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Modern cancer data




Cancer Registration

Inpatient/Outpatient/A&E Hospital Episode Statistics: HES
Cancer Waiting Times: CWT
Radio-therapy Data Set: REES
Systematic Anti-Cancer Therapy: SACT
Cancer Patient Experience Survey:. ERES
Patient Reported Outcome Measures: PROMS
Diagnostic Imaging Dataset: DID
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Cancer datat1 record level

Unique . . . .
C.I . Demographic details Clinical details
|dentifier
NHSnumber, . Admission date, Diagnosis, Stage, Pathology, Treatm
Name & Address Age, Gender, Ethnicity, Postcode, GP pract 360X
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Cancer datai record level

Unique _ _ — |
Identifier Demographic details Clinical details

NHSnumber, . Admission date, Diagnosis, Stage, Pathology, Treatm
Name & Address Age, Gender, Ethnicity, Postcode, GP pract 65

NHSnumbe’I\Iame and Age Gender | Ethnicity | Postcode GE Admission Diagnosi§ Stage | Pathology] Treatment S { O X
Address practice date
. M61.1/ A 4 =
6000000001John Smith 77 M A BS16 9AN A8001 |29/09/2015 c61 1b 80103 Y765 SuOX
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Unigue
|dentifier

NHSnhumber,
Name & Address|

 Name and

NH
Snumbe Address

6000000001John Smitf
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Demographic detalls

Age, Gender, Ethnicity, Postcode, GP pract

Age Gender Ethnicity Postcode GF.)
code practice
77 M A BS16 9AN A8001
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Clinical detalls

Admission date, Diagnosis, Stage, Pathology, Treatm

SGOX
Admission . . A . s
date Diagnosi§ Stage | Pathology] Treatmentt S U O X
M61.1/ A =
el
29/09/2015 C61 1b 80103 V765 Suo

11 Risks and rewards of data use




Rewards of data relea:



Figure 1.2: Ten year relative survival (%), adults (15-99 years), selected
cancers, England and Wales: survival trends for selected cancers 1971-
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The Reward

RAGU rating: Geographical granularity:
Significant isk to projecAT: Area Team
July 2015 A someriskioproject  CCG: Clinical Commissioning Group  L: London
G |Projectontiack  ON: Cancer Network L Local Authority
IO s consceraion e engians
E8W England & Wales P Provider
P : General Practioner

NCIN Analysis Work Programme

INT: International

NCIN central analytical team

MDT : Multi-disciplinary team

SCN: Strategic Clinical Network

SEE: South East England

Key to colour coding:

Consideration Doing
Scoping [ write-up or QA

Proposal/Plan Publication prep

hareement I nicaon

Area _ Projecttitle RAGL  Status Secgomicn jlead |- Support Comms? . k1S AuglS  Sepls  Octds  Novls Dec-1Date upd
- = [ granarity - - - - - - - - -
Upper GI: Incidence and survival data briefing G Tn progress E Vicki e Yes
General Cancer Analysis System (CAS) development G Tn progress Sean the No
General  Cancer Patient Experience Survey G In progress E Lucy Bella Yes
General  CCG Outcomes Indicator Set e In progress Sean LEB No
General  Information Governance and data release In progress Sean tbe No .
General  What cancer statistics are available and where can | find |her- Consideration TBC tbe Yes
General  Lung: ICBP M5 influence of comorbidity on early death (UK) | G: In progress INT  Margreet Vicki & Danielz  Yes [
General _Public facing data: tools update G In progress Sean KITs Yes
Tnequalities Cancer in GB and Ireland: similarities and differences (UK) | G Inprogress UK nations Nicola the 3 B 0 e
Inequalities NCEI report 2015 Inprogress  UKEE&W Ruth Sam Yes
Upper Gl and survival In progress E Vicki the Yes
Local  London: One year relative survival estimates (with 2013 data) G Tn progress C Viv Catherine,Tom _ No
London: Analyses with 2013 data for Cancer Intelligence Priorities fi
Local  London Steering Group G In progress L Viv Catherine,Tom  No
Local  London: Emergency presentation data for all tumour types [l 'n progress L Viv Catherine, Tom No
Local _London: Enquiries A In progress L Viv Catherine,Tom __No r
MDT  Metastatic Spinal Cord Compression analysis PO Inprogress Tom LEB No
MDT  Provider level survival (proxy) for Bruce Keogh Agreed P Sean Viv Yes
MDT  Service Profiles: Hepatic, pancreatic and biliary indicators [ JNREN On hold old-CN  Vicki the. Yes
MDT  Service Profiles: Lung In progress EMDT  Margreet Yes
MDT __ Service Profiles: O and gastric cancer update [l On hold n/a Vicki the Yes
Methodology Big HES data application G Tn progress Sean the No
Methodology Clinical Headline Indicators for Cancer (COSD level 4) G In progress LEB sackie, car o Yes [N
Methodology} LILISNJ DLY [Ayl1Ay3 REGE G2 F INEnprogieas z S & B/AJK | ¥idkd NB 3 A ihic S NI No
Upper GI: Linking data to a diabetes register On hold nla__ Vicki the No
NAEDI  Be Clear on Cancer - evaluation for oesophageal cancer G Tn progress E Vicki thc 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 In progress E Bella Claudia Yes
NAEDI  Lung: Early lung cancer diagnosis G In progress Leeds vsE Margreet Vicki & Ruth Yes
NAEDI  Lung: Effect of emergency presentation on surgery and survivalG In progress Margreet Daniela Yes
NAEDI  Routes to Diagnosis 4 (update for 2013 data) G Agreed [ SCN CCGSean Sam Yes
NAEDI  Routes to Diagnosis: Intervals G Agreed 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 3 Vicki the Yes
Rarer of rarer cancers (UK) Inprogress UK nations_Sam Nicky Yes NN |
Research_Association of depression and bipolar disorder with breastcz_ G Tn progress SEE__ Ruth the No
Survivorship Costings (partnership project with Imperial) Tn progress E Lucy e No
Survivorship Local Cancer Intelligence (UK) In progress E Lucy the Yes
Survivorship Cancer and mental health - Consideration E Lucy James Yes
Survivorship Progressive cancers In progress 3 Lucy toc Yes
of 2 million (prevalence) A In progress  ACCOSCNATUK garah Lucy Yes
Treatment C of (papen A On hold Sean toc 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 3 Margreet Henrik Yes
Treatment Lung: Linkage between registrations and summary RTDS G In progress Margreet Daniela Yes
Treatment RTDS: Reporting and analysis G In progress Margreet Daniela No
Treatment Staging data (update for 2013 data) G Agreed ECCG  Sean Sam Yes
Treatment Treatment dataset mapping G In progress Sean Sam No
Treatment Upper Gl: Pancreatic resections, procedure volume & mortality G In progress 3 Vicki the Yes
Treatment Upper GI: Surgery for oesophageal and gastric cancer G In progress E Vicki toc Yes
Treatment_Upper Gl: Surgery for pancreatic cancer G In progress 3 Vicki the Yes
freatment:SA Data ascertainment A In progress P Mike Raph
lreatment:SA 30 day post-chemotherapy mortality G In progress P Mike Raph ves [N
freatment:SA CR-UK Geographical analysis Consideration CCG  Mike Raph
lreatment:SA Body Mass Index in cancer Consideration E Mike Raph
freatment:SA Use of chemotherapy in sarcoma Consideration P Raph
lreatment:SA Survival of patients with colorectal cancer treated with CDF dru In progress P Mike Raph
freatment:SA Uptake of chemotherapy at CCG or provider or area team ley Consideration CCG  Raph
freatment:SA Distance to treatment Consideration P Raph
lreatment:SA Relationship between volume and outcome Consideration P Mike Raph
freatment:SA Early treatment discontinuation Consideration P Mike Raph
lreatment:SA Current patterns of care Consideration E Mike Raph
freatment:SA Top Regimens (routine report, quarterly) G In progress EATP  Raph
[reatment:SA Regimen ing (routine report, six-month G In progress EATP _Mike Raph

14 Risks and rewards of data use

O+ people
100++ projects

Pl usé CRUE
Macmillan, dozens
of academic

groups, 100s of
researchers

Public domain?




The Reward T Routes to Diagnosis

NONCO| s oA 43 citations.
Dozens of
| - ::::::\ :)iagnosis in the Acute Setting S e C O n d a ry
projects.
T AR AR A YA TR
titititititat it tite Change of
1AM AT A AR - : -
1414141414041 4040414 policy direction
f*f*f*i*f***f*f*i‘*f* B e e i o anded by the at a n atl O n a-l
level.
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The basics
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Categorising data releases

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

| B .

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

| B .

(http://pictify.saatchigallery.com/336790/the-grey-between-black-and-white)
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Cancer data i identifiable

Unique _ _ — |
Identifier Demographic details Clinical details

NHSnumber, . Admission date, Diagnosis, Stage, Pathology, Treatm
Name & Address Age, Gender, Ethnicity, Postcode, GP pract 65

NHSnumbe Age Gender | Ethnicity | Postcode GP | Admission Diagnosi§ Stage | Pathology| Treatment S O X
practice date
M61.1/ A s =
6000000001Jg Q 77 M A BS16 9AN A8001 [29/09/2015 C61 1b 80103 Y765 Su OX
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Cancer datal anonymous

|xr Demographic detalls Clinical detalls
N"xh Age, Gendemm CCG ct xlte Dlagno
Na es

NHSnu rea'lsr;d Age Gender mcce M Diagnosig
GOOOMSmiﬂ 75+ M
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Cancer datai shades of grey

x Demographic details Clinical details

RN~ K KK

NHSnMeizdx Gender mcce M Diagnosis

GOOOMSmiﬂx M WGGG M C61
|
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Risks of data release



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
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