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Overview 

• Linked antenatal and newborn screening programme 
for Sickle Cell & Thalassaemia (SCT) in England

• SCT newborn screening is part of the NHS Newborn
Blood Spot Screening Programme, which screens for 9 
conditions 

• Programme standards define what is required to deliver 
a high quality, effective screening programme and 
encourage continuous improvement

• Key performance indicators (KPIs) focus on standards 
that require closer monitoring and/or improvement 
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Data & information governance

• Data collection is important for:

• understanding prevalence and demand for services

• monitoring performance

• evaluating the programme 

• identifying areas for development 

• updating best practice to improve outcomes 

• Information governance systems support:

• robust referral processes

• the effectiveness of the screening programme 

• equality of delivery 
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Newborn Blood Spot Failsafe Solution

• The failsafe system is used to ensure all children born in England are screened 
and results are recorded for each of the 9 conditions 

• Live birth information feeds into the system and records are matched with 
maternity units 

• Newborn blood spot results are uploaded to baby records. Repeat test 
requirements are included

• Where no initial sample cards are recorded, baby records are flagged on amber 
on day 12 and red day 17

• Where repeats are required and not recorded on the system, baby records are 
flagged on day 35

• The failsafe system is used in addition to existing pathways; it acts to provide 
assurance that screening is being delivered correctly 
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System screenshot
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SCT newborn outcomes system

•The Sickle Cell and Thalassaemia newborn outcomes system is 
currently being implemented in England

•The system aims to: 

• support referral of screen positive infants from screening laboratories 
into treatment services

• improve patient safety by allowing users to view the status of patients 
along the care pathway

• improve quality and completeness of data to evaluate the programme

• reduce duplication of data entry

• reduce manual chasing through automated alerts
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Demonstration 
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Screen shots of system



Screenshots (NHR access)



Link to national registry 

• The National Haemoglobinopathy Registry (NHR) is a 
database of patients with red cell disorders (mainly Sickle 
Cell Disease and Thalassaemia Major) living in the UK. 

• It collects data required by the Department of Health and its 
aim is to improve patient care.

• The newborn outcomes system enables clinicians to ‘pull 
through’ patient information and create records on the 
National Haemoglobinopathy Registry (NHR) 

• There is a national drive to use it more comprehensively and 
this process reminds clinicians to gain consent and use the 
NHR 

• The link also reduces the need to create a new entry 
manually
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Safety and evaluation

•Having systems like these in place:

• improves patient safety 

• standardises processes nationally

• makes the programme more robust 

• enables more effective evaluation and monitoring of 
screening processes – locally and nationally 

• facilitates service design based on prevalence/ 
demand for services

• provides an audit trail for tracing back issues or 
investigating incidents 
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Thank you 
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The UK National Haemoglobinopathy Registry and Dashboard

Established 2008

• Following  commencement of  National  Antenatal and 
Neonatal Screening  Programme in 2004

What does it do?

• Data collection 

All UK patients with major haemoglobinopathies/rare anaemias



The UK National Haemoglobinopathy Registry and Dashboard

What are the benefits of the NHR?

• Enhance monitoring of changing  demographics

• Enhance  service delivery – Funding staff and infrastructure

• Improves  patient outcomes

• Resource for research

• Good practice – A template  for limited resource countries

• National Haemoglobinopathy Registry =NHR
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The UK National Haemoglobinopathy Registry and Dashboard

Commissioned by NHS England via the 
Haemoglobinopathies CRG
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The UK National Haemoglobinopathy Registry and Dashboard

2018 /2019  Report



The UK National Haemoglobinopathy Registry and Dashboard

E.g.  In Kaduna State
Laboratory = Patrick Yakowa Hospital, Kafanchan
PHE = Primary Health Care Development Agency
Treatment Centre = Barau Dikko Teaching Hospital (BDTH)
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Datasets
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The UK National Haemoglobinopathy Registry and Dashboard

Commissioning Hub  
=  Nigerian  States



The UK National Haemoglobinopathy Registry and Dashboard

We can engage our 
lawmakers as 
advocates



The UK National Haemoglobinopathy Registry and Dashboard



The UK National Haemoglobinopathy Registry and Dashboard

• Support commissioning and management of 
specialist centres

• Development of hand held records

• Evolve into a patient management system

• Year of care funding

• Overall improving outcomes
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The UK National Haemoglobinopathy Registry and Dashboard

UK Haemoglobinopathy Dashboard       

• Commissioned by NHS England

• Quality surveillance reporting system

• Identical standards across the UK

• Continuously monitored

• Data flow from NHR

• Poor performance – Investigations/sanctions



The UK National Haemoglobinopathy Registry and Dashboard

Information downloaded from the National Haemoglobinopathy Register
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The UK National Haemoglobinopathy Registry and Dashboard

Action plan to improve performance


