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The National Cancer Intelligence Network is operated by Public Health England from 1st April 2013 



 New national cancer dataset – incorporates 
registration 

 Whole patient pathway 

 Aligned and rationalised with other cancer datasets 

 Includes generic and site specific data  

 Submitted monthly – most data from MDT systems and 
Path systems 

 Monthly feedback 

 Phased implementation Jan 13 – Jan 15 

 Oversight by COSD Governance Board 

 

 

 

A recap - COSD 



 Referral through to treatment for all patients 

 Initial Focus on : 

 Diagnosis 

 Basis of diagnosis 

 Performance status (for adults) 

 Contact with CNS 

 MDT discussion 

 Stage (TNM and site specific) 

Core dataset 



 SARCOMA TUMOUR SITE (BONE) 

 SARCOMA TUMOUR SUBSITE (BONE)  

 SARCOMA TUMOUR SITE (SOFT TISSUE 

 SARCOMA TUMOUR SUBSITE (SOFT TISSUE) 

 MULTIFOCAL OR SYNCHRONOUS TUMOUR 
INDICATOR 

 

Sarcoma – Site Location 



 HISTOPATHOLOGICAL TUMOUR GRADE 

 GENETIC CONFIRMATION  

 BONE  

 EXTENT OF LOCAL SPREAD 

 TUMOUR NECROSIS 

 TISSUE TYPE AT NEAREST MARGIN 

 SOFT TISSUE 

 TUMOUR DEPTH 

 MITOTIC RATE (GIST) 

 

 

 

Sarcoma – Pathology data 



 Development of Level 4 (analytical) reports 

 Complex dataset – not quite got it right yet! 

 Annual revision to keep dataset up to date 

 Latest revisions –approved by  ISB  

 Standardisation of size measurements to 2dp 

 New fields for Report groupings to align with CCGs 

 Other minor amendments for clarity and current practice (incl 
Mitotic rate for GISTs) 

 SNOMED CT pilot project (Procedure codes and Path T and M 
fields) 

 Formal change request process through COSD helpdesk 

 Regular Newsletter, User Guide  and website 

 

 

Maintenance and ISB 
process (NCIN) 



Online learning for non 
clinical staff 



Timetable 

July 12 

ISN issued 

Jan 13 

CORE and SITE 
SPECIFIC STAGE 

July 13 

SITE SPECIFIC 
CLINICAL 

Jan 14 

SITE 
SPECIFIC 
PATHOLOGY 

Jan 15 

FULL COSD 
DATASET 
submitted in 
XML 

Mar 13 

Level 1 & 2 reports   

(raw data) 

~ Mar 14 

Level 4 reports 

(clinical analysis) ~ Sept 13 

Level 3 reports 

(compiled data)  



July 12 

ISN issued 

Jan 13 

CORE and SITE 
SPECIFIC STAGE 

July 13 

SITE SPECIFIC 
CLINICAL 

Jan 14 

SITE 
SPECIFIC 
PATHOLOGY 

Jan 15 

FULL COSD 
DATASET 
submitted in 
XML 

Timetable 

Mar 13 

Level 1 & 2 reports   

(raw data) 

Dec 14 

Level 4 reports 

(clinical analysis) 

June 14 

Level 3 reports 

(compiled data)  



 Reporting portal 

1. Fact of submission (files)  

2. Data Quality (raw data) 

3. Quality assurance (processed data) 

 

 Analytical reports - led by NCIN 

4. Clinical analysis (processed/summarised data) 

Reporting feedback 



 Separation of registration and analysis within 
PHE  

 Analysis by PHE Knowledge and Intelligence 
Teams and NCIN 

 National Cancer Registration Service 
 Single system (ENCORE) and processes 

 Collate data from multiple sources 

 Timely feedback 

 

 

Cancer registration  



 Implementation led by NCRS 

 Data Transfer Agreements signed with Trusts 

 ~160 trusts submitting MDT data files 

 Data liaison lead appointed to work with Trusts 

 Reporting portal established – feedback on files 
received and key fields in raw data submitted 

 Revision of reporting portal – expected Feb 2014 

 Registration feedback deferred to 2014 

 

Implementation progress 



 25% increase in use of two main systems 

 

 

 

 

 

 Standard template for trusts with no system 

MDT systems in place 
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 National lead appointed 

 Officer at each branch office 

 Working with Trusts to improve data quality 
and completeness 

 Concentration on key fields to start with – eg 
stage completeness  

Data Liaison Team 



London Cancer Alliance 

Staging Completeness 2011 / 2012 
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Data Source: Thames Cancer Registry 2011/12 Annual Report 



London Cancer Alliance 

Staging Completeness 2012 /2013  

Full Stage Partial Stage 
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Data Source: Thames Cancer Registry Live Conformance Report 



Reporting portal 
http://cosd.ncr.nhs.uk/ 



 Revised feedback reports in progress (Level 1 
and 2) 

 Changes to be shown over time 

 Separate online reports for each tumour group 

 Revised tumour groupings and total by Trust 

 Compiled registrations (Level 3) – deferred to 
mid 2014 

Reporting feedback 
developments 





Level 2  
– Data quality – raw data 

 By MDT/Tumour group and Provider for month 
of diagnosis (invasive and non invasive) 

 Available within one month of submission 

 For Trusts submitting in XML/structured format 

 How do you want to get feedback? 

 

 



 



 a) Number of tumours diagnosed in the calendar month. 

 For all diagnoses in the month, the number and percentage of cases 
supplied…. 
 b) with a treatment record submitted 

 c) with a first treatment of surgery (to inform responsibility for integrated staging – see 
2.3c) 

 d) with a basis of diagnosis (Not including “not known”) 

 e) with a histological basis of diagnosis 

 f) with a Clinical Nurse Specialist indication code (Not including “not known”) 

 g) who had contact with a Clinical Nurse Specialist  

 h) for patients aged under 25  

 i) discussed at a Multi-Disciplinary Team (MDT) Meeting 
 

 

Reporting feedback - Level 
2.1 



 



  
 

 L2.2 – For all cases discussed at an MDT Meeting, the number and 
percentage supplied…. 
 a) with Performance Status (not applicable for patients aged under 16) 

 b) with a full stage value  

 c) with performance status and a full stage value 

   

 L2.3 – For all cases discussed at an MDT meeting, the breakdown of Staging 
Completeness  by cases having… 
 a) Any Stage 

 b) Pre-Treatment Stage 

 c) Integrated Stage (for all cases with a first treatment of “Surgery” [2.1c]) 

 d) Site-Specific Stage 

   
 

Reporting feedback – L2.2 
and L2.3 



   

 All cases receiving treatment in the calendar month 
broken down by 

 a) Surgery 

 b) Radiotherapy 

 c) Chemotherapy 

 d) Non-active Therapy 
 

Reporting feedback – L2.4 



 Due summer 2014 

 Availability through reporting portal 

 Based on same data as Level 2 reports 

 Complied to cover whole pathway for shared patients 

 Additional site specific feedback to support Level 4 analysis 

 

Level 3 – Reports on 
registered cases 



 NCIN leading 

 Development during 2014 

 Consultation with clinical teams 
 SSCRGs 

 Network site specific groups 

 NHS England - Sean Duffy (one year survival) 

 Need to align with  
 Service profiles 

 Peer review clinical lines of enquiry 

 Commissioning and SCNs 

 National and professional body audits 

 

Level 4 - Clinical reports 



 NCIN leading maintenance and ISB 

 NCRS leading implementation 

 Whole dataset should now be collected 

 Reporting feedback under revision – due imminently! 

 Summary reports mid year 

 Analytical reports by end of year 

 

 

 

 

 

 

 

 

Summary 



Thank you 
trish.stokes@phe.gov.uk 

Queries to: cosd@ncin.org.uk 



The Cancer Outcomes Conference 2014 will explore the ‘power of information’ 
both locally and nationally.  
 
It will examine how UK-wide cancer registration data and other health related 
datasets are being exploited to reduce cancer incidence, mortality and 
morbidity. 
 
To find out more, visit www.ncin.org.uk/conference  
 
     
    @NCIN_PHE 
    #NCIN2014 
 

http://www.ncin.org.uk/conference

