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Introduction 
 

Delphi Process for European Indicators on National Plans  
for Rare Diseases 
 
The Delphi method is a qualitative research technique for consensus building. 
Communication is organised in a group of experts in order to achieve their opinion in a systematic 
way and to group subjective judgments. Every expert can express his/her own opinion 
anonymously. 
 
The Procedure 
Delphi proceeds in a series of rounds: 
Round 1: Experts are invited to provide opinions on a specific matter, based on their knowledge 
and experience. These opinions are grouped together under a limited number of headings and 
statements drafted for circulation to all participants on a questionnaire; 
Round 2: Participants rank their agreement with each statement in the questionnaire. The 
rankings are summarised and included in a repeat version of the questionnaire; 
Round 3 (if needed): Participants rerank their agreement with each statement in the 
questionnaire, with the opportunity to change their score in view of the group's response. The 
rerankings are summarised and assessed for degree of consensus: if an acceptable degree of 
consensus is obtained the process may cease, with final results fed back to participants; if not, the 
third round is repeated. 
 
Methodological Issues 
- Experts selection: the potential bias in the selection of participants can be overcome by using a 
different mixture of participants. 
- Accuracy of the answer: because of the danger of deriving collective ignorance rather than 
wisdom (consensus does not mean finding the “correct” answer), the literature recommends that 
the results should, when possible, be matched to observable events (pilot study in EUROPLAN II) 
 
Results Feedback 
Agreement with statements is usually summarised by using the median and consensus assessed by 
using interquartile ranges for continuous numerical scales. 
Feeding back the group's response enables participants to consider their initial ranking in relation 
to their colleagues‘ assessments, but it is not compulsory to conform to the group view. 
Outliers (e.g.those in the lower and upper quartiles) must comment/provide written justification 
for their responses. 
 
EUROPLAN Indicators Selection  
Usefulness and feasibility of data collection are the two main criteria that EUROPLAN 2012-2015 
identified for selecting a limited number of indicators among those produced by EUROPLAN 2008-
2011. 
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Authentication procedure (log-in) 
 

 
Fig. 1 –Log-in 

 
 
 
To access the system, you must visit the website 
http://www.iss.it/site/cnmr/privato/indicatorsv2  
 
Type in your Username and Password, both assigned by the coordinators of the Europlan 2012-
2015 project. 
 
Press “Enter” to access the System. 
 
 
 
 
 
 
 
 
 
 

Home 

http://www.iss.it/site/cnmr/privato/indicatorsv2
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Figure 2- Home page 

 
 
 
After the log-in phase, the system’s home page is accessed. 
The connected user’s data appear at top left. 
After the heading is the list of enabled functions. 
 
In detail: 
- Indicators: returns to page with list of indicators for scoring 
- Working group: returns to page with list of participants in the working group 
 
- Logout: to exit the system. 
 
USING THE BROWSER’S BACK/FORWARD BUTTONS IS HIGHLY DISCOURAGED. 
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Indicators 
 

 
Figure 3 - Indicators 

 
 
 
In addition to the connected user’s data, the path for facilitated access to the sections also 
appears at top left. 
 
For each area, the title and link for downloading the pdf document is at left, and access to the 
scoring of the “Indicators” is at right. 
 
The table beneath contains the structured information regarding the section. 
 
Click on “Go to scoring” for the system to go to the scoring page. 
 
The “Home” button returns to the home page. 
The “Logout” button allows the user to exit the system. 
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Scoring 
 

 
Figure 4 – Scoring 

 
 
In addition to the connected user’s data, the path for facilitated access to the sections also 
appears at top left. 
 
At the centre of each area is the link for downloading the pdf document. 
In the portion beneath is the legend for guidance in scoring. 
The table beneath contains structured information regarding the area. 
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Scoring instructions 
 
The scoring system has two phases: the free saving of the data, and definitive validation. 
In both phases, the user is called upon to provide his or her opinion of the Usefulness and 
Feasibility for each individual Indicator of the area. 
 
For each of the Indicators, a score and a comment are respectively requested. 
The ranges from 0 to 10. For scores less than or equal to 7, the comment is obligatory. 
 
While saving, the user is free to enter and/or edit his or her data with no verifications by the 
system. 
 
In the validation phase, on the other hand, certain data and certain constraints on relations 
between them are obligatory. All the scores are obligatory.  
 
AFTER VALIDATING THE DATA, THE USER WILL NO LONGER BE ABLE TO EDIT THEM. 
 
 
The “Next area” button to the right of the table leads to the next area. 
The “Previous area” button to the left of the table returns to the previous area. 
When both buttons are clicked, a message reminds the user to save the data prior to changing 
page (“Are you sure to go to the previous/next area? If you have entered or changed data without 
saving the entered data will be lost”). 
 
The “Save your data” button allows all the entered data to be saved without implementing checks. 
The “Validate” button, on the other hand, checks that the obligatory data have been entered, and 
permits the definitive saving of all the data. A message requests confirmation of the operation: 
once validated, the data can no longer be edited. 
 
The “Indicator” button returns to the previous page. 
The “Home” button returns to the home page. 
The “Logout” button allows the user to exit the system. 
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Working group 

 

 
 

Figure 5 – Working group 
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At the top left, in addition to the data on the connected user, the page presents the path for 
facilitated access to the sections. 
 
 
The table beneath contains the information on group members. 
 
The “Home” button returns to the home page. 
The “Logout” button allows the user to exit the system. 
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For information contact 
 

 
 
Coordinating Team 
europlan@iss.it 
 

mailto:europlan@iss.it

