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Parenting an infant with a congenital anomaly: Howare perceived burden and
perceived personal benefits related to parenting s#ss?

Ana Fonseca, Barbara Nazaré, & Maria Cristina Canaarro

Abstract
This study aimed to characterize parents’ negafperceived burden) and positive
(perceived personal benefits) perceptions abownpiaig an infant with a congenital
anomaly (CA), and to investigate their role in pdirey stress. Forty-three couples (43
mothers and 36 fathers) whose six-month-old infdrdd a CA completed several
questionnaires: the Impact on Family Scale-Revisieel,Positive Contributions Scale,
and the Parenting Stress Index-Short Form. Theltseshowed similarities between
maternal and paternal perceptions. For mothergghilgvels of burden and lower levels
of personal benefits were found to predict higlesels of parenting stress. For fathers,
greater burden was associated with higher leve[sacénting stress. Some dimensions
of personal benefits moderated the relationshipvéen burden and parenting stress, for
both genders. Specific strategies targeting negatind positive perceptions should be
considered when developing psychological interaersti to promote the family’s

adaptation to the experience of parenting an infatit a CA.

Key-words: parenting stress; parents of infants with a coitgeanomaly; perceived

burden; perceived personal benefits.
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Parenting an infant with a congenital anomaly (C&)structural or functional
anomaly present at birth that arises during intnané development, may be particularly
demanding (Crowley, 2010). CAs include: anomalieshe nervous system, eye, ear,
face and neck; congenital heart diseases; anonudltes respiratory, digestive, urinary,
and musculoskeletal systems; and anomalies ofehiadj organs and other types of CA
(World Health Organization [WHO], 1992). In addiido the usual caretaking tasks,
parents must address the disrupted expectatiohawofg a healthy baby (Aite et al.,
2003) and the challenges of care, e.g.: increaseticad demands, such as surgeries,
hospitalizations, and medical monitoring; uncetiagbout the future; and parent-child
interaction difficulties; (Laing et al., 2010; Mazet al., 2008; Messias, Gilliss,
Sparacino, Tong, & Foote, 1995; Montirosso et 2012). Therefore, the first months
after the birth of an infant with a CA are partay challenging and require individual
and familial reorganizations to cope with the caneg demands (Messias et al., 1995).

Family stress theories (Boss, 2002) emphasize riporitant role of family
members’ perceptions about the stressor event jfiagenting an infant with a CA) in
explaining the family’'s adaptation response. Wheonsaering the parenting
experience, family adaptation may be assessedebpatents’ levels of parenting stress.
Parenting stress is defined as the “aversive psggloal reaction to the demands of
being a parent” (p. 315), which is experienced hyepts as negative feelings towards
the self and the child (Deater-Deckard, 1998). Adicyy to Abidin (1992), parenting
stress results from perceiving a disparity betwidendemands of the parental role and
the resources available to meet those requirementghasizing the role of individual
perceptions about the parental role in explainhmg dtress levels. Although all parents

experience parenting stress to some degree (Dbatkard, 1998), levels of stress tend
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to be higher in parents of infants with a CA tharparents of healthy infants (Smith,
Oliver, & Innocenti, 2001; Uzark & Jones, 2003). parenting stress shows a pattern of
a relatively stable and gradual increase over tanmeng parents of children with
CA/disabilities (Hauser-Cram, Warfield, Shonkoff, Krauss, 2001) and may have
detrimental consequences in parenting practicesi¢@& Low, 2002), it is critical to
develop effective early interventions aiming to ueel parenting stress among this
group. As parental perceptions may be a modifitdniget of these early psychological
interventions, it is important to understand thaile on parents’ levels of parenting
stress.

Research shows that parents of children with CAhlidgies have negative
perceptions concerning their caregiving experier®gecifically, they perceive their
caregiving experience to have individual (e.g.,stant worry, physical exhaustion, lack
of freedom), familial/social (e.qg., less contacthwiamily and friends, difficulty making
plans), and professional/financial (e.g., finanaldficulties) consequences, which are
seen as burdensome and overwhelming (Baker, Owetesn, & Willmot, 2009;
Coffey, 2006; Green, 2007; Hunfeld, Tempels, Passchlazebroek, & Tibboel, 1999;
Kramer, Baethge, Sinikovic, & Schliephake, 2007).

Although research has focused mainly on negativeeepions about the
demands of caring for a child with a CA, some stadiound that parents may also
perceive personal benefits (positive perceptions§ocated with their parenting
experience, including personal growth, family cobes strengthening of the social
network, and the development of their spiritualidfesystem (Bayat, 2007; Behr,
Murphy, & Summers, 1992; Hastings, Allen, McDermadit Still, 2002; Hastings,
Beck, & Hill, 2005; Heiman, 2002; Scorgie & Sobs@®00). Moreover, positive and

negative perceptions about the parenting experisaeen to occur independently, i.e.,
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parents may simultaneously perceive caregiving deistaurden and personal benefits
associated with the experience of parenting a chitd a CA (Hastings, Beck, et al.,

2005; Mak & Ho, 2007). As most of the studies cosgiparents of preschool- and
school-aged children, negative and positive peroept about the experience of
parenting an infant with a CA during the first masitpost-birth should be further

examined.

Gender specificities concerning perceptions abtwt parenting experience
should also be taken into account, since mothetdathers tend to adopt different roles
after an infant’s birth. Whereas mothers assumeradhe of main caregivers, fathers
assume the role of providers (Katz-Wise, Priessiyle, 2010), which may lead to
different perceptions about the demands, but atsmutathe benefits of caring for an
infant with a CA. Although the existing knowleddeoait this topic is limited by the fact
that the majority of studies comprise only mothetshas been found that mothers
perceive higher levels of burden (Hunfeld et @99) as well as more personal benefits
than fathers (Albuquerque, Pereira, Fonseca, & Gana, 2013; Hastings, Kovshoff, et
al., 2005). However, other studies have found nadge differences in the perceived
burden of caring for an infant with a CA (Albuqueeg 2011), suggesting that there
may be some similarities between maternal and pat@erceptions. In fact, a number
of recent studies have shown that after the diagradsCA, the paternal figure tends to
assume a protective and supportive role for hisnpar(Locock & Alexander, 2006),
leading to greater paternal involvement in careguiasks (Huang, Chen, & Tsai, 2012,
Simmerman, Balcher, & Baker, 2001), which may expthe similarity of maternal
and paternal experiences.

In accordance with family stress theories (Bos$220it is expected that more

negative perceptions about the experience of pagerdn infant with a CA will
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contribute to higher levels of parenting stressweleer, this topic has been scarcely
investigated and we only know of one study (Fonsblzezaré, & Canavarro, in press)
which found a positive association between mateanal paternal levels of perceived
burden and parenting stress.

The role of positive perceptions about the pargnexperience in family’s
adaptation to the infant's CA should also be com®d. The perception of personal
benefits results from the parents’ search for meamoncerning the experience of
caring for an infant with a CA (King et al., 20Q&rson, 2010), and seems to be one of
the determinants of successful parental adaptatotheir child’'s CA (Behr et al.,
1992). In fact, one recent study found that, after prenatal diagnosis of a CA, the
mothers who tried to see the situation as an oppiyt for personal development
presented better adjustment (Rychik et al., 20B2)me authors suggest that the
perception of personal benefits is associated atloptimistic view of the future that
allows the mobilization of the resources neededddress the perceived demands of
caring for a child with a CA (Kearney & Griffin, PQ; King et al., 2006). For example,
Rychick et al. (2013) found that mothers who tried see their infant’'s prenatal
diagnosis of CA as an opportunity for personal tgwaent reported an increased use
of emotional and instrumental social support tol dei#h the situation. Thus, it is
reasonable to hypothesize that the effect of peedeburden in parenting stress may
vary according to the perceived personal benefitthe experience of parenting an
infant with a CA.

Based on the previously mentioned literature gd#pus, study focused on the
experience of parents of infants with a CA, six thampost-birth, with two main goals.
The first goal was to characterize negative (pgezkiburden) and positive (perceived

personal benefits) perceptions of the caregivingegence, by: a) examining gender
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differences in both negative and positive percesti@and b) examining the association
between positive and negative perceptions, for motithers and fathers. The second
goal was to examine the effects of perceptions alloe parenting experience in
maternal and paternal parenting stress levels,abyexamining the main effects of
negative and positive perceptions in parentingssirand b) examining the moderator
effect of positive perceptions in the relationshigtween negative perceptions and

parenting stress.

Methods

Participants and Procedure

This study is part of a longitudinal study title®eproductive decisions and
transition to parenthood after a pre- or postnaiagnosis of a CA”, which was
approved by the Ethics Committees of the HospitisUniversidade de Coimbra
(HUC) and the Centro Hospitalar de Coimbra (CHG)rt&yal. Inclusion criteria for
this study were: 1) having an infant who was prepastnatally diagnosed with a CA,
without the occurrence of perinatal death; 2) beabtdeast 18 years of age; and 3)
having a level of literacy (educational level sixth grade) that allowed for
comprehension of the assessment protocol. The ddlaction took place between
September 2009 and February 2012 in the ObstetndsNeonatology Departments of
HUC and in the Pediatric Cardiology Service of tRediatric Hospital (CHC).
Approximately one month after the disclosure ofi/gdosis of a CA, all parents were
informed of this study by their medical team at &mel of a medical appointment and
contacted by the researchers. Those who decidguhrtiicipate signed an informed
consent form and completed the assessment prdfbicod 1). Eighty-two couples were

contacted, of whom 22 refused to participate andidrnot return the questionnaires



151

152

153

154

155

156

157

158

159

160

161

162

163

164

165

166

167

168

169

170

171

172

173

174

175

(participation rate: 73.17%). Parents were agamamded six months after the infant’s
birth (Time 2). The questionnaires were mailedhe participants along with a pre-
stamped envelope to return the questionnaires atimpletion; 17 couples did not
return the questionnaires at Time 2 (attrition ra28.33%) and in seven cases,
guestionnaires were completed only by women. Nonifsoggnt differences in
sociodemographic or clinical characteristics wenentl in parents who returned or did
not return the questionnaires at Time 2. For th@gae of this study, only parents who
participated at Time 2 were considered (cross-@eatidata). The sample included
parents of 43 infants with a CA (43 mothers anda®Bers). The sample characteristics
are presented in Table 1 and the infant’s clinicfrmation is presented in Table 2.
[Insert_Table 1 about_here]

[Insert_Table_2_ about_here]

Measures

Sociodemographic and clinical data.A questionnaire was used to obtain
sociodemographic information (gender, age, educakidevel, marital status, and
professional status), clinical information for meith (parity; history of pregnancy loss)
and clinical information for infants (type of CAming of diagnosis, need for surgery
and hospitalization).

Negative perceptionsNegative perceptions (perceived burden) about gdan
an infant with a CA were assessed using the Poegeguersion of the Impact on Family
Scale — Revised (IOF-R; Stein & Jessop, 2003 [woaigiversion of IOF-R];
Albuquerque, Fonseca, Pereira, Nazaré, & Canavadiil [Portuguese version of IOF-
R]). This unidimensional scale was developed tessparental perceptions about the

effects of a child’s medical condition in familyfdi (Stein & Jessop, 2003). The scale
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consists of 15 items (e.qg., “Fatigue is a problemnie because of my child’s illness;”
“Sometimes we have to change plans about goin@otlite last minute because of my
child’s state”), answered on a four-point scaler(fr1 = Strongly disagredo 4 =
Strongly agreg Higher scores indicate a greater perceived buraksociated with
caring for an infant with a CA (i.e., more negatparceptions). Cronbach’s alpha in our
sample was .92 for mothers and .94 for fathers.

Positive perceptions.To assess the perceived personal benefits asstaath
the experience of caring for an infant with a CAg uwsed the Portuguese version of the
Positive Contributions Scale of the Kansas Inventofr Parental Perceptions (PCS;
Behr et al., 1992 [original version of PCS]; Forssedazaré, Albuquerque, Pereira, &
Canavarro, 2013 [Portuguese version of PCS]). Shae consists of 43 items, each
answered on a four-point scale (from Btrongly disagre¢o 4 =Strongly agreg and
Is organized along six dimensions: 1) Personal @rcand Awareness of the Future,
with 12 items that focus on the child as a sowfcparents’ development of important
personal characteristics/skills, such as patiendetine management, e.g., “My child is
why | am a more responsible person” and “My chddwhat makes me realize the
importance of planning for my family’s future;” 2earning Through Experience with
Special Problems in Life, with 9 items that focus tbe child as a source of parents
having higher sensitivity and attention to the reeadd rights of people with special
needs, e.g., “The presence of my child helps menstahd people who are different”
and “My child is responsible for my increased awass of people with special needs;”
3) Acceptance and Family Cohesion, with 8 items fiheus on the child as a source of
increased parental acceptance of the challengevearfyday life and family cohesion
and unity, e.g., “Because of my child, | am moreegting of things” and “Because of

my child, our family has become closer;” 4) Hapgmeand Affection, with 5 items that
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focus on the child as a source of rewarding momants affection for parents, e.g.,
“The presence of my child cheers me up” and “Mylshé very affectionate;” 5)
Spirituality, with 5 items that focus on the childs a source of parent
development/reinforcement of spiritual beliefs,.e@he presence of my child is a
reminder that everyone has a purpose in life” ahlde“presence of my child confirms
my faith in God;” and 6) Expanded Social Networltha items that focus on the child
as a source of new interpersonal relationshipgpé&wents, e.g., “Because of my child,
my social life has expanded by bringing me intotaohwith other parents” and “My
child is why | met some of my best friends.” Higlseores indicate a greater perception
of personal benefits associated with caring forrdant with a CA (i.e., more positive
perceptions). Cronbach’s alpha in our sample rarfgeth .73 (fathers — Expanded
Social Network) to .93 (mothers — Happiness anaetfon). Spirituality was excluded
from this study because Cronbach’s alphas werémn@thers) and .53 (fathers).
Parenting stress.The stress within the parent-child system was asskewith
the Portuguese version of the Parenting Stressxlrd8hort Form (PSI-SF; Abidin,
1995 [original version of PSI-SF]; Santos, 2011riBguese version of PSI-SF]). The
scale comprises 36 items, answered on a five-gaale (from 1 =Completely disagree
to 5 =Completely agrée and is organized along three dimensions: 1)rRak®istress,
with 12 items that focus on distress that directhates to parenting, e.g., “l don’t enjoy
things as | used to” and “I often have the feelimgt | cannot handle things very well;”
2) Parent-Child Dysfunctional Interaction, with it2ms that focus on the parents’
dissatisfaction with interactions and with how tield meets the parents’ expectations,
e.g., “My child rarely does things for me that make feel good” and “Sometimes |
feel my child does not like me and does not wantdaclose to me;” and 3) Difficult

Child, with 12 items that focus on parents’ disgattion with basic characteristics of
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the child, e.qg., “My child does a few things thather me a great deal” and “My child

seems to cry or fuss more often than most chiltréns also possible to compute a

total score of parenting stress, which was usethis study. Higher scores indicate
greater stress within the parent-child system. Bach’s alphas in our sample were .93
for fathers and .95 for mothers.

The translation procedure and validation procesl us generate Portuguese
versions of the three measures above has beenlaesar the previously cited papers
(e.g., Albuquerque et al., 2011; Fonseca et all13R0The procedures involved:
individual translation by two Psychologists fluent English; back translation; and
discussion of the items with health professionatskmg in the field, with potential
respondents, and with the authors of the origieaions of the instruments.

Data analyses

Analyses were conducted using IBM SPSS, versiafl. Idescriptive statistics
and comparison tests were used for the sociodemloigraharacterization of the sample
(independent sampletests and chi-squared tests). Regarding our @ostl, gender
differences in parental perceptions were examiniga pairedt-tests (perceived burden)
and repeated-measures MANOVA (perceived persomaflte), followed by ANOVAs
when the multivariate effect was significant. Thes®lyses were performed on the
couple as a unit (the database was restructurednsider each couple as the subject of
the analysis and each partner’'s score as a ditfeegiable; gender — mothers vs. fathers
— was considered the within-subjects factor), tooaat for couple non-independence
(Cook & Kenny, 2005). Therefore, concerning thetfgoal, the seven couples in which
only the mothers completed the questionnaires werteincluded in the analyses.
Bivariate Pearson correlations were computed taméx@ the association between

perceived burden and the dimensions of personafiten
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Regarding our second goal, to examine the effettaegative and positive
perceptions in maternal and paternal levels of ngarg stress, multiple linear
regressions were performed. The regression analyses conducted separately for
mothers § = 43) and fathers(= 36), due to couple non-independence (Cook & Kenn
2005). For control purposes, sociodemographic (agecational level) and clinical
variables (parity, timing of diagnosis, type of Q#gspitalization, need of surgery) were
entered in the models, if they were significanthg@ciated with parenting stress. The
Kruskall-Wallis test — for type of CA — and bivagaPearson correlations — for the
remaining variables — were used to examine thecadsms between sociodemographic
and clinical variables and the study variables. Btatdon effects were analyzed in
accordance with Aiken and West (1991). In eachipialtegression, both the predictor
(negative perception) and the moderator (positieecgption) were included (after
centering procedures to avoid multicollinearity)tie first step of the regression model
(assessment of main effects). In the second stap,irtteraction term (negative
perception x positive perception) was introducadn@cant interactions were plotted,
and post-hoc simple slope analyses were conductiedy Wiodgraph (Jose, 2008) to
determine their nature.

Effect-size measures are presented for the congpasisalyses (smafff” > .01,

d > .20; mediummn? > .06,d > .50; large:n® > .14, d > .80). The post-hoc power
calculations conducted for the analyses performed a significance level of .05 and
power > .80 indicated that mediunf’(= .25, for comparison analyse$;= .28, for
multiple regression analyses) to large effects a¢dnd detected (Faul, Erdfelder, Lang,
& Buchner, 2007). The statistical significance lewas set tgp < .05, but marginally

significant results < .10) are reported and discussed.
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Results
Characterization of negative and positive perceptios about the experience of
parenting an infant with a CA
Table 3 presents the descriptive statistics for riregn study variables, i.e.,
negative perceptions, positive perceptions andnpiagestress.

[Insert_Table 3 about_here]

Gender comparisons.
There were no gender differences in negative pamept (35) = -0.05,p =
.959,d = .01). The multivariate effect of gender in postigerceptions was also not

significant (Pillai’s Trace = .0%; (5, 31)= 0.16,p = .976,1% = .03).

Associations between negative and positive percegtis.

Table 4 presents the bivariate associations betwsaents’ negative and
positive perceptions, parenting stress and sociodesphic and clinical variables.
Correlations for mothers are presented in the uppation of the Table, and
correlations for fathers in the lower portion oé thable. Type of CA was not associated
with parents’ perceived burden (mothers: Z = -024, .812; fathersZ = -0.82,p =
.411) or parenting stress (mothefs: -1.13,p = .257; fathersZ = -0.88,p = .377).

[Insert_Table 4 about_here]

No significant associations were found between tnegand positive perceptions, with

the sole exception of an association between nelteregative perceptions and one
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maternal positive perception (i.e., Learning Thioudexperience), suggesting

independence among the study variables (see Table 4

Effects of perceptions about the parenting experieze on maternal and paternal

parenting stress levels

Maternal parenting stress.
Table 5 presents the regression models examiriagnain and interaction
effects of mothers’ negative and positive perceygion maternal parenting stress.

[Insert_Table 5 about_here]

For mothers, more negative perceptions predictgtheni levels of parenting stress.
Moreover, we found main effects for several positperceptions: mothers with a
stronger perception that their child with a CA wassource of Personal Growth,
Acceptance and Family Cohesion, Happiness and #dfgecand Expanded Social
Network presented lower levels of parenting strésdependently of their negative
perceptions. Entering the interaction in the modedsnot significantly contribute to an
increase in their explained variance, with the pkoa of the dimension Learning
Through Experience. Post-hoc simple slope analymesaled a significant association
between negative perceptions and parenting strasagmothers with highb(= 1.81,

SE=0.48,t (39)= 3.79,p < .001) and moderaté € 0.95,SE= 0.36,t (39)=2.62,p =

.012) levels of perceptions of Learning through &xgnce (low levels of positive
perceptionsb = 0.09,SE= 0.64,t (39)= 0.14,p = .887). As shown in Figure 1, mothers
with a stronger perception that their children wa#&hCA was a source of Learning

through Experience (high or moderate levels) weumd to experience lower levels of
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parenting stress when their negative perception® Wav. However, these mothers
presented higher levels of parenting stress whew plerceived medium to high levels
of negative perceptions; a higher perception ofcthiel as a source of Learning through
Experience functioned as an exacerbator in thetioakhip between negative
perceptions and stress. Mothers with low levelgasitive perceptions tended to present

similar levels of parenting stress, regardles$eirtnegative perceptions.

[Insert_Figure 1 About_Here]

Paternal parenting stress.
Table 6 presents the regression models examiniagni&in and interaction effects of
fathers’ negative and positive perceptions on palgyarenting stress.

[Insert_Table 6 about_here]

For fathers, more negative perceptions also ptedlifor marginally predicted)
higher levels of parenting stress. There were nm @ffects of positive perceptions on
paternal parenting stress, with the exception efdimension Happiness and Affection.
Entering the interaction in the models contributeda significant increase in the
explained variance of only one model (i.e., Happsnand Affection). Post-hoc simple
slope analyses showed a significant associatiowdsst negative perceptions and
parenting stress only when there was a high peoefit = 1.02,SE= 0.30,t (32) =
3.46,p = .002) that the child with a CA was a source @ppiness and Affection
(medium perceptiorb = 0.47,SE= 0.28,t (32)= 1.65,p = .108; low perceptior = -
0.09,SE=0.42,t (32)=-0.21,p = .837). As shown in Figure 2, a higher perceptbn

the child as a source of Happiness and Affectionctioned as a buffer in the
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relationship between negative perceptions and pacestress, that is, the levels of
parenting stress were lower, and only increase whérers display high levels of

perceived burden.

[Insert_Figure 2 About_Here]

Discussion

This exploratory study produced important findingencerning parental
perceptions associated with the experience of piaggan infant with a CA and the role
of these perceptions on parents’ levels of pargratress. First, our results showed that
both members of the couple presented similar p&mepassociated with the childcare
experience, and that negative (perceived burded) @ositive (perceived personal
benefits) perceptions may occur independently. S&&omore negative perceptions were
associated with higher levels of parenting stresdbth mothers and fathers. Third, the
effects of positive perceptions on parents’ levalparenting stress are stronger for
mothers than for fathers, and may occur indepehdemt by interfering in the
relationship between negative perceptions andss{faactioning as an exacerbator for
mothers and as a buffer for fathers).

The results of this study support the idea of @nty between the maternal and
paternal experience of caring for an infant witBA. Despite the different gender roles
normally assumed during the transition to parentdh{i¢atz-Wise et al., 2010), the
increased caregiving demands may lead to a grgmtrnal involvement in the

caregiving tasks (Huang et al., 2012; Simmermaal.et2001), when the infant has a
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CA. Given this shared experience of caregivings ipossible that both members of a
couple feel the need to communicate more and teeghair perceptions and meanings
of their caregiving experience (e.g., difficultiend perceived demands as well as
positive aspects of caring for their child), andrdby influencing each other (Cook &

Kenny, 2005), which results in similar paternal amaternal perceptions.

Moreover, and in accordance with previous studiss(ings, Beck, et al., 2005;
Mak & Ho, 2007), the parents’ perception of perddrmenefits associated with caring
for a child with a CA occurs independently of thiewels of perceived burden (negative
perceptions). While the negative perceptions seerderive more directly from the
objective experience of caregiving, it is possitilat the perceived personal benefits
associated with the experience of parenting aminfath a CA may be dependent on
some dispositional characteristics (e.g., dispmsai hope, dispositional optimism,
strong sense of self; Affleck & Tennen, 1996; Upaéig& Taylor, 2000), which may
explain the independence of negative and positeregptions. This hypothesis should
be further examined.

In accordance with family stress theories (BossPp220 more negative
perceptions about the stressor event were founuredict worse parental adaptation;
both mothers and fathers with higher levels of gpeexd burden reported higher levels
of parenting stress. The greater perceived negatimeequences of caring for an infant
with a CA (e.g., modification of familial and socrautines; Baker et al., 2009; Hunfeld
et al.,, 1999) may translate into higher levels néss associated with the parenting
experience.

Moreover, the perception of personal benefits aatemt with the childcare
experience was also shown to influence both pdrdetels of parenting stress.

However, this influence seems to entail speciBsitior each gender. For mothers, the
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perception of their infant with CA as a source ehéfits at the interpersonal level (at
the family level, strengthening family relationsidéor at the social level, as a source of
new interpersonal relationships) was associatell wwer levels of stress. It is possible
that mothers who perceive more family unity andesibin (which may be explained by
the mother approaching her nuclear family afteritifi@nt’s birth, to seek help with the
caregiving tasks; Findler, 2000; Jones & Passe§420unali & Power, 2002) and who
perceive the maintenance/development of new soelationships may also perceive
higher availability of social support. The incredsgvailability of support at a time
when it is perceived as needed may help to dectbasesolation that many mothers
describe in the post-diagnosis period (Kerr & Mosit, 2000), and may be reflected in
better adjustment, as shown in one prior study whis sample (Blind for review).
Additionally, a focus on the child as a source efsopnal growth and of rewards and
affection despite the demands of the parenting rexpee also fosters a more positive
and optimistic view of the situation (Dale et &012), allowing the mobilization of
resources (e.g., time, energy, search for infolonatneeded to address the perceived
caregiving demands (Kearney & Griffin, 2001), whichnslates into better maternal
adaptation.

Furthermore, a stronger maternal perception of th&ant with a CA as a source
of learning seems to function as an exacerbatahenrelationship between perceived
burden and parenting stress. For some mothersxperience of parenting an infant
with a CA is perceived as a learning opportunitgreleterized by a greater sensitivity to
the demands and rights of children with speciablse# is possible that these mothers’
increased sensitivity to the child’s needs/rightayntrigger courtesy stigma (i.e., a
perception that their child with CA is devaluatedédiminated) which may lead to

increased maternal distress (Green, 2003), espegvlllen mothers attempt to meet
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their child’s needs within the context of often ggocoordinated services (Green,
2007). Mothers’ feelings of stigma and distress ntayisequently exacerbate the
relationship between their negative perceptionsanégiving demands and the levels of
parenting stress they experience. However, asrétasionship has not been explored
yet, further studies should examine these hypothese

Different results were found for fathers. Specifigaalthough fathers reported
levels of personal benefits similar to those of meos, these perceptions seem to have a
weaker impact on paternal levels of parenting stresice no main effects of positive
perceptions in paternal parenting stress were fotihds, for fathers, it is the perceived
burden associated with childcare that has a majer in determining their levels of
parenting stress. In fact, existing research ocgreed personal benefits suggests that
benefit finding may be beneficial in some circumstss, but not in others (Affleck &
Tennen, 1996; Zoellner & Maercker, 2006). Therefareile for mothers the perception
of personal benefits may trigger the mobilizatidnr@sources needed to address the
demands of caregiving (e.g., social support, Ryclat al., 2013) in a manner that
reduces their parenting stress levels, this seeatstan occur for fathers. Gender
differences on these mechanisms have been scaezalyined, so this hypothesis
should be further explored.

Nevertheless, the paternal perception of theiminés a source of affection and
rewarding moments was found to function as a buitflethe relationship between
perceived burden and parenting stress. Fatherspetagive their child as a source of
happiness and affection may experience more peséimotions and more optimism
(Kearney & Griffin, 2001) in the parent-child ing&tions and when addressing the
perceived demands and burden associated with thegieeg experience, which

translates into lower parenting stress. In faagséhfathers were found to present high
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levels of parenting stress only when the perceibadden was high, whereas the
remaining fathers reported high stress levels evieen they perceived low levels of
burden.

Although it constitutes an important contributianthe field, the present study
has some limitations that need to be acknowledghkd.first limitation is this study’s
reduced power to detect small effects due to samigke which also influenced the
options concerning statistical analyses (e.g., inqiseparate regression models for
each dimension of positive perceptions). The sedondation is the cross-sectional
design of this study, allowing bidirectional retatships among the study variables.
Although the directionality assigned to the intetption of our results is supported in
theoretical models (Boss, 2002), this issue shbaltaken into consideration. The third
limitation is the non-categorical approach to CAaftis, the inclusion of parents of
infants with different types of CA). Although ouon@ was to examine the common
experience of these parents, future studies shouéstigate whether these patterns are
similar for parents of infants with different typesCA.

Finally, the findings of the present study are ichily relevant. Because
perceptions of the stressor event (i.e., the e&pee of parenting an infant with a CA)
were found to have an important role in parentapéation, they should be a major
focus of clinical attention at several levels. Eiparents’ perceptions (both negative and
positive) should be a target of comprehensive exan by mental health professionals.
Second, given couple similarities, the perceptmisoth partners should be considered.
The mutual influences within a couple (Cook & Ken@905; Gray, 2003) suggest that
psychological interventions targeting perceptionsh® parenting experience should

include both mothers and fathers.
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Third, parents’ perceptions should be taken int@oant when defining
psychological intervention strategies to promoteeptal adaptation. Specifically, and
considering the role of negative perceptions irepting stress, therapeutic strategies
should aim: a) to identify modifiable factors thaay be targeted to effectively reduce
the negative impact of caring for a child with a @&g., activation of social support
networks, access to healthcare and education serviarenting skills training); b) to
promote cognitive restructuring of biased negatperceptions about the parenting
experience (e.g., catastrophizing the demands wgoang; all-or-nothing thinking
when assessing the parenting experience); andfokter the use of appropriate coping
strategies to address the parents’ perceived bu(den, emotion-focused coping
strategies to address the emotional strain of piagea child with a CA).

Furthermore, given the role of positive perceptionadaptation, particularly for
mothers, psychological intervention should alsdeogositive perceptions (perception
of personal benefits) concerning the experiencpanénting an infant with CA using
strategies such as searching for alternative mgaror the caregiving experience (e.qg.,
positive reattributions, benefit finding; Larsor)1®) and planning rewarding parent-
infant interaction activities that allow parentsfé@us on the child’s characteristics that
are not associated with the CA. In sum, the reflthis study, although exploratory,
constitute an important contribution to the figdg, providing insight into both negative
and positive perceptions associated with the egpee of parenting an infant with a

CA.
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Table 1 — Sample sociodemographic and clinicaladtaristics (obstetric history).

Mothers (= 43)

Fathersn(= 36)

Sociodemographic characteristics

M (SD) M (SD) t
Age 31.58 (4.95) 33.25 (5.05) -1.48
Educational level (years) 14.07 (3.53) 12.11 (2.73) 2.69
n (%) n (%) *
Marital status
Married/Living together 40 (93.0) 34 (94.4) 0.20
Single/Divorced 3 (7.0) 2 (5.6)
Professional status
Employed 35 (81.4) 33 (91.7) 1.73
Unemployed 8 (18.6) 3 (8.3)
Obstetric history
Parity
Primiparity 22 (51.2)
Multiparity 21 (48.8)
History of pregnancy loss
Yes 8 (18.6)
No 35 (81.4)

“p<.01.



Table 2 — Infant’s clinical information.

Infants f = 43)

n (%)
Timing of diagnosis
Prenatal 26 (60.5)
Postnatal 17 (39.5)
Type of congenital anomaly
Congenital heart disease 16 (37.2)
Nervous system anomalies 5(11.6)
Digestive system anomalies 4(9.3)
Urinary system anomalies 11 (25.6)
Oro-facial clefs 4(9.3)
Limb anomalies 3 (7.0)
Hospitalization
Yes 19 (44.2)
No 24 (55.8)
Need for surgery
Yes 13 (30.2)
No 30 (69.8)




Table 3 — Descriptive statistics of negative (pew@ burden) and positive (perceived personal b gferceptions and parenting stress

Mothers Fathers
(n=36) (n=36)
M (SD) M (D)
Impact on Family Scale, IOF-R
25.56 (8.23) 25.61 (8.26)
(Negative perception/Perceived Burden)
Personal Growth & Future Awareness, PCS Dimension 1
2.88 (0.55) 2.86 (0.42)
(Positive perception/Benefit 1)
Learning Trough Experience, PCS Dimension 2
2.65 (0.52) 2.54 (0.42)
(Positive perception/Benefit 2)
Acceptance & Family Cohesion, PCS Dimension 3
3.03 (0.50) 3.00 (0.41)
(Positive perception/Benefit 3)
Happiness & Affection, PCS Dimension 4
3.61 (0.59) 3.62 (0.41)
(Positive perception/Benefit 4)
Expanded Social Netwoek, PCS Dimension 6 2.32]0.52 2.27 (0.45)



(Positive perception/Benefit 6)

Parenting Stress, PSI-SF
64.86 (20.10) 61.86 (14.89)
(Dependent measure)




Table 4 —Pearson correlations between sociodemioigrapd clinical variables, negative (perceiveddem) and positive (perceived personal

benefits) perceptions and parenting stress

1 2 3 4 5 6 7 8 9 10 11 12 13
1.Age -- -13 -.48 .30 -.08 -12 -09 -40 -25 -10 -24 -01 .17
2.Educational level -.27 -- .09 .01 -.05 .02 -24 29- -32 -27 -04 -33 -04
3.Parity v .26 -54 .07 -.16 -29 .34 .02 .07 07 -03 .07
4.Timing diagnosis 39  -29 -57 .09 14 19 -31 .07 -15  -21 -15 .16
5.Hospitalization .05 .05 -.02 .04 74 36  -09 .37 .18 03 .35 .03
6. Need of surgery .05 .02 -.06 05 74 54 -14 25 -01 -15 .14 .16
7.Negative perceptions/

-.01 -.26 -.28 15 35 .47 — -01 36 .09 14 21 46
Perceived burden
8. Positive perception 1 -.12 -35 .03 .04 -.13 -11 .04 49 757 66 AT @ -22
9. Positive perception 2 17 -51 -39 61 15 13 23 45 - 577 39 34 .14
10. Positive perception 3 -.18 -.24 .01 22 -03 01 00 69 61 - 75 49 -36
11. Positive perception 4 -21 22 .01 .09 -13  9-3 -23 24 .04 35 - 76 -39



12. Positive perception 6 29 -59  -.14 .38 .02 .00 01 46 60 40 -09 - -25

13. Dependent measure/ . .
15 -.26 A1 A3 .10 .28 46 -.09 .28 -16 -54 -02 -
Parenting Stress

*p<.05. p<.0l.” p<.001
Note. The correlation matrix concerning mothens=< 43) variables is above the diagonal and theetaironal matrix concerning father's €

36) variables is below the diagonal.



Table 5 — Effects of perceived burden and percepsrdonal benefits on maternal stress: main aedaction effectsn(= 43)

Maternal stress

(n=43)

Positive per ception/Benefit 1

Step 1:

AR? = .05, B 4= 0.98

Step 2: Step 3:

AR = .27,F23= 7.64"  ARP=.02,F13,=0.67

B (SE) B (SE) B (SF)
Hospitalization -8.42 (9.18) -6.34 (7.98) -6.370@.
Surgery 13.77 (9.93) -1.72 (9.61) -1.38 (9.74)
Perceived burden 1.23 (0.40) 1.30 (0.41)
Personal Growth -11.02 (5.01) -8.58 (7.53)
P. burden x P. Growth 0.36 (0.83)

Overall model statistidFs 5; = 3.54,p = .01, R= .32

Positive per ception/Benefit 2 Step 1: Step 2: Step 3:

AR? = .05,F; 40= 0.98

ARP = 19,F,35=4.63  AR*=.10,F;35=5.64




B (SB) B (SE) B (SE)
Hospitalization -8.42 (9.18) -6.87 (8.94) -7.240468.
Surgery 13.77 (9.93) 0.44 (10.32) -4.16 (9.93)
Perceived burden 1.27 (0.44) -4.22 (2.35)
Learning through Experience 0.60 (6.32) 11.441)7.5
P. burden x Learning thr Exp. 2.02 (0.85)

Overall model statistidFs 5;= 3.72,p = .008,F° = .34

Positive Per ception/Benefit 3 Step 1: Step 2: Step 3:

AR? = .05,F; 40= 0.98

AR = 34,F,35=10.48" AR’ =.00,F 3~ 0.01

B (SE) B (SE) B (SE)
Hospitalization -8.42 (9.18) 0.72 (7.95) 0.74 (9.05
Surgery 13.77 (9.93) -7.41 (9.43) -7.32 (9.60)
Perceived burden 1.45 (0.38) 1.45 (0.39)

Acceptance & Family Cohesion

P. burden x Accep. & Fam. Coh.

-16.62 (5.41) -15.64 (10.99)

0.13 (1.24)




Overall model statistidFs 5; = 4.65,p = .002,R° = .39

Positive per ception/Benefit 4

Step 1:

AR? = .05,F; 40= 0.98

Step 2: Step 3:

ARP = 29,F,3=8.200 AR’ =.00,F,3,=0.01

B (SE) B (SE) B (SE)
Hospitalization -8.42 (9.18) -2.41 (8.08) -2.411@.
Surgery 13.77 (9.93) -4.71 (9.69) -4.80 (9.90)
Perceived burden 1.23 (0.39) 1.22 (0.41)
Happiness & Affection -11.39 (4.75) -11.60 (5.78)
P. burden x Happ. & Affect. -0.04 (0.60)

Overall model statistidFs 5;= 3.71,p = .008,R° = .33

Positive per ception/Benefit 6 Step 1: Step 2: Step 3:

AR2 = .05,F2,40: 0.98

AR? = .30,F235 8.60  ARP=.04,F13,=2.61

B () B (SE) B (SE)
Hospitalization -8.42 (9.18) 1.59 (8.48) 0.26 (§.34
Surgery 13.77 (9.93) -6.02 (9.72) -7.09 (9.54)



Perceived burden 1.49 (0.40) 1.24 (0.42)
Expanded Social Network -14.38 (5.69) -5.47 (7.84)

P. burden x Exp. Social Net. 1.36 (0.84)

Overall model statisticFs 3;= 4.70,p = .002,R° = .39

Pp<.10,p<.05"p<.01,” p<.001.



Table 6 — Effects of perceived burden and perceperdonal benefits on paternal stress: main aedaction effectsn= 36)

Paternal stress

(n = 36)

Positive per ception/Benefit 1

Step 1:

AR = .10,F533= 1.98

Step 2: Step 3:

AR = 14,F,3=297  AR*=.03,F13=1.43

B (SE) B (SF) B (SE)
Hospitalization -6.20 (7.44) -7.36 (7.07) -6.6006).
Surgery 14.69 (8.03) 9.66 (7.86) 9.64 (7.81)
Perceived burden 0.78 (0.32)* 0.64 (034)
Personal Growth -1.13 (5.85) -0.84 (5.82)
P. burden x P. Growth 0.90 (0.75)

Overall model statistidFs 0= 2.39,p = .061,R°= .29

Positive per ception/Benefit 2 Step 1: Step 2: Step 3:

AR = .10,F533= 1.98

ARP = 18,F»3:=3.56 AR’ =.00,F;3=0.01




B (SB) B (SE) B (SE)
Hospitalization -6.20 (7.44) -7.69 (6.95) -7.573@).
Surgery 14.69 (8.03) 10.20 (7.75) 10.16 (7.91)
Perceived burden 0.66 (0.33) 0.65 (0.38§
Learning through Experience 6.11 (6.06) 6.23 (6.46
P. burden x Learning thr Exp. 0.05 (0.83)

Overall model statistidFs 50= 2.26,p = .074,R° = .27

Positive per ception/Benefit 3 Step 1: Step 2: Step 3:

AR = .10,F533= 1.98

ARP = 16,F»3:=3.40 AR’ =.02,F13=0.98

B (SE) B (SE) B (SE)
Hospitalization -6.20 (7.44) -7.56 (6.98) -5.373@).
Surgery 14.69 (8.03) 10.04 (7.78) 8.53 (7.93)
Perceived burden 0.77 (0.32) 0.61 (0.36)
Acceptance & Family Cohesion -5.02 (5.81) -3.638%
P. burden x Accep. & Fam. Coh. 0.77 (0.77)




Overall model statistidFs 5o = 2.46,p = .055,R° = .29

Positive per ception/Benefit 4

Step 1:

AR = 10,F533= 1.98

Step 2: Step 3:

AR = 30,Fp3:= 7.9  AR?=.08,F13=4.35

B (SE) B (SE) B (SE)

Hospitalization -6.20 (7.44) -2.23 (6.50) -1.131@.
Surgery 14.69 (8.03) 0.50 (7.68) -0.88 (7.32)
Perceived burden 0.69 (0.28) 0.51 (0.28§
Happiness & Affection -16.99 (5.89) -21.25 (5.95)

P. burden x Happ. & Affect. 1.36 (0.63)

Overall model statistidFs 0= 5.62,p = .001,R° = .48

Positive per ception/Benefit 6 Step 1: Step 2: Step 3:

AR = .10,F,33= 1.98

AR = 14,F»5=2.95 AR’ =.00,F13=0.14

B (SE) B (SE) B (SE)
Hospitalization -6.20 (7.44) -7.25 (7.05) -7.351@).
Surgery 14.69 (8.03) 9.72 (7.86) 9.67 (7.98)



Perceived burden 0.77 (0.32)* 0.77 (0.32)*
Expanded Social Network 0.11 (5.35) -0.40 (5.60)

P. burden x Exp. Social Net. -0.24 (0.64)

Overall model statistidFs 0= 2.04,p = .098,R° = .25

p<.10,p< .05 "p<.01,” p<.001.



