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C A L L T O AC T I O N
The following Call to Action points have been identified to improve the management and experience
of people with metastatic breast cancer (MBC).
There is a need to have:
1. Improved public awareness of metastatic breast cancer as a distinct disease
2. More tailored support for the unique needs of people with MBC
3. Greater focus on providing routine access to multidisciplinary teams from the point of diagnosis

This

report has been developed by eisai , with advice from a panel of medical experts and

patient advocacy groups from across europe . T he contributors included :

Professor John Crown
Consultant Medical Oncologist, St Vincent’s
University Hospital, Dublin, Ireland
Dr Ana Casas
President & Founder, Fundación Actitud frente al
Cáncer, Seville, Spain; Medical Oncologist, Virgen
del Rocío University Hospital, Seville, Spain
Dr Alexia Bertuzzi
Consultant Medical Oncologist, Humanitas
Cancer Center and Head of Adolescents and
Young Adults (AYA), Milan, Italy
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Elisabetta Veneziani Santonio
Adolescents and Young Adults (AYA) Collaborator,
AYA project, Cancer Center Istituto Clinico
Humanitas in Milan, Italy
Jean Robinson
MBC patient, UK
Andrea Cannon
Breast Care Nurse Consultant,
Think Pink Foundation, Australia

I N T RO D UC T I O N
More than 450,000 women are diagnosed with
breast cancer annually, around one every minute1,
and approximately 92,000 women die each year
in Europe from metastatic breast cancer (MBC)2.
Approximately 30% of those initially diagnosed
with breast cancer will go on to develop metastatic
disease, which is a very difficult condition to treat2
with only around 20% living beyond five years.3
While new treatments are becoming available, and
people are living longer with the diagnosis, it remains
terminal.4
The fact that metastatic disease is manageable,
but not yet curable,3 stands it apart from earlystage disease. It is a condition that brings extreme
physical and emotional burden not just to the
people diagnosed but also to those closest to them.5
Literature suggests that MBC and its life limiting
nature also brings with it many challenges that are
poorly understood by the public. These include a
sense of isolation and stigmatisation, exclusion from

the mainstream breast cancer debate and lack of
access to information specifically relevant to them.6
In order to further quantify these findings, Eisai
commissioned two surveys to investigate the current
situation further and provide insights on how and
if better support can be provided. The first was
among patients living with MBC and the second in
healthcare professionals treating people with the
disease.
This report details the findings from these
surveys7, alongside commentary from one to
one conversations and group discussions on the
implications of the results and the on-going unmet
need for both groups.
Eisai’s human health care mission is giving first
thought to patients and their families and the hope is
that this report and call to action will shine a light on
the on-going needs of terminally ill MBC patients and
will elicit the change they need to make the most of
their remaining time.

Survey design & methodology
Objective
To understand the challenges faced by MBC patients living with the
disease and the doctors treating them
Patient survey
•	The patient survey involved screening questions, to ensure
responses came only from people diagnosed with MBC and 12
questions
•	The survey was distributed via patient advocacy groups directly
and through HealthUnlocked, in UK, France, Spain, Italy, Russia, USA
and Australia
•	The survey was available from 12 – 28 August, 2018
Healthcare professional survey
•	The doctor survey involved screening questions, to ensure
respondents were medical oncologists who treated patients with
MBC, and 13 questions
•	The survey was distributed via SERMO in UK, France, Spain and Italy

France

UK

Spain

•	The survey was available from 12 – 24 August
The survey was completed by 82 MBC oncologists in four countries;
Spain, Italy, France, UK and 171 patients with MBC from five
countries; UK, France, Italy, Spain, and Russia.

Italy

Russia

Note
•	The graphical representations of the survey results are provided in percentages. As the percentage figures have been rounded, these may not always equate to 100.
•	USA and Australia data is excluded from the results outlined in this report
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T H E F U RT H E R M O R E S U RV E Y : K E Y F I N D I N G S A N D I M P L I C AT I O N S 7

The FurtherMore

survey results provide a comparative look at the perspectives of patients

and healthcare professionals on

MBC. The

results of the survey and consultation with

experts reveal the following :

I M PA C T O F M B C
O N PA T I E N T S
On diagnosis, there is an equal divide between those
people who want to add a numerical value to the
time they have left and those that prefer not to know.7
When considering priorities around goals of
treatment for MBC, most patients stated that it was
to ‘live longer’. When asked about what this extra
time means to them, the most common response
was to gain more time to spend with their families,
and the second most common answer was to have
more time to appreciate the small things in life.7

Figure 1.1 Patients views on knowing how long they have
left to live when diagnosed7
Q. When you were
diagnosed, did you want
to know how long you
have to live? (n=197)

“We don’t have to hold back. Luckily the treatments
that give you better life also help you to live longer
nowadays. There is more of a balance of living longer
and quality of life.”

Living longer

Professor John Crown
Professor and Consultant Medical Oncologist,
St Vincent’s University Hospital, Ireland.

70%

More time with family

3%

Shrinking the tumor

10%

Feeling less depressed

3%

Having more energy

3%

2%

Other

3%
0%

10%

Achieving lifetime
goals

24%

Appreciating the
small things in life

52%

Travelling to
new places

29%

12%

Not losing my hair

Milestones (getting
married, birth of a
grandchild)

27%

Not feeling sick

Helping others

20%

Other

2%
80%

20%

30%

40%

50%

60%

Q. What does extra time mean to you? (n=171)
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Figure 1.3: What extra time means to patients7

64%

Managing/reducing the pain

70%

YES
51%

“Some patients want all of the information with
as precise a survival estimate as is possible.
Some do not.”

Dr Ana Casas
President & Founder, Fundación Actitud frente al Cáncer, Spain;
Medical Oncologist, Virgen del Rocío University Hospital, Spain.

Figure 1.2: Patients’ ultimate goal for the future, what
they hope to get out of treatment and care7

NO
49%

60%

40%

20%

0%

Q. With your ultimate goal for the future in mind, what do you
hope to get out of your treatment and care? (n=171)

Patients identified a wide a range of issues when
asked what their main concerns are living with
MBC. In line with their treatment goals, the most
common concern was knowing how much time
they have left, but several other concerns were felt
around appearance, isolation, access to support and
understanding their doctor. 7

“This feeling of loneliness is key and so it is impor tant
to have a group to suppor t patients going through that
experience. Many patients say their relatives do not
understand how they feel and so they feel
very isolated.”
Dr Ana Casas
President & Founder, Fundación Actitud frente al Cáncer, Spain;
Medical Oncologist, Virgen del Rocío University Hospital, Spain..

Figure 1.4: The main concerns of patients living with MBC7
Not knowing how
much time I have left

66%

Little support/understanding
from my doctor

9%

Not knowing what to
tell my family/partner

I’m scared, I don’t know
what will happen

6%

Not knowing where
to find more support

10%

I feel overwhelmed with
information, I struggle to understand
everything my doctor tells me

It’s a very lonely condition,
I try and hide it

8%

Not liking how I look
(losing hair, weight)

29%

Feeling unwell, tired or
having no energy

55%

Nobody understands,
even my family. The world
doesn’t recognise me

14%

Feelings of isolation

13%

Other

0%

10%

20%

30%

40%

50%

60%

70%

Q. What have been your main concerns living with advanced breast cancer? (n=204)

Input from contributors reinforced the issue of
isolation, stigmatisation and lack of support both in
terms of coping with the disease and managing the
practical implications such as finances, job security
and family care. It was also suggested that a lack of
understanding of their disease by those close to
them can often compound these feelings.

“It is really sad that people feel lonely with MBC and
feel they must hide it. They don’t know who to talk to
which is scary as there are some horrendous days –
I know, through experience.”
Jean Robinson
MBC patient, UK

“New treatments mean that people are living longer
with a metastatic diagnosis and so need just as much
suppor t as those with early stage disease. It should also
be consistently available across both private and public
health systems.”
Andrea Cannon
Senior Breast Care Nurse, Think Pink Foundation, Australia

“Many people feel overwhelmed with the practicalities
of life and will say things like ‘How am I going to face
the kids, I need to be at work, I can’t take time off…’.
We need to touch on suppor t from the practical
side as well as the medical/emotional side. For me,
the biggest priorities are better treatments and more
suppor t available to patients as they go through
their treatment.”
Professor John Crown
Professor and Consultant Medical Oncologist, St Vincent’s
University Hospital, Ireland
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VIEWPOINTS OF MBC
F RO M D O C TO R S
Overall oncologists feel a need to manage both the physical and emotional aspects of this terminal disease for
their patients. The concerns they face in consultations ranged from the availability of treatment options through
to how they can reassure patients when they seem vulnerable, and concerns about the time available to them
to get to know and understand their patients.7

“The main concern is that I am giving them the
worst news they will get in their life but it’s also
hear tbreakingly frustrating that you don’t have the
treatment options to keep all patients alive and
well indefinitely.”

“Doctors themselves need some suppor t as it is difficult
to speak to patients on these topics daily. There is a
psychological and emotional impact and we do not have
enough suppor t or training on how to speak to our
patients on these difficult topics.”

Professor John Crown
Professor and Consultant Medical Oncologist, St Vincent’s
University Hospital, Ireland.

Dr Alexia Bertuzzi
Oncologist at Humanitas Cancer Center and
Head of AYA, Italy

Figure 2.1: Doctors’ main concerns, frustrations and fears when having consultations with MBC patients7
Some patients are very sick which
limits treatment options for them

62%

Some patients seem vulnerable and
anxious and I struggle to reassure them

41%

Some patients have clearly been researching
online and don’t seem to trust my opinion

18%

I feel that there are not enough
good treatments available

Q. What are your main
concerns, frustrations
or fears when having
consultations with your
MBC patients? (n=82)

32%

I feel I don’t have enough time with them
to get to know and understand them

41%

I struggle to get through to some patients and
understand what their concerns and fears are

12%

I struggle to talk to patients
about the time they have left

29%
0%

10%

20%

30%

40%

50%

60%

“It’s a shame oncologists and nurses do not have information on what’s out there in terms of wider suppor t. For me,
the group Breast Friends has been great, as there is always someone there who has been there, done it, but not a lot of
people know that it exists – if only the doctors and nurses in the local hospital knew to point people there.”
Jean Robinson
MBC patient, UK.
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When discussing treatment options, it was reported
that doctors must achieve a difficult balance of
ensuring their patients feel as well as possible while
also trying to extend their lives.7

“The rule is to never lie, but it is not always
advisable to give all of the information at once.”
Professor John Crown
Professor and Consultant Medical Oncologist,
St Vincent’s University Hospital, Ireland

Figure 2.2: Doctors’ ultimate goals when discussing
treatment options7
Managing serious
side effects

0%

Ensuring they feel
as well as possible

“We have to adapt to the patient’s situation and the
level and type of information that they need.”

57%

Tumour shrinkage

6%

Palliative care

6%

Extending life

Dr Ana Casas
President & Founder, Fundación Actitud frente al Cáncer, Spain;
Medical Oncologist, Virgen del Rocío University Hospital, Spain.

24%

Reducing symptoms of
depression/anxiety

4%

Other

2%

0%

20%

40%

60%

80%

Q. When discussing treatment options with MBC patients, what
would you say is your ultimate goal for them? (n=82)

Doctors also need to make daily subjective decisions
about what level of information to share with their
patients based on their diagnosis and on their
emotional state. Almost half of doctors said that
they must base their decision on whether to discuss
survival on their patient’s ability to process difficult
information, and 80% said that their discussions on
survival depend on the type of diagnosis.7
Figure 2.3: Doctors’ views on how patient responses to
how long they have to live impact doctors broaching the
subject with patients again7
They are visibly distressed
which puts me off telling
other patients

Figure 2.4: Doctors views on if discussions on survival with
patients depend on the type of cancer they have7

Yes, because the survival
prognosis differs with each
disease type

80%

No, the discussions with all
patients are normally the
same, regardless of what
disease they have

Other

0%

20%

1%

20%

40%

60%

80%

100%

Q. Do your discussions with MBC patients on survival depend
on what type of breast cancer they have? (i.e. HER2+, ER+ or
triple negative) (n=82)

13%

It is hard for them to hear
but does not make me
more reluctant to broach
the subject in future

38%

I base my decision on
whether to discuss the
topic on their ability to
process difficult information

48%

1%

Other

0%

10%

20%

30%

40%

50%

Q. How do patients’ responses to finding out how long they
have to live make you feel about broaching the subject with
patients again? (n=82)
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C H A L L E N G E S FA C E D
I N C O M M U N I C AT I O N
The data from both the patient and healthcare professional research indicated that there is a gap in
communication between patients and their doctors. Many people with MBC are holding back in discussing
their frustrations and fears with their doctor, with a third saying that they are not, or don’t know if they are,
completely comfortable talking to their doctor about their disease and hopes for the future.7
Figure 3.1: Patients’ response to being asked if they feel
comfortable talking to their doctor about their disease
and hopes for the future7
Q. Do you feel
comfortable talking
with your doctor about
your disease and your
hopes for the future?
(n=204)

I DON’T
KNOW

14%

NO

YES

20%

67%

“One of the things women with MBC experience, but
are too uncomfor table to talk about, is decreased sex
drive. They often won’t discuss it, only among friends,
yet it has a huge impact.”
Jean Robinson
MBC patient, UK.

Figure 3.2: Patients’ feelings about asking their doctor
about survival7
60%

The survey also found that, a quarter (25%) feel
afraid to ask questions of their doctors on the
approaches to their treatment, even though they had
conducted research to inform themselves, and 64%
felt either ‘nervous’ or ‘very uncomfortable’ to initiate
conversations about survival.7

40%

30%

20%

45%
40%
35%

24%
16%
11%

10%

0%

Figure 3.3: Patient responses when asked if they researched
their disease online, knew about treatment options
available or questioned their doctor about choices7

48%

50%

Very uncomfortable,
I have not asked yet

Nervous, but
I did ask

Not nervous at all,
I wanted to know

Other

Q. How did you feel about asking your doctor about survival?
(n=98)

40%
35%

30%

25%

25%
20%
15%
10%
5%
0%

Yes I challenge my doctor

I conduct research, but I am
afraid to challenge my doctor

I don’t need to research,
I trust my doctor

Q. Do you research online about your disease, or know about
treatment options available to you, or question your doctor about
their choices? (n=204)
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“Sometimes patients are using complimentary therapy,
or they may be experiencing side effects but are
scared to say in case you take them off treatment, and
sometimes they are just not relating to you as a doctor.”
Professor John Crown
Professor and Consultant Medical Oncologist, St Vincent’s
University Hospital, Ireland

There was evidence that doctors are struggling
to talk to their patients and they are aware that
conversations may not be completely open, with
over half of oncologists saying they feel that their
patients are holding back and feelings somewhat or
very uncomfortable initiating survival conversations
with them.7

Figure 3.5: Doctors comfort in discussing survival, if the
patient has not asked7
45%

41%

40%
35%
30%

27%

25%

“The doctor is also a person with feelings and fears.
Sometimes the patients don’t share their feelings and
doctors don’t ask the questions because as humans,
their emotions influence them.”
Dr Ana Casas
President & Founder, Fundación Actitud frente al Cáncer, Spain;
Medical Oncologist, Virgen del Rocío University Hospital, Spain.

Figure 3.4: Doctors’ perception of how open and honest
the relationship with their patients is7

Somewhat
open, but
there are
some cases
where I feel
my patients are
holding back

Very open, I feel we
can speak freely
with each
other

52%

48%

Not very open, I get the
impression my patients are
not asking the questions
they want to know (n=0)
Q. How open and honest would you say your relationship is with
your patients with MBC? (n=82)

“Sometimes people dar t around the subject and say,
‘How’s it working?’, ‘What happens now?’ when they are
really asking ‘How long do I have to live?’ Sometimes we
need to ask if that is what patients are actually asking.”
Professor John Crown
Professor and Consultant Medical Oncologist, St Vincent’s.

18%

20%
15%

9%

10%
5%
0%

5%

Perfectly
comfortable

Somewhat
comfortable

Neutral

Somewhat
uncomfortable

Very
uncomfortable

Q. Of the patients who do not ask, how do you feel about telling
them how long they have? (n=82)

Contributors suggested that a combination of
routine access to a consistent multi-disciplinary care
team, from the point of diagnosis and more training
and support for doctors in handling these difficult
conversations, would help to minimise some of these
challenges.
“There is a need for more education about
communication in the hospital and there should be a
team suppor ting every patient, not just the doctor. They
should have the full suppor t of a multi-disciplinary team
that includes a palliative care specialist, a psychologist
and a nurse specialist. A psychologist who spends an
hour with a patient can make a big difference.”
Dr Alexia Bertuzzi
Oncologist at Humanitas Cancer Center and Head of AYA, Italy

“Many patients often find it easier to talk with nurses,
but doctors and nurses often work in silo. We need
them to work as a team to offer meaningful suppor t
for patients, alongside psychologists and palliative care
specialists. You really can see differences in patients
when this happens.”
Dr Ana Casas
President & Founder, Fundación Actitud frente al Cáncer, Spain;
Medical Oncologist, Virgen del Rocío University Hospital, Spain.
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C A L L T O AC T I O N
While care of people with breast cancer has come a long way, success has
focused mostly on early stage disease and there is still a huge unmet need in
understanding, support and treatments to improve outcomes for people with an

MBC diagnosis.
The following points have been identified to improve the management and experience of
people with MBC, calling for:
1. Improved public awareness of MBC as a distinct disease
There is a need for public education that living with MBC is very different to living with earlystage breast cancer as it is a disease that can be controlled but currently cannot be cured. This
will help prepare patients as well as educate family members, employers, policy makers and
wider society on the nature of the disease.
2. More tailored support for the unique needs of people with MBC
There is a huge discrepancy between information and support currently delivered to women with
early-stage disease and those with MBC. Information needs to be streamlined and tailored to those
who are facing a terminal diagnosis and there needs to be improved access to social support, to
help them make informed decisions and make the most of their remaining time.
3. Greater focus on providing routine access to multidisciplinary teams from the point
of diagnosis
Integrated care needs to be delivered to MBC patients upon diagnosis using multidisciplinary
teams. This should include psychologists, palliative care specialists and MBC specialist nurses, to
ensure that oncologists have support in delivering tailored continuity of care through to end of
life, and the isolation experienced by patients is minimised.
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T H E F U R T H E R M O R E C A M PA I G N
The Fur therMore campaign showcases the lives of women with metastatic breast cancer
across the world through real and personal experiences. Many of these women have found
something unexpected from their diagnosis; something universal; a deeper sense of meaning
in their lives and their hopes for living as long as possible. Fur therMore explores metastatic
breast cancer through these unique and powerful stories and highlights the impor tance of
what can be achieved when people with MBC get the suppor t they need to live their life
to the full.
Find out more about FurtherMore at www.furthermore.life.
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