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Hi Everyone 

We had a good time at our meeting yesterday, thanks to all who 

were able to make it: Unfortunately, Barbara, Hedley, Becky and 

Jerry couldn’t make it.  It was so good to see people face to face 
again.  Here are a few pics: 

  

 



Suki, Paul, Claire Sarah                 Suki’s 2 sons & her Uncle who                                                     
has Ataxia with Sarah, myself & Paul in the background. 

We discussed different symptoms, and that Ataxia affects 

people differently. I have been diagnosed with Cerebella Ataxia 

20 years this September and have learnt over time, to accept 

things as they come, as it is very slowly progressive. 

When ataxia is not inherited there can be a number of 
different causes, identified (brain damage, diet, drug side 
effects) or not (idiopathic). 

Episodic ataxia is characterised as bouts or attacks of ataxia 
symptoms. The episodic ataxias are a relatively rare group of 

conditions which, as their name suggests, tend to affect people in 
bouts or attacks of unsteadiness. There are several types, but 

type 2 are the most well understood, and they are called episodic 
ataxia type 1 and 2. Both of these occur in families and are 

inherited in what is known as an autosomal dominant manner. 
This means that an affected individual has a 50% chance of 
passing the gene on to their children. 

This extract has been taken from Ataxia UK Website. 

If you would like to join the VITUAL Annual Conference this 

year, it is £20 per household.  I have taken information about 

the conference, from the Ataxia UK Website: 

Virtual Annual Conference 

Ataxia Unlocked  

Welcome to Ataxia Unlocked; this year’s virtual Annual Conference. Join 
the weekend from the comfort of your own home and meet other people 
affected by ataxia. Below is a snippet of our agenda so you know what to 
expect. We also have Virtual Workshops, Birds of a Feather and It 



Works For Me sessions. We are really looking forward to seeing you in 
October! 

Highlights of the weekend 

Friday 15 October 2021 | 2pm-5pm 

• Get the latest information in research updates and Doctors 
Q&A 

• Meet others like you in Birds of a Feather 
• Finish day one off with a fun game of bingo 

Saturday 16 October 2021 | 10.30am-4.30pm 

• Hear about Ataxia UK from CEO Sue Millman 
• Join a virtual workshop 
• Exclusive interview with Paul Coia, para dressage rider, Mari 

Akhurst, and Paralympic equestrian, Helen Kearney 
• It Works For Me sessions from the ataxia community 
• Get the latest on a voice banking project 
• Evening of magic with Britain’s Got Talent magician, Jamie 

Raven! 
Sunday 17 October 2021 | 11am-12.30pm / 3pm-5pm 

• Join a different virtual workshop to Saturday 
• It Works For Me sessions from the ataxia community 
• Hear about Healx and their mission to develop new treat-

ments for FA 
• Find out about our new awards 

 

Book your ticket below! ( Via the Website) 
£20 per household. 
If you want to join on separate screens to someone in your household, 

please buy one ticket then email Lucy Porter on 
lporter@ataxia.org.uk and include the email address attached to your 

booking. 
Virtual workshops are available to book closer to the conference. 

 

Anastasia Georgousis and James Atkins are the 

‘InControl Community Programme Officers’ at Ataxia UK and  
Will be willing to join us at our next meeting and give us a  

short presentation about future events with Ataxia UK. 

020 7091 1590 



The next meeting will be held on Thursday 23rd September, 2021, 
all being well at The Local Hero in Leicester. I will book 1 or 2 ta-
bles depending on numbers…. I will keep you all posted on any 
updates. 

 

 

Claire 

0116 2848201 

Chmrh.charjen2@yahoo.com 


