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ABSTRACT: The aim of this study was to identify signs of stress in puerperal women arising from the coping
process of gestation of a fetus with a congenital anomaly. This was a cross-sectional study developed at the
fetal medicine outpatient clinic of the Federal University of Sdo Paulo between January and April 2014. Two
data collection instruments were used for this study: a questionnaire on sociodemographic identification and
reproductive history, and the Revised Impact of Event Scale, which were applied to 24 puerperal women. Signs
of stress were identified in 62.5% of the study subjects; of these, 41.7% gestated a non-viable fetus. In regard to
the gestational period of diagnosis of the fetus, 75% of the women received diagnosis in the second trimester
of pregnancy, and of the total number of subjects, 37.5% presented high likelihood of having post-traumatic
stress disorder. Thus, early diagnosis enables higher quality care to pregnant women/couples/families, thereby
encouraging postpartum development with less stress.

DESCRIPTORS: Congenital abnormalities; Postpartum period; Traumatic stress disorders; Maternal-child nursing.

IMPACTO DO DESFECHO NEONATAL EM
PUERPERAS DE RECEM-NASCIDOS PORTADORES
DE ANOMALIA CONGENITA

RESUMO: Este estudo teve por finalidade identificar em
puérperas, sinais de estresse decorrentes do processo de
enfrentamento da gestacdo de um feto portador de anomalia
congénita. Trata-se de um estudo transversal, realizado no
ambulatério de medicina fetal da Universidade Federal de Sao
Paulo, entre janeiro e abril de 2014. Para este estudo foram
utilizados dois instrumentos de coleta de dados: um formulario
de identificagdo sociodemografica e de antecedentes
reprodutivos e a Escala do Impacto do Evento- Revisada,
aplicados a 24 puérperas. Foram identificados sinais de estresse
em 62,5% das puérperas estudadas, sendo que destas, 41,7%
gestaram fetos invidveis. Quanto ao periodo gestacional
do diagndstico fetal, verificou-se que 75% das mulheres o
receberam no 2° trimestre de gestagdo e do total, 37,5%
apresentaram alta probabilidade de ter transtorno de estresse
pos-traumatico. Assim, podemos supor que o diagndstico
precoce permite assisténcia de maior qualidade a gestante/casal/
familia, favorecendo evolugdo pés-parto com menor estresse.
DESCRITORES: Anormalidades congénitas; Periodo pds-
parto; Transtornos de estresse traumatico; Enfermagem
materno-infantil.

IMPACTO DEL DESHACER NEONATAL EN
PUERPERAS DE RECIEN NACIDOS PORTADORES
DE ANOMALIA CONGENITA

RESUMEN: Este estudo tuvo por finalidad identificar en
puérperas sefiales de estrés decurrientes del proceso de
afrontamiento de la gestacién de un feto portador de
anomalia congénita. Es un estudio transversal, realizado en
el ambulatorio de medicina fetal de Universidad Federal de
Sao Paulo, entre enero y abril de 2014. Para el estudio fueron
utilizados dos instrumentos para recoger datos: un formulario
de identificacién sociodemografica y de antecedentes
reproductivos y la Escala del Impacto de Evento- Revisada,
aplicados a 24 puérperas. Fueron identificados sefales de
estrés en 62,5% de las puérperas estudiadas, siendo que de
estas, 41,7% gestaron fetos inviables. Acerca del periodo
gestacional del diagndstico fetal, se verificd que 75% de las
mujeres lo tuvieron en el segundo trimestre de gestacién y del
total, 37,5% presentaron alta probabilidad de tener trastorno de
estrés postraumatico. Asi, es posible suponer que el diagndstico
precoz permite asistencia de mayor cualidad a gestante/pareja/
familia, favorecendo evolucién posparto con menos estrés.
DESCRIPTORES: Anormalidades congénitas; Periodo
posparto; Trastornos de estrés traumatico; Enfermeria
materno infantil.
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INTRODUCTION

The literature has several definitions for
congenital anomaly, congenital malformation or
birth defect. Considering the origin of the word
“congenital” (born with), one possible definition is
any structural or functional abnormality present at
birth due to a genetic or environmental, or several
concurrent factors®.

Congenital malformations classified by the
authors as viable include gastroschisis, spina
bifida and hydrocephalus; the most common
considered incompatible with life outside the
uterus are anencephaly, bilateral renal agenesis
and body stalk®.

According to the World Health Organization
(WHO), congenital anomalies affect
approximately one in every 33 children, and
result in approximately 3.2 million disabilities
every year. In 2010, congenital anomalies were
thought to cause 270,000 neonatal deaths in
193 countries, corresponding to 8.7% of the
causes of neonatal deaths worldwide®. In Brazil,
congenital anomaly is the second highest cause
of infant mortality, 18% of the total, second only
to afflictions in the perinatal period®. These data
show the importance of the issue and how it is
approached in healthcare treatment.

Historically, we have moved from a time when
the discovery of fetal anomalies was only possible
at birth, to a period in which the advancement of
science and technology has enabled intrauterine
detection of several birth defects, thus enabling
actions for maternal and fetal well-being.

Thus, fetal medicine began revolutionizing
and reshaping obstetrics. In the early 70s,
important innovations such as improvement of
techniques, enzyme assays, fetal cell karyotyping,
determination of metabolites in amniotic fluid
and development of ultrasound devices reshaped
prenatal care, coming close to that which we are
familiar with today®.

Technological development in prenatal
assessment led to significant improvement in
health care’s ability to diagnose a large number
of congenital developmental anomalies and
pathologies. Working in tandem, ultrasonography
and genetics were the pillars of this evolution
in therapeutic capacity and advancement in
obstetric management.

Fetal medicine was developed in Brazil
between the 1980s and 1990s, with the use
of techniques for evaluating fetal health and
improvement of transvaginal ultrasound probes,
fetal echocardiography and three-dimensional
ultrasound, which enabled early diagnosis of
anomalies®.

With the evolution of prenatal diagnosis,
detection of anomalies became a reality that
often encourages fetal development through
deployment of therapeutic resources. With
this aim, various techniques for promoting fetal
health are still being developed and introduced
in care, such as classical intrauterine, palliative
and definitive therapy intervention, the latter
being recommended for specific situations in
which the risk-benefit of the correction should
be evaluated®.

However, studies show the existence of
malformations that do not improve with treatment
during the prenatal period, making diagnosis
before birth of paramount importance in order to
prepare for an immediate neonatal strategy, which
often defines the possibility of fetal survival and
enables a prognosis of the child.

Cases with complex diagnoses, such as fetal
non-viability, should also be focused. In this
situation, prenatal diagnosis allows the couple to
request voluntary interruption of pregnancy.

In all situations, information provided to the
couple and family should be valued, along with
the emotional impacts of these diagnoses, which
can lead to the development of post-traumatic
stress disorder (PTSD). According to the American
Psychiatric Association, PTSD can be defined as
a set of symptoms associated with a traumatic
event®. Studies have shown that symptoms of
PTSD are often observed after voluntary abortion
of non-viable fetuses, especially if performed at
an advanced stage of the pregnancy®'°.

The event of the desired child being replaced
by one with a diagnosis of malformation causes
suffering and distress, which can be greatly
intensified when the defect is lethal. Coping with
the prognosis of malformation depends on several
factors such as the emotional structure of the
couple and family, as well as the specialized and
multidisciplinary health care available to them.

The evolution of medicine and technology
to assist the healthcare team makes diagnosis
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more reliable, both in terms of anomalies that the
fetus has and those it may develop in the future.
This makes the role of healthcare professionals,
especially nurses, essential in monitoring the
entire process with the expectant mother, always
seeking to orient, embrace and support.

Thus, interdisciplinary monitoring is
fundamental for pregnant women during the
process, with emphasis on psychological and
educational support so that they understand the
diagnosis and are able to move through each
phase of “mourning” for the idealized child,
learning to cope with the situation without
becoming sick™.

It is very important to understand the
relationship between the presence of fetal defects
and the emotional impact of this condition on
puerperal women. In order to better understand
this issue, the aim of this study was to identify
signs of stress in puerperal mothers of fetuses with
congenital anomalies.

METHOD

This was a prospective, cross-sectional study
with sampling by consecutive convenience, using
a quantitative approach to emotional aspects
through the identification of signs of stress in
puerperal mothers that gestated fetuses with
congenital anomaly. The study was conducted in
the fetal medicine outpatient clinic of the Federal
University of Sdo Paulo (UNIFESP), a center for high-
risk prenatal care with a multidisciplinary team.

Data were collected from January to April
2014. The sample included women who received
prenatal care in the fetal medicine outpatient
clinic of UNIFESP, who gestated fetuses with
anomalies, and that were at least seven days
postpartum or, in cases of non-viable fetuses,
post-interruption. llliterate women who could not
respond to the questionnaire were excluded from
the study sample.

The sample was composed of 24 participants,
12 of which were puerperal mothers of viable
fetuses, whereas the other 12 were mothers of
non-viable fetuses. Two instruments were used:
the first was a questionnaire designed specifically
for this study, which included close-ended
questions that considered the identification of the
women, demographic and socioeconomic data

and gynecological-obstetrical history (number of
pregnancies, births and abortions, via of labor,
presence of comorbidities, etc.). The information
was obtained through the medical records of
patients and supplemented in the interview.

The second instrument was the Horowitz’
Impact of Event Scale (IES-R), as revised by Weiss
and translated into Portuguese by Caiuby(12).
This is a scale used in screening for symptoms of
post-traumatic stress disorder and, in this study,
it was used to assess the presence of symptoms
in puerperal mothers who received diagnosis
of fetal abnormality during pregnancy. This is a
Likert scale in which the individual responds to
the items, reporting their feelings in the seven
days prior to the application of the instrument,
which has 22 items divided into three subscales:
avoidance, intrusion and hyperstimulation, using
criteria of the Diagnostic and Statistical Manual
of Mental Disorders - 4th Ed (DSM-1V) as to
symptoms of PTSD®.

Responses were analyzed by calculating the
score of each subscale, and the total score being
the sum of these scores. For each question, the
score ranges from 0 to 4 points, and the score
is calculated by using the mean of the items
that make up the subscales, disregarding the
unanswered questions.

In this instrument, the results that exceed
24 points can be quite significant, because in
patients showing at least some symptoms, PTSD
is a clinical concern. Results higher than 33 points
represent the best cut-off point for screening and
probable diagnosis of PTSD, duly complemented
by clinical evaluation. A result greater than 37
points is considered high enough for impairment
of the immune system/.

The IES-R was applied in a quiet location,
and the researcher who applied the instrument
read the questions. The results obtained, along
with those from the questionnaire, were entered
into the Microsoft Excel software program.
The variables are presented with mean values,
standard deviation, median and variation with
minimum and maximum values. Results are
expressed in absolute figures and percentages.

This study adhered to standards for research
involving human subjects as defined in Resolution
No. 466 of the National Council of Health, being
approved by the Research Ethics Committee of
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the Federal University of Sao Paulo under No.
25771913.4.0000.5505(14).

RESULTS

The age of the women who participated in
this study ranged between 20 and 42 years, and
the results identified the epidemiological and
obstetric data presented in Tables 1 and 2.

Some lifestyle habits were analyzed, showing
that 41.1% of the women considered themselves
Catholic and 33.3% Evangelical, the remainder
being non-practitioners and practitioners of other
religions. As for smoking and drinking alcoholic
beverages, 95.8% claimed to be non-smokers,
25% drank alcohol socially, and the remaining
75% did not consume alcohol at all. Finally, as
regards the use of illicit drugs, 8.3% claimed to
have used, and 91.7% claimed to be non-users.

Figure 1 presents results on history of
malformation.

In relation to the pregnancy analyzed, there
were no reports of unwanted pregnancies,
with the number of planned and unplanned
pregnancies relatively similar (41.7 and 58.3%,
respectively). As for the start of prenatal care,
87.5% of women started in the first trimester of
pregnancy, 12.5% in the second trimester, and no
cases began in the third trimester. It was identified
that 75% of the women received diagnosis of
the defect in the second trimester of pregnancy,
and only 25% in the first. However, as regards
gestational age of admittance to the fetal medicine
clinic of UNIFESP, all of the women arrived in the
second (83.3%,) and third (16.7%) trimesters.

Among the pregnancies analyzed, there was
an equal number of viable and nonviable fetuses
during the period, and only 16% of non-viable
pregnancies had the option to interrupt the
pregnancy, as shown in Figure 2.

Assessing the presence of signs of stress by
means of the score obtained on the IES-R, as we
observed in Figure 3 and Table 3, it was identified
that 62.5% of the study participants showed some
characteristic symptoms of PTSD, i.e., a score
greater than 24. It was also identified that 37.5%
(n =9) of the participants had a score higher than
37, high enough to suppress the immune system
and indicative of PTSD; of these, 77.7% (n = 7)
were mothers of non-viable fetuses, showing that

Table 1- Epidemiological profile of women who
gestated children with congenital anomaly. Sao Paulo-
SP-Brazil, 2014

Variaveis n %

Marital status:

Married/stable union 20 83,3

Single 4 16,7
Ethnic group

White 13 54,1

Non-white 11 45,9
Living situation

Own property 9 37,5

Rent 13 54,2

Loan 2 8,3
Place of birth

S3o Paulo 15 62,5

Other 37,5
Level of education

Primary education 4 16,7

High school 18 75

Higher education 2 8,3
Profession

Housewife/unemployed 9 37,5

Student 1 4,2

Formal worker 2 8,3

Casual worker 12 50
Family provider

Study participant 2 8,3

Partner 29,2

Both 13 54,2

Other 2 8,3
Family income

< 1 minimum salary 16,7

> 1 to 3 minimum salaries 16 66,7

> 3 to 5 minimum salaries 12,5

< 5 minimum salaries 1 4,1
Age

19 to 34 years 19 79,1

=235 years 5 20,9

the occurrence of trauma is greater when fetal
non-viability is diagnosed.

There was no significant correlation between
the scores on the IES-R and maternal variables
such as: age, number of children, level of
education, marital status, socio-economic status
and obstetric history.

Cogitare Enferm. 2015 Abr/Jun; 20(2):358-65

361



Table 2 - Obstetric profile of women who gestated children
with congenital anomaly. Sao Paulo-SP-Brazil, 2014

Variaveis n %
Number of pregnancies

1 pregnancy 11 45,8

2 pregnancies 8 33,3

3 pregnancies 3 12,5

Four or more 2 8,4
Number of births

1 birth 11 45,8

2 births 8 33,4

3 or more 5 20,8
Miscarriages

Yes 6 25

No 18 75
Number of miscarriages

1 4 66,7

2 2 33,3
Type of miscarriage

Early 4 66,7

Late 2 33,3

4%

Prior congenital malformation
® Family member with malformation

B Cases with no prior history

Figure 1 - Characterization of women who gestated
children with congenital anomaly, according to the
presence of family history. Sao Paulo-SP-Brazil, 2014

Figure 2 - Characterization of women with fetuses with congenital anomaly, according to fetal viability and
option for voluntary interruption of pregnancy. Sao Paulo-SP-Brazil, 2014
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9.2

Score <24 24 2 5core <33 33 2 5core <37 Score 237

Figure 3 - Characterization of women with fetuses with congenital anomaly according to fetal viability and
score of the IES-R. Sao Paulo, S3o Paulo, Brazil, 2014

Table 3 - Variation of the IES-R score among women who gestated viable and non-viable fetuses with

malformation. UNIFESP, Sao Paulo-SP-Brazil, 2014

. e Mean score of . . . . Standard
Fetal viability the IES-R Median Minimum Maximum deviation
Viable 20,2 21 44 15,1
Non-viable 37 39 62 18,6
DISCUSSION with malformation experience trauma. However,

Some studies report that prevalence of
postpartum depression varies from 3.7% to
48.6%, being a fairly common factor among
puerperal women as it is a period of great
physiological change and maternal demand”>'°.

Other studies report that the risk of developing
anxiety and/or depression is greater in women
who have undergone stressful experiences in
the last 12 months, and this rate is even higher
among puerperal women of newborn infants with
malformations than in healthy babies”®.

The Diagnostic and Statistical Manual of
Mental Disorders - 4th Ed (DSM-1V) defines a
traumatic event as a catastrophe that may involve
death, actual/threatened injury or threat to the
physical integrity of oneself, being characterized
by intense fear, helplessness or horror®. Thus, the
experience of a diagnosis of congenital deformity
may be considered a traumatic factor to pregnant
and puerperal women, because the moment of
diagnosis profoundly contradicts the idealization
of the unborn child-29.

Use of the Impact of Event Scale - Revised
(IES-R) in this study led to the finding that
puerperal mothers of viable and non-viable fetuses

association of PTSD and the postpartum period
is very recent. A bibliographical review about
postpartum psychiatric disorders found that the
prevalence of PTSD caused by peripartum events,
such as diagnosis of congenital anomaly, varies
from 1.5% to 5.6%"".

Another literature review on congenital
malformations showed that not only mothers but
also fathers need information on resources and
aid, to talk about the malformation and, mainly,
have time to adjust to the new situation?. This
is particularly serious when dealing with cases of
non-viable fetuses, which, when coming late to
the healthcare service, are limited to the option of
gestating to full term, undermining the possibility
of psychological, social and judicial follow-up
in a timely manner. This situation was observed
in this study, in which women were accepted
belatedly into the specialized fetal medicine
service. For this group, multidisciplinary and
specialized monitoring with individualized care
plans is critical to coping when acceptance of the
problem is difficult and often traumatic®?.

One limitation of this study was the sample
size. Despite having been performed in a well-
known state outpatient clinic that serves a large
population, composing the sample was difficult
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due to the non-return of the puerperal women,
which hindered continuous follow-up. Several
factors may contribute to this predicament, such
as distance between place of residence and the
clinic, or lack of meaning to these women as to
the importance of continued monitoring after
childbirth or interruption of pregnancy.

Whatever the reason, this finding shows
the need to establish a greater link between
pregnant women and prenatal care services, in
order to raise awareness about the importance
of continuity of care in the post-partum period.
Psychological monitoring is fundamental and
should be continued for approximately four
months after giving birth, ensuring satisfactory
progress and safe re-referral (counter-referral) to
the least complex unit of the region where the
new mother lives.

CONCLUSION

This study identified that gestation of fetuses
with congenital anomalies is an important risk
factor for the creation of trauma, being even
greater with diagnosis of fetal non-viability.

Given the importance of the subject, and in
order to obtain data that provide more consistent
statistical analyses, it is suggested that future
studies compose multicentric samples similar to
other studies of rare syndromes.
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