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Overview

What is the Rapid Cancer Registration Data (RCRD)?

« Background — why it was developed
* What RCRD includes and how it is structured
» Development of RCRD

» Routine monitoring of data quality and reporting of results

Find out more - conference poster:

Rapid cancer registration data: A response to the Covid-19 pandemic with
long-term benetfits
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Why did we develop the Rapid Cancer Registration Data?

Covid9 crisis could lead to 18,000
more cancer deaths, exartenmary o

lMlLLlUN MIS CAUGHT |

| Screening checks, hospital appointments
and vital treatment lost durina nandemic

MO CANY

EFFORT —> RESULTS

P 4

202 0%
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What RCRD includes

Rapid Registration (RCRD)

Death Certificates

’} Cancer Waiting Times (CWT)
Hospital Episode Statistics (HES) ./ l

o

Cancer Outcomes and
Services Dataset (COSD)

Malignant cancers (ICD-10 C0O0-C97) and some in-
situ or benign tumours for bladder, breast and brain

Available 4 months post-diagnosis: rapid monitoring
of case numbers

Staging for 13 cancer types
Available from January 2018

© 2023 National Disease Registration Service (NDRS). All Rights Reserved

National Cancer Registration Data (NCRD),
‘Gold Standard’ data

Nuclear Medicine (PET-CT) Death Certificates
Radiotherapy Dataset {RTDS Cancer Waiting Times (CWT)
Remote Access .\. Molecular
Hospital Episode Statistics (HES) Systemic Anti-Cancer Therapy (SACT)
Pathology “ Haematology Diagnostics System (HODS)

Cancer Qutcomes and
Services Dataset (COSD)

All registerable conditions, ICD-10 C00-C97, DOO-
D48

Available 21 months post-diagnosis: full reporting, all
clinical detail

Staging for all stageable cancers
Available from January 1995 (in ICD-10)
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How RCRD is structured

RAPID_TUMOUR
TUMOUR_AVPID
INDIVIDUALID
PATIENTID
NHSNUMBER

DIAGNOSIS DATE

BASIS OF DIAGNOSIS
TUMOUR SITE

TUMOUR MORPHOLOGY
ROUTE TO DIAGNOSIS
CHARLSON COMORBIDITY
STAGE

BIRTH DATE
GENDER
POSTCODE
SURNAME
FORENAME
ETHNICITY

— Tumour fields

— Patient fields

© 2023 National Disease Registration Service (NDRS). All Rights Reserved

ID fields

“What, where & when”=

—

RAPID_PATHWAY
AVPID

INDIVIDUALID
PATIENTID
NHSNUMBER
SOURCE_TABLE
SOURCE ID

EVENT_TYPE
EVENT_PROPERTY_1
EVENT_PROPERTY_2
EVENT_PROPERTY_3
EVENT_DATE
EVENT_END
TRUST_CODE

34 event types from
several data sources
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35000

32500

30000

27500

25000

22500

Number of diagnoses

20000

17500

15000

RCRD provides a reasonable proxy for NCRD

140,000

120,000

100,000

80,000

60,000

40,000

20,000

Count of tumours diagnosed in 2018

0

Mar 2018 Sep 2018 Mar2019 Sep2019 Mar2020 Sep2020 Mar20

= NCRD

RCRD

NCRD RCRED

Month and year Bone and 3T Breast Endocrine Haematological  Lung MMSC Prostate Upper Gl

Source: NHS E

Brain & CMS  Colorectal Eynae Head & Meck Melanoma 0-3  Unknown Primary Urology
Tumour group

CHE: Central Mervous System; Gl Gastrointestinal;
MMSC: Mon-Melanoma Skin Cancer; O-G: Oesophago-gastric; ST: Soft Tissue
Source: NHS England, Mational Disease Registration Service (CAZ2310)

08/12/2023
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Defining quality — False Positives, False Negatives

 Two types of errors:
* False negative (FNE) — real registration but no proxy registration (“missing data”) 11.4%

* False positive (FPE) — no real registration but proxy registration (“bad data”) 6.1%

« We know some details about these errors:
* False negative: Patterns with age and cancer type, related to clinical basis of diagnosis

* False positive: Mixture of reasons e.qg. difficult sites for ICD-10 codes; initial cancer record

IS changed later
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Improving data quality — FNE : FPE

RCRD False Negative and False Positive error proportions by snapshot
8.0%

FNE: FPE ...
11.4% : 6.1%

7.0%
cas2203-cas2204

on

6.5% cas2111

cas2208
cas2205

cas2 107 FNE : FPE

/ 17.8% : 5.2%

cas2106

6.0% cas2310

5.5% cas2207

False positve % propot

cas2206 cas2112-cas2202

5.0%
cas2110 cas2109

4.5%

4.0%
10.0% 11.0% 12.0% 13.0% 14.0% 15.0% 16.0% 17.0% 18.0% 19.0% 20.0%

False negative % proportion
° o Monthly snapshots coded as:

casYYMM
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Development cycle and monthly build process

r  Monthly build | F [ Drop/archive } -

Previous version

{ Update SQL

4 . .
R script to monitor
scripts

data quality and Create ‘pathway’ table to
summarise key information

completeness

4 N
L L Inveshgate J \ Refine, combine and filter J

“holes” events into rapid “proxy
tumour diagnoses

N
R scripts to extract data for L {

)

dashboards and produce
public dashboara

Add extra patient and
tumour information

- )
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Monthly reporting: Data quality and completeness

Rapid Cancer Registration Dataset: data at 7th Flaure 14 Population of ¢ata iems o GAS snapshet
1: CWT Treatment Period Start Date 2: CWT Treatment Start
October (CAS2310) 009 | \ AN N s000 |\ AWM
40000 | 40,000 VWIS
The National Cancer Registration and Analysis Service (NCRAS) has developed an algorithmically generated Rapid Cancer Registration Dataset 35550 3075
(RCRD) using the standard administrative datasets which flow rapidly into NHS England (NHSE) and are incorperated into the Cancer Analysis i 5005
System (CAS) of NCRAS. The data takes the form of a series of significant events that occur to each patient as they proceed through the ! i
diagnostic and then therapeutic parts of the cancer pathway, and is available at approximately 4-5 months behind real time. The RCRD is 10,000 10,000 |
shallower and narrower than the full NCRAS cancer registration dataset; it should be used and interpreted with reference to the caveats outlined N R RN e aNIR N R R NE R AN R Ra N SN e 2N RN RN RN R A B R E
) i 8RR e A R R SR R 9935999539359 %832°888
within this document. e R R CR22222228 R8N NNRNYSRRSR
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This document outlines the main features of the data to be aware of when interpreting the Rapid Cancer Registration Dataset: 10,000 v /
5 /
=« Across all cancers types included approximately 11.4% of cases are missing and 6.1% of cases are included erroneously or with incorrect 5,000 \
cancer type or diagnosis date (when compared to 'Gold Standard’ registration data for 2018 data). s \ ) p
« These figures vary strongly with cancer site. Broadly, more common cancers (particularly breast and prostate cancer) perform best and less 8888438308830 38803832388¢ §8885383¢38 geg88 B
L b0 33300 et e AU D DD Rddddddddo oo R &
common cancers (particularly bone and soft tissue and cancers of unknown primary) perform worst 555o5555588888888s888999Y S EEESEEENY S59¢9 S
: . ) ) RERRRARARRKRRRKAKIERERKKKERKRRKR RRRRARIARKRKRER &KKR &
= Non-melanoma skin cancer (ICD-10 C44) tumours are excluded from the majority of data shown (Figure 3 enwards). Carcinoma of the
cervic (ICD-10 DOS) is excluded from all data presented. - A4S Ak d Palsat Gave Opecalion
« There are more missing tumours in those aged over 70 compared to younger age groups g 800000 600.000:| TNV M\
<
« Other factors that reduce data completeness include the patient's route to diagnosis, mortality within 30 days or diagnosis, and the presence © 600,000 S— \
of multiple cancers. < - V
« Usable data is available approximately 4-5 months after diagnosis or other clinical activity occurs. g 200,000
« Data on cancer stage group at diagnosis is available for a number of common tumour types, although completeness is lower than that for & 200000
the Gold Standard registration data. Where data is available it generally agrees with the Gold Standard stage group in 80-90% of tumours. 0 0
¥88803830383038303830383 ¢ $883038303830538333833388¢
The dataset includes Rapid Cancer Registrations from January 2018 to the most recently available data (at the date specified in the title to this P B O B = B O R R R P L LB 00003000000 rrrcdAAID DB
. ) 5555555558585888888888888¢8 coocoooo58888888888888888¢8
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NDRS website: digital.nhs.uk/ndrs/data/data-sets/rcrd#resources
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https://digital.nhs.uk/ndrs/data/data-sets/rcrd#resources

Monthly reporting: Data dashboards

COVID-19 rapid cancer registration and treatment data

Introduction

Select Cancer
group

Prostate -

Select demographic
level

Deprivation

Using the rapid
cancer registration
data, the tool
presents cancer
incidence, surgical
tumour resection
activity and treatment
proportion data for
England, from
January 2018
onwards:

« Cancer
incidence:
New cancer
diagnoses, by
diagnosis date

« Surgical

Uses and Limitations

Time trend (chart)

Annual comparison (factor proportions)

Update log Summary Demographic factors ~ Time to treatment - Demographics Geography

Time trend (table) Time trend (factor proportions) Annual comparison (chart)

Downloads

New cancer diagnoses, England, January 2019 to July 2023

Cancer group: Prostate

1,200

400

Number of new cancer diagrnoses

N

Jan 2019
Feb 2019
Mar 2019
Apr 2019
May 2019
Jun 2019
Jul 2019
Aug 2019
Sep 2019
Oct 2019
Nov 2019
Dec 2019
Jan 2020
Feb 2020
Mar 2020
Apr 2020
May 2020
Jun 2020
Jul 2020
Aug 2020
Sep 2020
Oct 2020
Nov 2020
Dec 2020
Jan 2021
Feb 2021
Mar 2021
Apr 2021
May 2021
Jun 2021
Jul 2021
Aug 2021
Sep 2021
Oct 2021
Moy 2021
Dec 2021
Jan 2022
Feb 2022
Mar 2022
Apr 2022
May 2022
Jun 2022
Jul 2022
Aug 2022
Sep 2022
Oct 2022
Nov 2022
Dec 2022
Jan 2023
Feb 2023
Mar 2023
Apr 2023
May 2023
Jun 2023
Jul 2023

Diagnosis date
This work has been produced by the National Disease Registration Service (CAS2310).

Annual comparison (table)

Deprivation
1 - most deprived

—2
— 3
4

e 5 - |east deprived

Introduction

Select geography level

National -

Select Cancer Alliance

England A

Select Cancer group

Breast -

Using the rapid cancer
registration data, the tool
presents cancer
incidence, surgical
tumour resection activity
and treatment proportion
data for the selected
geography, from January
2018 onwards:

« Cancer incidence:
New cancer
diagnoses, by
diagnosis date

= Surgical tumour

Uses and Limitations

Time trend (chart)

Time to treatment (Proportion of treatment)

Update log

COVID-19 rapid cancer registration and treatment data

Summary Demographic factors  Time to treatment - Demographics Geography

Time trend (table) Annual comparison (chart) Annual comparison (table)

Treatment combinations (chart) Treatment combinations (table)

Time to treatment (Proportion of cases)

Downloads

Treatment proportions by type of treatment (Independent), January 2019 to March 2023

Geography: England; Cancer group: Breast
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Diagnosis date

This work has been produced by the National Disease Registration Service (CAS2310).

Treatment type
= Chemotherapy

== Tumour resection

m— Radiotherapy

Cancer Data: cancerdata.nhs.uk/covid-19/rcrd
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https://www.cancerdata.nhs.uk/covid-19/rcrd

Concluding remarks

Progress to date:

* New dataset which is a reasonable proxy for cancer registrations
* Available around 4-months after diagnosis

* Includes ‘key’ patient and tumour characteristics

» Regularly used for service monitoring

» Although there are some biases, so it is not suitable for most epidemiological research

Next steps:

« Continue to develop the algorithm, to improve errors

 Look to extend data items included, quality and completeness (e.g. stage)
* Provide guidance about limitations
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Many thanks to:
Sean McPhail
Tom Bacon
Jackie Charman
Cong Chen
Sophie Jose
Ravneet Sandhu
Sally Vernon
Kirstin Roberts
Hanhua Liu
Peter Jones

Any Questions?

Carolynn Gildea

Principal Analyst

carolynn.qildea@nhs.net

This work uses data that has been provided by patients and collected by the NHS as part of
their care and support. The data are collated, maintained and quality assured by the National

Disease Registration Service, which is part of NHS England.
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