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KEY FACTS ABOUT OUR BRANCH OF THE   MNDA
 
The South Herts branch of the MND Association is totally run 
by volunteers. 
The branch looks after people within the postcodes - 
AL (except AL6, AL7, AL8), WD, EN6 and HP 1,2,3,4 and 23.
The branch donates money towards research, and the rest is 
spent locally, supporting people affected by MND with special 
equipment, financial support etc. 

OUR BRANCH WEBSITE
www.mndasouthherts.org

SEE US ON FACEBOOK
www.facebook.com/southhertsmnd

'THE NEWS' from the MND Association ONLINE
This publication is very useful and informative. 
You can view the latest edition and archived electronic copies 
of The News at www.mndassociation.org/thenews

http://www.mndassociation.org/thenews
http://www.facebook.com/southhertsmnd
http://www.mndasouthherts.org/
mailto:alisonm12345@hotmail.co.uk


IF YOU WOULD LIKE TO DONATE TO

THE SOUTH HERTS BRANCH OF THE 

MOTOR NEURONE DISEASE ASSOCIATION

Do so in the following ways:

Send cheques to:

Mrs Alison Murdoch Treasurer South Herts Branch of the
Motor Neurone Disease Association, 41 Orpington Road,

Winchmore Hill, London N21 3PL

made payable to the MNDA South Herts Branch.

You can also donate online at Localgiving.com.
Please follow these steps:

Go to localgiving.com

Type mnda in the box at the top right of the page called 
SEARCH

Make your payment to the South Herts Branch of the MND 
Association

PLEASE NOTE:    If you are a taxpayer, please consider 
ticking the gift aid box.  We will then receive an extra 20% on 
top of your donation – so if you donate £10, we will receive an 
extra £2.50. 



CHAIR’S REPORT DECEMBER 2014
We’re winding down for the year now.  We’ve done a few 
Christmas card fairs with our MNDA cards and they have not 
been successful.  Year by year sales dwindle.  Lots of people 
tell me they either don’t send any, or many, any more, and I 
must confess I have cut down.  Of course, postage is also an 
issue.

However – we have had a very successful year in other ways 
and I feel very uplifted by the support we have had and the 
subsequent profile raising of MND which that brings.   Finally 
we seem to be achieving our objective of contacting and 
helping people living with MND.  This is an issue of privacy 
and confidentiality.  If you do not hear from us, it is because we
have not been given permission by you, to do so.  So please 
let me know if you would like to receive information from us, 
and perhaps come to one of our get togethers.  You could 
always start with our Christmas party on 3rd December.  
Next get together is on 10th December.

Our get togethers for people with MND and their carers and 
families have been a case in point and our greatest 
achievement.  We have lovely people coming to them, and 
numbers are rising slowly but surely.   Thanks go to Glenn 
Phillips who is living with MND, and who instigated them.   
They have gone from strength to strength.  All new people are 
welcomed with open arms and I hope they all know that we are
here for them – not just on those days we meet, but at any 
time they need us, just for a chat but to help in other ways too. 

We have had a successful year of fund raising as well.  We 
have received some wonderful donations – we were charity of 
the year for the Welwyn Garden City Golf Club who have told 
me we shall be receiving nearly £8000.  I attended their dinner 
dance a few weeks ago and you can see me, on the front 
cover, with their Captain and Lady Captain, posing with a 



pretend cheque !!

We hope to receive a total of  £2500 from the Band Aid Event 
in St Albans. The amount raised on the day was matched by 
Ladbrokes and the amount raised is also being added to by a 
bank.  As well as the South Herts Branch of the MNDA, the 
event was shared with Grove House Hospice. 

Other donations have been for golf days, Welwyn Garden City 
Rock choirs, in memoriam donations, our Ladies Lunch, the 
charity performance last January at The Abbey Theatre, the 
quiz night, our first Charity Walk, Trusts, and heroic people 
who run marathons and have icy water poured over them!  We
also received donations via Localgiving.com and  assume 
many were as a result of the Ice Bucket Challenge.

I feel we are beginning to achieve our goal, which is to connect
with people who have MND and their carers and families. That 
is what we are here for. Of course, it is lovely to see old 
friends, members of the committee etc. but that is not why we 
all work so hard on the South Herts committee, that is an 
added bonus and it is up to those people to support us in any 
way they can, when they can.

I anticipate that as we get to know more people with MND, we 
will receive more requests for help with funding.   Which will 
mean that  fundraising will become all the more important.

I am also delighted to say we have two new members on the 
committee.  Maggie Coles who has agreed to become the 
secretary (hurray!) and John Whale.  Just like buses, when 
you least expect it (or have become disillusioned that any will 
ever come along !) – two appear at once.  We also have a new
support person (Volunteer Development Co-Ordinator) Neil 
Penson from the MNDA who I can already see is going to help 
us a lot.



Next year we already have in place a charity performance of 
the play Therese Raquin by Emile Zola, at The Abbey Theatre 
in St Albans. It is quite soon after Christmas so please get in 
touch with Rosemary Lingwood as soon as possible to book 
your tickets.  All information is on a flyer in the newsletter.

We hope to have another quiz night in the spring.  We have 
someone who is putting together a quiz for us, with lots of 
sports questions!  We heard that was a big omission in last 
year’s quiz.

Finally, I wanted to mention a new film about Professor 
Stephen Hawking the astrophysicist who was diagnosed in his 
20’s as having MND. It is a love story, based on his ex-wife 
Jane’s diaries, and their life together from his diagnosis until 
their divorce and Jane’s courage and determination to support 
her husband.  The film opens nationwide in January. You can 
see the actor, Eddie Redmayne – who plays Stephen Hawking
– and his incredible transformation in the film’s trailer at
www.youtube.com/watch?v=Salz7uGp72c  
Glenn Phillips, who lives in our area, was one of the people 
who helped Eddie understand the physical and mental affects 
which a person with MND goes through. 
So all that remains is to wish everyone a good Christmas.
Very best wishes, Lesley

PLEASE HELP US TO SAVE MONEY !!!
We appreciate that some of you do not have access to the 
internet, so this does not apply  to you.
However, could the rest of you who do, please consider 
receiving the newsletter by email.
You will get it quicker and in colour.
Also please let us know if you no longer wish to receive it.
Thank you in anticipation,
Jennifer
rollewisjenhay@gmail.com 

mailto:rollewisjenhay@gmail.com
http://www.youtube.com/watch?v=Salz7uGp72c


FUTURE EVENTS

GET TOGETHERS FOR PEOPLE LIVING WITH MND
These are informal gatherings in a place where people living 
with MND and their carers and family members can meet in 
privacy, and chat together informally in a calm and safe setting 
The venue is the Box Moor Trust centre, London Road, 
Hemel Hempstead, HP1 2RE.
If you need transport or any more information, please contact 
Jenny Fellas on  01582 621387 or 
chris_jennyfellas@hotmail.com
The meetings start at 2pm, and will be held on Wednesdays.
The last one this year will be on December 10.
Dates for 2015 are February 4, March 4, April 8, May 6, June 
3, July 1, August 5, September 2, October 7, November 4, 
December 9.

Wednesday 3 December 7.30 pm Christmas Party
Come and join us again at The Noke, St Albans for some 
festive fun and mince pies. A chance also to get last minute 
Christmas cards.

Thursday 15 January 2015, Abbey Theatre, St Albans
Once again we have been given a charity performance at the 
Abbey Theatre. This time the play will be Therese Raquin by 
Emile Zola. 
Please contact Rosemary Lingwood to book your tickets which
are £15. This includes a glass of wine or soft drink.  
Her number is: 01525 377450 
ra.lingwood39@btinternet.com

mailto:ra.lingwood39@btinternet.com
mailto:chris_jennyfellas@hotmail.com


Sunday 1 February, Regional Conference
Regional Conferences have replaced Spring Conferences.
They are an opportunity for people affected by MND, 
volunteers, and others with an interest in our work, to gather 
together. It is an opportunity to hear the latest news in care, 
campaigning and research, have your say and ask questions.  
The conference nearest to Hertfordshire will take place at the 
Hilton, Reading, RG2 0GQ.

If anyone with MND would like transport, please let us know.

For more information, and to register, go to 
www.mndassociation.org  

Wednesday 1 April at 7.30pm Branch AGM
The Noke Hotel, Watford Road, St Albans AL2 3DS. 
After the short business of the meeting, there will be a talk by a
Health Care professional. If you are living with MND and would
like help with transport to the meeting, please get in touch.

NEW RESEARCH NEWSLETTER
The MND Association's Research Development Team has 
launched a new quarterly newsletter called,
‘What’s happening in MND research?’
It provides the latest research news, conference reports, 
updates on Association-funded projects and current 
opportunities to take part in research.

To receive the newsletter, contact the Research Development 
Team on 01604 611880 or research@mndassociation.org

You can also can also find out more by looking at
www.mndresearch.wordpress.com 

http://www.mndresearch.wordpress.com/
http://www.mndassociation.org/


WALK TO D'FEET MND
Aldenham Country Park, 28 September

The weather was very good, dry and warm. We had 
about fifteen people and two dogs for the walk around the lake,
there are a number of places to stop to look at tree carvings, 
animals around the park and an adventure playground for the 
children. The staff of the park did an ice bucket challenge for 
us at the half way point which added to the funds.    



NEW FILM ABOUT THE LIFE OF OUR PATRON – 
PROFESSOR STEPHEN HAWKING
News from National Office.
You may have recently heard about a new film called ‘The 
Theory of Everything’, which is due out early next year.
The film is based on the diaries of Professor Hawking’s first 
wife Jane, and covers their life from meeting at university until 
the break up of their marriage.  The couple are played by 
leading young British actors Eddie Redmayne and Felicity 
Jones.  The film has already been touted as a possible 
contender for the 2015 Oscars.
As part of their research, Eddie and Felicity met people living 
with MND and their carers, supported by the North London and
North West London Branches.  We advised the set designers 
and production teams.
The film will raise awareness of MND, and our work.  Since 
July 2013 we have been liaising with the film company, the 
Hawking family and – through the North London Branch – with 
Eddie and Felicity to see how we can link in with the film.  
The UK premiere is expected to take place in London on 
Tuesday 9 December and we can now confirm that we will 
benefit from this event.  We are likely to be given tickets to sell 
but we are also waiting to hear what other ways we might be 
able to maximise this fantastic opportunity.
We are able to confirm, thanks to the Isle of Wight Branch 
Chair, Tony Bray, that Britain’s second biggest cinema chain, 
Cineworld, have given permission for branches to hold bucket 
collections in any of their cinemas on Friday 2 January, the 
opening night of the film’s general release.
If your branch would like to be involved in selling tickets to the 
premiere, or would like to organise a bucket collection, please 
email volunteering@mndassociation.org with details of how 
you would like to help, plus your name, daytime contact 
number, branch name and – if relevant – the location of your 
nearest Cineworld.  
We look forward to hearing from you.



        
Eddie Redmayne plays Stephen Hawking in director James 
Marsh's The Theory of Everything. 

ICE BUCKET UPDATE
We are delighted to announce the income received so far by 
the Motor Neurone Disease Association from the Ice Bucket 
Challenge is a staggering ... £7 million.
So to all of you who have taken part in the Ice Bucket 
Challenge or been involved in any way, we send you a 
heartfelt THANK YOU.
The numbers ...
As a relatively small charity, these have been an historic few 
weeks. Last year we received an average of 13,000 donations 
per month. Thanks to you and the public, we had more than 
920,000 donations in just three weeks.
The vast majority of these donations came via text to the 
ICED55 Just Giving page, set up by our volunteers and 



promoted on social media. But it’s not just about raising 
money, it’s also about spreading the word of this devastating 
disease and we reached over 60 million people through our 
various communication channels.
So what next?
We must carefully consider how to best use this totally 
unexpected bonus. It’s important that we make every penny 
count to ensure we maximise the difference it makes to people
living with, and affected by, MND.
In the short term this extra money has allowed us to make an 
immediate start on some projects we planned to begin over the
next three years. Here are the highlights of those projects:
Studentships
We have six new PhD studentship projects starting shortly, 
totalling over £500k. The projects range from learning more 
about the form of dementia associated with MND, to using 
stem cells to understand the electrical activity of motor 
neurons. Not only do these projects involve cutting edge 
research, but they also draw the next generation of talented 
young scientists into the expanding world of MND research.
Genetic Research
Thanks to the Ice Bucket Challenge we can accelerate our 
genetic research programmes now. We are embarking on a 
major initiative to find the genetic factors that not only 
predispose people to develop MND, but also the factors that 
may slow down the disease in some people. We intend to 
sequence the genomes of over 1,500 people with MND who 
have donated blood to our DNA Bank. This will form part of an 
international collaboration, Project MinE, which aims to 
sequence 15,000 MND genomes across the world.
Multidisciplinary Care
We already plan to develop our specialist Care Centre 
programme while also campaigning for more statutory support 
for people living with MND. We need to be able to demonstrate
the impact of well co-ordinated and timely care and treatment, 
so we are investing in research that helps us to understand 



what works and what makes the most difference to people with
MND.
New Grants for Children
We know from listening to people affected by MND that the 
needs of carers and young people are very important. We 
have committed to do more in this area, alongside our support 
for those with MND, and this is highlighted in our strategy. One
of the first actions we will take is increase support to young 
people through a ‘Young Person’s Grant’.
How do YOU think we should spend the Ice Bucket 
Challenge money?
We also need to think about how we spend the rest of the 
money – and that’s where you come in. It is important that how
we spend this money is guided by our strategy, which you 
helped us develop. But we also want to consider new ideas 
that we never thought could be a reality.
Our Board of Trustees are ultimately responsible for deciding 
how the money is invested but they and the whole Association 
want to make sure that your views are part of making these 
important decisions. Over the coming weeks we want to 
consult with you to ensure that whatever your relationship with 
us, whether as a person with MND, a family member, volunteer
or if you have another connection, your views are taken into 
account.
You created this incredible phenomenon and now you have a 
chance to help shape the legacy of the Ice Bucket Challenge 
too.
Considering all the options will take us a little time but we hope
to let you know more about final spending plans in the New 
Year. You can be assured that whatever we come up with will 
be driven by the principle that people with MND are at the 
heart of everything we do.
Thank you
Sally Light
CEO MND Association
(October 2014)



INTRODUCING OUR NEW SECRETARY – MAGGIE COLES

I was born and brought up in Enfield, North London, and after 
a 2 year secretarial course at Tottenham Technical College 
(presumably now a university !), joined British Rail. From there 
I moved on to various companies, and ended my career 
working as a medical secretary for 20 years in a local doctors’ 
surgery.
I moved to Toronto for two years in the early 70’s and returned 
there in the early 80’s, having got married and my husband 
being offered a job in Toronto.
Upon return to England in 1984 we moved to St Albans where 
I still live.  We didn’t have a family of our own but fostered 
children for about 14 years - this was a very interesting and 
thought provoking part of my life. 
I am now retired and keep myself busy with the St Albans U3A 
and I also volunteer at Grove House, our local hospice.
I decided to help with the MND Association because I have two
friends whose husbands have or have had this disease, and I 
also come across it quite often at the hospice.  
I was approached by a friend on the South Herts MND 
Committee – how could I refuse !? 



ASSOCIATION RESEARCH PROJECTS UPDATE 
The Association funds and promotes research that 

leads to new understanding and treatments, and brings us 
closer to a cure for MND. Currently we are committed to 
funding 51 high-quality research projects. We provide updates 
on two of these projects below. 
To find out more about the research funded by the Association,
see our Research Information Sheet E: Research we fund. 
Is MND/FTD different from FTD? 
Some people with MND develop an increasingly recognised 
form of dementia, known as frontotemporal dementia (FTD). 
The main symptoms include alterations in behaviour and 
difficulty with language. 
The relationship between MND and FTD is not well understood
and Prof Julie Snowden (University of Manchester) was 
awarded £84,720 by the Association to establish whether MND
with this form of dementia is different to FTD alone. 
This research began in October 2014 and offers the potential 
to improve identification of those people with FTD who are also
at risk of developing MND, leading to improved care and 
quality of life.
Investigating C9orf72 and TDP-43 proteins in a fruitfly 
model of MND 
Dr Frank Hirth and Prof Chris Shaw, based at King’s College 
London, were awarded £94,878 by the Association in February
2014 to develop a fruitfly model of MND. 
C9orf72 is the most common genetic cause of the rare 
inherited form of MND and frontotemporal dementia. 
C9orf72 has been previously shown to lead to protein deposits
in the motor neurones and Dr Hirth will develop a fruitfly model
of MND to study these protein deposits and how they lead to 
MND. 
The protein TDP-43 also forms deposits in motor neurones 
affected by the C9orf72 gene and this research will study the 
relationship between these two protein deposits. 



THANKS TO THE NOKE THISTLE HOTEL                          
We are extremely grateful to Bob Dowry, the General Manager
of The Noke Thistle Hotel in St. Albans, who has generously 
agreed to continue to allow us to use the hotel for our 
meetings. 


