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Generall discussion 

Duee to improvements in medical treatments and diagnostics, some types of cancer have 

evolvedd from a fatal disease into a chronic disease. Continuing and fluctuating health 

caree needs in patients may imply considerable consequences for patients as well as their 

partners.. Longitudinal studies that carefully follow informal caregivers during the course 

off illness can shed light on the long-term effects of caregiving in the home environment. 

Inn our CASPA study, newly diagnosed colorectal cancer patients and their partners were 

followedd from the moment of hospital admission till 6 months after patient's diagnosis 

(NN = 148). This study aimed to 1) to describe the impact of caregiving over time and 2) 

too establish the determinants of the caregiving process. This chapter provides a brief 

recapitulationn of the main findings of this study, in line with these two main research 

objectives.. In addition, some methodological aspects of the study are discussed. Finally, 

implicationss and recommendations for further research are addressed. 
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Mainn findings 

Objectivee 1: to describe the impact of caregiving on partners of newly diagnosed 

colorectall cancer patients over time, in terms of caregiver experiences and health 

outcomes s 

Thee literature study (Chapter 2) revealed no consistent research findings regarding the 

impactt of caregiving on caregivers, and showed that only little information exists on 

patternss of caregiving effects in relation to the course of the patient's illness. A multi-

dimensionall approach was advocated to measure caregiver experiences. This includes 

nott only measuring the impact of caregiving on specific aspects of life, but also 

differentiatingg between negative and positive dimensions of caregiving. Because no 

appropriatee instrument was available in the Dutch language, the Caregiver Reaction 

Assessmentt scale (CRA1) was translated and evaluated (Chapter 3). The CRA-D proved to 

bee a feasible, reliable and valid instrument for assessing five specific caregiver 

experiencess of partners of cancer patients, including negative aspects (i.e., disrupted 

schedule,, financial problems, lack of family support, loss of physical strength) and one 

positivee aspect (i.e., care-derived self-esteem). 

Overr the first 6 months after patient's diagnosis, the impact of caregiving on both 

disruptedd schedule and self-esteem showed a decline, whereas the impact on financial 

resources,, family support and physical strength appeared to remain constant (Chapter 4). 

Women,, younger caregivers and caregivers with a higher level of education experienced 

caregivingg more negatively and less positively over time as compared to their 

counterparts. . 

Too study caregiver's health over time, a distinction was made between physical, mental 

andd social health dimensions (Chapter 5). Physical functioning deteriorated over time in 

femalee caregivers, while no change was found in male caregivers. For mental health and 

sociall functioning, an improvement was observed over time in both male and female 

caregivers.. Changes in caregiver's physical functioning were associated with gender, 

age,, and income, and these changes were mainly determined by the initial (baseline) 

levell of physical functioning. Changes in mental health and social functioning were 

predictedd by (changes in) patient dependency, caregivers' impact on self-esteem and 

changess in impact on schedule. Least favorable patterns were observed in female 

caregivers,, particularly in those with a low income. In those who were able to derive 
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moree self-esteem from caregiving over time, mental health improved in male caregivers, 

whilee this was not the case in female caregivers. 

Conclusions Conclusions 

Inn general, the findings demonstrate that caregiving may have negative as well as 

positivee consequences. Most caregiver experiences were quite stable over time, while 

caregiverr health outcomes were likely to change. Female caregivers, and caregivers of a 

youngerr age, those with a higher level of education and those with a lower income were 

mostt likely to be negatively affected. These caregivers can be seen as the most 

vulnerablee and in need of extra support in the care-setting at home. Furthermore, the 

resultss regarding caregiver experiences and health indicate that caregivers may return to 

theirr previous levels they had at an earlier point in their caregiving career, e.g., before 

baseline.. These changes are likely to be attributable to the stressors or resources of 

caregiving. . 

Objectivee 2: to establish determinants of caregiver experiences and health outcomes 

off the cancer caregiving process 

Findingss regarding this objective were based on the general research model, as 

presentedd in the introduction (Chapter 1, Fig. 1.1). Potential determinants of caregiver 

outcomes,, either in terms of caregiver experiences or caregiver health outcomes, could 

bee categorized into stressors and caregiver's resources. Stressors were defined as 

characteristicss of the caregiver, the patient and the care situation (Chapter 6). Caregiver's 

resourcess included various aspects of social support and of personality (Chapter 7). 

Furthermore,, the effect of potential determinants on initial scores and change scores of 

caregiverr outcomes were examined. As some potential determinants (such as resources) 

mayy be subject to change too, the effects of changing values of these variables on 

changess in caregiver outcomes also was investigated (Chapter 7). 

Withh respect to determinants of caregiver experiences, negative caregiver experiences 

weree found to be associated with a low income, living alone with the patient, a 

distressedd relationship, a high level of patient dependency and a greater involvement in 

caree tasks. Positive caregiver experiences were especially seen in caregivers with a low 

levell of education and in those who took care of a patient with a stoma. Negative 
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caregiverr experiences could have been expected in caregivers on the basis of previous 

research,, but positive experiences have remained largely unexplored till now. In line 

withh Kinney and Stephens,2 we may conclude that more intensely involved caregivers 

reportedd more uplifts and that there are at least two possible explanations for this 

finding:: 1) because these caregivers spend more time on caregiving, they have a greater 

opportunityy deriving satisfaction out of this, and 2) caregivers may attempt to view 

providingg care positively and try to focus on enjoyable aspects of caregiving, because 

theyy often have no choice but to take on and play their role. These explanations may 

veryy well apply to the situation of deeply involved partners who provide care to patients 

withh a stoma and caregivers with a relatively low level of education. 

Withh respect to determinants of caregiver's health, the influence of patient and care 

characteristicss seemed to be of minor importance in predicting caregiver's health over 

timee (in particular mental health), compared to the way in which caregiving was 

perceived.. Moreover, social and psychological resources (i.e., negative social 

interactions,, mastery and neuroticism) and changes in these resources showed to have 

substantiall direct effects on caregiver's depressive symptoms overtime. Daily emotional 

supportt and mastery ameliorated relationships between caregiver experiences and 

caregiver'ss depressive symptoms. Caregivers with a low level of daily emotional support 

andd those with a low score on mastery, who also perceived caregiving in a more 

negativee and/or a less positive way showed elevated levels of depressive symptoms over 

time. . 

Conclusions Conclusions 

Resultss show that the general research model needed to be elaborated more explicitly. 

Differentt factors showed to be related with different types of impact of caregiving 

impact.. On the one hand, caregiving could be perceived as burdensome, when patient 

dependencyy and care demands increased, especially in female caregivers, those with a 

distressedd relationship, a relatively low income or those who lived alone with the 

patient.. On the other hand, caregiving could be perceived as uplifting, especially by 

caregiverss of patients with a stoma or those with a low level of education. It is very 

likelyy that the group of caregivers with a low education largely coincides with the group 

off caregivers with a low income. 

Sincee negative as well as positive experiences were observed in caregivers in particular 

inn those with a low income and education, it seems that both negative and positive 
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experiencess may very well appear in one individual, although not necessarily at the 

samee time. 

Moreover,, caregivers' health outcomes were primarily related to the way in which 

caregivingg was perceived, and less to the presence of stressors (i.e., patient's health 

indicess or care tasks). Some persons adapted better than others to their caregiver role, as 

theyy perceived caregiving as less burdensome and more positively over time, and this 

showedd to be partly due to the availability of social and psychological resources (e.g., 

lesss negative interactions, more daily social support and a high mastery). 

Findingss suggest that it is important to acknowledge both the negative and positive 

aspectss of the impact of caregiving, and to make a distinction between the concepts 

"caregiverr experiences" and "health outcomes", and between the various aspects of 

sociall and psychological resources. 

Methodologicall considerations 

LONGITUDINALL DESIGN 

Onee of the major advantages of the study presented is its longitudinal study design. 

Numerouss researchers on caregiving have stressed the importance of longitudinal 

studies.3"66 The number of longitudinal studies on the impact of informal caregiving in 

relationn to the course of the patient's illness is limited, especially regarding cancer 

caregiving.. Only a few longitudinal studies on caregivers of cancer patients have been 

conducted.7111 The study presented here is the first longitudinal study on cancer 

caregivingg in the Netherlands. Subjects were measured three times: at baseline, and 3 

andd 6 months thereafter. This enabled us to describe and evaluate changes over time in 

caregiverr experiences and health outcomes and to investigate the predictive value of 

stressorss and resources during a 6 months period of follow-up. 

However,, caution is required in interpreting the longitudinal results. As outlined in 

Chapterr 4, "actual" change can be questioned, because the baseline measurement point 

(TO)) can be criticized. It took place shortly after hospital admission and within two 

weekss after patient's surgery, but questions were asked retrospectively, referring to the 

periodd before hospital admission. To most patients and their partners, this period may be 

characterizedd as shocking, stunning and frightening12 and this might have influenced the 

reliabilityy of the answers (i.e., recall bias). In theory, the most preferable choice of a 

baselinee measurement point would be before the caregiver role is taken on. But 

practicall reasons hampered the recruitment of potential caregivers at an earlier moment. 
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Furthermore,, a follow-up period of 6 months may be too limited to reveal lasting 

changess over time. It may be considered worthwhile expanding this study with more 

assessments,, covering one to two years after baseline. 

THEE COMPOSITION OF THE SAMPLE 

Anotherr advantage of this study is the composition of the sample. A relatively 

homogeneouss group of patients and caregivers was chosen for recruitment, namely 

newlyy diagnosed colorectal cancer patients who recently had undergone surgery, and 

theirr partners. However, we acknowledge the difficulty of assessing the onset of 

caregiving,, since a definite point of onset is hardly conceivable. This was also notified in 

earlierr studies among other samples.5,13ln the current study, the onset of caregiving was 

estimatedd to start in the two weeks period before patient's hospital admission (Chapter 

1).. However, the transition to providing care to a cancer patient, particularly to the 

partner,, is often a gradual one without a clear beginning. Providing care, support or help 

mayy be interchangeable, in particularly with a life-threatening disease such as cancer in 

aa sample of partner caregivers. By questioning the patient about the duration of months 

off complaints, we were able to estimate the actual onset of patient's needs. The mean 

durationn of complaints was observed to be approximately 13 months, but the onset 

variedd widely (SD= 44 months). Subsequently, the onset of caregiving could have 

startedd much earlier than in the two weeks before patient's hospital admission. 

Duee to the sample's composition, the generalization of the findings is limited to a 

certainn extent. For example, the response rate was relatively high (i.e., 76%), but only 

caregiverss of cancer patients with a relatively good health and good prognosis have 

beenn included, and remained in the study. Over the three waves, 13% of the patients 

diedd or had to withdraw because of deteriorated health. Especially in partners of patients 

withh a bad prognosis and deteriorating health, the consequences of caregiving might 

havee become more obvious. Because of the selective drop-out, we may have 

overestimatedd the positive effects and underestimated the negative effects. Thus, it may 

bee assumed that the results of this study are rather conservative or even optimistic, as 

theyy are confined to partner caregivers of cancer patients with a relatively good health 

andd prognosis. However, although it is most likely that the strength of the relationships 

betweenn determinants and caregiver outcomes may have become more evident within a 

moree heterogeneous sample, theree is no reason to assume that the overall strength of the 

relationshipss found wil l be different in a general population of caregivers. 
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MEASUREMENTS S 

Too evaluate the research model as presented in the introduction, concepts of stressors, 

caregiverr experiences, resources and health outcomes were operationalized by use of 

multi-dimensionall or various measures. For example, stressors were assessed by patient 

dependency,, patient's depressive symptoms or involvement in care, and caregiver's 

healthh included dimensions of physical, mental and social aspects. Making a distinction 

betweenn different indices of concepts (e.g., of various aspects of social and 

psychologicall resources, of negative and positive caregiver consequences), between the 

rolee of initial and changing scores over time, and between direct and moderating effects 

providedd a detailed insight into the variables which influenced the caregiver process and 

itss underlying mechanisms. 

Iff available, existing valid and reliable instruments to assess patient dependency, and 

caregiver'ss health were preferred and used in this study, such as the GARS,14 CES-D,15 

RSCL166 and RAND-36.17 Since no Dutch instrument was available to assess 

multidimensionall aspects of caregiver experiences, including negative and positive 

aspects,, we translated and evaluated the Caregiver Reaction Assessment Scale (CRA) of 

Givenn et a/.1 (Chapter 3). In our study, a relatively high score on the positive domain 

andd relatively low scores on the negative domains were observed as compared to 

studiess from other countries that also used the CRA among caregivers of cancer 

patients.9,10,18~200 Therefore, it may be questioned whether caregiver experiences are also 

culture-related,, not only regarding differences in interpretations of the CRA-items, but 

alsoo regarding differences in e.g., health policy, organization of professional (home) care 

andd informal care, and geographical distance to family members. Using the CRA, 

internationall research could reveal these cross-cultural differences. Moreover, negative 

andd positive domains showed different effects on caregiver's health outcomes, but no 

thoroughh research has explored the moderating, independent or multiplicative health 

effectss of caregiver experiences. More analyses are needed to examine these pathways. 

Researchh on (the meaning of) positive caregiver experiences is still in its infancy and 

furtherr investigation into the CRA and related multidimensional instruments on caregiver 

experiencess is needed. 

Implicationss for health care 

Itt is important that health professionals involved in the ongoing care of cancer patients 

andd their families are aware of the increasing demands made with respect to informal 
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care,, and the specific problems and uplifts they may perceive in caregiving. Positive and 

negativee care experiences and (changes in) health outcomes may coexist in individuals, 

butt not necessarily at the same moment. These experiences and circumstances are likely 

too be shifting throughout the day and during the course of caregiving. 

Informall caregivers primarily need to be recognized as important members of the health 

caree team. Professional caregivers should involve informal caregivers explicitly and 

continuouslyy in the care process. Specific attention seems warranted to female 

caregivers,, those who live only with the patient, those with a low income, those with a 

distressedd relationship, who have to deal with a high level of patient dependency and 

thosee with a high involvement in care. Professionals should help caregivers to obtain 

andd maintain feelings of mastery and positive social interactions. 

Iff the relationships between the determinants on the impact of caregiving can be 

confirmedd in caregivers of patients with a worse condition or prognosis, they point to a 

potentiallyy increasing problem. Given a growing need for home care due to the aging of 

thee cancer population, early discharge from hospitals, and the continuing trend toward 

smallerr households, the important policy question is whether we can continue to rely on 

informall caregiving to meet these needs. Therefore, possibilities to support informal 

caregiverss must be expanded. As yet, in the Netherlands, informal caregivers of patients 

withh cancer can join support groups. Most of these support groups are informative and 

mayy offer immediate emotional comfort or psychological help. Other ways of support to 

caregivers,, e.g., stimulation of patient's self-care, the provision of extra home care, and 

specificc education/training or financial compensation, are less common. Some 

caregivingg stressors can be reduced or made manageable by these types of support. 

Otherr ways of providing support to informal caregivers is e.g., to bolster positive and 

reducee negative social interactions, or stimulate person's capacities to manage 

caregiving.. As such, caregiver's personal resources might be made better use of. 

Recommendationss for further research 

Althoughh most research has focused on negative aspects of caregiving, a growing 

numberr of studies focus on the positive aspects of caregiving. The fact that so few 

gerontologiee studies report positive outcomes may reflect that positive outcomes are 

infrequentlyy found or generally overwhelmed by the negative aspects. It may be 

expectedd that in caregiving studies involving patients with cognitive disorders or frail 

elderly,, in which the course of the illness is usually one of steady decline with no 
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expectationss for improvement, the impact of caregiving in these cases may lead 

primarilyy to negative consequences. In cancer caregiving, however, many cancer 

patientss may improve over time leading to (more) positive consequences of the impact 

off caregiving. In the study presented, caregivers of patients with a stoma and those with 

aa low education perceived caregiving as more positive than their counterparts. While 

negativee caregiver experiences may have been expected to be most obvious, a positive 

effectt on these caregivers has remained largely unexplored up till now. The 

mechanism(s)) underlying a more positive perception of caregiving as well as of the 

effectss of positive experiences on caregiver's health, needs to be examined more 

thoroughly.. In this respect, more instruments measuring positive aspects in caregiving 

shouldd be developed. 

Prioritiess in intervention studies to diminish negative caregiver effects or to maintain or 

improvee positive caregiver effects may be based either on determinants that influence 

thee caregiving process, or on specific subgroups. Most intervention studies focused on 

caregiverss in general without making a distinction for gender.21 "Th is study showed that 

ann intervention should be gender-specific. While for female caregivers, financial support 

mayy help to reduce negative health effects, for male caregivers strengthening the skills 

andd coping strategies directed at deriving self-esteem from caregiving might be 

indicated. . 

Describingg the care situation from the perspective of the caregiver is ignoring questions 

relatedd to the quality of care. Also the role of professional caregivers has not been 

investigatedd in this study. Further research should examine the effect of informal care on 

thee overall quality of care for the patient in relation to the professional care provided. 

Findingss from this thesis emphasize the need to take the course of the illness into 

accountt in studying the impact of caregiving. Future longitudinal (prospective) studies 

aree needed to confirm the observed associations between stressors, caregiver 

experiences,, resources and health outcomes in different types of caregivers, in 

caregiverss of patients with different types and phases of cancer, and in caregivers of 

differentt diseases, and if possible over a longer period of follow-up. More research into 

thee mechanisms underlying the caregiving process will help in identifying tools to assure 

thee quality of (informal) care, and to improve quality of life of patients and their 

caregivers. . 
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