Epilepsy and seizures- Ageing well toolkit
One in every 4 people who are newly diagnosed with epilepsy is over the age of 65.
In around half of these people, no cause can be found.  Some people develop epilepsy because they have had a stroke or some other condition that affects their brain
A seizure happens when there is a sudden, intense burst of electrical activity in the brain, which causes the messages between cells to get mixed up. The result is an epileptic seizure.
How a seizure affects an individual depends on what area of the brain is involved in this intense electrical activity. They might lose consciousness or might stay aware of what’s happening around them. They might have strange sensations, or movements they can’t control. Or they might go stiff, fall to the floor and shake.
Some people only have one type of seizure, and some people have more than one type.
Epileptic seizures
Focal seizures
Tonic-clonic seizures
Absence seizures
Myoclonic seizures
Tonic seizures
Atonic seizures

Other seizures
Febrile Seizures
Dissociative seizures

Here are some of the seizure triggers that have been reported by people with epilepsy:  
· Not taking epilepsy medicine as prescribed
· Feeling tired and not sleeping well
· Stress
· Alcohol and recreational drugs
· Flashing or flickering lights
· Monthly periods
· Missing meals
· Having an illness which causes a high temperature
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Information about epilepsy

What is epilepsy?

Epilepsy is having fits because of
something happening in

your brain.

Some people call fits seizures.

Why have | got epilepsy?

You might have epilepsy because
you have some damage to
your brain.

Sometimes the doctors don't
know why someone has epilepsy.






What happens to make me have
a fit?

Usually messages get sent round
in your brain in a good way.
Sometimes messages get sent
round too fast and bits of your
brain have too much going on.
This can make you have a fit.

What questions will the
doctor ask?

How did you feel before the fit?

What did the fit look like?






How long did it take to feel better?

What tests might the doctor do
when I've had a fit?

. Blood tests

An EEG which gives
information about what's
happening in your brain
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\ ‘ . A brain scan called a CT or
I MRI

~ None of these can say you
definitely have epilepsy. But they
will help the doctor decide.

Does everyone with epilepsy
have the same sort of fits?

There are lots of different sorts of
fits:

Tonic-clonic fits

One is called a tonic-clonic fit.

This is where you go stiff, you fall
down, and then you shake. Also
you don’t know what’s happening.
You might wet yourself.






Focal fits

These are fits that affect some of
your brain. Here are some things

people can feel or do when they
have a focal fit:

. A funny feeling in your
tummy

Suddenly feeling very scared

Fiddling with things like your
buttons






. Making the same movement
lots of times

Hearing what someone is
saying to you but not being
able to understand it.

Why do | sometimes feel awful
after a fit?

Your body works really hard while
you're having a fit.

Afterwards:

You might need a big rest






. You might have a headache
and pains in your body.
These should go away after a
good rest

. You may not remember
anything about the fit

What can make my fits stop
happening?

Most people who have fits need to
take medicine to help the fits stop.
For lots of people the medicine
can, after a while, help to stop all
the fits.






Is there a medicine that can
work for me?

The doctor will try and find an
epilepsy medicine that is the right
one for you. If that one doesn't
seem to work, they might give you
a different epilepsy medicine.

If that doesn’t work, they may try
giving you two epilepsy medicines
at the same time.

What makes fits more likely to
happen?

Here are some things that make it
more likely you will have a fit:

Missing your epilepsy
medicine





tired

—_
()
>
o
(@)]
c
=)
=
v
O

Getting very worried

I
e
(©)
-~
©
<
O
>S5
S
(@)
O
+—
(@)]
k=
=
C
=
O






Write down in a diary when you
have a fit and what epilepsy
medicine you are taking. Get help
to do this if you need to.

Talk to your doctor or nurse about
how you're feeling. This will help
you find out if there are particular
things that make your fits

more likely.

Is there anything | should stop
doing because | have epilepsy?

If you are still having fitsit's a
really good idea for someone with
you to know about this. They can
help decide what’s safe for you.





Here are some ways to keep
yourself safe if you're still
having fits:

Washing

Have a bath when there is
someone nearby

Don't have a bath when you
are alone in the house.






Swimming

Go swimming when there
is someone near you who
could help if you had a fit

Don't go swimming on your
own

Other activities

It's best not to climb up high
like on a chair, climbing
frame or a ladder






. Only use sharp or dangerous
electrical equipment such as
a knife or an iron when there
is someone nearby.

. It's best not to use sharp or
dangerous electrical
equipment like a knife or an
iron especially without
someone nearby

Will people treat me
differently because | have

epilepsy?

It's good if people with you know
about your fits. They should know
how to help you if you have a fit.
But they shouldn't treat you
differently just because you

have epilepsy.






An example of this might be if
someone said you couldn't join a
club because you have epilepsy.

If you think someone is treating
you differently because you have
epilepsy, and you think it’s unfair,
there is something you can do.
The Equality Act is there to help
stop this unfairness happening.

What do my family and friends
and carers need to do if | have a
fit?

We have a whole separate sheet
on epilepsy and first aid. It's quite
simple. What people do to help
you will depend on which type of
fit you are having.





Why do some people with
learning disabilities have

epilepsy?

Sometimes if you have a learning
disability your brain works in a
different way and you may be
more likely to have epilepsy.

Where can | go if | want to find
out more about epilepsy?

The Epilepsy Action Helpline:

Freephone 0808 800 5050

The Epilepsy Action website:

www.epilepsy.org.uk
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The benefits of care and
support planning

The benefits

As a person with epilepsy, care planning can help you to:

* Understand your epilepsy better

* Get you the care and support you need to manage your seizures

* Give you the confidence to take control of your epilepsy

* Be as independent as possible

* Achieve your personal goals

* Be recognised as a partner with the professionals who manage
your epilepsy

For your carer, support planning can:

* Help them to become recognised as a partner in your care

* Give them access to information about your epilepsy and treatment

* Help them to co-ordinate the support and care you need

* Help them get support in their caring role from appropriate
professionals/agencies

How to get started

This depends on your personal situation. The first step is to speak
with a professional who knows you well. This may be

* Your family doctor

* Your epilepsy nurse or learning disability nurse

* Your epilepsy specialist

* Your social worker

Sharing your plan

You might like to share your plan with the professionals above, and also:

* Your family and friends

* Your work colleagues

* Your school or college

* Anyone else you feel needs to know

Your care plan can be shared with anyone who needs to be aware of
what care and support you require to manage your seizures.

Your care plan can be used with different professionals. As it is a

record of your care and treatment, it can help when you leave hospital,
see doctors for other conditions or move to different services.

Your details

Name:

Address:

Telephone number:

NHS Number:

Date of birth:

Emergency contact details

In case of emergency, contact:

Contact details:

Their relationship to me:






Your care plan

This care plan is a record of your care. It can be filled in by you and
also the people involved in your care. If you don’t know the answer
to any of the questions you can ask your epilepsy specialist, epilepsy
specialist nurse or family doctor.

What type of epilepsy or epilepsy syndrome do you have?

What tests have you had? Have you had any surgery for
your epilepsy? Please include dates.

How is your epilepsy being treated?

Please tick the box that describes your treatment. If you are taking
epilepsy medicine it would be helpful to fill in the table (see pages 6-7).
It is also useful to record any other medication you are taking for
other conditions you might have. If you are having any other types of
treatment please describe.

Epilepsy medicine VNS

Any other type of treatment

What other health conditions do you have?






Your medicine history:

Is there any medicine you have started taking and stopped because it
didn’t work or gave you side-effects?

Please fill in the table

Your current medicines:

Name of medicine Strength Reason

of tablet stopped
or liquid

Side-effects

Name of
medicine

Tick if this
medicine
is for your

epilepsy

Strength
of tablet
or liquid

Number
taken

What time
of the day
is this
medicine
taken?






What happens to you in a seizure?

How long does your seizure normally last?

How long do you take to recover once your seizure has
finished?

What to do if your seizure lasts longer than

(Use this section to give instructions to others on what they should
do if your seizure lasts longer than usual):

Emergency medicine

(Please fill in this section if you have been prescribed emergency
medicine.)

How much emergency medicine should be given initially?

Can a second dose be given? Yes/No

When should 999 be dialled for emergency help if the full prescribed
dose of emergency medicine fails to control the seizure?

After ____ minutes (please record as appropriate)

Other (please give details)

Who needs to be told

Prescribing doctor

Tel:
Carer

Tel:
Other

Tel:

Maximum dose of emergency medicine to be given in a
24 hour period:






Is there anything that makes your seizures more likely?

Is there anything you need to do in your day to day life to
manage your epilepsy and your safety?

Who Is treating you and what
are their contact details?

Your family doctor:

Your epilepsy nurse or learning disability nurse:

Your epilepsy specialist:

Any other:






Your goals

You can record your personal goals here and discuss them with your
healthcare professional.

Goal one: Date: / /

These are the steps | will take to achieve this goal:

You can download copies of this section from epilepsy.org.uk/careplan

This is the support | will need and who | will need it from:

Progress:

Signed:

Review date:

/






Your goals

You can record your personal goals here and discuss them with your
healthcare professional.

Goal two: Date: / /

These are the steps | will take to achieve this goal:

You can download copies of this section from epilepsy.org.uk/careplan

This is the support | will need and who | will need it from:

Progress:

Signed:

Review date:

/
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