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Editorial
By Tim de Villiers

Epinews is Epilepsy South Africa’s 
bi-annual newsletter and is compiled 
by people with epilepsy, for people 
with epilepsy, and offers a platform to 
share their experiences and stories of 
inspiration.

It is Winter 2021 and what an interesting 
period this has been, getting used to 
the “New Normal” – some of us working 
from home, masks social distancing, 
sanitizing, etc. People with Epilepsy live 
with challenges and this Pandemic just 
adds to our woes. However, Life has to 
go on, so you need to be positive and  
we will get through this period together.

For this season we announce a change 
in National Directorship, we have articles 
that relate to the various stresses – 
the good, the bad and the ugly. From 
excitement, overstimulation to the stress 
of living with epilepsy, anxiety, survival, 
courage and strength. Life can be hard 
on people with epilepsy at times, but 
as Natalie says; “Take the lemons that 
epilepsy has thrown at you and turn  
them into lemonade.”

Identify your true self, understand what 
you have and utilise what you learn, 
including others experience, to see  
what can work for you. 

With unemployment on a high in this 
South Africa, one has to have the 

edge. So we have included some tips 
to consider whether it be employment 
or starting a business – use whatever 
information you have or find, as 
Knowledge is Power. Make it Happen.
We trust you will all 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 – just 
express yourself as you feel comfortable 
in your home language. Sharing your 
experience provides inspiration and 
guidance to others. You may submit 
articles to any branch or to me by email: 
tim.devilliers@capetown.gov.za

Thank you to the dedication of Epilepsy 
South Africa staff, volunteers, youth 
ambassadors and all of you who have 
provided articles and inspired others 
over this past year. Keep up the great 
work and Stay Safe.

To our Epinews Team, co-editor, Lesley 
Donnelly, in Ireland, Kate Couchman, 
Bronwyn Assink and Gresham Africa, 
a special thanks to you for your 
contributions and ideas.

Feel free to contact us via Epilepsy 
South Africa National Office on 
0860EPILEPSY or email 
info@epilepsy.org.za.
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The National Executive Committee of 
Epilepsy SA appointed Ms. Sharlene 
Cassel as the new national director of 
Epilepsy SA, as of 1 April 2021.
Sharlene, herself a person with epilepsy, 
has been actively involved in the Gauteng 
Branch as a board member since 2019.
During her professional career of 27 
years, she gained experience in areas 
of education, entrepreneurship, human 
resource and talent management as well 
as executive management. Sharlene 
has distinguished herself as a person 
with strong leadership abilities, well 
entrenched business and financial 
acumen and a team player.

Sharlene is the first person with epilepsy 
to assume this position and is based in 
Johannesburg, where she lives with her 
two teenage sons.

On behalf of the Epinews Team I welcome 
Sharlene to her new role, which she took 
over from Marina Clarke, and look forward 
to working with you.

Marina, who joined Epilepsy South 
Africa in 2005 and fulfilled her role 
as National Director from 2012, was a 
true ambassador to Epilepsy SA and 
well-respected authority in the industry 
on a global level. We wish Marina a well-
deserved retirement.

Tim de Villiers 

By Tim de Villiers

     My   
     Passenger          
     my Epilepsy

I began my journey with Epilepsy when only 
eight (8) years old. ‘My passenger’ had joined 
my family and I. Grand mal and Petit Mal 
seizures became the order of my family’s day. 
We lost count of how many seizures I have 
had; I can tell you though that in the last 7 
years it has been more than 80 just in grand 
mal seizures alone!

Living with ‘my passenger’ as I call my 
epilepsy has not been easy. Today I can 
stand tall and proudly say that I am who I am, 
because of MY EPILEPSY!

Post my diagnosis, my dad, a cardiologist, and 
mom, a nurse, were advised to move me to a 
special needs school, as I would never cope 
in a mainstream one. They refused outright 

Appointment of the  
New National Director: 
Epilepsy South Africa

By Sharlene Cassel
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as they believed in their little girl. It was 
in this very moment that the path to my 
life was laid out. A T-Junction that then 
my parents did not realize but set the 
journey for me as a person WITH Epilepsy 
and NOT a person whose life would be 
defined by Epilepsy.

I went on to study degrees in Psychology, 
Higher Diplomas in Education and qualify 
as a Speech and Drama teacher in my 
earlier years. I could not get enough 
knowledge and information; I was so 
hungry; I was a medical miracle, as they 
said I could never study.

I learnt life skills from ‘my passenger.’ I 
learnt I had to spend more time at my 
desk, more time practicing at a sport, 
reading a book, and with loved ones. I 
learnt it was alright to accept support 
from people who loved me, I acquired 
resilience, tenacity and that determination 
were essential life skills, if I were to 
choose the path my parents had laid out 
for me.

In April 2021, I was appointed as Epilepsy 
SA National Director, the first as a 
person with Epilepsy. It is an honor and a 
testimony to many people’s belief in me. 
More than this, it was my choice to accept 
this ‘passenger’, embrace it and know 
without a doubt I could do it.

My message today is there is hope and 
help! Know that you are loved for who you 
are and are not defined by your Epilepsy.
I am here in service to each one of you.
Thank you for believing in me, trusting me 
and supporting me as I embark on this 
new journey ahead.

God bless.

Living with ‘my 
passenger’ 
as I call my 
epilepsy has 
not been easy. 
Today I can 
stand tall and 
proudly say 
that I am who I 
am, because of 
MY EPILEPSY!
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Epilepsy was the furthest thing from my 
mind when I returned home from working 
in Europe in 1996. When I moved from 
Kimberley (Northern Cape) to Kempton 
Park (East Rand) in March 1997, was when 
my life did a 360-degree turn... Epilepsy 
said ‘Hello’.

Thank goodness my mom and stepdad 
hired me to work for their business, but it 
was uncomfortable because they never 
really understood what was happening, 
even after the doctors explained my 
condition to them. The more people that I 
told about my epilepsy, the more difficult 
I found it to explain what was happening, 
the more distant they became. 

A few times I was assisting a client at the 
front desk and would have a seizure. Of 
course, this scared clients and they ended 
up making nasty comments because they 
were so ignorant. It was upsetting me, and 
my mom did not know how to react or 
reassure me.

It became obvious that I had to stay away 
from the workshop area of their printing 
business for safety’s sake. Not being able 

By Bronwen Assink to do certain things was really frustrating. 
All I was permitted to do was deal with 
clients & general office work. I never had 
the freedom to assist with any other parts 
of the business. It was evident to me  
that I could not even go near the back 
of the workshop where all the heavy 
machinery was.

After 3 years of working for my stepdad, 
he sold his printing business and I 
continued working for the new owner. He 
began to use the epilepsy as an excuse to 
get rid of me and eventually he fired me 
with no warning, which left me in a very 
awkward situation. I applied for many jobs 
and went for many interviews. When they 
saw the word “epilepsy” on my CV, they 
immediately said “sorry but the position 
has been filled”.

Thankfully, my stepdad took ownership of 
the business once again and hired me. By 
then both he and my mom were calmer 
with my condition and understood exactly 
what to do; that made me a lot more at 
ease. Safety was definitely still a major 
issue though.

That was when my big break came...  
The one day my stepdad came to me and 
asked if I would like to buy the admin side 
of his business including all the clients 
and I agreed. I never looked back after 
that. Since being out on my own I’ve had 
to adjust to my circumstances and my 
medical condition.

Staying calm, safe and relaxed is the  
best thing to do. Do not be afraid of  
your condition!

Best Practice in the 
Workplace for disability
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If you are thinking of starting your own 
small business, brush up on the skills 
listed below or as a complement to your 
ongoing education.

Skills to Succeed:

Time Management – Planning, defining 
milestones, execution, financial planning 
and project management require good 
time management skills. 

Strategic Thinking – Being able to 
analyse a problem to its core and find 
growth opportunities.

Efficiency – Good problem solving comes 
with high performance. 

Long-term Investment – Be patient and 
try to focus on the immediate next step to 
achieve your goals.

Ability to Delegate – You cannot do 
everything. 

Resilience – If you cannot handle 
rejection, stress, burnout, slow progress; 
then this is not for you.

Social Media – social media and networks 
are an integral part of any marketing plan. 
Understanding of each ieach platform is 
an integral part of modern business.

Strengths and Weaknesses – You can 
never be perfect at everything. 

Stress Relief – Being an entrepreneur 
and starting up a small business is highly 
stressful. it is vital that you find ways to 
relieve your stress. 

Ability to Fire – If you cannot fire do 
not hire. You have to be able to get rid 
of dead weight and employees who no 
longer serve you, your company or brand.

Staff Training – When you hire a new 
employee, you will need to provide a 
robust training program to ensure that 
employees know what to do and what not 
to do.

Improve your World – Best and  
most enduring motivation to succeed is 
if your small business is making a positive 
impact.

Right employees – To succeed you to 
need to be able to leverage employees, 
vendors, and other resources to be able 
to build a scalable company. 

Communication – Good communication 
skills are important for every interaction 
between yourself and clients, partners, 
peers, clients, and prospects.

Networking – Having a good network 
will promote your business opportunities, 
partnership deals, and perhaps find future 
employees.

Finance – Careful and proper assessment 
of all investment relative to ROI is a 
requirement. If you cannot manage 
money, you cannot manage a business.

Skills an entrepreneur  
needs to succeed in SA today
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Epilepsy and Employment

With the current economic climate 
in South Africa and many people 
unemployed, jobs are very hard to 
come by, even more so for people with 
disabilities. Let’s not give up here, use 
whatever tools you can to learn what to 
do. Knowledge is Power. 

Many people don’t know where to start, 
what to say, whether to mention their 
condition, etc.

Review your situation and look within to 
determine where your interests and skills 
lie. Consider few options such as working 
for someone until you find the job of your 
choice. Alternatively, explore the option 
of becoming an entrepreneur by starting 
your own business. Using opportunities, 
strengths, skills and interests.

Identify a Good Job Match by assessing 
what you have in terms of interest, 
knowledge and skills. Potential employers 
look for Knowledge, Skill and Attitude 
when they want to hire a new employee 

and the same goes for Clients seeking the 
Services of an Entrepreneur.

Your Epilepsy: Think about how epilepsy 
may impact on your ability to perform 
certain job functions or to function the 
most effectively in different environments. 

For example, if you have photosensitive 
epilepsy, you will want to ensure you are 
not exposed to light or light patterns that 
trigger seizures or the risks working with 
machinery, etc.

Disclosure of your condition is a personal 
decision. Choosing when, how or if to 
disclose your disability is an important 
decision that shouldn’t be taken lightly. 

When it comes to disclosure, there isn’t 
a single strategy that fits all people 
with epilepsy. People with epilepsy 
have varying career aspirations, and 
experience the condition differently, so 
one must choose the most appropriate 
path according to specific circumstances. 

You can disclose on your application 
or CV, during an interview, after being 
offered the position, or after having a 
seizure at your work. 

At each point there are advantages 
and disadvantages to consider. It really 
depends on how well controlled your 
condition may be and the impact they 
may have on the job. If you have frequent 
seizures and do not disclose them, the 
likelihood is that you may not hold the job 
very long.
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Looking for a job is hard work and staying 
motivated is very important. 

Being motivated means doing your best 
and having a positive attitude all the 
time! Your attitude is expressed in your 
application in a variety of ways. 

Potential employers know what to look 
for and how to identify a person who is 
merely putting words on paper from those 
who are truly interested in the position for 
which they are applying.

Work ethic can also be considered part of 
your attitude. Work ethic describes your 
beliefs and behaviour in regard to what it 
means to be a hard-working, responsible 
and conscientious employee. 
Your work ethic includes your ability 
and willingness to take initiative, accept 
instructions, arrive to work on time and 
respect break times. It is also reflected 
in your interest in increasing your skills 
and taking advantage of advancement 
opportunities. 

Employers look for employees with a 
strong work ethic.

Starting your own business has its it 
challenges too. You need to understand 
your product or service, how to cost it and 
market yourself to potential clients. 

Networking with partners or contacts is 
important. Potential clients are attracted 
to good service,value and quality 
of products, commitment to deliver 
timeously, attitude towards clients and 
referrals by others.

There is a  
wealth of  
information  
on the internet,  
including guidelines  
on the Epilepsy  
South Africa 
 
Website: 
www.epilepsy.org.za

Disclosure of your condition 
is a personal decision.
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The Stress Seizure Cycle

Stress affects each of us in different ways 
... and how we manage our stress impacts 
on our lifestyle tremendously.

Living with a long-term condition like 
epilepsy can be frustrating and disabling.

The fear of losing control or having a 
seizure can be incredibly stressful. 

Epilepsy can cause stress which can 
cause you to have more seizures.

Anxiety is significant to people with 
epilepsy. As with any medical illness, 
people may become anxious after their 
diagnosis. Anxiety results from the 
diagnosis, as a symptom of epilepsy or a 
side effect of medication. Some people 
become anxious about social rejection 
due to their condition.

Let us look at someone who has massive 
deadlines to hit at work. They work 
through their lunch break to try and 
squeeze every minute out of their working 
day, but then by 3pm they realise their 
energy levels are decreasing, so they 
grab themselves a quick cup of coffee 

By Kate Couchman

and, while they are up, they notice a 
chocolate that will keep them going 
because they did not realise how  
hungry they were.

It is then straight back to work with 
renewed energy and focus for a while, 
until the insulin clears up the energy surge 
and suddenly there is another crash. 
They start craving more sugar, feel tired 
and irritable. Stress hormones are initially 
triggered from the caffeine, and now from 
low blood sugars. Eventually, brain fog 
hits so they have another coffee to regain 
their focus and finish the project before 
going home, exhausted!

When they are at home, the kids want to 
play but they are ‘snappy’ and irritable as 
all their energy went into the project. They 
have no more energy for creativity with 
their children and when it is bedtime, they 
lie there, wide awake after the excess 
caffeine and thinking about how they 
should have treated their kids better.

After a shocking night, the alarm goes 
all too soon to wake up. Exhausted, they 
pull themselves from bed, desperately 
trying to wake up, and make themselves 
a double espresso to try and make a 
difference!

SOUND FAMILIAR?

Even if the work scenario does not quite 
fit you, I am sure you can identify with 
being in a stressful situation and how 
it has a ‘knock-on’ effect to the rest of 
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continue on next page

your life. People with epilepsy often say 
stress triggers seizures, and I believe it is 
because of this ‘knock-on’ effect as well 
as the physiological effect of stress itself.

How does stress trigger a seizure?

Scientists are not sure. We know that 
stress is expected and unavoidable. 
We have positive stresses, like getting 
married, being promoted at work, moving 
home, exercising etc., and stress causes 
various emotions and affects people 
differently. It releases hormones that 
impact the brain; some of which are 
involved in some seizures. When stress 
impacts our sleep, this can be a seizure 
trigger for many with epilepsy.

A recent study showed that nearly 9 in 10 
people who actively managed their stress 
believed it reduced their risk of seizures.
What exactly is stress and how do we fix 
it?
 
We need to understand it before we find 
solutions. Stress is a normal physical and 
mental reaction. It happens when you feel 
you have lost control of what is going on 
around you. If it only lasts a short time, it 
generally is not harmful; it is the long-term 
effects that start causing issues.

People feel stressed for many reasons, 
i.e., work, money, relationship problems, 
health etc. Chronic stress is when we feel 
we have run out of reserves. You may feel 
overwhelmed, anxious or have a loss of 
control. Anxiety, specifically, may cause 
hyperventilation, increase in abnormal 
brain activity and seizures. Stress may 
be a ‘major’ event, or a buildup of daily 
issues.

Long term stress causes various 
symptoms. It may affect how you feel, 
think, and behave. It also affects how 

your body works ... It can cause sweating, 
problems with sleeping, concentrating, 
and thinking. It can also make you feel 
emotional. You might drink, eat more or 
skip meals. 

You may also have difficulty breathing, 
headaches, tense muscles, pain, or 
dizziness.

My seven (7) secrets to stop the 
stress/seizure cycle: 

Managing stress is very personal and 
specific to your situation DIET,  
EXERCISE (regularly), FUN, ROUTINE 
(learn to PRIORITISE), HYDRATE, SLEEP, 
SUPPORT 7 DIET.
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DIET

Eating habits often get disrupted when 
people are stressed. Some people eat 
more, others do not eat or have poor 
eating habits. Some people have more 
seizures when not eating well or going 
long periods without eating. Nourish 
your body with whole foods instead 

EXERCISE

Exercise regularly; proven to reduce 
stress, especially if you do some 
outdoors (and barefoot). Find a form 
of exercise you enjoy and can do 
regularly. If you struggle with this, 
combine it with something you DO 
enjoy, i.e., take your dog for a walk, 
meet up with a friend, listen to your 

of sugary snacks. If it runs, swims, or 
grows, eat it! The aim is to decrease 
blood sugar spikes as this spikes 
cortisol. Eat protein at every meal, 
enjoy good fats, and eat when you are 
hungry (every 3-4 hours).

favorite music, start with gardening or 
anything that you feel is achievable and 
increase from there.

FUN

Include things you enjoy doing! Life 
should be fun. We are forced to control 
a lot of things, so letting go and having 
fun can feel strange... but so good!



ROUTINE

Keep to a daily routine, pace yourself 
and take breaks. Learn to PRIORITISE. 
Sometimes we feel completely 
overwhelmed or anxious. We do not 
know what to do next and just do not 
seem to be able to move forward. Start 
the day well. Find something that works 
for you. Make your ‘To Do’ list and time-
block to ensure you are productive. 
Turn off your notifications so you are 
focused on one thing. Take regular 
breaks to ensure you are fresh.

HYDRATE

Make sure you are well hydrated and 
beware of excess caffeine and alcohol 
which metabolize your medication 
quicker and act as diuretics, while 
disrupting your sleep (quality) as well. 
If we are using alcohol to help us relax, 
be aware of the impact that alcohol has 
on your mood, drug metabolism and 
sleep (all contributing factors to seizure 
activity).

SLEEP

Are you having sleep problems? 
Difficulty sleeping is common with 
stress and mood problems, which may 
trigger seizures. 

Get into a healthy routine of quality 
sleep / rest, and limit daytime naps. 
Even if you are not tired stick to your 
ideal bedtime routine. Put your phone 
away ideally two hours before you want 
to fall asleep, ensure you eat your last 
meal early enough, so you do not still 
feel full & no caffeine just before bed.

SUPPORT

There is no need to feel overwhelmed. 

Find relief in journaling or a support 
group i.e., professional support such as 
counselling, coach, or a doctor. There 
are so many solutions available, and 
you do not need to suffer alone.

In fact, you do not need to suffer at 
all. It is a matter of finding the right 
solution for you! My advice is to not 
give up. Ensure you feel heard. Find 
your answers. Do not let your diagnosis 
define you. Find someone that has time 
for you, to help and listen to you!

I have given a summary of my seven 
secrets. I know there was a lot of 
information and we have just barely 
touched the surface. It is one thing 
to say do this, and it is totally another 
thing to do them. Plus, each of us is 
unique. Our seizures are different, 
and our triggers are different but 
nearly 90% of patients felt that stress 
management improved their seizures.

My story: Diagnosed at 12 years 
old, two years after my dad passed 
away. We tried numerous drugs and 
combinations but by my 3rd year at 
university, I was having up to 100 
seizures. Having seizures means I do 
not have the luxury of letting stress get 
out of control - I just do not have the 
opportunity to arm-wrestle it. I love that 
my seizures are under control, and I 
have my dream job, the energy, mental 
clarity, and confidence to do what I 
want to!

If you are someone struggling with epilepsy so you can live your dream life, then 
please feel free to connect with me on www.drkatehealthcoaching.com

13
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We rise 
to great 
heights by 
a winding 
staircase of 
small steps.
Francis Bacon



WHO IS TEKKIE TAX?

Tekkie Tax is a national Fundraising Campaign supporting 5 Sectors: PLACE YOUR ORDER: 
www.tekkietax.org/shop/

Several national non-profit 
organizations including  
Epilepsy South Africa, have  
taken hands to enable a 
singularly focused national 

FUNDRAISING campaign. Tekkie 
Tax is a dynamic project OWNED 
AND MANAGED by Epilepsy SA 
and SAVF to the BENEFIT of other 

welfare organizations. 

Epilespy SA benefits from this 

campaign by raising funds to 
help those with neurological 
disorders.

FRI, 6 AUGUST 2021NATIONAL TEKKIE TAX MONTH KICKS OFF ON
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Spreading Awareness 
Around the World

As an ambassador for epilepsy South 
Africa, as well as being a person with 
epilepsy, spreading awareness to help 
stop the stigma behind epilepsy and 
epilepsy in sport is especially important.

During the most recent Epilepsy South 
Africa Board Meeting, I approached the 
board with my idea on promoting Epilepsy 
awareness around the world. My plan is 
to ride a three-wheeler motorbike around 
the world and do motivational talks at all 
of my stops along the route.

Talks will take place at schools, functions, 
and interviews with the media, as well as 
a ‘YouTube’ channel and a website, where 
people from around the world can follow 
my journey of awareness around the 
world.

I have received overwhelming support 
from the Epilepsy South Africa board 
and a sub-committee including National 
Director, Sharlene Cassel and our 
previous National Director, Marina Clarke, 

By Justin Decker

was established to help raise awareness 
of the ride.

If there are any sponsors or people that 
would like to be involved, please contact 
me on justinjohndekker@outlook.com

In 2019, I went to hospital for tests and 
X-rays and, surprisingly, I do not have a 
brain injury but rather erratic electrical 
activity.

I have once 
again proven 
that, when 
something is 
yours no illness, 
no conditions 
or anything will 
stop you from 
getting it.
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Courage & Strength

It felt like yesterday when my 
grandmother called out for help, and  
my uncle came and lifted me up from  
the floor and put me on the bed. This is 
what my grandmother told me as I could 
not remember anything.

I was dizzy, my head was sore, and I did 
not understand what was happening. I 
was rushed to the hospital, and it was 
then that I was told I had a seizure. Tests 
were run and brain scans confirmed that I 
had epilepsy.

It took a long time for me to come to 
terms with the fact. I could not  
understand why since no one in my f 
amily has epilepsy.

A lot of people said that I was ‘bewitched.’ 
I was told to consult with a Sangoma, and 
I was given some herbs to drink but that 
did not help me; I still had seizures.

I ended up taking the medication I got 
from the hospital, but I did not talk much 
about my condition.

By Khaya Cynthia Thwala

What hurt the most is not being able to 
remember certain things. When my family 
would be making jokes about random 
things that happened in the past, I would 
laugh along but I could not recollect any 
of those items.

I have managed to find the courage 
and strength not to be ashamed of my 
condition. I accept that it is a chronic one, 
which I will live with for the rest of my life. 
I take my medication daily and that helps 
me. However, when I am too stressed, it 
seems to trigger the seizures, so I try to 
reduce my stress.

My family has been incredibly supportive 
and is assisting me to cope with having 
epilepsy.

I have learned 
to ignore the 
social stigma 
and embrace my 
condition.
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I was born on the 9th of August,1990. 
In 1996, I was knocked down by a 
car and hit my head but am happy to 
have survived.

In 2006 I started experiencing 
dizzy spells. We looked in different 
areas for help; spiritual, cultural, and 
medical. Finally, I was diagnosed with 
epilepsy and the doctors set about 
establishing the most suitable means 
of treatment for my condition, which 
was not easy.

This had an impact on my life and 
that of my family as my parents 
did not want me to visit the shops, 
fearing that I might have a seizure.
In 2009, when I was in matric, my 
condition deteriorated, and my 
medication was not working. 

The doctors said that it would take 
time for my body to get used to the 
medication. I was seen as a disabled 
person, and they took away my 
driver’s license. I could not work until 
my condition could be controlled. It 

seemed like the more medications I 
took, the more I became ill.

I was advised not to study because I 
could not handle stress. I continued to 
write exams, but I failed matric, only 
passing 2 subjects: Maths literacy 
(65%) and Life Orientation. I used to 
receive maths achievement certificates 
during primary school. I am proud of 
the fact that, even though I knew I 
would have difficulty in passing Matric, 
I continued until the end. In life when 
one starts a challenge you must never 
give up; see it through to the end.

My hero is Beethoven as he became 
deaf in his 20s but yet he continued 
to compose world renowned Classical 
Music. I felt that if a deaf person could 
compose great music, I can make my 
mark. “There is more in us than we 
think – we just have to find it.”

Following Matric, I focused on my 
strengths, so I decided to concentrate 
100% on gymnastics as this took my 
mind away from everything. Although 
my mom was a very protective mom, 
she was concerned with my doing 
gymnastics or walking alone, in the 
event I have a seizure with nobody to 
help me. She tried her best to protect 
me, and I will always love her for that. I 
have always been a stubborn child. 

“When I love something, nothing can 
stop me” but I never imagined I would 
break a world record.

My Epilepsy and 
my World Records

By Zama Xolani Mofokeng



No condition was going to stop me 
from doing handsprings, and no day 
was perfect if I had not trained my 
gymnastics. When I managed to do 
consecutive back handsprings (one 
hand) really well, I decided to challenge 
the world to see the number they 
required to break the world record. I 
established that no one had ever set 
a record for back handsprings before, 
which meant I stood a chance to set 
this record.

On the 4th of March 2020, I attempted 
to break the world record of the most 
consecutive Backflips on one hand, 
which was hard work but finally, on the 
26th of June, I got an email confirming 
that I had broken the world record, 
making me a Guinness World Record 
holder.

I initially trained on the streets, as there 
were no facilities available to me but 
have managed to change this, and I am 
now training at Centurion Gymnastic 
training facility.
 
I am proud to say I did not get any 
professional training to break the  
world record.

I have been interviewed on television 
on CGTN 408, Expresso, eNCA, 
and then in October 2020, I was at 
sports@10. In the second last episode 
of 2017, they asked people to send 
video clips of themselves. I was one of 
the two that were chosen.

I am the first African to hold a world 
title in Gymnastics. I am also the 
first person in the world to hold the 
world record of the most consecutive 
back handsprings with one hand. My 
record title is used as a publicity of the 
Guinness world record 2019, making 
me the first South African to be used as 

the face of the Guinness  
World Records.

From a person with epilepsy to be a 
world record holder.

On the 6 of September 2018, they 
launched Guinness World Records 
2019. I am featured in the book, not 
just that but my pictures are used 
worldwide to show people what to 
expect on the Guinness World Records 
2019. My record is defined as human 
endurance, meaning superhuman,  
and I have represented my country in 
many ways.

MY EPILEPSY

In 2019, I went to hospital for tests and 
X-rays and, surprisingly, I do not have a 
brain injury but rather erratic electrical 
activity. I have once again proven that, 
when something is yours no illness, 
no conditions or anything will stop you 
from getting it.

Google Zama Mofokeng Guinness 
World where you will learn of my 
achievements:

On 27th of March 2021, I broke 3 
world records within an hour, i.e., 
most consecutive back handsprings 
(one hand), (alternating hands) and 
(interlocked hands).   

I am an Ambassador of Epilepsy SA 
Mpumalanga – Limpopo, Epilepsy 
south Africa. 

To other people with epilepsy, do not 
let your condition stop you or decide 
on your destiny; we have more than  
we think we have.  

We are winners, so let us behave like 
them.  We are God’s handwork and  
can do all!!
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My 49 jaar met epilepsie het nie 
begin met my geboorte nie. Dit het 
begin toe ek 2 jaar oud was.

 Tydens ‘n nael breuk operasie het 
die narkotiseer my te lank onder 
narkose gehou. Dit het veroorsaak 
dat ek stuipe gekry het, wat weer 
oorgegaan het in epilepsie. Van my 
eerste jare met epilepsie kan ek nie 
veel onthou nie. 

My eerste herinneringe gaan terug 
toe ek 5 jaar oud was. Soos ek 
ouer geword het, het my aanvalle 
vererger tot by die punt van “grand 
mal”. Die aanvalle het tot 20-minute 
lank geduur, waarna my ouers 
my hospitaal toe moes neem om 
opgeneem te word. 

Tydens die aanvalle het ek my tong 
stukkend gebyt wat sere op my tong 
en in my mond veroorsaak het. Een 
van die dinge wat my altyd sal by bly 
is dat ek in die hospitaal in ‘n suurstof 
tent geplaas is. My ouers mag nie in 
die tent ingekom het nie, en kon net 

deur die venstertjie na my gekyk het.
Om my pille in te bêre het my Ma vir my 
‘n geel “tupperware” houertjie gegee. 
Daardie geel houertjie het so deel van 
my lewe geword dat ek dit vandag nog 
gebruik. My lewe, epilepsie, pille en 
die houertjie is onlosmaaklik deel van 
mekaar, waar die een gaan daar gaan 
die ander.

My skool jare was n konstante 
uitdaging. Ek was vir ten minste vir 
‘n week per termyn in die hospitaal. 
Dit het veroorsaak dat ek baie 
skoolwerk verloor het, wat ook in my 
punte gereflekteer het. My epilepsie 
het ook veroorsaak dat ek baie min 
selfvertroue gehad het. Ek was baie 
selfbewus en skaam as ek ‘n aanval in 
die klas gekry het.

Deur my hele skoolloopbaan was ek 
op verskeie medikasie en is daar ook 
baie kombinasies probeer. Tydens die 
eksperimente om die regte kombinasie 
medikasie te kry moes ek deur baie 
newe effekte worstel. 

Die newe effekte het gewissel van 
moegheid, sukkel met konsentrasie, 
hardlywigheid (waarmee ek vandag 
nog sukkel), droë mond, opgeswelde 
tandvleis, angstigheid, hartkloppings 
en slaaploosheid. Niks het behoorlik 
gewerk nie, totdat Dr Rossouw eendag 
uit desperaatheid voorgestel het dat 
ons Urbanol probeer in kombinasie 
met my ander medisyne. Ek was toe 
reeds 21 jaar oud. 

My Lewe met Epilepsie

Deur Selma Wesseloo



Die Urbanol het ‘n groot veskil 
gemaak. Dit het veroorsaak dat my 
epilepsie tot so ‘n mate onder beheer 
gekom het dat ek “normaal” kon 
funksioneer. Op die stadium gebruik 
ek Urbanol 10mg, Redilev 750mg, 
Degranol 300mg twee maal per 
dag. Vir die laaste 6 maande gebruik 
ek ook CBD olie (die sonder THC). 
Die olie help my met angstigheid, 
hardkloppings en slaaploosheid.
In 1987 het ek matriek geslaag. 

My punte was te swak en ek kon 
nie verder gaan studeer nie. Ek was 
gelukkig om te kon begin werk in 
die RGN se biblioteek en later by 
die Departement van Welsyn in ‘n 
administratiewe pos. My epilepsie het 
my egter weerhou om ‘n bestuurspos 
te kon beklee.

Ek is in Desember 1993 met ‘n 
wonderlike man getroud. Op 
daardie stadium het ek nog nie my 
bestuurslisensie gehad nie. My man 
het my aangemoedig om my lisensie 
te kry, wat ek toe ook reggekry 
het op die ouderdom van 35. Na 
27 jaar van getroude lewe het ons 
drie pragtige kinders, twee seuns 
en een dogter. My man was en is ‘n 
groot steun pilaar en vir hom is dit 
so belangrik dat ek normaal hanteer 
word. Vir die laaste 2 jaar het ek ‘n 
klein klere vervaardigings besigheid.
Ek het nou n normale lewe ek is ook 
normaal. My epilepsie, medikasie en 
die geel houertjie, maak my net n 
bietjie anders.

Soos julle sien het ek n normale lewe 
en is ek normaal. Al wat nie normaal 
is nie; is my epilepsie, medikasie en 
die geel houertjie

Daar is vir my gevra om my verhaal 
neer te skryf. Eers wou ek nie, toe 
besef ek dat daar miskien ‘n jong 
dogtertjie is wat net soos ek op skool 
droom om eendag ‘n normale lewe te 
kan lei; wat ook ‘n vrou vir haar man 
en Ma vir haar kinders wil wees. Daar 
is hoop! Epilepsie is nie wie of wat jy is 
nie en dit definieer jou nie. Jy leef net 
daarmee saam.
 
Ek wil graag afsluit met die volgende 
beskrywing van epilepsie:

EPILEPSY

You cannot see it, but I can 
definitely feel it.

You do not understand it, but it 
is what I know.... I have to deal 
with it every day.

You either think I am lazy, or 
you feel sorry for me, but I am 
stronger than you ever know. I 
have to fight it every day.
I do not want your sympathy. 
I just want to be treated with 
respect. I just want to feel 
better. I have forgotten what 
that feels like.

I would like to thank Epilepsy South 
Africa, especially the Mpumalanga 
branch, for all their support. 

They helped me to understand my 
condition so much better!

21



22

2006 (September) was the year when 
life took a different turn.

One night I was sleeping peacefully, 
my siblings came to visit home, and 
then the next morning I saw myself in 
hospital. It was not known what was 
wrong with me.

In 2007, I had my son whilst in 
college. In the following months of 
2007, my seizures continued. I tried 
ignoring them and hoped they would 
go away. Every month I had seizures, 
and eventually was diagnosed with 
epilepsy. However, when they ran 
tests, they could not find anything 
wrong.

I eventually had to drop out of college 
because of the seizure frequencies. 
I started working but unfortunately 
still had to ‘skip’ work due to having 
seizures regularly every month.

One day I woke up early, preparing 
myself for church but the next moment 
I was in bed wondering  
what had happened. I fell in the 
bathroom and could not go; I had 
a bruise on my eye; then I saw my 
father’s pain.

My family has always been there from 
the start. It has been a difficult journey 
for all of us, but they have been my 
pillar of strength. They have played a 
huge role of being protective, shown 
me love through difficult times, and 
they never gave up on me. With their 
help I was able to accept myself, and 
life continued.

Each month when I had seizures, I felt 
the walls closing in on me thinking that 
God has left my side; I would be weak 
sleeping right through the day looking 
at my aging mother take care of me. 
I took my medication, but nothing 
improved.

My son would call my parents when the 
seizures started; he became a hero.
As years went by, I had given up on 
love, life, and all. I would always ask 
God, ‘Why me?’ Whilst going through 
all that, my mother would hold my 
hand, read the Bible, and pray with me.

I am a Survivor

By Lerato Rooi
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Everyone prayed, and my hope made 
me realise that I should be grateful that 
I was still able to wake up. 

In 2017, I went to see a Neurologist 
who changed my prescription. I am not 
healed but I have reduced seizures 
now.

Years passed. I had practically given 
up, but met my husband, and told him 
about my condition. 

He seemed to understand but not fully, 
yet he stood by me, and his family 
welcomed me.

In 2016, my husband and I were 
supposed to spend Christmas with his 
family, but I had a seizure. I still forced 
myself to go and visit, our journey 
was not pleasant as I kept on having 
seizures, but we arrived. In my mind I 
was thinking “why are you so stupid?” 

“These people will not welcome you 
anymore”, but they too stood by me.
In 2018, we got married and in 2019 we 
had our daughter; I now have a family 
of my own. I have a loving husband 
and two beautiful children. Truly the 
Lord can hear our Prayers!

Life has not been easy, but I am coping 
and taking medication, I am still here, 
and God has shown me that indeed, I 
should always put my trust in him, as 
he says in the book of Psalms 118.
It has been 14 years living with 
Epilepsy.

I am braver because I fought a  
giant and won.

I am stronger 
because I had 
to be.
I am happier 
because I 
have learned 
what matters. 
I stand taller 
because I am a 
SURVIVOR!
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Keira-Leigh (or Kiki as she is fondly 
called by her family) lives with her 
mother, father and 12-year-old sister 
in the beautiful coastal town of 
Knysna in the Western Cape. Her 
family are very committed to her 
safety and well-being; her safety is of 
the highest priority to them. 

They take precautionary measures 
such as ensuring there are no stairs 
that she can fall down in their home, 
she is always supervised and simple 
things like holding her hand while 
crossing a road in case she has a 
seizure (as she stops walking) is 
something that they are constantly 
aware of. Kiki’s family is also very 
aware that heightened emotions 
can trigger her seizures so they are 
always very conscious about how 
and when they tell her things that 
could trigger a seizure.

Kiki had to leave mainstream school 
as she was being reprimanded by the 
teachers for not paying attention. 

The children would laugh at her and 
call her names. Her medication also 

caused her to pick up weight and at 
times her medication would make 
her seem ‘Zombie like’ to her family. 
Kiki has learnt to work around these 
obstacles and is now being home 
schooled by her mother. 

Schooling is hard for her as she 
battles with retaining information and 
numeracy. Kiki has made virtual friends 
and is learning to socialise through 
social media and online gaming.

Kiki’s condition has affected her 
physically too. She tires easily, she is 
unable to run around, take long walks 
or do sports. To help her to be active, 
her family got her a special bicycle with 
3 wheels as the bike will not fall over 
should she have a seizure. Her dad still 
needs to ride next to her though as she 
is unable to steer the bike while having 
a seizure.

Despite her many difficulties, Kiki’s 
family tries their best to keep her busy 
and stimulated, while also ensuring her 
safety. 

As Kiki grew up, her family found 
that she loved to bake and make 
up ‘concoctions’ as her mother puts 
it. With her mother being unable to 
work due to Kiki’s needs, their family 
decided to start a small home industry 
business called ‘Treats by Us’. 

Their business makes sweets, fudge, 
biscuits, and other sweet treats to 
bring in income, while allowing Kiki to 
do what she loves in the comfort and 

A Tale of Sweet Inspiration
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safety of their home, surrounded by 
her loving and supportive family. 

The whole family gets involved in the 
creation of these treats and they are 
extremely close. 

Kiki has enjoyed this business so 
much that she would like to open her 
own shop one day to sell her treats 
and employ other people with special 
needs who cannot find employment 
elsewhere.

Keira-Leigh’s parents know that they 
will not always be around to care for 
Kiki. Their vision is to create a business 
that will be able to sustain Kiki as she 
grows older. 

She will never be able to live alone or 
go out alone, nor will she be able to 
cook without supervision or shop by 
herself and she will need to employ full 
time carers to help her care for herself. 

In order for her to live her own life as 
an independent adult, she will need to 
be able to earn her own money and 
‘Treats by Us’ is the perfect way to do 
just that.

Kiki’s story is so inspiring! Despite all 
the obstacles that she and her family 
have encountered due to her having 
epilepsy, they have not given up and 
have even decided to dream big for 
Kiki’s future! Her family describe her as 
being helpful and as having the most 
beautiful personality. Kiki’s greatest 
wish is to be independent. 

We wish Kiki and her family the best of 
luck in their dreams for ‘Treats by Us’.

Keira-Leigh’s 
parents’ vision 
is to create a 
business that 
will be able to 
sustain Kiki 
as she grows 
older. 
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Living with epilepsy at any level is a 
challenge that few truly understand. I 
have been battling epilepsy now for 
forty-one years and I have found that 
very few realize the complexity that 
epilepsy brings into someone’s life 
or that it even exists. For me, I feel 
it is time to educate society about 
epilepsy at a global level and work 
to remove the stigma that has had a 
hold on our community for too long.

I developed epilepsy at the age of 
two due to a traumatic brain injury. I 
was prescribed phenobarbital which 
made having a childhood nearly 
impossible due to the side effects. 

Throughout my teen years I struggled 
with suicide tendencies and feeling 
a sense of loneliness and isolation, 
not having anyone around me that 
understood what it was like to live 
with epilepsy. Going through frequent 
medication changes and doses 
made it feel like there was no level of 
normalcy in my life.

 My parents received no support or 
guidance from the doctors, resulting 
in a very toxic relationship between 
us. Epilepsy caused a lot of pain to my 
family members, and it has taken a lot 
of time to find some level of healing 
and acceptance.

Despite the negativity that epilepsy  
has brought into my life, I made up 
my mind that I was going to live my 
life to the fullest. I went to college and 
obtained both undergraduate and 
graduate degrees. 

Many felt that being a person with 
epilepsy, I should not be attending 
college, feeling that I would not be 
able to find gainful employment. I knew 
living in America and having a failing 
healthcare system that was based on 
free market, if I was not educated and 
able to have gainful employment, I 
was not going to live long. Having an 
education and being employed was 
the only way I would survive.

In 2004 I finally had enough of my 
neurologist who was pressuring me to 
go on disability and found a new one. 

He helped me to make the proper 
medication changes and seek the care 
I needed. Because of this, I have not 
lost consciousness for over sixteen 
years. My doctor helped me gain my 
independence, be able to drive, and 
work towards removing toxicity from 
my life. I was able to break away and 
work towards healing.

Living with Epilepsy

By Natalie Boehm
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The reason I have lived this long is 
because of my husband and children. 
My husband has been my advocate 
and best friend. My children know I 
have epilepsy and they are supportive 
of me knowing the challenges that 
come with having a chronic illness. 

I know I am blessed and receive a 
level of support now that many do 
not. It is because of that I advocate 
for the epilepsy community and work 
in nonprofit to help those battling 
epilepsy gain access to resources and 
help them to live a better quality of life.

To have a better quality of life, you 
must want to have a better quality of 
life. Having epilepsy, it is extremely 
hard to obtain. I am still working on 
trying to find a good quality of life. 
I have been blessed to meet many 
people with epilepsy on a global level. 

One is my good friend Dr. Kate 
Couchman, who has been helping me 
to achieve my goals. The hardest thing 
has been acknowledging that I have 
not taken the time to learn to love and 
accept myself. 

My entire life has been a fight trying 
to prove to others that I can survive 
despite having epilepsy. For the first 
time, being able to take a step back 
and learn to love myself has been very 
therapeutic. It is something we all need 
to learn to do.

As a community, we need to come 
together on a global level and educate 
people about epilepsy to work towards 
reducing the stigma many of us have 
experienced. 

Until we can educate those who do not 
battle epilepsy and establish the need 
for better opportunities in education, 
employment, and healthcare, we are 

going to continue to feel the stigma. 
One person cannot make this happen. 
We must all unite and work together to 
make this possible.

I would say to anyone who reads this, 
if you have epilepsy, you need to live 
your life to the fullest. Things are going 
to be difficult at times, it may feel like 
no one understands what you are 
dealing with. At the end of the day 
though, you matter. Your health and 
well-being matter like everyone else 
and epilepsy does not make you any 
less of a human being. 

Take the lemons that epilepsy has 
thrown at you and turn them into 
lemonade. If you do not have epilepsy, 
take the time to learn about epilepsy 
and the effects a neurological disorder 
can have on someone’s life. 

Treatment for epilepsy is very harsh as 
many anti-epileptic medications come 
with negative side effects. Support 
those you know who are battling 
epilepsy and understand they have 
good and bad days like every other 
human being.

Stay strong, 
stay healthy, 
and live life 
to the fullest. 
Let us all work 
together to 
defeat epilepsy.
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QUESTION
 
My 28-year-old brother used to live 
with my mother. He moved in with 
me and my family after my mother 
passed away two months ago. How 
will I know what to do? 

ANSWER

You have taken a significant step by 
taking on responsibility for caring for 
your brother, but it is important that 
you prepare everybody involved. 
This would include your brother, 
yourself, and your family.

Find out as much as you can about 
your brother’s condition:

• What does his seizures look 
like? There are different types 
of seizures and people’s 
experiences differ. Seizures can 
also change over time. You will 
need to understand what to do 
when a seizure happens and 
how you can help. 

• What medication is your brother 
taking? Make sure that you have 
a list of all medication, i.e. when 
it must be taken and the specific 
dosage to be taken. You may 
have to help your brother to 
take his medication regularly as 
this will help to keep the levels 
present in his blood at the right 
level.

• How often does he see his 
doctor or visit the clinic? He 
will need to see a medical 
practitioner from time to time to 
get his medication and assess 
his condition.

You can contact the nearest Branch 
of Epilepsy South Africa by calling 
0860EPILEPSY to speak to a social 
worker who will be able to offer 
support to you and your family. In 
addition to information, they can 
also offer counselling services and 
ensure that your brother is included 
in development programmes, 
including finding a job.

QUESTION

My seven-year-old daughter was 
recently diagnosed with epilepsy. 
While she is doing well with 
treatment, we do not know how this 
will affect her two older brothers. 

What should we do?

ANSWER 

A diagnosis of epilepsy does 
not only affect the individual, but 
also those around her, especially 
family members. To help your sons 
understand their sister’s condition 
you need to explain what epilepsy is 
and what it is not.
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The boys may fear that they caused 
their sister’s epilepsy in some way 
or that they may “catch” it from 
her. Children can easily believe 
the myths and stereotypes held by 
their schoolmates. They may also 
have a difficult time coping with 
ridicule, teasing and ignorance. 
Your understanding as parents and 
your response to your daughter’s 
seizures provides a model for the 
boys to follow.

Take time to talk with your sons 
about epilepsy as this will increase 
their ability to cope and ease any 
frustration they feel about their 
sister’s epilepsy. Be sure to spend 
time one-on-one with each child. 
The boys will be aware of the extra 
time you spend with your daughter 
and can feel left out. Give them 
information about how to explain 
seizures to their friends.
Give your daughter the same 
responsibilities, duties, and 
privileges as the boys. Do not give 
in to her because you fear she will 
have a seizure. Some children may 
threaten with a temper tantrum 
which parents often fear may lead 
to a seizure. Treat your daughter the 
same as you do your sons.
 
Do not limit play opportunities 
between your daughter and her 
brothers. The precautions you would 
normally take will usually apply to 

your daughter as well. For example, 
no child should ever swim alone. 

Talk to your daughter’s doctor about 
any special precautions that may be 
required and contact the nearest 
Branch of Epilepsy South Africa by 
calling 0860EPILEPSY for further 
help and advice.

QUESTION

Somebody from Epilepsy South 
Africa spoke at our church recently 
and told us that it was important to 
accept people with epilepsy. Why 
is this?

ANSWER 

To be healthy every person should 
have the same opportunities to take 
part in meaningful daily activities. 
These opportunities are usually 
determined by how inclusive a 
community is and how willing people 
are to accept people with epilepsy.
People with epilepsy can engage in 
activities that lower their chances of 
having seizures and might reduce 
the impact of their epilepsy. Many 
people with epilepsy unnecessarily 
experience life quite differently. They 
may not have a sense of presence 
in the community and may not have 
access to activities they prefer or 
desire.
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People with epilepsy are often not 
acknowledged in the community, or 
if they are, it may be in a negative 
way. Too often, these people do not 
have close friends with whom they 
can share their desires, time, and 
lives.

Being socially included means that a 
number of things are present in your 
life. Fredrick Beuchi Mboya has a 
sister with epilepsy and believes that 
inclusion means that people with 
epilepsy:

• Experience a sense of belonging. 

• Are accepted (for who they are) 
within their communities. 

• Have valued roles in the 
community. 

• Are actively participating in the 
community. 

• Are involved in activities based 
on their personal preferences. 

• Have social relationships with 
others whom they choose and 
share common interests. 

• Have friends. 

When people experience some or 
all of these conditions in their lives, 
they are more likely to be happier 
and healthier. In fact, social inclusion 
is an important determinant of 
health. 

Without inclusion, people are more 
likely to experience poor health, 
particularly mental health, loneliness, 
isolation, and poor self-esteem.

There are many pathways for 
inclusion. You can make a difference 
by learning more about epilepsy to 
overcome the fears many people 
have about the condition, and 
accepting people with epilepsy. 

The nearest Branch of Epilepsy 
South Africa can help you. Simply 
call 0860EPILEPSY.
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