
In one moment, 
their lives changed forever.

It was my first day back at work when I got a call from 
my mum. She had put him down for a nap when she 
noticed something was not right. Rather than wait, 
mum rushed him to hospital and then called me.  
I apologised to my boss and just raced out the door. 

There were so many thoughts that went through my 
mind. Along with fear, worry and the stress of not 
completely understanding what had happened to 
my Braxton. Hospital staff told me they estimated 
Braxton had a 38-minute seizure! After a number 
of scans and tests he was diagnosed with Benign 
Rolandic Epilepsy. 

As Braxton got older the seizures became more 
intense and frequent. There’d be periods where 
he had none and then he would average 40 - 45 
minute seizures. His shortest seizures were around 
30 minutes long. He was also diagnosed with focal 
epilepsy where it’s like he’s having a stroke. That then 
turns into tonic-clonic epilepsy where his whole body 
shakes and convulses. 

There must be some kind of impact on Braxton 
with all the seizure activity. Is he going to struggle 
to have a relationship, get married, have children? Is 
he going to be able to hold down a job if he’s having 
seizures? Are people going to judge him because he 
has epilepsy? 

It’s terrifying not knowing if he’s going to have 
another seizure and what his future will be like.  
You want your child to be healthy and happy.  You 
don’t want anything wrong with them. And then 
epilepsy comes along and tips all that over. 

As Braxton gets older it’s natural for his friends 
to want to do sleepovers. But it’s difficult with his 
seizures. I can’t put the responsibility of my child and 
his seizures onto another parent to know what to do 
and how to keep him safe. When he’s home, I know 
what to do to get him through his seizures and then 
check he’s okay. 

Thankfully our neurologist worked out the 
medications to bring Braxton’s seizures under control. 
He now experiences a seizure about every 10 days. 
The best part – they’re now under 5 minutes!

Our neurologist also told us about the Epilepsy 
Foundation. They have been a godsend! Whenever 
we’ve needed their support, they’ve been here for 
us. They provide information, answer every question 
we have, guide us, develop plans for Braxton, train us 
on administering midazolam... They’ve provided his 
teachers with education and training on his epilepsy. 

I don’t know how I would have gotten through this 
without the Foundation by my side. I feel 100% more 
confident in knowing what to do when Braxton has a 
seizure.  
 
I can deal with this situation because I have the 
support I need from the Epilepsy Foundation. 
We are going to be alright!

The most loving, caring, empathetic person - 

a most beautiful soul. 

		   		  This is Braxton.

I just can’t believe what my little boy has been 
through. Yet never once has he complained. 
He’s just incredible. 
		   This is Maverick x

For all Maverick has been through over the past two 
years, I look at my son and feel immensely proud of 
how he’s handled all the tests, scans, hospital stays, 
medical appointments, medication trials. Never once 
has he complained. It’s like he understands we’re all 
trying to find a way to get his seizures under control.  

Maverick lived a normal life up until he was 5 years 
old. One night as he was asleep in his room, and I was 
putting to bed our youngest son, I heard a strange 
noise – like coughing. Oh no, someone’s ill, I thought. 
As I walk into Maverick’s room, I noticed he didn’t 
look right. He had this little patch next to his head that 
looked like vomit. I rolled him over and kept thinking, 
what’s happening to my son?

His eyes were opening and closing. He was mumbling 
and chewing. I thought he may have been having 
a stroke! I called my husband - Something’s 
happening to Maverick. He’s not responding to me. 
My husband hung up. I now know he was calling an 
ambulance and driving home. I called my mum as she 
has been a nurse for over 20 years - she simply said 
“hang up, call an ambulance.” 

I couldn’t understand what was happening to 
Maverick. I was in shock. I was numb. Looking back 
Maverick’s first seizure was over 8 minutes long. But it 
took months before we were finally told Maverick has 
Benign Rolandic Epilepsy.

Over time Maverick was regressing developmentally. 
His school was concerned he was falling behind. And 
so we began to ask more questions and Maverick 
underwent more tests. Finally, we were told he most 
likely has a very rare epilepsy – CSWS 

 
 
(continuous spikes and wave activity during  
sleep, which lead to seizures and developmental  
regression). 

It’s hard to explain his epilepsy to others when you’re 
trying to understand it yourself. Now we explain 
it as having constant seizures, but you can’t see 
them. He also has other seizures people do know of 
- absence and tonic clonic seizures. Sadly, there’s no 
drug that can control his seizures.

I remember the neurologist telling us we would 
need an Epilepsy Management Plan for home and 
for Maverick’s school from the Epilepsy Foundation. 
It has been amazing having the Foundation’s 
support. 

The advice and guidance they’ve given us. They put 
us in contact with another family who also were on a 
similar path as us. Just to be able to talk with someone 
who knows what we’re going through is comforting. 
And with Maverick’s constant changes, they change 
his Epilepsy Management Plans accordingly. They’ve 
provided education and training to his teachers so 
they know how to care for him. To have someone 
you can talk with – the Foundation has been and 
continues to be an incredible support. 

“The Foundation is the only one which 
supports people living with epilepsy and 
everything we go through. 

They are the ones who do the management 
plans.
They're the ones who deliver the education 
and training.
They're the ones on the end of the phone, 
when people need support.

Without the Foundation, there is literally nothing for 
people living with epilepsy or their families.” 

				          Naomi, mum to Braxton & Katie, mum to Maverick

Your support is vital to help us keep our programs and 
services going for people living with epilepsy.

Visit www.epilepsyfoundation.org.au/in-one-moment to donate securely online. 

Make a Direct Deposit into Epilepsy Foundation’s bank account via your bank app or 
by calling your bank. Our bank details and your unique reference are on your donation 
coupon or call us for the necessary details. 

Call the Epilepsy Foundation Donation Hotline on 1800 437 453 where a friendly staff 
member will take your name and credit card details. 
 

 
You can go one step further for people living with epilepsy and become a Monthly Giver.
Your monthly gifts will provide support, information and care to people who will be 
diagnosed along with supporting vital research into programs, treatments, even a cure. 
Visit www.epilepsyfoundation.org.au/in-one-moment and select MONTHLY.

However you choose to donate you are making a life-changing difference for people 
living with epilepsy.

PO Box 495, Canterbury VIC 3126
(Suite 3, 210 Canterbury Road)

Phone: 1800 437 453 
Email: donations@epilepsyfoundation.org.au

Web: epilepsyfoundation.org.au
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