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This report arises from the Euro-WABB project which has received funding 
from the European Union, in the framework of the Health Programme.



 

 

 

 
INTRODUCTION 
 

The Euro-WABB project will establish a registry of patients throughout Europe who have 
been diagnosed with Wolfram, Alström, Bardet-Biedl syndromes along with other rare 
diabetes syndromes.  The design and development of this registry, which will form part 
of a wider Virtual Registry and Information Environment (VRIE), is being undertaken by 
the National e-Science Centre, University of Glasgow.    
 
The registry database is electronic and web-based and it is hoped that up to 300 
individual data records can be collected over the course of the project.  The core dataset 
has been defined by the project team and is predominantly health related.  The core 
dataset focuses on clinical data including onset of different WABB associated symptoms.   
 
The registry participants’ existing health data will be collected for research purposes via 
web-based electronic data capture forms.  Data entry will be undertaken by a number of 
different individuals from participating sites across Europe.  As such, it is necessary to 
assess the needs of this group to ensure that the design and interface used are optimal 
to ensure accurate and complete data.   
 
A survey of European clinicians was undertaken to assess the barriers (perceived and 
actual) and support requirements associated with data entry.  This information will be 
used to inform the development of the registry interface and the establishment of 
support systems for end-users. 
 
SURVEY DESIGN 
 

The web-based survey included 8 questions grouped under 3 categories and included a 
mix of question types, including likert scale ratings for key factors affecting ability to 
enter data and with free text sections incorporated to capture factors not identified.  
The survey included 3 areas which are listed below and a full list of survey questions are 
listed in Appendix 1: 
 

 Demographics  

 Barriers to Data Entry 

 Support Requirements 
 
SURVEY DISTRIBUTION 
 

The web-link to the survey was circulated by email to 45 clinicians (ESPE members 
and/or previously identified stakeholders).  A link to the survey was also included on the 
Euro-WABB Project website and circulated in the Autumn edition of the Stakeholder and 
Collaborator project newsletters.  The project’s Associate Partners contributed to the 
dissemination of the survey by sharing details at a national level.    
 



 

 

RESULTS 
25 respondents, spanning 12 EU Member States, and including clinicians 
(currently) caring for WABB and Wolcott-Rallison syndromes completed the survey.  
Respondents were asked about patients currently under their care and results are 
shown below.   
 

Country 
Responses 
Received 

Clinician Role (WABB) 

Bulgaria 1 W,A,BB 

Switzerland 1 A 

Netherlands 1 W 

Romania 1 A 

Spain 4 W 

Germany 1 W 

Estonia 1 None 

France 3 W,A,BB 

UK 7 W, A, BB, WR, TRMA 

Luxembourg 1 None 

Poland 2 None 

Italy 2 A 
 

TABLE 1, CHART 1: Summary of respondents by country and their respective patient 
groups 
 
USER GROUPS (REGISTRY DATA ENTRY) 
 

Of the 22 respondents for this question, 21 (95%) identified that a clinician would be 
among those responsible for data collection, with no responders indicating that they 
wouldn’t be able to identify an individual within their team to enter data.  The results 
are summarised in the table and chart below: 
 

 
 
TABLE 2, CHART 2: Summary Site Personnel 
identified as contributing to data collection 
 
 
 
 
 



 

 

DATA ENTRY SUPPORT REQUIREMENTS 
 

Respondents were asked to rate the categories below using the following Likert scale 
(corresponding score value used in calculations):  Very Useful (15), Useful (10), Not Very 
Useful (5), Not Required (0).  These results are summarised in tables 3 & 4 and charts 3 
& 4.  
 

Support Required 
Not 

Required 
Not Very 

Useful 
Useful Very Useful 

Access to a User Manual 1 5 11 6 

Detailed on-screen guidance (help comments) 0 1 6 17 

A named email contact for help 0 2 10 12 

A paper case report form to transcribe from 1 5 14 4 
 
 
 

Support Required 
Responses 
Received Mode Mean 

Access to a user manual 23 Useful 9.8 

Detailed on-screen guidance (help comments) 24 Very Useful 13.3 

A named email contact for help 24 Very Useful 12.1 

A paper case report form to transcribe from 24 Useful 9.4 
 

TABLE 3 & 4: Summary of Data Entry Support Requirements  
 

 
 

Chart 3: Survey Responses – Support Requirements 



 

 

 
The chart below shows the mean survey results for the four suggested support 
requirements, as prioritised by the respondents.  The dashed lines indicate the 
threshold for ‘Not Very Useful’ and ‘Useful’ ratings with ‘On-screen guidance (help 
comments)’ and ‘a named email contact’ crossing the ‘Very Useful’ threshold and all 
four categories scoring higher than the ‘Not Very Useful’ threshold.  
 

 
 

CHART 4: Mean Survey Scores Ranking for Support Mechanisms 
 
BARRIERS AFFECTING DATA ENTRY SUCCESS  
Respondents were asked to rate the categories below using the following Likert scale 
(corresponding score value):  Impossible (20), Significant (15), Moderate (10), 
Some/Potential (5), No Impact (0). These results are summarised in tables 5 & 6 and 
charts 5 & 6.  

 
 
 
 
 
 
 

Potential Barrier No Impact 
Some / 

Potential Moderate  Significant  Impossible 

Poor User Interface 5 3 10 7 0 

Lack of Time 3 10 4 7 0 

Language Barrier 15 5 4 0 1 

Access to Internet / Equipment 15 5 0 4 1 

Not very Useful 

Very Useful 



 

 

 

 
Barriers to Data Entry 

Responses 
Received Mode Mean  

Poor User Interface 23 Moderate 9.1 

Lack of Time 22 Some/Potential 8.4 

Language Barrier 23 No Impact 3.0 

Access to the Internet 23 No Impact 3.7 
 

TABLE 5 & 6: Summary of Results for Potential Barriers  
 

 
Chart 5: Survey Responses – Potential Barriers 
 

The chart below shows the mean survey results for support requirements as prioritised 
by the respondents.  The lower dashed lines indicate the threshold for the ‘Some / 
Potential’ category which is the 3rd highest rating in the Likert scale and the upper 
dashed line showing the ‘Moderate’ rating.   
 
 



 

 

 
 

Chart 6:  Mean Survey Scores Ranking for Identified Barriers 
 
Of those indicating that a language barrier may impact on data collection, 4 respondents 
went on to highlight that Spanish (2), German (1) and French (1) would be their 
preferred language.  

 
OTHER REPORTED BARRIERS 
 

 Clinical Management involving more than one Clinician / Clinical Specialty 
including the transition from paediatric to adult care. 
 

 Unwillingness to enter data into a European database. 
 
RECOMMENDATIONS 
 

The following actions are recommended: 

 On-screen help commands to be used extensively throughout the web-form and 
to be completed as a priority over other support mechanisms. 

 Feedback facility and contact details to be added to the registry homepage 
allowing for reporting and troubleshooting of both technical and general queries.   

 A mechanism should be implemented so that email queries/feedback should be 
responded to in a timely manner by either the Project Manager or Database 
Developer.   

 A paper case report form should be made available for downloading from 
homepage for those preferring this method.  Whilst this may increase the error 
rate (data entered twice), it is likely to increase data collection, particularly for 
the proportion of the population not able to access the internet or equipment to 

Some / Potential 

Moderate 



 

 

enter data online.  With this in mind, a multi-language paper case report 
form together with a mechanism for centralised data entry should also be 
considered.    

 Dataset to be divided into Core (mandatory) and Extended (optional) datasets, 
with the former kept brief (whilst maintaining meaningfulness) to help to 
overcome time constraints.  

 Build-in the capability for transfer of record ‘ownership’ and access to allow for 
transition from paediatric to adult care and/or change in clinician.  The process 
for this should be documented.  

 Acceptable to include fields for complex clinical data as results suggest that it is 
likely that a clinician will enter the data and will be familiar with specialist 
medical terminology.  

 Assess uptake in non-English speaking countries after 6 months, consider release 
in additional languages of web-form and/or case report form.  

 

CONCLUSION 
 

The opinions of the target group captured in the survey have provided information that 
can be incorporated into the development of the EURO-WABB registry database and 
also in the mechanisms for supporting clinicians.  The recommended action points are 
both practical and do not represent significant additional time, labour or resource 
commitments.  
  
The survey indicated that the design and provision for on-screen / remote support were 
the most desirable support mechanisms in the surveyed population.  With no 
respondents indicating that they would be unable to identify someone to enter the 
data, the survey also suggests that additional resource to support data collection at sites 
is not required.   
 
The limitations of the survey mean that there may be additional factors that affect data 
collection.  For instance, the method of distribution of the survey (in English) may mean 
that the language barrier impact and also the ability to access the internet or computer 
equipment are underestimated.  Similarly the size of the sample, mean that the results 
can’t be generalised to the underlying population.  Including feedback mechanisms in 
the registry will provide an opportunity for ongoing modifications as the registry 
develops and the number of data submitters increases.  
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Appendix 1:  List of Survey Questions 
 

Q Question Response Format 

1 In which country are you based? Single answer from given list of EU countries 

2 
Which of the following WABB syndromes do you treat? Multiple answers from given list: Wolfram, 

Alström, Bardet-Biedl, Wolcott-Rallison, 
Thiamine-Responsive Megaloblastic Anaemia 

3 

The registry will involve logging into a secure website, and entering a core dataset of information 
of no more than about 40 data fields. We hope this would be manageable for most busy 
clinicians. There will be an option to submit an extended dataset of up to 200 data fields 
depending on interest. How much effect would the following factors have on your ability to enter 
the shorter CORE registry data? Please toggle the level of impact each factor would have.  

- 3a. Poor User Interface 
- 3b. Lack of Time 
- 3c. Language Barrier 
- 3d. Access to Internet/Computer 
- 3e. Other  

Single answer for each from given scale: No 
Impact, Some/Potential, Moderate, Significant, 
Impossible 

4 
If you identified that a language barrier may affect your/your team's ability to enter data, what 
would be your preferred language? 

Free text field 

5 

How useful would each of the following be to you when entering registry patient data?  
- 5a.  A user manual 
- 5b.  Detailed on screen guidance (help comments) 
- 5c.   A named email contact to ask about queries 
- 5d.  A paper case report form to complete and transcribe 
- 5e.  Other (free text) 

Single answer for each from given scale: Very 
Useful, Useful, Not Very Useful, Not Required 

6 

If you were to become a participating centre, who would undertake the electronic data entry? 
Please tick all that apply. 

Multiple answers from given list: Clinician, 
Secretary/Administrator, Other Health 
Professional, Unable to identify someone, Other 
(free text) 

7 Please feel welcome to provide any further comments or feedback Free text field 

8 
If you care for patients with WABB syndromes and would be interested in taking part in EURO-
WABB, please provide your name and email address below: 

Free text field 



 

 

 
 

 


