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Audience participation

Please rate your familiarity with / awareness /
knowledge of all things cancer survivorship:

a. 0-2/10 (low)
b. 3-5/10 (moderate)
c. 6-8/10 (high)
d. 9-10/10 (very high)
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Shared challenges, internationally

~_ \\ _
» Large, and growing number of survivors 21-93 JUN9E

SAN FRANCISCO

* Survivors may experience a broad range of issues, SUPPORTIVE CARE

CANCER CARE POSSIBLE

concerns, needs
— Currently poorly identified / addressed

 Limited health workforce

 Need to provide improved care within resource
constraints

— Redesign models of care

The Multinational Association of Supportive Care in Cancer + Annual Meeting 2019 -  www.masce.org/meeting




Survivors in Australia

Cancer Australians living with and
Council beyond cancerin 2040
February 2018

How many Australions have been
directly affected by cancer? W 400

How many people will be living
with or beyond cancer in Australia
in 20407

Aus
concer in their ifetime.

.........
ERARRREE
ie==<—11
TR
T
SRR

i S e b bt

Currently, 1.1m survivors
68% 5-year survival
1 in 22 Australians are cancer survivors

In 2040, 1.9m survivors
Majority (64%) > 5 years post diagnosis
Majority (58%) will be aged 70 or older
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Survivors in the US
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Issues experienced by cancer survivors

J Cancer S 200%) 220-52
DO 10,0571 k434 JOURNAL OF CLINICAL ONCOLOGY ORIGINAL REPORT z 0 I 9
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Survivorship issues following treatment completion—results Patients’ Supportive Care Needs Beyond the End of Cancer SAN FRANCISCO

from focus groups with Australian cancer survivors Treatment: A Prospective, Longitudinal Survey

and health professionals Marge: . Carborbor Oolion Mgl Pl SUPPORTIVE CARE
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Michael Jefford « Emily Karahalios « Anpabel Pollard «
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Samchia Aranda + Penclope Sehoficld Open Access Bassarch

W e BM] Patient-reported outcomes of cancer
Open survivors in England 1-5 years after
diagnosis: a cross-sectional survey

Suppon Care Cancar (2017) 253171 3109
DOT 1010074N820-017- 3725 §

ORIGINAL ARTICLE

Patient-reported outcomes in cancer survivors: a population-wide
cross-sectional study Adam W Glaser," Loma K Fraser,” Jessica Comer.” Richard Feltbower*
¥ Eva J A Morris,® Grag Hartwell® Mike Richards®

Mk-u«uu_‘-’-“- Andrew € Ward" - Karoling Lisy ' - Kares Lacey*
Jon D Emery* ™+ Adam W Glaser” - Hasaah Crow* - Mel Krishaasamy 7+
Soe-Anse Mclachlan " - Jim Bakop*

Original Article

N st Symptom Burden in Cancer Survivors 1 Year
. W After Diagnosis

Health concerns of cancer survivors after primary anti-cancer treatment A Report From the American Cancer Socieny’s Studies of Cancer Survivors

£.%.Tan ¥+ 1 Turner™ . i Kerin Ayros' < § Butler ' « € Deguchi® - §, Khatri' - £ Mo* - A Warby® « 1 Cunningham ' . Giluling Shi, MD, PR, Tenbroeck G. Smith, MA™. Jared D. Michonski, ME'% Kevin DL Stein, PhD":
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Issues experienced by cancer survivors

v" Most people adjust well to life after cancer ggs]ungf
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- Varied reactions to finishing treatment
e.g. feeling lost or abandoned

* Persisting side effects from treatment
e.g. fatigue, pain, concerns with sleep, cognition

 Emotional, psychological issues
e.g. fear of cancer recurrence

The Multinational Association of Supportive Care in Cancer + Annual Meeting 2019 -  www.masce.org/meeting




Issues experienced by cancer survivors

Side effects that develop later (‘late effects’)
e.g. infertility, organ damage, another cancer

Impact on relationships, family

Vocational, financial and other practical impacts
e.g. difficulties resuming work or study, loss of income

Benefit finding, growth

The Multinational Association of Supportive Care in Cancer + Annual Meeting 2013 -+ www.masce.org/meeting

2019

21-23 JUNE
SAN FRANCISCO

SUPPORTIVE CARE
MAKES EXCELLENT
CANCER CARE POSSIBLE




Unmet needs in cancer survivors
TABLE 3 Top unmet needs of cancer survivors in Australia 2 01 9

Unmet need Domain No. of endorsements Prevalencerange g A1N- FZR:I;\ NJCI': SNC E
Fear of cancer recurrence and progression Psychosocial 14 14-42% S U P POR T v E C A R E
Feeling uncertain about the future Psychosocial 9 12-26% MAKES EXCELLENT
Help to reduce stress Psychosocial 8 12-34% CANCER CARE POSSIBLE
Worry about partners, family, and friends Psychosocial 8 12-26%
Information about support services Supportive care 7 11-33%
Changes in sexual relationships and sexual feelings Psychosocial 7 11-29% Lisy K et al. Asia PacJ
Affordable hospital car parking Supportive care 7 12-26% Clin Oncol 2019 Ju.n 18

[Epub ahead of print]
Help with feeling tired/lack of energy Physical 7 10-27%
Access to complementary and alternative therapy Supportive care 6 17-31%
Knowing that HCPs communicate to coordinate care Supportive care 6 15-31%
Not being able to do usual things Physical 6 13-27%
Needing to talk to other people who have experienced cancer Supportive care 6 13-26%

The Multinational Association of Supportive Care in Cancer - Annual Meeting 2019 -  www.mascc.org/meeting




Current issues / problems relating to the care

of survivors R\
2019

Survivors 21-23 JUNE
SAN FRANCISCO
* are often unprepared for the post-treatment phase SUPPORTIVE CARE
MAKES EXCELLENT
 may be unaware of health risks CANCER CARE POSSIBLE

 don’t understand next steps

- often have symptoms and other issues that are under-recognised / under-
treated

- often have too many, poorly-coordinated review appointments
— limits the capacity for new patient appointments / waiting lists
may travel long distances for reviews

The Multinational Association of Supportive Care in Cancer + Annual Meeting 2013 -+ www.masce.org/meeting




Current issues / problems relating to the care
of survivors

* Insufficient health promotion / attention to risk factors, unhealthy behaviours
(secondary prevention)

*  Primary care providers are not adequately engaged in the care of survivors
*  Primary care providers don't have the information and support they need

 Underuse of existing services, including rehabilitation and services provided
by non-government organisations / not for profits

Specialist-led review appointments may not represent the best use of their
time

 Under-use of nurse and allied-health reviews

* Limited metrics / KPIs to describe and report on optimal survivorship care
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From Cancer Patient
to Cancer Survivor

INSTITUTE OF MEDICINE ano
NATIONAL RESEARCH COUNCIL

OF THE NATIONAL ACADEMES.

From Cancer Patient to Cancer Survivor: Lost in
Transition

Maria Hewitt, Sheidon Greenfield, and Ellen Stovall
Editors, Committee on Cancer Survivorship: Improving
Care and Quality of Life, Institute of Mediane and
National Research Council

ISBN: 0-309-54883-7, 536 pages, 6 x 9, (2008)
This PDF is from the
hitpiwww.nap.edu/catalog/11468.html

Press at:

NSTITUTE OF MEDICINE

From Cancer Patient to Cancer Survivor: Lost in Transition
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http://www.nap.edu/catalog/11468.html

Excellent 17 minute video on YouTube
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http://www.nap.edu/catalog/11468.html

From Cancer Patient
to Cancer Survivor

INSTITUTE OF MEDICINE ano
INATIONAL RESEAI INCIL
or e s

BOX ES-1
Essential Components of Survivorship Care

1. Prevention of recurrent and new cancers, and of other late effects;

2. Surveillance for cancer spread, recurrence, or second cancers; assess-
ment of medical and psychosocial late effects;

3. Intervention for consequences of cancer and its treatment, for example:
medical problems such as lymphedema and sexual dysfunction; symptoms, in-
cluding pain and fatigue; psychological distress experienced by cancer survivors
and their caregivers; and concerns related to employment, insurance, and disabil-
ity; and

4. Coordination between specialists and primary care providers to ensure
that all of the survivor’s health needs are met.

From Cancer Patient to Cancer Survivor: Lost in
Transition

Maria Hewitt, Sheidon Greenfield, and Ellen Stovall

Ecitors, C

on Cancer ship: ]
Care and Quality of Life, Institute of Mediane and
Council

National Research
ISBN: 0-309-54883-7, 536 pages, 6 x 9, (2008)
This PDF is from the

ttp nap /11468, htmi

Press at:
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The National Cancer Survivorship initiative home page « National Cancar Survivorship Initiathe

o |+ O hetp s pwwwncal org, uk/

558 ¢ J{a cooni o]

National Cancer

.-“f‘ac‘ﬁm. Qm
CANCIR SUPPORT

NCSI ran

Survivorship Initiative

Nows What wo are doing Tost Comenunities Rosouices How wo discuss survivorship Survivorship Events

Welcome to the NCSI Website

The National Gancer Survivorship Intiative (NCSI) onginated from the Cancer Retorm Strategy
{2007). The NCS! is a parinership betwoen the Department of Mealth, Macmitan Cancer

What we are doing:

from 2008
to 2013
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Risik Stratfled Pathways of Care
Suppon and is supported by NHS impeovemant. The aim of the NCS! is, by 2012, 1o have
taken the necessary Sieps K ensure that those Ving with and deyond cancer get the care and Assessment & Care Planning sUPPuRT|VE cARE
support thay noad 10 aad as hoathy Snd active a Mo as possidle, for as long as possible.
ThfDS A e vt MAKES EXCELLENT
In the news: Consoquences of Cancer Treatment CANCER CARE PUSS'BLE
GPs ‘failing cancer paticnts’ by not spotting side-cffects of treatment Chikdron & Young People
Septembar 28, 2011 Work & Finance
The Guardian recently published an article highlghting concerns that doclors are faling cancer Vocstional Raohabiitation
pationts by not identéying other sercus health issues caused by the Consequences of cancer Supported Se¥ Managoment
treatment. Professor Jane Maher, the medical deoctor of Macmillan Cancar Support, told the

Guardian that as many as 250,000 people afer thew cancer diagnosis and treatment have had
Winessos such a8 0510090r0s!s and hoart disease go undlagnosed by their G,
Road the Ll andicle,

Tha inltiathee alma4 10 impecnve the ongoing
services and suppon for Mose Iving with,
and bayond, cancer — currontly 1.8 millon
pecple in England, 2 millon across the UK
a5 a whole. This numbar is Skely 10 grow by
over 3% par year, fefiecting the increasing
Incidence of cancer and Detter survival
s, By 2030 taco are Ny 10 e around
3 mifion cancer survivors in England

The NCS! vision document, avadabis 16
cawnioad Delow, summarises a range of
evidence that suggests the current folow up
arangements - which usualy nvove outpatient appONAMents At CANCAr Contres - are not
moeting the cancer survivors needs following treatment and do not peovide value for money.
These ‘unmet neads’ of Cancer Surivors Include medical, psychological, social, spirtual,
fnancial and nformational needs. The aim of the NCSH is, by 2012, 10 have taken the
NOCHSSArY S1004 10 0NSUro INA! SUAIVOS GOt ING Care AN SUPPON Thay Noed 10 ad as haalthy
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NHS Improvement

Cancer

Effective follow up: Testing &
risk stratified pathways EA‘IN FZR?\ Njcl:chE

May 2011 g ASSESSMENT
o Bty SUPPORTIVE CARE
MAKES EXCELLENT
CANCER CARE POSSIBLE

Ho00.

MOdeI Of care: LIVIng Wlth a o™ 5 Living beyond cancer and remain well:
and Beyond Cancer = May involve surveillance and needs
NHS Improvement - Cancer ! rapid access if symptoms occur
A o % ' :
o™ oo a o"“‘w“
ot and

Post treatment care plan
review and risk stratification
END
OF INITIAL
TREATMENT

Stocktake, risk stratification
and care plan review

Living beyond cancer with
the consequences of treatment

i Assessment and care planning - trigger points
| O At diagnosis

|

i . Following treatment

| . When positive or negative significant event occurs
either patient or professional triggered

i () On the transition to end of life care

Dying and transition to end of life care

The Multinational Association of Supportive Care in Cancer « Annual Meeting 2019



Self-care with support
and open access

Complex case
management
through
MDT
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NHS Operational Planning
and Contracting Guidance
20172019

Pubinhed by
INHS. England and NHS Improwement

Priorities and performance assessment

Nine ‘must dos’ for 2017-19
11. In 2016/17 we described nine ‘must do’ priorities. These remain the priorities for 2017/18 and

2018/19. These national priorities and other local priorities will need to be delivered within the
financial resources available in each year.

6. Cancer

* Working through Cancer Alliances and the National Cancer Vanguard, implement the cancer
taskforce report.

= Daliver the NHS Constitution 62 day cancer standard, including by securing adequate
diagnostic capacity, and the other NHS Constitution cancer standards.

= Make progress in improving one-year survival rates by delivering a year-on-year improvement in
the proportion of cancers diagnosed at stage one and stage two; and reducing the proportion
of cancers diagnosed following an emergency admission.

The Multinational Association of Supportive Care in Cancer « Annual Meeting 2013 - www.masce.org/meeting 2k

» Ensure stratified follow up pathways for breast cancer patients are rolled out and prepare to roll
out for other cancer types.

» Ensure all elements of the Recovery Package are commissioned, including ensuring that:
o all patients have a holistic needs assessment and care plan at the point of diagnosis;
0 a treatment summary is sent to the patient’s GP at the end of treatment; and
0 a cancer care review is completed by the GP within six months of a cancer diagnosis.

2019

21-23 JUNE
SAN FRANCISCO

SUPPORTIVE CARE
MAKES EXCELLENT
CANCER CARE POSSIBLE




Quality and Productivity: Proven Case Study

Stratified cancer pathways:
redesigning services for those living with
or beyond cancer

Provided by: NHS Improving Quality

Publication type: Quality and productivity example

Evidence summary

Savings delivered

2019
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delivered

Evidence of change

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
% of maximum score

Estimated time v
to implement (months) 13-36

The Multinational Association of Supportive Care in Cancer - Annual Meeting 2013 -

Amount of savings

The estimated net saving in England is £80 million over 5 years,

equivalent to an annual saving of £44,592 per 100,000 population.

This document can be found online at:
http://www.evidence.nhs.uk/gipp

(ML
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CA CANCER J CLIN 201900114

Implementing Personalized Pathways for Cancer
Follow-Up Care in the United States: Proceedings

from an American Cancer Society-American Society

of Clinical Oncology Summit

Catherine M. Alfano, PhD ! 2 ' Deborah K. Mayer, PhD, RN, AOCN, FAAN?; Smita Bhai_ia. MD, MPH?; Jane Maher, FRCP,
Jessica M. Scott, PhD?; Larissa Nekhlyudov, MD, MPH?; Janette K. Merrill, MS’; Tara 0. Henderson, MD, MPH®

CA Cancer J Clin. 2019 Mar 8.

FRCRY;

Building Personalized Cancer Follow-up Care

Pathways in the United States: Lessons Learned

From Implementation in England, Northern
Ireland, and Australia

Catherine M. Alfano, PhD'; Michael Jefford, MBBS, MPH, MHIthServMit, PhD, GCertUniTeach, GAICD, FRACP?;
Jane Maher, FRCP, FRCR; Sarah A. Birken, PhD*; and Deborah K, Mayer, PhD, RN, AOCN, FAAN®
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Models of care

"
* Recommended / most appropriate models of care will depend gg;,luﬂ
on factors such as SAN FRANCISCO

SUPPORTIVE CARE

— Type of cancer and types of treatment bt

CANCER CARE POSSIBLE

— Current symptom issues

— Survivor-indicated concerns and needs

— Risk of developing recurrence / other cancers / late effects
— Comorbid illnesses

— Personal circumstance / practical issues (e.g. availability of, distance to,
and relationship with care providers)

— Time since completing treatments

The Multinational Association of Supportive Care in Cancer + Annual Meeting 2019 -  www.masce.org/meeting



Models of care
Figure. Stratified/Personalized Pathway (Based on U.K. Model) 2 0 1 9

21-23 JUNE
SAN FRANCISCO

Disease factors

Complex
m:-magu-mnm
Treatment
factors

Assessment

SUPPORTIVE CARE
MAKES EXCELLENT
CANCER CARE POSSIBLE

Patient-identified and Shared care
issues stratification
Practical factors

Supported
salf-management

Personal factors

An improved model of survivorship care should involve holistic assessment of each patient
and stratification to care pathways based on level of assessed needs and risk. The foundation
of optimal survivorship care is support for self-management, which will likely be suitable

for a large proportion of survivors, with increasing levels of intervention as needs and risks

increase. "Shared care” here designates various models including primary care-led, nurse-
led, or formal shared care arrangements. Bidirectional arrows indicate that patients may
move between pathways if required.

ASCO DAILY NEWS « MONDAY, JUNE 3, 2019

The Multinational Association of Supportive Care in Cancer - Annual Meeting 2019 - www.masce.org/meeting




Models of care

*  Systematic reviews
examining primary care-led
follow up, shared care,
nurse-led follow up

« Similar clinical outcomes,
quality of life, satisfaction

» May be cheaper

The Multinational Association of Supportive Care in Cancer - Annual Meeting 2019 -  www.mascc.org/meeting

RA Lewis, RD) Neal, NH Williams, et al

Follow-up of cancer in primary

care versus secondary care:
systematic review

Rutlr A Lewis, Richard [} Neal, Nefyn H Williams, Barbara France, Maggie Hendry,
Draphie Russell, Dyfrig A Hughes, Tan Russell, Nicholas 3A Stuars, David Weller amd Clare Wilkinson

RESEARCH AND THEQORY

The Effectiveness of Shared Care in Cancer
Survivors—A Systematic Review

Yan Zhao", Alison Brettle' and Ling Qiu®

JOURNAL OF ADVANCED NURSING

REVIEW PAPER

Nurse-led vs. conventional physician-led follow-up for patients
with cancer: systematic review

Ruth Lewis, Richard D. Neal, Netvn H. Williams, Barbara France, Clare Wilkinson, Maggic Hendry,
Daphne Russell, lan Russell, Dving A. Hughes, Nicholas S.A. Stoare 8¢ David Weller
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Models of care

These studies point to flexibility in follow up / models of care gg;,lug
Studies have generally considered R
— Survivors of breast, prostate, colorectal cancers and melanoma s oase rossioce
— People at ‘low to medium risk’ (of recurrence / complications)
These models may or may not transfer, internationally
Studies have not necessarily considered outcomes such as
— Symptom management, unmet needs
— Management of comorbid ilinesses
— Return to optimal wellbeing (e.g. return to work)

The Multinational Association of Supportive Care in Cancer + Annual Meeting 2018 - www.masce.org/meeting




Improving care delivery B

We have evidence, and we have considerable 22193],"95

experience delivering new models of care SAN FRANCISCO
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ORIGINAL ARTICLE

Implementing novel models of posttreatment care for cancer
survivors: Enablers, challenges and recommendations
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* Focus on implementation

There are immediate steps we can all take to improve
the care of cancer survivors
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Next steps
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* Prepare survivors early for the post-treatment phase 21-23 JUNE

SAN FRANCISCO
SUPPORTIVE CARE

* Provide survivors with information
* Link survivors to other services and resources
» Empower patients / survivors to self manage

* Consider asking survivors about common issues and
concerns

CANCER CARE POSSIBLE
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Next steps

* Health professional education
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Cancer survivorship = Introductory course
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Next steps
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* Assist survivors to obtain a treatment summary / 21-23 JUNE
survivorship care plan SUPPORTIVE CARE
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after cancer
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Next steps

- Be aware of guidelines around follow up care
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Survivorship Compendium
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Screening, Assessment, and Management of Fatigue in Adult
Survivors of Cancer: An American Society of Clinical

Oncology Clinical Practice Guideline Adaptation

Juticnme E. Bower, Kate Bak, Aun Berger, William Breitbars, Carmelita P, Escolante, Patricia A, Gz,
Hester Hill Schmipper, Christing Laccherss, feronifer A. Ligibel, Gary H. Lymian, Mokammed 5 Opaily,
Williaen F. Pirl, and Paull B. Jacobecii

——Americat Concer Soiety Colorectal Cancer Survivorship Care Guidelnes

American Cancer Society Colorectal Cancer

Survivorship Care Guidelines

Khaled EkShami, MD, PhD'; Kevin C. Oeffinger, MDY; Nicole L. Erb, BA; Anne Willis, MAY; Jennifer K. Bretsch, MS, CPHO®
Mandi L. Pratt-Chapman, MA®: Rachel 5. Cannady, B5™: Sandra L. Wong, MO, M5® Johnie Rose, MD, PhD";

April L. Barbour, MD, MPH, FACP'® Kevin D. Stain, PhD''; Katherine B. Sharpe, MTS'%; Durado D. Brooks, MD, MPH'™;

Rebecca L. Cowens-Alvarado, MPH™
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Next steps

* Liaise with primary care providers, provide PCPs with

guidance

ACSC follow-up guidelines

» Follow-up of breast cancer survivors

» Follow-up of colorectal cancer survivars

« Follow-up of survivors of diffuse large B cell lymphoma (DLBCL), a non-Hodgkin
lymphoma subtype

« Follow-up of survivors of Hodgkin lymphoma

» Follow-up of prostate cancer survivors

» Survivorship care in general practice: supporting patients to live well factsheet
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Follow-up of Survivorship care in general practice:
colorectal cancer survivors supporting patients to live well
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Next steps

 Remind patients of the important role of PCPs 21-23 JUNE
throughout cancer care SUPPORTIVE CARE

CANCER CARE POSSIBLE

* Consider current patterns of follow up

— Consider opportunities to reduce review appointments /
discharge patients from ongoing follow up

— Consider most appropriate health care provider
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» Consider metrics of quality cancer survivorship care 21-23 JUNE
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Developing a Quality of Cancer Survivorship Care Framework:

Implications for Clinical Care, Research and Policy

Larissa Nekhlyudov,” Michelle A. Mollica,? Paul B. Jacobsen,? Deborah K. Mayer ?

Lawrence N. Shulman,* Ann M. Geiger?

J Natl Cancer Inst. 2019 May 16. [Epub ahead of print]
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Conclusions
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» Large and growing number of cancer survivors 21-23 JUNE

SAN FRANCISCO

* Survivors have significant issues, concerns and &t

CANCER CARE POSSIBLE

unmet needs
» We need to develop better models of care
* There is considerable experience to draw upon

» Many opportunities to improve the care of cancer
survivors
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Any comments or questions? &.
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3rd Victorian Cancer

Survivorship Conference | ‘)4 3 M|Chae|Jefford@petermacorq

Walter and Eliza Hall Institute

www.petermac.org/cancersurvivorship
MELBOURNE

"‘M »

VIC TORIAN Australian Cancer Survivorship Centre
COMPREHENSIVE A Richard Pratt Lega

CANCER CENTRE s e O

Overcoming cancer together 'f“v"x“f"
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