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Welcome to the April issue of our Newsletter
In this issue we talk about opportunities for getting involved with
the work of the Group in order to help support local people with
MND. Please do mention this to any friends and colleagues who
might be interested. Believe us when we say it is rewarding to
know you have helped in some way!
We are also pleased to report donations and activities by our
supporters. We always love to recognise these thoughtful
contributions.
Protecting and Respecting Personal Data
ACTION REQUIRED PLEASE
The MND Association is responsible for lots of personal and sensitive data
and it is everyone’s responsibility to keep this data secure and correctly
processed. Currently the Data Protection Act tells us how to process data.
In May 2018 the General Data Protection Regulation (GDPR) comes into
effect. The aim of the GDPR is to strengthen data protection legislation to
reflect the new ways that data is processed (including the internet and cloud
based storage).
What is the impact of not protecting and respecting data?

Personal damage and distress to the owner of the data; this could
be a person living with MND

Loss of trust in the Association and local Groups

Bad reputation for the Association and local Groups

Breach of Data Protection Regulations may result in a large fine
As part of the Association, we at the North Wiltshire Group are taking this
very seriously. You may soon receive a communication from the group
regarding future contact and asking for this to be completed and returned to
us as soon as possible. (We will only send a contact form to those of our
supporters who are not on the Association list, asking them to complete and
return it to us at soon as possible. The Association will contact other
members separately.)
IMPORTANT — If you do receive a form to complete and we do not hear
from you by 25th May then we must assume that you no longer wish to
receive information and we will remove you from the North Wiltshire Group
contact list.

Your Activities
Swindon & District Netball Association event
We’re very pleased to say that an incredible total of £487.34 was raised at
the SDNA charity refreshment day on Saturday 24th March. A big thank you
to Nora for nominating us, to everyone who baked or provided goodies, to
our fabulous volunteers for giving up their Saturday to help out and also to
all the netball players and their supporters for buying refreshments, our
Easter chicks and Easter gifts.

“Made with love”

Our grateful thanks to Nicky Sutton for raising an amazing £305 for the
Group by selling her hand crafted products.
A lady of many talents and
formerly Digital Media Officer
for the North Wilts Group, Nicky
has made and sold a range of
gifts, including Valentines and
Easter items, which she
produced in her (limited) spare
time.
Thanks also to Lorna for
providing an outlet for these
sales. The picture shows just
one example of Nicky’s handmade ceramics.
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Your Activities
Community Matters from Waitrose

Alison (left) receives a cheque for £356 from
Waitrose in Malmsbury, while Suzanne (above)
Is presented with one for £460 from Waitrose
in Marlborough. Huge thanks to these two
stores for nominating the Group, and thanks to
everyone who put their green tokens in the
box! It does matter.

Short animation: What is MND?
The MND Association has launched a new three minute animation,
providing an overview about MND.
What is MND? features a voiceover and subtitles for accessibility. You
can access the animation at www.mndassociation.org/whatismnd or
through the Association website video bank at www.mndassociation.org/
videos
What is MND? is aimed at people with or affected by MND, when first
searching for information following diagnosis. It is candid, but provided
with empathy.
What is MND? has been positively received:
“The presentation is excellent and the content clearly explains the disease
to the listener.” (Person with MND)
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Association News
A fresh look at volunteer support for people affected
by MND
Over the next two years the Support Volunteer Project will be looking at how
the Association could provide even bigger, better volunteer support for
people affected by MND.
That could mean:

Growing our network, especially in areas with few volunteers.

Looking at new volunteer roles or looking again at roles which have
been trialed locally.

Exploring new ways of volunteering.

Further improving the Association Visitor service, including learning
from local best practice.
We can’t do this without you! As the project kicks off, we are keen to hear
your ideas for improvements (big or small). And every suggestion you make
will receive a response.
For more information about the Support Volunteer Project and how to give
us your ideas please see www.mndassociation.org/supportvolproject.
Alternatively, contact us on 0345 6044150
or email svproject@mndassociation.org.

Don’t miss the MNDA South Regional Conference
on 20th May 2018 at the Holiday Inn Bristol at Filton.
This will be an excellent opportunity to learn more about MND, meet others
affected by the disease and find out what’s new in MND care, research and
campaigning. Similar events are held throughout the year and receive
fantastic feedback.
Although regional conferences are primarily aimed at people living with
MND, their families and carers, everyone with an interest in MND is warmly
welcomed. There is no fee for people living with MND, their families and
carers. For other delegates the registration fee is £15 (this includes lunch
and refreshments).
To register, visit the Association website: https://www.mndassociation.org/
news-and-events/events/conferences/regionalconference/
If you prefer or are unable to attend, you can join us online. The conference
will be live streamed via the Association’s facebook page
https://www.facebook.com/mndassociation

Local support for local people
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Your Chance to Get Involved
Exciting FUNdraising development — but we need you
As you know, the North Wiltshire Group is run entirely by volunteers and we
are always looking at ways we can develop and expand the Group to help
us provide the best support possible to people living with and affected by
MND in our community. With this in mind we are looking to develop a team
of volunteers whose main focus will be on organizing events on behalf of the
Group and supporting others who are fundraising for us in the local area.
Being part of a team will allow you to do as much or as little as you want –
no pressure! It will mean shared responsibilities, shared tasks and shared
experiences. The sort of things you could be involved with include:






Planning an annual programme of awareness raising and fundraising events
Encouraging other local organisations to run events in support of
the Group
Offering support to others fundraising for the Group
Keeping he group committee up to date with fundraising activities
and provide information for newsletters and media releases
Organising and helping at events

This is an excellent opportunity to develop skills and get involved with your
local community. You will be part of a new team and so help develop it in
the best possible way. Full support will be provided by the Group committee
and staff from the MND Association. You don’t need personal experience of
MND but it would be great if you have good communication skills, good
organisational skills, and the desire to help!
If you think you might be interested in joining this team, don’t be shy, get
in touch and let’s chat. Email Alison our Group Leader on
alisonaviss@mndnorthwiltshire.org.uk or contact Jo Campbell our
Volunteering Development Coordinator on 0345 375 1839; email
jo.campbell@massociation.org

Raising Awareness of MND
Raising awareness of MND is an important part of the role of both the North
Wilts Group and the Association.
This year the Association has changed its strategy. We will no longer focus
on a single ‘Awareness Month’ but will instead focus on individual events
and campaigns as the opportunities arise. So keep looking for openings to
raise awareness and funds.
21st June is Global Awareness Day for MND—pass it on!
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Things to Know
Useful Contacts

What’s On?
8th May
Seend Support Meeting, Community Centre
16th May
Swindon Support Meeting, The Lawns
20th May
Regional Conference, Bristol
21st June
Global Awareness Day for MND
3rd July
Seend Support Meeting, Community Centre
18th July
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
MND Connect 0808 802 6262
MNDA national website
www.mndassociation.org

Support Meetings

MNDA Volunteering Team
01604 611681

We hold support meetings in
Swindon at The Lawns Community
Centre Guildford Road, Swindon,
from 2pm-4pm. The next meetings
will be 16th May & 18th July.
Contact Susanne Webb on 07776
126994 or email
susanne.webb@gmail.com

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

Alison Aviss, Anita Creamer & Martin
Brown hold support meetings at
Seend Community Centre, Rusty
Lane, Seend, Melksham SN12 6NS
from 2-4pm. The next meetings will
be 8th May & 3rd July.
To contact Anita Creamer, email
anitacreamer@mndnorthwiltshire.
org.uk

Dorothy House 01225 722988

Thanks from the Association

The Group made a contribution to the
annual appeal. Some services which we
use locally can only be provided at a
national level, and this is also the only way
our local Group can share in essential
research into the causes and treatment of
MND. Sally Light, CEO of the MND Association, wrote:
‘The continued and generous support of
your Group … is very much appreciated.
As you know, your support helps us to
improve care and support for people with
MND, their families and carers across
England, Wales and Northern Ireland.
Funds raised by our ... Groups also
support vital research and I am pleased to
report we currently have £15.5 million
invested in over 80 research projects—our
most ever.’

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
22nd June 2018.
The editor would love to receive your
news, comment and photos for
inclusion: please email him on
AndrewRSargent@gmail.com
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