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Revision of EU Legislation on Medicines for Children and Rare Diseases 
Part II - Public Consultation 

Deadline: Friday 30 July midnight CEST  
 

ORGANISATIONAL INPUTS NEEDED FROM AS MANY AS POSSIBLE  

This is a key opportunity to make sure that paediatric haemato-oncology is not overlooked in the EU agenda, 
We invite being straightforward in requesting that children & adolescents unmet medical needs are addressed 
within the revision of legislation. Your responses and spreading the information within your networks is key to 

maximise the number of replies on childhood cancer issues. 
 

--------- 
GUIDANCE ON HOW TO PROVIDE YOUR INPUTS 

 
STEP 1. Create an account on EU Health Policy Platform (required to be able to submit comment) 

1a. Go to: https://webgate.ec.europa.eu/cas/eim/external/register.cgi  
1b. Fill in form  

 
 
 
 
 
 
 
 
 
 
 
 
 
 

↓ 
 
1c. Create password (activation link will be sent to your email address)  

Confirmation email on newly created account may take up to 24 hours to receive!  

STEP 2: Access the EU Consultation for the Legislation on Medicines for Children and Rare Diseases 

2a. Go to: 
https://ec.europa.eu/info/law/better-regulation/have-your-say/initiatives/12767-Medicines-for-
children-&-rare-diseases-updated-rules_en  

Scroll below through the page where written ‘Public Consultation’ and press ‘Go to consultation’ 
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2b.  After clicking ‘Go to consultation’ you will be directed to this website page:  
https://ec.europa.eu/info/law/better-regulation/have-your-say/initiatives/12767-Medicines-for-
children-&-rare-diseases-updated-rules/public-consultation_en 
 

 
 
Press ‘Respond to the questionnaire’ and you will be directed to below page. 
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3d. Click ‘Log in’ or ’Register’ to respond to the roadmap consultation (you will be asked to log in 
your account on EU Health Policy Platform)  
 
STEP 3: Provide your inputs 

The consultation is addressed to individual citizens, patients, and carers replying in their personal 
capacity as well as health professionals and organisations involved in cancer prevention, diagnosis, 
treatment, follow-up care and research. 

Drawing on your input, the Commission will go on to complement this initial public consultation with 
further targeted interactions with specific stakeholder groups. 

 

REFERENCE DOCUMENTS 

• SIOPE draft response on the EU Legislation on Medicines for Children and Rare Diseases: 
here 

• SIOPE and CCI-E 6 Key Recommendations on Paediatric Cancers: here 

----- 
 

For any questions, please contact: marko.ocokoljic@siope.eu  
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