
1

West Surrey Branch

Registered Charity No 294354

Newsletter - Autumn 2016

Lucy Lintott and her Dad,

before and after an MND diagnosis

at age 19

In this issue:

View from the Chair     2

News         3

Voice Amps - for you?    4

Financial Update     5

Research latest      6

Coming up       6

Can you help?      7

Our meetings      7



2

View from the Chair

Most of us need no reminding of the desperate
cruelty of MND. If it has any ‘good’ side at all, it
may be that it generally strikes people who have
had at least a fair portion of their expected
lifespan. We seem to hear more anecdotal
evidence now of younger people being sadly
affected in their thirties or even younger, but
when someone as young as Lucy Lintott is
diagnosed at the age of just 19, the sheer
wickedness of this disease strikes home harder
than ever.

However, the research effort continues around
the world, and even after the nation voted to
leave the EU, predictions of consequent doom
are proving (thus far) to be unfounded. Funding
has not suddenly dried up, research teams still
co-operate across borders, and progress
continues to be made.  We all fervently hope
that the discovery of the NEK1 gene will
accelerate this progress towards effective
treatment, and eventually a cure. While always
being wary of raising false hopes, perhaps we
can allow our confidence of eventual success to
be a little stronger now. Young people like Lucy
deserve to live their lives to the full.

 Best Wishes,

______________

AUTUMN MEETING

Our next Open Meeting is on Wednesday
21st September, as usual in the Education Centre at
the Cathedral.

Our speaker will be Maria Hewson, who is Learning
and Work Development Officer for Action for Carers,
Surrey.

Many of us are, or have been carers for a close
family member living with MND, and know how
tough it can be to combine the caring role with a
continuing normal relationship. If you’re in this
position at the moment, it may well be to your
advantage to come along and listen to what Maria
has to say.

If this doesn’t apply to you, you’re welcome to come
along anyway if you can!

Volunteers - we start them young!

Max Mason hard at work at our Camberley street
collection . .

. . where he was a definite hit with this young lady!
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News

25th June
Cranleigh Carnival

We had our usual presence, raised a lot of
awareness and a bit of money.
All went well until the heavens opened with the most
fantastic summer storm - it bucketed down in very
impressive tropical fashion, and soaked a lot of the
priceless antiques(?) we were selling.
It also unfortunately ruined a lot of the new Branch
leaflets we had recently had printed. Never mind,
these have now been replaced, and there is a
smaller pile of ‘stuff’ sitting in various Committee
homes waiting to be sold.

Some washing and drying needed après le déluge!
_______________

23rd July 11.00 - 3.00
Godalming Jazz Choir

The Rotunda, Friary Centre, Guildford

Performing as part of the Guildford Fringe Festival,
the choir kindly collected on our behalf, and
augmented our street collection that day by a
magnificent £346.35!

The Choir in full song

 Collecting the takings at choir rehearsal
the following day

Many thanks to the choir director Phoebe Gaydon,
and all the boys and girls for their support.

(In the picture above, Phoebe’s the one having a
quiet lie down in the front)

Tues 4th August
Golf Day - Hoebridge, Woking

The post-lunch auction in full swing.

Final figures yet to come, but the main Association
should be better off by nearly £4000!



4

STREET COLLECTIONS 2016

We’re just about done with this year’s street collections, with just Staines to do on Saturday 10th

September. This is the first time we’ve been there, so it’s very much a trial run. Over the last few
years, we’ve expanded our activities across more towns in our area, and venturing up to Staines
reflects the bigger northern area we now operate in.

Please let Mary Carr know if you’d like to help out, on 01483 419774 - thanks.

_______________

Personal Voice Amplifiers

It’s often the case that someone with MND
becomes breathless, and their voice weaker. It’s
hard to understand what they’re saying
especially if they’re wearing an NIV mask, and
just sticking a microphone nearby won’t work as
it picks up more of the airflow through the mask
than the voice.

A solution may be a throat mic (otherwise
known as a ‘transdermal’ mic). These are
usually plastic, and horseshoe-shaped to fit
round the neck from behind. They have a
microphone on each end of the horseshoe, so
they position either side of the larynx and pick
up the voice direct via the vibrations through the
neck rather than through the air. A suitable mic
is available on the Parkinson’s Society website
for £22.00, along with an amp for £40.00.

Suitable amplifiers as used by tour guides,
teachers etc., are fairly widely available on the
net from about £25.00, but this throat mic is the
only one we have found which works with the
amps.

The complete kit.

The boom and lapel microphones shown here
won’t work if the user is on a ventilator, but a
throat mic may do the trick.

As always of course, consult your Speech and
Language Therapist for other ideas, but be
aware they may suggest one from a specialist
disability supplier, which costs about ten times
as much!

_______________

MNDA Christmas Cards

We will have a selection of this
year’s cards at our remaining
Branch Open meetings, and all

Drop-in meetings between now and Christmas.

They are good quality and have a ‘certain
something’ compared to the standard cards
from the High St - and of course, by buying
them, you help the Association to continue its
work.

So . . what’s not to like?
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Financial Update
from 1st June to 31st August 2016

Static Collecting Boxes

The collection boxes located in West Surrey’s shops
& taverns yielded a total £ 103.77

Little Market,   Merrow:  £ 16.82
The Bull’s Head,  Ewhurst:  £ 25.15
The Star,    Witley:   £ 11.80
Solent Cleaners,  Farnham:  £ 50.00

Donations/In Memory

Since our last Newsletter donations totalling
£527.12  have been received.

Street Collections

To all those who helped with our recent street
collections please accept a sincere thank you from
the West Surrey Branch. The donations received
were:

Camberley:   £ 616.07
Haslemere:   £ 359.54
Aldershot:    £ 175.90
Guildford:    £ 605.19
Woking:    £ 547.31

Other Activities

Again we are very grateful to those individuals and
groups who organise their own fund raising events
to support the MND Association. In the last three
months a total of £1,997.56  has been raised. Our
thanks go to the following:

Scarlett Geen’s Wimbledon luncheon event raised
           £ 448.00

A fund raising raffle organised by Rosemary Murray
yielded £ 148.00

Ed Heap’s fund raising event totalled £ 650.00

Godalming Jazz Choir’s performance at Guildford’s
Rotunda resulted in donations of  £ 346.35

St Margaret’s Church, have donated £ 100.00 from
their fundraising events.

Roger Dyer continues with fund raising events which
have raised another £ 130.00.00 for our cause.

The Team at the Lion’s Cranleigh Carnival selling
plants & bric-a-brac which totalled £ 133.21.

Finally the Branch members who participated in our
Branch Summer raffle, this yielded £ 42.00.

Care & Equipment

A total of £2,004.44  has been spent during the last
three months to benefit people in our area in need of
care and special equipment.

Thumbs Up Club Winners

Our lucky winners were:

June:  M Oddi   (267)  £100.00
   R Dennis  (195)  £ 30.00
   I Tyler   (143)  £ 25.00
   F & DA Clark (057)  £ 20.00

July:  M Lake  (146)  £ 40.00
   T Spinks  (040)  £ 30.00
   L Woodward (203)  £ 25.00
   T Whitehead (256)  £ 20.00

August: H Perry  (134)  £ 40.00
   V Speers  (106)  £ 30.00
    L Brignall  (045)  £ 25.00
   A Roberts   (064)  £ 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.

Alvin Hale, Treasurer

_______________

SOLENT SWIM

Each year since 2013, volunteers have swum
across the Solent to raise money for the MND
Association. This year, 41 swimmers took part,
and BBC TV South were at Stokes Bay near
Lee-on-Solent on 27th August to see them come
ashore.

They also interviewed Dave Setters and Liam
Dwyer, both of whom are living with MND and
have done great work in campaigning and
raising Awareness.

See the item on:
https://www.youtube.com/watch?v=EODBg452

H1E



6

Research latest

A new gene, NEK1, has been identified as having
implications in the development of MND. The
difference between this and previous genes
discovered appears to be that it effects development
in people with no family history of the disease, so is
potentially of great importance in future research.
MND Association scientist Belinda Cupid says three
factors have contributed to this discovery:

1)  Collaboration - in providing a large number of
samples from people with MND and controls from
those free from the disease.

2) Project MinE - started by two Dutch
entrepreneurs living with MND, this has collected
thousands of DNA samples and funded their
analysis.

The MNDA has funded sequencing of 1400 samples
at a cost of £1.5 million and contributed these to
Project MinE, and hopes to raise this to 2000 in the
future.

3)  The Ice Bucket Challenge - though scoffed at by
some, the social media phenomenon of 2014 did
raise a great deal of money ($120 million in the
States and £7 million here), the bulk of which is
going into research. This includes Whole Genome
Sequencing, which analyses DNA samples in
greater detail than was possible before.

An international group of over 80 scientists from 11
countries contributed to this research, led and co-
ordinated by labs in Massachusetts USA, Utrecht in
The Netherlands and Milan, Italy.

At about the same time this summer, it was
announced that a variation in gene C21orf2
increases the risk of developing MND. Again, this
applies where there is no previous history of MND in
the family, so is of great importance.

This research was carried out by an international
consortium of scientists, led by King’s College
London under Prof Al-Chalabi, and the University
Medical Center Utrecht in the Netherlands.

For more on this and other research, visit:

https://mndresearch.wordpress.com

***

Coming up . . .

10th September
The last street collection of the season,

but the first in . .
Staines-on-Thames

10.00 am - 2.00 pm
Meet outside Debenham’s in the High Street.

***
Saturday 10th September

National AGM
Radisson Blu Hotel

East Midlands Airport
There’s still just time to book in via the main
Association website:
http://www.mndassociation.org/newsandevents/
events/conferences/agmandannualconference/

Professor Dame Pamela Shaw from the Sheffield
Institute for Translational Neuroscience will be the
guest research speaker in the afternoon session.

***
Monday 12th September
Surrey County Council

Meeting to adopt the
MND Charter

1.30pm in
County Hall, Penrhyn Road, Kingston-on-Thames

Dave Setters has worked hard to persuade the
County Council to do this, and we are trying to get
local councils in Surrey to do the same.

***
21st September

1st Open Meeting of the 2016-17 season
Speaker: Maria Hewson

 of ‘Action for Carers - Surrey’
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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!)

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 21st September 2016:

Autumn Open Meeting

‘Action for Carers’
by

Maria Hewson

***
Wednesday 21st December:

Christmas 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 0808 802 6262

email: mndconnect@mndassociation.org

National website: www.mndassociation.org

tel: 01604 250505
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