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KZN Global Awareness Day (21 June) was a hive of activity, and we would like to extend our sincere thanks and appreciation to Kasturi for organizing
these events (see inside) and to all the volanteer, friends and helpers who so eagerly supported this cause. THANK YOU!
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We have some great news ! – after a long battle, and with lots of patience and perseverance we have at last
been registered as a Non-Profit Organisation with our own NPO Number : 155-413
--------------------------------------------It seems that time does fly – the end of this year is rapidly approaching and preparations for the festive season are
already coming to mind. It will not be long before we hear “Jingle Bells” playing in the shopping malls and
departmental stores, and that will certainly remind you of this special time of the year !
Please support your Association at this time and help us spread awareness and good cheer by ordering
Christmas Greeting Cards to send to family and friends - See order form for Christmas Cards attached

To all who celebrate Christmas, we wish you a peaceful and joyous festive season
And to each and everyone, a happy, safe and fulfilling New Year !

DONATIONS
A sincere and heartfelt thank you to everyone who has made donations to our Association over the preceding
months and a special acknowledgement goes to the family and friends of the late Angus McKay, who contributed
very generously in his memory and Percy McLennan who made a generous donation in memory of his father.
Thank you also to LJ Wiseman, Abland (Pty) Limited, SAWA Klein Karoo, and Trencor Services on behalf of
Philip Calder, and to Hilary Walker, who requested family and friends to donate to MNDA in lieu of birthday gifts
and then specifically requested that the money collected be put towards research.
Patient Kevin Jordan and his wife Carla, organized an auction, the proceeds of which contributed R3,500 to our
banking account.
We were very privileged that MNDA of SA was nominated by Nomad Bowls in Port Elizabeth, as their charity for
the year. Our Consultant, Joey Bayley, was on a visit to her son in PE and was invited to attend the prize-giving
and presentation when a cheque for R30,000 was handed over ! That was really a wonderful surprise and a very
generous gesture for which we are immensely grateful.
To our regular donors, thank you for your ongoing and loyal support and to everyone who has contributed in some
way – THANK YOU! THANK YOU! THANK YOU!

Global Awareness Day (21 June)
KwaZulu-Natal
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Kasturi Pillay, our Support Group Leader in KZN, tells us all about the Global Awareness Day activities in
Durban:
The Global Awareness Day in Durban was once again a great success, as we had achieved our main aim of the day,
which was to bring awareness to the public about MND. The response from concerned people and the greater
public was immense. The day started at 8.30 and ran until 16h00.
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GLOBAL AWARENESS DAY (21JUNE)

There were two venues that honoured the day. One was the Pavilion Shopping Centre in Westville and the other
Hillcrest Spar Centre, which was manned by Linda Stewart and family, wife of patient Gary Stewart.

Face Painting was sponsored by Geraldine, grandchild of our patient Sylvia Perumal from Phoenix, and brought
a lot of excitement to the children and adults alike – even Kasturi (above right) felt like a child again.
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Cakes were baked by Kubashnee, Sylvia Perumal’s daughter and a special MND cake with cornflower buds, was
made to raffle.
Shopping Bags were also a huge success, brightly coloured in yellow, which could not be missed and came in
handy for the shoppers at the centre.

CAPE TOWN
Our three Consultants, Peggy Saxon, Joey Bayley and Tracey Cuff, put on a tea party for patients, families and
carers who gathered at the support group meeting venue where they enjoyed cake and tea and a pleasant time.
GAUTENG
A MND Global Awareness Day Breakfast was arranged by Karyn and Victoria “@ the One & All Club” of The
Higher Ground Restaurant. Tickets were available at R100 per person and about 80 people, including patients,
families, friends and members of the public supported this event where 3 guest speakers gave talks on their fields of
expertise.
Moving on ……
As the members in Gauteng are aware, Liz Keth and her husband Don, retired to Haga Haga, outside
East London, at the end of August 2015. Liz wrote about her experiences and feelings as a Consultant, Caregiver and “advisor” during her time with MNDA of SA.
“Little did I know how the next 12 Years would unfold and how it would become much more than just a “nursing”
job, but a calling on me and my family.
Where to start! When I took over from Sue Sherwood during April 2003, I was able to fly to Cape Town
(compliments of my husband, being a captain with Comair) to shadow Vivien O’Cuinnegain. There we met with
MND patients and I was able to get an idea of the function I was to fulfil and the modus operandi. I soon realised
that I would have to not only provide palliative care, but also establish an MNDA office and equipment centre. My
home as it were would become a one stop centre for the full operation of the Association in Gauteng.
I realised very early on that I would have to establish a rapport with the professionals involved with MND,
Neurologists, Speech and Occupational Therapists, Psychologists, Medical supply and Equipment businesses, etc.
This network developed as time and the needs of each patient developed. Their needs demanded a level of support
and I had to find out very quickly where to find a fix for the problem.
As time went on the relationships with especially the Neurologists, became very close and they were truly a source
of strength to me. The way into their practices was often well guarded by an army of sergeant majors and I knew I
would first have to get them on my side, or else no meeting with their “bosses” would ever be granted!
If there is to be effective support from the MNDA of SA to the patients out there, then the regional co-ordinator
has to build a very good relationship with Neurologists and Hospice SA. Without that, the task would be virtually
impossible as MNDA does not have the resources these entities can provide. It is a team that is vital for the care
patients need and deserve.
The Patients, the very core of our existence as MNDA of SA is of course the wonderful people – people like you
and I, for MND is no respecter of persons. Folk who are not sick or physically or mentally challenged but are the
ones to be afflicted by this progressive condition of the nervous system. It could have been any one of us. People
with dreams and aspirations, personalities and characters, each one becoming a special friend! This has become the
most precious part of my 12 years involvement and it is the most difficult thing to have to say goodbye to as we
go on retirement. Many have now passed on but there is a bond with the families left behind and that lives on –
friends for always.
To even try and give an account for each MND patient over the years would require a book of its own. We have had
lots of laughs together, for somehow the human spirit rises above the disappointment and altered future prospects
of the dreams we have, and focuses on the today. We mourned together. In the final analysis, my only advice is,
“live for today, put aside the differences and arguments, the blame and disappointments of the past. They are gone
and cannot be altered. Forgive now and be happy with each other for none of us will live forever”.
In closing, I was in the fortunate position to have a home which was used as an equipment store (even my poor
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MOVING ON

husband, Don’s garage!), the MNDA Gauteng office and the meeting venue for our monthly meetings. For the very
first meeting in our new home in Kyalami, Don ran off to the local Woolworths and bought a supply of Cinnamon
Doughnuts and vanilla Swiss Roll portions!! That tradition remained until our last meeting there, for without that,
something was amiss!
It sounds as if the whole 12 years was without support, speaking so much of the Gauteng office. Without the leadership and support of a national body, I would have floundered long ago. The support, comfort and level headed
direction of our “CEO”, Dr Franclo Henning, gave me the comfort to carry on doing what I was, knowing I could
call on him at any moment day or night for direction and decision making. I wish Dr Henning strength and courage
as he dedicates himself to the finding the cause of this challenging condition called MND/ALS. May God guide
you to find a cure!
The support from the office in Cape Town took so much administrative stress off my shoulders and the wonderful
relationship with Rina, my friend, with whom I could at times just off-load, was wonderful. It is not the motivation
of money in this business of ours, but the pure dedication to what we are called to.
Thank you to our Patron, Aviva Pelham, for the enthusiasm and motivation to press on and our Chairperson Sheila
Kendal for the openness and good spirit in which all our dealings were carried out.
MND care is a calling, not a career and therefore this is not goodbye, for even in Haga Haga I am sure I will be in
contact with those patients in the East London area and still doing, albeit on a smaller scale, what is now a part of
me.”

Our daughter Keren and I had the privilege to fly with Don on his last flight – Jo’burg to East London and back. He was given a fitting send off :
a fly by for the air traffic control folk, and 2 fire engines forming a guard of honour and spraying water over his aircraft as he taxied in.

Thumbs Up!
Liz
We are sure you join us in wishing Liz and Don a long, healthy and happy “retirement” with a BIG thank you for
all the years they have supported everyone in the MND “family”.
……….. AND we are fortunate to have joining us to assist patients in that area Karyn Casey,
who is a Speech-Language Pathologist with a private practice in Johannesburg. Following graduation from the
University of the Witwatersrand in 1997, she began working in the public sector, treating adults with neurogenic
speech, language and swallowing disorders. Karyn’s main area of interest is in dysphagia and she has completed
post-graduate training in dysphagia, apraxia and neuro rehabilitation, and is currently the Chairperson of the South
African Neurological Rehabilitation Association. Karyn can be contacted on 083 656 8979;
&
Victoria Goodstein,
a registered Counsellor specializing in Trauma, who after graduating from the University of Cape Town, went on
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to work in inclusive education for the next 10 years. Whilst working with special needs children her interest in
neurology developed and in particular neurological rehabilitation. After leaving education she did her counselling
internship with Headway. She currently runs her own practice. Victoria can be contacted on 082 562 9769;
&
Avril de Beer,
Social Worker at Sungardens Hospice in Pretoria, will be assisting us, by visiting and caring for our patients in her
area. Avril can be contacted on 082 465 2892.
Life isn’t about getting and having, it’s about giving and being.

Research
MND/ALS research project in the Western Cape
ALS, fortunately, is a relatively rare disorder, and most studies suggest that the incidence of ALS is 1.5-3.0 new
cases per 100 000 population per year. This means that, in a population of 5 million (like the Western Cape province) one would expect that between 75 and 150 people would be diagnosed with the disease each year. However,
most of these studies were done in North America and Europe, regions with predominantly white populations, and
there are no reliable data available for South Africa or the sub-Saharan region. Some studies from North America
and Cuba suggest that the disease may be less common in population groups of African or mixed origin, but this
has never been investigated in sub-Saharan Africa. Furthermore, whether the disease follows a similar course in the
South African population as in North American and European populations is also not known. For these reasons, we
started a long-term research project on 1 July 2014 in order to find answers to above questions. The study will run
over 5 years, and is a joint effort between the Divisions of Neurology of the two teaching hospitals in the Western
Cape (Tygerberg and Groote Schuur hospitals) and the MND/ALS Association. In addition, we are also collecting
blood samples, from which we extract DNA (the genetic material). This is stored, and we plan to analyse this after
the end of the five year period. The reason for our interest in the genetics of the disease is the fact that at least 10%
of cases in Europe and North America appear to be due to a genetic abnormality (of which about half have a family
member with ALS). Again, whether this is also the case in South African patients, and whether the same types of
genetic mutations are present, have not been investigated.
One may ask what the importance of obtaining such data is. Is it not more important to look for a cure for the
disease? There are a number of reasons why this type of research is very important. Firstly, we live in an age where
drugs are not discovered by accident anymore, but developed from the bottom up to target a specific process that
causes or contributes to the disease. The more we know about a disease, the higher the likelihood of one day
finding the cure. For example, if we find that the disease is less common in a certain population group, the question
can be asked: why is this? Answering this question may lead to identifying factors that may be protective against
the disease, and may ultimately contribute to finding a cure. Secondly, in order to approach government or
medical schemes and lobby for improved funding for neurodegenerative diseases like ALS, we need to have
figures of the impact of the disease in SA. Thirdly, in order to be part of international drug trials, whereby our
patients can receive experimental treatments as part of international research studies, we need to be able to show
that we have enough people with ALS to warrant participation.
We are very excited about this project, and we believe that we in SA can make a significant contribution to the
global research efforts. I look forward to reporting back to the members of the MNDA at the end of our project.
Dr Franclo Henning

Research Elsewhere
Extract from Summer 2015 edition of Thumb Print, the magazine of the MND Association, UK:
Behind every great MND research idea, you need an even greater MND researcher; the person underneath the lab
coat, the face behind the safety glasses ….
Using stem cells to understand MND:
Dr Ruxandra Mutihac, University of Oxford, was recently funded by the Association (UK), which allowed her
to gain her PhD in 2014. Following on from her success at Oxford, she has continued to grow in the field of MND
research, even presenting her research on the podium of last year’s 25th International Symposium on ALS/MND.
In partnership with Professor Kevin Talbot, Ruxandra was awarded her first research grant, allowing her to
continue to pursue her research and take the next step in becoming an independent researcher.
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By programming skin cells, Ruxandra can create living human motor neurons in the lab to study MND in detail,
allowing her to identify potential disease pathways that could be the target of future drugs. This relatively new
technology of creating human motor neurons is the focus of her research and is called induced pluripotent stem cell
(iPSC) technology.
Ruxandra said :
“My current project is focused on understanding the cellular mechanisms involved in motor neuron degeneration in
MND. This is achieved using skin cells from people living with MND, and then using iPSC technology to
reprogram these cells into human motor neurons”.
“I am specifically looking at the interplay between C9orf72, the most common genetic mutation in the rare
inherited form of MND (5-10% of total MND cases), and TDP-43, the pathological signature protein found in
almost all cases of MND.
“In this new research project I aim to identify common disease pathways that could become targets for future
therapies. I am also exploring the differences between cortical neurons from people carrying the C9orf72 mutation
to establish what renders each cell type vulnerable to disease in MND and frontotemporal dementia (FTD).
“As an MND researcher, I am hoping to make a significant contribution to the development of effective treatments
for this devastating disease”.
Understanding structure
Dr Gareth Wright was also awarded his first (UK) Association-funded research grant as co-grantee in partnership
with Prof Samar Hasnain at the University of Liverpool. Gareth’s research involves studying protein structures in
exquisite detail to better understand what goes wrong in these proteins when they become damaged in MND.
“In the past we’ve used structural studies on proteins in isolation to provide an explanation as to why they cause
MND. That made a significant contribution to our understanding of the disease but, like us, proteins don’t exist in
isolation, they move around and interact with their surroundings.
“Our new project looks to understand why the interactions between some of these proteins are faulty. With MND
Association (UK) support over the last six years I’ve developed the skills and tools I need to address this challenging task. Sustained support helped us put together a really interesting proposal and it’s a great fillip to be co-grantee for the first time. I’m looking forward to getting stuck into some exciting new science that gives us clues about
the molecular causes of MND. Turning that understanding into cures is my goal as an MND researcher”.
Life shrinks or expands in proportion to one’s courage

Condolences to the Family and Friends of:
Lilian September (May), Sarel van Rensburg (28/5), Dr Annette van der Merwe (1/6), Johannes Russouw (3/6),
Johan Claassen (11/6), Betty George (7/6), Ans Arlow (19/6), Barend van Wyk, Magriet Dingaan (3/7),
Tienie Barnard (6/7), Blackie Swart (10/7), Justin Varian (25/7), Basil Sinclair (1/8), Malizole Msutu (8/8),
Dionne Driver (6/8), Alta Kerr (18/8), Dalena Sidaway (4/9), George Norman (12/9), Louisa Goosen (16/9),
Aubrey Claussen (16/9), Neels van der Bergh, (18/9), Gerhard le Roux (18/9)

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
Cape Town Office and other areas
P.O.Box 789, HOWARD
PLACE, 7450,
TEL: (021) 531-6130 or 072 326 4477
FAX: (021) 531-6131
E-mail: mndaofsa@global.co.za

Durban/KZN
CELL: 083-777-2029
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ORDER YOUR CHRISTMAS CARDS NOW

2015
Wording in Card:
Season's Greetings and Best Wishes for the New Year

A
Shades of Blue background with outline of tree,
decorations and wording in silver.

B
White, Blue and Silver Baubles in grey frame on white
background with Silver trim.

A

B

These images of Christmas cards are not to scale

ORDER FORM
Please complete this order form and return (via post, fax or email) with cheque or proof of payment to:
MND/ALS Association of SA, PO Box 789, Howard Place 7450.
Internet Payments: Account No 27 062 9130 at Standard Bank Rondebosch 025009
with name and "cards" as reference.
All cards require standard postage.
Name ........................................................................................

Telephone No ......................................

Postal Address ....................................................................................................
.........................................................................................................................

Postal Code ....................

......... Pkts A
				

Silver Tree on shades of blue
(5 cards & envelopes) @ R22 per packet

R .....................................

.......... Pkts B
				

Baubles (White, Silver and Blue)
(5 cards & envelopes) @ R20 per packet 			

R .....................................

								

Cost of Cards

Add postage 1 pkt: R3; 2-5 pkts: R6; 6-10 pkts : R10
								Total Payment

R .....................................
R .....................................
R .....................................

