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             CHAIR’S MESSAGE 
 

We are delighted to welcome two new volunteers to our branch – 
 
Kiera O’Connor is a law student with lots of experience in research.  She will be helping me with 
research in terms of avenues of possible funding we can approach.  Kiera will also be joining our 
committee and we are delighted to have her on board. 
 
Kelly Boston is a member of staff of the Association and approached us when we sought 
volunteers to help maintain our Twitter social media platform which she is now undertaking.  As an 
association member of staff she is unable to join the committee but will be involved as a guest. 
 
Welcome on board Kiera and Kelly – we are delighted to have you with us, striving to raise 
awareness and supporting people living with MND, their families and carers and fundraising. 
 
Do you know a Mason?   
 
We are aware that masonic lodges are very generous in supporting charities like ourselves.  
However, finding the named person to contact has proved very difficult. 
So, if you know a mason who would be happy for us to contact them please send me their contact 
details so I can approach their Masonic Lodge directly. 
 
Annual General Meeting 
 

Hopefully, you will have received our invitation to 
our AGM on 6th April at The Box Moor Trust in 
Hemel Hempstead.  We will also be making 
provision for people who cannot travel to the 
venue to join us via zoom.  
 
Please let me know by 23rd March if you would 
like to join us at the venue or would prefer to join 
us remotely and I can send you the log in details.  

 

 

 

 

 

 



 

 

New Volunteers Need 

We urgently need help with fundraising.Please 
contact Carmen Brown, our Area Support 
Coordinator if you know anyone who might like to 
‘come on board.’  

We are also keen to recruit some young people who 
would like to arrange their own fundraising events 
(with our guidance) for the branch.  

And, as always we would love to welcome new 
committee members.  We are particularly looking for 
someone who could prepare our newsletters, which 
we strive to send out every couple of months. 

If you or anyone you know are interested in helping us as a fundraiser or newsletter editor, please 
contact me – Hetty,  at the email address at the bottom of this letter 

I Will Always Be Me 
 
People living with MND can now bank their voice by reading a short story thanks to a collaboration 
between technology giants and the MND Association. 
 
“I Will Always Be Me” is written from the perspective of someone living with MND and takes only 
around half an hour to read from beginning to end. As well as being an opportunity to involve 
family and friends in the voice banking process, it is also free for people with MND in England, 
Wales and Northern Ireland with funding from the Association. 
 
Michael, who is living with MND, was able to trial the book in his home ahead of the launch:  
“Being involved in I Will Always Be Me was absolutely brilliant – my family were there to 
support me, and we all had a fun day. I’m hoping this project will lead to a much better 
understanding and awareness of MND, not just for families and friends, but for the general 
public as well.”  
 
You can read more about I Will Always Be Me on our website and hear how Dell, Intel, Rolls 
Royce and the Association collaborated on the project by watching the video, The Story Behind 
the Book. 

Scrap 6 Months Wins Best Charity Campaign 

National Office are pleased to share that the Scrap 6 Months campaign has won Best 
Public Affairs Charity Campaign at the PR Week Awards. Thank you to the over 75,000 of 
you that campaigned with us to persuade the Government to scrap a cruel rule that excluded 
many terminally ill people from accessing fast-track benefits. This Scrap 6 Months success 
will help ensure more terminally ill people can access vital support quickly and easily. 

	
GIVE IT UP FOR MND 
	
What will you give up? Because we won’t give up the fight against motor neurone disease.Get 
involved in Give It Up! and choose what you could abstain from in March. Are you too tempted by 
chocolates? Could you quit alcohol? How about stopping using plastic for the month? 
Give up whatever challenges you the most, share your struggles with friends and family to help 
raise money and support people living with MND.  Please click on link below for full details. 
Give It Up! for MND (mndassociation.org) 

 



 

 

FUNDRAISING 
 
PETER NORTH FUNDRAISER 
 

Peter’s son Alex has done it! 
 
He has raised a magnificent £13,370 for the branch – 
exceeding his target of  £10,000  as a result of his year 
long commitment to run 1000km (620 miles) to raise 
awareness of MND and raise funds for our branch.  
As he came to the end of this remarkable achievement, the 
Watford Observer featured an article about his journey: 
Runner vows to do ‘whatever it takes’ to reach target for 
his ‘amazing’ father  
Alex North tackling 1,000km challenge after father 
diagnosed with motor neurone disease  

By	Anthony	Matthews	 

A	DETERMINED	runner	has	spoken	movingly	about	his	“amazing”	father	as	he	prepares	for	the	last	
month	of	a	year-long	challenge	to	raise	money	and	awareness	of	a	life-shortening	disease.	Alex	North	
is	aiming	to	run	at	least	1,000km	this	year	after	his	father	Peter	North	was	diag-	nosed	with	motor	
neurone	dis-	ease	in	July	2020.	 

Describing	himself	as	a	person	who	“always	liked	running,	but	I’ve	never	run	that	much	before”,	Alex	
is	now	within	125km	of	achieving	his	goal	and	has	almost	reached	his	target	of	raising	£10,000	for	the	
South	Herts	branch	of	the	Motor	Neurone	Disease	Association.	 

Alex,	who	lives	in	London	but	grew	up	in	Abbots	Langley	where	his	family	still	live,	set	himself	the	
challenge	when	he	was	out	for	a	run	during	lock-	down.	He	said:	“For	me	it	was	a	way	of	talking	to	my	
parents	and	being	open	about	it	because	when	you’re	in	lockdown	and	you’re	not	able	to	spend	time	
together	or	see	each	other	it	was	a	weird	position	to	be	in.	 

“My	dad	was	really	supportive	of	it	and	he’s	had	some	really	amazing	support	from	the	South	Herts	
branch	of	the	Association	and	I	want	to	make	sure	the	funds	go	to	them.”	 

Motor	neurone	disease	affects	the	nerves	in	the	brain	and	spinal	cord	that	tell	the	muscles	what	to	do.	
These	messages	gradually	stop	reaching	the	muscles	and	affect	the	ability	to	walk,	talk,	eat,	drink	and	
breathe.	 

Speaking	about	how	his	father	has	confronted	the	disease,	Alex	said:	“It’s	been	incredibly	difficult	for	
him	because	he’s	one	of	those	people	who’s	a	doer.	He	hates	to	be	demanding	on	other	people,	so	I	
think	for	him	that’s	been	the	most	difficult	thing.	
“It’s	such	a	cruel	situation	to	be	in,	but	he	manages	to	keep	his	spirits	up.	I	don’t	know	how	he	does	it.	
He	still	manages	to	make	us	laugh,	we’re	texting	each	other	all	the	time.	He’s	been	amazing	despite	the	
difficult	circumstances.	“He’s	very	supportive	of	raising	awareness.	The	money	is	one	thing,	but	it’s	
really	the	awareness	that’s	the	most	important	thing	for	him.”	 

Alex	has	had	to	contend	with	setbacks	over	the	past	year,	including	injury	and	illness,	but	he	is	
determined	to	reach	his	target.	He	said:	“As	long	as	I	don’t	injure	myself	or	get	sick	I	should	be	fine,	but	
I’m	definitely	going	to	do	it.	Whatever	it	takes	just	to	get	over	the	line,	even	if	I	have	to	end	on	a	
marathon	to	finish	it	off,	I’ll	get	there	somehow.”	 



 

 

Thank you, Alex, for what you have done for your family and for the branch which has made a 
huge difference to us as it has ensured we are able to continue to support people in our area living 
with this horrendous disease.  I know how proud your dad is of your achievement. 
You are quite remarkable! 
Please see Alex’s page on Just Giving below for his full story and further information. 

https://www.justgiving.com/fundraising/alexandercharlienorth 
 
ALICE EVELEIGH’S SKY DIVE 
  
In Memory of her father who sadly passed away 2 months after diagnosis of MND in 2019, one of 
our new committee members Alice Eveleigh has been trying to undertake a sky dive for many 
months but each time it has had to be cancelled due to poor weather.  Alice is hoping she will be 
able to do it in Spring 2022. 
 
The proceeds are going to be split equally between the South Herts and Somerset branch, where 
her family home is.  She has passed her target of £2000 having raised  £2383 in total – a fantastic 
achievement. 
Please support Alice and see her full story on the following link: 
https://www.justgiving.com/fundraising/A-EVELEIGH 
 
WINTER APPEAL TOTAL -Thank you to all who donated to our Winter Appeal which raised £800. 
 
100 CLUB – UPDATE 
 
As a result from guidance received from National Office, we are having to abandon this.  This is 
mainly due to changes in the rules governing licences for this type of activity in that, if we wanted 
to continue, we would have to obtain our own licences from each of the local authorities covering 
the areas where people we support live. 
 
This would be impractical as it involves 4+ local authorities and would be difficult to administer, 
especially as not many have signed up to this club.  Regrettably, therefore, the Club will be 
abandoned. 
 
HERTS WIDE COUNTY WALK 
 
We are planning to hold a Herts County Wide Walk jointly with our friends at the North & East 
Herts 
Branch at Stanborough Lakes, Welwyn in early July.  We have a planning meeting with the 
General Manager at the venue this week.  So, please look out for more information about this 
event soon. 
 
QUIZ SUPPER 
 
Before the pandemic we held a quiz night in St. Albans every year.  Last year, this was done over 
Zoom.  We are excited that this year, hopefully, we can hold this event back in St. Albans which 
we are hoping to do in early October.  So, again look out for more information soon. 
 
 
 
 
 



 

 

 
 
GET TOGETHERS. at Box Moor Trust Centre, London Road, Hemel Hempstead, HP1 2RE 

 
We are delighted that our monthly Get Togethers are now back at The Box Moor Trust in Hemel 
Hempstead.  It is so good to see people in person and have a chat over a cup of tea/coffee. 
If you would like to come along to these meetings, do contact Lesley Ralston, Association Visitor 
and Branch Contact – details at the bottom of this newsletter. 
 
Dates for the rest of this year are:   6th April – AGM, 4th May, 1st June, 6th July, 3rd August,  
7th September, 5th October, 2nd November, 7th December 

 
CARER MEETINGS 

 
Please remember these meetings, held jointly with North Herts group, are specifically for 
families/carers of PwMND only.   
 
Dates for the rest of 2022 are: 12th April, 10th May, 7th June, 12th July, 9th August, 13th September,  
11th October, 8th November, 13th December 
 
 
RESEARCH NEWS 

Is tau protein a potential biomarker for MND? 

Unusually high levels of the protein tau, important for maintaining cellular structure, have been 
found in the motor cortex of people with C9orf72-MND, a study reported. The motor cortex is the 
region of the brain most affected in MND and is responsible for planning, control and 
implementation of voluntary movement. Investigators also identified new MND-specific mutations 
in the MAPT gene – which codes for TAU – and demonstrated that the levels of specific tau 
proteins in patients’ CSF can help to predict disease progression and might serve as a disease 
biomarker. 

 

  

Find out more >>  

 

 

 
AMAZON SMILE 
 

Transfer your Amazon account to Amazon Smile and select MND 
Association as your chosen charity. at no extra cost to yourself - then 
0.5 percent of the price of every eligible product that you buy will be 
donated to the MND Association’s Head Office to fund vital work in 
research and campaigning. Since it started in 2017, Amazon Smile have 
donated nearly £29,000 (that is £7000 more than in December 2021)  to 
the MNDA so please join us to help raise even more. 
 

 
 



 

 

IF YOU WOULD LIKE TO DONATE TO THE BRANCH –  
 
Please do so in one of the following ways: 

1.  Send cheques payable to MNDA South Herts Branch, to: 
Ms Hetty Smith, 7 Farthing Drive, Letchworth Garden City, Herts., SG6 2TR 

2.  Donate online via our website at:      http://www.mndasouthherts.org 
3. TEXT TO DONATE – to 70085 and type in MND4SHERTS for a £5 donation.  If you wish to 

donate more, please add the amount at the end of the message, e.g. MND4SHERTS10 for 
a £10 donation etc. 

4. Email me at:  mndassoc.southherts@gmail.com  and I will provide you with the branch 
bank account details for a BACs payment. 

 
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 

Roger 
Widdecombe 

Regional Fundraiser Roger.widdecombe@mndassociation.org 01223 375345 
 

   
SOUTH HERTS SOCIAL MEDIA ACCOUNTS: 
 
TWITTER                  FACEBOOK                                                                INSTAGRAM 
 @shertsmnda         https://www.facebook.com/shertsmnda                 @shertsmnda                            
                                            
 
THE MND SOUTH HERTS WEBSITE http://www.mndasouthherts.org 
 
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 


