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Dear Colleague 

CHANGES TO THE NEWBORN BLOOD SPOT SCREENING 
PROGRAMME   

1. I am writing to inform you of 3 changes designed to
strengthen the Newborn Blood Spot Screening Programme.
The first of these changes relates to the rejection by the
Scottish Newborn Screening Laboratory of bloodspot cards
received without a community health index (CHI) number.

2. Two further changes to the programme are in relation to the
formalisation of Sickle Cell Disorder (SCD) screening policy in
Scotland and changes to practices in reporting SCD
screening results.

3. For clinicians, these changes in SCD reporting practice have
no implications for how blood spot samples are obtained; staff 
should continue to counsel parents and collect the samples 
as they are currently doing.  

4. All of these changes will be implemented on 1 November
2013. 

Rejection of Newborn Bloodspot Cards Without CHI Number 

5. In February 2013, following consideration by the key
stakeholders, the Newborn Blood Spot Group endorsed a
proposal from the Scottish Newborn Screening Laboratory
(SNSL).  The proposal aimed to bring Scotland in line with the
rest of the UK in rejecting blood spot cards received without a
valid unique identifier as a means of improving the safety and
effectiveness of newborn screening.  The CHI number is the
approved unique identifier in NHS Scotland.

6. The CHI number is essential for fail-safe processes that are
needed to ensure each Scottish baby is screened within the
correct time frame. Significant clinical and legal risks are
mitigated by making this a mandatory item, and this process
is being introduced.
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7. All blood spot cards received in the laboratory on or after 1 November 2013 without 
a valid CHI number will be rejected and a request repeat generated. 
 

8. All Health Boards should ensure that the necessary local systems are in place to enable 
all healthcare professionals who may be involved in obtaining blood spot samples to have 
timely access to CHI numbers. 

 
Formalisation of Universal Sickle Cell Disorder Screening Policy 
 
9. In October 2010 Scotland added universal newborn screening for SCD to the newborn 

bloodspot screening programme for a trial period.   
 

10. To enable a decision to be reached on the formalisation of Scotland’s newborn SCD 
screening policy, the Newborn Blood Spot Group commissioned an exercise that 
identified and explored various options.  
 

11. While Scotland has traditionally had a low incidence of SCD, evaluation of the first 
18 months of universal newborn screening has demonstrated that SCD incidence is 
higher than expected.  Trends in ancestry and ethnicity data suggest that Scotland’s 
ancestral diversity is increasing, thus SCD incidence is also likely to increase in the 
future.  
 

12. The recommendation from that exercise, subsequently endorsed by the Newborn Blood 
Spot Group, is to continue with universal SCD screening in Scotland on a permanent 
basis.   
 

13. Continuing with the existing universal screening programme would minimise the risk of 
missed cases and carriers and provide a straightforward approach consistent with other 
countries in the UK and abroad.    
 

 
Changes to Sickle Cell Disorder Newborn Screening Practice (and Impact on 
Thalassaemia) 

    
14. In 2011 the UK National Screening Committee (UKNSC) undertook a review of newborn 

screening of thalasseamia as well as a review and consultation on unidentified 
haemoglobin variants.  Following these reviews the advice of the UK NSC is: 
 

 newborn screening for thalassaemia is not recommended, but screening laboratories 
should report clinically significant thalassaemias found incidentally in the course of 
newborn screening for SCD; 
 

 Whilst the newborn screening for SCD also detects the majority of Beta thalassaemia 
major cases, it will not detect all of them as the newborn screening is not a diagnostic 
test for thalassaemia.  It is therefore important to refer a child showing symptoms of 
possible thalassaemia to the specialists, irrespective of the results of the newborn 
screening test results; and 

 

 Newborn screening laboratories should discontinue reporting a defined range of more 
than 800 unidentified haemoglobin variants seen on newborn screening which do not 
appear to have any clinical significance.   
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15. Recommendations from an expert group convened to consider and plan for 
implementation of these changes in Scotland have been endorsed by the Newborn Blood 
Spot Group.   
 

16. The SNSL will implement the following reporting requirements for SCD screening:   
 

 Continue the current Hb A cut off to indicate that babies may have Beta thalassemia 
major of 1.5% or less;  
 

 A 3 year pilot will look to provide evidence regarding a 3.0% or less Hb A cut off in the 
future as some babies who have thalassaemia may have a Hb A value greater than 
1.5% at birth.  The pilot will require all newborn laboratories to record and report 
annually to the Screening Programme Centre on: 

 
o the level of Hb A when only Hb A and Hb F are present and the Hb A is less 

than 3%; and  

o the gestational age and the results of any repeat and/or final testing.  

 

 Continue to report Hb Barts but increase reporting cut off from 25% to 30%.  This will 
be reviewed again in 2 years when more data will be available;  

 

 Only report homozygous, compound heterozygous and carriers of Hbs S,C,D,E and 
O-Arab.  Other unidentified variants will not be reported; and  

 

 For negative reports, the wording used for reporting results to Child Health Systems in 
Health Boards and for onward transmission to parents through existing systems, 
should be “Hbs S, C, D, E and O-Arab not detected” instead of “Normal/not 
suspected”. 

  
17. These changes to SCD newborn screening policy and practice do not affect existing 

clinical referral and management pathways related to newborn blood spot screening. 
 

18. National Services Division will lead and coordinate boards in implementing all of these 
changes. Further information and resources can be found at: 
http://www.pnsd.scot.nhs.uk/?page_id=1361  

 
 
Yours sincerely 
 
 
Harry Burns 
 
 
HARRY BURNS               
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