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MND has become so much more widely understood over the last few years thanks to the incredible support of many sporting personalities particularly those in the rugby fraternity.  People have now not just heard about MND but they have seen the devastating effect it has on those living with the disease and their families.   Much fundraising has taken place nation wide which has benefitted many research projects.  Sadly a cause and cure has yet to be found  but it really is only a matter of time – and money.

I feel that the Branch has suffered a little as so many people, quite understandably, want their fundraising to benefit research.  Perhaps it is not fully understood how the Branch funds are spent.  Funds raised by and donated to the Branch go into our own bank account.  Requests for funding all go through the MND National Office and are paid by them.  However, they contact us with details of the request for our approval and the money is then transferred from the Branch bank account to the National Office bank account.  If a situation ever arose whereby the Branch did not have sufficient funds to pay a request, National Office would still pay it but hopefully this situation will never arise.  Funding requests come from the local Healthcare Trusts, from our AVs and also directly from people living with MND.  You will see from the Treasurer’s Report that we fund and contribute towards a whole variety of items up to a maximum of £3,000 per individual per 12 month period.  Not only do we fund items of equipment but we also fund wheelchair taxis, counselling, art therapy, podiatry, reflexology and massage.  We have provided funds for household items such as washing machines and boilers and help with gardening and household maintenance in addition to supporting short breaks and respite care.  Younger members of the family are supported too with a special Children & Young Person’s Grant and this has been allocated towards driving lessons, swimming lessons, treats and days out.  Basically we try to fund whatever we can to support those living with MND and their families at a very difficult time.  

Currently there are some 70 people living with MND in the East Sussex area.  Fundraising is therefore crucial and we are so very grateful to everyone who organises an event or simply sends us a donation.  It’s really hard to think of new ways to raise funds and in a way that approaches new people rather than asking family and friends for yet more support. We have a great fundraising activity managed by my husband, Denis, which is the 100 Club. This has raised over £35,000 since it was started in 2003.  So thank you so much to everyone who has contributed towards keeping our bank balance healthy over the last year.  

I was approached by Anthony, the son of one of our members, offering to put on Comedy Nights to help raise funds for the Branch.  So far we have held nights in Eastbourne, Brighton and Ditchling but we really want to expand this further.  This is very much “adult comedy” and we therefore need to find the right venue and audience as it’s a great way to raise funds.  After all, “laughter is the best medicine”.  

Many of you will have attended our Support Group Meetings and enjoyed chatting over a cup of tea and a sandwich.  If you are living with MND and haven’t attended one of these meetings, I urge you to do so.  There’s a lot of laughter and many friendships have been formed. My thanks go to our Association Visitors who organise and run these meetings every couple of months.  They are held in Lewes which is a fairly central point in the area of the county.

My thanks go to our committee for their support of both me and the branch.   I must give a special word of thanks to Rona who has taken over the role of Newsletter Editor.  I’m sure you’ll agree that she is doing a fantastic job in creating interesting and informative quarterly newsletters.  Our Treasurer, Anne, has done an amazing job since joining us back in 2018 but for personal reasons she retired at the end of 2025.  I cannot thank Anne enough for her support and commitment, she has done an incredible job and will be greatly missed.  Denis has agreed to take over the role until such time as a permanent Treasurer is in post.  
Sharon Bass
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