Atacsia a Fi / Ataxia and me (CIO 1184030) Annual Report 2023 - 2024

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.

Although, most physical activity was very small, due to the (legacy of the Covid19) pandemic. Many events have
been provided via 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 most events, was VIRTUAL (either via Zoom or Microsoft teams).
Events (on-line) 128

Meetings (F2F) 18 (Virtual) 4

Contribute to speaking, at virtual events 2

Supply text for media articles 2

Display/stand at 2 events

We hosted 2 volunteers during the year (adding to our social media presence), 1 volunteer relocated to Spain, but
continued to contribute to our social media, by translating posts into Spanish and Catalan languages.

Interactions with local merchandise suppliers (for team Ataxia) 6

Our trustee and his wife, continue to make amazing links with other patient advocates, and other organisations,
contributing to, and, conveying the patients perspective, including many creative writing and videos, poems,
podcasts and speaking as patient advocates to many organisations.

Indeed, Louise, is quite an Ambassador, having had a book published, “ Ruffling Feathers”, from which she reads
excepts, from, at many Spoken Word, events. This continues to raise awareness of Ataxia, Neurology, and a positive
outlook.

A highlight of the year was to be invited to the opening of the Genomic Centre in Cardiff

Which was officiated by the Health minister, and made the TV news, as a HUGE advancement in the Genetic/Rare
disease arena.
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