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I  certainly don’t regret 
my experiences because
without them, I couldn’t
imagine who or where I 
would be today. Life is 
an amazing gift to those 
who have overcome great 
obstacles, and attitude is 
everything!

- Sasha Azevedo.

“



EPINEWS

Editorial 

Igniting the Flame

My Passenger

My Life With Epilepsy

If You Look For The Positive

Out Of The Ashes

Ignite The Flame

Soothing My Partner

Things To Think About

EDITION TWO | 2022

04

05

06

08

11

12

14

16

17

My Life With
Epilepsy 

08

It took one seizure at High School 
for the news to spread and 

resulted in me experiencing the 
negative anti-social attributes 
associated with epilepsy i.e., 

exclusion, humiliation, etc. 

Inter-Sectoral
Global Actions

25

The World Health Organisa-
tion (WHO) is a specialised 

agency of the United Nations 
responsible for international 

public health. 

Our Epilepsy
Warrior

22

Angie was diagnosed with petit 
mal epilepsy in 2015 at the age of 

six (6).  She was having 
hundreds of absence seizures a 
day and completing simple tasks 

like trying to get dressed 
was extremely di�cult.

Our Inner Fire

Reaping Slowly But Surely

Fits And Starts

Our Epilepsy Warrior

Goals And Dreams In Life

Lighting The Flame

Inter-Sectoral Global Action

Epilepsy Membership

18

19

20

22

23

24

25

30



EPINEWS

EDITORIAL 
EDITION TWO | 2022

Epinews is Epilepsy South Africa’s 
bi-annual newsletter and is compiled 
by people with epilepsy, for people 
with epilepsy. It o�ers a platform to 
share their experiences and stories 
of inspiration. I thank our dedicated team at 

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

To our EpiNews Team: Lesley 
Donnelly, our co-editor in Ireland; 
Sharlene Cassel, National Director 
Epilepsy SA; Megan Hunter, 
Marketing and Admin Support 
Epilepsy SA; Dr Kate Couchman; 
and Bronwen Assink; a special 
thanks for your contributions and 
ideas in putting this edition together.

Feel free to contact us via 
Epilepsy South Africa National 
O�ce on 0860EPILEPSY or 
email info@epilepsy.org.za

HELP us 
make a di�erence

in the lives of 
others!

By Tim de Villiers
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Our theme for this edition: Igniting the Flame
 
Epinews is Epilepsy South Africa’s bi-annual 
newsletter compiled by people with epilepsy,
for people with epilepsy. It o�ers a platform for 
people to share their experiences, knowledge and 
stories of inspiration. 

Epilepsy is a neurological condition that a�ects people 
in many di�erent ways. Many see it as a setback in 
their life and, out of worry, humiliation, discrimination; 
they often lose confidence in themselves and ultimate-
ly their self-esteem. Often other people hold them back 
out for many other reasons, in an attempt to protect 
them. These factors can have a significant impact on 
ones potential of a truly great lifestyle.

It takes Courage and a Leap of Faith to Ignite that 
Flame of change. In this issue, we share how many 
people have turned their lives around. It by no means 
is easy, but is worth it, as we all deserve the right to a 
healthy life.   

We include articles from a few members who shared 
how they set about lighting their flame of courage, 
which set them on a path to a healthy lifestyle. 
Learning by example is a step in the right direction.

We trust you will all find this publication inspiring, and 
we encourage you to share your life story, achieve-
ments, research, etc. in our future editions. You do not 
need to be a writer to share your experience – just 
express yourself, as you feel comfortable in your home 
language. 

You may submit articles to Tim de Villiers:
tim.devilliers@capetown.gov.za or Megan Hunter: 
admin@epilepsy.org.za
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Reaping Slowly But Surely

Fits And Starts
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Inter-Sectoral Global Action
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In line with the goal of the 
advancement of the rights and 
freedoms of persons with 
disabilities in South Africa, and 
the improvement of their quality 
of life, 

SADA’s four objectives are: -

• Key policy and legislative 
issues relating to disability at 
national, regional (African) and
international levels.

• Norms and standards of 
services, and service delivery 
to persons with disabilities.

• Participating in research 
projects and initiatives.

• Public education, awareness; 
and self-representation of 
persons with disabilities.

SADA promotes collaboration in 
terms of joint initiatives, 
campaigns, programmes, and 
projects between role-players in 
the disability sector and other 
societal and governmental 
role-players.

Epilepsy SA founded and is an integral part of the South 
Africa Disability Alliance. Epilepsy SA has been a valued 
member of the Alliance since its establishment and 
SADA supports the Domestication of the Intersectoral 
Global Action Plan on Epilepsy and Other Neurological 
Disorders (IGAP).

Currently, the National Director of Epilepsy SA is the 
Vice-Chair Lady of SADA. SADA is proud to have 
Sharlene Cassel (National Director of Epilepsy SA) and 
Melanie Lubbe (SADA Secretariat) serving on The 
Regional Committee (RCC) of International Bureau of 
Epilepsy (IBE) Africa to assist with the IGAP and its 
adoption in South Africa.

SADA exists as a consultative forum of member 
organisations on issues of mutual concern and interest.

THE COLLECTIVE VOICE 
OF THE DISABILITY SECTOR
IN COLLABORATION



6 When I was 8 years old, I walked down the stairs to my mom in a little dress for 
civvies day at school and the next thing I remember was waking up and my 
mom and dad, with tears in their eyes asking if I knew my name and who they 
were. 30 minutes later I could tell them. I had my first tonic clonic seizures and 
was unconscious for 3 hours. 

My life changed forever that day. I know my family’s life changed that day too. 
You see my whole family is a medical one, doctors and nurses. Epilepsy is a 
Neurological disorder that cannot be cured. They felt helpless. 

MY PASSENGER
By Sharlene Cassel

every morn
ing

is a new
beginning

Over the past 40 years I have had so many tonic clinic seizures that we can no longer count them, 
petit mal have abounded too. I have had to relearn numbers and names and all sorts of information 
repeatedly.

Despite all of this, my parents saw ME. They believed in me as the person and I was and am a 
PERSON with Epilepsy. You see they never defined me by my Epilepsy. They taught me that my 
Epilepsy would always be my passenger. My parents and rest of my family accepted me as I was 
and am today. The support has been incredible. I am forever grateful to those closest to me. I 
know it has not been easy for them. Every time I have to go through the recovery stage it takes 
longer as I get older. 



The tools my parents have given me, are resilience, 
tenacity, courage and belief in myself.  I have 
become a success today not despite my Epilepsy 
but because of my Epilepsy and the tools I have. 
My family have been unwavering in the support 
and belief in me. 

When the main stream school wanted to move me 
to a remedial school, my parents said no. Just 
because I went from an “A” student to an “F” 
student didn’t mean I could not do it! It meant I 
needed more support. All these years later I have a 
thirst for knowledge, a quest that is unsatiable. 
Again even though my focus and concentration is 
so di�cult. I will never give up to improve them. I 
will never not learn from others, using new 
techniques of rewiring my neurological pathways. 
I know it is possible. I am testimony to it. 

My neurologists over my life have never 
understood my success, they say I am an anomaly. 
I am not. You can be too. I am BECAUSE of my 
Epilepsy. I am a warrior who keeps going and 
embraces the tough times. I love with my whole 
heart, I do my best with this amazing toolbox I have 
been given. 

I want you to know writing this is hard. I only 
starting talking about my Epilepsy 8 years ago to 
people. The breaking stigma is what drives me 
today. Every person on this planet is di�erent. So I 
ask you, just because I have Epilepsy am I any 
di�erent to a person who has other hardships? 

Today I can stand and give you a 
little glimpse into my journey. All I 
hope from the epicentre of my 
heart is that I give you HOPE. Life 
is not easy at times for anyone. 
Having a neurological disorder is 
my passenger. It is ok! 

Today I know a few things, if I want 
a quality life, I have to make wise 
choices, these include my sleep, 
my breathing, my eating, my 
emotional states (Stress 
Management) and certainly to 
keep moving (Exercise) a little or 
lot each and every day. 

Epilepsy is a life-time 
neurological disorder and is 
my passenger.  It is not a 
disease.  I am an epilepsy 
warrior. 7

#goodvibes

 Wow, it is hard. All I can do is do my best. So do yours too!



MY LIFE WITH

By Tim de Villiers  

I was diagnosed with Epilepsy by the late, Professor Francis Ames 

(Groote Schuur Hospital, Cape Town), at the age of ten (10) 

(approx.1971). This brought about a slight adjustment to my life at 

the time and during Primary School. However, I often felt alone 

with this condition, as I did not know anyone else who had epilep-

sy and the impact became more apparent in High School during 

my mid-teens. It took one seizure at High School for the news to 

spread and resulted in me experiencing the negative anti-social 

attributes associated with epilepsy i.e., exclusion, humiliation, etc. 

which in turn impacted on my confidence and self-esteem. The 

teachers said I could no longer participate in the sports I enjoyed, 

such as swimming and cross-country running. 
EPILEPSY

Fortunately, I had a supportive loving family, and 
my parents supported me in my cycling and 
swimming, which, although had certain risks, gave 
me some freedom. I did not have to compete 
against others, and I could set my own goals. I 
learnt that having the freedom to enjoy my sport at 
my pace, on my goal path, reduced the stress of 
being denied activity, letting a team down or the 
competition against others. Less stress led to 
greater personal achievements.
 
At the end of my Standard 9 year (Grade 11), my 
late father arranged a temporary holiday job in the 
City of Cape Town Land Survey Department, to 
help with basic mapping work. I have good 
technical drawing skills and they needed 
assistance with mapping work. After matriculating 
in 1981, I returned to the same department, where I 
was o�er a position as a learner draughtsman. I 
aced the various technical drawing courses, which 
gave me a lot of encouragement. I still lacked 
confidence in myself in following through with 
tertiary studies at the time, but I recall an elderly 
man in the o�ce suggesting I study Civil 
Engineering. 

One day, I attended a group session held by South 
African National Epilepsy League (SANEL), now 
known as Epilepsy South Africa, where I met three 
other people with epilepsy. I realised that I was not

alone and that meeting others in a group session 
was quite therapeutic. This led me to establish 
Epicare Cape Town on the 6th October 1986, the 
first epilepsy support group in the Cape Province 
at the time. I also established the groups monthly 
“Brainstorm” newsletter. My goal was to make a 
di�erence for others a�ected by epilepsy. We 
invited numerous guest speakers from medical 
and associated fields to address our meetings and 
over a period of time, our membership grew to 
approximately 250 people with epilepsy. 

During this period, I did a bit of soul searching and 
tried to understand my condition, epilepsy as a 
whole, and the experiences of others. I also 
decided to ignore the negative epilepsy thoughts 
and approached epilepsy with a positive attitude, 
identifying the characteristics of my condition, 
triggers, and thresholds. Essentially, in running 
Epicare, I turned my negative epilepsy energies 
into positive energy, which not only developed 
my passion for helping others, but also completely 
changed my perspective on life. Although, Epicare 
closed 26 years later, in 2011, my passion in 
helping others to believe in themselves, look at 
their lives from a di�erent perspective, and learn 
how to manage their condition, continues today. 
The reward of hearing “Thank you for helping me” 
is priceless. 
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Looking back, I attribute my achievements to 
personal development, changing my 
perspective on life, positive attitude, and 
determination. Having worked hard against the 
challenges of epilepsy over the years, has 
spurred me on to continue setting new goals. I 
have learnt to control epilepsy rather than allow 
epilepsy to control me. Having epilepsy has made 
me a better person and given me the passion to 
help others overcome their barriers and guide 
them on to a path of success. I thoroughly enjoy 
the work I do and have no time to think about 
epilepsy. 

SPORT: 
Cycling, Mountain Biking and Swimming

Sport has always played an important role, as it is 
a break away from everything else. One can 
enjoy the ride at your own pace or reach for a 
new goal.  

• I started Road Cycling when I was 12 and 
started participating in the Cape Town Cycle Tour 
in 1981. I have completed 35 Cape Town Cycle 
Tours and cycle at least 80km each Saturday 
throughout the year with my wife and a club.

• I took up long distance swimming at the age of 
40 and entered many Mile (1.6km swimming 
events) and trained 100 lengths at gym with two 
underwater lengths over a period of 3 years. I 
eventually gave it up as I favoured cycling more. 

• I started mountain biking in 2007 and now 
prefer it more to road cycling. On Technical 
Mountain Biking Trails, one cannot lose focus as 
every second one is making a di�erent decision 
and reacting to obstacles. It can be a complete 
rush and invigorating experience, taking one 
away from tra�c into nature.

By the age of 30, I had gained significant 
confidence in myself, had a good understanding 
of my condition and a positive outlook on life, 
and this led me to work on the next phase of my 
life. At that time, I worked in a Town Planning 
Department of the City of Cape Town as a 
Senior Draughtsman and the Tra�c Engineering 
Department was adjacent to my o�ce. I did a bit 
of research and decided that I would like to 
follow this path. 

Following a discussion with our Director and HR 
agreed to grant me a full time bursary to study 
for a higher diploma Civil Engineering. After 
graduating, I was appointed as a civil 
engineering technician in the Transport 
Department, where I worked during the day and 
attended evening classes, in order to complete 
a degree in Tra�c Engineering and 
Transportation Planning. This was tough going, 
but I have not looked back, and this pushed me 
to pursue other achievements and 
opportunities. 

I have been in the employ of the City of Cape 
Town for almost 41 years of which 26 years 
have been in Tra�c Engineering. I am currently 
a Senior Tra�c Engineer, and manage the City 
of Cape Town’s South Metro Region Transport 
Network Development Department, where we 
coordinate most of the local Tra�c Engineering, 
Management and Road Safety projects. 

I represent our department on a number of 
project planning teams, such as the Integrated 
Rapid Transport (My City) priority bus routes, 
Non-Motorised Transport cycle and pedestrian 
network planning, and Congestion Relief 
Planning Teams for the Arterial Network in the 
region. 

Although there are daily challenges, I have 
developed a passion for my work and have 
good working relationships with everyone in our 
working environment. I initiated a workflow 
management system and numerous standard 
formats for technical report writing. I enjoy 
analysing and identifying solutions to problems 
and seeing the results.

9
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We spend a significant time of our lives working and, as a person with epilepsy, it is important to create a 
working environment that will be enjoyable, safe, secure, and supportive, where one can feel reassured 
that there would be support in any way, when needed. 

Generally, people with a condition like epilepsy, tend to put in the extra e�ort, subconsciously, to show 
others that they can be as good, if not better than the next. Take heed not to overdo this, as increased 
subconscious stress may place yourself at risk.  

Be responsible when applying for a job within the scope of one’s condition i.e. know your epilepsy condi-
tion well enough to understand what type of working environment will be safe for you, and those around 
you.

Some people can be cruel, discriminatory and there are gravediggers or back stabbers, who will under-
mine people to their benefit – keep them close and get to know them. They are generally the lesser 
beings, and in confrontations, remain calm and hear them out. Stand firm on what you believe, try to 
mediate, think about potential consequences of ones actions, determine how best to deal with a situation, 
do not hold grudges and rather try to re-build a bridge with them. 

The general principles in a working environment are so important and some of the following helped me in 
developing a good working environment – it will help alleviate subconscious stress:

WORDS OF ADVICE

Life is too short to sit and dwell on the negatives and       the limitations of having epilep-
sy. We are all di�erent beings, so you need to be positive and accept what you have. Do 
not let others push you back or discourage you. You need to find your own direction in 
life and do not be afraid to try something new. 

Have faith and believe in yourself, walk tall and be proud of who you are. Identify and 
develop your strengths, never give up and set realistic goals, as no matter how small, the 
reward will be great for you. Live by example; it gives them encouragement and hope too.

IN THE WORK PLACE

Light your Flame of Potential

• Use ones’ skills and develop a passion for the 
work – passion makes it less stressful.
• Develop good working relationships, networking 
and work ethic.
• Positivity, confidence and being prepared to go 
the extra mile.
• Put yourself out there – let people see your 
potential, beyond what you have.
• Set goals on what you want to achieve and plan 
on where you would like to see yourself. 

• In a new environment tell people subtly about 
epilepsy and, if they are interested, tell them more.
• Good communications, so people know what to 
do in the event of a seizure.
• Do not be afraid to acknowledge failure nor use 
epilepsy as a crutch for shortcomings.
• Treat all people respectfully and win them over; 
you may need them.
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Liv
e a good story

By Simon Hewitt

• Defend your boundaries: Whether it’s 
self-preservation or self-awareness, 
understanding our capacity and being able to 
identify when we are reaching critical mass can 
be what makes or breaks us. In those moments, 
“Pushing through” is the worst decision we can 
make and, it almost always ends in calamity. 
Know your limits, “buy” your vitally important 
breaks in the day and defend those boundaries 
with all you have.

• Own your spoons: Every one of us is either 
collecting or giving away spoons with every 
interaction we have during the day. Ask 
yourself, “If I give this spoon away, will I still 
have another left for what really matters to me?” 
That doesn’t mean cutting someone o� or 
ignoring that phone call. How I deal with it 
however will change when I protect my last 
spoon for the day.

• Stop binging and start building: I am old 
school when it comes to things like handwritten 
task lists but, without them, my day would be 
highly unsuccessful. The main objective, for me, 
of a task list is not to get things done but, rather, 
to have something to reflect on at the end of 
the day. Even if I don’t complete them all, the 
tasks I have completed can be rewarded and 
celebrated as something earned. I have seen 
and fallen victim to the opposite. The “I’ll just 
watch one more episode and then I’ll get some 
work done” mindset; it’s unhealthy. Celebrate 
the two things you did today and use them to 
do three things tomorrow. 
#SmallStepsBigChanges.
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IF YOU LOOK FOR
THE POSITIVE
If you look for the positive, you will 

find it. if you look for the negative, you 

will find it. The question is what are 

you looking for?

I was recently privileged to spend some time with 
a friend who is on the frontline of helping people 
with epilepsy. To say that the time was an eye 
opener would be an understatement!

For many of us, like myself, we spend much time 
agonising over how we manage things like self-dis-
cipline, our capacity, or boundaries, even down to 
what we are going to eat today that we loose sight 
of how fortunate we are to be in a position to 
consider such things.

When I understood what a typical day in the life of 
a person with epilepsy is like, I realised that we 
have so much to learn from them and, I want to 
take this opportunity to highlight a few of those 
lessons.

So, why did I start with the quote that I chose at 
the top?
For me, looking for the positive opportunities is all 
about taking our heads out of our bubble and seeing 
what’s going on around us. Taking the moments that 
we have, to protect our boundaries, to see the world 
through the eyes of others and to grow in our 
awareness of our surroundings. We have a choice, 
and we have an amazing example of how to do this, 
through people with Epilepsy.

If you are reading this, and you are a person with 
Epilepsy – thank you, you have taught me so much 
about the way I view situations in my daily life. You 
are amazing, you are inspirational and, you are 
heroes. Your skills that you have had to develop to 
have a “normal day” have given you a head start on 
so many others
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By Aaliya Essack

I wasn’t born with epilepsy, it crept up on me insidiously as I reached the end of my 
teen years. It started out with moments of blanking out-what I’d later understand 
were absence seizures. It would still take a few years, episodes of grand mal 
seizures & inexplicably normal EEG’s before we managed to capture the correct 
data. I was diagnosed with epilepsy. At this stage I was 22 and used to unexplained 
seizures. Maybe it should have been a relief the day the doctor walked in with 
answers & a treatment plan but all I felt was the walls closing in. I felt as though 
every plan for my future was being altered as he spoke, every opportunity & open 
road being cut o�. I’d been having seizures for a while but until I heard the word 
‘epilepsy’ I never contemplated how vulnerable I was out in the world. What would 
happen to me if I had a seizure in public while alone? What if I lost consciousness & 
somebody robbed or assaulted me or worse? Would I ever find my independence if 
my absence seizures continued to occur without warning making it impossible to 
drive? 

OUT OF THE 

Before this, I had travelled by myself, lived & worked with friends in foreign countries. I had spent my life 
dealing with a rare disease but I had pushed hard during the better moments to find some normalcy & 
shove as much living into life as possible. It didn’t always work, I didn’t always win, but I was always 
determined to try & then it all turned upside down in a way I couldn’t wrap my head around. At the time I 
had a doctor I was especially close to. He’d been treating me for a while & as a critical care specialist 
he’d gotten me through some very dicey situations. He was also the sort of doctor that would sit at your 
bedside cracking jokes & telling ridiculous stories until you fell asleep because you were young and the 
ICU could be terrifying. The night I was diagnosed, he showed up in my room. He didn’t work at that 
hospital, it was out of his way, but he showed up, for me. He sat in my room & I cried, he reminded me 
that we’d gotten through much worse, we’d get through this too. He knew it was unexpected & hard to 
process but I had good doctors, a great support system & he would be there every step of the way to 
help me. A week later, this man, just into his forties would su�er a massive heart attack and his family, 
friends & medicine would lose a shining light. The tragedy felt overwhelming, how would I ever get 
through when life just kept beating me down?

12
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Fast forward to almost 10 years later… my life is 
definitely not perfect. Still sick, still having 
seizures that catch me unawares. Just before 
writing this I caught up with some old friends from 
high school. It made me think of what I had 
imagined for my life back then, this certainly isn’t 
it, but that isn’t a bad thing! My dream had always 
been to go to medical school & I made it there, 
until my seizures made it impossible to keep up. 
The point of going to medical school, for me, was 
always to help people. Being diagnosed with 
epilepsy pushed me into doing more research & 
meeting people who su�er from the same rare 
condition I do, Ehlers Danlos Syndrome com-
bined with this basket of neurological 
co-morbidities. Realising how many people out 
there can’t get answers or help pushed me into 
wanting to write & share my experiences, to learn 
as much as humanly possible about patient 
advocacy. That was what was sorely missing in 
my life when I was diagnosed. There was nobody 
nobody to turn to who was going through the 
same things that could get me through, to under
stand my fears while also empowering me. But I 
can do that for other people. Thinking of the 
people I’ve gotten to meet, if I’ve given them a 
fraction of the light that they’ve lit in me that’s all 
the win I need. 

Epilepsy, Ehlers Danlos Syndrome, grief, losing 
med school-a perfect storm. Followed by people I 
leaned on leaving in the most destructive ways 
didn’t make me want to stop helping people but it 
did make me wary of who I trusted. I’ve learned 
there’ll always be people who let you down but it 
shouldn’t extinguish your flame. The right people, 
the good ones who deserve to be in your life, 
well, you can throw every excuse & the kitchen 
sink at them, they’ll laugh & won’t move. Not 
because you’re not strong enough to blaze your 
own trail, but why do it on your own? Don’t let 
yourself be put into a box & don’t put yourself 
there either. There is more to you than just your 
diagnosis. Take the love that people o�er, you 
don’t need anybody’s validation but empathy is 
powerful & kindness brings peace. Let the 
people who choose to be in your life stay there 
as long as they do not dim your flame because 
the good ones…will add to your passion to keep 
doing life on your terms and you will bring them 
the same with the bright flame in you. 

There’s few diseases quite like epilepsy in 
reminding you how little control you have, you 
can do it all right & still fall short at times. But what 
could give you a more burning desire, to make 
sure you do leave a mark in the way you choose? 
I thought my diagnosis would be the end, it 
wasn’t. I won’t preach on about the bright side, 
life would be better without epilepsy & I feel 
positivity can be toxic at times & should be 
consumed on demand (your demand!). But at my 
10 year reflection point, I smile because my life 
has never been more complicated but my flame 
has never burned more determinedly. Personally, 
professionally, this diagnosis & the fallout 
impacted my course in life, but it also started a 
spark that has been nurtured into a fire & any day 
now you might see me sitting in gorgeous Greek 
ruins surrounded by Olympic torches. 

Ok that’s dramatic but so am I & it would make 
a killer Instagram post!
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remembered. I was in a hospital, where I stayed for 
5 days, unable to remember my name! This was the 
first time I was worried as on day 4 it sank in that I 
was alone; I had no ID, I didn’t know who I was and 
nobody else knew who I was, so how was I going to 
get anywhere safe when I got out of hospital? 

Fortunately, the rest of my Australian trip was 
seizure free, and Mum didn’t prevent me from 
travelling, as I went back to Australia for another 3 
years to study, have lived in Europe for 2 years and 
the UK for 6. Once, after a sailing holiday, I had a 
seizure at work in the UK and had my driver’s 
license suspended for a year. They did allow me to 
use public transport for free, but the buses were so 
infrequent that I decided to start cycling. This 
sparked a real passion in me, so I joined our local 
cycle club, where I met a Triathlon coach and I 
started training with a fabulous squad. I started 
competing again, winning races, and loving the 
freedom, togetherness, and thrill; my seizures 
decreased.  

I’ve always been encouraged to live my life. There 
have been times when my seizures increased to 
over 100 a day and it was TOUGH, but we weren’t 
going to give up. We found a solution that worked 
for me! 

It may sound strange but I’m grateful for my 
epilepsy. It has taught me so much and it has made 
me a stronger person. Most importantly, it has 
helped me discover how vital it is to lead a healthy 
lifestyle and what a massive impact this has on 
seizure activity. If only my first neurologist 
emphasised this, and that it did not take so much 
research, trial, and error on my behalf. 

However, as I’ve been in the 
medical field for 25 years, I now
work alongside people’s medical
team to share my knowledge so
they can also have the energy, 
independence, and self-esteem 
they deserve.
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IGNITE THE

FLAME
I had my first seizure when I was 12 years old, and 
then only had about one a year, on waking, so I 
didn’t perceive my seizures as debilitating, embar-
rassing or restrictive. Mum was nervous and used to 
watch me every time I swam, came to all my netball 
and hockey practices, but she never held me back 
from doing anything I wanted to. 

My gran heard gluten and epilepsy could be linked, 
so bought loads of di�erent flours and snacks to 
change my diet and see if there was a di�erence. 
Support, love, and encouragement were never 
lacking in my family.

When I was eighteen (18) I wanted to travel, so o� I 
went to Australia on my own. I had a return ticket 
for a years’ time and absolutely no clue about my 
itinerary. I had a Greyhound bus ticket where I 
could hop on and o� as often as I wanted so I was 
thrilled; adventure awaited! With no technology, I 
kept a diary and posted that home so Mum could 
read about my adventures, and I phoned home 
weekly.

When in Melbourne, I booked a skiing trip (all 
inclusive) so I had no ID and had  few late nights. I 
slept for a bit on the way up to the mountains, as I 
wasn’t feeling great, then I got up to go to the toilet, 
and as we neared our destination that was the last I 

By Dr Kate Couchman

MONTHLY TRIGGER CALENDER 
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drkatehealthcoaching.com

Awareness is power.
Tracking your triggers helps you

gain control.
Record how many hours you sleep

Mark when you take your meds
How stressed do you feel?

How many cups coffee have you
had?

Mark when you have your period
How many seizures?
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By David Keedle

I met my partner twelve (12) years ago; she informed
me about her epilepsy very early in our relationship.

SOOTHING MY

PARTNER

When my partner comes home after 
hospitalisation, she needs a lot of support to get 
her through the first two (2) weeks, as her 
memory and concentration recover, together 
with tiredness.

The most important thing in 

my experience is to be 

strong and positive towards 

the person, just as you 

would with any other illness. 

I knew about epilepsy but had never met 
anybody with it or seen a seizure in my fifty-five 
(55) years prior. It was an ailment that was not 
really discussed, and I feel it was classed with 
scepticism and a dose of embarrassment.

I remember lying in bed at nights seeing my 
partner twitch and worrying if a seizure was 
about to start.

My first experience of a seizure was frightening 
with the noises and contortions she made, but 
because of my love for her I naturally just tried 
to calm and sooth her. The calming did not work 
that well because she was not ‘with us’, to use a 
phrase, but when the convulsions ended, I 
found that by gently stroking her eyebrows was 
soothing for her and calmed me at the same 
time.   

I called an ambulance, and she was transported 
to hospital. I did not know at this stage, that 
when she had one, she would probably have at 
least another 4 or 5 within a 12-hour period.

My partner has had around one episode a year 
since, and I still use the eyebrow stroking that 
works for her after I have made her comfortable. 
I have also learnt to talk more confidently to the 
hospital about her history and particular 
seizures when she is first admitted, to ensure 
she gets her IV medication and to try to reduce 
the number of seizures she has to endure. 
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I met my partner twelve (12) years ago; she informed
me about her epilepsy very early in our relationship.

as a means of burning up the excess sugar. Then 
after checking with Dr Google I found that the brain 
actually only needed two main elements to function 
properly namely glucose and oxygen. I then came to 
a conclusion that possibly my body was the oppo-
site of my pal on the bus and I put into practice a 
regime that was to be the end of my pheytoins and 
the end of my seizures.

My theories, and these are not from QAnon are.

A/ Eat regular meals. Not doing so results in low 
blood sugar levels thus reducing the glucose levels 
to the brain.
B/ Rest properly. Another reason for blood sugar to 
drop.
C/ Cut out alcohol consumption as hangovers are a 
huge low blood sugar cause.
D/ Ensure su�cient but not too much exercise or 
physical activity.

I have not had any further episodes of auras or 
seizures since changing my lifestyle. At 74 and 
having prostate cancer journeying with me since 
2011 as well as a triple heart bypass in 2017 and am 
grateful for Gods' grace in my life.

I sincerely hope someone, somewhere will be able 
to use this information to change their lives and live 
a full life without this debilitating illness.

I am currently 74 years old and had my first seizure 
at 27 in 1973 as a result of brain surgery. After 
being discharged I had a seizure which the doctors 
said was a sign of the wound healing on the inside, 
touching the brain and setting o� the impulses. I did 
not have any further episodes until 6 years later 
although I had these strange feelings (Auras) which 
I did not understand until I began having full-on 
seizures late in 1979. The first of these happened 
as a result of working a double shift at the mine I 
was employed at at the time. (Rossing Uranium in 
Swakopmund). I had completed my dayshift as a 
maintenance fitter when the night shift  guy did not 
pitch and I was asked to stay on getting permission 
to sleep and be called when needed. It just 
happened to be one of those nights when I was 
needed all the time. On getting home the next 
morning, I was in the bathroom cleaning up when I 
went down with a very bad seizure. I woke up in 
hospital and on recovery and discharge was put on 
Phenytoin to be taken daily. I had another seizure 
on the mine and had to be moved out of the opera-
tional areas and placed in a clerical position.

One day on the bus home from the mine, a gentle-
man sitting next to me and who regularly got o� the 
bus about 20 km from home and ran the rest of the 
way made me ask him why he did it? Was it just 
exercise or was there some other reason. He then
explained that he was a diabetic and used running  

By Cedric C Segal

THINGS TO THINK

ABOUT
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So, why did I start with the quote that I chose at 
the top?
For me, looking for the positive opportunities is all 
about taking our heads out of our bubble and seeing 
what’s going on around us. Taking the moments that 
we have, to protect our boundaries, to see the world 
through the eyes of others and to grow in our 
awareness of our surroundings. We have a choice, 
and we have an amazing example of how to do this, 
through people with Epilepsy.

If you are reading this, and you are a person with 
Epilepsy – thank you, you have taught me so much 
about the way I view situations in my daily life. You 
are amazing, you are inspirational and, you are 
heroes. Your skills that you have had to develop to 
have a “normal day” have given you a head start on 
so many others

My Father in heaven said:  But…there is hope!  
There always is!  Fire lights fire!

So, a friend told my mother about Dr James 
Butler in Cape Town.  Long story short:  in 
March of 2017 this amazing doctor identified 
the specific area where the epileptic seizures 
were active; the frontal lobes of my brain.  
After having had 3 brain surgeries done by 
neurosurgeon, Dr Roger Melvill, I have been 
seizure free since April 2017.  This really, really 
gave me hope and ignited that small flame 
inside of me!  

Today I am extremely grateful. I have become 
a stronger and more caring person, enjoying 
life to its fullest. Last year I completed by first 
Cape Town Cycle Tour.  By the end of this 
year, I will be participating in Mossel Bay for 
half Ironman – a dream that I also did not 
know would come true!  I am a third year 
BCom (Management Accounting) student at 
NWU!  

An enormous privilege to me was when I 
could be part of Epilepsy South Africa’s first 
webinar about “Epilepsy in Youth”.  (Earlier I 
just could not speak out about my epilepsy.)  
But now I want to, and I am also proud to be 
on a central campus committee involved with 
community projects for the underprivileged.  I 
celebrate every day that I have the privilege of 
being a student, working towards my future!  

I would like to encourage other persons with 
epilepsy:  live life to the fullest, take your meds 
and know that you are worthy to also chase 
your dreams and fly high like an eagle!  Do not 
ever lose hope!  Treasure that flame inside of 
you and also ignite the dying flame of others!  
Pass it on!  Let us make fire!

Thanks to Epilepsy South Africa for all your 
support to all of us!  Thanks for making a 
di�erence to the small �ame of hope inside 
all of us!  To God be the glory!    
       
       

In everyone’s life, at some point, our 
inner fire goes out.
I am Eruc.  My journey with epilepsy started early in 
2015 in my grade 8 year.  My whole world came 
tumbling down when I had my first seizure at the age of 
fourteen (14). 

It started with me having short episodes of weightless-
ness.  Being a teenager, I was furious when my mother 
took me to our General Practitioner and later to a 
neurologist, another one and another one!  I have gone 
through many tests, EEG’s, MRI’s, and blood works!  My 
epilepsy was quite di�cult to pinpoint and diagnose.  At 
first, I was in total denial about my “fits”. Later that year I 
was diagnosed as potentially su�ering from epilepsy, 
but no doctor could tell for sure.  Yet it gradually 
became worse.  

In August of that year, I had my first ‘grand mal’ seizure.  
It gave everyone such a fright.  My parents did what 
they could, took me to several doctors and tried a 
variety of medications.  Still, nothing worked. None of 
the doctors we visited knew the way forward.  Mean-
while, I wasn’t able to study a single day; by the end of 
Grade 8 the Department of Education granted 
exemption from the exams.  

By the time Grade 9 arrived, I had lost most of my 
friends, with not being able to maintain social 
relationships.  My seizures now lasted for 5 to 20 
seconds at a time, mostly at night, with the occasional 
grand mal seizure inflicting terror in our home.  There 
were nights that I had a seizure every 3 – 5 minutes.  My 
mom believed that I did not go through the normal 
sleeping cycles, including REM sleep, which meant I had 
been living in survival mode – for a long time!  

My marks plummeted with 23%!  With no friends, lots of 
rejection, having bad social skills, and academic 
challenges, my high school memories (or those I can 
remember) were not pleasant at all! Our family went 
through some very bad days, weeks, months.  I became 
exceedingly aggressive and my interactions with my 
sisters left bone-deep scars.  Remember, I was in 
survival mode, 24/7; my flame was gone!

OUR INNER FIRE
GOES OUT! By Eruc Claassen
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By Kriantha Naidoo

Thus, as I end this first chapter of 

My Stories, I would like to embrace 

the concept that “Every child is a 

di�erent kind of flower and 

altogether make this world a 

beautiful garden.

I hail from a modest community, enriched with history and wisdom aplenty. As a 
young child developing throughout the phases, I saw my town mushrooming. With 
greater job prospects on the horizon, several neighbourhoods were regularly 
being built, each with homes charming and plentiful, parents were able to sustain 
their children and the progress made by all individuals implied hard work, as 
recurrently told to me by my parents. Thus, I one day envisioned myself having 
the same lifestyle as the inhabitants before me.

So began the adventure to reap slowly but surely; what an older version of 
myself would hunger for. I was not born into an a�uent family, but both my 
parents faithfully attended work each morning, settled all family bills at the end of 
each month and still had time to run a household. This included my mum prepar-
ing meals, helping my brother and I with our daily homework and cleaning up 
around our home.

A special honour, I bestow upon my mum for all her e�orts and toil into 
raising me to be the God-Fearing woman I am today.

As the years progressed, I became increasingly independent. Completing all 
school tasks with little or no help from my parents, I became accustomed to 
cleaning and cooking for the family and was responsible for my own self hygiene. 
Additionally, I was very fond of books and reading. I still am.  My parents were 
joyful for the self-su�cient individual I had grown to become. 
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REAPING    SLOWLY
BUT SURELY By Kriantha Naidoo



By Franziska Thomas

FITS AND STARTS

I wrote a book ‘Fits and Starts: A Memoir of Living 
with Epilepsy’ because I had something to say. Even 
with family and friends support having a chronic 
illness is a lonely full-time job. Only someone who 
lives through the same seizures, same medication 
side e�ects, same disappointments and same terror 
will ever truly understand you. You are definitely not 
alone.

The book became a No. 1 bestseller on Audible and 
Top 10 on Amazon Kindle. In 2022 it was shortlisted 
for the prestigious Audie Award and won the One 
Voice Award. Thousands have written saying it 
literally changed their lives.

I am grateful for your letters and rest assured I read 
each one personally. I am continually surprised how 
many do not have the confidence to tell loved ones 
about their condition. Just remember 
‘Tomorrow will be better’.

My self-deprecating humour strips Epilepsy to it’s 
bare bones. People with epilepsy are human. We’re 
the same as you. It is easy to forget that when you 
see me frothing at the mouth and slurring my words, 
no matter how many medications I take I’ll never be 
cured. I have Refractory Epilepsy; at the moment I 
have about 30 small seizures a day and a couple of 
tonic clonic seizures during my menstrual cycle 
(Catamential Epilepsy). Thirty per cent (30%) of 
people with epilepsy are in the same position as me.

In 1992 I had my first seizure and my 

whole world was literally turned upside 

down. I went from a carefree, active 

15-year-old to a teenager doped up on a 

cocktail of anti-convulsant medication. 

In an age before mobiles (yes, I am that 

old!) there wasn’t much to do except 

sleep. I had a great support network, but 

in reality, I didn’t come to terms with my 

condition until my early twenties.  

 

University was disappointing. A 

student’s life revolves around alcohol, 

staying up late and doing reckless acts 

whilst intoxicated. I couldn’t drink on my 

meds and as a result was often thought 

of as ‘uptight’. Thinking back, I would 

have done better joining a club of some 

sort and making some friends indepen-

dent of my university, but I was 19 years 

old and had all the answers. By the time 

I left university, my self-esteem was in 

the minus numbers. 
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'I understand this doesn't look good. Please trust me when I say it isn't as bad as it first 

appears. I'm not being ironical, facetious, or glib. Physical pain is inevitable when you tend to 

throw yourself around, su�ering is optional.’ 



Living with Epilepsy is a package deal: memory 
loss, mood swings, nausea, ataxia, headaches 
and shaking amongst other things. On the plus 
side, I see a love and acceptance in our house-
hold I’ve never witnessed anywhere else 
because Tim, Oskar, Kurt, and I have learnt the 
hard way; ‘tomorrow is never a guarantee.’

In Fits and Starts I wanted to tell the truth, as a 
person with epilepsy, a teacher, a writer and 
ultimately a mother. Despite my seizures I 
worked as a journalist, History teacher, and 
Head of PSHE (Personal, Social and Health 
Education). I am currently working as an author, 
podcaster and Fundraising Manager for the UK 
and Nepal-based charity, Snowland Journeys. 

21

I had my first seizure when I was 12 years old, and 
then only had about one a year, on waking, so I 
didn’t perceive my seizures as debilitating, embar-
rassing or restrictive. Mum was nervous and used to 
watch me every time I swam, came to all my netball 
and hockey practices, but she never held me back 
from doing anything I wanted to. 

My gran heard gluten and epilepsy could be linked, 
so bought loads of di�erent flours and snacks to 
change my diet and see if there was a di�erence. 
Support, love, and encouragement were never 
lacking in my family.

When I was eighteen (18) I wanted to travel, so o� I 
went to Australia on my own. I had a return ticket 
for a years’ time and absolutely no clue about my 
itinerary. I had a Greyhound bus ticket where I 
could hop on and o� as often as I wanted so I was 
thrilled; adventure awaited! With no technology, I 
kept a diary and posted that home so Mum could 
read about my adventures, and I phoned home 
weekly.

When in Melbourne, I booked a skiing trip (all 
inclusive) so I had no ID and had  few late nights. I 
slept for a bit on the way up to the mountains, as I 
wasn’t feeling great, then I got up to go to the toilet, 
and as we neared our destination that was the last I 

TAP, FLASH & GIVE
EPILEPSY SA IS 
NOW PART OF MySchool

CARD
FREE
GIVING



By Natasjha Botha

Her neurologist started her on anti- epileptic 
medication, and she was also diagnosed with ADHD 
and a severe anxiety disorder. In 2016 after being 
extremely ill for weeks, and consultations with 
numerous specialists she was also diagnosed with 
Ehlers Danlos hypermobility syndrome (a connective 
tissue disorder). 

Our family was devastated with all these diagnoses 
and realized that our lives would never be the same 
again. Our beautiful happy little angel was now 
constantly in pain, and we were all living in fear. 
Against all the odds Angie surprised us despite 
having challenges in school; she was seizure free 
until one night in July 2020, when she had her first 
tonic clonic seizure out of the blue. 

At this stage she was eleven (11) years old. After 
seeing her neurologist, the next day, we realized 
that her epilepsy was here to stay and unfortunately 
because of our family history, her epilepsy changed 
into generalized epilepsy. 

Early August she had 3 tonic clonic seizures and 
was rushed to hospital, where she stayed for a 
week. Numerous seizures happened almost daily for 
the following months, and her medications were 
increased every time until she had a big seizure in 
the pool when busy with her swimming lesson; she 

almost drowned. She was rushed to hospital and 
admitted for observation. Her professor then spoke 
to me about doing the medical ketogenic diet and 
introduced us to Dr Tuschka Reynders, an absolute 
angel sent from heaven!

Angie is currently fourteen (14) months seizure free 
but believe me it has not been an easy journey as 
most of you know. To constantly worry about when 
the next seizure is going to happen, what is going to 
trigger it, will we be able to hear or see it so that we 
can help her, will always be a huge worry. I still sleep 
next to her because my own father died from SUDEP. 

Despite all her challenges with her epilepsy, we as 
her parents decided to Ignite the Flame of potential 
as she has an extreme talent in swimming! She has 
since joined a swimming club, and she’s done three 
galas so far. On the 27th of August she will participate 
in the Winter Championships. Swimming is her 
passion, and she trains very hard daily and dreams 
of becoming an Olympic swimmer one day.

Angie was diagnosed with petit mal epilepsy in 2015 at the age of six (6).  She was having 
hundreds of absence seizures a day and completing simple tasks like trying to get dressed 
was extremely di�cult.

OUR EPILEPSY

WARRIOR
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Yes, epilepsy is terrible, and yes it 
steals your freedom but don’t let it 
steal your dreams! Keep that flame 
of potential burning! 



GOALS &
DREAMS
IN LIFE

I would never allow my 
seizures to get in the way of 
my goals and dreams in life. 

They push me further to prove 
to everyone who think that I 
cannot, I can! 

I was not born with epilepsy and 
was only diagnosed later in my 
life. I had my first seizure at the 
age of thirteen (13). It was believed 
to be due to my hormones. I still 
remember my first seizure and 
how scared and confused I was. 
Waking up not knowing what was 
happening and having everyone 
panicking around me. This was 
one of the most traumatic nights I 
have had.  

The second worst seizure was when 
I had one at school, and then had to 
deal with all the looks and gossip 
that I received. I had people make 
up stories and call me a drug addict, 
saying I overdosed behind my back, 
and people who pretended to be friends. 
Although it was hurtful, my seizure also 
opened my eyes to those who I could 
and could not trust. 

My third worst seizure was when I was 
home alone and cooking in the process. 
When I woke up on the floor, I knew 
straight away what happened. It had me 
in shock and truthfully, a little scared. 
After that I was too nervous to be alone 
at home but overcame this fear.

Seizures are part of me and although I 
would love for them to entirely go away, I 
believe these have also helped me to 
become wiser and shaped my personali-
ty, as with the seizures and all the harsh 
words spoken about me it has helped me 
to judge my character and showed me 
that I am stronger than I think I am. 

“

“
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By Nakkita Rhone



THE FLAMEBy Matthew Ferenćak,

LIGHTING

My journey with Epilepsy began three (3) months 
after I was struck on the forehead with a hockey 
stick. The blow to my head resulted in a skull frac-
ture and then post-traumatic epilepsy 3 months after 
the injury. I was fourteen (14) at the time in Grade 8 
in a High School in Cape Town; I am now 25, in my 
final year of a BA Sports Degree, and proud of my 
journey
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I am currently 74 years old and had my first seizure 
at 27 in 1973 as a result of brain surgery. After 
being discharged I had a seizure which the doctors 
said was a sign of the wound healing on the inside, 
touching the brain and setting o� the impulses. I did 
not have any further episodes until 6 years later 
although I had these strange feelings (Auras) which 
I did not understand until I began having full-on 
seizures late in 1979. The first of these happened 
as a result of working a double shift at the mine I 
was employed at at the time. (Rossing Uranium in 
Swakopmund). I had completed my dayshift as a 
maintenance fitter when the night shift  guy did not 
pitch and I was asked to stay on getting permission 
to sleep and be called when needed. It just 
happened to be one of those nights when I was 
needed all the time. On getting home the next 
morning, I was in the bathroom cleaning up when I 
went down with a very bad seizure. I woke up in 
hospital and on recovery and discharge was put on 
Phenytoin to be taken daily. I had another seizure 
on the mine and had to be moved out of the opera-
tional areas and placed in a clerical position.

One day on the bus home from the mine, a gentle-
man sitting next to me and who regularly got o� the 
bus about 20 km from home and ran the rest of the 
way made me ask him why he did it? Was it just 
exercise or was there some other reason. He then
explained that he was a diabetic and used running  

Like many people reading this article, I was 

never concerned about epilepsy or seizures as 

I had never encountered it.  I became 

passionate about epilepsy awareness during 

the 11 years that I have struggled to gain 

seizure freedom and just try and have as 

‘normal a life as possible’.  I am not a Doctor, 

Neurologist or Specialist but am someone with 

epilepsy, and what I have learnt is that epilepsy 

is a complex neurological disorder. Having 

partially controlled seizures, life still seems far 

from normal without the ability to complete 

basic tasks and understand instructions to the 

fullest.

I am not the same person I was prior to my hockey 
injury and that can be taken in a negative or positive 
light, but as the Epilepsy South Africa logo states 
“Igniting the flame of potential’, that is how I choose 
to refer to my life now.  Positive potential with a fight.

My journey started in 2012 after frequent auras and 
then the dreaded grand mal seizure on 10 January 
2012.  These started in my Grade 9 year of High 
School, and they occurred everywhere, i.e., at 
school, on the sports field and in shopping centres. 
This severely impacted my lifestyle and livelihood. 

Epilepsy resulted in my family moving to Durban 
for support and guidance from family as, without 
family support, those who have epilepsy can be 
really lonely and isolated. My world came to a halt 
after I was forced to quit hockey, soccer and 
cricket after my abilities were severely impacted 
by my head injury and surgeries. My teenage life 
became tougher, I was being bullied and 
constantly hospitalised. 

In 2014 my family and I had a breakthrough with 
brain surgery reducing the number of seizures 
and auras. This surgery allowed me to complete 
matric as well as complete a Higher Certificate in 
Event Management at Varsity College even 
though my short-term memory, co-ordination and 
peripheral vision were impacted by the brain 
surgeries. During these years in both High School 
and Varsity College, my challenges became my 
fire in becoming a voice for epilepsy. My mom 
and I took to the most powerful platform of sport 
and hosted an Epilepsy Drive and Golf Day for 
Epilepsy South Africa in our community. 
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The support of my family led to a dream (for my 
21st birthday) of travelling to England and 
Scotland and watching Liverpool and Celtic Foot-
ball Clubs, even though I experienced photosensi-
tive epilepsy.  My Mom said that she could not get 
me a car as I was unable to drive so the trip was 
something I will never forget.

I am currently in my third year in Sports and Leisure 
Management at Eta College in Durban. In my 
personal experience family is the match and we 
are the instruments in lighting that fire. My flame 
has glown and ignited across Scotland and South 
Africa by my trying to get my story across as many 
platforms as possible.  I get the inspiration and 
motivation mostly from my mom. She has provided 
me with comfort to overcome the challenges that 
seemed impossible to accomplish and has simply 
provided me with an ‘edge’ in never giving up 
even with the struggles I face on a daily basis. 

My first chapter has been written and I will write my 
second chapter on my own accord and ability, 
having been di�erent and stigmatized for over 
three (3) years with epilepsy at High School and 
hospitalised constantly for six (6) years. 

These downfalls and pitfalls have only driven me to 
be a positive influence for epilepsy awareness and 
lead those who have epilepsy to fight the 
unexpected. Epilepsy has taught me that we have 

the decision of picking ourselves up after falling 
and getting knocked down because, in the end, we 
still have the courage and resilience of a lion. 

Our strength is built from those who surround us 
and have a positive outlook even when we strug-
gle and feel like we are at our darkest hour. 
My emotions and defensiveness towards life and 
epilepsy has also been a battle and struggle. 
Through the 11-year battlefield which I have come, 
God has shown me how we are not only walking 
miracles but miracles to those we least expect from 
our journey and hardship. 

My father has always told me that there is always 
someone worse o� than me. Life with epilepsy is a 
dogfight and nothing will come simply unless we 
fight and work for it. The passion, self-motivation 
and drive I have instilled in myself has expanded 
upon my flame in my life, and for those who 
surround me. 

Epilepsy may be a storm, but we have the 

decision and willpower to stir the storm and 

make epilepsy our superpower. Everyone 

faces di�erent battles in our minds and lives, 

but individuals with epilepsy are on the 

same wavelength, so let the warrior inside 

ignite those flames.



INTER-SECTORAL
GLOBAL ACTION

By Marina Clarke

During the 75th WHA held in May 2022, Member States 
adopted a Resolution establishing the Intersectoral 
Global Action Plan (IGAP) on Epilepsy and Other 
Neurological Disorders. However, this was the result of 
a long path starting as early as 1997 when the WHO, the 
International Bureau for Epilepsy (IBE) and the 
International League Against Epilepsy (ILAE) established 
the Global Campaign Against Epilepsy. This Campaign 
aimed to improve acceptability, treatment, services, and 
prevention of epilepsy worldwide.

WHA Resolution 68.20

In 2015 the World Health Assembly (WHA) adopted 
Resolution 68.20 on the Global Burden of Epilepsy. This 
Resolution called on Member States to:

• Strengthen e�ective leadership and governance to 
address the specific needs of people with epilepsy 
and make resources available as necessary to 
implement evidence-based plans and actions.

• Introduce and implement national health care plans 
of action for epilepsy management, aiming to over-
come inequalities and inequities in health, social and 
other related services.

• Integrate epilepsy management into primary health 
care where appropriate to reduce the treatment gap, 
by training non-specialist health care providers and 
by empowering people with epilepsy and their carers 
for greater use of specified self and home care 
programmes.

• Improve accessibility to and promote a�ordability of 
safe, e�ective, and quality-assured antiepileptic 
medicines.

• Ensure public awareness of and education about 
epilepsy, in particular in primary and secondary 
schools, to help to reduce the misconceptions, 
stigmatization, and discrimination regarding people 
with epilepsy and their families.

• Promote actions to prevent causes of epilepsy, 
using evidence-based interventions.

• Improve investment in epilepsy research and  
increase research capacity; and

• Engage with civil society and other partners in 
these actions.

The World Health Organisation (WHO) is 

a specialised agency of the United 

Nations responsible for international 

public health. Member States (including 

South Africa) meet regularly in the World 

Health Assembly (WHA).
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I wrote a book ‘Fits and Starts: A Memoir of Living 
with Epilepsy’ because I had something to say. Even 
with family and friends support having a chronic 
illness is a lonely full-time job. Only someone who 
lives through the same seizures, same medication 
side e�ects, same disappointments and same terror 
will ever truly understand you. You are definitely not 
alone.

The book became a No. 1 bestseller on Audible and 
Top 10 on Amazon Kindle. In 2022 it was shortlisted 
for the prestigious Audie Award and won the One 
Voice Award. Thousands have written saying it 
literally changed their lives.

I am grateful for your letters and rest assured I read 
each one personally. I am continually surprised how 
many do not have the confidence to tell loved ones 
about their condition. Just remember 
‘Tomorrow will be better’.

My self-deprecating humour strips Epilepsy to it’s 
bare bones. People with epilepsy are human. We’re 
the same as you. It is easy to forget that when you 
see me frothing at the mouth and slurring my words, 
no matter how many medications I take I’ll never be 
cured. I have Refractory Epilepsy; at the moment I 
have about 30 small seizures a day and a couple of 
tonic clonic seizures during my menstrual cycle 
(Catamential Epilepsy). Thirty per cent (30%) of 
people with epilepsy are in the same position as me.

WHA Resolution 73.10

In November 2020, the WHA adopted Resolution 
73.10 on Global Actions on Epilepsy and Other 
Neurological Disorders. Not only did this expand 
Resolution 68.20 to include other neurological 
conditions, but also requested the World Health 
Organisation (WHO) Director-General to develop a 
10-year intersectoral global action plan on epilepsy 
and other neurological disorders. The purpose of 
this plan would be to address the challenges and 
gaps in providing care and services to persons 
with epilepsy through comprehensive, coordinated 
responses across sectors.

In collaboration with the WHO the International 
Bureau for Epilepsy (IBE) and the International 
League Against Epilepsy (ILAE) embarked on a 

consultative process. The IBE represents the 
psychosocial approach to epilepsy with the ILAE 
addressing medical aspects.

The Intersectoral Global Action Plan (IGAP) on 
Epilepsy and other Neurological Disorders 2022 – 
2031.

The IGAP was ultimately adopted on 27 May 2022 
opening the road to implementation in South Africa 
and countries across the world, aiming to improve 
access to care and treatment for persons with 
neurological conditions, while preventing new 
cases and promoting brain health and develop-
ment across the life course.

 

Objective 1
Raising policy 

prioritisation and 
strengthening 
governance 

Objective 2
Providing e�ective, 

timely and responsive 
diagnosis, treatment

and care

Objective 3
Implementing 
strategies for 

promotion and
prevention

Objective 4
Fostering research 

and innovations and 
strengthening 

information 
systems

Objective 5
Strengthening the 

public health
approach to

epilepsy
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This is defined in the five strategic objectives of the IGAP:



Living with Epilepsy is a package deal: memory 
loss, mood swings, nausea, ataxia, headaches 
and shaking amongst other things. On the plus 
side, I see a love and acceptance in our house-
hold I’ve never witnessed anywhere else 
because Tim, Oskar, Kurt, and I have learnt the 
hard way; ‘tomorrow is never a guarantee.’

In Fits and Starts I wanted to tell the truth, as a 
person with epilepsy, a teacher, a writer and 
ultimately a mother. Despite my seizures I 
worked as a journalist, History teacher, and 
Head of PSHE (Personal, Social and Health 
Education). I am currently working as an author, 
podcaster and Fundraising Manager for the UK 
and Nepal-based charity, Snowland Journeys. 

Why is the IGAP important?

The IGAP lays the foundation for improved 
services for persons with epilepsy and other 
neurological conditions. This means that we need 
to find ways to implement the IGAP in South Africa 
which led  Epilepsy South Africa to establish our 
Trendsetters Project with four objectives:

The Epilepsy SA Civil Task Force provides 
oversight, advice and assistance and includes 
representatives of key role-players:

• IBE Chapter representatives: Sharlene Cassel 
(Epilepsy SA National Director) and Marina Clarke 
(Project Advisor)

• ILAE Chapter representatives: Prof Jo Wilmshurst 
and Prof Gail Scher

• Persons with epilepsy: Dr Thea van der Merwe 
(psychiatrist) and Dr Kate Couchman (wellness 
coach)

• Persons a�ected by epilepsy: Suene Issel 
(mother of a child with epilepsy)

• Other neurological conditions: Shaun Vorster 
(Stroke Survivors’ Foundation)

Establishing
a national
task force

Developing a 
national plan

Raising 
awareness and 

educating

Supporting 
international 

developments

We have also established good 
working relationships with three key 

departments, namely the Department 
of Women, Youth and Persons with 

Disabilities (DWYPD), the National 
Department of Health (DOH) and the 

National Department of Social
Development (DSD).
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Yes, epilepsy is terrible, and yes it steals 
your freedom but don’t let it steal your 

dreams! Keep that flame of 
potential burning! 
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Stay in touch with Epilepsy South Africa to make your voice 
heard and participate in our Trendsetters Project by

contacting the nearest Branch of Epilepsy South Africa and 
following our social media platforms.

We completed the initial draft of the National Plan on Epilepsy and Other Neurological 
Conditions and prioritised our strategic objectives in terms of the IGAP through a recent 
survey:

Providing e�ective, timely and 
responsive diagnosis, 
treatment and care will focus 
on (a) care pathways, (b) 
medicines, diagnostics, and 
other health products 
essential for prevention, early 
diagnosis, and treatment, (c) 
carer support and (d) capacity 
building for health workers.

Raising policy prioritisation 
and strengthening 
governance will focus on (a) 
advocacy initiatives and 
awareness campaigns and (b) 
establish strategic policy 
plans and legislation 
supported by e�ective over-
sight, regulatory and account-
ability mechanism.

Implementing strategies for 
promotion and prevention will 
focus on (a) promoting healthy 
behaviour across the life 
course, (b) reducing 
environmental risks and (c) 
promoting optimal brain 
development in children and 
adolescents.

Strengthening the public 
health approach to epilepsy 
will focus on (a) access to 
epilepsy services and (b) 
engagement and support for 
persons with epilepsy.

1

2

3
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Have you joined Epilepsy SA as a member?



 

National Office: Tel: (021) 556-3753 • Email: info@epilepsy.org.za 
South Cape / Karoo Branch: Tel: (044) 382-2155 • E-mail: southcape@epilepsy.org.za 

Western Cape Branch: Tel: (021) 703-9420 • E-mail: wcape@epilepsy.org.za 
Mpumalanga & Limpopo Branch: Tel: (013) 254-0161/2/3 • E-mail: mpumalanga@epilepsy.org.za 

Gauteng Branch: Tel: (011) 811-1590 • E-mail: gauteng@epilepsy.org.za 
Free State & North West Branch: Tel: (056) 811-5959 • E-mail: freestate@epilepsy.org.za 

Eastern Cape Branch: Tel: (043) 726-0161 • E-mail: development.ec@epilepsy.org.za 
 

www.epilepsy.co.za 

 
 
 
 
 
 
 
 

 
BECOMING AN EPILEPSY SOUTH AFRICA MEMBER 

 
We are thrilled that you are considering joining our organization, or renewing your membership with 
us. We have been around since 1967!  We are the only national organisation in South Africa 
offering specialised and comprehensive services to persons with Epilepsy. Our aim is to enhance 
and improve the quality of life of all persons with Epilepsy. 
 

Epilepsy SA represents the voice of persons with Epilepsy. 
 
We would like our members to become  involved in our programs and are committed to keeping you 
updated on activities within the organisation throughout the year. 
 
Why Become a Member 
 

� You join a 46-year-old grassroots registered charity whose main mission is to support people 
who live with epilepsy 

� Biannual Magazine 
� You access individualised programs and services,  Including: Free counselling/support groups 

and community based programs  
� Social events and networking initiatives 
� Member only online forums  
� Join volunteer initiatives and build lasting relationships with like-minded community members 
� Access to annual awards and scholarships 
� Join the national conversation about lowering stigma and increasing awareness about 

epilepsy 
� Make a difference by sharing your experiences, skills and hopes for a better future for all who 

live with Epilepsy in our support groups and at our functions 
 

Raising Awareness and educating all South Africans on Epilepsy is critical and we NEED you! 
 
 
PLEASE COMPLETE THE BELOW INFORMATION AND RETURN IT TO US:  
 

 
Full Name 

 

 
Postal Address 

 

 
Tel Number/Cell Number: 

 

 
Email Address 

 

 
Area of Residence 

 

 
Membership Cost: R120 PER Annum (2021/2022). 
(The year runs from 1st April to 30 March, no pro-rata is given) 
Please send Proof of Payment to:  membership@epilepsy.org.za and/or call us on 0860 374537 
BANK ACCOUNT: Epilepsy SA, ABSA, Current Account #4077133143 Branch #632005 
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Like many people reading this article, I was 

never concerned about epilepsy or seizures as 

I had never encountered it.  I became 

passionate about epilepsy awareness during 

the 11 years that I have struggled to gain 

seizure freedom and just try and have as 

‘normal a life as possible’.  I am not a Doctor, 

Neurologist or Specialist but am someone with 

epilepsy, and what I have learnt is that epilepsy 

is a complex neurological disorder. Having 

partially controlled seizures, life still seems far 

from normal without the ability to complete 

basic tasks and understand instructions to the 

fullest.

I am not the same person I was prior to my hockey 
injury and that can be taken in a negative or positive 
light, but as the Epilepsy South Africa logo states 
“Igniting the flame of potential’, that is how I choose 
to refer to my life now.  Positive potential with a fight.

My journey started in 2012 after frequent auras and 
then the dreaded grand mal seizure on 10 January 
2012.  These started in my Grade 9 year of High 
School, and they occurred everywhere, i.e., at 
school, on the sports field and in shopping centres. 
This severely impacted my lifestyle and livelihood. 

Epilepsy resulted in my family moving to Durban 
for support and guidance from family as, without 
family support, those who have epilepsy can be 
really lonely and isolated. My world came to a halt 
after I was forced to quit hockey, soccer and 
cricket after my abilities were severely impacted 
by my head injury and surgeries. My teenage life 
became tougher, I was being bullied and 
constantly hospitalised. 

In 2014 my family and I had a breakthrough with 
brain surgery reducing the number of seizures 
and auras. This surgery allowed me to complete 
matric as well as complete a Higher Certificate in 
Event Management at Varsity College even 
though my short-term memory, co-ordination and 
peripheral vision were impacted by the brain 
surgeries. During these years in both High School 
and Varsity College, my challenges became my 
fire in becoming a voice for epilepsy. My mom 
and I took to the most powerful platform of sport 
and hosted an Epilepsy Drive and Golf Day for 
Epilepsy South Africa in our community. 



info@epilepsy.org.za | www.epilepsy.org.za
www.facebook.com/epilepsy.southafrica


