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MND Westminster Reception 
By Amy Phillipson 

 

On the 16
th

 June I was fortunate enough to travel to Westminster ready to 

attend the association’s national MND parliamentary event – the largest of its 

kind to date.  
 

The day began with representatives from each branch/ group across the country travelling to 

London, ready to meet with local MPs in an attempt to raise awareness of MND and what we 

do as an association. I was kindly joined by Richard Niell and his wife to represent the 

Cheshire area. 
 

The day was centred on the handing over of the MND charter to No. 10 Downing Street. The 

five point charter calls for the right care, in the right place, at the right time for people with 

MND and their carers.  The association has been collecting signatures since the Charter was 

launched three years ago and was handed over with a grand total of 38,630 signatures.  
 

Following this the association hosted a 

parliamentary event where MPs were invited to 

meet with representatives from their local area. 

Prior to the day I had managed to secure 

meetings with 6 of Cheshire’s MPs, all of whom 

had confirmed their attendance at the event.  
 

The event was introduced by our Chief 

Executive, Sally Light, who gave a powerful, 

articulate overview of the association and the 

people we support. This was followed with an 

introduction to our guest of honour, Charlotte 

Hawkins – Good Morning Britain’s presenter - 

whose father sadly lost his fight with MND 

earlier this year, just one month before the birth of her first child. Charlotte spoke openly and 

honestly about her personal experience of MND and in what proved a very emotional speech, 

reinforced to everyone in the room the reasons we were there.   
 

The speeches were continued with the personal accounts of two men currently living with 

MND. One using verbal communication, the other by use of a pre-programmed speech on a 

communication aid, reminding us of the hugely differing paths those living with MND can have. 
 

Following the formalities of the speeches, the representatives from the association were then 

able to meet with their local MPs and answer their questions, provide information about the 

things going on within their constituency and encouraging them with ways they can help 

support us as an association.  
  

A total of 78 parliamentarians attended – a record number for an MND event, four of which 

were from Cheshire; Derek Twigg - Halton, Chris Matheson – City of Chester, Justin Madders  

– Ellesmere Port and Neston and David Mowat  – Warrington South. Apologies were received 

from Fiona Bruce and Antoinette Sandbach who were unfortunately held up in Parliament 

that afternoon. Apologies had also been received from George Osborne and David Rutley. 
 

The day was a huge success and I feel very privileged to have been involved. I would also like 

to say a huge thank you to the MPs that responded to my invitations, particularly to those 

who met me on the day.   

Diary Dates 

1
st

 Sept 
Support Meeting 

Arley Hall 

11
th

 Sept 

Chester Race Course 

Volunteers required for 

collections 

23
rd

 Sept 
Meeting at  

The Sunflower Centre 

24
th

 Sept Committee Meeting 

For further details go to 

www.mndcheshire.org 

Chris Matheson MP with Richard Neill and 

Amy Phillipson 



 
 

 
 

 

 

    

Food for Food for Food for Food for 
thoughtthoughtthoughtthought    

 

One Sunday morning, a 

pastor decided to do 

something a little different.  

 

He said 'Today, in church, I 

am going to say a single 

word and you are going to 

help me preach.  

 

Whatever single word I say, 

I want you to sing whatever 

hymn that comes to your 

mind –  

 

 The pastor shouted out 

'CROSS.' Immediately the 

congregation started 

singing in unison, 'THE OLD 

RUGGED CROSS..' 

 

The pastor hollered out 

'GRACE.' The congregation 

began to sing 'AMAZING 

GRACE’ 

 

The pastor said 'POWER.' 

The congregation sang 

'THERE IS POWER IN THE 

BLOOD.' 

 

The Pastor said 'SEX' The 

congregation fell into total 

silence. Everyone was in 

shock. They all nervously 

began to look around at 

each other afraid to say 

anything. 

 

Then all of a sudden, way 

from in the back of the 

church, a little old 87 year 

old grandmother stood up 

and began to sing  

 

'MEMORIES.' 

 

Hints & Tips  
 

Disability Living Allowance is ending 
 

IF someone of working age currently receives DLA (even with a 

lifetime award) they will be told in writing when this will end by 

the Department of Work and Pensions.  

 

This will happen between July 2015 and September 2017 for anyone aged 16 to 64 on 8 April 

2013, the day Personal Independence Payment (PIP) was introduced.  
 

They will then be invited to claim for PIP. This may affect some people with MND who still 

get DLA. See official notices at: www.gov.uk/government/publications/disability-living-

allowance-is-ending-claimant-factsheet  

 

To apply for PIP, each individual must reply to their letter about DLA ending within four 

weeks. Their DLA will continue until a decision is made. If awarded PIP, they should see no 

gap in payments, but their level of award could change, depending on their circumstances. 

If they do not apply for PIP, their DLA will stop. 
 

When completing the PIP claim form, clear and detailed entries about the person's needs 

are required. This can help ensure a suitable award is provided. Find out more about the 

changeover, including which postcodes will be affected first, at: 

www.mndassociation.org/life-with-mnd/everyday-living/workandbenefits/information-

about-claiming-for-pip/ 

 

For more information please contact MND Connect on 03457 626262 or email 

mndconnect@mndassociation.org  

 

Inner Wheel Club of Chester  
 

Departing club president Nova Haddock, of the Inner Wheel Club of 

Chester, presented a cheque for £1,755 to Joel Millett, chair of the 

Cheshire branch, at their meeting at the Mercure Abbotts Well Hotel in 

Chester. 
 

The impressive total was primarily raised at a 

Christmas carol concert at Eaton Chapel within the 

beautiful Eaton Hall estate, which welcomed the 

wonderful Cor Merched Rhos choir. 
 

Nova - who handed over to her successor Nadine 

Morris at the July meeting – picked the MND 

Association as the club’s chosen charity after her 

husband Robin died from the condition three 

years ago. 
 

Nova,said: “MND is a devastating disease, but 

seems to be a little known affliction. I felt I could help raise awareness of this cruel 

condition, whilst raising vital funds to support those affected by it in Cheshire.” 
 

Joel Millet said: “We are extremely grateful to Nova for picking the branch as the club’s 

chosen charity and to all those who showed such generosity and helped to raise these 

important funds. The Eaton carol concert was a very special night and the money raised 

will be such a boost to our work, supporting people across the region who are facing MND 

in many different ways.”
 

 



 
 

 

 

 

  
 
 

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    

 

Clint completes 6 races in 4 weeks  
By Sibby Spencer 

 

Derbyshire runner, Clint Spencer, has 

successfully completed his mammoth 

challenge which involved taking part in 

5 half marathons and one 12 mile 

extreme obstacle race, Tough Mudder 

– all in just 4 weeks!  
 
Clint was running for the Motor Neurone 

Disease Association (MNDA) in honour of his 

wife’s aunt, Lesley Silvester, who was diagnosed with MND last June.  

 

“I wanted to do something different to raise awareness about this disease, as well as raise 

money for MNDA, who have been a great help to Lesley since her diagnosis,” Clint 

explained. “I looked into local half-marathons and discovered I could schedule five in the 

month of May and then end my challenge with the Tough Mudder Midlands in Kettering.” 

 

“Thanks to the support of the local newspapers as well as Ashbourne Radio and Radio 

Derby, as well as the overwhelming generosity of family and friends, we’ve raised over 

£2,000 for MNDA Cheshire, Lesley’s local branch.”  

 

Clint achieved impressive times in all the races, 

but is now having a well-deserved break, 

although he still tries to go for a run once a 

week. 

 

 “Clint was just amazing throughout this 

challenge,” said Clint’s wife, Sibby.  “He showed 

such commitment and we’re all incredibly moved 

by what he has done.” 

 

Lesley, who is now unable to walk, eat or talk, 

told us in writing: “I am so very proud of my 

nephew-in-law for taking on such a difficult 

challenge to raise funds for MNDA – he’s my 

superhero!”  

 

 

 

 

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.  

 

A little girl was watching 

her parents dress for a 

party. When she saw her 

dad donning his tuxedo, 

she warned, 
 

'Daddy, you shouldn't 

wear that suit.' 

 

'And why not, darling?' 
 

'You know that it always 

gives you a headache the 

next morning.' 



 
 

 

 

 

 

 
 

Open 

Gardens 

Many thanks to the 

organisers of the Open 

Gardens at Eccleston 

Village who donated 

£150.00 to the Branch from 

the proceeds for the event. 

 

 

By Hayley Shatliffe-Smith 

 
In September along with my 

brother we are completing 

Tough Mudder UK for 

Cheshire Branch. 

Tough Mudder is a team-

oriented 10-12 mile (18-20 

km) obstacle course designed 

to test physical strength and 

mental grit. Tough Mudder 

puts camaraderie over 

finisher rankings and is not a 

timed race but a team 

challenge that allows 

participants to experience 

exhilarating, yet safe, world-

class obstacles they won't 

find anywhere else.  

I’M SCARED!!!!!! 

If anyone would like to 

sponsor me please go to 
www.justgiving.com/MNDACheshire 

 

BakeIT  
By Melissa and Suzie Hine 
 

We had a great time at the Alderley Edge Summer Fete, which took place 

at Alderley Edge Cricket Club on Sunday, 28th June. We were so 

overwhelmed with all the support and cake donations we received. Mum 

would have been so proud. 
 
Mum loved baking and it is a pastime we enjoyed 

with her from our early age. Our dad has been a 

member of the Alderley Edge cricket club since we 

can remember so it seemed the most appropriate 

location and fundraising event, and way to help raise 

money for MND Cheshire. The charity is close to our 

hearts as our mum, Christine, passed away recently 

from the disease. 
 

Mum was a keen baker so we couldn't think of a 

better venue. We had lots of cake donations from 

friends, family, colleagues, mum's friends and 

carers, and generous cash donations on the day. We 

had a few helpers on the day too, including Annabel, 

Sarah, and the Brown family (Mary, Helen and her 

son Robbie). Robbie did a great job going round with 

the collection box. 
 

Mum would have loved it. 
 

Our total from the day was over £500. It was a lot more than we could have imagined.  
 

Shatliffe Shuffle 

By Hayley Shatliffe-Smith 

 

Lymm Festival was this year held from 18
th

 to 28
th 

June, and amongst the 

many events held was the 3
rd

 annual Shatliffe Shuffle a Walk to D’feet to 

raise awareness in and around Lymm. 
 

This event was staged over a 5 mile picturesque walk 

around Lymm. Taking part were family and friends, all 

wearing the famous blue MND T-shirt, of all ages and 

abilities. I think it is fair to say everyone enjoyed the 

sunny afternoon. 
 

Whilst on the walk the walkers were stopped many 

times as individuals wanted to donate money. 
 

There were various watering holes enroute namely The 

Spread Eagle, The Crown, The Wheatsheaf, The Jolly 

Thresher, and the Green Dragon. The local hostelries 

were all very accommodating and provided much 

needed refreshment for the walkers. 
 

As well as raising over £1,000 on the day, which included a donation of £350 from Adele 

Horn and sponsorship of £145 collected by Charlotte through the Branch’s JustGiving site, 

we also raised much needed awareness. 
 

We are going to organise another Walk to D’feet in October, this time, it will be in 

Stretton, Cheshire at the Park Royal.  

Taking on much needed liquid at one of 

the several watering holes enroute 

from left to right are            

Annabel, Melissa, Suzie, Sarah 



 
 

 
 
 
 

 
 

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 

  

 

 

Strawberry Evening 

By Pauline Medovnikov 

 

The 15
th

 annual Strawberry Evening was held on Thursday 18th June 2015 

and it went back to its roots to where it all started at Nantwich Cricket 

Club, Whitehouse Lane, Nantwich. 
 

The evening was a great success and we raised over £1,600 in total which is a fantastic 

achievement I think for just one evening and is thanks to the volunteers who gave their 

time and also to some very kind and generous local businesses who donated some 

wonderful prizes for the raffle and the auction. A special thank you for these goes to Joan 

Park who went ‘cap in hand’ to all her local contacts. 
 

The evening opened with 

singing from Nantwich Young 

Voices who are a Children's 

Choir and just added a lovely 

touch to the evening.  
 

It was a warm evening for 

once so we had all the doors 

opening out onto the cricket 

match and even got some of 

those watching the game to 

donate!  
 

We also had a quiz titled 'Strawberries, Tea and MND' with 20 questions around those 3 

themes.  
 

About 90 people came and enjoyed the strawberries kindly donated by Waitrose and the 

cream donated by the local milkman Mr Shone. In fact we didn't pay for a single thing! 
 

FOOTNOTE The Branch would like to thank Pauline and all her volunteers for organising the event and raising a 

fantastic amount, which is a record for this event, and equally as important for raising awareness of this dreadful 

disease 

 

By Margaret and Hal Bailey 

 

On Aug 1st our son, Mark and his wife Hannah 

along with friends took part in the 10k Total 

Warrior race at Shap Abbey in The Lake District.  
 

The Lake District is the home of Total Warrior, which is now 

going into its fifth year. It is the perfect venue for an obstacle 

race with endless hills, rivers, mud (tonnes of it!), woodland 

and the rugged Lake District terrain. This is before the 30 

punishing Total Warrior obstacles, including infamous Death 

Valley, even get a mention!  
 

Mark commented “this is a cause close to my heart as my dad has been living with this 

fatal disease for 12 years, and good friend of mine lost his mum to this disease earlier this 

year.” 
 

It would be wrong for us to say that they completed the race unscathed, but complete it 

they did and raised in excess £800.00 for the Branch.  

A huge thank you to 

Margaret and Eric 

Plenderleath who have 

donated £225.00 in lieu of 

presents for their Golden 

Wedding celebrations. 

Thanks go to Mrs Joan 

Simpson who has kindly 

donated £100.00 to the 

Branch 

Deborah Done has 

generously donated £120.00 

in lieu of gifts. 

St Stephen’s Church of 

Congleton have donated 

£160.00 raised from their 

monthly coffee mornings 

Wendy Cliffe has generously 

donated £147.50p 



 
 

 

 

 

 
 
 

PLS Study Day 
 

This is a unique 

opportunity for people 

affected by PLS to 

participate in a day 

especially designed for 

them, so I hope many of 

you will take the 

opportunity to attend. 

 

Hilary Shaw who is the 

administrator wants to make 

it really work well for those 

with PLS and their carers and 

if you send an email to 

hjsconference@btinternet.com , 

she will email you a form so 

any needs are sorted before 

you go. 

 

Hilary used to work for the 

Association so is very used to 

dealing with folk with MND. 

 

Should be a really interesting 

day 
 

 

MND Charter 
 

We smashed our target 

with an incredible 33,630 

signatures in support of 

our MND Charter. Thank you to 

everyone who signed and promoted 

the MND Charter. 
 

We have been collecting signatures since 

the Charter was launched three years ago, 

calling for the right care, in the right place, 

at the right time for all people with MND 

and their carers. We have now stopped 

collecting signatures. 

 

In June, we handed in the MND Charter to 

No 10 Downing Street with a group of 

committed campaigners, Association Patron 

and ITV presenter Charlotte Hawkins, and 

the MND Association’s Chief Executive Sally Light. 

Following the Charter presentation, we hosted a reception for volunteers and MPs in 

Westminster. Over 130 supporters travelled to Westminster from across England, Wales 

and Northern Ireland and were joined by 78 parliamentarians. This is a record number for 

an MND event and we are grateful to everyone who took our e-action encouraging their 

MP to attend.  

It’s really important that we continue to engage with newly elected MPs so that they 

understand MND, and how they can support local people affected by MND in their 

constituency. 

 

So we’ve created ‘Motor neurone disease: a guide for MPs’  to help you talk to your MP 

about MND, and the issues affecting people living with the disease. You can download this 

guide, and learn other tips to help you engage with your MP by following the link 

http://www.mndassociation.org/get-involved/campaigning-influencing/raising-

awareness-with-politicians/  

Your MP is going to be representing you for the next five years so building an enduring 

relationship will be incredibly important. 
 

Carers Lunch 
 (By Joel Millett) 

 

The 5th annual carers’ lunch was 

held on 13
th

 August, and 

following on from the success of 

previous years the event was 

again held at the Alderley Hotel, 

Macclesfield Road, Alderley 

Edge. 
 

Altogether 10 carers came along, and 

were joined by Marion (our branch contact) and yours truly, we all enjoyed a most 

relaxing and delicious lunch. The staff made us all very welcome and a good time was had 

by all.  

Charlotte Hawkins and Sally Light with 

Liam Dwyer 



 
 

 

 
 

 

 

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 

Financial Stuff 

 

Committee Stuff 
 

Jo Cunnah, who is the Volunteer 

Development Coordinator for Wales, NI and 

Isle of Man, and will be helping the Branch 

for the foreseeable future, attended the 

committee meeting. 

 

 

National Wheelchair 

Alliance   
 

THE RIGHT CHAIR RIGHT TIME RIGHT NOW 

campaign aims to raise awareness of the vast 

differences in quality of wheelchair services 

across the country. 
 

The Wheelchair Charter encourages MPs, CCGs, the general public and others to pledge 

their support to the campaign and to take positive action to help bring about 

improvements. 
 

The 10 point charter lists criteria that wheelchair services should strive to fulfil in order to 

provide great care 
 

If we are going to convince politicians, NHS England , DOH and commissioners locally and 

nationally that they must take wheelchair services seriously and make significant changes, 

we need as many pledges of support as possible.  
 

This is easy to do by visiting www.rightwheelchair.org.uk  and pledging support by clicking 

on the button on the right hand top corner of the home page.  
 

Tanni Grey Thompson who leads the Alliance hopes that you can offer your support both 

by pledging yourself and by forwarding this to all your contacts and social media sites. It is 

something that could make a huge difference to people with MND 

Summarised Accounts as at 31
st

 July 

Income Expenditure 

Item 
Year to Date 

(£) 
Item 

Year to Date 

(£) 

General Donations 6,524 Financial Support 3,115 

Restricted Donations 3,984 National Office 8,397 

In Memoriam Donations 2,395 Info & Education 779 

Corporate Donations  Admin Cost 761 

Fund Raising 8,734 Publicity and Fundraising 497 

Resale of Goods  Purchase of goods for resale  

Bank Interest 94 Total  13,549 

Gift Aid 195 Surplus for the year 8,377 

Total Income £21,926 Total Expenditure £21,926 

https://twitter.com/
MNDACheshire 

www.facebook.com/
MNDCheshire 

www.justgiving.com
/MNDACheshire 

The only time you will find your 

committee quiet!! 



 
 

 
    

    

 
 
 
 

 
 
 
 

 
 

 

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 
 

 

 
   

 

Whether you’re aiming big or small, fundraising is a 

rewarding and fun way to help make a difference. Either 

by yourself or as part of a team, through work or in your 

free-time, there’s a way for everyone to get involved.  
 

Imagine an hour... a day... a week without speech. 

 

Join our new sponsored fundraising event Silence Speaks. 
 

Stop talking, create your own way to communicate, raise awareness, raise vital funds and 

support people living with Motor Neurone Disease during Awareness Month in June. 
 

For more information and to receive your Silence Speaks fundraising pack go to 

https://www.mndcommunity.org/silence-speaks  or call us on 01604 611 860. 

 
 

 

 

 

 

 

 

 

 

 

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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