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Demographics

This section outlines the peoplé who responded to the Let’s Talk
About Epilepsy survey. This information is important to understand
whose experiences, ideas and opinions are being reflected in the

results. !
®
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Gender

Roughly 48% of people with epilepsy in
the general population are women, and
/2% of our respondents were women.

Our results significantly over-represent
women.

Male 27%
@ Male @ Prefer not to say ‘
@ Female e Other Female 72%

Non-binary
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Ethnicity

These results overrepresent white people and
underrepresent all other groups.

Asian - Asian British, Mixed or multiple g
Chinese, Indian, Pakistani or ethnic groups P

any other Asian background
@ Other

Black - Black British, Caribbean,
African or any other black

background

White - White British, Irish
or any other white
background
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Age Our results overrepresent people aged 18-60
and people who are younger and older.

50% of our respondents are
aged 41-60. In the UK, 31% of

people with epilepsy are
aged 40-60.
In the general UK population,
26% are aged 40-60. Our
results over-represent people
‘in this age group.
—

Under 18 18-30 31-40 41-50 51-60 61-70
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Relqtionship to epilepsy
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| have epilepsy My child has Another family My work involves Other | have lost someone I'm awaiting an | have no personal
epilepsy member, partner or epilepsy to epilepsy epilepsy diagnosis connection to
friend has epilepsy epilepsy
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Experience

Epilepsy has been part of my life o
for a while now 73%

Epilepsy is pretty new to me

Epilepsy rarely affects my life now
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WhCIt one word WOUId gou Inconvenience

° ° JUSt leltlng Frlg htenlng Horrendous
use to describe epilepsy? Nuisanca® Challenging Exhausting oINS

Lonely  Misunderstood Awfulive crap” " me

medication
Difficult know ike PaiN one ep”epsy Strange  Hidden

Fear _ people condition Horrific
Hor”(gle Confusing Heartt?r%raelflsr:gg Complicated Seizures

Hard control Unfair  always |solating ot Life- -changing

fits  Burden bramS Car Complex part Inconvenient
o . Embarrassing more & Upsetting
14% 13% destroying controlled Tiring oY different
Rubbish INNG panaerous _
illness PamfulgWorr o Constant having
Frustrating in YING Evil Terrpie

e sary :
Chang|ng Restrictivie Terrlfylng all Stressful Debllltatlng

Restricting Wor :
Anxiety Manageable 9 Y hate Scarey Traumatic

i Nightmare Draining
OverWhe'mmg word Shit Ilfe only Devastating
nnoylng Unexpected gejzyre Sad

Lif over oruel
This graph shows the percentage of responses using each type ifechanging Disruptive
of language. For example, ‘Difficult’ is general negative

language, ‘disruptive’ is about practical impact, ‘scary’ is about
fear, etc.

Practical General Neutral Fear

Emotional Confusion
impact negative
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What do you think the

mOSt ChCl"enging thing The impact on independence
about living with
epilepsg is? (Choose up Medication and side-effects

to three options)

The lack of public understanding about epilepsy

‘Other’ responses:

Managing seizures
*  Worry (76 respondents)

*  Memory (24)

«  Impact on health (21) The impact on work or education

*  Quality of healthcare (17)

. Impact on rest of family, fear of The impact on social life/relationships

death/SUDEP, having children,
confidence, money
Accessing healthcare

Other

47%

41%

36%

36%

35%

9%
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Do gou th In !( the.re a re. an g pOSItlve It’s important to remember that the positive words in the word
CISPQCtS tO I|fe W|th ep| Ieps u? cloud were entered only by the 31% who said there are

positives, and not the 69% who said there weren’t any positives.
worse illness met led es
Stronger prescrlpt]ons Meeting ConVE appreciation

medical  CO""°" pus managed “"* normal good
accept SelZUres know health
nurse |

eer care CONAIitioN appreciate work

helped Sleep  ragilignt  helps -
lifestyle manage sure perspective bad years learned right

daughter helping part wel| healthy benefits experience

Free understandin g e
friendS alcohol  world Knowing  public transportt:hallenges

awareness _, 20 self brain CONtrol learn  seizure
realise prescriptiosn rOngenJDy determination dey need help
use love dWaAre strength Learning

disabilities | PR :
b tt without pOSItIVG '9:3. € drive important
etler tavel "4 resilience diagnosis

, ... driving knowledge communit Su Ort
disabilit y
exlsgritlah%es empathy understand taugnt rﬁgdication
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® ®
Do gou feel thqt people WIth epl Iepsg It’s important to remember that the word cloud reflects
are trea ted d iffe rentl U to others? the responses of the 79% of respondents who said there
was a difference. 21% of respondents don’t think people
with epilepsy are treated differently.

stupid experience ignorance

misunderstandin AESmpLInS
understand "2 e SCared ¢ O~

education q;¢f; .
independence  epileptic difficult knowledge judged
excluded worry worried  capable fear|ags OWl'i||nalble

invisible \,nderstood believe  afraid JOb

I k opportunities
a cs:uppor’[ family treat KnOWtypes frightened

problem e well risk act impact

cautious p
disabled employment deal
effects awareness Se IZ u re B years constantly
3 : ., care aware i drunk
fee|9'\f§f';e§tts'9”g§53}newayy general "% % M hormal
needs drive misunderstood jeft Stigmatised

Discriminated son hard

condition 3 jife heaith disability

pUbliC enlough he|p .|00.k .isolat.ed mental Wor
. avoid school Dijscrimination

Selzu reS jobs able lights employers

EE social driving activities

Yes 79%




If you could educate the public
about one thing to do with epilepsuy.

1t
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The responses to have been broken down into four
broad categories, shown on the pie chart, and more
specific aspects of stigma and awareness are shown in
the bar chart.

what would it be?

Basics of epilepsy

Different seizure types
“We’re normal people”
Impact on daily life/wellbeing
Support

Misconceptions

Side effects

Don’t be afraid of us/of seizures
We’re not all the same
Discrimination

It’s not just flashing lights

Epilepsy is common

25%

1% Other

17%

13%

Erct Aid
. irst Ai .
~L Stigma
| 4%
4%
E Awareness

W
[y
X
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If gou were In Cha rge Improving public attitudes to epilepsy 41%
of a charity like
Ep“epsg ACtion for a Helping people with epilepsy feel less isolated 38%
Week, What WOUId Research to improve the lives of people with epilepsy 36%

[ ] (] (] 9
gour pl"lorltles be ¢ Providing more advice and information about life with _—
(choose up to three epilepsy ;
OptionS) Supporting families affected by epilepsy 28%

‘I've got a better idea’ responses:

*  Support for PWE (56)
* Healthcare (36) Supporting young people with epilepsy 22%

Supporting people with epilepsy in getting work 24%

*  Training (schools, employers

Providing more information about medicines and side-
and others)

21%

effects
*  Campaigns Supporting nurses and medical professionals who deal with o
. (1)
«  Women’s health epilepsy
*  Social support Supporting older people with epilepsy

*  The positives of epilepsy

I've got a better idea... 6%

I 0
X
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