LIVING WITH Ol

Fragile bones but unbreakable spirit

Osteogenesis Imperfecta is a

rare heritable disorder of the
connective tissue.

Ol cannot be cured.
treatments, like surgery,
physiotherapy and
medication, are aimed to
prevent or correct the
symptoms.

An affected person may
show some but usually does
not show all these
symptoms.

Ol expresses itself very
individually.

Osteogenesis Imperfecta Federation Europe — www.oife.org

Osteogenesis
imperfecta

The most prominent feature
of Osteogenesis Imperfecta
IS bone fragility

Osteogenesis imperfecta (Ol)

NEERES

"Imperfect bone formation"

but not only the bones are
affected by this
collagen defect

Other symptoms:
Short stature, skeletal
deformities, triangular face,
easy bruiseing, blue sclerae,
hearing loss, loose joints,
fragile teeth
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OIFE Service and Support

ARepresentation of Ol patients and OIFE-members on a European and sometimes international level
APresentation of problems, needs and expectations of people with Ol to national and international

ASupport for yearly international Ol-youth-meetings and coordination of student-exchange
ANetworking between professional Ol-specialists and treatment centres, national Ol associations and
Ol patients worldwide
ASupport and increase of interaction and cooperation between national member organisations
APromotion of research on all aspects of Ol C in cooperation with professionals and medical advisors
and with an international Ol-registry based in the US
AcCollection and publication of information about Ol
ASupport of member-societies by the exchange of information and experience
APromotion of public awareness of Ol
AEducation for doctors and other professionals by the organization of international conferences,
topical meetings and workshops
ASupport of people with Ol in countries without an existing Ol society and help to establish an Ol
association in those countries
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5th European Conference on Rare Diseases ECRD 2010, Krakow
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