


1st Meeting in Oxford in 2015, 2nd Meeting in Lyon in 2016, 
3rd Meeting in Leiden in 2017 (international patientenday), 4th Meeting in Florence in 2019
5th meeting held online on 14th of July, 2022

Inaugural meeting



During the meetings
- updates of progress ongoing trials/projects 
- “The Clinical Pathway”
- Kick off multiple collaborations

2017: ‘Core Writing group’: FD/MAS Alliance (USA), National Institute of Health (NIH – USA)
LUMC(Leiden the Netherlands), Patiëntenvereniging Fibreuze Dysplasie(NL), EAMS (Italy), 
FDSSUK (UK)

Come together 
Work together



The mission of the International Consortium for FD/MAS is 
- to improve the care and find solutions for the unmet needs of patients and their 

care providers through the promotion of multi-stakeholder, collaborative, and 
patient-centric clinical, translational, and basic research. 

- The International Consortium for FD/MAS will encourage the testing and 
development of potential cures and treatments and promote the development of 
evidence-based standards of care. 

- The consortium aims to improve access to information worldwide through 
dissemination and education initiatives. 

- The consortium will support the development of cooperative scientific studies and 
initiatives with promise to serve the global FD/MAS patient community.

Contact platform; website and live meetings

Mission?



ICFDMAS
Board of Directors (combination specialist / patients)
Dr. Natasha Appelman- Dijkstra (LUMC) and  
Adrienne McBride (FD/MAS Alliance)

Support by 
• Dr. Michael Collins (NIH) and Martine Dekker (PV Fibreuze
Dysplasie) and Tovah Burnstein (FD/MAS Alliance)



Additive value for patients and 
doctors/researchers



WHAT HAS BEEN ACHIEVED SO FAR? 
Clinical 

Patient guide



- Patient guide
- Presentation of priorities in patient care (14.07.2022)
- Global FD/MAS Awareness Week – coordinated awareness campaign
- Children’s book: “A gift called Matteo” available in various languages on Amazon
- Children’s information flyer about FD/MAS
- Animation movie FD/MAS

WHAT HAS BEEN ACHIEVED SO FAR? 
patient advocacy



WHAT HAS BEEN ACHIEVED SO FAR? 
Research

More collaborations
- Clinical papers on breastcancer, mazabrauds syndrome, fractures, 

deformaties
- Patients associations defining the path of interest

Open discussions
- Perhaps leading to the development of multiple models for the disease
- Making it possible to circulate potential study protocols



Consortium publications 



What did we do? 
- Define the membership
- Engage with the community worldwide
- Encourage future collaborations
- Support the local organizing committee 

for 2025
- Plan Annual meeting February 2024

- Website
- Linked in page
- Logo/formats
- Organizing  the meeting
- Setting the legal base for the consortium

What will we do? 


