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Chrissie Batts. MND Specialist Nurse 

On Monday 5 December 2016 I travelled to 
Dublin along with many other health 
professionals and members of MND 
Association. This was to attend the Allied 
Health Professionals Day, which is the 
precursor to the Annual International 
Symposium. The day is about exchanging 
information in regard to good practice and to 
facilitate the highest standard of care for 
people with ALS/MND.

After locating the hotel, I took a short walk into 
Dublin centre discovering the lively part of the 
city. The walk back to the hotel was really 
enjoyable along the banks of the River Liffey.

The following day started bright and early 
with the first talk commencing at 8.30am.

The subjects were varied and very interesting. 
Each health professional who spoke was from 
a different background with varied speciality 
interests in regard to Motor Neurone Disease, 
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had travelled from across the world: UK, 
Australia and USA to name a few.

Subjects covered were generally in regard to 
projects and studies that each individual had 
developed a passion for whilst managing the 
care of people living with ALS/MND. Each year 
different subject matters are covered. This year 
there was there was discussion in regard to 
carer support that is required, the impact of 
carer burden, voice banking versus message 
banking and palliative care service 
development.

Of particular interest to me was the talk in 
regard to non-invasive ventilation. A 
respiratory nurse explained how her service 
managed a patient who had decided to 
discontinue his 24-hour ventilator. The 
speaker discussed how the team work in the 
North East of England running and managing 
their home ventilation service. It raised a few 
questions and a degree of debate as this was a 
very emotive presentation.

Another area that I found particularly 
interesting was the subject of message 
banking. I found this to be an incredibly 
powerful presentation where the therapist 
had worked with people whose speech was 
affected and assisted them to record specific 
phrases several times but with different 
intonation. The one that will remain with me 
was a lady calling her pet dog via her message 
banking activated via her computer. He (the 
dog) had not heard her voice for some months 
but responded immediately to her.

This was a fantastic, stimulating day listening 
to the various presentations but also being 
able to network with professionals who I 
know from the UK whilst also making new 
contacts worldwide.

Thank you to East Kent MND Group for assisting 
with funding my travel and stay in Dublin.
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2016 has been an interesting and successful  
year for East Kent MND Association Group

JANUARY
The year started with a party at the Wrotham Arms in 
Broadstairs, followed in very short order by a support 
meeting in Folkestone and a visit to Westminster, 
where six people affected by MND addressed some 42 
Parliamentarians.

Young Carers Awareness Day was also in January, which 
was followed by the Burns Night Supper at BinElla in 
Faversham.

FEBRUARY
Mark and Katy Styles spoke to the Psychology Society at 
the University of Kent on Tuesday 23 February.

APRIL
During April the Campaigning Toolkit, brainchild of 
East Kent’s Katy Styles was launched.

A Masquerade Dinner in Tenterden raised almost 
£10,000. 

The South Coast Road Trip t-shirts went on sale, 
together with announcements of the events in  
East Kent.

MAY
 A brilliant Spring Lunch was held in May and the press 
release for the South Coast Road Trip was sent to all 
media outlets.

JUNE
June was the month of the South Coast Road Trip with 
19 events in 17 days as Clive and Lynn Hudson travelled 
by public buses from Broadstairs to Land’s End. Over 
£10,000 was raised whilst also creating great awareness 
of MND during the process.

The Clock Tower in Herne Bay was lit up with MND 
Association’s colours on National MND Awareness Day. 

The Podplus 5K run in Ashford was yet again successful 
raising funds for MND in East Kent.

AUGUST
In August summer was in the air with great music at the 
Broadstairs Summer Hop at The Pavilion, which followed 
on into the evening at the Wrotham Arms. 

Daren Edwards was catching enormous fish in France 
and the signed road trip shirt went on display at David 
Niven House, national office, Northampton.

SEPTEMBER
Katy Styles addressed The National Council for 
Voluntary Organisations (NCVO) Campaigning 
Conference on 3 September, being the only volunteer 
to address the meeting. 

On the same day, Judy Keay attended Project Respect, 
which is the MND Association’s Equality, Diversity and 
Inclusion Strategy – and all members are encouraged to 
help shape it.

Clive Hudson and Mark and Katy Styles attended the 
annual conference of the MND Association held in Derby 
on Saturday 10 September.

The Co-op run from River to Mill 
Hill was on 30 September. The run 
followed the diagnosis of MND given 
to local lady Linda Clarke. The run 
raised over £1,000 for MND.

Anne Pomeroy walked 100km along 
the Thames raising £1,650.93 for 
East Kent MND Association. Anne Pomeroy
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RECRUITING VOLUNTEERS
Saturday 1 October was spent seeking more volunteers to join 
us in our work to support people living with MND in East Kent. 
Our gazebo was on St George’s Street, Canterbury. We met many 
people who had been affected by MND, and were able to offer 
support and advice to some of them.

We hope some of the people who took away information will 
join us in due course. In the meantime, we are looking for:

•    Someone with knowledge of WordPress, to maintain and 
develop our website

•    Volunteers willing 
to undertake 
training to become 
Association Visitors

•    Volunteers willing 
to help with 
fundraising events 
and campaigning 
activities

MND Association 
offers induction 
training and training 
as required to fulfil the volunteering role undertaken.

October Parliamentary Reception 
Church House 18 October, 2016
The East Kent Group was represented at the Association’s Parliamentary 
Reception on Motor Neurone Disease. The aim of the reception was to 
engage with MPs and Peers, to speak to them about benefits as well 
as to get more MPs to understand what living with MND is like for the 
person, their families and carers. The issue was Attendance Allowance, 
a non means tested benefit for people over 65. It had been proposed 
that local authorities administer this benefit, which the Association is 
concerned about. The other issue was in regard to the change to re-
assessment of people with progressive illness claiming Employment  
and Support Allowance (ESA).
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Katy Styles, Mark Styles, Julian Brazier, Chrissie Batts, Judy Keay

NOVEMBER - 
During November we were encouraging people to 
complete a survey about the financial impact of MND, 
further information please visit  
www.mnda-eastkent.org.uk/wordpress/?p=1898

DECEMBER
Our year ended by funding the installation of a hoist for a 
gentleman living with MND, making a contribution to our 
CEO annual appeal and enjoying a wonderful Christmas 
Lunch at The Yarrow Hotel in Broadstairs.

Association members had been contacted in advance to ask their MPs 
to attend via an ‘e-action’. Over 800 people took part in the e-action and 
over 50 MPs attended on the day.

As well as listening to their constituents, MPs were treated to speeches 
from Dr. Jane Hawking. She spoke movingly about the battle with 
MND the person has, as well as the huge financial battle the families of 
people living with MND have. Sarah Ezekiel, living with MND, also spoke 
movingly about her story and her latest assessment of her care needs.

Judy Keay, Chrissie Batts and Mark and Katy Styles represented the East 
Kent Group. Julian Brazier, MP for Canterbury and Whitstable, attended 
and promised to follow up the points made. Mark and Katy also spoke 
to the Minister, Penny Mordaunt, about their concerns along with other 
MPs they had met before at the All Party Parliamentary Group. The 
Minister stayed for the whole event and spoke to many people living 
with the disease. Follow up meetings have been organised with MP Sir 
Roger Gale, North Thanet, and MP Damian Collins, Folkestone and Hythe. 

OCTOBER
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Freezing conditions 
won’t stop Daren!
On Boxing Day Daren and Claire Edwards 
travelled to France where they experienced a 
spell of very cold weather for their fishing trip. 
Weather is the last thing to stop this intrepid 
couple as they camp alongside a lake fishing 
throughout the night to land a 40lb mirror carp.

Annual Saltwood Run 2016
Boxing Day 2016 was the best ever Saltwood Run, with over 1,100 
runners, a record number together with the best weather ever for 
the run. The bucket collection was a fantastic £199.30. The fastest 
runner finished in 15 minutes and 5 seconds, which is a record time.

Jim West, East Kent Volunteer

Wrotham Arms  
New Year’s Day 2017
The annual New Year’s Day party was held at the Wrotham 
Arms in Broadstairs.

The event was, as ever, supported by local musicians from 
Wired who meet regularly at The Wrotham Arms. The music 
was amazing and the audience loved the event.

The party was 
organised by Kenn 
Wards of Wired and 
Jackie from the 
Wrotham Arms.

The music started 
at around 4pm and 

carried on late into the night. 
During the evening raffle tickets 
were sold and a total of £486 was 
raised on the night. This brings the 
total raised at the Wrotham Arms 
since 1 January 2016 to £2,449.51.

Huge thanks to Kenn Wards and 
his team who put together the 
fabulous music and organised the 
raffle, and to Jackie and her hard-
working team on the bar.
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Diary of Events 2017
Our provisional schedule of events for 2017 is as below. 

There will doubtless be changes and additions, but these are the events 
known in December 2016 and these form the basis of our plans for  
the year.

•   8 March -  Visit to East Kent by Sally Light,Chief Executive,  
MND Association.

•   19 March - KM Abseil, Maidstone

•   21 April - KM Big Quiz, Canterbury

•   23 April - KM Big Bike Ride

•   6 May - Spring Lunch, Yarrow Hotel Broadstairs

•   20 May - Thanet Coastal Walk

•   10 June - Football Match, Kent MNDA vs Surrey MNDA

•   11 June - KM Colour Run

•   18 June -  Choral Concert, Clagett Auditorium  
Canterbury Cathedral

•   24 June - Summer Ball

•   25 June - KM Charity Walk

•   30 June - Murder Mystery, Tenterden

•   2 July - KM Dragon Boat Race

•   15-17 September - Carp Fishing Competition

•   9 December - Christmas Lunch

•   26 December - Saltwood Run
East Kent Volunteer Walkers

MNDA East Kent has been selected as  
‘Charity of the Year’ by the Kentish Gazette. 
We have introduced many events run by Kent Messenger (KM) Charity 
Team into our schedule.

All KM events can be entered by our supporters and 70% of 
all monies raised will go to MNDA in East Kent. The 
remaining 30% will be used by KM Charity Team to provide 
services for young people throughout Kent. So fund raising 
will benefit both MNDA and young people in Kent.

For more information on KM Charity Team visit www.kmcharityteam.co.uk

Coastal Marathon Walk  
20 May 2017
A 25 mile walk will take place from Whitstable to Ramsgate, a 13 
mile walk from Minnis Bay to Ramgate then a shorter walk of 5 
miles is also planned from Botany Bay Hotel Kingsgate to Ramsgate

There is an entrance fee of £10 which includes a t-shirt (collected on 
the day), training programme, detailed plan of the walk and full 
insurance. Only registered walkers can walk and they must wear 
the t-shirt for insurance purposes. Each walker is requested to find 
sponsorship of at least £50. To register your interest please visit 
www.mnda-eastkent.org.uk/walk2017 complete the form then 
follow the link to Just Giving to pay your entry fee of £10.

Should you experience 
any difficulties please 
email webmaster@
mnda-eastkent.org.uk

Training programmes 
for the walks, the walk 
plan, sponsorship 
forms, posters and 
flyers can be 
downloaded from  
www.mnda-eastkent.
org.uk/walk

mailto:webmaster%40mnda-eastkent.org.uk?subject=
mailto:webmaster%40mnda-eastkent.org.uk?subject=
http://www.mnda-eastkent.org.uk/walk
http://www.mnda-eastkent.org.uk/walk
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Financial Impact of MND
MND Association believes that MND can cause a huge financial 
impact on people living with MND and their families. They 
would like to understand more about that and what needs to 
be done to support them.

The MND Association has partnered with Demos (an 
independent think tank based in London) to research the 
financial impact of MND, and raise the public profile of this 
important issue. The findings will be published in 2017 and 
used to inform our work with key stakeholders in health, social 
care, local government and national politicians.

There were two surveys that were available:

Are you living with MND?

– for people with MND.

Have you lost someone to MND?

– for bereaved carers of people with MND

While a very sensitive topic, MND Association thinks it is 
important to consider the financial impact alongside other 
impacts (e.g. on health and wellbeing) that bereavement from 
MND has on people’s lives. Surveys needed to be completed by 
27/01/17.

All support is really appreciated with this important research.

If you have any further questions about the project, please 
contact Simone Vibert at Demos by emailing simone.vibert@
demos.co.uk or by phone on 020 7367 4200.

Seeking views on work and MND
A survey was launched asking people affected by MND to tell 
MND Association how they feel about proposed changes to help 
people return to work.

The Government has launched a major new discussion paper, 
known as a Green Paper, which asks a number of questions 
about how best to support disabled people and people with 
long-term health conditions to get into, or remain in, work. 
Closing date was 3/02/17.

My Tube educational website
Dr Chris McDermott’s research team in Sheffield led a UK wide 
research study called ProGas to find out more about the pros 
and cons of feeding tubes in MND. Many useful ideas and 
themes came to light, and the team wanted to make sure that 
this information could be turned into easy to access advice for 
anyone thinking about a feeding tube.

The website for patients, carers and families was launched 
in December 2016. It is aimed at supporting people who are 
thinking about having a feeding tube and was developed in 
collaboration with people living with MND who wanted a way 
to ‘meet‘ people and see their feeding tubes in use. Hearing 
about other people’s experiences can help to make a decision.

The website also gives insight into what life can be like living 
with a tube through personal stories and videos.

www.mytube.mymnd.org.uk

Additionally there is a similar website for people using 
noninvasive ventilation or wanting more information.

www.niv.mymnd.org.uk

If these issues raise any questions or queries please discuss 
with your local professionals involved in your care.

mailto:simone.vibert%40demos.co.uk?subject=
mailto:simone.vibert%40demos.co.uk?subject=
http://www.mytube.mymnd.org.uk
http://www.niv.mymnd.org.uk
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William Ashby 
15/04/51 - 21/11/16
The funeral was held for William Ashby 
(affectionately known as Bill or Pussy-
Cat-Willum) on 9 December 2016 at 
Charing Crematorium. His wife Peta and 
their children attended as well as many 
friends and family. The hearse was a 
wonderful old blue painted Chevrolet, 
his coffin which was placed on the flat 
bed of the truck, was made by members 
of his family and lined with silk.

The entourage of vehicles following the 
hearse included many vans from Bill’s 
business, and splendid Harley Davidson 
out-riders. The service was moving 
and intimate, with shared memories 
and reflected the very real sense of fun 
about this delightful man. 

There was subsequently a gathering at 
Little Silver Hotel in Tenterden attended 
by many of his family, friends, and 
colleagues.

Everyone’s a 
winner!
It’s not often you come away 
from the races with winnings  
of more than £2,000 – but 
that’s what happened on  
Friday 3 February.

Wealden Business Group, the networking 
organisation for small and medium sized 
businesses, staged a Race Night at the 
Little Silver Country Hotel, Tenterden on 
Friday 3 February in aid of their charity-
of-the-year, the East Kent group of the 
Motor Neurone Disease Association.

More than 60 people attended, and enjoyed 
an evening of eight filmed races and a fish 
and chip supper. When ticket and raffle sales and £1-a-go betting proceeds were added 
up, the charity benefited to the tune of more than £2,000.

MNDA East Kent chairman Clive Hudson thanked WBG members and guests for their 
support, while Wealden Business Group chair Justin Nelson commented:

’It was a terrific evening, and a really fun  
way to raise money for a thoroughly  
deserving cause’.
The group, which meets at the Little Silver every Wednesday 
for breakfast, business networking and presentations, 
nominates a charity each year. In the past five years, more 
than £25,000 has been donated to local good causes.

For more information about the group, log onto  
www.wealdenbusinessgroup.co.uk

Clive Hudson and Peta Ashby of WBG,  
who organised the Race Night.
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Branch contacts

Chair Clive Hudson chair@mnda-eastkent.org.uk

Secretary Maureen Wallis secretary@mnda-eastkent.org.uk

Treasurer Hazel Watts treasurer@mnda-eastkent.org.uk

Association Visitors Judy Keay
Lynn Hudson

07580 517533 judy.keay@mnda-eastkent.org.uk
lynn.hudson@mnda-eastkent.org.uk

Campaigns Katy Styles campaigns@mnda-eastkent.org.uk

Webmaster Clive Hudson webmaster@mnda-eastkent.org.uk

Newsletter Chrissie Batts newsletter@mnda-eastkent.org.uk

MND Association contacts

Regional Fund Raiser Pam Fry pam.fry@mndassociation.org

Volunteer Coordinator Claire Tuckett claire.tuckett@mndassociation.org

Regional Care Advisor Cathy Finnis cathy.finnis@mndassociation.org

Useful information

National Office 01604 250505 enquiries@mndassociation.org

Thumbprint Online www.mndassociation.org/membership

Online Forum forum.mndassociation.org

MND Connect Helpline 0345 762 6262 mndconnect@mndassociation.org

MNDA National Website www.mndassociation.org

The National Website offers support, information and advice to people living with MND, their carers, health and social care professionals and 
volunteers.

WE NEED YOUR HELP...
We are always looking for volunteers to run events or 
help us to run events, become Association Visitors or 
help with our website or publicity. We are currently 
Charity of the Year for the Kentish Gazette, so there are 
many extra activities and we need we also need help 
with publicity.

If you feel you can help and have a few hours a week 
to spare, please email chair@mnda-eastkent.org.uk or 
telephone 01843 579941.

You can view our website at www.mnda-eastkent.
org.uk to see what activities we are involved in. Our 
main website can be viewed at www.mndassociation.
org. Outside of East Kent please email claire.tuckett@
mndassociation.org

Support meetings
Support meetings are run regularly by the East Kent group. They 
are informal and friendly with families, carers and friends most 
welcome. It is an opportunity to meet other people living with 
MND and to meet the local committee and 
volunteers. On occasion, there are guests such 
as local MP’s and health and Social care 
professionals.

Do pop in if you would like to learn more or 
simply would like a cup of tea or coffee.

6 May - Spring Lunch Yarrow Hotel, Broadstairs
2 July - Dragon Boat Race Picnic
9 September - Folkestone
14 October - Thanington
11 November - Boughton
9 December - Christmas Lunch, Broadstairs.
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