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v We are FOP Friends.

We are the only UK charity which supports
people who are living with FOP.

With first-hand experience of the
challenges FOP brings, we are able
to provide friendship for those living

with the diagnosis and connect families
with others who truly understand.

~Nillie

We provide information, advocacy,
) and support, as well as organise events for
Seanie people living with FOP to come together.

We work to raise awareness of FOP
within the medical community to prevent
misdiagnosis and to improve the
E level of care patients receive. W

v
No-one should have to live with the fear,
pain, isolation, and loss of independence

caused by FOP. Help us to help those
living with FOP.

To learn more about FOP or
find out ways you can help, visit:

w%‘%)

k4




Turned in toes along vith
anexplained swellings ave d

FOP is an ultra-rare genetic disorder which
turns muscles and soft tissue into bone:
it is the only condition known to medicine
where one healthy organ system turns intfo
another. Ribbons of new bone develop
throughout the body causing stiffness
and restricting movement. Over fime,
a person will become locked inside a
second skeleton. Unfortunately, there is no
freatment or cure currently available.

The progressiva nature of FOP means
it chooses when and how it will strike.

A knock, bump or fall can trigger an
FOP flare up, as can fatigue, a virus or
stress. However, FOP can also flare-up

spontaneously. Some people’s FOP
progression is rapid and they are affected
from birth, for others their FOP is quieter for
longer. There is simply no way of knowing.
Just as a child begins to take their first steps
fowards independence, FOP can cruelly
steal it away overnight.
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Research into
FOP

However, we have HOPE!

This is an exciting time for us as a
community: there are numerous clinical
frials in progress and more are on the way.
Researchers around the world are racing
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