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HHT Europe - Work Groups



12 Members - all existing European HHT organizations 
Faster Forward Together





HHT Europe workgroups

Board + delegates

Communication TeamCommunity Advisory Board

HHT euro CAB

European Patient Advocacy Group 

ePAG



Communication volunteers in 
the national organizations. 
Typically: 


a. Social media managers


b. Newsletter editors


c. Help line volunteers


d. Congress organizers 


e. People responsible for 
information leaflets ecc. 

Communication Team

Participants Objectives Methodology

a. Sharing expertise 


b. Sharing best practices


c. Training


d. Overcoming loneliness 


e. Creating joint campaigns


f. Saving time


g. Improving content


h. Motivating volunteers


i. Creating sense of belonging 
to the federation. 

a. Monthly meetings


b. Planning 6 months in advance. 


c. Interaction with other 
workgroups


d. Whatsapp group 


e. Onedrive for content sharing


f. Knowledge on graphic platforms



Examples
Women in Science Day



Examples
#myHHTvalentine 





A notes on Covid - 19 communication 

- Sharing concerns on lack of information 
- Sharing FAQs from patients 
- Producing content on impact of COVID - 19 
- Producing content on Vaccines  
- Sharing information on Vaccine plans and fragile 

patients 
- Planning joint studies 



Added Benefits

- National organizations are starting to create 
communication work groups 

- Workloads are being shared both in the 
federation and in national organizations  

- We are communicating more and better. 


