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Friday 21 June 2019 members of the Branch mark Global MND Awareness Day
June 21 was chosen by the International Alliance of MND/ALS Associations as Global MND
Awareness Day because it marks the summer solstice, a turning point. Each year the Global
MND/ALS community undertake a range of activities to express hope that this day will be
another turning point in the search for a cause, treatment and cure of MND/ALS.
Members of the Norfolk, Norwich and Waveney Branch of the Motor Neurone Disease
Association received an invitation to a garden party hosted by The Duke of Buccleuch to mark
the charity's 40th anniversary.
Malcolm Chubbock and Anne Gillett represented the Branch, joining more than 250 MND
Association volunteers from across the country at Boughton House in Northamptonshire, the
Duke's family seat in England, on Global MND Awareness Day. Described as 'The English
Versailles', Anne and Malcolm enjoyed their visit, and although there wasn't time to view all
that the estate has to offer they had the opportunity to take photos in front of the house.

Guests were invited in recognition of their contribution to the Association. The day included an
opportunity to tour Boughton House, visit the gardens, reminisce with the Association's
founders and learn more about MND research from scientists working in the field. During
afternoon tea, guests also heard from Jane Hawking, wife of the Association's late patron
Professor Stephen Hawking, and their daughter, children’s author Lucy Hawking.
Malcolm and Anne were delighted to talk with Dr
Jane Hawking during the afternoon.
The second event being staged nationally to mark
the 40th anniversary of the Association is an art
exhibition at the gallery@oxo on London's
Southbank from 2 to 6 October 2019 featuring
work created by people with, or affected by, MND.
Locally we are looking forward to seeing Norwich
City Hall lit in blue and orange once again on 6
October, the anniversary of the inaugural meeting of
the Association. The skies will be darker than in
June and we expect the lights to be stunning.

Back in Norfolk on 21 June,
John Newport and Sue Heal
invited people to come and
meet Jemima, a 1937 Morris
Eight, outside the Forum. We
had a permit to hold a street
collection on the day to raise
money for the Branch, but
more importantly we were
looking to raise awareness of
MND and the work of the
Association locally.
The
collection raised £270.57. We
trialled the use of a cashless
collection tin – it worked well
other than switching itself off
between donations! Note the
splendid bunting made for us by Christine Wells – we plan to use it on many occasions.
When John Newport's friend Norman Palmer died from motor neurone disease he decided to
do something worthwhile in his memory. Norman had a collection of old cars in his Welsh
barn, one of them being Jemima. Jemima had not been driven for many years and was in quite
bad shape. John arranged with Norman's widow to have Jemima brought to Norfolk for repairs,
and she is now back on the road – indeed John collected Sue allowing her to experience the
delights of a vintage car on the way to The Forum. Jemima has been the focus of a campaign
in aid of MND research and has also been involved in local fundraising events for the Branch
aimed at making life easier for people living with motor neurone disease.
Sue invited Norwich City Councillors to drop by and talk with us during the day. We were
glad that four councillors came to see us and several more sent messages of support. We were
pleased that the online EDP included a short article written at the end of the day.
https://www.edp24.co.uk/news/norfolk-charity-awareness-motor-neurone-disease-the-forum-16120143
The Branch also marked Global MND Awareness Day locally with the annual light-up of
Norwich City Hall in blue and orange, the colours of the MND Association. We are very
grateful to Cllr James Wright for taking a photo and video of the lights, which he shared to our
Facebook page on 22 June at https://www.facebook.com/MNDANorwichWaveney/.
Carers Week June 10-16
The theme this year was 'Getting carers connected'. Carers of people with motor neurone
disease (MND) travelled to Parliament during Carers Week (10-16 June) to raise awareness of
caring.
Dianne Hepburn from Norfolk and Richard Webb from Cheshire spoke to MPs about their
experiences of caring for their spouses, the challenges they face and what the Government
should do to better support carers. Dianne, who leads the Carers Friendship Group that meets
at Tapping House, said, “I was delighted to be asked to represent the MND Association at this
Carers Week event, where I was able to speak with my MP Sir Henry Bellingham about the
importance of support and recognition that carers need.”

The event provided an opportunity to raise the
profile of the role of caring, to recognise and
celebrate the contribution carers make, and to
highlight the challenges carers face. You can read
more
about
this
event
at
https://www.mndassociation.org/mnd-carers-taketheir-case-to-westminster/.
Did you know the Association has an online forum
exclusively for those affected by motor neurone
disease? That includes carers. It is great peer to
peer support.
Register for free at
http://forum.mndassociation.org/forum.php.
Open Meeting at Upton Sunday 23 June
The meeting held at Upton Village Hall began at 1pm. There was opportunity for conversation
before and during lunch when members and friends of the Branch were able to have a good
'catch up'. We were very pleased that Helen Copsey, MND Coordinator, and Emma Larner,
Respiratory Physiotherapist, were able to join us. A cold lunch of a variety of delicately
prepared sandwiches and a splendid array of delicious cakes was served to each table. Our
caterers, Kelda's kitchen, came round to offer tea and coffee throughout the meal. Everyone
seemed to enjoy the food, there was very little left over at the end, but none was wasted as Judy
and others organised the preparation of small packages of cakes to take home. Merchandise
was on sale throughout and raised £74.50. The raffle raised £125 and the winning tickets were
drawn at the end of the afternoon.
After lunch Dr Godwin Mamutse, Consultant Neurologist at the Norfolk and Norwich
University Hospital gave a presentation covering the symptoms and management of MND. He
encouraged people to interrupt and contribute their experiences and questions throughout his
talk. Dr Mamutse has kindly shared
the power point presentation that he
used to structure his talk which can be
accessed via the article on our website
athttps://www.mndnorwichandwaveney.
org.uk/news_2019.htm. We are very
grateful to him for sharing his expertise
and enthusiasm for the care and support
of people living with motor neurone
disease.
It is some time since we organised a
survey to find out what people
wanted from our Open Meetings;
there were very few responses on the
last occasion. However, we are
always open to feedback and are
grateful to those who take the time to
share their feelings – it is only in this
way that we learn what works and
what needs to change for the future.

Thelma Pointer receives her 10 year Long Service Award
Whilst living in Wiltshire, some years ago, Thelma used to collect her daughter from playgroup
whilst her little friend was collected by her father. Sadly, whilst still in his forties, he developed
motor neurone disease. This is why, when Thelma moved to Norfolk, she decided to start
raising funds for the Norwich and Waveney Branch of the MND Association as it then was.
She held her first garden party in 1997 and volunteered to help with supermarket bucket
collections. Malcolm, who has been Branch Chair since its foundation in January 1995, asked
Thelma if she would join the committee in 1998, which she did, serving until 2010.
In 2000, Thelma took on the job of editing Fightback, a role she carried out until 2010. I
always remember enjoying reading the local news and information from National Office, I am
sure I am not alone. Fortunately for the Branch she continued to raise money. Over the years
she held eight garden parties, the last one in 2017 included Flamenco dancers taking her
fundraising total over £10,000 – a
milestone she always hoped to reach!
Sometimes they were a collaborative
event with another charity – Cancer
Research,
Palliative
Care
East,
Coastwatch and St Peter's Church
Clippesby – others were devoted solely
to the MND Association. Thelma says
she enjoyed the challenge of getting the
garden ready, but confessed to not really
liking the baking. Fortunately she made
lots of friends who would 'just bake a
hundred scones' and offer their support.
Thelma also held a number of concerts
for different ages. She described two
Youth Concerts performed by the under
25s in 1998 and 2000, which drew
talent from Clippesby, Fleggburgh,
Repps and Thurne. Performances
included magic shows, poetry reading,
dancing and a range of vocal and
instrumental music. They each raised
just over £750 (the target) which a
friend at the local branch of Barclays
Bank was able to persuade them to
double; £1,500 was worth a lot more in
1998 than it is now!
Thelma is pictured in her garden holding her 10 year Long Service Award recognising her role
as editor of Fightback. Malcolm presented it to her quietly at home on Wednesday 18
September 2019. It is only in recent years that the Association has begun to provide a formal
token of recognition again, and Thelma had retired by then. We have a lot to thank her for, and
are delighted to have the opportunity to mark her years of service, albeit belatedly. Thank you
Thelma – from us all!

Events in aid of the MND Association
Sunday 12 May 2019 Thetford Garden Centre Bucket Collection
We were fortunate in having a wonderfully sunny day for our
bucket collection. Jemima looked splendid. A number of people
stopped to talk with John about the car, with some reminiscing
about family holidays in their Morris Eight.
We were very impressed by the number of people who donated
and helped us raise £208.19. The day had the added benefit of
raising awareness of MND and the work of the Branch. Our
thanks to a small team of volunteers who were able to help on
the day – and to the staff at the Garden Centre who made the collection possible.
Saturday 1 June Songs from the Shows
Local pianist, Jane Everard and vocalist duo
Zaira Palumbo and Jodie Wiggins performed
songs from some of the best loved shows such
as My Fair Lady, Sound of Music, Mamma
Mia and many more. Anne Gillett and
Malcolm Chubbock were happy to be able to
accept an invitation to this free fundraising
concert at Swanton Abbott Village Chapel.
They greatly enjoyed the afternoon. Malcolm
was asked to say a few words before the
retiring bucket collection, which raised an
amazing £1,033.10. Tea and delicious cakes
were served at the end of the concert. Our
thanks to Jodie, Jane and Zaira, shown in the
photo.
Wednesday 12 June Quiz night at Birkbeck Hall
The Norwich branch of Brown & Co hosted a quiz night at the fabulous Birkbeck Hall in the
Great Hospital, Norwich. It looked wonderful decorated with Association balloons in blue,
orange and white. The look was enhanced by a table heavily laden with raffle prizes.
Malcolm was invited to say a few
words when all the quiz teams had
arrived for the start of the evening.
He spoke about about motor neurone
disease, the Association and the work
of the Branch.
The evening raised £4,107 for the
Motor Neurone Disease Association.
We would like to thank the organisers
and everyone who attended for their
generosity helping to raise such a
fantastic sum.
They have more events planned later
in the year.

Saturday 15 June 10.00 am – 12.45 pm Walk to D'feet MND
The King's Lynn Support Group organised a Walk To D'feet MND. The aim was to increase
awareness of MND, rather than to be a sponsored walk. Thank you to all twenty two walkers
and one dog who set off from the King's Lynn Football Ground for the four mile circular walk.
Fortunately there was no rain. The bucket collection raised £64.79, but more importantly a few
more people will be more aware of motor neurone disease.
Sunday 23 June 2019 Waitrose and Partners (North Walsham)
Following an application, the Norfolk,
Norwich and Waveney Branch of the MND
Association were selected by Waitrose and
Partners (North Walsham) to be supported
through their Community Matters scheme
for May 2019.
Sue and Jo were happy to receive a cheque
made payable to the Branch for £254 from
Waitrose Partner Caroline Bull on behalf of
Waitrose and Partners North Walsham. We
are grateful to all those who put green
tokens in the box in support of the Branch.
We were asked to select an area of our work
to feature on the Green Token Votes box. We chose our Open Meetings and will put the money
towards the next one at Wortwell on 17 November. It will help towards meeting the costs of
hiring the venue and providing lunch, it can also be used towards transport costs for people
living with motor neurone disease where needed.
July/August 2019 Alex's Wye are we Kayaking 100 miles?
Alex, with friends Keaton, Joe, Oli, Dodd and Nathan
kayaked one hundred miles on the River Wye in four days,
travelling from Glasbury to Tintern. They decided that they
would use the opportunity to gain sponsorship for the
Norfolk, Norwich and Waveney Branch of the MND
Association as Nathan's uncle, Jim Heal, died of MND. They
set a target of £400; they were delighted and surprised by the
generosity of their friends which took the total above £700. You can still donate at
https://www.justgiving.com/fundraising/wye-kayaking-challenge. The photo shows the kayaks
at their stop off in Hereford. We look forward to adding more photos to the website later.
Sunday 4 August Bannaroo festival 2019 at The Banningham Crown
Jeannie, owner of The Banningham Crown, invited the
Branch to host a stand at the festival. Malcolm, Sue and Trish
arrived early to set up the stand. We manned the stall in shifts
with Ange joining us later in the afternoon. We raised £46.75
through the sale of merchandise and £42.30 from donations.
A further £12 was raised from ‘Guess the name of the Cat’,
the winning name was Benji and the fluffy white toy was won
by a very happy lady! It was good to have the opportunity to
meet
people
and
engage
in
conversation
to
raise awareness of MND and the work of the Association.

Thank you to Simon and Jeannie for organising a wonderful event with an amazing line up, and
for making us so welcome.
Monday 5 and Tuesday 6 August Bucket Collection at Tesco's Sheringham
Anne Gillett, who arranged the collection, expressed her thanks to everyone who supported the
Branch with their one to two hour 'slots' holding a bucket. She says most people found the
time went very quickly, the store was very busy during Sheringham Carnival week. The bucket
collection went really well with a fantastic total of £487.22 collected over the two days.
We are hoping this will become an annual event after the store's Community Champion has
negotiated with her manager. Watch out for the dates next year when, once again, we would
greatly appreciate your help.
Sunday 18 August 2019 Ann's Tour de Broads
Ann Franklin wrote, 'My husband Barrie, son
Max and friend Martin rode the Tour de Broads
on Sunday 18th fundraising for the Norwich and
Waveney Branch of MNDA. The start at
Whitlingham Country Park was warm and
sunny, then uphill from Norwich. There were
quiet roads until the traffic at Wroxham needed
careful negotiation. The first coffee and cake
stop after 20 miles was at Hoveton. Rain and
wind then slowed them up until they had a break
and met Ann and Maggie for more cake and
coffee at Ferry Inn Stokesby at 35 miles. There
was a headwind back to Norwich for a satisfying
downhill cruise to finish back at Whitlingham.
The total should have been 50 miles but was
actually 57 miles! They weren't surprised as
when they did it in 2015, it was 57 miles! Great
day, and no punctures! Warmest thanks to all
who donated, over £700 so far.'
We are very grateful to Barrie, Max and Martin
for raising funds for the Branch, this is not the
first time that they have cycled to raise money
for the Association; that is a long way to cycle
in one day!
If you would like to contribute to this good
cause and add to their total online please visit
https://www.justgiving.com/fundraising/annfranklin.
Sunday 18 August 2019 Karen Ellis climbed Mount Snowdon
Karen took on the challenge of climbing Mount Snowdon after her Dad was diagnosed with
MND in October 2018. We are delighted that she decided to raise money for the MND
Association, which will be shared equally between the local Branch and National Office who
together provide support for people living with MND.

The initial plan to climb in June had to be postponed after her husband fractured his ankle just
days before they set off. Despite Karen's fear of heights, which would have deterred many of
us from going ahead, they set a new date and climbed Snowdon on Sunday 18 August.
Two days later Karen sent me an email with some photos
showing some beautiful scenery – and scary paths and drops!
She wrote, “I'm home recovering from Snowdon with very
stiff legs”. She went on to describe the events of the day.
“We walked up via the Pyg Track. If I'd have known prior
how scary a couple of the scrambles are, I don’t think I'd
have done it. Within 20 minutes of starting at 8:20am, I
could see people climbing round a steep corner a good
100feet high, up to the right. I said to Rich at that point that
if that's the way we had to go I wouldn't be able to do it. I
said I couldn't do it quite a few times!
It was getting
colder and really
windy as we went
up, we couldn't
see the summit as
it was very dark and foggy up there. We saw two
wardens when we were about two thirds of the way,
who told us that winds at the summit were 40mph.
They advised not climbing up to the brass plaque at
the summit due to the wind. I could see that the last
corner and scramble up ahead was very steep with
quite a drop. Once we arrived there I tried once to
climb up but it was very jagged and about 3 feet
wide, I was so scared I started crying and said there's
no way I could do it. At the same time, I couldn't face going back the way we'd came either. I
let quite a few people past and tried again, I think it must be the scariest thing I've ever done.
Thank god it was foggy so I couldn't see the drop. The
man in front of me was so scared he was crawling on
one knee, grabbing at bits of rock sticking out, whilst
dragging his other leg behind him. Rich had to keep
encouraging me, and the man in front, to keep going.
He shook our hands and thanked us for the support as
he daren't look round at the time.
After this section I thought we were at the top. I didn't
realise that we had another 10-15 minute walk to reach
the summit and the café! About halfway along I got
upset again as I was so exhausted that I was struggling
to keep going due to the bitter cold and wind. Rich
spurred me on with the offer of a hot chocolate in the
café. As suggested by the wardens, we didn't attempt climbing up the stairs to the brass plaque
because of the strong winds. Some people were crawling/walking up there and coming down
on their bottoms. There's no railings and a drop off the side. I'd nearly been blown off my feet a
couple of times so no chance I was going up there!

We had a hot drink and a sausage roll. I did check out the price of the train down but it was £27
per person, plus all trains were fully booked...unfortunately!
We descended via the Llanberis path. This path wasn't scary at all. It was just one long slope, a
bit steep in places. My legs were like shaky jelly all the way down and my toes were killing
from constantly being forced in to the front of my
boots. It was still pretty rocky most of the way and I
slipped a few times, luckily I was holding Rich's hand
the whole time.
I'm glad I've done it and raised over £1,500 to be split
between the main Association and the Norfolk,
Norwich and Waveney branch.” Though Karen also
said, “never again”, something I suspect we all
understand! We are very grateful to Karen for her
outstanding bravery and determination, and to Rich for
his support and encouragement. Thank you both!
If you wish to add to Karen's total please visit
https://www.justgiving.com/fundraising/karen-ellis18
Saturday 31 August 2019 Team Allen's Charity Fundraiser
It was a brilliant day, though it might better be described as a brilliant week, as Team Allen
went out in fancy dress to hand out leaflets. The EDP provided some welcome publicity ahead
of the event, which you can read at https://www.edp24.co.uk/news/health/nigel-and-mandyallen-gorleston-motor-neurone. Their sale, of new and pre-loved shoes and clothing for men,
ladies, children and babies, took place at the Methodist Church in Gorleston. Individual items,
including toys, were priced at £3 or less. We heard they had a lot of merchandise, but to raise
£5,695 in on the day is staggering! All the items were donated, refreshments were available on
the day and the funds raised were for the benefit of the Norfolk Norwich and Waveney Branch.
Thank you Team Allen!
Nigel and Mandy are also planning a Christmas fundraiser on 6 December, more details will
appear on our Facebook page and website later.
Saturday 31 August – Friday 6 September 2019 Bare Legs Brian on a Bike by Brian
Jackson
Since losing my wife to motor neurone disease
in 2012, I have been involved with awareness
and fundraising in a number of ways. Besides
being an Association Visitor, in 2015 I wore
shorts throughout the year and throughout
2017 I decided to wear a kilt. 2019 has
brought a different challenge. I last remember
riding a bicycle when I was 16 or 17 which
was when driving a car took over. This year I
challenged myself to cycle 2019 miles in 2019
at 76 years old which isn't an easy challenge to
take on with the busy roads we have now.

As part of that challenge, I set myself the task of cycling to places that begin with the letters of
BEAT MND. As I live in Sheffield where the hills are STEEP, I chose to carry out this part of
the challenge in the less hilly part of the country which is why I ended up cycling in Norfolk,
Suffolk, Cambridgeshire, Leicestershire, Northamptonshire.
Day one, after enjoying the hospitality of Sue and Jo, saw me setting of from Thetford to Bury
St Edmunds accompanied by Jo for some of the way. This first day was when I found that
Norfolk may be less hilly than Sheffield but the hills last a lot longer! My overnight stop was at
Maglia Rosso where I was the first person to use one of their new glamping pods which was a
great experience. Sunday, day two, was the longest ride (39 miles) from Maglia Rosso to Ely.
The day went well but I was quite glad when I arrived at my overnight stop.
The next day I visited Ely Cathedral before setting off for the next overnight stop in
Huntingdon ready for cycling to the A and T on day four. This was the day that I felt I had 'hit
the wall.' Another 31 miles to Alconbury and Thrapston before collapsing in my next overnight
stop in Kettering ready for the next day's cycle to Market Harborough and then on to
Northampton. I received a warm welcome at David Niven House and met a lot of wonderful
people who devote their time to making life better for people living with MND and their
families.
The final day saw me cycling from Northampton to Daventry Country Park which was the final
destination in BEAT MND. I hope you all managed to work out the route because it was quite
confusing for me at times.
It was an experience I enjoyed immensely on the whole, but there is one thing of which I am
sure. I don't think I will be cycling around the world next!
I met so many people who showed an interest in what I was doing and raising awareness was
one of the main reasons for the ride. The kindness and friendliness of the people who supported
me helped so much during the week and my thanks go out to them.
Pre-cycle publicity was provided by the EDP https://www.edp24.co.uk/business/farming/brianjackson-cycling-challenge-for-mnda-1-6228339.
You can still donate at https://www.justgiving.com/fundraising/BareLegsBrian.

Future events in aid of the MND Association
October 2019 Community Matters Waitrose Eaton supports our Branch
Please support us with your green tokens if you shop there during October!
David Banks is raising money for the MND Association
David Banks has created some fascinating booklets about a golden era on the Norfolk and
Suffolk Broads. A series of four called 'memories' feature stories, both fact and fiction, about
Norfolk and Suffolk. The first is now available for purchase for £6 with £2 from every copy
sold coming to the Branch. More details about how to purchase the books can be found
at http://evolution-norfolk-broads.co.uk.
Sunday 3 November 2019 A West End Cast Charity Gala at the Gordon Craig Theatre,
Stevenage
Carl and Neil Rutherford lost their father to MND. They are organising a West End Charity
Gala event featuring music and acts from well known shows to raise funds for the North &
East Herts Branch and MND Research. We have been asked to provide a little publicity for
what promises to be a very special evening starting at 19:00. For more information visit
https://www.gordon-craig.co.uk/a-west-end-cast-charity-gala-i2149. Tickets cost £30.

Take a Bow – thanks to the following for donations received by the branch
o Anonymous donations - £232
o NDB Autos, collection tin - £13.36
o Sandra Edwards, BroadBeat Choir £1,135
o John Newport, crowdfunding page in
association with 'Jemima' - £105
o Lesley Willcocks, donation from the
Fundraisers of Aysham & District - £400
o Eileen and Bryan Chubbock, collection
box - £247
o Sandi Ward - £200

o Alan Ryan's Mother, from the Benevolent
Fund of Wayland Lodge - £1,056
Donations in memory of
o Ann Cator - £480.55
o David Siggins - £992.03
o Richard Hodgson - £490.90
o James 'Dave' Bonney - £538.99
o Paul Hainsworth - £327.60
Internal transfers
o Interest - £76.54
o We are extremely grateful for the donations
totalling £457.88 which have been made to
National Office for transfer to the Branch.
My apologies to those who have made donations but whose names have not appeared, these
figures will appear in the next edition.

News from National Office
Our new website was launched in May: As well as having a new look and feel, the new
website is optimised for mobile and tablet use, and has better compatibility with communication
aids. The Branch page can be found through the 'local support' search on the homepage.
https://www.mndassociation.org.
Our Branch website contains a number of links to the national website, which were checked
after its launch – however, if I have missed any glitches or you notice typos or other errors
please let me know at sueheal@btinternet.com.
Updated
information
sheets:
Download
information
sheets
at
https://www.mndassociation.org/about-mnd/information-resources/ or order copies from the
care admin team by calling 01604 611685 or by emailing careadmin@mndassociation.org.
People living with or affected by MND can order direct by contacting the MND Connect
helpline on 0808 802 6262 or emailing mndconnect@mndassociation.org. A number of sheets
have been re-worded and made clearer so it is always worth looking at them online to ensure
you access the latest version of each sheet.
New information sheets: The following information sheets for people living with and affected
by MND and Kennedy's disease have been revised.
1A – About the NICE guideline on MND
2B – Kennedy's disease
2C – Primary Lateral Sclerosis (PLS)
6B – Complementary therapies, which has been endorsed by the Complementary and Natural
Healthcare Council.
7B – Tube feeding, which as been translated into 13 languages.
8A – Support for breathing problems
8B – Ventilation for motor neurone disease – the sheet now gives equal focus to non-invasive
ventilation (NIV) and tracheostomy ventilation to ensure both ventilation options are explained
in the same level of detail. The sheet also includes aftercare, maintenance and troubleshooting
for ventilation, to assist discussions with respiratory teams.
8D – Air travel and ventilation

10A – Benefits and entitlement
11C – Equipment and wheelchairs
Caring and MND: quick guide is now available in audio format.
Could you help review the Association's information? Are you living with MND? Are you
supporting someone living with MND or have you previously been a carer? Do you have a few
hours to spare? Then we need your help!
You could get involved in a range of exciting projects and help develop the information
provided by the Association. What will it involve? You will make a difference from the
comfort of your own home by giving feedback about our existing and new publications and
digital resources. Who do I need to contact if I would like to take part? Please email
volunteering@mndassociation.org or ring 0345 6044 150.
Meet the MND buddies and read our new storybook! The MND Association has developed
two resources for young children in response to demand from
families affected by motor neurone disease. MND Buddies is
a new web hub for children aged 4 to 10, to help them learn
about MND through games, stories and creative activities.
Children can even send in drawings and writing to the MND
Buddies for display in their galleries. The buddies are brought
to life as a team of friendly characters – Max the Monkey,
Rini the Rabbit, Eric the Elephant, Carly the Cat and Ali the
Alligator. Find out more about the characters on the 'Meet us'
page at www.mndbuddies.org.
The hub includes three family-based stories in the Know it area, which can be read or listened
to onscreen. These can help prompt family conversations about the changes MND is likely to
bring. The stories are also available in a printed story book, 'Why are things changing?'.
Families affected by MND can order a free copy through our MND Connect helpline by calling
0808 802 6262 or emailing mndconnect@mndassociation.org.
The Association would like to thank the families and experts who assisted, and the Mountbatten
Memorial Trust and Anton Jurgens Charitable Trust for their generous support.
Fundraising through book sales. Jill Anderson, Association Visitor with the East Sussex
Branch, has had a children's book published, called Alfie Doodle. It is about a boy who gets
into trouble for constantly doodling at school, however his doodles take him on amazing
adventures and his teachers are astounded at the results. The book is aimed at 4-8 year olds and
is available on Amazon and Waterstones. It is £5.99 (or less) and £1 from each sale will go to
the MND Association.
MND Wills Week: The purpose of the week, from 9-15 Sep, was to show the importance that
legacies are having on the work of the Association; they provide funding to support people
living with MND and drive research forward. Legacies are incredibly important as they form
25% of the Association's income. Gifts in Wills don't have to be large, because every penny
matters in the search for a cure.
You
can
download
the
Association's
'gifts
in
Wills'
guide
at
https://www.mndassociation.org/download-your-guide. If you would like more information
about MND Wills Week or legacies, email the Legacy Team at legacies@mndassociation.org.

Our new National Office. The lease on the new offices at Francis Crick House in Moulton
Park, Northampton has been signed. Work is continuing, the refurbishment has taken longer
than the landlords anticipated. To ensure the new office is 'Association-ready' from day one
with the fit-out complete, furniture in place and technology connected the decision has been
taken to delay the move, giving a new moving date of mid-January. Watch this space!
Bake a difference in the fight against MND. As Great British Bake Off fever sweeps the
nation, it's perfect timing to host a bakeit! cake sale, coffee morning or afternoon tea party. Our
brand new bakeit! fundraising pack is jam packed with everything a host would need for their
event, from top tips to raise extra funds to cut out cake flags to make their bakes look the part.
If you're a star baker, or know someone who is, encourage them to bake a difference and sign
up for their free bakeit! pack by visiting https://www.mndassociation.org/getinvolved/fundraising/doyourownthing/bakeit/
National AGM. The Association decided not to provide live-streaming of this year's Annual
Conference and AGM. However, the keynote speech presented by leading MND researcher
Professor Kevin Talbot, was still recorded and will hopefully soon be made available for us to
listen to. We haven't yet been provided with the link!

Campaigns
Wednesday 3 July Campaigners travel to Parliament to meet MPs
A parliamentary drop-in event hosted jointly by the
MND Association, Marie Curie and the AllParty Parliamentary Group on Terminal Illness
attracted 62 MPs and Peers to meet people with MND,
Association volunteers and health and social care
professionals. Jeremy Vine, Association patron, also
attended the event. Over 50 volunteers attended to
speak with MPs about the Scrap6Months campaign and
to discuss fast track benefits for people with MND.
Thank you to everyone who invited their MP to attend.
Left to right, Jeremy Vine, Sue Heal, Peter Aldous MP, Martin Burnell, Dianne Hepburn.
Drew Hendry MP, Chair of the APPG on
Terminal Illness, launched the event. He
spoke of their new report which found
that the current benefits system for dying
people is 'not fit for purpose'. Madeleine
Moon MP gave a very moving address in
which she spoke of her own experience
of losing first her mother-in-law and later
her husband to MND. She then spoke of
her ten-minute rule bill, Access to
Welfare (Terminal Illness Definition) Bill
2017-19. The bill sought to replace the
current definition, which states that a
person has a 'reasonable expectation of
death within six months', with a
clinical judgment by an appropriate
healthcare professional who knows the individual.

The bill will fall at the end of the parliamentary session. The Association's Campaigns and
Policy Team are looking at ways to re-table a revised version in the new session and will be
working with Madeleine Moon MP and other MPs on this.
Martin Burnell, who is living with MND, and his mother Edie attended and spoke with his MP,
Peter Aldous. Dianne Hepburn from the King's Lynn Support Group also attended representing
West Norfolk. Sue Heal had emailed invitations to the MPs who cover our Branch area, and
attended in her capacity as Branch Campaigns Contact. She was able to talk with Peter Aldous
MP for Waveney and Brandon Lewis MP for Great Yarmouth. Both offered their support for
our campaign. Clive Lewis MP for Norwich South and Norman Lamb MP for North Norfolk
both indicated that they hoped to attend. Due to the rapidly changing nature of parliamentary
business all confirmed meetings carry a risk of cancellation – and so it proved on the day.
You can read more on here: https://www.mndassociation.org/parliamentary-drop-in-attractsmore-than-60-mps-and-peers/. The event was also reported in the EDP, which you can find at:
https://www.edp24.co.uk/news/health/campaigners-at-westminister-for-launch-of-newterminall-illness-report-1-6147549
Subsequently Sue met with Clive Lewis, on 11 July, in his constituency office to discuss the
campaign. Discussions also included the problems caused by the change to the way in which
people are charged for social care in Norfolk. Clive has a special interest in health, and is
interested in seeing the work of the Norfolk MND Care and Research Network first hand.
DWP to review benefit rules for terminally ill people
On 11 July, Work and Pensions Secretary Amber Rudd announced a review of how the benefits
system supports people living with severe progressive conditions and people nearing the end of
life. The Association Campaigns and Policy Team attended a roundtable meeting to engage
with this work. Although this is a positive step in the right direction, the campaign is not over
yet! It is crucial that we continue to show the Government that there is strong support within
the MND and other terminal illnesses community, for a change in the law.
In September, following Amber Rudd's resignation, Thérèse Coffey MP became the new Work
and Pensions Secretary. Following a meeting with Sue Heal, in her capacity as Campaigns
Contact, Rt Hon Sir Norman Lamb MP wrote to Thérèse Coffey MP on 9 September to stress
the importance of completing the review quickly and thoroughly. His letter, written with Sue,
asked her to consider scrapping reference to six months, a light touch review of entitlement
after ten years rather than three, and a clear rule to forbid officials from challenging the
judgement of clinicians although they may still ask for further information.
Our Scrap6Months campaign was launched just over a year ago, calling for everyone with a
terminal illness, such as MND to be able to access benefits using the Special Rules for Terminal
Illness. You can read more here: https://www.mndassociation.org/dwp-to-review-benefit-rulesfor-terminally-ill-people/
The Disability Benefits Consortium and MND Association launched a report about the
impact of benefit changes on 16 July
The MND Association was in Parliament for the launch of a new report by the Disability
Benefits Consortium, of which the Association is a member. The report shows that changes to
the benefit system over the past 10 years have increased the poverty levels of disabled people.
Many people have had a reduction in benefits, but disabled people are four times worse off
than non-disabled people. The report makes a number of recommendations which you can read
about at https://drive.google.com/file/d/1pS8mo0n_MtlF4E7D15FZWOq-AAxXVNkY/view

Wednesday 7 August 2019 Petition handed in to 10 Downing Street
Hundreds of people from across Norfolk added their signature to the Scrap6Months petition
handed in to 10 Downing Street. We were among 55,435 signatories from England, Wales and
Northern Ireland calling for the Government to change the law to enable more terminally ill
people to get quicker and easier access to the benefits they are entitled to. Thank you to
everyone who signed.
Representatives from the two charities, including Marie Curie ambassador, actor Jim Carter
who plays Mr Carson in Downton Abbey, carried the petition to the famous black door. It was
accompanied by a letter to Prime Minister Boris Johnson asking him to consider the enclosed
petition to change the law governing eligibility for the fast-track application process for welfare
benefits for the terminally ill. As soon as we receive a response from Prime Minister Boris
Johnson we will post an update on the website and social media.
You can read more about the day at https://www.mndassociation.org/55000-name-petitionarrives-on-the-doorstep-of-number-10/
The driving force behind the campaign is our belief that people living with terminal illness such
as MND should be able to claim benefits without having to fill in a long form, attend a face-toface assessment, or wait weeks for their benefits to arrive. We would like to see the
Government change the law, as Scotland already has, to move away from the 6 months
definition towards a decision made by a clinician.
Norfolk Clinical Commissioning Groups: Following the call for
comment on the proposal to merge the five CCGs in Norfolk and
Waveney the Norfolk, Norwich and Waveney Branch together with
the King's Lynn Support Group submitted a document. Amongst
other things we asked if the newly formed CCG would honour its
support for the Charter.
North Norfolk District Council: Despite earlier promises a motion in support of the MND
Charter has still not been raised at a council meeting. If you live in North Norfolk and have
contact with your local councillor, please raise the issue with him or her. If you require further
information please contact Sue Heal by email sueheal@btinternet.com.
Housing adaptations: We are looking forward to reading and sharing the MND Association's
report on housing due out late September.
NHS continuing healthcare: We are continuing to collect personal stories – with experiences
good and bad, if you have one to share please contact Lindsay Goward at
eastangliarcda@mndassociation.org.

Local MND Research Update September 2019 by Dr Ratko Radakovic
The CHANGE-MND study has been recruiting people living with MND and their study
partners since January 2018.
In summary, the CHANGE-MND study looks to determine the changes that may occur in
everyday life, wellbeing, motivation, quality of life and functioning for people living with
MND, as well as their study partners (carers, relatives or close friends). This study involves
researchers visiting people living with MND and their study partners at their homes to take part
in interviews and brief assessments of functioning. Following this initial visit, the researchers
would follow-up and interview the participants every 3 months for up to a year. This research
works closely with the MND Care and Research Network and is funded by the MND
Association.

Below is an update on the recruitment progress of the CHANGE-MND study thus far:

Baseline visit
1st Follow-up Visit (3 Months)
2nd Follow-up Visit (6 Months)
3rd Follow-up Visit (9 Months)

Recruitment Progress
People Living
Study Partners (carers/
with MND
relatives/ close friends)
30
29
20
19
12
12
6
6

The CHANGE-MND study is still actively recruiting and more information can be
found on the Norfolk, Norwich and Waveney Branch website under ‘Local Research’.
If there is anyone interested in participating in the study please email mnd.research@uea.ac.uk.
Alternatively call 01603 59 3259 or 01603 59 1441 (leaving a message, if necessary) and one
of the research team will get back to you with further details about the study.
On behalf of all researchers, we would like to thank all the participants and their study partners
for taking part in this study and for their continued interest in this research.

Research
If you want to get involved in research or read more about ongoing research there is always a
wealth of reliable information at https://www.mndassociation.org/research/. If you wish to talk
about getting involved you can contact the Research Development team on 01604 611880. The
information below is taken from links given in the MND Monthly Research Newsletters, and
the MND Research blog https://www.mndassociation.org/research/mnd-research-blog/.
Dr Ratko Radakovic, who provides the local research updates and reads the summaries
presented below to check for accuracy, has suggested an interesting link
http://www.alsuntangled. ALS Untangled reviews alternative and off label treatments with the
goal of helping people with ALS (MND) make more informed decisions about them. It is
sponsored by the ALS Association and the MND Association. Of course, any alternative
treatments should be discussed with a neurologist to see if they might be appropriate.
Promising phase 1 and 2 clinical trial results for tofersen. In May, Pharma company,
Biogen, reported results for tofersen, a precision therapy for people with SOD1-related MND.
Tofersen is an antisense oligonucleotide (ASO) designed to prevent the faulty disease-causing
protein from being made. The early stages of a clinical trial are designed to test safety and dose
of the drug. However, because of the inclusion of a double-blind design, a placebo arm and a
relatively high number of participants (38 received torfersen and 12 placebo), it has also shown
that people who took 100mg of tofersen over three months had significantly reduced amounts
of SOD1 protein compared to these taking the placebo, and signs that the progression of their
MND has slowed.
A Phase 3 trial is already recruiting in the USA. A trial for a similar drug, that will target the
C9ORF72 gene, is currently recruiting and recruitment will extend to the UK in the future. You
can read more about these exciting results at https://mndresearch.blog/2019/05/07/tofersenantisense-oligonucleotide-drug-shows-promising-results-in-phase-1-2-trial/.
Dr Nick Cole, Head of Research at the MND Association, said: “The data is encouraging and if
the final outcomes are as positive as we hope, this would be a significant milestone in the fight
against MND. This therapy would be the first targeted treatment for a specific type of genetic
MND, bringing hope to people and families with one type of inherited MND.”

The hope is that this type of targeted treatment could be applied to other genetic forms, and
perhaps, ultimately, help uncover treatments for sporadic MND – the majority of cases.
Could MND be treated with HIV drugs? Recent results from the Lighthouse trial of the antiretroviral drug Triumeq have shown that the drug is safe, and reduces the rate of disease
progression in people with MND. HERV-K is a retrovirus (a 'fossil' virus) that, over millions of
years of evolution, has left traces of its DNA within our genome. When activated it can merge
into our cells by copying its DNA into our genome, which leads to the incorporation of two
DNAs into one. Then when the affected cells create new proteins partial copies of the virus are
produced with it.
Retroviruses have been linked to MND because of a finding that a particular retrovirus called
human endogenous retrovirus (HERV-K) has been found in the brain and spinal cord tissue
from people with MND, though not all studies confirm this finding. A specific group of
antiretroviral drugs have been shown to have the potential to reduce the amount of HERV-K
virus making Triumeq, currently used to treat HIV, a promising new therapy to test. Because
this study was carried out over a short amount of time and was open label (meaning that
everyone on the trial was given the drug) the results should be viewed with caution. However,
a larger placebo-controlled Phase 3 trial is now planned. You can read more about the
Lighthouse trial at https://mndresearch.blog/2019/07/17/could-mnd-be-treated-by-hiv-drugs/.
Cells on a chip – paving the way for personalised medicines. Researchers in the USA have
recreated the blood-brain barrier (BBB), a vital part of the central nervous system, using Organchip technology. Defects in the BBB have been implicated in MND and other neurological
conditions. The BBB protects the brain from toxins, pathogens and other foreign substances,
but also prevents medicines from reaching the brain. The researchers found that they could
generate BBBs that are structurally similar and also function as they would in the individuals
whose cells were used to re-create it. This provided a platform for drug screening as well as
personalised medicine. The goal of the research is to develop personalised, effective therapies
based on a patient's genetic make up.
https://alsnewstoday.com/2019/06/13/scientists-usepatient-cells-chip-technology-to-re-create-blood-brain-barrier-defects/
Study suggests Vitamin D supplements cannot prevent motor function decline. Researchers
in Italy have investigated the impact of vitamin D supplementation on the progression of MND,
after a study of a mouse model suggested that the vitamin might protect nerve cells from
damage and could improve motor function. Forty-eight people with MND with low blood
levels of vitamin D were treated over six months, and although their blood levels of vitamin D3
improved, there was no meaningful clinical effect on the progression of MND-associated motor
symptoms. https://alsnewstoday.com/2019/06/20/vitamin-d-supplements-cannot-prevent-motorfunction-decline-in-als/
Fungus used in Chinese medicine could treat MND. A recent study in China found that
Hirsutella sinensis (HS), or Chinese caterpillar fungus, reduced the loss of spinal cord motor
neurones and increased the lifespan in a SOD1 mouse model of MND. In MND microglia (a
type of glial cell found throughout the brain and spinal cord) that usually protect and support
motor neurones become overactive leading to inflammation. HS has been shown to be
neuroprotective, suggesting it may be a promising new treatment for MND. Of course it has to
be tested in humans first to see if the same results are observed!
https://alsnewstoday.com/2019/07/23/chinese-medicine-hirsutella-sinensis-reduces-neuronloss-expands-lifespan-als-mice-study/

Early biomarkers pave the way for earlier treatment. Early diagnosis and treatment of
MND is hampered by the lack of biomarkers that might indicate the disease's initial stages.
Scientists in the USA have identified specific neurons and associated cells in the spinal cord of
people with MND that are not present in people without the disease, they might act as early
biomarkers for the disease before symptoms are recognised. Now they have been identified
their role in the progression of MND can be studied, potentially paving the way for new
treatments that could be given in the earlier stages of the disease.
https://alsnewstoday.com/2019/07/18/unique-neurons-other-cells-in-spine-may-be-early-alsbiomarkers-study-says/
Decoding the causes of MND. Researchers at Trinity College Dublin have used the question
'nature vs nurture' to address the possible causes of MND. In a study of 1,117 people, they have
shown that genetics account for 52% of the risk of developing the disease, meaning that other
factors or exposures must also be present for the condition to develop. The lead author, Dr
Marie Ryan, noted that with the exception of familial cases caused by a known gene, the overall
risk of developing the disease among other family members remain low. She went on to say
that knowing that genetic and non-genetic factors contribute equally to the chance of
developing MND, and establishing how these MND-related genes interact together, will help us
to find better and new ways to fight the disease. https://scienmag.com/decoding-the-causes-ofmotor-neuron-disease-a-new-study-shows-the-impact-of-genetics/
Frequent weekly exercise does not bring extra benefit in MND. Exercise programmes for
people with MND are known to be helpful, particularly in the early stages of the disease, but a
small study in Italy shows that no extra benefit is seen by increasing the number of weekly
sessions from two to five. No benefit or harm was seen with the extra exercise regime.
https://alsnewstoday.com/2019/07/26/frequent-weekly-exercises-dont-benefit-als-patientsmuch-small-study-says/. To read more about exercise after diagnosis see the earlier blog article
at https://mndresearch.blog/2018/06/12/exercise-after-diagnosis-a-closer-look-at-the-evidence/.
Suffolk drop-in support meetings 2019: People living with MND, families and professionals
– all are welcome. Feeling isolated or unsure about support and services available? MND
Association representatives and Nurse Specialists are usually on hand to advise over a cuppa.
The West Suffolk support meetings are held in Hawstead Village Hall, The Green, Hawstead,
IP29 5NP. They meet on Wednesdays, the next meeting is 6 November 12-2pm for a Pumpkin
lunch. To note your intention to attend please email Wendy Pott on werpott@yahoo.com or
contact West Suffolk Neurological Nurses, Nicky McGreavy or Sarah Ward on 01284 748848.
The Ipswich support meetings are held in The Atrium, St Elizabeth Hospice, Ipswich, IP3 8LX
on Monday evenings between 5pm and 7pm. The last meetings of 2019 will be held on 21
October and 16 December. To note your intention to attend please contact Kate Barber on 01473
707962.
Suffolk MND Association contacts: Janet Oliver 01359 241084 and Liz Cooper 0345 375 1827.
Suffolk Direct (for access to social care services) 0808 800 4005.
MND Carers Friendship Group: This informal group is just for carers and former carers of
people with MND. They normally meet up on the third Wednesday of the month for coffee in
the café at Tapping House, The Norfolk Hospice at Hillington between 11.00 am to 12.30 pm.
Contact Dianne Hepburn if you would like to join them or for more information, dianneh@hotmail.com or 07789 281100. To check dates please watch the King's Lynn page on our
Branch website.

Branch News
Open Meeting: Sunday 17 November 2019 12:00-16:30 at Wortwell Community Centre,
Tunbeck Close, Wortwell, IP20 0HS. The first hour is available to have a mardle and buy your
Christmas cards. Kelda's Kitchen will provide our hot Christmas lunch. Dr Kirsten Kelly, the
Association's Research Programmes and Partnership Manager will give a short talk after lunch.
Kirsten has a good sense of humour and makes the world of research refreshingly easy to
understand, and should manage to keep us awake even after a good meal!
Advance Notice of AGM and Open Meeting: Sunday 19 April 2020 at St Andrew's Eaton
Church Hall, Church Lane, Norwich, NR4 6NW. We are considering a new venue for 2021,
please let us know if you have any suggestions.
Coffee mornings are informal gatherings for carers and people living with MND hosted by
Association Visitors and Committee Members. Note there are no coffee mornings in December.
At Notcutts coffee shop: The next coffee morning will be held on Wednesday 16 October
from 11:00am to 1:00pm; the last one for 2019 will be on 20 November. Refreshments can be
purchased in the coffee shop.
Advance notice of future dates for Notcutts, Daniels Road, Norwich, NR4 6QP
2020 15 January 19 February 18 March
15 April
20 May
17 June
15 July
19 August
16 September 21 October 18 November
At the Cherry Lane Garden Centre: The next coffee morning will be held on Wednesday
30 October between 11:00am and 1:00pm; the last one for 2019 will be on 27 November.
Refreshments can be purchased in the coffee shop.
Advance notice of future dates for Cherry Lane Garden Centre, Beccles Road, Fritton,
Great Yarmouth, NR31 9EU
2020 29 January 26 February 25 March
29 April
27 May
24 June
29 July
26 August 30 September
28 October 25 November
Website: www.mndnorwichandwaveney.org.uk We are always happy to add information about
events you are planning in support of the Norfolk, Norwich and Waveney Branch.
Facebook: @MNDANorwichWaveney
Twitter: @MNDANorWave
Louisa's Facebook page: @fundraising4MND
Newsletter Editor: Thank you to all who have sent photos and stories for inclusion in our
newsletter. The next deadline for receipt of articles is 21 February 2020 for the next edition.
Useful Numbers
Regional
Care
Development
Advisers
share
an
email
address
eastangliarcda@mndassociation.org
Norfolk – Lindsay Goward 03453 751829. Lindsay works Tuesday, Wednesday morning,
Thursday, and Friday morning.
Suffolk – Liz Cooper 03453 751827. Liz works Monday and Wednesday
MND Coordinator Helen Copsey 01603 647221 helen.copsey@nnuh.nhs.uk
Care Service Navigators Trish Moore 07813 094 820 email trish.moore@mndassociation.org
Gill Newton 07810 750122 email gill.newton@mndassociation.org
Please pass this newsletter on to people who may be interested and together we will fight for
our vision of a world free of MND.
Disclaimer. The views expressed in this newsletter are not necessarily those of the MND Association. The
products and services mentioned or promoted should not be taken as recommendations by the Association, who
cannot be held responsible should any complaint arise. We would like to keep in contact with you about the
important work we do.
If you do not wish to receive further information, please contact
secretarymndanorfolkwaveney@gmail.com, or write to her at the address given on the back page or write to
Norfolk, Norwich and Waveney Branch, c/o MND Association, PO Box 246, Northampton, NN1 2PR.

