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• Idea born in London Feb 2015 between HEART UK, FH 

Sweden, FH Portugal, FH Norway and FHchol Austria. 
 

• More than 20 FH patient organisations speaking in one voice 
 

FH Patient Organizations and 
Advocacy Groups together  



Governance of FH Europe 

• Established as a legal entity on Dec. 13, 2016 

• Charitable incorporated organization (CIO)  

• Five Trustees, currently  
• Jules Payne (Chair)  
• Gunnar Karlsson (Treasurer)  
• Gabriele Hanauer-Mader 
• Athanasios Pallidis  
• Isabel Gaspar  

• Voluntary role 

• Trustees serve different terms of office 

• Meet four-six times per year 

• Each country is independent of the network 



What we are about 

Empowering 
FH Patient 
Advocates 

Awareness 
raising 

Co-operate  
medical / 
science 
world 

Lobby for 
change 

Share/learn 
from each 

other 



2016 Activities 

Diana Maxwell   

HCP conferences (ECIM & EAS) 

Network meeting – London (Nov) 

Bi-monthly e-flash 

Twitter account Website holding page Directory production Lobbying material 
development 



 
 

Planned Activities 2017 

Develop full website 
Share member news 

Increase presence 

Network meeting Budapest (Nov) Advocacy training & toolkit 

24 Sept awareness day 

Local lobbying  



Call to Action – 2017 priorities 



FH Heat Map of Europe 



We are working together to provide a stronger  
future for individuals and families with FH. 

Our Take-Home-Message 



 
 
 
 
 
 
 

 
 
 
 
 
 



What we are about 

Vision 

• No premature deaths or suffering caused by 
cholesterol and/or cardiovascular disease. 

Mission 

• For UK adults to know and understand their 
cholesterol levels and take appropriate action.  

How? 
• Providing expert support, education & influence. 



Communications 

>2m hits per year >200,000 impressions per 
month 

Consistent PR coverage 

FH Intelligence Network 



Services 

Children & young people programme 

Cholesterol Helpline Materials HCP online/off-line education Patient meetings 

Ambassador programme 



Cholesterol  
– A problem solved?  
 

31st Annual Medical & Scientific Conference 
 
 

Wednesday 5 - Friday 7 July 2017 
Warwick Arts Centre, University of Warwick, Coventry, UK 

heartuk.org.uk/conference 

Key Deadlines: 
 

Abstract submissions: Friday 10 March 
 

Travel grant applications: Friday 7 April 
 

Early bird registrations: Monday 8 May 
 



Influencing key opinion leaders 

 
 
 
 
 
 

• Cholesterol into the NHS 5 year forward view  

• National Screening Committee, upward cascade testing  

• Death certificates  

• FH Registry - PASS licences and Governance group 
 
 

 



 
Thank you for your for listening. 


