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Abstract

Context. Losing a child is the most burdensome event parents can experience involving risks of developing anxiety and
depression.

Objectives. To investigate anxiety and depression in bereaved parents during their child’s life-limiting illness and
imminent death and three to five years after the loss to target future interventions.

Methods. A Danish nationwide cross-sectional questionnaire survey. From 2012 to 2014, a register-based study identified
causes of deaths of 951 children aged zero to 18 years. Potential palliative diagnoses were classified according to previously
used classification. A total of 402 families were included. A modified version of the self-administered questionnaire “To lose a
child” was used. Non-response surveys identified reasons for lack of response.

Results. In all, 136 mothers and 57 fathers completed a questionnaire, representing parents of 152 children (38%). Sixty-
five percent of mothers and 63% of fathers reported moderate-to-severe anxiety during the child’s illness. However, three to
five years after their loss anxiety had decreased markedly. Thirty-five percent of mothers and 39% of fathers reported
moderate-to-severe depression during the child’s illness; three to five years after the loss they were suffering equivalently from
depression. The Center for Epidemiologic Studies Depression Scale indicated that severe depression was significantly
associated with lower education and being unmarried.

Conclusion. The reporting of anxiety during the child’s illness and prolonged depression in bereaved parents three to five
years after the loss indicates a potential need for psychological interventions. In the process of implementing specialized
pediatric palliative care in Denmark, our findings should be considered for future treatment programs. J Pain Symptom
Manage 2019;58:596—604. © 2019 American Academy of Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.

Key Words
Anixiely, depression, pediatric, bereavement, parents, palliative care

Introduction risk of psychiatric hospitalization and mortality in
bereaved parents.”” A review focusing on the associa-
tion between losing a child and the subsequent health
status of parents found in nine of 17 studies an
increased risk of developing anxiety and depression.’
Thus, psychological distress in terms of anxiety and

Losing a child is considered the most burdensome
event parents can experience and the risk of devel-
oping anxiety and/or depression may be expected to
be high. Previous Danish studies found an increased
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depression seems to have high impact on suffering in
bereaved parents.

Since 2015, specialized pediatric palliative care has
been a priority in Denmark, which includes establish-
ment of both hospices and hospital-based teams.
Palliative care in this study are based on the World
Health Organization’s (WHO) definition of pediatric
palliative care’ and specialized palliative care is based
on the Recommendations from the European Associ-
ation for Palliative Care.” To target future interven-
tions for parents during their child’s life-limiting
illness and after their loss, it seems highly relevant
to investigate bereaved parents’ experiences
including anxiety and depression. We hypothesized
that anxiety and depression would decline over
time and that potential risk factors as the child’s
age and diagnosis, the parents age, civil status, educa-
tion, and religious belief could influence anxiety and
depression.” Potential risk factors impacting parental
bereavement outcomes after the death of a child with
a life-limiting disease have previously been studied’
and the findings indicated that the child’s age and
diagnosis,” the educational level of parents,” and
their religious belief’ may influence anxiety and
depression, which seemed to decline over time.’
Thus, the aim of this study was to investigate anxiety
and depression in bereaved parents during the
child’s life-limiting illness and imminent death and
three to five years after the loss to target future inter-
ventions in specialized pediatric palliative care.

Methods

Participants and Settings

In a recent nation-wide study, we investigated the
mortality rate, causes, and places of death for children
less than 18 years of age, who died in Denmark in the
period 1994 to 2014."” The data were obtained from
the Danish Register of Causes of Death, which covers
all deaths of citizens in Denmark.'' The classification
of the primary causes of death during the study period
was performed in accordance with guidelines from the
WHO; and since 1994, the Register has used the Inter-
national Classification of Diseases, Tenth Revision.'>!?
From the Danish Register of Causes of Death, 951 chil-
dren, who died in Denmark in the period 2012 to
2014, were identified. A directory of life-limiting con-
ditions elaborated in Wales were used to identify those
children, who could benefit from specialized pediatric
palliative care. The directory was recorded through di-
agnoses of patients under the care of five children hos-
pices and a tertiary specialist palliative care service in
the UK.'" As specialized pediatric palliative care is a
new clinical discipline in Denmark, the directory was
used to identify Danish children, who potentially

could benefit from the intervention. The diagnoses
in the directory were matched with the causes of death
in the Danish Register of Causes of Death and 402
children were identified. In Denmark, individuals
with residence permit have a unique civil registration
number stored in the Danish Civil Registration Sys-
tem."” This register contains information on, for
example, date of birth and death, sex, identity of par-
ents, municipality of residence, and civil status.
Through this register, we identified the parents of
the 402 children. Parents were eligible if they had a
Danish civil registration number and a Danish non-
protected postal address. Of 804 eligible parents, con-
tact information was reachable for 743 and they were
invited to participate. Contact information was not
available for 61 parents due to, for example, death
of the parents, unknown paternity, protected address,
or emigration from Denmark.

Data Collection and Assessment

As we wanted to investigate bereaved parent’s expe-
riences during the child’s illness, imminent death and
at present, a modified version of the comprehensive
questionnaire “To lose a child” was chosen. The ques-
tionnaire has been face-to-face validated and formerly
been used in parents, who lost a child because of ma-
lignancies in Sweden.'® The fact that Sweden and
Denmark are very similar in culture, language, and
health care systems as well as the fact that the content
could be easily be modified to comprise parents who
lost a child to life-limiting diseases influenced our
choice of this questionnaire. The original question-
naire contains 129 questions, which are divided into
three parts. The first part covers demographics and
the parent’s views on the care given during the child’s
illness, the second part includes the parents’ views of
the professional care received by themselves after the
child’s death, and the third part covers the parent’s
well-being at present. We translated the questionnaire
from Swedish into Danish according to a revised
version of the manual of European Organization for
Research and Treatment of Cancer.'” Independently,
a health care professional and a non-professional
translated the questionnaire from Swedish into
Danish. A discussion and adjustment of the translation
was made by our research group. The wordings of
some of the questions were changed in the forward
translation, for example, each time “last month” dur-
ing the child’s illness was used, it was changed to “end-
ofife time,” because other life-limiting diagnoses in
children than cancer may often have more unpredict-
able trajectories. Finally, specific questions related to
cancer trajectories, for example, “Did your child’s
illness reappear (recur) after having disappeared”
were deleted. As the questionnaire was modified, a
back-ward translation according to the translation
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manual was not made. The final version included 122
questions. This study presents the demographics of
the parents and their responses to questions assessing
anxiety, depression, and psychological well-being.

To identify depression-related symptoms, the
Centre for Epidemiological Studies Depression (CES-
D) Scale was used. The CES-D Scale is a well validated
20-item measure using a four-point Likert scale, where
1 is “never” and 4 is “most of the time.”'® The CES-D
Scale responses were summarized according to the
guidelines by giving a score of 0 to 3. A score of 16
or more reflects risk of clinical depression. More spe-
cifically, a score of 16 to 23 indicates moderate and 24
to 60 indicates severe depression.'® Responders with
missing values on more than four items were
excluded.

In addition, the single-item, seven-point Visual Dig-
ital Scale (VDS) was used to measure the parent’s sub-
jective evaluation of anxiety and depression at present
and during the child’s illness and death according to
their memory. The VDS for anxiety and depression
has been thoroughly tested for face validity and has
been used in several research projects by the research
group of Clinical Cancer Epidemiology.'’ %’ Further-
more, the VDS of depression has been shown to corre-
late well with the CES-D Scale.”"***’

The VDS was also used for measuring the bereaved
parents self-assessed well-being. Cut-off scores for VDS
were used; 1 to 2 indicates “no or mild,” 3 to 5 “mod-
erate,” and 6 to 7 “severe” anxiety or depression.
Questions referring to the parents’ well-being were
categorized as 1 to 2 “worst,” 3 to 5 “moderate,” and
6 to 7 “best.”*"*°

A pilot survey and in-depth interviews with tree
bereaved parents focusing on comprehensibility and
usability were performed before the questionnaire
was finally approved. No further adjustments were
made after pilot testing.

At least one representative parent for each child was
preferred and, therefore, the questionnaire was sent
to mothers and fathers separately. The questionnaire
and an introductory letter, which briefly explained
the objectives of the study were sent including a folder
explaining the study in more depth. Parents not re-
sponding within three weeks received one reminder.
All parents were invited to fill the questionnaire be-
tween April and June 2017. After receiving and
analyzing the responses of the first 20 questionnaires,
which did not give rise to further revision, they were
included in the total sample.

Other Variables of Interest

The Nordregio classification of urban and rural
areas was used to divide the 98 Danish municipalities
into the following four types of municipalities: urban,
intermediate, rural, and peripheral. The classification

is based on 14 indicators as population per square
kilometer, population in rural areas and towns with
less than 1000 inhabitants, percentage of the work-
force with basic education, and average distance to
motorway.”’ Finally, information on education, status
of employment through the child’s illness, loss of
more than one child, and religiousness were self-
reported in the present study.

Statistical Analyses

Descriptive statistics included percentages for cate-
gorical variables and means, SDs, and medians for
continuous variables.

The associations between the potential risk factors
(parental sex, civil status, education, primary causes
of death, and age of the children) and severe depres-
sion (CES-D Scale >23) were assessed by a logistic
regression model using a Generalized Estimating
Equation, with allowance for clustering within each
child. The effect of clustering has to be taken into ac-
count to allow for the likelihood that parents of the
same child could respond similarly, because they
have been exposed to the same experience. However,
we found it interesting to divide the results into
mothers and fathers in the results section, as we
assumed that there might be differences. Data on po-
tential risk factors (parental sex, civil status, primary
causes of death, and age of the children) were ob-
tained from the Danish Civil Registration System and
education was reported by the parents in the
questionnaire.

The association between potential explanatory fac-
tors (sex, age of the parents and the child, primary
causes of death of the child, and the residential area
of the parents) and non-response were assessed by lo-
gistic regression analysis. The results from the logistic
regression models are presented as odds ratios with
95% ClIs. All Pvalues were adjusted for clustering
within the child. The Statistical Application System,
version 9.4 (SAS Institute Inc, Cary, NC) was used to
perform all the analyses.

Results

Characteristics of the Sample

In all, 136 mothers and 57 fathers completed a ques-
tionnaire, representing parents of 152 children
(38%). There was an equal distribution between
boys and girls (Table 1).

In all, 99.5% were biological parents, 87% were mar-
ried, and 90% shared the custody at the time of the
child’s illness. Eighteen percent of the parents had
divorced after the child’s death. Sixty-seven percent
had higher education than upper secondary or voca-
tional school and 68% stated to be religious. Bereaved
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Table 1
Characteristics of the Children
N (%) Children
Identified children 402
Number of children represented 152 (37.8)
Children represented by both 41
parents
Age
0—31 days 72 (37.3)
32—364 days 36 (18.7)
1-3 yrs 14 (7.3)
47 yrs 21 (10.9)
8—10 yrs 11 (5.7)
1113 yrs 18 (9.3)
14—17 yrs 21 (10.9)
Sex
Girls 96 (49.7)
Boys 97 (50.3)
Death causes
Neoplasms 41 (21.2)
Diseases of the nervous system 24 (12.4)
Congenital malformations, 46 (23.8)
deformations, and
chromosomal abnormalities
Conditions originating in the 55 (28.5)
perinatal period
Other 27 (14.0)

parents to children with congenital malformations, de-
formations and chromosomal abnormalities, condi-
tions originating in the perinatal period, and cancer
were more likely to participate (Table 2).

Anxiety and Depression

During the child’s illness, 65% of the mothers and
63% of the fathers according to their memory scored
moderate-to-severe anxiety using VDS. At the time of
the survey (three to five years after the loss), 24% of
mothers and 16% of fathers scored moderate-to-
severe anxiety (Fig. 1). There were no statistically sig-
nificant differences in anxiety between mothers and
fathers (Table 3).

During the child’s illness, 35% of mothers and 39%
of fathers according to their memory scored from
moderate-to-severe depression using VDS. At the
time of the survey (three to five years after the loss),
still 34% of mothers and 35% of the fathers scored
moderate-to-severe depression (Fig. 1). There were
no statistically significant differences between mothers
and fathers with regard to self-reported depression
neither during the child’s illness nor at the time of
the survey (Table 3).

At the time of the survey, 61% of the parents scored
moderate-to-worse mental well-being and nearly 52%
assessed their overall quality of life as moderate-to-
worst possible using VDS (Fig. 2).

At the time of the survey, mothers had lower preva-
lence of moderate-to-severe depression (33%) than fa-
thers (44%) according to the CES-D Scale (Table 4).
No statistically significant association between

depression and religious belief in the parents was
found. Furthermore, there were no statistically signifi-
cant associations between the parent’s sex, the child’s
death cause, the age of the child, and severe depres-
sive symptomatology (CES-D Scale >23). However, re-
sults from multiple logistic regression analysis showed
that parents with lower education (i.e., basic, upper
secondary, or vocational school) had 6.92 (95% CI:
2.74 to 17.47) times higher odds of having severe
depressive symptomatology than parents with higher
education. Furthermore, married parents (at the
time of the survey) had 0.29 (95% CI: 0.11 to 0.78)
times lower odds than unmarried parents of having se-
vere depressive symptomatology (Table 5).

Finally, 71% of the mothers and 66% of the fathers
reported that their mental health has deteriorated af-
ter losing a child and 49% of the mothers and 54% of
the fathers answered that they never had had access to
psychological support during their child’s end-of-life
time (data not shown).

Non-response

The associations between diagnosis, sex, and age of
the child and age and residential area of the parents
and non-response were analyzed. The non-responder

Table 2
Characteristics of Bereaved Parents After Losing a Child
due to Life-Limiting Diagnoses

N (%) Mothers Fathers
Number of invited parents 391 352
Number of respondents 136 (34.8) 57 (16.2)
Age

<35 yrs 35 (25.7) 10 (17.5)

35—44 yrs 63 (46.3) 23 (40.4)

=45 yrs 38 (27.9) 24 (42.1)
Civil status today

Married 103 (75.7) 46 (80.7)

Not Married 31 (22.8) 9 (15.8)

Not answered 2 (1.5) 2 (3.5)
Education level

Basic, upper secondary, or 29 (21.4) 19 (33.3)

vocational school

Higher education 95 (69.9) 37 (64.9)

Not answered 12 (8.8) 1 (1.8)
Status of employment through the

child’s illness”

Employed 36 (26.7) 34 (59.7)

Leave 97 (71.7) 24 (42.2)

Unemployed, studying, or other 18 (13.2) 3 (5.3)
Residential area

Countryside and small town 79 (58.1) 35 (61.4)

Medium to large sized city 56 (41.1) 22 (38.6)

Not answered 1 (<1) 0 (0)
Lost more than one child

Yes 17 (12.5) 5 (8.8)

No 118 (86.8) 51 (89.5)

Not answered 1 (<1) 1 (1.8)
Religiousness

Religious 100 (73.5) 32 (56.1)

Not religious 36 (26.5) 24 (42.1)

Not answered 0 (0) 1 (1.8)

“Can give more than one answer in the same question.
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Fig. 1. Anxiety and depression in bereaved parents during the child’s illness and after the loss according to VDS, %. VDS =

Visual Digital Scale.

analysis revealed a significant association between
mothers’ age and non-response. Mothers less than
35 years of age had 1.56 (95% CI: 0.94 to 2.57) times
higher odds of non-response than mothers aged 35 to
44 years. Furthermore, mothers aged 45 years or older
had 0.45 (95% CI: 0.22 to 0.94) times lower odds of
non-response than the reference group. The same ten-
dency was observed in fathers, but the association was
not statistically significant.

Furthermore, because of the low response rate, a
post-hoc non-response survey to identify reasons
for lack of response was performed. First, a self-

Table 3
Anxiety and Depression According to VDS
Mean (SD) N P-value
Feelings of anxiety during your
child’s illness (1 = never and
7 = always)
Fathers 3.6 (2.06) 57 0.246
Mothers 4.0 (2.38) 130
Feelings of anxiety at the time of
the survey? (1 = never and
7 = always)
Fathers 1.7 (1.31) 55 0.138
Mothers 2.1 (1.66) 135
Feelings of depression during
your child’s illness (1 = never
and 7 = always)
Fathers 2.5 (1.78) 57 0.952
Mothers 2.5 (1.84) 130
Feelings of depression at the time
of the survey? (1 = never and
7 = always)
Fathers 2.5 (1.74) 57 0.630
Mothers 2.4 (1.70) 136

VDS = Visual Digital Scale.

administered questionnaire with 14 short questions
based on reactions from participating parents was
constructed. The questionnaire was pilot-tested by
15 bereaved parents, who all provided written
feedback. The questionnaire was sent to all
non-participating parents. For ethical reasons, no re-
minders were sent. Fifty-one parents participated in
the questionnaire survey. Fifty-one percent of these
parents “completely or partly agreed” that the ques-
tionnaire was too extensive, 63% “completely
agreed” that they did not have energy, and 67%
“completely or partly agreed” that it was emotionally
too hard to participate. However, 51% “completely
agreed” that the survey was important and 40%
“completely disagreed” that they received the help
they needed during the illness and after the child’s
death (data not shown).

Discussion

To our knowledge, this is the first study to investigate
anxiety, depression, and well-being in a national sample
of parents, who lost a child due to life-limiting diagno-
ses. Our study indicated that the parents reported to
recall high levels of anxiety and/or depression during
the child’s illness and still reported prolonged depres-
sion three to five years after their loss.

Previous studies have found that most anxiety disor-
ders are more prevalent in women than in men.”**’
However, no statistical sex differences in anxiety
were observed in our study. Recall bias may, of
course, influence reliability of reporting from an
incomprehensible, devastating and chaotic period of
life after three to five years;”"”' however, the reported
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high prevalence of anxiety may likely be associated
with increased distress because of the child’s end-of-
life trajectory.”” Some of the parents may even have
developed posttraumatic stress disorders,””* which
depending on their psychological resilience may be
either significantly reduced on a sustained basis or
making them even more vulnerable to stressors and
crises later in life, that in turn may be associated
with long-standing depressive disorders many years af-
ter the traumatic and distressing period has ended.”
Thus, these findings may indicate that anxiety and
depression in the aftermath of trauma may be concep-
tualized as a general traumatic stress construct. In
Denmark, depression is mainly diagnosed by a physi-
cian based on the WHO’s International Classification
of Diseases, 11th Revision, criteria.”® The parents in
this survey were not clinically diagnosed, but exclu-
sively screened for depression based on self-report. Ac-
cording to the median prevalence of 8.8% in the
general population using the CES-D Scale,”® we found
high levels of moderate-to-severe depression in the
bereaved parents. However, another aspect in this

context is conceptually to distinguish prolonged grief
disorder from depression. A key consideration is the
extent to which certain symptoms are specifically
about the loss of the child vs. more generalized
depression. Diagnostic Criteria for International Clas-
sification of Diseases, 11th Revision, Prolonged Grief
Disorder and Diagnostic and Statistical Manual of
Mental Disorders (Fifth Edition) Persistent Complex
Bereavement-Related Disorder are available; however,
our study is not designed to discriminate between
depression and prolonged grief according to these
concepts and definitions.””

We found based on recall that the reported anxiety
scores for both mothers and fathers were consider-
ably higher than their depression scores during the
child’s illness. However, anxiety was reduced substan-
tially at the time of the survey, whereas depression re-
mained unchanged. Although populations, settings
and designs differ between a previous study found
that anxiety and depression in bereaved parents
decreased to levels similar to non-bereaved seven to
nine years after losing a child.® However, another

Table 4
Depression of the Parents According to CES-D
Mothers, n = 136 Fathers, n = 57 Pvalue

Total scores mean (SD)

CES-D (score range 0—60) 14.1 (12.7) 13.8 (10.1) 0.867
Cut-off scores n (%)

0—15, No to mild depressive symptomatology 89 (66.9) 32 (56.1)

16—23, Moderate depressive symptomatology 17 (12.8) 14 (24.6)

24—60, Severe depressive symptomatology 27 (20.3) 11 (19.3)

CES-D = Center for Epidemiologic Studies Depression.
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Table 5
OR for Severe Depression (CES-D >23) in Bereaved Parents Three to Five Years After Losing a Child With a Life-Limiting
Diagnose
Crude OR (95% CI) Pvalue Adjusted” OR (95% CI) Pvalue
Sex 1.00 (0.51—1.96) 0.994 1.93 (0.76—4.91) 0.157
Women vs. men (ref)
Child’s age 1.04 (0.99—1.10) 0.089 1.08 (1.02—1.15) 0.019
Education
Basic, upper secondary, or 5.50 (2.50—12.1) <0.001 6.92 (2.74—17.47) <0.001
vocational school vs. higher
education (ref)
Civil status
Married vs. not married (ref) 0.25 (0.11—0.58) 0.001 0.29 (0.11—0.78) 0.028
Death causes
Certain conditions originating 0.22 (0.06—0.75) 0.217 0.59 (0.14—2.43) 0.805

in the perinatal period
Congenital malformations,

deformations, and

chromosomal abnormalities
Diseases of the nervous system 0.38 (0.09—1.48)
Neoplasms 0.58 (0.18—1.86)
Other Ref

0.40 (0.13—1.27)

1.15 (0.24—5.64)

0.60 (0.11—3.39)
1.04 (0.20—5.30)
Ref

OR = odds ratio; CES-D = Center for Epidemiologic Studies Depression Scale.

“ORs adjusted for variables shown in the table.

study found that 18 years after the loss, bereaved par-
ents reported more depressive symptoms and poorer
well-being than non-bereaved parents 18 years after
the loss.”

At the time of the survey, it is likely that the high
score of depression found in our study may be associ-
ated with low ratings of well-being and quality of life in
the parents. A systematic review of psychosocial co-
morbidities among bereaved parents of children with
cancer found that the parents had elevated rates of
anxiety, depression, prolonged grief, poor psychologi-
cal well-being, poor physical health, and poor quality
of life.”” Although, the particular psychosocial comor-
bidities assessed in the studies of the review were
diversely defined and assessed the bulk of suffering
including the low levels of quality of life was in line
with our findings. However, in our study, it may be
noted that the reported lack of psychological support
both during the child’s illness and after the child’s
death could have contributed to some of the parents
deteriorated condition. Previous studies have shown
positive effects of cognitive behavioral therapy for
treating’’  and  preventing  depression’'  and
anxiety."”” " Thus, depending on the clinical diag-
nosis, both pharmacologic and non-pharmacologic in-
terventions or a combination of both may be
beneficial before and after loss.

We did not find any association between the level of
depression and religious belief. A systematic review
has formerly concluded that religious beliefs can be
helpful in the process of coping with loss,” and re-
ported that bereaved parents attending church regu-
larly had less anxiety and depression after loss."
However, another study was more consistent with our

findings indicating that religious beliefs were not asso-
ciated with the risk of developing high levels of anxiety
and depression.” The study found that the loss of a
child aged 9 years or older implied an increased risk
of anxiety and depression, especially in fathers.® Our
study could not confirm this finding as we did not
find any association between the diagnosis and age
of the child and the parents’ levels of anxiety and
depression. However, lower education and being un-
married were found to be associated with more severe
depression. Socioeconomic and marital status have
not been studied widely in parental bereavement.
However, a recent questionnaire survey from the
U.S. found in consistency with our study that mothers
with lower education appeared to report more anxiety
and depression and had lower capability to access sup-
port after their loss.” Although the socioeconomic
environment in the U.S. is highly different from
Denmark, it is obvious even in a welfare state like
Denmark that parents with lower levels of education
associated with lower levels of household income
may have greater risk of comorbid problems.

Finally, the higher odds in unmarried parents for
depressive symptomatology could also be explained
by marital disruption as our study showed that 18%
of the parents got divorced between the death of the
child and time of the survey. However, our study could
not identify whether the loss of the child caused the
divorce. On the other hand, a mixed-methods study
demonstrated that dyadic coping between couples af-
ter the death of a child due to a life-limiting illness
seemed to be helpful for the parents to work through
their grief—not only as a couple, but also
individually. *®
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Strengths and Limitations

The data of the children and their parents were ac-
quired through national registers. The strength of the
registers is the unique opportunity to combine data of
decreased children and surviving parents.'’

The relatively low response rate may preclude the
ability to generalize the study’s findings as it is possible
that the most vulnerable parents may be the ones who
declined to participate. Further to study a nationwide
sample of parents, who lost a child due to life-limiting
diagnoses is a sensitive task and, indeed, ethical con-
cerns are prevailing. However, previous researches
have demonstrated that most bereaved parents felt
positively affected by their participation, both person-
ally and for the opportunity to help others after losing
their child.'®*®"” Finally, it is well known that females
are more likely to participate in questionnaire sur-
veys.”""! This finding was also reflected in the present
survey, which involved an overrepresentation of
mothers.

Conclusion

Parents losing a child with life-limiting diagnosis re-
called high levels of anxiety and/or depression during
the child’s illness and death. Three to five years after
the loss, the self-reported level of anxiety decreased
markedly, whereas the level of depression remained
unchanged. Especially, unmarried parents and par-
ents with lower education were associated with report-
ing more severe depression. The reported experience
of anxiety and prolonged depression years after loss
indicates the need for interventions to support and
treat parents during their child’s life-limiting illness
and after the loss. Future studies should inform who
is at risk and may identify resilience factors that pro-
tect parents from psychosocial comorbidities and po-
tential family disruption.
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