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179 million
people in Europe

€800 billion 
every year in Europe

26,6%
the burden of all 
diseases in Europe

Source: The value of Treatment for Brain Disorders, Discussion Paper January 2016 (http://www.braincouncil.eu/wp-content/uploads/2017/05/VoT-Discussion-Paper-1.pdf)

THE CHALLENGE OF BRAIN DISORDERS
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DESIGN WITH THE END IN MIND
BETTER BRAIN RESEARCH FOR BETTER HEALTH



The thinking underling Responsible Research Innovation 

wants to challenge our notion of good science as such.

It argues that excellence, validity and relevance are connected by 

engaging patients  and society in the research continuum as key 

stakeholder with decision making role 
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➢Governance: existence of formal governance
structures for RRI within research funding and
performing organisations

➢Public Engagement: models of public/patient
engagement in Research and Innovation decision
making

MONITORING THE EVOLUTION AND BENEFITS 
OF RESPONSIBLE RESEARCH AND INNOVATION (MORRI): 

UNMET NEEDS

https://publications.europa.eu/en/publication-detail/-/publication/fdd7dd10-c071-11e8-9893-01aa75ed71a1/language-en/format-
PDF/source-87584048 
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Require attention and resources following a
multistakeholder approach

It is increasingly important to consider patients'
needs and perspectives throughout the research
process

The conventional mechanisms for evaluating the 
results of health research are not able to represent 
the interests of all stakeholders

BETTER BRAIN RESEARCH FOR BETTER HEALTH
NEED FOR MODELS OF COLLECTIVE SUSTAINABILITY
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HELP MEETING THE CHALLENGE

A new business model
for collective sustainability  in health research
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➢Increasing the impact of health
research on people with brain
disorders, starting with the case study
of Multiple Sclerosis

MULTI-ACT GOAL
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A new governance model that can support MSRIs in improving 
their governance and better evaluate collective impact

Guidelines for capturing  “patient experiential knowledge” 
across the health research and innovation path

A new model for the assessment of the research impact across 
different dimensions (mission, excellence, economic, social and 
patient-reported impacts).

A set of guidelines to help in the use of the Integrated collective 
research impact framework, that can assist the users in applying 
the MULTI-ACT framework

A digital toolbox that can support users from a multi-
stakeholder perspective and the impact of research according 
to the patient's perspective

MULTI-ACT EXPECTED OUTCOMES
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Enabling multi-stakeholder initiatives to increase co-
accountability and ground its impact assessment in the 
outcomes that matter most to patients

Enabling the mission to be the explicit driver for accountability: 
alignment of research results with the initiative’s mission and 
agenda 

Fostering the implementation of the principles/best 
practices of EU Responsible Research and Innovation (RRI)

MULTI-ACT EXPECTED IMPACTS

Ensuring continuity of multi-stakeholder research initiative 
by ensuring commitment and engagement of the 
stakeholders
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IMPACT OF RESEARCH
THE MISSION: THE EXPLICIT DRIVER

“When people talk about missions, I always warn them: if this is something
that makes you feel comfortable and happy and cosy, then you haven't
understood it, because it's actually about fundamentally changing how we
think about innovation.”
Mariana Mazzucato 2019, https://www.wired.co.uk/article/mariana-mazzucato



“ACT LIKE AN ORGANIZATION AND THINK LIKE A MOVEMENT”

TRANSFORMATIONAL MISSIONS:
major strategic issues or 

challenges

➢ In such ventures the focus of the business moves beyond avoiding risks or
enhancing reputation and towards improving its core value creation ability by
addressing major strategic issues or challenges



«BEST PRACTICE MODEL» FOR NATURE AND LANCET NEUROLOGY
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Thank you!


