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Why was
this brochure

OZ@V@VOP@OK?

I'm 16 years old. Soon before the holidays | got
to know that a new colleague, the daughter of
my parents’ acquaintances, was going to join
my class. They lived in another town until now
and | have never met them before.

My parents decided that relocation of the-
ir acquaintances was a good reason for our
families to get closer. And for sure it would
be easier for Caroline to join the class at the
beginning of the school year knowing some-
body already. | met Carol in June and in July we
were already good friends. She turned out to
be a very nice and sensitive person, but a lit-
tle shy. She had her hobbies she liked to talk
about - criminals, paragliding and aerobics.

The last one was close to me too. After ho-
lidays we were planning to go to the classes
together.

Caroline’s passion was Ludwik van Beetho-
ven's work. As for me - her admiration of his
person and his music was a little bit exagge-
rated - especially that | was not interested in
classical music. At that time, however, | did
not know yet that there was one more, very
important reason for that fascination.

| really liked that girl, but nothing suggested
that the most interesting thing was still to
come and that we would be joined by some-
thing else, something that would cause some
confusion.

One beautiful July day we went for a walk ro-
und the town. Unexpectedly, Caroline grabbed
my hand and cried. After a while | realized that
she was lying on the ground and moving in
a strange way, her body was twisting in dif-
ferent directions. | completely did not know
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what to do. | started screaming. After a while
a few gaping onlookers gathered around us,
which threw me off balance even more.

- Help! - I shouted as loud as | could.

Finally,a man ran up to Caroline and did some
things with her. He said to me:

- Easy, | know what is going on. Call her
parents.

At first | did not get it. | was looking as | was
hypnatized at my friend still wriggling on the
pavement. | felt she could not control this.
Her mouth was foaming. Her eyes filled me
with fear. Her eyeballs were turned up high
as in a horror. | started trembling myself.
| thought a similar thing would happen to me.
Then the taxi driver repeated:

- Come on girl, call her parents, and now
maybe first call 112!

His decisive tone brought me out of stupor.
| followed his order.

When | looked at what was going on | felt
fear though | have no idea what | was | was
afraid of most then. Caroline? That she co-
uld hurt herself? Or the people standing
around, mostly thoughtlessly staring at my
colleague? | felt enormous helplessness and
weakness. | was standing as paralysed with
emptiness in my head.

Then there was even more fuss and every-
thing was happening as in a kaleidoscope.
The ambulance arrived quite quickly and they
took Caroline, but her parents did not come.
Apparently, they were to go directly to the
clinic where the girl was taken. At a certa-
in point, | stayed alone in the street and the
helpful man asked:

—  Are you all right? How are you feeling?
| promised the paramedics that | would
take care of you. My name is Matthias.

— Yeah, | guess so. What happened here?
What happened to her?



She had an epileptic seizure. You didn't know she
was ill, did you?

No. I had no idea - | whispered.
How long have you known each other?
Only for a month - | was still shocked.

This may explain why you don't know anything.
People suffering from epilepsy find it difficult to
tell others about their illness and what is more to
talk about it.

But if | had known, it would be easier for me to
help her: | ran totally scared and | think I'm asha-
med - | said with anger.

Ignorance is not a reason for being ashamed,
but for making up for education gaps. You are
a young person. You did not have to know. It is
adults who have to take care of such a person.
They should have told you about the illness of
your colleague and teach you what you can do in
such a situation - Mr. Matthias said calmly. - Be-
sides, | don't know if you noticed, but | was the

only person who helped your colleague in this
situation - he added.

That's right. It's terrible that it is like this - | said
still furious, but also scared.

It's rather a standard. Of course the level of
knowledge in the society is rising, but it's going on
slowly - the man said.

Is it always necessary to call an ambulance in such
Situations? - | asked deciding to take a chance
and make up for gaps in my knowledge.

No. In most cases it's necessary to take care of
proper body position and safety around. Howe-
ver, epilepsy seizure of your colleague lasted lon-
ger than 5 minutes, so | asked you to call the am-
bulance. | also saw your helplessness. | preferred
to take care of this.

How did you know what to do at all? - | asked.

I'm a taxi driver, | can give first aid. | simply did
a course.



- Canldosuch a course? - | got interested.

- | think that yes. | know that there are first aid
courses organized at schools.

After a while he added:

- Listen, | have to go back to work. Will you mana-
ge? 1 suggest going back home.

At this moment my mobile phone rang. It was mum
who got to know what happened and was worried
about me.

- Yes,thank you.!'ll be all right - | said after finishing
the conversation. - I've arranged with mum that
I'm going back home. It's not far - | added.

— This is my visiting card. If you have any problem,
call me.

When | got back home my fury burst. | shouted at my
parents in high dudgeon and angry that they did not
tell me anything.

- lunderstand your anger sweet heart, but we co-
uldn't talk about Carol's illness against the will of

her parents and they wanted to wait with this
for some time. Caroline has seizures very seldom
- once every 2-3 months. We were to talk about
that this week, altogether.

- Isit seldom? - | asked surprised.

Our conversation continued for a long time. My pa-
rents called Mr. Matthias and thanked him for his
help on behalf of themselves and Caroline's parents.

With my parents’ advice | decided not to call Caroli-
ne yet, although | wanted very much. | only sent her
a text message: | HOPE YOU ARE OK. IF YOU WANT
TO TALK OR MEET, I'LL BE HAPPY TO DO IT. | THINK
ABOUT YOU. AND | ATTACHED A HEART. My mum co-
nvinced me that in such situations ill people react in
different ways - some need relationship with other
people, others not. We have to respect their will, but
it's good to signal that we are ready for contact.
This convinced me, but | wanted to call Caroline at
once very much. | was worried about her. | imagi-
ned how she had to feel right now, how difficult this
experience must be for an ill person. | really wanted



to support her and show her that
| was thinking about her.

This experience moved me very
much and most of all | was still
ashamed that | knew nothing abo-
ut this illness. However, | remem-
bered Mr. Matthias' words and
| decided to make up for the gaps
in my knowledge as soon as it was
possible.

Surfing on the net, and also brow-
sing through pages of different
publications, | managed to access
different information. | wasn't able
to understand everything - epilep-
sy is a complicated brain illness
and a brain is a complicated de-
vice - but | gathered as a whole
what | managed to get, found pos-
sible to understand and important
to know.



| developed a short, brief informa-
tion base | intended to address to
my peers. | simply thought that it
might be worth to popularize such
knowledge, especially among pe-
ople in my age. As | learnt, not many
adults know how to deal with the
above described situation, so what
can be expected from a teenager.
And as my grandpa says: ‘as the
twig is bent.....

| also hoped that my work would
appear helpful for Caroline when
she joins our class. | was convin-
ced that pupils would learn about
her illness and at the same time
would get a piece of information
onitas well as on how to help anill
person, which would be easier for
everyone. | also knew that | could
rely on help of our class teacher



who can communicate with us in an excellent way
and is our authority. He for sure will support Caro-
line and me.

After a few days from July adventure Caroline got on
touch with me and invited me to her.

| was very happy because of this. | had a feeling that
| already had a lot of theoretical information, but
| lacked a conversation with somebody with real ne-
eds, who is struggling with this iliness.

| was extremely stressed before this meeting. | fe-
ared it would be difficult for us to talk and | also wa-
sn't sure what to say. For sure | wanted to tell her
about my research and show its effect.

| entered Caroline's house indecisively. When | saw
her smiling face | immediately felt better.

— Hi how are you feeling? - | asked.

—  Already fine - she smiled. - You must have got
scared... - she added quietly.

- I'mnot going to lie that | did not. | was frightened.

Seeing my friend's sad face | added:

~ This situation taught me, however, not only how
little I, but also adults know about your illness.

— Yeh, I know.I'm sorry | didn't tell you - she answe-
red with sadness in her voice.

- I'mnot going to hide that | was very angry abo-
ut this, however when the emotions fell, | under-
stood that maybe you did not want to talk about
it. 1 don't feel offended by this at all. | think it's
very difficult to cope with such an experience.

After a while she continued:

- -Idlike to share my findings with you. - Caroline
looked at me with interest. - For the few days
when we did not see each other | collected some
information about epilepsy and | decided to de-
velop an information brochure on it for our peers.
I'm curious what you think about it. Would you like
to look at it?

Caroline was evidently surprised. | was happy becau-
se of this.



- Wow, yes, with pleasure! - she finally said. - I'm
impressed. I'll be honest - Carol hesitated - | tho-
ught you would never come to me again ...

Well, | sent you a text message - | answered sur-
prised.

Yes, but... - | felt it was difficult to speak for her
- | was worried that you wrote like this, becauvse
maybe your parents asked you to write So..

How could you think so?! - | felt a little bit offen-
ded, but after a while | added - | understand that
you probably have such experience...

Yes, a little bit... | know that seeing a person in
epileptic seizure may be shocking and you may be
afraid - she smiled. - Show me the brochure. I'm
very curious of it.

| was waiting for Caroline's verdict under tension.

Good work! It's a really valuable piece of infor-
mation. - Caroline was evidently excited. - | also
have something - she took a piece of paper out
of her desk. - Look, this is a list of known people

with epilepsy. One day | searched the Internet to
find such information when | got to know that
Ludwig van Beethoven suffered from it.

I see, now | understand why you are so interested
in his person - | laughed warmly satisfied with my
finding.

Caroline also had fun that | was such a ‘detective’. It
was wonderful to laugh together.

Carol, we need to add this list to my, no - | correc-
ted myself - our brochure. But - | paused - | think
it still lacks the basic issue.

What exactly?

How you, | mean, ill people manage such a situ-
ation. What do you feel and, what is a very impor-
tant information for me, how can you be helped?
Can we talk about this?

Hm, but what do you want me to say? - Carol he-
sitated.

As | said, | think it's a very difficult experience,



but in fact | don't know any-
thing about it, because I'm not
ill. 'm curious how you feel with
this and what you experience.

My friend was evidently surprised.

I'm not used to talking about
it so openly.. - she hesitated.
- When it appeared that | was
ill, at first there was mistrust.
| thought that maybe my first
seizure was a reaction to some-
thing else. After a number of
examinations, however, it appe-
ared that it wasn't. Then | got
furious, angry with the fate,
with my parents - although it's
not their fault - that it happe-
ned like this. And then | started
being afraid that | wouldn't ma-
nhage this.

| often feel helplessness, because




even despite best efforts, | cannot
prevent it.

| saw that Caroline found it difficult
to talk about it. I tried only to listen
and not to urge her.

Well, there were also unpleasant
experiences in my previous
school - she said and she hung
her head - that's why together
with my parents we decided
that | would change my school.
This coincided with searching
a hew job by my father and this
is how it came to our relocation.

What happened in your school?
- | couldn't refrain from asking.

It happened that | had a seizure
and most of the students took
it badly and they cringed away
from me.
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| was moved by what | heard. That day | spent a few
hours at Caroline's. We had a long talk about her ill-
ness and her expectations from others connected
with her situation.

| also found out that people suffering from epilep-
sy can often predict their seizure, but unfortunately
only for a few seconds before it. Then they feel pre-
cisely the symptoms preceding the seizure. If the
people from the surrounding know about the illness,
they can also observe the symptoms. These are in
many cases nausea, stiffening, dizziness, abdomi-
nal or throat pressure, strange auditory, sensory or
smell sensations. All these phenomena warning of
a seizure are called ‘aura’. If others natice the symp-
toms of 'aura’ they can help - even if they keep the
ill person’s head to prevent their sudden fall to the
ground resulting with serious injuries.

| asked Caroline what she was afraid of in the new
place and with new people. She said that in such si-
tuations she is always afraid of the reaction of others
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to her iliness, that people would cringe away from her
- which she already experienced - or that they would
laugh at her or joke. As she also experienced - she
cannot always rely on adult people’s help as they also
often have no idea how to behave. The seizure can
be caused by different situations she cannot prevent.
Therefore Caroline is often afraid that stress often
resulting from social relationships may cause epilep-
sy seizures or may have influence upon her learning,
headaches or fatigue.

There was one more issue bothering me and one day
- despite concerns - | decided to ask Caroline about it.

- Carol, we were to go to aerobics together.. -
| started shyly.

- Yes - she looked at me questioningly.

— You know.., | wonder if you can... - | felt foolish.
Despite so many conversations | didn't know how
to say it.

— Listen, I can do sports. Of course there are disci-
plines which are not recommended for people



suffering from epilepsy, but generally sport is
advisable.

- It'ssuper - | breathed a sigh of relief.

- You see, | can do aerobics and | will go to it with
pleasure, but it is much worse with my beloved
paragliding. For now my parents said they would
not agree to it. Too much risk. Maybe in some
time | will be able to fly with a trainer.

- It would be great. Besides, you are going to be of
full age and you will be able to decide yourself.

- Well yes, but | also have to take the responsibi-
lity of myself. The fact that | decide does not
mean the end of the illness. Now I'm learning
how to live with it and accept my limitations,
also in order to take decisions good for my he-
alth in the future. I'll be with the illness for the
whole life.

During the next days we met to polish up our bro-
chure. We also made a plan how to prepare the te-
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achers and the students to receive it. Although it
was difficult, | convinced Caroline that only speaking
openly about her illness and treating it as a part of
her shall allow her and us to talk about it in a normal
way. After different hesitations, she agreed first of
all to a conversation with our class teacher - yet
before the beginning of the school year - and then
planning actions in our class and then maybe even
in the whole school. | knew that our class would
help us.



Tt Februar)/
is not on‘)/ St. Valentine’s Da)/

g S

14th February is not only St. Valentine's Day - this day we
also celebrate the International Epilepsy Day, since St.
Valentine is not only the patron of the people who are
in love, but also of those who suffer from epilepsy. In
many old paintings we can see the figure of that saint
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dressed like a bishop curing the ill people from epilepsy.
Today St. Valentine is associated with people who are in
love, but in the Middle Ages his name was associated
much more with being a patron of epileptics.

In the calendar there is also one more important date
connected with epilepsy. Zb™ Moarch has been the
International Epile (Lavender) Da)/ for

a few years. On this day different kinds of educational
events devoted to this iliness and possibilities of its tre-
atment take place all over the world. The originator of
the 'Lavender Day is Cassidy Megan from Canada. In
2008 this nine years old at that time girl decided to
motivate others to act in order to propagate the know-
ledge about the illness and overthrowing the myths
connected with it. As a sign of solidarity with people
suffering from epilepsy, on that day it is worth to use
some addition in lavender colour in your outfit. Why
lavender? Little Cassidy, as she was struggling with epi-
lepsy herself, drew attention to the fact that this colour
is often associated with loneliness and social isolation
the ill suffer from - often more than from epilepsy itself.



Epﬂepsy - what is it?

Epilepsy is one of the most frequent, the so called
chronic, illnesses (an ill person is struggling with it for
the whole life) amang school age children and teena-
gers, S0 among my and your peers.

ful

Its basic symptoms are sudden, uncontrolled and recu-
rring epilepsy seizures during which the il person falls
to the ground and makes a number of uncoordinated
and uncontrolled body movements. This behaviour may
be by some people associated with an electric shock.

Despite advances in contemporary medicine, most of
the reasons for epileptic seizures cannot be defined.
The doctors are unable to diagnose its reasons in the
case of about 70 % of the ill people.

Epilepsy is not a communicable disease. It's not a
mental, but a neurological illness. Epileptic seizure is
a temporary brain work disorder which most often,
regardless of its degrees, leads to lowering of the fit-
ness of the ill person in everyday life.

No medicine allowing for 100 % cure has been disco-
vered yet. It is only possible to limit the number of
seizures and weaken their convulsiveness. People
suffering from epilepsy live with uncertainty, in fear,
because they do not know when to expect a seizure.
The most difficult element of life with epilepsy is lack
of the feeling of safety..



Wh)/ do il peop‘e
behave like this?

Do you know that in your brain there are discharges
all the time?

E.g. when you are reading this brochure, your eyes
send to your brain electric impulses and the brain
processes single letters into words and comprehen-
sible sentences. The brain using electric impulses
sends an order to the muscles when you play the ball,
have breakfast or work in the garden.

People suffering from epilepsy have short disorders
of the activity of some nerve cells in the brain, which
is accompanied by electric impulses as well. An epi-
leptic seizure takes place when the process is disor-
dered and a group of nerve cells in the brain under-
goes too violent discharges. Some of these disorders
may lead to occurrence of epileptic seizures.

Therefore association of behaviour of a person suffe-
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ring from an epileptic seizure with an electric shock
is in a certain sense justified.

You for sure saw warnings on TV screens before
some films telling about a possibility of occurrence
of strong visual stimuli in the form of a flickering
screen. Such information may also appear at some
cinemas or discos. They are addressed exactly to pe-
ople suffering from epilepsy, because in the case of
about 5% of patients seizures are caused by certain
external conditions, such as flickering of a TV or a
computer screen, watching TV in a dark room, disco
lights or some computer games.

It happens that temporary loss of consciousness may
be erroneously diagnosed as epilepsy seizure. Some-
times strong emotions, hysteria or a tragic message
may cause Similar symptoms.



]OU can !?B SC(H’BOZ
and ﬂO% unders%md

Due to intensiveness of the symptoms in the so called
grand mall - exactly the one | was a witness of - and
often due to the lack of knowledge of the environ-
ment on the iliness, people suffering from epilepsy -
especially those who happen to have seizures - may
be rejected by their environment. Looking at a person
in an epileptic seizure we may feel fear and helples-
sness. If we are not aware of the danger, we may
react with laughter or we may think that somebody
is playing the fool. An ill person can be taken as a
drunk one or being under the influence of drugs or
mentally ill.

Mistaking the symptoms in the case of an ill person
often causes that they are not given proper aid.
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How o he‘p

when an il person
has a seizure

Ignorance and fear may be the source of helples-
sness, panic and horror, which may intensively di-
sturb giving aid. Therefore, the more you learn to-
day on how to help, the bigger are your chances for
successful acting in case of danger.

Always, first of all, look for help of an adult person.
So if you see somebody having seizure, first of all
say loudly e.g. This person is probably having an
epileptic seizure. Can anyone help? Is anyone here
a doctor? Remember, you are a teenager and you
don't have to deal with such a situation alone. If
there are competent people around, let them act.
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In case of a seizure:

Stay calm.

Give the ill person a possibility to stay in a straightened position - on a bad, on the floor,
pavement, lawn, a dry surface would be the best.

Secure the place where the ill person is lying, e.g. stop the traffic, make some space around
the person, take away any objects which might be dangerous for them - sharp, hot, etc.

Lay the ill person on a side, with their head slightly directed downstairs, which shall enable
free saliva escape from the mouth and prevent gagging.

Provide them with as much space as it is possible and protect them against a possible injury
- loosen their collar, take off glasses, chain, back-pack, if only it is possible - place some-
thing soft under their head.

Check the time to know exactly when the seizure started. If it lasts longer than 5 minutes -
you have to call an ambulance dialing the emergency number 999 or 112.

18



Remember that the listed actions maximize comfort of the il person, but you may not

kHOW "IOW or YOUI may have no C”lCLHCG *0 C{O H’l@m. XOU’PB a *88"@58?.

Duﬁng a seizure one shouldn’t:

= Use force or try to stop the seizure or limit movements of the ill person, keep their hands
or legs.

= Put anything into the ill person’'s mouth or try by force to open the ill person's tight jaws.
It's a very dangerous myth that when we put something between the teeth during the se-
izure the ill person shall not bite their tongue. We also do not administer any medicines.

= Revive the ill person pouring water on them, giving them smelling salts or tapping their face.
You mustn't shake the ill person when the seizure is over or try to wake them up. Sleepiness
is a natural reaction of the body after an epileptic seizure and the ill person needs quiet.

= Lift the ill person or carry them during the seizure.
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How Yo help an ill person
mn their peer and. school
environment as well as
everyday life

Remember that care over a child and providing them
with physical and mental comfort is always the duty
of adult people. You can, however, take different kinds
of actions, which help anill peer to handle a situation
they find difficult.

What can you do knowing that there is a peer suffe-
ring from epilepsy in your environment? If only you
know about it, first of all let them know it and - if
it is so - show your readiness for a conversation on
this subject or help. However, remember that it's al-
ways the ill person and in the case of a child - their
parents - who decide if and how much information
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about their illness is to be passed on to other people.
This has to be respected.

If your peer, suffering from epilepsy, agrees to some
kind of help on your part, you can suggest:

= Accompanying them in their going out to the
cinema, to social meetings, going for walks or
shopping. Then, having on your mind such a pos-
sibility, you can be more alert to signals warning
of a seizure, i.e. 'aura. In many cases these are
nausea, stiffening, dizziness, abdominal or throat
pressure, strange auditory, sensory or smell sen-
sations.

= Help at the moment of epileptic seizure.

= Help in popularization of the knowledge on the
illness and ways of helping an ill person. | hope
that my brochure may be helpful in this. It can be
copied and distributed. Check if there is a possi-
bility to invite to the school a doctor, a psycho-
logist or a paramedic who could tell about the
illness. Engage in organizing such a meeting..
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Apart from this you can:

Make others aware - talk to the boys and girls
in the class about the situation of your peer and
share your knowledge on the possibilities to help
this person with them.

Make aware and support the ill person in situ-
ations where their rights are in danger - when
somebody offends them, especially due to the
illness, does not help or ignores them. You may
print out the United Nations Convention on the
Rights of the Child and the Patient Charter and
propagate them in the environment in which
there is the ill person (posters, leaflets, compe-
titions). This may be useful for everyone.

Call help in situations in which you know that you
won't manage or don't manage (e.g. epileptic se-
izure, aggression on others' part).

Inform adults about situations which have alrea-
dy taken place and proclaim that the ill person’s
rights have been breached



Th@y CZVSO
SU{}{:{ZV’QO{ ﬁ’om

epv‘epsy

Below there is a list of a few famo-
us people suffering from epilepsy.
The list proves that epilepsy does
not lower the mental or cognitive
ability. Although for sure it causes
a number of difficulties and limi-
tations in everyday life, they aren't
impossible to overcome in part.

- Fiodor Dostojewski - Julius Caesar
Russian novelist, among others the the first Roman
author of the ‘Crime and Punishment’ emperor
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- [ua!wig van Beethoven
German composer
and pianist

- Napo‘éon Bonapaﬁe
French emperor,
big military and political
commander
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- Vincent van Gogh
Dutch painter



When fo call

BVHBV’QBHC}/ HMVHbBV’S qqq or 1129

=} =% =% o=

When you know that this is the first seizure of the ill person.

When you see that the ill person during the fall suffered an injury you expect to be
dangerous.

When within a short time after the first seizure the next ones take place.
When the ill person has problems with breathing when the seizure is over.
When the seizure lasts at least 2 minutes longer than usual.

When the seizure lasts longer than 5 minutes and you don't know how long it usually

lasts.

21



USEFUL PUBLICATIONS, JDDRESSES D OTHER, IINFORMITTON

USEFUL ADDRESSES
Epilepsy Ireland
www.epilepsy.ie
Epilepsy Ireland (formerly Brainwave) is the national organisation supporting and representing people with epilepsy and their families
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