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Welcome to this NDRS training module on COSD for Clinical Nurse Specialist teams.
This module can be paused at any time.



» The National Disease Registration Service
« COSD data collection for CNS Teams

+ Data Quality & Insights Hub

* Summary
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In this module we’re going to look at what data we need from Clinical Nurse
Specialists and their team members, why we need it, specific elements of the COSD
dataset that we ask you to enter and the feedback available to you.



The National Disease
Registration Service

In this section we will cover:
The National Disease Registration Service
Data feeds
What the data is used for

Why measure personalised care activity in cancer?
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We’re going to start off with a brief run through of what NDRS is and why we need
the data



The National Disease Registration Service (NDRS)

The National Disease Registration Service is part NHS England. Our purpose is to collect and quality-
assure high-quality, timely data on a wide range of diseases and provide robust surveillance to
monitor and detect changes in health and disease in the population.

The service includes:

The National Cancer Registration & Analysis Service (NCRAS)

The National Congenital Anomaly & Rare Disease Registration Service (NCARDRS)
The Retinoblastoma Register

Supporting Genetic Requests
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The National Disease Registration Service collects and collates data on a number of
diseases which allows for monitoring and detection of changes to the health of the
population



Data Feeds
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We collect data from all NHS hospitals in England and from other organisations such
as the Office for National Statistics, which allows us to make around half a million
registrations every year.



What the data is used for

» Cancerdata

* National Audits via NATCAN * www.cancerdata.nhs.uk
* Research & Campaigns — Be Clearon | Fingertips
Cancer .

https:/fingertips.phe.org.uk

+ Data Quality & Insights Hub — HSCN only
* https://digital.nhs.uk/ndrs/data/data-

« Strategic Review outputs/data-quality-and-insights-hub

* NDRS website

* https://digital.nhs.uk/ndrs

e Charities

* International Comparison

« Clinical Services Quality Measures
* Predict tools
 https://breast.predict.nhs.uk/
 https://prostate.predict.nhs.uk/
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What do we use it for? Actually, quite a lot... and this list is not exhaustive. Please be
assured: the data you collect is important and is used...
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... in many cases by our partner organisations.



Why measure Personalised Care activity in cancer?

* Personalised Care and Support Plans / Holistic Needs Assessments and End of Treatment
Summaries must be offered to everyone by 2021 — need to measure if this is on track or not

» Personalised Care and Support Plans (PCSP) are a headline Long Term Plan indicator

« Gain greater insight, for example:

- What proportion of people take up offer of PCSP/HNA?
- Do PCSP/HNA/EOTS improve outcomes?

- What staff are involved?

- Are there cancer type differences?

- Physical activity status
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But why do we specifically measure personalised care activity for cancer patents? In
part, because PCSPs are one of the Long Term Plan indicators and of course it leads to
greater understanding of the patient’s pathway.



COSD data collection for
Clinical Nurse Specialist
Teams

In this section we will cover:

« Whatis COSD » Patient Presentation
Core Personalised Interventions * HNA/PCSP

«  Finding the Guidance + EQOTS
CNS referral
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The specific data we ask Clinical Nurse Specialist teams to collect is part of the COSD
dataset...



What is COSD? - Cancer Outcomes and Services Dataset

« CWT is mainly about timeliness of service delivery

» COSD is all about the broader picture. It's about the patient and their cancer:
* |s this a primary cancer, a recurrence or a progression?

« Ifit's a primary cancer, how far has the cancer progressed at the point of diagnosis (what
is the stage of the cancer)?

» How well is the patient at the point of diagnosis (what is the performance status of the
patient)?

» What investigations were carried out?

* Has the patient seen a Clinical Nurse Specialist?

* Are there genetic elements to the cancer?

 Exactly what treatment was given?
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... and COSD has a broad remit, gathering data about the cancer, the patient and the
service they receive.

10



Core Personalised Care Interventions in COSD

Personalised Care and
Support Plan (PCSP) based on
Holistic Needs Assessment
(HNA)

End of Treatment Summary
(EOTS)

Physical Activity Assessment

23 National Disease Registration Service (NDRS). All Rights Reserved

For CNS teams, the key areas of focus in COSD are the HNA & Personalised Care and

4 )
Ensures people’s physical, practical, emotional,

social needs are met and that resources are targeted
to those who need them most

\. J

(Completed by secondary care and given to the A
patient & GP. Provides detailed summary of

treatment, potential side effects, signs and symptoms
of recurrence and contact details to address any
\.concerns Y,

4 )

An assessment of the physical activity level currently
being achieved by the individual.

Part of Health & Wellbeing Information and Support.

\_ J

Support Plan, the End of Treatment Summary and the Physical Activity Assessment
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Finding the Guidance

https://digital.nhs.uk/ndrs/data/data-sets/cosd#downloads
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Details on this key data for CNS’ can be found in the COSD User guide. We advise
always going to the website to open the latest published guide. It should be noted
that all data items referred to in this module relate to COSD v10.

12



CNS Team specific data items in COSD

CNS Indication Code
Patient Presentation

Holistic Needs Assessment

Personalised Care and Support Plan

End of Treatment Summaries
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We'll start with the CNS Indication Code...

13



CNS Referral section - CNS Indication Code

Clinical Nurse Spedialist Indication Code

Racordfand

A the paNEnt Saw 3N 3ppropnate site-specdic cinical nurse spacialist Flaase read 3l options to

select the most appropriate code.

Clinical Nurse Specialist Indication Code table

National Code

Y1

Y3

Y4

Y5

National code definition
Yes - Chnical Nurse Specialist present when patient given diagnosis

‘Yes - Clinical Nurse Specialist not present when patient given diagnos's but saw patent dur-

ing same Consultant Clinic Session

Yes - Clinical Nurse Specialist not present during Consultant Clinic Session when patient
given diagnosis but saw patient 3t cther time

Yes-
seen

ical Nurse Specialist not present when patient given diagnosis, but the patien
3 trained memoer of the Cinesl Nurse Speciaist team

No - patient not seen at all by Clinical Nurse Specialist but Clinical Nurse Speciaiist informed
of diagnosis

No - patient not seen at all by Clinical Nurse Specialist and Céinical Nurse Specialist not in-
formed of diagnasis

Not known (not recorded

Notes:

Y1 could be wihen either the patient was given the diagnosis of cancer by a consultant (with the Nurse Present) or
by the clinical nurse specialist themsalves (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
Y5 was requested by many clinical nurse specialist teams as their workioad is more diverse than originally
accounted for, which is required to meet the rising demand for their services to help you assign the comect code -
the following 3 expanded explanations have been provided
cancer care coordinators are band 2/4 staff who have been employed to work within cinical nurse specialist
teams to undertake a number of duties which do not need to be performed by a clinical

rse 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 appropnate communication skils
training and have developed specific competencies to ensure they have the skills and knowledge to undenake
this role which may include the suppon of patients at diagnosis

cancer care coordinators 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

... Where there are several options for a Yes answer, ranging from the CNS being
present when the patient is given their diagnosis... to the patient being seen by
another trained member of the CNS team. There are also two options for No
depending on whether or not the CNS is aware of the diagnosis. This would be
recorded as part of the CNS Initial Referral.
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Patient Presentation section - Tobacco Use

Tobacco Smoking Status Tobacco Smoking Cessation
This is specifically looking a1 tobacco smoking only. Spacify the current tobacco smoking status of the patient. This data This is speciically looking at tobacco smoking treatments. Specy the tobacco smoking cessation treatment status of
item could be coliected at presentation either in cutpatients o¢ on the ward. the patient. This data item could be collected 3t presentation either in outpatients o on the ward
Tobacco Smoking Status table Tobacco Smoking Cessation table
National Code National code definition National Code National code definition
Current smoiar 1 Patient treated
Ex-smoker 2 Patient not treated
4 Never smoked 3 Fatient offered treatment but declined
2 Uninown ] Not Applicatie (Not current tobacco user)

. . e Not Known (Not recorded,
Tobacco Smoking Cessation h

This is specifically looking at tobacco smoking treatments. Specy the tobacce smoking cessation treatment status of
the patient This data tem couid be eoliected 3t presentation sther in outpatients or on the ward
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As well as the CNS Indication code, other information is required if available (not
necessarily collected by the CNS Team as data within the Patient Presentation section
may be collected by any clinical team member). This includes smoking status and
smoking cessation. Please be aware that these data items apply only to Tobacco
smoking.



Patient Presentation section - Alcohol use

History of Alcohol (Current) History of Alcohol (Past)

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

History of Alcohol (Current) table History of Alcohol (Past) table

National Code National code definition National Code National code definition
1 Heavy (14 Units per week) 1 Heavy (>14 Units per week)
2 Light (=14 Units per week) 2 Light (=14 Unils per week)
3 Mone in this period 3 None ever
z Not Stated (patient asked but declined to provide a response) z Not Stated (patient asked but declined to provide a response)
9 Mot Known (Not recorded) 9 Not Known (Nol recorded)
Note:

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

Other pertinent information, also in the Patient Presentation section, includes
Alcohol consumption, both current and historic, ...



Patient Presentation section - Diabetes indicator

Diabetes Mellitus Type 1 and Type 2 Indicator

This is a new data item in v10, and these are risk factors for many cancers. Record if the patient has a diagnosis of
type 1 or type 2 diabetes mellitus? This information will normally be available in the patient record.

Diabetes Mellitus Type 1 and Type 2 Indicator table

National Code National code definition
1 Type 1 diabetes meliitus
2 Type 2 diabetes mellitus
3 Other diabetes meliitus not categorised as type 1 or type 2
4 No patient diagnosis of diabetes mellitus has been made
9 Not known
Notes:
s the presence of diabetes is an i risk factor of of HCC and many other cancers
+ inv10 (on the request of clinician’s) we have extended this to allow for the accurate recording of ‘Type 1' or Type 2'
diabetes

... information on the patient’s diabetic status, ...
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Patient Presentation section - Menopausal Status

Menopausal Status
This data item is a risk factor for many female cancers

Menopausal Status table

National Code National code definition
1 Premenopausal

2 Perimenopausal

3 Postmenopausal

9 Not Known

Numerous current freatment options are different according to the menopausal status of a patient (particularly those
presenting with breast cancer).

21 National D e Registration Service (NDRS). All Rights Re:

... menopausal status where applicable, ...

18



Patient Presentation section — Physical Activity (current)

Physical Activity (Current)
This is to specify the current physical activity level of the patient.

Physical Activity (Current) table

National Code National code definition

1 Achieves guidance leve! of physical activity

2 Does not achieve guidance level of physical activity

z Not Stated (PATIENT asked but declined to provide a response)
9 Not Known (Not recorded)

The activity assessment is based on the Physical Activity Vital Sign (PAVS) form, which has been recommended for its
utility in clinical practice compared to other measures such as Intemnational Physical Activity Questionnaires (IPAQ) and
the General Practice Physical Activity Questionnaire (GPPAQ).

An alternative is to use the online ‘quick activity calculator’ version, which is part of the ‘More Minute Conversation’
resource for health p on the Moving Medicine website. The following link will take you to the 'Explore
current activity' tab

... and the patient’s current level of physical activity.

19



Living With and Beyond Cancer - HNA

Assessment Offered
Record whether a PATIENT has been offered an Holistic Needs Assessment (HNA)

Assessment Offered table

National Code National code definition

01 Offered and undecided

02 Offered and deciined

03 Offered and accepted

04 Not ofiered

05 Offered but patient unable to complete
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I's important to capture the offer of personalised care, whether the HNA
occurs or not. Equally, it may be clinically appropriate not to offer an HNA.

20



Living With and Beyond Cancer - HNA/PCSP

Assessment/Care Plan Status

This is a new data item for v10. This data item provides an indication of whether a PATIENT has been offered a Holistic
Needs Assessment (HNA) and Jor Personalised Care and Support Plan (PCSP) and whether these have been
completed.

Assessment/Care Plan Status table

National Code National code definition

01 Assessment completed and care pian not offered

02 Assessment completed and care plan offered

03 Assessment completed and care plan completed

04 Assessment completed and care plan declined

05 Assessment completed and care plan unable to be completed

08 Assessment completed and care plan not required (no concerns from HNA)
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The Assessment/Care Plan Status captures what happens as part of the HNA
and PCSP process once the initial offer of the HNA has been made and the
HNA completed. If the offer of an HNA is declined or the assessment is not
completed, this data item will not apply.



Living With and Beyond Cancer — HNA / PCSP

Assessment/Care Plan Point of Pathway
This is a new data item for vi0. Record the point of the pathway where'

«  aHolistic Needs Assessment or Personalised Care and Support Planning is offered or
« atwhich the decision it taken 1o not offer these

This point of the pathway should to the CR7930 Plan Date.

Assessment/Care Plan Point of Pathway table

National Code National code definition

01 Initial cancer diagnosis

02 Start of treatment

03 During treatment

04 End of reatment

05 Diagnosis of recurrence

08 Transition to paliiative care
o7 Prehabilitation

08 In paliiative or end of life care
97 Other

1 National Di 0 NDRS). All Rig|

You’re asked to enter the point of pathway for the HNA/PCSP...
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Living With and Beyond Cancer — HNA / PCSP

Staff Role Offering the Assessment (Choice 1)

This is @ new data item for v10, and forms part of a choice. Record the role of the staff member offering the Holistic
Needs Assessment. The staff member offering the care planning is recorded in CR7960 ‘Staff Role Offering the
Planning’ as this may be a different person

Staff Role Offering the Planning (Choice 2)

This is a new data item for v10, and forms part of a choice. Record the role of the staff member offering the
Personalised Care and Support Planning after completion of the assessment.

National Code National code definition

01 Cancer Nurse Specialist

02 Other nurse

03 Allied Health Professional

04 Support worker/Care navigator (band 3 or 4)
05 Mental health care professional

06 C J Doctor
08 Other

09 Not known

21 National Di
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... as well as the staff role. HNA staff role and PCSP staff role are entered

separately.




Individual Treatments — End of Treatment Summary

* End of Treatment Summary
» Date completed

© 2021 National Disease Registration Service (NDRS). All Rights Reserved

You’re also asked to enter the End of Treatment Summary which applies
where a particular trust has had direct involvement in the patient’s treatment.
This data is entered on the individual treatments and the only data item
necessary for the COSD dataset is the date the EOTS is completed.

24



Data Quality & Insights Hub —
Feedback on submitted data

In this section we will cover:
» Living With and Beyond Cancer
* COSD - CNS Contacts
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You can get feedback on your data from the Data Quality & Insights Hub on our NDRS

website ...

25
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Living With and Beyond Cancer - Reports

Personalised Care Data dashboard
End of Treatment dashboard J
« Physical Activity assessment dashboard

LWBC submission monitoring
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... Where data dashboards are available for key areas under Living With and Beyond
Cancer ...

26



Living With and Beyond Cancer
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... you’ll find dashboards for Personalised Care data quality, End of Treatment,
Physical Activity Assessment and LWBC submission monitoring, all at Level 2 (raw
data, as submitted by the trusts). In here you can check your data, you can compare
your data with other trusts or you can compare data at the level of individual cancer

groups ...

27



Living With and Beyond Cancer — Personalised Care Data
dashboard
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The Personalised Care Data Quality dashboard is a tool for HNAs / PCSPs in a given
time period. These can be split by NHS region, cancer alliance or displayed for a

specific trust. Individual images or the numbers behind them can be downloaded by
clicking on the three dots on any graphic.
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Living With and Beyond Cancer — End of Treatment dashboard
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Shown here are the End of Treatment dates collected nationally and stacked by
cancer group. These can be split by cancer alliance or displayed for a specific trust.
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Living With and Beyond Cancer — Physical Activity Assessment
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The Physical Activity Assessment dashboard shows the reported activity levels for
patients...
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Living With and Beyond Cancer — Submission Monitoring

dashboard
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.. and on the Submission Monitoring dashboard you can monitor your trust’s
frequency of data submissions.
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COSD - CNS Contacts vs Total diagnoses

 https://digital.nhs.uk/ndrs/data/data-outputs/data-quality-and-insights-hub
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Data Quality and Insights Hub
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Another useful graphic can be found on the Diagnoses by Provider dashboard, located
in the COSD section of the Data Quality & Insights Hub ...

32



COSD - CNS Contacts vs Total Diagnose
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... as this shows actual CNS contacts against total diagnoses, split by cancer group.
You can select a specific Cancer Alliance (as shown) or you can specify an individual
trust.
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In summary...

34



Personalised Care and
Support Plan (PCSP) based on
Holistic Needs Assessment
(HNA)

Physical Activity Assessment

National Disease Registration Service (NDRS). All Rights Reserved

Summary

4 )
Ensures people’s physical, practical, emotional,

social needs are met and that resources are targeted
to those who need them most

. J

(Completed by secondary care and given to the A
patient & GP. Provides detailed summary of

treatment, potential side effects, signs and symptoms
of recurrence and contact details to address any
\.concerns Y,

4 )

An assessment of the physical activity level currently
being achieved by the individual.

Part of Health & Wellbeing Information and Support.

\_ J

The data that you and your team add to your cancer data management system
matters. National reporting looks at the holistic approach within the healthcare

system but if it’s not recorded and recorded somewhere where the data can be used,

it won’t be available for national reporting.
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Summary

* Your data is not collected in isolation
« Part of a much bigger data picture

« Data isn't useful unless it reflects what is happening in reality
» Enables review of the past
* Monitoring of the present
* Planning for the future

* You can access these dashboards
» https://digital.nhs.uk/ndrs/data/data-outputs/data-quality-and-insights-hub

» No account needed but users must be on a secure Health and Social Care
Network connection
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Having accurate data available allows for national assessment of past activity,
maintenance of current activity and planning for future activity. Feel free to go to our
Data Quality & Insights Hub ...

36



Summary
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... Where you can find a suite of reports, making it easy to see how complete your
data is.



Questions?

East Midlands: Simon Cairnes — simon.cairnes@nhs.net

Eastern: Marianne Mollett — marianne.mollett@nhs.net

London & South East: Katrina Sung — katrina.sung@nhs.net

London & South East: Karen Graham- karen.graham36@nhs.net

North West: Gemma Feeney — gemma.feeney@nhs.net

Northern & Yorkshire: Rachael Mann — rachaelmann@nhs.net

Oxford: Maddie Purvin — m.purvin@nhs.net

South West: James Withers — james.withers@nhs.net

West Midlands: Maddie Purvin — m.purvin@nhs.net
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If you have any questions on the information contained within this module or about
COSD in general, do please feel free to email your regional Data Liaison Manager
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