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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 AUGUST 2014

Us Brits are so boringly interested in the weather, but isn’t it 
hot and humid.  If anyone with MND and/or their carer would 
like an electric fan to make life more bearable (I know I really 
appreciate mine) please let me know and we will happily fund 
one for you.  Please ring me on 01923 778990 and let me 
know as soon as possible.

You may have noticed that this newsletter is later than usual.  
Apologies – due to unforeseen circumstances.

We have a few events (and others in the planning stage at the 
moment) to invite you to.  Please do come if you can, and 
don’t be shy if you have transport problems – we can help you 
with that by providing transport there and to return home 
afterwards.

We’ve decided to stop our coffee mornings for carers and ex 
carers for the time being.  This is because for the last few 
dates we have had no attendees.  However, if only one person
were to come, we would be prepared to resume.  Please get in
touch if you would like to come.

On 3rd September we are having the next get together for 
people with MND, their carers and families.  These are held at 
The Box Moor Trust Centre (see under Future Events for more
details). It is 2-4pm and we hope that our new Co-ordinator for 
Rare and Rapidly progressive neurological diseases will be 
able to attend, if not every occasion, but as many as she can.  
She is Sarah Wright and she came to the last occasion.   She 
is there to give help and advice to anyone who needs it, in 
privacy and confidentiality.  If you would like to come, or get 
more information please get in touch with me (number above) 
or Jenny Fellas, who is one of our Association Visitors, 01582 
621387. 



These get togethers are a great opportunity to meet and chat 
to other people in the same situation – carers and people with 
MND.  We can help and support each other and we have 
already got some regulars. It’s very friendly and informal and 
we provide refreshments.

On 9th September we are holding a ‘ladies lunch’ – sorry not 
you gents.  There is a leaflet enclosed with all the information. 
It is a really beautiful venue and there is lots to do and see at 
Chenies Manor (near Rickmansworth), as well as supporting 
the South Herts Branch in this fund raising venture, where we 
shall have a lovely buffet lunch.

We are having an afternoon on, Wednesday 24th September, 
when, as well as being a social occasion, with refreshments, 
we will have an interesting speaker. The speaker is Alison 
Murdoch (who is also our treasurer). The subject will be: An 
Insight into a City of London Livery Company.  The venue will 
be the Noke Thistle Hotel, Watford Road, St Albans AL2 3DS –
many of you will know The Noke as the hotel is our regular 
meeting place and we are grateful to them for being so 
hospitable, generous and professional.  

On 28th September we will be having a charity walk at 
Aldenham Country Park near Elstree.   It will start at 11.30am 
sharp from The Fishery Inn where it will also finish.  
Please see the enclosed flier.  We suggest a minimum  
contribution of £5 per adult, if you would like to come on the 
walk, and any money will, of course, go towards helping 
people with MND in South Hertfordshire.  You will see that 
dogs are welcome but must be strictly on leads. 

This year’s Annual Conference and Annual General Meeting of
the Motor Neurone Disease Association will be held on 
Saturday 13th September at the Radisson Blue Hotel, East 



Midlands Airport.  You should have received an invitation in 
your Summer 2014 Thumb Print.  If you need any help, please 
get in touch with MND Connect on 08457 626262.

There was also a MNDA Christmas catalogue in Thumb Print.  
If you wish to order Christmas cards please would you do so 
through our branch, as we are able to claim back a percentage
of sales for the branch.

There is also a leaflet – GP Action Guide -  with Thumbprint.  
Please take this to your doctor or health centre.  The MNDA 
realize that a GP may only see 1 or 2 cases of MND (if that) in 
their career.  This often means that diagnosis is delayed. It is 
important to improve this and the leaflet gives the GP 
information, hopefully prompting a quicker diagnosis, if 
someone presents with those symptoms which are clearly 
shown in the guide. It is hoped that people with MND will get 
the right care and support as quickly as possible. If you would 
like any more of these leaflets, please contact MND Connect 
(number above). My surgery requested one for each doctor so 
I had to take 12 of the leaflets!

Finally, we have unexpectedly been given another charity 
performance by The Abbey Theatre in St Albans – always an 
enjoyable and lovely evening.  This time the date is Thursday 
15th January 2015 and the play is Therese Raquin.  It is based 
on the novel by Emile Zola, and is a gripping emotional drama.
I will expand on this explanation in the next newsletter – but 
please put the date in your diary.

Until next time, have a good summer.
Lesley Ralston 



FUTURE EVENTS

COFFEE MORNINGS for carers and past carers
Due to a lack of attendees, we have stopped running these.
Please get in touch if you would like them to continue, or can 
suggest a different venue.

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, 
September 3,  October 1, November 5,  December 10.

***STOP PRESS***STOP PRESS***STOP PRESS***
SATURDAY 6 SEPTEMBER, ST ALBANS BAND AID
We have just heard about this event which will take place 
outside Ladbrokes betting office, Forester House, St Peters 
Street, St Albans from 10am to 6pm. 
This event has been running since 2009, to raise funds 
for the Grove House Hospice. Each year half of the 
money raised goes to another local charity. 
This year we have been chosen to benefit.
There will be 9 bands playing throughout the day.
Please come along to enjoy this free event, and make 
a donation to support two worthy causes.
If you could spare an hour or two to help us 
collect, please contact any member of the 
committee.

mailto:chris_jennyfellas@hotmail.com


LADIES LUNCH, TUESDAY 9 SEPTEMBER
This will be held in the tea room at charming Tudor manor 
house, Chenies Manor, Bucks.  This is a beautiful venue with a
spectacular garden to visit throughout the year. 
See enclosed flier for details.

TALK AND TEA, WEDNESDAY 24 SEPTEMBER, 2pm
The speaker is Alison Murdoch (who is also our treasurer).  
The subject will be: An Insight into a City of London Livery 
Company.  The venue will be the Noke Thistle Hotel, and tea, 
coffee and cakes will be provided.

FAMILY WALK, SUNDAY 28 SEPTEMBER
CHANGE OF VENUE - This will now take place in the 
Aldenham Country Park, Elstree at 11.30am.
See enclosed flier for details.

FUNDRAISING - Future collections in 2014 
Welwyn Garden City, Saturday November 22

St Albans collection held on 24 May
£304.60 was collected in St Albans. Thanks to our collectors 
and donators alike.
Colin Gulliver

Harpenden collection held on 5 July
£309.74 was raised on a showery and quiet day in Harpenden.
There was a lot of sport on television that day, so we are very 
grateful to those people who popped out and donated.
Colin Gulliver



DONATIONS

Golf Day raises funds
“Wyder Cup” Fund Raiser for MND
Carden Park in Cheshire was the venue for a recent golfing 
event attended by Terry Bowles (an MND Patient) where £900 
was raised for MND. All the money came from donations from 
players participating in the event. 
This bi-annual golf match was held over 3 days in May and is 
an exact replica of the real Ryder Cup competition in numbers 
of players and the format played. 
Terry was playing Captain for Team US which on this occasion,
lost to Team Europe (a team mostly made up from Lloyds 
Bank personnel) on the very last hole of the very last singles 
match. It couldn’t have been closer! 
The proceeds from the event were split between local and 
national MND charities.
Terry Bowles 



Rock Choirs raise funds for our branch

 In the week of 7th July, the Welwyn Garden City and Hemel 
Hempstead Rock Choirs staged a family and friends PIMM'S 
night for their end-of-term rehearsals, with funds collected 
dedicated to the MNDA South Herts branch. Rock Choir, the 
first amateur contemporary choir in the UK, was founded in 
Farnham (near Guildford), and now has more than 17,000 
members, in over 240 choirs nationwide. Singing Rock Choir 
versions of pop, rock, Motown and chart songs, Welwyn choir 
member, Kait Ayres (who lost her Dad to MND in 2000), says 
rehearsals are always uplifting and the highlight of each week. 
Quick to nominate our local branch as charity of choice for the 
PIMM'S parties, she said this final week was no exception – in 
fact, extra special – with around 300 choir members led by 
Rock Choir leader, Pippa Gearing, singing and drinking 
exuberantly for such a worthwhile cause. Between them, the 
two choirs raised £579.74 for MNDA South Herts! 



A SENSE OF BELONGING AND SUPPORT
When Glenn Phillips came up with the idea of setting up a 
meeting for people with MND, he was determined to offer them
a voice and a place where they could offer each other comfort,
support and encouragement.
After being diagnosed with MND himself in August 2011, both 
Glenn, 48, and his mother, Doriel, joined the Association. 
Doriel, from Bournemouth, became secretary of her local 
branch and, during visits, Glenn would attend the get-togethers
there, held specifically for people with MND.
Glenn, who lives in Bushey, Hertfordshire, said: “I attended the
get-togethers on two occasions and I met some lovely people, 
who, like me, were coping with MND. 
“Afterwards, I spoke to my Association Visitor, Jenny Fellas, 
about the need for something similar in my area. Jenny agreed
to approach the South Herts Branch of the Association to put 
forward the idea.” A sub-committee was formed and plans 
began to take shape regarding the format, venues, timings and
frequency of the meetings and publicity. 
Glenn also pushed for the branch to use social media more 
widely and produced flyers which were sent to people with 
MND known to the Association. 
Glenn said: “People on the subcommittee volunteered to try 
and source some venues and found a very suitable place in 
the Boxmoor Trust Centre In Hemel Hempstead. “I personally 
visited the site to check suitability with my wheelchair and 
walking stick. It is crucial that people with MND visit facilities 
like this if they are setting up a new group, as with all the will in
the world, people without MND cannot experience the 
difficulties of an unsuitable venue. My voice is deteriorating. In 
time there will be more I can’t do than can do, but I am still 
determined to communicate and spread awareness – that is 
what I can do”. 
The first meeting of the group was held in December 2013 and
provides a meeting place for people with MND and their 
carers. Glenn said: “The group has now grown, and at the last 



meeting there were six of us. It was a very vibrant get together 
and I feel relieved that we now have this mutual support, 
having overcome the obstacles to get the group started. The 
format is deliberately open, as I am keen that those who attend
will shape and evolve its structure for the future. At the 
moment we are just enjoying being together, sitting chatting, 
sharing experiences and helping each other. These meetings 
have given us a great lift and sense of belonging and support. 
Helpful advice on practical issues is shared among us. One 
member of the group shared her thanks, as she told us that 
she was so glad that she came to the first group meeting, as 
she now realises that she is no longer alone, battling with this 
devastating disease. Everybody is really looking forward to our
next monthly get-together.”
Volunteering Development Co-ordinator Susanne Curtis said 
Glenn’s involvement has been ‘invaluable’. She said: “We are 
very grateful to Glenn for his input and ideas, as hearing 
suggestions and what someone living with MND wants has 
helped the branch to get it right from the beginning. Taking 
time to identify needs, source venues, decide on format and 
arrange invites will help ensure a successful and sustainable 
support structure.”
This article first appeared in the Spring 2014 Thumbprint.

MND CONNECT – MORE THAN JUST A HELPLINE

The MND
Connect
Helpline is the
‘frontline’ of
the MND
Association.
They take and
answer calls
and emails

https://mndresearch.files.wordpress.com/2014/06/mnd-connect.jpg


from anyone living with or affected by MND – so that’s people 
living with the disease, carers, family members and friends, 
GPs, Nurses, Occupational Therapists, Speech and Language 
Therapists – absolutely anyone!

Last year, they answered around 8,000 calls and emails on a 
huge range of topics. Connect is a small team, but they have a
huge range of knowledge and experience. Crucially, if they 
don’t know the answer to a query, they will almost certainly 
know someone who will. They can provide information and 
signposting which will help people navigate the benefits 
system, help people get the support that they need and help 
them get the assistive technology which can enable people to 
maintain their independence for as long as possible.

Connect also provide emotional support to anyone affected by 
the condition – sometimes people just want to talk and be 
listened to. They want to talk about their fears, hopes and 
triumphs but may not have anybody in their immediate circle 
that they feel comfortable having these conversations with.

A link with the Research Development team

People often ask the Connect team questions about the 
genetics of MND or for in-depth information on proven or 
unproven treatments for the condition and in these instances, 
the team will liaise closely with our Research Development 
team to ensure that the information given is accurate and up-
to-date. The team also receives regular updates from the 
Research Development team as part of their on-going learning
about MND.

Scott Maloney, MND Connect Team Leader



PATIENT EXPERIENCE SURVEY LAUNCHED

The Neurological Alliance is the collective voice of more than 
80 neurological charities and patient groups in England.

We have launched our neurological patient experiences survey
which is the first of its kind for the neurological community. 

It aims to collect vital information about the experiences of 
care received by people affected by neurological conditions 
and help us to understand how much progress has been made
in improving neurological services.

The survey is open until Monday 15 September 2014 and we 
welcome responses from anyone with a neurological condition 
living in England.

We will be using the survey findings to feed into a report later 
this year. The report will set out a comprehensive picture of 
what is happening in relation to neurological services and 
make recommendations about how care can be improved.

This is without doubt a timely and exciting opportunity for the 
neurological community.

We need your feedback to be able to make the strongest case 
to decision makers about how services need to change. We 
really value your support and look forward to sharing our 
findings with you over the coming months.

Please go to the following website to complete the survey.

www.neural.org.uk/updates/239-survey

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
http://www.neural.org.uk/updates/239-survey




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. 
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