Diary Dates
Support Group
Nov 3 Meeting at the
Grosvenor

Garden Centre

Christmas Party
at Reaseheath

Dec 7"

For more information go to
the website at
www.mndcheshire.org
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Lesley Allen an Association Visitor (AV) is one of the first to be nominated and to

receive an award of:
‘Making a Difference to Me’

Lesley was nominated by Frank Hughes who said

“Lesley Allen is very kind and very understanding. She goes
out of her way to help. | sometimes have problems driving to

MND meetings so she will pick me up. Any questions | have or if | need to get in touch
with someone she does it for me. We would all be lost without her”

The Branch was awarded an Oscarr for ‘Great Awareness-raising’
at the Annual Conference held in September. The Branch was
nominated in this category for the work that has been carried out in

the re-development of the
website and the new look
newsletter.

The content of both publications

has changed significantly. We
are now seeing those very

recently diagnosed and their families arriving at the
Support Meetings after their only contact has been

the website.

Pictured above is Hazel Francis, who represented the Branch at the annual
conference, receiving the award from the President of the Association Lembit Opik MP.

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.

everyone in Cheshire.

You do not have to be a Jane or a William to submit any of the
above. | will take articles in any format and if necessary edit
them and get your approval before publication. So please do
submit your contributions and make this newsletter work for
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Two students at Durham
University had
unfortunately lost a
loved and respected
member of their families.
Hannah Graham, her
grandmother and Jules
Dickson, her auntie.

To express their feelings
in a practical way they
decided to organise a

fashion show in the
grounds of the
University.

They recruited fellow
students in Hatfield
College to act as
mannequins, stage
hands, compares etc. A
large marquee was hired
at a special rate together
with the stage, sound
and lighting equipment,
and the generous help of
all the fashion houses
who contributed to the
event together with local
businesses who gave
their generous support.

The evening was a great
success and the MND
Association benefited by
£1,500.

Professor Ray Fitzpatrick and colleagues at the Department of Public Health of the
University of Oxford are conducting a survey on experiences of health and social care of
individuals with a neurological condition and their carer. This survey investigates whether
standards set by the Department of Health for services for neurological conditions are
being met. This survey has been developed with the help and input of individuals with
motor neurone disease, Parkinson’s, or multiple sclerosis and their carers.

You, and your carer (if you have a carer), may be invited to participate in this study by
being sent a questionnaire for yourself and one for your carer. The selection of
participants is random and anonymous. The questionnaires are sent out through the
MND Association. Your personal details will not be made available to the research team
at Oxford University.

A preliminary study has already been carried out, in which 160 MND Association
members were invited to participate. Information on the preliminary study can be found
on http://www.publichealth.ox.ac.uk/units/hsru

A larger survey will be targeted at 750 members in the autumn of this year. If you are
sent a questionnaire, it would be greatly appreciated if you completed and returned your
guestionnaire in the pre-paid envelope provided. Your input into this survey is valuable to
determine the quality of the current provision of health and social care.

The Club has raised £10,000 for research
into Motor Neurone Disease in memory of
two treasured members who died of the
disease.

Associate of Honor and former president
Erica Millett and committee member
Margaret Graham sadly passed away in
quick succession earlier in this year

In March a cheese and wine auction was held followed by a May afternoon tea party
which, with previous events, in total raised nearly £10,000 which they presented to the
Motor Neurone Disease Association.

They had hoped for former Corrie actress Denise Welsh to be at the presentation but
due to filming commitments she was unable to make it so the money was given to MNDA
representative Marjorie Moore

Pictured: Joel Millet, Geoff Graham, Marjorie Moore (MND Association), June Dawson
and Joan Hardwick
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THE Motability Car
Scheme and Rough
Guides have between
them produced a guide
for ideas on tried and
tested days out across
the UK The guide is user
friendly with handy
maps.

The guide costs £6.99

(inc p&p) or free to Blue

Badge holders who pay

£1.99 for p&p available
online at:

http://www.accessiblequi
de.co.uk

The National Key Scheme (NKS) offers independent access to disabled
people to around 7,000 locked public toilets around the country.

RADAR would like all providers of accessible toilets to keep their toilets
unlocked if at all possible. The NKS is suggested for use only if the
provider concerned has to keep the toilets locked to stop vandalism and
misuse.

http://www.radar.org.uk/radarwebsite/tabid/41/default.aspx

PIE Enterprises is offering a free UK Road Atlas for Blue Badge Drivers full of information
for the disabled traveler, showing which petrol stations are accessible, where you can
park and how accessible the accommodation is and more. Normally retailing at £12.99
the Atlas is free and you pay only £3.99 p&p.

To claim your free copy (whilst stocks last) send a cheque for
£3.99 (p&p only) payable to PIE Enterprises and quoting the
reference FREEATLAS with your name, address, telephone
number and email address (if applicable) to:

PIE Enterprises Ltd,
Caledonia House,
223 Pentonville Road
London. N1 9NG

Or alternatively apply on-line at www.thepieguide.com/shop by selecting the atlas at its
normal price of £12.99, following the prompts until you reach the coupon code, enter
freeatlas into the coupon box and you will then only be charged £3.99 p&p.

# & %

MOBILISE is an organisation run by and for disabled people to promote improved access
and mobility. During summer months they receive a number of , ~ calls from
people wanting to know how and where they can hire beach and all-terrain
wheelchairs.

After looking into this they have now produced a list of beach
wheelchair schemes from across the UK, available to download
from www.mobilise.info/Magazine.asp?ltemld=69 or Telephone Mobilise on
01508489449.
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There’s now a ‘What's New’ section on the Home Page
so you do not have to search the site to see if anything has changed

www.mndcheshire.org

On the 1* September members and friends of the Cheshire Branch visited the Pied
Bull in Chester for one of their regular meetings. Situated in the

heart of the Roman city of Chester, the Pied Bull is Chester's

oldest pub built in 1155 retaining many of its original features. It

is also home to two ghosts!

The Pied Bull is the oldest licensed house in Chester still serving

beer. Richard the Butler granted lands to the Nuns of St Mary’s

in 1155 and there were 2 dwellings divided into 3 by 1533. It was

known as the ‘Bull Mansion’ the home of the City Recorder. Richard Grimsditch is the
first publican mentioned in the Innkeepers Accounts of 1571. There was a nearby
beast market which led to a number of pubs in the area using ‘Bull’ in their name.
Constance Huygens Secretary of King William dined here during her stay in Chester
in 1690. In 1784 John Paul was running a four horse coach to Birkenhead from the
pub.

The pub boasts a number of original
signs — a coaching sign dated 1753
and more recently the Triangle of
the Road and Path Cycling
Association who recommended
hotels and guest houses in the early
20" century, before the star and
crown ratings.

The pub is home to 2 ghosts. The
first, a man, resides mainly in the
cellar, although he has been seen
by current staff reading a newspaper
in what used to be the residents
lounge. The second, a young
woman believed to be a chamber
maid, dresses in long skirts with
white frilled hat and a long white
frilled apron. She has been seen in
room 8. But does move between
rooms 7 and 9 also
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| originally became involved with the Cheshire Branch a couple of years ago when

the Wirral Branch closed and | have no regrets.
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My challenges began in 1991 when | was
working for the Ministry of Defence on
Submarines; | was working on the new Nuclear
Submarine Vanguard. There was an explosion
in which | received damage to the back of my
head; | also broke a bone in my neck and my
hand.

The next few years | spent mostly in hospital, 4
to be precise.

In 1995 | was diagnosed as having a tumour
on my pituitary gland and | was transferred to
the Walton Centre Liverpool for an operation.

When | was having my pre op. assessment the
Doctor noticed that my left leg was thinner and shorter than my right leg. After the
operation | went to see a Neurologist in the Walton Centre, and after 2 years of tests
| was diagnosed with Motor Neurone Disease.

Because of my injuries | lost my job with the Ministry of Defence. | also had to move
to Liverpool from Anglesey because of all the treatment | was receiving at the Walton
Centre.

| gave up my job with the R.N.L.l. Moelfre which
| had served for 16 years. | was given one of the
highest awards for service to the R.N.L.I. by the
Operations Director at the time with the R.N.L.I.
| was given a certificate in which it states | have
saved 137 lives during my 16 years of service.

Also at the time | was one of the youngest
people in the country to donate blood, In total |
have given 50 pints for which | received a gold
badge, a tie and scroll.

In 2002, seven years after the operation to

remove my tumour in 1995 | had grown a new

one. As it was too large to operate | had a five

week course of radio therapy at Clatterbridge

Hospital and hopefully this would shrink it. Since then | have had only one MRI scan,
which was in 2004 when they told me that the tumour was shrinking. | believe that
they will do another MRI scan next year to see what has happened in the intervening
years, and after that scan they will decide what to do next.

In the meantime | am living up to the MND motto ‘Make everyday count’

ﬁ FIGHTING MOTOR NEURONE DISEASE

Registered Charity No 294354



MOTOR
NEURONE
DISEASE

ASSOCIATION

Garfield on the ol
Crisis

A lot of folks can't
understand how we
came to have an oll
shortage here in our

country.

Well, there's a very
simple answer.

Nobody bothered to

check the oil. We just

didn't know we were
getting low.

The reason for that is

purely geographical.

Our OIL is located in
The North Sea

Our DIPSTICKS
are located in
Westminster !!!

Any Questions ???

NO? | didn't think so!!

+ , -.70 + ,123* ,3*

Why does it take so long to bring any potential treatment for MND to a clinical trial?
Can you tell me about lithium and the plans for clinical trials?
Why is there a sudden interest?
How do | get involved in a clinical trial?

These are just some of the questions that we know that many of you would like
answers to. And now is your chance to ask a panel of international Motor Neurone
Disease (MND) experts any questions you have about MND research. On Saturday 1
November 2008, in conjunction with the International Alliance of ALS/MND
Associations, the MND Association is hosting a two-hour ‘Ask the Experts’ session
for people living with MND, their carers, and Branch and Group members.

Your chance

This event is your chance to ask leading international experts in MND any questions
that you may have related to current research and the clinical management of MND.
The session will include an overview presentation, followed by informal, round-the-
table Q&A discussions. It will then finish with a more formal panel Q&A discussion.

Who are the experts?

We are thrilled to say that two eminent neurologists have confirmed that they will be
sitting on the expert panel. They are Professor Nigel Leigh of King’s College London
and Professor Peter Andersen of Umea University in Sweden.

Some of you may know or have heard of Professor Leigh. He has been the Director
of the King's Care Centre for many years and has been instrumental in organising
many clinical trials for MND in the UK. Professor Andersen is a leading international
expert on research into the rare, inherited forms of MND. His research findings in
Scandinavia have made a huge contribution to our understanding of the SOD1 form
of MND across the world.

Dr Brian Dickie, Director of Research Development at the Association, will be kicking
off the event with an overview presentation. He says: “Ask the Experts is a fantastic
opportunity to meet those working at the cutting edge of medical research and put
your burning questions about the disease to those most qualified to give the
answers.”

Free event

This free event is open to people living with and affected by MND. It is a really
exciting occasion because the last time the International Alliance held an “Ask the
Experts” session in Great Britain was back in 1997 in Glasgow.

Ask the Experts 2008

Where: Hilton Birmingham Metropole, National Exhibition Centre, Birmingham,
When: Saturday 1 November 2008 2.00pm to 4.00pm.

You can reserve your free place at ‘Ask the Experts’ by registering online at:
www.mndassociation.org/conferences.

Or you can book your place by ringing the Conference Team on 01604 611845 or by
emailing the team at: conference@mndassociation.org
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| have been asked to take
part (and agreed) in a
study being undertaken by
The Centre for
Nuerodegeneration
Research at Kings College
London.

The purpose of the study
is to try to understand the
pattern of changes in
thinking and behaviour
that may occur in some,
but not all, people with
MND. They aim to look at
peoples' ability to use
language and
communicate with those
around them. The results
will be compared to those
from a similar group of
participants that do not
have MND.

The results of the research
will be published in a
Ph.D. thesis held at the
Institute of Psychiatry and
University of London
Libraries. Written articles
will be submitted to
scientific journals for
distribution to other
healthcare professionals to
read. The study will take 3
years to complete

The study is being funded
by the Medical Research
Council.

TREASURER'S REPORT AS AT 31/07/2008

Income Expenditure
Item Year to Date Iltem Year to Date
General & Restricted Donations 4,370 | Equipment repair hire 453
In Memoriam Donations 10,031 | Financial Support 2,290
Fund Raising 1,991 | Transfers to Central Funds 4,510
Bank Interest 357 Branch Admin costs 1,040
Gift Aid reclaimed 5
Total Expenditure 8,293
Surplus 8,461
Total Income £16,754 Total £16,754

Cash at the Bank now stands at £17,771.47, but at a recent Committee meeting it was
ageed to transfer £8,000 to central funds.

3 3

A new European regulation came into force last month promising a better deal for
disabled people flying within Europe. It makes airports responsible for helping disabled
passengers to pass through their terminals - from arrival to check-in and boarding on
the return flight, from disembarking to immigration and collecting baggage.

Previously, providing assistance was effectively the airlines' responsibility. Some
performed better than others and there was often no co-ordination to the help offered.
Here are some important points you should bear in mind under the new law.

It doesn't cover just disabled people but anyone with reduced mobility - for example,
someone with a broken leg or an elderly person who finds walking difficult. Tour
operators and travel agents are expected to pass on details about your needs to
airlines, who in turn should contact the airports you'll be using.

Don't wait until the last minute to request assistance - you are supposed to give at least
48 hours' notice. Passengers needing assistance to get through airports must not be
charged. Staff dealing with disabled passengers must be suitably trained.

Most of the EU regulation covers on-the-ground assistance but it does spell out for the
first time that disabled people have a right to assistance on board aircraft (for example,
in getting to lavatories), and says airlines should make 'all reasonable efforts' to
arrange seating to meet a disabled travelers™ needs - which may prove challenging for
low-cost airlines that do not allocate seats.

The rights are covered in detail on the website of the Equality and Human Rights
commission (EHRC) - see www.equalityhumanrights.com/airtravel.
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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

Secretary David Ward 01565 653475 david@mndcheshire.org
Branch Contact Karen Hickmore 0845 375 1833 karen.hickmore@mndassociation.org
Publicity Officer Hal Bailey 01565 634831 hal@mndcheshire.org
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If You would Like to rective your newsletter
by email, contact Hal Bailey on
hal@mndcheshire.org
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