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A small charity based in West Wales, established by a few patients, of this rare disease, coming
together and sharing, the patients experience, of living with this “Life limiting” health condition.

Focusing on Ataxia and associated rare diseases and movement disorders, Allowing us to cater for a
wider patient communify, who might feel isolated, with a health condition that is generally un-heard
of.

This year any physical activity was impossible, due to the (Covid19) pandemic.

Although, as we are more of an online charity, we were able to utilise, the advantage of a virtual
presence.

(In the closing days, of the previous period,{March 29" 2020} we were able to launch our new
website www.ataxia-and-me.org)

During this year the theme for all events, was VIRTUAL (either via Zoom or Microsoft teams).
Events 89

Meetings 96

Webchats 23

Virtual interview (of short term) volunteers 7

During this “Virtual” timescale, a trustee and his wife embarked on sharing their Ataxia story by
contributing to a podcast (“Permission to be Human®) facilitated by People Speak Up (PSU). This
mentions ilinesses and the meeting with the local Medical Director of the local heath board (to
which he shared a photograph via his social media). '

During late summer we were able to print and make available some Ataxia aware facemasks.

In addition we were nominated to distribute some (colourful)children's school backpacks to the
local NHS (nurses with children) and also a local Food bank charity, to launch their annual toy
appeal, and some local school families with school children.

This welcomed a second batch of (Plain) backpacks, which Atacsia a Fi / Ataxia and me could use for
raising funds.

Fundraising events 2 (1 summer and 1 winter) (both called “at home Super Heros” where activities
could be done “At home”.

Again, our trustee and his wife, made amazing links with other patient advocates, Genetic
Counselling researcher (for interview) and the Community Health Council (CHC). As well as
contributing to YouTube videos, conveying the patients perspective.



We submitted Text to Wales online for a media article (newspaper and online) which was published

around the end of the year.

Ataxia —“the most serious condition you've never heard of”.

Ataxia is a Greek word meaning “lack of Order”

We aim to bring some order, to the lack of order.
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