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Anniversary Activities

Th 2009 is a very special year for us. It's the
Association’s 30th anniversary. On 6" October (our
actual birthday) at 6 pm we are holding a ‘Lantern for Life

Gathering’ at Nantwich Methodist Church, Hospital
Street, Nantwich, CW5 5RP

Today, there are around 5,000 people living with MND. Back in 1979 the same
number were struggling to cope with the news of a terminal diagnosis alone.

Even to many neurologists MND was something of a mystery. With no funding there
was very little research into MND and its causes. A group of very special people
decided that something must be done to help those faced with this mysterious
disease. A new era had begun.

On the 6™ October at 6pm we will be lighting lanterns and celebrating the future with
Friends and Members of the Branch at Nantwich Methodist Church. Hot drinks and
nibbles will be provided.

If you know of anyone who has been affected by MND in the Cheshire area please
let them know and encourage them to come along to the celebrations. The
Association’s aim is to have lanterns lit throughout Britain to mark all those friends
lost to the disease and to illustrate hope for the future.

Or you could just light a lantern in your own home. The important thing is that we all
come together to light a lantern to commemorate all those faced with MND and
demonstrate our hope for the future. If you would like to come along please contact
Hazel on

6 01270 626222 or by {\-/zﬁ hazel@mndcheshire.org

As part of the birthday activities, special 30" Anniversary ribbons are
available. The ribbons are pearl, the colour that represents 30, and

A
Diary Dates demonstrates the Associations desire for a world free of MND. The Y
ribbons are available from committee members at a cost of £1.
" Support Group
Oct 5 .
Old Vicarage Hotel
e | tamemiortie Friends of the Branch
Gathering

Now 9" Support Group Following our appeal for volunteers | would like to welcome 2 new Friends of the

o The Swan Hotel Branch, they are Amy Phillipson who has recently qualified as a Speech and
For further details go fo Language Therapist and lives in Runcorn and Sarah Jenkins who is currently
www.mndcheshire.org studying Occupational Therapy and lives in the Chester area. I'm sure they will both

provide invaluable support to our Branch and to the Association.
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Work on new research institute starts

| reported in the January 2009 issue of the Newsletter that Sheffield
University had been given the green light for a new MND research institute,
and is set to become a world centre for research into Motor
Neurone Disease.

| can now report that a crowd of scientists, patients and
fundraisers gathered together to break the turf of a new
Sheffield research institute into motor neurone disease. The
following is an extract from an article in the Sheffield Star on
22 July 2009 by Sarah Dunn.

The start of building work on the Sheffield Institute for

Translational Neurosciences sent out a message of hope to

sufferers of MND and other neurological conditions, as the first steps were taken
towards a place where dedicated research will be carried out. The venture - being
brought about through a partnership between a group of fundraising patrons called
the Sheffield Institute Foundation and The University of Sheffield - will be the first of
its kind in Europe.

It will bring together experts from around the world to focus their energies on
developing treatments for the disease and hopefully ultimately a cure for the
disease. Professor Pamela Shaw, Head of Neuroscience at the University’s Medical
School and an international expert in MND, will head the new institute.

Professor Shaw said to see building work started on the site on Dorset Street,
opposite the Royal Hallamshire Hospital, was a “dream come true”. She said: “| have
always wanted to do something substantial looking into the causes of MND and to
bring about therapies for the deserving patients. “Today is a truly wonderful and
exciting day.”

Chris McDermott, Clinical Senior Lecturer in Neurology and Consultant Neurologist,
added how important the facility will be in advancing the progress of the Hallamshire
Neurology Research Team in recent years. He said: “It is a very complex problem - if
it was simple it would have been fixed by now.

“What we want to do here is convert the ideas we have on paper into a tablet that
people can take. We need a place where the leading scientists and clinicians - the
people who work with the patients - can come together. And when you bring them
together, as in institutes for other conditions like breast cancer for example, that's
when you get results.”

Mobility aids: a warning

CONSUMER DIRECT has issued a warning about the sharp practices of some operators
selling mobility aids, following a steep rise in complaints about these products.

Many complaints related to defective products and customer service issues, while almost a
quarter were about sales and business practices, including allegations of traders making

misleading claims. (Source-Age Agenda bulletin).

Find out more at www.consumerdijrect.gov.uk/news/oress releases/
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Newsletter

This iy your
newsletter

So-please let us have
your contributions:
These con take the
form of ‘huwmowr”,
‘personal
experiences’, ‘hinty
and tipy,
questions,

Shagesqence

Yow do- not hawve to-
be v Joane orv v
Williawn to- submit
any of the above.
I will take awticles

thew and get your
approval before
publication.

So-please do- submit
youwr contributionsy
and make this
newsletter work for
everyone inv Cheshive

Hints & Tips

Adyvice for carers

FirstStop provides support and
advice for seniors as well as an
information service for carers.

Advice for
older people

FirstStop

Call the Advice Line on 0800 377 7070
It covers care, housing, finance and
rights both through the website www.firststopcareadvice.org.uk and Advice Line for
advice on the following topics:-

= Care and support for older people - in your own home, in specialist housing
or in a care home.

= Housing - services to help you 'stay put' successfully; information about all
the options if you choose to move somewhere more suitable.

= Finance - including paying for care, benefits and allowances, Council and
NHS funding, insurances, financial planning and financial products.

= Your rights - the law; standards you should expect; and how to get what you
are entitled to, including advocacy services that can support you.

A guide about choosing a car

weauity  The guide describes some of the simpler equipment that
Choosing a car

can make driving the car easier.

There is a section on financing a car if you have a disability
and details of where to go for simpler adaptations, information
and help. Also the car measurement database can help you
draw up a shortlist of cars if you have a disability.

It helps you find the car models that are easiest for you to get
L in and out of and stow a wheelchair or other equipment. It

includes detailed measurement data on over 400 cars. New ones are added

continuously. www.ricability.org.uk/consumer_reports/mobility reports/

Members Forum

A new page has appeared on our website.

It is an opportunity to share your experiences which may help others in a
similar situation. It really is a logical extension to our successful Support Group
Meetings hosted by the 2 M’s (that is Marion and Margaret) where we all share
experiences of all kinds!

The first to contribute is Frank Casey with the 1% and 2 part of a trilogy of ‘To
Peg or not to Peg’ Frank had been asked to put his thoughts together, giving
his reasons for having the procedure carried out, and how it will affect him and
his wife.

So please do submit your contributions
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Perks of reaching
50 and heading
towards 70!

Kidnappers are not very
interested in you.

In a hostage situation, you
are likely to be released first.

No one expects you to run
anywhere.

People call at 9 PM and ask,
'Did | wake you?'

People no longer view you as
a hypochondriac.

There is nothing left to learn
the hard way.

Things you buy now won't
wear out..

You can eat supper at 4 PM.

You can live without sex but
not your glasses

You quit trying to hold your
stomach in no matter who
walks into the room.

Your eyes won't get much
worse.

Your joints are more accurate
meteorologists than the
national weather service.

Your secrets are safe with
your friends because they
can't remember them either.

Your supply of brain cells is
finally down to a manageable
size.

You can't remember who sent
you this list.

ONE MORE THING:

Never, under any
circumstances, take a
sleeping pill, and a laxative
on the same night!

INn Nantwich

The Walk To D’Feet was held Saturday 27th June in Nantwich as part of the
Branch’s Awareness Week activities

Walk To D’Feet is the Association’s signature national fundraising event and a year-
round opportunity for the Branch to raise awareness and much needed funds through
sponsored walks.

The weather was kind and on Saturday
Morning we held a Card Tombola and gave
out Awareness Material which was a
success. There was also the opportunity to
play the money spinner, which raised
additional donations.

The Walk went very well, and we had a
total of 40 Walkers, which included people
living with MND along with their carers, who
registered. Some walkers had been sponsored. Refreshments were enjoyed after the
walk back at Nantwich Methodist Church. The event achieved the much needed
awareness as the walk was through the centre of Nantwich, and all the walkers were
wearing Walk To D’Feet T-Shirts.

Nantwich Methodist Church also had a collection for MND which raised over £80,

and provided the use of the Methodist Church

facilities which was very supportive. The

Association is 30 years old in 2009 so a ‘30’s’

theme was incorporated
into the walk, with all
competitors receiving a 30
year badge as well as a
certificate acknowledging
their participation in the
walk.

The Walk to D’Feet has raised over £880. Whilst our thanks go to all Walkers
and Sponsors, we must highlight 2 walkers whose mother has

MND - Cathy Cope and Kerry Hall who between them raised

an additional £400 in sponsorship, and also Doreen Watson

who raised £118 in sponsorship. We also must thank all the

volunteers who helped with refreshments, all who made

donations and supported this event. Your support is very much

appreciated.
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Fund
Raising and
Donations

The following monies
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.

A
donation
has been
received

by the Branch from the
Mickle Trafford Village
Club of £110.00. The
money was raised from
weekly bingo sessions
and fortnightly quiz nights
held by the club to
support local
organisations and
charities in the area.

The Yorkshire Building
Society (Nantwich
Branch) under its

programme of charitable

donations has made a

donation to the Branch.

The donation, which has
been gratefully received,
will be used to benefit the
members of the Branch.

Strawberry and Cream Evening

On the 9" July the Branch held its annual Strawberry and
Cream Evening at the Nantwich Cricket Club.

The money raised will go to support people living with MND in
Cheshire, continuing the successful Strawberry Evenings over the last 8 years
arranged and organised by Joan Park. Joan, who retired from the Branch Committee
this year after over 10 year’s service, unfortunately could not attend due to ill heath.
This year’s event was organised by Hazel Francis,
the Branch Fund Raiser.

Approximately 80 members and friends of the
Cheshire Branch of the MND Association arrived
at Nantwich Cricket Club to support this event.
During the evening several games of bingo were
held, followed by a raffle, a bottle cork raffle, and an auction of a cake donated by
Cuppa and Cakes Macon House Community Group

There were various stalls selling the following items:- plants, cakes, and jewellery
and white elephant items. Our thanks must go to Nancy Dutton who has donated
£250 she has raised from knitting throughout the year, and a further donation from
Arthur Chalkley for selling plants and hanging baskets

Those who attended enjoyed scones served with jam and cream and of course a
bowl of strawberries and cream! At the end of the evening Julie Williams thanked
everyone who has supported it, including the local Shops and Businesses for all their
donations. So far this year’s event has raised, on the night, over £800.

The Firs School, Chester donates £5,000

Parents at The Firs School in Newton Lane, Chester raised £10,000 for two charities
of their choice at a ball held at the Doubletree by Hilton Hotel (formally known as
Hoole Hall Hotel).

From left to right: Geoff Faulkner, Mrs Longman
(proprietor of The Firs), Julie Wililams (MND
Association), Cath Jeffries (Wirral and Chester
Renal Group), Becky Patton and Rev Longman
(proprietor).

Me mber s of the parents
and Geoff Faulkner, handed cheques for £5,000 each to Julie Williams of the
Cheshire Branch of the MND Association and to Cath Jeffries of the Wirral and
Chester Renal Group.

The ball, which was held on May 16th raised funds via a raffle and an auction.
Generous parents donated prizes for the auction including five tickets for a Liverpool
football mat c h, children’”s bicycl es, a
to prepare dinner for 12 guests of your choice as well as tickets for a Madonna
concert.
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With motor neurone
disease being such a
rapidly progressive disease
with complex symptoms,
the Year of Care Pathway
produced by the MND
Association,

http://Amww.mndassociati

on.org/for_professionals/

sharing_good practice/m
nd year of care.html

will help commissioners
ensure interventions will
be in place when needed
so that the
multidisciplinary team can
spend more time with
clients and plan to
manage symptoms
effectively.

Beverley Hopcutt, the
Therapy Service Manager
(Stroke and Neuro) at
Manchester Royal
Infirmary assesses the
potential impact of the
Motor Neurone Disease
Year of Care Pathway
with Hal Bailey, and
brings us up-to-date with
other essential resources
when working with this
client group.

An Afternoon at

Bridgemere Garden World

19 members of the Branch braved the weather and met at the Bridgemere Garden
World on 26" August for an Afternoon Tea and a leisurely guided walk around the 20

styles of garden.

coffee.

We all met in the cafe at 2.30 pm where
afternoon tea was served, which consisted of a
selection of sandwiches, cakes, scones with
jam and cream and copious pots of tea and

Unfortunately the weather did not improve as
we all hoped it would and it was decided to

cancel the guided walk around the gardens.

Instead the guide Mr. Keith Atkey suggested that
he should give a talk on plants, and he chose
some late flowering plants such as Rudbeckia
Fulgidia ‘Guldsturm’ (a Black Eyed Susan), which
give colour to the borders at this time of year, and
also some grasses which give movement.

At the end of the talk Molly Poole thanked him on
behalf of the Branch,

Visit fo Arley Hall Gardens

On 16" September approximately 20 members and friends of
the Branch visited Arley Hall Gardens at the invitation of Lord
Ashbrook for a tour of the gardens. Arley Hall has been the
ancestral home of the Warburton Family since 1470, and the
gardens which have been created over the last 250 years by

successive generations of the same family.

Lord Ashbrook gave a brief introduction to the group of the
history of Arley Hall and then was joined by Lady Ashbrook.
Together they gave an informative guided tour of the gardens,

and gave the history of various features and were more than

happy to answer the many and varied questions
raised.

This was followed by an
excellent afternoon tea in the
Tudor Barn and Hazel
Francis, on behalf of the
Branch, thanked Lord and
Lady Ashbrook for their
hospitality.
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Financial Stuff

TREASURER'S REPORT AS AT 26™ August 2009

Audlem Income Expenditure
. Item Year to Date Item Year to Date
F@STIVO' Of General Donations 9,326.67 Financial Support 2,652.70
TrO n S p O r‘I‘ In Memoriam Donations 2,040.00 National Office 5,783.12
Fund Raising 2,262.50 Branch Admin costs 601.22
Bank Interest 16.27 Publicity 604.77
Sundries 6.23 Sundry 233.55
Total Expenditure 9,875.36
Surplus 3,776.31
Total Income 13,651.67 Total 13,651.67

Carole, Charlotte,
Isabelle, and a team of
volunteers manned a
stall at The Audlem
Festival of Transport.
They sold greetings
cards and ran a raffle
with 6 prizes, the 1st
price being a lovely
hamper. The raffle was
drawn by Des Gurin who
is chairman of ASET, the
team who organise the
Festival of Transport.

30th Anniversary Raffle

The Hormone Hostage

The Hormone Hostage knows that there are days in the month when all a man has
to do is open his mouth and he takes his life in his own hands! This is a handy guide
that should be as common as a driver's license in the wallet of every husband,
boyfriend, co-worker or significant other!

DANGEROUS SAFER: SAFEST: ULTRA SAFE:

Despite the weather
people were very
generous and they
managed to raise £150
which was donated to
MND through the Ashley
Smith tribute fund which
they set up.

What's for dinner?
Are you wearing
that?

What are you so
worked up about?

Should you be
eating that?

What did you DO all
day?

Can | help you with
dinner?

Wow, you sure look
good in brown!

Could we be
overreacting?

You know, there are
a lot of apples left.

| hope you didn't
over-do it today.

Where would you
like to go for dinner?

WOW! Look at you!

Here's my paycheck.

Can | getyou a
piece of chocolate
with that?

I've always loved
you in that robe!

Here, have some
wine.

Here, have some
wine

Here, have some
wine.

Here, have some
wine.

Here, have some
more wine.
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MND e e

connect
08457626262

mndconnect@mndassociation.org

Useful Contacts

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

Kathy James is the Association's Regional Care Development Adviser (RCA)
working in the Branch area, who has detailed knowledge of the care and
management of Motor Neurone Disease. She can be contacted on 0845 375 1832,
or email: kathy.james@mndassociation.org

Branch Contacts

| Secretary ‘ Clare Ward | 01565 653475 | clare@mndcheshire.org

| Treasurer ‘ Martin White | 01695 628292 | martin@mndcheshire.org

| Branch Contact ‘ Marion Chadwick | 07929 732958 | marion.chadwickl@tesco.net
| Publicity Officer ‘ Helen Parker |07834 773113 | helenswords@sky.com

| Newsletter Editor | Hal Bailey | 01565 634831 | hal@mndcheshire.org

| Fund Raising ‘ Hazel Francis | 01270 626222 | hazel@mndcheshire.org

| Association Visitor ‘ Joel Millet | 01625 525409 | joel@mndcheshire.org

Important Nofice

If anyjone Rnows a local shop or other retatl outiet
thew please get in touch with Hazel either by phone
or email. We have a number of collection boxes
collecting dust in garages or bedrooms, rather
thaw cash,. The only proviso is that the Branch
needs full details of where they are going to be
situated prior to issuing the collection box

If yow would like to- receive your newsletter by email
thenw please contuct Hal Bailey o
hal@mndcheshirve.org

Motor Neurone Disease Association, Registered Charity Number 294354.
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