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Summer Tea Party - August 3rd
A new venue for our Summer Tea Party at Burghfield Sailing Club
attracted over forty guests! And what a lovely venue it was! The
sun shone, the breeze on the water meant the sailing boats and
wind surfers provided action to watch and colour to the view.
Our thanks to all at the club for the generous facility and for the
help afforded to the team. All this made for a happy and
successful afternoon; we were able to renew old friendships and
make new ones too!

After a scrumptious tea and lots of chat, several members were
brave enough to venture out on the water in a sailing or power
boat - both adapted and capable of taking anyone, with a
disability or wheelchairs, out on the water - what a treat!

If others fancy the idea Burghfield Sailing Club’s Sailability Group
meets every Thursday evening and its volunteers are dedicated
to bring boating to people with disabilities on equal terms.

Club Vice Commodore, Peter Colvin, who was diagnosed with
MND 15  months ago, is keen to encourage Sailability.

He said: “If anyone is interested in getting out on the water they
should give us a call or email Burghfieldsailing.org. It depends on
what people want to do and how outrageous they feel.”

The club welcomes wheelchair users and can crane them on a
boat to go sailing. It can cater for power wheelchairs and also
has a speedboat option for a trip around the 200-acre lake.

Father-of-two Peter, a lifelong sailor, had to sell his racing dinghy
when he lost the strength in his hands although he still enjoys
regularly getting on the water and was recently challenged by
a club member to get out there and see who was better!

For more details visit:

http://burghfieldsailability.org.uk

Margaret Moss

Heidi Fowler Brown, Margaret Moss and Anna
Brown who was celebrating her birthday

BSC vice commodore Peter Colvin prepares
to take Jane Gilbert, Betty Morrison and

Marian Hall for a spin around the lake

Richard Spencer, Netta Thorne, Jan
Gryglaszewska, Carol and Cliff Allen with

Alan Parry at the front

mailto:Burghfieldsailing.org
http://burghfieldsailability.org.uk
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Caversham rocked again for MND funds
Goodness, gracious, great rock ‘n’ ale! The popular
event was back for a third year in June raising a fantastic
£2,164 for the MND Association’s Reading and West
Berkshire branch.

Caversham Rock’n’Ale Festival was inspired by the
death in December, 2012, of mum-of-four Angela Fung,
a close family friend of the festival organisers. It was
started the following year firstly as a community event
raising money for the Association and has been
sponsored by the Parish of Our Lady and St Anne’s ever
since.

About 300 festival goers enjoyed the Summer evening
listening to the bands, and sampling various local ales
and hog roast at St Anne’s School playing fields in
Washington Road.

Branch chair Margaret Moss said: “A good time was had
by all. We distributed balloons – never seen so many
blown up by mouth so quickly – and gave wristbands to
all and sundry.”

All the organisers and bands – Jnc 6, Rigsby and Dino’s-
kindly gave their time free of charge so that the £4329
profit after costs could be split between the parish and
the Association.

Lin Jenkins, who attended with her family, said Graham’s
Hog Roast was, without doubt, the best she had ever
had. She was also delighted when one of her group won
first prize in the raffle and donated £20 of it to the
Association.

Jane Gilbert

Angela Fung’s husband Daniel and son Matteo
with (from left) Tony Moss, Jan Gryglaszewska,

grand-daughter Chloe Hawkins and branch chair
Margaret Moss

Over the past few weeks we have been working hard preparing for the 2016 Royal
County of Berkshire Show which takes place on the weekend of 17-18th
September. The gifts we will have on our tombola stall are all donated by you –
your continued support and generosity is totally amazing, thank you.

My thanks also to Paddy Lunn
(pictured) who has given up her
precious time in helping me put
together a lot of lovely goodies for
the show.

Please support our Reading and
West Berkshire Branch by stopping
for a chat at our stall. You will find
our stall number and avenue in the
Royal County of Berkshire Show
programme and as soon as we
have been notified of the location
it will be posted on our Facebook
page (MND Association Reading &
West Berkshire).

                     Mary Dodds

Royal County of Berkshire Show
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Marian’s magnificent money-spinner
A charity night in Hungerford has raised a fantastic
£2,750 for the MND Association.

The event at John O’Gaunt School on July 9th was
organised by Marian Hall and her partner Peter Stirland
of the Hungerford car dealership.

A delighted Marian said: “We are so pleased with the
result, it was a fun evening.”

The night, which included an auction, raffle, bar and
dancing to the Adam Winslet Band,  also raised a similar
amount for Spinal Research.

“We chose these two charities because my husband Bas
died from MND and Peter’s son David is quadriplegic
after a motocross accident more than 30 years ago,”
said Marian, who is pictured presenting a bumper
cheque to branch chair Margaret Moss. She is joined by
Betty Morrison, also of Hungerford, who helped on the
night.

Marian’s husband died in 2004 and, celebrating a
significant birthday this Summer,  she decided to raise
some funds for the branch which had given her so much
support.

She said: “The branch were so good , they sorted us out
with a super electric armchair for Bas to use which made
such a difference. They didn't really have much chance
to get to know him but after he died they were so
supportive to me.”

Marian managed to source an amazing array of ‘money
can’t buy’ items for the auction including a day with
Williams Formula 1 racing team, a hospitality day at
Reading FC, a signed football from Manchester United,
and British Touring Car Championship tickets.
There were also fabulous raffle prizes provided by local
shops and people in Hungerford.

“Everyone has been so generous,” she added.

Jane Gilbert

The West Berkshire Neurological Alliance (WBNA) is the
umbrella organisation for 27 neurological charities and
support groups in West Berkshire and, as such, has seats
on four NHS decision-making bodies.

It delivered a major Conference on Integrated Services
for Neurology earlier this year, which attracted over 70
delegates.

It organises Focus Groups on different topics, the latest
one being on ‘Caring for someone with a neurological
condition’, and the reports resulting from these Focus
Groups help to inform the work of the  local NHS Long
Term Conditions Board, the Neuro Steering Group and
the two Thames Valley equivalents on which the WBNA
represents the local neurological voluntary sector.

The WBNA also supports the very successful West
Berkshire Therapy Centre (now seeing over 200 clients a
week) and has provided 40 carer’s grants to needy
carers.

The organisation is financially sound and has a pro-
active Board of Trustees with a broad skill mix.

But to maintain and build on all this, there is a need to
strengthen the Trustee Team to keep up the impact of
the Alliance in the years ahead.

So the WBNA is seeking further capable Trustees who will
be active in researching and representing the needs of
the local neurological sector.

If you feel you are able, and would like to join and
strengthen the Team, then please contact John Holt,
Liaison Officer of the WBNA:

Johnmholtbsc@aol.com

Joanna Knott

Neurological Community Respiratory Physiotherapist

Marian Hall (centre) and Betty Morrison (left) present
cheque to branch chair Margaret Moss

mailto:Johnmholtbsc@aol.com
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John’s Antiques Roadshow trip

Supporter John Brearley shares the story of his
classic car journey when TV’s Antiques Roadshow
rolled into Reading this Summer.

The idea first came to me when I heard that an episode
of the popular   BBC series was being filmed on June 26th
at Caversham Park.  In the past, the introduction to the
programme had included presenter Fiona Bruce riding
in some form of transport including a vintage car.

As I live almost directly opposite the park’s main
entrance gate and I own what is known as a Post-
Vintage car of the 1930s - a 1934 Aston Martin- I thought
it might be an opportunity to offer it to the programme’s
producers and sent an email saying that the car was
freely available without charge if they were interested.

I had two replies; the first noting my comments and then
the second which asked for photographs, so I duly
forwarded these to Bristol and waited for any response.
It came in an invitation to meet the three producers at
the park on the Saturday evening with the car when
they expressed a serious interest and asked me to bring
it on the Sunday for 8am when I would be told what they
would like to do.

On arrival I was given a special place on the driveway

which faced the queues of people coming
in as a point of interest for them. I lost count
through the day of the number of
photographs taken and the questions asked
about the age, engineering, history, and,
more especially, how much it was worth, as
many thought it was there to be valued by
one of the experts. It was not, as it happens,
because the value is agreed by the
insurance company. Many people liked
sitting in the driving seat being
photographed, including a small boy in a
wheelchair who was disabled and had to be
lifted into the car. His father said that it had
made his day!

About half-way through the morning a
camera crew arrived closely followed by a
team and presenter Fiona Bruce herself. She
sat in the passenger seat with me beside her,
talked easily about the car and how much
she admired it; then more about its early life.
After about five minutes the cameraman
said he was ready to film and Fiona

explained that we would have to repeat our
conversation and not look at the camera.

We discussed the life the car probably had when it was
owned by two officers in the RAF during the Second
World War and how it could have been part of the
whole scene on an active base before she agreed to a
short drive round the grounds after filming ended. At one
stage I caught a glimpse of a very large crowd watching
the scene but the way in which Fiona conducted the
interview dispelled any nervousness I might have felt.

Later that afternoon I was able to visit the Antiques
Roadshow valuations and see for myself how the filming
was done. Then, after meeting Fiona Bruce again, I took
her for a special drive in the BBC grounds as she had said
how much she loved the old cars.

Seeing her now on television reading the news and
doing her interviews it seems quite strange to think, that
for a few brief moments on that Sunday in June, she was
actually sitting in my old car. It was a long day before it
was all over, but that interview made it all worthwhile !

If, in the future, the car would be of interest to the
branch, I would be delighted to help and bring it to any
meeting you choose. No need to ask, just let me
know……!!
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Two more respiratory aids gifted
Tireless fundraising by a Reading family has helped the
branch to give two more machines to the Royal
Berkshire Hospital for use by people with respiratory
problems.

Lin Jenkins, from Overdown Road, Tilehurst, is out every
weekend with relatives raising money for the MND
Association which supports her inspirational brother-in-
law Alec Jenkins from Newbury.

She and her husband Paul
have raised thousands of
pounds in the last three
years and wanted their
hard-earned cash to go
towards two more “cough
assist” machines costing a
total of £6k

Lin said: “When Alec was
first diagnosed, like most
people, we fell apart.
When we saw how brave
he was we took our cue
from him and we have
turned his illness in our
family from a negative
experience into a positive
one.

“I try to be out every weekend selling items at fetes and
car boot sales. With my husband Paul and son Ross
doing sponsored walks and runs it has become a family
business almost. Our extended family donates items,
money and help where they can.”

Two years ago the charity’s Reading and West Berkshire
branch presented four cough assist machines to the RBH
after an appeal for donations towards the £12k cost.

The appeal was launched after respiratory consultant Dr
Chris Davies revealed there was only one device
available for use in his department.

Since then the donated devices have been put to good
use helping to relieve the secretions caused by MND
and other chest conditions making people feel much
more comfortable.

They are based at the Royal Berkshire Hospital and will
be available for people to
use at home. The
Association hopes they
will make a difference to
the life expectancy of
some people affected by
MND and prevent
distressing hospital
admissions.

Branch publicity officer
Jane Gilbert said: “We are
hoping to prime pump
these into the health
service so it can see the
benefits for people faced
with respiratory failure and
distress.

“This is a good example of collaborative working
between two organisations to improve the quality of life
for people in Berkshire who are living with MND – a
devastating neurological condition with no known cure.”

Jane Gilbert

Obituary - Joyce Iles (1926 - 2016)

Joyce's husband died of MND in the days when not a lot was known about the disease. There was no
association to provide information and no local branch to be able to meet people who were going
through similar things. Joyce wrote to America and received leaflets back from them. When my mother was
diagnosed with MND we contacted Joyce and she gave us lots of practical information about coping with
the disease.   Dr. Hyman, who was the neurologist at the Royal Berkshire Hospital at the time, helped to
organise a public meeting at Battle Hospital and so the local Reading and West Berkshire branch of the
MND Association was formed. Joyce was always a behind-the-scenes worker but whether collecting in the
town centre, selling raffle tickets or manning our fund raising/information stall Joyce would always be there.
She will be greatly missed by all in the branch who knew her.

Phillip Adams

The Jenkins family and branch volunteers at the hand-
over to Dr Grace Robinson (2nd from right) at the

Royal Berkshire Hospital respiratory clinic
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Pride of Reading: Nominee Mary’s passion and enthusiasm is
still infectious after nearly 30 years

A volunteer who still works tirelessly for the branch she
helped set up nearly 30 years ago has been nominated
for a Pride of Reading Award.

Mary Dodds, 65, could be crowned this year’s
Community Champion after being put forward by
supporter Andrew Wall, also from West Reading.

Mr Wall said: “Mary help set up the local branch of the
MND Association nearly 30 years ago and is still
volunteering with the branch to this day.

“I am nominating Mary as she has such passion and
infectious enthusiasm for the charity and has a knack of
getting people involved.”

Mary was inspired by her first husband, Derek Prior, who
lost his battle with motor neurone disease in 1990.

 “Totally stunned” at being told of her Pride of Reading
nomination, Mary said she felt “very honoured”.

“I’m humbled that Andrew thought so much of me that
he put my name forward for this award,” she added.

Speaking about her husband’s death, she said: “It was a
desperately sad time for me and my young daughters,
but I wanted to do something positive to help others
facing our situation. There was so little support for families
affected by motor neurone disease in those early days.”

Mary was one of four people who set up the Reading
and West Berkshire branch of the MND Association in
March 1987.

She said: “Derek, who was suffering from this dreadful
disease, helped in many ways to set up this branch. He
put himself forward and raised awareness of MND and
his attitude was always ‘there was someone worse off
than he was’.

“Derek sadly lost his battle to this disease in May 1990.
After his death, I continued supporting the branch which
has gone from strength to strength being run by a
committed team of volunteers and is recognised as one
of the top branches in Great Britain.”

Mary is now supported by husband Barry Dodds who is a
regular helper at branch events and drop-in meetings
.
On what makes her most proud of her volunteering work
Mary told online news site Get Reading: “Raising
awareness on our stand at the Royal County of Berkshire
Show, helping to organise our Christmas and summer
tea parties, and regular drop-in events for people living
with this devastating life-limiting condition and their
carers.  I’m also proud of spreading the word about
motor neurone disease on social media and sharing the
stories about our amazing fundraisers.

“It’s great to be part of a fantastic team that helps
people living with MND and their families to make sure
they get the support and care they need.

“My dearest wish is that one day they will find a cure for
this dreadful disease, and when that day comes we will
know that the work of the MND Association and its many
volunteers has not been in vain.”

And on what she enjoys the most about volunteering at
the charity, she said: “I love meeting people when I am
out helping at events, and feeling that we are making a
difference to people’s quality of life.

“I try to talk to the right people to get things completed
for the charity and to get the best out of people to get
things done. I help to make sure our funds raised by
supporters are available for those in need.”

Mary, is especially proud of Derek for being awarded the
then Reading Evening Post's New Year Honours award in
1989.

Nominations for this year’s Pride of Reading Awards
close on September 12th.

Jane Gilbert

Mary Dodds pictured with Andrew Wall who has
nominated her for this prestigious award
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Fawley Hill Vintage Steam Event
Lord & Lady McAlpine played host/organiser for this
wonderful three day event  when steam enthusiasts from
the South of England gathered at Fawley Hill.

Although the event has run for many years this was the
first time it was opened to the public on the Friday, and
proved rather quiet.

However all that changed in the evening when the
concert started in a circus Big Top. Tickets were £100
each, including drinks and canapes on arrival, plus a
beautiful buffet later on. Profits from this event went to
the MND Association.

 The guests certainly arrived in their Sunday best, and all
looked very smart.   Lady McAlpine was resplendent in
her black leather leggings and pillarbox red hair! (Yours
truly was “working” and in her MND Association T-shirt!)

The evening started off with 4 ex MPs who have formed
a band to raise money for charity and continued with
tribute acts for Elvis and Elton John.

Saturday was busier, but cold and overcast. It was not
enough to stop the Spitfire doing a lovely aerial display.
Also, on all 3 days we had dogfights between 2 tri-

planes.  Mid afternoon we had heavy rain, so I packed
up and went early.

Sunday started off with beautiful sunshine, which helped
to dry some of the mud from yesterday – heavy traction
engines, steam engines, army vehicles etc with heavy
rain, are not a good mix!

The day was going very well, with the Red Devils
parachuting in, before being introduced to Prince
Michael of Kent.

But at about 3pm we had rain of monsoon proportions.
People started to pack up, ready to leave, but the one
gate had now turned into a quagmire.  (Luckily the
general public were able to exit from their car park).  I
realised I was not going to get my tent and stock out, so
l Ieft it there for another night, going back for it on
Monday.  Getting my car through that mud is not an
experience I am likely to forget!

Would I do it again .....?    You bet!    I loved it!    All my
favourite things in one show.   Judy (Lady McAlpine) is an
absolute sweety, and everyone who knows her loves
her.   Well done Judy!

Lin Jenkins

Item to borrow
We have a chair raiser to lend out.  This can be useful
if staying away from home where no Riser/Recliner
chair is available. Please contact  Joanna Knott for
further details: 0118 984 4495 or email:
tjmknott@alk21.com

Items for sale
Two leather-covered Riser/Recliner Chairs are being
offered in return for a donation to the MND
Association.  For further details, please contact
Wendy Westwell   Tel: 07407 347444

Knitting Mad!
Last year, Mary Dodds decided to extend her knitting
hobby to make some toys, which she hoped could help
raise a few pounds for her local Reading & West
Berkshire branch of the MND Association.

Every spare moment was spent knitting….even at dinner
parties!

Before what turned into a few…
…developed into one big knitted family!

The hours upon hours of time, miles upon miles of wool
and maybe some sore fingers, resulted in this amazing
knitted family. From clowns and scarecrows, to
snowmen and reindeer.

Mary was initially intending to use these as raffle prizes
but their popularity and the encouragement of her
family led to some great sales work and…

… this amazing effort has now raised a total of £880.

There are still a few toys available, snap yours up quick!
To receive a price list & photos of those available, please
contact Mary at MaryDodds@mndrwb.org

mailto:tjmknott@alk21.com
mailto:MaryDodds@mndrwb.org
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My para jump with plucky pensioner Keith Hood
                                         By Scruffy the Bear

Our friend Graham Hodges, of
Thatcham, had MND and 13 years
ago Keith and I did a para jump to
raise funds for him and the MND
Association.

Since he died we have moved to
Norfolk; another friend here has MND
so we have just made another leap
in the skies and raised nearly £2K to
be split between Reading and West
Berkshire and Norwich and Waveney
branches.

It was perfect weather for the jump,
clear and bright. We (Keith Hood
and me) went up for our tandem
jump to 16,000 feet. That's three and
a half miles!  It takes about 20
minutes to get that high but only 8
minutes to come down! So it's very
exciting!

So we were OUT of the plane and
falling - free fall for 8000 feet and  at
125 mph, that's why it's so exciting!
Very exciting!

Then the parachute opens and Keith
has control so we can circle and
take in the views as we float down.
Here in Norfolk we can see Kings
Lynn, the M25, half of
Cambridgeshire and out to sea. We
can see the oil rigs in the sea and
halfway to Holland. On our first jump
in 2003 in Oxfordshire we could see
five counties only.

So, after eight minutes we land; no
damage, no broken bones but vital
funds raised to help the work of two
Association branches.

Margaret Moss

Epic golf day tees up research cash

“What a long day it was ...all for a good cause though”, declared
Carol Harrison after husband George’s epic day’s golf.

He and two pals managed to nail their massive 72-hole challenge
on June 21st in memory of his beloved step-dad Ronald Morrison
from Hungerford, who died of MND in May last year.

George, from Manton, Wiltshire, was determined to raise money
for research to help the MND Association find a cure or life-
extending treatment and hopes to reach his £500 target.

His challenge was to play four rounds at four different courses – all
in one day

Carol said:” The boys teed off at 6am.after a 4am alarm call. The
weather was kind not too hot, not too cold. and not wet thank
goodness.   We had all gathered at Deanwood golf course near
Newbury to see them come in on their 72nd hole.....and a finish
time of 8.37pm.”

Our picture shows the Harrisons’ one-year-old black Labrador at
the event dressed in an MND Tee shirt to match his name - Blue!

To help George reach his target visit:

www.justgiving.com/fundraising/inmemoryofronaldmorrison

Jane Gilbert

www.justgiving.com/fundraising/inmemoryofronaldmorrison
www.justgiving.com/fundraising/inmemoryofronaldmorrison
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Colin Moss who used to be an
Association Visitor in the Reading
and West Berkshire branch of the
MND Association was recently
featured in an article in the Swindon
Advertiser. An abridged version
follows.
To read the full story please see
http://www.swindonadvertiser.co.uk
/news/14627725.I_am_dreading_wh
at_lies_ahead/?ref=erec

He may struggle to communicate
but former semi-pro footballer Colin
Moss, 65, won’t let motor neurone
disease silence him. Here, he opens
up about his daily battle for
independence and dignity.

I remember looking into a mirror and
thinking, ‘I look OK and I am not
ready to die yet’.

I will always remember too, what my
brother Alan said to me when I first
told him I had MND and there was no
cure: ‘One day they will find a cure;
you just need to make sure you are
still here when they do!’

Whilst I have gained much
experience of MND and suffered
most of the effects, I am not a typical
case - I have had much slower
progression than average. I was
diagnosed in January 2002; which
means I am one of only
approximately 10 per cent who have
survived beyond 10 years.

Before MND, I was very fit and a keen
sportsman. I played semi-pro football
for Andover and as an amateur for
Devizes Town, Chippenham Town
and Wiltshire. I finally retired from
football at the age of 48, less than
three years before I was diagnosed
with MND.

The first indication that all was not
well was when I noticed very slight
co-ordination problems. I tended to
drag my foot a little and had
difficulty running. I also realised I had
lost the ability to sing in tune.

A few months later I noticed
fasciculations in my legs and went to
my GP. He referred me to a
neurologist who said he was
concerned that I may have
something that he wouldn’t be able
to treat. He arranged an MRI scan
and EMG tests and about a week
later gave me the news that I had
MND.

I suffered from fasciculations, muscle
cramps and areas of muscle atrophy
very early on. I had several falls but
thankfully no broken bones and I
gradually became more adept at
falling without hurting myself.

Within two years I needed a foot
brace and started using a walking
stick. I also suddenly lost the ability to
lift my right arm above my waist.

For about 15 months after diagnosis I
managed to continue my work as a
project leader of a mechanical
design team but after that I was no
longer able to work.

By 2007, I was no longer able to walk
safely using a stick and had to use a
rollator. The only way I could climb
stairs by 2008 was to crawl up on all
fours.

Fortunately for me I met my present
partner Shan and we moved back to
Swindon, in 2010. We had to install a
stair lift and various other aids. With
the help of the MND Association we
also replaced the toilet seat in our
cloakroom with a bio bidet to help
maintain my independence and
dignity.

By 2012, I started to struggle
breathing which led to a few panic
attacks.

In summer of 2013 I had a PEG
feeding tube fitted as my swallowing
had worsened.

MND has affected the part of my
brain that controls my emotions
which can lead to mixed or
excessive emotions - laughing or
crying inappropriately.

My mobility continues to decline very
slowly but surely. I now use a power
wheelchair all the time, although I
am still able to transfer and shower
independently.

Whilst I accept there is nothing I can
do once the signals to the muscles
are lost, I work on the basis that the
stronger I can keep my healthy
muscles the better I can overcome
the weak ones.

But over the years I have become
increasingly frustrated by my
physical decline and my inability to
do the things I once enjoyed such as
playing football, golf, tennis and
snooker or even just walking through
the countryside or swimming. I used
to love looking after my classic cars,
gardening, decorating and DIY but
now it really irks me that I need to
pay other people to do jobs I used to
enjoy doing myself.

MND has taught me to make the
most of every day and appreciate
life more.

Despite my frustrations, I still enjoy a
quality of life - although if I lose all my
independence, lose my speech
completely or  my breathing
deteriorates further, this will change.
I try to put these thoughts to the back
of my mind.

Colin’s classic car won the best
saloon category at the National

Sunbeam Talbot Register rally

http://www.swindonadvertiser.co.uk/news/14627725.I_am_dreading_what_lies_ahead/?ref=erec
http://www.swindonadvertiser.co.uk/news/14627725.I_am_dreading_what_lies_ahead/?ref=erec
http://www.swindonadvertiser.co.uk/news/14627725.I_am_dreading_what_lies_ahead/?ref=erec
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Holidays for the disabled
If you are disabled &/or - like me - you get around in a wheelchair you’ve no doubt stayed in
disabled/wheelchair ‘friendly’ accommodation which has proven to be anything but friendly,
having been designed by someone who is obviously able-bodied, with no reference to a
wheelchair user. My wife - whose name continues to elude me - and I have stayed in caravans,
lodges, cottages etc (we like to go self-catering) all of which claimed to be adapted for someone
who is disabled &/or in a wheelchair, all of which have been disappointing in at least one - and
quite often several - areas. We have had accommodation where there was no room to get a
wheelchair or rollator round the bed; bathrooms/wet rooms where the toilet has a grab rail on one
side only; where the shower has either no seat or a very low fixed seat (just right for one of Snow
White’s vertically challenged miners); where the lounge only has very low chairs with no way of
pulling yourself up, etc etc.

This year we decided to ‘bite-the-bullet’ and pay a bit extra for a special accommodation
designed for the disabled. We contacted an organisation called  Disabled Holidays
(disabledholidays.com; Tel: 01457 833 444) who - like  Hoseason, for example, - act as
agents for a whole range of holiday destinations both in the UK and abroad, as well as
cruises - all apparently suitable for the disabled. We recently returned from our first holiday
booked through them. We stayed in a place called Bardown Farm, Stonegate, near
Wadhurst - about 20 miles north of Hastings in West Sussex. When I realised that we were
staying on a farm in The Calf Shed I dug out my bib overalls, got the shot gun from the attic,
bought a coonhound called Old Blue and boiled up a jug of Moonshine - all for nothing as
it turned out!!

There is nothing basic about the Calf Shed, having
been converted to a very high standard. It
comprises a large lounge/diner/kitchen in the
middle - with picture windows all along the front -
and a bedroom at each end, each with an en-suite
bathroom. The kitchen is fully accessible with
lowered hob and sink, and the whole place has
completely level access. The lounge area has
comfortable seating, including a riser/recliner.
Bedroom 1 has 1 single and 1 profiling bed, whilst
the adjoining wet room is fitted out to a standard
which has helped to earn the property the top
Access Exceptional rating, it includes a remote
on/off switch for the shower. Bedroom 2 has 2 single
beds which can be linked to make a double. There is a hoist available plus many other aids. The property has oak
floors throughout - apart from  the bathrooms, of  course - plus oak  beams and doors. Even the door latches are
oak!!

Outside there is a private fenced-in garden, laid mainly to lawn. There is a games room for
kids and a warm outdoors pool. The hoist can be used for access to the pool. The whole site
only has 3 holiday properties, so, if you don’t look as good in a bathing costume as I clearly
do, as you can see in this photo, chances are you can use it without being observed. What
do you mean, that’s not my body??

The Calf Shed, or either of the other 2 holiday properties on Bardown Farm, may be booked
through Disabled Holidays or direct with a lovely lady named Alison Gant
(www.bardownfarm.co.uk  Tel: 01580200452 or  07812115067). If you do book direct do let
Alison know that you saw this article. I’m not saying you’ll get a discount, and I’m not on
commission with her!!

Don’t forget that there are different levels of disabled adaptions. Make sure that any holiday is right for you before
booking.

Alec Jenkins

Me outside The Calf Shed

http://disabledholidays.com
www.bardownfarm.co.uk
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Helen Findlay’s blog
Helen Findlay, from Thatcham, who
tweets for the branch, has been busy
writing and campaigning about
palliative care. This is an excerpt
from her blog on the Marie Curie
website.

Helen Findlay’s father James died of
motor neurone disease (MND) in
December 2005, without the high-
quality palliative care and support
that we believe is everybody’s right.
Helen now does all she can to
promote improvements in end of life
care, including through the Marie
Curie Expert Voices Group.

“Dad grew up in the Scottish
Lowlands in the 1920s and 30s, which
was tough. Aged 19, he
joined the RAF and
became a Lancaster pilot.
A lot of his friends didn’t
make it, while he looked
death in the face each
time he flew out.

“He met my mother, who
was in the Women’s
Auxiliary Air Force, when
he was based in England
and, after the war, they
concentrated on family,
working hard and getting
a house.

“My mother developed dementia in
her late 70s and my father became
her main support. Then, about eight
years later, my father was obviously
deteriorating. He was eventually
diagnosed with MND and passed
away after about seven weeks,
which was an enormous shock. Not
only to us, but also to the medical
professionals who were supposed to
be experts.

“The consultant didn’t take the
trouble to explain the diagnosis and
Dad couldn’t hear properly. He
didn’t realise he had a terminal illness
– he thought it was something he
could get over. Things were

promised, then nothing happened,
and my father deteriorated rapidly.
My mother’s home carers could see
my father was getting worse – we all
could – but the consultant’s team
just didn’t get it. Their tramline
thinking was that he had two years
and we were just being hysterical
after the diagnosis.

“Everything was too late in catching
up.“A month before Dad died,
having always vowed he’d never go
into a nursing home, he agreed so he
could be with Mum, as we just
couldn’t get the care for both at
home. As long as my mum was with
my dad, she didn’t mind.

“They were together a couple of
weeks before the doctors decided
Dad should go into hospital and
have a PEG feeding tube. But what
he really wanted – and tried to say –
was a hospice, as he knew he was
getting worse and his voice had
gone. I’ve learned that hospital is the
wrong place at that stage. There’s
nothing you can do because MND’s
got such a grip. If he’d been in a
hospice he would’ve had the right
treatment.

“When he was admitted to hospital,
he was left on a trolley, flat on his
back and unable to breathe. Then
he got put on a general ward, which
didn’t have links with a palliative

care nurse and it’s then you realise
nobody’s talking to each other.

“Four days before my dad died, a
palliative care nurse was touring
around, so my sister flew down the
corridor to her. The nurse hadn’t
been told Dad was that bad – even
though he’d been in hospital 10 days.

“In those final four days, you could
see the difference she could make
by talking to nurses, doctors, Dad,
and us – which nobody else had"
done. She talked about what was
happening, what we could do and
that a hospice was the right place,
but by then my dad was too ill to be
moved. At least her input got him a

side room, which he
should have had days
before.

“I’m not sure I’m over
the shock, not only
because of what the
disease did to him, but
the way he was
sometimes mishandled
and the lack of
common sense. Even at
the end, they sedated
him without telling me,
so I didn’t get to look
him in the eyes and say
‘I’m here’.

“Two or three months after he died, I
felt something building and I could
either internalise it and destroy
myself, or do something. We
produced The Findlay Report to
make recommendations to the
people involved in his care, but it’s
since been supported by the MND
Association and gone round the
globe over the past 10 years.

“I want to make a difference
because my dad put his life on the
line and then, when he needed
help, it was found wanting. I’ve
managed to turn that anger into a
positive and not be eaten up by it.”
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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

mailto:Valerie.a.pearson@btinternet.com
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We never lose hope. We strive to find a cure for MND and
to support everyone affected by this devastating diseaseRegistered Charity No 294354

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

Events Coordinator
Gill Selby

Newsletter
Mary Davidson
mary@rfdg.org.uk

Secretary
Val Pearson
0118 9789063
valerie.a.pearson@btinternet.com

RCDA

Kathy Hymas

Publicity
Jane Gilbert
0118 9714172

Website
Jan Williams
p-jbrown@msn.com
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The fayre takes place on the green, opposite the BladeBone pub,
Chapel Row, Bucklebury and provides a great family day out as well as
raising money for local charities.

The organisers are looking forward to another fantastic day raising
money for some excellent causes. This year they are supporting
Alexander Devine Children's Hospice, West Berkshire Mencap,
Macmillan Cancer Support and Motor Neurone Disease Association.

Among this year's attractions, there is the return of the ever
popular sheep racing. A full programme will include the Dog Show, Craft
Tent, Fun Fair, Bouncy Castles, Graham's fabulous Hog Roast, Tombolas,
Raffles and many more displays and stalls. There will also be a Children's
Fancy Dress Competition - all entrants welcome!

Refreshments include Beer Tent, Tea Tent, Dave the Ice Cream Man and
Burger Tent.

“Entrance to the fayre and parking are both free  so why not come
along, bring the family, enjoy a cracking afternoon out and help us raise
loads of money for some really worthwhile local causes”, say the
organisers.

The fayre takes place on the Chapel Row green by kind permission of Mr
& Mrs Willie Hartley Russell.

Saturday 27th August (starts at 1pm)

Save the date!
Do come and support us at the Hungerford Christmas Fair on Friday,
October 28th and Saturday, October 29th from 10am-4pm in the town
hall.

The fair supports AMREF Health Africa with ten per cent of all sales and
the Association will benefit from the proceeds of the entry fee and the
raffle.

This means we will be manning the door on both days and selling raffle
tickets so please contact branch secretary Valerie Pearson if you can
join our team of helpers for a shift. It’s an ideal opportunity to start your
Christmas shopping too!

Fundraiser Lin Jenkins' needles
are busy clicking away as she
tries to keep up with demand for
knitted Pokémon Go balls.

She has been selling the latest
smartphone game craze balls
at £1.50 a time to boost her
fundraising for the Association.

Go Lin!

Come along and
meet your friends at the

Art Cafe
The Old Stables

Whitchurch
RG8 7DF

for tea and cake on
Saturday 8 October

10.00 - 12.30.


