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Ithough improvements have been
Amade in outcomes for women

with early-stage breast cancer,
as many as one third of women will
develop and, subsequently, die from
metastatic breast cancer. Although the
prognosis for metastatic breast cancer
generally is poor, median survival time
from diagnosis of secondary disease is
about three years; therefore, survival is
highly variable (Johnston, 2010). Some
women have rapidly progressive disease,
whereas others can live with metastatic
disease for as many as 10-15 years (John-
ston & Swanton, 2006). A diagnosis of
metastatic breast cancer has a profound
emotional impact (Beacham, Hill, Mc-
Dermott, O’'Brien, & Turner, 2005), with
the majority of women considering the
recurrence more distressing than the
original diagnosis (Warren, 2010). Some
of these women experience clinically
significant levels of distress (Caplette-
Gingras & Savard, 2008; Turner, Kelly,
Swanson, Allison, & Wetzig, 2005).

A wide variety of treatment options
are available, including hormone ther-
apy, chemotherapy, and new targeted
therapies. These therapies are improving
tumor response rates and, potentially, the
survival of women with metastatic breast
cancer (Geyer, Forster, & Lindquist,
2006; Miller, Wang, & Gralow, 2005). The
care of women with metastatic disease
usually involves a multidisciplinary
team (MDT) of healthcare profession-
als, including medical and radiation
oncologists, breast care nurses (BCNs),
and palliative care specialists (Amir,
Scully, & Borrill, 2004). Although the ob-
jective of the MDT is to provide optimal
patient care, treatment and care may be
fragmented.

Women diagnosed with metastatic
breast cancer have unique and pressing

psychosocial needs that differ substan-
tially from the needs of women diag-
nosed with early breast cancer (Johnston,
2010). Issues confronting this patient
group include living with uncertainty,
dealing with the emotional impact of a
life-threatening diagnosis, experiencing
a sense of loss of control, and grappling
with existential distress (Sarenmalm,
Thoren-Jonsson, Gaston-Johansson, &
Ohlen, 2009; Warren, 2010).

The Specialist Breast Care
Nurse Role

The specialist breast care nurse has
training and expertise in the manage-
ment, treatment, and follow-up of pa-
tients diagnosed with breast cancer
(Liebert, Parle, White, & Rodgers, 2001).
He or she is an important member of
the multidisciplinary breast care team,
providing a range of key interventions
(e.g., psychosocial support, information,
patient advocacy, acting as liaison among
the various members of the healthcare
team) (Amir et al., 2004; Cruickshank,
Kennedy, Lockhart, Dosser, & Dallas,
2008). Patients diagnosed with primary
breast cancer benefit from access to a spe-
cialist BCN in terms of receiving continu-
ity of support (Halkett, Arbon, Scutter, &
Borg, 2006) and information about treat-
ment options and side effects as well as
clinical trials (Campbell, Khan, Rankin,
Williams, & Redman, 2006). Women with
metastatic breast cancer, however, report
that the information and support pro-
vided to them is inadequate compared
to the services available to them at their
primary diagnosis (Johnston, 2010). In an
Australian study of 842 women seen by
four breast cancer nurses, only 7% of the
participants were women with advanced
breast cancer, although this group of
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women represented 35% of breast cancer
cases in the hospital where the study was
conducted (Aranda, Milne, & Osmond,
2002). BCNs also report that they often
feel underresourced and ill-equipped to
provide supportive care to patients with
metastatic disease (Reed, Scanlon, &
Felon, 2010). The Secondary Breast Can-
cer Taskforce established in the United
Kingdom in 2006 identified a significant
discrepancy between the level of sup-
portive care received during women'’s
treatment for primary breast cancer and

e Establish strong referral pathways from
the physician to the breast care nurse to
ensure that all women diagnosed with
metastatic breast cancer have access to
the service.

* Routinely elicit women’s needs for in-
formation and support and the extent
to which these are being met.

* Offer tailored information to women in-
dividually. This information may include
resources on sexuality, lymphedema
management, communication with
children and family, clinical trials, treat-
ment regimens, emotional coping, and
complementary therapies.

* Refer patients to other services as need-
ed, including psychology and social
work, as well as physiotherapy and
other support services.

* Be present as a patient advocate and
provide contact with the medical team
and other health professionals as re-
quired.

* Maintain a constant presence, providing
continuity of care for the patient.

Figure 1. Key Objectives of the
Metastatic Breast Care Nurse
Role

Note. Based on information from National
Breast Cancer Centre, 2000, 2005.
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that received after a diagnosis of second-
ary breast cancer. One of the taskforce’s
key recommendations was that, in every
breast care team, a dedicated clinical
nurse specialist who has the skills and
knowledge to manage metastatic breast
cancer should be present (Breast Cancer
Care, 2008).

In view of the demonstrated high
levels of unique, unmet needs of women
with metastatic breast cancer, the authors
of the current article aimed to address
this significant gap in service provision
in Australia by developing and imple-
menting a new specialist BCN model
for these women. This article reports on
the development and evaluation of the
specialist metastatic BCN role in a large
public teaching hospital located in Syd-
ney, Australia.

A. Development

The Role of the Metastatic
Breast Care Nurse

Development and implementation:
The setting for the development and
implementation of the role was the
Prince of Wales Cancer Centre, located
at Prince of Wales Hospital, a 440-bed
major teaching hospital in New South
Wales, Australia. The new role was mod-
eled on previous BCN roles designed for
women with early breast cancer, but with
features tailored to women with meta-
static disease. Funding was available
for a part-time role (24 hours per week).
The key objectives of the new metastatic
BCN role are presented in Figure 1. The
service was successfully implemented,
primarily by the new metastatic BCN,
who worked closely with the multidis-

ciplinary breast care team to establish
the role. The processes involved in the
development and implementation of the
metastatic BCN role are summarized in
parts A and B of Figure 2.

Evaluation: The new metastatic BCN
role was evaluated to ensure that it met
the needs of the target patient group and
that it was perceived as acceptable by
referring healthcare providers. A process
(rather than impact) evaluation was
adopted. Therefore, patient outcomes,
such as quality of life and psychological
distress, were not assessed. The duration
of the evaluation was one year (May 2009
to May 2010). Existing survey instruments
were adapted for the evaluation and sepa-
rate self-report surveys were compiled
from patients and health professionals
(National Breast Cancer Centre, 2005).

B. Implementation C. Evaluation

* Health information
* Continuity of care

\ 4

How can these needs be addressed?
By a specialist BCN who functions as a

(evezs )

What are the unmet needs of women
with MBC?
* Psychosocial and supportive care

patient advocate and provides

* Psychosocial and supportive care
* Tailored information

* Continuity of care

\ 4

Who developed the role? \
A steering committee was established
consisting of a research psychologist,

a clinical psychologist, two medical
oncologists, a senior representative of
NBOCC, and a BCN. The committee

* Identified key objectives of the role

* Identified potential funding sources
! Submitted an application for fundingj

\ 4

Employment of BCN

* Employed January 2009

* Clinical nurse specialist with extensive
experience in oncology and palliative
nursing

~

KGetting the word out \
The BCN educated staff and patients
about the new role using seminars
and a patient information pamphlet,
respectively.

Information resources

Tailored information resources were
collated by the BCN following a review

Qf existing resources. J

\ 4

Gstablishing referral pathways \
The BCN established a direct (verbal)
referral pathway for patients from the
treating medical oncologist or radiation
oncologist to the service.

Patients previously diagnosed with MBC
were identified from the oncology
clinic database.

Patients newly diagnosed with MBC
were identified by the BCN at oncology
clinical meetings or from oncology

Kclinic patient lists. J

\ 4

Patient consultations with the BCN
commenced.

Outpatients: Consultations took place
face to face in the oncology clinic or
by phone.

Inpatients: The BCN visited patients on
the ward or in the palliative care hospice.

KWho evaluated the role? \
Patients diagnosed with metastatic
disease, aged 18 years or older, with
proficiency in English

Health professionals involved in the
implementation of the role or care of
women with MBC. These included
medical and radiation oncologists,
palliative care physicians and coordina-
tors, oncology nurses, cancer care co-
ordinators, an occupational therapist,
social workers, a clinical psychologist,

Cnd the BCN. J

¥

KI-Iow was the role evaluated? \
Patients were invited to participate at
their initial consultation with the BCN
and were given a pamphlet explaining
the new service. Three months later, a
consent form and survey were mailed
to the patient.

Health professionals were invited

by letter to complete a survey eight
wonths after the role commenced. J

¥

What was assessed?
Patients’ satisfaction with the role

Health professionals” views on the du-
ties of the BCN and the acceptability
of the role

BCN—breast care nurse; MBC—metastatic breast cancer; NBOCC—National Breast and Ovarian Cancer Centre

Figure 2. The Processes in the Development, Implementation, and Evaluation of the Metastatic BCN Role
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The process involved in the evaluation
of the new role is displayed in part C of
Figure 2. Patients were asked to provide
their views about the new metastatic BCN
service using three-, four-, or six-point
Likert-type rating scales. The proportion
of patients who endorsed items regarding
satisfaction with various elements of the
supportive care provided by the meta-
static BCN is shown in Table 1. Forty-nine
women provided preliminary verbal con-
sent to participate in the evaluation, with
five patients dying prior to the mailing of
the survey. Thirty-one completed surveys
were returned (response rate of 70%).
The mean age of patients who took part
in the evaluation was 54.2 years (range =
30-75 years). Most women were married
or cohabiting (67%), had children (71%),
spoke English at home (90%), and had
lived with metastatic breast cancer for
less than three years (71%). Twenty-three
health professionals were invited to par-
ticipate; 17 returned completed surveys
(response rate of 74%). Results for health
professionals are shown in Table 2.

Discussion

The project evaluation demonstrates
that the new metastatic BCN role was
successfully implemented and is highly
valued by the target patients and by
healthcare providers. The majority of
patients were satisfied with the over-
all supportive care provided by the
metastatic BCN and perceived that the
service had contributed to their care and
well-being. Most women who perceived
the emotional support provided by the
metastatic BCN as personally relevant
were satisfied with the level of support
provided and perceived that it helped
them to cope. All health professionals
agreed that the metastatic BCN role had
improved the provision and organization
of supportive care for metastatic patients
in the hospital. Some patients did not
view the practical support, coordination
of care, and spiritual support offered by
the metastatic BCN service as applicable
to them. That pattern parallels the view
of health professionals that the main du-
ties of the metastatic BCN are the provi-
sion of emotional support and informa-
tion resources (ahead of coordination of
care, clinical liaison, and provision of
referrals).

The substantial proportion of women
who responded “not applicable” to sev-
eral elements of the metastatic BCN role
may reflect the existence of several types
of women diagnosed with metastatic
breast cancer. Some patients have low
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Table 1. Patient Evaluation Regarding Perceived Satisfaction

With Aspects of the Metastatic Breast Care Nurse Service

Reported “Not

Applicable”
Description n n
Timing and frequency of consultations
Were satisfied with the length of consultations 25 2
Reported their first consultation with the breast care nurse 24 4
was appropriately timed
Were satisfied with the number of consultations 23 1
Saw or spoke to the breast care nurse at time of their diag- 15 1
nosis of metastatic breast cancer
Emotional, practical, and spiritual support
Were satisfied with the level of emotional support offered by 20 9
the breast care nurse service
Reported the support experienced during consultations with 20 9
the breast care nurse helped them to cope or feel better
Were satisfied with the practical support provided by the 15 16
breast care nurse service
Had the opportunity to talk with the breast care nurse about 7 20
spiritual issues
Coordination of care
My supportive care and medical care were well coordinated 18 9
within the multidisciplinary treatment team.
The breast care nurse communicated with other health pro- 17 13
fessionals on my behalf, when required.
I was kept informed about all aspects of my treatment and 17 11
supportive care.
Information and referrals
Were satisfied with the amount of information provided 23 4
Were able to discuss their information and supportive care 23 7
needs openly with the breast care nurse
Found the information resources provided useful 23 6
Were provided with referrals to other health professionals or 15 15
services as required
Satisfaction with supportive care strategies
Reported the supportive care received through the breast 26 4
care nurse was “somewhat” or “very” important to them
Reported the service had made “some” to a “major” contri- 25 3
bution to their care and well-being
Were satisfied with the overall care received from the breast 23 5
care nurse
Suggestions for improving the role
Provide a support group for women with metastatic breast 1 -
cancer.
Include “project management” of metastatic patients’ treat- 1 -
ment into the role to facilitate streamlined passage through
treatment.
Ensure support from the metastatic breast cancer nurse is 3 -

available at diagnosis of metastatic disease, rather than
later on.

N = 31

levels of unmet needs, therefore requir-
ing little formal support. Other women
with metastatic breast cancer, however,
have high levels of unmet need in the
psychological, health information, and
daily living domains (Aranda et al.,
2005), with some experiencing high
levels of psychological distress as well
(Turner et al., 2005). This also was a
new role; therefore, patients who had

6, November 2011

been living with metastatic breast cancer
for several years and who did not have
access to formal supportive care from a
metastatic BCN at diagnosis were likely
to be accustomed to dealing with their
disease largely independently. Despite
that, several of those patients stated
that they would have liked the support
of a metastatic BCN at the time of their
diagnosis. The range of responses flags
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Table 2. Health Professional Evaluation Regarding the Perceived Duties
of the Breast Care Nurse and the Acceptability of the New Service

Description n
Duties of the breast care nurse
Provision of emotional support 14
Provision of information and education 14
Coordination of patient care 9
Facilitation of communication within the multidisciplinary team and clinical 5
liaison
Arranging referrals to allied health professionals or other services 4
Referral pathways and information resources
Reported the current referral pathways are effective. Several health profession- 10

als suggested the pathways could be expanded so that all members of the
multidisciplinary team can refer patients to the metastatic breast care nurse.

Viewed the resources available to women with metastatic breast cancer, 8
through the breast care nurse, as appropriate. Forty-seven percent of health
professionals were not aware of the resources offered.

Acceptability and success of the metastatic breast care nurse service

Agreed that the new role had enhanced

17

* A multidisciplinary approach to metastatic breast cancer care
* The availability of quality, tailored information for women with metastatic

breast cancer

* Continuity of care for this patient group.

Perceived that the new metastatic breast care nurse role was successful. The most 16

successful aspects of the role included

* Provision of specialized supportive care and follow-up to patients with meta-

static breast cancer

* Improved multidisciplinary care of these patients, particularly facilitation of
communication within the multidisciplinary team
* Improved continuity and coordination of patient care.

Suggestions for improvement of the role

Convert the role from part-time to full-time. 6
Expand referral pathways to the metastatic breast care nurse. 3
Provide the metastatic breast care nurse with access to formal training in pa- 1
tient counseling (identified by the metastatic breast care nurse as a training
need).
Provide a support group for women with metastatic breast cancer (identified by 1

the metastatic breast care nurse as a need).

N=17

the importance of the metastatic BCN
regularly monitoring the information
and supportive care needs of individual
patients with metastatic breast cancer
and routinely screening for distress
(National Comprehensive Cancer Net-
work, 2011).

Health professionals reported that the
most successful elements of the role were
the provision of specialized supportive
care and follow-up, as well as improved
multidisciplinary care for patients with
metastatic breast cancer. The evaluation
identified several aspects of the role that
could be improved. Referral pathways
need to be expanded so that allied health
professionals, as well as medical and
radiation oncologists, can refer patients
to the service. The expansion of the role
to a full-time position (which has since
been achieved) will provide all patients
with the opportunity to access the dedi-
cated metastatic BCN around the time

630

of their diagnosis of metastatic disease.
In addition, identifying and meeting the
professional development and training
needs of the metastatic BCN are critical
to facilitate performance in the role and
to combat the possibility of burnout. The
favorable attitudes of health profession-
als and patients toward the new service
highlight the integral role that the spe-
cialist metastatic BCN has in the MDT,
and the importance of the metastatic
BCN as a source of information and psy-
chosocial support for the patient.

The authors acknowledge that similar
nurse navigator roles already exist in
cancer care settings in the United States.
The patient navigator role is designed
to provide individualized assistance to
patients, families, and caregivers to help
them navigate the complex healthcare
system at various points along the can-
cer trajectory (Wilcox & Bruce, 2010).
The current role, however, may serve as

a model for the implementation of the
role in countries where a similar gap in
service provision has been identified.

Conclusions

Strong support was noted from both
patients and health professionals for
the continuation and expansion of the
service to meet the unique supportive
care needs of patients with metastatic
breast cancer. In view of the signifi-
cant psychological impact of metastatic
breast cancer, and the well-documented
unmet needs of patients with metastatic
disease, the new metastatic BCN role
provides the opportunity to tailor treat-
ment and supportive care to the needs
of the individual patient and addresses
a significant gap in service provision for
this specific patient group.

The authors gratefully acknowledge the
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evaluation, and also acknowledge the health
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tion, Irena Kotchetkova, MMath, who as-
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This feature provides a platform for
oncology nurses to illustrate the many
ways that leadership may be realized
and professional practice may transform
cancer care. Possible submissions in-
clude, but are not limited to, overviews
of projects, accounts of the application
of leadership principles or theories to
practice, and interviews with nurse
leaders. Descriptions of activities, proj-
ects, or action plans that are ongoing or
completed are welcome. Manuscripts

Leadership & Professional Development

should clearly link the content to the
impact on cancer care. Manuscripts
should be six to eight double-spaced
pages, exclusive of references and tables,
and accompanied by a cover letter re-
questing consideration for this feature.
For more information, contact Associ-
ate Editor Mary Ellen Smith Glasgow,
PhD, RN, ACNS-BC, at Maryellen
.smith.glasgow@drexel.edu, or Associ-
ate Editor Judy A. Schreiber, RN, PhD,
at judy.schreiber@louisville.edu.
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