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Why is NBS important to us?

• Paediatric emergency

• Without early detection & 

effective intervention, the 

condition is associated with 

almost 100% mortality

• Meets all Wilson & Jungner 

criteria

• Other PIDs may benefit 

from NBS in the future

Severe Combined Immunodeficiency (SCID)
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Implementation of SCID NBS
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EU: Council 
recommendations 

US: Federal 
recommendations

Taiwan

Spain: reg pilot
France: pilot

Israel
Iceland
New Zealand
Spain: reg
Poland: reg/pilot

Norway
US
Lebanon

Switzerland
Sweden
Germany
Singapore
Finland: pilot

Denmark
Qatar

Netherlands 
Russia: pilot

Ireland
Canada
Belgium: reg

Slovenia
Slovakia
Czechia
Latvia

A long journey, with each new step a victory!
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Regional campaign: :
• In the EU, Health is a national competence →

countries have the last word unless EU can add 
value

• Co-founded by IPOPI, ISNS and ESID, 
Screen4Rare is a multi-stakeholder platform 
aiming to support & exchange knowledge and 
best practices on NBS for rare diseases :

• By partnering with EU Commission to 
support member states

• By launching the MEP Alliance on NBS

• By including NBS in EU Presidencies’ 
agenda

• By collaborating with the ERNs

• To ensure all babies have equitable access to 
newborn screening

Source: 
https://pidlifeindex.ipopi.org/#/en/principl
es/world-map

https://pidlifeindex.ipopi.org/#/en/principles/world-map
https://pidlifeindex.ipopi.org/#/en/principles/world-map
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S4R recent activities December 2023

Meeting with EU Commissioner, September 2023

April 2024

Screen4Rare & MEP Alliance for NBS for RD 
meeting at the European Parliament. 
Hosted by MEP Billy Kelleher (Renew, 
Ireland) 

Upcoming! 6 November 2024:
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Global campaign: INSD

Celebrating the 

achievements & 

raising awareness on 

the value of NBS

Worldwide.

International Neonatal Screening Day (INSD)
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INSD – Around the world!
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Identify best strategy to get your campaign off the ground…

National campaign: Spain

January 2017
Implementation 
of SCID NBS in 
Catalonia

23 October 2017
Roundtable at the 
Congress on SCID 
NBS in Spain

2017
Initiatives in regional 
parliaments 
(Andalucia, Murcia)

2018
Clinical efficacy of 
SCID NBS report 
by the MoH

2018 - 2020
Initiatives in Parliament on 
SCID NBS, incl. in the Health 
Committee adopted by a 
large majority

2021
HTA on SCID NBS 
by the Spanish 
MoH

2021 - 2024
Implementation 
of SCID NBS in 
some Spanish 
regions

April 2024
MoH announcement: Q2 
2024 evaluation of SCID 
NBS

2022
Scientific societies & 
AEDIP call for SCID NBS in 
the media 
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Identify best strategy to get your campaign off the ground…

MALAYSIA

National campaign: Malaysia
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Getting a national campaign off the ground

• Takes time, patience…

• Understand your regional & national NBS environment (Status of your 
programme? other screened conditions? Federal or regional scope? Rare 
diseases plan? HTA aspects? Is treatment available? Other neighbouring 
countries are screening?) 

• Identify your stakeholders and who can support / partner with you (doctors, 
screening experts, other patient groups, industry?...)

• Choose your angle & message based on your national environment (SCID 
focused or other focus with SCID as case study example i.e. Malaysia?)

• INSD - an opportunity to build momentum, making NBS best practise become 
common practise

• We are here to help!!

TAKE HOME MESSAGES
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