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OMMUNICATIONS 
 

 

PR & MEDIA 
 
Life Goes On 
The third poster in the Association’s Life Goes On campaign, aimed at raising 
awareness of MND and the Association, goes live during December on the London 
Underground. 
 
The third poster features Esther Camp, a 33-year-old mother from Basingstoke. The 
text says that after getting her diagnosis, Esther was found “with a needle in her 
arm”. The accompanying image shows her getting a tattoo! 
 
The photography for the third poster took place in a tattoo shop in Basingstoke in 
early November. 
 
Esther met with photographers at Area 51 where they pictured her having a tattoo.  
She was accompanied to the shoot by her Mum Pat and one of her carers. 
 
Esther has been keen to be involved in the Life Goes On campaign, saying: “I’m 
delighted to be involved in the Life Goes On Campaign.  I want to do everything I can 
to raise awareness of MND.   
 
“It is important that people learn more about this devastating disease and support the 
MND Association who is working to find a cure.” 
 
You can find out more about Esther – and Rosie and Brian, the other faces of Life 
Goes On – on the myspace online community. If you have your own myspace page, 
you could “make friends” with all three of them, and  invite the rest of your network to 
do the same. 
 
To find out more, simply go to:   www.myspace.com/lifegoesonbrian 

www.myspace.com/lifegoesonrosie 
www.myspace.com/lifegoesonesther 

 
You can also find out more about the Life Goes On campaign at www.lifegoeson.org. 
 
Sarah Fitzgerald 
Head of PR & Media 
Sarah.fitzgerald@mndassociation.org 
Direct Dial: 01604 611840 

 
TV show seeks participants 
The makers of the popular Channel 4 show Wife Swap are looking to feature a family 
where either the mum or dad is affected by disability.  The premise of the show is 
that the mums from two families are swapped to experience a different way of living. 
Rachael Stubbins from RDF Television said: “We’re currently making a new series 
and we’re taking the programme back to its documentary roots, looking in an 
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observational way at family life in the UK and celebrating different lifestyles in 
modern Britain.” 
 
Families interested in taking part should contact Rachael Stubbins.  You can either 
email her at: Rachael.stubbins@rdfmedia.com or call her on 0207 0134514. 
 
Louise Carter 
PR & Media Officer 
Louise.carter@mndassociation.org 
Direct Dial: 01604 611843 

 
PUBLIC AFFAIRS 
 
All-Party Group meeting 
A big thank you to all the Branches and Groups who have let me know their local 
MPs have said they are coming to the next meeting of the All-Party Parliamentary 
Group on MND. 
 
The meeting is being held on 6 December so if you’re reading this before then and 
you haven’t told me your MPs are coming please let me know!  This is important if 
the meeting is cancelled or the room changes.   
 
I’ll let you know how the meeting went in the next edition of The News.  
 
Alison Railton 
Public Affairs Manager (Job Share) 
Alison.railton@mndassociation.org 
Direct Dial: 01604 611842 

 
National Voices  
National Voices is being organised by the LMCA, the umbrella body for national 
voluntary organisations working to meet the needs of people with long-term health 
conditions, as a potential new way to consult over health policy.  
 
Its basic function is to provide a mechanism for existing voices to come together for 
greater effect on policymaking at national level.  
  
Features: It will create a network of national not-for-profit organisations that 
champion the interests of service users, patients and carers and will give  
them a complementary, co-ordinated voice.  
 
It will operate in England, it will have charitable status, membership will be open to 
national organisations in the first instance but could perhaps open up to local 
organisations and individuals in future. It will in part be funded by its members and in 
part funded by the Department of Health and other stakeholders.  
  
Benefits include a strengthened voice, a systematic and consistent approach to 
involvement in policy development on cross cutting issues and greater influence on 
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policy and access to more frequent and better quality opportunities to engage with 
Government. 
  
The LMCA is consulting on this and we will be responding. 
 
Mark Hill 
Public Affairs Manager (Job Share) 
Mark.Hill@mndassociation.org 
Direct Dial: 01604 611844 

 
CONFERENCES 
 
International Symposium 
By the time you read this the 17th International Symposium on ALS/MND will have 
been held in Yokohama, Japan. 
 
We are expecting more than 600 delegates from across the world, including Europe, 
the United States, Australia and a large Asian contingency. 
 
We will report back on the symposium in the next edition of The News. 
 
Spring Conference 2007  
These one-day gatherings are primarily for people living with MND and their carers. 
Everyone with an interest in MND is welcome. 
 
The following dates and venues are now confirmed: 
14 April – Hilton, Belfast 
28 April – Hilton, Blackpool 
29 April – The Majestic Hotel, Harrogate 
12 May – The Paramount Hotel, Oxford 
13 May – Hilton, Newport 
20 May – The Hampshire Centre Court, Basingstoke 
 
Copies of a flyer advertising our Spring Conferences are available to download on 
our website, www.mndassociation.org/events and visit the Spring Conferences 
section. Alternatively contact Ros Norris on 01604 611826.  
 
AGM/Annual Meeting 2007: 
15/16 September – Hilton Birmingham Metropole 
 
Full details on all of these events, and registration, will appear on our website as they 
become available. Please contact me for further information. 
 
Kim De Lancey 
Conference Assistant 
Kim.delancey@mndassociation.org 
Direct Dial: 01604 611822 or 611845                                                                   
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ARE DEVELOPMENT (includes Care Services, Regional and                                  
Volunteering Teams)      

  
The Work & Families Act 
The Department of Trade and Industry (DTI) has announced the definition of carers 
that will be used in the Work and Families Act.  
 
The Act gives carers a groundbreaking new right to request flexible working from their 
employer and comes into effect in April 2007.   
 
For more information contact Carers UK.  Telephone CarersLine:  0808 808 7777.  
Email:  info@carersuk.org  Website:  www.carersuk.org  
 
Alternatively contact the MND Association Helpline for further information.  Telephone 
08457 626262.  
Email helpline@mndassociation.org  
 
(Please note this information may not apply in Wales and Northern Ireland. Please contact www.carerswales.org , 
029 2081 1370 or, www.carersni.org on 028 9043 9843.) 
 
 
The Council Tax Reduction Scheme 
The Council Tax reduction scheme is funded by your local authority.  Individuals can 
get a reduction if they or any other resident in their household is substantially and 
permanently disabled.  They must meet at least one of the three following conditions: - 
 

• have an additional bathroom or kitchen needed by the disabled person 
• have a room (other than a bathroom kitchen or toilet) needed by & 

predominately used by that person 
• have enough space in that dwelling to use a wheelchair indoors 

 
Individuals entitled to a reduction will have their council tax reduced to the  
next band down.  Those already on the lowest band, will receive a reduction by  
one sixth.  Contact your local council for an application form.   
 
Alternatively contact the MND Association Helpline for further information on 08457 
626262.  Email helpline@mndassociation.org  
(Please note this information may not apply in Wales and Northern Ireland. Please check with your local council). 
 
What is Doctor Babel? 
This new website www.doctorbabel.com enables individuals to create a simple 
medical record online that can be translated accurately into many languages.  This is 
good news for people living with MND planning a trip overseas. 
 
Individuals can record their condition along with their medication and other medical 
details.   
 
They can then translate this into any of a number of languages by simply selecting the 
relevant language and pressing 'translate'.  They can then print the record and take it 
on their trip. 
 

C 
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The usual cost for this service is £20, but if people living with MND follow the link from 
the MND Association website, they will get an automatic discount of £2.  
www.mndassociation.org 
 
Sharon Schillerstrom 
Care Information Resources Manager 
Sharon.schillerstrom@mndassociation.org 
Direct Dial:  01604 611885 

 
 
Message in a Bottle Scheme 
The Lions ‘Message in a Bottle’ scheme is a simple idea designed to encourage 
people to keep their personal and medical details on a standard form and in a 
common location - the fridge. Bottles are free of charge and can usually be found in 
your local chemist or doctors’ surgeries.  
 
You may also find you can obtain one through your nearest Neighbourhood Watch 
group, Age Concern, Council Offices, Housing Associations and other places including 
Police stations.   
 
If you have difficulty finding a bottle, please contact Lions International.  Telephone:  
0845 833 9502.  Email:  miab@lions.org.uk 
Website:  www.lions.org.uk Or contact the MND Association Helpline for further 
information.  Telephone  08457 626262.  Email helpline@mndassociation.org 
 
Jacqui Roughton 
Care Information Adviser 
Jacqui.roughton@mndassociation.org 
Direct Dial: 01604 611873 

 
Learning from our experiences 
At a recent event, members of Northants Branch experienced two disturbing episodes 
that we have been asked to bring to the attention of all other Branches. 
 
The main money-spinner was a tombola, the items placed on one table at the front 
and others at the back of the gazebo.  
 
Shortly after opening a lad aged around 13 bought a number of tickets and after failing 
to win declared that he wanted a cheese board because the package contained a 
knife. Fortunately his money ran out before we were faced with a difficult decision and 
possible trouble. Another around the same age who tried to win a gardening kit 
because it contained a large pair of scissors followed this lad. At this point we 
suspended trading and searched all items for anything that could be used as an 
offensive weapon. 
 
The second episode involved a group of five girls one of whom kept the attention of 
the member with the tickets while the others caused chaos by handling items on the 
stall, refusing things they had won and trying to change them for others.  
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There were three of us on the stall but with a large frontage it was necessary for one 
to be at the other end selling cakes, crafts etc. She called two community policemen 
who moved the girls on. We then discovered that four items were missing from the 
stall.  
 
Maybe we have been too naïve in the past but hope to have learned from this 
experience. We now vet everything offered for sale, keep the items at the back of the 
stall and try to make sure that there are always four people at any one time. 
Northants Branch 

 
 
Spotlight on: Branch meetings 
 
The Lincolnshire Branch covers a huge area and our members may travel 
up to 45 miles to our monthly Branch meetings which alternate between Boston and 
Lincoln.   
It is therefore very important that we make our meetings interesting to make it a 
worthwhile trip. 
  
Our Christmas and summer lunches are always well attended but finding a venue with 
adequate disabled toilet facilities is often a challenge.   Although pubs and restaurants 
are obliged to have disabled facilities, the realty is that they are often inadequate for a 
person with MND in a wheelchair. On several occasions we have had the 
embarrassment of trying to extricate a member from the ladies loo which has no more 
than a grab handle to meet the requirement of the law.   A prior visit is therefore 
essential before booking. 
 
With around 30 people attending the lunches, we can usually negotiate a fixed price 
for the meal and arrange for any special dietary requirements.  
 
 The family run pubs are excellent value with the bigger pub chains a poor second – 
the only advantage being a better standard of loo. We do not charge for people with 
MND and carers but provide a subsidy from Branch funds to cover the cost.   A raffle 
usually raises £50 so the net cost is never more than £50 and often less. 
 
Finding speakers is never easy but a list of speakers provided by radio Lincolnshire is 
a good starting point.  Most charge a fee between £20-£30 (usually in the form of a 
donation to another charity) but this expenditure is considered an essential element if   
meetings are to be interesting and worthwhile.  We are very fortunate in having our 
own guest speaker who we can call upon at short notice to “fill-in”.    When his wife 
was diagnosed with MND, they elected to travel the world to some of the most 
inaccessible  
parts of the planet – slides taken on their travels are breathtaking. 
 
For our meeting this September we decided to be more ambitious and organise a four-
hour boat trip up river from Boston to Tattershall and return.  We arranged it in the 
school holidays so that children and members families could enjoy a day out as a 
“thank you” for all the hard work people had put in during the summer.  We had 44 folk 
on board which included four people in wheelchairs and two members of the NHS 
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Outreach team.  We subsidised the trip which cost £480 to hire the boat and to 
provide lunch on board.  The weather was perfect and the trip brilliantly successful.   
 
To our surprise we actually broke even as we received several unexpected donations, 
including £50 from a new member who passed on his fee for his appearance in a TV 
series The Way We Were. 
 
Finally to those who may be thinking of organising a boat trip – do check the loos  
before your voyage and don’t take the boat owner’s word that they have a disabled 
toilet –you could have one of your members wedged, in nautical terms,  in the men’s 
heads!  
Lincolnshire Branch 
 
Wendy Crofts 
Volunteering Development Manager 
Wendy.crofts@mndassociation.com 
DDI:  01604 611823 

 
2007 Association Visitor Programme  
We are in the process of printing the new Association Visitor Programme for 2007 
including dates and locations of the forthcoming training courses.  
 
These training courses prepare volunteers to provide an informed and supportive 
visiting and befriending service to people with MND and their carers.  
 
Did you know the Association won a National Training Award in 2004 for their high 
quality and excellence in it visitor training? 
 
Association Visitor Training Course Dates for 2007: 
West Midlands 
Thursday, 18 January 2007 
Friday/Saturday, 2/3 February 2007 
Tuesday, 27 March 2007 
 
West of England 
Thursday, 19 April 2007 
Friday/Saturday, 11/12 May 2007 
Wednesday, 27 June 2007 
 
Central 
Tuesday, 1 May 2007 
Friday/Saturday, 18/19 May 2007 
Saturday, 7 July 2007 
 
North East 
Thursday, 13 September 2007 
Friday/Saturday, 21/22 October 2007 
Thursday, 15 November 2007 
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London 
Saturday, 13 October 2007 
Saturday/Sunday, 3/4 November 2007 
Saturday, 8 December 2007 
 
If you are interested in attending one of these courses or would like more information 
about becoming an Association Visitor please contact one of us. 
 
Anneka Minter/Tracey Lucas-Apea 
Recruitment and Training  
Co-ordinators 
Anneka.minter@mndassociaton.org 
Tracey.lucas-apea@mndassociation.org 
Direct Dial: 01604 611869 
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ITEMS FOR SALE  

      
The MND Association offers a free advertising service, but we cannot accept 
responsibility for the condition of the items advertised.  All arrangements for 
collection of items for sale should be made directly between buyer and seller 
in all instances. 
 
Where specialised or lifting equipment is concerned, you are strongly advised 
to seek advice from your Occupational Therapist and the manufacturer as to 
suitability and health and safety requirements. 
 
 
 
Details: Two Possums HC 1800 Companion. Instructions included. Four 

years old and in good working order. 
Asking price: £4,000 o.n.o. for the two 
Area: Guernsey 
Contact: Derek 
Tel: 01481 257519 

 
Details: Through-Floor lift. “Terry” full lift. Manual or remote control. Will 

take any wheelchair. Has been de-installed and left intact 
Asking price:  
Area: Shrewsbury 
Contact: Alwyn Morgan 
Tel: 01743 242638 

 
Details: Converted car. 2003 Renault Kangoo. 1.2 16v, five doors (sliding 

rear side doors). 12,500 miles approx. Professionally modified by 
Gowring Mobility. Rear platform access for a wheelchair. Three 
passenger seats including one alongside wheelchair 

Asking price: Offers over £6,500 
Area: Oxford 
Contact: Mrs Dick 
Tel: 01865 862978 or 0771 3742285 

 
Details: Wheelchair TGA Powerpack Series 4. Includes all fittings and 

battery. Complete with handbook. Used less than 12 times. Cost 
£600 new 

Asking price: £300 
Area: West Yorkshire 
Contact: Barbara Fawcett 
Tel: 01274 869123 

 
Details: “Go Go” four-wheel travel scooter. Quickly disassembles into four 

pieces. The heaviest piece weighs 13kg. As new – two years old. 
Only used for four months. 

Asking price: £500 o.n.o 
Area: Derby 
Contact: Mrs Maureen Hargreaves 
Tel: 01332 515917 

 


