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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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Commissioned by NHS England via the 
Haemoglobinopathies CRG
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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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Commissioning Hub  
=  Nigerian  States
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We can engage our 
lawmakers as 
advocates
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• 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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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
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Information downloaded from the National Haemoglobinopathy Register
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Action plan to improve performance
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