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Katy Styles

The We Care Team at Parliament with MP’s and Speaker Bercow

We Care Campaign wins national
campaigning award from UK Parliament
On Tuesday 2nd April, Katy
Styles and the We Care
Campaign team arrived at
Westminster to collect the UK
Parliament’s Digital Campaigner
of the Year.

T

his year (2019) marks the second
year of the Your UK Parliament
awards. The winning entries were
chosen by the Speaker of the House of
Commons, and a judging panel of MPs,
Peers and independent judges. All of the
winners attended an awards ceremony
hosted by the Speaker in the Houses of
Parliament.
The Rt. Hon John Bercow, Speaker
of the House of Commons, said:
“There is nothing more inspiring than
hearing how these winners used so
many innovative ways to get people
more involved and connected with UK
Parliament. This year’s awards have
shone a light on this amazing work –

and will hopefully encourage others to
join the campaign.”
We Care Campaign is an ongoing
campaign to get a better deal for the
UK’s 7 million unpaid carers. It is led by
carers, for carers. Carers are a hard to
reach group as they often feel too tired,
too isolated and disempowered to take
part in campaigning.
We Care undertook 3 digital
activities. Katy ran an e-petition calling
on government to publish a Carers’
Strategy. The petition obtained 2,124
signatures. We Care also encouraged
unpaid carers to take part in a twitter
#AsktheMinister question session to
the Minister for Social Care, Caroline
Dinenage. We then used our own
@WeAreCarers account to host Barbara
Keeley, the Shadow Minister, enabling
carers to ask more than one politician
the same questions during Carers
Week. We Care organised a Valuing
Carers digital event where decision
makers, carers and the cared for posted
messages of support for unpaid carers
during Carers Rights Day.

www.mnda-eastkent.org.uk

MNDAEastKent

“We Care want to
thank you so much
for a special day in
Parliament. Engaging
with Parliament at
this time in a positive
way has never been
so important and we
have loved playing a
small part in this.”
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We Care Campaign’s activities
made a massive difference and impact
on our target audience of unpaid
carers who took part in our campaign
actions. Individual carers took part
in digital actions which helped
organise a real grassroots campaign.
We Care worked hard to utilise every
contact made, by replying to every
single contact individually. An unpaid
carer speaking of one of our digital
takeovers said: “Normally we get a
bit of cake and bunting for Carers
Rights Day. This is so much more than
that. It’s not been done before.” We
equally made an impact on individual
decision makers, within Parliament
and beyond and have built a strong
network, enabling us to reach more
carers in 2019.
Katy Styles who led the campaign
said: “We Care want to thank you so
much for a special day in Parliament.
Engaging with Parliament at this time
in a positive way has never been so
important and we have loved playing
a small part in this.”
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DIARY DATE for 2019

Whistable
Windsurfing
starting point

Minnis Bay
starting point

The 3rd Coastal Walk to

Botany Bay

D’Feet

MND

Broadstairs
Finishing
point

Saturday, 18th May 2019
You can register by visiting:
www.mnda-eastkent.org.uk/walk2019
To find out more about the walk go to:
http://mnda-eastkent.org.uk/walk19

Margate
starting point

The 2019 routes...

3rd Coastal Walk to D’Feet MND May 18th 2019
We will be holding our third Coastal Walk to D’Feet MND on Saturday May 18th 2019. There will be three walks, the first from Whitstable
to Broadstairs , the second from Birchington Minnis Bay to Broadstairs and the third from Margate to Broadstairs. All will end with
refreshments at The Wrotham Arms, Ramsgate Road, Broadstairs.

T

here is an entrance fee of £10
which includes a tee shirt
(collected on the day), training
program, detailed plan of walk,
and full insurance. Only registered
walkers can walk and they must wear
the tee shirt for insurance purposes.
Each walker is requested to find
sponsorship to support people living

Collection medallions upon completing walk
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with MND in East Kent. There is no
obligation to raise sponsorship but all
support is greatly appreciated.
To register for the walk, please
visit www.mnda-eastkent.org.uk/
walk2019 and complete the form,
then follow the link to Just Giving
to pay your entry fee of £10. If you
intend to set up your own

JustGiving page, we are happy for
you to do so. Please select MNDA as
your charity and then please mention
MNDA East Kent in your story to
ensure that funds you raise are
used for people living with MND
in East Kent. Once you have
set up your JustGiving Page,
please link it to our team at

Some walkers about to leave Minnis Bay
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www.justgiving.com/teams/
coastalwalk2019/join so we can
keep track of the total funds we
raise. If you want to make a
donation in support but not register
please visit our Donations Page.
Should you experience any
difficulties please email
webmaster@mnda-eastkent.org .

MNDA - EAST KENT
mndconnect@mndassociation.org
www.mnda-eastkent.org.uk
MND Connect – 0808 802 6262
Mon-Fri 9.00am - 5pm and 7.30pm - 10.30pm (Local charge call)

Thanks, Beyond the
Valley Travel

B

eyond the Valley Travel is a not
for profit organiser of travel for
members in the Elham Valley.
Jenny Barling who sadly died of
MND in late 2017 organised the travel
events for many years and was a very
popular figure.
Upon her death David and Surian
Tamsitt took over, continuing Jenny’s
excellent work in previous years.
During the period since Jenny died
the group have held many events and

Flame Pilots at

at these event raffles were held in
memory of Jenny.
This culminated in Mid-April with
the presentation of a cheque for
£1,100.00 to MNDA East Kent to be
used for the support of people living
with MND in East Kent.
MNDA East Kent would like
to thank David, Surian and all the
members of Beyond the Valley Travel
for their generosity. Huge thanks to
you all.

the recent Wro

tham Arms gig

Thank you,
Wrotham Arms
T

he Wrotham Arms in
Broadstairs has been a
fantastic supporter of MNDA
East Kent for several years.
The Wired New Year’s Day Jam,
which featured may local musicians,
and prizes donated by various people,
with a special mention to Hornby for
their generous donation, raised the
fabulous sum of £960.30. The main
contributor being the raffle, but also
sales of the Fairholt album and some
£70 from the collection box.
More recently on 14th April
Lodestone, Flame Pilots and

Spyplane played in the afternoon.
Ben Mills and Robert Jarvis
performed in the evening. Great fun
was had, and a raffle raised some
£310.00.
The Wrotham Arms has now
raised over £6,000.00 for MNDA
East Kent, since the 1st Jan 2016.
Thanks to Jackie and her staff at
the Wrotham Arms, thanks to all the
musicians who have played at various
functions, thank to all organisers and
finally thanks to all the customers
at the Wrotham Arms for their
generosity over the past few years.

Clive Hudson receiving the cheque from Surian Tamsitt

Bottom Members of Beyond the Valley Travel
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Marking our

40

th

YEAR

The Association was established
in 1979 by a group of families
affected by the disease. With
little information, co-ordinated
care or support available
they felt ‘isolated’ and utterly
‘helpless’. They were ‘in the dark’
and aimed to fill the void of
care and support and encourage
research into the disease.

F

orty years on the Association funds
the co-ordination of life-changing
care for people living with MND,
and wide-ranging support for families
and carers. We also invest around
£15.5 million in a global research
effort to discover causes, potential new
treatments and ultimately a cure.
We will mark 2019 as an Association
with a relentless commitment to people
living with MND, underpinned by a fresh
optimism that together we will deliver
our vision of a world free from MND.
We know so much more about MND
today and our research focus now is to
take that knowledge gained globally into
clinics, to find potential new treatments
for everyone affected by MND.

“We also invest
around £15.5 million
in a global research
effort to discover
causes, potential
new treatments and
ultimately a cure.”
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Boldly stepping into the future at launch of Next
Generation Think Tank
The Motor Neurone Disease
Association took a step into the
future at the launch of the Next
Generation Think Tank, a project
aimed at exploring, designing
and developing technology
to support people living
with a range of neurological
conditions and disabilities.

T

he MND Association Think Tank,
involving technical experts
from a wide range of global
companies, is the brain child of Dr
Peter Scott-Morgan, an Association
trustee who is living with MND, Stuart
Moss an innovation strategist at Rolls
Royce and the Association’s director of
care improvement Nick Goldup.
Nick said: “The Think Tank is an
incredibly exciting project which in a
very short space of time has already
brought together some of the most
forward-thinking, innovative and
creative companies in the world

to focus on making life better for
millions, and perhaps billions, of
people.
“Dr Peter Scott-Morgan, who is
living with motor neurone disease,
has a vision for how he wants to
live once the disease robs him of
his ability to move, speak, eat and
breathe. Using medical intervention to
keep his body functioning Peter plans
to use technology to provide him
with a high-tech quality of life. The

Think Tank brings together companies
and people with the expertise and
capability to turn his vision into a
reality.”
“And the benefits of this work
globally shouldn’t be under-estimated.
There are billions of people across
the world who are paralysed, disabled,
‘locked in’, living with neurological
and degenerative conditions. Some
of the innovations being discussed at
the inaugural meeting of the Think

Tank could give those people access
to new experiences, opportunities and
ways of living.”
“The buzz in the room at the
meeting was incredible and everyone
involved is looking forward to where
this meeting of minds will take us.”
The Think Tank has already
attracted news headlines with BBC
and Channel 4 cameras filming at the
inaugural meeting held at the Rolls
Royce Innovation Centre.

Thanks to Saltwood
Boxing Day Runners
The Saltwood Run has been held for many years on Boxing
Day. Large numbers of runners turn out to run off some of
the Christmas dinner.

E

ast Kent MNDA have been
a recipient of funds from
the run for many years.
We have received a cheque for
£2,500.00 from funds raised at
the 2018 run.

www.mnda-eastkent.org.uk

Thanks to Ross Sansom and
the team organising the Saltwood
Run and to all the runners who
efforts over many years have raised
substantial funds to support people
living with MND in East Kent.

MNDAEastKent

Runners at Saltwood
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RecordMeNow

RecordMeNow is a free app that enables
people to make a lasting legacy for
themselves and their families.
wanted to leave some kind of history for
my kids. Especially for my youngest as
she has only known me this way..
Alison Noakes says RecordMeNow
is part of a bigger trend of people with
terminal conditions thinking about
their digital legacies, including what
to do with social media accounts. But
“legacy work” has a long history in
palliative care, she says. She’s familiar
from working in hospices over the years
with the idea of “memory boxes”, in
which patients left toys, CDs or perfume
bottles, along with stories about why
these physical objects were important
to them.
In the past, some parents who knew
they were dying left messages for their
children to read on specific occasions,
like Christmases, birthdays or weddings.
But Gaby’s research found it was better
to create a resource bereaved children
could dip into at times of their choosing.
“Respondents said to me, ‘My wedding
will be emotional enough without my
mum or dad, I really don’t want to open
a message on that day, I don’t know
how I’d respond.’” In fact, if the children
are old enough and in a strong enough
state of mind when the parent is dying,
they can adapt the prompts in the app
to get the kind of memories they want.
One child said: “Half of the fear is
thinking, ‘I am alone,’ and having the
app is like having a little safe haven,
allowing you to celebrate your parent’s
life as opposed to grieve their death.
It’s the little things,” she says. “You’d be
surprised how small stories can make
such an impact, so you feel they are still
with you, or you are part of their lives.”

Adapted from a story By
Dougal Shaw, BBC Stories,
5 March 2019

T

he app was developed by Gaby
Eirew, who interviewed more
than 100 people in Canada
and the UK who had lost one or both
parents as children. (In the UK about
one in 20 children will lose a parent
before the age of 16 - approximately
24,000 each year.) She asked these
people what they wished they could
have asked their parents. The app
is question-prompting and videorecording, based on the key questions
that those people wished they had
answers to.
Two large communities of people
the app has helped are those who have
been told they have terminal cancer, and
those diagnosed with Motor Neurone
Disease. People like Dean Mucklow, who
lives in Birmingham and was diagnosed
in 2013 with Motor Neurone Disease
(MND). After his diagnosis, Dean and
his family were put in contact with
Alison Noakes, who works with the
Motor Neurone Disease Association. She
recommends the app to people if they
still have good voice quality because
she has seen the benefits it can bring.
People can feel very anxious when
they first get their diagnosis and the
app gives them something positive
to focus on, says Alison. Dean used
RecordMeNow to create an archive of
more than 80 video messages for his
family, including his young son and
daughter, while he could still speak.
He also shows his children one of his
special skills in one video: touching his
nose with his tongue. Reflecting on the
video messages, now that he has lost his
capacity to speak, Dean says: “I always
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“I always wanted to leave some kind of history
for my kids. Especially for my youngest as she
has only known me this way”

MORE INFORMATION
For more information please visit
http://www.recordmenow.org/
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MND Connect – 0808 802 6262
Mon-Fri 9.00am - 5pm and 7.30pm - 10.30pm (Local charge call)

Launch of jointly funded study aimed at improving
the quality of care received by people with MND
The Motor Neurone Disease
(MND) Association and the
terminal illness charity
Marie Curie are delighted
to announce the launch of a
jointly-funded study aimed at
improving the quality of care
received by people with MND.

T

he study is part of a second
round of research funding by
the two charities, the first three
studies having launched in 2017.
The new study is led by Dr Sally
Wheelwright at the University of
Southampton and will develop and pilot
a web-based decision aid for people
with MND considering a gastrostomy.
Many people with MND have
problems swallowing. This can make
it harder to eat and drink and can lead
to weight loss. One way of managing
this is to have a feeding tube fitted into
the stomach, known as a percutaneous
endoscopic gastrostomy (PEG) where

hopefully empower people with MND to
make a really important decision about
how they live their lives.”

food, drink and medicines can be
delivered directly into the body through
the tube.
Currently it’s not known if being fed
in this way improves either nutrition
or quality of life for people with MND.
Some people have concerns about
having a feeding tube fitted and may
decide it is not the right choice for
them.
The project will develop a webbased decision aid to help people
living with MND decide whether to
have a PEG tube fitted. It will present
accurate and reliable information,
clearly explain risks and benefits and
check users’ understanding of the
material presented. Crucially, it will

also help people understand what is
most important to them so supporting
personal choice.
The decision aid will be developed
with the help of people with MND,
carers and clinicians to make sure the
information included is relevant, useful
and presented in the best way possible.
Dr Wheelwright said:
“People with motor neurone disease
have to make lots of difficult decisions
from diagnosis onwards. Quite
complicated medical information needs
to be evaluated, often in challenging
circumstances. I am absolutely
delighted to have been awarded
this grant because the outcome will

Dr Nick Cole, Head of Research
Development at the MND
Association, said:
“The MND Association continues
to be dedicated to ensuring quality
health and care. I am delighted that
we are continuing our partnership
with Marie Curie by jointly-funding Dr
Wheelwright’s project.”
Dr Sabine Best, Head of Research at
Marie Curie, said:
“Marie Curie funds palliative and end
of life care research relevant to people
living with terminal illness and their
families and friends. We are delighted
to continue sour partnership with the
MND Association to address evidence
gaps in the care of people living with
MND. We are very pleased to jointly
fund this new project that aims to
empower patients to make decisions
about the use of PEG tubes on the basis
of the best available evidence.”

A thoroughly enjoyable Spring Lunch
East Kent MNDA Group held
their annual Spring Lunch on
Saturday 27th April at the
Yarrow Hotel, Broadstairs.

T

here were 36 diners and they
enjoyed a well prepared and
presented 3 course meal by
the staff of the Yarrow Hotel. The
food was excellent and heartily
enjoyed by everyone present.

We had the honour of having
Richard Coleman, the Chairman of our
Board of Trustees as our guest. Richard
gave a short speech about the role of
the Trustees and the future of MNDA,
which was very well received.
We ended with a raffle, which is
always fun. It is a joy to watch the
anticipation of our young diners.
Thanks to everyone for coming
and special thanks to the staff and
management of the Yarrow Hotel, who
made us feel very welcome.

www.mnda-eastkent.org.uk
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MNDA East Kent needs your help!
If your family, friends or anyone
you know have ever been
affected by Motor Neurone
Disease, please help us to help
other families living with this
terrible disease.

W

e need people willing to help
in many ways, from joining
our committee, planning for
the future, running fund raising events,
helping with social media, helping with
our web site or helping out at our

M N DA E A S T K E N T D I A RY
DATE

EVENT

Sat 18 May 2019 	Coastal walk to D’FEET MND full details
www.mndaeastkent.org.uk/walk19

many events. Whatever your skills we
can use them.
Please contact Clive Hudson by email:

chair@mnda-eastkent.org.uk
If you live outside of East Kent
please contact Claire Tuckett by email:

claire.tuckett@mndassociation.org
Thank you for reading this
request and we hope to hear
from you soon.

Sat 8 June 2019

Strawberry Tea - Dobbies, Ashford

Wed 10 July 2019

MNDA East Kent Committee

Sat 17 Aug 2019

Picnic - Strode Park, Herne

Wed 11 Sep 2019

MNDA East Kent Committee

Sun 22 Sep 2019

Dragon Boat Races - Mote Park, Maidstone

Sat 19 Oct 2019

Support Meeting Capel Le Ferne

Wed 13 Nov 2019

MNDA East Kent Committee

Sat 7 Dec 2019

Christmas Lunch, Yarrow Hotel Broadstairs

Thur 26 Dec 2019

Saltwood Run - Ode Park

Wed 1 Jan 2020

New Year Party - Wrotham Arms, Broadstairs

BRANCH

CONTACTS

PHONE

EMAIL

Chair

Clive Hudson

07773 777476

chair@mnda-eastkent.org.uk

Secretary

Maureen Wallis		

secretary@mnda-eastkent.org.uk

Treasurer

Maureen Wallis		

treasurer@mnda-eastkent.org.uk

Judy Keay

judy.keay@mnda-eastkent.org.uk

Association Visitors
07496 417841

Campaigns

Katy Styles		

Committee Members

Chrissie Batts		
Lynn Hudson		

campaigns@mnda-eastkent.org.uk
lynn.hudson@mnda-eastkent.org.uk

Janet Raeburn
Kim Metcalf
Webmaster			

webmaster@mnda-eastkent.org.uk

Newsletter			 newsletter@mnda-eastkent.org.uk

						
ASSOCIATION CONTACTS		
Reg. Fundraiser S-East

Pam Fry		

pamela.fry@mndassociation.org

Volunteer Co-ordinator

Claire Tuckett		

claire.tuckett@mndassociation.org

Regional Care Advisor

Cathy Finnis		

National office		

01604 250505

enquiries@mndassociation.org

Thumbprint Online			

www.mndassociation.org/membership

Online Forum			

forum.mndassociation.org

MND Connect – Help Line		

mndconnect@mndassociation.org

08088 026262

MNDA National Website			

www.mndassociation.org

The National Website offers support, information and advice to people living with MND, their carers, health and social care
professionals and volunteers.
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