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ABSTRACT

Objectives: to identify the scientific evidence of the elements of communication in the process
of communicating bad news in pediatrics. Methods: integrative review searched in the LILACS,
PubMed and WoS databases. Primary studies in Portuguese, Spanish or English were included.
Results: the evidence from the 40 studies were organized according to the elements of com-
munication: sender (family and/or professional), receiver (family and/or child), message (bad
or difficult news about diagnosis/prognosis; empathetically, honestly, objective, hopeful and
available), channel (materials, quality, quantity and pace), context and effects (social and emo-
tional changes), noise (feelings and language) and failures (silencing and misleading informa-
tion). Conclusions: there is a need to prepare the institution and team, as well as the family and
the child, in order to promote co-responsibility in this process, to minimize suffering and com-
munication noise and to avoid failures, recognizing the child’s right to know their condition.
Descriptors: Truth Disclosure; Health Communication; Diagnosis; Child Health; Pediatrics.

RESUMO

Obijetivos: identificar as evidéncias cientificas dos elementos da comunicagdo no processo de
comunicagdo de mas noticias em pediatria. Métodos: revisao integrativa nas bases de dados
LILACS, PubMed e WoS. Foram incluidos estudos primarios, em portugués, espanhol ou inglés.
Resultados: as evidéncias dos 40 estudos foram organizadas de acordo com os elementos da
comunicagao: emissor (familia e/ou profissional), receptor (familia e/ou crianga), mensagem
(noticias ruins, mas ou dificeis sobre diagndstico/progndstico; de modo empatico, honesto,
objetivo, esperancoso e disponivel), canal (materiais, qualidade, quantidade e velocidade),
contexto e efeitos (alteragdes sociais e emocionais), ruidos (sentimentos e linguagem) e falhas
(silenciamento e informagdes enganosas). Conclusoes: ha necessidade de preparagao da insti-
tuicdo e equipe, bem como da familia e da crianca, de modo a promover a corresponsabilizacao
nesse processo, minimizar o sofrimento e os ruidos de comunicagao e evitar as falhas, reconhe-
cendo o direito da crianca de saber de sua condicéo.

Descritores: Revelagdo da Verdade; Comunicagdo em Saude; Diagnoéstico; Saude da Crianga;
Pediatria.

RESUMEN

Obijetivos: identificar las evidencias cientificas de los elementos de la comunicacién en el
proceso de notificacion de malas noticias en pediatria. Métodos: se trata de una revisién in-
tegradora realizada en las bases de datos LILACS, PubMed y WoS, con estudios primarios en
portugués, espaiiol e inglés. Resultados: las evidencias de los 40 estudios se organizaron se-
gun los elementos de la comunicacion: emisor (familiar y/o profesional), receptor (familiar y/o
nifo), mensaje (noticias dolorosas, malas o dificiles sobre el diagnéstico/prondstico; de manera
empatica, honesta, objetiva, esperanzadora y disponible), canal (materiales, calidad, cantidad y
rapidez), contexto y efectos (cambios sociales y emocionales), ruido (sentimientos y lenguaje) y
fracaso (silencio e informacién engaiosa). Conclusiones: es necesario preparar a la institucion
y al equipo, asi como a la familia y al nifo, para promover la corresponsabilidad, amenizar el su-
frimiento y las interferencias en la comunicacién y evitar los fracasos, reconociendo el derecho
del nifio de saber sobre su condicion.

Descriptores: Revelacion de la Verdad; Comunicacién en Salud; Diagndstico; Salud del
Nifo; Pediatria.
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INTRODUCTION

In daily health care, professionals often experience the challenge
of communicating news that can be considered bad or difficult,
which causes sadness, discontent, anxiety and grief, among other
distressing feelings. Such news refers to the true disclosure of an
information that causes a negative and intense change in the
perspective of the future. In the health area, it may be related to a
threat to the physical or mental state, with emphasis on diagnoses
of illnesses with reserved prognosis, severe sequelae, depletion
of current healing resources and preparation for palliative care™.

Communicating this type of news mustinvolve the health team,
as each profession has specific duties and skills. It is worth noting
that the effectiveness of the communication process depends
on the link between those involved and on the professional’s
sensitivity to manage each situation; it also depends on cultural,
social, educational and family contexts®*.

Such issue stands out as a problem in the pediatric context,
since the communication of bad news is even more complex,
as it involves both the family and the child. It requires an as-
sessment of the quantity and quality of information that will
be communicated and the way to develop it, considering the
child’s intellectual, cultural and psychological singularity®. This
reinforces the importance and indicates the need for evidence-
based practice, as it enables the search for strategies that can be
used by health professionals in such communication.

The communicative process involves elements that are named
as follows: SENDER, represented by someone who sends the mes-
sage; RECEIVER, who receives the information; MESSAGE, which is
the content; CHANNEL, means used for communication; and CON-
TEXT®?, The structure and functioning of these elements are the
focus of studies in the Communication field and can be applied in
the Health area. This model is a pioneer, proposed by Lasswell, and
the author is considered one of the main theorists of communica-
tion. There are other communication propositions that go beyond
the traditional one, and recognize factors such as the production of
meaning, ideology and group and identity belonging®.

For communication to be effective, messages must be sent
in a sufficiently clear and detailed manner, with codes that the
receiver understands and with appropriate terms. Factors that
may interfere with the communicative process, such as educa-
tion, cognition, culture and age, should be considered. Thus,
communication can occur with noise, which may impair the
way the message is understood or prevent it from happening®.

Such failures can be considered when professionals do not
feel prepared to communicate the diagnosis/prognosis, which
can lead to silencing, false promises of treatment/cure or abrupt
communications, with damages to the therapeutic relationship®.

OBJECTIVES

To identify evidence of the elements of communication in the
process of communicating bad news in pediatrics.

METHODS

This is an integrative review of the literature, which aims to
synthesize the scientific knowledge on a specific topic, in order

Communication of bad news in pediatrics: integrative review
Zanon BP, Cremonese L, Ribeiro AC, Padoin SMM, Paula CC.

to contribute to the state of knowledge of a particular area and
to the evidence-based practice. The six following steps were de-
veloped: (a) selecting the hypotheses or questions for the review,
(b) sampling of the research to be reviewed, (c) representing the
characteristics of the studies and their findings, (d) analyzing the
findings, () interpreting the results and (f) reporting the review®.

In order to select the question for the review, it was considered
that communicating bad news is a challenge both for professionals
and for the family and children. However, there are few guidelines
for the development of this process. The review question was:
“What are the evidence of the elements of communication in the
process of communicating bad news in pediatrics?”. The choice
for this traditional communication model is justified based on the
content available in the primary articles included in this review.

In order to establish the sample, the inclusion criteria were: primary
studies in Portuguese, Spanish or English, that addressed communi-
cation about the child’s health condition. The exclusion criteria were:
maternal or paternal diagnosis, pregnancy diagnosis, death of the
child or family member, sexual abuse, temporary situation, procedure
and simulations; no specific period was established. For the choice
of the Medical Subject Headings (MeSH) and the Health Sciences
Descriptors (DeCS), in order to expand the retrieval of documents
in the databases, a mapping of the descriptors/keywords of articles
about communication of difficult news or bad news in pediatrics was
developed, as well as of the words used in the titles and abstracts
that indicated the theme. The search strategy was tested by the
reviewers, discussed in the Research Group and assessed by the
librarian. The search strategy was based on the MeSH/keywords
[disclosure OR truth disclosure OR health communication] AND
[diagnosis OR CID OR news] AND [difficult OR bad] AND [child OR
pediatrics OR infant], and DeCS/words [revelagdo OR revelagdo da
verdade OR comunicagédo em saude] AND [diagnéstico OR CID OR
noticias] AND [dificeis OR mds] AND [crianca OR pediatria OR infantil],
with combinations adjusted to each base.

The search was developed in January/2018 in the Latin American
and Caribbean Health Sciences (LILACS), National Library of Medicine,
National Institutes of Health (Pubmed) and Web of Science (WoS)
databases. The study selection was developed independently by
two reviewers with a subsequent consensus meeting with a third
reviewer. The reviewers were trained in a bibliographic research
course, offered annually by the Research Group.

Theidentification resulted in a total of 321 studies in the databases.
The references indexed in more than one database were included
once, avoiding repetition. The selection was developed by reading
the titles and abstracts, whereas eligibility was conducted by read-
ing the entire text. The inclusion reached 40 articles as a corpus of
analysis (Figure 1). For articles that were not found fully available in the
databases, the strategies for accessing the full text were exhausted,
through contact with the authors and home institutions of the study.

The data extraction for each article included in the review was
registered in an Excel instrument with the following information:
reference, country in which the study was conducted, method,
results of communication about the child’s health condition and
level of evidence. In order to determine the level of evidence, the
application of the hierarchy considered the type of research ques-
tion in the primary study: Intervention or diagnosis; Prognosis or
etiology; Meaning",
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Identified studies
(LILACS, PubMed, WoS)
(n=321)

Selected studies
(n=307)

Selected studies
(screening of title/abstract)
(n=66)

Excluded studies
(n=268)

Elected studies
(full-text reading)
(n=53)

Excluded studies
(n=13)

Included studies
(n=40)

Figure 1 - Flowchart of the process of identification, selection, eligibility
and inclusion in the integrative review of communicating bad news in
pediatrics, Brazil, 2018

For the step with regard to representing the characteristics
of the studies, the data were described in a table with objective,
design, participants and level of evidence. In order to analyze
the findings, the evidence of the elements of communication
(sender, receiver, context, message, channel, feedback, noise
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and failures) were highlighted in the results of each article.
Subsequently, the evidence were grouped by convergence and
counterpoint, which generated the synthesis. Finally, the results
of the integrative review were described and discussed, culminat-
ing in considerations of assistance, educational and investigative
practices for communicating bad news in pediatrics. The citation
Norms of the Brazilian Technical Standards Association (ABNT)
were followed, referencing the authors and the Copyright Law
(No. 9160 of February 19, 1998).

RESULTS

The characteristics (objective, study design, participants and
level of evidence) of the studies included in the integrative review
are presented in order to contextualize the extracted evidence
to answer the review question (Chart 1). The critical appraisal
pointed out that the articles have the research question directed
to meaning and experience, mostly with level of evidence 2, fol-
lowed by 4. No intervention-type articles were retrieved.

The evidence of the elements of communication (sender,
receiver, context, message, channel and feedback) in the process
of communicating bad news in pediatrics, that were extracted
from the results of each article included in the review, are pre-
sented in Chart 2.

The extracted evidence were grouped according to the tra-
ditional communication model” and generated the synthesis
represented in Figure 2.

Chart 1- Characterization of articles included in the integrative review of communication of bad news in pediatrics, Brazil, 2018

ID Year/Country Objective Study Design EL
To understand the management of emotions involved in the

a) 2017/ relationship between doctors, mothers, and children in the Descriptive qualitative. o

Brazil experience of sharing difficult news in a pediatric and hematological | P:9 doctors and 5 mothers.
oncology service.
2007/ To describe patterns of communication at diagnosis between Cross-sectional quantitative.
02 USA and Japan pediatric oncologists and children with cancer and to compare P: 350 US and 362 Japanese 4*
P cultural differences in these practices in the US and Japan. pediatric oncologists.
a3) 2010/ To assess parents’ experiences with receiving the bad news of the Descriptive qualitative. o
Israel detection of their child’s hearing loss. P: 14 families/parents.
» 2003/ To exP!ore parents’ experience qf being told that the.lr Chl|d. had a Descriptive qualitative. i
. condition, such as bone dysplasia, that would result in significant X 2
Australia P: 11 family members.
short stature.
. 2010/ Tg describe the main concern of phy§|C|an§ facing mal{gnz.ant Qualitative, Grounded Theory. i
disorders, psychosocial issues and existential provocation; and o 2
Sweden - . P: 10 physicians.
strategies for handling these challenges.
To examine primary care provider experiences with the initial
2014/ ) e . - - -

6) USA parental disclosure of cystic fibrosis newborn screening results Descriptive qualitative. o
in order to identify methods to improve parent-provider P: 10 primary care providers.
communication during the process.

To explore Iranian mothers’ experiences to receive bad news about . A
a7 2014/ . . . . . Descriptive qualitative. .
childhood cancer and to summarize suggestions for improving the 2
Iran - h P: 14 mothers.
delivery of bad news by healthcare providers.
o 2000/ To |nvest|.gat‘e theflev;l of pall'entf ;atlsflacnon Wltlhdt'hebf'llr'St e Descriptive qualitative. i
Australia communication of a diagnosis of developmental disability in their P: 23 parents 2
child and the determinants of this satisfaction. ’ ’
(9) 2008/ To assess how well parents recall discussing the diagnosis of cancer Cross-sectional quantitative. e
Canada and to summarize suggestions for improvement. P: 116 parents.
20) 2010/ To explore the challenges of providing HIV counselling and testing Descriptive qualitative. o
Uganda services to children in Uganda. P: 60 health workers.

To be continued
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Chart1
ID Year/Country Objective Study Design EL
@1 1994/ To assess the receptiveness of parents to information given about Descriptive qualitative. o
Australia their child’s life threatening iliness. P: 25 parents.
2 2000/ To report on parental response to the disclosure and realization that | Descriptive qualitative. o
USA their child has neurofibromatosis 1. P: 18 family members.
@) 2015/ To explore the experiences of children (10-14 years) living with HIV Descriptive qualitative. o
Malawi following the diagnosis disclosure. P: 10 children and 7 caregivers.
To learn the experiences of nurses in communicating difficult news _ T
24 2014/ s L A ) - L Descriptive qualitative. <
- to families of hospitalized children in serious condition or process of . . 2
Brazil L P: 9 nursing team professionals.
terminality.
To assess the determinants and processes of HIV status disclosure to
25) 2015/ HIV-infected children aged 4 to 17 years receiving HIV care services Cross-sectional quantitative. 4
Tanzania at the Baylor College of Medicine Children’s Foundation Tanzania, P: 334 caregivers.
Centre of Excellence in Mbeya.
2012/ To identify beliefs about disclosing HIV diagnosis to HIV-infected Descriptive qualitative.
e ’ children among caregivers, health-care providers, and HIV-positive P: 51 caregivers, 24 health-care 4%
South Africa . o - . -
children who knew their diagnosis. providers and 5 children.
o 2005/ To |den$nfy the child’s reactions and t.Jeha.wor following qlagnosu.s, the Descriptive qualitative. i
. . parents’ views about what to tell their child and factors influencing : 2
United Kingdom , o . . P: 55 parents.
parents’communication with the child.
28) 2016/ To explore children’s involvement from the perspective of parents Descriptive qualitative. o
Romania and oncologists. P: 18 caregivers and 10 physicians.
. 2015/ To examine the relat.lonshlp between the qlagn05|§ experience and Cross-sectional quantitative. §
- the disclosure experience for parents of children with developmental . 4
Australia and Israel . - . P: 559 parents and caregivers.
disorders of a genetic etiology known as 22q11.2 deletion syndrome.
To examine mothers'accounts of communication about cancer
30) 2011/ diagnosis to their children, how much children knew about their Descriptive qualitative. 2%
Jordan ilinesses and how satisfied the mothers were with the method they P: 51 mothers.
used in communicating the diagnosis.
31 2011/ To elicit the preferences of Saudi mothers about breaking bad news | Randomized clinical trial. .
- . . 4
Saudi Arabia concerning newborns. P: 402 mothers.
32 2013/ To study the meanings that difficult news assumes when transmitted | Descriptive qualitative. o
Brazil by health professionals to relatives of young cystic fibrosis patients. P: 10 family members.
@3) 2005 To assess diagnosis disclosure status of perinatally acquired HIV- Cross-sectional quantitative. p
Thailand infected Thai children. P: 96 primary caregivers
34 2016/ To explore how children with cancer want to receive bad news about | Descriptive qualitative. o
Sweden their disease, such as when no more treatment options are available. | P: 10 children
35) 2015/ To evaluate the effects of the “DIRE” clinical model of disclosing the Vf';ll|dat|on study. . "
. . . L X P: 41 health professionals, 31 2
Colombia diagnosis of HIV in children under the age of 17. ) -
caregivers and 33 children.
- 1996/ TQ test the hypothesis t.hat belr)g openly |nformed abouF the Cross-sectional quantitative.
diagnosis and prognosis benefits the emotional well-being of ) - . 61
Netherlands - - P: 56 children and their parents.
children with cancer.
@) 2013/ To learn about the experience of receiving a diagnosis from parents Descriptive qualitative. o
USA of children with Williams syndrome. P: 600 families.
2000/
Germany, Italy, To describe the extent to which disclosure of infection status and . o
8 Netherlands, . - o - . Cross-sectional quantitative. .
. planning for the future occurs in families with children affected by . 4
Portugal, Spain, - . P: 182 family members.
X HIV in seven European countries.
Switzerland,
United Kingdom
, . L. . Cross-sectional quantitative.
@9) 2014/ To explore !ay people’s and professionals’ views on breaking bad P 170 lay persons, 33 nurses and 6 4%
France news to children. -
physicians.
2010/ To explore the events before, during, and after disclosure to generate | Descriptive qualitative.
“o Democratic Republic | a narrative of Congolese children’s experiences with being told their | P: 8 families (7 children and 9 2%
of Congo HIV status. caregivers).
@) 2013/ To assess parental perceptions of physicians’interpersonal behaviors | Descriptive qualitative. o
USA and their role in communication of bad news. P: 13 parents.
2012/ To explore the experiences of the ‘feedback session’ with nine sets of Descrintive qualitative
“2 £ parents in a community Child and Adolescent Mental Health Service . puve q ’ 2%
ngland : P: 9 families.
in North East England.
Continua
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Chart 1 (concluded)

ID Year/Country Objective Study Design EL
“3) 2009/ To describe the way that parents are told that their child has Mlxed metffmod.v | .
Ireland disabilities P: 1588 professionals and 584 4
’ families.
" 2006/ To determ.lne parent p.references for prognostic |nform.at.|on Cross-sectional quantitative. X
about their children with cancer and the results of receiving such ) 4
USA information. P: 194 parents.
To explore how parents recall circumstances of the cystic fibrosis o I
3) Bilmiif'n diagnosis and the information they received; and to investigate their 3e;§n2tr2/:tgualltatlve. 2%
9 current coping styles. 8P ’
46) 2012/ To elicit Egyptian mothers’ preferences for how to be told the bad Cross-sectional quantitative. 4
Egypt news about their child’s disability. P: 100 mothers.
@) 2011/ To examine parents’ views regarding their preadolescent child’s Descriptive qualitative. o
United Kingdom presence during discussions about serious illnesses. P: 53 parents.
. 2008/ T‘; describe pareg.“ per:c?pt}:‘?l';? of their CI‘?I'I“’e“at'%“(j W":. N Descriptive qualitative. .
USA physicians regarding their child’s terminal illness and death in the P: 56 parents 2
pediatric intensive care unit. : :
To identify the aspects of physician communication that children _ T
“9) ZSSZ/ with life-limiting ilinesses and their parents perceived to be E'ezsgngtrlgstgualltatlve. 2%
facilitative or obstructive in pediatric palliative care. 0P ’
o 2002/ T<? (.jescrlbe how flndlngs.abo.ut.four presghgol children, with Descriptive qualitative. X
. 8 difficulties suspected to lie within the autistic spectrum, were ) ; 2
United Kingdom negotiated with parents P: 2 multiprofessional groups.
Note: ID - reference; P - population; EL - evidence level; *meaning; ttreatment.
Chart 2- Results of the integrative review of communicating bad news in pediatrics, Brazil, 2018
Elements Professionals Family Children
}3 work culture12 educational level('621-28) turity@123:25:27293033.40
] privacy(14 family preparation(142223:25-2629-30 maturity
S ining"12%) i Fon(13-1421:22,31-32) the right to know?63436)
O training with companion(3-1421-22
6 physician(11—15,18—21,23'24,30—32,34—35,37—38,41—49) fam||y Wlth professional
g n urse(‘\ 1-16,18-21,23-24,30-32,34-35,37-38,41-49) Supportl15,17,22,25'29,30,33,35—38,40,49—50)
e other professionals*203%50 professional(11202325:263039)
:q:; diagnoses(l 1-23,25-38,40-47,49-50)
§ prognoses(24—zs,39,48)
[J]
{o)]
a
w
% honest(1117,3443,47-48,50)
empathetic(13,15,17,23,32,41,4446,48—50)
§ objective“ 1,25,32,42,46,49)
\49 hopefu|(1 1,22,34,43-44,50)
available for continuity!!!1417:20-2141:48-49)
E H 1 1~](11,14,16,21-22,25-26,30,37,45)
£ informational material'1416:21-22:25-26.3037,
R evaluation of the quantity and quality of the content and pace of information ("1416:18-21:28,31,36-37,40-42:45,48)
O
9 negative feelings141820:2237.4249) silencing4)
9 emotion overload52232 need for privacy!'” changes in mood and behavior!'"202330
S need to refer children’s relatives to need for support!13:141721:23324245) participation in self-care(26:33344449
g other services(132240 seeking other information questions2840
[ Sources('l 1,14,16,20-23,28,34,45) plans for the future(13,17,23)
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o) &

parents’ educational level
family preparation (knowledge and emotional)
presence of a companion

work culture
privacy
professional training

the parents‘®2'22, including the interest
in searching for other information®. The
family’s knowledge about the child’s clinical
condition62'29 or the prognosis of others

child’s maturity
right (o know

has something to convey
45

in some way

empathetic
honest
objective
hopeful
available for continuity

O

using informational material
assessing quantity and quality of content and pace

generating an effect

relatives’silence
family suffering
need for privacy
need for support
seeking other information sources

sender receives reaction load
referrals

new questions

children’s silence
change in the child’s mood and behavior
increases children's participation in care

plans for the future

who are in the same situation® makes it
& easier for the professional to communicate
3 such news. However, many family members
do not have sufficient knowledge® or, only
after receiving the news, they seek to know
about the child’s diagnosis/prognosis®”. This
knowledge is influenced by the time they
attend the health service, which implies
adaptation to the child’s condition®®.

The family’s preparation for communicat-

[ contetorsituation . sender
// tailure gpmrﬁsmal % family

@~ N -

‘
g child diagnostic

~ o noise

Figure 2 - Elements of communication of the theoretical framework applied in the synthesis of

scientific evidence about bad news in pediatrics, Brazil, 2018
DISCUSSION

For the communication of bad news in pediatrics, we consid-
ered the elements that compose the process: context/situation,
sender, receiver, message, channel and feedback. In this process,
there may be noise and even failures®”,

Context of communication

When analyzing this element in the communicative process in
the health and pediatrics area, the scientific evidence indicated
a context or situation in which professionals, family members
and children are involved.

Regarding the professionals, the work culture is related to
the organization and functioning of the team. Communication
is facilitated when the common objective is to take good care of
the child and the family, combined with mutual support in the
team. Communication is impaired when professionals believe
that the child should not participate in discussions and decisions
about prognosis and treatment?. The lack of privacy (the place
where the news is communicated) impairs communication, due
either to the absence of the professional or to the structure of
the service™,

Professional training involves technical knowledge, updating
and professional experience. Participating in work or study groups,
scientific events and researches, as well as accessing scientific articles,
protocols and guidelines, favors the communicative process'1>159),
Training reflects on the ability to assess the child’s and family’s
preparation to receive the news"”, on the appropriate emotional
attitude to position themselves in front of the family and to deal
with their own feelings!"', Having specialization in the area of the
news, length of professional experience and the bond established
with the children and their family facilitate communication®'9.In
contrast, communication is impaired when professionals do not
have training">'52% or use materials with outdated information™®.

In the family context, the educational level has to be considered,
asitenables a better understanding of the message received by

. e

ing bad news involves both their knowledge
and emotional state, either to receive the
news or to share it with the child@62-30,
When family members say they are un-
prepared to communicate it to the child,
they report an absence of courage and
ability®2529, A health education program
that provides family members with clinical and social information
about the illness could promote knowledge to the family and,
consequently, communication to the child?. Another strategy
for preparing families is peer support'“?>29, which provides an
exchange of information and experiences?*29, The presence of
a companion, family members or significant people facilitates
communication(31421-2231-32)

In the children context, communication is determined by
cognitive maturity22629303335 The information provided increases
progressively according to the child’s age?*°%¢37, and communica-
tion is recommended to start before schooling, between 5 and 7
years old, and to be completed between 10 and 12 years old®'?>
26293839 \When the child expresses concern about the diagnosis/
treatment/prognosis and questions the truth, communicating
was considered more appropriate than saying nothing?32-263339),
The parents'respect for the child’s right to be informed promotes
communication®@3439) as well as motivations such as preserving
trust and acceptance of the illness and treatment®33640),

B rcdbock

@ prognostic

Sender and Receiver

It was evidenced that the communication should be made,
preferably, by those who accompany the child®>44%, There is a
consensus that the communication that is up to the physician is
the most technical one, such as the results of tests, the diagnosis
and the prognosis““7/24'32'46'43'49’.

Regarding the interdisciplinary approach'7'® when the
sender of the communication are the other professionals, they
prefer not to be the first to deliver the bad news. Nurses feel safer
to talk to family members after the physician has already com-
municated the most difficult news and the family members are
aware of the clinical condition. The professionals’ difficulties are
related to the abilities of communication, of dealing with their
own feelings and with the feelings of others®?.

It was evidenced that the professionals of the team maintain the
communication with information so that the family understands
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about the child’s diagnosis/prognosis, and they provide guidance
on how to proceed with confirmatory and/or complementary
tests, treatment and follow-up in the health service!'*163249 Prefer-
ably, the diagnosis is communicated to the children’s parents®'4%
when they are accompanied by a support person!'>349 Then, if
the parents wish to, they can communicate it to the rest of the
family, and can request support from the professionals’”.

When the bad news has to be communicated to the child,
the family should be the one to do it, preferably by the parents
together!1517.2225:303335384049-50) \yjjth support from the profession-
als(1517.25-26.28333849-50) Gty dies showed that the parents talked to
the child, especially the mothers, after a professional had already
done it“?, and they included other significant family members,
those who knew the diagnosis and participated in the child’s
care, such as the maternal grandmother“, Sometimes, the fam-
ily requested subsidies from the professional, considering the
need for answers to the children’s questions, or to get prepared
to break the news?>45),

When the child and the family receive the news at the same
time, they have the possibility to support each other®##749, Children
expect to receive the news in the presence of their parents®,
and parents, on the other hand, prefer to receive the news first
in order to filter the information for the child®%4).

Message

As for the message, that is, something to be conveyed, the
diagnoses were identified as cancer!#131517.19.21.27-28.30.34.364447),
HIV(2023.25-26,33353840) genetic alteration 142229313746 cystic fibro-
sis163249 disabilities (physical, intellectual, sensory or autism)
(1318424350 and cardiac*'?, renal“" and neurological“” conditions.
Among the prognoses, terminality predominated?+23%49, The
communication must be honest, which was evidenced as con-
sidering the particularities of the children and their family and
telling the family members about the child’s health status clearly,
without lying or omitting information concerning the diagno-
sis1117:3443474850) The message communicated in an objective or
direct manner must contain all information for the understand-
ing of the child’s diagnosis, using a clear language and avoiding
scientific terminology!'":2>32424649),

It is worthy to note that empathy includes being prepared
to listen, addressing the subject calmly, being sensitive when
communicating the bad news, providing comfort, consolation
and confidence, developing bonds and considering feelings,
concerns and consequences!'31%17:233241444649-50 Eamily members
value non-verbal language and associate it with confidence in
the professional, manifested through eye contact, tone of voice
and facial expressions“'48),

Parents“+5? and children®® value knowing the prognosis with
a perspective of hope, as long as it is honest*?). A pessimistic
perspective, with information and facts about the worst cases,
generates dissatisfaction®?*®, However, the team finds it difficult not
to show a pessimistic perspective when it comes to recurrence".

Parents indicate the importance of having the health profes-
sional available to talk to the family, in more detail and calm-
ly(17:21414849) 35 their needs may change over time. In one study,
the professionals made themselves available through telephone
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contact™. Professionals consider it important to monitor the
repercussions, since children may not fully express themselves
at the time they receive the news?,

Channel

Parents expect professionals to use informational material
to communicate the bad news®?, and they value receiving such
materials, such as leaflets from local and national support organi-
zations, as an incentive to seek new information®374, However,
when they receive scary material, they consider it inappropriate
and are not able to complete the reading®. Family members
look for sources to understand clinical and social aspects of the
illness, and use libraries, magazines, newspapers, internet and
support groups!*1645),

For children, drawings®, specific programs® or books were
used as metaphors for the situation experienced by the child®,
Parents expressed incipience and obsolescence of the literature for
their children’s age group®?'*”., On the other hand, living with other
children who have the same diagnosis can create insecurity!"?2.

The quantity and quality of information provided by parents
to children increases according to their age®®. Parents expect the
disclosure to start partially in an attempt to protect the children
from association with death, but they recognize that they cannot
protect the children from distressing information®®. The family
expects the professionals to provide information at the pace for
which they are prepared, each one in their own time and with the
appropriate amount of information“¥, respecting the parents’
knowledge™4V_ In some studies, parents reported receiving
insufficient information, and for this reason they needed to ask
questions for a better understanding®'*”. Family members also
valued having a focus of discussion at each meeting, talking
about things as they happen, in detail 19314249,

Professionals state that, in order to assess the amount of in-
formation provided, it is necessary to consider that children are
more sensitive and need adults who are patient?. Sometimes,
professionals focus the guidance on the family, for considering
that children are too young to understand/". They consider it a
challenge to determine the amount of information they should
provide, as it depends on the family history, on the child’s cur-
rent health and curiosity, and on the parents’ education and
emotional level640),

Effects

The effects related to professionals run through the sender
receiving the reaction load®*?, Professionals recognize the burden
and prefer not to be alone at that moment®™), Another effect is the
need for referrals for parents to talk to another professional 32240,

Regarding family members, there are evidence of different
feelings: insecurity??, suffering'!14182137:4249 ralief@42 difficulty
in acceptance®., Suffering!41821374249 js related to blame, anger,
sadness, distress, devastation, shock, rejection, denial, concern,
uncertainty and injustice. The feelings extend beyond the moment,
and the parents feel lost and without support!*?242, They need
privacy"” and support from the network™2", especially from other
family members!"7234245 and specialized support('*142332, They
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value the support of the multidisciplinary team, with a physician,
speech therapist, social worker, nurse and psychologist, which
conveys the feeling of more people involved and united with the
same commitment13142332 The prognosis information causes
greater suffering when provided by non-specialized professionals
who do not monitor the child*32. In order to communicate the
bad news to other family members, parents expect professional
help"” and value receiving materials to help them explain the
situation‘>4. Parents seek other sources of information(416:222845)
and encourage the child to seek knowledge, to question®® and
to have greater awareness for the treatment(120-21:2328.34),

Regarding the children, there are evidence of effects such as:
suffering202339) sjlence4%, increased participation(@633344049 i
care, curiosity for new questions?“® and plans for the future'>17.23),
They suffer because their caregivers delayed the disclosure of the
diagnosis, for fear of being stigmatized and for having to keep
secrets®?, for the psychological and social consequences?, for
the uncertain future and the possibility of dying®.

Noise and failures

The communication process can happen with noises, among
which the psychological and semantic classifications were evi-
denced. The psychological one was identified when the profes-
sional sender has to be able to deal with their feelings and with
the emotional reaction of the receiver(316:17.2426324047) Children can
be frightened or confused when they listen to professionals about
the possibility of dying, and sometimes family members have to
comfort them®”)., Parents suffer and so do children, wondering
who is going to help whom®?,

The professionals’ rationality makes it difficult to observe
the receiver’s emotions'732454%, The way in which they convey
information demonstrates the professional’s degree of interest
to the child and themselves5#). Family members expect their
emotions to be considered by the professionals in the face of
repercussions such as uncontrollable crying and disorientation,
which prevent the appointment from continuing® and inhibit
the ability to process information'.

In semantic noises, terms used by professionals that do not
make sense to family members(1314162127.32424548-49) yyere identified.
There were some conflicting and confusing information, when
provided by more than one person®", or when the diagnosis or
prognosis was conclusive® 449, Avoiding the name of the illness,
especially when communicating with the child, also generates
noise, such as when parents use nicknames or synonyms in an
attempt to facilitate understanding or to protect the child from
suffering because of the illness or prognosis!'727:39,

In addition, communication can be flawed when established
by non-specialized professionals!'*'162032 and when the approach
is not multidisciplinary. Since it is attributed to the physician, the
communication contemplates only the results of examinations
and the child’s clinical profile®?. Professionals’lack of confidence
in themselves can cause problems in communication, since they
need to combine affection and the technical skill to convey
confidence, comfort and safety!'”. Some professionals prefer
to soften the truth in order not to cause hopelessness in family
members®¥, whereas others turn away from the child and their
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relatives in the face of their feelings and difficulty in communi-
cating bad news(2428),

The fact that parents do not want the children to know their
diagnosis generates communication failure(172023262830) a5 they mini-
mize, silence*3-%% or provide misleading information 143033404248
Physicians report refraining from communicating to children, due
to uncertainty about parents’ agreement or their request\22®),
Among the reasons for not wanting to tell are stigma‘4202329 fear
of isolation('#202329), fear of causing suffering to the child®2633),
wanting to prepare them‘739, concern that the child will not
keep the secret®¥, not recognizing the child’s right to know the
diagnosis®® and feeling guilty?®33, Parents without enough in-
formation about theillness try to hide the facts from the child®@®.

Among the failures, organizational barriers were evidenced,
such as the service not allowing fathers to stay in the hospital with
the child, therefore, only mothers accompanied their childrenin
the hospital. It is worthy to mention situations in which com-
munication failed for happening indirectly, for example, when
parents discovered the diagnosis when hearing conversations
between physicians”, and when children discovered the diag-
nosis by reading or hearing comments about the illness in the
environment they were in@>3°4) or by other people®#",

Limitations of the study

Although the review question has been answered, we understand
that other primary studies could be identified by searching other
databases, even though the main health databases have been
accessed. We understand that the option for not consulting gray
literature, such as theses and dissertations, may have led to not
including unpublished results in the form of articles. We recognize
that this revision has limitations with respect to the complexity of
analyzing articles that used different methodological approaches, in
addition to the plurality of communication propositions that expand
from the linear articulation among the elements to the interaction.

Contributions to the area of nursing, health or public policies

The synthesis of the communication elements indicates con-
tributions for health professionals to communicate bad news. We
recommend an interdisciplinary team that includes, especially,
the professional who has a bond with the family and the child,
who is often the nurse.

The results reinforce the need for investments in the commu-
nication of bad news, considering the needs of the professional,
the family and the child in order to obtain better effects. For
professionals, the promotion of training (message and manner)
and an environment that guarantees privacy are indicated. For
the family, the evidence point to the need for preparation strate-
gies before communication and the presence of a companion at
the time of communication, which should be recommended by
the policy and assistance guidelines, including the recognition
of the child’s right to know about their health condition and the
assessment of their maturity to receive the information. This de-
mands commitment from the political, assistance and education
bodies, in order to contemplate the issue in professional training
and qualification.
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CONCLUSIONS

The described evidence indicated that the communication of bad
news in pediatrics involves all elements of the traditional framework
of Lasswell® adopted for the extraction and discussion of the datain
this review. The context of the news indicated the need to prepare
the team, the family and the child. The diagnoses of cancer and HIV
and the prognosis of terminality were considered bad or difficult
news. The way of communicating must be honest, empathetic and
objective, aiming to maximize better effects on the child, family
and professionals. In order to minimize noise, it is necessary to use
language and technique to communicate according to the family’s
level of education and the child’s maturity. In order to avoid failures,
it is essential that professionals and family members recognize the
children’s right to know about their condition, breaking the silence,
the misleading information and the discovery from other people. It is
urgent to promote the co-responsibility of institutions and participants
in this process, aiming to minimize noise and avoiding failures. We
recognize that, for the application of this synthesis of knowledge in
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the practice of communicating bad news in pediatrics, it is possible
to consider other communication propositions, in response to the
traditional framework, that recognize that communication is, most
importantly, interaction without established limits for the beginning
or end of the interpersonal relationship.
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