

Common Seizure Types
Age
of
Onset

Seizure
Type

Seizure
Family

Ease of
Control

TonicClonic
(Grand Mal)

Generalized
(means the
wave starts
out
all over the
brain at once)

1-20,
rarely
adults

Child‘s entire body stiffens all at once. Will fall to floor if standing. Stays stiff
without shaking for several seconds (tonic phase), then begins to shake,
slightly at first, then becoming more pronounced and slower (clonic phase).
During clonic phase muscles are actually contracting and relaxing, giving the
appearance of convulsions. Shaking stops. The child is usually not arousable
up to a few minutes after the seizure stops, breathing sounds laboured and
slowly calms down. The child usually wants to sleep, sometimes for several
hours. Once conscious, the person may be temporarily confused after the
seizure.

Usually
easy

Absence
(Petit Mal)

Generalized

4-20,
very
rare in
adults

The child appears to stare into space for a few seconds. Does not fall. There
may be slight rhythmic movements of the eyelids, hands, head, or other body
part. Recovery is instant after the seizure, with no lingering confusion.

Usually
easy

Myoclonic

Generalized

Any age Sudden, brief, uncontrolled muscle jerk involving the entire body or part of the
body (usually the upper half.) May cause the child to fall or to appear to throw
something they were holding in their hand at the time of the seizure. These
seizures may occur in groups of many, particularly after waking. No
impairment of consciousness or very quick return to consciousness after
seizure.

Difficult

Tonic

Generalized

Mostly Stiffening of the entire body, lasting a few seconds up to a minute or so. Many
children ―drop attacks‖ are actually tonic seizures.

Difficult

Clonic

Generalized

Mostly Stiffening and relaxing of muscles, usually including the entire body.
children Gives the appearance of ―convulsions.‖

Usually
easy

Atonic
(drop
attacks)

Generalized

Mostly Sudden, brief loss of muscle control. The child goes limp. Often falls, with risk
children of injury from fall. No impairment of consciousness or very quick return to
consciousness after seizure.

Very
difficult

Infantile
Spasm

Generalized

3 to
7(+)
Months

Very
difficult

Complex
Partial

Partial
(means the
wave starts
from just one
part of the
brain)

Any age Most common kind of epilepsy. Many different presentations, always with loss
or impairment of consciousness. Often starts with a stare. The child may then
make chewing movements, pick at their clothing, or wander around. Eyes are
open, but the child does not respond to other people. Can last several
minutes. The child is confused for moments or several minutes or more after
the seizure ends. Memory disturbance after seizure can last minutes to hours.

Simple
Partial

Partial

Any age Varied presentation, all with no loss of consciousness. Could be a body part
shaking or a change of sensation in a body part. Can also be a feeling or a
thought that suddenly appears, always the same one.

Sometimes
difficult

Secondarily
Generalized
(Grand Mal)

Partial

Any age Looks like a tonic-clonic seizure, except something else happens before the
stiffening phase. This seizure starts as either a simple partial or complex
partial seizure (see above for possible symptoms) before the ―wave‖ spreads
to involve the entire brain, at which point the seizure looks like a tonic-clonic.
Aura before seizure also a clue. Important to recognize the difference from
tonic-clonic as the treatment is usually different than for tonic-clonic.

Sometimes
Difficult

Description

Looks like a brief muscle spasm. Arms and legs extend for a moment. Head
and chin may move toward chest.

Often
difficult
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A National Disability Insurance
Scheme..… because disability can
affect anyone, anytime
The Epilepsy Centre has just joined the
growing list of organisations supporting
calls for a National Disability Insurance
Scheme.
Some of you may have seen recent
media articles regarding the scheme and
wondered what it is all about. The
Epilepsy Centre has joined the cause
because we believe this scheme has the
potential to transform the lives of
Australians with a disability and their
families.
We all know the problems that confront
people with a disability and their
families. Too little support, too long
waiting lists. Too much red tape.
Inequitable, unfair and just plain
frustrating.
These problems are historic problems.
They are systemic problems. They are
not the result of individual failings, but
the result of a long history of neglect and
underfunding. People who work in the
system are also frustrated by the
constraints they face every day in trying
to support people with a disability and
their families.
All of this is not news to us at The
Epilepsy Centre. W e have long
advocated for change. We have decided
to throw our support behind calls for a
National Disability Insurance Scheme
because we believe this scheme has the
potential to solve many of the problems
which beset the system.
There are many misconceptions in the
community about such a scheme. In
reality the concept is very simple.
A National Disability Insurance Scheme
would provide funding for early
intervention, essential care, support,
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therapy, aids and equipment, home
modifications and training.
Most importantly, the scheme would
provide assistance to all people with a
significant disability, no matter how their
disability was acquired. It will put an end
to the current inequities that see people
receiving different levels of support
depending on how, when and where
their disability is acquired.
It shouldn‘t matter whether you are born
with a disability, acquire one through a
car accident or develop one through a
serious illness. Everyone should be able
to get what they need, when they need it,
to ensure they have every opportunity to
reach their full potential.
The focus of this scheme would be on
those approaches which maximise
opportunities for independence,
participation and productivity. Early
intervention would be a priority. The
system would be person-centred and
individualised – support would be based
on the needs and choices of person with
a disability and their family.
In short, the scheme is all about people
getting what they need to get out and
about.
Providing people with a disability with
what they need, when they need it,
should also reduce the responsibility
currently borne by families and enable
them to more fully participate in the
economy and the community.
The scheme would be funded by all
taxpayers through general revenue or
through a Medicare-type levy. Funding
for support and services would then be
drawn from this pool of funds.
Support for a National Disability
Insurance Scheme does not mean that
the very important work of dismantling
the multiple barriers that people with a
disability and their families face every
day will come to an end.

The work of challenging the
discrimination and exclusion experienced
by people with a disability and their
families must continue. The work of
changing community attitudes must
continue. The very important work of this
organisation will continue. Our advocacy
on a range of issues will not grind to a
halt.
But every now and again a big idea
comes along that has the potential to
transform lives. We believe this scheme
is such an idea.
People beyond the disability sector have
recognised the significance of this idea
and the difference this scheme will make.
Groups as diverse as the ACTU and the
AMA have joined disability and carer
organisations in supporting the call for
the introduction of a scheme. Influential
segments of the media are also
supporting the campaign.
But the authentic voice of people who
are grappling with the issues every day
must still be heard. The scheme won‘t
become a reality without significant grass
roots support. We need to get out and
convince politicians on both sides of the
fence as well as the broader community
of the necessity of this scheme.
So we are asking you to demonstrate
your support. Visit www.ndis.org.au for
more information.
Sign the petition. Get your family and
friends to sign it too.
Email or visit your local MP. Tell them
what your life is like and what you would
like it to be like. Tell them how such a
scheme would make a difference in your
life.
Become a champion and spread the
word. After all, it‘s about ensuring a fair
go for all Australians.

New Light Shed on Epilepsy
Exciting new research using human
brain tissue taken from people who
have epilepsy has opened the way for
possible new treatments for the
disorder.

brain wave, or oscillation, which occurs
in the intact epileptic human brain and
which scientists believe is a precursor to
an epileptic seizure.

Scientists at Newcastle University have
for the first time been able to record
spontaneous epileptic activity in brain
tissue that has been removed from
patients undergoing neurosurgery.

Using a combination of experimental
techniques, the team have shown that
rather than being controlled by chemical
signals which most conventional antiepileptic drugs target, this oscillation
relies on direct electrical connections.

Led by Newcastle University's Dr Mark
Cunningham, the research has revealed
that a particular type of brain wave
pattern associated with epilepsy is
caused by electrical connections
between nerve cells in the brain -- rather
than chemical ones. This means the
traditional drugs are useless to them.
Published in the Proceedings of the
National Academy of Sciences (PNAS),
Dr Cunningham said the findings marked
a huge step forward in our
understanding of a disease which affects
an estimated 45 million people
worldwide.
"Until now we have only been able to
mimic epilepsy using experimental
animal models but this can never give
you a true picture of what is actually
going on inside the human brain in
epilepsy," explained Dr Cunningham
who is based in Newcastle University's
Institute of Neuroscience.

"This may explain why the traditional
drugs that target chemical connections
don't work for patients with this kind of
epilepsy," explains Dr Cunningham, who
conducted the research with his
colleague Professor Miles Whittington.
"These findings have massively
increased our understanding of epilepsy
and offer real hope in terms of finding
new ways of tackling the disease.
"The next step is to understand what it is
that triggers the transition between the
underlying epileptic state of the brain
cells and the fast oscillations that are
responsible for causing a seizure."
Newcastle University (2009, December 1). New light
shed on epilepsy. ScienceDaily. Retrieved February
1, 2010, from http://www.sciencedaily.com- /
releases/2009/11/091130151323.htm

Be in it to win it

"Our findings help us to understand what
is going wrong and are an important step
towards finding new epilepsy treatments
in the future."
The study
The first line of treatment for patients
with epilepsy uses anti-epileptic drugs to
control seizures.
However, in almost 30 per cent of
patients the drugs don't work. In this
case, one course of action available to
them is a neurosurgical procedure in
which the brain tissue responsible for the
epilepsy is removed from the patient.
Working in collaboration with the
Epilepsy Surgery Group at Newcastle
General Hospital and IBM Watson
Research Centre in New York, the team
-- with permission from the patients -have taken this epileptic tissue into the
lab and 'fooled' it into thinking it is still
part of the living brain.
They have then been able to record
electrical signals from individual neurons
and also networks of neurons.
Comparing this with normal brain tissue
activity they managed to record an
underlying 'noise' -- a particular type of

1st Prize

Mitsubishi Outlander
XLS plus Luxury Pack
valued at $52,000*

2nd Prize

Jurgen ‘Terra’ Caravan
valued at $37,000*

3rd Prize

Solahart 300L Hot Water
System + 1kW Solar PV
System incl. installation
valued at $20,500*

165 great prizes with a total prize pool
valued at over $280,000

Services at a glance
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
O ur Cli e nt Se rv i ce s 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

So don‘t miss out, tickets are selling fast.
Tickets are only $2 each and come in
books of 10.

The Epilepsy Centre assists people
with epilepsy and their families/carers
as part of our commitment to
enhancing the quality of life for people
living with epilepsy.

To purchase a book/s please send in
your money $20 per book with your
name, address and phone number or call
1300 850 081 with your credit card
details and we will send your tickets out
to you. The Lottery is drawn Saturday
24th July 2010.

If you would like to discuss your needs
of any of these services further,
please contact The Epilepsy Centre
on 1300 850 081 for a confidential
d i s c u s s i o n wi t h o n e o f o u r
professional Customer Service Team.

Licence No: M12030
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2010 Badge Day
Our state-wide annual Badge Day, Friday 10
September 2010 will enable us to raise
funds to assist the epilepsy community.
The Epilepsy Centre is committed to
supporting people in the community who
have epilepsy, as well as their families,
friends, schools and employers. We do this
through skilled counselling and specialised
training programs.

We Need You!
The funds raised through the Badge Day
Appeal will allow us to continue to provide
advocacy, counselling, education, support
groups, retreats and camps to people with
epilepsy and their families
Anyone who can assist us by collecting
for an hour or two can call Jenny at
The Epilepsy Centre on 1300 850 081.

for people living with epilepsy
Will our children and grandchildren
inherit a future free of seizures and
stigma?
That depends on you and me, people
who understand the challenge, and still
dream of a future where not another
moment is lost to seizures.
The Candle of Light Society is our
community of committed individuals and
families who invest in transforming life for
people with epilepsy.
By remembering The Epilepsy Centre in our
Wills and estate plans we participate in a
shared vision of a future free of seizures and
stigma.
In addition to certain tax
advantages, we receive complimentary
subscription to the Epilepsy Report-South
Australia and Northern Territory, recognition
in the Annual Report (optional), and
personalised visits with senior Centre staff
at your convenience.
Will you join us?
Your help will transform livesso that not another moment is lost to
seizures.
Call us on 1300 850 081 and leave your
mark on the future.

The Global Campaign Against Epilepsy:
Out of the Shadows (GCAE) is a joint
project of the International Bureau for
Epilepsy (IBE), the International League
Against Epilepsy (ILAE), and the World
Health Organization (WHO).
The
campaign is led by a Secretariat, which
comprises two Co-chairs – IBE President
Mike Glynn and ILAE President Nico
Moshé - representing the IBE and ILAE
Ex e cut iv e
Comm itte e s,
a nd
a
representative of the WHO (Tarun Dua).
Hanneke de Boer serves as Coordinator
of the Campaign, reporting directly to the
Presidents.
Shortly after the start of their term as Cochairs for the period 2009-2013, Mike Glynn
and Nico Moshé took the decision to set up
a GCAE Task Force, charged with assisting
the GCAE Secretariat in establishing the
future direction of the campaign.
Following a first meeting of the Task Force,
a recommendation was made to identify
individuals from each IBE and ILAE region,
who would act as liaison points between
their region and the GCAE. This would
facilitate a two-way channel of
communication between members in the
region and the campaign, in particular
allowing reporting of campaign activities
back to the region.
A number of international representatives
have now been approached to act as a
liaison point. Robert Cole, CEO of The
Epilepsy Centre, is Chair of the Western
Pacific Region (WP) and will act as WP
Liaison.
He is looking forward to
progressing the campaign to even greater
achievements in the coming years.

