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Deliverable 5.4 Month 48: Report on the patients perspectives on the use of a Core Endocrine 

Registry for assessing generic and condition specific PCOMs 

Patient-Reported Outcome Measures (PROMs) are instruments used to measure Patient Reported 

Outcomes (PROs). Generic PROMs examine aspects that apply to a wide range of conditions and allow 

comparison across them.  

In 2018 EuroQol (EQ-5D) was added to the Core Registry as this tool has been shown to have 

widespread acceptability across Europe and beyond. However, patient representatives and clinicians 

have approached the project team with the desire to have more generic PRO tools, especially after 

the merger of EuRRECa with the recently launched EuRR-Bone project in 2020, the registry project 

that supports ERN-BOND. The design of the EuRRECa Core Registry does allow the incorporation of 

further tools. We performed an exercise that compared the features as well as the pros and cons of 

different tools as well as licensing requirements and after discussion with the working group members, 

have agreed to carry out a Delphi based survey to assess the needs of the Rare Bone and Endocrine 

community. The Core Project Group is composed of WP4 and WP5 members. We have designed a 

survey, using the EU Survey platform. A version for health care professionals is available in English and 

a version for, patients and patient representatives is available in 9 languages including English, 

German, Spanish, Italian, Dutch, Portuguese, Czech, Greek and Hungarian. The following questions are 

included in the survey: 

1. Role: patient, patient representative, health care professional.  

2. Condition/s they suffer from, treat or represent. 

3. Relevancy of domains often included in PROMs and opportunity to provide domains or areas 

not included in the question. 

4. Time and frequency that would be acceptable to spend completing a questionnaire.  

5. Email address request to participate in further rounds of the exercise if desired.   

The surveys have been open since December 3 2021 and will close on February 21 2022 for the first 

round of the procedure.  The survey links have been disseminated through the following channels:  

- Registries websites: https://eurreca.net/ and https://eurr-bone.com/ 

- Registries social media accounts in Twitter: @eurreca and @EuRRBone 

- Core project group members networks. 

- Patient organization websites and social media. 

- Endo-ERN and ERN BOND networks. 



-  

 

To date 63 health care provider and 189 patient surveys and have been completed. The patient survey 

has been completed in the following languages.  

 

English 99 

German 30 

Spanish 16 

Italian 12 

Dutch 12 

Portuguese 20 

 

After the closure on February 21, the results will be analyzed and the degree of consensus will be 

determined. Further rounds will be performed as needed until consensus is reached. The results will 

provide an insight of the relevance of the topics frequently included in generic PROMs and will aid in 

deciding which PROMs should be added to the Core Registry platform 
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