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Policy Statement

Electrical activity is happening in our brain all the time, as the cells in the brain send
messages to each other. A seizure happens when there is a sudden burst of intense
electrical activity in the brain. Epilepsy is a central nervous system (neurological)
disorder in which brain activity becomes abnormal, causing seizures or periods of
unusual behaviour, sensations, and sometimes loss of awareness.

Anyone can develop epilepsy. Epilepsy affects both males and females of all races,
ethnic backgrounds and ages.
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Seizure symptoms can vary widely. Some people with epilepsy simply stare blankly
for a few seconds during a seizure, while others repeatedly twitch their arms or legs.
Having a single seizure does not mean that a person has epilepsy. At least two
unprovoked seizures are generally required for an epilepsy diagnosis.

Symptoms

Because epilepsy is caused by abnormal activity in the brain, seizures can affect any
process your brain coordinates. Seizure signs and symptoms may include:

e Temporary confusion.

e A staring spell.

e Uncontrollable jerking movements of the arms and legs.
e Loss of consciousness or awareness.

e Psychic symptoms such as fear, anxiety or déja vu.

Symptoms vary depending on the type of seizure. In most cases, a person with
epilepsy will tend to have the same type of seizure each time, so the symptoms will
be similar from episode to episode.

Generally, the classification of seizures as either focal or generalized is based on
how abnormal brain activity begins.

Seizure Type
Focal (partial) seizures

In focal seizures, epileptic activity starts in one part of the Service User’s brain. Focal
seizures may act as a warning of a generalised seizure.

e Focal seizures without loss of consciousness. Once called simple partial
seizures, these seizures don't cause a loss of consciousness. They may alter
emotions or change the way things look, smell, feel, taste or sound. They may
also result in involuntary jerking of a body part, such as an arm or leg, and
spontaneous sensory symptoms such as tingling, dizziness and flashing lights.

e Focal seizures with impaired awareness. Once called complex partial
seizures, these seizures involve a change or loss of consciousness or
awareness. During a complex partial seizure, you may stare into space and not
respond normally to your environment or perform repetitive movements, such
as hand rubbing, chewing, swallowing or walking in circles.

Symptoms of focal seizures may be confused with other neurological disorders, such
as migraine, narcolepsy or mental illness. A thorough examination and testing are
needed to distinguish epilepsy from other disorders.
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Generalised seizures

Seizures that appear to involve all areas of the brain are called generalised seizures.
Six types of generalised seizures exist.

e Absence seizures. Absence seizures, previously known as petit mal seizures,
often occur in children and are characterised by staring into space or subtle
body movements such as eye blinking or lip smacking. These seizures may
occur in clusters and cause a brief loss of awareness.

e Tonic seizures. Tonic seizures cause stiffening of your muscles. These
seizures usually affect muscles in your back, arms and legs and may cause you
to fall to the ground.

e Atonic seizures. Atonic seizures, also known as drop seizures, cause a loss of
muscle control, which may cause you to suddenly collapse or fall.

e Clonic seizures. Clonic seizures are associated with repeated or rhythmic,
jerking muscle movements. These seizures usually affect the neck, face and
arms.

e Myoclonic seizures. Myoclonic seizures usually appear as sudden brief jerks
or twitches of your arms and legs.

e Tonic-clonic seizures. Tonic-clonic seizures, previously known as grand mal
seizures, are the most dramatic type of epileptic seizure and can cause an
abrupt loss of consciousness, body stiffening and shaking, and sometimes loss
of bladder control or biting your tongue.

Status epilepticus

Most seizures are brief or last for a few minutes. If seizure activity lasts for 5 minutes
or more, it is called status epilepticus.Many Service Users have seizures that last for
less than 5 minutes; however, some Service Users have seizures that last longer.
Seizures that last longer than 30 minutes can cause damage to the brain or even
death. During a long convulsive seizure [tonic-clonic seizure], the body struggles to
circulate oxygen and the brain does not get enough oxygen.

This is also the case for a cluster of shorter seizures that last for 30 minutes or more.
In both cases, this is known as status epilepticus.

Seizures lasting for more than 5 minutes need treating before they turn into status
epilepticus. Any type of seizure can become status epilepticus.

Non-convulsive status epilepticus

Some Service Users with epilepsy, particularly Service Users with learning
disabilities or epilepsy syndrome have a different type of status epilepticus. The
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Service User may just appear to be vacant or might have some minor twitches in
their faces or rolling of their eyes. These can be symptoms of non-convulsive status
epilepticus. The only clues to this will be changes in their brainwave patterns that
can be seen on an electroencephalogram EEG). It can last for weeks, if not treated.
Seizures are treated after 5 minutes because the longer a seizure lasts, the less
likely it is to stop on its own. If the Service User’s seizures always last for a little
longer than 5 minutes and end by themselves, treatment may not be required. The
Service User’s epilepsy care plan will include information on when treatment is
required and what to do in an emergency. Research shows that emergency
medicines (see below), given when a seizure has lasted 5 minutes, can prevent
status epilepticus.

Medical help/Calling 999 must be accessed if:

It is the Service User’s first seizure.

The seizure continues for more than 5 minutes (unless this is recorded as usual in
the Service Users care or support plan or emergency medications are prescribed for
use in these circumstances).

One tonic-clonic seizure follows another without the Service User regaining
consciousness between seizures.

The Service User is injured during the seizure.

Any other reason that you believe the Service User needs urgent medical attention.

Emergency Medicines

Each service user will have an individualised emergency management plan that is
available on their PP and risk assessment. Any staff working with members need to
familiarise themselves with this individual plan on every session. Please be aware
plans can change and do not rely on your previous knowledge of the service user, it
needs to be checked every session.

Emergency medication should always be given with two members of staff present. If
you are alone with a service user that is prescribed emergency medication as soon
as a seizure begins, set your timer and immediately call the lead so that another
member of staff can assist you, should you need to administer medication.

Whilst a member of staff is administering the medication the second person is
responsible for calling 999, once this call has been made they immediately call the
service users emergency contact and inform them.

Midazolam
Midazolam is administered inside the Service User’s cheek. This is administered by
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trained staff. It is highly unlikely that it would not be safe to administer midazolam for
staff, however in the rare circumstance that it is not, please wait until it is safe and
inform medical staff if it was administered over the 5 minutes.

Diazepam
Diazepam is usually prescribed either intramuscularly or rectally and administered by
trained staff.

Other medicines used to treat seizures that last a long time or for status epilepticus
are given intravenously on admission to the hospital or medical advice.

Policy

In the event of any seizure occurring on session, the emergency contact needs to be
informed immediately. If the Service user has had a tonic-clonic seizure we advise
that the service user be collected from the session. In the event of any type of
seizure occurring more than once, we need to discuss this with their emergency
contact. We understand that at times clusters can be the norm for that person due to
their needs and circumstances. However NICE guidelines state that repeated or
cluster seizures (typically 3 or more self-terminating seizures in 24 hours) is a
medical emergency. Therefore clear communication with any types of seizure
occurring with emergency contacts is imperative.

Basic First Aid for seizures

Simple Focal seizures

In a simple focal seizure (SFS) a small part of the brain is affected. The Service User
is conscious (aware and alert) and usually knows that the seizure is happening. An
SFS could be an unusual smell or taste, a twitching of an arm or hand, a strange
feeling such as a ‘rising’ feeling in the stomach or a sudden feeling of joy or fear.

e As the Service User might feel strange or be upset, reassure them and record or
report the incident. Ensure they are safe and listen to how they are feeling.

e Report to emergency contact, monitor and record.
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Complex focal seizures

Complex focal seizures (CFS) affect more of the brain than simple focal seizures.
The Service User’s consciousness is affected and they may be confused and not
know what they are doing. They might wander around, behave strangely, pick up
objects or make chewing movements with their mouth. Afterwards, they are
confused for a while or need to sleep. CFS can last a few seconds or a few minutes.

Do not restrain the Service User as this may upset or confuse them.

Gently guide them away from any danger for example from walking into the road.
Speak gently and calmly as they may be confused.

Do not speak loudly or grab them as they might not understand and get upset or
respond aggressively.

After the seizure:

e The Service User may feel tired and want to sleep, it might also be helpful to
remind them where they are.

e Stay with the Service User until they recover and can safely return to what they
had been doing.

e Some Service Users recover quickly but others may take longer to feel back to
normal again.

e Report to emergency contact, monitor and record the incident.

Secondarily generalised seizures

Sometimes a focal seizure spreads to affect both sides of the brain. This is called a
secondarily generalised seizure as it starts as a focal seizure and then becomes
generalised. Some Service Users call these seizures ‘auras’ or ‘warnings’ as it warns
them that another seizure may follow. When this happens, the Service User will
usually have a tonic-clonic seizure.

e If the Service User is aware of a warning, they may need help to get to a safe

place before the generalised seizure happens.
e Report to emergency contact, monitor and record.

Generalised seizures

Generalised seizures affect both sides of the brain at once and happen without
warning. The Service User usually becomes unconscious and will not remember the
seizure afterwards.

Absences (sometimes called petit mal)

During an absence, the Service User becomes unconscious for a short time. They
may look blank and stare and will not respond to what is happening around them. If
the Service User is walking, they may carry on walking, but will not be aware of what
they are doing.
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e Stay with the Service User and gently guide them away from any danger if
necessary.
e Report to emergency contact, monitor and record.

Tonic and atonic seizures

In a tonic seizure, the Service User’'s muscles suddenly become stiff. If they are
standing, they often fall backwards and may injure the back of their head. In an
atonic seizure (or 'drop attack') the Service User’'s muscles suddenly relax and
become floppy. If they are standing, they often fall forwards and may injure their face
or head. Both seizures are brief and happen without warning. Most Service Users
usually recover quickly.

e Stay with the Service User, reassuring them may be helpful.

e Use the pillows available in the grab bag and place them under service users'
heads.

e If they are injured, they may need medical help.
e Report to emergency contact, monitor and record.

Myoclonic seizures

Myoclonic means 'muscle jerk', and these seizures involve jerking of a limb or part of
a limb. They often happen shortly after waking up, are brief and can happen in
clusters (many happening close together in time)

e Do not do anything other than making sure that the Service User has not injured
themselves.

e Reassure after the incident.

e Report to emergency contact, monitor and record.

Tonic-clonic and clonic (convulsive) seizures

During a tonic-clonic seizure the Service User goes stiff (‘tonic' phase), usually falls
to the ground, and shakes or makes jerking movements (convulsions or 'clonic’
phase). Their breathing may be affected and they may go pale or blue, particularly
around their mouth. They may also bite their tongue. Some Service Users have
clonic seizures without going stiff to start with. Once the convulsions have stopped,
the Service User recovers and their breathing goes back to normal.

e Stay calm.
e Record the length of time the seizure lasts (because there may be a risk of status
epilepticus - see below).
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e Don't move service users. If it happens on the road, stand and wave so that cars
are able to see you to stop. Please do not put yourself in danger however please
do what you can with support of other staff to keep the service user safe.

e Move any objects, such as furniture, away from them so that they do not injure
themselves.

e Put something soft under their head, each session will have a grab bag where a

pillow is available. If this is not accessible something such as a jumper can help.

Do not restrain them or hold them down - allow the seizure to happen.

Do not put anything in their mouth - they will not swallow their tongue.

Stop other Service Users crowding around.

Once the Service User is still roll them onto their side into the recovery position.

If their breathing sounds difficult or noisy, gently open their mouth to check that

nothing is blocking their airway.

Wipe away any saliva from their mouth.

e Try to minimise any embarrassment (if they have urinated, deal with this as
privately as possible, protecting their dignity).

e Stay with them until they have fully recovered as they may need some gentle
reassurance.

e As soon as the seizure starts, a second member of staff reports to emergency
contact, monitor and record.

Some Service Users recover quickly from a tonic-clonic seizure but often they will be
very tired, want to sleep and may not feel back to normal for several hours or
sometimes days. This is why we suggest that service users be collected from
sessions to have the time for recovery.

If staff are not sure whether; someone is recovering from a seizure, they have hurt
themselves during the seizure or they have any concerns about them, call an
ambulance.

Dental injuries can be common and the Service User may need dental treatment
arranged.

A Service User's seizure usually lasts the same length of time every time they
happen and stops by themselves. However, sometimes seizures do not stop, or one
seizure follows another without the Service User recovering in between. If this goes
on for 30 minutes or more it is called status epilepticus, or 'status’'.

Incident Recording of seizures

In each service user they have a seizure recording chart, every type of seizure
needs to be recorded even if multiple (absences) happen in a session.

Different service users react in different ways to their seizures and in how they
recover. Some Service Users cannot remember what happened to them during a
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seizure, some like to be talked to during their seizures and as they recover, and
some need to sleep afterwards. All these points must be recorded in the plan of care
and support.

The questions below help to find out as much as possible about the seizure and give
information on how best to support it.

Before the seizure

How did the seizure start?

If known, when the seizure started, was the Service User awake or asleep?

Was the Service User restless or did they cry out before the seizure started?

Was there any trigger for the seizure (such as feeling tired or stressed)?

What position were they in when the seizure happened or when they were found?
Did they appear to have any warning beforehand? If so, what form did the
warning take?

Did they have any unusual sensations, such as a taste or smell, a rising feeling in
the stomach, numbness or pins and needles? When did they experience this?

During the seizure

Was there any change in muscle tone (did they become stiff or floppy)?

Did they fall and, if so, forwards or backwards?

Did they lose awareness, appear dazed or confused or lose consciousness?

Was there any change in their breathing pattern? Did it become noisy or appear
difficult or laboured?

Was there any change in their facial colour? Did they become pale, blue around
the mouth or flushed?

Were their eyes open or closed during the seizure? If open, were the eyes turned
to one side (which side)?

Was there any movement, such as jerking or twitching? If so, was this rhythmical?
Was it on both sides of the body or one side only and, if so, which side? Was it
symmetrical or not symmetrical?

Were there any automatisms such as wandering around, making strange
movements or postures, picking up objects for no reason or fiddling with clothing?
Did they make any noises, such as mumbling, speaking incoherently or repeating
words or phrases?

How long did the seizure last?

Were they incontinent?

Did they bite the inside of their cheek or their tongue?

After the seizure

How were they afterwards?
Were they confused or sleepy?
If they slept afterwards, for how long?
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e How long did it take them to fully recover from the seizure and return to normal
activities?

Risk assessments
All services users who attend Keen2Go have a risk assessment which is read and
agreed to by supporting staff before every session. Service users with Epilepsy risk
assessment will outline:
e The seizure type
Known signs and triggers
Details of emergency medication
Details of the appropriate emergency procedure to be followed

Further support for Service Users with epilepsy

Memory and Epilepsy

Memory can be one of the key issues that affect Service Users with epilepsy. This
can be for many reasons, including the type of seizures they have, the effects of
medication, the effects of epilepsy on concentration or mood, lack of sleep, age, or
the effects of epilepsy surgery.

Medical ID and Jewellery

Some Service Users with epilepsy choose to wear or carry with them a medical
identity (ID) card or medical jewellery that says they have epilepsy. As an
organisation, we support Service Users to wear or carry these identification tags.

Alarms and Safety Aids

Some Service Users with epilepsy find it helpful to consider safety aids or equipment
that might help them with day-to-day life.

Assessment of Safety Needs

Arisk assessment identifies possible risks and practical ideas for making an activity
safer. Needs assessments are often carried out by an occupational therapist (OT).
They will visit the Service User at home to see what help, support or safety
equipment they might need because. The assessment can help to identify practical
ideas for reducing risk to make situations safer. As an organisation, we work with the
GP or specialist health professionals to further understand how epilepsy could affect
the Service User’s safety on our service.

Rest and Sleep

Research also suggests that getting good sleep and dreaming can help our brains
create meaning from the day’s experiences and help to strengthen memories.


https://www.epilepsysociety.org.uk/risk-assessment
https://www.epilepsysociety.org.uk/risks-epilepsy
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The links between epilepsy and sleep are very complex. For some Service Users, a
lack of sleep can make seizures more likely to happen, for others having seizures at
night can make them feel tired during the day. Sleep disorders, such as insomnia
(difficulty falling asleep) and obstructive sleep apnoea (OSA) can affect epilepsy, and
epilepsy can also affect sleep disorders. During sleep the brain is active, processing
information to help us to learn. Brain activity changes during the different stages of
sleep.

In some types of epilepsy, seizures can happen as someone is waking up or within
the next few hours. Service Users with epilepsy may have an irregular sleep pattern,
as seizures at any time of the night can disrupt sleep, and seizures during the day
can affect the next night’'s sleep. For some Service Users, the effects of having a
seizure can disrupt their sleep pattern for several days afterwards. Staff need to be
vigilant with this when on residential weekends away.

As with all medications, anti-epileptic drugs (AEDs) can cause side effects for some
Service Users. AEDs may have different effects on sleep, and this can vary from
Service User to Service User, depending on the dose. Some AEDs are classed as
sedatives and can cause tiredness. Some can cause insomnia or disrupted sleep.
However, some AEDs can help to improve the quality of sleep by increasing the
length of deep sleep.

Some Service Users with epilepsy have ‘asleep seizures’ (sometimes called
‘nocturnal seizures’), that happen when they are asleep, as they are falling asleep or
as they are waking up. Frontal lobe epilepsy is a type of epilepsy where seizures can
commonly happen during periods of NREM sleep as well as when awake. Frontal
lobe seizures often happen in ‘clusters’ (many happening close together in time) but
are usually brief. They can include sudden jerking movements, strange postures or
movements of the arms or legs, loud cries or screams and wandering about during
sleep.

Some sleep disorders are called ‘parasomnias’. unusual events that are linked to
sleep. These can include confused behaviour during sleep, sleepwalking or night
terrors (where a Service User suddenly wakes from sleep in a state of panic or
fright). This may happen when some parts of the brain are awake and others are
asleep. Some parasomnias include making unusual movements or sounds.
Sometimes it can be difficult to tell whether someone is having seizures or if what
happens to them is part of parasomnia. It can be helpful to keep a record or video
recording of what happens during the event to help with diagnosis.

Seizures often follow a similar pattern each time they happen and it may be clear to
see when a seizure starts and when it stops. However, parasomnias do not
necessarily follow a pattern and often have no clear end. Some symptoms of
narcolepsy (a rare condition causing uncontrollable urges to fall asleep, at any time
of the day) are sometimes mistaken for epilepsy. For example, some Service Users
with narcolepsy develop cataplexy, a loss of muscle tone often affecting the jaw,
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neck and limbs. Symptoms can also include slurred speech or blurred vision and
some Service Users may collapse. An episode of cataplexy may be triggered by
emotions such as laughter, anger or surprise.

Some Service Users with epilepsy also have sleep disorders that are not related to
their epilepsy, and some medical conditions can be confused with epilepsy.

Obstructive sleep apnoea (OSA), where a Service User snore and then stops
breathing for short periods during sleep, can be more common in Service Users with
epilepsy. It is sometimes caused by low muscle tone around the airway. This may
happen as a result of weight gain, which can be a side effect of some AEDs. As well
as disrupting sleep, obstructive sleep apnoea can trigger seizures for some Service
Users.

Things that help have a restful sleep.

e At night try a milky drink rather than one that contains caffeine (research
suggests that reducing caffeine up to six hours before bed can increase the
quality of sleep).

e Avoid eating meals or drinking alcohol late at night.

e Wake up at the same time every day and set a regular bedtime.

e Reduce distraction and avoid disturbance during the night by keeping mobile
devices such as phones and tablets out of the bedroom.

e Relax before going to bed and avoid watching television or using a computer
just before bedtime.

e Create a calm environment by keeping the bedroom at a comfortable
temperature and as dark as possible.

e Make sure the bed is comfortable, and that the pillow gives enough support.

e Try to restrict any naps during the day to 15 minutes or less, this can help to
maintain a regular sleep pattern during the night.

What is SUDEP?

Sudden Unexpected Death in Epilepsy is when a person with epilepsy dies suddenly
with no other cause for their death found. People with learning disabilities and
epilepsy have a higher risk of SUDEP. The risk is lowered in those with
well-controlled seizures.

An audit identified the following risk factors for SUDEP:
e If you are a young adult.
e If you do not take your epilepsy medication as directed.
e If there are sudden changes to your epilepsy medication.
e If you only have seizures at night when you are sleeping or when you wake
up.
e If you have tonic-clonic seizures.

Ways to reduce your risk of SUDEP:
e Take your epilepsy medication when you should.
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e Have clear guidelines for epilepsy medication changes from your GP,
consultant or epilepsy nurse.

e Keep an accurate diary of your seizures, the frequency, duration and
description if possible.

e Do not drink too much alcohol.

e Access epilepsy services.

Related Policies

Adult Safeguarding
Children's Safeguarding
Basic life suppport
Dignity and Respect
Equality and Diversity

Related Guidance

SUDEP
https://www.sudep.org/alarms-and-monitors

NICE Epilepsies in children, young people and adults
https://www.nice.org.uk/quidance/ng217

Training Statement

All staff, during induction, are made aware of the organisation’s policies and
procedures, all of which are used for training updates. All policies and procedures
are reviewed and amended where necessary, and staff are made aware of any
changes. Observations are undertaken to check skills and competencies. Various
methods of training are used, including one to one, online, group meetings, and
Service User supervision. External courses are sourced as required.

Date Reviewed: January 2026
Person responsible for updating this procedure: Siobhan McGuire

Next Review Date: January 2027


https://www.sudep.org/alarms-and-monitors
https://www.nice.org.uk/guidance/ng217
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