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Europe’s Beating Cancer Plan

In 2020
+ 2.7 million people in the EU were diagnosed with cancer

+ 1.3 million people died as a result of cancer
How many people were affected by cancer?

mother, father, sister, brother, friend....

By 2035 cancer could be the leading cause of
death in the EU!

(Source:https://ec.europa.eu/info/strategy/priorities-2019-2024/promoting-our-european-way-life/european-

health-union/cancer-plan-europe_en)



The good news

+ More people are surviving cancer!
- Prevention
- Early detection
- Effective treatments

+ In Europe
- Estimated to be more than 12 million cancer survivors



Cancer survivorship- one definition

“In cancer, survivorship focuses on the health and well-being of a
person with cancer from the time of diagnosis until the end of life.

This includes the physical, mental, emotional, social, and financial
effects of cancer that begin at diagnosis and continue through

treatment and beyond.

The survivorship experience also includes issues related to follow-up
care (including regular health and wellness check-ups), late effects of
treatment, cancer recurrence, second cancers, and quality of life.

Family members, friends, and caregivers are also considered part of
the survivorship experience.”

https://www.cancer.gov/publications/dictionaries/cancer-terms/def/survivorship



Cancer Care continuum and nursing
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Figure: Cancer care continuum ~ Source: Young et al. Lancet Oncol 2020; 21: e555-63
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Survivorship- “One size is not likely to fit all” (Chan
et al. 2021)

Healthcare delivery and follow-up

Management of comorbidities

Physical activity and exercise
Healthy lifestyle changes

Disparity and social determinants of health
Employment

Management of symptoms/toxicty/late effects

Psychosocial care
Health communication



Management of comorbidities

+ Inthe UK

- 70% of cancer survivors are also managing other long-term
conditions (e.g. diabetes or cardiovascular problems). (MacMillan

(2019))

+ In Europe 23.5% of the working population have a chronic disease
(Scarattie et al, 2018)

- 2 out of 3 people at retirement age have at least two chronic
conditions (RIVM, 2012)






What questions could people diagnosed with
cancer have?

How am | going to tell my friends, family, children?

How will my life change? really helpless and
bewildered kind of state, but

Will | be able to work and pay the bills?

Should | have asked more questions? How do | find out about, really.”*
more”?

How do | get back to normal now that I've finished

treatment? about it because it's just so
_ _ upsetting so you're in a very
What can | do to reduce the risk of cancer returning? difficult position because

or refer to it.”*

*source: https://healthtalk.org/colorectal-cancer/breaking-the-news



And families and friends...

What do | say to my friend who has cancer?
How do | tell my boss | need time away from work?

What can | do to help my children feel better?

Will my husband die? “Living hell-
whatsoever from

“Initially when the word anybody”.*
was mentioned- terrible thing,
that’s " *

“..would | be there when she

needed me?...
L

*Source: Harrow, A. Thesis ‘Betwixt and Between’: The Male Partner’s Experience of Breast Cancer



Breast cancer- the patient journey

. Diagnosis
. Treatment
. Follow-up care



Diagnosis

information

fear and anxiety
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. Ambiguity and uncertainty: The ongoing concerns of
anxiety and fear male partners of women treated for breast cancer

Alison Harrow®*, Mary Wells®, Rosaline S. Barbour?, Stuart Cable®
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KEYWORDS Summary

Male partner; As the prevalence of breast cancer increases, survival improves and short stay or
Ambiguity; outpatient care become the norm, greater numbers of men will be involved in providing
Uncertainty; care and support for their partners at home. This qualitative study explored the
Experience experiences of 26 male partners of women who had completed treatment for breast

cancer. A questionnaire was developed in order to collect background information and to
provide a pool for further qualitative sampling. One hundred and five questionnaires were
distributed, 79 returned and 26 one-to-one interviews were conducted. While negotiating



Treatment

Quantitative research
RCT- Nurse-led supported early discharge

Reduced hospital stay but potential for
reduced support and opportunities tc
ask questions (women with cancer
and their carers), need for community-
based care (cost

Systematic Review

Use of Patient-Reported Outcome
Measures increases frequency of
discussions with health professionals
about issues important to patients
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REVIEW ARTICLE

What Is the Value of the Routine Use of Patient-Reported
Outcome Measures Toward Improvement of Patient
Outcomes, Processes of Care, and Health Service Outcomes
in Cancer Care? A Systematic Review of Controlled Trials

Grigorios Kotronoulas, Nora Kearney, Roma Maguire, Alison Harrow, David Di Domenico, Suzanne Croy,
and Stephen MacGillivray

Purpose

Thepsystemauc use of patient-reported outcome measures (PROMs) has been advocated as an
effective way to standardize cancer practice. Yet, the gquestion of whether PROMs can lead to
actual improvements in the quality of patient care remains under debate. This review examined
whether inclusion of PROM in routine clinical practice is associated with improvements in patient
outcomes, processes of care, and health service outcomes during active anticancer treatment.

Methods

A systematic review of five electronic databases (Medline, EMBASE, CINAHL [Cumulative Index
to Nursing and Allied Health Literature], PsycINFO, and Psychology and Behavioral Sciences
Collection [PBSC]) was conducted from database inception to May 2012 to locate randomized and
nonrandomized controlled trials of patients receiving active anticancer treatment or supportive
care irrespective of type of cancer.

Results

Based on prespecified eligibility criteria, we included 26 articles that reported on 24 unique
controlled trials. Wide variability in the design and use of interventions delivered, outcomes
evaluated, and cancer- and modality-specific context was apparent. Health service outcomes were
only scarcely included as end points. Overall, the number of statistically significant findings were
limited and PROMs' intervention effect sizes were predominantly small-to-moderate.

Conclusion

The routine use of PROMs increases the frequency of discussion of patient outcomes during
consultations. In some studies, PROMs are associated with improved symptom control, increased
supportive care measures, and patient satisfaction. Additional effort is required to ensure patient
adherence, as well as additional support to clinicians who will respond to patient concerns and
issues, with clear system guidelines in place to guide their responses. More research is required
to support PROM cost-benefit in terms of patient safety, clinician burden, and health
services usage.

J Clin Oncol 32. © 2014 by American Society of Clinical Oncology
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Follow-up Care

Adherence to
medication

There is a clear need to
communicate
consistently and
effectively about
endocrine therapy and its
effects, and

to offer ongoing support
and advice in hospital
and community settings.
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ABSTRACT

Objective: To explore women's experiences of taking
adjuvant endocrine therapy as a treatment for breast
cancer and how their beliefs about the purpose of the
medication, side effects experienced and interactions
with health professionals might influence adherence.
Design: Qualitative study using semistructured, one-to-
one interviews.

Setting: 2 hospitals from a single health board in
Scotland.

Participants: 30 women who had been prescribed
tamoxifen or aromatase inhibitors (anastrozole or
letrozole) and had been taking this medication for

1-5 years.

Results: Women clearly wished to take their adjuvant
endocrine therapy medication as prescribed, believing
that it offered them protection against breast cancer
recurrence. However, some women missed tablets and
did not recognise that this could reduce the efficacy of
the treatment. Women did not perceive that healthcare
professionals were routinely or systematically monitoring
their adherence. Side effects were common and impacted
greatly on the women’s quality of life but did not always
cause women to stop taking their medication, or to seek
advice about reducing the side effects they experienced.
Few were offered the opportunity to discuss the impact of
side effects or the potential options available.
Conclusions: Although most women in this study took
adjuvant endocrine therapy as prescribed, many endured
a range of side effects, often without seeking help.

Strengths and limitations of this study

= This is one of the few studies which have asked
women to talk about their experiences of taking
adjuvant endocrine therapy for breast cancer.

= We found that women seek to be adherent but
some will miss tablets without realising the
potential consequences.

= The impact of severe side effects does not
necessarily affect adherence, as women's belief
that taking the medication reduces their risk of
recurrence outweighs these negative effects.

= Not all women who experience side effects will
seek advice and support. Opportunities for moni-
toring adherence to and managing symptoms of
adjuvant endocrine therapy are underutilised.

= Women with low adherence and those who were
premenopausal were under-represented in this
study.

or, for postmenopausal women, aromatase
inhibitors (eg, anastrozole or letrozole).” °
Tamoxifen is a selective oestrogen receptor
modulator, whereas aromatase inhibitors
(Als) reduce oestrogen synthesis by blocking
conversion of androgens into oestrogen.
Clinical trials have shown that tamoxifen
reduces the risk of disease recurrence by
11.8% and mortalitv hv 9.29% over 5 vears.



Centre Head Maggie’s Cancer Centre, Fife,

Scotland

Fife has a similar population to Vorarlberg- 370, 000

3 major towns and many rural areas

Each year more than 8000 people visited Maggie’s

Fife for support
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Vorführender
Präsentationsnotizen
…“lose the joy of living in the fear of dying” as she put it.

Maggie died in 1995, but her ideas live on today in the Centres that bear her name. 

What started as one woman’s vision has become….


https://youtu.be/WP11-8kXAcg
https://youtu.be/WP11-8kXAcg

A legacy




Programmes of support

, Forum & blogs Search Q Donate
MAGGIES

Everyone’s home of cancer care Cancer support v Our centres v Get involved v About us v

:rusw)co:vg N

Who we are How we can help Time to talk

Maggie’s is a charity providing free Our Support Specialists, Psychologists and Share experiences with others in a similar
cancer support and information in centres Benefits Advisors are here, if you or someone situation around the kitchen table in a centre,
across the UK and online. you care about has cancer. or in our online community.



https://www.maggies.org/our-centres/maggies-edinburgh/timetable/
https://www.maggies.org/our-centres/maggies-edinburgh/timetable/

The kitchen table

Cancer Support Specialists

Having time to listen, acting
as advocates, working with
clinical staff
Clinical and Counselling
Psychologists

Available fOr peOple Wlth | Maggie’s Fife: Source Environmental Psychology
cancer and their families

|

Art, music, writing therapists
Relaxation, yoga, Tai Chi instructors
Nutritionists

Maggies Centre in London. Source Independent.org



At time of diagnosis
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After treatment

N |
MY WAY TO LIVE

WITH CANCER




\When someone dies




International Centres
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Maggie’s Hong Kong Y

Maggie’s Tokyo - l

Kalida Barcelona S

Planned: Maggie’s Oslo, Norway "Maggie’s is like an oasis.
Maggie’s Groningen, The Netherlands It gives you the tools to take your

future forward, to take control of your life."

Source: https://www.maggiescentres.org/



Maggie’s Vorarlberg?
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