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Abstract

Background: A considerable body of research has explored
implications of severe parental illness on children. How-
ever, less is known about what children and adolescents
with a severely ill parent experience as the most
challenging.

Aims: To describe what children with a severely ill parent
experience as their most difficult challenge.

Methods: A qualitative descriptive design with a manifest
content analysis was used on data from a cross-sectional,
multicenter study on children of patients in five Norwe-
gian Health trusts. Data consisted of written textual
responds from 238 children (age 8-18) to one open-
ended question in a self-report questionnaire.

Results: The overall theme concerning the children’s most
difficult drama of life

challenge was named ‘the

unfoldment’, reflecting the parental illness’ impact on
themselves, their relationships with others, and their life
circumstances. The subthemes consisted of: Children’s
experiences of difficult thoughts and feelings; negatively
impaired relationship with parents, friends and others;
and challenging life events and obstacles in welfare.
Conclusions: The most difficult challenge experienced by
the children with a severely ill parent implies life unfold-
ment challenges and include negative personal and rela-
tional impact, challenging life events and obstacles in
welfare.

Keywords: severe parental illness, challenge(s), adoles-
cents as relatives, family, well-being, children as next of
kin, children as relatives, parental mental illness, parental
substance abuse, parental physical illness.
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Introduction

This study concerns children and adolescents (henceforth
called children) affected by severe parental physical or
mental illness or substance abuse (henceforth called sev-
ere parental illness) and difficult challenges the children
may face. Severe parental illness may be experienced as
dramatic and influences the whole family (1-7).

Family well-being is crucial for children’s well-being
(8, 9) and severe parental illness put children at risk for
adjustment difficulties and psychosocial problems (10—
12). The effect of severe parental illness on family well-
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being and children is complex (7, 10). However, in addi-
tion to children’s early experiences, the importance of
family distress and children’s emotion regulation has
been identified as fundamental in child development
(13). Although the facilitating environment for children
is strained during times of adversities (5, 14-16), adversi-
ties may also imply brief periods of not damaging stress
which may increase resistance to later stress (17). For
example, developmental benefits have been reported as a
result of meeting, and successfully coping with, chal-
lenges (18). Thus, the parenting role and parents’ capac-
ity to safeguard and regulate emotions during times of
adversities are fundamental to children’s health and
well-being (19).

When a parent becomes severely ill, his or her parent-
ing role and capacity to perform developmental support
to the children may be jeopardised (12, 20, 21).
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Comparing symptomatology between children with
either parental depression or physically illness, and those
having healthy parents, Hirsch et al. (22) suggested that
the experience of parental disability or distress in the
family affected the development of symptoms in adoles-
cence. Threats to the family (such as stigma and loss)
(19, 20, 23), family role distribution and child daily has-
sles (stresses and strain of daily life) (24) are of signifi-
cant importance (7). Furthermore, child stress response
from parental illness may represent a discrete, negative
and uncomfortable life event (25, 26). The loss of a
healthy parent, periods of chronic stress, separation dur-
ing hospitalisations, compassion with the ill parent and
fears about being abandoned are some experiences chil-
dren with a severely ill parent have in common (27-29).
Aside of that, children may experience losing their par-
ent’s emotional and physical availability for periods as
well as any sense of normality in their own lives (30,
31).

Another strain put on these children is during hospital
visits to their parent. In- or outpatients clinics are often
described as unfamiliar surroundings where the children
sought information but instead were overseen by the
health personnel (32-36). A parent’s hospitalisation
might be a frightening experience to a child since it
means separation, worsening of the illness, or scary sur-
roundings for a child. Notwithstanding, it may also
involve relief due to distance from the disease (37).

Common to children who have parents with severe ill-
ness is to reach for normality, to try to avoid stigma and
to take increased responsibility, at home and for the ill
family member (4, 38-41). A study of adolescents of par-
ental multiple sclerosis showed that their main concern
was to preserve control in an uncertain everyday life by
‘balancing needs’ through reflecting, adjusting, taking
responsibility and seeking respite (42). These findings are
in line with international reviews of qualitative research
(37, 43-47). Although there are similarities in children’s
experiences across parental illness groups, studies have
also found differences. For example, one study found
that children of parents with substance abuse may expe-
rience greater levels of social exclusion while experienc-
ing similar negative impacts of care as their caring peers
(48).

Results from a Norwegian cross-sectional, multi-infor-
mant, multicenter study on children as relatives showed
that the parents, health professionals and teachers did
not adequately capture the children’s challenges as the
children themselves described them (49). We thus
wanted to extend the understanding of children’s experi-
ences when having a severely ill parent. Specifically, the
aim of this study was to describe children’s experience of
the most difficult challenge when having a severely ill
parent.

Methods

Design

The present study is a sub-study with a qualitative
descriptive design suitable to analyse written answers to
open-ended questions included in a questionnaire.

The primary study

The overall objective of the primary study was to explore
the experiences of children when one of their parents
had a severe illness, their perceived need for support,
and to what extent they received support from health-
care services (20, 50-55). A total of 534 children aged 0—
18 years of patients from departments of physical illness
(cancer and neurology), mental illness and substance
abuse and their families in five hospitals across Norway
were included. One child per family was randomly
selected to participate. Statistical analysis of data showed
no significant differences between children with parental
physical illness, mental illness or substance abuse aged 8-
18 (N = 246) concerning health-related quality of life
(56) and positive and negative outcomes of caring activi-
ties (52). The present sub-study (N = 238) used data from
this multicenter study (49).

The present sub-study

The present study explores responses to the following
open-ended question included in the children’s question-
naires in the primary study: ‘Please respond to the fol-
lowing question in your own words: What do you think
is the most difficult challenge related to having a severely
ill parent?” The question was posed at the end of the sur-
vey, after the children had answered questions about
sociodemographic factors, support received, their knowl-
edge of their parent’s illness, family issues, and validated
instruments about mental health issues, quality of life
and traumatic life events.

Participants

Inclusion criteria referred to children of patients undergo-
ing treatment at in- and outpatient clinics in the spe-
cialised healthcare services, who were providing care for
a biological or adoptive child at a minimum of every sec-
ond week. Participants had to understand and read Nor-
wegian language. In families with more than one child,
one was randomly selected. Of 246 participating children
between 8 and 18 years in the primary study, 238 chil-
dren responded to the question selected for the present
study. Sociodemographic characteristics of the sample are
shown in Table 1 (data from the primary study).
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Table 1 Children’s and patients'/parents’ characteristics

Physical Mental Substance
Total illness illness abuse
Variable M (SD) M (SD) M (SD) M (SD)
Children’s 246 140 76 30
characteristics
(N)
Age (year) 12.45 12.74 11.97 12.33
(2.85) (2.61) (3.05) (3.32)
Gender 56.9% 56.4% 60.5% 50%
(% female)
Family 238/165 135/102 75/43 28/20
demographics
(N)
Il parents’ 42.62 44.25 40.08 41.57
age (year) (5.81) (5.61) (5.17) (5.85)
Il parents’ 93.3% 94.8% 88% 100%
ethnicity (%
Norwegian)
Il parents’ 72.7% 71.1% 85.3% 46.4%
gender
(% female)
Il parents’ 43.7% 54.8% 32% 21.4%
education
High
Middle 40.8% 34.8% 48% 50.0%
Low 15.5% 10.4% 20% 28.6%
Single-parent  17.2% 11.9% 20.0% 35.7%
family (%)
Family 820 366.8 1009 031.8 618 000.0 452 785.7
income
per year
(NOK)
Very high 30.3% 39.3% 24.0% 3.6%
High 24.8% 28.9% 22.7% 10.7%
Middle 17.6% 15.6% 14.7% 35.7%
Low 16.0% 11.1% 21.3% 25.0%
Very low 11.3% 52% 17.3% 25.0%

Unless otherwise noted, estimates are mean (standard deviation; SD).
Data from the primary study.

Definitions.

Parent with severe illness: A patient with severe physical
illness (cancer or neurological disease defined as sev-
ere by a panel of experts (MDs)), mental illness or
substance abuse, receiving treatment from the spe-
cialised healthcare services.

Child of patient with severe illness: A biological or
adopted child aged 8-18 years of a parent with severe
illness.

Specialised healthcare services: Public hospitals which
provide treatment at in- and outpatient clinics within
the fields of physical and mental illness, and substance
abuse.
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Data collection

Data were collected from May 2013 through January
2015. Study personnel were available for the children if
technical or any other support was needed. The younger
children (8- to 9-year-olds) with less reading and writing
skills sometimes asked for help to read the questions, but
answered themselves with their own words which they
were encouraged to by the study personnel. The ques-
tionnaire was filled in on online tablets, transferred via
Internet and stored at an approved database. All families
were offered two cinema tickets as compensation for the
time used in filling in the questionnaires.

Data analysis

Based on research described in the background section,
we considered the children as one unified group and
thus analysed their reports as a whole. Another reason
for not separating or making comparisons between the
three illness groups was that the sub-groups differed in
size (see Table 1). Since the answers were overall short,
and we could not ask in-depth questions, we chose to
bring out general features and experiences as a whole,
which can help to shed light on some important experi-
ences that children and young people may have with
parents’ illness or substance abuse problems. In the read-
ing, we also found more similarities than differences in
the statements. This applied both across the parents’ dis-
ease groups and the children’s age groups. Although
there will be a need to go into more depth on such possi-
ble differences in further research, it is also an advantage
to know general features that healthcare professionals
should be aware of in clinical practice.

Based on the variety in length in responds, from longer
explanations to short answers, consisting of a few sen-
tences or words, we found it appropriate to perform a
manifest analysis. Notwithstanding, the material in total
was rich in content, coming from 238 children. Hence,
we conducted a qualitative inductive, manifest content
analysis, guided by the descriptions of Elo and Kyngas
(57). In accordance with Elo and Kyngas (ibid.), we kept
close to the children’s statements throughout the analysis
process. We used Guba’s (58) four criteria (i.e. Credibil-
ity, Dependability, Transferability and Confirmability) to
ensure trustworthiness. Credibility was strengthened with
the use of open-ended question, allowing informants the
freedom to express their own views. Dependability was
ensured by having all participants answer the same,
open-ended questions. Furthermore, an account of the
process was described which establishes an ‘audit trail’
(ibid.). In the preparation phase (57), we considered all
children’s answers to the open-ended question as being
the unit of analysis. The research group (AF, EK, MH,
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BW) read the text several times and agreed that the data
in total was both rich and sufficient in content to explore
the aim. The research group repeatedly tested our insight
and understanding of the material against the infor-
mants’ statements and also included deviant statements
from the informants. The open coding was discussed
until all aspects of the content were covered. Throughout
the analysing process, individual and mutual understand-
ings were discussed until agreement was reached. In the
organizing phase (ibid.), the research group performed a
condensation of each meaning unit. The research group
then made an initial grouping with descriptive codes, fol-
lowed by the process of creating mutually exclusive
themes and sorting out emerging subthemes (AF and
BW). To ensure rigour, we assessed inter-rater reliability
in the process of identifying themes where we separately
(AF, BW, EK and MH) came up with suggestions and dis-
cussed until we reached agreement. The two levels of
themes were named according to our understanding of
their content (AF and BW with input from EK and MH).
The research group went back and forth between the
levels of themes. Whenever in doubt of the placement of
a meaning unit, AF and BW separately went back to the
original texts and then discussed the excerpts to secure
reliability of the thematic interpretation (ibid.). Finally,
the pattern of levels showed in the findings was estab-
lished (AF and BW with approval from EK and MH). At
the end, a main theme was named (AF and BW). In the
reporting phase (ibid.), AF with input from BW described
the various thematic levels (main theme, themes and
subthemes) and also included some excerpts to secure
trustworthiness of our analysis. Transferability was estab-
lished by the description of data collection, the infor-
mants and the analysing process (58). Confirmability
(ibid.) was attained by comparing the understanding of
the findings with other studies and included in the dis-
cussion section. Moreover, the possibility of having pre-
conceived notions with regard to the material was
thoroughly discussed within the research group, which
was balanced in terms of professional experiences.

Ethical considerations

Written informed consent was obtained from both par-
ents and children, and parents additionally consented for
children between 8 and 16 years of age. Children and
families were offered referral to helping agencies if
needed/wanted.

The study was conducted according to the principles of
the Helsinki Declaration (59) and approved by the Regio-
nal Committee for Medical and Health Research Ethics
(ref. 2012/1176 A), and the local Data Protection Officer
at each participating Health Trust. All authors certify
responsibility of this paper. Quotations used in the
manuscript are unidentified.

Results

The main theme, unravelled from the children’s
descriptions of their most difficult challenge associated
with their parent’s condition, was summarised and
conceptualised as descriptions of ‘Drama of Life unfold-
ment’; a shivering, emotional or unexpected series of
events or set of circumstances. The content and con-
nections between the subthemes, themes and main
theme are described in the following and pictured in

Table 2.

Drama of life unfoldment

The main theme ‘Drama of Life unfoldment’ revealed
three themes: ‘Tmpact on themselves’, ‘Impact on rela-
tionships’ and ‘Impact on life circumstances’ of which
each consisted of various subthemes. The content of the
subthemes is sometimes overlapping, reflecting that
human experiences, conceptions and emotions are inter-
woven, as is life itself. The main theme, themes and sub-
themes are illustrated in Table 2.

Impact on themselves

The theme ‘Impact on themselves’ included children’s
descriptions of how the most difficult challenge when
having a parent with severe illness influenced them-
selves, how they were thinking and feeling and how de-
mands and responsibilities changed. Many children
described how this represented strains on a cognitive
level, for others on an emotional level, and for some, it
represented strain on their functional level.

Thoughts and feelings

This subtheme revolves around different demanding
thoughts and difficult emotions the children describe.
They were concerned about the parent’s condition and
worried about the future, which they described as dis-
turbing, causing attention problems at school and else-
where as well as sleeping problems and thoughts about

Table 2 The main theme, themes and subthemes

Main Drama of life

theme unfoldment

Theme Impact on Impact on Impact on life
themselves relationships circumstances

Subtheme Thoughts and Parents and Hard moments and
feelings family periods related

to the illness

Demands and Friends and Social support
responsibility others and welfare

© 2020 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd 1

on behalf of Nordic College of Caring Science



their situation. They also struggled with
thoughts about how to help the parent and the family.

Feelings of anxiety, anger and guilt were prominent.

unsecure

Thoughts

‘T get easily overstretched’ (girl, 17) is a noteworthy quo-
tation for this subtheme. Thoughts about the parent’s
condition can be illustrated by quotations like: ‘I'm
afraid she is going to die’ (girl, 10); ‘thinking about
his pain and that he is not well” (girl, 11). The load of
balancing various considerations was characterised as
a strain by many: ‘The huge load ... that I feel that
everything has happened to mommy. Generally
speaking, that mom has not been ill just once but sev-
eral times. I think this has been very unfair’ (girl, 13).
Worries for the future were expressed like: .. ..think-
ing about what is going to happen if my mom dies’
(boy, 14).

Attention problems were expressed by others, such as
‘to be concentrated at school, and also a little at home’
(girl, 10). Sleeping problems were also described as very
challenging: ‘I am thinking a lot about it and cannot
sleep’ (boy, 11). Some expressed despair because they
were unable to help their ill parent or did not know
what to do about the situation: ‘(to figure out) what am
I going to do’ (girl, 12), and ‘I don’t know how to
respond’ (boy, 15). Statements like ‘bad thoughts’ (girl,
11) and ‘... just to think about it" (girl, 8) exemplify how
their parent’s illness had a negative impact on their cog-
nition. A statement like ‘... I get tired, and quarrel a lot
with my parents’ (girl, 14) shows how the most difficult
challenge emerged into behaviour. Others expressed that
it had been difficult mentally.

Feelings

Many children expressed how their own emotional reac-
tions were most challenging to them. Experiences like
feeling emotionally blocked, lonely, sad, angry, guilty,
frightened and deprived were striking. This can be
illustrated by statements like: ‘It’s sad and difficult to
see my father very ill” (boy, 14), and ‘to keep calm and
to be in peace with myself’ (boy, 17). They expressed
that their parent’s condition bothered them, and inner
turmoil and feelings of loneliness, fear for the future,
anxiety and anger were expressed. One child did put it
like this: ‘Loneliness, and fear for the future’ (boy, 17).
Another expressed it like this: ‘I have been a bit fright-
ened’ (girl, 8). Sadness was described in different ways
by many of the children. Statements like ‘I have been
crying a lot because he has been to the hospital’ (girl,
10) and ‘I am sad’ (girl, 9) are examples of that. Sad-
ness was also something that was difficult to overcome:
‘The hardest about this is [to try] not to be sad’ (girl,
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14). Anger could be exemplified by statements like ‘My
temper has been short, and that has been difficult’
(girl, 16), ‘Problems with anger’ (girl, 14) and ‘Easily
frustrated’” (boy, 12). Others described a sense of guilt:
‘T always feel it’s my fault’ (girl, 16).

Demands and responsibility

The other sub-theme concerned the children’s descrip-
tions of strains emerging from demands and expectations
from themselves and others to act or to be responsible in
certain ways. For example, many had to shoulder an
increased load of duties. This could be to care for siblings;
making breakfast, bringing them to school or kinder-
garten and comforting them when they had a hard time.
This could be particularly demanding when not having
anyone (adult) to receive own support or comfort from.
One child described that: ‘The most difficult challenge is
that T have to get up early in the morning, all alone,
wake up my siblings, and make breakfast and lunch for
them, and so on’ (boy, 15). Some described that they
had to take care of many tasks in the household that par-
ents normally do: ‘T have to help more at home” (boy,
14) and ‘T have to be more in charge’ (girl, 15).

Impact on relationships

This theme contained children’s descriptions of the most
difficult challenge associated with how their parent’s ill-
ness influenced their relationships. This included descrip-
tions of how the parent’s condition influenced on their
relationships with their parents and family and with friends
and others.

Parents and family

This subtheme consisted of statements like ‘T find it very
difficult to relate to dad when he is ill’ (boy, 15); ‘That
he cannot play with me’ (girl, 10); and ‘The hardest
thing is that I can never know for sure when dad is get-
ting well again” (boy, 13), which show how the relation-
ship with the ill parent was influenced. Many children
experienced the most difficult challenge being when the
ill parent changed attitude and became unpredictable or
in a bad mood: T find it very hard to relate to dad when
he is down. He is very unpredictable and I never know
when his mood will turn’ (girl, 17); ‘When he gets tired
and I notice he is tired of everything’ (boy, 14); and
‘When she locks herself in for days’ (girl, 13). Even the
relation to the well parent was experienced as hard by
some: ‘When mom is drinking and dad is ill, and she is
the one putting me to bed’ (girl, 8).

For other children, less shared family and social activi-
ties compared to before the parent became ill were most
challenging. This was exemplified by statements like ‘.. ...
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when we could not go on holiday together” (girl, 12), ...
that dad was not able to do the same things as me and my
mom’ (girl, 13), and ‘We are not able to do all the things we
used to do before my father gotill’ (boy, 17). Others experi-
enced quarrelling and an unpleasant atmosphere at home:
‘(I) become tired quickly and (I am) arguing a lot with (my)
parents’ (girl, 14); ‘That they get more tired and angry’ (girl,
11); ‘That I'm not seen, and there is a lot of arguing’ (girl,
17); and ‘It’s also hard when you know she’s sick, so it’s like
a bad mood throughout the home’ (boy, 15).

Friends and others

This subtheme contains descriptions of difficulties with
sharing thoughts with friends and others: ‘T have experi-
enced it hardest not to talk to my friends about it, but at
the same time I feel that is the easiest’ (girl, 15) and ‘I
think it’s hard to share the topic with others, thus I keep
it all to myself” (boy, 16). Some experienced that the
most difficult was to not getting understanding or sup-
port from others: ‘It’s harder for them at home and for
others to understand and help out” (girl, 12).

Some experienced that the most difficult challenge was
restrictions in their own leisure time: ‘---it is strange not
to have friends with me at home anymore” (girl, 11).

Impact on life circumstances

The theme ‘Impact on life circumstances’ comprised chil-
dren’s descriptions of the impact the parent’s illness had
on the context they were living in. This included how
children described the most difficult challenge as hard
periods and moments related to the illness, and circum-
stances related to welfare.

Hard moments and periods related to the illness

Many children described various moments (life events)
related to the parent’s illness as their most difficult chal-
lenge. Such events could be the moment when they got
the message that the parent had a severe illness: ‘To get
the message that my dad will not get well and that he is
going to die of the disease’ (boy, 16). For some, it could
be the moment when treatment started, while others
described the duration of treatment that the parent had
to go through as most difficult to handle. We found
descriptions of treatment periods which led to the parent
being sad and tired, in pain, having low energy, or show-
ing increased irritability and anger. Lack of information,
unpredictability and the uncertainty of not knowing
what may happen were for others experienced as the
most difficult: ‘... T did not understand anything, and I
did not get any information about what happened and
what was going to happen...” (girl, 17), and ‘The hardest
has been not to know for certain how this will turn out,

and to experience that an illness can occur so sudden
and change so much in so short time..." (girl, 17).

Some children described periods when the parent was
admitted to hospital as being the most challenging: ‘Not
having anyone there for me in the same way. Knowing
that your parent is sick and not at home. Just the fact
about that in a way’ (boy, 15). Others stated that not
being able to stay in touch with the parent during longer
periods in hospital as their worst experience: ‘The hardest
was when dad had to stay at the hospital for a longer
period’ (girl, 10). The long distance to hospital could also
be difficult: ‘To keep in touch when she is admitted to a
hospital far away’ (girl, 11).

Some described periods of worsening of the illness as
being the hardest part: ‘The hardest is to see mom be
sad, or worse’ (girl, 16); ‘Hardest is when he has strong
headache and is very tired” (girl, 13); ‘That he quickly
gets tired or sad when he has a bad day. That he strug-
gles with simple things like walking or moving’ (girl, 17);
and ‘That my dad sometimes has to lie down relaxing all
day’ (boy, 12). Others experienced periods when parent
lost functions as the most difficult challenge, like not
being able to bicycling, walking, running or dancing.

Some experienced moments of reminders of the illness in
everyday life, like hearing the parent talk with others about
the illness, were the most difficult challenge: ‘To hear my
dad talk with others on the phone about cancer’ (girl, 12).

Social support and welfare

This subtheme consisted of children’s descriptions of how
these challenging life circumstances affected their safety
and security at large. These children described a profound
impact on everyday life concerning their residence, home
environment and economy. Descriptions comprised expe-
riencing increased problems at home by simply stating ‘It
is more difficult at home’ (girl, 12), while others pointed
out extreme consequences like the possibility of losing
their home or having to leave home: ‘..... but the hard-
est thing was that I had to leave my home’ (girl, 14).
Such statements were both related to the possibility that
the child welfare services could take over custody, but
also the family’s financial situation. Regarding the latter,
we found that the financial situation was described as
being most difficult for many of these children: from the
possibility of losing their social security network due to
having to move, to statements about the economic situa-
tion in general without further details: ‘....Jlack of
money’ (girl, 15); ‘Money and food” (boy, 17); and sim-
ply: ‘Economy’ (boy, 17).

Discussion

The aim of this study was to describe children’s experi-
ence of the most difficult challenge when having a
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severely ill parent. The results indicate experiences
addressing a spectrum of shivering, emotional, unex-
pected events (stressors) putting strain (tension) on
themselves, their relationships and their life circum-
stances which in our opinion constituted a fundamental
life change in ways that may inflict with life unfoldment
if the tension is not resolved. Rose & Cohen (46) stated a
decade ago that experiences of difficult
thoughts, feelings of uncertainty, shame and isolation,
demands and responsibility might form their identity.
While previous research has described similar implica-
tions of severe parental illness on children and adoles-

children’s

cents with a severely ill parent (31, 60-64), our findings
are of particular importance in the context of what chil-
dren and adolescents in their own words describe as the
most difficult challenge.

The first theme, ‘Impact on themselves’, revolved
around challenges with a mnegative impact addressing
strains and tensions related to various thoughts and feel-
ings characterised by distress and the load of demands
and responsibilities. Our findings showed that the chil-
dren found it challenging to handle their ever-present
thoughts about their ill parent’s pain and struggle, their
own worries about the future, and in particular what to
do if the parent should die. Hardship associated with loss
of, or separation from, a healthy parent, compassion with
the ill parent and fear of being abandoned have previ-
ously been reported (27-29). These and other related
challenges described by the children in the present study
have been found in research with children from similar
parental illness groups as in our study (62, 63, 65, 66).
Some children were exhausted by such disturbing
thoughts, others could not sleep or concentrate, while
others felt overstretched or in a terrible mood (64). Fur-
thermore, to experience difficulties with feelings like sad-
ness, anger, fear and guilt, which are well-known
experiences among children with a severely ill parent
(36, 64, 66, 67), was a difficult challenge for many.
Loneliness and the feeling of being deprived in the situa-
tion have also been reported previously as challenging
for children (29). The description of a struggle to keep
calm and to be in peace with oneself concurs with Mor-
doch & Hall (62) and is a reminder of what the situation
with a severely ill parent may cost emotionally. These
findings are consistent with what previous studies (62,
65, 68) and personal report (69) have revealed children
with severely ill parents have considered as very hard, a
burden and interruption in their lives. Among others,
adolescents interviewed on how they managed living
with a parent experiencing heavily chronic noncancer
pain endured hardships, distanced themselves, lamented
losses and held back on revealing their authentic selves
(63, 65). Trondsen (38) explored experiences in everyday
life based on observation of young people with a men-
tally ill parent in an online self-help group, finding
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children describing difficult emotional and practical chal-
lenges to handle. Fear and loneliness were pointed out,
and words like the worst and particularly challenging
were used (ibid.). Furthermore, Martinsen et al. (36)
reported that young next of kin in mental health care
described frightening experiences at home when they
had been afraid and felt insecure, like screaming and
quarrelling or witnessing suicide attempts or self-harm.
They often felt upset and depressed, angry and irritable,
or introvert and silent (ibid.).

The second theme, ‘Impact on relationships’, revolved
around the tension and strains the children and young
people experienced related to their relationships. In our
opinion, our findings indicate that these children might
experience a kind of existential loneliness: they did not
find anyone of whom to share their experience of being
in a severely difficult situation, which affected their
whole being. Existential loneliness despite the presence
of others is also previously described (40, 70). The expe-
rience of less availability of significant others in times
where comfort and support were crucial is also indicated
by others (21, 63, 71). Our findings show that this
estrangement could be explained by not being able to
find a way to express their emotions in ways that others
could understand (i.e. friends and siblings), in order to
protect others (i.e. the other parent, other adults) from
having to deal with their emotional or practical strains,
or to protect themselves from shame and stigma (i.e.
from parental substance abuse) (64). The emphasis on
not wanting, or not being able, to share their innermost
thoughts, is in line with previous studies (63, 64). Simi-
larly, Trondsen (38) also reported that it could be partic-
ularly challenging to confide in someone about family
issues and personal experiences, and the feeling of being
overlooked in the family. While familial and social sup-
port could be an important asset in these circumstances,
our findings show that to reach out in order to gain sup-
port seems difficult for these children and young people.
Similarly, Rose and Cohen (46) reported that children
with severe parental illness did not feel that their friends
could understand why they were unable to go out and
socialise, leaving them with a sense of being ‘different’ as
well as ‘invisible’. Another finding was that, although
family routines could be upheld, they often appeared in
a different way than usual. Our informants experienced a
change in their own and/or the parents’ attitudes, and a
strange affective quality and disputes in the family
inflicted the home with a strange atmosphere (21, 31,
36, 62, 64, 66, 67, 72).

The third finding was addressing contextual challenges as
a result of the parent’s illness. The focus of the accounts
here was on the shocking news or longer periods of dis-
tress related to the parental illness and social insecurity.
In these children’s descriptions, the first message about
the severe parental illness, treatment periods, periods
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when the parent was in hospital, and times of worsening
of the illness were particularly tough for them. Uncer-
tainty in terms of unpredictable behaviour from their
parents, and of their own present and future situation
can be understood as an ever-present insecurity. We
understand this in line with Trondsen (38), regarding
children’s descriptions of unpredictability and instability
related to severe parental illness. Social insecurity was
also highlighted by our informants, considering threats
against basic residential, nurturing and nourishing needs.
Such threats seem comparable to other studies (38, 46).
Furthermore, the findings in our study are also in line
with Trondsen (38) in signalising children being alone in
an ‘emergency alert mode’ and Pedersen and Revenson
(7) noting that children of severely ill parents occupy a
dual role as a primary provider of emotional and instru-
mental support to the ill parent and so as a family mem-
ber who needs support in the face of a major and often
long-lasting life-stressor. Similar to what others have
reported, life events mentioned in our findings have the
character of overwhelming traumatic experiences (31,
62, 65, 66, 73-75). These facts may indicate an experi-
ence of lack of control (7) which must be an additional
burden in these young people’s situation.

Despite that the impact of severe parental illness on
children’s health is complex (13), the results are a remin-
der of the parents” and other significant persons’ role in
safeguarding and regulating children’s emotions during
times of adversities (13, 19, 22). This is pivotal, as devel-
opmental benefits may evolve if children get support in
meeting and successfully handle challenging thoughts,
feelings and demands, difficulties in relationships, scaring
and dramatic life events and losses in welfare (13, 17, 18,
25, 26). Children’s well-being is dependent on family
well-being (8, 9), and thus, health personnel should have
focus on identifying if patients have children, and if so,
make sure their children’s and family’s well-being is
taken care of. Family distress and children’s emotion reg-
ulation have been identified as fundamental in child
development (13), and thus, a family focus in treating
patients who are parents is requested. There is a need for
the children to have access to secure adults in periods
when parents are not available and they are losing their
parents’ emotional and physical availability (29, 30).
Patients that are parents must be offered support and
guidance in their parenting functioning by professionals
if needed. Children need to be informed about the illness
according to their developmental age and assured that
their ill parent is treated well and taken care of by the
specialised healthcare services, the general practitioner
and public services in the community. Severely ill par-
ents should get practical help in their home in periods of
adversities, and financial support if needed to secure chil-
dren’s social security and basic needs (18, 19, 22, 23).
Grove et al. (76) identified several key aspects of

interventions that young people of parents with a mental
illness wanted: (i) how to cope with their parents’ illness,
(ii) psycho-education and information about what a
mental illness is and associated hereditary risks, (iii) sup-
port from school through a generalised programme about
mental health, (iv) confidential and/or anonymous sup-
port, (v) the involvement of healthcare professionals and
(vi) talking with their parent about mental illness. The
results of the present study add to this that the kind of
interventions young people of parents with a mental ill-
ness want also reflect what children with a parent with
severe physical illness and substance abuse may need.

There are a number of limitations applied in interpret-
ing the findings. First, parental medical condition other
than illness group (physical, mental or substance abuse)
was not collected at the time of the survey, and diag-
noses and information on severity of the illnesses were
thus not available for interpretation. On the other hand,
it might be strength that, instead of assuming that, for
example statements regarding a demanding financial sit-
uation belongs to one particular group, this will show
that the difficulties that these children describe, seems
common across groups. The age range of the informants
was wide, which may have had an impact on the possi-
bility to bring out nuances in the analysis. Further, we
did not have the opportunity to pose following up
questions.

This study was performed in Norway. Healthcare ser-
vice provision differs across countries, which should be
taken into account in terms of the transferability of the
results. However, children’s experiences related to paren-
tal illness will have transfer value despite any differences
in health services and other relevant contexts.

In-depth interviews with children of different age
groups and parental illness groups about their most diffi-
cult challenges should be performed to further explore
the results of the present study. Internationally, over the
past decade there has been substantial focus on chil-
dren’s needs when parents are ill. Several countries have
introduced national guidelines for the health services on
this. However, evaluations on whether these guidelines
are followed remains, as well as whether these guidelines
meet the children’s needs. Further qualitative research is
needed concerning what children with a severely ill par-
ent perceive as helpful support as well as randomised,
controlled implementation studies on the effect of such
support for the children, families and the health services,
respectively.

In conclusion, this study’s results indicate that the
most difficult challenge experienced by children with a
severely ill parent implies life unfoldment challenges and
include negative personal and relational impact, chal-
lenging life events and obstacles in welfare. The findings
emphasise that the characteristics of their most difficult
challenges in times of emergency, often faced with the
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threat of death, may affect their unfolding in life if they
do not receive the necessary support to release the ten-
sion these challenges imply.
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