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Social Media 
Editorial 

 
I have been producing the newsletter for the last 6 years and I think this is the 

first time I have written an editorial. 

 
I hope you forgive this excursion from the norm, but I think it would be remiss of me not to 

comment on the recent event that took place with the aid of social media, namely the MND Ice 

Bucket Challenge. Without social media the challenge would not have gained momentum, and 

a great opportunity for the Association would have gone unnoticed. 

 

Last year the Association received an average of 13,000 donations per month. Thanks to you 

and the public, the Association received more than 910,000 donations in just three weeks. 

 

In total, with direct donations to the Association, the amount raised from this challenge has 

reached a cool £7 Million 

 

The vast majority of these donations came via text to the ICED55 Just Giving page, set up by our 

volunteers and promoted on social media. But it was not just about raising money, it was also 

about spreading the word of this devastating disease. Some facts and figures are:- 

 

• 15,000 new Facebook likes, and 8,000 new Twitter followers  

• 5 million views of Benedict Cumberbatch Ice Bucket Challenge  

• 1 million views of Stephen Hawking video  

• 533 new direct debits set up worth over £50,000 per year 

• An increase in sign up for fundraising events 

• Increased celebrity participation and engagement 

• 695 new charter signatures 

• An increase in volunteering enquiries. 

This demonstrates the phenomenal power of the social media. 

 

At a recent MND North West Forum meeting one the topics for discussion was how do we get 

the social media working for us. You only have to look at the Ice Bucket Challenge to find the 

answer. 

 

I have had both a Twitter and Facebook account for the last 2 years which I use solely for raising 

awareness of MND (OK you might find the odd comment about the famous Nottingham Forest). 

I have currently 910 followers on Twitter from around the world, the vast majority interested in 

raising awareness of MND/ALS.  

 

For those of you interested, the Branch also has a Twitter account currently with 664 

followers, and if you want to join the band of followers it can be found at 

https://twitter.com/MNDACheshire whilst our Facebook account can be found at 

https://www.facebook.com/MNDCheshire . 

 

If you already have accounts why not give the Branch a follow. 

 

And if you are not already part of the social media revolution, why And if you are not already part of the social media revolution, why And if you are not already part of the social media revolution, why And if you are not already part of the social media revolution, why 
not sign up today and make thingsnot sign up today and make thingsnot sign up today and make thingsnot sign up today and make things    happen happen happen happen forforforfor    the MND Associationthe MND Associationthe MND Associationthe MND Association. 
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Food for Food for Food for Food for 
thoughtthoughtthoughtthought    

Golfing Trip 

 

A woman is in bed with her 

lover - her husband's best 

friend. 
 

Because it's the woman's 

house, she reaches over 

and picks up the receiver. 
 

The guy listens in only 

hearing her side of the 

conversation. 
 

She is speaking in a cheery 

voice. 

 

"Hello? Oh, Hi!  

So glad you called  

 

Really?...  That's 

wonderful!  I'm so happy 

for you. Sounds terrific. 

Great!  

 

Thanks!  Okay.  Bye-bye." 
 

She hangs up the phone 

and the guy asks, 

"Who was that? 
 

"My husband, telling me 

what a wonderful time the 

two of you are having on 

your golfing trip 

 

Hints & Tips  
 

One of the exhibitors at the recent MND 

AGM were The Complete Group who 

describe themselves as a leading UK provider of nurse-led complex care in 

the home, delivering person-centred support that enables children and 

adults with disabilities to lead full and independent lives. 
 

They specialise in home-based complex care for clients including those living with MND. 

They recognize that the dignity and quality of life of the people they support is paramount. 

They also understand that our clients and the funding bodies they work with – including 

primary care trusts, social services departments and the independent sector – look for real 

value for money in purchasing nurse-led, home-based complex care services. 

 

More information can be found at http://www.completegroup.co.uk/  

 

Care information 

 

The following information sheets have been updated and re-

launched: 

 
• 19 - Advanced Decision to Refuse Treatment (ADRT)  

• 22B - Direct payments and personalisation  

• 22E - Work and MND 

 

The ADRT sheet now includes a sample completed form and a blank form to fill in, if 

wished.  An interactive version of the form is also available on our website. 

The publications can be downloaded from http://www.mndassociation.org/life-with-mnd/   

or order from mndconnect@mndassociation.org. 

 

Gather together at new Regional 

Conferences  
 

Our exciting new programme of Regional Conferences will be 

launched in 2015, providing more opportunities for people affected 

by MND to gather throughout the year.  

 
Regional Conferences will replace Spring Conferences, which have traditionally taken place 

from March to May. 

Conference Manager, Pam Aston, says: “The new conferences will be more informal than 

our traditional Spring Conferences, with short presentations and plenty of time for meeting 

other people with or affected by MND.” 

 

The events, which will also be live streamed to reach as 

many people as possible, will take place on: 

 

• 1 February - Reading  

• 19 April – Manchester Airport 

• 19 July – Stanstead Airport 

• 25 October – South West 

  



 
 

 

 

 

  
 
 

This is your This is your This is your This is your 
newsletternewsletternewsletternewsletter    

    

So please let us have 
your contributions. 
These can take the 
form of ‘humour’, 

‘personal 
experiences’, ‘hints 

and tips’, ‘questions’, 
‘holidays’ 

‘photographs’, and 
any other 

information that 
you might think of 

interest to our 
members.  

             
 

You do not have to 
be a Jane or a 

William to submit 
any of the above.  

 
So please do submitSo please do submitSo please do submitSo please do submit 
your contributionsyour contributionsyour contributionsyour contributions    

 

Pennies from Heaven 
 

Back in early 2010 Amy Phillipson, Association 

Visitor and Branch committee member and 

works for the Wirral Community Trust 

successfully nominated  the Branch, to be the 

recipient of donations from the ‘Pennies from Heaven’ scheme. 

 

Well she has done it again. 

 

‘Pennies from Heaven’ is an innovative coin collection scheme. It enables workers to donate 

spare pennies from their income to charity by rounding down net salaries of individuals who 

join the scheme, to the nearest pound with the spare pennies being donated to a 

nominated charity. The most anyone can give per payslip is £0.99. All donations are eligible 

for Gift Aid which means an additional 28% is added by the government.  

 

Each quarter the total donations will be split between the Branch and Macmillan Cancer 

Support for the financial year 2014/15. 

 

Promotional Film 
 

At the support group meeting held in September at Abbeywood Estate, we 

welcomed Joey Edwards and Heather Wilson who had volunteered not only 

to do the ice bucket challenge, but also to produce a film for the Branch. 
 

They wanted to do this 

because they wanted, with 

the recent "Ice bucket 

challenge" campaign being a 

massive success, to what it's 

like to live with the disease, 

how the charity and funding 

helps sufferers and how the 

ice bucket challenge has 

impacted on the charity. 

 

I think you will agree, once 

you have watched the 

video, what an excellent job 

both Joey and Heather have done. 

 

The video can be seen by going to our website at www.mndcheshire.org and clicking on the 

photo on the home page. 

 

Donations 
 

The Branch has its own Just Giving page which can 

be found at www.justgiving.com/MNDACheshire 

 

The donations received will benefit those people living with MND and their carers in 

Cheshire and will be used primarily to finance our Support Meetings. So for the future 

please remember and give your donations through Just Giving; after all it is more secure 

than cash.
  

 

Remedies 

For better digestion I drink 

beer, in the case of 

appetite loss I drink white 

wine, in the case of low 

blood pressure I drink red 

wine, in the case of high 

blood pressure I drink 

scotch, and when I have a 

cold I drink schnapps 

   

When do you drink water? 

   

I’ve never been that sick! 

' 

 

Film produced by http://www.filmage.co.uk/  



 
 

 

 

 

 

 
 

Ice Bucket 

Challenge 
 

You will be pleased to note 

that members of the 

Branch committee have 

also taken part in the 

challenge. 

 

Margaret and myself have 

been ‘Iced’ by our daughter 

and 2 grandchildren, Amy 

Phillipson has been ‘Iced’ 

by her family and Sarah 

Dunn by her friends.  
 

But the one you want to 

watch is that of our Branch 

Chair, Joel Millett being 

‘Iced’ by Margaret and 

Marion, who seemed to be 

enjoying the ‘icing’ too 

much, at Arley Hall in the 

presence of Lord Ashbrook 

and 34 incurable optimists. 

 

If you want to see the video 

of Joel go Fund raising page 

at www.mndcheshire.org  

Update on Research Project for a 

Pain-free diagnosis for MND 
by Emma Hodson-Tole PhD 

 

Our work, which is supported by the Association, aims 

to develop new, computer-based ways of analysing 

ultrasound images to provide an automated way of 

detecting involuntary muscle contractions (called 

fasciculations) which occur in diseases like MND.   
 

Currently these contractions are detected using a needle 

electrode inserted into the muscle to record the electrical activity 

which produces them, a process called electromyography (EMG).  Once developed, our 

computer algorithms could provide an easy to use diagnostic tool which would have the 

added benefit of being able to provide a lot of information about what is happening in the 

muscle (e.g. the distribution and level of abnormal activity).  
 

This could offer the possibility of stress free examinations which can easily be repeated to, 

for example, quantify the benefits of any treatments that may be developed.  While not 

capable of providing a cure for the disease, the method could help support earlier diagnosis 

and help improve the experience people undergo during the difficult time of MND diagnosis 
 

Over the last year we have been setting up the protocols required to collect ultrasound and 

EMG data from muscles in participants who have been diagnosed with MND.  Collecting the 

EMG signals will help us confirm what the different muscle twitches look like in the 

ultrasound images and enable us to test new analysis algorithms, which Kate has developed 

over the last year, to see how accurately they identify the twitches.   
 

We are currently working with the support team at Preston Royal Hospital (where the 

Consultant Neurophysiologist working on the project is based), to recruit participants for 

this phase of the project.  Hopefully, this time next year we will be able to bring more news 

about how well our algorithms have performed and the work we have been doing to 

improve them. 
 

Signing Up 
By Joel Millett 

 

It was the day after the Scottish referendum 

and Peter Radcliffe (who is living with MND) 

organised a get together at Dystlegh Grange 

retirement home in Disley.   

 

Guest of honour was David Rutley MP.  David 

talked to an audience which numbered over 

50, on his work as an MP and answered 

questions on a wide range of subjects, from the 

local buses to NHS funding. Amongst the guests 

were Peter’s doctor, Andrew Maurice, local 

councillor Harold Davenport and Peter’s daughter, Emma.  Thanks must go to Brian and his 

staff at Dystlegh for the refreshments. 

 

 

Pictured above signing the MND charter are Brian 

Robinson, David Rutley MP, Dr Andrew Maurice, Peter 

Radcliffe, Councillor Harold Davenport and Emma 

Radcliffe. 



 
 

 
 
 
 

 
Coast2Coast 

 

Darryl Riley who is 

living with MND and 

his son cycled coast to 

coast during August, 

and raised a fabulous 

£1,280 for the Branch. 

Darryl and his wife Susan 

presented the cheque at 

our support group meeting 

held at The Swan in 

Tarporley in October. 
 

The Branch would like to 

express their thanks to 

Darryl and his family for 

their generous donation, 

which will be used for the 

benefit of plw MND and 

their carers. 

 

 
Paul and Wendy Cliffe 

ran in this year’s Great 

North Run on 7
th

 

September.  
 

The inspiration behind 

taking part is that Paul’s 

boss for 25 years, Mr 

Richard Maughan of 

Monkshall Farm in Audlam, 

was diagnosed with MND in 

April 2011. 
 

Between them and 

Christine Maughan they 

raised an amazing £6,620 

through sponsorship. 

 

MND AGM 
By Hal Bailey 
 
The AGM was held on 13

th
 

September at the Radisson Blu 

Hotel at East Midlands Airport.   
 
More than 145 members of the MND 

Association family were present, 

along with 19 people with MND and 

20 carers, volunteers, supporters, 

staff and trustees for an inspiring day. 

46 branches and groups were 

represented on the day. 

 

Margaret and myself attended 

representing the Branch and found it 

very informative as well as being an 

enjoyable day. 

 

Needless to say the Ice Bucket 

Challenge was mentioned several 

times during the day. Robert and 

Paula Maguire who started the 

challenge in the UK were presented 

with a certificate and flowers by Sally 

Light, the CEO of the Association. 
 

At the time of the AGM the total raised by the ice bucket challenge stood at over £6.8 

million. This had already had a major effect on research as Sally Light announced that 7 

research projects had been brought forward at a cost of £1 million, and that other research 

projects would be identified in due course. 
 

During the morning there was the opportunity to attend various workshops and ample time 

for networking, and to visit exhibitors’ stands. 
 

As for the AGM, once the formalities were out of the way Alun Owen, from the Merseyside 

Branch was installed as the Chair of the Trustees. Alun has 18 years’ experience as a teacher 

and manager in a college, giving him knowledge in strategic management, governance and 

liaising with social services, parents and families. Alun’s partner died from MND in 2001, and 

he has since held a number of volunteering roles – Association visitor, MND Connect, 

fundraiser, Branch Contact and Chair of the Merseyside Branch. Alun has been a Trustee 

since 2009. 
 

This was followed by a very informative keynote presentation on the causes of MND - 

nature, nurture, age and chance, was given by Prof Ammar Al-Chalabi which was excellent. 
 

Prof Ammar Al-Chalabi is the Consultant Neurologist at King’s College Hospital, Director of 

the King’s MND Care and Research Centre and Professor of Neurology and Complex Disease 

Genetics at King’s College, London. Ammar’s research includes genetic studies of thousands 

of people, clinical trials, population-based studies and research into the clinical patterns of 

MND. He currently leads three large Association-funded projects to identify genetic risk 

factors for MND and to establish a national MND register. 

 

The facilities at the venue were very good, and we were treated to lunch plus refreshments 

throughout the day. To sum up, the day was most enjoyable. As well as being informative, it 

brings people together and you can exchange views with individuals you probably would not 

meet if it weren’t for these types of events. 

.  

Top Left 

Mark Todd, Chair of theTrustees, Sally Light, CEO of the Association 

and Chris Wade, Director of Engagement 

Middle Left 

Prof Ammar Al-Chalabi is the Consultant Neurologist at King’s 

College Hospital 

Middle Right 

Robert and Paula Maguire, with Sally Light 



 
 

 

 
 
 

 
 

Gone Fishing 
 

Lloyds Meadow 

Fisheries, 

Mouldsworth was 

taken over in June this 

year by the Stone 

family. 

 
Mrs Lesley Stone lost her 

husband to MND 5 years 

ago when they were living 

in Anglesey. 

 

Danny, her son, and his 

wife Sarah are all involved 

in this new venture and 

they held a charity match 

with other anglers earlier 

this year choosing MND as 

their charity. 

 

They raised the sum of 

£350 with help from other 

anglers promoting Fishing 

in the North West and 

support with the raffle 

from The Goshawk Pub in 

Mouldsworth   

 

The family have great plans 

to improve the facilities 

including disabled access 

and are keen to encourage 

juniors to come along and 

get involved in the sport. 

 

More information on Lloyds 

Meadow Fisheries can be 

found at 

www.lloydsmeadow.co.uk  

 

Police come up with imaginative new 

use for tax disc holder 

POLICE have dreamt up a new use for the licence disc 

holders that every car carries on its windscreen - one 

which could save lives.  
 
The switch from paper tax discs for cars to the new electronic 

version has meant that the familiar transparent plastic envelopes 

have become obsolete - but PC Dave Wise and colleagues have 

thought up a new use for them.  

 
They have come up with an emergency contact information and 

medical alert card. This is a really useful replacement for your 
tax disc. If a driver is involved in a collision or has a medical 

emergency whilst at the wheel, a first responder will have easy 

access to vital medical information and we can quickly contact next 

of kin. The way the disc folds in on itself means all the information is 

kept private until needed by emergency services personnel. 
 

The policing team, based in Malvern, Worcestershire, put the 

template for the form on their Twitter account, @MalvernCops. It 

can be easily printed out, cut out, filled in, folded up and placed in 

the holder.  

You can download and print the form 

here: http://m.theboltonnews.co.uk/resources/files/33056  

. 

 

So what’s next? 
 

In the short term money raised from the Ice Bucket Challenge has allowed us to 

make an immediate start on some projects we planned to begin over the next 

three years. Here are the highlights of those projects: 
 

• New Research Grants - We are awarding seven new research grants, totalling over 

£1million. These will go to UK research teams and studies aimed at understanding the 

causes of MND. Many of these grants will run for up to three years. 
 

• Studentships - We also have six new PhD studentship projects starting shortly, 

totalling over £500k. Not only do these projects involve cutting edge research, but they 

also draw the next generation of talented young scientists into the expanding world of 

MND research.  
 

• Genetic Research - We can accelerate our genetic research programmes now. We are 

embarking on a major initiative to find the genetic factors that not only predispose 

people to develop MND, but also the factors that may slow down the disease in some 

people. This will form part of an international collaboration, Project MinE, which aims 

to sequence 15,000 MND genomes across the world. 
 

Other areas we are proposing to invest in are Multidisciplinary Care, so we are investing in 

research that helps us to understand what works and what makes the most difference to 

people with MND. Also New Grants for Children, we know from listening to people affected 

by MND that the needs of carers and young people are very important. One of the first 

actions we will take is increase support to young people through a ‘Young Person’s Grant’. 
  



 
 

 

 
 

 

 

Newsletter 

 
Anyone wishing to 
elect to receive 

everything via emails 
should contact Hal 

on 
    

hal@mndcheshire.org 
 

Any monies we can 
save will be used to 

help plwMND in 
Cheshire 

 
To view or print back 

copies of our 
newsletter go to 

www.mndcheshire.org
/12.html 

www.justgiving.com/
MNDACheshire 

Financial Stuff 

 

A Review of 2014 
By The Chair of the Branch, Joel Millett 

 

Due to constraints on space my report is much shorter than 

previous years (is that a cheer I hear). This my fourth 

review, and when you think I only attended a committee 

meeting as an observer when I was seconded on the 

committee and immediately made Chair!! 
 

To be fair I could not have survived without the help of the 

other members of the committee, their support has been 

invaluable. That coupled with the fact that in the 5 years I have 

been chair there has been only 1 change, so we have all benefited from a stable committee. 
 

I would also like to say thanks to all those individuals who have gone out of their way to 

raise funds, attend functions and make donations to the Branch and the Association. 

Without your effort and the funds that they generate we could not provide the support for 

our members living with MND and their carers and contribute to the valuable research that 

is taking place. 
 

This year there have been 10 Support Meetings and 1 Carers lunch, which I believe are 

really positive events with lots of important dialogue between plwMND, and because they 

are relaxed meetings, people keep coming back.  Also we visited Arley Hall Gardens hosted 

by Lord Ashbrook, arranged the annual Strawberry Evening and the Christmas Party, all of 

which have been well attended.  
 

Committee members also attended both the Spring Conference held in Manchester and the 

MND AGM held in the East Midlands. 
 

Various fund raising events were organised including a dinner dance, two Walks to D’Feet 

including the annual Shatliffe Shuffle in and around Lymm, a BakeIt Garden Party, a coffee 

morning, and a carol concert at Eaton Hall. 
 

The only thing left to say is; 
 

The Branch Committee would like to wish you a Merry Christmas and The Branch Committee would like to wish you a Merry Christmas and The Branch Committee would like to wish you a Merry Christmas and The Branch Committee would like to wish you a Merry Christmas and 
would like to extend a very Happy New Year to all our readers, and we would like to extend a very Happy New Year to all our readers, and we would like to extend a very Happy New Year to all our readers, and we would like to extend a very Happy New Year to all our readers, and we 

hope to see you all at our support meetings andhope to see you all at our support meetings andhope to see you all at our support meetings andhope to see you all at our support meetings and    events in 201events in 201events in 201events in 2015555 

Summarised Accounts as at 10
th

 October 

Income Expenditure 

Item 
Year to Date 

(£) 
Item 

Year to Date 

(£) 

General Donations 4,750 Financial Support 7,810 

Restricted Donations 1,420 National Office 17,662 

In Memoriam Donations 1,504 Info & Education 0 

Corporate Donations 0 Admin Cost 2,193 

Fund Raising 14,265 Publicity and Fundraising 492 

Resale of Goods 595 Purchase of goods for resale 0 

Bank Interest 179 Total  28,157 

Gift Aid 90 Deficit for the year -5,354 

Total Income £22,803 Total Expenditure £22,803 



 
 

 
    

    

 
 
 
 

 
 
 
 

 
 

 

Useful Contacts 
 

MND Connect offers support, information 

and advice to: People living with MND, 

Health and Social Care Professionals, staff 

and volunteers 

 

Paula Sutton is the Association's Regional Care Development Adviser (RCDA) working in the 

Branch area, who has detailed knowledge of the care and management of MND. Paula can 

be contacted on 07872 161024, or email: paula.sutton@mndassociation.org 
 

Branch Contacts 
 

 

Association Visitors 
 

 

 

 
 

 

 

Our MND Charter 3 minute campaign calls on everyone to spare three 

minutes or less to show support for the Charter.  

 

In 1 min: Sign the MND Charter 

In 1 min: E-mail your politicians 

In 1 min: Share with friends 

 

We have got to stop the ignorance surrounding this disease and have to make sure that 

when a patient is first diagnosed with MND, they must have access to good co-ordinated 

care and services. Go to http://www.mndcampaigns.org/take_action/304_mnd_charter  

Printed by The NeuroMuscular Centre, Woodford Lane West, 

Winsford, CW7 4EH Tel: 01606 863464,   www.nmcentre.com 

Chair Joel Millett 01625 525409 joel@mndcheshire.org  

Vice Chair Margaret Bailey 01565 634831 margaret@mndcheshire.org  

Secretary Clare Ward 01565 653475 clare@mndcheshire.org 

Treasurer John Kinder 01260 291232 john@mndcheshire.org  

Branch Contact Marion Chadwick 07929 732958 marion@mndcheshire.org  

Publicity Officer Sarah Walker 07970 216057 sarah@mndcheshire.org 

Newsletter Editor Hal Bailey 07970 085083 hal@mndcheshire.org  

Fund Raising Hazel Francis 01270 626222 hazel@mndcheshire.org  

Ann Barlow 01606 891027 ann@mndcheshire.org  

Joel Millett 01625 525409 joel@mndcheshire.org  

Amy  Phillipson 07870 199435 amy@mndcheshire.org  

Janet Woods 07717 131639 janet@mndcheshire.org  
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