
Welcome to our latest Newsletter 
…especially as it's the first one produced by our new Editor, 
Clare Igoe. I'd like to thank Clare for stepping up to volunteer her 
services in this way, and I look forward to reading all the news 
with a sense of surprise, instead of knowing what's in it before it 
comes out!. 

I would also like to welcome Ann Curtis to our Branch. Ann has a 
wealth of relevant experience in NHS management, and will be 
brilliant as Branch Chair when she takes over from me at the 
next AGM. In the meantime, she'll be doing more of the Chair's 
jobs as I start to dodge them! 

We do hope you will join us at our Christmas event on the 8th 
December. Details are still being finalised, but we'll have a 
presentation by the Street family on their epic trek from 
Hartlepool in memory of Keta. Of course, Avala Catering will be 
feeding us, and there'll be other temptations. For updates, keep 
an eye on our website and Facebook. Please contact Alison 
Husaunndee if you're coming along, so she can arrange the 
catering.  

We look forward to seeing you there!  

Best Wishes, 

Bob 
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Winter Open Meeting 
We do hope you’ll join us for 
our Christmas event (see p7) 

Church House 
Sunday 8th December 2019 
1pm to 4pm 

Memories From The 
Beginning by Lesley 
Ogden 
Read about Paul Betterton who 
was first diagnosed with MND 
in 1976 at the age of 29, with 
little research or knowledge 
available about this disease. 
W i t h t h e s u p p o r t o f a n 
Occupational Therapist and 
Consultant at Kings Cross, a 
meeting was organised, and 
MND was registered as a 
Charity in October 1979. From 
here began years of volunteer 
support for sufferers and their 
families. 

Read More 

November’s Drop-in  
The small numbers really 
allowed our new visitors to get 
to know new friends and benefit 
from sharing their experiences.  

The December meeting will be 
combined wi th the Open 
M e e t i n g o n S u n d a y 8 t h 
December so please do come 
along then, eat, meet and 
share. 

We are currently reviewing the 
structure of our drop-in support 
meetings to reflect what those 
living with MND need 
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https://www.mndassociation.org/get-involved/volunteering/volunteer-zone/volunteer-resources/news-2/memories-from-the-beginning/
https://www.mndassociation.org/get-involved/volunteering/volunteer-zone/volunteer-resources/news-2/memories-from-the-beginning/


40th Fundraiser 

It feels poignant that I should 
come on board as I turned 40 
this October, in line with the 
celebration of 40 years of Care, 
Research and Support for 
people affected by Motor 
Neurone Disease. I had started 
small with my friends pledging 
to donate their glass of fizz to 
MND through Just Giving, 
raising £120 by my birthday. A 
great cause and a favour to the 
headache too!  

Then my husband surprised me 
on my birthday with a video 

featuring all my friends and family singing “You’re My Best 
Friend” by Queen, sung from all over the country in various 
settings. This has increased the total to £416.85 currently 
and still growing! 

Haslemere Christmas Charity Fair 

Thanks to all 
those who 
supported the 
Christmas 
Charity Fair on 
9th November.  

The cold snap didn’t stop the purchasing of wonderful craft, 
decorations and knitwear making many a little more 
prepared for the festive season! 
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Guildford Community 
Lottery 
We are very excited to introduce 
the Guildford Community Lottery 
w h i c h i s a w e e k l y l o t t e r y 
benef i t t ing the residents of 
Guildford.  

Each single ticket has a 1 in 50 
chance of a prize of up to 
£25,000. This beats the National 
and Health Lottery so check it out 
today! Even MORE fantastic than 
this, 50% of what is raised by our 
supporters goes to the West 
Surrey Branch. 

So follow this link and pick your 
numbers! 

Can you help fundraise? 
We always need help to improve 
what we do, especially with 

fundraising. Can you or your 
family and friends run an event for 
us? Go l f Day? Pub Qu iz? 
Sponsored Silence at school? 
Anything else you can think of? 

If you have ideas and energy, are 
open to change, and want to make 
a difference to people with MND 
now and in the future, please get 
in touch with anyone on the 
contacts list. 

Newsletter Editor, 
Clare Igoe

https://www.guildfordlottery.org/support/motor-neurone-disease-association
https://www.guildfordlottery.org/support/motor-neurone-disease-association


Can you help us to make a difference? 
We are always looking for new people to join us to help raise awareness, campaign and support 
people with MND locally. There are lots of ways you can get involved. We are currently seeking 
volunteers to help with: 

• Supporting people with MND 

• Running local fundraising events 

• Publicity for the local branch 

• Helping with campaign activities 

No matter how much or how little time you have there is always 
a way to get involved and support families living with MND.  

To find out more please get in touch with Claire Tuckett, 
Volunteering Development Coordinator by phone on 07831 
349382 or email claire.tuckett@mndassociation.org 

Your feedback is important 

Please find below the link to the Community Equipment Service 
survey which is currently provided by Millbrook Health Care. The 
service is provided to anyone with an eligible health and/or social 
care need: 

- for health requirements this will include people registered to GPs in 
the Surrey Clinical Commissioning Group’s (CCGs) 

- for social care needs it includes those people who are classed as 
ordinarily resident in Surrey). 

Your response will help to improve the services provided by the CES and its commissioned 
providers. Closes 6th December 

Click Here 

3

Diary Dates: 

8th December 2019 
Open Meeting 

Venue: Church House,  

Alan Turing Rd 

Time: 1pm 

8th March 2020 
Branch AGM 

Venue: Church House,  

Alan Turing Rd 

Time: 1pm 

Did you know? 

Guildford is named after a 
ford of golden sand just 
south of the town - it was 
dredged in 1760 when the 
river was deepened to 
make it navigable for 
barges up as far as 
Godalming.

mailto:claire.tuckett@mndassociation.org
https://www.surreysays.co.uk/adult-social-care-and-public-health/community-equipment-services-questionnaire-user-ca/


Financial Update from 25th August 
to 20th  November 2019: 

Donations/In Memory 
Since our last Newsletter donations totalling £155.00 have 
been received. 

Branch Fund Raising 
This year’s street and railway station collections totalled 
£4,315.98. This was £ 450.00 down on the previous year’s 
figure and it seems that more and more people no longer 
carry actual cash around with them. Since 1990 these 
collections have raised over £97,000.00 thanks to our team 
of volunteers. We were in attendance at Haslemere’s 
Christmas Charity Fair on 9th November where sales of 
festive decorations, knitwear, craft items plus MNDA 
merchandise totalled £157.50. The Autumn Branch raffle 
raised £45.00 for our cause and to date additional sales of 
Christmas cards and miscellaneous items have totalled 
£132.25. 

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

Jim Kemp has recently given a talk about the early days of 
Great Western Railway to members of the  Phoenix Marine 
Model Club and has raised another £50.00; also monies 
are still being received from Jan Clark’s Inner Wheel 
fundraising.  A big thank you to both Jan and Jim. 

Care & Equipment 
The Branch receives various requests to benefit people in 
our area in need of care, special services and equipment. 
During this quarter £1,596.10 has been spent on ‘Quality of 
Life’ payments, a Carer’s grant, plus contributions towards 
Rising Recliners, payment for quarterly helpline rentals and 
for Drop-In catering. 

The Chief Executive’s Annual Appeal 
The Branch committee unanimously agreed to donate the 
sum of £5,000.00 from the Branch funds to the CEO’s 
annual appeal.  The donation to be split as follows: 
• £3,000.00 towards the Research Project : Unravelling 
TDP-43 auto-regulation – routes to therapy in MND. 
• £1,000.00 for the Healthcare Research Project: A trial of 
acceptance and commitment therapy for people with MND. 
• £1,000.00 for improving the understanding of MND 
amongst health and social care professionals. 

Thank you for your support, Alvin Hale, Treasurer 
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Static Collecting Boxes 
The collection boxes in our area 
yielded a total £182.70 

• Select Convenience, Bramley 
£66.04 

• Select Convenience, Bramley 
£65.40 

• Budgens, Fairlands, Guildford 
£51.26  

Thumbs Up Club 
Winners: 
Our lucky winners were: 

September: 
H. Perry     (051)  £50.00 
P. Overton (304)  £30.00 
J. Norman (224)  £25.00 
L. Brignall  (045)  £20.00 

October: 
A. Hopwood   (119) £40.00  
P & J. Merritt  (033) £30.00 
V. Read          (186) £25.00 
A. Roberts      (214) £20.00 

November’s details of winner’s will 
appear in the Spr ing 2020 
Newsletter. 

Please would Mr or Mrs A 
Prytherch contact Sallie Bushen 
on 01 483 274337 as the £25.00 
prize cheque resulting from the 
May 2019 draw has been returned 
by the Post Office marked ‘Not at 
this Address’ 

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.



Research latest: 
Dr Keith Mayl and Dr Ahmad Al Khleifat of King’s College London 
Researchers at King’s College Hospital, led by Professor Christopher Shaw, have embarked on 
the first gene therapy clinical trial for patients affected by a specific genetic form of ALS, the most 
common type of MND. 

ALS is a progressive disease in which the nerves controlling 
muscle movement, known as motor neurons, degenerate 
resulting in muscle wasting and weakness. In about 10% of 
people the cause is a mutation in the C9orf72 gene.  

This mutation results in the formation of toxic products which are 
harmful to motor neurons. People with the mutation typically 
develop symptoms in their 50s, starting with speech and 
swallowing problems, followed by weakness of the arms, legs 
and breathing. It is also linked to problems with language and 
behaviour and is the most common genetic cause of 
frontotemporal dementia. 

Read More 
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Kennedy’s Disease vs 
ALS: How muscle 
patterns can aid 
diagnosis and 
perform as a novel 
biomarker 
Researchers from University 
College London led by Dr Pietro 
Fratta and Dr John Thornton 
found that muscle imaging can 
help distinguish Amyotrophic 
Lateral Sclerosis (ALS) from 
Kennedy’s Disease based on 
the way specific muscle groups 
deteriorate in each condition. 
The method can also help 
assess the severity of the 
disease 

So what is the 
difference? 
ALS is a rapidly progressing 
condition which affects both 
u p p e r a n d l o w e r m o t o r 
neurones, leading to inability to 
move limbs and failure of 
breathing muscles at the later 
stages of the disease. The 
complex cause of this condition 
is not yet fully understood but is 
thought to be a combination of 
genetic and environmental 
factors. Kennedy’s Disease on 
the other hand is much slower 
in progression and severity and 
is primarily caused by a gene 
mutation. 

Read More 

https://mndresearch.blog/2019/09/05/kennedys-disease-vs-als-how-muscle-patterns-can-aid-diagnosis/
https://mndresearch.blog/2019/09/05/kennedys-disease-vs-als-how-muscle-patterns-can-aid-diagnosis/
https://mndresearch.blog/2019/09/19/new-gene-therapy-targeting-c9orf72-als-begins-phase-1-clinical-trial-in-the-uk/


Meet the Team: 
Ann Curtis & Harley (honorary member) 

After five years at the helm, Bob has decided it is time for him to relax a 
little and I will be taking over as Chair of the West Surrey Branch of the 
MNDA . My name is Ann Curtis, I am an Occupational Therapist and I 
have worked in a variety of health and social care settings. My most 
recent post was managing a specialist Neuro Rehabilitation team who 
worked with stroke patients. As you can imagine, during my career I 
have worked with many families and individuals affected by MND. My 
own family were personally affected when my Dad was diagnosed with 
PSP, and a few years later my Mum with MND. 

Now that my own children have flown the nest, and I have left the NHS, I 
am able to devote time to volunteering with the MNDA. I hope to follow in 
Bob’s footsteps and work with the fantastic committee members to 
support you all though your journeys with MND. 

Clare Igoe 
Having lost my mum last year to MND, after only having being diagnosed 
for two months I very quickly felt the value of being involved locally with 
the West Surrey Branch. Like my mum (and my sister) I am  a Primary 
Teacher but I currently work in a Secondary School in Richmond 
developing mental health interventions for young people and supporting 
additional needs and behaviour for Year 7 students. This keeps me very 
busy! I am very thankful to have a wonderful husband who is an amazing 
cook to keep me going! (My Chinchilla ‘Obi’ wouldn't pose with me…
sorry).  

My aim is to connect with those in the community affected by MND and 
do as much as I can to support this cause, recruiting as many family and 
friends as I can along the way. I am proud to be part of this and I have 
already met some really great people. 

Chair: Bob Hodgson 01483 893588

Incoming Chair: Ann Curtis acurtis.wsmnda@btinternet.com

Newsletter Editor: Clare Igoe cigoe.wsmnda@btinternet.com

Vice Chair: Mary Carr 01483 419774

Treasurer: Alvin Hale 01252 310962

Secretary Branch Contact: Joan Hornett 01252 325851

Membership Secretary: Alison Husaunndee 01483 723645

Campaigns Contact: Joanne Shaw

Member without Portfolio: James Bonner
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Coming Up… 

Guest Speakers: We are really looking forward to hearing about the inspiring dedication to MND 
and fundraising efforts of Kevin Street and his daughters Hebe and Violet. A 15 day trek which 
took them, their friends and family from Hartlepool to Godalming. They are setting their sights 
SKY high with a quarter of a million target in memory of Kevin’s wife and the girls’ mother Keta. 

Please do join us to listen to their amazing tale of determination 
and support their continued efforts. 

A buffet lunch 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 
a general get-together  

Please let us know if you intend to come along so we have some 

idea of the catering needed.  

Contact Alison Husaunndee, preferably by 3rd December. 

Email: alison@husaunndee.com 

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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How do find us 
Where is it…? 
…In the Surrey Research Park, 
just down the road a few yards 
from the Surrey Tech Centre.  

Church House, 
20 Alan Turing Road, 

Guildford, Surrey, 
GU2 7YF 

By Car:    
Up Gill Ave with the RSCH to 
your right. At the top, turn right 
at the roundabout into Occam 
Rd. Alan Turing Road is about 
270 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 fol low the car 
instructions above. Return on 
No 4 Bus from RSC.

mailto:alison@husaunndee.com


Useful Information  

Branch Website: 
www.mndawestsurrey.co.uk 

Facebook 
https://www.facebook.com/MNDAWESTSURREY 

Twitter  
https://twitter.com/MNDA_SWSurrey 

National Office 
MND Connect 0808 802 6262  

Email  
mndconnect@mndassociation.org 

National Website 
https://www.mndassociation.org 

Tel: 01604 250505 
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http://www.mndawestsurrey.co.uk
https://www.facebook.com/MNDAWESTSURREY
https://twitter.com/MNDA_SWSurrey
mailto:mndconnect@mndassociation.org
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