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Welcome to the July issue of our Newsletter
2019 is a big year for celebrations. The MND Association
is celebrating its 40th anniversary, and our Group is 30 years old.
More than this, you will see that our Group has been honoured
with The Queen’s Award for Voluntary Service, the MBE for
voluntary groups.
These exciting milestones provide a temporary distraction, but the
Group remains focused on its mission, to provide support for
families affected by MND, to raise both funds and awareness, and
to campaign.

Alison Aviss
The Queen’s Award for Voluntary Service
The North Wilts Group is honoured
On 2nd June the North Wiltshire Group of the MND Association was awarded the prestigious Queen’s Award for
Voluntary Service in recognition of 30 years of support to
people affected by MND. This is the highest award a
voluntary group can receive. Hats off to all our members
and supporters.
The Group raises funds to support people living with and affected by MND
as well as providing emotional support, practical help, regular visits and
information signposting to people living with the terminal illness, their
families, friends and carers. In the last year alone over 50 families have
benefited from the Group’s work.
Testimonials were given by several health and social care professionals. Dr
Graham Lennox, a consultant neurologist in Swindon and Oxford, said: “I
am delighted that the fantastic work of the local MND Association has been
recognised in this way. They are exceptional in every respect. Together
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they provide regular visits for people with MND and their families, providing
information, emotional support and practical help. All of this is of enormous
day-to-day benefit to local patients, who often comment to me that they do
not think that they could have coped with their illness without this support.”
Alison Aviss, Group Chair, said: “It is such an honour to receive this award
and on behalf of the Group. I feel immensely proud and humbled in equal
measure. It is a privilege to work with families that are affected by MND and
represent the Association in our area. Our team are an amazing group of
people who share a passion to provide support, understanding and practical
help wherever we can.”

Group Members at the Royal Garden Party

Alison Aviss and Barbara Crook were delighted to be invited as representatives of the Group to a Garden Party at Buckingham Palace on 21st May.
This was in recognition of the Group’s
nomination for the Queen's Award for
Voluntary Service which is equivalent to
an MBE for volunteer groups.
Barbara said, "Fortunately, it was a
sunny day and after waiting outside the
Palace gates with several thousand
other guests, all equally excited, we
were guided through the courtyard and
into the Palace gardens. It was so
lovely to see everyone dressed in their
finery and we felt very special and
honoured to be there. After a tea
comprising dainty sandwiches and cake
with iced coffee, we joined the crowds
lining up to see Her Majesty the Queen
appear with the Royal Party. Although
we were not selected by the equerries
to personally meet the Queen, we were
able to see her fairly close up. A bonus for
us was to get quite close to the Duke and
Duchess of Cambridge and Prince
Edward. We had a lovely afternoon relaxing
in the gardens, listening to the band and even
managing to catch a glimpse of the Queen as
she went back into the Palace."
Barbara and Alison outside
Buckingham Palace
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Group members proudly
hold their
Queen’s Award
for Voluntary
Service *****

The Association’s 40th birthday party

To commemorate the 40th anniversary of the Motor Neurone Disease
Association, volunteers from across the country were invited to a special
garden party hosted by The Duke of Buccleuch at Boughton House in
Northamptonshire on 21st June.
Anita Creamer, Heather Smith and Theresa
Williams represented the North Wiltshire
Group, joining more than 250 guests to
celebrate this milestone on what was also
Global MND Awareness Day.
The event included a tour of Boughton
House and its beautiful gardens, inspiring
stories from the Association’s founders and
the opportunity to learn more about MND
research from scientists working in the field.
Guests also heard from Dr Jane Hawking,
wife of the late Professor Stephen Hawking,
and their daughter, children’s author Dr Lucy
Hawking.

Heather, Theresa & Anita at
Boughton House

The 40th anniversary will also be marked by a free exhibition ‘Art Beyond
Limits’ at the gallery@oxo on London’s Southbank from 2nd to 6th
October 2019, 11am-6pm, featuring work created by people with or affected
by MND.
(Source: Wiltshire Gazette & Herald)

Welcome

We are delighted to welcome Natasha Flintoft to the Group who joins us in
the newly created role of Carers’ Champion. Over the coming she months
will be developing ideas of how we can support all of our carers.
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Your activities
John Daniel Cup 2019

This year’s John Daniel Cup was the most successful yet with a record
12 teams participating. John’s son Tom and his family from America were
able to attend for the first time, and Tom boosted the number of teams by
inviting friends to take part. The weather was perfect for golf which was
followed by a raffle and excellent food provided by the ladies. Everyone
had a great time.
An incredible £1,135.15 was raised in total - well done everyone and
heartfelt thanks from the North Wiltshire Group, MNDA.

Waitrose — Community Matters
Waitrose has generously supported the
Group’s work in the region.
The Malmesbury store’s token scheme
donated £560 in May.
The Whichelstowe Swindon store’s token
scheme donated £320.
Many thanks to the staff and to all the
customers who voted for us, and to Theresa
for arranging this.

Local support for local people
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Heather’s 24 hour relay

Rain, wind, sun, more rain … a changeable weather weekend in Wasing Park,
Aldermaston, did not deter thousands of
runners at 'Endure 24', the popular 24
hour relay running event held on 15th16th June. Again, there were several
teams representing the MND Association, amongst whom was our own
Heather Smith, taking part for the fourth
year in a row. Heather ran in a team of
four, one of whom is also from our
Runners: Dougal Campbell, Heather,
region, Dougal Campbell, who ran
Sarah Russell, James Russell
dressed in an Elmo costume!
Heather said, 'So proud of our team completing 120 miles, 30 miles each,
with everything the weather threw at us! The course became really muddy
in places, even more difficult to run in when it is dark and you are extremely
tired! But, we raised a huge amount of awareness, our cheering point by the
finish line is always the loudest on course, and there is never a lap without
the 'blue and orange' out on the course!' Heather and her team will be back
to do it all again next year!

MNDA Gold at Chelsea

The MNDA raised awareness by supporting a garden at RHS Chelsea this
year. This is the designer, Sue
Hayward’s, third Chelsea garden for
the Association. It won a gold medal.
Sue explains, ‘My design shows a
once much tended garden returning
to nature, as the proud owner for
many years is now unable to spend
time working on it because of the
impact of MND. I hope the finished
garden shows how a physically
debilitating condition can put a halt to
hobbies that we enjoy and take for
granted, such as gardening, but also
highlights the beauty of an
unmaintained garden as nature and
wildlife take over.’
This 1935 Morgan Super Sports is
the centrepiece of Sue’s garden — a
classic car its owner will sadly not
now drive
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Association news
Annual Conference and national AGM

Don’t forget. 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.
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

South West Regional Conference

This year’s regional conference will take place at Exeter Racecourse on
21st September 2019.
The registration page can be found at https://www.mndassociation.org/
conference-events/ or phone 01604 611822

Scrap 6 Months campaign: update

The MND Association and Marie Curie are holding a Parliamentary Drop-In
event in the House of Commons on Wednesday 3rd July to promote our
Scrap6months campaign.
The purpose of the event is to build political support for the Scrap6Months
campaign by speaking directly to parliamentarians about why it’s so
important for people with MND that the law is changed.
The All-Party Parliamentary Group (APPG) on Terminal Illness will be
launching the report from its inquiry into the Special Rules for Terminal
Illness at the event. Guests will comprise MPs, Peers, people affected by
MND, clinicians and other stakeholders. The Chief Executive of the MND
Association, Sally Light, will also be in attendance and the Association is
hoping to have a VIP present too.
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Things to Know
Useful Contacts

What’s On?
9th July
Seend Support Meeting, Community Centre
13th July
National Conference & AGM
27th August
Seend Support Meeting, Community Centre
18th September
Swindon Support Meeting, The Lawns
22nd October
Seend Support Meeting, Community Centre

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
MNDA national website
www.mndassociation.org

We hold support meetings in Swindon
at The Lawns Community Centre,
Guildford Road, Swindon, from 2pm4pm. The next meetings will be 18th
September.
Contact Susanne Webb, email
susanne.webb@gmail.com

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 9th July,
27th August & 22nd October.
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 14th
September 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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