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Open Meeting at Wortwell Sunday 17 November 2019
Forty-two members and guests attended the Branch Open Meeting at Wortwell. People arrived
from 12 noon to enjoy an hour socialising over hot drinks. The time was also used to buy
Christmas cards and Association merchandise. Sales totalled £435.60, the raffle, with numerous
prizes, made £164; thank you to everyone who supported us. We were very pleased that once
again Helen Copsey, MND Coordinator, and Emma Larner, Respiratory Physiotherapist, were
able to join us. The Christmas lunch cooked and served by Kelda's Kitchen seemed to be
enjoyed by all.
Lunch was followed by an informative presentation on research by Dr Kirsten Kelly PhD, the
Association's Research Programmes and Partnership Manager; she was good to her word and
kept the talk short and refreshingly easy to understand – and yes, she kept us awake! After a
brief historical overview she moved onto the present and into the exciting opportunities
opening in the near future. If you were unable to stay for the talk or to attend on the day, we
hope you will enjoy hearing Kirsten as much as we did by visiting our website news page for
2019 to access the video. Sue's camera chip filled before the talk ended, so there is a short
break in the flow before Jo's phone took over! Kirsten kindly shared the power point
presentation that she used to structure her talk, which can also be found on our website.
Malcolm read from the Association's General Election Manifesto for 2019, and Sue encouraged
everyone to check our Facebook and/or Twitter feed to see the link to our general election
campaign launch early that week. We are delighted that so many chose to email or tweet their
MPs and to raise awareness of the needs of people living with MND.
We would like to thank those who made donations to help cover the costs of this open meeting.
We are very grateful to The CAF Tourle Foundation Fund who approved a generous grant to
the Branch to cover the remaining costs of this open meeting in addition to the open meetings
at Eaton in April and Upton in July, and costs incurred at our coffee mornings.

Events in aid of the MND Association
Sunday 22 September 2019 – Lisa Wilson completed The Great
East Half Marathon
Lisa took part in the Great East Run, a half marathon in Ipswich.
She wrote, “I had entered this race ages ago but following being
stuck in Greece and Steve losing his battle with MND my training
had suffered and I hadn't ran much since June. However, I
completed it in 2:16:58 and was only 16 minutes slower than my
previous half marathon time and have raised £245 in two weeks
since getting my sponsorship forms and running the race.” Thank
you Lisa!
Lisa will be raising money for the Association by taking part in the
Great North Run in September.
You can sponsor her at
https://www.justgiving.com/fundraising/greatnorthrun2020.

Saturday 28 September 2019 Make it Count! 2 – Punks raising funds for the Branch
A punk rock concert was held on 28 September
from 2pm until midnight at the Moles Rest,
Fifers Lane, Norwich. It featured ten punk rock
bands from all over the UK including local
Norwich band Motorneuronz featuring front
man and lead vocalist Paul Wharton.
Entry was by donations at the door. Merchandise
was also on sale. The event raised £1,166.98.
Paul returned to Norwich after his diagnosis and
formed the band with three of his old school
friends. He says he will carry on doing gigs for
as long as he is able.
Pre-event publicity was provided by the EDP,
you can read the article at https://www.edp24.co.uk/news/kate-bush-ronnie-corbett-motorneurone-disease-punk-rock-1-6262976
September 2019 Jean's Coast to Coast Walk
Over the course of two weeks, Jean walked 190
miles from St. Bees Head on the west coast to
Robin Hood's Bay on the east coast.
Her route took her through the hills of the Lake
District, across the Yorkshire Dales and the
North York Moors National Park – a tough walk.
Jean sought sponsorship online and offline to
raise funds for the Norfolk, Norwich and
Waveney Branch of the MND Association.
We were delighted when Jean joined us at our
Notcutts coffee morning on 20 November. She is
pictured presenting a cheque for £565 to
Malcolm, our Branch chairman. This figure has
been boosted by gift aid, raising the total to over
£1,000.
Jean, thank you! Ours thanks also go to those
who donated so generously to help fund our
work supporting people living with motor
neurone disease.
Sunday 6 October 2019 Marking 40 years improving care and support for people with
motor neurone disease
On 6 October, three intrepid members – Lisa, Malcolm and Sue – of the Norfolk, Norwich and
Waveney Branch braved the rain and floods on Sunday evening to take some photos in front of
City Hall; the photos were not great! We reflected on how far the Association has come since
the inaugural meeting on 6 October 1979, and remembered those who have lost their lives to
motor neurone disease. On that day forty years ago a group of volunteers met together to see
what they could do to help others affected by MND and the Association was born.

On Monday, they tried again when City Hall was, for a
short while, lit in blue and orange, the colours of the
MND Association. The weather was a little better; Lisa
and Malcolm held the Branch banner for a photo!
More than 90 pieces of art by people living with or
affected by motor neurone disease were showcased at
an exhibition at the gallery@oxo on London’s South
Bank. You can read more about the exhibition at
https://www.mndassociation.org/about-us/who-weare/40th-anniversary/art-beyond-limits/.

Friday 11 October and Saturday 12 October 2019 fundraising in memory of Steve Wilson
A two day event was held in Lowestoft by Lisa for the
Branch in memory of her husband, who sadly passed
away in July following a short battle with MND.
Friday 11 October involved a street collection in
Lowestoft Town Centre along with the general public
trying their luck punching or kicking punch bags at
Ruckus Gym.
A Craft Fayre was held at Lowestoft Town Football Club
on Saturday 12 October, whilst a friend also raised
money by having her long hair cut and then shaved off.
The waist long hair was donated to the Little Princess
Trust to be made into real hair wigs for children and
young people. Saturday night saw family and friends
gather to pay their respects to Steve with a raffle being
held along with a memory tree for messages to be left in memory of him. Local MP Peter
Aldous attended Steve's Celebration of Life Event and is pictured here with Lisa.
Over the course of the 2 day event £1,360.25 was raised for the Association. Our thanks to
everyone who supported Lisa's fundraising events helping her raise such a splendid amount,
and especially to Lisa for her work before and during the two days.
October 2019 Waitrose & Partners Norwich (Eaton)
Following an application for support from the Waitrose
& Partners Community Matters green token scheme,
the Norfolk, Norwich and Waveney Branch of the
MND Association were selected as one of the three
charities hoping for tokens during October 2019.
Sue was happy to represent the Branch and receive a
cheque for £418 from Waitrose Partner Emma Taylor
on behalf of Waitrose & Partners Norwich, early in
December. In return Sue presented Emma with two
certificates recognising their contribution. This is an
excellent result. We are very grateful to everyone who
put green tokens in the box in support of the Branch.

Sunday 17 November 2019 – Quiz Night
Lisa runs with Waveney Valley Athletic Club. They
hosted a quiz night in Lowestoft on 17 November and
held a raffle. The proceeds of the raffle came to a
stunning £360 and were donated to the Branch in
memory of her husband, Steve. We are very grateful to
everyone who participated on the night and to Lisa for
presenting the cheque to Judy Burns-Thomson.

Saturday 23 November 2019 – Christmas Fayre
Thanks to Pat Goose and her
helpers, pictured from left to
right Elsie Cletheroe, Sheila
Read, Pat Goose and Carol
Wiles, this year saw another
thoroughly enjoyable fayre at
Jays Green Hall in Harleston.
There was a lucky dip,
tombola, and two raffles
including one for a Marks
and Spencer hamper. There
was home-made produce,
cards, jewellery, Christmas
decorations,
sweets
and
chocolates, presents, candles
and
cake
for
sale.
Refreshments were served.
Balloon art and face painting kept the children happy, as did the visit from Father Christmas!
Judy attended on behalf of the Branch and was impressed by all the work that had gone into
making it such a happy day. The event raised a splendid £460. Thank you to everyone who
contributed to making the day such a success.
Friday 6 December 2019 – Team Allen's Charity Music Event
From the beautifully designed ticket to the appreciative comments on their Facebook page
expressing enjoyment of a splendid evening, the event looks to have been a great success.
Team Allen raised a stunning £2,807.95. Thank you to everyone involved in the organisation
and to those who attended and supported them on the night.

Friday 6 – Sunday 8 December 2019 Christmas Tree Festival
St Andrew’s Church, Gorleston, Christmas Tree Festival featured
fifty-five beautifully decorated trees, which together raised
£1,276.17 for a wide variety of charities and good causes.
Pictured is the stunning tree that Mandy and Nigel Allen
decorated in blue and orange, the Association colours, to raise
awareness of motor neurone disease and money for the Branch.
Thank you to Mandy and Nigel for all their fundraising this year,
and to Lisa for providing this photo of the tree.
30th Marsh Christmas Charity Car Park November –
December 2019
Thank you to everyone who used Marsh’s car park in Norwich
during the weekends between 23 November and 22 December
2019 and donated a minimum of £4 to park all day. Many people
very generously asked us to keep the change having given us a £5
or £10 note. We would like to thank all the staff (over one
hundred) who volunteered their time to act as marshals, and who
made the Branch members who were able to help very welcome.
Of course we would also like to thank our volunteers too! Special
thanks go to Stuart Palmer who cooked bacon butties for the
volunteers on his shift! This year the car park charges/donations
raised an incredible £20,100. In the last thirty years Marsh and
staff who volunteer have raised over £350,000 for charitable causes – an amazing sum.
Malcolm and Judy, pictured below with Stuart Palmer, were able to attend the cheque
presentation on Thursday 13 February 2020.

Wednesday 19 February 2020 Notcutts Coffee Morning
Numbers attending our coffee mornings at Notcutts are very variable, everyone is welcome.
On 19 February, there was a wonderful mix of people attending for the first time and those who
come regularly. We were delighted when our numbers were boosted by the arrival of members
of the BroadBeat Choir. It seemed like a good day to take some photos!

Each year the BroadBeat Choir support a different local
charity by receiving donations for whole choir
performances. Individual members also raise money
through sponsorship and holding coffee mornings.
Throughout 2019, the BroadBeat Choir raised money to
support the work of the Norfolk, Norwich and Waveney
Branch. Their founder and Musical Director, Sandra
Edwards, presented us with a 'bag of cash' containing
£158.32, at the coffee morning. This brought the total
raised throughout the year to £1,675.92. That is a seriously
impressive result for which we are extremely grateful!
The members of the choir give their time freely and take no
expenses, some weeks performing as many as three times.
Rehearsals take place in Norwich, Wroxham, Neatished,
Blofield and Brundall. If you want to read more about the
choir
you
can
visit
their
website
at
https://www.broadbeatchoir.co.uk and, if you want to sing,
they say new members are welcome to join at any time.

Our next coffee morning at Notcutts is on Wednesday 18
March – if you are affected by MND or know someone
who is, and would like to come and talk, we would love to see you.

Future events in aid of the MND Association
Wednesday 29 April 2020 - Youngs Brothers Testimonial
We are pleased to publicise the Youngs Brothers Testimonial at The Great Room, Grosvenor
House, London W1. Tom and Ben Youngs have played for Leicester Tigers together as well as
England and the British and Irish Lions. You are invited to celebrate their achievements in the
company of stars from the worlds of rugby, sport and entertainment. The full details of this
event are available on our website where you can access a flyer that also includes a form for
booking tickets or a full table https://www.mndnorwichandwaveney.org.uk/events.htm.
The money raised during the Testimonial Year will be donated to Tom and Ben’s chosen causes
– the blood cancer research charity Bloodwise and the MND Association. The latter has been
chosen in support of their cousin, Jake van Poortvliet, who is living in our Branch area.
https://www.edp24.co.uk/news/tom-and-ben-youngs-testimonal-dinner-1-6483422

Saturday 16 May 2020 Maverick Adidas Terrex Ultra Snowdonia by Joe Gilbert
A year ago I started fundraising for MND Association after my Mum's diagnosis. Thank you all
for your amazing support and getting me to just under £3,000. Your support is working, since
last time there have been real breakthroughs in motor neurone disease studies. I'd really like to
push on and hit my target of £5,000 whilst my Mum can see it, so I've found my next
painful/stupid challenge.
In April 2019, I ran a 53 mile ultramarathon along The West Highland Way in Scotland over
hills and mountains, 11 hours in the rain and cold. It was brutal and broke me physically and
mentally a few times over.
Now I'm taking on Snowdonia. On May 16th I'll be running an ultra marathon with almost
double the elevation of the Highland Fling. Maverick Adidas Terrex X & Ultra Snowdonia
10,000ft elevation in total, a third of the way up Mount Everest. The first 5 miles are from the
base of Snowdon to the summit of Snowdon, then after descending down a mountain ridge path
I'll carry on to run over two more peaks in Snowdonia. This is going to be incredibly tough and
I'm worried I've bitten off more than I can chew.
To make it more of a challenge I'll be training in the flattest area of the UK. There is a fine line
between determination and stupidity!
Please sponsor me to keep fundraising for MND. This is working, breakthroughs are finally
being made and I don't want to stop until there is a cure.
Editor: Joe's Mum is living in our Branch area. We are delighted that he is continuing to raise
much needed funds to further research. If you would like to donate to MND Research through
Joe's Just Giving page the link is www.justgiving.com/MNDMum.
Thursday 18 June 2020 Wymondham U3A Coffee Morning
Wymondham U3A hold regular coffee mornings every Thursday between 10am and 12 noon in
Wymondham Central Hall, Back Lane, Wymondham, NR18 0QB. There is plenty of paid
parking in the car park behind Central Hall. It is a wheelchair accessible venue.
They have kindly offered to host the coffee morning on 18 June to raise funds for our Branch.
Everyone is invited to swell their numbers on this occasion, there is a small entry charge of 50p
to cover tea/coffee. If you have raffle prizes, or ideas for activities that you think might be
suitable for raising money, please contact Sue Heal on 01953 606569 or email
sueheal@btinternet.com.
Saturday 17 October 2020 East Regional Focus Event at the Holiday Inn, Norwich North
The day begins at 10am and runs until 4pm with plenty of time during the day to network and
meet new people. The event at the Holiday Inn, Cromer Road, NR6 6JA is hosted by the MND
Association and is free to attend by registering at https://www.mndassociation.org/conferenceevents/regional-conferences/regional-focus-event-registration/. The Regional Focus Events
each have bespoke programmes with the care and campaigning sessions having a local feel and
are designed to encourage discussion. There is also at least one session on research giving an
overview of developments.
We need your help!
Helen, our secretary, will be stepping down in April, after the AGM. The Branch needs a new
secretary. We have had one expression of interest to take on the role of minutes secretary,
which we are pursuing. If you are interested in helping with other aspects of Helen's role,
volunteering on the committee or helping in any other way please contact Malcolm, our Branch
chair, using the contacts on the back page of Fightback.

Take a Bow – thanks to the following for donations received by the branch
o Anonymous donations - £351.72
o Jon Read and Nick Viscito, Hadrian's
o James Basey-Fisher, donation - £20
Wall sponsored walk - £678
o Jodi Welch, proceeds of cafe at
o Thelma Pointer, donation - £100
steeplechase running event - £955.86
o Elizabeth Goodson - £4.88
o Karen Ellis, collection tin - £11.01
o Sue Meadows, donation from Diss Ladies
o Norwich Petanque Club, competition and
Circle - £55
raffle held in memory of Norman Guest o Sandra Edwards, BroadBeat Choir £153
£500.92
o Wendy & Ian Drane, fundraising event
o BroadBeat Choir, table top sale and
held in memory of Barbara Clarke - £341
donation in memory of Richard Allder - £40
o Louise Casey, tombola at Sidewinders
o Dave & Ann George, donations in lieu of
Scooter Club Annual Rally - £204.16 +
wedding presents - £497.28
£1,030 from the Sidewinders Scooter Club
o Sue Kitson, donation in lieu of sending
o Pat Goose, Christmas Fayre in Harleston
Christmas cards - £50
- £460
o Fritton & Morningthorpe Pop Up Pub o Alison Ward, Christmas Fair - £255.73
£1,462.37
o Nigel & Mandy Allen, MND Association
o Debbie Dale, Captain Sprowston Manor
Evening - £2,807.95
Golf Club, Lady Captain's Day gift - £100
o Cards for Good Causes - £9
and funds raised by the Ladies Sprowston
o Sainsbury's, Queens Road, Norwich,
Manor Golf Club - £500
o Mary King, donation from The Bell Inn at
proceeds from sale of carrier bags during our
year as their Local Charity - £1,254.10
Walberswick - £100
o David Steel, donation from Burton Court
o Joe Mooney, donation of money won in a
Lodge No. 3864 - £2,000
raffle - £20
o Norfolk Institute for Agricultural
o Nigel & Mandy Allen, bucket collection Merchants, money raised at their charity
£5,660.06
dinner - £2,025
o Fakenham Christmas Tree Festival in
Donations in memory of
memory of Mr & Mrs Wright's son - £599.21
o David Broomfield - £230
o Wymondham U3A, sale of merchandise o Gavin Casey - £182.30
£400.25
o Mrs Barbara Clarke - £760
o Rosalind Wilkinson, sale of handmade
o John Michael Crane - £91.75
Christmas cards - £130
o Fritton coffee morning, sale of
o John Fairbrother - £420
merchandise - £44.50
o Margaret Rose Osborne - £120
o St Andrew's Church, Eaton, sale of
o David Hunter Rowney - £123
merchandise - £89.50
o Barry Slaughter - £277.47
o Miscellaneous sale of merchandise Internal transfers
£120.40
o Interest - £147.35
o Anne Gillett, sale of merchandise - £54
o Gift aid - £3,429.70
o Christine Widdows, collection box o Charities Trust - £13.76
£62.21
o We are extremely grateful for the donations
o Barbara Steward, collection - £37.37
totalling £1,566.12 which have been made to
o Hethersett District Lions Club - £500
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
Office move – change of address: From 27 January 2020 our new national office is at Motor
Neurone Disease Association, Francis Crick House, 6 Summerhouse Road, Moulton Park,
Northampton NN3 6BJ. Royal Mail will redirect any post sent to the old offices at David
Niven House. Telephone numbers, email addresses and website information remains the same.
Fundraising Takeover News: Throughout January the fundraising team at National Office
recognised that there are lots of ways in which supporters can raise funds for us, but challenged
them to take part in some of the activities listed below. Many of you will already have seen
them publicised on Facebook, and hopefully shared the message with friends.
• Walk to d'feet MND – choose a date, location and distance that suits you.
• Great Manchester Run – the UK's biggest 10k, a flat and fast course.
• Prudential Ride London – the course follows a 100 mile route on closed roads.
• Royal Parks Half Marathon – a stunning central London half marathon taking in some of
the capital's world-famous landmarks on closed roads, and four of London's eight Royal
Parks.
• Wing walk – experience the thrill of a wing walking ride in the sky!
• Extreme treks and overseas challenges.
• Fundraise your way or challenge yourself to hold a series of events throughout the year.
There are cheering points at many events, so even if you don't want to sign up, but would like
to be there to support TeamMND, just get in touch by emailing
fundraising@mndassociation.org.
More
information
can
be
found
at
https://www.mndassociation.org/get-involved/fundraising/fundraising-events/. Please tell us
about your fundraising events so that we can feature them on our website and social media.
Update on roles in the regions: The first stage of the regional restructure of paid staff with
the Association has now been completed. The roles of the Regional Care Development Adviser
and the Volunteer Development Co-ordinator have been replaced by the roles of Area Support
Co-ordinator (ASC) and Service Development Manager (SDM). We should be able to give
you a better idea of how these roles will work in the next edition of Fightback.
You can get in touch with our ASC via the MND Connect Helpline – call free on 0808 802
6262 or email mndconnect@mndassociation.org. Alternatively you are always welcome to
contact the Branch directly using the details at the back of Fightback or on our website.
The Benefits Advice Service is also free; qualified advisers will help identify the benefits you
may be able to claim and work out the best way of claiming them. They can also deal with
complex benefits issues on your behalf and appeal against decisions.
Visit
https://www.mndassociation.org/support-and-information/our-services/benefits-advice/.
Or
you can call for free on 0808 801 0620 between 09:00 and 17:00 Monday to Friday, except on
public holidays.
Lindsay Goward, who was our Regional Care Development Adviser, is leaving the Association
at the end of March. We are very grateful for the work, support and friendship that Lindsay has
given to so many of us over her eight years working with the Association in East Anglia, and
would like to take this opportunity to wish her every success in the future. Lindsay, we will
miss you, and hope you will keep in touch!
Survey: Do you have thoughts about what the Association's priorities should be in the years to
come? If so complete the survey at https://www.mndassociation.org/about-us/who-weare/strategy-and-annual-reports/our-strategy/our-future-strategy-your-opinion-matters/.

Updated information sheets: You can 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.
The following information sheets for people living with and affected by MND and Kennedy's
disease have been revised.
•
10B – What is social care? (new)
•
10D – NHS Continuing Healthcare (revised)
•
10F – Personal health budgets (new)
•
11E – Environmental controls; a new information sheet focusing on how
environmental controls may be helpful for a person with MND, and giving information
on how to go about accessing them.
New care information vlog – Who cares for the carer? is now available to watch at
https://www.youtube.com/watch?v=50Uhac83j-M&feature=youtu.be.
New resource for professionals: NHS Continuing Healthcare for MND – a new information
sheet has been developed to help professionals better understand MND in the context of the
NHS Continuing Healthcare domains and enable them to support those who are eligible to
access this vital support. Health and social care professionals can download information sheet
P7 – NHS Healthcare for MND at https://www.mndassociation.org/professionals/publications/.
How to apply for voice banking funding: Visit https://www.mndassociation.org/support-andinformation/our-services/communication-aids-service/ for instructions on how to apply for
funding for each voice banking service. The documents are contained within the voice banking
drop down section. For more information email communicationaids@mndassociation.org.
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.

Campaigns
Update on the Scrap6Months campaign: In July
2019, we celebrated a campaign win when the
Department for Work and Pensions (DWP) announced
a review into how the benefits system supports people
with a terminal illness. For some time little progress
was made, leading volunteers, staff and other
supporters to call on the new Secretary of State for
Work and Pensions Thérèse Coffey MP to take urgent
action on the review and to Scrap6Months.

After the General Election 2019 was announced the MND Association launched its own
GE2019 manifesto (available online or in the Winter Thumbprint), and encouraged supporters
to share this with candidates who knocked on doors – whilst stressing the need to remain
politically neutral when talking about the work of the charity. In just under four weeks, over
12,000 emails were sent by our supporters asking their parliamentary candidates to sign the
pledge to Scrap6Months. Over 800 candidates pledged their support to Scrap6Months, and 77
are now sitting MPs. Thank you to everyone who supported our general election campaign.
On 11 January 2020, it was six months since the DWP announced a review of how the benefits
system supports people who are terminally ill. To help keep the pressure on, we launched a
new ‘email your MP’ action asking MPs to show support by attending the February APPG
meeting to discuss the DWP review and how it can ensure the review takes place as a matter of
urgency. Sue Heal wrote to the ten Norfolk and Waveney MPs in her capacity as Campaigns
Contact for the Branch, and would like to thank everyone who added their voice and invited
their MP. Three MPs from our Branch area – Peter Aldous (Waveney), Clive Lewis (Norwich
South) and Jerome Mayhew (Broadland) – attended the meeting. A further three sent
messages of support, this is a much better level of engagement than we have seen in the past.
The APPG meeting went well and it was a good opportunity for MPs to hear about the
Scrap6Months campaign and hear a personal account on Special Rules and Universal Credit. It
was attended by Stephen Timms MP, who is the new Work and Pensions Committee chair. A
couple of Parliamentary Questions asking about the review were tabled by some of the MPs
who attended, which helps to raise awareness of the issue in question.
The DWP has now restarted the review. They produced a survey for relevant health
professionals to complete, which was open until 29 February – the link was publicised on our
Facebook page and Twitter Account. The campaigns team promoted the survey to clinicians
via the Association networks and on social media, including all care centre coordinators.
Thank you again for your ongoing support with the Scrap6Months campaign, hopefully you
can see that progress is being made thanks to your efforts.
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-reviewbenefit-rules-for-terminally-ill-people/.
Norfolk Clinical Commissioning Groups: With effect from 1 April
2020 the five Clinical Commissioning Groups (CCGs) in Norfolk and
Waveney will be amalgamated into a new single CCG for Norfolk and
Waveney. Dr Anoop Dhesi has been elected as the Chair of NHS
Norfolk and Waveney CCG. Sue Heal was able to ask Dr Dhesi if the newly formed CCG
would honour the support offered by the old CCGs for the MND Charter. He saw no reason
why the support would not continue as the five CCGs had supported the Charter unanimously.
This is very positive as we have been working with the CCGs to look at the pre-diagnosis
pathway with the aim of ensuring appropriate referrals and reducing the number of late
diagnoses of MND.
Wednesday 20 November 2019: North Norfolk District Council adopts the MND Charter
In March, Sue Heal met with Cllr. Sarah Butikofer to discuss the MND Charter; she expressed
her support, but was unable to take the matter further as local elections were pending. In July,
Sue met Cllr. Virginia Gay and asked about the possibility of turning support into adoption.

It was with great pleasure that we learnt Cllr. Gay had announced her intention to bring
forward the MND Charter at the full council meeting in November. Cllr. Gay brought forward
a motion seconded by Cllr Emma Spagnola; as Cllr Spagnola was unwell on the day Cllr.
Andrew Brown kindly stood in at the last moment.
The agenda item read:
'We propose that this Council adopt the Charter of the Motor Neurone Disease Association
North Norfolk District Council has been requested to give its formal support to those who
suffer from motor neurone disease by adopting the Charter of the Association. The Charter is
simply a statement of the care, support and consideration which those who suffer from motor
neurone disease and those who care for them should be entitled to expect. There is no cure for
motor neurone disease.
We hope that all members will join us in adopting the Charter.'
Care Service Navigator Trish Moore attended the Council meeting and gave a short speech
explaining the significance of adopting the Charter. Cllr. Gay said that people were very
touched by Trish’s speech, it was important in bringing the case home to councillors, ‘it made
all the difference’. The vote in support of the motion was passed unanimously.

Pictured from Left to Right, Cllr Andrew Brown, Cllr Virginia Gay, Ann Cleall, Trish Moore,
and Dr. Clive Stockton, Council Chairman.
We thank North Norfolk District Council for their support and look forward to working with
them and to developing a close relationship that provides the best possible support for people
living with MND and their families.
Act to Adapt: The new Act to Adapt report, highlighting the
challenges that people with MND face trying to live independently
and safely in their own homes, was launched on 26 September
2019. It sets out a range of recommendations to improve the
current situation and includes examples of good practice from
across the country. The report is the result of the research project carried out in 2018; thank
you to everyone who contributed their thoughts and experiences.

For people with MND, getting the home adaptations they need quickly and easily is vital. We
will be calling on national and local governments to develop a faster and fairer system to ensure
adaptations happen in a timely, efficient manner with minimum impact on people with MND
and their families.
You can read the full report or summary at
https://www.mndassociation.org/get-involved/campaigning/take-action/act-to-adapt/.
Too many people with MND feel trapped in their own homes and are struggling to get the
home adaptations in a timely and efficient manner. You can help us change this by sharing your
story; it is your stories that help us raise awareness of the issues people face and will inspire
support for our Act to Adapt campaign which launches officially in March 2020.
If you don't have personal experience of accessing home adaptations you can still have your
say, simply share a short message about your vision for home adaptations for people living with
MND and why this matters to you.
Visit the website and click on a piece of the jigsaw to access the form to have your say
https://ecampaigns.mndassociation.org/page/53267/data/1. If you prefer a paper copy of the
form and a consent form please contact Sue Heal.

Local MND Research Update by Dr Ratko Radakovic
The CHANGE-MND study has been recruiting people living with MND and their study
partners since January 2018.
In summary, 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. This research works closely with the MND
Care and Research Network and is funded by the Motor Neurone Disease Association.
New Update!
The CHANGE-MND study now also welcomes people with MND or family
members to participate without a study partner. The study now consists of only a
one-time visit from the researcher.
Below is an update on the recruitment progress of the CHANGE-MND study thus far:

Baseline visit

Recruitment Progress
People Living
Study Partners (carers/
with MND
relatives/ close friends)
33
31

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 3263 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 makes the News
Many of you will have seen that in January, the MND-SMART clinical trial hit the headlines
and national news on the BBC.
MND-SMART is a new generation of clinical trial in which multiple treatments are evaluated
simultaneously. SMART stands for Systematic Multi-arm Adaptive Randomisation Trial.
The trial is led by a team of researchers based in Edinburgh and will test potential new
treatments for MND as well as looking at whether existing treatments for other conditions
could have some benefit.
Typical clinical trials focus on a single drug – patients receiving the active drug are compared
with those who receive an inactive substance, known as a placebo. MND-SMART will allow
more than one treatment to be tested against a shared placebo group so that patients have a
higher likelihood of receiving an active treatment.
People with MND are invited to register interest in the trial at www.mnd-smart.org.
Alternatively contact the central trial team in Edinburgh on 0131 242 7985; the team will then
contact you to give information and updates on when and where sites are opening.
The first participants will be seen in Edinburgh with other clinics across the UK joining during
2020 in Aberdeen, Birmingham, Cambridge, Dundee, East London, Glasgow, Inverness, Irvine,
Newcastle, Salford and Southampton..
This is good news for people with MND and we are delighted people will be recruited to the
trials through MND Association funded care centres.
MND-SMART is supported by the Euan MacDonald Centre, substantial private donations,
MND Scotland and the My Name'5 Doddie Foundation.

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/.
In the last edition of Fightback we referred to the website ALS Untangled. The research blog
has looked in more depth at how ALS Untangled has developed a system of review for some of
the off-label treatments and 'cures' that find their way onto the internet. It uses available
evidence to make it easier for people with MND, and their families, to make more informed
decisions about them. It is sponsored by the ALS Association and the MND Association.
Read more at https://mndresearch.blog/2019/10/23/alsuntangled-untangling-the-mysteries-ofalternative-and-off-label-treatments/.
As always the summaries that follow barely scratch the surface of the work on research
supported by the MND Association, and others across the world.
Healthtalk: Understanding experiences of inherited MND: A new study, funded by the
MND Association, aims to improve understanding of what it is like to live with inherited MND.
Information gathered from interviews will be used to produce a new section of the researchbased website healthtalk.org which helps support others going through similar experiences, and
will inform healthcare professionals about inherited MND. The study is open to anyone living
with, or at risk from, inherited MND, as well partners and other relatives and caregivers.

Read more at https://www.mndassociation.org/research/get-involved-in-research/take-part-inresearch/healthtalk-experiences-inherited-mnd/.
MND Engage was a one-day event, bringing together MND researchers and people affected by
MND. Small groups with a mix of research scientists and people affected by MND
collaboratively produced short videos that provided an answer to an MND research question
that had been submitted by the general public.
You can view the videos at
https://www.youtube.com/channel/UCMuBcVeyKWi7nZ1fXGIOk4Q/.
Phase 1 trial of C9orf72 gene therapy: Researchers at King's College Hospital, led by Prof
Christopher Shaw, have begun a clinical trial using the first gene therapy developed for people
affected by C9orf72-MND. The mutated gene produces toxic products so blocking the gene
with gene therapy might be a successful approach to treatment. A short DNA molecule called
an antisense oligonucleotide (ASO) is delivered via lumbar puncture and binds to the toxic
products made from the C9orf72 mutation, destroying them. The first dose for the study was
successfully delivered in September 2019, if the therapy is successful it will have wider
implications for neurodegenerative diseases.
TUDCA-ALS Phase 3 clinical trial now recruiting in the UK. A phase 3 clinical trial
assessing the safety and effectiveness of tauroursodeoxychoclic acid or TUDCA for short, has
started to recruit 440 participants across Europe. There are six sites in the UK – Preston,
Liverpool, Plymouth, Salford, Sheffield and Stoke. The main goal of the trial is to demonstrate
that TUDCA is safe and effective, and to confirm findings from a previous clinical trial that
suggest it slows the progression of neurodegeneration (damage and death of the motor neurons)
in patients with MND.
TUDCA works by camouflaging a stress chemical that triggers the death of a distressed or
damaged cell. It is currently licensed as a treatment for liver disease. The trial is open to people
who are within 18 months of symptom onset and have no swallowing difficulties, as the
treatment is given in the form of a large capsule.
You can find out more about the trial at https://mndresearch.blog/2019/11/25/tudca-als/. The
trial was also featured in the Winter edition of Thumbprint.
If you are interested in taking part visit https://www.mndassociation.org/research/get-involvedin-research/take-part-in-research/tudca-clinical-trial/ to find out what is involved.
New MND gene identified: Professor Ammar Al-Chalabi, one of the lead researchers in the
UK on Project MinE, and his team have been involved in the discovery of a new gene
associated with MND called DNAJC7. This gene helps proteins to fold in the correct shape,
and also helps clear damaged proteins. When this goes wrong, proteins build up in nerve cells,
which causes them to die. This discovery means researchers understand a little more about
what causes MND, and opens up the possibility of specific future therapy for people with this
genetic change.
FDA approves dissolvable film form of riluzole: Called Exservan the film is placed on the
tongue where it dissolves and is absorbed by the body. It is formulated to be taken without the
need for water, making it particularly useful for people who experience difficulties with
swallowing. Exservan can be prescrbed in the EU. Hopefully it will be approved by the
Medicines and Healthcare Products Regulatory Agency for approval in the UK. Read more at
https://alsnewstoday.com/2019/11/26/fda-approves-exservan-riluzole-dissolving-oral-film-forals/.

The 30th International Symposium on ALS/MND: The symposium in Perth, Australia
brought together over 800 members of MND science community. Nearly 1,000 delegates were
able to enjoy 110 talks and more than 420 posters, encompassing all aspects of MND research
and healthcare. At the end of the first day, everyone was encouraged to take part in a Global
Walk to D'Feet MND to raise awareness of the disease. Thumbprint features a two page spread
on the highlights from Perth, and the awards presented at the symposium. You can find out
more about the research discussed at https://symposium.mndassociation.org/periodic-table/.
Click on Cb (Cognition and behaviour) to see a clip of Dr Ratko Radakovic talking about the
work of the team at UEA together with research experts and patients with lived experience that
led to the development of the MiND Toolkit. The toolkit provides guidelines for the
management of cognitive and behavioural change that can affect around 50% of people living
with MND. The toolkit is now undergoing tests to assess its usefulness.
Click on Cs (Caregiver support) to read more. The impact of caring for people with MND was
the focus of a number of presentations. Carers of people living with MND face many
challenges from diagnosis to bereavement and the way the diagnosis is delivered can impact on
the carer journey.
Assessing and addressing carers' needs is important so they know what to expect, who to
contact, what equipment is available and how to self care. Research in Australia showed the
value of educating healthcare professionals to support carers; it improved knowledge and
confidence levels in carers. Finally the role of Associations was highlighted with the
suggestion that referrals should happen at diagnosis. The benefits include being visited at
home, personal contact and a proactive approach. This is just one of the reasons our Branch is
trying to recruit more Association Visitors who can provide this sort of support.
Melinda Kavanagh (USA) presenting on ‘Research and support for young caregivers in
families with ALS’ gave a moving address and brought home the need to provide structured
support for young caregivers. Watch her here as she sums up her research (maybe with tissues
to hand), https://www.youtube.com/watch?v=cAmLWIyvR1I&feature=youtu.be.
Here we report on results from two clinical trials that were presented at the Symposium which
have made the news:New data on levosimendan announced: Levosimendan, a small molecule that acts by
increasing calcium sensitivity in both heart and skeletal muscle fibres, was originally developed
by Orion Corp to treat acute heart failure. Researchers from Orion presented new data on how
levosimendan works in people with MND. It showed that levosimendan improves lung muscle
ability to contract, as well as blood circulation in the brain, while reducing cell death and
mitochondrial damage. Results also showed that levels of a muscle biomarker, creatinine,
significantly dropped over time in participants, suggesting this could be a potential biomarker
of MND progression and response to treatment.
Read more at https://alsnewstoday.com/2019/12/12/orion-presents-data-oral-levosimendanmechanisms-als-disease-biomarkers/.
Reldesemtiv appears to slow deterioration of function: The results of a Phase 2 trial showed
that treatment with reldesemetiv appears to slow the deterioration of function, including
breathing capacity and muscle strength in people with MND, regardless of whether or not they
were taking riluzole or edaravone. If these new results from the FORTITUDE-ALS trial are
confirmed in a larger trial, reldesemtiv therapy will hopefully be useful for further slowing
disease progression in combination with existing MND medicines.

Read more at https://alsnewstoday.com/2019/12/09/reldesemtiv-effects-maintained-when-usedon-top-of-rilutek-or-radicava-new-trial-analysis-shows/.
2019 UK Biobank of the Year: This prestigious award was given to the MND Association in
recognition of work on the UK MND Collections, a bank of the biological samples from people
living with MND and controls used by researchers to study MND. Thank you to everyone who
has provided samples without whom this resource would not exist.
Free items and items for sale to people living with MND: Note whilst we are able to offer a
free advertising service the Association requires us to advise that we cannot accept
responsibility for the condition of the items advertised; it is not endorsing or affiliated with any
of the items being advertised. Arrangements for collection of free items or items for sale should
be made directly between the buyer and seller. Where specialist equipment is concerned, you
are strongly advised to seek advice from your occupational therapist as to suitability and health
and safety requirements.
Riser/recliner chair available: This dual motor riser/recliner chair allows the feet and back to
operate independently, and lifts to a standing position. It is available from Fiona McDonald,
Horstead. If you would like to see the chair please contact Fiona on 07826 679899. Transport
is required to collect the chair.

Ramp free to anybody with MND: Contact Malcolm
Chubbock on 01603 960206 or by email
malchubbock@hotmail.co.uk if you are interested.

A straight thirteen step stairlift, now dismantled, and originally costing £2,500. The stairlift
has a swivel facility at the top to allow the user to get out on the landing. Keith, of Toftwood
near Dereham, is offering the stairlift free to anyone who can make use of it. You can contact
him on 01362 696200 for more information.

Yoga for people with MND: Bella Hewitt-Parkings is a qualified and insured British Wheel of
Yoga Teacher with 18 years experience. She has started a yoga class for people in and around
Norwich with MS, MND and other long term limiting conditions. Classes are at Wymondham
Library every Wednesday 13:30-14:30. Anyone can join at any time as it's a drop in class. It's
£7.00 for the hour and everyone is welcome regardless of ability. If you are interested you can
find her on Facebook at https://www.facebook.com/bellayogauk/. Or call Bella on 07743
896999.
As always we suggest you talk with a health professional to check that this sort of activity is
suitable for you.
Suffolk support meetings 2020: 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 share ideas and support over a
cuppa. They also hope to have guest speakers throughout the year.
The West Suffolk support meetings are held on Wednesdays in Hawstead Village Hall, The
Green, Hawstead, IP29 5NP.
8 January 12:00 – 14:00
4 March 14:00 – 16:00
6 May 14:00 – 16:00
1 July 14:00 – 16:00
2 September 14:00 – 16:00
4 November 12:00 – 14:00
To note your intention to attend please email Wendy Pott on werpott@yahoo.com or contact
West Suffolk Neurological Nurses, Nicky McGreavy, Sarah Ward or Wendy Webb on 01284
748848.
The Ipswich support meetings are held in The Atrium, St Elizabeth Hospice, Ipswich, 565
Foxhall Road, IP3 8LX on Monday evenings 17:00 – 19:00. To note your intention to attend
please contact Gill Solway on 0779 9417604.
Suffolk MND Association contact is Janet Oliver 01359 241084 or
Suffolk Direct (for access to social care services) 0808 800 4005.
Coffee Mornings: There is an informal get-together for coffee on the first Wednesday of
every month between 10:30 and 12:30 at Dobbies Garden Centre, Woodbridge, IP13 6HX.
Anyone living with MND, their family, carers or friends are very welcome. You can just drop
in or let Gill Solway, Association Visitor, know by phone 07799 417604 or email
gillsolway22@gmail.com.
MND Carers Friendship Group West Norfolk: 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 to 12.30. Contact Dianne Hepburn if you would like to join them or for more
information, dianne-h@hotmail.com or 07789 281100. To check dates please watch the King's
Lynn page on our Branch website.
The CAF Tourle Foundation Fund: As mentioned on the front page, we are grateful to The
CAF Tourle Foundation Fund which has approved a grant of £2,149.35 to the Norfolk,
Norwich and Waveney Branch of the Motor Neurone Disease Association. This is specifically
to enable us to pay the costs associated with our Open Meetings and Coffee Mornings.
The conditions of the grant are that we should maintain records as evidence of holding the
meetings which include attendee lists, photographs etc. As usual when taking photographs we
will display a sign which asks you to notify us if you would prefer not to have your photo
taken and to wear a small orange sticker on your name badge to remind us!

Branch News
Open Meeting and AGM: Sunday 19 April 2020: Annual General Meeting and Open Meeting
12:45 for 13:00 until 16:30 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. Kelda's Kitchen will be providing a cold buffet lunch.
Advance Notice of Open Meetings: Sunday 19 July 2020 at Upton Village Hall, Cargate
Lane, Norwich NR13 6AU. Sunday 22 November 2020 at Wortwell Community Centre,
Tunbeck Close, Wortwell, IP20 0HS.
Coffee mornings are informal gatherings for carers and people living with MND hosted by
Association Visitors and Committee Members. You do not need to let us know you are coming,
just turn up – you will be made welcome. There are no coffee mornings in December.
At Notcutts coffee shop: The next coffee morning will be held on Wednesday 18 March from
11:00 to 13:00.
Advance notice of future dates for Notcutts, Daniels Road, Norwich, NR4 6QP
2020 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
25 March between 11:00 and 13:00.
Advance notice of future dates for Cherry Lane Garden Centre, Beccles Road, Fritton,
Great Yarmouth, NR31 9EU
2020 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
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 31 May 2020 for the next edition.
Useful Numbers
MND Connect – 0808 802 6262. If you, or someone you know, has MND and you need help,
information or support, call the MND Connect Helpline (Monday to Friday, 09:00 to 17:00
and 19:00 to 22:30) or email mndconnect@mndassociation.org
MND Coordinator Helen Copsey 01603 647221 helen.copsey@nnuh.nhs.uk
Care Service Navigators Trish Moore 07813 094820 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.

