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Game on with these awesome young men

Christopher on the left, Ryan on the right
and Ben playing the game

Christopher and Ben reach the top level
while Ryan is at college

Chris Warbey and his friends, Ben Franks and Ryan Cox
raised a staggering £2565 (plus some gift aid) with a
sponsored gaming marathon in memory of Chris’ Dad,
Richard, who passed away in April 2017 from MND, aged
56.

Their challenge was to play the new Call of Duty game
as TeamMND non-stop from its official release until they
reached the final Master Prestige Level with the aim of
being one of the top 10 in the world.  They ended up in
first place in the UK and Europe and third in the world.

A lot of effort and planning went into the event.   Chris
set up his Playstation and computer in the study and
moved the router to ensure the best internet
connection.   They used a second PlayStation box to

avoid overheating due to continuous use.  They booked
time off work and planned out a shift rota which fitted
around Ryan’s day release for college.   They had
livestreaming via Twitch TV and their followers could
watch the game and see them playing it.

The best part of all this was that they were reaching out
to raise awareness of MND and  to get donations from a
different generation of supporters.

All three gamers are aged 21 and live in Woodley. They
were at school together and played football for
Woodley Saints. Christopher works at GSK in
Maidenhead on the toothpaste packaging  line.  Ryan is
doing a Civil Engineering apprenticeship at Peter Brett
Associates and Ben is a graduate in Business Studies
currently looking for a graduate job in accounting.

They have asked for donations to be given to the
Association’s Reading and West Berkshire branch via:
https://www.justgiving.com/fundraising/chriswarbey

Jacqui Warbey

https://www.justgiving.com/fundraising/chriswarbey
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A moving play about the plight of an MND Association
campaigner’s elderly parents has sparked a call for an
improvement in end of life care across Berkshire.

Helen Findlay says her family’s story portrayed in the play
Fighting for Life, recently hosted by the Reading and
West Berkshire branch, is typical of the fractured services
available to patients.

One former carer also described some of the care her
dying husband had received at Reading’s Royal
Berkshire Hospital as appalling while she praised services
at the MND Care and Research Centre in Oxford.

“It’s a lottery,” said Mrs Karen Dimond, whose husband
Steve died at their Newbury home, aged 55, of motor
neurone disease last year.

Mrs Dimond’s comments came in an audience debate
with a panel of health experts following a reading of the
play at West Berkshire Hospital.  The discussion
highlighted the differences in the level of social services
and Continuing Health Care provision between the west
and east of Berkshire.

Panel chairman, retired Newbury GP Dr. Paul Millard said
during his closing remarks that he would use the issues
raised as a launch pad for discussions at a seminar in the
hospital’s new centre in the Spring.

Ms Findlay said afterwards the event has helped to spark
the start of a light being shone on palliative care issues
that need to be highlighted.

The West Berkshire branch’s performance of the play,
Fighting For Life by award winning playwright Brian
Daniels, was the eighth in the UK performed by
professional actors.

Branch chair, Margaret Moss, said: “ It is not uncommon
in our work to find a disconnect in services and we hope
that this will go some way to improve and ensure a more
joined-up health and social care service.”

The play is based on the plight of Ms Findlay’s elderly
parents who were living in Derbyshire with mum Joan
having dementia and dad Jim, her carer, eventually

being diagnosed with motor neurone disease. Their
family struggled to keep them together to the end 12
years ago and says the same challenges still exist for
many people living with complex needs at the end of life.

These struggles, along with recommendations about
how things could have been much better, are
documented in The Findlay Report,
www.fightingforlife.org.uk written and produced by the
Findlay family.

The new Recommended Summary Plan for Emergency
Care and Treatment (ReSPECT) was also launched in
West Berkshire in a bid to help improve palliative care.

The West Berkshire panel chaired by Dr Paul Millard
included Dr Brian Dickie, Director of Research at the MND
Association; Rachael Marsden, Care Co-ordinator at the
Oxford MND Care an Research Centre, Dr Maeve
McKeogh, Medical Director for the Sue Ryder palliative
care service across West Berkshire, Karen Swaffield, a
trustee of Healthwatch West Berkshire and Helen Findlay.

Jane Gilbert

Fighting for Life play sparks end of life care debate

(L to R back) Margaret Moss, Rachel Marsden,
Helen Findlay, Brian Daniels;

(L to R front) Karen Swaffield, Dr Maeve McKeogh,
Karen Dimond, Dr Paul Millard and Dr Brian Dickie

If you would like to change the way you receive newsletters (post or email)
please contact Jane Westwell:

07449 176173 or secretary_rwbmnda@yahoo.com

Please also contact Jane if you do not currently receive our newsletters and would like to be
added to our mailing list (post or email).

www.fightingforlife.org.uk
mailto:secretary_rwbmnda@yahoo.com
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Flushed with delight over posh new loo

A Newbury couple are flushed with delight over the
posh new shower toilet which has made their life
with MND so much easier.

Barrie Hinks, who uses a wheelchair, and his wife
Jan are overjoyed with the Association’s cash
donation towards the £2,619 cost.

Jan said: “This is how it must feel to have died and gone
to heaven! I just wish we had had it a year ago.”

Since Barrie was finally diagnosed with MND in
December 2015 the couple’s savings have taken a
battering to pay for work to make their home and car
more accessible for a wheelchair.

Jan explained: “In 2017 it began to be more difficult for
Barrie to use the toilet and we looked into ways of
improving what we had. His legs were getting weaker

and he could only stand for a few seconds using the
turner. This made getting him to and from the toilet and
doing the ‘cleanup job' on him unbelievably stressful for
both of us. We had seconds and unless everything went
as planned Barrie would have ended up on the floor.

“A Geberit toilet seemed the answer. The fantastic MND
Association pledged £1,500 toward the cost of this.
Despite two attempts by our wonderful OTs, the Social
Services panel refused any contribution to the cost.

“These toilets are expensive but I sourced the cheapest
suppliers on line - Independent4life - who were most
helpful and the cost was £2,619.00.” Fitting the toilet was
not straightforward and included more expense for
plumbing, tiling and electrical work in their newly
converted wet room.

Now thanks to the generous contribution from the MND
Association it is so much easier for Barrie to use the toilet.
Jan just wheels him in on the commode over the toilet
and all the personal hygiene is taken care of.

Barrie is pictured at the “opening” of his new toilet with
Association Visitor Joanna Knott, who arranged the
donation from the Association’s Reading and West
Berkshire branch, cutting the red ribbon.

Jane Gilbert

Matt and Emma run for brave Uncle Steve

Brother and sister Matt and Emma Lawrence nailed the Cardiff Half
Marathon challenge in memory of their beloved uncle who died a year ago
from MND.

They ran together in honour of Steve Dimond’s “courage and strength” and
raised £300 for the MND Association.

Mum Vicki Kyle-Lawrence, from Woolton Hill, near Newbury, said: “I am very
proud of them as neither are marathon runners and Matt has never done a
race before!

“Emma finished in a time of 1.59 hours and Matt in 2.06 hours – both very
respectable times.”

Jane Gilbert
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Vivace Voices raise the roof!
When my partner John was diagnosed with Motor
Neurone Disease last March we suddenly had a huge
and unwanted change in our lives to deal with. We knew
we would need some help and support apart from that
received from our friends and family and were soon put
in touch with our local branch of the MND Association
and met our Association Visitor Joanna Knott.

Right from the start the Association was incredibly
helpful, putting John in touch with various people who
could help in different ways with his preparations for the
future. We have both been supported by Joanna and
she has quickly become our ‘go to’ person when there is
something we’re not sure about. Since this is only the
beginning of our journey I know the help and support of
the Association will become even more important as
time goes on.

And that’s where Vivace Voices came into the picture.
We are a female voice group who started out many
years ago as an adult education class before deciding
to become an independent choir. We have been lucky
to have Ian Westley as our musical director throughout
the whole life of the choir.

At the end of every term we put on a short concert to
show off our term’s work and raise money for various
charities nominated by members. We pride ourselves on
donating every penny raised from ticket sales, raffle
tickets and generous donations to the nominated
charity. When I realised what an important role the Motor
Neurone Disease Association plays in the lives of people
inflicted with this unforgiving disease I wanted somehow
to contribute and thought immediately of our choir.

We were delighted to get such a big audience at St
Catherine of Siena Church, Tilehurst, on December 19th.
We even had to delay the start in order to put out more
chairs! Even more pleasing was the total amount raised
from this and our ‘busking’ session singing carols in
Sainsbury’s Calcot a few days later. We broke our own
record by raising over £1000. It is very satisfying to
achieve this by doing something which we all enjoy so
much.

Sandie Harwood

The story on page 5 describes how John is trying to keep
ahead of the curve as he adapts to life with MND..

MORE CAKES  -  MORE CARDS . . .
“Are you doing another cakes and
cards sale this year?” friends ask me
once summer is over and we head
towards autumn.

It’s always at the back of my mind so
marmalade was made back  in
January ready for the sale and then
with a glut of fruit this summer apple
and raisin chutney was added to the
store.

Friday 16th November was set aside
for a cakes and cards sale to raise
funds for the Reading and West
Berkshire branch of the  MND
Association.

Once again local shops and friends
kindly donated items for the raffle,
Rod’s cards were set out and
daughter Sara had spent the

morning wrapping up the cakes,
while daughter Jo arrived ready to
sell the raffle tickets.

Mary and Barry Dodds came to give
support (and buy a coffee and
walnut cake!) and Linda Green
arrived with  a large chocolate cake
that was soon sold.

It was a busy and rewarding
afternoon, lovely to see old friends
and new faces at the same time as
swelling funds for our worthy cause.

Grandson Jack raced home from
school in time to be treasurer for the
day and count the money after the
raffle had been drawn, proudly
announcing that we had made
£492.75.

Over the next few weeks this amount
was increased by another £150 from
some very kind donations and a few
more cake and card sales to those
who couldn’t make it on the day.

Again – a big thank you to everyone
for your support.

Paddy Lunn
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Former programme manager John
Burton, aged 68, knew well what
difficulties and challenges he faced
when he was told the shocking news
that he had motor neurone disease.
His mother had been diagnosed with
the progressive condition at exactly
the same age.

Care provision and knowledge have
improved dramatically since her
death 30 years ago and John, from
Upper Basildon, near Reading, is
determined to try and stay ahead of
the curve.

He immediately made plans to
adapt his home, bank his voice, and
take part in research to help find a
cause and cure for the devastating
disease.

Here he shares his inspirational story:

“Walking along a street with high
walls either side that echoed our
footfalls was the first time that I
started to take odd symptoms
seriously. I could hear my left foot
padding along normally, but my right
foot was going down with a distinct
slap. My partner Sandie noticed it
too. It was the first sign of what was to
become drop foot.

I sought help from a chiropractor in
Reading. It was rather novel to have
symptoms that were easily
demonstrable. My right foot would
not lift, with heel held down. Nor
would the right knee lift far, whereas
the left foot and leg behaved
normally.  After several treatments
she gave in and referred me to my
GP.

My GP sent me off for a lumbar scan.
It took some time, but showed a
clean spine for my age. No bulging
disks or pinched nerves.  I was then
referred to a neurologist.

I saw Dr Flossmann in the Royal Berks
in March 2018. After half an hour’s
examination he said “You’ve got
motor neurone”. I asked him how he
knew, and his answer was
convincing.  My mother died of MND
30 years ago. It was not thought to
be inheritable then, but is now

thought to be so in about 10% of
cases. It was a shock, but not hugely
so.

My mother lived in the Lake District,
but was diagnosed in Newcastle
when she was 68, exactly the same
age that I was diagnosed. Not much
was known about MND then and
care provision was rudimentary.

Things have moved forward simply
enormously since then, so I feel lucky
to be so well supported and cared
for in comparison. In the words of
Peter Scott-Morgan: “There has
never been a better time to get
MND”.

My diagnosis started a period of
intense thinking about care models. I
was very tempted to rent a
retirement flat situated in the same
building as a nursing home and
make that my new home in which to
see out the disease, with care laid on
as needed.  After several months
agonising, I decided to stick with the
house I’ve lived in since 1987. It was
realising the existence of a range of
companies providing home based
care that finally convinced me.

Making a decision enabled me to
kick off the key house modifications –
a through floor lift and a level wet
room style bathroom.  They took
months to achieve but are now in
place and being used, as are ramps

and hardened paths around the
house, suitable for wheels.

I also got on with banking my voice,
using the Model Talker site.  I did quite
a bit of research into voice banking
and it wasn’t easy to pick any one
outfit to do it with. It was through
browsing the MND Association forum
that I discovered that Model Talker
was the only one anyone mentioned.
It took quite a few sessions speaking
into a microphone. The resulting
voice wasn’t that impressive, but
Model Talker did manage to improve
it. It remains monotone, without
much expression. But it does sound
like me, if a rather sedated me.

I was referred to the Oxford MND
Centre in the John Radcliffe for
ongoing care. I began to realise just
how important Specialist Nurses are
in making things happen. The Oxford
Centre said they’d find out what
faulty gene I had, and, in due course,
they did: the faulty C9orf72 gene,
which is the most common familial
sort. All that was needed was a
sample of my blood. This has major
implications for my five siblings, who
are still considering their options and
who are also being invited to take
part in research.

There is a theory about the faulty
C9orf72 gene. I’ve read that it
started in one individual in Finland
1,500 years ago. It has spread around
Europe, but is much more common in
the North, rare in the South. Perhaps
it was the Vikings who were
responsible for spreading it around
on their raids. Anyway, it’s pleasing to
blame the Vikings for my condition.

I have enrolled in all the Oxford MND
research projects for which I am
eligible. So far, partaking means
mostly donating various bodily fluids:
blood, urine and cerebrospinal fluid
(CSF). A chap from Sheffield
University visited me at home to
interview about my past, with
emphasis on exercise. I have done a
lot of exercise in my time, which he
thought relevant.

John’s motto is ‘Be prepared’

Continued on next page…
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… continued from previous page

Adult Social Services got involved, thanks to action by a
specialist nurse. They provided an initial package of
equipment, including a second banister up the stairs and
scolded me for buying a rollator. They tried to interest me
in DFG funding, but I have steered away from that,
preferring to pay my own way and to have the freedom
of choice that doing that brings. Adult Social Services
have continued to support me with continuing injections
of useful kit. Slippery Wendylett sheets were a curious
example of something simple being a great help.

I found driving my manual Volvo XC60 getting ever
harder, since the right foot was having trouble switching
between brake and accelerator. Volvo in Reading
found me a lovely automatic V40 and fitted a left foot
accelerator. I heavily underestimated how difficult it was
to make one’s left foot gain the fine motor control
needed for smooth braking and acceleration. It took
several months to achieve. I am now having hand
controls fitted, so that I am ready for when the left foot
starts to fail.

A neighbour whose husband had a serious stroke asked
me about Blue Badge. I said I hadn’t yet applied, which
statement elicited a Paddington Bear hard stare. I now
have a Blue Badge!

The NHS in both the Royal Berks and the John Radcliffe
hospitals have been enormously helpful. Physiotherapy
showed me a better way of getting out of bed, Orthotics
gave me a strap to pull up my foot, the Wheelchair Clinic

have loaned me a self-propelled chair and promised a
powered one. They’ve provided me with a hospital bed.

The MND Association’s Reading and West Berkshire
branch has helped me with voice banking, with funding
towards a Closomat toilet and most recently has loaned
me an elderly Eyegaze tablet so  that I can learn how to
use it for all sorts of things, come the later stages of the
disease.

MND keeps advancing, so it’s a game to keep ahead of
the curve with preparations, if one is to avoid
unnecessary crises. So far, despite legs getting ever
wobblier, I’ve managed that.“

Inner Wheel chooses MND Association

Support for those who are living with MND comes from a
variety of people – once the disease has affected a
family member or friend, people don't forget!

Having seen, or heard about, the progress of the disease
and the effect on an individual, it might be some time

before they make contact with the Association. This was
the case with the President of Reading and Maiden
Erlegh Inner Wheel; she has chosen the branch along
with Arthritis UK as the local charities for her year of office.

Inner Wheel meets monthly for friendship, fun and
fundraising for charity. Valerie Coughlan's brother, living
in Ireland, had MND and Valerie described her
determination to help fight the disease at her
Inauguration in July. The Association's Regional
Fundraiser Louise Blair and branch chair Margaret Moss
were invited to attend and to explain to members the
role of the branch and the association.

A sumptuous afternoon tea was served at the Charity
Bridge event held in Charvil Village Hall in October and
raised a magnificent  £1,014 - needless to say there was
a good attendance at the event!

In April, Inner Wheel are holding an evening  fashion
show by John Lewis and Partners at Leighton Park School.
More information will be available nearer the time and
our branch members are welcome to attend.

Margaret Moss

Margaret Moss, Valerie Coughlan and Louise Blair
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A trio of Christmas markets
In the run-up to Christmas we had stalls at a number of
Christmas markets where we sold cakes and crafts to
raise money for branch funds AND equally important to
raise awareness of MND,

On Saturday 3rd November Mary Kaye, Sue Hirdle,
Jacqui Warbey and Sam Morgan (pictured L to R above)
were at Thatcham Catholic Hall Craft Fayre selling
handmade craft items and holding a raffle. We
managed to raise £168.46 for the branch. It was a cold
day, and there were few visitors, but those who did
venture out to the craft fayre were pleased to chat with
us about their connections with MND, and to spend a
little money.

On Friday 7th December we had our first school event,
which was a Christmas Fayre at The Avenue Special
Needs Academy in Tilehurst.    We were there for a

couple of hours following the end of the school day, and
the event was open to pupils and their families.  It was a
great place to start as the school has recently been
touched by MND and we were welcomed into the
community.    It was lovely to meet pupils, families and
staff, and to raise £55 for branch funds by selling stocking
filler toys and crafts, pictured at foot of page.

Our third outing was to the Christmas Market in
Purley Barn, near Pangbourne. Here Mary Kaye, Sam
Morgan and Sue Hirdle (pictured L to R below) hosted a
cake stall, and wow! what an array of cakes and
yummies we had, including fudge, sweets, and
marshmallow snowmen.  All our bakers were the stars of
the show yet again and produced some wonderful
things for sale, including two spectacular Christmas
cakes from Sam.

Mary Kaye

7
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Bumper cheque from Chapel Row Fayre
The branch was thrilled to receive a cheque for £2,200 as
its slice of the proceeds from last summer’s successful
Chapel Row Fayre at Bucklebury, near Reading.

A total of £11,000 was shared out to good causes during
the presentation evening at The Bladebone Inn thanks to
all our hard-working volunteers who poured cuppas and
served cake in the tea tent to help swell the coffers.

We are indebted to the fayre committee for its
continued support and hope to be back on The Green
this August Bank Holiday weekend on Saturday August
24th from 1pm.

Jane Gilbert
Photo shows Mary Dodds (first left) and Lin Jenkins

(fourth from right) at
the cheque presentation evening

Blooming marvellous day at Glenvale Nurseries

I am thrilled to be able to tell you that the total raised
from our cakes and crafts stand at Glenvale Nurseries,
Southend Bradfield, in December was £371.80.  It was a
great day.

Thank you so much for baking (again!) - everything went.

We are very grateful to Helen and Duncan Varley for
allowing us to be part of their Christmas event in aid of
four charities, including the Association which received
another £200.  Everyone was so helpful and inviting.

Mary Kaye

Pictured (L to R) are Mary Dodds, Lin Jenkins, Sue Hirdle
and Mary Kaye

Despite Storm Callum’s best efforts my sale went ahead
as planned.  We tied the tent to the house, the wall and
a tree, and overnight to the car as well.  Amazingly the
tent remained standing with only minimal damage to
two side panels.

Although the majority of the stock was displayed indoors
on shelves throughout the annexe, footfall over the two
days was much less than usual - not surprising really,

I managed to raise £170 from sales on the day and items
sold to people knocking on the door over the next
couple of days .

I still have an exercise bike, a fridge, a cot and various
other large items, which I hope to sell on Ebay or similar.

Everything left is now going into storage for the winter.  I
am getting too old to stand out at car boot sales during
the winter months.

Lin Jenkins

Lin battens down the hatches
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Another cheque from Nervous Wrecks
Burghfield Sailing Club stalwart Peter Colvin, who is living
with MND, is pictured recently presenting a very
generous cheque for £3,800 to branch chair Margaret
Moss.

The amazing windfall comes after the second successful
Nervous Wrecks virtual sailing and social event held at
the club last June.

Peter's wife Ellen (pictured back right with the
Association's regional care development advisor Adele
O'Toole) said their daughters Sophie and Katherine
organised the event as they wanted to do something
positive after their dad's diagnosis. They were helped by
Sharon and Ian Bullock and all the crew at the sailing
club near Theale.

Nervous Wrecks has now raised more than £16K over the
last two years for the MND Association and Burghfield
Sailing Club’s Sailability group and the organisers say
they will keep coming up with new ideas to raise funds
and awareness.

Jane Gilbert

Sallyanne’s birthday gift

Belated birthday greetings to Sallyanne Bond, aged 36, who kindly asked for donations to the MND Association
in lieu of cards and presents.

She and her family are keen to raise awareness as they had never heard of the disease when mum Cindy was
diagnosed.

Sallyanne says: “We had to do research and had loads of people help us understand and still now we are
learning.

“I wanted to make people aware of MND so I found a page on Facebook and had people donate to MND
instead of buying cards and presents. We managed to raise about £120.”

Our four-legged fundraiser
Meet our four-legged fundraiser Billy who came along to

a recent drop-in at Theale Catholic Hall with his owners

Jan and Bob Williams.

Lovable Billy, a 13-year-old Shih Tzu, was carrying a £45

gift from Newbury Ukulele Town Strummers (NUTS).
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Christmas lunch treat was a cracker
Friends old and new joined in the fun at the branch’s
cracking Christmas lunch party.

Festive fare and Alec Jenkins’ popular quiz were on the
menu at the Holiday Inn Reading West.

A raffle of kindly donated prizes, card sales and cash
donations all helped to raise more than £300 for branch
funds.

Jane Gilbert

Photos show:

Top left: Corinne Bertrand with Jenny and Tony Martin in
their Christmas jumpers

Bottom left: Kirsten Wood, and Jonathan Slater (back),
with quizmaster Alec Jenkins and Shan and Colin Moss

Bottom right: Carol Coker, Barry Dodds and Heidi Coker

Lin’s wish list for 2019
I have a WISH LIST for the New Year. Some of the items might seem a tad obscure, but I really have diverse outlets!

 Vinyl records – any genre

CDs and DVDs – again any genre

Nice or unusual shaped tins, i.e. biscuit and sweet tins

Electrical cable.  If you are throwing an electric item away, please cut off the cable first

Odd wool/fabric/craft items – to be used in SO many ways

We also plan to have a big “Retro” stall at Stoke Row Steam and Vintage Rally, and we need items from every
decade of the 20th century, so please raid the back of grandma’s cupboards!

In reality I can use just about anything.  New items (unused Christmas presents) can be used as prizes at fetes,
whereas anything secondhand can be sold at car boot sales.

I suspect money might be harder to come by for a while so we must look at every possibility.  Thank you for your
help.

Lin Jenkins

Rlp.jenkins@tiscali.co.uk or 0118 941 2738

mailto:Rlp.jenkins@tiscali.co.uk
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Festive fun at the Art Café
Our December Art Café event went brilliantly!  The MND
Association team turned out in force to serve visitors at
the Whitchurch-on-Thames venue with refreshments
including homemade yummy cakes and, of course,
seasonal mince pies.  Our bakers never let us down.  It
was impossible not to find something that made your
mouth water.  Although the weather was atrocious we
had a full house and managed to raise about £210.

The Art Café itself was the idea of a local artist who
invites charities to raise funds by taking over the café on
a Saturday morning, from 10 until 12.30.  It is an amazing
opportunity for us to meet some lovely people and to
make them aware of what we are doing.   We have
booked the café again for March 16th. The venue is so
popular that there were only two dates available for
2019 which we snatched up!

Mary Kaye
Chloe Hawkins, Paddy Lunn, Margaret Moss, Jan
Gryglaszewska, Mary Kaye and Jacqui Warbey

Supporter Claire Maslen has organised another very
successful coffee morning in memory of her dear friend
who died of MND.

Mum Claire got lots of their friends together at the Art
Cafe in Whitchurch-on-Thames, near Reading, to
celebrate what would have been Helen Jay’s 61st
birthday. They raised an amazing £512 – even more than
at last year’s event. What’s more, Claire, who met Helen

when their young sons played football together at
Theale, is already planning another coffee and cake
fundraiser at the Art Cafe in October 2019.

She said: “All our friends come along and make the effort
to buy lots of raffle tickets. We do it as a birthday
celebration for Helen and want to carry on doing it.”

Jane Gilbert

Claire serves up a sweet treat

There have not been as many Christmas events for me
this year - some were cancelled, others got missed
because of date clashes. Sadly there are years like this.

So we made the best of what we had and at least it
meant I had more time for my own family Christmas this
year!

There  were several small events, making about £30 - £40
at each one but by far the most successful was the open
air Christmas Fayre in Thatcham Broadway.

As hubby had recently had an operation I would have
been alone, but Mary Kaye and Carol Allen came to my
rescue.  Mary helped me unload and set up, always an
issue at this site, and Carol was my able assistant
throughout the evening.  Without them I could not have
managed.

We were rushed off our feet and had a wonderful
evening.   It is always rewarding when people come in
and remember us or look out for us from previous years.
There were a few people who had been affected by
MND in their families and they always like to see us and
are so very grateful for what we do.  This is tremendously
rewarding and reminds us why we are there.

Yes I was cold, yes my back was killing me for the next
couple of days, but I can recover! So far I have raised just
over £1,000.

Christmas is now packed away for another year.

We wish you all a very happy new year and look forward
to seeing you at the events during 2019.

Lin Jenkins

Lin’s Christmas update



Reading and
West Berkshire

January
2019

Thank you Holiday Inn Reading West, Bath
Road, Padworth and Kall Kwik Printers,
Reading for your ongoing support.

Branch
Contacts

Chair
Margaret Moss
0118 9470871

Branch Contact
07760 854975

ReadingMND@hotmail.com

Treasurer
Ed Gryglaszewski

0118 9789069

Publicity
Jane Gilbert
0118 9714172

Newsletter
Mary Davidson
mary@rfdg.org.uk

Secretary
Jane Westwell
07449 176173
secretary_rwbmnda@yahoo.com

RCDA
Adele O’Toole
adele.otoole@mndassociation.org

Website
Jan Williams
p-jbrown@msn.com

Registered Charity No 294354 We never lose hope. We strive to find a cure for MND and
to support everyone affected by this devastating disease

Stamps for the MND
Association

Jill Gaisford, has buyers for used postage stamps and
so raises funds for the branch. If you would like to help
please remove the stamp from the envelope with
about 1cm around it taking care not to damage the
stamp.

Jill collects ALL stamps - contact her on 01635 868 834
or by email to jmg1520@gmail.com
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Drop-ins
Drop-Ins are scheduled for the following dates
at St Luke’s Church Hall , Englefield Road,
Theale, RG7 5AS from 12.30 - 2.30 pm. All
welcome. Come along and meet friends old
and new and have a chat.

29th January

19th March

14th May

2nd July

If you have any queries please contact the
Reading and West Berkshire branch on

07760 954975

or email readingmnd@hotmail.com

ATTENTION FUND-RAISERS!

Did you know the branch has its own page on
localgiving.org?

(https://localgiving.org/rwbmnda)

If you are running an event, you can set-up a
fund-raising page and your supporters can then
donate online. Cash raised via localgiving will
be received directly by the branch!

Please note all money raised on other online
pages goes directly to the Association’s
national office unless the page mentions a
desire for the Reading and West Berkshire
branch to benefit.

Postage paid
Our thanks to Pat and Peter Whyte for their wonderful
donation to our branch of 2nd class postage stamps.
We are very grateful to you both for
your “small” gesture -  it’s huge to us. We have also
received an anonymous donation of 2nd  class
postage stamps. Thank you all, your generosity has
helped us post out this issue of our branch Newsletter.

Mary Dodds
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