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Support Meetings
We hold support meetings in
Swindon and Calne.
Swindon meetings are held
at The Lawns Community
Centre Guildford Road,
Swindon, from 2.15-4pm.
The next meetings will be
15th March & 17th May.
Contact Susanne Webb on
07776 126994 or email
susanne.webb@gmail.com
Calne meetings are held at
The Masonic Hall, Stainer
Road, Calne, from 2.154pm. The next meetings will
be 16th February & 20th
April. Contact Anita Creamer
on 07827 421035 or email
billanitawill@btinternet.
com

Chair’s welcome
In this first issue of 2017 we feature our review of
2016 and are very proud to share our Impact
Report. As a group we set our own actions to
ensure that we have a clear focus and have
measurable achievements.
As this issue is being prepared, we have the excellent news that Wiltshire Council and the
Clinical Commissioning Group (CCG) have jointly
adopted the MND Charter. Our grateful thanks
go to all who have been involved in bringing this
about and is the result of three years’ work.
We hope you enjoy reading this issue and do let
us have your news and views.

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

Alison Aviss

Wiltshire Council adopt the MND Charter
On 2nd February Wiltshire Council and Wiltshire Clinical Commissioning Group (CCG)
signed the MND Charter. The North Wilts
Group has been trying to achieve this for the
past three years. Our lovely campaign networker John Howell who is living with MND
engaged his councillor Jon Hubbard who
championed the cause and opened the door
for our campaign team. (continued on p.2)
Photo: (l to r) Jon Hubbard, Alison Aviss, Sally &
John Howell, Heather Smith, Tim Burns, and
signing Jerry Wickham

MND Charter (continued)
Our very grateful thanks to Cllr Jerry Wickham, Cabinet Member for Health
and Adult Care, Cllr Jon Hubbard and Tim Burns, Neurology Lead for the
CCG, for their support. Alison and Heather who were at the signing ceremony said ‘This is a fantastic partnership approach and we thank all that
have worked hard behind the scenes to bring this about. By raising awareness of MND, both organisations will understand how the decisions they
make may impact on the lives of those affected by the disease’.

Our Impact in 2016 — North Wiltshire Group
As a Group, we are very proud and committed to represent the Motor
Neurone Disease Association and assist in delivering its aims in our local
area. To help us to do this effectively, we develop our own action plan to
help us focus our activities, assist in maximizing our resources and skills and
to provide a mechanism to identify and celebrate our successes.
The 2016 action plan focused on five key areas:

Support for people with Motor Neurone Disease

Awareness raising

Fundraising

Campaigning and Influencing

Group organisation
How did we do?

The 2016 plan detailed 48 individual actions. 46 actions were
successfully completed, equating to a 96% achievement rate

Collectively, our Group volunteers gave over 4,500 hours of their
time

We were delighted to welcome Carrie and Daniel as new volunteers and sorry to say farewell to our Finance Officer

Unfortunately, we have been unsuccessful in finding volunteers to
form a fundraising team so the search continues
Here are some examples of our achievements:

We directly supported over 50 local families affected by MND and
worked closely with local health and social care providers to ensure
a co-ordinated approach to care

We provided a record £12,600 in financial assistance to local
families towards the cost of home adaptations, specialist equipment
and quality of life improvement

In addition the committee elected to send £7,000 to the Association
national office, split between the support of people with cognitive
changes and funding essential projects at the Trustees discretion

In October, Group members attended a Parliamentary reception as
part of a national awareness raising event that focused on the
importance of Attendance Allowance for families affected by MND

We are very proud that Heather Smith, our Vice Chair and
Campaigns Contact, was elected as a Trustee of the Association in
September. She takes on this demanding role in addition to her
2
commitment to the Group
(continued on p3)

Our Impact 2016 (continued)
These achievements have only been possible due to the dedication and
commitment of the volunteers who make up the North Wiltshire Group team,
and share a common goal to make a real and positive difference to all those
affected by MND in our area. If the c.4,500 hours given by our volunteers
were paid at the UK living wage hourly rate it would cost over £38,000!
Thank you all so much.
If you would like to help us with this important work we would love to
hear from you. Do contact us at info@mndnorthwiltshire.co.uk or call
on 08457 626262.

How we funded my home adaptation
by John Howell

My name is John Howell and I am aged
69. I have been married for over 46
wonderful years and have two fabulous
daughters and three beautiful granddaughters. I was diagnosed with MND
in November 2014 having noticed a
slight weakness in my left arm and leg
in the autumn of 2013. My doctor
thought this was nothing more than a
minor muscular problem but as time
went on he decided that greater tests
were required and inevitably this led to
the news that it was MND.

slower side of progression albeit not the
slowest. So with this in mind we made
the decision to carry on our lives as
normally as possible.
Our main concern for the future was the
need for better access to sleeping and
toilet/washing facilities. Our house is
small with facilities upstairs and one of
our two bedrooms is reserved for our
lovely grandchildren, who regularly stay
with us. We shared our concerns with
the Social Services Occupational
Therapist who suggested that a through
floor lift was the answer. Sounds like a
good idea but…..

Having some savings, we would not
qualify for a grant, the cost of installation
is high and it would effectively take out
the second bedroom, meaning that our
grandchildren could not longer stay with
us. We knew we needed to be practical
but this just felt too much for us to
consider; and that our feelings were not
being taken into account. As a family
trying to cope with a devastating
diagnosis we needed understanding
John and family
and a willingness to help us through our
Fellow sufferers will know what the dev- worries.
astating diagnosis and the resulting impact has on the whole family. A referral (continued on next page)
to the John Radcliffe Hospital in Oxford
gave me the news that I was on the
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John Howell (continued)

business in and around the town to see
if they would be willing to offer items for
Shortly afterwards our AV Alison Aviss raffle prizes at these occasions. Every(Chair of the North Wiltshire Group)
one was so forthcoming and all the
came to visit us for the first time and af- events proved a runaway success. Our
ter listening to our concerns asked what chosen builder promised to keep costs
we would ideally like to happen? Well, down, likewise a family run business in
that was easy to answer – the ultimate town donated everything for the wet
solution would be to convert the garage room.
into a bedroom and bathroom, but we
Thanks to so much generosity we
were worried that we simply would not
managed to raise £13,000 towards our
be able to afford it! Alison told us that
target leaving a small amount for us to
we could start a fundraising appeal for
this, and although we were very skepti- self-fund. Works are now completed
cal at first, a plan was developed, start- and the room occupied. My whole family is so grateful to everyone who helped
ing with an article in the local newsus and they will never know how much
paper.
we appreciate their generosity.
Meanwhile the North Wiltshire Group
I do have a few tips. It is vital to engage
would fund the installation and six
month rental of a stair lift so that I could with a builder that is familiar with
conversions for disabled people and
have safe access to the upper floor.
also to make full use of all local occupaVery quickly, our family got behind the
idea and we became very busy thinking tional therapists both from NHS and
Social Services. It is also important to
about how to approach this. The
garage conversion quotation came in at ensure that you have all your personal
£15,000. How would we ever be able to needs catered for and the whole issue
should be project managed by yourraise this much?
selves or someone who can act
This was a big and hard step to take as knowledgeably on your behalf.
in effect we were opening ourselves up
I hope my story will inspire others
to everybody and perhaps even
criticism. We’ve always been a private suffering from this dreadful disease to
take a similar line and reach out for help
family and never asked for anything.
when all seems lost. There are some
But nevertheless we decided to go
wonderful people out there just waiting
through with it and subsequently the
to give a helping hand.
story was printed and picked up by
other regional newspapers and then the
BBC. I found myself speaking live on
the radio about what we were doing and Comment by Alison Aviss, Association
Visitor:
why, and also raising awareness of
MND and the work of the Association.
I am so proud of John and his family for
At the same time we opened up an
taking up the idea of crowd fundraising,
account on the ‘Just Giving Website’.
which I know was very difficult for them.
The effect was immediate and donaIt is not an easy thing to share your
tions started flooding in to the account
personal story with strangers and on
from well-wishers all around our small
social media but the results of the fundtown and beyond.
raising speak for themselves. It is lovely
to see John being able to enjoy the new,
Friends decided to organize several
bespoke facilities and the improved
functions such as a Tea Dance, Barn
quality of life these bring.
Dance and a quiz night in a local pub.
Our daughters approached small
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Devizes School’s fab effort

Skittled!

The fabulous students of Devizes
School, Theresa House, have raised
an amazing total of £929.80 for North
Wiltshire Group from various events
throughout the 2015/16 school year.
Here Alison presents a certificate of
achievement to tutor Blake Raymond
who spearheaded the initiative.

Members and supporters of the
North Wiltshire Group recently
enjoyed a skittles evening at the
White Hart, Stratton. Despite being
skittles novices, a good time was
had by all. The winning team were
presented with medals, Charlotte
achieved the highest score and Pam
was awarded the wooden spoon.
The raffle raised £50 towards the
Group's funds, with grateful thanks to
prize contributors Barrett & Coe and
Sainsburys Stratton. All are looking
forward to a return match next year
with maybe a few practice sessions
between now and then!

Pam shows off her trophy

Alison said ‘We are so grateful to the
school, the teachers and most especially to the students for this fantastic
fundraising effort. A very big thank
you from all at North Wilts Group.'
Melksham Fundraising Event
If you are in or near Melksham on 8th
March, pop along to John Stuart Funeral
Directors, 10 Bank Street, who are holding
a fundraising event in support of MND
North Wiltshire Group. Hosted by Tom and
Karen, there will be lots of lovely cakes to
buy and a tombola to try your luck.

JustGiving

The deadline for submission for the next
issue of the Newsletter will be 8th April
2017.

Don’t forget the Group’s JustGiving page.
Go to the homepage on our website,
www.mndnorthwiltshire.org.uk and scroll
down to the JustGiving box.

Email the editor: AndrewRSargent@gmail.com

Local support for local people
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Useful Contacts

What’s On?

N Wilts Group website
www.mndnorthwiltshire.org.uk

16th February

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

2nd March

Calne Support Meeting, Stainer Road
Committee Meeting, Prospect Hospice, 7pm

15th March

Swindon Support Meeting, The Lawns

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

6th April

Committee Meeting, Prospect Hospice, 7pm

Twitter @MNDNorthWilts

20th April

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

Calne Support Meeting, Stainer Road

4th May

Committee Meeting, Prospect Hospice, 7pm

MND Connect 0808 802 6262

17th May

Swindon Support Meeting, The Lawns

MNDA national website
www.mndassociation.org

1st June

Committee Meeting, Prospect Hospice, 7pm

MNDA Volunteering Team
01604 611681

Easter chicks

Ruby and her chirpy brood of
knitters have been clicking away
with the knitting needles and
produced dozens of cute chicks.
Each will be filled with a chocolate
treat and will need a new nest
before Easter arrives.

Neil Drinkwater, MNDA Regional Care
Development Adviser, email
neil.drinkwater@mndassociation.org
mob: 07831 349398
Prospect Hospice 01793 813355
Dorothy House 01225 722988
Holiday lets
Some of our local families living with mnd
have recommended the following websites
for accessible holiday accommodation.
Needless to say, the N Wilts Group cannot
endorse these personal recommendations,
but we thought you might be interested.
Flat Spaces www.flatspaces.co.uk is a
registered charity providing an accessible
holiday bungalow fitted with ceiling hoists.
Ceiling Hoist Users Club www.chuc.org.uk
has a register of accessible holiday homes
for wheelchair and hoist users.

We are searching for new outlets
for our 2017 hatchlings, so if you're
willing to sell a dozen or two in the
run up to Easter to friends, family
or workmates then please let us
know. Donation of £1.50 per chick.
All money raised will go to North
Wiltshire Group's funds to support
local people living with MND. For
further information email
info@mndnorthwiltshire.org.uk

Christmas stockings
Many thanks to Barbara Sargent and
friends
who
raised
over £360
knitting
mini
Christmas
stockings.
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