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CONTAXIA.



It’s surprising what you learn when you attend other groups Zoom meetings, I attended an ARSACS meeting, from which I suffer, where we met a lady from the USA whose daughter had ARSACS and she was recommending Mito Q has a good help for her daughter. Luckly, I had an appointment with my consultant at Sheffield four days later so I mentioned this to him and he agreed I could try it and gave me a six-month trial on it. I’m now waiting, fingers crossed, that it works.

Our first meeting as a SHG took place at the end of September and, to be honest, it felt no different, we still had a good ‘natter’ and the ‘obligatory’ tea/coffee and cakes. Next time, nearer Christmas, we may have a few sandwiches!!!

Talking of Christmas, which when you read this, will only be in a week or two’s time, may I Wish You All a –MERRY CHRISTMAS
&
Happy New Year


[bookmark: _Hlk8812960][bookmark: _Hlk54622802] A bit early I know, Dave
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Meeting Notes  27-09-25-GAC
Introduction. Dave welcomed new member John Cambell and thanked all of those that had attended the meeting and I hope the meeting is not too disappointing for him. Now that we are a Self Help Group, I intend to give a few updates if I have any, but feel free to ‘butt in’ at any time should you want to say anything. Sue will continue to take notes as before so I have something to write in Contaxia. 
[bookmark: _Hlk11677122][bookmark: _Hlk148173531]Present:- John Cambell, Fran & Paul Charman, Nigel Davis, Sheila & Terry Mckenna, Dave Stubley [Co-ordinator], Sue Stubley 
Apologies:-  Alison Gilby, Alison Harrison, Bob & Jan Robson, Elaine & Phil Sibley. 
Co-Ordinator Report
It is now accepted we are a Self Help Group because we cannot form a full committee but it does ‘free us up’ from some ‘obligations’.
Treasury Report
We still have an account which now stands at £ 1520.98. We are being charged £4.25 per month [£51p/y] in this account, should we move it. Auk are trying to set up an ‘overall’ account with Barclays so we will await the outcome of this before we make a decision.
Secretarial Report
There are 56 members and partners in the group but several keep in via email and some are unable to get to meetings. 
AOB
1 – Dave described some of the advantages of working with a physiotherapist after his stay in hospital. I can now stand for about 5min [holding on] which I have not done for years as it has strengthened my legs for transferring. The physio also encouraged me to ‘wiggle’ my feet even though I couldn’t do well but after a few days trying the started to move more – ‘in his words’ “You have to train the brain to help you move”.
2 – Ataxia Conference 3- 4 Oct which will be a virtual one, Dave said you should sign up quickly for as it is next weekend. [footnote – sadly as you read this the Conference will be over]
3 – Terry suggested that a Facebook page would be an advantage to Æ, this was agreed providing it would be private to Æ members. Terry said he could set it up and administer it.
4 – Fran told us how she goes to a Neuro Centre in Huntingdon for therapy and had been put in an oxygen tent to help her, sadly it didn’t work.
5 – A discussion took place on places to visit that were disable friendly and local to us with many being mentioned including National Trust venues, Anglesey Abby, Wicken Fen and Nature Reserves like Frampton Marsh or Penesthorpe which also have ‘made-up’ footpaths.
List of future meeting dates 
As mentioned in Contaxia #117 we would go with a majority vote on whether to be face to face or a Zoom meeting – face to face won.
29 Nov - GAC
Feb/Mar 26 – TBA
The raffle raised £22.00. Thank You.
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Ataxia Virtual Conference
I had booked in for this conference already but then realised I had also booked in for a ARSACS Zoom meeting and that started at the same time on the Saturday so will be ‘flitting’ from one meeting to the other……. Too add to that I had to go out on the Saturday afternoon to my grandson’s 2nd birthday party. What a dilemma, something had to give!!

The best parts of the AUK Conference I missed but I saw an interesting ‘workshop’ where it gave you interesting information about planning for the future, which Sue did not enjoy, but it did help in organising what to do before the ‘inevitable’ happens. Not being morbid or anything like that but it recommended that you close down any digital accounts you have, make it known to others how you want your advanced care to be arranged or your final wishes to be. Getting Power of Attorney was highly recommended and having a Will would be very helpful. As said I am not being morbid but looking on the practical side!!! 
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The failing of Doctors
I had recently had cause to go to the doctors and it was required that he examine me on a bed but because I could not transfer there on my own, he was unable to examine me. I asked if they had an hoist to help me and the answer was no, so I was sent to hospital. How many others have found that doctors surgeries do not have hoists or is it unique to mine? If so I may need to change doctors.
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CHRISTMAS APPLES   -  Listed as easy for disabled people to do
Sue Grice, Ash, Surrey
 
4 large cooking apples
Mincemeat mixed with brandy
Tub Brandy butter
Brown sugar
 
Method
Core apples [unpeeled] and prick with a fork.
Spoon mincemeat into the centre of the unpeeled apples.
Sprinkle with brown sugar and bake in a moderate oven until soft.
Top with a good spoonful of brandy butter to serve.

ÆÆÆÆÆÆÆÆÆÆ
Blue Badge Fraud Investigation agency: blue badge fraud on the rise

Fraud investigators are warning of a sharp increase in Blue Badge misuse, with more fake, stolen and doctored badges being found than ever before. Paul Slowey of the Blue Badge Fraud Investigation agency said the scheme is being “thoroughly abused” by drivers seeking free parking they are not entitled to. The government has recently strengthened enforcement powers, allowing plain clothes officers to inspect and confiscate badges being misused.
From BBC web site
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CONTACTS

Æ Co-Ordinator
Dave Stubley
33, Grosvenor Road,
Frampton,
BOSTON,
Lincolnshire,
PE20 1DB.

Tel: 01205 722771

[bookmark: _Hlk11676622][bookmark: _Hlk28871455]djstubley@aol.com  
[bookmark: _Hlk173838554][bookmark: _Hlk149138205]


Ataxia UK
Office: 020 7582 1444
Helpline: 0800 995 6037
E-mail: help@ataxia.org.uk
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Dates for your Diary




29 Nov – GAC, 2pm.
PE2 8QS. Please let us know if you want to attend by 22 Nov for catering!
<<<< Contact Details

Feb/Mar 26 – TBA
Would a zoom meeting be preferred or face to face. Your choice please – I will again go with the majority!
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The statements and opinions expressed in this newsletter may not represent those of Ataxia UK


 You support us and we support You!
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