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Equipment funded by local group: 
Capillary Blood Gas Machine
Katy Styles writes…..  “I have been longing to write this post for some time. The handheld respiratory 
monitor that East Kent MND Association Group offered to purchase for the respiratory department to use 
in the MND clinic is now being used ”
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“I knew from personal experience 
that it was often a bit of a trek to 
a different area in the hospital to 

meet up with the specialist respiratory 
nurse Emma during the MND clinic. 
We would inevitably go to some other 
part of the hospital to have blood gas 
monitoring done, only to trek back  
to outpatients for the rest of the  

consultations 
in the 

afternoon. 
Often this 

caused delays 
to the running of 

the clinic as people 
moved between wards 

and outpatients. 
Wouldn’t it be great 

to have something more 
mobile so that the equipment 

came to us, rather than us go to 
the equipment we mused.  There 

was a device, but this required some 
fundraising. 

Taking this to our group, our 
amazing volunteers stepped up. They 
organised sponsored walks to raise 
funds to purchase the handheld blood 
gas monitor. 

Raising the money was only part of 
the journey. Next, we had to convince 
the Medical Equipment Procurement 

Committee that the handheld monitor 
was needed. Emma and I attended a 
committee meeting and explained why 
a handheld monitor would be the best 
solution for people living with MND. 
It was the first time a member of the 
public had been invited to attend one 
of these meetings, so it was important 
we showed what a difference it would 
make to both sides. As I had first-hand 
experience of attending the clinic, I 
could say how the handheld blood gas 
monitor would improve the quality of 
the patient experience, as well as saving 
valuable staff time and providing a 
positive experience for people living 
with and affected by MND. Emma spoke 
passionately about supporting people 
with MND. 

Once we were given the go ahead 
by the committee, next we had to ensure 
that paperwork was all in place from both 
the Association and the hospital and a 
governance piece of work was done. 

To be on the call, when my husband 
was having his online respiratory 
appointment and being told that the 
equipment was being used was a 
fantastic piece of news. It seems doubly 
important to support our NHS staff now 
especially, the respiratory department 
and it couldn’t have come at a better 
time. 

I can’t wait for the day when we can 
return to in person appointments and see 
the handheld monitor for the first time. 
We will take a photo and really celebrate 
then.”

T he process to obtain the blood 
gas machine started many 
months ago prior to Covid 

19 pandemic but we are so pleased 
that it is now available. It is really 
making a difference now that it is 
in place. Emma Jagger Respiratory 
Nurse and myself are now starting 
to see patients together at Buckland 
Hospital and we hope to be able 
to continue with this practice, 
developing our services in supporting 
people with M.N.D. We don’t know 
when the multidisciplinary clinic will 
recommence but in the meantime 
it means that we work in a more 
flexible way and adapt as patients’ 
needs change.

Chrissie Batts
Specialist Nurse

Flexible working to 
meet patients’ needs

Left: Emma Jagger and 
Chrissie Batts holding 
the new respiratory 
monotor. 
 
Lower left: close up of 
the new monitor
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Support meetings

S upport Meetings were held in 
various venues in and around 
East Kent, e.g. The Battle of 

Britain Memorial in Capel le Ferne, 
Thanington Resource Centre in 
Canterbury, Strode Park in Herne.  We 
constantly search for new and suitable 
venues – hence, one of our East Kent 
Group members is currently seeking 
out future possibilities, from the 
comfort of her own home.

Included in these Meetings are 
two lunches, our Spring Lunch and 
Christmas Lunch.  Both held at the 

Prior to Covid 19, which 
brought all in-person 
Support Meetings to 
a complete halt, we 
used to hold them 
approximately every six 
weeks.

Yarrow Hotel in Broadstairs with this 
year’s still booked, fingers crossed, for 
Saturday 11 December 2021.

How have Support Meetings 
changed over the past year?  
The first meeting on Zoom was not, 
I sensed, especially successful.  It 
proved difficult for people to strike up 
conversations and share thoughts and 
ideas in an atmosphere that somehow 
felt isolating.  Hence, we went back 
to the drawing board to look at other 
possibilities and came up, firstly, with 

the idea of running quizzes on Zoom.  
These have proved to be a success with 
everyone marking their own papers 
and confirming their scores – there’s 
little to worry everyone else because, 
I’m pretty sure, I’m bottom in most 
sets of questions!!!  Anyway, the Quiz 
Master only announces the first three 
successful people, leaving me to hide 
gracefully behind my often low score.

On 5 December we held a 
Christmas Extravaganza, as it soon 
came to be called.  Again, this was on 
Zoom but everyone wore Christmas 

hats, had a Christmas drink handy, and 
took part in a short Christmas Quiz 
before chatting and singing We wish 
you a Merry Christmas – unmuted???!!!

Since these events, we thought 
again about what might be useful on 
Zoom for Support Meetings.  We then 
came up with the idea of inviting guest 
speakers to speak on interesting and 
topical subjects, e.g. Dr. Brian Dickie, 
Director of Research Development 
and Richard Cave, Senior Speech 
and Language Therapist (speaking 
about voice and message banking).  
Both were from the MND Association 
and willingly gave up part of their 
Saturdays to speak to us and answer 
questions.

Now, as there seems hope, we are 
looking forward to being released 
from captivity and meeting with those 
we’ve missed over the past year and 
welcoming people who are new to 
Support Meetings.

Judy Keay
Association Visitor Co-ordinator
East Kent Group Member

S ince the pandemic caused 
disruption, as a group we have 
had to review the patient support 

meetings which would have usually 
been face to face in different venues 
across East Kent. There has been a few 
quiz events which have been received 
well and we aim to continue these once 
we can meet face to face. As with all 
support meetings invitations are sent 
out with the details on how to join in. 
Members of the group are looking at 
when and where we can start to meet, 
usually a place with refreshments, 
disabled facilities, parking sometimes 
with an element of interest to it. For 
example, we have previously met at 
Capel le Ferne War memorial with 
the museum, garden centres even a 

country pub on a Saturday late morning/
lunchtime.

It will be wonderful to meet with 
you all in person when we can…..          

Quiz events...Praise for MND 
Association
“My wife Ann was diagnosed in 
September 2020 mid Covid. With 
restrictions it was virtually impossible 
to see anyone or find any information, 
but with the MNDA website we 
were able to access information & 
people to offer help & advice. Their 
volunteers are a real godsend with 
their kind words, understanding, 
cheery disposition & information 
about various groups. One is the newly 
diagnosed group via zoom calls which 
we both found useful & informative. It 
is just one of the many ways that the 
MNDA has helped us & introduced us 
to others who are going through this 
terrible disease. 

With thanks Trevor & Ann Ward.

One of the recent East Kent Group’s Zoom 
quiz events taking place

01604 250505
enquiries@mndassociation.org
www.mndassociation.org
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My dad, Stephan was 
diagnosed with Motor 
Neurone Disease in 
January 2017. 
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East Kent MND Group Zoom Meeting 20th February 2021

H i all, my name is Ian and I was 
diagnosed with M.N.D last July. 
I attended the Zoom meeting 

on 20th February 2021 which included 
a talk by Dr Brian Dickie. The talk was 
very informative. He discussed the 
small things that go on in our lives 
that can have a positive or negative 
affect and whether they can reduce 
us getting the disease. MND affects 
everyone differently so there is no 
evidence to suggest the cause be it 
genetic or lifestyle. On a positive note, 
research has discovered the genes that 
are present in MND sufferers and the 
first gene modified baby has been born 
which is fantastic news. I appreciate this 
doesn’t help the 5000 of us currently 
living with MND in the UK, although 
there is hope that generations below us 

will be free of this degenerative disease.
There are also several trials running 

at the moment which have only 
happened due to the generosity of the 
public. Dr Dickie did warn people about 
the false hope that social media has 
on sufferers, after promising phase 1 
trials. I worked for Pfizer for 12 years 
including 5 in research and I know that 
a lot of phase 1 trials are not successful 
at phase 3. Having said that I was lucky 
enough to work on an active ingredient 
that actually saved a ladies’ life as she 
had lung cancer. There is always hope!

The East Kent community seems 
well organised and friendly. My wife and 
I are very grateful to the volunteers and 
Christine Batts our MND nurse as we 
know that as my condition progresses, 
we are not going through it alone.

MNDA - EAST KENT
mndconnect@mndassociation.org
www.mnda-eastkent.org.uk
MND Connect – 0808 802 6262  
Mon-Fri 9.00am - 5pm and 7.30pm - 10.30pm (Local charge call)

H is first symptoms affected his 
voice so he found it difficult to 
speak to communicate but he 

continued to manage through the use 
of his iphone and ipad. Although eating 
and drinking became difficult and he 
had a feeding tube, he would  manage 
sips of lemonade to drink but coffee 
was his favourite which he loved! 

Dad managed with MND as 
family members and his specialist 
team would help. He had a very good 
relationship with his grandchildren 
and they helped him a lot which he 
enjoyed; he had special bond with his 
granddaughter Imogen they were like 
buddy’s and nothing came between 
them. Dad experienced a few falls 

Walking in memory...

Kimberley Philpott and daughter Imogen

which was upsetting for him and for us 
to see but he did use a wheelchair for 
hospital appointments as his legs got 
weaker, getting in and out of the car 
was difficult.

2020 was difficult with symptoms 
being problematic but with the help 
of the Pilgrims Hospice and a short 
stay as an inpatient these were sorted 
out and he returned home. Things 
then started to change again and so 
after a few weeks Dad returned to the 
Hospice. Due to Covid pandemic only 
my Mum could visit but after several 
days he then became more unwell 
and we were all allowed to visit to see 
him. Dad sadly died but my mum was 
with him.

Imogen, my daughter age 13 and I 
decided to do a walk to raise money for 
MND Association in memory of my dad 
and her Granddad. On 13 September 
2020 we walked over 8 miles and 
raised £1121. We were so pleased with 
ourselves as we knew that it would 
help other people.
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Take part in research
Our aim is to provide people with MND the opportunity to take part in research studies. Below we list 
research projects that currently recruit participants for their study. These do not always involve testing 
a treatment (clinical trials). Most are focused on understanding the causes of MND, and improving 
diagnosis, care and quality of life of people affected by the disease.

To get notified about new 
research opportunities by 

email, you may wish to sign up 
to our MND Research list and 

newsletter. You can also find the 
clinical research projects taking 
place in the UK on the UK MND 
Clinical Studies Group website.

Opportunities to participate  
in research are split by their  

area of focus:

Treatment trials
Testing potential treatments for 

MND in clinical trials

Symptom 
management

Identifying ways to manage 
symptoms associated with MND

Biomarker studies
Collecting biological samples to 
find unique fingerprints of MND

Improving wellbeing
Improving quality of life of 

people affected by MND

Other
National registers, improving 

clinical practice etc.

01604 250505
enquiries@mndassociation.org
www.mndassociation.org
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W hen it comes to 
understanding the possible 
causes of MND, having 

as much accurate information as 
possible is key. 

Using the current statistics, we can 
estimate that up to 5,000 people are 
living with MND across England, Wales 
and Northern Ireland at any one time, 
giving each of us a lifetime risk of 
developing MND of 1 in 300. But without 
a central source of information, it can 

be difficult to access the latest statistics 
or recognise if there any geographical 
hotspots. This is where the MND Register 
– a joint project between researchers 
at Register aims to unlock the secrets 
of MND Oxford University and King’s 
College London – comes in. By recruiting 
people living with MND from across 
England, Wales and Northern Ireland and 
learning more about their experiences, 
the Register will help researchers learn 
more about the disease and how it 

behaves and progresses. It can help the 
MND Association plan more efficiently 
for the future by ensuring, for instance, 
that care services are set up in the 
right places.

It can also help in the global fight 
against MND – giving researchers more 
information to help them develop 
new treatments and ultimately a cure. 
There are a number of clinics and care 
centres collecting data about people 
with MND for the MND Register. The 

Acceptance and Commitment Therapy (COMMEND)

Register aims to unlock the secrets of MND

T he purpose of this study is 
to develop a new form of 
psychological therapy called 

Acceptance and Commitment Therapy 
for improving quality of life in people 
with MND. 

We would like to see how helpful 
this kind of therapy is for improving 
quality of life in people with MND 
and what kind of value for money 
it represents in comparison to the 
standard treatment that people 
receive. 

The trial has been adapted to the 
coronavirus pandemic so that it can 
run without direct contact between 
participants and the research team, if 
necessary.

What is Acceptance and 
Commitment Therapy?
Acceptance and Commitment Therapy 
is a new form of psychological 
therapy that helps people to learn 
new ways of handling difficult or 
distressing thoughts, feelings or 
sensations so that they can live their 
life as well as they can with MND, 
now and in the future. It may be 
particularly suited to people with MND 
due to its focus on helping people 
to learn how to best live their lives, 
whilst coping with the difficulties they 
may be experiencing that are out of 
their control.

What does taking part involve?
You would meet with a researcher 
who would discuss the study with you 
and ask you some questions to find 
out whether you are suitable to take 
part in it. If you are, then you would 
be chosen at random to receive either 
Acceptance and Commitment Therapy 
plus usual care or usual care alone. 
This meeting can take place in person, 
by phone or by video conference.

If you are chosen at random to 
receive Acceptance and Commitment 
Therapy plus usual care then you will 
be offered up to 8 one-to-one sessions 
of this with a trained therapist over 
4 months. Each session would last 
up to 1 hour, would be face-to-face, 
and would either be in your own 
home, in the clinic, or via online 
video conferencing (such as Skype), 
or by telephone, depending on your 
preference and therapist availability.

You would work with your therapist 
to develop an understanding of 
thoughts, feelings or sensations that 
might be getting in the way of you 
living your life as well as you can with 
MND now or that might get in the 
way of this in the future. You would 
learn new ways of living with these 
thoughts, feelings and sensations, so 
that you can keep on doing the things 
that are important and matter to you 
or being the type of person you want 

to be, alongside MND. You would 
be encouraged to try out these new 
strategies at home.

You would also be invited to 
complete some questionnaires at 
baseline (0 months) and 6 months and 
9 months later, so that we can see how 
helpful Acceptance and Commitment 
Therapy is and what kind of value for 
money it represents in comparison to 
standard treatment.

Study location
MND Care Centres: London (Royal 
London - Barts, UCLH, Kings College 
Hospitals), Sheffield, Northern 
Lincolnshire and Goole, South Wales, 
Newcastle, Plymouth, Leicestershire, 
Middlesbrough and Preston. It may also 
be possible to take part in the trial 
remotely if you do not receive care from 
the above care centres. Please contact 
the COMMEND team using the details at 
the side to discuss this.

Recruitment at Glasgow, Salford and 
Stoke will be opening soon and we are 
hoping to open for recruitment at other 
sites in the near future - please keep 
an eye on this website for updates.

Who can take part?
People who:
• are aged 18 and over, and
• have a diagnosis of Amyotrophic 
Lateral Sclerosis, Progressive 

Muscular Atrophy or Primary Lateral 
Sclerosis, and
• are receiving care from an MND 
Care Centre or Clinic at the Royal 
London (Barts), UCLH, Kings College 
Hospitals, Sheffield, Northern 
Lincolnshire and Goole, South Wales, 
Newcastle, Plymouth, Leicestershire, 
Middlesbrough, or Preston*. It may 
also be possible to take part in the 
trial remotely, if you do not receive 
your care from these centres.

You do not have to be able to talk 
in order to take part in this study – 
you can take part if you communicate 
via a communication aid.

How do I take part?
If you are interested in taking part in 
this study and would like to see the 
Participant Information Sheet, or if you 
have any questions about it, please 
email the COMMEND team at dop.
commend@ucl.ac.uk.

Funding
The study is being funded by 
the National Institute for Health 
Research’s Health Technology 
Assessment (HTA) Programme (ref: 
16/81/01) and the Motor Neurone 
Disease Association. The views 
expressed are those of the author(s) 
and not necessarily those of the NHS, 
the NIHR or the Department of Health.

data are collected as part of routine 
clinic visits, so you can also talk to the 
team at your MND clinic. More than 
2,000 people living with MND have 
joined the register already and we 
would like to thank all of them for their 
support. For more information visit 
www.mndassociation.org/ mndregister. 
We are grateful to the Betty Messenger 
Charitable Trust and a family trust 
which wishes to remain anonymous for 
helping us to fund this project.

MNDA - EAST KENT
mndconnect@mndassociation.org
www.mnda-eastkent.org.uk
MND Connect – 0808 802 6262  
Mon-Fri 9.00am - 5pm and 7.30pm - 10.30pm (Local charge call)
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Become an East Kent MND Group Volunteer
Would you like to join us, a small band of enthusiastic and committed 
volunteers who support people with MND and their loved ones in East Kent. 
If you would like to help us, please contact Ahmed Abdeldayem,  
Area Support Co-ordinator
Email: Ahmed.abdeldayem@mndassociation.org 
Tel: 01604 800648

Spot the fault line before the cake breaks in two!

The Banana cake story

T hunderbirds Go!!!!  Butter 
and sugar measured out 
and placed in mixer bowl – 

quelle horreur, the mixer refused to 
work!!!  This old lady was nothing if 
not resourceful so she decanted the 
butter and sugar into another bowl 
and proceeded to mix with a wooden 
spoon.  All went well, apart from the 
fact that the bowl was, obviously, not 
remotely likely to be large enough to 
allow all the ingredients to be beaten 
together (actually, I don’t believe, even 
old ladies, are supposed to beat the 
ingredients in the latter stages of the 
mixing – something rings a bell about 
‘folding’ in the flour?).  

An added problem was that the 
recipe faded from sight at regular 
intervals leading to instructions 
being missed + the iPad screen being 
bedecked with various ingredients.  
Hence, when it came to adding the 
beaten eggs, the old lady missing the 
words ‘with a little flour’ and in went 
the eggs, beaten till mixture started 
to curdle.  Undaunted, the old lady 
carried on regardless and then started 

There was once an old lady whose previous attempt at making a banana cake resulted in the cake 
becoming stuck to the roof of her top oven.  Being neither downcast nor disheartened, she started 
preparing for version two.  The recipe was located on Google (BBC Good Food??!!!), mixer hauled out of 
the cupboard, ingredients lined up and weapons at the ready.

adding the flour till the mixture became 
very thick – more like bread mix than 
cake.  At this point in the marathon 
cake making extravaganza, the old lady 
noticed a third of the beaten egg still 
residing in the jug.  In it went, quick mix 
round to be followed by the mashed 
bananas – apart from a small portion 
already decorating the iPad??

Next stage – into the loaf tin and 
into the already heated oven (she got 
something right????).  After 20mins., 

the cake was duly tested with a 
chopstick as no proper implement 
was available.  Mixture still soggy in 
the middle so ……back into the oven 
it goes.  This happened twice more 
before the old lady decided she ought 
to check the recipe.  More sticky fingers 
over the iPad screen and a eureka 
moment as she discovered cooking 
time to be 30mins and not 20mins!!!!!  
The third time the cake emerged, it 
was cooked thoroughly – not burned 

as one might have expected.
The saga has not ended yet.  

Following the recipe avidly now, the 
old lady allowed the cake to cool for 
the prescribed 10mins before turning 
it out on to the cooling rack.  Again, 
quelle horreur, as the bottom quarter 
of the cake remained resolutely stuck 
to the bottom of the loaf tin.  Part was 
then scraped out and pushed on to 
the bottom of the upturned cake – the 
cook devoured the remainder (cook’s 
privilege???) and declared it ‘good’

The final stage when the cake was 
completely cold, was to turn it over to 
reveal the right side up.  By now the 
old lady was convinced all that could 
go wrong had done so????  But no, 
as she gently turned the cake over it 
broke in two leaving her holding half 
a cake in one hand and half in the 
other!!!!

Don’t ever think this old lady would 
be daunted by her banana cake baking 
experience.  She already has bananas 
lined up for the banana cake trial 
number three???!!! 

Fault line 
 (just in case you  
missed it)

01604 250505
enquiries@mndassociation.org
www.mndassociation.org
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Introducing myself as a new Association Visitor

‘W hat do I write ?’ I asked 
a fellow member of said 
group a few days later. An 

email was sent to me including a pdf 

(whatever that stands for! ) of a recent 
newsletter. “You’ll find our articles in 
there”, implying that these would be my 
source of inspiration. I have scoured said 
newsletter and did not find either of the 
articles. So far, so tricky! I did however 
read an article about someone who 

saying they would like upbeat articles.
 So here goes, with absolutely 

no intention of trivialising my role, I 
am fulfilling my brief of introducing 
myself.

 Hi, I am Alison Cooper and I 
have fairly recently become an AV 
(Association Visitor), not an Association 
volunteer as I thought for quite a 
while. However, I am a volunteer 
and because of the current situation 
with the Covid Virus I haven’t visited 
anyone!

 I have however contacted some 
people living with MND and their 
families via phone and email. I have 
signposted support and services 
offered by the MNDA and other 
providers. Provided a friendly ear  
(I hope that is how I seem) for concerns 

and questions. Getting back to people, 
when I have found things out for them. 
I have also enjoyed chats about all 
manner of other things too. I have also 
met some people via Zoom meetings, 
at Support meetings and a quiz.

I am looking forward to meeting 
people in “ real life!” when Covid 
restrictions  allow and people feel 
comfortable with this. If people prefer, 
I can continue keeping in touch via 
phone, email or Zoom.

Now for the photo, it will be 
obvious that I have not been sneaking 
off to a hairdresser. To be fair there 
have been moments when I have been 
tempted to take up my husband’s kind 
offer of the use of his hair clippers and 
a number4 I think it was!
 Alison Cooper

You can write an article 
for the Newsletter” said 
a smiling member of 
the East Kent Group 
committee at a recent 
meeting….and we’ll need 
a photo ” was also said 
with not a little glee!

Alison Cooper

Message from the Treasurer...

A pplications can be made  
for financial support either 
directly to MND  Association

www.mndassociation.org/support-
and-information/our-services/
financial-support-information-for-
people-with-mnd/ 
via Chrissie Batts,  MND Specialist 
Nurse or the Associate Visitors - Judy 
Keay or Alison Cooper.  

Over the last few months, your 
local group has not received many 
requests for financial support 
and this may well be due to the 
restrictions of lockdown and the 
concerns over infection in the 
community.  

As we now look to the start of 
the opening up of the economy, it 
is possible that you will be more 

willing to travel to appointments, 
or to have visitors to your property.  
This is just a reminder that we 
offer financial support for travel to 
hospital appointments, help with 
equipment that is not available 
through statutory services, support 
for carers to access activities that 
will provide some relief to their 
situation.  

For those wishing to apply for support 
in other areas, please see below a 
range of websites that may be useful:

For general information on grants and 
benefits: 
https://www.turn2us.org.uk/

For information on housing benefit 

and council tax support:
https://www.gov.uk/housing-benefit

https://www.canterbury.gov.uk/
info/20022/benefit_payments_and_
claims/80/housing_benefit_and_
council_tax_support/3

For information on disabled facilities 
adaptations:
https://www.canterbury.gov.uk/
benefits-and-support/disabled-
facilities-adaptations/

For information on short-term 
assistance for those fac-ing financial 
hardship:
https://www.kent.gov.uk/social-
care-and-health/care-and-support/
benefits/home-essentials-in-a-crisis

For information on local food banks:
https://www.trusselltrust.org/get-
help/find-a-foodbank/

MND Association has their own 
funded Benefits Advice line for free, 
confidential advice, based in Cardiff 
Citizens Advice centre with people 
especially trained to advise people 
with MND and their carers.
Tel: 0808 801 0620 free call
www.mndassociation.org/
benefitsadvice 

Maureen Wallis, 
Secretary and Treasurer
secretary@MNDA-eastkent.org.uk

I hope you will all be aware that the East Kent MND Association’s fund-raising activities is very much  
targeted towards supporting our local patients, their carers and families.  

MNDA - EAST KENT
mndconnect@mndassociation.org
www.mnda-eastkent.org.uk
MND Connect – 0808 802 6262  
Mon-Fri 9.00am - 5pm and 7.30pm - 10.30pm (Local charge call)

https://www.turn2us.org.uk/
https://www.gov.uk/housing-benefit
https://www.canterbury.gov.uk/info/20022/benefit_payments_and_claims/80/housing_benefit_and_council_tax_support/3
https://www.canterbury.gov.uk/benefits-and-support/disabled-facilities-adaptations/
https://www.kent.gov.uk/social-care-and-health/care-and-support/benefits/home-essentials-in-a-crisis
https://www.trusselltrust.org/get-help/find-a-foodbank/
www.mndassociation.org/benefitsadvice
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Zoom!
A year ago, Zooming 
mostly meant enlarging 
a picture on your screen 
or changing from a long 
shot to a close up. It 
sure has gained a lot 
more meaning since!

O ver the past year virtual 
meetings through Zoom have 
become the only way we 

can keep in touch with friends and 
loved ones, and for us as the East 
Kent Group, they have been vital in 
ensuring we are still able to carry 
out supporting people with MND and 
their families. In many ways, this has 

opened up opportunities to provide 
support in ways we would not have 
been able to before, and opening up 
participation to many who may not 
have been able to attend a meeting in 
person for one reason or another. 

As we start to think about what 
things will look like post lockdown, 
we now have a wide range of well 
established virtual groups which are 
likely to still continue even as we 
start to have physical meetings  
again. 

In addition to the regular support 

meetings, we also have:

Carers meeting 
A monthly group open to all family 
and friends of people with MND 
across Kent. A friendly and informal 
meeting where carers are able to 
share experiences and find support 
from others in a similar situation.  

Having the group virtually allowed 
many to be able to attend, where 
previously they may not have been 
able to leave their loved ones for a 
few hours to join a meeting.

Recently diagnosed group
A monthly group for people diagnosed 
within the last 6 months and their families. 
It is normally facilitated by specialist 
staff from the MND Care Centres, and 
provides an opportunity to meet others 
in the same positions, ask questions and 
find out about available support. 

Yoga and relaxation group
Earlier in 2021 we started a trial yoga 
and relaxation group, open to anyone 
who wants to join across Kent. It’s a 
very accessible group focused on seated 
breathing and relaxation exercises, with 
very positive feedback from participants. 
So far this has been meeting every 
fortnight for an hour, to be reviewed end 
of March.

We can’t wait to see everyone in 
person again later this year. In the 
meantime we shall continue Zooming, 
and very much look forward to seeing 
you virtually at our regular groups. 

To find out more about the groups, 
and get joining details, please contact 
ahmed.abdeldayem@mndassociaiton.org 

Meetings and events…..
W ith Covid pandemic patient support 

meetings have been held virtually via 
‘Zoom’ however, we hope that the lifting 

of some restrictions means that we are not too far 

away from being able to meet up with one another 
once again. As volunteers we have been trying to 
think of different venues and places that we can 
meet in the future. 

If you have any ideas or thoughts please 
contact a member of the group, Association Visitor 
or mention to Chrissie Batts when you happen to 
speak to her.

01604 250505
enquiries@mndassociation.org
www.mndassociation.org
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The Motor Neurone Disease (MND) Association We improve care and support for people with 
MND, their families and carers, and fund and promote research that leads to new understanding 
and treatments. We also campaign and raise awareness so the needs of people with MND and 
everyone who cares for them are recognised and addressed by wider society. As a charity we rely 
on voluntary donations. Our vision is a world free from MND.

Membership 
To receive a regular copy of Thumb Print, call 01604 611860 or email: 
membership@mndassociation.org

DATES FOR YOUR CALENDARS:

Sat 19 June Virtual ‘Zoom’ meeting 11am onwards

Sat 24 July  Face to face hopefully meeting at The 
Drill Hall, The Quay, Sandwich CT13 9EN

www.thedrillhallsandwich.co.uk

11am – 1pm 

 Sat 30 October Quiz evening via Zoom 7pm onwards

mailto:membership@mndassociation.org
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Are you brave enough to take 
the Ice Foot 92 Challenge?
This time of year is traditionally thought of as ‘Wedding Season’ but MNDA 
Supporters will be getting cold feet of a different nature this year…

F ormer professional footballer, 
Len Johnrose who played for 
teams from Burnley to Blackburn 

Rovers and was diagnosed with MND 
in March 2017, is challenging people 
up and down the country to the‘Ice 
Foot 92’ Len says, “As a player, I’d ice 
foot injuries so I’m asking people to 
stand in a bucket of ice water for 92 
seconds – one second for each football 
club in the league. I can promise you 
it’s pure hell. If you manage it you get 
to nominate your mates so it’s a great 
chance to set them up!”

Len hopes to raise £92,000 for 
MND care and research so the more 
people who take part, donate and 
nominate through filming their 
challenge and sharing the footage 
on social media using the hashtag 
#IceFoot92 – the more people we will 
be able to reach.

The challenge is easy to set up:
 
STEP 1: Fill a bowl or bucket up with 
ice water and submerge your feet.

STEP 2: Set the timer for 92 seconds 
and film your reaction!

STEP 3: Nominate a friend (or your 
favourite football club!) to pass the 
challenge on to.

STEP 4: Donate £10 to MND by 
texting MNDLEN to 70085 and post 
your video online using the tag 
#IceFoot92 and the people you chose 
to nominate! You can create more 
awareness by wearing your MNDA 
T-Shirt or even get your football team 
involved by wearing their strip!

Len reminds us, “This is my way of 
doing something positive for people 
with MND, now and into the future.
There is some research suggesting 
a link between sport and MND so 
football seemed like the perfect 
platform to not only raise funds but 

raise awareness of the disease.”
Perhaps we can get this as big as 
the Ice Bucket Challenge and make 
a real difference to the charity 
again….. will you be taking part? Tag 
us in all your videos so we can share 
them too!

Trustee and our 
own East Kent 
Group member

Katy Styles “My background is in 
teaching. I now care full-time 
for my husband, Mark, who has 

Kennedy’s disease and I am also a 
committed campaigner. “I learnt about 
campaigning through my work with 
the Association and I now run my own 
award-winning campaign calling for 
better recognition of all unpaid carers in 
the UK. Running my own campaign has 
given me skills in communication, digital, 
influencing and political campaigning.” 

“I now bring these skills to 
the Board alongside my personal 
experience of caring for someone 
affected by Kennedy’s disease.  I sit 
on the Care Committee and Finance 
and Audit Committee. I am the link 
between the Care Committee and 
Support Grant Review Group and a 
member of the Clinical Advisory Board. As 
a trustee, we have equal responsibility for 
the running of the Association.” 

“I hope I bring the reality of day-to-
day living with MND/ Kennedy’s Disease 
to the Board. Having gone through the 
benefits process, having adapted our 
home and used NHS services, I’m very 
aware of the issues people face.” 

“It’s an amazing privilege to be 
a trustee, voted onto the Board by 
Association members. Technology has 
made it easier for people like me and 
others who are affected by MND, to 
attend meetings.” 

“If you are interested in steering the 
Association through some challenging, 
but exciting years to come, I say go for it. 
Talk to one of us to see what is involved.”

Katy Styles

MNDA - EAST KENT
mndconnect@mndassociation.org
www.mnda-eastkent.org.uk
MND Connect – 0808 802 6262  
Mon-Fri 9.00am - 5pm and 7.30pm - 10.30pm (Local charge call)

https://www.mndassociation.org/icefoot92/
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Kevin’s 7 in 7 Challenge last 
December raised £2.2 million 
and he, his inspiration and team-

mate Rob Burrow and our teams, have 
been discussing the most impactful way 
to spend the money to benefit people 
with and affected by MND.

Around a quarter of the funds will 
be targeted towards research. As a 
result of the heightened awareness 
created by Kevin and Rob leading to 
more fundraising activity, and our 
community’s incredible response 
during the pandemic, the Association 
has announced it will commit an extra 
£2 million to MND research on top of 
that – and that’s in addition to the £3 
million already committed this year.

Sally Light, our chief  
executive, said: 
“We, as a community, are impatient 
to find treatments for MND. This 
extra funding for MND research is a 
demonstration of our commitment 
as an Association to see that happen. 
And of course our work lobbying the 
Government to follow our lead and 
invest in targeted MND research will 
continue.

“In the meantime, thanks to the 
efforts of Kevin and our many thousands 
of supporters, we will carry on providing 
the support people with and affected by 
MND need now.”

Money from Kevin’s fundraising pot 
will be channelled into six areas of the 
Association’s work, spanning up to three 
years – around 40% will be spent on 
new projects.
•  Children and families scoping and 

pilot work
•  Our Care Centre Network

MND research to receive £5.7 million of 
funding, thanks to Kevin – and you
MND research is to receive a £5.7 million cash injection from the Association, thanks to Leeds Rhinos’ 
Kevin Sinfield and our community.

•  MND Connect helpline
•  Our regional team in the north
•  Helping more care centres get 

involved in clinical trials
•  Translational research – researching 

potential treatments for MND from 
drug discovery and development 
through to clinical trials

Sally said:
“Kevin was impressed by the breadth 
of the work we undertake and was 
particularly keen to support those 
services which have benefited Rob and 
his family – having seen first-hand the 
positive impact of those. This money 
will make such a real difference not only 
now but into the future as we use it to 
explore new ways of providing support.”

You can listen to Kevin talking about 
his work with the Association on the 
first episode of our new podcast – MND 
Matters.

MND matters podcast
If you’d like to hear more about MND 
and those living with the disease, 
please take a listen to the new ‘MND 
Matters’ podcast.

Available on all platforms, the 
podcast hopes to bring the community 
closer by sharing expertise and stories 
that really matter.

Every week will feature a new 
episode exploring a range of subjects 
affecting people living with MND.

Leed’s Rhino’s rugby director, 
Kevin Sinfield has talked about his 
humongous £2.5 million fundraising 
total inspired by his friend Rob 
Burrow; rugby fans diagnosed with 

MND have their say too.
If you are interested in the service, 

please contact Children and Young 
Persons Development Manager, Laura 
Willix at cyp@mndassociation.org.

Kevin Sinfield

01604 250505
enquiries@mndassociation.org
www.mndassociation.org
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Online Information and Support

A nyone recently diagnosed with MND 
in East Kent and needing advice and 
support can contact our local Association 

Visitor Co-ordinator, Judy Keay.There is a wealth 
of information and online support available to 
patients with MND and their families and carers:

1. For the most comprehensive information 
relating to all aspects of MND, please view the 
national MND Association website: 
 https://www.mndassociation.org/

Specific information relating to Coronavirus can be 
found at: https://www.mndassociation.org/about-
mnd/coronavirus-and-mnd/mnd-and-coronavirus/

MND Connect, the Association’s support helpline, is 
available on 0808 802 6262

Monday to Friday 9am to 5pm and  
7.00pm to 10.30pm

2. The local East Kent Group of the MND 
Association website is:  
https://mnda-eastkent.org.uk/wordpress/

The East Kent Group of the MND Association 
Facebook page is:  
https://www.facebook.com/
profilephp?id=100007065881601

A series of videos can be found on YouTube, 
detailing the support available locally, as well  
as personal stories:
https://www.youtube.com/
watch?v=qUZCRGGBdBs 
https://www.youtube.com/
watch?v=KmmWACyu0tM 
https://www.youtube.com/
watch?v=GWD0c7fppNg

3. A series of videos where experts answer 
questions about Coronavirus can be found on the 
national website:
https://www.mndassociation.org/videos/ask-the-
experts/

4. Disability Relief for Council Tax.

If you have adapted your main home to meet the 
needs of a disabled person who lives there, you 
may be able to apply for a reduction in your  
Council Tax Bill.

To get a reduction the property must have at least  
one of the following:
a) an extra bathroom or kitchen needed for the 
disabled person
b) a room other than a bathroom, kitchen or toilet 
which the disabled person needs and uses
c) enough floor space indoors to allow the use of a 
wheelchair which is needed for the disabled person

The first step is to apply to your local Council who, 
once an application has been made, will arrange a visit 
to confirm details of your application.  If confirmed, 
your tax band will be reduced to the next band down. 
There could even be a backdated refund.

5. Support with Southern Water bills: Southern 
Water have raised the income threshold to receive  
a discounted bill until the end of March. 

Contact them online at:  
southernwater.co.uk/contact-us or via free phone 
0330 303 0270 (9am to 7pm, Monday to Friday)

Or via live webchat from their web homepage at 
southerwater.co.uk

6. Finally, a really useful blog for all carers, 
including government advice and Emergency Plans 
can be found at: 
https://maudandmum.com/carers-versus-covid-19/ 

01604 250505
enquiries@mndassociation.org
www.mndassociation.org

GROUP CONTACTS  PHONE EMAIL / WEB LINK

Chair Position Vacant  chair@mnda-eastkent.org.uk

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

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

Association Visitor Coordinator Judy Keay 07496 417841 judy.keay@mnda-eastkent.org.uk

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

Committee Members Chrissie Batts

 Lynn Hudson  

 Judy Keay  

 Janet Raeburn

 Katy Styles

    

Association Visitor Alison Cooper

Web Site   webmaster@mnda-eastkent.org.uk

Newsletter Kim Metcalfe  newsletter@mnda-eastkent.org.uk

Area Support Co-ordinator Ahmed Abeldayem  01604 800648  ahmed.abeldayem@mndassociation.org

Service Development Manager Rob Wallis  01604 800655  rob.wallis@mndassociation.org

Regional Fundraiser East  Roger Widdicombe 01908 508398 

   07918 745244 roger.widdiecombe@mndassociation.org

Central Volunteering team  01604 611681 volunteering@mndassociation.org

Thumbprint online    www.mndassociation.org/membership

Online Forum     forum.mndassociation.org

MND Connect - National Help line   0808 802 6262 mndconnect@mndassociation.org

National office:   01604 250505  enquiries@mndassociation.org

MND Association website    www.mndassociation.org 

The National Website offers support, information and advice to people living with MND and their carers

ASSOCIATION CONTACTS  

https://www.youtube.com/watch?v=qUZCRGGBdBs
https://www.youtube.com/watch?v=KmmWACyu0tM
https://www.youtube.com/watch?v=GWD0c7fppNg
https://www.mndassociation.org/videos/ask-the-experts/
southernwater.co.uk/contact-us



