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A Message from the Chair

As we head towards the festive season we are about to hold a rather special fundraiser – a comedy night.  This is something we haven’t done before so it’s very exciting.

Anthony approached me back in the summer and over coffee we chatted through the prospect of putting on a comedy night.  Anthony has organised several such events and I was keen to give it a try and put something on in the Brighton area.  However, after much searching we couldn’t find a suitable (free!) venue but then I met Patricia who is the Marketing and Fundraising Manager at The Chaseley Trust in Eastbourne and we discussed the idea of a joint event.  Chaseley is a nursing home specialising in long-term nursing and respite care for individuals facing complex disabilities including MND.  A perfect match for us - and they have a room suitable for an event.  

The event will be held on Tuesday 10 December.  Anthony will compere the show and there will be three professional comedians taking part and a raffle during the interval.  I’m delighted to say that we have sold out of tickets which is fantastic.  And we have now been offered a venue in Brighton and another at a golf club so we are planning a series of events in 2025.     

We are still looking for committee members.  Currently there are just 5 of us and we could really do with more help.  If you are interested or would like to discuss this, do contact me at sharon.bass@mndassociation.org or telephone 07484 657310.

I must mention our committee member Morag who travelled up to Glasgow to run with Kevin Sinfield on his latest incredible challenge.  Really well done Morag, you now deserve a rest!

With very best wishes to you all for the festive season

Sharon

Don’t forget, we are on line at :  www.mndaeastsussex.org.uk
Follow us on Facebook: @MNDAEastSussex
And X: @MNDAEastSussex
MND Association’s new Dedication Page

Supporters of the MND Association are being encouraged to share special memories and photos of their loved ones on the Association’s new Christmas dedication page.

The Association’s Memory Star Dedication Page offers the opportunity to share photos and memories in the form of a ‘star’ in honour of their loved ones on the approach to Christmas.  

In less than 24 hours after its launch, an array of touching tributes were shared on the dedication page to honour, or remember loved ones affected by MND.

Creating a star is simple. Visit our Memory Star dedication page to share personal tributes, which can be customized with photos.

https://mnda.dedicationpage.org/memorystar
[bookmark: _GoBack]as

New Drug Closer to Approval

A breakthrough drug, proven to substantially slow progression of the small proportion of people with MND who have the SOD1 genetic change, is a step closer to being approved following a successful MND Association campaign.

The National Institute for Health and Care Excellence (NICE) has announced it has changed its mind about how it will assess tofersen, making it more likely it will eventually be approved.

The move comes a month after the MND Association launched its Prescribe Lie campaign, alongside people affected by the disease and working closely with the UK MND Research Institute and the UK MND Clinical Studies Group.

Over 15,000 people signed the charity’s petition urging NICE to evaluate tofersen using its Hight Specialised Technology (HST) route, which the charity said gave the drug the best chance of being greenlit as a treatment for SOD1 MND in future.

Eleanor Dalley, 49 from Barnet, is taking tofersen through the early access programme and has been a key member of the campaign tea.  She says “Today is really special for me – NICE has listened to the SOD1 MND community and heard us”.
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