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The European Medicines Agency (EMA)

EMA is the EU regulatory body responsible 

for the scientific evaluation and 

supervision of medicines developed by 

pharmaceutical companies for use in the 

European Union

(Human and Veterinary)

One application, one assessment, one 

authorization for medicines in Europe 
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Patient/consumer engagement at EMA
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EMA Framework of interaction based on 5 essential elements:

1. A network of European patients and consumers 

organisations

2. A forum of exchange: EMA Working Party with 

Patients and Consumers’ organisations (PCWP)

3. A pool of patients acting as experts in their 

disease and its management

4. Interaction with the EU Regulatory Network

5. Capacity-building focusing on training and raising 

awareness about EU regulatory system

Network of 
patients & 
consumers 

organisations

EU 
Regulatory 
Network

PCWP

Patient 
experts

Training
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How do patients participate:
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Patients and Consumers Working Party (PCWP)
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• Platform for dialogue and exchange between the EMA and patient organisations

• Representation from 20 organisations, EMA committees & Management Board

• Four plenary meetings per year, and consulted as and when needed

2016 - 10th 

Anniversary!
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http://ema-wcms.emea.eu.int/wp/getcontent-by-path/www.emea.europa.eu/images/pcwp_group.jpg;jsessionid=7tKF9UadYXkZYHHyi2n6aEZLZRdFr89PaP8YQctXunxAPKJs2EwX!-938638503
http://ema-wcms.emea.eu.int/wp/getcontent-by-path/www.emea.europa.eu/images/pcwp_group.jpg;jsessionid=7tKF9UadYXkZYHHyi2n6aEZLZRdFr89PaP8YQctXunxAPKJs2EwX!-938638503
http://www.ema.europa.eu/ema/index.jsp?curl=pages/partners_and_networks/general/general_content_001738.jsp&mid=WC0b01ac0580b15dc7


Who do we work with in the Patient and Consumer Working Party? 

 Any organisation representing EU patients or consumers that meets our eligibility 

criteria

 List of eligible organisations published on EMA website

 ‘Individual stakeholder database’ includes individual patients/consumers/carers 

(application form)

 Large network of EU organisations and individuals
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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
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Review of EPAR summaries

Patients review of EMA information for lay people

70% of comments 

led to changes• Ensures key messages are 

understood
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Challenges

 Finding suitable patients (e.g. language barrier, availability)

 Ensuring comprehensive, tailored training and support

 Providing a clear definition of patients role in the different activities 

 Managing potential conflicts of interest

 Representation

 CONTACT: PCWPsecretariat@ema.europa.eu
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 Patients’ involvement :

 Brings patients personal experience into the scientific discussions

 Contributes to more meaningful regulatory outcomes 

 Improves quality of information and communication to patients

 Patients are a recognised and integral part of the Agency’s work

 Participation has been refined for optimal involvement of mutual benefit.

Value of involving patients in EMA’s activities
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EMA and Social Media
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Twitter LinkedIn YouTube

Patient Engagement and Social Media 



Twitter: @EMA_news

Launched: February 2010

Today (May 2017) we have: 27.3K 

followers, 239 following, 18.6K tweets 

We tweet about: press releases, new 

guidelines, reports and more
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Twitter: Example of online 

campaign

European Immunization 

Week – 24/30 April 2017

Objective: Encourage people 

to vaccinate their children and 

themselves.

Results:

• Impressions: 41,746
• Retweets: 171
• Clicks on links: 61
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Twitter: More examples
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LinkedIn and YouTube

LinkedIn: 17,665 followers
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YouTube: 2,455 subscribers and 368,362 views 
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Patients’ organisation that follow EMA’s Social Media
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Social Media survey I - What social media do you use to… 
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…communicate information?… find information?
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Social Media Survey II

Concerns: Personal information; 

vulnerability and anonymity; and the  

accuracy of information and its 

(mis)interpretation

Recommendations to EMA Social Media: 

• Use Facebook and Storify

• Develop more engaging content

Do you have any concerns regarding posting 

information on social media? 
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Challenges I

Social Media facilitates

engagement and dialogue with

patients.

BUT,

Social media also multiplies fake news 

information that is not evidence-based.

18 Patient Engagement and Social Media 



Challenges II

Artificial intelligence and big data

New trends and developments in these 

areas revolutionise healthcare.

BUT,

what about patients’ data privacy?
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Challenges III

How to communicate on social media?

#H2H – Human to human

 Put ourselves in the mindset of the people 

we want to reach

 Explain complex issues in a simple way

 Use common language
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Challenges IV

Tracking social media and follow-up

 Metrics that matter: impressions, 

reach, engagement

 Listen and adapt
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Questions?

Marie-Agnes Heine

European Medicines Agency

30 Churchill Place • Canary Wharf • London E14 5EU • United 

Kingdom

Telephone +44 (0)20 3660 6000 Facsimile +44 (0)20 3660 5555

Send a question via our website www.ema.europa.eu/contact

Further information

Follow us on @EMA_News


