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New study finds
children with newly
diagnosed epilepsy at
risk of developing
cognitive problems
Children who have normal IQs
before they experience a first
seizure may also have problems
with language, memory, learning
and other cognitive skills,
according to a new study.

"Our study highlights the importance of
testing children with epilepsy for possible
cognitive problems soon after they are
diagnosed with epilepsy in order to avoid
these issues affecting them later in life,
especially if they have additional risk
factors," said study author Philip
Fastenau, PhD, Professor of Neurology at
Case Western Reserve University School
of Medicine and the Neurological Institute
of University Hospitals in Cleveland, OH.
The American research study involved
282 school-aged children with an IQ of at
least 70 who experienced their first
seizure within the previous three months.
They were then compared to 147 of their

siblings without seizures. Scientists
looked at whether the children with
seizures also had other risk factors
associated with cognitive problems,
including multiple seizures, use of
epilepsy drugs, or signs of epilepsy on
early tests of brain waves.
Of the children who experienced one
seizure, 27 percent showed cognitive
difficulties at or near the time of the first
seizure and 40 percent of children who
had additional risk factors showed signs
of cognitive problems. A child with all four
risk factors was three times more likely to
experience cognitive problems by the first
clinic visit compared to children who were
seizure-free.
...Continued P2
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The Epilepsy Centre is absolutely
delighted to announce that The Divas,
will be joining us to conduct a
number of high profile events
throughout 2010.
The Divas are a volunteer committee,
made up of a team of very talented,
energetic women who have been
successfully raising funds for the
community over a number of years. This
wonderful team has generously decided
to throw their support to both The
Epilepsy Centre and scosa (Spastic
Centres of South Australia).
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The study also showed that children who
took epilepsy drugs had difficulties in
processing speed, language, verbal
memory and learning compared to
children who did not take any epilepsy
drugs.
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"Children who take these medications
should be closely monitored for cognitive
problems resulting from the epilepsy
drug," said Fastenau. "Surprisingly, our
study also found academic achievement
in these children was unaffected around
the time of the first visit about three
months after the first seizure in this study,
suggesting there is a window early in
epilepsy for intervention to avoid hurting a
child's performance at school."
"Because this study found cognitive
problems at the time of the first seizure or
soon after, it provides strong evidence
that these cognitive problems can be
attributed
to
underlying
brain
abnormalities that lead to the epilepsy,
rather than from extended exposure to
epilepsy drugs or the effect of numerous
seizures," said David Loring, PhD, of
Emory University in Atlanta, who wrote an
editorial accompanying the study.
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Wear Red Race Day, which is now in its
fourth year, sells out fast and should not
to be missed.
Tables are always
allocated as “first in best dressed”, so if
you don’t want to miss out, you’ll need to
get in fast!. There’ll be great food and
wine and fashions by George Gross and
Harry Who. Also Hollywood Syd will be
there to provide us with our own
exclusive betting facility. Prizes will be
awarded for best dressed Racy Red Girl
and Racy Red Boy.
Wear Red Race Day is a fun and
exciting day out. It’s a perfect excuse to
dress up and strut your stuff in Racy
Red, whilst betting on a horse or two. Of
course like many things a day at the
races would be no fun on your own. In
fact the more the merrier. Why not invite
all your friends or make it a work event?
The races is a day where everyone can
have fun. So call 1300 850 081 and
book now.
Over the coming months, keep an eye
out
for
The
Divas
webs ite,
www.thedivas.net.au. The website will
be developed during that time with
details of coming events, links to
sponsors, The Epilepsy Centre and
scosa also with latest pics and items of
interest. Stay tuned!

Wear Red Race Day

Divas
at the
track!
The Divas, SAJC and
Westpac invite you to

Wear Red
Race Day
Panasonic Pavilion
Saturday 6 March 2010,
12pm-5pm
Save the date and warm up to
the festivities of the Adelaide
Casino Adelaide Cup. Join us for
a day of fine food and wine,
fabulous fashion, sensational
racing and lots of fun!

Morphettville will be alive with
the thunder of hooves and the
popping of champagne corks.
Enjoy the fun and excitement of the
Adelaide Casino Adelaide Cup long
weekend at Allan Scott Park
Morphettville, featuring an Autumn Winter
fashion parade by George Gross & Harry
Who and Georgie Lou.
$100 per person, all inclusive:
• George & Harry and Georgie Lou
Autumn Winter fashion parade
• Two course set menu
• 5 hour premium beverage package
• Private betting facilities
• TV monitors to watch all the racing
action

Fabulous prizes for best dressed racy
red boy & girl.
All proceeds to: scosa, (Spastic
Centres of South Australia) and The
Epilepsy Centre.
Call now to book your VIP table or
tickets , 1300 850 081, or email:
enquiries@epilepsycentre.org.au or
info@scosa.com.au

Dates of Interest
Dec 11, Friday

End Term 4 (SA & NT)

2010
Jan 27, Wed
March 6, Sat
April 1, Thurs
April 2-5,
April 12, Mon
April 19, Mon
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

Start Term 1 (SA
*Wear Red Race Day
End Term 1 (SA)
Easter
Start Term 2 (NT)
Start Term 2 (SA)
*Diamond Jubilee Gala (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)

♣ don’t miss out ♣ book your tickets NOW! ♣ 1300 850 081 ♣
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A message from our CEO
financial crisis. The Australian economy
has suffered greatly and as a
consequence, we, like all other charities
have found it more difficult to raise
funds.
Finding, serving, satisfying and keeping
clients is our prime focus and our
charter. Our mission is “To improve in all
respects the welfare of people with
epilepsy and their families in South
Australia and the Northern Territory”
underpinned with a vision to “Be the
leading provider of epilepsy services and
to create a centre of excellence”. We are
honored to serve the epilepsy cause and
humbled by the appreciation we receive.

Robert Cole

Greetings…..
By the time you receive this we all should
be looking forward to the Christmas/New
Year break. These past 12 months The
Epilepsy Centre has experienced a
difficult year because of the global

We are still under resourced for demand
and I intend to continue my pursuits to
obtain funding and resources to increase
service staff and programmes. I intend
to continue to build the organisation and
move it forward by gaining funding and
revenue from new initiatives. The
Epilepsy Centre must further diversify its
income generating activities in order to
expand services.

Our Client Services team has continued
to provide a diverse range of services to
our clients. Our Northern Territory office
in Darwin will now be staffed by a part
time Client Services Coordinator through
funding from the Northern Territory
Government and the Thyne Reid
Foundation. We are indebted to them for
their fantastic support.
Our Epilepsy Clinics are now well
established and demand is increasing.
They provide clients with an immediate
link to enable them to access our
services and support.
We have again provided a massive
amount of Community Education
throughout the year and we have
expanded our newest initiatives, as well
as visits to rural and remote areas.
I wish you all, seasons greetings and a
very safe and happy beginning to 2010.
Robert Cole

Coffee and Conversation
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

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

16 December ‘09
Café Primo,
Welland

20 October ‘10
Spargo’s,
Marion Shopping Centre

17 February ‘10
Billy Baxter’s,
Tea Tree Plaza

17 November ‘10
Coffee Bar,
Woodcroft Shopping Centre

17 March ‘10
Coffee Bar,
Woodcroft Shopping Centre

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

21 April ’10
Café Aqua,
Elizabeth Shopping Centre

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.

19 May ‘10
Gloria Jean’s,
Jetty Road, Glenelg
16 June ‘10
Billy Baxter’s,
Tea Tree Plaza

Central Support Group
Meetings held the last Monday of each
month
except
Public
Holidays
1.30 - 3.30pm at The Epilepsy Centre
266 Port Road, Hindmarsh.

21 July ‘10
Spargo’s,
Marion Shopping Centre
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Can’t make it?
We are always available for a home visit.

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.

Parliamentary Friends of Epilepsy
Inquiry into Epilepsy, Darwin
Damian Hale MP, Member for Solomon
conducted an independent inquiry into
epilepsy in Darwin on 23rd September
2009 at his Electoral Office. This was a
precursor to the Parliamentary Friends
of Epilepsy Inquiry held in Canberra on
30 October. He wanted to develop a
broader understanding of the disorder
and develop strategies to assist
individuals and their families.
Participants included: Damian Hale MP,
Jill Hall MP, Senator Trish Crossin, Mark
Francis, Client Services Manager, The
Epilepsy Centre SA/NT, Natalie Reimer,
Client Services Coordinator, The
Epilepsy Centre SA/NT, Constituents
Keith and Mia Fairly (son Titan) and
David Hardy, Office of Damian Hale.
Some of the health issues raised
included problems accessing specialists
and clients having to travel south for
assessment, having only one
Neurologist based in Royal Darwin
Hospital and that there is no paediatric
neurologist based in Darwin. This is a
concern that the Royal Darwin Hospital
has limited capacity for EEG services
and that there is a need to increase
epilepsy education and training for
medical practitioners (specialists,
doctors, nurses).

Some of the school issues raised
included the lack of support services for
children in main stream schools, that
there is no support services for children
in remote schools and that children are
being sent to “special needs schools”
due to lack of understanding/managing
epilepsy in main stream schools.
Many general issues were also raised
including the lack of adequate support
services and community education in all
NT centres, particularly regional/remote
towns i.e. Katherine, Gove etc.
However, it was noted that epilepsy
services in Alice Springs are superior.
The tyranny of distance is a key factor in
accessing epilepsy services.
It was also noted that very little statistical
information on epilepsy is available,
particularly on remote areas and the
indigenous population. There is a
possibility of collaboration with
organisations to conduct epilepsy
research in regional/indigenous
communities.

Our everyday
heroes!
Congratulations and well done to all
those who participated in the 2009
Sunday Mail City-Bay Fun Run!
The Epilepsy Centre would particularly
like to thank all those individuals, teams
and sponsors for their participation and
support of this great event, by raising
funds to create a brighter future for
people living with epilepsy throughout
South Australia and the Northern
Territory.
Just one of those teams who very
generously gave up their time was the
staff from The Epilepsy Centre, raising
over $1,000 for the cause.
Plans are already underway for the 2010
City to Bay and we hope to see everyone
again on 19 September 2010, raising
funds for The Epilepsy Centre.

Key recommendations were compiled
and Damian Hale MP conveyed the
findings to the full Parliamentary Friends
of Epilepsy Inquiry.

Pictured (from left): Jill Hall MP, Damian Hale MP, Mark Francis, Natalie Reimer, Keith & Mia Fairly with their
son, Titan.
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Excellence in Epilepsy Journalism Award

IBE and UCB announce
winners of award to
improve understanding
of epilepsy around the
world
Brussels, BELGIUM, October 2009,
The International Bureau of Epilepsy
and UCB were pleased to announce the
winners of the Excellence in Epilepsy
Journalism Award 2009.
The award, an initiative of the
International Bureau for Epilepsy (IBE)
and biopharmaceutical company UCB,
aims to increase awareness, improve
understanding, and encourage accurate
reporting of epilepsy by inviting
journalists to submit stimulating,
informed and compelling stories about
k n o wle dge , d at a an d r ea l li f e
experiences of people with epilepsy
around the world.
Award judge Susanne Lund, Immediate
Past President of the IBE, commented,
“We received high calibre entries from
17 countries around the world covering a
range of topics including facts about
epilepsy, new developments in research,
practical advice on travel as well as the
stigma and challenges people living with
Epilepsy Report, Summer 2009-10
south australia & northern territory
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epilepsy face at home, in the workplace
and in the community.
These entries truly demonstrate how
journalists can help to combat the fear
and ignorance about epilepsy and
improve the lives for those living with the
condition.”
An independent seven member judging
panel, consisting of media experts and
people with experience of epilepsy, was
tasked with identifying responsible,
informed, original and stimulating stories
on epilepsy. The judges selected
winners and a highly commended
entrant in two categories:
• Print/Online and
• Broadcast.
Winners
The winner of the print/online category is
Aliyah Baruchin for her article Epilepsy
in the African-American Community:
Access Education and Advocacy,
published in EpilepsyUSA, Issue 4,
2008.
“A well-written, easy to read article
highlighting the challenges that are often
f ac ed b y the Af ric an -A m eric an
community when trying to gain access to
appropriate epilepsy care – a topic that
rarely gets the coverage it deserves,”
said award judge Dr Mark Porter, GP,
Broadcaster and Medical Correspondent
for The Times, UK.

Pictured: Aliyah Baruchin is the winner of the
print/online category

Television journalist and producer
Miguel Ángel Tobías was judged
winner in the broadcast category for his
program, Hora de Salud: Epilepsia
(Health Hour: Epilepsy), broadcast on
Spain’s Canal 9 TV.
Member of the judging panel, Joachim
Mueller-Jung, writer and journalist for

Pictured: Miguel Ángel Tobías was judged winner
in the broadcast category

Frankfurter Allgemeine Zeitung in
Germany said, “The judges felt this
program had everything. It takes
epilepsy to a broader audience in a clear
and comprehensive
way
with
educational insights into epilepsy. If
programs like this were broadcast
around the world, it would make a
meaningful impact.”
Highly Commended
Australian journalist Julia Medew
received a highly commended award for
her article Art Helps Lift the Veil on
Epilepsy, published in The Age
newspaper. Her article, which reached
more than one million readers, told the
story of a young woman’s participation in
a study examining the influence of
epilepsy on artistic expression.
In the broadcast category, the judges
highly commended Floriane Closuit for
her
thought-provok ing
film
–
Par Surprise(s) (By Surprise) and its
powerful ability to humanise epilepsy.

17 countries.
The international judging panel comprised
the following judges:
• Mr Robert Cole, Epilepsy
Association of South Australia and
the Northern Territory, Australia
• Dr Carlos Acevedo, Vice-President
of the International Bureau for
Epilepsy Latin American Region
and Editor, International Epilepsy
News, Chile
• Mr Joachim Mueller-Jung, Writer
and Journalist, Frankfurter
Allgemeine Zeitung, Germany
• Ms Susanne Lund, Immediate Past
President, International Bureau for
Epilepsy, Sweden
• Mr David Josephs, Epilepsy
Advocate, UK
• Dr Mark Porter, GP, Broadcaster
and Medical Correspondent for
The Times, UK
• Mr Roger Sergel, Managing Editor,
Health Coverage, ABC News, USA

Entries were assessed on the following
criteria:
• Helps to increase the awareness
and understanding of epilepsy
• Gives a voice to people with
epilepsy
• Is conceptually or visually
innovative and creative
• Is well structured, well researched
and compelling
• Uses language responsibly when
reporting or writing on epilepsy
The two award winners received travel
vouchers and are encouraged to use their
prize to defray travel costs related to
further journalistic research and
publications about epilepsy.

Special Mention
A special mention was awarded to
Majlinda Aliu for her compelling
broadcast entry The Treatment of
Epilepsy in Kosovo. According to award
judge Roger Sergel, Managing Editor,
Health Coverage, ABC News, USA, the
film “is a gritty piece of journalism that
gives us a window into a world we
seldom see while providing a stark
illustration of the challenges facing
people with epilepsy in Kosovo.”

About UCB
UCB, Brussels, Belgium is a
biopharmaceutical company dedicated to
the research, development and
c ommerc ialisation
of innovative
medicines with a focus on the fields of
central nervous system and immunology
disorders.

Would you be
ready?
The Epilepsy Centre will be running
Seizure Management courses and
Intranasal Midazolam Administration
courses throughout 2010. We are
currently seeking expressions of
interest from anyone who may wish to
participate.
If you think you would be interested in
attending a course, please register your
details by calling 1300 850 081.
Registrants will be notified of course
dates and times in the New Year.
Costs to be advised, but they will be
minimal.
Seizure Management course (2hrs)
This course is for anyone interested
in learning how to assist someone
who is having a seizure
• Brief overview of common seizure
types
• Seizure first Aid
• Importance of medication
• What to do after the seizure
• How to record seizures
Administration of Intranasal
Midazolam At Home (2hrs)
This course is for parents of children
requiring Intranasal Midazolam and
their immediate family. This course is
not intended for professional carers
• Seizure First Aid
• Brief overview of what is Midazolam
• Administering Intranasal Midazolam
at home

For more information on the award or to
download a 2010 entry form please visit:
http://www.ibe-epilepsy.org/activities/
excellence-in-journalism-award
The ‘Excellence in Epilepsy’ Journalism
Award was open to consumer and
medical journalists from any country.
The independent judging panel
considered 35 high quality entries from

About the IBE
Founded almost 50 years ago, the IBE is
an organisation of laypersons and
professionals interested in the medical
and non-medical aspects of epilepsy. The
IBE addresses such social problems as
education, employment, insurance,
driving licence restrictions and public
awareness, and supports its members
through a range of innovative and
important initiatives aimed at improving
the quality of life of people with epilepsy
and their families. www.ibe-epilepsy.org

Pictured: Australian journalist Julia Medew received
a highly commended award for her article Art Helps
Lift the Veil on Epilepsy

So, please call, 1300 850 081, as places
are limited.
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Beating Bad Seizures (Part 1)

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.)

If you are reading this article, I assume
that you are having problems with
seizures or problems with side effects of
medication. Take heart. You may feel
like you are at the end of your rope, but
most likely you are only at the end of
your knowledge. In epilepsy, knowledge
is power – and seizure control.
I am Robert J. Mittan, Ph.D., an epilepsy
neuropsychologist. For nearly 25 years I
have been teaching patients and families
how to cope with epilepsy through the
Seizures & Epilepsy Education (S.E.E.)
seminar program. Over the years I have
had the privilege to meet thousands of
parents of children with epilepsy. Most of
them were struggling with difficult to
control seizures. Most were afraid for
their child. Many were frustrated with
medical care. A lot of the children had
more health problems than epilepsy.
Few parents realized how some good
information could make a profound
difference in seizure control and in their
daily lives.
In the first article, I am going to help you
understand what epilepsy is and how it is
diagnosed. The successful treatment of
epilepsy depends upon an accurate
diagnosis. You may be surprised to
discover that for most children that
diagnosis depends upon you.
The second article (next edition) explains
the treatment options available to your
child. Never before has there been so
many ways to control seizures. Never
Epilepsy Report, Summer 2009-10
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before have parents needed to
understand those treatment options so
completely. There are four entirely
different types of treatments for epilepsy.
A fifth one is on the horizon. Each of
these can be used when another one
fails, and some of them can be
combined. Thoughtful use of these
strategies can be the key to seizure
control.
In the final article, I will talk about the
steps you can take when you are faced
with difficult to control seizures. That
article will pull together the knowledge
you gained about diagnosis and
treatment in the previous articles in order
to give you the understanding you need
to get the best results for your child.
I am sure you already know that epilepsy
is more than just a medical diagnosis.
Epilepsy affects the entire family. It
affects the child’s development, social
skills, and school performance. In four
future articles I will go on to discuss the
psychological, family, social, school
challenges of epilepsy along with some
practical ways to overcome these
problems. I only have the space to cover
the basics, but you will find that
understanding the basics can be very
powerful in giving you more control and
giving you back your family’s life.
THE GOAL OF TREATMENT
The goal of epilepsy treatment is very
simple: NO SEIZURES and NO SIDE
EFFECTS. That’s it. In recent years, I
have heard more complaints about
medication side effects than I have about
seizures (though I do hear plenty about

seizures.) Treatment should not be part
of the problem. Unfortunately, I have
also discovered parents often do not
bring up problems with side effects to the
physician – or they barely mention them.
Remember the physician does not live
with you. If you do not provide full and
detailed reports of the problems you are
having, even the most expert doctor
can’t make it better. Trust your own
sense if you feel your child is
overmedicated – and back it up with the
clearest description your child’s changed
behaviors and appearance you can. If
you feel the doctor is not listening to you,
write your concerns down and hand it to
the doctor. Keep a dated copy for
yourself. You may discover written words
get more response than spoken words.
The same is true for seizures. The
physician needs to know in complete and
accurate detail how many seizures your
child has had and what type of seizures
they were. Many children have more
than one type of seizure, and it is
important to know the time, date,
number, and circumstances of each of
them. Sometimes small changes in
seizure patterns can give big clues to
more effective treatment. If you go into
the physician saying your daughter has
“had about the same number as last
time,” you aren’t providing the doctor
with much help. Keep a seizure diary.
Write both seizures and side effects
down. Be sure to bring it with you when
you see the doctor! There are several
pre-designed seizure diaries out there.
The S.E.E. program Seizure Diary
prompts you to record all the critical
information. You don’t have to buy one,

you can create your own. The important
part is “do it.”
WHAT IS EPILEPSY?
What is this thing we are dealing with
called a seizure disorder or epilepsy?
Epilepsy is the condition where a person
has “recurrent, unprovoked” seizures.
Recurrent means more than one.
Unprovoked means that the seizures
occur at a time when the body, and
especially the brain are not clearly sick –
there is no infection, stroke, or injury
occurring moments before the seizure.
The term “seizure disorder” is just
another name for epilepsy.
What causes a seizure? Most people
know seizures are due to an electrical
disturbance in the brain. A lot of people
have heard that a seizure is a “short
circuit” or an “electrical storm” in the
brain. I hate those explanations because
they are wrong and they scare people. If
you have ever seen a real short circuit in
an appliance or wall plug, it is a
frightening and destructive thing. POW!
and a shower of sparks. The same with
the example of lightning in a storm.
Parents who hear those explanations
are afraid seizures might be just as
destructive to their child’s brain cells,
with each seizure causing further brain
damage.
Our brains do operate using electricity,
but in very, very tiny amounts. Not only
that, these small electrical charges stay
inside each brain cell. The charges are
much too small to jump from one brain
cell to the next. Brain cells “talk” with
each other with chemicals, called
“neurotransmitters,” not with electricity.
So what is a seizure in the brain? A
seizure is like the “wave” you see in the
stadium at a football game. Normally
everyone in the crowd is doing their own
thing – talking, eating a hotdog, or
questioning the referee’s eyesight. Then
along comes a cheerleader who wants
the crowd to do the “wave.” Suddenly,
each person stops what he or she was
doing. Whole groups suddenly stand up
together and sit down again. The wave
spreads from one group of people to the
next until sometimes it goes around the
entire stadium. That is what a seizure is.
Normally brain cells are all doing their
individual thing. Then something comes
along that causes them to stop doing
their individual thing and instead join
with others to do the “wave.” Depending
upon where this “wave” starts, how far it
spreads, and how quickly the brain cells
“stand up and sit down,” you get
different kinds of seizures. The brain’s
electrical and chemical systems are
required for the “wave” to occur.

DIAGNOSIS
Differences in seizure types are very
important. The medications used to treat
seizures often differ for different kinds of
seizures. If the seizures are not correctly
diagnosed, the wrong medication could
be chosen. So, the starting point for
effective treatment is an accurate
diagnosis. However, there are several
real challenges in coming up with an
accurate diagnosis. The biggest one is
what I call the “First Cosmic Law of
Epilepsy.” This law is “Thou shalt never
have thy seizure in the doctor’s office
where he or she can see it!” Most
children are very good at obeying this
law (they should do so well with some
other rules, right?) As a result, the doctor
must depend on a description of the
seizure from family members who are
inevitably frightened at the time – and
who have no training in seizure
observation! Often the doctor can guess
correctly, but this is not a formula for
diagnostic accuracy. This is not the
parents’ fault or the doctor’s fault. We
find on average that about 40 percent of
parents who go through the seizure
observation training part of the S.E.E.
program discover that their child has a
different kind of epilepsy than they
thought.
Seizure Observation
What should you look for when
observing seizures? There are three
important observations to make: What
happened right as the seizure was
beginning, what happened during the
seizure, and finally, what happened after
the seizure was over.
There are two main families of seizures.
One of those families is generalized
seizures. The electrical / chemical
disturbance begins throughout the brain
all at once. There are several different
kinds of generalized seizures. (See the
side panel, Common Seizure Types.)
Because the whole brain participates in
the “wave” from the start, there is never
a warning that the seizure is about to

occur. It just suddenly happens. The
second family of seizures is partial
seizures. These seizures are called
“partial” because they start in a specific
part of the brain, not in the whole brain.
Unlike generalized seizures, partial
seizures can have a warning before they
occur. Sometimes this warning is called
an “aura.” Auras are actually a kind of
seizure (called “simple partial seizures.”)
What happens at the very beginning of a
seizure is often the most important thing
to observe. Carefully watching the
beginning of a seizure can give
important clues as to whether the
seizure is a partial seizure or a
generalized seizure. This is important
because the medications used to treat
generalized seizures tend to be different
from the ones used to treat partial
seizures. If the diagnosis is wrong, it is
easy to choose the wrong medication. In
true generalized seizures, there is never
a warning before a seizure occurs.
Partial seizures, however, may have a
warning rarely, often, or all of the time.
Another clue that a seizure is a partial
seizure is it starts in a specific part of the
body or begins with an unusual
movement, sensation, smell, emotion, or
thought at the start of the seizure. The
spot in the brain where the partial
seizure starts is called the seizure
“focus.” Since different parts of our brain
do different things, what happens at the
beginning of the seizure depends upon
where the seizure focus is located in the
brain. This means the first movement or
sensations that occur at the beginning of
a partial seizure are important clues as
to where in the brain the seizure focus is
located.
Often the second most important part of
the seizure to observe is what happens
after the seizure. After certain types of
seizures are over, the child is confused.
It may take minutes and sometimes
hours for the child to become completely
himself or herself. This is called “postictal confusion.” “ Post” means “after,”
“ictal” is the medical term for a seizure or
event, and “confusion” refers to the fact
that the child may temporarily not know
where he or she is or what was
happening right after the seizure. Postictal confusion is caused by a temporary
memory disturbance. Even when the
child has returned to full consciousness,
the memory disturbance can last for
hours after. This can make things like
learning in school or test taking difficult,
even though the child otherwise appears
normal. There are two kinds of seizures
that sometimes look alike, but are very
different and require different
medications. These are the Absence
seizure and the Complex Partial
seizure. Both can appear as little more
than
a m om entary
laps e of
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consciousness. However, after an
Absence seizure there is an immediate
and
c om plete
return
to
full
consciousness with no post-ictal
confusion. A hallmark of a Complex
Partial seizure is the presence of postictal confusion after the seizure – at least
for a few seconds, and usually longer.
Surprisingly, what happens during a
seizure is sometimes the least important
part of seizure observation. At other
times it can be of great help. For
example, Absence seizures usually last
for several seconds, while Complex
Partial seizures usually last a couple of
minutes or more. On the other hand,
Tonic-Clonic seizures and Partial
Seizures that Secondarily Generalize
look the same during the main part of the
seizure and afterwards. Despite
appearances, they are entirely different
kinds of seizures that usually require
different medications. Sometimes a
seizure starts as a partial seizure, with
the “wave” occurring in just part of the
brain. In some children the “wave”
continues to spread to involve the entire
brain. This is what is meant by the term
“Partial Seizure Secondarily
Generalized.” When this happens, the
behavior on the outside of the child looks
the same as a Tonic-Clonic seizure: a
tonic phase of stiffening all over the
body and sometimes a throaty cry, then
a clonic phase where the body and
muscles appear to be jerking.

One of the most common errors in
seizure observation is to confuse TonicClonic and Secondarily Generalized
seizures. The key to distinguishing these
is to carefully observe what happened at
the beginning of the seizures (notice the
plural – you may have to see several
seizures before you can get this right.)
True generalized Tonic-Clonic seizures
never, ever have an aura or warning
before they occur. If the child can tell
you he or she is about to have a seizure,
or if you notice a particular behavior is
sometimes present at the beginning of
the seizure, such as the head turning to
the side, an unusual arm movement,
hand movement, sudden change in
mood, or other odd behavior or
sensation just before the seizure, then
there is a good chance it is a Partial
Seizure Secondarily Generalized rather
than a Tonic-Clonic seizure. That
difference changes the treatment
strategy.
“Drop attacks” is a common name for
Atonic seizures. With Atonic seizures,
the child falls because he or she has a
sudden loss of muscle tone – the body
goes limp and drops straight down to the
floor. Tonic seizures (stiffening of the
entire body) can also cause a child to fall
to the floor. In Tonic seizures the body
gets stiff and falls like a tree rather than
straight up to down. While both seizures
may be brief, Tonic seizures tend to last
longer. Partial seizures can also mimic
these kinds of seizures, further
complicating diagnosis. Myoclonic
seizures, where there is a sudden
muscle jerk that involves the entire body
or part of the body, can also cause the
child to lose balance and fall. It is
another type of seizure that can be
confused with Atonic seizures or “drop
attacks.”
I hope you are getting the message that
diagnosis can be difficult, yet a correct
diagnosis is often essential to successful
seizure control. Ideally parents should
know about the many different kinds of
seizures and the kinds of observations
that are useful in distinguishing them
from each other. Unfortunately parents
seldom have the opportunity to learn
about seizures and to practice seizure
observation skills. In the S.E.E. program
this training requires a couple of hours
and includes a videotape of different
kinds of seizures. If you do not have
access to this kind of training, there is
still something very useful you can do.
Take advantage of the greatest
advancement in seizure observation in
the 3,000-year history of epilepsy.
Videotape your child’s seizures. You
may have to set up the camera and run
it for days or weeks before you catch a
seizure. Just rewind the tape and use it
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again. Be sure your child’s entire body
fits in the picture frame. If your child has
seizures in her sleep, use a nightlight in
the bedroom. Most video cameras will
record OK in low light. Turn up the
thermostat so the child can sleep without
a sheet or covers on top, and dress the
child in pajamas that have trousers, not
skirts, so that leg activity can be easily
seen. Once you have the seizures on
tape, the doctor can go over it frame by
frame if necessary to come up with a
more accurate diagnosis.
EEG
Sometimes the doctor can get around
observation problems with an EEG
(electroencephalogram.) The EEG can
detect the tiny electrical activity of the
brain that is a part of the “wave.” If the
doctor is lucky enough to catch a seizure
while the child is hooked up to the EEG
machine, she may be able to tell what
kind of seizure it is by seeing where the
“wave” starts, where it spreads, and how
fast it goes “up and down.” Notice I said
“lucky.” When the child is not having
seizure activity in the brain, the EEG will
find only normal electrical activity. Guess
what is happening most of the time for
most children with epilepsy? No
seizures. This is why your child can have
epilepsy even though he or she has had
many EEGs that all failed to find any
seizure activity.
If diagnosis is a real issue for your child,
a special kind of EEG can be performed.
It is commonly called “intensive
monitoring” or “video monitoring.” This
is done in the hospital. The child is
hooked up to an EEG machine in a
special hospital room that contains a
video camera. The video and EEG run
24 hours a day, usually for one to five
days until seizures are recorded. In
addition to being able to wait for the child
to have a seizure, this procedure allows
the doctor to see what is happening on
the outside of the child (the video) and at
the same moment see what is happening
on the inside (the EEG.) Intensive
monitoring is also an important step
when considering surgery for the
treatment of epilepsy (more about that
later.)
SEIZURES & BRAIN DISORDERS
Seizures are like sneezes – they are the
symptom of another disorder. Seizures
are a symptom of some kind of brain
disorder. The fact that your child has
seizures does not tell you what the brain
disorder is. It could be slight tissue
damage from a brain infection or stroke,
a small abnormality in brain
development, or a genetic variation in
brain function – any of a hundred
different things. In about 75% of children
this disorder is so small or so subtle it
can’t be found, even with the most up-to-

Classification of Epilepsies and Epileptic
Syndromes” that provides medical
names used in books and articles on
diagnosis and treatment, including those
on the Internet. In addition there are
other names for certain kinds of epilepsy
that are generally used and accepted.
These types of epilepsy are often named
after the person(s) who first reported
their discovery.

date brain scans. The only way we know
something is there is because the child
is having seizures. Many children will
have what I call the “million dollar
workup” of medical tests, only to find
nothing. That is actually the best news
you can have. As a rule of thumb, the
larger and more detectable the brain
disorder the seizures are a symptom of,
the more difficult the seizures will be to
control. There are exceptions to this rule,
but this sometimes inaccurate rule of
thumb can alert you to what you might
expect.
Another rule of thumb is seizures that
start in the first year of life tend to be
troublesome. Again there are
exceptions. While seizures that start in
the first year of life may be particularly
difficult to control, it is usually the
underlying brain disturbance that is the
biggest problem. Some of these get
worse over time and some don’t. Much
of the attention in treatment may be
focused on the brain disorder rather than
the symptom of “seizures.” Many of the
genetic
and
developmental
abnormalities that lead to severe
seizures and brain disturbances occur in
the first year. Fortunately these are rare.
Knowing if your child has one of these
types of epilepsy (usually called an
“epilepsy syndrome” because they
include several kinds of seizures and/or
other important symptoms) is important
for understanding what you and your
child may face in the coming years.
Seizures that begin in childhood after the
first year of life tend to be easier to
control.
Be sure to get the diagnosis from your
doctor. Have him or her write down the
full medical name of the type of seizures
or epilepsy syndrome your child has.
You will need this in order to do your
own research into the treatment and
possible outcomes of your child’s
seizures. Diagnoses such as “grand mal”
or “petit mal” are not adequate. There is
an “International Classification of
Epileptic Seizures” and an “International

While seizures may appear frightening,
there is not much evidence “regular”
seizures in and of themselves cause
noticeable brain damage. Researchers
have recently been able to show
seizures do affect the “wiring” of the
brain in subtle ways. Epilepsy scientists
argue about how important this is to
thinking, memory, and intelligence.
Psychological testing shows epilepsy
can result in memory disturbances, but
good research has only been able to
show decreases in intelligence after 20 –
30 years of poorly controlled seizures.
Again there are arguments about
whether and how often these changes
are enough to impair the quality of the
person’s life. This issue is made all the
more confusing because epilepsy goes
away with a surprising frequency. If
seizures changed the brain so much,
how could epilepsy go away so often?
The brain disorder for which the seizures
are just a symptom can play the major
role in life outcomes. If the brain disorder
also left the child mentally or
developmentally challenged, this can
limit adult success. In such cases,
treatment and rehabilitation of the brain
disturbance is often much more
important to long-term outcomes than
are the seizures. There is a minority of
children with epilepsy whose seizures
are so frequent or so severe that
epilepsy is the major problem. These
seizures need to be treated as
aggressively as possible.
For most children it is the emotional and
social reactions people have to seizures
and epilepsy (especially in the family)
that may have more to do with how the
person turns out. Studies have found
seizure types and number of seizures
have little to do with how successful a
person with epilepsy might be in adult
life. Some people with frequent seizures
are great social and financial successes.
Some people who have had only a
couple seizures in their life become
disabled. Obviously, there is a lot of
opportunity to change these reactions
and improve outcomes. This will be the
topic of future articles. For now we will
stick with the medical aspects. In next
month’s article I will discuss the
incredible range of treatment options
available to you and your child – and
how to get the most out of each.

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
professional Customer Service Team.
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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 ReportSouth 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 lives so that not another moment is lost to
seizures.
Join us by signing up below and learn more about the advantages you can enjoy
as a member of The Epilepsy Centre Candle of Light Society.

Please enroll me in The Epilepsy Centre Candle of Light Society


The Epilepsy Centre is included in my Will.
Amount of bequest (optional) $



I plan to include The Epilepsy Centre in my Will



Please send me a free Will Planning Information Kit

Name
Address
City

Postcode

Daytime Telephone

Mobile

Email
Send this form to: The Epilepsy Centre, PO Box 12, Woodville SA 5011
Attn: Robert Cole, CEO
Phone: 1300 850 081 Fax: (08) 8448 5609 Email: enquiries@epilepsycentre.org.au

