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Just Pottering About...

During the afternoon of Wednesday 8" June The Family and Friends Group visited

Aston Pottery for a pottery demonstration and refreshments. These are really good

afternoons when those of us with MND spend time out together with carers and visi-
tors.
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Although it was windy, the rain held off and
| from time to time the sun came out. Aston Pot-
i tery is near Witney and produces its unique
L= brand of tableware, and also has an Aladdin's
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— cave of a gift shop and a big beautiful café.

® The 18 of us started with the pottery (I believe
| it's technically known as slipware) demonstra-

1 tion given by Marian, one of the potters. She
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showed us the processes from pouring to com-
pletion - well, not all of them, | seem to re-
member that there are 27 separate processes
in all, taking over two days She was, | must say, an excellent teacher - well organ-
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ised, expert and enthusiastic about her subject. | certainly ended with a great appre-
ciation for the skill of the potters and decorators and the vision behind the whole
enterprise.
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It's amazing how split-second some of the tim-
ings need to be: for example, too short and the
teapot handle is hollow, too long and the spout
is solid. And there's no mass-production here. It
all depends on the human factor. | was espe-
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cially impressed by the glazing process, which
is dipping the article into a suspension of four
minerals for a few seconds. As it dries the
design is completely covered in the creamy
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deposit. Only after the final firing at 1100+°C
does the deposited suspension melt into a

micro-layer of glass.

After the wonders of potting, we proceeded to the joys of eating some of the locally
made cakes and having tea from, of course, Aston pottery.

This is always the best part of such afternoons, | think, when you sit and talk (or just
smile) with your friends, and enjoy what you might call fellowship. In one way it's
tinged with sadness, as you're aware of friends who are no longer with us. But there's
also that great optimism and humour which is oddly a mark of the Association
members. Anyway the slabs of cake were vast - and delicious!

We never lose hope. We strive to find a cure for MND

and to support everyone affected by this devastating disease

Enjoy the
Summer
from the

Oxford Branch
Committee



http://www.astonpottery.co.uk/
http://www.astonpottery.co.uk/
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Three Dopes Fyfield Ball
in a

The June Ball
at Manor Farm,
Fyfield resulted
in a donation of

£4000 to the
Oxford branch.
A wonderful
Three men in a boat evening was
raised £10,000 for the had by all.
MND Association. Huge thanks to
They had a one week all the Lay
trip rowing 100 miles up family and

the Thames and finishing friends.

in Oxford.

W

Coffee Mornings

John and Jean Harbar’s coffee morning in Grove raised £580. Bar-
bara Farrar’s coffee morning in Witney raised £317.

MND CARE CLINIC
The West wing, John
Radcliffe Hospital,
Headington, Oxford.
For further details
contact Rachael Mars-
den 01865 737460

We never lose hope. We strive to find a cure for MND
and to support everyone affected by this devastating disease
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Incurable Optimism at the Oxford Museum
of Natural History

It was a warm evening when the guests gathered for the opening of the Incurable
Optimism Exhibition at the Oxford Natural History Museum. Professor Colin
Blakemore welcomed everyone and talked about the promising developments in
research in MND and the passion with which the Association and its members pursue
their goals. Dr Turner, whose research also featured in the exhibition, talked about
his research and how he had come to know and admire Patrick . Patrick added some
humorous words too. Over a hundred guests were delighted to have been first to see
the display of art and scientific research arranged round a gigantic sculpture of
Patrick’s head lying on its side called ‘Motor Cortex’.

The local branch had a stall at the exhibition. When it closed after 6 weeks there
was very little to clear as leaflets of various kinds, Branch newsletters, Thumb Prints
and cards had eagerly been taken away by visitors having been replaced several
times. Four collecting boxes were full. The success of the exhibition had exceeded
all expectations and had been rewarding for our dedicated volunteers, some of
whom are living with MND. The combination of the Art, the Science and the human
story has been very effective. Members of staff at the Museum said it was the best
exhibition they had ever had. The words of one of them in the visitor’s book, to be
sent on to Patrick, sums it all up

‘Brilliant! You’ve really inspired so many people.The impact has been amazing
and touched and informed a huge range of people. Thank you!’

Raffle 2011 Now Open

Last year’s annual raffle raised nearly £122,000 to help people living with MND as
well as funding research projects. With your help, we are looking forward to this
year’s raffle being even more successful.

All money raised by our branch will be sent to us after the draw, enabling us to
help people living with MND in the Oxfordshire area area. Please sell as many
tickets as you can to family members, friends and colleagues and return the
stubs and money to the address on the ticket.
The closing date for raffle entries is Friday, 28 October 2011.
For more information see: www.mndassociation.org

We are posting out one book of tickets with our newsletter and asking for your
support to sell tickets to your network of family, friends and colleagues. If you
would like more books. Please contact Marilyn Hamblin 01993 868501 or
lao.ogden@googlemail.com

1st prize is a trip on the Orient Express or £3000
2nd prize a digital SLR camera or £500

3rd prize is a Spring weekend in Snowdonia

And many many more prizes available

* & & o

Our Website

Perminder Mann contin-
ues to run our popular
website.

Perminder would wel-
come items for the web-
site from all branch
members, AVs and read-
ers of the newsletter.

The website should re-
flect your views and ex-
periences so please send
them. We need you!

All items for the website
can be sent to Pirminder
at:

Pirm_mann®@yahoo.co.uk

You can access the web-
site at:

www.mndoxfordshire.org

Twitter address:
MNDOxfordshirehttps://
twitter.com/

Facebook address:
http://www.facebook.com/

pages/
Oxford...59830854081568

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



https://twitter.com/MNDOxfordshire
https://twitter.com/MNDOxfordshire
http://www.facebook.com/pages/Oxfordshire-Branch-MND-Association/159830854081568
http://www.facebook.com/pages/Oxfordshire-Branch-MND-Association/159830854081568
http://www.facebook.com/pages/Oxfordshire-Branch-MND-Association/159830854081568
http://www.mndassociation.org/
mailto:lao.ogden@googlemail.com
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At the end of July, the association bids a fond farewell to
Regional Care Development Adviser, Fiona Turner, as she
ventures into retirement.

Fiona joined the association in October 2007 following a long
career in nursing and then senior management in the NHS;
experience invaluable to developing services for people living
with MND across the Thames Valley region.

She has worked closely with staff at the Oxford MND Care Centre, chaired various
alliances and networks across the patch, supported and developed her team of com-
mitted association visitors and organised numerous educational events for health
and social care professionals. This is in addition to her work with branches and
groups.

Both her positive ‘can-do’ attitude and her warm and caring approach have been
appreciated not only by people with MND, but also staff and volunteers at the asso-
ciation.

Originally from Australia, Fiona has always loved living in England, and is looking
forward to spending more time with her husband, Richard and their family Down
Under. But it’s not quite goodbye...... more au revoir, as Fiona plans to continue
supporting the association in other ways after her retirement.

As Fiona journey’s into life’s next chapter, we extend our heartfelt thanks for all
she has done for people affected by MND and wave her off with the very best
wishes.

@ | Paulina joins us this year as a Treasurer for the Oxford Branch in-
spired by the article about Patrick’s portraits. After reading this
article on the MNDA website she realized that she has many skills
to contribute with and become actively involved with the branch.

&

Paulina is from Ecuador, South America and has valuable multi- E =N\
cultural experience in the private sector in the financial area. = i \
Her first experience of volunteering was in the health area in her //' / //J \
home town when she was attending university; a year ago she was A / i
involved once again in volunteering activity, this time in the conservation area in
Belize. There, she worked closely with the Director of Southern Environmental Asso-
ciation to develop a Financial Plan for the next five years for this NGO. Then finan-
cial plan has been used to raise additional funds from the local government and
from global organizations such as Oak.

Paulina came to the UK last June because her husband is from this land and that is
the reason why she has decided to settle here to build a new life as a couple with
lots of love and optimism.

/

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

A fun and helpful afternoon of the Family and Friends group was
held in July at Worton Park. Phyl and Alex from the Tebbit Centre,

needs and explained the service they offered.

Here is part of the talk Moira gave at the Family & Friends Meeting
about clothes adaptations.

The problem is that when we were able bodied, we had an interest
in clothes and looking nice. Suddenly, because of MND, you find it
harder and harder to find good fitting clothes. Indeed you find you
are forced to give up your nice heeled shoes, for example, or your
little black dress or tights even. Not many illnesses call for a
change of wardrobe or giving up your existing one.

| longed for a nice lady in Marks & Spencer offering sympathy, a kind word and wheelchair clothes. I’ve noticed
that there is facility for breast cancer patients, to receive specialist help. Nowhere on the high street is the same
facility for wheelchair users.

| asked about having clothes altered and was referred several times to a NHS altering service. But | never heard
back. One occupational therapist said the service didn't exist. | gave up on them. | bought elasticated waist trou-
sers and skirts. However, it has to be the right elastic. Those thick band elastic trousers can’t be pulled up with
failing hands. Loose elastic skirts fall to the floor whilst you are on loo, leaving you with skirt around ankles.
Trousers gape at the back from sitting and need to be made higher at back, ideally.

So, | presume today, that you are an altering service for disabled clients. This is very good. Most of my clothes
pre MND, are now too old and raggy to be altered. So, it took me some time to get my head round, buying clothes
and having them altered to fit. But | did get my head round it and recently Hazel turned a zipped pair of trousers
into elasticated waist ones.

| can’t understand why there are not more clothes firms catering for disabled. There is potential spending power
of billions and the demand is certainly there, but the supply is so limited. There ought to be mail order firms ad-
vertising on day time TV and they would bring in hoards of customers. Or an altering service offered at point of
sale. The options are endless.

| suspect one aspect of the delay in meeting the demand is because disabled people are so diverse. But this
needn't be a problem. Retailers need to get into the market place and sort out the details of whether the client
needs a buttonhole for a catheter tube, much further down the line.

The problem is we want to look like Kate Middleton, but in practical clothes. But I’ve never looked like her so I’'m
mad to start now, aren’t I? - Moira Mclver

If you need some clothes altering or just some advice on clothes then you can contact Phyl and Alex on 01865
737435 01865 227 566 or e-mail Phyllis.Frost@noc.nhs.uk or Alexandra.Treeman@noc.nhs.uk

Emma’s Mum’s Hospital Bed | Raising Funds - A Close Cut!

Hospital Bed? Lucy Meurig’s head
. shave raised £1000 for
Look at this for a Oxfordshire MNDA
transformation!

Definitely worth the

Well done Emma. sacrifice!

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



mailto:Phyllis.Frost@noc.nhs.uk
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FTITE VS (o Oxford Branch AGM 2011

Branch and Family
& Friends Group
Events

The opening address by our Chairman, David Cairns,
reminded us how much the group had done during the
year. Fundraising is a vital element of the work of the
branch but the contribution of volunteers goes beyond
that: volunteers give of themselves, carrying out roles
which are largely new to them. He mentioned the way
that Jane Street has taken on producing an excellent
branch newsletter; the number of enjoyable Family
and Friends meetings that have been held and the
attendance by Michael and Jane Wenham and others at a reception at the House of

- Commons to launch the national strategy for MND.
David drew attention to the invaluable service pro-
vided by the Association Visitors. Barbara Farrar, a
long standing AV, has now resigned from the role but
continues to support the branch by raising funds and
persuading others to do the same. The FAST team ran
the Great North Run in memory of a family member
with MND. They raised £2,800. Team Diddy ran the
Reading half marathon and raised £5,157 for branch
funds.

Friday 30th September

1.45 pm Holiday Inn
Oxford

Wiltshire Farm Foods talk
& demonstration

Saturday 15th October
11.45 am

Branch Walk, Blenheim
Park

Other ideas welcomel! Joyce Prince has been confirmed as a Branch Patron in

! recognition of the years of continuing support she has
given. David thanked Pirminder Mann for his sterling
. work in running the branch website and welcomed
' J Paulina Bravo as the new branch treasurer, replacing
8 Tim Kennedy who remains a valued committee mem-
ber.

If you are holding an
event or for further
details contact

Lesley Ogden Tel:

Paulina Bravo presented her first report as Branch
01235 850372

: Treasurer. She explained that the branch derives 47%
of its income from donations and 30% from fundraising.

L00.09deN@googIemail 1 . (,:4( income is £15,994.30.

com

Of branch expenditure, in an increasingly difficult
economic climate, 53% is given to patient care in Ox-
fordshire and 35% to the MNDA national office to sup-
~| port the provision of care, equipment and research.
| Total expenditure is £26,698.16. The deficit in income
B and expenditure means that the branch has available
at 1 February 2011 funds of £9,465.84 plus restricted
. funds of £2,395.00. Paulina noted the financial chal-
L lenge for the year ahead and expressed her certainty
that the branch can meet it. The accounts had been
audited pro bono by Mcintyre Hudson and Paulina recorded the branch’s thanks for
this. The meeting agreed to accept the accounts and also to re-appoint Mcintyre

Hudson as auditors.

Association
isi e meeting then nominated and elected the officers
Visitors Th h d and elected the off
For further information and committee members of the Oxfordshire MNDA
contact: Branch. Lesley Ogden continues as Secretary. David

thanked her for organising the AGM and for her con-
tinuing passion for and commitment to the cause of

kim.iliffe@mndassociation.org /
MND.

We never lose hope. We strive to find a cure for MND
and to support everyone affected by this devastating disease
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Oxford Branch AGM 2011 contd.

The afternoon began with Professor Colin Blakemore FRS, Branch President and President of the national MNDA,
welcoming Kirstine Knox, Chief Executive of the MNDA. Professor Blakemore said that the branch and the national
organisation are going from strength to strength. He said that Kirstine Knox was the inspiration and drive behind
many of the Association's successes.

Kirstine Knox began her talk by paying tribute to people living with MND and their families and from the high
level of support given by volunteers to the MNDA. The Association was started 30 years ago by three families af-
fected by MND.

Thirty years ago the aims of the new Association were identified as
. the need to promote science and research into MND
. the need to promote better care for people living with MND.

Those aims remain the same. Research: Five years ago the MNDA Trustees took the decision to aim for an extra
£15m to be put into research into MND.

Kirstine outlined key areas of research:

1. Diagnostic tests to facilitate early diagnosis and earlier treatment to reduce the damage. This is the focus
of Dr Martin Turner's work at Oxford.

2. Effective drug treatment. The stem cell research programme in Edinburgh, part of an international project,
is trying to create a laboratory model for testing drugs.

3. Research into the health care of people with MND, for example:

e Non-invasive ventilation. This is available in Oxford but not across the country. The National Institute for
Health and Clinical Excellence (NICE) has now produced clinical guidelines.

e The MNDA is jointly funding a trial for diaphragm pacing to support breathing.

Kirstine noted that new centres of research excellence are emerging in Oxford and Edinburgh.

Care, Support and Information: The MNDA funds and supports 19 Care Centres; a Helpline which is also open to
clinicians; provides equipment; educates professionals; influences service provision and helps manage complex
cases.

Raising Public and Political Awareness: National Office works to make the voice of people living with MND heard:
e Princess Anne hosted an event to debate end of life care and issues

e A campaigns area of the website has been developed, supported by workshops. There is a ‘cuts watch’ cam-
paign and a ‘hardest hit' campaign which collects personal stories

Public awareness raising activities e.g. Sarah’s Story, Patrick The Incurable Optimist, Stephen Hawking, Chris,
Stuart and Emma Broad.- Kirstine concluded her presentation and was thanked by David Cairns.

Stella Waterer said that she had worked with the MNDA since the 1990's and had seen a transformation in recent
years in the way it worked and the successes it had achieved.

David Thomas said that he would like to record his deep and heartfelt gratitude for all the work that the Associa-
tion was doing.

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

Branch Contacts

Thank you to all who have
contributed to the April
edition of the newsletter.

Please send letters, articles
and pictures for inclusion in
the next newsletter to Jane
Street at:

jbskirkella@yahoo.com

Officers

Chairman David Cairns
davidtcairns@msn.com

Deputy Chair Lynda Wigley
Imwigley@waitrose.com

Treasurer Paulina Bravo
bcpaulinin@yahoo.com

Secretary and Friends & Family Group
Lesley Ogden 01235 850372
lao.ogden@googlemail.com

Regional Care Adviser Kim lliffe
01235 759436 Mobile: 07831 349395
kim.iliffe@mndassociation.org

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

Committee

Marilyn Hamblin
garethhamblin@which.net

John Lay
01865 823105

Anne Silk
annesilk@waitrose.com

Tim Kennedy
tcs.kennedy@googlemail.com

Newsletter -Jane Street
jbskirkella@yahoo.com

Web Manager
Pirminder Mann
Pirm_mann@yahoo.co.uk

Social Media & Radio Oxford Contact:
Matt Jones: msg4matt@gmail.com

Branch Walk

motorneurone clsease

For information, ad-
vice and support on all
aspects of MND con-
tact:

MND Connect

08457 626262

walk

Come and join the , |
to d'feet

2011
Oxfordshire Branch Walk \‘ ,

Sponsorship welcome

Blenheim Park

Saturday 15 ™ October 1pm

Meet for lunch in the cafeteria or bring a picnic from11.45am

Choose a 2mile or 5mile route on firm surfaces suitable for
wheelchairs, buggies and dogs on leads

Registration forms will be posted out in September or register
online at www.mndoxfordshire.org

£5 for over 14 year olds, children go free.

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