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Outline

• Introduction
• Who are the patients (theory)
• The changing role of the patient (OIFE-president)
• The kosek process
• Conclusions
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Rollen und Kompetenzen in der Patientenlau2ahn
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Rollen und Kompetenzen in der Patientenlau2ahn
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The changing role of pa/ents
- from people in hospital to advocates & 

partners
Quality of Life 4 OI-conference

Amsterdam, November 22nd 2019 

Ingunn Westerheim – OIFE president 
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Who are the patients?
People with OI & their families 

”Pa$ents are experts by lived experience, whose perspec$ve on disease and care is unique.”
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Empowerment
• The European Pa-ent’s Forum has the following defini-on of

empowerment:
– Empowerment is “a mul1-dimensional process that helps people

gain control over their own lives and increases their capacity to 
act on issues that they themselves define as important.” 

– Collec1ve empowerment is “a process through which individuals
and communi1es are able to express their needs, present their
concerns, devise strategies for involvement in decision-making, 
and take poli4cal, social, and cultural ac4on to meet those
needs.”
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Only once a person is empowered, 
can a person be engaged…

Pa6ent
empowerment

Patient
engagement
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jOIn us…

We have almost 3000 
followers on Facebook, but
we would love to have 
more…

www.oife.org
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http://www.oife.org/


Concluding remarks
• Careful approach to the pa?ents role
• Empowering the „strong“ pa?ents
• Suppor?ng those who are weak
• Involving the pa?ents
• Discussing the priori?es of bone disorders
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Danke! Thank you! Merci!
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