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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 community, who might feel isolated, with a health condition that is generally un-heard

of.

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.

This year any physical activity was very small, due to the (Covid19) pandemic. (most events
"pivoted" to on-line platforms).

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

presence, allowing us to keep interacting with the community.

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

Events 254

Meetings 22

Contribute to speaking, at virtual events 2

Webchats 5

Virtual interview ( volunteers 6)

We continue to use for fundraising the sale of (Plain) backpacks, which Atacsia a Fi/ Ataxia and me

We took part in 2 Fundraising events (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, and, conveying the patients perspective, including many creative writing and videos,
poems, podcasts and speaking as patient advocates to many organisations.



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

around the end of the year. (for a second time). We also had an article published in the MediWales

newsletter, for the Global Life Science Industry, and our trustee and his wife featured in the Rare

Revolution digital Magazine for Ataxia Awareness day with article and video.
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