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Collaboration with patients: the EMA journey… so far 
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Patient involvement (2008 – 2017) 
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Three categories of patient representation 
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Patients representing their community 
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Patients and EMA scientific committees 
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Patients representing their organisation 
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Patients and Consumers Working Party (PCWP) 
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http://www.ema.europa.eu/ema/index.jsp?curl=pages/partners_and_networks/general/general_content_000708.jsp&mid=WC0b01ac05809e2d8c
http://www.ema.europa.eu/docs/en_GB/document_library/Other/2009/12/WC500018013.pdf
http://www.ema.europa.eu/docs/en_GB/document_library/Other/2014/12/WC500179567.pdf


Patients as individual experts 
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Patient involvement along the medicine lifecycle at EMA 
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Patients in scientific meetings 
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Patients and review of documents 
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Who do we work with?  

• Any organisation representing EU patients or consumers may express an interest 
to work with the Agency, however they must meet the defined eligibility criteria 
(application form on the EMA website) 

• List of eligible patients & consumers organisations published on the EMA website 

• Individuals can also register to be involved 

All images hyperlinked 
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http://www.ema.europa.eu/ema/index.jsp?curl=pages/partners_and_networks/general/general_content_000231.jsp&mid=WC0b01ac0580035bee
https://fmapps.emea.europa.eu/stakeholders/signup.php
https://youtu.be/Vhko3CXayFE
https://youtu.be/ShezrN2gs_8


Patients in pharmacovigilance activities 
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Members of PRAC 
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Examples 
Insulin : new strength box label design 
 : extraction from pre-filled pens 
Dopamine dysregulation syndrome - questionnaire 

http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwjHzNLAncTdAhVCLBoKHchgDmIQjRx6BAgBEAU&url=http://www.austingalano.org/groups/&psig=AOvVaw0d_gitbO3eQKNuWb0xaIHu&ust=1537348989086654


Reporting side effects Review of safety communications  
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Attendance to public hearing 

2017: Valproate containing medicines 
 
2018: Quinolones and fluoroquinolones 
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• Engagement with patients: 

 Brings the everyday aspects of living with a disease into the scientific 

discussions and helps bridge the gap between clinical trial data and real world data 

 Improves transparency and trust 

 Increases understanding and dissemination of EMA outcomes  

 Adds to quality of regulatory outcome 

• ALL perspectives are crucial and have ultimately resulted in more meaningful 

decisions for all concerned. 

 

Importance of engaging with patients in EMA 

Overview of current patient involvement 17 



Any questions? 
Maria Mavris 

Patient Liaison 
Public Engagement Department 

 
maria.mavris@ema.europa.eu 

www.ema.europa.eu 
 

European Medicines Agency 
30 Churchill Place • Canary Wharf • London E14 5EU • United Kingdom 

Telephone +44 (0)20 3660 6000 Facsimile +44 (0)20 3660 5550 
Send a question via our website www.ema.europa.eu/contact 
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mailto:maria.mavris@ema.europa.eu
http://www.ema.europa.eu/
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