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Strengths 
• National screening committee 
• Programme financed by  Ministry of Health 
• One programme for the whole country 
• Good birth registry  
• Screening coverage of 99.98% 
• Limited number of screening labs with (almost) identical 

methodology and infrastructure 
• Close links between screeners and paediatricians 
• Most children referred to academic hospitals 
• Good compliance concerning treatment and follow-up 
• Affected children covered by health insurance 
• Research in academic centres 
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Basic screening data 
• Population 16.4 million 
• Birth rate 195.000 
• Consanguinity hardly 
• Newborn screening YES 

- Organised at the national level 
- 5 laboratories subcontracted by the  Natl.Inst.Public  Health (RIVM) 

• Data on test results collected and evaluated annually 

Screening for 
Condition 1st Year Number 

screened 
Number 
recalled 

Number 
diag.tested 

Number 
confirmed 

PKU 1974 6.045.000 725 725 335 

CH 1981 4.875.000 9262 9262 1625 

CAH 2000 1.200.000 168 168 100 
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Prevalence 

PKU 1 : 18000

CH 1 : 3000

CAH 1:12000 

J.Gerard Loeber 
13 November 2006 

Decision to expand in 2007 with 
- Biotinidase deficiency 
- Galactosemia 
- Glutaric aciduria type 1 
- HMG-CoA-lyase deficiency 
- Holocarboxylase synthase deficiency 
- Homocystinuria 
- Isovaleric acidemia 
- Long-chain hydroxyacyl-CoA dehydrogenase deficiency (LCHAD) 
- Maple syrup urine disease 
- Medium-chain acyl-CoA dehydrogenase deficiency (MCADD) 
- 3-Methylcrotonyl-CoA carboxylase deficiency 
- Sickle cell anemia 
- Tyrosinemia type I 
- Very-long-chain acyl-CoA dehydrogenase deficiency  (VLCAD) 
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ACMG Newborn Scrn Exp Grp,   Pediatrics 2006;117:S296-S307 

Scoring according to test availability 
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Methodology 
• Immunochemical 

- CAH, CH  

• HPLC  
- Sickle cell disease 

• Enzymatic 
- Biotinidase deficiency, Galactosemia 

• MS/MS  
- Amino acids, Acylcarnitines 
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and … 
• align metabolic screening with hearing screening 
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www.isns-neoscreening.org 
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Council of Europe member countries 

EUEU,, 
EFTAEFTA, 
otheotherr 

Member countries Council of Europe Neonatal  screening 2004-2005 

Albania 
Armenia 
Austria 
Azerbaijan 
Belarus 
Belgium 
Bosnia-Herzegovina 
Bulgaria 
Croatia 
Cyprus 
Czech Republic 
Denmark 
Estonia 
Finland 
France 
Georgia 
Germany 
Greece 
Hungary 
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Member countries Council of Europe Neonatal screening 2004-2005 

PKU CH CAH CF SCD GAL BIOT MCAD 
(ms/ms)

G6PD 

Luxembourg x x x
Macedonia x x
Malta x x
Moldova x
Montenegro x x 
Netherlands x x x p 
Norway x x 
Poland x x 
Portugal x x p
Romania p p
Russia x x p p
Scotland x x x 
Serbia x x 
Slovakia x x x
Slovenia x x 
Spain x x p p p p 
Sweden x x x 
Switzerland x x x x x x 
Turkey p p p p p p p p p 
Ukraine x p
United Kingdom (excl. Scotl.) x x x p

37 38 12 6 0 6 5 4 1 

Member countries  
Council of  Europe 

2004 
Screened 

infants (nr) 

2004
 
Screened
 

infants (nr)
 

Albania 
Armenia 0 
Austria 79022 
Azerbaijan 
Belarus 
Belgium 95318 
Bosnia-Herzegovina 
Bulgaria 66532 
Croatia 40273 
Cyprus 8421 
Czech Republic 97664 
Denmark 67169 
Estonia 13886 
Finland 53000 
France 817388 
Georgia 
Germany 726973 
Greece 106655 
Hungary 50000 
Iceland 4312 
Ireland 62000 
Italy 577351 
Latvia 20340 

Liechtenstein 300
 
Lithuania 29153
 
Luxembourg 5652
 
Macedonia
 
Malta 3000
 
Moldova 0
 
Montenegro 5000
 
Netherlands 194781
 
Norway 55000
 
Poland 354973
 
Portugal 108564
 
Romania 80000
 
Russia 1380877
 
Scotland 54312
 
Serbia 57098
 
Slovakia 52293
 
Slovenia 18249
 
Spain 450000
 
Sweden 90000
 
Switzerland 75842
 
Turkey
 
Ukraine 335670
 
United Kingdom  (excl. Scotl.) 625000
 

Total newborns screened 6862068 (=76%)
 
Estimated total newborns 8994630
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Thanks! 


