Local Support from the
MND Association

East Midlands
Nottinghamshire, Derbyshire, Lincolnshire

How can we support you?
From the feedback that the Association receives, we know that receiving the initial
diagnosis, and then living with MND affects each person differently.
MND will of course present physical symptoms that are visible to others, but the
psychological impact is extremely personal and more hidden. Living with MND will
undoubtedly change a person’s outlook on life and what is important to them.
Each individual will find their own way to adjust to living with MND, its symptoms, as well
as any adaptations that they might have to make to their lifestyle. This will draw upon their
own strengths, coping strategies and networks of support; whether that be existing or new,
from friends, family or professionals.

Support and Social Meetings
Our MND Monthly Meetings, Support Groups and Coffee & Chat sessions are just one
element of support that you may wish to use to add to your own network of support. These
events are run by our local Branches and Groups, paid staff, and our Support Volunteers.
They are open to all (unless specified) and are informal, friendly, supportive and relaxed.
There is no commitment for regular attendance. They are ultimately there to offer you
support.
For a variety of reasons, people often dismiss the idea of attending these activities. Some
wish to disassociate themselves completely from MND, others are not into ‘meeting other
people’, whilst others say they were fearful of seeing another person living with MND.
Read the quotes from a few of the people who attend further into this booklet. They had
similar initial reservations about coming along.
Please feel warmly invited to join us, wherever, whenever!

Try them, we did!
“I did not attend any MNDA function for a long time while both my wife and I got our
heads together. When I did attend the support gathering at a local garden centre it
helped to know that ‘others’ who had been affected by this disease were there to help if
needed. More to the point, it helped me to remain positive, to be of some help to others
just by means of sharing mishaps and frustrations. After all other people with MND are
just everyday people too!” – Martin
“I am not the type of person to go to a support group, but I now look forward to going. I
find it really helps me to talk to other carers and have a giggle over a cuppa! I feel
blessed to be part of a group of people who care so much. My advice is just come along
and meet everyone, it’s the best thing I did!” – Joanne

As someone newly diagnosed with MND, my whole life as I knew it, appeared to be
shattered. Being unable to work, unable to continue my life as I wanted to live it, was
devastating. I could not see anything good in my future or for my wife. It took some time
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for me to agree to a suggestion that I should attend a branch social meeting / coffee
afternoon but, by doing so, I started to realize that the diagnosis may have changed my
life but it was still worth living. Others who had lived with MND for some years, who
attended the meeting, were willing to talk to me about how they were coping with the
condition. Their openness enabled me to find optimism in my future. I now strongly
believe in the value of "peer to peer" support. – Ian

Association Volunteers
At your hospital appointment you may have met one of our volunteer ‘Association Visitors
(AV)’ or ‘Support Volunteers’.
These volunteers are all trained by the Association to offer support. Many of them having
previously being in a caring role for someone with MND or a personal connection to
disease, which makes them so passionate about what they do.
Our Association Visitors can support you and provide befriending, emotional support and
a signposting role. They can also support you to liaise with professionals and navigate
local services. You can choose to request the support of an Association Visitor whenever
the time is right for you and for as long as you need one, though this will be dependent on
one of our volunteers being available at that time.

MND Association - Online Forum
Did you know that there is an online forum to allow people affected by MND to
share experiences and support each other with the challenges of living with the
disease.
The Forum is post moderated by the Association and can be found at
http://forum.mndassociation.org/forum.php
Please note: Whilst our forum is a great place to share ideas and tips for living
everyday with MND, any advice and ideas provided by other forum members
should be talked through with a health professional or your specialist nurse.

MNDA information Resources
We provide a wide range of ‘information sheets’ relating to your diagnosis which
you can order as and when needed. You are unlikely to have same symptoms in
the same order as someone else, so you don’t have to read everything at once.
We provide other resources to help with specific symptoms and needs.
To order any of our publications, contact our MND Connect helpline 
mndconnect@mndassociation.org  0808 802 6262 you can
also download many resources from our website https://www.mndassociation.org/
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Where to find out about our Meetings
Lincolnshire
(Lincoln): Rachel  01673 862 778 or Angelika  01673 843 789
or contact
 mndconnect@mndassociation.org  0808 802 6262

Follow this link to Lincolnshire group
Nottinghamshire
(Mapperley): Godfrey Kent  godfrey@mnd-notts.org.uk
or  01159 373 318
(Retford): Jenny Elston  jenny@mnd-notts.org.uk
or  01623 871 183

Follow this link to Nottinghamshire Branch
Derbyshire
(Darley Abbey): Brenda Bowman:
 Brenda.bowman@ntlworld.com
or  01332 602 676

Follow this link to Derbyshire MND Support Group
Leicestershire and Rutland
Jenny Holmes-Shuttlewood
 jholmeshuttlewood@gmail.com
or  07973 478358

Staffordshire Support Group
Sheila Lamisere
 selamisere@gmail.com
or  07955 182054
Regional Care Development Adviser:
Kim Iliffe  kim.iliffe@mndassociation.org
or  03453 751 836
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Financial Help and Benefits Advice

• Financial Issues
Caring for somebody can be difficult for many reasons and carers may have to
reduce their working hours or be reliant on benefits. Local Carers Services (a
selection detailed on page 10) are often able to offer support and advice to
help carers to complete forms to access the allowances and benefits they are
entitled to and represent carers at tribunals and appeals.
• MNDA Grants
The MNDA offers several Support Grants for people with MND and affected
by MND. Details of grants available are shown on a following page and further
information can be gained from MND Connect or the Support Services Team
on  0808 802 6262
See following pages for more information on financial support
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Living with MND
Are you aware of the following?
• Cavendish Spencer Trust
Provides help towards holidays for people with neurological or
neuromuscular disorders with priority given to adults requiring
mechanical respiratory support. For further information see
www.cavendishspencertrust.com
• Council Tax Reduction (Disability Reduction Scheme)
You may be able to get a reduction if someone in the property is
‘substantially and permanently disabled’ and there is either an
additional bathroom or kitchen used by / another room needed by or
mainly used by / or space in the property for use of a wheelchair
indoors by a disabled person.
-Apply to your Local Council (telephone numbers on page 10).
• Electric Supply Discount - Varies between suppliers.
You may be able to get a discount from your supplier if you are on a
disability benefit and need to use essential medical equipment.
• Water Supplier Discount
Suppliers can offer capped water bills if you are on benefits, have a
water meter and have a medical condition that means you use a lot of
extra water (incontinence / washing sheets etc).
• Prescription Exemption
If you have “a continuing physical disability which means you cannot
go out without the help of another person” you may be medically
exempt from paying for prescriptions. Ask your own GP to complete a
FP92A form.
• VAT Relief / Reduced VAT for over 60’s
People with a disability do not need to pay VAT on most equipment or
adaptations made to equipment for their use. The supplier will ask you
to sign a declaration form. Over 60 you can buy mobility aids for your
home for a reduced VAT rate of 5%. See www.HMRC.gov.uk for form.
• Discounted Computers
www.getonlineathome.org offer discounted prices starting from £95 to
people on certain benefits.
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Caring for someone with MND
Are you aware of the following?
• Carers Assessment – Social Services
Carers have a legal right to an assessment of their needs by their
Local Social Services Team. This is done by completing a Carers
Support Questionnaire and gives carers an opportunity to talk about
what they do to support the person they care for and about how caring
affects their lives, their health, work, finances and relationships.
• Carers Emergency Card Scheme
Carers often worry about what would happen if they were delayed,
taken ill or called away. Carers Services can provide a free Carers
Emergency Card which offers peace of mind for the carer and for the
person they care for, knowing an agreed plan can be activated.
• Carers Discount Card
The Carers card scheme offers carers discounts and concessions at
retail and leisure venues. Find out more https://www.carersmart.org
Joining is easy and free, once you’re a member you can benefit from a
wide range of offers including, best rates from energy providers,
reductions on insurance renewal, discounted holidays and travel
arrangements, free legal advice.
MND Website & publications
The Association’s website http://www.mndassociation.org contains a
wealth of information about MND and about caring for someone with the
condition. It has a specific career’ section
www.mndassociation.org/for-carers/ along with a carers’ forum. The
following publications can be downloaded or ordered in hard copy form:
• Caring and MND support for you
• Caring and MND quick guide
• Living with MND
The website contains a full list of Association publications and fact sheet,
some of these can be provided in other languages, all of which can either
be downloaded or ordered in hard copy through MND Connect.
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East Midlands SSD Contact Telephone Numbers
Nottinghamshire County Social Services
Nottingham City Social Service
Lincolnshire Social Services
Derby County Social Services
Derby City Social Services
 customerservices@derby.gov.uk

 0300 500 8080
 0300 300 7995
 01522 782 155
 0845 605 8058
 01332 293 111

Some Local Carers Support Services
Lincolnshire
Support for carers in Lincolnshire
Welcome to Carers Connect
Virtual Carers Centre
Here at the Virtual Carers Centre we support unpaid adult carers across
Lincolnshire.
 01522 696000
Carers Connect offer information, advice, emotional and practical support,
benefits check and carer support groups. Carers Connect also offer an
education, employment and learning scheme, a group grants scheme
 info@lincscarerspartnership.net
Website
The Lincolnshire Carers and Young Carers Partnership
Twitter: @LincsCarers Facebook.com/LincsCarers
Family Information Service is part of Lincolnshire Children’s Services
which are accessed on  0800 195 1635 Monday to Friday 8am – 6pm

Nottinghamshire
Carers Trust Nottinghamshire & Derbyshire –  0115 9628920 
hello@carerstrustem.org The Carers Trust provides support, care, family
carers’ prescriptions (short breaks) and emergency planning. It also
provides information about local carers groups.
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Nottinghamshire Carers Hub Service
The Carers Hub provides a confidential support service for carers of all
ages, accessible via the helpdesk on  0115 824 8824 or 
hub@carerstrustem.org
o Carers Grants
Carers essentials - Carers can apply for grants towards the cost of one
piece of household equipment which will benefit them in their caring role
or to take time out they can apply for grants to enable them to take a
break from their caring role. Up to 40% of the total grant awarded can be
used to pay for replacement care if needed.
Carers can apply for grants to enable them to learn new skills that will
assist them in their caring role, to help them return to work or explore a
new interest outside their caring role, again 40% of the total grant
awarded can be used for replacement care if needed.

Derbyshire
Derbyshire Carers Association –  01773 743355 Ext 221
 info@derbyshirecarers.co.uk
Monday-Friday 9am-4.30pm Derby City, Derbyshire
Derbyshire Carers Association provide generic support unpaid/informal
carers of all ages living in Derbyshire and caring for a relative or friend,
old or young, who is disabled due to a physical or mental impairment or
by age, covering all health conditions. Any Carer aged 18 or over (also
provides help and support for Carers in transition i.e. 15 – 18 years) can
be referred by either themselves or any other external agency
Derby Carers Hub
Non-Profit Organisation, Pride Park, Ground Floor, 22 Mallard Way 
01332 200002 Open until 16:30
Derbyshire Carers Directory
www.derbyshirecarers.co.uk and the Derbyshire County Council website
www.derbyshire.gov.uk
Haven House – run by carers for carers – ‘Drop in’
 01332-227711The group have a ‘drop-in’ cafe at Haven House, 31
Charnwood Street, DE1 2GU, on the first three Thursdays of the month
between 10am-1pm. There is a range of activities and support available.
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MND Connect is more than just a helpline
The service is for people living with MND, carers, family and friends, health
and social care professionals and anyone else affected by MND

Available 9am to 5pm and 7pm to 10:30pm Mondays to Fridays.
Calls to this number are free from landlines and mobile phones within the UK and do not appear on itemised bills

Disclaimer –
Whilst every attempt has been made to ensure that the information contained within this document is accurate and
correct at the time of publication, this information should not be relied upon as a substitute for formal advice from the
originating bodies and no liability is accepted, or responsibility taken for any loss, however arising, from the use of, or
reliance on this information.
Our privacy policy can be found on our website www.mndassociation.org/privacy-policy
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