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1Introduction

Various studies have shown that stressful events in a family can cause functioning

disorders in children.1 The consequences of divorce for children have been given

much attention2,3 as have parents with complaints of depression.4 Increasingly, there

is a focus on the consequences for a child of having a parent with a physical illness.

Lately there have been publications about the consequences for children of a par-

ent with multiple sclerosis,5,6 cerebrovascular accident,7 epilepsy,8 inflammatory

bowel disease9 and human immunodeficiency virus.10,11 The publications show that

these children run a higher risk of developing emotional and behavioural problems

than children of healthy parents. The problem risk, however, depends on various ill-

ness-related, individual and family variables.12-15

Chronic diseases can vary in the effects they have on children by variation in onset

(acute/gradual), course (progressive, constant or episodic/recurrent), outcome

(fatal/shortened life expectancy/no long-term consequences) and individual restric-

tions.15 Irrespective of the type of illness individual characteristics of parent and

child (age/gender) and family characteristics (parenting/family relationships) might

correlate with children’s functioning.12,13

So far no research has been performed in the Netherlands into the functioning of

children of a parent diagnosed with cancer. This thesis focuses on the consequences

of the diagnosis cancer and its treatment for the functioning of children. In this

chapter the medical and psychosocial consequences of the diagnosis and treatment

of cancer for the parent will be discussed. Using the system theory as model, the

possible influence of the event on the patient and also on other family members,

will be described. Finally an outline of this thesis is presented.
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Medical aspects of cancer

More than 72,000 people were diagnosed with cancer in the Netherlands in 2003.16

About 9000 of them have children living at home.17 Approximately sixty-five per-

cent of the patients in this age group is female. Breast cancer has the highest preva-

lence in women between 30 and 60 years of age. In men in the age range 30 to 44

years testicular cancer has the highest prevalence and between 45 and 60 years of

age the diagnosis lung cancer scores highest.16 The treatment of cancer can be sur-

gery, chemotherapy, radiotherapy, hormonal therapy, immunotherapy or a combina-

tion of these treatments. The treatment chosen depends on the type of cancer, the

phase of the illness and the general condition of the patient. The patient can expe-

rience physical problems such as fatigue, malaise, loss of appetite and pain com-

plaints as a consequence of the illness. The treatment, in particular in case of com-

bined treatment, can have a large impact on the patient’s functioning. An operation

may lead to permanent mutilation (amputation of the breast) or handicap (stoma).

Radiotherapy may cause fatigue, nausea, skin problems, diarrhoea and loss of hair,

depending on the radiation field. Chemotherapy often involves fatigue, loss of hair,

mucositis, nausea and vomiting. It can cause bone marrow damage in such a way

that the defence against infections decreases. In some cases the treatment may lead

to concentration problems and loss of memory. The first year after diagnosis is

often characterized by diagnostic examinations followed by one or more treatment

modalities. After this first year most of the acute side-effects associated with the

treatment received have disappeared. Results of previous research among patients

younger than 65 years of age show however that eight years after diagnosis these

patients still reported physical problems and limitations in social activities.18 A

report of the Netherlands Institute for Research on Health Care (NIVEL) showed

that 20-40% of the people were suffering from fatigue that seriously impedes daily

functioning years after they were diagnosed with cancer.19

Early diagnosis and improvements in treatment have increased the survival rate of

many patients in the past 30-35 years. In 1998 the mean five-year survival of all
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types of cancer and for all ages totals about 54% and this survival rate still increas-

es.20 The survival rate of cancer patients however strongly depends on the type of

cancer and the phase in which the cancer is diagnosed. The 5-years survival rate of

breast cancer patient in the Netherlands is approximately 80%.21 Young women

often have a more aggressive type of cancer than elderly women which makes the

survival rate in the first group lower.22 Men with testicular cancer have a five-year

survival rate of approximately 95%, whereas lung cancer patients have only a 18%

survival rate.21

Psychosocial consequences

Cancer has a high impact on the patient’s psychosocial functioning. A considerable

part of the patients confronted with cancer experience depression, anxiety and/or

stress.23,24 The percentage of patients having clinically elevated levels of psycholog-

ical distress appeared to be dependent on the type of cancer and varied from 13%

in testicular patients25 to 30% in gynaecological cancer patients and 43% in lung

cancer patients.24 Patients may lose trust in their bodies and experience uncertainty

about the future. Although most studies show that the seriousness of the problems

decreases over time,26 a considerable part of the patients (15-25%) still experiences

problems years after diagnosis.27,28 The capacity of persons to adapt to the illness

and its treatment, under similar circumstances, can vary individually. Factors such

as, personality, social support received, coping, but also illness related variables

such as time since diagnosis, treatment and phase of illness26,29-31 may affect the per-

son’s adaptation capacity. Younger patients prove to have more psychosocial prob-

lems when having cancer than older patients.18,32,33 The confrontation with a serious

illnesses seems to cause a greater disruption of everyday lives of younger persons,

both occupationally and socially, than that of older persons. Parents with children

living at home worry about the consequences of the event for the children and may

experience feelings of imperfection as to their parental tasks.34 By far the most stud-
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ies have been performed on the psychological consequences of breast cancer in

women. Next to that, research often focuses on other homogeneous groups of can-

cer patients such as prostate and testicular cancer patients. Only few studies have

compared differences between male and female parents in the impact of the cancer

diagnosis. In general, no gender differences were found.23,24 If differences were

found these were attributed to ‘confounding effects’ such as age or variation in

types of cancer and prognosis.35 There are indications that psychological distress

depends on the phase of the illness and the treatment the patient had undergone.

Highest distress was found in the acute phase of the illness and in people who had

received higher doses of chemotherapy and experienced more side-effects.36 Other

studies have found that a higher prevalence rate of depression was found among

patients in an advanced phase of cancer than in patients in the onset phase.26,37 On

the other hand there are also studies that found that illness-related characteristics

and psychosocial functioning were unrelated. 25,38

Family system theory 

The diagnosis cancer not only has consequences for the patient’s life but also for

the other family members. In the system theory families are seen as hierarchically

organised systems, comprising subsystems (parent-child relationship, marital rela-

tionship). Every individual in a family is both a system in itself and a subsystem of

the family total. The hypothesis of this theory is that an event in the life of a mem-

ber of a family can also touch the lives and plans for the future of other family

members. 

The spouse was found to experience as much stress as the patient23,39 and in the

spouse as well problems may continue to exist for a long time.40 Spouses of women

with breast cancer proved to be worried about the physical problems of their wives

and about sexual intimacy, about the unpredictability of the illness and the disrup-

tion of the personal and family life.41 In case of the patient being parent of young
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children living at home household tasks and child care often fall to the responsibil-

ity of the spouse. 

For children the confrontation with cancer means that parents and family prove not

to be as inviolable as always thought. The illness often leads to many changes in

family life.42 In particular shortly after diagnosis and during treatment ‘cancer’ will

be very prominently present in family life. In this phase the patient, but the healthy

parent as well, can be less accessible for children. Tasks and responsibilities with-

in the family may have to be rearranged. Children are confronted with the possibil-

ity of death of the parent. Various emotions such as fear, sorrow and anger may

arise.42 Children may experience the fear of losing the parent or of becoming ill

themselves.43 Anger may result from the feeling of injustice of the parent having

cancer, which disrupts family life, or from feeling abandoned now that all attention

focuses on the parent.44 On the other hand they may experience impotence when

facing the fact that they can do nothing for the parent in pain or the sick parent.

Children may have feelings of guilt, thinking that they are the cause of the illness

or they may feel responsible personally for the parent being quickly irritated or pay-

ing less attention to them.43 Children often find it very hard to explain their feelings

or to talk about their concerns related to the illness of their parent. Children do not

easily express their sorrow, fear, anger and worry verbally, they more often express

themselves by complaints of a physical nature, sleeplessness, withdrawal or aggres-

sive behaviour and irritability.43

Phase of illness

Rolland developed the family system health model to help explain family adapta-

tion to serious illness as a developmental process over time. This model hypothe-

sizes a variation in demands upon the family members in the various phases of the

illness (crisis, adaptation and terminal phase).15 The crisis phase, the period shortly

after diagnosis and during treatment is often seen as a stressful period.46 This phase

is characterized by an abrupt disruption of day-to-day life. Its life threatening char-

acter disrupts plans for the future. Acute anticipating decisions must be made about

18



treatments and hospital admissions and the subsequent high impact on emotions

and practical affairs. The period of time and the intensity of the treatment and

prevalence of complications influence the restrictions a parent experiences and the

demands upon the family member.47

The adaptation phase comes after treatment. Sometimes the patient’s condition

improves in this phase, sometimes the cancer can lead to permanent restrictions and

family members will be confronted with changes in lifestyle and role patterns. In

case of a recurrence, a family is again confronted with often physically and emo-

tionally distressing treatments. Again fear and uncertainty will come up about the

effect of the treatment and often families have to face a worse prognosis.46

In the terminal phase, family members must come to terms with the death of the

patient, a loss that may have been more or less anticipated. The physical condition

of the patient worsens and in general family members will have to take on more

care tasks.46,48

Developmental phase of the family

The phases of the illness, according to Rolland, interact with the developmental

phase of the individual family member and with the family as a unity.15 These phas-

es are often characterized by means of the children’s age and the subsequent

changes in family life. Preschool children (2-5 yrs) are not yet familiar with the

concept of life and death. To these children the absence of the parent and the dis-

ruption of the family routine in particular have the largest impact. Children in this

age group moreover are totally dependent on the parental care. Families with chil-

dren in this age group face the task of continuation of care for the children. When

a parent is (temporarily) not capable of giving this care, ways and means to substi-

tute this care will have to be found. 

Primary school children (6-11 yrs) are more self-reliant already and function more

independently from the parents. Children of this age have a social network of their

own outside the family, in school and with friends. One of the most important tasks

in this phase is the developing of social and cognitive skills. A parent with cancer
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to them mostly brings about worries about the day-to-day functioning of the fami-

ly and the consequences for their own life.49 Children in this age group may feel

guilty about causing the illness of their parent themselves or feel personally respon-

sible when the parent is quickly irritated or angry. They may think that cancer, just

as a cold, is contagious, and avoid contact with the parent. 

Adolescents (12-18 yrs) are physically and psychologically breaking away from the

parent and developing their own identity. Adolescents are cognitively and emotion-

ally further developed than younger children and have a very good notion of the

concept of life and death and they consequently have more empathy with the par-

ent. Another characteristic of this phase is that in general adolescents are sooner

involved in taking over the tasks of the parent and the care of the siblings. These

tasks may conflict with the developmental task to break away from the parent and

to become more autonomous.42,49,50

To summarize, the consequence of the diagnosis cancer in a parent for children

depends on their age-related developmental needs and the possibilities to realise

them.51

The current study

Background

The first studies that focus on the consequences for children of a parent with can-

cer were published some thirty years ago.52,53 Not until the past ten years there has

been any serious attention for this group of children. 23,47 Although in the United

States and in Canada various studies have been performed investigating the conse-

quences of the diagnosis cancer in a parent for children, in the Netherlands no

research has been performed in this field. This is the subject of this thesis. The con-

ceptual framework presented in Figure 1 hypothesizes first of all that the diagnosis

cancer in a parent has consequences for the functioning of children. And it hypoth-

esizes that the reason why some children experience more problems than others
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may correlate with the following factors: a) Illness-related variables. As described

earlier in this chapter the impact of the illness on children may depend on a variety

of illness-related characteristics. The period shortly after diagnosis is often hectic

and brings more uncertainty than the period after treatment when families try to

pick up their ‘normal’ life. Parents may experience more restrictions when treat-

ment takes longer and is more intensive with more complications. In this situation

the demands on the other family members will increase as well. In case of recur-

rence a family is confronted again with the illness, the impact of treatment and the

often subsequent worse prognosis. b) Characteristics of the parent/spouse. Whether

it is the father or the mother having cancer can have different consequences for the

child. In Dutch families there often is a traditional role pattern between fathers and

mothers, the mother mainly taking care of the household tasks and the care for the

children.54 In case of the mother being diagnosed with cancer there will have to be

a restructuring of household and child care tasks. Next there is the hypothesis that

the gender of the parent interacts with the gender of the children. One study has

shown that children of the same gender as the diseased parent are more problem-

prone because they identify with this parent.55 Little research has been done into

other demographic variables such as age and educational level of the parent. The

quality of life a parent experiences as a result of illness and treatment, but also the

quality of life of the spouse are considered factors playing an important part in the

adaptation capacities of children.12,56,57 c) Characteristics of the child. As seen in the

previous paragraph the consequences of the diagnosis cancer in a parent can vary

per age group. Therefore the age factor is important and should be included.

Although most studies do not include the gender factor where emotional and behav-

ioural functioning after a stressful event is concerned, those who did so have shown

that girls are more vulnerable.23,58 Also, the differences between children in person-

ality might affect the way in which they handle stress.59,60 The relationship between

the functioning of children and the personality of children has not previously been

studied in children of a parent with cancer. d) Family structure. Being able to cope

with a high impact event may depend on the family structure, such as one or two
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parent families, number of children in a family and the child’s position in the fam-

ily. The more family members the more the opportunities to distribute the practical-

ities of family life and the better the chance of family member support. e) Stressful

life events. Having experienced more negative life events may have a cumulative

effect and enlarge the chance of psychosocial problems.1 The hypothesis therefore

is that in situations where the parent is diagnosed with cancer and family members

face several recent stressful events the chance of problems in children is larger.

These stressful events can be related to the cancer, e.g. financial problems, or non-

related, such as illness of another family or loss of a friend. 

Aim of the thesis

The main purposes of this thesis are:

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,

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

demographics and quality of life; illness-related variables, and experienced life

events.

Two studies were performed: a prospective, longitudinal study and a cross-section-

al study. The first study was executed among families with a parent recently diag-

nosed with cancer. Family members were asked to fill out a questionnaire three

times during the first year after diagnosis. The second study focused on families

one to five years after the cancer diagnosis in the parent. These families were asked

to fill out a questionnaire once. In both studies families were only approached when

the parent had an expected survival time of at least one year. 
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Outline

Chapter 2 contains a review of all English language studies published between

1980 and 2004 on children of a parent diagnosed with cancer and on variables

affecting children’s functioning. Chapter 3 investigates the emotional and behav-

ioural functioning of Dutch children whose parent was diagnosed with cancer one

to five years previously by comparing them with norm group children. Information

on child functioning was obtained from multiple sources. The effects of the child’s

age and gender, ill parent’s gender and illness related variables on child’s function-

ing were examined. Attention is paid also to the extent to which different inform-

ants agree or differ in their perception of the functioning of children. The impact of

ill parents’ demographics, family characteristics, illness-related variables, as well as

both parents’ physical and mental functioning on the functioning of children, was

the focus of chapter 4. Chapter 5 describes the effect of temperament on adoles-

cent’s psychosocial functioning, in addition to the effects of socio-demographics,

illness-related variables and number of negative life events children experienced

during the year prior to assessment. In chapter 6 the prevalence of emotional and

behavioural problems in children during the first year after the parent’s cancer diag-

nosis is explored. Chapter 7 discusses the most important findings of this thesis.

Methodological shortcomings and limitations are discussed and implications for

clinical practice and future research are offered. Chapters 8 and 9 summarize the

findings presented in the various chapters in English and Dutch, respectively.   

23



24

Figure 1: Conceptual model
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