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! Introduction

! Who are the patients (theory)

! The changing role of the patient (OIFE-president)

! Swiss „patient organisations“

! Conclusions
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Outline



Roles and competencies in the patient career
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Roles and competencies in the patient career (2)
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How do patients experience disease courses 
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THE CHANGING ROLE OF PATIENTS 
- 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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Clinical Diagnosis
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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 Patient’s Forum has the following definition of empowerment:
� Empowerment is “a multi-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.” 

� Collective empowerment is “a process through which individuals and communities are able 
to express their needs, present their concerns, devise strategies for involvement in decision-
making, and take political, social, and cultural action to meet those needs.”
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ONLY ONCE A PERSON IS EMPOWERED, 
CAN A PERSON BE ENGAGED…

Patient
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 patients role

! Empowering the „strong“ patients

! Supporting those who are weak

! Involving the patients

! Discussing the priorities of bone disorders
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Patientenorgani-
sationen

Betroffenen- und 
Angehörigen-

Organisationen

Selbsthilfegruppen Selbsthilfe-
organisationen

Patientenschutz-
stiftung

Patienten-
Fachorganisationen 

und 
Gesundheitsligen

Themenorientierte 
Patienten-

Fachorganisationen

Selbsthilfeorientierte 
Patienten-

Fachorganisationen
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PATIENTENORGANISATIONEN
≠

ORGANISIERTE  PATIENTEN
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DANKE! THANK YOU! MERCI!
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