For colleges and universities

Information about epilepsy

Epilepsy is a neurological condition that affects the
brain and nervous system. It is characterised by the
tendency to have repeated seizures that start in

the brain.
Visit epilepsysociety.org.uk/what-epileps

Epilepsy varies from one person to another and can
change over time, and how the person feels about it can
also change.

Unlike other conditions, it may not be obvious that
someone has epilepsy and, for many people with
epilepsy, their condition doesn’t necessarily affect them
all the time. Also, the frequency of seizures can vary
from one person to the next.

Some people with epilepsy have their seizures
controlled with medication and their condition has little
effect on their daily lives. For other people, seizures are
unpredictable and debilitating.

However, having epilepsy can be more than having
seizures. It can affect every part of someone’s life:
physical, mental, and emotional. While they might
recover from the impact of seizures, they might not feel
ok with having epilepsy, or how it feels to live with it.

Epilepsy can make the individual worried, stressed,
anxious, or depressed. All these feelings can affect their
overall well-being, and how they feel about life.

Finding out more about a student’s epilepsy, and their
seizures, can help you to better understand how it affects
them, and what help and support might be useful for them.
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How epilepsy affects someone depends on lots of
things:
+ whether they have seizures and how often
they happen;
what their seizures are like and how they
affect them;
whether they are on medication and whether
they have side effects, such as feeling tired or
having trouble with concentration, thinking speed,
or memory;
how long they have had epilepsy — whether they
have been diagnosed recently or a long time ago;
the cause of their epilepsy;
how they feel epilepsy affects their daily life and
what it means to them; and
whether epilepsy has affected their school life and
learning so far.

Find out about a student'’s epilepsy

Finding out more about a student’s epilepsy, and their
seizures, can help you to better understand how it
affects them, and what help and support might be
useful for them.

They may be very happy to discuss it, and talk
through what help and support might be useful. Or
they may not want you to know about their epilepsy.
They may feel embarrassed or they may have had bad
experiences in the past.

They might not have got the help and support they
needed for their epilepsy. Or they may just not know
much about their own epilepsy.

What causes epilepsy?

Different epilepsies are due to many different underlying
causes. The causes can be complex, and sometimes
hard to identify. A person might start having seizures
for a number of different reasons.

Visit epilepsysociety.org.uk/what-epileps
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Seizure types and how to help

Epileptic seizures start in the brain. The brain has
millions of nerve cells which control the way we think,
move, and feel, by passing electrical signals to each
other. If these signals are disrupted, or too many signals
are sent at once, this causes a seizure.

The brain has many different functions. Mood,
memory, movement, consciousness, and our senses
are all controlled by the brain, and any of these can be
affected if someone has a seizure.

What happens to a person during a seizure depends
on where in the brain the seizure happens and what that
part of the brain normally does.

The person may feel strange or confused, behave in
an unusual way, or lose some or all awareness during
the seizure.

Visit epilepsysociety.org.uk/epileptic-seizures

How you can help a student having a seizure depends
on how it affects them and how they want people to
support them.

Visit epilepsysociety.org.uk/first-aid

What are ‘triggers’?

Triggers are situations or events that bring on a seizure.
Not everyone with epilepsy will have a trigger but
common triggers are tiredness and stress. These are
potentially important issues for young people at college
or university. Other triggers can be alcohol or not

taking medication.

If an individual knows what triggers their seizures,
they may be able to try and avoid these situations but
this may not always be possible.

Visit epilepsysociety.org.uk/seizure-tri

Photosensitive epilepsy is when seizures are triggered
by certain frequencies of flashing or flickering lights or
by certain geometric patterns or shapes. Photosensitive
epilepsy is relatively rare and affects around 3% of
people with epilepsy.

Visit epilepsysociety.org.uk/photosensitive-epileps

Every effort is made to ensure that all information is correct at the time of publishing.
Please note that information is intended for a UK audience. This information is not a
substitute for advice from your own doctors. Epilepsy Society is not responsible for any
actions taken as a result of using this information.
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What is the impact on learning?

Having epilepsy, having seizures, and having treatment
for epilepsy can all impact on learning for some people
with epilepsy.

The impact of seizures themselves

The impact of seizures depends on what the seizures
are like and how often they happen. If seizures are
controlled with medication, or if the seizures do not
affect consciousness they may have little or no impact
on the person at all.

It may be helpful to plan ahead with the student
about what to do if they have a seizure during classes
or lectures, so they don't feel they will be taken out of
class unnecessarily.

Some people recover quickly from a seizure and they
may be able to stay and carry on straight away. Other
people may feel very tired or confused and they may
need to find a suitable place to go to where they can
take time to recover from the seizure.

Seizures can affect memory
The ability to take on, store, and retrieve information
can be affected. This could happen with any type of
seizure, and if the person has a lot of seizures, this
could affect their memory more often. They may
also find that, just after a seizure, they have problems
remembering information and it may take time
to recover.

Memory aids and techniques, or having a note taker,
may help if this is possible.

Visit epilepsysociety.org.uk/memory

Seizures can affect concentration
Concentration can be affected both during the seizure
and while the person is coming around. If this happens
during classes or lectures, they may not be able to
concentrate on what is being said or on taking notes.
Concentration can also be affected by how they feel.
If they feel low or tired because of seizures, they may
not be able to concentrate well.
They may find it easier to study at certain times of
the day when they are more able to concentrate. Making
allowances for this can help to support the student.
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Seizures can affect a person physically

The effects of a seizure depend on the seizure type.
Some seizures may not affect the person physically.
Other seizures may cause them to behave strangely
during the seizure with no physical effect afterwards.

Seizures that cause people to fall down and lose
consciousness may cause injuries. It may be helpful to
think about seating arrangements in lecture theatres or
tutor rooms.

Tonic clonic seizures, where the person loses
consciousness and shakes, can take a long time to
recover from, sometimes days. These seizures can
cause muscle aches, headaches, and feeling exhausted
for a long time. If a person has a seizure like this, it can
be very disruptive for them and they may need to
go somewhere quiet to recover, or they may need
medical assistance.

Seizures at night can affect the amount and quality
of sleep and may have a big impact on the person and
their daily activities. An alarm to alert someone else
that a seizure has happened at night may be useful.
Visit epilepsysociety.org.uk/alarms-and-safety-aids

Some seizures can affect the person’s mood or
emotions and the way they feel can affect, and be
affected, by their seizures. If they feel stressed or
anxious this can affect their concentration and memory
and could cause more seizures if they are a trigger

for them.

The impact of treatment
About 70% of people with epilepsy could have their
seizures fully controlled with anti-seizure medication
(ASM). But any form of treatment can have an impact.
ASM does not cure epilepsy. It works on the brain to
stop seizures from happening and it can also have side
effects that affect how the brain works. This can make
the person tired or drowsy and can affect how they
think and process information, or it can affect memory.
For some people, having brain surgery can help
reduce or stop seizures, but surgery itself can
potentially cause problems, particularly with memory.

Visit epilepsysociety.org.uk./treatment

Every effort is made to ensure that all information is correct at the time of publishing.
Please note that information is intended for a UK audience. This information is not a
substitute for advice from your own doctors. Epilepsy Society is not responsible for any
actions taken as a result of using this information.
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What are other possible impacts?

In addition to having an impact on learning, having
epilepsy can affect other aspects of studying.

Exams

Seizures can affect exams in many ways. For many
people, revision for, and sitting, exams is worrying and
stressful. This could cause more seizures if stress is a
trigger for a student with epilepsy.

If having epilepsy affects their memory and thinking
speed, this might make exams more challenging than
for other students.

Having a seizure before an exam might mean that
they are too tired to take the exam or do their best
during the exam. Having a seizure during an exam could
mean that they miss some or all of the exam.

Planning ahead might be helpful. If exams may be
a problem for an individual, special provisions may
help. For example, being able to take their exams in a
separate room, having more time to complete the exam,
or having someone to write for them during the exam
might be helpful.

Preparing a revision schedule might also help
them to revise at the best time of day for them, when
they feel most alert and able to concentrate. Revising
somewhere quiet might also help with concentration
and memory.

Having support and a plan in place might help to
make them feel more confident about revising.

Practical work and course work

What consideration is needed depends on the work.
For example, practical work in a laboratory could have
safety implications if the person with epilepsy had

a seizure.

Courses that include physical activities might need
consideration so that they can be made safer for the
individual to participate.

It is important to be realistic about potential risks. If
the person has a warning before a seizure, this might
give them enough time to get to a safe place before it
starts. Many situations can be made safer with simple
measures, and it might help to talk this through with
the student to ensure that their epilepsy does not
unnecessarily restrict what they do.

Visit epilepsysociety/org/uk/safety-and-risk
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Course placements

Courses that include placements may need additional
consideration. Support may be in place for a student
while they are at their course, but will similar support be
available at their placements?

Getting in touch with the placement as early as
possible might help to reassure them, and the individual
with epilepsy, that appropriate support is in place
throughout the course and placement.

It is important to be realistic about whether an
individual's epilepsy might affect their placement.

But it is also important to look at ways of making the
placement safer, if necessary, so that the student
can get the most out of the experience and is not
unnecessarily restricted on their placements.

Some people may not be able to drive because of
their epilepsy, so transport to a placement may need to
be considered.

What you can do to help

Although the student is in the best position to know
about their epilepsy and how it affects them, you may
know the best ways of supporting them with their
academic or social life at college or university.

Having support in place before they start, might
help make the transition to college or university as
stress-free as possible.

Be up front about what you can do

Having information on your website about what help

and support you offer to students with epilepsy will

help to encourage them to disclose their epilepsy and
discuss their options.

This also shows that you are aware of the support
needs that students with epilepsy might have, and that
you understand that this help needs to be individualised
to each new student’s own situation.

+ Make sure that your disability equality scheme is
up to date and complies with the Equality Act
(see below).

« Ensure students and potential students know about
it, and can find out further information in different
ways: your website, the admissions office, the
students’ union, and any disabled student
support services.

Every effort is made to ensure that all information is correct at the time of publishing.
Please note that information is intended for a UK audience. This information is not a
substitute for advice from your own doctors. Epilepsy Society is not responsible for any
actions taken as a result of using this information.
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+ Make sure your messages are clear and consistent.
List all the types of help and support which are
available to students, including practical and
financial support, such as Disabled Student
Allowance, and tell them how to access this.

The Equality Act 2010

The Equality Act protects the rights of individuals, and
makes sure that a person with a disability has the same
rights as a person without a disability. The act applies
in many situations, from employment to transport, from
property to education.

The act means that education providers (including
schools, colleges, and universities) must not
discriminate against someone with a disability, and
must support them within education.

Colleges and universities must not discriminate, harass,

or victimise a person with a disability in:

+ how they offer places or enrol students;

+ how they provide the educational course;

+ how students gain qualifications; or

* how they treat a student or someone who applies to
become a student.

Visit equalityadvisoryservice.com

Reasonable adjustments

Colleges and universities also have a duty to make
reasonable adjustments to support any students
with disabilities.

Because epilepsy varies from one person to another,
a reasonable adjustment appropriate for an individual
depends on how their epilepsy affects them.

An example may be giving a student with epilepsy
more time to complete a piece of coursework.

Another reasonable adjustment may be consideration
about accommodation. Does the student need a room
on the ground floor to avoid the risks around having a
seizure on the stairs? Might it be possible to provide an
alarm to alert someone if the student has a seizure in
their room?

If the student can't drive because of their epilepsy,
might they need accommodation close to the college or
university buildings?

n X @ @epilepsysociety
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Risk assessments
In some cases, a formal risk assessment is needed
to identify the risks and solutions or reasonable
adjustments. The important point to remember is that
epilepsy varies from one person to another.

Talking through these issues with the individual is
useful to identify problems, and to start looking for
ways to address and resolve any potential problems.

What are the risks?

For a student whose seizures are controlled, their
epilepsy may not put them at any greater risk than
students who do not have epilepsy.

If a student is having seizures that affect their
consciousness, that may put them at greater risk. If

they fall during their seizures, this may also put them at

greater risk.

Status epilepticus or ‘status’

Usually a seizure will stop by itself. Sometimes this
does not happen and a seizure is very long or one
seizure happens after another without the person

recovering in between. If this carries on for five minutes

or more, it is called status epilepticus (or ‘status’).

Status is not common, but can happen in any type of

seizure and the person may need to see a doctor.

Status in a tonic clonic seizure (where the person
loses consciousness and shakes) is a medical
emergency and an ambulance needs to be called
immediately. If a tonic clonic seizure goes on for 30
minutes or more, this could cause lasting damage to
the brain, or even death.

Emergency medication may need to be given to
stop the seizure. Anyone giving emergency medication
needs to be trained. The student with epilepsy should
have their own written protocol about when to give
it, for the person giving the medication to follow.

Epilepsy Society provides training on epilepsy
awareness, seizure management, and administering
emergency medication.

For more information, visit epilepsysociety.org.uk
[what-we-do/epilepsy-training
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SUDEP

On rare occasions people die suddenly for no clear
reason. When this happens to someone with epilepsy it
may be called sudden unexpected death in epilepsy

(or ‘SUDEP’).

Because SUDEP often happens when the person is
asleep and is not witnessed, it is hard to be sure why
it happens.

SUDEP is relatively rare. But everyone’s individual
level of risk may depend on their epilepsy, lifestyle,
any conditions they have alongside epilepsy, and other
factors, such as their age and sex.

Students who have seizures at night may find it
reassuring to have an alarm to alert someone if they
have a seizure.

Visit epilepsysociety.org.uk/SUDEP

Epilepsy Society is grateful to Charlotte Round,
Disability Adviser, Disability Support Services,

University of Nottingham, and to Dr F J Rugg-Gunn,
Consultant Neurologist & Honorary Associate Professor
Clinical Lead, Chalfont Centre for Epilepsy, who
reviewed this information.

For a printed copy of this information contact our helpline.

Epilepsy Society
Chesham Lane,
Chalfont St Peter,
Buckinghamshire
SL9 ORJ
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