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Online self-management tool for young people

We’'re developing an online tool to help young people (16-25 year olds) self-manage
their epilepsy. A youth advisory group of |16 young people with epilepsy have been
working with Epilepsy Action to develop content and agree on a format for this new tool.

From a selection of issues, the young people said the priorities are:

Independence

Safety, driving, public transport, studying, employment, disclosing to employers,
understanding equality laws, discrimination

Events

What to do when going out, how to manage, guidelines for different scenarios /
situations, going on holiday, weddings, parties, loud music, alcohol, festivals

Family, relationships and friendships

How to talk to your parents, ways to reassure your parents, how to manage
overprotective parents, communicating with friends, sex and romantic
relationships, how to tell people what support you need

What does the tool need to do for you?
B Ways to tackle stigma that comes with epilepsy
A way to connect with other young people with epilepsy and feel less isolated

How to navigate the healthcare system as an adult

Advise people who have just been diagnosed as well as people who have been
diagnosed a while

Post questions and get answers

Be personable — not just anonymous information

Key things about the format of the tool

B They did not express a strong preference for an app above mobile friendly web
content

B Not lots of writing

B They don'’t like forum tools that are not well moderated

B They like hearing other people’s stories in blogs, vlogs and social media about
daily life with epilepsy

B Interactive and variety

B Not a static resource, new content, ways they can add content by sharing
experiences

B The youth advisory group all have smartphones

B They would only use a laptop / desktop for something that can only be done

on a laptop
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Sexual health and parenthood
Contraception, sex, pregnancy, parenthood, women’s health, men’s health

Emotional support

Mental wellbeing, sleep, stress, confidence building, tackling stigma, safe coping
techniques

Medical

Seizures, triggers, medication, healthcare, doctors, neurological appointment
preparation, memory, transition from children’s to adult services

They agreed that the format of the tool is going to be:
B Mobile friendly web content

B Short written text — top tips

B Lived experience in the style of blogs / vlogs

B A way to connect with other young people with epilepsy such as a forum

Tell us your views
B What other challenges do young people with epilepsy face?
B How could an online tool help them manage these challenges!?

B Would you like to be involved in helping us develop the tool?
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