West Surrey Branch
Newsletter - Summer 2019
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View from the Chair
Please note the change of date:

We have a new Branch Patron!

As you may know, Charlotte has a live radio
programme on Classic fm on Sunday afternoons, so
as having our meeting in the studio with her was a
little difficult, we’ve moved to the day before!

Charlotte Hawkins, who is already a Patron of the
main MND Association, is a resident of West Surrey,
and has kindly agreed to also act as Patron of our
Branch. We look forward to welcoming her to our
open Branch meeting on Saturday 8th June.

We like to think of the summer meeting as a relaxed
‘End-of-term’ event, and of course this year we’re
also celebrating anniversaries of both the main
Association and our Branch, so do come along,
We have also asked Sallie Bushen, who co-founded
meet Charlotte, have a glass of something and a
this branch with her husband John and a few friends
piece of cake, and let’s make it a Birthday Party to
30 years ago, and was Chair for over twenty years,
remember!
to give us a short look back at the early days.
She will tell us about her family connection with
MND, and her life in the public eye on TV and radio.

Bob
Where is it?

SUMMER OPEN MEETING

. . in the Surrey Research Park, just down the road a
few yards from the Surrey Tech Centre.

Church House
Saturday 8th June

The address is Church House, 20 Alan Turing Road,
Guildford, Surrey, GU2 7YF.

2.00 to 4.30 pm

Plenty of parking available

Guest Speakers:

Charlotte Hawkins
(Association and Branch Patron)
and Sallie Bushen
(Branch co-founder and long-term Chair)
A buffet tea will be available from 3.00 pm. This will
again be provided by Nigel Husaunndee and his firm
Avala Catering.
After the talks, we’ll have the Raffle, Thumbs Up
Club Draw, and a general get-together, including . . .
Please let us know if you intend to come along, so
we have some idea of the catering needed.
Contact Alison Husaunndee, preferably by
4th June, on:
email

alison@husaunndee.com

or phone 01483 723645
(or any other member of the Committee)
. . and we’d be grateful if you could bring a
Raffle Prize with you - thanks very much!
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Mary’s Art Weekend

News
Dave Setters Honoured

Many congratulations to Dave Setters of East Surrey
Branch, on being awarded The Freedom of the City
of London, in recognition of his massive contribution
to the MND cause ever since he was diagnosed. Not
forgetting the support of Helen, without whom it
couldn't have happened. Well done both!

On a rather showery weekend in May, Mary Hainline
once again opened her garden and house for the
sale of her art work and in aid of our Branch.
At the last count, sales of raffle tickets and a portion
of Mary’s art sales made a fantastic £1502.40 for us,
so many thanks to her, and to the branch members
who helped to represent us over the three days and
sell raffle tickets to the unsuspecting public!

_______________

Janis Parks
_______________
We are sad to report the untimely death of Janis
Parks, ex-MNDA Trustee and Chair of West London
and Middlesex Branch.

Volunteer Action SW Surrey
The VASWS conference entitled ‘Are we making a
Difference’, was held at the University of Surrey on
9th April.

After her father was diagnosed with MND, like many
others she found a desperate lack of support near
his home, so co-founded the branch in 1992, and
was involved in its activities ever since. She was
Chair of the branch for the last 10 years, and stood
down due to ill health as recently as the AGM in
March this year.

Speakers included the Charity Commission’s Head
of Policy and Guidance, Jane Hobson, Senior
Consultant Charlotte Lamb from New Philanthropy
Capital, Executive Director of Surrey County
Council, Michael Coughlin, Jason Gaskell from
Surrey Community Action and Kate Peters from the
Community Foundation for Surrey.

Our paths crossed regularly at regional events, and
she was obviously a force to be reckoned with;
always full of ideas, and passionate about improving
life for people living with MND, and ultimately seeing
the defeat of the disease.

Delegates could attend workshops on various
subjects. We picked one on fundraising which was
useful, but mainly targeted at finite projects rather
than a constant requirement to service day to day
running costs and unpredictable grant requests.

We extend our condolences to her family, friends,
and everyone in West London Branch.
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MND Garden Wins Chelsea Gold!

‘The High Maintenance Garden’ has won a Gold Medal for designer Martin Anderson MBE, a co-founder of
the MNDA. It illustrates what happens when the gardener finds it harder to work as his MND progresses. It
features a lovely old 1938 Morgan 3-wheeler sports car complete with air-cooled V-twin engine, rotting
quietly away in the shed as its owner can no longer take it out . . .

Coming Up
Street collections

July Drop-in

We’re well in to our programme of collections in
town centres and railway stations now, but could do
with some reinforcements around the remaining
town centres, as follows:

Once again our tireless member Lisa Milella is
inviting everyone living with MND and their family to
her home for the July support meeting.

8 June

Farnham

10 Aug

Woking

22 June

Cranleigh

16 Aug

Staines

5 July

Haslemere

7 Sept

Aldershot

12 July

Guildford

Drop-ins are always rather special when Lisa is our
hostess, so do please come along to enjoy her
hospitality. If the weather’s nice, we’ll be in the back
garden relaxing round the pool. Bring your cossie if
you feel like a bit of unofficial hydro-therapy!
(If you need it, there is a hoist to make getting in and
out of the water easier).

The eagle-eyed will notice that the Farnham
collection is on the same day as the Open meeting.
We need all the help we can get on that day, as
committee members are needed to help set up the
meeting, so assistance in Farnham would be
particularly welcome.

The date will be Wednesday 10th July, from 2.00 pm
as usual. The address is:
‘Midsummer Cottage’
53 Parvis Road,
West Byfleet, KT14 7AA

Call Mary on 01483 419774 to sign up - thanks!
_______________

We are grateful to Lisa and her carer Janka for their
kindness and hard work, so let’s make it worth their
while with a good turnout!

Hickstead
Once again, we have some complimentary tickets
available for the summer’s events at Hickstead
show-jumping grounds in Sussex.

_______________

National AGM

This year, the event is the Al Shira’aa Hickstead
Derby Meeting, and the days available are Friday
21st and Saturday 22nd June.

This year’s AGM and Conference will be on
Saturday 13th July, again at the Radisson Blu Hotel,
East Midlands Airport. Registration opens at 9.00
am for a 10.00 start, and the day finishes at 4.00 pm

This is the only event for which we have tickets this
year, so if you’re interested, contact Bob or any
committee member as soon as possible.

The Keynote Speaker will be Prof Chris Shaw of
KCL, who is always worth listening to. His subject
will be ‘Progress on the path to gene therapy for
MND’.

First come, first served!
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Financial Update
Roger Dyer has continued with his sporting events
generating £250.00 and still on the sporting theme
Egham Bowls Club raised £1,667.00 for our cause.
Jim Kemp’s informative talks about Great Western
Railways raised £90.00. Local and not so local Inner
Wheel and associated clubs have been busy
swelling our funds by £550.00 and Mary Hainline’s
annual Open Victorian Garden 3 day event resulted
in £1502.40 being deposited in the coffers. Once
again, many, many thanks to our Third Party Fund
Raisers.

From 27th February 2018 to 28th May 2019:
Static Collecting Boxes
The collection boxes located in West Surrey’s shops
& taverns yielded a total £468.55
Select Convenience, Bramley:
Celebration Cakes, Cranleigh:
The Bull’s Head, Ewhurst:

£ 43.87
£370.00
£ 54.68

Donations/In Memory

Care & Equipment

Since our last Newsletter donations totalling
£250.00 have been received.

During this quarter the Branch has received various
requests to benefit people in our area in need of
care, special services and equipment resulting in
£5000.00 being spent. This has helped provide Wet
Room and Toilet adaptations, Hydrotherapy
Branch Fund Raising
sessions, a Communications Aid, Rising Recliner
Early morning commuters travelling from Godalming, chairs, QEF Mobility services and the Drop-Ins at
Aldershot, Woking, Haslemere & Weybridge railway Guildford Cathedral’s Refectory.
stations have been targeted by volunteers armed
with our collecting boxes / buckets during the last
couple of months. So far £531.65 has been donated Thumbs Up Club Winners
during these visits. If you are an early morning riser
and would like to join us in meeting bleary eyed
Our lucky winners were:
travellers please notify a committee member. This
year’s final station will be Guildford on 18th July
March : P Loveland
(184) £ 50.00
starting at 6.30 am and finishing at 9.30 am.
K Newnham
(180) £ 30.00
T Whitehead
(241) £ 25.00
The Street collections have also started with
P Hoddinott
(258) £ 20.00
donations of £870.46 resulting from visits to
Camberley and Godalming. Vice Chair, Mary Carr is April:
J Tombs
(147) £ 40.00
the lady to contact (on 01483 419774) should you
A Husaunndee
(074) £ 30.00
wish to spend an hour or two or three or even four
A Prytherch
(149) £ 25.00
collecting donations in Farnham, Cranleigh,
V Speers
(106) £ 20.00
Haslemere, Guildford, Woking, Staines or Aldershot
centres.
May:
D Lock
(136) £ 40.00
S Purchase
(043) £ 30.00
An additional £119.00 was generated from our
M Carr
(222) £ 25.00
quarterly Branch raffle and miscellaneous sales
A Martin
(042) £ 20.00
If you would like to participate in the ‘Thumbs Up’
Club, please contact Sallie Bushen on 01483
274337 for a Share Number application form. Each
annual Share is £12.00 payable either by bank
Standing Order or cheque payable to MNDA
Cranleigh Thumbs Up Club.

Other Activities
As always we are so grateful to those individuals
and groups who organise their own fund raising
events to support the MND Association. Since the
end of February a total of £4439.40 has been raised
on our behalf.

Thank you for your support!

Further to our visit to the Wey Valley Advanced
Motorcyclists club that was reported in the Spring
2019 Newsletter, a further £380.00 was credited to
the Branch account in addition to the £2400 sent to
National Office.

Alvin Hale,
Treasurer
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Research latest
Football and MND

Tofersen ‘promising’ for SOD1

We know of several footballers who have developed
MND from Don Revie onwards, and have speculated
on the possible reasons; was it because of the
physical shocks to the head or body, the chemicals
used on the pitch, or some other factor?

The US pharmaceutical company Biogen have been
running trials of a new drug, Tofersen, in people with
SOD1-related familial MND. Trials are taking pace
internationally, including at SITraN in Sheffield

A recent study (Bozzoni et al 2016) has
systematically looked at the subject, and failed to
find a definitive cause that it can point to as the
‘Smoking Gun’. The incidence of MND in Italian
footballers particularly seems higher than one would
expect, but other than it being a random ‘cluster’
effect, no common unifying cause has been found.

The drug cancels the inheritance of faulty coding
from DNA to RNA by attaching an ASO (antisense
oligonucleotide) to the faulty stretch of RNA. It thus
reduces the production of faulty proteins outside the
nucleus which may go on to trigger MND.
The main object of the trials at this stage was to
check safety aspects of Tofersen’s use, but it was
noted that those participants on the highest dose
had significantly reduced amounts of SOD1 protein
than those on placebo, and they also had slower
disease progression.

The apparent high rate of neurological illnesses
found in footballers has spurred on the FIELD study
(Football’s Influence on Lifelong Health and
Dementia) which will compare the physical and
mental health, including risk of neurodegenerative
disease, of approximately 15,000 former
professional footballers with the wider population. It
is hoped this, along with the work being carried out
by the Drake Foundation (which aims to improve
understanding of concussion in sport and its effects
on long-term brain health), will help us understand
any association between brain injury and
neurodegeneration.

Mutations in the SOD1 gene account for only about
1.5% of all cases of MND, but as Dr Nick Cole,
MNDA Head of Research says, “The hope is that
this type of targeted technology could be applied to
other genetic forms and ultimately pave the way to
uncovering treatments for sporadic MND, which
represents the vast majority of cases.”

may be useful in preserving respiratory function
in MND. This trial should end in Autumn 2020.

Drug ‘Repurposing’

Sildenafil was designed to treat hypertension, but in
testing it was found to have certain other properties, 3) TUDCA: is water-soluble bile salt used in certain
liver treatments. It appears to reduce stress to
so became the active ingredient in Viagra! (Or so I’m
the endoplasmic reticulum (ER), part of the cell
told . . )
that helps to fold proteins. Through reducing ER
stress, TUDCA may protect against neurological
Similarly, other drugs sometimes end up helping
damage. This trial is checking TUDCA’s efficacy
where not originally intended. Some are being
when used in addition to Riluzole. It should finish
trialled in the UK in connection with MND, and
in summer 2022.
candidates are being sought to take part:
The research blog notes four more drugs being
trialled in other parts of the world, which may also be
useful in MND research. These are:

1) Interleukin-2 (IL-2): is already used in some
cancer treatments. It promotes the production of
Regulatory T cells (Tregs) – part of the immune
system thought to play a role in protecting nerve
cells against damage, and therefore relevant in
MND. MIROCALS was set up in Sept 2015 to
study IL-2 under the leadership of Dr Gilbert
Bensimon of Nimes and Prof Nigel Leigh, once
of KCL and now of Brighton and Sussex Medical
School. Results are expected in Autumn 2021.

Perampanel – an antiepileptic that may prevent the
toxic build-up of TDP-43
Ranolazine – the angina drug that may be
neuroprotective
Pimozide – an antipsychotic that could improve
muscle function, and

2) Levosimendan: is used to improve heart muscle
‘contractility’ and also causes widening of blood
vessels, increasing blood flow. This property

Rapamycin – the anti-rejection drug that may
prevent neurodegeneration

For more on research news, go to the MND Research Blog: https://mndresearch.blog
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Can you help?
We always need help to improve what we do,
especially with fundraising. (Anything legal
considered!)

about 270 yds down the road on the left,
and Church House is on your right as you
turn in.

We could also do with a computer-savvy person who
can help with our website and social media, and a
writer familiar with desk-top publishing software and By train:
graphics to help with this newsletter.

Adequate free parking.

By bus:

If you have ideas and energy, are open to change,
and want to make a difference to people with MND
now and in the future, please get in touch with
anyone on the ‘Who’s Who’ list opposite.
______________

30 min walk from Guildford Station, or
take No 5 Bus.
No 5 Bus to the RSCH (every 30 mins
from Guildford Bus Stn), then follow the
car instructions above.
Return on No 4 Bus from RSCH
_______________

‘Drop-in’ Support Meetings

Who’s Who in West Surrey Branch

Are you living with MND? Or do you know someone
who is? Are they feeling a little solitary?

Chair:

Bob Hodgson

Informal 'Drop-in' meetings, usually held in the
Cathedral Refectory, are specifically for anyone with
MND and their family. You are very welcome to
come along to share your experiences, ups and
downs, or just chat to friends over a cup of tea.

Newsletter Editor:

Please note:

Secretary and Branch Contact:
Joan Hornett

1) Now on the second Wednesday in the month
at 2.00 pm

“

01483 893588

“

Vice Chair:

Mary Carr

01483 419774

Treasurer:

Alvin Hale

01252 310962

01252 325851

Membership Sec: Alison Husaunndee
01483 723645
Campaigns Contact:
Joanne Shaw

2) In months where there is an Open meeting, we
will be combining Support meetings with these.
_______________

Member:

James Bonner

Open Meetings
Church House,
20 Alan Turing Road,
Guildford, GU2 7YF
Normally 1.00 to 4.00 pm

______________
Please note:

Things change between newsletters!

Summer Meeting
Saturday 8th June 2019
(More details on page 2)

You can keep in touch with news and events by
keeping an eye on our digital accounts which are
usually updated every few days:

Autumn Meeting
Sunday 8th September 2019

Branch Website:

www.mndawestsurrey.co.uk
**Always check our website and Facebook
for up to date details of meetings**
_______________

Facebook:

www.facebook.com/MNDAWESTSURREY
or twitter: https://twitter.com/MNDA_SWSurrey

How to find us

National Office:
MND Connect 0808 802 6262

By car:

email: mndconnect@mndassociation.org

Up Gill Ave with the RSCH to your right.
At the top, turn right at the roundabout
into Occam Rd. Alan Turing Road is

National website: www.mndassociation.org
Tel:
7

01604 250505

West Surrey Branch
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