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Funding 
 

Due to the generosity of our friends and members the Branch has been able 

to provide a total of £17,500 to help to fund the following projects from this 

year’s accounts. 
 
It has been decided to donate the monies to the following projects: 

 

• The Branch has donated a further £12,500 making a total of £32,500 over the last 12 

months, to a novel research project investigating a pain free way of diagnosing and 

monitoring motor neurone disease.  

 

The research explores ways of detecting if someone has MND using ultrasound scans 

rather than the current technique, which involves the use of painful needles. The 

donation helps to fund a PhD student to work on the three-year project. 

 

The aim of the research, led by Dr Emma Hodson-Tole, is to develop a pain-free 

procedure for early screening of MND Such a system would also provide a more detailed 

way of monitoring the condition, help improve understanding of the disease’s 

progression, and aid the testing of any new therapies that become available. 

 

• Following the appeal from Sally Light, CEO MND Association we have donated £2,500 to 

each of the projects described below: 

 

o Clinical Fellowship - We know how important it is for people to be cared for by a 

neurologist with special expertise in MND and we want to invest in that vital 

training. £25,000 will fund a clinical fellowship for a young doctor with some 

neurology experience to develop a special interest in MND. This money will 

enable a 3-month placement, undertaken in a specialist MND centre. The doctor 

will experience all aspects of care provision for people with MND, including 

neurological support and respiratory, nutritional and palliative care issues as they 

apply to MND. The clinical fellowship programme will help to ensure that future 

consultant neurologists with an interest in MND are informed, experienced and 

passionate about providing the best possible care for those with MND, whilst 

participating in research to find the cause of MND and ultimately the cure. 

 
o TONiCresearchstudy - The Trajectories of Outcome in Neurological Conditions 

(TONiC) study, led by Professor Carolyn Young at the Walton Centre in Liverpool, 

aims to identify the physical, psychological and social factors that have a direct 

influence on quality of life in patients with either Motor Neurone Disease or 

Multiple Sclerosis (MS) over the course of their disease. The study - the largest of 

its kind in the world - aims to develop a 'toolkit' of sensitive and disease-specific 

Patient Reported Outcome Measures that can be used in the assessment of 

future drug trials and other healthcare interventions. Whilst the MS component 

of the study is well funded by pharmaceutical companies the MND component is 

not and to ensure it delivers its potential for people with MND, it requires 

funding from the Association. 

 
For information of providing funds to help the people living with MND in Cheshire, and their carers, go 

to the article page 5 of this newsletter to see how we have helped them during the past year. 

Diary Dates 

22
nd

 March 
Branch AGM 

Portal Hotel, Tarporley 

13
th

 April 
Support Meeting 

Abbeywood, Delamere 

19
th 

April 

Regional Conference 

Radisson Blu Hotel, 

Manchester Airport 

25
th

 April 

Collection Day 

Booths Supermarket, 

Knutsford 

For further details go to 

www.mndcheshire.org 



 
 

 
 

 

 

    

Food for Food for Food for Food for 
thoughtthoughtthoughtthought    

 
A lady goes to the bar on a 

cruise ship and orders a 

Scotch with 2 drops of water. 

 

As the bartender gives her 

the drink she says ‘I'm on this 

cruise to celebrate my 80th 

birthday and it's today.' 

  

The bartender says 'Well 

since it's your birthday, I'll 

buy you a drink.’ 

 

As the woman finishes her 

drink the woman to her right 

says 'I would like to buy you 

a drink, too. The old woman 

says  

 

‘Thank you. Bartender, I want 

a Scotch with 2 drops of 

water' 

   

As she finishes that drink,   

The man to her left says   

'I would like to buy you one, 

too.' The old woman says  

 

'Thank you Bartender, I want 

another Scotch with two 

drops of water.'   

 

As he gives her the drink, he 

says 'Ma'am, I'm dying of 

curiosity. Why the Scotch 

with only 2 drops of water?'  

 

The old woman replies   
'Sonny, when you're my 

age,  You've learned 
how to hold your 

liquor...  Holding your 
water, however, is a 
whole other issue.  

 
 

Hints & Tips  
 

Established over 14 years ago, their mission is 

to maximise independence and choice for 

disabled people in accessing their local area and 

the places we all want to visit. 
 

They work on behalf of Local Authorities, top Universities, NHS Trusts and private sector 

organisations to publish detailed access information on well over 125,000 places of 

interest across the UK and the Republic of Ireland. They also have a number of prominent 

strategic partnerships, particularly in the travel and tourism sector, with 

organisations such as Visit England, Visit London (London & Partners / Greater London 

Authority), Tourism For All and Open Britain. 

 

Developed by disabled people for disabled people  

 

For more information go to http://www.disabledgo.com/about-us/  

 

Regional Conference 
 

The Association have reorganised the Spring Conferences into Regional 

Conferences so that instead of being bunched into April/May time they can 

be spread throughout the year. 
 

These one-day conferences are primarily 

aimed at people with MND, their families 

and carers although all interested parties are 

welcome to attend. 
 

Again the conferences provide the 

opportunity to learn more about MND care 

and research, while sharing experiences of 

living with MND and socialising with friends. 

This is a great way for people to be 

introduced to the Association and an opportunity to network with local branch members 

and staff. 

 

The North West Regional Conference for this year will be held on 19
th

 April at the Radisson 

Blu Hotel, Manchester Airport, Chicago Avenue, M90 3RA for further information on the 

hotel go to www.radissonblu.co.uk/hotel-manchesterairport/  

 

For further information please contact the conference and events team on 01604 611834 

or email conference@mndassociation.org or go the National website at 

www.mndassociation.org/news-and-events/events/conferences/regionalconference 

 

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.
 

 



 
 

 

 

 

  
 
 

This is your 
newsletter 

    

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    

 

A Christmas Miscellany 
By Hal Bailey 

 

On 3
rd

 December the Inner Wheel Club of Chester held a 

Christmas Miscellany at Eaton Hall in aid of the Cheshire 

Branch of the MND Association. 

 

The Christmas Miscellany held in the Chapel  

and the Long Room, by the kind permission of 

Their Graces, the Duke and Duchess of 

Westminster, was attended by approximately 

150 people. 

 

The event which featured the Rhos Ladies Choir 

was opened by the President Nova Haddock 

whose husband Robin sadly passed away with 

MND in January 2012, and was closed by the 

President of Chester Rotary Club The Revd. Canon Chris Samuels who spoke on ‘The True 

Meaning of Christmas’. 

 

This was followed by wine and mince pies served in the Long Room. The evening was 

concluded by a talk on MND given by Joel Millett and the drawing of the raffle. 

 

The Branch would like to thank the ladies of the Inner Wheel, and in particular President 

Nova for their efforts in organising the event.  

 

Christmas Celebrations 
By Hal Bailey 

 

This year our Christmas celebrations 

were held in the Long Gallery at Crewe 

Hall, described as one of the two finest 

Jacobean mansions in Cheshire, where 

47 friends and members enjoyed the 

afternoon on 7
th

 December. 
 

Guests were treated to a welcome drink and then 

enjoyed a full afternoon tea whilst being entertained by 

Matt Windsor, a magician who went round the tables 

amazing people with his tricks. During the course of the 

afternoon a raffle was held raising £113.00p for the 

Branch funds. 

 

Amongst the guests were Alan Smith and Nick Wild from 

the Cheshire Provincial Mark Benevolent Fund who 

sponsor our newsletter, and Dr Emma Hodson-Tole the 

head of the research project at Manchester Metropolitan 

University, who has volunteered to be our guest speaker 

at our AGM to be held in March 2015. 

 

The Branch took this opportunity to present a cheque for £12,500 to Emma, which came 

as a complete surprise, to help to fund the research project (see the story on page 1). 

  

 

My wife sat down 

next to me as I was 

flipping channels. 

 

She asked,  

"What's on TV?" 

 

I said,  

"Dust" 

 

And then the fight 

started... 

 
 



 
 

 

 

 

 

 
 

A Date for your 

Diary 
 
 
 
 
 
 

Come and meet Sally 

Light, Chief Executive 

of the MND 

Association  

 

Sally is scheduled to attend 

our support meeting on 

April 13
th 

at Abbeywood 

Delamere, Northwich, 

Cheshire, CW8 2HS 

 and will be available for 

questions from members of 

the Branch. 

 

There is ample car parking and 

further information can be 

found at 

www.abbeywoodestate.co.uk  

 

Condemned to 

Silence 
 

The All Party 

Parliamentary 

Group (APPG) on  

MND launched a new 

report, Condemned to 

Silence, in January showing 

the shocking truth about 

access to communication 

equipment for people living 

with MND.  

 

Around 50 MPs and 

Peers were represented at 

the launch. For more 

information go to 
www.mndassociation.org/n

ews-and-

events/Latest+News/appgl

aunch 

The Theory of Everything 
by Hal Bailey 

 

Unfortunately we have no Cineworld Cinemas in Cheshire, so we were not 

able to take advantage of the promotion. But the Curzon Cinema in 

Knutsford allowed us to put collecting tins at the ticket booth. 
 
The Curzon were showing the film for 2 weeks commencing on New Year’s day. 

 

The Theory of Everything is a biographical romantic drama inspired by the book 'Travelling 

to Infinity: My Life with Stephen', written by Stephen's first wife Jane. 

Starring Felicity Jones and Eddie Redmayne, the film explores the relationship between 

MND Association Patron, Professor Stephen Hawking, and his first wife Jane. 

I was checking off the familiar symptoms and admiring 

how accurately Eddie Redmayne (Stephen) had captured 

them. It is a truly remarkable performance uncannily 

capturing the mannerisms and the voice (until his 

tracheotomy). I recognized the eccentric clumsiness, 

knocking things on the floor, the tripping over feet, the 

helpless falling to the ground and being unable to help 

oneself up. The day to day frustrations the disease brings 

were all too evident.  

The alarming choking fits were familiar, as was Jane’s 

matter-of-fact remedy of thumping between the 

shoulder blades. We’re familiar with Jane understanding 

the incoherence of MND and interpreting it clearly for 

others. Yes, technically it was brilliant. 

The Association has been involved with the film since July 2013 advising the set designers 

and production teams. As part of their research, Eddie and Felicity met people living with 

MND, and their carers, supported by the North London and North West London branches, 

together with Queen Square, the National Hospital for Neurology and Neurosurgery 

Margaret and I went to see it, and if you haven’t been to see the film, I would recommend 

that you take time out and watch it. 

 

The Royal Pug 
 

The manager of The Royal Pug in Royal Leamington Spa, Will Pritchard is 

putting on an event on 13
th

 March to raise awareness and much needed 

funds to support those living with the MND and their carers. 

 

Will is the stepson of George Tomlins, 

who some of you will have met at our 

support meetings. George was 

diagnosed with MND in July 2014 and 

has become very much involved with 

the Branch. 

 

This event is being supported by both 

the Coventry and Warwickshire Group 

and the Cheshire Branch. There will be 

a full update on the event in the next 

issue of the newsletter. 



 
 

 
 
 
 

 
 

Fund Raising 
and Donations 

 

The following are some of 

donations which were 

received by the Branch 

during the last three 

months.  

 

It is through such generous 

gifts that the Branch can 

help the people of Cheshire 

to be as independent as 

possible for as long as 

possible 

 

The Chester Fields 
By Hal Bailey 

 

Following an article in the Chester Chronicle about a restaurant in Bridge 

Trafford that celebrated its third birthday in November and at the same 

time  raised funds for a local woman with Motor Neurone Disease, I took 

the opportunity, along with the 2 M’s to visit the country pub and 

restaurant. 
 

Mark Jarvis, the Managing Director 

and owner of The Chester Fields, 

celebrated the restaurant’s birthday 

and raised cash for mother-of-three 

Rachel Evans who was diagnosed with 

motor neurone disease in January 

2014. In doing so they raised a 

fabulous £885.00 for people living with 

the condition in Cheshire. Raffle prizes 

included a holiday to Austria and a 

sumptuous Rolls Royce Valentine’s Day 

meal. 

 

Another fund raising idea, which he 

implemented over the festive period raised £124.00p by donating 50p for every Christmas 

pudding sold. 

 

We were fortunate enough to meet up with Mark, who explained how he likes to support 

charities through his business and in particular local charities, and will continue to support 

The Cheshire Branch through 2015. So don’t be surprised if we hold an event there 

sometime during the year. 

 

The Chester Fields is at Bridge Trafford near Chester and can easily be reached from either 

the M56 or the A51. It is definitely worth a visit and there is ample parking. Further 

information can be found at www.thechesterfields.co.uk   

 

2014 Funding for plwMND 
 

As well as the providing a total of £17,500 to help to fund various projects 

identified in the article on the 1
st

 page of this newsletter, the Branch has 

also been able to help people living with MND and their carers. 
 

During the course of 2014 the Branch has been able to help towards the funding of the 

following items; 
 

� 2 x purchase of Washer / Dryer WC 

� 4 x Purchase / Rental of stairlift 

� 6 x Adaptations to the family home 

� Purchase of an adapted vehicle 

� Holiday break 

� Purchase of ramps 

�  3 x Purchase of communication aids / Software 

� Hoist and lifting equipment 

� Also we have loaned numerous riser / recliner chairs, several Lightwriters 

(communication aids) and suction equipment.  

Without your help and support we couldn’t even attempt to provide the above support. 

For more information about the Branch go to www.mndcheshire.org 

Chester Fields managing director Mark Jarvis cutting the 

birthday cake which was modelled on the restaurant   

St. Mary’s Church Women’s 

Fellowship Group of 

Wilmslow has sent a £25 

donation. 

The Burley Bridge Club have 

donated £100.00 

 

The Trustees D G Lowe 

Charity Trust have kindly 

sent a donation of £400.00 

 The Bishop of Chester has 

kindly sent a donation 

£100.00 

 

Mrs Peggy Roberts whose 

husband Lester died of MND 

in 2013 has donated £100.00 

to the Branch. 

 

The Crewe Rotary Club has 

donated £100.00 to the 

Branch. 



 
 

 

 
 
 

 
 

80’s Disco 

Night 
 

 
Why not join Steph  

on Saturday 28
th

 

March in the Carlsberg 

Lounge at Crewe 

Alexandra Football 

Club for the 80’s Disco 

Night. 

 
Steph is the granddaughter 

of Tom Bourne who lives in 

Hankelow near Crewe, and 

has been living with MND 

for 14 years. 

 

Tickets are £10 each 

including a buffet and can 

be obtained by phoning 

01270 252610 or calling in 

person to the Crewe 

Alexandra ticket office. 

 

Although fancy dress is 

optional there will be a 

prize going to the person 

who Is judged to have the 

best fancy dress. 

 

The proceeds from the 

night are in aid of the 

Cheshire MND Branch,  

with the monies raised 

from the raffle going to St 

Lukes Hospice in Winsford. 

Items for Sale 

We offer a free advertising service for disabled equipment/aids, but we 

cannot accept responsibility for the condition of the items advertised. 
 

Arrangements for collection of items for sale should be made directly between the seller 

and buyer. Where specialised or lifting equipment is concerned, you are strongly advised 

to seek advice from your occupational therapist and the manufacturer as to suitability and 

health and safety requirements. 

 

To advertise send details to saleitems@mndcheshire.org. Adverts will appear in one issue 

of the newsletter. Please contact us if you want your advert to re-appear. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Care information update  
 

Our redeveloped Information sheet 22A – Benefits 

and entitlements has been launched. 
 

It includes a new feature to easily see which benefits might be suitable 

and keep note of when applications are made. 
 

Information sheets 14A – E about breathing and ventilation for MND are 

also available following revision.  This range now includes a wider view of 

breathing therapies and how decision making may affect future care. 

Our information is regularly updated and reviewed to reflect national 

changes. We recommend you download or order information sheets 

when you need them rather than building up your own supply to ensure 

that you have the latest version at all times. 

 

If you are living with or affected by MND, you will find information to 

support you here. Most of our publications can be downloaded or you 

can order them in printed format from our helpline. 

 

Download publications www.mndassociation.org/life-with-

mnd/Publications-pabmnd/   or order on 01604 611812 or by email to 

careadmin@mndassociation.org  

  

Liberty Four Wheeled Rollator. 

Free and Buyer to collect .  

Contact Margaret on  

07713 246856 

A “Drive” Foldable Walker with 

handy side pouches - a donation 

of £10 to the branch 

Contact Joel on 0795 6010972 

 

A “Stirling Sapphire” electric scooter as new  

a donation to the Cheshire branch of £100 

Contact Joel on 07956 010972 

 



 
 

She received her PhD from University of London in 2007, for a project which 

considered how different locomotor factors influence neuromuscular factors related 

to activation and force production.  She then worked as a post-doctoral research 

fellow at The Georgia Institute of Technology in the USA on a project investigating 

how damage and repair of peripheral nerves affects patterns of movement.  

 

She returned to the UK to take up a prestigious Wellcome Trust fellowship, which 

brought her to Manchester Metropolitan University and where she began working 

with ultrasound imaging as a means of studying muscle anatomy in humans.  Latterly 

a promising application of the work is in studying changes in muscle behaviour which 

result from pathologies including Motor Neurone Disease.  This led to the successful 

application to the MNDA for a PhD studentship which is developing ultrasound 

imaging as an additional clinical tool for disease diagnosis. 

 

 
 

 

 

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 
 

Committee Stuff 
Branch AGM 
 

This year the Branch Annual General Meeting will be held on 22
nd

 March 2015, at  

Macdonald Portal Hotel, Cobblers Cross Lane, Tarporley CW6 0DJ. Our speaker this year 

will be Dr Emma Hodson-Tole who is a Reader Neuromusculoskeletal Interaction at 

Manchester Metropolitan University and in charge of the research project the Branch are 

helping to fund. 

Other Business 
 

� Christmas Cards - This year and we sold £1,085.80, an increase of approximately 

24% over last year, making a profit of £264.23p. We have in stock 6 packs, so if 

anyone would like to purchase cards for next year please contact Margaret. 
� It has now been decided to include in the newsletter an ‘Items for Sale’ section, 

for details see article on page 6. 

� There will be a collection at Booths Supermarket on 25
th

 April. Volunteers 

required. Please contact Margaret on 01565 634831 if you are able to help on the 

day. 

� The Strawberry Evening, this year, will be held on June 18
th

 at The Cricket Club in 

Nantwich.  

Summarised Accounts as at 31
st

 December 2014 

Income Expenditure 

Item 
Year to Date 

(£) 
Item 

Year to Date 

(£) 

General Donations 4,105.92 Financial Support 3,850.92 

Restricted Donations 3,633.50 National Office 42,774.61 

In Memoriam Donations 641.00 Info & Education  

Corporate Donations  Admin Cost 2,883.03 

Fund Raising 23,566.48 Publicity and Fundraising 726.00 

Resale of Goods 1,104.35 Purchase of goods for resale 844.61 

Bank Interest 221.65 Total  51,079.17 

Gift Aid 90.00 Deficit for the year 17,716.27 

Total Income £33,362.90 Total Expenditure £33,362.90 



 
 

 
    

    

 
 
 
 

 
 
 
 

 
 

 

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  
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