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Abstract

Purpose
To explore the relationships between youth and caregiver scores on the Pediatric Quality of Life
Inventory (PedsQL) in an intensive outpatient youth mental health services setting.

Methods
This is a secondary analysis of routinely collected PedsQL data. Informant discrepancies between youth
self-report and caregiver proxy-report were described. Differences across domains scores, and gender
impacts on discrepancies were examined using Intra-Class Correlations and repeated measures ANOVA.
The associations between age and discrepancies were examined using Spearman’s rho. A hypothesis
testing approach was used to assess the validity of interpreting discrepancies between scores.

Results
205 youth-caregiver dyads met eligibility criteria. The mean age was 14.8 +/- 1.7 and participants
identified as boys (25.9%), girls (65.4%), and gender diverse (8.6%). ICC point estimates indicated poor
agreement for all domains and global scores (0.378–0.487). Average absolute discrepancies varied from
12.0-17.3 across domains. There was a significant main effect of domain (p = 0.018) on discrepancies,
but post-hoc tests were not significant. Age was significantly negatively associated with emotional and
social domain discrepancies (ρ=-0.187,-0.123, respectively), and gender had no significant effect on
discrepancies (p = 0.867). For construct validity, our hypotheses were supported by the data.

Conclusion
Youth and caregiver PedsQL scores show poor agreement. Informant discrepancies are highly variable
across dyads, but do not show a bias towards youth or caregivers consistently under- or over-reporting
quality of life. Age appears to influence discrepancies, but the impact of gender is unclear. The validity of
interpreting informant discrepancies is supported; however, more research is needed to guide clinical
interpretation.

Plain English Summary
1. Why is this study needed? Past studies found differences in youth and caregiver reports for
standardized questionnaires that measure mental health symptoms and progress during treatment from
their point of view. These differences are poorly understood for tools that measure general wellbeing in
youth mental health settings like the Pediatric Quality of Life Inventory (PedsQL). Clinicians may use
these scores to guide treatment, so an understanding of differences is important for patient care.
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2. What is the key problem/issue/question this manuscript addresses? We investigated differences in
youth and caregiver reports for the PedsQL and factors that may contribute to those differences.    

3. What is the main point of your study? Differences do exist for youth- and caregiver-reported
functioning using the PedsQL and these differences are not random.    

4. What are your main results and what do they mean? There was a lot of variability in how large the
differences were between youth and their caregivers for all categories of questions (emotional, physical,
social, and school), and these differences are only partially explained by the youth’s age. Differences for
the emotional questions on the PedsQL strongly matched differences in another tool commonly used to
measure anxiety and depression, which means the differences likely represent true differences in how
youth and their caregivers perceive the youth’s quality of life.  

Introduction
Mental health disorders, including anxiety, depression, and behavioural challenges, are common among
youth and place a significant burden on healthcare systems and families [1, 2]. In recent years,
increasing attention has been given to incorporating the perspectives of youth into their own mental
health care [3]. Patient-Reported Outcome Measures (PROMs) have emerged as a valuable tool in this
context. These standardized, patient-centred questionnaires assess symptoms and functioning from the
youth’s perspective and are often completed by both youth and their caregivers. When used consistently,
PROMs can support more accurate assessment, inform treatment decisions, and improve clinical
outcomes [3–6]. Increasingly, policy agendas and clinical guidelines emphasize evaluating treatment
impacts beyond symptom intensity by focusing on health-related quality of life (HRQOL), which captures
how health conditions and treatments affect multiple aspects of a person's level of ability, daily
functioning, and capacity to experience a fulfilling life.

A persistent challenge in the interpretation of PROM data is the low to moderate agreement between
youth and caregiver reports, a phenomenon known as informant discrepancies [7]. In youth mental
health care, these discrepancies are thought to follow predictable patterns that reflect differences in
perceptions of internal experiences, insight, and communication [8, 9]. For example, it is thought that
youth provide more accurate accounts of their subjective internal experiences, such as sadness, worry, or
hopelessness, while caregivers are more accurate in reporting external, observable behaviours, such as
behavioural problems [8, 10, 11]. In practice, this pattern is often interpreted as caregivers
underestimating youth’s internalizing symptoms, whereas youth-caregiver agreement is stronger for
externalizing or more observable difficulties [7, 12]. Discrepancies also appear to widen during
adolescence, which is when youth become more independent and are less likely to disclose emotional
difficulties to caregivers [13]. Discrepancies can also be influenced by a range of factors, including the
youth’s age, family dynamics, and symptom visibility [13, 14].

Despite existing evidence, informant discrepancies are sometimes misinterpreted as random
measurement error or attributed to the limitations of PROMs. This misinterpretation may obscure
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meaningful differences in how symptoms or functional limitations are experienced or perceived by two
individuals, both of whom report the same youth’s mental health from their own distinct perspectives. It
has been suggested that the discrepancy between a youth and their caregivers could be meaningfully
interpreted as a third data point in youth mental health treatment [15]. If discrepancies are ignored during
interpretations of multi-informant PROMs, clinical decisions informed by this data may be suboptimal,
leading to a misalignment between treatment planning and the youth’s needs. This risk is particularly
high when clinician interpretation of scores relies exclusively on global scores, which can obscure
important differences in caregiver and child perceptions within specific domains of HRQOL.

Informant discrepancies in symptom-based measures are well-documented, but fewer studies have
examined these discrepancies in generic pediatric HRQOL instruments. Because HRQOL tools are
generally multidimensional, they offer distinct insights into several related areas of functioning
simultaneously, rather than rendering a single global summary of functioning. These investigations
consistently find only moderate agreement, with emotional and school domains showing the weakest
concordance [16–19]. One study of the PROMIS pediatric scales found moderate to low item-level
agreement between youth- and caregiver-report and a pattern that aligns with higher discrepancies for
internalizing (i.e., peer relationships, anger, anxiety and depression) versus externalizing symptoms (i.e.,
energy, fatigue, pain interference, asthma impact, upper extremity and mobility items) [20]. In a non-
clinical sample responding to a general health questionnaire, youth also reported greater emotional
difficulties than caregivers perceived, with behavioural-domain discrepancies being smaller [21].

The PedsQL is a widely used generic PROM in pediatric healthcare that is designed to assess HRQOL
across four distinct domains physical, emotional, social, and school domains from both the youth and
their caregiver's perspectives [22, 23]. Several studies have demonstrated the validity of the PedsQL for
use in clinical youth mental health populations [10, 24, 25]. There is also research examining informant
discrepancies within the PedsQL for general pediatric populations [17, 22, 24, 26]. One such study
examined the impact of age on discrepancies, showing poor agreement for most psychosocial items
only for older youth (ages 8–12) [17]. To our knowledge, no research has explored informant
discrepancies on the PedsQL in youth mental health populations, the factors that may influence them, or
how these discrepancies function across domain subscales versus global scores. A better
understanding of informant discrepancies in PedsQL and other generic HRQOL instruments would not
only enhance the validity of quality-of-life PROM score interpretation but also contribute to our
understanding of how to integrate self- and proxy report HRQOL scores in research and service
evaluation.

The overarching aim of this study was to explore the extent and nature of discrepancies between youth
and caregiver scores on the PedsQL, moving beyond global metrics to examine its subscales.
Specifically, the study had three objectives. First, we examined agreement and differences in both
PedsQL global score and across HRQOL domains for youth and caregiver scores. Second, we tested
whether discrepancies varied according to youth age and gender, and whether these patterns differed by
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PedsQL domain. Finally, we used a construct validation approach to investigate the validity of
interpreting youth-caregiver discrepancies in scores.

Methods

Design & Setting
This was a secondary analysis of routinely collected PROMs data from intensive, outpatient youth
mental health services in Calgary, Canada. This study was approved by the University of Alberta Health
Research Ethics Boards (Pro00147995).

Participants & Data collection
The sample included youth aged 8–18 years, along with their caregivers, who presented to a youth
mental health centre in Calgary, Canada, between March 2023 and March 2025, for a severe mental
health disorder requiring partial hospitalization or intensive outpatient care. Participants were treated in
one of two services: 1) the Day Hospital program, a two-week intervention for youth transitioning from
inpatient psychiatric care back into their communities, and 2) the Intensive Community Treatment
Services (ICTS), a multidisciplinary program that provides short-term intensive support for youth with
acute, escalating mental health concerns through a combination of group, family, and individual therapy,
psychiatric care, and other psychosocial interventions. PROMs are administered to all youth aged 8 years
or older and their caregivers at both intake and discharge. The measures were completed independently
by both youth and their caregivers. Data included in this study were from intake only.

Demographic and clinical information, including age, gender, ethnicity, and clinical diagnosis were
extracted from electronic health records. The clinical diagnoses represent the participants’ principal
administrative diagnosis. While the sample includes youth with neurodevelopmental conditions (e.g.,
Autism Spectrum Disorder, ADHD) or DSM-5 relational and adjustment codes, all participants met strict
clinical thresholds for admission to the intensive outpatient mental health services due to severe, acute
psychological distress and functional impairment. We performed a sensitivity analysis comparing the
sample with mental health disorder diagnosis and neurodevelopmental disorder/relational or adjustment
diagnosis and found no significant differences in absolute mean discrepancies across these groups
(Supplementary File 1). Therefore, this sample thus represents an acute, transdiagnostic mental health
treatment cohort. Item-level missingness did not occur as the electronic PROM system required all items
to be complete at submission; however, cases missing an entire PedsQL domain were excluded from the
analyses for that domain.

Measures
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Two PROMs were administered across services at the centre: the acute version of the PedsQL and the
Revised Children's Anxiety and Depression Scale (RCADS-25). These measures were selected to align
with the most prevalent youth mental disorders, guided by the International Consortium for Health
Outcomes Measurement’s (ICHOM) Patient-Centred Outcome Set for Anxiety and Depression (including
OCD and PTSD) [6, 27]. Choice of instruments was further informed by the PROMs available within the
provincial electronic health record system and finalized through consultation with youth, caregivers, and
clinicians.

Pediatric Quality of Life Inventory Generic Core Scales (PedsQL 4.0) [22]

The acute version of the PedsQL is a 23-item measure with a 7-day recall period that assesses four
domains: physical, emotional, social, and school functioning. It has demonstrated construct validity in
mental health populations [10, 23, 24]. Both youth self-report and caregiver-proxy forms are available,
with youth forms divided into three age groups and caregiver forms into four age groups. Respondents
rate the frequency of difficulties with various activities on a five-point scale. Items are reverse-scored
and converted to a 0-100 scale, with higher scores reflecting better perceived HRQOL. For this study, we
considered the emotional domain as capturing internal experiences (i.e., distress that is directed inward,
manifesting as disturbances in mood), while social, school and physical domain captured external
behaviours (i.e., more observable, objective domains of function).

Revised Children's Anxiety and Depression Scale- 25 (RCADS-25) [28, 29]

The RCADS-25 is a 25-item questionnaire for youth aged 8–18 years, comprising two internalizing
symptoms subscales (anxiety and depression) as well as a global score. Items are rated on a 4-point
frequency scale and yield age- and sex-normed T-scores [30]. Parallel self-report and caregiver-report
versions are available [31]. The items ask about the frequency of symptoms on a 4-point scale [27]. The
RCADS-25 has demonstrated strong reliability and validity in youth mental health populations, although
its sensitivity to change has been less extensively studied [5].

Data Analysis
All analyses were conducted in JASP (version 0.19.3) [32]. Distributions and assumptions of normality
for PedsQL data were assessed using a Shapiro-Wilk normalcy test and visual inspection of Q-Q plots.

Categorical variables (e.g., gender) were summarized as counts and percentages. Continuous variables
(e.g., age) were summarized as means and standard deviations. Baseline PedsQL scores and RCADS-25
T-scores were summarized on the 0–100 scale for each domain and global score. Signed discrepancy
scores for PedsQL global and domain scores were calculated as the difference between youth and
caregiver proxy-report scores (youth - caregiver) for each domain. Positive PedsQL signed discrepancy
values indicate higher self-reported functioning by the youth compared to their caregiver. Positive
RCADS-25 signed discrepancy values corresponded to worse mental health symptom ratings by the
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youth. Absolute discrepancies were calculated from signed discrepancies to show the magnitude of
youth-caregiver differences.

Intraclass correlation coefficients (ICCs) were calculated using two-way mixed-effects models (ICC(3,1))
to assess absolute agreement between youth and caregiver reports. ICCs were calculated for global
scores and separately for each domain to show if levels of agreement differed between internal (i.e.,
emotional domain) and external (i.e., physical, social and school) areas of functioning. A two-way
repeated-measures ANOVA with rater (youth vs caregiver) and domain as within-subject factors was
used to examine whether raw mean PedsQL scores differed for youth and caregivers and if there were
differences across domains. Greenhouse-Geisser corrections were applied where appropriate, and Holm-
corrected post-hoc tests were used to assess pairwise domain differences. Spearman’s rank-order
correlation coefficient was used to examine the association between age and signed discrepancy
scores. A mixed repeated measures ANOVA was conducted to test if absolute value discrepancy scores
differed according to domain (within-subjects) and gender (between-subjects). Greenhouse-Geisser
corrections were applied if appropriate following sphericity testing, and Holm-corrected post hoc testing
examined pairwise differences in discrepancy scores across domains and between genders.

Construct validity
We were interested in whether clinicians could meaningfully interpret the discrepancies between youth
and their caregiver, that is, whether discrepancies represent true differences in how the youth and
caregiver perceive the youth’s quality of life in youth mental health. We therefore used a hypothesis
testing approach to investigate whether absolute discrepancies in scores reflect true perceptual
differences between a youth and their caregiver (which would be consistent across scales). We
hypothesized that 1) there would be a moderate association (r = 0.3–0.5) between discrepancies across
domains of the PedsQL, because one would expect the magnitude and direction of discrepancies in
quality of life scores in one domain to relate to discrepancies in another quality of life domain; and 2)
there would be a moderate-strong negative association between discrepancies on the PedsQL emotional
domain and discrepancies in the RCADS-25 total score at intake (r = -0.5-0.7) as they capture similar
constructs (i.e. emotional functioning and anxiety and depression symptoms). In previous work, we
found a strong correlation between these two scores as a youth self-report [33]. Pearson correlations
were used to test both hypotheses, examining associations between PedsQL discrepancy scores across
domains and between PedsQL emotional domain discrepancy scores and RCADS-25 total scores. If
these hypotheses were supported, it would be considered evidence for the validity of interpreting
discrepancy scores as a third data point when using PedsQL score for informing clinical care in youth
mental health.

Results

Participant Characteristics
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A total of 600 electronic health records were screened, with 205 dyads met the eligibility requirements.
Within this group, 3 dyads had missing data for the entire social domain. Participant characteristics are
presented in Table 1. Over half of participants identified as girls (65.4%), 25.9% identified as boys, and
8.6% were gender diverse. The mean age at intake was 14.8 +/- 1.7 years. The most common ethnicity
was Caucasian (69.6%), followed by Indigenous (5.9%) and Latino, Latina, or Latinx (3.7%). The most
frequent diagnosis was anxiety (27.3%), followed by ADHD (20.5%), and depression (16.1%). Just over
half of participants were attending ICTS (53.7%), with the remaining participants attending the Day
Hospital (46.3%).

Shapiro-Wilk normalcy test p-values were < 0.001 for global mean absolute value discrepancy scores and
for each domain at intake and discharge; however visual inspections of Q-Q plots suggested only minor
deviations, so parametric tests were used.
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Table 1
Participant characteristics.

Characteristic  

Age (years, mean +/- SD) 14.8 +/- 1.7

Gender (n = 162)

Girls 106 (65.4%)

Boys 42 (25.9%)

Gender-diverse 14 (8.6%)

Ethnicity (n = 135)

Caucasian 94 (69.6%)

Southeast Asian 6 (4.4%)

South Asian 3 (2.2%)

Middle Eastern 1 (0.7%)

Latino, Latina, Latinx 5 (3.7%)

Indigenous 8 (5.9%)

East Asian 2 (1.5%)

Black 1 (0.7%)

Mixed race 15 (11.1%)

Diagnosis (n = 161)

ADHD 33 (20.5%)

Adjustment Disorder/difficulty coping 15 (9.3%)

Anxiety 44 (27.3%)

Autism Spectrum Disorder 3 (1.9%)

Depression 26 (16.1%)

Suicidal ideation 2 (1.24%)

Trauma- or Stressor-Related Disorder 4 (2.5%)

Caregiver or youth relational problem 14 (8.7%)

Borderline Personality Disorder 6 (3.7%)

Obsessive Compulsive Disorder 4 (2.5%)
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Characteristic  

Other 10 (6.2%)

Service type (n = 205)

Day Hospital 95 (46.3%)

Intensive Community Treatment Services 110 (53.7%)

Table 2 shows mean PedsQL and RCADS scores reported by youth and caregivers. global mean PedsQL
scores were 47.7 (14.7) for youth and 47.6 (15.4) for caregivers. Figure 1 displays the youth and
caregiver mean scores by domain.

Table 2
PedsQL and RCADS mean scores reported by youth

and caregivers.
Scale Youth report

mean (SD)

Caregiver report

mean (SD)

PedsQL

Emotional 35.0 (16.8) 35.3 (14.5)

Physical 59.2 (20.9) 59.9 (23.4)

Social 56.56 (21.45) 53.2 (20.7)

School 33.66 (16.50) 35.0 (19.1)

Total 47.7 (14.7) 47.6 (15.4)

RCADS

Anxiety 64.61 (20.98) 63.1 (28.4)

Depression 71.60 (21.40) 73.2 (31.3)

Total 71.68 (19.91) 72.9 (25.7)

Discrepancy Patterns
Table 3 shows means of the absolute values of the discrepancies and signed discrepancies. Mean
absolute discrepancies were highest for the social domain, followed by the physical and school
domains. Mean signed discrepancies were all small, with large standard deviations for global and all
domain scores, with the social domain being the largest (3.4 +/- 22.4). Figure 2 shows the distribution of
mean signed discrepancies by subscale.
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Table 3
Mean absolute value discrepancies and mean signed discrepancies by domain at

intake.
Domain Mean absolute discrepancy Mean signed discrepancy

Emotional (internal) 13.4 +/- 11.2 -0.4 +/- 17.5

Physical (external) 16.6 +/- 15.2 -0.6 +/- 22.6

Social (external) 17.3 +/- 14.5 3.4 +/- 22.4

School (external) 14.4 +/- 12.0 -1.2 +/- 18.7

Total 11.9 +/- 9.5 0.0 +/- 15.3

ICCs for youth- and caregiver-reported PedsQL scores by domain are shown in Table 4. Point estimates
indicate poor agreement according to the criteria of Koo and Li (2016)[34] for all domains as well as
global scores.

Table 4
ICC scores for mean youth- and caregiver-reported PedsQL scores by domain at

intake.
Domain (type) n Point estimate Lower 95% CI Upper 95% CI

Emotional (internal) 205 0.378 0.255 0.490

Physical (external) 205 0.486 0.374 0.584

Social (external) 202 0.436 0.318 0.541

School (external) 205 0.459 0.344 0.560

Global Score 205 0.487 0.375 0.585

In terms of differences across domains, the ANOVA indicated no significant differences in the overall
effect of the rater across domains: F(1,200) = 4.499x10− 5, p = 0.995, η²p = 2.249x10− 7. There were
overall differences across domain scores: F(2.745,549.054) = 234.477, p = < 0.001, η²p = 0.540. Holm-
corrected post-hoc testing showed statistically significant domain differences for all pairs (p < 0.001)
except for emotional-school domain pair (p = 0.391). There was a small but statistically significant
interaction effect between the rater and domain (F(2.916,583.112) = 3.728, p = 0.012). Holm-corrected
post-hoc testing was not statistically significant (p = 0.431–1.000).

Age, Domain, and Gender Effects
Spearman’s rho calculations revealed small but significant associations between age and global scores
(ρ=-0.167, p = 0.017), as well as emotional (ρ=-0.187, p = 0.007), and social (ρ=-0.123, p = 0.007)
domains, but not physical (ρ=-0.126, p = 0.072), or school (ρ=-0.034, p = 0.628). Table 5 contains the
absolute and signed values for PedsQL global scores by gender. The mean global PedsQL absolute
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discrepancies were 13.5 +/ -9.0 for girls, 10.9 +/- 9.3 for boys and 14.7 +/- 14.9 for gender diverse
participants. Signed values were 0.8 +/- 15.7 for girls, 6.7 +/- 12.7 for boys, and − 7.2 +/- 20.0 for gender
diverse participants. Mixed repeated measures ANOVA results for domain, gender, and the domain x
gender interaction are shown in Table 6. Gender did not significantly predict discrepancy scores (p = 
0.867). There was a significant main effect of domain (F(3,468) = 3.375, p = 0.018, η²p = 0.021) on
discrepancy scores, but Holm-corrected post-hoc tests did not identify statistically significant pairwise
domain differences (p = 0.057–1.000). The domain x gender interaction was not statistically significant
(p = 0.957).

Table 5
Mean absolute and signed discrepancies by gender.

Gender Mean (SD) absolute discrepancy Mean (SD) signed discrepancy

Girls (n = 106) 13.5 (9.0) 0.8 (15.7)

Boys (n = 46) 10.9 (9.3) 6.7 (12.7)

Gender diverse (n = 14) 14.7 (14.9) -7.2 (20.0)

Table 6
Mixed repeated measures ANOVA for discrepancy absolute values

looking at moderation by domain and gender.
Effect Degrees of freedom F p η²p

Domain 3,468 3.375 0.018 0.021

Gender 2,156 0.143 0.867 0.002

Domain x gender 6,468 0.257 0.957 0.003

Construct validity
Pearson correlations between 1) PedsQL domain signed discrepancies and 2) PedsQL emotional
domain mean discrepancies and RCADs-25 total scores are shown in Table 6. Discrepancy scores were
moderately correlated for all domains, supporting our hypothesis that the PedsQL domain scores would
correlate. There was a moderate-strong negative correlation for PedsQL emotional domain mean
discrepancies and RCADS-25 total mean discrepancies (r = -0.525, p < 0.001), supporting our second
hypothesis.
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Table 6
Pearson correlations between PedsQL domain mean discrepancies and between PedsQL emotional

domain mean discrepancies and RCADS-25 total scores to examine construct validity.
Pearson correlations Pearson’s r p Lower 95% CI Higher 95% CI

Pearson correlations: PedsQL domains mean discrepancies

Physical – emotional 0.369 < 0.001 0.244 0.482

Physical – social 0.483 < 0.001 0.370 0.582

Physical – school 0.374 < 0.001 0.250 0.486

Emotional – social 0.332 < 0.001 0.203 0.449

Emotional – school 0.386 < 0.001 0.263 0.497

Social – school 0.391 < 0.001 0.258 0.502

Pearson correlation: PedsQL emotional domain mean discrepancies and RCADS-25 total mean
discrepancies

PedsQL emotional – RCADS-25 total -0.525 < 0.001 -0.617 -0.418

Discussion
This study investigated youth-caregiver informant discrepancies on the PedsQL within an intensive
outpatient youth mental health setting. While the poor agreement between self- and proxy-report (ICCs
between 0.378–0.487) aligns with broader PROMs research [16–19], our data revealed a near
symmetrical balance of over- and under-reporting at the aggregate level. Youth and caregivers reported
nearly identical group-level mean global quality of life scores (47.7 vs. 47.6, respectively), and mean
domain scores, creating an illusion of alignment that could mask the variability across individual dyads.
When evaluating the absolute magnitude of disagreement, large and clinically meaningful differences
emerged across all PedsQL domains, ranging from 11.9 to 17.3 points. Given that established Minimal
Important Difference thresholds for the PedsQL are around 5 points [35], the discrepancies observed
within dyads are on average double (for global scores) to triple the threshold of clinical meaningfulness
(for domain scores), peaking in the social domain. Notably, the emotional domain (classically expected
to capture the greatest divergence because it is an internal experience) demonstrated the lowest mean
absolute discrepancies.

These findings offer a notable departure from prior meta-analyses literature documenting a systematic
caregiver underestimation of youth-reported internalizing symptoms (e.g., anxiety, depression), thought
to be due to their low observability [7, 12]. This divergence suggests that informant discrepancies in
youth mental health may operate differently for multi-dimensional quality-of-life outcomes than for
symptom severity measures in youth mental health populations. Unlike symptom measures that track
less observable internal states, the individual domains of PedsQL focus on perceived functioning and
participation in daily life. As such, all domains, including emotional functioning, may be experienced and
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interpreted as observable impacts on behavior. This suggests that individual appraisals and contextual
factors (e.g., caregiver expectations, youth insight, family communication) may play a larger role in
shaping discrepancies than domain-specific observability.

Taken together, these findings underscore the importance of interpreting both youth and caregiver
HRQOL scores at the domain-specific level rather than relying on global scores to understand where a
caregiver and their child differ in their perspectives on a child’s HRQOL, and to avoid extending the
traditional assumption that caregivers underestimate internalizing symptoms to the interpretation of
emotional domain scores of the PedsQL.

Social-demographic factors associated with discrepancies revealed small but significant negative
associations between age and the global scores, as well as the emotional and social domains. Negative
correlations indicate that as youth age, they tend to experience worse emotional and social functioning
than their caregivers perceive. Prior research suggests that informant discrepancies widen in
adolescence [13], and specific to the PedsQL, poor agreement between child and caregiver on most
psychosocial items was observed only for older children (ages 8–12) [17]. Prior. Our study extends these
findings to mid-adolescence (mean age 14.7 years) and tentatively suggests that emotional and
interpersonal functioning gaps may begin during pre-adolescence and continues to widen into the
teenage years [15, 17]. Notably, age did not predict discrepancies in physical or school domains,
reinforcing the notion that age-related perceptual gaps may be confined to specific domains of HRQOL,
rather uniformly across the entire HRQOL instrument.

Gender was not a significant predictor of informant discrepancies, which is consistent with prior
evidence that gender is not a primary driver of informant discrepancies [36–39]. The boys in our sample
did appear to have a slight directionality in mean signed discrepancies (mean 6.7 (12.7)), meaning boys
may rate their HRQOL higher compared to their caregivers, while in our sample of diverse gender
participants, it appears that gender-diverse youth may experience lower overall HRQOL than perceived by
their caregivers. This finding, alongside prior reports of caregivers underestimating the academic and
social challenges faced by gender-diverse youth, suggests a need for further research into how gender-
diverse youth and their caregivers perceive specific domains of HRQOL [40].

Our construct validation approach confirmed the validity of interpreting youth-caregiver discrepancies in
scores as a source of information for clinical decision-making. As hypothesized, moderate associations
between discrepancies across domains were found. Evidence also supported our hypothesis that
discrepancies in the PedsQL emotional domain would have a moderate-strong association with
discrepancies in RCADS-25 total scores. This finding means that although there were large variations in
discrepancies across youth-caregiver dyads, discrepancies are similar across two scales capturing
similar constructs (emotional functioning and anxiety/depression). Further, these discrepancies are
consistent within the dyads across domain scores on the PedsQL. This study therefore supports the idea
that informant discrepancies in generic HRQOL instruments are meaningful and should be attended to
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as a third data point (i.e., youth, caregiver and discrepancy in scores) when PROMs are used as part of
routine care [41].

When using multidimensional HRQOL measures like the PedsQL with multiple informants (self and
proxy-report) in routine care, interpreting domain-level discrepancies may offer distinct clinical utility
beyond merely documenting differing perspectives. The magnitude and direction of the discrepancy
could be interpreted as an indicator of the caregiver-child alignment on specific HRQOL domains. For
instance, a high absolute discrepancy confined to the social domain points to a localized breakdown in
caregiver awareness or youth disclosure regarding peer interactions, whereas an isolated emotional
domain discrepancy may reflect divergent appraisals of the child’s emotional functioning. In addition,
treating these domain-level discrepancies as a discrete metrics could allow researchers and health
system administrators to evaluate whether an intervention or program successfully brings a family into
perceptual alignment offering a more nuanced understanding of where programs are effective than
global quality-of-life scores. Future studies should pair PedsQL discrepancy scores with concurrent
measures of related constructs to understand their validity. For example, the validity of social domain
discrepancies could be investigated with a combination of observational coding of parent-child
communication, and validated child self-disclosure scales.

Limitations and Future Directions
The limitations of this study include small subgroup sizes, particularly among gender-diverse youth, and
the subsequent reduced power for interaction effects, which limits the generalizability of
sociodemographic-related findings. The observational design restricts causal inference, and analyses
rely on routinely collected data, which may vary in the standardization of the PROMs administration. Use
of routinely collected data also limited the number of variables available to examine as predictors of
discrepancies. Finally, the sample was drawn from a single Canadian mental health centre, which may
limit external validity.

Future research should focus on making discrepancies clinically interpretable for clinicians. For example,
understanding the threshold of discrepancies at which youth-caregiver dyads would benefit from
targeted psychoeducation or family-based interventions, investigating whether interventions explicitly
targeting caregiver-youth relationships and communication can reduce discrepancies, and whether
reductions in discrepancies predict positive long-term clinical outcomes. Longitudinal studies of change
in informant discrepancies as children and youth age, and as they go through mental health treatment
would also provide valuable information for interpreting discrepancies. Larger and more diverse samples
are needed to clarify the roles of gender, age, and other contextual factors such as youth and caregiver
level of insight, family dynamics, and caregiver expectations. Qualitative approaches could provide
deeper insights into the mechanisms underlying diverging perceptions of HRQOL.

Conclusion
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There is poor agreement between youth and their caregivers on their PedsQL scores, with high variation
across youth-caregiver dyads. There were significant differences in the magnitude of discrepancies
across HRQOL domains, which was influenced by age in the social and emotional domains, pointing to
the need to interpret at the domain level rather than global HRQOL scores. Informant discrepancies are
consistent within dyads, providing evidence of the validity of interpreting discrepancies as a data point in
clinical care.
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Figures

Figure 1

Youth and caregiver mean PedsQL scores by domain.
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Figure 2

Violin plot of mean PedsQL signed discrepancy values at intake by domain and global values. Horizontal
lines within the violin plot represent median, Q1, and Q3.
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