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Abbreviations

AEDs               Anti-Epileptic Drugs 
 
Child               A daughter or son of any age 
                       A young human being below the age of puberty   
                       or below the legal age of majority

CRPD              Convention for the Rights of Persons with Disabilities          

Parent             A mother or father

STIs                 Sexually Transmitted Infections

UDHR              Universal Declaration for Human Rights

Youth              The period between childhood and adulthood
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Seneca said that ‘It is not because things are difficult that we do not dare, it 
is because we do not dare that they are difficult.’ And that is exactly what we 
can say about living with epilepsy as well. For most people with epilepsy it isn’t 
their seizures that are the greatest challenge, but the fears, overprotection or 
discrimination within their family and community. 

This manual is written for parents, guardians or any other adult who is 
closely involved in the upbringing of children and youth with epilepsy. When 
we speak of a ‘child’ we also refer to a youth or adult who is still the child of 
their parents.

The aim of this manual is to provide information for parents about how 
they can assist their child with epilepsy in living an active life and being inde-
pendent while maintaining a close relationship. To help create this manual, 
Peter Nyette (living with epilepsy) interviewed youth with epilepsy and their 
parents and held meetings with them to record their personal experiences and 
lessons learned. We also welcomed epilepsy ambassadors Bernice Mugambi 
(Kenya), Allan Okello (Kenya), Ria Grove Booysens (South Africa) and Zaytoon 
Hartley (South Africa) to share their personal account of how they were raised 
by their parents while having epilepsy. We thank them for their invaluable and 
lively input on this manual, as it helps to encourage others to feel free to share 
their personal experiences. 

We wish to thank Dr. Eddie Chengo (epileptologist, Ubuntu Afya), Marina 
Clarke and Karen Robinson (Epilepsy South Africa), and Dr. Pauline Samia (child 
neurologist, Aga Khan University Nairobi), Moses Waweru, Annie Arogo, Nelson 
Ondari and Epillose Musimbi (Youth on the Move), Paul Ngone as well as Kenny 
Kaburu (Graphic Designer), Taylor Krohn (editor), Cokky Freeke and Frank 
Wamelink for their feedback and advice on the content of this manual and 
invite our readers to share their experiences and tips so that we can continue 
to improve the content, as we continue to learn as a team of professionals in 
epilepsy care. 

On behalf of the Movers Team, 
Karijn Aussems

Nairobi, March 2015

FOREWORD



Daina Achieng
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1. What is epilepsy?
Epilepsy is a brain disorder which makes a person prone to seizures. Seizures 
are sudden and temporary electrical disturbances in the brain which cause 
changes in sensation, awareness or behavior. They are also known as fits, 
spells, attacks, convulsions or spasms. 

There are many types of seizures with different manifestations. One 
person may fall and jerk, while another may only stare or fumble with their 
clothes and smack their lips. 

Epilepsy cannot be cured like malaria, but it can be effectively controlled. 
In the majority of cases, Anti-Epileptic Drugs (AEDs) are an effective con-
trol. They do, however, have to be prescribed by a doctor. Just like seizures, 
people with epilepsy have different experiences. While some people have to 
live with epilepsy throughout their lives, others outgrow the condition. For 
the prescribed drugs to be effective they need to be taken consistently and 
any change in medication must be made in consultation with a doctor. Most 

MEDICAL ISSUES IN EPILEPSY1.
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people with epilepsy can live an active life: work, go out and have a family as 
long as they take their medication as prescribed. 

What is the Cause?
Anyone can get epilepsy, in any country, at any age and in any social class 
or religion. Anything that can affect the brain can cause someone to get 
epilepsy. This includes brain injury, tumors, infections, birth complications, 
alcohol or drugs, genetics or malnutrition. These are also called risk factors; 
minimizing these risk factors reduces the risk of getting epilepsy. However, 
for many people with epilepsy the cause is unknown because the technol-
ogy that can help to identify it is not freely available. 
Whatever the cause of someone’s epilepsy, one thing is clear: nobody 
chooses to have epilepsy. It can happen to anyone at any age and in any 
community. 

Linda’s epilepsy: anyone to blame?
Ten-year-old Linda lives in Homabay and got epilepsy at age four. When 
she’s at the epilepsy clinic, her mother admits to the social worker that she 
feels guilty. She wonders what mistake she made for her daughter to have 
epilepsy. She is surprised when the social worker informs her about the vari-
ous factors that can lead to epilepsy, including malaria. She starts to connect 
the dots, as the seizures started after her daughter had had severe malaria. 

Even though she had taken her daughter to hospital for treatment 
soon after the fever started, the seizures still appeared a few days after her 
daughter’s admission. She had done all she could; her daughter slept under 
a net and she had taken her to hospital soon after the fever started. It was 
just bad luck and nobody’s fault or mistake. 
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TREATMENT2.
Diagnosis and prescription
Seizures are very rare, the doctor may question if treatment is really nec-
essary. It is a matter of weighing the challenges with your child’s seizures 
against the challenges of the treatment (such as the costs and side effects of 
the drugs). 

For someone with epilepsy to stay healthy, they need to continue taking 
the treatment until the doctor suggests a change. The Anti-Epileptic Drugs 
(AEDs) control the seizures as long as they are taken as prescribed, but they 
do not cure the epilepsy. This means that if someone stops the treatment 
without the doctor’s consent, the seizures could relapse and the condition 
could even worsen. It is important to regularly visit the doctor together with 
your child. A change in their weight usually means that the doctor also has to 
adjust the dosage of the treatment. Usually the consultation and the drugs in 
public hospitals in Kenya do not cost more than Ksh 300 per month (Ksh 100 
for consultation and Ksh 200 for the drugs).

Intrinsic Motivation
What’s the best reason for your child to take treatment? Is it to follow the 
doctor’s orders? Is it to obey their parent’s request? Or is it because your child 
understands the purpose of it? When people only take treatment to please 
others, for example their parents or their doctor (which is called extrinsic 
motivation), then they usually have little motivation. It is harder to consistently 
take the treatment if you don’t have the feeling that it is your personal choice, 
for your personal benefit.

The best way to motivate youth with epilepsy to always take their treat-
ment as prescribed is to make them understand how it benefits their health 
and therefore also their daily life. They need to know that the treatment 
doesn’t cure but only controls the epilepsy seizures, as long as it is taken ac-
cording to the doctor’s prescription. 

If they understand the positive effects of the Anti-Epileptic Drugs and 
the importance of consistently taking them, they will have intrinsic motivation 
sooner; they will take it because they will see the point of taking it. They will 



realize that they are the ones who benefit the most when they take it prop-
erly and that they are the ones who suffer the most when they skip a dose.

It is understandable that people can forget. For this, it is helpful to guide 
your daughter or son to find a way to remember to take the treatment. When 
they are still young, it is your duty to remind them, but it is important to 
stimulate them to learn how to remind themselves to take it, just as you also 
train them to remind themselves to brush their teeth before they go to bed. 

Punishment may help your daughter or son to realize you’re not happy, but 
it will not always lead to their understanding what you disliked about their 
behavior. Having a talk is usually a more effective way of findin out why the 
tablets weren’t taken. Did they simply forget it, for example because they were 
nervous about an upcoming exam? Did they lose hope in the effectiveness 
of the treatment? Or were they maybe annoyed with you and wanted to do 
something that would make you angry?  These are just some of the potential 
reasons for people not to take their treatment, and in a talk with your daughter 
or son it will be helpful to find out what caused them to skip their drugs. 

What will you do when you notice that your child didn’t take 
their treatment? 
A. Accuse them of being irresponsible
B. Ignore it
C. Showing you’re angry
D. Finding out the reason
E. Punishing them
F. Show understanding
G. I’d do something else, namely…

Which of the below statements do you advise parents to make to their child 
with epilepsy? 
1.  Sweets, take your treatment! 
2. I know you don’t like taking it. I wouldn’t like it either, but I’d rather take it   
    than get seizures.

10.
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Blaming one another and pointing fingers is usually less effective than 
showing understanding for the fact that it is difficult to always remember 
to take the drugs and to have the motivation to do so. It is more helpful 
to give compliments when they act responsibly rather than to only punish 
them when they make a mistake. 

Rebel without a cause
In our talks with parents and youth, we have learned that youth some-
times rebel against parents who want to control them and deny them their 
freedom. They do this, for example, by secretly skipping their drugs. They 
don’t do this because they want to get seizures, but because they don’t 
want to be told what they should or shouldn’t do. 

The parents have learned that it helps more to be their friend and talk 
with them as equals rather than with an authoritarian tone. They advise 
other parents to encourage their daughter or son to join a support group 
so that they can learn from other people’s experience. 

3. Have you taken your drugs today? 
4. Why do I always have to remind you? 
5. I’m glad to see you’re remembering to take your treatment, I don’t have 
to worry about you.

Take your
drugs

son Yeah Mum,
took them!
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Youth on the Move has developed the Epilepsy Care Motivation Model, which 
shows the various ways people with epilepsy are influenced in their treatment 
for epilepsy. 

Positive motivation
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Positive Extrinsic Motivation
I take the drugs and avoid trig-
gers only to obey others (doc-
tor, traditional healer, religious 
leader,partner, parents)
They say it is good for me. I 
obey them to please them/ to 
be accepted by them.

Negative Extrinsic Motivation
I  won’t take the drugs and I 
won’t avoid triggers only to 
obey others (doctor, traditional 
healer, religious leader, part-
ner, parents). They say it is not 
good for me. I obey them to 
please them/ to be accepted 
by them.

Negative Intrinsic Motivation
I  don’t want to take the drugs 
and I don’t want to avoid trig-
gers 
1. I don’t want others to 
choose for me
2. I don’t see any personal 
benefit
3.I want to check if I have 
outgrown epilepsy.

Positive Intrinsic Motivation
I want to take my drugs and 
avoid the triggers to ensure 
that I will not get seizures. I 
understand why it is helpful 
and I realize it is for my own 
benefit.
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Due to the stigma that surrounds epilepsy it is common practise for people 
with this condition to reject assistance even when it is offered. There are vari-
ous attitudes that you can have toward anti-epileptic drugs and preventing 
seizures.  

We distinguish between positive, negative, intrinsic and extrinsic motiva-
tion to take the AEDs and to avoid the triggers of seizures. We use ACT (Ac-
ceptance and Commitment Therapy) to provide knowledge on epilepsy and 
guidance which helps people with epilepsy to acknowledge and accept the 
condition and understand the need for the treatment.  Once you have the 
positive intrinsic motivation for your treatment, you will be able to take good 
care of yourself independently.  

Question:  
Read the story below and tell us the type of motivation of both the parent and 
their child for the type of treatment they took. 

For my son with epilepsy I put my hopes in a herbalist who gave us a cer-
tain powder. My son would mix it with his food and it seemed to work in the 
beginning. However, after a while the fits came back and his private parts 
started swelling. We had to discontinue this treatment and seek professional 
medical help. 

I joined the Parents Meetings at Youth on the Move and shared my 
experiences. Here we started to realize that we’d wasted a lot of time and 
money seeking a quick fix. This was mainly due to our concern and panic 
because we didn’t have the information we needed. We just relied on what 
people said about the condition and we didn’t check the reliability of that 
information. 

Parent of youth with epilepsy (2012). 



When your child (or any other person) gets a seizure, they can be offered 
support to reduce the burden of it. The type of first aid that needs to be given 
during seizures depends on the type of seizure. With convulsive seizures, the 
person administering the first aid needs to:

1. Stay calm
2.Remove any sharp or harmful objects or move the person away from 
   danger
3.Support or place something soft beneath the head
4.Loosen any tight clothing at the neck
5.Roll the person onto their side (recovery position) when the jerking stops
6.Stay with the person until fully recovered and oriented
7.Seek medical help if the seizure lasts longer than 5 minutes

FIRST AID3.
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Know the don’ts
1. Do not restrain the person when they’re jerking, as it can cause bruises
2. Do not put anything in their mouth, you cannot prevent the per son from 
    biting their tongue           
3. Do not give food or drinks before the person has fully recovered as they 
     might choke on it

If the person experiencing the seizure is in a wheelchair or car seat, they can 
remain seated if secure and safely strapped in.  When the seizure is happening 
it is important to support the head. When the jerking stops and they are still 
unconscious, they can be removed from the seat and rolled onto their side to 
allow excess saliva to come out.  



My parents have 
financed my hospital 
visits and bought the 
required medication. 
They have always 
supported me and 
ensure I do not lack 
medication due to 
financial reasons. It is 
has been costly but 
they know with the 
medication I can go 
about my daily ac-
tivities without them 
worrying too much.

Bernice Mugambi
Kenyan model, nutritionist and 

epilepsy ambassador
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Bernice Mugambi, Kenyan model, nutritionist and epilepsy ambassador
When I first learnt that I had epilepsy I was really disturbed and stressed. I 
did not know much about epilepsy and I thought I would not carry on with 
my daily duties. I was no longer confident about my abilities and I ended up 
in self-pity. It felt like a new life altogether and coming to terms with it was 
quite hard.

Also for my parents it wasn’t an easy time when they heard I have 
epilepsy. This is because nobody in my family has lived with the condition; 
it was a totally new experience. They tried to look composed although one 
could tell they had many unanswered questions hence they sought medical 
help to ensure I lived a normal life. They kept assuring me all would be well, 
and I thank God that they did not give up on me.

Whenever I get a seizure and my parents are nearby, they ensure that 
I lie down safely and stay calm until the seizure ends. They watch out for 
signs before a seizure and hence make me get to a safe place. They are 
very re-assuring after a seizure occurs so as to ensure I do not feel dis-
turbed that a seizure happened.

My parents have financed my hospital visits and bought the required 
medication. They have always supported me and ensure I do not lack medi-
cation due to financial reasons. It is has been costly but they know with the 
medication I can go about my daily activities without them worrying too 
much.

They have helped me accept the condition and they don’t view me as 
different. They still believe in me and encourage me to live a normal life. 
They also encourage me to be cautious of activities I engage in so that 
I don’t trigger attacks and hence cause harm. They have supported my 
education, farming projects and epilepsy awareness projects, meaning that 
they care about me and they would not want a condition to stop me from 
dreaming big.

Whenever I get a seizure 
and my parents are nearby, they 
ensure that I lie down safely and 
stay calm until the seizure ends. 



18.

BRING 
THEM 
UP!

Who determines our lifestyle? While it’s greatly influenced by our personal 
choices, it also depends on the opportunities that others give, the environment 
we live in, as well as our health status. People with epilepsy are not different in 
this respect. They have their own personality and therefore also their unique 
preferences as to how to live their lives. 

Balancing act: what can and can’t?
As a parent you have the responsibility to take good care of your child as long 
as they are minors. But now it’s a question of which duties you can involve 
them in and which ones you need to take on fully.
When it comes to their medical care, it is understandable that they need you 
to provide for the costs involved, just as they need your guidance in remem-
bering to take the treatment and to live a healthy lifestyle that minimizes the 
triggers of seizures. 

But maybe more importantly, they need you to guide them in becoming 
independent and pro-active like any other person. If a parent makes all the 
choices for the child with epilepsy, there is little chance for the child to devel-
op the skills to manage themselves. While this independence is not expected 
to be reached before the age of eighteen, you can start earlier in guiding your 
daughter or son in gaining the skills to independently manage their epilepsy 
well without being limited in their opportunities. 

Their lifestyle doesn’t have to be mainly determined by a condition like epilep-
sy, but by their preferences and opportunities. However, it is useful to recog-
nize that there are ways to reduce the number of seizures by avoiding some of 
the seizure triggers.

LIFESTYLE4.
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There are common triggers that can provoke a seizure, like: 
1. Lack of sleep
2. Stress and excitement
3. Menstruation
4. Missed meals
5. Missed medication
6. Drinking alcohol
7. Taking illicit drugs
8. Flickering lights or patterns
9. Illness (especially diarrhea or vomiting)
10. High body temperature

Some people have very unique triggers, like listening to a special kind of sound 
or eating something specific, among others. Some people get more seizures 
when they drink alcohol. They therefore need to question if the taste and tem-
porary delight of the beer is worth the seizure that it can trigger. 

It’s essential not to let epilepsy take charge of your child’s life. Epilepsy is only 
one of the many factors that determine opportunities and choices in life. The 
talents and desires of people with epilepsy are more important to focus on 
than the challenges faced when having to live with it. For example, it may be 
harder to study for exams, as the stress of it may trigger seizures, but that 
doesn’t mean that a person with epilepsy is not capable of studying. Some-
times it may take extra time to get all the grades, but that doesn’t make it less 
of an opportunity to use their talent to learn and practise a profession. 

It’s important for people with epilepsy to take charge of their lives and for 
parents to give them the encouragement they need to achieve this. Your child 
may feel as if they are a victim but they can live with it as long as they take 
ownership to make the best of it and as long as they get your support in this. If 
you feel that other people are restricting your child’s chances in life, you need 
to guide them to stand up for these rights, which others need to respect. We’ll 
discuss the ways you can stimulate your child to develop this independence 
that enables them to stand on their own two feet. 
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Who Thinks, Chooses, Speaks and Acts?
At this time, who thinks, chooses, speaks and acts for your child with epilepsy? 
Can they do it for themselves, or do they need assistance and let others do it 
for them? 

Let us know who is dominantly thinking, choosing, speaking and acting for 
your daughter or son with epilepsy. Tick the box of the person who is mainly 
taking the responsibility: 

Think Choose Speak Act

Who takes the following activity most often?   Parents  Child

Thinking for the child

Choosing for the child

Speaking for the child

Acting for the child
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While one child with epilepsy can easily learn to make responsible choices, 
someone else may need more practise to achieve the same. One thing is sure: 
each child needs to be allowed to practise these skills without people expect-
ing them to be perfect from the start. We all need to make mistakes to learn 
and grow, and finding someone who can do all things perfectly without any-
thing left to improve will be a hard task indeed. 

We are going to zoom into each of the four activities: the thinking, choos-
ing, speaking and acting, and take a look at how you can assist your daughter 
or son in strengthening each of these skills. 

Thinking: Fact, Opinion, Belief and Assumption
As a parent, you most probably have your preference what your daughter or 
son knows and believes. As children are young, they need your help in learning 
to differentiate facts, opinions, beliefs and assumptions. 

Fact: a thing that is known to be true, especially when it can be proven. 
Synonyms: information, detail, truth, reality, actuality

Opinion: your feelings or thoughts about somebody or something, rather than 
a fact. 
Synonyms: point of view, estimation, judgement, conclusion

Belief: a strong feeling that something or somebody exists or is true; confi-
dence that something or somebody is good or right.
Synonyms: religion, faith, conviction, principle, trust, certainty

Assumption:  this is what we think, believe, imagine; take for granted.

While facts are fixed, opinions are debatable. For youth to develop their in-
dependence, it is very helpful if you encourage them to think for themselves 
about what it is they believe in and to make them feel free to open up about 
it in the presence of other people. This can help them to feel confident about 
themselves and to know that they have the right to have and share their own 
opinion (Article 19 UDHR).

Sometimes parents can feel bad if their child disagrees with their opinion. 
It can make them feel as if their child doesn’t respect them. However, having 
a different opinion doesn’t mean that you don’t respect one another. You can 
agree to disagree and still be amicable. If your child has a different opinion, 
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Values Norms of Stella Norms of Stella’s 
mother

Norms of Stella’s 
boyfriend

Safety I have to abstain 
from sex to avoid 
getting STIs

Stella has to avoid 
contact with her 
boyfriend to avoid 
STIs

Soon I have to sleep 
with Stella to be-
come a real man

Health I need to do sports 
to keep fit

Sports is not im-
portant if she hasn’t 
finished hers stud-
ies. 

Stella doesnt need 
to do sport: she’s 
also healthy if she 
doesn’t

Obedience I need to obey my 
parents, even if I 
don’t agree with 
them.

Our children have 
to obey us, just like 
we have to obey 
our parents.

Stella doesn’t need 
to obey her par-
ents; they are too 
conservative.

Honesty I’m still being hon-
est with my parents 
if I keep my rela-
tionship a secret. I 
don’t need to tell 
them. 

Our children have 
to keep us well 
informed about all 
they do in life as 
long as they live 
with us. 

Stella doesn’t need 
to tell her parents 
about our relation-
ship, not even if 
they ask about it. 

Beauty I need to be thin to 
be beautiful there-
fore I ought not to 
eat too much

Stella is beautiful no 
matter her figure

Stella is beautiful if 
she is slim

you can ask them to give arguments and you can share your counter argu-
ments. This way, you can help one another to shape your views and to develop 
the confidence to share your views in other gatherings. 

Below we give you a model where you see examples of different views of a 
daughter, her mother and the daughter’s boyfriend: 

There can be no peace without understanding.
Senegalese proverb



Everyone has the right to freedom of opinion and expression; this 
right includes freedom to hold opinions without interference and to 

seek, receive and impart information and ideas through any media and 
regardless of frontiers.

Article 19, Universal Declaration of the Human Rights 

 
Thinking is the first step, leading to the next one of choosing. 

Choosing 
What’s the right age for your child to make choices independently? It all 
depends on the type of choice that needs to be made. Take a look at the 
table below and let us know what you allow your child to choose personally 
and what you choose for them. We also ask you to fill in the age when you 
expect to set them free, to give them the power to decide for themselves: 

BRING 
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Choice to make Who decides 
right now?

At what age will 
you allow your 
child to decide?

1. The school to go to

2. The religion to follow

3. The music to listen to

4. The clothes to wear

5. The sports to play

6. The people to befriend

7. The eating habits

8. Where to spend free time

9. The books to read

10. The famous people to admire

11. The doctor to go to

12. The first aid to give during a seizure

13. What time to go to bed

14. Where to live

15. Whether to live independently

16. The person to date and live with

17. Who to talk to

18.The right age to have children

19. What time to come home

20. The current job to do

21. Who will do the household chores

22. When to have sex (for the first time)

23. Which politician to like and support

24. How to spend your money

25. Who will be in charge at home
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There is no fixed correct answer for at what age your child is ready to make 
a decision independently. It depends on more than only your child’s ability to 
make responsible choices by themselves. It is also greatly influenced by your 
ability to give them room to practise the skill of thinking and choosing for 
themselves. 

Whoever makes the choice, the choices are not allowed to discriminate your 
daughter or son on the grounds of their disability (epilepsy is a disability if it 
hinders the child in their usual day-to-day activities). 

Speaking 
Convention on the Rights of the Child, Article 12: When adults are making 
decisions that affect children, children have the right to say what they think 
should happen and have their opinions taken into account.

While each of us, children, youth and adults, have the right to express our 
opinion, it is no exception that we feel too shy to take this opportunity. This 
often happens for various reasons, like: 

1. We are afraid to ask for attention, to ask for others to listen to us
2. We lack the words to express what we want to say
3. We are afraid  to make a mistake in what we say
4. We are afraid  that others will disapprove of what we want to say

If you notice that your child with epilepsy is quiet, then it’s helpful to encour-
age them to talk, which you can do by asking questions like: 

• What do you prefer to do this afternoon?  
• What did you think of the exam you had today?
• How do you feel about the new drugs you’re taking? 
• How do you like the book you’re reading? 
• What do you think about the neighbors’ loud music?  



However, sometimes it’s not enough to only ask questions to stimulate 
them to speak. For example, Andrew feels too insecure to share his 
thoughts: 

Andrew, 12 years old
I love thinking, and I have a big imagination. There are so many 
ideas that I have in my mind. I can’t really express them in words, 
but I can visualize them and sometimes draw them on paper. I am 
afraid to speak, as I get nervous when I can’t find the words to say 
what I want to say. That’s why I prefer to be quiet. I would rather 
listen to what others say while keeping my thoughts and questions 
to myself. I wish I wasn’t silent all the time, but my fear of saying 
something stupid makes me hesitant to open up. I’m afraid they will 
laugh at me if I make a mistake when I’m speaking.   

26.
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Question: finding a solution for Andrew’s fear of speaking
1. What can you as a parent do to stimulate Andrew to speak? 
2. What can Andrew himself do to open up more? 
3. Is there any other person who can help him overcome his fear of speaking 

Improving their vocabulary
Pretty commonly, children and youth with epilepsy lack the words they need 
to express their thoughts, feelings or questions. Some feel free enough to ask 
for assistance to find the right words to speak their mind, while others need 
more guidance and practise to overcome this challenge. 

There are various ways you can help them: 
1. Show your interest in their stories and show appreciation for the moments 
   they speak up
2. Stimulate them to read books and provide a dictionary that they can use to 
    look up words that they don’t know
3. Encourage word games, like scrabble and crossword puzzles 
4. If you feel that your child doesn’t understand something that has just been 
    said, ask them if they need clarification
5. Remind them that nobody is perfect, that every genius starts from scratch
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Acting
After all the thinking, choosing and speaking, there’s a very important task left: 
acting! Who is the best person to act for the daughter or son with epilepsy? 
Is it you as a parent? Or is it your child themselves? Here is a list to make your 
personal choice: 
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Responsibility to take Who does it 
now?  

At what age 
will you allow 
your child to 
do it?

1.Cleaning the house and compound

2. Doing homework

3. Making appointments with the doctor

4. Buying the drugs

5. Earning an income

6. Making friends

7. Preparing food

8. Getting books to read

9. Selecting the channel to watch

10. Informing people about their epilepsy

11. Bathing

12.Paying for health services

13.  Going to bed

14. Asking for first aid if a seizure occurs

15. Deciding whether or not to swim

16. Asking someone for a date

17. Informing the doctor about the side-effects 
of the drugs

18. Voting during elections

19. Saving money

20. Investing in a business 
21.Asking for clarification about epilepsy

22. When to have sex (for the first time)

22. Driving the car

23. Giving a speech at a family gathering

24. Taking the tablets
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Just as there were no fixed answers about when your daughter or son with 
epilepsy can make decisions for themselves, there’s also no right answer as 
to when they can perform certain actions independently. Here the same 
applies: by allowing your daughter or son to practise skills, they will have 
more opportunity to grow as a person and to develop their ability to take 
care of themselves. However, just like any child and youth, they need your 
eye and correction when you see that they are doing something that has 
more risks involved than possible benefits.

Read the story below and tell us what the solution is for Nancy and her 
mother

Nancy, 23 years old

My mom is the sweetest mom in the world and I admire her a lot. I know 
she lives for me; she really cares about me and wants to make sure that I 
have the best options. We are so close that we even don’t have to speak to 
know what the other is thinking. I love her so much. 

There is just one problem: I always allow her to choose and speak for 
me. If someone asks me a question, it’s my mom who answers for me. If 
I need to make a decision, she tells me what to do rather than giving me 
advice. Where does this take me? I depend on her to think and choose 
for me; it has made me feel insecure when I need to decide for myself. 
I’m scared and feel too shy to tell her that I want to choose for myself. I 
am afraid that I’ll make mistakes and that she won’t be happy. I don’t want 
to disappoint her. So I’m doing what she advises me; I’m now following a 
course to open a hair salon even though I prefer to start a kiosk. I don’t 
dare to disagree with her advice, especially because she’s paying the fees.

Everybody is a genius, but if you judge a fish by its ability to climb a 
tree, it will spend its whole life believing that it is stupid.

Albert Einstein
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Stuck 
Cycle

My parents 
think, choose, 
speak and act 

for me

I expect my 
parents to 

think,
choose, speak 
and act for me 

I miss to practise 
skills to think, 
choose, speak 

and act for 
myself 

I take the 
help of my 

parents 

Growth 
Cycle

I think, 
choose, 

speak and 
act for 
myself

My parents 
approve the 
right choices 

and correct the 
ones that they 
consider risky

I continue prac-
tising skills to 
think, choose, 
speak and act 

for myself 

I strengthen my 
independence 

by making 
responsible 

choices
speak and act 

for myself
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George Bernard Shaw once said that ‘the only man who behaves sensibly is 
my tailor; he takes my measurements anew each time he sees me. The rest 
go on with their old measurements and expect me to fit them.’ This nicely 
enlightens us about the importance of constantly being conscious of the 
growth of children and youth with epilepsy. If they couldn’t do something 
yesterday, then it doesn’t have to mean they are still incapable of doing it 
today. They develop and change, and therefore it is important to adjust their 
opportunities according to their capacity.

Allan Okello, Kenya 
From the first day I had epilepsy, my parents stood by me to find the best 
way to deal with the seizures. I remember doctors gave me injections at 
the hospital, but another doctor saw it wasn’t working and gave me an 
Anti-Epileptic Drug called Phenobarbital which reduced the number of 
seizures. On seeing this, my parents thought I was cured and stopped 
giving me the drugs, not expecting the seizures to come back. 

However, they did come back. They used to come at night alone, 
but later they started occurring in daytime as well. As a class eight pupil 
I had a seizure when we were all sitting watching television at home. 
I suddenly stood up from where I was, saliva was pouring out of my 
mouth and I collapsed in a few minutes which caused a huge panic. An-
other seizure came when I was in form four; I wandered unconsciously 
from my seat and held my stomach till I collapsed. The teacher instruct-
ed my classmates to carry me home. My mom attended to me and later 
informed my father. They decided to take me to an epilepsy clinic the 
next day where I was put on medication again. My parents used to re-
mind me to take the drugs but they’ve stopped doing that, knowing that 
I’m a grown up and that I understand the consequences of not taking 
them. 

I believe they felt embarrassed about my epilepsy, which made them 
hide it from everyone. It still feels like they treat me like an egg--they 
are more cautious with me than with the rest of my siblings. They know 
stress is one of the triggers of my seizures and that’s why they some-
times talk about some issues behind my back to prevent me from expe-
riencing stress and getting a seizure. But fortunately they give me more 
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freedom than before. I appreciate the way they are concerned about 
my well-being. 

I joined Youth on the Move and I can say it has been very good to 
me. To me this was like home, the Movers there were like my brothers 
and sisters. The place gave me a lot of encouragement and I discovered 
that I could live life like any other person despite my epilepsy. Thanks to 
them I am now writing articles on computers earning some money for 
myself.

As a leader I have always endeavored to listen 
to what each and every person had to say in a 
discussion before venturing my own opinion. 

Nelson Mandela

I joined Youth on the 
Move and I can say it 
has been very good to 
me. To me this was like 
home, the Movers there 
were like my brothers 
and sisters. The place 
gave me a lot of en-
couragement and I dis-
covered that I could live 
life like any other person 
despite my epilepsy. 

Allan Okello
Kenyan youth living with

epilepsy



Convention on the rights of the Child, Article 14: Children have the right 
to think and believe what they want and to practise their religion, as long 
as they are not stopping other people from enjoying their rights. Parents 
should help guide their children in these matters. 

As people grow up they are socialized into various spiritual and moral beliefs. 
For every faith and belief, there are views of epilepsy which have an impact 
on the way people relate to it. While some religions view epilepsy as a curse, 
others view people with epilepsy as divine spirits. Whereas many religious 
leaders encourage their members to seek medical assistance from conven-
tional doctors, some prohibit or discourage their members from seeking 
conventional treatment and encourage them to solely seek spiritual guidance 
instead. 

Religious institutions sometimes offer more services than only spiritual 
guidance. Some religious institutions run their own schools and clinics that 
assist in creating awareness about health issues. In this way they greatly con-
tribute to the quality of health of their members. 

Some people make use of both conventional and religious intervention: 
they take the treatment as prescribed by the doctor while they also ask their 
pastor or a faith healer to pray for God’s intervention. In some cases, faith 
healers claim to heal epilepsy and discourage the use of anti-epileptic drugs, 
which can put the health of people with epilepsy at risk. Seizures can come 
back more intensely than before if the person with epilepsy abruptly quits 
using their drugs without their doctor’s consent. 

Dorothy Achieng Otieno, mother of Atito who lives with epilepsy

For the treatment of my son’s epilepsy, I used to apply pig fat on his face 
and on his body. I was told that it would chase away the demons. I also 
went to a traditional healer for children and we were given herbal drugs, 
but nothing changed at all. 

I’d hit my son with a Bible on his head if he got a seizure, in the hope of 

FAITH & BELIEF5.
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chasing the evil spirits away. We even went to Mombasa to wash him, where 
people also slaughtered a chicken as he was asked to jump over the blood. 
That didn’t make any difference either. We found the solution at the Kenyatta 
National Hospital where my son was given Anti-Epileptic Drugs. These have 
made a great change, as the number of seizures have been reduced.  

Question: 
How do you respond when people encourage you to pray or seek alternative 
treatment if your child has seizures?

Get out of
my son you evil 

spirit!

tw
aff

!
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Universal Declaration for the Human Rights, Article 26.1: Everyone has the 
right to education. Education shall be free, at least in the elementary and 
fundamental stages. Elementary education shall be compulsory. Technical 
and professional education shall be made generally available and higher 
education shall be equally accessible to all on the basis of merit.

Education is the key to empowerment, which helps people to become 
independent. Therefore it’s very important for each of us to have the 
chance to go to school. Both children and youth have the right to educa-
tion. 

Schools are required to give equal opportunity to attend classes to all 
children and youth. This means that they are not allowed to deny anyone 
admission because of their epilepsy. However, when teachers feel some-
one needs extra assistance in their education, they may refer them to a 
special school. 

If your daughter or son is hindered in their day-to-day activities due 
to their epilepsy, they have the right to access educational institutions 
and facilities that are integrated into society with their interests (Article 
24, CRPD). This means that the government has a responsibility to provide 
you with the opportunity to attend a school where they can give you the 
right assistance during seizures and also where you have the opportunity 
to get a good education. 

EDUCATION6.

Wealth, if you use it, comes to an end; learning, if you use it, increases. 
Swahili proverb

Education is our passport to the future, for tomorrow belongs to the people 
who prepare for it today. 

Malcolm X
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Let’s take a look at Mutwiri, who knows that he has the right to education: 

Mutwiri wants to go to school, but his father wants him to stay home be-
cause of his seizures. 
Dad: Mutwiri, you had better not go to school, you may get a seizure 
again. People will gossip about the wrongdoings of our family. 
Mutwiri: But I need to go to school to learn, otherwise I won’t pass the 
exams. 
Dad: No! It would be an embarrassment if you get a seizure and everyone 
watches.
Mutwiri: But it’s my right to go to school, and it’s my teachers’ duty to 
give me first aid if I have a seizure at school. I don’t think my epilepsy is 
an embarrassment, it’s not our choice and it’s not our wrongdoing, it can 
happen to anyone. 
Dad: Yes, but it’s also your right to be protected from harm. It’s too much 
of a risk to you if you go to school while you can have a seizure. You’re 
not sure if people will assist you during the seizure.
Mutwiri: We can speak with the teacher and tell them how they can help 
me during the seizure. I can go to school together with my friend Sam, if I 
have a seizure we know that he will help me. 
Dad: Well, let’s see what the teacher has to say. Let’s consult them next 
week to find the best solution where we do not take too many risks.

Recommendations for Education with Epilepsy
People with epilepsy can usually go to any school. Only in severe cases 
of epilepsy they may need to go to a special school where they are ex-
perienced in how to offer the right guidance for their learning. We rec-
ommend that parents encourage their daughter or son with epilepsy to 
attend classes like any other child. School is the place to be exposed to 
social interaction and knowledge that they strongly need for their per-
sonal growth. 

1. Promote learning
In some cases, children and youth with epilepsy don’t show their motiva-
tion to learn. This can have various reasons, like being afraid of getting 
a seizure at school, or being afraid of being bullied for having epilepsy.  
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They need your guidance to overcome this fear.  Make them realize that they 
are all equal; that each child has their strengths and weaknesses and that 
epilepsy is only a small part of their whole being. Eleanor Roosevelt once said, 
‘no one can make you feel inferior without your consent,’ and that also counts 
for them. They decide whether or not they let anyone make them feel em-
barrassed for who they are.  Epilepsy doesn’t make them less worthy, and it 
doesn’t make them less nice to be friends with.  

2. Make sure schools allow children and youth with epilepsy
In some cases, a school may deny children the opportunity to attend when 
they become aware of their epilepsy. However, everyone has the right to edu-
cation and not to be discriminated against due to their epilepsy. 

The only thing a school can do is advise your daughter or son to attend a 
special school where they are more experienced in attending to children and 
youth who need more guidance.  If you disagree, you can ask for a social 
worker to join in the talk with the school and support you in coming to an 
agreement about your child’s ability to join in. 

3. Inform teachers about how they can offer support during a seizure
Once your daughter or son has been admitted to a school, it’s very much 
advisable to inform the teacher and head teacher about their condition. It will 
especially be helpful to advise them to treat your daughter or son the way 
they treat any other child, while bearing in mind that they may need some 
extra encouragement to have the confidence that they can make it. 

You can also ask the teacher to allow your daughter or son to share their ex-
perience with epilepsy with the class and to inform the classmates about how 
they can help during and after a seizure, but also on any other day when they 
are seizure free, and that is by treating them like any other person. 

This can greatly help in reducing the stigma surrounding children with 
epilepsy, and in developing the courage among the classmates and teachers 
to offer first aid and befriend people with epilepsy, which can greatly reduce 
the feeling of humiliation that (some) children with epilepsy experience when 
handling their seizures in public. 

4. Encourage confidence, allow trial-and-error
It may happen that your daughter or son doesn’t want to go to school out of 
fear that they will fail their exams. They may think they are more productive at 
home where they will not be exposed to of the possibility of failure. In these 
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cases it will help to make them understand that each person has their own 
speed of learning. While one person can quickly learn exam material, another 
person needs more time. This doesn’t make the slow learner less worthy or 
less smart. Focus on what they do well, rather than paying attention to their 
failures. 

You can remind them that a seizure only takes a small part of their lives 
and that they can perfectly play and study like any other during the many 
hours, days and weeks when they don’t have a seizure. Just like anyone else, 
they need to make an effort to gain knowledge and skills to become indepen-
dent. 

5. Give extra time for their learning
In many cases a person with epilepsy can 
follow the pace of the class and perform 
well. However, epilepsy may affect their 
concentration or memory. This wouldn’t 
mean that they are less smart, but that 
they need some extra time to complete 
their work. 

It may also be the case that their 
fear of getting a seizure causes them to 
be anxious, which in turn can trigger the 
seizure. Giving them permission to repeat 
exams or homework may make them feel more at ease, which in turn can pre-
vent the seizure from coming and even increase their pace and make them to 
finish the work on time, just like any other classmate. 

6. Involve youth with epilepsy in decisions about their education for their 
future career 
When your daughter or son is ready to learn a profession, who chooses the 
career they can prepare themselves for? It often happens that parents choose 
the profession for their child, without really knowing whether that is their per-
sonal preference as well. In this case, the child won’t have the intrinsic motiva-
tion they would have had if they had personally chosen their profession. 

Therefore we highly recommend giving your daughter or son the choice, 
as you guide them in selecting a profession that gives them a good opportu-
nity to find a job or start their own business after their education. 
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Case study, brought in by one of the parents at Youth on the Move:
“My son is in primary school but I have never told the school administration 
of his condition because his seizures mostly come at night. I prefer to keep 
it a secret to avoid any negative consequences.”

Questions:
1. What could be the negative consequences of informing the school about 
    your child’s epilepsy? 
2. What are the benefits of informing the school?
3. What would you advise the parent to do?

Not informing the school about your child’s epilepsy means that your child 
also needs to keep it a secret. This can give them the feeling that something 
is wrong with them that they need to be ashamed of. Walking around with 
this secret can make your daughter or son feel more burdened, not being 
able to share their experience and being limited in asking for the support they 
need to come to terms with the fact that they have the condition. 

Angel, 15 years old: When I developed epilepsy at the age of five, my par-
ents didn’t want me to tell others, as they were afraid that people would 
conclude that I’m affected by evil spirits. But I was lucky to have a classmate 
with the same condition who openly talked about it. The teacher even set 
aside a moment for him to tell us what happens to him during a seizure and 
how we can assist him. The teacher told us there was no reason to treat 
him differently, as he is like any one of us. She explained that epilepsy is a 
brain condition that can happen to anyone and that we can still be friends 
with him and play with him. They didn’t realize how much it relieved me. I 
decided to open up to her. My teacher approached my parents and helped 
them get the confidence to allow me to speak up about it. 

Question:  
What do you do when you find out that your child is being bullied at school? 
Read Ria’s story below and tell us what you advise parents to do in such a 
situation. 
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Ria Grove Booysens, South Africa 
When I went to boarding school everything was new and exciting – ini-
tiation, trials for athletics, netball etc. Lichtenburg High School was a big 
school and competition was fierce. In Grade 9, I had my first seizure. I 
cannot remember much about it. When I came around, I obviously did not 
know where I was or what had happened. It felt like I had been hit by a 
train. My body was very sore. My parents took me to the doctor, and there 
I heard about epilepsy for the first time. This was not something I wanted. I 
knew it would change my life. Although I didn’t yet fully understand every-
thing, I had already decided: I do not deserve this. Why is this happening 
to me? I had my second seizure at school. Nothing could have prepared 
me for the reaction from my friends and the other children. I really did not 
expect that they could be so insensitive, brutal almost. First, they stared in 
silence; then they began to laugh loudly. I was completely blind-sided and 
did not know which way to turn. I wanted to get away, I was embarrassed, 
humiliated, sad, and worst of all, angry. Everything was a total mess; my life 
was upside down. I had been a leader and the other children looked up to 
me, and suddenly I was being mocked. I felt so inferior. I just could not live 
with it so my parents let me move to another school. This was the biggest 
mistake I could make. I “ran away” because I had so much built up guilt. I 
should have looked people in the eye, but I could not. I should have car-
ried on with my life, but I could not. Eventually, I ran aimlessly for 21 years. 

My life changed the day I contacted a woman I call my guardian angel. 
She made me realise that I must not let epilepsy hold me back, that I must 
use my God-given talent to tell people how special each individual is. I 
realised with a shock that my pain and hurt were not really what I thought 
they were. When I heard I had epilepsy, I believed I was being punished 
for something I had done wrong. I used to lie awake at night and think 
about my life. Was I nasty to my friend, or was I unfair to take someone to 
the principal’s office? I kept looking for and finding reasons that I deserved 
epilepsy. My life’s decisions show that I believed I wasn’t worthy. What I did 
not realise is that epilepsy is a medical condition that can be controlled. 
My experience that morning at school was my pain, and other people’s 
“bad acts” projected on me. I had done nothing wrong! When I realised 
this, it was the most wonderful feeling. I can now live the life God intended 
for me because I have moved out of the shadow of guilt. I work as a moti-
vational speaker because I have taken control of my life, of epilepsy and of 
all negatively projected pain.
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Article 24, CRPD: Persons with disabilities have the right to work on an 
equal basis with others; this includes the right to the opportunity to gain 
a living by work freely chosen or accepted in a labour market and work 
environment that is open, inclusive and accessible to persons with disabili-
ties.

Who needs to take care of your daughter or son with epilepsy once they’ve 
become adults? It often happens that people keep on treating them like 
children, which stimulates them to stay home rather than to get out of the 
house and work. But most people with epilepsy can work just like anyone 
else and therefore have equal rights to be employed or start their own 
business. 

It’s the responsibility of the government to provide equal opportunities 
for appointment, training and advancement at all levels of public service. 
They also need to promote employment in the private sector and ensure 
that reasonable accommodation is provided in the workplace (CRPD, Article 
27).

What work can your daughter or son with epilepsy do? 
As a parent you can advise your child to avoid jobs that are too risky in case 
of a seizure. If they know that they can get a seizure at any time, then it will 
be risky for them to be a driver or to work in construction at great heights. 
Imagine if they’re doing construction on the 15th floor and they collapse 
due to the seizure. Or they’re on the highway and they get a seizure before 
they get the chance to park the car-- they would not only risk their own 
life, but also the lives of others. However, if they know that theyyou only 
get seizures at night, then it shouldn’t be a problem to do these jobs in the 
daytime. 

Wealth, if you use it, comes to an end; learning, 
if you use it, increases. 

Swahili proverb

WORK7.
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Here’s a check list that can help them to assess the suitability of their work:
1. The place of work is safe (they and their colleagues won’t be at risk in case 
    of a seizure)
2. The work doesn’t have triggers for their seizures such as:

a. Too much stress
b. Sunlight (which can cause overheating)
c. Lack of sleep due to long working days

3. Their duties and responsibilities can be postponed or taken 
    over by someone else if a seizure occurs

We encourage parents to support their daughter or son where possible to get 
educated for the job they prefer. Combining education and volunteer work will 
help them broaden their network and improve on their skills. This will in turn 
make it easier for them to find a job.

Safety and reasonable accommodation at work
Their employer is expected to ensure safety and a work environment that is 
open and accessible to persons with physical challenges. According to the 
Convention of the Rights of Persons with Disabilities, appropriate changes 
need to be made to ensure that persons with physical challenges can enjoy 
and exercise their duties on an equal basis with others. 

Questions: 
1. At what age do you expect your daughter or son to be ready to work?
2. At what age do you expect your daughter or son to be financially indepen
   dent? 
3. What support can you offer in their search for work?
4. What will you do if your daughter or son is offered a job that is risky with    
    their epilepsy? 
5. What will you do if you notice that your daughter or son has a job, but gets 
    underpaid?
6. What will you do if you see that your daughter or son is stressed and fa
    tigued of their work, which can trigger their seizures?
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DATING8.
Dating is for some parents still a challenging topic to discuss with their chil-
dren. When do you start allowing them to date? And when will you start talk-
ing about the way they need to behave with their date? 

The Universal Declaration of the Human Rights states that everyone 
(which includes people with epilepsy), is born equal in dignity and rights. This 
means that people with epilepsy also have the right to be treated equally. 

Just like anyone else, they have the right to decide whether they want to 
be close with someone, and they have the choice to allow or deny intimacy, as 
long as the intimate act is allowed at their age. Sex, for example, is not allowed 
below the age of eighteen in Kenya, and it is also a crime for someone above 
eighteen to have sex with a minor. 

But there are more ways to be intimate, like having a deep talk or holding 
hands. Let’s take a look at the list below and tell us from what age you’d ap-
prove of your daughter or son doing these intimate things with their date: 

Intimate action What age do you think 
they will start doing it?

What age will you start 
allowing it?

Exchanging letters

Sending text messages

Chatting online

Sharing pictures via 
mobile or internet

Deep talks

Hugging

Kissing

Going for testing with 
their partner

Making love

Walking hand in hand

Making love
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Motive for dating I encourage I discourage

To feel worthy

To avoid boredom

Out of curiosity

To build a friendship that can change into 
a stable relationship

To receive love

To find someone to marry

Because all their friends are already dat-
ing

To be needed by someone

For the thrill of it

To get financial stability

To have sex

Because they couldn’t refuse the invita-
tion

To find someone who cares about them

To get a place where they can stay

Whatever age you prefer your daughter or son to become intimate with their 
partner, there is no reason to let epilepsy be an excuse to disapprove of their 
dating. The fact is that your daughter or son is legally an adult from the age 
of 18 (in most countries), which allows them to make decisions for themselves, 
including for their love life. 

Motives for dating
What motivates people to date? Is it because they feel specifically attracted to 
the person they date, or is there any other reason? We give you various rea-
sons that can motivate your daughter or son to date, tick below which motives 
you encourage and which ones you discourage.  
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Motive for dating I encourage I discourage

Out of attraction to the other person

Out of love for the other person

To have fun with the date

To have a purpose in life

As a parent you can help your child realize that people can have different rea-
sons to go for a date. While some do it with the intention to build a friendship 
that can lead to a stable relationship, others do it simply for the fun and the 
desire to have sex and without any strings attached.  

Most important is that they don’t do it with unrealistic hopes or out of peer 
pressure, to feel valued among their friends. We encourage you to help them 
realize that dating is not a necessity to feel worthy; they count even without 
having a date, even if most of their friends already have a partner. Your talk 
with them can encourage them to avoid having a relationship that is not based 
on true love, but based on peer pressure or the desire to be loved by some-
one, to feel valued and worthy.

Informing the date about epilepsy
It often happens that youth with epilepsy fear being left by their date if they 
opened up about their epilepsy. That can make them decide to keep it a se-
cret. However, this can prevent the date from knowing what to do if a seizure 
occured. Therefore we recommend that you encourage them to be open 
about their condition. If their date leaves because of their epilepsy, they also 
know that the date wasn’t as serious as they may have hoped. If your child 
gets left by their date because of their epilepsy and they feel free enough to 
share this with you, then they may need your support to maintain their self-
esteem and confidence and to realize that this doesn’t make them less valu-
able. 

Question:   What moment would you encourage your daughter or son to open    
                   up to their date about epilepsy? 
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Intimacy vs Intimidation: setting boundaries
One of the very important skills to teach your daughter or son is to under-
stand the difference between intimacy and intimidation, as it’s understandably 
necessary for them to learn how to prevent the latter. 
Intimacy is being close out of your own choice whereas intimidation is being 
harassed by someone. Intimidation is not allowed by law - nobody is allowed 
to get intimate with someone against their will. If someone begins to get 
physically close with your daughter or son against their will, they can firstly be 
assertive and speak up about their boundary, by saying, for example: 
1. I like you as my friend, but I don’t want you to touch my thighs.
2. I know that the bus is full, but I still don’t want you to hang so much 
    over my shoulders.
3. I think you are standing very close to me, l prefer more distance.
4. I know we are “brothers and sisters in Christ”, but you don’t have to      
    hug me.
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The person who came too close may apologize and not repeat the behav-
ior, or they may decide to do it again. If it happens again, it’s important to be 
more clear and firm in the statement. People’s boundaries must be respected 
regardless of others’ opinions. 

They need you as a role model to learn how to set boundaries, which 
means that they also need to see you setting boundaries when people cross 
your limits. On the other hand, they also need to see you respecting the 
boundaries of others. 

Question:  
1. How would you react if you see or think that someone is overstepping the 
   boundary of your daughter or son? 
2. What will you do if you see that your daughter or son is in a relationship  
    that brings them more sadness than happiness? 
 
If you see your daughter or son in acute danger without the ability to stand 
up for themselves, it is obviously best to offer assistance. However, in other 
cases it will be most helpful if you encourage and guide them in their ability to 
stand up for themselves. 
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Who educates your child about sex? Yes No

1. Mother

2. Father

3. Aunt

4. Uncle

5. Their date

6. A close friend of yours

7. Friends of your child

8. The house help

9. Sister

10. Brother

11. Religious leaders

12. Neighbors

13. Teacher from primary school

14. Teacher from secondary school

15. Support group

16. Classmates

17. Television

18. Radio

When your daughter or son is eighteen or older, they have the right to choose 
when they want to have sex, how to prevent STIs and pregnancies and when 
to become a parent. However, who is responsible to provide them with the 
information that can help them to make wise decisions? Tick below the people 
who you think are the right ones to educate your child about sex:  

FAMILY PLANNING9.
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Some parents still feel uncomfortable talking with their daughter or son about 
sexual matters-- on what the right moment is to have sex (for the first time), 
as well as how to prevent pregnancies and STIs. They may prefer to leave the 
responsibility to someone else or wait for the child to ask questions rather than 
taking the initiative in talking about it. 

The risk you take as a parent in such a situation is that they feel too shy to 
ask or look for information; they may need your assistance in finding out more 
about the topic. You can do this for example when you are watching television 
together and the topic is tackled in a programme, or when you see an article 
about it in the paper, or you hear people talking about it on the radio. These 
are good excuses to discuss what you hear, so that you can use them as ex-
amples of how (not) to behave. 

It can also happen that you as a parent feel too shy to start the talk, but 
your daughter or son starts asking you questions. If you don’t know the an-
swers well, we encourage you to be honest with them that you also still have 
to learn more about it. Together you can look up information and read about 
it. It isn’t a crime to lack information, and it is more helpful to study it then, 

Who educates your child about sex? Yes No

19. Magazines

20. Books

21. General Practitioner

22. The epilepsy specialist

23. Nurse

24. Social Worker

25. Counselor at a VCT-centre

50.
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instead of postponing it and not providing the right information to your child. 
If you cannot find the information you’re looking for, we encourage you 

to visit your doctor and ask them questions, as their role is also to share infor-
mation about how you and your child can take good care of your health. 

Question: 
1.  How do you respond if your daughter or son asks you a question about 
    sex?
2. What do you answer if you don’t have the information on the topic they ask 
    you about?
3. How open are you if they ask you about your personal experience?

Protection from pregnancy
Read below the story of Roselynne, a woman with epilepsy, about the way 
she was informed about sex by her parents and the community. 

Roselynne, living with epilepsy and mother since the age of 22
Growing up, Roselynne, who had her first epileptic seizure at the age of 
nine, had always known that she could not bear children. That’s what ev-
eryone in her community had always told her, and she believed it. So when, 
at the age of 22 she discovered she was pregnant, the news caught her by 
complete surprise.

“Even after I missed my period, I did not think much of it since I knew 
there was no way I could be pregnant. But a few weeks later and still no 
period, I decided to take a pregnancy test. When the results came back 
positive, I informed my parents. But they did not believe it and made me 
take three different pregnancy tests. But each time the results were the 
same – positive.”
      Still hesitant to accept the positive results, her parents told her to 
continue waiting for her period. But when two months passed and still no 
period, they decided to take her to a private hospital for yet another preg-
nancy test. The results were positive. This time they had no choice but to 
face the reality that their daughter was pregnant.

If your daughter or son doesn’t feel ready to have children, they need protec-
tion from pregnancy as much as anyone else. They can decide to abstain from 
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Even though they all work to prevent pregnancy, it is only the first that can 
also prevent infection from STIs (Sexually Transmitted Infections). The last four 
options can be used in a relationship where the couple is faithful and don’t 
sleep with other people.

Unplanned pregnancy
It can happen that your child had unprotected sex, or they used a condom, 
but it broke. In such a case the woman may conceive within the first 72 hours 
after the intercourse.

In such cases there are various measures the woman can take to avoid an 
unplanned and unwanted pregnancy. One of the options is the emergency 
contraceptive, which must be taken within 120 hours after sexual intercourse.

If no action is taken within the first 120 hours, then there is only the option 
of abortion to end the pregnancy in countries and situations where it is legally 
accepted. In some countries abortion is allowed (like in South Africa, up to 13 
weeks of pregnancy) while in other countries it is prohibited, or only allowed 
under certain circumstances. For example, the Kenyan Constitution doesn’t al-
low abortion unless emergency treatment is needed in the opinion of a trained 
health professional or the life or health of the mother is in danger (Article 26.4 
CoK).

sex until they feel ready to have children. But if they choose not to abstain, 
they have various ways to prevent pregnancy: 
1. Male or female condom
2. Contraceptive coil (IUD, intrauterine device)
3. Contraceptive pill
4. Contraceptive injection
5. Avoiding sex during the fertile days 



Social interaction is one of the most important needs in life. Social interaction 
is what we all need to enjoy all our other rights, such as the right to have a 
family, the right to express our opinion and the right to receive an education.

Epilepsy is not a reason for your daughter or son to be excluded from 
social gatherings. People with epilepsy can participate in education, sports, 
religious meetings and all other sorts of social gatherings just like anyone else. 
Their condition doesn’t take away their right to take part in these meetings. 
The right to community integration is even specifically protected in the Inter-
national Bill of Rights. 

Whose responsibility is it then to ensure that your child can participate in 
social gatherings? Is it the government’s, the parents’, people without epilep-
sy’s, or is it people with epilepsy’s responsibility? Tick your opinion below, let 
us know who you’d make responsible for ensuring your daughter or son with 
epilepsy mingles with other people to prevent their social isolation:  

SOCIALIZATION10.

Who is responsible for the socialization of your child? Yes No

1. Themselves

2. Mother

3. Father

4. Aunt

5. Uncle

6. Their date

7. A close friend of yours

8. The house help

9. Friends of your child

10. Siblings

11. Religious leader / institution

12. Fellow or support groups

13. Neighbor
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Who is responsible for the socialization of your child? Yes No

14. Their sports team

15. Teacher / school

16. Media (TV, radio, paper, social media)

17. Classmates

18. The epilepsy specialist

19. Social worker

20. Colleague

According to the Universal Declaration of Human Rights, all people have the 
right to be treated equally. Therefore, people with epilepsy need to be given 
the chance to be socially active as much as anyone else. Secondly, other 
people have a responsibility not to deny their attempts to take part in social 
events. It can even be helpful to offer assistance: to encourage people with 
epilepsy who feel insecure or shy in taking this step of making friends. 

We mentioned earlier that in some cases people with epilepsy are encour-
aged to stay indoors, as the family may feel embarrassed about their condition. 
This is not allowed since every person has the right to freedom (UDHR, Article 
3). If it’s difficult to convince your family to be open about your child’s condi-
tion and they still want to hide them, we encourage you to seek advice from 
the doctor and maybe even counselors. They can assist in making these family 
members believe and feel that the family doesn’t have to feel embarrassed 
about your child with epilepsy and that equal participation in social activities is 
their need and right like for any person. 

Another reason that your daughter or son might stay in is their low self-
esteem due to their seizures. This may make them feel insecure about going 
outdoors and taking the initiative to socialize. According to the CRPD (article 
26), the government is responsible for taking effective and appropriate mea-
sures. This includes peer support to enable persons with disabilities to at-
tain and maintain maximum independence and full inclusion and participation 
in all aspects of their life. Fortunately, there are various local initiatives that 
people with epilepsy can take part in and get the encouragement they need to 
overcome the challenges and take part in social interactions. We highly recom-
mend that you allow your daughter or son with epilepsy to join in these sup-
port groups to be fully included in the community. 
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How would you like to see your daughter or son? As a dependent of yours, 
or would you be proud of them being independent? It’s a fact that the 
chance is bigger that your child will outlive you and will need to be able to 
rely on themselves. For that they will need your support to develop their 
life skills to think, choose, speak and act for themselves. 

Gloria Steinem, an activist for the rights of women, speaks of interdepen-
dence where we are mutually dependent and supportive: 

“It is as if we had natural stages of dependence as children, independence 
as young people, interdependence as we grow wiser. And I think that 
happens to social justice movements, too. So perhaps we can begin to 
see the ways that we are, in fact, not ranked but linked. Yes, we’ve been 
through dependence. Yes, we’ve been through independence. But now 
we can hope for interdependence.” 

Gloria Steinem, 2012

See below a description of each of the three relationships that you can 
develop between you and your child. 

Dependence:    Your child fully relies on you and is controlled by your 
                         decisions and actions.
Independence:  Your child can think, choose, speak and act for them  
                         selves; they don’t depend on you or someone else for   
                         their livelihood. 
Interdependence:  You and your child support each other and depend 
                              on each other. 

As you raise your child, you can choose different parenting styles, like the 
autocratic, democratic and delegative style. Sometimes a parent always 
chooses the same style, but they can also change the style per situation, 
according to what they think their daughter or son can handle. 

INDEPENDENCE11.



56.

BRING 
THEM 
UP!

Let’s take a look what each style exactly means: 

Autocratic parenting:  You tell them what to do; you do not in  
                                    volve them in decision-making.
Democratic parenting: You discuss the options together and 
                                    make a decision together.
Delegative parenting:   You set your daughter or son free to 
                                     make decisions for themselves. 

                                     Effects of Parenting Styles

Autocratic Parenting Style
In most cases, autocratic parenting leads to your child being dependent. They 
can either give in and feel comfortable with it, or they feel caged and become 
radical in claiming their freedom, pushing for their independence. Often, when 
people have been dependent on their parents, they need to take some dis-
tance to be able to unlearn the dependency attitude and to practise the skills 
of thinking, choosing, speaking and acting for themselves. This doesn’t have 

Parenting 
Style

Aimed 
Relation-

ship

Autocratic
 Parenting

Democratic 
Parenting

Delegative
Parenting

Dependence Inter-
dependence

Independence
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of child

Giving 
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Rebel-
ling

Giving 
in

Rebel-
ling

Giving 
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to mean that they will abandon or disapprove of their parents. It also doesn’t 
mean that they have stopped loving them.  It usually means that they need the 
space to practise their skills instead of staying in the comfort zone where their 
parents can easily take over again. 

Democratic Parenting Style
A parent can also stimulate their daughter or son to be involved in decision-
making and to participate as an equal. This is called the democratic parenting 
style. Usually their child gives in, but it can also happen that they feel more 
comfortable if their parents think, choose, speak and act for them, as they can 
even push the parent to do this. This means that they rebel against their par-
ents’ chosen democratic style. 

As a parent you can respond by explaining that they need to learn to be 
more independent, that they need to be able to act for themselves when you 
are not there. It can make them feel safe if you explain that you are always 
there to give advice and to support them if necessary. 
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Delegative Parenting Style
The last option is that you completely delegate choices and actions to your 
daughter or son and allow them to make decisions independently. While 
one child can embrace and handle it well, others may also rebel against it 
and demand that you choose for them or at least be involved in the deci-
sion-making. 

Mama Charles, Kenya
Parents need to understand that their children need to grow. The growth 
will depend on how they nurture their children. We need to set them free 
to make independent decisions. I used to be very protective of my son, 
but now I realize that this isn’t helping him. He can now do whatever he 
wants to, I only don’t allow him to be near the fire when I prepare the fish 
I’m selling. Last year he fell in the fire and burnt himself. I don’t want this to 
happen again.
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Questions: 
1. What parenting style do you think your child likes most?
2. What parenting style do you apply most?
3. What has been the result so far?
4. Which parenting style would you advise others to use?
5. Read the story below and let us know what parenting style Zaytoon’s 
    parents applied and how Zaytoon dealt with it.
 

Zaytoon Hartley, South Africa
It was in 2003 during Ramadan when the doctor confirmed I have epilepsy. 
I was 14 years of age when I had my first seizure in the early hours of the 
morning. My parents and family took it lightly as this was during the fasting 
month of Ramadan and I had gone the whole day without food. 

After two weeks I had another seizure, again in the early hours of the 
morning. My parents asked me to break the fast as they believed it was the 
cause of my seizures. I broke the fast, but to our amazement I had another 
seizure a week later. By now my parents were worried and we went to 
seek medical help. After undergoing several tests a diagnosis of epilepsy 
was confirmed. The news was not devastating for me, but my parents and 
brother looked worried. I accepted it and believed it would never make me 
feel down or be a different person. The doctor told us that I would never 
do well in class as the part of my brain used for thinking was affected. To 
everyone’s surprise I did very well in class and passed my Matric easily! I am 
good with numbers and have a very good memory.

My parents never wanted me to learn to drive as they worried that I 
would be endangering myself. When I started working, I did it secretly. My 
friend at work started teaching me to drive and I passed my driving license 
without letting my parents and brother know. After I had my license for two 
years, I bought a car and drove it home myself. Everyone was shocked and 
had lots of questions. When did you learn to drive? Do you have a license? 
They were happy for me but worried at the same time. This was the first 
time I told them that I had already been driving for two years, that noth-
ing had happened to me and nothing would. My seizures only occur at 
dawn when I am sleeping. People don’t know about my condition unless I 
tell them about it. Usually they don’t believe me. I am a reliable person at 
work, never absent and very creative. My boss always gives me challenging 
tasks to handle. I have always felt good about myself and don’t mind telling 
people about my condition. I believe I am fine and that nothing can make 
me feel ‘down’. 
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We encourage you to visit a hospital where a certified doctor can diagnose 
the condition of your daughter or son and prescribe treatment to control the 
seizures. If you doubt the effectiveness of their prescription we advise you to 
visit another doctor for a second opinion. 
You can also consider visiting a neurologist or epileptologist--doctors who 
are more specialized in the treatment of epilepsy. However, due to the limited 
number of neurologists and epileptologists, it may take you longer to travel to 
their offices. 

Parents on the Move
Youth on the Move holds Parents Meetings every last Saturday of the month 
from Feb-Nov from 11 am to 2 pm.  During these meetings the parents are 
provided with knowledge on epilepsy and are welcome to share their personal 
experiences with each other and find solutions for the challenges they en-
counter. 

In Nairobi: New Life Church Building (1st floor), Birongo Square, Nairobi West 
(next to Uchumi Supermarket)

In Kisumu: MURBS-Building (ground floor), Makasembo Road (off Oginga 
Odinga Road, near Swan Centre)

Youth Coordination Training 
Every year Youth on the Move trains twenty four youth (of which twelve have 
epilepsy) as professional peer educators in Kisumu and Nairobi. They get 
classes and exams from February until the beginning of December on the fol-
lowing topics:
1.  February: Epilepsy 
2. March: Culture & Identity, Presentation Skills 
3. April: Personal Development Plan 
4. May: Coaching 
5. June: Youth Participation 

REFERRALS12.
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6.  July: Teamwork 
7.  August: Personal Development Plan 
8.  September: Lifestyle & Rights
9.  October: Entrepreneurship 
10. November: Personal Development Plan 
11.  December: Graduation

Would your child want to be one of the youths in training? Apply online to get 
an interview with the trainers. We have interviews and the final selection in 
January; the training starts in the beginning of February. Visit our website to 
apply for the training: www.yotmkenya.com or send an email with your re-
quest to info@yotmkenya.com.

Movers Meeting
Would your daughter or son like to exchange experiences with other youths 
with epilepsy? They’re welcome at our weekly Movers Meeting in Nairobi and 
Kisumu. It takes place on Saturdays from 11 am to 2 pm (except for the last Sat-
urday of the month). Every week we prepare the upcoming activities and eval-
uate the last events. Do you have any good ideas of how to empower youths 
with epilepsy? Any plans of how we can create awareness about epilepsy? 
Become a Mover and bring it in during the meeting so that we can be inspired 
by you and reach out to many more people. After preparing for our Awareness 
Actions, we hold the Sikika Talk where the Movers share their knowledge and 
experiences about different topics and encourage each other to develop their 
own opinion and to freely share it with the team.

Movers Picnic 
Every last Saturday of the month (except for December) we have our Movers 
Picnic in Nairobi and Kisumu starting from 8.30 am. You want to join in? Com-
municate with our Movers Coach for more information about where you can 
find the team.

Youth on the Move works together with Epilepsy South Africa who also offers 
services for youth with epilepsy and their parents. They are located in Wetton, 
Knysna, East London, Parys, Dullstrom, Springs and Johannesburg. 
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