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Abstract

Context. Despite developments in the medical management of metastatic

breast cancer, little is known about the quality of life (QoL) and experience of
care in women with it.

Objectives. To explore QoL, experience of care, and support needs of women
living with metastatic breast cancer in the U.K.

Methods. Questionnaire-based, cross-sectional study, undertaken in two U.K.
cancer centers and online via the Breast Cancer Care Web site, assessing QoL and
experience of care in 235 women with metastatic breast cancer.

Results. QoL was assessed using the Functional Assessment of Cancer
TherapydBreast QoL measure. Overall, QoL was low (mean 89.0, standard
deviation 21.8) for total score. Low scores were seen uniformly in physical, social,
emotional, and functional well-being domains. Symptom burden was a significant
problem, with over one-third of women (34%) reporting high levels of pain and
other uncontrolled symptoms. In multiple regression analysis, social well-being
was significantly better for older women (P< 0.001) but was lower in those with
bone metastases only (P¼ 0.002). Functional well-being was significantly higher in
women without children (P¼ 0.004). Satisfaction with experience of care was low
and appeared to be predominantly in the hospital setting, with little evidence of
involvement of general practitioners and palliative care services.

Conclusion. Despite improvements in treatment and survival of women with
metastatic breast cancer, this group reports high symptom burden and
dissatisfaction with elements of their care, indicating that alternative models of
service delivery should be explored. J Pain Symptom Manage 2011;-:-e-.
� 2011 U.S. Cancer Pain Relief Committee. Published by Elsevier Inc. All rights reserved.
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Introduction previously been described in the current con-
Despite the implementation of screening
and advances in the management of breast
cancer, a significant number of women will
go on to develop metastatic disease, although
the actual number is unknown, as these data
are not collected. In the U.K., a significant pro-
portion of the 550,000 women estimated to be
alive with a diagnosis of breast cancer will be
living with metastatic disease.1 The needs of
those with metastatic breast cancer are increas-
ingly receiving both national2 and interna-
tional attention.3 Evidence suggests that the
provision of care for women with metastatic
breast cancer is inadequate4 and the focus of
clinical teams and breast care nurse specialists
has predominantly been on supporting those
with primary disease.5

The prognosis of metastatic breast cancer is
improving as a result of the development of
more effective and better tolerated therapies
that can be applied to a wider range of patients
sequentially over time,6,7 and for many, it may
become a long-term illness. Women presenting
with visceral metastases may have a relatively
short-life expectancy, whereas those presenting
with skeletal metastases and no other site of
metastases have an average life expectancy of
approximately 24e36 months. Those with
more indolent disease may live for many years
(10e15 years in some cases).8 Considering the
potential long-term nature of metastatic dis-
ease, those living with it are now considered
to be cancer survivors rather than necessarily
at the end of life.9,10

Because the focus of specialist palliative care
teams is on end-of-life care, many women with
metastatic breast cancer are not deemed to be
in the end-of-life phase of illness, and they of-
ten do not receive palliative care input until
the last weeks of life. This may be some years
after advanced disease is first recognized.

Quality of life (QoL) in women with breast
cancer has been extensively studied but there
is a paucity of research exploring the QoL and
well-being of women with metastatic disease,
outside of clinical trials of new treatments. To
date, there has been little information available
to suggest whether women with metastatic
breast cancer have unmet needs. The preva-
lence of problems and needs and the experi-
ence of care received by these women have not
text of the increased treatment options and pro-
longed life expectancy.
Although extensive data on the incidence and

mortality of breast cancer have been routinely
collected for a number of years, there are gaps.
In particular, data relating to diagnosis of meta-
static breast cancer has not been collected. We
are not aware of any country worldwide that
collects national data on the incidence of meta-
static breast cancer. This means that the natural
history of metastatic breast cancer, for example,
duration of survival after metastatic disease is
recognized, number and types of treatments re-
ceived, service use or QoL and how this changes
over time following the development of meta-
static disease, is unknown.
The prevalence of metastatic breast cancer

and the longer illness trajectory formanywomen
have potential implications for health service
provision and the cost of treatment and care. It
is, therefore, imperative that the needs for sup-
port and the impact of ongoing treatment for
metastatic breast cancer on women with the dis-
ease are understood.
The objective of this study was to assess the

QoL, experience of care, and need for support
services for women with metastatic breast can-
cer and to identify whether there were particu-
lar groups of women with greater need for
support. For example, it was hypothesized that
womenwith visceraldiseasewouldhave apoorer
QoL and higher symptom burden than women
with bonemetastases and no visceral disease be-
cause the former is deemed to be more aggres-
sive and advanced. A secondary objective was
to identify whether there were other subgroups
of women who may have greater need for
support.
This article reports the first detailed data fo-

cusing on the QoL and experience of care for
women with metastatic breast cancer in the
U.K., outside of clinical trials.
Methods
To ensure participation in the study of a large

number of women with metastatic breast can-
cer, a cross-sectional survey using quantitative
methods, and open and closed free-text ques-
tions, was used. Women were identified in local
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cancer centers, and by recruitment through
a national online recruitment campaign.

Women with metastatic breast cancer attend-
ing for treatment or follow-up in two cancer
centers in the southeast of England were re-
cruited over a 24-month period. Concurrently,
women responding to a media campaign
about the study were invited to complete the
survey using the Web site of a U.K.-wide breast
cancer charity.

The inclusion criteria were a confirmed di-
agnosis of metastatic breast cancer for women
recruited in the cancer centers, and Web site
participants were asked to describe the extent
of their metastatic disease.

Ethical approval was granted by the South-
ampton and South West Hampshire Local
Research Ethics Committee.

Sample Size
It was estimated that around 300 women in

total might be available to be approached
from the cancer centers. Assuming a contact,
consent, and response rate to the survey of
60%, we aimed to yield a sample of 180 women
from the cancer centers. The number of likely
cases from the Web site was unknown, but the
target sample size was set at 100. The sample
size was determined by availability of women
rather than by statistical power. However, a total
sample of at least 220 women split approxi-
mately one-third to two-thirds for bone metas-
tases vs. visceral metastases would provide 80%
power to detect standardized differences of 0.4
between the two groups in terms of the Func-
tional Assessment of Cancer TherapydBreast
(FACT-B) and experience with care subscale
scores.

Participants
All women attending breast cancer treat-

ment and follow-up clinics in the two cancer
centers were screened by searching their med-
ical notes. All those with a confirmed diagnosis
of metastatic breast cancer were identified and
approached by the principal investigator in
one cancer center and a research nurse in
the second to participate in the study. Some
women were identified but not approached
at the time because of a number of reasons,
such as the fact that they were receiving infor-
mation about disease progression and were
distressed by their situation at that time or
were felt to be in the midst of making decisions
about their treatment. In these cases, they were
approached at a later, more appropriate time.
All women approached were given the study
information sheet and at least 24 hours to con-
sider study participation. Subject to consent,
they were asked to complete a questionnaire
either face-to-face or to return it in a prepaid
envelope.

Concurrently, the same survey was placed on
theWeb site of a U.K.-wide breast cancer charity
Web site. The principal investigator undertook
media promotion about the study on national
radio, news Web sites, and local radio stations
to call for women with metastatic breast cancer
to take part in the online survey. Subject to con-
sent, women were asked to complete question-
naires about their QoL, personal experience
of care, and support needs and how they sought
support to address these.

To avoid duplication, postcodes were checked
to ensurenonehad takenpart inboth the cancer
center and Web site survey or submitted more
than one response to the Web site survey.

The survey was piloted face-to-face and on-
line and appeared to yield broadly consistent
responses from each method of recruitment.

Outcome Measures
The FACT-B, a self-administered question-

naire, was used to assess QoL and symptom
burden. This multidimensional instrument
was chosen because it consists of domains
that the study aimed to investigate, measuring
physical well-being, social/family well-being,
emotional well-being, functional well-being,
and breast cancer-specific concerns.

The total FACT-B score is calculated by adding
the results for each domain. The questionnaire
has a total of 37 items asking women to rate
how true each one is for the period of the last
seven days. Response scales range from 0 (not
at all) to 4 (very much). The FACT-B question-
naire has been shown to have high internal con-
sistency/reliability and has beenwell validated as
a patient-reported outcome measure.11,12

The experience with care measure incorpo-
rated 34 items in three domains (information
and advice, personal experience of care, and sat-
isfaction with care), with each individual item
rated on a five-point Likert scale, and an overall
rating of support received.13 The information
and advice domain comprised 11 items that
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considered the level of information and advice
given and whether the women knew where to
seek further assistance. The personal experience
of care domain consisted of 10 items and consid-
ered the quality of communication with health
care professionals, and whether the participant
felt valued and heard. The satisfaction with
care domain comprised 13 items relating to the
thoroughness of care and whether the women’s
needs and concerns were addressed. Ratings of
levelof support receivedwereaccessedonavisual
analogue scale from 0 to 10.

For women from the cancer centers, clinical
data relating to breast cancer diagnosis and
treatment were collected from their medical
notes. Socioeconomic status was measured us-
ing the Townsend deprivation index,14 derived
from postcodes.

Open-text questions explored the experi-
ence of living with metastatic breast cancer, spe-
cifically the women’s physical, emotional, and
social problems and needs, and where they
sought support for these. Access to support ser-
vices was determined using specific questions
about which health care professional the
women would choose to see regularly and why.

Statistical Methods
FACT-B subscale scores were calculated using

standard methods and summarized according
to subgroups of survey participants, usingmeans
and standard deviations (SDs). For the experi-
enceof caredata, a positive responsewas defined
for each item in the questionnaire by grouping
the higher two categories (agree/strongly agree
or very/completely satisfied) out of five options.
Then, for each woman, the number of positive
responses was summed within each of the three
domains separately (information and advice,
personal experience with care, and satisfaction
with care). The number of positive responses
within each of the three experiences of care do-
mains was then converted to a percentage out
of the number of questions within each domain
to facilitate comparisons between the domains
because the domains were based on a different
number of questions. These percentages repre-
sented the proportion of items within an experi-
ence of care domain for which an individual
participant gave a positive response. Mean (SD)
percentages of positive responses for each do-
main of the satisfaction with care questionnaire
wereused to summarizeacross groupsofwomen.
Although the distributions of the satisfaction
with care subscales were skewed, it was not possi-
ble tofinda suitable transformation tonormalize
the data; results were checked using nonpara-
metric methods, which made very little differ-
ence so have not been presented.
Where there were missing items, FACT-B

subscales were calculated on a prorated basis
according to the number of items in a scale
that were completed, provided that at least
50% of the items were available, as recommen-
ded in the FACT-B scoring manual (there was
no item with less than 50% data available). Be-
cause no similar guidelines exist for the satis-
faction with care module, no adjustment for
missing data was done for these subscales.
Analyses were carried out to assess how self-

reported QoL and experience of care varied
according to the number of prespecified demo-
graphic and clinical characteristics including
age, marital status, whether or not the woman
had children, socioeconomic status, time since
diagnosis of metastatic disease, and site of
spread. To account for multiple testing, a more
conservative cut-off of P¼ 0.01 was taken to indi-
cate statistical significance.
We compared mean scores of the FACT-B

and experience with care subscales between
groups using t-tests and one-way analyses of var-
iance for the univariate analyses. To take into
account associations between clinical and
demographic characteristics, all factors were
entered into multiple linear regression analy-
ses to determine independent associations with
the FACT-B and experience with care subscales.
TheChi-squared test was used to test associations
between categorical variables, such as patient
characteristics with place of recruitment and
some elements of the experience with care
questionnaire. Trend tests were used where
appropriate.
FACT-B and experience of care data were ana-

lyzed using SPSS (SPSS, Inc., Chicago, IL).
Open-text responses about support needs were
transcribed verbatim and analyzed by the princi-
pal investigator using the qualitative research
software NVivo (QSR International [U.K.] Lim-
ited, Southport, U.K.). Categorical indexing
was generated from the original themes of the
open questions, and subcategories generated
within these, identifying the key themes.15

Themes generated from the analysis were veri-
fied by a second researcher.
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Results
Participants

In total, 235 women with metastatic breast
cancer completed the study questionnaires.
One hundred and thirty-six women consented
to take part from the two cancer centers
(72.3% of the 188 women identified with meta-
static disease) and 110 completed the question-
naires (a response rate of 80.8%). Recruitment
of two women was considered inappropriate by
their oncologist. One woman had poor cogni-
tive ability and one was close to the end of life.
A total of 221 women looked at the online sur-
vey, 135 completed it, and 125 correctly de-
scribed themselves as having metastatic breast
cancer. Nineteen Web site responses (17.2%)
were repeated submissions of questionnaires
so were excluded and a further 10 (9.9%)
women who described regional recurrence
were excluded.

The age range of cancer center participants
was 25e84 years, with a mean age of 58 years.
Web site participants’ ages were collected in
ranges; therefore, the overall mean age score
cannot be calculated. Web site participants
were significantly younger (P< 0.001). Forty-
two percent of Web site participants were aged
between 45 and 55 years compared with 27%
from the cancer centers, whereas 35% of those
recruited from cancer centers were older than
65 years compared with 2% from the Web site.
Participants from both cancer centers were re-
cruited from urban and rural areas. There
were similar distributions between the cancer
center and Web site participants for all demo-
graphic variables other than age. The sociode-
mographic profile of the each cancer center
was similar. Ninety-five percent of participants
were of white ethnic origin. The median time
since diagnosis of metastatic disease was two
years (range one week to 15 years) (Table 1).

Within thewhole study population (n¼ 235),
75 women (31.9%) had metastatic disease con-
fined to bone, and the remainder had visceral
disease with or without bony metastases (159/
67.7%) (one unknown) (Table 1).
Clinical Characteristics of Cancer Center
Participants

It was not possible to collect accurate clini-
cal characteristics from the online partici-
pants. Of the cancer center participants
(n¼ 110), six (5.5%) had initially presented
with metastatic breast cancer but the majority
(93 [84.5%]) were treated for early stage dis-
ease (for the remaining 10%, these data
were unknown). For those women developing
metastatic disease after primary breast cancer
treatment, the median time interval between
primary diagnosis and development of meta-
static disease was four years (range nine
months to 23 years) (Table 2). Of the cancer
center participants, 37 (33.6%) had bone me-
tastases only, seven (6.3%) had nodal disease
only, 18 (16.3%) had a single visceral meta-
static site, 47 (42.7%) had multiple metastatic
sites (two or more), and 1 (0.9%) had an un-
known site (Table 2).

At the time of recruitment to the study, the
majority of women were receiving hormonal
therapy or chemotherapy, in some cases in
combination with trastuzumab, and in over
one-half with bisphosphonates (Table 2).
Quality of Life
The mean scores for overall QoL and for

each of the domains were low (reflecting worse
QoL) when compared with normative data de-
rived from the 295 patient validation sample
for the FACT-B questionnaire, where only
20% of women had distant metastases12

(Table 3).
Pain and other symptom scores for the

women indicated concerns with symptom con-
trol, with 81 (34.5%) scoring ‘‘quite a bit/very
much’’ (the highest two scoring categories)
for the statement ‘‘I have certain parts of my
body where I experience significant pain.’’
Those with bone metastases only were more
likely to report significant pain (33 of 75,
44.0%) compared with other metastatic sites
(48 of 158, 30.4%). In addition, lack of energy
was reported as ‘‘quite a bit/very much’’ by 89
(37.9%), nausea by 62 (26.4%), and shortness
of breath by 63 (26.8%). Interestingly, there
was no relationship between time since diagno-
sis of metastatic breast cancer and symptom
burden, indicating that uncontrolled symp-
toms may be a problem throughout the illness
trajectory and not necessarily worsening with
disease progression. There was a small associa-
tion between time since diagnosis and pain
(worsening as the disease progresses) but this
was not statistically significant.



Table 1
Demographic and Clinical Characteristics of Survey Respondents According to Place of Recruitment

Cancer Centers
(n¼ 110)

Web site
(n¼ 125)

Total
(n¼ 235)

c2 Test for Comparison
of Place of Recruitment

Characteristic n (%) n (%) n (%) P-value

Age (years) <0.001a

25e44 12 (10.9) 43 (34.4) 55 (23.4)
45e54 30 (27.3) 52 (41.6) 82 (34.9)
55e64 29 (26.4) 26 (20.8) 55 (23.4)
$65 39 (35.5) 3 (2.4) 42 (17.9)
Unknown 0 1 (0.8) 1 (0.4)

Marital status 0.21
In relationship 75 (68.2) 97 (77.6) 172 (73.2)
Not in relationship 31 (28.2) 26 (20.8) 57 (24.3)
Unknown 4 (3.6) 2 (1.6) 6 (2.6)

Children 0.96
None 20 (18.2) 25 (20.0) 45 (19.1)
$1 80 (72.7) 93 (74.4) 173 (73.6)
Unknown 10 (9.1) 7 (5.6) 17 (7.2)

Townsend deprivation index quintileb 0.54a

1¼Most deprived 27 (24.5) 12 (9.6) 39 (16.6)
2 19 (17.3) 19 (15.2) 38 (16.2)
3 16 (14.5) 24 (19.2) 40 (17.0)
4 19 (17.3) 21 (16.8) 40 (17.0)
5¼ Least deprived 24 (21.8) 14 (11.2) 38 (16.2)
Unknown 5 (4.5) 35 (28.0) 40 (17.0)

Time since diagnosis of metastases 0.45a

<6 months 31 (28.2) 32 (25.8) 63 (26.9)
6e12 months 17 (15.5) 28 (22.6) 45 (19.2)
1e2 years 30 (27.3) 33 (26.6) 63 (26.9)
2e5 years 24 (21.8) 29 (23.2) 53 (22.6)
>5 years 8 (7.3) 2 (1.6) 10 (4.3)
Unknown 0 1 (0.8) 1 (0.4)

Site of spread 0.73
Bone only 37 (33.6) 38 (30.4) 75 (31.9)
Other 73 (66.4) 86 (68.8) 159 (67.7)
Unknown 0 1 (0.8) 1 (0.4)

aTrend test.
bTownsend deprivation index unknown for 40 participants.
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Univariate analysis of associations between
demographic/clinical characteristics and the
FACT-B QoL subscales are shown in Table 4.
Having children was associated with lower func-
tional well-being. There was some evidence to
suggest that physical well-being diminished
with increasing age and that social well-being
improved with increasing age, although this
was not statistically significant. There was also
some suggestion that emotional well-being im-
proved as time increased since the diagnosis of
metastatic disease but, again, this showed only
borderline significance. There was no signifi-
cant association between deprivation scores
and QoL (Table 4).

In multiple regression analysis, social well-
being was significantly better for older women
(P< 0.001) and in those with bone metastases
only (P¼ 0.002). Functional well-being was sig-
nificantly higher in women without children
(P¼ 0.004). There were no statistically signifi-
cant associations with the breast cancer or total
FACT-B scores, and no significant associations
for marital status and deprivation with any of
the subscales. Unsurprisingly, those receiving
chemotherapy had lower functional well-
being than those receiving hormone therapy
(P¼ 0.007).

Experience With Care
Just over one-half of the women highlighted

dissatisfaction with the items related to infor-
mation and advice (Table 5). Satisfaction with
their personal experience of care was higher
(mean positive responses 71%), whereas for
satisfaction with care, the mean percentage of



Table 2
Clinical Characteristics of Cancer Center Survey

Participants at the Time of Recruitment

Clinical Characteristic

Total (n¼ 110)

n (%)

Time from primary diagnosis to metastatic disease (years)
<1 13 (11.8)
1e2 20 (18.2)
2e5 37 (33.6)
5e10 21 (19.0)
>10 18 (16.3)
Unknown 1 (0.9)

Site of metastatic spread at the time of survey completion
Bone only 37 (33.6)
Nodal disease only 7 (6.3)
Single site visceral disease 18 (16.3)
Multisite disease (two or more sites) 47 (42.7)
Unknown 1 (0.9)

Treatment at the time of study recruitment
Hormone therapy 58 (52.7)
Of those receiving hormone therapy
First treatment 29 (50.0)
Second treatment 18 (31.0)
$Third treatment 11 (19.0)
Chemotherapy 48 (43.6)

Of those receiving chemotherapy
First treatment 30 (62.5)
Second treatment 11 (22.9)
$Third treatment 7 (14.6)
Trastuzumab 25 (22.7)
Bisphosphonates 60 (54.5)

Vol. - No. - - 2011 7Quality of Life in Metastatic Breast Cancer
positive responses was less than 50%. The
mean overall rating of support received was
only 6.0 (SD 2.4), measured on a visual ana-
logue scale from 0 to 10 (Table 5).

In a univariate analysis, women aged older
than 65 years, those with site of spread other
than bone, and those recruited from a cancer
center weremore satisfied with the information
Table 3
FACT-B QoL Results for All 235 Survey

Respondents

FACT-B QoL Subscales

Total (n¼ 235); Mean (SD)a

Study Score Normative Scoreb

Physical well-being 16.8 (7.4) 22.1 (5.3)
Social well-being 20.1 (5.6) 22.7 (5.2)
Emotional well-being 12.9 (5.3) 16.3 (3.5)
Functional well-being 17.3 (6.2) 20.6 (6.4)
Breast cancer score 21.9 (7.5) 24.1 (6.5)

Total score 89.0 (21.8) 112.8 (20.9)

FACT-B ¼ Functional Assessment of Cancer TherapyeBreast;
QoL ¼ quality of life.
Missing data for social well-being (2), emotional well-being (1),
functional well-being (1), breast cancer score (1), and total
FACT-B score (3).
aHigher score reflects greater well-being.
bSee reference 11.
and advice they had been given. Older women
and those recruited from a cancer center were
more satisfied with their personal experience
of care andwere alsomore likely to feel well sup-
ported (Table 6). There was some indication
that those with bone metastases only were less
satisfied with their care, felt less supported
and rated the support they received as lower, al-
though these findings were only approaching
statistical significance. These findings highlight
that younger woman and those with bone me-
tastases only may have poorer experiences of
care.

Multiple regression analysis supports these
findings, with younger women being less satis-
fied with the information and advice they
received (P¼ 0.003) and their personal expe-
rience of care (P< 0.001), and were more
likely to rate the overall support they received
as lower than older women (P< 0.001).
Women with children were less satisfied with
their personal experience of care (P¼ 0.007)
and less satisfied with the care they received
(P¼ 0.002).

Again, multiple regression analysis suggests
that those with had bone metastases only may
be less satisfied with the information and ad-
vice they received (P¼ 0.05), with their experi-
ence of care (P¼ 0.03) and less likely to feel
well supported (P¼ 0.03) when compared
with those with metastatic disease in sites other
than bone, although these findings are only
approaching statistical significance.

There were no statistically significant associ-
ations for marital status and deprivation with
any of the experience with care domains.

Open-text responses aimed to elicit reasons
for dissatisfaction with the experience of
care. Women revealed that the experience of
being diagnosed with metastatic breast cancer
compared unfavorably with the experience of
the primary diagnosis. They highlighted dissat-
isfaction with the provision of information and
support from health care professionals when
compared with their experience of being diag-
nosed with early stage disease, when the partic-
ipants described feeling well supported and in
receipt of adequate information.

Relationships With Health Care Professionals
The women appeared to have limited con-

tact with their general practitioners (GPs),
and with specialist palliative care services,



Table 4
Results of Univariate Analyses of Associations Between Demographic/Clinical Characteristics and FACT-B

QoL Subscales for All 235 Survey Respondents

Physical
Well-Being

Social
Well-Being

Emotional
Well-Being

Functional
Well-Being

Breast
Cancer Score Total Score

Characteristic Mean (SD) Mean (SD) Mean (SD) Mean (SD) Mean (SD) Mean (SD)

Age (years) P¼ 0.04 P¼ 0.002 P¼ 0.15 P¼ 0.25 P¼ 0.38 P¼ 0.64
25e44 18.2 (6.8) 19.3 (4.8) 12.3 (4.8) 17.3 (5.8) 22.5 (6.6) 89.6 (18.8)
45e54 16.7 (6.8) 19.4 (6.1) 12.3 (5.6) 16.4 (6.7) 22.0 (8.1) 86.8 (23.7)
55e64 16.8 (8.0) 20.0 (5.5) 13.8 (5.0) 17.6 (6.2) 21.6 (7.5) 90.0 (21.0)
$65 14.9 (8.1) 23.1 (4.8) 13.3 (5.7) 18.4 (5.9) 21.2 (7.6) 90.6 (22.9)

Marital status P¼ 0.60 P¼ 0.46 P¼ 0.84 P¼ 0.85 P¼ 0.71 P¼ 0.93
In relationship 17.1 (7.1) 19.9 (5.0) 12.8 (5.2) 17.0 (6.2) 21.8 (7.4) 88.8 (21.5)
Not in relationship 16.5 (7.5) 20.6 (7.1) 12.9 (5.4) 17.2 (6.1) 22.3 (8.0) 89.1 (23.1)

Children P¼ 0.89 P¼ 0.06 P¼ 0.08 P¼ 0.001 P¼ 0.47 P¼ 0.03
None 16.8 (8.2) 21.6 (4.6) 14.1 (5.5) 20.1 (4.4) 22.6 (9.1) 95.7 (23.1)
$1 17.0 (7.2) 19.9 (5.7) 12.6 (5.2) 16.7 (6.4) 21.7 (7.2) 87.7 (21.4)

Townsend deprivation
index quintile

P¼ 0.82 P¼ 0.31 P¼ 0.44 P¼ 0.65 P¼ 0.45 P¼ 0.51

1¼Most deprived 16.1 (7.1) 19.6 (5.8) 12.2 (5.2) 17.3 (6.2) 22.0 (7.4) 86.9 (19.9)
2 17.2 (7.8) 21.6 (4.2) 13.3 (5.4) 18.8 (5.5) 21.0 (8.0) 91.8 (19.3)
3 16.9 (7.9) 19.9 (5.7) 12.6 (5.2) 17.0 (6.9) 21.6 (7.2) 88.0 (23.7)
4 16.6 (7.1) 19.8 (5.4) 12.2 (5.8) 16.5 (6.7) 22.9 (7.3) 88.0 (21.2)
5¼ Least deprived 16.8 (7.8) 21.8 (5.2) 13.7 (4.6) 17.7 (5.8) 22.5 (8.7) 92.5 (23.2)

Time since diagnosis of
metastases

P¼ 0.38 P¼ 0.39 P¼ 0.02 P¼ 0.18 P¼ 0.59 P¼ 0.07

<6 months 16.4 (7.5) 19.7 (6.5) 12.5 (5.6) 16.8 (6.3) 22.3 (7.9) 87.6 (22.1)
6e12 months 17.2 (7.2) 20.2 (5.2) 11.3 (5.6) 16.5 (6.8) 21.1 (6.9) 85.8 (22.2)
1e2 years 15.4 (7.7) 20.1 (5.6) 12.7 (5.1) 17.3 (6.0) 20.4 (7.6) 86.0 (21.1)
>2 years 18.1 (6.8) 20.6 (4.9) 14.5 (4.7) 18.2 (6.0) 23.4 (7.3) 95.2 (21.1)

Site of spread P¼ 0.90 P¼ 0.09 P¼ 0.70 P¼ 0.91 P¼ 0.39 P¼ 0.46
Bone only 16.9 (7.3) 19.2 (5.4) 12.6 (5.1) 17.3 (6.2) 21.2 (7.4) 87.3 (20.5)
Other 16.7 (7.4) 20.6 (5.6) 12.9 (5.4) 17.2 (6.3) 22.2 (7.6) 89.6 (22.4)

Place of recruitment P< 0.001 P< 0.001 P< 0.001 P¼ 0.74 P< 0.001 P< 0.001
Center 1 16.0 (7.4) 21.9 (4.3) 13.7 (5.2) 17.8 (5.8) 20.8 (8.0) 89.8 (21.8)
Center 2 8.9 (6.4) 21.9 (5.7) 9.3 (4.2) 17.0 (7.4) 16.5 (4.9) 73.8 (11.4)
Web site 19.6 (5.6) 18.6 (5.8) 13.4 (5.3) 17.1 (6.1) 24.2 (6.9) 93.0 (22.4)

FACT-B ¼ Functional Assessment of Cancer Therapy--Breast; QoL ¼ quality of life.
P-values shown correspond to F-test from analysis of variance (trend test for age, Townsend index, and time since diagnosis).
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with only 20 (8.5%) choosing their GP and 17
(7.3%) choosing a palliative care nurse as the
health care professional they would want to
see regularly. When asked which health care
professional they would choose to see on a reg-
ular basis, the majority indicated this was their
hospital consultant (146 [62.1%]). The rea-
sons given were being confident in their
knowledge and expertise, the specialist’s famil-
iarity with the individual’s cancer and treat-
ment, and ease of access. The choice of
health care professional also was determined
by their perceived qualities such as trust, mu-
tual respect, approachability, empathy, ease of
access, and the ability to act effectively on the
individual’s behalf.

Responses to the open-text questions indi-
cated that the nature and quality of interactions
with health care professionals had an impact on
how women coped with their situations. When
the women established a good relationship
with the health care professionals involved in
their care, they felt respected and treated as
an individual.
Thematic analysis of free-text questions re-

lating to the experience of metastatic breast
cancer revealed insights into some issues that
are important to women living with progressive
disease. The majority (162 [68.9%]) felt that
their main source of psychological support
was from family and friends, whereas a small
number (33 [14%]) felt unable to burden
those close to them, so spoke to no one. Those
who received formal support services felt these
were beneficial but a significant number did
not know how to seek formal support.



Table 5
Responses to Experience of Care Subscales for All Survey Respondents According to Place of Recruitment

Experience of Care Cancer Centers Web site Total
t-Test for Comparison
of Place of Recruitment

Mean (SD) (n¼ 110) (n¼ 125) (n¼ 235) P-value

Information and advice, % of positive responses
out of 11 questions (range 0e100)

62.1 (22.4) 49.6 (24.8) 55.5 (24.5) <0.001

Personal experience of care, % of positive responses
out of 10 questions (range 0e100)

78.4 (28.1) 64.2 (31.7) 70.8 (30.9) <0.001

Satisfaction with care, % positive responses
out of 13 questions (range 0e100)

52.4 (37.9) 44.5 (39.1) 48.2 (38.7) 0.119

Overall rating of support received (range 1e10) 7.5 (1.9) 5.0 (2.4) 6.0 (2.4) <0.001

Missing data for satisfaction with care (3), overall rating of support (43).
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Discussion
The women in this cross-sectional survey re-

flect the heterogeneity of women with meta-
static breast cancer. One-half of the women
had been living with metastatic disease for at
least two years at the time they completed
the survey and nearly one-third had metastatic
disease to bone only, a clinical subgroup with
disease that is known to behave more indo-
lently and thus have a better prognosis. There-
fore, although the women in this study had
significant disease burden from a life-limiting
illness, few were necessarily at the end-of-life
stage of illness.

Our findings unsurprisingly show that the
overall QoL of women with metastatic breast
cancer is poor. Low scores were seen uniformly
across all domains of the FACT-B instrument, re-
flecting the impact of disease and treatment on
all aspects of daily life. Scores appeared to be
influenced by women’s age and whether or
not they had children. Younger age was associ-
ated with poorer social well-being and having
children was associated with worse functional
well-being. Although we were unable to deter-
mine the association between these two vari-
ables, it could be considered that younger
women are more likely to have aggressive dis-
ease and sequential treatments, and may strug-
gle to maintain their social roles, particularly
in caring for children. This may be a subgroup
of women with breast cancer who need particu-
lar attention.

Just over one-third of women indicated that
they were experiencing significant pain, and
among women with bone metastases, nearly
one-half reported significant levels of pain, sug-
gesting that symptom control was inadequate.
Given that these women were in regular contact
with the cancer centers where there was also
ready access to specialist palliative care services,
it would appear that women are not currently
accessing the support they need.

We hypothesized that those with visceral dis-
ease would be more likely to have chemother-
apy, have a greater disease burden, and be
more likely to have uncontrolled pain and other
symptoms. Therefore, the finding that those
with bone metastases and no visceral disease
were more likely to have uncontrolled pain is in-
teresting and significant. There was some indica-
tion that those with bone metastases only had
poorer experiences of care but these findings
only bordered on significance; further research
comparing site of metastatic spread and experi-
ence of care is needed. A possible explanation
for these findings is that in contrast to those
with visceral disease, who may be more likely to
have chemotherapy and regular follow-up, those
presenting with bone metastases alone are man-
aged conservatively, commonly with hormonal
therapy and bisphosphonates, and thus may be
seen less regularly by the clinical team than
those receiving chemotherapy; this would result
in fewer opportunities to seek information, sup-
port, or symptom control. Again, this may be
a subgroup with specific unmet needs that are
not addressed within the current service
provision.

The experience of care of women who par-
ticipated in this study compared unfavorably
with that reported by patients receiving treat-
ment for advanced lung cancer,16 albeit in
the context of a randomized controlled trial
comparing nurse-led follow-up with conven-
tional clinic follow-up.

It appears from this survey that, for women
with metastatic breast cancer, their main



Table 6
Results of Univariate Analyses of Associations Between Demographic/Clinical Characteristics and Experience

With Care Subscales for All 235 Survey Respondents

Information
and Advice

Personal Experience
of Care Satisfaction with Care

Overall Rating
of Support
Received

Do You Feel Well
Supported at the

Moment?

Characteristic

Mean (SD), %
Positive Responses
Out of 11 Questions

Mean (SD), %
Positive Responses
Out of 10 Questions

Mean (SD), %
Positive Responses
Out of 13 Questions Mean (SD)

n (%)
Responding ‘‘Yes’’

Age (years) P¼ 0.01 P¼ 0.001 P¼ 0.25 P< 0.001 P¼ 0.003
25e44 53.7 (24.6) 65.2 (30.3) 47.8 (39.0) 5.3 (2.4) 36 (65.5)
45e54 52.4 (25.1) 65.2 (34.4) 45.4 (38.6) 5.6 (2.7) 56 (70.0)
55e64 53.7 (22.8) 75.8 (27.1) 46.0 (37.7) 6.2 (2.3) 40 (80.0)
$65 66.9 (22.3) 83.1 (24.8) 57.9 (39.3) 7.5 (1.9) 37 (90.2)

Marital status P¼ 0.73 P¼ 0.76 P¼ 0.64 P¼ 0.84 P¼ 0.82
In relationship 55.8 (23.9) 71.3 (30.2) 47.8 (37.5) 5.9 (2.4) 123 (74.1)
Not in relationship 54.5 (26.5) 69.9 (33.1) 50.6 (41.8) 5.9 (2.9) 43 (76.8)

Children P¼ 0.26 P¼ 0.04 P¼ 0.01 P¼ 0.24 P¼ 0.08
None 59.4 (22.6) 80.1 (24.1) 61.6 (38.6) 6.3 (2.7) 38 (86.4)
$1 54.9 (24.6) 69.5 (31.9) 45.7 (38.1) 5.8 (2.4) 121 (72.0)

Townsend deprivation
index quintile

P¼ 0.68 P¼ 0.08 P¼ 0.26 P¼ 0.51 P¼ 0.72

1¼Most deprived 55.4 (25.9) 61.3 (35.4) 44.2 (41.7) 6.0 (3.0) 28 (73.7)
2 60.0 (23.7) 79.7 (25.7) 55.1 (39.2) 5.9 (2.7) 30 (85.7)
3 52.3 (21.2) 70.0 (32.5) 45.5 (35.3) 6.1 (2.2) 27 (69.2)
4 52.3 (26.5) 64.5 (31.8) 43.0 (38.8) 5.9 (2.4) 29 (74.4)
5¼ Least deprived 62.0 (21.5) 82.6 (22.6) 61.9 (36.2) 6.6 (2.4) 27 (75.0)

Time since diagnosis
of metastases

P¼ 0.10 P¼ 0.20 P¼ 0.04 P¼ 0.19 P¼ 0.50

<6 months 53.0 (23.1) 69.9 (31.6) 43.6 (35.5) 5.8 (2.3) 46 (75.4)
6e12 months 51.7 (27.2) 63.8 (33.9) 42.1 (39.0) 5.5 (2.5) 31 (73.8)
1e2 years 57.9 (24.0) 72.8 (29.8) 49.1 (41.2) 5.8 (2.6) 41 (66.1)
>2 years 58.8 (23.7) 75.0 (28.8) 56.9 (37.9) 6.5 (2.5) 51 (83.6)

Site of spread P¼ 0.01 P¼ 0.13 P¼ 0.03 P¼ 0.04 P¼ 0.07
Bone only 49.8 (27.7) 66.4 (33.7) 40.1 (39.8) 5.4 (2.7) 50 (66.7)
Other 58.4 (22.2) 73.0 (29.4) 52.3 (37.5) 6.2 (2.4) 119 (78.8)

Place of recruitment P< 0.001 P< 0.001 P¼ 0.17 P< 0.001 P< 0.001
Center 1 60.2 (21.5) 78.5 (28.0) 49.6 (36.7) 7.2 (2.0) 62 (89.9)
Center 2 65.7 (23.9) 78.3 (28.9) 57.8 (40.1) 7.7 (1.9) 31 (88.6)
Web site 49.6 (24.8) 64.2 (31.7) 44.5 (39.1) 5.0 (2.4) 76 (61.8)

P-values for information and advice, personal experience of care, satisfaction with care, and overall rating of support correspond to F-test from
analysis of variance (trend test for age, Townsend index, and time since diagnosis).
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interaction with the health system is with their
specialist oncologist. Few participants cited palli-
ative care services or their GPs as the health care
professional they would choose to see regularly.
These findings are consistent with a previous
study describing the care received by women
with breast cancer during the last six months of
life, which found little evidence of GP or pallia-
tive care service involvement with these women,
even when the patient was nearing death. The
authors surmised that a low rate of deaths at
home and a high rate of emergency admissions
and subsequent deaths in acute care beds oc-
curred as a result of care being delivered pre-
dominantly by hospital-based specialists in
outpatient clinics.17
A possible explanation for the apparent lack
of symptom management in our study may be
that women withmetastatic breast cancer are be-
ing actively treated throughout their illness tra-
jectory. Therefore, they are either not referred
to palliative care services or are themselves reluc-
tant to access palliative care services, associating
these with end-of-life care.
Conclusion
The findings from this study highlight that

the multidimensional problems and needs of
those living with progressive breast cancer are
largely unmet. Living with metastatic breast



Vol. - No. - - 2011 11Quality of Life in Metastatic Breast Cancer
cancer challenges the personal resources of
the individual and poses interesting questions
about howhealth care professionals provide in-
formation, effective symptom control, and
emotional and practical support to women
with a significant disease burdendwhere the
illness trajectory is becoming increasingly
unpredictable and complex because of life-
prolonging treatment and who may not be
receiving support from palliative care services.
We surmise that althoughmuch has been done
to improve survival, insufficient attention has
been paid to the well-being of those living
with metastatic breast cancer. These findings
suggest that the quality of care for women
with metastatic breast cancer has not kept
pace with the development of life-prolonging
treatments although further research specifi-
cally exploring this is needed. Improvements
in symptom control, psychosocial support,
and information provision for women with
metastatic breast cancer may improve their
health and well-being and their experience of
care.

In the U.K., breast cancer clinical nurse spe-
cialists provide care for women from the point
of diagnosis through their treatment and survi-
vorship. However, provision of breast care nurs-
ing for women with metastatic breast cancer is
currently inadequate.18 Core competencies
and standards of care have been identified to as-
sist in the development of support services for
women with metastatic breast cancer.19 Al-
though there is national guidance in the pallia-
tive and supportive care of those with advanced
cancer,20 clearly these services are not currently
meeting the needs of this population, and palli-
ative care services need to consider novelmeans
of identifying those with metastatic breast can-
cer and ways in which they can work more
closely with oncology services to address unmet
needs.

Longitudinal data exploring QoL and expe-
rience of care over time is needed to build
a more detailed picture of the challenges of
living with metastatic breast cancer. Further re-
search is required to explore whether alterna-
tive models of service delivery can result in
improvements in QoL and experience of
care. Further research also is needed exploring
the relationship of site of metastatic disease
with QoL and experience of care.
Limitations
The study is limited to insights gained from

women at a single time point in the course of
their metastatic disease and, therefore, cannot
reflect the variability in QoL and experience
of care that individuals may go through during
the course of their illness. Although neither
the cancer center nor the online participants
can be said to be representative of all those
with metastatic breast cancer, recruitment of
women via the Web site enabled us to collect in-
formation from a group who were being treated
in a variety of different settings, including
womenwhomaynot have been attendinghospi-
tal follow-up. However, we acknowledge that it
was reliant on self-reported disease and treat-
ment information and may have been subject
to ascertainment bias and the volunteer effect.
Data were equivalent for the two sources of
women, although a younger and less socially
deprived group of women responded to the
online version of the survey. As the use of online
surveys become increasingly popular, future re-
search is needed to explorewhether face-to-face
and online surveys yield equivalent findings.

It is not currently possible to derive popula-
tion numbers through cancer registries, which
would have allowed us to access a diverse pop-
ulation of women with metastatic breast cancer
in the U.K.

Despite these caveats, we feel that this study
reflects the experience of many women receiv-
ing treatment for metastatic breast cancer in
the U.K.
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