Rare2030

Foresight in Rare Disease Policy

A foresight study preparing a better future
for people living with a rare disease in Europe
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will gather the input of a large group of patients, practitioners and key
opinion leaders to propose policy recommendations that lead us to a better future for
people living with a rare disease in Europe.

Since the adoption of the Council Recommendation on European Action in the field of Rare
Diseases in 200g, the European Union has fostered tremendous progress to improuve the
lives of people living with rare diseases. Rare2030 will guide a reflection on rare disease
policy in Europe through the next ten years and beyond.
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identify trends and drivers of change that
affect the future of rare diseases and inform
policy options.

A structured stakeholder dialogue enriches
the list of trends and drivers of change and
ranks them to identify those considered of
high importance/high uncertainty and thus
most relevant for policy recommendations.

SCANNING THE
HORIZON

Consistent and plausible alternative futures
scenarios of the state of health and care
for peaple living with a rare disease in 2030
and beyond are constructed on the basis
of the most relevant trends and drivers. A
debate among key stakeholders on preferred
scenarios helps refine and complete scenarios
with their implications to gather consensus
around them.

BUILDING FUTURE
SCENARIOS

In a process of “back-casting”, patients, the

B A C K_ C A STl N G public and experts at EU and national levels
POI_'CY OPT'UNS AND propose policy options that can pave the

way towards preferred future scenarios. Final

R E C O M M E N D AT' O N S policy recommendations are presented at the

European Parliament.
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disease in Europe.
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YOUNG CITIZENS

Panel of Experts

A large panel of experts (up to 250 members)
representing a full range of stakeholders in the field
of rare diseases will serve as the core consultative
body throughout the project.

Patients

Through numerous workshops and the EURORDIS
Rare Barometer Voices platform, patients will make
their voice heard about preferences they have for
future policies that affect them.
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Young Citizens

To integrate the perspective of the next generation
of citizens, young students and advocates will be
asked to contribute their point of view.

European and National Healthcare
Professionals and Health Authorities

Coordinators and healthcare professionals of
European Reference Networks and national level
stakeholders will take part in a series of workshops
to propose policies options that reflect their expe-
rience and expectations and lead to the preferred
futures identified in the project.

@rare2030
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j. EURORDIS Non-profit alliance of rare disease patient organisations that work together
mRenseasesesir  t0 (mprove the lives of 30 million people living with a rare disease in Europe

orphanet

W Inserm Knowledge base and information portal for rare diseases and orphan drugs

Newcastle  John Walton Muscular Dystrophy Research Center: translational research

University to bring diagnasis, care and therapy to people with neuromuscular disease

FONDAZIONE

L Non-profit organisation fostering research that leads to cures for rare genetic diseases
elethon

.'“M:’“;'M\l Research institute working in the field of policy design, analysis and impact
IS/ SOV gssessment with a particular expertise in forward looking methods
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European
Reference
Network

European Reference Network for Hereditary
s ﬁifi;’m".:?:lfma.a Metabolic Disorders (University of Udine)

di Udy

MetabERN

European Reference Network on Rare Bone European
Disorders (Istituto Ortopedico Riz3oli)

Bone disorders (ERN BOND)

letwork

Imperial College  Centre for Health Economics and Policy Innovation: assessing impacts
London of public policies on chronic diseases and other areas of health

The health of 30 million people
living with a rare disease in
Europe should not be left to luck
or chance. prepares
a better future for people living
with a rare disease in Europe.

wwuw.rare2030.eu | @rare2030
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