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What | will discuss:

The National Cancer Registration and Analysis
Service (NCRAS) England

» A brief background

NCRAS principles for data collection

« How does this facilitate monitoring of tumour
agnostic treatments?
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» To provide near-real time, cost-effective, comprehensive, quality-assured
data services covering the entire cancer and rare disease care pathways on
all patients in England

as a resource for
« population and public health, patient care, research, quality, safety, clinical

team and service performance management, audit, outcome monitoring and
commissioning.

4 NCRAS overview



Collecting data across the cancer patient

pathway
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An Idea of scale:
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Data in the English National Health Service
(NHS)

There is plenty of it.....

NCRAS overview




Turning information Iinto
knowledge...
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What | will discuss:

The National Cancer Registration and Analysis
Service (NCRAS) England

» A brief background

NCRAS principles for data collection

« How does this facilitate monitoring of tumour
agnostic treatments?
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Principles for cancer data collection:

% I ﬂ Timelines
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Principles for cancer data collection:

0 DEIL:]
model

— Data breadth

— Data depth

National
coverage
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Data breadth

Data across the cancer
patient pathway...
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SACT dataset:

1. Patient and tumour characteristics

Data structure:
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Molecular dataset:

Genetic Test

Dates, method, lab sample
number, which lab carried out
the test, who ordered it etc.

One genetic test can
look at several
genes

Genetic Test Result

Which gene was tested, whether
it was normal, type of One gene can have
abnormality found etc. several variants

Genetic Sequence Variant

If a mutation was found in a
gene, the exact details of the
mutation can be recorded here
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Genetic Test

Dates, method, lab sample
number, which lab carried out
the test, who ordered it etc.

Dates:

» Test Requested

« Sample Taken

« Sample received

» Report authorised date

« Reason for referral

« Hospital/Lab demographics
« Specimen type
 Tumour %

« Methodology / technology

15 NCRAS overview

Editing genetic test

Date first notified

Sample Taken Date
Received Date

Report Date

Genetic Indication Category

Clinical Indication Details

Molecular Testing Type
Requesting Hospital
Hospital Number
Referring clinician
Lab Code

Lab Number
Specimen Type

Other Specimen Type
Tumour Percen tage
Specimen Preparation
Method of Test

Scope of Test
Researc h Test

Comments

today
MOLECULAR FEED [historical code)]

11.11.2016
21.11.2016

Tumour testing — predicting therapeutic response (29)

Malecular pathology — diag and personalised medicing (somatic) (5)

THE ROYAL MARSDEN HOSPITAL PATHOLOGY SERVICES (696L0)

THE ROYAL MARSDEN HOSPITAL PATHOLOGY SERVICES (696L0)

Tissue - Tumour unspecified

30

Fixed tissue / cells (FFPE) (4)
Kit test - COBAS 4800 kit

|

N No (N

=T

=




Genetic Test Result

Which gene was tested, whether
it was normal, type of
abnormality found etc.

 Test status

* Normal
« Abnormal

. Aberrat|on type
DNA sequence variant
* Fusion
« Amplification
 Etc.

 Gene tested
 EGFR
 BRAF
« KRAS
« Etc.
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Edit Genetic Test Result

Test Status

Genetic Aberration Type

Karyotype/Array Result

Rapid/NIPT Result

Gene

Genhotype

Zygosity

Chromosome Number

Chremosome Arm

Cytogenetic Band Number

Fusion Parther Gene

Fusion Parther
Chremosome Number

Fusion Partner
Chremosome Arm

Fusion Partner Cytogenetic
Band Number

Micros atellite Instability
(MSI) Status

Comments

origin/inheritance
Percent Abhermal

Oncotype DX Breast
Recurrence Score

Mormal

wild type sequence (7)

EGFR

[The specimen was representative of the tumaur population, containing approximately 30%
neoplastic nuclei. Mo evidence of the comman EGFR mutations in exons 18 to 21 was found in
this sample. These results do not support the use of specific ant-EGFR TKi inhibitors in the
first ling setting in this patient. UPDATED REPORT Dr 5 Mactahon (18.11.16) Mo evidence of
an ALK translocation was observed. Current clinical evidence does not support the use of ALK

Somatic / Tumour-specific

m »

H




Genetic Sequence Variant

If a mutation was found in a
gene, the exact details of the
mutation can be recorded here

Genome Build

Transcript ID (incl. version
number)

Seqguence variant details in
HGVS where available

Exon/intron/codon number
where specific details not

given:
+ E.g. ‘BRAF codon 600 mutation
detected’
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Genetic Sequence Variants

Human Genoeme Build
Reference Transcript ID
Genomic Change, g
c¢cDNA Change, ¢
Protein Impact, p
Yariant Location

Exen/intron/Codeon
Number

Sequence Yariant Type
Variant Impact

Pathogenicity
Classification

Variant Genotype
Variant Allele Frequency
Clin¥ar ID Number
COSMIC ID Number

Description / Comments

Add Sequence Yariant ©

N



Germline data - pseudonymisation

Information from genetics labs

NCRAS information
o
’ Cancer patients Cancer patients . ’

[ ] [ ]
i! oD i! Non-cancer patients + ° i ° i
i' 'i'i' hereditary risk Cancer patients ’e’i
[ ] [ ] [ ] [ ]
T MATCH
b . . Encryption
ersonal information . 1-way

A

cryptographic hash
+

Future cancer

Personal information
% Encryption
Added to
Germline data diagnosis

or i en
cancer
record
L I N K Germline data
' Non-cancer patients +
heredltary risk
> +
‘

Germline data
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Primary care prescription data:
Data items

/ \ /Druq information \

- Drug name
~8O m|”|0n Patient characteristics Dose
Patient age Quantity
reCOI’dS a mOnth Sex Form (tablets etc)
Exemption category BNF code
Net ingredient cost
Standard drug identifiers from dm+d
Pseudo ID (NHS number & \ / \ /
DOB)

Prescription form ID

4 N )

Prescriber information
Postcode

Practice name
Prescription form type

. AN J

Dispenser information
Date dispensed
Organisation responsible for payment

Data profile: https://bmjopen.bmj.com/content/8/7/e020980
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Linking prescriptions data to cancer records

4 5 tions d ) 4 )
rescriptions data Cancer registry data
Apr 2015 — Feb 2019
L 1995 - 2018
4,094,077,376 prescriptions :
: 5,471,272 patients

52,193,991 patients

J . _/

\ 4

Patients alive
1st Apr 2015
2,548,292 patients

A 4

[ - . . - \
96% living cancer patients with

prescription data
453,459,478 prescriptions
2,440,172 patients
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|dentification of Endocrine Therapy

Cancer Epidemiology 61 (2019) 185-189

Contents lists available at ScienceDirect x gancer
Cancer Epidemiology ‘WQI.
L]
ELSEVIER journal homepage: www.elsevier.com/locate/canep
Endocrine therapy in the years following a diagnosis of breast cancer: A ;)
proof of concept study using the primary care prescription database linked | %
to cancer registration data
. Aabeialla T dd® Fblnfenn T TTamcme 4 Tolk.a io?, Jackie Charman?® lﬁe;aﬂ-[:[-o;gan"
A. All women B. ER+ve diseasé ' " "~ "roggio”, ; g
s 100% - 100% use — 6th Floor, 133-155 Waterioo Rd, London, SEI 8UG, United Kingdom
[ 90% - 90% ketr St Leeds, LS9 7TF, United Kingdom
E 800/ 800/ d Road Campus, Oxford, OX3 7LF, United Kingdom
- i o
@
§ 70% | 0%
3 60% - e 60% -
g 50% - 2] 50% incer registration data were linked to the Primary Care Prescription Database (PCPD) in
[¥] 40% s o locrine therapy (ET) prescribed in women after a diagnosis of breast cancer was studied.
x 0% - o 40% - “ancer registrations for women diagnosed with breast cancer during 1995-2015, who
'] 30% - o 30% - 2015, were linked to ET prescriptions issued during April-July 2015.
(22 g o 7 survivors of breast cancer diagnosed during 1995-2015, 37% were prescribed ET
a 20% 20% - Among women whose breast cancer diagnosis was after 31st July 2010, 81% of those
© 10% - e 10% - receptor positive (ER + ve) disease were prescribed ET compared with only 6% of those
E 0% N =] - .—-—I-__l I 9 ._-T-_-ri_i nger women usually received tamoxifen and older women usually received aromatase
£ b + —_— 2 = T —ly == 0% -+, - + - R : - -l
-
g 5-9 years 10-14 years 15+ years <1 1- 2- 3- 4- 5- 6- 7- 8- 9- 10-11-12-13-14-15-16-17-18-19- of ET use observed in these data corresponds to that expected. This provides confidence
= Time since diagnosis (years) Time since diagnosis (years) CPD for epidemiological research.
S - :
2 C. Tamoxifen in ER+ve disease D. Aromatase inhibitors in ER+ve disease
@
2 100% - 100% -
2 90% 90% -
@ 80% 80% -
£ 70% - 70% -
2 60% - 60% -
&  50% 50% -
®  40% - 40% -
o " %, -
w5 30% - 30%
e 20% - 20% -
§ oo ARRRRARE %
5 0% M Y - B 0% -+ : -~ .l :
o + o & o o > <+ o < o 4+ T o ¥ o o ¥ o T o ¥ O +
k; w@##."?@@'r'r@@g T EREEEE R R EE R
A EEEEEEEEEE © R e LY B8BB8RLESR
Age on 1st April 2015 (years) Age on 1st April 2015 (years)

.ER +ve ER borderline u ER -ve ER unknown



Coverage - data on all cancer patients

» Legal permission to collect information on all
cancer patients without consent (NHS Act 2006
Section 251)

» Activity must:
 Have a medical purpose
« Be in the public interest or in the interests of

National Health Service Act 2006 improving patient care
CHAPTER 41 * Be Compliant with DPA/GDPR
NATIONAL HEALTH SERVICE ACT 2006 « Impracticable to obtain consent and anonymised

information cannot be used

PART 1
PROMOTION AND PROVISION OF THE HEALTH SERVICE IN ENGLAND

* Yearly review with Confidentiality Advisory Group
- Health Research Authority

The Secretary of State and the health service in England

« Data collection embedded in NHS and mandated by contractual requirements
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Coverage:
Data on all cancer patients nationally

e Ugited 09
SACT: i hS“
Data from 137 NHS trusts oy Qs
(all centres providing SACT ). o i oo
undalk o 9 oooa 9”
treatment) Q Goce 98 9
DDublin L'thv (‘09 Bo?qm
m% C'ol vp kD lo\efﬁeld 9
oqm 999
_ s v Q
|\/|O|eCU|aI' mm m.seg)n negte peterborough NQvich (
Data from 0 909 q?a 9. ©
« Regional Molecular Genetics WALES ° 9 990 o
. : Fitots oo Qe 29 -
Labs (Somatic and germline) B SO - X o?o 999
« Molecular section of Pathology 0 g 9 0 ° 989@ 5 °m°
Labs (Somatic) a g 90 S °mp9 090

23 NCRAS overview




Principles for cancer data collection:

0 DEIL:]

model

Data

— Data breadth completeness

— Data depth - Data quality

National
coverage
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Data completeness # Data quality

Completeness
— N Maximising
0 completeness AND
: Us. .
Cpuahh«rﬂ "s‘/b,}_e D'E‘Pf*wl quallty. ..

5imPf ioih?
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Ensuring high data quality:
Working to support data providers

&
N
2 'S
& v S
5 &
Q 8’

0e0e0e0eO
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Ensuring high data quality:
Reporting back to data providers

Pathology Indicators: COSD Indicators:

Engagement Indicator: Engagement Indicator:

Pathelogy sent in a suitable format? Non Complia nt COSD sent in the correct format and Compliant
version?

Completeness Metrics: Completeness Metrics:

Lesion Size Grade Excision Margin Full Stage Perf. Status CNS Contact
%
SACT Indicators: RTDS Indicators:

Engagement Indicator: Engagement Indicator:

SACT sent in on time? Com plia nt RTDS sent in a full year of data? Compliant

Completeness Metrics: Completeness Metrics:
Perf. Status Intent Weight Known DTT Date Treatment Region Intent

100% 100% 100%




Ensuring high data quality:

alidating data on submission

28

Upload error report for batch 1472

Critical : 15

Local : 12 ( 10 Distinct )

Error summary

Critical error — cannot
be mapped

Errors Information Local Mappings Click to download all Downloads
Filter
All {limited to top 1000) v
Showing sample records for all local mapping errors
NHS No. D.OB Regimen name Start date Error Error field Error description Field value
01/01/1950 Zoledronic acid, Pr... 2017-09-19 Critical nhshumber cant be blank
01/01/1950 Zoledronic acid, Pr.. 2017-09-19 Critical nhshumber can't be blank
01/01/1950 FOLFOX: Oxaliplatin 2017-08-01 Critical nhsnumber cant be blank
01/01/1950 FOLFO Onealiplatin 2017-08-01 Critical nhsnumber cant be blank
123456781 01/01/1950 Zoledronic acid, Pr 2017-08-08 Critical histology_icdo3 Zmorphology "8711° does not 97113
exist
123456781 o1/01/1050  Loledionic acid, Pr 2017-01-31 Lacal orgeode_ofdrugprovider does not exist pQ111 Map
87654321 01/01/1950 WMP: SC Bortezomib 2017-06-29 Critical administrationdate cannot be before start date of 21.09.2017
cycle- 12102017
234565432 01/01/1950 Azacitidine for MDS. Critical startdateoftycle cantbe blank
234565432 01/01/1950  Azacitidine for MDS... 20170921 Local posicode Unrecognized posteode 0X42GX Map
OXAZGEK
234565432 01/01/1950 Pixantrone monother... 2017-08-21 Local regimennarme does not exist Pixantrone monotherapy...
Regimen Map e

11
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Local error — can be
mapped

Regimen mapping —
can only be completed
by registered
mapper(s)




Ensuring high data quality:
Mapping regimens since August 2014

35000 ¢ 34775

... since then over
30000 1§ 30150 80,000 regimens
have been mapped.

25000 -

20000 -

15000 -

10000 -

Number of different regimen names

5000 -

0

™ 3 ™ >) \>) > \2) > \2) © © © © © © A
N N N N N N N N N N N N N N N N
Q Q Q Q Q Q Q \) Q Q Q Q Q Q Q Q Q Q Q Q
LRI UL L CEIR NI LI RN LA L LR LA LA LI L LI LN
AN SN SN SN\ S A SN SN S\ G\ SR O N G SN S SN
Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q
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Principles for cancer data collection:

0 DEIL:]

model

Data .
Data breadth completeness Scalability
. Source
Data depth Data quality traceability
National
coverage
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Scalablility and generalisabillity:

o

All data

All patients oroviders

o

Approaches:

« Schema specification * Minimal submission

- Supplementary data burden
collection « Adaptation to local
systems
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Adapting to local systems:

000 | $207] $200] $150] $000] S090| B97]572079] 6A7]1652| 1421]30.73] 3369, i - T — o=
260 | $377) 5250 $1.00| $1.40] $000| 15.17/673896] 11.2]17.00|140231.02| 3286] $97643 = . e =l k e . = 1 i 8
150 | $9.07| $350 $0.00| $070 $0.30| 33.07|6768.73| 15.117.65/14.09/3174| 3315| $994.37 . o el el — - - il .
900 [$10.47] $050, $1 50{ $140] $000| 4687 581560 229)18.14] 1438|3252 34,08 " : 2
250 | $4.44] $200 $150| $315/ $000| 3384|5849.44] 136 17.49] 1439|3188 33586 — : El vt N
550 [$13.72] $150| $050| $420/ $090| 4457/589311] 26.3/17.76/ 14.34|32.10] 33.45|
J200 | sa72] s250| so0o| $1.05/ $0.00| 37.27|6930.38] 10.3/16.40| 1613|3162 3309 . . . .
J200 | s156] s000| s000| 035/ $0.60| 1051/ L ' —— | ine — "
100 | 8400 $000| $1.00] $106/ $000| 14.05| szl d 7~ 1= s T T
|30 [s13.42] s750| soso| so70 s030, 4807 Wome e Fagelwast  Fomus  Daa  Aeies  Vew  Ten
leco | $823] sa00 s2s0| s10s s000| 4268 e “ - £
400 | s790! $200| 5125/ 5420 5030 4395 &q 0 G F Wl
300 | 5678 $250| $250] $106 $000 4463 64 1 Mumber Gwentame Middieintial Sumame  Genger Streetaddress State Zipcode €
200 | $6.20 $180] §150] $070| $000| 36506 " msle 3151 Ferrel street ser1a
T T 1 T 1 E Humphreys female 3062 Bond Street Rl 2895 ug
5% s000 1036 ¢ o -
| $140} | ! 3 Bentz male 3318 Drierchi Road e 10011
000, 4244) 64 " Proston famale 3582 Tadds Lane ™ mauy
$1.20] 4187/67 5 B Weny  male 0550 GrantStreet 75702 U
$000| #9.78] 63 L Aicharcson male 1285 Mtz Lane. !
$000| 7220| 64 A ~ msle 4316 Bricge Averue
! s000 405264 3 Thomas  female 2841 Harran Drive
t t t 1 t v Fies o 4300 Tangiawacd RO
1 Salis 14th) + T t t o Bessette  male 4177 Lauren Drive
2 Total ma ! l ! ! ) Meholas  malo 27228l stract
- -~ 4+ 4 A Hunter male 4112 Stadium Drive
3 LastUpda | 1 | | | c Chagoya  male 3685 Essex Court
4 Number of 1 € Mesdor  male 1215 Swattord Drive
5 Unmatched Bets Count 0 L Mayfield  female 3137 9in O reve
" Gomez  fomale 1723 varkia Lane
6 Balance £23.95 19 18 Gregory G Miguel male 3233 Breerewood Court
7 Runner names P&L 0 15l . Giffin  famale 2252 Arbutus Grve
8
9 |Romany Princess £0.00 34 345 EX] 365 3.7]
10 £67.00 £354.00 £255.00 £453.00 £65.00
11 Kalam Daleel £0.00 43 4.5 2 10.5
12 £50.00 £8.20 £9.00 £7.20 £25.00
13 Palisades Park £0.00) 48 56 59 6.2 .
il £1375 £25.09 £200 £47.90 £30.00
15 Russian Rock £0.00/ 355 36 375 38
16 £448 £305.90 £431.00 £24.40 £77.00/
17 Warning Song tu,o—ul 9.4 0.5 15 155
18 £6.91 £16.26 £19.00 £1379 £220.00)

2. Transformation mapping:
Transform data into standard schema for
cancer registration system (ENCORE)

1. Input data:
Electronic data from labs
Each data extract in a unique format...

32
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https://multimedia.journalism.berkeley.edu/wp-content/uploads/2014/09/spreadsheets-main.jpg

Principles for cancer data collection:

Q { ﬂ Timelines

0 DEIL:]

model

Data .
— Data breadth completeness Scalability —  Recency
Continuity
: Source i
— Data depth - Data quality - - — (longitudinal
traceability scope)

National
coverage

o J
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Complm‘ona;;
Py

Recency: .

Simplicity

SACT monthly data submission
1th 3
Treatment a S o ission
5 & NS & .
qu' Q(DSE Qg) OQ'?‘_(’JO vg 1 15th
< O O —
gueries must
d and data
Patient treated w nitted
Example: September octoner Novembper December
Treatment activity DQ & DC checks Upload Submission
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Continuity:

Ongoing monthly data collection collecting the
complete patient pathway:

Colorectal stage 177 patbent pattravays - Death

: |Day of diagnosis |

Day of death

Patient number

Days before or after diagnosis

NCRAS overview

35




Patients have surgery

Patient number

Days before or after diagnosis

36 NCRAS overview




Patients are discussed at a multi-
disciplinary team meeting

Days before or after diagnosis
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Patients have SACT
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Days before or after diagnosis
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Patients have radiotherapy
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Patient number

Patients have Imaging investigations

= o - % 2 * -
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Days before or after diagnosis
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Patients get given out-patient appointments
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Patients come to their out-patient
appointments
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Putting it all together ....

S

O ot
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Maer Surgery
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SACT
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1000

Patient number
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133 1 e o 340 Days before or after diagnosis €00 170 640 50 1080
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Principles for cancer data collection:

% I ﬂ Timelines

0 DEIL:]

model
4 R\
Data Informing
— Data breadth completeness Scalability —  Recency . arr:z)lzﬁlg‘.r;réd
.
f N e N
Continuity . :
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y scope)
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coverage
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Our responsibilities as a data custodian
are two-fold

REQUIREMENTS g5 ¢

NI L L \ Tilﬁ/ @
N Ll o 2
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Routes to access data:

NCRAS homepage
* Overview of NCRAS datasets and ongoing work
» Links to reports and all sources listed below

Reports to data providers (CancerStats?2)
- Dynamic reporting portal for users within the NHS ‘ CancerStats
* Includes reports on many NCRAS datasets: COSD,

Radiotherapy (RTDS), SACT, Incidence/Mortality, National

Audits, Cancer Alliance Reporting (CADEAS)

England

Public reports (CancerData)

: « Open access tool reporting routine incidence and mortality

““““““““““““ ‘ I data, as well as hosting the National Cancer Taskforce
_——— Dashboard which includes a number of metrics

* Aggregate data released under Open Government Licence

Tabe developed
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Trust reports

The CancerStats portal has been de‘sig"‘eaft:‘:
of their submissions. It allows users to look at

48 NCRAS overview



Trust reports:
SACT treatment activity

Patient, tumour regimen and administration New regimens by month
count by month

April 2018 to September 2019
Age Group ¥ Area Team/ Trust ¥ Cancer Alliances ¥ Tumour Group ¥ Performance Status ¥ Regimen ¥

.
April 2018 September 2019

Patient Count / Tumour Count / Regimen Count / Administration count Regimen Count
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Trust reports:
SACT treatment activity

Treatment activity by day of the week

April 2018 to September 2019
® ®

April 2018 September 2019

Age Group ¥ Area Teamn / Trust ¥

Number of treatment administrations (n) per day split by month of treatment activity.

Administration count

40,000 +4

30.000 -

20,000 4

10.000

(=)

Monday Tuesday Wednesday

= February 2017 m March 2017

W January 2017
@ October 2017

September 2017

NCRAS overview

November 2017 @ December 2017

Cancer Alliances ¥ Performance Status ¥

Tumour Group ¥

Thursday Friday
Weekday

Saturday

Administration date
W April 2017 May 2017 | June 2017 m July 2017

W August 2017
January 2018 m February 2018 @ March 2018

Regimen ¥

Sunday




Direct patient care:
Supporting variant interpretation by genomics labs

National collation of evidence
ldentifying variant in NCRAS data
I--__—l---

F White British breast, R G3 IDC, TNBC Grandmother Hx Ca breast in 40s 1 Diagnostic  Full Screen 2017
31 humerus, R G2 chondrosarcoma
34 breast, R G3 IDC, ER+ PR+
F  White British 34 breast, R G2 LC, ER+ PR+ 1 Diagnostic  Full Screen 2016
scc
26 cervix G3 adeno
41 breast, L G3 adeno, MMR+, MSS,
F  White British 47 caecum KRAS-wt 2 Diagnostic ~ Full Screen 2012
c breasF White British 37 breast G2 IDC. 2 Diagnostic  Full Screen 2016
G3 IDC. ER- HER2 borderline
F  White British 45 breast, R IHC 2 Diagnostic  Full Screen 2014
tubo-ovarium or primary high grade serous
F  White British 67 peritoneal origin cystadenocarcinoma FH of breast and ovarian ca 2 Diagnostic ~ Full Screen 2012
Same maiden name as case Family
F  White British 74 oesophagus SCC. above. 2 Studies Targeted test 2013
Ca breast (Late onset F  White British 33 breast, R G2 IDC, ER+ PR+ HER2- 2 Diagnostic  Full Screen 2015
Ca pancr breast. Family
Mutation — (No match to NCRAS) 2 SFudles . Targeted test 2012
F  Not stated 40 breast, R G3IDC 3 Diagnostic  Full screen 2014
BRCA?2 Ve) Any Other
Leu3101Arg White 42 breast, L DCIS
F  Background 48 breast, R LCIS 3 Predictive  Targeted test 2014
F  White British 55 breast, L G3IDC, TNBC 3 Diagnostic  Full screen 2016
43 breast, R G21IDC
F  White British 47 skin BCC 3 Predictive  Targeted test 2016
high grade serous FH ovarian/breast Ca. Diagnosed
F  White British 55 ovary, bilateral adenocarcinoma following risk reduction Lap BSO. 3 Diagnostic  Full screen 2016
high grade serous surname in common with case
F  White British 75 female genital tract, NOS cystadenocarcinoma above 3 Predictive  Targeted test 2016
underwent risk reduction surgery.
F  White British 55 breast, R G3 IDC. ER+, HER2- TLH BSO. 3 Predictive  Targeted test 2016
probably peritoneal; possibly
51 left fallopian tube or ovary  high-grade serous carcinoma
F  White British 51 endometrium G1 adenocarcinoma 4 Diagnostic  Full Screen 2015
60 breast, L G31IDC

F  White British 68 ovary high grade serous carcinoma 5 Diagnostic  Full screen 2013
Unknown breast, L G3IDC. Diagnostic  Full screen
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Public reports

Incidence and survival statistics

Public Health
England England

The current Dashboard is phase 1 of this work. See the background tab below for more details.

Reporting level CCG v Reporting geography Choose a CCG... v

Tumour type All Tumours v Ambition/standard 4 Show Alliance |«

Key: Compared” to WS ELIATEE S
Overview Trends Definitions Background m| - - - N0 comparison made |

~ Headline
Incidence rate 2014 One-year survival 2013 Overall experience of care 2015 Quality of life
Standardised rates per 100,000 population Met survival index for adults Average score (scale from 0 to 10)

510 7

%
I

3 74 3 9

To be developed

~ Survival
Cancers diagnosed at stage 1 or 2 2014- Cancers diagnosed through emergency
One-year survival 2013 Q4 presentation FyY2016-Q1 Cancers staged 2013
Met survival index for adults % diagnosed (for certain cancers) % diagnosed (proxy measure) % of cases with valid stage recorded
63 74 37 60 14 28 38 6
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Routes to access data:

Ad hoc data requests (NCRAS enquiries)

* Responds to routine enquiries for aggregate data
requiring <0.5day analytical work

+ Data release under Open Government Licence

Direct data access (Office for Data Release)
* Responds to requests to access identifiable or de-
personalised data PHE data for secondary purposes -

which could not be openly released Accessing PHE data through the Office
 Data can be: for Data Release

° individual_level Updated 1 August 2019

* aggregate-level
» Data releases reported through the Data Release Register

ublic Health

mo
)
&5
E
azrx
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Office for Data Release:
Data Release Register

Content: M

Public Health
England

« Applicant's organisation Pk gy

« Applicant's organisation type '3;,:1!‘&'“* Register April 2017 - July 2019
» Technical summary

« Lay summary overview

 Why is this project being conducted?
* How will the data be used?

« Anticipated public health benefit(s) and/or impact of conducting the project
« Funders and collaborators

- Data source

« Type of data

* Legal basis for the release of personally identifiable data

« National data opt-out programme applied

« Date of release

The PHE Office for Data Release tODRJsrespu sible | r proving a comman governance framework for respording to requests to access PHE data for secondary purposes, inchuing
service imy provement, surveillance and ethically ap proved research

s that Public Health England inue o supp to fairly and lawfully access or d
data collected and managed by Public Health England to:
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Routes to access data:

‘ ‘o.‘-..:::
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Analytical partnerships

Partner analysts embedded in NCRAS to
conduct projects which align with PHE's
overall objectives




. S VHS
Reports to iInform HTA appraisal: engiand

5
A3
/L__I\
Public Health

England

The Cancer Drugs Fund
Reporting to NICE

Report for the NICE Appraisal Committee — review of TA416

Osimertinib for treating previously
treated metastatic epidermal growth
factor receptor (EGFR) and T790M
mutation-positive non-small-cell lung
cancer (NSCLC) review

Public Health England Report
Commissioned by NHS England

Reporting on patients receiving osimertinib for treating metastatic epidermal growth
factor receptor (EGFR) and T790M mutation-positive non-small-cell lung cancer
(NSCLC) [TA416]
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Analysis outputs

30 day mortality post SACT
THE LANCET Oncology

line First Current Issue AllIssues Multimedia ¥ Information for Authors

All Content v | | search | Advanced Search
- 30-day mortality after receiving SACT in England, 2015-2016
< Previous Article Volume 17, No. 9, p1203-1216, September 2016 Next Article > Access this artic|
Select tumour Select intent Select age group Select Trust (Code / Name)
I Article Optifuyp.. croc | Aliateat -l “ = K
Atticles :
T P2 Ganer GI-0G, All intent, 18+
; ; . P
30-day mortality after systemic anticancer treatment for breast ™ >
. . . 2015 2016 Change from 2015 to 2016
and lung cancer in England: a population-based, observational = &8 Emaiat :
& g Pop ’ B Addom, Patients _30-day deaths _Crude rate (% Patients _30-day deaths _ Crude rate (%)}
study = oot 0 0 0 0 Numbers too small for two-proportions z-test
= e Upper 2SD (0.025) limit:
Michael Wallington, BA', Emma 8 Saxon, PhD', Martine Bomb, PhD, Rebecca Smittenaar, PhD, Matthew Sl e Upper 35D (0.001) limit:
BSc, Sean McPhall, PhD, ass, PhD, David Chao, FRCP, John Dewar, FRCR, F'mi Denis Talbot, PhD, Michas L3 Gitedbyi
Peake, FRCP, Prof Timothy Perren, MD, Charles Wilson, MD, Prof David Dodwell, MO8 = Alltrusts 6768 343 5.07] 63907 347 6.02] Change not significant
U} Request| 304 19 6.25) 322 18 5.53] Change not significant
' Both authors contributed equally 331 (] 638 1046 51 4 88] Change not significant
Linked Artii
) 18 2015 2016
DOI: htp//d doiorg/10.1016/51470-2045(16)203837 | () CrossMark DEOAOEE COMMENT s o "
England's! H ‘%
@ Article Info mortality:
Is% 5%
summary FullText ~Tablesand Figures = References = Supplementary Material (Cor;r::h:n T s
s 06,08, 09, £
ummary E
€ 20% 26%
Background Jump to Section ] |Go H)
Popular Arl = k
30-day mortality might be a useful indicator of avoidable harm to patients from systemic anticancer L 20% 20%
treatments, but data for this indicator are limited. The Systemic Anti-Cancer Therapy (SACT) dataset Most Read ; B
collated by Public Health England allows the assessment of factors affecting 30-day mortality in a [ 15%
$ 5 O e
5o oo 5 10%

o S0 1m 10 2m 29 3m k] ‘m L]

Pattents recelving SACT Patients recelving SACT
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N’

Analysis outputs abpl

Bringing medicines to life

Age is not a barrier to chemotherapy

8 . :
s T T » Does age independently
= predict access to SACT?

YRR

The Royal College of Radiologists @@

"  Is there variable prescribing
g i —_— G of systemic therapy

A—— = N .

b°5:§ abﬁﬁf{ particularly to the elderly?

The Royal College of Pathologists
Pathology: the science behind the cure
8000 - 100% -

80% -

60% |

Total patients

000 40% |

Stage I11B-IV NSCLC

2000 -
20% -

0 0% -
qqqqqqqqqqqqqqqq
I . S S P - T N
mmmmmmmmmmmmmmmm
mmmmmmmmmmmmmm

M Palliative SACT No SACT
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What | will discuss:

The National Cancer Registration and Analysis
Service (NCRAS) England

» A brief background

NCRAS principles for data collection

« How does this facilitate monitoring of tumour
agnostic treatments?
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Closing the loop:

Collecting high quality data relies
on co-operation from many
individuals across the healthcare
infrastructure

We often focus on getting the data
In

Must consider how you will get
data back out — particularly to
providers


https://brainstrust.org.uk/brain-tumour-data/

Public Health

England

Protecting and improving the nation’s health

Any questions?
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