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Another of the events organised by the Jameson family! This time, mother-in-law Dr Wendy 
Roles, a member of Sunningdale Heath Golf Club, was conspirator-in-chief.

Here she is before the start, with Jess Jameson (Paul’s wife), son David, and Paul himself.

(More on page 3)
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View from the Chair

Our next open meeting will be on Sunday 23rd 
September. Our speaker will be Nick Goldup, the 
Association’s Director of Care Improvement. Before 
he joined us, he had an interesting career with other 
charities, and he’s been busy fundraising by, for 
example cycling from London to Paris, so his talk 
should be interesting in many ways. 

Mother Nature finally relented enough to allow us to 
hold our AGM in June instead of March (report on 
page 4). On a personal note, I gave notice of my 
intention to stand down from the Chair at the next 
AGM in March 2019, which will be the end of a 5 
year term.

I had all sorts of projects ticking over when MND 
came knocking at our door 12 years ago. In that 
time, three family members have been lost to this 
hateful disease, and my own projects obviously had 
to be put aside. Now we should have a pause of 
several years before the younger generation are in 
the firing line, so I would appreciate a break to get 

on with other things while I’m still fit enough and not 
on caring duties. I intend to still be involved with the 
branch and contribute where I can, but it’s time to 
hand over to someone else.

Could that someone be you, or somebody you 
know? We’ve said more than once that we are in 
need of younger people to whom to hand on the 
baton. All of us on the committee are now over 70, 
and can’t carry on for ever. If the work of the branch 
is to continue, there MUST be a supply of people 
willing to do it.

Please think about it . . as Lord Kitchener could 
easily have said,

“Your MNDA Branch Needs You!”

Thanks, and best wishes,

           Bob

AUTUMN OPEN MEETING

Cathedral Education Centre

Sunday 23rd September

1.00 to 4.00 pm

Guest Speaker: Nick Goldup

Director of Care Improvement

A light buffet lunch and drinks will be available from 
1.00 pm. This will again be provided by Nigel 
Husaunndee and his firm Avala Catering.

After the talk, we’ll have the Raffle, Thumbs Up Club 
Draw . . . and more of Nigel’s food!

***Change of Venue***

Our room in the Technology Centre is being 
refurbished at the moment, so we have decamped 
to the new Cathedral Education Centre. It’s still in 
the Surrey Research Park, just down the road a few 
yards.

The address is Church House, 20 Alan Turing Road, 
Guildford, Surrey, GU2 7YF.    

Plenty of parking available

Please let us know if you intend to come along, so 

we have some idea of the catering needed.

Contact Alison Husaunndee by 18th September, on:

         email         alison@husaunndee.com

         or phone    01483 723645

  (or any other member of the Committee)

. . and we’d be grateful if you could bring a       

Raffle Prize with you - thanks very much!
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News

Sunningdale Heath Golf Day

April 2nd

We have reported before on the various amazing feats of fundraising prowess by Paul and Jess Jameson 
and their family and friends, and Jess’ mother, Dr Wendy Roles, has kept up the family tradition in 
magnificent fashion! She kindly organised a charity day at her local golf club for us, and it was a resounding 
success. The weather looked at first as though it was not going to co-operate, but it improved enough for 
lots of golf to be played.

The lunch, raffle and auction afterwards were wonderful, and the guests generously donated a magnificent 
£5710.

We are so grateful to Paul and his family and friends for their hard work in raising funds for the Association, 
and our Branch in particular.

 MNDA T-shirts to the fore, with (L to R) 
Gordon Ferguson, Paul’s son George, 
George Wood and Wendy’s grandson 

Jack Olsen.

         
  

Paul and his family winning the 
goodies (he also won the Longest 

Drive Competition!)
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Many thanks to all involved in organising the event, especially ringleader Dr Roles, the Club for hosting it, 
and everyone who attended and contributed so generously! Thanks also to MNDA Regional Fundraiser 
Pam Fry for attending and saying some suitable words of thanks on our behalf.

Annual General Meeting

Sunday 24th June

Our Branch AGM this year had to be postponed 
from the planned date in March to the next Open  
meeting in June because of adverse weather. You 
will no doubt recall the snowstorms which swept the 
country courtesy of ’The Beast from the East’ 
although spring should have properly sprung by 
then!

Anyway, the elements were kinder in June, and the 
meeting duly took place. The formalities of the AGM 
were swiftly dealt with, although the Chairman’s 
report did break its time limit by some minutes (I’ll 
try to do better next time!)

Dr Brian Dickie gave us a fascinating and 
encouraging talk about research, and Nigel 
Husaunndee’s buffet meal was much appreciated.

We reported on another successful year in which we 
supported our people with MND with a variety of 
grants, the services of our team of AVs, and monthly 
support meetings.

 We also managed to contribute a substantial sum to 
the CEO’s Autumn appeal, and of course transferred 
half our remaining balance to the national 
Association at the end of the financial year in the 
usual way.

However we are concerned about the small number 
of volunteers who actually DO THINGS to make all 
this happen (a tiny percentage of our nominal 
membership, or of those reading this newsletter). 
Indeed, without the support of third-party 
fundraisers, much of our work could not happen.

We are most grateful to all who work to raise funds 
for us, but would love more of you to help a bit - on 
street collections for example. Or if you have a pet 
fundraising project, let us know and we’ll try to help 
you get it up and running - anything to turn an 
honest penny in the best of causes!

The clubhouse bar before the onslaught

- it wasn’t as tidy as this for long!

_______________________________________________________________________________
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Legacies

Last year our Association received £4.9 million in 
legacies, which was just over twice what all the 
branches and groups raised. Very useful, but of 
course it’s in the nature of legacies that you can’t 
predict when they’ll arrive! If more of us added a 
clause in our Wills to benefit the MNDA, the flow of 
legacy income would obviously increase, and 
probably stabilise at a predictable level to some 
extent.

We’re told not to neglect keeping our Wills up to 
date, especially after a significant change in our 
family circumstances, so next time you do this, why 
not consider adding a bequest to the MND 
Association - and preferably via this Branch?

It’s perhaps the most efficient way we can 
individually benefit the Association . . but it’s a 
shame we aren’t likely to see the good stuff we’re 
contributing to!

_______________

’Caring and MND - Support for You’

This is the guide to caring first published in 2016, 
and due to be revised early next year. (I could have 
really done with this when in the caring hot seat 
several years ago). 150 pages of good advice, with  
many appreciative reviews, so if you’re in this 
position right now, and haven’t yet seen the guide, 
do go to:

https://www.mndassociation.org/about-
mnd/information-resources/information-for-people-
with-or-affected-by-mnd

- you’ll be glad you did!

(Paper copies are available from MND Connect)

The BMA chose the guide as their ‘Patient 
Information Resource of the Year’ in 2016, so it 
must be good!

_______________

July ‘Drop-in’ Support Meeting

On July 4th, our meeting was hosted by Lisa Milella 
at her home. She kindly did this last summer, and 
those who came along agreed it made a very 
pleasant change from our normal venue in the 
Cathedral Refectory.

We also agreed this was one of the best support 
meetings we’ve had. It was well attended, and the 
everyone chatted away happily all afternoon. It’s to 
be hoped our MND VIP Guests found it pleasant 
and useful.

Many thanks to Lisa and Marjorie for their kind 
hospitality!

_______________

National AGM and Annual Conference

Saturday 14th July

The AGM of the national MND Association was 
held at the Radisson Blu Hotel, East Midlands 
Airport.

Attending from this branch were Alvin Hale 
(Treasurer), Joanne Shaw (Campaigns Contact) 
and Bob Hodgson (Chairman). We all found the 
day interesting and informative.

The keynote speaker this time was Prof Martin 
Turner of Oxford University, who spoke engagingly 
about the latest in the study of the genome in 
relation to MND, and gene therapy. The video of 
the AGM and lecture is still available on: 
https://www.facebook.com/mndassociation/videos/     
        1977153985712361/

Cranleigh Carnival

We appeared at the Cranleigh Carnival on Saturday 
30th June as usual. We sold plants and general 
merchandise to raise a little money, and make sure 
the residents of ‘The Village’ don’t forget about 
MND, in spite of its no longer being the centre of 
MNDA activity in west Surrey.

Many thanks to David Hodgson for helping to set up, 
(a gazebo is not easy to deal with on your own if the 
wind’s blowing!), to Alison Few, for helping in spite 
of her bad back, and to Doug Lock, who came along 
in the morning and stayed the whole day to the bitter 
end.

_______________

MNDA Christmas cards

A selection of these will be available for sale at our 
Open meetings on 23rd September and 9th 
December, and at all Drop-ins between now and 
Christmas.

They may be a little bit more expensive than the 
ordinary cheapo ones, but they are of much better 
quality, AND they raise funds and awareness for the 
Association!

_______________

News
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 Coming up

 Jessica Durden’s Three Peaks Challenge

Jess  and her friends are pitting themselves against 
Ben Nevis, Scafell Pike and Snowdon on her 
birthday!

It’s a special birthday (the Big Three-Oh), and she’s 
doing it in honour of a very special man, her Dad 
Charlie, who’s living with MND. It’s always good to 
see him and Sheila at our meetings when they can 
make it.

The idea is to complete all three climbs within 24hrs, 
so it’s tough - and you can’t afford to lose time 
getting lost or stuck in traffic jams!

Jess has a Justgiving page:

https://www.justgiving.com/fundraising/jess-30-
durden

She’s already passed her original target, but would 
be grateful for any support you can offer to increase 
the total even more.

_______________

ALS Boston Convention

Friday 16th November

Just in case you happen to be seeing ‘New England 
in the Fall’ this year!

More details on page 8

_______________

Christmas Open Meeting

Sunday 9th December

1.00 pm  to 4.00 pm

Church House

20 Alan Turing Road, Guildford, GU2 7YF

Speaker tbn

Buffet lunch by Avala Catering, plus seasonal 
refreshment (with optional bubbles)

Haslemere Charity Fair

Saturday 10th November

We’ll be there, and hope to overwhelm the locals 
with the quality and value of our merchandise!

_______________

Guildhall Christmas Charity Fair

Sunday 18th November

The roadshow moves back up the A3 to our home 
ground, and apart from raising some funds and 
awareness, we live in hope that this may be the day 
a whole new team of local potential volunteers 
present themselves . .

_______________

Autumn Open Meeting

Sunday 23rd September

1.00 pm  to 4.00 pm

Church House

20 Alan Turing Road, Guildford, GU2 7YF

Speaker: Nick Goldup

Director of Care Improvement, MND Assoc

Drop-in Support Meetings

3rd October and 7th November

(both Wednesdays)

Guildford Cathedral Restaurant, 2.00 pm to 4.00 pm

There will be no dedicated support meeting in 
December, but it will be combined with our 

Christmas Open meeting (q.v.below)

_______________
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Financial Update:

from 28th May to 5th September 2018

Static Collecting Boxes

The collection boxes located in West Surrey and 
beyond yielded a total £ 62.05 

Select Convenience, Bramley:  £ 33.68
The Greyfriar, Chawton:      £ 28.37

Donations/In Memory

Since our last Newsletter donations totalling              
£ 340.00 have been received.

Branch Fund Raising

 Six Street collections around West Surrey during 
the glorious weather resulted in £2,923.12 being 
donated into our collecting boxes. Our final 
collection on Saturday 8th September is in Aldershot 
where we will be targeting Morrison’s supermarket in 
addition to the town centre. Over £160.00, helped by 
Anne Lock’s ingenious competition, was raised at 
this year’s Cranleigh Lions Carnival at the end of 
June. In Guildford on 5th July collecting boxes were 
banished and replaced with buckets when a merry 
trio completed this year’s railway station collections. 
An impressive £245.09 was collected from bleary 
eyed commuters between 06.30 and 09.30 that 
morning. 

Other Activities

As always we are so grateful to those individuals 
and groups who give up their time to organise their 
own fund raising events supporting the MND 
Association.  

Regrettably notification of the £5,710.00 raised on 
2nd April at the Sunningdale Heath Golf event which 
was organised by Wendy Roles, arrived too late to 
be included in the Summer 2018 Newsletter. The 
damp weather that day certainly didn’t deter the 
participants judging from this fantastic result!

Jim Kemp continues with his talks to Probus Groups 
and has raised yet another £50.00, and Scarlett 
Geen’s Ascot Luncheon raised £390.00 on our 
behalf. Once again, our sincere thanks to our Third 
Party Fund Raisers. 

Care & Equipment

The Branch has received numerous grant requests 
to benefit people in our area in need of care, special 
services and equipment resulting in £ 4,822.10 
being spent during this quarter. In addition to 
‘Quality of Life’ payments, the branch’s funds 
contributed towards a stair-lift, two bathroom 
adaptations, a bespoke hoist, helpline rentals and 
some hydrotherapy sessions.

Thumbs Up Club Winners

Our lucky winners were:

June:  S Plumpton (128) £100.00
   P Hoddinott (265) £ 30.00
   V Speers  (106) £ 25.00
   J Hornett  (168) £ 20.00

July:  J A Bushen (013) £ 40.00
   R J Bennett (102) £ 30.00
   J Hawtin  (139) £ 25.00
   H Perry  (051) £ 20.00

August: R Elliott  (015) £ 40.00
   P Hoddinott (265) £ 30.00
    V Speers  (106) £ 25.00
   D Lock     (136) £ 20.00

(The sharp-eyed will have noticed an apparent 
duplication in the June and August results. No 
mistake - just an enormous coincidence that two of 
the winners were lucky in exactly the same way two 
months later! - Ed.)

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

Charity ‘League Tables’

We sometimes wonder about money spent versus funds raised. In 2017, the Association as a whole 
achieved an excellent return on investment in fundraising activities of 368%. In addition, our income per 
person affected was the best of all UK charities in our sector, at £3791, well ahead of Parkinson’s in 2nd 
place, who achieved £453. This is partly because MND is thankfully relatively rare, but does still show that 
we are pretty successful in raising funds. No complacency though, the MNDA may have raised £19 million, 
but The Donkey Sanctuary raised £37.6 million! We all think donkeys should be treated well, but it’s an 
interesting reflection of the public’s priorities.
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MND Register

About 5000 people are living with MND in the UK at 
any one time, but it’s strange to think the exact 
figure is not known! The Association is involved 
(along with King’s College London and Oxford 
University) in setting up a register which will add 
clarity to the picture of MND incidence and 
development in the population, and over time will be 
of help in research into the disease.

In particular, knowing more about the early 
development of MND before diagnosis will help in 
early recognition, and allow appropriate treatments 
to be offered when they have most chance of 
success.

The organisers of the Register encourage anyone 
living with MND to sign up to assist in this work - of 
course it’s unlikely to help them directly, but they will 
be helping the research effort which will benefit 
others in the future. All the information stored is 
anonymous. You can enrol on:

 https://mndregister.ac.uk

______________

Research latest

ALS-TDI

‘14th Annual Leadership Summit’

The ALS Therapy Development Institute (known as 
ALS-TDI in the States) is organising a conference in 
Boston on 16th November.

According to their website,

“. . the Summit will provide attendees with a more 
in-depth look at the science happening at ALS TDI 
today. This will include updates on preclinical drug 
screening occurring in both animal and cell-based 
models of ALS, the identification and validation of 
potential biomarkers of disease progression, the 
discovery of potential new clinical trial endpoints and 
the advancement of promising treatments into and 
through trials in people with ALS.”

In the event you happen to be near Boston in 
November(!), see

https://www.als.net/summit/#leadership-awards

for more.

They also hold occasional webinars which may be of 
interest. The next is on ‘Important & Currently 
Enrolling ALS Clinical Trials’, and will be held on 
Tuesday 25th September, at 12.00 EST / 16.00 UTC 
which will be 5.00 pm our time. If you’d like to 
register for this, go to:

https://www.als.net/als-webinars/register/09252018/ 

______________

For more on research news, go to the MND 
Research Blog: https://mndresearch.wordpress.com

AMBRoSIA

‘Make your mark on MND’

Ambrosia? Not the Nectar of the Gods this time, or 
even a brand of Creamed Rice, but ‘A Multicentre 
Biomarker Resource Strategy In ALS’.

It is another chance for people with MND to 
contribute to research, and this time the idea is to 
identify bio-markers by which the progression of the 
disease can be monitored more closely, improve 
prognoses, and study why people with MND 
progress at different rates. This has important 
implications for clinical trials, and should eventually 
allow the use of drugs to be started prior to disability.

Researchers are on the lookout for more volunteers 
with MND (plus some without to act as controls) to 
assist the AMBRoSIA project.

Volunteers will visit the London MND Care Centre 
four times a year for a period usually of three years 
in order to give samples of blood and urine. Once a 
year, cerebrospinal fluid is taken, plus a skin sample 
on the first visit.

There’s more info on biomarkers in Prof Turner’s 
AGM talk, which as noted elsewhere, is available on: 
https://www.facebook.com/mndassociation/videos/1
977153985712361/

29th International Symposium on MND

A little closer to home, this year’s Symposium 
organised by the MND Association, will be held from 
7th to 9th December, in Glasgow.

This event is of course meant mainly for medical and 
scientific professionals, but if that’s you, and you 
would like to attend, the programme and registration 
page is here:

https://www.mndassociation.org/symposium/

It would mean you miss our Christmas meeting on 
Sunday 9th though!

______________
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Can you help?

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

We could also do with a computer-savvy person who 
can help with our website and social media, and a 
writer familiar with desk-top publishing software and 
graphics to improve on Bob’s amateur efforts in this 
newsletter and elsewhere!

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.

______________

‘Drop-in’ Support Meetings

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, 
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.

_______________

Open Meetings

Autumn Meeting
Education Centre

Church House
Sunday 23rd September 2018

1.00 pm to 4.00 pm

Guest Speaker:
Nick Goldup

Director of Care Improvement

***

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

_______________

How to find us

By car:  
   Up Gill Rd with the RSCH to your right,  
   at the top, turn right at the roundabout   
   into Occam Rd. Alan Turing Road is   
   about 150 yds down the road on the left, 

   and Church House is on your right as you 
   turn in. 

Adequate free parking.

By train: 30 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.

Return on No 4 Bus from RSCH
_______________

Who’s Who in West Surrey Branch

Chair:    Bob Hodgson  01483 893588

Newsletter Editor:    “        “
          
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:

Branch Website: 

www.mndawestsurrey.co.uk

Facebook:  

 www.facebook.com/MNDAWESTSURREY

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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