news

SPRING / SUMMER 2018

M N D A

E A S T

K E N T

G R O U P

CHARITY NO. 294354

Carers’ Strategy
Carers were asked to contribute to a call for evidence for a Carers’
Strategy in early 2016. Many carers and carers organisations filled
in the questionnaire and wrote reports on the issues for carers and
how to solve them.

E

veryone expected the Carers’
Strategy to be published at
the end of 2016. We waited
throughout 2017. An election happened.
The Minister changed. We continued
to wait. By October I decided that
I needed to do something to get

government talking about the Carers’
Strategy again. I was quoted twice in
Parliament as being very annoyed that
carers were still waiting and our voices
were unheard. The Minister then made
an announcement in November that
there would be an action plan. That

WBG raises £10K for MNDA

T

he Wealden Business Group
have supported MNDA
East Kent throughout the
past 2 years, organising 3 major
fundraisers, as well as weekly
collections.
More than 60 people attended a
race night in the Little Silver Hotel.
This was a thoroughly enjoyable
evening and raised a considerable
sum for MNDA in East Kent.
A Murder Mystery Evening
at Little Silver Country Hotel in
Tenterden. The case was The Curse
of the Willoughby Diamond. The
evening started with champagne
followed by an excellent 3 course
meal to die for!! During the meal
the actors presenting the murder
mystery developed the plot of the

murder and murder was indeed
committed.
The Black-Tie dinner and
charity auction held at The Little
Silver Country Hotel, Tenterden on
Saturday (17 March) raised more
than £4,000.
The event, which included a
fizz reception, auction of promises
and disco was in aid of the Motor
Neurone Disease Association.
The dinner marked the
culmination of two years of
fundraising for MNDA by the
Wealden Business Group.
The grand sum raised by these
events exceeds £10,579.81 which
was presented to Clive Hudson,
Chairman of MNDA East Kent Group
on April 18th, by Martin Tickner.
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Katy Styles, Rosie Duffield MP and Judy Keay at MNDA Parliamentary Reception

Action Plan was due in January. It never
came. We were on our next Minister.
I created a petition on the
Government’s own petition website to
get Government to publish the Carers’
Strategy. I even took an online course
with UK Parliament to learn how to do
this. My petition went up on the website
on 22nd January. It runs for 6 months. To
get a response from Government I need
10,000 signatures. To get a debate I
need 100,000 signatures. But no matter
how many signatures this petition
attracts it has got people discussing
carers and the lack of a properly
thought through strategy.

“ I was quoted twice
in Parliament as
being very annoyed
that carers were
still waiting and
our voices were
unheard.”

SOCIAL STRATEGY

So far Kent Carer Support organisations
have supported this petition through
their networks, as have many other
carers organisations throughout the
country.
M.Ps have shared the petition
on social media and there have
been messages of support and
encouragement.
Why did I do this? As someone who
meets many carers it struck me how
few knew their rights, few identified
themselves as carers and few were
claiming benefits they were entitled to.
A proper strategy should address these
issues.
If you feel you can support this,
please click on the link and sign up and
share. Thank you.”

MNDA.East.Kent

PETITION LINKS:
www.petition.parliament.uk/
petitions/209717

Katy Styles – Carer, MNDA Trustee and
MNDA East Kent committee member

1
01/05/2018 13:17

01604 250505
enquiries@mndassociation.org
www.mndassociation.org

The essential work of Association Visitors (AVs)…
AVs are volunteers working
for the MND Association, who
have an important and unique
role in supporting people with
(pw)MND and their families
by ensuring they receive the
support and service they
require.

Government award-winning training in
the latter part of 2012 and visited my
first pwMND in January 2013.

HOME VISITS

A

Vs offer free and confidential
emotional support and
information about the
Association and other services that help
people make informed choices.
The above offers a description of the
AV role but it is important to highlight
the fact that AVs come from many walks
of life, e.g. previously having worked
as healthcare professionals (often
working with pwMND), others have
experience of MND through family or
friends and some want to offer their
time and energies to a charity of their
choice. I fall into the category of having
first-hand experience of MND as my
husband died 8 years’ ago after living
with the disease for 14 months. A year
later I joined the E. Kent Group and a
further year on I was asked to train as
an AV as there were, at that time, no

Judy Keay, AV Co-ordinator

AVs covering the whole 800sq.miles
of East Kent. I completed my rigorous,

I usually visit people in their own
homes about every 4 weeks with extra
phone or email contact in between
when I’m ‘on a mission’ to find out
information or sort out a problem etc.
I work closely with Chrissie Batts our
very special Specialist Nurse. There
are times when it is important I refer
to Chrissie and other times when I can
sort things myself thus saving time for
all concerned. Throughout the time my
husband was living with MND, I learnt
to battle for a whole host of things that
were his right. This is still a useful tool
but, alongside this is the emotional

KEY AV TASKS:
1. M
 aintain contact through visits, phone, email or social media.
2. Explain support and services offered by the Association, Social Services and
other providers.
3. Liaise with healthcare and social care professionals on behalf of the
pwMND.
4. Often help pwMND to identify problems at their onset and explore how
these might be managed – making referrals to healthcare professionals etc.
as and when needed.
5. Work is confidential

MAKING CONTACT:
We obviously hope we can help and,
if you would like an AV to contact you,
please email me on
judy.keay@mnda-eastkent.org.uk
or phone on 07757 749985.
Alternatively, if you or someone you
know would like more information in
regard to becoming an Association
Visitor please contact Judy or
MND Connect on tel. 0808 802 6262

support I am able to give to the pwMND
and their family. Yes, we talk about the
disease, any progression, questions,
worries, etc.
Some of the visit time is often spent
on discussions of other everyday things
and, over the years, I have learned
much about art, gardening, football
from another Man U fan and recently,
of course, politics and Brexit. Whatever
anyone brings to the conversation, I’m
happy to talk and learn about.
At the start of 2017, I was joined by
two further recently trained AVs who
would share AV coverage of East Kent.
Judy Keay
AV Co-ordinator

Time to enter the Pearson Whiffen
5-a-side football tournament

K

ent Company Pearson Whiffen
Recruitment are running a 5
a side Football tournament
on Saturday 2nd June, starting at
8.30. All proceeds from the day will
be shared by the Kent Branches of
MNDA.
To enter a team please contact
Rob at rob@pearsonwhiffen.co.uk

2

We are looking forward to a
fabulous day attending this event and
hope to see many of our supporters
on the day.
Grateful thanks to Pearson
Whiffen Recruitment Ltd. for
selecting MNDA to be the charity
to benefit from this
competition.
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Research funding…

For over 30 years, the MND
Association has identified and
funded the most promising
MND research. As of 30
September 2017, our current
research portfolio is £14.6
million, funding over 70
research studies.

T

hese are categorised into five
themes: Causes, Models of
MND, Healthcare, Markers of
MND Progression, and Developing
Treatments.
The MND Register of England,
Wales and Northern Ireland ( ‘the MND
Register’ ) is a research study funded by
the MND Association.
The study is led by Professor Ammar
Al-Chalabi at King’s College London
and by Professor Kevin Talbot at Oxford

University. It will collect information
about every person living with MND
The information will help plan the
care for people living with MND and tell
researchers more about what might be
causing the disease.
For example, counting every person
with MND allows us to work out the
number of people diagnosed with MND
per year, how many people currently
have the disease and how this is
changing with time. Information such

HeadUp Collar trial results…
A revolutionary new collar
which will benefit people with
MND and others with weak
neck muscles was launched at
the International Symposium.

P

eople with MND can experience
head drop as a result of neck
weakness, which in turn can
cause pain and difficulties with
communication and swallowing. In
the past, many of the cervical orthoses
available were designed with other

conditions in mind, and either did not
provide enough support or were too rigid.
Professor Chris McDermott
explained people with MND were
involved in a user centred design
project, alongside engineers, designers
and healthcare professionals to develop
a specific orthosis to meet the needs of
people with MND.
The cervical orthosis, known as
the ‘Head Up’ collar was developed
to make it easier for patients to carry
out everyday tasks such as eating,
driving and communication. It can be
customised to provide support where

www.mnda-eastkent.org.uk
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The HeadUp collar

it is needed most and to adapt to the
changing needs of the patient.
116 patients from 10 centres across
England, Wales and Ireland were fitted
with a HeadUp collar to use at home for
one month, after which they completed
a questionnaire and assessment. Health

MNDA.East.Kent

as gender and ethnicity can be used to
look for characteristics of people more
likely to develop MND.
People with MND can take part
in the study via the project website
www.mndregister.ac.uk .
They may also be invited to take
part during an appointment at their
MND clinic .
(The number of clinics able to
recruit people with MND into the
Register is increasing all the time).
professionals were also asked to
complete an assessment on the practical
aspects of fitting the collar.
The majority of patients chose to
keep the HeadUp collar and continue
to use it after the trial period. They
reported higher levels of satisfaction
compared to collars used previously,
a better level of support, lack of
interference with eating and drinking
and improved appearance.
The HeadUp is manufactured by
TalarMade, and will be available on
their website from April 2018, through
the NHS in the UK or for worldwide
orders. Online videos including tips,
tricks and fitting advice will be created
for patients, carers and professionals.
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Silence Speaks
Silence Speaks is the MND Association’s activity to raise awareness
of speech loss in over 80% of people living with MND. During
October people took up the challenge to raise awareness of the
issue by running a variety of events.

C

hrissie Batts, East Kent Hospital
University Foundation Trust’s
Specialist Nurse, undertakes
outreach to hospital staff at all three
Trust hospitals to raise awareness of the
support people living with MND and
their carers will need should they attend
or stay in hospital.
As part of this programme, Chrissie
together with Judy Keay, Association
Visitor Coordinator and Katy and Mark
Styles went to the Queen Elizabeth the
Queen Mother Hospital in Margate on
Friday 20th October to explain about
Motor Neurone Disease but with the
added pressure of doing this silently.
These awareness activities are held
weekly within all three hospitals
and staff from all departments are
encouraged to pop in and see the
presentations on those days.
Mark had downloaded a type to
speech application onto his iPad,
creating key phrases to explain what
we were doing and what help people
in hospital with MND may need. Paper
and pens, laminated letter sheets

and pre-printed leaflets from the
MND Association were also used to
supplement communication.
Staff who came from different
departments with very different duties
were all very interested to learn about
speech loss in MND. Staff said that as
they were not talking it made them not
want to speak. Others commented that
it was really important to highlight this
issue and asked what they could do to
support someone with MND.
During the session, Katy Styles
awarded Chrissie with an MND
Association Extra Mile Award for her
dedication to supporting people living
with MND in East Kent. Extra Mile
awards are awarded to staff who have
gone above and beyond to support
people living with MND, their families
and carers. Katy had pre-recorded a
short speech to explain to Chrissie why
she was receiving the award. The Chief
Nurse, from the East Kent Hospital
University Foundation Trust, Sally
Smith attended the presentation and
congratulated Chrissie.

Katy Styles;Mark Styles; Chrissie Batts; JudyKeay

Sally Smith and Chrissie Batts

Saltwood Boxing Day run 2017

O

ver 1200 runners turned out
on a bright but cold day, for
the annual Saltwood Boxing
Day run. This was a record number!
Jim and Astra West, local
volunteers, granddaughter Maisie
Davies ran whilst Jim and Astra
collected £83.83 in a bucket
collection.

4

Jim West collected a cheque
for £2750 from Greg Boarman the
Saltwood Run organiser and a cheque
of £250 from Folkestone Channel
Rotary. Thank you to the organisers
and all the runners who have made
such a huge contribution to MND
Association in East Kent over
many years.
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Thanks to Jackie and
The Wrotham Arms

T

he East Kent Group met for an
open meeting for people living
with MND, their carers, friends,
family and volunteers.
In all 23 people attended and
we had the honour of a visit from
Councillor Colin Spooner, Sheriff
of Canterbury, who addressed the
meeting.
Huge thanks to Colin for making
the time in his busy schedule to visit
with us.
Other contributors were

The Wrotham Arms has raised
almost £6000 since the start
of 2015.

T

his money has been raised by a
regular flow of events including
the annual New Years Party,
quizzes and the collection box.
East Kent MNDA would like to thank
Jackie the manager of the Wrotham
Arms, her sister Tracey and all the staff
who work at the Wrotham Arms for their
support over the years.
We would also like to thank Kenn
Wards for organising the New Year
Wired music sessions and all the
musicians who have given so freely of
their time to support MNDA.
Thanks also to Fairholt Rock Band
and Kenn Wards for sales of their CDs
which have contributed.
Quiz Masters Geoff and Debbie
Foreman have been brilliant, many,
many thanks.
Lastly but by no means least we
would like to thank the customers of

Successful open meeting on
Saturday 17 February 2018
Chairperson Clive Hudson who
spoke briefly about fund raising
plans; Judy Keay who spoke about
Association Visitors; Lynn Hudson
who spoke about the monthly ‘Tea
by the Sea’ meetings and finally Katy
Styles who updated us on current
campaigning activity.
Everyone enjoyed sandwiches
and cake prepared by the committee
members and lots of warm hearted,
friendly conversation.
In all a great meeting!

the Wrotham Arms for their continuing
support and generosity.
East Kent MNDA is truly grateful
to all of you. Thank you very
much.

Emma Heritage; Lorraine Jenner; Chrissie Batts

An ‘American Supper’

A

n ‘American Supper’ was
organised and held by the
staff who work on Treble
Ward the neurology ward at Kent &
Canterbury Hospital, on Saturday 24
February 2018.
Treble Ward often care for
people as an inpatient if they are
having investigations and have a
subsequent diagnosis of MND so
they are all very aware of the effects
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and impact of this diagnosis.
The event was well attended and
everyone had great fun, particularly
with the raffle when an item
changed hands several times and
still ended up with the donating
person!
The team raised a fabulous total
of £555 which they have donated
to the East Kent group to be used to
support patients locally.
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Support meetings - ‘Tea by the Sea’
Some time ago, when I started to look around for some voluntary
work I decided to become involved with MND Association. Initially,
I joined the committee in East Kent and then trained as an
Association Visitor (AV)…starting in 2016.

T

alking to people that I have met
since becoming involved with
MNDA East Kent I have been
struck by the resilience and tenacity
that many people show…some are
people living with the disease, others
are relatives, carers or friends of theirs.
A common factor shown by so many is
that of supporting each other in the
face of this vile and debilitating disease.
The camaraderie I have witnessed
first-hand is incredible; many form
friendships…co-supporting each
other, sharing ideas and treatment
options. Some have set up fund raising
initiatives. I am aware that quite a
number use the network of social media
to keep in touch; some people are happy
to have an Association Visitor offering
friendship and support, and some like
to attend meetings…networking with
others facing similar difficulties. It is so
rewarding to work together with people

which I really enjoy doing.
One of the many challenges facing
pwMND is the gradual reduction of
their own physical abilities, meaning
that activities which were easy for them
previously become difficult or indeed
impossible. It means that travelling
options are very restricted, they may
no longer be able to drive and public
transport options may well be very
limited. Many of the support activities
in East Kent are centred around
Canterbury or Ashford…. which means
an almost impossible trek for many
living in the rural or coastal areas of
Kent, such as Thanet. Several voiced
their disappointment at not being
able to attend these meetings without
supreme efforts by themselves and their
carers.
Upon discussion about these
difficulties with the MNDA East Kent
committee we decided to offer for a

Lynn Hudson, Christine Rawlins, John Rawlins, John Sturges, Clive Hudson
and Philomena Lawrence

6

trial period, of three months, a Thanet
based support group, meeting once a
month in the afternoon in a suitably
placed venue, and one which offered
many appropriate facilities.
Several options for a venue were
explored. We decided on The Botany
Bay Hotel in Kingsgate which is ideally
situated for all of Thanet, with plenty
of parking, access and facilities are
excellent. The manager and staff
are extremely helpful and willing
to accommodate us. Our trial period
starting in September 2017, on the last
Wednesday of each month from 3pm
until 5pm, and we call it Tea by the Sea!!
We contacted many people by
telephone and email to invite them to
come. We offer tea or coffee with cake
or scones, and have been delighted
at the response. Each meeting has
been attended by pwMND, families
and carers. These are small meetings,
but so friendly, everyone getting to
know each other, sharing experiences,
frustrations and coping mechanisms in
a spirit of camaraderie and friendship.
The hotel has allowed us to use a small
private function room for no extra
charge; all we pay for is the tea and
cake consumed. The first meeting was

attended by eight people, subsequently
the attendance varied from 16 down to
four (the weather was typically coastal
atrocious that day!!)
The trial period of three months
ended in November but by popular
request was extended to include
December. The meetings will now
continue into 2018, on the last
Wednesday of each month.
You can be sure of a warm welcome,
and the refreshments are pretty good
too!!

SUPPORT MEETING DATES:
The next dates are
as follows:
Wed May 30th
Wed June 27th
all between 3 and 5pm.
Please make a note of these dates.

If you can make it please
come along
Lynn Hudson
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Coastal Walk - Sunday 20th May 2018
A 25 mile walk will take place
from Whitstable to Broadstairs
via King George V Park and a 13
mile walk from Minnis Bay to
Broadstairs via King George V
Park. A shorter walk of 5 miles
is also planned from Botany Bay
Hotel, Kingsgate to Broadstairs
via King George V Park.

T

here is an entrance fee of £10
which includes a tee shirt
(collected on the day), training
programme, detailed plan of walk, and
full insurance. Only registered walkers
may walk and they must wear the tee
shirt for insurance purposes.

Sponsorship

Each walker is requested to try to find
sponsorship to support people living
with MND in East Kent.

How to register

To register for the walk, please visit:
www.mnda-eastkent.org.uk/walk2018
complete the form, then follow the link to
Just Giving to pay your entry fee of £10.

Whistable
Windsurfing

Minnis Bay

Botany Bay

Broadstairs

The routes

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. Please also advise
webmaster@mnda-eastkent.org.uk
of your Just Giving URL, so we can keep
track of the total funds we raise
Training programmes for the walks,
the Walk Plan, sponsorship forms,
posters and flyers can be downloaded
from the East Kent website.

Just Giving

If you intend to set up your own Just
Giving page, we are happy for you to do

TRAINING PROGRAMME LINK:
www.mnda-eastkent.org.uk/
wordpress/?p=1986

From Spike to Sebastien

I

n August 2017 our cat Spike won
the “Better Together” category in
the Cats Protection “National Cat
of the Year” Awards, celebrating his
companionship with me, as I live with
Kennedy’s Disease. He was 17 years
old and very sadly died a few days
later.

www.mnda-eastkent.org.uk
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We found we couldn’t live without
a cat and so Sebastien has come into
our lives.
He is another rescue kitten who
we adopted from Cats Protection in
Sellindge. He is a grey and white
long haired cat, and is now one year
old. He is very large and has many of

MNDAEastKent

the traits of a dog, including hiding
my slippers under the bed and
fetching and carrying his favourite
toys for us to play with him. I am
not sure if he will win any awards,
but he keeps us endlessly
entertained and has already won
our hearts. Mark Styles.

MNDA.East.Kent
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Raise funds for MNDA East Kent when shopping online
Did you know that you can
support MNDA East Kent by
shopping online?

minimal effort, just remembering to go
to Easyfundraising.org.uk first.
Get shopping – your donations will
be collected by easyfundraising and
automatically sent to MNDA East Kent. It
couldn’t be easier!
There are no catches or hidden
charges and MNDA East Kent will be
really grateful for your donations.

E

very time you shop online via
Easyfundraising.org.uk at one of
the 3,300 retailers including John
Lewis, Aviva, Sainsbury’s and Booking.
com, a donation will be made to MNDA
East Kent, and it won’t cost you a penny
extra.
Easyfundraising.org.uk is a simple
to raise funds for MNDA. If you buy
anything on line, you can do so via
Easyfundraising.org.uk and raise a small
percentage of each sale for MNDA.
There is no cost to you and no effort
other than going to Easyfundraising.
org.uk before shopping, once there
you chooses your retailer and for any
purchase you make MNDA will receive a
small donation.
In the last year we have almost

HOW TO SIGN-UP AND SHOP:
Follow this link:
www.easyfundraising.org.uk/causes/
mndaeastkent/
sign up to support MNDA then just
remember to always shop via the
Easyfundraising.org.uk website.

£200 from Easyfundraising.org.uk, from
just half a dozen members, we are
looking to increase our members using

Easyfundraising.org.uk into several
dozen which should enable us to raise
at least £1000 each year for no cost and

Thank you for your
support.

Thanet Loop Pub Collections –
Easter Saturday 31st March

S

ome years ago a group of bus
drivers on the Loop (for those
not from Thanet, the Loop is
circular bus route around Thanet),
noticed that there were many great
pubs on the route and it was decided
by the group of young men that it
would be great to visit each one.

It started as a fun event but
soon morphed into a charity fund
raising event. Over the years this
group of young men have raised
many thousands of pounds for
local charities, including Pilgrims
Hospice, Beach within Reach and
Caring for Connor amongst
others.

8

JOHN RAWLINS

One of the regular travellers was
John Rawlins, who sadly died of
Motor Neurone Disease earlier
this year. The group has decided
to raise funds for MNDA in East
Kent in memory of their great
friend.
This year the journey started
and ended at Weatherspoon’s in
Ramsgate and collectors travelled
by the Loop to Westwood Cross on
to Margate, round to Broadstairs,
then on to Ramsgate stopping at
over 20 hostelries on the route.
Pubs and customers gave
generously to the group as they

travelled around in fancy dress.
The fantastic sum of £578.51 was
collected and this will be used to
support people living with MND in
East Kent.
MND is an incurable disease
which kills 6 people every week,
and life expectancy after diagnosis
is usually short, so there is a
great need for urgent support for

anyone diagnosed with this awful
disease.
The MND Association in East
Kent would like to thank all the
collectors for their generosity of
time and for the fabulous fancy
dress. We would also like to thank
all the pubs visited and all the
customers who gave so generously.
Thank you all very much.
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Spring Lunch 2018

Tom Harling’s
London
Landmarks
Half Marathon

T

O

ur fifth annual Spring Lunch
was held at the Yarrow
Hotel, Broadstairs on
Saturday 28th April 2018.
36 guests sat down to an
excellent meal after enjoying drinks
at the bar upon arrival.
The lunch was very informal
with just a few announcements of
forthcoming events, such as Walk
to D’Feet MND on May 20th, 5 a
Side Football Competition on June
2nd and the Dragon Boat Race on
July 1st.
We were able to thank Adrian

and Ayesha Powell of The Walk
to D’Feet MND committee for the
magnificent achievement last year
and wished them well for 2018.
We also thanked Peta Ashby
Treasurer of The Wealden Business
Group for the magnificent fund
raising of £10, 579.81 for MNDA in
East Kent.
We had a raffle and every table
seemed to win a prize.
Once again huge thanks to the
management and staff of the Yarrow
Hotel for making the lunch most
memorable.

om Harling ran the London
Landmarks Half Marathon,
raising £650 to be shared
between the Motor Neurone Disease
Association (MNDA) in East Kent and
The Pilgrims Hospice.
In Tom’s words “A good friend of
mine, John Rawlins was diagnosed
with Motor Neurone Disease (MND)
and this lead to him having to give
up work around a year ago now. The
disease is similar to the ‘Stephen
Hawking thing’ and there is no cure.

JOHN RAWLINS...

John worked all his life on building
sites as a digger driver from
Westgate, and been a good friend of
mine for the best part of 10 years.
I ran the London Landmarks Half
Marathon on 25th March 2018 to
raise money to split 50/50 between
the MNDA East Kent charity and The
Pilgrims Hospice in memory of my
friend John who was an absolute

Tom Harling 11221

legend of a man who despite MND
managed to keep his sense of
humour and comical outlook on life.
Thanks for taking the time
to read this, and thanks for your
donations and support.”
Tom has also been involved
in organising the Thanet Loop
Pub Collection. Please see
www.mnda-eastkent.org.uk/
wordpress/?p=2498 for full details.
Huge thanks from East Kent
MNDA to Tom Harling for running
this half marathon and for his fund
raising support in the Thanet Loop
Pub Collection.

Enter the Dragon...
MNDA East Kent has entered a
team into the Dragon Boat Race
at Mote Park Maidstone on July
1st 2018.

O

ur team will comprise of up to
17 members and will row at
least 3 x 1000 metre races. The
team competed last year winning both
races they entered and we look forward
to greater success in 2018.
We will be holding a support picnic

for our members and members of the
other Kent Groups. We hope there will
be a great turn out to support us and
enjoy a great picnic in we hope, glorious
weather.
We hope to raise some funds from
this day out and ask anyone who wishes
to support our efforts to visit:
www.justgiving.com/fundraising/
Dragon-BoatRace
and donate what you can.
Huge thanks from the MNDA East
Kent Dragon Boat Team.

www.mnda-eastkent.org.uk
MNDA_NEWSLETTER_SPRING_SUMMER 2018.indd 9

MNDAEastKent

The team

MNDA.East.Kent

9
01/05/2018 13:17

01604 250505
enquiries@mndassociation.org
www.mndassociation.org

In memory
MNDA East Kent would like to
thank the family and friends of
Jenny Barling for their generous
donations in memory of Jenny.
Jenny had been a regular
visitor to our meetings and
we thoroughly enjoyed her
company and sense of humour.
Her family and friends are in
our thoughts and prayers.

Accept the things you cannot change
Oh – It can be such a nuisance, and so
frustrating too!
These things I took for granted, but now
find hard to do.
Like putting on a shirt, sweater or a tie,
I have to call upon my wife no matter
how I try.
D.I.Y. now a thing of the past
Even those simplest of tasksLike raising a hammer to strike a nail,
Sounds so simple, yet I fail.
Muscles refuse all my demands,
My neurones are in sole command!
And they in turn are burning out:
Motor Neurone if you’re in doubt.
This disease is reasonably rare

And why I need such help and care
But the other day, I felt quite grand,
Read on and you will understand.
At the hospital, the other day
I saw a chap in a far worse way
With tubes, pipes and drips galore
His age? Probably thirty four!
Lying in his hospital bed,
Doctors, nurses, one shook his head.
Me? Well I was exit bound.
So when you’re feeling down and blue
Remember those worse off than you
Accept the things you cannot change
And cope with those within your range
Written by James Peel

Stephen Hawking - He Was Our
Shining Star

H

e did a huge amount to raise
awareness of MND, yet he
never allowed himself to be
defined by his illness. His approach to
life with MND is an example to us all.
As such a young charity, Prof Hawking
did help put us on the map and as
his fame grew his name was able to
open doors for us among celebrity
supporters too.

When I was diagnosed and
found out that he had MND I was
terrified! But later on, I admired
how he didn’t let MND define him
and got on with his work.
The MND Association provides
vital support for people with
MND.

10

Stephen Hawking was our
icon, our shining star. We were
honoured that Prof Hawking was
a patron of the Association and
we were inspired by his tenacity
to keep pushing boundaries.
His desire to know what is out
there had me really interested
in space, but the example he set
living with MND was admirable
Quotes from the current edition
of Thumbprint, the full article can
be found on Page 8 which can be
downloaded from:
www.mndassociation.org/newsand-events/thumbprint/
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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)

Our guide - Eating and drinking with motor neurone disease
This full colour publication
reads more like a cookery
book than a guide. “I think the
tips given are very useful. The
recipes are great and good for
the family or carer to try too.”
Carer, supporting a person
with MND

P

acked full of information, tips
and easy-swallow recipes, it is
designed to help you maintain
the enjoyment of eating and drinking
with MND, for as long as possible. The
recipes include dishes from families
affected by MND, professionals and
celebrity chefs.
You can request a free copy from our
helpline MND Connect or you can view
the guide here (see also Information for
people with or affected by MND). You

can also access a web app of the guide
for use on mobile devices such as smart
phones or tablets (see next drop down
for more detail).
This guide has been endorsed by the
British Dietetic Association (BDA).
Web app - Eating and drinking with
motor neurone disease
Our handy web app for the Eating
and drinking guide enables access on
mobile devices, such as smart phones or
tablets. This appealing resource includes

all the recipes from the guide,
along with a summary of the
information.
Open the web app on your smart
phone or tablet and add a shortcut to
the device’s home screen. Instructions
for this are provided on the first page
of the web app in How do I use this
web app?
You can then access the content
quickly, for example, when shopping for
recipe ingredients or preparing meals.

Recipe pages from our web app

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

MNDA DIARY

many events. Whatever your skills we
can use them.

DATE

EVENT

Sat 20 May Coastal Walk

Please contact Clive Hudson by email:

www.mnda-eastkent.org.uk/wordpress/?p=1986\

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

Sat 2 June

5 A Side Football Competition

Sun 1 July

Dragon Boat Race Maidstone

www.mnda-eastkent.org.uk/wordpress/?p=2504

www.mnda-eastkent.org.uk/wordpress/?p=2528&pre view=true

claire.tuckett@mndassociation.org

More info www.mnda-eastkent.org.uk

Thank you for reading this
request and we hope to hear
from you soon.

BRANCH

CONTACTS

PHONE
07773 777476

EMAIL

Chair

Clive Hudson

Secretary

Maureen Wallis		

secretary@mnda-eastkent.org.uk

chair@mnda-eastkent.org.uk

Treasurer

Hazel Watts		

treasurer@mnda-eastkent.org.uk

Association Visitors
Judy Keay

Campaigns

07580 517533

judy.keay@mnda-eastkent.org.uk

Lynn Hudson		

lynn.hudson@mnda-eastkent.org.uk

Katy Styles		

campaigns@mnda-eastkent.org.uk

			
Committee Members

Chrissie Batts		

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		

01808 8026262

enquiries@mndassociation.org

Thumbprint Online			

www.mndassociation.org/membership

Online Forum			

forum.mndassociation.org

MND Connect – Help Line		

0845 762 6262

MNDA National Website			

mndconnect@mndassociation.org
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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