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OrphaNews Europe

2006 Survey

As the first year anniversary of OrphaNews Europe approaches, we thought it would be helpful to learn what you think of us – and what we can do to better meet your needs. Please take a few minutes to complete the survey below and return it by email to: ltaylor@orpha.net or by fax to +33-1-56 53 81 38. A summary of the results will appear in next month’s letter:

1) Please indicate your professional or personal interest in OrphaNews Europe? 

( Rare diseases research

( Government (Please specify level: regional, national or European) _____________

( Medicine – Academia

( Medicine – Private practice 

( Pharmaceutical industry

( Patient organisation

( Information Scientist/Journalist

( Patient

( Family member or friend of patient

( Student 

( Other (please specify) _________________

2) What is your country of residence?

____________________

3) How did you learn of OrphaNews Europe?

( Via Orphanet

( Via Cordis (Community Research & Development Information Service)
( Via another association or institution (please specify)

( Word of mouth

          
( Subscription to OrphaNews Europe at the time of the debut of the newsletter


( Do not remember
 
( Other (please specify)

4) Does the content of OrphaNews Europe meet your needs for rare disease information?

( Completely

( In large part

( Partially

( Insufficiently

5) What do you think of the monthly appearance of OrphaNews Europe?

( Too frequent

( Appropriate rhythm

( Not frequent enough

6) What do you think of the length of OrphaNews Europe?

( Too long

( Appropriate length

( Too short

7) Would you prefer to receive a briefer version of OrphaNews Europe more frequently?


( Yes


( No


( Don’t know

8) Upon receiving the newsletter by email, you:

( Usually read it in its entirety

( Occasionally read it in its entirety

( Read only the items that interest you

( Rarely read it

9) The style of OrphaNews Europe is: 

( Well-adapted to your needs and level

( Too scientific

( Too political

( Too general

10) The layout of OrphaNews Europe is:

( Pleasant and easy to read

( Cramped and difficult to read

( Colourful

( Dull

11) You use the links provided:

( Often

( Occasionally 

( Never

12) Which sections do you find most interesting? (check as many as apply)

( European politics

( National/International news

( Research developments

( Orphan drug news

( Funding opportunities

( Press and publications

( Upcoming events

13) Please add any comments or suggestions you may have:

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________

THANK YOU!
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