
 
 

 
 

Dave’s ‘Dithering’s’ 
 

It was good to get 

back to our face2face meetings 

despite complying with AUK’s 

advised distancing of tables to 

comply with Covid distancing 

rules. 

There was only one problem for 

me, my hearing aids decided to 

malfunction and I had heck of a 

job to hear everyone. I relied on 

Sue to ‘take notes’. So, I apologise 

if I did not seem ‘with it’ 
 

Our Christmas meal may have to 

be postponed again this year for 

the simple reason, it would be ‘too 

crowded’ in the regular pub we 

use, the Fitzwilliam Arms. 

 

From the report in Sue Millman’s 

conference update it was 

interesting to note our much- 

believed idea that GPs knew little 

about ataxia – here’s to 

promoting the cause! 

 

Why is it now ’the norm’ that we 

rely on ‘modern technology’ to 

‘get through life’ after a recent 

week where everything went 

wrong. First the dishwasher, then 

the oven and then my modem 

which related to no or spasmodic 

heating, no Alexa, no lighting 

control and no security camera. 

Sheer Hell. 

 

Despite these ‘grim times’ I hope 

you have a wonderful Christmas 

and a Happy New Year. 

 

Dave 

Meeting Notes 23-10-21 

 

Introduction. It is good to see so 

many faces and welcoming 

everyone to our first face to face 

in over a year. We have been 

spaced apart after AUK’s 

recommendations if holding a F2F 

meeting because we are still 

classed as vulnerable. Tea and 

coffee are available to those that 

want it, just help yourself, it is 

provided has part of the room 

hire. 

 

Present:- Fran & Paul Charman, 

Alison Gilby, Lesley Gordon 

[Treasurer], Sheila Jones, Terry 

Mckenna, Elaine & Phil Sibley, 

Dave & Sue Stubley [Chair & 

Secretary] & Barbara & Steve 

Trafford 

 

Apologies:- Kirstie Cooper, Keith 

& Jackie Croft, Nigel Davis, David 

Martin, Brian & Pauline Tidd & 

Angie Trafford. 

 

Chairman’s Report 

 

We now find that we are having to 

pay for the room has there has 

been a change of ownership. For 

many years Amanda had ‘looked 

after us’ by allowing us in for free, 

but alas no more, though we do 

get refreshments ‘thrown in’. 
Another venue will be considered 

but this has been ideal for many 

years. 

I attended the ‘virtual’ ataxia 

conference last weekend along 

with Elaine, Phil and their dog. 

There were many interesting 

points so I have picked out a few. 

Sue Millman, Ataxia UK CEO 

Update 

1) Nearly £2k has been 

spent on research in the 

last year. 

2) It is known that ataxians 

were vulnerable to 

Covid as with any 

neurological condition 

but NHS/Government 

did not recognise this, as 

we have found out. 
3) Covid had affected AUKs 

fundraising eg 

marathons not 

happening. 

Consequently, AUK’s 

accounts are down this 

year. 

From a survey 

1) 73.7% of GP’s and health 

clinicians had a lack of 

knowledge of ataxia 

2) 36.8% of Ataxians had no 

access to counselling 

once diagnosed – This is 

to be investigated. 

3) 21.5% of Ataxians 

received a negative 

response from their 

employees or no 

response. 

4) There was only 1% 

difference between 

those that wanted AUK 

to spend on research 

compared to those that 

wanted money spent on 

services – this left AUK 

with a dilemma 

 

The first week in December would 

give more chance of fundraising 

through the Big Give. Our last 

years contribution of £500 may be 
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You support us and we support You! 
 

repeated, allowing for the £50 

addition to the Big Give company. 

 

The ‘voice banking’ is to be 

increased. This is where your 

voice is recorded so that it can be 

used in an audio machine should 

your voice fail later on. 
 

*************************** 

There was an interesting 

presentation from DHAG, the 

German equivalent to AUK, where 

funding is a major problem. The 

attitude of people was not to give 

to charities. Neurologists do not 

offer any help. 

DHAG has 775 members whereas 

AUK has 7000+ so he said 

appreciate AUK for its work. 

 
*************************** 

Value of Treatment. – De Julie 

Vallortigara Scientist & Patient 

Advocate 

To Summarise – Ataxians which 

attended Specialist Ataxia Centre 

had a more positive outcome to 

their consultation compared to 

seeing a general Neurologist and 

more ‘daily’ living advice came 

from the specialist nurses. 

Overall, it cost more to attend an 

SAC compared to a ‘local general’ 
hospital as you had further to 

travel. 

*************************** 

The report above nowhere near 

reports the full content of the 

conference. 

 

The use of photos in Contaxia , 

including people got me in a bit of 

trouble with AUK, it appears I 

should have got written consent 

from those involved. So, I 

apologise to Kirstie and family. 

Then AUK asked for a photo of 

this meeting but heyho. 

 

 

Æ Treasurers Report 

Lesley let us know that we have 

£1561.75 since July. But I am not 

sure   whether   it   includes   the 

legacy from Alison Crosby or John 

Hackett of Grantham? 

 

 

Æ Secretary’s Report 

After the last meeting the list has 

been updated, Æ now consist of 

52 members and supporters. 

Sadly, as mentioned Alison, Judith 

Margolis and John have passed 

away. Barbara and Steve have 

moved/moving to the Borders 

area in Scotland but will visit us 

sometime, with daughter Angie 

still living in Northants. 

 
AOB 

 

1] Christmas meal 21 a buffet? 

Most of those present were 

happy to leave it to the new year. 

 

2] New venue – Community Room 

at Morrisons or Waitrose? This 

will be investigated? 

 

3] Alison Gilby was selling 

shopping bags and purses made 

by her granddaughter, proceeds 

to go to Æ 

 

List of future meeting dates 

 
11 Dec 20 – Christmas Meal T.B.C. 

This will now be in the New Year 

23 - 29 Jan 2022 – F2F or Zoom 

meeting, T.B.C.? 

 

The raffle raised £ 28.00 at the 

meeting and £13 from the sale of 

bags. £41.00 in total. Thank You. 

 

 

Post Meeting decisions 

 

After consulting several members 

it was decided to carry on 

meeting at the George Alcock 

Centre, formerly Whittlesey 

Community Centre, but not so 

regular with alternate meetings 

being held on Zoom so that 

‘distant & housebound members’ 
can attend. 
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The Big Give at AUK 

 
 

This will take place during the 

week commencing 30th Nov to 

7th December. Hope you can 

help? 
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A message from Norfolk 

 

At the end of November, I 

received a letter from Howard 

Dixon, one of our members who 

lives in Fakenham, Norfolk. He 

was telling me how his ataxia had 

got a little worse [CA] but he felt 

he was fairly ‘stable’, he was still 
able to cut the grass on his large 

garden [one acre] but has to do it 

over a period of time, resting after 

about every hour. 

 

He has given up riding his bike 

around the village because of the 

narrow lanes but also, he has 

fallen several times. 

 

A good holiday in Falmouth, in a 

house owned by his brother, gave 

him a good break but he found 

the hills a little hard to negotiate, 

luckily his brother got him a 

wheelchair to use. 

 

Howard has now joined a local 

community/advice Centre in 

Fakenham that he can go to in the 

week has it provides him with 

social events and company now 

that the two ataxia groups in 

Kings Lynn and Norwich have 

closed down. 

 

This is such a pity has we all know 

the benefits of being with an 

ataxia group! 
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29 – January 2022 

Zoom meeting 2pm – Join 

Zoom Meeting on:- 

https://us02web.zoom.us/j 

/83729377289?pwd=Y0xE 

anF2RkxhTTdUZnpOVkM1N 

nRJQT09 

 

Meeting ID: 837 2937 7289 

Passcode: 802303 
 

?? April – AGM Face 2 Face 

GAC Stanground. Buffet. 

Time to relax 
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CONTACTS 

Æ Chairman 

Dave Stubley 

33, Grosvenor Road, 

Frampton, 

BOSTON, 

Lincolnshire, 

PE20 1DB. 

Tel: 01205 722771 

e-mail: 

djstubley@aol.com 

Æ Treasurer: 

Lesley Gordon, 

lesley.gordon@live.co.uk 

 
Æ Secretary 

Sue Stubley 

stubleysue@aol.com 

 
Æ Committee Member: 

Alison Gilby 

alisongilby@gmail.com 

Ataxia UK Helpline 
 

help@ataxia.org.uk 
0800 995 6037. 

 

Open.10.30-2.30, Monday to 

Thursday. The helpline is closed 

on Fridays. 
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Dates for your Diary 
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