
Last year’s inaugural Walk for Epilepsy was a huge success with over 700 people walking, running or strolling for 
those they care about who are living with epilepsy, or in memory of a loved one. There was a wonderful community 
vibe, as people came together to share stories and their personal journeys of living with epilepsy.

This year our goal is to break our record and get 1,000 people joining our Walk for Epilepsy. And we can do this 
with you!

Get your family and friends together and join other caring Victorians who will be walking for those they love or in 
memory of a loved one. Choose to walk a leisurely 3.2 or 6.4 km course around the beautiful Princes Park in Carlton. 
The walking track is fully accessible to mobility scooters, wheelchairs and prams. 
 
Enjoy free entertainment from 9:20am before the Walk commences at 11am. A coffee van, sausage sizzle and water 
will be available before and after the Walk. You can create your own personalised fundraising page - share your 
story, show a pic or two, and motivate others to join in. All funds raised will help provide support for people living 
with epilepsy and funding for research with the aim of finding a cure for epilepsy. 

No one with epilepsy should go it alone. Your participation in this annual event will show those with epilepsy that 
you are right by their side.

SPRING EDITION AUGUST 2019

in touch with
WALK FOR THE ONE YOU LOVE
Walk for Epilepsy 2019

Epilepsy Foundation
587 Canterbury Road
Surrey Hills  3127  VIC

General Enquiries: 
(03) 8809 0600

Information & Support:
1300 761 487

Donors & Supporters: 
donations@epilepsyfoundation.org.au 
1300 437 453

Education & Training Enquiries: 
edutra@epilepsyfoundation.org.au

Office opening hours: 
Monday – Friday 9.00am to 5.00pm

Web: 
epilepsyfoundation.org.au

INTERNATIONAL EPILEPSY CONGRESS 2019
SHINING A LIGHT ON EPILEPSY A FUN AND ACTIVE FAMILY DAY OUT

On Saturday 22 June 2019, the Epilepsy Foundation had the privilege of 
hosting 17 wonderful families to enjoy a day of planned activities, to connect 
with others in similar situations, to ask questions and to share their journeys 
with epilepsy.

With 40 children and 34 adults, everyone was able to participate in a range 
of fun activities. This included the making of slime, being introduced to some 
of Australia’s native wildlife, team participation with giant parachutes and 
colourful balls, the art of balancing a feather on your arm, juggling, fabulous 
balloon designs, face painting and photos from the photobooth to remember 
the day. 

The Family Day was supported by the Epilepsy Support worker team and  
a small energetic group of fabulous volunteers, who ensured the event was  
a great success and fun had by all.

Rheana Nation 
Epilepsy Support Worker

N
o one should go it alone 

From every corner of the world, delegates including 
Chief Executive Graeme Shears, attended the 33rd 
International Epilepsy Congress in Bangkok, Thailand. 
Held over five days in June, it was an exciting event with 
a host of interesting and relevant subjects and world 
class speakers sharing their knowledge about epilepsy.

There were many highlights including the launch of 
the World Health Organisation report, “Epilepsy: 
a public health imperative”. This was the result of 
great collaboration between the International League 
against Epilepsy (ILAE) and the International Bureau 
for Epilepsy (IBE). The Epilepsy Foundation contributed 
to this most important report and was also an Expert 
Reviewer. If you would like to read the report visit: 
www.ibe-epilepsy.org/global-report-epilepsy-a-
public-health-imperative or contact the Foundation.

Another wonderful highlight was the Golden Light Award 
presentation where our own shining star, Scarlett Paige, 
was one of eight inspiring international young people 

with epilepsy to be recognized for her contribution to 
improving the lives of people with epilepsy.

Meetings of the IBE leadership focused on practical 
projects that would build the capability of epilepsy 
organisations around the world. Our congratulations to 
Graeme who was formally elected as a Board member 
of the IBE and Chair of the capacity building project.  

Families came together for lots of fun 
activities and to meet others living with 
epilepsy.

Around 1 in 200 Australian students attending 
school live with epilepsy. This means most schools 
have one or more students with epilepsy amongst 
their population. 

Living with epilepsy can have significant impacts on 
a student’s education. Seizure activity, anti-epilepsy 
medications, medical appointment attendance and 
the stigma still associated with epilepsy can have 
a negative effect on their school performance and 
social relationships.

Consequently, children miss days at school, fall 
behind in their schoolwork and can feel isolated. 

The Epilepsy Foundation is working hard to change 
this, which is why it developed the Epilepsy Smart 
Schools program. This program is aimed at a positive 
impact on school communities as it seeks to create 
generational change through a better understanding 
of epilepsy. 

Principals, teachers, peers and parents will be more 
epilepsy aware and know what do if a student 
at their school has a seizure or is affected by the 
stigma which accompanies epilepsy.

Parents and carers want to know their child is safe, 
getting the best education and able to participate 
in school activities. Educators want to know that 
students with epilepsy enjoy a positive schooling 
experience. The Epilepsy Smart Schools program 
aims to meet these needs.

All Australian pre-schools, primary schools and 
secondary schools are eligible to become an 
Epilepsy Smart School. To learn more visit  
www.epilepsysmartschools.org.au

EPILEPSY SMART SCHOOLS IS NOW NATIONAL

Walk for Epilepsy 2019
Sunday, 20 October 2019 at Princes Park, Carlton

Get your family and friends together, 
and join other caring Victorians walking for those they love.  

Registrations and Check In from 9am. Walk starts at 11am.

Register today at www.walkforepilepsy.com.au
Walk
with Me

AND THE GOLDEN LIGHT AWARD GOES TO…
Scarlett Paige has lived with epilepsy since 2006. In June she was awarded a Golden 
Light Award in recognition of her work to help people with epilepsy. This is her story.

“My epilepsy journey started in January 2006. I was 18 
and had the next two years of my life planned out.  
I was about to embark on my lifelong dream to be an 
au pair in the USA. Then epilepsy hit!

I was diagnosed with focal and generalized convulsive 
seizures in July after 6 months of incorrect information. 
In 2008 I underwent neurosurgery at St Vincent's 
Hospital in Melbourne under the watchful eye of 
Professor Mark Cook. I couldn't have gotten through 
this without the support of the Epilepsy Foundation. 

Once my seizures were under control I started 
volunteering with the Foundation. In March this year 
the Foundation nominated me as a shining light for 
people with epilepsy, due to my community service 
in Victoria and Tasmania. The nomination covers 11 
countries in the Western Pacific region.

In April I received an email congratulating me on my 
success that I, along with 7 others from around the 
world, would travel to Bangkok to receive our awards 
at the 33rd International Congress in late June. 

We each gave a presentation telling our own personal 
journey with epilepsy and how we've helped to support 
many other people on the same path we have walked. 

These stories were told to people with epilepsy, CEOs, 

the International Bureau of Epilepsy president and vice-
president along with neurologists.

 

Scarlett Paige (third from right) is one of eight 2019 Golden 
Light Award recipients. 

At the opening ceremony in front of 2,000 people we 
were presented with the Golden Light award. Over 
the next five days we attended many symposiums 
from the social impact of epilepsy to the importance 
of medication. Being able to have the opportunity to 
meet others and come together in a positive way has 
once again given me hope that epilepsy will soon be 
accepted by the wider public.

In 2021 I am hoping to travel to the next International 
Congress to discover how my fellow golden lights have 
been in their quest to end the stigma of epilepsy.”



Last year the Australian Government 
announced that they would invest 
$2 million through the Epilepsy 
Foundation to help find a cure for  
rare genetic epilepsy disorders. 
This investment has helped launch the inaugural funding 
round of the Australian Epilepsy Research Fund, with a 
particular focus on medical research into the genetics 
of epilepsy and studies that can demonstrate practical 
outcomes for the benefit of people living with epilepsy 
in the short to medium-term.

The very first project to be supported through this 
Fund is currently underway at the Florey Institute of 

Neuroscience and Mental Health, examining treatment 
options for epilepsy caused by mutations in the SynGap 
gene. Normally, the SynGap gene provides instructions 
for making a protein that plays an important role in nerve 
cells in the brain. These nerve cells act as the “wiring”  
in the circuitry of the brain, and are critical for learning 
and memory. 

The Epilepsy Foundation looks forward to supporting 
more exciting and innovative research that will make a 
difference for people living with epilepsy.

If you would like to contribute to finding a cure for 
epilepsy go to: 
   
www.epilepsyfoundation.org.au/cure-epilepsy

NEW MEDICAL RESEARCH IS UNDERWAY

One million Australians will have epilepsy 
at some stage in their lives. 
Many people with epilepsy experience loneliness, 
anxiety and isolation. As they are coming to terms with 
the diagnosis and learning how to better manage their 
epilepsy, people with epilepsy need to be completely 
supported. 

Although epilepsy is the most common of brain disorders, 
90% of Australians do not have access to the epilepsy 
support they need. 

The Epilepsy Foundation exists to ensure that no one 
living with epilepsy ever has to go it alone. Our work 
focuses on helping children with epilepsy get a good 
education, empowering people to fully participate in the 
workplace and ensuring they feel safe and connected in 
the community. 
 
Join the Walk for Epilepsy and show your support for people 
living with epilepsy or walk in memory of a loved one. 

Bianca and her family will be walking for her husband 
Adam. “Adam has generalised tonic clonic seizures. We try 
to live as normal a life as we possibly can. We try to push 
the fact that he has seizures out of our minds so as a family 
we can get on with life. Our extended family didn’t realise 
the impact of Adam’s seizures. 

They didn’t understand what was happening to Adam and 
how badly the seizures were affecting him. They didn’t 
understand why we would leave early from functions, or 
why we wouldn’t even go to their events or dinners. 

That was until they saw Adam having a seizure.

Last year we participated in the Walk. It was a terrific day 
out for myself, Adam and our two children – Christian and 
Evie. But this year we’re getting as many of our families 
and friends involved as we possibly can. 

I want Adam to know he is fully supported and loved by 
all of us, that he is not alone in his epilepsy, that we are 
in this together as a family.”

You can also become a ‘Walk Hero’ by letting your family 
and friends know they can sponsor you. Every dollar  
you raise will provide support, resources and information 
so people can better manage their epilepsy. 
  
Create your own ‘Walk Hero’ fundraising page by visiting 
www.walkforepilepsy.com.au and let everyone you know 
that they can support you. 

Walk for Epilepsy AND SHOW YOUR SUPPORT 
Sunday 20 October, Princes Park Carlton, 11.00am startAt the start of a new financial year, I once again reflect on the impact that your 

giving has made to people living with epilepsy.

TOGETHER WE ARE MAKING A DIFFERENCE

In my 11 years as Chief Executive, 
I have seen thousands of caring 
and compassionate people from all 
walks of life give donations, provide 
their time, host an event, go purple 
during March and so much more. 
These generous contributions have 
enabled transformational changes 
in so many people’s lives.

I am truly grateful to each and 
every one of you. You are the 
reason around 1,000 clients were 
supported through over 6,000 
interactions, and enabled us to 
train more than 8,000 people to 
understand and manage epilepsy 
well. You are the reason that 
people with epilepsy never need to 
feel that they are alone. 

There is so much more we know 
we can do for people with epilepsy. 
We know that our current clients 
will continue to need access to 
our staff, services and programs. 
It is important we continue to be 
there for them and for the many 
Australians who will be diagnosed 
with epilepsy this year. 

The essence of why we exist is to 
ensure that every person, no matter 
their age, gender, ethnicity, location 
or beliefs know that they are not 
alone with their epilepsy. To this 
end we are now working to ensure 
our Epilepsy Smart programs will 
be available right across Australia 
through our Epilepsy Australia 
service partners. Your ongoing 
support makes this possible.

I thank you for all that you do to 
support people with epilepsy. I hope 
you enjoy reading this issue of InTouch 
and look forward to your continued 
support in 2019/20.

Graeme Shears
Chief Executive Officer

YOU CAN AND DID GO PURPLE FOR PURPLE DAY 2019
On Tuesday 26 March, people and 
communities came together to 
raise vital funds and much needed 
awareness of epilepsy by wearing 
purple, hosting events or giving to 
the Epilepsy Foundation. 

Two significant and popular 
Melbourne landmarks showed 
their support for Purple Day. The 
Bolte Bridge and Melbourne Star 
were illuminated in resplendent 
purple. We thank Transurban 
and Melbourne Star for their 
wonderful support.  

This year 28 registered community 
events were held in Victoria and 
New South Wales with magnificent 
fundraising efforts from the 
community. This includes a 
selection of Bunnings stores that 
also got behind our Purple Day 
efforts. Thank you Bunnings!

Heshan and Tara Mendis raised an 
incredible $40,000 through two 
events – the Makulu Racing “Car 
Show & Shine” and ‘Beatz 2 Beat 
Epilepsy’ fundraiser.   

Heshan and Tara were inspired 
by their “strong and beautiful 
Epilepsy Warrior” daughter, Sierra. 
We thank Makulu Services Vehicle 
Storage and ARA Property Services 
for their sponsorship of these 
events.  

In another superb effort, Will 
Mitchell of Wagga Wagga raised 
over $40,000 through a golf day 
and talent quest.  

Congratulations and thanks to 
all of our community fundraising 
champions and we look forward 
to another fabulous Purple Day 
in 2020!

CREATING A GREATER 
UNDERSTANDING 
OF EPILEPSY WITH 
VICTORIA POLICE  

There has long been a need 
for specific training for police 
and other first responders to 
gain a greater understanding of 
epilepsy. 

Work has commenced with 
Victoria Police (VicPol) to 
develop specific training and 
awareness programs for their 
members. The first resource 
in this program is an Epilepsy 
Fact Sheet that will be shared 
across all VicPol communication 
channels. 

Further work is occurring with 
VicPol in order to have epilepsy 
awareness and response 
approaches embedded in 
their training and education 
frameworks.

YOU CAME, YOU WALKED, AND 
YOU RAISED VITAL FUNDS. 
THANK YOU!
Over 700 people came together to walk for those they 
love in our first Walk for Epilepsy 2018. Whether they 
walked, ran or shared heart-warming stories, they all 
came together in support of those they love and who 
have epilepsy. 

The Foundation thanks each and every one of you 
for getting involved, increasing awareness and raising 
essential funds. Special thanks go to Tasmin Brame 
whose young boy has epilepsy and Milton Lasnitzki 
whose son has epilepsy. Both raised well over $10,000 
each in support of programs and services to help 
people with epilepsy. 

You can get involved and walk for those you love. 
Register today – visit: www.walkforepilepsy.com.au 

A LITTLE TREASURE WAITING TO BE 
EXPLORED!

Join Bianca and hundreds of caring Victorians on Sunday 
20 October, 11:00am at Princes Park in Carlton for what 
will be a fun and wonderful day for people of all ages. 
Together we can show our support for those we dearly 
love who have epilepsy and let them know they are not 
alone. 

Our new store in Berwick is now 
open and waiting to be explored 
by you.
There is a beautiful selection of bric-a-brac, from 
the old and treasured to the retro and vintage 
for the budding interior designer, including a 
chandelier that makes everything in the store look 
that little bit more special.

If it’s a new wardrobe you’re looking for we have 
ladies, men’s and children’s clothes and accessories 
including handbags, jewellery and shoes, with 
three fitting rooms waiting for you. And for the avid 
reader, there’s a great selection of books for you to 
choose from. 

Every store is open because of our committed 
volunteers - local community-minded people here 
to help you and support the Epilepsy Foundation by 
donating their valuable time.

Epilepsy Op Shop, 15 Blackburne Square, 
Clyde Road, Berwick.

Monday to Friday 9.30am-4.00pm; 
Saturday 9.00am-1.00pm.
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I want Adam to know he is fully supported and loved by 
all of us, that he is not alone in his epilepsy, that we are 
in this together as a family.”

You can also become a ‘Walk Hero’ by letting your family 
and friends know they can sponsor you. Every dollar  
you raise will provide support, resources and information 
so people can better manage their epilepsy. 
  
Create your own ‘Walk Hero’ fundraising page by visiting 
www.walkforepilepsy.com.au and let everyone you know 
that they can support you. 
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alone with their epilepsy. To this 
end we are now working to ensure 
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be available right across Australia 
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service partners. Your ongoing 
support makes this possible.
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Graeme Shears
Chief Executive Officer

YOU CAN AND DID GO PURPLE FOR PURPLE DAY 2019
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incredible $40,000 through two 
events – the Makulu Racing “Car 
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in this program is an Epilepsy 
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YOU RAISED VITAL FUNDS. 
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Over 700 people came together to walk for those they 
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Register today – visit: www.walkforepilepsy.com.au 

A LITTLE TREASURE WAITING TO BE 
EXPLORED!

Join Bianca and hundreds of caring Victorians on Sunday 
20 October, 11:00am at Princes Park in Carlton for what 
will be a fun and wonderful day for people of all ages. 
Together we can show our support for those we dearly 
love who have epilepsy and let them know they are not 
alone. 

Our new store in Berwick is now 
open and waiting to be explored 
by you.
There is a beautiful selection of bric-a-brac, from 
the old and treasured to the retro and vintage 
for the budding interior designer, including a 
chandelier that makes everything in the store look 
that little bit more special.

If it’s a new wardrobe you’re looking for we have 
ladies, men’s and children’s clothes and accessories 
including handbags, jewellery and shoes, with 
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choose from. 

Every store is open because of our committed 
volunteers - local community-minded people here 
to help you and support the Epilepsy Foundation by 
donating their valuable time.

Epilepsy Op Shop, 15 Blackburne Square, 
Clyde Road, Berwick.

Monday to Friday 9.30am-4.00pm; 
Saturday 9.00am-1.00pm.



Last year’s inaugural Walk for Epilepsy was a huge success with over 700 people walking, running or strolling for 
those they care about who are living with epilepsy, or in memory of a loved one. There was a wonderful community 
vibe, as people came together to share stories and their personal journeys of living with epilepsy.

This year our goal is to break our record and get 1,000 people joining our Walk for Epilepsy. And we can do this 
with you!

Get your family and friends together and join other caring Victorians who will be walking for those they love or in 
memory of a loved one. Choose to walk a leisurely 3.2 or 6.4 km course around the beautiful Princes Park in Carlton. 
The walking track is fully accessible to mobility scooters, wheelchairs and prams. 
 
Enjoy free entertainment from 9:20am before the Walk commences at 11am. A coffee van, sausage sizzle and water 
will be available before and after the Walk. You can create your own personalised fundraising page - share your 
story, show a pic or two, and motivate others to join in. All funds raised will help provide support for people living 
with epilepsy and funding for research with the aim of finding a cure for epilepsy. 

No one with epilepsy should go it alone. Your participation in this annual event will show those with epilepsy that 
you are right by their side.
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in touch with
WALK FOR THE ONE YOU LOVE
Walk for Epilepsy 2019

Epilepsy Foundation
587 Canterbury Road
Surrey Hills  3127  VIC

General Enquiries: 
(03) 8809 0600

Information & Support:
1300 761 487

Donors & Supporters: 
donations@epilepsyfoundation.org.au 
1300 437 453

Education & Training Enquiries: 
edutra@epilepsyfoundation.org.au

Office opening hours: 
Monday – Friday 9.00am to 5.00pm

Web: 
epilepsyfoundation.org.au

INTERNATIONAL EPILEPSY CONGRESS 2019
SHINING A LIGHT ON EPILEPSY A FUN AND ACTIVE FAMILY DAY OUT

On Saturday 22 June 2019, the Epilepsy Foundation had the privilege of 
hosting 17 wonderful families to enjoy a day of planned activities, to connect 
with others in similar situations, to ask questions and to share their journeys 
with epilepsy.

With 40 children and 34 adults, everyone was able to participate in a range 
of fun activities. This included the making of slime, being introduced to some 
of Australia’s native wildlife, team participation with giant parachutes and 
colourful balls, the art of balancing a feather on your arm, juggling, fabulous 
balloon designs, face painting and photos from the photobooth to remember 
the day. 

The Family Day was supported by the Epilepsy Support worker team and  
a small energetic group of fabulous volunteers, who ensured the event was  
a great success and fun had by all.

Rheana Nation 
Epilepsy Support Worker

N
o one should go it alone 

From every corner of the world, delegates including 
Chief Executive Graeme Shears, attended the 33rd 
International Epilepsy Congress in Bangkok, Thailand. 
Held over five days in June, it was an exciting event with 
a host of interesting and relevant subjects and world 
class speakers sharing their knowledge about epilepsy.

There were many highlights including the launch of 
the World Health Organisation report, “Epilepsy: 
a public health imperative”. This was the result of 
great collaboration between the International League 
against Epilepsy (ILAE) and the International Bureau 
for Epilepsy (IBE). The Epilepsy Foundation contributed 
to this most important report and was also an Expert 
Reviewer. If you would like to read the report visit: 
www.ibe-epilepsy.org/global-report-epilepsy-a-
public-health-imperative or contact the Foundation.

Another wonderful highlight was the Golden Light Award 
presentation where our own shining star, Scarlett Paige, 
was one of eight inspiring international young people 

with epilepsy to be recognized for her contribution to 
improving the lives of people with epilepsy.

Meetings of the IBE leadership focused on practical 
projects that would build the capability of epilepsy 
organisations around the world. Our congratulations to 
Graeme who was formally elected as a Board member 
of the IBE and Chair of the capacity building project.  

Families came together for lots of fun 
activities and to meet others living with 
epilepsy.

Around 1 in 200 Australian students attending 
school live with epilepsy. This means most schools 
have one or more students with epilepsy amongst 
their population. 

Living with epilepsy can have significant impacts on 
a student’s education. Seizure activity, anti-epilepsy 
medications, medical appointment attendance and 
the stigma still associated with epilepsy can have 
a negative effect on their school performance and 
social relationships.

Consequently, children miss days at school, fall 
behind in their schoolwork and can feel isolated. 

The Epilepsy Foundation is working hard to change 
this, which is why it developed the Epilepsy Smart 
Schools program. This program is aimed at a positive 
impact on school communities as it seeks to create 
generational change through a better understanding 
of epilepsy. 

Principals, teachers, peers and parents will be more 
epilepsy aware and know what do if a student 
at their school has a seizure or is affected by the 
stigma which accompanies epilepsy.

Parents and carers want to know their child is safe, 
getting the best education and able to participate 
in school activities. Educators want to know that 
students with epilepsy enjoy a positive schooling 
experience. The Epilepsy Smart Schools program 
aims to meet these needs.

All Australian pre-schools, primary schools and 
secondary schools are eligible to become an 
Epilepsy Smart School. To learn more visit  
www.epilepsysmartschools.org.au

EPILEPSY SMART SCHOOLS IS NOW NATIONAL

Walk for Epilepsy 2019
Sunday, 20 October 2019 at Princes Park, Carlton

Get your family and friends together, 
and join other caring Victorians walking for those they love.  

Registrations and Check In from 9am. Walk starts at 11am.

Register today at www.walkforepilepsy.com.au
Walk
with Me

AND THE GOLDEN LIGHT AWARD GOES TO…
Scarlett Paige has lived with epilepsy since 2006. In June she was awarded a Golden 
Light Award in recognition of her work to help people with epilepsy. This is her story.

“My epilepsy journey started in January 2006. I was 18 
and had the next two years of my life planned out.  
I was about to embark on my lifelong dream to be an 
au pair in the USA. Then epilepsy hit!

I was diagnosed with focal and generalized convulsive 
seizures in July after 6 months of incorrect information. 
In 2008 I underwent neurosurgery at St Vincent's 
Hospital in Melbourne under the watchful eye of 
Professor Mark Cook. I couldn't have gotten through 
this without the support of the Epilepsy Foundation. 

Once my seizures were under control I started 
volunteering with the Foundation. In March this year 
the Foundation nominated me as a shining light for 
people with epilepsy, due to my community service 
in Victoria and Tasmania. The nomination covers 11 
countries in the Western Pacific region.

In April I received an email congratulating me on my 
success that I, along with 7 others from around the 
world, would travel to Bangkok to receive our awards 
at the 33rd International Congress in late June. 

We each gave a presentation telling our own personal 
journey with epilepsy and how we've helped to support 
many other people on the same path we have walked. 

These stories were told to people with epilepsy, CEOs, 

the International Bureau of Epilepsy president and vice-
president along with neurologists.

 

Scarlett Paige (third from right) is one of eight 2019 Golden 
Light Award recipients. 

At the opening ceremony in front of 2,000 people we 
were presented with the Golden Light award. Over 
the next five days we attended many symposiums 
from the social impact of epilepsy to the importance 
of medication. Being able to have the opportunity to 
meet others and come together in a positive way has 
once again given me hope that epilepsy will soon be 
accepted by the wider public.

In 2021 I am hoping to travel to the next International 
Congress to discover how my fellow golden lights have 
been in their quest to end the stigma of epilepsy.”
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