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Physician Guy Patin describes a young 
patient who “turned into wood”

First documentation of 
modern-day FOP1

Surgeon John Freke reports a 14-year-old boy 
with large swellings on his back, neck and ribs 

Detailed description of an adolescent 
with modern-day FOP2

The name officially changed to FOP to reflect 
the effect on tendons, fasciae and ligaments, 

in addition to muscles.4,5  

The term fibrodysplasia ossificans 
progressiva is agreed5

Myositis ossificans progressiva,3,4 
meaning muscular inflammation 

that gradually turns to bone5

FOP Molecular Biology Laboratory established 
at the University of Pennsylvania6

‘Neurological Symptoms in 
Individuals with FOP’ is published 
in The Journal of Neurology9 

FOP Flare-up Survey 
is completed10

Phase II clinical trial
in FOP begins11

First FOP Natural History Study 
published in The Journal of Bone and Joint Surgery7

Munchmeyer’s disease, 
following a comprehensive 

account of 12 cases from 
a physician of the same name3

The FOP Collaborative 
Research Project is 

established at the 
University of Pennsylvania6

The FOP Research team pinpoints a single 
mutation in the ALK2/ACVR1 gene that is responsible 
for FOP. Their work, ‘Recurrent Mutation in the BMP 

Type I Receptor ACVR1 Causes Inherited and 
Sporadic FOP’, is published in Nature Genetics

The FOP gene is discovered8

The ICC, an autonomous group of internationally-recognized 
experts in FOP, is formed to coordinate and consolidate 

best practice for clinical care and research in FOP

The International Clinical Council 
(ICC) on FOP is formed13

Research into FOP 
continues and Ipsen 

is committed to finding
potential future therapies

Researchers start searching for the 
cause of FOP and for a treatment6

Research into FOP accelerates
following FOP gene discovery12

The 300+ year journey of fibrodysplasia ossificans progressiva (FOP)
From first documentation to targeted treatment

Targeted treatment for 
FOP is approved for use in 

the US14 
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Various names are used to describe the 
disease now known as FOP3,4


