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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/


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 APRIL 2014

Well, I always seem to start with the weather (a national 
pastime) but this time, goodness knows, there is a good 
reason to do so.

I hope that no-one reading this has been affected by the 
horrendous weather.  Our thoughts – I am sure you will agree 
– are with those poor people who have been flooded, 
sometimes more than once.  Their lives have been wrecked.  
Let’s hope that measures are put in place to prevent the same 
thing happening again.  Finally,  in the last couple of days,  we 
have been given hope that spring is on the way.

We had a very successful evening at The Abbey Theatre,
St Albans, who donated a charity evening to us at the end of 
January.  The play, The Price by  Arthur Miller,  was amazing 
and very thought provoking.  We made almost £1000, which 
was way beyond our expectations – and is very welcome to 
replenish the coffers!

We held a planning meeting in January to decide what events 
– fundraising and otherwise – we shall hold this year.   I am 
listing them below so that you can see easily and clearly what 
will be happening and when:

1. AGM, 2 April.
2. Quiz Night, 9 May.
3. Meeting with speaker, 4 June.
4. Ladies lunch, 9 September.
5. A sponsored dog walk, 28 September.
6. Autumn Barn Dance, on 28 November.

For more details of all these events please see later.

Please come and join us if you are a carer or have been a 



carer.  We have very enjoyable coffee mornings at the Burston 
Garden Centre, St Albans.
It’s also a lovely place to spend some time looking around, and 
have lunch as well. Dates in this newsletter, but phone me if 
you would like to know more.

Our get togethers for people with MND, their carers and 
families have proved to be a great success.   We have all 
made new friends and can help and support each other.  There 
is always someone from the branch present and the 
opportunity to speak privately and in confidence if you would 
like to do so.  But mostly we enjoy each other’s company and 
have some fun.
Phone me 01923 778990 or Jenny Fellas on: 01582 621387.  
Further information in the newsletter.

Do please come to the AGM and hear Sue Plummer talk about 
the Watford Peace Hospice and the services they provide.  We 
look forward to welcoming you and meeting you if it is the first 
time you’ve been to one of our events.

Lesley Ralston 

FRONT COVER
Colin Moss has been living with MND for several years.
He creates his paintings at The Prospect Hospice near 
Swindon, where they have more than 20 of his paintings on 
display.
He says, 'I generally use Artisan or Reeves brands of water 
mixable oil paints onto canvas. These are specially formulated 
oil paints that have very similar properties to conventional oils, 
but brushes can be washed in soapy water and paint can be 
thinned to a certain extent using water too, although Artisan 
thinner is better.'



FUTURE EVENTS

NOTE***AGM***NOTE***AGM***NOTE***AGM***NOTE
BRANCH AGM, WEDNESDAY 2 APRIL 2014, 7.30pm
This will take place at the Noke Hotel, St Albans.
We are delighted that Sue Plummer, Chief Executive of the 
Peace Hospice in Watford, has kindly agreed to be our 
speaker.  The subject of her speech will be ‘The future of 
hospice day services in West Hertfordshire – Rehabilitation 
and Wellbeing’.

QUIZ EVENING, FRIDAY 9 MAY, 7.15 FOR 7.45
Following our very popular quiz evening last year, we are 
holding another in St Stephen’s Church Hall St Albans.
See the enclosed flyer for more details.

MEETING WITH SPEAKER, WEDNESDAY 4 JUNE
This has yet to be arranged, but will take place at the Noke 
Hotel.

COFFEE MORNINGS 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 23 April
Wednesday 25 June
Wednesday 27 August
Wednesday 22 October 



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, 
April 9,  May 7,  June 11,  July 9,  August 6, September 3, 
October 1, November 5, December 10.

LADIES LUNCH, TUESDAY 9 SEPTEMBER
This will be held in the charming Tudor Chenies Manor, Bucks.
This is a beautiful venue with an interesting manor house and 
a spectacular garden to visit at any time of the year.
Details to be announced later.

SPONSORED DOG WALK, SUNDAY 28 SEPTEMBER
This will take place in the National Trust, Ashridge Estate, in 
the Chiltern Hills. Join us even if you don't have a dog, or 
borrow one !  Details to be announced later.

BARN DANCE, FRIDAY 28 NOVEMBER
Come along for plenty of fun and exercise at St Stephen’s 
Church Hall in St Albans. Details to be announced later.

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

mailto:chris_jennyfellas@hotmail.com


SPRING CONFERENCES 2014

The MND Association says,
We are delighted to invite you to one of our Spring 
Conferences. Please take  this opportunity to learn more about 
MND, meet others affected by the disease and find out what’s 
new in MND care, research and campaigning.

Although our Spring Conferences 
are primarily aimed at those living 
with MND, their families and 
carers, everyone with an interest 
in MND is warmly welcomed to 
attend one of our five, carefully 
selected venues. For those who 
are unable to attend a conference 
in person, there will be an 
opportunity to watch the key 

sessions from one of the conferences online. This is an 
exciting development for the Association, and will enable even 
more people to hear about our vital work.
These are very much your events so please include details of 
any topics you would like to hear about on the registration 
form. There will of course be an opportunity for you to ask 
questions on the day.
There will also be time to meet other delegates, view a 
selection of exhibitors and maybe make some new friends.
The five carefully-selected venues offer the MND Association 
good value for money and provide full disabled access for 
delegates.
Whether you are looking to attend your first spring conference 
or these events have made a regular appearance in your 
calendar for many years, you will be guaranteed a very warm 
welcome.

29 March - Uckfield, East Sussex
East Sussex National Limited, Little Horsted



Uckfield, East Sussex, TN22 5ES
01825 880088

6 April - Newport, Wales
Celtic Manor Hotel, Coldra Woods, The Usk Valley
Newport, Gwent, NP18 1HQ
01633 413000

10 May - Manchester
Hilton Manchester Airport, Outwood Lane
Manchester Airport,Manchester
Cheshire, M90 4WP
01614 353000

11 May - Durham 
Radisson Blu Hotel Durham, Frankland Lane
Durham, County Durham, DH1 5TA
01913 727200

18 May - Kettering, Northants 
Kettering Park Hotel, Kettering Parkway, Kettering
Northamptonshire, NN15 6XT
01536 416666

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    

DONATIONS
We would like to thank everyone who donates to the 
branch, as we could not help people living with MND 
without your generosity. 

mailto:rollewisjenhay@gmail.com


'EARLY ACCESS' DRUGS SCHEME LAUNCHED
 
Severely ill patients and those with rare debilitating conditions 
could be given new medicines years before they are licensed, 
under new regulations.
The Early Access to Medicines scheme would enable a small 
number of promising medicines to be fast-tracked.
The idea is to help patients in England with severe illnesses 
who have no other treatment options. 
The Medicines and Healthcare Products Regulatory Agency 
(MHRA) will oversee the scheme, being launched in April.
Health Secretary Jeremy Hunt said: "What patients want is 
sometimes to try medicines that may not be clinically proven to 
be effective but are clinically safe. 
"We are streamlining the process so these medicines can be 
used much earlier - particularly if they have early promise - 
and that is something which will bring hope to a lot of patients."
The MHRA stressed that the early access scheme would in no 
way replace the system of bringing drugs to market via clinical 
trials, but that can typically take a decade of patient trials.
For unlicensed drugs to be used under the early access 
scheme, sufficient data from several years of clinical trials 
would be needed to show that it looks like a promising and 
innovative treatment. 
The MHRA will also carry out an assessment of the benefits 
and risks, which will be available for doctors and patients.
The MHRA said seriously ill patients - with conditions like 
cancer or muscular dystrophy - might be allowed access to a 
drug before it is licensed, and outside a clinical trial, where it 
could be shown there were no other treatment options. 
The MHRA has estimated that one or two medicines a year 
might qualify under the scheme, although some in the 
pharmaceutical industry think it could be higher.
Harpal Kumar, chief executive of Cancer Research UK, said: 
"Time is of the essence for many cancer patients, particularly 
those with more advanced disease. It can mean the difference 



between life and death. Therefore this scheme, which has at 
its heart the potential to bring promising new medicines to 
patients faster, is to be warmly welcomed." 
Department of Health officials said the scheme would benefit 
pharmaceutical companies by enabling them to gain 
experience of their medicines being used in the NHS. 
The Early Access to Medicines scheme will work alongside 
and not replace the current system of clinical trials. 
When the MHRA has enough data to reach an opinion that a 
new drug works, and is sufficiently safe, it can issue a 
promising innovative medicines (PIM) designation. 
This could occur years before a medicine gets licensed while 
large scale Phase III clinical trials are still continuing or while 
drugs are waiting for authorisation.
Before it could be prescribed there would need to be a 
scientific opinion from the MHRA describing the risks and 
benefits of the medicine, which would enable doctors and 
patients to make an informed decision about whether to use 
the drug.
This might enable companies to attract investment and help 
ensure new drugs are tested in the UK. 
But there was concern from industry that the scheme is 
currently unfunded by government, so companies will not be 
reimbursed for the cost of unlicensed drugs.
Steve Bates, of the BioIndustry Association,said: "Without 
centrally funded reimbursement, the scheme runs the risk of 
being underutilised." 
The plans have drawn criticism from the Faculty of Public 
Health (FPH) at the Royal College of Physicians. 
In its response to a consultation it said the scheme would not 
be of overall value to patients.
The FPH said the current licensing system had worked well, 
and patients with serious illnesses might be vulnerable to 
taking risks with medicines that had not been fully tested and 
which might shorten rather than prolong their lives. 



IN 50 YEARS WE'LL BE LIVING ON THE MOON
Putting the first man on the moon may have seemed like a 
giant leap at the time, but it will soon seem like a tiny step if  
Professor Stephen Hawking's plans for space exploration 
come to pass.

During Channel 4's Live from Space programme, broadcast on 
16 March, the renowned astrophysicist, who has been living 
with MND for over 50 years, said we will have settlements on 
the moon ‘within 50 years’, and believes there will be people 
living on Mars by 2100.

If we fail to colonise new planets, Professor Hawking believes 
the human race faces imminent extinction because there will 
be too many of us for the Earth to support.
He also believes we will have settlements on the moon 'within 
50 years', and said there will be people living on Mars by 2100.

The 72-year-old said: ‘Our planet is an old world, threatened 
with an ever-expanding population and finite resources. We 
must anticipate these threats and have a plan B. If our species 
is to survive the next hundred years, let alone a thousand, it is 
imperative we voyage out into the blackness of space to 
colonise new worlds across the cosmos.

If we follow this path, I have no doubt that this century will go 
down, in the history of humankind, as the true Space Age.'



BEWARE OF CARD SCAMMERS

While preparing this newsletter I got a phone call from a man 
saying he was from the new Credit Card Fraud Office at 
Scotland Yard, and that my card had just been fraudulently 
used at Argos. I would like to think that I would never give my 
details to anyone over the phone, but luckily I remembered 
that we had recently received the following from our local 
councillor. I didn't know how to get the caller caught by the 
police, so I just cut him off with a flea in his ear !

Even those who are aware of the risks can be caught out. One 
of our readers recently got a call, the caller sounded 
respectable, gave a name and  reported that her debit card 
had been hacked into on 2 occasions and money removed. 
She said that the card had never been out of her possession 
but was told that the machine she used must be contaminated. 
It all sounded very convincing. She was advised to ring her 
bank at once and give his name. She did so and was put 
through to the Serious Crime Dept. The name of the caller was 
confirmed and she was told to act immediately and type in her 
4 digit pin code, to get her card cancelled. She did so, but 
afterwards when she checked her card had not been cancelled 
and at that point common sense took over and she rang her 
own bank directly and got her card cancelled. The first call had 
not gone anywhere as the caller had just stayed on line and 
directed her to a scam number. He had the nerve to ring back 
later but put the phone down at once when told he had been 
reported to the police!

Jennifer Hay
~~~~~

I ordered a book online called “How to completely ignore your 
neighbours.”
Unfortunately I was out when it was delivered. 



HOW TO USE THE MND RESEARCH BLOG

The following article is from the MND Association.

The MND research blog aims to provide you with up-to-date 
information on the research development team’s activities as 
well as exciting news on MND research.
http://mndresearch.wordpress.com/how-to-use/

What is a blog?
The word ‘blog’ stands for ’web log’ and is effectively an online 
diary where someone can record their thoughts or comments 
on a particular story/event. The MND research blog is written 
by the research development team to provide you with updates 
and comments on recent MND research. 
You can get updates from this blog, or email alerts, to let you 
know when a new blog post has been posted. This is known 
as ‘subscribing’ to a blog and it enables you to view a blog post 
straight from your email. To subscribe enter your email 
address in the box ’Stay in Touch’ on the right hand side of the 
blog below. Once you have entered your email address click 
on the ‘Sign me up!’ button, which will then add your email 
address to our MND research blog mailing list.
You will receive an email asking you to confirm that you wish to 
subscribe to this blog. Once confirmed you will receive email 
alerts of new blog posts directly to your inbox.

Archives and Categories
You can view our blog articles using the ‘archive’ or 
‘categories’ drop down boxes on the right hand side of the 
blog. This can allow you to view all blog posts only on a 
particular theme (category) or during a particular time frame 
(archives).

Tag Cloud
Our ‘tag cloud’ on the left hand side of the blog contains a list 

http://mndresearch.wordpress.com/how-to-use/


of commonly used keywords. By clicking on a keyword (eg 
BioMOx) you can view all blog posts that mention that 
particular keyword.

Sharing
From the homepage you can view an individual blog post by 
clicking on the title. At the end of each blog post there is an 
option to rate or share the post by means of social media (eg 
Facebook and Twitter).
By clicking on the appropriate sharing option you can then 
share the blog post with your friends.

INTERNATIONAL SYMPOSIUM HIGHLIGHTS

Our 24th International Symposium in Milan, has been heralded 
the most successful to date – underlining the growing global 
interest in MND research and care. 

Over 950 people, from 34 countries, 
registered to hear the latest findings from 
leading scientific and clinical experts, 
delivered via a wide range of 
presentations, satellite meetings and 

discussion groups. 

A number of presentations from up and coming young 
researchers, several funded by the Association, displayed not 
only the scope of new research being carried out, but the 
strength of the ‘next generation’ of scientists and clinicians 
joining the MND field. 

Brian Dickie, the Association’s Director of Research 
Development said:

"The coming together of research and care professionals from 
around the world is crucial for sharing knowledge, skills and 
expertise. It is by working together that we can, as a global 
body, work towards improving the lives of those with MND."



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. 


