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Welcome

Useful Contacts

We hope there is some information to interest and
support you.

North West Wales
Group Contact

In this edition we are pleased to introduce two new
Association Visitors (AVs) to our team in North
Wales who play such an invaluable support role to
those living with MND and their carers
(Pages 3 and 4 ) .
We also highlight a new way in which AVs are now
beginning to work remotely in supporting those
affected by MND (Page 7).
There is also information on additional support on
Voice Banking and a new partnership with the
Welsh Ambulance Service. Details are on Page 5 .
Our main fundraising event for the year took place
on Saturday June 16th when those living with
MND, their carers , volunteers and supporters
once again
walk to d’feet MND along Llandudno
Promenade. (see Page 6)
As usual we also highlight the support meetings
that are available across the North Wales region.
Details are on the next page.

Best wishes

North Wales Forum

1

Roger Sowersby
Tel: 01248 681 238
Email:
rogersowersby@gmail.com

Volunteer Team
Bill Griffiths
Sioned Roberts Jones
Georgina Llewellyn
Howard Mence
Jen Roberts
June Watkins

North East Wales
Branch Contact
Helen Carey
Tel: 07971808844
Email: h.carey@glyndwr.ac.uk
Volunteer Team
Kate Cooper
Rachel Ritchie

Out of Hours GP
Tel: 0300 123 55 66

Out of Hours
Social Services
Angelsey & Gwynedd
Tel: 01248 353551
Conwy Tel: 01492515777
Wrexham County
Tel: 0345 0533116
Flintshire County
Tel: 01352 803444
Details
of
the
MND
Association staff can be
found at the end of this
newsletter.

Help at Hand
We invite you to come to any or all of our support meetings.
Our Support Meetings
Our Support Meetings offer an opportunity for you to come along and meet others living
with MND and their carers in a relaxed and friendly setting to share experiences over a
cup of tea or coffee.
We would love you to come and join us. Refreshments are provided free of charge for
people living with MND and a family member or carer. Whether you are able to pop
along for 10 minutes or stay for 2 hours it would be great to see you.
You are welcome to attend any meeting whichever ones are the most convenient for
you.
North West Wales Group Support Meetings
Contact Roger rogersowersby@gmail.com
These are held at Ty Golchi, Ffirdd Caernarfon, Bangor LL57 4BT in the afternoons
from 2:30pm.
Dates for the next few meetings are:
12 September
17 October
14 November

The North East Wales Branch Support Meetings
Contact Judith judith@northop567.plus.com
These are held at Tweedmill Shopping Outlet, Llannerch Park, St Asaph Road, St.
Asaph LL17 0UY in the daytime from 10:45AM – 1PM.
Dates for the next few meetings are:
20 August
24 September
22 October
26 November
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Support
We point you in the direction of support which is available locally.
We are pleased to introduce two Association Visitors who are working in the north west
area of Wales.
We would also like to thank Joanne Mills for her support in the North east and wish her
every success in the future. Thank you, Joanne.
Association Visitors

Sioned Williams Association Visitor
Fy enw i yw Sioned Williams ac rwyf yn wirfoddolwraig newydd gyda Mudiad Motor
Niwron fel AV. Rwyf yn byw ym Mhen Llŷn ac yn briod a mam balch i ddau o fechgyn,
un sy’n 7 mlwydd oed a’r llall yn 8 mlwydd oed.
Rwyf wedi gofalu am aelod agos o’m teulu yn y gorffennol gyda chlefyd Motor Niwron
ac yn awr yn gwirfoddoli gyda’r mudiad gan obeithio bod o gymorth i eraill – rwyf yn
teimlo’n ffodus iawn o gael cwrdd a’r unigolion a’u teuluoedd sydd bob amser yn
garedig yn fy nghroesawu i’w cartref a’u bywydau.
Cyn fy mhrofiad personol doeddwn i ddim yn gwybod llawer am y clefyd Motor Niwron
ond rwyf wedi dysgu cymaint dros y 7 mlynedd diwethaf ac wedi cwrdd a phobl caredig
iawn ar hyd y daith, roeddwn eisiau rhoi rhywbeth yn ôl ac rwyf yn falch o fod nawr yn
gwirfoddoli gyda’r Mudiad Motor Niwron.
Edrychaf ymlaen i’ch cwrdd!
My name is Sioned Williams and I am new to volunteering with the Motor Neurone
Association as an AV. I live in Pen Llŷn, am married and also a proud mother to two
boys aged 7 and 8.
I have previously cared for a close member of family who had Motor Neurone Disease
and now volunteer with the association in the hope I will be of support to others – I feel
very fortunate to meet individuals and their families who are always kind and
welcoming, allowing me into their homes and lives.
Before my personal experience I knew very little about Motor Neurone Disease but I
have learnt so much over the past 7 years and met lovely people along the way, I
wanted to contribute back and am pleased to be volunteering now with the Motor
Neurone Association.

I look forward to meeting you!
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Lynwen Griffith Association Visitor
Fy enw i yw Lynwen Griffith. Yr wyf yn byw ar y Llyn yn gogledd-orllewin Cymru,
rhanbarth gwledig a hardd iawn sydd hefyd yn gadarnle i'r iaith Gymraeg. Rwy’n byw
gyda fy ngŵr, ein tri o blant, dwy gwningen a tri ci, ac wedi gweithio yn y maes hwn ers
22 mlynedd fel nyrs gymunedol.
Mae fy rheswm i fod yn ymwelydd Gymdeithas yn ddeublyg. Wedi cael nyrsio pobl â
MND teimlais fod yn fy amser sbâr gallai gynnig cymorth i'r cleifion hyn a'u teuluoedd.
Fy ail reswm oedd fel y mae ein ardal mawr Cymraeg cymunedol, nid oedd unrhyw AV
Cymraeg yn ein hardal leol, a gwelwyd ei bod yn bwysig y dylai pobl gael gwasanaeth
sydd ar gael yn eu dewis iaith. Ers bod yn AV, canfûm y gwaith i fod yn hynod werth
chweil, gallu i gynorthwyo unigolyn â MND a'u teuluoedd yn ystod cyfnodau anodd
iawn. Mae cymorth gan y tîm MND bob amser wrth law, fod yn gydymdeimladol ac yn
gefnogol. Fy nod yw parhau â rôl werth chweil hon ers blynyddoedd lawer a parhau i
wella fy ngwybodaeth am MND a'r cymorth sydd ar gael i wella ansawdd bywyd.

My name is Lynwen Griffith, I live on the Lleyn Peninsular in North West Wales, a very
rural and beautiful region which is also a stronghold for the Welsh language. I live with
my husband, our three children, two rabbits, and three dogs, and have worked in this
area for 22 years as a community nurse.
My reason to become an Association Visitor (AV) was twofold, having nursed people
with MND I felt that in my spare time I could offer support to these patients and their
families. My second reason was as our area has a large Welsh speaking community,
there were no Welsh speaking AV’s in our locality, and found that it was important that
people should have a service available in their chosen language. Since becoming an
AV, I have found the work to be immensely rewarding, being able to support a person
with MND and their families during immeasurably hard times. The support from the
MND team is always at hand, being both sympathetic and supportive. My goal is to
continue with this worthwhile role for many years and to continue enhancing my
knowledge on MND and the support that is available to enhance quality of life.

4

Voice Banking Support
Speech problems are very common in MND. Voice banking allows people to create a
synthetic voice similar to their own, while they can still speak. The banked voice can
then be used in a communication device at a later date, if needed.
Voice banking should be started as soon as possible after diagnosis. This might be
before a referral has been made to a Speech and Language Therapist.
The MND Association can help people with MND access voice banking as soon as
possible.
Depending on need, we can provide advice, equipment loan and, in some areas,
support from an MND Association voice banking volunteer throughout the process.
We have successfully recruited two volunteers to support Voice Banking for people
with MND in North Wales.
For more information and to take advantage of this scheme please contact :Kevin
Thomas, Regional Care and Development Advisor on 03453751824 or email
kevin.thomas@mndassociation.org
For more information about voice banking visit
mndassociation.org/communicationaids

Ambulance Trust supports people with MND

The MND Association have been working with the Welsh Ambulance Service NHS
Trust to improve support for people with MND.
We are pleased to announce that MND is now part of the enhanced service for non
emergency patient transport. If you have MND and need to use hospital transport to get
to your hospital appointments you will be prioritized under the enhanced service
criteria. You will be able to have an escort accompany you on the hospital transport if
needed. You need to flag up that you have MND when you ring to book the
transport.
There is now just one number for people to ring to book non emergency patient
transport: 0300 123 2303
This is a new service and we would appreciate feedback on your experience if you
utilise the service.
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Raising Funds
We raise money locally that goes to support our efforts in helping people
living with MND and their carers.

Walk to D’Feet MND
This year’s walk to D’Feet MND Event was held on June 16th in Llandudno. Last year
we attracted about 200 walkers who raised £7000 which was split between the North
West Group and the North East Branch. The challenge this year was wet and windy
weather which understandably brought 60 people to walk along the promenade.
However £1000 was raised from this event with awareness being raised and last but
not least, those attending enjoyed the atmosphere of the day. The weather turned out
fine and dry and not too hot for walking. A big thank you to both the volunteers who
ensured the day ran smoothly and also to those who did the walk to raise funds and
awareness.
North West Wales Group
The Tesco collections continue and the latest one raised over an amazing £1850. As
usual this wouldn’t be possible without the support of members holding the buckets
over the course of the two day targeted collection.
North East Wales Branch : Introducing the new Chair
It is a privilege to be the next North East Wales Chairperson. I have a personal and
professional link with motor neurone disease. I was working as an occupational
therapist in neurology when my Dad showed the first signs of motor neurone disease in
1997. This personal connection resulted in me gaining insight and eagerness to
support others affected by motor neurone disease.
I am presently Professional Lead in Occupational Therapy at Glyndwr University,
Wrexham and also have a clinical role for Reach Rehabilitation services. I studied how
doing more in daily life can impact upon motor neurone disease for my PhD which I
gained in 2017 and this was focussed in North Wales.
We have a superb committee in the North East Wales Branch – each of us have a
personal connection with motor neurone disease and we have a strong sense of
purpose to support people in our geographical area.
A huge thank you passes to Chris who is the outgoing Chair, Dorothy, Mike and Elin
who are also outgoing committee members. Each of these are still involved with us in
supporting motor neurone disease association in North East Wales Association either
through fundraising or Association Visiting.
I look forward to working with you all. Best wishes Helen
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North East Wales Branch
In the last few months North East Wales Branch have had a number of fundraising
events. We have done bucket collections at Broughton and Ruthin Tesco and at
Bangor on Dee Races. These three bucket collections have raised us
£1400.
We now have Easyfundraising up and running and to date have raised
£82. This is such an easy way to raise money every time you shop on
line. To find out more and support us log on to:
http://www.easyfundraising.org.uk/causes/mndaclwydbranch.
In February Elin Williams held a MND Charity night in memory of both her Taids who
had MND and have since sadly passed away.

Elin writes:
“I would like to say a huge thank you to everyone who
made the effort to come to our MND charity night at
Brymbo Cricket club, on February 24th and to the
ones who couldn't attend that donated to this special
charity. I would like to also thank my family and
friends for helping me on the night and to Woody's for
bringing us some delicious pizzas, the Makeshift
band for getting everyone up on their feet and to DJ
Shaun Carr for finishing the night off in style!
We raised £1221.05 for the Clwyd Branch of The Motor Neuron Disease Association.”
The Branch have a number of future events lined up so check our website to keep up
to date.

Remote Association Visitor
My name is Chris Allen and I'm an Association Visitor for the MND North East Wales
branch. It is a signposting and supportive volunteer role offered by MNDA to support
people with MND and their families/carers. Recently the MND Association has begun
trialling a Remote AV service to support people in areas of Wales that haven't got a
local AV to visit them. I have volunteered to try this out.
I live in Wrexham and I'm currently supporting a family in the Welshpool area. How we
do this can vary depending on the recipients. It can be by video link i.e Skype/What's
App etc or by telephone. So far it's been via telephone with me calling them about once
a month. This seems to be adequate for them at the moment. Hopefully if this family
agree I am going to make a visit to them later this year.
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Awareness Raising
We try hard to raise public awareness of MND and celebrate the success
and support given by individuals and organisations.

MND Connect
The MND Connect team offers information and support on all aspects of motor
neurone disease (MND), including symptom control, practical management, improving
quality of life, clinical research and signposting to other organisations. MND Connect is
available Monday to Friday between 9am to 5pm and 7pm to 10:30pm. You can call direct
on 0808 802 6262 or e-mail at: mndconnect@mndassociation.org.

Would you like to share your story?
We are looking for Welsh and non Welsh speakers living with MND or caring for someone with
MND to come forward and support us with our media work. This could involve sharing your
story on local radio or TV, being featured in press articles or on social media. Your support will
help us to ensure that people with MND in Wales have a voice and enable us to raise the
profile of all aspects of our work within the Welsh media. If you, or someone you know, would
like to find out more, please contact Jo Cunnah, Volunteering Development Co-ordinator,
03453 751856 .

North Wales MND Care Coordination Service Update
We are still in negotiations with Betsi Cadwaladr University Health Board (BCUHB) for
them to take up the funding of the MND Care Coordinator posts. The Care
Coordinators are employed by BCUHB, funded by a MND Association Ice Bucket
Challenge innovation grant. The funding runs until October 2018 with a commitment
from the Health Board to take up the funding if the service meets agreed objectives.
The service has met all of the objectives agreed.
The MND Care Coordinator Steering Group met with key representatives of the Health
Board on 13th March to report on progress in its first 12 months of service. The
Steering Group have since presented the case to the BCUHB Area Managers Team
who have agreed ongoing funding in principal. An Executive Management Group
Meeting takes place in early August when we expect to have a final decision.
With ongoing funding, we will be able to develop the Coordination service further
through our partnership with BCUHB and Bangor University. We will keep you informed
of progress.
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Carers Corner
Carers Information and Support Session
The MND Association, in partnership with Nightingale House Hospice, Wrexham and
St David’s Hospice, Llandudno, run Information and Support Sessions for Carers of
people living with MND. The sessions are for all of those who care for people living with
MND whether they are husband, wife, partner friend or other close family relative.
The programme is very flexible and informal allowing plenty of time for questions and
answers. Refreshments and a light lunch is provided and kindly funded by the MND
Association’s North East Wales Branch and North West Wales Group. The sessions
provide information about services provided by the Hospices and MND Association and
an opportunity to meet with other Carers, sharing and learning from each other’s
experiences
The next session will be held in Nightingale House Hospice, Wrexham, on 27th
September. Invites will be sent out to all of those in the catchment area and further
invites will be sent out for the next session in the St David’s catchment area in due
course. However, attendance isn’t restricted to catchment areas and Carers are
welcome to attend any session. If you require further information, please contact Kevin
Thomas, RCDA.

The MND Association also have a Carers Hub on the website
https://www.mndassociation.org/for-carers/
Here you will find a range of resources to help you think about how to look after
yourself as a Carer and how to plan ahead if you were unable to care. For example, the
Motor Neurone Disease checklist and the Understanding My Needs booklet are helpful
tools to think about what others would need to know about the person living with MND
if you as the Carer could not. If you do not have access to the Carers Hub on the
internet you can request a copy of ‘Caring and MND’ by phoning MND Connect on
0808 8026262. If you have an Association Visitor, ask him or her if they can help you
use these tools to think about planning ahead.
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Future Editions of our Newsletter
We hope that you have enjoyed reading this edition of our newsletter which is available by post
and by email. Below are a list of staff members and details of how to contact them directly
should you have any questions for them.
We would be pleased to receive feedback and any contributions to the newsletter. (See below)

NAME
Regional Care and
Development Advisor
Kevin Thomas

PHONE
012488
53428

EMAIL
kevin.thomas@mndassociation.org

Care Coordinator
Kathryn Lancelotte
Angela Mitchell

01745 448720
extension
2772.

BCU.MNDCoordinators@wales.nhs.uk

Volunteering
Development Coordinator
Jo Cunnah

03453
751856

jo.cunnah@mndassociation.org

Regional Fundraiser
Richard Shackelford

01497821247

richard.shackelford@mndassociation.org

Local Campaigns Manger
Ian Chandler

07702 336552

ian.chandler@mndassociation .org

Newsletter Editor
Howard Mence

01492548649 mence1@hotmail.co.uk

Social Media
In the North West of Wales
Why not follow us on Twitter @northwestwales or join us on Facebook
https://m.facebook.com/North-West-Wales-MND-Support-Group-Grwp-MND-GogleddOrllewin-Cymru-174854996057613/
or visit our website www.mndnorthwestwales.org
In the North East of Wales
Why not follow us on Twitter @MNDNEWales or join us on Facebook
http://www.facebook.com/NEWalesMNDAssocation
or visit our website www.mndnortheastwales.org
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