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8 Summary

The prevalence rate of cancer is high. In the Netherlands in 2003 more than 72,000

people were diagnosed with cancer. About 9,000 of them are estimated to have chil-

dren living at home. The diagnosis cancer in a parent is an event that affects all fam-

ily members and confronts them with the fragility of life. The months following are

often dominated by diagnostic examinations and one or more treatment modalities.

In this period the strain and the uncertainty about the effectivity of the treatment and

the survival chances for the patient will prevail. The patient, but the spouse/partner

as well, faces the challenge of having to adapt to the menace of the illness and to the

physical and emotional consequences that go with the illness and the treatments.

Moreover, parents who have children living at home must find a manner to combine

the consequences of the illness with housekeeping and parenting tasks. 

This dissertation explores the impact of parental cancer on the functioning of chil-

dren. The research consists of two parts. Firstly, a cross-sectional study, in which

families 1 to 5 years after the cancer diagnosis were approached to participate. Two

hundred and five families approached in the hospital and 89 families who had con-

tacted the researchers in response to media attention participated in the study.

Secondly, a longitudinal, prospective study aimed at families during the first year

after diagnosis. These families were asked to participate at three moments; within

four months after the diagnosis, and 6 and 12 months afterwards. One hundred and

twelve families participated in this study. The family system theory was used to place

the parental cancer within a larger context. The system theory hypothesizes that an

event touching one family member will impact other family members as well. The

impact the event has for children may depend on characteristics of the illness, the

child, the parents and the family. 

167



The main purposes of this dissertation were:

1. To examine the prevalence of emotional and behavioural problems in primary school

(aged 4-11 years) and adolescent (aged 12-18 years) sons and daughters of a parent

diagnosed with cancer, by comparing them to children not confronted with cancer in a

parent. 

2. To investigate risk factors for the prevalence of problems in children, namely the

child’s socio-demographic variables and temperament; ill parent’s and spouse’s demo-

graphics and quality of life; illness-related variables, and experienced life events.

Chapter 2 contains a literature review examining the functioning of children whose par-

ent was diagnosed with cancer and the relationship between the prevalence of problems

and characteristics of the child, the parent and the family. The search was aimed at

English language studies published between January 1980 and March 2004 and result-

ed in fifty-two studies addressing the psychosocial functioning of children aged 0-20

years. The studies varied in design: fourteen studies used a quantitative design, eighteen

a qualitative design and thirteen a combination of the two. Seven studies involved an

intervention study. The results of almost all quantitative studies showed emotional prob-

lems in adolescent children (≥12 years), in particular in adolescent daughters of ill

mothers. Evidence of emotional problems in primary school children (4-11 years) was

lacking in almost all quantitative studies. Qualitative studies however found emotional

problems in children of all ages. Quantitative studies generally showed no behavioural

and social problems, whereas qualitative studies found behaviour problems in primary

school children and social and cognitive problems in children of all ages. A few of these

studies paid attention to the impact of characteristics of the child, the parent or the fam-

ily. The most consistent variables related to child functioning appeared to be parental

psychological functioning, marital satisfaction and family communication. A better

parental functioning, more marital satisfaction and a better communication within the

family decreased the problems in children. The limited number of intervention studies

directed to the needs of children and their families reported positive effects, such as less

anxiety and better communication. However, because the studies are not randomized

168



clinical trials results may not be considered as evidence-based. The conclusion therefore

can be that high quality research is needed to examine the problems in children when

their parent is diagnosed with cancer. 

Chapter 3 describes the prevalence of emotional and behavioural problems in 336 chil-

dren 4 to 18 years of age, from 186 families in which a parent had been diagnosed with

cancer between 1 to 5 years prior to study entry. To get a comprehensive picture of child

functioning parents with cancer and their spouses were asked to complete a question-

naire on the functioning of their children and children from the age of 11 years and older

were asked to complete a self-report questionnaire. The prevalence of problems in chil-

dren was compared with that of children in a randomly selected Dutch sample. The

results showed that primary school sons and adolescent daughters experienced more

problems than their peers. Although the adolescent daughters were also in earlier stud-

ies identified as vulnerable, this was not earlier found for sons of the primary school age.

Except for the effects of age and gender of children, the gender of the parent appeared

important as well. Previous studies identified children of ill mothers in particular as vul-

nerable. In the current study however children of ill fathers appeared to have more prob-

lems than those of ill mothers. Adolescent sons and daughters seemed to have more

problems when the parent had experienced a recurrence of the illness or had received a

more intensive treatment, whereas this was not found for time since diagnosis and dura-

tion of treatment. No relationships were found for illness-related variables and the

prevalence of problems in primary school children. Finally, a moderate to high corre-

spondence was found between the reports of fathers and mothers on their children’s

functioning, whereas this was low to moderate between parents and children.

Nevertheless mothers reported a level of problems in their children comparable to what

the children reported themselves, whereas fathers reported a lower level of problems

than their children. Results suggest that subgroups of children of a parent diagnosed

with cancer are at risk for emotional problems. The perception of child’s functioning

and potential influencing variables varied according to informants.

Chapter 4 discusses the extent to which the characteristics of parents diagnosed with

cancer and those of the partner were related to the prevalence of emotional and behav-
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ioural problems in children. Attention is paid to the effects of socio-demographic 

variables, characteristics of the illness, physical and mental functioning of the parents

on the prevalence of problems in children. The study is based on the reports of 180 par-

ents 1 to 5 years after the cancer diagnosis and those of their 145 partners. These par-

ents reported on 114 primary school children and 222 adolescents. Results show that

primary school children experienced more emotional and behavioural problems when

living in a single parent family, had no or fewer siblings or were the oldest child, where-

as this was not found for adolescents. Adolescents’ functioning was more affected when

ill parents experienced treatment complications. Moreover, a decrease in ill parents’

physical functioning affected primary school daughters and adolescents, and adoles-

cents were also affected by the mental health of ill parents. Problems of ill fathers did

not have a different impact on children than those of ill mothers. Spouses’ physical lim-

itations were indicative for problems in primary school children, whereas a worsening

parental mental health was indicative for problems in adolescents. These results empha-

size that family- and illness-related variables and the functioning of parents may affect

the problems children experience. Which characteristics have the higher impact depends

on the age of children. 

Chapter 5 pays attention to the relationships between temperament and the prevalence

of emotional and behavioural problems in adolescents, 1 to 5 years after the cancer diag-

nosis. Results are based on 340 adolescents and their 212 parents diagnosed with can-

cer. To get an accurate picture of the relationships between temperament and the preva-

lence of problems, we controlled for socio-demographic and illness-related variables

and the number of life-events that were experienced in the year before study participa-

tion. The extent of problems appeared not related to the age and educational level of the

child or parent. More problems were reported in case of recurrent disease and an

increasing number of negative life events experienced by children and parents. Over and

above the effect of these factors, temperament affected also the prevalence of problems

in children, particularly when problems were reported by children themselves. Shyness

and fear/worry were strongest related to emotional problems. Furthermore, emotional

problems were related to frustration and perceptual sensitivity in the reports of children
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and to pleasure intensity in the reports of parents. Behavioural problems were associat-

ed with effortful control, and only in children’s reports with frustration. The results of

this study suggest that temperament is an important predictor of the prevalence of prob-

lems in children. 

The results of chapter 6 are based on the information obtained from the prospective, lon-

gitudinal study. This study was performed to gain insight in the extent of emotional and

behavioural problems shortly after the cancer diagnosis and in the changes of these

problems during the first year. Results are based only on those families who participat-

ed at the three measurements, namely on those who completed questionnaires within

four months after the cancer diagnosis and 6 and 12 months later. Sixty nine parents

with cancer and 57 spouses reported on the prevalence of emotional and behavioural

problems in 57 primary school children and 66 adolescents. Adolescents completed

questionnaires on their own functioning. The prevalence of problems was compared

with the problems reported in the cross-sectional study (Chapter 3) and the norm group.

According to mean scores, children were reported to have a similar or even a lower level

of problems than the two reference groups. Scores on the individual level however

showed that one of four or five children appeared to have clinically-elevated scores. The

number of these children decreased during the year. High levels of agreement were

found between fathers and mothers on the level of problems in primary school children

and adolescent sons, but the agreement was low for adolescent daughters. Levels of

agreement between fathers and adolescents were low, but was higher between mothers

and daughters. The outcomes suggest that most children do not experience more prob-

lems during the first year after the parent’s diagnosis than children in the retrospective

study or the norm group. However, the non-response at the start of the study and the

drop out of children during the study, may have led to a selection bias. This suggests that

the results of the current study give an underrepresentation of the extent of problems in

children in this situation.  

Chapter 7 describes and discusses the main findings of this dissertation. Methodological

limitations are discussed. Recommendations are made for future research and for health

care workers who are working with families in which a parent is diagnosed with cancer. 
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