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The power of nursing

The themes were developed, constructed, and emerged from
the analysis of the data. The Fig. 1 describes a conceptual model of
the power of nursing to guide patients across the cancer trajectory
emerged as three phases: (1) connecting with the patient (shared
needs); (2) personalized coordination (shared action); and (3)
realizing the patient’s potential (reassurance). These nurses’ efforts
had goals in the different phases. In the first phase, the nurses took
special care of her patients to return to oneself. In the second phase,
the nurses focused on the patient’s life to empower the patient to
regain control of his or her daily life. Finally, the nurses gave a
particular attention to the patient’s potential in the third phase that
the patient would live his or her life. The oncology nurses estab-
lished relationships with their patients and cared about what really
mattered to the patients from the patients’ perspectives. The nurses
tailored their care to individual patients, and reassured them to
move forward.

Connecting with the patient (shared needs)

The nurses made considerable efforts to connect with their
patients in order to understand them. This typically began by
oncology nurses’ adoption of a “We care about you” attitude to
show acceptance of their patients.

First, I thank my patients for coming to me. I admire their strength
to face their problems. I try to fully accept the patient, and share his
or her suffering (Nurse 8).

The participants said that cancer patients are often over-
whelmed by their diagnoses or confused by the complexities of the
health care system.

Patients often say that they do not know what they should talk
about, and they are overwhelmed (by the diagnosis of cancer)
(Nurse 10).

Patients do not know where the best place for consultation is. In our
hospital system, it is not easy for patients to use consultation ser-
vices. SO we try to accept any patients who have unmet needs and
to coordinate care among disciplines (Nurse 11).

Regain control
of one’s daily life”

Return to oneself

' CONNECTING

Shared needs

|  PERSONALIZED
WITH THE PATIENT COORDINATION
Shared actions

Furthermore, it is not easy for patients to address their concerns
to health care providers; thus, oncology nurses need to invest time
in building a trusting relationship with their patients.

If the patient is very confused, how to spend time together is
important or sometimes I leave the patient alone by saying ‘Could
you stay here alone for just 20 or 30 seconds?’. (Nurse 11).

It is true that there are some patients whose minds become a
complete blank. I tell them what the physician said but still they are
very confused...I help them review the today’s conversation with
the physician and clarify their problems to tell (the physician) next
time (Nurse 12).

I say, ‘Take it easy. I will make time to talk to you.” I send them a
message that I am prepared for (dealing with your problem). I can
wait. | welcome you. If the patient is crying, I simply wait until the
patient stops crying (Nurse 10).

Other nurses emphasized the importance of the nurse’s empa-
thetic presence during difficult times.

The patient may acknowledge ‘Oh, the nurse is here for me.' |
believe that sharing the same moment together is also important
(Nurse 8).

The nurses also tried to establish a professional distance be-
tween their patients and themselves. Some nurses said that it was
like a psychological distance.

I wonder about the current situation of my patient. I enter into the
patient's world, but I don’t drown in his or her emotional world. I
maintain my objectivity. It does not sound like scientific at all, but I
know there should be a comfortable distance between the patient
and me. I may decide ‘this distance is comfortable for this patient’
based on the patient’s response (Nurse 16).

The oncology nurses not only listened to their patients, but also
made an assessment to discover and share their patients’ needs. The
nurses heeded patients’ values and wishes. Moreover, they insisted
that attentive listening would not be sufficient to help their patients.

Live one’s life

Potential

REALIZING THE
PATIENT’S POTENTIAL

Reassurance

Fig. 1. The power of nursing: Guiding patients across the cancer trajectory.
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Just listening to the patient does not solve the problem. We need to
find out the fundamental aspect of the problem, and clarify what
the patient really wants while talking to the patient. That’s, I
believe, acceptance (Nurse 9).

Another nurse said,

I also agree that attentive listening is just the beginning. We need to
know what patients want most. Otherwise, we cannot move
further. So I ask them what they really want (Nurse 11).

The nurses emphasized the importance of the assessment of the
wholeness. The symptoms are not the entire picture, because the
disease affects the patient’s everyday life. Patients’ needs include
issues that extend beyond those directly related to their disease.

Having a view of wholeness is unique to nursing. Nurses are good at
it, and every nurse must do it regardless of their subspecialty. We
should look not only at the disease, but also the family or social
background, and find out what area we should focus on (Nurse 21).

The nurses connected relevant information by asking questions
about the patient’s health, treatment, meals, sleeping, and working.

I believe it is the nurse’s advantage that we can perform a
comprehensive assessment and imagine what is happening to the
patient and the impacts of their disease and treatment on their
personal and social lives (Nurse 16).

The nurses looked at both the patient’s treatment and daily-life
activities, and carefully assessed the balance between them.

Outpatients have everyday lives. Has their disease been disclosed at
the workplace? Are they allowed to take sick leave? When they
return to work, can they adjust (their schedules for treatment)? The
nurse can assess whether this patient maintains a balance in his or
her daily-life activities during outpatient treatment. It's the nurse
who will think about that aspect. In ambulatory settings, we teach
patients how to achieve a balance between treatment and daily-life
activities (Nurse 19).

The nurses also assessed the patient’s comprehension in rela-
tion to their cultural backgrounds. One of the nurses said that she
asked her patients about their values; “I ask the patient, ‘What is
really important to you?’ (Nurse 14)” She added that understanding
the patient’s values and attitude toward cancer is useful.

I always think about the patient’s values. I try to fill the gaps be-
tween the patient’s wishes and reality. That is very important
(Nurse 6).”

The nurse described the following perspective:

The whole picture can emerge by assessment that is based on how
the patient and family have lived so far (Nurse 12).

The nurses acknowledged that it is a challenge to identify the
patient’s true needs. In fact, they took considerable time and energy
to build trust with their patients and used their professional skills
to elucidate the patient’s needs.

If the patient’s real concern is identified, it is relatively easy to
connect it (to possible solutions). However, identifying the real
issue is very challenging (Nurse 9).

Personalized coordination (shared action)

The discovery of any problem is the beginning to connect the
patient with necessary care.

The role of the nurse includes care coordination...We sort out the
issues and connect one to another (Nurse 12).

Another nurse said,

We should focus on patients’ real issues and navigate them to the
right direction. We decide whether the patient’s problem can be
solved within our scope of practice or requires the next level of care
(Nurse 15).

Furthermore, the nurse connects the patient to appropriate
professionals in a timely manner.

Because patients live their lives with cancer, they often face various
problems. Looking at the whole picture, we decide whether the
patient needs advice from a social worker, dietician, or pharmacist
at this point in time (Nurse 13).

Anticipatory guidance is an important skill in nursing. The
nurses said that they were able to anticipate what would probably
happen to the patient, including the progression of the disease and
its effects on family relationships. This skill helped them to prepare
to implement the next nursing interventions. Furthermore, they
provided advice on how to overcome challenges and they priori-
tized actions during the process of care, including psychological
changes and work adjustments,

We can predict the progression of the disease and the problems the
patient will face in the near future so that we are prepared to
intervene. I believe this is the strength of nursing. (Nurse 11).

The nurses were able to appreciate the limitations of treatment.
For example, when active treatment is no longer effective, the nurse
coordinates the next step with the patient’s perspective in mind
using external resources such as home care or palliative care.

We can see what is down the road for the patient. We may suggest
home care or palliative care in consideration of the patient’s values,
family’s behavior, place of care, and limitations of treatment. We
can inform the patient of the advantages and disadvantages of the
care setting options and assist the patient in making decisions
(Nurse 15).

The nurses encouraged the patients by saying: “I will support you
while you cannot make up your mind (Nurse 14).” The nurses oversee
the entire process, and personalized the coordination of care for
individual patients. Based on individual situations, the nurses set
goals and offered practical action plans. For example, the dietician’s
advice was important but the strict instructions often discouraged
patients and their families.

Nurses are more flexible to respond to individual patients (Nurse 18).

The participants emphasized that it was important not to pursue
perfection.

If they are not confident about what they should do, I tell them, ‘Not
100% but 10% may be good enough.” When I propose some actions
to the patient, I look for the most practical one among the options
(Nurse 18).
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Patients also need to restore a sense of order to their lives but
they often lose their confidence. The nurses encouraged the pa-
tients’ motivation to regain control of their daily lives. There was a
general agreement among the participants that they tried to find
something the patient could do to regain their strength and
confidence.

When I talk to the patients, I carefully explore what the patient is
able to do. Frequently, we identify patients’ strength after review-
ing them one at a time together. A number of patients lose them-
selves in fighting against cancer. We review possibilities together;
the moment the patients think of themselves as they are, how they
can reset it, or what they can do to get back on their feet (Nurse 10).

The nurses talked about the uniqueness of nursing in care
coordination.

We decide how to explain and provide suggestions to our patients
by assessing their comprehension or readiness. Doing this is unique
to nursing (Nurse 14).

The oncology nurses recognize the professional responsibility
involved in patient-care coordination, but felt that it was a
rewarding assignment.

We have a significant responsibility that comes along with it.
However, it may be that only nurses can do it (Nurse 9).

Realizing the patient’s potential (reassurance)

The oncology nurses encouraged patients to move forward.

I encourage the patient to take the next step (Nurse 15).

The nurses praised patients when the patients told their phy-
sicians what they wanted to say, or when they successfully
controlled their symptoms.

I try to highlight the patient’s strengths. I tell the patient ‘This is
great. You should continue to do it. I hope it gives the patient
confidence and stimulates their motivation (Nurse 20).

Although many patients tend to focus on their problems, the
nurses tried to find something positive. The ultimate goal of
nursing is to realize the patient’s potential.

My focus is not discovering the problem, but something more
positive. I am searching for the patient’s potential. I try to look at
the same issue from a different perspective. Otherwise, I feel my
limitations in cases of supporting terminal patients (Nurse 6).

I always try to encourage patients to feel confident about some-
thing, even a very small thing. Something positive, you know
(Nurse 20).

The focus may not be the best one, but rather the best possible
one. Some patients cannot expect to be cured of cancer, but all the
patients can seek ways to make their lives better. Furthermore, the
patients may need the nurse’s supportive presence to help them
affirm their core values.

As everybody said, patients are not only persons with illness. They
want to have lives based on their own values. They want to live
their lives fully. We should take this as important, and support them
as they continue their treatment journey. I believe that this outlook
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is central to the importance of our support services. Nurses are able
to use resources, including the strengths of patients, family and
friends (Nurse 18).

One of the nurses described a norm of the patient—nurse
relationship,

Together (with the patient)...I follow their process, and I just want
to say ‘Go!’ when the time comes. I wish to have a relationship with
patients in which I give them a little supportive push to achieve
what they have decided to do (Nurse 10).

Discussion

We explored the significance of nursing in patient counseling
and support services in Japan, and the raison d’etre of oncology
nurses emerged as the power of nursing. We developed the
conceptual model of the power of nursing from the results of
the present study. In the model, oncology nurses guide cancer
patients across the cancer trajectory with a special attention to
the patient’s self, life, and potential in different phases. The
nurse always cares about what is important to the patient that
leads to personalized care, and aims to realize the patient’s
potential because the ultimate goal is that the patients live their
lives.

The relationship with the patient is central to the power base of
individual nurses (Reid-Ponte et al,, 2007), and the quality of the
relationship can be therapeutic for the patient (Markides, 2011). It
starts from nurses’ readiness to connect with their patients by
showing openness, acceptance, and a caring attitude. A good
communicator can provide comfort to the patient and find
connection with the patient in silence. In the present study, the
oncology nurses showed their emphatic presence, while they were
keeping a professional distance. Establishing a trustful relationship
with the patient and identifying the patient’ true needs are the
most challenging tasks for nurses.

Patients’ needs may be beyond those directly related to the
illness (Lehto, 2011; Galway et al,, 2012). Nursing coordination
helps focus on what is important to the patient (Wiederholt et al,,
2007), and nurses can play a critical role in influencing a patient’s
attitude toward cancer (O'Baugh et al., 2008). Nurses assist pa-
tients’ decision-making for treatment but also help them navi-
gate their everyday lives, because it is the nurses who care about
the world the patients live in. Since every patient has his or her
own needs, personalized coordination is essential. Individuali-
zation is pivotal to the patient-centered approach (Radwin et al,,
2009).

Oncology nurses also encourage the patients to experience hope
and reconciliation through the development of their potential.
Larsson et al. {(2007) reported that the encouragement and support
given by the nurses motivated the patients to go on. In the present
study, the oncology nurses’ goals were to help the patients “find
their way back,” regain some balance in their daily lives, and ulti-
mately realize their potential to live their lives. Sherman et al.
{2012) describes “creating a new life” as a final phase in the pro-
cess of breast cancer survivorship. Nurses encourage patients
because they believe that patients can use their strengths even in
difficult times.

Cancer patients live with uncertainty. Oncology nurses guide
cancer patients on their individual journeys by anticipating the
patients’ needs, applying their experiences to new contexts, and
dealing with uncertainty. In this context, the oncology nurses are
considered reflective practitioners, reflecting on their intuitive
knowledge in the midst of action to cope with the unique, un-
certain, and conflicted situations (reflection-in-action) described
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by Schén (1983). Experienced nurses are automatically reflective
in practice, using the repertoire of examples, images, and under-
standing for an action plan and the improvement of skills for
future events. Oncology nurses can appreciate the impact of the
cancer treatment within the framework of the patient’s entire
cancer experiences (de Leeuw and larsson, 2013), and ensure
patient comprehension and decision-making, and contribute to
patient satisfaction during the whole trajectory of care (Larsson
et al,, 2007).

The process identified in the present study is consistent with the
attributes of patient-centered nursing care: caring attitude, indi-
vidualizing patient care, and encouraging patient autonomy (Lusk
and Fater, 2013). Oncology nurses provide patient-centered care
even in non-physical care settings.

Limitations

Several limitations of the study deserve mention. The partici-
pants in the present study were all experienced oncology nurses.
This may have limited the extent to which our findings are
generalizable to other nurses. Because of the nature of the focus
group interview, the results may be influenced by the opinions of
others.

Implications for nursing

Cancer patients continue to need information and support
during different phases of the cancer trajectory from treatment to
survivorship (Knobf, 2013). The conceptual model of the power of
nursing serves as a guide for nursing practice, and helps empower
patients to manage consequences of the disease and develop their
potential across the cancer trajectory. It also can be used as an
educational tool to build the professional identity of competent and
caring nurses. Oncology nurses should guide patients through the
uncertain cancer trajectory by identifying patients’ true needs
based on the established relationship, providing personalized co-
ordination, and developing their potential. Patient-centered care
can be provided in non-physical care settings such as counseling
and support services.

Conclusions

The power of nursing was demonstrated as the unique abilities
of nurses. Nursing should be consistently portrayed as an indis-
pensable body of professional colleagues within cancer care (Boyle,
2010). The findings of the present study provide insights into
realizing the full potential of nurses. Oncology nurses can take a
leadership role in enhancing the visibility of the nurses in the
multidisciplinary environment.

How patients re-establish themselves through relationships
with nurses should be further studied. In addition, a future study
should identify the effects of consultation and support services by
nurses.,
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Are we ready for personalized cancer risk management? The view from breast-care providers

Personalized medicine, the tailoring of prevention and treatment, is the future of routine clinical practice. This approach
has started to appear in genetic testing for predisposition to hereditary breast and ovarian cancer (HBOC). We explored
how breast-care providers perceived HBOC risk management, using grounded theory. This study found that the frontline
healthcare providers perceived HBOC risk management as still being neglected in breast cancer care. Emerging challenges
included treatment priority, hesitancy to deal with sensitive issues, easily missed risks, genetic data not being shared among
multidisciplinary professionals, and patients being lost to follow-up. Oncology nurses are ideally placed to facilitate
communication and utilization of genetic information among multidisciplinary professionals. Specialized outpatient clinics
need to be established to follow up individuals at high risk. There is a need to create a system to meet the future demands
of personalized medicine in nursing practice.
Key words: health-care team, hereditary breast and ovarian cancer syndrome, personal genetic information,

personalized medicine, risk management.

INTRODUCTION

The next generation of care, particularly in cancer, is

information.' This paradigm shift from the traditional
‘one-size-fits-all’ therapy concept to personalized medi-

personalized medicine. The ultimate goal of personalized
medicine is to identify individuals at risk for a disease and
to tailor prevention strategies including diet, exercise,
pharmacological management and frequent screening,
as well as treatment based on each patient’s genetic
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cine is having an effect on current health-care systems.
Genetics is no longer a specialist field,? and it influences
nursing practice.3 All health-care disciplines need to be
prepared for the integration of genetics into routine care.”

This personalized approach has already started in
certain areas, such as genetic testing for predisposition to
common and uncommon diseases and pharmacogenomic
testing for response to a given therapy.5 The most
common such test is for the BRCAI and BRCA2 mutation
genes, which indicate a predisposition to hereditary breast
and ovarian cancer (HBOC); this test has been available

© 2013 Wiley Publishing Asia Pty Ltd
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since 1996.° There are several options to manage cancer
risks, including surveillance, prophylactic surgery and
chemoprevention.7"9

Despite a small number of mutation-positive patients in
Japan, genetic testing for HBOC is increasingly per-
formed." Genetic testing has the potential to reduce
cancer morbidity and mortality through targeted surveil-
lance and management.®'" Health-care providers need to
respond to emerging demands for HBOC risk manage-
ment by guiding recommendations for screening in con-
sideration of psychological, social and ethical effects,
helping the individual to understand the results of genetic
testing and providing preventive care or early manage-
ment of cancer based on individual values and prefer-
ence.”"? These efforts prevent, detect or manage cancer in
its early stages, leading to better survival.

The need of HBOC risk management reflects concern
over whether health-care systems are keeping pace with
the speed of the changing demands derived from genetic
testing. In general, there is a decade’s delay in adaptation
of new technologies to clinical practice. An underutiliza-
tion of genetic testing and counselling services has been
reported,8 and the integration of genetic testing into
clinical practice is underresearched.” Little is known
about how health-care providers perceive cancer risk
management based on genetic information.

In this study, we aimed to explore the recognition,
implementation, and challenges of HBOC risk assessment
and management from the perspective of breast-care pro-
viders and to explore the readiness for personalized

cancer risk management at the level of clinical practice.

METHODS
Design

As organizational culture is created through interactions
of individuals, symbolic interactionism proves a useful
framework for analysing organizational culture because it
focuses on individuals in social interactions.'”’ In the
present study, we employed grounded theory14 using
symbolic interactionism as a theoretical basis and con-
ducted a focus group interview to understand the
reality in personalized cancer risk management from the
perspectives of health-care providers.

Recruitment
Multidisciplinary breast team members who were expe-
rienced in providing treatment and care to HBOC patients
and who had attended meetings at breast centers of two

© 2013 Wiley Publishing Asia Pty Ltd
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institutions (one general hospital and one university hos-
pital) in Japan were invited to participate in this study. A
letter of participation was given to those who agreed to
participate in the study, and a signed consent form was
returned by hand or fax to the investigator.

Participants
Of the 20 health-care providers invited to participate, 17
(85%) agreed to be interviewed. One physician and two
pharmacologists declined because of time constraints.
Fifteen participants attended the first focus group inter-
view. In keeping with grounded theory, a further theo-
retical sample of six participants was interviewed with
aims to expand on existing data and to test the integrity
and credibility of the developing analysis. We performed
three focus group interviews with a total of 17 partici-
pants comprising seven breast specialists (oncologists/
surgeons), five staff physicians, four nurses and one
genetic counsellor. Of the 17 participants, four (three
breast specialists and one nurse) were reinterviewed. The

mean age of participants was 39.6 years.

Data collection
The study took place between October 2009 and Decem-
ber 2011. HK, one of the nurse researchers, took on the
role of facilitator and conducted semistructured focus
group interviews using an interview guide (Table 1).
Questions addressed broad areas including the recogni-
tion, implementation and challenges of genetic testing,
counselling and risk management. The duration of the
focus groups ranged from 60 to 70 min. All interviews
were audiotaped and transcribed verbatim. The facilitator

recorded field notes from each interview.

Data analysis
Constant comparison analysis was used to interpret the
data. Open coding was achieved by deconstructing each
interview sentence by sentence to generate the initial con-
cepts. Data collection and analyses were interactive
around the exploration of emergent categories. The con-
cepts identified were reintegrated into categories. KY,
one of the nurse researchers, performed all analyses. To
assess the rigour of the study, KY discussed with HK the
interpretation and modifiability of data and the theoretical

saturation.

Ethical considerations
The study was approved by the Ethics Committee of St.
Luke’s College of Nursing prior to initiating the study
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Table 1 Interview guide

1. How do health-care providers understand genetic testing and HBOC risk management, and provide treatment and care to individuals

at risk based on genetic information?

v W N

What are the challenges in treatment and nursing for individuals at risk?
How does the system work in implementation, record keeping and data management of genetic testing and genetic counselling?
How are individuals at risk followed up based on genetic information/diagnosis in different treatment policies?

What are contextual factors in acceptance of and response to genetic testing/diagnosis and treatment/follow-up based on genetic

information? How do these factors influence the individual and providers?

(No. 09-039). All participants were informed of the
voluntary nature of the study and their right to decline
to participate. Written informed consent for study
participation was obtained accordingly.

RESULTS

The analysis presented a core finding that HBOC risk
management is still neglected in breast cancer care. It
comprised five challenges, supported by extracts from

interviews drawn from the data set.

Core finding: HBOC risk management is
still neglected in breast cancer care
Despite the recognition of the benefits of genetic testing,
breast-care providers perceived HBOC risk management
as still being neglected in breast cancer care. Although
genetic testing can provide critical clues to cancer preven-
tion and control, such preventive or early management
opportunities might be missed under the current system.

The following challenges were identified.

Breast cancer treatment as the ﬁrst priority
Although health-care providers perceived the importance

of HBOC risk management, they concentrated on breast
cancer treatment as the first priority because of limited
available time and resources. Systemic barriers also
emerged to the delivery of comprehensive personalized
cancer risk management, and the participants perceived
the need of a new system for individuals at risk for HBOC.
Under the current health-care system in Japan, genetic
counselling and testing for individuals with HBOC risk are
conducted in genetics departments, but after disclosure of
the results of genetic testing, risk management is con-
ducted at the breast center. Although BRCAI or BRCA2
mutation carriers and their families should be regularly

screened for cancer prevention, health-care providers at

breast centers are too busy treating the disease, and there
is little time left for HBOC risk management.

What we can do is use limited available time effectively
(Participant C, breast specialist).

For us, treatment of breast cancer is the first priority. Even
though we know that follow-up of individuals at high risk is
important, it is a lower priority because of limited resources
(Participant B, breast specialist).

We should have a specialized outpatient clinic for mutation-
positive patients separate from the [routine breast cancer]
follow-up system and take the patient’s family history every
time she visits. For example, if the patient’s daughter reaches
a certain age, we should provide her [genetic testing-based]
advice at an outpatient clinic, for a while, at least if she is
mutation-positive. But deciding who, where, when and how

often is very difficult (Participant C, breast specialist).

Hesitancy to deal with sensitive issues
Owing to the complexity of HBOC genetic information,

health-care providers are hesitant to deal with sensitive
issues, and might not want the additional task of providing
gene-related advice.

If we find a mutation in one of our patients, we want her
relatives to take the test as soon as possible. But it is a very
sensitive issue because each family’s situation is different (Par-
ticipant R, genetic counselor).

Some patients do not want their families to know about their
conditions. It is not easy to give the family members a tel-
ephone call (Participant F, breast specialist).

We should not put pressure on patients to undergo genetic

testing. (Participant B, breast specialist).

Also, breast-care providers perceived difficulties in
telling patients the diagnosis of breast cancer and warning
about inherited disease predisposition genes at the same
time.
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[When I tell a patient the diagnosis of breast cancer] Because
it [diagnosis of breast cancer] is a very serious issue, I may feel
that it’s better to tell her about it [genetic testing] after she
has calmed down (Participant B, breast specialist).

Easily missed risks
Health-care providers perceived that mutation-positive
patients would be easily missed in busy clinical practice.

Because physicians are too busy, some physicians may not have
time to talk about it [HBOC] to the patient (Participant C,
breast specialist).

We are preoccupied with day-to-day clinical demands
(Participant C, breast specialist).

We don’t know when mutation-positive patients will next
come to the clinic (Participant N, nurse).

We can provide a genetic counselling service to individuals at
risk, but when they return to routine [breast cancer| care, they

become one of many patients (Participant O, nurse).

Genetic data not being shared among

multidisciplinary professionals
Owing to strict management of personal genetic informa-
tion in terms of confidentiality, important results of
genetic tests are often not shared among multidisciplinary
professionals. Such information is limited to only a few
professionals and is not conveyed to laboratory or health-
care providers in other departments such as gynaecology;
thus, the patient is seen as a cancer patient without a
hereditary predisposition.

It is up to the patient to decide whether to inform her rela-
tives of the results of the genetic test. (Participant B, breast
specialist).

If the result of the genetic test is not stated in the patient’s
medical record, that patient is seen as an ordinary cancer
patient (Participant A, breast specialist).

If genetic information is included in a patient’s electronic
medical record, we are concerned over potential irjormation
leakage (Participant B, breast specialist).

Careful handling of genetic information is embedded in our
practice (Participant C, breast specialist).

Patients being lost to follow-up
Appropriate follow-up of mutation-positive patients
requires not only an improvement in breast cancer care or
patient self-management but also a systematic change in
which all relevant professionals should be involved in the

follow-up.
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We do not have any MRI screening program, and establishing
such a system will be the first step. For screening for ovarian
cancer, we need to involve professionals in the department
of gynaecology. We have to build it from scratch (Participant
O, nurse). ’

We provide genetic testing to our patients, but we are not
following them up. (Participant C, breast specialist).

We don’t know whether we should follow up patients by
telephone or not (Participant D, breast specialist).

We don’t know how to follow up those who do not undergo
genetic testing (Participant C, breast specialist).

Those who refuse to undergo genetic testing never call back

(Participant O, nurse).

DISCUSSION

The findings revealed that breast-care providers’ readi-
ness for personalized cancer risk management was less
than optimal. They perceived breast cancer care as being
still behind the curve on HBOC risk management. They
were hesitant to get involved in sensitive genetic
issues because of their complex nature. They were con-
cerned that risks would be easily missed in a busy clinical
practice.

We identified the challenges currently faced by
breast-care providers seeking to manage individuals at
risk of HBOC. Barriers identified in previous physicians’
studies include a lack of clinical guidelines, limited
knowledge, lack of confidence and lack of evidence-
based clinical information.®'*'® In the present study,
the clinical thinking of health-care providers, ambi-
guity over responsibilities in multidisciplinary care, and

- fragmented communication systems affected the risk

management.

Clinical thinking, referring to the process of decision-
making in clinical practice, is based on knowledge and
experience. The breast team felt comfortable about their
breast care, but they were concerned about their knowl-
edge and experience in terms of HBOC. Faced with
limited resources and multiple problems, health-care pro-

~viders often adopt additive-sequential decision making,

which deals with problems in order of priority.17 All
respondents mentioned limited available time and
resources. Consequently, they concentrated on breast
cancer treatment, and HBOC risk management was put in
second place.

Their clinical thinking process often resulted in their
hesitation to get involved in sensitive issues. HBOC

genetic information is relevant to both those who undergo
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genetic testing and their relatives.”” As information
obtained by women through genetic testing could have a
significant impact on their relatives, health-care providers
need to bear in mind the scope of family care."”

The breast-care providers were also juggling the dual
role of telling their patients their breast cancer diagnoses
and informing them about genetic testing at the same
time. As the diagnosis of breast cancer is a life crisis
event for the patient, health-care providers wondered
whether additional unwelcome news about genetic
testing would harm the patient. In addition, there are no
evidence-based standard management procedures with
long-term clinical data.” This ambivalent view of health-
care providers disrupts the timing of communication
with the patient.

The recent model of multidisciplinary care makes it
difficult even to integrate genetic data into information
sharing, although multidisciplinary efforts would lead to
successful cancer risk management.”® In Japan, genetic
data given in paper-based medical records at genetics
departments are kept in locked cabinets. Personal
information is protected, but this means that it is not
shared among multiple disciplines. Some genetic infor-
mation is shared through verbal communication between
professionals in breast-care and gynaecology or included
in electronic medical records at certain institutions.
However, unlike in the United States, the law is not
prepared in Japan for electronic data interchange, and
concerns about privacy and genetic discrimination
remain a deterrent for health-care providers. Even
though the results of genetic testing are given to relevant
health-care providers, some of them do not understand
the value of genetic information because of insufficient
knowledge of genetics.

Also, the breast-care providers mentioned that multi-
disciplinary care obscured where responsibility for HBOC
risk management resides. They were preoccupied by daily
practice, and responsibility for HBOC risk management
was not assigned, so that individuals at risk were likely to
be missed in the routine practice in these fragmented
communication systems. These barriers need to be iden-
tified as common concerns among multidisciplinary care
providers, and the communication process should be
improved. Multidisciplinary care represents best practice
through the enhancement of communication.

The cost of genetic testing for the BRCAI/BRCA2 muta-
tion genes is expensive. It ranges from ¥250 000-350 000
(about US$2500-3500; US$1=¥100), depending on the

institution. There is no insurance coverage for such testing
in Japan; thus, individuals pay for it out of pocket. The
results of the tests help health-care providers make more
informed patient-management decisions and should be
used effectively. Not only mutation-positive women but
also mutation-negative women might need additional
help‘21

In terms of nursing implications, these findings
provide insights that can help nurses manage individuals
at risk. As oncology nurses are positioned as a commu-
nication bridge between cancer patients and multidisci-
plinary teams,” they are ideally placed to facilitate
communication among members of multidisciplinary
care teams, utilize genetic information in electronic
medical records and hold multidisciplinary meetings on
HBOC risk management.

Appropriate clinical thinking comes from confidence in
decision-making based on solid knowledge, and therefore,
training is essential. Education alone, however, does not
necessarily translate into effective adoption of innovative
practices, and an organizational culture in which proac-
tively coordinating genetic information leads to cancer
prevention and early management needs to be created
within the health-care system.23 It is not genetics provid-
ers but oncologists and oncology nurses who see their
patients regularly for screening or follow-up.** To ensure
the follow-up of individuals at high risk and their families,
specialized outpatient clinics need to be established for
multidisciplinary collaboration and partnership, or the
current breast screening services could be used with a
more personalized approach.

LIMITATIONS

The sample in this study might not accurately reflect the
full spectrum of characteristics in the target population
because we collected data from breast team members who
were available for the focus group interviews at two insti-
tutions, and therefore, generalizability might be limited.
Theoretical sampling allowed for refining of the categories
of challenge and added new richness to their description;
however, the limitations of the sampling might influence
deeper exploration and generation of an emerging theory.
Some situations specific to the Japanese health-care system
could have hindered some aspects of the focus group con-
versation. Owing to the nature of focus group interviews,
the results might have been influenced by group dynamics.
The advantage of this approach is the acquisition of
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constructive data, whereas the disadvantage is the influ-
ence of the opinions of others.

CONCLUSION
In this study, we focused on HBOC risk management
based on the BRCAI/BRCA2 tests, which have more than a
decade of history. Despite the fact that these are the most
common genetic tests, the breast-care providers per-
ceived HBOC risk management as still being neglected in
breast cancer care. The health-care system is failing to
keep pace with the speed of development, and health-care
providers are not ready for personalized cancer risk man-
agement in everyday practice. There is much to be done in
nursing practice. Additional research is clearly needed to
better understand the barriers to adopting personalized
cancer risk management in practice, in order to ensure
that the benefits from progress in genetics are passed on

to patients.
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Content analysis of nurses’ interventions for post thoracic
esophagectomy cancer patients at the outpatient clinic

Keiko Tino”, Shigeaki Watanuki?, Yurie Koyama", Miho Kurihara?,
Chisato Ichikawa®, Kyoko Okada®, Hideo Uesugi®, Chie Asanuma®,
Hiroyuki Daiko”, Takeo Fujita®, Kyoko Suzuki®, Wada Chihoko”,
Michiko Mori®, Yoko Hisabe”, Kaori Yagasaki® and Hiroko Komatsu®

1) Adult Nursing, National College of Nursing, Japan, 2) Gerontological Nursing, ditto,

3) Division of Nursing, National Cancer Center Hospital East, 4) Division of Esophageal Surgery, ditto,

5) Division of Nursing, National Cancer Center Hospital, 6) Division of Nursing, Takasaki General Medical Center,
7) Division of Nursing, Tokyo Medical Center, 8) Nursing and Medical Care, Keio University

Background: Patients having thoracic esophagectomy, a standardized treatment for esophageal cancer patients in
Japan, are known to have various postsurgical signs and symptoms for a period of time. The current status of nursing
interventions at outpatients need to be clarified. Purpose: This study aimed at identifying the nurses’ interventions
for cancer patients at the outpatient setting who previously had thoracic radical esophagectomy. Methods: Patients
who had esophagectomy at a cancer center hospital in Japan were prospectively observed and interviewed by
outpatient nurses between January 2009 and December 2010. Their documented responses in medical record were
prospectively investigated and were qualitatively analyzed via content analysis method. This study was approved by
the study hospital’s research ethics committee. Results and discussion: The data analysis of nursing interventions for
66 patients vielded 372 extracts, 12 categories, and 74 codes. Nurses were assessing patients’ signs and symptoms
affected by postsurgical changes, and were utilizing patients’ active self-monitoring skills. The results also showed the
significance of facilitating postsurgical recovery in relation to nutritional intake and physical activity in patients’ daily
life. Implications: Based upon the study results, the development of a systematic program is underway, which facilitates
esophageal cancer patients’ postsurgical recovery.

Palliat Care Res 2014; 9(3): 110-7

Key words: thoracic esophageal cancer, postoperative outpatient, nursing, content analysis
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