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Bitterne woman creates booklet to improve understanding 

of absence seizures 

Phoebe Pope, 25, has a form of epilepsy which causes her to lose awareness 

of what she is doing  

A woman who has a type of epilepsy which causes her to ‘zone out’ wants to educate 

people about the different forms the condition can take. 

Phoebe Pope, 25, experiences complex focal seizures – also known as absence seizures. 

They cause her to lose awareness of what she is doing and become unable to remember 

what’s happened once the seizure is over.    

With Fixers – the charity which gives young people a voice - she has created a booklet 

explaining what effect epilepsy has on her and how to spot the signs of a seizure - which 

include staring into space and rubbing hands.  

You can view it here: 

https://issuu.com/fixersapprovals/docs/1644_my_life_with_absence_seizures_  

‘I once had a seizure when I was going to get the train to college. I remember leaving home 

and thinking that I didn’t feel right. I got to the station and thought ‘why am I here?’ she 

says. 

‘Next thing I knew I was back in my hallway with my head in my hands and crying, with no 

memory of getting there. It was scary. 

‘There have been other times when I’ve gone back to my old house and tried to get in the 

front door.’ 

Phoebe, who lives in Bitterne in Southampton, was diagnosed with epilepsy when she was 

17 after going to hospital for an EEG – which monitors electrical activity in the brain. 

  

https://issuu.com/fixersapprovals/docs/1644_my_life_with_absence_seizures_


She said she was confused when she received the diagnosis, and this has motivated her 

Fixers project. 

‘I wanted to make the booklet because not many people have heard of my kind of epilepsy – 

I didn’t even know about it until I was diagnosed,' she says.    

‘When I was told I had epilepsy my response was ‘how can I have that?’ because I'd never 

fallen to the floor and had a seizure.  

‘After looking into it I know that the symptoms of epilepsy can vary depending on the area 

of the brain that is affected. 

‘Automatically when you talk about epilepsy people think of convulsive seizures, so I wanted 

to explain more about what mine is like, because a lot of people don’t seem to understand.’ 

Phoebe, who takes daily medication to manage her epilepsy, says she would encourage 

other people with the condition to find someone they can talk to. 

‘I was very upset when I was first diagnosed and didn’t talk about it at all for a while, but it’s 

good to open up about it. I’ve met some amazing people who also have epilepsy and now I 

like talking about it and I don’t feel embarrassed by it.'  

She is thinking of sharing her booklet in GP surgeries and health centres.     

'It's alright for people to be a little bit scared when they're first diagnosed, but hopefully my 

booklet can put their minds at ease,' she says.  

‘Working with Fixers has been helpful for me. It was great seeing the leaflet come together. 

It’s nice to talk about my epilepsy in a positive way and for something good to come out of 

it.’   

The project has been supported by The Blagrave Trust – a funder which supports vulnerable 

and disadvantaged children and young people in Hampshire, Berkshire, Sussex and 

Wiltshire.   

Fixers works with young people aged 16-25 across the UK by providing them with resources 

to help them campaign on issues they feel strongly about.  

The charity has helped more than 19,000 youngsters across the UK to have a voice in their 

community on issues such as cyber-bullying, self-harm, suicide or transphobia. 

For more information or to make a donation to fund more Fixer projects, visit 

www.fixers.org.uk 

Pictures attached. For more images, interviews or information, please contact Molly 
Kersey on molly@fixers.org.uk or 07436265929. 
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Notes to editors 

 

About Fixers: 

 

 Since 2008 more than 19,000 young people in England have become Fixers and 
created around 2,000 projects. With a £7.2 million grant from the Big Lottery Fund, 
Fixers extended into Wales, Northern Ireland and Scotland in 2013. 

 “Fixers started in 2008 as just an idea… an idea given a voice by some 19,000 young 
people over the past five years,” says Margo Horsley, Chief Executive of Fixers.   
“They have reached thousands of people with their work, on a national stage as well 
as in and around where they live. They choose the full array of social and health 
issues facing society today and set about making their mark. Fixers are always 
courageous and their ideas can be challenging and life-changing, not just for 
themselves.”  

 There are lots more stories about young people doing great things on the Fixers 
website, Twitter and Facebook pages: 
www.fixers.org.uk 
www.twitter.com/FixersUK 
www.facebook.com/FixersUK   

 

About the Big Lottery: 

 The Big Lottery Fund supports the aspirations of people who want to make life 
better for their communities across the UK. We are responsible for giving out 40% of 
the money raised by the National Lottery for good causes and invest over £650 
million a year in projects big and small in health, education, environment and 
charitable purposes.  

 Since June 2004 we have awarded over £8 billion to projects that make a difference 
to people and communities in need, from early years intervention to 
commemorative travel funding for World War Two veterans.  

 Since the National Lottery began in 1994, £34 billion has been raised and more than 
450,000 grants awarded.  

 Contact the Big Lottery Fund Media team on 0207 211 1888 or email 
press.office3@biglotteryfund.org.uk, out of hours 07867 500 572 
www.biglotteryfund.org.uk 
www.twitter.com/BigLotteryFund 
www.facebook.com/BigLotteryFund 
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