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Our inspirational 30th anniversary
Inspiring people and powerful words of hope were key
in helping the branch to mark its impressive 30 years of
supporting people with MND.
A moving service of music and readings was held at St
Mark’s Church, Englefield, near Reading, followed by a
reception at magnificent Englefield House the home of
our patron Richard Benyon and his wife Zoe.

A small selection of the flowers brought to
St Marks’s Church by guests

This was also the venue that attracted the world’s media
for Pippa Middleton’s wedding attended by royal guests
a few weeks later and where TV series The Crown was
filmed.
Our successful Anniversary evening, with more than 100
supporters and invited guests, was the result of months of
work by Chair Margaret Moss and a team of dedicated
volunteers.
BBC News presenter Nicholas Owen, who lost a friend to
MND, said he was “bowled over” by the inspiring stories
he had heard from people.
He mentioned Newbury’s Alec Jenkins who is being
robbed of his voice by the disease and agreed for his
speech to be read on the night by his brother Paul.

Alec Jenkins, who has MND, centre with brother Paul
behind, and other guests

Another person living with MND, Mrs Marjorie Moore from
Tilehurst, pictured below left with her family and
Nicholas, impressed the veteran presenter with how her
family have been selling cakes in aid of the branch to
mark her 70th birthday.
Guests were treated to a peal of church bells, a piper, a
steel pan player, drinks and canapés, before listening to
speeches covering the branch’s early beginnings
through to today’s cutting edge work in the research
laboratory.
“It really was an inspirational event,” said Deputy Lord
Lieutenant Professor Suzanna Rose. “I too was
heartened by optimistic views around research progress.
What a wonderful group of volunteers you have. It is an
event that will stay with me.”
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Our inspirational 30th anniversary - continued from previous page
The High Sheriff of Berkshire, Mrs
Sarah Scrope, said she loved looking
at the jars of spring flowers brought
by

everyone

while

listening

to

readings by Branch Chair Margaret
Moss, Lady Benyon, and Dr Jane
Bywater and “absolutely beautiful”
music played by Sophie Hill (guitar)
and Meredith Miller (violin) who was
accompanied by organist Michael
Thomas. The Reverend Derek Spears
from Aldermaston conducted the
moving service and read the MND
Prayer.
Mrs Scrope said it was clear the
branch was “in good heart and

Tony and Jenny Martin from Woodley
pictured with Publicity Officer Jane Gilbert

brilliant hands” praising the team for
reaching this impressive anniversary.
Another

guest,

West

Berkshire motor neurone cells before they He predicted that in the next 30

Council Chairman Quentin Webb, become diseased.

years there would be a world full of

arrived with his jar of flowers adorned

MND: a disease everyone has heard

with a special MND 30th Anniversary The

Association’s

Director

of of and one that people live with

Research Development Dr. Brian rather than die from.

label.

Dickie also spoke with hope about
Dr

Clare

Galtrey,

Consultant the recent world-wide explosion of He said: “We may not see the light at

Neurologist at Frimley Park Hospital, research and the progress made the end of the tunnel yet but the
spoke about exciting progress being since he began working for the train is heading in the right direction
made in genetic research and the Association 20 years ago.

and it’s picking up speed”.

need to look at what protects the
Earlier guests heard from one of the
branch founders Mary Dodds and
her daughter Anna Roe who told of
how there was no support for families
affected by MND until 1987. (See
Mary’s story on Page 3)
Chair Margaret Moss thanked all the
speakers, musicians and supporters
who helped to make it such a
memorable and empowering event.
She finished with a plea for new
committee members: ”To continue
our successful work we need more
volunteers to join us for the next leg
of the journey.”
Jane Gilbert
Sophie Hill

Meredith Miller
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The formation of the branch
Derek was given his diagnosis of
Motor Neurone Disease by Dr Hyman.
At this time, I did not know anything
about MND, but I very soon
discovered that there was nowhere
to go for help and advice for people
living with MND in Berkshire.

During the summer of 1985 I noticed
that my husband Derek Prior was
walking oddly as though he was
slightly drunk. I mentioned this to him
and he dismissed it. Some weeks
later I commented to Derek that his
arms were twitching, once again he
dismissed this. It was in the latter part
of 1985 that Derek told me that the
odd feeling he was getting in his feet
was like he was ‘walking on cotton
wool’ and he was losing strength in
both of his arms.

From this point onwards Ted became
my main contact and he advised
me how to get a branch ‘up and
running’. This included contacting
the local press to ensure that the
public meeting was well advertised.
On 10th March 1987 at Battle
Hospital we had our first public
meeting. There were 93 people in
attendance and Ted said that in all
the time he had been involved in
setting up branches, this was the
largest gathering of people he’d
seen at such an event.

It was during a later clinic
appointment for Derek that I asked
Dr Hyman where I could go to seek
help and advice. He advised me
that there weren’t any support
groups in Reading for people with
MND but he would like to see one set
up. He asked me if I would be A couple of weeks later a small
interested in becoming involved. I group from that first meeting got
together and formed a committee
immediately said:” Yes”.
and this included:
Dr Hyman set up a steering group
committee which included an Fr Peter Weatherby – Chairman
occupational
therapist,
speech Maurice Lawrence – Vice Chairman
therapist, physiotherapist, and a
Phyllis Lawrence – Secretary
couple of nurses.
Barbara Prior – Treasurer

A number of meetings were
organised and I was invited to
attend. One of Dr Hyman’s team
members then contacted the MND
Association and asked if they could
send someone to help set up a
branch in Reading. The person
nominated to help was Ted Fawcett
In January 1986 we visited our GP who was a branch co-ordinator for
together and as a result of that visit the organisation.
Derek was given an appointment to
see Dr Nigel Hyman who was a Ted came along to one of the
neurologist at the Royal Berkshire steering group meetings and this is
Hospital. It was on 4th May 1986 that where I met him for the first time.

This was the start of something very
special that has continued to grow
from strength to strength over the last
30 years.
I am very proud to be a part of this
amazing group of volunteers who
give their time freely to provide help
and support to those living with and
affected by Motor Neurone Disease.
Mary Dodds

THE CAVENDISH SPENCER TRUST
The Cavendish Spencer Trust provides financial help for holidays for people living with severe physical
disability due to neurological or neuromuscular disorders. They can help with costs for the disabled person
and accompanying person or carer if appropriate. Priority is given to adults requiring respiratory support.
Currently, they may fund up to 50% of the costs of a holiday of one or two weeks per year up to a limit
determined by the Trustees. Holidays are not funded retrospectively.
For further information/application form, please see the website at:
www.cavendishspencertrust.com or email the administrator Charlotte Duthie at: cstrust@gmail.com
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These fantastic fundraisers have got true grit
Three plucky young women have pushed themselves to “Thanks for everyone’s support. We did it!” declared
the limits and raised an amazing amount of cash to help Meredith Miller and her friend Judy after the Milton
people living with MND.
Keynes Marathon on May 1st. Their efforts raised £831 for
the branch in memory of Meredith’s “amazing” dad Bill
Potts.
It was Meredith’s second marathon and she once again
ran for the Motor Neurone Disease Association and, in
particular, the local Reading and West Berkshire branch
that “has been so supportive of my family throughout my
dad's fight with this disease and following his passing.”
Meredith said afterwards: “It was tough work but we
made it round and it was a great finish in the stadium. I
ran into a couple of other girls running for MND and it
was nice to have a hug at the end. There was lots of
support from the MND team which always helps to keep
you going.“
Marsha Pauling with her pledge
to run for her friend ‘Q’

Between them Marsha Pauling, Meredith Miller and
Kirsten Wood have donations of nearly £9,000 from their
epic challenges.
Mum-of-four Marsha Pauling ran the Virgin London
Marathon in memory of her beloved friend Quentin
Palmer-Brown just two days after his funeral.
Marsha, aged 40, from Newbury, helped care for 57year-old Quentin and became a good friend. She says
her promise to run and help find a cure had lifted his
spirits as he battled with the disease.

Meredith and friend Judy
after the MK Marathon

“We simply must find a cure for this awful disease,” said Kirsten Wood from Burghfield was inspired by her dad
Marsha who has raised £7,281 and wants it to be spent Ronnie Slater to push herself to the limit in the gruelling
on research work. “I am running another marathon in Tough Mudder on May 7th. It involved a 12-mile mud
Edinburgh at the end of the month and will keep the and obstacle course which is designed to drag you out
online page open.”

of your comfort zone and push you to your very limits.

Challenges such as "the Arctic Enema" and "Electric
Marsha, who works in IT, has recently met two more Shock Therapy" feature amongst the 20-plus gruelling
people diagnosed with MND and is keen to get West obstacles included in the course.
Berkshire Council to sign the MND Association Charter so
it has a better understanding of the disease.

Continued on page 5
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These fantastic fundraisers have got true grit

- continued from page 4

She says: “My Dad suffers from MND and is now in the
fairly late stages. He is still in good spirits even though he
has completely lost the ability to talk and his movement
is severely limited. The help and support the MND
Association has provided my dad has been incredible
and they have seen to it that he has all the equipment
he needs to get by each day.
“Raising money is my way of saying thank you and
playing my part. Last year I entered my first Half
Marathon, so I thought I should take it to the next level
and push myself even harder this year.“
Mum Jane, who has moved to Cornwall with Ronnie,
said there was a “very bruised and battered but proud
Kirsten” at the end of the challenge which took four
hours and raised more than £700.
To donate to Meredith, Kirsten or Marsha’s pages visit:
www.justgiving.com/fundraising/Meredith-Miller1
www.justgiving.com/fundraising/Kirsten-Wood6
www.justgiving.com/fundraising/Marsha-Pauling
Both pictures show a VERY muddy Kirsten
competing in Tough Mudder
Jane Gilbert

GRANT FOR CARERS
For those of you who do not know, the Berkshire
Community Foundation has made small grants
available for carers of people living with MND.
This means that, in any one year, a carer can
apply for up to £300 to spend on something that
would make a difference to his or her life, and
payment is made on receipts. So it could fund a
short break away, a spa day, some gardening
help, a trip to the theatre etc. So please think of
what would be most helpful for you and discuss
it with your Visitor (if you have one) or me, and
we can explain how to apply.
Joanna Knott
0118 984 4495
Email: tjmknott@talk21.com
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The bear necessities . . .
Plucky pensioner Keith Hood made sure he had the bear
necessities for his fourth para jump which helped to raise
a bumper £2266 for branch funds.
Keith, aged 75, took the latest leap in the skies as usual
with his little furry pal Scruffy who is a mere 28 years old!
And the former Pangbourne man also brought the little
bear with him from Norfolk to hand over the cheque at
our big 30th anniversary celebrations.
Did they both grin and bear it?
"Keith wasn't supposed to do another one at his age but
he absolutely adores doing it", says wife Fay who helped
raise some of the funds.
Daredevil Keith was also supported by fellow members
of the Royal Ancient Antediluvian Order of Buffaloes and
made a similar donation to the Norwich and Waveney
branch of the MND Association. The generous gifts were
in memory of the late Graham Hodgetts, of Thatcham,
and a Norfolk friend who also died from MND.

Keith presenting his cheque to
Branch Chair Margaret Moss

Jane Gilbert

Reflections on our branch newsletter
The branch newsletter allows me to catch up with our
various fundraising activities, awareness initiatives,
national research, patient and carer welfare, and to
smile at the antics of others while participating in our
branch drop ins and local events.
The January 2017 Newsletter (Issue 85) treated us to
eight pages of interesting articles including the Golfers
Tribute Event, Waitrose Community Matters donation,
our Young Star Baker, Hungerford Festive Fair, Lin Jenkins
quiet time, our brilliant Santa Alec Jenkins, Christmas
lunch photos, PIP Benefits explained, Glenville Charity
Day, Paddy Lunn’s Cakes, Christmas Card Sales,
Yattendon Christmas Concert, Diary dates, and the 30th
Anniversary plans to celebrate the formation of the MND
Association Reading and West Berkshire Branch.

Internet and software applications were unavailable
then, so I only had my old word processor and limited
journalistic skills to prepare my masterpiece prior to
review and release to the branch readership.
Unfortunately, my work took me back overseas and the
pilot newsletter was delayed for several months until
branch member Don Crowther took over the editorial
reins, and the first publication was issued.
Our newsletter started off on a journey from its inception
and is now an integral part of our branch history, and I
hope that our readership will continue to enjoy and
appreciate the efforts of the many contributors and our
fantastic publication team.

Maybe we could improve the newsletter by introducing
I’m sure lots of readers will agree that the January edition a small section on reader comments, which would
was exceptional in content, and for those of us who benefit us all, and keep our editorial stalwarts busier
have been with the branch for a few years, have seen it too!!!
go from strength to strength since its first publication in
1994.
Barry Dodds
On reflection of those early days I can remember our
initial attempts in 1993 to get the branch newsletter up
and running. This happened when I was a branch helper
and I had volunteered my services to develop a pilot
newsletter containing our branch news, contact details
and helpline information.

So come on everyone, give it a go and send your
comments in - we’d love to hear from you! You may
even like to write a short story about what YOU
have been up to.
Your editor
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Planning for precious moments
Time is precious for everyone, but for families affected by
MND every moment is precious. With summer
approaching many of you are now planning your
holidays. For people with MND, going on holiday can
seem impossible at first; but with the right guidance and
some planning holidays can be thoroughly enjoyed as
Newbury dad Steve Dimond found out.
Following his diagnosis of MND in August 2016, 54 yearold Steve decided to book a trip to Seoul, South Korea
with his daughter Sophie. His wife Karen had already
planned a trip away with her work friends so it seemed
an ideal time for some father and daughter bonding.

plans to repeat with her friends when exams are over.
Sophie has also found time to raise awareness of MND at
her school where the Association was chosen as the
charity to benefit from this year’s sixth form ball.

Top tips for going away
These tips have been compiled by the MND Association
and DisabledHolidays.com. DisabledHolidays.com can
advise you when booking a holiday and will make sure
that the location of your accommodation and the
accommodation itself are accessible with all the
adaptations you need. There are many companies
specialising in providing accessible holidays. For
information and advice contact MND Connect 0808
802 6262.
·

Airport assistance can be pre-booked and
arranged free of charge. Someone can help you
from your taxi at the airport, at the check-in desk
to assist you with checking in your bags, escorting
you to the aircraft and helping you to board the
aircraft.

·

If you need prescribed feeds and fluid
supplements on the plane, they must have the
original label and original packaging given by a
pharmacy along with a doctor’s note to ensure
that they can be taken through security.

Steve, an accountant, said: “After I got over the initial
shock of being diagnosed I knew I wanted to spend the
rest of my time making memories with my family.

·

Make sure you get travel insurance. Many insurers
cover MND. For more advice contact MND
Connect.

“The only thing holding me back was the worry about
how my disease would progress by the time of the
holiday. However my desire to create memories was
stronger than my fear so off we went. We used the
airport’s disabled services and made sure to plan ahead
and pre-arrange restaurants and sights so everything we
did was accessible.”

·

Plan ahead and research restaurants, bars and
key places you want to visit. You may want to
make sure that your destination isn’t hilly and has
good accessibility.

·

Carry your wheelchair instructions manual with
you and read them before your trip.

In fact, Steve’s holiday in October went so well that he
went back to South Korea the following month with a
school friend who sponsored the return trip. During his 25
years working for a Hungerford-based automotive
software company Steve visited many exotic places
and Seoul was a firm favourite.

·

Airlines want to know the weight and dimensions
of mobility scooters and electric wheelchairs at
the time of booking.

·

An ‘airsafe’ plug can be bought to inhibit
powered wheelchairs on flights. This plugs into the
charging socket to immobilise the wheelchair
and is compatible with most models. It can
prevent costly damage, as security regulations
may result in wires being cut or removal of the
battery. Search for ‘airsafe wheelchair plug’
online.

“I’d love another trip there,” he said. “The highlight is the
food – it’s very spicy – and we were fortunate to go to
some nice restaurants and spend time with some nice
people. Sophie has been before but being older she
was really able to embrace it this time.”
For 18-year-old Sophie, who is studying for her A levels at
St Gabriel’s School, Newbury, it was an adventure she

Jane Gilbert

Reading and
West Berkshire

May
2017

8

Keep calm and support the Nervous Wrecks

Burghfield Sailing Club’s Nervous Wrecks will be making At the club Peter has been heavily involved moving from
to
Rear
Commodore,
facilitating
the
a big splash next month for two worthy causes close to Bosun
maintenance of the powerboats, assisting in the
their hearts.
creation of the latest training rooms and encouraging
The weekend event on June 3rd and 4th is set to be a the improvement of the club’s development. He has
battle of nerves between competitors racing on the also volunteered with Burghfield Sailability and
water at the club near Theale. For land lovers there is a supported the London 2012 Paralympics on the water.
light hearted social on the Saturday evening including
live bands, hog roast and many different types of beer Despite mobility problems Peter is still working as a
product manager with BT and has offers from Sailability
as well as a cake sale to tempt everyone on Sunday.
to get out on the water whenever he wants to.
Ellen Colvin and daughters Sophie and Kat, along with a
strong team of friends and volunteers, came up with the He said: “I think it’s fantastic that the girls are trying to do
novel idea to raise money for the MND Association’s something to raise funds for the MND Association.”
Reading and West Berkshire branch and Sailability - the
Nervous Wrecks is open to all whether you want to
charity providing boating regardless of disability.
compete, bob around the course or just have a few
The girls explained: ”In 2015 our dad, Peter Colvin, was beers in the evening.
diagnosed with Motor Neurone Disease. MND is a rapidly
progressing incurable disease which has massively “Get involved, sail, volunteer, or just donate! We’d love
to see you”, say the organisers.
impacted our lives.
“We’re running a sailing event as dad has been heavily For entry, social tickets and more information visit:
involved in sailing and Burghfield Sailing Club since www.nervouswrecks.org where all fees and donations
cycling 10 miles for after- school sailing in his teens.”
will be split 70%:30% between the MND Association
(Reading and West Berkshire) and Burghfield Sailability
Peter, aged 55, got involved with the club more recently by 31 July 2017.
through Kat, encouraging her from beginner to world
class standard. On the circuit he acted as Safety at Alternatively you can donate only to the branch at:
Optimist, RS Feva and 420 events, was a Mr. Fix It for both https://localgiving.org/charity/rwbmnd/
dinghies and RIBs and finally acted as Safety Lead for
Jane Gilbert
the GBR 420 Class Association.

Mary Dodds welcomes donations of unused
second class stamps - contact her on 0118 941
4956, by email to MaryDodds@mndrwb.org or see
stamp book on the left for postal address.
Alternatively give your stamps to any committee
member who will ensure they get to the correct
person.
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Car Boot Queen Lin Jenkins
writes . . .
My Annual Garden Sale proved a great success again
this year. It really is surprising how much “stock” you can
get into one small front garden!
I was lucky with the weather, with the rain holding off
until I started to clear away on the Sunday. The sun
certainly brought people out, - I was busy all day on
Friday and Saturday, with people turning up well before
the 10am start time. Several people brought items/boxes
to sell as well.
I heard some heart warming (and sad) stories by people
touched by MND. Several people did not want to buy
anything, but made a donation anyway. Apart from
making £305 the awareness opportunity was fantastic.
On top of that it proved to be a great community event
– normally lacking on this long and busy road!
I honestly think everyone else enjoyed it as much as me!
A huge thanks to everyone who supported me

Banksy beware!

Lin Jenkins
Yarn Bombing was on display on Whitchurch Bridge from

. . . and she gets herself
onto National TV

29th April - 14th May. I was totally blown away from what
I saw on the bridge, a most amazing display of
Needlework, Painting and Collage and knitted animals
that took over the toll bridge on the river Thames. I was
invited to take part in this but due to other commitments
was unable to do so. However, I did manage to knit a
scarecrow, pictured above, and donated this to the
Thames Path Together community on behalf of our
branch. Monies raised at this event will be divided
between a number of local charities, our branch
included.

Some of the knitted animals are being

auctioned and this can be viewed on line at
http://www.artcafe.co.uk/outside-events/
Lin, still knitting furiously, is captured on camera
when the BBC TV programme Flog It! was filmed
recently in Reading Town Hall

Mary Dodds

If you would like to receive newsletters by email please contact Val Pearson:
Valerie.a.pearson@btinternet.com
Please also contact Val if you know of anyone else who would like to receive a copy of the
newsletter by post or email

Reading and
West Berkshire

Thank you Holiday Inn Reading West, Bath

May
2017

Road, Padworth and Kall Kwik Printers,
Reading for your ongoing support.

CARERS’ SUPPORT GROUP

Dates for your diary:
Caversham Rock ‘n’ Ale

Jane Owen and Laura Witchalls (our two Specialist
Nurses) have organised another Carers’
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Saturday July 8th at Southview Avenue, from
6.30 - 11pm.

and

Cared For Support Group which will take place
at Sue Ryder Hospice, Joyce Grove, Nettlebed,
Oxon RG9 5DF on Thursday, 6th July from 2 – 4pm.

Chapel Row Fayre

Do come if you are able; you will receive a warm
welcome, as well as some rather good cake!

The branch will have a stall at this event
which is on Saturday August 26th, on The
Green, near The Bladebone Inn from 1pm.

Contact Joanna Knott for more details:
Tel: 0118 984 4495
Email: tjmknott@talk21.com

Stamps for the
MND Association
One of our members, 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 thus
providing an undamaged stamp
for the collector.
Jill collects ALL stamps - contact
her on 01635 868 834 or by email
to jmg1520@gmail.com

Branch
Contacts

Branch Contact

Chair
Margaret Moss
0118 9470871

Registered Charity No 294354

07760 854975

Treasurer
Ed Gryglaszewski

ReadingMND@hotmail.com

0118 9789069

Secretary
Val Pearson
0118 9789063

RCDA
Kathy Hymas

Events Coordinator

Newsletter
Mary Davidson
mary@rfdg.org.uk

Publicity
Jane Gilbert
0118 9714172

Website
Jan Williams
p-jbrown@msn.com

valerie.a.pearson@btinternet.com

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

