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Editorial
By Tim de Villiers

Epinews is a biannual newsletter 
compiled by people with epilepsy, 
for people with epilepsy and offers a 
platform to share their experiences. 

Epilepsy South Africa, initially known 
as South African National Epilepsy 
League (SANEL), opened its doors 
50 Years ago. I have been a member 
for most of these years and in this 
time seen great developments in 
the growth of Epilepsy SA, epilepsy 
treatments and education. 

It was through this organization that 
my perceptions in life changed, 
developing my passion to help 
others. 

The dedication of Epilepsy South 
Africa staff, volunteers and youth 
ambassadors, has played a significant 
role in educating and inspiring others, 
and connecting those who can help, 
with those are seeking help and 
advice. 

The personal stories in this Winter 
edition express how some people 
with epilepsy have overcome 
barriers, learnt how to live with 
epilepsy, and deal with the stresses 
of student life. 

To our co-editor, Lesley Donnelly, now 
living in Northern Ireland with her 
husband and beloved dog Rhodie, 
thank you for your valued support 
and, to Marina Clarke, National 
Director for her role in sourcing and 
support. 

We trust you find this publication 
inspiring and we encourage you to 
share your life story, achievements, 
research, etc. in our future editions of 
this publication. 

You do not need to be a writer 
to share your experience. 
Remember, Sharing is Caring.

Feel free to contact us via Epilepsy 
South Africa National Office on 
0860EPILEPSY or email info@
epilepsy.org.za.
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Press forward. Do not 
stop, do not linger in 
your journey, but strive 
for the mark set before 
you. George Whitefield
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We started small and we are growing 
every year to achieve more.  In 
the last four years we have been 
doing our best to recruit and sell the 
campaign to different Stakeholders, 
Schools and Churches.
 
It has been working in our favor. 
What we have been achieving is not 
because we are capable but because 
of all the team work from the above 
sectors.  

We have taken Position 1 in the 
organisation and Position 2 National; 
we are proud of our hard work and 
commitment of the Mpumalanga—
Limpopo team.

To up our sales, we give the Schools 
R2.00 per sticker sold and the 
convener gets a t-shirt as a token of 
our appreciation. In 2017 we sold 17 
000 stickers, shoelaces and t-shirts; 
we have received  R41 053.00
 

The list is endless but to name 
the few:

1.  Mpilonhle Primary School - 
Dullstroom

2.  Hambanathi Primary School -  
Farm School near Dullstroom

3.  Ikhwezi Lokusa Primary School - 
Farm School near Burgersfort

4.  Eastedene Combined School - 
Middelburg

5.  Badplaas Primary School - 
Badplaas

6.  D&C Primary School - Elukwatini

7.  Diepgezet Primary School - 
Elukwatini 

8.  The Alliance Church in SA - 
Amersfoort

9.  Phakgamang Primary School - 
Siyabuswa

10. Phisoana Primary School - 
Zebediela

11.  Two Rivers Platinum - Steelpoort 
and many more .

 
We are not yet there, believe, you 
me; we will be there definitely. 
 

Thanks to all our supporters and  
to the Team!

Stanley Mkoko 
Charity Foundation
Golf Day 2018 
– Huddle Park, 
Johannesburg.

“My dream is to shift away from being 
charity but able to self-develop and 
grow”

Tekkie Tax 2018

By Sonto Maseko
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The initiative of the Stanley Mkoko Charity 
Golf Day started last year; this is their 2nd 
year.

 It aims to raise funds for needy learners 
from disadvantaged backgrounds and 
benefits the Epilepsy Organisation, where 
Epilepsy Mpumalanga – Limpopo is 
one of the beneficiaries; 2017 we have 
received R 20 000.00.  

In 2018 there were 14 teams four ball; 
the event went well.  From the monies 
collected we are going to receive a ‘share 
of the pie’ as part of beneficiaries.

We are very grateful to people like Mr. 
Stanley Mkoko who has a giving heart to 
people who are disadvantaged. 

Special Olympics 
South Africa  
National Games  
2018, Johannesburg

We joined Special Olympics SA in 2009. 
We have been participating since then in 
local, District, and Provincial games. We 
have now advanced to National games in 
2017, in Embalenhle Secunda.

We had a unified 11 aside soccer team 
from Limpopo with Doctor as the coach; 
Elandsdoorn, Abram Mokoena & Karlien 
Van Nie Kerk for bocce with Sonto 
Maseko as their coach who took part in 
the National games held in Wits Campus 
in Johannesburg, in 2018 April 5-8.  

It was a great experience, honor and 
courage to our Athletes who took part in 
the games; it also motivates them to show 
off their talents and skills.

Thanks to Special Olympics, Mpumalanga 
Department of Social Development, with 
the attire for the games, the Athletes and 
Coaches who took their time to be in the 
picture.

TOGETHER 
WE 
CAN 
ACHIEVE 
MORE.
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The Story of Alex

When Dr Marius Carsten 
(orthodontist prosthesis) heard about 
Alex’s quest for a new leg he agreed 
to help Alex as he felt that it wasn’t 
fair to be wheelchair ridden for such 
a long time. 

Dr Carsten tries to help at least one 
or two cases on a pro-bono basis 
every month.
 
Alex Peters was introduced to Dr 
Carsten by Mrs Marie Buchner, who 
has a son who attends the protective 
workshop at Epilepsy SA, Gauteng 
Branch.

Dr Carsten fitted Alex with a 
prosthesis on 3rd April 2018, after 
six years of being wheelchair ridden 
(after complications with diabetes). 

Alex describes his life before the 
prosthesis as “living on the side-
line”. 

Generally, the loss of any limb can 
result in significant psychological 
reactions. 

The person who loses a limb usually 
goes through a bereavement 
process which includes feelings 
like denial, aggression towards 
others, sadness and in many cases 
depression. 

This process is not unusual 
as there are so many losses 
to deal with, listed as follows: 

• the loss of sensation from an 
amputated limb

• the loss of function from an 
amputated limb

• the loss of a body image and 
other people’s perception of your 
body image that has changed

• the loss of communication at eye 
level 

All this has changed for Alex since 
he received his prosthesis and as he 
slowly adapts to walking again with 
both legs, his perception of who he 
is, is changing. 

Others also see him differently now 
which has and is having a positive 
impact too! 

We wish Alex all the best 
living each moment to the 
fullest. 

By Sandra Pohl
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Red Bull Pump Track World 
Championship Qualifier

On the 28th of April 2018, my dad 
and I took part in the Red Bull Pump 
Track World Championship qualifier 
held in Durban where I managed to 
finish 12th; my dad finished 28th on 
the day. 

The top 4 qualify to race in the finals 
in September 2018.

On 1st May 2018, we took part in the 
qualifier which was held in Roma, 
Lesotho. 

After a hard day’s riding, Grant (my 
dad) managed to come off with an 
11th overall position. After starting 
the day in 4th place, I lost my 
qualifying position when I braked 
to save myself from crashing, and 
reached 5th place, missing the top 
by 0.4 seconds. 

Orange Grove Dairy had a meeting 
with us on Thursday 26th April 
2018, and after two (2) years of a 
successful partnership, they decided 
to change their path and stopped 
sponsoring Dekker Racing (mainly 
myself, Justin Dekker). 

They have helped us both on and 
off the track; we would like to thank 
them for a fantastic 2 years! 

By Justin Dekker
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Disclosing Your Epilepsy 
to Your Employers

I am a 34-year-old mother that grew 
up in Beaufort West. I relocated to 
Cape Town in 1996 to complete my 
school career. 

I am currently employed as an 
Administrator at the Department of 
Home Affairs. 

I started having seizures in 1996, but 
at first at home we didn’t recognize 
it as something serious that needed 
attention. 

In 1997 when I was in Std. 6 it 
occurred whenever I was under 
pressure (especially during exams); 
I was studying and stressing too 
much.
I use to have seizures at school and 
at my mother’s workplace, where 
she was employed as a domestic 
worker in Pinelands. 

My mother was working for a doctor, 
who linked my mother with the 
doctors at Groote Schuur Hospital. 
I started receiving medication 
for Epilepsy from Groote Schuur 
Hospital.

However I was told by the doctors 
at Groote Schuur that, since I was 
diagnosed with Epilepsy at the age 
of thirteen (13), I may grow out of it 
as I grow up. 

As I grew older and started to have 
relationships, where I had to disclose 
that I was a person with epilepsy 
having treatment, sometimes I 
felt ashamed because I couldn’t 
conclude how the next person would 
react. I asked a person random 
questions about epilepsy before 
I would disclose to check their 
point of view on Epilepsy. People 
tend to believe “ukuba abantu 
bayathakatha” (witchcraft) hence 
they come up with myths of burning 
“impempo” (incense).       

I have a strong support system from 
my family and friends; my uncle also 
had epilepsy. I get to educate them 
about seizures and now I have learnt 
to know my body because I am able 
to identify when a seizure may occur. 

Currently, I have control over my 
seizures, as I can identify them 
before a seizure occurs.   

By Nandipha Mdlikiva
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In the workplace there are many 
people who do not understand.

They can be negative or positive. 
Additionally, when you disclose at 
the workplace, people automatically 
feel that, when you have epilepsy 
you want special treatment, which is 
not true. 

For example, the pressure at work 
can be very stressful sometimes 
because you are working with 
people as well as money. 

I was, therefore, very happy to learn 
that the social worker from Epilepsy 
South Africa, Aviwe Ndyokolo, did 
training about epilepsy. 

I was happy because the employers 
need to know about epilepsy. Also, 
the employers need to know that 
one may need to take a break when 
we feel unwell due to medication or 
after a seizure. 

Sometimes I feel it’s a challenge 
when we disclose that we are not 
feeling well; they think I’m lazy. 

However, after disclosing about my 
epilepsy during the social workers 
training, one of my supervisors 
approached me later to say they 
didn’t know that I have epilepsy; if 
they knew, they would have done 
things differently. I’m not of the view 
that I should be treated better but 
the workplace should accommodate 
its workers because other people 
may have another health issue, i.e. 
diabetes, etc.

My advice 
especially to 
teenagers is  
that the best 
policy is to be 
outspoken about 
your condition. 

For instance, 
in relationships 
I found out that 
after disclosing 
to my partner he 
was supportive. 

I felt special 
because he 
would remind 
me to take my 

medication.
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The future belongs 
to those who believe 
in the beauty of their 
dreams.
Eleanor Roosevelt
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Epilepsy is a condition accompanied 
by risks and the best way to avoid 
these is to know more about 
potential risks and how to avoid 
these.

Q:
My teenage daughter (aged 16) was 
recently diagnosed with epilepsy. 
What should we know as parents 
to ensure that she is safe during a 
seizure?

A:
Caring for a person with epilepsy 
can be scary and stressful, 
especially as seizures happen 
unexpectedly and not knowing how 
to respond can be a big challenge 
for caregivers and parents. Though 
epilepsy presents itself in different 
ways for every person, there are 
general guidelines that can make 
you feel more capable and prepared 
as a caregiver.

a) Know what to expect: Seizure 
can differ with some being 
hardly noticeable while others 
can be more dramatic, physical 
and last several minutes. The 
key to handling any type of 
seizure is learning more about 
epilepsy and your daughter will 
experience this. Read as much 
as you can, talk to doctors and 
reach out to Epilepsy South 
Africa for information that will 
make you feel more confident  
as a caregiver/parent.

b) Make communication a priority: 
Good communication is essential 
to managing epilepsy. This 
means communicating clearly 
and often with your daughter, as 
well as her doctor and support 
system. Be sure to collaborate 
with the doctor to understand 
what types of seizures she 
experiences and share details 
that you notice during seizures. 
You also need to know about 
medications she’s taking so 
you can monitor dosage and 
effectiveness. It’s important that 
you also communicate well with 
her. Listen and be encouraging 
when she is frustrated with her 
condition and symptoms.

c) Safety first: A key practice that 
will put you at ease is preparing 
a safe space for seizures to take 
place. Depending on the severity 
of the seizures, you may want to 
put padding on sharp corners of 
furniture and make sure floors 
are carpeted. Keep living spaces 
clutter-free to reduce injury 
during a seizure. You should 
also keep any eye on dangerous 
spaces or situations when you’re 
in public. Also, know when 
it’s time to call an ambulance. 
Emergency indicators include 
difficult breathing, a seizure that 
lasts more than 5 minutes, if your 
daughter is injured during the 
seizure or a seizure that happens 
in water.

d) Take notes: One of the biggest 
ways you as a parent can help 
your daughter is to monitor her 

continue on next page
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seizures, since she may not 
remember what happened. Make 
notes of any circumstances that 
happen just before a seizure that 
may be a trigger. This could be 
stress, lack of sleep, missing a 
meal, medication or hormonal 
changes. Keep a seizure journal 
(available at www.epilepsy.org.
za) and write down details like 
the time and date, how long the 
seizure lasted and her behavior 
before and after. This information 
can help her doctor manage her 
treatment and help you better 
anticipate what to expect during 
future seizures.

e) Be encouraging: The 
unpredictability of epileptic 
seizures can be frustrating and 
you can help relieve anxiety and 
provide positive support to your 
daughter. She will be able to do 
most activities that anyone else 
can, sometimes with a little extra 
supervision. Encourage her to 
get engaged in recreation and 
social activities. You can even 
get involved with her. Walking, 
jogging, tennis, volleyball, 
basketball, baseball and golf are 
some of the safest activities to 
recommend. Water sports are 
the most dangerous and require 
constant supervision. Focus 
on inspiring a positive can-do 
attitude and provide whatever 
support she needs to participate 
fully in life.

f) Educate others: Epilepsy isn’t 
widely understood and it can 
be scary for friends, family and 
classmates who aren’t educated 

about the condition. One of 
your biggest jobs is being an 
advocate. You don’t have to tell 
everyone you meet that she 
has epilepsy, but try to help the 
people closest to her learn more 
about epilepsy so they won’t 
be afraid or anxious about it. 
Encourage them to get involved 
with epilepsy awareness and 
education.

g) Take care of yourself: Caregivers/
parents need care themselves. 
As a parent you may not even 
identify yourself as a caregiver, 
but constantly dealing with the 
stress of unpredictable seizures 
can be exhausting for anyone. 
No matter how much you care 
about your daughter you need 
to take time for yourself to relax 
and recharge. Make sure you 
get enough sleep and eat a 
healthy, nourishing diet. Regular 
meditation and exercise can 
relieve stress and only take 
15-30 minutes a day. Joining a 
support group is also a great 
way to connect with people who 
share similar challenges. If there 
is no support group in your area 
Epilepsy South Africa can help 
you to start one. 

 Contact us on 0860EPILEPSY 
or email info@epilepsy.org.za, 
remembering to tell us where 
you live.

Q:
I’ve heard that bathing can be 
dangerous for children with epilepsy 

continue on next page
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and that showering is safer. My six-
year old son was diagnosed with 
epilepsy when he was three and we 
cope well with his condition. As we 
live in Cape Town we are expected 
to save water by showering, but 
there is only 

A:
Most children need adult supervision 
when bathing. However, this is even 
more important for children with 
epilepsy. While Epilepsy South Africa 
generally recommends showering 
rather than bathing, this is clearly not 
an option for you.

Should your son have a seizure in 
the bath you need to act quickly. In 
addition to the usual first aid during 
seizures, you will also need to:

a) Remove the bath plug 
immediately to allow the water to 
drain.

b) Make sure there are no 
obstructions (e.g. a wash cloth) 
blocking the drain.

c) Hold your son’s head above the 
water.

d) Call for help if you need to and a 
family member is available.

e) Try to prevent injuries (e.g. 
putting towels around him for 
protection).

f) Do not try to lift your son out of 
the bath until the seizure has 
passed.

g) Be careful that you don’t slip on 
the wet floor.

It is also important to protect your 
son’s privacy (especially as he grows 
older). Use a shower curtain for 
privacy while he baths. In this way 
he will feel more comfortable about 
leaving the bathroom door slightly 
open.

Q:
What are the most significant risks 
for me as a person with epilepsy?

A:
The key is to achieve optimal seizure 
control (i.e. reducing the frequency 
or intensity of seizures with the least 
side effects). 

However, some people continue to 
have seizures and they are more 
susceptible to risks which include:

a) Injury: The potential for injury 
depends on the type of seizures 
you have and where these 
happen (especially if your 
seizures affect your awareness 
or judgement).

b) Status Epilepticus: This is not 
common and refers to seizures 
that continue or occur one after 
another in quick succession. 
This is a serious matter as it can 
cause brain damage or even 
be life threatening. It is thus 
important to obtain medical 
help if your seizures continue 
for more than five or six minutes 
or seizures follow each other 
in quick succession. You and 
people around you (e.g. family 
and friends) should know how 
long your seizures usually last.

continue on next page
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c)  SUDEP: Sudden Unexpected 
Death in Epilepsy (SUDEP) is 
not common. Current research 
suggests that some people may 
be more at risk than others. Risk 
factors include young adults; 
tonic-clonic seizures, nocturnal 
seizures (seizures at night), 
abrupt and frequent changes in 
medication and people whose 
epilepsy is not well controlled.

d) Reduced quality of life: A 
diagnosis of epilepsy can be 
difficult to accept for you and 
your family. It might make you 
angry, sad, isolate and fearful, 
unnecessarily leading to a 
sheltered or restricted lifestyle. 
Talking to someone who 
understands can reduce anxiety 
and depression. The better your 
quality of life, the less likely 
you are to experience seizures 
caused by stress, boredom or 
anxiety.

You can minimise your risks by 
controlling your seizures (i.e. 
prompt diagnosis, treatment and 
review), avoiding seizure triggers 
and understanding your epilepsy 
diagnosis.

Q:
I have had epilepsy for more than 
40 years and now find that I am 
becoming forgetful. Do you have 
suggestions to help me?

A:
Memory loss can be an effect of 
epilepsy. Here are some suggestions 
to help you:

a) Put items you use often (e.g. 
keys, wallet, glasses) in the same 
place every time or in a central 
place (e.g. a bowl on the table 
or next to your telephone or 
television).

b) Make a list of questions before 
appointments that you may want 
to ask.

c) Record important dates 
(appointments, birthdays) on a 
calendar in a prominent place (a 
notice board or on your fridge).

d) Word association may help with 
remember names (e.g. “Susie 
with the red hair”) or using 
mnemonics or rhymes.

e) Relax because tension (stress) 
interferes with the memory 
process. Relaxing often allows 
the memory to come to the 
surface. When you feel anxious 
about the possibility of forgetting 
your anxiety may prevent you 
remembering the information 
you need.

f) Laugh. Laughter breaks the 
tension of forgetting and keeps 
things in perspective if you 
can’t remember something. 
Admit that a name has escaped 
your mind and laugh. Everyone 
has experienced this and will 
empathise.

g) Enjoy past memories and 
recognise your life’s journey. 

continue on next page
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 Think how the richness of events 
and people in your life have 
enhanced who you are today.

h) Believe in yourself. Statements 
like “my memory is hopeless” 
or “I can’t remember a thing” 
creates negative self-talk. You 
can’t remember everything. Put 
energy and effort into areas that 
are important to you.

 

Q:
Since I started having seizures many 
things in my life have changed. I try 
to take better care of myself overall, 
getting lots of sleep and eating 
regular and balanced meals. 

I wonder what other lifestyle 
changes I need to make. In 
particular, do I have to give up 
alcohol? I usually drink socially on 
the weekends.

A:
There are two things you need to 
consider when it comes to having 
epilepsy and drinking alcohol. What 
effect will the alcohol have on your 
medication? Will the alcohol itself 
cause seizures?

Alcohol can be dangerous when 
mixed with sedative drugs (e.g. 
phenobarbital) and can cause coma 
or even death.

Large amounts of alcohol are 
thought to raise the risk of seizures 
and may even cause them. When 
you drink alcohol, it temporarily 
reduces seizures for a few hours, 
but then increases the chances 
of having seizures as the alcohol 
leaves your body. 

Thus, people who drink heavily 
(even though they may not have 
epilepsy) may experience seizures 
after periods of binge drinking.

However, when it comes to “social 
drinking” (i.e. one or two drinks 
during a social evening) there seems 
to be a lot of individual variation. 

Some people with epilepsy are not 
affected while others are. A drink as 
part of a large meal is less likely to 
cause a seizure than a drink on an 
empty stomach.

Check with your doctor before 
deciding on your own alcohol use. 
Be sure to ask about the kind of 
medicine you are taking and how it 
might react with beer, wine or hard 
liquor.

Epilepsy is 
a condition 
accompanied 
by risks and 
the best way to 
avoid these is 
to know more 
about potential 
risks and how to 
avoid these.
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Be strong, be fearless, 
be beautiful. And 
believe that anything is 
possible when you have 
the right people there 
to support you.
Misty Copeland
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My Experiences as a 
Student Living with Epilepsy

My name is Angela Charlton and I 
was first diagnosed with epilepsy at 
the age of twelve after experiencing 
a few ‘strange’ episodes and then 
a full seizure in 2012.  I have been 
on medication ever since.  I am 
now eighteen and in my first year at 
Varsity College studying a Bachelor’s 
degree in Education (Foundation 
Phase Teaching).

It has been both an exciting and 
challenging time in my life as I’ve 
been so excited about starting 
my studies as a student at Varsity 
College and meeting new friends. 
However, I recently suffered from 
three breakthrough seizures in a 
short space of time after having 
been seizure free for well over five 
years.  These setbacks have taken 
me by surprise and reminded me 
of how important it is to lead a 
healthy lifestyle and not to take life 
for granted.  Although these recent 
events have been unsettling and 
have distracted me from my studies 
to some degree, I am determined 
to get back on track and not to let 
epilepsy control my life. 

I am a student living with epilepsy, 
so it is crucial that I take care of my 
health first and foremost to avoid 
any triggers which may bring on a 
seizure.  This can be quite tricky as 
stress can bring on a seizure and 
as a student, I am faced daily with 
stress. Stress can also weaken a 

person’s immune system and cause 
them to become more susceptible 
to illnesses, which can also trigger 
a seizure.  As you can see, these 
factors all have a negative ‘ripple 
effect’ and that is why it is so 
important for someone who suffers 
from epilepsy to take on a holistic 
approach and to maintain all aspects 
of their life properly, i.e.  eat healthy 
foods, avoid excessive intake of 
alcohol, form good sleep patterns, 
exercise regularly, take vitamins, 
and manage stress successfully.  It is 
easy to forget that you have epilepsy 
when your seizures are controlled by 
medication; that is why it is essential 
to lead a healthy lifestyle every day. 

The best way to manage stress is 
to organise your life in advance.  
Be prepared, plan your day or 
week ahead of time and do not 
procrastinate.  Make sure you know 
when all your deadlines are and 
complete assignments timeously.  
This is good advice for all students, 
whether you have epilepsy or not! 

I like to always remain positive 
and I am grateful that I do not 
have seizures every day. To 
avoid unnecessary breakthrough 
seizures and additional auras it is 
extremely important to always take 
your medication at the same time 
each day and to never skip any 

By Angela Charlton

continue on next page
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doses. I struggled with taking all 
the medication in the beginning as 
the medication does have negative 
side effects which are not pleasant.  
It is difficult being a student and 
having to take medication daily; 
I am always tired and sometimes 
quite forgetful, which is a side effect 
of my medication. To lessen these 
side effects, I generally must work 
much harder than other students 
who do not have epilepsy. I must 
put a lot more time and effort into 
my work to get it done.  During 
class and study time, a lot of energy 
goes into focussing, concentrating 
and revising so I can retain the 
information I learn.   

I rely on lifts from my parents and 
friends as unfortunately due to my 
recent seizures, I am not able to 
get my driver’s licence at this stage.  
Although this is very frustrating and 
disappointing for me, I will not give 
up and I believe that I will get my 
driver’s licence when the time is 
right.  

These are the types of challenges 
I face daily as a student living with 
epilepsy.  I will persevere through all 
these challenges and I will learn and 
grow from my experiences. 

 I have a wonderful support group 
of family and friends who are always 
there for me.  I am also very grateful 
to Epilepsy South Africa for believing 
in me and for sponsoring my bursary.  

Thank You!

To avoid 
unnecessary 
breakthrough 
seizures and 
additional 
auras it is 
extremely 
important 
to always 
take your 
medication at 
the same time 
each day and 
to never skip 
any doses.
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Student Life with Epilepsy

I currently finished my undergraduate 
Bachelor’s Degree in Commerce. 
The four-year degree was tedious, 
mentally frustrating and at some 
stages gut wrenching. 

My first year was tough; new 
environment, new faces and new 
challenges. Among those challenges 
was my battle with epilepsy. I was 
at a stage in my life where I was still 
having issues with voicing my battles 
and experiences when it came to my 
condition. I was not comfortable about 
sharing the fact that I had epilepsy 
with others, I felt like it was taboo.
Later, between my second and 
third year as a student I came to a 
‘self-realisation stage’, where I found 
myself in a sense of knowing that 
epilepsy did not define who I was 
and would not hold me back in terms 
of my achievements. I came to this 
realisation because as a student one 
of the many issues you are faced with 
is stress and lack of vital sleep. 

For anyone this could have extreme 
health implications but for me these 
were two of my seizure triggers. I had 
a constant fear of my seizures coming 
back because of my lack of sufficient 
sleep and study related stress. This 
fear grew and eventually started 
affecting my grades. At this point I 
realised I was letting my condition 
take over who I was as a person. 
This was essentially my turning point 
and the stage in my student life which 

changed my perception of myself and 
life in general. 

Coming towards my final year, I was 
at a point where I was physically and 
emotionally drained. This was my most 
crucial year, the one everyone looks 
forward to. As a student you can never 
wait till your final year comes. However, 
for me, I couldn’t wait for it to end. I was 
at a stage where I wanted to drop out of 
my studies just because I was shutting 
down from the inside. Emotionally I 
was in a space where I felt that no one 
else could relate to how I was and had 
been feeling for the past four years. 
No one, to me, understood the side 
effects of my medication. The level 
of fatigue that I was dealing with, the 
lack of concentration and all the other 
side effects of my medication became 
overwhelming. 

It was at this stage I concluded (with 
the help of my doctor) that I would 
begin the process of slowly starting to 
decrease my medication dosage in the 
hopes of slowly reducing or minimizing 
the side effects.

This process and stage in my studies 
was like a second breath to an athlete 
in a race. It enabled me to be more 
motivated to finish my studies and gave 
me that extra boost to complete my 
race (my studies) that I had begun in 
2014.

You are not epilepsy and epilepsy is not 
who you are!

By Angelique Cloete
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Being a Student with Epilepsy

During my final year of primary school, 
I was unexpectedly diagnosed with 
myoclonic epilepsy, a neurological 
disorder I had inherited from my 
grandmother. 

My disregard and neglect in taking 
my daily medication as a teenager 
has now completely transformed into 
me being self-disciplined as a young 
student. I am currently a third-year 
student at the University of Cape Town 
and am successfully able to control my 
epilepsy through various encounters I 
had experienced throughout the past 
seven years.

High school taught me determination 
and prosperity. I was confident in 
my academic and social life, hardly 
encountering any major seizures 
throughout this period. 

My first year at university brought 
about many major changes in my 
life. Once I had entered university 
an established routine did not exist. 
The 2000-word essays, tutorial 
assignments and class tests took 
an enormous toll on my health. My 
sleeping pattern was inconsistence 
and my morning myoclonic jerks 
became more frequent. 

Throughout this year, my visits to the 
neurologist mostly comprised of being 
told that I lack the ability to prioritise. 
The following semester however 
brought about an improvement in my 

health. By seeking help from tutors and 
group study sessions, I was given the 
opportunity to become less tense about 
whether I would be ‘eligible to continue’ 
in the end. I had gotten enough 
rest and avoided any opportunity to 
procrastinate.  

This year I have successfully learnt 
how to prioritise and time-manage 
effectively. 

I have too learnt that self-discipline is an 
important factor that plays a large role 
in the life of any person with epilepsy. 
Without this, frequent seizures could be 
an unfortunate norm. 

The myoclonic jerks I had encountered 
in the past whether at school or at 
home was something I largely tried 
to ignore. It had always caused 
unwanted attention from friends and 
family members which was something 
I tried to avoid. Today I am of more 
consciousness with regards to my well-
being and ultimate future. 

Sustaining a proper amount of sleep 
each night is vital for my well-being. It 
is important for students to achieve a 
balance between their management of 
school work and recreational activities 
in their daily lives. 

I have learnt that it is important to 
accept the fact that I have epilepsy. As a 
student it is essential for me to embrace 
any challenges that are directed at me 
and manage them with efficiency. 

By Ulfah Davids
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Modelling and Epilepsy

I started suffering from epilepsy 
at the age of two (2). I had bad 
concussion and was in ICU/Hospital 
for about two weeks. It was a miracle 
when I gained consciousness and 
turned around.

Since then I have been on several 
chronic medications (Epilim/Tegretol/
Topamax to name a few). 

Naturally, one is always a bit ‘slower’ 
than others, but the bad part is 
that I was smart enough to realize 
this. Perhaps all this is just part of 
teenage years when one tries to find 
one’s own identity.   

Seizures was something I learned 
to live with. I could feel when one 
was coming almost like a taste in 
my mouth. I would just freeze in 
a position; only once it was over, 
would I become aware of what 
happened, whether it was foam 

out my mouth, losing control of 
my bladder or just coffee or water 
that spilled on my desk all over my 
keyboard. 

I decided to study auditing to prove 
to myself I wasn’t ‘stupid’; not 
because I liked the profession. I 
completed my studies in 2000 and 
decided to go overseas. Traveling 
with enough medication (6 months) 
was a real problem.  

I started working on my articles, 
but the stress and pressure just got 
too much during the year-end in 
February. 

The convulsions increased, I had 
more work and extra pressure, 
and just couldn’t cope. On 21st 
June 2003, Dr. James Butler and 
Dr. Melville at the Constantia Burg 
Mediclinic did a 48-hour EEG that 
identified the focal point of the 
convulsions; my left temporal lobe. 

This was both a horror and miracle 
story in one. Since surgery in 2003, I 
haven’t had a seizure (now 15 years 
seizure free); a truly great privilege

In December 2003 I went with my 
parents on holiday (6 months after 
the surgery). I then decided not to 
return to Pretoria but to start a new 
life In Knysna, where no one knew 
me or expected anything from me. 

By Charmaine Kruger
(ACE Models Knysna and Plettenberg Bay)
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Modelling was my sport/extra mural 
since a very young age. I took part in 
various beauty pageants and won a 
few, even though I had convulsions, 
most of the time due to the stress. 

My passion was for modelling, so in 
2006 I started a modelling school 
in Knysna and arranged Miss Pearl 
of the Oyster Festival. During this 
pageant, I met Demi-Leigh Nell-
Peters who was one of the finalists 
and winner of the 12-15 category 
(Miss Pearl 2007). She was a very 
humble girl with big dreams.

I shared my story with her; she was 
very surprised, but it proves that 
we are much stronger than we ever 
imagine.

A year or so later she won Miss Diaz 
by ACE Models (Joani Johnson, 
CEO). 

After Demi-Leigh completed matric 
she left to study in Potchefstroom. 
The year of my return to the 
modelling field, she won Miss SA 
(South Africa) and Miss UNIVERSE 
2017!  

After a long break in the modelling 
field (due to becoming a proud 
mom), I joined the ACE Models family 
in 2017 and started ACE Models, 
Knysna and Plettenberg Bay. 

What a wonderful proud year 2017 
was for ACE Models and Sedgefield 
(Knysna); we had lots to be grateful 
for! 



Each person holds so 
much power within 
themselves that needs 
to be let out. Sometimes 
they just need a little 
nudge, a little direction, 
a little support, a little 
coaching, and the 
greatest things can 
happen.
Pete Carroll
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On pages 28 to 30 of the 50th 
anniversary edition of Epinews we 
reported on the new classification 
published by the International League 
Against Epilepsy (ILAE).  Many of our 
readers questioned if this was an 
important development for persons 
with epilepsy and their caregivers 
and (if so) why?

While these classifications represent 
a long-awaited update on the original 
1981 and 1989 publications providing 
a modern descriptive template the 
main aim is to ensure that persons 
with epilepsy, their caregivers and 
medical personnel share the same 
“language”.  

This will help people to understand 
their specific diagnosis and 
classification, thereby improving 
epilepsy management from a holistic 
perspective, i.e. medical treatment, 
lifestyle management and the 
realisation of the rights of persons 
with epilepsy as described in the UN 
Convention on the Rights of Persons 
with Disabilities (UN CRPD) and the 
South African White Paper on the 
Rights of Persons with Disabilities 
(WPRPD).

In addition to improving 
understanding, the new classification 

also helps to determine the likely cause 
and probable long-term outcomes of 
the epilepsy.  

Correct classification can also help with 
the choice of drug treatment and point 
to the possibility of epilepsy surgery (if 
optimal seizure control is not possible 
with medication).  

Optimal seizure control relies on 
two factors: (i) control of seizures 
(frequency, intensity, etc); and (ii) lowest 
level of side effects.

The classification presents three levels 
of terminology (seizure types, epilepsy 
types and syndromes) which must be 
interpreted to ensure that everyone is 
speaking and understanding the same 
language (a fundamental principle).  

This is particularly important as most 
people have access to medical 
information via the internet but could 
find the information confusing.  In 
addition, it will also help medical 
professionals better explain epilepsy 
to persons with epilepsy and their 
families.

continue on next page

What do People with 
Epilepsy and their Caregivers 
Need to Know about the 
NEW ILAE Classification.
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continue on next page
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Remember that (wherever possible) 
the aim is to classify a person’s 
epilepsy in a way that is recognisable 
across a range of individuals with 
the same pattern of seizures, age of 
onset and EEG/imaging features who 
often share a similar cause for their 
epilepsy.  This may allow diagnosis 
of a specific epilepsy syndrome but 
in some cases only the epilepsy 
type may be diagnosable, and no 
syndrome name will apply.
The revised classification of seizure 
types depends on how seizures look 
to persons with epilepsy and their 
families, carers and medical team, 
i.e. based on what people see during 
the seizures.  It does not represent a 
major change but makes it easier to 

recognise seizure types.
Seizures can be defined as “transient 
symptoms and/or signs due to 
abnormal and simultaneous neuronal 
activity of a population of neuronal 
cells in the brain”.  The medical team 
will firstly need to ensure that the 
seizures are epileptic seizures.  Only 
then can they classify the seizure type 
based on the onset characteristics.  
Some of the terminology might be 
unfamiliar and we thus include a 
glossary of terminology that your 
medical team may use.  Remember 
that you have the right to ask questions 
about your diagnosis and treatment as 
it is important that you understand your 
condition fully.

Absence seizure  
(previously petit mal seizure)

In a typical absence seizure, you lose 
consciousness for a few seconds.  You stop 
what you’re doing, but don’t fall.  Absences 
which are not typical are called atypical.  
They last longer, and you may still be able 
to move around.

Atonic seizure  
(sometimes called drop attacks)

Your muscles go limp, usually making you 
drop to the floor.

Focal seizure  
(previously partial seizures)

Any seizure that starts in one side of the 
brain.  Also called a focal onset seizure.

Focal aware seizure  
(previously simple partial seizures  
or sometimes an aura

A type of focal seizure where you remain 
aware of your surroundings throughout.

Focal impaired awareness seizure  
(previously complex partial seizures)

A focal seizure where you lose awareness 
of what’s happening around you, even if 
only for a short time.

What does the Epilepsy Teminology Mean?

continue on next page
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Focal to bilateral tonic-clonic seizure 
(previously secondary generalized  
tonic-clonic)

A seizure that starts in one side of the brain 
and then spreads to affect both sides of 
the brain.  Some people who have this type 
of seizure get a ‘warning’ or ‘aura’ before 
they lose consciousness.

Generalized seizure
Any seizure that affects both sides of the 
brain from the start.  Also called a general-
ized onset seizure.

Motor seizure

Any seizure that involves a change in your 
movement.  For example, a tonic-clonic 
seizure or a focal seizure where the main 
symptom is behaviour like plucking at your 
clothes or smacking your lips.

Myoclonic seizure
Sudden, short-lasting jerks that can affect 
some or all your body.

Myoclonic-atonic seizure
An atonic seizure that starts with a myoc-
lonic jerk (a sudden, short-lasting twitch or 
sharp movement).

Myoclonic-tonic-clonic seizure
A tonic-clonic seizure that starts with one 
or more myoclonic jerks (sudden sharp 
movements or twitches).

Non-motor seizure

Any seizure that doesn’t involve a change 
in your movement.  For example, an ab-
sence seizure, or a focal seizure where the 
main symptom is a change in vision, smell 
or hearing.

Tonic seizure

Like the first phase of a tonic-clonic sei-
zure, your muscles tighten, and your body 
goes stiff.  In a focal tonic seizure, your 
muscles tighten in just a part of your body.

Tonic-clonic seizure 
(previously grand-mal seizure)

A seizure where you lose consciousness, 
your body goes stiff, you fall to the floor 
and all your muscles jerk.

Unclassified seizure

A seizure that doctors are sure is an epi-
leptic seizure, but can’t decide what type it 
is.  This could be because they don’t have 
enough information about the seizure, or 
the symptoms of the seizure are unusual.

Unknown onset
When doctors aren’t sure what part of the 
brain a seizure started in.
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