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View from the Chair

The nights are pulling out, and as I write this, the
sun is streaming in the window, and in the garden,
drifts of snowdrops, crocuses and the first daffodils
in flower bring promise of the approaching end of
winter - and about time!

Wouldn’t it be wonderful if this year also sees the
end of the long winter of MND as an untreatable,
incurable disease? The recent publication of
research relating to the use of copper in SOD genes
may raise our hopes, but it’s early days, and we
must always resist clutching at anything that
promises what we all fervently desire. A report of the
research from Oregon University is on page 7.

Over the last year or two, MND has received more
public attention than ever before, starting with the
Ice Bucket phenomenon, continuing with the Oscar-
winning film ‘The Theory of Everything’, and then
recent storylines in popular TV programmes such as
‘Hollyoaks’ and ‘Casualty’. A few months ago, the
process was given another boost by the interview
given by MNDA Trustee Mark Stone on the

Jeremy Vine programme on Radio 2. As someone
living with MND, he spoke eloquently about the
disease and its impact on him and his family.
Jeremy Vine was audibly moved, as well he might
be, knowing something of MND as Patron of West
London and Middlesex Branch.

Mark sadly died at the beginning of February, far too
early. The interview was repeated on the Vine show,
and was available on BBC iPlayer if you missed it.

His efforts have helped to increase the
understanding of our common enemy among the
general population who are unaffected by it directly,
and so will help our efforts to finally consign this
cruel disease to the rubbish bin where it belongs.

Best Wishes,

SPRING MEETING TALK

Please note:

Due to ill health, Dr Colin Connolly is now unable to
give us his talk on MND research at our March
meeting. However, we are fortunate that Dr Carey
Morris, for many years Medical Director of the
Phyllis Tuckwell Hospice, and Medical Patron of this
branch, has agreed to step in at short notice. He will
address us on the subject of working at the Hospice,
and the title reflects many dinner party
conversations over the years;

“You were a Hospice Doctor - that must have been
depressing!”

The sub-title is

“A light-hearted review of a career in medicine”,

so we’re sure Carey will make sure his talk is
anything but depressing, and urge everyone who
can make it, to come along.

(It’s also our AGM, but don’t let that put you off!)

Research latest

. . . (Concluded from page 7)

After years of research, scientists have developed
an approach to treating ALS that’s based on
bringing copper into specific cells in the spinal cord
and mitochondria weakened by copper deficiency.
Copper is a metal that helps to stabilize SOD, an
antioxidant protein whose proper function is
essential to life. But when it lacks its metal co-
factors, SOD can “unfold” and become toxic, leading
to the death of motor neurons.

There’s some evidence that this approach, which
works in part by improving mitochondrial function,
may also have value in Parkinson’s disease and
other conditions, researchers said. Research is
progressing on those topics as well.

The treatment is unlikely to allow significant recovery
from neuronal loss already caused by ALS, the
scientists said, but could slow further disease
progression when started after diagnosis. It could
also potentially treat carriers of SOD mutant genes
that cause ALS.

You can read the full paper in The Journal of
Neuroscience here:

http://www.jneurosci.org/content/34/23/8021.full.pdf
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News

Finances: Hon Treasurer Alvin has kindly provided a
veritable snow-storm of data!

Here, in his own words, it is . .

From 20th November 2015 to 3rd February 2016
Income

Donations:
 Ann Lilley    £   47.50
 Mary Hockey   £  100.00
 Penny Overton  £      50.00
 Nicola Wood   £    100.00
 Bunty Lorenz   £      25.00
 Mr Humphrey   £      20.00
 TR & L Wheeler  £      20.00
 Mrs M Harker   £    100.00
      Miscellaneous        £      18.05

In Memory of:
 Sheila Rowley’s mother  £  25.00
 Charlotte Lord          £ 157.00
 Rosemary Housden        £   50.00
 Maureen Davies     £ 479.77
 Mark Samson     £ 950.02

Collecting Boxes:
 McCalls Newsagents  £  13.97

Little Market Merrow  £  36.18
 Bulls Head Ewhurst  £  27.88
 Solent Cleaners   £  70.00
 NISA, Bramley   £  35.18
 Harpers Photographic  £  31.95
Gift Aid:
 Recovered     £  77.50

Other Activities:
 Emma’s Windsor ½ Marathon  £ 231.25
 Ros Bennett’s Jazz Night    £ 425.00
 Sale of TEA4MND Mugs    £   70.00
 Astolat Model Railway Circle  £ 123.50
 Callum Whithams’ Plant Sale   £ 100.00

Claire Whithams’ Christmas Fair  £   68.00
Mike & Lyndsey Armitage

     Rock’n’Roll Bingo    £ 105.00
 Sale of MNDA Merchandise   £ 128.65
 Proceeds December Branch Raffle £   66.00

Financial Update from 10th August 2015 to 19th

November 2015

Collecting Boxes
We have numerous collection boxes located in West
Surrey’s shops & taverns. Those recently returned
for emptying yielded  a total £ 215.16

Donations/In Memory

Since our last Newsletter donations totalling
£ 2,142.34 have been received.

Other Activities

We are very grateful to individuals and groups who
organise their own fund raising events to support the
MND Association.  Our thanks go to the following:

Emma Mason by raising an additional £231.25 in
competing in the Windsor ½ Marathon.
Mike & Lyndsey Armitage’s  Rock’n’Roll Bingo
yielded £105.00 on 31st January at the Lion Brewery
in Ash.
Ros Bennett organised a Jazz Night generating
£425.00 for our cause and additional funds were
received from Claire & Callum Whithams for plant &
festive events. Members of the Astolat Model
Railway Circle didn’t exchange Christmas cards but
donated £123.50, and £66.00 was the result of the
Branch’s December raffle.

 There are still some TEA4MND mugs available
from our Chairman if you haven’t bought yours
yet!

Thumbs Up Club Winners:

December: L Brignall (133) £100.00

January: C Jackson (279) £  40.00
  J Blake  (129) £  50.00

 J Baker  (124) £  30.00
  L Woodward (205) £  40.00
  J Batten  (283) £  25.00
  G & P Shipway (264) £  40.00
  H Perry  (118) £  20.00
  M Lake  (146) £  30.00
  T Whitehead (256) £  30.00
  P & J Merritt (  41) £  30.00

February: C Hedger (280) £  40.00
  A Husaunndee   (74) £  25.00
  P Loveland (171) £  30.00
  R Murray  (113) £  25.00
  H Perry  (109) £  25.00
  A Roberts  (64) £  25.00
  H Perry  (116) £  20.00
  H Perry  (109) £  20.00
  A Hale             (288) £  20.00

If you would like to participate in the ‘Thumbs Up’
Club, please contact Sallie Bushen on 01483
274337 for a Share Number application form. Each
annual Share is £12.00 payable either by bank
Standing Order or cheque payable to MNDA
Cranleigh Thumbs Up Club.
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16th December - Christmas Open meeting in the
Chapter House at the Cathedral. Some of the Branch
brandishing their new T4MND mugs!

Behind us is our new banner featuring Mark, Gail
and Cheryl Samson, and a portrait of an
ecclesiastical gentleman gazing down disapprovingly
on us. He can relax now, as we should be back in
the Education Centre for our future meetings!

__________________

Coming up

__________________

Wednesday 16th March

Open meeting and AGM
(Details on pages 2 and 8)

Soroptimists International

Woking Branch

On 2nd February, we had the pleasure of talking to
the ladies of Woking S.I. about MND. They were very
attentive and had lots of interesting questions, so we
overran a bit. Sorry to delay supper, but it was still
delicious!

We are approaching the end of Jan Perrott’s
Presidential year, and we thank her for selecting us
as her designated charity, and for the support her
branch has given us.

__________________

Drop-in meeting, February 3rd

__________________

Saturday 19th March at 7.30 pm

J.S. Bach’s St John Passion

St Andrews Garrison Church, Aldershot

The retiring collection will be for our benefit, as one
of the chorus, Mayonne Coldicott, is a friend of one
of our pwMND, and she kindly put us forward as a
potential beneficiary.

It would be good if as many of us as possible could
support this event, which promises to be a
memorable experience.

See poster overleaf (page 5).

Sunday 13th March

Surrey Half Marathon

Branch member Emma Mason, whose Mum is living
with MND, is running in the Surrey Half, this time for
the Woking and Sam Beare Hospice. (She did the
Windsor Half for the branch last September, and
raised lots of money for us).

The local hospices are very worthy causes, and
many of our pwMND and their families have reason
to be grateful to them. Please support her on:

https://www.justgiving.com/Emma-Mason16/

If you still recoil from modern technology, no doubt
Emma would be delighted to receive your donation
by more traditional means, perhaps at the March
meeting; fivers, gold bullion, pieces of eight . . . ?



5



6

STREET COLLECTIONS 2016

Street collections are the foundation of our fundraising every year. They reliably bring in a
significant sum, and it can be fun meeting the public and increasing their awareness of MND at the
same time.

You can support the Association’s efforts in Care, Research and Campaigning by doing as little as
an hour on a Saturday morning, with a collecting box on a street corner near you!

Mary Carr is in charge of the roster, so let her know what you can do, on 01483 419774 - thanks.

The full ‘Target List’ is below:

14 May    Godalming

21 May    Farnham

28 May    Cranleigh

11 June    Camberley

2 July     Haslemere

9 July     Aldershot

23 July    Guildford

6 August    Woking

10 September  Staines

Staines

Godalming
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Research latest

N.B. As far as we know, this article has not been
cleared by the MND Association, and the work to
which it refers has not been evaluated by them.
However, we thought it would be of interest to
anyone in the MND world, so is reproduced here for
interest, and without prejudice.

It refers to the disease as ALS, in the American
convention, whereas in the UK we think of ALS as
one sub-type of Motor Neurone Disease.

__________________

Researchers at Oregon State University announced
in January that they have essentially stopped the
progression of amyotrophic lateral sclerosis (ALS),
or Lou Gehrig’s disease, for nearly two years in one
type of mouse model used to study the disease –
allowing the mice to approach their normal lifespan.

The findings, scientists indicate, are some of the
most compelling ever produced in the search for a
therapy for ALS, a debilitating and fatal disease, and
were just published in Neurobiology of Disease.

“We are shocked at how well this treatment can stop
the progression of ALS,” said Joseph Beckman, lead
author on this study, a distinguished professor of
biochemistry and biophysics in the College of
Science at Oregon State University, and principal
investigator and holder of the Burgess and Elizabeth
Jamieson Chair in OSU’s Linus Pauling Institute.

In decades of work, no treatment has been
discovered for ALS that can do anything but prolong
human survival less than a month. The mouse
model used in this study is one that scientists
believe may more closely resemble the human
reaction to this treatment, which consists of a
compound called copper-ATSM.

It’s not yet known if humans will have the same
response, but researchers are moving as quickly as
possible toward human clinical trials, testing first for
safety and then efficacy of the new approach.

ALS was identified as a progressive and fatal
neurodegenerative disease in the late 1800s, and
gained international recognition in 1939 when it was
diagnosed in American baseball legend Lou Gehrig.
It’s known to be caused by the death and
deterioration of motor neurons in the spinal cord,
which in turn has been linked to mutations in copper,
zinc superoxide dismutase.

Copper-ATSM is a known compound that helps
deliver copper specifically to cells with damaged
mitochondria, and reaches the spinal cord where it’s

needed to treat ALS. This compound has low
toxicity, easily penetrates the blood-brain barrier, is
already used in human medicine at much lower
doses for some purposes, and is well tolerated in
laboratory animals at far higher levels. Any copper
not needed after use of copper-ATSM is quickly
flushed out of the body.

Experts caution, however, that this approach is not
as simple as taking a nutritional supplement of
copper, which can be toxic at even moderate doses.
Such supplements would be of no value to people
with ALS, they said.

Using the new treatment, researchers were able to
stop the progression of ALS in one type of
transgenic mouse model, which ordinarily would die
within two weeks without treatment. Some of these
mice have survived for more than 650 days, 500
days longer than any previous research has been
able to achieve.

In some experiments, the treatment was begun, and
then withheld. In this circumstance the mice began
to show ALS symptoms within two months after
treatment was stopped, and would die within another
month. But if treatment was resumed, the mice
gained weight, progression of the disease once
again was stopped, and the mice lived another 6-12
months.

“We have a solid understanding of why the
treatment works in the mice, and we predict it should
work in both familial and possibly sporadic human
patients,” Beckman said. “But we won’t know until
we try.”

Familial ALS patients are those with more of a family
history of the disease, while sporadic patients reflect
the larger general population.

“We want people to understand that we are moving
to human trials as quickly as we can,” Beckman
said. “In humans who develop ALS, the average
time from onset to death is only three to four years.”

 The advances are based on substantial scientific
progress in understanding the disease processes of
ALS and basic research in biochemistry. The
transgenic mice used in these studies have been
engineered to carry the human gene for “copper
chaperone for superoxide dismutase,” or CCS gene.
CCS inserts copper into superoxide dismustase, or
SOD, and transgenic mice carrying these human
genes die rapidly without treatment.

(Concluded on page 2) . . .



8

Can you help?

We always need more Super-people to help us to
improve what we do, especially with fundraising.
(Anything legal considered!)

If you have ideas and energy, and want to make a
difference to people with MND now and in the future,
please get in touch with anyone on the ‘Who’s Who’
list opposite.

___________________

Are you living with MND?

. . Or do you know someone who is? Are they
feeling a little solitary?

Informal 'Drop-in' meetings are held every month in
the Cathedral Refectory, specifically for anyone with
MND and their family. You are very welcome to
come along to share your experiences, ups and
downs, or just chat to friends over a cup of tea.
First Wednesday of every month at 2.00 pm.

___________________

Open Meetings

Guildford Cathedral Education Centre
2.00 to 4.00 pm

Wednesday 16th March 2016:

Branch AGM

plus . .
“You were a Hospice doctor - that must have

been depressing!
- a light-hearted review of a career in medicine”

by Dr Carey Morris

***

Wednesday 15th June 2016

Summer Meeting
(Speaker to be confirmed)

___________________

How to find us

By car:  Stag Hill, Guildford, GU2 7UP
Adequate free parking

By train: 10 min walk from Guildford Station

By bus: There are no public bus routes that come
   right up to the Cathedral; however, there
   are several routes that stop at the bottom
   of Stag Hill, leaving a 5 minute walk up
   the hill to the Cathedral. Get off at the top
   of The Chase.

___________________

Who’s Who in West Surrey Branch

Chair:    Bob Hodgson
          01483 893588
Vice Chair:   Mary Carr
          01483 419774
Treasurer:   Alvin Hale
          01252 310962
Secretary:   Joan Hornett
          01252 325851
AV Co-ordinator:  Lucia Woodward
          01428 643459
Membership Sec:  Alison Husaunndee
          01483 723645
Branch Contact:    Joan Hornett
          01252 325851

___________________

Please note:

Things change between newsletters!

You can keep in touch with news and events by
keeping an eye on our digital accounts which are

usually updated every few days:

website:  http://mndswsurrey.org.uk

facebook:
 https://www.facebook.com/MNDASWSURREY

or twitter: https://twitter.com/MNDA_SWSurrey

National Office:

MND Connect 03457 626262
(calls charged at same rate as

calling 01 or 02 number)

email: helpline@mndassociation.org

website: www.mndassociation.org

tel: 01604 250505


