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Patient engagement is
everybody’s responsibility.
How to reach beyond

the easy targets?
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Welcome

Helena Harnik
Programmes Director
The Synergist / PFMD

Ll

Camilla Habre
Project Officer
European Patients’
Forum (EPF)

Zsofia Bakonyi

Senior Manager Partnerships
EFPIA

Roxana Radu
Communications Manager
The Synergist / PFMD
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Session outcome: share resources & ideas to reach
beyond the usual targets in PE

Agenda

1. Introduction

2.  Why this open session?

3. Different perspectives for culture change

4. Open discussion - what experiences or ideas do you have?

5. Conclusions and next steps
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Patient engagement is a journey

e Patient engagement is effective and active
collaboration of patients, patient advocates, patient
representatives and/or carers in the processes and
decisions within the medicine lifecycle, along with
all other relevant stakeholders when appropriate.

e Meaningful patient engagement brings mutual
benefit to the community of medicine developers
(meaning all stakeholders involved from the patients,
industry, regulators, HTA bodies to the payers), and
requires inputs into decision-making, co-production
and dissemination of knowledge.
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( 5 ( Toolbox ) Best practices/
l EUPATI * Guidance

European Patients‘ Academy
p ‘1 "
m EUPATI

on Therapeutic Innovation
European Patients’ Academy

on Therapeutic Innovation

o European Patients’
Academy on Therapeutic
Innovation

o PPP established in 2012
with currently +20 partners

Regulator

www.eupati.eu
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http://www.eupati.eu

IMI PARADIGM
A Distinct Voice In the Patient Engagement Landscape

Mission
Contribute to a sustainable framework that enables meaningful patient engagement (PE) and
demonstrates ‘return on engagement’ for all players

@ Research and Design of />« Early dialogues with
3=, priority setting , clinical trials @ regulators and HTA bodies

@ Objectives

Develop processes and tools for these three points in the medicine lifecycle
Develop a sustainability roadmap for patient engagement
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PFMD’s Holistic & Integrated Approach Overview

And how we address fragmentation of methodology, tools and capability building
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INCREASING DEMAND AND
CREATING CONDITIONS FOR
SYSTEMATIC PE
/,, STRENGTHENING AND EXPANDING
/ BUILDING THE PATIENT ENGAGEMENT ECOSYSTEM
THE FOUNDATION:
Governance, building
capacity and planning
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WHAT ARE THOSE
... LOOKS \NTERGTWNG, WEIRDOS WP To ?
BuT 15 IT FoR ME..?

Communication
as a powerful
tool for culture
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Communication as a powerful tool for culture change

e Defining the expected culture change (internal, external)
e COMMUNICATION
e Audience mapping
e Low vs high communication points
e Influencers
e Leadership example & endorsement
e Systematic follow-up, evaluation & strategy adjustment
e Creating the conditions for change (tools, trainings, ready-made materials etc)
e Sharing of best practices
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Objectives

Share experiences: inducing cultural change & communicating about Patient
Engagement:

* What were the main challenges?
* How have you approached it?
* What has worked?

Identify the gaps/need: What kind of tools or information would be useful in
making the case for Patient Engagement within your own organisation and beyond?

E Discuss how can PARADIGM, PFMD and EUPATI address these needs?
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“l want you to find a bold and innovative way to do everything
exactly the same way it’s been done for 25 years.”

GI.ASBERGEJ Copyright 2004 by Randy Glasbergen.
www.glasbergen.com
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Communications & Leadership

Everybody deserves a life free
of pain and its physical,
emotional and societal burdens.

#WeWontRest

GABRIEL BAERTSCHI
CHIEF EXECUTIVE OFFICER
GRUNENTHAL

Patients are our primary focus at UCB.
By parinering with patients, caregivers, and also
patient advocates and patient organisations,

we are working for better
Patient Outcomes
#WeWontRest

#PatientEngagement

JEAN-CHRISTOPHE TELLIER
BELGIUM

CHIEF EXECUTIVE OFFICER
ucB
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Patient Engagement Landscape Fragmentation
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Training to enable
Patient Engagement



Innovative learning opportunities for s
everyone, co-created with and for

Industry Patient advocates Other stakeholders

(regulatory authorities)
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W Provide an

introduction j{els
patient engagement

Training is necessary to: s

¥ 4 Support the culture
mthat enables

systematic patient
engagement

patients

(¥ 4 Equip stakeholders with
the knowledge and tools

they need to engage with
each other
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What successful campaigns can you share with us?
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What other activities/ initiatives/ communication
efforts can be effective in reaching more people than
the usual patient engagement officers?
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