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A coastal walk was held 
on 20th May to raise funds 
for MNDA in East Kent.
The walk started in Whitstable at 7am with 21 walkers turning up to 
register for the 25 mile walk.  These walkers walked some 12 miles 
along the beautiful East Kent coast in glorious sunshine until they 
reached Minnis Bay, Birchington.

Starters from Whitstable

The walkers were joined at Minnis Bay by another 46 walkers registered 
to walk 13 miles.  All 67 walkers then set out to walk to Ramsgate, 
along the Kent Coast, through Westgate and Margate to The Botany Bay 
Hotel.

Some starters from Minnis Bay

At The Botany Bay Hotel the walkers were joined by the final group 
of 16  walkers registered to walk 5 miles to Ramsgate.  All 83 walkers 
walked through Broadstairs and on into Ramsgate where the walk 

ended at the Churchill Tavern P.H, who laid on light refreshments for 
walkers and supporters.

All walkers who finished were given a medallion for completing the 
inaugural Coastal Walk to D’Feet MND.  Adrian Powell made a short 
speech to the walkers thanking them for making the day very enjoyable 
and for raising funds for MNDA  East Kent.

We did it!!

The walk was conceived by Cath Miller, who formed a committee of 
Steve Miller, Adrian Powell, Lynne Paine, Dawn Smith, Ayesha Powell 
and Clive Hudson.  The committee planned the whole event and 
executed the walk with the help of several volunteers who manned 
registration, acted as marshals, collected cash and put up signage.

Huge thanks to all the walkers and their sponsors, who enabled us to 
raise over £9,000 including gift aid.

Special thanks to

§	 Dawn Smith for sponsoring the medals.
§	 Ian Pettman Premier Signs for sponsoring the signage.

Date for your diary . . . . . .

Coastal Walk to D’Feet MND will 
take place on Sunday 20th May 
2018.
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ABSEIL CHALLENGE
At a patient support meeting earlier this year, much chat and 
joviality was had regarding to future fund raising events and I 
found myself caught up in a conversation regarding the abseil 
challenge to raise monies for East Kent MNDA group.  On Sunday 
19 March I find myself en route to Maidstone to complete this 
challenge!  Feeling quite calm and at one with the day until on the 
approach I spotted a very, very tall building with a scaffold frame 
and people walking on the roof: it was a very tall building; 100 feet 
but looked much taller than that!

First was registration followed by meeting with co-jumpers for 
the day: Clive Hudson, Pam Fry and Lucy Powell.  We were then 
strapped into harnesses, given gloves and a crash hat to wear – 
very glamorous!

We entered the lift to the 9th floor then had to negotiate a step 
ladder to the roof.  Once outside on the roof the experience was 
explained to us by the men who would be assisting us to descend 
the building.

At this point I was still feeling quite calm.  However, on stepping 
up onto the platform the butterflies made their presence known 

and I was suddenly quite apprehensive.  Once attached to the ropes 
and cables we had to lower ourselves beneath the scaffold pole, 
placing our feet very near the edge of the building then stick our 
bottoms out over the edge of the building.  Not the easiest move to 
coordinate!! Letting go of the scaffold pole was a challenge in it itself 
as my brain found it difficult to accept that it was a safe thing to do.

The actual challenge seemed an eternity as concentrating on 
feeding the rope through the clips to lower myself down the 
building whilst coordinating my feet moving was much more 
difficult than I imagined.  The building was a block of flats and 
as I descended windows to flats were in my path.  On passing 
these windows I could see into the flats and people could see this 
ungainly woman passing by!

On touching the ground I felt very shaky and had a surge of 
adrenaline.  Would I do it again? Yes….maybe….no I don’t think 
so.  Not knowing what to expect was the best part – ignorance  
is bliss.

This was a great experience and a big tick off my bucket list.

As a group we raised £1407, so a huge thank you to all our 
supporters for this particular event.

Chrissie Batts

Lucy Powell; Pam Fry; Clive Hudson;      Chrissie Batts
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Choral Concert
On Sunday 18 June 
combined choirs and soloists 
came together to raise funds 
and awareness of Motor 
Neurone Disease.  The choirs 
were the Canterbury Ladies’ 
Choir, Canterbury Girls’ Choir 
and The Canterbury Voices.

The event took place at 
The Clagett Auditorium 
Canterbury Cathedral Lodge 
on the hottest day of the 
year.

The three choirs performed a variety of pieces from ballads, opera 
pieces and humorous pieces.

Judy Keay, choir member, East Kent MND Association Group Committee 
Member and Association Visitor explained about motor neurone disease 
and the work of the association to the audience which included the 
Lord Mayor of Canterbury, Councillor Rosemary Doyle and the Lady 
Mayoress, Jenny Yonge. 

The choirs performed brilliantly despite the soaring temperatures and a 
very enjoyable time was had by all.

Spike is no ordinary cat
During awareness month Spike was been raising awareness of 
MND and Kennedy’s Disease as he was a finalist in the National 
Cat of the Year. He was in the ‘Better Together’ category where it 
is all about how he and his owner, Mark Styles, look out for each 
other.

http://www.itv.com/news/meridian/update/2017-06-07/
why-is-this-loyal-feline-friend-up-for-a-national-award/ 

Spike, a 17 year old ginger and white moggy, has been in the 
local paper - the Kentish Gazette.  Also videoed and 
photographed by Cats Protection and on the local news 
programme, Meridian. 

Spike’s category was one which was decided by a public vote.

Winners were announced on 3rd August at the Savoy, London.  
Spike the cat and Mark were announced the worthy winners of 
the ‘Better Together’ category.
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Dragon boat race
East Kent MNDA Group entered the KM Charity Group Dragon Boat Race 
for the first time on July 2nd this year.

Our team was made up entirely from one family who had been affected 
by MND, supported by members of another family affected by MND.

Our Dragon Boat crew

The racing took place in Mote Park Maidstone and we arrived for our 
first race, registered only to find we had missed the cut off time, so 
rather than 3 races. we only raced twice.

They are off!!!

Though none of our team had ever rowed a dragon boat, we managed 
to win both our races, however we were not fast enough to be in the 
final 6 teams, for the race off to be winner of the day.

First to the post

We thoroughly enjoyed the day and the team is determined to race in 
2018 and make a serious attempt to win.  Huge thanks to our rowers 
and everyone who turned up to support.  Thanks to KM Charity Group 
for organising this fabulous event.

Murder mystery night in Tenterden
On June 30th Wealden Business Group hosted 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 as we were shown to our 
tables, we were hosted on a table by local members who were 
excellent company.

We enjoyed 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.

Peta Ashby centre 
with winners 

Gary and Clair Bodie

We were then invited 
to use our sleuthing 
skills to question 
the cast to see if 
we could identify 
the guilty party.  
Our table asked 
some interesting 
questions, however 

we did not find the killer.

The murderer was eventually declared and everyone in the 
room was a bit surprised but less so after being given the 
details of the crime.

There were several very good 1920 costumes, the winners Gary 
and Clair Bodie were chosen by a panel who were judging for 
the best couple, which was unfortunate for one girl on our table 
who was dazzling in a 20’s outfit, unfortunately her partner was 
not in period dress, so she could not win.

The evening ended with an announcement that Murder 
Mystery had raised over £3000 for the Motor Neurone Disease 
Association in East Kent.
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East Kent Hospital ‘Hub’
As part of MND Awareness month Chrissie Batts, Specialist Nurse 
arranged to attend the ‘hub’ on each site across the Trust; QEQMH, KCH 
and WHH.

The ‘hub’ is part of the Improvement Journey that East Kent Hospitals 
are putting in place.  It is a forum which professionals and employees 
can attend to find out what is happening within the Trust.  Services and 
individuals arrange to participate and promote their role within the 
Trust.  Often Strategic Services attend and members of the Board attend 
to find out how staff are feeling within their work life.

On Thursday 1 June Katy Styles and John Willey joined Chrissie at 
William Harvey Hospital Ashford.  They spent 3-4 hours talking about 
MND with all the staff that dropped into the hub; in total over 100 
members of staff attended that day.

Unfortunately Friday 16 June had to be cancelled at QEQMH Margate 
due to ill health but there are plans to try to rearrange this.   

Wednesday 23 June saw Chrissie and Judy Keay, Association Visitor and 
East Kent Committee member at Kent and Canterbury Hospital.  We 
chatted to a few members of staff but sadly attendance was quite poor 
which was probably due to the relocation of services from KCH to WHH 
on Monday 19 June.  We may repeat this event but try to be on display 
at the main entrance to the hospital as this is likely to attract more 
attention.

RIP David Alan 
Ironmonger born 
19 September 
1944, sadly died 
on 16 July 2017.
David’s family and 
friends donated £600 to 
Motor Neurone Disease 
Association in East Kent in 
memory of David.

The East Kent Group wish to thank everyone who 
donated.  The money will be used to support people 
living with MND, their carers and families in East Kent.

Clare Rozier raised over 
£500 during a Silence 
Speaks in memory of her 
Dad.

Clare managed to remain 
silent for 36 hours, 
which with a family and 
working in a school is a 
remarkable achievement. 

Clare said “I miss my Dad so much and think about him 
everyday.  I am doing this as I have a CHOICE to.  My Dad Never 
had a CHOICE.  I would love to be able to help someone else 
with MND by raising money.  I so wish there was a cure for this 
wicked and cruel disease.

Please support me by visiting http://www.JustGiving.com/
clare-rozier1 donating what you can afford to help people living 
with MND.  Huge thanks to Clare for raising these funds.
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AGM - July 8th 2017
On Friday evening when we arrived at the hotel, where we had the 
opportunity to meet with some trustees and members of other groups. 
This was helpful in identifying some new ideas to work towards 
improving our activities in East Kent.

Saturday started with a short welcome speech by Alun Owen Chair of 
the Trustees of the Association.

Sally Light then spoke of what we had been achieved in 2016 and how 
we can help.  She used two excellent graphics for this and these are 
reproduced below.  These present the gist of her speech much better 
than any words.

Chris James spoke about the Association’s role in complementing 
statutory services, collaborative working and the MND Costs Campaign.

Steve Bell spoke about ‘What You Should Expect’ an excellent small 
booklet giving brief details of what a person with MND should expect 
from the NICE Guidelines on MND.  He also spoke about the Audit Tool 
to help assess how various bodies are doing in compliance with the 
guidelines.

We broke into groups which covered subjects like money for nothing 
fund raising, care update, the journey from awareness to action and 
local and regional finance.

We broke for lunch and the opportunity to look around the various 
stands.  We were particularly impressed by REMAP, a charity which 
makes custom made equipment to help disabled people live more 
independent lives.  Please visit www.remap.org.uk

The AGM followed, during which our own Katy Styles was elected as a 
Trustee and Richard Coleman was elected as Chair of the Trustees.

The keynote speech was delivered by Professor Ammar Al-Chalabi.  This 
speech was one of the most impressive I have ever been present at and 
I recommend everyone to look at it here https://www.facebook.com/
pg/mndassociation/videos/?ref=page_internal  click the link to MNDA 
Research under ‘All Videos’.

Clive and Lynn Hudson

East Kent Group’s Katy Styles becomes a trustee

Following an election, Katy Styles from the East Kent Group has been 
elected a trustee of the MND Association.  Her appointment was 
announced at the AGM in Derby in July. Katy is thrilled by the news. 

“It is a great honour to have been elected by the members and I look 
forward to being involved with the Association as a trustee.  I hope to 
use my experiences as a volunteer, a carer and a campaigner.”

Katy Styles
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NATIONAL NEWS
Concerns about NHS Continuing Healthcare
A group of clinicians has written to the Secretary of State for 
Health to call on him to address major concerns about NHS 
Continuing Healthcare (CHC).

NHS CHC is a vital source of support to help people living with 
severe disability and ill health cope with the cost of care.  It can 
enable people to enjoy an active and independent life for as 
long as possible, help to limit stress and anxiety, and reduce 
pressure on family and friends.

CHC has come under increasing scrutiny in recent months, with 
reports from the National Audit Office and the CHC Alliance 
identifying major problems.  Increasingly, patients are being 
turned down for CHC support despite meeting eligibility 
criteria, or are being offered support that simply does not meet 
their needs.

A postcode lottery for access to CHC across the country means 
that the support people receive is highly dependent on where 
they happen to live.  Underfunded local systems are failing to 
provide the support that people desperately need and are 
entitled to by law.

The letter is signed by nineteen consultant neurologists and 
directors of care with experience of working with people living 
with MND, and reveals the depth of concern among clinicians 
over the impact of CHC’s failings on the most vulnerable 
patients.

MND COSTS – THE STORY SO FAR
Thanks to everyone who has 
helped share our new MND 
Costs report and campaign on 
the financial impact of MND 
launched on Global MND 
Awareness Day (21 June 2017)

Susie Rabin, Head of Policy and Campaigns at the Association said:

“MND Costs will help to raise awareness of the financial hardship faced by 
people with MND and their families as we will campaign to ensure people 
living with the disease get better access to the monetary support they need.

We also launched a Benefits Advice Service to help people to access the 
benefits they are entitled to.  Thanks to everyone who has shared their 
powerful stories for the campaign so far, both for our own channels and 
more widely with the external media.”

Key findings from the Demos research: 

•			82%	reported	that	the	financial	impact	of	MND	was	
either very negative or moderately negative (for those of 
working	age	with	children	living	at	home,	this	was	95%)

•			Disability	benefits	do	not	cover	the	extra	costs	of	living	
with	MND.	Personal	Independence	Payment	(PIP),	the	
benefit to cover the additional costs of disability (for 
working	aged	adults)	would	at	its	maximum	(both	
Enhanced	Daily	Living	rate	and	Enhanced	mobility	rate)	
entitle someone to £7,337.20 per year

•			Over	two-thirds	of	families	use	their	savings	to	cope	with	
the	extra	costs	of	MND	during	the	illness,	and	sometimes	
little is left after bereavement

•			On	average	people	with	MND	have	seen	their	energy	bills	
double since diagnosis

The research by Demos, a London based cross-party think-tank 
consisted of a survey of people with MND (333 responses), a survey of 
family members bereaved as a result of MND (441 responses) and a 10 
month-long one-to-one diary-led interviews with people with MND.

MNDA East Kent were the recipients of  
2 awards at the KM Charity Team annual 
forum.

The group was awarded a Gold Charity 
Mark in recognition of the group’s 
service to the community of East Kent.

Clive Hudson was awarded a Brain and Brawn Triathlon Award 
for taking part in at least 3 KM Charity events.
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Branch contacts

Chair Clive Hudson chair@mnda-eastkent.org.uk

Secretary Maureen Wallis secretary@mnda-eastkent.org.uk

Treasurer Hazel Watts treasurer@mnda-eastkent.org.uk

Association Visitors Judy Keay
Lynn Hudson

07757 749985 judy.keay@mnda-eastkent.org.uk
lynn.hudson@mnda-eastkent.org.uk
jon.willey@mnda-eastkent.org.uk

Campaigns Katy Styles campaigns@mnda-eastkent.org.uk

Webmaster Clive Hudson webmaster@mnda-eastkent.org.uk

Newsletter Chrissie Batts newsletter@mnda-eastkent.org.uk

MND Association contacts

Regional Fund Raiser Pam Fry pam.fry@mndassociation.org

Volunteer Coordinator Claire Tuckett claire.tuckett@mndassociation.org

Regional Care Advisor Cathy Finnis cathy.finnis@mndassociation.org

Useful information

National Office 01604 250505 enquiries@mndassociation.org

Thumbprint Online www.mndassociation.org/membership

Online Forum forum.mndassociation.org

MND Connect Helpline 0345 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. w
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SUPPORT MEETING - Strode Park, Herne Bay
On Sunday 6th August the East Kent MNDA group were invited to visit Strode Park 
Foundation for tea and a walk around parts of the house and the grounds.
Twelve people attended and a fabulous tea of sandwiches, scones with jam and 
clotted cream and a selection of cakes were enjoyed.  The sandwiches, scones and 
cakes were prepared at Strode Park, all were beautifully fresh and delicious.  The tea 
was served by Anthony who thoroughly spoilt us.
Everyone was shown around the grounds: Daren found a lake with a no fishing sign 
which indicated to him there would be something worth catching.
The open air auditorium is a fantastic facility with every part accessible by 
wheelchair.  We were invited to look at the website strodeparkfoundation.co.uk to 
find out about concerts and booking them if we wished.
We were shown around non-residential parts of the house.  This included the 
gymnasium and the hydro-therapy pool which is available to people living with 
disabilities.

Sat 11 Nov 

Sat 11 Nov

Wed 30 Nov

Sat 9 Dec

Tue 26 Dec

2018

Mon 1st Jan 

Sat 17th Mar 

Sun 20th May

Sun 1st July

Support Meeting, The Flying Horse, Boughton 
Aluph

500K Static Bike Ride, Tenterden

Tea By The Sea, Botany Bay Hotel 3-5 pm

Christmas Lunch, Yarrow Hotel, Broadstairs

Saltwood Run

New Year’s Day Party – Wrotham Arms, 
Broadstairs

Ball  – Little Silver Hotel – Tenterden – full 
details to follow

Walk To D’Feet MND – full details to follow

Dragon Boat Race and Picnic – Mote Park 
Maidstone

More info www.mnda-eastkent.org.uk
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