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• Most of the screened diseases are rare 
diseases.

• Early intervention can prevent the 
onset of disease symptoms or delay 
disease progression, improving the 
quality of life of the newborn, deriving 
a benefit for the patients, their 
families and the society.

• Currently there is no consensus on 
equal access and availability of 
screening programmes in Europe

Why is Newborn Screening a priority for EURORDIS? 
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The Newborn Screening Working Group reviews current policy and practice in the field of NBS, in 

order to develop principles for harmonious uptake of the NBS programs across the MS with a view to 

delivering maximum benefit and improving outcomes for babies born with rare diseases
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CNA/CEF Consultation Call (22 September 
2020)

Gathering feedback from CNA/CEF members on the draft 
Newborn Screening position statements that have been 
developed by the EURORDIS Newborn Screening Working 
Group. 

Understanding the landscape and diverse national approaches 

Ethical, social and economic ramifications 

Refining the Newborn Screening Position Statements 

30th EURORDIS Round Table of Companies 
Workshop (15-16 October 2020)

11 Principles
One sentence principles, 2-3 
paragraphs explanation

Call to action 
Specific requests to each relevant 
body

AGREE BUT NEEDS EDITING

AGREE, FINE AS IT IS

NO, I COMPLETELY DISAGREE

VOTING 
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KEY PRINCIPLES FOR NEWBORN SCREENING

1. Screening should identify opportunities to help the newborn and the family as broadly as

possible. That is, screening should identify actionable diseases including treatable

diseases.

2. NBS should be organised as a system with clearly defined roles, responsibilities,

accountability and communication pathways that are embedded into the national health

care system and recognised as a mechanism for earlier diagnosis of actionable conditions

as part of the broader care pathway.

3. The family of the newborn who has been diagnosed through NBS should be provided

with psychological, social and economic support by the competent national health

authorities.

4. All stakeholders should be included in the different stages of the NBS process.
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KEY PRINCIPLES FOR NEWBORN SCREENING

5. Transparent and robust governance for expanding NBS programmes is needed. Every

country/region should have a clearly defined transparent, independent, impartial and

evidence-based process for deciding which conditions are covered by the NBS

programme that includes all stakeholders.

6. Governance of NBS programmes should be explicit, comprehensive, transparent and

accountable to national authorities.

7. The evaluation process on the inclusion/exclusion of diseases in NBS programmes needs

to be based on the best available evidence, reflecting health economic evidence but not

determined only by health economics.

8. Information and education of all stakeholders on rare diseases and the whole NBS

process is essential for a broad and fair implementation of NBS programmes.
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KEY PRINCIPLES FOR NEWBORN SCREENING

9. European-wide standards addressing the timing, sample collection methods, follow-up,

and information shared with parents are needed to guarantee uniformity and quality

throughout the process.

10. Blood spot samples should be stored in national biobanks for research purposes while

ensuring appropriate safeguards for data protection and data access are in place.

11. ERN affiliated centres should be integrated in the care pathways of the different

healthcare systems and should be considered as preferential partners in providing

recommendations on NBS policies.



9

The Steering Group 
on Promotion and 

Prevention 
(SGPP)

Identify best 
practices

Recommend them to 
the EC 

European 
Commission 

Selects best practices
for funding and 

scaling up
Recommend them to 

the Member States

Member States  

Consider uptake at
national or regional 

level

Call to Action – a role for everyone

European Parliament

Support initiatives for harmonious practices in  NBS
Put pressure on the other EU Institutions
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Publication & Dissemination & Social Media Outreach 

Reach: 30.600
Reactions: 666

Total:
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Reactions 
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Would you be willing to translate the Newborn Screening 
Principles into your language? 

Please write in the chat 

?



14

Macedonian

Share this with your 
local communities!

Albanian 
Bulgarian
Georgian 

Greek  
Polish 

Romanian  
Spanish
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• Translating the position paper

• Second stage with the Newborn Screening Working Group

• Developing a roadmap

• Implementing the call to action 

Next Steps 
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• Application of adequate policies for newborn screening requires a collective effort 
from all stakeholders

• Dialogue between patients, parents, and treatment developers, together with 
clinicians with academic experts on newborn screening on the technology on ethical 
and economic aspects

• Collaboration between patient groups and industry is also of great importance, such 
as horizon scanning for timely decision making

• The impact of early diagnosis can be life changing for patients, this is what we 
should focus on when we are advocating for newborn screening.   

Key messages 
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Thank you for your attention

gulcin.gumus@eurordis.org


