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While the North Wiltshire Group of the MNDA was celebrating 30 
years of local care and service, the National Association was  
gearing up to celebrate its 40th anniversary.  From small begin-
nings it has made huge strides in the care and treatment of MND 
and has learned how to influence political decision-makers. 
 

The Association was established in 1979 by a group of families  
affected by the disease.  With little information, co-ordinated care 
or support available they felt isolated and utterly helpless.  They 
were ‘in the dark’ and aimed to fill the void of care and support and 
to encourage research into the disease. 
 

40 years on: 
 The Association will mark 2019 with a relentless commitment 

to people living with MND, underpinned by a fresh optimism 
that together we will deliver our vision of a world free from 
MND. 

continued 

This year the MND Association is celebrating its 40th anniversary.  
A lot has been achieved from small beginnings, and the Associa-
tion is marking this milestone by looking forward to achievements 
ahead. 
 

The Association is running a major campaign, Scrap 6 Months.  It 
is calling on Government to make benefits more accessible for 
people with MND and other terminal illnesses.  Have you signed 
the petition yet?  10,500 people have!  See page 6 for details. 
 

Alison Aviss 
Group Chair 

 40 years of Care, Research and Support  
for people affected by motor neurone disease 

Welcome to the April issue of our Newsletter   
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 40 years of Care, Research and Support  
a timeline of key moments 

The National Association has produced the following timeline to illustrate 
key moments in its 40 year history.  Each point represents a significant step  
towards the goals of appropriate care and support for people affected by 
MND, of greater awareness among decision-makers, and the ultimate holy 
grail of a world free from MND.  (If you’re reading this on-screen you should 
be able to enlarge it.  Apologies to those who receive the paper format.) 
See https://www.mndassociation.org/news-and-events/marking-our-40th-
year/ 

continued 
 

 The Association funds the co-ordination of life-changing care for people 
living with MND, and wide-ranging support for families and carers. 

 We invest around £15.5 million in a global research effort to discover 
causes, potential new treatments and ultimately a cure. 

 We know so much more about MND today and our research focus now 
is to take that knowledge gained globally into clinics, to find potential 
new treatments for everyone affected by MND. 
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We were delighted to welcome Theresa to the Group as a fundraising  
volunteer in January 2019.  She explains why she wanted to help raise 
funds specifically for motor neurone disease: 
 

In September 2016 a member of my family, Sue, was diagnosed with  
motor neurone disease which obviously came as a huge shock to every-
one.  Sue was a selfless person who had a very busy life, acting as full 
time carer to her husband and always helping out friends and family.  It 
was sad to see Sue's health slowly decline and it was hard for Sue to  
accept help from others, but the support and assistance she, and other 
members of the family, received from the North Wilts Group was incred-
ible.  Since joining the Group I learned that one of the other volunteers 
was actually Sue's Association Visitor.  Sadly, Sue passed away in  
February 2018. 
 

I had wanted to do some volunteering for some time, and having seen first 
hand the effects of the disease and how the Association Visitor assisted the 
family, it was an easy decision to make to join the Group in order to benefit 
other sufferers.  I set myself a personal target to raise £1000 in the next 
year, and I am delighted that due to being accepted on the green token 
scheme in a few Waitrose stores in the area, we already have £465 with two 
more stores yet to collect from.  (see below) 
 
 

Waitrose — Community Matters 
 

The Waitrose Community Matters scheme has generously supported the 
Group’s work in the region.  The Melkesham store has donated £540, the 

Faringdon store has  
donated £275, and the 
Chippenham store has 
donated £190.  A big 
thank you to Waitrose 
and its customers. 
 

Well done also to The-
resa, who approached 
these stores on behalf 
of the Group.  Added 
together, these dona-
tions have exceeded 
her initial fundraising 
target. 
 

 Theresa’s Story 

Theresa receives the 
cheque from the  
Faringdon store. 
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Dawn’s new opportunity 
We are delighted to announce 

that our very good friend and 

colleague Dawn Beckett has 

been appointed to the post of 

MND Coordinator based at the 

Royal United Hospital in Bath.  

Dawn will be taking a six 

month secondment to cover  

extended sick leave.  Dawn 

was an exceptional candidate 

with many years of experience 

working with people with MND 

as a specialist Neuro Occupa-

tional Therapist in North Wilt-

shire, but many of you will 

know Dawn as our Association 

Visitor for the Swindon area.  

We are delighted for Dawn 

and have arranged for her to 

take a six month break from 

her AV duties during the  

secondment.  Good luck Dawn 

from us all at North  

Wiltshire Group.  

 
 
 

New information sheets 
With MND, pain may be experienced due to problems with movement and 
mobility.  The MND Association has recently launched two new information 
sheets: 6C – Managing pain, to help support people with MND, and P11 – 
Pain in motor neurone disease, to assist health and social care profession-
als who provide support.  The content may also help people with Kennedy’s 
disease, but problems with mobility usually progress more slowly than with 
MND. 
 

The sheets may be downloaded from the Association website.  To request 
hard copies, email careadmin@mndassociation.org or phone 01604 611812.  
 

Local support for local people 
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Scrap 6 Months - petition 

Scrap 6 Months - time won't wait so why should they 
have to? 
 

The MND Association has been campaigning to change the law so that  
everyone with a terminal illness can access welfare benefits quickly and 
sensitively. 
 

Last week the Association launched Jack and Rose’s story, a video  
showing why the Scrap 6 Months campaign is so important for people with 
MND and their families.  View the video at https://www.youtube.com/watch?
v=X7pV903j8NI&feature=youtu.be 
 

Over 10,500 people have signed the Scrap 6 Months petition so far, which 
is amazing and we’d like to thank our supporters who have signed the  
petition so far, and all those who have asked their family and friends to sign 
too. 
 

If you haven’t already, please sign the petition to the Government, calling 
on them to Scrap 6 Months and make benefits more accessible for people 
with MND and other terminal illnesses. 
 

A printable petition sheet can be found at chttps://www.mndassociation.org/
wp-content/uploads/Scrap-6-Months-paper-petition-PDF.pdf   Use it to  
collect signatures of support from your family, friends, colleagues and  
neighbours.  The more signatures on the petition the stronger our voice will 
be! 
 
 

Annual Conference and national AGM 
The Annual Conference together with the AGM of the national Association 
will be held on Saturday 13th July 2019 at the Radisson Blu Hotel, East  
Midlands Airport. 
 

The Conference is a good way to learn about the Association’s work, and 
about the progress of research into MND, as well as to find out about the 
care and support available.  There will be information and advice stands, 
and the chance to sample some complementary therapies.  It is also a great 
opportunity to meet members, volunteers and staff. 
 

Better still, there is no charge to attend and lunch and refreshments are  
included.  Accommodation is available at concessionary rates. 
 

This year the Conference will not be live-streamed.  Instead, the keynote 
speech will be available to view on the Association website after the event.  
Daily updates will be available at #AGM19. 
 

For more information contact the Conference team on 01604 611837 or at  
conference@mndassociation.org 
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N Wilts Group website 
www.mndnorthwiltshire.org.uk 
 

N Wilts Group contact 
info@mndnorthwiltshire.org.uk 
or phone MND Connect 
 

Facebook  http://www.facebook.com/
MNDNorthWiltshire 
 

Twitter  @MNDNorthWilts  
 

Letters will be forwarded from:   
North Wiltshire Group, c/o MNDA,  
PO Box 246, Northampton NN1 2PR 
 

MND Connect 0808 802 6262 
 

MNDA national website 
www.mndassociation.org 
 

MNDA Volunteering Team 
01604 611681 
 

MND Benefits Advice Service 
0808 8010620 
 

Neil Drinkwater, MNDA Regional Care  
Development Adviser, email 
neil.drinkwater@mndassociation.org 
mob: 07831 349398 
 

Prospect Hospice  01793 813355 
 

Dorothy House  01225 722988 

 Useful Contacts  What’s On? 

 

We hold support meetings in  
Swindon at The Lawns Community 
Centre, Guildford Road, Swindon, 
from 2pm-4pm.  The next meetings 
will be 15th May & 17th July.   
Contact Susanne Webb, email  
susanne.webb@gmail.com 
 

Alison Aviss & Anita Creamer hold 
support meetings at Seend Commu-
nity Centre, Rusty Lane, Seend, 
Melksham SN12 6NS from 2pm-4pm.  
The next meetings will be 7th May  
& 9th July.   
Contact Anita Creamer, email 
anitacreamer@mndnorthwiltshire. 
org.uk 
 

All sessions are drop in. Come along 
to share ideas, meet other members or 
for a change of view!  Volunteer  
helpers also welcome. 

7th May 
Seend Support Meeting, Community Centre 
 

15th May 
Swindon Support Meeting, The Lawns 
 

13th July 
National Conference & AGM 
 

9th July 
Seend Support Meeting, Community Centre 
 

17th July 
Swindon Support Meeting, The Lawns 

Support  Meetings 

The deadline for submission for the next 
issue of the Newsletter will be 5th July 
2019. 
 

The editor would love to receive your 
news, comment and photos for  
inclusion: please email him on 
info@mndnorthwiltshire.org.uk 
 

To unsubscribe from this newsletter 
email your name and ‘unsubscribe’ to 
secretary@mndnorthwiltshire.org.uk 

 Things to Know 

Vacancy 
The North Wiltshire Group is cur-
rently looking for a Social Media 
Officer.  This person moderates the 
Group’s Twitter and Facebook  
accounts and keeps them up to date 
with regular posts.  (The web-
master/mistress post is currently  
separate.) 
 

If you love social media.  If you are 
comfortable with Twitter and Face-
book.  If you want to make a  
difference.  Perhaps this opportunity 
is for you.  To find out more, contact 
our Chair, Alison, at  
info@mndnorthwiltshire.org.uk 

http://www.mndnorthwilts.org

