Thumbs

Association of South Africa
NPO 155-413

T h e N ew s l e t t e r o f t h e
Motor Neurone Disease /
A myo t r o p h i c L a t e r a l S c l e r o s i s
Association of South Africa

May / June 2018

The MNDA mourns the loss and honours the memory of Vivien O’Cuinneagain, one of the association’s founder members, whose nursing
expertise and deep caring helped lay the foundation of the work and ethos of the association today, nearly 30 years later, as it continues to
promote awareness of and provide support to those living with MND/ALS (see story inside).
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FROM THE OFFICE
Support group get-togethers to diarise
The MNDA’s advisor for Cape Town’s northern suburbs, Joey Bayley, has been organising some informative talks/
demonstrations for patients (and their families and carers) who would like to attend her support group meetings in
the coming months.
She kicked off on 22 March with Anita Ngxumza, the Western Cape clinical facilitator from medical equipment
importer and supplier Perryhill International, who demonstrated and discussed percutaneous endoscopic gastrostomy
(PEG), the medical procedure which allows patients unable to eat solids, to use the PEG tube for food intake.

Members of MNDA advisor Joey Bayley’s support group at Anita Ngxumza’s PEG talk.

Upcoming dates to diarise:
14 June: Cecile from medical equipment supplier Sleepnet will explain the workings
of the BiPap breathing machine;
Anita Ngxumza demonstrates the
use of the PEG tube for feeding.
6 September: Roberta Wilson and her team from Tygerberg’s Occupational Therapy
department will chat about the benefits of OT;
22 November: Joey herself will share some end-of-season cheer, welcoming all to set aside their worries and fears
and gather to celebrate another year together.
All get-togethers fall on a Thursday and are held from 2pm to about 4pm at the Dutch Reformed Church, corner of
Park Rd and Constable Rd in Bellville. Proceedings kick off with a welcoming cup of tea/coffee and a snack, so do
let Joey know beforehand if you (and who) will be attending so there’ll be plenty to go around. The more the merrier!

MNDA patient shares his story with fellow congregants
John Vass of Cape Town was invited by fellow congregants of the Ebenezer Congregational Church in Kuils River
to share his journey with MND at one of the church’s regular gatherings of its very active group of pensioners and
retirees.
He was supported by MNDA advisors Joey Bayley and Desireé Diedricks. Joey had also been invited to speak to
the assembled group of about 50 people about the work of the Motor Neurone Disease Association in supporting
MND patients and their families and raising awareness of the disease. Informative booklets providing some background on MND were distributed and welcomed with great interest.
Thanks to Ebenezer’s indefatigable Salama Hendrikse (a former nurse) who approached the MNDA to help educate
and inform her friends and fellows.
Hints and tips
We would like to encourage submissions by patients or their families on their experience of living with the
disease, be it a handy hint to make life easier, a story of upliftment or some lighter side of the challenges faced.
The following tip from a patient’s wife in the UK (courtesy of MNDA UK’s quarterly Thumb Print, Spring
2018). The patient’s hands curled up to such an extent that he was unable to use them and sweating caused his
fingers to become infected. ‘Jim was an engineer… he came up with the idea to use hair rollers [curlers], which
I wrapped a few times with crepe bandage as they were prickly. The rollers were inserted in his palms under
the fingers. He used small ones, one in each hand, during the night and medium ones during the day. Because
air was allowed to circulate, the infections cleared and his hands remained in good condition.’
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FROM THE OFFICE
Gauteng patient galvanises all for ALS/MND Global Awareness Day 21 June 2018
MNDA patient in Gauteng Göran Soderholm and wife Karen have initiated a fundraising event at top Italian
restaurant Café del Sol Botanico in Bryanston, Johannesburg, to commemorate ALS/MND Global Awareness Day.
It’s a day recognised internationally each year on 21 June to remind all that, as per the slogan adopted by the
International Alliance of ALS/MND Associations of which our association is a member, ‘people who care make a
world of difference’.
Proceeds from ticket sales will go directly to the Motor Neurone Disease Association of SA for much-needed
funding of the association’s ongoing support countrywide of patients, families and carers living with what is still
considered one of the ‘rare’ diseases worldwide, and one with debilitating and devastating effects on the lives of
those involved.
The evening includes fine Italian fare from Café del Sol Botanico, highly rated by Eat Out and Dining Out critics;
inspiring words from physiotherapist Sue Fuller-Good recounting her 2017 two-week mountain bike ride with her
international ‘Women on a Mission’ teammates on a first-time bike crossing of Ethiopia’s desert-like Danakil
Depression; and a musical performance by SA acoustic-digital band Shyen. Gauteng-based MNDA advisor and
leader of this active support group, Victoria Goodstein, will be there to meet and greet guests.
Tickets are R450 per person and reservations have been rolling in since the beginning of May. Payment can
be made to the Motor Neurone Disease Association of SA, Standard Bank, Current Account Nr 27 062 9130,
Rondebosch Branch 025009. PLEASE use the reference ‘Landmark’ with your SURNAME so that we can track
payment as that serves as confirmation of your seat(s). And should your decision to join the celebrations be a bit
last-minute, please do check whether there are still seats available by contacting the MNDA national office in Cape
Town on Tel (021) 531 6130 or email mndaofsa@global.co.za before making payment. Alternatively, the Soderholms can be contacted on millholm@gmail.com. Provision has been made for about 60 people.
They are special events like these that serve to, not only raise awareness and/or funds, but bring together those
living with the disease to celebrate life, experience rare moments of joy and, for a while, be lifted above the ongoing challenges faced every day. As Göran says: ‘Mid-June is a solstice [the southern hemisphere’s winter solstice
which marks the day with the shortest period of sunlight and longest night of the year] – a turning point – and each
year the ALS/MND community expresses their hope that this day will be another turning point in the search for the
cause, treatment and a cure.’

EQUIPMENT FOR SALE
Rianna Nel of Sunningdale, Cape Town, is offering
two items for sale used by her father, who was an
MND patient.
A wheelchair: as new, with full neck support, back
support, cushion and safety belt (price: R25 000.00)
A VPap (BiPap) machine: a complete system with
full back-up support (price: R14 000.00)
Contact Rianna on cell 083 23 9186
or email rianna.nel@telkomsa.net
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FROM THE OFFICE
Wilson family on the run to raise awareness
Louise Wilson, who lost her father Theodore to MND in 2017, has been raising awareness of this rare and
debilitating disease through participation in various team fun runs, obstacle courses and other outdoor events with
her family and friends.
Having completed one of the Cape’s ‘The Grind’ obstacle runs/walks in December 2017, the small group took part
in the Fedhealth Impi Challenge in Stellenbosch in April. ‘When we entered the starting area, the commentator
gave us a big welcome as participants for the MND cause,’ says Louise.
She would like to encourage patient families and
supporters to join them at future outings, to make a
bigger splash for MND and hopefully convert awareness
into funds. There are events, held in the most scenic
surroundings, for all ages and all levels of fitness, the
primary aim being to get people into the beautiful
outdoors and get active as a group or team.
They were also able to showcase the new-look MNDA
T-shirts, which are available from our Pinelands, Cape
Town office for use at public events to raise awareness
of MND and the association’s existence as a support
organisation for those living with the disease, as a patient
or a family member.
‘Nature gives to every time and season some beauties of
its own.’
[Charles Dickens, author]

Louise Wilson and her family gave our new-look MNDA T-shirts a
public outing during a Stellenbosch fun run to help raise awareness
of MND.

DONATIONS
The spirit of giving has extended well beyond the season of giving and it is with enormous gratitude that we’d like
to acknowledge the particularly generous donations recently of Cecilia Muller, John S Wootton and Sheldene van Zyl.
When it’s in memory of a loved one, we remember each and every one of them. To those who give regularly each
month: we thank you. And to those who give when they can and what they can: we thank you too. We recognise the
names; you’ve become ‘friends’ whom we’ve never met.
As the MNDA’s financial year starts on 1 April each year, and our annual membership fee of R200 falls due then,
we’ve been seeing subscription renewals coming in and are most grateful. It helps keep the association going,
providing support for MND patients from all walks of life through home visits, telephonic contact, support group
meetings, practical advice on living with MND and sourcing and supplying medical equipment and aids by our
small but dedicated team of advisors based in the Western Cape, Southern Cape, KZN and Gauteng.
The association also loans out medical equipment from our acquired stock to those patients who cannot afford to
buy their own, from hospital beds, wheelchairs and hoists to BiPap machines, breathing masks and ancillary parts.
Our collection has been expanded recently thanks to the kind donations of equipment by patients’ families, including
Nick Jacobs, Malinda Samuel, Linda Stewart and Althea Cutler.
To those grieving the recent loss of a loved one and who’ve kindly requested that, in lieu of flowers, a donation
be made to the MNDA, we’re happy to report that your call has been answered (thank you to the Jacobs and
O’Cuinneagain families for their initiatives). We also acknowledge with gratitude the generous contribution of
R5 000 from an anonymous donor.
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IN MEMORIUM: VIVIEN O’CUINNEAGAIN [1947-2018]
April 2018 was a sad time for the MND Association of South Africa when one of our guiding lights,
Vivien O’Cuinneagain, passed away. An intimate memorial service was held at Vivien’s home in Constantia
on 13 April, attended by long-time MNDA colleague Elsabé Burger and more recent association stalwarts
Rina Myburgh and Peggy Saxon, among others.
Vivien was at the forefront of establishing the MNDA in 1993, after having spent the preceding couple of years
volunteering at the Independent Living Centre in Mowbray, Cape Town, then run by Elsabé for the Association of
the Physically Disabled in the Western Cape. This is where ‘Viv’, her friend Di Husband (whose spouse Bill had
been diagnosed with MND), Christiene Swanepoel (whose father suffered from MND) and Lee Leith from the
Muscular Dystrophy Association started a support group in 1991 specifically for those diagnosed with motor neurone
disease, of which very little was known locally at that stage. Elsabé, who has served on the MNDA committee since
inception, remembers Vivien and pays tribute:
‘Soon after the formation of the MND Association, under the chair of Di Husband [later Heron], Vivien joined our
committee and with her nursing experience and great caring, soon created the role of “consultant” to those suffering
from MND. She would make regular contact with patients in the Western Cape and later further afield, and hold
support group meetings where and when possible. She then helped extend this service throughout the country,
specifically in Johannesburg, Durban and PE.
‘Vivien also did duty as vice-chair at various times. On board as secretary (and sometime vice-chair) in those early
days was Vivienne Zilberg (herself an MND patient), and we remember in particular Vivien’s devoted support of
her and how “our two Vivs” gave such unstinting service to people suffering from this disease.
‘In early 2006 Vivien represented the MNDA of SA at the annual conference in Dublin of the International Alliance
of MND Associations based in the UK, of which we had become a founder member shortly after formation. There
she presented a document setting out our local association’s Standards of Care. It was very well received and duly
incorporated by the Alliance and applied worldwide. Fittingly, she was on hand to accept, on behalf of the MNDA
of SA, the Alliance’s Humanitarian Award (accompanied by a $750 cheque). An excerpt from the citation:
“The MND Association of South Africa from their formation has fought to support people with MND and their
families in difficult circumstances. The political situation within their community has been volatile and changeable
but despite this, the aims to see and help people with MND have continued – regardless of race, location, incomes
or any other reason.”
‘In October 2009, Vivien tendered her resignation after more than 16 years of loyal and dedicated service to the
MNDA Association and patients across southern Africa to focus on family and personal commitments. But she
remained on the other end of the telephone or computer email for advice and practical guidance for some time. We
will always remember Vivien for her deep caring and concern for people suffering from MND and we will honour
her memory in the years to come.
’The MNDA’s patron since inception, Aviva Pelham Sulcas, delivered the following words of remembrance to
Vivien’s husband Conall and sons Dion, Luke and Neil and their families:
‘We at the Motor Neurone Disease Association mourn Vivien’s passing. She was a trusted and greatly respected
member of our small committee for many years. Her advice and guidance were extremely highly valued and we
will never forget her vision, loyalty and kindness, as well as her exceptional interpersonal skills and expertise…
I regard her passing as a loss of a good friend.’
Aviva shared the following verse based on a poem by 20th-century English poet/painter David Harkins:
You can shed tears that she is gone,
Or you can smile because she has lived.
You can close your eyes and pray that she will come back,
Or you can open your eyes and see all that she has left.
Your heart can be empty because you can’t see her,
Or you can be full of the love that you shared.
You can turn your back on tomorrow and live yesterday,
Or you can be happy for tomorrow because of yesterday.
You can remember her and only that she has gone,
Or you can cherish her memory and let it live on.
You can cry and close your mind, be empty and turn your back,
Or you can do what she would want:
Smile, open your eyes, love and go on.
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IN MEMORIUM: STEPHEN HAWKING [1942-2018]
The world bade farewell to renowned English theoretical physicist, cosmologist, author and Cambridge University
researcher Stephen Hawking in March 2018. Hailed as one of the greatest minds ever, Professor Hawking had defied all
odds and confounded medical science by living with motor neurone disease for over 50 years.
Born in Oxford, England on 8 January 1942, Hawking entered Oxford University in 1959 to read natural science, followed
with a PhD at Cambridge University. It was as a student that he was diagnosed with MND and given two years to live. Undeterred, he continued with his studies and, even as his body started failing him, entered the field of research, exploring among
other things the Big Bang theory of the universe’s creation and the phenomenon of black holes. His theory that the black holes
first described by Albert Einstein emit energy while losing mass resulted in the naming of the emission as ‘Hawking radiation’.
In 1979, he was appointed Lucasian Professor of Mathematics at Cambridge (a post once held by Sir Isaac Newton).
It was in 1988 on publication of his book A Brief History of Time that he came to the broader public’s attention. The accessibility of his writing and reasoning ensured that nearly 10-million copies have been sold. A colleague with whom he worked to
create the Hartle-Hawking wave function to explain the Big Bang was quoted as saying Prof Hawking had a ‘unique’ ability
to ‘see through all the clutter in physics’ and get to the point. His memory of Prof Hawking would not only be of their work
together as scientists, but ‘as a human being whose whole story is a triumph over adversity, who inspired a lot of people,
including me.’
Another peer from the scientific world noted that Prof Hawking had a tremendous sense of humour. ‘He was a fun-loving guy.
Inside that shell, inside that body that was paralysed, was someone who was full of vigour, full of passion for life.’ He was
the father of three children with first wife Jane Wilde and, although later married briefly to one of his nurse carers, enjoyed a
close relationship with his family in his later years. He collaborated with daughter Lucy on one of the many projects - books,
documentaries and TV series – by which he brought science to the masses and which earned him celebrity status. His humour
and lust for life saw him do a turn as guest actor on the award-winning American sitcom The Big Bang Theory.
Professor Hawking had been patron of the UK Motor Neurone Disease Association since 2007. The multi-award-winning
account of his life with MND in a 2015 movie, The Theory of Everything, had also brought widespread every-day awareness
of and insight into the condition. A biographical romantic drama based on the book Travelling to Infinity: My Life with Stephen
by first wife Jane Wilde, this moving portrayal of Hawking earned British actor Eddie Redmayne a slew of awards (Oscar,
Golden Globe, BAFTA, Screen Actors Guild).
According to the Winter 2015 edition of the MNDA (UK) magazine Thumb Print: ‘It was clear very early on that the depiction
of MND would be as accurate as possible on all levels. This is why it is such a fantastic tool for spreading awareness and such
a powerful film too.’ Redmayne was quoted as saying: ‘Finding humour and optimism in the most extreme of circumstances
was certainly perspective-giving.’ Actress Felicity Jones who played the role of his wife spoke about other challenges. ‘You
are a husband and wife and what I found difficult was that it quickly becomes nurse and patient. Constantly these people are
trying to maintain their relationship and the affection they first had when they met each other, but quickly the boundaries
become blurred.’
Throughout the progression of his disease and severe physical
disabilities [see box], Prof Hawking continued to work, helped
by family, carers, colleagues and researchers to find expression for the thoughts and theories produced by his active intellect and great mind. In late 2006 he said one of his greatest
unfulfilled desires was to travel to space; he was immediately
offered, and accepted, a free flight with entrepreneur Richard
Branson’s Virgin Galactic (projected at the time for 2009 and
having not yet materialised at the time of his death) and subsequently tested the experience of weightlessness in space aboard
a modified jet aircraft.
Towards the end of 2017, he did his last broadcast interview
on the detection of gravitational waves resulting from the
collision of two neutron stars. Shortly after his death, a
Smithsonian TV Channel documentary was aired containing his last thoughts on leaving earth and colonising
another planet. His final research study about the origin of the
universe was published posthumously in May 2018.
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Prof Stephen Hawking was born on the 300th anniversary
of the death of Galileo Galilei (16th-century Italian scientist/
mathematician/cosmologist). He died on the 139th anniversary
of the birth of Albert Einstein (genius 20th-century theoretical
physicist). A private funeral service was held at Great St
Mary’s Church, Cambridge in March. A thanksgiving service
at Westminster Abbey is being conducted in June and his ashes
will be interred in the abbey’s nave, alongside the grave of Sir
Isaac Newton and close to the burial place of Charles Darwin,
fellow luminaries in the field of science.

Prof Stephen Hawking, first wife Jane Wilde, daughter Lucy and
younger son Tim at the BAFTA awards ceremony in 2015
(photo credit AFP/Getty)

IN MEMORIUM: STEPHEN HAWKING [1942-2018]
‘Remember to look up at the stars and not down at your feet.
Try to make sense of what you see and wonder about what makes the universe exist.
					
Be curious.
And however difficult life may seem, there is always something you can do and succeed at.’
									
[Stephen Hawking, physicist and author]

Stephen Hawking’s disease progression
Stephen Hawking had a rare early-onset, slow-progressing form of motor neurone disease/amyotrophic lateral sclerosis.
He started experiencing clumsiness, falls and difficulties when rowing as a sport while at university. It was eventually a
slight slurring of speech that led to medical examinations and diagnosis in the 1960s while he was in his early 20s. He
soon required crutches and slowly lost the ability to write; his knack of visualising complex mathematical equations was
likened to Mozart composing a symphony in his head. Verbal communication was aided through interpretation by family
and assistants.
Fiercely independent and unwilling to make concessions for his growing physical disabilities through the ‘70s, he had to
be persuaded to eventually use a wheelchair, becoming renowned for his ‘wild driving’. In the mid-1980s, he contracted
pneumonia, life-threatening in his condition of by-then extensive paralysis. He survived, though was left with a permanent
tracheotomy and total loss of natural speech.
He subsequently communicated by raising his eyebrows to choose letters on a spelling card. He then received a computer
programme called the ‘Equalizer’ from the inventor who had initially developed it for a family member with MND/ALS.
It enabled him to use his remaining mobile hand to press a switch to select letters, words or phrases from a bank of a few
thousand for ‘voicing’, first through a desktop computer, then through a small computer attached to his wheelchair. He
continued to prepare and deliver lectures, able to produce around 15 words a minute, and opted to retain the voice synthesizer’s original ‘American’ accent, despite different accents later becoming available through technological development.
From about 2005, he began to lose mobility in his hand and learned to control his communication device with movements
of his cheek muscles, producing on average one word per minute. After collaboration with software researchers, exploring
systems to translate his brain patterns or facial expressions, he settled on an adaptive word predictor drawing from large
amounts of inputted text from his scientific papers and other written materials. By 2009 he was no longer able to drive his
wheelchair independently and researchers were working on ways to mobilise his chair through chin movements.
Towards the end, Prof Hawking was experiencing increasing difficulties breathing, requiring the use of a ventilator and
regular hospitalisation. According to his family, he died ‘peacefully’, at home early in the morning of 14 March 2018. He
was 76. He had lived with MND/ALS for 55 years.
[Information courtesy of Wikipedia and the MNDA UK’s quarterly magazine Thumb Print]

RESEARCH
Cape MND/ALS patients needed for Groote Schuur research
News from the local research front is that the MND clinic based at Cape Town’s Groote Schuur Hospital is looking for volunteers – patients officially diagnosed with MND – to join a programme to explore the role of genetics
in the disease and, most importantly, discover and develop new treatments. Associate professor of neurology at the
University of Cape Town’s Department of Medicine, Prof Jeanine Heckmann, laid out the broad terms of the study
and the extent of involvement for recruits:
WHO: Patients with ALS, FTD, PMA, PLS, HSP or a related disorder (amyotrophic lateral sclerosis or motor
neurone disease, frontotemporal dementia, progressive muscular atrophy, primary lateral sclerosis, hereditary
spastic paraplegia etc).
WHY: To better understand the role that genetic factors play in determining the symptoms and observable signs of
disease. We also aim to identify biomarkers that could speed up development of effective treatments.
INVOLVEMENT: Tell us about yourself and your family, provide biological samples, complete questionnaires
about your memory and cognition, and undergo tests of your breathing muscles and the strength of muscles in your
arms and legs.
DURATION: The programme envisages about five (5) or six (6) in-person study visits spread out over a period of
18 to 24 months, probably four (4) in the first year and then two (2) in the second year. Each visit will require about
two (2) to three (3) hours of your time. After the completion of your last in-person visit, you will be contacted once
a year to complete a ‘remote’ visit over the phone.
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RESEARCH
COMPENSATION: You will receive some re-imbursement for each in-person visit to cover transport costs.
WHERE: The study will take place at the Neurology Division of the UCT Department of Medicine at Groote
Schuur Hospital in Main Road, Observatory, Cape Town.
CONTACT: Sister Fiona Drummond via cell 083 270 6046 or email fionad@zsd.co.za
Prof Heckmann notes that patients with end-stage disease are unfortunately not suitable for enrolling as volunteers.
This is because the programme requires that individuals be followed over time to match that information with
disease changes and with their biomarkers. She also emphasizes that the programme does not provide treatment in
any form.
The study came about after Groote Schuur’s MND clinic joined the CReATe* consortium in June 2017, says
Prof Heckmann, and was started with the involvement of Groote Schuur Hospital patients with MND and related
disorders. ‘We are now in a position to enroll a few non-Groote Schuur patients.’
* CReATe stands for the Clinical Research in ALS and Related Disorders for Therapeutic Development and
includes sites (besides at UCT) at the University of Miami, Florida; the University of Kansas Medical Centre; the
University of California, San Diego; the California Pacific Medical Center; the University of Pennsylvania; the
University of Texas Southwestern; the University of Texas Health Sciences Center, San Antonio; the University
of Iowa; the University of Virginia; Wake Forest University, North Carolina; Cleveland Clinic, Ohio; Twin Cities
ALS Consortium, Minnesota; and the University of Tübingen, Germany. The consortium is under the direction of
Dr Michael Benatar (MD, PhD) of the University of Miami. CReATe’s aim is to advance therapeutic development
for sporadic and familial forms of motor neurone diseases through study of the relationship between clinical phenotype and underlying genotype, and also through the discovery and development of biomarkers.

CONDOLENCES TO FAMILY AND FRIENDS
We were sad to hear of the passing in recent months of: Elna Coetzer (January),
Dawid Reed (31/1), Adelaide da Silva (11/3), Julia Jacobs (19/3), George Beyl (31/3),
Cornelius Nouse (March), Bernadette Boulle (March), Lynette Turner (3/4),
Abrey Plaatjies (7/4), Gavin Clarke (7/4), Gaston Brophy (11/4), Marie le Roux (21/4),
Jan ‘Bossie’ van den Berg (22/4), Trevor Jacobs (24/4), Reinald Strydom (5/5),
Anton Smit (15/5)

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 / AMYOTROPHIC LATERAL SCLEROSIS ASSOCIATION OF SOUTH AFRICA

Physical Address:
WBHQ House Office G02
Glen Roy Rd
Pinelands 7405
Tel: 021 531 6130
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Postal Address:
PO Box 789
Howard Place
7430
Email: mndaofsa@global.co.za

Banking details:
MNDA of SA
Standard Bank Rondebosch 025009
Current Account No 27 062 913 0
Swift code: SBZAZAJJ 025009

