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SMS “Kili” to 40010 and donate R20 to MND/ALS Association of SA
We are happy to advise that the Association has two new members, Sr Gaynor Bishop of PE and
Kasturi Pillay of KZN, who joined us in May and June respectively.
Sr Gaynor Bishop will be looking after patients in Port Elizabeth and surrounding areas. She
is a qualified nursing sister with experience in a number of medical related fields and is looking
forward to being of assistance to patients and their families. Gaynor has also arranged to conduct
support group meetings on a regular monthly basis. If you have not yet met Gaynor or need any further information and
assistance, you can contact her on 079 591 2148 or email her on sr.gmbishop@gmail.com
Kasturi Pillay has agreed to help out in the KZN area. Kasturi has personal experience, having cared for, and sadly, lost
her husband to MND in May 2011. Kasturi will still draw on the experience of Liz Keth (our Consultant in Gauteng)
who will be visiting on occasion and give advice where needed. Kasturi is organising support group meetings on a regular basis and can be contacted on 083 777 2029 or on email kasturipillay@telkomsa.net
Penny Long and Karene Swanepoel, also in the KZN area are two volunteers who have patients and their families close
to their hearts, having themselves lost their spouses to MND. They arrange regular social get-togethers for patients and
their families. Their contact details are:
Penny 083 631 6992 and Karene 083 442 1355 or gkcs@mweb.co.za

ANNOUNCEMENTS
Notice is hereby given of the MND/ALS Association of SA
Annual General Meeting
which will be held on
Friday 26 October 2012 at 10 am
in Pinelands
To facilitate arrangements, please let us know whether you will be joining us –
RSVP by Tuesday 23 October at the Office - 021 531 6130 (or advise your consultant)

Christmas Cards

MND/ALS Licence Disc Holders

Yes, our cards will go on
sale again this year. We have
managed to find new printers/suppliers with fresh ideas,
with a view to encouraging
interest and support. We are
not sure how long this tradition will still be sustainable as
costs are spiralling and interest waning, but we have decided to keep the price at R18 per pack of 5. Please, let’s
make this a bumper year and support our cause.
See order form attached.

White with blue printing - the type that can be used over
and over again - Slide out the expired licence disc and
insert the new one ! Available at R12 each.

We take this opportunity to wish all our members, readers, family & friends and of course our generous donors,
and all those who celebrate Christmas, a very Happy and
Peaceful Festive Season !

T-Shirts
We have a supply of MND/ALS T-shirts available, in
Small, Medium, Large and X-Large, white with blue printing on the front and red on the back, at a cost of R45 each.
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Report back on the Awareness Campaign For those who could not follow Alexandre Torrao’s journey on the SABC 3 Bar One Manhunt which started broadcasting on 17 May, we report that he was unfortunately
eliminated in the 4th show. Despite that, we would like to
thank him for having subjected himself to such a gruelling
test to raise awareness of people with MND/ALS and the
Association.
Christine Barrow’s Comrades on 2 June was disappointing
for her – she took ill 3 days before the event and although
starting the race, only managed 18kms before being advised to withdraw. But not to let anyone down her husband continued running and they managed to raise R5,330.
We are very grateful to them for their determination and
their support as well as that from their family and friends.
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ANNOUNCEMENTS
A support group function was also arranged in Bellville in
the Cape with the help of Peggy Saxon, who some of our
patients in Cape Town’s southern suburbs have already
met, and who is assisting us to lighten Sheila’s schedule.
It was well attended despite the very cold weather. Our
Patron Aviva Pelham took some time out of her busy
schedule to visit, to have a cup of tea, meet and chat with
patients and their families and Dr Franclo Henning, our
Chairperson, made himself available for any questions,
and the answers which needed explaining and to allay
some concerns and uncertainties.

Jolene Perkins (centre above)

Jolene Perkins started her run from the Global School of
Technology in Cape Town on 26 May with a good send-off
and arrived to an equally good reception at the end of this
long, physically and mentally exhausting run, at the London Road Church in Johannesburg on 28 July, on schedule!

From Cape Town, SABC 3’s Expresso had a live interview with patient Ralph Satusky of Sea Point. This slot
was allocated at a fairly late stage and we were unfortunately not able to make everyone aware thereof – and it
was very early on a very cold winter’s morning ! We do
thank Ralph for coming to the rescue and agreeing to make
himself available for the chat.

Andre Venter’s Kilimanjaro climb will unfortunately not
be taking place as he has been advised by his doctor to halt
his vigorous training and shelve the climb as it will be detrimental to his health, but, it has not stopped Andre from
joining in and helping at other campaigns which are being
organised in Gauteng. But the SMS “Kili” to 40010 line is
still very much open !

Global Awareness Day
Callyn Bowler’s Awareness Campaign on Global Awareness Day 21 June, at The Beach Hotel in PE went well
and we thank her for undertaking this event. Sheila Kendal, our vice-Chairperson, travelled to PE to assist and was
available for a question and answer session, together with
2 Occupational Therapists.
In Gauteng, Liz Keth had a well attended support group
meeting on Global Awareness Day at their local Mugg &
Bean Coffee Shop, who sponsored the Coffee and Muffins.
Many thanks to everyone for their support !

Pool at Makaranga Gardens

Kasturi Pillay from Durban, arranged an outing for patients and their partners, to Makaranga Gardens in Kloof
on 30 June, where they were treated to tea and scones.
Although it was not on actual Global Day, it was one of the
reasons for the outing. Some of the patients took advantage of the golf-carts available to take them on a tour of
the beautiful gardens, which is normally a 4km walk. The
pool in the background of the above photo caters for those
who are mobility impaired and wheelchairs are allowed in
the pool. A great day seems to have been had by all.

DONATIONS
In our previous issue we reported on the Awareness and Fundraising function held in March, arranged by MND patient Richard Peall of Zimbabwe and his daughter Mandy, and which was attended
by Sheila Kendal, our Western Cape MND Consultant and vice-Chairperson. No one could really
comprehend the extent of the campaign until the amount of R92,035 (after bank commission !) was
deposited to our account. What an overwhelming result - we are very grateful indeed and thank them
for all their efforts and hard work, and of course, the guests at the function, for their interest and the generous support.
In addition to our usual loyal monthly benefactors for whose generosity we are so grateful, we have had donations from
family and friends who wanted to remember their loved ones who had passed away:
Colin & Margie Robinson and the Drummond Family in memory of Keith Ferreira; The Napier & Cox families in
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DONATIONS
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memory of Maurice Norman; UNISA in memory of Prof George Subotzky; I Stern, JA Hilton, JM Lappin,
Lorna Sagorsky & family in memory of Evelyn Cohen; Brian Passmore, the Ridley Family and the Grosvernor Bar
(London, UK) in memory of Malcolm Passmore.
And of course to those who just wanted to, although they did not give their names - we are very appreciative of all your
support.

Help for James (and MND/ALS) !
Karina Osborne of Pretoria writes:
My husband James was diagnosed with MND in November 2010. James passed away on 23 May 2012 at the age of 40,
18 months after he was diagnosed.
We have been married for 15 years and have two children, a boy aged 11 and a girl aged 4.
James was a police officer for 20 years, and at the end of Feb 2012 he was boarded at the rank of captain. He was a born
police man and loved his job.
His symptoms started in July 2010 when his right leg started to drag. He consulted a neurosurgeon and he was informed
to go for a back operation as it would only get worse. He injured his back in 2005 and always had problems with it
therefore we did not question the doctor's suggestion for the back operation. In August 2010 he had disc replacements.
After the operation there was a small improvement in his leg but it was still dragging. We were told that the nerves got
damaged and that it will take a while to heal.
After various visits to the neurosurgeon, he was admitted in the hospital in November 2010 where he was examined by
a neurologist. He made the first diagnosis of MND. We did not want to believe it and agreed to enjoy our December
holidays and think about it again in the new year.
In February 2011 we consulted a second neurologist who diagnosed him within 5 minutes. We still did not want to believe it. We then went for a third opinion. This neurologist did all the tests to ensure that nothing else was wrong with
him.
When he gave us the same news yet again we finally had to believe it.
We could see the effects of the disease daily. He deteriorated very fast, and in a year and half's time he went from a fully
able person to a fully disabled person.
In April 2012 we started a fundraising for a communication device for James, as he could no longer speak. We also
started a website for him www.helpforjames.weebly.com

Family friend Hannelie Hoorn & her daughter Jessalin (left) helping Karina (right) hand over the cheque to Liz (centre)
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MORE AWARENESS ..... and raising of funds!

One of these fundraising events was a ladies tea scheduled for the 14 July 2012. After James passed away, we decided to
continue with this event and to donate all the money to MNDA of SA.
The event was a huge success and we sold 170 tickets at R100 per person.
An amount of R25 000 was donated, R17 000 from the ladies’ tea and R8 000 that was received in donations for the
purchase of the communication device.
Liz Keth reports from Johannesburg On 22 July 2012, MNDA/ALS of SA was very well represented at the annual "Discovery 702 Walk The Talk" event held
at Marks Park in Johannesburg.
Emerald Risk Transfer, a prominent and dynamic company providing property insurance solutions for large commercial and industrial properties situated in north of Johannesburg, dedicated the day to a corporate event in support of
MND/ALS.
A great effort was made by Tracy who co-ordinated the whole event, assisted by Tanita and Carla, with banners, balloons
and T-Shirts. The whole group walked together making an eye-catching statement in green, their corporate colours, so
unmistakeable that as they walked past the start area, John Robbie of Talk Radio 702 made a very clear comment over
the public address system,
"Emerald Walking for Optimism, Fighting for Motor Neurone Disease. A very good cause - Go Emerald!" What
a wonderful awareness statement for MND/ALS.
Apart from the organisation, Emerald sponsored all the MND sufferers that joined the walk, including Kevin Jordan,
Dehlia Rezek, Pieter van R van Oudtshoorn and Gwen King and their partners. At the end a great spread of eats and
drinks was available. Liz was granted permission to erect a gazebo with MND/ALS banners (special thanks to Malcolm
Passmore!) which became our gathering place and was the centre of much chatting, story telling and sharing of experiences on the walk.
It was a beautiful day as we ambled through the suburbs of Johannesburg and by the end of it many new friendships and
acquaintances had been forged. A day thoroughly enjoyed by all thanks to the great generosity and thoughtfulness of
Emerald Risk.
In addition to the whole fun walk, from Emerald Risk and a business acquaintance, Techworks IT Solutions, a very
generous and much needed donation of R13,000!
Our sincerest thanks again to Tanita, Tracy and Carla and all those that joined in to make a very special day in support of
MND/ALS - to you all : THUMBS UP!

Tracy, Tanita & Carla at the start of the walk
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Liz standing 2nd from left and patients at the walk

And coming up !
Fiona Keyter of Pretoria (whose husband passed away in September 2009), is organising a Fun Walk at the Botanical
Gardens in Pretoria on 17 November at 7am. Entry to the Gardens is free – you need only pay to partake in the walk
and there will be plenty of safe parking available. You can contact Fiona on 082 798 0262 for further details. Please
support Fiona and also get your family and friends to take part in this fun day !
Life is too short to wake up with regrets ……
So love the people who treat you right and forget about those who don’t

Mail Box
Ziska Steyn of Somerset West, writes:
Andrew (my husband) died on 9 May 2012 after living with MND since 1996.
Because his room and bathroom (toilet and shower) was changed to make it accessible for use by a disabled person on
a wheelchair or Shoprider, I would like to let it out to families who would like their spouse/child to have a few days of
different scenery.
I do not intend doing the caring though, you will have to arrange that yourself, but I would gladly push the wheelchair or
walk beside the Shoprider, like I used to do for my husband.
I so often wished that someone would offer to come and sit with him, so that I could feel free to take the day off. I am
offering my house and time to you.
Thank you for the loan of a brand new Shoprider many years ago. It gave Andrew a new lease on life and much joy and
freedom !
Ziska can be contacted on 021 855 4710 or 072 859 2733 for further details.
--------------------------Ramika D Peerbhay of Estcourt Hospice, sent her blessings to all with the following words:
“I asked God for everything so that I can enjoy life
Instead he gave me life so that I can enjoy everything”
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We welcome your ideas – THUMBS UP is
your voice –
So if you would like to Contribute to the next
issue – Please write to us !

RESEARCH
HELPING THROUGH YOUR WILL
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.

(Article taken from the Summer 2012 issue of “Thumb Print” {the Magazine of the MND
Association, UK):*
Unproven treatments can come in various shapes and sizes from Bee Venom to Coconut Oil. But
how can we tell if there’s any proof that these treatments actually work?
The lack of reliable evidence shrouding unproven treatments makes it difficult to know whether a potential treatment should be pursued. Not only is evidence important for people with MND who want to
make an informed decision about what they take, but also in terms of researchers pursuing potentially
promising substances. We understand the eagerness and determination of people with MND to search for
an effective treatment now, while researchers search for a cure for tomorrow.
An international group of leading MND clinicians known as ALSUntangled are leading the way by objectively reviewing unproven and off-label treatments that are of interest to people with MND, in addition to
being full-time clinicians and researchers.
Those living with MND play an integral role in ALSUntangled by suggesting unproven treatments to be
investigated through the social media too, Twitter. So far, ALSUntangled has investigated 16 unproven
treatments ranging from Bee Venom to Coconut Oil and Blue Green Algae to Goat’s Serum.
To bee or not to bee ?
One unusual treatment that has been investigated is Bee Venom therapy. This is a painful procedure
involving the injection of Bee Venom, with serious risks reported, including loss of sight and even death.
By reviewing studies where Bee Venom had been tested on mice, ALSUntangled estimate that a person
would need an astonishing 70,000 bee stings twice a week to replicate the benefits found in mice.
Going nuts for coconuts!
Not all unproven treatments are as painful, or as invasive, as Bee Venom therapy. Nevertheless, it’s still
important to gain an understanding of the risks versus potential benefits, and discuss these with doctors or
neurologists before trying them.
In a recently published article, ALSUntangled investigated the use of Coconut Oil for MND. With
relatively minor risks including stomach upset, nausea and diarrhoea, it is easy to understand why some
people want to try Coconut Oil. Although there is a theoretical justification for how it could potentially
work in MND, this has not yet been proven. To be proven, rigorous studies would be needed to explore
whether Coconut Oil could be beneficial in MND.
Director of Research, Dr Brian Dickie commented: “There is a wealth of high quality information on
the web. Unfortunately, it’s also a source of anecdote and misinformation”.
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What makes a treatment proven?
Not only do clinical trials determine whether a
treatment works, but they are also important to
determine the safety of a treatment in a controlled
setting. The most reliable evidence comes from
rigorous, ‘gold standard’ clinical trials that contain
the following elements. Only trials that meet this
‘gold standard’ are funded
Placebo Group:
A ‘dummy drug’ control group made up of
participants who do not take the active substance

MNDA FORUM
What’s the difference?
A treatment
is the application of medicines, surgery, etc, to a patient
or to a disease or symptom. Riluzole (Rilutek™) is the
only drug to be licensed for the treatment of MND – it is
not a cure
Complementary Therapies
Such as aromatherapy and massage, do not aim to treat
the disease or symptom, but to help people cope with
the disease. They should be used alongside, but never
replace, the treatment offered by doctors

Blinding
Neither doctors, nurses nor participants know who
is on the active substance, or who is on the active
treatment.
Randomisation
Participants should be assigned to either the
placebo group or active substance group randomly –
which is usually carried out by a computer
Large Numbers
Only be including large numbers of people in trials can
researchers be sure that the beneficial effect is not occurring by chance
Published Results
The results of successful trials are usually shared in reputable research journals – this means that their results will
have been independently scrutinised by leading experts in
the field.

An off-label treatment
is a term used to describe a medical drug that is used for
a different purpose than the one it was originally intended
for
An unproven treatment is an aspiring treatment that has
not gained scientific evidence for its effectiveness or
safety
Alternative medicine
Including homeopathy, is not acknowledged in conventional medical practice, due to the potential risks involved, and a lack of clinically qualified results

Stem Cell programme achieves milestone
(Article taken from the Summer 2012 issue of “Thumb Print” {the Magazine of the MND Association, UK):*
A cutting-edge stem cell research program funded by the Association* has produced a key development that could have a
powerful impact on the research for treatments for MND.
The team’s results provide proof of principle that skin cells can be successfully turned into diseased motor neurones.
At the same time they represent significant progress towards the key aim of this groundbreaking £800,000 program : to
develop and characterise a robust human cell model of MND that can be made available to scientists across the world.
The international research team, led by world-class scientists from Edinburgh, London and New York, used stem cells
derived from adult skin to generate living human motor neurones that display key characteristics of MND.
These diseased neurones offer huge potential. As a uniquely realistic laboratory model of the disease they could allow
for rapid screening of thousands or drugs, as well as furthering understanding of underlying disease mechanisms.
Prof Siddharthan Chandran of the University of Edinburgh, who is leasing the program said:
“Using patient stem cells to model MND in a dish offers untold possibilities for how we study the cause of this terrible
disease as well as accelerating drug discovery by providing a cost effective way to test many thousands of potential treatments”.
Dr Brian Dickie, Director of Research and Development, said: “This advance is a significant milestone on the road to
developing a laboratory model of MND that faithfully reflects the cellular events happening in the patient. It is also a
testament to the importance of international collaboration, with eminent scientist from leading institutions around the
world focused on the common goal of understanding and, ultimately, defeating this devastating disease.
Over the past three years we have co-funded research which has uncovered a total of four genes with close links to MND
and we are determined to find more. We are learning more and more about MND every day – each finding adds a piece
to the molecular jigsaw puzzle and draws more scientists into MND research to help us
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advance drug discovery to ultimately defeat of MND.
A birth certificate shows you were born
A death certificate shows you have died
A photo album shows you have lived
~~~~~~~~~~~~~~~~~~~~~~~~~~
In our previous “Thumbs Up” (May 2012) we advised that the HPCA was celebrating 25 years – here is the response by
Dr Liz Gwyther, CEO, to an article in the press regarding Euthanasia:
Hospice Palliative Care Association : Hospice Care – dignity in living and in dying
Prof Sean Davison’s experiences and the establishment of DignitySA provide an important platform for discussion of
end-of-life issues and preferences in South Africa and we welcome Prof Davison’s support of hospice. People are often
more comfortable considering end-of-life issues as an abstract discussion, and avoid thinking about them in relation to
themselves and their loved ones. It is only when there are tragic events or crisis reactions to difficult situations that we
evaluate of end-of-life choices for ourselves and our families. The Hospice Palliative Care Association (HPCA) of South
Africa and the Worldwide Palliative Care Alliance have provided clear statements regarding euthanasia. One of the
key considerations is making sure we can be helped by our doctors to make personal choices for good end-of-life care
without resorting to extreme measures. A discussion with our doctor and family members about an advance directive or
‘living will’ provides guidance about our care if we are no longer able to make our own decisions about this care. Fear of
how illness will affect us and ‘imagining the worst’ influence us to consider extreme requests such as euthanasia. However, good hospice and palliative care mean that the “worst” rarely has to be endured. In caring for terminally ill patients,
palliative care practitioners have found that many people want to discuss their fears, to be reassured about groundless
fears, and to have explained what will be done to relieve suffering effectively. The essence of palliative care is the relief
of suffering, and there is strong evidence that palliative care does control pain and other symptoms, relieve psychological and spiritual distress and support family members in bereavement. The University of Cape Town has taken the lead
in South African medical schools in training medical students and post-graduate doctors in palliative care. Doctors are
trained to have end-of-life discussions including how to advise people regarding advance directives. They are trained in
pain management so that they can be confident that no patient suffers unbearable pain. They are trained in assessment
and control of other distressing symptoms and in how to address patients’ and families’ worries.
Hospices provide care that is tailored to each individual’s need, we respect patients’ wishes and value each person for the
unique individual they are. We strive for all our patients to live and die with dignity.
HPCA endorse the South African Patient’s Rights Charter that states that “everyone has the right of access to health care
services that include provision for special needs in the case of patients in pain, and palliative care that is affordable and
effective”.
HPCA calls on SA society to ask for better care for people with advanced illness; for palliative care to be available to
people in all health settings and not just in a small NGO sector; and for training of all healthcare professionals in palliative care so that doctors and patients do not feel that the only alternative to suffering is euthanasia. We call on government to ensure that palliative care is accessible, available and affordable to South Africans facing advanced illness, and
to ensure that at the end of their lives patients are treated with dignity and experience relief of suffering.
Liz Gwyther
CEO, Hospice Palliative Care Association of South Africa

Living Will (Advance Directive)
In a previous Thumbs Up (May 2011) we advised about the SAVES organisation, but for our patients who would prefer
something simple, we have a less formal version available. Please speak to your consultant or contact the office (021
531 6130 or mndaofsa@global.co.za) and we will send you a copy (at no charge).

Condolences to family and friends of:
Zena Holmes (18/1), Daleen Clark (21/1), Delpat Solanki 26/3), Nicolette Scarborough (8/5),
Andrew Steyn (9/5), Hendrik Bezuidenhout (12/5), James Osborne (23/5), Petro van Oudtshoorn
(1/6), Mandy Vivian (2/6), Colleen Venter (5/6), Maurice Norman (18/6), Theresa Winkler (21/6),
Bala Naik (26/6), Elsabe Greyvenstein (27/6), Mishak Mahoa (End June), Keith Ferreira (2/7),
George Subotzky (3/7), Abbie Boulton (14/7), Patricia Stevenson (23/7), Evelyn Cohen (29/7),
Mavis Mbatha (07), Johannes Boshoff (02/08), Malcolm Passmore (10/8), Robert Radley (12/08),
Margaret Punnick (20/08), Joey de Swart (25/08), Sally Trollip (29/08), Ben Steyn (08/09),
Ashraf Mohamed (09/09), Murray Keen (11/09)

MOTOR NEURONE DISEASE ASSOCIATION of South Africa
P.O.Box 789, HOWARD PLACE, 7450,
TEL: (021) 531-6130
FAX: (021) 531-6131
E-mail: mndaofsa@global.co.za

JOHANNESBURG
TEL: (011) 701-5001
CELL: 082-878-3716
E-mail: keth@telkomsa.net
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ORDER YOUR CHRISTMAS CARDS NOW

2012
White background, Christmas Trees
in shades of Blue, with silver stars
and greetings
Wording in card:
SEASON'S GREETINGS ... AND BEST WISHES
FOR THE NEW YEAR

Christmas card sample shown here
are smaller than actual size

ORDER FORM
Please complete this order form and return with cheque or proof of payment to:
MNDA 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 Christmas Tree (5 cards and envelopes) @ R18 per packet

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

......... Pkts Notelets (5 & envelopes) @ R5 per packet

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

								

Cost of Cards

Add postage 1-4 pkts: R5; 5-10 pkts : R10				
								Total Payment

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

