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                             FEBRUARY 2021 
 
CHAIR’S MESSAGE 

 
First and foremost, we all hope you have a better new year – last year was certainly a challenge for all 
but we hope this year will be a better one. Despite all the restrictions, the work of the branch 
continues and we have had some significant successes with fundraising, meeting with MP’s to raise 
awareness and grant applications. 
 
We are now planning our Annual General Meeting which will be held on 7th April via Zoom.  We are 
delighted that Brian Dickie, Director of Research Development and members of the Policy & 
Campaign team will be joining us so put the date in your diary. Invitations will be sent out soon - don’t 
miss out on hearing what our guest speakers will be telling us about research and campaigning: two 
areas where a lot of positive work is beeing done. 

Will you step forward for people affected by MND? 

 Join our step challenge and pledge to clock up 300,000 steps 
over 30 days. A great way to keep fit and raise vital funds for 
people with MND. Don’t forget to put the South Herts branch in 
the relevant box so that funds raised come to the branch to 
support  local people. 

sign up here 

Voice banking really can make a difference! 

Did you know that if you have a diagnosis or suspected diagnosis of MND you can bank your voice at 
no cost?  

Voice banking is a process that allows a person to 
record a set list of phrases (50 if using Acapela 
service) with their own voice, while they still have the 
ability to do so. This recording is then converted to 
create a personal synthetic voice.  

If you have MND, this can offer reassurance, as should 
you not be able to use your voice in the future, a 
speech and language therapist can assist you so you 
can use the synthetic voice in speech- generating 
communication devices to say words and sentences.  Though it won’t be a perfect replica of your 
natural speech, it will bear some resemblance.  There is also an opportunity to bank 
messages/phrases in your own natural voice too. What do you need? You will need a device such as 
a laptop or IPAD and the internet.  Ideally, a headset with a mic can improve the quality though not 
essential.   

If you want to bank your voice speak to your speech and language therapist or you can sign up here 
https://mov.acapela-group.com/ and start recording! 



 

 

Do ensure you are registered with the Association and choose ‘MND Association’ in the option for 
organisations funding this.  Need any more guidance? Email 
communicationaids@mndassociation.org or click on the link below. 

https://www.mndassociation.org/support-and-information/our-services/communication-aids-service/ 

Invite your MP to attend the next APPG on MND 

On 25 February, an important meeting in Parliament will focus on 
recent progress in MND research and the support and investment 
that is needed from the UK Government. MPs and Peers will hear 
from Professor Chris McDermott who will discuss the gene 
therapy clinical trials in Sheffield which offer real hope to people 
with a genetic form of MND. Over 1,100 supporters have urged 
their MPs to attend. Help us reach 2,000 by inviting yours now.  For 
more information please click on the link below. 

 

 

Read more >>  

 

 

  

 

FUNDRAISING 
 
JJK FITNESS – KINGS LANGLEY 

 
The ‘Beat the Coach’ Virtual Marathon held by JJK fitness on 19th December was 
a huge success.  We were completely overwhelmed by the amount raised - 
£12,000 for our branch.   Over 150 members and non-members took part in 
teams totalling a marathon distance some on the track and some on the streets - 
but no team managed to complete the marathon quicker than Joe who completed 
it in 2 hours and 59 minutes - so he still remains undefeated. 
 

David and his wife Kim joined Joe at the track for  support and even 
David took to the track with walking poles and his wheelchair to 
complete his team’s distance. 

David said: "JJK’s Beat the Coach 2.0 was an incredibly successful 
Team effort which exceeded our wildest dreams regarding the money 
raised for MNDA South Herts Branch.” 

The South Herts branch are thrilled to have received this wonderful 
contribution from JJK Fitness members which will help maintain the 
support given to people living with motor neurone disease in our area 

particularly during these very difficult times when fundraising is so difficult.  Thank you to David & Kim 
Davies and the inspirational Joe Kelly from JJK Fitness. 
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WINTER APPEAL - Thank you to all those who have contributed to our winter appeal.  If you have 
not yet made a donation, you can still do so by either: 
 

1.  Send cheque to Hetty Smith, 7 Farthing Drive, Letchworth, Herts., SG6 2TR 
2.   Donate through our website at the following web address.  Please indicate that your donation 

is for our Winter Appeal so we can identify it.           
www.mndasouthherts.org 

 
Have you been inspired to fundraise? 

Kevin Sinfield completed seven marathons in seven days to show his support for his friend and former 
teammate, Rob Burrow.  Now he’s handing the baton over to you. Choose your distance and 
complete seven runs (or walks) over seven consecutive days. You could run a mile every day, 77 
miles over 7 days or 7k a day – it’s your challenge, your choice. Join the team to raise money and 
you’ll not only help to support families living with motor neurone disease, like Rob’s, but will also fund 
vital research in the search for a cure for MND.  If you’d like to get involved, click the following link and 
please do mention if you would like the South Herts Branch to receive the funds you raise and help us 
to help local people with or affected by MND. If you do not specify our branch, the funds will all go to 
National Office. 

https://www.mndassociation.org/get-involved/fundraising/fundraising-events/7in7/register/ 

RESEARCH NEWS 

New discovery in MND research 
 

You may have seen a prominent news story recently indicating promising 
results from a study in Edinburgh by Dr Arpan Mehta who the MND Association 
has jointly funded. We’re aware that you or the people living with and affected 
by MND who you support may have questions about this study. 
Whilst the indications from this study are good news, we would like to reiterate 
that this work is at a  very early stage of development and the study is not 
currently at a clinical trial stage to test potential treatments. 
 
Researchers are now conducting further laboratory studies including screening 
of potential compounds, which, if successful, could be recommended for a 
clinical trial platform and while we hope this will happen as soon as possible, 

this is a process that could take years. You can read our blog on the journey of a drug - what it takes to be 
approved. 
We have also published a blog where you can read more about the science underpinning this study 
Anyone interested in opportunities to take part in research should first discuss this with their neurologist, we have 
several research opportunities advertised on our website. 
 
GET TOGETHERS – Wednesdays at 2.00pm on Zoom 
 
We are delighted that so many members continue to join our monthly Get Togethers which will 
continue on Zoom until the Government says face to face meetings can take place again.  
PLEASE NOTE – we have changed the date of the April meeting to 14th April (original date was 7th 
April which clashes with our AGM.) All PwMND and their families, carers are very welcome to join 
us.  Dates for the rest of 2021 are: 
 
 3rd March,  14th April, 5th May, 2nd June, 7th July, 4th August, 1st September, 6th October,   
 3rd November, 1st December 



 

 

 
CARER MEETIGS – Tuesdays at 2.00pm on Zoom 

 
 
The Carer Meetings that were set up by our Area Support Coordinator a few 
months ago continue to be very successful and will continue in 2021 on the 
dates below. 
9th March, 13th April, 11th May, 8th June, 13th July, 10th August, 14th 
September, 12th October, 9th November, 14th December 

 

 

	Sign up to AmazonSmile and you can support the MND Association as you 
shop, at no extra cost to yourself.  By signing up to shop via AmazonSmile, 
you’ll still be able to enjoy the same range of products and prices just like 
you can with a regular Amazon account. However, by selecting the 
Association as your chosen charity, 0.5 percent of the price of every eligible 
product that you buy will be donated to the MND Association’s Head Office 
in Northampton, funding vital work in research and campaigning as well as 
contributing when necessary for equipment etc;   To date Amazon UK has 
donated a total of almost £12,000 to the MND Association – that’s £2000 
more in the 6 weeks since my last newsletter.   

 

 

IF YOU WOULD LIKE TO DONATE TO THE BRANCH –  
Please do so in one of the following ways: 
Send cheques payable to MNDA South Herts Branch, to: 
Ms Hetty Smith, 7 Farthing Drive, Letchworth Garden City, Herts., SG6 2TR 
Donate online via our website at:      http://www.mndasouthherts.org 
Or email me at:  mndassoc.southherts@gmail.com  and I will provide you with the branch account 
details. 
BRANCH CONTACT DETAILS 
 
NAME ROLE EMAIL PHONE 
Hetty Smith Chair & Treasurer mndassoc.southherts@gmail.com 01462 630195 
Lesley Ralston AV and branch 

contact for PwMND  
leshenhouse@gmail.com 01923 778990 

Carmen 
Brown 

Area Support 
Coordinator 

carmen.brown@mndassociation.org 
 

01604 800659 

   
THE MND SOUTH HERTS WEBSITE http://www.mndasouthherts.org 
SOUTH HERTS TWITTER ACCOUNT     Username:  @SouthHertsMNDA                                           
THE MND CONNECT HELPLINE 
 
MND Connect Helpline offers advice, practical and emotional support and is able to direct people 
living with MND and their families/carers to many other services and agencies.  
Tel. 0808 8026262.     Email Address:  mndconnect@mndassociation.org 
Office hours are:  Monday - Friday 9.00 a.m. to 5.00pm. and 7.00 p.m. - 10.30 p.m 


