
Op Shop Volunteers Needed
The Epilepsy Foundation relies 
on volunteers for the day-to-day 
operation of the Epilepsy Op Shops.
We are always looking for volunteers 
in our shops, if you would like to join 
one of the friendly volunteer teams:
•	 Blackburn: please ring our 

Blackburn Manager, Darren Ryan 
on 0425 799 413 email: dryan@
epilepsy.asn.au

•	 Cranbourne: please ring Op Shop 
General Manager Mark Stuart on 
0425 799 415 email: mstuart@
epilepsy.asn.au

•	 Parkdale: please ring Op Shop 
Manager Natasha Braslin on 
0425 799 414 email: nbraslin@
epilepsy.asn.au

Check out the exact  
locations on our  
Op Shops web page: 
www.epinet.org.au/
articles/support_
our_op_shops

Stay in touch online: www.epinet.org.au
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Hayden was taking part in a 
group presentation at school, 
when his friend had a seizure. 
Like many, 16 year old 
Hayden knew very little 
about epilepsy but after 
this incident he was 
determined to learn 
more and help raise 
funds for the Epilepsy 
Foundation. 

After being inspired 
by Shane Crawford’s 
ride, Hayden decided 
to combine his love for endurance 
mountain-biking with raising money 
for research by riding from Woodend to 
Parliament House in Canberra. Hayden 
aims to raise $30,000. Show your support 
of his ride by donating at  
www.haydensride.com.au 

Hayden’s Ride 
for Epilepsy
24–30 September 2014

We asked for help, you responded, and you responded sensationally.
With an aim to raise $110,000 this year, you absolutely smashed the target by 
raising an incredible $180,000. These funds will make a valuable contribution as we 
try to cover the cost of the growing demand on our Epilepsy Helpline.

Thank you to everyone who got involved, sold merchandise, held a morning tea, 
dressed in purple, shared the Purple Day message on social media, sponsored other 
fundraisers, baked or ran your way through March.

It was great to see the Southern Wool Trade back on board for yet another year 
raising over $35,000 through an auction on Purple Day. This type of fundraising is 
transformational for the Foundation and we are incredibly pleased to hear they are 
back on board for next year.

We also had our board member Joe Azoulay raise $35,000 this year. Both Joe and 
our CEO Graeme Shears dollar matched donations up to $5000 – which kicked in 
$10,000 between them.

From wool auctions, to bike rides, 
swear jars and turning entire schools 
purple, you did it all. You’ve shared 
with us a number of moving stories, 
purple pictures, videos and tales of 
your fundraising – keep them coming, 
we love to see and hear what you got 
up to this year.

Our Purple Day 2014: 
Thank you everyone

We are in for the long haul with 
anyone in our community who 
experiences epilepsy.

Donate now at: www.epinet.org.au

PURPLE DAY FUNDRAISING
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When Shane Layt was the recipient of a workplace safety award at 
Australian Tube Mills, the award was a donation of $1000 to a charity 
of his choice. Shane had no hesitation in nominating the Epilepsy 
Foundation as his preferred charity. He had very good reasons for 
doing so. 

Mandy Layt, Shane’s wife, has lived 
with epilepsy since she was sixteen. 
Mandy attributes her contact with the 
Epilepsy Foundation with giving her the 
best advice and support she could have 
received. The advice she received had 
a profound impact on the way that she 
saw herself and her future. She has kept 
those lessons in the forefront of her 
mind ever since.

When Mandy was diagnosed, there 
was no knowledge of epilepsy in her 
family, and at that time, around 30 years 
ago, community attitudes towards 
epilepsy were filled with ignorance and 
misperceptions. It was a difficult time for 
a teenager looking forward with optimism 
to the future. Mandy recalls being told 
about all the things she would not be able 
to do. “At sixteen I was told I’d never be 

He was more upset because I didn’t trust 
him enough to tell him about the epilepsy, 
rather than for the fact that I had epilepsy.”  

Mandy’s worst fears didn’t materialise 
and happily she and Shane married, but 
the seizures continued to be uncontrolled 
during those years. After some years, 
the epilepsy began to take a toll on their 
relationship to the point where they felt 
close to separating. It was then that 
Mandy and Shane turned to the Epilepsy 
Foundation for help. She credits the 
Foundation with helping to give both 
her and Shane a different perspective 
on epilepsy.

“When we went to the Foundation I was 
taught two important lessons which I still 
carry with me today. Firstly that I am not 
an epileptic – I am a person with epilepsy.

Secondly, that I don’t have ‘fits’; I have 
seizures. I have always been thankful for 
those lessons. They helped both of us to 

In touch
with epilepsy

“Instead of letting epilepsy take 
over my life, I run my own life 
and the epilepsy comes along 

for the ride,”

able to get my driving licence, never be 
able to drink alcohol, not be able to stay 
out late – all the things you look forward 
to doing when you’re an adult,” says 
Mandy. “It was devastating; I just really 
felt like a freak of some sort”.

Mandy experienced severe tonic clonic 
seizures at night. She felt that epilepsy 
was so badly misunderstood by the 
community that she avoided telling 
anyone about her seizures. By the time 
she met Shane at age 18, the epilepsy 
was causing great difficulty in her life, 
but she was reluctant to tell Shane for 
fear that he would not understand.

The day that Shane learned about her 
epilepsy is still clear in Mandy’s memory. 
“Another person told Shane about my 
epilepsy and he confronted me about it. 



see things in a different light”, says Mandy. She was also referred 
to another neurologist, Professor Mark Cook, and in Mandy’s 
words “I have never looked back”.

Mandy and Shane went on to have three children now aged 
20, 18 and 16. But as she had each of her children her epilepsy 
became increasingly worse. Her eldest son was old enough 
to have seen Mandy experience quite severe seizures. “As he 
got older, I was concerned about the impact that seeing my 
seizures would have on him,” says Mandy. “That’s when we 
turned to the Foundation again, so it could be explained in as 
simple terms as possible, what seizures were and what was 
happening when I had a seizure”.

Through the ups and downs of her life with epilepsy, Mandy has 
known the Foundation would always be there for her. “Even 
if it is just an occasional phone call, I have always felt as if 
someone understands what I am going through,” says Mandy.

Mandy took on part-time studies and has had a rewarding 
career as a book-keeper. She still credits those two lessons she 
learned from the Foundation with giving her back a sense of 
her own self-worth. “Instead of letting epilepsy take over my 
life, I run my own life and the epilepsy comes along for the 
ride,” she says.

The Foundation is indebted to people like Shane and Mandy 
who have made such a heartfelt contribution to our work.  
Every year, thousands of people contact the Epilepsy 
Foundation for advice, information and counseling.  Without 
such individual acts of generosity like Shane’s donation, people 
with epilepsy will needlessly be carrying the burden of epilepsy 
that they never should have to bear.  This is the reason that 
every donation, like Shane Layt’s, is an act of giving that is so 
important to our work. 

Continued from page 1…

The Australian community is 
watching with great interest the 
impact that the National Disability 
Insurance Scheme will have on the 
lives of people with disabilities and 
their families.  
As the pilot proceeds, it is becoming clear 
that some people with severe epilepsy who 
require constant or periodic support may 
be entitled to access the NDIS but others 
with epilepsy will not. This may cover such 
things as support workers to access the 
community, in-home support or equipment 
such as wheelchairs, home modifications, 
and seizure alert mats.  

While it is encouraging that some people 
with epilepsy will meet the access criteria, 
the majority of people with epilepsy will 
not.  The Foundation’s services will continue 
to be available to those that are not 
eligible for the NDIS and continue to be a 
vitally important part of the lives of people 
who live with epilepsy and their families, 
as is community support to keep those 
services operating.

Epilepsy and the NDIS: not for everyone 
Wayne Pfeiffer, the Epilepsy Foundation’s General Manager, 
Client Services, offers this summary update on the National 
Disability Insurance Scheme:
n	 The NDIS is currently operating a trial site in the Barwon region which 

covers the City of Greater Geelong, the Colac–Otway Shire, the Borough of 
Queenscliffe and the Surf Coast Shire. 

n	 It should be noted that only people residing in that current trial site area 
can participate in the NDIS at this stage. Other trial sites operate around 
Australia, and more will be operating in the near future.

n	 To be eligible for NDIS support, a person must meet specific conditions. 
There is a My Access Checker link on the NDIS website and on our website 
which will assist a person to identify if they meet the requirements to access 
NDIS supports in the trial site area. The website address is www.ndis.gov.au/
my-access-checker.

n	 Epilepsy Foundation staff in our Geelong office, 7/265 Pakington Street 
Newtown 3220, phone: (03) 5223 1645 can help people and families living 
with epilepsy access the NDIS. A session can be organised to talk through 
what the NDIS has to offer and help to identify goals and needs.

n	 The Epilepsy Foundation is a registered NDIS provider and services such as 
a Specialist Assessment can be NDIS funded to assess the person’s epilepsy 
management needs, such as the development of individual epilepsy 
management plans.

SUPPORT

THE GIFT OF A LIFE-TIME
One of the most significant gifts a person can give to the 
Epilepsy Foundation is the gift of a bequest in their Will. 
One way of beginning to think about leaving a bequest is to 
read the Foundation’s new bequest booklet “Making your 
Will can help change people’s lives”.

The booklet, in a simple to read format, explains why it is 
important to make a Will, what you should consider in your 
decision-making, the types of bequests that can be made, 
and how a gift to the Foundation can make a long-term 
impact on services for people with epilepsy.

If you would like a copy 
of our bequest booklet, 
please contact our 
friendly Philanthropy 
Manager, Helen Smith, 
who will arrange to 
have a booklet sent to 
you. You can contact 
Helen by telephone on 
03 8809 0664 or email 
hsmith@epilepsy.asn.au   

Making your Will can help  change people’s lives

A decision in your lifetime to support  people who live with epilepsy

BEQUESTS
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Rob was presented with his award at the 
10th Asian and Oceania Epilepsy Congress 
in Singapore in August.

If Rob’s name is familiar to you, that’s not 
surprising. He has often been mentioned 
in stories about the young adults social 
group, amongst other activities.

Rob was diagnosed with epilepsy at 
age 22. He began his involvement with 
the Foundation in 1995 as a volunteer, 
firstly as a trained community speaker, 
a committee member of the Superfits 
young adults social group, and camps 
volunteer. 

In 2003, Rob and his wife Cheryl became 
the volunteer co-ordinators of Superfits 
now known as the AWEsome (Adults 
with Epilepsy) group, balancing that 
demanding role with their responsibilities 
as parents of two, now three, young 
children and Rob’s 27 years’ service with 
National Australia Bank.  

Rob has only praise for the people 
who participate in the AWEsome group. 
“At least 70% of participants experience 
active seizures. They’re a really dedicated 
group. It is amazing to see the challenges 
overcome by the AWEsome group”.

Our AWEsome volunteer

Their roles will give added strength to our 
education and training services across 
Melbourne and country Victoria.   

Michele Meachen has more than 20 years 
experience in oncology related nursing roles in 
community, hospital and cancer organisations 
and has experience in group facilitation and 
training. As Epilepsy Educator and Trainer 
(Nursing), Michele will be delivering Emergency 
Epilepsy Medication Training and other 
packages.  

Lucy Bain comes to the Foundation with broad 
experience in the disability sector in a range of 
training and education, project management 
and disability advocacy roles. As Epilepsy 
Educator and Trainer (Non Nursing), Lucy will 
be delivering epilepsy education and training 
to the disability sector, other community 
service organisations and schools.

We are delighted to have such experienced 
practitioners join our skilled and respected 
education and training team. With the 
growing demand for epilepsy services, it is 
reassuring that the Foundation can respond 
to the increasing demand for education 
and training in a broad range of community 
settings across Victoria.

Welcome Michele and Lucy

Congratulations to Victoria’s Robert Wierzbicki who has been 
announced as the 2014 Outstanding Person with Epilepsy award  
by the Joint Epilepsy Council of Australia.  

The Epilepsy Foundation congratulates 
Rob on his outstanding achievement 
on behalf of people with epilepsy. It is 
an award that is so well-deserved. Rob 
is just one of many hundreds of people 
who give volunteer time to the work of 
the Foundation. Together with Rob, we 
salute them all.

The Epilepsy Foundation is very pleased to welcome two new  
staff members to support services for people with epilepsy. 

Michele Meachen

Lucy Bain

LUCKY LAST  
RAFFLE WINNER
On 27 June 2014, the Epilepsy Foundation 
drew Raffle No 73, the last of the raffles 
to be conducted by the Foundation. A 
very delighted 86 year old Shirley Gauci of 
Alexandra was our lucky last major prize 
winner. Shirley chose to take the option of the 
car and chose a Mitsubishi ASX. She could not 
wait to get behind the wheel and drive it into 
town. We congratulate Shirley and wish her 
many happy and safe years of driving.

To all those wonderful people who have 
supported the raffle program for so many 
years, we say ‘thank you’. Your support of our 
raffle program has been so important and 
we don’t want to lose you. The demand for 
our services, such as our helpline, is growing 
rapidly and we urgently need people like you 
to continue their support by making a tax 
deductible donation.

FUNDRAISING

Epilepsy Helpline 1300 852 853


