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Patient-Driven Data for a Cure

A Snapshot of 2022

The FOP Registry is open to anyone living with FOP. Information from
with FOP and their physicians the FOP Registry is used to increase
worldwide, and is the largest and our understanding of FOP, improve
most detailed collection of medical clinical care, and speed the
information about people development of treatments. ~ «, _

Here's a snapshot of what we learned in 2022!

Demographics 325 4

The FOP Registry continues to grow! 2022
More people are participating

than ever before. 225
More people = more data! 161
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/\ Did You Know?

? When you see "N="and then a number, that number is
. referring to the number of people who responded to that
\ question and are included in that data set.
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Number Enrolled | New Enrollments in 2022
by Country* | by Country

United States: 33.1%

Brasil: 9.6%
United Kingdom: 5.5%
France: 5.2%

In 2022, we had 19 new enrollments.
Here's where they were from:
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*To adhere to privacy expectations

Other countries in Eu rope. 9.3% and ensure patient identity is
, . . anonymized, the FOP Registry
Other countries in Asia: 4.4% does not report on specific
. . . countries with less than
Other countries in South America: 4.4% 5 patients. Therefore,

those countries with less

Other countries in Africa: 2.3% than 5 patients are 'rolled

up' into regions, such

Other countries in North America: 2.3% ?Stﬂ:f csntinents
South Pacific Ocean: 0.6% |

New FOP Registry Data Fields

[ Fractures -0 (/] Uterine Fibroids -1

10 participants reported having a fracture 14 female participants answered this
portion of the survey

R R R 3 participants reported their
fractures caused flare-ups Mean age at first uterine fibroid: ~38 years old

First FOP Symptoms

as Reported by Participants
N=158 Challenges
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Restricted | Delayed or
joint movement | inability to crawl

12%(6.3%

Lack of | Difficulty swallowing,
energy, | Speaking, eating,
wearinesss | drinking

3.2%

Changes in

65.8% speech
Extra bone ].3% ].3%

growth
Thickness | Changes in
under the | smell
tongue

Body Systems Aftected by FOP

0
We asked participants new questions about 444/0
P P g s B respondents answered
participants
bOdy SyStemS. answered 'yes' to they ha.d ear aches or
m ear symptoms ear dralnage
69 participants answered 'yes' to brain and nerves (N=69) (N=108)

‘d 52 20/ respondents answelred . 0 17 participants answered 'yes'
oL /0 they had neuropathic pain aJ /0 tomouth symptoms (N=17)
@ respondents answered
53 participants answered 'yes' to heart,

they had pain in their

@ arteries and veins symptoms (N=53) teeth or gums
%
24.5%

\ 129 participants answered 'yes' to

respondents stomach and digestion symptoms (N=129)
answered they @
had chest pain 0

: 65.9%

respondents answered
they had stomach pains
such as aching/cramps

62 participants answered 'yes' to
kidney and urinary symptoms (N=62)

26.5% 41.9%

respondents answered  respondents answered
they had lower back or  they had kidney stones
side pain

| respondents answered they had pain |
associated with their flare-ups |
I

I
| 266 participants answered 'yes' to having flare-up pain
(N=266)

Flare-Up Data

Flares remain a key symptom of FOP
This data remains consistent over the years.
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]0 N=83 65-6% 75-4% N= 280

Age at first flare-up Percentage of participants Percentage of participants that
reported a flare in 2022 reported new bone after an injury,
vaccination or other event

excellent, fair or excellent, fair or neveror  sometimes, none moderate
very good poor very good poor rarely often or or mild to severe
or good or good always

New Data Published

ACVR1-Activating Mutation Causes
Neuropathic Pain and Sensory
Neuron Hyperexcitability in Humans

— (@ Link to article
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