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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

Patient \

WVoice
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EMA Framework of interaction based on 5 essential elements:

A network of European patients and consumers
organisations

A forum of exchange: EMA Working Party with
Patients and Consumers’ organisations (PCWP)

' ' i - EU
A pool of patients acting as experts in their e
disease and its management Network

Interaction with the EU Regulatory Network
Capacity-building focusing on training and raising oationt

awareness about EU regulatory system experts
Training
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How do patients participate:

Patients representing SlanacementiBaard

- ’ - -
patients” organisations * EMA Scientific Committee(s)

* Patients’ and Consumers’ Working Party (PCWP)

Patients representing their o EMA consultations

organisations

* EMA Workshops

Scientific Advice Procedures

Scientific Advisory / expert groups meetings
Committee consultations

Review of documents

Patients as individual
experts
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Patients and Consumers Working Party (PCWP)
« 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
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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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Patients review of EMA information for lay people

70% of comments

e Ensures key messages are led to changes

understood

Review of EPAR summaries

Total amount EPARs checked Total amount EPARs changed
following patient feedback
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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

vV VvV Vv ¥V VYV VY

CONTACT: PCWPsecretariat@ema.europa.eu
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Value of involving patients in EMA’s activities

> Patients’ involvement :

v' Brings patients personal experience into the scientific discussions

v' Contributes to more meaningful regulatory outcomes

v 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.
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EMA and Social Media

/ Linked[l] o
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Twitter: @QEMA_nhews

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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2~ Follow

0 EU Medicines Agency

Find out about the #medicines accepted in
our #PRIME scheme in April: bit.ly/2q825yY

Key figures
Applications and eligibility decisions Type of applicant
5 SME m »
ower [IIEEN 3
Academic @
71

Therapeutic areas

Haematology-haemostaseology [IENEY s
09y

Gastroenterology-Hepatology [ERIINS
Preumology-allergology
Vaccines [
lantat

Ophthalmology 3
Endocrinology-Gynaecology-Fertility-Metabolism u 2
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Tweet Activity

Twitter: Example of online |

. - Impressions 8,084
- | EU Medicines Agency @EMA_News
campaign m?.niurﬁ?;mh\e,vigfggf; Total engagements 364
#vaccineswork ZimmunizeEurope ) 238
- - : http://bit Iy/2q9RX5h Detail expands

European Immunization I pic itter comIVBTIBUADS Retweets 3
Week - 24/30 April 2017 Viedia engagements >
Reach a bigger audience Likes 2
- - Get more engagements by promoting this Tweet Link click: 16
Objective: Encourage people o ‘

Hashtag clicks
to vaccinate their children and [ === ] e :

themselves. Tweet Activity
ReSUItS: EU Medicines Agency @EMA News Impressions 9,190
| Let's not forget: some major human
. . % diseases are under control thanks to Total engagements 385
. I m p ressions: 4 1 ’ 746 ' immunisation #vaccineswork Detail expands 245

#lmmunizeEurope
"™ hitp://bit.ly/2q9RX5h Retwests 55
pic.twitter.com/bKgDCT3bD9

« Retweets: 171

. . . Lik 50
« Clicks on links: 61

Media engagements 14

each a bigger audience Link clicks 8

>el more engagements DY promoting this eel Hashtag clicks 5
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EU Medicines Agency

@EMA_News

TW|tte r. M O re exa m p I eS The latest issue of our human #medicines

highlights newsletter is now available:
bit.ly/2alFCD3

2> Follow

N e - -
2 89z

Antimicrobials

& 7z & are medicines that
ﬂ destroy or inactivate &

/ microbes, including

25,000 e =

people die each year

n the EU from infections caused by
bacteria resistant to antimicrobials

The best known
antimicrobials are
antibiotics that
are used to treat 5:34 am - 9 Aug 2016

infections caused f

by bacteria ) « Medicines are authorised for all EU citizens

at the same time

Bacteria evolve
and can become
resistant to

ZY 'S 00 GOK Liew: 1 existing antibiotics

antibiotics we have

::ldeul:lv‘:‘::;evelop « Single evaluation by European experts
3

common infections

EMA’s response CoulE TN ey
to protect patients roas

+ Product information available in all EU
languages at the same time

EU Medicines Agency @EMA_News - 13 Aug 2016
O #AntibioticResistance is a serious threat. See what EMA does to combat it: bit.ly/2beZLhL pic twitter.com/qCRgorBuiy

Centralised marketing authorisation for #medicines — why does it matter for

0 EU Medicines Agency @EMA_News - 16 Aug 2016
#EU citizens? bit.ly/18P5cgv pic.twitter.com/ztaVSASNaD
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LinkedIn and YouTube

LinkedIn: 17,665 followers

European Medicines Agency

emplo

Government Administration » 501-1,0 London, London

See all 918 employees =2

See jobs Following [

665 followers

About us

The European Medicines Agency (EMA) is a decentralised body of the European Union with headquartersin London. Its
main respensibility is the protection and promotion of public and animal health, threugh the evaluation and
supervision of medicines for human and veterinary use.

Headquarters Company Size Website

London, London 501-1,000 employees http://www.ema.europa.eu
Industry Founded

Government Administration 1995

Featured Groups
European Medicines
o Agency
2,028 members
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YouTube: 2,455 subscribers and 368,362 views
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y T,
/’.‘ " pem e ey | -
emainfo O Subscribe [ERER
Home Videos Playlists Channe Discussion About
» Welcome to the Europesn Medicines Agency Featured Channels
Welcome to the European Medicines Agency »
A European Commiss.

Subscribe

O
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Recently published
Workshop on the implementation of ISO standard for individual case safety
reports (ICSRs)
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Patients’ organisation that follow EMA’s Social Media

4,
MEGAN € uroros LA R
are iseases Europe tur Up(“” or - .
........... g A 4 * ENFA * \ ‘ EUROPEAN
S
. O@'m European Newwork of AG E COALITION
Fibronyalghs Associadons ‘

Paln Alliance
Europe

3
SMA €U rog)eﬂh %

o :
® Sare IC
° .

~~a Alzheimer EURGPH e
EPF iz N MP® €3 Eiope uome ) =

Forum t" International Alliance of
Patients’ Organizations

”? HEPDA
THALASSAEMIA ey
INTERNATIONAL Insulin ~
FEDERATION Dependent : l-bROPl AN
Diabetes '“‘c‘;;"g’;'tgga' rou\mu ION

L @EFNA

b (toropean federation of Newrsiog s Msoctations )
E European r] al

EUROPEAN
MULTIPLE SCLEROSIS
PLATFORM

AIDS Treatment

o~ EUROPE
Group

15 Patient Engagement and Social Media




EUROPEAN MEDICINES AGENCY

Social Media survey I - What social media do you use to...

... find information? ...communicate information?

3 N <
& o B S G
& S & & & o & A >
hYh x& (A 2 &
< & & r\;\& < $°’b < \ocf-b W& «°

B More than once a day B Once a day ® More than once a week B Once a week B Once a month B Rarely (every 6 months) B Never
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Social Media Survey II

Do you have any concerns regarding posting

information on social media?
Concerns: Personal information;

vulnerability and anonymity; and the
accuracy of information and its
(mis)interpretation

BYes HENo

Recommendations to EMA Social Media:
« Use Facebook and Storify

- Develop more engaging content
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Challenges I

Vaccines are one of the
most effective public health

Social Media facilitates " o> 5 interventions of the past century
engagement and dialogue with . 8. ¢ U that reduced considerably the
patients. i i < : - burden of infectious diseases.
0 wromAN mipicss aciney - #ImmunizeEurope #VaccinesWork
i e
BUT, Polly Tommey: #Vaccine #Injury Destroys

Lives So Listen To Parents

youtu.be/LMcO4PHNFWs
#lLearnTheRisk #VAXXED

/ ; . VACCINATION

Listen To The
Parents, Not The
Pediatricians

Social media also multiplies fake news
information that is not evidence-based.

Polly Tommey
VAXXED |
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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 1V

Tracking social media and follow-up

» Metrics that matter: impressions,
reach, engagement

> Listen and adapt
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Questions?

Further information

Marie-Agnes Heine

European Medicines Agency

30 Churchill Place e Canary Wharf e London E14 5EU e 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

Follow us on % @EMA_News
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