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Minutes
VHL UK/Ireland Committee
Thursday 21st November 2024, 7.00 p.m. by Zoom Conference Call

1. Attendees
Janice Hepworth, John Hepworth, Tantara Fox-Stillwell, Tony Horton, Kat Chapman, Roxanne Bonin, Nancy Molyneaux, Frankie Goddard, Georgia McDonough, Graham Lovitt, Nat Mason. 
2. Minutes of the last meeting
Minutes agreed.  

3. Matters arising and action points not on the agenda
Potential HLRCC Projects – ACTION Graham and Tony to pick up offline. To be carried forward to the next meeting. 

4. Financial Report – Janice 

	Co-op
	£84,797.37

	PayPal
	£836.70

	Ireland
	97.80 Euro



5. Marketing, Fund-Raising, and Shop Report – Roxanne and Amy
Shop & Merch – nearly out of stock. VHL Warrior merch is ongoing. Roxanne to put a poll up on social media to get votes on the design. 

6. Website – Graham 
Ongoing – no major changes to the website upload. 

7. Patient Liaison and Support Group – Nancy
Patient Day – Nancy is organising this and looking at Sheffield locations. Further work to be done to communicate dates. 

8. Life Insurance Update (on hold until 2025) – Kat


9. Research Donations – Graham 
To be further considered once the 25/26 strategy has been drafted. 

10. Belzutifan update
ACTION - Kat to contact Wales points of contact to find out if Belzutifan is available in Wales on the NHS. 

11. BHD and HLRCC 
Ongoing work to be discussed in the New Year with the 25/26 strategy. 

12. Any Other Business
· Phone app – CLOSED. 
· Signposting to psychological and emotional supportTo be picked up in strategy work going forward. 

· PGD 
· Email newsletter. 
· London Marathon – Action for FREYA for an update. 

13. Date and Time of Next Meeting 
27th February 2025. Note – this meeting was postponed and rearranged  to 29th May 2025. 
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