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Abstract

Objective: To assess parent psychological distress in families of children with common chronic health conditions (CHC) and to explore relation-
ships between parent psychological distress, unmet supportive care needs and children’s quality of life (QoL).

Method: Cross-sectional study involving parents of children diagnosed with a common CHC between 0 and 12years of age and who had
received treatment within the last 5 years. Eligible parents completed an online survey, that included the Depression Anxiety Stress Scale
(DASS-21) assessing distress in parents and a 34-item assessment of unmet supportive care needs across 6 domains. Parents completed ratings
of their child’s current functioning (Qol) using the 23-item PedsQL. Multivariable regression models examined the relative association between
unmet needs, children’s QoL and parents’ depression, anxiety, and stress.

Results: The sample consisted of 194 parents of children with congenital heart disease (n=97; 50%), diabetes (n=50; 26%), cancer (n=39;
20%), and asthma (n=8; 4%). A significant proportion of parents had moderate-severe symptoms of depression (26%), anxiety (38%), and
stress (40%). Of the PedsQL scales, the poorest outcomes were found for emotional and school functioning. Multivariable analyses showed
that both higher unmet needs and poorer child emotional functioning were associated with parent depression, anxiety, and stress symptoms.
Conclusion: Evidence linking parent distress symptoms to higher unmet needs and poorer child emotional functioning suggests these factors
may be targets for interventions to alleviate parent distress. Longitudinal research using larger samples is required to replicate findings, and
clarify the magnitude and direction of associations.
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families, relatively few studies have evaluated the long-term psy-
chological impacts of CHCs on families (Pardini, 2008).
Moreover, the design and implementation of psychosocial inter-
ventions for these families are hindered by a dearth of knowl-
edge regarding the health, social, financial, and educational

Introduction

Chronic Health Conditions (CHCs) are health problems that
require ongoing clinical review for over 12 months and may
involve ongoing specialist medical care and hospital admis-
sions (Wijlaars et al., 2016). Although children can be

affected by a vast number of CHCs, recent evidence suggests
that asthma, congenital heart disease (CHD), type 1 diabetes
(T1D), and cancer are among the most commonly treated
physical health conditions among children in Australia and
the United States of America (AIHW, 2022; Miller et al.,
20165 Van Cleave, 2010).

CHG:s in childhood can significantly interfere with aspects
of children’s physical, social, emotional, and academic develop-
ment, which may, in turn, contribute to impairments in child
quality of life (QoL) and family well-being (ABS, 2022; ATHW,
2022; Miller et al., 2016; Van Cleave, 2010). While initial diag-
nosis and treatment of childhood CHCs have been linked to a
range of psychosocial challenges for affected children and their

support needs of children with common CHCs (ABS, 2022;
Miller et al., 2016; Van Cleave, 2010).

Impact of Pediatric Chronic lliness on Parent and
Child Psychological Health

Parents or primary caregivers inevitably play a critical role in
managing the various medical and psychosocial impacts of their
child’s CHC (Kish et al., 2018). For example, this might include
managing medical appointments, implementing and monitoring
medication regimes (e.g., insulin injections, appropriate use of
inhalers) (Javalkar et al., 2017). When these increased responsi-
bilities are coupled with the additional demands of managing
the impact of illness on their child’s emotional, social, and
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physical health and well-being, it is not surprising that many
parents of children with chronic illness experience elevated stress,
anxiety, and depression across the disease trajectory (Chen et al.,
2023; Cousino & Hazen, 2013; Jantien Vrijmoet-Wiersma et al.,
2008; Kolaitis et al., 2017; Whittemore et al., 2012). This situa-
tion is highlighted in a systematic review of mental health out-
comes in parents of children with T1D, which found that
approximately 34% of parents experience anxiety/depression at
diagnosis and that 19% of parents experience elevated distress up
to four years post-diagnosis (Whittemore et al., 2012). Overall,
while increasing evidence suggests that parents of children with
CHCs are at elevated risk for persisting psychological distress
(Chen et al., 2023; Cousino & Hazen, 2013; Jantien Vrijmoet-
Wiersma et al., 2008; Kolaitis et al., 2017; Whittemore et al.,
2012), the specific factors associated with this heightened psycho-
logical vulnerability in parents are poorly understood.

Parent psychological distress in families of children with
CHGs is likely associated with a range of factors, including
family demographic variables, reduced child QoL, and higher
levels of treatment burden (Bakula et al., 2020; SafSmann
et al., 2022). For example, the results of a meta-analysis
involving 14 studies (12 cross-sectional) in child cancer popu-
lations found significant associations between parent distress
and poorer child functioning on measures of children’s QoL
(Bakula et al., 2020). While ecological models of child devel-
opment (Bronfenbrenner, 1979; Kazak, 1989) posit that
parent and child functioning have reciprocal, bidirectional
influences on one another, existing research in childhood
chronic illness populations has mostly examined the presence
of unidirectional associations, such that parent-related char-
acteristics are hypothesized to strengthen and/or limit child-
ren’s functioning and QoL (Pardini, 2008; Robinson et al.,
2016; Yan & Ansari, 2016).

Although the presence of a unidirectional association
between parent and child functioning is unlikely to reflect the
complex clinical reality of childhood chronic illnesses, studies
in this area have seldom explored whether lower child func-
tioning and poorer child QoL may contribute to greater
parental distress in families of children with CHCs. Given
that lower child functioning and poorer child QoL are likely
to lead to additional caregiving responsibilities (Leeman et al.,
2016; Smith et al., 2022), increased caregiver emotional bur-
den (Flury et al., 2011; Robinson et al., 2016; Whittemore
et al., 2012), and reduced opportunities for self-care (Aziza
et al., 2019; Robinson et al., 2016; SafSmann et al., 2022), fur-
ther research is needed to evaluate whether poorer child func-
tioning and QoL is a risk factor associated with psychological
distress among parents of children with CHCs.

Unmet Supportive Care Needs

Parent psychological distress is also likely associated with sup-
portive care needs (SCN), which refer to the information,
resources, and/or support parents and children require across
the course of the CHC trajectory (Kerr et al., 2004).
Accordingly, unmet needs refer to gaps between the support
available through standard care pathways and the support that
families require to navigate the impact of the illness on various
aspects of the child’s and the family’s life. Drawing on studies
of SCN in adults living with cancer, Fitch (2008) proposed the
SCN framework, which groups SCN into physical, emotional,
social, psychological, informational, spiritual, health care, and
practical domains (Fitch, 2008). While originally developed for
adults with cancer, the framework was subsequently been
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extended to conceptualize the experiences and needs of care-
givers, including carers of adults and children living with can-
cer (Girgis et al., 2011; Kerr et al., 2004), as well as carers of
children with life-limiting, rare, and other CHCs (Denham
et al., 2020; Gill et al., 2021; Pelentsov et al., 2015).

In the substantial body of work examining unmet needs in
adults with cancer and their carers, unmet SCN (USCN) are
consistently associated with greater levels of psychological dis-
tress, including depression, anxiety, and stress (Girgis et al.,
2011; Lambert et al., 2012; Naser et al., 2021; Niedzwiedz
et al., 2019) and lower levels of QoL (Jang & Jeong, 2021;
Lisy et al., 2019; Wang et al., 2018). Other work in carers of
adult cancer patients has shown that carer QoL and psycholog-
ical distress are related to the level of unmet needs experienced
by both the carer themselves and the individual with cancer
(Jang & Jeong, 2021; Kim & Carver, 2019; Wang et al.,
2021). These findings may have relevance for understanding
the potential role of unmet needs in contributing to psychologi-
cal distress and functioning in families of children with CHCs;
however, few studies have examined these associations in this
population. A study of parents of children with cancer
(N=100) looked at the association between anxiety and
depression and unmet needs and found that unmet needs were
higher in parents with clinical levels of anxiety but were not
associated with clinical levels of depression (Aziza et al., 2019).
In another study involving 286 parents of children with cancer,
higher parental depression symptoms mediated the association
between the level of unmet needs reported by parents and
children’s QoL (Wang et al., 2022).

Though research involving families of children with T1D,
CHD, and asthma has helped to characterize the unmet needs of
these families, there has been limited exploration of the extent to
which USCN may relate to the severity of parent psychological
distress (Collier et al., 2001; Levert et al., 2017). Instead,
research in this area has typically studied the relationship
between socio-demographic factors and the daily, emotional,
and physical caregiving burdens experienced by parents of chil-
dren with chronic illness (SafSmann et al., 2022). For example,
one recent study involving 1,107 parents of children with T1D
found that levels of parent emotional burden were associated
with the parent’s gender (mother), with high levels of daily and
physical burdens linked to parent age and single-parent family
status (SafSmann et al., 2022). However, this research did not
examine whether greater levels of parental distress and/or emo-
tional burden were linked to high levels of USCN and/or aspects
of child functioning, including lower child QoL.

To address substantial gaps in knowledge, this exploratory,
cross-sectional investigation aims to characterize the nature
and frequency of psychological distress in parents of children
with common CHCs and to explore factors associated with
parent psychological distress in these high-risk families.
Specifically, the study aimed to (1) assess the frequency and
severity of anxiety, depression, and stress symptoms in
parents of children with a medically confirmed CHC and (2)
explore the association between parental distress, unmet

needs, and child’s QoL.

Method
Study Design and Setting

Through convenience sampling, we invited parents of children
with common CHCs to complete an online, cross-sectional



Unmet Needs and Parents Psychological Distress

survey. This is an exploratory study, and the method has been
described in detail elsewhere (Thomas et al., 2023). We
approached families through social media platforms (e.g.,
Facebook) and illness-specific support organizations. Parents
were eligible for the study if the following criteria were met:
(1) their child was 0-12 years of age at the initial diagnosis of
CHD, T1D, cancer, or asthma; (2) their child was currently
under 18years of age; (3) their child had received active/
acute-care treatment for their condition in the last five years,
and (4) they resided in Australia. We excluded parents of chil-
dren with genetic or developmental conditions (e.g., ADHD,
Autism) and parents of children with a pre-existing diagnosis
of major depression and anxiety disorders.

Measures

Parents completed an online survey that included items assess-
ing family demographic characteristics, as well as measures of
parent psychological distress (depression, anxiety, stress
symptoms), children’s QoL, and items assessing USCN.

Family demographics. Respondents completed a series of
questions assessing demographic characteristics, including
age, relationship with the child, education, family status, and
employment. Child’s characteristics included illness type, gen-
der, current age, age at diagnosis, time since diagnosis, and
treatment or management.

Depression Anxiety and Stress Scales (DASS-21) (Lovibond
& Lovibond, 1995). This measure was used to assess the fre-
quency of psychological distress on three subscales: depres-
sion («=0.93 in the current study), anxiety (z=0.89 in the
current study), and stress (¢=0.90 in the current study).
Using a four-point Likert scale, parents were required to rate
each of the 21 symptom-based items concerning their experi-
ence of each symptom over the past week (0 = “Did not apply
to me at all” to 3 = “Applied to me very much”). Each of the
three DASS-21 subscales consists of seven items, with scores
calculated by summing items. As DASS-21 is the shorter ver-
sion of the scale, the scores were multiplied by two as per
scoring guidelines (Henry & Crawford, 2005). Higher scores
indicate greater psychological distress, with well-established
clinical cutoff values used to quantify the severity of parent
psychological distress symptoms from “normal” to “severe.”
Scores above 14, 10, and 19 indicate moderate to severe levels
of depression, anxiety, and stress, respectively.

PedsQL™ 4 Generic Core Scale (Varni et al., 2001). This
parent-report scale is designed to measure caregivers’ percep-
tions of their child’s QoL and functioning during the past
month. This scale comprises 23 items, which contribute to
four subscales assessing different dimensions of children’s
QoL: “physical functioning,” “emotional functioning,”
“social functioning,” and “school functioning.” Parents rate
each item using a five-point Likert scale that ranges from a
score of 0 (“Never”) to 4 (“Almost Always”). For each sub-
scale items were reverse scored, summed, and transformed to
a 0-100 scale, such that higher scores represent better QoL.
In addition to the four subscales, additional composite scores
for “overall/total QoL” and “psychosocial functioning” are
similarly calculated, with the latter composite measure com-
bining items from the emotional, social, and school function-
ing subscales. Cronbach reliability alphas for all subscales
and composite scores for the current study were high (all «
over 0.84).

USCN Survey. As there is no universal instrument to assess
unmet needs in families of children with different CHCs, we
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followed the approach used by Denham et al. (2020) for
assessing unmet needs in carers of adults with mixed CHCs
(Denham et al., 2020). Detailed information regarding the
construction of this scale (including extraction of domain-
level factor scores using exploratory principal component
analysis) is provided elsewhere (Thomas et al., 2023). In brief,
we developed a set of items drawing on surveys developed for
cancer (Hodgkinson et al., 2007; Monterosso et al., 2006)
and included 14 additional items derived from condition-
specific literature. To ensure the suitability and acceptability
of CHCs included in our study, we reviewed the wording of
each item and modified any cancer-specific wording to ensure
inclusivity. The USCN tool consists of 34 items (Thomas
et al., 2023), which are used to derive scores that assess the
level of unmet need across six domains: care needs (seven
items, «=0.87, e.g., managing your child’s health with the
health care team), physical and social needs (seven items,
a=0.92, e.g., assisting your child in connecting with friends),
information needs (four items, o= 0.88, e.g. having explana-
tions given in a way that you can understand), support needs
(nine items, o« =0.90, e.g., reducing any stress, you may be
experiencing), financial needs (three items, o =0.87, e.g., cov-
ering costs of medication for your child), and child-related
emotional needs (four items, o =0.87, e.g., worry about your
child’s future). For each of the 34 items, parents rate their
level of need for help over the past month using a four-point
scale (i.e., 0: no need; 1: low need; 2: moderate need; 3: high
need). For analysis, we counted the number of needs identified
as “moderate” or “high” across items in each domain; then,
we standardized the counts by dividing by the number of
items in that domain and multiplying by 100. Domain scores
could range from 0 to 100, with higher scores indicating a
greater level of unmet need.

Procedure

Prior to study commencement, ethical approval was obtained
from the institutional review board (HEAG-H_53_2020) at
Deakin University, Geelong, Australia. Participants were
recruited by posting study flyers on social media platforms
and organizational websites. After reading the background
information, participants consent to complete the online sur-
vey using Qualtrics.

Data Analysis

Descriptive statistics were used to characterize the demo-
graphic and illness-related characteristics of study partici-
pants, and group means, and standard deviations were
calculated for the DASS-21, the PedsQL subscales, and the six
USCN domain scales. ANCOVA examined differences in
mean scores for DASS-21, PedsQL subscales, and USCN
domains across CHCs (except asthma) with age at diagnosis
and time since diagnosis included as covariates in these analy-
ses. Post hoc analyses using Bonferroni correction for multiple
comparisons examined the significance of differences across
health conditions. Pearson correlations explored the strength
and direction of associations between DASS-21, PedsQL sub-
scales, and USCN domain scores with correlation values of
+0.1 representing a small effect, £0.3 a medium effect, and
+0.5 a large effect (Cohen, 1977).

Hierarchical linear regression models were used to evaluate
whether the indicators of parental psychological distress (i.e.,
DASS-21 depression, anxiety, and stress) were associated
with (1) the child’s QoL domains and (2) the level of
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moderate to high USCN in the six USCN domains. Other
child characteristics (illness type, age at diagnosis, time since
diagnosis) and parent sociodemographic characteristics (age,
education, employment, and marital status) were included as
covariates in Step 1 of all regression models. Child QoL
domains were entered in Step 2, and unmet need domains
were entered in Step 3. The variance inflation factor was eval-
uated, revealing limited evidence for multicollinearity between
variables. We used the change in R* between each step to
determine whether child QoL (PedsQL) and level of USCN
accounted for significant additional variance in parent psy-
chological distress outcomes. When significant associations
were identified, we conducted a moderation analysis to
explore whether the magnitude of the association varied as a
function of child illness type. In these analyses, the signifi-
cance of the interaction between CHCs and each significant
variable from the regression analyses was tested, controlling
only for diagnosis age and time since diagnosis, given that
parental demographic factors did not reach statistical signifi-
cance in regression analyses. Due to the small number of par-
ticipants in the asthma group, we excluded data from these
participants in moderation analysis. We used STATA v17 to
perform hierarchical regression and moderation analysis
(StataCorp., 2021) and SPSSv28 for all other analyses
(IBMCorp., 2021). Post hoc power analyses indicated that
with a sample size of 190, our hierarchical regression analyses
have 80% power to detect a f* of at least 0.09 (small to
medium effect) change in R? at each step with p <.05 (two-
tailed). Post hoc power calculations for the full model (17 var-
iables) indicated that with a sample size of 190 indicated, we
had sufficient power to detect at least a medium effect size
( =0.13) with 80% power and p < .05 (two-tailed).

Results

Of the 300 participants who met the study eligibility criteria
and accessed the survey, a total of 201 parents completed the
online survey. After removing those parents who did not meet
the eligibility criteria, the final study sample consisted of 194
parents (M age =39 years, SD = 6 years; range: 25-56 years),
which represents a 65% response rate. The vast majority of
respondents were mothers (93%), partnered (86%), and had
at least an undergraduate degree (61%). Seventy-four percent
of children were diagnosed with a CHC before five years of
age. As shown in Table I, most children (80%) were under 10
years of age when the parent survey was completed. On aver-
age, parent surveys were completed at 3.3 years post-initial
child diagnosis, although this varied across CHCs. All the
data associated with asthma are provided as a Supplementary
Data.

Levels of Parent Psychological Distress and
Children’s QoL

DASS-21. Group-level mean scores for parent psychological
distress were as follows: depression: M=10.2, SD=10.7;
anxiety: M=38.5, SD=9.4; and stress: M=17.0, SD=10.1
(Table II) suggesting that, at the level of overall group aver-
ages, parents in this study experienced “mild” symptoms of
psychological distress across each of three DASS-21 subscales.
However, when data were evaluated using clinical cutoff val-
ues for the DASS-21 subscales, we found that 40% of parents
were experiencing moderate to severe stress, 38% moderate

Thomas, Ryan, Byrne, Hendrieckx, and White

to severe anxiety, and 26% moderate to severe depression
(Table II). There was a significant main effect of child CHC
type on parent depression symptom severity (F(2, 181) =3.0,
p <.05). Post hoc comparisons showed that compared to
parents of children with CHD, mean levels of depression
symptoms were significantly higher in parents of children
with cancer. As shown in Table II, there was no significant
main effect of CHC type on mean levels of parent anxiety and
stress symptoms (p > .05).

PedsQL. When all children with CHCs were examined as a
single group (N =194), mean parent proxy QoL scores were
lowest for PedsQL emotional functioning (M=356.8,
SD=22.0) and PedsQL school functioning (M=62.1,
SD =25.6) (Table II). After controlling for age at diagnosis
and time since diagnosis, there was a significant main effect of
CHC type on all PedsQL subscales. For instance, for PedsQL
total functioning (F(2, 181) = 8.7, p < .01), children with can-
cer had significantly poorer functioning than children with
CHD and T1D.

Levels of Moderate-High Unmet Needs among
Parents of Children with CHCs

Moderate-High Umnmet Needs. Table 1I displays the group
means and standard deviations for each of the six unmet need
domains. Moderate-high unmet need was highest in the
child-related emotional need domain (M =45.6, SD =39.2),
followed by needs in the support domain (M =40.3,
SD =33.6) and care need domain (M =37.1, SD=33.2). As
shown in Table II, the average moderate-high needs in all
domains differed significantly across the three main CHC
types, such that higher group means were consistently docu-
mented in families of children with cancer followed by T1D.
However, this same pattern did not emerge in the financial
domain, such that financial needs were highest in the T1D

group.

Preliminary Bivariate Correlations among USCN,
Children’s QoL (PedsQL) and Parent Psychological
Distress (DASS-21)

There were statistically significant relationships between
USCN domains, PedsQL, and DASS-21 subscales, with corre-
lations reflecting medium to large effects (Table III). All
USCN domains were positively associated with parents’ dis-
tress indicators, with the highest correlations found between
unmet support needs and parent depression (r=0.60,
p <.01), parent anxiety (r=0.60, p <.01), and parent stress
(r=0.59, p <.01). All PedsQL subscales correlated negatively
with the three indicators of parents’ psychological distress,
such that higher child QoL scores (i.e., better child function-
ing) were associated with lower levels of parent psychological
distress. The strongest correlations were between child QoL
in the emotional functioning domain and parent symptoms of
depression (r=—0.50, p <.01), anxiety (r=-0.50, p <.01),
and stress (r=-0.50, p<.01). Each USCN domain was
inversely related to all PedsQL functioning subscales, indicat-
ing that higher levels of unmet needs were consistently associ-
ated with poorer child functioning. For instance, a higher
level of unmet physical and social needs (r = —0.67, p <.01)
was associated with poorer child QoL in the school domain.
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Table I. Demographic and Clinical Characteristics of Parents and Their
Children With a CHC (N =194)

n (%)

Parent characteristics

Age range®

® 25-35years 50 (26%)

® 36-45 years 109 (56%)

* 46-56years 31 (16%)

Relationship with child

* Father 11 (6%)

* Mother 180 (93%)

Education®

* Some college or less 72 (37%)

* Undergraduate degree or greater 119 (61%)

Family status®

* Partnered 167 (86%)

* Single/widowed 24 (12%)

Employment status®

* Employed 138 (71%)

* Unemployed 52 (27%)
Children with CHCs

Health condition

* CHD 97 (50%)

* T1D 50 (26%)

* Cancer 39 (20%)

* Asthma 8 (4%)

Child sex

* Male 101 (52%)

* Female 93 (48%)

Child current age

e <5 76 (39%)

* 6-10 80 (41%)

* 11-16 38 (20%)

Child age at diagnosis

o <5 144 (74%)

* 6-10 38 (20%)

* 11-16 12 (6%)

Time since diagnosis®

* Within one year 89 (46%) [CHD-20, T1D-47,
Cancer-20, Asthma-2]

22 (11%) [CHD-12, T1D-1,
Cancer-9, Asthma-0]

83 (43%) [CHD-65, T1D-2,
Cancer-10, Asthma-6]

* Within two years
* Three or more years

Treatment/management received
¢ Surgery

* Insulin therapy

* Chemotherapy

* Asthma plan

* Medications

115 (85%) [CHD-88, Cancer-27]
50(100%) [T1D]
38 (97%) [Cancer]
8 (100%) [Asthma]

54 (51%) [CHD-46, Asthma-8]

Note. CHD = congenital heart disease; T1D = type 1 diabetes mellitus.
? Missing values present.
Frequency of time since diagnosis of individual conditions is given in
brackets.

Evaluating the Contributions of Children’s QoL and
USCN to Parents’ Psychological Distress

After adjustment for parent socio-demographic variables and
child illness-related characteristics, child emotional function-
ing was the only QoL domain to have a significant association
with each of parental depression, anxiety, and stress symp-
toms (Table IV). When USCN domains were included in the
model at Step 3, higher unmet need in the support domain
was significantly associated with greater parent depression
symptoms (B=0.08, SE=0.03, p<.0S5), higher anxiety
(B=0.08, SE=0.03, p<.01) and greater stress symptoms
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(B=0.09, SE=0.03, p <.01). As shown in Table IV, we also
found that higher unmet needs in the care domain were asso-
ciated with higher parental stress symptoms (B=0.05,
SE=0.02, p <.05). Of note, all associations between child-
ren’s emotional functioning (QoL) and parent distress
remained statistically significant after including the USCN
measures in Step 3 of the regression models (depression: B =
—0.15, SE=0.03, p <.01; anxiety: B = —0.15, SE=0.03,
p <.01;stress: B=—0.17,SE=0.03, p < .01).

Moderation analyses revealed that the associations between
these variables did not vary by child illness type, indicating
that associations were consistent across health conditions.

Discussion

This study aimed to assess anxiety, depression, and stress in
parents of children with a CHC and to explore the relative
contribution of unmet needs and child’s QoL to parental dis-
tress. On average, parents in our study exhibited mild levels
of distress, and approximately 26-40% of parents were found
to have moderate or higher levels of depression, anxiety, or
stress. While limitations in our sample’s representativeness
need to be acknowledged, these findings align with previous
research that has shown elevated levels of psychological dis-
tress in parents of children with cancer, T1D, and CHD
(Chen et al., 2023; Cousino & Hazen, 2013; Jantien
Vrijmoet-Wiersma et al., 2008; Kolaitis et al., 2017;
Whittemore et al., 2012). The current study’s exploration of
the relative contribution of child QoL domains and USCN
domains to parent distress is novel and adds to the field. Our
multivariable analyses suggested that the child’s emotional
functioning and unmet needs in the support domain were key
contributors to all three distress indicators. While the cross-
sectional nature of our study suggests caution is needed when
interpreting the direction of associations presented in our
results, our findings suggest that the additional work needed
to confirm both the associations and the direction of effect is
warranted.

Psychological Distress among Parents and
Children’s QoL

Despite limitations to the way our sample was recruited, the
proportions with elevated depression and anxiety seen in our
study are similar to findings reported in the literature. For
instance, similar to our findings for parents of T1D children,
a recent systematic review and meta-analysis estimated that
around 22% of parents of children with T1D experienced ele-
vated levels of depression (Chen et al., 2023). Similarly, a
recent large study assessing the long-term psychological
impact of caring for a child with a range of heart conditions
found that 42% of mothers experienced elevated anxiety
(Wray et al., 2018), a level similar to estimates found in the
current study. However, rates of depression were lower in
that study than in the current study (12% vs. 24%), which
may reflect the older age of children (average 12-13 years) in
that study. While for parents of children with CHD, the
period of diagnosis and initial treatment is most distressing
(Nayeri et al., 2021), the long-term impact of caring for a
child with CHD for parents is still unclear with not all work
showing elevated levels of depression, anxiety, or somatiza-
tion continue over time (Kolaitis et al., 2017). Our results,
coupled with findings from previous literature, suggest the
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Table II. Overall and Condition-specific Group Means (M) and Standard Deviations (SD) on Measures of Parents’ Psychological Distress, Children’s
Quality of Life (Qol), and Level of Moderate to High Unmet Supportive Care Needs

Psychological distress (DASS-21) (range 0-42) Total CHD T1D Cancer F(2,
(n=194) (n=97) (n=150) (n=39) 181)?
Parent depression
Mean (SD) 102(10.7)  9.0(9.6)" 11.2(12.5) 12.9(11.0)  3.0*
Moderate-severe threshold, 7 (%) 51 (26%) 23 (24%) 11 (22%) 16 (41%)
Parent anxiety
Mean (SD) 8.5(9.4) 8.0 (9.0) 8.2 (9.9) 10.8 (10.2) 1.5
Moderate-severe threshold, 7 (%) 73 (38%) 36 (37%) 18 (36%) 18 (46%)
Parent stress
Mean (SD) 17.0(10.1) 16.2(9.9) 17.0(10.5) 19.5(10.4) 1.0
Moderate-severe threshold, 7 (%) 78 (40%) 35(36%) 21 (42%) 21 (54%)
Paediatric Quality of Life Inventory (PedsQL)—Parent Proxy Report (range 0-100) Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Total functioning 65.1(21.0) 68.1(22. 0) 67.9 (18.9)b 53.3(18.8) 8.7%*
Physical functioning 69.0 (25.9) 71.3 (26. 6) 78.1 (19. 9) 51.0 (24.5) 14.0%*
Psychosocial functioning 63.0 (20.7) 66.4 (21. 9)l 62.5(19.7) 54.5(17.9) 6.0%*
Emotional functioning 56.8 (22.0) 60.5 (23. 5) 52.1(21.4) 52.1(18.2) 3.3%
Social functioning 70.1(22.5) 71.1(24. 3) 74.8 (20.3) 60.2(18.8) 6.1**
School functioning 62.1(25.6) 67.5(25.1)> 60.8 (25.5) 51.2(24.1) 6.5%*
Moderate-high needs by domain® (range 0-100) Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Care needs 37.1(33.2) 27.5 (30.1) 40.8 (34.2) 57.8(29.3) 9.6**
Physical and social needs 35.2(36.1) 24.8 (32.2) 40.5(37.0) 58.2(35.5) 11.5%*
Informational needs 29.7(37.4) 22.6 (33.6) 34.0 (39.0) 45.5(39.6)  3.2*
Support needs 40.3 (33.6) 33.4 (31.2) 45.1 (34. 9) 56.6 (31.8)  5.2%*
Financial needs 32.8(39.0) 22.6(34.5) 48.6 (43.2)0 40.1(37.6) 4.5+
Child-related emotional needs 45.6 (39.2) 35.8 (37.3)b 46.5 (37.7)b 74.3 (32.6) 11.2%*

Note. CHD = coronary heart disease; T1D = type one diabetes mellitus. Psychological distress (DASS-21): depression: normal 0-9; mild 10-13; moderate 14—
20; severe 21-27; and extremely severe 28+; anxiety: normal 0-7; mild 8-9; moderate 10-14; severe 15-19; and extremely severe 20+; Stress: normal 0-14;
mild 15-18; moderate 19-25; severe 26-33; and extremely severe 34+; Paediatric Quality of Life (PedsQL) parent proxy rated population norms (mean and
SD): total functioning 82.29 (15.55), physical functioning 84.08 (19.70), psychosocial functioning 81.24 (15.34), emotional functioning 81.20 (16.40), social
functioning 83.05 (19.66), school functioning 78.27 (19.64).

# ANCOVA test analyses excludes asthma group. Due to the small number of participants (n =
segarately but are included in the total, and they are provided as Supplementary Data.

Post hoc pairwise comparison between groups: significantly different from cancer; only borderline significance present between cancer and CHD for

8), data for parents of children with asthma are not shown

depression (p =.05).

Moderate-high needs: Based on count of number of items indicated as a moderate to high unmet need. Higher scores indicate higher number of needs.

Post hoc pairwise comparison between groups: significantly different from CHD.

* p<.05.
#* p<.0L.

need to continue investigating possible psychosocial interven-
tions to improve coping and reduce distress for parents
embarking on long-term care of their child with a CHC.

In keeping with previous reports that children with CHCs are
vulnerable to experiencing long-term reductions in health-
related QoL (Drakouli et al., 2015; Klassen et al., 2011), the
group-level means on child QoL measures (PedsQL Parent-
Report) in our study suggested that children in our sample had
significantly worse QoL in comparison to population-level
norms (Varni et al.,, 2003). Interestingly, the mean PedsQL
scores in our sample of children were also lower than those
reported in a US population-based study involving PedsQL
parent ratings for children with cancer, CHD, T1D, and asthma
(Varni et al., 2007). However, despite our lower scores, the pat-
tern of results for the QoL domains in our study is consistent
with findings from this US study (Varni et al., 2007), which also
found that emotional and school functioning were the most sig-
nificantly impacted QoL domains in children with CHD, T1D,
cancer, and asthma regardless of whether parent proxy or child
reports of QoL were used (Varni et al., 2007). It is possible that
our convenience sampling methods (e.g., online support groups
and charity organizations) increased the likelihood of recruit-
ment bias, as other work has shown that online recruitment is
more likely to attract families with higher support needs

(Kadravello et al., 2021). If our findings are confirmed in larger
studies, interventions to enhance pediatric emotional and school
functioning across CHCs may be warranted. As children in our
sample were, on average, three years post-diagnosis, our results,
if confirmed, may suggest that interventions may also be needed
in the “chronic long haul” phase of these conditions (Rolland,
1987).

Factors Associated with Parents’ Psychological
Distress

Our finding regarding the role that unmet support needs can
play in parents’ distress is consistent with the results of a
recent longitudinal study that examined the mental health-
related QoL in mothers of children with CHD (Ehrler et al.,
2023). That study found that approximately 25% of these
mothers experienced consistently low mental health QoL over
time and that a lack of social support was a risk factor for
belonging to this group (Ehrler et al., 2023). Another system-
atic review (N =235 studies) of studies of families of children
with CHD concluded that parents with fewer psychosocial
resources and lower levels of support may be at risk of experi-
encing higher psychological distress and lower well-being
over time (Jackson et al., 2015). Based on these findings,
addressing unmet support needs in families of children with
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Table lll. Pearson Correlations Among Parents’ Psychological Distress, Children’s Quality of Life (QoL), and Level of Moderate to High Unmet Supportive
Care Needs in the Overall Sample (N = 194)

DASS-21 PedsQL Unmet supportive care need domains

1 2 3 4 5 6 7 8 9 10 11 12 13
DASS-21
DASS-Depression (1) 1 081 0.78 -033 -0.50 -0.42 -033 0.53 0.46 0.50 0.60 0.45 0.48
DASS-Anxiety (2) 1 0.80 -0.28 -0.50 -0.40 -0.29 0.54 0.48 0.50 0.60 0.35 0.48
DASS-Stress (3) 1.00 -0.33 -0.50 -0.40 -0.33 0.53 0.43 0.47 0.59 0.30 0.50
PedsQL
Physical functioning (4) 1.00 0.53 0.70 0.70 —-0.44 -0.54 -031 -042 -021 -0.44
Emotional functioning (5) 1.00 0.64 0.63 -0.49 -0.60 —-042 -0.51 -0.35 -0.47
Social functioning (6) 1.00 0.76 —0.46 —0.64 -036 -0.49 -0.32 -045
School functioning (7) 1.00 -0.51 -0.67 -0.37 -0.46 -0.30 -0.45

Unmet supportive care need domains
Care needs (8)

Physical and social needs (9)
Informational needs (10)

Support needs (11)

Financial needs (12)

Child-related emotional needs (13)

1.00 0.67 0.65 0.74 0.52 0.63
1.00 0.66 0.73 0.46 0.65

1.00 0.74 0.50 0.65

1.00 0.55 0.71

1.00 0.46

1.00

Note. All the scores were statistically significant at.01 level; PedsQL = Paediatric Quality of Life.

CHCs may be one strategy to alleviate distress and enhance
the well-being of parents.

A systematic review synthesizing qualitative evidence of the
impact of T1D on parents (N = 14 studies) found its complex-
ities and unpredictable nature made it a “very tiring disease”
for parents, causing constant worry, a need for vigilance, and
increased caring responsibilities (Kimbell et al., 2021). The
review also emphasized that having appropriate support
makes parents feel less isolated, enabling them to vent their
frustrations and that a lack of professional and informal sup-
port creates anxiety in parents (Kimbell et al., 2021). Our
finding that a greater number of unmet support needs is asso-
ciated with elevated distress aligns with this latter finding.
These results are similar to the adult cancer carer literature,
with a systematic review (7 =29 studies) showing that higher
unmet needs are associated with elevated carer psychological
distress (Lambert et al., 2012), with other work showing that
the influence of the different domains varies by psychosocial
factor studied (Cheng et al., 2022). For instance, unmet per-
sonal and emotional needs were associated with anxiety and
depression in carers of adolescents and young adults with can-
cer (Cheng et al., 2022), while unmet communication and
family needs were associated with anxiety in carers of adults
with cancer (Sklenarova et al., 20135). Items in the “support”
domain reflect a mix of needs relating to parents managing
their own stress levels, managing the feelings of other children
they may have and finding support services their child could
use. The range of items in this domain may contribute to its
association with the three distress indicators. While our find-
ings suggest that more support in this domain might assist
parents in managing feelings of psychological distress, more
work is needed utilizing longitudinal study designs to confirm
these findings.

Few studies to date have explored unmet needs in families
of children with various CHCs (Thomas et al., 2023).
Moreover, few studies have examined links between unmet
needs and parental distress in this population, with most
work in this area to date focusing on parents of children with
cancer (Aziza et al., 2019; Wang et al., 2022). The current
study examined these relationships across a range of common

childhood CHCs and explored how unmet needs and child
QoL directly influence parent distress levels. However, due to
the inherent limitations of cross-sectional designs employed
by our own research and the study conducted by Wang et al.
(2022) and Aziza et al. (2019), it is not possible to draw
causal inferences about whether child functioning influences
parent functioning or vice versa in families of children with
CHGCs. Longitudinal studies are needed to address such limita-
tions and to evaluate the directionality of the observed effects.

Poor child QoL in the emotional domain was linked with
all three measures of parental distress: depression, anxiety,
and stress. Given that emotional adjustment difficulties are
common in children with CHCs (Barlow & Ellard, 2006),
these findings might suggest that interventions for children’s
emotional distress may also positively impact parent’s mental
health and well-being. However, given the study’s cross-
sectional nature, it is also possible that parent distress leads to
reduced QoL in children as suggested in previous research in
pediatric cancer and other areas (Bakula et al., 2019, 2020).
Accordingly, larger longitudinal studies are required to repli-
cate our study findings and clarify the direction of the cross-
sectional associations documented in our work.

Strengths and Limitations

To our knowledge, this is one of the few studies to examine
associations between child QoL, unmet support needs and
psychological distress in parents of children living with vari-
ous CHCs. However, there are some limitations that need to
be acknowledged. First, we recruited during the Coronavirus
disease-2019 pandemic with strict lockdowns in place in
much of Australia during this period. As such, we cannot rule
out the possibility that the pandemic had a potential impact
on parents’ responses. Second, we invited parents into the
study through online support groups and charity organiza-
tions, which could limit the generalizability of the findings as
parents joining these online support groups may be seeking
support and assistance. This cross-sectional survey utilized
convenience sampling, with the majority of respondents being
mothers, who completed all measures of interest. While this
approach may overestimate the magnitude of the associations



Table IV. Stepwise Regression Models: Predicting Parent Distress Symptom Severity from Child Functioning (Qol) and Level of Moderate to High Unmet Supportive Care Needs in the Overall Sample (N = 194)

Variables Depression Anxiety Stress
Model 1 Model 2 Model 3 Model 1 Model 2 Model 3 Model 1 Model 2 Model 3
B (SE) B (SE) B (SE) B (SE) B (SE) B (SE) B (SE) B (SE) B (SE)
Covariates
Child factors
CHC-T1D —-0.15 (2.47) 0.58 (2.28) 0.69 (2.23) —1.80 (2.20) —2.41 (2.02) —1.11 (1.94) —2.04 (2.36) —-1.98 (2.12) —0.30 (2.07)
CHC-CHD —5.15 (2.43)* ~1.93 (2.14) ~0.33(2.07)  —3.65(2.18)  —1.39 (1.90) 0.63 (1.80) ~3.49(2.33)  —0.29 (1.99) 1.54 (1.92)
CHC-asthma —8.85 (4.20)* —4.45 (3.63) —1.75 (3.45) —-5.75 (3.76) —-2.09 (3.22) 1.49 (3.01) —4.13 (4.02) —0.16 (3.38) 3.25 (3.21)
Diagnosis age —0.43 (0.34) —0.54 (0.29) ~0.36(0.28)  —0.41(0.31)  —0.50 (0.26) —0.40(0.24)  —0.41(0.33)  —0.52(0.27) ~0.37 (0.26)
Time since diagnosis —0.06 (0.29) —0.43 (0.25) —0.11 (0.25) —0.26 (0.26) —0.63 (0.22)** —0.38 (0.21) —0.56 (0.28)* —0.95 (0.23)** —0.62 (0.23)**
Parent factors
University education  —2.81 (1.64) —1.70 (1.41) —0.45(1.35)  —2.74(1.47)  —1.89 (1.25) 078 (1.17)  —2.42(1.58)  —1.30(1.31) 0.02 (1.25)
(vs. less)
Single (vs. partnered)  0.67 (2.32) —1.24 (1.99) ~1.95(1.85)  2.37(2.07) 0.70 (1.76) 0.43 (1.61) 1.24 (2.22) —0.64 (1.85) —0.67 (1.72)
Parents age (linear) —0.24 (0.15) —0.12 (0.13) —0.04 (0.12) —0.16 (0.13) —0.05 (0.11) 0.01 (0.10) —0.15 (0.14) —0.05 (0.12) 0.00 (0.11)
Not working (vs. —0.81 (1.79) —0.64 (1.53) —0.39 (1.44) —2.30 (1.60) —2.40 (1.36) —2.13 (1.25) -2.61(1.71) —2.60 (1.43) —2.02 (1.34)
working)
PedsQL
Physical functioning —0.00 (0.04) —0.00 (0.03) 0.04 (0.03) 0.04 (0.03) ~0.01(0.03) 0.01 (0.03)
Emotional —0.21 (0.04)** —0.15 (0.03)** —0.22 (0.03)** —0.15 (0.03)** —0.23 (0.03)** —0.17 (0.03)**
functioning
Social functioning ~0.09 (0.05) ~0.05 (0.04) ~0.09 (0.04)* ~0.06 (0.04) —0.05 (0.04) ~0.03 (0.04)
School functioning 0.03 (0.04) 0.06 (0.04) 0.03 (0.04) 0.07 (0.03)* —0.00 (0.04) 0.02 (0.04)
Unmet supportive
care need domains
Care needs 0.04 (0.03) 0.04 (0.02) 0.05 (0.02)*
Physical and social —0.01 (0.03) 0.01 (0.02) —0.02 (0.03)
needs
Informational needs 0.01 (0.02) 0.01 (0.02) 0.00 (0.02)
Support needs 0.08 (0.03)* 0.08 (0.03)** 0.09 (0.03)**
Financial needs 0.03 (0.01) ~0.00 (0.01) —0.02 (0.01)
Child-related emo- —0.00 (0.02) 0.00 (0.02) 0.02 (0.02)
tional needs
F 1.75 7.34%* 7.88%% 1.82 7.82%% 8.84%* 2.02% 8.86%* 9.16%*
Adj R? 0.03 0.30 0.41 0.03 0.32 0.44 0.04 0.35 0.45
R? change 0.27%* 0.11%* 0.28%* 0.13%* 0.30%* 0.11%*

Note. B = beta coefficients; SE = standard errors; PedsQL = pediatric quality of life; CHC = chronic health conditions; CHD = congenital heart disease; T1D = type one diabetes. Models 2 and 3 contained covariates

of chronic health condition, diagnosis age, time since diagnosis, parent’s education, parent’s marital status, parent’s age, parent’s employment (entered in Model 1). Significant associations are in bold.

* p<.0S.
* p<.01.
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between variables, it is an approach routinely used in studies
of childhood CHCs (Cousino & Hazen, 2013). The propor-
tion of participants with a tertiary education is perhaps higher
than expected for the broader Australian population, which
may partially limit the generalizability of the study findings.

To help address the potential impact of time post-diagnosis
on the observed pattern of findings, all analyses involved
adjustment for this covariate. However, given we were unable
to adjust for the level of unmet medical needs, we cannot rule
out the potential role of this variable in influencing the
observed pattern of findings. Furthermore, small sample sizes
for the different CHC groups may have limited the statistical
power of our moderation analyses. While our sample may
under-represent families of children with different conditions,
the relative numbers of each health condition in our sample
roughly reflect the incidence of these conditions in Australian
children, with the exception of asthma (AIHW, 2019, 2023;
Youlden et al., 2020). Other significant limitations include
that we did not require participants to disclose their ethnic
origin and we excluded children with genetic, developmental,
or emotional disorders. Consequently, investigating ethnic or
cultural disparities in unmet needs and exploring unmet needs
and QoL of children with developmental or emotional disor-
ders are important areas for future research. While these limi-
tations are important when interpreting the findings, the
associations we found among the variables we explored sug-
gest a relationship. To further advance this field, more work
is needed to investigate the direction and strength of associa-
tions between different variables using larger samples and lon-
gitudinal designs that include children’s own assessment of
their QoL. These types of studies will overcome the challenges
posed by cross-sectional data and establish more robust
causal relationships.

Conclusion

Our cross-sectional study shows that elevated psychological
distress is experienced by a large proportion of parents in our
sample. Greater parental distress was associated with lower
child emotional functioning (QoL), as well as higher unmet
needs in the support domain. Notably, these associations
were not moderated by child illness type, suggesting that these
factors may be relevant for children and families living with
childhood chronic illness, irrespective of their specific diagno-
sis. Except for time-since-diagnosis (which was adjusted for in
all analyses), parent distress was not significantly associated
with other child and parent socio-demographic factors. These
findings likely have implications for family-centered assess-
ment and intervention, including the provision of routine
evaluation and referrals to address parents’ psychological dis-
tress and USCN. Similarly, it is likely that the provision of
timely, evidence-based psychological interventions for these
children will help improve their emotional functioning and
may also have secondary benefits in helping to alleviate psy-
chological distress experienced by their parents and/or
families.

Given that this study represents an initial exploratory inves-
tigation in a relatively under-researched area, larger longitudi-
nal studies are needed to replicate findings in diverse cultural
and ethnic groups, as well as evaluate possible bidirectional
relationships between child functioning (QoL), USCN and
parent psychological distress in families of children living
with CHCs.

53

Ethical Approval

Low risk ethical approval from Deakin University (HEAG-
H_53-2020). Informed consent to participate in the study has
been obtained from all the participants.

Data Availability

Due to ethical and privacy reasons data are not publicly avail-
able. Datasets generated during the current study will be
accessible from the corresponding author upon reasonable
request.

Supplementary Data

Supplementary data can be found at https://academic.oup.
com/jpepsy.

Acknowledgments

We thank the charity organizations of Redkite, Heart Kids,
Diabetes Australia, Asthma Australia, and social media sup-
port groups for helping us advertise our study to their mem-
bers. We are also grateful to all the parents and carers who
have contributed to this study by sharing their experiences.

Author Contributions

Sangeetha Thomas (Conceptualization, Data curation,
Formal analysis, Funding acquisition, Methodology, Project
administration, Software, Writing—original draft [lead],
Investigation [equal]), Nicholas Ryan (Conceptualization,
Investigation, Methodology, Resources-supporting,
Supervision, Writing—review & editing [equal]), Linda Byrne
(Conceptualization, Investigation, Methodology, Supervision,
Writing—review & editing [equal]), Christel Hendrieckx
(Conceptualization, Investigation, Methodology, Resources-
supporting, Supervision, Writing—review & editing [equal]),
and Vicki White (Conceptualization, Formal analysis-
supporting,  Investigation, = Methodology, = Resources,
Supervision, Writing—review & editing [equal]).

Funding

The lead author is funded by a Deakin University PhD
Scholarship (DUPRS).

Conflicts of interest

None declared.

References

ABS (2022). Health conditions prevalence. Australian Bureau of
Statistics. https://www.abs.gov.au/statistics/health/health-condi-
tions-and-risks/health-conditions-prevalence/2020-21 Retrieved 2
November 2022.

ATHW (2019). Congenital heart disease in Australia. https://www.aihw.
gov.au/reports/heart-stroke-vascular-diseases/congenital-heart-dis-
ease-in-australia

AIHW (2022). Australia’s children. Australian Institute of Health and
Welfare. https://www.aihw.gov.au/reports/children-youth/austral-
ias-children/contents/health/chronic-conditions


https://academic.oup.com/jpepsy/article-lookup/doi/10.1093/jpepsy/jsad074#supplementary-data
https://academic.oup.com/jpepsy
https://academic.oup.com/jpepsy
https://www.abs.gov.au/statistics/health/health-conditions-and-risks/health-conditions-prevalence/2020-21
https://www.abs.gov.au/statistics/health/health-conditions-and-risks/health-conditions-prevalence/2020-21
https://www.aihw.gov.au/reports/heart-stroke-vascular-diseases/congenital-heart-disease-in-australia
https://www.aihw.gov.au/reports/heart-stroke-vascular-diseases/congenital-heart-disease-in-australia
https://www.aihw.gov.au/reports/heart-stroke-vascular-diseases/congenital-heart-disease-in-australia
https://www.aihw.gov.au/reports/children-youth/australias-children/contents/health/chronic-conditions
https://www.aihw.gov.au/reports/children-youth/australias-children/contents/health/chronic-conditions

54

AIHW (2023). Diabetes: Australian facts. https://www.aihw.gov.au/
reports/diabetes/diabetes

Aziza,Y.D. A., Wang, S. T., & Huang, M. C. (2019). Unmet supportive
care needs and psychological distress among parents of children with
cancer in Indonesia. Psycho-oncology, 28(1), 92-98. https://doi.org/
10.1002/pon.4914

Bakula, D. M., Sharkey, C. M., Perez, M. N., Espeleta, H. C., Gamwell,
K. L., Baudino, M., Delozier, A. M., Chaney, J. M., Alderson, R. M.,
& Mullins, L. L. (2020). The relationship between parent distress
and child quality of life in pediatric cancer: A meta-analysis. Journal
of Pediatric Nursing, 50, 14-19. https://doi.org/10.1016/j.pedn.
2019.09.024

Bakula, D. M., Sharkey, C. M., Perez, M. N., Espeleta, H. C., Gamwell,
K. L., Baudino, M., Delozier, A. M., Chaney, J. M., Matt Alderson,
R., & Mullins, L. L. (2019). Featured article: The relationship
between parent and child distress in pediatric cancer: A meta-analy-
sis. Journal of Pediatric Psychology, 44(10), 1121-1136. https://doi.
org/10.1093/jpepsy/jsz051

Barlow, J. H., & Ellard, D. R. (2006). The psychosocial well-being of
children with chronic disease, their parents and siblings: An overview
of the research evidence base. Child: Care, Health and Development,
32(1), 19-31. https://doi.org/10.1111/.1365-2214.2006.00591.x

Bronfenbrenner, U. (1979). The ecology of human development.
Harvard University Press.

Chen, Z., Wang, J., Carru, C., Coradduzza, D., & Li, Z. (2023). The
prevalence of depression among parents of children/adolescents with
type 1 diabetes: A systematic review and meta-analysis. Front
Endocrinol (Lausanne), 14, 1095729. https://doi.org/10.3389/
fendo.2023.1095729

Cheng, Q., Ng, M. S. N., Choi, K. C., & So, W. K. W. (2022). Unmet
needs, anxiety, depression, and quality of life among caregivers of
adolescents and young adults with cancer: A cross-sectional study.
Asia-Pacific Journal of Oncology Nursing, 9(10), 100108. https://
doi.org/10.1016/j.apjon.2022.100108

Cohen, J. (1977). CHAPTER 4 - Differences between correlation coeffi-
cients. In J. Cohen (Ed.), Statistical power analysis for the behavioral
sciences (pp. 109-143). Academic Press. https://doi.org/10.1016/
B978-0-12-179060-8.50009-8

Collier, J., Pattison, H., Watson, A., & Sheard, C. (2001). Parental
Information needs in chronic renal failure and diabetes mellitus.
European Journal of Pediatrics, 160(1), 31-36. https://doi.org/10.
1007/pl00008413

Cousino, M. K., & Hazen, R. A. (2013). Parenting stress among care-
givers of children with chronic illness: A systematic review. Journal
of Pediatric Psychology, 38(8), 809-828. https://doi.org/10.1093/
jpepsy/jst049

Denham, A. M. J., Wynne, O., Baker, A. L., Spratt, N. J., Turner, A.,
Magin, P., Palazzi, K., & Bonevski, B. (2020). An online survey of
informal caregivers” unmet needs and associated factors. PloS One,
15(12),e0243502. https://doi.org/10.1371/journal.pone.0243502

Drakouli, M., Petsios, K., Giannakopoulou, M., Patiraki, E.,
Voutoufianaki, I., & Matziou, V. (2015). Determinants of quality of
life in children and adolescents with CHD: A systematic review.
Cardiology in the Young, 25(6), 1027-1036. https://doi.org/10.
1017/51047951115000086

Ehrler, M., Wettach, C., Beck, 1., Valsangiacomo Buechel, E. R., Latal,
B., & Landolt, M. A. (2023). Mental health-related quality of life in
mothers of children with surgically repaired congenital heart disease:
A 13-year longitudinal study. Quality of Life Research, 32(10),
2975-2986. https://doi.org/10.1007/s11136-023-03440-y

Fitch, M. L. (2008). Supportive care framework. Canadian Oncology
Nursing Journal = Revue Canadienne de Nursing Oncologique,
18(1), 6-24. https://doi.org/10.5737/1181912x181614

Flury, M., Caflisch, U., Ullmann-Bremi, A., & Spichiger, E. (2011).
Experiences of parents with caring for their child after a cancer diag-
nosis. Journal of Pediatric Oncology Nursing, 28(3), 143-153.
https://doi.org/10.1177/1043454210378015

Gill, F. J., Hashem, Z., Stegmann, R., & Aoun, S. M. (2021). The sup-
port needs of parent caregivers of children with a life-limiting illness

Thomas, Ryan, Byrne, Hendrieckx, and White

and approaches used to meet their needs: A scoping review.
Palliative ~ Medicine, 35(1), 76-96. https://doi.org/10.1177/
0269216320967593

Girgis, A., Lambert, S., & Lecathelinais, C. (2011). The supportive care
needs survey for partners and caregivers of cancer survivors:
Development and psychometric evaluation. Psycho-oncology, 20(4),
387-393. https://doi.org/10.1002/pon.1740

Henry, J. D., & Crawford, J. R. (2005). The short-form version of the
Depression Anxiety Stress Scales (DASS-21): Construct validity and
normative data in a large non-clinical sample. The British Journal of
Clinical Psychology, 44(Pt 2), 227-239. https://doi.org/10.1348/
014466505x29657

Hodgkinson, K., Butow, P., Hunt, G. E., Pendlebury, S., Hobbs, K. M.,
Lo, S. K., & Wain, G. (2007). The development and evaluation of a
measure to assess cancer survivors’ unmet supportive care needs:
The CaSUN (Cancer Survivors’ Unmet Needs measure). Psycho-
oncology, 16(9), 796-804. https://doi.org/10.1002/pon.1137

IBMCorp. (2021). IBM SPSS Statistics for Windows. In IBM Corp.
(Ed.). Armonk, NY.

Jackson, A. C., Frydenberg, E., Liang, R. P., Higgins, R. O., & Murphy,
B. M. (2015). Familial impact and coping with child heart disease: A
systematic review. Pediatric Cardiology, 36(4), 695-712. https://doi.
org/10.1007/s00246-015-1121-9

Jang, Y., & Jeong, Y. (2021). Unmet needs and quality of life of cancer
patients and their families: Actor-partner interdependence modeling.
Healthcare  (Basel),  9(7), 874.  https://doi.org/10.3390/
healthcare9070874

Jantien Vrijmoet-Wiersma, C. M., van Klink, J. M. M., Kolk, A. M.,
Koopman, H. M., Ball, L. M., & Maarten Egeler, R. (2008).
Assessment of parental psychological stress in pediatric cancer: A
review. Journal of Pediatric Psychology, 33(7), 694-706. https://doi.
org/10.1093/jpepsy/jsn007

Javalkar, K., Rak, E., Phillips, A., Haberman, C., Ferris, M., & Van
Tilburg, M. (2017). Predictors of caregiver burden among mothers
of children with chronic conditions. Children, 4(5), 39. https://www.
mdpi.com/2227-9067/4/5/39

Kadravello, A., Tan, S.-B., Ho, G.-F., Kaur, R., & Yip, C.-H. (2021).
Exploring unmet needs from an online metastatic breast cancer sup-
port group: A qualitative study. Medicina, 57(7), 693. https://www.
mdpi.com/1648-9144/57/7/693

Kazak, A. E. (1989). Families of chronically ill children: A systems and
social-ecological model of adaptation and challenge. Journal of
Consulting and Clinical Psychology, 57(1), 25-30. https://doi.org/
10.1037//0022-006x.57.1.25

Kerr, L. M., Harrison, M. B., Medves, J., & Tranmer, J. (2004).
Supportive care needs of parents of children with cancer: Transition
from diagnosis to treatment. Oncology Nursing Forum, 31(6),
E116-126. https://doi.org/10.1188/04.ONF.E116-E126

Kim, Y., & Carver, C. S. (2019). Unmet needs of family cancer care-
givers predict quality of life in long-term cancer survivorship.
Journal of Cancer Survivorship: Research and Practice, 13(5),
749-758. https://doi.org/10.1007/s11764-019-00794-6

Kimbell, B., Lawton, J., Boughton, C., Hovorka, R., & Rankin, D. (2021).
Parents’ experiences of caring for a young child with type 1 diabetes: A
systematic review and synthesis of qualitative evidence. BMC Pediatrics,
21(1), 160. https://doi.org/10.1186/s12887-021-02569-4

Kish, A. M., Newcombe, P. A., & Haslam, D. M. (2018). Working and
caring for a child with chronic illness: A review of current literature.
Child: care, Health and Development, 44(3), 343-354. https://doi.
org/10.1111/cch.12546

Klassen, A. F., Anthony, S. J., Khan, A., Sung, L., & Klaassen, R.
(2011). Identifying determinants of quality of life of children with
cancer and childhood cancer survivors: A systematic review.
Supportive Care in Cancer, 19(9), 1275-1287. https://doi.org/10.
1007/s00520-011-1193-x

Kolaitis, G. A., Meentken, M. G., & Utens, E. (2017). Mental health
problems in parents of children with congenital heart disease.
Frontiers in Pediatrics, 5, 102. https://doi.org/10.3389/fped.2017.
00102


https://www.aihw.gov.au/reports/diabetes/diabetes
https://www.aihw.gov.au/reports/diabetes/diabetes
https://doi.org/10.1002/pon.4914
https://doi.org/10.1002/pon.4914
https://doi.org/10.1016/j.pedn.2019.09.024
https://doi.org/10.1016/j.pedn.2019.09.024
https://doi.org/10.1093/jpepsy/jsz051
https://doi.org/10.1093/jpepsy/jsz051
https://doi.org/10.1111/j.1365-2214.2006.00591.x
https://doi.org/10.3389/fendo.2023.1095729
https://doi.org/10.3389/fendo.2023.1095729
https://doi.org/10.1016/j.apjon.2022.100108
https://doi.org/10.1016/j.apjon.2022.100108
https://doi.org/10.1016/B978-0-12-179060-8.50009-8
https://doi.org/10.1016/B978-0-12-179060-8.50009-8
https://doi.org/10.1007/pl00008413
https://doi.org/10.1007/pl00008413
https://doi.org/10.1093/jpepsy/jst049
https://doi.org/10.1093/jpepsy/jst049
https://doi.org/10.1371/journal.pone.0243502
https://doi.org/10.1017/S1047951115000086
https://doi.org/10.1017/S1047951115000086
https://doi.org/10.1007/s11136-023-03440-y
https://doi.org/10.5737/1181912x181614
https://doi.org/10.1177/1043454210378015
https://doi.org/10.1177/0269216320967593
https://doi.org/10.1177/0269216320967593
https://doi.org/10.1002/pon.1740
https://doi.org/10.1348/014466505x29657
https://doi.org/10.1348/014466505x29657
https://doi.org/10.1002/pon.1137
https://doi.org/10.1007/s00246-015-1121-9
https://doi.org/10.1007/s00246-015-1121-9
https://doi.org/10.3390/healthcare9070874
https://doi.org/10.3390/healthcare9070874
https://doi.org/10.1093/jpepsy/jsn007
https://doi.org/10.1093/jpepsy/jsn007
https://www.mdpi.com/2227-9067/4/5/39
https://www.mdpi.com/2227-9067/4/5/39
https://www.mdpi.com/1648-9144/57/7/693
https://www.mdpi.com/1648-9144/57/7/693
https://doi.org/10.1037//0022-006x.57.1.25
https://doi.org/10.1037//0022-006x.57.1.25
https://doi.org/10.1188/04.ONF.E116-E126
https://doi.org/10.1007/s11764-019-00794-6
https://doi.org/10.1186/s12887-021-02569-4
https://doi.org/10.1111/cch.12546
https://doi.org/10.1111/cch.12546
https://doi.org/10.1007/s00520-011-1193-x
https://doi.org/10.1007/s00520-011-1193-x
https://doi.org/10.3389/fped.2017.00102
https://doi.org/10.3389/fped.2017.00102

Unmet Needs and Parents Psychological Distress

Lambert, S. D., Harrison, J. D., Smith, E., Bonevski, B., Carey, M.,
Lawsin, C., Paul, C., & Girgis, A. (2012). The unmet needs of part-
ners and caregivers of adults diagnosed with cancer: A systematic
review. BMJ Supportive & Palliative Care, 2(3), 224-230. https://
doi.org/10.1136/bmjspcare-2012-000226

Leeman, J., Crandell, J. L., Lee, A., Bai, J., Sandelowski, M., & Knafl, K.
(2016). Family functioning and the well-being of children with
chronic conditions: A meta-analysis. Research in Nursing & Health,
39(4), 229-243. https://doi.org/10.1002/nur.21725

Levert, E. M., Helbing, W. A., Dulfer, K., van Domburg, R. T., & Utens,
E. M. (2017). Psychosocial needs of children undergoing an invasive
procedure for a CHD and their parents. Cardiology in the Young,
27(2),243-254. https://doi.org/10.1017/S1047951116000391

Lisy, K., Langdon, L., Piper, A., & Jefford, M. (2019). Identifying the
most prevalent unmet needs of cancer survivors in Australia: A sys-
tematic review. Asia-Pacific Journal of Clinical Oncology, 15(5),
e68-€78. https://doi.org/10.1111/ajco.13176

Lovibond, S. H., & Lovibond, P. F. (1995). Manual for the depression
anxiety stress scales (2nd edn). Psychology Foundation.

Miller, G. F., Coffield, E., Leroy, Z., & Wallin, R. (2016). Prevalence
and costs of five chronic conditions in children. The Journal of
School  Nursing, 32(5), 357-364. https://doi.org/10.1177/
1059840516641190

Monterosso, L., Kristjanson, L. J., & Dadd, G. (2006). Content validity
and reliability testing of the FIN-PED II: A tool to measure care needs
of parents of children with cancer. Journal of Nursing Measurement,
14(1), 31-44. https://doi.org/10.1891/jnum.14.1.31

Naser, A. Y., Hameed, A. N., Mustafa, N., Alwafi, H., Dahmash, E. Z.,
Alyami, H. S., & Khalil, H. (2021). Depression and anxiety in
patients with cancer: A cross-sectional study. Frontiers in
Psychology, 12, 585534. https://doi.org/10.3389/fpsyg.2021.
585534

Nayeri, N. D., Roddehghan, Z., Mahmoodi, F., & Mahmoodi, P.
(2021). Being parent of a child with congenital heart disease, what
does it mean? A qualitative research. BMC Psychology, 9(1), 33.
https://doi.org/10.1186/s40359-021-00539-0

Niedzwiedz, C. L., Knifton, L., Robb, K. A., Katikireddi, S. V., & Smith,
D. J. (2019). Depression and anxiety among people living with and
beyond cancer: A growing clinical and research priority. BMC
Cancer, 19(1), 943. https://doi.org/10.1186/s12885-019-6181-4

Pardini, D. A. (2008). Novel insights into longstanding theories of bidir-
ectional parent-child influences: Introduction to the special section.
Journal of Abnormal Child Psychology, 36(5), 627-631. https://doi.
org/10.1007/s10802-008-9231-y

Pelentsov, L. J., Laws, T. A., & Esterman, A. J. (2015). The supportive
care needs of parents caring for a child with a rare disease: A scoping
review. Disability and Health Journal, 8(4), 475-491. https://doi.
org/10.1016/j.dhjo.2015.03.009

Robinson, E. M., Weaver, P., Chen, R., Streisand, R., & Holmes, C. S.
(2016). A model of parental distress and factors that mediate its link
with parental monitoring of youth diabetes care, adherence, and gly-
cemic control. Health Psychology, 35(12), 1373-1382. https://doi.
org/10.1037/hea0000406

Rolland, J. S. (1987). Chronic illness and the life cycle: A conceptual
framework. Family Process, 26(2), 203-221. https://doi.org/10.
1111/5.1545-5300.1987.00203.x

Saflmann, H., Kim-Dorner, S. J., Berndt, V., Biester, T., Dehn-
Hindenberg, A., Heidtmann, B., Jorch, N., Lilienthal, E., Nellen-
Hellmuth, N., Neu, A., Schaaf, K., Ziegler, R., & Lange, K. (2022).
Understanding daily, emotional, and physical burdens and needs of
parents caring for children with type 1 diabetes. Journal of Diabetes
Research, 2022, 96041135. https://doi.org/10.1155/2022/9604115

Sklenarova, H., Kriimpelmann, A., Haun, M. W., Friederich, H.-C.,
Huber, J., Thomas, M., Winkler, E. C., Herzog, W., & Hartmann,
M. (2015). When do we need to care about the caregiver? Supportive
care needs, anxiety, and depression among informal caregivers of
patients with cancer and cancer survivors. Cancer, 121(9),
1513-1519. https://doi.org/10.1002/cncr.29223

55

Smith, S., Tallon, M., Clark, C., Jones, L., & Morelius, E. (2022). “You
Never Exhale Fully Because You’re Not Sure What’s NEXT”:
Parents’ experiences of stress caring for children with chronic condi-
tions. Frontiers in Pediatrics, 10, 902655. https://www.frontiersin.
org/articles/10.3389/fped.2022.902655

StataCorp S. LLC (2021). Stata statistical software: Release 17. College
Station.

Thomas, S., Byrne, L. K., Ryan, N. P., Hendrieckx, C., & White, V.
(2023). Unmet supportive care needs in families of children with
chronic health conditions: An Australian cross-sectional study.
World Journal of Pediatrics: WJP, 1. https://doi.org/10.1007/
$12519-023-00730-w

Thomas, S., Ryan, N. P., Byrne, L. K., Hendrieckx, C., & White, V.
(2023). Unmet supportive care needs of families of children with
chronic illness: A systematic review. Journal of Clinical Nursing,
32(19-20), 7101-7124. https://doi.org/10.1111/jocn. 16806

Van Cleave, J., Gortmaker, S. L., & Perrin, J. M. (2010). Dynamics of
obesity and chronic health conditions among children and youth.
JAMA, 303(7), 623-630. https://doi.org/10.1001/jama.2010.104

Varni, J. W., Burwinkle, T. M., Seid, M., & Skarr, D. (2003). The
PedsQL 4.0 as a pediatric population health measure: Feasibility,
reliability, and validity. Ambulatory Pediatrics, 3(6), 329-341.
https://doi.org/10.1367/1539-
4409(2003)003<0329:tpaapp>2.0.co;2

Varni, J. W., Limbers, C. A., & Burwinkle, T. M. (2007). Impaired
health-related quality of life in children and adolescents with chronic
conditions: A comparative analysis of 10 disease clusters and 33 dis-
ease categories/severities utilizing the PedsQL 4.0 Generic Core
Scales. Health and Quality of Life Outcomes, 5(1), 43. https://doi.
org/10.1186/1477-7525-5-43

Varni, J. W., Seid, M., & Kurtin, P. S. (2001). PedsQL™ 4.0: Reliability
and Validity of the Pediatric Quality of Life Inventory '™ Version 4.0
Generic Core Scales in Healthy and Patient Populations. Medical
Care, 39(8), 800-812. http://www.jstor.org/stable/3767969

Wang, J., Coyte, P. C., Shao, D., Zhen, X., Zhao, N., Sun, C., & Sun, X.
(2022). The relationship between the unmet needs of Chinese family care-
givers and the quality of life of childhood cancer patients undergoing
inpatient treatment: A mediation model through caregiver depression.
International Journal of Environmental Research and Public Health,
19(16), 10193. https://www.mdpi.com/1660-4601/19/16/10193

Wang, T., Molassiotis, A., Chung, B. P. M., & Tan, J. Y. (2018). Unmet
care needs of advanced cancer patients and their informal caregivers:
A systematic review. BMC Palliative Care, 17(1), 96. https://doi.org/
10.1186/s12904-018-0346-9

Wang, T., Molassiotis, A., Tan, J. Y., Chung, B. P. M., & Huang, H. Q.
(2021). Prevalence and correlates of unmet palliative care needs in
dyads of Chinese patients with advanced cancer and their informal
caregivers: A cross-sectional survey. Supportive Care in Cancer,
29(3), 1683-1698. https://doi.org/10.1007/s00520-020-05657-w

Whittemore, R., Jaser, S., Chao, A., Jang, M., & Grey, M. (2012).
Psychological experience of parents of children with type 1 diabetes:
A systematic mixed-studies review. The Diabetes Educator, 38(4),
562-579. https://doi.org/10.1177/0145721712445216

Wijlaars, L. P., Gilbert, R., & Hardelid, P. (2016). Chronic conditions in
children and young people: Learning from administrative data.
Archives of Disease in Childhood, 101(10), 881-885. https://doi.
org/10.1136/archdischild-2016-310716

Wray, J., Cassedy, A., Ernst, M. M., Franklin, R. C., Brown, K., & Marino,
B. S. (2018). Psychosocial functioning of parents of children with heart
disease-describing the landscape. European Journal of Pediatrics,
177(12), 1811-1821. https/doi.org/10.1007/500431-018-3250-7

Yan, N., & Ansari, A. (2016). Child adjustment and parent functioning:
Considering the role of child-driven effects. | Fam Psychol, 30(3),
297-308. https://doi.org/10.1037/fam0000180

Youlden, D. R., Baade, P. D., Green, A. C., Valery, P. C., Moore, A. S.,
& Aitken, J. F. (2020). The incidence of childhood cancer in
Australia, 1983-20135, and projections to 2035. The Medical Journal
of Australia, 212(3), 113-120. https://doi.org/10.5694/mja2.50456


https://doi.org/10.1136/bmjspcare-2012-000226
https://doi.org/10.1136/bmjspcare-2012-000226
https://doi.org/10.1002/nur.21725
https://doi.org/10.1017/S1047951116000391
https://doi.org/10.1111/ajco.13176
https://doi.org/10.1177/1059840516641190
https://doi.org/10.1177/1059840516641190
https://doi.org/10.1891/jnum.14.1.31
https://doi.org/10.3389/fpsyg.2021.585534
https://doi.org/10.3389/fpsyg.2021.585534
https://doi.org/10.1186/s40359-021-00539-0
https://doi.org/10.1186/s12885-019-6181-4
https://doi.org/10.1007/s10802-008-9231-y
https://doi.org/10.1007/s10802-008-9231-y
https://doi.org/10.1016/j.dhjo.2015.03.009
https://doi.org/10.1016/j.dhjo.2015.03.009
https://doi.org/10.1037/hea0000406
https://doi.org/10.1037/hea0000406
https://doi.org/10.1111/j.1545-5300.1987.00203.x
https://doi.org/10.1111/j.1545-5300.1987.00203.x
https://doi.org/10.1155/2022/9604115
https://doi.org/10.1002/cncr.29223
https://www.frontiersin.org/articles/10.3389/fped.2022.902655
https://www.frontiersin.org/articles/10.3389/fped.2022.902655
https://doi.org/10.1007/s12519-023-00730-w
https://doi.org/10.1007/s12519-023-00730-w
https://doi.org/10.1111/jocn.16806
https://doi.org/10.1001/jama.2010.104
https://doi.org/10.1367/1539-4409
https://doi.org/10.1367/1539-4409
https://doi.org/10.1186/1477-7525-5-43
https://doi.org/10.1186/1477-7525-5-43
http://www.jstor.org/stable/3767969
https://www.mdpi.com/1660-4601/19/16/10193
https://doi.org/10.1186/s12904-018-0346-9
https://doi.org/10.1186/s12904-018-0346-9
https://doi.org/10.1007/s00520-020-05657-w
https://doi.org/10.1177/0145721712445216
https://doi.org/10.1136/archdischild-2016-310716
https://doi.org/10.1136/archdischild-2016-310716
https://doi.org/10.1007/s00431-018-3250-7
https://doi.org/10.1037/fam0000180
https://doi.org/10.5694/mja2.50456

	Active Content List
	Introduction
	Method
	Results
	Discussion
	Acknowledgments
	Conflicts of interest
	References


