
Hi there!
I’m Emma. I want to share my story with you, 
of what it’s like living with epilepsy, of my 
struggles with this condition, and realising one 
of my biggest hopes... 

I also hope that by sharing my story it may 
help you to understand how epilepsy affects 
a person with this condition. And that if you 
have epilepsy or someone close to you does, 
I want you to know that you are not alone. 

Hopefully, by sharing my story we can create a conversation, reduce the 
stigma, and encourage people to access the fantastic support available from 
the Epilepsy Foundation. 

But let’s start at the beginning...But let’s start at the beginning...

I’m originally from Brisbane but I’ve called Melbourne home since 2014. My 
parents, sister and brother all still live in Queensland. It’s been very hard at 
times not having them nearby. We’re all extremely close so until recently, 
we’d visit each other regularly. 

I’m also lucky that I have another family here in Melbourne made up of great 
friends, my wonderful fiancée Gareth and our beautiful baby girl, Meadow.

From when I was young, my hope was to From when I was young, my hope was to 
become a fashion journalist, travel the world become a fashion journalist, travel the world 
and have children. But not all hopes get to and have children. But not all hopes get to 
be realised...be realised...

I was 19 years old, at University studying 
Journalism and Communication, and had 
a part-time job. But in just 5 minutes my 
world and my hopes were changed. 
  
       P.T.O.



It was Christmas Eve.It was Christmas Eve.  I was working and within 5 minutes, I’d lost the use of 
my right arm, my voice collapsed... And then I had a seizure.

My colleagues had no idea what was happening! When the ambulance arrived, 
they assumed I’d been using drugs...

For two weeks I was in a coma, and then a further six months in and out 
of hospital. Everyone was just focused on getting me through this horrible 
episode and keeping me alive. 

Eventually, my family and I were told that my seizure happened because Eventually, my family and I were told that my seizure happened because 
I had suffered a brain aneurysm. I had suffered a brain aneurysm. We were also told that the epilepsy wouldWe were also told that the epilepsy would  
be short-term because of the damage caused by the bleed to the brain.be short-term because of the damage caused by the bleed to the brain.

The only thing I had ever known about seizures was what my family and I had 
seen on TV! I had no idea that there were so many different types of seizures, 
let alone that one day I would be diagnosed with tonic-clonic seizures.

Finally, when I returned home from the 
hospital the seizures just kept happening. 
That’s when it became real for me. I was I was 
devastated. I really didn’t understand what devastated. I really didn’t understand what 
was going on. I kept telling myself it was just was going on. I kept telling myself it was just 
going to be a short-term thing... going to be a short-term thing... 

I always say to people it is the scariest thing I always say to people it is the scariest thing 
ever because you have an awareness the ever because you have an awareness the 
seizure is coming, but this is something you seizure is coming, but this is something you 
cannot control.cannot control.

You’ve got this thing in your head that you can’t stop. Once it comes 
on, there’s no control. In fact, I think every person living with epilepsy 
understands that even if you only have seizures once or twice a year, this 
is something you live with every single day. There’s the anxiety or fear it’s 
going to happen that day, that minute, that hour. 

But it’s good I have got the awareness that a seizure is about to occur.  
I can get myself into a safe place like lying down on a bed or on the floor. 



But leading up to the seizure I get really confused and I usually can’t speak. 
When another person tries to speak to me, my words comes out in gibberish. 
I just have to let the seizure wash over me. 

The first couple of years was really hard. The first couple of years was really hard. 
I was dealing with my recovery and I had I was dealing with my recovery and I had 
to to learn how to talk, eat, walklearn how to talk, eat, walk... as well as ... as well as 
understanding my epilepsy.understanding my epilepsy.

Even though I had terrific healthcare, no Even though I had terrific healthcare, no 
one could say to me that one day the one could say to me that one day the 
seizures will stop. seizures will stop. I was so angry about 
that, but I also had to learn to deal with it. 

I finally got onto the right medication that 
has helped control my seizures. 

But there was little support at the time. Being young I didn’t want to 
associate with other people who also had epilepsy. If I did then it would 
become a real thing for me. 

But when I moved to Melbourne in 2014, social media and other online forums 
such as blogs, were hugely popular. 

So many people were openly talking about their epilepsy online. So many people were openly talking about their epilepsy online. 

That’s when I became more comfortable in openly talking about mine. And 
through these channels I had a lot of young girls writing to me - we talked 
back and forth about the stroke, as well as the epilepsy.

I also got to discover the amazing support the Epilepsy Foundation provide to I also got to discover the amazing support the Epilepsy Foundation provide to 
every person with living epilepsy.every person with living epilepsy.

As soon as I started working at the Foundation as their Communications and 
Social Media Manager, I saw the great work the staff do and the support 
they give. 

They are real people on the other end of the phone line. They are people that They are real people on the other end of the phone line. They are people that 
know what they’re talking about. know what they’re talking about. 



Many of the Foundation’s staff have direct experience with epilepsy - it may Many of the Foundation’s staff have direct experience with epilepsy - it may 
be their partner or the child who has this condition.be their partner or the child who has this condition.  They personally know 
what it’s like living day-to-day with epilepsy and because of this experience 
they are compassionate and understanding when someone calls the 
Foundation. You feel a lot more comfortable in talking about your epilepsy 
over the phone when you know that person has also got their own experience 
with epilepsy.  

And in my time at the Foundation I received private messages from people 
still afraid to reveal that they have epilepsy. It’s sad that there is still 
stigma around epilepsy. Misperceptions like what I experienced when I had my 
first seizure, makes people scared to talk about their epilepsy. 

It’s been 16 years since those 5 minutes that changed my life. Since then 
I’ve visited 28 countries, graduated with a double degree in Journalism and 
Communications, met a most wonderful man and today I’m a mum to our 
beautiful baby girl, Meadow.

I hadn’t planned to have epilepsy, but it is a I hadn’t planned to have epilepsy, but it is a 
part of my life. A part that I will share with my part of my life. A part that I will share with my 
partner and our daughter and with the many partner and our daughter and with the many 
others who also live with epilepsy.others who also live with epilepsy.

You are not alone. I know what you are going You are not alone. I know what you are going 
through.through.

Thank you for reading my story and please 
support the Foundation if you can. They are 
amazing and real people who understand this 
disorder.

Stay safe and keep well.

     Emma Gaffy x     Emma Gaffy x


