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Branch Marks
25th Anniversary

Bosham Sailing Club provided the most wonderful venue for our 25th Anniversary lunch on Tuesday September
7th. Over 60 people enjoyed a lovely meal in a beautiful marquee overlooking the water. Sussex at its best.
There was a chance to meet old friends, to reminisce about old times but also to share the joy that the branch
has gone from strength to strength and is still staying true to the ideals of its founders putting care for people

living with MND first. A

I n addition to our current Abranch fam ” e
two of our retired Association Visitors, Eric Durbridge and Pam Charon, and a ‘

number of fol do committee member s, inC' C

felt like old times as branch patron Josh Gifford and Althea arrived to yet another
marquee! Some of us remembered men struggling to erect a great marquee up on
the Gallops in a howling gale in time for one of their Stables Open Mornings!
Luckily all was calm and sunny in Bosham. It was high tide when we arrived so
no-one was tempted to park on the foreshore only to return to find their car floating
away. Everyone tucked in to a delicious lunch cooked by and given to us by our dear
friend Claire Harrison. Claire has known a number of friends with MND from her
days catering for Littlehampton Golf

After the meal Kitty spoke about the beginnings of the branch, how she and her first
husband Derek contacted the fledgling group and how as treasurer she kept the accounts in a small cash book.

In her absence she asked us to raise a glass to Frances Ramsden one of the founding members with Len and
Peggy Betterton. Kitty spoke of the old days when we
However all that has changed - though certainly not the passion with which we all still fight for better services.

Julia, welcoming everyone, pinpointed some of the important milestones for the branch, including the £64,000

Race Day at Fontwell and the funding of a pioneering service to bring locally accessible respiratory support to
people with MND. This was made possible by a generous legacy from the husband of a former patient. The

service is now funded and managed by the PCT. At this point Ria Evans our newly appointed MND Respiratory
nurse was introduced. Julia asked us to remember all those who had lost their battle with MND over the past

25 years and all those we are supporting now, many of whom were with us for lunch today.

Sue thanked everyone for coming, saying how good it was to see so many long term members and supporters.

She also gave warm thanks to our hosts, Bosham Sailing Club: to Caroline Butler, Rear Commodore House,
Commodore Christopher Welland in his absence and especially Phil Cotman and Claire, for their generosity and
helpfulness. Thanks too to Pam and Gill for setting up the marquee so beautifully. While not intended as a fund-
raising event the Anniversary Lunch raised over £360 - including the proceeds of the silver themed raffle.

We never lose hope. We strive to find a cure for MND
and to support everyone affected by this devastating disease



Chris Deans, Senior Occupational Therapist, Adul t 6s
Council 6s Shoreham based OT Team was recently award
Mel writes fi Chris puts herself out to help me in a

with replies soon after. Recently she arranged for electric ceiling hoists in my lounge and bedroom. In past
years she has arranged ramping in my garage and by my kitchen door ( the latter provided by the branch) to
enable me to get on my scooter and go out via the automatic garage door. Other pieces of equipment include
a commode and a raised lavatory seat. | asked National Office to arrange for the award to be presented by
her Soci al Services manager . A

Chris writes AThank you Mel. My manager Stacey Dean
and we all appreciated your putting me forward for the nomination. | was taken totally by surprise of course

as | had no idea that the MNDA were offering such awards, you had never mentioned what you were plan-

ning to do and the team waited till | was back from leave without letting the cat out of the bag so | was really
surprised and delighted!o

Note: If YOU feel that a health or social care professional has gone that extra mile for you and you would like
to nominate them for an Extra Mile Award do just download a nomination form from the MND website
www.mndassociation.org or speak to your AV.

Julia, Renee, Sue, Robert and Helen represented the Branch at the Annual
Conference and AGM, held this year in Nottingham. As always there was a
warm friendly buzz and it was great to meet up with old friends from across
the country and have the chance to chat with staff. A presentation was made
to outgoing chairman of the board of trustees, Alan Graham. He has done a
tremendous job as chairman over the last 6 years and intends to continue as
treasurer of his | ocal branch. Fordnis 3
which have helped improve communication between branches and national
of fice dissipating amgsdd.ngeThege,
Regi onal Di scussion For ums, wi | | c
chairmanship, Mark spoke of the importance of working in partnership with
others and using the current re-organisation of the NHS as an opportunity to
advocate for the needs of people with MND.

The keynote speaker of the day was professor Nigel Leigh, shortly to retire
from his post at Kings Coll ege Hos
most experts on MND and gave a presentation on how research into MND
has advanced over the years his career has spanned. The MND Association
and generations of patients and colleagues all owe him a huge debt. Not
only a brilliant clinician scientist but a modest and caring man.

The day ended with an inspiring call from Kirstine Knox and Jean Waters for
everyone to get involved in campaigning. Further motivation came from
successful campaigning Derbyshire and Walsall branch members .

We all need to make sure that our voice is heard.

It is good to network outside the main sessions. Over lunch we had the
chance to catch up with Lesley Ogden, secretary of the Oxfordshire branch
whose parents Peggy and Len Betterton founded this branch.

AUGUST SEPTEMBER
THQMBS UP CLUB 1st 29 1st 113
Winning Numbers 2nd 158 2nd 36
3rd 22 3rd 57

12 chances to win for a £12 annual stake
Contact Graham on 01403 700286 or email him at info@little ~ -ghyll.co.uk for further details



St Marydés Parish Church in , ) ) J bur st
on the evening of Saturday, 9" October as people !
crowded in for the Gala Concert arranged by Father
Timothy Peskett in aid of the MND Association. Tim, who
had lost his mother to MND, had already done some great
fundraising for our branch, when he took part, with Darren
Miles, a local undertaker, in a sponsored 10km run earlier
in the year, raising £2500.

Father Tim opened the concert with a stirring rendition of a .~

AFestive Trumpet Tuneodo, by’
magnificent organ, followed by a beautiful performance of
AO mio babbino caroo by Pu
local music student. Jennie had such a lovely voice that \
someone whispered to me fAH¢

Much to our amazement, the 15 year old niece of Father
Timothy, Joanna, produced an equally beautiful perform-
ance of ALascia choéio piangag
mood changed again with a foot-tapping rendition on the

organ of ALiberty Bell d by

The concert continued in this vein, delighting us with the
guality and variety of the singing and playing, including a
mature piano performance b
brother, Jonat han of AThe
the interval, when refreshments were provided, a collec-
tion was made and the money added to the amount col-
lected previously by Father Timothy and Darren Miles. At e
the end, after much applause, a cheque for the magnifi-

§ r Motor Newona Distase Asc. >

cent sum of £3,829 was presented to Daphne Cole, who | Thva oo agh rundd and. © 33279

is living with MND. Daphne gave moving thanks to all the B

performers and the audience for a wonderful concert and
for their generosity. To our amazement, £600 of the total
had been collected by Joanna and Jonathan Peskett by
busking in their home town i a wonderful gesture by two
very talented young people. It really was a gala concert!

All the Masonic Lodges in Sussex have combined to create
the SUSSEX 4 SUSSEX Masonic charity to benefit charities
in Sussex, their funds raised directly from Sussex Masons
only.

On Monday October 4th at The Charmandean Centre in
Worthing they gave £160,000 to many charities. Our branch
was absolutely delighted to receive a generous £3,135
which has funded a Lightwriter.

Our Chairman, Sue Krueger received the cheque, thanked
Sussex 4 Sussex warmly, and spoke to the large audience
explaining what this generous gift would mean for people
living with MND in this area. We enormously appreciate this
support. When someone has difficulties speaking a
Lightwriter can be a communications lifesaver.



