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Healx support of patient 
groups - 2023 

Organisation Brief description of support 

provided 

Support 

given 
Country where 

project / activity took 

place or where the 

organisation is based 

AKU Society Healx is supporting AKU Society’s Black 

Bone Registry with a commitment of up 

to $5,000/year for 5 years. 

$5,000 UK 

Beacon for Rare 

Diseases 

Healx sponsored the London Rare 

Disease Showcase in November 2023. 

It is an outreach activity to the rare 

disease community, enabling the 

community to share knowledge and 

combine skills as they tackle major 

healthcare challenges. 

£2,500 UK 

Cambridge Rare 

Disease 

Network 

(CamRARE) 

Healx was a sponsor of CamRARE’s 

RARESummitt 2023. It was an in-

person event bringing together various 

stakeholders in the rare disease 

community to support rare disease 

education. Healx was also a member of 

its Companies Forum. 

£10,000 UK 

Children’s 

Tumor 

Foundation 

(CTF) 

Healx was a sponsor of the NF 

Conference held between June 2023. It 

is a global event attended by people 

worldwide, across a wide range of 

scientific disciplines, all focused on 

improving outcomes for patients with 

neurofibromatosis type 1 (NF1), 

neurofibromatosis type 2 (NF2) and 

schwannomatosis. 

$10,000 USA 

Global Genes Healx was a sponsor of the Rare 

Entrepreneurs Bootcamps in April and 

October 2023. The Bootcamps brought 

patient organisations together for in-

depth educational sessions on the rare 

drug development process, 

empowering these organisations with 

guidance and tools and help facilitate 

their development of treatments for 

their rare conditions. 

$500 USA 
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