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

It is with sadness that we say goodbye to Elinor 
Mumford, our long serving branch Association Visitor, 
after nearly 9 years of service. We are very grateful for 
all the time and dedication she has given so tirelessly 
to people living with MND, their families, carers and 
the Association.

Elinor trained as an Occupational Therapist and 
qualified in 1969. She worked as an OT in England 
and Ireland before taking time off to bring up her 
children. Back in the UK Elinor returned to work in 
social services from 1987 to 1991 and then took up 
a post in Adult Care Services, where she continued 
to work until she retired in April 2007. She made the 
decision before she retired that she would like to 
become an AV for the MND Association, as she had a 
wealth of experience as an OT working with people 
with MND. Elinor trained as an AV at the end of 2007 
and began working with us in January 2008. She has 
enjoyed working as an AV for nearly 9 years and was 
very passionate about her role.
 
Elinor has been volunteering at St. Francis Hospice, 
in Berkhamsted, for some time and is now working 
alongside an art therapist on the In Patient Unit. 
 
She also reads the Dacorum Talking Newspaper.
Her life is very full and busy with 3 grandchildren and 
another one due in March. 
 

 
 
 
 
 
 
 
 

 
 
 

We wish Elinor and her husband Michael all the best 
for the future and are very grateful for all the support 
she has given to the Association.
 
Would YOU like to help someone who is living with 
Motor Neurone Disease ?
 
Association Visitors play a vital, valued and unique 
role in helping us to ensure that people with MND and 
their families receive the support and services they 
require.
 
Becoming a visitor can be a rewarding, enriching 
experience. You don’t need personal experience of 
MND– just the desire to make a difference.
For more information see the article inside.

0808 802 6262

Goodbye and
Thank you



was an article by 12 year old Molly who had a 24 hour 
Silence Speaks at home and at school.
It is a great confi dence booster and way to show 
initiative to your school. Why not encourage children 
and grandchildren to do it. If it seems a bit daunting, 
- do it with a friend, or several friends. If anyone is 
interested and wishes to tell someone about it, see 
the enclosed fl ier. Of course – adults can do it too!! 
It’s a great fun thing to do.

I attended the Royal Marine Military Band Concert in 
January at The Arena in St Albans. We were sponsored 
by Rotary Verulamium St Albans to receive part of 
the funds raised. It was a really fun evening and the 
music was lovely – at the end of the concert 4 trumpet 
players appeared lit up with spotlights, and played 
The Last Post to signify the end of the day. It was very 
emotive and I had goosebumps.

We are planning to start social occasions with ex 
carers, many of whom know each other and already 
keep in touch. I know myself that there are no other 
people who you can talk to about your time as a carer 
of someone who had MND. If you would like to meet 
us, please get in touch with me.

I’m sitting here with the sun streaming through 
my window – a good omen for 2017.

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.

We have started off  the year with an infl ux of 
donations and thank you to all those lovely people 
and organisations who have chosen to donate to us. 

Do come along to our AGM on Wednesday 5th April at 
7.30 pm. We have a special speaker this year, Richard 
White who is the VIP and Special Events Manager from 
the MNDA. We hope he will have some tales to tell 
and lovely photos to show us. 

I am delighted to say that Sian Goodwin has decided 
to join our committee again. She will be an energetic 
and proactive infl uence on us all!

We have several events planned for 2017. On 20th 
April we have been given a charity performance at 
The Abbey Theatre in St Albans.  We receive all the 
proceeds from the performance and are very grateful 
to the theatre for allowing us this privilege. The play 
is The Ride Down Mount Morgan by Arthur Miller. 
Having read a synopsis of the play it looks like rather 
a black comedy with quite a serious theme. See the 
enclosed fl ier. 

Some wonderful news.  Mr & Mrs McLeod-Matthews, 
of Chenies Manor, have generously off ered us the 
tea room at The Manor for our annual Ladies Lunch.  
Please put this date in your diaries ladies: Monday 
18th September 2017.  More information will be sent 
out in due course.   We are so grateful to Mr & Mrs 
McLeod Matthews - it would be very hard to fi nd 
such a beautiful venue for the lunch.  Our excellent 
caterer, Amanda Clements has agreed to do the food 
once again and that completes initial planning for the 
event.

On Friday 3 November we will be having our Quiz 
Night and Mike Fisher has again agree to be the quiz 
master. He was excellent (and very strict !) last year 
and we are very grateful he will be there again this 
year to keep us in order.

We’re having a concerted eff ort to attract, particularly 
children, to do the Silence Speaks fund and profi le 
raiser for our branch. In last Autumn’s newsletter there 

Chair’s Report



Eckoh - a security company in Hemel Hempstead 
make a charity donation once a year, and at Christmas 
2016 they decided that the South Herts Branch should 
be the recipients. Jennifer Hay and I went to meet 
them in January and received an amazing cheque for 
£840. Thanks go to them for their generosity. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Rickmansworth Decorative and Fine Arts Society 
have also chosen to donate to us from their charity 
collection. Thank you to them for their wonderful 
donation of £668.14.

Many thanks to all our donors, many of whom are not 
mentioned here. Without you, we would not exist.
 
Lesley Ralston

Donations  
Another wonderful donation from a local source. 
St Stephen Parish Council chose to donate their 
church collections at their Christmas carol concerts, 
to our branch. On 2 February I went to their council 
meeting and was presented with a cheque for 
£509.39. Thank you so much for choosing us. 
 
 
 
 
 
 
 
 
 
 
 
 

I mentioned in previous newsletters that last year 
when Don Engstrom was Captain of Harpenden 
Common Golf Club, he chose our branch of the 
MNDA as his charity of the year. I recently received a 
wonderful cheque from them for £2092.50. Grateful 
thanks Harpenden Common Golf Club.

Chambersbury Resident Association have donated a 
collection from the residents at Christmas and sent us 
£170. We thank them for their kindness.

The family of Rob Drew, who sadly died from MND 
recently, have sent us £1111.47 in memoriam from a 
collection at Rob’s funeral. Rob will be sadly missed 
by all of us who knew him at the branch.  Thank you 
to Sue and all your family and friends, and for all the 
other occasions when you raised funds for our branch.

Waitrose continue to support us and in December we 
received a cheque for £315 from their in store charity 
token collection in the Berkhamsted store.

Councillor Mike Freeman with Lesley Ralston
From L to R Jennifer, Lesley with Barbara Collins and 

Caroline Taylor from Eckoh



Are they 
listening to us?

Following her article in the Autumn newsletter,  
Helen gives us an update.

This is to update you on what our two local health 
authorities in Hertfordshire are doing for MND 
patients and other patients with rapidly progressive 
neurological conditions. 

In November 2016, I attended a workshop organised 
by our two health authorities. The purpose was to 
invite staff working with patients with MND, and 
similar neurological diseases, to say how they might 
work better within their own teams, and with other 
parts of the NHS, to improve things for us.  

There were lots of positives about the workshop: 

• about 40-50 staff turned up voluntarily. Time 
and again, I heard staff saying they were there 
because they wanted to be there, not because 
their bosses compelled them. They felt helpless 
sometimes. They wanted to improve what they 
can do. Considering it is estimated that around 
200 patients are living with rare and rapidly-
progressing diseases in Hertfordshire, of whom 
120-130 have motor neurone disease, this turnout 
of staff was good  

• staff attended from almost all the teams we 
encounter - community and district nurses, 
Community Matrons, managers of hospital-at-
home (Rapid Response) service, managers and 
staff from neurological services like occupational 
therapists, dietetics, speech and language 
therapy, psychology, and hospice staff  

• there were people from the South Herts area;  
in the past, it had seemed to me that the driving 
force in discussions was the North Herts area  

• the staff who attended were encouraged to 
‘spread the word’ to colleagues when they 
returned to work, and to email further ideas  

• community nursing staff were conscious they 
could not help patients as they would like, as they 
rarely see patients with these health conditions  

• the ethos of the workshop was about going 
forward to improve, not looking back and 
dwelling on shortcomings. This is important.  
I spent months in 2015 going to meetings,  
getting patients’ views and describing problems 
we encounter. I believe the managers, with whom 
we must work, sincerely understand the gaps, 
cracks and shortcomings  

• there was no distinction in what happens 
between different parts of the County. It was 
about being consistent across the County and 
patients getting the same standard of service 
wherever we live  

• the Neurological Navigator post holder, Laura, 
attended in advance of taking up her post in 
January 2017.

What came out of the day?

• there was energy and genuine willingness  
to improve matters: 

• among front line staff despite the pressure 
they face from rising numbers of patients 
across-the-board 



 

Genetic discoveries 
tell us more about 
causes of MND

• among senior managers despite pressures 
faced in the wider NHS and no new money 
available 

• among everyone to find ways to avoid 
hospital admission and improve care when 
acute emergencies arise which can be treated 
at home 

• lots of ideas came from working in small groups. 
There were three groups who met morning and 
afternoon to look at what could be improved 
locally for the following:

• at diagnosis and adjustment stages 
• during the coping stage 
• during the keeping comfortable stage  

• a commitment from managers to meet hospital 
staff and voluntary agencies in early 2017

This is a big step from where we started out in 
summer 2015. All planned meetings have taken place. 
In the coming weeks, senior management staff in 
community services and in health authorities will look 
at findings and decide what should happen next. I 
know it seems to takes ages for us patients when time 
is not on our side. But positive steps are being taken 
on our behalf, despite all the pressures facing the 
NHS in hospitals and the community. I will keep you 
posted through email or the Branch newsletter.

Differences between what 
you told me in 2015 and 2016: 

There was one big difference - in 2016 patients and 
carers asked for information, information, information. 
You wanted to know where services are, who does 
what, how to refer and who to contact for the various 
MND symptoms. I gave this feedback to Liz Pybus, the 
Regional Care Development Adviser for our region at 
the MND Association. It is a waste of time each local 
health authority area researching and ‘perfecting’ this 
information. It makes more sense for MNDA to go 
out to tender for an online tool to pay a Care Centre/
Research Unit to compile generic material onto which 
local information can be loaded online and amended. 

Once again, thank you to patients and carers who 
replied to my email asking for views to help me 
prepare for the November workshop day. 
 
Helen

Two sets of MND genetic results were published in 
2016. One of these was about the importance of a 
new gene called NEK1. The other highlighted the role 
of gene C21orf2 in MND. Both sets of results were 
published in the prestigious journal Nature Genetics. 
The studies were funded from the worldwide Ice 
Bucket Challenge money which made the news 
headlines. 

What did the researchers find? 

Usually research on genetics tell us more about the 
rare, inherited form of MND – where there’s a family 
history of the condition, affecting about only 10% 
of all cases of MND. You can read more about what 
we know of the genetic contribution to MND on our 
website: www.mndassociation.org/whyme 

The results in these two papers found gene variations 
that contribute to all forms of the disease. C21orf2 
gene variations, described in the first paper, may 
contribute to why people who don’t have a family 
history of the disease get MND. The genetic variations 
interact with lifestyle and environmental factors to 
cause MND. The research also tells us new information 
on how many of these gene variations there might 
be, and how much each of them adds to the risk of 
getting MND.  

The second paper reports that variations in the NEK1 
gene contribute to why people with all forms of MND 
develop the disease. One way to think about factors 
which may cause people to get MND is to think of 
them as weights on an old fashioned weighing scale 
(with two balancing dishes either side of a central 
support). It is likely that the NEK1 gene variation 
represents a large weight on the scales if it relates 
to inherited MND, and a small weight for the non-
inherited form of MND. More research is needed to 
confirm the role of NEK1 in MND. We have published 
an article on each of these news stories on our 
research blog, visit the homepage: 
www.mndresearch.wordpress.com 



Find out more:
If you wish to fi nd out more about the services 
available to you in your area, or want to refer 
yourself for therapy please contact your local 
neurological centre.

Watford - Langley House: 01923 299 100

For advice about Motor Neurone
Disease please contact:

MND Connect - 0808 802 6262

For Social Services in Hertfordshire:
0300 1234 042

I am delighted to be able to tell everyone that
a Neuro Navigator is now in post for Hertfordshire.

Laura Wrangles may already have had the pleasure 
of working with some of you, as previously she 
worked for the Hertfordshire Community NHS Trust 
as specialist Speech & Language Therapist supporting 
patients who have communication and swallowing 
diffi  culties.

Laura supports patients with complex neurological 
conditions and is part of the Hertfordshire 
Neurological service umbrella, working within the 
teams based at the 2 neurological centres
in Hertfordshire: - Danesbury in Welwyn and Langley 
House in Watford.

Laura’s role is to assist the teams based at the two 
centres,  social workers, doctors and voluntary 
services to provide best care, to co-ordinate the care 
of their patients and to ensure that patients and their 
carers are aware and able to access the services they 
need/wish to access.

The post spent a year in consultation and planning 
to make sure the role made the best use of time, 
resources and eff ectiveness – both for the patient
and the navigator.

Good news for
people with MND
in Hertfordshire



The role of Association Visitor

Visitors have a vital part to play in supporting people 
aff ected by motor neurone disease – both those with 
the disease and those close to them. They off er free 
and confi dential emotional support, and information 
about the Association and other services that helps 
people to make informed choices. This helps to reduce 
the sense of isolation many people aff ected 
by the disease experience.

Key Tasks Include:

• to make and maintain contact by telephone, email 
or face-to-face with people living with MND

• to explain the support and services the 
Association and other local services can off er

• to enable people with MND to identify problems 
as they arise and explore how these might be 
managed

• to liaise with health and social care professionals

What skills and qualities do visitors need?:

As a visitor you will need to:
• have good listening and communication skills

• be able to work as part of a team and liaise 
with colleagues and health and social care 
professionals

• Be able to develop and maintain supportive 
relationships with people with MND and their 
carers whilst respecting diff erent lifestyles

• understand the need for confi dentiality

• be able to commit to a minimum of two – four 
hours per week

• understand the need for, and be willing to 
participate in, support and supervision meetings 
and development opportunities and use them 
appropriately

How will I benefi t from becoming a visitor?

It is important to appreciate that becoming a visitor is 
a two-way process – you will be giving your time and 
commitment but you should also benefi t from taking 
on this role. 

The rewards of becoming a visitor include:

• an opportunity for self development

• the opportunity to make new friends

• the opportunity to be valued as part of a team

• use existing skills and learn new ones

• taking on a new challenge

• making a diff erence to people living with MND 
and their families

Expenses will be reimbursed and volunteers are 
covered by insurance.

Find out more:
To fi nd out more about becoming an 
Association visitor go to:

www.mndassociation.org/

To get in touch with the volunteering team:

Phone: 0345 6044 150

Email: volunteering@mndassociation.org



Future Events continued...
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. The speaker will be Richard 
White, who is the VIP and Special Events 
Manager from the MND Association. If you 
are living with MND and would like help 
with transport to the meeting, please get  
in touch.

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. For more details and how  
to get tickets, please see the enclosed flier. 

LADIES LUNCH

Monday 18 September
The tea room, Chenies Manor. 
More details later.

QUIZ NIGHT

Friday 3 November
This is the date for our popular Quiz Evening 
at St Stephen’s Church Hall, St Albans.  

More details later.

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.

Dates for 2017 are 12 April (a week later 
than normal), 10 May (changed from 3 
May), 7 June, 5 July, 2 August, 6 September, 

4 October, 1 November, 6 December.

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

We often get asked about unproven treatments for 
MND that are advertised on the internet, ranging from 
taking high doses of vitamins to undergoing certain 
therapies. 

We have recently updated our research information 
sheet on this topic (sheet C). It describes how to 
investigate the evidence behind these ‘treatment’ 
claims, such as looking at reviews of unproven 
treatments on the ALS Untangled website: 
 
www.alsuntangled.com. 
 
You can download a copy of the information sheet at: 
 
www.mndassociation.org/unproventreatments 

Unproven treatments 
and MND 

Thanks to the Noke


