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OF FOP RESEARCH1-3

ALK2, activin receptor-like kinase-2; ACVR1, activin A receptor type 1; BMP,  bone morphogenic protein; 
FOP, fibrodysplasia ossificans progressiva; RAR, retinoic acid receptor; UPENN, University of Pennsylvania. 

1.  Adapted from FOP. International FIbrodysplasia Ossificans Progressiva Association.
Available at: www.ifopa.org/history_of_fop. Accessed March 2021;

2.  Ongoing Clinical trials. International Fibrodysplasia Ossificans Progressiva Association.
Available at: www.ifopa.org/ongoing_clinical_trials_in_fop. Accessed March 2021;

3.  The International Clinical Council on FOP. International Fibrodysplasia Ossificans Progressiva Association.
Available at: https://www.ifopa.org/international_clinical_council_on_fop. Accessed March 2021.
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1692
French physician Guy Patin met with a  
patient who had a condition resembling 
modern day FOP and mentioned the  
encounter in his writings.1736

British physician John Freke described at  
length an adolescent whose diagnosis 

included swellings throughout his back. 1900s
The disease became known as myositis 
ossificans progressiva, which means  
“muscle turns progressively to bone”.1970s

The name was officially modified to 
fibrodysplasia ossificans progressiva (FOP) to 
better reflect that other soft tissues (tendons 

and ligaments) are replaced by bone. 1989
FOP Collaborative Research Project 
established at the UPENN School of 
Medicine by Drs Kaplan and Zasloff.1990

1st FOP Natural History Study conducted 
by Drs Kaplan and Zasloff. 2006

ALK2/ACVR1 gene mutation responsible 
for FOP identified. Following the discovery 
of the gene, research efforts towards a 
treatment and a cure accelerated.

2013
FOP research is being conducted in 25 
venues internationally. Primary work is 

located at the UPENN Center for  
Research & Related Disorders in FOP. 2014

A natural history, non-interventional, 
longitudinal study begins in patients  
with FOP.2017

2021
The International Clinical Council  (ICC) 
on FOP is formed. An autonomous and 
independent group of internationally-

recognized physicians who are clinical 
experts in FOP from 13 nations. The 

ICC coordinates and consolidates best 
practices for clinical care and clinical 

research for people living with FOP.

ICC

Research on FOP, and safety and 
efficacy evaluation of potential 
therapies, are ongoing. 
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