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ABSTRACT

Objectives To investigate the early information needs
of women with a recent diagnosis of breast cancer (BC)
according to their employment status.

Design Cross-sectional.

Setting Secondary-care patients attending three
outpatient oncology clinics in northern Italy.

Participants 377 women with a recent diagnosis of early-
stage, non-metastatic BC aged 18-75 were recruited. Of
them, 164 were employed, 103 non-employed and 110
retired.

Outcome measures The first consultation visit with

an oncologist was audio-recorded and analysed for the
number and type of questions asked. Linear regression
models considering consultations’ and patients’
characteristics as confounding variables were applied.
Results Employed patients asked significantly more
questions than non-employed and retired patients (17 vs
13 and 14; F=6.04; p<0.01). When age and education
were included in the statistical model, the significance
of employment status was rearranged among all the
variables and was no more significant (b=1.2, p=0.44).
Employed women asked more questions concerning
disease prognosis (0.7 vs 0.4 and 0.6; F=3.5; p=0.03),
prevention (1.4 vs 0.6 and 0.7; F=10.7; p<0.01), iliness
management (7.2 vs 6 and 5.4; F=3.8; p=0.02) and
social functioning (37% vs 18% and 20%; x2=14.3;
p<0.01) compared with the other two groups. Finally,
they attended more frequently the consultation alone
(37% vs 18% and 25%; %°=10.90, p<0.01), were
younger (50 vs 58 and 67 years; F=63.8; p<0.01) and
with a higher level of education (77% vs 27% and 45%;
%°=68.2; p<0.01).

Conclusions Employment status is related to the type
of questions asked during the first consultation. Also, it
interrelates with other patients' characteristics like age
and education in determining the number of questions
asked. Patients' characteristics including employment
status could be considered in tailoring work and social-
related information provided during the first oncological
consultation. Future studies could explore potential
differences in information needs according to the different
kinds of work.

Strengths and limitations of this study

» This is the first study in Italy exploring the informa-
tion needs in a large sample of women with breast
cancer with different occupational status at their
first consultation visit with the oncologist.

» We included in our analyses all the variables sug-
gested by literature as relevant for the topic (age,
education level, cancer stage, presence of a com-
panion, length of consultation, difference in the
setting).

» The study’s robust methodology and statisti-
cal analyses allow for generalising the results to
[talian patients living in northern Italy with similar
characteristics.

» The main limitation of the study is that it focus-
es on secondary analysis of two previous studies,
therefore we were not able to distinguish between
employees and self-employed and to stratify the
sample according to the type of employment.

INTRODUCTION

Breast cancer (BC) is the most commonly
diagnosed cancer in women worldwide.'
In Italy, the last official report on cancer
described BC as the first cause of death for
cancer in women, with 53 000 new cases
expected in 2019 and an increasing rate
(+0.3%) of diagnosis. This is possibly due to
the extension of screening programmes and
a greater incidence in the subpopulation
not covered by programmes themselves.
The survival rate of BC in Italy is 87% after
5 years from the diagnosis and 80% at 10
years.”

Although the BC journey is not uniform
for all women,? the BC diagnosis often leaves
patients with many questions about what to
expect during the long and arduous diag-
nostic-therapeutic pathway ahead of them.
Women are burdened not only by the disease
and treatmentrelated symptoms (pain,
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fatigue, side effects) but also by emotional distress and
anxiety about changes in their life.”

A major factor that influences patients’ emotional
state is employment status. Employed women experi-
ence greater anxiety before surgery than unemployed
women. They worry about how the disease will affect
their professional life and whether they will be able to
fulfil job requirements at their former places of employ-
ment.* Yet, having gainful employment also has a positive
influence on the quality of life, ensures financial security,
social contacts and a sense of contributing.”” Moreover,
women with cancer who continue working during their
course of treatment describe work as a normalising factor
in their life*'* that enables them to cope with the disease
better than if they remained alone at home. The interplay
between employment and a positive sense of self confers a
sense of normalcy that can boost self-esteem during treat-
ments."? By continuing to work, patients project an image
of strength and self-competence that helps to allay their
fears about a potential loss of income.” This may also hold
for older women who choose to continue working beyond
the full retirement age according to Italian legislation."*

Most of the employees in Italy are insured against a
temporary inability to work due to their state of health.
In particular, the Italian Institute of Social Security pays
for sick leave benefits from the 4th to 180th days of
absence from work. During this period, the statutory sick
pay amount is, generally, equal to 50%—-66% of average
daily pay. After the 180 days, employees are at risk of
losing their work, although other kinds of support can
be applied that is, previous leave not taken or unpaid
leave.”” Such schema does not cover self-employed, but
some forms of financial support are provided also in the
case of workers with an atypical employment contract and
new self-employed.'® Independently from occupational
status, the Italian National Healthcare System guarantees
patients with all the services included in the Essential Care
Levels (ECL) with additional services provided by indi-
vidual regions that they balance in economic and finan-
cial terms. They include hospitalisation and medicines
included in a constantly consulted group ‘A’ Erescription
drugs list which are provided free of charge.'

Despite such forms of support against temporary
inability to work due to the state of health and ECL, not
all patients benefit from such information at the time
of their first oncological consultation. During the visit,
clinical oncologists explain at length about how symp-
toms and treatment side effects will be controlled and
dedicate little time to discussing psychosocial matters,'®
often leaving these concerns unaddressed. For example,
the decision whether to continue working during cancer
treatment should be discussed with the patient’s oncol-
ogist, but previous studies on cancer survivors reported
that most patients do not discuss work issues with their
doctors' *” and that they had received little advice from
healthcare providers.” Employed patients are known
to be more motivated to ask their doctors factual ques-
tions than retirees or students.”’ Moreover, taking the

opportunity to discuss possible changes in social func-
tioning (ie, work, social and spare time activities) may be
a useful way to identify current functional status, perfor-
mance, or the level of support or care received.”” Antici-
pating these needs is important since social functioning
defines how individuals interact with their environment
and the ability to fulfil their role at work, in social activi-
ties and relationships with partners and family.

To date, most of the literature has examined the impact
of BC on work and psychosocial dimension in employed
people. In particular, several studies investigated the role
of BC in the working environment after the patient’s
return to work.” ' * # Other research showed the
importance of encounters promoting the return to work
in the first year after BC surgery in reducing sickness
absence during the second year after surgery in employed
women.”™ Furthermore, a recent study” described a
change over time on information needs in BC working
survivors in Japan, with treatmentrelated information
ranking highly at the time of diagnosis and the need for
more individually tailored information and support on
work after the beginning of the treatment. Despite that,
only one pilot study has investigated the difference in
information needs in patients with BC with different occu-
pational status so far.”” Such a study involved 28 patients
with BC receiving outpatient chemotherapy. Different
concerns emerged according to the employment status,
with employed people showing greater worries about the
disease, the ability to work and death compared with the
unemployed group. Such differences suggest the impor-
tance of identifying distinctions in information needs
among different groups of patients to provide a tailored
support system in healthcare settings. To the best of our
knowledge, our study is the first in Italy exploring infor-
mation needs in patients with different occupational
status at the beginning of their therapeutic pathway.

Given the impact of employment status not only on
the economic matter but also on patients' psychosocial
dimension, we argue that women with BC, with different
occupational status, may have different information needs
concerning illness and psychosocial matters (ie, work,
social and spare time activities) in the first phases of their
therapeutic process. Information needs refer to all ques-
tions formulated and answers sought to find a solution
for a particular problem.” In this framework, the number
and type of questions asked during the first consultation
visit are considered an expression of the most imme-
diate information needs and the first indicator of active
participation in the consultation visit with a healthcare
provider.” In the present study, we, therefore, want to:

1. Explore information needs in three groups of wom-
en with different employment status (employed, non-
employed and retired) during their first oncological
consultation.

2. Explore which questions about social functioning were
selected from a Question Prompt Sheet (QPS) provid-
ed to a subgroup of patients before the visit, according
to the employment status.
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To accomplish our aims, we analysed audio-recorded
first consultation visits in a large sample of patients with
BC with a recent diagnosis of early-stage, non-metastatic
BC who were attending three outpatient oncology clinics
in northern Italy between 2010 and 2013.

METHODS
Sample
The sample was composed of patients participating in
two previous studies.”™ The first”® is an observational
pilot study for the set-up of the second one,” *” which
is a randomised controlled trial (RCT; ClinicalTrials.
gov NCT01510964). Patients of the observational study
were recruited during the first 6 months of 2010 in the
outpatient clinic of the Medical Oncology Unit of the
Hospital Trust of Verona (centre 1), whereas patients
of the RCT were enrolled between June 2011 and May
2013 at centre 1 and in other two centres (Clinical Unit
of Oncology at the Hospital Trust of Brescia, centre 2;
and University Hospital of Verona, centre 3) (see the flow
chart describing the sampling procedure in the online
supplemental file 1). Both observational and RCT studies
were focused on patients’ information needs during first
oncological consultation, with RCT comparing the effect
of a prepared list of evidence-based questions (QPS) and
a patient self-generated list of questions (Question List-
QL) they would have liked to ask during their consulta-
tion. In putting the samples from the observational and
the RCT together, we initially verified that the original
samples were comparable in terms of clinical and socio-
demographic variables including employment status (see
online supplemental file 2).

Both observational and RCT protocols were approved
by the ethics committees of the respective centres.

Inclusion and exclusion criteria were the same for both
studies. In particular, inclusion criteria were: age between
18 and 75 years, a recent diagnosis of early-stage BC and a
first consultation visit with an oncologist. Eligible patients
had already undergone breast surgery (eg, lumpectomy).
Exclusion criteria were diagnosis of metastasis, disease
relapse, cognitive impairments and inability to under-
stand Italian.

The clinical oncologists involved in the study worked
at the oncology clinics of the study centres and provided
written informed consent to participate in the study.

Employment status

Subjects were categorised as ‘employed’ (ie, being
employed or self-employed, regardless of job type and the
number of working hours), ‘non-employed’ (ie, being
unemployed, a homemaker or a student) or ‘retired’,
according to self-reported occupational status. We decide
not to classify patients on working or retirement-age basis
since the retirement legislation changed several times
over the past years in Italy.'* It allowed the existence of
different profiles of retired people based on age and/or
years of contribution. Moreover, according to the Italian

law concerning retirement in force between 1973 and
1995, some public workers retired from work under the
age of 40. Finally, people over 60 can continue working
depending on their will, with some distinction between
the public and private employment fields.

Procedure

Patients came to the consultation by appointment, which
was scheduled every 45 min. All patients coming to the
consultation were considered eligible for the study.
They were approached in the clinic waiting room by the
oncology nurse who briefly described the study goals and
elicited the patient’s interest in participating. Interested
patients were accompanied to a dedicated room and
were given detailed information by the research assistant.
Willing patients satisfying inclusion criteria were enrolled
and requested to provide written informed consent
to participate and have their consultation visit audio-
recorded. Sociodemographic data, including age, educa-
tion level, marital and employment status were collected
via a self-report questionnaire.

The visits were conducted according to the standard of
usual clinical care at each centre. The oncologists were
blind to the patients using the QPS or QL. All consul-
tations were audio-recorded for analysis. The recording
device was operated by the oncologist and collected at the
end of the day by the researcher.

Analysis of asked questions

The number and type of questions asked by patients and
the duration of the consultation visit were gleaned from
analysis of the audio recordings. Questions were defined
as ‘utterances in interrogative form that ask for informa-
tion or clarification’.*’ A codebook and coding proce-
dures for classifying questions by topic were developed
to provide uniform definitions, examples and decision
rules. Direct questions by patients were identified and
transcribed verbatim.

All questions were subgrouped into five main cate-
gories used in the literature.” * A sixth category was
‘administrative questions’. The categories were described
in box 1. Coding was performed by three of the authors
(GD, AB and CB). Inter-rater reliability among the three
coders was assessed based on the recording of 10 consul-
tation visits (Agreement 62.9%; Cohen’s kappa 0.49).”

Box1 Main categories used to classify questions asked
during the consultation

» Symptoms (eg, Why is everything so hard around the wound?)

» Aetiology (eg, Was it caused by the pill?)

» Prognosis (eg, How likely is it that cancer will spread to other parts
of my body?)

» Prevention (eg, Is screening every 2 years enough?)

» lllness management (eg, According to you, is it better to start
immediately?)

» Administrative questions (eg, What is the procedure? Do | have to
book the next appointment?)
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Box2 Categories used to classify questions related to the
psychosocial dimension

» Rights and privileges: questions about payment exemptions, disabil-
ity benefits or medical certificates.

» Therapy heaviness: questions about the impact of treatment side
effects on work.

» Loss of work ability: questions about the ability to maintain the prior
level of work performance.

» Other social activities: questions not strictly related to paid work,
such as housework, sports and leisure activities.

Questions related to the psychosocial dimension
(covering aspects of life possibly affected by the illness
like work, personal finances, and social and spare time
activities) were recoded in four categories for this study.*”
Categories are listed in box 2.

Similar categories of questions were searched for in the
QPS list offered before the consultation to a subgroup of
158 patients. Selected questions were reported in box 3.

Data analysis

Descriptive statistics for demographic and clinical charac-
teristics are expressed as the mean (M) and SD for numer-
ical variables and percentage distribution for categorical
variables. One-way analysis of variance and %” tests were
performed, where appropriate, to explore the differences
among centres and patients with different employment
status.

The effect of the hierarchical structure of the dataset
on the interest variable (ie, number of questions) was
checked by using the intraclass correlation coefficient
(ICC), as a measure of centres variation; then a multilevel
approach was carried out since the ICC value was relevant
(>b%).

A set of multilevel linear regression models was prelimi-
narily performed to explore the relationship between the
number of questions asked and specific consultations’
and patients’ characteristics. The effect of confounders,"’
such as consultation length and presence of compan-
ions, was estimated (model A); employment status, age,
education level, marital status and cancer stage were
explored with a series of models B (B1-B5, respectively).
The significant variables were included in the final model
(model C).

Box 3 Questions selected from the Question Prompt
Sheet list

» Do | have to change my diet, my work and my sports activities?

» How will my job be influenced?

» How will my lifestyle be influenced (eg, daily work, daily activities,
sexual function)?

» What will be the costs throughout my treatment (eg, medications,
chemotherapy, radiotherapy)?

» Am | eligible for any compensation benefits if | cannot work?

Collinearity between explanatory variables was checked,
using correlation matrices between variables and between
estimated coefficients (post-estimation statistics of model
C), respectively. High correlation values (greater than
+0.90) indicated the presence of multicollinearity.**

All statistical analyses were performed using Stata statis-
tical software V.15 (StataCorp, College Station, Texas,
USA).* The Strengthening the Reporting of Observa-
tional Studies in Epidemiology guidelines and checklist
for cross-sectional studies'® were used.

Patient and public involvement

Patients were not involved in the development of the
research question and outcome measures, study design,
or conduct of this study.

RESULTS

In the following paragraphs, we first reported patients’
characteristics, followed by the comparison among the
centres. Subsequently, we described results obtained
using a series of statistical models and related to the
number of questions asked. Finally, we reported results
referred to the type of questions asked by women with BC
during the first consultation.

Patient characteristics

A total of 377 Italian-speaking patients took part in the
present study. Of them, 164 were employed, 103 were
non-employed (94 housewives, 8 non-employed looking
for a job and 1 student) and 110 were retired.

According to the TNM classification of the American
Joint Committee on Cancer,” 26% of patients had cancer
at stage 0, 45% at stage I, 21% at stage II and 8% at stage
III. Cancer stages differed by employment status (x°=13.3,
p<0.04) (see table 1).

As for the presence of a companion, 270 patients (56%
of the sample) came to the consultation visit with at
least one accompanying person, and 107 patients came
alone (44%). Employed patients more frequently came
alone (37%) compared with non-employed (18%) and
retired (25%). This difference was statistically significant
(%*=10.90, p<0.01).

Table 1 presents the demographic and clinical charac-
teristics of patients.

A difference in the consultation length was observed
between women with high and low educational level (48
vs 44 min; t=-2.19; p=0.03) and different stage of the
illness (40, 46, 54 and 53 min, from stage 0 to stage III;
F=8.58; p=0.01), with patients with higher education level
and at cancer stages Il and III having longer consultations
compared with those with lower education level and less
severe disease. By contrast, we did not observe differences
in the consultation length by employment status (47, 45
and 45, respectively for employed, non-employed and
retired patients; F=0.67; p=0.51).

Comparison among centres

Of the 377 patients, 70 came from the observational
study® and 307 from the RCT study® **: 100 came from
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Table 1 Sociodemographic and clinical characteristics of the three groups

Employed Non-employed Retired

N=164 N=103 N=110
Sociodemographic data (44%) (27 %) (29%) Test P value
Marital status* r?=21.1 <0.01
Married/cohabitant 65% 85% 57%
Single (widowed/divorced) 35% 15% 43%
Education** 1?=68.2 <0.01
Primary/secondary school 23% 73% 55%
High school/university 77% 27% 45%
Age (mean+SD) 50+7.2 58+10.0 67+4.4 F=63.8 <0.01
Age (range) 28-68 31-75 57-75
Therapyt
Chemotherapy prescribed 37% 38% 25% x*=4.8 0.09
Hormonal therapy prescribed 72% 75% 83% x2=4.3 0.12
Radiotherapy prescribed 73% 61% 64% x*=5.0 0.08
Immunotherapy prescribed 9% 5% 6% x’=1.4 0.49
Cancer stage*™* 1?=13.27 0.04
Stage 0 33% 22% 20%
Stage | 44% 39% 52%
Stage Il 17% 29% 21%
Stage |lI 6% 11% 7%

*Significant parameters are written in bold: two missing info, **three missing info, ***22 missing info.

TMore than one therapy could be prescribed to each patient.

centre 1, 100 from centre 2, 107 from centre 3. Due to the
multicentric design of the study, we tested the existence
of differences among groups coming from different
centres. The frequency distribution of each subsample
showed homogeneous trends, and the applied compar-
ison tests confirmed that there were no relevant differ-
ences between the subsamples in sociodemographic
variables. All subsamples were homogeneous for employ-
ment status (range, 40%-46%, X2=1.10; p=0.77), the
presence of companions (X2:0.96; p=0.26) and refusal
rate (X2=1.78; p=0.62). A difference among centres was
observed on cancer stages (X2=21.81; p=0.01) (see online
supplemental file 2).

As regards the characteristics of the consultation, the
visit lasted 46 min on average (SD=19.0; range, 12-111)
for the entire sample. A marked difference was observed
between the four subsamples (F=42.58; p<0.01): mean
duration of 35 min for centre 1 (observational), 38 min
for centre 1 (experimental), 45 min for centre 2 and 62
min for centre 3.

Information needs

Number of questions asked

During their first consultation visit with the oncologist,
patients expressed a mean of 15 questions (SD=11).
The employed patients asked, on average more ques-
tions (M=17, SD=12) than the non-employed or retired

patients (M=13, SD=10, and M=14, SD=10, respectively);
the difference was significant at the preliminary compar-
ison test (F=6.04; p<0.01).

Initial exploration of the sample design effect on the
number of questions showed an ICC of 5.7, meaning that
a part of the variance was due to differences in the four
subsamples.

In the first linear regression model (model A), the pres-
ence of a companion (b=-5.1, p<0.01) and consultation
length (b=0.3, p<0.01) were considered as confounders
and were taken into account in the model (table 2). A set
of preliminary explorations of the number of questions
showed that they were differently distributed in relation
to employment status (model Bl; b=3.0; p<0.01), age
(model B2; b=-0.1, p<0.01) and education level (model
B3; b=2.2, p=0.03). Marital status and cancer stage were
not significant (model B4; b=-1.4, p=0.18; and model B5;
stage I: b=1.9, p=0.13; stage II: b=—0.5, p=0.74; stage III:
b=2, p=0.33) (table 2).

A third model (model C) was estimated after adjusting
for these characteristics. In this final model, the statis-
tical significance of occupational status was redistributed
among the other patient characteristics and resulted not
statistically significant (b=1.2, p=0.44) along with age
(b=-0.1, p=0.16) and education level (b=1.2, p=0.27)
(table 3). Diagnostic postregression suggested no
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Table 3 The effect of occupational status on the
number of questions asked, taking into account patients’
characteristics and confounders (final model C)

Model C
B 95% CI
Patients’ characteristics
Employment status
Ref. cat
Retired
Non-employed -0.2 -3.0t0 2.6
Employed 1.2 -1.9t0 4.3
Age -0.1 -0.21t0 0.0
Education level 1.2 -0.9t0 3.3
Intercept 13.1 9.3t017.0
Consultations’ characteristics
Presence of companion -4.4* —-6.5 to -2.3
Consultation length 0.3* 0.2t0 0.3
Variance within centres 9.1
Variance between centres 85.1
ICC 9.6%

Significant estimations are written in bold: *p<0.01.

Age and consultation length are based on the mean value to
facilitate the interpretation of intercept value.

ICC, intraclass correlation coefficient.

collinearity effect: the correlation matrix showed low to
moderate values between employment status and educa-
tion level (r=0.40), and between employment status and
age (r=-0.60). The values were the same for the correla-
tion coefficients of the last model.

Type of questions asked

Overall, most of the questions were related to illness
management and administrative issues (75%). Employed
patients asked significantly more questions than non-
employed or retired patients about prognosis (F=3.5;
p=0.03), prevention (F=10.7; p<0.01) and illness manage-
ment (F=3.8; p=0.02) (table 4).

Of the total of 377 patients, 101 patients (27%)
asked at least one question about social functioning
(37% vs 18% vs 20% for employed, non-employed and
retired patients, respectively) (table 5). The difference
between the three groups was statistically significant
(x°=14.3; p<0.01). Concerning the type of questions,
33% were related to other social activities, 31% focused
on the loss of work ability, 24% concerned rights and
privileges, and only 12% to therapy heaviness, with a
different distribution among groups ()x°=45.0; p<0.01).
In particular, employed women were more interested
in therapy heaviness and loss of work ability; non-
employed people on rights and privileges; and retired
people on social activities. Due to the number of cells
with frequency <5, such finding has to be considered as
preliminary.

The two questions ‘How will my job be influenced?’
and ‘Am I eligible for any compensation benefits if I
cannot work?” were selected from the QPS of the exper-
imental subgroup (N=158) significantly more often by
the employed patients compared with non-employed
and retired patients. Specifically, the question ‘How
will my job be influenced?’ was selected by 31% of the
employed patients, 14% by the non-employed and 16%
by the retired (x°=6.2; p<0.05). The question ‘Am I
eligible for any compensation benefits if I cannot work?’
was selected by 43% of the employed patients, 20% of
the non-employed and 5% of the retired, with a signifi-
cant difference between the groups (x°=19; p<0.01).

DISCUSSION

In the present study, we explored for the first time in
Italy the information needs expressed by a large group
of Italian patients with BC at their first consultation visit
with the oncologist. In particular, we were interested in
the potential differences in information needs among
patients with different occupational status (employed,
non-employed, retired from work) at the beginning of
their therapeutic pathway. The number and type of ques-
tions asked were considered as expressions of informa-
tion needs.

Table 4 Information needs of employed, non-employed and retired patients (mean+SD)

Employed Non-employed Retired
Questions (N=164) (N=103) (N=110) F-test P value
Symptoms 2.4+2.8 1.9+2.0 1.8+2.4 2.0 0.14
Aectiology 0.3+0.9 0.2+0.5 0.2+0.5 1.6 0.20
Prognosis 0.7+1.2 0.4+0.8 0.6+1.1 3.5 0.03
Prevention 1.4+1.8 0.6+1.0 0.7+1.4 10.7 <0.01
lliness management 7.2+6.0 6.0+5.4 5.4+4.5 3.8 0.02
Administrative 5.4+4.0 4.4+3.5 4.8+4.2 23 0.10

Significant p values are written in bold.
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Table 5 Examples of questions asked by patients about social dimensions

Categories Questions

Rights and privileges

| am a housewife, will | have to pay all of these tests?

Doctor, am | eligible to have any compensation benefit or civil disability?
Who makes the medical certificate?

Therapy heaviness

| usually work in close contact with people, is it risky?

The day | do the chemo, do | feel sick or can | easily go to work?
How can | return to work without my hair?

Loss of work ability

Will | be physically able to continue working?

Can | continue doing my job?
Can | return to my job only when | will be able to easily move my arm?

Other social activities
Can | drive?

Can | continue going to the swimming pool?

Can | go to the sea this summer?

Our data initially showed that the employed patients
were more active in expressing their needs with respect to
the other two groups, as emerged by the greater number
of questions they asked during the consultation. Consis-
tent with previous findings,” ***" in our sample the
employed patients were significantly younger and had a
higher education level, compared with the other groups.
In the regression model, the significance of employment
status was indeed redistributed among the other patients’
characteristics (age, education level), suggesting that
these three variables are closely linked and interrelate
with each other. The first clinical implication of these
findings is that at the first encounter with the oncologist
we can outline different patients’ profiles. For example,
based on our model we expect that younger, single,
employed women with higher education may be more
active in the consultation and more demanding about
obtaining factual information than women with other
sociodemographic conditions.

Our preliminary analyses* showed consultation length
and the presence of a companion as impacting on the
number of questions asked. Specifically, the longer is the
encounter with the oncologist the higher is the number
of questions asked. It has been observed that consulta-
tions by the Italian oncologists are usually slightly longer
than those by oncologists from other Western medical
cultures (49 in Italy compared with 30-39 min reported
in other countries).*” ** The oncologist’s style (and, for
extension, setting) can play a role in determining the
time of consultation. We indeed observed a difference
among centres in consultation time. Other variables
potentially affecting visit length are the educational level
and the stage of cancer. To control for these variables, we
included the consultation length in the statistical model
as a confounder, along with the variance among centres
(settings), educational level, age and cancer stage (see
tables 2 and 3). In this way, we have taken into account
their weight on our main outcome (number of ques-
tions asked). Moreover, being accompanied reduced the
number of questions asked. Whereas the first finding is
quite intuitive, previous studies suggested that, during

a medical consultation, the role of companions varies
according to age, education and clinical context, with
high companion attendance during oncological exam-
ination.” ”* The level of patient involvement in asking
questions and decision-making can, therefore, be affected
by such variable. This is especially true in the context of
life-limiting cancer diagnosis™ or during genetic consul-
tations for inherited BC where companions may be at risk
of developing the same genetic condition as the patient.”*
Since the presence of a companion did not represent the
focus of the present study, we decided to include it in our
statistical model as a confounding variable together with
consultation length.

As concerns the kind of questions asked, employed
patients were more interested in information related to
disease prognosis, prevention and illness management
compared with non-employed and retired patients. These
findings suggest that employed patients consistently want
to know how their cancer may evolve and how to keep
healthy and active during the course of treatment and
beyond. Furthermore, the majority of patients who asked
at least one question about psychosocial matters were
employed. Regardless of employment status, most ques-
tions revolved around routine housework, hobbies, sport
and other leisure activities not strictly related to paid
work (other social activities). It is within this sphere that
patients perceive the need to feel they are capable and
resourceful. Patients were also worried about possible
changes in their ability to remain active in maintaining
their current lifestyle, as demonstrated by the second
category of most frequently asked questions: loss of work
ability. Work ability has been defined by Lindbohm et af”
as a health-related issue associated with working life and
society. Its multiple dimensions consist of the resources
of the individual, factors related to work and the environ-
ment outside of work. When offering advice, oncologists
will need to consider the importance that social activities
hold for the daily life of their patients. Of note, some
differences emerged among the three groups concerning
the topic of the questions asked, with employed women
being more focused on therapy heaviness and loss of
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work ability; non-employed people on rights and privi-
leges; and retired people on social activities. Although to
be considered as preliminary data, it will be of interest to
investigate such peculiarities in larger samples.

Besides, work-related questions were selected from
the QPS before the oncology consultation visit, not in
response to the therapeutic options the oncologists
proposed, demonstrating that they were distinctive needs
of patients with BC. Previous studies have emphasised that
cancer survivors perceive returning to work as a milestone
in their journey through cancer.”'?*#%% We found that
employed patients are worried about keeping their jobs
during cancer therapy and particularly about how the
disease and treatments will affect their work ability, and
whether they are eligible for compensation of benefits if
they cannot return to work. A second clinical implication
of our findings is indeed that employment status is an
important factor to focus on, already at the first consulta-
tion visit, and not only at the end of the therapeutic path
when patients are about to face the return to work.

Interestingly, we found no differences between the
group of retired and non-employed, neither in the
number nor in the kind of questions asked. This is at least
partly counterintuitive since we would have expected
that non-employed people were more interested at least
in work-related issues being them younger than retired
women and without income. A realist although specula-
tive explanation is that most of the non-employed women
are married or cohabiting, making them scarcely worried
about financial issues due to husbands’ incomes.

Support systems for people with BC with a focus on
psychosocial and work-related issues are jeopardised
in different countries. As an example, a recent study
by Soderman et al”® showed that 80% of a 690 Swedish
women cohort sample experienced encounters regarding
work during the first year after BC surgery. By contrast,
the study by Takahashi et a?* underlined how healthcare
systems for working survivors to BC are underdeveloped
in Japan, with only 23.5% of participants screened about
work-related issues by a healthcare provider. As regards
the Ttalian context, a previous study by our group”” used
the Verona Patient-centred Communication Evaluation
(VR-COPE) Scale®® to rate oncologists” interaction skills
on the 308 patients with BC recruited in the previous
RCT study.39 0 The VR-COPE consists of nine items,
operationally defined and rated on a scale from 0 (no
attempt) to 10 (accomplished). It assesses the content,
process and relational aspects of patient-centred commu-
nication during medical consultations based on a multidi-
mensional evaluation of the physician’s communication
skills. Interestingly, the VR-COPE score related to the
evaluation of the psychosocial impact of illness by the
oncologist was very low (a mean of 1.76 on a 0-10 range).
This finding is complementary to what reported by
another study carried out in Italy in 2015.” Such a study
confirms a general improvement in the amount of infor-
mation patients with cancer receive from their physicians
concerning diagnosis and prognosis, with 84% of Italian

patients being nowadays aware of their diagnosis. Despite
that, the study showed that the greater awareness about
diagnosis and prognosis was not associated with patients’
satisfaction with care and information, suggesting the
existence of other kinds of information that possibly
remain unmet over time.” Despite specificities due to the
context, patients with BC commonly receive little advice
from healthcare providers about work-related and social-
related issues, and do not talk with their physicians about
the implications of cancer and its treatment for their
ability to work or to maintain the previous lifestyle'? *’;
also, doctors find it difficult to give individual advice.”'
Overall, such findings underline the need for healthcare
providers to explore all the dimensions of the patient’s
agenda: fears, interpretations, expectations and context.
The context dimension (family, social life, work) is indeed
avery important component of the patient’s illness, influ-
encing how the patient reacts to the disease and copes
with it.”! Knowledge of the context by the oncologist can,
therefore, become a fundamental element to promote
patient compliance, a satisfactory clinical relationship
and, above all, quality of care.” For this reason, work-
related and psychosocial-related issues should be already
debated in the very first phase of the therapeutic pathway,
when the oncologist should take into account patients'
characteristics like employment status, age and education
level, in order to facilitate a patient-centred approach
aiming at tailoring the intervention on patient’s needs.

The present study has strengths and limitations

As for strengths, this is the first study in Italy exploring
information needs of patients with BC according to
employment status in a relatively large sample, with a
reasonably low refusal rate. Moreover, we included in
our analyses all the variables suggested by literature as
relevant for the topic (age, education level, cancer stage,
presence of a companion, length of consultation) or
on the basis of our study design (setting). Indeed, the
study’s robust methodology and statistical analyses allow
for generalising the results to patients living in northern
Italy with similar characteristics. Finally, our study tran-
scribed, coded and analysed what emerged directly from
the consultation visit without the filter of questionnaires
which could be biased by patients’ desire to comply with
their doctor or by false records.

The main limitation of the study is that it focuses on
secondary analysis of previously collected data which were
not specifically focused on occupational status. It means
that we did not have detailed information available about
work. As an example, our employed-patients sample
included both employees and self-employed without the
possibility to distinguish between them. Therefore, differ-
entiating the two groups could be a future area of focus
allowing to investigate whether different job conditions
are related to specific information needs concerning work
and psychosocial issues. Moreover, only half of the original
samples gave details about the occupation. Therefore, it
was not possible to stratify the sample according to the
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type of employment in the present paper. It has also to be
considered that educational level may vary according to
educational opportunities. For example, a difference can
exist between a young woman born in the 70s and an older
retired woman born in the 40s. In any case, we included
education in the statistical model in order to take into
account its impact on our primary outcome (number of
questions asked). Finally, we did not collect the type of BC
(ie, triple-negative), which may have somehow affected
consultations. Despite that, according to our inclusion/
exclusion criteria, we recruited only women with a recent
diagnosis of early-stage BC, specifically excluding the
diagnosis of metastasis or disease relapse. Finally, we have
characterised the sample in terms of cancer stages, taking
into account such variable in our analyses.

CONCLUSIONS

To conclude, the ability to continue working and to
remain active in the psychosocial context are important
aspects of the quality of life as they mediate the effect of
cancer and its treatment. Employment status was found to
have an impact especially on the type of questions patients
with early-stage BC asked and their information needs. In
particular, the information needs of employed patients
differ from those of non-employed or retired patients.
Despite that, other variables like age and education level
interrelate with employment status in determining the
number of questions asked and should, therefore, be
taken into account in profiling different subgroups of
patients.
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