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Abstract
Receiving a positive expanded newborn screening result is highly stressful for parents. This study aimed to examine parent–
clinician concordance in perceived severity, to investigate its association with parental emotional distress at baseline and six 
months after communication, and to explore the interdependence between perceived severity and perceived control within 
parental dyads. A total of. 171 mothers and 168 fathers reported parental distress and completed the Impact of Event Scale–
Revised and the Emotion Thermometers. Perceived severity and control were measured using single-item Likert scales reflect-
ing subjective appraisals at the time of disclosure. For 147 parents (74 mothers and 73 fathers), a clinician-rated severity score 
was available. An Actor–Partner Interdependence Model with indistinguishable dyads was applied to 115 parental couples. Most 
parents (61.9%) rated their child’s condition as more severe than the clinician. At baseline, higher parental severity ratings rela-
tive to clinicians were associated with higher distress and post-traumatic symptoms. No differences were observed at 6 months. 
Higher perceived severity in one parent was associated with lower perceived control in the partner (β = − 0.207, p = .004). 
Conclusion: Differences between parental and clinician perceptions of severity are common following positive ENBS com-
munication and are associated with elevated early parental distress. Psychosocial support may benefit from adopting a dyadic 
perspective, acknowledging that each parent’s appraisal of the situation can shape the partner’s adjustment. 

What is Known:
• Receiving communication of positivity at the ENBS can be highly stressful for parents.
• Parents’ perceptions of disease severity play an important role in their psychological adjustment.
What is New:
• Parent–clinician misalignment in perceived severity is frequent after positive ENBS communication and is associated with higher early 

parental distress.
• Parental perceptions of severity and control show significant dyadic interdependence within couples, high lighting parental adjustment as a 

relational process.
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Introduction

Although ENBS aims to promote early detection and improved 
clinical outcomes, the initial disclosure of a suspected condi-
tion often occurs when the infant is asymptomatic, and the 
diagnostic picture remains uncertain. The communication of a 
positive result from neonatal screening for metabolic diseases 
can significantly affect family well-being, often generating 
considerable emotional distress and uncertainty while await-
ing confirmatory diagnostic tests [1–6]. In this context, parents 
are abruptly confronted with the possibility of a serious health 
threat, frequently before confirmatory testing is completed.

Previous research has consistently documented high levels 
of parental distress, anxiety, and post-traumatic symptoms fol-
lowing the communication of a positive screening result, even 
in cases later classified as false positives or variants of uncertain 
significance [1–6]. Parental adjustment appears to be influenced 
not only by the objective diagnostic outcome but also by how 
the information is communicated and interpreted [7–9].

Within stress appraisal models and illness representation 
frameworks, emotional responses to health-related threats are 
shaped by individuals’ subjective appraisals of the illness, par-
ticularly perceptions of its severity and controllability [10, 11].

According to cognitive models of stress and illness 
representation, perceived severity reflects the anticipated 
seriousness and consequences of the condition, whereas 
perceived control refers to the extent to which individuals 
believe they can manage or influence the situation. Both 
dimensions are central to psychological adjustment: higher 
perceived severity and lower perceived control are consist-
ently associated with increased distress in medical contexts 
[7, 8, 12]. In the newborn screening setting—characterized 
by uncertainty, limited experiential knowledge, and reliance 
on professional guidance—parents’ appraisals are likely to 
be strongly influenced by the clinical encounter in which 
the result is communicated. Furthermore, families’ percep-
tion of disease severity can influence their ability to tolerate 
uncertainty, their subsequent search for information [13], 
and their healthcare utilization [15]. Therefore, effective 
communication must go beyond simply delivering factual 
content. Communication is a relational process in which 
meanings are co-constructed, and requires the creation of a 
relational space that fosters comprehension and emotional 
validation [15]. While some studies have investigated the 
psychosocial impact of positive newborn screening results 
on parents [2, 4, 16, 17] or patients [18], none has assessed 
the level of concordance between parents and clinicians 
regarding the perceived severity of the condition.

In this regard, the degree of alignment between parents’ 
and clinicians’ perceptions of the child’s condition may rep-
resent an important yet understudied factor. Parent–clinician 
concordance can be conceptualized as the extent to which par-
ents’ illness representations align with the professional frame-
work that guides medical assessment and decision-making. 
In other pediatric and medical contexts, lower concordance 
regarding symptom severity or prognosis has been associ-
ated with poorer psychological adjustment, reduced trust, and 
greater emotional burden [19, 20]. Misalignment may reflect 
differences in access to information, emotional processing, and 
tolerance for uncertainty, and could signal a relational gap in 
mutual understanding. In the ENBS context, where parents 
depend heavily on clinicians to interpret ambiguous results, 
such discordance may amplify uncertainty, undermine per-
ceived control, and intensify distress. Despite its potential 
clinical relevance, parent–clinician concordance in perceived 
severity has not been examined in the context of newborn 
screening.

Beyond the parent–clinician relationship, illness apprais-
als are embedded within family systems. Parental responses 
to a child’s health threat are rarely independent; rather, they 
unfold within a dyadic process of shared meaning-making and 
mutual emotional regulation. Dyadic coping and interdepend-
ence models [21] suggest that one partner’s appraisal of threat 
can influence the other partner’s sense of control and emo-
tional adjustment.

Understanding whether and how parents’ perceptions of 
severity are interrelated within couples may therefore provide 
important insights into the relational dynamics that shape early 
adaptation to a positive screening result, ultimately informing 
more effective psychoeducational interventions.

Based on the existing gaps in the literature and the practi-
cal implications, this study aimed to (i) assess the level of 
concordance between clinicians and parents regarding the 
perceived severity of the child’s condition following the com-
munication of a positive newborn screening result; (ii) verify 
whether this concordance predicts parental distress both imme-
diately after the communication and six months later; and (iii) 
explore, within parental dyads, how each parent’s perceived 
severity relates to their own and their partner’s perceived con-
trol over the situation. By integrating individual and dyadic 
perspectives, this study seeks to clarify the psychological and 
relational processes underlying parental adjustment in the early 
phase following positive newborn screening communication.

Methods

Study design and setting

This study is part of a broader longitudinal observa-
tional project investigating the psychological impact of 
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communicating a positive expanded newborn screening 
(ENBS) result for metabolic diseases in Italy [7]. The study 
was conducted between 2019 and 2022 at three metabolic 
clinical centers in the Lombardy Region (Italy), where con-
firmatory diagnostic evaluations are performed following 
positive ENBS results.

This study was not preregistered. The analyses should 
therefore be considered observational and, in some cases, 
exploratory.

This study was approved by the Ethical Committees of 
the three Metabolic Clinical Centers (MCC) involved (Com-
itato Etico Brianza, protocol no. 2955/2019).

Participants and procedure

Eligible participants were mothers and fathers of newborns 
who received a positive ENBS result for a suspected meta-
bolic disorder and were referred to one of the participating 
metabolic clinical centers for confirmatory testing.

Baseline assessment (T0) was administered after parents 
received the initial communication of the positive screening 
result and before the early phase of confirmatory diagnostic 
evaluation. At this time point, parents had been informed of 
the suspected condition but, in most cases, did not yet know 
the final diagnostic outcome (true positive, false positive, 
or variant of uncertain significance). Six months later (T1), 
parents were invited to complete the same set of question-
naires again. Questionnaires were completed independently 
by mothers and fathers.

Clinicians responsible for communicating the positive 
screening result were asked, immediately after the disclo-
sure, to independently rate the perceived severity of the sus-
pected condition.

Because not all parents completed both waves and not 
all cases had available clinician ratings, different analytic 
subsamples were used depending on the research question. 
The details of participants across study phases and analytic 
samples are reported at the beginning of each section.

Measures

At baseline, parents completed a survey including socio-
demographic information (gender, age, and education level) 
and validated instruments assessing study constructs.

The traumatic impact of the communication was meas-
ured with the Impact of Event Scale-Revised (IES-R) [22], 
a 22-item self-report questionnaire assessing distress related 
to traumatic events over the past 15 days. Responses are 
rated on a 5-point Likert scale ranging from “not at all” 
to “extremely.” Scores ≥ 33 indicate a possible diagnosis of 
post-traumatic stress disorder (PTSD).

Levels of distress, anxiety, depression, and anger were 
assessed using the emotion thermometers (ET) [23], a 

visual-analog tool consisting of four separate thermometers 
measuring distress, anxiety, depression, and anger experi-
enced during the past week. Ratings are made on a 0–10 
scale ranging from “none” (0) to “extreme” (10), with a cut-
off ≥ 4 indicating clinically relevant emotional upset.

Parental perceived severity and control were measured 
using two single-item questions: “How severe do you con-
sider your child's health condition to be?” and “How much 
control do you feel you have over your child's health condi-
tion?”. Responses were rated on a 7-point Likert scale rang-
ing from “0 = not at all” to “7 = extremely.”

At 6-month follow-up, parents completed the same set of 
questionnaires, that is, IES-R, ET, and the two ad hoc items. 
The survey took approximately 10 min.

After the initial communication, clinicians were asked 
to indicate their assessment of the severity of the child’s 
condition on a 7-point Likert scale ranging from “0 = not at 
all severe” to “7 = extremely severe.”

No standardized definition of “severity” was provided to 
parents or clinicians; responses therefore reflect subjective 
appraisals.

Concordance operationalization

To examine parent–clinician concordance in perceived 
severity at baseline, parental severity ratings were compared 
with clinician ratings referring to the same case. In the pri-
mary analysis, concordance was operationalized categori-
cally by classifying parents into three groups:

–	 Concordant: parent and clinician provided the same 
severity rating.

–	 Parent overestimation: the parent rated the condition as 
more severe than the clinician.

–	 Parent underestimation: the parent rated the condition as 
less severe than the clinician.

This classification approach was chosen to facilitate clini-
cal interpretability of directional discrepancies.

In addition, sensitivity analyses were conducted using 
continuous discrepancy scores (parent rating minus clini-
cian rating) to examine whether results were consistent when 
severity differences were modeled dimensionally.

Statistical analysis

Descriptive statistics (means, standard deviations, and fre-
quencies) were calculated for all variables. Group compari-
sons were conducted using chi-square tests for categorical 
variables and either independent t-tests or Mann–Whit-
ney U-tests for continuous variables, based on normality 
assumptions. Z-tests were used to assess proportions.
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To examine whether parent–clinician concordance in 
perceived severity was associated with parental distress, 
participants were classified into three groups (concordant, 
parent overestimation, parent underestimation), and group 
differences in distress were examined using Kruskal–Wallis 
tests. Follow-up pairwise comparisons were corrected using 
a Bonferroni adjustment. As a sensitivity analysis, concord-
ance was also examined using polynomial regression models 
including standardized parent and clinician severity ratings, 
their interaction, and quadratic terms.

To explore the role of concordance over time, the same 
group comparisons were conducted separately at baseline 
(T0) and follow-up (T1), acknowledging that these analy-
ses were timepoint-specific rather than modeling change 
longitudinally.

Finally, to explore whether and how the mother–father 
dyad members’ ratings of the perceived severity of the 
child’s condition affected their individual perception of 
control, we employed an Actor–Partner Interdependence 
Model (APIM) using an indistinguishable dyads regression 
approach [24, 25]. This analytic framework accounts for the 
interdependence between dyad members, allowing for the 
estimation of both actor effects (the effect of a parent’s own 
perception of severity on their own perceived control) and 
partner effects (the effect of a parent’s perception of severity 
on the partner’s perceived control).

Following standard recommendations for dyadic data 
analysis [25], we first tested whether dyad members (mothers 
vs fathers) could be empirically distinguished by examining 
differences in actor and partner effects by parent role. Inter-
action terms between parent role and both actor and part-
ner severity were not statistically significant (actor × role: 
p = 0.971; partner × role: p = 0.871), indicating that mothers 
and fathers did not differ in the strength of these associa-
tions. Therefore, dyads were modeled as indistinguishable in 
order to obtain a more parsimonious model given the avail-
able sample size. All analyses were conducted using SPSS 
28. Statistical significance was set at p < 0.05.

Results

Sample characteristics

The overall sample included 171 mothers and 168 fathers 
(M = 34.74 years, SD = ± 5.5), the majority of whom were 
Italian nationals (90%) and had at least a high school educa-
tion (85.2%). Slightly more than half were first-time parents 
(54.6%). Their children (N = 158) were screened positive for 
a range of metabolic conditions, most commonly beta-oxida-
tion cycle disorders (56.6%), followed by organic acidurias 
(10.4%) and biotinidase deficiency (9.5%). After confirma-
tory diagnostic testing, screening outcomes were classified 

as true positive, false positive, or variants of uncertain sig-
nificance (VUS)/heterozygous carrier. Sample characteris-
tics are reported in Table 1.

Because not all parents completed all measures, and clini-
cian ratings were not available for all cases, different analytic 
subsamples were used depending on the research question. 
Analyses involving parent–clinician concordance were con-
ducted on the subsample for whom clinician severity ratings 
were available, whereas dyadic analyses were conducted on 
couples with complete data from both parents.

Perceived severity: Concordance between parents 
and clinicians

Parent–clinician concordance in perceived severity was 
examined at baseline using the subsample of parents for 
whom both parent and clinician severity ratings were avail-
able (N = 147, 74 mothers and 73 fathers).

Table 1   Sample characteristics

Parents N = 340

Age in years (mean ± standard deviation) 34.74 (± 5.5)
Gender
Female 171 (50.3%)
Male 168 (49.4%)
Not reported 1 (0.3%)
Educational level
Year 5 40 (11.7%)
Year 12 139 (40.9%)
Bachelor’s degree or higher 90 (26.5%)
Not reported 71 (20.9%)
Parental experience
First child 147 (43.2%)
Second or subsequent child 122 (35.9%)
Not reported 71 (20.9%)
Nationality
Italian 261 (76.8%)
Other 29 (8.5%)
Not reported 50 (14.7%)
Children N = 158
Screening diagnosis
Beta-oxidation cycle disorders 90 (56.6%)
Organic acidurias 16 (10.4%)
Aminoacidopathies 11 (7.0%)
Biotinidase deficiency 15 (9.5%)
Galactosemia 10 (6.3%)
Phenylketonuria 16 (10.1%)
Test results
True positive 41 (25.9%)
False positive 75 (47.5%)
VUS cases/heterozygous carrier 42 (26.6%)
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To assess the degree of concordance between parents and 
clinicians in their perception of the severity of the child’s 
condition, participants were classified into three groups 
based on the difference between their self-reported severity 
ratings and those provided by the clinician who communi-
cated the screening result. The three categories were parent-
same (ratings matched), parent-overestimation (parent rated 
the condition as more severe than the clinician), and parent-
underestimation (parent rated it as less severe).

As shown in Table 2, at baseline, only a minority of par-
ents provided severity ratings identical to the clinician. The 
majority of parents rated the condition as more severe than 
the clinician did, whereas a smaller proportion rated it as 
less severe. When examined separately, z-tests for propor-
tions revealed no statistically significant differences between 
mothers and fathers in the distribution across the three con-
cordance categories (same values z = − 0.05, p = 0.96; par-
ents’ overestimation z = 0.40, p = 0.68; parents’ underestima-
tion z = − 0.56, p = 0.58), suggesting that misalignment with 
clinician ratings was consistent across parent roles.

When considering the type of diagnostic outcome—true 
positive, false positive, or variant of uncertain significance 
(VUS)/heterozygous carrier—no statistically significant dif-
ferences were found in the distribution of concordance cat-
egories across diagnostic groups, χ2(4) = 5.795, p = 0.215. 
As shown in Table 3, most parents tend to overestimate the 
severity of their child’s condition, regardless of the diagnos-
tic category (ranging from 60.0% in true positives to 72.3% 
in false positives and 54.5% in VUS cases). The underesti-
mation pattern remained relatively infrequent across all three 
outcome types.

Association between severity concordance 
and emotional distress

To explore whether differences in the concordance between 
parents’ and clinicians’ perceptions of the severity of the 
child’s condition were associated with parental emotional 
distress, a series of non-parametric analyses were conducted 
at baseline (T0) and follow-up (T1), using the ET-Stress and 
the IES-R.

At baseline (T0), a Kruskal–Wallis test revealed statisti-
cally significant differences in distress scores (ET-Stress) 

among parents categorized into three concordance groups: 
“parent-same” (n = 35), “parent-overestimation” (n = 72), 
and “parent-underestimation” (n = 15), χ2(2) = 8.142, 
p = 0.017. Post hoc pairwise comparisons with Bonfer-
roni correction showed that parents who overestimated the 
severity of the condition reported significantly higher lev-
els of distress (M = 6.58) than those who underestimated it 
(M = 4.47; p = 0.005). No significant differences emerged 
for the parent-same group (M = 5.89). Similarly, the 
IES-R total score at T0 showed a statistically significant 
difference between concordance groups, χ2(2) = 8.240, 
p = 0.016. Again, post hoc comparisons indicated that the 
parent-overestimation group reported significantly higher 
post-traumatic symptomatology (M = 3.79) compared to 
the parent-underestimation group (M = 3.19, p = 0.005), 
with no significant differences involving the parent-same 
group (M = 2.65).

Descriptive statistics for distress measures across con-
cordance groups are presented in Table 4.

To further examine the robustness of these findings, 
concordance was also modeled as a continuous construct 
using polynomial regression models including standard-
ized parent and clinician severity ratings, their interac-
tion, and quadratic terms. Results showed that higher 
parental severity ratings were significantly associated 
with greater parental distress (B = 1.26, p < 0.001), 
whereas clinician severity was not associated with dis-
tress (p = 0.863). The interaction term showed a small, 
non-significant effect (p = 0.099), suggesting a potential 
role of discrepancy. Overall, the pattern of results was 
consistent with the categorical analyses, supporting the 
robustness of the findings across different operationali-
zations of concordance.

At follow-up (T1), distress measured with the ET-Stress 
showed a non-significant association across concordance 
groups, χ2(2) = 5.343, p = 0.069, with the same group 
structure (“parent-same”: n = 11, “parent-overestimation”: 
n = 24, “parent-underestimation”: n = 5). Similarly, post-
traumatic symptoms at T3 (IES-R total) did not differ sig-
nificantly by concordance group, χ2(2) = 1.241, p = 0.538.

Table 2   Distribution of parents across severity concordance catego-
ries compared to clinicians, by parent role (mothers vs. fathers)

All parents Mothers Fathers

Same values 40 (27.2%) 20 (27%) 20 (27.4%)
Parent’s overestimation 91 (61.9%) 47 (63.5%) 44 (60.3%)
Parent’s underestimation 16 (10.9%) 7 (9.5%) 9 (12.3%)
Total 147 (100%) 74 (100%) 73 (100%)

Table 3   Distribution of parental concordance categories with clini-
cian severity ratings by diagnostic outcome (true positive, false posi-
tive, VUS/heterozygous carrier)

True positive False positive VUS/het-
erozygous 
carrier

Same values 10 (33.3%) 10 (21.3%) 19 (28.8%)
Parent’s overestimation 18 (60%) 34 (72.3%) 36 (54.5%)
Parent’s underestimation 2 (6.7%) 3 (6.4%) 11 (16.7%)
Total 30 (100%) 47 (100%) 66 (100%)
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Dyadic analysis: Perceived severity and control

Dyadic associations between perceived severity and per-
ceived control were examined using an Actor–Partner Inter-
dependence Model (APIM) in the subsample of parental 
couples with complete data from both partners (115 dyads).

This model accounted for the non-independence of 
responses within parental dyads and allowed for the simul-
taneous estimation of actor and partner effects. The model 
revealed a negative actor effect (β = − 0.134, p = 0.061), 
indicating a trend whereby parents who perceived the con-
dition as more severe tended to report lower levels of control 
over the situation, although this effect did not reach statisti-
cal significance.

More notably, a significant negative partner effect was 
found (β = − 0.207, p = 0.004), indicating that when one 
parent perceived the child’s condition as more severe, their 
partner also felt significantly less in control. A summary of 
the APIM results is presented in Table 5.

Discussion

This study sought to examine the psychological and inter-
personal impact of receiving a positive result at the ENBS 
for metabolic conditions and examined two distinct but com-
plementary processes. First, we investigated parent–clinician 
concordance in perceived illness severity and its associa-
tion with parental emotional distress. Second, we examined 
dyadic processes within parental couples, focusing on how 

each parent’s appraisal of illness severity was associated 
with their own and their partner’s perceived sense of control.

First, our findings revealed that only about one in four 
parents perceived the severity of their child’s condition simi-
larly to the clinician. A majority (nearly 62%) rated the con-
dition as more severe, regardless of whether the subsequent 
diagnosis was a true positive, false positive, or a variant of 
uncertain significance. The differences in perceived sever-
ity were consistent across diagnostic outcomes and parent 
roles (mothers and fathers), with no statistically significant 
differences detected.

These findings indicate that differences in perceived 
severity are highly prevalent in the immediate aftermath of 
result disclosure and appear to reflect a generalized psycho-
logical response rather than being strictly driven by objec-
tive diagnostic status. Previous research confirmed that par-
ents’ interpretations of the child’s health threat, including 
perceptions of illness severity and vulnerability, can signifi-
cantly influence emotional responses following positive or 
uncertain screening results [2, 7, 12].

Although the present study primarily focused on parents 
who perceived the condition as more severe than the clini-
cian, two additional patterns of appraisal emerged. Within 
illness representation frameworks, alignment between 
patients’ or families’ appraisals and clinicians’ perspectives 
may reflect a shared understanding of the clinical situa-
tion, effective communication, and shared meaning-making 
regarding the health threat [10].

Only 16 parents perceived the condition as less severe than 
the clinician, and this pattern can be accounted as a cop-
ing strategy to buffer emotional distress [30], or as a limited 
understanding of the medical implications of the screening 
result [31]. Future research should examine how these differ-
ent appraisal patterns emerge during the communication pro-
cess and how they influence parental adjustment over time.

Importantly, these findings do not allow us to conclude 
that parental ratings were inaccurate or distorted, nor that 
clinicians’ ratings represented an objective or “correct” 
benchmark. Perceived severity was assessed as a subjective 
appraisal, and parents and clinicians likely relied on partially 
different informational bases and experiential frameworks 
when formulating their judgments. While clinicians may rely 
on epidemiological knowledge, prognostic expectations, and 
professional experience with multiple cases, parents may 
primarily rely on emotional salience, uncertainty, imagined 
future scenarios, and perceptions of the communication they 
receive from clinicians. These distinct perspectives may rea-
sonably lead to systematic differences in severity appraisals 
without implying error on either side.

Second, misalignment in perceived severity between 
parents and clinicians was associated with higher levels of 
parental emotional distress in the immediate phase follow-
ing result disclosure. At baseline, parents who perceived the 

Table 4   Parental distress across concordance groups at baseline

ET-Stress mean (SD)
N (%)

IES-R mean (SD)
N (%)

Same values 5.89 (± 2.8)
35 (28%)

2.65 (± 1.94)
40 (29%)

Parent’s overestimation 6.58 (± 2.72)
72 (59%)

3.79 (± 2.08)
80 (59%)

Parent’s underestimation 4.47 (± 2.53)
15 (13%)

3.19 (± 2.57)
16 (12%)

Total 6.12 (± 2.79)
122 (100%)

3.38 (± 2.15)
136 (100%)

Table 5   The Actor–Partner Interdependence Model demonstrating 
the actor and partner relationship of perceived severity of the child’s 
condition to perceived control over the situation

 Severity Β Standard Error t p-value

Actor  − 0.134 0.071  − 1.886 0.061
Partner  − 0.207 0.071  − 2.909 0.004
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condition as more severe than the clinician reported greater 
emotional distress and more post-traumatic symptoms. How-
ever, this association was no longer significant at the 6-month 
follow-up, suggesting that emotional responses may attenuate 
over time as families receive additional information and the 
diagnostic situation becomes clearer [32]. Given the reduced 
sample size and small group sizes at T1, particularly in the 
underestimation group, this finding should be interpreted 
with caution, as the analyses may have been underpowered 
to detect group differences. Therefore, the absence of signifi-
cant effects cannot be taken as evidence of a true attenuation 
of the association over time. Because the baseline analyses 
are cross-sectional, the direction of this association cannot 
be determined. It remains unclear whether higher perceived 
severity contributed to heightened distress, whether elevated 
distress amplified perceived severity, or whether both pro-
cesses mutually reinforced one another.

Third, the dyadic analysis offered novel insights into how 
parents jointly process the situation. Importantly, this dyadic 
analysis does not capture concordance between parents and 
clinicians, but rather the interdependence of parents’ own 
appraisals within the couple, and reveals a significant partner 
effect: the more one parent perceived the condition as severe, 
the less control the other parent reported feeling over the situ-
ation. This effect remained significant even when controlling 
for the actor effect, which itself showed only a statistical trend.

While most research on parental responses to newborn 
screening has focused on individual parents, these findings 
suggest that cognitive and emotional responses to the child’s 
condition are not independent within couples but may influ-
ence each other through shared meaning-making processes and 
emotional contagion. In line with dyadic and family-systems 
perspectives, each partner’s appraisal of threat may shape the 
other partner’s perceived capacity to manage the situation [33]. 
Together, these findings suggest that parental responses to pos-
itive newborn screening results should be conceptualized not 
only at the individual level but also within relational contexts 
involving both clinicians and parental dyads.

Although differences between parents’ and clinicians’ 
severity ratings may plausibly be influenced by how informa-
tion is framed, communicated, and emotionally processed [9, 
27], communication quality and style were not directly meas-
ured in the present study. Therefore, any interpretation regard-
ing a “communication gap” must be considered hypothetical 
rather than empirically demonstrated. Future research should 
directly examine how specific communication strategies and 
relational factors influence parental illness appraisals.

From a clinical perspective, the relevance of perceived 
severity does not lie in whether parents’ appraisals are 
“accurate” with respect to medical standards, but in the 
fact that these appraisals are psychologically consequen-
tial. Higher perceived severity was associated with greater 
early distress, and severity appraisals showed clear dyadic 

interdependence. These findings suggest that explicitly 
exploring how severe parents believe the condition to be 
may offer clinicians a valuable window into the family’s 
emotional state and perceived threat.

In this regard, a simple question such as the one used in 
the present study (“On a seven-point Likert scale, from 1 not 
at all serious to 7 very serious, how severe do you consider 
your child's health condition?”) posed both to clinicians and 
parents could represent a low-cost, clinically feasible strat-
egy for assessing parents’ illness appraisal and identifying 
potential differences in perception. When substantial mis-
alignment emerges, this may open opportunities for clarifica-
tion, discussion, and emotional support.

It is important to note that the goal of communicating a 
positive screening result is not necessarily a perfect agree-
ment between clinicians and parents. Communication strate-
gies may vary depending on the clinical context and the fam-
ily’s emotional state. At times, clinicians may intentionally 
emphasize the severity of the condition to enhance parental 
awareness and engagement with clinical recommendations. 
Conversely, in cases where families exhibit high levels of 
anxiety, clinicians may opt for a more tempered approach 
to avoid overwhelming them, even if this risks undercom-
municating the seriousness of the condition. These nuances 
underscore the need for flexible, attuned communication 
strategies. Therefore, the implementation of communica-
tion training specifically aimed at supporting the delivery 
of positive newborn screening results is warranted, as high-
lighted in recent studies [7, 28, 29].

Taken together, the results of this study suggest that 
interventions aimed at improving communication follow-
ing positive newborn screening results should consider not 
only the informational content delivered to families but also 
the relational context in which this information is conveyed. 
Providing opportunities for parents and clinicians to openly 
discuss their perceptions of illness severity may facilitate a 
shared understanding of the clinical situation and mitigate 
the emotional impact of the initial disclosure.

As the perceived severity of the child’s health condi-
tion is related to how parents receive the communication 
and how their concerns are addressed, further studies are 
needed to identify which aspects of the communication 
process (i.e. the tone of voice, the verbal content, and the 
nonverbal expression) and which features of the clinician 
and of the family (tolerance of uncertainty, social support, 
coping resources) modulate the perception of the disease 
severity. Moreover, given the significant partner effect 
observed, psychoeducational support strategies should 
not be limited to individual parents but rather conceptual-
ized within a dyadic framework that recognizes how each 
parent’s appraisal of the situation can influence the part-
ner’s perceived sense of control and overall psychological 
adjustment.
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Limitations

Several limitations should be considered when interpreting 
the results of this study. First, the small number of clini-
cians involved in the research may limit the generalizability 
of the findings. Second, perceived severity and perceived 
control were assessed using single-item measures without 
established psychometric validation, and no standardized 
definition of “severity” was provided to either parents or 
clinicians. Consequently, substantial variability in interpre-
tation is likely.

Third, communication processes, prior parental knowl-
edge of the newborn screening process, and the clinical con-
dition, intolerance of uncertainty, and relationship quality 
were not assessed and may have played a significant role in 
shaping both severity appraisals and distress.

Finally, all key associations at baseline were cross-sec-
tional, preventing causal inference at both the individual and 
dyadic levels.

Future studies should consider longitudinal and repeated 
assessments of perceived severity and control, especially 
within the first days and weeks following the disclosure, 
to better understand how illness appraisals and emotional 
responses evolve over time.

Conclusions

Perceived severity following positive newborn screening 
communication varies substantially between parents and 
clinicians and is associated with early parental distress as 
well as dyadic processes of perceived control.

These findings underscore the clinical relevance of 
exploring parents’ subjective illness appraisals during early 
encounters and highlight the importance of conceptualizing 
parental adjustment as a relational process involving both 
clinician–parent and parent–parent dynamics.

Future longitudinal and multimethod studies are needed 
to clarify the temporal dynamics linking communication 
processes, severity perceptions, emotional distress, and 
dyadic regulation within families.
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