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ABSTRACT

Delivering bad news involves not only knowledge, but also affective and ethical difficulties. Objective: To
raise the awareness of physicians using a participatory video about delivering bad news in an Intensive
Care Therapy, based on SPIKES and on visual anthropology. Methodology: Qualitative, descriptive, and
exploratory study in three stages: 1) Diagnosis - participation of physicians and mothers; 2) Development
- video production; 3) Evaluation - perception from physicians about the video. Bardin’s content analysis
was used; Results: Stage 1 showed: inadequate environment, little concern about the mothers, little
emotional support, inadequate openness for dialog, inadequate language and communication, little
empathy, and need to improve humanization. About the video based on Stage 1, the perception of
physicians indicated: increased degree of responsibility, reflections on their professional practices, and
encouragement to theoretical knowledge and to empathy in professional relations in the Intensive Care
Unit. Conclusion: There are issues in the process of delivering bad news, and the use of educational
participatory videos is an important strategy to humanize health care.

Keywords: Health Communication. Education, Medical. Humanization of Assistance. Physician-Patient
Relations. Intensive Care Units, Neonatal. Instructional Film and Video.

RESUMO

Comunicar mds noticias envolve, além de conhecimentos, complexidades afetivas e éticas. Objetivo:
Sensibilizar médicos utilizando um video participativo sobre a comunicagio de mds noticias em
Unidade de Terapia Intensiva Neonatal, fundamentado no SPIKES e na antropologia visual. Metodologia:
Qualitativa, descritiva exploratdria, em trés etapas: 1) Diagndstico-participacio de médicos e maes;
2) Desenvolvimento-producio do video; e 3) Avaliacio-percepcio de médicos sobre o video. Foi utilizada
analise de contetido de Bardin. Resultados: A Etapa 1 indicou: ambiéncia inadequada, pouca preocupagio
com as mdes, pouco suporte emocional, inadequado convite para o didlogo, linguagem e comunicagio
inadequadas, pouca empatia e necessidade de melhorar a humanizacio. Sobre o video baseado na
Etapa 1, a percepcio dos médicos indicou: aumento do seu grau de responsabilidade, reflexio sobre
suas praticas profissionais e estimulo ao aprendizado tedrico e a empatia nas relagdes profissionais na
Unidade de Terapia Intensiva. Conclusao: Ha dificuldades no processo de comunicagio de mds noticias, e
a utilizagao de video educativo participativo representa importante estratégia de incentivo 2 humanizagio
da assisténcia em sadde.

Palavras-chave: Comunica¢io em sadde. Educacio médica. Humanizagio da assisténcia. Relacoes
médico-paciente. Unidades de Terapia Intensiva Neonatal. Videos educativos.
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INTRODUCTION

Work in the field of health demands
humane interpersonal relationships, and
communication is a keyword in a process of care
that involves the health team and the users'* In
this regard, the National Humanization Policy
(PNH)* and the HumanizaSUS* prescribe the
creation of bonds through the relationship
between subjects, searching for the promotion
of affective and ethical connections between
professionals, users, and managers, with
mutual support and respect. The principles and
directives of the PNH encourage more effective
communication processes between these actors,
to guarantee that health workers and users are
autonomous and co-responsible in care’.

According to the Medical Ethics Code,
in the relationship between physicians, patients,
and their relatives, the patient has the right to
receive clear and truthful information about their
disease. It is a physicians’ duty to inform patients
and their families about their prognosis and
treatment in a way they can comprehend’.

Communication is amedical competence,
determined by the national curricular directives of
the medicine graduation courses. It involves verbal
and non-verbal expression and should be carried
out in a simple and accessible language, which
can facilitate the therapeutic and communicative
process, ensuring privacy and considering
psychological, cultural, and contextual aspects, as
well as the patients’ life story, environment, and
social and family relations®.

Delivering bad news is a challenge for all
health workers, one that is recognized nationally
and internationally’. It is a complex issue as it
includes the need to inform patients and their
relatives about diagnoses, prognoses, and difficult
and/or unfavorable treatments, considering
affective and ethical challenges. Therefore, it is
a practice that requires humanization®. In Brazil,
investigations show that students and health
workers have similar difficulties in delivering bad

news, especially in regard to life’s finiteness”".

Neonate Intensive Care Units (NICU)
are an enormous challenge in regard to
communicating bad news, since the patients
hospitalized are, in general, premature. These
cases require a separation of the motherchild
dyad, leading mothers to react with feelings
of fear, guilt, anger, sadness, and frustration''.
Particularly in the Brazilian northeast, studies
have reported that, both during graduation and
during professional training, delivering bad news
in an NICU is challenging’*".

In the history of medical formation, the
cure is considered to be the main goal to be
achieved. Therefore, the inability to health is still
seen as a professional failure. This understanding,
present in medical teaching, makes it difficult to
deliver bad news to the patients in situations
when a cure is unlikely, such as in the case of
chronic or terminal diseas'.

Furthermore, in Brazil, few courses
address the delivery of bad news in their
syllabi, and there is little practice in the use of
communication methods. This has a negative
impact on the professional and personal life of
the future physician, and in their relationship
with their patients''*".

In order to guide and aid this process,
medical literature recommends the use of several
protocols which have stages and directives, such
as SPIKES, one of the most didactic recognized
0nele§,16,l7.

The SPIKES" proposes six strategic steps
to guide the health worker in communication.
Each letter in the acronym represents one of
the steps to be followed when it is necessary to
deliver bad news:

a) Setting - preparing the setting, se-
lecting who should be present, and
showing cordial attitudes.

b) Perception - perceiving how much the
patient or relative knows about the
relative.
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¢) Invitation - inviting the patient or re-
lative to inform how much they want
to know.

d) Knowledge - sharing the knowledge
about the situation.

€) Empathy - empathy while responding
to the feelings of the patient or rela-
tive.

f) Strategy and summary - clarification,
for the patient and/or family, about
the care strategy.

Nonetheless, one needs more than
theoretical learning to change the reality in the
practice of services, since directives and protocols
do not consider the impact of news on individuals
and address emotional aspects superficially'®.
Thus, a participatory educational approach is
necessary, one that is based on sensitizing and
provoking reflections about practice, so health
workers can assess and change their behavior'>!,

Audiovisual resources have showed
positive results in the teaching-learning process
of students in the field of health. The goal is to
encourage dialog, hearing the other, expressing
silenced voices, working with and not for the
participants, producing shared knowledge that
can mediate and transform reality, giving space to
the neglected areas of health™.

Participatory  audiovisual  resources
are produced with the participation of the
target audience, aiming to develop critical
sense and the ability to reflect. These resources
use cinematographic techniques based on the
emotions experienced, thus encouraging self-
assessments and a critical reflection about
the issues in the daily life and their potential
solutions®.

In the audiovisual field, the principles of
visual anthropology are the base for social and
behavioral research. These principles consider
the advance of knowledge about the social
groups involved and their social and cultural
contexts, which can be understood and analyzed
in the light of visual media, whose representation

can affect the perception and understanding
of the study objects®. Also important are the
principles of interdisciplinarity, collaboration,
and ethics, responsibly articulated to collect
and manipulate visual media, the collaboration
between participants, and the combination of
different fields and areas of knowledge?"2%%%,

The faithful reproduction resulting from
attentiveness to words, gestures, and contents
of the verbal and non-verbal expression of the
persons on film is essential to understand the
message transmitted”. The videos, from the
theoretical perspective of visual anthropology,
encourage self-criticism, helping the participants
to understand reality*'.

This article presents and discusses the
results of an educational intervention, using a
participatory video about the delivering of bad
news, created in focal groups formed by mothers
and resident physicians from an NICU.

The entire health team of the NICU takes
part in delivering bad news and is impacted by it,
but we chose resident physicians in pediatrics as
our target audience as they are still undergoing
their formation and are more likely to accept
learning and disseminate their results in the
health team.

To organize the statements of mothers
and resident physicians in the NICU, we used
the SPIKES protocol and its six steps, due to its
popularity and didactic nature, when it comes
to guiding workers about the delivering of bad
neWSZ6’Z7’28.

In the context of this research, we
understand that the methodology from
visual anthropology aids in the process of
health communication, in the dialog between
professionals and relatives, in the improvement
of the knowledge about health processes, in
the understanding of the needs of the subjects,
in helping the formation of health worker, in
research on communicational practices in health,
in the improvement of the quality of the services
and care provided, and in the humanization of
health®.
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METHODOLOGY

This study was carried out with
resident physicians and mothers of newborns
hospitalized in the Neonate Intensive Care Unit
of the university hospital of a federal university
in the northeast of Brazil, from August to
December 2019, considering the theoretical
perspective of the framework SPIKES* and visual
anthropology. This is a qualitative, descriptive,
and exploratory research, which considers the
interpretive understanding of the statements of
the participants and the meanings produced in
their analyses®'.

The health team responsible for NICU
care includes different health workers, who
participate in the delivering of bad news and
suffer its impact, and are, therefore, the object
of this study. Nonetheless, the participation of
resident physicians was prioritized due to the fact
that they are still in the midst of their formation
process, being more likely to accept the results

learned and to disseminate their results in the
health team.

This study was organized in the following
stages:

Stage 1: Diagnosis - Two focal groups
(FG) were created, GF1 with 12 physicians and
FG2 with 6 mothers, to produce information
about the delivering of bad news in the NICU, in
order to understand the communication process.

Stage 2: Development - A video was
produced to respond to the needs found in the
first stage, using the recorded statements from
physicians and mothers from Stage 1.

Stage 3: Evaluation - A third focus group
(FG3) was created presenting and discussing
the video with seven pediatric residents. Data
collected was analyzed, forming perceptions
about the video.

The procedures carried out in the three
stages of the research can be found in the diagram
of Figure 1.

Opinion from the Ethics Committee

Stage | Diagnosis: Presentation +

Invitation

12 pediatrics residents

& mothers of patients

Free and informed conser

1t form + request for

Focus group with 12 residents pre-video FG1

Focus group with 6 mothers using the
Almanac Activity FG2

Aunalysis of the information + synthesis FG1 and

FG2

Stage 2 Development
Production of a video with participations from FGl

Stage 3 Evaluation
Focus group with 7 Residents FG3, with
visnalization and perception about the video

Analysis of information + GF3 Synthesis

Figure 1. Diagram of methodological procedures
Source: Alves (2023).
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FG1 was carried out in August 2019
and lasted for 2 hours and 22 minutes. FG2 was
carried out on August 19, 2019, and lasted for 52
minutes. Finally, FG3 took place on December
19, 2019, and lasted for 23 minutes.

We invited the resident physicians and
mothers to participate due to the fact that they
were at the service being studied during the period
of the intervention. Before the start of this study,
we contacted the pediatricians responsible for
the pediatrics residency, all resident physicians,
and all mothers of newborns then hospitalized
in the NICU. We explained the importance of the
research, its goals, and scheduled the best day and
hour with the participants invited. No participant
refused participation or abandoned the study.
The residents and mothers available participated
from the beginning of the research to its end.

The focus groups included the following
moments:

1) Scheduling.

2) Setting organization and preparation.

3) The group was welcomed, and we
presented to the participants the or-
ganizers and the goals of the activities
that would be developed.

4) In the FG that included the mothers
(FG2), we carried out the Almanac
activity, to encourage conversation
based on the active methodologies of
the MCS (Sensitive Creative Method)
and the DCS (Sensitive and Creative
Activity) . This activity includes the
clipping out and pasting of pictures,
drawings, phrases, and words from
several origins, associated with the
central topic or questions: “Delivering
bad news in the NICU”.

5) Script with questions based on the
QCCM  (Physician Communicative
Behavior Survey)®, with a patient ver-
sion and a physician version. Each
participant had space to present their
own perceptions to the group, and

the collective discussion was based on
these perceptions.

6) Collective analysis and validation of
the data produced.

The FGs had three facilitators, which
carried out the conversation, observed and
interacted with participants: the researcher and
two professors - all of which had experience in
focus groups for qualitative experiences. In
addition to the participants and facilitators, the
person responsible for recording the images and
audios was also present, but remained silenced
and did not interact with the participants and
facilitators from the first focus groups of mothers
and residents.

Most participants in the focus groups
was willing to talk, to comment on the statements
of their colleagues, and to manifest themselves
about the topic and its developments, expressing
their opinions. All participants from the focus
groups started and finished the focus groups
together.

The mothers and residents who would
have their participation in the focus groups
recorded had previously agreed to have their
images and statements used to produce a video.

When the statements started to repeat,
with no new information and topic saturation®,
the groups were concluded. The participants were
thanked, and the facilitators made themselves
available to clarify doubts or talk further on the
topic.

After the focus groups were carried out,
we listened to the recordings and transcribed all
statements in full. They were categorized using
domains defined a priori, according with the
six steps of the SPIKES protocol. The qualitative
analysis of the information collected in the three
focus groups was carried out using Bardin’s
approach to content analysis®.

All  participants read, understood,
and signed the Free and Informed Consent
Form (FICF), and filled in the participant
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characterization form with their personal data.
This study was approved by the Research Ethics
Committee and was approved under opinion
3.060.832.

The secrecy and anonymity of
participants were maintained by replacing the
names of residents with the letters RES, and
that of the mothers with the letters MAE (for the
Portuguese word for mother). Also, the faces of
the participants in the videos were blurred.

RESULTS

Almost all residents  considered
themselves to be female (11/12;91.7%); all of them
had a religion; and one reported being pregnant
(1/12; 0.3%). Table 1 shows other characteristics
of the physicians who participated. It is worth
noting that little more than half of them (8/12;
06%) described having previous experiences with
the delivery of bad news.

Table 1. Characterization of the resident physicians from FG1

Year of graduation Current year of Place of formation Experience delivering bad
residency news
n % n % n % n %
2015 1 83 Istyear 6 50 Alagoas 7 583 Yes 9 606.6
2016 2 16.6 2nd year 6 50 Paraiba 1 83 No 3 333
2017 6 416 Pernambuco 2 16.7
2018 3 333 RioGrandeNorte2 16.7

Santa Catarina 1 8.3

Source: Alves (2023).

The characterization of the mothers of premature newborns. members of FG2. can be found in
Table 2. It stands out that most had complete high school.

Table 2. Characterization of the mothers of the participants of FG2.

Origin Educational level Number of pregnancies How long she had been with
the newborn in the ICU (days)
n % n % n % n %
Capital 2 66.6 Elementary 2 66.6 Primiparous 5  83.3 <5 1 16.7
Countryside 4 333  High school 4 333  Multiparous 1 16.6 610 1 16.7
1120 2 33.3

2130 2 333

Source: Alves (2023).

ALMANAC ACTIVITY: STRATEGY TO
ENCOURAGE THE PARTICIPATION OF THE
MOTHERS IN THE FOCUS GROUP.

This activity aims to encourage the

participation in the group by clipping out

pictures, drawings, sentences, and words related
to the main topic of this study. The art generated
by the Almanac dynamic showed how difficult the
day-to-day life in an ICU was for the mothers of

newborns.
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MAE 1 chose the image of messes up our psycholo-
a sad and lonely child. This gical side here. We suffer
image showed her feelings a lot too, and the physical
about her experience in tiredness.”
the NICU.

MAE 5 “I chose silence.
MAE 4: “I chose the image And education too. And
of a pregnancy and of a bir- attention.”
th that, here, was normal.
It was something that ha- MAE 2 “Mine, I chose a
ppened to me here. Becau- person on fire... [crying].
se of that, my boy was born To represent our pain...
with a respiratory problem, [crying].”

and he still can’t... [crying]
..he was born too tired,

and he’s still, now that he’s EXPRESSIONS OF MOTHERS AND RESIDENTS

1 month and 17 days, kind

of, only now he’s getting REGARDING THE DELIVERY OF BAD NEWS IN
better. He’s still very tired.” THE NICU (FG1 AND FG2)

MAE 6 “I chose this image

because it means a lot to The statements of mothers and residents
me A guy going up a mou- are summarized below and were used to

ntain and behind him the-
re’s a fall.” produce the video. To facilitate the analysis and
organization of the diagnosis for the elaboration
MAE 3 “My image was fati-
gue or mental and physical
tiredness. The mental side according with the SPIKES protocol (Table 3).

of the video, the statements were categorized

Table 3. Abstract of results from Stage 1 according to SPIKES protocol guidelines

(Continua)
SPIKES CATEGORIES RESIDENTS MOTHERS
Inadequate setting Inadequate setting
Deficient structure Deficient structure
SETTING Bedside communication Feelings of being in a prison and noise

Difficulties in the work process Little embracement
No predetermined time to talk with the mothers | Dissatisfaction with NICU rules

Little privacy
Little perception from the mothers Little concern about what the mothers
Little emotional support to the residents know about their children’s disease
Work overload and stress Dissatisfaction with the multiprofessional

PERCEPTION team

Little emotional support

Isolation

Little embracement
Rare invitations to dialog Rare invitations to talk

INVITATION Physicians wait for the mother to require Inadequate invitations .
Work overload Fear of searching for information
Little access and little availability
Inadequate language Inadequate language and communication
Learns watching Trouble understanding
Work overload and little time Little sensitivity
KNOWLEDGE SHARING Little sensitivity and listening

Few conversation strategies
Inadequate articulation in the team
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(Conclusio)
SPIKES CATEGORIES RESIDENTS MOTHERS
Empathy x Technical ability Variety of feelings
Difficulties dealing with the death of children | Little emotional support
Emotion as a problem, not as a tool Little empathy from the team

Distinct personalities
Frustration and escapes

EMPATHY port from the team

lessness

The need to receive updates and emotional sup-

Trouble saying the truth without causing hope-

Reduced feeling of being a mother

Improve sensitivity

Use religiosity

Think together with the mothers
Clarify doubts

More listening

SUMMARY/STRATEGY

Value humanization more

Caring about the opinion of the mothers
Improve the environment and the work process

More secrecy

More respect to the opinion of the moth-
ers

More attention

More sensitivity and emotional support

Source: Alves (2023).

THE PARTICIPATORY VIDEO PRODUCED

The video showed the practical, often
inadequate, reality of the delivery of bad news in
the NICU. It presented the theoretical knowledge
prescribed by SPIKES in order to cause health
workers to reflect on their practices about this
type of communication. The target audience of
the video are pediatrics residents.

The video was constructed according
to the needs and difficulties found by mothers

and residents. The diagnoses found by FG1 and
FG2 participants, which were used to produce
the video, were: Inadequate settings; Lack of
perception about the other; Inadequate invitations
to talk; Inadequate sharing of information; Not
putting oneself in the shoes of the other; Lack of
summary and strategies with the families of the
patients. The stages of the script for the video can
be seen in Figure 2.
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How do you deliver bad news?

Introduction of the concept of
delivering bad news

Physician duties and patient rights

SPIKES protocol
Real statements and images

Comparison berween the reality found and
the guidelines of the SPIKES protocol

A daisy in dry soil
Saying the truth without
taking away hope

Figure 2. Diagram of video production
Source: Alves (2023).

The video lasts for 12 minutes, so the
spectator would not abandon it, and it can be
watched in the daily routine of the residents,
mentioned in the diagnosis as an excessive
overload. The title was written over a black
background: “How do you deliver bad news?” The
dark color was chosen to create an association
with the severity of the topic addressed.

Before the SPIKES guidelines were shown,
some concepts were mentioned to introduce the
topic, including images of babies in their mothers’
hands and royalty-free soft soundtracks found
on-line. The physicians received information
about their duties and the rights of the mothers
regarding information about the health of their
children in the NICU. The definition of a “bad
new” is presented, with images of physicians
accompanied by soft soundtracks.

After the SPIKES was introduced, images
and audios produced by the participants are
shown at each stage. Each SPIKES stage had a
unique visual identity, so the spectators knows
where they are in regard to the context of the
stage being addressed. In all stages of the video,
we emphasized the reality observed, and later
showed what would be adequate communication,
as guided by the protocol.

The ending of the video leads the
spectator to a summary of the stages of the
protocol, to allow retaining the topic. Also, in
the ending of the video, there was a touching
statement from a crying mother talking about the
pain of being the mother of a premature baby, in
addition to a royalty-free image found on-line of
a daisy blooming in dry land, with the captions:
“Telling the truth without taking away hope”. This
ending aimed, once again, to trigger empathy and
show its importance in the communication of bad
news.

PERCEPTION OF THE RESIDENTS REGARDING
THE CONTRIBUTIONS OF THE VIDEO FOR
THE DELIVERY OF BAD NEWS (FG3)

The residents understood the relevance
of the video, due to the fact it showed the
reality of medical practice, thus encouraging
the self-evaluation of their attitudes in regard to
the “Delivery of bad news in the NICU”. They
noticed the importance of valuing listening and
the need to listen to the mothers in the following

statement:
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RES 13 “Suddenly this is it:
showing something that, in
actuality, is done really po-
orly, as in the statements of
the mothers, and sudden-
ly, people, at least, start
doing it differently, more
empathetically.

Thus, the video was found to be an
instrument to promote a reflection about the
professional practice related with the delivery of
bad news in the NICU. The video also contributed
for the residents to have a perception about the
degree of responsibility physicians need to have
in regard to the lives of newborns and their

relatives, as the statements below show:

RES 11 “The video con-
tributed to increase the
degree of responsibility we
must have.”

RES 13 “Maybe people
need an awakening, right?”

According with the pediatrics residents,
the video helped them learning how to deliver
bad news using the real statements and images
of relationships in the NICU, as the reports below

indicate:

RES 3 “Sometimes you
have a lot of technical
knowledge, but you can’t
really understand how it is
inside that situation, that
context, right?”

RES 2 ‘After our first me-
eting, we went through a
very complicated case: a
child with lymphoma, but
the resident already had an
experience using SPIKES,
so it wasn't that difficult.”
RES 11 “So, well, we prac-
ticed everything adequa-
tely using SPIKES.”

RES 11 “We did most of
the SPIKES. We called the
family, asked them to sit,
talked first with the pa-
rents, then with the child.
We practiced empathy,
tried to put ourselves on
their shoes.”

RES 11 “The video con-
tributed to improve the
knowledge we must have.”

Regarding the perception of the pediatrics
residents, the participatory video encouraged
empathy in the residents who participated, as the

following statement shows:

RES 1 “The video contri-
buted to improve empathy.
Actually, the most impor-
tant word is empathy.”

From the perspective of pediatrics
residents, the video reiterated the importance of
learning the theoretical knowledge adequately,
with sensitivity, as the following statement
reiterates:

RES 2"We have to think
that the child, that being, is

loved by somebody, right?
Then we find this sensiti-

vity.”

The importance of the role of the video
in encouraging changes in the practices at the
NICU was recognized, albeit with reservation,
considering the complexity of the process of
changes in this topic, as the following statement
shows:

RES 2 “Of course, the vi-

deo is not enough, but it is
extremely important.”

Some factors can make it more difficult
to deliver difficult news in the NICU routine,
such as: the work process, the personality of
each individual physician, and the obligation
of dealing with life and death daily, which can
impair the possibility of delivering bad news in
the NICU in a humane way. Still, the pediatrics
residents believe that the most difficult part is
not learning the theory, but to put it in practice

without making the patient or relative lose hope.
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The video reiterated this, as the statement below

shows:
RES 13 “The hardest part
has to do with the last phra-
se in the video, saying the
truth without taking hope
away, right? I think this is
the hardest part, saying
the prognosis, saying what
they will face from now on,
without bringing the pa-
tient down.”

Therefore, from the perspective of
the pediatrics residents, the video encouraged
improvements in the following aspects:
Theoretical knowledge; Degree of responsibility;
Empathy; Encouragement to self-criticism and

reflection; and Valuing the hope of the family.

DISCUSSION

Below, we discuss the results found in
during the stages of this research. We separated
our discussion in topics, to make understanding

easier. They were organized chronologically.
EMBRACING MOTHERS IN THE FOCUS GROUP

The need for maternal health care
is emphasized by the Brazilian National
Humanization Policy’ as something essential to
put in effect the embracing and humanization of
Single Health System users. Workers who attend
in the NICU are also expected to understand
the extreme physical and mental exhaustion of
mothers and be sensitive and empathetic in order
to help them!”.

The “Almanac” activity encouraged
mothers to participate in the focus groups by
asking them to clip out and paste figures related
with the topic or the main research question.
Some of the art encouraged by the activity and

produced by the mothers showed the difficulties
they confronted in the day-to-day life at the NICU.

Mothers expressed feelings of fear and
sadness in their collages in the almanac. These
feelings were discussed in previous studies®”,
as they were expressed by the mothers of
newborns hospitalized in NICUs during their
first visit to their child. Such feelings indicate
the need for the entire health team to undergo
specific training, in order to ensure they have
the correct understanding and allow them to
help forming a bond between mother and child,
a situation oftentimes precarious and difficult.
Larger meetings, including the health team and
the family of patients are indicated to clarify
questions the family may have, and also to enable
the hospital team to reflect on the assistance they
are providing®.

THE REALITY IN THE NICU, FROM THE
PERSPECTIVE OF MOTHERS, REGARDING THE
DELIVERY OF BAD NEWS

Both mothers and pediatrics residents
noticed the structural limitations of the NICU in
this investigation. The delivery of bad news has
usually been taking place at the bedside of the
patient, with no privacy or embracing of family
or newborn. Also, there is no specific time for
communicating with the family and information
is given at the leisure of the professionals.

The structural issues in the physical space
of the NICU being studied, and the attitudes of the
health team that did not consider humanization,
are not in accordance with the findings of a
previous study, where the NICU care analyzed
showed that the health workers were sincere
and calm, there was a good relationship between
physician and family, and a proper location to
deliver bad news. This perception is different in
public and private hospital services. The opinions
of patients indicated that, in the first, the way
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in which this type of information is delivered is
worse®”. Therefore, we believe that the structural
difficulties found in the NICU studied here are
associated with the need to organize the service
in the public sphere.

A NICU health team that seeks to
improve the medical-family relationship must
focus on the family, assessing what they are really
understanding about the disease of their children
in order to clarify doubts about diagnoses,
prognoses, treatments, and progression.

Work overload and little time in the
daily life at the NICU were mentioned as
justification for the fact that physicians did not
perceive the families, and did not follow, or
followed inadequately, the SPIKEs guidelines,
such as the invitation to talk. Embracing the
users is a guideline of both the PNH® and the
HumanizaSUS*. Both recommend qualified
listening, which can guarantee the perspective
necessary to understand the needs and priorities
of the user, increasing the effectiveness of the
practice. If the structure of the service needs to be
improved, a reflective, motivated, and empathetic
team will be able to move in the right direction in
association with the management.

Attention and empathetic understanding
are essential in assertive communication’. The
knowledge about SPIKES* allows questioning
the attitudes of physicians as they invite patients/
families to for talks in the NICU. In our study,
findings related with invitations that took the
form of “screams”, according to the statements
of mothers, can indicate an extrapolation of
power relationships, understood as normal in
medical-family relationships, further reducing
the autonomy of the mothers in the NICU. These
attitudes are not acceptable in interprofessional
communication and especially in communication
with the families of the newborns, who are in a
very vulnerable position.

Power relationships are generally
associated with knowledge. The intervention

using the participative video showed an unbalance
in power relationships, generating reflections
about them, and the possibility of a consequent
rebalancing. Inadequate attitudes are a signal
of the suffering felt by those who, often, feel
powerless when struggling with the difficulties of
health care services*!.

It is essential to share information
adequately, but sharing knowledge about the
disease and the diseased is not enough: it is
essential to consider how this information is
shared. Our research showed that most residents
have adequate theoretical knowledge, but learn
how to deliver bad news through observation
in service, and may be influenced by inadequate
examples and by complicating factors as they give
this type of information™'2.

In our research, the technical language
used in the NICUs to inform about the health
situation of a patient pushed families away from
the multiprofessional team, which is not in
accordance with the dialogic SPIKES principle®,
according to which sharing knowledge is
something based in respect to the differences and
inclusivity, not simply representing the passage
of information. Especially in public hospitals,
adapting the language to communicate with a
patient’s family is essential The perception about
how much the family knows about the disease of
their child and their educational level must be
considered by the physicians so they can clarify
information as needed, contributing for the
autonomy of the family in regard to care.

Another important guideline of the
SPIKES® protocol is the summary of information
to be shared with the patients and their families,
aiming to generate therapeutic plans that respect
the possibilities and desires of the family who is
receiving bad news in the NICU"".

In the opinion of the mothers who
participated, the medical team is also responsible
for psychological support. this corroborates a
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study where patients considered their physician
as one of their most important sources of
psychological support, and empathetic attitudes
as the most powerful way to provide this support,
as they reduce the isolation of the patient, express
solidarity, and value the feelings and thoughts
of patient and family”2. These findings show
that mothers understand the complexity of the
communication of bad news, which goes beyond
the transmission of technical knowledge and is
supported by the professional NICU team.

Regarding the perception of residents
about the delivery of bad news, suggestions
included improving the physical structure
available for he multiprofessional in the delivery
of bad news and in the work process of the NICU
(training), valuing humanization in health and
benefiting all those involved in the process. An
important finding is the perception of residents
about how necessary the emotional dimension is
in the learning process - a need made clear by the
difficulties of forming relationships in the NICU.

It is not easy to put oneself in the shoes
of another, and to tell the truth without killing
their hope. Empathy is one of the directives of the
SPIKES® protocol, related with learning aspects
that involve feelings"". It is not easy to adapt the
theoretical knowledge to a practice that involves
feelings, affection, and emotion.

This suggestion from the physicians is
in accordance with the concerns of the National
Humanization Policy, regarding the physical and
emotional care of the patients, their families,
and health workers, considering the continued
education of these workers and administrative
support to the professional team, to the structure
of the work environment, and to the work
process.

It must not be forgotten that pediatrics
residents are professionals already graduated, but
still in an educational process. This means they
require an education based on reflective, dialogic,

and participatory instruments, in order to enhance
their capacity for empathy and communication
with the mothers of their patients®. This is a
challenge for professional practice, but it is also a
pillar for the formation of these health workers*.

THE PARTICIPATORY VIDEO AS A STRATEGY
TO SENSITIZE AND CAUSE REFLECTIONS IN
RESIDENTS

All residents who participated in this
study informed that they became more aware of
the importance of learning how to deliver bad
news and found that it was valid to use the video
with the SPIKES as a theoretical guide.

The video was evaluated by the pediatrics
residents as an important tool to encourage
reflection about the delivery of bad news in the
NICU by using problematization and empathy. In
this context, the participatory process of video
creation promoted the aspects of sensitization and
reflection, allowing experimenting and getting
in touch with the associated emotional aspects.
These aspects were also addressed in the focus
group carried out later with the residents, using
the video with the recordings of the mothers.

The use of methodologies that include
films has been described in literature with
good results, as they allow broad analyses and
comparisons of the social environment and
its representations®. The film is an important
mirror, not only to reflect about how each group
represents itself, but also to represent the other,
promoting respect for the differences between
individuals. Therefore, its effects on participants
go beyond traditional training®.

As a resource to mediate permanence
education, the video can reach more health
workers, and be used in interventions with other
teams, institutions, and contexts. Consequently,
it allows sharing important information, raising
the awareness of the residents for the issue
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of delivering bad news at a low cost. Also, it is
easily accessible and can be conveniently fitted in
the work hours of the workers, who are merely
using a preexisting resource. This potential is
in accordance with the updates in the PNEPS
(National Policy for Permanent Education
in Health), which prescribes the use of new
strategies and formative modalities to make
viable permanent education actions in the health
services, attending closely to the needs of the
users”’

CONCLUSION

The educational intervention using a
participatory video, produced based on the real
statements of mothers of newborns and pediatrics
residents in the context of the NICU, enabled
more advanced discussions about the topic, and
can lead to changes in practice through reflection
and the valuing of empathetic attitudes. This
is important, as residents are still in the midst
of their formation process, and their increased
likelihood to accept learning can contribute to
reduce the suffering of all those involved in the
process of communicating bad news.

We do not believe that the small number
of participants was a limitation of this study, since,
in this strategy, the most important factor is the
level of the discussions and the profundity of the
immersion in the relevant emotional and affective
aspects. It would be possible to apply the video
in a larger-scale strategy, albeit with more limited
effects, by exhibiting it to other groups of health
workers and managers, leading to discussions in
the particular context of these new groups.

Since this study evaluated the perception
of the residents, future studies should assess
the actual changes in their practice, to further
improve their ability to deliver bad news and,
therefore, that of the health team in the NICU. We

believe and recommend that strategies based on
practical observations, such as the one presented
in this work, would contribute to develop this
ability more adequately, and should be inserted
in the syllabus of medical courses and continued

education programs.
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