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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, 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. 

DONATIONS 
To make a donation to the branch please make cheques 

payable to; “MND Association South Herts Branch” and 
send to Alison Murdoch,  41 Orpington Road, Winchmore Hill

London N21 3PL 
OR 

go to Localgiving.com, type mnda into the box top right, called 
Search charities by name and make a payment to the South 
Herts Branch of the MND Association, which can include an 

automatic gift aid reclaim. 



CHAIR’S REPORT JUNE 2013

We had our AGM on 3rd April with a good turnout of 42 people. 
Liz Garrood our Co-Ordinator and Project Lead for Rare and 
Rapidly Progressive Neurological Conditions, in Herts (for 
those of you who don’t know her), was supposed to be our 
speaker.  Unfortunately due to a family illness, Liz was unable 
to come – which I know was a disappointment to the many 
healthcare workers who attended. But Karen Pearce, who is 
the Director of Regional Care for the Motor Neurone Disease 
Association, stepped into the breach and gave a very 
interesting and informative speech. She talked about the new 
things which are happening in the care and support for people 
living with MND.  

Karen Pearce Director of Regional Care for the MNDA 
presenting at the AGM 



We’ve had a busy few weeks at the South Herts Branch.  On 
3rd May we held a fundraising Quiz Night at St Stephen’s 
Church Hall in St Albans.   See the article later in the 
newsletter.  

Everyone gets so much more than just the satisfaction of 
organising  these events. It is very rewarding for us to be   
involved and spend time together. The South Herts Branch has 
been successful in raising money to help people living with 
MND and their families.  It is so important that the committee 
work together to organize these events – we are learning all 
the time – and bonding!! which is just as important if we are to 
be efficient.
I hope to be able to arrange another date when Liz will be able 
to come and talk to us and I will be in touch with everyone to 
tell them about it when it has been arranged.  Liz has made 
such a huge difference to people living with MND, their carers 
and families – I hear from so many people who tell me this.  
(Of course it isn’t just people living with MND, but all rare 
progressive neurological disease in Hertfordshire who Liz 
helps).  We are SO lucky to have Liz -  if only we could help 
other branches to have a Neurological Co-ordinator it would be 
a huge step forward in the lives of those people with MND.

On the weekend of the 18/19th May, I was at a fund and profile 
raising event at Fawley Hill in Oxfordshire.  This is the home of 
Lord and Lady McAlpine, which they opened to the public for 
the first time to raise funds for small local charities (see article 
later in the newsletter).  It was hard work, but we had a lovely 
time – and several lovely ladies from The Motor Neurone 
Disease Association came to help and support us.  

We are also hoping to have a Christmas card design 
competition in the Herts Advertiser. I hope we shall be able to 
give you details in the next newsletter (which will be posted out 
at the end of July) so that you can tell all your family and 



friends about it. I hope we shall have two categories of 
entrants, adults and children and the winner(s) will have their 
design(s) made into a branch Christmas card. The details have 
not been finalized yet, so please don’t be surprised if some 
things change. This will also be a great profile raising event for 
Motor Neurone Disease and the South Herts branch.

Don’t forget you can donate to us on on the website of 
LocalGiving.com and we are hoping to be able to set up text 
donation soon. Please don’t think you have to donate a lot of 
money – small donations soon add up and are very much 
appreciated – EVERY LITTLE HELPS – as a well know store 
is always telling us!

We had a good Carers Club meeting recently and are always 
on the look out for more people to come. See below for 
details .You only have to ring me to confirm the information.

Lesley Ralston

MND ASSOCIATION AGM 2013
Moving Forwards will be the theme of our 28th Annual 
Conference and AGM. 
The event will be held at Radisson Blue Hotel, Stansted Airport 
on 7 September. The formal business of the AGM will take 
place in the morning, followed by the afternoon’s Annual 
Conference.
As with previous years, there will be no charge for people 
living with MND and their carers. Look out for your AGM formal 
notice with your spring edition of Thumb Print.

I didn't fight my way to the top of the food chain to be a  
vegetarian. 

Consciousness: That annoying time between naps



FUTURE EVENTS
Coffee morning for carers and ex-carers
We are trying a new venue for our next meeting on 
Wednesday 17 July, at 11 am.
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. 

“The centre is the perfect place to shop for your garden 
essentials or to catch up with friends at the restaurant. With 
ten different departments designed to complement every 
aspect of the home and garden, you’ll be able to browse all 
that is on offer in a relaxed and informal setting. Whether you 
are looking for advice on landscaping your garden or simply 
looking to update your bedding plants, you’ll find an expert 
team on hand to help you.”

Next dates for carers meeting, all at 11am.
Wednesday 18 September, venue to be decided later
Wednesday 20 November, venue to be decided later

Saturday 26 October Barn Dance. Come along for plenty of 
fun and exercise at St Stephen’s Church Hall in St Albans.

DONATIONS
We would like to thank everyone who donates to the 
branch, as we could not help people living with MND 
without your generosity. We would like to apologise to 
anyone who has donated, but has not been mentioned. 
We have recently received the following donations,
£3750 from the Louise Sheaves School of dance who held a 
show in memory of a friend whose father died from MND. 
£24 from Mrs J Gourvenic's collecting tin.



FUNDRAISING
Berkhamsted street collection held on 11 May 2013
We had a variety of weather, wet, dry, cloudy and sunny – it 
was difficult to know what to wear! Collecting was slow at first, 
but picked up later. After midday, the weather looked brighter, 
though soon turned to rain. I don’t mind standing in 
Berkhamsted in the wet, and cold, if money goes in the tin, 
unfortunately people don’t much care for stopping in the rain, 
so we called it a day. Also, the stickers get wet.
Total amount raised was £272.84, excluding 5 Rands, 1Sk 
from Slovenia and 10 Sen from Malaysia.
Rosemary Lingwood

St Albans street collection held on 18 May 2013
St Albans Market Place was very quiet, the market itself looked 
smaller and few people were there.  Fortunately we had good 
weather, seven collectors were on duty, Pam Farris was our 
most successful collector raising £50.82 for Branch funds.  Our 
total collection was £242.67 (compared to £369.64 in 2012, 
£427.46 in 2011).
Colin Gulliver

Future collections
Rickmansworth M&S   15 June 2013
Harpenden,      20 July 2013
Welwyn Garden City,   23 November 2013

If you can help, for just 1 or 2 hours, in any of these towns, 
please contact Colin. We really need your help.

Why is "abbreviation" such a long word? 

I started out with nothing and I still have most of it.

 I wonder how much deeper the ocean would be without  
sponges. 



SOUTH HERTS BRANCH QUIZ NIGHT

On Friday May 3rd we held a quiz night.  It was the first time we 
have done this, and fortunately we had another secret 
weapon.  A new member of our committee is Sian Goodwin 
and she took over the planning for the whole event.  
The event took place in St Stephen’s Church Hall in St Albans. 
A really lovely venue, modern and with a nice atmosphere, 
kitchen and plenty of parking.  Sian’s friend Ian McEwen 
compiled the quiz and was the quiz master on the night, and 
he did an excellent job.  We have decided we must buy a 
microphone – the noise level was deafening and the unruly 
crowd had to be brought to order frequently.  The quiz was 
interesting, fun and not too highbrow for us mortals.

We didn’t hang about as time was tight, then while the marking 
was in progress, we had a delicious fish & chip supper with the 
beverages we all brought with us (including a glass!).

The raffle took place and I was delighted that Ian won the star 
prize -  a bottle of Talisker Single Malt Scotch Whisky.  
Thanks go to Sian for all her work and to Ian for providing the 
entertainment and to the committee who made the evening go 
smoothly. We sold 79 tickets and raised £772, so this seems 
likely to be an annual event.

Footnote: 
We’re holding a Barn Dance at the same venue on Saturday 
26th October so please put that date in your diary. 

Lesley Ralston

Corduroy pillows: They're making headlines !

Gravity always gets me down.

 If at first you don't succeed, don't try skydiving.



Our Patron, Dr Carol Scholes, enjoying the quiz with other 
health care professionals from Jacketts Field Rehabilitation 

Unit

'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

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

There are three kinds of people: Those who can count and  
those who can't. 

             

mailto:rollewisjenhay@gmail.com
http://www.mndassociation.org/thenews


Show you care by signing the MND Charter 

“We have got to stop the ignorance 
surrounding this disease and have to make 
sure that when a patient is first diagnosed 
with MND, they must have access to good, 
co-ordinated care and services” Liam Dwyer 
(who is living with MND)  It is recognised that 
low awareness and a lack of understanding of 

the needs of people with MND contributes to poor experiences 
and poor standards of care.   Our aim is to make sure all 
people with MND receive the right care, in the right place, at 
the right time. That’s why we are calling on everyone to step 
up and sign the MND Charter to ensure everyone is working 
towards this vision.

The five point MND Charter:

1. People with MND have the right to an early diagnosis 
and information

2. People with MND have the right to access quality care 
and treatments

3. People with MND have the right to be treated as 
individuals and with dignity and respect

4. People with MND have the right to maximise their 
quality of life

5. Carers of people with MND have the right to be valued, 
respected, listened to and well-supported.

Read the full charter at www.mndassociation.org

TAKE ACTION TODAY –  8951 people have already signed.

It takes one minute for you to join us in helping to raise 
awareness and ensure the rights of people with MND and their 
carers and recognised and respected. 

Show you care by signing the MND Charter today. 

http://www.mndassociation.org/


FAWLEY HILL STEAM & VINTAGE WEEKEND 18/19 MAY 
FUNDRAISING FOR SMALL LOCAL CHARITIES 

Some of us volunteers and people from the Motor Neurone 
Disease Association had a fundraising/profile raising gazebo at 
Lord and Lady McAlpine’s estate, Fawley Hill, near Henley in 
Oxfordshire.  It was a quite amazing event.  HUGE!!  Lord 
McAlpine’s hobby is his steam train and railway which goes 
through the grounds of Fawley Hill. You can see the many  
animals which have been rescued and  rehabilitated, roaming 
free and in safety. 

It was an early start on Saturday to unload everything 
and set up the gazebo.  Lin (who is with Reading Branch and 
an avid fundraiser) brought everything for a lucky dip, sweetie 
tree and tombola (over 200 prizes!) knitted dolls and her 
wealth of experience.  I brought all my things – scarves, 
jewellery, kiddie things, nail files and decorated the gazebo 
with tissue paper pompoms, bunting and colourful things.  
Someone disrespectfully commented that it looked like an 
Aladdin’s Cave.

Sunday wasn’t quite such an early start as we left 
everything there overnight.  This gave us more time to look 
around. 

It was amazing – many huge vehicles which were the 
first steam engines – all in working order and obviously the 
passion of their owners.  Many vintage cars all immaculately 
presented and their owners in many cases dressed in the 
fashion of the time.   The army was there, with the vehicles 
and equipment of the past two World Wars,supporting Help for 
Heroes. The Red Devils (army’s version of the Red Arrows) 
parachuted into the central arena with coloured smoke and the 
UK flag flying.  They have to completely fund themselves, and 
are always fundraising (like us!!!).  All weekend various historic 
planes were flying overhead – loop de looping, ducking and 
diving - and when the Spitfires were flying overhead it was 
very emotive – the sound is unique.



There were some very typically English eccentric sights to be 
seen – a case in point being the blue Rolls Royce in 
immaculate condition, with the dog under a blanket and a child 
eating her lunch from a picnic basket on the back seat!!!

We developed strategies throughout the 2 days of how 
to attract people – we gave away MNDA balloons to children 
and made the parents feel they had to come and look, which 
meant the lucky dip and tombola became a huge success.  
You can’t say no to little ones!

Considering that everything cost either 10p, 20p or 50p, 
we did extremely well and made £289 to be split between both 
branches.

It was not all about how much money we made.  We 
wanted to raise the profile of Motor Neurone Disease as well.  
We gave away hundreds of balloons (we were blowing away 
constantly) and if you walked around the site you saw many 

Left to right – Amanda Jansen MNDA, Lesley, Lin 
Jenkins Reading Branch, Susanne Curtis MNDA 



blue, orange and white balloons. 
I almost forgot – wonderful food was eaten there too.
I believe Lord and Lady McAlpine intend to hold the event 
again next year, so I hope you will come and support us then.  
We extend our heartfelt thanks to them for allowing us to 
invade their estate.
Lesley Ralston  



LOVE IN A COLD CLIMATE
Congratulations to Mari Lewis and Simon Gow whose sunny 
smiles belie the wintry weather at their wedding in March.
The freezing temperatures and flooding the day before meant 
that Mari’s dad, Roland Lewis, who is living with MND, did not 
feel confident to travel to Cornwall for the big day.
His wife, Jennifer Hay, the branch vice chair, who attended the 
wedding, said:
”It was a huge shame but his sister captured it all on video so 
he will have a lovely record of the day.”
Mari and South African-born Simon chose the Tremenheere 
Sculpture Gardens overlooking St Michael’s Mount to tie the 
knot on 23rd March. They were joined by Simon’s relatives from 
South Africa and Mari’s brother David who came all the way 
from Brisbane, where he now lives and works for the 
Australian arm of British Gas.
The groom came to Britain at the age of 18 to join the youth 
team at Wasps Rugby Club but his playing career was cut 
short by injury. He met his bride while he was working at an 
hotel in Windsor alongside Mari’s childhood friend Charlotte.
Jane Gilbert



IT'S OK TO ASK ABOUT MND RESEARCH 
The National Institute for Health Research (NIHR) has 
launched their Ok to Ask Campaign which encourages 
patients and the public to ask about clinical research. 
www.crncc.nihr.ac.uk/oktoask
The campaign was launched on Monday, 20 May 2013, 
‘International Clinical Trials Day’ and the NIHR will be 
promoting this campaign throughout 2013/14.
“Clinical research is the way in which we improve treatments 
in the NHS. In many cases doctors will tell patients about 
research but we also need patients to ask about it and keep 
research at the top of the NHS agenda.” – NIHR website
Get involved in MND research
The NIHR is promoting the fact ‘it’s OK to ask about research’ 
and encourages patients or the public to ask their doctors 
about current research opportunities. The MND Association 
has a section on their website that lists ‘current opportunities to 
get involved in MND research’.
Getting involved in MND research does not only mean taking 
part in clinical drug trials. There are a number of other ways 
you can help including; questionnaires, tissue donation and 
fundraising.
“Last year, more than half a million NHS patients chose to take  
part in nearly 3,000 clinical research studies. Thanks to those 
patients, we are learning more all the time about how to deal 
with a whole range of medical conditions - and make some 
real breakthroughs that will improve thousands of lives.” – 
NIHR website 
Share your experiences
The ‘It’s OK to ask’ campaign is encouraging patients or the 
public to share their experiences including what they asked 
and what response they received, via Facebook, 
Twitter (@OfficialNIHR #NIHRoktoask), 
phone: 0300 311 99 66 or 
email: oktoask@nihr.ac.uk     
Samantha Price, MND Association

mailto:oktoask@nihr.ac.uk
https://twitter.com/search?q=%23nihroktoask&src=typd
http://twitter.com/officialNIHR
http://www.facebook.com/NIHRoktoask


THANKS TO THE NOKE THISTLE HOTEL                          
We are extremely grateful to Simon Thatcher, 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. 


