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RESUMO

A presente Dissertacdo de Mestrado teve por objetivo principal identificar as
repercussdes causadas nas méaes, nos pais e nos irmaos de bebés com Malformacao
Congénita Fetal, apés a confirmacdo do diagndstico. Especificamente, identificar as
suas reacdes diante da comunicacdo do diagndstico, as mudancas ocasionadas na
dindmica familiar e a importancia do envolvimento de uma equipe multidisciplinar em
casos de gravidez com MCF. Participaram do estudo 8 casais (n=16) que realizaram
acompanhamento pré-natal com a Equipe de Medicina Fetal do HCPA (hospital publico
de referéncia) e que tinham pelo menos mais um filho, concebido por ambos, com idade

entre 5 e 12 anos. As entrevistas foram realizadas no terceiro trimestre de gravidez.

Trata-se de uma pesquisa qualitativa descritiva, na qual foi empregada uma
entrevista semiestruturada e um instrumento padronizado (IPSF) para avaliar o suporte
familiar dos participantes do estudo. Foi escolhida a metodologia de analise de contetdo
@) para a anélise das entrevistas, por se constituir em uma das abordagens mais
empregadas e certificadas para analisar material qualitativo gerado por meio de
entrevistas, buscando a categorizacdo e a interpretacdo dos achados no processo de

analise.

Por meio dessa analise, foram identificadas sete categorias tematicas: reacGes de
pais e maes diante do diagndstico fetal, dificuldade paterna para demonstrar sentimentos
diante do diagndstico fetal, comunicacdo do diagnostico fetal aos irmédos, reaces dos
irmdos diante do diagndstico fetal, sentimentos e expectativas de pais e maes frente a
malformacdo fetal ao final da gestacdo, mudancas na familia ap6s a confirmacdo do
diagndstico fetal e atendimento da equipe de Medicina Fetal do HCPA.

O estudo mostrou que o diagnostico de MCF gera repercussdes no ambito
familiar, inclusive nos irmdos saudaveis do bebé com malformacdo, achado que
permanece bastante inexplorado pela literatura. Mostrou, também, a importancia da
atuacdo de profissionais da Psicologia em uma equipe multidisciplinar, para o
acolhimento e o acompanhamento dos casos envolvendo MCF, para que essa equipe

possa desempenhar um papel relevante na rede de apoio social dessas familias.



Palavras-chave: gestacdo, malformac&o congénita fetal, familia, irméos, apoio familiar

apoio social.
ABSTRACT

The present Master’s Dissertation aimed to identify the repercussions caused on
mothers, fathers and siblings of babies with Fetal Congenital Malformation, after the
confirmation of the diagnosis. Specifically, identify their reactions to the
communication of the diagnosis, the changes caused in family dynamics and the
importance of the involvement of a multidisciplinary team in cases of pregnancy with
FCM. Eight couples (n = 16) participated in the study, who underwent prenatal care
with the HCPA Fetal Medicine Team (reference public hospital) and had at least one
other child, conceived by them, aged between 5 and 12 years old. Interviews were

conducted in the third trimester of pregnancy.

This was a descriptive qualitative research using a semi-structured interview and
a standardized instrument (IPSF) to assess the family support of the participants. The
content analysis methodology (BARDIN, 2011) was chosen for the analysis of the
interviews, as it is one of the most widely used and certified approaches to analyze
qualitative material generated through interviews, seeking to categorize and interpret the

findings in the analysis process.

After this analysis, seven thematic categories were identified: father and
mother’s reactions to the fetal diagnosis, father difficulty to express feelings in the face
of the fetal diagnosis, communication of the fetal diagnosis to siblings, reactions of
siblings to the fetal diagnosis, feelings and expectations of fathers and mothers
regarding fetal malformation at the end of pregnancy, changes in family after
confirmation of the fetal diagnosis and care from the HCPA Fetal Medicine team.

The study evidenced that the diagnosis of FCM brings consequences in the
family, including the healthy siblings of the baby with malformation, a finding that
remains largely unexplored in the literature. It also showed the importance of the work
of Psychology professionals in a multidisciplinary team, for welcoming and monitoring
of cases involving FCM, so that this team can play a key role in the social support

network of these families.



Key words: pregnancy, fetal congenital malformation, family, siblings, family support,

social support.

INTRODUCAO

A gravidez, por si s6, € um acontecimento que envolve muitas transformacoes,
permeado por valores e significagdes que se constituem como Gnicos . De fato, muitas
sdo as mudancas que se apresentam a mulher em termos fisicos, psicolégicos, familiares
e sociais @ durante a gestacdo. Esse processo também envolve diversos sentimentos,
tais como alegria, realizagio pessoal, preocupagio e angustia, dentre outros @. E muito
comum a idealizacdo de uma crianca perfeita ®. Assim, quando o bebé gestado é
diagnosticado com algum tipo de malformacéo, essa revelacdo inesperada e repentina

acarreta para os pais e para a familia uma grande mudanca ©.

Pais e maes costumam construir uma imagem mental do bebé durante a
gestacdo, que inclui cor dos olhos, sexo, aparéncia do rosto, etc ®. Essa imagem
imaginaria é resultante de aspiracdes, de frustracdes e de preferéncias dos pais (). O
recém-nascido jamais correspondera exatamente a essa imagem mental, 0 que exige que
0s pais ajustem esse “retrato imaginario”, para que corresponda melhor a imagem do
bebé real © e para que a experiéncia de parentalidade seja ressignificada ®. O fato de
bebé apresentar algum diagndstico ou problema gera nos pais sentimentos de angustia e
sofrimento, que acompanham a necessidade de se elaborar o luto pelo bebé idealizado,

ainda que o feto ndo tenha uma morte concreta ),

Ter um filho perfeito € desejo dos casais. Desse modo, quando o bebé apresenta
algum tipo de malformacdo, ocorre a perda de um grande sonho e, quanto mais a
imagem do bebé real for diferente do imaginario dos pais, mais complicada podera ser a
aceitacdo destes ao seu nascimento 9. Assim, percebe-se que a maternidade pode
assumir tanto uma conotagdo “magica”’, como, dependendo das condi¢des do feto, pode
transformar-se em uma vivéncia tragica 9.

Os sentimentos despertados no casal pela noticia de uma MFC no bebé gestado
podem ser elaborados de modo mais rapido ou mais lento, de acordo com as
caracteristicas de personalidade dos pais relacionadas a perda e ao luto 2. Ha casais

que se reaproximam durante essa fase e a crise surge, nesses casos, Como uma situagédo



10

de amadurecimento entre eles. Em situacdo oposta, hd casais que se sentem
incapacitados face a angustia e distanciam-se um do outro ¥,

Além do bebé real e do bebé imaginado, coexiste na mente dos pais também um
bebé fantasiado. O bebé fantasiado é aquele que acompanha o casal durante toda sua
vida, é o bebé ideal, enquanto que o bebé imaginério é aquele construido na gestacéo
como resultado do desejo dos pais 4. A partir do diagnéstico pré-natal (DPN), como
comentado anteriormente, 0s pais vao se preparando, gradualmente, para o encontro
com o bebé real 9, uma desconstrucao que pode ser equiparada ao processo do luto 9,
Aspectos relacionados com a gravidade da MCF, com a constitui¢do psiquica do casal e
de seus familiares, com os cuidados de salde especializada dispensados a eles,
incluindo assisténcia psicoldgica, se mostram como requisitos indispensaveis na
preparacdo do casal para lidar com esse diagndstico *” e a nova realidade que ele
impoe.

A confirmagdo do diagndstico de MCF acarreta um aumento no sofrimento
psiquico materno *®. Apds a confirmacdo do diagndstico do bebé, as preocupacdes
relativas a isso podem interferir significativamente no dia-a-dia do casal e de sua familia
(19 Essa experiéncia negativa pode prosseguir mesmo com o fim da gravidez e
influenciar todo o processo reprodutivo da mulher. E comum que a gestante evite uma
nova gestacdo ou vivencie uma futura gravidez marcada por grande ansiedade 9. De
forma predominante, essas mulheres ttm medo que a malformacéo torne a se repetir em
nova gravidez @V,

O suporte familiar tem sido considerado um fator protetivo da saide mental e
um importante aliado para intervencGes complexas, que envolvam o auxilio para a
familia na resolucdo de conflitos ??. Portanto, a rede de apoio possui uma funcéo
positiva, para a gestante e familiares, sobre seus estados emocionais, durante a gravidez
de um bebé com MCF ¥, De fato, essa rede é considerada indispensavel para o auxilio
a familia em momentos distintos, sendo necessario que os profissionais de salde
estejam atentos para conseguir elaborar, em conjunto com os familiares, métodos de
enfrentamento para essa situacdo ¥, o que pode incluir o reforgo da rede de apoio.

Pensando nas consequéncias que um diagnéstico fetal pode trazer para as
relacGes familiares, torna-se cada vez mais relevante para a Psicologia estudar 0s riscos
maternos e os do feto, bem como os aspectos psicoldgicos envolvidos nesses casos .
Esse estudo teve como objetivo avaliar as provaveis repercussdes advindas de um

diagndstico de MCF para os membros de uma familia: pai, mée e demais filhos. Avaliar
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tais repercussdes, especialmente quanto aos irmdos do bebé com MCF, mostra-se
relevante, uma vez que a literatura sobre malformacdes fetais ainda se apresenta como
escassa. Nesse estudo, procurou-se pesquisar as repercussdes de um diagnéstico de
MCF, aliando a avaliacdo do suporte familiar dos participantes e a utilizacdo de
entrevistas com méaes e pais, para investigar essa tematica também junto aos demais
filhos, no intuito de se verificar implicagdes desses achados também para a assisténcia

multidisciplinar do hospital no qual realizaram o acompanhamento pré-natal.
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REVISAO DA LITERATURA

Foi realizada uma busca eletrdnica de artigos indexados, abrangendo o periodo
de junho/2017 a agosto/2019, em trés bases de dados: LILACS, MEDLINE e SciELO;
além de busca de livros que tratam do tema. Para tanto, foram utilizados os seguintes
descritores: Gestacdo, Malformagdo Congénita Fetal, Familia e Irmdos.

Apos a busca, através de uma leitura prévia, fez-se uma selecdo dos artigos,
resultando na manutencdo de artigos mais recentes e a exclusdao dos demais, que,
mesmo vinculados ao tema da MCF, abordavam questdes ndo relevantes ao presente
projeto. A selegéo resultou em 67 artigos e 17 livros, todos abordando questdes com
relacdo a presente pesquisa, afora dissertacdes e teses consultadas, que foram buscadas
pela Plataforma de Teses e Dissertacdes da CAPES. A Tabela 1 resume a estratégia de

busca de referéncias bibliogréficas adotadas no presente estudo.

Tabela 1: Descritores empregados para a busca de referéncias bibliograficas nas

diferentes bases de dados e nimero de registros localizados nas consultas.

Descritores LILACS MEDLINE SCIELO
Gestacéo 11.889 731.922 3.278
MCF 1.392 1.871 22
Familia 9.713 375.560 22.867

Irmaos 113 15.810 787
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Marco Conceitual

A Figura 1, abaixo, apresenta esquematicamente uma concepcdo geral do
propdsito do presente estudo. Pacientes gestantes que realizaram o acompanhamento
pré-natal no ambulatério de Medicina Fetal do Hospital de Clinicas, acompanhadas pelo
pai do bebé com diagndstico confirmado de MCF, foram convidadas, juntamente com

Seus esposos, para participar da presente pesquisa.

Figura 1 Mapa Conceitual

HOSPITAL
(HCPA)
~ — " Bébé com 'sldéb‘éft;a' de
FAMILIAS Maée malformagdo € encaminhado a
do estudo i S
constituidas = Paiw~._ T~
por o

Filhos(s) w_ .

y | submetida a exames de ultrassonografa. |
______________ S % A i Havendo confirmagéo do diagndstico,
% : casal a ocorréncia de !

Projeto de pesquisa:

avaliar percepcao do suporte familiar,
descrever as repercussdes da MCF para a gestante, o pai do bebé e o(s) irméao(s) sadio(s),

avaliar as implicagdes dessa condicado na atuacao do Profissional da Psicologia na Equipe de Medicina Fetal.
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Medicina Fetal

A Medicina Fetal, compreendida como parte integrante da Obstetricia, surgiu
com o objetivo de garantir a saude fetal por meio de diagnéstico precoce de possiveis
doencas. Os profissionais da Medicina Fetal atuam realizando um conjunto de técnicas
de diagndstico pré-natal para a avaliagio do bem-estar fetal ®).

Com o avanco da tecnologia da Medicina Fetal, é possivel, através do exame de
ultrassonografia obstétrica, compreender a realidade do universo intrauterino . Esses
exames facilitam a avaliacdo do feto antes do nascimento, em aspectos como
crescimento e desenvolvimento fetal, e fornecem informacgdes sobre o risco de pré-
eclampsia e parto prematuro, entre outros . Sendo um dos procedimentos mais
utilizados no diagndéstico pré-natal, a ultrassonografia é exame de rotina em todos paises
do mundo @7, tendo em vista que possibilita o diagndstico de, aproximadamente, 70% a
80% de MCF @9,

Antes do advento da ultrassonografia, os familiares e a equipe de salde
preparavam-se para 0 parto com uma incognita geral de como seria 0 bebé gque estava
chegando ao mundo V. Atualmente, é cada vez mais eficaz o rastreamento e o
diagnostico de MCF @, os quais possibilitam, em alguns casos, 0 tratamento intra-

Utero, além de auxiliar e permitir um tratamento &gil apds o parto G%.

Com as melhorias introduzidas pelas tecnologias de imagem, o diagnostico
ganhou em preciséo e o interesse da Medicina Fetal pelo estudo das causas que colocam
em risco a salde do feto e da gestante teve um significativo avanco ). Assim, exames
como a ultrassonografia obstétrica podem exercer um duplo papel, tanto tranquilizando
quanto perturbando ainda mais a organizacdo do casal ??. Logo, é importante atentar
também para os aspectos psicoldgicos de tal exame e seu potencial em afetar a relacéo

pais-bebé @7,

Durante a ultrassonografia, surgem inimeras preocupacdes relacionadas a saude
do feto, e a0 mesmo tempo, constata-se que o exame é permeado por imensa fascinagcdo
por parte dos pais, que s&o apresentados, pela imagem, ao filho @Y. A Medicina Fetal e

o DPN transferiram 0 momento auge das angustias maternas, que antes se centralizavam
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no nascimento, porque era nesse momento que era possivel tomar conhecimento de
qualquer anomalia do feto, para os exames de rastreio do periodo pré-natal ¢, Sabe-se
que a gestacdo se constitui em um periodo sensivel, permeado por fantasias angustiantes
sobre a saude do feto. Nos momentos de espera dos resultados de exames, a ansiedade
parental se exacerba . Para a maioria das gravidas que se submetem ao DPN, um
resultado negativo para alteracbes no bebé representa alivio e seguranca ©. Por outro
lado, se ha constatacdo de problemas com o feto, isso pode representar um ataque a
integridade psiquica do casal . Assim, é necessario que a comunicacio do diagndstico
fetal se dé de forma clara e, preferencialmente, em ambiente adequado. O
acompanhamento de profissionais de salude mental especializados para dar suporte ao

casal é fundamental e deve integrar a rotina da equipe de Medicina Fetal ¢4,

Cabe destacar que, além da ultrassonografia, outros exames podem ser
realizados, durante o pré-natal, para a confirmacdo de alteracdes no feto, como a
amniocentese ®%. Realizada durante o segundo trimestre, ela viabiliza diagnosticar
anomalias cromossdmicas e problemas hereditarios ). E 0 exame que detecta o maior
ntimero de anomalias fetais " e vem sendo cada vez mais considerado um item basico
do acompanhamento pré-natal para gestantes . As implicacdes emocionais envolvidas

nesse exame se assemelham ao que ja foi exposto em relagdo as ultrassonografias.

Malformacéao Congénita Fetal (MCF)

As anomalias congénitas sao defeitos na estrutura e/ou fungao de 6rgaos, células
ou componentes celulares presentes antes do nascimento e surgidas em qualquer fase do
desenvolvimento fetal. Qualquer modificagdo no decorrer do desenvolvimento
embrionario pode resultar em malformagoes, que podem variar em graus de
comprometimento 9. Considerada a segunda maior causa de mortalidade infantil “%, a
MCF pode ser uma alteracdo morfoldgica ou estrutural, isolada ou maltipla, classificada
segundo criterios anatémicos, funcionais ou genéticos, e ainda, categorizada ainda como
de maior ou menor impacto sobre a morbiletalidade do recém-nascido 8,

A constatagdo da existéncia de problemas no feto tende a despertar, nos
familiares, sentimentos de luto pela perda do filho idealizado ©%, como comentado

anteriormente, o que marca um periodo de adaptagdes familiares, com possivel aumento
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dos niveis de ansiedade e depressdo ?®. Preocupacdes decorrentes da confirmacdo de
MCEF incluem a possibilidade de o6bito neonatal, o retorno a casa com um bebé de
aparéncia incomum e com necessidades especiais, ou a necessidade de correcdo
cirrgica, que pode envolver longa internacdo em uma UTI neonatal ®. Por sua vez, os
niveis de ansiedade e depressdo aumentados podem dificultar o ajustamento materno e o
desempenho do papel de cuidadora “ 2% 42 O casal se utilizara de diferentes estratégias
de enfrentamento para superar e se adaptar a essa nova situacdo ®, sendo que o
acolhimento da equipe de saude e o apoio familiar podem favorecer essa adaptacéo e
enfrentamento ). Importante destacar que o apoio e a receptividade do servico de

satide devem incluir ndo s6 o paciente, mas também a sua familia 3.

No Quadro 1, abaixo, elaborado segundo Melo e Fonseca “4 apresenta-se uma

listagem dos grupos de malformacoes fetais e dos seus respectivos diagnosticos.

Quadro 1 - Diagnosticos por grupos de MCF

GRUPO DE MCF DIAGNOSTICOS

Malformagdes de | Fendas labiopalatinas, Sindrome de Pierre Robin, Sindrome

Face mandibulofacial, Hipertelorismo, Microftalmia e Anoftalmia, Ciclopia.

Anormalidades do | Anencefalia (acrania), Encefalocele, Espinha bifida (mielodisplasia ou
Sistema Nervoso | mielomeningocele), Iniencefalia, Hidrocefalia e Ventriculomegalia,

Central Holoprosencefalia, Agenesia do corpo caloso, Malformacdes da fossa
posterior, Cistos aracnoides, Aneurisma da veia de Galeno,
Microcefalia, Porencefalia, Esquizoencefalia, Hidranencefalia,
Agenesia sacral e Sindrome da regressdo caudal, Hemivéretebra e

Escolios.

Anormalidades | Duplicacdo renal, Ectopia renal, Rins policisticos, Dilatacéo piélica ou
Geniturinarias Pielocaliciais sem visualizacdo dos ureteres, Megabexiga, Hipospadia,
Megaureter, Cisto de vesicula seminal, Hidrocele, Hiperplasia

congeénita de suprarrenais.
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Anormalidades
Gastrointestinais e
do Trato Biliar

Atresia de esdfago, Estenose hipertréfica do piloro, Atresia de
duodeno, Peritonite meconial, Atresia jejunoileal, Cistos de duplicacdo
entérica, Péancreas anular,

Cisto de colédoco, Atresia biliar,

MalformacgGes hepéticas, Cisto esplénico/bago acessorio.

Malformagdes
Toracicas nao

Cardiacas

Malformacdo Adenomatoide Cistica, Sequestro broncopulmonar,

Obstrucdo congénita das vias aéreas, Hérnia Diafragmaética.

Malformagdes da
Parede
Abdominal

Onfalocele, Gastroquise, Extrofia de bexiga e de cloaca.

Tumores Fetais

Teratoma, Astrocitoma, Glioblastomas, Lipomas, Papilomas do plexo
coroide, Linfangiomas, Higromas cisticos, Hemangioma, Bdcio fetal,
Tumores do coracao fetal, Clilangioma, Cistos ovarianos, Adenoma

heoatocelular, Hepatoblastoma, Nefroma Mesoblastico,

Neuroblastoma, Teratoma sacrococigeno, Miofibromatose,

Fibrossarcoma, Vorioangioma, Hemangioma do corddo umbilical.

Anormalidades do
Sistema

Esquelético

Tanatoforica, Acondrogénes, Acondroplasia, Osteogénese imperfeita
sdo as mais comuns. Foram descritas mais de 270 displasias
esqueléticas. Sdo 271 displasias esqueléticas descritas e as mais
comuns sdo: Tanatofdrica, Acondrogénes, Acondroplasia, Osteogénese

imperfeita.

Anormalidades
das Extremidades

Fetais

Anomalias dos membros ou Amputagcbes congénitas (Amelia,
Hemimelia, Focomelia, Aqueiria, Apodia e Aqueiropodia), Sindrome
das mé&os e pés fendidos (Ectrodactilia), Malformagdes da méo (Radial

e Ulnar), Polidactilia.

No quadro 2, abaixo, apresenta-se uma breve descricdo das oito MCF
diagnosticadas nos bebés das gestantes participantes da pesquisa (n=8) (quadro

elaborado pela pesquisadora).



18

Quadro 2 — Diagnésticos de MCF dos bebés das participantes do estudo

Diagnostico de Descricéo
MCF
Hérnia A hérnia diafragmatica congénita € uma malformacéo fetal grave, com

Diafragmaética

incidéncia de 1:2200 nascimentos “°. Caracterizada por um defeito do
diafragma que tem como consequéncia a migracdo das visceras
abdominais para o interior da cavidade toracica “®. Esta associada a

alta mortalidade (em torno de 50-60%) “7.

Onfalocele

Onfalocele é um defeito na parede abdominal, na insercdo do cordao
umbilical, com herniagdo de 6rgdos abdominais “®. O principal fator
prognéstico nessa patologia sdo as anomalias cromossdmicas e

estruturais associadas “9).

Gastrosquise

Malformacdo congénita definida por um defeito de fechamento da
parede abdominal associado com a exteriorizacdo de estruturas intra-
abdominais, principalmente o intestino ©9, HaA muitos beneficios se o
diagndstico for feito de forma pré-natal, como o preparo, apoio
familiar, planejamento adequado do nascimento e categorizacdo do

risco, a fim de reduzir ao maximo as taxas de mortalidade perinatal ®V,

Sindrome de
Down (Trissomia
21):

A Sindrome de Down (SD) é uma alteracdo genética na qual ha o
aumento no nimero de cromossomos ©?, sendo essa a anomalia
cromossdmica mais comum. Sua ocorréncia € mais comum na idade
avancada da mulher ©2. O diagndstico da SD pode ser feito a partir do
nascimento do bebé ou antes, por meio do exame de ultrassonografia
(aumento da Transluscéncia Nucal) ou exame de sangue materno. O
diagnostico definitivo é realizado por biopsia de vilos coriais,
amniocentese, sangue fetal ou do recém-nato®¥. A alteracdo na SD

pode ser apenas cromossémica, sem malformagdo estrutural associada.




19

Ventriculomegalia

Definida pelo excesso de liquido cefalorraquidiano nos ventriculos
laterais, € uma anomalia fetal com incidéncia observada de 0,3 a 1,5
por 1000 nascidos vivos ®%. Sua deteccéo é feita por ultrassonografia,
medindo o didmetro atrial ©®. Fetos com ventriculomegalia leve
demonstram maiores chances de evolugdo neuroldgica normal e os
fetos com ventriculomegalia grave tem maior risco de

comprometimento neuroldgico 7,

Obstrucéao
Congénita das

Vias Aéreas

Condicéo fetal grave, com mal progndstico, pelo grande risco de o feto
ir a Obito. Esta fortemente associada a sindromes ©®. Na maioria das
vezes, 0s bebés gestados apresentam diversas malformacGes: grandes
pulmdes, alteracbes no diafragma, vias aéreas dilatadas, ascite,

hidropsia, entre outras ¢,

Restricéo de
Crescimento Fetal

Ocorre quando o feto ndo atinge o tamanho esperado ou determinado
pelo seu potencial genético ©%, sendo identificado que o peso fetal esta
abaixo do percentil 10 para a idade gestacional ®V. Pode ser isolada
causada por insuficiéncia placentaria e sem malformacdo fetais ou
pode estar associada a malformacdo anatdbmicas. Esta associada ao
aumento das taxas de morbidade e mortalidade perinatal ¢,

Doenca Renal

Policistica

A doenca renal policistica autossémica dominante é a enfermidade
renal hereditaria mais comum em seres humanos ©?. Caracterizada por
dilatagbes cisticas dos ductos coletores renais associadas a
anormalidades hepéticas. Pode ser diagnosticada intra-Gtero pela
ultrassonografia ©. O progndstico varia conforme a gravidade da
doenca renal ®4, As doencas renais policisticas constituem um grupo

de doencas graves que podem levar o individuo a faléncia renal ¢,
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Repercussdes da MCF na Dinamica Familiar

Ap6s o nascimento do primeiro filho, o casal se depara com novos
acontecimentos, que configuram uma situacao transformadora no que diz respeito a vida
a dois . O nascimento de uma crianca pode gerar mudancas em toda a estrutura
familiar e, quando ela apresenta alguma doenca, ocorrem alteragdes mais expressivas na
rotina dos pais, 0 que também tem implicacBes emocionais para todos os familiares,
influenciando na sua qualidade de vida. O enfrentamento da familia ao diagnostico fetal
depende do nivel de resiliéncia familiar; algumas familias se adaptam mais facilmente a

situacOes adversas do que outras %),

Apesar do contexto da fratria estar presente em grande parte das familias, a
relacdo entre irmdos € um tema pouco estudado, principalmente durante a gestacdao da
mae. O “tornar-se irmdo” provoca muitas mudancas e a experimentacdo de diferentes
papéis nas relacdes familiares ©®”. A presenca de irmdos com alguma doenca pode
mudar a estrutura e a dindmica familiar ® Devido ao significado que o relacionamento
fraterno adquire ao longo da vida, mudancas fundamentais na salde e comportamento

de um irmao afetam os demais ©®.

A literatura descreve as reacbes dos irmdos frente a chegada, ao ambiente
familiar, de um bebé sadio. Os receios dos pais em relacdo a manifestaces negativas,
como sentimento de frustracdo, que um filho primogénito pode expressar sao descritos
(69), Especificamente quanto as repercussdes nos irmdos do nascimento de bebés com
diagnéstico de MCF, a literatura ndo relaciona pesquisas. Ha, por exemplo, estudos
sobre os impactos de outras doencas dos irmaos, como o cancer e o autismo, nos filhos
saudaveis "% 7). Qutros estudos ndo recentes & 72 73 concentraram-se em pesquisar as
relacBes, sentimentos e conflitos envolvidos na convivéncia entre irmdos, quando um
deles é portador de alguma deficiéncia. Assim, mostra-se importante e necessario
investir em pesquisas que auxiliem no aprofundamento e na compreensdao da
experiéncia do irm&o sadio frente ao irm4o acometido por uma doenca ', no caso deste
estudo, uma MCF.

O bebé gestado é considerado uma fonte de ilusdes ou medos, e as fantasias que
se produzem em torno da crianga que esta por vir sao intensas e refletem as expectativas

idealizadas dos pais . Essa idealizagdo também §é vista nos outros membros
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familiares, que também imaginam um bebé perfeito. Assim, constata-se que as

malformacdes fetais podem ameagcar a dindmica familiar como um todo .

O momento inicial, logo apds a descoberta do diagnostico, € sentido como o
mais dificil de enfrentar para mées e pais . Normalmente o diagnostico é comunicado
ao casal, a quem caberd serem o0s portadores da noticia para a sua rede familiar e de
amizade. Essa rede tem um papel significativo para a provisdo de apoio emocional aos
pais ®. Se uma gestacdo normal causa grandes mudancas na sensibilidade feminina,
podemos apenas imaginar o abalo que um diagnéstico de malformacdo possa
representar no ambito familiar ). Portanto, tanto a mée quanto a familia necessitarao,
por parte dos profissionais de saude, de atencdo e cuidados especiais, a fim de que se

sintam apoiados, desde o pré-natal até o puerpério .

Atuacdo do Psic6logo numa Equipe de Medicina Fetal

Desde 0 més de agosto de 1998, a Portaria numero 3.477, do Ministério da
Saude ®, normatiza que o psicologo seja um dos profissionais a integrar a equipe de
atencdo a gestante de alto risco. O profissional da Psicologia desempenha um papel
importante no pré-natal: compreender as condic¢Bes clinicas e obstétricas da gravida,
conhecer a psicodindmica da gravidez, favorecer o vinculo mae-bebé-familia e
identificar suporte e fortalecer a rede de apoio 9. O psiclogo é o facilitador das
vivéncias dos pais que recebem um diagndstico de MCF no pré-natal, pois tal
profissional oferece 0 espaco e a escuta para 0S progenitores expressarem,

compreenderem e elaborarem os sentimentos despertados nesse momento critico 2.

Na sua atuacdo, cabe ao psicologo conhecer as formas de enfrentamento usadas
pelas gestantes, para que elas possam ser ajudadas a elaborar mais adequadamente suas
emoc0Oes, desmistificar suas fantasias, estabelecer um vinculo com o bebé e serem
acolhidas e preparadas logo apds o diagndstico de malformacdo fetal ©. Uma
intervengdo psicologica no periodo pré-natal visa prevenir a saude mental e fisica da
mée e do bebé, com o objetivo de estimular uma ligacdo mais saudavel entre eles €%,
tendo presente, que, normalmente, os pais ndo conhecem os aspectos técnicos ligados a

doenca diagnosticada no bebé ®.
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E comum tanto os filhos anteriores dos progenitores, quanto o resto da familia,
sentirem-se impactados por essa revelagdo. Assim, € necessario que o psicologo acolha
e acompanhe essa familia, que, de maneira peculiar, também participa da tensdo
desencadeada pelo diagnostico de malformacdo fetal ®%). Portanto, a atuacdo do
psicélogo consiste em acompanhar o casal e os familiares desde a revelacdo da noticia
de MCF, trabalhando as emocdes, fantasias e o luto do bebé imaginario.
A constituicdo de uma equipe multidisciplinar é fundamental para oferecer esse espaco

de troca (/.

O profissional da Psicologia, integrado na equipe multidisciplinar, faz-se
necessario no acompanhamento da gestante, através de um trabalho articulado e
dinamico ® com outras especialidades. De forma geral, cabe a esse profissional
auxiliar as familias a reconhecerem suas potencialidades e necessidades, apoiando-as e

instrumentalizando-as a enfrentar essa situacio @V,
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JUSTIFICATIVA

O interesse pelo tema da MCF e suas implicagfes nos irméos, pais e maes do
bebé surgiu a partir da experiéncia vivida como pesquisadora na Equipe de Medicina
Fetal do HCPA.

Realizar a minha dissertagédo sobre esse complexo tema exigiu retomar leituras e
aprofunda-las, relacionando-as com as situacdes vivenciadas pelos casais participantes
do estudo. A literatura mostra comportamentos muito semelhantes de reacdo emocional
do casal a confirmagdo e revelacdo do diagndstico de MCF do filho: preocupacdo, raiva,
culpa, medo, ndo aceitacdo inicial, tristeza, entre outros. Também descreve que ocorre
uma fase de luto, em que o bebé idealizado precisa dar lugar ao filho real, com
limitacGes, necessidades e particularidades. Frente a nova realidade gerada pelo
diagnostico, a do nascimento de um filho com MCEF, revelam-se ansiedades e medos,
alguns devido ao desconhecimento de como serd lidar com um bebé diferente do

planejado, o que torna a familia vulneravel.

Acredito que a atuacdo do Psicdlogo se faz crucial para a ressignificacdo da
gestacdo e do bebé esperado na presenca de uma MCF, pois o impacto do quadro clinico
tende a ser visualizado apenas nos seus aspectos negativos. Pesquisar mais atentamente
as reacOes das gestantes e pais, as reacdes dos irmaos, as dificuldades e os sentimentos
gerados pelo diagndstico de MCF configurou-se pra mim, como Psicéloga atuando
numa Equipe de Medicina Fetal, uma oportunidade para aprofundar o entendimento das
repercussdes na dinamica familiar e das implicacbes dessa situacdo para a assisténcia

prestada a essas familias pela equipe multidisciplinar.

Sendo assim, avaliar as provaveis repercussfes advindas de um diagnostico de
MCF nos membros de uma familia (pai, mée e demais filhos) pode contribuir para 0s
profissionais da saude no entendimento dos sentimentos despertados nos familiares
durante o acompanhamento pré-natal e o nascimento de um bebé com algum
diagnostico. Com isso, permitira auxilia-los a enfrentar a situacdo de forma menos

traumatica.
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OBJETIVOS

Geral

- ldentificar as repercussdes causadas pela gestacdo de um bebé com MCF sobre os

pais, mées e irmaos dessa crianca, apos a confirmacédo do diagnostico.

Especificos

- Identificar a reacdo de pais e mées diante do diagnostico de MCF.

- Conhecer a forma como os pais e mdes comunicam, ou pretendem comunicar, aos

outros filhos o diagnostico de MCF.

- ldentificar, na percepcdo de pais e mdes, eventuais mudancas na dindmica familiar

apos a confirmacdo do diagnostico de MCF.

- Identificar como pais e maes percebem o apoio da Equipe de Medicina Fetal do HCPA

apos o diagnostico.
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RESUMO

Esse estudo buscou identificar a percepcdo de suporte familiar e as repercussdes
de um diagnostico de Malformacgdo Congénita Fetal (MCF) na familia, considerando
pais, mées e irmaos. Oito casais, com pelo menos um filho concebido por ambos e idade
entre 5 e 12 anos, que realizaram acompanhamento pré-natal com a Equipe de Medicina
Fetal do Hospital de Clinicas de Porto Alegre (HCPA), foram entrevistados
individualmente e responderam o Inventario de Percep¢do do Suporte Familiar (IPSF).

Trata-se de uma pesquisa qualitativa transversal, de carater descritivo, em cuja analise
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de dados aplicou-se andlise de conteudo. A percepcdo de Suporte Familiar dos
participantes do estudo em geral caracterizou-se como médio-alta. A anélise mostrou
uma diversidade de repercussdes desse diagnostico na dindmica familiar, com destaque
para a dificuldade dos pais e maes para revelar o diagndstico do bebé ao(s) outro(s)
filho(s). A importancia do envolvimento de uma equipe multidisciplinar em casos de
gravidez com MCF ficou evidenciado.

Palavras Chaves: Gestacdo, Malformacdo Congénita Fetal, Familia, Irmé&os.
ABSTRACT

This study aimed to identify the perception of family support and the repercussions of a
diagnosis of Fetal Congenital Malformation (FCM) in the family, considering fathers,
mothers and siblings. Eight couples, with at least one child conceived by them, aged
between 5 and 12 years, who had prenatal care with the Fetal Medicine Team of the
Hospital de Clinicas de Porto Alegre (HCPA), were interviewed individually and
completed the Perception of Family Support Inventory (IPSF). This was a descriptive
cross-sectional qualitative research, in which data were subjected to content analysis.
The perception of Family Support of the participants in general was medium-high. The
analysis showed a diversity of repercussions of this diagnosis on family dynamics,
highlighting the difficulty of parents to disclose the diagnosis of the baby to the other
child(ren). The importance of the involvement of a multidisciplinary team in cases of

pregnancy with FCM was highlighted.

Keywords: Pregnancy, Fetal Congenital Malformation, Family, Siblings.

INTRODUCTION

Pregnancy itself is a process marked by many transformations, permeated by
unique values and meanings (Roecker et al. 2012). There are many physical,
psychological, social and family changes presented to women in this process (Oliveira
& Mandu, 2015), besides conflicts and intensification of emotions (Machado, 2012). In
fact, pregnancy involves innumerable feelings, such as joy, worry, anguish, among
others, usually accompanied by the idealization of the gestated child (Franco, 2015).

Although there is some fear and anxiety, during the gestational period, parents
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daydream, make plans and imagine what their next child will look like (Petean, 2009).
Several mothers attribute characteristics to the fetus, such as appearance and
personality, which contribute to increased prenatal attachment between the pair
(Raphael-Leff, 1997). Parents also perceive this psychic movement of fantasizing and
weaving expectations for the new baby (Pedreira & Leal, 2015). Thus, it appears that
pregnancy drives parents in a set of expectations, in which the dream of a perfect child

is the main one (Santos, 2011).

With technological advancement, the early detection of fetal malformations has
been improved, allowing to identify congenital anomalies still in utero (Kashyap et al.,
2015). This possibility started to have a series of psychological implications for
pregnant women and family members who receive a diagnosis of Fetal Congenital
Malformation - FCM (Santos et al., 2014). According to the World Health Organization
(2016), about 10% malformations are attributed to environmental factors, 25% to
genetic factors and 65% to unknown causes, making these malformations the second

leading cause of death in neonates.

Due to the parental expectations and fantasies mentioned above, the imaginary
baby and the real baby coexist in the minds of the parents: the imaginary baby refers to
the fantasies, impressions and feelings about the child during pregnancy that are
transformed after birth, when parents come into contact with their child’s actual
characteristics (Lebovici, 1987). However, still in pregnancy, they can be transformed
in the presence of a diagnosis. In this case, the parents have the opportunity to gradually
prepare to receive the real baby (Fleck & Piccinini, 2013). In this sense, when a baby
has some kind of malformation, a big dream is lost, and the more the real child is
different from the imaginary one, the more complicated the parent’s acceptance at birth
tends to be (Pelchat, 1992). The deconstruction generated by the real baby in the face of
the imaginary baby can be equated to a grieving process (Marchetti & Moreira, 2015)
since it involves the loss of a healthy baby (Silveira et al., 2015) and the need to adapt
to the real baby (Santos et al., 2018). Therefore, considering the consequences that a
fetal diagnosis has on family relationships, it is becoming increasingly relevant for
Psychology to investigate maternal and fetal risks, and the psychological aspects
involved in these cases (Amorim & Magalhées, 2016).
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The family is the first institution that individuals integrate when they are born
and is where they are constituted as people (Osorio, 1996). The individual life cycle of
family members leads to changes manifesting in the family context, as the family needs
to make adjustments and reorganizations (Nichols; Schwartz, 2007). At the same time,
the family itself experiences a life cycle, marked by normative crises, which also require
reorganization and adjustment. The birth of a child is one of them. This is a new stage in
the family life cycle to which the couple has to adapt (Carter; Mcgoldrick, 1995). Faced
with complications related to pregnancy, such as a diagnosis of fetal malformation, a
typical life cycle transition is intensified as a crisis (Franco, 2015). It is common for the
parent’s child(ren) and other relatives to feel impacted by the news of a baby with FCM
in the family (Machado, 2012). As pointed out in the literature, a diagnosis of FCM can
cause great suffering, feelings of frustration, guilt and other crises within the family
system (Santos et al.,, 2014). In this context, it is essential that the psychology
professional welcomes the couple and their family members and guides them to share
pain, anguish, fears and difficulties (Machado, 2012).

The literature dealing with the repercussions of the FCM addresses more
frequently the impacts that most directly affect the pregnant woman (Azevedo et al.,
2019), compared to other family members (fathers and siblings). There are few studies
focusing on the paternal experience of situations involving FCM (Santos et al, 2018;
Félix & Farias, 2018). As for the impacts on healthy siblings, specifically involving
FCM, no Brazilian publications are found. However, there is research on the experience
of healthy children with other sibling diseases, such as cancer and autism (Cheron &
Pettengill, 2011; Aradjo et al., 2012). Only around the year 2000, the authors began to
show a greater interest in studying the fraternal relationship, despite the importance of
the sibling in the constitution of healthy subjects (Goldsmid & Féres-Carneiro, 2011).
Therefore, it is necessary to invest in research that will help to deepen and understand
the experience of a healthy sibling in the face of a sibling affected by a disease (Cheron
and Pettengill, 2011).

In this sense, this study identified the perception of family support and the
repercussions of a diagnosis of Fetal Congenital Malformation (FCM) on the family,
considering fathers, mothers and siblings. This knowledge is expected to help health
professionals to understand the feelings aroused by this condition in pregnant women
and their families, qualifying prenatal care; as well as to assist families in coping with

this situation.
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METHOD
Design and Instruments

This was a descriptive, cross-sectional, qualitative research (Silva, 2019). Data
were collected by a sociodemographic sheet prepared by the authors, in order to obtain
characterization data of the participants, such as age, education, occupational status,
among others; and by an individual semi-structured interview script consisting of 27
questions, which addressed topics such as the reactions of fathers, mothers and siblings
to the discovery of pregnancy and the fetal diagnosis, changes in the family after the
confirmation of FCM, communication of the FCM to other children and the

multidisciplinary care provided by the HCPA Fetal Medicine Team.

Also, the IPSF - Perception of Family Support Inventory (Baptista, 2010) was
applied to measure each couple’s perception of their family support. Consisting of 42
closed-ended questions, answered on a three-point Likert scale (“Almost Never or
Never”, “Sometimes” and “Almost Always or Always”), the inventory has a three-
factor structure: Factor 1- Affective- Consistent - with questions related to affection
between family members, interest, sympathy, welcoming, consistency of behavior and
problem solving (21 items); Factor 2 - Family Adaptation - which includes the
participant’s negative feelings about the family group, such as anger, exclusion,
isolation and lack of understanding (13 items) and Factor 3 - Family Autonomy - which
characterizes relationships of trust, freedom and privacy between the family members (8
items). The scores of each item range from 0 to 2 and the total score ranges from 0 to 84

points; higher scores indicate better perception of family support (Baptista, 2010).

Participants

Participants were eight couples (08 mothers and 08 fathers; n = 16) in prenatal
care at the Fetal Medicine Service of the Hospital de Clinicas de Porto Alegre (HCPA®)
due to a confirmed diagnosis of FCM. Other inclusion criteria adopted in this study

® Public university hospital and academically linked to the Federal University of Rio Grande do Sul
(UFRGS), located in the city of Porto Alegre, State of Rio Grande do Sul.
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were: a) expressly agreeing to participate in the research, and b) having at least one
child, aged between 5 and 12, conceived by the couple. The exclusion criteria included:
a) at least one of the couple’s members is underage, and b) education level lower than
the 5" grade of elementary school, which would prevent the self-completion of the
IPSF.

In qualitative research, the criterion of representativeness of sampling is not
numerical as in quantitative research. However, the number of people interviewed
should allow for recurrence of information or data saturation (Bardin, 2011). The
criterion of “theoretical saturation” is commonly used in research with qualitative
methods in the health area (Turato, 2010). The evaluation of theoretical saturation from
a sample is made by a continuous process of data analysis, considering the questions
posed to the interviewees in order to find the moment when no new element appears
(Fontanella et al., 2011).

Procedures and Ethical Considerations

The research was approved by the HCPA Bioethics Committee (CAAE:
79731817.9.0000.5327), in accordance with National Health Council Resolution
466/2012, in compliance with national and international standards of ethics in research

involving human subjects. From this approval, data collection began at the hospital.

During the medical appointment or obstetric ultrasound examination, the
pregnant woman and her partner were contacted by the researcher and invited to
participate in the study. At the same time, they were informed about the data collection
process and the research project as a whole. After the couple’s agreement, the Informed
Consent Form was delivered and read, leaving one way with the researcher and the
other with the participants. Subsequently, the Sociodemographic Data Sheet, the IPSF
and the interview were applied. The place chosen for data collection was one of the
outpatient clinics of the hospital, ensuring comfort and privacy for the participants. Data
collection was performed individually, in meetings with an average duration of 30

minutes. The interviews were audio recorded for later transcription.

At the HCPA, which is part of the Unified Health System (SUS) and a reference
in cases of high-risk pregnancies, couples accompanied by the Fetal Medicine Service

receive psychological support during the entire period of connection with the hospital.
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Thus, any identified suffering situation was immediately assisted at the end of data
collection with the couple.

Data analysis

The IPSF was subjected to the correction criteria and the standards for
interpretation systematized by Baptista (2005). Inventory Factor 1 (Affective-
Consistent) allows to measure the degree of affection between family members (mother
of a fetus with FCM, father and child), as well as aspects related to interaction,
proximity, welcoming, communication, respect, empathy, intrafamily rules and attitudes
towards problems. As for the second dimension of the inventory (Factor 2 - Family
Adaptation), the data allow to explore the existence of (negative) feelings and
behaviors, such as isolation, anger, misunderstanding, aggressive relationships, eventual
existing conflicts. Regarding the third factor (Factor 3 - Autonomy), participants
indicate how they perceive trust, freedom and privacy between family members
(Baptista, 2005). Analysis and interpretation of the data collected with this instrument
allowed to evaluate the perception of family support of each couple member in families

involved in the problem of pregnancy of a fetus with FCM.

The application of individual semi-structured interviews to the participants gave
rise to a set of information that, after literal transcription, was subjected to content
analysis. This methodology encompasses a set of communication analysis techniques to
obtain, through systematic procedures for describing message content, indicators that
allow knowledge inference (Bardin, 2011). This methodology allows units of analysis,
which, under a categorization process, guide the researcher in the search for answers
inherent to the study objectives (Campos, 2004). Thus, its application allowed the
identification of appropriate thematic categories for the presentation and discussion of

results, based on the objectives of the present study.
RESULTS AND DISCUSSION

The age of the pregnant women ranged from 23 to 38 years old (average 29
years), while the fathers’ age ranged from 27 to 44 years old (average 36 years old).
None of the participants had complete higher education. All eight couples had more
than 3 years of relationship. Gestational time at the time of data collection ranged from
28 to 38 weeks, the third trimester of pregnancy. Regarding gestational history, four
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participants (50%) were in the second pregnancy and the others (50%) in the third

pregnancy. None of the parents had another child with any kind of FCM. As for the

other children of the couple, the age was distributed as follows: 05 years (50%), 06
years (10%), 07 years (10%), 08 years (20%) and 12 years (10%). Table 1 lists other

data that allow participants’ characterization.

Table 1: Characterization of study participants (n=16)

Mothers Fathers
(n=8) (n=8)
N % %
Age Between 20 and 25 years 2 25.00% 0.00%
Between 25 and 30 years 3 37.50% 25.00%
Between 30 and 35 years 2 25.00% 12.50%
Over 35 years old
1 12.50%
62.50%
Schooling Incomplete Elementary 1 12.50% 12.50%
Complete Elementary 2 25.00% 12.50%
Incomplete High School 1 12.50% 37.50%
Complete High School 3 37.50% 25.00%
Incomplete Higher Education 1 12.50% 12.50%
Residence Lives in Porto Alegre 4 50.00% 50.00%
Does not live in Porto Alegre
4 50.00%
50.00%
Occupation Salaried 4 50.00% 62.50%
Autonomous 1 12.50% 37.50%
Housework 1 12.50% 0.00%
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Does not work - receives benefit 2 25.00% O 0.00%
Monthly Family Income Between R$ 1000 and R$ 1500 2 25.00% 2 25.00%
Between R$ 2000 and R$ 3000 3 3750% 3 37.50%
Over R$ 3000
3 3750% 3 37.50%

From the application of the IPSF, the total score for the group of mothers, on a

scale from 0 to 84 points, ranged from 44 to 81 points, while in the group of fathers,

from 52 to 78 points. According to the inventory interpretation rules, these total scores
(0-53 = low; 54-63 = medium-low; 64-70 = medium-high and 71-84 = high) show that

both groups are individuals whose perceptions of family support vary from low to high,

and the average total score of mothers (65.1 points) and fathers (66.6 points) are

medium-high. Table 2 lists the average scores of mothers and fathers according to the

three factors of the inventory.

Table 2: Average Scores according to IPSF Factor (n = 16)

Mothers

(n=8)

Fathers

(n=8)

Average Classification

Average Classification

Factor 1: AFFECTIVE- CONSISTENT (scale: 0-42)
321 Medium-High

32.1 Medium-High

Factor 2: ADAPTATION (scale: 0-26)
19.1 Medium-Low

22.6 Medium-Low

Factor 3: AUTONOMY (scale: 0-16)
13.9 Medium-High

11.9 Medium-Low

Both mothers and fathers in this study perceive their family support at a median

level in all three factors, within the scale established by the instrument. Assuming that

the scores obtained by applying the inventory, located in the high interpretation, mean
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that such individuals are better prepared, in terms of the support network, to face, for
example, the repercussions resulting from a diagnosis of FCM. Given the fact that there
are fathers and mothers who demonstrated perceptions of low and medium family
support, one may consider the need to strengthen the support network of these couples.
Support networks, both social and the health system, favor coping with a pregnancy of a
baby with FCM by pregnant women and their families (Argela-Oviedo et al., 2013). A
study by Coppola et al. (2012) highlighted the negative impact that FCM can have on

pregnant women and the importance of social support in these situations.

The task of strengthening the support network for such couples is very pertinent
to the psychology professional, who can both help individuals seek support, as well as
making new understandings and complementing the support received to better cope
with family and individual crisis situations (Machado, 2012; Franco, 2015). The support
from close people becomes important for the pregnant woman to be able to face a
diagnosis and its impacts (Goncalves et al., 2011). The less strengthened the support
network (social, family and community), the more vulnerable high-risk pregnant
women may be (Oliveira & Mandud, 2015). Thus, it is up to the Psychologist, within
his/her professional attributions, to act as a source of support, as well as to improve
support networks, providing guidance and clarification (Narchi & Castillo, 2019),

contributing to family well-being.

Family support has been considered a protective factor for mental health and an
important ally for complex interventions involving family support in conflict recovery
(Goncalves, 2016). The data obtained from the evaluation of family support allow to
infer, therefore, the importance of the Psychology professional in a multidisciplinary
Fetal Medicine team, providing a listening space for the family to express, understand
and elaborate the feelings aroused in this critical moment (Machado, 2012). This will
allow to work on the emotions, fantasies and grief for the imaginary baby,
reconstructing the baby’s story and the place it will occupy in the family (Narchi et al.,
2017). Similarly, the results obtained through the application of the IPSF can be very
useful for other health professionals, in order to guide them in their interventions
(Gongalves, 2016).

Finally, the results of the content analysis of the interviews, through which seven

thematic categories were generated, presented and exemplified as follows: 1) Father and



43

mother reactions to the fetal diagnosis; 2) Paternal difficulty to show feelings on the
fetal diagnosis; 3) Communication of the fetal diagnosis to siblings; 4) Reactions of
siblings to the fetal diagnosis; 5) Feelings and expectations of parents regarding Fetal
Malformation at the end of pregnancy; 6) Changes in family after confirmation of fetal

diagnosis; and 7) Care from the HCPA Fetal Medicine team.

Father and mother reactions to the fetal diagnosis

The literature points out that a diagnosis of FCM inevitably causes great
disappointment and disbelief in the parents who experience it, who face the need to
mourn the imaginary baby (Silveira et al., 2015). In addition, the possibility of lifelong
medical follow-up generates anxiety in parents because it reflects insecurity regarding
the future and health of the child (Vicente et al., 2016). In this study, and as the
literature points out, among the feelings experienced by mothers and fathers regarding
the discovery of the fetal diagnosis stood out concern and fear of the loss of their child,

in addition to the “shock” at unexpected news.

“I was nervous, crying. I didn’t even know this disease existed !!”

(Mother 3, 25 years)

“I was terrified and worried that my son had a problem. | kept
comparing this pregnancy a lot with my first, which was very quiet”.

(Mother 2, 32 years)

“When I read the report, it was a shock, but the doctor didn’t tell me
anything. It’s the worst way to find out, I was terrified! I went on the
internet to search and it was the worst part. That was when | was very

worried and afraid that my son could not resist”. (Mother 6, 32 years)

“It was a fright when I found out. In the early months, despite the faith, [
couldn’t even talk about it”. (Mother 7, 26 years)
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“My mind went blank at that moment. Bad, | was bad. Thrilled. This is
news I did not expect. We both cried”. (Father 5, 42 years)

“We got nervous, very nervous. We thought it would be a very
complicated thing, but today we see that it is not so much. Despite being

in the best hospital we could have, it’s a shock”. (Father 7, 37 years

According to Gimenez (1997), pregnant women can also present behaviors and
thoughts permeated by feelings of hope and faith as a way to deal with a stressful
situation. In this study, expressions of hope on the part of fathers and mothers regarding
the news of FCM were found, especially in those who said having religious beliefs. It is
necessary to highlight that religious factors may be associated with a protection and
rationalization mechanism: an elaboration that allows the pregnant woman and her
family members to better deal with all the suffering that the FCM brings. However, they
may also be a risk factor leading to a denial of the severity of the diagnosis (Petean &
Vasconcelos, 2009)

“My husband said that we must have faith in in God and it will be all right”.
(Mother 5, 27 years)

“[ feel supported by the church to deal with this situation”. (Father 3, 28 years)

“In me, my feelings are that everything will be all right. The problem exists, but
there is also the solution. There are professionals and a whole team committed
to it, there is follow-up, and of course | put all my trust in these people. All the
time | have confidence that it will work, nothing contrary to that”. (Father 6, 44

years)
Father's difficulty in demonstrating his feelings in the face of the fetal diagnosis

According to a study by Silva et al. (2013), fathers recognize the need to support
their spouses when their child is ill. Perhaps men understand that giving support in these
situations is staying strong, that is, not expressing their feelings. Interviews with fathers
revealed their difficulty in reporting the feelings arising from the diagnosis of FCM.
Most mentioned avoiding dialogue, including not allowing themselves to cry, believing

that, as a result, they are stronger and can better support the family.
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“He didn’t show anything, but I think he must have been nervous too” (Mother

3, 25 years)

“My husband, I think he was also nervous. He didn’t show, you know? He tried

to help me a lot, because | got really bad ”. (Mother 4, 23 years)

“He is more reserved. He does not show much his feelings. But he was sad too”.

(Mother 5, 27 years)

“He was all the time keeping for him what he felt, he didn’t show it”. (Mother 7,
26 years)

“I was scared, but I didn’t show it to her, not to pass it on to her. I did not know

what this diagnosis meant. I do not like to talk about it”. (Father 3, 28 years)

“Our survival got sadder. It’s hard to talk about it, really, you can’t even talk

about it”. (Father 5, 42 years)

“I have my hard times, but I keep it for myself not to pass on to my wife”.
(Father 6, 44 years)

Authors associate these behaviors with cultural characteristics linked to the male
role, in which attitudes of this nature are socially expected, since the opposite can be
understood as weakness (Casellato, 2015). Given this, there is great resistance to accept
the idea that men feel shaken by certain events (Silva et al., 2016). It can also be thought
that, effectively, pregnant women live a more vulnerable period, due to all the body and
emotional changes that accompany the entire gestational context (Oliveira & Mandu,
2015).

The paternal difficulty in verbalizing feelings was mentioned by most pregnant
women, which makes one think that men assume the supportive role to the mother,
invalidating their own sadness. Thus, these mourning may not be resolved because they
are “buffered” in an attempt to protect and control to get on with life (Casellato, 2015).
Silva et al. (2016) and Santos et al. (2018) also pointed out, in their studies, the parental
difficulties to verbalize the feelings related to the gestation of a baby with disability.
These difficulties can be explained because during pregnancy many parents do not

know how to interact with and establish a relationship with their babies (Piccinini et al.,



46

2009). Thus, for Silva et al. (2013), fathers are part of a psychic risk group that needs
support and care in coping with their child’s disease, in addition to questions regarding
changes in their role in the family, which was also evident in the interviews in this

study.

Communication of the fetal diagnosis to siblings

Confirmation of the diagnosis of FCM impacts the family context, and implies,
for families with other children, that fathers and mothers position themselves regarding
the communication of the fetal diagnosis. Through the interviews, it was possible to
identify that 37.5% couples (n = 3) effectively communicated this diagnosis to their
other children and the others (62.5%, n = 5) had not made it. Among the allegations for
non-communication were the belief that the children did not have the necessary
understanding to face the situation; waiting for more information about the baby’s
prognosis before revealing the situation to the siblings; and ignorance of how to

communicate the news, despite the desire to do so.

“We didn’t tell. But we always say that we need to travel to take care of the little
sister. I don’t think they would understand” (Mother 3, 25 years old)

“We intend to tell when the courage comes. We are having a hard time talking
because he really wanted a brother. This son came as a gift to him, who always
asked for a little brother. Even the name was he who chose. What will it be like if
the little brother doesn’t come home? (...) How are we going to tell him [first
child]? (Mother 5, 27 years old)

“We don’t talk much about it at home, we don’t talk in front of her so she won't

hear. We're waiting for the next appointment to see what the doctors will say”.

(Mother 6, 32 years old)

“I think I'll just tell when I get home and I don’t have her [gestated baby] in my
arms. I don’t think, in any way, about counting now”. (Mother 8, 29 years old)
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“Our son does not know. It is not easy to tell. He should know before the birth of
his brother to prepare, but it is not easy” (Father 5, 42 years old)

“No, she [daughter] doesn’t know yet. Also, because we are having follow-up
with a psychologist and we are trying to find a better way to tell her, we do not
know the concrete prognosis to know what to pass on to her, we have prospects
of having surgery in S&o Paulo or staying here... So when we talk to her, we

want to have the most explained things . (Father 6, 44 years old)

A study by Pedrosa & Valle (2000) about the experience of a healthy sibling

facing hospitalization of a sick sibling states that the concepts that healthy siblings build

about sibling disease are based on information from parents and conversations they

hear, which may often generate doubts and fears, which in turn propitiate the emergence

of fantasies and somatic reactions.

The reluctance to communicate the diagnosis to their children, as observed in the

content analysis of the interviews, can be explained by the parents’ difficulty in facing

the reality of generating a child with some kind of problem, which is not in accordance

with the baby who was planned and idealized by them (Franco, 2015).

Regarding the parents who reported the fetal diagnosis to the other children, the

answers showed a question that came from the children, siblings of the baby with FCM:

“We told her that the baby had a syndrome. A conversation between me, her and
my husband. Who spoke more was my husband. She understood. At first, she

cried, but understood”. (Mother 1, 38 years)

“As we frequently came to HCPA, they started asking and we explained that the
little sister was sick and had to be treated. We told, but without much detail”
(Father 3, 28 years)

“She called to find out the test results and we told her by phone. Oh, I wasn’t
very calm, because we had just known. Then she saw that | was kind of weird.
She asked me how was the baby and I told her to be calm, but that he [the baby]

was going to come with a syndrome”. (Father 1, 39 years)
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“We didn’t say anything to him [son], but he saw our conversations and lowered
his head. Until one day he came to me and said, ‘dad, what about the little
brother?’ Then I told him, but you know what a kid is like, right? Now we sit and
talk to him more about it, he’s very anxious for his brother to be born. We told

him that his brother had a little problem in his belly”. (Father 7, 37 years)
Reactions of siblings to the fetal diagnosis

Taking into account that the appearance of a chronic disease can cause important
changes in the family (Piccinini and Castro, 2003) and that, in the case of FCM
diagnosis, pregnancy can be experienced in a traumatic and disruptive way, causing
imbalance in family organization (Santos et al., 2018), this study investigated, from the
point of view of fathers and mothers, how siblings reacted to the diagnosis and how

they felt or behaved in relation to it.

The diagnosis affects mothers and fathers and, consequently, also the other
family members. Each family member will have to adapt to the needs of this child,
which may imply a change in the traditional roles of both parents and siblings without
disabilities (Aradjo et al., 2012). A study by Bezerra and Verissimo (2002) pointed out
that the experience of healthy siblings in relation to a sibling’s illness can even affect

the process of child development.

The reactions to stress caused by the diagnosis of FCM vary depending on
previous experiences that the child has had with separation and illness, its
developmental stage, and the support provided by both parents and health care team
(Whaley & Wong, 1989). It was found through the findings that the reactions of parents
resulting from this traumatic and stressful situation, created by fetal diagnosis, generates
feelings of concern, sadness and insecurity in children because they realize that parents
are suffering. We also observed that these feelings generated in the children make
mothers and fathers assume similar behaviors to those adopted by the father in relation
to the pregnant woman (as discussed in the second thematic category): avoiding
dialogue and expression of feelings in front of the children, with the intention of not

weaken them.

“My twins kept saying to me, ‘It’s ok, Mom!” But my other 8-year-old daughter

was very sad too when she found out. The three of them were very weepy, like
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me, you know? But then they kept saying, ‘Oh mom, it’s going to be all right!’,
because they saw me so sad. I didn’t want to demonstrate to them ... but still,

they knew” (Mother 4, 23 years)

“I cry at home, but I try to cry in the bath, not to show it to my daughter,

because she is very worried when she sees me crying”. (Mother 6, 32 years)

“Although I didn’t tell, my son saw me crying and said, ‘Mom, don’t cry, that’s
worse!’ That made him shaken”, (Mother 7, 26 years)

“Oh, she cried a lot. But on the same day she was quiet and accepted first than

us”. (Father 1, 39 years)

Feelings and expectations of parents regarding Fetal Malformation at the end of

pregnancy

The feelings experienced in a pregnancy of a baby with FCM are sadness,

despair, shock, irritability, fear, among others (Cunha et al., 2016). The fetal diagnosis,

usually traumatic, can accentuate feelings of helplessness, anguish and failure in the

couple (Machado, 2012). Specifically, in relation to the father experience, the fear of

loss can be translated as a nightmare, an unreasonable and irreparable pain (Santos et

al., 2018). Thus, it was found that the feelings of mothers and fathers during the last

trimester of pregnancy were similar to those shown at the time of diagnosis of FCM, in

accordance with the descriptions found in the literature, highlighting fear and worry.

“Concern. I feel the same fear I felt at the beginning when I knew. I still cry, I'm
afraid he has some more problems or that the surgery goes wrong”. (Mother 3,
25 years)

“Fear and pain. I feel like crying” (Mother 5, 27 years)

“Talking about it, I feel anxiety and fear. Fear of everything a little: of the birth
and how it will be later”. (Mother 7, 26 years)

“I am very much in doubt of what will happen from now on and how it will

happen. That hammers me a lot. How will it happen? ['ve asked a lot of
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questions, I have a lot to clarify, a lot that I don’t understand”. (Mother 8, 29

years)

“l get a little scared thinking about how’s it going to be? how are we going to
take care? what are we going to have to do? We will have to take special care,
but we will take normal care, just as we take care of others. But we are

apprehensive to see how she will be, how she will grow... ” (Father 4, 27 years)

“We all have a concern about all this. Once he is born, he will undergo surgery
and it will not be easy! We are aware that it will not be easy”. (Father 6, 44

years)

The grief for the healthy baby gives way to a process of adaptation to the news
that, even with pain and suffering, has an impact on the acceptance of pregnancy of a
baby with FCM (Cunha et al., 2016), following a particular rhythm for each couple
(Piccinini & Gomes, 2010). Comparing the above findings with those found at the time
of diagnosis, some parents demonstrated better acceptance of the situation in the third

trimester of pregnancy.

“I can’t see him as a sick child. For me he will be a normal child. I will play, 1
will love, | will educate like any other. It’s the way I told you, it’s gonna be a
child that I will need a little more patience. If my daughter sat up by herself
when she was 10 months old, he can take longer, for example”. (Father 1, 39

years)

“At the time I didn’t know what to do, we had no reaction. My wife got bad and
thought she was going to faint. But it was passing, passing, until today | accept

very quietly”. (Father 2, 39 years)

Changes in family after confirmation of fetal diagnosis

Confirmation of the fetal diagnosis can be a crisis that changes family
dynamics after the initial shock (Franco, 2015). In this study, we sought to
investigate the changes perceived by mothers and fathers as a result of the

confirmation of FCM. Changes were reported that involved the whole family,
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changes perceived by fathers in relation to pregnant women or, on the contrary,
perceived in fathers by mothers. Still, perceived changes in themselves, both in

mothers and fathers.

More than half of the participants in this study reported stronger family
union. Some responses emphasized increased concern about the baby. The
emergence of difficulties and interferences in the working life of both parents was
mentioned. Most parents noticed greater fear and anxiety in mothers. In fact, half of
them reported crying more easily and feeling more irritated. On the other hand,

mothers reported greater dedication to family from their husbands.

“I got a lot angrier and then more fights took place at home. I was too hard on
my children; | get annoyed by anything. But at the same time, we got closer
together, | get too attached to my husband and my children. We get closer”.
(Mother 3, 25 years)

“The diagnosis brought us more together ... Both me and him [husband] and my
family too. My parents and my sisters”. (Mother 6, 32 years)

“I'm a manicurist and I work in a beauty salon; my clients always ask about my
pregnancy. | cry at work. Sometimes even they cry with me. | got a lot more
sensitive”. (Mother 6, 32 years)

“I realize that my son, even though | have not told [about the diagnosis], he
feels. Both [father and son] became more affectionate with me, more present. He
clings to my belly and says: ‘Let me see what the bro wants’. They became more

attentive and help more at home”. (Mother 7, 26 years)

“My mood has fluctuated a lot; ['ve been very annoyed and moody. I can’t work

or follow my routine”. (Mother 8, 29 years)

“I was going to work nervously, thinking endlessly about it. The diagnosis

affected my work routine”. (Father 2, 39 years)

“I noticed a change in my wife’s behavior. She is very nervous, looking for

things about the diagnosis on the internet all the time”. (Father 3, 28 years)
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“She [wife] was very scared. Just keep thinking about it. Because if you talk
about it, she cries. I don’t know if she cried here with you, but she cries a lot
when she talks about it”. (Father 4, 27 years)

“I began to value my other child’s presence as well as his health”. (Father 5, 42

years)

“We are never calm again; we think about it a lot. I'm working less to stay with
my wife longer and keep up with appointments. Also, for her not having to take

the bus and come by car with me” (Father 5, 42 years)

“We enjoy our family moments better. Calm between the two of us indoors, less
fighting, way of behaving. We get closer together. But thoughts of fear always
follow”. (Father 7, 37 years)

The findings of the present study agree with the literature about changes in the
family context as a result of pregnancy of a baby with FCM. Cheron and Pettengill
(2011), Karkow et al. (2015) and Cunha et al. (2016) also identified that the disease of a
child brought the family closer together. Fetal malformations have repercussions on the
whole family dynamics (Cunha et al., 2016), causing clinical, psychological and
economic repercussions on family members (Brito et al., 2010). Factors such as
changing roles and new responsibilities (such as medical treatment) may negatively
affect family dynamics (Cousino and Hazen, 2013). Changes in the roles of both parents
and healthy siblings are present in a family structure in crisis due to the deficiency of
one child, especially if the healthy sibling is in the development phase (Araujo et al.,
2012).

Care from the HCPA Fetal Medicine team
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The occurrence of FCM in pregnancies reaches relevant percentages’ making it a
theme present in hospital environments and obstetric practices. As seen in the other
categories, a diagnosis of FCM impacts the family context, reaching, in addition to

pregnant women, fathers and siblings.

In interviews with mothers and fathers, the attention and respect of professionals
with their case was the most frequent response when questioning the participants’
perception of the care provided by the HCPA Fetal Medicine team. A quarter of
respondents valued the service by using the expression that the team “tells the truth”
about the diagnosis. The fact that they answered all family members’ doubts, with
explanations characterized by clarity, was another aspect mentioned. The participants’
view is positive, highlighting several attributes perceived in the performance of this
team: welcoming, safety, concern for the pregnant woman’s well-being, attention and

good communication.

“You do a lot of exams, are very concerned, talk a lot, explain a lot.

Elsewhere, this conversation is very difficult”. (Mother 1, 38 years)

“I like it here a lot. They welcomed me very well, are very attentive and
answer all my questions, even when they are bad answers”. (Mother 3,

25 years)

“I feel good here. The hospital does everything you don’t have anywhere
else. In others, they don’t talk to us much, here they explain everything.
They are very attentive. They tell the truth, that’s what we want to hear”.

(Mother 4, 23 years)

“I feel very well supported. You try to do everything you can and always
explain to us very well and always try to do what you can”. (Mother 6,
32 years)

T “According to the Bulletin of the Virtual Reproductive Health Library (2003), about 5% pregnancies
result in the birth of children with congenital anomalies that compromise their development” (SILVA, et
al., 2008). [“According to Reis and Ferrari (2014), the scarcity of official data in Brazil regarding
congenital anomalies, especially in sociodemographic and epidemiological aspects, points to the need for
improvement of existing information systems™].
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“I was very well received, welcomed, very well treated. I really liked the
doctors. There is a lot of prejudice with SUS, but for me it was quite the

opposite, I have no complaints”. (Mother 7, 26 years)

“I feel super good. They pay close attention to us, we are well attended.
This was the first time in my life that I saw a psychologist”. (Father 2, 39

years)

“Very well, they [medical staff] give us confidence and they paid a lot of
attention to our case. The follow-up was very good. And I, as a father,

feel more inserted in appointments” (Father 3, 28 years)

“Great service, they are very concerned and are committed to the cause
as well. They are our refuge, it just depends on them, there’s no other

way”. (Father 6, 44 years)

“Safe. Very safe. Service is totally different from every hospital I've ever
been to”. (Father 7, 37 years)

FINAL CONSIDERATIONS

The repercussions of the diagnosis of FCM, identified from the analysis of the
interviews, provided a set of data that directly implies the performance of the
psychologist and the other professionals of the Fetal Medicine Team, who perform the
welcoming and follow-up of the pregnant woman and her family members. The
interpretation of the data collected by the IPSF, when measuring the perception of
family support of each participant, which were at median levels, also indicated
possibilities of intervention from the Psychology professional for each couple, in
support to cope with the impacts of FCM on family dynamics.

Confirmation of a diagnosis of FCM triggers a series of initial reactions in
pregnant women, fathers, and other family members. The study showed that the
diagnosis causes the emergence of various feelings, especially fear and worry,
characterizing a state of shock, a situation that demands the welcoming action of a Fetal
Medicine team. Although it was not the target of this study, the situation experienced by

the professional who is responsible for informing pregnant women and their families
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about the diagnosis of FCM is equally difficult, as it is for parents who need to
communicate this diagnosis to their other children. The study showed that even when
there is no formal communication of the diagnosis to other children, the reactions of

mothers and fathers are perceived by them.

Here is another aspect that the Fetal Medicine Team, especially the Psychology
professional, should pay attention to. It is important to intervene to help and guide
fathers and mothers impacted by the diagnosis regarding its communication to other
relatives. Another important feature of the performance of this team should be the
inclusion of the pregnant woman’s closest family members (fathers and children) in the
follow-up process. Especially the fathers, according to the findings of the present study,
show difficulty in demonstrating their feelings regarding the diagnosis of FCM, which
may impact the couple. Thus, also the fathers, with the expert attention of the Fetal

Medicine Teams, will also be better able to support the family impacted by an FCM.

As pointed out in the literature, there is a grief process experienced by mothers
and fathers in face of this diagnosis. In our study, siblings equally experience this grief.
The feelings of suffering that confirmation of the diagnosis of malformation generates

in pregnant women and fathers, cause the children worry, sadness and insecurity.

The feelings of fear and concern generated by the diagnosis of FCM seem to
continue to be present in the family dynamics throughout the pregnancy, even for those
families in which acceptance of this condition is perceived. Thus, the findings confirm
that a diagnosis of FCM alters behaviors and feelings of family members, exposing
them to stressful situations in both family life (e.g., mood swings) and work activities
(e.g., difficulty concentrating at work). On the other hand, the situation generally leads
to greater family cohesion, evidenced by the attitudes of fathers and children in relation
to support for pregnant women and in the performance of domestic activities, the

reduction of conflicts and the greater appreciation of healthy children.

The study concludes that there are several repercussions of a diagnosis of FCM
on the family, especially pregnant women, fathers and other children. These
repercussions are found immediately upon the news of the diagnosis by the Fetal
Medicine team, but also throughout pregnancy and family daily life. Thus, the role

played by the health professionals of the Fetal Medicine team is highly relevant for the
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qualified care provided to these families, aiming at welcoming, providing information

and helping to organize a family and social support network.

Notwithstanding the findings in the present study, caution has to be adopted in
view of its limitations and the need for further studies aiming at its replication. It should
be noted that the study sample was very homogeneous, both in socio-demographic
characteristics and in relation to the involvement of the baby’s father (participants who
attended prenatal consultations), besides the attendance at a university hospital. Future
studies, considering the public served in other hospital realities and with other samples,
are recommended. Another limitation of the present study was the investigation of the
baby’s siblings with FCM based only on their parents’ perceptions. A study that
includes direct contact with the siblings by the researcher may confirm the findings and
broaden the perspectives of understanding the repercussions of a diagnosis of FCM on
the family.
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CONSIDERACOES FINAIS

A literatura em Psicologia tem tratado sob diversos enfoques o tema da gestacéo.
Entretanto, estudos que envolvam de forma especifica as gestagdes com diagnostico de
MCF, sob o ponto de vista psicolégico, sdo escassos. SO mais recentemente, por
exemplo, estudos sobre as repercussdes dessa condi¢do na experiéncia da paternidade
foram realizados (Santos et al, 2018; Félix & Farias, 2018). Quanto aos impactos dessa
situagcdo nos irméos do bebé com MCF, atualmente, ndo foram encontrados estudos

dedicados ao tema.

Sendo a presenga de uma MCF um evento de impacto na dindmica familiar,
provocando no casal o inicio de um processo de luto j& na comunica¢do do diagndstico,
0 presente estudo permitiu compreender de forma mais ampla as repercussfes e
implicacdes envolvidas. Os sentimentos despertados na gestante e no pai, ao serem
comunicados do diagndstico fetal, pela Equipe de Medicina Fetal, se fazem presentes
também no final da gestacdo, configurando que as familias passam a vivenciar,
continuamente, medos e preocupacdes. A descoberta de que 0s pais e mées tanto
comunicam (n=3) como nao comunicam (n=5) o diagndstico aos demais filhos mostra a
existéncia de dificuldades dos casais para verbalizar essa situacdo que impacta suas
familias. Relevante enfatizar que a ndo comunicacdo pelos pais, como mostrou a
pesquisa, ndo impede que reacgdes de sofrimento, por parte dos filhos, ocorram (uma vez
que, mesmo sem verbalizacbes, as criancas percebem nas reacdes dos pais as

repercussdes causadas por essa nova realidade).

E nesse contexto, que envolve tanto o ambiente hospitalar como principalmente
o familiar, que fica evidenciada a necessidade de um profissional de Psicologia para
orientar e intervir, com suas competéncias. Essa atuacdo deve buscar auxiliar os casais e
suas familias em diversos aspectos, tais como: o acolhimento da gestante e seus
familiares, a comunicacdo do diagndstico a gestante e ao pai, a avaliacdo da percepcao
do suporte familiar do casal, a orientagdo quanto a comunicacao aos demais familiares e

0 auxilio ao enfrentamento do impacto causados na familia pelo diagnéstico de MCF.
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PERSPECTIVAS

Considera-se que novos estudos, que tenham como objetivo identificar e
compreender as reacOes, dificuldades e implicagdes geradas por uma gestagdo com
MCEF, devem ser realizados. Quanto melhor as pesquisas descrevam a multiplicidade de
repercussdes da MCF, mais esses achados poderao qualificar a atuacdo do profissional
de Psicologia que desempenha sua fungdo, conforme normatizado legalmente, em

equipes multidisciplinares vinculadas & Medicina Fetal.

Novas pesquisas, que tenham entre seus objetivos estudar os irméos do bebé
com MCF, devem ser realizadas, ndo apenas para suprir uma lacuna da literatura, mas
para descrever como eles sdo impactados e quais as consequéncias dessa situacao para o
seu desenvolvimento. Sugere-se que, em novas pesquisas, se considere a participacdo
dos irmdos, uma vez que, no presente estudo, identificou-se a percepcao de pais e maes
sobre seus filhos clinicamente saudaveis. Sugere-se que novos estudos sigam estudando
as repercussoes decorrentes de uma MCF, com amostras diferenciadas daquela do
presente estudo, para ampliar e aprofundar as descricdes e os resultados sobre esse

tema.
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ANEXOS

Anexo 1 - Roteiro de Entrevista Semi-Estruturada (gestante)

Dados de Saude:

Idade Gestacional: Numero de gestacGes: Numero de abortos: Exames realizados:
Uso de medicamentos ou substancias: () Sim () N&o, Se sim, quais?
Diagnostico Pré-natal:

Momento da gestacdo em que recebeu o diagndstico:

Local e profissional que comunicou o diagndstico:

- Descobriu a gestacdo atual com quantas semanas?

- Quando descobriu a gravidez atual, estava querendo engravidar naquele momento?

- Como se sentiu ao saber que estava gravida novamente?

- Como a familia (companheiro e demais filhos) reagiu a nova gestacdo?

- Como ficou sabendo do diagndstico?

- Como vocé reagiu a noticia?

- E seu parceiro?

- E os demais filhos?

- Depois que vocés receberam o diagnostico, vocé percebeu alguma mudanca no

comportamento deles (companheiro e demais filhos)?

- O que vocé sabe sobre esse diagnostico?
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- O que vocé sente em relacdo a isso nesse momento?

- A que associa a causa desse diagndstico?

- Vocé j& havia passado por alguma situacdo semelhante?

- Se sim, podes me contar como foi?

- Vocé ja contou para os outros filhos sobre o diagnostico do bebé?

-Como vocé fez isso?

- Alguém estava contigo?

- ApdGs a comunicacdo do diagnostico, vocé percebeu alguma mudanca na rotina de sua
familia (companheiro e demais filhos)?

- (Caso ainda néo tenha contado) Como vocé planeja contar para os filhos? Quando?

- Na sua opinido, esse diagnéstico de malformacdo do seu bebé& causou alguma

interferéncias nas suas relacfes familiares?

- Se sim, em que aspectos?

- O que vocé considera que mudou?

- O que ficou melhor?

- E algo ficou pior ou mais dificil?

- Vocé se sente apoiada para lidar com essa situa¢do? Por quem?

- Em relacédo ao atendimento da equipe de satde do HCPA, como vocé se sentiu?

Anexo 2 - Roteiro de Entrevista Semi-Estruturada (pai do bebé)

- Quando descobriu a gravidez atual de sua esposa, vocé estava querendo ter outro filho

naguele momento?
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- Como se sentiu ao saber que sua esposa estava gravida novamente?

- Como a familia (companheira e demais filhos) reagiu a nova gestacao?

-Como ficou sabendo do diagndstico?

-Como voce reagiu a noticia?

-E sua parceira?

-E os demais filhos?

- Depois que vocés receberam o diagnostico, vocé percebeu alguma mudanca no

comportamento deles (companheira e demais filhos)?

- O que vocé sabe sobre esse diagndstico?

- O que vocé sente em relacdo a isso nesse momento?

- A que associa a causa desse diagnostico?

- Vocé ja havia passado por alguma situacdo semelhante?

- Se sim, podes me contar como foi?

- Vocé ja contou para os outros filhos sobre o diagnostico do bebé?

-Como vocé fez isso?

- Alguém estava contigo?

- Apbs a comunicacdo do diagndstico, vocé percebeu alguma mudanca na rotina de sua

familia (companheira e demais filhos)?

- (Caso ainda ndo tenha contado) Como vocé planeja contar para os filhos? Quando?

- Na sua opinido, esse diagnéstico de malformacdo do seu bebé& causou alguma

interferéncia nas suas relagdes familiares?



-Se sim, em que aspectos?

- O que vocé considera que mudou?

-O que ficou melhor?

- E algo ficou pior ou mais dificil?

- VVocé se sente apoiado para lidar com essa situagéo? Por quem?

- Em relacdo ao atendimento da equipe de satde do HCPA, como vocé se sentiu?

Anexo 3 - Ficha de Dados Socio-Demograficos

Data: / /

Dados de Identificacao

N. Prontuério:

Idade: anos
Escolaridade:
1.Fundamental incompleto
2. Fundamental completo
3. Médio incompleto
4. Médio completo
5. Superior incompleto
6. Superior completo
7. Pbs-graduacao

Cidade em que reside:

Situacdo ocupacional atual:
1. Estudante
2. Assalariado
3. Autbnomo

4. Desempregado (quanto tempo: )

5. Aposentado
6. Nao trabalha, mas recebe beneficio.
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7. Néo trabalha e nem recebe beneficio
8. Atividades domésticas (dona de casa)
9. Nunca trabalhou e/ou estudou

Renda mensal familiar: R$

NUmero de pessoas residentes na casa:

Numero de filhos:

Idade atual dos filhos: Filho 1: anos/meses; Filho 2:
anos/meses; Filho 4. anos/meses
Estado Civil:

1. Solteiro(a)

2. Casado(a)

3. Separado(a)

4. Viavo (a)

5. Outro:

Tempo de relacionamento atual: anos/meses

NuUmero de casamentos:
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anos/meses: Filho 3:



