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Sunday 19 November 2017 Wortwell Open Meeting

Fifty-four people attended the meeting, including people living with motor neurone disease,
carers, those bereaved by the disease, volunteers and health care professionals. My apologies to
those who don't appear in the photo! We were really pleased to see some new faces and have the
opportunity to catch up with those we hadn't seen for a while. There was a lovely atmosphere
and it was good to see people standing around chatting before the meal, and then in groups at
the tables. Jo enjoyed selling the Christmas merchandise; receipts from sales reached £269.95.
Sainsbury's, Queens Road, Norwich, donated two beautifully presented hampers, which together
with prizes donated by others helped us raise a record £179 on the raffle.
Dr Mohammad Rafiq, Consultant Neurologist at the Norfolk
MND Care and Research Network based at the Norfolk and
Norwich University Hospital, gave us a very useful and
informative talk. For those who would like to watch it again or
missed it the first time, it can be viewed at
https://www.youtube.com/watch?v=V8hxThA1Tw4. We
are
grateful to Helen Copsey, MND Coordinator, who filmed the
presentation. Sadly we didn't have a projector and were not able
to see the powerpoint slides that he had prepared to accompany
his talk, these can be accessed by clicking on the link on our
website (see below). I think everyone appreciated the opportunity
to meet Dr Rafiq and Helen in a setting other than a hospital; we
are very grateful to them for giving up their own time to support
us.
The event was part paid for by the Community Cash 2017 Fund.
People kindly gave feedback for the interim report, which was accompanied by a selection of
photos taken at the event. Several photos were added to our Facebook page, and more are
available on the branch website http://www.mndnorwichandwaveney.org.uk/news.htm.

Wednesday 31 January 2018 Launch of the Norfolk MND Care and Research Network, in
the presence of the Royal Patron of the MND Association, HRH The Princess Royal
Around 80 guests attended an event to launch the Norfolk MND Care and Research Network at
the Norfolk and Norwich University Hospital. Guests included MND Association volunteers
and funders, local councillors and dignitaries, nurses, therapists, researchers, fundraising
supporters, senior hospital staff – and, most importantly, people in our area living with motor
neurone disease and family members.
HRH The Princess Royal spent time speaking with everyone who attended; we were all
impressed by the time and attention that she gave to each of us as she listened to what we had to
say. The reception was followed by a series of speeches in the Benjamin Gooch Theatre. Sally
Light spoke first giving a brief description of motor neurone disease, and saying a little about
the history that led to the launch of the 21st MND Care Network. She highlighted the role of Dr
Dick, one of the co-directors of the new Network, who spent 16 years working to bring a Care
Network to Norfolk, and the importance of the money raised by Credit Suisse which has helped
fund the Network. Credit Suisse adopted the MND Association as their UK Charity of the Year
Partner 2017 after one of their Project Managers was diagnosed with MND in 2015, and raised
a staggering £740,000 for the Association. Sally then introduced Dr Richard Kell, a GP from
Halesworth, who has now retired following his diagnosis with motor neurone disease.
Dr Kell gave a very moving speech in which he shared how he recognised his symptoms having
met five or six people living with MND during his career. He explained how his hoarse voice
had developed a slurred characteristic, which could easily be mistaken for the effects of having
imbibed rather more alcohol than was good for him, and described how his emotional lability
meant that he cried easily if told something sad. In addition to his work as a GP he was
chairman of Halesworth Community Nursing Care Fund, which has already raised £700,000 to
build a new support centre in Halesworth to provide help for people who have been diagnosed
with life-limiting illnesses. He noted the irony that he might be one of the people to benefit
when the facility is built.
HRH The Princess Royal then gave a speech that demonstrated her intimate knowledge of the
work of the MND Association, and of the challenges faced in a rural county which she knows
well! After a splendid speech that had many of us smiling – particularly when she quipped that
it is often said that doctors make the worst patients – she unveiled the plaque marking the
formal opening of the Norfolk MND Care and Research Network. Mark Davies, Chief
Executive of the Norfolk and Norwich University Hospital, gave a short speech welcoming the
opening of the new venture before inviting HRH The Princess Royal to sign the visitors book.
She commented that there did not seem to have been too many visitors since her mother
officially opened the hospital in February 2004! Whilst The Princess Royal left to attend
another engagement the guests were invited to enjoy a buffet lunch.
We are very grateful to Dr Dick, Helen Copsey, Lindsay Goward and the VIP team at the MND
Association for all their hard work organising such a wonderful event.
The Network serves the populations of Norwich, Norfolk and Waveney Valley, and is based out
of three hospitals: the Norfolk and Norwich University Hospital in Norwich, the James Paget
Hospital in Great Yarmouth and the Queen Elizabeth Hospital in King's Lynn. Staff overcome
the geographic dispersal of people living with motor neurone disease in the region by rotating
between the three centres, taking their expertise direct to people living with MND as much as
possible. On 24 January the first satellite MND clinic was launched at Cromer, and on 25
January the second satellite MND clinic was launched at Beccles hospital.

Our thanks to photographer Hugh Thompson and to the VIP team for making the photographs
available for our use. A selection are reproduced here, more are available on our website.
HRH The Princess Royal with Helen Copsey

HRH The Princess Royal with Gavin
Casey and daughter Chelsea

HRH The Princess Royal with
Nick & Sylvia Dear and Dr Muhammad Rafiq

HRH The Princess Royal with Ann Franklin
and Barrie Burgess, in the background
James Bullion and Cllr Bill Borrett

HRH The Princess Royal with Ronald & Janet
Rackham (Malcolm Chubbock & Anne Gillett)

HRH The Princess Royal with Sally Light
and Dr David Dick

Sally Light with the Princess Royal unveiling the plaque

The event features in the Iceni Post and the EDP, raising awareness of the Norfolk MND Care
and Research Network and the work of the Association.
https://icenipost.com/hrh-the-princess-royal-launches-norfolk-mnd-network-at-nnuh/
http://www.edp24.co.uk/news/princess-anne-norfolk-and-norwich-james-paget-queenelizabeth-hospital-motor-neurone-disease-1-5377535

Events in aid of the MND Association
Saturday 16 September 2017 Never Lose Hope Charity Ball, Zurich
The Ball in honour of Graham Wells, who is living with MND, was organised by his daughter
Hannah Chippendale. It was great success with support from several international companies,
including Norfolk’s own Willow and Pearl. The Silent Auction alone raised over 7,000 CHF and
the Raffle over 2,000 CHF with the total, including proceeds from the ticket sales, reaching
12,621 CHF; we recently heard the total had risen to £15,498. To date the branch has received
£7,358.54, with a little more to come.
As well as raising much needed funds it
also raised a huge amount of awareness for
the disease and the UK charity, with an
international crowd attending. The funds
raised have been split 50/50 between
research projects and our branch, which
Hannah describes as having been invaluable
to her parents.
A huge thank you to everyone who
contributed to the success of the Charity
Ball, especially to Hannah (on the right)
with her sister Rebecca and brother
Dominic.
Sunday 17 September 2017 Tour de Norfolk
Danny Allen, completed the 100 mile bike ride in memory of Peter Warnes. So far he has raised
£100 towards his target of £150.

Tuesday 3 October 2017 Tracey's Silence Speaks
event at Sainsbury's, Queens Road, Norwich
Tracey was asked to take part in the Silence Speaks
event as she loves to talk! Many regular customers
make a point of going through Tracey's till to have a
chat. On the day her till was beautifully decorated to
explain the event, whilst the main noticeboard
displayed information about the difficulties associated
with losing speech and the aids that people can use to
help them communicate. Tracey raised £675; the sum
increased to £917.28 when the money donated in the
collection tins on the tills was added.
Thank you to all those who gave so generously – and
to Tracey for keeping quiet!
Saturday 18 November 2017 Christmas Craft Fayre
Thank you to Pat Goose who organised the Fayre and to all her helpers; thanks too to Judy
Burns-Thomson who provided information about motor neurone disease on the day. Julia
Beales at the Association provided much appreciated support behind the scenes. There was a
good selection of stalls including handmade chocolates and sweets, arts and crafts, face
painting, refreshments and cakes. Lots of people attended – including Father Christmas, and
someone commented that the event 'was brilliant', which is always a lovely thing to hear! We
are grateful to everyone who attended and helped raise a fantastic £420.
Friday 1 December 2017 Coffee and Cake Morning in support of the MND Association
and Bloodwise
Two local sisters, Jill and Valerie (nee Basey-Fisher), held a coffee and cake morning in
memory of their two brothers Ian and Bernard Basey-Fisher at Blofield Court House. Ian passed
away in 2013 after living with motor neurone disease for many years and, more recently,
Bernard passed away suddenly this year having suffered from leukaemia. The event went
extremely well; people were very generous raising £1,450 to be split between the MND
Association and Bloodwise.
Thank you to everyone who
supported the event, and to Shirley
who sold merchandise for the
Association raising £264.57.
Malcolm Chubbock took the photo
showing, from left to right, Shirley
Basey-Fisher, Tony Baker, Victoria
Reek, Jill Nursey, Malcolm Nursey,
Lori Baker and Valerie Baker.
The event raised awareness of
motor
neurone
disease
and
leukaemia with a splendid article in the Eastern Daily Press on 30 November which can be
found at http://www.edp24.co.uk/news/sisters-holding-blofield-fundraiser-in-memory-of-twobrothers-who-died-from-leukaemia-and-motor-neurone-disease-1-5300812.

Friday to Sunday 15 – 17 December 2017 Queens Road Sainsbury's Bucket Collection
Thank you to everyone who held a bucket during our pre-Christmas collection – we had a team
of 20 collectors so that for most of the time we were able to have someone standing at both
entrances. It did get a little chilly on occasions, but everyone kept smiling. Although some
hours were very quiet, others were extremely busy. Many people gave generously and together
we raised £1,374.33. It was also good to raise awareness and to engage in conversation – often
with people who had seen at first hand the effects of motor neurone disease on a family member
or friend.
Thank you to the staff at Sainsbury’s who made the collection possible, and to all the customers
who supported us.

Future events in aid of the MND Association
3 - 6 May 2018 Charity Walk
Paul (Abby) Ablett and Dale (Swarly) Sankey will be setting of from Cromer Pier on 3 May to
walk to Chinny’s (Halesworth) where they plan to arrive at 12:30pm on 6 May. The walk is in
memory of Mitch Block, who died of motor neurone disease. Paul Ablett has set up
a crowdfunding page at https://www.justgiving.com/crowdfunding/paul-ablett to raise funds,
alternatively people can sign a sponsorship form at The Little Copy Shop, 48b Thoroughfare,
Halesworth IP19 8AR and at Chinny's Sports Bar, 27 Norwich Rd, Halesworth IP19 8BX.
26 - 27 May 2018 Edinburgh Marathon Festival
Phillip Laurier has entered the Edinburgh Marathon, which will be run on 27 May, to raise
funds for the Norfolk, Norwich and Waveney Branch. It is the second largest marathon after
London! Please support him by signing his sponsorship form at the AGM on 8 April at St
Andrew’s Church Hall, Eaton.
Sunday 17 June 2018 Ditchingham Estate Open Garden
The garden will be open from 2pm until 5pm to raise money in support of the Norfolk, Norwich
& Waveney Branch of the MND Association. Tea and coffee will be available for purchase.
Visit their website to appreciate the beauty of the grounds.
https://ditchinghamestate.com/hall/garden/
Friday 7 September 2018 Bungay & Waveney Golf Club
A Charity Tournament is to be held in support of the Norfolk, Norwich and Waveney Branch.
More details will be available nearer the time.
14 – 20 May 2018 Dying Matters Awareness Week
Each year in May, Dying Matters host an Awareness week which gives the opportunity to put
the importance of talking about dying, death and bereavement on the national agenda. This
year they will be asking, “What can you do in your community?”.

Take a Bow – thanks to the following for donations received by the branch
Donations and fundraising
o Louisa Hopson, Walk to D'feet in memory
o Sales of merchandise at local events of Barry Norman - £515.83
£121.65
o Lucie Gillett, further money raised by her
o Rosalind Wilkinson, sale of handmade
half-ironman - £399.44
Christmas cards and fudge at a local fair o Mary King, proceeds of fruit and
£137.35
o Sue & Stuart Tubby, donation in lieu of
vegetable stall and sale of hag stones - £221
o Ron Huggins, sale of vegetables sending Christmas cards - £50
o Kym Gaze, in memory of Wayne Gaze £125.92
o Mary Mickleburgh, donation - £250
£27
o Carol Roberts, in memory of Elaine
o Richard Moss, donations at birthday
Crabbe - £10
lunch - £150
o Damian and Lori Baker - £50
o Sainsbury's donations in collecting tins
o J M Howes - £25
on the tills - £133.12
o Steeplechase running event - £973.46
o Joyce Henry - £25
o Norwich Pétanque Club, proceeds of
o Sue and Mike Kitson - £50
tournament and raffle in memory of Norman
o Pat Goose - £10
Guest - £ 167
o Charlie Crossley Cooke, donation
o Louise Casey, donation - £301.64
supporting an event being organised by Paris
o Morley Village Hall, proceeds from the
Back - £750
Morley Beer Festival - £100
o Elizabeth Goodson - £9.76
o St Winnold Masonic Lodge, collection at
o Anonymous donations - £648
the Masonic fun day - £75
Donations in memory of
o Bryan Chubbock, further proceeds from
o Kenneth William Morley - £53
the sale of his book - £220
o Frank Watts - £145
o Sale of merchandise - £102.45
o Tony Cooper - £250
o Colney Christmas Fair - £103.70
o Elizabeth Jane Burrows - £2,346.30
o Mrs P M Myhill, proceeds of Fakenham
o Aase Bodil Williams - £296.05
Christmas Tree Festival - £499.83
o Gwen Coleman - £195
o Collection tin, at U3A Wymondham and
o Stephen Matthews - £530
other local events - £18.70
o Brenda Pauline Botwright - £378.50
o John Preus for Christmas cards and
Internal transfers
donation - £50
o Interest - £43.19
o Donations via the Charities Trust - £17.76
My apologies to those who have made donations but whose names have not appeared, these
figures will appear in the next edition.
Carers Matter Norfolk
Carers Matter Norfolk is the new service that supports unpaid carers in Norfolk. It is
run by Voluntary Norfolk with other partners, and is funded by Norfolk County
Council and NHS Clinical Commissioning Group Partners. You can visit
http://www.carersmatternorfolk.org.uk to access support. Alternatively they have a free phone
advice line 0800 083 1148 which will provide listening support, information, advice and
guidance, planning support and emergency plans. The service will be available from 8am to
8pm from Monday to Friday, 4pm to 8pm on a Saturday and 8am to 12pm on a Sunday.
Counselling sessions with a trained counsellor should be available either by telephone or online.

They are working to develop an e-learning portal for carers – more details will follow when this
service becomes available.

News from National Office
New care information sheets
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.
Making the most of life with MND is a new booklet developed in response to requests for
information about maintaining interests after diagnosis. It explores ways to adapt, including
guidance on how and where to find support, if needed. It includes images and quotes from
people with MND and carers who share ideas from experience that help maintain quality of life.
An audio version of the Introduction to MND booklet is now available at
https://soundcloud.com/mndassoc/mnd-audiobook. More resources will be converted to audio
soon.
MND Connect and the Benefits Advice telephone services are now available in most
languages. The service is available by connecting a staff member or adviser, an interpreter and
the caller, through a three way call. Although this is sometimes available immediately it is most
likely that a call will be booked at a mutually convenient time.
Revamped carers area on the website is available for carers who support someone with motor
neurone disease or Kennedy's disease. All the information has been revised and will also work
on mobile platforms. The revised webpages can be found at:
https://www.mndassociation.org/for-carers/?dm_i=40VS,B8IS,2S9FVN,15OCW,1.
Kennedy's disease, also known as spinal bulbar muscular atrophy, is a rare condition and only
affects an estimated 1 in 40,000 people. The Association supports people living with or
affected by Kennedy's disease as well as those with MND. Due to similar symptoms, people
with Kennedy's disease are sometimes misdiagnosed as having MND.
Revised 'End of life' guide with updated content and references to the NICE guideline on
MND is available. It helps facilitate the important, but sensitive, conversations that need to
take place between families and relevant health and social care professionals to discuss end of
life decisions.
Revised information sheet 10B Benefits and Entitlement the information has been
condensed and categorised making it easier to use.

Campaigns
Friday 6 October 2017 Meeting with local MP George Freeman
Annette Smith and Sue Heal met with George Freeman MP for MidNorfolk to discuss the MND Costs report, and to talk at a personal
level about the financial impact of living with MND. It was very
encouraging to note that he had made time to read our briefing
including the brochure MND Costs, and was aware of the physical
effects of motor neurone disease. Between July and October 2017,
14 Campaigns Contact volunteers hosted meetings with 21 MPs, and a number of people living
with, caring for or bereaved by MND. The meetings provided an opportunity for those whose
lives have been touched by MND to share personal experiences, and ask for an end to pointless
reassessments for benefits such as Employment Support Allowance (ESA), and Personal
Independence Payment (PIP).

At the end of our meeting George Freeman agreed to follow up our requests. In addition he
offered a spot on his local charity spotlight to gain extra promotion for our branch, which can be
seen at: http://georgefreeman.co.uk/content/mnd-association.
More details about the MND Costs Campaign and how you can get involved can be found at:
https://www.mndassociation.org/get-involved/campaigning-influencing/mnd-costs-v2/. At the
bottom of the page there are links to the full report and the executive summary.
Scrap reassessments campaign update
The Minister for Disabled People, Health and Work, Sarah Newton MP, responded to a letter
from the Association resulting in a meeting on 6 February 2018. During this meeting the open
letter signed by 8,000 supporters was delivered to show the strength of public support behind
scrapping benefits reassessments for people with MND. Thank you to everyone who signed it.
The Association had already achieved success in that from October 2017 no one with MND
claiming Support Group Employment and Support Allowance (ESA) for the first time will have
to have a reassessment. However, it is disappointing that operational difficulties mean that
people already receiving ESA need to undergo one more reassessment. More details can be
found at https://www.mndassociation.org/about-us/our-directors/chief-executive-blog/esacampaign/. If you are called for reassessment please contact campaigns@mndassociation.org.
17 October Parliamentary Reception 2017
Members of the branch were invited to a parliamentary reception with Good Morning Britain
presenter and former Strictly Come Dancing star Charlotte Hawkins to raise awareness of the
immense financial hardship families can face when trying to cope with this rapidly progressing,
fatal disease. There is a short video on Youtube that looks at the importance of holding the
reception https://www.youtube.com/watch?v=A5o8jTF4hQw&feature=youtu.be.
Over 130 MND Association supporters
from England, Wales and Northern
Ireland (including 39 people living with
MND) met with 50 MPs and Peers at the
Queen Elizabeth II Conference Centre in
Westminster.
Ann Franklin, Barrie
Burgess and Sue Heal, represented the
Norfolk, Norwich and Waveney Branch.
We had a clear message to share with
MPs and their researchers about the
importance of financial support for those
living with MND, and the distress caused
by unnecessary reassessments for people
living with a terminal diagnosis.
Thank you to everyone who invited their MP to join us. Most were unable to attend in person,
but some sent their researchers to find out more about MND and the costs of living with the
disease. Sue sent a copy of the executive summary of the report PIP and MND: is the benefits
system failing people with motor neurone disease? to each of the MPs that cover our area.
The reception was jointly hosted by the MND Association and the All-Party Parliamentary
Group (APPG) on MND. Their report on access to Personal Independence Payment (PIP) for
people with MND was launched at the event. PIP is a benefit for people aged under 65 to help
pay for the extra costs of living with a disability or health condition. Following an investigation,
the APPG found that people with MND can experience problems throughout the PIP process –

from finding out about the benefit in the first place, to gathering medical evidence to support
their claim, being called for a face-to-face assessment and then being reassessed unnecessarily.
The report makes a number of important recommendations to the Government and others on
how to improve access to PIP for people with MND, such as:
•People with MND claiming Disability Living Allowance should be transitioned to PIP at
the same rate unless they request an assessment
•People with MND on the enhanced rate for PIP care and mobility components should be
exempt from further reassessments
•People with MND should not be called for a face-to-face assessment unnecessarily
Charlotte Hawkins, whose father died of MND in 2015, spoke very movingly about how MND
affected her family, and urged MPs to help people with MND to get the financial support and
benefits they are entitled when they need them, before it is too late.
She said: “It broke my heart that my Dad still wanted to be able to get out and about but we
couldn't get access to the right wheelchair for him in time – not long after it was then too late as
he wouldn't have been able to use it. Again – when he began to lose his speech and we looked
into what equipment was available to help him – we couldn't get it quickly enough. That makes
a difficult and traumatic disease even more frustrating to live with. MND is tough enough
without having to worry about finances and so it’s vital that people with MND can access
financial support such as PIP.”
Sally Light, the MND Association’s Chief Executive said: “We would like to thank all our
supporters who travelled to Westminster to highlight to MPs about the massive financial impact
MND is having, and the devastating effects on families who are struggling to cope. Research
shows that people with MND and their families face extra costs of £1,000 a month on average,
so people need fast access to benefits such as PIP.
As part of our MND Costs campaign to end the financial hardship of MND, we will continue to
lobby the Government to ensure people with MND have better access to the benefits they are
entitled to. We fully support the APPG’s report recommendations on access to PIP, and we look
forward to working with the APPG and the Government to address these recommendations.”
Link to the executive summary: https://www.mndassociation.org/wp-content/uploads/APPGon-MND-report-on-PIP-executive-summary.pdf.
Link to the speeches: https://www.facebook.com/mndassociation/videos/1678543855573377/.
Link to the MND Costs Campaign page: https://www.mndassociation.org/getinvolved/campaigning-influencing/mnd-costs/.
Monday 11 December: South Norfolk
District Council adopt the MND Charter
South Norfolk Council became the 60th
council to adopt the MND Charter, and pledge
to help influence positively the lives of people
living with MND in their community.
Malcolm Chubbock and Sue Heal attended the
council meeting, where South Norfolk Council
voted unanimously to adopt the MND Charter,
giving a great message of support for people
affected by the disease.

We are pleased that South Norfolk Council’s Communication Team sent a press release on 12
December with the headline, “South Norfolk Councillors raise awareness of Motor Neurone
Disease” to all local media, broadcast and print, sadly it did not make it into the EDP.
However, the good news is that it appears on the council website. They wrote, “South Norfolk
Council unanimously agreed to support the motor neurone disease (MND) Charter at their
meeting on 11 December 2017. The MND Charter raises awareness of the needs of local
people living with this terminal disease, their families and carers. By supporting the MND
Charter the council pledges to promote the Charter to all councillors, council staff, partner
organisations and health and social care professionals who deliver services for the Council.”
They are also including a short piece with a picture in the next edition of the Link magazine
that is distributed to every house and business in South Norfolk.
https://www.south-norfolk.gov.uk/south-norfolk-councillors-raise-awareness-motor-neuronedisease
The House of Commons Public Accounts Committee held a hearing on Continuing
Healthcare (CHC) on 1 November 2017
NHS continuing healthcare, also referred to as NHS CHC, is defined in the report, Continuing to
care?, as “free healthcare provided outside of hospital that is arranged and funded by the NHS.
It can be received in any setting, including a care home, hospice, or the home of the patient or
their relative.” It should be available for people with very high levels of need, but has recently
been criticised for issues including variation in eligibility and access across the country. The
Association was able to provide a written submission to members of the Committee, and also
met with the inquiry lead in advance of the hearings to highlight key issues and questions to
consider. You can read more at https://www.mndassociation.org/get-involved/campaigninginfluencing/take-action/continuing-to-care/.
Care and Support Alliance petition on social care
The Association is a member of the Care and Support Alliance, which is formed of over 80
charities who campaign for a properly funded social care system. Social care is vital for many
people with MND and their families, providing much of the care needed to maintain quality of
life as far as is possible.
A petition was launched in November 2017 calling on the Government to publish its
consultation on social care by early 2018. Thank you to everyone who signed the petition.
After 10,000 signatures are received the Government is obliged to publish a response. On 16
November 2017, the Government set out plans to publish a Green Paper by summer 2018
presenting its proposals to reform care and support for older people. However, to ensure that
issues for working-age adults with care needs are considered in their own right, the
Government agreed to take forward a parallel programme of work, led jointly by the
Department of Health and the Department for Communities and Local Government, which will
focus on this group. Following the response it was decided not to seek more signatures.
Please take part in the Big Social Care Survey which closes on 9 March 2018. Visit
https://www.smartsurvey.co.uk/s/CSAsurvey/. This survey is also available in a paper format
with a freepost address. Contact Sue Heal for a paper copy on 01953 606569. We need to hear
the experiences of people with MND and their families who need or have needed adult social
care and support. This is where the local authority provide help with managing daily routines.
At a basic level this can be help with washing, dressing, getting in and out of bed in the
morning, help with taking medicine, and may include the provision of equipment and aids.
The results of the survey will help in forming a response to the consultation so that it best
reflects the needs of people with MND.

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 given below is based on the Autumn and Winter Research Newsletters and the
MND Research blog https://www.mndassociation.org/research/mnd-research-blog/.
The MND Register is a research study funded by the MND Association led by Professor AlChalabi at King's College London and Professor Talbot at Oxford University. The Autumn
Research Newsletters states: “Its aim is to collect information about every person with MND in
England, Wales and Northern Ireland. The information collected can be used to learn how a
person is affected by MND, how the condition progresses and how many people have MND in
different areas. This will allow research into the causes and characteristics of MND and help
inform care planning.” The website can be accessed at www.mndregister.ac.uk/.
Anyone who has been diagnosed with motor neurone disease by a consultant neurologist and
who lives in England, Wales or Northern Ireland is encouraged to take part in the study and
share their information. You can check with your consultant to see if your details have already
been submitted, but the Register has been designed so that no one can be double counted.
The COMMEND Study (Acceptance and Commitment therapy for people with motor
neurone disease) led by Dr Rebecca Gould of University College London and Professor
Christopher McDermott of University of Sheffield, will focus on the technique known as
Acceptance and Commitment Therapy (ACT). It is a relatively new form of talking therapy
that helps people to learn how to live with difficult or distressing feelings and sensations.
Studies have shown that almost half of people diagnosed with MND experience depression and
almost a third experience anxiety, yet there is little guidance on how best to address these
symptoms. Dr Gould would like to see how acceptable ACT is to people with MND, and
whether it is possible to provide it on the NHS.
If you are living with MND, care for someone with MND or work with people with MND, the
team would like to hear from you. Recruitment for the first part of the study aimed at checking
the ease of use and appropriateness of the therapy is expected to run from June 2018. If you are
interested in taking part and would like to see the Participant Information sheet, or have any
questions then please contact Becky Gould at r.gould@ucl.uk or phone 020 7679 9225.
More information about the study can be found at:
https://mndresearch.wordpress.com/2017/11/24/commitment-to-commendable-research/ and at
https://www.mndassociation.org/research/mnd-research-and-you/get-involved-inresearch/adapting-acceptance-and-commitment-therapy/.
AMBRoSIA In order to diagnose MND faster it is important to better understand the causes of
the disease. “One way to do this is to identify the unique finger prints – MND biomarkers...”.
This study is aiming to identify MND biomarkers by studying tissue samples from people with
MND and people without the disease. The researchers are looking for people with MND, first
degree relatives (siblings, parents/children) and healthy volunteers.
For further information about the study and details of how to take part, please contact Dr
Malaspina at a.malaspina@qmul.ac.uk. Note this study would require you to travel to the
London Care Centre. The participants will be asked to visit the centre up to four times a year
for three years (frequency of visits might vary for different individuals). They will be asked to
donate a sample of their blood and urine at every visit; cerebrospinal fluid (the fluid found

around the spinal cord) at three time points during the three years; and a skin sample at the
initial visit. You can read more about this study at: www.mndassociation.org/ambrosia.
Well-being in MND This study aims to find out if there is a link between levels of stigma and
psychological distress experienced by people with MND. Anyone aged over 18 who is living
with MND, and able to complete an online survey, is invited to take part. Find out more at
https://www.mndassociation.org/research/mnd-research-and-you/get-involved-inresearch/stigma-mnd/ or contact the main researcher, Natalie Leigh on n.leigh@lancaster.ac.uk
or phone 07508 375657.
Lighthouse Project is a Phase 2 open label clinical trial (meaning all participants are given the
drug) investigating the tolerability and efficacy of the antiretroviral drug Triumeq. Recent
evidence suggests that Human Endogenous Retroviruses (HERVs – a family of viruses within
our genome, sometimes called a fossil virus) may be involved in MND. This study, funded by
the MND Research Institute of Australia and Cure for MND, has received a small 'top-up' grant
from the MND Association to measure two biomarkers P75 and FfL in 20 patients who have
completed the trial. P75 and NfL levels have been found to be higher in MND patients than in
healthy controls, so by measuring the levels in blood and urine samples at different times during
the trial they hope to see if Triumeq has had a positive effect.
mndresearch.wordpress.com/lighthouse-project-shines-a-beacon-on-hervs-and-their-role-in- als/
The 2017 International Symposium on ALS/MND in Boston is reported on in some detail on
pages 6-7 of Thumbprint. If you would like to find out more about the symposium visit
www.mndassociation.org/symposium/symposium-live. The symposium covered five key
themes that follow the timeline from bench to bedside.
They are biomedical research,
diagnosis and prognosis, causes of MND, clinical trials and treatments, and improving wellbeing and quality of life.

and drinking and improved appearance. Most chose to keep the collar and to continue using it
after the trial. The HeadUp collar should be available from April 2018.
Tackling weight loss in MND – from ProGas to PostGas
https://mndresearch.wordpress.com/2018/01/16/tackling-weight-loss-in-mnd-from-progas-topostgas/
Swallowing problems are a common cause of weight loss in MND patients, which can be
associated with a shorter survival. They are often managed by placing a feeding tube directly
into the stomach – known as a gastrostomy – this can be done in one of three ways, giving us
PEGs, RIGs and PIGs. A study concluded in 2015, known as ProGas found that the method
used for gastrostomy didn't affect a patient's survival. However, the smaller the weight loss,
from diagnosis to the time gastrostomy was performed, the better the patient's survival after the
procedure. The study led to an update to the NICE guidance for the management of MND in
February 2016.

Despite the challenges of gastrostomy feeding most people reported feeling positive about their
tube. However, the results from the ProGas study found that around half of patients continue to
lose weight in the three months following gastrostomy, irrespective of how much weight they
had lost before the procedure. This could be due to the natural disease progression or the
variation in symptom management methods after the gastrostomy.
PostGas is a follow-up project which aims to provide evidence based guidance on the best
clinical practice for managing nutrition and weight loss after gastrostomy. One of the
researchers in the team, Dr Haris Stavroulakis, recently presented their ProGas finding and
introduced the PostGas study at the MND Association regional conference in York. If you
want to watch his talk online you can find it at https://www.youtube.com/watch?
time_continue=1&v=Bxel9DaLGNo – it begins at around 19 minutes after the start.
Information sheet 7B Tube Feeding provides a wealth of information and can be downloaded
at: https://www.mndassociation.org/wp-content/uploads/2015/07/07b-tube-feeding.pdf.
Alternatively call Care Admin on 01604 611685 or the Connect Helpline on 0808 802 6262 to
ask for a copy to be sent to you.
Suffolk drop in support meetings 2018
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.
Meetings in West Suffolk will be held at Hawstead Village Hall, The Green, Hawstead, IP29
5NP on Wednesdays between 2pm and 4pm on the following dates.
7 March
2 May
4 July
5 September
7 November
Note that in November the time is between 12noon and 2pm when a light lunch will be
provided so an indication that you are coming is important.
For further information and to let Janet Oliver know if you are coming email
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 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. Dates for the Ipswich meetings are:
16 April
18 June
20 August
15 October
17 December
Suffolk MND Association contacts are Janet Oliver 01359 241084 and Liz Cooper 0345 375
1827.
Call Suffolk Direct for access to social care services on 0808 800 4005.
In Memoriam
Pat Sayer sadly died at All Hallows Hospital, Ditchingham on 22 January aged 72. Pat was an
Association Visitor for many years, but had to stand down because of ill health. She was a
regular attender at Branch Open Meetings with her friend Anne. Pat was a quiet gentle caring
lady and will be missed by all who knew her and worked with her. We would like to express
our condolences to her family, and our appreciation for her kindness to others over the years.

Norfolk, Norwich and Waveney Branch
Our name has been changed to better reflect the area we serve. We
continue to cover all NR postcodes and IP21-27 inclusive, whilst the
King's Lynn and West Norfolk Fundraising Group continue to look
after everyone with PE postcodes. New branch leaflets have been
produced, and the spring rolls (stands used at events) have been
replaced to reflect the name change.
To retain access to information the website name remains
http://www.mndnorwichandwaveney.org.uk, but can be found by
searching for MND Association Norfolk, Norwich and Waveney
Branch or MND Association Norwich and Waveney Branch or by
following the link from the National website.
Cheques can still be made payable to MNDA Norwich & Waveney
Branch. Thank you for bearing with us during the transition.
Become a member of the MND Association. The Association exists
to improve care and support for people with motor neurone disease,
their families and carers. It funds and promotes research that leads to
new understanding and treatments, and brings us closer to a cure for
MND. As an Association we campaign and raise awareness so the
needs of people with MND and everyone who cares for them are
recognised and addressed by wider society.
It would be good if as many people as felt able were to join so that they could vote at our AGM
in April. It is not necessary to be a member of the Association to receive help. However, there
are some benefits to becoming a member.
• A welcome pack, including membership card
• Thumb Print – a quarterly magazine full of information on research, stories of people
living with motor neurone disease, and articles about equipment and fundraising
• Invitation to our conferences and events
• If you are receiving Fightback you already have a link to your branch
• Attendance and voting at our AGMs – everyone is welcome to attend our branch AGM,
however, to vote you need to be a member of the Association. There is a national
AGM which people can attend in person or view online – if you are a member you will
receive a postal vote if you cannot attend the AGM in person.
There are a variety of membership options:
People living with MND
No fee
Carers, spouses and partners of people living with MND
No fee
Individuals
£12
Families (all members at one address, one vote per family)
£18
Reduced rate (retired or not in paid work)
£6
Life (for individuals who wish to make a lifelong contribution) £250
Overseas membership
+£10
You can join online by at https://www.mndassociation.org/get-involved/fundraising/become-amember-form/.
Alternatively you can phone 01604 611855, or email
membership@mndassociation.org, or write to PO Box 246, Northampton, NN1 2PR.
If you missed the Winter 2018 edition of Thumbprint, which contains six pages of research and
a wealth of interesting articles, you can find it online at https://www.mndassociation.org/newsand-events/thumbprint/.

Branch News
Annual General Meeting: Sunday 8 April, 12:45 for 1pm till 4:30pm at St. Andrew's Eaton
Church Hall, Church Lane, Norwich, NR4 6NW. The formal element of the AGM is usually
short leaving plenty of time for socialising. Join us for lunch, and a short presentation by our
guest speaker Chris James, Director of External Affairs at the MND Association.
Advance Notice: Open Meeting Sunday 24 June 2018, 12:30 pm – 4:30pm at Upton Village
Hall, Upton, NR13 6AU. We are reverting to a lunch time meeting and are exploring the
possibilities of a cold buffet lunch. Dr Caroline Barry will be our guest speaker. More
information will be available nearer the time.
Open Meeting Sunday 18 November 2018, 12 noon to 4:30pm, at Wortwell Community
Centre, Tunbeck Close, Wortwell, Norfolk, IP20 0HS.
Coffee mornings
At Notcutts coffee shop: The next coffee morning will be held on Wednesday 21 March 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
2018 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
28 March 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
2018 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 2 May 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
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.

