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TOP TEN TIPS FOR
LIVING WITH
EPILEPSY
1.

Take your medication as
prescribed as this controls
seizures in most people.
Forgetting a dose, changing the
time you take medication or
using a different brand can
trigger a seizure. Have plenty of
prescriptions on hand; use a pill
box or container to take a few
tablets with you in case you

2.

don‘t get home on time.
Learn
more
about
your
condition from reliable sources
such as your doctor, pharmacist,
The Epilepsy Centre or other
health
care
professionals,
gathering as much information as
you can to understand the type of
seizures you have, to enable you
to manage your epilepsy better
and educate those around you
about your condition.
Things to ask your doctor:
 What prescribed or over-the
-counter medicines should I
avoid? Medicines such as
anti-depressants, birth control,






anti-clotting and cold/flu tablets
can interact with epilepsy
medication or lower seizure
threshold.
Are there any aromatherapy
oils such as rosemary, sage
and camphor that I should
avoid? These may bring on
seizures in some people.
What should I do if I forget to
take a tablet?
How much alcohol or other
drugs can I take with my
medication? Alternate alcohol
with non-alcoholic drinks if it
affects your epilepsy.

advocacy-education-information-support



3.

4.

5.

6.

What types of seizures will I
have?
What are the side-effects of
the epilepsy medication?

Know your triggers and try to
avoid them. Not all people who
have seizures know what triggers
them.
For example, missed
medication, illness and fever, stress,
lack
of
sleep,
menstruation,
extremes or changes in temperature
or flickering light can be a trigger.
Keep a seizure diary as the
majority of people who have
seizures are not aware when they
having a seizure and do not
remember what happens.
Ask
someone to write a detailed
description each time you have a
seizure and keep the date, time and
what happened before and after the
seizure in a diary. You can use a
small notebook or the online
epilepsy
diary
from
www.epilepsy.com/seizurediary.
Take it to each doctor‘s appointment
as it will help you identify triggers
and also see if your medication is
working.
Have a healthy, balanced lifestyle
so that you do not get overtired or
stressed, have too much alcohol,
take
illegal
drugs,
exercise
excessively or become dehydrated,
as these are some things that can
bring on a seizure. Like diabetes
and asthma, people living with
epilepsy can do a lot to help
themselves
with
good
selfmanagement. You may need to
adjust your lifestyle. Be aware that
late nights, irregular hours and shift
work may cause difficulty. Find out
how to deal with stress. Moderate
exercise, yoga, meditation, music or
time relaxing with friends can be
helpful.
Have a ‗Seizure Management
Plan‘ so that your family, friends,
work or school know what to do if
you have a seizure. You can
download
a
plan
from
www.chronicillness.org.au/invisible/
epilepsy_c.htm.
You might consider wearing a
medical I.D. necklace, sports band
or bracelet or carrying an epilepsy
I.D. card in your wallet. This will
help others understand what is
happening so they can help you
quickly.

7.

See a specialist as it is important to
get the best treatment for your
condition. Your doctor may refer you
to a pediatrician, neurologist or
epileptologist who will take a
detailed history and description of
your seizures and be able to look at
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your symptoms, order tests,
prescribe the best medication for
your type of seizure and provide
reviews, as required. Always keep
follow-up appointments and bring a
list of questions or concerns with
you.
8.

9.

Manage your risks as people who
have seizures need to take special
care around fire, water, heights,
operating machinery and driving. It
may vary between states, but most
have strict rules about the length of
time you need to be seizure-free
before being allowed to drive and
your doctor must complete a
medical report.
If travelling overseas check that
any medications you take with you
are legal in the countries you are
visiting or transiting. You can do
this by contacting the relevant
foreign embassy or consulate. See
protocol.dfat.gov.au for contact
details. Take a letter from your
doctor detailing your diagnosis, the
contents of the medication, how
much you will be taking and that it
is for your own personal use. Keep
the letter with a copy of the doctor‘s
prescription
and
keep
the
medication
in
its
original
packaging. Make sure you have
enough prescriptions to cover the
time you are away from home. Ask
your doctor to confirm that your
medication is available in the
country you are visiting. For further
information, download a copy of
the brochure Travelling Well from
smartraveller.gov.au/tips/
travelwell.html.
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10.

Get some support if you need it.
Most people with epilepsy lead full
and happy lives but sometimes you
or your family might need support,
information or to just talk to
someone.

For further information contact The
Epilepsy Centre on 1300 850 081, or
visit www.epilepsycentre.org.au

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
Epilepsy Association of South Australia and the
Northern Territory Inc. (EASANT)
ABN 57 817 113 415
ARBN 133 043 482
A Member of

A message from our CEO
progressing the establishment of our
next clinic at the Lyell McEwin Hospital
to give people in the northern suburbs
living with epilepsy, better access to our
services.
Our Client Services Team is amazing
and I thank them sincerely for all their
efforts. When I commenced my role at
The Epilepsy Centre, we had half a
person delivering services and we had
about 200 active clients that we were
supporting. It is fantastic to see the
growth both in service delivery and
quality.
Greetings
We at The Epilepsy Centre are focussed
on increasing service delivery and
addressing the ever increasing demand.
We have approached the Northern
Territory Government for funding to
restaff our Darwin office with an Epilepsy
Counsellor. We have also approached
the South Australian Government for
funding to assist us to establish a new
clinic and staffing.
Our Epilepsy Clinics are now well
established in hospitals and we are
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We have put a major effort into ―Purple
Day‖ which is a national event on 26
March each year. This year many of our
clients and supporters participated as
well as our staff and volunteers.
Thank you for all your amazing efforts!
―Marshmallow in the Park‖ was
sensational and attendance was very
high. All of these special events create
awareness of epilepsy and help to
reduce stigma and provide epilepsy
education. I particularly thank Kym
Meers, Zoe Gow and Angela Winkler
and their families for leading this major
fundraiser.

Cost reduction is also a key focus and
we are placing this Newsletter on our
website instead of printing and
circulating it as well. We welcome
feedback on this approach.

The Advertiser Sunday Mail Foundation
led by Patron, Angela Condous enabled
us the benefit from their Clipsal Ladies
Day event and we received a large
donation to assist us to provide epilepsy
services. I thank Angela sincerely.

While Epilepsy Services is our mission,
Income generation is our key focus
because we do not receive any
government funding. Our Community
Link Call Centre is our major income
source and our Bonanza Lotteries are
very well supported by our clients so I
thank you sincerely for continuing to
participate.

The Divas, led my Event Manager,
Margaret D‘Athridge continue to conduct
their wonderful events including ―Boys
Day Out‖ and ―Wear Red Race Day‖ and
part proceeds are donated to us to also
provide more epilepsy services. I thank
them sincerely for their ongoing support.
Warm regards
Robert Cole

Hey kids, E-camp 2012 is on it‘s way! October 3– 5,
2012 are the dates you should put in your diary. We
are taking bookings now so don‘t delay.
Every year E-camp gets bigger and better and this year is
no exception. The camp will be held at the Mylor camp site
and everything is included, including FUN!
For
more
information
contact
us
by
phone
1300 850 081 or email enquiries@epilepsycentre.org.au
If you‘re not a kid and you like fun and helping out,
then why not volunteer at E-camp. Volunteering at Ecamp is rewarding, fun and exciting but it‘s also hard
work, so if you‘re up to it give us a call on 1300 850 081
for more information.
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Estate planning for families with a child with special needs

While it‘s important for every family to
have an estate plan in place, it
becomes imperative if you have a
child with special needs.
Tailored estate planning advice can help
ensure that, after you‘ve gone, your child
continues to be looked after the way you
want. There are a number of estate
planning strategies that can help parents
and grandparents protect the interests of
a child or grandchild (both minors and
adults).
Simply leaving money, or the balance of
an estate, to a special needs child may
not provide them with adequate financial
support for the rest of their life. It could,
in fact, be more harmful than beneficial
as it may disqualify them from receiving
financial support from the Government.
A trust established in a parent‘s or
grandparent‘s Will, however, can be
more useful when dealing with the future
needs of a disabled child.

A special disability trust
A special disability trust can be set up via
a Will or a Deed, however, this type of
trust only provides for the care and
accommodation of a child with a ‗severe‘
disability‘, as defined by the law.
For pension purposes, the assets within
this type of trust (up to the value of
$563,250, as well as a main residence,

and any income earned from these
assets) are exempt from means testing
by Centrelink and the Department of
Veterans‘ Affairs. The trustee of the
trust, however, must either be a
professional trustee company, like AET,
or at least two Australian resident
individuals who are willing and
competent to take on this crucial role for
many years to come.

A protective trust
A protective trust, also known as a
special needs trust, can also be
established under a Will. This type of
trust is suitable for families with a child
who has not been assessed as having a
‗severe‘ disability. While a protective
trust provides for the care and
accommodation of the child, it can also
extend to providing financial support for
their quality of life including recreation,
holidays and travel expenses. Unlike a
special disability trust, a protective trust
can also support any children that the
beneficiary may have.
Assets and
income of the trust, however, will be
included
in
Centrelink
and
the
Department of Veterans‘ Affairs means
testing calculations which, therefore,
means they may be disqualified from
receiving any financial assistance from
the Government.
The trustee may be an individual or
individuals (usually family members) or a

professional trustee company like AET.

Using both trusts together
Both trusts can operate concurrently for
the benefit of a disabled child. For
example, the special disability trust can
be established solely for their care and
accommodation needs. It can also hold
the main residence and/or investments
up to the pension means-tested
exemption level. The protective trust, on
the other hand, could be set up to hold
fewer funds and be used to meet the
recreation expenses, while still allowing
the child to benefit from other
Government subsidies.

Superannuation
Under both of these structures,
superannuation can provide significant
benefits to an intellectually disabled
child. The trustee of a superannuation
fund may pay death benefits as a lump
sum or as a pension/annuity. A lumpsum death benefit can be used to fund a
special disability trust and/or a protective
trust as mentioned above. Generally,
these types of payments are tax-free
when received by the trusts.
Alternatively, the death benefit may be
paid directly to the child. If the child was
financially dependent on the deceased,
eg a disabled child (including an adult
child), the death benefit payment will
also be tax-free. Generally, a deceased
Epilepsy Report
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Estate planning for families with a child with special
needs (cont)
member‘s
superannuation
pension/
annuity must be cashed in by a child
when they turn 25 years of age,
however, this rule does not apply if the
child is assessed as having a ‗disability‘
under superannuation law.

family certainty and peace of mind that
their child or grandchild will be well looked
after financially for the rest of their life.
An Estate Planning Specialist can work
with your other trusted advisers, such as

your accountant and financial
adviser, to implement the most
appropriate estate planning strategy
for
you
and
your
family‘s
circumstances.

The disabled child will receive the
pension on the same terms as the
deceased member for the rest of their
life.

The importance of choosing the
right trustee
When considering these strategies, it‘s
important to understand that these types
of trusts need to be maintained for the
lifetime of the child, so careful
consideration needs to be given to the
choice of trustee.
The trustee needs to be sympathetic
and understanding towards the needs of
the disabled child; they need to establish
and maintain long-term investment
strategies and they also need to handle
the ongoing requirements of the child as
they arise. Selecting a professional,
independent trustee company, like
Australian Executor Trustees, gives the

Press Release for Consumer : Zonegran®
Zonisamide (Zonegran®) is a new-generation,
broad-spectrum antiepileptic drug currently
approved in Australia for adjunctive therapy
in the treatment of adult patients with partial
seizures, with or without secondary
generalisation1. It is available on the PBS in
capsule form in 25mg, 50mg and 100mg
strengths.
Zonegran® has an extensive history of use in Japan and the
United States having accumulated nearly 20 years of clinical
experience in these countries. Zonegran® has been shown to
reduce the frequency of seizures by up to 51% and due to its
long half-life may be taken once a day following the titration
phase. Zonegran® has a unique mode of action, minimal
interactions with other drugs including oral contraceptives. 2
The adverse event profile demonstrates an excellent tolerability
and safety profile, adverse events are generally mild-moderate
with few leading to discontinuation of Zonegran®.3
You should discuss with your Physician whether Zonegran® may
be suitable for you.
Zonegran Approved Product Information
Baulac M. Introduction to Zonisamide. Epilepsy Research 68S (2006) S3-9
Brodie M J. Zonisamide as adjunctive therapy for refractory partial seizures.
Epilepsy Research 68S (2006). S11-16
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On behalf of The Epilepsy Centre - we
just wanted to say thank you so much
to all of our fabulous Purple Day
Heroes who helped celebrate Purple
Day on Monday 26th March.
It was a sea of purple themed fun filled
activities, and we were absolutely
delighted with the response that we
received from friends of The Epilepsy
Centre wanting to hold Purple Day
fundraising events for us. Your support
means more than you will ever know to
children and families living with epilepsy.
Thank you!!
So many events were held for Purple
Day, like The Brad‘s Purple Day Event
which was held in the Botanic Gardens to
honor Brad Lucas, who at 24 years of
age tragically lost his life to epilepsy last
October.
Brad‘s family and friends
gathered to remember Brad, and then
released purple helium balloons into the
sky with messages of love attached to
them addressed to Brad. Such a loving
tribute, and they managed to raise in
excess of $666 for The Epilepsy Centre.
Thank you!!
Our heartfelt thanks and gratitude must
also be extended to the wonderful service
men and women at RAAF Edinburgh who
continue to support The Epilepsy Centre.
Through their generosity, we raised
$1,383 towards Purple Day... woo-hoo
and a big paws up from Trigger who
helped collect on the day too!!
A special mention must also be extended
to Katie Barfoot from Port Lincoln, who‘s
strength, determination and courage
demonstrates that you can do anything
you want if you just put your mind to it.
Katie has epilepsy, but that didn‘t stop
her from organizing a team, and creating
Epilepsy Report
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Walk of a Lifetime, where they walked all
the way from Tumby Bay to Port Lincoln
to raise valuable funds for The Epilepsy
Centre and Euthoria. Katie is a true
Purple Day hero and raised $4,500. An
outstanding effort. Thanks Katie!
And if you went to Loxton, I‘m sure that
you would have thought that the Murray
River turned purple after the amazing
fundraising efforts that have been put
together by Riley Thomson, and Loxton
Primary School. Bears, bags, giraffes,
ribbons, balloons, you name it – if it‘s
purple – Riley and his Purple Day
Heroes probably sold it to you! Thanks
Riley.
But the biggest round of applause goes
to the amazing Purple Day in the Park
event held on Sunday 25th March at
Marshmallow Park Adelaide, hosted by
super Purple Day Heroes, the amazing
Kym Meers, Zoe Gow, and Angela
Winkler - and of course all of the behind
the scenes volunteers, families, friends
and sponsors that helped to put this
tremendous day together.
They brought so much sunshine and
happiness to families and truly went
above and beyond with their valuable
fundraising efforts, and ultimately raising
people‘s awareness about epilepsy.
Fabulous
weather
was
ordered
especially for us, and over 200 people
attended the day!
It was purple
everywhere, with everyone enjoying
lucky dips, or winning prizes in the huge
raffle, eating the amazing array of purple
delights,
plus
entertainment
was
provided by Tony Genovese from Cool 4
Kids delighting the kids. A few rock
stars in the making there we think! And
if that wasn‘t enough a special guest
appearance was made by our fuzzy

friend Trigger the Tiger who showed kids
that it‘s cool to have epilepsy too, just
like Trigger! He really enjoyed himself,
and an extra big paws-up from Trigger
for Kym, Zoe and Angela raising an
amazing $6,645.00 from the day and still
counting. You should be so proud of
your
extraordinary
fundraising
achievements for The Epilepsy Centre,
and we can‘t wait until next year, where
we hope that as many families and
friends join us and become Purple Day
heroes next year too.
That was just a snapshot of some of the
Purple Day activities that took place, but
to each and every one of you that
participated, held a morning tea,
dressed in purple, sang purple songs,
held school fundraising events – thank
you! You are all truly magnificent, and
helped us to raise the awareness about
children and families living with epilepsy.

Turning Purple
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Training Helath Professionals

The Epilepsy Centre provides
epilepsy
education
and
training across SA & NT to a
wide range of professionals
and community organisations.
Our training sessions have been well
researched and designed specifically to
cater for every need whether in a school
setting, workplace or to individuals. We
always ensure that our training is person
specific, utilising current information
based on care plans and medical
diagnosis.
We also offer basic epilepsy awareness
education sessions for organisations
who just want to know more about
epilepsy in general.
Our facilitators hold a minimum
certificate IV in workplace training and
assessment and have a broad
knowledge and understanding of
epilepsy.





Participants overwhelmingly rate
this workshop as highly relevant,
practical and comprehensive



Support workers are actively
involved in the workshop through
case study exercises, DVDs and
a comprehensive workbook





Learn strategies to help you
better understand and support
the individual living with a
disability and epilepsy using a
person-centred approach





Learn strategies to help you
better understand and support the
individual living with epilepsy in
the primary care, school, disability
and/or aged care setting



The workshop has been designed
and piloted with Eastern Health
Neuroscience Nurses in Victoria,
who overwhelmingly rated the
session as highly relevant,
practical and comprehensive



Registered nurses will participate
in a current, research-based
workshop that is interactive and

supported by excellent resources
This workshop can be delivered
at our Hindmarsh office or other
agreed location.

Epilepsy
Emergency
Medication
Administration Training

This 1 hour training session will
give you the skills and knowledge
to administer epilepsy emergency
medication such as Midazolam or
rectal diazepam for the control of
seizures.


Suitable for people living with
epilepsy, their family and friends
and anyone who has a support
role with the person eg. School
staff, disability support workers,
foster carers and so forth.



We also provide training to
workplaces which is designed to
raise awareness of epilepsy and
to provide an understanding of an
employer‘s
role
and
responsibilities and reduce the
fear
often
associated
with
employing a person living with
epilepsy.

This workshop can be delivered
at a client‘s home or other agreed
location.

Understanding epilepsy workshop for
Registered Nurses

Increase your understanding of
epilepsy in this 3.5 hour workshop

Just some of the training sessions we
provide are:
Understanding
and
Managing
Epilepsy for Disability Support
Workers

Increase your understanding of
epilepsy in this 3½ hour client
specific workshop

The workshop has been designed
in consultation with people with a
disability,
carers,
service
providers, support workers and
neurologists

For more information about our
training services and what other
training we offer,
or to book a
session, please contact Mark Francis
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Good News. We are holding our inaugural
Men‘s support group on Wednesday 6th June at
the Epilepsy Centre, 266 Port Road, Hindmarsh
at 2.00 – 3.30pm
Please come along with your ideas and thoughts on
how we can develop this group to support men who
have Epilepsy in their lives.
Contact Client Services for more information
1300 850 081.
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STIGMA IS THE TOUGHEST FOE

Figure 1

We are pleased to share with you
an article by Aliyah Baruchin,
winner of the 2009 IBE and UCB
Excellence in Epilepsy Journalism
Award. The article, titled 'Stigma
is the toughest foe in an epilepsy
fight' is about epilepsy in Sierra
Leone and was published in the
New York Times.
FREETOWN, Sierra Leone — On a
sweltering morning on a red-earth
lane a few blocks from the largest
mosque in this West African capital,
Jeneba Kabba stands up .
A tall, striking woman with a serious
manner, Mrs. Kabba has been sitting
under an awning in the outdoor
classroom of a vocational training
program for people with epilepsy. Every
weekday, some 20 Sierra Leoneans,
from teenagers to adults in middle age,
gather here to learn skills like tailoring,
weaving, tie-dyeing and soap-making, as
well as reading — skills that, in this
society, will give them a chance to earn a
living. Mrs. Kabba, 30, a graduate of the
program, is now a tutor.
Her composure belies what she has
survived. As a teenager she was taken
to a traditional healer, who boiled herbs
and made her inhale the fumes from a
steam tent for hours. The treatment was
supposed to drive out the demons
thought to cause epilepsy; she nearly
Epilepsy Report
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fainted and could have been burned.
But worse was yet to come: She was
forced to drink a two-liter bottle of
kerosene. ―Mi ches don cook,‖ she says
in the Krio language, her voice faltering
even now: ―My chest started to boil.‖
Only a panicked trip to the hospital
saved her life.

has been joined by Dr. Radcliffe
Durodami Lisk, a Sierra Leonean
neurologist trained in Britain, who
returned to Freetown last year to open
the Epilepsy Project, offering clinics in
the city and ―upline,‖ in the remote
eastern and southern provinces. In this
nation of six million people, Dr. Lisk is
the only neurologist.

Mrs. Kabba not only survived, but has
been seizure-free for 10 years with the
help of phenobarbital, one of the oldest
anti-epileptic drugs and virtually the only
one available here. And in a country
where people with epilepsy are often
considered uneducable, unemployable
and
unmarriageable,
Mrs.
Kabba
teaches, is happily married and has a
child.

The vocational program replaces the
opportunities that its students have lost,
one after another: Their schools have
asked them to leave; their employers
have fired them for having had a seizure
in the workplace; their spouses and
families often shun them for fear that
they are contagious, or possessed.

Now, recalling the personal and
professional distance that she has
traveled, she rises to her feet. ―People
used to think I was crazy,‖ Mrs. Kabba
says, her voice shaking. ―Now they‘re
seeking me out; I‘m the one that they
want. Now, when I teach here, unless I
tell you that I have epilepsy, you wouldn‘t
know. I‘m proud of myself.‖
Among Sierra Leoneans with epilepsy,
Mrs. Kabba and her students are the
lucky few, their successes due to the
efforts of two tiny groups of advocates.
The Epilepsy Association of Sierra
Leone opened this vocational training
program 11 years ago, near the end of a
devastating decade-long civil war. Now it

And they live here, in one of Africa‘s
poorest countries, where scarce health
care resources and the stigma
surrounding epilepsy add up to a
―treatment gap‖ of more than 90 percent
— meaning that fewer than 10 percent of
the estimated 60,000 to 100,000 Sierra
Leoneans with epilepsy are getting the
treatment they need.
Looking at the array of public-health
problems facing many African societies,
it is easy to wonder how a disease like
epilepsy even makes its way onto the
radar. ―There is growing appreciation for
the importance of noncommunicable
chronic diseases in these regions,‖ said
Dr. Gretchen Birbeck, a global epilepsy
expert who directs a clinic outside
Lusaka, the capital of Zambia. ―But the

STIGMA IS THE TOUGHEST FOE (CONT)
focus where it counts — policy and
money — is still on H.I.V./AIDS,
tuberculosis and malaria.‖
Yet epilepsy affects 50 million people
worldwide, and according to the World
Health Organization, nearly 90 percent of
people with epilepsy live in developing
countries. In Sierra Leone, Dr. Lisk said,
―certain
situations
increase
our
prevalence:
infectious
diseases,
childhood asphyxias, injuries from the
rebel war, head trauma.‖
Epilepsy treatment gaps are driven
largely by low income and rural location,
making sub-Saharan Africa a treatmentgap hot spot. Treatment in Sierra Leone
is not expensive; Dr. Lisk‘s patients pay
about $2 a month for phenobarbital,
which gives more than 60 percent of
users significant seizure control. The
costs of untreated epilepsy, on the other
hand, are enormous, especially in lost
productivity.
―People with epilepsy here become
disproportionately disadvantaged in the
job market,‖ said Max Bangura, founder
of the Epilepsy Association of Sierra
Leone and its vocational program. ―With
this training, people now know our
students as excellent tailors; they are
useful in their communities.‖
While Dr. Lisk and Mr. Bangura fight a
shortage of resources, they say their
most intractable problem is still the
intense stigma surrounding epilepsy,
which often acts as a bar to treatment.
―The first hurdle is whether or not the
family believes that this is an illness that
can be treated,‖ Dr. Lisk said.
Stigma here is based on two myths:
that epilepsy is contagious and that it
is caused by demonic possession.
Dr. Lisk is quick to point out that beliefs
about possession traverse societal
boundaries. ―You think it relates to level
of education, of literacy, but somehow it
doesn‘t,‖ he said. ―Sometimes it‘s the
most educated people who will tell you
that it‘s demonic. They say it‘s in the
Bible.‖ (Some biblical references to
possession have long been thought to
describe people with epilepsy.)
SCARS Seizures that hit as she cooked
at a fire caused Aminata Bangura's
burns.
As a result, discrimination against people
with epilepsy here is blatant and
unabashed, and it begins in elementary
school. ―The school authorities often ask
the students with epilepsy to leave,‖ Mr.
Bangura said. ―There is the notion that
epilepsy is contagious; so when
somebody has an attack during school,
the perception is that if somebody
happens to step on the spittle of an

affected student, that would be one way
of contracting the disease.‖
Nearly half of Sierra Leonean children
with epilepsy drop out of school once
their condition is discovered. Teachers
are often unwilling to help a child having
a seizure in class.
―Wherever the kid fell, they circle it and
tell people to stay away from it, because
that spot is a bad spot,‖ said Lima Kanu,
a graduate of the vocational training
program who is now in charge of tailoring
instruction.

give the medication and two or three
weeks later they have a seizure, they
think, ‗No, it‘s not working.‘ And then it‘s
the ‗I told you so‘ from the relatives —
and they stop.‖
As with everything in Sierra Leone, cost
is a deciding factor. Dr. Lisk‘s program
makes phenobarbital available for about
$2 a month regardless of how many
times a day a patient takes it. Even so,
Mr. Bangura said, many patients say
they cannot afford it.

A young woman in the program tells of
being thrown out of school after having a
seizure in class. Accepted into a new
school, she stayed for three years but
ultimately left. ―It was my decision,‖ she
says. ―I was ashamed.‖

In the developed world, epilepsy care
involves brain imaging. Sierra Leone has
one electroencephalogram machine
(thanks in part to Medical Assistance
Sierra Leone, a British charity), one CT
scanner and no M.R.I. machines. More
complex
epilepsy
treatments
like
neurosurgery are unheard of.

And in some cases, parents keep their
children out of school. ―They know the
shame epilepsy might mean to their
family, so they prefer that their children
not go,‖ Mr. Bangura said.

Yet Dr. Birbeck, in Zambia, said such
high technology was ―not needed to have
a public health impact on epilepsy‖ and
added, ―You have to have a different
approach.‖

The situation is no better in the
workplace, even for professionals. One
woman in the vocational training
program lost her civil service job in the
country‘s Ministry of Works the first time
she had a seizure at the office.

That, she says, includes the priorities
that she and Dr. Lisk have set in their
own programs: raising awareness that
epilepsy is a medical condition that can
be treated; having a functioning health
care system with facilities patients can
reach; training health workers in epilepsy
care;
and
offering
anticonvulsive
medicine at low or no cost.

Against this backdrop, anticonvulsive
medications become a shield against
discrimination, since they can prevent a
person‘s epilepsy from becoming known.
―People who would never have touched
these students now come and say,
‗Please, can you do this handiwork for
me?‘ ‖ said Assanatu Blessing Turay, an
administrator at the vocational training
program. ―Now they interact.‖
Finding medication is often a battle.
―When you have epilepsy and you go to
the hospital here, they say, ‗We don‘t
have medicine for that,‘ so people are
forced to go to traditional healers,‖ Mr.
Bangura said. These patients are often
at risk of burns or other injuries, as Mrs.
Kabba was; some male healers sexually
abuse teenage girls with epilepsy,
claiming that sex is a way to drive out
demons.
But Dr. Lisk‘s clinics are starting to make
a difference. ―A lot of the doctors — and
it‘s not only in this country, but generally
— they really don‘t know how to deal
with epilepsy,‖ he said. ―They‘re happy
that there‘s somewhere patients can be
referred now.‖
Another problem is getting patients to
stay on their medication. ―People expect
instant response,‖ Dr. Lisk said. ―If you

Mr. Bangura and Dr. Lisk aim to expand
their efforts. The Epilepsy Association
wants to open 10 more vocational
training programs; Dr. Lisk is trying to
integrate epilepsy care into Sierra
Leone‘s health care system.
―We hold almost all of our clinics within
Ministry of Health facilities, and we also
train the staff,‖ he said. ―Because we
have one eye on the future: These are
the people who have to be able to take
over.‖
But he added: ―We need to have enough
trained personnel — more than one
neurologist, epilepsy nurses, trained
community health officers. We need to
do what we are doing 10 times over.‖
And ultimately, all efforts come back to
dispelling the stigma that still clings to
epilepsy here.
―Epilepsy is just a sickness,‖ said Mrs.
Kabba, the vocational tutor. ―If your child
got a sickness, you wouldn‘t just let them
down. Look after them. Take great care
of them.‖
A version of this article appeared in print on August
30, 2011, on page D1 of the New York edition with
the headline: Stigma Is Toughest Foe in an Epilepsy
Fight.

Epilepsy Report
south australia & northern territory

Page 12

Social Networking
Hi, Trigger here again!
I have lots of kids ask me what epilepsy is, so I'm going to try to explain it.
It's a strange word, isn't it? eh-puh-lep-see. Epilepsy comes from a Greek
word meaning "to hold or seize," and people who have epilepsy have seizures.
You might also hear a seizure called a convulsion or fit.
If too many brain cells are sending signals at the same time, it causes an
overload and a person may pass out and shake all over. People who have
epilepsy may have seizures only once in a while or as frequently as every day.

Seizures happen when there is unusual electrical activity in the brain. Your brain cells are
constantly sending out electrical signals that travel along nerves to the rest of the body.
These signals tell the muscles to move. During a seizure, a person's muscles tighten and relax
rapidly or stop moving completely. Seizures come on suddenly, and people who have them
cannot control their muscles while they are having a seizure.
Most seizures occur without warning, although some
people have a funny feeling, an upset stomach, or a
weird smell or taste right before a seizure. This is
called an aura. Others find that certain things may
bring on a seizure, like not getting enough sleep or
forgetting to take their medication. Theses are
called triggers
Even though a seizure may look scary, it's not painful. During a
seizure, the person may fall down, shake, stiffen, throw up, drool,
wet themselves or lose bowel control.
Other seizures are less dramatic. Someone might just stare into
space or have jerking movements in one part of the body. When the
seizure is over, the person may feel sleepy and won't remember
what happened.
If a person has a seizure, doctors may do
some tests, such as an MRI, or
an electroencephalogram (EEG).
an EEG
records brain waves. Don't worry — these
tests don't hurt at all.
If you see someone having a seizure, get an adult or call 000 for help if there’s a
phone close by. If there is no adult near by then take these steps:
  Remain Calm
  Remove any dangerous objects from around the person and place something
soft under their head like a pillow or jacket
  As soon as it is safe to do so, roll the person onto their side
  Don’t put anything in their mouth and stay with the person until the ambulance
arrives or they wake up

Hey Kids, if you have a question about epilepsy you would like to ask Trigger then send him an
email trigger@epilepsycentre.org.au and he will try and answer it for you and your question
Epilepsy Report
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The Epilepsy Centre—Not sleeping on the job!
The Epilepsy Centre, with the a
grant from the Department for
Manufacturing, Innovation, Trade,
Resources and Energy, has
partnered with the Flinders
University of South Australia and
Roche
Foam
to
test
the
effectiveness of a prototype
anti-suffocation epilepsy pillow
designed by The Epilepsy Centre
in conjunction with Roach Foam
to reduce the risk of suffocation
during/after and epileptic seizure.
Initial phase of the research was to
set up the experiments at the
repatriation General Hospitals Sleep
Lab.
The prototype pillows will
undergo rigorous testing over the
next few months to determine their
effectiveness in reducing the risk of
suffocation
during
or
after
experiencing a seizure. If Testing
proves positive, production of the
new pillow will go ahead early next
year.

From right: Associate Professor Peter Catcheside, Professor Karen Reynolds, and Dr Aaron Mohtar

Trigger— Hard at work
Trigger, our epilepsy mascot has
arrived and settling into his new
home here at The Epilepsy
Centre. Trigger has volunteered
to go into schools and teach
children about epilepsy and to
help kids who have epilepsy
understand about medications
and about triggers that might
cause them to have seizures.
Trigger will also have his own
newsletter spot where children can
email him with a specific question
about epilepsy and he will answer
them as best he can.
You can even email Trigger and let
him know what your triggers are and
he will send you out a signed poster
reminding of your triggers.
Trigger has already been busy,
attending a Purple Day Picnic in the
park, and teaching our call centre
staff about how to help someone
having a seizure.

From right: The Epilepsy Centre’s Pam Adams and Trigger

If you would like to email Trigger, his email address is trigger@epilepsycentre.org.au or you can mail him at:
Trigger, P.O. Box 12, Woodville, SA, 5011. Trigger loves reading your letters so you can send him drawings,
poems or anything about your epilepsy or your experiences living with epilepsy.
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Impact on Driving
In march 2012, new ―assessing
fitness to drive for commercial and
private vehicle drivers‖ guidelines
were released by Austroads and the
National Transport Commission. Here
we give a brief run down on what
those new guidelines mean for people
living with epilepsy.
Effects of seizures on driving
Seizures vary considerably, some being
purely subjective experiences, e.g, some
focal seizures, but the majority involve
some impairment of consciousness (e.g.
absence and complex partial seizures) or
loss of voluntary control of the limbs (e.g.
focal motor and complex partial
seizures).
Convulsive
(tonic–clonic)
seizures may be generalised from onset
or secondarily generalised with focal
onset. Seizures associated with loss of
awareness, even if brief or subtle, or loss
of motor control have the potential to
impair the ability to control a motor
vehicle.
Evidence of crash risk
Most studies have reported an elevated
crash risk among drivers with epilepsy,
but the size of the risk varies
considerably across the studies. The
majority of studies have found that
individuals with epilepsy are twice as
likely to be involved in a motor vehicle
crash compared with the general driving
population. More recent studies have
found that drivers who do not take antiepileptic medication as prescribed are at
an increased risk for experiencing a
crash.
Advice to licence holders
All licence holders should be advised of
the following general principles for safety
when driving.
 The patient must continue to take anti
-epileptic medication regularly when
and as prescribed
 The patient should ensure adequate
sleep is had and not drive when
sleep deprived.
 The
patient
should
avoid
circumstances, or the use of
substances (e.g. alcohol), that are
known to increase the risk of
seizures.
It is good medical practice for any person
with epilepsy to be reviewed periodically.
Patients who are licence holders should
also be monitored regarding their
response to treatment and compliance
with the general advice for safety when
driving. Drivers of private vehicles who
hold a conditional licence should be
reviewed at least annually by the treating
doctor. Commercial vehicle drivers
should be reviewed at least annually by
a specialist regarding any conditional
licence that has been issued.
The default standard (all cases)
The ‗default standard‘ is the standard
that applies to all drivers who have had a

seizure. The current default standard
for any seizure is loss of licence for 12
months where you must be seizure
free in that time. However this can be
reviewed if your situation matches one
of a number of defined situations listed
in the new guidelines.
These
situations are associated with a lower
risk of a seizure-related crash and
therefore driving may be resumed after
a shorter period of seizure freedom
than required under the default
standard. The need for adherence to
medical advice and at least annual
review still apply. If a seizure has
caused a crash within the preceding
12 months, the required period of
seizure freedom may not be reduced
below that required under the default
standard. If antiepileptic medication is
to be withdrawn, the person should not
drive.
Variations to the default standard
There are several situations in which a
variation from the default standard
may be considered by the driver
licensing authority to allow an earlier
return to driving. These are listed
below and discussed in the new
guidelines:
 seizures in childhood
 first seizure
 epilepsy treated for the first time
 acute symptomatic seizures
 ‗safe‘ seizures
 seizures only in sleep
 seizures in a person previously well
controlled
 exceptional circumstances.
In most cases, exceptions to the
default standard will be considered
only for private vehicle drivers. A
reduction in restrictions for commercial
vehicle drivers will generally only be
granted
after
consideration
of
information provided by a specialist
with expertise in epilepsy.
One example of a variation to the
default standard may be where a
person has their first seizure ,the
restriction on driving may be reduced
to 6 months, seizure free.
If you have any questions about the
new Driving Guidelines please feel
free to contact us here at the Epilepsy
Centre and speak to our Client
Services Team and we would be
happy to discuss your individual
situation,
alternatively
you
can
download
the
guidelines
from
http://www.austroads.com.au/
assessing-fitness-to-drive/assessingfitness-to-drive .
Please note that The Epilepsy Centre
cannot influence decisions made by
your treating Doctor or with the
Transport Department, we can only
advise you according to the guidelines.

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
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The new 2012—2013 Entertainment™ Book
OUT NOW!
For
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, 2013.

only
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Entertainment™ Books 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

