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It has been another busy year for fundraising
as you will see in the following pages. Thank
you to everyone who has supported the
Branch.
The Association is in the process of moving the
National Office (this should happen in
November) and continues to promote the
“Scrap 6 months” campaign and has recently
produced a report “Act to Adapt” which
highlights the challenges people with MND
face when it comes to living independently
and safely in their own homes.
Research continues and half of the money
raised from the 40 4 40 tubes will be given to
research projects. Regarding the tubes, if you
have one and would like it collected please
give it to a member of the branch or call me
07840880864.
We shall also be welcoming Sally Light the
MNDA Chief Executive who will speak at our
AGM in March.
Thanking you all for your continued support.
Michele Hardy
Branch Chair
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Event Features
WALK TO D’FEET – SUNDAY 20TH MAY
On Sunday this we saw 40+ people participate in a 10 mile sponsored walk.
It was perfect walking weather as we left Ferndown Forest Golf Club, heading out on a 10
mile route of the Castleman Trailway, finishing in the grounds of Upton House. A comfort
break at the Willett Arms, Wimborne saw a few more people join us for the final 4 miles.
Upon reaching Upton House we were greeted with cheers from friends and family and
delicious homemade cakes courtesy of our volunteers. Thankfully all picnics were
finished and the gazebo was down before the weather took a severe turn for the worse.
Thank you to all the walkers and supporters who helped make this a very enjoyable
event.

CATERPILLAR EMPLOYEES TACKLE 5K BOURNEMOUTH RUN
On Saturday 1st June, under the blue skies and
sunshine of Bournemouth 23 employees from
Caterpillar Marine Power UK Ltd in Wimborne,
along with partners and friends took on
Bournemouth’s inflatable 5k run. Known from
here on as the Inflatapillars!
Along the 5k run there were 15 inflatable
obstacles to tackle, this was no mean feat and
all to raise money for MND. “MND is our
chosen charity for the next two years,” comments Jude Castell customer services
representative and charity coordinator at Caterpillar Marine Power UK Ltd. “Motor
Neurone Disease took the life of a colleagues father so we understand firsthand what this
rapidly progressing terrible disease is capable of and the effect it has on family and
friends. Knowing that we were raising money for such a wonderful cause kept the
Inflatapillars pushing right to the finish line.”
Caterpillar Marine Power UK Ltd is organising and taking part in several events over the
next two years, to raise money for MND East Dorset and New Forest.
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To donate: https://www.justgiving.com/fundraising/inflatapillars

We are grateful to the Caterpillar Marine Group who are sponsoring
our Branch of the MND as their charity for 2019 -2020.
DORSET CREAM TEAS WEEKEND
This was our second year in The Old School at Sturminster Marshall and, unlike last year, we
didn't clash with the Mens' Wimbledon final or the football World Cup final!
As soon as the doors opened at 2.30pm our first
guests arrived and were soon tucking into the
tempting array of homemade cakes & cream
teas, all served by waitresses who definitely have
a lot to learn about serving at table! The
customers, who were very patient with the
novice servers, were also very generous with their
comments, buying raffle tickets, playing the
tombola and buying plants & books.
The weather was very kind to us on the Saturday
with some teas being taken outside in the sunshine. However, the Sunday weather wasn't
quite so good, although we still had a good number of people in buying cream teas and
cakes to take home.
The icing on the cake (sorry - couldn't resist) was
that, after the donation for the use of the hall and
equipment, we raised £725 for the branch, £200
more than 2018. Moral of the tale - avoid major
sporting dates!
Our grateful thanks to The Mackrell Trust, the owners
of the hall, for allowing us a second bite of the
cherry.'
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SUMMER OUTING AT THE NORTH HAVEN YACHT CLUB
What a fabulous day!
On Thursday 27 June, 37 MND warriors, their family, friends
and MNDA volunteers enjoyed our annual summer outing at
the North Haven Yacht
Club. The weather blessed us with a beautiful blue sky
and glorious sunshine.
The yacht club provided stunning views from their
decked terraces across Poole Harbour towards the
enchanting Brownsea Island.
We sat and chatted over coffee whilst taking in the
picturesque scene. Boats bobbed, the sea sparkled and
new friends were made.
A delicious fish and chip lunch was provided courtesy of the Rick Stein Sandbanks
Restaurant, accompanied by minty peas, homemade mushy peas and tartar sauce. Not
a soggy newspaper in sight - this was a top end restaurant quality lunch!
Their lovely staff served our tables with smiling faces and couldn’t do enough for us.
The helpers from the NHYC were very
welcoming and made sure we had
everything we needed. They have even
invited us back next year, so we must have been well behaved
guests!
After a summer berry pudding, the hugely talented Matt Black
Piano Man entertained us all for an hour of song, laughter and
amazing tunes. He travelled all the way from a small village in the Blackmore Vale to see
us and provided his time for free. What a superstar!
Best of all though, it was lovely to meet those of you who were joining us for the first time.
We hope you enjoyed yourselves as much as we all did.
Please stay in touch. We look forward to seeing you again at one of our coffee mornings
or future social events soon. They are planned especially for local people with MND and
their families - you will be made most welcome!
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QUIZ NIGHT
100 people attending made for a lively quiz
night at the Bournemouth Electric Club on
March 30th. Thanks go to Andy was an amazing
quizmaster despite this being his debut
performance and Herbies at Parley for great
value fish and chips.
Velvet Underpants were the victorious team and
put their success down to knowing what Blakeys
Skegs are.
There were raffle prizes aplenty and the evening made £764 profit.
The Dorset Federation of Townswomen's Guilds has presented the Doreen Samuels Award
to Liz Oliver for services to the local community. Liz has been a member of Parkstone
Evening TG for a number of years.

A day out at Wimborne
'The day started early in bright sunshine. Liz, Martin, Julie, Bob, Melanie & Sandra setting up
the colourful stall with toys and kid's lucky bags plus a raffle for tickets donated by Farmer
Palmer's. Melanie has been very successful writing to local attractions and several have
replied with family tickets for us to use to raise funds.
We watched the black clouds coming our way and managed to cover everything just in
time. This happened 3 or 4 times so we were well practiced. The team got rather wet but
the stall stayed dry and there was brilliant sunshine between the downpours.
John T joined us and enjoyed selling the orange & blue bags (that Melanie & Liz had
previously numbered and filled with soft toys, books, games etc) to the children. Val, Ron
and Dawn came along as Julie and Bob were moving on to another event so the stall
was well manned all day and we had as always a very pleasant day. The Minster folk
come round every hour to collect our takings, count it and eventually send a cheque to
the treasurer.
At the end of the day there was only one kiddy bag left. John was determined to sell out
so he bought it and gave it to a surprised passing child.
On the way home some of us indulged in a well-deserved meal - we were exhausted &
still had to unload the cars at the storage garage and dry out the plastic sheets. It's
always a Feel Good day at Wimborne, helping raise money and promote awareness but
also a long & tiring one. Must be getting old!
And £396.00 raised
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If you or anyone in your family is living with MND or have had
friends or family members with MND in the past then you are invited
to join us for our “Get Togethers” on the following dates in 2019.
Come and share with each other in
a friendly relaxed atmosphere 10.30 - 12.00
October 31st

Barton on Sea

November 28th

The Spire Poole

December 12th

Barton on Sea

Barton on Sea Methodist Church Hall BH25 7PA (on
the corner of Sea Road and Cliffe Road)
Grove Hotel Bournemouth BH1 3AU (Grove Road just
off St. Peter’s roundabout)
The Spire Poole High Street, Poole, BH15 1DF
(Methodist Church)
For more details ring 01202780071 or 01425480969
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OUR GRANDADS ARE VERY SPECIAL
On a sunny Saturday in June, 6 yr old Freddie Green held a home-made cake and toy sale
on Southbourne beach and raised £56.78.

Children at St. Walburgas School sold their phone cases and biscuits at the Sowing the seed
sale raising money for MND

'Thank you to our lovely children who are showing the love they
have for their Grandads.'

The Motor Neurone Disease Association - Registered Charity No: 294354

REPORT OF THE ANNUAL GENERAL MEETING – MARCH 2019
GLASGOW SYMPOSIUM by Sharon Owens and Ali Lycett
Feedback from the 29th International Symposium, Glasgow, December2018. Sharon
(Speech and Language Therapist) began the presentation declaring it was an enormous
event attended by 1300 people from all over the world. There were 90 presentations to
choose from, 500 posters to view. Long days, but they came away feeling fortunate that
we already have many things in place, not available in other countries. Brian Dickie our
Head of Research was awarded the global alliance Humanitarian award.
MND Scotland – Nicola Sturgeon has agreed funding £700k per year to help support
PLWMND in Scotland. Research they are doing is being fed down the line to us. Remote
monitoring is taking place so PLWMND do not have to travel vast distances to clinics to
take part in research. Sharon was very enthusiastic about being given the opportunity to
attend the event, and thanked the branch for their support.
Ali (physiotherapist) – Spoke about what motivates staff to help PLWMND to make life
better. Ali spoke of inspiratory muscle training, and the timing of non-invasive ventilation
being crucial. The importance of being aware how overwhelming the overlap of all the
health care professionals can be to a PLWMND – the need to do more joint sessions. Also
support of carers is vital (caring average 88 hours per week).
Jane Martin’s presentation was given by Ali and Sharon - Jane unable to attend as
planned due to an unexpected emergency at home. Jane felt her main message from
the symposium was “Listen”. We need support for the children of families living with a
PLWMND, and we need to build UK networks to support families.
Jane had presented a talk at the symposium on the importance of staff training, for
discussions, decisions and practical management at the Macmillan Unit.
Thanks was given to ED&NF MNDA for the financial support made available to enable
staff from the Macmillan Unit to attend the symposium.
VOICE BANKING UPDATE by Sharon Owens
27 people across Dorset have been offered the opportunity to bank their voice, since
November 2017. Feedback has been overwhelming positive. The SALT team are
committed to embedding it into the care pathway. A bid has been put to the Trust and
commissioners for funding a full time permanent SALT for voice banking. Technology is
developing all the time, and voice banking process is becoming much quicker. ED&NF
MNDA have agreed further funding to Sep 2019.
In January 2019, the team were the winners of a Dorset Healthcare Trusts Quality
Innovation Award. “Looking out for Improvements”.
PRESENTATION BY DR Brian Dickie
Dr Brian Dickie (Head of Research MNDA) gave a very informative presentation on how
funding on projects was being used. As at 31/12/2018 the Research grants portfolio was
£16m, funding 90 projects. The first International Symposium was held 29 years ago and
attended by 44 delegates. This year 1300 delegates from all over the world attended.
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£5m from the Ice bucket challenge has gone on Research into understanding the causes
of MND, developing lab models, identifying bio markers and clinical trials. Research
studies on genes and environmental factors show usually 6 steps to a diagnosis of MND.
The Project MIND was founded in Holland, but is International now. The project takes DNA
samples to locate genes identifying an MND marker. The children of an MND patient
could be offered the chance of Pre-Implantation Genetic Determination (PGD), to
determine if future children carry one of the identified offending genes. (They need to go
through IVF determine if the gene is in the embryo). IVF can screen for the gene and if not
present the embryo can be implanted. He also talked of research on finding biomarkers,
needed to speed up diagnosis and predicting progression of the disease. Ice bucket
monies used on Ambrosia (A multicenter Biomarker Resource Strategy in ALS). 900
PLWMND visit every 3 – 6 months for tests.
Clinical trials using existing drugs for other diseases are being used for MND patients. Trial
on 216 recently diagnosed patients. (In France and England). There is more MND
research going on now than at any other time. Very encouraging.
If you would like a copy of the Minutes, please let me know and I will gladly send them to
you.

INTRODUCING YOUR NEW ASSOCIATION VISITOR – JANE GODFREY
When I retired from full-time work, I wasn’t really sure what I
would do with my time. I rosyears supporting people through
some rough times as a Senior Housing Officer for a local
council. However, I wasn’t sure what that would entail.
Whilst I was trying to decide, I became more involved with
trying to raise funds for the East Dorset and New Forest Motor
Neurone Disease Association, having lost my mum to the
disease over 3 years’ ago. One of the ways our family coped
with this loss was to take mum’s teddy bear, Rosie Bear, with
us on our travels to help raise funds. My sister, Isabel, set up a
website, Facebook page and twitter account, highlighting
our trips to Japan, Canada and Australia, amongst many other places – see
rosiebearsBIGadventureforMND on Facebook.
One of the reasons we were keen to help raise funds was because of the wonderful
support my mum and our family received from the MNDA, particularly locally. When mum
was first diagnosed we hadn’t really heard much about the disease and it was all very
overwhelming. However, over time we all came to appreciate the support available,
ranging from massages at home to special events but most of all there was a listening ear
in the shape of an Association Visitor.
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I was surprised to hear when attending a local event that there was only one AV for East
Dorset and I realised that surely this was something I could do. An interview was quickly
arranged and I was asked if I would like to take up a place on the next AV training course
in Manchester. After several joint visits I am now supporting three individuals and their
families and am thoroughly enjoying our interactions.
I appreciate this role wouldn’t be for everyone but I would strongly recommend you find
out more about the role, if you are at all interested.

DAWNS DARE DEVILS!
Dawn has been at it again!
On 13 June I accompanied Dawn Goodson to a very wet North Wales to watch her take
on the World’s Fastest Zip challenge in aid of the MNDA.

Not content to fly alone, Dawn ‘roped in’ a few fellow dare devils to join her on Velocity 2,
the 100 mph, mile long zip line soaring over Penrhyn Quarry in Snowdonia.
Dawn was joined by her friend Brian, my husband Neil, son Samuel, good friend Gina and
her son Alex.
The Welsh weather really did give us its worst. But rain did not stop play and the
advantage of a heavy mountain mist meant I could not see my beloved Neil, Samuel and
the team launch themselves from the top and they equally could not see how high they
were!
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I waited safely in the warm cosines of
the viewing area cafe and took round
a collection tin to other spectators
anxiously waiting the safe return of
their loved ones.
After a couple of hours, the team of
dare devils returned from their thrilling
adventure rosy cheeked from the rain
pounding their faces at speed,
thoroughly exhilarated and each
wanting to fly again, especially the
fearless 88 year old Dawn!
The team funded the zip wire challenge trip themselves, set up a just giving page and
smashed their target of £1500 raising in excess of £1800 plus for the East Dorset and New
Forest Branch voice banking project.
Well done team!
Just what, will Dare Devil Dawn get up to next?

'WHAT THE H..L WENT ON WITH JEREMY!
Friday 14th June was the date that Jeremy Vine, a
Patron of the MND Association and TV & Radio
journalist, appeared at The Regent Centre,
Christchurch where he very kindly agreed to meet
some of the branch volunteers and allow us to
make a collection at the end of the show. Jeremy
has a keen interest in the work of the MNDA and
can, quite often, be heard mentioning MND on his
programs. He was very generous with his time,
allowing us to chat and take photos and he
promised to mention the buckets before he left the
stage but, as the taxis and South West trains wait for
no-one, he forgot! However, within an hour of leaving Christchurch, Jeremy messaged
online apologising and the following morning made a very generous donation to the
branch.
The Association is very lucky to have such a great supporter!'
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VOICEBANKING; TRIALS AND TRIBULATIONS
“What is that?” I asked the lady from Speech Therapy. “Oh it is wonderful!” she replied.
When you have problems with your diction you have an electronic pad on which you
can type your message and out pops your own voice. ”That’s amazing” I say I must give
this a try I think. So I dig out my old computer, but that is too slow, then try my brand new
birthday gift but that is too
complicated as I haven’t
mastered the manual yet. The
Speech therapist goes away
and returns next time with an
NHS computer, which does
what it is told, and a
compatible headset. The next
step is to find a suitable
location to input my
vocabulary. The lounge? No,
that is too large and echoes!
The kitchen? No, the fridge
freezer chugs! The office? No,
umpteen gadgets murmuring
away! The hall? No, the lift outside in constant use! Now, after several abortive attempts, I
have a plan. The software company suggests a cupboard (too full of clutter) or a blanket
over my head (may be the answer).I divulged my plans to my speech therapist but
advised me against it for safety reasons. However being rebellious ignored her pleas. The
next morning at 5.20am before everyone in the other flats are stomping around, blanket
over the table and with drink and tissues, spectacles and torch I crawl underneath. Report
back from software company: “Whatever you are doing don’t change a thing!” So 2
weeks later 1600 phrases are banked and are sent off to be processed; EUREKA!
Ann Penn Highcliffe
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DORSET POLICE MALE VOICE CHOIR - SEPTEMBER 28TH
Wow! A full house at Wimborne Methodist Church yesterday evening for the Dorset Police
Male Voice Choir. A great attendance, despite the rain, listening to a range of music from
a Spiritual and Welsh folk song to numbers from Les Miserables and West Side Story.
Perhaps the loudest and longest applause was reserved for 16 year old Verity, a local
student, whose wonderful voice captured everyone.
The raffle was very well supported. the teas and biscuits in the interval were enjoyed so,
altogether a great evening raising funds for and awareness of MND. . A huge thank you
to Dorset Police Male Voice Choir and all at Wimborne Methodist Church.👏👏 So good to
see everyone coming out at the end of the evening with smiles on their faces! 😀

The result also gave us something to sing about in that £931.07 was raised for the branch!!
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PLANE PULL AUGUST 26TH 2019
A very sunny Bank Holiday Monday saw 36 teams pulling a huge plane for 16 charities.
Our 20 strong team, “MND Warriors”,
pulled a Boeing 737 over a 50 metre
course in 47.75 secs. And raised over
£1500 in the process. Well done to Jan
& Gavin Hunt, Chris Cullen, Kathryn &
Paul Woods, Sara, Mark, Harry and
Annie- May Peryer, Jay Bean, Charlie
Webb, Mace Ruus, Steve Rowland,
Katie Paine, Jaime Johnson, Ellie Howell,
Rhys Beck & Yovelina Langureva.
The atmosphere is always lively at this
event and enjoyable even though the
plane pulling is harder than it looks!

RESEARCH NEWS
Could MND be treated with HIV drugs?
Our latest blog reports on the recent results from the Lighthouse trial of the anti-retroviral
drug Triumeq. These have shown that the drug is safe, and reduces the rate of disease
progression, in people with MND. HERV-K is a retrovirus – a ‘fossil’ virus that, over millions of
years of evolution, has left traces of its DNA within our genome. When activated it can
merge into our cells, by copying its DNA into our genome, which leads to incorporation of
two DNAs into one. When the affected cells then create new proteins, partial copies of
the virus are produced with it.
HERV-K has been found in brain and spinal cord tissue from
people with MND making Truimeq, currently used to treat HIV,
a potential new therapy. Because this study was carried out
over a short amount of time and was open label (meaning
everyone on the trial was given the drug) the results should be
viewed with caution. However, a larger placebo-controlled
Phase 3 trial is now planned. You can read more about the
Lighthouse trial on our blog.
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SURPRISE IN STORE AT THE SALVATION ARMY CONCERT!
Wonderful, emotional, re-affirming & heartwarming are just some of the words that
describe the 40th Anniversary concert on Sunday
6th October! Boscombe Salvation Army Band &
choir and the Children’s Band & choir and four
fabulous soloists sang and played Music from the
Movies. The numbers ranged from The Great
Escape theme to a medley from Beauty and the
Beast so, something for all ages. The children
entertained us with songs from Sister Act & Joseph
but the highlight was their performance, with
Boscombe Puppets, of Under the Sea from The
Little Mermaid. They were brilliant!!

Our branch Secretary, Doriel & her husband David
who are members of the Army & MC'd the
evening, have a personal reason for organising the
event in that, their son, Glenn lived with MND until
he passed away in 2017. At the start of filming 'The
Theory of Everything' the actor Eddie Redmayne,
who was playing Stephen Hawking, asked to meet
someone with MND and so it was that Glenn &
Eddie became good friends. So much so that
Eddie, with Oscar in hand, travelled to see Glenn
again to share the success of the film.
It was, to everyone's delight that we then watched and listened to a message from Eddie,
who apologised for not being with us! He paid a great tribute to Glenn, mentioning too
the MNDA's 40th Anniversary, and well as wished us well for the concert. That was a very
emotional part of the evening and must have been inspirational (as if we needed
anymore) in raising the amazing sum of £1400 for the branch.

A huge thanks to all at the Salvation Army who
gave us a wonderful warm welcome; they do
such fantastic work themselves and it was
great to be with such caring people.

The Motor Neurone Disease Association - Registered Charity No: 294354

The Motor Neurone Disease Association - Registered Charity No: 294354

WAREHAM BRIC A BRAC SALE.
With a date Change from the normal August to July, our band of willing volunteers arrived
early at Wareham Town Hall. Setting up was achieved for the 10am opening, so that the
generous folk could support us.
The cake stall is always very popular and it was laden with every type of cake that you
can think of, lovingly produced by our team of great cake bakers. Not forgetting the ever
popular cheese scones.
Other great stalls, plants, local
produce, tombola, books and bric a
brac.
Tea and cake served to the busy
shoppers.
At the end of the sale the cars were
repacked but with much less items
than they arrived with.
Total taken on the day £584.52
down on last year due to the many
other charity events taking place in
Wareham on the day.
Thanks to all our volunteers and
supports.
We are booked in ready for 2020,
Saturday 15th August.
Jill Heys

THANK YOU
Our grateful thanks to Jane Stevenson who
organised this presentation from the Hinton
Park Woodland Burial Ground
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POST-CHRISTMAS LUNCH.
Bulbury Woods Golf Course - BH16 6HR
Saturday 11th January 2020
12 noon for 12.30 sit down.
3 Courses & coffee £14.95
Please contact Jill Heys if you would like to
attend.
Email jillianheys@gmail.com
Phone 07403646097
This is a social get together not a fundraising event.

SOUTHBOURNE BOWLING CLUB
A very special President’s Day was organised by the Southbourne Bowls Club in honour of
their President Geoff Green.
A short talk was given by Sharon Owens Speech and Language Therapist and a vote of
thanks given by Secretary Doriel Phillips.
A donation of £300 was presented to the ED&NF Branch and a similar amount sent to
National Office.
Well done and thank you.
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RUBY DO
An evening of dining and dancing was the
final event to commemorate the founding
of the MNDA 4O years ago. Organised by
Julie Reid and held at the Royal Motor
Yacht Club we had a lovely, relaxed
evening in beautiful surroundings
overlooking Brownsea Island and Poole
Harbour. Neil Allen provided music to
keep the dance floor bouncing. Thank you
to you both.
Our longest serving volunteer, Jill Heys, cut the pretty 40th cake. Jill has worked tirelessly
for the Branch for almost 33 years and made many, many cakes in that time!

The raffle was an array of super
bags, baskets and hampers filled
with goodies. (Thank you to Melanie
Broomfield for packaging them so
well and for making 2 scrumptious
gateaux). The generous diners
meant the raffle raised £640.
The three events for the 40th
anniversary raised over £3000.

Disclaimer: The views expressed (in this newsletter) are not necessarily those of the MND Association. The products and services mentioned or promoted should not be taken
as recommendation by the Association, who cannot be held responsible should any complaint arise. We would like to keep in contact with you about the important work that
we do. If you do not wish to receive further information please contact dorielphillips@yahoo.com or write to New Forest and East Dorset Branch c/w MND Association, PO BOX
246, Northampton, NN1 2PR
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And finally…….

THANK YOU!
TO ALL WHO HAVE DONATED AND WORKED TO RAISE MONEY FOR US.
WITH YOUR HELP WE HAVE BEEN ABLE TO SPEND

£ 26,000
ON SUPPORTING OUR PEOPLE LOCALLY WHO ARE LIVING WITH MND.
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