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I started editing this newsletter back in
2014 and I've just had a quick scan
back through previous editions and all
the fund raising and other things
people have been up to in support of
MNDA. It's amazing,
azing, "you" are all
amazing. It's been a privilege to spend
a few hours editing each of these.
However, time moves on and with it
comes change and I now think it's time
someone else had a go at editing and
injecting some new ideas.
So, if anyone out there wants to have a
go or knows someone who might be
interested in editing this magazine,
magazine
please let Michele
le know.
I hope you enjoy the articles!
articles
The Editor, Andrew Priestley
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If you have any ideas or articles to contribute, please get in touch:
michelehardy13@gmail.com
Disclaimer:
Opinions expressed in this newsletter are those of individual
contributors and not necessarily those of the MNDA or this branch.
Loving it at LV=
LV= Insurance kindly allowed us a space in their canteen for a couple of
hours at lunchtime on 22nd May.
We raffled a football signed by AFC Bournemouth players had two
other competitions plus "spin the wheel".
Thank you to all the employees for letting us interrupt your lunch hour
and to those who sold raffle tickets in advance – we made £150 for
branch funds and hopefully raised awareness.

Michele
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Quiz Night!

What a lovely bunch
Had come to munch
On fish and chips
And cakes so delish
Eddie Hill,
Our quiz master extraordinaire.
The microphone broke
But he didn’t care.
OK. That’s enough of my rubbish attempt at poetry.
I organised the Annual Quiz night to coincide with what would have
been Mike’s 66th birthday. He loved a good quiz! (Mike was editor of
the newsletter for a while). The turnout was brilliant, hopefully a good
time was had by all. The quizzer's generosity raised £966.
Prize for best name: Dickie Heart and the Pacemakers
Winners: Halal is it meat you’re looking for
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My thanks go to...
...Eddie Hill for writing and compéring the quiz. Mary Fowler, Lou
Sharp and my family for helping set up and Mary, Giana, Rachel, Liz
and Melanie for the scrumptious cakes (second helpings all round!).
Sainsbury’s at Pitwines, Poole for Donating huge chocolate cake for the
raffle.
Herbies at Parley for delivering 118 hearty portions of cod and chips on
time and piping hot. The raffle prizes doubled to 38 as people arrived
with donations. Thank you all.
Michele
Smedmore House Open House & Gardens - Sunday 28th May
Despite the forecast of bad weather our plucky volunteers gathered at
Smedmore House on May 28th and it wasn't long before the gazebos, stalls
and cafe were set up and ready to go. The forecast of heavy rain from 1pm
onwards proved to be correct
and it wasn’t long after that
the skies opened, but the
plastic
tablecloths
and
covers did their best to keep
out the worst of the weather.
Wearing all colours of
cagoules, the volunteers
manning the stalls were soon
busy and, no matter how
hard it rained, spirits were
high. 250 people came
through the gates which
resulted in takings, before expenses, of £3360.80. Obviously down on last
year but still a testament to the stoic people of Dorset and our wonderful
volunteers. Thanks again to Dr Mansel, his staff and to all who supported
us before and on the day.
Melanie
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Bringing Voice Banking to Dorset
Many people with MND will experience weakness of the muscles of
articulation, and for some people technology can help with computerised
systems such as text-to-speech apps played via tablets or phones.
However the mechanised voices are not very realistic. It is now possible
to 'Bank' the sound of your own voice and later retrieve it to play
through these systems. It is not an exact replica but will bear a closer
resemblance. This Banking process is not yet available via the NHS and
a dilemma occurs that if your voice is still clear enough to Bank, you
probably won't have met a Speech & Language Therapist (SALT) who
can help you do so....
An exciting project begins this autumn where the NHS and MNDA are
working together to solve the problem!. A generous grant from the
ED&NF Branch of MNDA is enabling the four Community SALT
teams across the county of Dorset to train their eight assistants how to
help people to Bank their voices. It will also enable laptops and
microphones to be bought and loaned to people living with MND
(plwMND) plus pay for the registration needed for each person. As soon
as someone is diagnosed, they will be offered the opportunity to
consider Banking and, if they wish, the grant will enable the SALT
assistants to be backfilled or work extra hours to meet with people and
start the process. The project will run for 18 months and will be
evaluated. The hope is that the outcomes will prove the need for it to be
an integral part of NHS care.
The project is being met with great enthusiasm by local NHS managers
as well as by National MNDA as it is the first place in the country to
make Voice Banking available for all plwMND. The training starts in
August and we hope the first Banking will start in October 2017. The
SALT service is indebted to ED&NF MNDA for their generosity to all
plwMND across Dorset. And in particular to Dawn Goodson whose
intrepid Wing Walk raised the £8000 needed to get the project started.
Thank you to you all,
Sharon Owens Speech & Language Therapist - Bournemouth
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Personal Profile: Michele Hardy, Chair person
As new Chair of the branch I thought I should introduce myself. My
husband Mike was diagnosed with MND in 2003 and we attended a
coffee morning in September of that year. From that time on and
throughout the 12 years Mike lived with the disease the branch was a
constant support to us.
In that time we met some remarkable people: those who faced living
with MND with courage and a smile and a dedicated group of
volunteers who constantly raise funds and visit plwMND to improve
their quality of life.
We all want a cure for MND and medical research has advanced hugely
in the last few years and we hope new treatments and a cure are just
around the corner. Until that time we will support plwMND, their
carers and family to the best of our ability. To do this we are always in
need of new volunteers...do you have a skill that you would be willing
to share?
To those who are already volunteers I would like to give an enormous
THANK YOU.
Michele
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Afternoon Tea...
Five lovely young ladies from Bournemouth Uni raised £148 for our
branch by holding an afternoon tea for 28 people at the Commodore in
Southbourne. (see picture on front page).
Alice, Eleanor, Flora, Gemma and Mel organised the event as a part of
their Media & Event Management Degree course.
They produced brilliantly designed posters and tickets and the tables had a
MND colour theme, with white cloths, blue table confetti and orange
flowers.
Cakes and savoury snacks were in plentiful supply and the laden raffle
table meant most people went home with a prize!
Well done to them all and good luck to them in the coming year in the
world of work
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!!!STOP PRESS!!!

Ringwood Rotary

Tim Hancock organised an evening
event at design company Terence
O’Rourke on behalf of Ringwood
A new drug to slow the Rotary.
progression of MND has been
developed in Japan. It has now
been licensed in the USA and it is
hoped that the UK will
follow….its name is Radicava.
For more information see
www.radicava.com (US site)

Ringwood Rotary

Wine and tasty canapés were
followed by a talk on the
development of the Technology
Centre at the Silverstone complex.
The plans for the extension of this
site are well underway. It was
interesting to hear Formula One
technology is being used in the
development of much lighter
wheelchairs.
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At the end of the evening Tim
presented the branch with a
cheque for £410.
Our continued thanks go to
Ringwood Rotary who organise
an event for us every year

Endure 24
On 9th/10th June 33 runners from around the country met up to run an 8k
lap course at Endure24 Reading. Starting at noon on the Saturday we had 1
solo runner, 2 pairs and the rest of us in teams of 3 to 6 . Over a thousand
miles were clocked up between us before noon on Sunday.
Early booking for next year opened for 1 day and already 42 of us have
signed up ,we are hoping to have close to 100 runners .

Louise
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Research into long term care
("The Neuro LTC: Assessing Baseline Factors and Critical Events that
influence Care Requirements in long term Neurological Conditions")
This Research study (under Dr Christopher Kipps at Southampton
University) aims to identify the factors that influence the level of care
required by persons living with a specific neurological condition. It will
identify the factors that predict levels of care. It will also identify the events
that lead to an increase in care either at home or with an admission to
hospital.
A number of those who attend the Get Togethers contributed to this
Research Study conducted by Dr. Sarah Fearns , on behalf of Dr. Kipps, in
February and March this year.
Contributions were given by those who are currently living with MND and
past and present Carers.
A survey was completed by all participants, before the Group Focus
discussion.
A lively debate followed an introduction by Dr. Sarah and she went away
with plenty of facts and figures to aid in the Research.
We were all happy to participate in what we hope will be beneficial to
people in the future.
Our grateful thanks to all who took part.
Doriel
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MY TRAVEL PLANS FOR 2018
I have been in many places, but I've One of my favorite places to be is
never been in Kahoots. Apparently, in Suspense! It really gets the
you can't go alone.
adrenaline flowing and pumps up
the old heart!
You have to be in Kahoots with
someone.
At my age I need all the stimuli I
can get!
I've also never been in Cognito. I
hear no one recognizes you there.
I may have been in Continent, but I
don't remember what country I was
I have, however, been in Sane.
in. It's an age thing.
They don't have an airport; you
have to be driven there.
They tell me it is very wet and
damp there.
I have made several trips there,
thanks to my children, friends,
family and work.
Liz (currently in Comprehensible or
I would like to go to Conclusions, so she says!)
but you have to jump, and I'm not
too much on physical activity
(Ed: I've been in Comparable,
anymore.
there's nowhere like it! I'm sure
I have also been in Doubt. That is a
readers can think up a few more...)
sad place to go, and I try not to visit
there too often.
I've been in Flexible, but only when
it was very important to stand firm.
Sometimes I'm in Capable, and I go
there more often as I'm getting
older.
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Events for your Diary...
Saturday 15th July Upton Carnival
The branch has been nominated to receive a donation from Upton &
Lytchett Minster Carnival.
The parade of floats will gather in Factory Road and proceed to Upton
Recreation Ground where the branch will have a stall. Lu Sharp & her son,
Lennie, are part of the panel judging the floats, in fact, Lennie is already
practising 'and it's a 10 from Len' (just for the Strictly fans!)
The event finishes at approx 5.30.
Saturday 12th August
- Wareham Fair Saturday 10-12. General stalls, tombola, cakes...
______________________
If you or any one in your family is living with MND then you are invited to
join us for our “Get Togethers” on the following dates in 2017.
Come and share with each other in a friendly
relaxed atmosphere, 10.30 - 12.00
July 27th
August 24th
September 28th
October 26th
November 30th
December 14th

Barton on Sea
OUTING
The Grove Hotel, Bournemouth
Barton on Sea
The Grove Hotel, Bournemouth
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)
For more details ring 01202780071 or 01425480969
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What is MND?
Below is an extract from Dr Hillier's talk at last year's AGM. For anyone
who missed that or is new to MND, this may be helpful...
Motor neurone disease (MND) is a progressive and ultimately fatal disease
that results in degeneration of the motor neurones, in the brain and spinal
cord.
Around two people in every 100,000 of the general population develop
MND each year. GPs and others in the primary care team may come across
few people living with MND during their professional lifetimes.
MND is characterised by progressive degeneration of motor neurones
(premature ageing).The loss of motor neurone cells in the spinal cord
results in muscle weakness and wasting. The loss of motor neurone cells in
the brain leads to weakness and spasticity (muscle stiffness of neurological
cause).
The initial stages, speed and pattern of the progression can be very
variable. Not all symptoms happen to everyone, nor do they develop in the
same order or progress at the same rate.
Some people with MND may experience cognitive changes, ranging from
mild effects to noticeable impairment. Some will experience
frontotemporal dementia but this is rare.
Common first symptoms and signs are stumbling, foot drop, loss of
dexterity, weakened grip, cramps, and change in voice quality, such as
quiet or slurred speech. Awareness of swallowing changes such as having
to ‘double swallow’ may occur, and people with MND, or their doctors or
therapists, may notice muscle wasting and little twitches of the muscles
called ‘fasciculations’.
MND rarely affects bowel and bladder function – people do not become
incontinent. Sexual function typically remains intact although we recognise
the physical impairments and feelings of worth may affect sexual
expression and intimacy. The senses (sight, hearing and sensation) are
generally not affected.
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Rapid and accurate diagnosis, performed by a medical doctor experienced
in MND care, usually a neurologist, is crucial in ensuring the needs of
people living with MND are met from the earliest stage.
Accurate recognition of the condition, explanation of the likely progression
of symptoms with a supportive therapy team, and prompt introduction of
appropriate treatments and interventions all help to improve quality of life
for people with MND.
There is no single diagnostic test for MND. Even today, diagnosis is based
on the features in the history and a careful physical examination. The tests
performed are all about ruling out alternative neurological conditions, with
particular focus on those with treatments likely to be effective if
administered early.
With this in mind the MND association in partnership with the Royal
College of General Practitioners have produced the ‘Red Flag' tool for GPs
designed to improve referrals to neurology and therefore speed up the time
to accurate diagnosis (www.mndassociation.org/redflag)
Treatment is primarily supportive and there remains no cure for MND.
Riluzole is the only licensed drug here in the UK that prolongs life in
MND. Clinical trials have shown that, on average, it extends survival by
around three to six months.
Medical interventions such as feeding tubes and ventilators for weak
respiration muscles may be appropriate with the ultimate goal focusing on
quality of life.
Here in Dorset the introduction of palliative care services early on after
diagnosis represents a cornerstone of management focusing on symptom
relief, emotional wellbeing and planning for end of life where this is
appropriate.
Clear guidelines about assessment and management of MND were
published by NICE in February 2016 and set out a clear framework of
what is expected of the NHS in its duty of care to those and their families
living with MND. This will have the impact of driving up the standards of
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care across the whole of the UK (nice.org.uk/guidance/ng42)
And finally, news of a new intervention trial that hopes to start recruiting
216 French and British newly diagnosed people with MND later this year.
The trial titled ‘Modifying Immune Response and Outcomes in
Amyotrophic Lateral Sclerosis’ or MIROCALS for short will study the
effect of a drug called interleukin 2 (IL-2) in slowing MND/ALS with the
aim to complete the trial by 2019, so watch this space!!

For
more
information
on
https://www.mndassociation.org/research/

MND

research

see

Like what you've read or think you could do better!?
This newsletter needs a new editor. Not a difficult or time consuming job.
Just one that requires a little IT literacy and a lot of enthusiasm and new
ideas to put the articles together in an appealing way.
If you want to know more, please contact Michele.
michelehardy13@gmail.com
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Thank you for your continued support of the
East Dorset & New Forest Branch of the Motor
Neurone Disease Association.
IF YOU WOULD LIKE TO HELP US FURTHER BY RECEIVING
YOUR NEWSLETTER BY EMAIL PLEASE CONTACT THE

SECRETARY AT
MicheleHardy13@gmail.com
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