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➢ LWBC / Personalised Care  - a Long Term Plan priority

➢ LWBC data items in COSD v9 from April 2020

1. Physical Activity Status

2. Personalised Care and Support Plans and Holistic 

Needs Assessments

3. End of Treatment Summaries

➢ What else is happening around LWBC data

What this talk will cover
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Long Term Plan priorities

Deliver most comprehensive screening 
programme in the world

Ensure equitable and fast access to diagnostic 
tests and results 

Provide faster, safer and more precise 
treatments

Offer personalised care for all patients and 
transform follow-up care

Harness the collaboration of academia, the NHS 
and industry



Prevalence of people living with 
and beyond cancer in England

Total prevalence in England is expected to rise from about 2.3 million in 2018 

to 2.8 million in 2023, representing an 18% increase.

By 2028, this will have risen to 3.3 million, representing a 40% increase 

compared to 2018.
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Needs of people LWBC

• Physical

• Practical 

• Emotional

• Family/relationships

• Spiritual

• Information and support

A Holistic Needs Assessment will cover concerns about 

these, and opens a conversation on further issues such 

as coping mechanisms
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Prevalence of needs

An estimated 25% of people have long-term poor 

health or disability after treatment for cancer

For example

350,000 people experiencing chronic fatigue

350,000 Sexual difficulties

240,000 Mental health problems

200,000 Moderate to severe pain after curative treatment

150,000 Urinary problems

90,000 Gastrointestinal problems

63,000 Lymphoedema

Source: Macmillan Cancer Support 2013
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Policy Background

• National Cancer Survivorship Initiative 2013

• Stratified Follow Up ‘How To’ Guide 2013

• National Cancer Strategy 2015 - People 

require holistic support from diagnosis 

onwards, encompassing their physical, 

financial, psychosocial, and information and 

support needs, throughout their entire 

cancer journey.

• Long Term Plan 2019

https://www.gov.uk/government/publications/living-with-and-beyond-cancer-taking-action-to-improve-outcomes
https://www.england.nhs.uk/wp-content/uploads/2016/04/stratified-pathways-update.pdf
https://www.cancerresearchuk.org/sites/default/files/achieving_world-class_cancer_outcomes_-_a_strategy_for_england_2015-2020.pdf
https://www.longtermplan.nhs.uk/
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Long Term Plan ambitions

• Personalised care interventions – for everyone by 

March 2021

• Personalised stratified follow up

− Breast by March 2020

− Prostate and Colorectal by March 2021

− Other cancers TBC by March 2024

• Quality of Life Metric  Improved 

Outcomes

Quality of Life, Patient 

Experience, Mortality 

and Morbidity
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Where LWBC fits in cancer 
data collection

Stage at 

diagnosis

Diagnosis 

communicated 

to patient

Treatment 

started

Quality of life 

One-year 

survival

1 year

28 days

62 days

Patient experience

Five-year 

survival

Personalised Care, Personalised Stratified Follow up



10 |10 |

Personalised Care Interventions

Ensures people’s physical, practical, emotional, social needs are 
met and that resources are targeted to those who need them 
most.

Personalised Care and 
Support Plan (PCSP) 

based on Holistic Needs 
Assessment (HNA)

Completed by secondary care and given to the patient & GP. 
Provides detailed summary of treatment, potential side effects, 
signs and symptoms of recurrence and contact details to address 
any concerns.

End of Treatment 
Summary (EOTS)

Provides information and support to patients / their family before, 
during and after cancer treatment. This may include: how to 
support management of side effects, community support groups, 
financial support, how to get back to work, diet and lifestyle.

Health & Wellbeing 
Information & Support

Discussion between patient & GP / Nurse about their 

cancer journey. Helps patient understand what 

information and support is available.

Cancer Care Review
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Personalised Care and follow-up
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Support from Cancer Programme 
and Cancer Alliances

National Cancer Programme offer:

• LWBC webinars and events

• Cancer Alliances Workspace (sharing good practice 

etc)  on future.nhs.uk

• Guidance documents

Email england.cancerpolicy@nhs.net

Cancer Alliances

• https://www.england.nhs.uk/cancer/cancer-alliances-

improving-care-locally/cancer-alliance-contacts/

• Alliance websites re LWBC / Personalised Care 

implementation

mailto:england.cancerpolicy@nhs.net
https://www.england.nhs.uk/cancer/cancer-alliances-improving-care-locally/cancer-alliance-contacts/


13 |13 |

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 in relation to survival
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What data exists already?
• Holistic Needs Assessment date and pathway timepoint 

are already in COSD v8 (required from April 2018)

• National Cancer Patient Experience Survey

• National quarterly monitoring of Cancer Alliances’ 

achievement against LWBC targets

• Local LWBC data collection e.g. London Cancer Alliances 

No national data collection currently on:

• Personalised Care and Support Plans

• End of Treatment Summary

• Health and Wellbeing Information and Support

• Personalised Stratified follow up

• Physical activity status
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COSD v9 LWBC data items

CR7840 Risk Factor Assessment
Physical Activity 

(Current)
New Required

CR7900

Holistic Needs 

Assessment

Assessment Offered New Required

CR3140
Assessment Completed 

Date
Existing Required

CR3150 Assessment Point Existing Required

CR7910
Staff Role Carrying Out 

The Assessment
New Required

CR8000

Personalised Care and 

Support Planning

Care Planning Offered New Required

CR8010
Care Planning 

Completed Date
New Required

CR8020 Point Of Pathway New Required

CR8030
Staff Role Carrying Out 

The Planning
New Required

CR8420 Treatment
End Of Treatment 

Summary Date
New Optional 

1

2

3
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Physical Activity status

CR7840 Risk Factor Assessment
Physical Activity 

(Current)
New Required
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Physical Activity status

CR7840 Risk Factor Assessment
Physical Activity 

(Current)
New Required

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 

response)

9 Not Known (not recorded)

*The ‘guidance level’ of physical activity is 

150 mins moderate intensity physical activity per week 

or 

75 mins of vigorous intensity physical activity per week



Physical Activity & Cancer

Healthcare Professionals Resources

December  2019



Health benefits of physical activity

UK CMOs (2019) UK Chief Medical Officers Physical Activity Guidelines 2019.

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/832868/uk-chief-

medical-officers-physical-activity-guidelines.pdf

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/832868/uk-chief-medical-officers-physical-activity-guidelines.pdf


e-Learning for Health –

Physical Activity & Cancer

Free short module available on Health Education England e-learning portal Learning 

for Health. 

• 5 minute quick look or 20 minute full module discusses the positive impact of 

physical activity on people living with cancer.

20

Physical Activity & Cancer e-learning

https://portal.e-lfh.org.uk/Component/Details/592074


Macmillan Move More resources

A range of free tools and digital online 

support to help patients start and keep 

active throughout their cancer journey. 

Tools include:

Move more guide provides information 

on physical activity & cancer  and a 

range of ways to be activity, includes an 

activity chart to see achievements and a 

DVD of activities to do at home.

21

Move More resources

https://www.macmillan.org.uk/information-and-support/coping/maintaining-a-healthy-lifestyle/keeping-active/tools-help-move-more.html


Moving Medicine

Moving Medicine is an free online resource for healthcare professionals on the 

evidence across many common diseases including cancer. It gives practical 

advice on having brief discussions with patients about physical activity in 1 

minute, 5 minute and more minute conversations. 

22

Moving Medicine

https://movingmedicine.ac.uk/disease/cancer/#start
https://movingmedicine.ac.uk/


Clinical Champions- free group training 

Free peer to peer training for healthcare 

professions from Physical Activity Clinical 

Champion. The sessions are tailored to be 

delivered within 1-3 hours at your setting.

• Supports healthcare professionals improve 

knowledge and confidence discussing physical 

activity with patients

To access the training, 

email physicalactivity@phe.gov.uk to be 

put in touch with your local champion 

23

mailto:physicalactivity@phe.gov.uk


Free resources for HCPs
Peer-to-peer group training

PHE Physical Activity Clinical Champions

Guidance

UK CMOs guidelines and infographics

NICE guidance

National public campaigns

We are UndefeatABLE 15 UK Health Charities

One You / Change4Life Public Health England

Evidence-based resources

HEE E-learning for Health*

Moving Medicine*

All Our Health

Macmillan Cancer Support resources

Move More resources*        

24

* Cancer specific

https://www.gov.uk/government/publications/start-active-stay-active-infographics-on-physical-activity
https://www.gov.uk/government/publications/start-active-stay-active-infographics-on-physical-activity
https://www.nice.org.uk/guidance/lifestyle-and-wellbeing/physical-activity
https://weareundefeatable.co.uk/
https://www.nhs.uk/oneyou/for-your-body/move-more/
https://www.nhs.uk/change4life/about-change4life
https://www.e-lfh.org.uk/programmes/physical-activity-and-health/
http://movingmedicine.ac.uk/
https://www.gov.uk/government/publications/physical-activity-applying-all-our-health
https://www.macmillan.org.uk/about-us/health-professionals/programmes-and-services/physical-activity/resources.html#341307
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COSD v9 LWBC data items

CR7840 Risk Factor Assessment
Physical Activity 

(Current)
New Required

CR7900

Holistic Needs 

Assessment

Assessment Offered New Required

CR3140
Assessment Completed 

Date
Existing Required

CR3150 Assessment Point Existing Required

CR7910
Staff Role Carrying Out 

The Assessment
New Required

CR8000

Personalised Care and 

Support Planning

Care Planning Offered New Required

CR8010
Care Planning 

Completed Date
New Required

CR8020 Point Of Pathway New Required

CR8030
Staff Role Carrying Out 

The Planning
New Required

CR8420 Treatment
End Of Treatment 

Summary Date
New Optional 

2
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Personalised Care and Support 
Planning (PCSP)

based on 

Holistic Needs Assessment (HNA)
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From… To… Reason for change of language

Recovery 

Package 

interventions 

Personalised 

Care 

interventions

▪ ‘Recovery’ implies person has completed 

treatment, whereas the interventions 

should be from diagnosis, regardless of 

prognosis.

▪ ‘Package’ implies a one-off delivery, 

whereas the interventions should be at 

several time points and on request.

▪ ‘Personalised Care’ is a key objective of 

the LTP.

Holistic Needs 

Assessment 

(HNA)

Care and 

Support Plan

Personalised

Care and Support 

Plan based on 

Holistic Needs 

Assessment

▪ HNA is not a separate activity, it is part of 

care planning. 

▪ Personalised Care and Support Planning 

is an essential component of the NHS 

England Comprehensive Model of 

Personalised Care. 

Recovery Package is now  
‘Personalised Care interventions’

https://www.england.nhs.uk/personalisedcare/comprehensive-model-of-personalised-care/
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What is a Personalised Care and 
Support Plan (PCSP)? (1)

1. People are central in developing and agreeing their PCSP including 

deciding who is involved in the process.

2. People have proactive, personalised conversations which focus on what 

matters to them, paying attention to their needs and wider health and 

wellbeing.

3. People agree the health and wellbeing outcomes they want to achieve, in 

partnership with the relevant professionals.

4. Each person has a sharable PCSP which records what matters to them, their 

outcomes and how they will be achieved.

5. People are able to formally and informally review their PCSP.

https://www.england.nhs.uk/ourwork/patient-participation/patient-centred/planning/

https://www.england.nhs.uk/ourwork/patient-participation/patient-centred/planning/


29 |29 |

What is a Personalised Care and 
Support Plan (PCSP)?  (2)

1. PCSPs are for all conditions – not just for cancer

2. Based on Holistic Needs Assessment and the ‘What Matters To You’ ethos

3. No template and no mandatory questions

4. A gradual process to improve care planning, e.g.

• Macmillan eHNA tool is being adapted to support PCSP

• Training roll out during 2020  (tbc)

https://www.england.nhs.uk/ourwork/patient-participation/patient-centred/planning/

➢ PCSPs are a Long Term Plan headline indicator

➢ New SNOMED codes for PCSP from April 2020

https://www.england.nhs.uk/ourwork/patient-participation/patient-centred/planning/
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PCSP and HNA in COSD v9

CR7900

Holistic Needs 

Assessment

Assessment Offered New Required

CR3140 Assessment Completed Date Existing Required

CR3150 Assessment Point Existing Required

CR7910
Staff Role Carrying Out The 

Assessment New Required

CR8000

Personalised Care and 

Support Planning

Care Planning Offered New Required

CR8010 Care Planning Completed Date New Required

CR8020 Point Of Pathway New Required

CR8030 Staff Role Carrying Out The Planning New Required

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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COSD v9 LWBC data items

CR7840 Risk Factor Assessment
Physical Activity 

(Current)
New Required

CR7900

Holistic Needs 

Assessment

Assessment Offered New Required

CR3140
Assessment Completed 

Date
Existing Required

CR3150 Assessment Point Existing Required

CR7910
Staff Role Carrying Out 

The Assessment
New Required

CR8000

Personalised Care and 

Support Planning

Care Planning Offered New Required

CR8010
Care Planning 

Completed Date
New Required

CR8020 Point Of Pathway New Required

CR8030
Staff Role Carrying Out 

The Planning
New Required

CR8420 Treatment
End Of Treatment 

Summary Date
New Optional 

3
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End of Treatment Summary

CR8420 Treatment
End Of Treatment 

Summary Date
New Optional 

• An End of Treatment Summary  (EOTS) is recommended but not 

required at the end of every acute phase of treatment 

• There should be at least one EOTS relating to primary treatment 

• The EOTS is ‘complete’ when it has been shared with the person 

and/or their GP 

• The EOTS is different from a discharge summary letter due to the 

incorporation of specific information and advice for the patient 

and GP  - often a template is used and standard information is 

provided, such as on signs and symptoms of recurrence, who to 

contact, and how to manage treatment side effects
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How the main systems will 
support data capture

“CIMS will have incorporated the fields for 

data capture and submission into the core 

InfoFlex Cancer system and produced 

associated documentation by the end of 

December 2019. These changes and the 

documentation will then be available for our 

customers to be implemented in their local 

systems from the beginning of January 2020”  

“The planned changes fit into our CNS 

screens on the Contact Tab and are all in 

one place for the CNS’s to access. These 

changes will be available within our spring 

release of 2020”
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How the data can be used 
(examples)

• Physical Activity

o Relationship to cancer survival

• PCSP, HNA, EOTS roll out

o Measuring local and national roll out

o PCSP is headline LTP indicator

• Insights into people & processes around 

LWBC

− Take-up of offer of PCSP/HNA

− Link to outcomes

− What staff are involved? 

− Cancer type differences?
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Where will data be reported?

• CancerStats2

• HNA from COSD v8 is already there

• Local LWBC reporting e.g. trusts, STPs, Cancer 

Alliances

• National Cancer Programme reports
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Not in COSD v9

• Health and Wellbeing Information and Support

o Patients can choose where/when/how they access HWBIS 

o Impossible to define and capture for COSD purposes

o Measure at health system level?

• Personalised Stratified follow up

o % of people on supported self managed follow up

o Difficult to define and capture for COSD purposes

o Does not fit with remit of COSD

• Cancer Care Review 

o Currently captured within QoF

• QoL metric

o But will be linkable to COSD data items
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What else is happening in LWBC

➢ LWBC Outcomes Framework

➢ Quality of Life Metric
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What else is happening in LWBC

LWBC Outcomes Framework to be developed 

• Cancer Alliance Quarterly Assurance reporting (mostly trust-level data)

• LWBC metrics (to be confirmed) – using COSD data

• QoF data – Cancer Care Review 

• Measure(s) of Health and Wellbeing Information and Support

• QoL Metric 

• Other data sources

o CPES

o eHNA

o Local data – audits, surveys, evaluations etc
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QoL Metric

• NHS England is leading the way in cancer care by 

recognising that QoL outcomes are as important to 

patients as survival. 

• Monitoring QoL outcomes will help us understand the 

impact of cancer and its treatment.

• NHS England is working in joint partnership with 

Public Health England to produce the new metric. 

This aims to measure quality of life after a diagnosis 

of cancer at a scale and depth that is not being 

matched anywhere else in the world.
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QoL Metric

Importance of quality of life 
outcomes

Guide the national cancer 
programme – priority 
setting, managing the 

impact of cancer

Empower patients

Prompt improvement 
discussions at a Cancer 

Alliance, commissioner and 
provider level
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QoL Metric Questionnaires

EQ-5D 5L (QoL measures)

Summary scores include 
Utility/Profile, QALY, 1-100 
VAS

EORTC QLQ-C30 (30 items)

Summary scores include 
summary domains and the 
overall score

Both electronic and paper questionnaires 

are in use
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QoL Metric – patient summary
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QoL Metric Progress 

Defined criteria for a nationwide data collection (eligibility, tools, time 
point)

Information governance and data sharing systems have been 
established

A 50% response is achievable

People find the survey easy to complete and acceptable

Questionnaire responses have been linked with data held about people 
in the cancer registry
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QoL Metric opportunities and 
challenges  

Opportunities

Challenges

• Patient and clinical 
teams feedback

• QoL metric for all 
cancers

• Different to but 
complements HNA

• Informs and 
influences clinical 
care and outcomes 

• Opportunity to 
share best practice

• Asking patients to do 
to much

• Existing tools may 
not capture all of 
patient concerns 

• Administrative issues 

• Exact use of data and 
who would have 
responsibility to 
address poor scores 



45 |45 |

QoL Metric project update  

Phase three: 
Pilot data 
collection

April 2017 – June 2019

• 7 Trusts in 5 Cancer 

Alliances collect data

• EQ-5D and EORTC

• Over 1000 breast, 

prostate and colorectal 

cancer patients

• Outline options for 

further phase four

• Consult on 

implementation plan.

Phase four: 
Test new 
criteria

April 2019 – March 2020

• Establish method for 

‘scale up’ 

• Test additional tumour 

types

• Determine central vs 

local systems

• Improve automation

• Feedback outcomes to 

pilot sites; review 

service improvement 

options

Phase five:
Launch QoL metric

April 2020 – March 2021

• Launch June 2020

• Breast, prostate, colorectal initially

• Metric report March 2021

• Promote equality of access

• Test in ‘rarer’ cancers 

• Translate all materials

• Test patient-level feedback.
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QoL Metric  - Next steps

Complete Phase 4 and start Phase 5 

Share updates and results with our key stakeholders and 
partners

Set processes in place to deliver national roll-out in breast, 
colorectal, prostate in 2020

Seek further input from other cancer groups to allow rapid 
inclusion of these following initial rollout

Inclusion of all cancers in the QoL metric by 2022
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Summary

1. LWBC / Personalised Care is a Long Term Plan priority

2. LWBC in COSD v9 – data collection from April 2020

• Physical Activity Status

• Personalised Care and Support Plans

• Holistic Needs Assessments

• End of Treatment Summaries

3. LWBC Outcomes Framework including QoL Metric

Key take-home messages:

➢ Ensure systems are in place to capture new items

➢ Maximise data quality

➢ Get ready to use data

➢ Use resources & support (e.g. training, webinars etc)
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Thank You!

Questions?

lesley.smith45@nhs.net

Twitter @lesleylesleys

mailto:lesley.smith45@nhs.net

