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The National Cancer Registration and Analysis Service

Background

This document has been produced by the National Cancer Registration and Analysis
Service (NCRAS) in Public Health England (PHE), with the support of the PHE
Cancer Stakeholder Coordination Group chaired by Professor Sir Mike Richarg
Group brings together relevant partners and stakeholders to facilitate shared
and evolvement across the cancer activities that NCRAS is involved in,

that the most important issues for the whole system are addressed.

outputs NCRAS produces and the range of ways that
work with us.

This document is intended as an overview to NCRA
have been included throughout so that re S can easl
information should they need it.

It should be noted that PHE also hol -cancer data: Further information about

PHE datasets including national ¢ r scening programme data is available
through the Office for Data Relgas

Updating the guide @
This document d every 6 months. If you wish to provide feedback or

b
suggestan edit% please send details to: NDRSengagement@phe.gov.uk
0\\'


https://www.gov.uk/government/publications/accessing-public-health-england-data/about-the-phe-odr-and-accessing-data
mailto:NDRengagement@phe.gov.uk
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Introduction

Disease registration is central to public health and healthcare. PHE’s National
Disease Registration Service (NDRS) includes the National Cancer Regisggati
and Analysis Service (NCRAS), one of the largest, most advanced and_comple
cancer data curation service anywhere in the world and the National it

Anomaly and Rare Disease Registration Service (NCARDRS).

NCRAS provides near-real time, cost-effective, comprehensive, quajityg#ssured
data services covering the entire cancer pathway on all patiefgts in ERgland.

The service collects data about, and then follows-up, patients
diagnosed with cancer in England each year, o ich are new
diagnoses of invasive cancer. NCRAS builds a | , health-care event-

a data curation and
linkage service that can be used to identify pa§ ith a diagnosis of cancer. We

alth, health-care performance, basic

and applied research, and commissiong nd industrial partners.

NDRS employs over 360 n llects and quality-assures data on all cancers,
congenital anomalies e ®jseases diagnosed in England.
ber of staff* working in NDRS
(*whole time equivalent)
ra@istration (153) Il Non-cancer (112) Bl Cancer analysis (47)
ernership (17) Office for Data Release (8) Genomics (7)

B Engagement (3)

8 7
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The National Cancer Registration and Analysis Service

Cancer registration is a complex process. A wide range of information is received
and used to develop a rich data resource over time. Data are submitted by NHS
hospitals and reviewed by skilled Cancer Registration Officers with the assistance
of automated tools for data linkage and de-duplication of identical data sources.
Review of the data includes manual extraction and interpretation of data from
text-based pathology reports. Cancer Registration Officers require detailed
knowledge of cancer biology, coding and medical terminology.

In 2019 the International Journal of Epidemiology published Data Resour fi
National Cancer Registration Dataset in England’, which gives a useful o¥ervigw gf
the overall process and data collected.

Statistics (HES) data and prepares research data
researchers via the Office for Data Release.



https://doi.org/10.1093/ije/dyz076
https://doi.org/10.1093/ije/dyz076
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Putting security and confidentiality first

The information we hold is crucial to improving the way cancer patients are treated
and services are provided, but we know it's also highly sensitive and very persona
For this reason, security and patient confidentiality are at the forefront of everygimi

we do.

patient’s consent. This is granted to us under Section 251 of the
Service Act 2006 and its current Regulations, the Health Service
Information) Regulations 2002. The NHS Act 2006 and the Regulatio
the common law duty of confidentiality to be lifted so that corflidential patient

information can be processed without there being a bre common law duty
of confidentiality.

e security of data

f encryption to the data they
nsitive, and so great care is

d analysed. There is also an obligation
to the National Data Guardian to ens®fre allléensitive data is strongly encrypted and
stored on NHS compliant secugg servers. The data is only accessible by staff who
have been vetted and operag@ un®g( the strictest of controls. Security procedures
are regularly reviewed to nfgk®gure that all systems use the most up to date and
effective ways to prote nt data.

taken over the way itis collected, s

We are aware that e people do not want their information held by NCRAS
and we yphgle't vidual’s right to opt out of cancer registration. Information is

provided M T r88ts and other locations such as GP surgeries and radiotherapy
centres @ D INform patients about cancer registration and their right to opt-out

h t
¢ & re information about your right to opt-out and frequently asked questions

how we protect and share patient data please go to our public facing website
.ndrs.nhs.uk.


http://www.hra.nhs.uk/about-the-hra/our-committees/section-251/what-is-section-251/
http://www.ndrs.nhs.uk/
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Cancer registration - the data journey 5t »
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@
Data is put in ® PN g ) »
to a secure
: central system ‘ |
The patient Py ; : : .
ey ... where it can be linked with data
® The patient's ’ isati The data is then

T sources from other organisations
cancer journey

(] is the source of

] ~ Vv < used by':
L\ the data (] ~—a| | a— NCRAS analysts, researchers
@ charity organisations, N

1 —v — | — makers and commissi@fiers
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\
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a range of function

~ - -
Patient’s data is ¢ @ including:

created and collected ‘.

m .. by their NHS

healthcare team.
*National Cancer Registration and Analysis Service, run by PHE

NCRAS* supports

Data sent to
NCRAS Cancer

Registration Teams

.. who securel
collate and
quality assure
the da

hospitals to code

ﬂ and collate the

data

tPatient data

released under strict regulations and for medical purposes
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What are our key achievements?

e The quality, range and timeliness of data we now collect: over the last 7 ye
through a combination of new technologies and the restructuring of the regiqihal
cancer registries we have created a single service that has increased the iy,
timeliness and richness of data collected while cutting costs by 30%.

Improving data quality, completeness and consisten

. @) England
200,000

-invasive
I i
100,000 ! i ‘ i
0 I I I N i '

t registerable
2004 2005 2006 200@208&2009 2010 2011 2012 2013 2014 2015 2016 2017

ear of diagnosis

500,000

400,000 Non-melanoma

skin cancer

' Malignant but
“ site not staged

¥~ Malignant but
un-staged

300,000

Number

<«— Malignant staged

e We developeddhe"ag@d-winning Routes to Diagnosis which significantly

This hals expanded to now include breakdowns by Cancer Alliance as well
hildren and teenagers. It is maintained annually.

ron2020 NCRAS will produce the official and national statistics on cancer.
)s includes reports on cancer diagnoses and age-standardised incidence rates
\ r all types of cancer by age, sex and region, and reports on cancer survival
statistics, including 1-year, 5-year and 10-year net-survival estimates by cancer
type, patient age, sex and stage at diagnosis.

e We improved the collection and recording of cancer stage at diagnosis so that
this is now nationally reportable on a quarterly basis and can be used to better
measure outcomes for cancer patients — including the NHS Long Term Plan
ambition to diagnose 75% of patients at an early stage.

11


https://www.cancerdata.nhs.uk/routestodiagnosis
https://www.cancerdata.nhs.uk/stage_at_diagnosis
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e With multiple data sources and dataset linkage we are able to demonstrate treatment
variations across the patient pathway by geography, cancer type and measures of
inequality.

e The Radiotherapy (RTDS) and Systemic Anti-Cancer Therapy (SACT) Datasets hay,
been instrumental in informing decisions on the Cancer Drugs Fund and the roll out
Linear Accelerators as part of the national cancer plan.

Cancer Drugs Fund Q

Since July 2016, the National Institute for Health and Care Excellenced{NICE) been
appraising all new cancer drugs, including those made availabl gh the new Cancer
Drugs Fund (CDF). The CDF aims to make promising treatmenis.a le to patients while
NICE decides whether treatments should be approved rgutin€ly, he MHS.

A fundamental element, integral to the success

reported data, including data from the Sy nti-Cancer Therapy dataset. Our CDF
reports together with clinical trials data inforr™f NICE committee decision making on
whether a drug should be made avail to patients routinely on the NHS.

Since the introduction of the refo DF in July 2016, over 21,600 patients have
been approved for treatment rug undergoing live data collection to address the
uncertainty identified by mittees. The number of positive recommendations
from NICE has risen fr, 0 pre-June 2016 to 89% July 2016 onwards. This increase
is also seen acgossggire rs (increase 63% to 91%). Real-world data reported by PHE
is the primary i on used to answer NICE uncertainty for 25% of CDF treatments.

o rangg of analytical partnerships have successfully demonstrated that
* in llaboratively across the health sector increases the breadth and depth of the
k'@t NCRAS data underpins.

o orking with partners at the Clinical Practice Research Datalink (CPRD) we provide
cancer registration data that can be linked with CPRD data (this is data from primary
care) and then disseminated in a depersonalised format by CPRD (via NHS Digital) to
external researchers to access and analyse, subject to prior approval by the CPRD
Independent Scientific Advisory Committee.

12


https://www.cancerdata.nhs.uk/treatments
https://www.cancerdata.nhs.uk/treatments
https://www.cancerdata.nhs.uk/treatments
https://www.cancerdata.nhs.uk/radiotherapy
http://www.chemodataset.nhs.uk/home
https://www.england.nhs.uk/cancer/cdf/
https://www.england.nhs.uk/cancer/cdf/
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Working with other UK cancer registries we have published an improved
methodology for calculating a more representative incidence of non-melanoma
skin cancers: the new method identifies the first basal and cutaneous squamous
cell carcinoma (BCC and cSCC) per patient per year, picking up an addition
51% tumours compared to previous counts.

worked in the past for breast cancer patients after they had surg€ry. Bhegesults
were gathered together to create an online tool called Predi
breast cancer patients and their doctors choose a treatment
The tool uses data about the survival of women with sigila
medical history to show patients and doctors thg lik
of treatment. Then doctors and patients can de enefits of a treatment
outweigh the side effects of that treatme the best plan together.
Predict is now used as a clinical consultatio @Pihe NHS and has also been
expanded to cover prostate cance

which s hew
lan together.

How patient data supports treatment decision making
Patient data was analysed to understand how well different trm
ry

if

13


https://breast.predict.nhs.uk/
https://prostate.predict.nhs.uk/
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What data are collected?

We collect data on all tumourstdiagnosed each year in England. NCRAS receives
about 25 million records annually in order to register these cancers.

Data items are aligned where possible to follow international standards such as:
e topography and morphology (World Health Organization ICD-O classificat
e stage (Union for International Cancer Control TNM)

e Dbasis of diagnosis (European Network of Cancer Registries)

Where international standards do not exist, data items have been deffned in the Cancer
Outcomes and Service Dataset following consultation with relevagt CHigal services.

In 2018 there were 501,399 registrations in total of whic : ere malignant, including
118,765 non-melanoma skin cancers (NMSC). C e figures are usually quoted
without NMSC included, because the policies and p for the recording of NMSC have
varied among the cancer registries and the nughbers arepown to be an underestimate.
Therefore in 2018 there were 316,680 ne diagnoses excluding NMSC.

Data on cancer registrations are publis as National Statistics: 2018 data was published
in January 2020.

These records are submitted by alth care providers, which incorporate around 2,000
multidisciplinary teams (M cancer care is often delivered at different hospitals,
information may relate t@'p t episodes at many organisations, which can introduce

inconsistencies in thefico data. The Cancer Registration Officers will examine all data
, seek additional source information from primary or secondary

e or directinterrogation of hospital radiology or electronic health

recordsgyi

& x from multiple sources on people diagnosed with or a condition that could
le & r including:

ology laboratory reports
oncology records
e diagnostic imaging reports
e treatment records
e molecular laboratory reports
e hospital activity records

1 With the exception of benign tumours outside the central nervous system.

14


http://www.iacr.com.fr/index.php?option=com_content&amp;view=category&amp;layout=blog&amp;id=100&amp;Itemid=577
https://www.uicc.org/resources/tnm
https://www.encr.eu/
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/cancerregistrationstatisticsengland/2017
https://www.gov.uk/government/statistics/cancer-registration-statistics-england-2018
https://www.gov.uk/government/statistics/cancer-registration-statistics-england-2018
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e Multi-Disciplinary Team (MDT) meeting records
e cancer management systems

e patient administration systems

e clinical cancer audits

e screening services
e death certificates (from the Office for National Statistics)
e hospices Q

e GPs
e community prescribing services

X e

1700 162 142 56
Multidisciplinary providers Ch era Radiotherapy
Team meetings G centres

L
L3
82 22 26+
Breast screening Mol other sources
centres tegtinQab

The specific datas cted are described in the next section.
NCRAS proy @edbaok to the hospitals and MDTs about the quality and
the data that have been submitted. Interactive online reports
are pro @ e secure CancerStats2 portal which is available to users within
e
\ 2 %initial registration by a Cancer Registration Officer, a 6-month period is
ed for treatment to occur, the health care provider to submit data and the
tato be processed. The registration is then reviewed and finalised. This time lag
results in improved data completeness and quality, but it prevents the publication of
more timely data. When each year of data is assessed as being complete, itis

released to produce national statistics, approximately one year following the end of
a diagnosis year.

NCRAS will continue to process any data received about new tumours, and thus
the number of cancer registrations for previous years may increase slightly, for
example because of late submission of data from health care providers, or due to
seeking further data after initial notification via death certificate.

15


https://cancerstats.ndrs.nhs.uk/
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Datasets curated by NCRAS

A comprehensive list and description of the PHE datasets, linkage and availability can be
found here. In the table below, we provide an overview of the key datasets and those thgt
we link to.

Cancer Outcomes  The Cancer Outcomes and Services Dataset (COSD) is
and Service national data standard for reporting cancer in the i
Dataset (COSD) England and is collected and managed by NCRAS; i

Description

items. The data structure specifi
sourced from a number of Tas operational

National Cancer NCRAS merges dat ultiple datasets to create the
Registration National Cancer RegisfatioggDataset. This dataset contains
Dataset 3 types of tablegdor patient information, tumour information
and treatmengihforfation, which are linked by NHS number.
The nation er registration dataset includes a subset
of COS Il as the Route to Diagnosis for each tumour,
Chaygls -mobidity, and information from the Index of
eprivation (IMD).

Systemic Anti- Sin ril 2012 NCRAS has collected data on systemic

Cancer Therap, ti-cancer therapy (SACT) activities, which includes

(SACT) datas hemotherapy, from all NHS England chemotherapy
providers to create the SACT dataset. The SACT dataset
collects clinical information about treatments given

N\ \ to patients.
R{dioMgrapy Introduced in 2009, the Radiotherapy Dataset (RTDS) is
et (RTDS) the national data standard for collecting information about

radiotherapy treatment. The RTDS collects data from allNHS
Acute Trust providers of radiotherapy services in England,
who submit data to NCRAS monthly.

16


https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/638073/cancer_data_sets_linkage_and_availability.pdf
http://www.ncin.org.uk/collecting_and_using_data/data_collection/cosd
http://www.ncin.org.uk/collecting_and_using_data/data_collection/cosd
http://www.ncin.org.uk/collecting_and_using_data/data_collection/cosd
https://academic.oup.com/ije/advance-article/doi/10.1093/ije/dyz076/5476570
https://academic.oup.com/ije/advance-article/doi/10.1093/ije/dyz076/5476570
https://academic.oup.com/ije/advance-article/doi/10.1093/ije/dyz076/5476570
https://doi.org/10.1093/ije/dyz137
https://doi.org/10.1093/ije/dyz137
https://doi.org/10.1093/ije/dyz137
https://www.cancerdata.nhs.uk/radiotherapy
https://www.cancerdata.nhs.uk/radiotherapy
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Somatic molecular  NCRAS has been collecting somatic molecular data from

dataset 2016 onwards. Somatic tests are performed directly on
tumour tissue to identify molecular abnormalities that are
specific to the tumour and not present elsewhere in
body. We record all aberration types, from very small
at the DNA level up to large chromosomal abnogt
The results of somatic testing are used for c

molecular profile (targeted therapies)

Germline molecular NCRAS collects germline molecul performed in
dataset individuals with a strong familia iSP8&ition to cancer.
esghg in that the
not restricted to the

every cell in the body,
eveloping cancer.

\'he germline work is also being extended to include
ary colorectal cancer predisposition syndromes
na others.

Nation Cﬁ NCRAS collects and manages data for the National Cancer

Diagno Diagnosis Audit, which contains information about the

(NCD diagnosis of cancer patients in primary and secondary care.
Participating GPs securely submit information about the
primary care part of the pathway for their patients who were

\ \ diagnosed with cancer during the timeframe selected for

the audit.

National Clinical NCRAS manages the data collection for the National Lung

Audits for Lung, Cancer Audit, the National Prostate Cancer Audit and the

Breast and National Audit for Breast Cancer in Older Patients.

Prostate Cancer

17


https://www.cancerresearchuk.org/health-professional/diagnosis/national-cancer-diagnosis-audit
https://www.cancerresearchuk.org/health-professional/diagnosis/national-cancer-diagnosis-audit
https://www.cancerresearchuk.org/health-professional/diagnosis/national-cancer-diagnosis-audit
https://www.rcplondon.ac.uk/projects/national-lung-cancer-audit
https://www.rcplondon.ac.uk/projects/national-lung-cancer-audit
https://www.npca.org.uk/
https://www.nabcop.org.uk/
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Datasets linked by NCRAS to the Cancer Register

NCRAS link registration data to additional datasets collected through other organisations
such as NHS Digital. This data linkage enables more comprehensive analysis of cancer ddlfa
for public benefit.

Hospital Episodes  The Hospital Episode Statistics (HES) datasetis collecte

Statistics (HES) and managed by NHS Digital and contains admini
data on hospital admissions within the NHS. Thi
includes inpatient, outpatient and A&E attendances an
appointments. It is used by the NHS to allow @spitals*to be
paid for the care they deliver.

Description

ID ed Qy NHS
st ging tests
about the type of
nducted, the source
aphic information

Diagnostic Imaging The Diagnostic Imaging Dataset
Dataset (DID) Digital contains information on di
carried out by the NHS. Itin
test used, where on the body
of referral as well as ent dem

Prescription data The prescriptions da ed and managed by the NHS
Business Service Authorj HSBSA) contains details
of the treatme ispensed in primary care from GPs,
pharmacist ntiS§,and opticians. The prescriptions
records for patients only can be linked to cancer
registgati by NHS numbers to understand more about
d investigate patterns in prescriptions before,
after a diagnosis.

National Canc Th tional Cancer Waiting Times (CWT) Monitoring
Waiting Times aset from NHS England includes data on the time
(CWT) Monijto etween referral, diagnosis and treatment for cancer patients
data in the NHS. It is used to support the cancer waiting times
* x standards between different points of the cancer pathway.
tga cer Commissioned by NHS England, the National Cancer Patient
ient@xperience Experience Survey (CPES) dataset is based on surveys

y (CPES) sent to patients asking about their cancer journey from
symptoms, diagnosis and treatment to aftercare.

National Head and Managed by NHS Digital, the National Head and Neck

Neck Cancer Audit Cancer Audit collected data from hospitals in England
and Wales on the diagnosis and treatment of patients with
cancer of the head and neck, covering patients diagnosed
up to 2014.

18


https://digital.nhs.uk/data-and-information/data-tools-and-services/data-services/hospital-episode-statistics
https://digital.nhs.uk/data-and-information/data-tools-and-services/data-services/hospital-episode-statistics
https://www.england.nhs.uk/statistics/statistical-work-areas/diagnostic-imaging-dataset/
https://www.england.nhs.uk/statistics/statistical-work-areas/diagnostic-imaging-dataset/
https://www.nhsbsa.nhs.uk/prescription-data
https://www.england.nhs.uk/statistics/statistical-work-areas/cancer-waiting-times/
https://www.england.nhs.uk/statistics/statistical-work-areas/cancer-waiting-times/
https://www.england.nhs.uk/statistics/statistical-work-areas/cancer-waiting-times/
https://www.england.nhs.uk/statistics/statistical-work-areas/cancer-waiting-times/
https://www.england.nhs.uk/statistics/statistical-work-areas/cancer-patient-experience-survey/
https://www.england.nhs.uk/statistics/statistical-work-areas/cancer-patient-experience-survey/
https://www.england.nhs.uk/statistics/statistical-work-areas/cancer-patient-experience-survey/
https://data.gov.uk/dataset/bd398ebd-7f18-4e52-9567-443103dd84ef/national-head-and-neck-cancer-audit-open-data-2014
https://data.gov.uk/dataset/bd398ebd-7f18-4e52-9567-443103dd84ef/national-head-and-neck-cancer-audit-open-data-2014
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Patient Reported Data from Patient Reported Outcome Measures (PROMS)
Outcome Measures data collections are held by NCRAS. PROMs surveys collect
(PROMSs) datasets data from patients about their experience of their journey
from diagnosis to aftercare. The data provides a snapsh
of patient reported outcomes at specific points in tim
when the surveys were conducted and are not mea@ure
and collected routinely by NCRAS. Datasets hg
NCRAS include bladder, breast, colorectal, gyna
Non-Hodgkin Lymphoma and prostate caffce

Regular outputs

As a core part of its remit NCRAS produces a variety of d publications
using cancer registration data, including national gtatigfic er-r@viewed articles in
scientific journals, data reports, data tables, and mation tools. Since
2013 the NCRAS team has authored over iewed articles using cancer
registration data.

In atypical year NCRAS releases o d data in arange of different formats.
For example, in 2019, 463 major outp¥ts an@l publications were released as well as
numerous responsesto parlia tary questions, Freedom of Information requests
and ad hoc enquiries. A list Qfffec&Qt publications can be found in our Publications
Library here.

Breakdown of re utputs by type:
e 38 Sgienglic p (25 with first/last authorship)
e 168 preadsheets/data-packs/blogs

n Cancer metric summaries

e 45

Drugs Fund reports

@emal tools/updates to tools

¢ x nternal tools/signigicant updates i.e. CancerStats2
\ Official statistics

¢’ 94 Cancer data releases through the Office for Data Release

19


https://www.gov.uk/government/publications/accessing-public-health-england-data
https://www.gov.uk/government/publications/accessing-public-health-england-data
https://www.gov.uk/government/publications/accessing-public-health-england-data
http://www.ncin.org.uk/publications/reports/
https://www.ndrs.nhs.uk/wp-content/uploads/2020/02/Final-NCRAS-publications-and-resources-Jan19-to-Dec-19.pdf
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How patient data can help identify other support needs of people
affected by cancer

NCRAS analysed patient data to understand the risk of suicide among cancer
patients in England. NCRAS found that suicide was highest within the first 6
months after a cancer diagnosis and was more common among patients with
certain types of cancers (mesothelioma, pancreatic, oesophageal and lung
cancer). The study has brought attention to the psychological and physic
of cancer and the need to address the underdiagnosis and undertreat
of depression and anxiety in cancer patients. This knowledge will help to f
further research and improvements in care to provide cancer patiegts with
better psychological support. The published article, Risk of Suicide Afl@r Cancer
Diagnosis in England, can be found here.

A range of NCRAS outputs are published angd upd\l a regular basis:

Output “requency/ | Latest data
type available

Cancer incidence The numbers and Tate Annual/ 2018
newly-diag d malignant  National
primary plaSggs (cancer Statistic
tumaurshre@igtered each
year us bulletins
0 in partnership
he Office for National

istics).
Cancer mortali The numbers and rates Annual/ 2017
of people dying from National
cancereachyear(bulletin ~ Statistic

. produced in partnership
\ with the Office for National

Statistics).
r prevalence The number of people who Annual from 2017
are alive on a specified 2020

date and have previously
been diagnosed with
cancer.
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https://www.gov.uk/government/statistics/cancer-registration-statistics-england-2018
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/cancerregistrationstatisticsengland/2017
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/cancerregistrationstatisticsengland/2017
https://www.cancerdata.nhs.uk/prevalence
https://jamanetwork.com/journals/jamapsychiatry/fullarticle/2714596
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Output Description Frequency/ | Latest data
type available

Cancer Survival
Statistics — England;
Adults and Childhood

Geographic Patterns of
cancer survival

Survival by stage -
England, adults

Cancer survival:
index for Clinical

Commissioning
Groups

Stage at Diagnosis
(early stage metric)

Stage C@
¢ @e monitoring

The percentage of Annual/ 2017
patientswho are stillalive ~ National

a specified time after Statistic

their diagnosis of cancer  apnual/ 201
(bulletins produced in National Q
partnership with the Office  giatistic

for National Statistics). Annual/ 501

National
StatiShic

One-year cancer survival 2017
by Clinical Commissioping
Group (CCGQG) for

all-cancers com

breast, ¢

The pro
cancers

2018/19 Q1
(April-June
2018)

early stage case
this will be replaced

in 2020 by the 75%stage

monitoring metric).

Detailed stage breakdown  Annual 2017
by cancer site and CCG
forall cancers (13 cancers

and other).

Measuring progress n/a
againstthe Long TermPlan
ambition to diagnose 75%
of all cancers at an early

stage — indicator currently

under development.

Quarterly
—to be
published in
spring 2020
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https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/cancersurvivalinengland/stageatdiagnosisandchildhoodpatientsfollowedupto2018
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/cancersurvivalinengland/stageatdiagnosisandchildhoodpatientsfollowedupto2018
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/cancersurvivalinengland/stageatdiagnosisandchildhoodpatientsfollowedupto2018
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/geographicpatternsofcancersurvivalinengland/adultsdiagnosed2012to2016andfollowedupto2017
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/geographicpatternsofcancersurvivalinengland/adultsdiagnosed2012to2016andfollowedupto2017
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/cancersurvivalinengland/stageatdiagnosisandchildhoodpatientsfollowedupto2018
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/cancersurvivalinengland/stageatdiagnosisandchildhoodpatientsfollowedupto2018
https://www.gov.uk/government/statistics/cancer-survival-index-for-clinical-commissioning-groups
https://www.gov.uk/government/statistics/cancer-survival-index-for-clinical-commissioning-groups
https://www.gov.uk/government/statistics/cancer-survival-index-for-clinical-commissioning-groups
https://www.gov.uk/government/statistics/cancer-survival-index-for-clinical-commissioning-groups
https://www.cancerdata.nhs.uk/stage_at_diagnosis
https://www.cancerdata.nhs.uk/stage_at_diagnosis
http://www.ncin.org.uk/publications/survival_by_stage
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Output Description Frequency/ | Latest data
type available

Cancer incidence Annual
breakdowns categorised

by the different diagnostic

routes to a cancer

diagnosis.

Routes to Diagnosis

Treatment Population-based Will be
statistics on the patients annual
recorded to have

received chemotherapy,
radiotherapyandsurgical

tumour resections for their

tumour.

Estimated proportion of
malignant cancers whe
patients first presegted as
an emergency.

Emergency
Presentations

Radiotherapy activity Radiotherapy act¥ity Will be
(episodes and annual
attendan ospitals
for diff ancers
and pdrtion of
t tS*using intensity

ulated radiotherapy.

30-day mortaliy a ay post- TBC
Systemic Anti- chemotherapy mortality
Therapy for patients with certain

cancers treated with

Q curative or palliative intent.

% oMger activity  Chemotherapy activity TBC

\ (detail TBC)in hospitals for
different cancers.

ecurrence Recurrence data reported  Annual
to NCRAS by hospital

Trust (note this does

not capture all cancer

recurrences).
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2018/19 Q4
(Jan-March
2019)

2017/18

2016

Not yet
published

2017


https://www.cancerdata.nhs.uk/routestodiagnosis
https://www.cancerdata.nhs.uk/treatments
https://www.gov.uk/government/statistics/emergency-presentations-of-cancer-quarterly-data
https://www.gov.uk/government/statistics/emergency-presentations-of-cancer-quarterly-data
https://www.cancerdata.nhs.uk/radiotherapy
http://www.chemodataset.nhs.uk/reports/
http://www.chemodataset.nhs.uk/reports/
http://www.chemodataset.nhs.uk/reports/
http://www.chemodataset.nhs.uk/reports/
http://www.chemodataset.nhs.uk/reports/
http://www.ncin.org.uk/cancer_type_and_topic_specific_work/topic_specific_work/recurrence
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Output Description Frequency/ | Latest data
type available
Cancer Services 31 indicators on Annual/ 2018/19
Profiles demographics; cancer Official
screening; TWW referrals;  statistic

diagnostic services;
emergency presentations
and admissions by GP

practices, CCG and at

National level.
Childhood cancer Incidence, survival, Annugl 015
statistics prevalence and mortality

for cancer diagnosed
among children und
the age of 15 residen

England (to be
to UK).
Practice Profiles Plus Summag@ g cancer Annual 2017/18
diagnosignd r@ferral
indicators f ch practice
or :
Cancer Alliance ary indicator grids Monthly January
reporting tdlining a range of 2020

cancer metrics by Cancer
Alliance, Sustainability and

@ Transformation Partnership

K (STP) and Clinical
Commissioning Group
(CCG), compared with

the national benchmark,
\ 2 \ expected values or
\ operational standards.

More granular outputs are made available to authorised users via the CancerStats
portal. For further information on eligibility to access Cancerstats please go to
cancerstats.ndrs.nhs.uk.
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https://www.gov.uk/government/statistics/cancer-services-profiles-2018-annual-update
https://www.gov.uk/government/statistics/cancer-services-profiles-2018-annual-update
http://www.ncin.org.uk/cancer_type_and_topic_specific_work/cancer_type_specific_work/cancer_in_children_teenagers_and_young_adults/
http://www.ncin.org.uk/cancer_type_and_topic_specific_work/cancer_type_specific_work/cancer_in_children_teenagers_and_young_adults/
http://www.ncin.org.uk/local_cancer_intelligence/tcst
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Working with National and International partners
United Kingdom and Ireland Association of Cancer Registries (UKIACR)

The NCRAS is a Full Member of the UKIACR along with the:
e National Cancer Registry Ireland

e Northern Ireland Cancer Registry

e Office for National Statisics (UK)

e Scottish Cancer Registry

e Welsh Cancer Intelligence and Surveillance Unit

The UKIACR aims to promote and develop cancer registration agtossghe UK and Ireland
and provides opportunity to continually improve standards, dat u nd providing a
national picture of registration and cancer.

All5 UK and Ireland cancer registries extract data r
indicators to allow comparisons of the timeliness, qua
More information about the UKIACR and t erforman

mber of performance
ompleteness of their data.
indicators can be found here.

Internationally, we work to support the develo f cancer registration in other countries
including through representation at t ropean Network of Cancer Registries (ENCR)
where we are helping develop traini j1/s for European Cancer Registries. We are
also represented on the editori the WHO classification of tumours and the ICD-
O (International Classificatio o es, Oncology) which determine the international
classification of tumours.

We are a membe
international comgs

&

ofglhe | ational Cancer BenchMarking Partnership which provides
iSORs of incidence and survival statistics and looks into possible

24


http://www.ukiacr.org/about/membership/national-cancer-registry-ireland
http://www.ukiacr.org/about/membership/northern-ireland-cancer-registry
http://www.ukiacr.org/about/membership/scottish-cancer-registry
http://www.ukiacr.org/about/membership/welsh-cancer-intelligence-and-surveillance-unit
http://www.ukiacr.org/kpis
http://www.ukiacr.org/kpis
http://www.ukiacr.org/
http://www.cancerresearchuk.org/health-professional/data-and-statistics/international-cancer-benchmarking-partnership-icbp

The National Cancer Registration and Analysis Service

Supporting others to access cancerdata

The data that NCRAS collects and analyses can only be used for health care
purposes that will benefit individuals and society; our absolute responsibility to
make sure that every individual patient’s confidentiality is protected.
Access to the health records of people who have cancer is a great p
and everyone who works in the NDRS takes great care when handj
Personal data that can identify someone is only used when ab

ncer charities or
sonalised before it

How to access the data

We make cancer data available for h earch purposes so that improvements
in treatment and outcomes can be realj aster. We provide support for
those wanting to access and with the data. This document describes the

recommended ways to ac th ta, for more information please contact
NCRASenquiries@r@ ODR@phe.gov.ukin thefirstinstance.

Accessing g@ly identifiable data

The PH r Data Release (ODR) is responsible for managing the release
of pers ntifiable or de-personalised data from PHE. The ODR facilitates
S cer registration data to applicants who demonstrate that there is a

* ied purpose for the data release and that there is an appropriate legal basis with
ards in place to protect the data. Dependent on the request, ethical approval

ay be required. A cost may be associated with the data release, and this is agreed
before work commences. Full details, including data dictionaries, are available here.
Pre-application advice can be sought by contactingodr@phe.gov.uk.

The ODR maintains a data release register with details of the type of data released,
to whom, for what purpose, as well as the legal basis for the release.
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https://www.ndrs.nhs.uk/national-disease-registration-service/clinicians/how-data-is-kept-safe-and-used-responsibly/
mailto:NCRASenquiries@phe.gov.uk
mailto:ODR@phe.gov.uk
https://www.gov.uk/government/publications/accessing-public-health-england-data/about-the-phe-odr-and-accessing-data
https://www.gov.uk/government/publications/accessing-public-health-england-data
mailto:odr@phe.gov.uk
https://www.gov.uk/government/collections/public-health-england-data-release-register
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How NCRAS supports genetic requests

NCRAS supports NHS Clinical Genetics services by offering a family history diagnosis
checking service. Individuals with a strong family history of particular types of cancer,
often at an unusually young age, attend cancer genetic counselling clinics in ord

a genetic cause for their cancer predisposition can be investigated, and appropri

testing or screening can be offered. Clinical Geneticists and Genetic Counsel rki
inregistered NHS genetics or family
or

cancer services can access the NCRAS secure online portal on the NH@het

which they can input details of their patient’s relative(s), along with sigried gbnggent in the
case of living family members. NCRAS matches each person’s details to t record in
the cancer registration dataset, and returns information on the corregt diagnosis to the
clinical genetics service, via a secure NHS email account. Thigs enables the
clinical geneticist or genetic counsellor to
have complete confidence of the diagnoses within the
personalised genetic counselling and to offer the
patient. In some cases, obtaining the correct diagn
the clinical management of the family.

thus to be able to give
jate management to their
NCRAS can completely alter

In January 2019, the old paper-based genetiC eng#liries service was moved to the online
portal; over the course of that year, 1 6 enquiries from clinical genetics services across
the country were answered, with ag&verage response rate of

just 3 working days. Feedback fro tics services has been overwhelmingly positive;
example comments include ntastic, easy to use service”, “Find the new system
user friendly and requestsa urned promptly; has made requesting information
much easier. Thank yof” “It has changed my life!”

Subject Acc uests

wamt to see the data that the NCRAS holds about them. Patients can
to PHE to see their data — this is called a Subject Access Request.
check the identity of the person making the request by asking for some
of ID. As a further layer of security, PHE will only send the information to their
P oFhealth specialist who can then verify the individual is the person making the
uest. The GP or health specialist will then handover the data to the individual.

Guidance on how to request this information is available via the PHE Freedom of
Information (FOI) service here.
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Open access data tools

Aggregated and anonymous data is released by NCRAS in publications, reports an
intelligence tools. All anonymous data shared by NCRAS conforms to the
Anonymisation Standard for Publishing Health and Social Care Data (ISB152

programme (see below). It also hosts the National Cancer Taskfor€e D@shbpard,
which is maintained by NHS England.

Detailed Statistics are produced as part of the NCRAS Out’ programme
of work, which safely produces public statistics gbouf’s rogps of patients
without compromising patient confidentiality. Pa sed with a certain type
of tumour are split into many smaller grou ich contains approximately
100 patients with the same characteristics. roup of patients, we routinely
publish statistics about incidence, rogfes to diagRsis, treatments and survival.
Todate we have published data on s Rgad and neck, ovarian, pancreatic,
prostate and testicular cancer.

The Simulacrum imitates sqglie oNghe data held securely by NCRAS. The data is
entirely artificial, so users ver identify a real person. It allows anyone to
use record-level cance afely with no danger of breaching patient
confidentiality. Th | mirrors the real one so that it can be used to write
and test querie run on the real data. Users can run simple queries on
the Simylac use it to refine queries before submitting them to PHE'’s
Office fo taRelease to run on real data. The Simulacrum is now being used
by res t0 safely test out complex queries on large datasets that they would

t S ave access to.
OX& committed to optimising the use of public data. Many PHE data collections

ata tools adopt Open Government Licences, so they can be publicly
cessed, used or shared, without any financial, legal or technical barrier. The
PHE Office for Data Release facilitates Open Data releases including cancer data;
these resources are published and searchable through data.gov.uk.

Fingertips provides the cancer services profiles (replacing the GP profiles) and
contains data at GP and CCG level. The profiles are for commissioners and health
professionals to use when assessing the impact of cancer on the local population
and to inform decision making about cancer services. They include data on the
Two- Week Wait referral, emergency presentations, incidence and screening.
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https://www.cancerdata.nhs.uk/
https://www.cancerdata.nhs.uk/getdataout
https://simulacrum.healthdatainsight.org.uk/
https://www.gov.uk/guidance/phe-data-and-analysis-tools
https://www.gov.uk/guidance/phe-data-and-analysis-tools
http://www.nationalarchives.gov.uk/doc/open-government-licence/version/3/
https://data.gov.uk/
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De-identified data

CancerStats2 is NCRAS'’s information and reporting portal for users within the NHS.
Itis only accessible to authorised users on the Health and Social Care Network. It isa
repository of information from datasets managed or supported by NCRAS and curre
includes detailed anonymous data:
e COSD reporting portal
e Detailed Radiotherapy (RTDS) and Systemic Anti-Cancer Therapy (SACT
e Detailed Incidence, Mortality and Prevalence
e National Audits
e Life After Prostate Cancer Diagnosis Survey
e Cancer Alliance reporting suite as part of our Cancer Alliance Data, Bvidence and
Analysis Service (CADEAS) partnership with NHS England ment:
- Prevention (obesity and smoking prevalence)
- Faster diagnosis (cancer waiting times, diagnosti
- Early diagnosis (screening, emergency presegiglion
- Treatment
- Outcomes (mortality, survival and patight experi
- Living with and beyond cancer

ent pathways)
missions, early stage)

A slide-deck is available that explains thgstatistiCS and metrics available on CancerStats2.

Ad-hoc analytical queries
The NCRAS enquiries emgiki ntral point for receiving, managing, and tracking
enquiries forthe NCRASHe e enquiries email addressis NCRASenquiries@

. ag

phe.gov.uk. This the analysis team on a rota system. We aim to deal
with new enquirigs n as possible, within a day or two of receiving them, and

definitely within @ ing days.

Man ng®ries we receive can be answered using the wealth of information
t ? s@lrede®ly been published or released. If some specific analysis (which is not
readil allable) needs to be produced, it needs to be assessed if the analysis

released, for example in case the data are potentially identifiable. If the
ata Deing requested are not readily available and significant analytical resource
uld be required to produce bespoke analysis, other ways of meeting the request
will be suggested; if it is possible to undertake the request within existing capacity
the work will be prioritised in line with existing NCRAS commitments.
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https://cancerstats.ndrs.nhs.uk/
http://ncin.org.uk/view?rid=3881
mailto:NCRASenquiries@phe.gov.uk
mailto:NCRASenquiries@phe.gov.uk
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All data releases are sent with a completed cover sheet to provide an overview of
what, when and who produced the analysis; this may also include the SQL code
used to extract the cohort and any other code used to analyse the data.

FOls/Parliamentary Questions

NCRAS also deals with Parliamentary Questions and Freedom of Infg
requests relating to cancer data and analysis and prioritises resource t0

Rbio
these as appropriate.

Detecting late diagnosis in women with ovarian cancer

Target Ovarian Cancer used anonymous patient data colle®ed, analysed and
published by NCRAS to highlight the challenge pose \lagnosis. In the
data they saw that 20% of women with ovariag canfer, e n@ther surgery,
chemotherapy or radiotherapy and suggested hi d be because by the
time they are diagnosed women are too ell t treatment. The charity
also found that over a quarter of women wi cancer are diagnosed as
an emergency (forexample in A& hich carfgean the cancer is diagnosed at
a late stage. The charity publishe riefing and an article sharing the
data from NCRAS to improve awar@nesslbf ovarian cancer with the public.

Support to access and \yprkith the data

NCRAS enquiries can ide initial advice and signposting for someone looking for
cancer data, infor 0olsNCRASenquiries@phe.gov.uk.

CAS explorei§dho completeness of the cancer registration data held by the
: Registrationand Analysis Service (NCRAS)in PublicHealth
is designed to be used by researchers and analysts to gain a
gtanding of the data quality and completeness of the fields in the 3
n taljes, before submitting requests to NCRAS or the Office for Data Release

¢

\DR including cancer registration data dictionary https://www.gov.uk/government/
publications/accessing-public-health-england-data.

For support using the Simulacrum enquiries can be made to simulacrumdata@
healthdatainsight.co.uk.
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mailto:NCRASenquiries@phe.gov.uk
https://www.cancerdata.nhs.uk/explorer
http://www.ncin.org.uk/
https://www.gov.uk/government/publications/accessing-public-health-england-data/about-the-phe-odr-and-accessing-data
https://www.gov.uk/government/publications/accessing-public-health-england-data
https://www.gov.uk/government/publications/accessing-public-health-england-data
https://simulacrum.healthdatainsight.org.uk/
mailto:simulacrumdata@healthdatainsight.co.uk
mailto:simulacrumdata@healthdatainsight.co.uk
https://www.targetovariancancer.org.uk/
https://understandingpatientdata.org.uk/sites/default/files/2017-07/Identifiability%20briefing%205%20April.pdf
https://www.targetovariancancer.org.uk/sites/default/files/News/Data%20briefing%20on%20ovarian%20cancer%20December%202018.pdf
https://www.targetovariancancer.org.uk/news/new-data-shows-ovarian-cancer-often-spotted-too-late-treatment
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Models of working with us

NCRAS works with a wide range of partners including other departments in PHE, patients,
healthcare staff, NHS England and NHS Improvement, NHS Digital as well as the voluntar
sector, patient and campaign groups, academia and researchers. We work with othegsig a
range of different ways including:

e collation of different cancer datasets

e advising and collaborating on grants and academic papers
e engaging with stakeholders on programmes of work

e shaping and responding to policy

e hosting and/or supporting PhD students

NCRAS operate analytical and data partnerships with otger tion§ to conduct

specific projects using registry data within secure PHE sp ership projects must
align with Public Health England’s objectives to i otect that nation’s health.
Organisations can propose partnerships to work wit

Analytical and data partnerships

The focus of the partnerships betwee RAS and external organisations, including
academic research groups and ca chaWgjes, is to improve outcomes through cancer
intelligence; to deliver insightful hrough the use of high quality routinely collected
data for England and the develo nd application of conventional and innovative
approaches and statistic sto cancer data.

Partnerships areggr di ognition of the significant amount of additional analyses that
both parties are jat@eSWgd in taking forward but that neither organisation would otherwise
@ arious reasons including analytical capacity and access to data.

Ther unt®er of different models of partnership working.

aborations
These involve defined pieces of analytical work that NCRAS wishes to be directly
volved in. Examples would include researchers or interns accessing NCRAS data
(usually aprepared anonymous) dataset, within a secure environment, on a short-term
occasional basis, with little need for supervision or involvement. This could include
PhD students. Some of the pieces of work include funding from bids or grants.
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https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/787750/Current_analytical_partnerships_involving_NCRAS.pdf
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Hosted analysts

These involve a defined programme of analytical work that NCRAS wishes to
undertake but does not have the capacity to deliver within core resources. Analysts
are employed by the partner organisation and hosted full-time within the NCRAS
analytical team. A hosting cost covers NCRAS management and supervision,
training, equipment and accommodation charges. Each partnership is overse

b
steering group which agrees and monitors a defined work programme forg8igery
during the course of the agreement, which usually lasts around 2 years.

Full PHE partnerships

These involve a significant programme of work, usually over a number rs, and
potentially expanding beyond the analytical team. A full busines§case is negotiated
via usual PHE processes and a formal SLA agreed betwe rtner

organisations. All funding is provided by the partner and ts ar@ then employed

as PHE posts.

An NCRAS project proposal will usually need drawMep prior to the agreement of
any new partnership, describing the proposed of work, including the
logistics of delivery, and explaining th erational @nd strategic benefit to PHE.

Any analyst accessing NCRAS data in P®IE sp@ce requires a PHE Honorary Contract or
Visiting Worker Agreement which require -employment checks. They must be
working as part of a formally agfee®ypartnership which describes the remit of the
analytical work, and a specifi joct proposal approved by the NCRAS project panel

should describe the anal tasets that access is required for.
Informal discussion ential partnership opportunities should be directed to
NCRASenquirie .Uk.
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Events and Communications

Cancer Data Conference and One Day Events

NCRAS organises the Cancer Data Conference each year, the UK’s foremost cagger dat
event which brings together to share best practice and innovation to drive im
in patient care and outcomes. Each year the conference hosts around 400

one-day events
' @ cessed and
B#licy makers, patients,

st 2 events each year.

designed to inform audiences about the data we collec
support to undertake research to support the needs of ch
carers, industry and local service providers. We ai

Across NCRAS the teams also organise spggfiicgyents inCluding the Cancer Outcomes and
Services Dataset Roadshow and dataset spe@ific Warkshops.

If you would like further information a y of our events please contact
NDRSengagement@phe.gov.uk.

Newsletter

We produce a mgothilfne er covering all activities across the National Disease
i dingrecentdatareleases, publications, events and cancer
ease contact NDRSengagement@phe.gov.uk.
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https://www.phe-events.org.uk/hpa/frontend/reg/thome.csp?pageID=382046&amp;eventID=877&amp;CSPCHD=001001000000lggw3IcSEIPnxTfbbwvnH0jlIB8wxO58GY_nGT
mailto:NDRengagement@phe.gov.uk
mailto:NDRengagement@phe.gov.uk
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Further Information

Please see the details below to help you find out more about PHE’s National Can
Registration and Analysis Service.

For more information on working with us please contact

NCRASenquiries@phe.gov.uk. Q
For more information about accessing cancer registration or othe%PHE

holds, please contact odr@phe.gov.uk.

please send an email to FOl@phe.gov.uk.

To make a subject access request to access a copy o@ hold about you

If you are a patient or member of the publ
information about why we collect patient data
more about your right to opt out plgfSe see
NDRSengagement@phe.gov.uk.

ike to request further
we use it, or to understand
‘ndrs.nhs.uk or contact us at

For all other enquiries pleas act NDRSengagement@phe.gov.uk.

Q
i@
N
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mailto:FOI@phe.gov.uk
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mailto:NDRengagement@phe.gov.uk
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Glossary

BCC Basal Cell Carcinoma

CADEAS Cancer Alliance Data, Evidence and Analysis Service
CAS Cancer Analysis System

CCG Clinical Commissioning Group

CDF Cancer Drugs Fund

COSD Cancer Outcomes and Services as%
CPES

Cancer Patient Experience Saitvey

CPRD Clinical Practice Research Dat

cSCC cutaneous Squamou rcinoma
CWT Cancer Waiting Times

DID Diagnostic Imaging Mgtaset

FOI Freedom rnyation

HES Ho des Statistics

MDT ult Iplinary Team

NCARDRS &;{:\Lﬁg:g?;i\ﬂ :nomaly and Rare Disease
NC National Cancer Registration and Analysis Service
8% National Cancer Diagnosis Audit
S
S

National Disease Registration Service

H National Health Service
NHSD National Health Service Digital
NMSC Non-Melanoma Skin Cancers
ODR Office for Data Release
PHE Public Health England
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PQs Parliamentary Questions

PROMs Patient Recorded Outcome Measures

RTDS Radiotherapy Dataset

SACT Systemic Anti-Cancer Therapy (Chemotherapy)

STP Sustainability and Transformation Partnership

TWW Two-Week Wait

UKIACR United Kingdom and Ireland Association of San@er Registries

WTE Whole Time Equivalent (relating tg pos%ta

N
>
S
&
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