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                            PUBLIC BETA

This is a new website. Please help us shape and improve it by providing your comments and feedback.
                    

                

            

    


























          












            
        
            
                    

                Working with data to improve patient experiences, outcomes and save lives

                
                    
As an NHS organisation, the National Disease Registration Service (NDRS) collects patient data on cancer, congenital anomalies and rare diseases, and provides expert, timely analysis to support clinical teams, academics, charities and policy makers to help plan and improve treatments and healthcare in England.                    
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                        A strategic plan for NDRS 2023 - 24

                            The National Disease Registration Service (NDRS) strategic plan sets our vision, core business and strategic priorities over the next 12 months.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        Do I need to register?

                            Find out if patients need to register their details with the National Disease Registration Service (NDRS). 

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        NDRS spring webinar series

                            The National Disease Registration Service (NDRS) will be running a spring webinar series starting in March, with the aim to help navigate our infomation, resources and outputs more effectively.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        NDRS wins Government Project Delivery Innovation Award 2024

                            The National Disease Registration Service (NDRS) wins the Government Project Delivery Innovation Award 2024.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        Rare Disease Day

                            29 February is Rare Disease Day to raise awareness and generate change for the 300 million people worldwide living with a rare disease, their families and carers. In recognition, the National Disease Registration Service (NDRS) published its rare disease/condition prevalence data.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        Staging completeness dashboard

                            Explore a new dashboard reporting completeness of staging data for cases discussed at multidisciplinary teams (MDTs) submitted by NHS trusts to the National Disease Registration Service (NDRS).

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                

        

    

    
















    
        
            
                    Collecting and recording patient data

            

        

        



                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        Access to NDRS data

                            Discover more about requesting access to the National Disease Registration Service (NDRS) data.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        Clinical data sets

                            National Disease Registration Service (NDRS) works to understand what information is required for the delivery of NHS services; to improve data quality and timeliness; and to link datasets together and make them available to improve outcomes.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        Data tools and platforms

                            Discover what National Disease Registration Service (NDRS) data tools and platforms are available.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        NDRS Data stories

                            Data stories show how the National Disease Registration Service (NDRS) uses patient information to improve diagnosis and treatment of cancer, rare diseases and congenital anomalies.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                

        

    

    











    
        
            
                    Latest data outputs and publications

            

        

        



                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        30-day mortality post-Systemic Anti-Cancer Therapy

                            Explore the new 30-day mortality post-Systemic Anti-Cancer Therapy (SACT) case-mix adjusted rates (CMAR) report. This work is produced by the National Disease Registration Service (NDRS) team, as part of the SACT data programme.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        Congenital anomalies annual reports

                            View all annual reports released by the National Congenital Anomalies and Rare Diseases Registration Service (NCARDRS) containing information on congenital anomalies detected in babies delivered between 2015 - 2020.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        OCAFP project summary report

                            The Ovarian Cancer Audit Feasibility Pilot (OCAFP) project summary report is a  publication on the lessons learned on the feasibility of a national ovarian cancer clinical audit utilising only existing cancer registry, Systemic Anti Cancer Therapy (SACT) and Hospital Episode Statistics (HES) data.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                    
                        
                            
                                
                            
                        
                    

                
                    
                        RCRD COVID and treatment dashboard

                            This tool provides a suite of metrics relating to cancer incidence and treatment data, derived from this rapid registration data. It is hoped these metrics will support clinicians, trusts, and cancer alliances in planning and providing cancer services.
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                    Information for patients and families

            

        

        



                

    
        
            
                
                    
                        Collecting and keeping patient data safe

                            Detailed information about how the National Disease Registration Service (NDRS) collects and records data of people with cancer, rare diseases or congenital anomalies.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                
                    
                        Genetic enquiries

                            Discover how the National Disease Registration Service (NDRS) supports NHS clinical genetics services by offering a service to check cancer diagnoses within families.

                    

                    
                        
    
        
            
        
    
                        
                        
                    

                

            

        
    
                




                

    
        
            
                
                    
                        Opting out of disease registration

                            Find out how to request for your data to be removed from the National Disease Registration Service (NDRS) registers.
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