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Queens Road Sainsbury's local charity of the year 2017/18
In 2016, we applied to be Sainsbury's local charity of the year and were unsuccessful.
However, we were invited to apply for one of their monthly slots to hold a bucket collection,
and were allotted 15-18 June, nicely timed for MND Awareness Month! In the meantime we
put in an application to be Sainsbury's local charity of the year in 2017. We were delighted to
be on the short listed of three charities to be put to a public vote; it was our good fortune that
the voting took place between 12-25 June. Thanks to everyone who voted for us in store or
online we received the largest share of the public vote. We now have the opportunity to raise
awareness of motor neurone disease, the work of the Association and our branch in addition to
raising funds together with the staff at Sainsbury's.
A bucket collection held from 4-6 August was timed to mark the official launch of our year in
partnership with the Queens Road Branch of Sainsbury's. On Thursday 3 August Sue took
balloons, banners and buckets to the store. Tracy Galer and a team of willing members of staff
made light work of blowing up balloons and using them to decorate the security gates and tills.
The banners were posted around the store, and collecting tins were put on some of the tills and
in the café – it would have been hard to miss us! A table was placed in the main entrance
beside the branch 'spring roll' where we were able to display literature helping us raise
awareness of motor neurone disease, and the role of the Association and our branch.
Thank you to all the volunteers
who spent time collecting and
giving out leaflets in June and
August, some of whom were
collecting for the first time. I
think we were all struck by how
many people stopped to share
their stories of family and
friends who had lived or are
living with motor neurone
disease. Thanks also to Tracy
and Helen for their work behind
the scenes, and to members of
the public who generously
donated to raise £1,259 in June
and £944.64 in August.
A
special thanks to John on security who looked out for our well-being, to Piotr who repaired the
'spring roll' when it collapsed, and to all the members of staff who supported us so well.
On Friday evening, Helen Morris (left) joined Malcolm and Sue in some photos to be used to
publicise the event.

Events in aid of the MND Association
Saturday 13 May 2017 at The Talk
Jo and Malcolm represented the branch at a very successful evening of music at The Talk in
Norwich. They sold merchandise, and raised awareness of MND and the work of the MND
Association locally. Malcolm spoke about the work of the branch.
The event attracted over 300 people and featured the
bands, Lowrider, Wypeout and Glamtastics, playing a
variety of music. Pat Nearney (local comedian)
compèred the evening. Funds were raised by ticket
sales, a raffle with around 60 prizes and an auction –
the highest amount raised was £600 from the sale of a
guitar signed by several pop groups including the
Searchers.
Dave Smith, Managing Director of Beactive, was
pleased to support the event and help pay the costs so
that more of the money could be donated to the
charities. Thank you to everyone who attended and
helped make it such a great night.
The money was split equally between the MND Association, Royal National Lifeboat
Institution and the East Anglian Air Ambulance. Keith Lebbell, who had nominated our branch
in memory of his godmother, presented Malcolm with a cheque for £1,472.33.
Monday 15 May 2017
Malcolm Chubbock attended a social event at
the Tyneside Club, Sheringham where Keith
Hood (to Malcolm's right) and members
presented him with a cheque for £2,266.30
from the Cromer and District Lodge of the
Royal Antediluvian Order of Buffaloes. John
Nicholls, a Buffalo, died of MND in 2008.
The Norwich and Waveney Branch of the
MND Association was nominated to receive
half the proceeds of the funds raised from
parachute jumps with Scruffy the Bear, garden
parties, social events and raffles.
An
equivalent donation went to the Reading
Branch of the MND Association.
Saturday 3 June 2017 Notcutts bucket collection
We are very grateful to Richard Greenacre for allowing us to hold a bucket collection at
Notcutts Garden Centre. Thank you to all the willing volunteers who stood with buckets, and to
those who generously contributed. We were delighted to raise £387.04 (plus a few €), a really
good sum from one day!
Friday 9 and Saturday 10 June 2017 5th Morley Beer Festival and Fun Day
We were delighted to be one of the charities nominated for support and have been promised a
large cheque. The event was sponsored by David Morter Garage Services and Victoria
Marquees with additional support from many others.

Sue was invited to the opening on Friday attended by Wymondham Mayor, Robert Savage, and
Attleborough Mayor, Jeremy Burton who pulled the first pints; there were over twenty real ales
and ciders! Corinna Pharaoh and team invited the branch to host a stall on the Saturday. The
Morley team helped Sue and Penny set up the gazebo on a bright sunny but very windy
morning, they were grateful for the assistance – and the coffee that appeared at just the right
time. They enjoyed the live music, wonderful atmosphere, and talking to lovely people - whilst
hanging onto the gazebo!
Sunday 11 June 2017 Heritage car boot sale
Heritage Charities were pleased to report that they
had a great day and made a fantastic £140. They had
several visitors whose friends and family had been
affected by MND, which spurred them on. They
added the takings to the amount they have already
raised for the Norwich and Waveney Branch as they
support us throughout 2017.
Friday 4 August 2017 Heritage Will Writers
The Heritage Will Writers team raised £184.50 to
support the Norwich and Waveney Branch by
participating in an MND "bakeit!" day. The cakes
looked fabulous on their Facebook post. Thank you
to everyone who baked – or ate cake!
Tuesday 3 October 2017 Heritage Will Writers
Golf Challenge.
The flyer is enclosed; the
application date has been extended - apply as soon as
possible!
Wednesday 21 June 2017 Annual Cricket Match supports MND by James Skilleter
This year the Friends of Richard O’Flaherty XI were well beaten by a strong Ashby side in a
T20 match in Ashby St Mary, on Wednesday 21st June. Ashby batted first and scored 161,
where the friends XI could only manage 100 in reply. Match fees and a raffle followed the game
which raised £242.

Saturday 24 June 2017 Vintage Tea Party
Linda Tipper hosted a tea party at her home in Lowestoft with the
help of friends and family.
The event included cream teas and delicious cakes, craft stalls,
live music with local DJ, a children’s entertainer from 5pm and a
brilliant raffle. The event was well attended with lots of children
running around having a wonderful time!
Sheree Page, one of Linda's carers, completed a skydive on
Sunday 28th May. She raised £505 for the MND Association.
The photo shows her presenting the cheque to Linda at the tea
party. Our thanks to Sheree for her bravery and fundraising!
Wednesday 28 June 2017 Sheringham County Primary School and Nursery
We were delighted to receive a cheque for £743.50 raised at the school's mufti day on Friday 26
May when children paid £1 each for their choice of
non-uniform attire. They also held an end of term
coffee morning with cakes raising further funds for
the MND Association.
Gill Newton, Association Visitor, attended their
assembly together with Alec Burrows. Both Beth,
who suffered from MND, and her husband Alec
were teachers at the school. Alec, with Gill's
support, read a special message to the children
written by Beth. Alec and Gill (right) are pictured
together with Headteacher, Susan Brady (left) –
thanks to a member of staff who took the photo. Beth died peacefully on 26 August 2017.
Sunday 2 July 2017 Outlaw Half Holkham
Lucie Gillett completed the triathlon that includes a 1.2 mile swim, 56 mile bike ride and a 13.1
mile run – three loops round the Holkham estate - in 7½ hours! Lucie took part in this half iron
man in memory of her father Frank Gillett who died from motor neurone disease; he would
have been very proud to have seen her reach the finish. You can see a photo of Lucie at the
finishing line on https://www.justgiving.com/fundraising/Lucie-Gillett1
Lucie has now raised over £4,000 (including Gift Aid) to be split between the MND Association
for research and the Norwich and Waveney Branch. The latest addition to her fundraising was a
cheque for Lucie’s chosen charity of £1,000 from The Dorothy Holmes Charitable Trust,
Charity Number 237213. Well done Lucie - we are in awe!
Sunday 2 July 2017 Charity Family Fun Day
Everyone was made welcome at the Norfolk
Freemasons' Family Fun Day with Teddy Bears'
picnic at Wymondham Rugby Club. Dave Swift a
member of St. Winnold Lodge No 3955 had invited
Jane Lewis, of the King's Lynn and West Norfolk
Fundraising Group, to host a stall. Jane invited
Malcolm and Sue to help raise money, through the
sale of Association merchandise, and awareness of
motor neurone disease.

In keeping with the theme of the day we had a 'Guess the Name of the MND Association Bear'.
Dave encouraged people to take part and by mid-afternoon we were ready to announce a
winner. The bear was named Little Ted; the winner was delighted!
The weather was glorious, there was a lovely atmosphere and we enjoyed the event. We raised
£79.16, and we received a further £75 being the branch share from the gate takings which were
shared amongst the charities taking part on the day. Over 60 Lodges with 80 stalls took part and
all the proceeds went to Norfolk charities!
Left to right, Malcolm Chubbock, Sue Heal and Jane Lewis. Thanks to Ashley Swift for
permission to use his photo.
Sunday 23 July 2017 Open Garden and Flamenco Show
Rod and Thelma Pointer hosted a garden party at their home
in Clippesby jointly with a 'Flamenco friend' to support the
MND Association and Cancer Research. Guests enjoyed live
Flamenco music and dancing by Sueños Flamencos, the
plant sale, up-cycled crafts and raffle, tea and cake – and of
course the garden! Fortunately the sun was out except for
one shower when people just stayed and put up umbrellas,
which soon came down again.
The garden party raised £777.27 and cheques for £388.65 each have gone to Malcolm, for use
by the Norwich and Waveney Branch, and to Cancer Research.
Sunday 23 July 2017 Wymondham Carnival
Thank you to Annette Smith and Jacqueline Du'Ven for hosting a stall. The event raised £50.06,
but equally importantly raised awareness of MND and the work of the branch.
Wednesday 26 July 2017 Charity Quiz
Jo Fuller organised a pub quiz at the Avenue Pub, Great Yarmouth in support of the MND
Association. Entry was £3 per team member with a maximum of six per team. The place was
'absolutely rammed' which was a good thing! There were six teams who were subjected to two
rounds of 20 general knowledge questions followed by 'Play Your Cards Right' with Colin (her
other half). The winning team were called the Pickled Egg
Heads; they won a carvery voucher each for the pub. Branch
Member Ann Franklin and Association Visitor Colleen Alp each
attended with their teams. The event raised £210, with a further
£50 coming from a raffle.
And after all her hard work Jo said, “We need to do this again, it
was really good fun.”
6 August 2017 Run Norwich
Morgan Warnes (pictured right) completed her 10k run in 1 hour
13 minutes and raised £504 for the branch. Robert Jones and
Phillip Laurier completed the run, in 55 minutes 36 seconds and 1
hour 11 minutes and 24 seconds respectively.
We would like to thank them all!

Future events in aid of the MND Association
Silence Speaks
This year people are being encouraged to organise Silence
Speaks activities in October. You can sign up to do the
sponsored silence as an individual, a team, school or workplace
and can raise funds for the branch. To find out more visit the
silence speaks website at https://www.mndassociation.org/getinvolved/fundraising/doyourownthing/silence-speaks/,
email
fundraising@mndassociation.org or call 01604 611 860.
Fundraising for the Norwich and Waveney MND Branch
Check out Louisa Hopson's fundraising page where she highlights the great events that are
taking place in and around Great Yarmouth. The next event is a Charity Day on 23 September
at The Seadell, St Thomas Road, Hemsby. https://m.facebook.com/fundraising4mnd/
Sunday 15 October 2017 10am – 4pm Giant Book Sale & Yard Sale
The King's Lynn and West Norfolk Fundraising Group invites us to join them at Hilgay Village
Hall, PE38 0LH; it is just off the A10 near Downham Market. In addition to thousands of
books for sale there will be some DVDs, a raffle, teas, coffees and refreshments. Ali Dent, the
butcher in Hilgay, is running the event and would appreciate some help on Saturday morning to
get set up, and on Sunday afternoon to clear away. Let Sue know if you are available!
Friday to Sunday 15 – 18 December 2017 Queens Road Sainsbury's Bucket Collection
Sainsbury's have kindly offered us a three day slot in the run up to Christmas. We need a team
of willing volunteers to ensure that we have the event covered, ideally we would like collectors
on both doors. Contact Sue by email if you would like to help at sueheal@btinternet.com.
Take a Bow – thanks to the following for donations received by the branch
Donations and fundraising
o Mavin Shulver, donations in lieu of
o Mary Mickleburgh, donation - £250
th
presents for Mavin's 80 birthday - £330
o Pamela Challand, bakeit! donated through
o Wymondham Lions - £200
the John Garratt Tribute Fund - £550
o Peter Skoyles, further money from his
o Bryan Chubbock, further proceeds from
sponsored run - £209
the sale of his book - £410, and annual
o Anonymous donations - £287
collection - £200
o Christine Warnes, donation in exchange
o Raffle at Upton Open Meeting - £84
for bowls waterproofs - £40
o Sales of merchandise at Upton Open
o Charities Aid Foundation vouchers in
Meeting - £71.75
memory of Geoffrey Fiddler - £58
o Sales of plants at Upton Open Meeting o Collection box at the New Entertainer
£68.50
Public House - £30.16
o Thelma Pointer, donation - £8
o Morley Beer Festival, sale of
o Lucie Gillett fundraising and donation in
merchandise and guess the name of the bear
memory of her Father Frank Gillett - £25.96
£3,166.18
o Peter and Donna Burgess, raffle of
o Christine Warnes grand-daughter,
Norwich City T-shirt - £179
Georgia, sold MND Association badges o St Margaret's Church, Drayton, charity
£23
basket and Parochial Church Council
o Mary King, proceeds from the sale of
donation - £127
garden produce - £570

o Stephen Bamber has friends with MND
so held a party to raise funds - £300
o Charity Lunch held by Susanna Cooper in
Thorpe St Andrew - £685
o Felicity Baker saved during Lent - £40
o Luke Tuttle, cake and Association
merchandise sale at Fleggburgh Primary
School - £236.73
o Anne Gillett, garage sale - £52

Donations in memory of
o Barry Christopher Dorsett - £35
o Trevor Ronald Woodcock - £115.60
o Herbert Walter Percy Curtis - £216.65
o Maude Chandler - £420
o Geoffrey Palmer - £372
o Joyce Chamberlain - £30
Internal transfers
o Interest - £22.19
o Donations via the Charities Trust - £44.89
My apologies to those who have made donations but whose names have not appeared, these
figures will appear in the next edition.
Comic Relief Community Cash Fund 2017
We are delighted and very grateful to be the recipients of a £1,000 grant from the Comic Relief
Community Cash Fund 2017, via the Norfolk Community Foundation. This money will be
used to fund three open meetings – the first being held at Wortwell on 19 November 2017.
Dying Matters Awareness Week 8 – 14 May 2017
On 9 May, Lord-Lieutenant Mr Richard Dewson held a summit on Palliative and End of Life
Care Services in Norfolk and Waveney with the theme 'Dying Matters - What can you do?'.
During the morning he introduced a number of speakers who covered a range of issues, many
addressed to healthcare professionals. The speakers acknowledged the importance of talking
about death and dying – whether you are healthy or not. It might start with thinking about a
will, putting finances in order, considering organ donation, or thinking about future care
wishes. We need to share our wishes with those close to us, and encourage them, when they
are ready to share their wishes. We need to be ready to ask and answer questions.
Dr Louise Smith, Public Health Director at Norfolk County Council, looked at the
demographic pressures facing health and social care services in Norfolk and Waveney with its
increasing population and higher than average (for the UK) number of elderly people. She
identified the challenge of formal palliative care, which in the past was designed to take over
when curative treatment had failed, and asked us to think of it instead as supportive care
alongside disease-modifying and potentially curative treatments.
Jo Smithson, CEO of Norwich Clinical Commissioning Group introduced the 'Thinking Ahead'
Yellow Folder developed by Norfolk and Suffolk County Councils and the NHS. It includes
information about what an Advance Care Plan is and how it differs from an Advanced
Decision. A sheet on which to record your wishes that will be recognised by the health and
care team, and a guide to decisions about cardiopulmonary resuscitation are also included.
Judy Burns-Thomson has a supply of Yellow Folders.
Judith Tait and Judy hosted an awareness raising stall at the event in the Forum in Norwich
throughout the day, and had the opportunity to meet with volunteers from Dying Matters. Lots
of useful information is available at http://www.dyingmatters.org.

June Awareness Month 2017
The Association Awareness Month highlighted stories of people living with or bereaved by
MND to raise the profile of the disease and the work of the Association. The campaign
#MyEyesSay focused on the importance of the eyes for people living with motor neurone
disease. One of the Association posters could be seen at Norwich Railway Station.

At our Notcutts coffee morning on 21 June we took part
by photographing eyes behind a template and considering
what we might say if only our eyes could speak.
In the evening we were one of a number of branches to
take up the challenge to illuminate MND by turning a
landmark 'blue and orange'. Sue had contacted Laura
McGillivray, CEO of Norwich City Council, to ask if it
was possible to light City Hall in the Association colours. She agreed; Lewis Cook, Culture &
Events Officer, arranged the lights.
Sue invited the Norwich City Councillors to attend the light up. We were delighted that Alan
Waters, Leader of Norwich City Council, Cllr
Caroline Ackroyd, Cllr Julie Brociek-Coulton
and husband Terry, and Cllr James Wright were
able to join us. Others sent apologies and
messages of support. We were joined by
Louisa Hopson, who lost her father to MND,
and has been fundraising for the Association
ever since. Stuart Anderson, Senior Reporter
for the EDP, came to take some photos. Alan
Waters made a commitment to endorse the
MND Charter during an interview with Stuart
Anderson. We are grateful to Cllr Julie
Brociek-Coulton and Cllr Mike Sands, who are
also Norfolk County Councillors, for their work behind the scenes to encourage the support of
the Charter. Left to right Malcolm, Julie, James, Judy, Caroline, Louisa, Alan and Sue.
The colour wash provided by
the lights looked rather pale at
8pm on the longest day of the
year, but by 10pm it looked
really impressive!
With thanks to Jo for the
photos!

http://www.edp24.co.uk/news/city-hall-lights-up-in-brilliant-colours-to-mark-partnership-tohelp-those-with-a-deadly-disease-1-5072902
Upton Open Meeting 11 June 2017
It was a very sociable event with lots of good conversation, and afternoon tea. Helen Copsey,
was our guest speaker and told us a little about herself and her plans as she looked to begin
work at the Norfolk MND Care and Research Network. Before starting her new role, she had
already begun provisional discussions with colleagues locally, and was using part of her holiday
to attend the national Care Centre meeting, giving an opportunity to liaise with other colleagues
coordinating a network approach within the UK. Helen has established links with the Regional
Care Development Advisers and other colleagues within the MND Association, and was
looking forward to working alongside the wider support network in Norfolk.

Amongst other things Helen said that she felt it important to phone people soon after they
received their diagnosis to give them a chance to talk about the enormity of what they had just
heard, and to ask all the questions they wanted. By the time she had finished speaking I think
we all felt optimistic for the future, and reassured that here was someone who was going to
make a difference to the care and support of people living with MND in Norfolk. She has a
huge job and, as a branch, we are pleased to be working with her.
Launch of the Norfolk MND Care and Research Network by Helen Copsey
In June, Norfolk became the MND Association's 21st Care and Research Centre/Network.
Hosted by the Norfolk and Norwich University Hospital, the Network incorporates the wider
region of Norfolk and areas of Suffolk. The primary aim of the Network is to develop care and
support for people affected by MND. It is anticipated that MND clinics will be further
developed across the three key sites of Norfolk and Norwich Hospital, Queen Elizabeth
Hospital in King's Lynn and the James Paget Hospital in Gorleston. The Network will provide
a centre for expertise in MND care and will have a key role in providing specialist education
and raising awareness. The network will also offer further research opportunities, with
Professor Michael Hornberger and Professor Eneida Mioshi's team at the University of East
Anglia being a key part of the Network. Connecting with the wider national group of Care
Centres and Networks will enable Norfolk to take part in collaborative projects and research
activity, as well as joining an established forum for the sharing of knowledge and experience.
On 26 June 2017, Helen started in post as the new Care and Research Network Coordinator.
She will be working alongside Dr David Dick and Dr Muhammad Rafiq, Co-Directors of the
Network. Helen has a nursing background and previously worked for a number of years at the
Cambridge MND Care Centre based at Addenbrooke's Hospital. She has also recently spent
time lecturing at the University of East Anglia and is looking forward to continuing to
contribute to MND education across various health programmes there. In the early weeks in
post Helen has spent time visiting local teams, clinics and care facilities. An initial MND Care
Network Steering Group meeting was held in August and drew together a range of health care
professionals and others involved in caring for people with MND from across the region. This
meeting provided an opportunity to consider current care provision from a multidisciplinary
perspective and to outline plans for the development of the network. The launch of a dedicated
network for MND Care in Norfolk undoubtedly provides an exciting opportunity to drive
forward standards of care, and the team are really looking forward to working together to
achieve this.
Launch of Carer UK Norfolk
Norfolk County Council and the five Clinical Commissioning Groups in Norfolk have
commissioned a new service run by a partnership headed by Voluntary Norfolk which will
begin operation on 1 October. The service will be available from 8am to 8pm during the week
and 4pm – 8pm on a Saturday and 8am – 12pm on a Sunday. It replaces the service run by
Norfolk Carers Support, which will retain the service until 30 September. To create your own
account you can register at https://carersdigital.org/login/signup.php?DGTL7862.

News from National Office
Improving MND Care survey launched on 25 May 2017
If you are a carer please complete the survey as soon as possible as we are not sure when the
survey ends. The information collected is vital to the Association in informing our activities
and priorities. Visit https://www.mndassociation.org/news-and-events/latest-news/completeimproving-mnd-care-survey-online/.

Edaravone: The new FDA-approved MND drug
Edaravone (to be marketed as Radicava) was licensed to be marketed in the USA in May, after
their last clinical trial showed that, in a specific subset of people, there was a slower decline in
amyotrophic lateral sclerosis functional rating scale (ALSFRS) scores when they were taking
the drug for 6 months compared to those who were given a placebo.
It is not yet known whether the company who developed Edaravone has asked the European
Medicines Agency (EMA) to consider marketing it in Europe. The EMA has stricter criteria including consideration of the effect on survival, for which data is not yet available.
Tube feeding online resource helps people making the decision to have a tube or not
If you are trying to decide whether or not to have a feeding tube fitted then it is worth visiting
www.mytube.mymnd.org.uk, developed by the Sheffield Institute of Translational Neuroscience
in collaboration with people living with MND. They wanted a way to 'meet' people and see
feeding tubes in use. Hearing their experiences and personal stories on myTube can help when
making the decision about whether or not to have a feeding tube fitted or not.
The videos give an insight into what life can be like living with a tube. They are supported by
brief sections of text and a list of carefully selected resources from trusted organisations, such
as the MND Association related information sheets and guides.
New care information sheets
1C - Where can I find the information I need to know? This sheet aims to guide people to
the appropriate information to help them access suitable support.
3D – Hospice and palliative care. This information sheet highlights the ways hospice and
palliative care can support someone living with MND, their family and carers, and help
improve quality of life. The sheet also provides details on how palliative care professionals can
support with planning ahead.
8C – Withdrawal of ventilation with MND. This information sheet provides guidance on
how ventilation can be withdrawn, if wished, and questions to raise with the professionals who
support.
Updated care information sheet
11A – Clothing, which provides information on clothing and dressing for people living with
MND or Kennedy's disease.
Download information sheets at https://www.mndassociation.org/about-mnd/informationresources/information-for-people-with-or-affected-by-mnd/ 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 photography policy
The Association has a new photography policy to which, as a branch, we must adhere. If you
wish to submit photos for use in Fightback, on our website, Facebook and Twitter, please make
sure you have asked permission of all those whose images are captured. Then complete a
consent form for supporters which can either be sent to Sue by email or post – there is also a
form that you can fill in if you have verbal consent. Sue will have copies of the forms at branch
meetings or can email them to you. The link to information about taking photos at events,
getting consent and storing images, together with forms can be downloaded from
https://www.mndassociation.org/wp-content/uploads/Photography-policy-v1.0.pdf?
dm_i=40VS,87RX,2S9FVN,TCRQ,1.

National Annual General Meeting and Annual Conference
The conference in the morning included presentations from Alun Owen, Chair of the Board of
Trustees, Sally Light, Chief Executive, Chris James, Director of External Affairs and Steve
Bell, Director of Care. Each described the work of the Association as supporting the care
provided by the NHS by providing funding for Care Centres and Networks, and for specialist
workers. The Association does not provide hands on care, but complements the care provided
by giving direct support to carers and families, paying out £129,000 in 2016. At national and
local level the Association aims to ensure that health and social care services deliver what is
required and, where they don't do it well enough, holds them to account.
The speakers thanked volunteers for their dedication and commitment. Sally spoke of the
valuable work done by Association Visitors and the priority of recruiting more!
The Association prides itself on the quality of its information publications, which are now being
used around the world. 26,000 pieces of care information were sent out in the UK alone last
year! The smallest piece of literature the Association has ever sent out is the 'What you should
expect from your care' booklet. It follows the arrival of the NICE guideline which shows
people what good care looks like, and is designed as a pocket sized crib sheet to help people
living with MND to get the best out of their consultations with healthcare professionals. It
contains suggested questions for example, “Have you been given help to ensure that any
communication aids work well with any other assistive equipment that you have?”. These help
you discuss your needs as they arrive and plan for the future. Steve would like feedback and
quotes from people with MND for our quotes bank! Email steve.bell@mndassociation.org.
Clinical Commissioning Groups have all been made aware of the guideline and the information
should filter through to GPs. The Royal College of General Practitioners were involved in
developing the guideline, so it is hoped they will keep people informed – but it never hurts for
individuals to check their GPs are familiar with it!
Finally if people are struggling please contact the CONNECT support and care line, it is
important that the Association helps as many people as possible.
The workshops
1. Are we there yet? reported on by Sue Heal
The journey from awareness to action raised three key questions
• Why do we raise awareness?
• What aspect of MND do most people want us to convey?
• How bold should we be with our awareness message?
By raising awareness there is a greater understanding of motor neurone disease amongst
decision makers and the public. In previous awareness months we have talked about loss of
voice, or reduced life expectancy. In the past some people have been upset whilst others say the
message is not impactful enough. The mood of the meeting veered towards a hard message.
2. Care Update reported on by Trish Moore, Care Service Navigator
• Welfare and Benefits Advice Service - Dayne Owens, from the Citizens Advice Bureau
(CAB) spoke of the first three months the service has been operating for the MND Association.
In that time they have helped 71 people and the advice they have given has resulted in people
living with MND and their carers receiving £60,000, one man tripled his income and felt he had
regained some of his independence. Staff have been on a steep learning curve; the biggest
problem experienced was the current benefit legislation that required people to wait thirty-nine
weeks for mortgage interest support from the date of the benefits commencing.

Contact the team via telephone, email and webchat between 9am and 5pm. It is free to call
them on 0808 801 0620 (England and Wales). Further information including links to the email
and web chat elements can be found at: www.mndassociation.org/benefitsadvice.
• Communication Aids - Vicky Edwards, the MND Care Centre Co-Ordinator in
Cambridge spoke about Alternative and Augmented Communication Aids going from low tech
to high tech aids. Trish has picked out the aids that Vicky suggests most people find useful.
The essential for everyone is to have a reliable yes and no communication signal; anything from
shaking or nodding the head, thumb up or down or even raising an eyebrow for yes.
Low tech aids include the Penagain, ergonomic pen, to use with pen and paper communication.
The Frenchay Alphabet Board (FAB) is a board with the letters of the alphabet that can be
pointed to. The E-tran board is useful for people who are unable to point and is placed in front
of the eyes of the person with MND and they use their eyes to point to letters. The Lightwriter
is a keyboard that can be programmed with regular phrases and will either speak the phrase you
have written or just display it on a small screen. There are also communication apps for iPads
and iPhones such as ClaroCom.
90% of people with MND use low tech solutions to help with communication. It is essential
that people who have sophisticated electronic aids also have a low tech, non-powered solution
for those times when the electronic one doesn’t work or is not useful in the situation they are in.
All low-tech solutions should be provided by local commissioners for people who do not have
complex needs, defined as someone who has use of at least one hand. Those with complex
needs, defined as someone without the use of their hands, should receive help from the
specialist hub in Cambridge, which will provide the equipment. A referral from the Speech
Therapist is required to access the specialist centre.
• Voice Banking - Matthew Hollis is employed by the Association to look at voice banking
and promote its use. Factsheet 7d has been published on voice banking with information
needed to consider this further. Voice banking is for people who may lose their voice with
MND. It enables them to save their voice whilst it is strong and if they need a communication
aid in the future that speaks for them, it will speak with the same accent and tone.
Several computer programmes offer this service, although we cannot promote one, it was noted
that Model Talker, costing just over £100, works very well. You need a computer that will
operate with a microphone plugged into a USB port. The programme will ask you to repeat
many phrases it has chosen into the microphone. It is best done in stages, when you are fresh
and in a quiet room. The voice is stored until you need it when it can be loaded onto a separate
communication programme that you will have chosen with the Speech Therapist.
3. Local and Regional Finance attended by Jo Heal to report back to the committee
This workshop took a detailed look at how income and expenditure fared against budgets and
looked ahead to how the Association is expected to perform financially in 2017. They gave an
update on findings from this year's audit that is of interest to branches and groups.
4. Fundraising no one from the branch was able to attend this session
Denise Davis, Head of Community Fundraising was looking to find low cost, low time wasting
ways to boost branch income.

The AGM can be viewed online including the keynote address given by Professor Ammar AlChalabi, Consultant Neurologist, Director of the King's MND Care and Research Centre and
Professor of Neurology and Complex Disease Genetics, King's College London. What follows
is a lay-person's summary; all errors may be attributed to Sue Heal for which she apologises!
Prof. Al-Chalabi began his talk by taking us back to 1994. Twenty three years ago we thought
there was one condition - motor neurone disease, one gene had been discovered - SOD1,
riluzole (now a standard treatment) was in clinical trials, there was no way to measure function
and stage, no knowledge of the effects on thinking and no way to treat symptoms related to
breathing or swallowing. Today not one of those things is true, we are making progress!
The detail is slightly different as we were shown using an MRI image of Prof Al-Chalabi's
brain. Upper motor neurones live in the motor cortex and send their wires down to the spinal
cord or brain stem, they then talk to lower motor neurones that start in the spinal cord or brain
stem which send messages to other parts of the body. Damage to upper motor neurones causes
weakness, spasticity and brisk reflexes. Damage to lower motor neurones still causes weakness
but there is also wasting, fasciculation (flickering of the muscles), and loss of reflexes. When a
neurologist sees a combination of wasting and brisk reflexes, which is not the normal pattern
they suspect motor neurone disease might be responsible. In ALS (amyotrophic lateral
sclerosis) both the upper and lower motor neurones degenerate, and stop sending messages to
the muscles. But, not everyone presents with a mix of damage to upper and lower motor
neurones; there is a continuum from progressive muscular atrophy (a rare subtype of MND that
only affects the lower motor neurones) through ALS to primary lateral sclerosis (a type of
MND where there is only the stiffness causing progressive muscle weakness). There is no real
boundary between the types, they are all presentations of one condition. There are many further
complications – some people have problems confined to swallowing and others to their legs,
giving another continuum. There are other descriptive terms used such as Young Onset or Old
Onset, some have a very aggressive disease, others an extremely slowly progressing disease.
This means there is a difference between a diagnosis of MND and a clinical description.
Why does the type of ALS matter? The reason is precision medicine, the theme of Prof AlChalabi's talk. A specific antibiotic will be chosen for a given infection, blood transfusions
match patient's blood type; the same needs to be done for ALS. Currently we give one
treatment and expect it to work, sometimes it does, other times it doesn't. The problem is that
when a consultant sees a patient he may not see all the symptoms, but a snap shot of what is
actually a continuous process. Consultants need to know exactly what the symptoms are, what
to look for, what they mean and how they relate to everything else to give a correct
classification that enables them to design a specific treatment that treats the disease properly.
What is the best way to classify ALS? Neurologists classify it one way, the same information
given to a computer able to do machine learning picks up other clear groups – computers seem
to pick up on other things which we need to understand. The classifications make biological
sense, different types of ALS seem to affect how long people survive.
What about the timing? Consultants can describe ALS by features at a particular stage; clinical
staging freezes the changes and defines the extent of the disease progression at a particular
point in time. It is an objective indication of disease progression that guides treatment.
What about causes? Causes and symptoms are intertwined; one cause results in many different
outcomes, and one outcome has multiple causes. Observations show an increasing risk with
age, and no single cause. Convincing environmental factors are hard to find, though they exist.

Genes are implicated, but one genetic mutation may cause different diseases, and a person may
carry the genetic mutation yet not develop the disease.
Prof Al-Chalabi looked at cancer, which has been shown to be caused by a multistep process to
see if ALS might be similar. If it is a multistep process then the log graph of age versus
incidence would be a straight line, with the slope plus 1 being the number of steps needed. First
he looked at the South-East ALS register and found a straight line. Repeating the process with
data from registers in the Netherlands, Italy, Ireland and Scotland he found the same result with
a high degree of statistical probability. Together they showed a straight line with gradient of 5
suggesting a 6 step process to develop ALS. This explains the mysteries of the previous
paragraph – you have to have lived long enough for all 6 steps. The lack of a single cause can
be explained as each step could have several causes, for example a genetic mutation could be
caused by smoking, by air travel, by radiation etc. Environmental factors might be diluted by
other steps making them hard to identify. Genetic mutations might give a different outcome
depending on what other factors have been involved in an individual, and so on. A multi-step
process is important when looking at a cure since we might target any of the steps.
Prof Al-Chalabi took the different steps in turn beginning with a quick genetics lesson, you
need the animations to understand it! Huge sample sizes are needed when looking for genetic
mutations, where everybody is collecting information in the same way and sharing it in a
legally compliant way - hence the importance of projects like MinE and MIROCALS. After
analysing 12,000 samples there were breakthroughs such as the discovery of the C9orf72
mutation, responsible for 10% of cases of motor neurone disease, both familial and sporadic.
Although having the gene does not mean you will develop the disease it is a strong risk factor.
The study has been repeated with 39,000 individuals, sequencing whole genomes creating huge
amounts of data equivalent to 22,500 hard drives! Gene discovery is doubling every four years.
With the 25 genes discovered so far scientists are able to see themes. Hopefully as the picture
builds it will be possible to see clear pathways so that clinicians can say yes, avoid this or that,
or the treatment of this is obvious; it also opens the potential for gene therapy in ALS by
switching off the mutated gene.
What about lifestyle and the environment? One way to find out what might be involved is to
create a national register collecting data from everyone living with motor neurone disease and
then look for patterns. The register shows the lifetime risk of developing MND is 1 in 300, the
same as Multiple Sclerosis (MS). Drug companies vie for producing drugs to treat MS, but
because MND curtails life span it is perceived as being rare. If ways were found to increase life
span with MND drug companies might be more interested as they would have a captive market.
Distribution maps show hot spots, many are easily explained – in London there are more
people, on the coast there are more elderly people and so on. Still there are some postcodes
with more cases than expected, which is useful in guiding investigations into why this happens,
as well as planning where Care Centres should be located or seeking more NHS support.
How personalised are treatments? Riluzole is the only established drug licensed for use in
patients with ALS. New drugs include Nuedexta; whilst licensed in the UK it has not been
made available yet. The results from phase II trials show it might improve bulbar function –
swallowing and speaking, phase III trails are required to test this. Edaravone is useful for a
subgroup of those with early stage slowly progressing MND. Future possible treatments
include Anti-sense SOD1 RNA which is in clinical trials now, and Anti-sense C9orf72 RNA for
which trials are expected soon. These treatments are targeted at people with specific mutations,
and work to eliminate mutated protein by preventing it from being created. Another line of

enquiry is to look at the use of retrovirals. Low dose Interleuken-2 is being considered to
modify the immune system in people with motor neurone disease. Future treatments include
the use of stem cells which present major challenges and may need to be patient specific.
Prof Al-Chalabi ended on a positive note by concluding that there has been massive progress
over 23 years in knowledge, measurement and approaches to treatment developments.
Precision medicine may be the way forward; there is a need to understand how to distinguish
the different types of MND and design treatments specific to each person.
https://livestream.com/eventstreamingcompany/mnda/videos/159503430

Campaigns
MND Costs – helping to end the financial hardship of MND
The full report of the research commissioned by Demos, a London
based cross-party think tank, was published on 21 June, Global
MND Awareness Day. Though the amounts people have to spend
vary hugely the report shows that on average, MND costs a family
affected by the disease an extra £12,000 a year - before considering
loss of earnings. Financial support from the benefits system, the
NHS and social services to help people with MND is often being provided too late, meaning
some people are forced to fund care themselves and wipe out their savings.
If you wish to read more about our campaign which is aimed at changing this or to get
involved
please
visit
https://www.mndassociation.org/get-involved/campaigninginfluencing/mnd-costs/.
Urgent - Annual Parliamentary Reception 17 October 2017
You will recall that the Parliamentary Reception arranged for 6 June was postponed due to the
announcement of a general election. It is now taking place on 17 October 2017 in the QEII
Centre, Westminster, London. This is an important event in the Association calendar where
branch and group representatives travel to Westminster to meet with MPs and share their
personal experiences of motor neurone disease.
Branches are invited to nominate three people to attend. If you are interested, please discuss
this with Malcolm before registering. The booking form is open until 1 October 2017. If
you are not attending, you can still help make this event a success by inviting your MP to go to
the reception and meet other people affected by MND. MPs are being invited to attend the
reception as part of our MND Costs campaign. To invite your MP please follow the link at
https://e-activist.com/page/10749/action/1?dm_i=40VS,87RX,2S9FVN,U113,1.
Take Action – a reminder!
People with MND are missing out on continuing healthcare when they need the most support.
Help put pressure on the Government and the NHS to improve the system by emailing your
MP and clinical commissioning group. Visit http://e-activist.com/ea-action/action?
ea.client.id=138&ea.campaign.id=58532.
Healthwatch Norfolk Sustainability and Transformation Plan (STP) Meeting 17 July
Malcolm and Sue attended a meeting that aimed to give the public an opportunity to ask
questions about the STP, and members of the panel the chance to answer. Sue asked, “Can
you confirm that services for people with neurological conditions are being included in the
STP process, and how do you intend to improve these services? Specifically how will the STP
ensure that rarer conditions such as Motor Neurone Disease will be given appropriate
consideration and focus within the STP planning process?”

Jon Green, Chief Executive of Queen Elizabeth Hospital, King's Lynn and James Bullion,
Norfolk County Council Director of Adult Social Services responded. In essence they agreed
there is a need for more user led involvement in designing and commissioning services. In
addition Jon said neurological services would benefit from “the integration of services
between in-hospital care, out-of-hospital care, and onto the third-sector providers and
voluntary providers”. He recognised that this is not particularly well done at the moment. One
of the aims of the STP process is to develop what is called an 'accountable care system', which
looks at how the services can be integrated. He concluded by saying, “our aim would be to
focus on that and to concentrate on how we will improve services, rather than how we can
divide it up.”
In his response James referred to Norfolk County Council's decision to sign up to be a
champion of promoting MND services. He said that we need a clinical view on what does and
doesn't work, but also need “to ensure the expert patient, or the user-led approach, is built in.”
We were pleased that there is a recognition of, in Alice Fuller's words, “the need to invite more
experts by experience into commissioning and service redesign”.
Malcolm and Sue also had the opportunity to speak to Melanie Craig, Chief Executive of
Great Yarmouth and Waveney Clinical Commissioning Group, she agreed to share the Charter
with her lead GPs and with her chief officer colleagues across the area covered by our STP.
MND Charter UPDATE
At July's Suffolk Health and Wellbeing Board Meeting,
Suffolk County Council followed through on their
pledge to support the Charter by encouraging the
recruitment of volunteers to improve levels of support
for people living with MND.
Malcolm wrote to the Chairman of Broadland District
Council asking him to consider adopting the MND
Charter. On 21 July, Broadland District Council voted
unanimously to adopt the Charter. The motion was
raised by Andrew Proctor (Vice Chairman, on the right)
and seconded by David Ward (Chairman, on the left).
South Norfolk, Breckland and North Norfolk District Councils have been contacted. So far we
have had a positive response from South Norfolk, but no decision yet.

Research
If you want to get involved in research you can look here for the latest opportunities:
http://www.mndassociation.org/research/mnd-research-and-you/get-involved-in-research/.
Alternatively you can contact the Research Development team on 01604 611880.
BioMOx Prof. Martin Turner of the University of Oxford is looking for participants to take
part in a Biomarker project in order to find a diagnostic test to speed up the diagnosis of MND.
Recruiting: people at risk of developing MND (that is first degree relatives of people living
with MND known to be caused by a genetic mistake).
ALS Biomarkers study This study hopes to understand more about what goes wrong in ALS
(the most common form of MND) and how the disease develops from an initial faulty event.
Recruiting: People living with MND, people with other neurological disorders and people
without any neurological disorder (healthy controls).

The Trajectories of Outcome in Neurological Conditions (TONiC) is the largest study in the
UK examining factors that influence quality of life in patients with neurological conditions,
including MND. This study is part funded by the Association. Recruitment centres include the
Julian Hospital, Norwich where Alison Wiltshire is the Research Administrator
alison.wiltshire@nnuh.nhs.uk phone 01603 286615 and the Queen Elizabeth Hospital NHS
Foundation Trust, King's Lynn where Tracey Fuller is the Research Nurse
tracy.fuller@qehkl.nhs.uk phone 01553 214572. More details about the study can be found at
https://tonic.thewaltoncentre.nhs.uk/tonic-mnd.
More information for families affected by inherited MND available online
Belinda Cupid posted https://mndresearch.wordpress.com/2017/08/02/more-information-forfamilies-affected-by-inherited-mnd-available-online/
In April 2017 Professors Martin Turner and Kevin Talbot at the University of Oxford organised
an information day about the inherited form of MND called 'Families for the Treatment of
Hereditary MND' (FATHoM). The post gives an overview of each talk; podcasts are available.
Genetics and MND at https://podcasts.ox.ac.uk/genetics-motor-neuron-disease.
Genetic testing at https://podcasts.ox.ac.uk/genetic-testing.
Research in asymptomatic family members at https://podcasts.ox.ac.uk/emerging-and-futuretreatments-studying-asymptomatic-genetic-carriers-mnd.
Emerging treatments at https://podcasts.ox.ac.uk/emerging-and-future-treatments-studyingasymptomatic-genetic-carriers-mnd.
Motor Neuron murder mystery: who killed Mr Motor Neuron?
Sarah Thomson of the Research Development Team posted a lighthearted look at the research
to date in a fictional story inspired by the current knowledge of MND.
https://mndresearch.wordpress.com/2017/08/11/motor-neuron-murder-mystery-who-killed-mrmotor-neuron/.
ANXA11 – another gene closer to understanding ALS
Martina Slapkova posted https://mndresearch.wordpress.com/2017/05/04/anxa11-anothergene-closer-to-understanding-als/
A new gene has been found to be associated with amyotrophic lateral sclerosis (ALS), the most
common form of motor neurone disease (MND). Dr. Bradley Smith and colleagues from
King's College London published a research paper that explains how mutations in a gene called
ANXA11 cause disruptions in motor neurones.
It is not known exactly what causes MND, it is likely to be subtle genetic changes with the
influence of lifestyle and environmental factors. A number of related genes that make a person
susceptible have been identified, with most causing the rarer, inherited form of the disease.
ANXA11 is a new addition to this list of genes. Its normal function is not known but it is
involved in carrying nutrients within and between motor neurones, but it is known that it holds
an instruction to create a protein called annexin A11. When there is a mistake in the making of
the ANXA11 gene it leads to disruptions in the structure of annexin A11. This then causes
accumulation of these proteins in motor neurones, and as a consequence, causes their death.
The researchers found that mutations in the ANXA11 gene are associated with around 1% of
people with the inherited form of MND and 1.7% of people with sporadic (non-inherited)
MND. Although this is a small percentage it is still helpful in telling researchers more about
the mechanisms of MND, and aids understanding of how and why motor neurones die.

The following items are based on the Summer Research Newsletter
http://email.mndassociation.org/40VQ-8RLJ-CD2VX4YL3D/cr.aspx
Understanding the role of Calcyclin in developing MND and Alzheimer's disease
Following the discovery of mutations in ANXA11, Dr Smith, Dr Adinofli and Prof Corinne
Houart, of King's College London have been awarded a grant for a PhD studentship starting in
October. They are looking at how ANXA11 mutations cause motor neurones to die. Having
highlighted damage to a protein called calcyclin, they will look in more detail at its role in
MND. They will do so by using post-mortem tissue from people who donated their brain and
spinal cord for research, and by modelling the function of calcyclin in a zebrafish model of
MND.
Investigating viability of newly created neurone-muscle connections in mice
Muscle weakness in MND is caused by disruption of the connections between motor neurones
and muscle. Dr Bryson, Prof Linda Greensmith and Prof Schiavo of University College
London have begun a research project, using stem cells from mice. These cells will be
transformed into motor neurones and used to create new muscle-neurone connections
(innervation) before being implanted back into the mice and observed for how well the
neurones connect with muscles. The researchers will then identify the chemicals that promote
these connections, which could potentially be used in developing new therapies focused either
on preventing the breakdown of muscle-neurone connections or on replacing damaged motor
neurones and restoring lost muscle function.
Request for a lightweight scooter
Care Service Navigator Trish Moore is looking for one that can be put in a car to give
increased independence to a person living with MND. Telephone 07813 094820.
Suffolk drop in support meetings 2017
The Suffolk Group have extended an invitation to members of branches on the borders of
Suffolk. People living with MND, families and professionals involved in supporting families
are all welcome! Feeling isolated or unsure about support and services available? Come along
to these informal get togethers where you can share ideas and support over a cuppa. MND
Association representatives and nurse specialists will generally be on hand to advise.
West Suffolk's next meeting will be held at Hawstead Village Hall, The Green, Hawstead, IP29
5NP on Wednesday 1 November 2017 12-2pm. A light lunch will be provided, please let Janet
Oliver know if you are coming by emailing ooliverjanet@btinternet.com or contact West
Suffolk Neurological Nurses, Nicky McGreavy or Sarah Ward by telephoning 01284 748848.
The Ipswich support meetings will be held at The Atrium, St Elizabeth Hospice, Ipswich on
the following dates between 5pm and 7pm, please contact Kate Barber on 01473 707962 if
you need further information. Monday 16 October
Monday 18 December
Suffolk MND Association contacts are Janet Oliver 01359 241084 and Liz Cooper 0345 375
1827. Suffolk Direct (for access to social care services) call 0808 800 4005.
Name change for the Norwich and Waveney Branch!!
It has been decided to change our name to Norfolk, Norwich & Waveney Branch to better reflect
the area we serve. We will continue to cover all NR postcodes and IP21-27 inclusive, whilst the
King's Lynn and West Norfolk Fundraising Group will continue to look after everyone with PE
postcodes. It will take a little time to change our branch leaflets, website name, bank account
and so on to the new name. Please bear with us during the transition.

Branch News
Open Meeting: Sunday 19th November, 12 noon for 1pm at Wortwell Community Centre,
Tunbeck Close, Wortwell, Norfolk, IP20 0HS. Join us for a Christmas lunch, and buy your
Christmas cards and presents! Dr Muhammad Rafiq, Consultant Neurologist and Honorary
Senior Lecturer at the Norfolk and Norwich University Hospital, has agreed to come and give a
presentation on the Association's Norfolk MND Care and Research Network.
Advance Notice: Annual General Meeting Sunday 8th April 2018 at St. Andrew's Eaton
Church Hall, Church Lane, Norwich, NR4 6NW. Open Meeting Sunday 24th June 2018 at
Upton Village Hall, Upton, NR13 6AU.
Coffee mornings
At Notcutts coffee shop: The next coffee morning will be held on Wednesday 20th September
from 11am to 1pm. As usual we are hoping that many who are currently caring for, or who
have previously cared for, people with MND will be able to attend an informal get together. Of
course people living with MND are always welcome. Refreshments can be purchased in the
coffee shop. There is no coffee morning in December.
Advance notice of future dates for Notcutts, Daniels Road, Norwich, NR4 6QP
October 18
November 15
2018 January 17 February 21
March 21
April 18
May 16
June 20
July 18
August 15
September 19
October 17
November 21
At the Cherry Lane Garden Centre: The next coffee morning will be held on Wednesday
27th September between 11am and 1pm. It is an informal gathering for people with MND and
their carers. There is no coffee morning in December.
Advance notice of future dates for Cherry Lane Garden Centre, Beccles Road, Fritton,
Great Yarmouth, NR31 9EU
October 25
November 29
2018 January 31 February 28
March 28
April 25
May 30
June 27
July 25
August 29
September 26
October 31
November 28
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: @MNDA NorwichWaveney
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 5 January for the first 2018 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 64722
Care Service Navigator
Trish Moore 07813 094 820 email trish.moore@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
helen_devlin@tinyworld.co.uk, or write to her at the address given on the back page or write to Norwich and
Waveney Branch, c/o MND Association, PO Box 246, Northampton, NN1 2PR.

