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Patients with epilepsy worry more than
their doctors do about the potential
memory loss accompanying their seizure
disorder, according to a recent study.
In a survey, patients with epilepsy as a
group ranked memory loss as their
second-most important concern on a list
of 20 potential medical or social
concerns. Memory loss as a concern
came in 12th in the frequency of
responses among concerns recorded by
physicians and nurse practitioners who
completed the same survey.
Patients and practitioners agreed overall
on three of the top five concerns: having
a seizure unexpectedly, the legal right or
ability to drive and seizures not being
controlled. Practitioners ranked problems
with medication side effects as their
second-highest concern, and patients

ranked being a burden to their family as
their fifth-highest concern.
Both groups agreed that having a seizure
unexpectedly was the No. 1 concern.
Almost three-fourths of practitioners and
just over half of patients ranked
unexpected seizures as their biggest
worry.
"In a lot of cases, there was a fair amount
of overlap, but the thing that the patients
had on their radar screen that
practitioners didn't was the memory issue.
Memory was a concern for a larger
percentage of the patients than we had
anticipated," said James McAuley,
associate professor of pharmacy practice
and neurology at Ohio State University
and lead author of the study.

in the clinic by addressing seizures. But we
don't typically sit down with a patient and
say, 'Tell me about your memory.' This has
heightened the awareness of our clinicians

...Continued P2

Meet our newest
team member
Story Page 3

"Indirectly, we address memory concerns
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Patients with epilepsy who require multiple
drugs to control their seizures are at higher
risk of suffering side effects as a result of
the combined drugs, he added. About 15
drugs compose the arsenal of medications
available to treat the disorder.

266 Port Road, Hindmarsh SA 5007

For these reasons, McAuley said,
practitioners strive to prescribe medications
at dose levels that can control seizures
while also minimizing side effects a
sometimes daunting task. The most
common side effect associated with these
drugs is sleepiness, he said. This can occur
with medicines designed to dampen
excitation in the affected area of the brain.
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"If you overshoot the dampening by
applying more brake than gas, then there is
a potential that the patient may be tired," he
said.

A Member of

Epilepsy Report

He said that memory loss in epilepsy
patients tends to be accompanied by
awareness of the forgetfulness. For
example, patients might know they went out
to lunch a few days ago, but cannot
remember what they ate.
Research has shown that drugs specifically
designed to improve memory, such as
those for patients with dementia, have not
been effective in patients with epilepsy this
is probably because the medications act on
a completely different part of the brain,
McAuley noted.

The Epilepsy Centre

south australia & northern territory

The questionnaire's demographic data
showed that 57 percent of respondents,
or 147 patients, had had seizures within
the last six months. Only two overall
responses differed significantly based
on these characteristics: Patients with
controlled seizures were more likely to
report the legal right or ability to drive as
one of their top concerns as compared
with patients with uncontrolled seizures,
and patients with uncontrolled seizures
were more likely to report a lack of
seizure control as a concern than were
patients
whose
seizures
were
controlled.

McAuley said that people with epilepsy
know that cognition can be an issue for
patients over time. There are generally four
ways that memory can be affected by
epilepsy:
medication
side
effects,
uncontrolled seizures, the effects of the
disease itself on the brain, and associated
mood disorders such as depression and
anxiety.

The Epilepsy Centre Staff
Robert Cole

The study revealed two gaps between how
the two groups thought about the disorder:
Patients as a group were far more
concerned about memory loss than were
practitioners,
and
practitioners
demonstrated
more
concern
about
unexpected seizures than did patients.

In all, 71 percent of practitioners listed an
unexpected seizure as their top concern,
compared to 51 percent of patients. Fortytwo percent of patients listed memory
among their top five concerns, compared to
only 21 percent of practitioners.

Medical Advisors

Chief Executive
Officer:

Some antiepileptic medicines can also
cause weight gain or weight loss.

"The mantra in our clinic is, 'No seizures, no
side effects,' so uncontrolled seizures are
seen
as
a medical concern by
practitioners," McAuley said. "Patients tend
to not want to have seizures because of the
social stigma. An interesting point in this
context is that we believe in the clinic that if
we can improve seizures, we will improve
memory."

His Honour
Tom Pauling AO QC
Administrator of the NT
Vice Patrons

and should serve as a wake-up call to all
practitioners treating people with epilepsy."
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McAuley noted that he was surprised to
find that the strong concern about
memory crossed over both groups of
patients.
"I would have anticipated that if patients
are doing well, they are not worried
about memory, driving, or loved ones
having to take care of them because
they are doing OK," he said. "That also
tells us that even though they're doing
OK, they know that because of the
unexpected nature of seizures that it
could happen tomorrow, next week or
two years from now. So I guess there is
still underlying anxiety that seizures may
return."
The researchers concluded that overall,
practitioners are aware of their patients'
concerns, memory notwithstanding.
Patients' five most frequent concerns
matched the seven most frequent
concerns listed by practitioners.
The scientists plan to delve more deeply
into this area of research by exploring
what causes are behind memory
problems that patients do report.
"We'll try to differentiate the cause of the
memory problem and that will help
guide us to either increase medication
doses to get better control of seizures,
decrease doses to eliminate side
effects, or use an antidepressant to
address mood," McAuley said. "It's quite
a murky area and our goal is to learn
more by dissecting the reasons for
memory loss."
Ohio State University. "Epilepsy-linked
memory loss worries more patients than
doctors." Science Daily 10 March 2011.
24 March 2011
If you have issues with memory loss or
forgetting things, The Epilepsy Centre
can possibly help. We have a number
of different strategies that may be of
benefit to you. Call us on 1300 850 081
and talk to someone from the Client
Services Team for more information.

Meet “Trigger”, The Epilepsy Tiger

“Hey kids, if you want a signed poster of me
reminding you of your triggers, send me an e-mail
telling me what your triggers are and I will send
you out a personalised poster.
My e-mail address is;
trigger@epilepsycentre.org.au “
Epilepsy Report
south australia & northern territory
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A message from our CEO
avoid them. Our vision is to take Trigger
to schools, expos and to help with
fundraising and epilepsy awareness
raising.

Greetings I know that you have been
awaiting this newsletter with some
anticipation. I apologise for the delay
and I‘d like to thank you for your
patience. At The Epilepsy Centre, we
know how important this newsletter is to
you, as it is to us. But there‘s something
even more important to us, YOU. Our
team has been very focused on Service
Delivery, which has meant that the
Epilepsy Report has been held up.
In this newsletter we have introduced
our new character called ―Trigger‖. He is
a purple and yellow tiger that helps kids
understand epilepsy; he helps them to
understand their triggers and how to

Client Services have conducted a
Carers Retreat, which was held 27-29
May. It is a fine balance for parents that
have a child with epilepsy. As much as
they need respite, many aren‘t able to
leave their children even for a short time.
This year we went outside the square
and parents were able to bring their
children along. It might not sound like a
retreat, but it meant that while the
children were being cared for and
amused, parents were able to relax
knowing that their children were close by
and in safe hands. We are also planning
the next E-Camp to be held for children,
3 – 5 October 2011 at the Mylor Baptist
Camp site in the Adelaide Hills.
Our Client Services Coordinator met with
Julia Farr Services regarding new
housing options. Discussions have been
held to extending eligibility for some of
our clients whose disability is related to
their epilepsy. This is a very positive step
for our clients with epilepsy who have a
permanent disability.
We are also
planning for the upcoming Disability and
Ageing Expo which will be held Friday
12th August 2011 and our Client Services

FREE
CPR COURSE
Do you live in The Northern Territory?
The Epilepsy Centre in conjunction with the
Australian Lifesaving Academy Northern Territory,
is offering members a Free CPR course.
For more information
please call Natalie on 1300 852 853

Epilepsy Report
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Coordinators continue to be busy with
counselling and meetings with key
stakeholder organisations such as
Housing SA, Centrelink, Flinders
Medical Centre and DECS.
We visited Alice Springs, attended a
disability forum at Royal Darwin Hospital
and have also been invited to participate
in policy redevelopment with the
Department of Education in the Northern
Territory. Other projects include: EChildren‘s book on Epilepsy; Seizure
First Aid Courses and Intranasal
Midazolam Courses; and Seizure
Clinics.
Once again, thanks for your patience
and I hope that you find this edition
informative.
Warm regards
Robert Cole

Seizure Monitors
In the past, The Epilepsy
Centre has rented out
the
Emfit
Seizure
Monitors to members.
Due to many factors, we can no longer
offer this service. As a result we have
been in discussions with Epi-Assist
Australia on how we can provide families
a way of purchasing the monitors without
paying a lump sum.
As a result,
Epi-Assist Australia has decided to offer
our members a ‗Pay as you go‘
arrangement.
Over a 12 month period families can
purchase an Emfit seizure monitor for
$64 per month.
The cost of the equipment will remain the
same as per Epi-Assits normal retail price
other than the addition of freight and
small administration and bank fees.
For more information, please contact The
Epilepsy Centre on 1300 850 081.

Dates of Interest
2011
June 24, Fri
July 8, Fri
July 25, Mon
July 25, Mon
Sept 9, Fri
Sept 30, Fri
Oct 10, Mon
Oct 17, Mon
Nov 16, Wed
Dec 16, Fri

End Term 2 (NT)
End Term 2 (SA)
Start Term 3 (SA)
Start Term 3 (NT)
boys,…. top day out
End Term 3 (SA & NT)
Start Term 4 (NT)
Start Term 4 (SA)
AGM, 3pm-266 Port Rd
End Term 4 (SA & NT)

National News Update

NDIS Campaign starts to
takes shape
Support for a National Disability
Insurance
Scheme
(NDIS) is
growing.
NDS
is
conducting
consultations with members during
June and July to assist it to prepare
a submission to the Productivity
Commission's inquiry.
But transformational change the size
of an NDIS will take a large wellorganised and strategic campaign. It
will require people with a disability,
their families and carers and the
organisations that support them to
come together and present a
consistent message to government
and the broader community. It will
also require significant support from
outside the disability sector.
NDS members can demonstrate
their support for the campaign in a
number of ways. A Campaign Fund
has been established and many
organisations
have
already
contributed to that fund. NDS is
administering
the
Fund.
Organisations are also asked to
identify a person within their staff to
get the message out regarding the
NDIS. A indicative number of
organisations have already done
this, but many more are needed in
order to reach as many clients,
families and other networks as
possible.
In order for organisations to join
the campaign, their Boards need
to understand the issues and
demonstrate their commitment.
To facilitate this process, the
NDIS team has prepared a paper
(PDF 635KB, RTF 140KB) for
Boards,
and
a
short
presentation (PDF 654KB, RTF
335KB) suitable for CEO‘s. We hope
this will make it easier for
organisations to join the campaign.

A National Steering Committee has
been established to oversee the
campaign.
The Committee consists of:
✬
Ken
Baker,
Chief
Executive, National Disability
Services
✬
Tim
Walton,
President,
National Disability Services
✬
Rob White, CEO, Spastic
Centre of NSW
✬
David
Barbagallo,
CEO,
Endeavour
✬
Lesley Hall, CEO, Australian
Federation
of
Disability
Organisations
✬
Kevin
Cocks,
Director,
Queensland Advocacy Inc
✬
Joan Hughes, CEO, Carers
Australia
✬
Pam
Webster,
National
Disability and Carer Alliance
It is very important that the three
parts of the sector - people with a
disability, their families and carers
and service providers - are united
and work closely together to achieve
this transformational reform. The
Steering Committee has therefore
been put together to ensure people
with a disability, their families and
carers and service providers all have
input into the direction and nature of
the campaign.
State Campaign Committees - linked
with NDS State Committees - are
also planned to give a local focus to
campaign activities and events.

Thank you
Singapore Airlines, a
proud supporter of The
Epilepsy Centre.
Singapore Airlines has been a great
supporter of The Epilepsy Centre,
with generous donations to assist
fundraising efforts.
Its long standing focus on service
excellence has provided much
comfort
and
assistance
to
passengers, whatever their needs.
Offering quality service and an
enjoyable air travel experience to
customers throughout their journey
remains a core value for the airline.
Singapore Airlines staff are available
to assist customers throughout their
journey and will happily answer any
queries to assist you when planning
a trip.
Singapore Airlines cabin crew
receive extensive training and all of
their staff are available to assist
customers with epilepsy and their
families. Families can look forward
to a comprehensive range of
services on offer, including family
friendly crew, meals tailored for all
age groups and diets, as well as
Junior Packs full of great things to do
and one of the best in flight
entertainment system, complete with
comfortable children headsets.

The search for a National Campaign
Director is already underway and we
expect an appointment will be made
soon.
NDS will continue to keep its
members informed as the campaign
progresses and will let you know
what you can do to participate.
Contact Information:
Ken Baker, Chief Executive, NDS
National, Ph 02 6283 3200,
ken.baker@nds.org.au
or
Kirsten Deane, Executive Director,
National
Disability
and
Carer
Alliance, Ph 0409 565 925,
kirstendeane@disabilitycareralliance
.org.au

Epilepsy Report
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Turning Purple

Purple
Day
is
an
international grassroots
effort
dedicated
to
increasing
awareness
about
epilepsy
worldwide.
Awareness
On March 26th annually, people in
countries around the world are invited to
wear purple and host events in support of
epilepsy awareness. In 2010, people in
dozens of countries on all continents
except
Antarctica
worldwide
participated in Purple Day.
Purple Day 2011 has been even bigger!

Why Get Involved?
Epilepsy affects over 50 million people
worldwide or approximately 1 in 100
people. That's more than multiple
sclerosis, cerebral palsy, muscular
dystrophy and Parkinson's disease
combined.

Epilepsy Report
south australia & northern territory
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Promoting Epilepsy
Awareness
Supporters wore purple in March and
particularly
on
March
26
and
encouraged others to do the same. They
hosted Purple Day parties and
fundraising events at their homes,
schools and workplaces. And most
importantly, people learnt real facts
about epilepsy.

Purple Ambassadors
It‘s not too late. If you‘d like to organise
events in your community, apply to
become an official Purple Ambassador.
Then, deck yourself out in purple and
start educating your friends, family, and
even local politicians about epilepsy and
seizures. For more information on
becoming an Ambassador or to apply,
please call us on 1300 850 081.

How Did Purple Day Start?
Purple Day was founded in 2008, by
nine year-old Cassidy Megan of Nova
Scotia, Canada, with the help of the
Epilepsy Association of Nova Scotia
(EANS). Cassidy chose the colour
purple after the international colour for
epilepsy, lavender. The lavender flower

is also often associated with solitude,
which is representative of the feelings of
isolation many people affected by
epilepsy and seizure disorders often
feel. Cassidy's goal is for people with
epilepsy everywhere to know they are
not alone.
Pictured below: Cassidy Megan

For Most Children With Seizures …..
The Long-Term
Prognosis Is
Excellent
Following a study involving more than
200
children
with
epilepsy,
researchers at Mayo Clinic have
found that even if the cause of focalonset seizures cannot be identified
and they do not fit into a know
epilepsy
syndrome,
long-term
prognosis is excellent.
Epilepsy is a disorder characterized
by the occurrence of two or more
seizures. It affects almost 3 million
Americans, and approximately 45,000
children under age 15 develop
epilepsy each year in the U.S.
"This study is important because
even if we cannot identify a cause of
focal seizures in children and they do
not fit into a known epilepsy
syndrome, most of the children
outgrow the seizures, and very few
have seizures that are unable to be
controlled by medication," says
Elaine Wirrell, M.D., a Mayo Clinic

epileptologist and an author of this
study.
Mayo Clinic researchers identified all
children in Olmsted County, Minn.,
ages 1 month through 17 years from
1980 to 2004 with newly-diagnosed
focal-onset epilepsy. They found 215
children with newly-diagnosed focalonset epilepsy that was nonidiopathic, meaning that they did not
have benign rolandic or benign
occipital
epilepsy.
Focal-onset
means that the seizures are
produced in a small part of the brain,
not the entire brain. The team
reviewed medical records, imaging,
EEG studies, treatments used and
long-term outcomes. They also
reviewed follow-up information for
more than 12 months for 206 of the
children. Children were categorized
as having "symptomatic" epilepsy if
they had a known genetic or
structural/metabolic cause for their
seizures, and they were categorized
as "cryptogenic" if they did not. The
researchers found that more than
half of the children had cryptogenic
epilepsy, and that this group had a
significantly
better
long-term
outcome
than
those
with
symptomatic epilepsy. For example,

of those who achieved seizure
freedom at final follow-up, 68
percent of the cryptogenic group
versus only 46 percent of the
symptomatic
group
were
off
medications.
"This study shows us that it is
important to distinguish cryptogenic
epilepsy from those children with
symptomatic
causes,
as
the
prognosis can differ," says Dr.
Wirrell. "We will continue to look at
the data to see if we can identify
specific genes responsible for some
of these conditions in order to help
us predict which children may have
intractable epilepsy, or epilepsy that
cannot
be
controlled
by
medications."
Mayo Clinic (2010, December 6).
Long-term prognosis is excellent for
most children with seizures.
ScienceDaily. Retrieved February 9,
2011, from
http://www.sciencedaily.com/
releases/
2010/12/101206135720.htm

Epilepsy Report
south australia & northern territory

Page 7

RESEARCH
Research Thesis by Sylvia Nguyen with
the help of The Epilepsy Centre and
Women’s and Children’s Hospital SA
Parents caring for a child with a
serious chronic illness often have an
elevated risk for impaired quality of
life.
While the severity and consequences of
paediatric illness are seen to shape
parental distress, certain factors can
moderate the relationship between child
illness and parental adjustment. The
Risk-Resistance Model was originally
presented by Wallander and Varni
(1998) in relation to child adjustment but
the authors have extended its application
to predict parent outcomes. The model
conceptualises parental adjustment as
the outcome of an interplay between risk
and resistance factors (Figure 1). Of
interest is the role of stress processing in
promoting adaptation. Stress processing
is further divided into cognitive
appraisals and coping strategies to
recognise the distinction between the
way circumstances are interpreted and
how it is behaviourally managed.
Considering the role of stress processing
in shaping parental adjustment, it is
important to explore cognitive and
behavioural responses to a diagnosis
and the subsequent impact on parents‘
psychological well-being.
Red boxes indicate risk factors, green
boxes resistance factors, blue indicates
outcome variables.
The aim of our research was to
investigate patterns of cognitions and
coping behaviours used by parents
following a diagnosis of epilepsy.
Identification
of
effective
coping
strategies can guide health care services
to improve parent outcomes in the
context of paediatric illness.
Parents of children with epilepsy were
recruited through the Women‘s and
Children‘s Hospital and the Epilepsy
Centre. Selection criteria included being
(1) the biological parent or legal guardian
of (2) a child between the age of 1 and
15 (3) with an epilepsy diagnosis at least
6 months but not more than 5 years ago.
Parents of children with significant comorbid chronic illness or global
developmental delay were excluded from
the study. 22 participants (21 mothers, 1
father) were independently interviewed
using a semi-structured interview guide
to elicit discussion on
 perceptions and responses following
the diagnosis
 how thoughts and behaviours
evolved with time
 catalysts for any changes in thoughts
or behaviours
 effects of cognitions and coping
patterns
Epilepsy Report
south australia & northern territory
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ADJUSTMENT/ADAPTATION
Mental
Social
Physical

Figure 1

Audio-tapes of the interviews were
transcribed and analysed using thematic
analysis (Braun & Clarke, 2006). As a
deductive thematic analysis, theoretically
interesting features noticed were coded
(as themes) in a systematic fashion
across the entire data-set. Recurring
codes were clustered into sub-themes
and over-arching main themes were then
produced by collating sub-themes that
related to a common theoretical
construct.
Parents tended to attribute their
adjustment to the control of seizures
through medication. Even if seizures
haven‘t ceased, parents found comfort in
witnessing and managing seizures over
a number of occasions. It is interesting to
note that most parents referred to
seizure control and lived experience to
account for their adjustment and rarely
was there spontaneous mention of the
higher level stress-processing indicated
in the literature as enhancing adaptation.
Parents
managed
psychological
symptoms by fostering a positive outlook
(positive comparisons, hope), adjusting
perceptions (normalizing, one day at a
time, ceding control) and finding
meaningful value in their experiences
(personal growth, assisting others).
Behaviours that alleviated parental
distress
included
problem-solving,
emotional ventilation, time to self and
speaking with parents who share a
similar background in chronic illness. In
accordance with the themes emphasized
by parents, services could incorporate
psychosocial support as a routine part of
epilepsy management in the following
ways:

1. Promote insight in parents‘ ability to
process
own
stress
because
exclusive belief in situational factors
(e.g.
seizure
control,
lived
experience) as pre-requisites to
stress reduction can lead to
increased passivity and feelings of
helplessness.
2. Provide psycho-education on the
diverse strategies successfully trialled
by other parents and to support
parents‘ attempts to implement such
strategies.
3. Cognitive re-structuring techniques
that encourage positive appraisals
(normalising, positive comparisons,
meaningful
interpretations)
can
bolster parent‘s morale and future
outlook.
4. A behavioural activation program
(see Hopko et al., 2005) can be a
means for parents to initiate valued
and goal-oriented activities to prevent
their personal identity from being
consumed by the carer role. Parents
should also be encouraged to reprise
hobbies and schedule in personal
time for self.
5. Parents who struggle in emotional
regulation may benefit from practicing
emotional
expressiveness
while
assertiveness training and problem
solving skills may be relevant for
those who feel ill-equipped to
negotiate resources for their child.
6. More opportunities for parents to
interact with other role-model families
should be facilitated. An accessible
network of contacts or support group
can be a strong resource of
experiential
information
and
inspiration for parents confronted with
newly diagnosed epilepsy.

EARLY ENTRY DRIVE

WIN A TOYOTA YARIS*
We hope to see you on
Sunday 18 September 2011

from children in prams to adults aged over 90, with the
majority age range between 20 - 75 years.

The City-Bay is an annual fun run/walk
event held on the third Sunday of
September since 1973 - this year it will
be held on Sunday 18 September 2011.
The event has three starts, 12k, 6k and
3k and extends from the City along
Anzac Highway, continuing to Glenelg.
The event is also supported for 12 weeks
with workshops at Santos Stadium or
Port Adelaide Athletics Club; providing
information about training, safe running
and wellbeing.

This event has been contributing to the wellbeing of South
Australians for 38 years and continues to grow in its
popularity.

Whilst the event has elite runners and
walkers from around Australia as part of
its content, the main emphasis is on
improving health and fitness of the
masses who participate for fun and
achievement. Participants range in age

Thinking of participating? You can take part as an individual,
form a team or join a team. Why not connect with The
Epilepsy Centre. With a little help from our partners at
Everyday Hero, you can now choose to fundraise for The
Epilepsy Centre by going to our page at
http://www.everydayhero.com.au/event/SundayMailCityBayFunRun2011-TheEpilepsyCentre and by creating your
own personalised online fundraising page.
Also visit http://www.city-bay.org.au/index.php and click on
the Everyday Hero link for more information.
Make sure to check back regularly for updates and
information to assist you in participating in this iconic event .
*Pictured vehicle for display purposes only

The new 2011 / 2012 Entertainment™ Book...
Discover why it‘s the best deal of all!
Purchase your new 2011/2012 Entertainment™ Book now for
just $65 and you’ll receive over $15,000 in valuable offers you
can use all year. Choose what you want to do and when you
want to do it with valuable 50% off, 25% off and 2-for-1 offers,
valid from now until June 1st, 2012.

For o
nly

you w $65
ill rec
eive
ov

$15

worth ,000
of va
offer luable
s!

er

Entertainment™ Book s feature the best restaurants, attractions, cinemas, sports,
hotel accommodation and much more. Purchase a book and at the same time, you will also be
helping The Epilepsy Centre!

Start saving. Call 1300 850 081 and order yours now
Epilepsy Report
south australia & northern territory
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Social Networking
The Divas

The Divas’ “Wicked Night Out” held
on Saturday 7 May 2011 was
resoundingly declared “Absolutely
Wicked!”
The first of The Divas Themed Style
events, ―Wicked Night Out‖ saw nearly
250 people dress to the nines, many in
theme as witches, warlocks and all
manner of fey folk, as they partied the
night away at the Hilton Adelaide.
Lucky Seven provided a sinful array of
great music, to which guests danced the
night away.

Wear Red Race Day was on once
again in 2011 and was a huge
success!
Over 400 people partied at Allan Scott
Park Morphettville, enjoying great food,
wines
from
Morambro
Creek,
entertainment from George Gross Harry
Who Autumn Winter Fashion Parade and
some hot music from the Three Chillies.
Many people won prizes, raffles and
games, and a few even won (and lost)
a couple of bets, but great day was
had by all.
Keep your eye on The Divas website
www.thedivas.net.au to keep up with
the great events they offer throughout
the year.
Epilepsy Report
south australia & northern territory
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Relief
A non-narcotic pain
killer and an alternative
epilepsy drug will be
subsidised under the
Federal
Government's
Pharmaceutical Benefits
Scheme (PBS)
Health Minister Nicola Roxon said nearly
200,000 Australians had epilepsy, a
neurological
condition
involving
recurring, unprovoked seizures.
But
many existing anti-epileptic drugs were
ineffective or produced bad side effects
for many epilepsy sufferers, she said.
Those who had not responded to other
medicines would now have access to the
drug lacosamide under the PBS.
"Lacosamide tablets (Vimpat), provide an
additional option in the management of
epilepsy when the condition is not
adequately
controlled
by
other
medications,"
Ms
Roxon
said.
"Subsidised access to lacosamide
tablets will be initiated by a neurologist
for patients who have not responded to
other therapies, as an authority-required
benefit."
The cost subsidising lacosamide through
the PBS would amount to about $16
million over the next five years.
Methoxyflurane, also known as Penthrox
will also be available under the PBS.
The
non-narcotic
pain
relief,
administered via inhalation is used for
emergency treatment and provides an
alternative rapid-onset, portable and non
-narcotic analgesic for use by community
doctors. It is used for immediate pain
relief in sporting injuries, minor fractures
and other trauma where patients are
conscious
and
supervised.
It is carried in ambulances
"It will be available through the PBS

Hall of Fame
Famous people who had or have
epilepsy
There are many famous people who
have or who have had epilepsy
throughout history. Here we list just
some of those people. It shows that
people who live with epilepsy can live
full and successful lives. Some you
may know, some may surprise you.
Bud Abbott of Abbott and Costello
fame. Had epilepsy all his life
Margaux Hemmingway.
A film
actress and model who had epilepsy
from the age of 7
Hugo Weaving. Has had epilepsy
since he was 13. Starred in films such
as Lord of the Rings and The Matrix.
Neil Young.
Canadian singersongwriter
Lindsey Buckingham. The guitarist
and singer in the music group
Fleetwood Mac.
Prince. Recently revealed he had
epilepsy as a child.
Tony Greig. A former cricketer and
commentator. He had his first seizure,
aged 14, during a tennis game but has
successfully controlled his epilepsy
with medication.
Wally Lewis.
One of Australia's
greatest rugby league players, national
team captain 1984-89.
Marion Clignet. A Franco-American
cyclist who found that she had
epilepsy at the age of 22. She was
shunned by the U.S. cycling federation
and subsequently rode in the colors of
France. She has since won 6 world
titles, 2 Olympic silver medals, as well
as numerous races world wide.
Julius Caesar. Roman military and
political
leader.
He
had
four
documented episodes of what were
probably complex partial seizures.
George
Gershwin.
American
composer.
Danny Glover. An actor and film
director who had epilepsy from age 15
to age 35. Appeared in the Lethal
Weapon movies alongside Mel Gibson
Vincent Van Gogh. Famous artist
Napoleon Bonaparte. An Italian
General with many victories, also later
becoming 1st consul of France
Agatha Christie. English crime fiction
writer
Leonardo Da Vinci. Responsible for
some of the greatest religious
paintings in history
Theodore Roosevelt. 26th President
of the USA
Richard Burton. Hollywood actor

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
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
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.
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
discussion
with
one
of
our
Epilepsy Report
south australia & northern territory
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The camp will be held from
Monday 3rd – Wednesday 5th
October 2011.

Lots of kids have been
asking when our next
e-camp is going to be.
Well, FINALLY, we can
announce it!
We will be holding the camp at the
Mylor Baptist Camp site in the
Adelaide Hills.
Again, we have lots planned for Ecamp this year with a special theme of
going Purple. Yes we are officially
celebrating International Purple day
for epilepsy during the camp. Purple
day is held on the 26th March but
because we don’t have a camp in
March we thought we would celebrate
it anyway in October…WHY NOT!

There are limited spaces so get in
your expressions of interest
ASAP. The camp is for children
and teenagers aged 6 – 18. If you
had a good time last camp, come
and do it all over
again, but bigger
and better this
time!
Please contact
our
helpful
Client Services
Team on
1300 850 081 for
more information
and to register
your interest.

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, you‘ll 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.

2011 Badge Day
Our
state-wide
annual
Badge Day, will be held on
Friday 9 September 2011. It
will enable us to raise funds
to assist the epilepsy
community and we need
your help!
You can help us by placing
a Collection Tin at your
workplace, school or club.
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.
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.
Call Ronda at The Epilepsy Centre on
1300 850 081.

