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WP5 Scope and purpose

To develop a list of indicators for 

evaluating RD activities following those 

areas of action previously identified
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METHODS

● Panel of experts: 27 members (Associated & Collaborating partners)

● Consensus-seeking strategy

● Elaboration of an indicators set, its definition and calculation

● Refining method during several rounds

● Indicators properties: defined and cathegorized
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● Qualitative analysis of such properties
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RESULTS

● 59 indicators’ set

● 7 areas (Council Recommendation) 

● Related with: 

■ 14 aims
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■ 27 actions



EUROPLAN Recommendations 

reflect the EU Council Recommendation 

structure:

AREA 1. plans and strategies in the field of rare diseases

AREA 2. adequate definition, codification and inventorying

AREA 3. research on rare diseases

AREA 4. centres of expertise and European reference networks for rare 

diseases

AREA 5. gathering the expertise on rare diseases at European level

AREA 6. empowerment of patient organizations
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AREA 6. empowerment of patient organizations

AREA 7. sustainability
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Indicators categorization

According to 3 criteria: 

- Intrinsic properties

- Resources demand

- Decision making
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- Decision making



Qualitative evaluation
16 properties

Understandability

Reliability

Validity

Consistency

Sensitivity

Specificity

Sustainability

Implementability

Workload demand

Timeliness

Applicability

Coherence
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Feasibility

Availability

Comprehensiveness

Relevance. 
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CONCLUSIONS

This is the first experience in building an indicators’ set

for evaluating National and Regional Plans and

Strategies on Rare Diseases.

EUROPLAN indicators’ set could be an useful tool for

monitoring National and Regional actions on Rare

Diseases.
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Diseases.



EUROPLAN Indicators Working Group
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Thank you

very much
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