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21 June Global MND Awareness Day

Every year, MND Associations across the globe mark 21 June as a special day for raising
awareness and highlighting the impact that MND has on people. In the Northern Hemisphere,
21 June also marks the summer solstice – seen as a turning point in the year, the start of a new
season of hope.
The day saw the launch of a video which reflects how MND affects people in different ways.
It illustrates how by working together we can reach our ultimate goal of a world free from
MND. The video includes examples of how the Association, its volunteers and supporters,
have been able to make a difference. The focus on research at the end of the video reminds us
that there is hope for the future. You can find the video at https://www.youtube.com/watch?
time_continue=9&v=uQtHM-M4kIo.
Norwich City Hall was lit in blue and orange, the colours of the MND Association, from
5pm. Once again we appreciate the support of
Chief Executive, Laura McGillivray, and the
Culture and Events Officer at Norwich City
Council who made it happen. Members of the
Branch Committee and supporters were joined on
the steps of City Hall by the Lord Mayor of
Norwich, Martin Schmierer, and members of the
city council, including deputy leader Gail Harris,
Liberal Democrat group leader James Wright and
Labour councillors Julie Brociek-Coulton and
Jacob Huntley.

The Lord Mayor gave a brief and very fitting address before handing over to Sue to say a few
words about our current campaigns. It was particularly encouraging that several councillors
who were unable to join us on the night wrote messages of support.
Although in future years we will still mark Global MND Awareness Day, the Association is
taking a new approach to awareness raising this year. Instead of our traditional awareness
month there will be a longer-term campaign to reach more people. The campaign launched in
September with a series of digital posters at hundreds of sites across England, Wales and
Northern Ireland. They tell a story; the first image features a Mum dropping her children off
at school, mimicking a 'back to school' poster. Then blue and orange 'police style' tape appears
across the image with the message 'motor neurone disease takes over lives'. The wording also
includes a website address www.takeovermnd.org which takes visitors to a page which will
explain more about MND and ask for their support. There is also the opportunity to donate on
that page using a research 'shopping list' to tie in with our request to help find a cure.
If you see one locally and can take a photo please send it to sueheal@btinternet.com so that we
can share them on our Facebook page and website. Please avoid capturing images of people in
the photographs as we can not use them without securing their permission.
Towards the end of September, the MND Association launched 'The Ride', a film depicting the
progression of MND as a rollercoaster ride. It is hoped that it will help raise awareness and
increased understanding of MND among the general public, and that it will encourage people
to support our work. As with the posters it can be found at www.takeovermnd.org. If you feel
it is appropriate to share we would be grateful for your support, but recognise that for some it
can be hard to watch.
Sunday 24 June 2018 Open Meeting
Thirty eight people (including Branch Committee
Members) attended our open meeting. We enjoyed
a splendid cold lunch prepared for us by Nania Tait
(www.naniatait.co.uk). The main dishes were
roasted red pepper and feta quiche, and coronation
chicken, served with any of three delicious salads.
Nania had offered to prepare separate dishes for
those who had special dietary requirements. If you
are attending and need something different please
let us know as we try to cater for everyone. The
gluten free desserts – summer fruit pavlova or dark
chocolate truffle cake with coffee Chantilly cream
were wonderful.
Malcolm spoke briefly after the meal.
He
congratulated Phillip Laurier for successfully
completing the Edinburgh Marathon in 5 hours 51
minutes and 10 seconds. His splendid effort raised
£250 for the Norfolk, Norwich and Waveney
Branch. Phillip is pictured presenting a cheque to
Jenn Palmer who joined the committee at this
year's AGM.

It was great to hear from Dr Caroline Barry who spoke about the role of palliative care in
supporting people with motor neurone disease. She made a very clear distinction between
palliative care, which focuses on providing relief from symptoms at any stage of the illness,
and end of life care. Anyone living with MND can benefit from palliative care to enable them
to live life to the fullest extent possible, it is not something to be afraid of. Dr Barry, one of the
co-directors of the Norfolk MND Care and Research Network, and Helen Copsey, MND
Coordinator, were also happy to hear of the experiences of people living with MND. These
experiences are invaluable to them as they continue their work to develop the Network.

Events in aid of the MND Association
Thursday 3 – Sunday 6 May 2018 – Charity Walk
The photograph shows Paul Ablett, Dean Boast and
Dale Sankey back at Chinny's, Halesworth on 6 May
after the charity walk which began at the roundabout
on the Overstrand Road, Cromer, on 3 May. Paul and
Dale began the walk, Dean drove the support car –
but after Dale developed blisters the two changed
places. The walk, in memory of Mitch Block, who
died of motor neurone disease, raised £2,255 for the
Branch. Thanks to Malcolm for the photo!
Wednesday 30 May 2018 – Quiz night at The
Avenue Pub
The Avenue Pub, Beatty Road, Great Yarmouth, held
their monthly quiz night on the last Wednesday of the
month, which raised £500 for the Branch. A further
£105 came from a collection box at the pub. Thank
you to everyone involved in organising the event.
Thursday 31 May – Saturday 2 June 2018 – Queens Road Sainsbury's bucket collection
Thank you to everyone who helped with the final bucket collection at Sainsbury's during our
year as Local Charity Partner of the year. Again we had a large team of collectors. As on
previous occasions we were able to raise awareness of
motor neurone disease, and spoke with many people who
had seen at first hand the effects of MND on a family
member or friend.
Thank you to all the customers who contributed, helping
us raise £1,107.22. Special thanks are also due to Tracy
Galer and Helen Morris who liaised with us throughout the
year on behalf of Sainsbury's.
Running Wild: Two horses, friends until separated by
an enemy find the way back to each other's company
To date 110 of Lilia Chippendale's book have sold. She
has donated the royalties of £170.39 to our Branch and
was delighted to deliver the cheque to Trish, our treasurer,
in person. We will have copies for sale at our November
open meeting; the book is also available for sale on
Amazon. Lilia is pictured on the right with a copy of her
book, with thanks to Hannah Chippendale for providing the photo.

Monday 4 June 2018 – An Evening with Bounder and Cad by Paris Back
A remarkable evening in aid of the local Norfolk, Norwich and Waveney Branch of the MND
Association was held on Monday 4 June 2018. Jane and Mike Wickstead kindly gave the use of
their marquee after their daughter’s wedding in Woodton. The evening commenced with a
sparkling wine and canapé reception for 180 guests. This was followed by the first half of a
performance by Bounder and Cad. The resulting three encores at the end spoke for itself!
The organising committee, Pat
Amey, Paris Back, Janey Chadd,
Jules Savory and Jane Wickstead
were delighted by how the
evening went. (Janey Chadd, Jules
Savory, Paris Back and Pat Amey
are pictured on the right). Judy
Burns-Thomson from the local
branch, spoke movingly about the
sometimes insurmountable and
devastating challenges faced for
patients and families with MND.
Dr David Dick, consultant
Neurologist at Norfolk and Norwich University Hospital attended the event. Thanks to our
sponsors, the generosity of guests with the raffle and auction and friends who donated prior to
the event, over £28,000 was raised.
Cheffins sponsored Bounder and Cad, and Luke Macdonald of Cheffins was at the helm for the
auction. With his witty delivery and dynamism, £8,970 was raised with some outstanding lots
on offer. Barclays matched our raffle up to £1,000 and this upped the total to £2,800 as a
result. Leathes Prior Solicitors and Majestic Wines also generously sponsored the evening.
The Branch would like to add our thanks to the organising committee for all their hard work
behind the scenes, and congratulate them on raising such a fantastic sum! We are all very
grateful for the generosity shown by everyone involved.
The event was reported in the EDP: http://www.edp24.co.uk/news/mnd-association-norfolknorwich-waveney-fundraiser-1-5558639. Photos can be viewed on the Branch website.
Sunday 10 June 2018 – Celebrating Volunteers Day at Norwich Cathedral
Norfolk Community Foundation, together with the Dean of Norwich, hosted an event in the
Cathedral Cloisters to celebrate the role of volunteering. The event was formally opened by
the Lord Mayor. Malcolm and Sue put up a display showing the range of roles played by
volunteers within the Branch. Anne and Ian came to man the stall for part of the time. It gave
us all an opportunity to talk with a number of people about the openings for volunteers with the
Association. We hope that in time some of them might join us.
Sunday 17 June 2018 – Ditchingham Estate Open Gardens
We are very grateful to Earl Ferrers for allowing the gardens to be opened to raise money in
support of the Norfolk, Norwich and Waveney Branch of the MND Association. The gardens
looked beautiful on the day, it was hard to believe that they are maintained by just one
gardener, Ian Hart. We would also like to thank Judith Bamber and Jane Wickstead, and their
many helpers for all their work both planning the event and on the day. Thanks are also due to
Mr Hilary Manuhwa who donated one of his hippos that he made from Zimbabwean Soapstone
for the raffle, and to everyone who gave prizes for the Tombola.

Members of the Branch attended to raise awareness and to sell Association merchandise.
There was a wonderful array of cakes for purchase to accompany tea, coffee and cold drinks –
our thanks go to everyone who baked for us. We are grateful to Sainsbury’s Queens Road for
providing squash, tea, coffee, and sugar.
A number of stall holders attended, and donated a percentage of their takings to the Branch.
The organisers transferred £2,965.06 to the Branch; the total was boosted by a Charities Aid
Foundation (CAF) voucher for £1,000 from the Saracen Trust, £57.85 in donations and
£102.95 giving a staggering final figure of £4,125.86. Thank you to everyone who supported
this event.
Thursday 21 June 2018 – Global MND Awareness Day at Queens Road Sainsbury's
Thank you to Sainsbury’s who allowed employee
Tracey Snelling to dress in blue and orange, the
MND Association colours, to raise awareness of
motor neurone disease. The collection on her till
raised £175.57, thank you to everyone who
contributed.
Tracey also held a Bake-it event in the staff canteen
– her husband, a chef, baked the brownies. We are
very grateful to them both. Last year Tracey raised
£675 during her Silence Speaks event when she
helped draw attention to the impact of losing the
ability to speak, which happens to many diagnosed
with MND, including the Association’s late patron
Prof Stephen Hawking, who lose their ability to
speak. On 21 June, Tracey spoke with a number of
people about motor neurone disease and handed out
Association literature.
Saturday 21 July 2018 – Glebe Cottage Open Garden
We are very grateful to Frank and Diana Eliel for opening their gardens in support of the
Norfolk, Norwich and Waveney Branch of the MND Association, and for inviting so many of
their friends to help make it such a successful event.
Despite the hot dry weather the two acres of garden looked
lovely on the day. In addition to a huge vegetable plot, fruit
trees, perennials and annuals they have a massive
Wellingtonia, one of the few to be found in Norfolk, brought
back by the plant collector William Lobb sometime in the
nineteenth century. I think everyone was impressed by the care
and attention that it must take to keep the garden looking so
good – the butterflies seemed to appreciate the effort too, Sue
spotted at least six species during the afternoon.
The branch set up an information stall and had MND Association merchandise for sale in the
shade of the open cart shed. Sale of merchandise raised £62. Malcolm and Sue took turns with
Trish and Jill to man the stall, and were grateful to their hosts for cold drinks and mugs of tea.
We enjoyed meeting new people and chatting to other members of the Branch who came to
lend their support.

The day was chosen to coincide with the flower festival at the
beautiful Woodbastwick Church. This had the added benefit
that refreshments were available on the village green to raise
money for the Church.
Entry to the garden was free, but people were asked to
consider a donation. In addition garden produce and some
textile products were on sale so that by the end of the day
Frank and Diana had raised a very pleasing £434.
July 2018 – Three half marathons in three weeks
Bethany Casasbuenas decided to mark 21 years since the death of her father John Chubbock to
motor neurone disease by running three half marathons in three weeks to raise money for the
MND Association. Bethany and Juan ran the Richmond half marathon on 1 July, the Serpent
Trail half marathon in the New Forest on 7 July and the Down Tow Up Flow half marathon in
Windsor on 22 July.
Bethany set a target of £500, the total raised when her Virgin Money Giving page closed was
£2,155 which rises to £2,475 when gift aid is included – a massive 430% of her target. She
asked for the money raised to be transferred to the Norfolk, Norwich and Waveney Branch of
the MND Association for local use. We are very grateful to them both, this was an awesome
achievement in the intense heat of this July!
The photos show Bethany and Juan after the first and third of the three half marathons.

Friday 10 – Sunday 12 August – The Great Yarmouth Scooter
Rally 2018 hosted by The Sidewinders Scooter Club
The Scooter Club featured Gavin Casey on this year's rally patch
showing club member Gavin riding his scooter a few years ago –
before his diagnosis of motor neurone disease. The patch also
bears the MND Association logo as this year people were able to
donate to the Association over the rally weekend via the raffle and
on the stall. The Club also supported the local dogs home who
supply water to the rally.
It was a really great weekend, and we would like to
thank everyone who helped in the organisation over
the months leading up to the event and on the day.
Particular thanks go to Gavin and wife Louise, and
to
Angelina
James
and
Michelle
Prendergast. Money was raised through a raffle and
donations – the photo shows Suzy HammeretteRalph, one of the main rally organisers, handing
over some of the money raised. In addition there
was
a
family
stall
selling sweets
and
soaps (pictured), run by Angelina and Michelle with
help from the children, and money from a collection
at the local shop, Longbeach Store. Gavin and
Louise gave Malcolm Chubbock, our Chairman, the
grand total of £530.80 for Branch funds.
This is not the first time that Gavin and Louise
have raised money for the branch. In July 2018,
they gave a total of £1,033.56. The money came
from a 'Bake it' event which raised £270, a
Super League darts collection of £149.28, a dB
Drag Car Show collection of £141.28 and a
Gung-Ho! inflatable 5k fun-run which raised
£478. They are not stopping yet! By the time
you read this son-in-law Tyler James will have
completed the Paras' 10 in Catterick, North
Yorkshire on 16 September for the MND
Association. Andrew Brooke, a friend, is being
sponsored for going sober during October and
November and has already raised £50. Louise
is also planning a 'Bake it' event in October.
Thursday – Saturday 23-25 August 2018 – Tesco Bucket Collection
We are grateful to Tesco, Sheringham, who hosted a collection for our Branch of the MND
Association. Their Grocery Manager, Jonathan King, who has been involved in the MND
Association Sponsored Swims in the London Docks in both 2017 and 2018, suggested the
collection in this store. It was just the right time of year when families and holidaymakers
boost the number of shoppers and we had a fabulous result of £848.48. Thank you to Anne
Gillett, who organised the rotas and collected each day. Our thanks also go to all those who
gave so generously of their time to help and, of course, to all those who donated.

Friday 7 September 2018 – Bungay and Waveney Valley Golf Club Captain's Charity
Day
Steve Rowe held his Captain's Charity Day in aid of the MND Association at the Bungay and
Waveney Valley Golf Club. One hundred and four people took park in a golfing day with some
twists thrown in, a hockey, football, rugby and cricket assists on designated holes. A fantastic
day was enjoyed by all with a fabulous meal to follow.
A raffle, auction and donations raised
£6,385.67, three signed Norwich shirts were
auctioned off along with a variety of golf
vouchers donated by many golf clubs. We
would like to join Steve in taking this
opportunity to thank the many local
businesses for their generosity providing
raffle prizes, the lovely members who gave
up their time to help on the day and all those
who attended for giving generously to reach
a fantastic amount of money.
The photo shows Steve Rowe (Men’s
Captain), Belinda Rowe (daughter of the late
John Francis), Dan Andersen, Rob Andersen
and Chris Andersen (John’s grandsons).
Steve said, “This Association is very close to
our heart, supporting us as a family whilst my wife’s father, John Francis, lived with this
devastating disease. John attended many meetings with my wife always looking forward to
them, seeing friends and getting advice when necessary.”
Friday 21 September 2018 – Jonathan’s London City Swim
After the cancellation of the Amsterdam City Swim
two weeks earlier, Jonathan King was determined to
swim 2,000 meters. However, due to very windy
conditions the organisers decided to shorten the
course. But there was no stopping Jonathan ... he
completed all 4 waves at the London City Swim not
just once but twice!!!! Swimming a total of 1,600
meters. He swam in memory of Frank Gillett and
raised a fantastic £500. We are very grateful to
Jonathan, and to Lucie Gillett who sent in the article
and pictures.
Three hundred swimmers took part in the 500-metre
course. Claire Tuckett, who works for the MND
Association and volunteered on the day, said “London
City Swim 2018 was simply fabulous, with
participants from the UK and beyond, great sponsors
providing food, drink and cosy robes for our
swimmers and our brilliant volunteer team helping
everyone to have a great evening.”

Future events in aid of the MND Association
Sunday 4 November 2018 – Charities Christmas Fayre at Colney Woodland Burial Park
As in previous years our Branch has accepted an invitation to host a stall at the Christmas
Fayre organised by the charity Respect Yourself. We will have Christmas cards and Association
merchandise for sale, and guess the name of the cat – a beautiful fluffy white toy cat. It is
always a very friendly event where we get to meet with other charity fundraisers selling their
wares. Everyone is welcome to drop in any time between 10am and 2:30pm. You can find us
at Greenacres Colney, Watton Road, Colney, Norwich NR4 7TY.

Saturday 17 November 2018 – Christmas Fayre 10am until 2:30pm at Jays Green Hall,
Harleston, IP20 9HH
This is the second year that the organisers have organised a Christmas Fayre to raise funds for
the Motor Neurone Disease Association. Once again it promises to be a splendid event with
many stall holders already signed up. Father Christmas is scheduled to make an appearance.
There will be refreshments, a tombola and raffle, cakes, sweets and chocolates, cards, presents,
jewellery, Christmas decorations, candles, home produce, face painting and balloon art. We
hope that as many people as possible will join them to make the event a great success.
Saturday 17 November 2018 – Bingo night 7:00pm for 7:30pm start at Emmanuel Church
Community Rooms Bungay
Rosedale Funeral Home is hosting a fun-filled family night of Bingo in aid of the Motor
Neurone Disease Association. Tickets cost £5 per adult and £3 per child (children are
welcome), and are available from Rosedale Funeral Home, 12a Upper Olland Street, Bungay.
Light refreshments will be provided and are included in your ticket price. No alcohol will be
served so please bring your own. There will be a raffle on the night. Game cards are available
on entry at £5 a book. For further information please call 01986 892790.

Take a Bow – thanks to the following for donations received by the branch
o Anonymous donations - £120
o Judith Bamber, donation following A
o Mr & Mrs W - £5
Cappella choir, Sine Nomine, summer party
- £205
o John Preus - £10
Donations in memory of
o Paula, from the sale of daffodils - £125
o John Francis - £1,119
o Taverham and District Lions Club - £100
o Paul Arthur Pallant - £130
o Raffle at Upton Open Meeting - £82
o Kevin Read - £785
o Sale of Merchandise at Upton - £87
o Clive Tiller - £1,050
o North Walsham Rugby Club, raffle and
o Graham Wells - £983
auction of signed rugby shirt in memory of
o Kathryn Anne Woods - £590.41
George Campbell - £450
o Philip George Wright - £375
o Mr & Mrs Jones, donations in lieu of
Internal transfers
presents at the christening of their baby o Interest - £93.78
£111
o Mrs L A Siggins, donations in lieu of
o Gift Aid through Virgin Money, Junebirthday presents - £100
August, - £211.25
o Mr and Mrs D Balcombe, donations in
o Gift Aid through Just Giving, June-August,
th
lieu of presents for their 40 Wedding
- £456
Anniversary - £350
o We are extremely grateful for the generous
o Heritage Will Writers, donation of their
donations totalling £448.40 which have been
2017 year of fundraising - £1,140
made to National Office for transfer to the
o Bryan and Eileen Chubbock, collection
Norfolk, Norwich and Waveney Branch.
box and sale of books - £350
My apologies to those who have made donations but whose names have not appeared, these
figures will appear in the next edition.
The John Jarrold Trust
The Branch is very grateful to Caroline Jarrold,
Secretary to the John Jarrold Trust, and the
trustees for sending a donation of £500 in support
of the ongoing work of the Norfolk, Norwich and
Waveney Branch of the MND Association.

… sign up as an individual, team, school or workplace and raise funds and awareness for your
local branch or group in OCTOBER this year!
Bea stayed silent for 12 hours and raised an amazing £362 for Manchester & District Branch,
in honour of her friend John.
To find out more visit www.mndassociation.org/silencespeaks to register for your pack, or
contact fundraising@mndassociation.org or phone Anita Solan on 01604 611832. Please ask
for funds raised to be transferred to the Norfolk, Norwich and Waveney Branch.

Local MND Research Update by Dr Ratko Radakovic
The University of East Anglia MND research team have been recruiting people living with
MND and their study partners to take part in the CHANGE-MND study 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 Motor Neurone
Disease 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)
16
15
6
5
3
2
To begin late 2018
To begin late 2018

The CHANGE-MND study is still actively recruiting.
If there is anyone interested in participating in the study please email mnd.research@uea.ac.uk.
Alternatively call 01603 593259 or 01603 591441 (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.

News from National Office
Support for communication aids and wheelchairs: If you have any queries about
communication aids or wheelchairs, how to get them or clarification on the support grant or
equipment loan process, you can contact MND Connect on 0808 802 6262 or email
mndconnect@mndassociation.org.
There is further information on wheelchairs at
https://www.mndassociation.org/getting-support/wheelchair-service/ and communication aids at
https://www.mndassociation.org/getting-support/communication-aids-service/.
New and revised care 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.
New Kennedy's disease animation has been released called 'What is Kennedy’s disease?'. It
provides an overview of Kennedy’s disease, and is aimed at people with or affected by
Kennedy’s disease when first searching for information following diagnosis.
https://www.youtube.com/watch?time_continue=193&v=QBoHRmit8h0.
Easy read guide to motor neurone disease (MND) has been revised and now features more
imagery. It has been user tested with a learning disabilities review group.
Research information sheets get a make-over: They now match the Association's Care
information sheets. As part of the design review the content of some sheets have been updated
and the following have been added:
1.
Information sheet H: Accessing unapproved drugs – the purpose of this information
sheet is to explain the process behind approving drugs and what the options are to access drugs
that have not yet been approved. It is aimed at patients and healthcare professionals.
2.
Information sheet K: Statins – this is an updated version of an old information sheet
based on the recent statins review and designed to answer the many enquiries being received.
Could you join the Information Review Group? The Association is looking for people
affected by MND, to volunteer to join our Information Review Group. The group looks through
drafts of MND Association information, then provide anonymous feedback to help shape
publications before publishing. This helps ensure information resources are fit for purpose for
people affected by MND. Members can choose the type and number of projects they take on.
If you are able to help please get in contact by emailing volunteering@mndassociation.org or
calling 01604 611797.

Campaigns
Campaign success! On 18 June 2018, the Department for Work and Pensions (DWP)
announced that people with the most severe health conditions, such as motor neurone disease,
who get the highest rates of Personal Independence Payments (PIP), will not have to attend
regular reassessments.
However, reassessments remain for people in receipt of ESA before 29 September 2017. If you
are affected please contact MND Connect on 0808 802 6262 or email
mndconnect@mndassociation.org where someone will take your details and put you on a
contact list for further information. Work is ongoing in the hopes that the ESA exemptions are
extended. If you are part of this group and are sent an ESA50 form for reassessment, you
can contact the Association's Benefits Advice Service on 0808 801 0620 for help
completing it.

Scrap 6 months campaign: On 21 June, the Campaigns
team launched the new Scrap 6 Months campaign which
aims to ensure ALL people with MND can claim benefits
using the fast track process, also known as the Special
Rules for Terminal Illness (SRTI). To support the launch
of the campaign, the Association released a report on the
impact of Universal Credit for people with MND 2018.
All Party Parliamentary Group (APPG) on MND meeting on 4 July 2018
The APPG on MND met to discuss the Special Rules for Terminal Illness (SRTI), a fast-track
process for claiming benefits such as Personal Independence Payment (PIP), Employment and
Support Allowance (ESA) and Universal Credit. It allows claimants to be awarded benefits
quickly without the need to fill in a long form, attend a face-to-face assessment or have an
inappropriate conversation with a work coach.
However, the definition of a terminal illness under SRTI is a “reasonable expectation of death
within six months”, which does not work for people with MND as the unpredictable nature of
the disease makes it difficult to give an exact prognosis. Dr Nik Sharma, consultant neurologist
at the National Hospital for Neurology and Neurosurgery, confirmed this when he shared his
experience of caring for 120 people with MND a year at his clinic. He said that even
neurologists with a specialism in MND cannot predict with certainty the life-expectancy of
MND patients. He felt the 6 month rule acted as a barrier to people with MND accessing the
benefits they need.
Martin Burnell, who is living with MND, travelled from Suffolk to speak at the meeting. He
spoke of his experience claiming PIP and Universal Credit and said, “I want to do everything I
can to avoid other people with MND having the stressful experience I had”. We were pleased
that Peter Aldous, MP for Waveney, was able to attend this meeting.
The Access to Welfare (Terminal Illness Definition Bill): Information for this piece is taken
largely from the MND Association website supplemented by the Parliament Live TV recording.
On 18 July Madeleine Moon MP, the chair of the All-Party Parliamentary Group on MND,
presented her Bill to reform the Government’s definition of terminal illness for the purpose of
accessing benefits. You can watch as she delivers a powerful, moving and well argued case in
which she refers to having cared for her husband and loss of other family members to MND.
She also refers to the testimony given by two people living with MND, including Martin
Burnell. https://www.parliamentlive.tv/Event/Index/7641cd17-e739-4e5a-ad65-96ba5b74ec62
– scroll through to 15:16:23. Her speech lasts for 10 minutes. Of the twelve MPs bringing this
bill, two, Norman Lamb and Peter Aldous, represent constituencies in our Branch area.
The Access to Welfare (Terminal Illness Definition) Bill proposes to remove the requirement of
“a reasonable expectation of death within six months” for people to access benefits through the
Special Rules for Terminal Illness process (SRTI). The Bill would replace the current
definition with a clinical judgment by an appropriate health professional. This would mean that
doctors and consultants who know their patients and understand their condition could make an
informed judgment about whether they are terminally ill, without worrying about an arbitrary
six-month requirement.
The SRTI process is much more appropriate than the standard benefits application routes. It is
much quicker and people can be fast tracked to the top rate of benefits. It would help people
with MND access their benefits more quickly, without having to jump through unnecessary
bureaucratic hoops.

Having passed through First Reading, the Bill will now proceed to a Second Reading, which is
scheduled for 23 November. The MND Association would like to thank Madeleine Moon for
tabling this important Bill, and we hope the Government will support it at Second Reading in
order to achieve a benefits system that works well for people living with terminal illness.
How can you help? We are looking for people living with MND to share their experience of
claiming benefits as part of our Scrap 6 Months Campaign. If you, or anyone you know, has a
story please visit https://www.mndassociation.org/get-involved/campaigning-influencing/scrapsix-months/share-your-experiences-of-applying-for-benefits/ and follow the link.
On 20 September, Sue Heal emailed the eight Norfolk MPs who cover our branch area to invite
them to the next meeting of the APPG on MND, which will take place on 17 October 2018.
The focus for the meeting will be research, and the speakers so far are Dr Brian Dickie (MND
Association) and Prof Chris Shaw (King's College London). Although the focus of the meeting
is research, the Association will be raising the issue of prognosis and the Scrap 6 Months
Campaign. If you felt comfortable emailing your MP to stress the importance of attending this
meeting that would be helpful, MPs are more likely to respond to a request from their own
constituents rather than a Campaigns Contact who might not be a constituent – don't worry if
this sort of thing is not for you.
Watch out for our Social media campaign launch in early October and, if you are on Facebook
or Twitter please share or retweet our messages. Remember to tag your MP in your posts.
Madeleine Moon MP has drafted a letter to the Minister seeking support for her Bill and will be
asking backbench MPs to sign up to the letter. The campaign will be asking supporters to
encourage their MPs to put their names to it. The letter will be submitted on 31 October.
On 19 October, Sue will email the Norfolk MPs asking them to attend a parliamentary drop-in
jointly hosted with Marie Curie on 13 November. It will provide an opportunity for MPs to
find out more about the Scrap 6 Months campaign and pledge their support for Madeleine
Moon's Bill. Again, it helps if MPs hear from their constituents, particularly on social media,
on the day.
On 16 November, Sue will be emailing the MPs again (Jo Heal is looking after the Branch
Twitter account) and asking them to attend the second reading of the bill.
Champion the Charter: On 24 July 2018, Breckland District
Council voted unanimously to support the MND Charter. Sue Heal
is pictured here with
Cllr Paul Claussen,
Breckland
Council's
Health Lead, and Cllr Bill Borrett, Chair of
Norfolk County Council's Health and Wellbeing
Board. Adopting the Charter is usually the first
step in building a relationship with councils so that
we can work together to ensure people with MND
get the right care, in the right place, at the right
time. Sue Heal and Lindsay Goward have already
had a useful meeting with council officers to
discuss the needs of people living with MND.
Some of the information gathered was fed into the
accessible housing survey.

Housing Survey: The consultation period ran from March to July 2018 and aimed to
understand the difficulties people have when they are trying to access appropriate housing. The
survey reached around 850 people, including people with MND, their carers and families,
Association volunteers and staff, health and social care professionals and housing professionals.
Thank you to everyone who took part and shared their views. These will help shape
Association policy and future campaigning to push for improvements so that people with MND
can access the homes or adaptations they need, when they need them.
The results of the survey showed that the biggest challenges associated with housing
adaptations and accessible homes for people with MND are:
• Time taken to access services
• Cost of adaptations/moving to an accessible home (96% of people living with and
affected by MND mentioned this in the survey)
• Lack of availability of accessible homes (83% of professionals mentioned this)
• Emotional burden of adapting their home or moving to an accessible home
Some of the solutions suggested to overcome the challenges are:
• Better support, services, financial help and information for people with MND and their
families
• Shorter waiting times to access services
• Greater availability of accessible homes
Following the adoption of the MND Charter by local councils, Lindsay Goward and Sue Heal
have begun engaging in discussions with members of some of the housing departments. If you
have difficulties in obtaining assessments for Disabled Facilities Grants, the speed with which
the work is scheduled to happen or in moving into an accessible home please let us know.

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 based on the MND Monthly Research Newsletters and the MND
Research blog https://www.mndassociation.org/research/mnd-research-blog/.
MND and physical activity: The Association receives a number of questions about exercise
and motor neurone disease, most commonly, 'Did the amount of physical activity I undertook
before my diagnosis cause my MND?' and 'Can I continue with physical activity after my
diagnosis, or will this make my MND worse?'. Such questions may be linked to the high
profile stories of professional sportspeople developing MND. The Research Team published
three blog posts to focus on answering these questions. In summary, evidence linking physical
activity to MND is limited and any risks conveyed are very small. The health benefits from
regular, moderate exercise far outweigh the risks of developing MND and continuing exercise
after diagnosis can help maintain muscle and joint movement. You can read more by following
the links to the research blog.
https://mndresearch.blog/2018/05/23/does-physical-activity-cause-mnd-a-fresh-look-at-theevidence/
https://mndresearch.blog/2018/06/12/exercise-after-diagnosis-a-closer-look-at-the-evidence/
https://mndresearch.blog/2018/07/12/whats-going-on-inside-possible-mechanisms-associatedwith-physical-activity-and-mnd/

In a related blog, Martina Slapkova (Association Research Information Coordinator) reported
on a paper published in April 2018, which showed a 6% increase in the risk of developing
MND in people with high activity levels. However, this is a small increase on a very low risk
and the authors of the paper concluded that high activity levels are not a major risk factor in
developing MND. They also pointed out that the benefits in protecting against cardiovascular
disease, for example, far outweigh the small risk of developing MND by physical activity.
https://mndresearch.blog/2018/04/24/physical-activity-and-the-odds-of-developing-mnd/
Rasagiline found effective in fast-progressors: “Results from a Phase 2 trial investigating the
safety and efficacy of the drug Rasagiline, when taken with Riluzole, showed that the drug
didn't prolong survival in people with MND.” However, in follow-up analyses of the trial data
it was found that adding Rasagiline may have potential benefits for people described as 'fast
progressors' by modifying the rate of their disease progression. Clinical trials will be needed to
confirm these findings. (June 2018 Research newsletter)
T-regulatory (Treg) cells and MND: Treg cells are a type of immune cell thought to play a
part in neuroprotection. A recent article on the ALS Research Forum looked at the role of Tregs
in MND. There are a number of clinical trials that are looking at increasing Treg levels in the
blood to reduce inflammation around motor neurones. Hopefully the reduction
in inflammation will slow the progression of motor neurone disease.
The MIROCALS (Modifying Immune Response and Outcomes in ALS) is one of these trials
that is recruiting in the UK. It is testing a molecule that occurs naturally in our bodies called
interleukin-2 (IL-2) as a potential therapy for treating MND. Studies on animals and humans
have shown that IL-2 can control Treg cells, but their effectiveness in treating MND has not yet
been tested. Find out more by visiting https://www.mndassociation.org/research/mnd-researchand-you/get-involved-in-research/mirocals-clinical-trial/ (June 2018 Research newsletter).
Revisiting the multistep hypothesis of MND: In 2014, Professor Ammar Al-Chalabi and
colleagues used a mathematical model, previously developed by cancer researchers, to suggest
that it takes six steps to trigger MND when there is no known genetic cause. However, when
there is a known genetic cause these steps might be different, and likely reduced, depending on
the gene involved. This is known as the multistep hypothesis of MND. You can listen to
Professor Al-Chalabi talk about it at last year's annual conference by visiting
https://www.youtube.com/watch?v=vgATF4XMTyo.
A recent study by Professor Chio, Professor Al-Chalabi and colleagues revisited the multistep
hypothesis to try and work out how many of the six steps may be attributable to different
genetic mutations, with the focus on the most common causative genes – SOD1, TARDBP and
C9ORF72. They found that the six steps necessary to develop MND reduce to four in people
with the TARDBP mutation, three in C9ORF72 and two in people with the SOD1 mutation.
The hunt is now on for what the remaining steps might represent. This could be individual
environmental or lifestyle factors or an accumulation of these factors causing faulty cellular
processes. With this new knowledge it is more likely that researchers will be able to identify
the additional risk factors that trigger MND in people with a known genetic cause as there are
fewer of them to look for.
Find out more by visiting the research blog at
https://mndresearch.blog/2018/08/03/steps-to-understanding-mnd/.
Why do we need the MND Register? It is believed that there are around 5,000 adults living
with MND at any one time, but we don't know the exact figure. The MND Register of England,
Wales and Northern Ireland is designed to find a more accurate figure.

There is evidence to suggest that MND is a complex disease triggered by a combination of
genetic predisposition to the disease and exposure to external environmental influences such as
occupational and lifestyle factors. The MND Register will collect information about people
living with MND and provide an important resource for researchers. Not only will it give the
number of people living with MND, but show whether they live in certain areas, how the
disease progresses in different people and help identify environmental factors that may
contribute to a person developing MND.
If you want to find out more about the MND Register, visit https://mndregister.ac.uk. Whilst
most people who sign up have done so at an MND Care Centre, if you do not attend the Norfolk
MND Care and Research Network you can join the MND Register via the website.
Items for sale
A wheelchair accessible vehicle – Renault Kangoo 1600.
Automatic. 43,550 miles. MOT until April 2019. £4,000
or nearest offer.
Wheelchair ramp 6 ft x 2ft 6. £100
L-shaped ramps as shown below are free to a good home,
but dismantling and transport will need to be arranged.
For all items
please
phone
Christine
on
01603 872831,
or send an email
to sueheal@btinternet.com who , with your
permission, will pass on your details and ask the
seller to contact you directly.
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. Arrangements for collection of 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.
Suffolk drop-in support meetings 2018: People living with MND, families and professionals
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 last meeting of the year in West Suffolk will be held at Hawstead Village Hall, The Green,
Hawstead, IP29 5NP on Wednesday 7 November between 12 noon and 2pm. A light lunch will
be provided, so please let Janet know you are coming. For more information email
ooliverjanet@btinternet.com or phone 01359 241084 or contact West Suffolk Neuro Nurses,
Nicky McGreavy or Sarah Ward on 01284 748848.
The Ipswich support meetings are held in The Atrium, St Elizabeth Hospice, Ipswich on the
following Mondays between 5pm and 7pm. For further information please contact Kate Barber
on 01473 707962. Remaining dates for the Ipswich meetings in 2018 are: 15 October and 17
December.

Branch News
Open Meeting: Sunday 18 November 2018, 12:00pm – 4:30pm at Wortwell Community
Centre, Tunbeck Close, Wortwell, Norfolk, IP20 0HS. There will be the opportunity to buy
Christmas cards and other Association merchandise. We will be providing a hot lunch. Our
guest speaker is Dr Ratko Radakovic, Senior Research Associate at the School of Health
Sciences, University of East Anglia.
Advance Notice: Sunday 7 April 2019 1:00pm – 5:00pm – the Annual General Meeting will
be held at St Andrew's Eaton Church Hall, Church Lane, Norwich, NR4 6NW.
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 17 October
from 11:00am to 1:00pm. Refreshments can be purchased in the coffee shop.
Advance notice of future dates for Notcutts, Daniels Road, Norwich, NR4 6QP
2018 November 21
2019 January 16 February 20 March 20 April 17 May 15
June 19
July 17
August 21
September 18
October 16 November 20
At the Cherry Lane Garden Centre: The next coffee morning will be held on Wednesday
31 October between 11:00am and 1:00pm. 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
2018 November 28
2019 January 30 February 27 March 27 April 24 May 29
June 26
July 31
August 28
September 25
October 30 November 27
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 20 February 2019 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.

