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Cancer is a widespread phenomenon. Each year, tens of thousands of people in 

the Netherlands are diagnosed with the disease (Comprehensive Cancer Center, 2010a) 

and the forecast is that this will only increase as the population ages. Between the first 

suspicion of cancer and the completion of treatment, there is much uncertainty. 

Diagnostics need to be performed; treatment must be chosen and administered. As 

technology progresses, diagnoses can be made more confidently and quickly. Treatment 

advances, such as the introduction of targeted therapies, have improved patient 

outcomes Side effects differ from previous ones due to chemotherapy, and instead of 

serious effects during a relatively short period of treatment, targeted agents may lead to 

less serious, but more chronic toxicity, Survival rates improve every year. Nevertheless, 

the medical profession can offer no guarantees. The type of cancer and stage at diagnosis, 

combined with the patient’s overall health determine the patient’s odds for successfully 

combating this disease.  

 

Impact on patient 

Cancer and the medical treatments used to battle the disease can have a serious 

effect on a patient’s quality of life. The disease can cause patients to endure pain, fever, 

extreme fatigue, or weight loss. Recovery from surgery can sometimes be long. Effects of 

chemotherapy and radiation such as fatigue can last months. The treatments and their 

side effects have both short and long term physical consequences for a patient. The 

diagnosis and treatment have been found to affect patients’ psychosocial functioning as 

well. There is a well-established link between stressful events and mental health problems 

(Taylor, 2003). A diagnosis of cancer can be viewed as a major life event; the following 

period of treatment can been seen as a chronic stressor (Hoekstra-Weebers, 2000). These 

negative stressors can impact a patient’s psychological functioning. A considerable 

number of patients experience depression or anxiety (Fang et al., 2001; Given et al., 1993; 

Tagay et al., 2006). Some experience symptoms similar to post-traumatic stress. The 

impact during the first year after diagnosis seems to be the strongest (Gazendam-Donofrio 

et al., 2009). According to literature, psychosocial dysfunction decreases over time. 

However, an estimated 25-40% of patients still experiences problems at a clinically 

elevated level years after treatment (Tuinman et al., 2008) 

Research has shown that younger patients report more psychological problems 

than older patients (Parker et al., 2003). Younger patients seem to have higher rates of 

depression and anxiety and also cope with worse QoL. It may be that cancer during later 

stages of life is seen as more natural or “normal”. Cancer at a younger age may bring up 

stronger existential issues. Because younger patients are usually still actively employed 

and may still be building their career, juggling domestic life with career and social 
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responsibilities, the disruptions brought about by the treatment and its’ effects may be 

more devastating. 

 

Impact on family members 

Many of these people have families, meaning that the effects of the illness will be 

even more far-reaching, since whatever affects an individual family member affects the 

entire family (Carter & McGoldrick, 1989). Spouses of cancer patients have been 

extensively studied (Baider et al., 1998; Giese-Davis et al., 2000; Hodges et al., 2005; Keller 

et al., 1996; Manne et al., 2004; Manne, 1998; Northouse et al., 2002; Tuinman et al., 

2006). It has been shown that spouses are also deeply affected by the patient’s disease 

and that they report experiencing as much stress as the patient (Baider et al., 1996). 

Research has shown that some female partners report even more stress than patients 

(Hagedoorn et al., 2008). Spouses’ lives can be disrupted by changes in their role as 

partner. They may have to take on different tasks in the household, taking on more 

domestic responsibilities or may have to relegate domestic responsibilities and become 

the family breadwinner.   

Approximately 10,000 people with young children or adolescents living at home 

are diagnosed each year (Comprehensive Cancer Center, 2010a). In this demographic, 

cancer is more often prevalent in women (Comprehensive Cancer Center, 2010b). Almost 

two-thirds of cancer patients between 30 and 60 are female. This implies that in many 

families confronted with cancer, it is the mother who is ill. In Dutch families, parent roles 

are still conservative (Sociaal Cultureel Planbureau, 2010). Much of the child-rearing and 

household responsibilities fall on the mother’s shoulders. An ill mother may have a deep 

impact on the family as tasks may have to be reassigned and family members’ roles 

change. On the other hand, a father with cancer can put a financial strain on the family 

since in the Netherlands the mother’s career often takes a backseat while the children are 

young. Many mothers choose to work less or sometimes even stop working altogether. An 

ill breadwinner may seriously affect the family’s finances. 

 

Theory 

Rolland developed a model to provide a framework for evaluating how families 

deal with chronic illness (Rolland, 2005). The Family Systems model was adapted for 

families who are coping with an illness. The Family Systems Illness model can help explain 

how individual and family development and the family’s belief system play a role in the 

level of impact the disease has on the family. During the acute phase of the disease, 

shortly after diagnosis and while the patient is undergoing treatment, the family is 

challenged with reorganizing in the short term and becoming flexible so that they can deal 
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with treatment and the psychosocial demands of the illness (Rolland, 2005). Later, during 

the chronic phase, a key task is to try to maintain a normal life. In families coping with a 

terminal illness, family members are faced with the process of letting go and, eventually, 

family reorganization.  

The effect that the cancer has on the family may be affected by the phase the 

family is currently in. Family life-cycle models describe typical characteristics of the family 

and demands that a particular developmental stage may have on the family members 

(Carter & McGoldrick, 1989). One possible explanation for the finding that younger 

patients and spouses are affected psychologically more seriously by cancer than older 

patients may be because of a clash between family life cycle demands and illness demands 

(Rolland, 1989). In young families with adolescent children, for example, the clash 

between the move toward autonomy and looser family bonds and the need for a cohesive 

family unit during the acute phase of the illness could result in family dysfunction. A family 

who was in a centrifugal phase is thrown back into a more centripetal phase inconsistent 

with their family life cycle phase (Rolland, 1989).  

 During recent years family resilience has become subject of further study (Walsh, 

1996; Walsh, 2003), that is to focus on strengths in order to understand why some family 

members adjust well during adversity. This study focused on exploring risk factors in order 

to help identify family members who may experience problems and could benefit from 

additional professional help. 

 

Current thesis 

The project from which this dissertation stems began in 2001. Two studies were 

conducted. A cross-sectional study of families who had first been confronted with cancer 

one year to five years previously was performed. Families were asked by oncology staff to 

fill in questionnaires one time. The second study was longitudinal. Recently diagnosed 

patients and their families were approached and asked to participate by filling in 

questionnaires at three points during the first year.  

The first analyses of our data explored the children’s functioning (Huizinga, 2006; 

Visser et al., 2005). The prevalence of emotional and behavioral problems and 

psychological distress was examined and possible risk factors were analyzed. While these 

analyses gave important new insights into the impact that parental cancer has on the 

children, there was still much left to explore with regard to parents’ functioning. Much 

previous research has focused on older couples, as cancer is more prevalent at a later age. 

Information about patients and spouses in this demographic has been lacking, especially 

data on male patients and their spouses. Also, data on the children, especially as it relates 
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to the parents, was not yet analyzed. Therefore, this dissertation, encompassing the 

following topics was written. 

The main aims of this dissertation are: 1) to examine the parents’ and children’s 

functioning and 2) to explore relationships between characteristics of the family members 

and the parents’ and children’s functioning. 

 

Outline 

Chapter 2 is an investigation into the parents’ quality of life (i.e., their physical 

and psychosocial functioning and stress response symptoms) in the period of one year to 

five years after diagnosis and an exploration of relationships between the parents’ QoL 

and the children’s functioning. Chapter 3 is a study of the parents’ QoL during the first 

year and an examination of parent-child communication patterns and the relationship 

between parents’ QoL and communication with the children. In Chapter 4, the 

adolescents’ emotional reactions to their parent’s cancer during the first year and in the 

period of one to five years after diagnosis are examined. Additionally, how the 

adolescents’ emotional reactions relate to their functioning is explored. In Chapter 5, the 

focus is on the family environment as viewed by parents and children. Also evaluated are 

discrepancies in parents’ and adolescents’ views and examine relationships between the 

adolescents’ functioning and the family environment. Chapter 6 covers a different subject; 

participants for this study were primarily recruited by medical staff during a hospital visit. 

After media coverage of this project, some families approached the research team and 

asked to participate. In this chapter, characteristics of both groups are explored in order to 

investigate to what extent participants recruited through different sources can be 

considered similar. Chapter 7 discusses the main findings of this dissertation and 

summarizes the dissertation. Finally, Chapter 8 summarizes the dissertation in Dutch.  
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