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Julie Williams presented her
report for the year and highlighted the salient
points. We were grateful to Mayor of Winsford Des
Worthington and his Lady Mayoress for giving
their support and attending the meeting

The support groups organised by the Branch continue to
provide a valuable opportunity to meet others, share
experiences and information. Visits have also been arranged
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to Waitrose in Sandbach, The Pied Bull in Chester and Tatton Park for the Christmas
experience and not forgetting the Christmas Party held at Reaseheath.

In Cheshire, we have one Association Visitor Ann Barlow Sadly Lesley Allen stepped
down as Association Visitor last year. Lesley was one of the first AV’'s to.be nominated
and to win an award of: Making a Difference to Me. Our good news is that we are very
pleased to introduce you to Joel Millett who will soon undergo training as an AV.

Awareness is one aspect that we all try to improve and our thanks go to Frank and
Doreen Casey who organised a display in Northwich Library during Awareness Week.
Also the Branch was awarded an OSCARR by National office for Great Advances in
Raising Awareness The Branch was nominated for the redevelopment of the Website
and New Look Newsletter.

At the meeting Joan Park, who through illness could not
attend, was awarded a long service award having served
the Branch for over 10 years, her sister Barbara
accepted on her behalf.

o Joan became involved with the Cheshire Branch soon

S H  after her husband was diagnosed with MND in 1997, and
since then she has been passionate about raising funds and awareness of this cruel
illness.

Joan’s first fund raising event was a Musical Evening organised along with a friend in
October 1997 raising £1350. But the one event she has made her own is the annual
Strawberry Evening, which, over the past 8 years has raised more than £14,000.

After the meeting an excellent presentation was given by Sharon Schillerstrom, Care
Information Development Manager (see footnote). The presentation included amongst
other things information on the work of MND Connect, and Sharon’s particular passion
on the work of the Carer’s. The presentation was appreciated, enjoyed and applauded
by all present at the meeting.
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Footnote: A brief synopsis on the work of the
Speaker Sharon Schillerstrom, Care
Information Development Manager

Sharon is a member of the MND Connect team the main
elements of her role are to review and develop literature for
people affected by MND, managing the care pages on the
website and communicating information to staff and volunteers
by a variety of methods to keep them informed. She also
works quite closely with the communications team in specific areas of work. This
includes helping to identify government consultations, exercises that impact on the
lives of people living with MND and their families and supporting the communications
team by having input to Association responses of those consultation exercises.
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SARAH'S Story-, our new awareness-raising advert was shown on
almost 100 cinema screens across England and Wales last month
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Sarah's Story will be our new awareness-raising campaign of the same name which
we will roll out during 2009.

Our 90-second advert features Sarah Ezekiel who is living with MND and after whom
the campaign has been named. It is intended to convey the emotional and physical
impact of receiving a diagnosis of MND.

Public awareness of the disease is at a low level. Sarah's Story is targeted at people
who have little or no knowledge of MND and aims to create a 'first stage' of
awareness, so that people at least know that MND is a devastating disease.

Consequently, we know that its hard-hitting style is likely to shock some audiences.

Throughout two weeks in February, Sarah's Story was shown at nearly 100 cinema
screens across England and Wales. This was made possible through the kind
support of Pearl and Dean who have offered us this free advertising space. Thank
you to everyone who played a role in helping us to share the cinema screening
information with our membership and anyone who is not connected to the
Association.

Working together has enabled us, as far as possible, to avoid someone affected by
MND seeing Sarah's Story without prior warning. Your help has been invaluable.

Sarah's Story has generated much debate. It has also stimulated viewers to find out
more about MND and how they can help us fight back.

The film has received a large number of positive comments from people with MND on
the online forum PatientsLikeMe, many of whom have said that it does match their
emotional experience of being diagnosed. Discussion on the BuildForum, another
online MND forum, has reflected views on both sides of the debate.

As well as appearing in cinemas, Sarah's Story is on YouTube for people to view
using the link www.sarahsstory.org.uk The response so far has been incredible, as it
has been viewed more than 3,000 times. Sarah’s Story will run throughout 2009 and
we will keep you updated on how you can get involved as our campaign develops.
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Eight out of 10 British people carry no next of kin details. Yet 80% carry a
mobile phone, most of whom have it on them all the time. There is no simpler
way of letting the emergency services know who to contact should you be
involved in an accident than by using ICE.

Standing for-In Case of Emergency- ICE will allow ambulance crews and
police officers to quickly contact a nominated person who can be informed of
the incident.

Type the acronym ICE followed by a contact name (for
example, ICE1 - Mum andbr ICE2 - David) into the
address book of your mobile phone

Save their phone number

Tell your ICE contact that you have nominated them

Putting ICE along with a name and telephone number will enable the
emergency services to contact your family in the event of an emergency. The
ICE scheme gained widespread coverage in the wake of the recent London
bombings as word spread by email throughout the world.
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All Carers are now entitled to a free Carers Emerge  ncy Card and
back-up service.

If you are one of the 96% of Carers who worry about unexpected events, the
Carers Emergency Scheme can give you greater peace of mind.....

Cheshire County Council has funded the

Cheshire Carers Centre to work with East

Cheshire Crossroads to provide this new

service for Carers across the whole of

Cheshire. It covers you should you be delayed in getting home, suddenly
become ill or are taken to hospital, or if you are urgently needed elsewhere.

Issued by the Cheshire Carers Centre, the Emergency Card itself is bright
orange, credit-card sized and intended to be carried in a purse or wallet at all
times. It displays the 24-hour Helpline number for the Carers Emergency
Response Service (CERS - run by East Cheshire Crossroads) and a unique 1D
reference that enables the operator to activate your emergency plans. CERS
can also arrange 48 hours emergency respite care free of charge (72 hours on
a Bank Holiday).

If you would like to register for a card, please call Michelle Parsons at the
Cheshire Carers Centre on 01606 333 125 (Tuesday, Wednesday and
Friday), or e-mail emergencycard@cheshirecarerscentre.org.uk . Following
registration, you will be contacted by a member of the CERS team to arrange a
home visit at which they will assist you in making your contingency plans.
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Health and social care is
currently going through a
period of great change

Personalisation and
integration are high on the
national agenda, both in
health and social care.
Because of these ongoing
changes, we have
withdrawn our rights and
responsibilities
information sheets.

The Disability Alliance is a
registered charity striving
to relieve poverty and
improve living standards
of disabled people. It
provides information on
benefits to disabled
people, their families,
carers and professionals.
They also campaign and
undertake research into
the needs of disabled
people.

The Disability Alliance
produces a range of
informative factsheets.
They include useful
information about your
rights and entitlements
and what you can do
when things go wrong.
Contact the Disability
Alliance,

Phone
020 7247 8776,
or emalil
office.da@dial.pjpex.com
web address is
www.disabilityalliance.org

In March a new venue was added to our list of meeting places to host our successful
Support Group Meetings, which was

attended by 19 friends and

members of the Cheshire Branch.

Everyone enjoyed the friendly

atmosphere and the afternoon “tea

and cake”

Ye Olde Vicarage Hotel is a 17"
Century Grade Il listed building on
the banks of the River Dane. The
hotel can be found just outside
Cranage, Holmes Chapel.

This will now be a regular meeting place and we will alternate between our venues at
The Swan Hotel, Tarporley, and The Grosvenor Garden Centre, Chester and Ye Olde
Vicarage at Holmes Chapel.

WOULD you like to find out more about living with MND, while meeting
with friends new or old? Then why not come along to one of our one-
day Spring Conferences.

The local Spring Conference, this year will be
held in Chester on 17" May at the Crowne
Plaza Hotel. The other venues are Leeds,
Taunton and Bexleyheath.

Spring Conferences focus on current news in
both care and research and provide a
wonderful opportunity to chat informally and

network with other people interested in MND.
Trinity Street, Chester, CH1 2BD

The Association would like to see all our www.CrownePlaza.com

members at a Spring Conference and this year they have kept the pricing the same,
so people living with MND and their carers/spouses can attend free, members of the
Association can attend for £12 and non-members £15; lunch and refreshments are
included in this price too!

If you've been before, why not come again with someone new; if you haven't
previously attended there will be plenty of like-minded people there to chat to.

You can register now on the website www.mndassociation.org/events The
programme and registration form will be available later this month.

Members will automatically receive the Spring Conference programme and
registration form, but if you would like more copies, please contact Chris Maden on
01604 611822.
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Travelling by air can be an
enjoyable and hassle-free
experience for many.
However, for those of you
with limited mobility, there
can be obstacles that
prevent you from having a
positive experience or even
travelling at all.

But, thanks to new European law, if you have difficulty moving around, you can now
receive help when you fly to, from and within Europe.

You do not need to be permanently or physically disabled to benefit from this service.
In fact, anyone who has difficulty moving around, for example, because of their
disability, age or a temporary injury such as a broken leg, can receive help when they

fly.

You can now ask for the right service when you need it -from the travel agent or tour
operator, airline or airport. This means that, when you inform your travel agent or tour
operator of your needs in advance, they have a duty to pass that information to the
airline you are booked with, and they in turn must inform the relevant airports of the
individual services required. This can include finding you the most suitable seat on
the plane or helping you to board or leave the plane.

Everyone in the travel industry is working hard to create an environment where air
travel is much more accessible to those with reduced mobility. However, if something
does go wrong, you can contact the Equality and Human Rights Commission for free,
impartial advice.

Ring 0845 604 6610 to order your copy of 'Your Righ  tsto Fly', a free step-by-
step guide packed with practical advice and informa tion.
You can also download a copy and find out more at
www.equalityhumanrights.com/airtravel

THE theme of Carers' Week 2009 is '‘Carers the UK's secret service".

And during Carers' Week 2009, this hidden army will speak out. Carers Week will
highlight the needs of carers and celebrate the incredible contribution they make,
sharing good experiences as well as the more difficult ones.

By providing care for someone they know who is ill, frail or disabled, carers save the
economy an incredible £87 billion.

Three in five people will be carers at some point in their lives. Carers UK the leading
campaigning charity in the UK for carers will campaign for greater recognition and
support for carers, and inform those who are unaware, of the services and benefits
they are entitled to.

To find out how you can support Carers Week 2009 contact the organisers, on 0845
241 2582, email: mall@carersweek.org website address www.carersweek.org
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Dr Martin Turner is looking to enroll 70 people with MND and 25
healthy volunteers to take part in a biomarker research project.

Dr Turner, is based at the University of Oxford. In the summer of 2008 he was
awarded a joint funded Medical Research Council/MND Association Lady Edith
Wolfson Clinical Research Fellowship.

Identifying a predictable disease-specific ‘fingerprint' or 'biomarker' is essential to
MND research. This is a unique set of substances that help identify whether
someone has MND.

His project aims to discover a test to speed up the diagnosis of MND, to understand
how the disease spreads and to monitor its activity. We are extremely excited about
the prospect of this study as there is currently no diagnostic test for MND.

Those involved in the study will be invited to attend the John Radcliffe Hospital in
Oxford for one full day every six months. Therefore realistically, anyone taking part
should live no further than 150 miles away from Oxford.

Dr Belinda Cupid, our Research Manager, said: "We regard this study as extremely
important. It is a great opportunity for people with MND to be actively involved with

research. With your support, this study has the potential to play a pivotal role in the
discovery of a biomarker for MND."

If you want to learn more about this project and how you can get involved, please go
to www.mndassociation.orci/biomarkerproject Alternatively you can visit the research
project's official website at www.biomox.net

When David Simpson was diagnosed with MND like many families they decided they
needed to try and do something. It wasn’'t enough to organize a coffee morning or a
raffle; Three of David’s Grandchildren decided that they would embark on the Arctic
Challenge in February 2009.

This is the most extreme challenge the MND
association has set yet and will test them to
the limits. In this unforgiving climate, they will
experience the freedom and reward of running
snow dogs through the Swedish wilderness.

Pictured here are Richard Francis, Amanda
Francis and Katie Gibbons.

Wow what an experience! We arrived in Karuna on Sunday evening and felt the
change in temperature as we got off the plane; we collected our luggage and met our
guides. We then took the short trip to the musher’s lodges where we saw our first
look at the huskies. For the full story please go to www.mndcheshire.org
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TREASURER'S REPORT AS AT 31 January 2009

Income Expenditure
Iltem Year to Date Item Year to Date

General Donations 7,583.13 | Financial Support 6,409.32
In Memoriam Donations 11,165.23 | National Office 8,510.16
Fund Raising 4,697.15 Branch Admin costs 1,938.16
Bank Interest 490.02 Research 4,000.00
Sundries 15.65 Publicity 547.61

Total Expenditure 21,405.25

Surplus 2,545.93

Total Income 23,951.18 Total 23,951.18

The committee would like to thank all those who have helped in raising funds in the
last year, and we look forward to your continuing support. Any contribution to the
eradication of this disease and support to sufferers is greatly appreciated

The retiring Captain Keith Jackman and Lady Captain Louise Livings
nominated the MND Association as the charity for their year of office
which ended this month.

Margaret and Hal Bailey were invited to
the Club on 28" March to be presented
with a cheque totalling £3,518.26 This
included member’s contributions over the
last 12 months, including Keith Jackman’s
sponsored run in the Great Yorkshire 10K
and Pam Eden’s sponsored 177 mile
cycle along the Cheshire Cycle Way.

The cheque was gratefully received by

Margaret who said “Motor Neurone is a dreadful disease, both for those who suffer
from it and their carers. This generous donation will help fund specialist equipment
for people living with MND in Cheshire to help them continue with as normal way of
life as possible. It is through such donations that we can help the people of Cheshire
to be as independent as possible for as long as possible."

The Lady Captain said “They had decided to hominate the Motor Neurone Disease
Association not only to help those who suffer with the disease but also to increase
awareness of the disease”
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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 Clare Ward 01565 653475
Treasurer 01695 628292
Branch Contact Marion Chadwick 07929 732958
Newsletter Editor Hal Bailey 01565 634831
Fund Raising Hazel Francis 01270 626222
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clare@mndcheshire.org

martin@mndcheshire.org

marion.chadwickl@tesco.net

hal@mndcheshire.org

hazel.francis@cheshire.gov.uk

If You would like to receive your newsletter
by email, contact Hal Bailey on

hal@mandcheshire.org

Motor Neurone Disease Association, Registered Charity Number 294354.
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