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Background: Screening for distress is considered a fundamental goal in cancer care. The literature 
underlines the need to improve the distress assessment instruments. Our proposal is to identify the main 
themes/narratives freely emerging during a first interview, 3–5 days after the diagnosis of breast cancer. In 
our hypothesis, these themes simultaneously represent the patient’s main concerns and the initial coping. 
Our goal is to differentiate different types of distress, through building a list of the most frequent thematic 
nuclei and, subsequently, differentiating two classes of distress which require different interventions in order 
to be reduced.
Methods: One thousand five hundred new-diagnosed breast cancer patients have been undergone to the 
Multidisciplinary Interview few days after the diagnosis. Any criterion about the type of breast cancer has 
been applied. For each interview, the main narrative nuclei were classified and analysed and their frequency 
was calculated in the whole group. Subsequently, we subdivided the narrative nuclei into two subgroups 
based on the type of distress hypothesized: the distress depending on factors related to therapeutic decisions 
(type A) from those depending on processes of adaptation and coping (type B).
Results: Few days after diagnosis, it is possible to distinguish two different types of distress: indeed, the 
most frequent distress themes patients talk about are distributed among issues that affect the impact of the 
disease in personal life (family, marriage, infertility, work) or more directly related to external organizational 
factors (diagnostic completions, the waiting for therapies) that it can be defined as type B to issues related to 
decision-making processes about therapeutic strategies to be adopted, type A.
Conclusions: The results show how much distress can be attributed to time-dependent factors (start the 
therapies or coping processes) but also to variables related to the ability to feel active in decision-making 
processes, particularly with regard to requests for over- and under-medical treatments. On these latter 
factors, you can reduce distress through timely communication to the entire team about the interview results 
and through the involvement of the multidisciplinary team.
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Introduction

In the last decade, screening for distress has been 
positioned as the sixth vital sign in cancer care, in addition 
to pulse, respiration, blood pressure, temperature and 
pain. Distress can be defined as “a multifactor unpleasant 
emotional experience, along a continuum, ranging from common 
normal feelings of vulnerability, sadness, and fears, to problems 
that become disabling such as depression, anxiety, panic, social 
isolation and spiritual crisis” (The National Comprehensive 
Cancer Network Distress Management Guidelines Panel). As 
consequence, a correct distress assessment is universally 
considered a fundamental  goal  in cancer care,  in 
consideration of the “capacity of distress to interfere with 
the ability to cope with cancer” (1). Distress is a term with 
not a specific psycho-pathological meaning and not 
necessary indicates a formal psychiatric disorder but “it 
can include even severe mental symptoms and disorders” (2).  
The international literature shows an important relevance 
of distress in oncologist patients, about the 30–40% of 
the population. Italian studies show importance “distress 
in breast cancer patients developed into the first two years 
following the diagnosis” (3). Longitudinal studies have shown 
that, even in successful treatments, distress, including 
depressive symptoms or disorders, continues “to interfere 
with normal life months or years after cancer diagnosis” (4).  
Many studies have been devoted to assessing the 
“distress associated with the first stage of breast cancer” (5).  
At all stages, patient self-report instruments or brief 
assessment with simple verbal inquiry represent the most 
common methods for the distress evaluation. Because of 
that, distress scales are usually recommended as first step, 
and do not permit clinical diagnosis. The most known 
distress scales are the Thermometer of the Distress (DT) 
developed by the National Comprehensive Cancer Network 
[2003], the Hospital Anxiety and Depression Scale total 
scale (HADS-T) or Brief Symptom Inventory (BSI). The 
bigger advantage of distress scales seems to be the numeric 
score that express, in an easy way, the “emotional patient 
conditions” (6). In many cases, distress scales “are not capable 
to intercept cases for severe conditions and have not capacity of 
prediction” (7). It is generally known that distress scales have 
a high negative predictive value but poor positive predictive 
value. What motivated our proposal for assessing distress 
through the Multidisciplinary Interview is the need to 
have an assessment system that does not take into account, 
at this first stage, general symptoms such as anxiety or 
depressed mood. We think that these symptoms, at this 

phase, are not predictive of the future, because they are 
too specific, linked to the momentary impact of the disease 
in life and not quite significant. What is significant, in our 
proposal, is to understand how women organize these early 
anxieties and concerns in a communication-narrative that 
also contains traces of the initial coping. With the term 
“narrative” of illness is meant the form in which experience 
is told and experienced with meaning and consistency. The 
narrative nuclei not only bring the present but also “project 
into the future by organizing desires and strategies” (8). In 
other words, the feeling of having a good mastery, a greater 
locus of control and a feeling of self-efficacy. In this sense, 
any patient’s personalized request for treatment, not in 
line with the official guidelines, should be considered and 
not too quickly attributed to anxiety or other personality 
traits. Any patient’s request is of utmost importance, and 
must be, in this initial phase, carefully evaluated. We are 
interested in distress assessment, in this phase, only in order 
to distinguish the quote of distress that can be reduced by 
empowering the decision-making process. As part of the 
growing personalized care, patient must be considered as 
one of the key players in the process of making decisions. 
As is well known, the term “personalized care” for treating 
breast cancer refers to the review of the most important 
evidence of systemic and regional conditions and the use of 
predictive factors. It is immediately apparent that the use of 
the term personalized care does not include the contribution 
of the woman to the various therapeutic choices. If the 
doctor evaluates the possibility, for the woman, to choose 
from multiple choices, through a medical interview, the 
various choices are illustrated until they reach a shared 
therapeutic choice. Often to achieve this shared choice, 
the contribution of the entire multidisciplinary team and 
personalized knowledge of the patient is needed through 
a shared knowledge tool such as the Multidisciplinary 
Interview, with the contributions of various specialists. 
More and more frequently, the request to adapt the 
treatments to personal needs comes from the patient. 
The requests concern the need for the patient to receive 
treatments that are less invasive or more radical, such as do 
not undergo chemotherapy or hormone therapy or ask for 
a mastectomy instead of a quadrantectomy. The physician’s 
task becomes to locate the area within which the request 
can be reasonably taken into account in full respect of their 
code of ethics. Most screening tests seem to be insufficient 
to point out the presence of distress factors in the “here 
and now” and need further follow-up and additional 
assessments. Our clinical experience with breast cancer 
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patients has shown that some narrative nuclei emerging 
spontaneously during the first clinical consultation by a 
psycho-oncologist seem to have an influence over others in 
determining the development of distress during the cancer 
trajectory if not treated since the beginning. As a result 
of this, if it is possible to know, through the narrative of 
the patients, which themes are more urgent to be treated 
and more dependent on additional communications, it is 
possible to intervene immediately throughout interventions 
capable of reducing future distress. In our hypothesis, it 
is possible to discriminate between the communication-
dependent variables about therapeutic decisions in the here 
and now from others where it is possible to intervene during 
the time. The aim of the study is to construct a new distress 
screening instrument, the Multidisciplinary Interview, 
which combines, in only one step, a clinical consultation 
with an instrument at disposal of the whole team in order to 
intervene on the initial causes of evitable distress.

Methods

Participants

1500 newly diagnosed patients with breast cancer have 
been involved in the study between 2014 to 2017 at 
the Multidisciplinary Breast Cancer Unit based at the 
Catholic University of Rome. Any psychological selection 
criterion has been applied. The only medical criterion 
regards the exclusion of metastatic breast cancer patients. 
The multidisciplinary interview is held in a quiet and 
comfortable environment, last an hour, and is given by a 
trained psycho-oncologist of the multidisciplinary team.

Interview description

The Interview collects many different categories of data, 
including “descriptive-anamnestic data or various emotional 
conditions that will allow the psycho-oncologist to decide which 
psychological therapy to offer” (9). In this paper we intend 
to highlight the nuclei without correlation with other 
data such as the psychosocial profile and personality 
characteristics and to concentrate exclusively on free 
narratives of patients. In fact, we believe that, at this initial 
level of the first interview, it is crucial to gather the greatest 
needs expressed without any other conditioning. In fact, the 
patient is invited to speak spontaneously about her situation 
a few days after the diagnosis, without suggesting or guiding 
the interview in any particular direction. This allows the 

emergence of issues that are more urgent than others in a 
difficult time such as post-diagnosis for the patient. We find 
common arguments organized into discourse-narratives 
that emerge beyond the different narrative, cognitive and 
emotional styles. What patients talk about when they are 
invited to do so after receiving a breast cancer diagnosis. 
The interview is conducted by an experienced psycho-
oncologist. It is crucial that the conductor of the interview 
is an experienced psycho-oncologist. He or she must be 
capable of listening attentively to what the patient says 
and able to invite the patient to follow her narration in the 
direction she prefers. The psycho-oncologist must also pay 
attention to those “uncertain communications that relate to 
needs difficult to express or generally unaware” (10). In each 
interview, all these topics can be presented, of course, at 
different levels of intensity. It will be the task of the psycho-
oncologist to deal with it in subsequent meetings.

Results

Table 1 reports the narrative themes that have been 
presented with a frequency greater than 20%. Thematic 
nuclei are semantic umbrellas under which the most 
diverse and personal narratives of the disease are grouped 
in order to categorize and classify the words used by the 
patients during an interview. Some thematic nuclei are 
much interconnected (IV and V or II and VII) but we still 
consider it important to maintain a distinction.

Conclusions

The tools available for assessing distress are more and more 
scientifically validated but are excised principally on the 
individual characteristics of the patient and on the high 
distress levels that generally characterize the days after the 
diagnosis. Very often, in the post-diagnosis phase, patients 
are really confused and afraid and often do not talk to their 
doctor immediately about their doubts and requests. The 
distress scales do not take into sufficient account the distress 
related to being more or less involved in medical decision-
making process. The Interview allows to categorize the 
narrative nuclei that spontaneously emerge during the 
first interview and to focus on those factors that require 
the entire team to be informed (Tables 2,3). The risk of 
physicians not to be informed about the patient’s needs, at 
this stage, is that the patient gives up or never develops a 
full compliance. These factors, in our study, mainly concern 
the involvement of the patient in the various treatment 
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Table 1 Most frequently narratives themes emerged during the first interview in descent order

Themes Frequency

(I)	 Fear of therapies and their side effects 93.00%

(II)	 Concerns about family and children (or not being able to) 91.00%

(III)	 Detailed story on the path that led to the diagnosis (includes delay and/or error and disappointment with the 
prevention done)

86.00%

(IV)	 Anxiety related to the expectation of a complete diagnosis 85.00%

(V)	 Anxiety waiting for initiation therapies 85.00%

(VI)	 Fear of never achieving healing even in case of medical reassurance by doctors 68.00%

(VII)	 Concerns or difficulties of couple 62.00%

(VIII)	Need for more information 33.00%

(IX)	 Personal hypotheses on the origin of the disease 27.00%

(X)	 Concerns about parents, relatives, social net 26.00%

(XI)	 Worries about work 25.00%

(XII)	 Pervasive anxiety of having already developed metastases or other complications 25.00%

(XIII)	Desire to solve personal problematic nuclei 24.00%

(XIV)	Under or over medical treatment requests (no chemotherapy, no hormone therapy or mastectomy instead of 
quadrantectomy, even for both breasts)

22.00%

(XV)	Difficulty in accepting the diagnosis 21.00%

Table 2 Distress type A: distress themes which require to be communicated to the multidisciplinary team

(I)	 Fear of therapies and their side effects

(VIII)	Need for more information

(XIV)	Under or over medical treatment requests (no chemotherapy, no hormone therapy or mastectomy instead of quadrantectomy, even 
for both breasts)

Table 3 Distress type B: distress themes which require intervening through psycho-oncologic intervention during the time

(II)	 Concerns about family and children (or not being able to)

(VI)	 Fear of never achieving healing even in case of medical reassurance by doctors

(VII)	 Concerns or difficulties of couple

(IX)	 Personal hypotheses on the origin of the disease

(X)	 Concerns about parents, relatives, social net

(XI)	 Worries about work

(XII)	 Pervasive anxiety of having already developed metastases or other complications

(XIII)	Desire to solve personal problematic nuclei

(XV)	Difficulty in accepting the diagnosis
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options. Even when there is no medical uncertainty over 
the prescription, the patient may not accept the prescribed 
indications because she does not feel sufficiently involved 
or the option does not meet her needs. In clinical situations 
where there is uncertainty about choices, the patient is 
most likely to be involved in the treatment process but not 
if the request starts from the patient. Moreover, the ever-
increasing range of social and cultural changes in cancer 
imaginary and knowledge and the enormous amount of 
information that can be easily accessed cannot be ignored. 
The personalized care should also include the patient’s 
opinion. As can be seen from the tables, some narrative 
nuclei such as, for example, the detailed description of the 
diagnostic pathway, represent the first attempt to cognitively 
and emotionally organize the shock of the diagnosis. This 
nucleus is therefore not an element of distress but also the 
attempt to cope with it through its narration. Likewise, the 
thematic core of personal hypotheses of illness (theme IX)  
is an attempt to give shape and meaning to an event that is 
no longer simply suffered. Some topics concern explicitly 
psycho-oncological competence (type B) such as family, 
marital and work difficulties (themes II, VII, and XI) 
require programming psycho-oncological interventions. 
Surprisingly, patients do not speak so often how difficult is 
to accept the diagnosis (theme XV). It is likely that, at this 
stage, there is a great effort to adapt to the new situation, in 
almost mechanical form. Other factors of distress (type A)  
occupy a specific area that requires the intervention of the 
whole team and such interventions must be timely. Among 
these elements, a particular position occupies the thematic 
area of under or over-treatment requests (theme XIV).  
Very often in the past, these requests were branded as 
dictated by only anxiety, confusion or ignorance of the 
patient. It’s difficult to discriminate if the patient has a 
legitimate request of under or over-treatment or not. That 
must be evaluated by a specific tool. These demands are 
constantly increasing nowadays and must become part of 
the more general process of personalized care. Conversely, 
welcoming them can mean boosting the patient’s sense of 
self-management and having a good sense of self-efficacy. 
These requests, which respond to major social and cultural 
changes such as the dissemination and disclosure of medical 
information, can’t be rejected in advance as pathological. 
Often, behind the rejection of chemotherapy or, more 
rarely, surgical intervention, it only hides the need for more 
elaboration and reflection time together with the various 
team specialists or to share fears and doubts with other 
women who have had the same experience (support groups). 

Likewise, behind requests for over-treatment (radical 
mastectomy even in the absence of medical indication) 
it hides the adhesion to an interventionist mentality that 
offers more security in emotional terms. The complexity 
of such situations and the growing need of women to be 
protagonists of their therapeutic choices, require increasingly 
multidisciplinary interventions and collaborative relationships 
between the members of the care team. As new instrument 
based on the clinical practice, the Multidisciplinary Interview 
needs a statistical validation and to correlate the initial factors 
of distress with medical and biographical data. There is no 
evidence of reliability. The validation of the Interview will 
allow having an instrument that applies operative consequences 
through psychological and medical interventions tailored on 
the specific needs emerged during the interview to limit and to 
prevent, as much as possible, future distress during the breast 
cancer trajectory. 
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