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Chapter 7 

 

 

 

Main findings, methodological considerations and  
views on clinical implications and future directions 
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No one exists in isolation. The family is an ever-developing, constantly evolving 

system in which members have an impact on and are impacted by each other. Families 

confronted with an illness such as cancer are additionally impacted by the disease. In this 

dissertation, families with children living at home were examined; specifically, how 

parents and children function when confronted with cancer. Additionally, the children’s 

emotional reactions, parent-child communication and family environment were examined 

and relationships between those characteristics and family members’ functioning were 

explored. In this chapter, I want to summarize and discuss the main findings of this 

dissertation, briefly touch on methodological considerations and share thoughts on 

implications for clinical practice and future directions. 

 

Family members’ functioning 

Physically, patients report functioning fairly normally during the first six months 

after their diagnosis. When they were assessed at one year after diagnosis, their physical 

quality of life was lower than the norm, but this difference was not clinically significant. In 

the period of one year to five years after diagnosis, patients’ physical functioning was also 

not drastically impaired. It may be that patients change their standards and accept a 

certain amount of dysfunction as being normal. It may also be that many patients in the 

study responded well to treatment and that the effects of the cancer and treatment were 

not considerably debilitating. Patients do report feeling less vital than the general 

population, which could be a late effect of treatment. Fatigue is a common side effect.  

Patients’ psychosocial functioning was greatly impaired during the first year after 

cancer was diagnosed. Shortly after receiving their diagnosis and around six months later, 

patients reported high levels of dysfunction. These problems seem to decrease as time 

goes by. By the end of the first year, their psychosocial functioning was similar to that of 

people in the general population. When measured in the period one to five years after 

diagnosis, patients reported psychosocial functioning comparable to the norm. This seems 

to imply that their emotions and social lives had returned to normal by this point. When 

men and women are analyzed separately, it seems that female patients’ social functioning 

is still impaired. The women also reported feeling like their physical functioning prevented 

them from being able to fully fulfill their roles. However, in their general psychosocial 

functioning, they were no different from the norm.  

Fifty-one percent of patients reported levels of cancer-related distress shortly 

after diagnosis for which referral to a mental health professional would be warranted, 

which is not unsurprising. Being told that you have cancer during this stage of your life is 

like the Spanish inquisition - you don’t expect it. It can take time to understand and accept 

the situation. Patients reported significant levels of intruding thoughts about their illness. 
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In addition to the emotional distress of receiving a diagnosis of cancer, the practical 

implications - starting treatment, reorganizing family roles - can also result in distress. By 

the end of the first year, cancer-related distress had decreased; on average, patients’ 

levels were comparable to the norm but the percent of patients reporting clinically-

elevated levels of distress still was 30%. This means that a considerable number of 

patients could benefit from additional psychosocial support from a mental health 

professional. 

With regard to spouses, we found that they report better physical functioning 

than their ill partner and the norm throughout the first year. Especially at six months after 

diagnosis, spouses report a very good physical quality of life. Functioning is measured 

subjectively and we believe that spouses judge their physical functioning in relation to 

their ill partner’s. They are not the one undergoing treatment or experiencing painful or 

disturbing side effects. However, there does not seem to be a direct correlation between a 

patient’s physical functioning and their spouse’s. The effect seems to be more general. 

Another explanation for this finding may be that spouses in our study were younger than 

spouses in many other studies. As QoL tends to decrease with age (van der Zee et al., 

1996), our finding that spouses’ physical function is quite good may be due to their 

younger age.  

Psychologically, spouses do report distress. Their psychosocial functioning is 

more impaired shortly after diagnosis than the patients’. They also report considerable 

levels of intrusive thoughts and avoidance behavior. Their psychosocial dysfunction seems 

to reach its lowest level at six months after diagnosis. We are not sure why this is the low 

point in their quality of life over the course of the patient’s illness. It could be that the 

impact of the changes in their family structure is stronger at this point in time. Patients 

were still undergoing treatment, but the initial crisis stage was over. The family could have 

been shifting from the crisis stage of the illness to the chronic phase (Rolland, 2005). The 

adjusted family routine may have normalized, allowing spouses to begin thinking about 

the psychological and social impact the illness has had on their lives. They may feel the 

loss of their pre-illness life. The percentage of spouses experiencing clinically-elevated 

levels of distress had decreased from 55% to 41%. By one year, levels of psychosocial 

functioning were fairly normalized on average, but 28% of spouses were still experiencing 

high levels of distress. This level seems to remain stable from this point up to five years 

after diagnosis. Spouses’ psychological dysfunction was significantly related to patients’ 

physical and psychological functioning. It seems that spouses are more likely to experience 

problems when their ill partner experiences problems. This is in line with literature 

(Hodges et al., 2005) reporting a significant relationship between patient and partner 

distress. 
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Family characteristics 

Good communication is considered to be essential for a family’s quality of life 

(Barnes & Olsen, 1995; Beach & Anderson, 2003; Manne et al., 2004). As openness in 

communication between partners has been found to help breast cancer patients adjust 

more easily (Mallinger et al., 2006), the effects of communication between parents and 

children on the parents’ functioning during cancer were explored. We were also 

interested in understanding parent-child communication patterns in families coping with 

cancer. Communication seems to remain stable during the first year after diagnosis. While 

it was not possible to examine communication pre-diagnosis, we believe that 

communication shortly after diagnosis gives us a fair idea of how families communicated 

before the cancer. Given that communication remained stable throughout the first year 

and was similar to communication patterns of families measured one year to five years 

after diagnosis, it would seem that communication patterns within a family are a stable 

characteristic.  Parents and children seem to share openly with each other and do not 

report high levels of problems in the communication with their kids. While the instrument 

used did not specifically measure communication about the cancer, the inference can be 

made that families that communicate openly in general would speak openly about the 

illness. There were no differences in communication patterns depending on the parents’ 

and children’s gender. Mothers and fathers, ill or healthy, seem to communicate similarly 

with their sons and daughters. This is in contrast with another investigation conducted by 

our research group into the adolescents’ view of parent-child communication (Huizinga et 

al., 2005); the results of that investigation were that adolescent daughters reported 

communicating more openly with the ill parent. So, it seems that adolescents may feel 

they communicate differently with one parent than the other; however, the parents do 

not seem to feel that they communicate differently with daughters than with sons.  

While good communication between spouses seems to help patients (Mallinger 

et al., 2006), this study found parent-child communication patterns were largely unrelated 

to the patients’ functioning. No differences in relationships were found depending on the 

parents’ gender, the child’s gender or the child’s age. The only significant relationship 

between functioning and communication was that problem-free communication seems to 

be helpful for spouses’ adjustment in the first period after diagnosis. Overall, we can 

conclude that communication between parents and children does not have the same 

effect as communication between the patient and his/her healthy spouse. It could be that 

the nature of spousal communication is more intimate and provides more support to 

parents than communication with others may. 



 

122 

 There was a relationship between cancer-related distress and parent-child 

communication, specifically between intrusive thoughts and patient-child communication. 

This may be because talking to the children may confront the patient with the illness, 

thereby causing the patient to experience more intrusive thoughts, although without 

additional research we cannot be sure how direct this effect is.  

In addition to exploring the effects of communication on parental functioning, 

possible effects of two factors on the adolescent children’s functioning were also 

examined. The first of these is the emotional reactions the children have to their parent’s 

cancer. Originally, the questionnaire used to measure the adolescents’ emotional 

reactions was developed for examining parents whose child was battling cancer 

(Grootenhuis & Last, 1997). That study found a strong correlation between feelings of 

uncertainty about their child and depression and anxiety. Our study investigated how the 

children’s emotions were related to their behavioral and emotional functioning.  

 While feelings of uncertainty and helplessness decreased in the course of the first 

year after diagnosis, emotional reactions did not change in a clinically relevant manner. 

The children’s reactions in the first year seem to be unrelated to the patient’s gender or 

the type of cancer they were diagnosed with. Between the end of the first year and the 

period of one year to five years after diagnosis, uncertainty and loneliness appear to 

increase. Adolescents seem to feel unsure about what will happen with their parent and 

feel like they cannot share their experience with others. They may be the only one of their 

friends who has gone through such an ordeal and do not feel supported by their peers. 

During this later phase, the children’s emotional reactions were related to the type of 

cancer the parent had. It seems that their positive emotions and uncertainty and 

helplessness may be linked to the patient’s treatment or prognosis. 

 Emotional reactions seem to have a different effect on boys’ and girls’ behavioral 

and emotional functioning. In general, boys’ functioning is unrelated to their emotions. 

This may be because girls more often engage in emotion-focused coping (Li et al., 2006). In 

the period of one year to five years after diagnosis, emotional reactions were related to 

boys’ and girls’ functioning in a more similar way. During both the first year and the later 

phase, uncertainty was the emotion most strongly related to their functioning, followed 

by loneliness. Their fears about their parent or their feeling that no one understands what 

they are going through seem to have an effect on their internal state. For daughters, these 

feelings also seem linked to whether they act out in the form of delinquent or even 

aggressive behavior.  

 Positive emotions seem to be unrelated to their functioning. Recent studies have 

discussed shifting focus from family deficits to a strengths perspective (Buchbinder et al., 

2009). In our study, children seem to feel positive about the situation. There is no norm 
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group to compare scores with, but the average score was well above the median of the 

possible range. The children seem to feel proud about how they are dealing with the 

situation and feel like they can put things in perspective. These strengths do not seem to 

have as much of an effect on their developing problems as their negative emotions do. 

Maybe that could change if the children are encouraged to focus more strongly on the 

positive. Interestingly, the strongest predictor of whether the adolescents experienced 

problems at the end of the first year was how dysfunctional they were at the beginning of 

the year. It may be that a stressful year aggravates already existing problems more than it 

causes the children to develop emotional or behavioral problems.  

Thirdly, the family environment in families confronted with parental cancer was 

examined. It seems that parents and adolescents view the family environment quite 

positively. In general, they report that their family is more expressive and social than the 

average family. They see themselves as better organized and less controlling. They also 

experience less conflict than other families. The adolescents also see their family as highly 

cohesive. This is especially interesting as adolescents at this stage usually begin to pull 

away from the family and become more autonomous. It seems that they delay this when 

their parent has cancer and that they do not experience this negatively. 

 Unfortunately, these families could not be measured before diagnosis. We 

cannot say whether the family environment became more positive during this stressful 

event or that the families involved in the study are simply more expressive or social or 

experienced less conflict than other families. It may also be that family members are more 

positive about their family because they have seen how the family has struggled through a 

very rough period. This may have an effect on how they view the family. Whether is it a 

rose-colored picture of the atmosphere or not, families who have been confronted with 

cancer seem to be happy about their family environment when investigated one year to 

five years after cancer.  

 Intra-family relationships seem to be positively related to the adolescents’ 

emotional and behavioral functioning. In expressive, social families who report low levels 

of conflict, adolescents seem to experience fewer problems, something found in other 

research as well (Edwards et al., 2008). Structural characteristics of the family 

(organization and control) seem to be less strongly related to functioning than the 

emotional bonds. This may imply that cohesion and communication are more important 

to family resilience than the ability to reorganize flexibly, which is supported by literature 

(Kissane et al., 1994).  
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Implications for clinical practice 

With an ever-increasing prevalence of cancer, doctors’ and nurses’ caseloads 

continue to swell. A medical specialist typically has about 15 minutes to speak with a 

patient; he or she unfortunately cannot spend much time talking to the client about their 

psychosocial functioning. Discussing how the spouse and children are doing is a subject 

that can maybe only briefly be touched upon during a visit. While a large percentage of 

patients and family members seem to adapt quickly and healthily to the patient’s cancer, a 

number of families experience distress at levels that merit referral for specialized, 

professional care.  

The Distress Thermometer and accompanying Problem List is an instrument 

developed in the United States that provides a simple way for patients to be screened 

quickly for referral. Recently validated in the Netherlands (Tuinman et al., 2008), it has 

been adopted as part of standard practice by a number of oncology units throughout the 

country and is recommended by the national protocol for psychosocial oncology care. The 

“lastmeter” helps clinical staff quickly assess the patient’s social, emotional and spiritual 

well-being, and helps determine whether the patient has practical needs that are not yet 

being met. The score can be quickly discussed; if it is above the cut-off, this can be briefly 

discussed to find out possible reasons for an elevated score. Depending on the answers on 

the Problem List, the medical specialist can refer the patient for more extensive care than 

the he or she can offer during their brief consultation. One item on the Problem List 

focuses on the family. This could offer the specialist a way to inquire about the patient’s 

family. 

While it may not be practical for spouses and children to be regularly screened 

this way, it may be a good idea to adapt this instrument into an educational tool that 

oncologist or oncology nurses could give to their patients to help the families become 

more aware of their functional state. An accompanying information folder or possibly an 

information session geared toward families could be a way to communicate to families 

what to expect during this stressful time and what resources are available to them.  

 

Recent findings 

When this research project began, there was not much known about how 

families confronted with cancer function. While the literature on this topic is still limited, a 

number of studies have since been published. One study by Thastum et al (Thastum et al., 

2009), conducted at 7 hospitals in 6 countries, found that family dysfunction was the best 

predictor of children’s externalizing problems. This is in line with our study, illustrating 

that this is not specific to Dutch families, and that more than illness characteristics, intra-

family relationships are very important to how children function. This underlines the 
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importance of studying interactions between family members to understand family 

members who are confronted with parental cancer. A Finnish study (Lindqvist et al., 2007) 

using a control group of families not confronted with cancer found that adolescents with a 

parent with cancer reported levels of problems equal to adolescents with a healthy 

parent. This is very interesting, as most studies do not include a control group. However, 

the samples were fairly small, which may limit the generalizability of their findings. This 

study found that adolescents in both groups reported similar levels of family dysfunction 

(Lindqvist et al., 2007).  

 One recent study on how children cope also focused on positive aspects of having 

a parent with cancer (Kennedy & Lloyd-Williams, 2009). Their interviews with children 

revealed that some children felt they had grown closer to their parent and that their 

priorities had changed, with the result that they want to spend more time with their 

parent, which could help explain the finding in this study that adolescents feel their family 

is very cohesive. 

 

Methodological considerations 

This study has a number of strengths. First of all, it is one of the first studies to 

examine how family members function after parental cancer. By including patients with 

various diagnoses, the design of this study enabled the research team to explore possible 

gender effects and examine the effects of illness characteristics on the family. Following 

families throughout the first year after diagnosis gives insight into changes that may occur 

over time. Approaching families at a later stage, i.e., in the retrospective study, provided 

the research team with a large sample of families. Validated questionnaires were used to 

conduct a quantitative study, which increases the generalizability of the results. The 

quantitative design also made it possible to include a much larger number of families in 

the study than a qualitative design would have.   

 There are a few points to consider that could have an effect on the 

generalizability of the results of this study. Firstly, the sample size in the prospective study 

is small. In total, only 70 families participated at all measurement points, a considerably 

smaller number than the 222 families originally approached. In the retrospective study, 

the response rate was close to 50%, with reasons for non-participation ranging from 

positive (family had moved on) to negative (patient not well; study too burdensome). It 

cannot be determined whether dysfunction was over- or under-reported. The low 

response rate is not illogical; families were going through a serious life event, the 

questionnaire design, and lack of personal contact between the families and those directly 

gathering the data may have all possibly attributed to lack of interest in participating in a 

scientific study. Tied in with the response rate is the manner in which patients and families 
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were recruited. After the study began, media coverage prompted 119 families to contact 

the research team and ask to be included in the study. While 91 of these families 

participated and returned questionnaires, it was later discovered that the two groups 

differed significantly in both illness and demographic factors and in functioning. The data 

from families who asked to participate were later excluded from analyses. It is 

unfortunate that the size of the sample became smaller, but the differences between 

these two groups were too large to consider them equal.  

An additional limitation is that the study only focused on families of patients who 

survived the illness. This was one of the inclusion criteria for the prospective study and 

families were recruited for the retrospective study during hospital visits up to five years 

after diagnosis. Losing a parent has a profound effect on the remaining family members; 

the effects of the process of letting go of a loved one and grieving that loss may be 

different from the effects observed in this study and should be focused on separately. 

Another point to consider regarding this study is the fact that the majority of patients 

were women. Parents with young children at home are often between the ages of 25-45, 

an age range in which cancer is more prevalent in women than men. While this provides a 

reasonable explanation for the skewed sample, it could be that families with an ill mother 

function differently than families with an ill father. A future study could consider including 

equal numbers of ill mothers and ill fathers to better examine gender effects. A further 

limitation is that multiple children from one family were included in this study, but no 

multi-level analyses were performed. A future study should explore the possibility of 

shared variance between children. Finally, this study focused on a limited number of 

possible predictors of family members’ dysfunction. Future studies are needed to explore 

additional variables that could help explain resilience and identify characteristics that 

could place family members at risk for developing problems.   

 

Further research 

In this dissertation, we explored how parents function after one of them has 

been confronted with cancer. The effects of three characteristics of the family on family 

members’ functioning were examined. Future research should examine other possible risk 

factors to help understand why some family members continue to experience elevated 

levels of dysfunction up to five years after the diagnosis and other families seem to adapt 

or adjust. The families we investigated for this dissertation were fortunate enough to have 

not lost the ill parent to cancer. Future studies should examine the effects of losing a 

parent on spouses and children.  

Furthermore, future studies should examine the effects of changes in clinical 

practice on family adaptation to cancer. Adapting the distress thermometer as a psycho-
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educational tool may be helpful for gaining insight into when professional help needs to 

be consulted for family members’ problems. However, it would be good to understand 

whether the effects hoped for by implementing something into clinical practice are 

actually realized. 

 

 

 

In sum, this dissertation describes an investigation of families in which one of the 

parents was diagnosed with cancer. Such a distressing experience reverberates 

throughout the family unit and younger families with children living at home may be 

impacted differently or more strongly than families in which a parent is diagnosed with 

cancer at an older age. Parents’ dysfunction improves over time and patients’ and 

spouses’ physical and psychological quality of life improve. However, approximately 30% 

of parents were still experiencing elevated levels of distress up to 5 years after diagnosis.  

 Having said that, it is remarkable that family members seem to communicate 

with each other very well. Parents and children talk openly and with few barriers. The 

parents and the children are also very positive about their family climate. They see their 

family as social and well-organized and say that they have few conflicts. It seems like 

families confronted with parental cancer are close-knit and very expressive. In general, 

they seem to have adapted well. 
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