
Printed by the University of Hertfordshire

The MND association website is: www.mndassociation.org
The National Office New Helpline No: 0808 8026262

Motor Neurone Disease Association Registered Charity No. 294354

1
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March 2025

Hertford Castle is a Norman era castle built beside the River Lea in Hertford the county
town  of  Hertfordshire.    Most  of  the  internal  buildings  of  the  structure  have  been
demolished. The main surviving section is the Tudor gatehouse, which is a Grade 1 listed
building. Parts of the bailey walls on the east side of the castle also still stand, and are a
Grade II listed building. The grounds became a public garden. In the 1930’s, the north
wing was added to the gatehouse and, in the late 20th century, Lord Salisbury gave what
was left of the castle to the town.
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I am sure a lot of you are now aware Kent, our Chairman, has decided to step down from
his role. The committee send him and his family all the very best wishes, and thank him
for the four and a half years that he has led the branch.  He supported us all, along with
the many suffers of MND and their families, helping to raise awareness and much needed
funds, as well as attending meetings and projecting the branch to local organisations. We
hope to have a new Chairman in post soon.

2025 has started with lots of donations.   We have received £2,460.00  from Lauren
Petchell’s London Marathon fundraiser, good luck from all of us to Lauren for the
27th April and also to Molly Sykes who is running the Brighton Marathon on 6th April
and has so far raised £1,760.00 for the branch. Another big thank you to Stevenage CUI
who have held an annual fundraiser for as long as anyone can remember, this year they
raised £590.00 playing bowls and darts.   Kingshott School’s Christmas pantomime
raised £916.00 and Lindsey Lucas, our secretary, has bravely taken part in the Run 31
miles in January fundraiser and raised £370.00 for the branch. In the last 2 months we
have also received £855.00 in memoriam donations and £947.77 from Gift Aid.

As always we have been able to finance numerous funding requests over the last 2 months.
We have funded several Home and Garden Adaptations, 2 Hoists, a Riser Recliner Chair,
other Specialist Equipment, Holidays, Young People’s Grants and Wheelchair Accessible
Taxis to Branch Meetings and Medical Appointments, with plenty more in the pipeline.

On the basis of the last 2 months, I am looking forward to another successful year in 2025.

Heather

Well done to our Secretary Lindsey, who took on the challenge of running 31 miles in
January, Lindsey well exceeded  this  target  running 42 miles and  raising  the amazing
amount of £370.00.

This is always a well attended event enjoyed by all.
All walkers are welcome, including dog walkers and wheelchair users.
After the walk around the lake, participants often stay to enjoy a picnic - weather permitting!
There is a kiosk near the walk area that sells refreshments and ice creams.
For those who have joined us each year, we are hoping for better weather than last July!
More information to follow but please ‘save the date.’
Hetty
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-  A Message from the Chair  -

*  Finance Report  –  January and February 2025  *

- - -  Branch News - - -

On Saturday 5th July we will be holding our annual Walk to d’Feet
Event at Stanborough Lakes in Hatfield.



An inspirationasl fundraiser
In September, Mark O’Brien, who was diagnosed with MND in March 2022, broke his
second world record in just over a year. He said: “After completing my first world record
in 2023 for the furthest distance swum in open water unaided and non-stop by a person
with MND, it took a while to recover. Physically I can’t do the longer distances anymore,
so I wanted to try and achieve the fastest. I did the 50-metre freestyle record in London
and then flew to Dublin to break the 100-metre freestyle Guinness World Record.
“Although my time on this planet may be shorter than most, I will fight until my
very last breath.”

Molly Runs Brighton Marathon for Motor Neurone Disease Association
Molly’s dad was diagnosed with Motor Neurone Disease in 2022, Watching her dad lose
his independence as the disease progresses is heartbreaking, but through it all, he’s shown
incredible strength and resilience.
That’s why Molly has decided to run the Brighton Marathon. To raise funds for those
affected by MND and help families like hers access the vital equipment and care needed
to support loved ones through this journey.
The  first  £500  of  donations  received  will  go  to  the National Office  of  the  MND
Association. Monies raised above £500 will be split 50/50 between National Office and
the Hertfordshire Branch where it will be used to support those living with this terrible
disease in the county.

If you would like to support Molly her just giving page is:-
www.justgiving.com/page/molly-sykes-1722456568491
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*  Fundraising  *

*  What an incrediable achievement, thank you Mark, well done  *



Lauren runs the London Marathon for Motor Neurone Disease Association

Lauren Petchell, the daughter of one of our people living with MND, has an MND place
to run the London Marathon in April 2025.

After witnessing the devastating effects of MND on her father, she is looking to raise
money for both the Hertfordshire branch and the National Association too.

Lauren has already undertaken two major fundraising events to raise money for the MND
Association, the first being a sky dive in 2017 which raised over £4,700, and the second
being the Brighton Marathon in April 2024 which raised £3,600.

Following this, she was offered a charity place for the London Marathon but she knew
she couldn't rely on donations alone, so set herself to plan some fundraising events.

Her dad has sadly been living with the condition since 2015 and before he was diagnosed
was a keen golfer so a charity golf day made perfect sense as her first event.

With the help of her family, she ran the Golf Day on Friday October 25th at Stocks Golf
Club  and  hosted  64  golfers!  The  day  was  a  huge  success,  massively  down  to  the
generosity of a few people / companies she would like to thank:

Star Platforms and Richard Miller for their generous sponsorship.

Stocks Golf Club for allowing the use the course and discounting their green fees.

The Old Town Golf Shop in Hemel for giving a discount on all competition prizes.

The Golf Clubs who donated an auction prize which made £1,725 on the day!
All the golfers for supporting the event.

In total the day raised a staggering £5,771 which is amazing and is going towards her
Just Giving page at the following link:
www.justgiving.com/page/lauren-petchell-1720549287058

You're incredible Lauren!
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*  Fundraising  *



*  Fundraising  *
Grant and Tom’s Wall walk for MNDA- supporting the Hertfordshire Branch
Grant our committee member and his friend Tom are aiming to walk Hadrian’s Wall from
West to East in six days.  Neither of them have done an end to end classic walk before so
looking  forward  to  it,  however  with  some  trepidation! April  weather  could  play  a
significant role too of course.

Jan’s fundraiser for MNDA
Jan Rhys-Williams is doing a Skydive, in the hope of raising much needed funds to tackle
this disease, at the age of 74 this is quite an undertaking but Jan is determined to help
however she can and would really appreciate your support.
Jan is a close friend of Rick one of our members and his wife Penny.  Also for her
friend's son and her daughter's father-in-law who both passed away after battling MND.
Good luck Jan.  If you would like to support Jan please go to:-
www.justgiving.com/page/janrhyswilliams

*  Useful Addresses and Contact Numbers  *
Adult Care Services (Social Services) - 0300 -1234042.
Hertfordshire Wheelchair Service - AJM Healthcare - 0808 1753040.
MNDA Care Centres
Cambridge University Hospital and Arthur Rank Hospice - 01223 216631.
London - Kings College Hospital - 0207 8485192.
Royal London Hospital - 020 35741883.
National Hospital for Neurological and Neurosurgery - 0203 4483517.
St Georges Hospital - nervemuscle@stgeorges.nhs.uk
MNDA Benefit Advisors - 0808 801062
Claiming benefits may appear daunting and difficult but can make a significant difference
to your financial position. The MND Association benefits advice service provides advice
by phone and email in England, Wales and Northern Ireland, it also provides advice via
web chat in England and Wales.  Qualified advisers will help you identify the benefits
you may be able to claim and work out the best way of claiming them.
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If you would like to
support Grant and Tom

please go to -

www.justgiving.com/page/
hadrian-herts-mnda

mailto:nervemuscle@stgeorges.nhs.uk
mailto:nervemuscle@stgeorges.nhs.uk


* Useful Addresses and Contact Numbers *

They  can  also  deal  with  complex  benefits  issues  on  your  behalf  and  appeal  against
decisions. Depending upon where you live and your circumstances they may be able to
arrange a home visit to help with the completion of forms.
MNDA Communication Aids and Voice Banking Equipment
Loan of a limited range of communication aids where these are not readily available
from statutory services, also the loan of equipment to enable people to complete voice
banking.  Referrals for the loan of communication aids are needed from the speech and
language therapist or other relevant health or social care professional.
MNDA Social Media Online Forum - A place for people affected by MND to share
experience and support each other - https://forummndassociation.org
MND Matters - With more than 30 episodes available the Associations MND Matters
podcast offers a wealth of information and insight from experts and members of the MND
community.
Herts Help - 0300 1234044 - An information and advice service which links a network
of community organisations across Hertfordshire.
Carers in Herts - 01992 586696 - A charity set up in Hertfordshire to support and advice
unpaid carers.
Isabel Hospice Welwyn Garden City - 01707 382500.
Garden House Hospice Letchworth - 01462 679540 – Providing free palliative care and
support - Frailty service - Compassionate Neighbours - Inpatient unit - Rehabilitation and
wellbeing - Care home support - Wellbeing hub - Family support service.
Danesbury Neurological Centre Welwyn - 01438 840514 - Providing community based
homecare service - Neurological Navigator - Anita Hyde Smith.
West Herts Neuro centre Harpenden Memorial Hospital - Kirstie Allen - Neurological
Navigator for Rare and Progressive Conditions. kirstie.allen@mndasociation.org
The Cavendish Spencer Trust - CS Disabled Holidays gives grants to people who are
severely physically disabled with neurological or neuromuscular illness, enabling them
to enjoy life-changing holidays of their choosing.
info@csdisabledholidays.co.uk

November 2024 - The National Institute for Health and Care Excellence (NICE), who
decide which treatments become available on the NHS, has announced that they have
changed their decision and will now appraise Tofersen through the Highly Specialised
Technologies (HST) route. Previously, NICE had decided to use the Single Technology
Appraisal (STA) route to assess the drug, which meant that it was highly unlikely that
Tofersen would become accessible to people with SOD1-MND through the NHS.
This change means that Tofersen will now get a fair assessment to decide if it will be
accessible through the NHS.
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- -  Tofersen update  - -
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Future Meetings & Events
for Your Diary

Branch Meeting - Monday 31st March - Held at the Three Horseshoes, Hooks Cross,
Watton at Stone. SG14 3RY - 11am

Branch Meeting – Monday 28th April - Held at the Three Horseshoes, Hooks Cross,
Watton at Stone. SG14 3RY - 11am

Branch Meeting - Monday 2nd June - last Monday is May Bank Holiday
- Held at the Three Horseshoes, Hooks Cross, Watton at Stone. SG14 3RY - 11am

For more information contact - Chris Carter - christine.carter@mndassociation.org

ANNUAL WALK TO d’feet - 6th July Stanborough Lakes

Get Togethers - Box Moor Trust Centre, London Road, Hemel Hempstead HP1 2RE
For those living with MND their family and carers - First Wednesday of each month
- 2pm  - 2nd April - 7th May - 4th June - 2nd July - 6th August - 3rd September
- 1st October - 5th November - 3rd December

For more information contact - Lesley Ralston - leshenhouse@gmail.com

Daytime Group - Zoom - 3rd Tuesday of every month - 11am to 12.30pm
- 18th March - 15th April - 20th May - 17th June - 15th July - 19th August
- 16th September - 21st October - 18th November - 16th December

For more information contact - Dawn.Pond@mndassociation.org

South East Carers Coffee & Chat - Zoom - Carers only - First Tuesday of each
month - 11am - 1st April - 6th May - 3rd June - 1st July - 5th August - 2nd September
– 7th October - 4th November - 2nd December

For more information contact - lisa.burnard@mndassociation.org

Evening Carers Group - Zoom - Carers only - Last Wednesday of each month-
6.30pm - 26th March - 30th April - 28th May - 25th June - 30th July - 27th August -
24th September - 29th October - 26th November

For more information contact - charlotte.stanford-gibbs@mndassociation.org
or  abigall.igbokwe@mndassociation.org

* *  ZOOM's  * *

mailto:christine.carter@mndassociation.org
mailto:christine.carter@mndassociation.org
mailto:charlotte.stanford-gibbs@mndassociation.org
mailto:charlotte.stanford-gibbs@mndassociation.org


- -   BRANCH CONTACTS   - -
  Christine Carter  North and East Herts Area

christine.carter@mndassociation.org Tel:01462 338450
  Hetty Smith    South Herts Area

hetty.smith@mndassociation.org Tel:01462 630195

~  BRANCH MANAGEMENT COMMITTEE  ~  2025  OFFICERS  ~

8 3/2025

Contact Details

 CHAIRMAN:

TREASURER: Heather Hurley    8 The Dale Letchworth Garden City, Herts. SG6 3SG
heather.hurley@mndassociation.org Tel: 07867757268

 SECRETARY: Lindsey Lucas   4 Woolston Avenue Letchworth Herts.  SG6 2ED
lindsey.lucas@mndassociation.org Tel: 07905157764

Editors : Derek Dunn & Christine Carter
Newsletter Booklet Coordinated by Alan J Lockett

   Our MND Connect Helpline offers advice, practical and
   Emotional support and directing to other services and agencies.
   Monday-Friday 10.00am - 4.00pm

- - -  COMMUNITY SUPPORT COORDINATOR (CSC)  - - -
CHLOE RICH

chloe.rich@mndassociatio.org
01604 800659

- -  RELATIONSHIP FUNDRAISER  - -
ROGER WIDDECOMBE

roger.widdecombe@mndassociation.org

*  *  THE MND HELPLINE – Tel 0808 8026262                                 *  *
mndconnect@mndassociation.org

WEBSITE FACEBOOK
www.facebook.com/mndahertfordshire/MNDA Hertfordshire Branch

New Chairman to be appointed.
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