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Deliverable 04.02 Month 12: Generic PRO tool for inclusion in Core Endocrine Registry 

When discussing the implementation of a generic tool for patient reporting outcomes within the 

ENDO-ERN framework, three issues were considered relevant: 

1. ENDO-ERN covers children, adolescents and adults. To enhance comparability between age 

groups, but also within patients as they transit to different age categories, we aimed to 

identify a tool applicable to these different age categories. 

2. As most diseases are chronic, we searched for a tool that was able to measure the general 

impact of the condition on broad aspects of daily functioning, like mood, mobility and self-

care. 

3. As ENDO-ERN covers many countries and thus languages, the tool should be available in these 

languages. 

Based on these considerations and after discussion with the working group leaders, we decided in 

2018 to use the EuroQol(EQ)-5D tool. This EQ-5D tool measures 5 dimensions of health related quality 

of life on a visual analogue scale. The following five domains are assessed: mobility, looking after 

myself, doing usual activities, having pain or discomfort and feeling worried, sad or unhappy. This 

accounts for point 2 mentioned above. The EQ-5D has a version for children (EQ-5D-Y) and children 

and a version for adults (EQ-5D-3L), covering the same domains. This accounts for point 1 mentioned 

above. See www.euroqol.org for more information. The EQ-5D is available in 40 different languages, 

and thus covers countries involved in the ENDO-ERN. This accounts for point 3 mentioned above. 

We adapted the register in order to implement a web-based version of the EQ-5D. The feasibility, 

including its mode of delivery (web-based system) is currently piloted. We expect the first results in 

May 2020 

EQ-5D Screenshots in Registry 
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04.03 Month 24: Report of age and condition specific PCOM for conditions covered in Endo-ERN 

We started discussions with WG leaders to define a limited set of core outcomes for every rare 

condition, with the overarching goal to monitor conditions and their core outcomes (benchmarking).  

For the choice of the conditions we considered the following issues: 

• Feasibility: Balance between burden (time/effort) and gain (information) 

• Outcomes need intra-operable (FAIR) classification and definition 

• Frequency of data entries 

• Potential differences between children and adult populations.  

• Are the outcomes considered core by most/leading physicians? 

We have decided on the set of core outcomes for some conditions (for example rare thyroid 

conditions), for other conditions we are still discussing with WG leaders. In 2020 the database will be 

adapted to include core clinical outcomes; we will start with 2/3 conditions to assess feasibility and 

compliance. 

 

 

 

 

 



An example of core clinical outcomes in rare thyroid disease is shown below: 

CCO Description Coding Mandatory Frequency Age Group  

Neurocognitive 
development Bayley Scales (Bayley III)  NK/Scale Y Annual <18 

T3 status 

Serum Total T3 for local 
reference range N/Low/High/NK Y Annual >18 

Heart rate Resting heart rate for age N/Low/High/NK Y Annual Both 

Educational 
attainment 

International Standard 
Classification of Education 
(ISCED) 2011 NK/Drop down Y Annual <18 

BMI 

Based on body weight and 
height  NK/Drop down Y Annual >18 

Height 

Height SDS to one decimal 
point NK/Drop down Y Annual <18 

Aortopathy 

Evidence of aortopathy 
based on Cardiac 
Ultrasound Y/N/NK Y Annual >18 

TSH status 

Serum TSH for local 
reference range N/Low/High/NK Y Annual Both 

T4 status 
Serum free T4 for local 
reference range N/Low/High/NK Y Annual Both 
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This Generic PRO tool and PCOM report is part of the project ‘777215 / 
EuRRECa’ which has received funding from the European Union’s Health 
Programme (2014-2020). The content of this Generic PRO tool represents the 
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