

Hi One and All,

As usual, new members first. Karen W, Birmingham; Linda S, Bristol; Ayodele B, London; Carole J, Wirral; and Tim T, Ipswich.

Apologies for any omissions or if I have got any of the above wrong. I suppose it would help if I wrote everything in the same note pad! If there any problems, just let me know.

Morag G, Isle of Bute, does not have SMS. Unfortunately she has not been given an alternative diagnosis.

Sadly, we have lost three members. Firstly, Lisa C, Birmingham. Her fiancé and family are devastated, as she was only in her mid-thirties. She was in her teens when she started with SMS. We have also lost Les H, Fife. Les was 82 and is sadly missed. We have also lost Janet H, Peterborough. I have sent cards from the SMS group to the respective families. 

The last GADabout was ages ago, in January 2010. If you did not receive it, please let me know.

A big Thank You to Philippa for running the London Marathon, and to all who sponsored her. This was Philippa’s first marathon, and she ran it in a very respectable 4hrs 16 mins and 12 secs.  We raised £1,431.58 via Virginmoneygiving and £441 off line (I will go through those eligible for gift aid and claim it back). It’s still not to late to donate! We even had sponsorship from Australia. That was thanks to Tanya, a fellow sufferer who came over here and stayed with me for just over a week. She has started up a Facebook support group in Australia, and is doing very well. The info is on ‘Links’ on our website. Have a look as she really is doing a great job. 

I was interviewed about SMS via Skype by Eurodis. The article was published in the May edition. If you want to look at it, click on this link http://www.eurordis.org/content/stiff-man-syndrome-still-dancing-inside
We have joined Rare Diseases UK, a new website that is an alliance of key stakeholders brought together to develop strategic planning for rare diseases in the UK. Their address http://www.raredisease.org.uk/ Please find time to log on and have a look. If you have any comments, let me know.

Our last committee meeting was in July: Present were Pam Sawtell (chairman), Liz Blows (secretary), David Blows (treasurer), Vanessa Gallagher and Tony Barr who has resigned as treasurer, but remains on the committee. We discussed the possibility of a pub quiz to boost the funds, but none of us has the time to organise one so yet again it’s been put on hold. 

We discussed how well the London Marathon had gone, together with the new web site. Can anyone tell me why so few of the group is using it? It’s not difficult, and to be honest I feel a bit let down when I look on Tanya’s Facebook site and see so many posts. In fact, most of the posts are not from UK members (I will leave you to ponder on that). 

FYI, before David was made redundant, he paid for the site and for Kingston Communications’s telephone line. It now falls on the shoulders of the charity to pay for these things.  

Other news: I have claimed Gift Aid since 2005 and will do a catch up as and when I can. 28p in the £ is worth pursuing. 

In the last GADabout Dr Hadavi was working on the possibility of research. She has applied to NORD (National Organization for Rare Diseases). If she is successful, she can only use their funding. If she is not successful, then we will try to help out. Our balance (30/11/2010) stands at £9,980.

After the committee meeting, two local members of the group went with the committee to Beverley Race course to do a bit of tin rattling (buckets to be more precise). We collected £509 — Not bad for a couple of hours.

We have provided a laptop, plus software, computer voice recognition software, a motorised scooter and private consultant fees for members in need. As I have said before, there is a grant form available, under ‘Support’ on the site. If you need something, but don’t have a computer, then give me a call and I’ll do everything I can to help.

We have employed fund-raising outfit Trinity Services for a year now. In that time, after the 20% fee they charge, we have received £5,504, which is a very good return.

A number of people have recounted their stories of hospital stays and the poor treatment they have received, myself included. If you are not happy with your treatment, then give the Sister, or who is in charge, our web address. Ask them to read it. Neurological wards have patients with well-known conditions, which they know how to deal with. We all know how different SMS is, but they don’t appear to, which is why the staff must be educated. Even simple things like needing to hold on to a nurse or doctor for support rather than the other way round. Get them to look at our home page, and then click on symptoms. 

Finally, all the organisations to which we belong have been updated about SMS and the group. 

That’s all for now, hope you have a great Xmas and an even better 2011!

Liz

PS I have a new mobile phone number if you can’t get me on the charity landline: 07792482918
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