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View from the Chair
Like most voluntary organisations, we’re
preoccupied with the perennial problem of attracting
and keeping volunteers. We all know the huge
impact MND makes on families, and it’s not
surprising that for some, the best course when their
personal journey through its trials and tribulations is
over, is to put it all behind them and have nothing
more to do with it. Other families want to come back
to continue the fight against this cruel disease, and
find it therapeutic to do so. That’s where nearly all of
us, the committee and active members of this
Branch, came from. None of us does it to get a
warm, fuzzy feeling of self-righteousness by a bit of
light ‘Do-gooding’ when it suits us. We do it because
MND has ‘touched’ us . . no, it’s beaten us around
the head like a club . . in the past, and we want to
make it a bit better for those going through the mill
now and in the future. Our dearest wish is to see the
research effort bear fruit, so those diagnosed can
have hope.

May I ask you to embark on your very own
Membership Drive? We all have some experience of
MND, and all our close family will therefore have an
interest. Young people who can do fun things to
raise funds for us - more accurately, for our patients
- would be especially welcome. The Association will
help with T-shirts, publicity etc. We’ll do the boring
stuff involving committees, accounts, meetings and
so on!
One way of spreading the word may be to make our
Open meetings more accessible. This Autumn’s
meeting will be just such a trial run. It will be at the
weekend, in the hope that younger people who work
for their living will find it possible to come along. It
will still be in the afternoon, which is better for
people currently living with MND than an evening
meeting. More details below.
We hope to see you on the day.

As time goes on, none of us is getting any younger,
and doing fundraising events ourselves is becoming
more difficult. Plus of course, each of us has only so
many friends and family who can be persuaded to
support yet another of our projects. That’s why we
have to ensure a constant supply of new members.

Best Wishes,

AUTUMN OPEN MEETING

Room 8, The Surrey Technology Centre,
40 Occam Road, Guildford, Surrey GU2 7YG

Something different this time - we’re going to try
having the Open meeting at the weekend.
Sunday 24th September, from 12.30 to 3.30pm
Our speaker will be Belinda Cupid PhD, Head of
Research at the MND Association, who will be
getting us up to date on the latest news in MND
research.
A light buffet lunch will be available from 12.30,
Belinda’s talk about 1.30, then we’ll have the
Thumbs Up Club Draw and Raffle.
The choice of time and venue is always a
compromise, and at the moment, the weekday
afternoon slot is fine for retired supporters as well as
people living with MND. Moving to the weekend
would also make it possible for supporters of
working age to come along, but this would not be
possible at the Cathedral.

Please let us know if you intend to come along, so
we have some idea of the catering needed. Contact
Alison Husaunndee by 20th September, on:

Recently, rooms at Surrey Research Park became
available for use by genuine charities in the
evenings and weekends, so we’re taking advantage
of this.

. . and we’d be grateful if you could bring a
Raffle Prize with you - thanks very much!

email
alison@husaunndee.com
or phone
01483 723645
(or any other member of the Committee)
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News
Lisa hosts Drop-ins

Eamonn sings at the ‘Barley Mow’
Sunday 2nd July

Branch member Lisa Milella, who is living with MND
and gave us a memorable talk about her veterinary
adventures at our first Open meeting in the
Cathedral Education Centre two years ago, very
kindly offered us the use of her home and garden for
our Drop-in support meeting in July. The sun shone,
the Pimms flowed, the delicious savouries produced
by Lisa and her carer Janet all magically
disappeared, and a good time was had by all.

So emboldened was Lisa by this, that she invited us
back for the August meeting. This time, as if to make
up for the fine weather unexpected in a British
summer, the heavens opened, and we sat indoors
looking at the rain! Never mind, she’s actually
volunteered a third time, so the weather should be
‘average’ this time?

Branch member Eamonn Cann, who is living with
MND, performed his tribute to Sinatra at ‘The Barley
Mow’ in Shepperton, in aid of our branch.
A very welcome £350.00 was raised.

All people living with MND and their family or carer
are cordially invited to Lisa’s on Wednesday 6th
September, from 2.00 pm onwards. She doesn’t
insist on our being gone by 4, unlike the Cathedral
Refectory . .

It’s hard work for him to sing three sets through the
afternoon and evening, so we’re incredibly grateful
to him for just refusing to give up - but please,
Eamonn, take it a bit easy now - you’ve done
enough!

Her address is:
________________
'Midsummer Cottage', 53 Parvis Road, Byfleet KT14
7AA

Bramley Open Garden and Art Sale

It’s next door, to the right of 'The Queens Head'.
________________

Mary Hainline’s Open Garden and Art Sale event
back in May raised a magnificent £1820 - a record!
We’re very grateful to Mary for running these
weekends, and to Alison Few, a long-standing
member of this branch, who was Mary’s Health
Visitor years ago, and whose continuing friendship
with her has ensured that our MND people benefit
for several years now.

‘MND Costs’
MNDA survey results show the extra costs incurred
in living with MND are on average about £12000 a
year, without including loss of income. We can help
a bit with grants, but our help can only scratch the
surface. State provision should be better, so families
don’t have to impoverish themselves in caring for
someone with the disease.

Thank you ladies!
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News
Cover Story - Chloe’s Skydive
Chloe Warner did a tandem parachute jump for MND on 17th August, in memory of her Grandad, Jack
Carr. Her Mum Jane, Dad Mark and Grandmother Mary Carr (MNDA branch committee member and AV)
were all at Headcorn Aerodrome in Kent for the occasion, and much more nervous than she was!

Away we go!

Don’t look down!

Thumbs up all round from Mary, Mark,
Chloe, Jane and Sandra

Mary’s pleased to see Chloe back
on the ground, safe and sound!

More pictures on our Facebook page: http://www.facebook.com/MNDAWESTSURREY/
She’s raised over £1000 for this branch, and anyone can help her to get even more on:
justgiving.com/fundraising/chloe-warner5
We’d like to thank Chloe for bravely leaping into space for us, and her family for not stopping her!
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Coming up
REMAINING STREET COLLECTIONS 2017

TENNIS TOURNAMENT

Saturday mornings, normally 0930 to 1300

and BBQ

Our final attempt this year to squeeze money out of
the good citizens of Surrey (well, technically
Hampshire in this case), will be:
16th September

17th September

West Surrey Tennis Club
Enton Green, Godalming

Aldershot

We need more volunteers to spread the load and
increase the money coming in. To book yourself in,
call Mary Carr on 01483 419744.

Paul Jameson, an ex-Men’s Captain of the club, was
recently diagnosed with MND. He’s organised this
event, at which we’ll be representing the branch.
Later, undaunted, he intends to climb Kilimanjaro,
which is something in itself, but once he gets to the
top, Paul intends to . . wait for it . . play a set of
tennis there! At over 19000ft!

________________

EQUIPMENT FAIR
6th October

He must be mad, but deserves all our support.
Already, he’s raised £18k of his £50k target.

Queen Elizabeth’s Foundation, Carshalton

See http://www.kilimasters.com/ for details
________________

All-Party Parliamentary Group on MND
Tuesday 17th October
This is the meeting postponed from June due to the
General Election. If you are living with MND and
would like to have an input into the proceedings of
the group, get in touch with Campaigns Contact
Joanne Shaw direct on
joanne.shaw@envocare.co.uk or via the Chairman.
________________

‘MND Costs’ campaign
Sometime this Autumn, we will be meeting Ann
Milton MP to emphasise the financial impact of MND
on families. Some volunteers are wanted from our
pwMND living in her Guildford constituency to let her
know the facts. Please contact our Campaigns
Contact Joanne Shaw as above, if you can help with
this.
Venue? Probably the Cathedral Refectory, but this
and the date will be confirmed later.

________________

Mrs Milton has taken an interest in the branch in the
past, and has some knowledge of MND both through
her original nurse training and later experience, so is
generally sympathetic. Translating this into action
that will ease the financial load of having MND is
another matter . .

Open Meetings
Sunday 24th September and 17th December
See pages 2 and 8

5

Financial Update:
1st June to 31st August 2017
Static Collecting Boxes

Care & Equipment

The collection boxes located around our area
yielded a total £ 92.87

A total of £3,179.70 has been spent during the last
three months to benefit people in our area in need of
care and special equipment.

The Greyfriar, Chawton:
Solent Cleaners, Farnham:

£ 37.87
£ 55.00

Thumbs Up Club Winners:
Donations/In Memory
Our lucky winners were:
Since our last Newsletter donations totalling
£ 296.00 have been received.

June:

Branch Fund Raising

L Woodward
I Brown
Dr C Morris
C Jackson

(202)
(199)
(071)
(248)

£100.00
£ 30.00
£ 25.00
£ 20.00

Street Collections have been the main source of
C Jackson
(294) £ 40.00
Branch fund raising this quarter, although these are July:
J
Haywood
(046)
£ 30.00
officially treated as ‘Donations’ in the actual
D
Brothers
(165)
£ 25.00
accounts. Many thanks to the willing volunteers that
J
Sturrock
(181)
£ 20.00
stood on street corners on our behalf. The scores on
the doors were:
August : A Shephard (079) £ 40.00
P Hoddinott (263) £ 30.00
Farnham:
£378.75
I Brown
(198) £ 25.00
Cranleigh:
£629.80
M
Fisher
(191) £ 20.00
Haslemere:
£489.62
Guildford:
£777.09
If you would like to participate in the ‘Thumbs Up’
Camberley:
£437.26
Club, please contact Sallie Bushen on 01483
Woking:
£580.63
274337 for a Share Number application form. Each
Staines:
£224.21
annual Share is £12.00 payable either by bank
Standing Order or cheque payable to MNDA
At the end of June the ‘Guess the length of the
Cranleigh Thumbs Up Club.
Ribbon’ competition plus sales of Bric-a-brac at the
annual Cranleigh Carnival brought in £ 270.95, and
finally Branch Summer raffle yielded £ 48.00.
Alvin Hale,
Treasurer
Other Activities

________________

Once again we are so very grateful to those
individuals and groups who continue to organise
their own fund raising events to support the MND
Association. This quarter £ 2,394.72 has been
received from numerous third parties.

Old Pound Coins
Now we’ve got new 12-sided bi-metal £1 coins, the
old ones will become obsolete. (‘Old ones’? To
someone who remembers pound notes, they still
seem new, but in fact were introduced in 1983!)

Jim Kemp’s GWR talk to Sandown’s Probus Club:
£ 65.00
Gillian Leslie’s Sponsored Walk:
£105.00
U3A Concert proceeds:
£350.00
Mooeys Nail Bar Charity Day:
£620.00
Scarlett Geen’s Ascot Luncheon:
£543.00
Roger Dyer re the Charities Trust: £250.00
Eamonn Cann at The Barley Mow in Shepperton:
£461.72

You can spend the round coins up to 15th October,
but thereafter, you’ll have to take them to a bank or
Post Office . . or better still, donate them to your
branch!
Hon Treasurer Alvin will be pleased to relieve you of
any old currency, left-over holiday money from
anywhere, coins you’ve found down the back of the
sofa, and the old pound coins.

A huge thank you to all our fund raisers!
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Research latest
New MND/ALS Manual

Radicava (Edaravone)

The July 2017 edition of The New England Journal
of Medicine has published a comprehensive paper
on ALS, written by Robert H. Brown of the University
of Massachusetts Medical School, and Prof Ammar
Al-Chalabi, of Kings College London.

-Edaravone – a month on since the FDA
announcement that they are licensing this drug, the
results of a small trial in Japan have been published.
They show that after 6 months, people with MND
having Edavarone have slightly less loss of function
than those on placebo.

It covers the science of the various forms of the
disease, the results of research to date, and
prospects for the future.

Researchers have suggested that this study may
have been over-selective in choosing patients for the
study, and that it was rather too short-term to
produce more useful results.

Although it is a long and highly technical article
meant for science and medical professionals, it is
probably the most up to date vade mecum for MND
available, and has some highly informative
illustrations, so is worthy of study by even lay
readers.

It’s to be hoped that further trials will take place, but
for the drug to be available in Europe, the drug
company, MT Pharma, would have to have a review
of trial data then approval by the European
Medicines Agency. For us in the UK, this would be
followed by approval by MHRA (Medicines &
Healthcare products Regulatory Agency) and NICE
(National Institute for Health and Care Excellence)

It is available on the MNDA website, here:
https://www.mndassociation.org/wpcontent/uploads/Brown-et-al-ALS-review-2017NEJM.pdf

_______________

_______________

‘FATHoM’ conference papers summarised

ACT Trial

In the last edition, we reported on the first meeting of
‘Families for the Treatment of Hereditary MND’
(FATHoM), which took place last April in Oxford.

Most research we read about is concerned with the
physical processes taking place in MND, but an
under-recognised aspect of the disease is
psychological distress. Dealing with this appears to
be an important prognostic factor, and could improve
quality of life.

At that event, we met Belinda Cupid, the Association
Head of Research. True to her word, she has
summarised the papers given, in non-technical
language, and this is now available on the MNDA
website. Links to video recordings of all four talks in
One way of improving psychological health in people their entirety are included.
with MND may be Acceptance and Commitment
Go to:
Therapy (ACT), which is a form of talking therapy
that helps people learn how to live with difficult
https://mndresearch.wordpress.com/2017/08/02/mor
emotions or thoughts.
e-information-for-families-affected-by-inherited-mndKing’s Health Partners clinical academics are part of available-online/
a new £1.3 million clinical trial into the use of ACT in
Or, for the videos only, without Belinda’s notes:
the treatment of MND.
http://podcasts.ox.ac.uk/series/families-treatmenthereditary-mnd-fathom-oxford-meeting

The study will take place in multiple sites around the
UK including at King's College Hospital NHS
Foundation Trust. It will begin in December 2017
with results expected in May 2022.

(On the Oxford site, the talks are in reverse order for
some reason. Perhaps you need to be an Oxford
graduate to understand why . . )

The MND Association is contributing up to £80,000
for therapist costs.

Almost as good as being there - but you miss out on
the lunch!
(Belinda will be talking to us at our Open meeting on
24th September, so if you have questions about
familial MND, it may be a good idea to refer to this
first!)
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Can you help?
We always need more Super-people to help us to
improve what we do, especially with fundraising.
(Anything legal considered!)

By train:

25 min walk from Guildford Station, or
take No 5 Bus.

By bus:

No 5 Bus to the RSCH (every 30 mins
from Guildford Bus Stn), then follow the
car instructions above.

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

If you have ideas and energy, and want to make a
Return on No 4 Bus from RSCH
difference to people with MND now and in the future,
please get in touch with anyone on the ‘Who’s Who’
_______________
list opposite.
______________
Who’s Who in West Surrey Branch

Are you living with MND?

Chair:

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

Newsletter Editor:

Informal 'Drop-in' meetings are held every month,
usually 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.

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

_______________

Open Meetings

______________

Autumn Meeting
Surrey Research Park
Sunday 24th September
12.30 to 3.30 pm

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:

***
Christmas Meeting (Provisional details)
Surrey Research Park
Sunday 17th December 2017
12.30 to 3.30 pm

Branch Website:

www.mndawestsurrey.co.uk

***

Facebook:

**Always check our website and Facebook for up to
date details**
_______________

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

How to find us

National Office:

By car:

MND Connect 0808 802 6262

40 Occam Rd, Guildford, GU2 7YG
Up Gill Rd with the RSCH to your right,
at the top, turn right at the roundabout
into Occam Rd. The Tech Centre is first
on your right.
Adequate free parking.

email: mndconnect@mndassociation.org
National website: www.mndassociation.org
tel: 01604 250505
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