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Congratulations

Nalin Shukla becomes a
Trustee

Congratulations to Nalin Shukla on
becoming a trustee for the MND
Association. Southampton is honoured
to have a trustee amongst us. Well
done Nalin, and we hope that this
proves to be a valuable time for you.

Nalin is prepared for his new role!

‘Three Wheels on my Wagon’

I have now been duly elected a Trustee of
the Association for which | thank all of you
who voted for me. Northampton were
kind enough to let me know before |
headed up for the AGM, so | could have
saved my blushes and invented some
mechanical problem with the car if | had
been unsuccessful. As it turned out |
wouldn’t have had to invent a problem at
all because after driving 103 miles and
within 3 miles of my destination, the left
front wheel of my car broke off and |
skidded to a halt.

There are various pros and cons to this.
On the plus side we now have mobile
phones, so | managed to sort out a
recovery vehicle fairly promptly and, as it

was the Friday, the garage were able to fix
the car before my return on the Sunday. It
also took my mind off of wondering whether
I had bitten off more than | can chew with
the Trustee role. It also seems to have
perked up the other attendees from
Southampton Branch who sang ‘Three
wheels on my Wagon’ as my greeting at
the hotel' And it may have cost me over
£500 but nobody was hurt and | have put
the repairs on my expenses.

The negatives are that, as Treasurer, |
have had to reject my expense claim and |
can’t get the sound of the girls singing out
of my head.

As a Trustee | will have a far greater insight
into how our organisation works and,
hopefully, an opportunity to influence the
direction we take. | have been signed up
straight onto the Finance Committee
though I will be sticking my oar in wherever
| feel it is needed. It should also benefit
Southampton and District Branch by
bringing a greater awareness of the
Association as a whole.

Nalin

Music Quiz

Just to let you know that | am having a
music quiz at the Gleneagles Pub, Butts
Ash Lane, Hythe on Saturday 18th
October 2008 starting at 8 pm.

The cost of this is £2 per team member.
That is £1 to enter and £1 for raffle
tickets. They are usually good fun.

Music knowledge doesn’t have to be
brilliant, as you can earn extra points for
dancing on chairs etc.

Sue
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From Rosemary Rockett
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On Sunday 21st September we
were given the opportunity to make
a charity collection at the Longstock
Park Water Garden, by the kind
permission of John Lewis
Partnership.

This was a very successful day, the
weather was beautiful, and the
visitors plentiful; and we raised
£2,072.44 which is a great boost to
our funds.

Lots of helpers turned up which
gave us all a chance to see the
gardens ourselves, many thanks to
all who attended and a special thank
you to Karen Nash-Gould who
helped with all the advertising - we
must remember to invite her to our
Christmas Party to further extend
our thanks.

Organisers take time off to enjoy a stroll around the
Water Garden
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Hampshire Branches Meeting

The Hampshire branches recently
met in a Stockbridge hotel in front of
an invited audience of professionals
and people living with MND.

Annual Conference

Seven members of the
Southampton Branch travelled to
Daventry for the AGM and
Conference on 20" September.

What a lovely weekend. The
weather was beautiful and we did
take advantage of being in a
different area and spent a bit of time
on the Friday to explore the local
area, (this included visiting an outlet
shoe shop where many bargains
were available).

Not only was the conference a good
“bonding” time for Southampton
Branch committee members, but we
met people from various branches
across the country, trustees and
members of National Office staff. All
of these proving invaluable in
Branch work. We have gained
many ideas for fundraising, raising
awareness and ways of working
together and becoming stronger as
a branch.

One highlight for me was meeting
Sir Roger Bannister who is a new
Patron for the Association. | only
think of him as a runner, but of
course was a neurologist in his
professional career.

Sue begs Sir Roger Bannister to e her some
running tips

We are looking forward to actioning
the knowledge gained, making good
the ideas we have for fundraising
and will definitely be attending the
conference again next year.

Stop press

At the Association’s AGM a resolution
was passed to allow Carers, Partners
and Spouses of people with MND to
have full membership of the Association

without charge. A new category of
membership ‘Carer of Person with MND’
has been created and will be added to a
new Membership Application Form.
These will be distributed to Branches
shortly.
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Lembit meets Branch
members at Care Centre

Clare Erridge, Care Centre
Coordinator, and | went in to major
panic when we received a call to say
that Lembit Opik MP would like to
come and visit the Southampton
Branch and Care Centre. We had
four weeks to get the visit planned.

After planning meetings and a few
nervous moments the visit went
ahead on the 19th August 2008.

Drs Jonathon Frankel and Ashwin
Pinto from the Care Centre escorted
Lembit on a visit of the neurological
wards which are used for Motor
Neurone Disease patients. Lembit
chatted freely to everyone who
attended the meeting and people
were very impressed by his pleasant
manner and caring attitude.

The morning proved to be very
successful with good links being
established between health
professionals. A super lunch was
provided by Southampton General
Hospital. We felt that this was a
very successful morning for all
concerned.

Newsletter mailing

This newsletter is now mailed
directly by the Head Office, either by
e-mail or post, depending on your
preference.

If anyone has a change of address
or wishes to be deleted from the
mailing list, please would you either
email Chris Henry at
chris.henry@mndassociation.org
or contact him on 01604 611825.

Car Boot Sale

Well done to Gaby and helpers for
collecting £66.00 at the car boot in
July. It was raining cats and dogs
and virtually everyone left quite early
so well congratulations to Gabby
and her team for “staying the
course”

New address for DIPEXx

DIPEXx is a website where people
share personal experiences of
disability and illness and covers a
wide spectrum, including many
stories from people living with Motor
Neurone Disease.

DIPEX is changing its name to
Heathtalkonline, from 13 October,
and the new website address is:
www.healthtalkonline.org

Anyone using the old DIPEx
address after that date will be
redirect to the new site.

Charity Christmas Cards

Every year a group of some 50
charities come together to sell their
Christmas cards in the Courtyard
Café in the Guildhall in Winchester.
Each charity has a number of
different cards on sale so the choice
is extensive.

The shop is staffed every day by
members of one of the charities and
this is where | will need your help.

The MNDA is due to man the shop
on 2 days: Saturday, 15" November
2008 from 1 - 4.45pm and Saturday,
29" November 2008 from 1 -
4.45pm. | need 4 people on duty at
all times, 2 people stocking up the
shelves with cards and 2 people
sitting at the till taking payment. If
you feel you can give a couple of
hours on either these dates please
give me a ring on 01962 851314
after 4pm.

So do come and support us with
your cash, cheque book or just for a
chat, you can get your morning
coffee or afternoon tea at the same
time. The shop is open from 10am
to 4pm Monday to Saturday from 27
October until 16 December 2008.

Many thanks,
Gaby Perrett

Wanted - any old postcards

The Foresters Friendly Society has
chosen the Motor Neurone Disease
Association as their chosen charity.

Do you have any old postcards you
don’t want? Any postcards, used or
unused, prior to about 1960, but the
older the better, as they command
higher prices are wanted. Please
have a look in the back of the
drawers, or may be there is an old
album tucked away up in the roof.
Having collected old postcards of
my local area for many years, | have
a number of contacts with postcard
dealers and auction houses, so |
have made sure | can obtain the
best prices. One or two cards, or
complete albums, | will find them a
“good home” and add to my appeal.

You can send, or drop cards in, to:

Mr. Pat Swadling, 35, Kinross Road,
Totton, Southampton, SO40 9BP,
or to the High Chief Ranger’'s
Appeal, Foresters Friendly Society
Head Office at 29-33 Shirley Road,
Southampton, SO15 3EW

Another Note from the Chair

I know have only five weeks left
before undertaking my third running
challenge for the MND Association.

| shall be off to Mexico to run on the
15th November 2008.

PLEASE NOTE: my e-mail address
is now: s00z27@hotmail.co.uk

Sue

Branch Committee
Sue Stone - Chairman
Maria Stott - Vice Chairman
Bernice Allison - Secretary

Nalin Shukla — Treasurer
Donations to me at: 5 Maytree Road,
Chandlers Ford, SO53 5RT

Rosemary Rockett - Branch
Contact - 02380 891842

Tricia Churchill
Peter Farren
Gaby Perrett
Rosie Perrett
Trudy Evans
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From Trudi Evans

| am Trudi Evans some of you already
know me from my previous
fundraising challenges, most recently
the Arctic Challenge earlier this year.

| have been attending meetings and
coffee mornings since my mum
Denise Baker died in 2005; | have
gradually become more involved and
recently joined the committee.

On a personal note | am married with
2 teenage children, | work for
Hampshire County Council as an
Adult Placement Officer and
previously as a Care Manager so |
have good knowledge of Social
Services.

| attended this years conference in
Daventry along with Bernice, Maria
and Sue, Nalin and Tricia were also
there. | found the conference very
interesting and inspirational.

The speakers were excellent notably
Ashley a person living with MND gave
a very funny and moving speech; she
and another wheelchair user also had
a race up the corridor in the early
hours of the morning! Lembit Opik
gave an animated and passionate
address also with some humour, and
Professor Paul Ince gave a very
medical orientated but very interesting
account of where they are now in
research for a cure. The whole
atmosphere was one of a large family
we felt very much included.

As a group we made some very good
and useful contacts at National Office.
We attended various workshops, |
went for the fundraising workshop
which had some good ideas for group
fundraising, we were also inspired by
the awards which led me to make a
comment that | felt | would like to be
group fundraiser! So after a vote of
confidence at the last committee
meeting my role is now that of Group
Fundraiser.

Although we picked up quite a few
ideas it is always helpful to have
more. If you have any ideas for
fundraising or contacts that you feel
we could approach please let me
know.

Trudi

Forthcoming events

Coffee Mornings: %
*k * ( +

Music quiz at the Gleneagles Pub,
Butts Ash Lane, Hythe, on Saturday
18™ October at 8 pm

Branch Meetings

The Branch holds open meetings
from 7.30 pm to 9.30 pm on the
second Tuesday of every month at
Bedford House, Amoy Street,
Southampton SO15 2DR.

Bedford House is at the end of
Amoy Street, off Bedford Place, and
there is plenty of parking which is
free in the evenings.

These meetings are open to anyone
with an interest in Motor Neurone
Disease and provides an opportunity
to meet and socialise with those
living with MND and those dedicated
to helping and supporting them. We
usually have a guest speaker and
refreshments are provided.

Dates for 2008 open meetings are
listed on the front page.

The Branch also organises regular
coffee mornings at St Marks Church
Hall, Archers Rd, Southampton
SO15 2LU

Paying at the pump - know
your rights

As a disabled driver it can be difficult
to get out of the car to use a Chip
and PIN terminal. Banks can still
provide you with a chip and
signature credit or debit card if you
are unable to use PIN. The
technology used at the point-of-sale
will recognise the fact that it is a chip
and signature card and will print off
a receipt for you to sign. Your bank
should inform you of any
consequences of not having a PIN-
enabled card; this could mean that
you may not be able to use a cash
machine. On the forecourt, after
indicating you need assistance, a
member of staff will fill your car with
the required amount of petrol, ask
for the card you wish to pay with,
then return from the shop with the
paper slip for you to sign.

You can find out more at:
www.bankingcode.org.uk

Information online

www.yourlevelbest.com was created
by a wheelchair user who
recognised that although the law
has changed, most pubs and
restaurants are NOT disabled aware
with wheelchair accessible toilets.

Venues on the MNDA website claim
to meet these criteria.

Arrears advice

Last month the Association
suggested how you can keep warm
whilst making energy bills more
manageable. If you have large bill
arrears it may be possible to access
grants to help you reduce or clear
the debt.

Charis currently administers four
major utility trust funds — British Gas
Energy Trust
(www.britishgasenergytrust.org.uk)
including the Scottish Gas Energy
Trust, EDF Energy Trust
(www.edfenergytrust.org.uk) and
Anglian Water Trust Fund Eos
Foundation (www.awtf.org.uk).

Contact the applications form
request line on 01733 421062, or
email admin@charisgrants.com

Material for future
Newsletters

The goal is to produce a Branch
Newsletter every 6 to 8 weeks,
depending on how much material
is sent in.

This is your newsletter and you
are most welcome to send in
news, letters, favourite recipes,
write an article, write a quiz or
poem, draw a picture, etc. Please
also send photographs if
available.

Please email any material to:
tricia_churchill@btinternet.com

or post to:

Tricia Churchill
The Wellhouse
102 Christchurch Road
Winchester SO23 9TG
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New President and Patrons
of the MNDA

One of the UK’s most influential and
respected scientists has been
appointed as the new President of
the MNDA.

Renowned British neuroscientist,
Prof Colin Blakemore, will use his
role to help change the face of UK
MND research whilst campaigning
for the highest standards of care to
be available to everyone

He says: “MND takes so much from
people - not only from those who are
living with the disease but their
families and all who love them.
Research to find a cure is incredibly
important but we must never lose
our focus on people who are living
with MND today.

“It's an honour to be able to serve all
who are living with MND and to
continue campaigning alongside
them so that we can make a real
impact in our fight against this
disease.”

Professor Blakemore succeeds
Lembit Opik MP who agreed to hold
the post of President for two years
and is now stepping down.

Lembit says: “I set two goals for my
presidency — raising money and
raising the profile of MND. To have
achieved these so successfully has
been one of the greatest honours of
my professional life. Colin
Blakemore is precisely the right
person to take on the presidency as
the role develops to the next stage.
I’'m proud to be able to continue my
fundraising and profile work for the
MND Association as Chair of
Patrons. It's a role that suits me
down to the ground and I'm looking
forward to developing a truly winning
partnership with Colin and the team
as we move ahead.”

This announcement follows the
news that HRH Princess Royal is
now our Royal Patron.

In addition, four new Patrons have
been appointed:

Professor Stephen Hawking
world-renowned cosmologist

Sir Roger Bannister , Neurologist
and four minute mile record breaker

Prof the Baroness llora Finlay of
Llandaff, palliative medicine
consultant

and Joel Cadbury , entrepreneur
and philanthropist

They will all be supporting efforts to
help raise awareness of MND and
the work of the Association.

The new appointees join existing
Patrons:

Baroness Susan Greenfield CBE,
eminent scientist

James Niven , (son of cinema
legend David Niven who died from
MND)

Sir David Frost OBE

and businessman James
Sherwood

Chief Executive Kirstine Knox says:
“Having the right Patrons who
understand our work and can
contribute towards our goals is vital.
With the fast growth of our
organisation and ambitions, it was
the right time to undertake a large-
scale review to ensure that all
aspects of the Association, and
indeed the disease were covered.”
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