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Foreword

Dr Fatima Cardoso
Breast Unit, Champalimaud
Clinical Center/
Champalimaud Foundation,
Lisbon, Portugal

It is important
that we continue
to support our
patients; that we
keep lobbying
and contributing
to research, and
that the patients’
voices remain
the driving force
of what we do.
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For almost 15 years I have dedicated my
professional life to improving the lives of
patients with advanced breast cancer (aBC).
I have made it one of my priorities to ensure
these patients, the vast majority women, are
not forgotten, by spearheading high quality
guidelines which can improve both survival
and quality of life for aBC patients, and by
raising awareness around the issues of aBC
worldwide through the ABC Global Alliance.
When the first Invisible Woman Report
was published, it finally gave a voice to
women with advanced breast cancer
(aBC) – women who often feel side-lined
and forgotten. The research has helped
to deepen our understanding around the
issues of aBC whilst offering groundbreaking insights on how the disease
can have wider implications to patients’
lives. By uncovering key unmet needs,
the report has made a massive contribution
to our mission.
Since then, we have gained further insights
in to aBC, which has received more attention
from all stakeholders including patient
advocacy organizations, professional
organizations, clinicians and researchers.
However, it is important that we continue to
support our patients; that we keep lobbying
and contributing to research, and that the
patients’ voices remain the driving force of
what we do.

We are well versed that a diagnosis of aBC
means a person cannot be cured, however
advances in science aimed at disease
characteristics have resulted in better
treatment options. This has translated to
people living with this illness for many years.
Nevertheless We still don’t fully understand
key challenges for patients living with aBC

With this in mind, I am pleased that a second
report has been conducted to delve into
the lives of women with aBC, giving
us a more updated perspective with
quantifiable comparisons.
The Invisible Woman 2.0 Report provides
data on what has changed and what
remains the same for women with aBC,
from a societal, psychological and financial
perspective. It clearly shows that, despite all
efforts during the last decade, many women
still feel isolated and alone. The fight against
stigma, the provision of dedicated and
trustful information, and most of all access
to the most efficacious therapies delivered
by a specialized and multidisciplinary team,
are crucial goals to continue to pursuit.
This report will be a useful tool we can use
to refocus and amplify the most pressing
concerns these women face in our global
lobbying and research.
It is also encouraging to hear of other
integral projects in this space which are
helping to further our understanding of
aBC. For example, the Cancer Genome
Atlas project has revealed key mutations
of breast cancer which can be used to
inform clinical research and practice.
In 2018, The ABC Global Alliance revised
our Global Charter of 10 objectives to hit
in 10 years, which provides a common set
of goals for all at international and local
levels, to ultimately improve and extend the
lives of aBC patients by 2025. This unity and
collaboration are vital to the advancement
of our cause.

Dr Victoria Harmer
Imperial College Healthcare
NHS trust, London, UK

I would urge
you to read this
report and
appreciate that
the voice of
these women has
been harnessed
once more and
that these data
can assist us in
sourcing and
achieving their
support needs.

The Invisible Woman (2013) Report unveiled
the impact of aBC on women across Europe.
It added to the momentum of further
investigating the unmet needs of this cadre
of people. The results of this pioneering
study were humbling. While we assumed the
implications of a diagnosis of aBC shattered
all boundaries of someone’s life; these data
also illustrate the extent of the damage
to the psychological, economic and social
elements of life. Data signposted us to areas
of concern and the ramifications and the
size of these problems. We were shown
that women with the aBC felt negatively
perceived by society, that their expenditure
increased, and their income dropped. They
felt support was missing and there was a real
difference between support needs vs that
received when comparing those with early
breast cancer to those with aBC.
Since the 2013 report, there has been
a herculean effort to improve care:
An enhanced multi-disciplinary approach,
metastatic team meetings, specialised
clinics, and more personalised treatments
based on tumour characteristics, which
partnered with the development of
International guidelines have further
contributed to the improvement of care.

Moreover, there has been a drive for
improving communication in order to
promote transparency when discussing
disease and treatment options, while gaining
a personal understanding of patient-centred
goals and giving realistic hope for the
future. Effective communication has been
harnessed to cross boundaries and balance
hospital and home (clinical and family) life.
So, we were ready for this area of clinical
practice to be revisited and while we have
an improvement, there is also more work to
be done. The Invisible Woman 2.0 Report
identifies psychological impacts and an
increase in the inability of patients to carry
out roles within the home. In 2019, nearly
double the women asked felt isolated
when compared to the 2013 study, and
there was an increase of a third in adverse
changes of financial situations. Although
treatment options, psychological support
and prognosis were being discussed more
with health care professionals, quality of life
followed by access to treatment remain the
largest areas for improvement.
I would urge you to read this report and
appreciate that the voice of these women
has been harnessed once more and that
these data can assist us in sourcing and
achieving their unmet support needs. It is
important not to be disheartened, rather
proud of what has been accomplished and
joyful we have this insight.
Moreover we can tailor our support
structure to the unmet needs of these
people in order to increase their quality
of life. Life needs to be grabbed with both
hands – we are on this world a short time;
thus it is down to us all both individually
and collectively within our teams and
communities to forge on, act and improve
the care that is offered.
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Introduction
The survey
showed that
many women
with aBC were
suffering from
psychological,
social and
financial
hardships.
Support and
guidance were
offered, but
they were
insufficient.

There currently remains no cure for advanced breast cancer (aBC),
and women who live with the disease are faced with a range of personal,
social and economic challenges, impacting their ability to work and
carry out daily tasks.

Seven years later, the Invisible
Woman 2.0 Report is intended
as an extension of the first
report, based on results from
the Patients and Carer Survey
in 2019, a replication of the
2013 survey. This report aims to
further explore the aBC patient
landscape in Europe and provide
clear comparisons that help
highlight progress made since
the last report was published
and the work that still needs to
be done to better support those
affected by the disease.

The first Invisible Woman Report1 based
on the Here & Now Patients and Carer
Survey, published in 2013, aimed to raise
awareness of aBC and provide pioneering
insights into the impact of the disease on
patients, families, society and economies
across Europe. The survey showed that
many women with aBC were suffering
from psychological, social and financial
hardships. Support and guidance were
offered, but they were insufficient.
Patients and carers were often unable
to get adequate information about aBC,
6
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This report aims to further explore the aBC patient landscape in
Europe and provide clear comparisons that help highlight progress
made since the last report was published and the work that still needs
to be done to better support those affected by the disease.

and they often felt depressed, worried, and
feared for the future. Many patients were
forced to take on less responsibility and
had to give up paid employment or reduce
the hours that they worked. They were
also less able to look after their families.
The report helped shine some light on the
value of the contribution that women aged
50+ make to society, whilst also delivering
recommendations on how these findings
could be used to improve care and support
for those affected by aBC.

Healthcare systems across
Europe still vary considerably
in terms of their capacity to
provide equal high-quality care
for all, with huge discrepancies
in clinical outcomes and access
for breast cancer patients2. By
continuing to raise awareness
of aBC and improving the
understanding of its profound
impact on women, their families
and the wider society, we aim to
equip policy makers and other
stakeholders in Europe with
the knowledge necessary to
drive change for the benefit of
patients and societies alike.

Fig.01 | A total of 98 respondents reached in 8 EU
countries, majority of them are carers
30 minute computer assisted web interview (CAWI)
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Countries

98

Respondents

36%

Patients

64%

Carers

∑ Total

∑25

Netherlands

∑25

Belgium

∑25

France

∑26

Spain

∑25

Sweden

∑25

Poland

∑25

∑26

Italy

Israel

Sample

S1. Are you responding on behalf of yourself (i.e. patient) today or on behalf
of a close relative or friend that you care for/support (i.e. ‘carer/support’)?

Fig.02 | Patient characteristics
Patients are typically in their mid 40s, in a relationship, with children.
For most of them, cancer was initially located in the breast only or breast and lymph nodes

54 yo in 2013

80% in 2013

42

45

Age at first
diagnosis

Current
Age (avg)

Patient
characteristics

82%

w/children

77%

Married or in
a relationship
67% in 2013

2013 n=158 / 52% of the sample

49 yo in 2013

48% in 2013

42%

45

Remission

%

At first diagnosis
was in breast
and lymph
nodes only

38% in 2013
+in BE: 75%
-in ES: 3%

2019 n=35 / 36% of the sample
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Executive summary
Breast cancer kills more women in Europe
than any other cancer and most of these
deaths are a result of metastatic disease.
The profound impact of this disease
is further highlighted by a report that
breast cancers accounted for the highest
healthcare costs of all cancer-related
healthcare in 2009 in the EU3.
ABC is often incurable and sometimes
affects women in the prime of their lives
when they have both a career and
childcare responsibilities.
The Invisible Woman 2.0 Report confirms
the findings of the first report published
in 2013, in that a diagnosis of aBC has
huge personal, societal and economic
impact. Quality of life (QoL) is the biggest
area of unmet need and access to care
is also important to women living with aBC.
In 2019, aBC is having a larger impact on
women’s personal finance. The practical and
emotional consequences associated

with financial stress have also worsened
over the years. Many women feel isolated
and helpless, and withdrawn from society.
It is clear that day-to-day living becomes a
struggle, with most patients experiencing
anxiety, depression, or a loss of confidence.
There continues to be a lack of provision
of information and support. QoL is a
particular area where services are failing
patients, however there are other areas in
need of improvement, including financial
help and counselling. To compound
the problem, fewer patients found the
information provided by healthcare
professionals (HCPs) useful, although
many patients would appreciate more time
with their doctor.
The findings from this report will help equip
policy makers and other stakeholders in
Europe with the knowledge necessary to
drive change for the benefit of patients and
societies alike.

Background
The Invisible
Woman 2.0
Report confirms
the findings of
the first report
published in 2013,
in that a diagnosis
of aBC has huge
personal, societal
and economic
impact.

Breast cancer remains the number one
cause of cancer death in women in Europe,
claiming the lives of more than 150,000
women in 20184, with most of these
deaths being a result of complications
from recurrent or metastatic disease5.
Approximately 5 – 10% are at an advanced
stage at diagnosis, while about 30% of
women initially diagnosed with early stages
of breast cancer will go on to develop
advanced disease5.

In this report, “advanced breast cancer (aBC)”
refers to Stage IIIB, IIIC and IV breast cancer
according to the updated Breast Cancer
Staging Guidelines from the American Joint
Committee on Cancer6
Because aBC has spread outside the
breast, it's harder to treat than early stage
breast cancer. In the case of mBC, the
cancer has spread to distant organs of the
body and it cannot be cured; therefore, the
goals of treatment are to control the growth
of the disease, relieve symptoms, prolong
life and improve QoL7. The average survival
of mBC is estimated to be about two to
three years, but this varies significantly
depending on where the cancer has spread
to and response to treatment. Some people
live for many years and others survive for
just a few months8,9.
Although advances in both early detection
and treatment have seen death rates
from breast cancer decreasing steadily
in most Western countries since the early
1990s, progress has been slow in terms of
improved outcomes and QoL for patients
with aBC9.The main improvements in
survival have come from the development
of new therapies for specific subtypes of
breast cancer.
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Access to the best available therapies,
including multidisciplinary care, is
paramount, but is very uneven throughout
Europe for patients with advanced
cancer9. In addition, while European health
professionals recommend that patients
should be offered appropriate personalised
psychosocial care, supportive care and
symptom-related interventions as a routine
part of their care9, this does not often
happen in practice.

Despite the recommendations of experts on
support required for patients with aBC, the
Patients and Carer Survey in 2019 confirms
the findings of the 2013 survey, in that the
diagnosis of aBC makes many women feel
that they are living in an emotional, financial
and social limbo. As the length of time
patients live with aBC improves, the need
for understanding of survivorship issues is
becoming increasingly urgent. Clearly, the
standards and access to care and support
of patients with aBC is a pressing public
health issue.

Stage IIIB
• The tumour may be any
size and has spread to
the chest wall and/or skin
of the breast and caused
swelling or an ulcer and
• May have spread to up to
9 axillary lymph nodes or
• May have spread to lymph
nodes near the breastbone

Stage IIIC
• There may be no sign of
cancer in the breast or, if
there is a tumour, it may
be any size and may have
spread to the chest wall
and/or the skin of the
breast and
• The cancer has spread
to 10 or more axillary
lymph nodes or
• The cancer has spread
to lymph nodes above or
below the collarbone or
• The cancer has spread
to axillary lymph nodes
or to lymph nodes near
the breastbone

Stage IV
• Also called metastatic
breast cancer (mBC)

The latest European Society of
Medical Oncology guidelines
for aBC8, state that: “As survival
is improving in many patients
with aBC, consideration of
survivorship issues should be
part of the routine care of these
patients and attention to chronic
needs for home and family care,
job and social requirements
should be incorporated in the
treatment planning”.

• The cancer that has spread
beyond the breast and
nearby lymph nodes to
other organs of the body,
such as the lungs, distant
lymph nodes, skin, bones,
liver, or brain

9

ABC sometimes hits
women at the prime
of their lives when they
are raising children,
supporting their families
and working towards
their goals and dreams

Counting the cost of
advanced breast cancer
While the advances in care for early breast
cancer have been significant, in terms of both
awareness and management of the disease,
there remains room for improvement in the
care and support of patients with aBC, their
families and caregivers. ABC sometimes
hits women at the prime of their lives when
they are raising children, supporting their
families and working towards their goals and
dreams10. The needs and experiences of
individual patients living with a life-threatening
illness, such as aBC, are diverse, but there
are some common trends. There are
economic, social, as well as personal costs
for the women themselves, their families and
for society generally. From the role they play
within their families and in wider society, their
lives are led in limbo, with things put on hold,
blighted by uncertainty and living under the
frightening reality of never knowing what
tomorrow will bring. The traditional role of
women as the main carer within a family is
still inherent. And many want to – or have to –
maintain a working life and career alongside
bringing up children.

There are economic, social, as well as personal
costs for the women themselves, their families
and for society generally. From the role they
play within their families and in wider society,
their lives are led in limbo, with things put on
hold, blighted by uncertainty and living under
the frightening reality of never knowing what
tomorrow will bring.

So, when they are unable to do one or both,
or no longer to the same level as before
because of a diagnosis of aBC, there
are many implications: they are reeling
from the terrible financial toll they are put
under, feeling isolated in the community
and misunderstood by the society, and
experience a rollercoaster of emotions as
they come to terms with having a cancer that
has returned and possibly cannot be cured.
It is clear that the cost of a diagnosis of aBC
is huge: financially, societally and emotionally.
Women with aBC are frightened for the future
and need better support from people nearby
and the wider society.

10
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Money talks: the financial
struggle and economic
impact of aBC
Hard hit by the change in employment
and income

Fig.03 | Changes to personal employment after aBC spread (% of patients)

Many women want to – or have to – maintain
a working life and career at the same time
as looking after children or grandchildren.
Sometimes aBC affects women in the prime
of their life when having a job is vital to the
family finances. However, a diagnosis of
aBC has a devastating impact on a woman’s
career, with significant loss of income due
to having to work fewer hours or needing to
stop paid work. All cancer survivors have a
significantly increased risk of unemployment
and are less likely to be re-employed than
those without cancer11.

74% of the aBC patients made changes to personal employment. Nowadays, more
woman have reduced the number of hours they work

In the 2019 survey, almost two thirds (60%)
of women have seen their household income
drop as a result of their illness. More than half
(51%) have seen their household income drop
by more than 30%, half of whom have had
an income drop of over 50%. This is despite
more women being employed in 2019 (57%)
compared to 2013 (40%), potentially due to
a younger age group of patients and the fact
that they are experiencing better health.

Gave up work
completely

Of those employed, almost a third (31%)
were working full time, just over a fifth (22%)
part time and 4% are self-employed. But
getting an aBC diagnosis is having more of
an impact on the ability of women to continue
working than previously. Three quarters
(74%) said they had to make changes to
their employment after their aBC diagnosis,
compared with a half (50%) in 2013. These
changes included having to give up work,
having to reduce the number of hours they
work, changing the type of work, having to
work more hours from home and, shockingly,
being asked to leave their job.

Unknown

No change

Change in employment status

2013
(n=304)
1%

49%

50%

2019
(n=98)
4%

22%

74%

2019 (n=73)

2013 (n=153)

37%
37%

Reduced the number
of hours worked

33%

Gave up work for
a period of time

23%

Took days off
from work

18%

Changed the type
of work / change jobs

10%

Took a job
nearer to home

5%

Were asked to
leave the job

4%

Had to work more
hours from home

4%

Had to take on a
less senior role

3%

Other

4%

22%

37%

18%

5%

5%

4%

3%

11%

Unsurprisingly, a quarter (26%, up from
17% in 2013) of these women were earning
less than 11,778 € a year, including 18% (up
from 12% in 2013) earning less than 5,889
€ a year. The percentage of patients having
difficulty paying for things has more than
doubled, increasing from 24% in 2013 to
55% in 2019. The reduction in income also
led to 69% of women having to spend less
as a result of their illness, compared with
only 38% in 2013.
The financial pressure is having a huge
practical impact on women with aBC,
possibly because it comes at a time of
increased costs from managing their
illness. In fact, many patients have been
forced to increase expenditure as a direct
result of aBC – especially in areas of
further medication, complementary
treatments, special diet, modifications to
the home and childcare.

Fig.04 | Financial impact of aCB
70% of the patients had to spend less because of the change in their income levels

Difficulties because of changed financial situation
Spending less

2019 (n=58)

2013 (n=304)

2019 (n=98)

2013 (n=304)

69%
38%

Difficulty paying
for things

55%
24%

Additional expenditure after aBC spread
56%

51%

44%

+in FR: 72% vs 40% in 2013
+in SE: 80%

52%
40%

33%

28%

34%
22%

24%

22%
11%

7%
Further
medication

Travel
Complementary Specialist
related to
foods
treatments
treatment or
check ups

Help around Modifications
the home
to the home

14%

6%

Childcare

5%
No additional
expenditure

Q13. Which, if any, of the following have [you] [the person you care for / support] experienced as a
direct result of [your] [their] changed financial situation? Q14. What additional expenditure have [you]
[the person you care for / support] had as a direct result of the breast cancer having spread?

The chain reaction of financial stress
It has been shown that financial difficulty is
strongly correlated with a decrease in QoL
in patients with aBC12,13. Forced change in
employment can lead to a loss of identity, a
decreased sense of autonomy and comes
at a time when patients face the additional
costs of being ill1,2,10. While the impact of
“financial toxicity” for cancer patients
in the USA has been well documented,
less work has been done to understand
how financial burden effects the QoL of
patients with aBC in countries with national
healthcare services13,14,15. The authors of a
study conducted in France were surprised
at the high rate of patient-reported financial
distress despite free provision of cancer
treatment13. In the group of patients with aBC,
72% reported financial distress – a higher
percentage than patients with advanced lung,
prostate or colorectal cancer.

The effects of this financial distress included
increased physical suffering and anxiety,
as well as decreased emotional and social
wellbeing. In another study in Ireland, 38% of
the patients with advanced colorectal cancer
who reported cancer-related financial stress
(the ability to make ends meet) and financial
strain (the impact on the patient’s feelings)
had low QoL15. The effects of financial
difficulties on psychological and physical
problems must therefore be considered
when caring for patients with aBC.
The 2019 Patient and Carer Survey has
clearly identified that financial pressures are
having a direct impact on the wellbeing of
women with aBC, with almost 70% admitting
the change in their financial situation has
caused psychological or physical problems,
up by 30% since 2013.

Fig.05 | Difficulties
because of changed
financial situations
70% of the patients reported
psychological or physical
problems because of the change
in their income levels

69%
2019: Psychological
or physical problems
(n=58)

39%

6%

Q9. [Have you] [Has the person you care for / support] had to make any changes to [your] [their] personal
employment as a direct result of the breast cancer having spread to other parts of the body?
Q10. Specifically, what changes have [you] [the person you care for / support] had to make?
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2013: Psychological
or physical problems
(n=304)
13

The ripple effect:
the societal impact of aBC
The impact of
the loss of skilled
and experienced
female workers
from the labour
market is not to be
underestimated,
as 45% of women
aged 50–65 are in
paid employment
in Europe.

Economic burden of aBC
Although calculating the healthcare and
economic costs of aBC was beyond the
scope of the Patients and Carers Surveys
in 2013 and 2019, it is nevertheless
interesting to consider our findings in the
wider context of economic consequences
of aBC. Breast cancer is responsible for
the highest healthcare costs in Europe
(6.73 billion € in 2009), and it is clear
from examining the differences in cancer
care and spending across Europe, that
costs could be significantly reduced if the
disease was treated as early as possible3,10.
Research shows that treatment costs
are substantially higher in the advanced
stages of breast cancer: in France, treating
patients with aBC is 20,000 € more
expensive than treating patients with earlystage localised disease2.
Economic burden goes beyond the direct
costs of care and includes lost productivity
due to premature death and disability,
time of family and caregivers and cost of
transport to treatment facilities16.
14
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The impact of the loss of skilled and
experienced female workers from the
labour market is not to be underestimated,
as 45% of women aged 50–65 are in paid
employment in Europe1.
Furthermore, the socioeconomic
contribution these woman make to the "grey
economy" must be taken into consideration.
The value of care and domestic work done
by women in 11 European countries in 2011
varied from country to country, with an
estimated replacement cost of about 8,767
€ per year for each woman and a total
of 876.5 billion €1,17. The mean hours that
women who are 50+ spent on care and
domestic work per week in 2011 was 25.8
hours in Italy, 29.7 hours in Spain and 18.2
hours in France17. Overall, it is clear that the
cost of a diagnosis of aBC is huge not only
to the patients themselves but also to the
wider society and economy.

A sharp decline in social responsibility
In addition to an important economic
role played by women before their aBC
diagnosis, they also have a significant
societal role to play in the raising of their
children, looking after grandchildren, caring
for elderly and unwell relatives, as well
as the day-to-day tasks at home such as
cooking, cleaning and other household
chores. In fact, when a woman becomes
sick and is either unable to continue
working or is forced to reduce her hours,
the impact is felt both by her immediate
family and by the community.
The average age of patients in the 2019
survey was 45 (younger than the general
aBC population)18, with 82% of them having
children to care for. Following the diagnosis
of aBC, the ability to fulfil an active role in
home life falls by an average of 50% and
this has not changed over time. This sharp
decline in being able to carry out roles
and responsibilities within the family was
seen in all areas of life, including cooking,
housework, keeping the family together
and childcare, among others.
The social lives of these women are also
severely affected by their advanced cancer
diagnosis as their ability to do activities
outside the home also dropped by almost a
half. Providing support at local schools and
providing practical support to friends and
neighbours take the biggest hit, with a drop
of 53% and 51%, respectively, compared
with pre-diagnosis.

Fig.06 | Role before and after aBC diagnosis (2019)
A sharp decline in being able to carry out roles and responsibilities within the family
was seen in all areas of life

Relative % change
(present day vs before)
Cooking

-42%

Housework

-53%

Keeping the
family together

-44%

Childcare

-33%

Main breadwinner

-34%

Taking children to
and from activities

-56%

Looking after
parent(s)

-63%

Looking after other
family member(s)

-61%

Looking after
grandchildren

-36%

Before (n=98)

Present day (n=98)

63%
37%
61%
29%
46%
26%
43%
29%
42%
28%
33%
14%
28%
10%

+in IL: 67%

23%
9%
22%
14%

Q15. Which of the following best describe [your] [the person you care for / support] roles and
responsibilities within the family 1. Before the diagnosis that cancer had spread 2. Present day?

Fig.07 | Ability to undertake activities outside the home (2019)
Activities outside the home have all declined as well, whether in terms of providing
practical or emotional support to others or to a local school

Relative % change
(present day vs before)
Providing
practical support*

-51%

Providing
emotional support*

-46%

Voluntary or
charity work

-14%

Providing support
at local school

-53%

Community
fundraising

-31%

Neighbourhood
improvement
schemes

†

-46%

Before (n=98)

Present day (n=98)

44%
21%
38%
20%
22%
19%
19%
9%
13%
9%
13%
7%
†

*
To neighbours or friends
Neighbourhood or community

Q18. Which of the following activities do [you] [the person you care for / support]
undertake outside of the home a. Before the diagnosis that cancer had spread? B. Present day?
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The toll on relationships
with family and friends
A diagnosis of advanced cancer not only
affects the patient but also impacts their
relationships with their family, friends and
surrounding community.
Compared with 2013, the percentage of
women whose relationships with people
nearby were negatively affected increased.
There is a general lack of engagement with
the early BC community – the percentage of
women with aBC who felt they had become
isolated from the early-stage breast cancer
community almost doubled from 18% in 2013
to 33% in 2019. Similarly, 27% of women with
aBC felt they received less support than when
they were first diagnosed with breast cancer,
a sharp increase from 15% in 2013. Many
women became withdrawn from colleagues
and co-workers, friends, extended family and
close family.
Outside their close circle, most patients do
not talk much about their illness as they find
it hard for other people to truly understand
their situation. When asked what was
communicated about the disease, they said:

Fig.08 | Direct result of the cancer having spread to other parts
After the cancer spread, many patients became withdrawn from family, friends
and colleagues
(% of patients who agree or completely agree)

Relational
Become withdrawn from
colleagues / coworkers
Become isolated from the
early stage breast cancer
community

2019 (n=98)
34%
26%

Become withdrawn
from extended family

27%

22%

22%

27%
15%

Society is very aware of
the disease, in general
it supports women with
breast cancer…

They see us like walking dead, they are
impressed how we react, how we do not
show that we are sick sometimes and
they are astonished by the numerous
treatments and diagnostic tests…

Patient, Poland

Patient, Italy

18%
16%

Like it’s a shame, people
don’t really know how to
behave or what to say.

Q25. Please indicate your level of agreement with the following statements

It depends on the people with whom she
talks: with me (her daughter) or my father,
she manifests a disarray, an exhaustion, a
disgust of total life, she expresses her pains,
her impotence and fatigue; with my brother,
neighbours or friends, she avoids the subject,
and gives the appearance of an elderly and
tired woman but nothing more.…

It is natural for people to pity someone
with incurable disease, although pity is
not constructive and probably increases
the feelings of isolation. This suggests
a possible gap in advocacy around how
patients with aBC are portrayed in the
media and how the society views aBC.

18%

30%

Become withdrawn
from close family

While some women can sense compassion
from people around them, there is a general
feeling that society pities women with aBC
and feels sorry for them. When asked to
write down the words that come to mind
which best describe how they believe
society views those who suffer from aBC,
they said:

33%

Become withdrawn
from friends

Receiving less support
than when first diagnosed
with breast cancer

2013 (n=304)

 itied by a society which
P
doesn’t understand

I always try to respect other people’s
sensitivity especially when things
that are not as beautiful like this one,
so I don’t go into details...
Carer, France

Pity…

Strong and brave...

Carer, The Netherlands

Patient, Poland

Patient, Sweden

Fear, indifference,
stigma, pity…
Patient, France

Nothing.

She said nothing.

Patient, Poland

Carer, Spain

Carer, France

People are
compassionate…
She announced that she had cancer
and that she was going to fight.

The truth is that apart from the
family that is close to me no one
knows that I got sick.

Carer, Belgium

Patient, Poland
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Life turned upside down:
the personal impact of aBC
The cancer emotional rollercoaster

Living with the symptoms

The personal impact of a cancer diagnosis
cannot be underestimated. Patients’ lives
are turned upside down and they face not
only emotional turmoil but a rollercoaster
of highs and lows on their treatment journey.
At initial diagnosis of breast cancer, patients
spontaneously expressed fear, shock,
grief and depression – similar emotions to
those seen in 2013. These emotions turn
to despair, sadness, fear and a loss of hope
after an aBC diagnosis, even though some
patients try to keep a positive attitude
towards their life:

As patients’ cancer spread to other parts
of the body, many experienced a range
of physical problems as a direct result of
their condition. Nearly 60% of women said
they suffered pain and discomfort which
interfered with daily life. Many needed daily
help from family members for personal care
and struggled to care for themselves, others
had problems with mobility. It’s unclear
why the physical problems appear to have
worsened, but what is clear is that women
with aBC are facing many challenges coping
with activities of daily living and more
support is needed.

Women with aBC live with the frightening
reality of not knowing what tomorrow
will bring, and day-to-day living can be
a struggle. The emotional toll the aBC
diagnosis takes is huge, with more than
half of the patients experiencing anxiety
or depression, or a loss of confidence.

Hopelessness, death, fear, why not die now?
Who will take care of my daughter…?
Patient, Israel

Despair,
sadness, fear,
loss of hope…

Serene, tired,
sometimes
I feel pain…

Death is approaching,
my time is running out,
it’s unfair…

Patient, Poland

Patient, Poland

Patient, Sweden

Death, fear, sadness, helpless…
Carer, The Netherlands

Hope for healing, why
me? Enjoy life at every
moment / Zen attitude.
Patient, Israel

Depression often takes over hope…
Patient, Italy

Fig.09 | Direct result of the cancer having spread to other parts of the body
After the cancer spread, ~60% of patients experienced anxiety / depression, or lost confidence
(% of patients who agree or completely agree)

Lost, I thought I was
already overcoming
sickness and fatigue
and realized that no
treatment would help.
Patient, Israel

Emotional
Experienced anxiety
or depression

Have lost confidence

Loss of personal identity

2019 (n=98)

Patients with advanced cancer may feel too
sick to take part in the hobbies and activities
they used to enjoy, or they may simply
experience a lack of motivation to “look
after” themselves. Similar to 2013, the latest
survey identified a substantial reduction
in the time spent on lifestyle activities after
diagnosis – eating out and other forms of
entertainment dropped by 60 – 64%, going
to the gym and exercising fell by more
than half (54%) and taking part in a regular
hobby dropped by 50%.

Fig.10 | Direct result of the cancer having spread to other
parts of the body
After the cancer spread, ~60% of patients experienced anxiety, pain and discomfort
which interferes with daily life
(% of patients who agree or completely agree)

Physical

2019 (n=98)

Pain and discomfort
that interferes with
my daily life

58%

Problems performing
usual activities

44%

Require some help
from family members
for personal care

2013 (n=304)

50%

44%

43%
30%

Problems with caring
for myself

38%

Problems with mobility

36%

27%

30%

Q25. Please indicate your level of agreement with the following statements

2013 (n=304)

62%

She saw herself dying…

50%

Carer, Belgium

58%
37%

41%
37%

Q25. Please indicate your level of agreement with the following statements

Stressful feeling not
knowing what’s next
but usually I try to
think positively to keep
myself busy and hope
for the best
Patient, Israel

Tired, anxious, scared
of progression, eager
to live fully…
Patient, The Netherlands
18
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Supporting and
informing women with aBC

It is also evident that there is a need for
HCPs to spend more time with patients,
with 76% saying that they would be better
informed if they had more time to discuss the
diagnosis with their doctor. Interestingly, in
2013, a quarter of patients felt that spending
more time with their HCP would make no
difference, none of the patients felt that way
in the current survey. This highlights a need
for doctors to be more aware of the impact
that their time and support can have on a
patient, but also raises the problem of time
constraints on appointments in increasingly
stretched health systems across Europe.

Counselling
10% in 2013
More publicity
/increase
awareness
of the condition
7% in 2013

Personal well being/
quality of life
26% in 2013

28

%

12%
12%

Access to
treatment
19% in 2013

26%

Access to and
interactions
with health care
professionals
17% in 2013

15%

Access to
clinical trials
5% in 2013

17%

18%
Financial
support
15% in 2013

Q31. Please distribute 100 points across the following items in terms of which are the most important
areas to improve in relation to services / support offered to patients whose cancer has spread?

Fig.12 | Patients’ perceptions of level of information received at initial
diagnosis compared to diagnosis of spread
No significant difference has been observed in the level of information between
the 2 waves
2019 (n=98)

It was much more
than received before

13%

It was a little more
than received before

28%

It was about the same
as received before

41%

2013 (n=304)

Much more

18%

Little more

25%

The same

45%

It was a little less
than received before

12%

It was much less
than received before

5%

7%

5%

Little less

Much less

Q1c .How did the level of information [you], [the person you care for / support] received at the time the
cancer had spread compare to that given at the initial diagnosis?

Oncologists continue to be the source
of support for the majority of patients,
followed by nurses and other HCPs on the
team. However, only 39% of patients found
the information provided by HCPs useful,
a dramatic drop from 71% in 2013, highlighting
the need for a better understanding of what
patients want and providing information
that is relevant, meaningful and practical
for them.
Around half of patients received support
from friends and spouse or partner; other
sources of support in the family included
siblings, children, parents and other
relatives. Despite being a common source
of support, the information provided by
family and friends was useful to only
a fifth of patients.
One fifth received support from other
people with aBC; 23% of patients found
the information provided by other sufferers
useful, broadly unchanged from 2013 (18%).
Online groups and patient support groups
remain at a low level, mentioned by around
10% of patients for both 2019 and 2013
– this may link to the previous findings
of patients rarely discussing their illness
outside their close circle. 17% of patients –
a slight increase from 8% in 2013 –
found the information obtained via online
chat-groups or social networking helpful.
This suggests that the usefulness of
information shared on digital platforms
may be slowly improving, although more
work is needed to maximise the use of
this potentially highly valuable source
of information.

Fig.13 | Emotional association of having more time for patient to discuss
diagnosis with doctor
Patients say that they would feel better informed if they had more time to discuss
the diagnosis with their HCP
2019 (n=98)

2013 (n=304)

+ Positive feelings

2019

2013

- Negative feelings

2019

2013

Better informed

76%

65%

8%

16%

Less fearful

63%

45%

Would make me /
them worry

Less stressed

57%

37%

Overwhelmed

8%

18%

Reassured

57%

52%

2%

22%

More comfortable

50%

34%

Don’t want
more time

Listened to

50%

50%

More certain

2%

14%

45%

41%

Would rather talk
to other patients /
patient groups

In control

44%

30%

That I / They matter

10%

21%

Would rather talk
to a nurse

2%

36%

Would make
no difference

0%

25%

Would rather talk
to family or friends

0%

18%

Q1d If [you] [the person you care for / support] had more time to discuss the diagnosis with the doctor,
how would this make [you] [the person you care for / support] feel? Please select the 5 statements that
best describe how [you] [the person you care for / support] would most feel.

Fig.14 | Support received since aBC diagnosis and level of satisfaction
Oncologists are proven to be the greatest emotional / practical support providers

HCPs

While QoL is often mentioned in
consultations, the support and guidance
offered are insufficient, leaving women
feeling as though their needs have not been
met. 41% of survey responders in 2019 felt
that they received as much information
at advanced diagnosis as they did at initial
diagnosis, 41% felt they received more
information and 17% felt they received
less information. This data suggests that
provision of information and support is still
lacking and potentially reducing compared
with seven years ago.

QoL, followed by access to the treatment, is the biggest unmet need

Family & Friends

Patients have made it clear that their QoL
and access to treatment are the biggest
areas where services and support are failing
them. Other areas in need of improvement
include financial help, access to clinical
trials, access to and interactions with HCPs,
counselling and increased awareness of
the condition.

Where that information comes from

Fig.11 | Unmet needs: areas to improve

Other

The demand for support
and information

%
mentions

Avg.
satisfaction*

%
mentions

Avg.
satisfaction*

Oncologist or cancer doctor

64%

4

67%

4.5

Nurses

56%

4.1

47%

4.3

Other doctors on healthcare team

26%

4.2

30%

4.1

Therapists

26%

4.1

24%

4

Social workers

22%

4

5%

3.6

Friends

50%

4.1

55%

4.1

Spouse / partner

49%

4.4

54%

4.5

Siblings

45%

4.4

45%

4.4

Children

42%

4.4

53%

4.5

Parents

30%

4.3

23%

4.4

Other relatives

30%

4.1

38%

4.1

Other people with aBC

21%

4.4

21%

4.1

Co-Workers

17%

4.2

17%

4.1

Online Groups

11%

4.5

8%

3.6

Patient support groups / charities

9%

4.3

10%

4.1

*Average satisfaction (1-5)

2019 (n=98)

2013 (n=304)

Q28. Since receiving the diagnosis that the cancer had spread, from which of the following individuals
or groups have you the person I care for/support received emotional or practical support? Q29. How
satisfied are you/is the person you care for/support with the support received from the following
individuals and groups since the cancer has spread?
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Summary of main changes:
2019 vs. 2013
Financial impact

Social impact

• More women had to make changes to their
employment after their aBC diagnosis:
74% in 2019 vs. 50% in 2013

• More women had become isolated from
the early-stage breast cancer community:
33% in 2019 vs. 18% in 2013

• The percentage of women having difficulty
paying for things has more than doubled:
55% in 2019 vs. 24% in 2013

• More women received less support than
when they were first diagnosed with breast
cancer: 27% in 2019 vs. 15% in 2013

•M
 ore women had to spend less as a result
of their illness: 69% in 2019 vs. 38% in
2013

• There was a percentage increase in the
negative impact on social relationships in
all other areas assessed, including
becoming withdrawn from colleagues
and co-workers, friends, extended
family and close family.

In addition to a decrease in income, the
worsened practical financial impact on
women with aBC could also be attributed to
the increased costs of managing the illness,
especially in areas of further medication,
complementary treatments, special diet,
modifications to the home and childcare.
• More women experienced psychological
or physical problems as a direct result of
their changed financial situation: 69% in
2019 vs. 39% in 2013
It is uncertain what may have prompted this
increase. It is possible that the 2019 survey
included more working patients who may
have had a bigger role in household finance
before their diagnosis and therefore could be
more sensitive to financial changes. The lack
of useful information and potentially reduced
support patients received could also have led
to this change.

More women experienced
psychological or physical
problems as a direct
result of their changed
financial situation
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Many factors could have contributed to this
increase in isolation and social withdrawal.
A greater awareness of early, treatable
breast cancer, a significant change in
employment and income, and a persistent
lack of sufficient support may have all
played a role.

Emotional impact
• More patients had lost confidence
since their diagnosis: 58% in 2019 vs.
37% in 2013
The reason for this increase is unclear.
One possible factor to consider is that more
younger women were included in the 2019
survey, to whom changes to body image
through surgery or other treatment side
effects may have had a bigger impact on
their self-esteem compared with the impact
on older patients.

Financial impact

74%
2019: More women had
to make changes to their
employment after their
aBC diagnosis: 74% in 2019
vs. 50% in 2013

Social impact

33

%

2019: More women had
become isolated from the
early-stage breast cancer
community: 33% in 2019
vs. 18% in 2013

Social impact

Support and information needs
• Fewer patients found the information
provided by HCPs useful: 39% in 2019
vs. 71% in 2013
This highlights a continued lack of
understanding of patient needs.
Medical advances in aBC management
may not directly translate into enhanced
support and information provision to
patients, with potentially increasing
demand in overstretched health systems
across Europe.

What women with aBC want
Better financial support
In the latest Patients and Carer survey, the
financial toll that aBC diagnosis has on
women is clear. Women with aBC continue
to experience substantial and distressing
impacts on their life as a result of changes in
employment, fewer working hours and overall
loss of income. There is an urgent need to
support in these areas as the practical and
emotional impact caused by financial strain has
worsened over the years.

Better social support

Women with aBC continue
to experience substantial and
distressing impacts on their
life as a result of changes in
employment, fewer working
hours and overall loss of
income. There is an urgent
need to support in these areas.

Many women feel isolated and helpless, and
become withdrawn from society and even from
their close family and friends. There appears to
be a lack of understanding of the disease in the
general public, making it difficult for people to
offer appropriate support.

Better quality of life
Although important for everyone with breast
cancer, QoL issues are especially important
for those with aBC. The collection of physical,
psychological symptoms, as well as financial
stress, can all negatively impact patients’ QoL.
Unsurprisingly, QoL has been identified as the
biggest area of unmet need.

Better information provision
The support and guidance offered by HCPs
also appear to be insufficient and there is
a need for a better understanding of what
patients want and therefore providing relevant
information that can make a real difference.

58%
2019: More patients had
lost confidence since their
diagnosis: 58% in 2019
vs. 37% in 2013
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The way forward
By identifying the broad and complex impacts of living with aBC,
the Invisible Women Reports from 2013 and 2019 provide valuable
evidence about the unmet needs of patients, caregivers, and their
families in Europe, which can help inform policymakers and other
stakeholders to bring about positive change.

aBC causes. Information resources should
be readily available not only on treatment
options, but also on emotional wellbeing
and QoL. Access to multidisciplinary
teams will enable a holistic approach
to care for women with aBC and should
include supportive and psychosocial care.
To increase capabilities and empower
women with aBC, information about
patient and family focused support groups,
counselling services and any local volunteer
organisations that might assist with daily
living are needed.

women living with aBC know that they are
not alone.
The financial stress that comes with a
diagnosis of aBC, including substantial
impact on QoL and burden on families, has
been highlighted in this report. Addressing
the financial pressure women are under
needs to be integral to health policy.
Assistance is also required to keep aBC
survivors in work, with protection of worker’
rights and guidance for employers about
the specific needs of women with aBC.

Most women would appreciate more time with
their doctors to discuss key issues and receive
guidance on how to deal with the uncertainty that
aBC causes. Information resources should be
readily available not only on treatment options,
but also on emotional wellbeing and QoL.

The goal of the Invisible Women Reports
is to reduce the personal, societal and
economic impact of aBC by prioritising it
as a health policy across Europe. To achieve
this, healthcare engagement in individual
countries in Europe and at an EU policy
level is required. With collaboration of
policy makers with HCPs, patient support
groups and a health-aware general public,
optimising care for patients with aBC
is achievable.
Focus in recent decades has largely been on
prevention, early detection and survivorship
in early breast cancer. However, payers,
regulators and commissioners need to
increase their understanding of aBC and
consider their responsibilities to patients
with aBC when making decisions about
access to care. In addition, targeted funding
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of research and translation of the findings
into clinical practice is required to ensure
clinical advances in aBC. In Europe, on
average, only 5% of cancer research funding
is spent on investigating metastasis even
though 90% of cancer deaths are due to it19.
It is only by increasing focus on aBC that real
progress in patient outcomes will be realised.
Information provision and services are key
unmet needs identified in this Invisible
Women Report, particularly concerning QoL.
Oncologists and other HCPs would benefit
from communication skills training, that is
specific to women with aBC and in-depth
understanding of what patients want.
We identified that most women would
appreciate more time with their doctors to
discuss key issues and receive guidance
on how to deal with the uncertainty that

The goal of
the Invisible
Women Reports
is to reduce the
personal, societal
and economic
impact of aBC by
prioritising it as
a health policy
across Europe.

Breast cancer advocacy groups are
starting to devote attention to patients with
advanced cancer and the evidence from the
Patient and Carer Survey will help support
their campaigns and outreach strategies.
One possible gap that supporters and
breast cancer survivors could help
influence is how patients with aBC are
portrayed in the media. Just as awareness
of early breast cancer and survivorship
has improved among the general public,
understanding that aBC is a treatable but
often incurable disease, what living with
aBC is like and the value of these women
in society is also required. Indeed, more
women felt isolated from the early-stage
breast cancer community in 2019 than
in 2013 and felt that society pitied them.
This should be addressed urgently so that

Assistance
is also required
to keep aBC
survivors in work,
with protection
of worker’ rights
and guidance
for employers
about the specific
needs of women
with aBC.

With the high cost of a diagnosis of aBC
to patients, the wider society and the
economy, it is paramount that policy
makers and other relevant stakeholders
work together to optimise the care of
women with aBC in Europe and decrease
the societal and economic burden of this
disease. Consideration of patient-reported
outcomes and experience measures is
integral to realising this goal.
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