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Walk to d’feet* MND
Together, let’s take steps to d’feet* MND

It’s back! Our annual walk to d’feet MND to
have some fun, raise awareness, and help
raise much needed funds will be on Sunday
12th, June, so
grab your
comfy walking
shoes, and
even the dog if
you have one,
and join us.

Wagon Walk. A gentle walk , starting from
Tyneside Riverside Park, Newburn to Wylam
and back. It’s a family fun day out and
perfect to bring to the along the pets as well.
The walk is ideal for a gentle stroll with no
hills, and has good wheelchair access.
Last year’s walk was a great day out for all
and raised just over £3000.

The event
takes place along the picturesque Wylam
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If you are interested in joining in, please do
register to receive details and a sponsorship
form by contacting; Marian Dent, Tyne &
Wear Branch secretary on 0191 2823693
email her marian.dent@hotmail.co.uk
How to get there
Tyne Riverside Country Park lies on the outer
west edge of Newcastle, close to Newburn
and the river Tyne. It is easily reached by bus
from town (no’s 21 and 22 from the Central
Station), by bike along Hadrian’s Way, or if
you are coming by car, it is signposted from
the A6085 and the A695.
Tyne Riverside Country Park Grange Road,
Newburn, Newcastle upon Tyne, NE15 8ND.

There is ample free car parking available,
including spaces reserved for the disabled
http://www.activenewcastle.co.uk/wpcontent/uploads/stephensons_track_west_wa
lks.pdf

*Walk to d’feet MND is a Trademark of The
ALS Association and is used with permission.
All rights reserved

News from our Campaigns
Contact
Well, it’s been
another busy
period for our
Campaigns
Contact volunteer
Colin Hardy.
Since joining in
May 2014,
Colin’s tenacious
campaigning has
helped make
positive changes
in Berwick to improve the lives of people
living with MND in that area.
Colin's personal experience of his sister
Brenda living with MND and the challenges
he encountered during that time is what
drove him to campaign for changes in
Berwick. He lobbied the local council and
MP’s, gaining the support of both the Mayor
of Berwick, and the Berwick upon Tweed MP,
Anne-Marie Trevelyan. Colin gave a

presentation to the council describing the
challenges people with MND face daily and
as a result the council members signed up to
the Association’s MND Charter.
Colin’s many activities have made him a
regular in the local press and on social
media. During 2015 he had the town
revisiting the Ice Bucket Challenge for what
became known as the ‘Berwick Big Splash’,
raising over £8,000.
Over the Christmas, Colin participated in the
Berwick Boxing Day Dip where he and many
others braved the cold Northern Sea to swim
raising more awareness and money for the
MND Association.
Recently Colin has been involved with the
“Make Benefits work for #MND" campaign,
spreading the message over social media
and twitter to encourage people to sign up for
the campaign. Contacting local and regional
MP’s, he has gained backing from Ronnie
Campbell, Iain Lavery and Mary Glindon in
support of the campaign when they attended
The All Party Parliamentary Group (APPG)
on MND in December.
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During
the

campaign, Colin along with other volunteer
Campaign Contacts visited Westminster to
lobby MP’s, highlighting their concerns on the

impact the Welfare Reform and Work Bill will
have on people living with MND and their
carers. Colin met with Anne-Marie Trevelyan,
MP for Berwick upon Tweed, to discuss the
campaign. Colin commented “Anne-Marie is
very supportive and says that the
government, recognise our concerns.”
All together the Campaign Contacts spoke to
42 parliamentarians “Meeting 42 MPs and
getting the chance to discuss our concerns
face to face was really good, and we were
able to put our message across”
We look forward to hearing further MND
Association Campaigns news from Colin in
future newsletters.

Thank You Berwick Town Council

It always a lovely surprise upon hearing good
news and this is no exception. Recently
Berwick upon Tweed town council were
acknowledged by the Motor Neurone Disease
Northumberland Group.
Colin Hardy, Campaigns Contact for the
group, was delighted to present Mayor Hazel
Bettison with their MND Association
Certificate of Recognition. The group wanted
to commemorate the support given by the
entire council during 2015
is just over £8,000 this

The presentation took place on Monday 21st
December 2015 during the council meeting.
The council have been very supportive of
Colin and his hard work improving the lives of
people with MND in Northumberland.
Colin said: “Berwick is one of the few town
councils with councillors who have signed the
MND Charter. I want you to know that
grassroots support does make a difference”.
“I’d like to thank all councillors who took part
in the Big Berwick Splash and were brave
enough to take the ice bucket challenge –
some on more than one occasion”.
“The videos uploaded on social media have
been seen more than 40,000 times which has
put Berwick and MND on the map up here”
“I would like to thank councillors who worked
quietly behind the scenes with people who
have been affected by MND to resolve some
of the problems and issues they have.”
Colin’s presentation featured in the local
newspaper, the Berwick Advertiser and was
shared across social media.
“We have raised a lot of awareness and quite
a lot of money. My personal total
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SILENCE SPEAKS VOLUMES CAMPAIGN

Imagine an
hour...a
day...a week
without
speech
We all know
somebody that
from time to
time we wish
would STOP
talking. Perhaps you are
the chatterbox who would
struggle to stay quiet for an
hour, a day, a week?
Imagine how it might feel to
adapt to voice loss forever.
More than 80% of people
living with Motor Neurone
Disease (MND) will have
difficulty speaking as part of
this devastating disease.
That is the message we
are sending to all our
supporters asking you to
join us in our fundraising
event for Awareness Month,
‘Silence Speaks’.
As we know, one of the
most devastating things
people with MND face is
losing their voice. Over 80%
of people with MND will
experience speech

NEWCASTLE
CARE CENTRE
MEMORIAL
SERVICE

difficulties, but everyone will
worry about it.
That’s why ‘losing your
voice’ is at the heart of
‘Silence Speaks’. We’re
encouraging people to take
part in this sponsored
silence fundraiser, which
aims to provide insight into
what is for many a hugely
frustrating aspect of living
with MND.
Importantly, Silence Speaks
is not just about staying
silent! To highlight how
people whose voices have
been affected by MND have
to adapt, people taking part
will be encouraged to find
other ways to communicate
throughout their challenge.

The annual Care Centre
Memorial Service is held to
commemorate and
remember those who lost
the battle with Motor
Neurone Disease. The
event will be held at on

Sally Light,
Chief
Executive of
the MND
Association
said:
“Supporting
Silence
Speaks will
make a huge
difference to
people living with MND.
Just raising awareness in
communities is a vital step
towards our vision of a
world free from MND.
“For many people,
experiencing
communication difficulties is
the hardest part of the
disease – the feeling of
being trapped in a body
unable to tell your family
you love them.
To find out more or to
register for your fundraising
pack please visit
www.mndassociation.org/sil
encespeaks Don’t forget
when you register to state
clearly in the box provided if
you would like the money
you raise to support for the
charity.
Sunday 10th April 2016.
The service is held from
2pm – 4pm. After the
service the will be the light
refreshments available in
the church hall.
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We are currently looking for
volunteers who would like
to help with serving
beverages and assisting
with the washing up.

Please contact Marian at
the MND Centre on 0191
2823693 if you are
available to help.
(For Directions on how to
find the church look on
appendix A page 8 )

What Did You Give
Up for Lent?
Chocolate? Sweets?
Caffeine?
Shopping? Alcohol?
Smoking? Fast Food?
How is it going? Are you
still managing to abstain? It
can be quite a challenge
committing to giving up
something you enjoy for a
while.
That’s why we wondered if
we could offer you
something more enjoyable

to give up. Something
perhaps a bit challenging
and definitely rewarding.
All it takes is what skills and
time you feel you have to
offer. 40 minutes, 40 hours,
40 days....not your nights
though, - your sleep is
important.

We are a great team here
at Tyne & Wear Branch, but
a rather small one. You
may have skills and time
which could be invaluable
to us in helping to support
people living with MND
now, and we are sure you
will feel the benefit too.
It would be great to have
some more skilled help,
whether it is for a few hours
a week or several days a
month.
We appreciate everyone
has busy lives and it’s not
easy some days to even
find time for ourselves let
alone to help others, but we
hope you don’t mind us
asking. That’s the way most
of us got involved here at
Tyne & Wear Branch –
because someone asked
one day.

If you would like to do
something but are not sure
what you personally can
offer please do have a chat
with us. We know not
everyone wants to be a
fundraiser or take minutes
at meetings, but you never
know what skills you have
that could help us.
Do you perhaps know some
one who would be
interested in helping us?
Perhaps you could pass
this article on to them. We
have quite a few events
planned this year where a
few hours help would be
very welcome, including our
Walk to d’feet*, a Folk
evening and our annual
support for runners at the
Great North Run,
Thank you for your time and
interest in reading this.
Do call me for an informal
chat and to find out more
Chris Noble, Volunteering
Development Coordinator
(VDC) on 01325 333136 or
email
chris.noble@mndassociaito
n.org

Small actions can
help make a BIG
difference
Colin Hardy, volunteer
Campaigns Contact for the
Northumberland Group
came along to our

committee meeting at
Gateshead recently. Colin
explained to the Tyne &
Wear Branch committee
5

members about his role and
the progress he has made
in

lobbying and campaigning
locally on behalf of the
MND Association.
And if you would like to sign
up E-campaigns

He is very aware that not
everyone has the time to do
all actions that he does, but
he did stress how “anybody
can make a difference” and
the importance of those
individual small actions that
we can all make to help
raise the awareness and
change understanding
about MND.
Colin highlighted about the
MND Association’s Ecampaigning effectiveness,
and simplicity. The ecampaigns allow for
everybody to make a

difference from the comfort
of their own chair, it’s very
easy to do and costs
nothing. You can do as little
or as much as like, just by
signing up you’ll receive
regular updates about the
campaign and how to
participate.
Click on the link and to
learn more about the MND
Association’s Campaign
Network
http://www.mndassociation.
org/getinvolved/campaigninginfluencing/

New Care Publications from the MND Association
Understanding my needs
This is a revision of our ‘patient passport’ to help hospital staff and care workers
understand the needs and preferences of someone with MND. This now enables the
person with MND to include photos, and more details about their likes and dislikes.
The short booklet has been received well, both by experts and reviewers affected by
MND. Some regions may use their own patient passports, but our version can be
used if needed or where existing systems are inappropriate for MND. A copy of this
tool will be included in both the Living with MND and the End of Life guide folders.
An interactive format will follow soon, so that people can download the form,
complete it onscreen and print out as required.
“I think the understanding my needs document is fantastic!!
It’s very similar to a patient passport we are about to pilot and
the fact that you highlighted the caution of using oxygen is
brilliant.” Anthony Hanratty, MND Nurse Specialist & Care Coordinator,
Middlesbrough MND Care Centre
“I think Understanding My Needs will work well for patients and professionals alike.”
Professor Christina Faull, Palliative Medicine Consultant, LOROS, Leicester
“An essential document, particularly for those who have communication problems.”
Carer of someone with MND
This would have been ideal as I went from hospital to rehab, saving me from
repeating myself to doctors.” Person with MNDMotor neurone disease checklist
This checklist is designed to help people with MND become more aware of their possible needs, think of
ways to solve problems that may arise and help them in discussions with health and social care
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professionals. A copy of this list will be included in the Living with MND guide folder. There will also be an
interactive format to download, complete onscreen and print out as required.
“It’s great for the patient to use this to forward plan and prepare for the future (alongside other advance
care wishes/discussions).”
Anthony Hanratty, MND Nurse Specialist & Care Coordinator, Middlesbrough MND Care Centre
“Well thought out and I like the personal action plan.” Person with MND
To order contact the MND ASSOCIATION’S Care Team
Telephone: 01604 611812 or 611685
Email: careadmin@mndassociation.org

New Carers Guide



how to adjust to life beyond the caring
role.

How are people responding to the
guide?
We are
delighted to
announce
the re-launch
of Caring
and MND:
support for
you, the
Association’s
guide to help
family and
unpaid carers, who support a person with
MND. The updated publication covers the
new Care Act in England and similar ongoing
reforms in Wales and Northern Ireland.
The content includes:


how the title of ‘carer’ can help open doors
to support and services



ways to prepare for the challenges that
may lie ahead



awareness of carer’s rights and how to
access a carer’s assessment



the types of support and service available
to carers




suggestions about how to manage difficult
emotions
information to help carers maintain their
own health and wellbeing

Responses during development have been
extremely positive. Examples are:
“A fabulous job of simplifying very
comprehensive, sometimes confusing
legislation – well done. I would like to share
the information with my providers, as I think it
is an excellent template to help carers,
whoever they are caring for. Excellent, wellwritten and easy to understand.”
Sonja Woodhouse, Commissioning Manager
Carers Lead, Northamptonshire County
Council

“This information is so useful. I think that
sometimes people take on a caring role, but
don’t realise they are carers and don’t get the
help that is available to them.”
Carer, supporting a person with MND
“I particularly like the write-on forms at the
back and wish these had been available
when my husband and I started on the MND
path.”
Former carer for a person with MND

How do people order the guide?
Available in book format, the new guide can
also be downloaded as an interactive PDF or
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as separate sections for ease of access. See:
www.mndassociation.org/carerguide

Staff can order guides as usual from our Care
Admin team:

Families affected by MND can order a copy
of the new guide by contacting the MND
Connect helpline:

Telephone:
01604 611685
Email:
care.admin@mndassociation.org

Telephone:
0808 802 6262
Email:
mndconnect@mndassociation.org
Appendix A
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Useful Contacts
`

Branch Contacts
Martin Boyes, Branch Chairman, tel: 0191 548 5847,
Ken Hylton, Honorary Branch President, Vice-Chairman & Ambassador-at-Large,
tel: 0191 236 5838
Marian Dent, Branch Secretary, tel:,07580558789 email: general@mnd-tyneandwear.org.uk

Tyne & Wear Branch website
http://www.mnd-tyneandwear.org.uk
https://www.facebook.com/#!/groups/tynewearbranch/

MND Association Contacts
Regional Care Development Adviser – Jenny James – 08453 751820,
jenny.james@mndassociation.org
National Office – 01604 250505, enquiries@mndassociation.org
MND Connect – 03457 626262, mndconnect@mndassociation.org
MND Association website – www.mndassociation.org
Registered Office:
Motor Neurone Disease Association, David Niven House, 10-15 Notre Dame Mews,
Northampton, NN1 2BG
Registered charity number 294354
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