
Welcome our new Patient Director – Rolf J. Ledal
We are honoured to announce that Rolf J. Ledal has joined our Board and will serve 
as Patient Director. Rolf’s engagement speaks volumes: he was among the founding 
members of the Norwegian patient association for fibrous dysplasia. After being 
diagnosed with cranio-facial fibrous dysplasia in 2012, he went on to initiate FDMAS 
Norway, officially launched in 2016. Please join us in welcoming Rolf and looking 
forward to working together towards a stronger, more empowered patient-centred 
future. Read more about Rolf on https://www.icfdmas.com/board-of-directors

Newsletter
We are delighted to bring you our first newsletter

Successful Consortium Meeting in Madrid
We are pleased to report that our recent meeting in Madrid was a great success. Our members, 
researchers and clinicians gathered for vibrant discussions, fruitful exchange of ideas and a shared 
commitment to advancing the field of FD /MAS. We extend our warmest thanks to the organizers, the 
Spanish patient accociaton with their medical council,  for their dedication and hard work in setting up 
the venue, coordinating logistics, and curating an agenda that fostered open dialogue and networking 
opportunities. Your efforts made this meeting truly impactful!
Highlights included:
• Patient-researcher round-tables where the voice of lived experience informed research priorities
• Clinician-led updates on diagnosis, management and emerging therapies
• Networking sessions enabling new collaborations and partnerships across countries
• Patient group presentations sharing experiences, challenges and hopes for the future
We look forward to building on the momentum from Madrid and welcome ideas for future meeting 
venues, formats and themes.

Strengthen the Consortium: Become a Member
Joining the ICF & MAS means you become part of a global network committed to improving awareness, 
advancing research, and supporting patients and families affected by fibrous dysplasia / McCune-
Albright syndrome. For more information on how to become a member, please visit:
Membership Information  And to see our growing list of member organizations and individuals, please 
see our member page: Members

Save the date : 
FD/MAS Global Awareness week 
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