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Factors associated with quality of life for children
affected by parental illness or substance abuse

Background: There have been inconsistent findings from
studies examining factors associated with quality of life
(QoL) for children affected by parental illness.

Aim: The aim of this study was to explore factors associ-
ated with self-reported QoL in children affected by paren-
tal illness or parental substance abuse.

Design: A cross-sectional multicentre study.

Methods: The sample included 246 families with children
8-18 years recruited via ill parents who received treat-
ment for severe physical illness, mental illness or sub-
stance abuse in specialised health services. We performed
multiple linear regression analyses to examine factors
associated with the children’s self-reported QoL.

Main outcome measure: KIDSCREEN-27.

Results: The children’s self-reported QoL was positively
associated with the ill parent’s self-reported physical
health, the children’s self-reported social skills, the
degree to which other adults took over the ill parent’s

responsibilities, provision of sibling care, provision of
health care for the ill parent and positive outcome of
caregiving. The children’s QoL was negatively associated
with the children’s self-reported responsibilities due to
parental illness, provision of emotional care for the ill
parent, negative outcomes of caregiving and external
locus of control. The model explained 63% of the vari-
ance (adjusted R?) in children’s total QoL.

Study limitations: Sampling bias may have occurred during
recruitment.

Conclusions: The findings suggest factors of importance for
the children’s QoL. Clinicians should assess whether an
ill parent’s physical health may influence negatively on
their ability to perform daily responsibilities at home and
care for their children, and clinicians can use children’s
self-reported QoL to identify children who are most neg-
atively affected.

Keywords: quality of life, young carers, young care-
givers, parental severe physical illness, parental mental

illness, parental substance abuse, cross-sectional study.
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Introduction

Assessing children’s quality of life may serve as an early
indicator of psychosocial problems and indicate needs, and
it may add significant information undetected by assess-
ments of psychosocial adjustment (1-5). The term ‘quality
of life’ (QoL) used in this paper is defined as a multidimen-
sional construct that covers children’s self-reported well-
being in various dimensions such as physical well-being,
psychological well-being, autonomy and parent relations,
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social support and peers, and school environment (4,6).
Well-being and QoL are closely related and even overlap-
ping. Both concepts were developed within separate tradi-
tions, often identified as multidimensional and also used in
combination. The Organisation for Economic Co-operation
and Development (OECD) (7) operationalises the concept
of children’s well-being in two broad groups: (1) the well-
being conditions of families where children live, which
relate to the level of family income, housing conditions
and the quality of the environment; and (2) child-centred
well-being factors, which include their own health status,
educational and social outcomes, including their own sub-
jective perceptions of QoL.

Pedersen and Revenson’s family ecology framework to
guide research on parental illness, family functioning and
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children’s well-being (8) supports the development of
effective interventions based on evidence. For children,
parental illness may negatively impact their everyday life
with peer, school and family relationships. Research has
shown that family role redistribution is the most com-
mon coping mechanism used by families experiencing
parental illness (8-11). Important for these children’s
well-being were their daily hassles, stress responses and
their parents’ capacity of parenting (8). Daily hassles
were related to the extent to which parental illness
increased difficulties in daily life (e.g. increased responsi-
bility at home). Children’s stress responses to an uncon-
trollable life event such as parental illness may result
from illness demands associated with family role redistri-
bution. More severe parental illness often impaired the
parenting capacity and demanded more from other fam-
ily members (8,12). Differences in illness, such as diagno-
sis, severity,
stigmatisation, affect children differently (8,12). Impor-
tant factors at individual and family levels are child and
parent’s age, gender, coping style and psychological
resources. Other relevant factors external to the family
are social support, access to care and cultural norms (8).

duration, predictability and level of

Based on Pedersen and Revenson’s guide to research,
quantitative studies began from the late 2000s to explore
the impact of parental illness inspired by this model
(11,13), and impact for the children across different types
of illnesses, such as physical illness, mental illness and
substance abuse (14-16). Krattenmacher and colleagues
indicated that type of parental disease and the parent’s
subjective health status had no direct effect on children’s
adjustment (16). Giannakopoulos and colleagues found
that parents” good mental health status, and not parental
physical illness, was associated with better quality of life
for adolescents (15). To the author’s knowledge, the only
study which included parental substance abuse in addi-
tion to physical and mental health found that the risk of
adjustment problems for children was elevated if the ill
parent was mentally ill or abused substances (17).

In 2010, Norway amended the Health Personnel Act
requiring healthcare personnel to clarify whether patients
have children and to ensure that the children’s need for
information and appropriate services are met. This
amendment included children under 18 who are next-of-
kin to parents with severe physical illness, mental illness
or substance abuse (18,19). With knowledge about com-
mon, and illness-specific, needs among children affected
by parental illness, and about factors that are associated
with QoL, more targeted interventions may be devel-
oped. This paper is part of a larger multicentre project
that aimed to provide new knowledge about the situation
and adjustment of children whose parents were patients
in specialised health services. The larger project included
experiences and descriptions of the family situation
reported by both the children and parents (20-23), and

examined how well the specialised health services identi-
fied the children and how the legislative amendment
from 2010 had been implemented (24-26).

In the general population, lower child QoL is associ-
ated with parental socioeconomic factors such as lower
levels of parental education and family income (5-6,27-
29), and single-parent family (27,30,31). Higher QoL is
associated with child personal characteristics such as
internal locus of control and social skills, and social fac-
tors, such as social support (32,33).

Factors associated with lower QoL among children
whose parents have cancer have included female parent,
single parent, older child and the child needing addi-
tional support (34), poor parental mental health (35,36),
reduced parental physical and mental health status
(34,37), and poor family functioning (34,36,37). Four
studies found no association between parental cancer and
child QoL (34,37-39), while one indicated better QoL
compared with norms in this population, although chil-
dren with support needs had lower QoL (34).

Factors associated with lower QoL among children of
parental mental illness have included parental depression
(40) and other types of parental illness, such as injury,
death or substance abuse (41). A study of parental sub-
stance abuse and parent-rated child QoL showed signifi-
cantly higher levels of physical and psychological well-
being compared with European normative data (42).
Another study found that parental mental illness, but not
parental physical illness, was positively associated with
child QoL (15). One study found that the child’s social
life during parental mental illness was positively associ-
ated with life satisfaction (43), which is a subjective well-
being measure within the QoL concept (44). A previous
study with the same sample of children and QoL measure
as in our study (21) found that the children with ill or
substance-abusing parents had significantly lower physi-
cal well-being compared with European normative data,
and found no significant QoL differences between chil-
dren in different parental illness groups. Compared with
girls and older children, boys and younger children
report significantly greater physical and psychological
well-being, as along with peer and social support.
Younger children also reported significantly greater well-
being at school compared with older children (21).

A few quantitative studies indicated lower QoL in young
carers compared with young noncarers (45-49). A young
carer is a person under 18 who provides care for someone
physically or mentally ill, disabled, or abusing drugs or
alcohol (50-52). A recent Swiss prevalence study of young
carers indicated no association between extent and nature
of caregiving and overall QoL, and pointed out lack of
research on the association between caregiving and vari-
ous QoL dimensions, namely physical well-being, psycho-
logical well-being, autonomy and parent relations, social
support and peers, and school environment (49).

© 2020 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd

on behalf of Nordic College of Caring Science



The mixed results on factors associated with children’s
QoL during parental illness and parental substance (37-
38,53-55) may be explained by different sampling and
methodological variations in the research. International
research has demonstrated that descriptions of children’s
condition and situation regarding the impact of parental
illness, their mental health or quality of life will often
differ systematically between respondents, whether the
respondent is the child, the parent or the teacher
(44,53,56-60). Discrepancies between children and par-
ent self-reporting have been repeatedly acknowledged in
the literature and are often understood as part of a proxy
problem (61). This may limit the generalisability of the
results to a broader target population (10,62).

To summarise, factors that according to previous
research may be associated with self-reported QoL of
children affected by parental illness are family socio-de-
mographic factors (i.e. ill parent’s gender, single-parent
family, level of education and income), parental illness
characteristics and severity (i.e. health status and mental
health), family functioning (i.e. family cohesion), child
characteristics (i.e. age, gender and social skills), child
stress response to parental illness (locus of control) and
children’s caregiving for ill parents. No studies have
explored the association between these children’s self-re-
ported QoL and parenting capacity, parental access to
care and support (i.e. home-based services and social
support), family role redistribution, daily hassles in terms
of time spent on provision of care and child stress
response to parental illness (i.e. positive and negative
outcomes of caregiving). There is a need to explore
whether these factors are associated with the QoL for
children affected by parental illness.

Academic and clinical disciplines (i.e. psychology, soci-
ology, family therapy) have described and investigated
how parental illness affects children differently within
the research paradigms. The factors summarised above
are also included in the family ecology framework that
Pedersen and Revenson (2005) developed to guide
research (8), the OECD’s (2016) operationalisation of the
concept of children’s well-being, the research of QoL for
young carers and existing QoL literature (7).

Aim

The aim of this paper was to explore factors associated
with self-reported QoL in children affected by parental
illness or parental substance abuse. These factors include
family socio-demographics (i.e. ill parent’s gender, single-
parent family, level of education and family income),
parental illness characteristics and severity (i.e. illness
duration, unpredictability, health status, mental health),
family functioning (i.e. family cohesion, parental capac-
ity), parental access to care and support (i.e. home-based
services, parental social support), children’s characteristics
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(age, gender, social skills), family role redistribution (i.e.
increased responsibilities), daily hassles (i.e. nature of
caregiving) and child stress responses (i.e. outcome of
caregiving and feeling of control).

Methods

Design

This is a cross-sectional multicentre study conducted in
five of 19 health trusts in three of four health regions of
Norway.

Sample and recruitment

The sample included 246 families with children 8-
18 years recruited via ill parents in treatment for severe
physical illness (N = 135, neurological illness or cancer),
mental illness (N = 75) or substance abuse (N = 28). The
present study used data from 246 children aged 8-18 and
from 238 of their parents. Eight ill parents were unable
to complete the questionnaire. Inclusion criteria were
having parental care for at least one child and under-
standing Norwegian. Written informed consent was
obtained from both children and parents. The ill parents
were recruited from randomly selected outpatient units
and inpatient units on randomly selected days or weeks,
with outpatient and inpatient ratio of 4 : 1, reflecting
national distribution in health services.

Measures

Self-reported by the children

Dependent variable (QoL). Children’s self-reported QoL
was measured with the Norwegian version of KIDSC-
REEN-27 (6). This instrument measures physical well-be-
ing (five items), psychosocial well-being (seven items),
peer relations and social support (four items), autonomy
and parent relations (seven items) and school environ-
ment (four items). Each item is scored on a five-point
scale (‘Not at all’ =1 to ‘Very much’ = 5) (63). Rasch
scores were computed from the sum of items’ raw score
for each dimension, and t-scores were calculated
(mean = 50; standard deviation [SD] = 10) for compar-
ison with European normative data (63). Higher scores
indicate greater QoL. In the present study, Cronbach’s
alpha was 0.94 for the total scale and from 0.79 to 0.90
for the subscales. (31). KIDSCREEN-27 (4,64) functions
satisfactory for the target groups, as shown in an earlier
paper on our
(21,30,65).

sample (31) and in other studies

Independent variables. Child characteristics—Social skills were
measured with a 34-item version of the Social Skills
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Rating System (SSRS) for children (66,67) with four sub-
scales: co-operation, assertion, self-control and responsi-
bility. The Norwegian version has a four-point scale
(never = 0, sometimes = 1, often = 2, almost always = 3)
(68). Higher scores indicating better social skills. Two ver-
sions of SSRS were used in our study: one for children
8-12 and another for 13-18 years old. These had Cron-
bach’s alphas of 0.92 (N =151) and 0.90 (N = 95),
respectively.

Family role redistribution-Three questions were designed
for our study on the children’s perception of family role
redistribution of responsibilities: (1) ‘Do you undertake
more responsibilities at home, due to parental illness?’
(2) ‘When your parent is ill, are there other adults who
take on the responsibilities your ill parent usually pro-
vides?” These were answered using a four-point scale
(‘Never’ = 0, ‘Some’ = 1, ‘Often” = 2, ‘A lot’ = 3). Ques-
tion 3) ‘Do you experience too much responsibilities at
home?” was answered using a three-point scale
(‘Never’ = 1, ‘Sometimes’ = 2, ‘Often or very often” = 3).
Higher scores indicate higher levels of family role
redistribution.

Daily hassles—Extent and nature of caregiving was measured
using the 18 items self-report measure Multidimensional
Assessment of Caring Activities for young carers (MACA-
YC18) (69,70). Each item is scored on a three-point scale
(‘Never’ = 0, ‘Some of the time =1, ‘A lot of the
time’ = 2), resulting in a total score range 0-36. MACA-
YC18 has six subscales: domestic tasks such as cleaning
and cooking, household management such as shopping,
financial and practical management such as helping to
pay bills, personal care such as helping to dress or wash,
emotional care such as keep company and make sure the
person is alright and sibling care, each ranging from 0 to
6 (69). Three items (i.e. make sure that a person take
their medicines) from the extended MACA-YC42 version
(69) was added as an additional subscale on health care.
Higher scores indicate higher extent of caregiving. The
questionnaire was translated from English to Norwegian
using appropriate back-translation procedures. MACA-
YC18 was designed to be completed by young carers, but
we used a version modified for young people in general
(22,23). Cronbach’s alpha was 0.70 for the Norwegian
version used here.

Hours spent on caregiving was assessed with ‘How many
hours do you help out or take responsibility at home dur-
ing an ordinary week?” and scored on a five-point scale
(‘1-4 hours = 0’, ‘'5-9 hours = 1’, '10-19 hours = 2’, ‘20—
49 hours = 3’, ‘50 hours or more = 4’).

Child stress response—Outcomes of caregiving were measured
with the Positive and Negative Outcomes of Caring scales
(PANOC-YC20), a 20-item self-report measure for young

people with subscales (10 item seach) for positive and
negative outcomes (69). Each item is scored on a three-
point scale (‘Never’ = 0, ‘Some of the time’ = 1, ‘A lot of
the time’ = 2). The questionnaire was translated from
English to Norwegian using appropriate back-translation
procedures. PANOC-YC18 was originally designed for
young carers, but we used a version modified for young
people in general (23). Cronbach’s alphas for the positive
and negative scales were 0.86 and 0.81, respectively, for
the Norwegian version.

Locus of control (LoC) was measured with 14 items (8 for
internal and 6 for external LoC) from the 40-item Now-
icki-Strickland Children’s Locus of Control Scale (71).
Items are scored dichotomously (‘Yes’=1, ‘No” = 0),
with reverse coding for internal control items. Total score
ranges from 0 to 14, with higher scores indicating higher
external LoC. The questionnaire was translated from
English to Norwegian using appropriate back-translation
procedures. Cronbach’s alphas were 0.66 for the original
English version (71) and 0.41 for the shorter version
used in our study.

Filled out by the ill parents

Parental illness characteristics and severity. The parents’ per-
ception of illness duration and predictability of illness were
two questions designed for our study: (1) ‘For how long
have you been ill or having substance abuse problems?’
This item is scored numerically by months and years. (2)
‘Is it difficult to know how the illness will progress in the
future?’ This item is scored dichotomously (‘Yes' =1,
‘No’ = 0).

Health status of the parent was measured with Health
Survey SF-8, a short version of SF-36 (72,73). SF-8
includes a four-item physical component scale (PCS)
(physical functioning, role limitations due to physical
health problems, bodily pain and general health) and a
four-item mental health component scale (MCS) (e.g.
vitality and social functioning, role limitations due to
emotional problems and mental health). Each item is
scored for the previous week on a five- or six-point scale.
SF-8 has been shown to be sensitive to change (73).
Higher scores indicate better health. Cronbach’s alphas
were 0.82 and 0.80 for PCS-8 and MCS-8, respectively,
in our study.

Mental health of the parent was also measured by Hopkins
Symptom Check List 10 (SCL-10) (74), with four items on
anxiety and six on depression, with a one-week scoring per-
iod on a four-point scale (from 1 = ‘Not at all’ to
4 = ‘Extremely’), mean scores above 1.85 indicating signifi-
cant symptoms. Cronbach’s alpha was 0.91 in our study.

Family functioning. Family cohesion was measured with
the 10-item cohesion subscale of the Family Adaptability
and Cohesion Evaluation Scale (FACES III) (75-78). Each
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item is scored on a five-point scale (‘Almost never’ = 1
to ‘Almost always’ = 5), with higher scores indicating
more cohesion. Cronbach’s alpha has been reported to be
0.77 (76) and 0.93 in our study.

Parenting capacity during illness was measured with eight
questions constructed for this study based on a qualitative
study of Norwegian families with substance use problems
(79) and a review of available research on the impact of
substance abuse, mental illness and/or severe physical ill-
ness on parenting capacity (8,80). These questions mea-
sure to which degree the parents’ illness has a negative
influence on their capacity to perform: practical work at
home, ensuring the child arrives at school on time, fol-
low-up of the child’s schoolwork, emotionally supporting
the child, maintaining structure in everyday life, follow-
up of the child’s leisure time activities, organising family
social activities and participating in social activities with
the child. Each item is scored on a four-point scale (‘Not
at all’ = 0 to ‘A larger degree’ = 3), higher scores indicat-
ing lower parenting capacity. Cronbach’s alpha was 0.91.

Parental access to care and social support. Access to care was
measured with three questions regarding access to home-
based services ‘Do you receive home-based services to
ensure your own needs?’ (‘Yes’ = 1, ‘No’ = 0). Two items
of practical help and emotional support were scored
numerically by hours per week.

Social support was measured with Interpersonal Support
Evaluation List-12 (ISEL-12), a short form of the 40-item
version (81). Each item is scored on a four-point scale
(‘Definitely false’” = 0 to ‘Definitely true’ = 3). Total sum
score ranges from 0 to 36, higher scores indicating more
social support. Cronbach’s alpha was 0.86 in our study.

Data collection

Inclusion period was 20 months (May 2013 to December
2014) carried out by research personnel. Patients and fami-
lies were given written and verbal information about the
study, written informed consent was obtained from both
children and parents. Both parents gave consent for chil-
dren 8-15 years, while children over 16 years consented
themselves. Data collection was conducted where the fam-
ily wanted, usually in their home. Parent and child sepa-
rately completed online questionnaires on tablets with two
researchers present to be available to answer any questions.
Completing the questionnaires took on average 45 minutes
for children and 60 minutes for parents. Each family
received two cinema tickets as compensation for their time.

Statistical analyses

We present the sample characteristics using descriptive
statistics (Table 1). We conducted six multiple linear
regression analyses with children’s reported QoL
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measured by KIDSCREEN-27 (total scores and the five
dimensions) as the six dependent variables. First, we con-
ducted a bivariate regression analysis of association with
total QoL of each independent variable considered to be
relevant based on previous studies or lack of previous
studies. Independent variables with a bivariate associa-
tion with a p value below 0.20 were included in the mul-
tilevel regression analysis, following the lax criterion
recommended by Altman (82). Due to previous research,
the independent variables on children’s caregiving were
considered important and included in the multiple
regression analyses regardless of significance of the
bivariate associations (49).

All KIDSCREEN scores were standardised according to
the KIDSCREEN manual, and mean t-scores were used
for each of the five KIDSCREEN-27 dimensions (63). We
controlled that none of the included independent vari-
ables were strongly correlated and that the dependent
variables had acceptable normal distributions. We entered
all independent variables simultaneously into the regres-
sion analyses. The adjusted R square (R?) values were
used to assess the fit of the statistical models. Analyses of
variables were considered to be statistically significant at
p < 0.05. Data analyses were performed using SPSS 23,
IBM, 2015.

Ethical approval

The study was approved by the Regional Committee on
Medical and Health Research Ethics (Reg. no. 2012/
1176) and by the Privacy Ombudsman at each of the five
health trusts.

Results

Descriptive statistics for the characteristics of the children
and ill parents are presented in Table 1. The bivariate
and multilevel regression analyses are presented in
Table 2.

The children’s general QoL (total score) had a positive
association with ill parent’s self-reported physical health
status. There were also positive associations with the chil-
dren’s self-reported social skills, being a boy, experience
of other adults taking over the responsibilities of the ill
parent, provided health care for ill parent and experi-
enced positive outcome of their caregiving at home and
for the ill parent. QoL indicated negative association with
children’s self-reported higher age, more responsibilities
due to parental illness, provision of emotional care for ill
parent, negative outcome of caregiving at home and for
the ill parent, and external LoC. This model explained
63% (adjusted R?) of the variance.

The physical well-being dimension had a positive associa-
tion with children’s self-reported social skills and nega-
tive associations with higher age and negative outcome

© 2020 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd

on behalf of Nordic College of Caring Science



6 E.K. Kallander et al.

Table 1 Characteristics of the sample

Total Physical illness Mental illness Substance abuse
Variables M (SD) M (SD) M (SD) M (SD)
Reported by the children
Child characteristics (N) 246 140 76 30
Age (years) 12.45 (2.85) 12.74 (2.61) 11.97 (3.05) 12.33 (3.32)
Gender (female) 56.9% 56.4% 60.5% 50%
Social skills (SSRS)? 0.00 (0.99) 0.09 (0.84) -0.17 (1.20) 0.01 (1.07)
Family role redistribution
More responsibility due to parental illness (some/a lot) 55% 66% 44% 30%
Too much responsibilities due to parental illness (some/a lot) 34% 37% 26% 40%
Other adults take over the responsibilities (a lot) 29% 28% 29% 30%
Daily hassles (i.e. nature/extent of caregiving) (MACA)
Domestic activityb 3.24 (1.43) 3.40 (1.34) 3.15(1.59) 2.70 (1.29)
Household management® 2.89 (1.31) 2.95 (1.26) 2.80 (1.34) 2.86 (1.50)
Financial and practical managementb 0.50 (0.86) 0.50 (0.89) 0.40 (0.69) 0.76 (1.07)
Personal care” 0.31 (0.80) 0.38 (0.89) 0.22 (0.62) 0.20 (0.76)
Emotional care® 2.05 (1.59) 2.31(1.55) 1.82 (1.56) 1.40 (1.63)
Sibling care® 1.10 (1.45) 1.07 (1.49) 1.02 (1.31) 1.48 (1.60)
Health care® 0.41 (0.84) 0.44 (0.80) 0.33 (0.70) 0.47 (1.25)
Hours spent on caregiving (N) 84 52 20 12
1-4 59.5% 63.5% 60.0% A41.7%
5-9 28.6% 32.7% 15.0% 33.3%
10-19 9.5% 3.8% 20.0% 16.7%
20-49 1.2% 5.0%
>50 1.2% 8.3%
Child stress response
Positive outcomes of caregiving (PANOC-YC20) 13.65 (4.25) 13.89 (3.84) 13.22 (4.71) 13.60 (4.84)
Negative outcomes of caregiving (PANOC-YC20) 2.88 (3.17) 2.60 (2.85) 3.04 (3.00) 3.77 (4.65)
External locus of control (LoC) 4.33 (2.08) 4.31(2.12) 4.16 (2.02) 4.87 (2.04)
Quality of life (KIDSCREEN-27)*
Physical well-being 47.05 (10.55) 47.59 (10.62) 45.85 (10.36) 47.61 (10.81)
Psychological well-being 49.02 (11.22) 49.06 (10.33) 48.59 (11.61) 49.96 (14.22)
Autonomy and parental relationships 50.62 (11.51) 51.72 (11.00) 48.35 (11.77) 51.21 (12.70)
Peers and social support 50.32 (11.68) 50.52 (11.53) 49.47 (12.27) 51.56 (11.10)
Well-being at school 51.05 (11.76) 50.91 (11.06) 51.48 (12.91) 50.58 (12.23)
Reported by the ill parents
Family socio-demographics (N) 238 135 75 28
Gender (female) 72.7% 71.1% 85.3% 46.4%
Education High 43.7% 54.8% 32% 21.4%
Middle 40.8% 34.8% 48% 50.0%
Low 15.5% 10.4% 20% 28.6%
Single-parent family (%) 17.2% 11.9% 20.0% 35.7%
Family income per year (in NOK 1000) 820 (972) 1009 (1 232) 618 (321) 452 (217)
Very high (<900) 30.3% 39.3% 24.0% 3.6%
High (700-899) 24.8% 28.9% 22.7% 10.7%
Middle (450-699) 17.6% 15.6% 14.7% 35.7%
Low (280-449) 16.0% 11.1% 21.3% 25.0%
Very low (<280) 11.3% 5.2% 17.3% 25.0%
Parental illness characteristics and severity
Duration of illness (years) 7.86 (10.9) 4.96 (11.25) 10.41 (8.80) 15.00 (9.60)
Unpredictability of illness (yes) 74.4% 81.5% 76.0% 35.7%
Health status (SF-8)7
Physical component scale 40.27 (10.10) 39.43 (10.52) 40.24 (9.76) 44.40 (7.95)
Mental component scale 42.00 (11.67) 44.45 (10.16) 36.56 (12.33) 44.79 (12.13)
Mental health (SCL-10) 0.97 (0.73) 0.70 (0.58) 1.46 (0.76) 0.96 (0.65)

© 2020 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd
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Table 1 (Continued)
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Total Physical illness Mental illness Substance abuse
Variables M (SD) M (SD) M (SD) M (SD)
Family functioning
Family cohesion (FAS III)? 40.83 (7.10) 42.08 (5.35) 39.40 (8.83) 38.61 (8.24)
Parenting capacity® 1.25 (0.84) 1.28 (0.86) 1.43 (0.76) 0.67 (0.73)
Parental access to care and support
Social support (ISEL-12)? 25.88 (7.64) 26.66 (7.70) 24.01 (7.75) 27.41 (5.77)
Family access to home-based services (yes) 6.3% 8.1% 4.0% 3.6%
Hours practical help per hours a week 1.73 1.45 3.33 0
Hours emotional help per hours a week 0.53 0.36 1.00 1.00

Unless otherwise noted, estimates are mean (standard deviation; SD). PANOC: positive and negative outcomes of caring. MACA = multidimen-

sional assessment of caring activities.
“Standarised values.
PSubscale of MACA-YC18.

“Three items (one subscale) from MACA-YC42 that are not part of MACA-YC18.

of caregiving. This model explained 28% (adjusted R?) of
the variance.

The psychological well-being dimension had positive asso-
ciations when children self-reported being a boy, experi-
ence of other adults taking over the responsibilities of the
ill parent, provision of personal care and health for ill
parent, and experienced positive outcome of caregiving.
Psychological well-being was negatively associated with
the children’s self-reported higher age, more responsibili-
ties due to parental illness and negative outcome of care-
giving. This model explained 50% (adjusted R?) of the
variance.

The autonomy and parent relation dimension had a posi-
tive association with children’s self-reported positive out-
come of caregiving and negative associations with
provision of sibling care and negative outcome of caregiv-
ing. This model explained 24% (adjusted R?) of the
variance.

The social support and peers dimension had positive asso-
ciations with the children’s self-reported social skills and
experience of other adults taking over the responsibilities
of the ill parent, and negative association with negative
outcome of caregiving. This model explained 23% (ad-
justed R?) of the variance.

The school environment dimension had positive associa-
tions with children’s self-reported social skills and provi-
sion of sibling care and negative association with
negative outcome of caregiving. This model explained
26% (adjusted R?) of the variance.

Sample differences across parent groups

Table 1 shows the characteristics of the three-parent
groups. Overall,
income levels below the general population. Parents with
physical illness had significantly higher levels of educa-

tion and incomes compared to parents with mental

parents were highly educated with

illness and parents with substance abuse. Furthermore,
parents with mental illness had significantly higher
incomes compared to parents with substance abuse. Par-
ents with substance abuse reported single-parent status
significantly more frequently than the other two parent
groups. Parents with mental illness reported significantly
poorer mental health compared to those with physical ill-
ness and substance abuse. No significant differences in
physical health were reported. Parents with substance
abuse reported significantly higher parenting capacity
when it came to caring for the children, compared to
parents with physical illness and mental illness.

The three-parent groups also reported differences in
access to home-based services, family cohesion and social
support. Parents with physical illness reported signifi-
cantly higher family cohesion and social support com-
pared to parents with mental illness or substance abuse.
Parents with physical illness also received more formal
care, such as practical home-based services, compared
with parents in the two other parent groups. Overall, 6%
of the parents received home-based services for an aver-
age of 1.5 hours a week.

The children reported no significant differences in the
external LoC and social skills between parent groups.

Discussion

Children’s self-reported QoL (total score) was positively
associated with the ill parent’s self-reported physical
health status, child being a boy, the children’s self-re-
ported social skills, that other adults take over the
responsibilities for the ill parents, provision of health care
for the ill parent and positive outcome of the caregiving.
QoL was negatively associated with children’s higher age,
self-reported increased responsibilities due to parental ill-
ness, provision of emotional care, negative outcome of
caregiving and external locus of control.

© 2020 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd
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10 E.K. Kallander et al.

Child QoL and association with factors related to conditions of
the families

The multilevel regression analysis indicated that among
the factors related to conditions of the families, only
physical health of the ill parents was positively associated
with QoL. Factors related to significant differences in the
sample’s three-parent groups, in terms of family socio-de-
mography (i.e. parental education, income, single-parent
status), illness characteristics (i.e. mental health), family
functioning (i.e. higher parenting capacity, family cohe-
sion) and access to care and support (i.e. access to home-
based services, social support), were not associated with
the children’s overall QoL in the multilevel regression
analysis. Mental health and family income were posi-
tively associated with QoL only in the bivariate analysis.
Six previous studies have shown that parental mental
health (e.g. anxiety and depression) is negatively associ-
ated with QoL (15,35-36,40,83,84). Two studies have
indicated positive association between parental physical
and mental health status (e.g. physical and mental func-
tioning and role limitation) and QoL (34,37). The ill par-
ents reported family income levels somewhat below the
general population and some differences in income across
the parental illness groups, as previously described in
papers based on the present sample (20,22,23). However,
income was not associated with QoL in the multiple lin-
ear regressions.

Child QoL and association with child-centred well-being
factors

As summarised above, the children’s QoL was mainly
associated with child-centred well-being factors. Results
related to child characteristics were in line with an earlier
KIDSCREEN study (32), and social skills were positively
associated with overall QoL, and in this study the dimen-
sions physical well-being, social support and peers, and
school environment. Two previous papers on present
sample indicated positive association between social skills
and extent and nature of caring activities (22), and posi-
tive outcome of caregiving (23). These findings suggest
that social skills are an important child-centred well-be-
ing factor. In line with another paper on the present
sample, older age was negatively associated with physical
and psychological well-being and being a boy positively
associated with physical well-being (21).

Family redistribution in terms of children’s reports of
more responsibilities due to parental illness was nega-
tively associated with their general QoL and the dimen-
sions of psychological well-being. The experience of
other adults taking over the ill parent’s responsibilities
was positively associated with their general QoL, and the
dimensions of psychological well-being, social support
and peers. More than half of the children reported more

responsibilities due to parental illness, and one third
reported too much (Table 1). However, only one third
reported that they experienced that other adults took
over the responsibilities of the ill parent (Table 1).

Our results related to daily hassles (MACA) indicated no
association between mnature of caring activities and
KIDSCREEN-27 in the bivariate analysis, in line with the
Swiss study of Leu and colleagues (49) using MACA and
KIDSCREEN-10 scores. However, our multiple linear
regression analyses of the KIDSCREEN-27 five well-being
dimensions indicated that personal care was positively
associated with the psychological well-being. Qualitative
findings on children’s provision of personal care found
that children experienced the provision in a negative
way (85,86), while some studies found positive associa-
tion between good relationship between the child and
the ill parent when children provided personal care
(11,46,87). Health care was positively associated with gen-
eral QoL. However, qualitative research findings found
that children experience various challenges related to fol-
low-up of their parent’s medication (88,89). Emotional
care was negatively associated with general QoL, which is
in line with one study which included association
between negative outcome of caregiving and emotional
care (69). Two studies found that children’s contribution
in families and at home, emotional and instrumental,
was beneficial for the children (90,91). A previous study
based on the present sample as in this paper (22) indi-
cated that provision of emotional care by children
affected by parental illness or parental substance abuse,
particularly physical illness, is just as commonly provided
as in a general population of children in a Swedish study
(92), measured by MACA. Children’s emotional caregiv-
ing is underexplored, but have been found to be most
prevalent among adolescents with strong family obliga-
tion values (91). Sibling care was negatively associated
with autonomy and parent relation and positively to the
school environment. It might be that the children do not
want to take care of their siblings. Besides, findings sug-
gest that sibling care increase skills that may benefit them
in school.

Results related to children’s stress response indicated that
positive outcome of caregiving was positively associated
with QoL in general, psychological well-being, autonomy
and parent relation. However, a previous paper on the
present sample indicated that the children with ill or sub-
stance-abusing parents had significantly lower physical
well-being compared with European normative data and
no significant QoL differences between children in differ-
ent parental illness groups (21). Negative outcome of
caregiving was negatively associated with child QoL in
general and all five dimensions. An Irish Time survey
(48) and Swiss study (49), which both used KIDSCREEN-
10, indicated slightly lower QoL among young carers
with who had no caring

compared children
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responsibilities. External LoC was negatively associated
with QoL, but this finding may be uncertain as the LoC
questionnaire had a poor reliability in our study. This
finding is supported by a Norwegian qualitative study of
adolescents whose parents have multiple sclerosis (93).
Our findings are consistent with previous studies indicat-
ing positive association between social skills and QoL and
that more negative outcome of caregiving was associated
with lower QoL (43,45-46,94). This suggests that it may
not be the role of children affected by parental illness or
the role as a child caregiver which may negatively impact
their QoL, but the negative consequences of caregiving.

Methodological considerations

Main strengths of the study are the relatively large sam-
ple size, linked data between children and ill parents,
broad recruitment from five health trusts, use of mostly
well-established questionnaires and few missing data.
However, the LoC questionnaires showed a low Cron-
bach’s alpha in the Norwegian version used in the cur-
rent study. Main limitations are uncertain and probably
skewed representability, especially of families affected by
mental illness or substance abuse, indicating that our
results may be positively biased in these two parental ill-
ness groups. Also, there was no testing of co-morbidity
such as parents with physical illness which also had men-
tal illness. Another limitation is the cross-sectional design
where no causal inference may be assumed from parental
illness per se. Attrition analysis was not possible due to
lack of data on which patients were informed about the
study by clinicians. The regression models explained
moderate parts of the variance.

Implications

Overall, in Norway as in other countries, except UK (50-
52,95), there has been little recognition of children’s
involvement in care and work at home, and has seldom
been addressed in contrast to the division of labour
between men and women over the last decades, in
research and in political and public debate (96-98). The
findings suggest that it is insufficient to assess just the
extent or nature of children’s caregiving to determine
possible positive or negative outcome. Provision of caring
activities at the expense of QoL should be considered. A
suggestion for further research is to explore children’s
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