
20. Epilepsy
People with epilepsy have seizures.

About one in three people with learning 
disabilities have epilepy.

People with severe learning disabilities
 are more likely to have epilepsy.

A seizure happens because 
of a sudden burst of electrical 

activity in the brain.

There are different types of 
seizures. It is important that 

supporters learn to notice these.
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This checklist can be downloaded from www.sunderlandactionforhealth.co.uk. 
It is free to use for personal use and with people you support. 



Understanding epilepsy
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•  They may stare ahead of themselves for a few seconds.

•  Their arms, legs or head may move about in a jerky way.

•  Their body may become still, making them fall to the floor.

People with learning disabilities who have 
epilepsy often have more than one type of 
seizure and complex seizure patterns.

Status epilepticus

This is when you have a series of seizures one after 
another without any time to recover in between or 
one prolonged seizure.

Status epilepticus is a medical emergency because the longer a seizure lasts, 
the less likely it is to stop on its own. It’s important that supporters know to 
call an ambulance when someone is having Status epilepticus.

If there have been changes to the pattern or number of seizures you 
have you should talk to your doctor.

Seizures can affect people in different ways.
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If you have epilepsy do you need 
more support to help manage it?1

Keeping an accurate record of the number, 
type and length of your seizures.

Having regular reviews of any medication
you take for your epilepsy. Taking your 
medication at the right times.

Having an epilepsy review every year at 
your doctor’s surgery.

Support you may need includes:

things to check

If you have epilepsy you need a 
detailed care plan that advises 
you and your carers when you 
need emergency help.
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Do your supporters need help to 
understand your epilepsy better?2

Supporters may need the following things: 

Your local Community Learning Disability 
Team has a specialist epilepsy nurse.

Up to date guidelines about how 
to support you with your seizures.

Help to understand what things can 
trigger your epilepsy.

Training about how to support you with 
your epilepsy. 

Things like hot weather, stress and sleeping badly can be triggers. 

things to check



Changes in behaviour.
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Supporters need to notice changes in 
behaviour like being sad more often and
seeing or hear things that are not there. 

Changes in behaviour can be related to epilepsy. Your doctor will give 
you support and advice.

People with epilepsy are more likely to have :

•  Mental health problems like depression.

•  Challenging behaviours.

•  Physical health problems like headaches.

Other health issues.

things to check

A healthy lifestyle helps to manage your epilepsy.

    •  Don’t drink too much alcohol. 

    •  Try not to miss meals.

    •  Do things that help you relax.



If you are not diagnosed with epilepsy but people 
think you might be having seizures it’s important to 
talk to your doctor.

Does anyone think you should talk 
to your doctor about epilepsy?3

things to check
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Epilepsy Action
The Epilepsy Action website has advice and information about epilepsy 
and the support you can get.

www.epilepsy.org.uk

Easy Health
Easyhealth is run by an organisation called Generate Opportunities Ltd. 

There are Easy Read leaflets and videos about epilepsy designed by many 
different organisations.

Look in the ‘Health Videos’ and ‘Health Leaflets’ section.

www.easyhealth.org.uk

Useful websites



Using this checklist
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This checklist is a part of The Health Action Planning toolkit available from 
www.sunderlandactionforhealth.co.uk

•  Easy Pics imagenbank © The Clear Communication People Ltd
•  Some photosymbols used - go to www.photosymbols.com

The Health Action Planning Toolkit is intended as a aid to support people with learning disabilities to access the 
support and advice of qualified health professionals. The Clear Communication People Ltd take no responsibility 
for medical diagnosis, advice and treatment given in conjunction with the use of this checklist.

My name and address

Who helped me fill in my health action plan

Date first written: Dates when updated:

My Health action plan

Important information about my health

Please stick a photo 
of yourself here

Female version

Contains 
private and 
confidential
Information.

X

X

X

X

Do you need to have 
a new eye test?

Do you need help 
with your glasses?

Has anyone noticed signs of a 
sight loss you don’t know about?

Do you need more support 
for the sight loss you have?

1

2

3

4

P

P

P

P

Yes

Yes

Yes

Yes

No

No

No

No

If there are any concerns about your health it is important to talk to your doctor.

1. My Eyes and eyesight

Yes means action

Action needed

If the answer to any of the questions below
 is ‘yes’ a health action is needed. 
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Also record advice given by your doctor or other health professional

Use the ‘Top To Toe Health Checklist’ to help you answer these questions.

My name: Date written:

My health issue:

Action needed:

Click in the image box above if you want to replace the photo

Click in the box above to change the title

My eyes and eyesight

21. dementia
Dementia stops the brain working as well as it did.

People with learning disabilities are more 
likely to get dementia than other people.

Half of people with Down’s 
Syndrome will have dementia 
when they are 60 years old.

People with Down’s Syndrome 
may start to show signs of 
dementia in their late 40’s.
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People with Down’s Syndrome are more 
likely to develop dementia at an early age.

This checklist can be downloaded from www.sunderlandactionforhealth.co.uk. 
It is free to use for personal use and with people you support. 

The Health Action Planning toolkit is free to use.

•  There are 20 other checklists in the series covering a wide  
    range of health issues. 

•  In the first section you can record important health information about 
    yourself including your allergies, immunisations, family history, health 
    conditions and medication you take.

•  In the second section of the Health Action Plan template you can 
    record your answers to the questions from each of the 21 checklists. 

•  There are also a series of Easy Read Health Action templates that you 
    can use to record the progress you make on addressing a health action. 

    You can record what the health action is, who will help and what steps 
    need to be taken.

The Health Action Planning Toolkit was originally developed by 
The Clear Communication People Ltd in partnership with Surrey 
& Borders Partnership NHS Foundation Trust health professionals 
and other health professionals in Surrey.

This checklist has been adapted for the Sunderland Clinical 
Commissioning Group.

There is a Health Action Plan template which has two sections. 


