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As we approach the end of the year - which again has just flown by ! - the Chairman and
Committee of the MNDA of SA would like to express it’s grateful thanks and appreciation to
everyone who in their particular capacity, contributed to the “well-being” of the Association,
for example: Peter Rosmarin, David Cudlipp/FMG Incorporated, John Hall, Logo Print,
Dave Woolley, not forgetting our generous supporters for their monetary donations. We are
very fortunate to have such loyal back-up !

THE INTERNATIONAL ALLIANCE OF ALS/MND ASSOCIATIONS of which MNDA of SA is a fully paid up
and registered member, is convening their 22nd Annual General Meeting and International Symposium on ALS/MND
in Brussels, Belgium, in December 2014.
MNDA of SA applied for, and has been fortunate in being awarded a travel
grant to cover airfare and accommodation costs, for a delegate from South Africa to attend. We are happy to announce
that this will enable our National Chairman, Dr Franclo Henning, to represent us and also gain firsthand knowledge as to
the research being conducted, what progress is being made in the research field, ideas of new techniques available and to
network and interact with other delegates from various countries around the world. We wish him a successful trip and
hope to give you a report back in due course !

FUNDRAISING and AWARENESS
Alison Passmore (daughter of the late Malcolm Passmore,
who passed away in August 2012) is a loyal and ardent
supporter of MNDA of SA, although living in London, UK.
Besides raising R2,320 through the website ‘doit4charity.
co.za’, her partner Chrissie ran a grueling 150 miles across
The Sahara in sweltering heat to conquer the Marathon des
Sables in Morocco in April this year, in memory of
Malcolm.
With their determination, the help of some sponsors and
through the generous support of the patrons who visit the
Grosvenor Bar in England, they raised £1,545 and we
received the grand sum of R27,634!
We are so grateful for and appreciative of this very generous
and selfless gesture.
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FUNDRAISING and AWARENESS
Global Awareness Day
Global Awareness Day on 21 June was remembered by MND support groups in the
different areas with varied events:

In Western Cape Joey Bayley together with Peggy Saxon and Tracy Cuff of MND/
ALS Association’s Western Cape Support Group celebrated Global Awareness Day by
hosting a meeting and inviting as many people as possible who have no knowledge of
MND/ALS and affected patients, to introduce them to this disease and to raise some
awareness amongst the public. It was a successful meeting attended by about 40
people who were interested in seeing the many different paths this disease can take in people’s lives. Sheila Kendal paid
a surprise visit and gave an impromptu talk about MND and how the disease can progress.
Visitors were pleasantly surprised by the positive spirit amongst the MND patients. They were expecting to feel saddened and depressed, but instead were impressed with the love and support shown not only by the consultants, but also
amongst the patients towards one another.
Imke Oosthuisen, a speech therapist, gave an excellent and helpful talk about different forms of communication and
Maureen Pullen gave an interesting talk on PEG feeding.
Refreshments were served and with lots of chatting and socializing an enjoyable afternoon was had by all!
In Gauteng an evening out to the Barnyard Theatre, Rivonia, was organised by patient Kevin Jordan to enjoy “Thank
you for the Music” (ABBA, Queen & the Bee Gees). The MND Awareness evening was well supported and cupcakes
(baked by Liz Keth, MND Consultant, and sponsored by her husband Don), were handed out to those who bought an
“MND” ticket.

In Port Elizabeth, Gaynor Bishop, arranged 3 venues where volunteers in sponsored T-shirts, manned tables which had
MND information displayed and was made available to the public. The noise of collection tins attracted attention and
people parted with some pocket change which at the end of the afternoon produced a donation of R2,335.02 Well done !
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In Durban, Kasturi Pillay, MND Consultant in the Durban area, also always busy raising awareness, and bringing MND
to the attention of those who are not aware of this disease, with the help of volunteers, friends and families of patients,
attracted attention in the Pavillion Shopping Centre with MNDA displays of information. MNDA T-shirts, some very
fancy globes opening into flowers which were sponsored, some printed tracts with holistic sayings, etc were offered for
sale. Body art in the form of “mendhi” (an Indian artwork) was also available at R20 a session. Although the centre
was found to be much quieter than the previous year, due probably to many pupils studying/writing exams, they managed to raise R1,047 – Thank you !
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FUNDRAISING and AWARENESS
THE ICE BUCKET CHALLENGE ……….

Sometimes called the ALS Ice Bucket Challenge, it’s an activity involving dumping a
bucket of ice water on someone’s head to promote awareness of the disease Amyotrophic
Lateral Sclerosis (ALS) and encourage donations to research. It went viral on social media
during July-August 2014. In the US many people participate for the ALS Association, and
in the UK, many people participate for the Motor Neurone Disease Association, although
some individuals have opted to donate their money from the Ice Bucket Challenge to other
organisations. Whether ALS or MND, US or UK, the response to the challenge here in South Africa really has been
phenominal and caught us all by complete and overwhelming surprise. Who would have thought that what some people
at first termed as “a silly idea” would cause such a “wave” – and prove that there are many generous and caring people in
South Africa, neighbouring territories and even abroad. Donations from all spheres of life, you name it ! found its way
to support MND/ALS, eg:

•
•
•
•
•
•
•
•

little people giving up sweet money, pocket money and birthday money
school pupils, and those who challenged their teachers – (that must have been fun !)
individuals
family units
schools and church congregations from various provinces
family businesses, small businesses and corporates who challenged their opposition to better their donations
hospitality groups, etc
lots of “anonymous” whom we will never know

Where we could we tried to acknowledge these good deeds but it had become quite impossible to thank each and every
one personally for their generosity. So please, if you know of anyone who took the challenge and contributed to this
“tsunami” please convey to them our sincere and grateful thanks.
PEOPLE WHO CARE MAKE A WORLD OF DIFFERENCE !
~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

MAILBOX
A PATIENT TO BE ADMIRED FOR HIS COURAGE AND PERSEVERANCE !

Lucky Manganye, a MND patient from Ga-Rankuwa, was diagnosed at the age of 28

He tells us his story :
I am Lucky Surprise Manganye, I was born 10th January 1984 had a normal childhood and raised by both parents. I
never had any health issues always took care of myself, never did drugs, never smoked, and always practiced a healthy
sex lifestyle. I did well at school went to university, unfortunately I did not finish so I had to find a job. My dreams took
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a turn when my son was born 2008, I was 24 years old working with plans to build a home and things were going well
for a while until I lost my job, then soon after my girlfriend also left me so I had to go back home, and because I was
not working I took care of my son. As hard and stressful as it was I managed all I can because of my love for him, time
went by until I found happiness by the name of Mary in November holidays, the most happiest I have been in months
and again my happiness only lasted few months as she fell ill and sadly died couple of months later August 2009. I fell
apart, drank a lot but somehow I pulled myself together. 2010 came, World Cup came and a new job. One morning I
woke up reached for my phone only to notice my left hand little finger twitching. I ignored it but not for long as other
parts of my arm started twitching as well - my local clinic could not help and I had to be sent to hospital. Appointments
after appointments took many blood tests as well, by that time I was back together with my baby mama, side by side
during some of the visits. I was diagnosed with Motor Neuron Disease in November and told I had two to five years to
live. As much as I didn’t want to believe, the symptoms were all there but I continued with my work until my girlfriend
and my legs gave up on me. Reality was hitting me - not only I am going to die but alone and a burden to my parents.
Why me? I cried out loud, I wanted to die so bad thought of suicide but I decided to use the little time I have to be with
my son. This is my fourth year living with ALS/MND and I don’t care what anyone says but I refuse to give up!

A RUGBY FANATIC – WERNER LANDMAN

Werner with his wife Dorette

Werner Landman from Despatch, was spoilt by the Western Province rugby team when they played EP in Port Elizabeth
earlier this year. Werner was also a rugby player and is an avid fan. He was diagnosed with MND/ALS in 2009, is now
wheelchair bound and on a respirator. Despite this, his spirit and humour is immense and he is a true inspiration, say his
family and friends.
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RESEARCH

Excerpt from the Summer 2014 Edition of “Thumb Print”, Magazine of MND Association, UK:*
The MND Drug pipeline –
Developing new drugs is a long process. Once a potential drug target has been found, researchers need to
create new medication and establish if it is safe and beneficial in animals, before testing on people.
Finding the causes –
The drug pipeline begins long before a drug is developed and starts with identifying the cause of the cause of the
disease. It is only by finding the causes of MND that potential targets for new treatments can be found.
Dr Frank Hirth (Institute of Psychiatry, King’s College London) is investigating the causes of MND using fruitflies. His
Association* funded research is looking into various causes of MND, including the protein TDP-43. Accumulation
of TDP-43 is found in nerve cells and motor neurons in nearly all cases of MND. In addition, there are cases of MBD
where TDP-43 doesn’t work properly because of gene mutation. Both accumulation and mutation in MND strongly
indicate that this protein is important in the disease.
Dr Hirth has identified that in fruitflies, similar to the situation in people, this protein is found in both the motor neurons
and the muscles. Importantly, his research team showed that accumulation and mutation of TDP-43 causes a breakdown
in the communication between motor neurons, causing them to ‘lose their voice’. Dr Hirth explained: “Our findings in
fruitflies are very promising as they allow us to study why accumulation and mutation of TDP-43 causes these detrimental effects. Our fly model also allows us to identify new therapeutic targets. And on top of that, we can feed these flies
drugs to test whether they can stop or at least ameliorate the loss of nerve cell communication. Ideally, we might find a
drug that can do that, which can then be translated into clinical research and hopefully into successful clinical trials.”
Testing on animals –
Once a drug target has been identified, and new medication developed, it needs to be tested. All potential drugs are first
tested for safety, and to determine whether or not they are beneficial, in animal models of MND.
By studying the effects of a drug in animals any serious side effects can be identified and a better idea gleaned as to
whether or not it will be beneficial in people living with MND.
Researchers investigate whether a drug has any beneficial effect on the symptoms and progression of MND. They
assess disease progression in a variety of ways, including placing zebrafish in ‘swim tunnels’ to test the strength of their
muscles.
Dr Tennore Ramesh (University of Sheffield” is using zebrafish to screen approximately 2,000 drugs to find out if they
have any effect on MND. His research has already identified one potential drug, which has a similar effect to that of
riluzole – the only proven treatment for MND.
Dr Ramesh said: “in zebrafish we have identified that interconnecting neurons known as ‘interneurons’ become
damaged during the early stages of MND before symptoms occur. By screening drugs in zebrafish we can see if these
drugs have any effect on these interneurons, and whether or not they can prevent or delay the damage. We have identified a drug that acts on a similar pathway to riluzole and we are now in the process of testing it further to see if it has any
effect on the interneurons”.
Developing existing drugs:
A PhD student, Victoria Pugh (Universities of Bradford and Reading), is testing new versions of riluzole.
Her research involves investigating a number of slightly modified versions of the drug (known as derivatives), testing
them for their ability to protest motor neurons, and further modifying the most promising.
Miss Pugh said: “Riluzole has many undesirable side effects and we still do not fully understand exactly how the drug
works. By only slightly modifying the original structure of riluzole the aim is to generate improved versions of the drug.
We hope the new versions of the drug will have a greater effect at halting the progression of MND, therefore a better
treatment against motor neurone loss.
Testing on People :
Only when a drug has been found to be safe and beneficial in animal models can it progress to the final stage of testing,
known as clinical trials. These are a controlled process where a drug is tested for the first time on people. There are
four stages of testing:
Phase 1 – testing for safety only in humans, which often only involves a small number of healthy volunteers
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Phase 11 – testing for safety and dosage in people living with MND, often involving hundreds of individuals
Phase 111 – testing for a beneficial effect in hundreds/thousands of people living with MND
If a drug passes the first three stages, the drug company applies for a license.
Phase 1V – once a drug has been licensed the drug company will continue to collect data.
~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

DISABLED TRAVEL
This converted Toyota Quantum bus (with hoist) is available for rent in the Cape Town/Hermanus area – for
further information contact : info@disabledtravel.co.za or
www.disabledtravel.co.za
New accommodation details:
1. Guest House No 429 in Upington, Northern Cape
2. Caravan Park No 430 in Franskraal, near Gansbaai,
Western Cape

PLEASE NOTE !
In our previous Newsletter (May/June 2014) we covered The Living Will: please be advised that any copies of
The Living Will, given to eg. Family members, Doctors, Hospitals, Carers, etc, need to be certified by a Commissioner
of Oaths

Condolences to Family and Friends of:
Charles Tinley (25/5), Byron Athienides (29/5), George Minnaar (30/5), David Fireson (11/6),
Alan Wienburg (13/6), Elsie Klopper (13/6), Marius Jonker (13/6), Neville Hillman (13/6),
Elizabeth Coetzer (15/6), Libbie Biccard (19/6), Patricia Rutters (28/6), Alten Ruiters (22/7),
Henri Cronje (2/8), Princess Mooi (4/8), Roedolf van der Walt (7/8), Sophia Cornelius (5/8),
Rob Pawson (10/8), Pieter Toerien (11/8), Carol Venter (13/8), Mias de Vries (14/8), Joey Kruger (16/8),
Les Cook (16/8), Francois van der Merwe (28/8), Brigitte Muller (3/9), Shah Hossaein (6/9),
Lea Barends (12/9), Juliet Spruit (23/9), Ron Carslake (1/10), Sampson Moshadiba (9/10)

HELPING THROUGH YOUR WILL

We welcome your ideas – THUMBS UP is
your voice –
So if you would like to Contribute to the next
issue – Please write to us !

Your Will can be a convenient vehicle for
making a charitable gift of a lasting value.
Please consider MND Association as a living
memorial for a loved one.
Many people support the work of the MND
Association of South Africa
through bequests from their Estates.

MOTOR NEURONE DISEASE / ALS ASSOCIATION OF SA
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Cape Town Office
P.O.Box 789, HOWARD
PLACE, 7450,
TEL: (021) 531-6130
FAX: (021) 531-6131
E-mail: mndaofsa@global.co.za

Gauteng
CELL: 082-878-3716

Port Elizabeth Area
CELL: 072-326-4477

Durban/KZN
CELL: 083-777-2029

