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NEED FOR MISSION-ORIENTED 
MULTISTAKEHOLDERS GOVERNANCE MODELS

In a time of challenges that call for mission-
oriented research, the future of healthcare 

sustainability requires new multi-stakeholder 
and multidisciplinary managerial models of 

cooperation that guarantee a long-term return 
on investment, not only economic
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THE CHALLENGE OF BRAIN DISORDERS



Responsible Research Innovation 

encourage stakeholders to work together during the whole research and 

innovation process to better align R&I and its outcomes with the values, 

needs and expectations of society
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HELPS MEETING THE CHALLENGE

A new mission-oriented model
for collective sustainability
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The MULTI-ACT FRAMEWORK
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MULTI-ACT CASE STUDY
MULTIPLE SCLEROSIS CARE UNIT

MS Care Unit 
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ECF MULTI-STAKEHOLDER INITIATIVE

Biogen Roche        TEVA Sanofi Novartis                       

Merck Almirall Celgene Actelion
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DIFFERENT STAKEHOLDERS…DIFFERENT PLATFORMS

Stakeholders

Patients
• EMSP

Healthcare professionals
• Neurologists: ECTRIMS, ECP...
• Radiologists: MAGNIMS
• Rehabilitation therapists: RIMS
• MS nurses, psychotherapists,…

Pharmaceutical industry

Regulators
• EU: EMA with CHMP 
• National

Payers
• Responsible for funding 

of approved medicines 
(National)

• Advised by national HTA

EMSP= European Multiple Sclerosis Platform; ECTRIMS= European Committee for Treatment and Research in MS; ECF= European Charcot 
Foundation; MAGNIMS= Magnetic Resonance Imaging in MS; RIMS= Rehabilitation in MS; EMA= European Medicines Agency; CHMP= 

Committee for Medicinal Products for Human Use; HTA= Health technology assessments
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THE MULTIPLE SCLEROSIS (MS) 
CARE UNIT INITIATIVE

LEAD THE WAY FOR PERSONALISED CARE
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üMS Care Unit is a patient-centered initiative
that aims to provide the highest possible
leading-edge interdisciplinary care model for
people with and affected by MS, while
advancing research to prove its cost-
effectiveness for the society (sustainability)

MS CARE UNIT MISSION
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ORGANIZATION OF THE MULTIDISCIPLINARY MS CARE UNIT: 
MINIMUM REQUIREMENTS FOR A MS CARE UNIT

MS-Neurologist
MS-Nurse

Physiotherapist

Secretary

Continence 
specialist*

Social care 
specialist* Pain 

specialist*

Spasticity
specialist

*

Neuropsychologist

* Service that may be provided by a MS–
Neurologist or MS-Nurse member of the 
multidisciplinary team with special 
education or interest 

Speech 
therapist

Dietitian*

Occupational 
therapist

Clinical 
psychologist

Collaboration with external part-time 
specialist

MS Care Unit

Person 
with MS
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MS Neurologists
MS-Nurses

Neuropsychologist
Clinical 

psychologist

Social care 
specialist*

Occupational 
therapist

Physiotherapist
Spasticity 
specialist*

Continence 
specialist*

Dietitian*

Speech 
therapist

Secretary

Laboratory 
technician

General 
practitioner

Social 
care/home-care 

service

Urologist

Neuro-rehabilitation

Neurosurgeon

Psychiatrist

Pain clinic

Neuro-
radiologist

Neuro-
ophthalmologist

Neuro-otologist

Orthopaedic

Surgeon

Internal 
medicine 
specialist

Gynaecologist/ 
Obstetrician/ 

Midwife

Dermatologist

Pain 
specialist*

Regular or intensive collaboration

* Service that may be 
provided by a MS–
Neurologist or MS-Nurse 
with special education or 
interest 

Rehabilitation 
physician

MS
patient

MS Care Unit

ORGANIZATION OF THE FULLY DEVELOPED 
INTEGRATED MULTIDISCIPLINARY 

MS CARE UNIT
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THE MS CARE UNIT COCREATING 
WITH MULTI-ACT CONSORTIUM

üTo refine its agenda (research transformative strategic
priorities and action plan) that will fulfil its mission and
meets its stakeholders’ priorities
üTo define relevant impact indicators associated with its
stakeholder’s priorities (return on investment/engagement)
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The MULTI-ACT: OPERATIVE FRAMEWORK

Indicators

Agenda

Data collection

Initiative profile 

and baseline 

analysis

Relevant Aspects

Context analysis 

& need 

assessment

Collective

Materiality 

analysis

Reporting, 

monitoring and 

assessment

Mission11 1

2

3

3

4

5

The Multistakeholder 
Research Initiatve has 

accomplished its  
mission

Has the
mission been

achieved?

4

The Multistakeholder
Research Initiatve

starts applying MULTI-
ACT

Yes

Is the agenda 
still aligned

with the
mission?

No/partially
Mapping stakeholders and establishment of the scope

Development of the operative framework

Co-selectionof aspects

Sharedmeasurementsystem

Reporting, monitoring and assessment

Yes

No/partially
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EUROPEAN CHARCOT FOUNDATION(ECF) BOARD
ECF

MULTISTAKEHOLDER 

MS INITIATIVE
MS CARE UNIT (MSCU) INITIATIVE

GOVERNANCE

MULTISTAKEHOLDERS MS CARE WORKING GROUP

MS CARE UNIT INITIATIVE 

STRATEGIC PRIORITIES

STRATEGIC PRIORITIES

MSCU

STRUCTURE

MSCU

FUNCTION

MSCU

SUSTAINABILITY

MSCU

IMPACT 
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BRIDGING EXCELLENCE WITH VALIDITY 
AND RELEVANCE: IMPACT

MS Care Unit Agenda
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EMPOWERING STAKEHOLDERS 
VIA MATERIALITY ANALYSIS

Through materiality analysis, the Master Scorecard allows the selection of impact indicators 
prioritised by MS Care Unit stakeholders and in line with the project’s mission & agenda
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Economic Mission SocialExcellence
Patient reported 

dimension

9 aspects 9 aspects 20 aspects 6 aspects 7 aspects

Materiality analysis

List of selected 
aspects

Selection of 
indicators Core indicators

Additional indicators

The Master Scorecard: a tool to measure 
research impact according to 5 dimensions

2020/05/11

All dimensions 
should be covered.
maximum number 
of indicators: 12.

AGENDA
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IMPACT ASPECTS SELECTED BY MS CARE UNIT: PRELIMINARY 
SELECTION HIGHLIGHTS THE IMPORTANCE OF THE PRD DIMENSION 
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TAKE HOME MESSAGES

ü In a time of challenges that call for mission-oriented research, the future
of healthcare sustainability requires new multi-stakeholder and
multidisciplinary managerial models of cooperation that guarantee a
long-term return on investment, not only economic.

üThe ECF MS Care Unit is a multistakeholders and multidisciplinary
Initiative that aims to meet a transformationl mission, leading the way
for personalized care.

üThe MULTI-ACT project represents a timely opportunity and an
important reference for structuring a model of mission-oriented
collective sustainability in cocreation with the MS Care Unit stakeholders.
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THANK YOU

Professor Giancarlo Comi

President European Charcot Foundation

https://www.charcot-ms.org

https://www.multiact.eu

https://www.charcot-ms.org/
https://www.multiact.eu/

