Diary Dates

Support Group
8 Mar
The Swan Hotel, Tarporley

AGM
Nantwich Methodist Church

28 Mar

Support Group
12 Apr Old Vicarage Hotel,

Holmes Chapel

Forfurther details go to
www.mndcheshire.org
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March 2010 maotor neurone diseqse

Branch AGM

to be held on Sunday
28t March

¢ KA & BaSdnh NGEMawill be held atantwich Methodist ChurciHospital
Street, Nantwich, CW5 5RP, at 14.30Sunday 28 March, our speaker this
year is Kate Gooding who is the Care Services Mariagtite Association

Kate has aual role within theAssociationsheis the manager of the
MND Connect service & the Financial Support SerRieziously
sheworked in SociaCare for 25 years+ starting off in the NHS &

then moving to the Voluntary Sector.

MND Connect is a small team atiby pride themselveson being

accessible to anyone who needs information and support, PWMND,

families, carers as well as health professionals. People often do not
realisethey are thereto support Branches, Volunteers & Association Visitsrsvell

Everyone is welcome sogalse come along and make the event as successful as previous
years.Although we have to have agenda we keep the meeting as informal as possible,
and afterwards refreshments are provided.

Awareness Campaign - Meet Patrick

Patrick is gearing up to raisevareness in a big way this year.

Diagnosed last year with MND, Patrick is determined to live a life that is as full as possible
with his wife Kathy, and children Reuben, seven, Elliot, two and Naneynonths.

He says: "I have found out firsthand what MND does to
individuals and their families. | am gutted tHavon't get
to see my children grow up. It's like watchingraat film o/
and not being able to see the end. | want to help stop thilsZAN R R SNNE =1V /) 8
| want to get better care for me and my fellow sufferers children grow up.

andl want a curé.

am gutted

/| tos | i ke wa

great film and not

"To do this we need to raise awareness and get more
money for research. | will not get to see my dauglgerto
school and want to do anythirigcan to stop that
happening to others

being able to see
the endo

More about Patrick and his family and how they will be working withAkgociatiorto raise
awarenesswill be released soon omttp://www.mndassociation.org/.

Patrick the incurable optimist
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Food for
thought

Financial
Planning

Dan was a single guy living ai
home with his father and
working in the family business
When he found out he was
going to inherit a fortune
when his sickly father diethe

decided he
needed to
find a wife
with whom
to share
his A

fortune. ‘» -
A !

One f

evening .

at an investment meeting, he
spotted the most beautiful
woman he had ever seen.

Her natural beauty took his
breath away.

"I may look like just an
ordinary guy" he said to her,
"but in just a few years, my

father will die and | will inherit
$200 million".

Impressed, the woman asked
for his business card and threq
days later she became his

stepmother.

Women are so much bedt at
financial planning than men

D

Spring Conference 2010

The Association will once again be staging our ever popular Spring Conferences during Apri
and May 2010.These oray conferences are primarily aimed at people with MND, their
families and carer although all interested parties are welcome to attend.

Again he conferences provide the opportunity to learn
more about MND care and research, while sharing
experiences of living with MND and socialising with
friends. This is a great way for peoptie be introduced to
the Association and an opportunity to network with local
branch members and staff.

North West Spring Conference 2010 will be held at

Blackpoolon1Bal & &G 1 SNRy&aQ wShHOKs= 9Fkad t+kN] 50
01253 838866

For further information pease contact Chris Maden on 01604 611822malil
conference@mndassociation.oog go the National website at

www.mndassociation.org/news and events/events/conferences/spring conferences/
OLejogd or i1s 1t 06Jogl e
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better to travel north- south, presumably because
they think it's all downhill!

Cyde! From Lands End to John O'Groats?
Why on earth would you want to do that?

Well it is something Roger Greig intends to do. Roger
is 43 in April.He is currently a chubby 15 stone
something, 5 foot 10 inch, gréyaired, unfit, middle

aged, average Jod2erhaps that doesn't fit the profile

2T GKS (&S fod#i] 32T KS Y22yiGKa tSIFRAy3 dz

he intends to train enough to alter those life expectancy damaging statistics.

Roger Greig before training

His Dad had Motor Neurone Disease and gali#d from it in 2004, so when he was
choosing a charity to support, it was a simple decision to choose MNDA. He has previously
raised and donated £1,300 in 2006 through a sponsored weight loss.

Since 2006, during his weight loss challenge, he has agdethrly and thought it was
Fo2dzi GAYS KS 3320 (2 GKAY{1AYy3 lFoz2dzi W[ Sez
doing. When he did the maths, it seemed cycling for just 10 days or so, for 8 hours a day,
g2ddZ R 0SS Sy2dAK G2 o@dNIbeé®] W[ S223QF K2g KI N

lff Y2ySe NIXAaSR gAff 0SS I2Ay3I RANBOGE e 0
you can donate, directly to MNDA, which ish#tip://justgiving.com/rogergreig, your
support will be very much appreciated.

Patrick the incurable optimist
Registered Charity No 294354


mailto:conference@mndassociation.org
http://www.mndassociation.org/news_and_events/events/conferences/spring_conferences/
http://justgiving.com/roger-greig

mMNAcC

motor neurone disease

Newsletter

This is your
newsletter
So please let us have

your contributions.
These can take the

form of O6hum
Opersonal expd
6hints and t]i

6qguestionsd,
Ophotographsa
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.

| 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
everyone in Cheshire

o

(o))

r

Hints & Tips
The supply of Rilutek

THE ASSOCIATI@N continuing our efforts to find a solution to the current problems with
the supply of Rilutek (also known as riluzole), in partnership with everyothe supply
chain.

A second roundable meeting was held on 14 October, to follow up on the first such
meeting, in August. The participants were:

w 'fftAlLyOS 1 SIHtGKOINB

w ¢KS 1'aaz20AlGAz2y 2F GKS NAGAAK t KFENXYIOS
w ¢KS . NR { dfPKarmacedtieaOMholdsadle?sy
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w {Fy2FA | @gSyiAra

U The Department of Health also attended. All parties reaffirmed their commitment to

ensuring that all people with MND are able to access Rilutek easilseliadly. The problem
(KEda LINPOSR SEGNBYSfeé& RAFFAOdzZ G G2 | RRNBaa

h euro and higher drug prices in some other EU member states, which make it profitable to

export Rilutek from the UK.

Given the rapidly progreésy 3 y I 1dzZNB 2F ab53 | yR wAf dzi S}
drug in slowing the progression of MND, the fact that a simple solution cannot be quickly
found was agreed by all parties to be deeply frustrating and troubhlogetheless, serious
consideraion is being given to a range of possible routes to a resolution. Bilateral
discussions between all the parties who attended the meeting will continue for the rest of
the year, and it is hoped that a workable solution will be available in 2010.

In the maantime, the Sanofi Aventis emergency arrangements remain in place: people with
MND who cannot obtain Rilutek can ask their pharmacist to arrange for a supply to be sent
direct by phoning 0800 854430.

There have been reports of pharmacists being reluctantse this facility because, for

instance, they fear they might lose the discount they receive from a wholesaler. We have
been assured this will not be the case, and pharmacists can contact either Sanofi Aventis (a
above) or the Pharmaceutical Servicesghitiating Committee (01296 432823) if in doubt.

Thanks to all involved for their willingness to participate and dedication to finding a way to
secure the supply of Rilutek for people with MND.

New PCs for older users

—
A NEW computer aimed aeopleaged over 60 whare unfamiliar with Z\/
PCs andhe internet has beeminveiled. /‘\x////J
The simplified desktopalled SimpliclTyhas justsix buttons directing |° Xg/f/
usersto basic tasks such as emaild chat. =5 /)?

Complete SimpliclTyackages which includecmmputer, sceen, speakers,
wireless keyboard anchouse start at £435.99.

Find out more atvww.discountage.co.ukand follow the link on thdvomepage.

Patrick the incurable optimist
Registered Charity No 294354
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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 ag

long as possible

Harvest Festival

Lord Ashbrook
kindly
donated the
collection
totalling
£203, taken
during the Harvest Festival
service at the Arley Church to

the Branch

Christmas Cards

Thanks to Molly Poole
who designed and
handmade %‘—\
Christmas
cards which
she sold to
members
and friends
of the BranchIn doing so she
raised and donated £50 to the
Branch. Molly sgs that she is
hoping to create more ads
for this year!

Remember to order early

Ashton upon Mersey Golf Club

Shirley Dowsopnthe 2009 Lady Captain of Ashton Upon Mersey Golf,Club
decided to use her year to raise
funds for MND in memory of e
dear friend Monica Spence. Monica,
from Lymm was an active
community player and was the
original organiser of the Lymm
Dickensian Day. Monica didd

years ago as a result of MND.

During theyear atotal of £2200.00
was raised from events such as
afternoon tea with a talk from
Shirley on 'The Mitford girlsthe
Christmas Fajrand a splendidashion showThe fund was also bolsteredth individual
donationsfrom members of the golf club.

Julie Williamsthe Cheshire Branch MND Association Chair was recently invtatiend
Shirley's last general meeting as Lady Captain and was presentedahitiyuefor the
amount raised to be used for the benefit of people living with MND in Cheshire

The Lions Club of Crewe and Nantwich

Members of The Lions Club of Crewe and Nantwich continued to support the
Branch and gave a cheque for £200 to help local people

It was gratefully received by local campaigner Joan eak’ DecemberThis donation will
all be used for local people. It is through such donations that we can help the people of
Nantwich and Crewe to be as independent asgible for as long as possible.

Tuesday Fellowship at
St Maryodos Church Hanc

Our thanks go toAe Tuesday Fellowshipid { G al NBE Q& / KdzZNOK I
Wilmslow for their continued suppaoytind their donations to the Cheshire Branch.

60t Birthday Celebrations

As well as celebrating his %(birthday Nancy Duttons nephew Peter Broomhall, also
celebrated, along with his wife Liz their“?fz‘vedding anniversary.

Instead of receiving gifts they nominated to receive donations on behalf of the Braheh.
total amountdonatedwas£453.5Q which isa fantastic amount of money

Patrick the incurable optimist
Registered Charity No 294354
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Any
unwanted,
unloved soft

toys

would be gratefully received
and found a new home.

The Branch is
collecting soft
toys for a
fund raising
stall at a
summer
fete,
venue
to be

decided. All donationswill
be graefully received.

Please contact Hazel on
01270 626222

Charity
New Name

MERGED charities AG®ncern
and Help theAged are to be
re-brandedas Age UK from

April.

Open Britain

For the first time, three of
the country's leading
charities for peoplavith
disabilities have combined tq
create OpenBritainan all
new definitive guide
book and web site for peoplg
with disabilities and specific
accessequirements.

http://www.openbritain.net/openbritain/

Adventure on the High Seas

by Hal Bailey

ATHENS
PHLAEUS)

Cruising is not for everyone, but for Margaret
FYyR YeasSt¥s tSiqQa al e
ideal. We have been cruising with several cruise
lines, buthave nowdecided we prefer smaller
ships and it was our®time on board the Seven
Seas Voyager.

GAGK AYAESR Y20AfL A

SUEZ® g PETRA IAQAB
DUBAL
" s MUSCAT
o LUXOR (SAFAGA

Y
SALALAH

We joined the ship in Athens on The Three Seas
segment, sailing 3,902 nautical miles and visiting
the ports shown on the map ending in Dubai.

We had a great 16 days, the temperature never dropped below 27c, calling into ports, so
different in culture to those we had experienced on earlier cruises. One of the highlights was
cruising the Suez Canal, which the cruise line had to book 18 monttisanee; we had the
opportunity to visit Cairo, Luxor, Petra and many other places of interest. However a current
dayof AYG SNBaid ¢6Fa LINRPPOARSR o6& (GKS W{2YFftA t

During our stopover in Safaga a Royal Navy Commander boarded the ship for 5 days to
provide protection during our passage through the Gulf of Aden. For 24 hours while on full
throttle the ship was ofrRED ALERand no one was allowed on the Promenade Deck which
had been kitted out with watecannons$ There was also a naval frigate escortirsg and an
occasional helicopter circling. We heard later that 2 Chinese ships had been captured that
day. We are now looking forward to our next cruise.

Speaking with your Eyes!

§0b" Technology offer a range of Communication
ids'which offer both vaie output communication

and also access to your computer. Times have o

changed and communication is now much more — ‘

than just vocal communication. Email, text (=) ”éé"" mg’“
message, instant messaging and internet access —— —————

are a huge part of communication in modern life. ¢glQls|s Ple
Thenew GSeries range of communication aids 8l8 | e | i"i_

have been designed to suit the situations that we

now encounter in this digital age. With built in

Wireless and Mobile Phone technology, users have the freedom to send text messages,
write an email and surf the intaet not to mention control over their TV, Stereo or Sky box
using the integrated infrared transmitter. The software even hasgogrammed page sets
for users with MND to be able to access all of these functions. No programming required!

Hot swappabléatteries mean users can be safe in the knowledge that they can be mobile
outside the home without worrying if their device will need charging.

Access can be by touch screen, switches, joysticlksorg your eyes!
With the addition of the latest Acapelaices they are the complete Communication Aids.

For more information please contact Rob Gregory 07872 575 4igbayregory @tobii.com

Patrick the incurable optimist
Registered Charity No 294354
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make MND matter
at the general election

The campaign for a National
Strategy

Urgent, nationahction is
required to improve the
quality of life and achieve
dignity in death which people
with MND need and have a
right to expect, no matter
where they live in this country.

Urgent, national action is
required is to realise efficiency
gains and value fanoney of
spend on care for people with
MND, and research into the
causes and cure of this
disease.

Sign our petition to call on the
government to produce a
National Strategy for MND

goto
www.mnd2010.org

Volunteers
Wanted

Volunteers are required at
BOOTHS Supermarket
in Knutsford on Friday 30
April, when we have been
given permission to collect on
behalf of MND Assoc. Cheshire
Branch

If you can spare some time or
that day please contact
Margaret on 01565 634831

Rob Salils the Atlantic Ocean
In the ARC Race 2009

(extracts fromwww.justgiving.com/RobMShawTransatlargied www.jasmina2009arc.blogspot.com/

G2 KAfAad L KIFI@S alFrAftSR Kdzy RNBRA 2F YAfSa:z
22nd November | set off across the Atlantic Ocean in the ARC race, from the Canary Island:s
to St. Lucia. Subject to cditions we should arrive about 17
days later a voyage of approximately 2,800 miles! On

completion of this voyage, | will be the first person in the
world with MND to sail the Atlantic.

o0n completion of

this vayage, | will
be the first person
in the world with
MND (o sail the
At/ anti c.

The ARC race is a box I've always wanted to bdk now it
is evenmore important... | am doing this with 5 other good
friends who | have sailed with for many years. | am doing
this not just for me but to help raise the awareness for M
and also for other people in a similar position, to prove we
can live 'sort of' norral lives, with a bit of planning.

On the trip | will not be just a passengany job and expertise is doing all the navigation,
plotting weather systems and making sure we sail the fastest route for the conditions, and
y2G 3ISGGAY3 dza f2a0GHHE

An extract fom Monday # December BLOGSPOT

oMaking reasonable speed with parasail, skip and crew more reldedare aware via
radar and AIS where other yachts are but considering we are only about 40 miles from the
finish there are no boats visible. Expecffiish around 1700 local time.

Midday a very intensive squall strikes with gusts up to 30 knots and heavy rain but with the

jury rig our only option is to run with the weather. At 1215 a loud bang and the parasailor
splits in half, half of it staying atdfield by
the mast head and the other half hits the
water. We recover the sail and set sail

| under white sails only with about 4 hours

' to Rodney Bay.

We cross the line at 1707 local time, 42nd

‘ overall out of 209; from 4 days seeing no

{ | boats they convergérom all sides with 2
crossing just ahead and 4 astern. The
StrdA2y Aa LIfLIofSod

~ona high and drop the sails for the first

time in 15 days and motor into the marina
to receive a screaming supportive
welcome.

Team membersRob Shaw, Stuart Chambers, Andy Peck, Phil
Taylor, Martin Lawrence, Steve Atkinson

As for me | have tickeithe box | wanted to tick for years and, yes, it has been worth it. But
far more than that, | have had the rare privilege of spending 15 days with 5 very good and
RSINJ FNASYRA& FyR L adzlJJ2asS e2dz akKz2dz Ry Qi

Finally, anassive thank you from the whole crew to our blog followey®ur support and
comments made a big difference and helped us to know that in the big wilderness of the
Atlantic Ocean we were never alone. We also know that many wanted to and tried adding
comments but were thwarted by the technology. Oh wellve knew you were there in
ALIANR (G p¢

Patrick the incurable optimist
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Newsletter

If you would like to
receive your
newsletter by email
then please contact
Hal Bailey
on

hal@mndcheshire.org

Collections

If anyoneknows a local shop
or other retail outlet then
please get in touch with
Hazel either by phone or

email.

We have a
number of
collection boxes
collecting dust in
garages or bedrooms, rathe
than cash, the only proviso
is that the Branch needs full
detailsof where they are
going to be situated prior to
issuing the collection bo

30th Anniversary
Raffle 2009

The first national raffle has
surpassed all expectations
and raised in excess of

£130,000c well abovethe

Associationgriginal target

and an absolutely fantastic
achievement

Financial Stuff

Treasurers Report as &1% January 2010

Income Expenditure

ltem Year to Date Iltem Year to Date
General Donations 14,266.29 | Financial Support 7,497.70
In Memoriam Donations 2,295.00 | National Office 5,783.12
Fund Raising 4,362.92 | Branch Admin costs 989.32
Bank Interest 16.27 | Publicity 1,245.84
Sundries 6.23 | Sundry 1,181.87
Total Expenditure 16,697.85

Surplus 4,248.86

Total Income 20,946.71 | Total 20,946.71

NEWS European English

WM/ The European Commission has just announced an agreement whereby
S English will be the official language of the European Union rather than

German, which was the other possibility.

As part of the negotiations, the British Government conceded that Englidlingplead some
room for improvement and has accepted g&ar phasen plan that would become known
as "EureEnglish".

In the first year, "s" will replace the soft "c". Sertainly, this will make the sivil servants jump
with joy. The hard "c" will be drgged in favour of "k". This should klear up konfusion, and
keyboards kan have one less letter. There will be growing publik enthusiasm in the sekond
year when the troublesome "ph" will be replaced with "f*. This will make words like fotograf
20% shorter.

In the 3rd year, publik akseptanse of the new spelling kan beldgd to reach the stage
wheremore komplikated changes are possible. Governments will enkourage the removal of
double letters which have always ben a deterent to akurate speling.

Also, alwil agre that the horibl mes of the silent "e" in the languag is disgrasful and it should
go away. By the 4th yer people wil be reseptiv to steps such as replasing "th" with "z" and

uWu Wlth "V".

During ze fifz yer, ze unesesary "0" kan be dropd from&ontaining "ou" and after ziz fifz
yer, ve vil hav a reil sensibl riten styl.

Zer vil be no mor trubl or difikultis and evrivun vil find it ezi tu understand ech oza. Ze drem
of a united urop vil finali kum tru.

Und efter ze fifz yer, ve vil al bpeking German like zey vunted in ze forst plas

Patrick the incurable optimist
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MND Connect offers support, information and advice to: People living with MND, Health anc
Social Car@rofessionals, staff and volunteers

Kathy James is the AssociatioRsgional Care Development Advis@®CA) working in the
Branch area, who has detailed knowledge of the care and management of Motor Neurone

Disease.

Kathycan be contacted on 0845 37832, or emailkathy.james@mndassociation.org

Branch Contacts

| Chair ' Julie Williams | 01606 550235 | julie@mndcheshire.org

‘ 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.ne
‘ 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

‘ Association Visitor ‘ Ann Barlow | 01606 891027 | ann@mndcheshire.org

.blogspot.com

re

Important Notice

If you know anyone living with MND or a Carer of someone
Iiving with MND and they have not had any contact with the
Branch, please pass on your copy of the newsletter and
encourage them to make contact with us.

/ /mndchesh

Would you like to meet us at one our informal get togetheos

tea and cake in and around Beshired two of our venues are
Holtels and one is a Garden Ceniffor dates see front page)
These are very friendly and positive meetings with an exchange
of ideas and hints and tips.

http

www .mndcheshire.org

Again we would love to meet you, and if you think this is for
you please contact us

Patrick the incurable optimist
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