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Objectives To assess (1) the clinical issues addressed during the
medical encounter; (2) the feasibility of the process of shared
decision-making in clinical practice and (3) patients’ desires con-
cerning the question of ‘who should take the decision in breast
cancer treatments?’

Design Qualitative pilot study based on clinical encounters using
decision boards and information booklets.

Setting Centre Léon Bérard, a comprehensive cancer centre in the
Rhone-Alpes region of France.

Participants One breast cancer surgeon and 22 breast cancer
patients.

Main outcome measures Analysis of patients’ reactions to a shared
decision-making process concerning surgery and chemotherapy, and
analysis of its practical feasibility (i.e. duration of the consultations).

Results (1) Twenty-one patients participated in the decision regard-
ing surgery; all chose conservative treatment; 15 patients had their
own say about chemotherapy (nine chose no chemotherapy, six
chose chemotherapy). (2) Participating in treatment choice gener-
ated anxiety for a majority of patients. Some were dissatisfied
because they had to make a choice and consequently to give up the
other option. Finally, some were uncertain about making the right
choice. Nevertheless, most were satisfied with the information given
and the possibility of participating to the treatment decision-making
process. (3) The total duration of the entire process of shared
decision-making is consistent with the time spent with patients with
such a severe disease.

Discussion/conclusion Most of the patients expressed their satis-
faction regarding the possibility to participate in treatment decision-
making, knowing that offering treatment choice is very unusual in
France. From this pilot study it appears that shared decision-making
is feasible in clinical practice. Nevertheless, a quantitative study
based on a large sample of patients is necessary to: (1) confirm this
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hypothesis, (2) ensure that patients are willing to participate in their
treatment decision-making, and (3) measure the potential benefits
related to this participation.

Introduction

Everyone agrees that there is a growing demand
for patient information and participation in
decision-making,' either in France or in other
western countries. Although the concern of
health-care users with medical information is
obviously growing,” this paper will investigate
whether breast cancer patients are actually
willing to participate in the process of assessing
their preferences when confronted with this
stressful disease.

Due to the workload of medical teams and the
lack of doctors specialized in the treatment of
cancer, time is potentially a major limiting factor
in doctor—patient communication. Besides, clin-
ical activities are granted little economic weight
in the medical community, as compared with
high-technology medical care. In such a context,
the feasibility of shared decision-making remains
a major matter of debate.

The goals of the present study were to assess
(1) the clinical issues addressed during the
medical encounter, (2) patients’ desires con-
cerning the question ‘who should take the
decision in breast cancer treatments?” and (3) the
feasibility of the process of shared decision-
making in clinical practice.

Patients and method

This qualitative pilot study, conducted on a
4-month period, included 22 consecutive female
patients. All had operable breast cancer that
could be treated either with mastectomy or
lumpectomy plus axillary dissection or sentinel
node biopsy. All patients were kept under study,
whatever their nodal status. The duration of the
consultation with the surgeon was unlimited and
was measured as an outcome.

Decision aids consisted of two leaflets (a paper
version of two decision boards), one for surgery
and one for adjuvant therapy, that were used as

guides for delivering oral information to the
patient (Box 1). This included a values clarifi-
cation exercise (Box 2). Moreover, a booklet
describing in more details the techniques, their
limitations, benefits and potential side-effects
was given by the surgeon at the end of the first
consultation. All documents were built with the
help of patients and healthy volunteers gathered
in a focus group, then evaluated.® > Benefit was
measured as a function of prognostic factors
evaluated in each patient.

The options presented to the patients con-
cerned surgery and chemotherapy. Hormone
therapy and radiotherapy were also presented
but not considered as options in this preliminary
study.

For surgery, the choice was between lumpec-
tomy or mastectomy and axillary dissection or
sentinel node biopsy. Ten days after surgery the
patients were fully informed of prognostic fac-
tors. Chemotherapy was presented as an option.

Schematically, each encounter was divided
into three different steps:

1. The patient was informed by the surgeon
using the decision boards on the treatments,
their benefits and possible side-effects, inclu-
ding recurrence rates observed with each
treatment method in similar clinical situations.
At the end of the presentation, the surgeon
asked the patient whether she could identify
that there were options. If not, more explana-
tions were given about the meaning of each

Box 1 Decision boards

Surgery leaflet:

Technique  Consequences Benefits Drawbacks

Chemotherapy leaflet:

Mandatory ~ Chemotherapy Benefits Drawbacks
treatments:  or no chemotherapy

Radiotherapy

Hormone
therapy
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Box 2 Values clarification exercises

Chemotherapy Surgery

How important for me are:
Loosing my hair

Nausea and vomiting
Fatigue

Treatment duration
Treatment consequences on:
My sexual life

My family life, my children
My professional life
Relations with others (spouse, partner)
My social life and leisure activities

Loosing my breast
Scars

Radiation
Treatment duration

option and emphasis was put on the differ-
ences.

2. The second step was an exploration of the
patient’s willingness to decide. The surgeon and
the patient had a discussion about who would
decide: the patient alone, the doctor alone on
request of the patient (and only after presenta-
tion of the options), or both after a deliberation
process. If her option was to decide for herself,
the surgeon and the patient had a discussion
about values. If not, the deliberation phase was
started.

3. In the third step, the decision was taken. If
the patient asked the surgeon to make the
decision, her decision was respected. The sur-
geon then presented her the treatment modalities
chosen by the clinical committee for each clinical
situation. The decision could also be taken by
the patient herself after a discussion about her
values with the surgeon. Finally, the decision
could be based on a mutual agreement after the
deliberation process. In all cases, the patient had
a 8-day period of reflection before taking her
treatment decision.

At the end of each consultation the surgeon
(AB) fulfilled a questionnaire concerning first,
all the items included in both leaflets and in the
values clarification exercises and secondly,
patient’s anxiety, patient’s decision-making
process, patient’s choice, patient’s remarks con-
cerning the overall information and decision-
making process and consultation times.
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The surgeon analysed all these items.

There were four consultations in total. At
the first one the different surgical procedures
were presented. Surgery was performed after
10-15 days. She was encouraged to discuss with
other people such as relatives, friends or doctors.
Until the very day before surgery, during the
second consultation, she had the opportunity to
change her mind. The third consultation was
scheduled 12 days after surgery. At that time all
the results concerning prognostic factors were
given and explained, and adjuvant chemotherapy
was considered. The last consultation occurred
with a medical oncologist or a radiotherapist just
before the beginning of adjuvant treatment.

Results

About patient preferences on decision-making

Only one of 22 patients declined participation in
the decision regarding surgery (Fig. 1). Con-
cerning chemotherapy, three patients were not
offered a choice because they were referred to
another doctor, not participating in the study,
during a holiday period. Fifteen patients made
their own choice. Among them, five gave their
decision immediately after the presentation of
the options, whereas 10 needed more time; they
decided only after a deliberation process during
which they could express their fears about
possible side-effects (mainly hair loss) and their
wish to minimize the risk of recurrence. Four
patients did not want to express a preference
even after the deliberation process. They asked
for the doctor to make the decision.

What was the patients’ choice?

Surgery

All 21 patients who decide to participate in the
decision regarding surgery chose conservative
treatment with sentinel node biopsy. One patient
considered mastectomy as ‘I’'m worried conser-
ving a breast with cancer inside’. Ultimately she
decided to undergo lumpectomy but she was
happy to have had the opportunity to discuss the
choice of mastectomy.
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Participation to the decision—-making process

Chemotherapy

| Yes: 21 || No: 1 ||Not offered: 3 | | Offered: 19 |
| |
. . Choose Choose after
Figure 1 Patient decision process. |DId not choose: 4 || immediately: 5 || deliberation: 10
Decision about chemotherapy
[ |
. Choice
No choice 15
[
[ |
Low risk of recurrence Hight risk of recurrence
8 7

Figure 2 Patient preferences

Chemotherapy: 2 | |No chemotherapy:6| | Chemotherapy: 7 |

concerning chemotherapy.

Chemotherapy

Among the 15 patients who expressed their
preferences, six decided not to have chemother-
apy (Fig. 2). All the patients of this group could
expect <5% reduction in the recurrence risk at
10 years with chemotherapy and belonged to a
good prognosis group.

Nine patients actually chose chemotherapy.
Among these, two could only expect a 3%
reduction in the risk of recurrence with chemo-
therapy, with a disease-free survival of 92%
without chemotherapy. Seven had a potential
benefit evaluated from 5 to 12%.

Patient’s anxiety, dissatisfaction,
decisional conflict

At the end of the process, 14 patients (63.6%)
spoke of their anxiety at participating in the
choice of treatment. Some of them clearly asked:
‘What will happen to me if cancer recurs, will I
feel guilty?”. Some patients were dissatisfied
because being involved in the decision process
made them realize that choosing an option
always implies that the benefit of the other
option is lost. For instance, one said: ‘I would

like to have chemotherapy, but I'm afraid of
losing my hair.” A third concern was about the
uncertainty of making the right choice because
some patients thought that only the surgeon
could take the treatment decision. Some said: ‘T
think that you have more information than the
ones you gave me today, so you’re the only who
can take the decision.’

Patient’s general comments on the overall
decision-making process

All the patients involved in the study were sur-
prised that a doctor would present the different
options and ask them for their preferences
regarding treatments. Nevertheless, most were
satisfied with the information and the possibility
of expressing their desires.

Duration of the encounters

The mean duration of the two major encounters
(information and choice of surgery, information
and choice of chemotherapy) was 35 (25-45)
min. Combined with the other consultations, the
total duration of the process was about 1 h and
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a half (for doctors only). Nevertheless, the pro-
cedure did not take into account preferences
about hormone therapy and radiotherapy. The
total duration of the entire process of shared
decision-making is therefore not so longer than
the usual medical encounter (1 h).

Discussion

Complete information about surgery and decis-
ion aids was previously evaluated in a random-
ized study by Goel et al.° and in a large study by
Whelan et al.” Moreover, other studies also
investigated chemotherapy for node-negative
breast cancers. O’Connor er al® studied the
opinion of clinicians. Levine et al.” made up a
decision board to elicit preferences regarding
chemotherapy.

The originality of our study lies in the appli-
cation of the process of shared decision-making
to the entire treatment process, from surgery to
adjuvant treatment. For the latter, the decision
board was designed to be applied to all patients,
whether node-negative or node-positive. So each
patient could participate in the decision at each
phase of treatment.

In contrast with results from Whelan er al.,’
no patients actually chose mastectomy. This
may be due to the relatively limited series of
patients included in our study. Besides, contrary
to other institutions, almost all patients treated
for breast cancer in our hospital have radio-
therapy, even after mastectomy, except when
they have small (<3 cm) node-negative, external
tumours. As a consequence, the interest of
mastectomy as compared with other surgical
options may appear limited to our patients. But
presenting mastectomy as an option gave each
woman an opportunity of considering and
possibly deciding to undergo this surgical
procedure.

In good prognosis cancers, the patients are
not generally offered chemotherapy. Neverthe-
less, two of eight patients from our cohort con-
sidered that the reduction in the recurrence risk,
regarded as low by the doctors, was important
for them, thus demonstrating that patients’
values are different from those of doctors.'”
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Patients who had chosen to express their
personal preferences were more often anxious
at the end of the decision process. Most of
them had not been encouraged by their family
to make a choice. However, a randomized
study® demonstrated that anxiety was not more
prevalent in the group of patients using the
decision aid. Moreover, 6 months after enrol-
ment there was no more decision regret in that
group than in women who had not used this
opportunity.

Conclusion

This type of medical-patient encounter is really
not usual in France. Nevertheless, learning from
our experience, it seems that shared decision-
making is feasible in clinical practice. The dur-
ation of the necessary medical encounters is
consistent with the time that should be spent
with patients in such a severe disease population.
However, a quantitative study based on a large
sample of patients is necessary to: (1) confirm
that shared decision-making is feasible in rout-
ine clinical practice, (2) ensure that patients are
willing to participate to their treatment decision-
making, and (3) measure the benefits and
potential drawbacks (anxiety, dissatisfaction,
regret) for patients from taking part in decisions
regarding their treatments.
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