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This is the eighth Annual General Meeting of
the Cheshire Branch since its re-launch in
October 2000. Since that date, the Branch
has grown in many ways, not least the
improved support for people living in Cheshire
with Motor Neurone Disease and their Carers.
The Association honoured the Branch with a
Certificate “Making a Difference to Me” for the
support received by a Member following the
closure of the Wirral Branch.

The Support Groups have gone from strength
to strength with Members and Carers meeting
monthly, sharing experiences and becoming
friends. Several social outings were enjoyed,
a trip on a narrow boat, a visit to the Anderton
Boat Lift ending the year with a Christmas Lunch at the Swan Hotel, Tarporley

Our grateful thanks to Lesley and Marion for organising these successful
Events. The Branch Members enjoyed a lovely afternoon at Arley Hall by kind
invitation of Lord and Lady Ashbrook who accompanied us around the house
and beautiful gardens, followed by an afternoon tea. Our most successful
Christmas gathering to date at Reaseheath was attended by more than 50
members.

The past year has seen an income of £28,000 and over £14,000 has been sent
to National Office for Research. The seventh Annual Event of the Strawberry

Evening held in June raised over £3,000. Our thanks to Barclays Bank,

Diary Dates Radbroke Hall for their support and everyone who contributed to the success.
For the hard working people who have helped over these years you will be
[April 26™ | [Spring Conference | delighted to know this event has raised over £11,000. There have been several

| Fund Raising events by Members and family and friends of people living with

th -
May 12" | |Support Meeting MND and we would like to thank them for their commitment and dedication,

June 1st | [Hatley Farm | without their help our income would be much less.

‘June o ‘Support Meeting,

‘June 19" ‘Strawberry Evening Continued

‘July 7" ‘Support Meeting

For more information go to
the website at
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Geoff and Graham
Warburton will be hosting
an open day on Sunday
1% June 2008 between
10am and 4pm.

There will be farm walks,
demonstrations, animals
and trailer rides. There
will be an exhibition of
farm machinery of today
and yesteryear.

The entrance fee is £1.

All monies taken for the
refreshments will be
donated to Cheshire
Branch. Last year the
refreshments raised £240

Hately Farm is between
Helsby and Frodsham on
the A56

Chairs Report Continued

It is with greatest sadness that | report the ‘stepping down’ of three of our
Office Holders —

Maria has been our Branch Secretary for over 6 years. During her time as
Secretary she has been a loyal and efficient worker. On behalf of the Branch |
would like to thank both Maria and Hans for their most appreciated hospitality,
allowing us to use their home for our meetings.

Pat took over as secretary at a very busy time two and a half years ago.
During this time printing regular financial reports which have been
professionally presented, she has also been a willing worker for the Branch at
Events and whenever needed. Our thanks to Pat for her support and the
efficient way she dealt with the finances.

Malcolm joined the Branch in January 2003 putting together our first
Newsletter and setting up our Website. Our Newsletter has been interesting
and informative and is now mailed to 200 people including many health
professionals in the County. Our grateful thanks to him for his valued
contribution during his years of service. All three will be very sadly missed.

I would like to take this opportunity to thank all Branch Members, friends and
family who have contributed so much during the year. We welcome two new
members to our BMC Mike Ridley, Chair Elect of the Board of Trustees and
David Mansfield, who has agreed to take over as Treasurer. We would give a
warm welcome to anyone wishing to join us.

| am also standing down as Chairperson. Since my Husband was diagnosed
with MND in 1971 | have been passionate about raising funds and awareness
of this cruel illness. My first fund raising Event was a Musical Evening
organised along with a friend in Oct. 1997 raising £1350. | will remain a
member of the Branch Management Committee. My eleven years of being
involved with people living with MND has been a rewarding and humbling
experience. Their courage and positive attitude is an inspiration to us all.

We hope that you like the new format of both the newsletter and the website,
www.mndcheshire.org. The newsletter is available on the website and can be
printed via Adobe Reader. For those of you who would prefer to access this
way please let Lesley know as this will save time and more importantly
money.

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
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Just to remind everyone about the search engine- www.everyclick.com

As you know every time you search using Everyclick, money is raised for
the charity of your choice. The more people that search, the more that is
raised.

Right now there are 234 people using Everyclick to support the Motor
Neurone Disease Association. It's really easy for you to invite more people
to raise money in this simple way:

http://fundraisers.everyclick.com/spread-the-word.xq?id=_0
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Hal was interviewed; one of many, about 14 months ago for a project being
undertaken by the DIPEx Research Group which is part of the Department
of Primary Health Care at Oxford University on experiences of people living
with MND.

Their work has now been completed and the work will be published on a
website which is due to go live on 31* March 2008. The address will be:
www.dipex.org/motorneuronedisease

When you arrive at the home page you will see two main categories -
‘Talking about...." And 'Individuals’. The 'Talking about..." section is where
they have summarised what everyone has said about particular topics, such
as their reactions to diagnosis, getting aids and equipment, or speech and
communication. These summaries are grouped into the following categories:
diagnosis; treatment/interventions; information and support; work/career and
money; living with MND; feelings about life and the future; health and
social care professionals. Each summary is illustrated by a range of video,
audio and written clips.

The clips they have selected from each individual are gathered together on
the 'Individuals' page. The interviews have been grouped by diagnosis and
by age group, and interviews with carers are all grouped in one section

As with all information about motor neurone disease, each person has to
decide how much detail they want to see (or not) about different aspects of
the condition. They have therefore produced summary headings and
'straplines' outlining what each clip is about which hopefully help in deciding
whether this is something you want to look at.
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By Hal Bailey

There are several communication aids currently in the market place and, as
in all walks of life; there is not one solution that suits all. | have been lucky
in the last few months to be able to test a number of the products currently
in the market.

The last product | tested was called ‘Say-it Sam’ which is marketed and
sold by a company called Possum. www.possum.co.uk/index.htm They
provide 2 forms of a communication aid, one is a hand held unit which you
can put in your pocket and the other is a ‘tablet’ which can be carried with a
shoulder strap. Both use the same software, which | would call *hi-tech’, but
those of you which are ‘techno-phobic’s’ should not be put off because they
are so easy to use.

| was looking for a communication aid which | could easily carry and was
easy and quick to use, the hand held unit from Possum answered my
problems. At the heart of the software is what we all know as predictive
text, but Say-it Sam goes one step further in that it remembers phrases that
have been used before. So by inputting 2 letters of a key word it will show
on screen the phrases containing that combination of letters i.e.

Input = ‘gi’
it will show a number of words

Select = ‘gin
it will show the phrase ‘gin and tonic......

So in a matter of seconds you can be
communicating and the more you use it the
faster it works because it builds up a memory
bank of all your words and phrases.

Photograph courtesy of Possum

The screen reacts to touch, either by the stylus provided or finger, and has
2 modes. The mode | have described above is called ‘dynamic text’ the 2™
is ‘symbol display’ which is a menu of pictures for every day words and
phrases. The output can be by speech, silent or spell modes

/ & * 2345

Eric and Lesley Pickstones’ daughter in law made a four \
foot chocolate bunny. Neil their son took it into the
Prudential, where Neil works, to be raffled. After many adventures he
arrived at was thought to be his final destination only to find that the winner
very kindly donated him to a children’s charity
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Many of you  will
remember Christine as
our Branch Fundraising
Officer. She has been up
to her old tricks and
raised a mighty £300 from
a garage sale.

Many thanks Christine.

When David Simpson was diagnosed with MND like many families they
decide 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 with David are Richard Francis,
Amanda Francis and Katie Gibbons.

The challengers will each take charge of

their very own team of huskies and will be

responsible for feeding, harnessing and

looking after these magnificent animals.

Once that they have learnt how to handle

the sled their adventure will take them

across snow covered mountains, through

spectacular forests and over frozen lakes. Each day they will be facing
unpredictable and severe weather conditions.

The financial challenge is equally hard. The three challengers supported by
the rest of the family and their friends need to raise a minimum of £12 000
to take part in the event. The inaugural event to officially launch the
fundraising was a Valentines disco and buffet at Nantwich Civic Hall, which
raised over £600. To date the team has raised a massive £2152.05.1 f you
would like to make a donation or attend an event please contact Richard
Francis on Rrichl23@hotmail.co.uk or contact Lesley Allen. All funds
raised will go directly into central funds at National Office. You can follow
the team’s progress on www.arcticchallenge2009.com
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Article provided by

Adrian Bunnell, Occupational Therapist,
Western Cheshire Primary Care Trust

Cheshire County Council in partnership with local Health Services is one of
the first national pilots for a radical new way of providing equipment for
people with disabilities. The new system aims to make access to
equipment more straightforward as, eventually; the system will be
replicated across the country.

The aims of the new system are to give consumers choice and to enable
service users to self help.

In practice, a prescription will be issued by, for example, an occupational
therapist or district nurse. This is then redeemable at an approved retailer
by the patient or representative, in a similar way to a prescription from a
Doctor for medication. In cases where there are no family members or
friends able to collect the equipment, a deliver and fit service may be
requested by the prescriber. Larger items, such as hospital type beds, will
be ordered and delivered from identified suppliers.

It is possible for the consumer to purchase, from an approved retailer,
certain alternatives to the prescribed equipment by paying any difference in
price, thus giving a degree of choice.

Whilst efforts have been made to streamline the new system, minor
teething problems may occur initially as prescribers, retailers and suppliers
adapt.

The major change for consumers is that items like commodes and walking
aids become the patients’ own property and the retailer has no
responsibility for collection. Large pieces of equipment like hospital beds
and hoists will still be collected by the supplier if no longer required and
reused for other patients.

lli'y@mm@&@y@w
my@m@n, ll.@@l@yﬂllan@n

www.mndcheshire.org

ﬁ FIGHTING MOTOR NEURONE DISEASE

Registered Charity No 294354




