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A Review of 2015
By The Chair of the Branch, Joel Millett

They say as you get older the years fly past quicker;
well I must be very old as it only seems like
yesterday since I was trying to compose last
year’s review.
The support the Branch receives is second to none, but I
would especially like to say thanks to all those individuals
who have gone out of their way to raise funds for the
Branch and the Association. Without your effort and the
funds that they generate we could not provide the support
for our members living with MND and their carers.
I have said it every year since I was made Chairman, and I make
no apology for saying it again, the backbone of our activities has
to be the Support Meetings for our members living with MND and
their carers, and our thanks must go to Marion and Margaret for
organising and running these meetings, which are held at venues across Cheshire.
In the year there have been 12 Support Meetings and 1 Carers lunch plus a trip to, Arley Hall
Gardens this time hosted by Lady Ashbrook. I believe that they are really positive events with
lots of important dialogue between the carers and plwMND, and because they are relaxed
events people keep coming back.
The Strawberry Evening this year went back to its roots to where it all started at Nantwich
Cricket Club, Whitehouse Lane, Nantwich, and was organised and hosted by Pauline
Medovnikov and friends. It would be remiss of me not to mention Hayley Shatliffe-Smith and
Lorraine Hollis who have between them organised 6 fund raising and awareness events
including bag packing at Morrisons in Chester and a Walk to D’feet during the Lymm Festival in
June.

Diary Dates
December
th
6

Christmas Celebrations
Abbeywood Estate

January 14th

Support Meeting
The Sunflower Centre
Macclesfield

January 23rd

Booths Supermarket
Collection Knutsford

February
th
25

Committee Meeting
Knutsford

Whilst the Branch has not instigated any events this year, we have been heavily involved
supporting many of the events organised by volunteers. But let’s not forget the effort that
goes into fund raising events which enable the Branch to produce this newsletter, hold our
support meetings, and more importantly enable the Branch to assist our members who are
living with MND. Our thanks must go to all of you who helped and attended these events.
In the next issue of the newsletter I will try to summarise where the monies raised have been
spent.
I hope to see you at our Christmas Support Meeting which this year is being held in the
Abbeywood Estate on Chester Road at Delamere. The only thing left to say is

The Branch Committee would like to wish you a Merry Christmas and to extend a
very Happy New Year to all our readers, and we hope to see you all at our support
meetings and events in 2016

For further details go to
www.mndcheshire.org

Look for National Office News Items
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Hints & Tips
Victory for Disabled
Food for
thought
Below is some helpful advice
on how to best help the U.K.
Economy by spending you’re
'Winter Fuel’ cheque wisely:
If you spend the money at
Asda or Tesco, the money
will go to Gibraltar, Ireland &
Luxemburg
If you spend it on Amazon
your money will go
Lichtenstein
If you spend it on eBay your
money will go Ireland
If you spend it on petrol your
money will go to the Middle
East
If you purchase a computer
it will go to India, Taiwan or
China
If you purchase fruit and
vegetables it will go to
Kenya, Spain, or Morocco
If you buy a foreign car it will
go to Japan, Germany,
France, India or Korea.
If you buy a British car it will
go to Japan, Germany or
India.
Instead, keep the money in
the UK by:
Spending it at car boot sales,
going to night clubs, buying
cider, beer or scotch, getting
yourself a Tattoo and visiting
a bookie

An American legal settlement will result in
62 ships in Carnival Corporations worldwide
fleet reserving 3% of their cabins for
disabled passengers.
The decision affects 55 ships currently in service,
which includes P&O and Cunard operating from the
UK, and a further 7 currently on the drawing board.
The US Justice Department under the Americans with Disabilities Act took action to ensure
the provision of accessible cabins of the Carnival brand, Princess Cruises and Holland
America Line.
Under the settlement Carnival will pay $55,000 in fines and $350,000 in compensation to
passengers who claimed they were discriminated against.

Manchester Science Festival
By Margaret and Hal Bailey

Manchester celebrated science
over the autumn half term. This
year, for the first time there were
two events about MND and MND
research which we’ve been working
on with Dr Emma Hodson-Tole and
Dr Rickie Patani, neurologist and
MND stem cell researcher.
The first event, on Sunday 25 October at the Museum of
Science and Industry (MOSI), was a video about Dr HodsonTole’s research, a chance to try out ultrasound of muscles
and microscopes to look down too.
As part of Manchester Metropolitan University’s (MMU)
‘Science Extravaganza’ event (part of the overall festival) on
Saturday 31 October, there was an event called ‘Action
Potential’ where performers danced out what happens when
a nerve impulse travels down a nerve in healthy muscle and
in people with MND.
Unfortunately we couldn’t attend the first event, but we did
st
go on Saturday 31 October to MMU to support Dr Emma
Hodson-Tole to help to raise awareness.
It was great to meet Dr Patani and his team who use patient-derived stem cells to study
possible causes of Motor Neuron Disease at University College London and who are
supported by the Wellcome Trust and MND Association.
It was a fantastic awareness raising event where the next generation learnt about motor
neurones and acted out how the electrical impulse travelled through a healthy neurone.

UK PLS Day
By Hal Bailey

This is your
newsletter
So please let us have
your contributions.
These can take the
form of ‘humour’,
‘personal
experiences’, ‘hints
and tips’, ‘questions’,
‘holidays’
‘photographs’, and
any other
information that
you might think of
interest to our
members.

You do not have to
be a Jane or a
William to submit
any of the above.
So please do submit
your contributions

My wife was hinting about
what she wanted for our
upcoming anniversary.

The very first UK PLS Day was held on Friday 23rd
October at the Oxford Spires Four Pillars Hotel, which
was very well attended, and amongst the audience were
Margaret and myself.
It was a very extensive agenda, from which I will try to highlight the
salient topics, which was chaired by Professor Martin Turner,
Consultant Neurologist and Care Centre Co-Director from the
Oxford MND Centre, who opened the day with a brief history Of
PLS as a distinct disease entity.
The first talk, by Professor Kevin Talbot, Consultant Neurologist and Care Centre Director
from the Oxford MND Centre, was a review of key clinical features of PLS and distinction
from other neurological disorders. The core of the talk was that PLS is a pure upper motor
neuron disorder characterised by stiffness, in most cases starting in the lower limbs. There
are a limited number of alternative diagnoses to be considered. A key element is
symmetry and a slow rate of progression with ascent of symptoms from the lower limbs
upwards.
Dr Christopher McDermott from the University of Sheffield presented a paper on the
genetics of PLS, and what we can learn from other diseases. PLS as you know is not
common and this presents challenges in understanding the underlying causes of the
disorder. PLS shares some common features with more common disorders and by focusing
on the overlaps with these disorders at a genetic level, insights into important
mechanisms maybe uncovered.
I have to admit the rest of the morning session about neuroimaging, MRI, PET and MEG,
went a little way over my head!
The last session I want to report on was by Dr Mary-Kay Floeter, Senior Clinician Scientist,
from the National Institute of Neurological Disorders and Stroke in Bethesda, Maryland
USA. The key message from a 15 year natural history study of PLS, was that PLS patients
have a normal lifespan. Once symptoms begin, they tend to progress quickly over 5 – 10
years and then remain relatively stable or only slowly progressive. A challenge for fuure
research is to learn why PLS patients stabilise at different levels of disability.
All in all a very good day, my only criticism was that it was held on a Friday, which is the
worst day for travelling north up the M40 and M6, and this coupled with the start of half
term made travelling at the end of the day a nightmare!

Visit to Arley Hall Gardens
By Hal Bailey

She said, "I want
something shiny that goes
from 0 to 165 in about 2
seconds."
I bought her a bathroom
scale.
And then the fight
started......

On 1st September the incurable
optimists visited Arley Hall Gardens at
the invitation of Lord Ashbrook for a
tour of the gardens.
Unfortunately Lord Ashbrook was not
available due to ill health but we were thrilled
to have Lady Ashbrook guiding us round the
gardens.
The tour of the gardens was followed by an excellent afternoon tea in the Tudor Barn and
Hazel Francis, on behalf of the Branch, thanked Lady Ashbrook for their hospitality.

Chester Races
By Lorraine Hollis

Warburtons
Farm

Having requested in June 2014 to hold
an exit gate collection at Chester
Racecourse I'd almost forgotten about
it when I learned many months later
that I'd been successful.
The immediate euphoria soon turned to panic
when I realised it wasn't one exit gate (as I'd
foolishly imagined) but all the exit gates at the
th
Racecourse on Friday, 11 September 2015.
Would I have enough volunteers, T-shirts and
buckets to make it a success? More
importantly would it rain and deter generous
racegoers?

Mrs Warburton Snr presenting a
cheque to Joel with Norman
Lawson from The Cheshire
Ploughing and Hedgecutting
Society and Marion

Following the successful
Ploughing Match at Hatley
Farm Frodsham the
Cheshire Ploughing and
Hedgecutting Society gave
£1000 to the Warburton
Family to donate to a
charity of their choice.
The Warburton’s decided to
donate it to the Cheshire
Branch of the Motor
Neurone Disease Association
who help and support
sufferers with this
debilitating condition and
their carers.

I needn't have worried. My family and friends
soon rallied round and, with support from the
Clwyd branch, borrowed supplies and a lovely
sunny day, we raised £1,826 smashing our
target by quite a long way.

2 of the volunteers on the day

The money was split equally between Cheshire and Clwyd branches of the MNDA in
memory of mum so that local people can continue to receive the support they need
quickly."

Tough Mudder
By Hayley Shatliff-Smith

So my brother, Stevie, and I both got a little tipsy one night and decided we
would book a 12 mile run with 26 assaults.
I didn't look too much in to what it was or the
assaults, I thought we might walk through mud.
Little did i know i was going to get electrocuted,
pushed through a plastic tube and dropped in
to mud up to my neck, run up and over a half
pipe which was oiled.

This is in memory of the
founder of the business Mr L
Warburton (father of Geoff
and Graham) who died of the
condition.
Mrs Warburton Snr
presented the cheque to Joel
Millett, Maragret Bailey,
Marion Chadwick and Hal
Bailey members of the
MNDA committee, and said
she hoped this would help
people to cope with a
situation she well
understood

Clare Grant and Donna Ditchfield

Not only that to some people it is one of the
easiest assaults but when you face your
greatest fears it was terrifying crawling under
50 meters of barbed wire. I did it a lot less
dramatically than you'd expect, face down with
Stevie navigating me through.
We completed it in 3hr 45 min which beat my 4
hour goal so I was very impressed
We raised a fabulous £845.00 for the Cheshire
Branch so it was a very successful day.
Hayley and her brother Stevie

Bring on the next one!

Walk to D’feet
By Hayley Shatliff-Smith

Following the successful Shatliff
Shuffle held during the Lymm Festival
in June I held another Walk to D’feet
held on the 19th September starting at
The Park Royal Hotel & Spa in Stretton

Fund Raising
and Donations
The following are
some of donations
which were received
by the Branch during
the last three months.
It is through such generous
gifts that the Branch can
help the people of Cheshire
to be as independent as
possible for as long as
possible

There were 6 walkers all sporting the MND T
shirt enjoying the warm sunny day and
spreading awareness for this dreadful disease
and raising £30.00 for the Branch.
We walked around Stretton, a scenic 5 mile
walk with a good pace, visiting the Walled
Gardens in Stretton.

Please note that 4th annual Shatliff Shuffle is booked for Sunday June 19th 2016.

London Marathon
By Hal Bailey

A huge thank you to
N and J Bourne who have
donated £500.00p to the
Branch

A big thank you to Mrs Janet
Parratt for her donation of
£400 to the Branch

At the support meeting held in November I was
presented with a cheque for £650 as a donation
to the Branch
Mark Cope, son in law of Danny Boyd ran the London
marathon in 4 hrs 25 mins to raise money for the
Association in memory of Margaret Boyd who sadly passed
away in 2013.
Mark raised a fabulous £1,150 of which he had donated
£500 to the Association for research and the remainder to
the Branch

Sheila Hocknell has
generously donated
£100.00p

Congratulations Trisha and David!
By Joel Millet

Thanks go to Mrs. Janette
Knox who has kindly
donated £225.00p to the
Branch

Waitrose selected our
Branch as one of its
nominated charities
We have recieved a cheque
for £274.00p as part of their
allocation.

The sun shone on the newlyweds as they
posed for photographs surrounded by
family and friends.
It was a very emotional service held in The Mayor’s
Parlour, Crewe Town Hall that saw Trisha and David
rd
tie the knot on Saturday 3 October. Trisha had
pre-written all her vows on her ipad, so when it
came to her turn Trisha simply pressed “Talk”!
After celebrating their wedding the honeymoon
destination was Amsterdam.
We all wish much happiness and good luck to the
new Mr & Mrs Bailey! .

Caring for our Carers
More than half of people who look after someone with MND
spend more than 100 hours a week in their caring role, some 22%
higher than reported in the National Carers' survey for England (2013).

Fundraiser

This is just one of the startling statistics to come from our Carers’ Survey 2015, which was
completed by more than 450 carers earlier this year.
Those who answered the survey said they carried out an
enormous variety of tasks including personal care and
lifting, while their main concern was what would happen
if they were to become ill themselves. They also said they
feared for the future and whether they would be able to
cope.
According to the survey, almost two thirds of carers don’t
receive any benefits or allowances and almost half don’t take planned breaks from their
caring responsibilities. This is despite the right to a carers’ assessment under the Care Act.

Hi I’m Amy Kilpatrick,
your new Regional
Fundraiser for Cheshire,
Merseyside and the W
Midlands.
I’m really looking forward
to getting to know you all
and work with you in the
months and years to come.
I know the Cheshire Branch
is a really great example of
what branches can achieve
I hope I can work with you
so we can do even more to
raise funds and awareness
for MND Association
Cheshire Branch.
A little bit about me, I’ve
worked in the third sector
now for 14 years in a
variety of organisations
from neurological diseases
to international
development.
During that time my focus
has been on community
and event fundraising – it’s
a real passion of mine and I
love it!
I’m married with two
wonderful children who
keep me very busy – we
love cycling, canoeing and
pretty much anything done
in the great outdoors!

Steve Bell, our Director of Care (North) said: “The results illustrate what we need to do to
provide the right support for carers. The work plan being developed in this area will
include a revision of our carer’s pack and promoting the need and right to a timely carer’s
assessment.”

Next Year’s Captain of Mere G&CC
By Chris Clempner

I am the Captain of The Mere golf
club next year and have chosen the
Cheshire branch of MND Association
as my nominated charity for the
year.
I chose MND because my wife`s first
husband, Terry, who she was with for 30
years, was diagnosed with MND in 2005 and
Rosalind cared for him for 5 years at home
before he died in 2010
I am particularly interested in raising money
to support the carers. Together with Joel, Hal & Margaret we will be looking at ways
where we can improve the respite care facilities in Cheshire.
Throughout my year we will have various fund raising events. I have Captains Challenge
matches most weeks where I and a partner take on another pair for 18 holes of golf in a
match play better ball format. My opponents make a contribution to the charity and
increase it if they lose!
I have organised a captains charity day in July where we have a team competition with a
small entry fee for each team and a Sportsman’s Dinner in October with comedians and
after dinner speakers where we hope to raise most of the funds through an auction on the
night.
In December we will also be having a Christmas Party for all golf members where we will
have a raffle that will raise more money for both my and the Lady Captains charities.
I am greatly looking forward to my year and Rosalind and I will be doing our best to raise
as much as possible for this very important area of MND support.

Financial Stuff
st

Summarised Accounts as at 31 October
Income
Item

Newsletter

Expenditure
Year to Date
(£)
6,781

Financial Support

3,930

Restricted Donations

7,810

National Office

8,397

In Memoriam Donations

1,784

Info & Education

Fund Raising

Any monies we can
save will be used to
help plwMND in
Cheshire

929

Admin Cost
10,587

Resale of Goods

hal@mndcheshire.org

Year to Date
(£)

General Donations

Corporate Donations

Anyone wishing to
elect to receive
everything via emails
should contact Hal
on

Item

1,102

Publicity and Fundraising

760
1,408

Purchase of goods for resale

Bank Interest

151

Total

16,526

Gift Aid

724

Surplus for the year

11,311

Total Income

£27,837.00

Total Expenditure

£27,837.00

Committee Stuff
We are sad to report that Marion Chadwick who has
served on the committee for 11 years, 8 of which as
Branch Contact will be leaving the committee with
effect from our next Annual General Meeting in
March/April next year.
We are sure that you will all join with us to say a BIG THANK
YOU for everything she has done to support the MND
Association and in particular the Branch over the last 11 years
and wish her all the best for the future.

To view or print back
copies of our
newsletter go to

Unfortunately that leaves us with a very big task to find a replacement to join us on the
committee and fulfil the role of Branch Contact. The typical duties of a Branch Contact are:
•

www.mndcheshire.org/
12.html

•
•
•

https://twitter.com/
MNDACheshire

•
•
•
•

www.facebook.com/
MNDCheshire

www.justgiving.com
/MNDACheshire

To respond to enquiries from the whole range of Association customers in
particular people with MND, carers and health and social care professionals.
To provide clear up to date information on MND, the Association, branch
activities and local services.
To maintain a collection of up to date information
To signpost people onto appropriate alternative sources of help, advice and
information
To attend branch/support meetings on a regular basis
To arrange cover when not available and provide a suitable answerphone
message.
To participate in appropriate training/update training
To abide by the Association’s policies on information and confidentiality.

The time commitment involved is not onerous, we tend to have committee meetings 4
times a year in the evenings, which tend to last about 2 ½ hours plus a AGM which is held
on a Sunday afternoon in March/April. On a day to day basis, to be available to respond to
telephone calls/messages and to follow up those calls.
If you are interested in the role, please contact any committee member for more
information.

Useful Contacts
MND Connect offers support, information and
advice to: People living with MND, Health and
Social Care Professionals, staff and volunteers

Branch Contacts

Registered Charity No 294354

www.mndcheshire.org

Paula Sutton is the Association's Regional Care
Development Adviser (RCDA) working in the Branch area, who has detailed knowledge of
the care and management of MND. Paula can be contacted on 07872 161024, or email:
paula.sutton@mndassociation.org

Chair

Joel Millett

01625 525409

joel@mndcheshire.org

Vice Chair

Margaret Bailey

01565 634831

margaret@mndcheshire.org

Secretary

Clare Ward

01565 653475

clare@mndcheshire.org

Treasurer

John Kinder

01260 291232

john@mndcheshire.org

Branch Contact

Marion Chadwick

07929 732958

marion@mndcheshire.org

Publicity Officer

Sarah Walker

07970 216057

sarah@mndcheshire.org

Newsletter Editor

Hal Bailey

07970 085083

hal@mndcheshire.org

Fund Raising

Hazel Francis

01270 626222

hazel@mndcheshire.org

Association Visitors
Ann Barlow

01606 891027

ann@mndcheshire.org

Joel Millett

01625 525409

joel@mndcheshire.org

Amy Phillipson

07870 199435

amy@mndcheshire.org

Whether you’re aiming big or small, fundraising is a
rewarding and fun way to help make a difference. Either
by yourself or as part of a team, through work or in your
free-time, there’s a way for everyone to get involved.
Imagine an hour... a day... a week without speech.
Join our new sponsored fundraising event Silence Speaks.
Stop talking, create your own way to communicate, raise awareness, raise vital funds and
support people living with Motor Neurone Disease.
For more information and to receive your Silence Speaks fundraising pack go to
https://www.mndcommunity.org/silence-speaks or call us on 01604 611 860.
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