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English Summary  

Introduction: A substantial minority of Danish children experience parental illness during childhood. 

Parental illness has been associated with range of negative outcomes in the offspring, including in-

creased risk of psychosocial difficulties, poor academic performance, and mental health problems. De-

spite an increasing interest in consequences of parental illness, no adequate picture of the prevalence 

and characteristics of children and young people experiencing parental illness exists. This information is 

crucial in order to target and prioritize mental health promotion in this population. Moreover, the assess-

ment of parental illness, using different data sources, has not been studied previously and is needed to 

conduct valid studies among offspring with an ill parent. Lastly, few studies have investigated factors in 

the environment which may contribute to a positive adjustment and good mental health among adoles-

cents with a physically or mentally ill parent; information necessary in order for the social environment 

to take on responsibility towards this vulnerable group of adolescents.   

 

Aims: The overall aim of this thesis was to contribute with knowledge about children and adolescents 

with a mentally or physically ill parent by characterizing this group and identifying promotive and pro-

tective factors in the social environment, including family and school. Based on a social ecological per-

spective of resilience, placing great importance and responsibility in the social environment of the ado-

lescents, the objectives of the three papers included in the thesis were:   

 

• Paper I: To estimate the proportion of children and adolescents who experience serious mental or 

physical illness of a parent and characterize these children in relation to socioeconomic and de-

mographics factors, using national registers. Secondly, the aim was to explore the discrepancies be-

tween self-reported parental illness by adolescents in a survey and parental illness identified in regis-

ters.   

• Paper II: To examine the relationship between parental illness and life satisfaction among adoles-

cents and explore the role of school-related factors. Secondly, the aim was to describe the use of stu-

dent counsellor services by adolescents with and without an ill parent.  

• Paper III: To explore potential promotive factors of the well-being among adolescents with a seri-

ously ill parent by examining the associations between social support, leisure time, and a positive 

school experience, and well-being. Moreover, the aim was to explore the cumulative effect of promo-

tive factors in relation to well-being. 
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Methods: Paper I was based on two data sources: 1) a 20% register sample of children aged 0-21, born 

in Denmark between 1993 and 2013 (N=279,274); and 2) survey data from the Danish Youth Study 

2014 including 63,437 students from high schools and vocational schools, linked to registers. In Papers 

II and III, we used data from the Well-being Despite Study, a nationwide survey among children and 

adolescents in Denmark. The study population of Paper II included 9,565 students aged 12-26 years, 

from lower secondary schools and youth education programs. Paper III included a subsample of 676 stu-

dents, who reported serious or chronic parental illness. Parental illness, life satisfaction (Cantril Ladder), 

subjective well-being (WHO-5), and co-variates, including family occupational social class, were based 

on self-reporting by the adolescents. In Papers II and III, associations between parental illness and life 

satisfaction, and between potentially promotive factors and well-being, were estimated using multilevel 

regression analyses.   

 

Results: Based on a nationwide register sample of 0-21-year-olds, a total prevalence of parental illness 

of 25.3% was found, with an increasing prevalence with age of the child. Children with an ill parent 

were characterized by being socioeconomically disadvantaged, more frequently living in single-parent 

households, and experiencing own mental illness. Parental illness was detected by both self-reports in a 

student survey and by health registers; however, the two assessment methods identified two dissimilar 

yet overlapping populations of adolescents with an ill parent (Paper I). In Paper II, we found a strong 

association between parental illness and life satisfaction among adolescents. Adolescents with a men-

tally ill parent or multiple ill parents had the highest odds of low life satisfaction, followed by adoles-

cents with a physically ill parent, who were impaired by the illness at least weekly. Adolescents with an 

ill parent more frequently reported lack of trust in teachers, unsatisfactory support from teachers, and 

not being part of the classroom community than adolescents with no ill parent. Additionally, a greater 

proportion of adolescents with an ill parent had seen a student counsellor about troubling issues, and 

among those who had not, a greater proportion wanted to, compared to adolescents without an ill parent 

(Paper II). Strong and positive associations were found between the well-being of adolescent boys and 

girls with an ill parent and social support from parents and friends, weekly leisure time activities, satis-

faction with time available for oneself and for friends, and positive school experiences. Cumulative 

analyses, using a summative index of the promotive factors, revealed increasing odds of moderate to 

high well-being by number of promotive factors.  

 

Conclusions: A substantial proportion of Danish children and adolescents experience serious parental 

illness. These children and adolescents are characterized by being socioeconomically disadvantages and 

more frequently having health problems, compared to children with no parental register diagnoses.  In 
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light of this information and the strong negative association found between parental illness and life sat-

isfaction, these children and young people should be of high priority for politicians and health promo-

tion planners. Self-report by adolescents in surveys and hospital diagnoses in registers can be used for 

identification of serious parental illness. However, both methods seemed to underestimate parental men-

tal illness and would benefit from further development and validation. The positive effects of the pro-

motive factors identified in this thesis, suggest great potential for the social environment to positively 

influence the well-being of adolescents growing up with an ill parent. In the school-setting, it is of great 

importance to ensure inclusion in the classroom community of students facing parental illness and more-

over maintain a trusting and supportive relationship between the student and teachers. The description of 

students’ use of student counsellor services underline the need for clarification of the role of the student 

counsellor, as student counsellors may be a potential source of support for adolescents with an ill parent.  
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Danish Summary  

Introduktion: Et stort mindretal af danske børn oplever alvorlig sygdom hos en forælder i løbet af de-

res barndom. Alvorlig sygdom hos forældre er forbundet med en øget risiko for psykosociale vanske-

ligheder, dårligere skolepræstationer og psykisk sygdom senere i livet. På trods af en stigende interesse 

for konsekvenserne af at vokse op med en syg forælder, mangler der viden om denne gruppe for at 

kunne målrette indsatser og prioritere ressourcer, der sikrer god mental sundhed og udvikling for denne 

sårbare målgruppe. I litteraturen har metoder til at identificere alvorlig sygdom hos forældre ikke tidli-

gere været undersøgt, hvilket er afgørende for kvaliteten af forskning på området. Endelig har kun få 

studier undersøgt hvilke faktorer i omgivelserne, som kan bidrage til en positiv udvikling og god mental 

sundhed blandt unge med en fysisk eller psykisk syg forælder; viden der er nødvendige for at omgivel-

serne, inklusiv de nære sociale relationer og skolen, kan støtte unge med en alvorligt syg forælder. I 

denne afhandling er fokus på omgivelsernes betydning for unge med en syg forælder inspireret af et so-

cial-økologisk perspektiv på resiliens. Dette perspektiv tillægger den sociale kontekst, hvori individet 

indgår og interagerer, afgørende betydning for personens evne til at tilpasse sig og opretholde god men-

tal sundhed, når det oplever negative livsbegivenheder.  

 

Formål: Det overordnede formål med dette ph.d.-projekt var at bidrage med viden om børn og unge 

med en syg forælder ved at karakterisere denne gruppe og identificere beskyttende faktorer i den sociale 

kontekst. Afhandlingen er bygget op omkring tre studier med følgende formål:  

 

• Studie I: At estimere andelen af børn og unge i alderen 0-21 år, der oplever alvorlig psykisk eller fy-

sisk sygdom hos en forælder og karakterisere disse børn ved hjælp af nationale registre. Ydermere at 

undersøge forskellene mellem selvrapporteret forældresygdom blandt unge i et spørgeskema og for-

ældresygdom identificeret i nationale registre baseret på diagnoser. 

• Studie II: At undersøge sammenhængen mellem sygdom hos forældre og livstilfredshed blandt unge, 

samt betydningen af skolerelaterede faktorer på denne sammenhæng. Desuden beskrives brugen af 

studievejledere blandt unge med og uden en syg forælder. 

• Studie III: At undersøge potentielle beskyttende faktorer for trivsel blandt unge med en alvorligt syg 

forælder, herunder betydningen af social støtte, fritidsliv og en positiv skoleoplevelse. Slutteligt fore-

tog vi en eksplorativ undersøgelse af den kumulative effekt af beskyttende faktorer for trivsel blandt 

unge med en syg forælder.  
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Metode og materiale: Studie I var baseret på to datakilder, 1) et registerudtræk med 20% af 0-21-årige, 

født mellem 1993 og 2013 (N = 279.274) og 2) spørgeskemadata fra 63.437 elever fra gymnasier og er-

hvervsskoler (15-25 år), der deltog i Ungdomsprofilen 2014, koblet til registre. I studie II og III anvend-

tes data fra projekt Trivsel på Trods; en landsdækkende spørgeskemaundersøgelse blandt børn og unge i 

Danmark. Studiepopulationen i studie II omfattede 9.565 elever fra 7. klasse til og med ungdomsuddan-

nelser. Studie III inkluderede en delpopulation på 676 elever fra projekt Trivsel på Trods, der rapporte-

rede alvorlig eller kronisk sygdom hos en forælder. Sygdom hos forældre, livstilfredshed (Cantril Lad-

der), subjektivt velbefindende (WHO-5) og andre variable var således selvrapporterede. I studie II og III 

blev sammenhængene mellem forældresygdom og livstilfredshed, og mellem potentielt beskyttende fak-

torer og trivsel, estimeret ved hjælp af multilevel regressionsanalyser. 

 

Resultater: Blandt danske børn og unge i alderen 0-21 år var den overordnede prævalens af alvorlig 

sygdom hos forældre 25,3%, baseret på oplysninger fra registre. Prævalensen steg med barnets alder. 

Børn med en syg forælder er karakteriseret ved at være socioøkonomisk dårligere stillede og en større 

andel bor i eneforsørger familier og har selv en psykisk diagnose i registre, sammenlignet med børn, der 

ikke har en syg forælder (studie I). Identifikation af sygdom hos forældre i henholdsvis registre og spør-

geskema resulterede i to forskellige, men overlappende populationer af unge med en syg forælder (9% 

overlap). Ud fra socioøkonomiske karakteristika, samt forældres brug af sundhedsydelser i den primære 

sektor, tyder det på, at unge identificeret som pårørende til en alvorligt syg forælder, enten i registre el-

ler i spørgeskemadata, faktisk har en syg forælder (studie I). Studie II viste en stærk sammenhæng mel-

lem sygdom hos en forælder og livstilfredshed blandt unge. Associationen varierede afhængigt at om 

sygdommen var fysisk eller psykisk, antal syge forældre, samt hvor begrænsende den fysiske sygdom 

var for forælderen. Unge med en psykisk syg forælder eller flere syge forældre havde højest risiko for 

lav livstilfredshed. Procentvis flere unge, der rapporterede sygdom hos en forælder, havde dårlige relati-

oner til lærerne og en oplevelse af ikke at være en del af klassefællesskabet. En større andel af eleverne 

med en syg forælder havde talt med en studievejleder om særlige udfordringer (fx egen sygdom eller 

sygdom i familien). Blandt de elever, der ikke havde talt med en studievejleder, var der en større andel 

af elever med en syg forælder, der ønskede at gøre det (studie II). Social støtte fra forældre og venner, 

ugentlige fritidsaktiviteter, tilfredshed med den tid, der var til rådighed til dem selv og til venner samt 

positive skoleoplevelser var alle positivt associerede med trivsel hos unge med en syg forælder. Kumu-

lative analyser viste en stærkt stigende odds ratio for høj trivsel med stigende antal beskyttende faktorer 

(studie III). 
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Konklusioner: Hvert fjerde danske barn i alderen 0-21 år har oplevet at mindst en forælder har fåret en 

fysisk eller psykisk register diagnose i løbet af deres levetid. Børn, der vokser op med en syg forælder, 

er karakteriseret ved lav socioøkonomisk position, opvækst i eneforsørgerfamilier, samt øget forekomst 

af registerdiagnoser hos barnet. Trods stor uoverensstemmelse mellem datakilder tyder vores studie på, 

at både registerdiagnoser og selv-rapporteret forælder sygdom identificerer unge med en alvorligt syg 

forælder. Metoderne har forskellige styrker, men kræver begge yderligere udvikling og validering, sær-

ligt i forhold til identifikation af psykisk sygdom hos forældre samt en mere nuanceret vurdering af 

funktionsnedsættelse. Resultaterne i denne afhandling peger på, at det i skolen er særligt vigtigt at sikre 

at elever med en syg forælder forbliver en del af klassefællesskabet og opretholder en tillidsfuld relation 

til deres lærere. Afdækning af brug af studievejledere indikerer at studievejledere i vid udstrækning er 

en uudnyttet ressource og potentielt kan være en støtte for unge med en syg forælder. Den positive ef-

fekt af de enkelte beskyttende faktorer og den stigende odds ratio med antal beskyttende faktorer peger 

på, at den sociale kontekst, herunder skole og fritidsliv, har stor mulighed for positivt at påvirke trivsel 

blandt unge med en syg forælder.  
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1 Introduction 
    "There are many things that I really wanted to, and all my friends could, but I just couldn't 

     because I just had to help out at home for the family to function […]"  

    (19-year-old woman with a physically ill parent).1 

    

   “I don’t think it was cool to be in school, because then I felt I had to take part when I was sad, and I        

   didn’t want to. […] I remember that I used to skip school a lot and spent time with my boyfriend in    

   stead.” (20-year-old woman with a mentally ill parent).   

 

Parental physical or mental illness is likely to affect the everyday lives of the entire family; nevertheless, 

the children are often overlooked 1–4. The citations above from two adolescent girls affected by the ill-

ness of a parent, illustrate some of the issues that may be related to growing up in a family with a seri-

ously ill parent, often placing children in a vulnerable position, taking on too much responsibility. Con-

trary to the other Nordic countries, Denmark has no legislation in this area and no systematic approach 

for supporting families affected by serious parental illness to ensure the well-being of children and 

young people 5.  

 

The effects of having an ill parent and particularly the consequences of assuming caring responsibilites 

in relation to parental illness have received increasing attention within research during the past decades, 

especially in the UK and Australia 6. Parental physical and mental illness have, for instance, been asso-

ciated with psychosocial difficulties 7, poor academic performance 8,9, and risk of mental health prob-

lems10. Despite the increased interest in the impact of parental illness on the offspring, no accurate pic-

ture of the number and characteristics of children growing up in families facing serious parental illness 

exists. Additionally, few studies have investigated factors that might explain why some children adapt 

and thrive despite serious parental illness, while others experience social, emotional, behavioral, or edu-

cational challenges. Knowledge on the prevalence and characteristics of this population, as well as a bet-

ter understanding of potentially promotive factors in the social environment is needed in order to ade-

quately intervene and support offspring with an ill parent. 

 
1 The citations are from informants who participated in interviews in relation to the Well-being Despite Study.  
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Aims and structure of the thesis  
Aims: The overall aim of this thesis was to contribute with knowledge about children and adolescents 

with a mentally or physically ill parent by characterizing this group and identifying promotive and pro-

tective factors in the social environment, including family and school. Standing upon a social ecological 

perspective of resilience, placing great importance and responsibility in the environment of the adoles-

cents, the objectives of the three papers included in the thesis were:   

 

• Paper I: To estimate the proportion of children and adolescents who experience serious mental or 

physical illness of a parent and characterize these children in relation to socioeconomic and de-

mographics factors, using national registers. Secondly, the aim was to explore the discrepancies be-

tween self-reported parental illness by adolescents in a survey and parental illness identified in regis-

ters.   

 

• Paper II: To examine the relationship between parental illness and life satisfaction among adoles-

cents and explore the role of school-related factors in this association. Secondly, the aim was to de-

scribe the use of student counsellors by adolescents with and without an ill parent.  

 

• Paper III: To explore potential promotive factors of the well-being among adolescents with a seri-

ously ill parent by examining the associations between social support, leisure time, and a positive 

school experience, and well-being. Moreover, the aim was to explore the cumulative effect of promo-

tive factors in relation to subjective well-being. 

 

The thesis is structured as follows: In chapter 2, the background of the thesis is presented, followed by 

an introduction to the conceptual basis of the thesis (Chapter 3). Chapter 4 outlines the applied materials 

and methods. Chapter 5 summarizes the findings from the three papers. In Chapter 6, the main results 

are discussed alongside a discussion of methodological challenges. Lastly, in Chapter 7, I present the 

main conclusions of the thesis followed by suggestions for future research and implications for practice. 
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2  Background  

The prevalence and characteristics of children affected by parental ill-
ness  
The prevalence of children affected by parental illness during childhood is uncertain and varies greatly 

between countries. So do the methods used to estimate the prevalence, especially with regards to paren-

tal physical illness. In a German national survey from 2001, the prevalence of serious physical parental 

illness was estimated to 4.1%. The survey comprised 1,950 families and relied on self-reported illness 

by the parents 11. A Finnish population-based register study estimated that 6.6% of children and youth 

under the age of 21 had experienced parental cancer defined by a hospital diagnosis of cancer, after the 

birth of the child12.   

 

Several studies have attempted to estimate the prevalence of parental mental illness in Western coun-

tries. Barkmann et al. (2007) 11 found a prevalence of parental mental illness of 2.3% among families 

with 4- to 18-year-old offspring. A Canadian National Survey revealed that 12.1% of children under the 

age of 12 live in a household with parental mental illness, defined as mood, anxiety or substance use 

disorders in the previous 12 months 13. A register-based study including children aged 0-16 years esti-

mated that one in four children in the UK experience maternal mental illness during their childhood, the 

prevalence increasing with age 14. A prevalence of 23.3% experiencing parental mental illness, exclud-

ing substance abuse, was found in an Australian study. The prevalence was based on a survey among 

10,641 randomly selected respondents, who were asked about mental disorders in the past 12 months 15.  

The socioeconomic and demographic characteristics of children experiencing parental illness is also 

largely unknown, yet important to know in order to design and target interventions towards this group of 

children and adolescents. In a Dutch survey study comparing adolescents aged 10-20 years with and 

without a physically ill parent, the authors found significantly lower family income and employment 

rates among families experiencing parental illness; however, no difference in relation to parental educa-

tion was seen. The study was based on survey data from 323 children, who were recruited through e.g. 

schools, community centers, rehabilitation centers, and hospitals 3. A Danish register-based study found 

no difference in educational level of parents with and without multiple sclerosis16, whereas another Dan-

ish register-based study found higher parental educational levels among children affected by parental 

cancer compared to children without parental cancer 8. Families with one or multiple mentally ill parents 

have shown to be characterized by lower socioeconomic classification 17, a higher frequency of  
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unemployment 18, and a higher frequency of single-parent homes 17,18. Thus, the characterization of chil-

dren with (especially physically) ill parents is limited, often includes specific diagnoses and suffers from 

methodological difficulties. Moreover, cross-national variation is very likely, due to variation the in so-

cial welfare systems between countries, and characteristics of Danish children in families with serious 

parental illness are therefore needed.   

Parental illness characteristics, age and gender of the child  
Characteristics of the parental illness, such as the duration of illness, type of illness, impairment by the 

illness, and the unpredictability and potentially life-threatening character of the illness, may result in 

variation in the impact on the children. A limited number of studies have included both physical and 

mental parental illness. The few existing studies mainly indicate that children of mentally ill parents are 

worse off with regards to child adjustment than children of physically ill parents. Krattenmacher and 

colleagues (2014) both compared children of patients with cancer and children of patients with mental 

disorders, with a refence group of children without ill parents. Both groups had significantly higher 

prevalence of emotional and behavioral problems compared to the reference group. However, a higher 

proportion of children with parental mental disorder showed clinically relevant symptoms 19. In a study 

of 5,997 students in the Netherlands, the authors found a higher risk of negative consequences in every-

day life among students living with a mentally ill family member, compared to students living with a 

physically ill family member 4. A register-based Swedish study found that having a parent with psychi-

atric, but not physical, illness increased the risk of drop out in upper secondary school 20. When studying 

parental mental illness in relation to adjustment of the children, the heritability of mental illness21, the 

social inequality in mental illness 22, as well as the effect of socioeconomic adversity during childhood 
23 should be taken into account.  

 

When considering physical parental illness, studies often focus on diagnoses such as cancer 24 and mul-

tiple sclerosis16,25,26. Existing studies rarely consider the severity and limitation of everyday activities 

caused by the illness, which are likely to be of great importance in the evaluation of the adaption of the 

offspring27. Stoeckel and Weissbrod (2015) investigated the influence of parental illness characteristics 

in relation to depression, anxiety, and life satisfaction of adolescent offspring. The impact of parental 

physical illness on everyday life, frequency of symptoms, and recovery status of the ill parent showed to 

be significantly associated with the adjustment of the adolescent. No significant associations were found 

between duration or severity of the parental illness and psychosocial functioning of the offspring7. This 

is in line with a recent cross-sectional study including 246 Norwegian families affected by parental 

physical or mental illness; this study reported a significant association between the ill parent’s physical 



BACKGROUND 
 

11 
 

health and the child’s quality of life, but found no association with the duration or unpredictability of the 

parental illness 28.  

 

Differential effects of parental illness may also occur in relation to the age and gender of the offspring. 

For instance, experiencing stressful life events during the transitional period of adolescence may be par-

ticularly difficult 29. Qualitative studies have identified the balance between living a normal youth life 

and coping with a seriously ill parent as a difficult challenge among adolescents living with an ill parent 
26,30,31. Furthermore, the cognitive development of adolescents may result in greater distress and in-

creased responsibility in the home during parental illness, compared to younger children with ill parents 
27. A review of the psychosocial impact of parental cancer found a predominance of studies identifying 

adolescence as the most vulnerable developmental age in relation to parental cancer, increasing the risk 

of psychosocial problems 24. Gender differences have been found in relation to level of caregiving activ-

ities caused by parental illness, with girls reporting higher levels of caregiving than boys 32–34. Addition-

ally, the negative impact of parental illness has been shown to be greater among female offspring com-

pared to male offspring 28,35–37. For instance, parental depression has been associated with greater nega-

tive impact on academic performance among female than male offspring 35, and Hagen et al. (2018) 38 

found greater physical and mental well-being among boys compared to girls with an ill or substance 

abusing parent.  

Potential consequences of growing up with an ill parent  
Research indicate that growing up with an ill parent may have immediate as well as long-lasting nega-

tive consequences for the children. When a parent is chronically or seriously ill, the everyday lives of 

the whole family are likely to be affected. Parental illness may cause impaired parental capacity, role 

reversal, and an everyday life characterized by worry and guilt 30,31. A qualitative study, including teen-

agers with a physically ill parent, found that the uncertainty of everyday life was present across different 

diagnoses and severity of parental illness 31. Keeping youth life with friends separate from life at home 

with the ill parent was another finding across the included cases. For instance, avoiding talking about 

the ill parent with friends was common, for some due to a lack of understanding from friends or being 

embarrassed about having ill parents. For others, the division between youth life and life at home cre-

ated a free space that allowed them to feel normal 31. 

Difficulties in balancing between the needs and responsibilities towards the ill parent and adhering to 

one’s own needs and feelings has also been recognized in several qualitative studies among adolescents 

and young adults with childhood experiences of parental physical illness 30,39. A Norwegian study of ad-

olescents living with parental physical illness found that dealing with pity and negative reactions from 
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friends towards the ill parent, as well as a lack of understanding and being treated differently, was men-

tally exhausting for the adolescents and challenging for their relationship with friends40. In quantitative 

studies, parental physical illness has been associated with lower life satisfaction41, lower physical well-

being38, an elevated risk of internalizing problems 42–44, elevated stress levels 44, reduced self-esteem, 

poorer academic performance 8,9,45, and a potential risk of mental health problems later in life 46.  

 

Likewise, children with a mentally ill parent have an increased risk of externalizing and internalizing 

vulnerability 10 and poor academic performance 35. Studies using Danish registers have shown that chil-

dren of parents with severe mental illness, including schizophrenia, bipolar disorder or major depressive 

disorder, have an increased risk of being diagnosed with a mental disorder during childhood and adoles-

cence47, being placed in out-of-home care 48, and missing preventive child healthcare visits, compared to 

children without severe parental illness 17. In the qualitative research among children and adolescents 

experiencing parental mental illness, role reversal, emotional and behavioral problems, lack of parental 

attention, and stigma related to mental illness have been identified as main challenges of children in 

families with parental mental illness 2.    

 

Some studies have also looked into potential growth and positive aspects of growing up in a family with 

serious parental illness, including strengthened family relations, increased maturity, and giving the ado-

lescent a sense of worth from taking on caring activities 49,50. In these studies of positive outcomes, the 

term benefit-finding has been investigated, described as the process of positive growth in face of adver-

sity51,52. The phenomenon of benefit-finding has been identified as a potential mediator in the effect of 

social support on the adjustment of adolescents living with an ill parent 52.  

 

As described, parental illness may have a wide range of impacts on the whole family, including the chil-

dren. Children taking on caregiving activities, including household activities, emotional support, and 

intimate personal care, may be some of the consequences of parental illness 33. In research and practice, 

the concept of young carers is widely used. Young carers are children under the age of 18 who provide 

care for another family member, often a parent who has a chronic illness, mental illness, or an alco-

hol/substance abuse 53. In the past 20 to 30 years, young carers have received increasing attention in re-

search and practice 6 and is has been estimated that 2-8% of children and young people in developed 

countries are carers 54. Studies examining the consequences of caring reveal mixed results. In most stud-

ies of young carers, it is difficult to determine whether the reported associations can be attributed to the 

caring activities or to life events (serious parental illness) which are stressful for children and young 

people, regardless of caring tasks 54,55. In a recent overview of research into young carers, the authors 
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reference studies finding negative effects of caring activity as well as studies that do not 54. The authors 

conclude the need for more theoretically-based studies with greater methodological strength in order to 

gain insight into the mechanisms behind negative as well as beneficial outcomes of caregiving 54. More-

over, identification of young carers may be difficult, as they often do not self-identify as carers, and 

some caring tasks may be invisible 6. In this thesis, I shall focus on adolescents affected by parental ill-

ness, regardless of diagnosis and level of caregiving responsibility, from the perspective that facing pa-

rental illness includes complex processes and affects the child beyond caregiving. However, the poten-

tial adverse and beneficial effects of caregiving in relation to parental illness is recognized as an im-

portant aspect of facing parental illness. 

A supportive social environment facing parental illness 
Factors that might buffer the possible psychosocial consequences of having a mentally or physically ill 

parent have not received much attention in the scientific literature. Qualitative research within this field 

identifies social support as an important factor in managing life with an ill parent 56,57. This is confirmed 

by quantitative studies, establishing significant associations between satisfaction with social support 

from family, friends, and others and several adjustment outcomes 51,52. Support from friends may be par-

ticularly important in adolescence. At this stage of a child’s life, they become increasingly independent, 

the influence of peers increases in both positive and negative ways, and friendships evolve into more 

close, supportive, and communicative relationships 58. However, the study by Gough et al. (2020) 51 was 

based on a sample of 46 young carers and in the study by Pakenham et al. (2018) 52 the analyses were 

based on a non-random sample of adolescents. Thus, more studies, exploring the importance of social 

support from family and friends in relations to parental illness, are needed.   

 

School and educational institutions are important social environments for children’s and adolescents’ 

development and mental well-being, since they spend substantial proportion of their time there59. School 

climate may be described as the quality and character of school life, reflecting the norms, interpersonal 

relationships, teaching and learning practices, and organizational structures 59,60. A positive school cli-

mate has been related to academic performance, behavioral and social-emotional outcomes, life satisfac-

tion, and overall mental health among students 59–63. Teachers and student counsellors may be a source 

of support for students with an ill parent, but may also be role models and trusted adults outside the fam-

ily, which has shown to be an important factor among children at risk 64,65. Moreover, students may be 

more willing to seek help from a teacher or their student counsellor than, for instance, from their general 

practitioner, as adolescents are more willing to seek help from an established and trusted adult 66,67. The 
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potential supportive role of teachers and student counsellors has, to my knowledge, not been studied in 

relation to parental illness.  

 

In qualitative studies, seeking respite and creating a free space through e.g. leisure activities or school 

has been suggested as important to the well-being of children and adolescents living with parental seri-

ous illness 26,51,57,68,69. A review of the psychosocial impact of parental cancer supports the findings in 

qualitative studies, suggesting a positive effect of maintaining contact with peers and participating in 

leisure activities70. In a study among young carers attending college, school connectedness was posi-

tively associated with mental well-being 51.   

 

A potential buffering effect of school-related factors in relation to parental illness has, to the best of my 

knowledge, not previously been studied. However, a moderating effect of school climate has been inves-

tigated in relation to other home-related risks. A survey study among American high school students 

found that a positive school climate moderated the effect of high-risk family structure on self-reported 

grade point average 71. Among students in middle and high school, Hopson and Lee (2011) found a 

buffering effect of perceived school climate on problem behaviors in the presence of family poverty 72. 

Overall, there is a lack of studies based on random samples of children and adolescent, with statistical 

power to look into factors in the environment which might promote or protect the well-being of adoles-

cents experiencing parental illness.  
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3 Conceptual Framework  
This thesis focuses on the importance of environmental factors in bolstering well-being among adoles-

cents facing parental illness. The work is informed by an ecological perspective of resilience and the 

concept of subjective well-being.    

Resilience from a social ecological perspective  

Several definitions and understandings of the concept of resilience exist. However, most of them re-

volve around two main components: the exposure to risk or adversity and a positive adaptation or out-

come despite this exposure 73. The risk or adversity in relation to resilience has been conceptualized 

broadly in the literature, ranging from long-lasting daily stressors to major life events. Positive adapta-

tion should be viewed according to the nature of the adversity under study. Thus, the study of resilience 

seeks to understand why some individuals thrive despite substantial adversity in life 73. 

 

The concept of resilience and its use in research has been debated and questioned greatly. The under-

standing of resilience has shifted from a focus on the individual and the individual traits as the keys to 

positive adaptation to a more contextual understanding of resilience 74,75. Understanding resilience as a 

process of interaction between the individuals and their context, recognizing the complexity of interplay 

between person and environment in the process of growth was described by Ungar (2012) as a social 

ecological approach to resilience. Taking this approach, Ungar (2012) states that “[…] resilience is as, 

or more, dependent on the capacity of the individual’s physical and social ecology to potentiate positive 

development under stress than the capacity of individuals to exercise personal agency during their re-

covery from risk exposure” 75. Thus, resilience emerges in the combination of resources made available 

by the social ecology of the individual, e.g. family, school, government, and the individuals' ability to 

navigate their way to these resources 75. Resilience is not constant; it changes as the individual and the 

context change and thus one might be resilient in relation to a risk or adversity at one point in life and 

not at another time under different circumstances 74.   

 

Factors that may contribute to the process of positive adaptation are referred to as promotive and protec-

tive factors76. Promotive factors include factors which have a positive effect across levels of risk, di-

rectly affecting the outcome, whereas protective factors have differential effects among individuals at 

high and low risk, moderating the effect of the adversity on the outcome 74. In the comprehensive 
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research of promotive and protective factors, a supportive social network, a healthy relationship with 

parents, and effective parenting have shown to be some of the most dominant and influential factors for 

the adaptive capacity of the child facing adversity 74. Moreover, spare time activities and school con-

nectedness have also been found to enhance resilience, giving the children a sense of belonging, possi-

bly enhancing self-efficacy and self-esteem, and offering structure and a sense of normality 77,78.  

Papers II and III stand upon this perspective that the social environment, including school, family, and 

friends, play a major role in explaining variation across individuals’ adaptation in face of adversity such 

as serious parental illness 79.   

Subjective well-being and life satisfaction  

For some children, parental illness is a permanent life condition throughout childhood and, as previously 

described, may have long-lasting consequences for some children. However, the aim of research and 

practice should not only be to avoid mental illness and long-lasting negative consequences, but to ensure 

good mental health for all children facing parental illness. Only a few studies focused on outcomes such 

as well-being in relation to parental illness 80,81.  

 

In its Mental Health Action plan 2013-2020, the WHO states as one of the objectives: “Address the 

mental well-being of children when parents with severe illnesses (including those with mental disorders) 

are presenting for treatment at health services”, clearly recognizing the importance of promoting chil-

dren’s mental health when a parent becomes seriously ill 82. WHO describes mental health as more than 

the absence of mental illness, including the individuals’ realizations of their own abilities. Furthermore, 

the definition by WHO consist of two dimensions: an experienced dimension including how the individ-

uals feel about themselves and their lives; and a function dimension orientated towards how one func-

tions in everyday life 83. In relation to children, WHO focuses on developmental aspects, including so-

cial skills, management of thoughts and emotions, and acquisition of education 82.  

 

Subjective well-being is part of the emotional aspect of mental health and has long been recognized as 

an important component of a good life and optimal mental health. Subjective well-being is a multi-com-

ponent construct described as the cognitive and affective evaluation of life. The cognitive component of 

subjective well-being has often been identified as life satisfaction 84,85. Life satisfaction, as the individ-

ual’s overall evolution of their satisfaction with life, has been identified as an important indicator of a 

positive youth development. The affective component refers to the emotional experiences and moods 

and include pleasant (e.g. joy) and unpleasant states (e.g. anger, sadness) 85,86. Life satisfaction has 

shown to be relatively stable over time and at the same time sensitive enough to capture changes due to, 
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among other things, stressful life events. Therefore, life satisfaction has often been used in research in 

favor of measuring the affective component of subjective well-being, likely to be more time-varying and 

immediate 85. In Papers II, life satisfaction measured by the Cantril Ladder is the outcome under study. 

The 5-item Word Health Organization Well-being Index was used for the assessment of subjective well-

being in Paper III.  
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4 Methods  

In this chapter, I will give an overview of the data sources and methods used in the three papers. Paper I 

is primarily based on data from Danish registers and supplemented with data from the Danish Youth 

Study. Papers II and III are based on survey data from the Well-being Despite Study. Table 4.1 outlines 

the materials and methods used in each paper.  

 

Table 4.1 Methodological outline of Papers I, II, and III 
 Paper I Paper II Paper III 
Design Cross-sectional study  Cross-sectional study Cross-sectional study  
Data source  Danish national registers  

Danish National Youth 
Study 2014 (survey) 

Well-being Despite Study 
(survey) 

Well-being Despite Study 
(survey) 

Study  
population 

Register sample including 
20% of children born from 
1993-2013 linked to legal 
parents (n=274,927)  
63,437 participants of the 
Danish National Youth 
Study 2014 linked to regis-
ters  

9,565 adolescents who 
completed the Well-being 
Despite Study   

676 adolescents who com-
pleted the Well-being De-
spite Study and reported 
parental mental illness 
and/or physical illness 
with weekly impairment  

Exposure 
/promotive 
factors 

Not applicable  Parental physical and men-
tal illness 

Social support, leisure time 
activities, school experi-
ence  

Outcomes  Parental physical and  
mental illness 

Life satisfaction  
Use of student counsellors 

Subjective well-being  

Confounders  Not applicable  Family occupational social 
class, age, gender  

Family occupational social 
class, family structure, age, 
type of parental illness, 
physical illness of the ado-
lescent  

Potential  
effect  
modifiers  

Not applicable School-related factors  Not applicable  

Statistical 
methods  

Life-time prevalence 
Percentage agreement  

Multilevel logistic regres-
sion analysis  
Joint-effect analysis  

Multilevel logistic regres-
sion analysis 
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Setting  
Conducted in Denmark, the Danish Youth Study 2014 and the Well-being Despite Study both included 

data collected through the Danish education system. Primary and lower secondary school is compulsory 

in Denmark and constitute 10 years of schooling. The majority of children attend public schools (81% in 

2014). After completion of compulsory school, the majority of Danish youth attend either high school or 

a vocational education 87. In 2018, 71% of 25-year-olds had completed a youth education program 88. In 

Denmark, the education system offers free education for all.     

Register study (Paper I) 

Data sources  

In Paper I, I used data from Danish nationwide registers and The Danish National Youth Study 2014 89.  

 

Danish registers  

In Denmark, data from national registers covering the entire population over long periods of time is 

available for research. The Danish registers contain information about, among other things, a range of 

health-related outcomes, information on education, income, family structure, country of origin, and 

cause of death. The unique Personal Identification Number enables linkage across registers and between 

family members such as parents and children, offering a great opportunity to conduct epidemiological 

studies 90.  The registers used in this study to retrieve information about health, social, and demographic 

variables are described briefly in the following.  

 

The Danish Civil Registration System has since 1968 recorded information on gender, date and place 

of birth, citizenship, legal parents, siblings, vital status, place of residence, and spouses on all persons 

with permanent residence in Denmark 91.  

 

The Danish National Patient Register contains information on all inpatient and outpatient hospital 

contacts, including information on both physical and psychiatric diagnoses. Since 1994, diagnoses have 

been registered according to ICD-10 codes 92.  

 

The Danish Register of Causes of Death holds individual information on date of death, the underlying 

cause of death, and contributing causes of death for all Danish residents living and dying in Denmark, 
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Greenland, and the Faroe Islands since 1983. Since 1994, causes of death have been registered using 

ICD-10 93.  

 

The Danish National Health Service Register holds information on activities in the primary health 

care sector from 1990 and onwards. The information is provided by the health professional in the pri-

mary sector in relation to reimbursement from the Regional Health Administration 94.  

 

The Danish National Prescription Registry contains individual-level information on all dispensed 

prescriptions from Danish community pharmacies since 1994 95. 

 

The Population’s Education Register holds information on ongoing and completed education from 

preschool up to PhD level. In 2008, the register covered 96.4% of 15-69-year-old Danes 96.  

 

The Employment Classification Module, provided by Statistics Denmark, contains information on 

Danish residents with attachment to the labor market. Individuals are categorized as either employed, 

unemployed receiving transfer income, under education, on maternity/paternity/sick leave, on disability 

pension, retired, or unemployed for at least six months without receiving transfer income 90.  

 

The Danish National Youth Study 2014 

The Danish National Youth Study 2014 is a national survey conducted among students at high schools 

and vocational schools. The survey took place in 2014 and focused on a wide range of topics, including 

health behavior, mental health, social relations, family life, school life, and sociodemographic factors 89. 

The electronic questionnaire was completed in the classroom with a teacher present during a 45-minute 

school hour. Of the 137 invited high schools and 87 vocational schools, 119 and 83 schools participated, 

respectively. This resulted in 70,674 completed questionnaires from high school students and 5,179 

from vocational school students. The participation proportion at student level being 82% 89. 

Study populations  

Register sample  

Paper I is based on a random 20% sample of Danish children born between January 1, 1993 and Decem-

ber 31, 2013. The study sample comprised 279,274 children and youths aged 0-21 by September 2014. 

The full sample was used in the estimation of proportions exposed to parental illness, including children 

who lost a parent during the study period, as these children often have been exposed to parental illness 

prior to the death of the parent. Children who lost a parent before September 2014 (n=5,247) were 
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excluded from the analyses of the characteristics of children with an ill parent, as the characteristics may 

change due to the death of the parent. This resulted in a study sample of 274,027 children.    

 

The Danish National Youth Study 2014 

Paper I also included data from students participating in the Danish National Youth Study 2014, linked 

to registers using their unique Personal Identification Number. The study sample was restricted to stu-

dents with information on parental illness from the questionnaire and register information on all covari-

ates used in the analysis. Moreover, students who lost a parent before September 2014 were excluded. 

This resulted in a study sample of 63,437 participants from in the Danish National Youth Study 2014.  

Measures  

Assessment of parental illness  

Parental physical illness was defined as a legal parent having at least one registration in the Danish Na-

tional Patient Register between birth of the child until September 1st, 2014, with a primary or secondary 

diagnosis included in the Charlson Comorbidity Index 97. The included diagnoses are seen in Table 4.2.  

Parental mental illness was defined as at least one legal parent registered in the Danish National Patient 

Register with a mental diagnosis as a primary or secondary diagnosis (ICD-10: F04-F99). Dementia and 

Alzheimer diseases (ICD-10: F00-F003) were not included in the category of mental disorders, as these 

diagnoses were part of the Charlson Comorbidity Index (see table 4.2). Parental illness based on register 

data was categorized as 1) no ill parent, 2) physically ill parent(s), 3) mentally ill parent(s), or 4) physi-

cal and mentally ill parent(s). 
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Table 4.2* ICD-10 codes of diagnoses included in the Charlson Comorbidity Index  
 ICD-10 codes 

Myocardia infarct I21, I22, I252 

Congestive heart failure  I43, I50, I099, I110, I130, I132, I255, I420, I425-I429, P290 

Peripheral vascular disease  I70, I71, I731, I738, I739, I771, I790, I792, K551, K558, K559, Z958, Z959 

Cerebrovascular disease  G45, G46, I60-I69, H340 

Dementia and Alzheimer’s F00-F03, F051, G30, G311 

Chronic pulmonary disease J40-J47, J60-J67, I278, I279, J684, J701, J703 

Rheumatic disease M05, M06, M32-M34, M315, M351, M353, M360 

Peptic ulcer disease   K25-K28 

Mild liver disease 

 

B18, K73, K74, K700-K703, K709, K713-K715, K717, K760, K762-K764, 

K768, K769, Z944 

Diabetes, no chronic complications  E100, E101, E109-E111, E119- E121, E126, E128-E131, E139-E141, E149 

Hemiplegia or paraplegia  G81, G82, G041, G114, G801, G802, G830-G834, G839 

Renal failure  

 

I120, I131, N18, N19, N032-N037, N052-N057, N250, Z490, Z491, Z492, 

Z940, Z992 

Diabetes, chronic complications E102-E108, E112-E118, E122-E125, E127, E132-E138, E142- E148 

Cancer C00- C97 except C77-C80 and C44.  

Moderate/severe liver disease  K704, K711, K721, K729, K765, D766, K767, I850, I859, I864, I982 

Metastatic solid tumor  C77, C78, C79, C80 

AIDS/HIV  B20-B24 

* The table is reprinted from Paper I.  

 

In the Danish National Youth Study 2014 students were asked Have you experienced any of the follow-

ing: Serious illness or disability of a parent, the response categories being: no; yes, within the last year; 

yes, longer time ago. Students were then categorized into “ill parent: Yes/No”. To explore the agree-

ment and discrepancies between parental illness identified in registers and reported in the survey, I con-

structed a combined variable, categorizing the students into 1) no ill parent; 2) ill parent identified in 

registers and in the survey; 3) ill parent identified in register only; 4) ill parent identified in the survey 

only.     

Assessment of co-variates  

Variables used to characterize the children who have experienced parental illness included parental oc-

cupation and education, migration status, family structure, and physical and mental illness of the child. 

This information was retrieved from registers by September 2014. Information on educational level 

stem from The Population’s Education Register. Parental educational level constitutes the highest level 
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of completed education by either the mother or father, categorized into four groups: basic school; sec-

ondary school; vocational educational training; and higher education (short, medium, long, BA, PhD). 

Parental occupational status and use of transfer income was obtained from The Employment Classifica-

tion Module, Statistics Denmark, and categorized into 0, 1 or 2 parent(s) employed and 0, 1 or 2 par-

ent(s) receiving transfer income. Migration status stems from The Danish Civil Registration System. 

Children were categorized as having Danish origin (at least one parent born in Denmark), being a de-

scendant (born in Denmark, both parents born outside of Denmark), or an immigrant (child and parents 

born outside of Denmark). Information about parental death during the study period was retrieved form 

the Cause of Death Register. Information about parental use of primary health care, including use of 

general practitioner, specialist practice, psychiatrist, and psychologist was retrieved from the Danish Na-

tional Health Service Registry. The use of primary health care only included activities during the past 

year prior to data collection of the Danish National Youth Study 2014. Use of general practitioner was 

dichotomized as < 10 visits vs.  ≥ 10 visits, as an indication of more than average use of general practi-

tioner (average visits for Danish men: 5.6 and women: 8.498). Visits to specialist practices, psychiatrists, 

and psychologists were reported as at least one visit. Special practices included rheumatology, internal 

medicine, surgery, orthopedic surgery, and neurology. Visits to other practicing specialists, where the 

majority of patients are not expected to be seriously ill (e.g. ophthalmologist), were not included.  

Ethical considerations  

The study is declared to Statistics Denmark and the Research & Innovation Organization at the Univer-

sity of Southern Denmark (J. No.10.755). No formal ethical assessment or approval is needed for regis-

ter-based studies or questionnaire-based population studies in Denmark 90. However, the study was con-

ducted in concordance with The Danish Code of Conduct for Research Integrity 99. 

Survey studies (Papers II and III) 

Papers II and III are based on data from the Well-being Despite Study, described in the following.  

The Well-being Despite Study  

The purpose of the Well-being Despite Study was to create a scientific basis for interventions in the 

school and healthcare systems, ensuring that children and young people exposed to serious illness or 

death in the immediate family enjoy an everyday life which resembles that of other children as much as 

possible. The target groups were children and young people experiencing childhood adversities related 

to illness and death. In this thesis, I focus on children and young people who have a parent with serious 
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illness, chronic illness, or a disability. In the section ‘4.3.2 Questionnaire development’, target 

groups/populations refer to the target groups of the Well-being Despite Study.  

Part of the Well-being despite Study was to develop and conduct a survey, specifically developed to un-

cover the everyday life, challenges, and well-being of the target population. The thorough developmen-

tal process preceding the final questionnaire is described in the following section. I have been involved 

in the entire process, including development of the questionnaire, recruitment of participants, data man-

agement, and dissemination of results from the study.   

 

Qualitative interviews  

The first step was to gain insight into the challenges and experiences important to the everyday lives of 

the different target groups, from the perspective of the children themselves. Together with one other 

member of the research team, I conducted interviews with eight children and youths with a serious or 

chronic mentally or physically ill parent. Participants were primarily recruited through patient and inter-

est organizations. The interviews were guided by a semi-structured interview guide, supplemented with 

different interview techniques. We used photo elicitation to evoke emotions and memories, and to re-

move focus from the adolescents themselves 100. Participants were asked to group 10 photos into two 

stacks representing good or poor quality of life, including photos of nature, social activities, school etc. 

The aim was to stimulate reflection about their lives and shed light on what the adolescents found im-

portant to their quality of life. Moreover, participants were asked to rank nine everyday activities such 

as leisure time activities, hanging out with friends, participating in family gatherings etc. according to 

the importance of the activities in their lives. Lego minifigures were used among the youngest partici-

pants to illustrate situations and help them talk about, for instance, being with friends facing similar life 

conditions and being with friends who were not. The interviews were recorded, fully transcribed, and 

analyzed through systematic text condensation inspired by Kirsti Malterud101. The identified themes in-

formed the further development of the questionnaire.    

 

Expert panel  

A panel of experts holding experience with children and young people in the target groups were in-

cluded in the development of the questionnaire during several consultations. Inspired by the Delphi 

technique 102, the idea was that pooled experiences and knowledge from the target groups and profes-

sionals in contact with them exceeded the knowledge available to the researchers. The panel consisted 

of 31 experts, 12 within the field of illness and loss in the immediate family—including psychologists, 

nurses, parents, student counsellors, and teachers. The initial task of the panel was to consider which as-

pects of well-being and everyday life deemed particularly relevant to the target groups. Secondly, a draft 
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of the questionnaire was sent to the expert panel, who reviewed the questionnaire in relation to content, 

clear formulations, adequate response categories, handling of sensitive topics, etc. Based on feedback 

from the panel, we made alterations to the survey items before asking the panel to test the questionnaire 

and give their final feedback.  

 

Selecting and formulating items  

The inputs from the expert panel along with the qualitative themes emerging from the interviews and 

knowledge from prior studies informed the development of items in the questionnaire. In the develop-

ment of the items, we used the vocabulary of our target groups when meaningful. Whenever existing 

scales and items from related research aligned with our construct definition, these were adapted to this 

study. A substantial proportion of the included generic items originate from the Health Behaviour in 

School-aged Children (HBSC) 103. To enable comparison with children and youth not in the target 

groups and avoid variances in length of the survey, we strived to ask as many generic questions as pos-

sible and only included specific questions to the target groups when inevitable. 

 

Children’s and youth panels  

The next step in the development of the questionnaire included panels of children and adolescents from 

the different target groups. Participants in the panels filled in the questionnaire on a computer, as the 

participants in the final questionnaire survey would do. Then panel participants discussed their experi-

ence with members of the research team in relation to relevance of the items to the target groups and 

whether the questions were clear, unambiguous, and understood by the recipients as the researchers in-

tended. Moreover, we asked the panel to consider if any of the questions were perceived as offensive 

and if the they were able give meaningful responses to all questions. The purpose of the panels was to 

improve the face validity of the questionnaire and ensure appropriated formulations and questions in re-

lations to sensitive topics. A total of 17 children and young people participated, including nine children 

and young people with experiences of serious illness in the immediate family.  

 

Pilot testing 

The last step of the questionnaire development was to pilot test the questionnaire among students in dif-

ferent age groups and school settings. The questionnaire was pilot tested in primary schools, in two vo-

cational schools and among high school students. During the pilot tests, two researchers from the project 

group were present to observe the completion of the questionnaire, receive comments, answer questions 

from students, and to detect any practical problems with the survey. 
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Data collection  

From a complete list of all primary and secondary schools and youth education programs in Denmark, 

schools were randomly selected to be invited to participate in the survey. Thus, the target population of 

children with ill parents were not directly recruited, but part of a random sample of Danish children and 

young people. Schools were invited by an email to the principal, followed-up by a phone call if the 

school had not responded to the invitation within a week. The participation proportion at school level 

was 33%, the lowest among primary and secondary schools (19%) and the highest among high schools 

(59%). Among students at participating schools, the participation proportion was 67%. Data collection 

took place from September until November 2016. A total of 11,660 students from 1st grade to youth ed-

ucation programs completed the survey. In Papers II and III, we use data from 10,320 students in 7th 

grade and upwards, including students attending primary and lower secondary school, continuation 

schools, high schools, and vocational schools. Students completed the questionnaire online during 

school hours with a teacher present for support and questions. The questionnaire was available in text 

and audio version to increase accessibility to all students. The questionnaire took approximately 30 

minutes to complete.  

Study populations and measures  

In Paper II, the study population included all participants in the Well-being Despite Study with full in-

formation about exposure, outcome, and co-variates. A total of 724 respondents were excluded due to 

missing information on outcome, potential promotive factors, or co-variates (Figure 4.1), resulting in a 

study population of 9,565 adolescents. The mean age of the study population was 16.9 years (min: 12, 

max: 26) and 57.3% were female. Parental illness constituted the exposure variable. Categorization ac-

cording to parental illness was based on three questions. The presence of serious or chronic illness of a 

parent or stepparent, the specific illness, and a question concerning how often, the illness limited every-

day activities of the parent. Parents with a physical illness who are limited in everyday activities at least 

weekly, are referred to as functionally impaired. The question concerning functional impairment was 

only used in relation to parents with a physically illness, as the question is not very well suited to cap-

ture impairment by mental illness. Parental illness included illness among a mother, a father or a cohab-

iting stepparent; thus, each child could be exposed to more than one ill parent. Parental illness was cate-

gorized into the following categories:  

1) No ill parents 

2) One or multiple physically ill parents with no functional impairment 

3) One physically ill parent with functional impairment 
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4) One mentally ill or mentally and physically ill parent 

5) Multiple ill parents, at least one of them mentally ill or physically ill with functional impairment.  

The outcome measure used was life satisfaction, measured by a one-item version of the Cantril Ladder 
104,105. Respondents are presented with a picture of a ladder ranging from zero (worst possible life) to ten 

(best possible life) and asked where on the ladder they feel they stand at the moment. The responses 

were dichotomized into high and low life satisfaction; a score below 6 indicating the latter 105. In the ex-

ploration of the impact of school-related factors, we focus on students’ experiences of being part of the 

community in the classroom and their relationship with teachers (See Table 4.3). In relation to the con-

cept school climate, the factors included in this study relate to the connectedness and relationship com-

ponent of school climate and thus the study does not encompass the full concept of school climate 106. 

 

Based on results from Paper II, the study population in Paper III was restricted to adolescents who re-

ported having a physically ill parent impaired by illness at least once a week and adolescents having a 

mentally ill parent, as these groups had a significant and markedly increased risk of low life satisfaction. 

This resulted in a population of 753 students. Students with missing information on outcome, potential 

promotive factors, or co-variates were excluded, resulting in a final study sample of 676 adolescents 

(Figure 4.1). The mean age of the study population was 17.1 years (min: 12, max: 26) and 73.7% were 

female. The outcome, subjective well-being among the adolescents, was measured by the 5-item Word 

Health Organization Well-being Index (WHO-5). The WHO-5 consists of five positively phrased items 

adding up to a score ranging from 0 to 25. In order to obtain comparability with other health-related 

quality of life measures, the raw score is multiplied by four, resulting in a score ranging from 0-100 107. 

Moderate to high well-being was defined by a score of >50 107. The ten identified promotive factors, in-

vestigated in relation to well-being among adolescents with an ill parent, were related to social support, 

leisure time, and school experience, all situated at the family and community level. These factors were 

identified based on existing literature in the field and research within resilience of children and adoles-

cents. Social support in this thesis refers to questions concerning the adolescent’s perception of confi-

dentiality and availability of parents, perceived support from siblings, and whether they can count on 

friends during difficult times. Thus, social support in this thesis is not a complete measure encompass-

ing all aspects of this multidimensional and complex concept 108. Figure 4.1 illustrates the delineation of 

the study populations of Papers II and III. In Table 4.3, the items used in Papers II and III from the 

Well-being Despite questionnaire are described.
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Figure 4.1 Flow diagram of study populations for Papers II and III  
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Table 4.3 Overview of items from the Well-being Despite Study used in Paper II and Paper III.  
Measure Paper II Paper III Item wording  Operationalization 
Parental illness  x x Does any of the following persons have a seri-

ous illness, chronic illness, or a disability? 
Mom; dad; stepmom; stepdad; sibling; no.  

Type of illness x x What illness/disability does your 
mom/dad/stepparent have?  

Response categories: migraine or frequent headache; apoplexy; vis-
ual impairment; hearing impairment; spinal conditions; cancer; ar-
thritis; multiple sclerosis; mental illness (e.g. depression or anxi-
ety); heart disease; kidney disease; other illness/disability. The re-
sponse category other illness/disability was an open-ended ques-
tion, allowing the students to specify the parental illness.  

Impairment of 
illness 

x x Think about the past month. How often were 
your parent(s) unable to participate in activi-
ties because of his/her illness/disability? 

Dichotomized into seldom or never/less than once weekly vs. once 
a week/ 2-5 times weekly/ daily or almost daily/ several times a 
day.  

Life satisfac-
tion,  
The Cantril 
Ladder 

x  How are you doing at present? 10 means "the 
best possible life for you" and 0 means "the 
worst possible life for you".  

A score below 6 on was considered low life satisfaction.  

Well-being, 
WHO-5  
 

 x Over the past 2 weeks: 
1) I have felt cheerful and in good spirits 
2) I have felt calm and relaxed 
3) I have felt active and vigorous 
4) I woke up feeling fresh and well-rested 
5) My daily life has been filled with things 
that interest me.  

Each item was rated on a 6-point scale (5=all of the time, 4=most 
of the time, 3=more than half the time, 2=less than half the time, 
1=some of the time, 0=at no time. The total score was calculated 
by summarizing the scores of the five items and multiplied by four, 
range 0-100.  

School varia-
bles 

    

Trust in teachers  
 

x x I feel I can trust my teachers Dichotomized into strongly agree/agree vs. neither nor/ disagree/ 
strongly disagree 

Academic sup-
port from teach-
ers  

x  I wish the teachers at my school would ask 
more about how I am doing academically 

Dichotomized into strongly agree/agree vs. neither nor/ disagree/ 
strongly disagree 

Classroom  
community  

x x Do you feel part of the community in your 
school class? 

Dichotomized into always/most of the time vs. sometimes/seldom 
or never/there is no community. 

Overall school  
satisfaction 

 x My school is a nice place to be Dichotomized into strongly agree/agree vs. neither nor/ disagree/ 
strongly disagree 
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Student  
counsellor  
experience  

x  Have you talked to a school counsellor at the 
school about any specific challenges you have 
(e.g. your own illness or family illness)? 
 
If no: Would you like to talk to a student 
counsellor? 
 
If yes: I received good help / support from the 
student counsellor  
 

Dichotomized into yes, several times/yes, one time vs. no/ there is 
no student counsellor at my school. 
 
 
Response options: Yes; No; Undecided.  
 
Dichotomized into strongly agree/agree vs. neither nor/ disagree/ 
strongly disagree 

Social support      
Support from 
parents 

 x Who do you talk to when something is trou-
bling you or you are upset? 

A list of 16 persons, including mom, dad, stepmom, and stepdad. 
Students responding with mom, dad, stepmom, or stepdad were 
categorized as having confidentiality with parents. 

Support from 
parents  

 x How often is the following statement true: I 
can talk to my parents whenever I want to.  

Dichotomized into always/most of the time vs. seldom/never. 

Support from 
siblings 

 x My siblings help and support me a lot  Dichotomized into strongly agree/agree vs. neither nor/ disagree/ 
strongly disagree. 

Support from 
friends  

 x I can count on my friends when things go 
wrong. 

Dichotomized into strongly agree/agree vs. neither nor/ disagree/ 
strongly disagree. 

Leisure time      
Leisure time 
activities at least 
weekly  

 x How often do you do the following in your 
leisure time: 1) Sports (e.g. soccer, gymnas-
tics, dance, fitness), 2) Scouting, play in a 
band or an instrument, creative activities, or 
leisure time activities other than sports.  

Dichotomized into leisure time activity at least weekly vs. less than 
weekly. 

Enough time  
for myself  

 x I have enough time for myself Dichotomized into strongly agree/agree vs. neither nor/ disagree/ 
strongly disagree. 

Enough time 
for friends 

 x I have enough time to meet with my friends. Dichotomized into strongly agree/agree vs. neither nor/ disagree/ 
strongly disagree. 

Family  
structure  

 x With whom do you live? Students were categorized as living with both parents, in a single-
parent home, in a reconstructed family, or in other family structure 
(e.g., other family members, foster care, institution, living alone or 
missing). 
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Family  
socioeconomic  
position 
 

x x Does your mother/father have a job? 
If yes: 
Please write exactly what job he/she does. 
Please state his/her place of work.  

Parental occupation was coded into occupational social class, rang-
ing from I (high) to V (low), VI (financially inactive parents re-
ceiving transfer income), and VII (unclassifiable occupation, study-
ing, or missing). These categories were collapsed into four groups: 
high (I and II), medium (III and IV), low (V and VI), and unclassi-
fiable/students/missing (VII). Each student was categorized accord-
ing to the highest-ranking parent.  

Age  x x What year were you born? 
Your month of birth?  

Based on month and year of birth. Age in years was calculated at 
the time of data collection.  

Gender  x x Are you a boy or girl? Boy, girl, do not wish to respond. “Do not wish to respond” was 
coded as missing.  

Physical and  
mental/behav-
ioral illness 

x x Do you have…  Response options: asthma; allergy or hypersensitivity; migraine; 
disease of back, leg or arm (e.g. knee injury); migraine; vision or 
hearing disability (blind, visual impaired, deaf or hard of hearing), 
other physical (for example diabetes, epilepsy, arthritis or gastroin-
testinal disease), ADHD, OCD, depression, eating disorder and 
other mental (for example anxiety, autism and Asperger’s syn-
drome), other mental/behavioral, and I have no illness, diagnosis, 
or disability. Categorized into physical illness (yes/no) and men-
tal/behavioral illness (yes/no).  
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Selection of confounders  

Based on existing empirical studies and theoretical considerations, we identified variables with potential 

confounding effect in the association between the exposure(s) and outcome(s) under study. Moreover, in 

the selection of potential confounders we considered the timing of variables in relation to the occurrence 

of exposure and outcome. An overview of the identified variables is presented graphically in Figures 4.2 

and 4.3. In Paper II, the associations between parental illness, school-related factors and life satisfaction 

were adjusted for gender, age of the child, and family occupational social class. In Paper III, the identi-

fied confounders were physical illness of the child, family occupational social class, family structure, 

type of parental illness, and age. Moreover, the analyses were stratified by gender.   

 

Figure 4.2 Analytical model of the exposure, outcome, potential confounders, potential mediators, and 
potential effect modifiers in Paper II 
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Figure 4.3 Analytical model of the exposure, outcome, potential confounders, and potential mediators 
in Paper III 
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being the well-being of all Danish children and young people, with an additional focus on different ad-

versities in life relating to health and family.  

 

Parental illness and questions relating to the everyday life with an ill parent is a sensitive topic. This was 

of great concern to the researchers and therefore also an important focus in the development of the ques-

tionnaire. We specifically asked the children and adolescents on the children’s panels to identify topics 

too sensitive to cover in the questionnaire, offensive phrasings, etc. Moreover, teachers were encouraged 

to be aware of the students’ reactions during and after data collection. Additionally, teachers, parents, 

and students at youth educations were given contact information for relevant organizations offering sup-

port and counseling for the target groups of the study.     

Statistical methods  

In all three papers, the study population was presented using descriptive statistics including frequencies, 

means, and standard deviations.  

 

In Paper I, life-time prevalence of parental physical and mental illness was estimated according to the 

age of the children, categorized into four age groups of 0-<6 years old, 6-<12, 12-<17, and 17-<22. Dif-

ferences in characteristics between children with and without an ill parent were investigated by cross-

tabulations and Chi-square tests. Agreement between self-reported and register-based prevalence was 

explored using cross tabulations and 95% confidence intervals. The main analyses include life-time 

prevalence of parental illness identified in registers. Sensitivity analyses restricting the time-period in 

the register for identification of parental illness to five years prior to the data collection of the Danish 

National Youth Study 2014.  

 

In Papers II and III, multilevel logistic regression models were used for the analyses of associations be-

tween the exposure and outcomes. The multi-level approach was applied, as the assumption of inde-

pendent observations in standard regression analysis cannot be assumed when data has a hierarchical 

structure. In this case, students were nested within classes, which again were nested within schools. 

However, information on the organization of students in classes was not available in the data material. 

Schools were included as random effects in the analyses. All other variables were included as fixed ef-

fects at the individual level. The measures of association were first analyzed unadjusted, proceeding to 

confounder adjusted models. 
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In Paper II, potential effect modification was investigated by joint effect analyses and including interac-

tion terms into the regression model. In Paper III, a summative index was constructed, ranging from 0-

10 promotive factors. Based on the distribution of responses and statistical power, 0-5 promotive factors 

were collapsed into one category. The cumulative effect of promotive factors was explored by graphical 

illustration of the prevalence moderate to high well-being in relation to the number of promotive factors 

and through multilevel logistic regression analyses. In Papers II and III, several sensitivity analyses 

were performed to test the robustness of the associations, e.g. using an alternative outcome, changing 

the cut-offs for the applied outcomes, and adjustment for potential confounders.   

 

P-values below 0.05 were considered statistically significant in all analyses. All analyses in the theses 

were conducted using SAS Software version 9.4 (SAS Institute, Cary, NC, USA). 
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5 Summary of Results  

Prevalence of parental illness and characteristics of the children       
(Paper I) 

Using register data, the lifetime prevalence of parental physical illness was 14.5% and the prevalence of 

parental mental illness was 14.9% among children and adolescents aged 0-21 years. In total, 25.3% had 

experienced serious mental and/or physical illness of at least one parent during their lifetime, the preva-

lence increasing with age of the child (Figure 5.1). Among the 0-6-year-olds, 3.9% had experienced pa-

rental physical illness, 7.3% had experienced parental mental illness, and 0.8% had experienced both 

physical and mental illness of a parent, increasing to 16.8%, 12.2%, and 7.9%, respectively, among the 

17-21-year-olds. 

 

Figure 5.1 Life-time prevalence of parental illness based on register data. 
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children not identified as having an ill parent. The analyses also revealed that almost half of the children 

and adolescents who had experienced mental and physical illness of a parent lived in single-parent 

households, whereas this was the case for 18.6% of children with no ill parents. In total, 50.2% of the 

children with a mentally and physically ill parent, 65.8% of the children with a mentally ill parent, and 

78.8% of children with a physically ill parent lived with the ill parent. Physical and mental illness of the 

children themselves were more prevalent among all children and adolescents with an ill parent, most 

pronounced among children exposed to parental mental illness and children exposed to parental mental 

and physical illness.  

Parental illness identified in registers and in survey (Paper I) 

The analyses showed large discrepancies between parental illness identified using register data and sur-

vey data from the Danish Youth Study 2014. Among the 15-25-year old participants in the Danish 

Youth Study 2014, 15.6% reported serious parental illness in the survey and 29.3% were identified in 

the registers as having an ill parent. The proportion identified in the survey and in the registers consti-

tuted 9.1%. Moreover, 20.2% of the respondents did not report parental illness in the survey, yet they 

were categorized as having an ill parent based on hospital diagnoses from registers. Lastly, 6.6% re-

ported parental illness in the survey, but were not identified in the registers.      

 

Students identified as having an ill parent either in the survey, in the registers, or in the survey and in 

registers all differed from students without an ill parent in relation to socioeconomic characteristic and 

parental use of primary health care. Students with an ill parent, regardless of identification method, were 

more socioeconomically disadvantaged and their parents more frequently used primary healthcare ser-

vices. For instance, between 61.9% and 71.6% of the students with an ill parent had one or two parents 

with at least ten visits to the general practitioner during the past year, whereas this was the case for 

43.8% of the students with no ill parents.  

 

For the respondents who reported parental serious illness in the survey, but were not initially identified 

in the registers, because the parents did not have a mental diagnosis (ICD-10 F-diagnosis) or a diagnosis 

included in the Charlson Comorbidity Index, we looked into the register diagnoses not initially included. 

The parents had a broad range of diagnoses and we were not able to identify specific diagnoses which 

explained large proportion of the parental illness only identified in the survey.  

Figure 5.2 shows great variation in the proportion of self-reported parental illness between the hospital 

diagnoses identified in registers. Overall, among those with a register-identified parental illness, a 
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greater proportion of the female respondents than the male respondents had also reported parental seri-

ous illness in the survey. The highest agreement was seen for metastatic solid tumor; of the adolescents 

identified in the registers as having a parent with a metastatic solid tumor, 74.1% of the male respond-

ents and 81.8% of the female respondents reported parental illness in the survey. The poorest agreement 

was seen for mental illness, where 24.6% and 30.3% of the male and female respondents found to have 

a mentally ill parent in the register reported parental illness in the survey (Figure 5.2).   

 

Sensitivity analyses, restricting the period of parental illness in registers to five years before the survey 

took place, revealed that the proportion of students with a register diagnosis only was reduced by ap-

proximately 50%. Likewise, the proportion of students identified as having an ill parent in both data 

sources decreased by about three percentage points. The proportion of students who only self-identify as 

having an ill parent and the proportion identified in neither data source increased by three and ten per-

centage points, respectively.   



SUMMARY OF RESULTS 

39 
 

Figure 5.2* Proportion and 95% confidence intervals of the register-identified parental illness reported 
by students in the Danish National Youth Study 2014, by diagnosis and gender of the adolescent.   

 
* The figure is reprinted from Paper I.  
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Parental illness, life satisfaction, and the role of school-related factors 
(Paper II) 
Of the total study sample, 57% were female. Substantial gender differences were seen in the reporting of 

parental illness; a greater proportion of the female respondents reported illness of a parent. The propor-

tion of female respondents among the students in the different parental illness categories were as fol-

lows: physical ill with no impairment: 63.8%; physically ill, impaired: 68.6%; mentally ill: 74.6%; mul-

tiple ill parents: 81.4%; no ill parents: 55.3%.    

 

Multilevel analyses, adjusted for gender, age, and family occupational social class, showed significantly 

elevated odds of low life satisfaction among adolescents with an ill parent compared to adolescents with 

no ill parents. The OR was 1.70 (95% CI, 1.32-2-20) among adolescents with a physically ill parent 

with functional impairment, 2.6 (95% CI, 1.99-3.31) among adolescents with a mentally ill parent, and 

3.05 (95% CI, 2.12-4.38) among adolescents with more than one ill parent, compared to adolescents 

with no ill parents. Students with a physically ill parent who was not impaired at least weekly by the ill-

ness, did not differ significantly from students with no ill parents in relation to odds of low life satisfac-

tion, 1.20 (95% CI, 0.98-1.46). Poor student-teacher relations and not being part of the community in 

the classroom was also negatively associated with life satisfaction for both students with and without an 

ill parent. Moreover, adolescents who reported parental illness more frequently did not feel they were 

part of the classroom community. A greater proportion did not trust their teachers and were dissatisfied 

with the academic support from teachers, compared to adolescents who did not report parental illness 

(Figure 5.3). The greatest differences were seen between students with no ill parents and students with 

multiple ill parents or a mentally ill parent, whereas students with a physically ill parent, not impaired 

by the illness at least weekly, did not differ from students with no ill parents in proportion with negative 

school experiences.    
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Figure 5.3 Proportion of students with negative school experiences in relation to parental illness   

 
 

Figure 5.4 shows the OR of low life satisfaction by the combined effect of parental illness and school-

related factors, students with no ill parents and positive school experiences as the reference group. For 

the combined effect of trust in teachers and parental illness, the highest OR of low life satisfaction was 

seen among students who had a mentally ill parent and did not trust their teachers (OR, 5.9; CI 95%, 

4.2-8.3). Among students who were dissatisfied with the academic support from teachers, and students 

who did not feel as part of the community in the classroom, students with multiple ill parents had the 

highest OR of low life satisfaction. Overall, Figure 5.4 confirms the strong association between parental 

illness and life satisfactions, as well as the strong association between school-related factors and life sat-

isfaction. However, the parallel lines in all three charts indicate that the increase in OR by school-related 

factors is similar across parental illness status and thus that school-related factors does not buffer the ef-

fect of parental illness on life satisfaction.   
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Figure 5.4* Odds ratio of low life satisfaction by the combined effect of school-related factors and pa-
rental illness  

 
 

 

*The figure is reprinted from paper II 
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Use of student counsellor services   
Figure 5.5 illustrates the use of student counsellors. The inner circle is the number of students with and 

without an ill parent. The second circle illustrates the proportion who talked to a student counsellor 

about special challenges, e.g. illness in the family or personal illness among those with and without an 

ill parent, respectively. The outer circle shows the satisfaction with the student counsellor experience 

among those who talked to a student counsellor and the wishes in relation to future contact with a stu-

dent counsellor among those who had no prior experience. Students with an ill parent more frequently 

talked to their student counsellor. Most of these students found the student counsellor contact to be help-

ful. Moreover, one fourth of the students who did not talk to a student counsellor about special issues 

were undecided about their wish to talk to a student counsellor (Figure 5.5).  

 

Figure 5.5 Student counsellor experience among student with and without an ill parent.  
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Promotive factors in the social environment of adolescents facing pa-
rental illness (Paper III) 
In the study population of Paper III, which included adolescents reporting parental mental illness or 

physically impairing illness, a higher proportion of the male respondents had moderate to high well-be-

ing (73.5%) than female respondents (49.6%). Moreover, the gender differences in the reporting of pa-

rental illness in the Well-being Despite Study resulted in a study sample consisting of 75 % female re-

spondents.  

 

Investigating potential promotive factors in the social environment revealed a positive association be-

tween well-being among adolescents with an ill parent and each of the ten potentially promotive factors. 

The promotive factors were all part of the social ecology of the adolescents and included social support 

from parents and friends, an active leisure time, and positive school experiences (Figure 5.6). In relation 

to social support, the highest odds of moderate to high well-being was seen in male respondents who 

enjoyed support from friends (OR: 5.3, CI 95% 1.5-18.6). Among the factors related to leisure time, the 

highest odds ratios of moderate to high well-being were seen in relation to the feeling of having enough 

time for oneself, the OR being 3.7 among male respondents (CI 95% 1.8-7.7) and 2.9 (CI 95% 1.9-4.3) 

female respondent. Positive experiences in relation to all the included school-related factors resulted in 

at least a doubling of the odds of moderate to high well-being.   
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Figure 5.6* Odds ratios of moderate to high well-being among adolescents with an ill parent in the 
presence of the promotive factors: Social support, leisure time, and positive school experiences. 

 
*The figure is reprinted from paper III  
1Adjusted for family occupational social class, family structure, age, type of parental illness, and own physical illness. 
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39.7 (CI 95%, 11.6-136.2) among adolescents with ten promotive factors, compared to adolescents with 

five or less promotive factors.   
 

Figure 5.7* Prevalence and adjusted odds ratio of moderate to high well-being among adolescents with 
an ill parent, by the number of promotive factors  

 

*The figure is reprinted from Paper III 

1The promotive factors: Confidentiality with parents, availability of parents, support from friends, support from sib-

lings, leisure time activity weekly, enough time to myself, enough time for friends, trust in teachers, part of classroom 

community, and my school is a nice place to be.   
2 Adjusted for family occupational social class, family structure, age, type of parental illness, and own physical illness. 
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6  Discussion  
The three papers constituting the foundation of this thesis contribute with important knowledge regard-

ing the identification and characteristics of children living with an ill parent in Denmark. Furthermore, 

the findings of this thesis add to the literature about what might promote and protect well-being among 

adolescents affected by parental illness. In this chapter, I will outline the main findings of the three pa-

pers, discuss the findings in relation to existing literature, and summarize the methodological strengths 

and limitations.  

Main findings  

• In a register sample of Danish 0-21-year-olds, 25.3% were identified as having experienced serious 

parental mental or physical illness during their lifetime. Children experiencing parental illness more 

often had a physical or mental illness; more frequently lived in single-parent families; and had un-

employment parents and parents with low education. 

• Serious parental illness can be identified using register data and survey data; however, the two meth-

ods identify two different but partly overlapping populations of adolescents with an ill parent.     

• Parental illness was strongly associated with life satisfaction among adolescents. The strength of the 

association differed in relation to the type of illness (mental/physical), impairment by physical ill-

ness, and number of ill parents.  

• Adolescents with an ill parent more frequently reported a poor student-teacher relationship and not 

feeling as part of the community in the classroom; these factors were strongly related to life satisfac-

tion. 

• A larger proportion of adolescents with an ill parent had talked to a student counsellor about special 

challenges and the majority found it helpful. Still, a substantial proportion of all of the students were 

inconclusive about their wish to talk to a student counsellor. 

• Social support from parents and friends, an active leisure time, satisfaction with time available for 

oneself and for friends, and a positive school experience were all positively associated with subjec-

tive well-being among adolescents with a mentally or physically ill parent. The odds of moderate to 

high subjective well-being increased substantially by the number of these promotive factors present. 



DISCUSSION 

48 
 

Discussion of main findings 

Prevalence and characteristics of children with an ill parent  
We estimated a life-time register-based prevalence of parental physical illness of 14.5% and a preva-

lence of parental mental illness of 14.9% in a sample of 0-21-year-olds (Paper I). The prevalence in-

creased with age, especially in terms of parental physical illness, presumably because most mental ill-

nesses have their onset in childhood and early adulthood, i.e. before the child was born109. A Swedish 

register study of young peoples’ education in relation to experience of parental illness estimated a preva-

lence of 4.3% of maternal physical illness and 5.5% of paternal physical illness 20. The lower prevalence 

found in the Swedish study, compared with our study, may be due to the definition of parental physical 

illness as at least seven consecutive days of hospitalization and only including hospitalizations after the 

child graduated from compulsory school. The prevalence of parental mental illness has previously been 

estimated in several studies with great variation; the highest prevalence was estimated in a UK national 

cohort study of children aged 0-16 years with an overall life-time prevalence of maternal mental illness 

of 23.2% 14. The variation in prevalence of parental mental illness may be attributed to variation in defi-

nitions and assessment of parental mental illness. In the study by Abel et al. (2019) 14 identified mater-

nal mental illness based on diagnoses of a mental disorder, symptoms of a mental disorder, referral to 

psychiatric care services, and medical records of psychotropic medication. Moreover, variation exists as 

to whether the prevalence is a life-time prevalence or focuses on a shorter period of time. These varia-

tions complicate the comparison of prevalence estimates.  

 

Register-based analyses revealed substantial inequality between children with an ill parent and children 

without an ill parent with regards to parental educational level, number of employed parents, and num-

ber of parents receiving transfer income. Moreover, children identified as having an ill parent more fre-

quently lived in single-parent homes and had a higher prevalence of physical and mental illness, com-

pared to children without an ill parent. These findings are contradictory to previous studies of parental 

physical illness. A Danish register-based study of children experiencing parental cancer found higher 

parental educational levels among children with an ill parent compared to children who had not experi-

enced parental cancer 8. Another Danish study by Moberg et al. (2016) 16 found no differences in paren-

tal educational level in relation to parental multiple sclerosis. This might be due to variation in social 

inequality between different physical illnesses 110. For instance, a recent Danish report about the social 

inequality in health and illness demonstrated, based on educational level, low social inequality in inci-

dence of several types of cancer, musculoskeletal diagnoses, and cerebrovascular disease; and moderate 

to high inequality in occurrence of chronic obstructive pulmonary disease and diabetes, with higher 
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incidence among parents with short education 22. Moreover, the report showed that for some diagnoses, 

there may not be inequality in the incidence of illness across educational level; however; inequality may 

occur in relation to mortality and unemployment within the patient group. For instance, among patients 

with ischemic heart disease, a higher risk of unemployment and death within five years from time of di-

agnosis was seen among patients with lower educational levels 22. In a German survey-based study of 

chronic parental illness, the results showed lower parental employment rates among children with 

chronically ill parents, yet no difference in relation to parental educational level was found between 

children with and without a chronically ill parent 3. Nevertheless, the study in question may suffer from 

selection bias due to the non-random sampling of participants.    

 

Socioeconomic inequality in relation to parental mental illness has previously been shown in both regis-

ter 17 and survey studies 18. The elevated frequency of mental illnesses among children with a mentally 

ill parent was also seen in a Danish register study, which showed an increased risk of mental illness in 

childhood and adolescence among children with a parent suffering from serious mental illness 47. 

Identification of parental illness in registers and in survey  
The use of register data and survey data to identify serious parental illness yielded very different results 

with regards to overall prevalence and who were identified (Paper I). In the survey, 16.6% of the female 

respondents and 14.0% of the male respondents reported serious parental illness. The total prevalence of 

parental illness based on hospital diagnoses was 29.4%. The poor agreement between parental illness 

identified using register and survey data, respectively, was expected, as survey-reported parental illness 

relies on a subjective judgment of when a parent is seriously ill, whereas the parental illness identified in 

the registers is based on diagnoses applied in hospitals and with potentially significant variation with 

regards to severity within diagnosis. Moreover, a possible time gap between a register diagnosis and the 

completion of the questionnaire permits the ill parent to have recovered before the time of the question-

naire.  

 

Adolescents identified in registers as having an ill parent, and who also reported parental illness in the 

survey, were the most disadvantaged group with regard to socioeconomic position and had the highest 

parental use of primary health care services. This might indicate that adolescents identified in both reg-

isters and in the survey have the parents who are most likely to be impaired by their illness, which in 

turn means these adolescents are the ones most affected by the parental illness in their everyday lives. 

For adolescents identified in registers only, the results were similar in terms of parental use of primary 

healthcare services to adolescents identified as having an ill parent in both registers and in the survey. 
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On the other hand, parents of adolescents who self-identified as having an ill parent in surveys, but who 

were not found in registers, had a higher use of primary healthcare compared to adolescents without an 

ill parent. This indicates that ill parents only identified in registers and ill parents only identified in the 

survey do in fact have some kind of illness. Sensitivity analyses revealed that restricting the time period 

of parental diagnoses in registers to five years prior to survey completion markedly reduced the propor-

tion of students who were only identified in registers, yet also increased the proportion who only self-

identified as having an ill parent. 

Parental illness and life satisfaction among adolescents   
The negative effect of parental illness on life satisfaction is in line with previous studies of parental 

physical illness and different aspects of well-being of the children 4,81. Well-being and quality of life in 

relation to parental mental illness have not been given much attention, as most studies focus on the risk 

of more adverse outcomes such as the development of mental illness in the offspring 80. 

 

We found great variation in life satisfaction across the parental illness categories. Children with a men-

tally ill parent or multiple ill parents were identified as having the greatest risk of low life satisfaction. 

The few existing studies that include different types of parental illness, yield contradictory results. Some 

studies place children with a mentally ill parent at greater risk of negative outcomes than children with a 

physically ill parent 4,19, while Ireland & Pakenham (2010) 37 and Hagen et al. (2018) 38 did not find sup-

port for the hypothesis that parental mental illness is related to poorer adjustment among the offspring 

than parental physical illness. An elevated risk of adverse outcomes among children and adolescents 

with a mentally ill parent may partly be attributed to the heritability of mental illness 21. Moreover, chil-

dren who experience parental mental illness might be facing other adversities, as mental illness is re-

lated to alcohol and drug misuse and social deprivation 111,112. The result in this thesis also shows socio-

economic adversity of children facing parental illness in general; most pronounced among children with 

a mentally ill parent or multiple ill parents (Paper I). However, the analysis of the association between 

parental illness and life satisfaction was adjusted for socioeconomic position, and the differential effect 

between physical and mental parental illness remained (Paper II). In sensitivity analysis adjusting for 

mental illness of the adolescent, the difference in OR of low life satisfaction between adolescents report-

ing mental and physical parental illness also remained. Another possible mechanism explaining the dif-

ference in life satisfaction between adolescents with parental mental and physical illness is the stigma 

related to mental illness 113. This may prevent openness within the family about the illness and moreover 

be a barrier for receiving support from their social environment 56,114.   
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The effect of parental illness on life satisfaction also varied according to the degree of impairment due 

to the physical illness. No significant increase in odds of low life satisfaction was found for students 

with a physically ill parent, who was impaired by their illness less than weekly, whereas adolescents 

with a physically ill impaired parent, had an 70% higher odds of low life satisfaction compared to peers 

with no reported parental illness. Moreover, adolescents with a physically ill parent, who were impaired 

by their illness at least weekly, reported diagnoses similar to adolescents with a physically ill parent im-

paired less than once a week. For instance, the most frequently reported parental physical illnesses in 

both groups were spinal conditions (e.g. herniated disc), migraine or frequent headaches, arthritis, and 

cancer. This indicates that it is not the diagnosis of the parent that determines if the adolescent is af-

fected by parental illness, but rather the degree of impairment by the illness. This finding is in line with 

findings from Stoeckel & Weissbrod, who reported a negative association between the disruption by pa-

ternal illness on everyday life and depression, anxiety, and life satisfaction in adolescent offspring115.   

Gender of the adolescent  
In the Well-being Despite Study, we saw marked gender differences in the reporting of parental illness, 

with female respondents reporting parental illness more frequently than male respondents. This gender 

difference may be due to differences in the subjective perception of parental illness by male and female 

respondents. Previous studies have shown that female offspring take on more caring tasks in relation to 

parental illness than male respondents 32–34. Gender differences have also been seen in the adjustment of 

children and adolescents to parental illness 28,35–37, with girls having a higher risk of negative outcomes 

such a low level of physical and mental well-being 38. In a qualitative study investigating the coping in 

families with a parent affected by multiple sclerosis, gender differences in relation to coping were iden-

tified. Based on interviews with 52 families, the authors suggested that the avoidance from emotional 

involvement and a tendency to detach oneself from feelings related to the illness were possible mecha-

nisms behind the poor coping of male offspring 116. Gender differences in coping with parental illness 

could partly explain the gender differences in reporting of parental illness observed in the Well-being 

Despite Study.  

The social environment and well-being 
Papers II and III in were inspired by an ecological perspective of resilience. Moreover, the focus on 

well-being in this thesis aims to exceed the focus on mental illness and long-term consequences to a 

more general focus on the promotion of mental health 117. The results of the thesis align with the ecolog-

ical perspective of resilience and confirm the importance of factors in the environment, such as social 



DISCUSSION 

52 
 

support and positive experiences in school, for the well-being of adolescents growing up with a seri-

ously ill parent75.  

 

Social support  

We found a promotive effect of confidentiality with parents on subjective well-being in a population of 

adolescents with a mentally or physically ill parent (Paper III). This finding is consistent with factors 

identified as promotive for the adaptivity of children facing other adversities within the resilience re-

search74, and social support has also been found as promotive of well-being in studies among children 

affected by parental illness 51,81,118,119.  

 

When a parent becomes ill, the parent-child relationship may be challenged. The parental capacity of the 

ill parent can be compromised 120; the mental health of the co-parent is potentially also threatened 121; 

and the child may refrain from letting their parent(s) in on personal issues to spare them from worrying 
122. Thus, the important supportive relationship with parents may be threatened due to parental illness. In 

a report based on data from the Well-being Despite Study, data showed that adolescents with an ill par-

ent less frequently reported that their parents were available to offer help with homework and less fre-

quently felt that their parents always had the energy to take care of them, compared to their peers with 

no ill parent 123. Thus, parental support is undoubtedly very important, also for adolescents with an ill 

parent; however, this support might be threatened due to parental illness. Collishaw and colleagues 

(2016) identified emotional support from the healthy co-parent as a very strong predictor of mental 

health resilience among adolescents experiencing parental depression 118. We were unfortunately unable 

to make this distinction between support from the ill and healthy parent. In a Norwegian survey study, 

the presence of another adult, taking on responsibilities for siblings, domestic chores, and care of the ill 

parent were positively associated with quality of life among children with an ill parent undergoing treat-

ment for severe physical illness, mental illness, or substance abuse 28. The support from other adults in 

the social network should be studied further, as this information was not available in the data material 

used for this thesis.  

 

The positive association between social support from friends and well-being among adolescents is also 

in accordance with resilience research, identifying close and supportive friendships as an important pro-

motive factor. Only a few studies have included measures of social support from friends in relation to 

parental illness. In a study among adolescents experiencing recurrent parental depression, the authors 

found that parent-rated quality of peer relationship was positively associated with good mental health 
118. Social isolation has been associated with the poor adjustment of young carers, measured by the 
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Strengths and Difficulties Questionnaire 37. Moreover, studies have suggested that social support from 

peers is a crucial factor in the adjustment of parentally bereaved children 124. However, a qualitative 

studies of adolescents with a physically ill parent reported that parental illness may challenge friend-

ships, e.g. due to inappropriate reactions and insecurity among friends on how to respond 40,125. Thus, 

peer support is likely to be an important promotive factor of well-being among adolescents with an ill 

parent, however, may be difficult to obtain.  

 

School life  

Across parental illness status, support was found for the well-established association between a positive 

school environment and well-being and life satisfaction among adolescents 59,62,126. Adolescents with a 

mentally or a physically impaired ill parent had more negative school experiences than peers without an 

ill parent. This is in line with a qualitative study which found that young carers experienced difficulties 

in relation to school attendance, getting homework done, lack of support and understanding from teach-

ers, difficulties in relation to making and keeping friends, and being bullied 69. The lower frequency of 

trust in teachers and classroom connectedness among adolescents with an ill parent might reflect the dif-

ficulty in balancing a normal youth life while facing serious parental illness, which has been identified 

in several qualitative studies 26,30,31.  

 

In the analyses of promotive factors among adolescents with a mentally ill parent or a parent with a 

physically impairing illness, we also found a strong association between positive school experiences and 

subjective well-being. In a qualitative study including 51 young carers in Australia, the participants on 

the whole appreciated school, and school was perceived as a source of respite from home 69. No quanti-

tative studies were identified as investigating the promotive effects of school-related factors in a popula-

tion of adolescents with an ill parent. In a Swedish cohort study, positive experiences in school and lei-

sure time were found to be protective against social and material adversity among young people 78.  

School-related factors including the feeling of being part of the community in the classroom and having 

a trusting and supportive relationship with teachers, were not found to buffer the effect of parental ill-

ness on life satisfaction, which might be due to the measurement of the school-related factors individu-

ally and not as a complete measure of e.g. school climate. This is in line with resilience theory and re-

search recognizing the complex interaction between multiple promotive factors and possibly also multi-

ple risk factors 75. One positive school factor, e.g. trust in teachers, may not be enough to modify the 

negative effect of parental illness.  
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In relation to the use of student counsellors, the positive experiences among adolescents who had talked 

to a student counsellor about their difficulties and the large proportion of students who were inconclu-

sive about their wish to talk to a student counsellor indicate an uncertainty in relation to the role of the 

student counsellor (Paper II). In a Danish report uncovering the needs for student counseling at youth 

educations, survey data among youth education students revealed that the majority wished to have ac-

cess to student counseling at the school; half of the students acknowledged the importance of having 

student counseling include both counseling in relation education choices as well as personal issues; and 

one-fourth expressed a need for consultation in relation to personal problems. Moreover, the report re-

vealed that knowing the student counsellor, establishing contact shortly after the students’ enrollment, 

and ensuring continuous consultations are important for the usefulness of student counseling 127. Thus, 

student counsellors could be an untapped source of support for adolescents facing parental illness. 

 

Leisure time  

Participating in leisure time activities at least once a week and satisfaction with the time available to 

oneself and friends were also found to be positively associated with well-being among adolescents with 

an ill parent (Paper III). Qualitative research has suggested that for children with an ill parent, participat-

ing in leisure time activities is a source of respite and a free space from the situation at home 26,51,57,68,69. 

A break from the situation at home, allowing the adolescents to enjoy their youth, might be important in 

order to maintain good mental health of adolescents when a parent is seriously ill. However, attending 

afterschool activities has been reported as challenging for these adolescents, due to feelings of obliga-

tions at home 26,69. Among other things, leisure time activities included sports, and the positive associa-

tion between leisure time activities and well-being could partly be explained by the promotive effect of 

physical activity in relation to mental health 128. A positive effect of physical activity has moreover been 

found in adolescents experiencing parental depression 118.  

 

The positive relation between satisfaction with the time available for oneself and time for friends may 

reflect the adolescent’s perception of personal space and choices in relation to the responsibilities at 

home. Perceived choice in caregiving activities in relation to parental illness has been identified as an 

important factor in the adjustment of young carers; lower perceived choice being associated with poorer 

adjustment 37,129. Moreover, keeping contact with peers showed to be helpful70 among children experi-

encing parental cancer, and spending time with friends has been described as a means of distraction122.    

 

Multiple promotive factors  

Cumulative analyses revealed a dose-response association between the number of promotive factors and 
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well-being among adolescents with ill parents. The results remaining significant and strong after adjust-

ing for potential confounders (Paper III). This finding suggests that multiple promotive factors are re-

quired to obtain resilience among adolescents with a seriously ill parent, which supports a social ecolog-

ical perspective of resilience. In this perspective, the emergence of resilience depends on resources 

made available by the child’s environment, in addition to the interaction between the individual and the 

environment and between the different levels of the environment 75. Collishaw et al. (2016) 118 found 

that a combination of protective factors across different arenas was required to maintain good mental 

health in adolescents affected by recurrent parental depression. No other studies exploring the cumula-

tive effects of promotive factors among adolescents facing serious parental illness in general were iden-

tified. 

Methodological strengths and limitations 

Strengths in study design   
Paper I was based on a large, nationwide, randomly drawn register sample. The sample included chil-

dren independent of parental illness status, socioeconomic position, and whether the child attended a 

school or a youth education program. The register data allowed for linkage between children and parents 

and for the identification of parental illness from birth of the child until time of analyses, September 

2014. Moreover, the use of register data to identify parental illness reduced the risk of response bias. 

The combination of register data and survey data to explore the identification of serious parental illness 

is unique and provides valuable and new information on the usefulness of the different data sources.   

The Well-being Despite survey (Papers II and III) provided a unique source of data on parental illness, 

identifying children with an ill parent in a large (N=10,320) random sample of children and not through 

the ill parent, a patient organization, or a hospital ward. The random sample reduced the risk of selection 

bias and allowed for inclusion of both mental and physical parental illness. The sample size enables the 

study of separate associations according to the type of parental illness, degree of impairment by the pa-

rental physical illness, and number of ill parents. The thorough developmental process of the question-

naire in the Well-being Despite Study is another strength, increasing the face validity of the question-

naire. Integration of the questions regarding parental illness into a survey including a range of topics is 

likely to have reduced the risk of response bias. Moreover, generic questions, including subjective well-

being and life satisfaction, occurred before questions on parental illness to reduce the risk of question 

order bias.  
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Limitations in study design  
In Papers II and III, the cross-sectional design limits drawing conclusion concerning causality and only 

allows establishment of associations. However, the parental illness most likely affects the life satisfac-

tion of the offspring, yet it cannot be dismissed that low life satisfaction caused more adverse assess-

ment of school-related factors. Moreover, the associations between the potential promotive factors and 

subjective well-being might be bidirectional, as low subjective well-being could lead to e.g. social with-

drawal, resulting in less support from friends and a less active leisure time (Paper III).  

 

The multilevel analyses in Papers II and III take account of the hieratical structure of data, organized in 

schools. However, a lack of information about students organized in school classes hinders the inclusion 

of class level in the multilevel analyses. This information could potentially be important in the study of 

school-related factors, as for instance community in the classroom very likely varies between school 

classes. The lack of information about class-level may result in an underestimation of the standard error 

and an overestimation of the statistical significance.  

Measurement of exposure, outcome, and co-variates  
Parental illness  

To the best of our knowledge, no classification identifying serious parental illness in registers exists. 

The assessment of physical illness of a parent in registers was based on the Charlson Comorbidity In-

dex. In a recent Danish register study, the Charlson Comorbidity Index was also used as an indicator of 

life-threatening parental illness 130. The Charlson Comorbidity Index is a validated classification method 

developed to predict the risk of mortality 97. The conditions included in the Charlson Comorbidity Index 

were selected based on hospital chart reviews of 604 patients admitted to the New York Hospital in 

1983 and validated according to the ability to predict mortality among 685 breast cancer patients 131. 

Thus, the ICD-10 diagnoses included in the Charlson Comorbidity Index were selected based on their 

potential influence on mortality risk, and the Charlson Comorbidity Index must therefore be considered 

a sound method for identification of the most frequent serious illnesses. However, the diagnoses were 

not selected based on the impact on next of kin and does not include rare diagnoses and mental illness. 

Register-based mental illness of a parent was, in my study, based purely on ICD-10 diagnostic codes 

given in a hospital setting. This is likely to have resulted in an underestimation of parental mental ill-

ness, as moderate and mild mental illness is often treated in the primary sector132. Treatment of mental 

illness in the primary sector does not result in a register diagnosis, and thus only tells us that a personal 

has been in contact with e.g. a psychologist or psychiatrist. Therefore, this information was not included 

in the assessment of parental mental illness in the present study. However, the prevalence of parental 



DISCUSSION 

57 
 

mental illness of 14.9% is considered a good estimate of life-time prevalence of severe parental mental 

illness, as only severe mental illness results in a hospital diagnosis 132. Mental illnesses often develop in 

childhood and early adulthood 109. This presumably resulted in the misclassification of some parents as 

healthy, as diagnoses before the child was born were not included. Identification of parental illness 

based on hospital diagnoses in registers is, moreover, a crude measure of parental illness, as the severity 

and degree of impairment by the illness are not taken into account.  

 

The self-reported parental illness in the Danish National Youth Study 2014 89 (Paper I) was based on a 

single item, asking the students whether they had experienced serious illness of a parent or not. In the 

Well-being Despite survey, self-reported parental illness included a question concerning parental severe 

or chronic illness or disability, followed by questions about duration, time of onset, impairment by the 

illness, and type of illness (Papers II and III). The self-reported parental illness involves a subjective 

evaluation of when a parent is seriously or chronically ill. In relation to the impact of parental illness on 

the well-being of the offspring, a subjective measure of parental illness may be a more relevant measure 

than relying solely on diagnosis 7,121. For instance, Compas et al. (1994) 121 found that children’s subjec-

tive evaluation of parental illness severity was a stronger predictor of internalizing problems than objec-

tive measures of illness characteristics. Moreover, the self-report and open question concerning parental 

illness allowed for inclusion of rare diagnoses and illnesses treated in the primary sector which would 

not be identified using register information on parental illness. The wording of the items, including 

“chronic” and “severe” might however, not be suitable to capture parental mental illness. Taboo in rela-

tion to mental illness might result in parents not talking to their adolescents about their illness, and 

therefore the adolescents may not always be aware that the parent is ill. Taboo may also result in nondis-

closure of parental mental illness by the adolescent due to shame, potentially leading to misclassifica-

tion of parental mental illness 56,57. Due to statistical power, parental illness was categorized into broad 

categories, collapsing a continuum of illness, which may have resulted in averaging out significant dif-

ferential effects. Moreover, due to ethical considerations, information about the prognosis of the paren-

tal illness, potentially being life-threatening, was not available from the survey data.   

 

Outcome measures  

Assessing adolescents’ subjective well-being may serve as an early indicator of youth development and 

long-term psychosocial problems 85; however, the aim should not only be to avoid negative long-term 

consequences of parental illness, but to ensure high levels of well-being for all children and youths. 

Thus, studying promotive and predictive factors of subjective well-being among adolescents experienc-

ing serious parental illness is highly relevant in a public health perspective.  
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Life satisfaction was measured by the Cantril Ladder, a widely used instrument to assess the cognitive 

aspect of subjective well-being 104. Since 2002, an adapted version of the Cantril Ladder has been part of 

the HBSC 104,105. This validated, one-item version of the Cantril Ladder was the outcome measure of Pa-

per II 105.  The use of a generic outcome measure allowed for comparison between adolescents with and 

without an ill parent. Moreover, the Cantril Ladder is easy to administrate and can quickly be completed 

by the respondent. In Paper III, the WHO-5 Well-being index was the outcome measure. The WHO-5 is 

a short, generic, and validated instrument to assess subjective psychological well-being 107,133. The in-

strument is widely used across study fields and has especially been applied as a screening tool for de-

pression. However, the WHO-5 is a general measure of subjective well-being and does not simply re-

flect the absence of depressive symptoms 133. Using two different outcome measures of well-being sub-

stantiates the results, for instance the association between school-related factors and well-being.  

 

Measuring of co-variates  

Items measuring the socioeconomic background, school-related variables, social support, and leisure 

time were developed for the Well-being Despite Study or originate from the Health Behaviour in 

School-aged Children (HBSC) 103. The assessment of school-related factors individually might explain  

the lack of effect modification, as having a trusting relationship with teachers may not be sufficient to 

buffer the negative impact of parental illness if the adolescent at the same time is not a part of the com-

munity in the class. A validated measuring that combined the individual school-related factors into a to-

tal measuring of school experience, would have been interesting. Moreover, using a validated measuring 

of social support, such as the Child and Adolescent Social Support Scale 134, rather than individual indi-

cators of social support, would have been preferable. Due to multiple target populations in the Well-be-

ing Despite Study the questionnaire was quite extensive and such comprehensive scales were not possi-

ble to include. On the contrary, the analyses of single indicators of e.g. school-related factors provides 

more detailed information about which factors are important in relation to the well-being of adolescents 

in facing parental illness.  

Confounding  
The association between parental illness and life satisfaction, studied in Paper II, was adjusted for age, 

gender, and family occupational social class, as these variables are likely to affect both the occurrence 

of parental illness and life satisfaction of the adolescent. Family occupational social class was used as an 

indicator of socioeconomic position, as socioeconomic position has been associated with the risk of ill-

ness 22 and life satisfaction135. However, family occupational social class is only one aspect of 
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socioeconomic position, which, for instance, does not capture the educational aspect of socioeconomic 

position. Moreover, that the families’ occupational social class was based on self-report by the adoles-

cents poses a risk of information bias. However, studies have shown that children and adolescents are a 

valid source of information about parents’ occupation 136,137.These potential measurement errors may 

have resulted in residual confounding by socioeconomic position. The association between parental ill-

ness and life satisfaction was, moreover, adjusted for age and gender of the adolescent. Age and gender 

are suspected to affect the reporting of parental illness as well as life satisfaction, resulting in differential 

misclassification. In the reporting of parental illness, adolescents who are highly involved in caring ac-

tivities may be more aware of the parental illness and thus more likely to report parental illness than ad-

olescents who have no caring responsibilities.  

 

In Paper III, the analyses of potential promotive factors among adolescents with an ill parent were ad-

justed for physical illness of the child, family occupational social class, family structure, type of parental 

illness, and age. As studies of potential promotive and protective factors in relation to parental illness 

among adolescents are limited, it is likely that some unidentified as well as unmeasured confounders ex-

ist. The extent and nature of caregiving is likely to have an impact on, for instance, relationship with 

peers and time available for oneself. Moreover, caring activities are also likely to be associated with 

well-being32 and thus may be an unmeasured cofounder in this study. Sensitivity analyses adjusting for 

indicators of perceived caring responsibility in relation to the ill parent and frequency of household ac-

tivities did, however, not alter the associations found between promotive factors and well-being. An-

other potential unmeasured confounder is the coping and mental state of the ill parent and the co-parent. 

The mental state of a physically ill parent may affect their ability to offer social support, the opportunity 

for the child to participate in leisure time activities, etc. and moreover be associated with the child’s 

well-being. However, we believe that the most profound confounders have been adjusted for and thus, 

that the impact of residual and unmeasured confounding on the estimated is limited.  

Generalizability   
The estimated prevalence and characteristic of children with an ill parent are based on a randomly 

drawn register sample, allowing for generalization of the results to all Danish children (Paper I). In the 

Danish National Youth Study 2014, used in the exploration of parental illness detected in registers and 

survey, respectively, the distribution of students from high schools and vocational educations did not 

reflect the distribution in the general population. In the study sample, there was a great over-representa-

tion of high school students and the survey did not include adolescents not attending an education. This 

might have influenced the results, if parents of the participants in the Danish National Youth Study 
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differ in relation to prevalence and type of parental illness and, moreover, if the response pattern of 

young people attending a youth education differs from young people not attending an education pro-

gram. 

  

The Well-being Despite Study included a nationwide and large sample of Danish adolescents, represent-

ing all school settings in the Danish education system targeted at adolescents. However, high school stu-

dents constituted the majority of respondents, and the study sample may therefore only be considered 

representative of Danish high school students. However, the associations estimated are likely to be gen-

eralizable to Danish adolescents in other school settings. For instance, the promotive effect of support 

from friends is likely to be found among adolescents in other school settings as well. Additionally, ado-

lescents not attending a youth education program were not part of the Well-being Despite Study (Papers 

II and III). Adolescents outside the educational system are likely to differ from those attending a youth 

education program. That is to say: Adolescents most affected by parental illness may risk not having the 

necessary resources to attend a youth education program. However, 79% of Danish young people aged 

18-25 had completed or were attending a youth education program in 2016 138.  
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7 Conclusions and 
Implications  

With the studies included in this thesis, I aimed to contribute with information about characteristics of 

children who experience parental illness during childhood and explore different methods to identify pa-

rental illness. More than one-fourth of Danish children and young people (0-21 years) have experienced 

parental physical or mental illness, based on register data. These children are more often socially disad-

vantaged, live in single-parent households, and have a physical or mental illness than children without 

an ill parent. The result of this thesis suggests that adolescents who self-report parental illness do indeed 

have an ill parent, even if we did not identify parental illness in the registers; impairment by parental 

physical illness might be more relevant than measuring parental illness solely based on hospital diagno-

ses. Moreover, the analyses indicate that not all cases of parental illness are captured in surveys. For in-

stance, register data might be a better source of information of parental severe mental illness, although a 

survey question more specifically addressing mental illness of a parent, would probably increase the 

self-reporting of parental mental illness. 

 

Parental illness was found to be strongly associated with life satisfaction among adolescents. The type 

of parental illness (physical or mental), degree of impairment by the illness, and number of ill parents 

showed to important factors in relation to the impact on the adolescent; adolescents with a mentally ill 

parent and multiple ill parents were affected the most.  

 

The studies in thesis move beyond focusing on the individual and bring attention to the opportunities to 

influence well-being of adolescents facing parental illness though the environment. School-related fac-

tors are important for the well-being of all adolescents; however, negative school experiences were more 

frequent among students with an ill parent. Leisure time activities, time for friends and oneself, and so-

cial support from parents and friends were also identified as important factors in the environment, possi-

bly enhancing the resilience of adolescents experiencing parental illness. My results suggest that having 

more promotive factors strongly increased the likelihood of maintaining good well-being and support 

the socio ecological perspective of resilience in this population.  
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Implications for research  
The discrepancies found between parental illness identified in registers and reported by adolescents in 

the survey call for studies refining methods for identification of parental illness. The questions about pa-

rental mental illness, as well as measures of impairment by illness, should be developed further and vali-

dated using qualitative methods to gain insight into potential barriers related to reporting parental mental 

illness in a survey. In register-based studies of parental illness, it might be beneficial to evaluate each 

diagnosis in relation to the potential impact on the children in collaboration with relevant health profes-

sionals, and moreover combine information about diagnosis, timing, number and duration of hospitali-

zation, and records of pharmaceuticals into a comorbidity index of parental illness.  

 

The impact of impairment by parental illness should moreover be investigated further, including an ex-

ploration of the impact of impairment by parental mental illness on the well-being of the children. More-

over, the mechanisms behind the gender difference in reporting of parental illness and exploration of 

potential gender differences in the adaption to parental illness should be explored in future studies.      

 

In Paper II, we investigated school-related factors individually. However, as indicated in the cumulative 

analyses of Paper III, a single factor may not be sufficient to promote or protect the well-being of an ad-

olescent facing parental illness. Effect modification by a positive school environment should thus be in-

vestigated further by employing a more comprehensive and validated measure of the school environ-

ment, including all aspects of the school environment.  

 

The co-existence of and interaction between promotive factors in relation to resilience among adoles-

cents with a seriously ill parent should be investigated further using longitudinal data. Identifying other 

potentially promotive and protective factors and exploring the underlying mechanisms through qualita-

tive as well as quantitative studies would be enlightening. For instance, in light of the potential threat of 

the social support from parents in homes facing serious illness, it would be interesting to explore the 

promotive or protective effect of a supportive relationship with other significant adults, as well as stud-

ies distinguishing between support from the ill parent and the co-parent. Considering the importance of 

friendships and peers in adolescence, studies exploring the role of support from friends and potential 

barriers in offering support, from the perspective of friends, would be very enlightening. Lastly, the po-

tential of student counsellors should be explored.  
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Implications for practice  
The considerable number of children experiencing parental illness during their childhood, the social ine-

quality observed in relation to parental illness, and the elevated risk of poor well-being in relation to pa-

rental illness should make these children a high-priority group for politicians and health promotion plan-

ners. In future planning of interventions targeted towards adolescents with an ill parent, the immediate 

environment should be put into play, including school, friends, and leisure time activities. Teachers and 

school staff should be aware of the apparent difficulties in the children’s relationships with teachers and 

peers when a parent becomes ill and take responsibility in maintaining or establishing a trustful relation 

with the child. The positive experience among students who have talked to a student counsellor and the 

large proportion of students, undecided about whether they want to talk to a student counsellor, indicate 

an unredeemed potential of student counsellors as a prospective source of support for students with an 

ill parent. Moreover, the results of the thesis suggest that enabling children with an ill parent to partici-

pate in leisure time activities and spend time with friends is important. Families should thus be sup-

ported to ensure that leisure time activities are possible in practical terms and in relation to the child’s 

potentially perceived responsibility towards the ill parent.   

 

Additionally, the results advocate for interventions to target multiple promotive factors across different 

environmental levels simultaneously. Moreover, this result underlines the need for active involvement 

and support from all arenas in the immediate surrounding of a family facing parental illness. The ob-

served gender variance in the reporting of parental illness might suggest a need for differentiating inter-

ventions for boys and girls with an ill parent. Additionally, future interventions and allocation of re-

sources for this target group should consider focusing on impairment and potential interruption of every-

day life caused by parental illness, rather than on the specific diagnoses of the parent.  

As a closing comment, allow me to quote two young women with experiences of parental illness, who 

enlightened this work and confirm the importance of a supportive environment.   

 

   “Having an adult who knew how I felt made me feel safe in school.” (23-year-old woman, parentally     

   bereaved following illness) 

 

   “I always think it helped when my friends knew. […] then they can sit down with me without under-

standing what we're talking about, but they understand if you are extra vulnerable or if you worry a 

little too much.” (20-year-old woman, mentally ill parent).  
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