MOTOR
NEURONE

DISEASE

ASSOCIATION

! n # $
Professor Colin Dr Kirstine Knox and Fiona The guests
Blakemore Turner
!
JohnWaterer past Chairan and|
David Cairns new Chairman #A $ %&
D
%
!II #
n $ % (
1] ) N -
! # & # ' (
n $
n ] # & # ! & " ##
) * n #
$ %
## n + $ ’
# # n
## $ n
* *# " i # ’
& |/ I
# # 0
/# # !Il
# | n
# 1 2 ’
HHt " * ’
# n
* % $  0$ # %




The last two meetings of the Family and Friends group  have set record atten-
dance numbers which shows how popular the group now is.

Twenty seven people came along to our November meeting entitled Wheels.
Jenny Rolfe, OT from the Oxford Centre for Enablement explained how wheel
chairs could be provided for people with MND from a special service operated by
the MND Care Centre. It was important that wheel chairs were carefully suited to
the requirements of each person. Ideas were shared on the subject of travelling
by car. It was good to see several members of the South Bucks group at this
meeting.

Ann Mills spoke about the benefits of Therapeutic Touch at the meeting in Febru-
ary, and recounted her experiences of treating people with this therapy. She
made the point that anyone can be taught to apply it with practice.

For a change the next meeting will be at Worton Park, Cassington, near Yarn-
ton on Wednesday 21 *' May — a mainly social meeting when we be exchanging
ideas, hints and tips that could be useful. Directions and a map will be available.
Contact Lesley Ogden for details on 01235 850372.

SPONSORED WALK SATURDAY 6TH SEPTEMBER 2008 11.00 am

1 don't give up easily....... last year we cancelled baase of lack of interest but
some determined people still did a sponsored walknd we raised about £600. So..
| have contacted the Duke of Marlborough and he hagiven his permission for us
to hold our sponsored walk in and around Blenheim Brk. Details to follow later

in the year.

Jackie Reeves, Brucewhrd
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OUR NEW CHAIRMAN

We are really glad to have found a new Chairman though REACH - here is what

he says about himself!

David Cairns

Jazz Evening 24th November
2007
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MND CARE CLINIC

The West Wing, John
Radcliffe Hospital,
Headington, Oxford

For further details con-
tact Rachael Marsden
01865 737460

DAVID CAIRNS

I am married with two daughters aged 22 and 24a$ Wworn and grew up
Northern Ireland, one of 7 children. Later | graaafrom Queens Universi
Belfast with a BSc in Mechanical Engineering.

Work History

| joined a leading Oilfield Services company calf&chlumberger and worked for

them providing Technical Services to oil companiearing my 15 years wit
them | worked in Qatar, Kuwait, Pakistan, Dubaiy@aArabia, Oman, Aberdeg
Great Yarmouth and Paris.

We decided to return home to the UK to give ourgtiers a permanent place
grow up in and to give them a good education.rgdia Security Company pH
viding Manned Guarding Services across the UK.ehtworked for another }
years in the industry at Board Level including lyeManaging Director of a cor
pany employing approximately 4000 people.

Why do | want to do some voluntary work?

| retired two years ago. Having done all the thitlgst needed to be done to

house etc, | decided that perhaps | had a lot afrkvexperience & skills” thg
might be valuable to some organisations. | wasipabuch with an organisatid

called REACH which specialises in putting volungeavith business skills in

touch with Charities that may benefit from thosgisk

| know very little about MND and was apprehensibew meeting your commif-

tee as | was unsure how best | could help or howskijs would benefit th
group. They have assured me that | could be a bkdumember of the team.
What can | offer?

Enthusiasm, leadership, organisation and manageshdist | would hope that
can bring focus to the group and help it to achigs’egoals of supporting thos
with MND and raising general awareness of the disea
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CHARLBURY JAZZ EVENING

The Oxford Classic Jazz Band seems to have a @iénirclCharlbury and among
the MND Association. They played to a capacity ande on 24th November in
the Memorial Hall and, despite their youth, playath experience and style. Th
year Thomas “Spats” Langham was with them. Hevigmgs$ a delight with his
versatile playing of banjo and guitar, and hisaledn the style of Al Bowley.

Suppers of all shapes and sizes, some elegantand, gvere consumed while t
ale and wine flowed. Once again thanks to “Ye Qldeee Horseshoes” for pro-
viding the bar. Thanks too to everyone who contetluo the raffle.

Someone told us that this, the eighth, was ourédes Jazz Evening. | think we
would agree. We raised £653.33 for the OxfordsBianch.

John and Stella Waterer.
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NEWSLETTER

Phil and Jan Baker

NEW YEARS PARTY

PHIL BAKER

It is with sadness that we report the death ofoaumnmittee member with MND Phil Bakey.
Phil and his wife Jan responded to his illness wignity, practicality and humour.

Phil had the support of a loving family and wasas keen to be involved in branch ac
tivities. He became increasingly interested in (odtrated with) the provision of facilitig
and equipment for people with disabilities. Philwastinting in giving help when asked
for advice on cars and vehicles to take wheelchblieshad long connections with the mg
tor industry and drew on his specialist knowledge.

We shall miss him on the committee. Out thoughtsvath Jan and his family

n

SATURDAY JANUARY 19TH 2008

This year we had our Annual new Years Party
“The Bell” in Charlbury. This proved a popular
venue and several people attended. We were aple-to
arrange wheelchair transport so that two of our
members could attend. After a sandwich lunch we
had a talk from Liz Bellido the Physio involved
with the MND clinic. The Branch was able to fund
part of her costs so that she could attend the-Inte
national MND symposium in Toronto in DecemMer
2007. She found the symposium very useful as jell
as having a good time with her colleagues.
The session ended with a lively discussion aboyt
the problems of living with MND. Thank you to
committee members who arranged the day.

Guests

Moira Mc Iver

The Oxfordshire Befriending Network

Liz Bellido, John Waterer
and Rachael Marsden

The Oxfordshire Befriending Network provides

friending, advocacy and counselling to people with

life threatening or terminal diagnosis. Their ser-
vices are available across Oxfordshire and are [
vided free by fully trained volunteers.

| have been befriended by a volunteer for the g

e-

ro-

St

yrs. My volunteer befriender visits each week fo
2/3 hrs, to provide emotional support, just lisben

Leanne and Sarah

help in a practical way.

| enjoy having a befriender and | value her supp
hugely. In the past, | have also used the advoca
and counselling services.If you or someone you
know would benefit from their support Telephon

Albert Connor’s daughter
Leanne and grand daughter
Sarah collected for MND in
Morrisons in Banbury. Thank
you for your hard work!

Linda Ridgway or Ally Stott on 01865 791781 o
email: enquiries@oxonbefriending.net
Moira Mclver
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Michael Wenham and his Physi@ble to God. That's something I've discovered from people who surround

Lesley Hoare

The Mummers

This group from South Oxford-
shire collected for MND and
raised £287.71.

They may do it again!

Thanks!

Have some media, m'dear

For some reason a vicar with MND - which is what | am - is a minor news
story. It was a chance comment of a church member that led to my being
interviewed for The Door, the Anglican newspaper serving Oxfordshire, Berk-
shire and Buckinghamshire.

To be more accurate, my wife, Jane, and myself were interviewed for the
‘God in the life of...” feature in January, by an excellent journalist, Rebecca
Paveley. Her aim was to let us speak and she succeeded (with one minor
inaccuracy - which was not bad for a full page spread!). My fear was that it
would make me sound like a celebrity or a saint - both of which are far from
the truth. Everyone with MND will know the frustrations (there must be a bet-
ter word to describe daily grinding and frustrations which are part and parcel
of the disease) and its unremitting juggernaut frightening inevitability. Well,
I’'m not immune. | hate the beast. One part of the article which elicited most
response was talking about dying, which | admit | don’t look forward to - even
though | do believe in a better afterlife. But that doesn’t help dealing with the
present, does it? | suppose the ‘God in the life of bit was best summed up
by the discovery that as | get more and more useless, | become no less valu-

me, in the church, the village and my family, who seem to love me nonethe-
less.

Next BBC Radio Oxford contacted me. They'd seen the article. Would we
be interviewed for the Sunday night programme Journeys? So Mike Beau-
mont came to see us in our home in Stanford-in-the-Vale. After the inter-
view, he warned me that my voice might be a problem, so would | mind if it
was dubbed or summarized? In the event it was dubbed by an actor. And
when | tuned in to the broadcast, | could see why. Jane’s voice was clear as
usual, but was that how I really sound? It was sobering how much worse my
voice sounds outside my head! How does anyone bear listening to me when
I'm taking a service or, worse, preaching? Again the broadcast produced
feedback, including from others in our sort of situation. The catch question of
this interview was, ‘You're a Christian. Why do you think God allows some-
thing like this to happen to you?' My answer was the same as Roy Castle’s
about his cancer, ‘Why not me?’ | don’t believe God insulates us against the
harsh realities of life, but I've found He's still there with me through it all - and
that helps.

This media business must be addictive, as I've now written a book, My Don-
keybody, which is coming out in October, published by Monarch. It's about
having a stubborn ass of a body which is steadfastly going on strike. | hope
it will help people understand more about this diabolical MND and how pre-

SALMON LOAF WITH CREAMED
PEAS

1 Egg

3/4 cup breadcrumbs

Juice of 1/2 lemon

1 tablespoon Dijon mustard

Dash Cayenne pepper

1/4 teaspoon turmeric

2 tablespoons melted butter

1/2 teaspoon sage

Salt to taste

1 large tin of salmon or 450 grams
baked fresh salmon (mashed)

1/4 cup minced onions

| packet 500 grams frozen peas
About 500 mls home made white saug

cious life still is. Please do contact me if you would like to talk or comment on
this article.

Michael Wenham
01367 710267
wenhams@xalt.co.uk

*% *kkkkkkkkkkkhkkk

Preheat your oven to 175C . Generously butter a Iégpan. In a medium mixing
bowl beat the egg. Add the breadcrumbs, lemon juicenustard, cayenne,
tumeric, melted butter, sage and salt. Add to thesdmon and onions and mix
very well. Press in to the prepared loaf pan and bee for 45 minutes. Cool
slightly. Remove from the pan and cut into slicesCook the peas according to
package directions, and whiz in your food processahen add to the White
sauce and re heat. Place a slice of salmon loaf each plate, and pour the sauce
on top. Serves 4 to 6.

(Adapted from the American book “ The Dysphagia Co&book— great tasting
pand nutritious recipes for people with swallowing dficulties”)

Elaine Achilles ED.D Cumberland House Press, obtaable from Amazon.
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Page 7

Family members,

Friends

Neighbours

Professionals or providers who have given extra care.........
Runners, walkers , fundraisers, collectors

Employers

Businesses, shops

Members of Parliament

Celebrities............

INVITATION

Can you think of a special person or people youldvbike to acknowledge for their particular suppand kindness in the
fight against Motor Neurone Disease - or possibly af the above whoould help?

We would like to invite you and your guest to agakE'Thank you’ event on Saturday 5 July at thdittoy Inn, Oxford to
which all our members are invited. The Oxfordsidranch would like to thank every one of the membigrsas well as othef
individuals and organisations, for their valuahl@sort for the Association. Even if you cannot coplease make a noming
tion for our ‘Thank you’ display.
If you would like to invite someone, please letktagw the name and address and also your own, saéhean send a specigl
invitation or send it to you to give to them. Attatively fill in the following form and return ityp23 June if you do not need
us to send the invitation.

Come and celebrate many supporters’ contributiatts avstrawberry tea party on a summer afternaam-or shine!

CUT OUT AND SEND OFF!!

— MOTOR NEURONE DISEASE ASSOCIATION
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Telephone:01235 850372




BRANCH CONTACT DETAILS
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Please send your articles and pictures f
the next newsletter to Jackie Reeves.

o
=

Officers

Chairman David Cairns 01865 849683

davidtcairns@msn.com

Deputy Chair John Kay 01993 775101
john.kay2@virgin.net

Treasurer Gemma Richards 01993 776325
g0905richards@tiscali.co.uk

Secretary Jackie Reeves 01993 868768
jackie.reeves@which.net

Regional Care Adviser Fiona Turner 01235
759436 Mobile 07831 349395

MND Care Centre Rachael Marsden
01865 737460
rachael.marsden@noc.anglox.nhs.uk

MNDA National Office
01604 250505

Marilyn Hamblin 01993 868501
garethhamblin@which.net

John Lay 01865 823105
bentamsmanorfarm@aol.com

Lesley Ogden 01235 850372
landjogden@btinternet.com

Anne Silk 01844 275475
annesilk@waitrose.com

Stella Waterer 01608 677209
jands.waterer@onetel.net

David Wilson 01993 779937
getdavid@dsl.pipex.com

Hello from theAssociation Visitorsin the Oxfordshire Branch.

There are six of us and most of us have directrepee of caring for a
friend or relative with MND; so we are aware of fractical, financial a
emotional issues , the implications of living witte disease and the pro
lems this can bring. We cover the whole of Oxfomdsfrom Banbury in
the north to Henley in the south and from Thamth@east to Burford in
the west. We sometimes travel into nearby coumttesre no visitor is
available. We can do home visits or maintain a bgkphone or e-mail or
all three. We can be flexible to your needs.

As a group we meet regularly to keep ourselveuate and usually thg
Regional Care Development Adviser,Fiona Turnegnats the meetings.
We also have direct contact with the Care Centeutih Rachael Mars-
den. We set up a Carer’'s Group in 2005. These ng=etwhich we con-
tinue to support, are currently held every threatns.

Our referrals come from the MND Care Clinic or ®ggional Care De-
velopment Adviser Fiona Turner . We are here an@llysavailable and i
we cannot help we probably know someone who castella Waterer
01608 677209

PAUL WILKINSON WHO HAS MND
WROTE A VALENTINE'S DAY POEM TO
THE PEOPLE OF SWINDON

When death comes it will find me
very busy
Enjoying life

We are all products of our own endeavours,
Create and build an attitude of strength,
courage and infinite possibility.

We cannot be who who we need to be

By remaining who we are.

Change the way you look at things

And things you look at will change.

My death will not be tragic,

within me.

My illness is but an itch that | scratch now and
again,

can see,
But what the heart can feel

ASSOCIATION VISITOR
TRAINING

It is very rewarding being an ag
sociation visitor and we always
need new people who are will-
ing to undertake a short trainin
under the auspices of the Motg
Neurone Disease National Of-
fice. If you think you are able td
do this, please get in touch with
Stella Waterer,Rachael Marsde
or Fiona Turner.

—

For how can it be, for | have allowed nothing te di

The way | pray is not what | say to God,
It is what | do with my life in his honour.

The legacy | leave this world is not what thee

If you have
received this
newsletter in
error

OR

Your mailing
details have
changed pleasq
contact:

Jackie Reeves

01993 868768
Jackie.

| barely notice it,
| am too busy seeing to the wants and needs o

heart.
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reeves@which.
net




