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Information ecosystem management

@ What?

Information ecosystem management aims at better and systematically capturing stakeholders'
needs, expectations, concerns and experience to inform organisational decision-making and
the Agency's strategy.

@® Why?
Available data sources
Internally Externally i
Established channels for Social media Our aim:
stakeholders’ feedback Stakeholder communities to promptly identify

Stakeholder and media engagement, media and  Scientific literature
(Stakehold 999 | patterns, trends,
public queries, surveys, PCWP/HCPWP, public

consultations, European Parliament queries) data and insights

@ What's needed?
Systematic and validated process for analysis
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Information Ecosystem management

Pilot: RSV vaccines

Pilot: Long Covid
Misinformation management

Stakeholder listening

« Acute health event, i.e. that has high e e Sy e (e

Lack of trust in key areas (e.g. vaccines)
Trends for patient experience, preferences
impact on public health outcomes / (e.g. Public Hearings, outcomes, ADRS)

EMA’s reputation Potential reputational damage (e.g. Col)

public/media attention and where

misinformation is likely to spread with

Actions

Identify stakeholders’ conversation trends, information needs, gaps and potential misinformation
Prepare communication, engagement and trust actions, LTT, proactive communications, social media
Identify key scientific evidence discussed by stakeholders and escalate to experts as needed

Inform RWE/vaccines monitoring platform/ research agenda

Enhance monitoring of key topics

ADR: adverse drug reactions; Col: conflict of interest; ETF: Emergency Task Force; LTT: Lines-To-Take; PhV: pharmacovigilance, Pharmacovigilance; RSV: respiratory syncytial virus;
RWE: real-word evidence.
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Stakeholder listening:
Long COVID pilot




Pilot on Long COVID: rationale and objectives

Urgent public health priority - >39 million people (2024 oecp); 400 mill cumulative global incidence mat mes)

Impact on vaccine confidence as sometimes mixed with vaccine adverse reactions
Long COVID patient advocacy started in social media

« New disease; unmet medical need - treatments
No endpoints or biomarkers to date — all is Patient Experience Data

Objectives:

Identify key scientific Explore the use of Evaluate th c
SWilelenes, ERINESNG Ene stakeholder listening as staIZ:thlj?er Iigtgrs\ieng to

' ' source of Patient Experience

INFRIATIE I S € 2 support key EMA activities

Long COVID Data on Long COVID
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https://www.oecd-ilibrary.org/docserver/8bd08383-en.pdf?expires=1731943080&id=id&accname=guest&checksum=609BD23BA78C11FD68E068EED426B84C
https://www.nature.com/articles/s41591-024-03173-6

A step-by-step guide to stakeholder listening

Preparation
Data sources and

Research collection and = Create search = Validate search
questions =) analysis tools strings strategy
Collection
Direct stakeholder + Public and media + Literature + Social and news
feedback queries monitoring searches media searches
CregETiEs [ Analysis
a rise i
Analyse data and :
dentify topics =) themes and assign
importance level
Develop report with most important themes Reporting/
and send to subject matters Evaluation

experts/escalate for further action;
monitor and evaluate actions
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Research questions

From stakeholders’ point of view:

« What are the long-term symptoms and sequelae of Long COVID?

« Which are potential treatments, preferred outcomes and prevention measures for
Long COVID?

« Does vaccination protect against Long COVID?

« Does vaccination induce a post-vaccination syndrome similar to Long COVID?
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Data collection strategy

8

LWVmoOXCOWMW X>=H>0U

Social & news
media

(incl. key opinion
leaders)

Literature

Public queries

Media queries

Stakeholder

engagement
activities

*Tool for online and social media intelligence gathering.
WGCP, Working Group of Communication Professionals.
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Meltwater*

PubMed

AskEMA

Press inbox / WGCP

Workshops; Surveys;
stakeholder

communities;
PCWP/HCPWP;
public consultations
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Prioritising themes for reporting

9

Potential impact on public health

Priority for
EMA's
activities

High

Limited

Theme is a priority for
EMA activities

Theme is not a priority
for EMA activities or is
outside of EMA remit
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Reporting and follow-up actions

Example of report :]

WO ——

Stakeholder listening report

Relevant EMA teams

Mentions Trend by Search

If a (potentially) critical issue Discussion with cross-Agency
is identified, it will be teams on key issues
escalated immediately

Agree on actions

The treatment landscape for Long COVID is still at an experimental stage, and in most cases, proposed

treatment plans are largely based on patient experience o
58 O
Engagement &
communication Inform RWE
actions research agenda
3 i
] @,
Raise awareness on
scientific evidence Enhance -
discussed by monitoring o
key topics

stakeholders
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Misinformation
management:
RSV pilot




Misinformation pilot : objectives and
topic

Develop an EMA integrated process for infodemic insights

« Be more proactive in addressing misinformation and communication voids,
in case of an acute health event, building on learnings from other public
health institutions

Adapted to EMA context, with proposed actions

* Needs-based, risk-proportionate, and making best use of all data accessible
to EMA

« Identify misinformation, concerns, communication voids directly relevant to
EMA, i.e. on which we can act

« Complements other comms actions in the misinformation space
(collaborations, building trust)

RSV: respiratory syncytial virus
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We are testing our
processes with case study
on RSV, gathering
retrospective insights on
the 2024-25 cold season.

Why RSV?

These are newly launched
products, with high media
and public interest, and
focused on key populations
(babies, pregnant women,
elderly people).
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Adapt existing guidelines to EMA’s specific
mandate

Disseminate the infodemic

Working with a collaborating expert, specialist in
infodemic management el ot g

Develop an infodemic
insights report

Resources include:

Develop strategies and
recommendations

M@\
2@/

Identify and select

® WHO/UNICEF HOW tO bUIId an IndeemIC InSIthS Conductanitetedanalysisacruss
report in 6 steps

« Infodemiology.com

« Vaccine Misinfo Guide 7] L’LZI‘Liff;.li’E’;::“‘
B — . . i . 2 analysis plan for
(vaccinemisinformation.guide) SRS T R each data source

management insights
could help to answer
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https://www.who.int/publications/i/item/9789240075658
https://www.who.int/publications/i/item/9789240075658
https://www.infodemiology.com/
https://vaccinemisinformation.guide/
https://vaccinemisinformation.guide/

Misinformation management - step-by-step
N

o

@ @
Step 1 Step 2

Map data sources, agree

on appropriate sources

for the project and their
analysis plan

Agree research
questions and define
population of interest

gl E 5
&
Step 4 Step 3

Step 5

Produce and
disseminate a
misinformation

Collect the data
according to the
analysis plan

Conduct integrated
analysis, apply risk
classification

report, with
recommendations
for action Step 6 Step 7
Implement Monitor and evaluate
communication impact
actions*
@

O,
{95 ©
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*communication actions incl. filling
information voids with proactive
comms, media - social media and
stakeholder engagement, amplifying
accurate information, leveraging
trusted messengers...

EMA



Research question

Which narratives are emerging over the safety and efficacy of new
RSV medicines/vaccines that could negatively impact EMA’s public
health efforts and messaging?

Sub-questions:

What questions or concerns do EU citizens have about RSV infection and prevention measures?

How and why are narratives changing and evolving over time, and how is it appearing in different
communities and what responses does it generate?

Which specific concerns are raised regarding protection of babies, maternal immunisation and
vaccination of older people against RSV?

Which concerns are being discussed regarding the safety of new RSV medicines/vaccines?

Which concerns are being discussed with regards to how RSV medicines/vaccines have been approved?
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We welcome your perspectives {:@%}

Processes Long COVID piIOt

() Receiving feedback/concerns from

—n_ Views on the proposed process /@\“ your organisations on the Long
<= and methodology for information COVID research questions

ecosystem management

Finding best ways to involve you
and your network in the process and
collecting insights

o
v

Misinformation

(o) Are there avenues for common Beyonq the RSV pro_Ject, do you
@ 0.\ have views/suggestions on

actions? Pyt . .
@ engaging with us on
misinformation issues?
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EUROPEAN MEDICINES AGENCY

SCIENCE MEDICINES HEALTH

Thank you

rosa.gonzalez-gquevedo@ema.europa.eu

sophie.labbe@ema.europa.eu

Follow us


https://www.linkedin.com/company/european-medicines-agency/
https://www.youtube.com/user/emainfo
https://www.instagram.com/onehealth_eu/
https://bsky.app/profile/ema.europa.eu
mailto:rosa.gonzalez-quevedo@ema.europa.eu
mailto:sophie.labbe@ema.europa.eu
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