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MND Connect is the National Office 
Helpline. Please get in touch if you need 
any assistance or have any questions.

Hello, my name is Molly, 
and recently I did a 24 hour 
sponsored silence to raise money 
for the MND Association, as part 
of the ‘Silence Speaks’ campaign. 
I first heard of it at an MND quiz  

  night, which my Auntie invited me to.  

My Auntie Helen was diagnosed with MND six years 
ago, and since then I’ve wanted to do everything 
I could to support her. I set up a JustGiving page, 
through the Association, so people would be able
to donate without me dealing with money. 

I wanted to do the sponsored silence during school so 
it would be more challenging, especially for me! I got 
permission from my school about doing the silence 
and how I might take part in classes. Throughout the 
school day I communicated via a whiteboard that 
I borrowed from a teacher. I had a friend to explain 
and be my voice, so I didn’t have to keep writing the 
same messages. I also wore a sign around my neck, 
explaining the importance of helping patients with 
MND. I spent my break times selling wristbands, and 
raised over £40 from it. During the rest of the day, 
I used pen and paper to communicate. The most 
frustrating things were being unable to chat to friends 
and people looking over my shoulder to read what  

 
 
 
 
 
 
 
 
 
 
 
 
I was writing. I didn’t realise it would be so difficult, 
but I got through it and it was worth it, raising £1000 
in total. I hope one day the world will be free from 
MND.
 
My school nominated me for a Jack Petchey 
Achievement Award, which was approved. My 
headteacher congratulated me at the end-of-year 
school assembly. I will collect the award from the local 
Mayor at an awards event. This year, I am hoping 
to get a place on a University College London course 
for Year 8 pupils who want to study science. 
It’s my favourite subject. I went on a taster day last 
year and became interested in neuroscience.

Molly, aged 12

0808 802 6262

Future Events continued...
 
Dates for 2017 are 4 January, 1 February, 
1 March, 12 April (a week later than normal), 
3 May, 7 June, 5 July, 2 August, 6 September, 
4 October, 1 November, 6 December.

f Christmas Party f 

Wednesday 7 December, 7.30pm  
Please come and join us at the Mercure St 
Albans Noke Hotel, Watford Road, AL2 3DS. 
See enclosed flier for details.

BRANCH AGM 

Wednesday 5 April, 7.30pm
Please come and join us at the Mercure St 
Albans Noke Hotel, Watford Road, AL2 3DS, 
for our AGM. Put the date in your diary. 
The speaker will be announced in the next 
newsletter.

ABBEY THEATRE, ST ALBANS 

Thursday 20 April 2017, 8pm
We have been given another charity 
performance at The Abbey theatre.
It will be Arthur Miller’s The Ride Down 
Mount Morgan. More information, and how 
to get tickets will be in the next newsletter. 

QUIZ NIGHT

Our popular Quiz Evening will take place 
in October next year.
Watch this space for further details.

Future Events
GET TOGETHERS
FOR PEOPLE LIVING WITH MND

These are informal gatherings in a place 
where people living with MND and their 
carers and families 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, November 2, November 30 

(Note: instead of meeting in December).

THANKS TO THE NOKE
We would like to thank the Mercure St Albans Noke 
Hotel who allow us to use their hotel for our meetings.

Contact the South Herts Branch
Lesley Ralston, Chair  01923 778 990  
               www.mndasouthherts.org 
               info@mndasouthherts.org 
               facebook.com/mndasouthherts

SILENCE 
SPEAKS

In the last newsletter we told you about a Northern 
Soul all day event, in Bushey, which raised funds for 
our branch. Two of the organisers, Joanne Dempsey 
and Jacci Elson came along to the Ladies Lunch 
and presented us with a cheque for £1400. 
We are very grateful to them, and eagerly looking 
forward to next year’s event. 

Northern Soul
raises funds 



On 13th September we held our third annual lunch 
and the theme this year was Chapeaux for Charity.  We 
were blessed with a very hot and sunny day and were 
able to have drinks in the garden as everyone arrived.  
This made the day special, as we are overlooked by 
our venue, the beautiful  manor house, Chenies Manor 
- a Tudor manor house which is quite beautiful.  The 
gardens are spectacular and full of seasonal fl owers 
all through the year.  We admired the wonderful hats 
which were worn. Amanda Clements provided a lovely 
buff et lunch and we enjoyed a leisurely time chatting 
- as ladies do!  After lunch everyone wandered around 
the gardens which are open during the year to the 
public - go to www.cheniesmanorhouse.co.uk
for more information.

Our third annual Ladies Lunch was a trememndous 
success and we are very greatful to all the attendees.
We are looking forward to next year already!

We now seem to have a core of regulars who come 
each year and it is lovely to see everyone again. Some 
of the hats were amazing – I hope you enjoy looking 
at the photos.

Thank you to Mr and Mrs Macleod Matthews for 
allowing us to hold the lunch at Chenies Manor, 
for your hospitality and help.

We raised £940, so thank you all who came along.
We have another performance at The Abbey Theatre 
in April and a quiz night in October 2017. Please put 
these dates in your diaries, along with the Christmas 
party this December. 

I hope to see you all at these events. In the meantime, 
have a lovely Christmas and New Year.

Lesley Ralston, Chair

If you would like to 
donate to the branch:
Send cheques payable to the
MNDA South Herts Branch to:

Mrs Alison Murdoch, 41 Orpington Road, 
Winchmore Hill, London N21 3PL

Or donate online at Localgiving.com
by entering mnda in the search box.

PLEASE NOTE: If you are a taxpayer, tick the gift aid box. We 
receive an extra 25% on top of your donation, at no cost to you.

Thank you very much.

As usual summer surprised us by eventually 
arriving – with a vengeance. At least it did arrive! 
Reading each newsletter, the fi rst paragraph would 
immediately give away that we are British and have    
a preoccupation with the weather!

It has been a quiet year so far, but we have received 
quite a lot of donations – in memoriam, Waitrose 
several times, people doing skydives, music events 
and other fundraising events which people put on for 
us. We are really very grateful and feel that we are well 
supported by lots of friends in our local community. 
I have just heard that Rotary Verulamium St Albans 
have chosen us as a benefi ciary of an annual event, 
a Military Band concert in St Albans, which will take 
place next year.

We received a donation of £1000 from Herts 
Community Foundation which is designated to be 
used for venues and newsletter production. 
This is the fi rst time we have managed to get this
sort of donation and it is very welcome.

Gemma and Lauren Martin are two of our staunchest 
supporters and have raised a lot of money for us over 
the past few years. Both girls ran The Great North 
Run in September and made about £800. Thank you 
girls! This year, also, Gemma’s children’s dance school 
donated £475. And thank you to your own supporters 
who dig deep for you – over and over again. 

For the third year running we had our annual ladies 
lunch on 13th September. This year the theme was 
Chapeaux for Charity. It was the hottest September 
day for over a century, so we needed our hats! 
Chenies Manor looked beautiful and the gardens 
were, as usual, spectacular. Amanda Clements, our 
caterer, true to form, produced a fantastic spread of 
food – and plenty of it! The barn was fortunately quite 
cool and makes a lovely venue for so many ladies in 
one place – all struggling to be heard!

Chair’s
Report

Ladies Lunch in the sun 

Great North Run 
Sunday 11th September 2016 - the day my sister 
Lauren and I completed the Great North Run (13.1 
miles) in memory of our wonderful dad, Clive. When 
we were fi rst asked by the MND Association to run it 
on behalf of the South Herts branch, I in particular, 
was a little dubious, having never run anything like 
that before. It was actually dad who gave me the 
encouragement and belief in myself to complete it! 

So we decided to make a weekend of it and travelled 
with our mum up to Newcastle on the Friday night. 
On Saturday we met up with fellow MNDA runners 
at the pasta party, whilst enjoying the atmosphere 
of the city games around the quayside. The actual day 
of the race was fi lled with mixed emotions for us all. 
The course itself was very hilly but the atmosphere 
was amazing and running together defi nitely helped! 

The support at the charity village from the MND 
Association was tremendous. All in all it was a great 
weekend, raising awareness and money for MND!
 
Gemma Martin



The ‘they’ in this title are Hertfordshire  
County Council and the health authorities  
in North and South Hertfordshire.  
(That is the East and North Herts Clinical 
Commissioning Group and the Herts Valley  
Clinical Commissioning Group which covers  
South Herts). These two health authorities cover 
the same geographical areas as our North and South 
Herts MND branches. Nothing happens in the NHS in our 
areas unless these two health authorities agree with the 
proposal and pay for it.  

Last year, ‘they’ invited patients with Multiple Sclerosis, 
Parkinson’s, Huntingdon’s and Motor Neurone Diseases to 
say what we would like to see improved in our care from 
the NHS, social services and County Council services. 
As a patient living with Motor Neurone Disease, I was very 
interested in this chance to ‘have our say’. With your help, 
I put forward a list of twelve items. One year later, here is 
what has happened so far.  

The Good News 
Both health authorities in north and south Herts are 
working closely together on neurological matters. The risk 
of inequality between what MND patients living in one side 
of the County receive, compared to patients in the other, 
should not be an issue. 

Both health authorities are using the material we provided 
to inform their planning for the future. Both health 
authorities are aware of the recent NICE national guidelines 
on what good services for people living with MND should 
look like. Other positive measures which will benefit MND 
patients, which we didn’t ask for, are being considered.

Here is our list 
 
Have ‘they’ taken action on the twelve things we asked for? 
 

1. When the disease MND is suspected by a GP or 
neurologist in a local hospital, that person should be 
referred to an MND Care Centre (e.g. National Hospital  
at Queen’s Square).

Online clinical information is being prepared to alert GPs 
to symptoms of MND and to assist them, and other local 
therapists, to better-manage symptoms before and after 
diagnosis.  

2. When a diagnosis is confirmed, a follow-up 
consultation should take place two weeks later with a 
clinical nurse specialist at the same place as the MND 
consultant, to go over questions which have come up since. 

No information available on this.  

3. A caseworker should be offered to newly-diagnosed 
patients from the local team at Langley House or 
Danesbury. This caseworker should understand MND  
and its progression and must be able to do the following:

 - home visits

 - be proactive and keep in touch and not do one-off visits in 
response to a ‘crisis’ 

 - listen to the patient/carer about new symptoms and know 
whether they relate to MND or might be something else

 - know about the progression of MND and the loss of function in 
different parts of the body

 - know about what aids and equipment might help and call on 
other professionals to assess or assess themselves and request aids

 - carry out an assessment of the whole person and call on health 
and social services as needed

 - liaise with the GP, the patient’s consultant and clinical nurse 
specialist and any other relevant services. 

In brief, they support us through our experience of 
the disease when we are ‘adjusting and readjusting to 
changing symptoms and loss of function’ and ‘coping with 
progressive symptoms and substantive loss of function’. 

Did they 
listen to us?



I have been invited to a forthcoming meeting to discuss 
this further. I will write about what happened in the next 
newsletter. 

4. When our experience is about ‘keeping comfortable’, 
our care (except for ventilation purposes) should be 
coordinated and monitored by a local Hospice team if 
that is what we would like. This team should be a Hospice 
doctor, a nurse and a volunteer. The Hospice would review 
medication in co-operation with the GP and consultant 
and help with problems like pain management, bowel 
management and anxiety and panic at night. Local 
Hospices would be invited to help patients through paid 
contracts, not as at present, left to the Hospice to decide. 

There is a group of people looking at end-of-life support 
for patients who do not have cancer. I am told that an 
important part of the discussion will be the needs of 
patients like ourselves with neurological conditions. 
Currently, the help received from Hospices varies between 
patients in the final months of life; there may be better 
ways of working between community nurses and Hospices 
which reduces these variations so that every patient and 
carer has a similar offer of support. I have been invited to 
take part in discussions.   
 

5. Emergency admission to local hospitals should be 
avoided where possible through developing protocols on 
conditions appropriate for putting in place a ‘hospital at 
home’ ward. These health emergencies might include acute 
stomach pains as a result of constipation, urinary tract 
infections or chest infections. A rethink of the ‘hospital at 
home’ idea is needed to take account of the fact that MND 
patients are chronically ill with many of us having complex 
care needs. 
 
I will write about this topic in the next newsletter.
 

6. Build in fast-track routes through assessment, supply 
and delivery of aids and equipment and wheelchairs. This 
is not about queue-jumping but making sure we get things 
as and when we need them in the light of how quickly our 
symptoms can get worse. This is in place for wheelchairs. 
The Wheelchair Service should accept money from the 
MND Association to pay for items needed by MND patients 
which are not available through the NHS. These are seat 
risers, power packs and attendant controls on electric 
wheelchairs where patients no longer have strength or 
movement to control a wheelchair themselves. 
 
This is in place; money will be accepted from the 
Association for these three items. In case of problems, 
ring Mary Collier (wheelchair services) at the MND 
Association. Mary’s number is 01604 611753 or you can 
email her at wheelchairqueries@mndassociation.org.

7. Once a patient has been assessed and accepted for a 
specific therapy at Langley House or Danesbury, we should 
be able to self-refer to any therapy for a three-year period 
without being told a new referral is needed from our doctor 
or hospital. 
 
We can self-refer. Arrangements are also in hand for 
therapists to assess and treat patients showing symptoms 
of MND before a formal diagnosis is made.  
 

8. Counselling should be offered to patients at what 
patients deem to be ‘points of no return’ or ‘hurdles’. 
 
No information available.
 

9. If someone is admitted to a local hospital,  
a neurological consultant is contacted within 24 hours. 
 
No information available. 
 

10. A GP should visit when an MND patient is 
discharged home from hospital. 
 
No information available, although it may be suggested 
in the online information being issued to GPs.  
 

11. Patients and carers should not receive home visits 
‘out of the blue’ from new officials and professionals. Every 
visit should be ‘by appointment’. 
 
Health officers have always told me all visits are  
‘by appointment’.  
 

12. Patients and carers repeat the same case history 
over and over again. An IT software solution should be 
found so that professionals can share information. 
 
No update received about any progress made. 

I shall keep in touch with the health authorities and attend 
the meetings on the ‘coordinator’ role and end-of-life 
support. These two matters are crucial to us as patients 
 and our loved ones who support and care for us.

If you have any thoughts, or experience of caring for 
someone in the past, which ought to be made known to 
people who make decisions, please get in touch with me. 
Please email Lesley Ralston on leshenhouse@googlemail.
com. Lesley will pass on your contact details to me and  
I will get in touch with you. 

Helen 


