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Greater support, information and care for people living with 
epilepsy. All because of you. 
As the COVID-19 pandemic continued to present 
even more challenges and difficulties last year, 
the Epilepsy Foundation further strengthened its 
commitment to provide greater support, information 
and care for people living with epilepsy.

Last year we were able to: 

HELP 
1,224 PEOPLE 
receive advice 

and care 
from our 

Epilepsy Support 
Workers

DELIVER
500+

Epilepsy
Management
plans AND

 200+
Emergency

Management
plans

SUPPORT
6 vital

research
projects to

improve the lives
of people with 

epilepsy

TRAIN 10,431 
people in  

education,
disability,
aged care,

community and 
healthcare

Our mission of helping people living with 
epilepsy is only possible because of the 
wonderful support we receive from people 
like you. Individuals, families, businesses, 
trusts, community groups and organisations 
providing assistance, time and money. 

Here’s a snapshot of your support in 2021:

• More than 600 individuals, known as 
Epilepsy Champions, continued their 
monthly giving 

• Around 925 people got involved in our  
 Walk for Epilepsy raising over $347,500  
• Over 1,780 donations were received in  
 response to our appeals  
• Although the Op Shops were closed for  
 most of the year, our volunteers provided  
 more than 20,100 hours of support  
• And 10 caring individuals have informed  
 us they are leaving or planning to leave  
 a gift in their Will.

While our supporters demonstrate their generosity in different ways,  
you all have one common goal – that no one with epilepsy goes it alone.  

 
We thank each and every one of you for the compassion and care 

you show to those living with epilepsy.



Welcome to our Autumn issue of InTouch with 
Epilepsy

I’d like to wish you a very Happy 
New Year. I hope 2022 is a safe, 
happy and prosperous year for 
you all.

As COVID-19 continues to spread 
throughout our community, 
impacting on our ability to socialise 
and connect personally with each 
other, the Epilepsy Foundation 
is committed to ensuring the 
necessary support is available  
for people with epilepsy and those 
who care for them.  We understand 
that feelings of isolation are 
compounded by the pandemic.

With that in mind, I am very 
pleased to announce the 
launch of the National Epilepsy 
Support Service (NESS), a new 
national telephone support line 
staffed by epilepsy workers 
who are knowledgeable about 
all aspects of epilepsy, its 
diagnosis, treatment options and 
management. By calling this 
national telephone number, people 
with epilepsy and their carers, 
located anywhere in Australia, 
can get the rapid information and 
support they need, as well as 
referral on to their local epilepsy 
service provider for ongoing care, 
if required. For those living in 
Victoria and New South Wales, 
this means callers will be referred 
to the Epilepsy Foundation for 
any ongoing support. I urge 
anyone with epilepsy, or those 
who care for someone with 
epilepsy, to contact the NESS 
for personalised support and 
information.

I would like to take this 
opportunity to thank everyone 
who took part in our Walk for 
Epilepsy last year, and helped 
to raise the truly awesome total 
of $347,500 by walking almost 
100,000kms. This was an 
amazing and humbling result  
and we are very grateful.

Thanks to your participation in the 
Walk for Epilepsy, and our other 
fundraising efforts last year, we 
were able to help 1,224 people 
with epilepsy and their families in 
2021, and this work will continue.

Regular readers will have read 
previously about brave Lily 
Taylor’s story – we continue the 
story on her battle with epilepsy 
in this issue. And we share the 
personal story of Stephanie 
Phipps, who has had epilepsy 
since birth, as well.  

As we near this year’s Make 
March Purple campaign, it’s worth 
remembering that, each day, 44 
Australians will be diagnosed with 
epilepsy.  We need your ongoing 
help to raise awareness of this 
condition and to fundraise so 
that we can continue providing 
much-needed services.  Make 
March Purple gives us the 
opportunity to focus on epilepsy 
and the wonderful ways in which 
the community rallies to support 
us with local fundraising events 
and activities.  We hope you’ll 
participate this year and support 
our vital work. 

I am most grateful for your 
ongoing support, and wish you  
all the very best for 2022.

Graeme Shears
Chief Executive Officer

Our Memorial service 
commemorating 
those who’ve died 
from epilepsy 

This year, the Epilepsy 
Foundation will hold its 
memorial service in May as 
our tribute to loved ones lost to 
epilepsy. The service will once 
again be a virtual event due to 
COVID and will be streamed on 
Facebook and YouTube. 

A dedicated link will be  
provided closer to the date  
of our memorial service. 

We encourage all who have 
lost a loved one to epilepsy to 
provide the name, photograph 
and a short paragraph (no 
more than 50 words please) to 
us to include in our Memorial 
service. Please email your 
contributions or to register your 
interest to attend to memorial@
epilepsyfoundation.org.au  
by Friday 29 April 2022. 



In last year’s Autumn issue of InTouch we shared 
brave Lily Taylor’s story and how she had had two 
surgeries in 2015 and 2017, and then third and fourth 
rounds at the Royal Children’s Hospital, Melbourne, in 
December 2020.  As mum Rachelle said at the time, 
it was a matter of ‘wait and see’ whether the latest 
surgery was successful in easing Lily’s seizures.

Courageous, resilient and hopeful … this is Lily’s Story

Sadly, her tonic-clonic seizures came back after eight weeks so 
the decision was made that Lily would have an almost complete 
hemispherectomy.  Her surgeon has since disconnected 
everything on the right side of Lily’s brain except for the motor 
cortex, which was spared. 

Rachelle says, “It was a very difficult decision to make, whether 
to go ahead with such a surgery as we knew that, as a result, Lily 
would have a hemiopia (loss of vision in half of her field of vision) 
and we could not be sure there wouldn’t be other impairments.”

“Surgery took place in June and Lily spent three weeks in 
hospital doing intensive rehabilitation to learn how to manage 
the visual loss and because she now has some left-sided 
neglect as a result of the surgery.

Unfortunately, due to the complex nature of Lily’s epilepsy 
her tonic-clonic seizures returned five weeks after the latest 
surgery.  As you can imagine we were absolutely shattered as 
now not only have her seizures returned but she also has other 
impairments to contend with.”

After spending weekly overnight hospital admissions due 
to seizure clusters that required an infusion to stop, Lily’s 
neurological team offered her a Vagus Nerve Stimulator (VNS) 
implant in the hope that it would alleviate some of the seizures, 
duration, frequency etc.  This device, the latest model, was 
implanted in Lily on 28 October.  

“She is the first child to receive the new device at the Royal 
Children’s,” says Rachelle.  “We then went to the hospital for it to 
be turned on for the first time.  It needs to be adjusted every two 
weeks until the desired settings are reached.  She’s receiving 
stimulation for 30 seconds every three minutes 24/7.

“Unfortunately, since the VNS was implanted, Lily has been 
having regular hospital admissions due to seizure clusters that 
require infusion intervention to stop them.

“We have another nervous wait ahead of us.  Despite 
everything, Lily has been so brave and inspiring throughout it all.  
Fingers crossed, she gets to do all of the things she has been 
missing out on.”

We wish Lily and her family all the very best with this latest 
treatment.  



At the heart of our services is a team of dedicated staff who work tirelessly to help 
people with epilepsy to understand their condition better and have the information 
and supports they need to achieve their individual goals. Coming from a range of 
backgrounds including nursing, social work, the disability and aged care sectors 
and government, they bring a diverse range of skills to the team.

Dedicated to high-quality services for people with epilepsy …
Meet Brendan, our Chief Operations Officer 

Managing the Client Services, Education and 
Training teams is our Chief Operations Officer, 
Brendan Lillywhite. Highly experienced with more 
than 45 years working for the Victorian Government 
and in the not-for-profit sector, Brendan has been 
with the Foundation for almost seven years.  

Brendan’s role includes managing the new 
National Epilepsy Support Service (NESS), the 
first port of call for clients seeking services, as well 
as our Epilepsy Support Worker and Education 
and Training teams. He is also responsible for 
overseeing and supporting the Foundation’s chain  
of Op Shops.

He recalls his first memory of seeing someone 
having a seizure. “It was during secondary school.  
A student was being bullied and discriminated 
against so severely that he actually left the school. 
That left a lasting impression on me,” Brendan says.

“I used to volunteer at Kew Cottages when I was 
about 18 and that developed my interest in disability, 
which is why I started working at a centre for 
adults with intellectual disability who were being 
supported, called Kintore. I learned there that one 
in four people with an intellectual disability have a 
comorbidity with epilepsy. That was my first contact 
with epilepsy, during the 1970s, and it became an 
area of interest for me. Kintore eventually became 
the Epilepsy Foundation.

“Our Support Workers and Education and Training 
teams primarily focus on providing a high level of 
support to people living with epilepsy in Victoria and 
New South Wales. I love the variety of work, the daily 
challenges, the fact that there is always more to do.  
And working with people that have a similar value 
base and ethics.  

“My priority is developing consistent, high-quality 
services for people living with epilepsy. I enjoy 
supporting staff because they are extremely 
important in achieving person-centred individualised 
services and they are at the coalface. Hopefully,  
I equip them to do their job as best as possible to 
get good quality outcomes for clients.

“I’m also keen to see the Epilepsy Foundation 
continue to grow and extend its reach, to be more 
accessible to people so they can get support 
regardless of where they live.”

Brendan says COVID-19 has had a real impact on 
his work. “This is not only because of the disruption 
to the Op Shops but because there’s been an 
influx in clients calling due to increased anxiety 
around when and where a seizure may occur, which 
impacts on their mental health and wellbeing.

“We’ve had an increase in demand for services 
and training sessions and have grown our staff 
through the NESS team so our capacity to respond 
has improved too. I want to continue raising our 
profile and make services more accessible.   
It’s important that people know that by using  
our services, they do not have to go it alone  
with their epilepsy.”



NESS is a free, Australia-wide information line for 
anyone living with epilepsy or caring for someone 
who has epilepsy.  Our epilepsy workers can help 
anyone regardless of where they live, their age, stage 
of life, cultural background or type of epilepsy.

Our NESS workers have a range of skills and 
backgrounds and are able to knowledgeably help with 
information and resources to support the wellbeing of 
people living with epilepsy.  Resources include epilepsy 
information sheets on a range of topics, including: 

•  epilepsy and seizure management
•  seizure first aid
•  maintaining health and wellbeing
•  risk minimisation strategies such as alcohol and  
   sleep deprivation
•  disclosure
•  childhood and epilepsy
•  pregnancy and epilepsy
•  diet and epilepsy
•  epilepsy and education
•  work
•  epilepsy in the later years
•  disability and epilepsy

If callers require additional support, our epilepsy 
workers can help with accessing ongoing, local 
support services, including referral to Epilepsy 
Support Workers or Epilepsy Educators who can 
help the person with epilepsy meet their individual 
goals. Ongoing support can also involve assistance 
with developing Epilepsy Management Plans or 
Emergency Medication Management Plans coupled 
with training for carers, teachers, employers, disability 
and aged care workers and others in administering 
the emergency medication. 

The team can also refer the caller to the epilepsy 
organisation in their state or territory to find out about 
local support, activities and events for people living 
with epilepsy.   

How to contact NESS
NESS is available Monday to Saturday from 9.00am 
to 7.00pm (AEST).  Phone: 1300 761 487, email 
support@epilepsysmart.org.au or visit  
www.epilepsysmart.org.au. If you are experiencing  
a medical emergency, please call 000.

We are very pleased to announce the 
launch of the new National Epilepsy Support 
Service (NESS), which has been created to 
provide consistent, current and personalised 
information and support for people living with 
epilepsy and their families and carers. 

Introducing the new National 
Epilepsy Support Service

Sandra Maschler understood first-hand what it meant to 
be a parent to a child with epilepsy. It was this experience 
that helped her decide she wanted to give back, to help 
others who also cared for someone with epilepsy. Without 
hesitation, Sandra contacted the Foundation and gave her 
time freely and selflessly to help in any way she could. 

She volunteered with the Foundation for more than 20 
years, helping to raise awareness, funds and provide 
crucial support for parents and carers. For 23 years 
Sandra volunteered at our Blackburn Op Shop, along with 
volunteering for countless camps over a 20-year period. 

As Lisa Rath, Epilepsy Support Worker, said:

“Sandra was one of our most valuable volunteers.  
She had lived experience of parenting a child with 
epilepsy. She was reliable, capable, compassionate  
and hard working. She was always enthusiastic and had 
endless energy. She had a great sense of fun and there 
was always a lot of laughter and joy whenever Sandra was 
around. She had endless empathy and always found time 
to establish a genuine rapport with all participants.”

In recognition of Sandra’s love and commitment to helping 
people with epilepsy, her children have requested that 
donations be made in memory of their mother in support  
of the Foundation’s work.

We thank Sandra’s family as we commemorate a 
wonderful volunteer who will be missed. Vale Sandra 
Maschler.

The Epilepsy Foundation was saddened to 
learn that one of our most beloved and long-
term volunteers passed away recently.

Endless empathy for 
people with epilepsy
Vale Sandra Maschler

When someone close to us dies, we experience 
grief, sadness and, ultimately, an appreciation of  
all the memories we have of that special person.  

An In Memory donation to the Epilepsy 
Foundation is a special way to remember 

someone, and at the same time help give hope 
and life to those who remain.  

If you would like to learn more about making  
In Memory donations to the Foundation please visit 

epilepsyfoundation.org.au/in-memory or call  
the Foundation on 1300 437 453.



I was just thought of as vague or off with the fairies. 
Sometimes I had 30 or possibly 60 or more of these a 
day. I knew I was ‘different’. Something was wrong and 
I couldn’t articulate it.

In 1991, I was sitting on my bed doing homework, 
when I had my first tonic-clonic seizure … and after that 
they didn’t stop. At that point, I wasn’t allowed to even 
shower without the door being open a bit so they could 
hear … not much of my teen years was normal, though 
my parents did a great job of trying to make my life as 
normal as possible under the circumstances. 

One day I had three seizures, one after the other. The 
doctors seemed to not be able to find a medication to 
control them. I was 15 years old, on four medications, 
trying to live a teenager life. 

My schoolwork went down the drain. I couldn’t 
remember where I put my school bag at night, much 
less what I learned in the day. Even being able to cope 
psychologically with what was happening to me was 
hard. Physically, everything was being messed with; 
I put on weight but, because I was still largely active, 
probably not as much as I could have. 

So, by now you’re reading and thinking wow this is 
all doom and gloom. I write to reach out to those who 
might understand what that feeling of hopelessness is 
like, and also to know that the story gets better.

One day, there was a visit from a group back then 
called the Epilepsy Foundation Victoria. They came to 
my hometown once a month. So, mum and I hopped 
on-board. We found these meetings supportive and 
helpful and through this I also got a new doctor and a 
new diagnosis.

By this time, I was doing my VCE but at least I was on 
a different path with two meds and seemingly better 
seizure control.  I was still having absence and the 
occasional tonic-clonic seizures and was not what you 
would consider well, but I was certainly much better.  

I passed my VCE (even though they said I wouldn’t) 
and found out I got into the nursing third round intake at 
university. There was no stopping this determined girl 
and even though it took me six years and a few glitches 
and seizures later, I became a nurse.

Throughout the years I stayed in contact with the 
Foundation. I helped at their office and saw first-hand 
what this amazing place does. I worked in their Op 
Shop in Camberwell and it was awesome. 

Then I was asked to be part of a documentary called 
Speaking from Experience, which was aired on ABC 
TV.  I was one of only eight people asked and was 
featured in their magazine and got to go to the launch 
in the city.  I felt very honoured to be part of this project 
and to raise awareness to normalise the stigma and 
some of the feelings associated with having seizures. 

Support can create changes and is absolutely 
essential for those like me and all those with 
epilepsy. Routine, good education about their type 
of epilepsy, sleep and support from family and 
friends are so important.

 

My story began pretty much from birth.   
As a child, I was having ‘absence’ seizures 
during which I would lose consciousness and 
my eyes would roll back in my head.  I was 
usually unaware of these but sometimes I was 
aware and a little confused as to what had 
happened.  

A determination to help others living 
with epilepsy. This is Stephanie 
Phipps’ heartfelt story.



For 25 days in October, thousands 
across Australia, including Stephanie,  
put on their best walking shoes and 
walked for people living with epilepsy.

Together, you have helped raise more than 
$347,500, walking a collective 99,825km! That is 
equivalent to walking around Australia 4.5 times! 
Truly awesome and we thank every one of you 
who participated, whether you walked or supported 
someone walking, in our Walk for Epilepsy.

You have helped raise awareness for the 1 in 25 
people who will live with epilepsy in their lifetime. 
And the monies raised will enable us to provide 
increased support for people and families living 
with epilepsy, develop community awareness 
programs and deliver education and training for 
people, schools and workplaces.

Thank you. We couldn’t have done this  
without you. 

You registered, you walked, you 
were absolutely amazing!

You are the key in looking after you. Your epilepsy isn’t 
you, it’s just a part of you but you do need that support, 
especially coping with lifestyle changes and balancing 
the effects of medication and other health conditions, 
which has been a battle of mine. 

It’s a lifetime of management. So much can be 
achieved with a little understanding by a supportive 
network. I had a 19-year gap between seizures and 
recently had a tonic-clonic. But I hope everything I’ve 
learned over the years helps me to get back on track. 
So far so good.

To the Epilepsy Foundation:  I’m forever grateful 
and I’d go back and work for them in a heartbeat. 
I’ve seen first-hand what this support does and 
what your support would do and mean to me too. 
I’ve been able to give back and hope to do so again 
very soon. 

Thank you all for reading my story. 

    Stephanie xx

We asked and YOU responded to our 
2021 Supporter Survey

In October 2021, we asked caring supporters 
like you to share what matters, why you 
choose to support our work, and what more 
we can do to make your experience as a 
supporter even better. 

Every survey we received contains invaluable 
information that will help us better understand how we 
can improve the way we communicate and share with 
you the difference your support makes. Thank you for 
taking the time to tell us what matters to you. 

It’s not too late to let us know your thoughts 
and opinions. You can complete our Supporter 
Survey by visiting www.epilepsyfoundation.org.au/
haveyoursay 

of supporters were aware
of two or more different types
of seizures

88%shared that they or someone
they know has epilepsy

67%

90% stated we provide support, 
information, education and HOPE 
for people with  epilepsy

20%let us know they’ve contacted 
the Foundation to connect 

into our services

62% give so people living with
epilepsy continue to receive 
the support, information and 
care they need



Approximately 250,000 Australians are currently 
living with epilepsy. Make March Purple is an 
opportunity to raise awareness along with essential 
funds so people living with epilepsy are provided with the 
support, information and care they need.

Every one of us has a story to share about epilepsy, of 
caring for someone we love who has epilepsy, for showing 
our support for those who live with epilepsy, for wanting to 
learn more about epilepsy. The more we talk openly about 
epilepsy, the more we break down the barriers and stigma 
surrounding this brain condition. When you Make March 
Purple you stand with those living with epilepsy. You’re 
committed to ensuring better support for those living with 
epilepsy and their families and more research into reducing 
unnecessary deaths and finding a cure. 

There are several fun ways you can get involved and 
Make March Purple for Epilepsy! 

• Wear purple at school, work, shops or out   
 and about 
• Visit www.makemarchpurple.org.au or call   
 1300 437 453 to donate
• Host a purple event, such as a morning tea,  
 film night, karaoke or bake sale
• Start an online fundraising campaign and   
 encourage your networks to donate 
• Purchase or sell Purple Day merchandise 
• Spread the word via your social media using  
 hashtag #makemarchpurple 

However, YOU choose to Make March Purple for 
epilepsy, your support will help reassure those living 
with epilepsy that they are fully supported and not alone.  
 
We cannot wait to see famous landmarks across Australia 
lit up once again in purple. Whether you come across a 
purple lit landmark or get involved in Make March Purple 
make sure you take a photo (or 10) and either email 
to purple@epilepsyfoundation.org.au to feature on our 
social media pages or post on your social media with 
the hashtag #makemarchpurple. Don’t forget to tag the 
Epilepsy Foundation. See our social media handles below! 
 
E /epilepsyfoundation    D /epilepsy_fdn   
Q /epilepsyfoundationaus

Every 33 minutes, a person will be told they or 
someone they love has epilepsy. Epilepsy is 
one of the most common serious brain disorders 
globally. It can affect any person regardless 
of their age, background, ethnicity or socio-
economic status. By the time today is over, 44 
Australians will be diagnosed with this condition.

It’s time to Make March Purple



Swimming, water sports and epilepsy

While we’re on the final countdown to the end of summer and cooler days are ahead of us, 
it’s still worth a reminder about the importance of taking extra care in the water if you have 
epilepsy.  

Swimming can be high-risk for people with epilepsy.  If you live with epilepsy, or care for someone who does,  
it is a good idea to take some precautions so that time spent in the water is as fun and safe as possible.

Water safety tips:

• Never swim or participate in water activities alone and tell the lifeguard about your epilepsy   
 before entering the water.  

• Never swim if you are feeling unwell, tired, have missed your medication, are intoxicated or   
 sleep-deprived or are experiencing any signs of a possible seizure. 

• Always swim and participate in water sports that are within your limits. 
 
• Ensure you have someone actively supervising your swimming who keeps an eye on your   
 wellbeing at all times. This person should:   

  o Understand your epilepsy and any other relevant health conditions and have   
   a copy of your Epilepsy Management Plan. 
  o Be a strong swimmer and know how to intervene if necessary. 
  o Know how to respond in the event of a seizure and can call 000 if needed. 

• If you have experienced uncontrolled seizures in the past: 
  o Always have a minimum of 1:1 active supervision in and around the water. 
  o Ensure the active supervisor is in the water and stays within arms reach.    
   In some instances, additional supervision may be needed. 
  o Consider the use of a flotation device or life jacket. 

• Seek advice from your doctor about any factors that could affect your safety in the water. 
 
• Swim with someone you know, who is familiar with your type of seizures, understands what  
 to do should you experience a seizure and feels confident they can provide first aid. 
 
• Consider wearing bathers or a swimming cap that is bright and visible so lifeguards can   
 easily identify you, particularly if your seizures are uncontrolled. 
 
• Swim early in the day if your seizures are triggered by heat or fatigue.

Visit www.facebook.com/epilepsyfoundation/videos/369558154970786 to see a video of our Chief Health Officer, 
Prof. Sam Berkovic talking about swimming and epilepsy.  Or download our new Swimming with epilepsy fact 
sheet on what to do if someone has a seizure in the water by visiting epilepsysmart.org.au/swimming
 



It’s the desire to make a difference to the 
lives of people with epilepsy that often spurs 
the community on to help out in some way.  
And if they have a personal connection with 
the condition, that’s all the more motivation  
to give back.

Quilting for people living 
with epilepsy

David O’Brien’s aunt, Margaret, is carrying on the 
tradition started by her sister, David’s mum Robyn, 
by making a quilt and donating it to the Foundation 
to raise funds. Robyn started making quilts almost 
10 years ago and donating them to the Foundation 
each year, around the time David started receiving 
our services. Sadly, Robyn passed away last year 
but, before she died, she asked her sister Margaret 
to make a quilt each year and donate it, as she had 
done, to carry on supporting the organisation that 
had helped her son so much.

Margaret has honoured her sister’s wishes and 
recently donated a beautiful quilt to our organisation 
to help raise funds, a gesture she intends to keep 
making.

“I’m more than happy to keep donating a quilt each 
year because the help that David has received 
from the Foundation has been amazing.  He has 
struggled for such a long time and the Foundation 
has always been there for him,” she says.

David is proud of his mum’s work and now his aunt’s.  
He explains he was a patient of Prof. Terry O’Brien 
at the Royal Melbourne Hospital when he first met 
Maree, one of our Epilepsy Support Workers. Since 
then, he has received support and advice and has 
attended many of the Foundation’s events. He 
says, “The Foundation was very good in helping me 
understand my epilepsy a lot more, so it’s good to be 
able to give back.”

In the past, David and his family have raffled the 
quilts and donated the funds.  This year they will be 
looking to do the same, with $10 raffle tickets to be 
sold electronically. Visit www.epilepsyfoundation.org.
au/quiltraffle to purchase your raffle tickets today.

We thank Robyn (in memoriam), Margaret for 
her work on this stunning quilt, and David. 
We appreciate their generous support of our 
organisation.

You made a life-changing difference 
for Blake, Indy and Fergus

One in 200 children will be diagnosed with 
some form of epilepsy, just like Blake, Indy and 
Fergus. They and their parents will embark on a 
rollercoaster journey, trying to better understand 
the condition and seeking information, support 
and advice on how to best manage their epilepsy.

You and our wonderful community of 
supporters not only responded so generously 
to ensure families have the resources they 
need, you also sent heart-warming messages 
for Blake, Indy, Fergus and their families. 
These messages let them know they are not 
alone on their journey living with epilepsy. 

In return, Fergus wanted to send you a special 
thank you message, to show the life-changing 
difference you and all our supporters make:

“Epilepsy affects me every single day. There’s 
rarely a moment where it’s not in the back of my 
mind. When it hits me, when I think about it, it's 
really hard and I need people to pull me through 
that. Knowing there's people there to help me 
is very important, especially in the past year, 
through surgeries, through seizures. Without  
the Foundation, I don't know where I would be.  
I would be down in the dumps every night. 
They’ve helped me be resilient. Thinking about 
epilepsy would be a daunting experience without 
the Foundation.”

You can show your support for children  
like Blake, Indy and Fergus by donating  
to our “1 every 33 minutes” appeal. Visit  
www.epilepsyfoundation.org.au/1every33  
or call 1300 437 453.

 Quilt © Dimbar76



Advocating for families living with rare diseases

DEEs represent a diverse set of chronic 
neurodevelopmental conditions, typically noticed in early 
childhood and characterised by severe, drug-resistant 
seizures and developmental delay or regression. 
Thankfully, with the progress in genomics, families can get 
a diagnosis within days or weeks of birth. However, this 
wasn’t always the case, as Kris explains. Her 20-year-old 
son, Will, was eventually diagnosed with a DEE.

“Will was only four days old when he started having 
seizures. He spent most of his first year in hospital. It 
wasn’t until he was 14 years old that we finally got given 
the genetic diagnosis of his DEE as SCN2A. A condition 
so rare there are only 40 people in Australia with it.” 

Most children do not inherit this complex epilepsy from 
a parent; it is often de novo (not inherited). There is a 
proportion of children with DEEs who die in childhood. 
Those who survive have very significant health challenges, 
along with complex disabilities. Common comorbidities 
are intellectual disability, autism, feeding issues and 
movement disorders. Many are confined to wheelchairs.

Families of children with a DEE can experience social and 
marital issues, impaired parent-child relationships and 
higher levels of stress, depression and anxiety. Caregiver 
and sibling quality of life is often negatively affected by 
frequent seizures, comorbid behaviour, sleep disorders 
and more that may lead to carer burnout.

While having a diagnosis is extremely important, there is 
little support or information available for families who are 
now navigating life with a child who has rare and complex 
medical condition. 

“We’re starting to change this at the Foundation. Together 
with the Foundation’s Knowledge Management team, 
we’re developing a suite of resources around DEEs, what 
they mean and the impact they have on family, along with 
advocating for better access to services,” said Kris.
Parents frequently communicated a longing to connect 
with other parents who shared mutual experiences 
and understood the struggle of raising a child with a 
genetic DEE. Many expressed their desire to translate 
the information they had acquired during their child’s 
diagnostic journey to support other families with genetic 

Traditionally, there has been little support or 
information for parents whose child has a rare 
condition or disease, such as developmental and 
epileptic encephalopathies (DEEs). Kris Pierce 
is seeking to change this situation for families 
in her new role as Resource Lead for Rare & 
Genetic Epilepsies at the Epilepsy Foundation. 

DEE, leading Kris to co-establish the support group 
Genetic Epilepsy Team Australia (GETA), supported by 
the Foundation. 

“GETA not only helps families connect with each other, 
it gives them hope. We are lucky in Australia that we 
have neurologists, clinicians and scientists that are 
doing a lot of ground-breaking research in genetic 
epilepsy. Every year we hold a conference that shares 
their work along with findings from around the world. 
That gives people hope that there are treatments, 
even cures, in the pipeline.

“As a family member of someone with a rare condition, 
it is vital to find a community where you can share your 
experiences and the daily impact of genetic epilepsy. 
GETA has a Facebook page and group you can join  
to find this connection,” says Kris.

If you would like to learn more about GETA, 
get in touch with Kris at the Epilepsy Foundation 
on 03 8809 0600 or visit www.geneticepilepsyteam.
com.au

Did you know…? 
Around 300 million people across 
the world live with a rare disease. 
Rare Disease Day is focused on 

raising global awareness of the impact 
of living with a rare disease, along 

with the social opportunity, healthcare 
and access to diagnosis and therapies 

required for those affected.
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Yes, I want to help people 
with epilepsy and their 
families!
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Our Op Shops are up and firing again after 
many months of forced closures and the 
uncertainty that COVID-19 restrictions 
caused for the retail sector.  But in order for 
our stores to thrive at full capacity and remain 
open for full trading hours, we really need 
volunteers to help keep our stores operating.

Do you have a few hours to spare 
each week? We need YOU!

If you have a few hours to spare each week, or even 
fortnightly or monthly, and are willing to give your time 
to the Epilepsy Foundation on a regular basis, we’d 
love to hear from you.  

Our volunteers come from all walks of life and levels 
of experience and are all different ages. Volunteers 
can learn valuable work skills that can help them in 
future jobs or that steer them in the direction of a 
career in retail. It also gives experienced workers the 
opportunity to use their existing skills while giving their 
time to a worthy cause.  

The Chapel Street, Windsor store in particular is looking 
for volunteers. It’s a vibrant, fun store in a fantastic 
central location, which is close to public transport. Our 
other stores are located at Beaumaris, Blackburn, 
Cranbourne, Parkdale, Port Melbourne and Seddon. 

Caroline, a volunteer in the Parkdale store says,  
“I love it and I enjoy the friendships I have made  
with other volunteers and the community. I enjoy  
the vast array of items that come into the store.  
I am happy to work for the Epilepsy Foundation." 
John, also at Parkdale agreed, saying, “I have 
volunteered for 12 months and I really enjoy it.”

If you’d like to volunteer at one of our stores, 
please get in touch.  Simply go to  
epilepsyfoundation.org.au/op-shops/volunteer-
with-us/ and fill in the form, or call  
03 8809 0600 for more information.


