East Kent Group
Summer/Autumn 2015

London Marathon
April 26th 2015
Karen Reed from the Adult Communication and
Assistive Technology Service (ACAT) based at
the Kent and Canterbury Hospital ran the Virgin
London Marathon to raise funds for the Motor
Neurone Disease Association.
“ Many of the clients who are seen by ACAT have
MND and when I was offered the chance of a
place by the MNDA to run the marathon, it
combined my love of running with the opportunity
to raise vital funds for those affected by MND. I
am frequently humbled by the courage and
strength shown by those affected by this disease
and this was my way of giving something back.
The week after Christmas I began seventeen
weeks of marathon training, three times a week
for up to four and a half hours at a time in any
weather that living by the sea on the North Kent
coast could throw at me! I will be eternally grateful
to my friend Lorrain Powderham, a practice nurse
in Thanet who shared the entire marathon journey
from the start of training in December to crossing
the finish line hand in hand in London. She too
raised vital funds for the MNDA.
The marathon itself was the most amazing event
that I have ever participated in. The support and
noise from the crowds in London was both
fabulous and deafening. It was fantastic to see
my family and friends at different points of the
course, especially when I was physically
struggling. The official MNDA cheering point at
mile 21 was particularly rowdy! I finished in a time
of 5 hours and 21 minutes and although
immediately afterwards thought never again,
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somehow I seem to have signed up to do another
marathon later this year and hopefully London
again next year!
I was set a fundraising target of a minimum of
£3,000. With my lovely family, friends and
colleagues I held a Race Night, Quiz Night and
cake sale. These were all a huge success and
were enjoyed by all that attended. At points
during the course of my fundraising my target
seemed almost impossible and I must admit when
I realised I had raised my target I did cry! It now
seems amazing that not only was my target
reached but actually smashed having raised
£4000.00.
I have been overwhelmed by people’s generosity
and messages of support and cannot thank
everyone that has supported me enough. “

Karen Reed
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Brighton Marathon
April 12th 2015
A determined group of runners from Faversham
ran the Brighton Marathon on April 12th in
memory of David Irving who sadly passed away in
February 2015.
The runners are David, Luke, Rebecca, Jason,
Ben and Matthew who are shown below:

Unfortunately Ben was taken ill at the last minute,
however the remaining 5 all completed the
course.
Matthew posted a time of 2 hours and 57 minutes
finishing 67th of all the runners, a fantastic
run. David completed the course in 4 hours 29
minutes. Luke, Rebecca and Jason also
completed the run.

Marathon had come and gone in April and she had
to defer her place until 2015 as
she was not fit enough. She then went in for tests
and was given the news that it was very likely that
she had MND.
Whilst trying to come to terms with the news & still
holding out some hope for an improved diagnosis,
one day she joked that she wouldn't be needing
that marathon place next year. A thought crossed
my mind, could I do it instead? Of course not, don't
be ridiculous, I'm unfit, hugely overweight and have
suffered with leg ulcers for years.
It would be madness to think about it.
I was still telling myself this as I pressed send on
the email to Anita Solan at the MNDA.
I was still telling myself this as I finished my first
10k in November.
I was still telling myself this as I finished my first
half marathon in February.
I was still telling myself this as I lined up at the start
of the 2015 Brighton Marathon.
….... at that 20 mile point I remembered why I was
doing this. Not for the achievement, or the medal,
or even the free banana at the finish. I was doing
this because my Mum couldn't.
Most of us are lucky enough to be able to have a
go at pretty much whatever takes our fancy,
whether we can achieve it or not, at least we can
give it a go. Imagine having that taken away from
you. The ability to "give it a go".
These thoughts, together with the knowledge that
so many people had supported and sponsored me
along the way got me thorough those last 6 miles.
I knew that my Mum would still be proud of me if I
gave up after 20 miles but I also knew that she'd
be at the finish line willing me to cross it.”

A fantastic achievement by all concerned.
Another participant Ricky Hickman says:
“Why the hell did I agree to this? I kept asking
myself.
I was 20 miles into the Brighton Marathon and had
spent 20 minutes with the St Johns Ambulance
volunteers and was barely able to muster a trot.
With another 6 miles left I thought about giving up
for a moment, then my mind took me back to that
day in June 2014....
My Mum, who had already completed 3 Marathons
& 2 "ultra" Marathons had been getting less steady
on her feet since the turn of the year. The Brighton
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I’m not a Carer, or am I?
Do you support a partner, family member, friend
or neighbour who is ill or disabled? Are you the
person that listens and encourages them or helps
with things they are unable to do? Do you provide
practical help such as shopping or food
preparation or taking medication? You might help
someone to get washed and dressed or ready for
bed. You do all of this because you care, and you
may be a husband or wife, a son or daughter but
you are also a Carer. There is information and
support available to you, for you.

We also offer opportunities to meet with other
Carers and take part in activities and training
specifically for Carers. This year we have offered
a range of activities such as Carers’ Lunches,
Afternoon Tea, Golf Sessions, Craft Sessions,
Theatre trips and first aid and manual handling
training. We can assist with care for the person
you support to enable you to attend and also
arrange transport.
Carers that have attended these courses, have
really found it helpful to be able to talk freely with
other people in similar situations and many have
kept in contact and continue to support each
other.
If you would like to know more about what we can
offer please do contact us on 01304 364 637 or
by e-mail support@carers-doverdistrict.org.
You can also find us on facebook or visit our
website www.carers-supportcdt.org.

Carers’ Support – Canterbury, Dover & Thanet
are here to listen, and provide information and
support to you. Our team of Carer Support
Workers are available by telephone, text, e-mail
and even Skype. We understand there are times
when you need a friendly ear, or are unsure what
to do and need some information. We also
understand it can be difficult dealing with the
range of professionals supporting the person you
care for and the amount of information you
receive from different sources, we can support
you with this.
Did you know Carers are also entitled to an
assessment of their own needs? We are able to
carry out Carer’s Assessments on behalf of KCC,
if you would like more information about Carer’s
Assessments please contact us
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“ My name is Ben Terry, and when I was 18 my
father was diagnosed with Motor Neurone
disease. The news hit us all very hard, and I
knew a way that I could help myself to feel a little
better about the situation was to try and help out
through raising awareness and funds.

Meet Judy Keay…..

“In 2011, a year after my husband died from MND,
I joined the East Kent Group to help with
fundraising. The following year I decided to train
as an Association Visitor (AV), though one or two
friends queried the wisdom of undertaking work
that was so close to my own experience. Contrary
to their thinking, I was and am convinced that,
having supported Ian on his journey, I am in a good
place to help others on their pathway. From fears
at the enormity of the diagnosis and onward
through all the life changes that occur as the
disease progresses, it can help to have someone
around who is able, in whatever small way, to help
shoulder the burden.
I make videos on YouTube from a carer’s
perspective where I go into detail about the
challenges of caring for a loved one who has
MND.
My first video is called 'living with motor neurone
disease' and I've also made a couple of 'tips and
tricks' videos to helpfully help out a few carers
around the world.
I also raise money every Boxing Day by dressing
up as something different each year and taking a
swim in the cold winter sea. By doing this small
thing for the MNDA I have raised hundreds of
pounds and also a little bit of awareness of the
disease.
I'd encourage anybody to do anything they can to
raise money, from cake stands to 3k runs. Every
penny counts towards a world without motor
neurone disease. "
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Having survived the interview and a rigorous,
Government award-winning training, I was
‘launched’ in November 2012. I cover East Kent
and my main role is to offer confidential emotional
support, practical help and accurate information for
each person’s needs to enable them to make
informed decisions. I work with the values of the
MND Association by, likewise, focussing on the
needs of people living with MND and empowering
them to make choices. I also work with and
support carers as they walk the difficult, unknown
path beside the person they care for. Apart from
maintaining regular contact, I liaise with health
professionals, in particular with Chrissie, MND
Specialist Nurse, and other outside agencies
should the need arise.
Sometimes, even now, I think back and ask myself:
Did I do enough, were there things I could have
done better, why wasn’t I more patient, and so the
list goes on??? I know though that I’m only human
and, thrown into the unknown, I did the best I could
do given the circumstances. So, I am more than
happy to be a support, if it would help?”

Visit www.mnda-eastkent.org.uk for further information

East Kent Group
Summer/Autumn 2015

In July 2014 the MND Association announced the
news that we are funding the UK-arm of Project
MinE, known as the UK Whole Genome
Sequencing project.
Today, on 2 March 2015, we are delighted to
announce that the project has officially begun,
with the first batch of samples from the UK MND
DNA Bank (monitored by CIGMR Biobank,
University of Manchester) being sent for
sequencing.
Led by Prof Ammar Al-Chalabi (King’s College
London), the UK Whole Genome Sequencing
project aims to sequence the entire DNA of an
individual (known as a genome) in order to find
out more about the genetic causes of MND.
Approximately 1,700 DNA samples (from people
with the non inherited form of the disease as well
as controls), will be sent from the DNA Bank in
Manchester to UMC Utrecht in the Netherlands
(where the international collaboration, Project
MinE is based).
The first batch of 767 samples from the DNA bank
have now been sent to UMC Utrecht, which
means that the next stage of this project can
begin – the sequencing!

the data is good for this batch, the plan is to
sequence the rest. In total we aim to sequence
about 1,700 DNA samples from the bank.”
Importantly, the first batch of samples has already
been used in a several other genetic research
projects. This means that the results of the whole
genome sequencing will immediately add value to
the pool of information already amassed on these
samples.
The sequencing of the first UK samples means
that the information gathered can be added to the
Project MinE database of at least 15,000
worldwide MND genomes. Once the UK samples
and all the other genomes have been sequenced,
the researchers can begin to look at the DNA in
detail, to find out more about how our genes
influence the onset and speed of progression of
the disease.
27/02/15

MND Association’s Dr Lucy Smith, who
administrates the DNA Bank said: “This is the
first step in this exciting project, and once
we’ve confirmed that the process works and
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Ice Bucket update…..













In just three short weeks last summer, the Ice
Bucket Challenge raised an astonishing £7
million. We are proud to reveal an ambitious
range of projects across all areas of our work.
In fact, because of the amazing support we have
committed even more – £8.5 million in total.
As a membership organisation it was vital time
was taken to consult the members – those whose
lives have been touched by MND – on their
priorities for investment. Over 2,000 had their say.
Investment in the following areas:
Over £5 million on a number of new and
exciting research projects
MNDA will be increasing their participation in a
major international study to fully understand the
genetic basis of MND.
They will use their world-renowned DNA bank of
blood samples to create stem cells, which can in
turn be used to grow human motor neurones that
are primed to develop MND.
Intend to invest in two important drug-testing
projects and also plan to build on the work to
develop an MND register, which will eventually
capture information about everyone with MND in
England, Wales and Northern Ireland.
£1.5 million invested in our Care and Support
services
19 multi-disciplinary Care Centres and Networks
across England, Wales and Northern Ireland are
currently funded. MNDA are delighted to
announce that, in addition to the 20th Centre to
which commitment had already been made, the
extra funding will allow two more centres to be
established over the next three years.
Four specialist MND nurses will be recruited to
help provide the best possible co-ordinated care
and target areas of most need.
MNDA will also look at how they can provide
more support for children and young people.
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£750,000 on increased Campaigning and
Raising Awareness
People with MND tell the association how
important it is that people know about MND and
have an understanding of what it is. Some of the
IBC money will be used to build on the
unprecedented level of exposure it gave to invest
in powerful awareness and campaigning activities
which will help ensure that the needs and rights of
people with MND are recognised and met.
£>1,000,000 on Emerging Projects and
Volunteering
MNDA volunteers are at the heart of everything
that is done. There is currently 3,000 volunteers
and the aim is to recruit 500 more over the next
three years. The extra funds will enable MNDA to
take more opportunities to promote volunteering
through the branches and groups and to get even
more people involved.
Chief executive Sally Light said: “These
proposals will enable us to take a significant and
confident step closer to our vision of a world free
from MND.
“We are incredibly grateful for this windfall, which
has given a new optimism and
hope for the future to all those affected by it. I
thank everyone who helped us, in many different
ways, to make a difference for people with MND.”
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Jazz Concert
February 24 2015
The Culrose Seven gave a superb concert of
Jazz on Friday 20th February at the United
Reform Church in Folkestone.

The concert was attended by over 250 people
who had an excellent evening of listening to jazz.
Refreshments were provided before the concert
and during the interval.

The evening was a great success raising the
grand sum of £3400, from the various elements of
ticket sales, refreshments, raffle and generous
donations.

Part of the refreshments was a wonderful
selection of cakes prepared by various volunteers
and friends.
A wonderful raffle had been organised with a
great range of prizes from evenings out to
chocolates and various bottles.

MNDA East Kent would like to thank the
organisers Patrick Lawrence and John Oliver, The
Culrose Seven and all those who attended, who
kindly gave of their time and money to make this
a very successful evening
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Pod Plus 5K Ashford

Spring Lunch

June 21st 2015
April 11th 2015
A great turnout of runners and walkers enjoyed a
5k route around the lakes near the Julie Rose
Stadium in Ashford.
The day was dry and rather overcast, ideal
conditions for running and walking. The route
stated in the stadium and leaving the stadium to
walk around the lakes, returning to the stadium
for the finish.
The event raised £1,170 for MNDA in East
Kent. These funds will be used to support people
living with MND and to support research into
possible cures, so that we may live in a world free
of MND.
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On a beautiful afternoon 49 people sat down to
an excellent Spring Lunch at East Kent College.
The lunch was enjoyed by the diners and we
were able to see the French coast from the dining
room
Gaynor Lloyd, Chairperson for East Kent Group
welcomed the guests, after which we sat down for
our lunch. Following lunch Gaynor introduced our
speaker Dr Brian Dickie, Director of Research
Development, M.N.D. Association who spoke
about the current position of research into the
causes of MND, possible biomarkers to help with
diagnosis and the means of testing using DNA to
identify possible cures.
Katy thanked Brian for coming and for his
excellent presentation. He was presented with a
selection of Kentish Beers, after we had found out
he was a lovers of real ales.
The raffle was organized by Hazel Watts, who
drew the winning tickets with the help and support
of various young people present.
Finally Hazel
made a
presentation
of flowers to
Joan
Whitehead
who has
resigned
from our
committee
after many
years of
service.
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Buckingham Palace
Garden Party
May 20th 2015

“Mark and I were honoured to be chosen to
represent the M.N.D Association and M.N.D.A
East Kent at Buckingham Palace for a Royal
Garden Party.
Raising awareness for the Association was easy
throughout the day. From the moment we got to
the train station people were asking where we
were going and why. They were all smiles when
we said where we were going and wanted us to
enjoy the day.
Once we arrived outside the gates to Buckingham
Palace there were lines of people all in their best
suits, dresses and uniforms. We were able to go
in via a side entrance to the garden, which meant
we got to see the corgis running around on the
grass. I always thought corgis were small, not
these ones. There was a lovely Irish Guard to
push the wheelchair over the gravel to the grass.
He explained how they enjoyed this duty as they
got to speak to people. On other guard duties
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they have to keep perfectly still and silent. We
mingled with other guests and wondered if we
would see the Queen. At 4 pm the doors of the
Palace opened and out came the Queen, Prince
Philip, Prince Andrew and the Duke and Duchess
of Kent. Yeoman guards with staffs made lines for
people to greet the royal party. Tents had been
set up and tea was served. The sandwiches and
cakes were beautifully presented. The chocolate
slices even had gold crown decoration.
We sat and listened to the bands playing. One of
the equerries explained to us that, because Mark
was in a wheelchair, they realised that we would
find it harder to see the Queen amongst the
crowds. So if we waited to the end of the event,
as the
Queen
prepared to
leave, we
would get to
see the
Royal Party.
Wheelchairs
were lined
up by the
garden
entrance
and finally
the Queen
walked past
asking us all if we had enjoyed the day. It was a
resounding yes.

Volunteering for the Association leads you to
some wonderful places and we are both
constantly grateful to the Association for
recognising our efforts and allowing us to
make some fantastic memories”.
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Chelsea Flower Show
May 2015
MNDA were delighted that their 2015 RHS
Chelsea Flower Show garden won a silver
medal.
The Old Forge was created by one of the
Association founder members Martin Anderson
teaming up with Jodie Fedorko, who is debuting
her first show garden at Chelsea at the age of
22, just two years after graduating from

The Old Forge was in the Artisan Garden
section of the show and took a nostalgic look at
the past when wildflowers were more common.
The once-occupied forge is now in a state of
neglect due to the blacksmith’s inability to work
because he has MND.
Martin and supporters handed out flyers to
thousands of visitors raising awareness of MND
during the show.

Riseholme College, Lincoln.
Martin was awarded an MBE for 25 years
service to the charity and this will be his fourth
garden, with his 2008 and 2013 gardens
winning a prestigious gold medal as well as the
BBC People’s Choice Award.
Despite the wet weather on press preview day,
many celebrities stopped by to take a look at
the garden including MNDA patron Charlotte
Hawkins (Good Morning Britain), Kirsty Allsopp
(Location, Location, Location), Monty Don
(Gardener’s World), and Countryfile’s Ellie
Harrison as well Steve Isaacs and family
(Filming My Father) and Campaign champion
Sarah Ezekiel.
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Tough Mudder
Become a member of MNDA….
September 26th 2015

The M.N.D Association are the only national
charity dedicated to support people affected by
motor neurone disease, so that no one has to
face MND alone. They help to fund multidisciplinary medical teams that provide the
highest levels of co-ordinated care.
Through national and local campaigning and
lobbying, they raise awareness of MND.
They are a leader in the funding and promotion of
MND research.

Support Eve Batts and her friends Mollie,
Lyndsay and Elle as they compete in Tough
Mudder London South on 26th September 2015.
Centred around a rare natural amphitheatre,
Tough Mudder London South will make you earn
every last mile and has been known to break
even the hardest Mudders. However, survive the
grueling trails, rugged, barren farmland and long
steady climbs and you will be rewarded as you
descend on the bowl through one the most epic
finishes to a course Tough Mudder has to offer.

Unique member benefits:
 A welcome pack, including membership
card, choice of literature and awareness
items.
 Link to your nearest branch or group.
 Thumbprint - quarterly magazine.
 Attendance and voting at our AGMs.
 Invitations to attend conferences and
events.
If you have any questions about your membership,
please
contact
Debbie
Philip
at:
membership@mndassociation.org or call on
01604 611855

More details about the event can be found here
https://toughmudder.co.uk/events/2015-londonsouth
You can support Eve, Mollie, Lyndsay and Elle by
visiting this page. https://www.justgiving.com/evebatts/

11 | Page

Charity No. 294354 twitter https://twitter.com/MNDAEastKent

Sure Run To The Beat, London's only Music 10K,
is like no other running event...bringing together a
challenging route, live DJ's, big beats and one epic
after party in Wembley Park.
This year for the first time ever the event will
include four high intensity music zones, each with
its own theme and live DJ. The zones will include
Electric Avenue, Sounds of Summer and an
Erdinger Alkoholfrei Power Zone, plus one final
zone chosen by the participants. Each zone will be
a mix of sounds and experiences - adding even
more fun and excitement to the course!
Date: 13 September 2015

Diary of
Date
12th Sept

13th Sept
19th Sept

26th Sept
26th Sept

Support Meeting – Thanington
details to follow

26th Dec

Saltwood Fun Run – details to
follow
New Year’s Day Party
Wrotham Arms Broadstairs
Support Meeting Folkestone
Details to follow

Registration Fee: £25
1st Jan 2016

Minimum Sponsorship £195
6th Feb 2016

To ensure you don't miss the opportunity to
take part in a race you'll always remember...

Branch Contacts
Chair
Secretary
Treasurer
Association Visitor
Campaigns
Webmaster/Newsletter
Committee Members
Specialist Nurse

More info

Phone
Gaynor Lloyd
Mark Styles
Judy Keay
Katy Styles
Clive Hudson
Jim West, Astra West,
Hazel Watts, Eric Segal
Chrissie Batts

MNDA AGM Radisson Blu
Hotel East Midlands Airport
details
Run to the beat- see left
Support Meeting – Cream Tea
Taddie’s Tea Room,
Kingsgate
Tough Mudder London South
– Latest details
Professional Golfers at
Sandwich 70 KM Bike Ride for
MNDA – Latest details.

7th Nov

Venue: Wembley Park

sign up now http://runtothebeat.co.uk/event

Events

07580 517533

www.mndaeastkent.org.uk/diary

Email
chair@mnda-eastkent.org.uk
secretary@mnda-eastkent.org.uk
treasurer@mnda-eastkent.org.uk
judy.keay@mnda-eastkent.org.uk
campaigns@mnda-eastkent.org.uk
webmaster@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
Cathy.finnis@mndassociation.org
National office
01604 250505
enquiries@mndassociation.org
Thumbprint Online
www.mndassociation.org/membership
Online Forum
forum.mndassociation.org
MND Connect – Help Line
0845 762 6262
mndconnect@mndassociation.org
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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