L WMACMILLAN Healthy London

Health Education England CANCER SUPPORT Partnership

Personalised Care Interventions
Module 1

Supported by and delivering for:

SUPPORTED BY

Public Health NHS COUNCILS ) MAYOR OF LONDON

England

London’s NHS organisations include all of London’s CCGs, NHS England and Health Education England



Introduction

Training content for managing cancer as a long term condition

Purpose Intended audience

The content within these slides can be used and * CCGclinical leads
adapted for local use in Protected Learning Time and Macmillan GPs
other training sessions on cancer as a long term
condition.

 Primary Care Nursing Forum leads

: . . . . _ « Training Hubs
This module is one of five — it can be used in isolation

or as part of a wider training package. The modules are:

Social prescribing teams

1. Personalised cancer care interventions

. : Acknowledgements
Holistic cancer care reviews

The content contained within this module was co-developed
Consequences of treatment with London clinicians from Transforming Cancer Services
Team (part of Healthy London Partnership), Macmillan
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4. Psychological support and rehabilitation Cancer Support, Trusts and Primary Care.
5

Social needs of people affected by cancer When using these slides locally, please ensure branding
includes Health Education England, Macmillan and Healthy
London Partnership. Thank you
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Aims and objectives

Aims

* Help improve understanding of the long term management of people affected by
cancer

Objectives

* Introduce the changing story of cancer

« Explain the NHS Comprehensive Model of Personalised Care
 Explain the personalised care interventions for cancer

 Explain stratified follow up pathways and give examples of some models in London for
breast, colorectal and prostate cancer pathways.

 Further information

» Highlight online educational tools and resources that can enhance patient
care
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Background

EH  MACMILLAN icaithy London

Health Education England CANCER SUPPORT Partnership

Transforming London’s health and care together
Produce by Stephen Scott 4



« 1in 2 people born after 1960 will get cancer in their lifetime (CRUK, 2015).

« In 2017, there were 231,000 people living with and beyond cancer in London (TCST/PHE, 2019).

« 53% cancer patients are living longer than 5 years and 44% more than 10 years (TCST/PHE, 2019) - improved
survival results in a greater demand for services.

« 70% of people affected by cancer have at least one other long term condition (Macmillan, 2015). Living with
another LTC reduces survival rates and adds complexity.

« 15 months after a cancer diagnosis (cancer treatment usually will be completed)), cancer patients are 60%
more likely to attend A&E, 97% more likely have an emergency admissions and have 50% more contact with
their GP (Nuffield Trust, 2014).

« The annual Cancer Patient Experience Survey shows that patients do not feel supported by primary care.
Furthermore patient experience is generally worse in more derived areas. In London, people from BME
groups report poorer experience than White groups (Macmillan, 2017).

* |In addition to subsequent cancers, people are also at significant risk of consequences of their treatment, for
example lymphoedema, heart disease, osteoporosis, depression, anxiety etc (Macmillan, 2013).
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https://www.cancerresearchuk.org/about-us/cancer-news/press-release/2015-02-04-1-in-2-people-in-the-uk-will-get-cancer
https://public.tableau.com/profile/transforming.cancer.services.for.london#!/vizhome/IndexofcancersurvivalforCCGsandSTPs2001-2016/Story1
https://public.tableau.com/profile/transforming.cancer.services.for.london#!/vizhome/IndexofcancersurvivalforCCGsandSTPs2001-2016/Story1
https://www.macmillan.org.uk/documents/press/cancerandotherlong-termconditions.pdf
https://www.nuffieldtrust.org.uk/research/use-of-health-and-social-care-by-people-with-cancer
https://www.macmillan.org.uk/_images/4057%20MAC%20Report%202017_tcm9-319858.pdf
https://www.macmillan.org.uk/documents/aboutus/research/researchandevaluationreports/throwinglightontheconsequencesofcanceranditstreatment.pdf

The changing story of cancer

1.2m

Living with
cancer

2.5m

5.3m

Living with cancer - .
Living with cancer

59% aged 65+
66% aged 65+

78% aged 65+

Average Survival Average Survival Average Survival Average Survival
1 year 2 year 10 year 10+ year

ﬁ
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Cancer is mostly about 2010 onwards

dying from cancer Cancer is increasingly
about living with cancer



Three cancer groups

Prostate - Stage 1-3
Cervix- Stage 1
Breast - Stage 1-3
Uterus - Stage 1
Testicular

Melanoma of skin
Kidney - Stage 1
Colorectal - Stage 1-2
Hodgkin lymphoma

Colorectal - Stage 3
Metastatic prostate
Cervix- Stage 2-4

Myeloma

Non-Hodgkin lymphoma
Uterus - Stage 2-4
Ovary

Bladder

Kidney - Stage 2-4
Metastatic breast

Stomach
Oesophagus
Metastatic colorectal
Brain

Mesothelioma

Lung

Liver

Pancreas

<
®

20% 40% 60% 80% 100%

Survival rate

5year survival: ] Higher confidence in data 1-year survival: [J] Higher confidence in data
Lower confidence in data Lower confidence in data

Group 1
Many live for more
than a decade

Group 2
Most similar to a
long-term condition

Group 3
Survival for the
majority is short term

McConnell, H. White, R. And Maher, J. Explaining the
different complexity, intensity and longevity of broad
clinical needs. 2015.



Half of people diagnosed with cancer

live for longer than 10 years

Total prevalence:
2.5 million in 2015

Total prevalence:
4 million by 2030

o . ° . . .
. . ° . . .
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. .
Diagnosis End of life care
& treatment (year 1 deaths)

Derived from Yip K, McConnell H, Alonzi R, Maher J; Using routinely collected data to stratify prostate cancer patients into phases of care in the UK: implications for
resource allocation and cancer survivorship Br J Cancer; 2015; 112: 1594-1602, doi:10.1038/bjc.2014.650 https://www.ncbi.nlm.nih.gov/pubmed/25791873 and
Maddams J, Utley M, Moller H. Projections of cancer prevalence in the United Kingdom, 2010-2040. Br J Cancer. 2012. 107: 1195-1202.


https://www.ncbi.nlm.nih.gov/pubmed/25791873

Living beyond cancer does not mean

living well

At least 1 in 4 of those living with cancer —
around 625,000 people in the UK — face poor
health or disability after treatment?!

Over 70% need emotional support? — research
shows that 2 in 5 people living with cancer are

affected by depression, and 1 in 10 experience
anxiety®

4 in 5 people living with cancer experience a
financial impact. The average is £570 a month.

IMacmillan Cancer Support. Throwing light on the consequences of cancer and its treatment. 2013 (1 in 4 people using estimated prevalence of 2.5 million)
2Macmillan Cancer Support. Hidden at Home — The Social Care Need of People Living with Cancer. 2015.

SPitman A, et al. Depression and anxiety in patients with cancer. BMJ 2018; 361:1415.

4Macmillan Cancer Support. No Small Change: Time to act on the financial impact of cancer. 2012.



Cancer increasingly co-exists with other conditions

Hypertension
42% Obesity
31%

Mental
health issues
21%
People

living with
cancer in
the UK Iin

Chronic
Heart
Disease

19%
Kidney
Disease

i Arthritis
Diabetes 17%

14% 16%

INHS| MACMILLAN Macmillan Cancer Support. Cancer in the context of other long-term conditions. Scoping evidence
Health Education England CANCER SUPPORT gﬁwsh%"dm review and secondary data analysis. 2015.



At least 500,000 people in the UK experience long
term health conditions caused by their cancer or its
treatment

* 90,000 affected by gastrointestinal
problems, such as faecal incontinence,
diarrhoea and bleeding

« 350,000 experiencing sexual difficulties

THROWING 150,000 with urinary problems

LIGHT

ON THE COVSEQUENCES
¢ OF CANCER AND
R TS TREATMENT

63,000 affected by lymphoedema

350,000 with chronic fatigue
« 240,000 living with mental health problems

« 80,000 living with hormonal symptoms

Macmillan Cancer Support. Throwing light on the consequences of cancer and its
treatment. 2013. London
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National Cancer Patient Experience
Survey
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National Cancer Patient Experience Survey

includes questions on:
* Did primary care do everything they could to support you during treatment?
* Did health and social care do everything they could to support you after treatment ended?

1. Foreword

| am plaaged to pressnt the national repart of the third Canesr Patient Experiance
Survey [CPES).

The survey was erit o every cancar Inpatlent and day casa patiet In reaiment betwaen
Septemiber and November 2012, In all 155 hosplal Trusts Feating aduk cancer palenis In
England. Inoial 68,737 eancer patients compleded the naiional survey In 2013, 3

Tesponse ate of 64%, gving valuale data not just at the ‘2l cancers level out for all
fumour groups. W ar Indebted to the patients who resmed the quesionnaires and
naed o lisien to thelr experiences and act accordingly fo improve the quallty of care.
gesenie,

The most Important set of Sndngs s that In 2013, patiens raparted Improved scor
31 of 63 ques10ns In the survey - and this Tollows very Signifcant Improvement I
In the 2012 survey over that achieved In 2010, It s clear that spaciallst cancer
baen using the cancer patient & ‘survey to Inform their quallty plannin
and that this wark has bome frult In many KHE Trusts across England. The

‘are suMclenty granuar 3t 3 mul-disciplinary eancer taam leved 1o allow rea)
‘onganisatans In the pursut of nigh qualty of care.

‘The resalts of the 2013 national Cancer Patlent Experance Suvey are
for he NH: - services for pafients ane batier, and support for patients
treatment and care, Is also Improving, as measured by patlents Se

Looking at the resuits of the 2010, 2012, and 2013 Cancer Patient

Auries canslstency s ihat the equailty and damogra)
results acroes all e surveys. Black and minarty e4nn)
‘White groups; younger people are less poslive than
afough 1 |s e ower 756 that are less likely to have
hetemeexuals are (255 IREy o be positive Man are
Icng tem health condition oher than cancer - and
leaming disabllity - ar= less positive than thoss

‘where to concanirate our efforts In the cars of




National Cancer Patient Experience Survey 2015-2019

NCPES tells us that there is a difference between patient satisfaction of their stay in hospital
compared to that of the support provided by primary and community care. Patient
satisfaction with support following discharge is even worse. London continues to fall below
the national average

Q53. Once your cancer treatment finished, were you given enough care and support from health or social services (for example,
district nurses, home helps or physiotherapists)?
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National Cancer Patient Experience Survey 2015-2019

(153. Once your cancer treatment finished, were you given enough care and support from health or social services (for example,
district nurses, home helps or physiotherapists)?

MHS Barking and
Daeenham CCG
MHS Barnet CCG
MHS Bexloy CCOG
MHS Brent CCG
MHS Bromley CCG
MHS Camden CCG
MH= Central Lon dan
(Westminsber] CCG
MHS Ciby and Hackn ey
CCG
MHS Crogdon CCG
MHS Ealing CCG
MHS Enfield CCG
MHS Greenwich CCG
MH= Harmrmeranith and
Fulh s CCG
MHS Haringey CCG
MHS Harrowe: CCG
MHS Hadering CCG
MHS Hillingdon CC0G
MHS Houn donge CCG
MHS Islington CCG
MHS Kingston CCG
MHS Larmbeth CCG
MHS Leswrish an CCG
FHS r erton CC G
MHS Mewham CCG
MHS Redbride e CCG
MHS Richrand CCG
MHS Southwark CC5
MHS Sutton CCG
MHS Towe =r Hamlets CCG
MHS W altham Forese CCG
MHS W an dswoarth CCiG
FHS West Essew CC0G
MH= West London CCG

60

I'II ...-ﬂ - rl

Question Scare

Credit: National Patient Experience Survey Time Series. Transforming Cancer Services Team for London 2015-2019. Source
https://public.tableau.com/profile/transforming.cancer.services.for.london#!/vizhome/NationalCancerPatientExperienceSurveyRes ults2015-2019L ondon/Storyl ?publish=yes
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https://public.tableau.com/profile/transforming.cancer.services.for.london#!/vizhome/NationalCancerPatientExperienceSurveyResults2015-2019London/Story1?publish=yes
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Cancer Personalised Care and its
interventions
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Comprehensive model for personalised care

Routine use of the personalised care _ ,
tools P Comprehensive Model for Personalised Care  [Ti8 A)

All age, whole population approach to Personalised Care England #4%

A combination of different interventions, which
when delivered together, greatly improves the NTERVENTONS
outcomes and coordination of care for people

TARGET POPULATIONS

QUTCOMES

living with and beyond cancer. Interventions
support people to self manage to the best of
their ability.

Primary care should receive copies of the

Specialist
[graed Pesvanal Commissinning, ncluing
gt st g, md pessonalised care and
wappe. planning fhrough mulfiiscipinary baams
parsceal haglih budgeds nd
integrated perscmsl hudgas.

Pl Universal i Tarmated Intanveions

Targeted

Empoeringpeople,

integrating care and

reducing unplanned
Sefvichse,

Holistic Needs Assessments with an up to a:f;?}fpi"&}é?,'?ﬁ;e
date care plan (subject to patient consent) and g F':;*mm;ﬁ il
Treatment Summary so that they can conduct nd ol

holistic cancer care reviews and personalised s W, ——
man ag e. Seelal n.l.-r- Who Ic1%g E:J lation decisian r::ﬁ ;:I::”lqlwhirl {hiir

INHS| MACMILLAN Healthy London

Health Education England CANCER SUPPORT Partnership



Personalised care interventions in cancer (1)

Holistic Needs Assessments and Care Plans:
ensures that people’s physical, practical,
emotional, spiritual and social needs are met in a
timely and appropriate way, and that resources
are targeted to those who need them most. An
HNA is a simple questionnaire that is completed
by a person affected by cancer

ASSESSMENT AND CARE PLANNING

Uyl o barrmaton <ante

\”‘)‘ﬁ?ﬁiﬁ?‘"
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Personalised care interventions in cancer (2)

A Treatment Summary is a document (or record) Treatment Summary template
completed by secondary care professionals, Jrestment Summary insers Trust Logo

Insert GP Contact Details and Address

usually the multi-disciplinary team (MDT) after a

significant phase of a patients cancer treatment. e e e T s e,
It describes the treatment, potential side effects,

LocalTristant

and signs and symptoms of recurrence. It is ey e e e
designed to be shared with the person living with e Paonesof e cos e

Wes / Mo

cancer and their Primary Care Team .

Yes,/ Mo

Prescriplion Charge exemplion
arranged Yes/ MNao

Alert Symploms that require referral bock to specialist team:- Contacts for referrals or queries:
In Hours:
Ot of howrs:

Secondary Care Ongoing Maonagement Plan: (tests, appointments eic) Orther service referrals mode:
[delete aos necessary]

District Murse

AHP

Social Worker

Dretician

Clinical Murse Specalist
Psychologist

Benetits fAdvice Service
Crther

Reguired GF actions in additicn to GPF Cancer Care Review [eg ongoing medicaftion, osteoporosis
and cardiaoc screaening)

Summary of information given to the patient about their conoer and fulure progress:

Additional information incleding issues relating to lifestyle and support neads:

Completing Doctar: Signature: Dot

For more infermation, please see our Treafment summmary and user guide which can be ordered

at http://be.macmillan.crg.uk/be/s-68%9-recovery-package.aspx
INHS| MACMILLAN Healthy London
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Personalised care interventions in cancer (3)

Health and wellbeing information & support: Education and information
Interventions to support and enable people living with cancer and their families to
take control and participate in their recovery, giving them necessary information, and
promoting positive lifestyle change such as nutritional advice and encouragement to
Increase physical exercise.

These might be 121 or group based interventions, such as holistic needs assessment
clinics, end of treatment clinics, HWB events, Information & Support Centres (e.qg.
Macmillan, Maggies etc).

!EE MACMILLAN
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Personalised care interventions in cancer (4)

Template Runner

Cancer care reviews (CCRs) are :

[7] Cancer care review done 15-Jan-2018 @ 05-Dec-2017 »

u n d e rtake n I n p rl m ary Care th e a_l m | Cncer e e et e ol e 15%an2018  BE|  oswar-2018 »

>

Cancer diagnosis discussed

being to identify unmet needs and offer s T
support. These can be carried out by a =z | . :

treatment with patient

Practice Nurse or GP. Irr——

Cancer Care plan

Cancer care plan discussed with 15-Jan-2018 = 05-Dec-2017 »
patient

05-Dec-2017 »

n

As part of this training resource, there is |
a separate module dedicated to CCRs. oo, ,,

05-Dec-2017 »
Smoking status - Mo previous entry

15Jen-2018 R

[ Smoking cessation advice given 05-Dec-2017 »
Alcohol consumption Uiweek 15-Jan-2018 m Mo previous entry

[7] Lifestyle advice regarding alcohol 05-Dec-2017 »

[ Lifestyle advice regarding exercise 05-Dec-2017 » |

Cancer information offered

[[1 Cancer information offered 15-]an-2018 »

Social

[[1 Benefits counseling 05-Dec-2017 »

[] Employment counseling No previous entry

Carer's details noted
[] Carer's details comments: 15-Jan-2018 »

Information
Macmillan Information for Patients
Entitlement to medical exemption from prescription charges
Macmillan Support home page -

INHS| MACMILLAN Healthy London
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What is stratified follow-up ?

Self-management in safe & supported manner (patients with lower risk of
recurrence and late physical and psychosocial effects)

Improved patient experience by eliminating anxiety and stress

Rapid re-entry into the specialist cancer service when needed

Removal of routine follow-up appointments from pathway

ZH MMACMILLAN
Healthy Lond
Education England CANCER SUPPORT Paratnel)',shiprl on 22



Why is there a need to change?

Traditional follow up model of ‘one size fits all’ is no longer feasible

There I1s no evidence that it i1s the best model

Demand for follow up care continues to increase

Waiting lists are under pressure

Cost effectiveness is a challenge

Traditional model doesn’t necessarily provide best patient experience

Traditional model isn’t supportive of self management

!EE MACMILLAN
Healthy Lond
Education England ~ CANCER SUPPORT  Partncrship 23



Personalised (Stratified) follow-up model

[NHS |

Health Education England

Diagnosis

Prehabilitation

Treatment

MACMILLAN
CANCER SUPPORT  barinclship ="

Personalised Care and Support Planning based on Holistic Needs Assessments

Ongoing support for Health and Wellbeing

Professional-led follow-

Needs up

Assessment

Shared decision about

follow-u
p Patient-triggered follow-

up
INCLUDING REMOTE
MONITORING

Stratification
criteria

Treatment Summary

Regular scans/tests
Monitoring for side effects
Rapid re-access to clinic
Telephone Support

Support for self-management
Signposting or referral to
support / advice / services
Cancer Care Review

Long term condition reviews
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New ways of working in the NHS
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Primary Care Networks (PCNs)

« How might PCNs enhance support for
people living with cancer in Primary
and Community Care?

 New roles — Social Prescribers,
Pharmacists, ACPs etc

« Sharing of resources?

* Practice Nurses working across
Networks?

* Primary Care Cancer ‘champions’
across Networks?

« Improved use of Community Assets



Social Prescribing

An important element of supporting people living with cancer in the community from time of
diagnosis through to EOLC

Should be considered an integral part of the Primary Care Team
Many of the needs of people living with cancer aren’t medical
25% of people after a cancer diagnosis suffer from loneliness — SPs ideally placed to help

70% people living with cancer need emotional support — SPs can help identify and
signpost

4 in 5 people living with cancer have a negative financial impact — SPs can help get people
the right help



SOCIAL

PRESCRIGING

FOR CANCER
PATIENTS

A guide for networks

PRIMARY

CARE

10 TOP TIPS

For Social
prescribing

= W N —

Social prescribing can be an essential way to
support people living with cancer (PLWC) in
the community, from the time of their diagnosis
right through their cancer experience.

Social prescribers should be considered a vital
member of the Primary and Community care
teams, linking reqularly with the GPs, Nurses
and admin staff.

PLWC have described feeling like they have
‘fallen off a cliff when they're discharged from
regular follow up. Having the opportunity fo
be seen by such a key role working in Primary
Care can provide the support they need.

We know that almost a quarter of PLWC are
suffering from loneliness as a result of their
cancer. Social prescribers can help people
identify community groups, activities or
support that may alleviate this. The Macmillan
Online community can also be a way for
people to connect with others who've had the
same experience.

Over 70% of PLWC need emotional suppart,
with 2 in 5 people suffering from depression
and 1in 10 troubled by anxiety. Social
prescribers can contribute to identifying these
needs, asking what matters to the parson and
signposting/referring to appropriate support,
such as identifying sources of support in the
community or referring the individual back to
their GR/CNS where appropriate.

4in5 PLWC experience a negative financial
impact as a result of their cancer with the
average person living with cancer being £570
a month worse off. Social prescribers can
identify sources of benefits advice and ensure
PLWC are getting the financial support they
are entitled to. It is also possible for PLWC to
eneak to a Macmillan welfare rights advizer by

7

8

10

Getting back to work after a cancer
diagnosis can be difficult, but we know

that 87% of PLWC who were employed at
the time of diagnosis would like to return

to work. Over half of PLWC don't know
where to go o gt help with this; a social
prescriber could provide vital support. Get
Macmillan’s ‘Work Support Route’ guide and

Top Ten Tips for Primary Care Professionals
to help with these discussions.

Appropriate advice and support regarding
physical activity can be essential for PLWC
from the time of being diagnosed, through
treatment and recovery, and to prevent
effects of freatment or recurrence of cancer.
Social prescribers can signpost PLWC to
services that are available locally. Further
information can be found here.

PLWC can have multiple physical
consequences of their cancer and

its treatment that may need medical
intervention. Having a close relationship
with the Primary Care Team and
understanding and developing links back
into and from secondary care can ensure
these problems are identified early, and that
people are offered appropriate support.

Over 70% of PLWC will be living with

at least one other co-morbidity. We are
already seeing how social prescribers can
help Primary Care teams provide individual
personalised care to meet people’s physical,
social and practical neads.

MACMILLAN
CANCER SUPPORT



Glossary of terms

AHP Allied Health Professional

CCG Clinical Commissioning Group

CCR Cancer Care Review

CNS Clinical Nurse Specialist (cancer)

NCPES National Cancer patient experience survey
EHNA Electronic Holistic Needs Assessment

HLP Healthy London Partnership

HNA Holistic Needs Assessment

HWBE Health and Wellbeing Event (or clinic)

IAPT Improving Access to Psychological Therapies
LTC Long term condition

LWBC Living with and beyond cancer

MDT Multidisciplinary Team

NCIN National Cancer Intelligence Network

NCSI National Cancer Survivorship Initiative

NICE National Institute for Health and Care Excellence
QoL Quality of Life

RP Recovery Package

STP Strategy & Transformation Partnership

T&F Task and Finish group

TCST Transforming Cancer Services Team for London
TS Treatment Summary

INHS| MACMILLAN Healthy London
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