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Patter ns of parental emotional reactions after a pre- or postnatal

diagnosis of a congenital anomaly

Abstract

Objective This study aimed to describe parental reactionksalosure of a
diagnosis of congenital anomaly and to investigatth the existence of distinct
patterns of intensity of reactions and their assomm with post-diagnosis
psychosymptomatology.

BackgroundWhen receiving the news of a pre- or postnatjjaosis of
congenital anomaly, parents usually display actief geactions. However,
guestions arise regarding the variability and istgmof those reactions and their
clinical significance.

Method 51 women and 42 men whose infants were diagnegbda congenital
anomaly answered, one-month after the disclosheeBtief Symptom
Inventory-18 and retrospectively evaluated theioeomal experience at
disclosure.

Results Negative emotions, and also hope, were expernewith greater
intensity at disclosure. There was variability ofaional reactions, as two
distinct patterns were identified: one patterntfits acute grief reactions pattern,
and another of less intense emotional reactiongydévaler differences were
found on emotional reactions. Higher-intensity tears at disclosure were
associated with more psychosymptomatology one-miaiteh only for fathers.
Conclusion Findings suggest the need for healthcare prafeats to adjust
their practice to meet parental needs in the gar$g-diagnosis stage. Both
parents should be given the opportunity to expitesis emotions as a couple
and individually.

Key-words: congenital anomaly; disclosure; prenatal diagnogisstnatal
diagnosis; parental emotional reactions; psychapagjical symptoms.

I ntroduction

The public health impact of congenital anomaliesvidely recognised as the leading
cause of infant mortality and morbidity. The incsed medical demands of caring for a
infant with a diagnosis of congenital anomaly (DQAay have financial, social, and
emotional costs for the parents (Mazer et al., 20808 such, the pre- or postnatal
diagnosis disclosure triggers a set of parentaltiemal reactions (Statham, Solomou, &

Chitty, 2000). This study aimed to examine both enal and paternal emotional
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reactions following the diagnosis disclosure andet@luate their association with
psychopathological symptoms in the early post-diagnstage. This information can
help health professionals to recognise the mostnommreactions (Statham et al.,
2000), and to tailor their practice to meet parenteds in the period immediately
following the disclosure (Aite et al., 2004).

A growing body of research has sought to charageparental reactions at the
time of the disclosure of the DCA, which is oftenexpected for parents (Mitchell,
2004) and forces them to face a great deal of navfaghtening information (Aite,
Zaccara, Trucchi et al.,, 2006). Unpreparednes®teive the news of the diagnosis
results from the lack of early indicators that stmregy might be wrong with the infant
or from previous successful experiences (e.g.,ipusvhealthy child, absence of family
history of congenital anomaly (e.g., Lalor & Begl@p06).

Research has shown that parents remember vividlycittumstances of the
disclosure and describe their reactions in gredaild¢Drotar, Baskiewicz, Irvin,
Kennell, & Klaus, 1975). Regardless of the typecohgenital anomaly, the range of
parental emotional reactions seems to reflect ef gesponse (Chaplin, Schwitzer, &
Perkoulidis, 2005; Kerr & Mcintosh, 1998) becausee tdiagnosis is often
conceptualised as the loss of a healthy child @o8&atham, & Solomou, 2005). The
initial emotional reactions are described as ovetmimg and intense (Drotar et al.,
1975; Lalor, Begley, & Galavan, 2009), and they drequently composed of
conflicting feelings (Graungaard & Skov, 2007; Joeeal., 2005).

Predominantly negative emotional reactions are rde=t in the studies.
Commonly mentioned reactions include shock (Chagtlial., 2005; Drotar et al., 1975;
Lalor et al., 2009); sadness and anxiety (Aite,cde&, Nahom et al., 2006; Lalor et al.,

2009; Petrucelli, Walker, & Schorry, 1998); angeuilt, despair, and frustration



(Chaplin et al., 2005; Kerr & Mcintosh, 1998; Pegli et al., 1998); and less
frequently, shame (Griffin, 2002).

Less often reported are positive emotions likeefe{iwhen a prognosis and
treatment options are presented) (Petrucelli et 18198) and hope, which may be
associated with the parental belief that theirnbfaill manage well, despite the DCA,
or with the expectation that the diagnosis was stake (Johansson & Ringsberg, 2004;
Sommerseth & Sundby, 2010).

Although research has focused separately on pénexgtetions to a pre- (e.g.,
Aite et al., 2006; Chaplin et al., 2005) or posahaliagnosis (e.g., Drotar et al. 1975;
Kerr & Mclintosh, 1998), Aite et al. (2006) reportédat “the hypothetical model
proposed by Drotar to describe the adaptation s to the birth of an infant with a
congenital malformation is applicable to prenatg’a(p. 652); those studies described
similar initial reactions, characterised by inteasel negative emotions. Also, Nusbaum
et al. (2008) found that, regardless of the timwigthe DCA, similar emotional
reactions were found at disclosure.

Findings concerning parental emotional reactionstite DCA stem from
research using qualitative designs (e.g., Aitelet2806), with an almost exclusive
focus on maternal experiences (e.g., Lalor e28I09) and with great variability in the
time elapsed from diagnosis to assessment (e.@taDet al., 1975). Despite these
limitations, as Statham et al. (2000) describedistexy research highlights a
predominant pattern “compatible with most acutefgreactions” (p. 733) following the
DCA disclosure; common emotions experienced witiate grief reactions are deep
shock, sadness, anxiety, anger, and despair, viaéghmanifest in a set of behavioural
and physiological responses (crying, isolationepgieg and eating problems) (e.g.,

Chaplin et al., 2005). However, the authors (Statled al., 2000) also mentioned that



several issues require further study, including wagability in parental reactions and
the association of those reactions with more a@vesychological effects.

Differences have been found in the frequency witiictv different emotions are
reported (e.g., Petrucelli et al., 1998, found @a{parents reported fear and sadness,
approximately 70% reported frustration, and only®b0eported anger and guilt).
However, given the qualitative nature of most sadit is unknown whether parents
experience every emotion with the same intensity &whether these differences have
clinical significance, i.e., whether they should dpeen particular attention by health
professionals, as they may be indicative of current future maladjustment.
Additionally, the place of positive emotions debed as parental emotional reactions to
the DCA is also unclear because they do not fitghtern of acute grief reactions.
Thus, one of the goals of this study was to coatalio the knowledge of the variability
in parental emotional reactions to the DCA.

There is growing consensus of the importance dfefat experiences during
pregnancy (Locock & Alexander, 2006) and the dezntal effects of intracouple
incongruent reactions to a stress-inducing everdrghbk & Prezant, 2007). However,
paternal reactions to the DCA have been scarcebyoeed, unlike the reactions of
mothers, even in studies that comprised men (Bmtar et al., 1975). Two existing
studies revealed a similar pattern of reactionmathers and fathers, although the latter
did not mention guilt, and fathers overall reportesk intense emotional reactions than
did mothers (Kerr & Mcintosh, 1998; Schuth, Kargkilhelm, & Reish, 1994). Locock
and Alexander (2006) suggested that men try tonassa protective role with their
partners during the diagnosis process by remaioptgnistic or by containing their
own emotions. Similarly, in the context of parértareavement research, the concept

of incongruent grief was developed to describedifierences between maternal and



paternal grief responses. Mothers were found t@ mawre intense grief responses after
the loss of their infant, and to express their exirfigy more, while men tend to exert

more control over their emotional expression (ezmldbach, Dunn, Toedter, & Lasker,

1991, Lang, Gottlieb, & Amsel, 2001).

Parental emotional reactions to the DCA are expetttde related to their early
post-diagnosis emotional adjustment (i.e., psyctiapagical symptoms), as Taanila,
Syrjala, Kokkonen, and Jarvelin (2002) showed thatfirst moments and days after
being informed of their child’s disability were tical in determining the family’s
adaptation process. Several studies described @eggoof gradual adjustment to the
diagnosis (Lalor et al., 2009), although some pareray face difficulties. For example,
approximately one month after the DCA, Doherty ét (2009) found clinically
significant levels of psychopathological symptoms33% of mothers and 18% of
fathers; another study found that, approximately week after the diagnosis, parents of
children with congenital heart disease experienbagher levels of distress when
compared to norms. Unlike the first study, thigdgthas found no gender differences in
the proportion of clinically significant psychopatbgical symptoms (Brosig,
Whitstone, Frommelt, Frisbee, & Leuthner, 2007).

Few prospective longitudinal studies have assedgwedmotional adjustment of
parents, over time, after a DCA. However, the exisstudies showed that adjustment
in the early post-diagnosis stage predicted paredfastment in later evaluations (e.g.,
six months after the birth of the infant, Skariagt 2006). Furthermore, even where
there was a decrease in the levels of psychopajicalosymptoms over time, they
tended to keep significantly higher than the nomeatalues (Brisch et al., 2003;
Brosig et al., 2007). Similar results were founditongitudinal study on the impact of

a perinatal loss in maternal psychopathological mpms. Specifically, it was found



that the vast majority of mothers who presentediadily significant anxiety and
depression symptoms in later assessments (8, 13@ndonths post-loss) had also
shown clinically significant scores of psycholodidastress in the initial assessment (2
months post-loss). This suggests that women wheresqce chronic distress after a
perinatal loss, tend to present clinical levelspefchopathological symptoms in the
early post-loss period; as such, a clinical evabuaat this time point becomes crucial in
order to identify mothers at risk for long-term rterhealth problems (Boyle, Vance,
Najman, & Thearle, 1996).

Considering this, the early post-diagnosis stagg b&a privileged period for
risk situations to be identified by health professils (in follow-up obstetric or
paediatric appointments, after the DCA disclosuag)d targeted for specialised
counselling. While needing to deal with a grievimgcess for the loss of their healthy
infant (e.g., Chaplin et al., 2005; Jones et @05}, parents simultaneously have to
manage other issues associated with the DCA (eeatment decisions, information
about the DCA, the caregiving demands of an infaith a DCA; Howard, 2006). As
coping with these multiple stressors may be moifecdit in the presence of emotional
maladjustment, it is important to understand tHati@ship between the intensity of
emotional reactions at disclosure and the early-gi@gnosis stage adjustment, which,
to our knowledge, has not been previously explohedhis study, this association was
investigated.

In summary, this study aimed: 1) to characterisemal emotional reactions at
the disclosure, considering the frequency and sitgf emotions and the existence of
different patterns of intensity of emotional rean8; 2) to investigate gender

differences on emotional reactions at the discksand 3) to investigate whether



emotional reactions at the disclosure influenceel phesence of psychopathological
symptoms, one month after the diagnosis, for batthers and fathers.

Based on the literature review, we expect that:dtypsis 1) reactions of shock,
sadness and anxiety will be experienced more fraquand with higher intensity,
while other emotions such as shame, relief, or hopk be less frequent and less
intense; Hypothesis 2) there will be variability time intensity of emotional reactions
(more than one pattern of reactions); Hypothesisv@nen will present more-intense
emotional reactions than will men; and Hypothegisndre-intense negative emotional
reactions will be associated with more psychopailiohl symptoms for both mothers

and fathers.

M ethods

Participants and procedure

This study was approved by the Ethics Committeegb@®Hospitais da Universidade de
Coimbra (HUC) and Centro Hospitalar de Coimbra (GHtWo Portuguese urban
reference hospitals. Inclusion criteria for thesgr@ study were: parents whose infant
was pre- or postnatally diagnosed with a congeaaimaly, without the occurrence of
perinatal death or without the legal possibilitytefminating the pregnancy, and a level
of literacy that allowed the comprehension of tegegsment protocol.

Between September 2009 and January 2011, the sawoifgetion took place in
the Obstetrics and Neonatology Departments of HhCents of infants with congenital
heart disease were contacted in the Paediatricidleggt Service of the Paediatric
Hospital (CHC). Approximately one month after theatbsure of the DCA, all parents
(consecutive sampling) were informed by the medieam about this investigation at

the end of a medical appointment, and their authtion to be contacted by the



researchers was sought. The research goals wesenped to all parents contacted, and
an informed consent form was signed by those paredio agreed to participate.
Participants were given the questionnaires, andevesked to return them to the
researchers at their next medical appointment fmeeitime until returnM (SD) =
21.84 (12.57) days].

A total of 69 couples were contacted, of whom 18ged to participate/did not
return the questionnaires (participation rate= 74@{) the remaining 51 couples, the
guestionnaires were returned by both members otalples (82.4%) and only by
women in eight cases (17.6%).

The final sample comprised 93 participants (54.88temvomen). Demographic
and clinical data for the sample are presented ablel' 1. There were no gender
differences in demographic data, with exceptionediicational level: on average,
women had studied longer than men.

(Table_1 about_here)

Measures

Sociodemographic (gender, age, marital status, addwmal level, and professional
status) and clinical information about the infar€A (type of DCA according to the
European Surveillance of Congenital Anomalies [EWAD] categorisation, 2009;
timing of diagnosis [pre- vs. postnatal]) were eoted.

Emotional reactions to the diagnosis disclosureevemaluated with a question
developed by the authorsivhen you learned of your infant's diagnosis, haucimdid
you feel the following emotios which was similar to the one used in the stbgy
Petrucelli et al. (1998). However, instead of awmlimal scale, we adopted visual

analogue scales (froth= 1 did not feel it at alto 100 = | felt it a lo), in order to assess



the presence and magnitude of several emotiongiaea time. Visual analogue scales
are used to measure constructs that are believedntge in a continuum of values,
rather than in discrete categories (ordinal scalBgsed on a literature review of
emotional reactions to a DCA (Fonseca & Canavéd0), ten emotions were listed
(negative: guilt, anger, sadness, anxiety, shoegpdir, shame, frustration; and positive:
relief, hope). The alpha coefficient in our sampkes .81.

The Portuguese version of the Brief Symptom Inveni@ (BSI-18)
(Canavarro, 2007) was used to measure psychosyrafitmgy (5-point Likert scale
ranging fromO= Not at all to 4= Extremely. The Global Distress Index (GDI) was
computed based on the sum of the three dimensiéntheo inventory (anxiety,
depression, and somatisation) and was used intady given its informative value.

Cronbach’s alpha for the GDI in our sample was .94.

Statistics

Analyses were conducted with IBM SPSS, v.19.0. DpBee statistics were used to
characterise the sample and the frequency andsityeaf emotional reactions. To
calculate the frequency of emotions, responsesisiravanalogue scales were recoded
(Not felt= O; Felt= 1-100). To better describe the intensity of eordi (goal one),
descriptive statistics were calculated considewmdy the participants who reported
having felt each emotion. Differences in the fragryeof emotions were evaluated with
Cochran’s Q test; post-hoc analyses were condustdd McNemar’s test using the
Bonferroni correction. Differences in the intensitly emotions were evaluated with a
repeated-measures ANOVA complemented with postieets using the Bonferroni

correction.
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A hierarchical agglomerative clustering analysiarfhest Neighbour (Complete
Linkage) method] was performed to evaluate thetemce of distinct patterns of
emotional reactions to the diagnosis. Cluster amslg an exploratory and multivariate
data analysis technique that assembles subjectsomogeneous groups regarding
certain common characteristics (in this case, ematireactions after a DCA). Subjects
in the same cluster are similar regarding thoseaderistics and different from subjects
belonging to other clusters. The chi-squared wasl I8 measure the distance between
individual observations of the clustering variabl@®., emotional reactions). The
number of clusters was selected based on the eesddiktances evident in the
hierarchical cluster dendograms and the percentelgeange in agglomeration
coefficients at each step of the cluster analysis s@bstantial increase in the
agglomeration coefficient indicates that 2 veryfadignt clusters are combined,
suggesting it is a stopping point) (Hair & Black)O®). To characterise the cluster
solution (i.e., which differences exist betweenstdus regarding the intensity of
emotions), a MANOVA was performed, followed by usmiiate ANOVAS.

Gender differences of intensity of emotions andcpepathological symptoms
(GDI) were assessed using a repeated-measures MANCDU a paired-samplegest.
The couple was considered as a unit (the databaserestructured to consider each
couple as the subject of the analysis and eachgratscore as a different variable) to
account for the interdependency of a couple’s oladiems (as they share the same
experience regarding, for example, disclosure o fDCA) and to allow the
investigation gender differences within the cou@ender differences in the number of
participants in each cluster were assessed witlsaunred tests. The frequency of both

members of the couple belonging to the same chugtas also calculated.
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To address the last goal, multiple linear regressiavere performed to
investigate the role of cluster profiles of intépsiof emotions (dummy code:
O:cluster_2; 1:cluster_1) on psychopathological gymms (GDI) for mothers and
fathers.

Significance was defined as<.05, but marginally significant effects are also
reported jp <.10). Post-hoc power calculations made for aditistical analyses
performed with a significance level of .10, and pow.80 indicated that medium to
large effects could be detected (Faul, Erdfeldel,.afag, 2007). Effect-size measures
are presented for all significant comparison aresdymall:m®>.01, Cohen’s ¢.20;

medium:n?>.06, Cohen’s ¢.50; largen®>.14, Cohen’s &.80; Cohen, 1992).

Results
Characterisation of parental emotional reactions at disclosure
Frequency and intensity of emotions

Table 2 presents descriptive statistics on theulaqy and intensity of emotions

experienced at the disclosure.
(Table_2_ about_here)

A significant difference was found regarding theguency of different emotions
[Cochran’s @) = 354.05,p < .001]. Post-hoc analyses (data not shown) resethlat
the most frequent emotions were sadness, anxiefyge,hand shock. Less frequently
reported than the first set of emotions were despad frustration, followed by anger
and guilt. A significantly smaller number of paipiants felt relief and shame, when
compared with the first and the second sets of iem&t Regarding the intensity of

emotions, a significant difference was also fouRg@)[= 94.05,p < .001,n% = .514].
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Post-hoc analyses revealed a pattern similar td t¢bacerning the frequency of

emotions: the most frequent emotions were alsorhgt intense ones (data not shown).

Patterns of emotional reactions

A two-cluster solution was selected as betterasgmting the data, generating
distinct profiles of intensity of parental emotibrraactions (Table 3). A multivariate
effect was found when comparing the intensity obsams according to cluster profiles
(Pillai's Trace = .752F10,79) = 23.992,p < .001,n% = .752). Follow-up univariate
analyses (Table 3) showed that cluster 1 partitgpaad significantly more-intense
negative emotional reactions than the participaftsluster 2. No differences were
found in positive emotions (relief and hope). Aating to their specificities, the two
clusters can be identified akiher intensity negative reaction&luster_1,n = 46) and
“lower intensity negative reactich&luster_2,n = 44). Effect size measures indicated
that frustration, despair, anger and shock wereethetions that most contributed to
group differentiation.

(Table_3_about_here)
Gender differences on parental emotional reactions at disclosure

No gender differences were found regarding thensitg of emotions experienced
(Pillai’'s Trace = .332F @030 = 1.49,p = .191). No differences were found in the
percentage of male and female participants belgngineach cluster (Table 3). In
57.5% of cases, both members of the couple belommékde same cluster (32.5% to

cluster_1; 25% to cluster_2).

Emotional reactions at disclosure and post-diagnosis psychopathol ogical symptoms
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Mothers M(SD) = 18.29 (13.77)] presented significantly higher elsv of
psychopathological symptoms than fathévs (SD)= 13.07 (11.96)f40) = 3.011,p =
.004,d = .40]. For mothers, the model for the GDI was sighificant € 46)= 2.364,p

= .131), suggesting that maternal psychopatholbgigaptoms were independent of
emotional reactions at disclosure. Conversely, fadhers, more-intense emotional
reactions at disclosure (cluster ;= .385,t = 2.572,p = .014) were significantly
associated with higher levels of psychopathologgatptoms (1 3= 6.617p = .014,

Adjusted R=.126).

Discussion

The present study showed that parents experiengatine emotions, and also hope,
with great intensity after the disclosure of the AChe more frequent and intense
negative emotions (shock, sadness, and anxietpwietl by anger, guilt, frustration,
and despair) were broadly congruent with acutef ggactions (Statham et al., 2000).
This was expected because these emotions reptesgmarental response to the loss of
their representation of a healthy infant. Contyarihe high frequency and intensity of
hope was an unexpected result, considering preveaesarch, and supports the idea of
emotional ambivalence at the time of the diagnd€saungaard & Skov, 2007).
Although parents’ hope in the face of a DCA mayriterpreted by health professionals
as difficulty accepting the diagnosis, some studigh parents of disabled children
suggest that hope in the future does not constauvathdrawal from reality, but an
important feature which may be beneficial for pésehealthy functioning and well-
being (Kearney & Griffin, 2001; Larson, 1998).

Beyond confirming our first hypothesis, these rssalso suggest variability in

the emotional reactions to the diagnosis. In fdespite their exploratory nature, our

14



findings suggest that emotional reactions to thegmosis can be described by two
distinct profiles: High intensity negative reactiohand “Lower intensity negative
reactions. The first profile was characterised by negagweotional reactions of greater
intensity, and fits the pattern of acute grief tears commonly described in the
literature (e.g. Chaplin et al., 2005; Kerr & Maish, 1998). Conversely, thédwer
intensity reactions profile was composed of negative reactions of animtensity,
which does not fit the pattern of acute grief reang. If minor intensity reactions denote
the absence of an acute grieving response afteD@r, the conceptualisation of the
DCA as a loss may not apply to all parents; thil g a key-dimension in structuring
counselling interventions after the DCA and shdagdurther explored. Although it was
not the focus of our study, another important igsuee further studied concerns factors
(e.q., parity, type of congenital anomaly, sociordgraphic characteristics) predicting
the variability of parental emotional reactions.isThnformation may help health
professionals to better understand emotional mastiat disclosure and also to
anticipate how parents will react at disclosurejustihg their strategies for better
communication.

The absence of gender differences in emotionalticeesc did not support our
third hypothesis. This may relate to the fact ttit emotional experience of parents
(how much they felt each emotion), rather thannmznifestations (how much they
expressed each emotion), was assessed. This etxptama consistent with gender
differences found in psychopathological symptom®nd&r differences found on
psychopathological symptoms support the conceptaaingruent grief (Goldbach et al.,
1991, Lang et al., 2001), which holds that womerdt® express more their suffering,
with overt manifestations of psychopathological pyoms, while usually display

greater emotional control. Considering these resuliere is a conclusion that we
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consider to be essential: gender differences degetk not to the way mothers and
fathers feel about this event (DCA), but rather theeir overt expressions and
manifestations about it. This is also consisterthwhe information that both members
of the couple presented similar patterns of ematiogactions in the majority of cases,
suggesting similar intracouple experiences.

Our results also partially confirmed our last hypestis, showing the influence of
higher intensity reactions (cluster_1) on paterpast-diagnosis psychopathological
symptoms. For mothers, there seem to be more wlifés in adjustment during the
post-diagnosis stage, regardless of their initgctions. One possible explanation is
that usually the mother is more often confrontethvproblems related to the infant’s
medical condition (because there may be a greatentaning of the pregnancy, and
because the mother usually is the primary caregafeer the infant’'s birth; e.g.,

Hunfeld, Tempels, Passchier, Hazebroek, & Tibbb@99).

Strengths and limitations

The inclusion of fathers, which allowed us to cdesithe paternal experience
separately, and our quantitative approach, whifferéntiated between frequency and
intensity of emotional experience, make this stadygnificant contribution to the field.
However, some limitations should be acknowledgele Tirst is the retrospective
assessment of emotional reactions to the diagnalsisg with the average return time
of the questionnaires, indicating that there wameswariability in the time elapsed after
the diagnosis (1 -2 months after the diagnosis)chvehould be considered. Although
the assessment timing was guided by ethical corstidas, the possibility remains that
parents’ answers were influenced by their subsdgqemterpretations of the situation.

However, previous research has shown that paresdsribe their reactions to the
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diagnosis in great detail, even if retrospectiv@Dyotar et al., 1975). Additionally,
despite some variability in the time elapsed sitiee diagnosis until the delivery of
guestionnaires, our results on psychological distadter a DCA are similar to previous
studies with assessments at one week (Brosig,e2@)7), one month (Doherty et al.,
2009), and 8-10 weeks (Brisch et al., 2003) atter diagnosis. As such, we consider
that this variability does not significantly comprse our results.

Second, the use of visual analogue scales to agaemstal emotional reactions
should be noted. This was due to the absence rtknawledge, of specific instruments
to assess the range of emotions that emerged freritérature review concerning the
emotional experience and not its manifestationsdithwhally, we did not assess
whether participants felt emotions other than thesw®tions included in our scale.
Third, the sample size is small, which may hinder identification of small effects of
variables (e.g., gender). In addition, ethical ¢@msts prevented us from collecting
socio-demographic and clinical data (regardingittiant's DCA) of non-participants.
As such, despite having used a consecutive sampdictsnique, it is not possible to

completely ensure the representativeness of thpleam

Clinical implications

As most parents are unprepared for receiving thesngf a DCA (Lalor &
Begley, 2006), they may perceive their emotionattiens at disclosure as frightening
and disturbing, and contrasting with the predomilyarpositive emotions that
characterise the birth of an infant. In this contak may be beneficial to provide
psychoeducation to parents about the most commaiti@mal reactions to the DCA

and their variability, so they can feel validatadheir emotional experience.
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Despite the predominance of negative emotions/|teesa hope should not be
overlooked. Health professionals should provideualcand truthful information about
the DCA, leaving room not only for negative butoafer positive parental emotions,
like hope or optimism (Kearney & Griffin, 2001), weh may constitute a resource that
allows parents to continue facing the future (Larsb998). The non-recognition by
health professionals of the possibility of positeraotions associated with the diagnosis
establishes a deterministic view, which can undeenthe mobilization of resources to
deal with the situation (Dale et al., 2011).

The evaluation of parental emotional reactions igtldsure enables health
professionals to adjust their communication striatedo the circumstances, namely
regarding the information about the diagnosis. &ample, when participants display
more-intense emotional reactions, only essentfatimation about the diagnosis should
be provided because the ability to retain and wtded information can be disrupted by
overly-intense emotions. Other follow-up appointtseshould be set to provide
additional information, to clarify doubts and teekdeedback of what was understood
by the parents about the diagnosis (Aite, et 8042. As this was an unexplored topic,
future research should investigate the effectiver@sdifferent health professionals’
strategies (e.g., regarding the communication & BCA, the available time for
decisions, and the information provided about tldume of emotional reactions at
disclosure) as a function of different patternspafental emotional reactions after a
DCA.

Additionally, although in most couples both membdisplayed a similar pattern
of emotional reactions to the DCA, there were cadiesre significant differences arose.
Considering this, the evaluation of emotional riems at disclosure also enables the

early identification of intracouple incongruent exignces after a DCA, which may be
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an additional stressor for couples and should ladt @eth. Also, gender differences on
psychopathological symptoms can lead to intracodpfeculties (specifically, women
may interpret the fewer psychopathological mangieshs of their partners as an
absence of suffering). Providing psychoeducatiooualthe nature of these differences
(i.e., explaining that they are not related wittwheach one feels about the event, but
rather with how each one chooses to manifest tBeiotions) may constitute an
important contribution in helping couples to gooatngh this period in a more adaptive
way.

Furthermore, results regarding gender differenicelicate that the paternal
experience should not be ignored by health prafes$s. Because fathers are more
likely to contain their emotional expression touass a protective role of their partners
(Locock & Alexander, 2006), it is important to assavhether this is hindering proper
emotional expression. The opportunity to expresstiems in a safe and nonthreatening
environment should be given to both parents, asuple and individually.

Finally, results also suggest that both fathershwiigh intensity emotional
reactions at disclosure and mothers (regardletiseafinitial reactions) should be given
particular attention, as they tend to present namjeistment difficulties in the early
post-diagnosis stage, and, as such, are more pyahgplay a poorer adjustment in later
evaluations (e.g., Skari et al., 2006). However, sheuld note that both emotional
reactions at the disclosure and psychopathologyralptoms should not be considered
as indicators of maladjustment by themselves. T¢teyuld be considered by health
professionals, in the context of a more comprelvenassessment of other individual
risk/protective factors for maladjusted respongeg. ( previous history of psychological
problems, social support). After a comprehensivaessment, high-risk situations for

maladjusted responses should be targeted for $isedi@ounselling.
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In conclusion, the results of this study provide meore comprehensive
characterisation of emotional reactions to the DG#essing its variability, which is
reflected in the existence of different patternsndénsity of the reactions. The gender
similarities and differences found also undersdbeeneed for health professionals to
take into account both the maternal and paternpkmances when adjusting their

practice to meet parental needs.
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Table 1. Socio-demographic and clinical characterization of the sample

Total Mothers Fathers
(N=93) (n=51) (n=42)
n (%) n (%) n (%)
it p
M (D) M (D) M (D)
Demographics
Age 3151 (4.68) 31.14(4.93) 31.95(4.36) -.835 .406
Marital status
Married/Living together ~ 86 (92.5%) 46 (90.2%) 40 (95.2%)
Single 5 (5.4%) 3 (5.9%) 2 (4.8%) 1.764 414
Divorced 2 (2.2%) 2 (3.9%) 0 (0%)
Education 1359 (3.48) 14.39(3.4) 12.62(3.38) 2512 .014
Employment status
Employed 83 (89.1%) 43 (84.3%) 40 (95.2%)
2.864 .091
Unemployed 10 (10.8%)  8(15.7%) 2 (4.8%)
Clinical
Parity
Primiparity 34 (60.8%)
Multiparity 17 (39.2%)
Timing of diagnosis
Prenatal diagnosis 39 (76.5%)

Postnatal diagnosis

Congenital anomalies
Urinary system anomalies
Nervous system anomalies

Congenita heart disease

[Gestational age at diagnosis: M (SD) = 23.18 (5.12) weeks]

12 (23.5%)

15 (29.4%) [14 (93.3%) prenatally diagnosed)]

8 (15.7%) [8 (100%) prenatally diagnosed]

11 (21.6%) [4 (36.4%) prenatally diagnosed]



Digestive system anomalies 6 (11.8%) [6 (100%) prenatally diagnosed]

Visible anomalies 11 (21.6%) [7 (63.6%) prenatally diagnosed]




Table 2. Parenta emotional reactions to the diagnosis disclosure: Frequency and

intensity
Frequency Intensity
Felt Did not feel

Emotion n (%) n (%) M (SD)
Guilt 46 (49.5%) 47 (50.5%) 50.26 (35.41)
Anger 46 (49.5%) 47 (50.5%) 56.48 (37.59)
Sadness 89 (95.7%) 4 (4.3%) 83.1(24.74)
Anxiety 88 (94.6%) 5 (5.4%) 80.2 (26.14)
Shock 80 (86.0%) 23 (14.0%) 73.05 (31.52)
Despair 68 (73.9%) 24 (26.1%) 58.32 (34.79)
Shame 19 (20.4%) 74 (79.6%) 30.37 (29.09)
Relief 21 (22.6%) 72 (77.4%) 39.05 (36.95)
Frustration 54 (59.3%) 37 (40.7%) 64.43 (35.21)
Hope 90 (96.8%) 3(3.2%) 78.69 (26.42)




Table 3. Cluster profiles of parental emotionalctims: Between-groups differences

regarding intensity, and frequency by gender

Group 1

“Higher intensity

Group 2

“Lower intensity

negative negative
reactions’ reactions’
(n=46) (n=44)
Emotion M (D) M (SD) F @70 p N
Guilt  38.11 (38.22) 10.25 (24.38) 16.822  <.001.160
Anger  49.85 (41.49) 4.5 (13.56) 47.652 <.001.351
Sadness 90.67 (15.35) 68.57 (35.07) 15.230  <.001.148
Anxiety  86.52 (19.20) 65.2 (36.61) 12.119  .001  .121
Shock  83.48 (24.84) 43.05 (39.02) 34.710  <.001.283
Despair  68.61 (30.23) 16.14 (27.83) 73.222 <001  .454
Shame  10.11 (19.97) 0.09 (0.473) 11.058 .001 112
Relief 4.63 (13.83) 13.61 (31.06) 3.189 .078 .035
Frustration  72.48 (31.32) 3.07 (9.09) 199.916 < .001.694
Hope  71.13(26.93) 81.82 (30.251) 3.14 080  .034
Gender n (%) n (%) v p
Female 27 (58.7%) 22 (44.9%)
.686 408
Male 19 (46.3%) 22 (53.7%)







