West Surrey Branch
Newsletter - Spring 2017

Tony and Enza Militello with family and friends at the sale of some of Tony’s
paintings in support of the MND Association on 28th January.
(more on p.4)
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View from the Chair

WEBSITE PROGRESS
. . Is s-l-o-w ! But progress is being made. We have
a new domain name,
http://www.mndawestsurrey.co.uk
and a bare-bones version of the site is now up and
running. It will be updated as time permits, and will
eventually look more like an ‘official’ MNDA site.
Meanwhile, the branch Facebook page is working
perfectly well, and is a very handy electronic notice
board where you can keep up with everything
happening in MND in this area. Give it a whirl when
you’re feeling brave! Go to:
www.facebook.com/MNDAWESTSURREY

Gordon Aikman, who died early in February, was an
incredible campaigner for the MND cause. First
diagnosed in 2014 at the age of only 29, when he
was working as Director of Research for the ‘Better
Together’ Campaign in the Scottish Referendum, he
documented the progress of his disease in regular
columns in the Sunday Times and elsewhere. The
huge effect his efforts had in the corridors of power
was demonstrated by the cross-section of politicians
present at his funeral; First Minister Nicola
Sturgeon, leader of the Scottish Conservatives Ruth
Davidson, ex-PM Gordon Brown, ‘Better Together’
Chairman and ex-Chancellor Alistair Darling, and
many others.

______________

SPRING MEETING and AGM
Our next Open Meeting is on Wednesday 15th
March, this time in the Chapter House at Guildford
Cathedral. This is because of the continuing
difficulties fitting all the Cathedral activities in while
the building works are taking place.
We’ll get the formal part of the meeting done as
quickly as we can, then move on to our talk. Our
speaker will be Alex Macphee, talking about ’Life
after Frances’

Perhaps his most tangible success was to have the
number of MND Specialist Nurses in Scotland
doubled as a direct result of his discussions with
Alex cared for his wife Frances throughout her MND
Mrs Sturgeon. If only this could happen in the rest of ‘journey’, so what he has to say will ring a few bells
the UK!
with many of us, and should be useful for those still
in the process.
Apart from that, he raised over £500,000 for MND
research and became the face of MND in Scotland,
______________
doing untold good in raising the profile of the
disease among the general population.
What a legacy for someone so young to leave
N.B. CATHEDRAL PARKING
behind!
Just a reminder . . .
On a very different matter - we need more
If you come to a meeting by car, it’s very
Association Visitors. Our present team does very
well, but one has been trying to retire for some time, important that you log your car details in the
machine in the entrance lobby of the Education
another can’t travel easily and we share a couple
more with neighbouring areas. The number of 100% Centre, on the counter in the Refectory, or in the
effective AVs is small, and the diminishing team has shop.
to service our expanded area, so if you or someone We’ll remind everyone at each meeting, and
you know think they may have what it takes to be an please don’t fail to do it - we don’t want you to
AV, get in touch with Lucia, or any committee
get an £80 fine!
member in the first instance. Thank you.
Best Wishes,
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News
EAMONN CANN
MNDA area Volunteer Development Co-ordinator
Claire Tuckett and West Surrey branch members
Joan Hornett, Alvin Hale, and Bob Hodgson were
there to help out and enjoy the music.

. . kindly sang for his supper just before Christmas at
The Greyfriar pub in Chawton, near Alton, and
raised a magnificent £664.00 for this branch. It was
a fantastic effort considering Eamonn is living with
MND and can no longer leap around the stage Mick
Jagger-fashion! We’re very grateful for his
determination not to let this disease win.

Thanks go to Eamonn and his sound engineer friend
Tim, who both put in a lot of time and effort to make
the event a such a great success, not only in terms
of the funds raised for MND, but also the fun had by
everyone.”

Eamonn with Trevor Jones,
Landlord of The Greyfriar
______________

NEW MINI-SCOOTER
A ‘Pack-a-Scoota’ was recently delivered to one of
our pwMND. It packs into a small container which
can go into a car boot. It’s one of several types of
lightweight mobility scooters now available, which
may be worth looking at if your mobility is impaired,
but trunk and arm strength still allow control.

Eamonn swinging his way through another Sinatra
number.
His sister Lynda kindly contributed the following:

“SMOOTH SOUNDS OF SINATRA
RAISE £664 FOR MND

As always, 1) other makes are available, and
2) consult your professional before ordering one!

West Surrey MNDA Branch member Eamonn Cann
recently entertained an appreciative audience at the
Greyfriar Pub in Chawton, to a wide range of Rat
Pack favourites and some soft rock classics,
including one of his own compositions ’Time to
Make a Change’.
The MND Fundraiser netted £664 in total, mainly
from the generosity of the raffle ticket buyers and
from the auctioning of a beautiful painting by a friend
of Eamonn's and village resident that raised £260 as
part of the total.
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STATIC COLLECTING TINS

TONY AND ENZA MILITELLO
. . have already raised money for this branch, but
are not resting on their laurels - Tony is an
accomplished painter, and in spite of the difficulties
inescapable when you are living with MND, he has
produced a gallery-full of landscapes and other
subjects in oils and watercolour. Many of these were
available in a sale he and Enza arranged in January
at Laleham Village Hall. It was wonderful to see the
hall so full you couldn’t actually see the floor for a
while!

For many years we’ve
had these ‘tins’ (actually
made of plastic!) in
shops and pubs around
the area, and they
produce a steady
income. The Association
has been upgrading its
advice about how to
organise their use so we
stay firmly within the
latest Institute of
Fundraising guidelines,
and this may be found
on the MNDA website.
If you’re in charge of one of these tins, please
contact Alvin for guidance on what to do to make
sure we stay absolutely legal. Thanks very much.
Note: this concerns only the ‘static’ tins in others’
premises (as in the picture), not the smaller handheld ones we use in street collections.
________________

Family and friends arranged catering, a bake sale
and raffle, and the atmosphere was fantastic. Tony
sold a lot of paintings, and the result is £££s going
into the Association’s coffers.

JOOST VAN DER WESTHUIZEN,
. . the former South Africa rugby captain, has died
aged 45 after a seven-year battle with motor
neurone disease.

Our sincere thanks are due to the Militello family,
and their many friends for supporting the event.

Joost was a fantastic player - he even stopped
Jonah Lomu a few times!
Tragic though his loss is, he’s worked hard to raise
awareness of the disease, and the rugby world in
particular is much better-informed about MND now.
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Financial Update from !st December 2016 to 28th Annual Transfer to the National Office
February 2017
£8,381.25, representing 50% of the closing balance
Static Collecting Boxes
as at 31st December 2016, has been transferred
from the Branch funds to the MNDA’s National
The collection boxes located in West Surrey’s shops Office, all to be allocated to Care Services.
& taverns yielded a total £ 209.11
Thumbs Up Club Winners:
Celebration Cakes, Cranleigh:
£ 40.62
Little Market, Merrow:
£ 6.56
Our lucky winners were:
Nisa, Bramley:
£ 29.33
Solent Cleaners, Farnham:
£ 70.00
December:
The Bull’s Head, Ewhurst:
£ 62.60
I Brown
(198) £100.00
L Woodward
(053) £ 50.00
Donations/In Memory
H Worsley
(286) £ 50.00
J Sturt
(069) £ 40.00
Since our last Newsletter donations totalling
S E Fleeson
(105) £ 40.00
£ 791.52 have been received.
S Aves
(221) £ 35.00
M Carr
(215) £ 35.00
Branch Fund Raising
J Haywood
(046) £ 30.00
H Perry
(144) £ 30.00
£1,827.00 has been received into the Branch’s
M Dean
(182) £ 30.00
account from the Thumbs Up Club representing the
L Lawrence
(251) £ 25.00
funds raised throughout 2016. Our MNDA
L Woodward
(201) £ 20.00
merchandise sales totalled £105.70; Model buses
£25.00 and the Branch Winter raffle yielded £56.00. January:
H Perry
(073) £ 40.00
A total of £466.38 has been successfully claimed
I Brown
(198) £ 30.00
from HM Customs & Excise during 2016 thanks to
T Spinks
(022) £ 25.00
the completion of Gift Aid Declarations by many of
J Batten
(285) £ 20.00
our donors.
February:
Other Activities
T Spinks
(244) £ 40.00
V J Speers(
012) £ 30.00
As always we are very grateful to those individuals
C Hedger
(249) £ 25.00
and groups who organise their own fund raising
J Hawtin
(139) £ 20.00
events to support the MND Association. Recently
total of £ 954.11 has been raised.
If you would like to participate in the ‘Thumbs Up’
Club, please contact Sallie Bushen on 01483
The vocal skills of Eamonn Cann provided evening
274337 for a Share Number application form. Each
entertainment at the Greyfriar in Chawton, resulting annual Share is £12.00 payable either by bank
in £627.00 being raised with its auction and raffle
Standing Order or cheque payable to MNDA
during the evening, plus £37.00 in MNDA
Cranleigh Thumbs Up Club.
merchandise sales.
Alvin Hale, Treasurer
Judy Reed’s Christmas raffle provided us with
________________
£125.00 and proceeds from the Astolat Model
Railway Circle’s raffle plus donations totalled
£201.00.
A Ladies’ Keep Fit Group in Staines, run by Lesley
Bennett, has kindly raised some money for us. We’ll
Care & Equipment
be collecting the cheque in the next week or so, but
can’t promise to do any Keeping Fit while we’re
A total of £1,538.10 has been spent during the last
there!
three months to benefit people in our area in need of
The Petworth Darts League has also been raising
care and special equipment.
money, and the winners of their latest competition,
Northchapel Working Mens’ Club, had the chance of
nominating a charity to receive the proceeds. They
very kindly decided MND should be the recipients,
so a cheque for £250.00 is on its way to us.
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Coming up

Research latest

STREET COLLECTIONS 2017

OPTOGENETICS
An MNDA-funded research programme at University
College London has succeeded in triggering muscle
movement . . using light! The process (called
‘optogenetics’), involves replacing a damaged
neurone with specially engineered light-sensitive
neurones. By exposing these to pulses of blue light,
they can be induced to control the contraction of the
muscles to which they are connected. It has taken
two years of work and over a hundred unsuccessful
attempts before the process worked, but it may be
the basis of useful work in the future.
At the moment, the team, under Dr Barney Bryson,
is concentrating on the diaphragm, which is of
course vital in the most basic of functions; breathing.
The process would be to effectively create an
‘optical pacemaker’ for breathing. A longer term
strategy is to restore more complex functions such
as hand movement and grasping, and eventually
walking.

6 May

Camberley

20 May

Godalming

3 June

Farnham

17 June

Cranleigh

1 July

Haslemere

15 July

Guildford

5 August

Woking

12 August

Staines

16 September

Aldershot

All are Saturday mornings. We normally start about
0930 and finish around 1300, but the morning is
divided into one hour slots, so you don’t have to do
very long. As little as an hour helps, but it would be
great if you want to make turning up more
worthwhile by doing longer.

_______________

There are some towns with compact centres which
can’t cope with many collectors; after all we don’t
want to annoy the locals by popping up every few
yards! Most places are not like that, and if we had
more volunteers, the work could be spread more
thinly, and the Old Faithfuls wouldn’t be called upon
to go above and beyond the call of duty so much.

FATHOM
Scientists from the University of Oxford have set up
‘Families for the Treatment of Hereditary MND’
(FaTHoM)

If you’re still a collecting virgin, please consider
having a go next summer - it’s not that bad meeting
the Great British Public! To book yourself in, call
Mary Carr on 01483 419744.

This is an initiative to bring together the community
of families affected by inherited forms of MND.
The first event is a meeting led by Professor Martin
Turner and Professor Kevin Talbot, consisting of
expert talks on key issues affecting such families. It
is open to any person living with an inherited form of
MND, and a close relative of those who have been
affected by inherited forms of MND.

________________

RAILWAY STATION COLLECTIONS
Our first forays into this new activity will be:

Their first meeting will take place in Oxford on
Tuesday 18 April.

Thursday

_______________

2 March
16 March

Godalming
Woking

6 April

Guildford

20 April

Aldershot

STOP PRESS!
Our first station collection, at Godalming,
went well, and Mary Carr was the lucky volunteer to
enjoy(?) an early start!

All start at 0630, so it will be interesting to see what
the reaction of the bleary-eyed commuters is . .

We only had permission for one collector, but the
station really needs more to cover all passenger
escape routes, so we’ll mention this to the railway
company for next time.

Fortunately, the guinea-pigs testing this will initially
be members of the committee only, so you can set
your alarm, think of us, then turn over and go back
to sleep!
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Can you help?

Who’s Who in West Surrey Branch

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

Chair:

We could also do with someone who can help with
our website and social media.

Vice Chair:

Bob Hodgson

Newsletter Editor:

Treasurer:
If you have ideas and energy, and want to make a
difference to people with MND now and in the future, Secretary:
please get in touch with anyone on the ‘Who’s Who’
list opposite.
AV Co-ordinator:
______________
Membership Sec:

Are you living with MND?

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

“

01483 893588

“

Mary Carr

01483 419774

Alvin Hale

01252 310962

Joan Hornett

01252 325851

Lucia Woodward
01428 643459
Alison Husaunndee
01483 723645
Joan Hornett
01252 325851
______________

Please note:

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.

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:

_______________

Branch Website:

Open Meetings

www.mndawestsurrey.co.uk

Facebook: Please note the new address:

Guildford Cathedral Chapter House
2.00 to 4.00 pm

https://www.facebook.com/MNDAWESTSURREY
or twitter: https://twitter.com/MNDA_SWSurrey

Wednesday 15th March 2017:
Spring Open Meeting & AGM

National Office:
MND Connect 0808 802 6262

‘Life after Frances’
by
Alex Macphee

email: mndconnect@mndassociation.org

_______________

National website: www.mndassociation.org
tel: 01604 250505

How to find us
By car:

Stag Hill, Guildford, GU2 7UP
Adequate free parking
but see important note on page 2 !

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.
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West Surrey Branch
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