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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

'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.mndasouthherts.org/


CHAIR’S REPORT FEBRUARY 2014
 
I hope you all had a good Christmas and Happy New Year to 
everyone from the South Herts Branch.  

Many thanks to all of you who contributed to our Christmas 
Appeal for Funds.  We had a great response which was a 
wonderful start to 2014.  Unfortunately that doesn’t mean we 
can stop fund raising and we are having a Planning Meeting 
soon to go through the year ahead to decide what sort of 
events we can come up with to raise money.  The Quiz 
Evening last year was a great success and we shall definitely 
have another one in the Spring.

If you receive this newsletter on or before January 28, there is 
still time to book tickets for the performance of The Price by 
Arthur Miller which has been donated to us by The Abbey 
Theatre, St Albans. Tickets through the theatre, but please ring 
Rosemary Lingwood on 01525 377450 
ralingwood39@btinternet.com
Tickets can be collected on the night and are £15 each to 
include a glass of wine or soft drink.  There will also be a raffle.

Our Carers and past Carers coffee mornings are held on 
Wednesday mornings at 11am, every other month (see dates 
further on).  The venue has been changed and is now 
Burston’s Garden Centre in St Albans.  If you need help with 
transport, please let me know (01923 778990) – don’t be shy, 
it is a pleasure for us to help.
We just sit and chat for a couple of hours.  It can also be an 
opportunity to  bring up any problems you may have in a 
private conversation with one of us from the branch, if you 
would like to do so.   Next one on 26th February.

Our get togethers for people with MND (and carers/family) are 
proving a great success.   The third one will be held on 

mailto:ralingwood39@btinternet.com


Wednesday 5th February at The Box Moor Trust Centre, 
London Road, Hemel Hempstead, HP1 2RE.   We already 
have some regulars and the more the merrier!  Again, don’t 
hesitate to get in touch with me if you need help with transport.

If anyone knows of a projector/screen which is gathering dust 
and no longer required, we are looking for one.  At the moment 
we have to hire if we need that facility and they are quite 
expensive to buy, so it would be a great help to find someone 
with this equipment who would donate to us.

This year our AGM is on 2nd April at 7.30pm and will be held as 
usual at The Noke Hotel St Albans.  We are hoping to have 
Sue Plummer, Chief Executive and Director of Patient 
Services, The Peace Hospice in Watford.  We are waiting for 
that to be confirmed.  I do hope you will all come to support us 
and hear Sue tell us all about the hospice and the new 
Starlight Centre which has been created to help people in so 
many different ways.

I would, once again, like to thank  Bob Dowry, General 
Manager, of The Noke Thistle Hotel in St Albans for their 
continued hospitality and support of our charity.  We hold our 
meetings at The Noke and they have been supporting us for 5 
years now.   I can’t express how much we appreciate having 
such a lovely venue and the staff are extremely nice and very 
efficient.

Lesley Ralston    

EDITOR'S NOTE
If you would like to receive the newsletter by email, to help cut 
our costs, then please let Jennifer Hay know at 
rollewisjenhay@gmail.com                                                          

mailto:rollewisjenhay@gmail.com


FUTURE EVENTS

Coffee morning for carers and past carers
PLEASE NOTE A CHANGE OF VENUE FOR 2014
We have reserved a table in the restaurant of the 
Burston Garden Centre, 
North Orbital Road, 
St Albans, AL2 2DS
The garden centre is less than a mile from The Noke Hotel 
(see back cover) on the A405, going towards St Albans. 

Next dates for carers meeting, all at 11am.
Wednesday 26 February
Wednesday 23 April
Wednesday 25 June
Wednesday 27 August
Wednesday 22 October 

Tuesday 28 January 2014, Abbey Theatre, St Albans
Once again we have been given a charity performance at the 
Abbey Theatre. This time the play will be The Price, written by 
Arthur Miller in 1968. Please ring Rosemary for tickets on   
01525 377450

Wednesday 2 April 2014, 7.30pm Branch AGM
This will take place at the Noke Hotel, St Albans, and after the 
AGM we will have a speaker.

DONATIONS
We would like to thank everyone who donates to the 
branch, as we could not help people living with MND 
without your generosity. 
The Christmas appeal raised £729.
We received £250 in memoriam and an anonymous donation 
of £500 through LocalGiving.



FUNDRAISING

Future collections in 2014 
Van Hage Garden Centre, Chenies, Sunday May 4  
Berkhamsted, Saturday May 10  
St Albans, Saturday May 24
Harpenden, Saturday July 5
Welwyn Garden City, Saturday November 22

WELWYN GARDEN CITY STREET COLLECTION  
On 23 November we had a dry but a cold day to do our last 
collection of the year. Collecting was slow but picked up about 
midday which gave us a total £198.33 at the finish of day. As 
organisers, we have to be there at the start and finish, and 
also collect “full” tins. We were unable to collect for the full day, 
because we only had two extra collectors. They gave us the 
chance for a quick sandwich break.
You may have read in the newsletters that we need people to 
help with street collections.
Perhaps you’ve thought it’s not the thing for me!
If I explained how street collections work maybe you would 
give it a try?  We can only apply for one permit each year in 
each town, so we pick the bigger ones. This means we have 
five collections a year. May, June and July are the favourite 
months. Welwyn Garden City has always been in November 
so we haven’t changed it yet. We have to stand “statue like”, 
with our tin. Asking for money, or shaking tins is strictly not 
permitted. However, you can speak to people who want to talk 
and a lot of them do. It also helps pass the time.
We have a list of people to call, but more are required. 
In short, with enough collectors, each would be required to 
“volunteer” for a modest one hour every year.
We also try to keep people in their own area so there’s minimal 
travelling, this does not always work if we are short of helpers. 
The more collectors we can get onto the streets the more 
people will be made aware of MND.
Rosemary Lingwood



CHRISTMAS PARTY

From the left, Elinor, Jenny, Sian, Colin, Lesley, Carol, 
Rosemary.

The Christmas Party was held at the Noke Hotel on 4 
December 2013. Twenty two people attended and enjoyed 
mince pies, wine and juice provided by the Branch not to 
mention the delicious chocolate cake provided by the Noke. 
The room had been festively decorated which added to the 
atmosphere and it turned out to be a very enjoyable evening. 
Elinor and her husband Michael had prepared a quiz and this 
was met with great success. Guests arranged themselves into 
five teams and there was a spirit of friendly competitiveness. 
As usual the raffle was well supported. In addition to the 
money raised by the raffle guests were able to take advantage 
of the Christmas Cards for sale. 
All in all it was a very successful evening and thanks are due 
to the Committee Members who all played their part in making 
it so.
Sian Goodwin



GET TOGETHERS FOR PEOPLE LIVING WITH MND 

Glenn Phillips, pictured in the centre above, who is living with 
MND, has set up a new Get Together meeting for people who 
have MND, in the South Herts area.

This is a new incentive and Glenn wanted to try and create a 
place where people with MND and their carers and partners 
could meet in privacy, and chat together informally in a calm 
and safe setting . 

The meetings have now started and the first meeting took 
place at Box Moor Trust centre in Hemel Hempstead. Box 
Moor is a great place to meet with its beautiful surrounding 
countryside and people are constantly saying how much they 
like the setting.

The first meeting took place on December 11th last year when 
we had 10 people attend. There were 3 people with MND and 
their carers, and 4 volunteers from the branch committee.  It 
was a hugely successful meeting and enjoyed by all.



The second meeting has just taken place, on January 8th. 
Again it was a runaway success - this time there were  8 
attendees,  3 clients with MND and their carers, and 2 
volunteers from the branch.

In future, meetings are to be held on the first Wednesday of 
every month at the same venue, as follows,
February 5
March 5
April 2
May 7
June 4
July 9  NOTE this meeting had to be scheduled for a week 
later due to commitments at Box Moor .

All people with MND and carers, wives, husbands or any 
family members are most welcome to come along. We would 
be happy to see as many of you as are able to come. We can 
always help out with transport, if this is an issue Lesley 
Ralston can be contacted if you require help. 
Please contact Jenny Fellas by email if you require any further 
help or information .I can be reached  on 
chris_jennyfellas@hotmail.com

The Box Moor Trust address is,
Box Moor Trust,     Box Moor Trust Centre,
London Road,  Hemel Hempstead, HP1 2RE.
Their website is www.boxmoortrust.org.uk

Look forward to seeing you all at Box Moor.

Jenny Fellas
Association Visitor for the South Herts Branch

http://www.boxmoortrust.org.uk/
mailto:chris_jennyfellas@hotmail.com


RED FLAGS WILL ALERT GPs TO MND
The MND Association has been working with the Royal 
College of General Practitioners on an early diagnosis Red 
Flags for MND.
The purpose of the Red Flag is to raise awareness of MND 
with GPs and help them to make an accurate and speedy 
referral to a neurologist, rather than to another professional.
It is also, of course, of use to other health care professionals 
who may be the first to notice the signs of MND in a patient. 
The tool, which explores the symptoms of MND under the four 
headings limbs, bulbar, respiratory and cognitive, has been 
launched and is ready to be used as widely as possible to 
raise awareness.
The Association recognises that its members feel that a 
prompt empathically given diagnosis is vital. The value lies in :

  Removing uncertainty for the person experiencing
symptoms.

  Allowing for care and support to start as early as
possible.

  Enabling the person with MND and their carer to plan
for the future.

  Increasing the window of opportunity to research into,
and better understand, the condition.

Many professionals have stated the importance they 
place on timely diagnosis too, and for that reason have 
expressed their interest and support for the tool.
Articles will be appearing in professional journals over
the coming months with the aim to keep the profile of
Red Flags high.
The more people that are aware of MND the better chance we 
have to help those living with this condition and their carers.
For more information on the Red Flags tool please
contact Jennifer Bedford:
Jennifer.bedford@mndassociation.org
A copy of the Red Flags tool can be downloaded at
www.mndassociation.org/redflag

http://www.mndassociation.org/redflag
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LYNN DUFFY and her MNDA PhD
We are very pleased to welcome a new member to our branch 
committee.
Lynn has recently finished a PhD in the MNDA group of 
Professor Shaw at Sheffield. She writes something of her 
thoughts and experiences for the newsletter. 

I must admit, before studying for my degree, I knew very little 
about Motor Neurone Disease (MND). I was aware that the 
disease existed and that Professor Stephen Hawking suffered 
from it. It wasn’t until a lecture in my second year, given by an 
eminent clinician passionate about MND research, did I truly 



begin to appreciate just how fascinating the brain is, and how 
horrific it can be when something goes wrong.
Following on from my degree, I knew I wanted to go into 
research to try and contribute, however minutely, to the world 
of scientific knowledge. It also seemed to be an ideal 
opportunity to try and understand precisely what causes MND, 
and potentially help in the search for effective treatment and 
ultimately a cure.
If the above reasons for embarking on a PhD seem highly 
ambitious and perhaps a bit “pie in the sky”, then you would be 
absolutely right. One of the first things I learnt, and quickly, is 
that research is hard. It’s slow, frustrating and the chances of 
you discovering that you are the new Marie Curie, and will thus 
single-handedly eradicate all disease, become more and more 
remote with each failed experiment. 
So why continue? I found it helped to adopt the, perhaps 
naively optimistic, thought-process that, though my particular 
experiments were met with many dead ends, they were still 
helping to contribute to chip away at the mountain of MND 
research.
One thing that is not in dispute is that MND is an incredibly 
complex disease, something that can be seen by its extremely 
variable clinical presentation, and thus the chances of there 
being one main cause of the disease pathogenesis seems 
remote. I figured that if I was not going to be the one to cure all 
known disease, I could at least help “block off” the roads not to 
venture down!
I was also extremely fortunate that one of my supervisors was 
the same clinician who gave the lecture where I first learnt 
about MND. As the head of a large research group, Professor 
Shaw provides a crucial link between the patients and the 
medical research striving to help them. Studying in an 
integrated centre such as this serves as a constant reminder 
as to why it is essential to keep chipping away at the “problem” 
of just what causes MND. 
As part of my research, I studied the mitochondria (the 



batteries) of skin cells biopsied from both patients with MND 
and their neurologically healthy partners. In doing so, I had the 
opportunity to meet with several people somehow affected by 
the disease. All of them were interested in the current research 
being carried out and were happy to help in any way possible. 
I think that this was one of the things that inspired me the 
most, the sheer tenacity of the people suffering with the 
disease and their partners or carers. They resolutely refused to 
let the disease beat them, whether it be through painting as 
many portraits as possible, continuing to record and release 
music, or indeed, raising the funds to establish a new institute 
dedicated to the study of neurodegenerative disease.
It was at this institute that I carried out the bulk of my research. 
One of my over-riding memories of this time is the ever-
changing literature concerning research into 
neurodegeneration. It is a particularly exciting time to be 
involved in MND research at the moment. Following the 
identification of superoxide dismutase 1 (SOD1) as a mutant 
protein in some cases of the disease, over a decade ago, few 
breakthroughs were made and intense investigation of SOD1 
did not translate into successful clinical trials. However, over 
the recent years, the research has progressed at a startling 
pace; several new genes have been discovered to be 
associated with MND, including TDP-43 and FUS, implicating 
the processing of RNA (the intermediate step between DNA 
and the resultant protein) as potentially defective in MND. 
More recent still was the “magic moment” of the discovery of 
the gene C9ORF72, found to be associated with nearly half of 
all inherited forms of MND and in a large proportion of sporadic 
cases as well. The identification of this gene, and resulting 
protein, caused much excitement through the MND research 
community. As well as providing a link between the inherited 
and sporadic forms of MND, the involvement of C9ORF72 has 
further blurred the lines between MND and diseases such as 
fronto-temporal dementia, opening up new avenues of 
research.



There is a great feeling of anticipation that further 
breakthroughs will be just around the corner following this 
discovery. Indeed, it has recently been found that MND-
associated C9ORF72 produces a protein capable of forming 
clumps in the brain, which may be involved in the 
neurodegeneration. 
However, as with all research, the battle is getting these 
discoveries to translate into effective therapeutic treatments. 
Undoubtedly this is a challenge, but one which I’ve found a 
dedicated team of researchers are determined and more than 
willing to meet.

Lynn Duffy

FOOTNOTE - Professor Pamela Shaw, has been named a 
Dame Commander of the Order of the British Empire in the 
Queen’s New Year’s Honours List.

EXERCISE FOR PEOPLE OVER 60
1.  Begin by standing on a comfortable surface, where you 
have plenty of room at each side.
2.  With a 5-lb potato bag in each hand, extend your arms 
straight out from your sides and hold them there as long as 
you can. Try to reach a full minute, and then relax.
3. Each day you'll find that you can hold this position for just a 
bit longer. After a couple of weeks, move up to 10-lb potato 
bags.
4. Then try 50-lb potato bags and then eventually try to get to 
where you can lift a 100-lb potato bag in each hand and hold 
your arms straight for more than a full minute. (I'm at this level)
5. After you feel confident at that level,
put a potato in each bag……………!



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. 



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. 


