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  2 Risks and rewards of data use 

(With apologies to Haruki Murakami) 

http://www.google.co.uk/url?sa=i&source=imgres&cd=&cad=rja&uact=8&ved=0CAgQjRxqFQoTCJPc3PTu9scCFaQZ2wodIR8Mqg&url=http://books.google.com/books/about/What_I_Talk_About_When_I_Talk_About_Runn.html?id=pMu390crF0EC&source=kp_cover&psig=AFQjCNEd1Yf4UyljA5Pw_STk2raC8MAHFg&ust=1442331831010565
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Comparing the multiple sources of cancer treatment data   6 

  

Cancer Registration 

Inpatient/Outpatient/A&E Hospital Episode Statistics:  HES 

Cancer Waiting Times:  CWT 

Radio-therapy Data Set:   RTDS 

Systematic Anti-Cancer Therapy:  SACT 

Cancer Patient Experience Survey: CPES 

Patient Reported Outcome Measures: PROMS 

Diagnostic Imaging Dataset: DID 

 

 

 



Cancer data ï record level 

  

  7 Risks and rewards of data use 

NHSnumber
Name and 

Address
Age  Gender  Ethnicity  Postcode

 GP 

practice

Admission 

date
 Diagnosis  Stage  Pathology  Treatment ŜǘŎΧ

6000000001John Smith 77 M A BS16 9AN A8001 29/09/2015 C61 1b 80103
M61.1 / 

Y76.5
ŜǘŎΧ

Unique 

Identifier
Demographic details Clinical details

NHSnumber, 

Name & Address
Age, Gender, Ethnicity, Postcode, GP practice

Admission date, Diagnosis, Stage, Pathology, Treatment, 

ŜǘŎΧ



Cancer data ï record level 

  

  8 Risks and rewards of data use 

NHSnumber
Name and 

Address
Age  Gender  Ethnicity  Postcode

 GP 

practice

Admission 

date
 Diagnosis  Stage  Pathology  Treatment ŜǘŎΧ

6000000001John Smith 77 M A BS16 9AN A8001 29/09/2015 C61 1b 80103
M61.1 / 

Y76.5
ŜǘŎΧ

Unique 

Identifier
Demographic details Clinical details

NHSnumber, 

Name & Address
Age, Gender, Ethnicity, Postcode, GP practice

Admission date, Diagnosis, Stage, Pathology, Treatment, 

ŜǘŎΧ



Cancer data ï record level 

  

  9 Risks and rewards of data use 

NHSnumber
Name and 

Address
Age  Gender  Ethnicity  Postcode

 GP 

practice

Admission 

date
 Diagnosis  Stage  Pathology  Treatment ŜǘŎΧ

6000000001John Smith 77 M A BS16 9AN A8001 29/09/2015 C61 1b 80103
M61.1 / 

Y76.5
ŜǘŎΧ

Unique 

Identifier
Demographic details Clinical details

NHSnumber, 

Name & Address
Age, Gender, Ethnicity, Postcode, GP practice

Admission date, Diagnosis, Stage, Pathology, Treatment, 

ŜǘŎΧ

NHSnumber
Name and 

Address

6000000001John Smith

Unique 

Identifier

NHSnumber, 

Name & Address



Cancer data ï record level 

  

  10 Risks and rewards of data use 

NHSnumber
Name and 

Address
Age  Gender  Ethnicity  Postcode

 GP 

practice

Admission 

date
 Diagnosis  Stage  Pathology  Treatment ŜǘŎΧ

6000000001John Smith 77 M A BS16 9AN A8001 29/09/2015 C61 1b 80103
M61.1 / 

Y76.5
ŜǘŎΧ

Unique 

Identifier
Demographic details Clinical details

NHSnumber, 

Name & Address
Age, Gender, Ethnicity, Postcode, GP practice

Admission date, Diagnosis, Stage, Pathology, Treatment, 

ŜǘŎΧ

Age  Gender
 Ethnicity 

code
 Postcode

 GP 

practice

77 M A BS16 9AN A8001

Demographic details

Age, Gender, Ethnicity, Postcode, GP practice



Cancer data ï record level 

  

  11 Risks and rewards of data use 

NHSnumber
Name and 

Address
Age  Gender  Ethnicity  Postcode

 GP 

practice

Admission 

date
 Diagnosis  Stage  Pathology  Treatment ŜǘŎΧ

6000000001John Smith 77 M A BS16 9AN A8001 29/09/2015 C61 1b 80103
M61.1 / 

Y76.5
ŜǘŎΧ

Unique 

Identifier
Demographic details Clinical details

NHSnumber, 

Name & Address
Age, Gender, Ethnicity, Postcode, GP practice

Admission date, Diagnosis, Stage, Pathology, Treatment, 

ŜǘŎΧ

Admission 

date
 Diagnosis  Stage  Pathology  Treatment ŜǘŎΧ

29/09/2015 C61 1b 80103
M61.1 / 

Y76.5
ŜǘŎΧ

Clinical details

Admission date, Diagnosis, Stage, Pathology, Treatment, 

ŜǘŎΧ



  
  

  12 Risks and rewards of data use 

Modern cancer data 

Rewards of data release 

The basics 

Risks of data release 

Controlling the risks 

Summary 



The Reward 

10-year cancer survival is 

increasing, in many 

cancers, by up to about 

1% a year. 
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The Reward 

40+ people 

100++ projects 

 

Plusé CRUK & 

Macmillan, dozens 

of academic 

groups, 100s of 

researchers. 

Public domain? 
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NCIN Analysis Work Programme RAGU rating: Geographical granularity: Key to colour coding:

R Significant risk to projectAT: Area Team INT : International Consideration Doing

July 2015 A Some risk to project CCG: Clinical Commissioning Group L: London Scoping Write-up or QA

G Project on track CN : Cancer Network LA: Local Authority Proposal/Plan Publication prep

NCIN central analytical team U Under consideration E: England MDT : Multi-disciplinary team Agreement Communication

E&W: England & Wales P: Provider

GP : General Practioner SCN: Strategic Clinical Network

SEE: South East England

Area Project title RAGU Status Geographical 

granularity
Lead - Support Comms? Jul-15 Aug-15 Sep-15 Oct-15 Nov-15 Dec-15Date updated

EpidemiologyUpper GI: Incidence and survival data briefing G In progress E Vicki tbc Yes

General Cancer Analysis System (CAS) development G In progress Sean tbc No

General Cancer Patient Experience Survey G In progress E Lucy Bella Yes

General CCG Outcomes Indicator Set G In progress Sean LEB No

General Information Governance and data release G In progress Sean tbc No

General What cancer statistics are available and where can I find them? (update)U Consideration TBC tbc Yes

General Lung: ICBP M5 influence of comorbidity on early death (UK) G In progress INT Margreet Vicki & Daniela Yes

General Public facing data: tools update G In progress Sean KITs Yes

Inequalities Cancer in GB and Ireland: similarities and differences (UK) G In progress UK nations Nicola tbc Yes

Inequalities NCEI report 2015 U In progress UK,E,E&W Ruth Sam Yes

Inequalities Upper GI: Socioeconomic deprivation and survival G In progress E Vicki tbc Yes

Local London: One year relative survival estimates (with 2013 data) G In progress L Viv Catherine,Tom No

Local 

London: Analyses with 2013 data for Cancer Intell igence Priorities for 

London Steering Group G In progress L Viv Catherine,Tom No

Local London: Emergency presentation data for all tumour types R In progress L Viv Catherine,Tom No

Local London: Enquiries A In progress L Viv Catherine,Tom No

MDT Metastatic Spinal Cord Compression analysis U In progress Tom LEB No

MDT Provider level survival (proxy) for Bruce Keogh G Agreed P Sean Viv Yes

MDT Service Profiles: Hepatic, pancreatic and biliary indicators R On hold old-CN Vicki tbc Yes

MDT Service Profiles: Lung A In progress E,MDT Margreet Yes

MDT Service Profiles: Oesophageal and gastric cancer update R On hold n/a Vicki tbc Yes

Methodology Big HES data application G In progress Sean tbc No

Methodology Clinical Headline Indicators for Cancer (COSD level 4) G In progress LEB Jackie, Carl, Nicola Yes

Methodology¦ǇǇŜǊ DLΥ [ƛƴƪƛƴƎ Řŀǘŀ ǘƻ ŀ .ŀǊǊŜǘǘΩǎ ƻŜǎƻǇƘŀƎǳǎ ǊŜƎƛǎǘŜǊU In progress n/a Vicki tbc No
Methodology Upper GI: Linking data to a diabetes register U On hold n/a Vicki tbc No

NAEDI Be Clear on Cancer - evaluation for oesophageal cancer G In progress E Vicki tbc Yes

NAEDI Emergency Presentations (proxy indicator in CCT) A In progress CCG Sam Sean Yes

NAEDI GP & CCG Profiles 2014 (refresh) A In progress GP Sean Sam Yes

NAEDI Impact of early diagnosis on survival H2 R In progress E Bella Claudia Yes

NAEDI Lung: Early lung cancer diagnosis G In progress Leeds vs E Margreet Vicki & Ruth Yes

NAEDI Lung: Effect of emergency presentation on surgery and survivalG In progress E Margreet Daniela Yes

NAEDI Routes to Diagnosis 4 (update for 2013 data) G Agreed E,SCN,CCGSean Sam Yes

NAEDI Routes to Diagnosis: Intervals G Agreed E Bella Claudia No

NAEDI Routes to Diagnosis by stage G Agreed E Bella Claudia Yes

NAEDI Routes to Diagnosis: Treatments H1 A In progress E Claudia Bella Yes

NAEDI Upper GI: Surgery, routes to diagnosis and survival G In progress E Vicki tbc Yes

Rarer cancersGranular breakdown of rarer cancers (UK) R In progress UK nations Sam Nicky Yes

Research Association of depression and bipolar disorder with breast cancer survivalG In progress SEE Ruth tbc No

SurvivorshipCostings (partnership project with Imperial) G In progress E Lucy tbc No

SurvivorshipLocal Cancer Intelligence (UK) A In progress E Lucy tbc Yes

SurvivorshipCancer and mental health U Consideration E Lucy James Yes

SurvivorshipProgressive cancers G In progress E Lucy tbc Yes

SurvivorshipSegmentation of 2 million (prevalence) A In progress LA,CCG,SCN,AT,UK 

nations and Celtic 
Sarah Lucy Yes

Treatment Comorbidity: agreement of methodologies (paper) A On hold Sean tbc No

Treatment Lung: Effect of comorbidity on surgery and survival G In progress E Margreet Yes

Treatment Lung: hospital volume and risk of readmission G In progress E Margreet Henrik Yes

Treatment Lung: Linkage between registrations and summary RTDS G In progress E Margreet Daniela Yes

Treatment RTDS: Reporting and analysis G In progress Margreet Daniela No

Treatment Staging data (update for 2013 data) G Agreed E,CCG Sean Sam Yes

Treatment Treatment dataset mapping G In progress Sean Sam No

Treatment Upper GI: Pancreatic resections, procedure volume & mortality G In progress E Vicki tbc Yes

Treatment Upper GI: Surgery for oesophageal and gastric cancer G In progress E Vicki tbc Yes

Treatment Upper GI: Surgery for pancreatic cancer G In progress E Vicki tbc Yes

Treatment:SACTData ascertainment A In progress P Mike Raph

Treatment:SACT30 day post-chemotherapy mortality G In progress P Mike Raph Yes

Treatment:SACTCR-UK Geographical analysis U Consideration CCG Mike Raph

Treatment:SACTBody Mass Index in cancer U Consideration E Mike Raph

Treatment:SACTUse of chemotherapy in sarcoma U Consideration P Raph

Treatment:SACTSurvival of patients with colorectal cancer treated with CDF drugsG In progress P Mike Raph

Treatment:SACTUptake of chemotherapy at CCG or provider or area team level U Consideration CCG Raph

Treatment:SACTDistance to treatment U Consideration P Raph

Treatment:SACTRelationship between volume and outcome U Consideration P Mike Raph

Treatment:SACTEarly treatment discontinuation U Consideration P Mike Raph

Treatment:SACTCurrent patterns of care U Consideration E Mike Raph

Treatment:SACTTop Regimens (routine report, quarterly) G In progress E,AT,P Raph

Treatment:SACTRegimen Benchmarking (routine report, six-monthly) G In progress E,AT,P Mike Raph



The Reward ï Routes to Diagnosis 

43 citations. 

Dozens of 

secondary 

projects. 

Change of 

policy direction 

at a national 

level. 
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Categorising data releases 

 

Safe? 

Anonymous? 

Un-safe? 

Identifiable? 



Categorising data releases 
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(http://pictify.saatchigallery.com/336790/the-grey-between-black-and-white) 



Categorising data releases 
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Anon. Ident. 



Categorising data releases 
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(http://pictify.saatchigallery.com/336790/the-grey-between-black-and-white) 

Anon. Ident. Urrr... 
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Cancer data ï shades of grey 
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Hazard and risk 

 
 

Hazard : the danger 

 

Risk : the chance that that hazard occurs 
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The hazard here 
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Intruders 

 Can 
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