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About the NDRS

The National Disease Registration Service (NDRS) is part of NHS Digital (NHSD). Its
purpose is to collect, collate and analyse data on patients with cancer, congenital
anomalies, and rare diseases. It provides robust surveillance to monitor and detect
changes in health and disease in the population. NDRS is a vital resource that helps
researchers, healthcare professionals and policy makers make decisions about NHS
services and the treatments people receive.

The NDRS includes:
e the National Cancer Registration and Analysis Service (NCRAS); and
e the National Congenital Anomaly and Rare Disease Registration Service
(NCARDRYS)

Healthcare professionals, researchers and policy makers use data to better understand
population health and disease. The data is provided by patients and collected by the NHS
as part of their care and support. The NDRS uses the data to help:

e understand cancer, rare diseases and congenital anomalies

e improve diagnosis

e plan NHS services

e improve treatment

e evaluate policy

e improve genetic counselling

@ NDRS

NATIONAL DISEASE REGISTRATION SERVICE

National Disease Registration Service
NHS Digital (NHSD)

The Leeds Government Hub

7&8 Wellington Place

Leeds

LS1 4AP

For queries relating to this document, please contact:
NDRSenquiries@nhs.net m

Digital

Improving lives with data and technology — NHS Digital support
NHS staff at work, help people get the best care, and use the
nation's health data to drive research and transform services.
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Executive summary

Cancer Outcomes and Services Dataset — Version 9.0 release (April 2020)

This User Guide is one of a suite of documents to aid users in implementing the COSD
Information Standard (DCB1521 Amd 13/2019). It includes all the data items in COSD,
together with definitions, formats, codes and values and additional guidance on collection
and implementation. These documents can be found on our website.

This User Guide is aligned with and should be read in conjunction with version 9.0.1 Final
of the data set, which is available to download on the NCIN website. Other guidance and
supporting documents are also available on the NCIN website.

We are continuing to explore an online version of the Guide.

This revised version of the data set incorporates some amendments to the data set itself,
an extension of its scope and a revision of the current schema specification, in order to
continue to meet the business objectives of the standard. It accompanies a change notice
for the standard (Amd 13/2019) which has been accepted by the Data Coordination
Board (DCB), see the section “What’s changed” for a summary of changes.

Implementation of the Standard is carried out by the National Disease Registration
Service (NDRS) and queries regarding implementation should initially be raised with the
Data Liaison staff at your local NDRS office.

Queries regarding the Standard itself should be addressed in the first instance to:
nhsdigital. COSDenquiries@nhs.net or your local NDRS Liaison Manager (their details can
be obtained from the CancerStats2 portal). This email address has changed, so please
use the above email address only from now onwards.

It is important that where a Trust originally records a patient as having cancer and a
record is sent during routine data uploads, but this diagnosis changes to a non-
registerable condition, that NDRS is immediately informed of this decision. Due to the
complex way cancer information systems are designed, this change of status will not
be sent automatically within the next available upload of data.

All Providers have access to their current monthly position via CancerStats2 [Health and
Social Care (HSCN) connections only], which has been established by the NDRS. You
can access CancerStats2 here.

This provides feedback on files submitted (Level 1) and completion for some key data
items (Level 2), where the files are submitted in the prescribed XML format. It also

9
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includes the next level of reports (Level 3), which covers data that has been processed
and quality assured by the National Cancer Registration and Analysis Service (NCRAS).

In October 2021, a new ‘Early/Late Stage Cancer’ suite of interactive reports was also
released, with the support of NHS England. These can be accessed by tumour group,
region, cancer alliance and Trust.

In addition, there are reporting tools for the
e National Lung Cancer Audit (NLCA)
e National Prostate Cancer Audit (NPCA)
e access to population level Incidence, Mortality and Survival data
e Radiotherapy (RTDS)
e Systemic Anti-Cancer Therapy (SACT)
e Cancer Alliance Data, Evaluation and Analysis Service CADEAS
e Living With and Beyond Cancer (LWBC)

| would like to take this opportunity to thank all those who have been involved in the
development and implementation of the Standard and encourage you to continue to send
us your comments, which help to identify necessary amendments and improvements. A
COSD Advisory Board including Trust level representation has been created to help
manage change and reports directly to the COSD Governance Board.

Lndy WMhunphy

Mr Andrew Murphy
Head of Cancer Datasets m
National Disease Registration Service (NDRS)

NHS Digital Digita|

10
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When should the data be submitted?

The deadline for first submitting a record is 25 working days after the end of month of
Diagnosis. All available relevant data items should be included and additional information
or updates not available at the time should be uploaded with ensuing monthly
submissions. Treatments not submitted with the initial record should also be submitted
within 25 working days of the end of month of the Treatment Start Date.

It is important to note that COSD and CWT are no longer be reported on the same day.
CWT have reduced the reporting time following the end of each month, whereas (due to
the size and complexity of the data), COSD will continue to use the full 25 working days.

The reporting dates can be found on the NCIN website here.

COSD upload portal

This is used by Trusts to submit their monthly COSD data for all vO COSD data
submissions. The portal has been designed to:
e improve the accuracy of data received, by providing validations at the
point of upload
e improve the security of data transfer, by removing the need for Trusts to
email submissions
e improve stage completion, by returning a patient level report back to
Trusts

Until the submission process is complete via the ‘submit to registry’ function all uploaded
data is encrypted. The only data that can be seen is the error report and this can only be
seen by other people with permission to access your Trust’s data.

Support, training and testing is available for new users via their NDRS Data Liaison
Manager, and they can provide you with an in-depth user guidance document for the
COSD Upload Portal.

To access the portal, click here, please note that:
e the submission portal is only available via a N3/HSCN connection
e aportal login is required using a username and password from
CancerStats
e all accounts must be created for an individual user rather than any
shared account usage

11
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Additional notes:
e currently this is only available for the COSD Patient Pathway xml files
e please contact your local Data Liaison Manager if you have queries
regarding the submission process of other cancer datasets ran by NHS
Digital

Update from NHS Digital (NHSD) on the announcement that
the national digital organisations are to combine

Merger to NHS England

Building on the huge progress made on digital transformation during the pandemic, NHSD
and NHSX will be merging into NHS England and Improvement.

The decision by Health and Social Care Secretary Sajid Javid to accept the
recommendations of Laura Wade-Gery, Chair of NHS Digital and a non-executive director

at NHS England, was announced on Monday 22 November. You can find out more on
gov.uk.

The impact on the COSD dataset

We would like to confirm that the changes to NHS Digital, will have had no impact on the
COSD dataset.

Submissions of your monthly data will remain unchanged, and we will keep you updated
on any developments going forward.

All Trusts should now be running the latest version of COSD. If you are having difficulties,
please contact your Regional Liaison Manager to discuss these in more detail.

12
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How to record recurrence, progression,
and transformations

What is a recurrent cancer?

Cancer recurrence can be defined as the return of cancer after treatment and after a
period of time during which the cancer cannot be detected. The length of time is not
clearly defined; however, the patient would have previously been informed that they are
free of the disease or that the disease is not detectable. The same cancer may come
back where it first started or somewhere else in the body. For haematological
malignancies, recurrence may be more commonly referred to as a relapse.

What are the types of recurrence?

The distinction between the types of recurrence of a previously treated tumour requires
clinical interpretation. There are different types of cancer recurrence, for example:
e |ocal recurrence - meaning that the cancer has come back in the same
place it first started
e regional recurrence - meaning that the cancer has come back in the
lymph nodes near the place it started
e distant recurrence - meaning the cancer has come back in another part
of the body, some distance from where it started (often the lungs, liver,
bone marrow, or brain)

What is progression?

When cancer spreads (increased growth speed) or gets worse it is called progression.
Sometimes it is hard to tell the difference between recurrence and progression. A
recurrence is where a patient has previously been informed that they are free of the

disease or that the disease is not detectable. Progression of a disease is where this has
not happened and may be during the initial treatment phase.

What is a metastatic/secondary tumour?

Metastasis or metastatic disease is the spread of cancer from one part of the body to
another.

Distant metastases are tumour cells that have spread from the primary tumour and
formed as distant growth in a different organ.

13
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Notes:
e patients can present with metastatic disease with either a new primary,
progression or recurrence
e patients should be recorded as a new primary, recurrence or progression
with the distant metastatic type/site identified

Can someone have a metastatic tumour without having a primary cancer?

No. A metastatic tumour is always caused by cancer cells from another part of the body.
In most cases, when a metastatic tumour is found first, the primary cancer can also be
found.

However, in some patients, a metastatic tumour is diagnosed but the primary tumour
cannot be found. These cases are referred to as ‘unknown primaries' or occult (hidden)
cancer, and the patient is said to have ‘cancer of unknown primary origin’ (CUP).

Such cases should not be recorded as a recurrence, but as a primary cancer of an
unknown origin with metastatic type and site at diagnosis recorded. For the recording of
unknown primary cancer, please refer to NICE guidance.

What is a transformation?

A transformation is recorded where there is a change in the cancer type (morphology).
This could be during initial diagnosis or treatment or can occur after an undefined period
of time following initial diagnosis.

If a disease transforms from an in-situ cancer or non-invasive lesion (including non-
invasive urothelial carcinoma) to a new primary invasive lesion, this must be recorded as
a new primary diagnosis of cancer and not a transformation.

What is remission?

A remission is a term that is given when the disease cannot be detected in the body after
first treatment is given. A remission can be temporary or permanent and does not need
to be recorded within COSD.

Haematological recurrence (relapse)

Haematological cancers do not spread the same way as solid tumours and therefore the
collection of metastatic type and metastatic site is not required. In addition, the term
‘relapse’ is often used to describe patients who have worsening disease. It is for the
clinical teams locally to decide which is the most appropriate category to use for their
haematological patients, such as recurrence, progression, or transformation.

14
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Head and neck cancers

For head and neck cancer there is an incidence of second primary cancers that develop
at the primary site due to mucosal field change. The distinction between a recurrence of
a previously treated tumour and a second primary requires clinical interpretation in
making this distinction.

A new referral flow chart/decision tree on ‘How to determine what pathway to record’, has

been developed and displayed below to help support MDT Coordinators and cancer
services teams.

15
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Pathway flows for new primary, recurrences, progressions or transformations

Data can be recorded in COSD using one of 2 distinct pathways, as per the flow diagram below. Depending on the data type, you would
record these in either:
e the ‘Primary Cancer Pathway’

e the ‘Non-Primary Cancer Pathway’ Pathway flow chart (1)
New Primary . .
Diagnosis Progression Transformation Recurrence

Option 1:
New Primary Diagnosis Is the

original

diagnosis
Progression SR
Transformation E E

v
Option 2: Option 1
Primary Pathway ‘
Recurrence
New Primary - Create a new record l L l
] and include diagnostic data items:

Progression + Primary ICD 10 Recurrence Progression Transformation

+  Tumour Laterality
+ Primary Diagnosis date

. Progression - Add progression Create a new record for recurrence Create a new record for progression Create a new record for transformation
Transformation details on the existing original and include: and include: and include:
diagnosis: * The date of the non-primary +  The date of the non-primary « The date of the non-primary
+ Date of Progression diagnosis diagnosis diagnosis
+  Metastatic type (local, Note: this is the diagnosis date of Note: this is the diagnosis date of Note: this is the diagnosis date of the
regional or distant) the recurrence the progression transformation
« Metastatic site « Original Primary ICD 10 + Progression ICD Either:
Transformation - Add transfarmation diagnosis Note: this is the ICD 10 of the +« Morhpology ICD 03
details on the existing original * Metastatic Type (local, original diagnosis Transformation
diagnosis: regional or distant) + Metastatic type (local, OR
+ Date of Transformation * Metastalic Site regional or distant) ¢«  Morhpology SNOMED
+ Metastatic site transformation

16
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Pathway flows for new primary, recurrences, progressions or transformations

A decision can either be recorded on a ‘Primary Cancer Pathway’ or a ‘Non Primary
Cancer Pathway’ as follows:
e all ‘New Primary Cancer’ diagnoses — create a new record on a Primary
Cancer Pathway
e all ‘Recurrence’ diagnoses — create a record on a Non-Primary Cancer
Pathway
e ‘Progression’ and ‘Transformation’ diagnoses, either:
o record the information on the existing ‘Primary Cancer Pathway’
(where the original diagnosis is already on the system)
o create a new record on a ‘Non-Primary Cancer Pathway’ (if you do
not have an existing cancer record on your system, but the patient
was diagnosed with cancer at another hospital)

Option 1

New Primary Diagnosis:
e all ‘New Primary Cancer’ diagnoses:
o create a new record on a Primary Cancer Pathway and include:
» the ‘Primary ICD10’
» the "Tumour Laterality’
» the ‘Primary Diagnosis Date’
e then continue by adding as much detail to the
record as possible, using the ‘Core’ and/or ‘Site
Specific’ data items
e ‘Progression’ diagnosis:
o add progression details on the existing ‘original’ diagnosis
including:
= the ‘Date of Progression’
» the ‘Metastatic Type (local, regional or distant)’
= the ‘Metastatic Site’
e ‘Transformation’ diagnosis:
o add transformation details on the existing ‘original’ diagnosis
including:
= the ‘Date of Transformation’

Back to (Option 1) Pathway flow
chart (1)

Note:
e additional 'site-specific items' may also be required as applicable to the

tumour diagnosed, these are required only for the primary pathway

17
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Option 2

For the Non-Primary Pathway, there is now a choice of 3 options — recurrence,
progression or transformation, but only one should be used for each pathway/record
submission as follows:
e ‘Recurrence’ diagnosis — create a new record for recurrence and include:
o the date of the non-primary diagnosis
= this is the diagnosis date of the recurrence
o the original ‘Primary ICD10’ diagnosis
o the ‘Metastatic Type (local, regional or distant)’
o the ‘Metastatic Site’
e ‘Progression’ diagnosis — create a new record for progression and
include:
o the date of the non-primary diagnosis
= that this is the diagnosis date of the progression
o the ‘Progression ICD’ diagnosis
= this is the ICD10 of the original diagnosis
o the ‘Metastatic Type (local, regional or distant)’
o the ‘Metastatic Site’
e ‘Transformation’ diagnosis — create a new record for transformation and
include:
o the date of the non-primary diagnosis
= this is the diagnosis date of the transformation
o plus (if known), either:
= the ‘Original Morphology ICD-O-3’ of the transformation
o or
= the ‘Original Morphology SNOMED’ of the transformation

Back to (Option 2) Pathway flow chart (1)
The pathway flow chart

The pathway flow chart (2) on pg19, identifies the additional expected COSD — Core
sections that would be applicable to each pathway type.

Important notes:
e although there are shared sections, it is not expected that all data are
submitted for every case
e only those that are applicable to each patient and their pathway (at that
time) should be submitted

18
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e allitems in each group would be expected on pathways submitted
through COSD (if applicable to the patient, their tumour and designated
local pathway)

19
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Pathway flow chart (2)

Primary pathway

!

Unique sections

Core - Diagnostic - Primary
Cancer Pathway Details
Core - Referrals and First Stage
of Patient Pathway
Core - Diagnosis

Core - Diagnosis - Additional
[tems

Core - Diagnosis - Progression

Core - Diagnosis - Transformation

Core - Banked Tissue
Core - Cancer Care Plan

Core - Staging

Core - Site Specific Staging

Shared sections

XML Headers
Record Identifier
Core - Patient Identity Details
Core - Demographics
Core - Imaging
Core - Diagnostic Procedures

Core - Person Observation

Core - Clinical Nurse Specialist + Risk Factor Assessment

Core - Clinical Nurse Specialist - Holistic Needs Assessment

Core - Clinical Nurse Specialist - Personalised Care and Support Plan
Core - Multidisciplinary Team Meetings
Core - Molecular and Biomarkers - Germline Testing for Cancer
Predisposition
Core - Molecular and Biomarkers - Somatic Testing for Targeted Therapy
and Personalised Medicine
Core - Clinical Trials
Core - Treatment
Core - Surgery
Core - Treatment - Stem Cell Transplantation
Core - Acute Oncology
Core - Laboratory Results
Core - Laboratory Results - General

Non-primary pathway

!

Unigue sections

Core - Diagnostic - Non Primary
Cancer Pathway Details - Choice

Recurrence
Progression
Transformation

Core - Non Primary Cancer Pathway -
Referral

Note: additional 'site-specific items' may also be required as applicable to the tumour diagnosed. These are required only for the primary pathway.

20
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CORE

Key to Data Item Tables

All data items are listed as follows:

Data item No.

The reference number for the COSD data item

Data ltem
Section

The section in which the data item appears

Data ltem
Name

The name of the data item. Please refer to the data set and/or schema
for the data dictionary names

Format

Format required for submission of the data item

Schema
specification
(M/R/O/X/P)

The detailed schema for submission of the data is included in the
Technical Guidance. This column identifies whether items are required
for the extract to pass validation rules when submitted in XML format.
(Note that all applicable data should be submitted as soon as possible).

M - Mandatory: A section cannot be included in the record submitted
unless it contains completed Mandatory items in that section. If there is
other data in a section and the Mandatory items are not completed the
record will not pass validation tests.

Note: Items in the CORE LINKAGE section are Mandatory and must
be included for the record to pass validation

R - Required: This data item (where applicable) should be submitted as
soon as possible but is not required to validate the submitted record.

O - Optional: This item may be submitted at the discretion of the
Provider. It is either not currently required nationally or it will be
obtained/derived by the National Cancer Registration Service from
other sources.

X - Not applicable for schema: This data item should not be included in
the submission. (It will be obtained/derived by the National Cancer
Registration Service from other sources).

Moved data
items

All data items that have moved within the data set since the last version
will be indicated using bullet points following each data item description.
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Data item No. | The reference number for the COSD data item

New data All new data items for v9, or those with a new description or attribute in
items an existing data item, are indicated throughout the user guide in bullet
points following each data item description. In some data items this may
also indicate a change in the data item number, format or schema
specification.

ICD-10 Codes

The core data items should be collected for all cancers and other registerable conditions
where applicable. See Appendices A to C for the full lists of ICD10 codes.

Notes:
e for diagnoses not included in the site-specific data sets, the core items
only should be completed
e for some registerable conditions only, pathology reports will be available
at presentation — for example, BCC

D04.0-D04.9 (Carcinoma In-Situ of the Skin) are not required to be collected and
submitted through COSD as they are not registerable conditions.

CORE - Linkage

These items are Mandatory for every record in order to link patient records. In order to
ensure that records submitted can be linked appropriately some key data fields must be
completed for each record submitted. These are shown in the ‘CORE — Linkage’ section.

There will be one linkage section completed each time the record is submitted.

CORE - Patient Identity Details

Must be one occurrence per record (1..1)

Data item Schema
No. Data ltem Name Format | specification
(M/R/O/X)
CR0O010 NHS Number n10 M*
CR0020 Local Patient Identifier min an‘ M*
max an20
CR1350 NHS Number Status Indicator Code an2 M
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Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR0O100 Person Birth Date an10 ccyy- M
mm-dd
CR0030 Organisation Identifier (Code of Provider) min an3 M
max anb

* A combination of either ‘NHS Number’ and/or ‘Local Patient Identifier’ are mandatory for
the schema. Both can be submitted, but a record cannot be submitted without at least
one of these data items.

NHS Number:

The ‘NHS Number’ is a unique identifier for a patient within the NHS in England and Wales.

This will not vary between any organisations of which a person is a patient.

Local Patient Identifier:
For linkage purposes, ‘NHS Number’ and/or ‘Local Patient Identifier” are required. This is
a number used to identify a patient uniquely within a health care provider. It may be
different from the patient's case note number and may be assigned automatically by the

computer system.

NHS Number Status Indicator Code:
The ‘NHS Number Status Indicator Code’ indicates the verification status of the NHS

number provided.

N National code definition
code
01 Number present and verified
02 Number present but not traced
03 Trace required
04 Trace attempted - No match or multiple match found
05 Trace needs to be resolved - (NHS Number or patient detail conflict)
06 Trace in progress
07 Number not present and trace not required
08 Trace postponed (baby under 6 weeks old)
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Person Birth Date:

The date on which a person was born or is officially deemed to have been born. This
should be automatically linked via your local PAS system when you create a record for the

first time.

Note:
e this is now a mandatory data item from v9.0

Organisation Identifier (Code of Provider):

The ‘Organisation Identifier’ of the organisation acting as a health care provider (an6 not
applicable to COSD). This is the 3 or 5-digit code of the organisation submitting the
demographic details. This will therefore normally be either the organisation where the

referral is received or the treating organisation.

Notes:

e thereis a new code structure (ANANA) for new organisation identifiers
allocated by ODS from 01 September 2020 onwards - codes issued prior

to this date will not be converted

e more details can be found on the NHS Digital website using the following

link here

Pathway Choice

This is a new choice within v9 and one of the following Cancer Pathway sections MUST

be provided per submission.

Must be one of the following choices per record (1..1)

Pathway Choice Choice 1..1
Pathway Choice (Primary Pathway) - Choice 1
Data item Schema
No. Data ltem Name Format | gpecification
(M/R/O/X)
CR0370 Primary Diagnosis (ICD) min an4 M
max an6
CR0380 Tumour Laterality an1 M
CR2030 Date of Primary Diagnosis (Clinically Agreed) an10 cecyy- M
mm-dd

End of Pathway Choice (Primary Pathway) - Choice 1
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Pathway Choice (Non Primary Pathway) - Choice 2

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR6500 Date of Non Primary Cancer Diagnosis (Clinically Agreed) | an10 ccyy- M
mm-dd

End of Pathway Choice (Non Primary Pathway) - Choice 2
End of Pathway Choice

CORE - Diagnostic — Primary Cancer Pathway Details:

This is a new linkage section (using a choice) in v9, to help improve the ascertainment
and data quality of the primary cancer pathway data.

Note:
e you can only create either a ‘Primary’ or ‘Non Primary’ cancer pathway
within each record, and all items in this section are mandatory

Choice 1:
Must be up to one occurrence per record if selected as choice (1..1)
Data item Schema
No. Data Iltem Name Format | gpecification
(M/R/O/X)
CR0370 Primary Diagnosis (ICD) min an4 M
max an6
CR0380 Tumour Laterality an M
CR2030 Date of Primary Diagnosis (Clinically Agreed) an10 ccyy- M
mm-dd

Primary Diagnosis (ICD):

See diagnostic coding for details on coding and ‘Primary Diagnoses’ for the standardised
definition of primary diagnosis. The primary diagnosis is normally agreed at the MDT
Meeting where the patient is discussed.

ICD10 is the International Statistical Classification of Diseases and Related Health
Problems (ICD) and is a comprehensive classification of causes of morbidity and mortality.
The primary diagnosis is the main condition treated or investigated during the relevant
episode of healthcare.
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Notes:

e where the ICD10 code only has 3 characters, for example C01, please
add “X” as a ‘packing digit’ to meet the validation rules (such as C01.X,
CQ7.X, C73.X)

e in addition, the reporting format excludes the decimal CXX.X or DXX.X, all
xml reports must be recorded as CXXX or DXXX

Tumour Laterality (CWT):

|dentifies the side of the body for a tumour relating to paired organs within a patient (This
refers to the side of the body on which the cancer originates). For the ‘Central Nervous
System’, the definition for bilateral is ‘evidence that the tumour is crossing the midline’.

S:(’;i;)nal National code definition
L Left
R Right
M Midline
B Bilateral
8 Not applicable
9 Not known

Date Of Primary Diagnosis (Clinically Agreed):

This data item is mandatory for all new primary cancers as it is required for record linkage.
Record the date where Cancer was first confirmed, or diagnosis agreed. Date of Diagnosis
can usually be determined by one of the following 4 methods. You must use the date from
the method which provides the earliest confirmation of a diagnosis.

This will normally be one of the following:
e pathology report
o this would normally be the date of the biopsy or procedure that
first diagnosed the cancer was performed, in some cases the date
of the authorised pathology report confirming a cancer diagnosis
could be used
e diagnosis confirmed at MDT
o if the cancer is confirmed clinically (clinical decision or clinical
investigation or pathology not yet authorised) then the date used
should be that of the Multidisciplinary Team Meeting when the
diagnosis was agreed by the clinical team treating the patient
e excision
o for cases where the diagnosing investigation and treatment
occurred within the same process (such as where an excision
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e other
(@)

Notes:

confirms and removes or partially treats a cancer), record the date
of the excision as the date of diagnosis and date of first treatment
all other treatments post this point would be classified as

‘Subsequent Treatments’

for all other cases, record the date in which the clinical
investigation took place or clinical agreement that confirms the

diagnosis of cancer

e this date must always be agreed by the clinical team if any confusion or
uncertainty is present

e itisimportant that the Trust continues to submit their agreed ‘Date of
Diagnosis’ based on the earliest clinically agreed date within the above
framework
o the NCRAS use an internationally set of agreed algorithms to assign the
‘Date of Diagnosis’
o as these dates are used for international benchmarking, they can
be different from the agreed and submitted ‘Date of Diagnosis’ of

the reporting Trust

these use the reported histological date (if present) as the gold
standard and this could supersede a clinical ‘Date of Diagnosis’ if

reported within a given period of time

e the National Lung Cancer Audit (NLCA) use the final reported cancer

registration ‘Date of Diagnosis’ for their annual reporting

CORE - Diagnostic — Non Primary Cancer Pathway Details:

This is a new linkage section (using a choice) in v9, to help improve the ascertainment
and data quality of the non primary cancer pathway data.

Note:

e you can only create either a ‘Primary’ or ‘Non Primary’ cancer pathway
within each record, and all items in this section are mandatory

Choice 2:
Must be up to one occurrence per record if selected as choice (1..1)
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR6500 Date of Non Primary Cancer Diagnosis (Clinically Agreed) | an10 ccyy- M
mm-dd
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Date of Non Primary Cancer Diagnosis (Clinically Agreed):
This applies to recurrence, progression or transformation (on the non primary cancer
pathway) only. Record the date where the non-primary cancer diagnosis was confirmed
or agreed. This will normally be one of the following 3 methods:
e pathology report
o this would normally be the date when the authorised pathology
report confirms a non-primary cancer diagnosis, although the date
of the procedure can also be used if positive
e diagnosis confirmed at MDT
o if the non-primary cancer diagnosis is confirmed clinically (clinical
decision or clinical investigation or pathology not yet authorised)
then the date used should be that of the Multidisciplinary Team
Meeting when the diagnosis was agreed
e other
o for all other cases, record the date in which the clinical
investigation took place or clinical agreement that confirms the
diagnosis of cancer

CORE - Non Primary Cancer Pathway Route

If a non primary route is being recorded, you now have a choice to make as to which
pathway the patient is on. This would be agreed with the clinical team treating the patient
(if unsure please check), it would be one of the following:

¢ Non Primary Cancer Pathway - Choice 1 - Recurrence

e Non Primary Cancer Pathway - Choice 2 - Progression

e Non Primary Cancer Pathway - Choice 3 - Transformation

It is expected that for each additional recurrence, progression, or transformation the
patient is diagnosed with, a new record would be recorded.

Choice 1 - Non Primary Cancer Pathway Route — Recurrence
Additional details are required for every non-primary cancer diagnosis record in order to

ensure that the correct pathway route can be identified, and information can be correctly
linked. The following is a new section for v9.0, specifically for recurrences (choice 1).
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Must be up to one occurrence per Non Primary Cancer Pathway if selected as choice

(1.1)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7100 Original Primary Diagnosis (ICD) min an4 R
max an6

Start of Repeating Section - Metastatic Type and Site

May be multiple occurrences per CORE - Diagnostic - Non Primary Cancer Pathway Details
(Recurrence) (0..%)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR6520 Metastatic Type an2 M
CR1590 Metastatic Site an2 M

End of Repeating Section - Metastatic Type and Site

Data item Schema
No. Data Iltem Name Format | gpecification
(M/R/O/X)
CR1550 Palliative Care Specialist Seen Indicator (Cancer ani R
Recurrence)

Start of Repeating Item - Relapse - Method of Detection

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CT7190 Relapse - Method Of Detection an R

End of Repeating Item - Relapse - Method of Detection

Original Primary Diagnosis (ICD)

This is a new data item for v9 and requires the original primary diagnosis to be recorded
(if known). This allows for accurate alignment of a recurrence. This is particularly important
where a patient has more than one primary diagnosis of cancer recorded.

Metastatic Type:
Indicate the type of recurrence or metastatic disease diagnosed by the clinical team.
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National |\ .avional code definition
code
01 Local
02 Regional
03 Distant
Notes:

e this data item has moved - previously in ‘CORE - Non Primary Cancer
Pathway Route’

e this data item has a new name - previously ‘Recurrence Or Metastatic
Type’

e this data item is now a mandatory data item in COSD v9

Metastatic Site:
The site of the metastatic disease, if any, at diagnosis. More than one site can be
recorded.

N National code definition
code

02 Brain

03 Liver

04 Lung

07 Unknown metastatic site

08 Skin

09 Distant lymph nodes

10 Bone (excluding Bone Marrow)

11 Bone marrow

12 Regional lymph nodes

97 Not Applicable

98 Other metastatic site
Notes:

e this data item has moved - previously in ‘CORE - Non Primary Cancer
Pathway Route’

e ‘97 — Not Applicable’ is a new attribute in COSD v9

o this data item is now a mandatory data item in COSD v9
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Additional notes:
e Dboth Metastatic Type and Site are now a multiple selection group, both
fields are mandatory within the group
e if there is more than one metastatic region, all can now be recorded
correctly
e these do not apply to haematological malignancies

It is possible that some legacy data may not have all the required mandatory fields for v9.
The recommendation is for Trusts to update their data to meet the new requirements and
improve/enrich their data submissions, or not upload the legacy data items in the new
record (if that data is not available).

Palliative Care Specialist Seen Indicator (Cancer Recurrence):

Record whether the patient was seen by a palliative care specialist. This would be a
member of the specialist palliative care team led by a consultant in palliative medicine for
a recurrence of cancer.

(lj;';i;)nal National code definition
Y Yes
N No
9 Not Known

Note:

e this data item has moved - previously in ‘CORE - Non Primary Cancer
Pathway Route’

Relapse - Method Of Detection:

Indicate the method of detection for the patient’s relapse, more than one method can be
recorded as this is a repeating data item. The clinical value in the data item is around the
early detection of recurrence.

NEUEITE] National code definition
code

1 Morphology

2 Flow

3 Molecular

4 Clinical Examination
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National | \ational code definition
code
9 Other
Note:

e this data item has moved - previously in ‘Core -Non Primary Cancer
Pathway - ALL/AML/MPAL’

Additional note:
e this data item should be collected if appropriate for any cancer, but
especially for CTYA - ALL/AML/MPAL diagnoses

Choice 2 — Non Primary Cancer Pathway Route — Progression
Additional details are required for every non-primary cancer diagnosis record in order to
ensure that the correct pathway route can be identified, and information can be correctly

linked. The following is a new section for v9.0, specifically for progressions (choice 2).

Must be up to one occurrence per Non Primary Cancer Pathway if selected as choice

(1.1)

Data item Schema
No. Data Iltem Name Format | gpecification
(M/R/O/X)
CR6900 Progression (ICD) min an4 M
max an6

Start of Repeating Section - Metastatic Type and Site

May be multiple occurrences per CORE - Diagnostic - Non Primary Cancer Pathway Details

Data item Schema
No. Data ltem Name Format specification
(M/R/O/X)
CR6520 Metastatic Type an2 M
CR1590 Metastatic Site an2 M

End of Repeating Section - Metastatic Type and Site

Progression (ICD):

This is now a mandatory data item from v9. Where a cancer has progressed, record the
ICD10 code of the original diagnosis. This will normally be agreed at the MDT by the
clinical team.
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Note:
e this data item has moved - previously in ‘CORE - Non Primary Cancer
Pathway Route’

Metastatic Type:
Indicate the type of recurrence or metastatic disease diagnosed by the clinical team.

Nl National code definition
code
01 Local
02 Regional
03 Distant
Notes:

e this data item has moved - previously in ‘CORE - Non Primary Cancer
Pathway Route’

e this data item has a new name - previously ‘Recurrence Or Metastatic
Type’

e this data item is now a mandatory data item in COSD v9

Metastatic Site:
The site of the metastatic disease, if any, at diagnosis. More than one site can be
recorded.

S;’;i;)nal National code definition
02 Brain
03 Liver
04 Lung
07 Unknown metastatic site
08 Skin
09 Distant lymph nodes
10 Bone (excluding Bone Marrow)
11 Bone marrow
12 Regional lymph nodes
97 Not Applicable
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National National code definition
code

98 Other metastatic site
Notes:

e this data item has moved - previously in ‘Core - Non Primary Cancer
Pathway Route’

e ‘97 —Not Applicable’ is a new attribute in COSD v9

e this item is now a mandatory data item in COSD v9

Additional notes:
e Dboth Metastatic Type and Site are now a multiple selection group, both
fields are mandatory within the group
e f there is more than one metastatic region, all can now be recorded
correctly

It is possible that some legacy data may not have all the required mandatory fields for v9.
The recommendation is for Trusts to update their data to meet the new requirements and
improve/enrich their data submissions, or not upload the legacy data items in the new
record (if that data is not available).

Choice 3 — Non Primary Cancer Pathway Route — Transformation

Additional details are required for every non-primary cancer diagnosis record in order to
ensure that the correct pathway route can be identified, and information correctly linked.

The following is a new section for v9.0, specifically for transformation (choice 3). There is
also a multi-choice (current morphology) section within this group as highlighted below.

Must be up to one occurrence per Non Primary Cancer Pathway if selected as choice

(1.1)

. Schema
Data item . .
NG Data Item Name Format | specification
' (M/R/O/X)
CR7200 Original Morphology (ICD-O-3) min and R
max an’
CR7210 Original Morphology (SNOMED) min an6 R
max an18
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Current Morphology Choice Choice 1..2
Choice 1 - Current Morphology
, Schema
Data item . .
NG Data Item Name Format | specification
' (M/R/O/X)
CR7010 Morphology (ICD-O-3) Transformation min and M
max an’
End of Choice 1 - Current Morphology
Choice 2 - Current Morphology
Start of Section - Current Morphology
May be one occurrence per Transformation
, Schema
Data item . .
NG Data Item Name Format | specification
' (M/R/O/X)
CR7000 Morphology (SNOMED) Transformation min an6 M
max an18
CR7030 SNOMED Version Current (Transformation) an2 M

End of Repeating Section - Metastatic Type and Site

End of Choice 2 - Current Morphology
End of Current Morphology Choice

Original Morphology (ICD-0O-3):
This is a new data item for COSD v9. Record the morphology ICD-O-3 code of the original
diagnosis (if known). This will normally be agreed at the MDT by the clinical team.

Original Morphology (SNOMED):
This is a new data item for COSD v9. Record the morphology code of the original diagnosis
(if known). This will normally be agreed at the MDT by the clinical team.

Important notes:
e the next 3 data items form a 2-choice menu and at least one of the
following choices must be provided per Transformation (1..2)

Choice 1:

Morphology (ICD-O-3) Transformation:

The morphology code for the transformation of the cancer as defined by ICD-O-3. This
can be recorded as well as or instead of ‘Morphology (SNOMED) Transformation’.
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Notes:
e this data item has moved - previously in ‘CORE - Diagnosis’
e this data item has a new name - previously ‘Morphology (ICDO3)*
Transformation’
e this data item is now a mandatory data item in COSD v9

Choice 2:

Morphology (SNOMED) Transformation:

This is the transformation diagnosis using the SNOMED International / SNOMED CT code
for the cell type of the tumour recorded as part of a Cancer Care Spell. This can be
recorded as well as or instead of ‘Morphology (ICD-O-3) Transformation’.

Notes:
e this data item has moved - previously in ‘CORE - Diagnosis’
e this data item is now a mandatory data item in COSD v9

SNOMED Version Current (Transformation):
The version of SNOMED used to encode ‘Morphology (SNOMED) Pathology’ and
‘Topography (SNOMED) Pathology’.

S;’;i;)nal National code definition
01 SNOMED Il
02 SNOMED 3
03 SNOMED 3.5
04 SNOMED RT
05 SNOMED CT
99 Not Known
Notes:

e this data item has moved - previously in ‘CORE - Diagnosis’

e this data item has a new name - previously ‘SNOMED Version
(Transformation)’

e this data item is now a mandatory data item in COSD v9

Additional notes:

e both ‘Morphology (SNOMED) Transformation’ and ‘SNOMED Version
Current (Transformation)’ are now a multiple selection group and both
data items are mandatory within the group

e there may be one occurrence per transformation
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CORE - Demographic Details

Demographics

Demographic details are required for every record in order to ensure that the correct
patient can be identified, and information can be correctly linked.

The Demographics section should be completed by every Provider the first time a record

is submitted.

There will only be one Demographics section completed for each record. Demographic
linkage items will be required each time the record is submitted.

It is anticipated that some of the demographic data items listed below will be collected by
every provider with which the patient has contact. Where this information is exchanged,
the appropriate data item name should be used.

May be up to one occurrence per record (0..1)

Data item Data Item N . ; Schemg
No. ata ltem Name orma specification
(M/R/O/X)
CR0050 Person Family Name max an35 R
CR0060 Person Given Name max an35 R
CR0070 Patient Usual Address (at Diagnosis) an175 (5 lines R
each an35)
CR0080 Postcode of Usual Address (at Diagnosis) max ang R
CR3170 Person Stated Gender Code an’ R
CR6840 Person Sexual Orientation Code (at Diagnosis) an’ R
CRO110 General Medical Practitioner (Specified) an8 R
CR0120 General Medical Practice Code (Patient Registration) an6 R
CR0140 Person Family Name (at Birth) max an35 R
CR0150 Ethnic Category max an2 R
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Person Family Name:
That part of a person's name which is used to describe family, clan, tribal group, or marital
association.

Person Given Name:
The forename(s) or given name(s) of a person.

Patient Usual Address (at Diagnosis):
The ‘Patient Usual Address’ of the patient at the time of patient diagnosis.

Postcode of Usual Address (at Diagnosis):
The ‘Postcode of Usual Address’ of the patient at the time of patient diagnosis.

Person Stated Gender Code:
Person's gender as self-declared (or inferred by observation for those unable to declare
their ‘Person Stated Gender’).

Neifelnt] National code definition
code
1 Male
2 Female
9 Indeterminate (Unable to be classified as either male or female)
X Not known (PERSON STATED GENDER CODE not recorded)

Person Sexual Orientation Code (at Diagnosis):
Person's sexual orientation as self-declared at the time of the patient diagnosis. This is a
now a ‘Required’ data item and complies with the information standard DCB2094.

S:;i;)nal National code definition
1 Heterosexual or Straight
2 Gay or Lesbian
3 Bisexual
4 Other sexual orientation not listed
U PERSON asked and does not know or is not sure
Z Not Stated (PERSON asked but declined to provide a response)
9 Not Known (Not Recorded)
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General Medical Practitioner (Specified):

This is the PPD code of the general medical practitioner specified by the patient. the
general medical practitioner works within the general medical practitioner practice with
which the patient is registered.

Note:
e this data item is not affected by the other changes to consultant codes
throughout the dataset and has been agreed upon with NHS Digital

General Medical Practice Code (Patient Registration):
This is the code of the GP Practice that the patient is registered with.

Person Family Name (at Birth):
This is the patient's surname at birth.

Ethnic Category:

The ethnicity of a person, as specified by the person. The 16+1 ethnic data categories
defined in the 2001 census is the national mandatory standard for the collection and
analysis of ethnicity.

Note:
e the Office for National Statistics has developed a further breakdown of
the group from that given, which may be used locally

S:(’;i;)nal National code definition
White

A (White) British

B (White) Irish

C Any other White background
Mixed

D White and Black Caribbean

E White and Black African

F White and Asian

G Any other mixed background
Asian or Asian British

H Indian

J Pakistani
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National : "
National code definition
code
K Bangladeshi
L Any other Asian background

Black or Black British

M Caribbean
N African
P Any other Black background

Other Ethnic Group

R Chinese
S Any other ethnic group
Z Not stated
99 Not known
Note:

o the default option for this data item is ‘99 Not known’

CORE - Referrals and First Stage of Patient Pathway

This section includes details from referral up to the first appointment (for the primary
diagnosis) and is therefore to be recorded once for each new primary cancer diagnosis.
This is essential to support analysis for outcomes and work on presentation and routes to
diagnosis. Further guidance on how various scenarios should be recorded is included in
Appendix H.

There will only be one Referral section completed for each record. These details include
information relating to the first stage of the Patient Pathway.

Notes:
e this section will only be completed for Primary cancer diagnoses
e for Recurrent cancers, the section labelled ‘CORE — Non Primary Cancer
Pathway’ will be completed instead
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May be up to one occurrence as per primary pathway (0..1)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR1600 Source of Referral for Out-Patients an2 R
CR0230 Date First Seen an10 ccyy- R
mm-dd
Start of Section - Consultant (First Seen) Section 0..1
Data item Schema
No. Data ltem Name Format | gpecification
(M/R/O/X)
CR7300 Professional Registration Issuer Code - Consultant (First an? M
Seen)
CR7310 Professional Registration Entry Identifier - Consultant min an1 M
(First Seen) max an32
End of Repeating Section - Consultant (First Seen)
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR1410 Organisation Site Identifier (Provider First Seen) min and R
max an9
CR1360 Date First Seen (Cancer Specialist) an10 ccyy- R
mm-dd
CR1400 Organisation Site Identifier (Provider First Cancer min an5 max R
Specialist) an9
CR2000 Cancer Symptoms First Noted Date max an10 R/O
ccyy-mm-dd
Note:

e the data items ‘Consultant Code (First Seen)’ and ‘Cancer or
Symptomatic Breast Referral Patient Status (Primary)’ have been retired
from COSD v9.0

Source of Referral for Out-Patients (CWT):
This identifies the source of referral of each ‘Consultant Out-Patient Episode’. This is
essential for every cancer diagnosis in order to identify emergency presentations. Please
note that where patients first present as an emergency, codes 01, 10 or 04 are applicable.
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l(:l:g;)nal National code definition
Initiated by the CONSULTANT responsible for the Consultant Out-Patient Episode
01 following an emergency admission
02 following a Domiciliary Consultation
10 following an Accident And Emergency Attendance (including Minor Injuries Units and
11 other - initiated by the CONSULTANT responsible for the Consultant Out-Patient Episode
Not initiated by the CONSULTANT responsible for the Consultant Out-Patient Episode
03 referral from a GENERAL MEDICAL PRACTITIONER
92 referral from a GENERAL DENTAL PRACTITIONER
12 referral from a GENERAL PRACTITIONER with a Special Interest (GPwSI) or dentist with
04 referral from an Accident and Emergency Department (including Minor Injuries Units and
05 referral from a CONSULTANT, other than in an Accident And Emergency Department
06 self-referral
07 referral from a Prosthetist
13 referral from a Specialist NURSE (Secondary Care)
14 referral from an Allied Health Professional
15 referral from an OPTOMETRIST
16 referral from an Orthoptist
17 referral from a National Screening Programme
93 referral from a Community Dental Service
97 other - not initiated by the CONSULTANT responsible for the Consultant Out-Patient

Date First Seen (CWT):
This is the date that the patient is first seen in the provider that receives the first referral

which leads
diagnosis.

to the cancer diagnosis. It is the date first seen in secondary care for this

Important notes:
e the next 2 data items are now a multiple selection group and are
mandatory within the group

e there

may be one occurrence per CORE - Referrals section
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Professional Registration Issuer Code — Consultant (First Seen):

This is a new data item in v9 replacing the ‘Consultant Code (First Seen)’ and is a code
which identifies the professional registration body for the consultant or health care
professional who first sees the patient following the initial referral which leads to the cancer
diagnosis.

National , "
National code definition
code
02 General Dental Council
03 General Medical Council
04 General Optical Council
08 Health and Care Professions Council
09 Nursing and Midwifery Council

Professional Registration Entry Identifier - Consultant (First Seen):

This is a new data item in v9 replacing the ‘Consultant Code (First Seen)’ and is the
registration identifier allocated by an organisation for the consultant or health care
professional who first sees the patient following the initial referral which leads to the cancer
diagnosis.

Organisation Site Identifier (Provider First Seen):
The ‘Organisation Identifier’ of the organisation site of the health care provider at the first
contact with the patient.

That is the Health Care Provider at the first out-patient attendance consultant, imaging or
radiodiagnostic event, clinical intervention, hospital provider spell, accident and
emergency attendance or screening test whichever is the earlier service related to the
initial referral request. it is the date first seen in secondary care for this diagnosis.

Date First Seen (Cancer Specialist):

This is the date that the patient is first seen by the appropriate specialist for cancer care
within a cancer care spell. this is the person or persons who are most able to progress
the diagnosis of the primary tumour. If patient’s first appointment is with the appropriate
cancer specialist this will be the same as ‘Date First Seen’.

Organisation Site Identifier (Provider First Cancer Specialist):

The ‘Organisation Identifier’ of the organisation site where the patient is first seen by an
appropriate cancer specialist on the ‘Date First Seen (Cancer Specialist)’. If patient’s first
appointment is with the appropriate cancer specialist this will be the same as ‘Organisation
Code (Provider First Seen)’.
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Cancer Symptoms First Noted Date (required for CTYA — optional for all others):

Record the time when the symptoms were first noted related to this diagnosis as agreed
between the consultant and the patient. This will normally be recorded by the consultant
first seeing the patient in secondary care.

Depending on the length of time this should normally include at least the month and year.
The day should also be included if known. If symptoms have been present for a long time
then it may only be possible to record the year. In these various circumstances the
Format/Length will be:

e Date: (including year, month and day): CCYY-MM-DD

e Year and Month: YYYY-MM

e Yearonly: YYYY

Note:
e required for CTYA cancers, but optional for all others

CORE - Non Primary Cancer Pathway — Referral

This is a revised section to record the source of referral for a non-primary cancer diagnosis
pathway.

May be up to one occurrence per Non Primary Cancer Pathway (0..1)

Data item Schema
No Data Item Name Format | specification
(M/R/O/X)

CR0300 Source of Referral for Non Primary Cancer Pathway an2 R

CR7400 Date First Seen - Non Primary Cancer Pathway an10 coyy- R
mm-dd

CR7410 Organisation Site Identifier (Provider First Seen - Non min an5 R
Primary Cancer Pathway) max an9

Source of Referral for Non Primary Cancer Pathway:
‘Non Primary Cancer Pathway’ only. This identifies the source of referral for a ‘non-primary
cancer pathway.’

National
code

National code definition

Initiated by the CONSULTANT responsible for the Consultant Out-Patient Episode

01 following an emergency admission

02 following a Domiciliary Consultation
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(l:l:;i;)nal National code definition

10 following an Accident And Emergency Attendance (including Minor Injuries Units and

11 other - initiated by the CONSULTANT responsible for the Consultant Out-Patient Episode
Not initiated by the CONSULTANT responsible for the Consultant Out-Patient Episode

03 referral from a GENERAL MEDICAL PRACTITIONER

92 referral from a GENERAL DENTAL PRACTITIONER

12 referral from a GENERAL PRACTITIONER with a Special Interest (GPwSI) or dentist with

04 referral from an Accident And Emergency Department (including Minor Injuries Units and

05 referral from a CONSULTANT, other than in an Accident And Emergency Department

06 self-referral

07 referral from a Prosthetist

13 referral from a Specialist NURSE (Secondary Care)

14 referral from an Allied Health Professional

15 referral from an OPTOMETRIST

16 referral from an Orthoptist

17 referral from a National Screening Programme

93 referral from a Community Dental Service

97 other - not initiated by the CONSULTANT responsible for the Consultant Out-Patient

Date First Seen - Non Primary Cancer Pathway:

This is a new data item in v9 and is the date that the patient is first seen by the appropriate
specialist for cancer care within a non primary cancer pathway care Spell. This is the
person or persons who are most able to progress the diagnosis of the non primary tumour.

Organisation Site Identifier (Provider First Seen - Non Primary Cancer Pathway):

This is a new data item in v9 and is The ‘Organisation Identifier’ of the organisation site
where the patient is first seen by an appropriate cancer specialist on the ‘Date First Seen
- Non Primary Cancer Pathway’.

CORE - Imaging

Imaging procedures carried out to diagnose or stage the cancer are included in this
section. Generic (core) imaging data may be provided through alternative methods and
should be discussed with the local NDRS office.
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Details of specific imaging procedures and outcomes required for specific disease groups
are included in the appropriate site-specific sections and Must be included in monthly
submissions.

There are now 3 choices to make when adding data within this section as explained below.
This is because not all data are required, if the NICIP or SNOMED CT data items are
completed.

Note:
o if Trust A performs the imaging but due to capacity it is reported in
another Trust (Trust B), or is sent there for a second opinion, it is the
responsibility of Trust A to report this through COSD and not Trust B

May be multiple occurrences per record (0..)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR0310 Organisation Site Identifier (of Imaging) min and M
max n9
CR0320 Procedure Date (Cancer Imaging) an10 ccyy- M
mm-dd
CR6780 Imaging Outcome an2 R
Imaging Location Choice Choice 1..3
Imaging Location Choice 1
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR1610 Imaging Code (NICIP) max an6 M
End of Imaging Location - Choice 1
Imaging Location Choice 2
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR3110 Imaging Code (SNOMED CT) min n6 M
max n18

End of Imaging Location - Choice 2
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Imaging Location Choice 3

Start of Section - Imaging Location Group
May be one Occurrences per Core - Imaging (0..1)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR0330 Cancer Imaging Modality an4 M
CR0340 Imaging Anatomical Site max an5 R
CR3000 Anatomical Side (Imaging) an1 R

End of Repeating Section - Imaging Location Group
End of Imaging Location - Choice 3

End of Imaging Location Choice

Data item Schema
No. Data Item Name Format | snecification
(M/R/O/X)
CR0O160 Imaging Report Text max R
an270000
CR0350 Lesion Size (Radiological) max n3. R
max n2
Note:

e image guided procedures (such as breast wire guided biopsies) should
be recorded under the new ‘Diagnostic Procedures’ section - using
OPCS code B32.3

It is possible that some legacy data may not have all the required mandatory fields for v9.
The recommendation is for Trusts to update their data to meet the new requirements and
improve/enrich their data submissions, or not upload the legacy data items in the new
record (if that data is not available).

Organisation Site Identifier (of Imaging):
This is a mandatory data item from v9, required to improve data quality. This is the
‘Organisation Identifier’ of the organisation site where the imaging took place.

Procedure Date (Cancer Imaging):

This is a mandatory data item from v9, required to improve data quality. The date the
cancer imaging was carried out.
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Imaging Outcome:
Record the outcome for the imaging event as agreed with the radiologist or clinical team.

S:;i;)nal National code definition
01 Abnormal
02 Normal
03 Benign
04 Non-Diagnostic
05 Inadequate
09 Not Known
Note:

e the next 5 data items form a choice menu as follows

Choice 1:
Neither choice 2 nor choice 3 are required if this is completed.

Imaging Code (NICIP):

If this choice is selected, this becomes a mandatory data item from v9, required to improve
data quality. This is the ‘National Interim Clinical Imaging Procedure Code Set’ code which
is used to identify both the test modality and body site of the test. More information on
NICIP can be found here.

Choice 2:
Neither choice 1 nor choice 3 are required if this is completed.

Imaging Code (SNOMED CT):

If this choice is selected, this becomes a mandatory data item from v9, required to improve
data quality. IMAGING CODE (SNOMED-CT)" is the SNOMED CT concept ID which is
used to identify both the test modality and body site of the test.

Choice 3:

This covers all of the next 3 data items, these are grouped and only once occurrence can
be recorded against each imaging event. This is only required if either choice 1 or choice
2 are not completed (however you can return these data as well as choice 1 and choice
2 if preferred).
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Cancer Imaging Modality:

If this choice is selected, this becomes a mandatory data item from v9, required to improve
data quality. The type of imaging procedure used during an imaging or radiodiagnostic

event for a cancer care spell.

National
code

National code definition

C0O1X Standard Radiography

CO1M Mammogram

C02X CT Scan

C02C Virtual colonoscopy

C03X MRI Scan

C04X PET Scan

C05X Ultrasound Scan

Co6X Nuclear Medicine imaging

CO8A Angiography

Cc08B Barium

cosu Urography (IV and retrograde)

C09X Intervention radiography

CXXX Other

Imaging Anatomical Site:

A classification of the part of the body that is the subject of an Imaging or Radiodiagnostic
Event. The coding frame used is the OPCS-4 'Z' coding, plus the following 2 additional

local codes:
e Whole body CZ001
e Multiple sites CZ002

For the purposes of recording Imaging Site for COSD the following high-level codes are

sufficient, although more detailed codes can be used if preferred:

National
code

National code definition

7921 Head NEC

7923 Neck NEC

7924 Chest NEC
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National
code
7925 Back NEC

National code definition

7926 Abdomen NEC

2927 Trunk NEC

Z899 Arm NEC

7909 | Leg NEC

Z019 Brain NEC

Z069 Spine NEC

7929 Other

Anatomical Side (Imaging):
The side of the body that is the subject of an Imaging or Radiodiagnostic Event.

National | \iational code definition
code

L Left

R Right

M Midline

B Bilateral

8 Not applicable

9 Not Known

Imaging Report Text:
This is the full text provided in the imaging report, this is required by registries to derive
final stage and diagnosis date for registration.

Lesion Size (Radiological):
The size in millimetres of the maximum diameter of the primary lesion, largest if more than
one.

CORE - Diagnostic Procedures

This is a new section for v9 and allows for all diagnostic procedures to be correctly
recorded within the data set. The organisation code and date are mandatory, however
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either OPCS or SNOMED CT can be used to record the diagnostic procedure, but if
selected are mandatory.

There will be linked ‘child groups’ throughout the data set to ‘CORE - Diagnostic
Procedures’, this is to allow greater depth of data collection whilst maintaining accuracy

and ensuring that both the organisation and date are recorded.

May be multiple occurrences per record (0..)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7500 Organisation Site Identifier (Diagnostic Procedure) min an5 M
max an9
CR7510 Diagnostic Procedure Date an10 ccyy- M
mm-dd
Diagnostic Procedures Choice Choice 1..2
Diagnostic Procedures - Choice 1
Start of Repeating Item - Diagnostic Procedure (OPCS)
Data item Schema
No. Data Item Name Format | snecification
(M/R/O/X)
CR7520 Diagnostic Procedure (OPCS) an4 M*
End of Repeating ltem - Diagnostic Procedure (OPCS)
End of Diagnostic Procedures - Choice 1
Diagnostic Procedures - Choice 2
Start of Repeating Item - Diagnostic Procedure (SNOMED CT)
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7530 Diagnostic Procedure (SNOMED CT) min n6 M*
max n18

End of Repeating ltem - Diagnostic Procedure (SNOMED CT)

End Of Diagnostic Procedures - Choice 2

End Of Diagnostic Procedures Choice
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Organisation Site Identifier (Diagnostic Procedure):
This is a new data item for COSD v9. This is the ‘Organisation Identifier’ of the organisation
site where the diagnostic procedure took place.

Diagnostic Procedure Date:
This is a new data item for COSD v9. Record the date the diagnostic procedure was
carried out.

Note:
e The next 2 data items form a choice menu and at least one of the
following must be provided per submission (1..2)

Choice 1:

Diagnostic Procedure (OPCS):

This is a new data item for COSD v9. Record the diagnostic procedure(s) carried out
during the diagnostic event using OPCS. There may be more than one available, where
multiple procedures are classified as a single event.

Choice 2:

Diagnostic Procedure (SNOMED CT):

This is a new data item for COSD v9. Record the diagnostic procedure(s) carried out
during the diagnostic event using SNOMED CT. There may be more than one available,
where multiple procedures are classified as a single event.

CORE - Diagnostic Procedures — Sentinel Node Biopsy

This is a new section for v9 and is a child of ‘CORE — Diagnostic Procedures’ group.

Must be at least one of the following choices per ‘CORE — Diagnostic Procedures’ (1..2)

Data item Schema
No. Data Iltem Name Format | gpecification
(M/R/O/X)
CR7540 Sentinel Node Biopsy Outcome an1 R

Sentinel Node Biopsy Outcome:
Record the outcome of the ‘Sentinel Node Biopsy’. This has been moved from the skin
section in v9.0.
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National |\ ational code definition
code

Malignant

No Malignancy
Note:

e this data item has moved - previously in ‘SKIN -Diagnosis — MM’

Additional notes:

e by adding the diagnostic procedures section both sentinel node biopsy
(OPCS code T91.1) and Lymph node dissection (T85) can be easily
recorded

o the SNOMED CT procedure code for ‘Sentinel Node Biopsy’ is:
396487001.

CORE - Diagnosis

Diagnosis details in the linkage section are required for every record in order to ensure
that the correct record can be identified, and information can be correctly linked. The full
diagnosis details section enables the disease to be correctly registered. All registerable
conditions should be recorded — see Appendix B.

Recording an applicable diagnosis, including a ‘Date of Diagnosis’, triggers inclusion of
the record in the submission. Please refer to site-specific sections for applicable ICD10
and/or ICD-0O-3 codes. This information will normally be confirmed by the Multidisciplinary
Team at their MDT Meeting.

Both ICD10 codes and morphology (SNOMED and/or ICD-0-3) should be completed for
all cases, however morphology ICD-O-3 must be provided for all haematological, sarcoma
and CTYA malignancies from v9 onwards.

ICD-0O-3 Topography Codes are only required to be submitted for CTYA cancers. In all
other cases the ICD-O-3 Topography codes do not need to be completed by providers
and will be recorded by the NCRAS.

Please click the following link to access ICD-O-3 codes on the International Agency for
Research on Cancer (IARC) website:

There will only be one diagnosis section completed for each record. Diagnosis linkage
items are required each time the record is submitted.
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Note:

e the ICD10 codes for secondary cancer should only be used when the

primary diagnosis is not known

This section will be agreed by the Multidisciplinary Team (MDT) responsible for the patient
and will probably be completed at the time the patient is discussed at the MDT meeting.
The details may be different from those which appear in the Pathology data items.

May be up to one occurrence as per Primary Cancer Pathway (0..1)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR6230 Organisation Site Identifier (of Diagnosis) min and R
max an9
CR0390 Basis of Diagnosis (Cancer) an R
CR0180 Morphology (ICD-0-3) min and R
max an’
Start of Section - Current Morphology Section 0..1
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR6400 Morphology (SNOMED) Diagnosis min n6 M
max n18
CR6490 SNOMED Version (Diagnosis) an2 M
End of Section - Current Morphology
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR0480 Topography (ICD-O-3) min and R
max an’
CR0410 Grade Of Differentiation (at Diagnosis) an2 R
CR0510 Performance Status (Adult) an R
CR6830 Diagnosis Code (SNOMED CT) min n6 R
max n18
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Start of Repeating Item - Metastatic Type and Site Section 0..*
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR6960 Metastatic Type an2 M
CR6970 Metastatic Site an2 M

End of Repeating ltem - Metastatic Type and Site

Organisation Site Identifier (of Diagnosis):

The ‘Organisation Identifier’ of the organisation site where the patient diagnosis took
place. The Trust who was responsible for the diagnosis of the patient should be entered
here, using their 5 digit hospital code. It is important to take advice from the clinical teams
if unsure before completing this field. Other scenarios around diagnoses could be (but not
limited to):

Scenario 1:
If a patient was diagnosed at Trust A, but referred to Trust B for treatment, then Trust A is
the diagnosing Trust.

Scenario 2:
If the definitive test that determines cancer is confirmed at Trust A, but the pathology was
reported at Trust B, we would expect Trust A to be reported as the diagnosing Trust:
e pathology reporting may be part of a pathology partnership, Trust A may
no longer have a pathology department, Trust B therefore may report all
pathology reports for several Trusts, this does not mean they are the
diagnosing Trust

Scenario 3:

If a request for a second opinion at Trust B is made to support the decision at Trust A,
Trust A would be expected to be reported as the diagnosing Trust.

Scenario 4:
If the management of the patient was done at Trust A, but specific tests were required to
support the diagnosis at Trust B (and Trust B has no further part in the
diagnostic/treatment process), we would expect Trust A to be reported as the diagnosing
Trust:
e |ung patient is sent to a specialist centre for specialist diagnostic testing
which helps with the diagnosis but is part of Trust A’s diagnostic process,
then Trust A is still the diagnosing Trust
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Scenario 5:

In most cases a histological diagnosis would trump a clinical diagnosis (providing this is
prior to treatment commencing), however:

e if a patient was clinically diagnosed with cancer at Trust A, and treatment
starts without a histological diagnosis, then the clinical diagnosis should
be used as the date of diagnosis and Trust A as the diagnosing Trust

e if a surgical treatment is then performed at a later date by any Trust,
which resulted in a histologically confirmed diagnosis, we would expect
the clinical diagnosis provided by Trust A to be reported as the date of
diagnosis and Trust A as the diagnosing Trust

e these can be difficult decisions and clinical advice from the consultants
should be sought if there is confusion

e these decisions will help the NCRAS accurately map all diagnoses and
future analyses

Scenario 6:

If the patient was referred to Trust A as a suspected cancer and then referred to another
Trust (without a confirmed diagnosis of cancer) for diagnostics, treatment, and managed
by Trust B, we would expect Trust B to be reported as the diagnosing Trust.

Basis of Diagnosis (Cancer):
This is the method used to confirm the cancer.

National
code

National code definition

Non-microscopic

0 Death Certificate: The only information available is from a death certificate

1 Clinical: Diagnosis made before death but without the benefit of any of the following (2-7)

5 Clinical Investigation: Includes all diagnostic techniques (for example X-rays, endoscopy,
imaging, ultrasound, exploratory surgery and autopsy) without a tissue diagnosis

4 Specific tumour markers: Includes biochemical and/or immunological markers which are
specific for a tumour site

Microscopic

Cytology: Examination of cells whether from a primary or secondary site, including fluids

) aspirated using endoscopes or needles. Also including microscopic examination of

peripheral blood films and trephine bone marrow aspirates
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National . i
National code definition
code
6 Histology of a metastasis: Histological examination of tissues from a metastasis, including
autopsy specimens
Histology of a primary tumour: Histological examination of tissue from the primary tumour,
7 however obtained, including all cutting and bone marrow biopsies. Also includes autopsy
specimens of a primary tumour
9 Unknown: No information on how the diagnosis has been made (for example PAS or HISS
record only)

Morphology (ICD-O-3):
The morphology code for the diagnosed cancer as defined by ICD-O-3. This data item
must be completed for all Haematological, Sarcoma and CTYA diagnoses.

Note:
e this data item has a new name - previously ‘Morphology (ICDO3)*

Important notes:

e the next 2 data items are now a multiple selection group and If this choice
is selected, this becomes a mandatory data item from v9, required to
improve data quality

e there may be one occurrence per ‘CORE — Diagnosis’ section (0..1)

Morphology (SNOMED) Diagnosis:

This is the patient diagnosis using the SNOMED International / SNOMED CT code for the
cell type of the malignant disease recorded as part of a Cancer Care Spell. This can be
recorded as well as or instead of ‘ MORPHOLOGY (ICD-0O-3)'.

SNOMED Version (Diagnosis):
The version of SNOMED used to encode ‘Morphology (SNOMED) Pathology’ and
‘Topography (SNOMED) Pathology’.

R National code definition
code

01 SNOMED |l

02 SNOMED 3

03 SNOMED 3.5

04 SNOMED RT

05 SNOMED CT
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National | \jational code definition
code
99 Not Known

Topography (ICD-0-3):

(Mandatory for CTYA cases, optional for others). The topographical site code for the
tumour as defined by ICD-O-3. For all cases except CTYA this will be derived by the
National Cancer Registration Service. For CTYA cases this should be included in the
submission by NHS Providers. This Must be submitted using a decimal point for example
C50.9.

Note:
e this item has a new name - previously ‘Topography (ICDO3)*

Grade of Differentiation (at Diagnosis):
This is the definitive grade of the tumour at the time of patient diagnosis.

Note:
e not required for prostate cancer, testicular cancer or haematological
diagnoses

NEUETE National code definition

code
GX Grade of differentiation is not appropriate or cannot be assessed
G1 Well differentiated
G2 Moderately differentiated
G3 Poorly differentiated
G4 Undifferentiated / anaplastic

Notes:

”

e the default labels for these fields (“well differentiated”, “moderately
differentiated” and “poorly differentiated”) are not applicable to NET

e these are nationally assigned ‘general’ descriptions used within COSD,
the correct grade will be applied by the NCRAS upon processing the data

The following mapping table can be used to map other (site-specific) invasive grades, into
the main ‘Grade of Differentiation (At Diagnosis)’ field
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Grade GX G1 G2 G3 G4
Invasive Grade n/a Grade 1 Grade 2 Grade 3 n/a
Breast
Well/Moderatel Poorl
Colorectal n/a elvioderately n/a oory n/a
differentiated differentiated

CNS n/a | Il 1] IV
Fallopian T

allopian Tube, n/a Low Intermediate High n/a
Ovary, Peritoneal

Grade of
, differentiation is Grade 3 NET
Neuroendocrine f iate | Grade 1NET | Grade2NET | orGrade3 | Notused
rade u
(NET) Tumours riot appropriare
or cannot be NEC
assessed

Sali T

alivary Tumour n/a Low n/a High n/a
Grade

Sarcoma n/a Low Intermediate High n/a
Histological

Performance Status (Adult):

A World Health Organisation classification indicating a person's status relating to activity
/ disability. Although most patients have their performance status assessed before each
treatment, within COSD we need a single point to measure all patients and this item can
only be recorded once. Performance status is therefore requested to be recorded as close
to the point of diagnosis as possible.

Notes:
e this data item is not applicable for Paediatric patients or Skin diagnoses,
except for melanoma stage 4
e if a patient is on high dose steroid therapy (for example, dexamethasone),
which is clinically considered to have artificially and temporarily improved
the patient’s performance status, the performance status assessed prior
to commencing on steroids should be recorded

National , "
ationa National code definition
code
0 Able to carry out all normal activity without restriction
1 Restricted in strenuous activity but ambulatory and able to carry out light work
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Nt National code definition
code
2 Ambulatory and capable of all self-care but unable to carry out any work activities; up and
3 Symptomatic and in a chair or in bed for greater than 50% of the day but not bedridden
4 Completely disabled; cannot carry out any self-care; totally confined to bed or chair
9 Not recorded
Note:

e the attribute descriptions have changed in v9, to match those prescribed
by The World Health Organization (WHO)

Diagnosis Code (SNOMED CT):
‘Diagnosis Code (SNOMED CT)’ is the SNOMED CT concept ID which is used to identify
the clinical diagnosis given to the patient.

Note:
e thisis a required data item in v9.0

METASTATIC TYPE:
Indicate the type of metastatic disease diagnosed by the clinical team. More than one type
can be recorded in v9.

S:;Enal National code definition
01 Local
02 Regional
03 Distant

METASTATIC SITE:
The site of the metastatic disease, if any, at diagnosis. Multiple occurrences of this item
are permitted.

lgl:;:nal National code definition
02 Brain
03 Liver
04 Lung
07 Unknown metastatic site
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Nt National code definition
code
08 Skin
09 Distant lymph nodes
10 Bone (excluding Bone Marrow)
11 Bone marrow
12 Reaqional lymph nodes
97 Not Applicable
98 Other metastatic site
Note:

e ‘97 — Not Applicable’ is a new attribute in COSD v9.0

Additional Notes:
e Dboth Metastatic Type and Site are now a multiple selection group and
both fields are mandatory within the group
o if there are more than one metastatic region, all can now be recorded
correctly. This is not applicable for most Haematological diagnoses

It is possible that some legacy data may not have all the required mandatory fields for v9.
The recommendation is for Trusts to update their data to meet the new requirements and
improve/enrich their data submissions, or not upload the legacy data items in the new
record (if that data is not available).

CORE - Diagnosis — Additional Items

This is a child group of ‘CORE — Diagnosis’. Although the data items within this group are
required for CTYA cases, it was felt that they would also be valid for some adult cases
(where applicable), and hopefully improve ascertainment.

May be up to one occurrence per Core - Diagnosis (0..1)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7600 Primary Diagnosis Subsidiary Comment max an50 R
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Start of Repeating ltem - Secondary Diagnosis (ICD)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7610 Secondary Diagnosis (ICD) min an4 R*
max an6

End of Repeating ltem - Secondary Diagnosis (ICD)

Data item Schema
No. Data Item Name Format | snecification
(M/R/O/X)
CR7620 Other Significant Diagnosis Subsidiary Comment max an50 R
CR7630 Familial Cancer Syndrome an R
CR7640 Familial Cancer Syndrome Subsidiary Comment max an50 R

Primary Diagnosis Subsidiary Comment:

Additional comments on diagnosis where coding is difficult or imprecise. (Examples of this
would be: "papillary glioneuronal tumour" or "angiocentric glioma" to specify recently
described diagnoses which do not have ICD10 or ICD-O-3 coding. "Anaplastic
ependymoma" or "ependymoblastoma” to distinguish between these 2 diagnoses which
may have different treatment decisions or outcomes, but which cannot be distinguished
in ICD10 or ICD-0O-3 coding.)".

Note:
e this has a new data item number — previously ‘CT6060’

Secondary Diagnosis (ICD):

Types (ICD10 codes) of other significant conditions (for example Down Syndrome, NF1,
Fanconi anaemia) which may predispose to cancer or influence treatment. Possible
multiple entries. This information should be available for the MDT discussion but will only
apply to a small number of cases. See Appendix D for list of Associated Conditions to be
recorded on childhood cancer registration forms.

Note:
e this has a new data item number — previously ‘CT6070’

Other Significant Diagnosis Subsidiary Comment:

Additional comments on other significant conditions where coding is difficult or imprecise.
(For example, “NF1” or “NF2” to distinguish between these 2 distinct conditions which
may have different treatment decisions or outcomes but cannot be coded separately.)
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This information should be available for the MDT discussion but will only apply to a small
number of cases.

Note:
e this has a new data item number — previously ‘CT6080’

Familial Cancer Syndrome:

Indicate whether there is a possible or confirmed familial cancer syndrome. This
information should be available for the MDT discussion but will only apply to a small
number of cases.

NELE National code definition
code
Y Yes
N No
P Possible
9 Not Known
Note:

e this has a new data item number — previously ‘CT6090’

Familial Cancer Syndrome Subsidiary Comment:

Where ‘Familial Cancer Syndrome’ is coded as ‘Yes’ or ‘Possible’, this field can be used
to provide further details. For example, ‘Li-Fraumeni’, ‘Rhabdoid tumour predisposition
syndrome’ or ‘Biallelic PMS2 mutation’ to identify distinct syndromes which may have
different treatment decisions or outcomes but cannot be coded separately.

Note:
e this has a new data item number — previously ‘CT6100’

CORE - Diagnosis — Progression

This is a new group for COSD v9 and is a child group of ‘CORE - Diagnosis’. This allows
for where a patient’s disease has progressed whilst on their original primary pathway to
be recorded. All these data items are now mandatory and must be submitted per
submission, more than one submission is permitted per diagnosis.
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May be multiple occurrences per CORE - Diagnosis (0..)

Start of Repeating Item - Metastatic Type and Site

May be multiple occurrences per CORE - Diagnosis - Progression (0..%)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR6960 Metastatic Type an2 M
CR6970 Metastatic Site an2 M
End of Repeating ltem - Metastatic Type and Site
Data item Schema
No. Data Item Name Format | gpecification
(M/R/O/X)
CR6910 Progression Date (Primary Pathway) an10 coyy- M
mm-dd
Metastatic Type:

This is a new data item in COSD v9. Indicate the type of metastatic disease diagnosed by
the clinical team. More than one type can be recorded in v9. This is an existing data item
used in a new (grouped way) for v9 and is mandatory within this grouped section.

National | National code definition
code

01 Local

02 Regional

03 Distant

Metastatic Site:
This is a new data item in COSD v9. The site of the metastatic disease, if any, at diagnosis.
Multiple occurrences of this item are permitted. This is an existing data item used in a new
(grouped way) for v9 and is mandatory within this grouped section.

NEHE7E] National code definition
code

02 Brain

03 Liver

04 Lung

07 Unknown metastatic site
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S:ctji;)nal National code definition
08 Skin
09 Distant lymph nodes
10 Bone (excluding Bone Marrow)
11 Bone marrow
12 Regional lymph nodes
97 Not Applicable
98 Other metastatic site

Additional notes:
e both Metastatic Type and Site are now a multiple selection group, both
fields are mandatory within the group
e if there is more than one metastatic region, all can now be recorded
correctly

It is possible that some legacy data may not have all the required mandatory fields for v9.
The recommendation is for Trusts to update their data to meet the new requirements and
improve/enrich their data submissions, or not upload the legacy data items in the new
record (if that data is not available).

Progression Date (Primary Pathway):

The date the progression was agreed by the clinical team. This allows for the date of
progression (that happens during the initial cancer primary diagnostic or treatment phase)
to be recorded.

Note:
e this data item has moved - previously in ‘CORE - Diagnosis’

CORE - Diagnosis — Transformation

This is a new group for COSD v9 and is a child group of ‘CORE — Diagnosis’. This allows
for where a patient’s disease has transformed whilst on their original primary pathway to
be recorded and more than one submission is permitted per diagnosis.
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May be multiple occurrences per CORE - Diagnosis (0..*)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7020 Transformation Date (Primary Pathway) an10 ccyy- M
mm-dd
Diagnosis Transformation Morphology Choice Choice 1..2
Diagnosis Transformation Morphology - Choice 1
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7010 Morphology (ICD-O-3) Transformation min and M
max an’
End of Diagnosis Transformation Morphology - Choice 1
Diagnosis Transformation Morphology - Choice 2
Start of Section - Current Morphology
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7000 Morphology (SNOMED) Transformation min an6 M
max an18
CR7030 SNOMED Version (Transformation) an2 M

End of Repeating Section - Metastatic Type And Site

End of Diagnosis Transformation Morphology - Choice 2

End of Diagnosis Transformation Morphology Choice

Transformation Date (Primary Pathway):

This is a mandatory data item in v9. This is the date the disease transforms. This will
normally be agreed at the MDT by the clinical team and is now a mandatory data item in
V9.

Note:
e this data item has moved - previously in ‘CORE — Diagnosis’

Additional Note:

e the next 3 data items form a 2-choice menu and at least one of the
following must be provided per Transformation (1..2).
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Choice 1:

Morphology (ICD-O-3) Transformation:

If this choice is selected, this becomes a mandatory data item from v9, required to improve
data quality. The morphology code for the transformation of the cancer as defined by ICD-
O-3. This can be recorded as well as or instead of ‘Morphology (SNOMED)
Transformation’.

Notes:
e this item has moved - previously in ‘Core — Diagnosis’

Choice 2:

Morphology (SNOMED) Transformation:

This is the transformation diagnosis using the SNOMED International / SNOMED CT code
for the cell type of the tumour recorded as part of a cancer care spell. This can be
recorded as well as or instead of ‘Morphology (ICD-O-3) Transformation’.

Notes:
e this data item has moved - previously in ‘CORE — Diagnosis’
e this data item is now mandatory from COSD v9

SNOMED Version Current (Transformation):
The version of SNOMED used to encode ‘Morphology (SNOMED) Pathology’ and
‘Topography (SNOMED) Pathology’.

R National code definition
code

01 SNOMED I

02 SNOMED 3

03 SNOMED 3.5

04 SNOMED RT

05 SNOMED CT

99 Not Known
Notes:

e this data item has moved - previously in ‘CORE - Diagnosis’
e this data item is now mandatory from COSD v9
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Additional Notes:

* both ‘Morphology (SNOMED) Transformation” and ‘SNOMED Version
Current (Transformation)’ are now a multiple selection group and both
data items are mandatory within the group

e there may be one occurrence per transformation.

CORE - Diagnosis — Banked Tissue

This is a new section for v9 and are required for CTYA but optional for all other tumours
(where applicable).

May be up to one occurrence per CORE - Diagnosis (0..1)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7700 Banked Tissue at Diagnosis an1 R

Start of Repeating Item - Type of Tissue Banked at Diagnosis

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7710 Type of Tissue Banked at Diagnosis an R*

End of Repeating ltem - Type of Tissue Banked at Diagnosis

Banked Tissue at Diagnosis:
Indicate whether any tissue was banked at diagnosis. This field has been updated since
v8 to be more in line with clinical practice.

National . ”
National code definition
code
1 PATIENT approached, consented
2 PATIENT approached, but declined
3 PATIENT not approached
9 Not Known (Not Recorded)
Notes:
e ‘Y’ and ‘N’ have been removed from this data item as attributes in COSD
v9

e ‘1’ 2"and ‘3’ are new attributes in COSD v9
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e ‘O’ has a new data item description — previously ‘Not Known’
e this data item has a new number — previously ‘CT6990’

e this data item has moved - previously in ‘CORE — Diagnosis — Additional
ltems’

Type of Tissue Banked at Diagnosis:
Indicate what tissue was banked at diagnosis, more than one can be selected.

l(\:l:;i;)nal National code definition
1 Tumour
2 Blood
3 CSF
4 Bone Marrow
5 Urine
Notes:
e this data item has moved - previously in ‘CORE — Diagnosis — Additional
ltems’

e this data item has a new number — previously ‘CT7020’
CORE - Person Observation

May be multiple occurrences per record (0..)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR6430 Person Observation Height in Metres n1.max n2 R
CR6440 Person Observation (Weight) max n3. R
max n3
CR6450 Body Mass Index n2.n1 R
CR6460 Date Observation Measured an10 ccyy- M
mm-dd

Person Observation Height in Metres:
Height of the patient, in metres to 2 decimal places (n.nn).
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Person Observation (Weight):

Weight of the patient, in kilograms with up to 3 decimal places (nnn.nnn).

Body Mass Index:

Estimate of a patient's Body Mass Index (BMI) at diagnosis. The Body Mass Index (BMI)
can be derived by a calculation using the patient’s height and weight. This data item would

be obtained at presentation either in the outpatient clinic or on the ward.

Date Observation Measured:
Date the patient's weight was measured. This is a mandatory field and enables these data
to be used for specific parts of the pathway.

CORE - Clinical Nurse Specialist + Risk Factor Assessment

This section has been updated with additional risk factors, which will help improve our

understanding of causative risk factors across all tumour sites.

May be up to one occurrence per record (0..1)

Dat:}(:fem Data Item Name Format szg%ecr:t?on
(M/R/O/X)
CR2050 Clinical Nurse Specialist Indication Code an2 R
CR7800 Tobacco Smoking Status an R
CR7810 Tobacco Smoking Cessation an R
CR6760 History of Alcohol (Current) an1 R
CR6770 History of Alcohol (Past) an R
CR7820 Diabetes Mellitus Indicator an1 R
CR7830 Menopausal Status an R
CR7840 Physical Activity (Current) an R
Note:

e the data item ‘smoking status’ has been retired from v9.0.

Clinical Nurse Specialist Indication Code:
Record if and when the patient saw an appropriate site-specific clinical nurse specialist.

Please read all options to select the most appropriate code.
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Nt National code definition
code
Y1 Yes — Clinical Nurse Specialist present when PATIENT given diagnosis
V3 Yes - Clinical Nurse Specialist not present when PATIENT given diagnosis but saw
PATIENT during same Consultant Clinic Session
v4 Yes - Clinical Nurse Specialist not present during Consultant Clinic Session when PATIENT
given diagnosis but saw PATIENT at other time
v Yes - Clinical Nurse Specialist not present when PATIENT given diagnosis, but the patient
was seen by a trained member of the Clinical Nurse Specialist team
N No - PATIENT not seen at all by Clinical Nurse Specialist but Clinical Nurse Specialist
informed of diagnosis
N No - PATIENT not seen at all by Clinical Nurse Specialist and Clinical Nurse Specialist not
informed of diagnosis
99 Not known (not recorded)
Notes:

e Y1 could be when either the patient was given the diagnosis of cancer by
a consultant (with the Nurse Present) or by the clinical nurse specialist
themselves (without a consultant):

clinical nurse specialist practice is becoming more independent
and in some tumour sites, it will be the clinical nurse specialist that
breaks the bad news to the patient

e Y5 was requested by many clinical nurse specialist teams as their
workload is more diverse than originally accounted for, which is required
to meet the rising demand for their services:

o as aresult, and to help you assign the correct code, the following

3 expanded explanations have been provided:

= cancer care coordinators are band 3/4 staff who have been
employed to work within clinical nurse specialist teams to
undertake a number of duties which do not need to be
performed by a clinical nurse specialist including telephone
triage, pathway management and in some cases acting as
key worker to patients with non-complex disease requiring
straight forward management

» where care coordinators are acting as key workers they
have undergone appropriate communication skills training
and have developed specific competencies to ensure they
have the skills and knowledge to undertake this role which
may include the support of patients at diagnosis
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= they are recognised members of the multi-disciplinary team
and are working under the supervision of the senior clinical
nurse specialist, and with the approval of the MDT Lead

Tobacco Smoking Status:

This is a new data item in v9, specifically looking at tobacco smoking only. Specify the
current tobacco smoking status of the patient. This data item could be collected at
presentation either in outpatients or on the ward.

S:;':;nal National code definition
1 Current smoker
2 Ex smoker
4 Never smoked
9 Unknown

Tobacco Smoking Cessation:

This is a new data item in v9, specifically looking at tobacco smoking treatments. Specify
the tobacco smoking cessation treatment status of the patient. This data item could be
collected at presentation either in outpatients or on the ward.

Nl National code definition
code
1 Patient treated
2 Patient not treated
3 Patient offered treatment but declined
8 Not Applicable (Not current tobacco user)
9 Not Known (Not recorded)

History of Alcohol (Current):

Specify the current history of alcohol consumption for the patient (€3 months) from date
of diagnosis.

MU National code definition
code
1 Heavy (>14 Units per week)
2 Light (214 Units per week)
3 None in this period
Z Not Stated (PERSON asked but declined to provide a response)
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National

National code definition
code

9 Not Known (Not recorded)

History of Alcohol (Past):

Specify the current history of alcohol consumption for the patient (>3 months) from date
of diagnosis.

S:;Z)nal National code definition
1 Heavy (>14 Units per week)
2 Light (214 Units per week)
3 None ever
Z Not Stated (PERSON asked but declined to provide a response)
9 Not Known (Not recorded)
Note:

e these are based on the UK Chief Medical Officers' Alcohol Guideline
Review (Jan 2016)

Diabetes Mellitus Indicator:
This data item has been moved as it is a risk factor for many cancers. Record if the patient
does have a diagnosis of diabetes?

N National code definition
code
Y Yes
N No
9 Not known
Notes:

o the presence of diabetes is an independent risk factor of development of
HCC and many other cancers
e this data item has moved - previously in ‘LIVER — Diagnosis’

Does the patient have a diagnosis of diabetes? This information will normally be available
in the patient record.

Menopausal Status:
This data item has been moved as it is a risk factor for many female cancers.
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National | \itional code definition
code
1 Premenopausal
2 Perimenopausal
3 Postmenopausal
9 Not Known
Note:

e this data item has moved - previously in ‘BREAST — Diagnosis’

Numerous current treatment options are different according to the menopausal status of
a patient (particularly those presenting with breast cancer). In particular, endocrine
therapy choices for clinical trial entry are often dictated by menopausal status.

Physical Activity (Current):
This is a new data item for v9 to specify the current physical activity level of the patient.

NEUETE National code definition
code
1 Achieves guidance level of physical activity
2 Does not achieve guidance level of physical activity
Z Not Stated (PERSON asked but declined to provide a response)
9 Not Known (Not recorded)

The activity assessment is based on The Physical Activity Vital Sign (PAVS), which has
been recommended for its utility in clinical practice compared to other measures such as
International Physical Activity Questionnaires (IPAQ) and the General Practice Physical
Activity Questionnaire (GPPAQ). Please see more here or online quick ‘activity calculator’
format here.

If you identify someone not achieving the guidance level of physical activity (150 minutes
moderate intensity physical activity per week or 75 minutes vigorous intensity physical
activity per week) then it is recommended to advise them to increase physical activity
even if only by a small amount, by using a brief intervention such as in:

e physical activity: brief advice for adults in primary care (NICE Guidance

PH44 2016)

e Macmillan Cancer Support’s Move More resources

e resources for health professionals here

e online learning module Understanding physical activity and cancer here

e resources for people affected by cancer here
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e moving Medicine cancer resource

CORE - Clinical Nurse Specialist — Holistic Needs Assessment

This section has been updated with additional assessments linked to the HNA. The
Personalised Care and Support Planning is recorded in its own new section.

May be multiple occurrences per record (0..)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR7900 Assessment Offered an2 R
CR3140 Assessment Completed Date an10 ccyy- R
mm-dd
CR3150 Assessment Point of Pathway an2 R
CR7910 Staff Role Carrying Out The Assessment an2 R

Assessment Offered:
This is a new data item for v9 and an indication of whether a PATIENT has been offered a
Holistic Needs Assessment (HNA).

NEUETE National code definition
code
01 Offered and Undecided
02 Offered and Declined
03 Offered and Accepted
04 Not Offered
05 Offered but Patient Unable to Complete

This data item captures the first time the patient is offered an HNA and whether they:
e were undecided whether to have an HNA
e declined having an HNA
e accepted having an HNA
e were unable to complete, for example due to cognitive difficulties

The category ‘Not Offered’ covers patients who would not normally be expected to
undergo HNA due to being on a clinical pathway that deliberately does not include it (for
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example some skin cancer patients or because the patient has been referred on to

another provider who will offer the HNA).

Assessment Completed Date:

The date a Holistic Needs Assessment (HNA) is completed. Every HNA should be

recorded.

Note:
e this data item has a new name - previously ‘Holistic Needs Assessment
Completed Date’

Additional notes to help with data recording:

e the date of the HNA is either the date of offer of HNA or the date of
completion if completed

e HNAs are carried out in all healthcare, social care and community
settings (for example, libraries), however it will not be possible to capture
all these for the purposes of COSD - this is particularly true for HNAs
carried out as part of long term follow up

o therefore, the focus for COSD data should be on recording HNAs carried
out before, during and shortly after treatment, and only those that are
carried out in a secondary care environment will be required for the
purposes of COSD

Assessment Point of Pathway:

The point in the patient pathway when a Holistic Needs Assessment (HNA) is completed.

NEUETE National code definition
code

01 Initial cancer diagnosis

02 Start of treatment

03 During treatment

04 End of treatment

05 Diagnosis of recurrence

06 Transition to palliative care

07 Prehabilitation

97 Other
Notes:

e this data item has a new name - previously ‘Holistic Needs Assessment
Point of Pathway’
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e ‘07’ and ‘97’ is a new attribute in COSD v9.0
e ‘98’ has been removed from this data item as an attribute in COSD v9

Additional notes to help with data recording:

e the HNA pathway time points are not defined in terms of a number of
days or weeks from diagnosis or from start/end of treatment that the HNA
happens within

* locally, standards may be set around certain timescales, and/or local
agreement on where in each cancer type pathway the HNAs should be
carried out as a minimum

o the focus of HNA activity for purposes of meeting NHS England policy
commitments on the personalisation of care is around:

1. diagnosis/start of treatment
2. around/after the end of treatment

e however, it is important that HNA is also done at transition points such as
diagnosis of recurrence and transition to palliative care

e HNAs may also be requested at any time by the patient

e if a patient is undergoing further treatments following primary treatment
(for example treatment for recurrence or metastatic disease) then the
timepoint of pathway should be Start of/During/End of Treatment, as
appropriate

Staff Role Carrying Out The Assessment:
This is a new data item for v9. Record the role of the individual carrying out the Holistic
Needs Assessment.

NEUETE National code definition
code
01 Cancer Nurse Specialist
02 Other nurse
03 Allied health Professional
04 Support worker/Care Navigator (band 3 or 4)
05 Psychologist or other mental health professional
06 Consultant/Medical Team
08 Other
09 Not Known
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Additional notes to help with data recording:

e HNAs are carried out by any health or social care professional and also

by support workers/care navigators, volunteers or by the person

themselves from home

o staff role is needed in order to support workforce planning of who and
how HNA and Personalised Care and Support Planning activities are

being carried out

CORE - Clinical Nurse Specialist — Personalised Care and
Support Plan

This section is new section for v9 and is a child of ‘CORE - Clinical Nurse Specialist’. The
Personalised Care and Support Plan (PCSP) details are recorded in this section.

May be multiple occurrences per record (0..*)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR8000 Care Planning Offered an2 R
CR8010 Care Planning Completed Date an10 ccyy- R
mm-dd
CR8020 Point of Pathway an2 R
CR8030 Staff Role Carrying Out Planning an2 R

Care Planning Offered:
This is a new data item for v9 and an indication of whether a patient has been offered a
‘Personalised Care and Support Plan (PCSP)’.

NEitE7E National code definition
code
01 Offered and Undecided
02 Offered and Declined
03 Offered and Accepted
04 Not Offered
05 Offered but Patient Unable to Complete
06 Not required (no concerns from HNA)
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Additional notes to help with data recording include:

e a Personalised Care and Support Plan (PCSP) is what has previously
been termed a Care Plan (resulting from a Holistic Needs Assessment)

e guidance on Personalised Care and Support Planning is available from
NHS England https://www.england.nhs.uk/ourwork/patient-
participation/patient-centred/planning/

e this data item captures the first time the patient is offered the opportunity
to create a PCSP (normally following an HNA) and whether they:

o were undecided whether or not to have a PCSP

o declined having a PCSP

o accepted having a PCSP

o were unable to complete, due to cognitive difficulties for example

e the category ‘Not Offered’ covers patients who would not normally be
expected to have personalised care and support planning due to being
on a clinical pathway that deliberately does not include it (such as some
skin cancer patients or because the patient has been referred on to
another provider who will offer the PCSP)

e evidence indicates that around 20% of people who complete an HNA will
not go on to have an agreed PCSP because there was a shared decision
with their health and social care professional that they had no concerns
from their HNA that needed a PCSP to be drawn up for — this should be
recorded as Offered and Declined

Care Planning Completed Date:
This is a new data item for v9. The date a ‘Personalised Care and Support Plan’ is
completed.

Additional notes to help with data recording:

e the date of the PCSP is either the date of offer of PCSP or the date of
completion if completed

e personalised care and support planning are carried out in all healthcare,
social care and community settings (for example, libraries) but it will not
be possible to capture all these for the purposes of COSD - this is
particularly true for personalised care and support planning that is carried
out as part of long term follow up

o therefore, the focus should be on recording personalised care and
support planning that is carried out before, during and shortly after
treatment, and only those that are carried out in a secondary care
environment will be required for the purposes of COSD

e actions carried out as a result of a PCSP (for example, a referral to
counselling) are not required to be captured for COSD purposes in this
iteration (v9) but may to be part of v10
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Point of Pathway:
This is a new data item for v9. The point of the pathway where a ‘Personalised Care and
Support Plan’ is completed.

Nl National code definition
code

01 Initial cancer diagnosis

02 Start of treatment

03 During treatment

04 End of treatment

05 Diagnosis of recurrence

06 Transition to palliative care

07 Prehabilitation

98 Other

Additional notes to help with data recording:

e the pathway time points for PCSPs are not defined in terms of a number
of days or weeks from diagnosis or from end of treatment that the PCSP
happens within

e locally, standards may be set around these timescales, and/or local
agreement on where in each cancer type pathway the PSCP should be
carried out as a minimum

e the focus of PCSP activity for purposes of meeting NHS England policy
commitments on the personalisation of care is around diagnosis/start of
treatment and around/after the end of treatment

e however, it is important that PCSP is also done at transition points such
as diagnosis of recurrence and transition to palliative care. PCSP may be
requested at any time by the patient

e if a patient is undergoing further treatments following primary treatment
(for example, treatment for recurrence or metastatic disease) then the
timepoint of pathway should be Start of/During/End of Treatment, as
appropriate

Staff Role Carrying Out Planning:

This is a new data item for v9. Record the role of the individual carrying out the
‘Personalised Care and Support Plan’ assessment.
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l;l:ctji;)nal National code definition
01 Cancer Nurse Specialist
02 Other nurse
03 Allied health Professional
04 Support worker/Care Navigator (band 3 or 4)
05 Psychologist or other mental health professional
06 Consultant/Medical Team
08 Other
09 Not Known

Additional notes to help with data recording:
e personalised care and support planning are usually carried out by a
health or social care professional
e staff role is needed in order to support workforce planning of who and
how HNA and PCSP activities are being carried out

CORE - Multidisciplinary Team Meetings

This section has been redesigned to accommodate the new Guidance for Streamlining
Multi-Disciplinary Team meetings (MDTM) that includes bringing some patients onto pre-
defined Standards of Care (SOCs). More information can be found here.

Local SOCs must be introduced with the support of the full MDT.

All patients must be listed at the full MDTM. No patient should be removed from oversight
of the MDTM or responsibility of the MDTM.

Implementation of the streamlining guidance is optional. Where streamlining is introduced,
patients will be stratified to the MDTM, to either:

e patient on a SOC (no discussion)

e patient requires discussion for any given reason

Guidance for MDTM streamlining can be found on the NHS England website above.
Questions  relating to the guidance document can be directed to
england.cancerpolicy@nhs.net. For locally agreed Standards of Care MDTM teams can
contact their relevant Cancer Alliance. See more here.
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Record ALL MDTM’s, where the patient was discussed. A new MDT section should be
added if a patient was discussed at another Trust, therefore multiple MDTs can be
submitted depending on the patient pathway.

There is now a choice at the start to indicate if a patient was not discussed at the MDTM
or this was unknown (choice 1), or if the patient was discussed (including minuting) for
‘patients on predefined standard of care reviewed outside MDTM’ (choice 2).

May be multiple occurrences per record (0..¥)
Multidisciplinary Team Meetings Choice Choice 1..2

Multidisciplinary Team Meetings - Choice 1

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR8100 Multidisciplinary Team Meeting Discussion an1 M
End Of Multidisciplinary Team Meetings - Choice 1
Multidisciplinary Team Meetings - Choice 2
Start of Section - Multidisciplinary Team Meeting Detail
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR8110 Multidisciplinary Team Meeting Discussion Type an M
CR3080 Multidisciplinary Team Meeting Date an10 ccyy- M
mm-dd
CR3090 Organisation Site Identifier of Multidisciplinary Team min an5 M
Meeting max an9
CR3190 Multidisciplinary Team Meeting Type an4 M
CR3160 Multidisciplinary Meeting Type Comment max an60 R

End of Section - Multidisciplinary Team Meeting Detail

End of Multidisciplinary Team Meetings - Choice 2
End of Multidisciplinary Team Meetings Choice

Note:
e the following data items form a 2-choice menu and at least one of the
following choices must be provided per CORE - MDT submission (1..2)
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Choice 1:

Multidisciplinary Team Meeting Discussion:

This is a new mandatory data item in v9, which identifies if the patient was not discussed
at the MDT or if the discussion status was not known at that point.

National : ”
ationa National code definition
code

1 Not discussed at all

2 Discussion Status Not Known
Choice 2:

Multidisciplinary Team Meeting Discussion Type:

This is a new mandatory data item in v9, which identifies what MDT the patient was
discussed at or if the Patient was on a ‘predefined Standard of Care reviewed outside
MDTM'. This is a new initiative from NHS England to help reduce the number of patients
being discussed at an MDT.

Neitloe] National code definition

code
1 Discussed within Trust MDTM
2 Patient on predefined Standard of Care
3 Discussed at MDTM at another Trust

Multidisciplinary Team Meeting Date:

This is now a mandatory data item in v9. Record the date of each Multidisciplinary Team
meeting where the patient was discussed. This will include but will not be limited to the
date when a treatment planning decision was made which is covered specifically under
Multidisciplinary Team Discussion Date in the Cancer Care Plan Section.

Notes:
e this data item will be removed from the CWT data set collection from
2020
e if a patientis on a ‘Predefined Standard of Care reviewed outside MDTM’,
use the date of discussion where this was minuted

Organisation Site Identifier of Multidisciplinary Team Meeting:

This is now a mandatory field in v9. The ‘Organisation Identifier’ of the organisation site
where the multidisciplinary team meeting took place. (For joint MDT meetings which cover
more than one hospital record a new MDT record for each discussion).
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Notes:
e this item is important to assign patients to the appropriate MDT at
different points in the pathway
e it should be set up in the reference data for the MDT and can then be
automatically included for each MDT meeting where the patient is
discussed

Multidisciplinary Team Meeting Type:
This is now a mandatory field in v9. Record the type of MDT meeting at which the patient
was discussed. Please provide the most detailed level of information that is possible.

Note:
e the codes at the high level (shown in bold, 2 trailing zeros) are Tumour
groups and the items below each high-level code are

Multidisciplinary Teams. Organisations should only use the high-level code if the
multidisciplinary team type is not adequately listed.

If this high-level code is used please make sure that the ‘Multidisciplinary Meeting Type
Comment’ field below is also completed.

S:;Enal National code definition
0100 Breast
0101 Breast MDT
0200 Brain/Central Nervous System
0201 Brain Central Nervous System (CNS)/Neuroscience MDT
0202 Rehabilitation and Non-Surgical (Network) MDT
0203 Pituitary MDT
0204 Skull base MDT
0205 Spinal cord MDT
0206 Low grade glioma MDT
0207 Metastasis to brain MDT
0208 Stereotactic Radiosurgery (SRS) MDT
0209 Genetic subtypes MDT
0300 Colorectal
0301 Colorectal MDT
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S:ctji;)nal National code definition
0302 Anal MDT
0400 CTYA
0401 Paediatric Combined Diagnostic and Treatment MDT
0402 Paediatric Haematology only MDT
0403 Paediatric non-CNS solid tumours only MDT
0404 Paediatric CNS malignancy only MDT
0405 Paediatric Late Effects MDT
0406 Paediatric (POSCU) MDT
0407 Teenage and Young Adult MDT
0408 Teenage and Young Adult Late Effects MDT
0500 Gynaecology
0501 Gynaecology local MDT
0502 Gynaecology Specialist MDT
0600 Haematology
0601 Haematology MDT
0602 Lymphoma MDT
0603 Plasma Cell MDT
0604 Myeloid MDT
0605 Bone marrow transplant MDT
0700 Head and Neck (including Thyroid)
0701 Upper Aerodigestive Tract (UAT) only MDT
0702 Upper Aerodigestive Tract (UAT) and Thyroid MDT
0703 Thyroid Only MDT
0800 Lung
0801 Lung MDT
0802 Mesothelioma Specialist MDT
0900 Sarcoma
0901 Bone and Soft tissue MDT
0902 Bone MDT
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S:ctji;)nal National code definition
0903 Soft tissue MDT
1000 Skin
1001 Skin Local MDT
1002 Skin Specialist MDT
1003 Melanoma MDT
1004 Supra T-Cell Lymphoma MDT
1100 Upper Gl
1101 Upper Gl Local MDT
1102 Oesophago-Gastric Specialist MDT
1103 Hepatobiliary and Pancreatic (HPB) Specialist MDT
1104 Pancreatic/Biliary (PB) Specialist MDT
1105 Hepatic Specialist MDT
1200 Urology
1201 Urology Local MDT
1202 Urology Specialist MDT
1203 Testicular Supranetwork MDT
1204 Penile Supranetwork MDT
1300 Other
1301 CUP MDT
1302 Neuroendocrine MDT
1303 Palliative Care MDT
1304 Enhanced Supportive Care MDT
Note:

e ‘1304 - Enhanced Supportive Care MDT’ is a new attribute in COSD v9.0
Multidisciplinary Meeting Type Comment:

This is an optional data item to provide additional information on the MDT Meeting type, if
not covered in the list provided.
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CORE - Cancer Care Plan

This section includes details applicable to care planning, including performance status,
prognostic factors and treatment options which are normally discussed at the MDT
meeting. Many of the site-specific data items will be recorded at this point in the patient
pathway. See site-specific sections for further details.

The ‘Cancer Care Plan Date’ will be the MDT after all the investigations have been
completed and the treatment plan is agreed. At this point all the information will be
available to record the Final pre-treatment TNM and Stage Grouping too.

Important notes ‘Cancer Care Plan’:
e there will only be one cancer care plan section completed for each record
e most of the data items in this section will normally be available at the
meeting at which the first definitive treatment was discussed
e after treatment starts, the treatment plan may change due to medical
reasons, this does not create a new cancer care plan, merely changes
the treatment plan

Important notes ‘Predefined Standard of Care reviewed outside MDTM':

o for patients on a ‘Predefined Standard of Care reviewed outside MDTM’,
the ‘Cancer Care Plan Date’ will be the MDT after all the investigations
have been completed and the treatment plan is agreed, that the patient
was minuted at (as per the MDT Section)

e the additional information would be obtained by the MDT Coordinator,
liaising with the clinical team responsible for the patients care pathway

Some of the data items in the Care Plan sections of the site-specific data sets will only be
available after the initial treatment has been completed or at a subsequent MDT
discussion. The items in this section will not therefore necessarily relate to the date of the
MDT recorded as ‘Multidisciplinary Team Discussion Date (Cancer)’.

Additional notes:

e if a patient is treated prior to MDT, they should be added to the next MDT
for discussion

¢ this can be classed as discussed at MDT at the point of treatment, for the
cancer care plan episode

o therefore, if a patient has a treatment prior to MDT and is subsequently
added to the next MDT, the care plan can be documented as care plan
agreed (this often happens for skin)
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May be up to one occurrence per Primary Cancer Pathway (0..1)

: Schema
Data item : :
NoO Data Item Name Format | specification
' (M/R/O/X)
CR0430 Multidisciplinary Team Discussion Date (Cancer) anr:]?n?é:é/y— R
Start of Section - Consultant (Multidisciplinary Team Lead) Section 0..1
, Schema
Data item e
No Data Item Name Format | specification
' (M/R/O/X)
CR8200 Professional Registration Issuer Code - Consultant an2 M
(Multidisciplinary Team Lead)
CR8210 Professional Registration Entry Identifier - Consultant min an M
(Multidisciplinary Team Lead) max an32
End of Repeating Section - Consultant (Multidisciplinary Team Lead)
: Schema
Data item : :
No Data Item Name Format | specification
: (M/R/O/X)
CR0460 Cancer Care Plan Intent an R
Start of Repeating Item - Planned Cancer Treatment Type
: Schema
Data item : :
NoO Data Item Name Format | specification
' (M/R/O/X)
CR0470 Planned Cancer Treatment Type an2 R
End of Repeating ltem - Planned Cancer Treatment Type
: Schema
Data item : :
No Data Item Name Format | specification
| (M/R/O/X)
CR0490 No Cancer Treatment Reason an2 R
CR2060 Adult Comorbidity Evaluation - 27 Score an O
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Note:
e the data item ‘Consultant Code (Multidisciplinary Team Lead)’ have been
retired from v9.0

Multidisciplinary Team Discussion Date (Cancer):
This is the date when a treatment planning decision was made.

Note:
e this data item has now been removed from the CWT data set collection
from 2020

Important notes:
e the next 2 data items are now a multiple selection group and are
mandatory within the group
e there may be one occurrence per ‘CORE - Cancer Care Plan Section’

Professional Registration Issuer Code - Consultant (Multidisciplinary Team Lead):

Thisis a new data item in v9 replacing the ‘Consultant Code (Multidisciplinary Team Lead)’
and is a code which identifies the PROFESSIONAL REGISTRATION BODY for the
Consultant or health care professional who is designated as the MDT Lead.

lgl:;i;)nal National code definition
02 General Dental Council
03 General Medical Council
04 General Optical Council
08 Health and Care Professions Council
09 Nursing and Midwifery Council

Professional Registration Entry Identifier — Consultant (Multidisciplinary Team Lead):
This is a new data item in v9 replacing the ‘Consultant Code (Multidisciplinary Team Lead)’
and is the registration identifier allocated by an Organisation for the Consultant or health
care professional who is designated as the MDT Lead.

Cancer Care Plan Intent:
The intention of a Cancer Care Plan developed within a Cancer Care Spell.

National | \ational code definition
code
C Curative
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Nt National code definition
code
Z Non Curative
X No active treatment
9 Not known
Note:

e this only needs to be recorded when the care plan is agreed and for
Haematology, it is understood that for the majority of cases this would be
[Z- Non Curative]

Planned Cancer Treatment Type:

This is the clinically proposed treatment, usually agreed at a Multidisciplinary Team
Meeting, and may not be the same as the treatment which is subsequently agreed with
the patient.

More than one planned treatment type may be recorded, and these may either be
alternative or sequential treatments. This only needs to be recorded when the first
treatment planning decision is made.

NEUETE National code definition
code
01 Surgery
02 Teletherapy
03 Chemotherapy
04 Hormone therapy
05 Specialist palliative care
06 Brachytherapy Therapy
07 Biological Therapy
10 Other Active Treatment
11 No active treatment
12 Biphosphonates
13 Anti-Cancer Drug - Other
14 Radiotherapy - Other
99 Not known
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No Cancer Treatment Reason:
The main reason why no active cancer treatment is specified within a Cancer Care Plan.

S:;Z)nal National code definition
01 Patient declined treatment
02 Unfit: poor performance status
03 Unfit: significant co-morbidity
04 Unfit: advanced stage cancer
05 Unknown primary site
06 Died before treatment
o7 No active treatment available
08 Other
10 Monitoring only
99 Not known

Ace — 27 Score (Adult Comorbidity Evaluation 27 Score):

Overall comorbidity score is defined according to the highest ranked single ailment,
except in the case where 2 or more Grade 2 ailments occur in different organ systems. In
this situation, the overall comorbidity score should be designated Grade 3.

National | National code definition
code
0 None
1 Mild
2 Moderate
3 Severe
9 Not known
Note:

e ACE 27 scoring relates to co-morbidities and should not therefore include
the condition (Cancer) being treated. This is not applicable for Skin
diagnoses.
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CORE - Molecular And Biomarkers

This was a new section in v7.0, in response to the Achieving World Class Cancer
Outcomes, A Strategy for England 2015 to 2020 (Taskforce report), and to ensure that
COSD maintains itself at the cutting end of technology in cancer diagnostics and
treatments offered to patients.

Whilst the intention is to ultimately get all the molecular and biomarker outcome data direct
from the laboratories themselves; until these data feeds are consistent and ascertainment
complete, these sections and additional site-specific data items will continue to be
collected through COSD.

CORE - Molecular And Biomarkers — Germline Testing For Cancer
Predisposition

To carry Molecular and Biomarkers (Germline Testing for Cancer Predisposition) details
for a patient, where these have been offered by the clinical teams.

May be multiple occurrences per record (0..)

, Schema
Data item P
NoO Data Item Name Format | specification
: (M/R/O/X)
CR6100 Germline Genetic Testing Offered an2 R
Start of Repeating Item - Germline Genetic Testing Offered
: Schema
Data item P
No Data Item Name Format | specification
; (M/R/O/X)
CR6110 Germline Genetic Test Offered an2 R*
End of Repeating Iltem - Germline Genetic Testing Offered
Start of Repeating Item - Other Germline Genetic Testing Offered
: Schema
Data item e
No Data Item Name Format | specification
' (M/R/O/X)
CR6120 Other Germline Genetic Test Offered max an30 R*

End of Repeating ltem - Other Germline Genetic Testing Offered
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: Schema
Data item . .
No Data Item Name Format | specification
' (M/R/O/X)
CR6130 Germline Analysis Offered Date an10 ccyy- R
mm-dd
CRG140 Organisation Identifier Of Reporting Regional Genetics an3 or ans R
Laboratory
CR6150 Referral to Clinical Geneticist Offered an2 R

Germline Genetic Testing Offered:
An indication of whether a PATIENT has been offered a germline genetic test.

S:(’;i;)nal National code definition
01 Offered and Undecided
02 Offered and Declined
03 Offered and Accepted
04 Not Offered

Germline Genetic Test Offered:
Record the germline / genetic test offered to the Patient. More than one of these can be
selected.

NEUETE National code definition
code
01 Hereditary Breast and Ovarian Cancer (BRCA1 / BRCA2 / NGS Panel)
02 Lynch Syndrome / HNPCC (MLH1 / MSH2 / MSH6 / PMS2 / EPCAM / NGS Panel)
03 Myeloid Neoplasms (CEBPA / DDX41 / RUNX1 / ANKRD26 / ETV6 / GATA2)
97 Other
Notes:

e the addition of NGS Panel has been added to 01 and 02, to ensure
alignment with the testing that will be performed in 2020

e ‘03 and ‘97 are new attributes in COSD v9.0

e 98 - Other’ has been removed from this data item attribute in COSD v9
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The following are the classification for the new Myeloid Neoplasms attribute:
e Myeloid neoplasms with germline predisposition without a pre-existing
disorder or organ dysfunction:
o acute myeloid leukaemia with germline CEBPA mutation
o myeloid neoplasms with germline DDX41 mutation?
e Myeloid neoplasms with germline predisposition and pre-existing platelet
disorder:
o myeloid neoplasms with germline RUNX1 mutation®
o myeloid neoplasms with germline ANKRD26 mutation®
o myeloid neoplasms with germline ETV6 mutation®
e Myeloid neoplasms with germline predisposition and other organ
dysfunction:
o myeloid neoplasms with germline GATA2 mutation
o myeloid neoplasms associated with bone marrow failure
syndromes®
o myeloid neoplasms associated with telomere biology disorders®
o juvenile myelomonocytic leukaemia associated with
neurofibromatosis, Noonan syndrome, or Noonan syndrome-like
disorders®
o myeloid neoplasms associated with Down Syndrome?¢
e Lymphoid neoplasm has been reported
o See table 7.03 p127 (WHO blue book) for specific genes
o See Juvenile myelomonocytic leukaemia, p89 (WHO blue book)
o See Myeloid proliferations associated with Downs syndrome, 1699
(WHO blue book)

e 2 Lymphoid neoplasm have been reported

e P Seetable 7.03 p127 (WHO blue book) for specific genes

e ¢ See Juvenile myelomonocytic leukaemia, p89 (WHO blue book)

e 9 See Myeloid proliferations associated with Downs syndrome, 1699
(WHO blue book)

Other Germline Genetic Test Offered:
If [97-Other] is selected in the field CR6110 'Germline Genetic Test Offered' Specify the
Gene or Syndrome that was offered.

Germline Analysis Offered Date:
Record the date on which the germline genetic test was offered.

Organisation |dentifier of Reporting Regional Genetics Laboratory:

This is the ‘Organisation Identifier’ of the organisation where the reporting laboratory is
based.
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Referral to Clinical Geneticist Offered:

Indicate whether the patient has been offered a referral to a Regional Clinical Genetics
Service.

Nl National code definition
code

01 Offered and Undecided

02 Offered and Declined

03 Offered and Accepted

04 Not Offered

CORE - Molecular And Biomarkers — Somatic Testing For Targeted
Therapy And Personalised Medicine

To carry Molecular and Biomarkers (Somatic Testing for Targeted Therapy and
Personalised Medicine) details for a patient, where these have been performed by the
clinical teams. The date and lab details are now mandatory to improve data quality.

It is possible that some legacy data may not have all the required mandatory fields for v9.
The recommendation is for Trusts to update their data to meet the new requirements and
improve/enrich their data submissions, or not upload the legacy data items in the new
record (if that data is not available).

May be multiple occurrences per record (0..)
Start of Repeating Item - Gene or Stratification Biomarker Analysed

: Schema
Data item P
No Data Item Name Format | specification
| (M/R/O/X)
CR6170 Gene or Stratification Biomarker Analysed an2 R*
End of Repeating ltem - Gene Or Stratification Biomarker Analysed
Start of Repeating Item - Other Gene or Stratification Biomarker Analysed
: Schema
Data item e .
No Data Item Name Format | specification
; (M/R/O/X)
CR6180 Other Gene or Stratification Biomarker Analysed max an30 R*

End of Repeating ltem - Other Gene or Stratification Biomarker Analysed
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: Schema
Data item : :
No Data Item Name Format | specification
' (M/R/O/X)
CR6190 Date Gene or Stratification Biomarker Reported anr:](rﬁ)n?dcgy- M
CR6200 Organisation Identifier of Reporting Laboratory min an3 M
max an5
Note:

e the data item ‘Stratified Molecular Test Performed’ has been retired from

v9.0

Gene or Stratification Biomarker Analysed:
Record the specific Gene or Stratification Biomarker analysed for the Patient, regardless
of test outcome. More than one of these can be selected.

S:(’;i;)nal National code definition
01 ALK Fusions
02 BCR-ABL Fusion
03 BRAF Mutation
04 BRCA1 Mutation
05 BRCA2 Mutation
06 EGFR Mutation
07 ERBB2 (HER2/neu) Amplification / Overexpression
08 JAK2
09 KIT (CD117) Mutation
10 KRAS Mutation
11 Microsatellite Instability (MSI) / Mismatch Repair Analysis
12 NGS Panel (specify in [CR6180] below)
13 NRAS Mutation
14 Oncotype DX Gene Expression Test
15 PDGFRA Mutation
16 PIK3CA Mutation
17 RET Fusions
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National |\ ational code definition
code
18 ROS Fusions
19 PD-L1
97 Other
Notes:

e ‘19 and ‘97’ are new attributes in COSD v9.0
e ’'98 - Other’ has been removed from this data item attribute in COSD v9

Other Gene or Stratification Biomarker Analysed:

If [97-Other] is selected in the field CR6170 'Gene or Stratification Biomarker Analysed'.
Specify the Gene or Stratification Biomarker that was analysed. More than one can be
recorded.

Date Gene or Stratification Biomarker Reported:

This is now a mandatory data item for v9, which will improve data quality. Record the date
the Gene or Stratification Biomarker was reported.

Organisation |dentifier of Reporting Laboratory:

This is now a mandatory data item for v9, which will improve data quality. This is the
ORGANISATION IDENTIFIER of the Organisation where the reporting laboratory is based.

CORE - Clinical Trials

May be multiple occurrences per record (0..)

: Schema
Data item ) :
No Data Item Name Format | specification
: (M/R/O/X)
CR1290 Patient Trial Status (Cancer) an2 R
CR6700 Clinical Trial Decision Date (Patient) an10 coyy- R
mm-dd
CR6710 Date Clinical Trial Started an0 ceyy- R
mm-dd
CR1260 Cancer Clinical Trial Treatment Type an1 R

Patient Trial Status (Cancer):
An indication of whether a patient who is eligible for a cancer clinical trial is taking part in
it. These attributes have been updated so that they better reflect the clinical trial process.
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Nl National code definition

code
01 PATIENT approached, consented to and entered clinical trial
02 PATIENT approached, but declined clinical trial
03 PATIENT approached and consented, but failed screening
09 Not Known (Not Recorded)

Trial Decision Date (Patient):

Record the patient's decision date for each clinical trial, provided it is related to the
recorded diagnosis. This is a mandatory date for 01 and 02 above only and links each
clinical trial (if more than one entered). If there are more than one entered on the same
day, record the first clinical trial only.

Date Clinical Trial Started:

Record the start date for each clinical trial entered, provided it is related to the recorded
diagnosis. This will allow for multiple trials to be recorded if applicable. Each trial has to be
part of the primary diagnosis treatment pathway.

Cancer Clinical Trial Treatment Type:

The type of treatment covered by a cancer clinical trial. this is used to record the type(s)
of treatment that are the subject of the cancer clinical trial into which the patient has been
entered and does not necessarily mean the treatment that the patient will actually receive
(which will be recorded only as part of the clinical trial documentation).

l(\:l::;)nal National code definition
01 Surgery
02 Chemotherapy
03 Hormone therapy
04 Immunotherapy
05 Radiotherapy
06 Combination treatment
07 Observational study
98 Other

98



DCB1521 Amd13/2019 — COSD v9.1.2 — User Guide

Notes:

e where a trial covers more than one type of treatment, such as
chemotherapy compared with radiotherapy, then the option for
‘Combined treatment’ should be selected

e in addition, where the trial covers a treatment type not specified here, for
example biological therapies, ‘Other’ should be selected from the
attribute list

CORE - Staging

The ‘TNM Coding Edition” and ‘Version Numbers’ are now mandatory from v9, this will
help improve the data quality of stage being submitted from Trusts.

The stage of a cancer is a description of how far the cancer has spread. The Union for
International Cancer Control (UICC) TNM stage is the most widely used system for staging
cancers. The American Joint Committee on Cancer (AJCC), and ENETS (European
Neuroendocrine Tumour Society) coding systems can also be recorded throughout these
fields. The addition of a TNM coding edition field allows for accurate allocation.

For COSD the stage may be recorded at 3 points in the patient pathway:
e Pre-treatment:

o aclinical TNM (cTNM) stage based on evidence acquired before
treatment

o itis derived by the clinical team, based on a combination of
physical examination, imaging, endoscopy, biopsy, surgical
exploration and any other relevant examination

o usually assessed at the MDT meeting where the treatment options
are agreed

e Pathological stage:

o a pathology TNM (pTNM) stage is based on evidence acquired
from a histopathology report from the surgical resection or
excision biopsy

o recorded in the ‘COSD Pathology’ dataset only

e Integrated stage:

o this is the stage derived by the clinical team

o itis determined from the integration of the pathology stage (pTNM)
following surgical resection as the first definitive treatment and the
basis of any other clinical information collected such as metastasis
(cM) or final review of the case

For most cancers TNM staging is used but see site-specific sections for other staging
systems.
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In addition:

e the core staging section is not applicable to most Haematological and
Gynaecological diagnoses — however, relevant site-specific stage should
be recorded

e there will only be one Staging section completed for each record

e general guidance on the recommended staging system by tumour type is
included in Appendix E

Use of MX and MO:

e the Union for International Control Cancer (UICC) and American Joint
Committee on Cancer (AJCC) TNM version 8 edition states that MO
should be used if there is no positive evidence of distant metastases

e the Union for International Control Cancer (UICC) and American Joint
Committee on Cancer (AJCC) TNM version 8 edition removed the not
assessed category (x)

e the MX category is considered to be inappropriate as clinical assessment
of metastasis can be based on physical examination alone

e the use of MX may result in exclusion from staging

Neuroendocrine Tumours:
These are currently staged using the European Neuroendocrine Tumour Society TNM
Staging System (ENETS). Where this staging system is used, the values should be
recorded in the generic TNM stage fields in the core data set. In addition:

e the ‘TNM CODING EDITION’ should be recorded as “3”

e the ‘TNM VERSION NUMBER (STAGING)’ should be recorded as “E”

Two values provided for the stage:

Clinical teams may on occasion’s record 2 values for a stage field if there is a degree of
uncertainty. If the patient has no further investigations to confirm the precise value then
the LOWER value should be recorded for COSD.

For example, T1/ T2 would be recorded as T1. In these cases, it is vitally important that
stage is confirmed with the clinician to ensure that the most up-to-date clinical decision is
being recorded.

Neoadjuvant therapy:
For Neoadjuvant patients only record the Clinical stage and the Pathology stage.

Note:
e f the patient has had neoadjuvant therapy (i.e. Chemotherapy or
Radiotherapy before surgical treatment) the integrated stage may be the
same as the pre-treatment stage
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May be up to one occurrence as per Primary Cancer Pathway (0..1)

Data Item Schema
No. Data Item Name Format specification
(M/R/O/X)

CR0520 T Category (Final Pretreatment) max an15 R

CR0540 N Category (Final Pretreatment) max an15 R

CR0560 M Category (Final Pretreatment) max an15 R

CR0580 TNM Stage Grouping (Final Pretreatment) max an15 R

CR6800 Organisation Site Identifier (Reported Pretreatment TNM min an5 R
Stage) max an9

CR3120 Stage Date (Final Pretreatment Stage) an10 ceyy- R
mm-dd

CR0620 T Category (Integrated Stage) max an15 R

CR0630 N Category (Integrated Stage) max an15 R

CR0640 M Category (Integrated Stage) max an15 R

CR0610 TNM Stage Grouping (Integrated) max an15 R

CR6810 Organisation Site Identifier (Reported Integrated TNM min an5 R
Stage) max an9

CR3130 Stage Date (Integrated Stage) an10 ccyy- R
mm-dd

CR6980 TNM Coding Edition an M

CR2070 TNM Version Number (Staging) max an2 M

T Category (Final Pretreatment):
‘T Category (Final Pretreatment)’ is the code which classifies the size and extent of the
primary tumour before treatment.

N Category (Final Pretreatment):
‘N Category (Final Pretreatment)’ is the code which classifies the absence or presence
and extent of regional lymph node metastases before treatment.

M Category (Final Pretreatment):
‘M Category (Final Pretreatment)’ is the code which classifies the absence or presence of
distant metastases pre-treatment.
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TNM Stage Grouping (Final Pre-Treatment):

Record the overall clinical TNM stage grouping of the tumour, derived from each T, N and
M component prior to treatment. This classification is based on all the evidence available
to the clinician(s) with responsibility for assessing the patient and for the patient’s
treatment plan. Such evidence arises from physical examination, imaging, endoscopy,
biopsy, surgical exploration and other relevant examinations. The overall pre-treatment
TNM stage grouping indicates the tumour stage at the time the treatment plan was
devised.

Organisation Site Identifier (Reported Pretreatment TNM Stage):
This is the ‘Organisation Identifier’ of the organisation site where the diagnosing MDT
agreed the Final Pre-treatment TNM Stage.

Stage Date (Final Pretreatment Stage):
The date of the “TNM Stage Grouping (Final Pre-Treatment)’.

T Category (Integrated Stage):
‘T Category (Integrated)’ is the code which classifies the size and extent of the primary
tumour after treatment and/or after all available evidence has been collected.

N Category (Integrated Stage):

‘N Category (Integrated)’ is the code which classifies the absence or presence and extent
of regional lymph node metastases after treatment and/or after all available evidence has
been collected.

M Category (Integrated Stage):
‘M Category (Integrated)’ is the code classifies the absence or presence of distant
metastases after treatment and/or after all available evidence has been collected.

TNM Stage Grouping (Integrated):

Record the overall TNM stage grouping of the tumour, derived from each T, N and M
component after treatment. This classification is based on all the evidence available to the
clinician(s) with responsibility for assessing the patient. It will be determined on the basis
of all the clinical, imaging and pathological data available following the first surgical
procedure(s), such as this is the integration of the pathological staging with the clinical
staging. The overall integrated TNM stage grouping indicates the tumour stage after
treatment and/or after all available evidence has been collected.

Organisation Site Identifier (Reported Integrated TNM Stage):

This is the ‘Organisation Identifier’ of the organisation site where the treating MDT post-
surgery (where surgery was the first treatment) agreed the Integrated TNM Stage.
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Stage Date (Integrated Stage):
The date of the “TNM Stage Grouping (Integrated)’.

TNM Coding Edition:
The TNM Coding edition in use, from v9 this is now a mandatory data item.

S:ctji;)nal National code definition

1 UICC (Union for International Cancer Control)

2 AJCC (American Joint Committee on Cancer)

3 ENETS (European Neuroendocrine Tumour Society)
Note:

e ‘3-ENETS (European Neuroendocrine Tumour Society)’ is a new
attribute in COSD v9.0

e this has been added to this list of TNM coding editions reportable through
COSD, to improve data quality

TNM Version Number (Staging):
The AJCC or UICC or ENETS version number used for Tumour, Node and Metastasis
(TNM) staging for cancer diagnosis. From v9 this is now a mandatory data item.

Note:

e The TNM Coding Edition and TNM Version Number (Staging) must be
specified for all staging data submitted and has been made mandatory
within the schema

e for ENETS, record ‘E’ as the version number

It is possible that some legacy data may not have all the required mandatory fields for v9.
The recommendation is for Trusts to update their data to meet the new requirements and
improve/enrich their data submissions, or not upload the legacy data items in the new
record (if that data is not available).

CORE - Treatment

The initial record is completed up to the first treatment, but all subsequent treatments are
also required. Treatments are also reported for cases covered by Cancer Waiting Times
although some additional details are included in COSD in both generic core and site
specific sections.
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It is possible that some legacy data may not have all the required mandatory fields for v9.
The recommendation is for Trusts to update their data to meet the new requirements and
improve/enrich their data submissions, or not upload the legacy data items in the new
record (if that data is not available).

May be multiple occurrences per record (0..)

: Schema
Data item e .
No Data Item Name Format | specification
' (M/R/O/X)
CR6540 Adjunctive Therapy an1 R
CR0680 Cancer Treatment Intent an2 R
CR1370 Treatment Start Date (Cancer) an10 coyy- M
mm-dd
CR2040 Cancer Treatment Modality (Registration) an2 M
CR1450 Organisation Site Identifier (of Provider Cancer Treatment min an5 M
Start Date) max an9
Start of Section - Consultant (Treatment)
May one occurrences per CORE - Treatment (0..1)
, Schema
Data item P
NoO Data Item Name Format | specification
: (M/R/O/X)
CR8400 Professional Registration Issuer Code - Consultant an2 M
(Treatment)
CR8410 Professional Registration Entry Identifier - Consultant min an1 M
(Treatment) max an32
End of Repeating Section - Consultant (Treatment)
Start of Repeating Section - Date of Treatment Summary
: Schema
Data item e .
No Data Item Name Format | specification
| (M/R/O/X)
CR8420 End of Treatment Summary Date an10 coyy- O
mm-dd

End of Repeating Section - Date of Treatment Summary
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: Schema
Data item : :
No Data Item Name Format | specification
' (M/R/O/X)
CR0O740 Discharge Date (Hospital Provider Spell) an10 coyy- R
mm-dd
CR0O750 Discharge Destination (Hospital Provider Spell) an2 R
Note:

e the data items ‘Consultant Code (Treatment)’ and ‘Cancer Treatment
Event Type’ have been retired from v9.0.

Adjunctive Therapy:
Adjunctive therapy is therapy given in addition to the main therapy to maximize its
effectiveness. This field allows for the accurate recording of these to determine if
adjunctive therapy was adjuvant (after the main therapy) or neo-adjuvant (before the main
therapy) or not applicable.

Neitloe] National code definition
code
1 Adjuvant
2 Neoadjuvant
3 Not Applicable (Primary Treatment)
9 Not Known

Cancer Treatment Intent:
The original intention of the cancer treatment provided during a Cancer Care Spell. The
addition of ‘Uncertain of Treatment Intent’ has been added from v9.

MU National code definition
code

01 Curative

02 Palliative

03 Disease Modification

04 Diagnostic

05 Staging

06 Uncertain of Treatment Intent

09 Not Known
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National | \jational code definition
code
98 Other
Notes:

e ‘Disease Modification’ is drug specific
e ‘Diagnostic’ and ‘Staging’ are surgery specific

Additional notes:
e ‘06’ and 98’ are new attributes in COSD v9.0

e ’'08 - Other’ has been removed from this data item attribute in COSD v9

Important note:

e the next 3 data items are now a mandatory and will improve the data
quality and ascertainment of treatment records submitted

Treatment Start Date (Cancer):
This is now a mandatory data item from v9. This is the Start Date of the first, second or
subsequent cancer treatment given to a patient who is receiving care for a cancer
condition. Applicable to all registered cases but see ‘Cancer Waiting Times’ for definition.

Cancer Treatment Modality (Registration):
This is now a mandatory data item from v9. Applicable to all registered cases see
Appendix A + B for definitions and values. Applicable for active and non-active treatments,
and to record where a patient declines treatment. Applies to all treatments at all stages in

the patient pathway, including both primary cancer and non primary pathways.

NEHETE National code definition
code
01 Surgery
02 Anti-cancer drug regimen (Cytotoxic Chemotherapy)
03 Anti-cancer drug regimen (Hormone Therapy)
04 Chemoradiotherapy
05 Teletherapy (Beam Radiation excluding Proton Therapy)
06 Brachytherapy
07 Specialist Palliative Care
08 Active Monitoring (excluding non-specialist Palliative Care)
09 Non-specialist Palliative Care (excluding Active Monitoring)

106



DCB1521 Amd13/2019 — COSD v9.1.2 — User Guide

S:ctji;)nal National code definition
10 Radio Frequency Ablation (RFA)
11 High Intensity Focussed Ultrasound (HIFU)
12 Cryotherapy
13 Proton Therapy
14 Anti-cancer drug regimen (other)
15 Anti-cancer drug regimen (Immunotherapy)
16 Light Therapy (including Photodynamic Therapy and Psoralen and Ultra Violet A (PUVA)
17 Hyperbaric Oxygen Therapy
19 Radioisotope Therapy (including Radioiodine)
20 Laser Treatment (including Argon Beam therapy)
21 Biological Therapies (excluding Immunotherapy)
22 Radiosurgery
97 Other Treatment
98 All treatment declined

Organisation Site Identifier (of Provider Cancer Treatment Start Date):
This is now a mandatory data item from v9. This is the ‘Organisation Identifier’ of the
organisation site where the treatment took place.

Important note:
e the next 2 data items are now a multiple selection group and are
mandatory within the group. There may be one occurrence per CORE —
Treatment Section

Professional Registration Issuer Code — Consultant (Treatment):

This is a new data item in v9 replacing the ‘Consultant Core (Treatment)’ and is a code
which identifies the professional registration body for the consultant or health care
professional responsible for the treatment of the patient.
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National | National code definition
code
02 General Dental Council
03 General Medical Council
04 General Optical Council
08 Health and Care Professions Council
09 Nursing and Midwifery Council

Professional Registration Entry Identifier — Consultant (Treatment):

This is a new data item in v9 replacing the ‘Consultant Core (Treatment)’ and is the
registration identifier allocated by an organisation for the consultant or health care

professional who is responsible for the treatment of the patient.

End Of Treatment Summary Date:
This is a new data item in v9. Record the date the treatment summary was completed at
the end of each phase of acute (secondary care) treatment(s) and sent to the patient

and/or the GP. This is an optional, multiple repeating data item.

Supporting information, include those treatment summaries where:
e a patient is offered but doesn’t want a copy, but it is sent to their GP
e a patient has a copy but requested it is not sent to their GP

Additional notes to help with data recording:

e an End of Treatment Summary is recommended but not required at the

end of every acute phase of treatment

e there should be at least one End of Treatment Summary relating to

primary treatment

e the End of Treatment Summary is ‘complete’ when it has been shared

with the person and/or their GP

e the End of Treatment Summary is different from a discharge summary
due to the incorporation of specific information and advice for the patient

and GP (see below)

e guidance from Macmillan is available on the ‘Recovery Package’

webpage
e additional information is available here

The content of a ‘End of Treatment Summary’ will normally follow a locally agreed
template, incorporating key items that include:
e asummary of diagnosis and treatment

e potential markers of recurrence/secondary cancers and information on

what to do in these circumstances
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e information on likely side-effects of treatment and how best to manage
these, including those that might appear after some months/years

e key contact point for rapid re-entry if recurrence markers are experienced
or if serious side effects become apparent

o referrals made to other services, for example rehabilitation, mental health
care

e prompts for GP actions

o lifestyle information and advice that the person has been given or
signposted to, including details of local support groups and psychosocial
support, such as complementary therapies, physical activity, returning to
work advice

Discharge Date (Hospital Provider Spell):
The date a patient was discharged from a hospital provider spell.

Note:
e this data item has moved - previously in ‘CORE - Surgery And Other
Procedures’

Discharge Destination (Hospital Provider Spell):
This records the destination of a patient on completion of the hospital provider spell. It can
also indicate that the patient died.

National | National code definition
code
19 Usual place of residence unless listed below, for example, a private dwelling whether
owner occupied or owned by local authority, housing association or other landlord. This
includes wardened accommodation but not residential accommodation where health care
is provided. It also includes PATIENTS with no fixed abode.
29 Temporary place of residence when usually resident elsewhere (includes hotel, residential
educational establishment)
30 Repatriation from high security psychiatric accommodation in an NHS Hospital Provider
(NHS Provider)
37 Court
38 Penal establishment or police station
48 High Security Psychiatric Hospital, Scotland
49 NHS other hospital provider - high security psychiatric accommodation
50 NHS other hospital provider - medium secure unit
51 NHS other hospital provider - ward for general PATIENTS or the younger physically
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National | National code definition
code
52 NHS other hospital provider - ward for maternity PATIENTS or neonates
53 NHS other hospital provider - ward for PATIENTS who are mentally ill or have learning
54 NHS run Care Home
65 Local Authority residential accommodation i.e. where care is provided
66 Local Authority foster care
79 Not applicable - PATIENT died or still birth
84 Non-NHS run hospital - medium secure unit
85 Non-NHS (other than Local Authority) run Care Home
87 Non-NHS run hospital
88 Non-NHS (other than Local Authority) run Hospice
Default Codes
98 Not applicable - hospital provider spell not finished at episode end (i.e. not discharged, or
current episode unfinished)
99 Not known
Note:

e this data item has moved - previously in ‘CORE - Surgery And Other
Procedures’

CORE - Treatment — Surgery

This section is a child of ‘CORE — Treatment and has changed to carry only the surgery
details. This is a change in v9 from -Surgery and Other Procedures-.

It is possible that some legacy data may not have all the required mandatory fields for v9.
The recommendation is for Trusts to update their data to meet the new requirements and
improve/enrich their data submissions, or not upload the legacy data items in the new
record (if that data is not available).
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May be up to one occurrence per CORE - Treatment (0..1)

Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR0O710 Procedure Date an10 ccyy- M
mm-dd
CR8500 Surgical Admission Type an1 R
Start of Repeating Item - Consultant Code (Surgeon)
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR8510 Professional Registration Issuer Code - Consultant an? M
(Surgeon)
CR8520 Professional Registration Entry Identifier - Consultant min an1 M
(Surgeon) max an32
End of Repeating ltem - Consultant Code (Surgeon)
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR0O720 Primary Procedure (OPCS) an4 R
CR3040 Primary Procedure (SNOMED CT) min n6 R
max n18
Start of repeating item - Procedure (OPCS)
Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR0O730 Procedure (OPCS) and R*
End of repeating item - Procedure (OPCS)
Start of repeating item - Procedure (SNOMED CT)
Data item Schema
No. Data Iltem Name Format specification
(M/R/O/X)
CR3050 Procedure (SNOMED CT) min n6 R*
max n18

End of repeating item - Procedure (SNOMED CT)
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Data item Schema
No. Data Item Name Format specification
(M/R/O/X)
CR6480 Unplanned Return to Theatre Indicator an1 R
CR6010 Asa Score an1 R
CR6310 Surgical Access Type an1 R
Note:

e the data item ‘Consultant Code (Surgeon)’ has been retired from v9.0

Procedure Date:
This is now a mandatory data item for v9 and records the date the surgical procedure was

carried out.

Surgical Admission Type:
This is a new data item for v9.0 and records the type of surgical admission.

National National code definition
code

1 Elective

2 Emergency

9 Not Known

Important notes:
e the next 2 data items are now a multiple selection group and are
mandatory within the group
e there may be one occurrence per ‘CORE — Surgery’ section

Professional Registration Issuer Code — Consultant (Surgeon):

This is a new data item in v9 replacing the ‘Consultant Code (Surgeon)’ and is a code
which identifies the professional registration body for the consultant or health care
professional who is responsible for the treatment of the patient. If he/she is part of a
surgical team, add all consultant surgeons responsible for the procedure.

National National code definition
code

02 General Dental Council

03 General Medical Council
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National | National code definition

code
04 General Optical Council
08 Health and Care Professions Council
09 Nursing and Midwifery Council

Professional Registration Entry Identifier - Consultant (Surgeon):

This is a new data item in v9 replacing the ‘Consultant Code (Surgeon)’ and is the
registration identifier allocated by an organisation for the consultant or health care
professional who is responsible for the treatment of the patient. If he/she is part of a
surgical team, add all consultant surgeons responsible for the procedure.

Primary Procedure (OPCS):
The primary procedure is the main procedure carried out.

Primary Procedure (SNOMED CT):
The primary procedure is the main procedure carried out using SNOMED CT. This may
be recorded in addition to ‘Primary Procedure (OPCS)’.

Notes:
e this data item is now a required data item in COSD v9
e any Trust who can submit data in SNOMED CT, must now do so

Procedure (OPCS):

This is a procedure(s) other than the ‘Primary Procedure (OPCS)’, carried out and
recorded for CDS or Hospital Episode Statistics purposes (more than one code can be
recorded).

Procedure (SNOMED CT):

This is a procedure(s) other than the ‘Primary Procedure’, carried out and recorded for
CDS or Hospital Episode Statistics purposes (more than one code can be recorded). This
may be recorded in addition to ‘Procedure (OPCS)’.

Notes:
e this data item is now a required data item in COSD v9
e any Trust who can submit data in SNOMED CT, must now do so

Unplanned Return To Theatre Indicator:

Whether or not the patient required a second (unplanned) operation during the same
admission as the primary procedure.
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National National code definition
code

Y Yes

N No

9 Not known

The proposed collection of this data item is:

e ifitis a planned primary procedure, select N (as this is not an unplanned
return to theatre)

e if this is an unplanned return to theatre (within the same
admission/discharge period), create a completely new surgery treatment
record for this and then select Y

e the admission and discharge dates for both however would be the same

e the procedure date, OPCS procedures and possibly surgeon(s) may be
different

ASA Score:

The ASA physical status classification system is a system for assessing the fitness of
patients before surgery. You would expect to find this information in the pre-operative
notes or the Anaesthetist review section.

National | National code definition
code
1 A normal healthy patient.
2 A patient with mild systemic disease
3 A patient with severe systemic disease that limits function, but is not incapacitating
4 A patient with severe systemic disease that is a constant threat to life
5 A moribund patient who is not expected to survive without the operation
6 A declared brain-dead patient whose organs are being removed for donor purposes

Surgical Access Type:
Approach to surgery (laparoscopic, thoracoscopic, open, robotic or converted). Record
the access used to perform the operation. Recording the surgical access is standard
clinical practice and should be obtained from the operational notes.

National | National code definition
code
1 Open Surgery
2 Laparoscopic/Thoracoscopic with planned conversion to open surgery
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3 Laparoscopic/Thoracoscopic with unplanned conversion to open surgery
4 Laparoscopic/Thoracoscopic completed
5 Robotic Surgery
Z Not applicable
Note:

e ‘1"and ‘5’ are new attributes in COSD v9.0

Additional notes:
e this field has been created so that it can be used for any tumour site to
record the surgical access type used by the surgeon
o for Head and Neck, an additional field is available which is specific to only
this type of surgery

CORE - Treatment — Stem Cell Transplantation

This section is a child of ‘CORE - Treatment and is to carry Stem Cell Transplantation
details. Although the data items within this group are required for CTYA cases, it was felt
that they would also be valid for some adult cases (where applicable), and hopefully
improve ascertainment.

May be up to one occurrence per CORE - Treatment (0..1)

. Schema
Data item ) :
NoO Data Item Name Format | specification
: (M/R/O/X)
CR8600 Stem Cell Infusion Source an1 R
CR8610 Stem Cell Infusion Donor an1 R
CR8620 Conditioning Regimen an R
Note:

e ‘Stem Cell Infusion Date’: is recorded as a surgical procedure in ‘CORE -
Treatment Modality’ (CR2040) and attribute [01 — Surgery]

e the date would be provided from the ‘CORE - Treatment’ section too
using ‘Procedure Date’ (CR0710)

e this reduces duplication and improves the quality of the data submitted

Stem Cell Infusion Source:
Record the source of stem cells for infusion.
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National | \itional code definition
code
B Bone Marrow
P Peripheral Blood
C Cord
9 Not known
Note:

e this has a new data item number — previously ‘CT6130’

Stem Cell Infusion Donor:
Record the donor for stem cell infusion.

S:;Enal National code definition
1 Autologous
2 Allogeneic - Sibling
3 Allogeneic - Haplo
4 Allogeneic - Unrelated
9 Not Known
Note:

e this has a new data item number — previously ‘CT6140’

Conditioning Regimen:
Record the MDS Stem Cell Transplant Conditioning Regimen.

S:;Snal National code definition
1 Myeloablative
2 Reduced Intensity
3 Minimal Intensity

Note:

e this has a new data item number — previously ‘CT7370’
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CORE - Acute Oncology

This is a new section for COSD v9 and is designed to capture Acute Oncology (AO)
episodes within a Trust.

The purpose of these items is to capture the unplanned care cancer patients receive in
an Acute care environment. These data are only for collection by those Hospitals with an
Acute Oncology Service (AOS) in place.

The data in the following AO section will be focussed on Patients with an emergency
attendance or admitted patients (where the patient was in a bed for one or more nights).

Patients to include are those who were:
e assessed and then admitted
e assessed and sent to their usual place of residence
e assessed as an Admitted Patient after an emergency attendance and
kept in
e assessed as an Admitted Patient after an emergency attendance and
discharged to their usual place of residence

The assessment will have been ‘face to face’ with the patient (rather than by phone) and
carried out by Nursing or Medical staff who are contracted members of the local AOS or
trained by the AOS to provide appropriate levels of care and decision making on behalf of
the AOS.

If more than one assessment takes place during a patient’s AO episode, each assessment
should be reported as an individual record, even if the assessments share the same date;
it is important all data is completed for each assessment to provide the complete picture
for each patient.

These data are generally collected by the AOS as part of their day to day activity and are
used in the compilation of their Quality Surveillance (peer review) returns for Acute
Oncology, Neutropenic Sepsis, CUP and MSCC activity and targets. If not all items are
directly collected by your AOS, they can be derived using existing data collected for
COSD, HES and by your Emergency Department.

For AO care provided by Nursing or Medical staff trained by the AOS but not actually
contracted to the AOS, their activity should also be included in the COSD Acute Oncology
submission to ensure all AO type activity is accounted for.

These data have been chosen for collection within COSD, rather than the Systemic Anti-

Cancer Therapy (SACT) dataset, due to the points in the pathway not always being
directly linked to a systemic anti-therapy treatment.
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May be multiple occurrences per record (0..)

Data item SIE e
No Data Item Name Format | specification
' (M/R/O/X)
CR8700 Acute Oncology Assessment Date an10 ccyy- R
mm-dd
CR8710 Organisation Site Identifier (Acute Oncology) an5 R
CR8720 Assessment Location an2 R
Start of Repeating Item - Patient Type
Data item SE e
No Data Item Name Format | specification
: (M/R/O/X)
CR8730 Patient Type an2 R
End of Repeating ltem - Patient Type
Data item SE e
No Data Item Name Format | specification
' (M/R/O/X)
CR8740 Outcome an R

AOS Patient and Data Flow

The following flow chart helps identify whether your Trust will be responsible for submitting
these data items as part of their COSD submission. The flow assumes your Trust will
provide the patient’s cancer care - if the patient is referred to another Provider for
management, that Trust will be responsible for creating records and a COSD submission.

The final 2 steps in flow chart below help you understand if a patient should be on a non-

primary patient pathway (at your Trust) or if the data should be sent to another provider,
as the patients cancer care is currently managed by that Trust.
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Below is guidance on how to interpret the AO Data ltems.

Patient seen by A0S

Yes

Is this a new
cancer diagnosis?

Iz the patient on a
on-primary pathway?

Yes

l ‘r'tlzs
¥ ¥

Send AQ encounter
Update patient Create a new Create a mew non- details to Provider
cancer record cancer referral primary cancer referral overseeing the
cancer care

Acute Oncology Assessment Date:
This is a new data item for v9. This is the date the oncology assessment was carried out.

Additional supporting information includes:

« if more than one assessment has taken place during the AO episode,
supply the date of each assessment, along with all the ad