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Celebrating our 30th Anniversary
This year sees the 30th anniversary of the founding of the North
Wiltshire Group. We continue to be active, made possible by the
enthusiasm and generosity of many supporters. Some of their
fabulous stories are recorded here. Your support, large or small,
helps us to make a difference for local people affected by MND.

30 years of making a difference
What were you doing in 1988? It was a different world. Many of our
supporters weren’t even born! Margaret Thatcher was still prime
minister. Were there really only four TV channels? Mobile phones
required a battery pack the size of a briefcase. The internet was still
just a business tool. And two determined ladies, Ruby and Anne (see
page 3), were setting up a Group in North Wiltshire to support the fight
against MND!
Things have changed, but the fight against MND continues. The Group
and our family of supporters are still raising money to help local people
affected by MND, and at the same time are raising awareness to move
the disease up the political agenda. This is as important as ever. The
Group is actively involved in campaigning, working with the main
Association to influence local and national politicians.
There have been some major successes. A couple of years ago the
Ice Bucket Challenge was very effective in raising overall awareness,
reaching the country and generating significant funds. Locally, we
influenced Swindon Borough Council to sign the MND Charter, and this
was followed by the adoption of the Charter by Wiltshire County Council and the Clinical Commissioning Group (CCG) in a joint signing. We
also worked with the CCG to set up and jointly fund a specialist MND
Respiratory Physiotherapist on a one-year project appointment to
improve the management of and coordination of services offered to
people with MND in our area. The post was so successful it was made
substantive and is now fully funded by the NHS.
(continued)

(30 years of making a difference—continued)

Meanwhile, the Association continues to sponsor research into the causes
and treatment of MND, and the care of patients. The Group also contributes
to that vital work.
This year sees the 30th anniversary of the founding of the North Wiltshire
Group. We continue to be active, made possible by the enthusiasm and
generosity of many supporters. Some of their fabulous stories are recorded
here. Your support, large or small, helps us to make a difference for local
people living with MND.
Why do our supporters keep at it? Some have lost loved ones to MND.
Others have worked as healthcare professionals involved in the care of
those affected by the disease. Yet others are aware of this cruel disease
and want to make a difference. We are proud to have been able, over the
decades, to help fund life-changing things like stair lifts, bathroom modifications and respite care.
We always welcome those who want to help. Some people have the skills
to fill an obvious formal role to help run the Group. We currently have a
vacancy for a Social Media Officer and a Chief Fundraiser. Volunteers don’t
need to make a long-term commitment. Running a one-off fundraising event
among your friends, or offering a little help until your circumstances change,
are all valuable contributions. To learn more, contact us at
info@mndnorthwiltshire.org.uk

Some statistics


Our current volunteers have supported the Group for 60 years
between them.



In 2017 our volunteers gave c.5,000 hours.



At any one time we are supporting over 50 people affected by MND.



Over 30 years we have raised almost £400k.

Some quotes
‘I’m proud to be involved with a Group that’s been here consistently for 30
years’ - a volunteer
‘Thank you so much to the North Wiltshire Group for providing the grant
for me to take my children on holiday. We all had such a good time and
made lots of memories I hope will help them in the future’ - a pwMND
‘I don’t know what I would have done without you’ - widower of a pwMND
about an AV
‘We are very lucky to have such a dedicated group of volunteers helping
those affected by MND in North Wiltshire’ - a healthcare professional
‘It's great working with such a passionate team who all have one goal - a
world free of MND’ - a volunteer
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A few volunteers
Over the years many valued supporters
have contributed to the success of the
Group, and we offer our warmest thanks
to them all.
The group was founded by two committed
ladies, Ruby and daughter Anne,
following the sad loss of a husband and
father. Among other things, Anne
continued to run fundraising bric-a-brac
stalls at venues including Wootton and
Malmesbury markets for over 25 years.
Our accounts don’t go back far enough
to know exactly how much she raised in
that time! Both ladies are still counted
among our loyal supporters.

Carrie (centre) receives a bouquet after
Make Now Different

Anne and Ruby running a stall
We will single out just one recent member, Carrie, who has just moved away to take up a new job. Carrie lost her
Gramps to MND. Wanting to make a difference, she joined the Group as a
very enthusiastic Social Media Officer. But she will be remembered for the
show Make Now Different which she organized last November in the
Swindon Arts Centre. Calling on her wide network of connections, she put
together a wonderful evening of song and dance, combining amateur and
professional talent, and raising both funds and awareness in the process.
Carrie said, ‘I wanted to do something to celebrate my Gramps’s life: he
loved singing and dancing. I want to help support those with MND as well as
their families and friends. I want to help Make Now Different for them’. We
wish her every fortune for the future.
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Your Activities
Walking Netball Tournament
The North Wiltshire Group
were fortunate to be
invited to provide refreshments at this year's Walking Netball Tournament &
Festival held on 11th
August at Dorcan Recreation Complex, Swindon.
The event is held annually
to celebrate the anniversary of the launch of Walking Netball in Swindon.
Teams travelled from
Weston Super Mare,
Dursley, Newport, Newent, Tidworth and
Cirencester to join locals from Swindon to
play in the Tournament.
The Group supplied hot and cold drinks,
savoury snacks and plenty of cakes which
all went down well as you can see from what
was left at the end of the day!
The teams were extremely generous,
donating a variety of raffle prizes which
boosted the day's takings. Match fees,
raffle, t-shirt, MNDA
merchandise and
refreshment sales brought
the day's total takings to
an incredible £1,007.
Thank you ladies!

Local support for local people
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Your Activities
Football fantasy,
Colin Moss
My nephew Andrew is a Manchester United fan, I am a Spurs
fan. One day we were bantering
on Facebook, which team would
finish above the other in the Premier League last season. Andrew
quipped ‘I'll bet you £5 Utd will
finish above Tottenham’. I replied,
‘Let’s make it a bit more interesting. The loser donates £50 to
MND North Wiltshire Group’.
Andrew agreed. In my mind we
were both winners because the
money will be used to help someone with MND.
Andrew and his wife Sue and their
sons Charlie and Jack gave Shan
and me a £30 cheque for our
wedding present on 31st May, so
with Andrew and Sue’s agreement Colin Moss presenting his donation at
Shan and I decided to add it to the Swindon Support Group meeting to Alison
and Barbara
£50. All to a great cause!

Running ‘30’

A group photo of (most of ) the team who ran for the MND Association at a
race called Endure 24 at Wasing Park in Reading, June 9th-10th this
year. The group broke into smaller teams which ran in relays for 24
hours. Our own Heather and Dougal (from Chippenham, in the Tam-o’Shanter) were team members and both ran 30 miles as part of the relay!
What a great turn out. Well done to all concerned. (photo: Mark Hodkin)
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North Wilts Group News
Pete’s Praise of Prospect
The North Wiltshire Group of the MND Association is proud to work with
Prospect Hospice, Wroughton (visit www.prospect-hospice.net).
The following article by Pete who is living with MND, is adapted from
Prospect News (autumn 2018).
For patients like Pete, Prospect Hospice’s Day Therapy services have been
a huge help as he has adapted to life with MND. Pete’s someone with a
positive outlook on life, but he readily acknowledges that what he’s learned
through the Day Therapy team has built his confidence and enabled him to
cope better with the illness. ‘The support I have had has been excellent’, he
says. ‘I’ve not met anyone at Prospect who hasn’t been very willing to help
me, and that’s been important because I’m not someone who finds it easy to
ask for help. If I come with a problem, there always seems to be someone
in the team who will help fix it. That ranges from the nurses and therapists
through to the brilliant volunteers who are there every week too.’
Pete’s first experience of Prospect’s support came when he first attended
their Open Programme, a regular series of sessions presented over several
weeks. ‘I learned a lot. One week we explored fatigue, which is something
I live with all the time, and learned to always keep something in reserve. On
another week we looked at anxiety and stress, and learned techniques to
manage both, and these have helped me ever since. I was always quite a
confident person, but this has bolstered my confidence in my life with MND.
And coming to Day Therapy every week is great. My loss of ability with my
hands has meant I’ve not been able to take part in craft activity, but I enjoy
spending time with people in similar circumstances to mine – and the banter
is great!’
Pete’s grateful for the support of the local community which means that he
can benefit from a weekly session at Prospect Hospice. ‘This is a really
great service for people in a situation like mine’, he says. ‘To people who
raise funds for
Prospect Hospice, I can tell
them with absolute certainty that
their money is
very well spent.’

Pete with
volunteer Mike
(reproduced with
permission)
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Things to Know
Useful Contacts

What’s On?
23rd October
Seend Support Meeting, Community Centre
5th December
Swindon Support Meeting, The Lawns
11th December
Seend Support Meeting, Community Centre
16th January 2019
Swindon Support Meeting, The Lawns

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

Support Meetings

MND Connect 0808 802 6262

We hold support meetings in
Swindon at The Lawns Community
Centre, Guildford Road, Swindon,
from 2pm-4pm. The next meetings
will be 5th December & 16th
January 2019.
Contact Susanne Webb, email
susanne.webb@gmail.com

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

Alison Aviss & Anita Creamer hold
support meetings at Seend Community Centre, Rusty Lane, Seend,
Melksham SN12 6NS from 2pm-4pm.
The next meetings will be 23rd
October & 11th December.
Contact Anita Creamer, email
anitacreamer@mndnorthwiltshire.
org.uk

Prospect Hospice 01793 813355
Dorothy House 01225 722988

Vacancy

The North Wiltshire Group is currently 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 webmaster/mistress post is currently
separate.)

All sessions are drop in. Come along
to share ideas, meet other members or
for a change of view! Volunteer
helpers also welcome.
The deadline for submission for the next
issue of the Newsletter will be
12th January 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

If you love social media. If you are
comfortable with Twitter and Facebook. 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
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