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PIECE 

Today, I am writing my 
experiences down so 
that others may learn. 

I am happy to say I 
made a difference and 
that everyone working 
at MS is making a 
difference every day. 

My Experience of Multiple Sclerosis 

To the social workers and care givers; I hope that you know that the work 
you do changes lives. Keep doing your best for your patients, learn more 
about Multiple Sclerosis (MS) and encourage your patients and their 
families to do the same. Knowledge is power, it equips you for your 
journey with MS ahead. 

To the staff and volunteers at Multiple Sclerosis South Africa (MSSA), I 
hope that you know that what you do is changing lives. The efforts you 
make today will change whole families lives. I hope all that know me and 
have worked beside me now understand why my work at MSSA Inland was 
so important to me. I hope this now explains why I pushed you past your 
limits and had such high expectations on service delivery - BECAUSE 
WHAT YOU DO MATTERS, ITS LIFE CHANGING! The services that MSSA 
Inland is now providing to MS patients is what I had always needed and 
wanted but didn’t find: the support services, the information, the events, 
the awareness. 

……….. 

Sitting on the floor, next to my Grandad’s wheelchair, eating coconut marshmallows, I 
first heard the words Multiple Sclerosis. My Grandad, George M. Horne (1926-1989) had 
MS and for as long as I’d known him, all 6 years of my young life, he had been in a 
wheelchair. I had never asked what was wrong, I had just assumed he was that way. My 
Grandad was a mean old man to almost everyone but me. He spent his days as I 
remember, watching golf. Our special bond was formed over stale coconut 
marshmallows, which I swear had been purchased 10 years ago. 

One day, I came home from school to find the house buzzing with activity. This was the 
first sign that something was wrong. I entered the lounge expecting to find him in his 
recliner watching golf, waiting to share stale coconut marshmallows with me as he 
always had., but, he was no longer there… I never asked too many questions, and to this 
day I do not know exactly what happened to my Grandad, just that he was not there 
anymore. 

My mother spent much of her life worrying that she too would have MS; only to have her 
worst fear realised one day in December 2002 at age 49, when she was officially 
diagnosed with Multiple Sclerosis. My mother was a single mom from when I turned 3. 
She would come to be my closest friend, my rock in the years ahead. She was the 
strongest and most caring woman I have ever known. She was my personal hero. When 
my mother was in her 20’s she was in a car accident, and we suspect now that it was the 
injuries from the car accident that disguised the symptoms of her MS. Though she was 
only diagnosed in 2002, the illness progressed quite rapidly from there. 

I came home from my 1 year at University to discover my mom had MS. My mother’s 
boyfriend of over 10 years decided that he could no longer plan a life with my mom and 
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so he took for the hills. It was just Mommy and me again, and that’s how it would be for 
the years to come. 

On my 21 birthday in October 2004, she was already having to use a walking stick and 
was struggling to drive. But she flew down to my university to share our birthday. We 
were exactly 30 years and 1 day apart in age. By December 2004, I came home from 
university to discover that my mother was really struggling, and she could no longer 
drive. That December I got my driver’s license and in January 2005 we headed back to 
university together. We sold our Bed and Breakfast and she moved to Grahamstown 
where I could take care of her, while I finished my final year at Rhodes. 

We had heard about an innovative experimental treatment practiced in the Netherlands 
called Stem Cell Therapy. We made a decision to cash in our savings and send her for 
this treatment, that we had heard cured MS. In October 2005, she flew to Holland for the 
treatment, all our hopes were pinned on this new treatment that was going to help her 
walk again. But ultimately, with little improvement or progression, in our opinion the 
treatment had been unsuccessful. Having spent our savings on my studies and on her 
treatment, it was now time for me to work and so we moved to Johannesburg. 

Working and taking care of my mom was my life. It was all that I lived for, yet all that I 
wanted to run away from. I could not understand why she was sick, why I couldn’t have 
the life my friends were having. I rebelled against my responsibilities towards her 
because I didn’t know better. I was not well informed, I lacked support and I just wanted 
to be like everyone else. I didn’t know much about MS back then, but the truth is I didn't 
want to. I just hoped it would go away. In fact, I hated MS, for what it had done to my 
Mom and my social life… Yes, the ramblings of a young naïve 20-year-old, who didn’t 
know any better. The years that followed were filled with a lot of tears, frustration and 
misunderstandings as we stumbled our way through the progression of her illness. 

Between 2006 - 2009 we heard about various treatments and we consulted neurologists, 
but my mother was not on medical aid and we could not afford any of these treatments. 
And so, we spent those years finding our own way to manage the illness. Her friends and 
family were few and far between by then. It was just the two of us against the world it 
seemed. My friends too were few but supportive, and they mostly stood by me through 
these times. They held my hand when I was running away from my responsibilities and 
brought me back to reality. They wiped away my tears when all I wanted to do was give 
up. Even though we had some support from friends, I would never really let anyone in. I 
thought I could handle things. In truth, no one knew how difficult it really was. 

My mother, in an attempt to reach out for assistance, joined the Multiple Sclerosis SA 
group, but they offered very little in the way of support to us. We received a newsletter 
every now and then and we went to a talk once, but she hated it and never went again. 
We also spent a lot of time struggling to find a caregiver that would take care of her while 
I was at work. We went through so many, including one that just abandoned my mom in 
her wheelchair all day, and another who let go of the wheelchair sending my mother 
flying into a wall. And finally, we met Angela - a true angel sent to help us. The 
difficulties of trying to work and care for my mom came with a lot of challenges but 
together we would overcome them and we did, well mostly anyway. 

In 2009, my Mom had lost all hope that she would get better, and she spent most of her 
days watching soapies on TV. It was around this time that she heard about Christ 
Embassy Church and its promise to heal you from any disease or illness. And so off she 
went to “healing” school at the church. But all Christ Embassy did was take her money 
and crush her hope. Healing School ended with a big ceremony during which many were 
relieved of their suffering. But to those like my mom, who were not healed, it all came 
down to the strength of their faith. They did not believe enough, the church told them, 
and so God did not heal them. 
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By 2010 my Mom’s symptoms got worse, and her bladder and bowel problems were 
getting the better of us. We decided to get a permanent catheter inserted in feb/march 
2010, hoping that this would be the answer to our problems. Alas it was not, and she 
ended up with a fistula. In April of 2010 she was admitted into hospital with 
complications, and ended up with pneumonia and I was told for the first time, by a very 
mean doctor that she would die within a few days and that I should prepare myself. I did 
not take this well. Firstly, who says that to someone, and secondly, how the hell did I 
know how to prepare for something like that…? 

But somehow my mother fought on. She was sent to hospice shortly after that, where for 
the second time I was told my mom would pass away and I should prepare myself. 
Again, I could not make sense of this. We had fought so hard for so long, surely this 
could not be the end. We celebrated our last Mother’s Day together in Hospice. It was a 
difficult time. I was driving many kilometres everyday between, home, hospice and work. 
The stress was getting to me and I was so far removed from what was actually 
happening, that I spent my time fighting with everyone and pushing everyone away. In 
the end, I missed the chance to “have the talk”/ “to prepare myself”. I convinced myself 
that it was Mommy and me, and we would get through this. I believed this till her very last 
breath as she lay in my arms at home, while praying for understanding. May 24 2010 
would be the worst day of my life. I will never forget our last moments together, they are 
etched in my mind for eternity. If it wasn’t for my dad who had flown up to help us, I 
would not have survived. That day I lost everything that had ever meant anything to me; 
My Pooh Bear, my Mommy. Robynne Cherie Reynders (1953-2010). 

In the wake of my Mothers passing I quit my job, broke up with my boyfriend of 8 years 
and moved to Durban to be with My Dad. 

A year passed before I would ever think about MS again. I joined MSSA KZN, but I 
wasn’t with them long before I found a job in joburg and moved back. After some stern 
words from my closest friend to this day, I picked myself up and started to find my way. 
When I arrived back I had a storage unit waiting for me, packed full of happy and sad 
memories. It was My mom’s wheelchair and other belongings that would bring me back 
to MSSSA. I called the Inland Branch to donate the wheelchair and a few other things. I 
then met with the chairperson and in 2012 became a volunteer and board member at 
Multiple Sclerosis SA Inland. I volunteered part time until 2015. 

And then tragedy struck again. In March 2015, I lost my rock, my dad, who had brought 
me back to life after the loss my Mom and who I spoke to everyday from May 2010, right 
to the day before he went into surgery and never came out in March 2015. 

The Day of my Dad’s memorial I also learnt that I had been retrenched. With nowhere to 
go and little drive to pick myself up again I was fortunate to get a call from the MSSA 
Inland Chairperson who offered me employment as a Fundraising and Awareness 
Officer. I am not sure if she or the society know how they saved my life that day. 

It was a difficult year at MSSA Inland fighting for change, but somehow we managed to 
do it. I raised over R100 000 and initiated programmes and policies that would see 
growth in the organisation. With help from friends and support from the social work team 
we managed to hold a number of events, creating awareness and support for MSSA 
Inland. 

I parted ways with MSSA in September 2016 to start a new journey, with the promise, to 
always be a part of MSSA Inland in one way or another. I am so proud of the team I 
leave behind. The growth I have seen in just the past year is astonishing. I may be 
clearing my desk at MSSA Inland but I know I leave behind a team of amazingly caring 
and dedicated social workers and volunteers, that will continue to develop the 
organisation and take it to new heights. 
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Although in a way my path with MS ends here for now, I will continue to support and be a 
part of the organisation in different ways in the future. 

TOGETHER WE ARE STRONGER THAN MS!!!! 
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