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Stellingenn behorende bij het proefschrift : 

Caregivingg to patients with colorectal cancer a longitudinal study on caregiving by partners 

1.. De consequenties van informele zorgverlening dienen vastgesteld te worden aan 

dee hand van een combinatie van domeinspecifieke en generieke 

meetinstrumenten. . 

2.. Onderzoekers en hulpverleners zouden zich niet alleen op negatieve, maar ook 

opp positieve aspecten van de informele zorgverlening moeten richten. 

3.. De wijze waarop het verlenen van zorg ervaren wordt, sociale steun en 

persoonlijkheidskenmerkenn zijn in hoge mate bepalend voor de gezondheid van 

dee informele zorgverlener. 

4.. De consequenties van informele zorgverlening blijken voor mannen en vrouwen 

tee verschillen. 

5.. De beoordeling van de kwaliteit van zorg zou niet alleen de professionele zorg, 

maarr ook de informele zorg moeten omvatten. 

6.. De nadruk op publicatie van artikelen leidt uiteindelijk tot een verarming van het 

wetenschappelijkk debat. 

7.. Ook in het kader van de informele zorg is een goede buur nog altijd beter dan 

eenn verre vriend. 

8.. Kwantificering van zorg gaat voorbij aan de intrinsieke waarde van het zorgen. 

9.. Sluiproutes bewijzen dat een omweg de snelste weg kan zi jn. 

10.. Alleen dwazen zijn altijd zeker en beslist (Montaigne, 1533-1592). 

ChrisChris Nijboer, 28 januari 2000 
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1 1 
Introductio n n 

Inn the Netherlands, 63.000 invasive tumors were registered in 1995, and the yearly 

incidencee of cancer demonstrated to show about 1.000 extra cases per year.1 In Western 

societies,, it can be estimated that one in every three people wil l be diagnosed with 

cancerr at some point in his or her lifetime, and one in five deaths wil l be attributable to 

thiss disease.2 Nearly half of all the newly diagnosed cancer patients wil l survive longer 

thann five years. With an incidence of more than 7.000 cases being diagnosed with 

colorectall cancer each year, representing 12% of all cases with cancer,1 this disease is a 

majorr health problem in the Netherlands. If diagnosed in its early stages colorectal 

cancerr is curable with an annual survival rate of 77%? However, when the tumor is 

localizedd in the rectum as compared to the colon, the survival rate drops dramatically. 

Thee prevalence of rectal cancer is higher among men than among women, whereas the 

prevalencee of colorectal cancer is equally distributed among both sexes. 

AA disease like cancer may give rise to multiple physical problems, intense emotional 

distresss manifested by anxiety and depression, and complex health care needs of both 

patientss and families. For colorectal cancer patients, surgical intervention is the primary 

andd most common treatment, unless the condition of the patient is very poor. Patients 

undergoingg surgery (85%) may experience alterations in their functional ability, bodily 

functions,, appearance, employment status, family and social role, and self-image.4 These 

patientss may experience pain, bowel problems, nutritional adjustment problems and 

sexualsexual functioning problems.5 In case a stoma is needed, problems may even be more 

pronounced.. For example, the patient may experience feelings of stigmatization related 

too difficulty in attaining control and regulation of the stoma, which may lead to social 

isolation.6 6 

9 9 



ChapterChapter 1 

Fromm an acute disease with a prompt outcome, colorectal cancer has increasingly 

becomee a disease with long-term outcomes and a continuing need for care, with 

treatmentt often being implemented in home settings. Health care policy is shifting its 

focuss from professional to informal care, a trend which is being exacerbated by the early 

dischargee of hospital patients. Informal caregivers are often the major resource that 

preventss many ill or older persons from being admitted to an institution.7 With the 

changingg policy, and with a high and still growing percentage of elderly and an 

increasingg prevalence of chronic diseases, informal caregivers have become important 

actorss in the health care system. 

Informall caregivers can be defined as "primary care providers", and are often being 

referredd to as network members, such as the partner, parent, sibling or child. To a large 

degree,, caregiving involves older patients, with many caregivers themselves being of 

highh age with a broad range of physical, psychological and social needs of their own. 

Mostt research on caregivers concerns family members of frail elderly, or of patients with 

cognitivee or psychiatric disorders, such as dementia, Alzheimer's disease or 

schizophrenia.7111 The number of Dutch studies on caregiving is increasing7,1220 

however,, in the Netherlands no research has been focused exclusively on the cancer 

caregivingg process. 

Researchh reveals that, whereas some caregivers may perceive providing care as a 

burden,, and are therefore more likely to be negatively affected, others may consider 

caregivingg as quite a challenge, even in seemingly similar, difficult circumstances.21 

Althoughh most research on caregiving is focused on negative aspects of caregiving, 

studiess increasingly report on the subjectively beneficial effects of caregiving.22"24 Also, 

studiess have consistently reported that partners, in comparison to other informal 

caregivers,, provide the most extensive and comprehensive care.21,25 In doingg so, partners 

mayy have to re-evaluate their future, which may lead to changes in life goals.26 Because 

partnerss are less likely to receive assistance than other informal caregivers,21 they may 

bee identified as the most vulnerable group of caregivers. They are more likely to 

experiencee strain,27 become ill themselves28 and experience higher rates of psychiatric 

symptoms299 than other types of caregivers. 

Ass patients with cancer increasingly become chronic patients, and the hospital policy is 

too discharge patients "quicker and sicker", and as caregivers may be negatively affected 

overr time, it is essential to gain more insight into the cancer caregiving process. This 

thesiss provides a perspective on caregiving by partners to newly diagnosed colorectal 

cancerr patients. 

10 0 



Introduction Introduction 

Mainn research model and objectives 

Numerouss correlates and effects of caregiving have already been reported on, but the 

heterogeneityy of the concepts studied hampers drawing overall conclusions with respect 

too the caregiving process. A theory that can be used to guide interpretations of relations 

betweenn caregiver's aspects and outcomes is the cognitive stress theory of Lazarus and 

Folkman.300 According to this theory, three key components can be distinguished in the 

caregivingg process, namely stressors, outcomes and intermediate factors.28,31'32 In 

general,, stressors include contextual elements, such as the patient's health and care 

tasks.. Outcomes refer to the enduring health effects in caregivers. Individual perceptions 

off the caregiver situation, i.e., caregiver experiences, can either be referred to as a 

stressor,, an intermediate factor or as an outcome. Finally, social and psychological 

resourcess may act as intermediate factors in the caregiving process.32 These concepts 

mayy provide a useful framework for examining the caregiving process (Fig. 1.1). 

Stressors s 
(e.g.. patient's health, 

caree tasks) 

 » 
Caregiver r 

Experiences s 

, , , , 

' ' r r 

Health h 
Outcomes s 

, , , , 

Caregiver'ss resources 
(e.gg social support, personality) 

Figur ee 1.1 Conceptua l mode l for studyin g the caregivin g proces s 

Thee impact of caregiving can be described both in terms of caregiver experiences 

(includingg both negative and positive dimensions) and caregiver health outcomes. 

Caregiverr experiences are directly related to the specific caregiving situation and play a 

centrall role in the caregiving process. Studying global health effects as outcomes may 

providee information about the general impact of caregiving on health by comparing the 

healthh characteristics of the study sample with those of the general population or non-

caregivers. . 
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ChapterChapter 1 

Sincee the caregiving situation can be characterized as an ongoing, continuously 

changingg situation, a longitudinal design is warranted to study this dynamic process. The 

impactt of caregiving may change over time and changes may occur relatively rapidly in 

responsee to the changing situation of the patient. As yet, most findings on caregiving are 

basedd on cross-sectional data and only little longitudinal research has been conducted to 

examinee caregiver experiences and health effects in caregivers of newly diagnosed 

patientss with colorectal cancer. 

Thee main objectives of this thesis are twofold: 

 To describe the impact of caregiving on partners of newly diagnosed colorectal 

cancerr patients over time, in terms of caregiver experiences and health outcomes. 

 To establish determinants of caregiver experiences and health outcomes of the cancer 

caregivingg process. 

Thee results of the study wil l enhance our insight into the impact of cancer caregiving 

overr time, and our understanding of why some persons adapt better than others to their 

caregivingg role. 

Stud yy desig n 

Thee study was conducted in cooperation with ten hospitals in the Netherlands, in the 

regionss of Amsterdam and Groningen, and it was entitled: CAregiving by Spouses of 

cancerr PAtients (CASPA). Newly diagnosed patients with colorectal cancer, who 

recentlyy had undergone surgery, who had a survival prognosis of at least 6 months, and 

whoo lived with a partner, were selected to participate in the study. The partner was 

definedd as the person who was/lived as married with the patient. At the onset of the 

study,, approximately 150 couples were expected to enter. 

Thee selection of the patient group was based on pragmatic and theoretical 

considerations.. The incidence of colorectal patients is relatively high and almost equally 

dividedd among the sexes. In order to identify the role and effect of various multi-

dimensionall concepts in the caregiving process, a more or less homogeneous type of 

caregiverss was selected, namely partners. Furthermore, studying caregiving in this 

specificc patient group had the advantage that the (presumed) onset of caregiving could 

bee identified as a marked point in time, i.e., the moment of hospital admission. 

Moreover,, patients with these malignancies were selected because they were likely to 

experiencee certain problems (e.g., pain, appliance and equipment difficulties, skin and 
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Introduction Introduction 

drainagee problems) and were to likely to need continuous medical, physical and 

psycho-sociall care following hospital admission. Subsequently, care involvement may 

includee a broad spectrum of tasks. And, it was expected that care tasks as conducted by 

partnerss during the course of colorectal cancer were continuously changing in response 

too varying patients' needs. 

Patientss and partners were interviewed face-to-face either at the hospital or at home by 

trainedd research assistants, using structured questionnaires. In addition, data were 

collectedd by self-report questionnaires. Data reflected on both the early phase of the 

disease,, referring to two weeks prior to hospital admission, and the following chronic 

phase,, i.e., 3 months and 6 months after patient's diagnosis. 

Outlin ee of this thesi s 
Chapterr 2 provides an overview of literature findings on the impact of caregiving over 

timee and concerning cancer caregiving, in particular. Because no instrument was 

availablee in the Dutch language to assess the negative and positive experiences of 

caregiving,, we translated the Caregiver Reaction Assessment scale (CRA),22 which was 

developedd in the United States of America. In Chapter 3, this instrument is 

psychometricallyy evaluated, in terms of its feasibility, reproducibility and validity. 

Chapterr 4 provides a description of patterns of caregiver experiences over time. 

Directionn and size of changes in caregiver experiences over time were analyzed both at 

aa group level and at an individual level, and according to gender, age and socio-

economicc status. Patterns and determinants of health outcomes (i.e., in terms of 

physical,, mental and social health dimensions) in caregivers of colorectal cancer 

patientss are described in Chapter 5. In Chapter 6, determinants of caregiver experiences 

andd mental health of partners over time are discussed, including characteristics of the 

caregiver,, the patient, and the care situation. Chapter 7 focuses on the direct and 

moderatingg effects of social and psychological resources on caregiver experiences and 

caregiverr mental health. Chapter 8 contains the general discussion, reflecting on the 

mainn findings, some methodological aspects and implications of the study, and it 

providess recommendations for future research. 
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Cancerr  and caregiving : 

thee impac t on the caregiver' s healt h 

Abstrac t t 
AA diagnosis of cancer affects not only the patient but also their informal caregivers, 

especiallyy when it results in a lot of care tasks. Some caregivers perceive giving care as a 

burden,, while others consider it as a challenge. In this chapter, literature findings con-

cerningg the impact of cancer caregiving on informal caregivers will be described. No 

consistentt results have been reported, and little is known about patterns of caregiving 

changess in relation to the course of the patient's illness. Attention will be given to fac-

torss identified as influencing the course and consequences of caregiving. These factors 

servee the basis for a conceptual research model for caregivers of cancer patients. As 

cancerr progresses, care tasks are generated, which can be perceived by the caregiver as 

eitherr negative (i.e., burden) or positive. Furthermore, these caregiver experiences may 

leadd to negative as well as positive effects on the caregiver's health and these 

relationshipss can be assumed to be bidirectional. 

Psycho-OncologyPsycho-Oncology 1998; 7(1): 3-13. 
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ChapterChapter 2 

Introductio n n 

Recentt health policy is shifting its focus from professional to informal care. An escalating 

trendd is the early discharge of hospital patients. With a high and still growing percentage 

off elderly, and an increasing prevalence of chronic diseases, family members make up a 

substantiall part of the care system. Studies have shown that informal caregivers already 

providee an average of 55% of the care needed.' 

Cancerr is a major disorder that affects many people directly or indirectly. In the 1993 

reportt of the American Cancer Society, it was estimated that one in three people living 

inn the United States of America wil l be diagnosed with cancer at some point in his or 

herr lifetime, and one in five deaths will be attributable to this disease.2 Nearly half of all 

thee newly diagnosed cancer patients will survive longer than 5 years. The course of 

cancerr is shifting from an acute disease with a prompt outcome, usually death, to a 

chronicc disease with long-term treatment often implemented in home settings with a 

continuingg need for care. Health policy, demographic trends and medical-technological 

developmentss wil l lead to an expansive involvement of the informal care system of 

cancerr patients. 

AA diagnosis such as cancer influences not only the patient but also the significant others 

inn many respects. Several studies have shown that patients and their partners reported 

higherr levels of psychological distress as compared to the general population, and that 

patientss and their partners did not differ significantly in their levels of distress.3,4 Not 

onlyy the diagnosis itself, but also the subsequent course of the illness may influence the 

levell of health. Cancer includes multiple physical needs, intense psychological distress 

manifestedd by pain, anxiety and depression and restrictions in social and sexual functio-

ning.. Alterations in a patient's functional ability, bodily functions, appearance, em-

ploymentt status, sexual functioning, family and social role have a direct impact on the 

caregiver.. Informal caregivers may have to face existential concerns that force them to 

re-evaluatee their future, which may lead to changes in life goals. Cancer patients are a 

groupp in which care needs can be expected to increase over time, and as a 

consequence,, problems raised by giving care as experienced by caregivers may change 

ass the disease progresses.5 Additional stress can be experienced by having to "stand by" 

andd observe the disease progress while being unable to alter or manage the illness.6 It 

cann be questioned to what extent caregiving to cancer patients is burdensome and may 

leadd subsequently to feelings of depression. 

18 8 



CancerCancer and caregiving 

Mostt research in the field of caregiving concerns family members of patients of frail 

elderly,, or patients with mental disorders, such as dementia or schizophrenia/"11 In 

general,, caregivers are defined as "primary care providers", often referring to network 

members,, such as the partner, parent, sibling or child. This chapter addresses available 

studiess on the caregiving situation, with specific focus being placed on caregivers of 

cancerr patients. Studies were traced in literature databases (PSYCHINFO and MEDLINE) 

forr the period 1980 to 1996. At first, the main key words "caregiving" and "burden" 

weree entered to select studies. Later the key word "cancer" was included. Although this 

chapterr does not claim to be exhaustive, it certainly includes the most important 

findingss in the field of caregiving. Since research on caregiving to cancer patients is 

sparse,, gerontologie research will also be discussed to present the overall consequences 

off caregiving. 

Thee aim of this chapter is to describe a conceptual framework, that is meant to provide a 

guidelinee for examining the caregiving process. Special attention wil l be given to the 

definitionss and operationalisations of two main concepts which play a central role 

withinn the caregiving situation, namely care tasks and caregiver experiences (i.e., 

burdenn and positive aspects). 

Impac tt  of caregiving : care tasks and caregive r burde n 

Bothh objective and subjective components of the care situation can be distinguished,12 

withh the former reflecting (changes in) care tasks and the latter reflecting the experience 

off (changes of) this situation (i.e., caregiver burden). Terms like "care involvement", 

"caree demands" and "objective care activities" are used to refer to all kinds of care 

tasks.6,133 These tasks can be categorized into amount, frequency, duration and/or 

differentt types of care. Most frequently, types of care tasks are divided into assistance 

withh self-care, mobility, and symptom management of the patient, financial management 

and/orr conducting medical care tasks. Emotional care tasks, such as providing social 

support,, assistance with decision-making, and providing and seeking information, are 

seldomm defined as a specific type of care tasks. "Caregiver burden", "strain", or "role 

strain"" are generally used to refer to physical, psychological, social and/or financial 

problemss that can be experienced in giving care.14"18 A multi-dimensional construct 

measuringg this perceived impact of caregiving is most frequently used. 

Findingss suggest that the type of help provided may be a more salient predictor of 

burdenn than the total number of tasks or the care task hours. The more confining the 

19 9 
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caree tasks are (i.e., the less time-flexible and the more disruptive to the caregiver's 

schedule),, the greater the burden.19 Personal tasks (e.g., feeding and washing the patient) 

seemm to be perceived as more difficult and burdensome than non-personal tasks (e.g., 

doingg the groceries).20 Specific care tasks may also have differential effects on burden. 

Forr example, providing emotional support to the patient proved to be the most time-

consumingg and difficult task to perform, and therefore this kind of task obtained the 

highestt burden score in a study among family members of cancer patients receiving 

chemotherapy.21 1 

Negativ ee and positiv e aspect s of caregivin g 

Implicitly,, the term "burden" reflects a negative approach towards experiences of 

caregiving.. Although most research has focused on negative experiences of giving care, 

moree and more studies also report on the beneficial effects.22"24 There are several reasons 

too believe that experiences of caregiving can also be positive and that it might be 

worthwhilee to investigate their effects on health. Firstly, recognition of positive 

experiences,, in terms of love, affection, rewards, challenge, meaning, commitment, 

purposee in life or joyful events,3,20,21'25 may increase the caregivers feelings of pride in 

theirr ability to meet challenges and improve their sense of self-worth.22 Secondly, 

caregivingg may also define identity and involvement in one's society and thereby 

maintainn well-being. Furthermore, understanding positive aspects and identifying 

predictorss of positive outcomes may provide information to enhance theories, and clues 

ass to how enhance or increase positive aspects or may help to identify caregivers who 

aree less likely to need intervention. 

Thee operationalisation of aspects of caregiving that are experienced as positive vary 

enormously.. Initially, positive aspects were part of more global burden scales.15,17 In 

moree recent studies, positive aspects were more explicitly defined and measured, such 

ass uplifts,23 gratification,22 caregiver self-esteem,18 appraisal, satisfaction, mastery and 

ideology.266 As yet, it is inconclusive whether these positive experiences of caregiving 

leadd to more positive or less negative health effects. Kinney and Stephens23 argued that 

thee caregivers who were most intensely involved in caregiving might have greater 

opportunityy to derive satisfaction from caregiving. Folkman et a/.25 reported that 

caregivingg may improve the quality of relationships between caregivers and care 

recipients,, and that this may contribute to caregiver's self-esteem. They also showed that 

mostt caregivers are unlikely to experience positive and negative experiences 
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simultaneously,, but that in many individual caregivers a shift in the direction of their 

feelings,, reactions and consequences of caregiving occurred. Lawton et a/.24 reported 

thatt caregiver satisfaction was not strongly related to burden. However, as mentioned 

before,, research concerning positive aspects of caregiving is in its infancy. It is plausible 

thatt some positive aspects may decrease feelings of being burdened, and subsequently 

leadd to positive effects on health outcomes. 

Caregivin gg and health 

Sincee specific care tasks may have different effects on burden, it is likely that specific 

caree tasks may also have different effects on health. Questions such as at what moment 

andd to what extent (changes in) different type of care tasks relate to caregiver's overall 

healthh outcome are an interesting topic of research. Although it seems evident that 

patientt dependency is directly related to care tasks, the effect of different types of care 

taskss on caregiver's health is less clear. Studies among the frail elderly have consistently 

shownn that, as the level of functional and mental impairment of the care receiver 

increases,, so does the amount of assistance provided by the caregiver.20 However, the 

majorityy of studies demonstrated that neither severity of patient impairment or type of 

illness,, patient's symptoms, or duration of caregiving are significantly related to negative 

effectss on caregiver's health6,27,28 For example, in the study of Gilhooly29 among persons 

caringg for a demented relative, it was found that 1) level of patient's impairment was not 

associatedd with the caregiver's health, and 2) the longer the duration of caregiving, the 

betterr the caregiver's health. The need to examine the role of conditioning or 

interveningg variables is justified by the absence of consistent relationships between 

independentt variables such as patient impairment (e.g., ability to perform tasks) and 

caregiver'ss health. In this sense, the perception of care tasks, in terms of caregiver 

burdenn or positive aspects, may be worthwhile studying in order to explain overall 

healthh outcome in the caregiving situation. 

Althoughh George and Gwyther30argued that burden and health are actually the opposite 

sidess of the same coin, current studies agree that it is important to make a distinction 

betweenn the concepts of burden and health concerning the impact of caregiving.31 

Burdenn seems to represent a unique domain of the caregiving situation and is 

consideredd to be sensitive to caregiving specific demands, whereas health is considered 

too be an overall outcome, which can be viewed as the end result of the caregiving 

process.. Evidently, the factors burden and health are related with each other.32 Whether 
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thee impact of caregiving burden wil l have an effect on health or whether health wil l 

havee an effect on burden is unclear. Viewing the conceptual models which have been 

usedd to guide caregiving research, burden is generally stated as a predictor of health and 

likelyy to have an adverse impact on caregiver's future.33,34 However, in the study of 

Stommell et a/.35 among families of demented elderly, no effect of burden on health was 

observed,, but health, in terms of depression, was found to predict burden. This was also 

reportedd by Pruchno et a/.36 in their study among spouses caring for demented elderly. 

Inn the field of oncology, longitudinal studies on the caregiving situation concerning 

causall relations are scarce. 

Inn studies on caregiving outcomes, two general dimensions of health are distinguished, 

namelyy psychological and physical health. Studies focusing on psychological health 

effectss in caregivers show increases in psychological symptoms, such as depression, 

anxietyy and emotional distress.4,13'37'38 Schulz et a/.39 reviewed the literature on the 

psychiatricc and physical morbidity effects of caregiving. Their review indicated a higher 

levell of psychiatric symptomatology and illness in caregivers when compared to 

populationn norms. In a study among cancer patients receiving chemotherapy, it was 

foundd that patient's level of dependence and depression were related to the caregiver's 

dailyy schedule and depression. No relationship was found with caregiver's physical 

health.133 Studies of the physical health effects of caregiving are less conclusive but 

suggestt increased vulnerability. Generalized fatigue40 and a wide variety of physical 

problemss have been reported by partners of cancer patients, such as food intolerance, 

exacerbationn of medical conditions, exhaustion and indigestion.3 

Moree studies are needed to examine the separate relations between the different type of 

tasks,, caregiver experiences (i.e., burden and positive aspects) and health dimensions. 

Wee suggest that these should include both the physical and the psychological 

dimensionss of health. 

Contextua ll  and intermediat e factor s in the caregivin g situatio n n 

Numerouss correlates and effects of caregiving have been reported (see e.g.,9,11,28), which 

hamperss drawing overall conclusions. Most studies include socio-demographic 

characteristicss and social support within the caregiving situation, while a smaller group 

off studies has identified factors, such as patients' and partners' health prior to the care 

situation,355 quality of the relationship (e.g., marital satisfaction41) and personality factors, 

suchh as mastery,33 optimism and neuroticism.42 
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Socio-demographicc characteristics include variables like age, gender, living situation, 

typee of relationship, and socio-economic status of both the care recipient and caregiver. 

Relativelyy consistent findings were reported regarding gender/'43,44 age,45 co-residence 

andd type of relationship between care recipient and caregiver.20,30,46 Women, especially 

thosee at a younger age, tend to perceive caregiving as more negative than (older) men 

andd report higher levels of psychological distress47,48 even if the amount of care provided 

and/orr the level of patient's health is controlled for.20 Compared to other informal caregi-

vers,, female caregivers and partners are identified as the most vulnerable group of 

caregivers.. Moreover, partners are stated to provide the most extensive and comprehen-

sivee care20 and are less likely to receive assistance. These caregivers often feel ultimately 

responsiblee for coordinating the care and make minimal use of professional services.3 

Partners,, as compared to other caregivers, are likely to experience more strain,14 they 

mayy become ill themselves37 and they may experience higher levels of psychiatric 

symptoms.300 Caregivers with a relatively low socio-economic status are assumed to 

reportt a higher burden, and subsequently a poorer health.12 A negative relationship 

betweenn income and caregiver outcomes has been observed for only certain type of 

caregiverss (i.e., partners), whereas other types of caregivers report no relation.30 Biegel et 

a/.499 did not find any relationship between socio-economic characteristics and caregiver 

burden.. For examining the role of socio-economic status, the costs for providing care,50 

timee for job performance and time available for caregiving also need to be considered. 

Stommell et a/.50 stressed that the costs for providing care are usually underestimated. 

Attentionn to the role of social support within the caregiving process is growing 

extensively.. In general, research shows that social support can have a positive effect on 

health.511 Studies revealed that the impact of support is related to its timing, its source,52,53 

itss type54 and its perception.55 In particular, the support provided by the partner plays a 

majorr role in the patient's adjustment to cancer.56 Likewise, support from the patient 

towardss the partner may be assumed to play an important role too. Several authors stress 

thee point of unhelpful support, especially within a marital relationship.57,58 In studies of 

spousess of mastectomy patients, men were found to be deeply emotionally engaged, but 

theyy were hiding it, and were playing a protective, reassuring, minimizing role.59 These 

menn assumed this to be the most supportive behavior, but their wives interpreted this as 

rejectionn and insensitiveness. Well-intended support from partners' attempts often fail to 

suchh a degree, that they actually increase health problems.60 However, the relationship 

betweenn social support and health is not clear and it is likely that poor health and the 

perceptionn of social support influence each other reciprocally. The role of social support 

withinn the caregiving process in particular is even more ambiguous. Caregiving can be 
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veryy time-consuming and caregivers frequently lack the time to develop supportive 

relationships.. If caregiving responsibilities lead to social isolation,58 caregivers wil l 

dependd mainly on their care recipients for support.61 In a sample of frail elderly, the 

availabilityy of social support and social contacts was found to be an important 

determinantt of caregiver's well-being.37 In a study among family caregivers of frail 

elderlyy the relationships between six different types of social support and five measures 

off caregiving burden was assessed.54 Not all types of social support were found to be 

equallyy associated with burden. Intimate interaction and confiding, positive feedback, as 

welll as tangible assistance were observed to be unrelated with burden, while engaging 

inn social interaction for fun and recreation appeared to be the most important in 

diminishingg the burden of caregiving. 

Caregivin gg pattern s over time 

Severall studies show that caregiving is a dynamic, ongoing process, for which there may 

bee several trajectories.62"64 Care tasks, caregiver burden and caregiver's health may 

fluctuatee in response to changes in the patient's health. Care-related health problems 

mayy steadily and uniformly increase, i.e., caregiver's physical and psychological stamina 

wi l ll be depleted along with the exposure to multiple and long-term stressors.33 This 

basicc idea has been described as the downward trajectory or wear and tear in a model 

off Williamson and Schulz (1993)6S (see Fig. 2.1). This might suggest that personal and 

sociall resources are insufficient to maintain prior levels of the caregivers' health. 

Alternately,, it is possible that the gradual initial decrement in caregiver's health is 

followedd by recovery to prior levels (gradual decline and recovery). This might be the 

casee if caregivers are able to acquire skills and resources to cope effectively with 

demandss of caregiving. Also, negative health effects may be high when cancer is 

diagnosed,, and subsequently decrease and stabilize with time {decline and stability). 

Thesee adaptational trajectories were found in correlation studies among persons caring 

forr a demented relative, in which higher levels of caregivers' psychological health were 

associatedd with longer duration of caregiving.17,29 

Alsoo probable is the situation in which the caregiver's health improves during the course 

off the patient's illness {gradual improvement). This can be a reflection of the positive 

effectss of caregiving or an increased availability of social support resources. 

Moreover,, it could be assumed that caregivers who were coping poorly had their 

relativess institutionalized and only the "best copers" persisted as primary caregivers. This 
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patternn can be described as the upward trajectory. Most studies among caregivers of 

elderlyy or cognitively impaired persons showed no changes in caregivers' health 

(stability).(stability).,,6464''66 66 

Graduall improvement 

Declinee & 
Stability y 

Time e 

Figur ee 2.1 Pattern s of caregiver' s healt h in relatio n to the demand s of caregiving 39 

Researchh on the responses of and consequences for caregivers of cancer patients reveals 

thatt health effects have to be examined in relation to the stage of illness the patient is 

goingg through.56 Northouse and Stetz (1989)4 suggested that the course of cancer can be 

dividedd into three stages, the initial phase, the treatment phase and the adaptational 

phase.. Although all three phases lead to considerable anxiety and pressure for 

significantt others,47 the treatment phase is stated as the most stressful phase.5 Directly 

afterr a diagnosis like cancer, emotional and informational support may be needed most. 

Duringg periods of active treatment, assistance with patient's self care, transportation, 

procedures,, medication and symptom management seems to be needed.13 More and 

moree researchers emphasize the importance of including the early phases of the illness 

inn studying caregiver's health.7'62'67,68 Moreover, Schulz and Williamson64 stated that it 

wouldd be ideal to obtain data from caregivers in advance to taking on the caregiving 

role,, so that the effects on health of becoming a caregiver can be established. The 

momentt of taking on the role as caregiver or in occupying other roles is not well-

defined,, and therefore hard to study. In the case of cancer, patients may be in need of 

caree long before diagnosed. Although not necessarily, in most studies the time-frame of 

25 5 



ChapterChapter 2 

thee caregiving situation is usually fixed at the moment the diagnosis is made, and the 

primaryy caregiver also maintains his role during the process of cancer. 

Thee present research on the consequences of cancer caregiving to caregivers is 

suggestive,, rather than conclusive. In a review, Laizner et a/.69 reported that at 3 months 

fol lowingg the hospital discharge of cancer patients, 68% of the caregivers felt that they 

hadd to be available to patients for 24 hours a day. In a study among laryngeal cancer 

patientss and their partners, it was found that caregiver burden decreased as time since 

diagnosiss increased. Changes in caregivers' health were not reported, and burden was 

foundd to be unrelated to caregivers' health.47 In a study among terminally ill cancer 

patientss and family members, no significant effects of the duration of caregiving were 

foundd on outcomes of caregiving.70 In a sample of patients who underwent surgery for 

eitherr colon or bladder cancer, partners showed significantly higher levels of anxiety 

thann patients. These emotional problems peaked 60 days after discharge and remained a 

problemm for most partners up to 6 months after discharge.53 In a similar patient 

population,, it was found that the incidence of partners' somatic complaints, such as 

fatigue,, aches and pains began to rise between 30 and 60 days after the patient returned 

home.711 Baider and Kaplan-de Nour72 also noticed an increasing burden in spouse 

caregiverss over time in addition to treatment. However, McCorkle et a/.62 reported that 

evenn though patients improved in time, their caregivers continued to report similar 

levelss of burden. Patients' health was strongly related to caregivers' financial impact, 

impactt on schedule, and physical caregiving tasks. 

Ass yet, there is no evidence to validate the precise effects of caregiving for cancer 

patientss on caregivers over time. Primarily, it can be expected that giving care to 

patientss with cancer depends on the phase of the disease and the needs of the individual 

patient.. A possible assumption is that, immediately and shortly after diagnosis, 

caregiverss may predominantly experience psychological symptoms, while in the long 

runn (e.g., at 6 months) physical consequences of caregiving may also appear. 

AA conceptua l framewor k for the caregivin g proces s 

Thee cognitive stress theory of Lazarus and Folkman34 is frequently used in caregiving 

research.. According to this theory, contextual elements, as well as perceptions of the 

situation,, play a major role within a stressful situation, such as the caregiving process. 

Thee extent of the experienced stressful situation does not depend solely on the demands 

off the situation or on the personal and social resources of the person, but rather on the 
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relationshipp between demands and resources as perceived by the individual. The as-

sumptionn underlining this theory is that the individual's unique perceptions of the 

illness-caregivingg situation are more likely to explain outcomes than socio-demographic 

orr patient-illness characteristics alone. 

Thiss theoretical approach may guide interpretations of relations between caregiving 

aspectss and overall outcomes of caregiver's health. Following Pearlin et a/.,33 three key 

componentss of the cognitive stress theory are said to be involved in the caregiving 

process,, namely 1) stressors, 2) outcomes, and 3) potential mediators. Stressors refer to 

thee patient's physical and psychological health, and associated care tasks. Outcomes 

referr to the caregiver's physical and psychological health. Social support can be stated as 

aa potential mediator. Caregiver burden can be seen either as a stressor or a mediator. 

Thesee five concepts may provide a useful framework for describing the caregiving 

processs and for explaining outcome differences in caregivers' burden or health (Fig. 

2.2). . 

Patient'ss Health 

Care e 

Tasks s 

, , 

 » 

' ' r r 

Caregiver r 
Experiences s 

Caregiver's s 
Health h 

Sociodemographicc Social Other 

Characteristicss Support Factors 

Figur ee 2.2 Conceptua l framewor k of the caregivin g proces s 

Itt can be assumed that as the course of cancer proceeds, the patient's health changes 

andd subsequently care tasks are generated. Here, the perception of these tasks is 

conceptualizedd as caregiver experiences, i.e., caregiver burden and positive aspects. 

Furthermore,, it can be assumed that caregiver experiences may lead to an effect on the 

caregiver'ss psychological health and physical health or vice versa. 
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Conclusion ss and recommendation s for futur e researc h 

Cancerr can be increasingly characterized as a chronic disease with considerable, 

continuingg and fluctuating specific needs and problems for patients as well as their 

caregivers.. Research focusing exclusively on the caregiving process involving cancer 

patientss and their caregivers is scarce. Most research has been performed among family 

memberss of frail elderly or cognitively impaired patients. There is a pressing need to 

studyy cancer patients and their caregivers concerning the caregiving process. Especially, 

whenn a lot of care tasks are involved, the health of the caregivers may both physically 

andd psychologically change. Longitudinal studies that carefully follow patients and 

caregiverss over the course of the illness can shed light on the long-term caregiving 

effects. . 

Contextuall factors, personal characteristics, as well as perceptions are suggested to be 

relatedd to caregiver's health outcomes. Specific types of care may lead to specific health 

outcomes.. For example, in comparison to household activities, personal patient care 

andd providing support may be expected to be a burdensome activity and may 

subsequentlyy lead to a stronger negative effect on caregiver's health. However, because 

peoplee may have an increased risk for poor health, this does not mean that they cannot 

experiencee positive health outcomes. It should be noted that intra- and inter-individual 

differencess concerning circumstances, events, resources, and health outcomes exist. 

Also,, positive and negative care experiences and health outcomes may coexist, but not 

necessarilyy at the same moment. Moreover, these experiences and circumstances are 

likelyy to be shifting throughout the day and during the course of caregiving. Informal 

caregiverss primarily need to be recognized as equivalent members of the health-care 

team.. Once the physical and psychological states of caregivers are linked to the course 

off cancer and to the physical and psychological states of the patient, we may identify 

potentiall caregivers which are most vulnerable and in potential need of support. 

Ass patients with cancer more often become chronic patients, and the trend of the health 

policyy is to discharge patients "quicker and sicker", it is essential to gain a better under-

standingg of the consequences for caregivers of cancer patients. Numerous correlates and 

effectss of caregiving have been reported, which hampers drawing overall conclusions. 

However,, because partners are identified as the most vulnerable caregivers, and in order 

too obtain a more or less homogenous sample, the exclusion of family members other 

thann partners is recommended when examining the role of the multi-dimensional 

conceptss within the caregiving situation. 
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Describingg the care situation f rom the perspective of the caregiver is passing questions 

relatedd to the qual i ty of care. Given the demographic, medical technological 

developmentss and health-care pol icy, this topic has and w i l l become more and more 

serious.. Altogether, an increasing involvement of, and a heavier demand on the informal 

caree system is expected most l ikely. Attention to the caregiver's experiences, whenever 

thesee are negative or posit ive, helps to ensure that better care w i l l be given. 
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Measurin gg bot h negativ e and positiv e reaction s to givin g 

caree to cance r patients : psychometri c qualitie s of the 

Caregive rr  Reactio n Assessmen t (CRA) 

Abstrac t t 

Thee Caregiver Reaction Assessment Scale (CRA) is an instrument designed to assess 

specificc aspects of the caregiving situation, including both negative and positive dimen-

sionss of caregiving reactions. This chapter addresses the psychometric qualities of the 

CRAA in a multicenter study among partners of colorectal cancer patients (N = 181). Five 

dimensionss of caregiver reactions were identified through exploratory factor analysis: 

thee impact of caregiving on disrupted schedule, financial problems, lack of family 

support,, loss of physical strength, and care-derived self-esteem. Reliability analyses 

showedd that standardized Chronbach's alpha's varied between 0.62 and 0.83 for the 

separatee subscales, indicating sufficient internal consistencies. Construct validity was 

supported.. The CRA proves to be a feasible, reliable and valid instrument for assessing 

bothh negative and positive reactions to caregiving among partners of patients with 

cancer. . 

SocSoc Sci Med 1999; 48: 7259-69. 
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Introductio n n 

Cancerr has increasingly become a chronic disease, characterized by a high and conti-

nuouss care demand and with a long-term treatment often implemented in home settings. 

Inn general, the growing prevalence of chronic diseases, the early hospital discharges and 

thee greater reliance on outpatient care have shifted the demands from professional 

caregiverss towards family members who provide care to patients at home.1 With a high 

andd still increasing prevalence of cancer, family caregivers play an essential role in the 

caree system.2 Although it is generally acknowledged that the role of informal caregivers 

iss important, little is known about the consequences of giving care to cancer patients. 

Caregivingg requires time and effort, and usually also material expenditures. Therefore, 

thee consequences of caregiving have often been described as burdensome to the 

caregiver.3,44 To assess this caregiver burden, there has been a shift from uni-dimensional 

too multi-dimensional instruments over the last two decades. In the early Eighties, several 

instrumentss have been introduced to assess the consequences of caregiving in terms of 

uni-dimensionall concepts, like burden or strain, e.g., theZarit Burden Interview5 and the 

Caregiverr Strain Index.6 Their aggregated sum scores either assumed equivalence of 

stimulii or masked the relative contribution of conceptually specific domains of the 

caregivingg situation. To handle this problem, the concept burden has been divided into 

twoo components labeled as "objective" and "subjective" burden.7,8 In general, objective 

burdenn aims to reflect negative consequences that could be objectively observed, such 

ass disruptions in family life, social life and finances, while subjective burden aims to 

referr to feelings of embarrassment, strain or role overload that may be actually 

experiencedd when giving care.7,9'0 Although, most research has focused on subjective, 

negativee aspects of giving care, studies also increasingly reported on subjective, 

beneficiall effects.11"16 The operationalisation of positive aspects of caregiver experiences 

variess enormously. At first, positive aspects were part of more global burden scales.S17 

Inn recent studies, positive aspects are more explicitly defined and measured, e.g., 

gratification,"" uplifts,12 caregiver self-esteem,18 caregiver work and life satisfaction,19 

gain,166 satisfaction, mastery and ideology.13 

Ass yet, the most balanced approaches to measure caregiver experiences incorporate 

bothh the burdensome experiences and the commitment and normative responsibilities 

towardd the care recipient. However, instruments that estimate both negative and 

positivee experiences of caregiving are predominantly used among caregivers of 
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(disabled)) elderly people13,19 or patients with cognitive disorders,11,16 and their psycho-

metricc qualities in a population of caregivers of cancer patients are not evident. 

Onlyy few measures have been specifically used in a population of cancer caregivers, 

e.g.,, the Appraisal of Caregiving Scale (ACS)14,20 and the Caregiver Reaction Assessment 

Scalee (CRA).18The ACS aims to measure the meaning of the cancer caregiving situation 

inn terms of intensity of four dimensions of primary appraisal: harmMoss, treat, challenge 

andd benign. The CRA, however, aims to assess more specifically the caregiver 

experiencess with respect to five domains of the caregivers lives, i.e., daily schedule, the 

financiall situation, the relationships with others, and the caregiver's physical strength 

andd self-esteem. These five domains appear to represent the core set of caregiver 

experiencess in an informal setting8,17,21 The CRA seems to be a good option for studying 

thee subjective, multi-dimensional, negative and positive experiences of caregiving 

amongg caregivers of cancer patients. The CRA was developed and tested in a study 

conductedd by Given et a/. 18 among caregivers of patients with various disorders, and 

thiss study revealed good psychometric properties. In later studies into cancer caregiving 

situations,, two subscales of the CRA were used in particular: disrupted schedule and 

losss of physical strength.22"24 As far as we know, data on all five domains for caregivers of 

cancerr patients were only published once, but the sample studied was small (n = 17).25 

Thee purpose of this study is to evaluate the CRA among partners of cancer patients in 

thee Netherlands, and to examine the feasibility, the underlying structure, and the 

reliabilityy and validity of the instrument. The translated CRA is expected to show the 

samee five component structure as was found for the original instrument. Construct 

validityy will be further examined by assessing convergent and discriminant validity. 

Convergentt validity will be supported if the negative subscales of the CRA are related 

withh overall measures of burden and depression and if the positive subscale is related 

withh instruments measuring caregiver's competence. Discriminant validity, on the other 

hand,, wil l be supported if the negative subscales of the CRA and instruments measuring 

caregiver'ss competence are unrelated, and if the positive subscale is unrelated with 

overalll measures of burden and depression. 

Method s s 

PROCEDURE,, SUBJECTS AND RESPONSE 

Too evaluate the psychometric qualities of the CRA, we wil l present results obtained from 

ourr longitudinal study entitled: "CAregiving of Spouses of cancer PAtients" (CASPA). 

Thee study was conducted in cooperation with 10 hospitals in the Netherlands in the 
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regionss of Amsterdam and Groningen. Data were used from the baseline measurement 

amongg partners, which took place as soon as possible after the patients' surgery and 

withinn three weeks after hospital discharge. At this measurement point, data concerning 

caregiverr experiences were gathered retrospectively, referring to two weeks prior to 

patient'ss hospital admission. Partners were interviewed face-to-face either at the hospital 

orr at home by trained research assistants using structured questionnaires (e.g., CRA). 

Also,, data were collected by self-report questionnaires. 

Newlyy diagnosed colorectal cancer patients who recently had undergone surgery, who 

hadd a survival prognosis of at least 6 months, and who lived with a partner were 

selected.. The partner was defined as the person who was/lived as married with the 

patientt as partner, and who resided in the patient's household. Of the 264 couples who 

havee been addressed, 26 couples were not approached for the study because of the 

fol lowingg reasons, which were mentioned by the responsible physician: a poor 

psychologicall and/or physical health status of the patient (n = 7), a poor psychological 

and/orr physical health status of the partner (n = 12) or an unsuitable period of enrollment 

(nn = 7), e.g., two couples were in the middle of a movement, one couple left the country 

forr a longer period and one couple had recently lost their child; in the three other cases, 

noo further explanation of the physician was available. Of the 238 eligible cancer 

patientss and their partners, informed consent was obtained from 181 at the onset of the 

study.. The response rate was 76%. No response bias was found between participants 

andd non-responders with respect to the variables age, gender, diagnosis and region. 

MEASUREMENTS S 

Thee original English version of the Caregiver Reaction Assessment Scale (CRA) was 

translatedd into Dutch by two authors and a professional translator (Appendix 1). Every 

effortt was made to ensure that the original meaning of each item was retained in the 

Dutchh translation. Each person made her own translation. These translations were 

comparedd and a consensus was reached for each of the 24 items about its Dutch 

translation.. A professional translator turned the CRA-D again into the English language 

andd a discussion on minor differences led to the final version of the CRA. 

Thee CRA consists of 24 items, which can be divided into five subscales: disrupted 

schedule,, financial problems, lack of family support, loss of physical strength and care-

derivedd self-esteem. The subscale "disrupted schedule" measures the extent to which 

caregivingg interrupts usual daily activities. The subscale "financial problems" measures 

thee financial strain on the caregiver. The subscale "lack of family support" measures the 
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extentt to which the caregiver perceives a shortage of family support and the caregiver's 

perceptionn of being abandoned, and the subscale "loss of physical strength" assesses the 

caregiver'ss feeling of deterioration in physical health. The subscale "care-derived self-

esteem"" aims to measure positive experiences of caregiving, i.e., the extent to which 

caregivingg imparts individual self-esteem. The former four subscales assess negative 

experiencess of caregiving. 

Byy means of a face-to-face interview, respondents were asked to rate the perceived 

impactt of caregiving for each item on a five-point Likert scale. For each subscale, a total 

scoree was computed as the average of the subsequent item scores, with a range between 

1.00-5.00.. A higher score represented a stronger impact of the attribute (either negative 

orr positive). Since the CRA was constructed to identify different dimensions in 

caregivers'' lives, no overall sum score was used. 

Too assess the construct validity of the CRA subscales, measures of self-perceived 

pressuree among informal caregivers26 and the impact on social activities27,28 were 

includedd in the study. The 'Self-Perceived Pressure from Informal Care' scale (SPPIC) 

aimss to measure perceived pressure in informal caregivers of demented elderly. Findings 

supportedd the reliability (a = 0.79) and validity of the SPPIC.26 The impact on social 

activitiesactivities was defined as the actual changes in various aspects of the caregiver's life and 

householdd (i.e., changes in social activities) and the caregiver experiences concerning 

thesee changes (i.e., perceived social changes). Respondents were asked to report on a 6-

itemm scale the actual change in time available for household, family, visiting others, 

hobbies,, work and relaxing. If the available time was reported to have decreased, the 

itemm was accompanied by a subjective assessment on whether this change in time was 

experiencedd as burdensome (a = 0.79).28 

Moree specifically, construct validity of two subscales, disrupted schedule and loss of 

physicall strength, were examined in relation to measures of overall burden and 

depression.. Overall burden was measured with a one-item self-composed question 

aboutt the respondent's own perception of caregiver burden. The five-point answering 

formatt ranged from 'no burden at all ' to 'extremely burdened'. The Center for 

EpidemiologicEpidemiologic Studies Depression Scale (CES-D) was used to measure depressive 

symptoms,, such as guilt, worthlessness, helplessness, loss of appetite and sleep 

disturbance.299 The CES-D consists of a 20-item self-report scale that taps the level of 

depressivee symptomatology during the preceding week. Total scores may range from 0-

60,, with scores of 16 and over representing high depressive symptomatology. 

Chronbach'ss a was found to vary between 0.79 and 0.92.30 
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Constructt validity of the subscale, the impact of caregiving on self-esteem, was assessed 

byy examining correlations with perceived personal competence, i.e., personal 

accomplishment.. Personal accomplishment was measured by a subscale of the Maslach 

Burnoutt Inventory,31 which was translated into Dutch and tested by Schaufeli and 

Dierendonck.322 This scale consists of eight statements that represent personally 

perceivedd competence in giving care to a partner. Respondents were asked to indicate 

onn a five-point scale the extent to which they agreed or disagreed with the statements. 

Thee total score could range from 8-40, with a high score indicating a high personal 

accomplishment.. Chronbach's a of the scale was found to be 0.78.32 

ANALYSE S S 

Alll data were checked for accuracy and analyzed with SPSS for Windows, Statistical 

Packagee for the Social Sciences (version 6.01). 

First,, descriptive analyses of the study sample and the characteristics of the CRA were 

performed.. In the case of missing CRA item scores up to a maximum of three {i.e., < 

12.5%% of the total number of items), these missing item scores were replaced by the 

meann item score of the remaining items for the subscale. In all other cases, subjects 

weree excluded. 

Thee feasibility of the CRA (i.e., the ease with which the instrument can be completed by 

respondents)) was assessed in terms of the percentage of missing values per item, a 

standardizedd index of missings and the time needed to complete the scale. The 

standardizedd index of missings is defined as the mean number of missing values per 

patientt divided by the total number of missings of the scale, multiplied by 100.33 

Thee underlying structure of the 24 items of the CRA was examined with principal 

componentt analysis with varimax rotation. The criteria used for the extraction of the 

componentss were a minimum eigen value of 1.00 and each component had to account 

forr at least 5% of the variance among items. Selection of the individual items of a 

construct,, which were applied to the loadings in the rotated pattern matrix, was based 

onn the following criteria: a) an item should have a loading exceeding 0.40 on its main 

component,, and b) the second highest loading on any of the other subscales had to be at 

leastt 0.20 lower than the highest loading to ensure uniqueness of the subscales. 

Reliabilityy was determined in terms of internal consistency (i.e., homogeneity), which 

referss to the statistical coherence of the scale items and is based on the weighted 

averagee correlation of items within an index. We used the Chronbach's alpha 
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correlationn coefficient to assess internal consistency.34 In general, homogeneity is 

consideredd to be good if alpha ranges between 0.70 and 0.90. 

Constructt validity of the subscales of the CRA was examined by assessing convergent 

andd discriminant validity by means of Pearson's correlation coefficients. 

Result s s 

SAMPLE E 

Inn Table 3.1, disease specific characteristics of the patients and socio-demographic 

characteristicss of the partner caregivers are presented. Most patients (i.e., n = 120; 66%) 

weree diagnosed with colon cancer, while 61 (34%) were diagnosed with rectum cancer. 

Thirty-sixx percent of all patients had a stoma. The mean duration of complaints of the 

patientss was 11.9 months, with a high standard deviation (40.5). The partner group 

consistedd of 64 men and 117 women, with a mean age of 63.4 years (SD = 10.8 years). 

Elevenn percent were younger than 50 years, 46% between 50 and 65 years, and 43% 

olderr than 65 years. While 54% of the patient/partner dyads came from the region 

Amsterdam,, 46% came from Groningen. 

Tablee 3.1 Backgroun d characteristic s of patient s and partner s (N = 181) 

Definition n (%) ) 

PatientPatient  characteristics 

Colonn cancer 

Stoma a 

Durationn of complaints 

(months) ) 

PartnerPartner  characteristics 

Female e 

Agee (years) 

Region n 

0-3 3 

4-6 6 

7-12 2 

>12 2 

<< 50 

50-65 5 

>65 5 

Amsterdam m 

Groningen n 

120 120 

65 5 

58 8 

55 5 

42 2 

26 6 

117 7 

20 0 

83 3 

78 8 

97 7 

84 4 

(66) ) 

(36) ) 

(32) ) 

(30) ) 

(23) ) 

(14) ) 

(65) ) 

(11) ) 

(46) ) 

(43) ) 

(54) ) 

(46) ) 

39 9 



ChapterChapter 3 

DESCRIPTIVES S 

Descriptivee statistics of the subscales of the CRA are presented in Table 3.2. The mean 

itemm score of subscale 5, measuring the positive dimension care-derived self-esteem, 

wass found to be relatively high, i.e., most caregivers strongly agreed with a positive 

impactt on self-esteem. With respect to the other subscales, the respondents reported 

leastt impact on their financial situation. Extreme estimates of measures of central 

tendencyy (e.g., mean scores) in combination with fairly small standard deviations may 

indicatee skewed distributions. Although distributions of the subscales were normally 

distributed,, two distributions of item scores were slightly skewed. Of the subscale 

financiall problems, item 22, which refers to the adequacy of financial resources, 

showedd the strongest skewness to the lowest. Within the subscale care-derived self-

esteem,, a high mean item score and a small standard deviation were especially seen in 

itemm 15, which addresses partner's feelings of resentfulness having to care for his/her 

partnerr {this item was reversed). 

Tablee 3.2 Numbe r of items , means , standar d deviation s and standardize d means of 

thee subscale s of the CRA (N = 181)* 

Disruptedd schedule 

Financiall problems 

Lackk of family support 

Losss of physical strength 

Care-derivedd self-esteem 

No. . 

5 5 

3 3 

5 5 

4 4 

7 7 

off items Subscale e 
Mean n 

2.44 4 

1.87 7 

2.10 0 

1.98 8 

4.19 9 

SD D 

0.84 4 

0.57 7 

0.60 0 

0.62 2 

0.41 1 

** A high score on impact of disrupted schedule, financial problems, lack of family support and loss of 
physicall strength indicates a negative impact on caregiver experiences, while a high score on the impact 
off care-derived self-esteem rather indicates a positive impact on caregiver experiences. 

FEASIBILIT Y Y 

Thee feasibility of the CRA was indicated by the number of missing values and the time 

neededd to complete the CRA. Of the 181 participating partners, 176 (97%) completely 

filledd out the CRA. Only one of the 181 participating partners had more than 10% 

missingg CRA values, i.e., three missing values of the 24 items. There were no indications 

thatt the missing items were clustered. The percentage of missing values per item ranged 

fromm zero to 1.7%, and the standardized index of missings was 0.2. The average time 
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neededd by a trained research assistant to complete the CRA during a face-to-face 

intervieww was less than 10 minutes. 

STRUCTURE E 

Thee results of the principal component analysis comprising the 24 CRA items are 

presentedd in Table 3.3. The CRA contained five meaningful factors explaining 57% of 

thee total variance. Most variance (21%) was explained by the factor addressing the 

impactt on care-derived self-esteem. The second factor found addresses the impact of 

caregivingg on daily schedule and explained 14% of the variance. The third factor, i.e., 

lackk of family support, explained an additional 9% of the variance, whereas the fourth 

andd fifth factors, describing the impact of caregiving on finance and physical health, 

explainedd another 7% and 6%, respectively. 

Severall items did not meet the criteria of sufficient and unique loadings on the main 

component.. Item 21 , item 3 and 18 did not exceed loadings of 0.40 on the suggested 

mainn components, i.e., care-derived self-esteem , lack of family support, and loss of 

physicall strength, respectively. Also the difference in highest and second highest loading 

off these items on any of the other subscales were found to be less than 0.20. Both item 

211 and 3 showed relatively low factor coefficients and their highest loadings were on 

thee subscale finance. Item 18 loaded both on factor 5, its main component (loss of 

physicall strength), and factor 2 (disrupted schedule). Also, two other items of the factor 

losss of physical strength, namely 8 and 5, showed relatively high loadings on the factor 

disruptedd schedule. This suggests that the subscales on loss of physical strength and 

disruptedd schedule may not be unequivocal. A similar consideration can be derived 

fromm the interscale correlations (Table 3.4). In general, the subscales of the CRA 

representt fairly independent dimensions of caregiving experiences, except for the 

subscaless loss of physical strength and disrupted schedule (r = 0.47). 

Tablee 3.4 Inter-scal e correlation s of thee CRA (N = 181) 

11 2 3 4 5 

Disruptedd schedule 

Financiall problems 0.19** 

Lackk of family support 0.18* 0.20** 

Losss of physical strength 0.47*** 0.22** 0.29*** 

Care-derivedd self-esteem -0.09 -0.15*** -0.22** -0.28*** -

pp < 0.05; ** p < 0.01; *** p < 0.001. 
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Tablee 3.3 Principa l componen t analysi s of the CRA wit h varima x rotatio n (N = 181) * 

Care-derivedCare-derived  self-esteem 
10.. Caring makes me feel good 

19.. Want to care 

12.. Privileged to care 

6.. Enjoy caring 

4.. Caring is important to me 

15.. Resent having to care (reversed) 

21.. Never do enough to repay b (reversed) 

DisruptedDisrupted  schedule 
14.. Eliminated things from schedule 

20.. Visit family friends less 

7.. Stop work to care 

16.. Constant interruptions 

1.. Activities centered on care 

LackLack  of  family  support 
13.. Others dump caring 

11.. Difficult to get help 

17.. Family left me alone 

9.. Feel abandoned 

3.. Family works together1* (reversed) 

FinancialFinancial  problems 
23.. Difficult to pay 

24.. Financial strain on family 

Factorr 1 

.82 2 

.81 1 

.75 5 

.70 0 

.67 7 

.55 5 

-.34 4 

Factorr 2 

.77 7 

.75 5 

.75 5 

.71 1 

.64 4 

Factorr 3 

.85 5 

.80 0 

.72 2 

.46 6 

-.30 0 

Factorr 4 Factor 5 

-.42 2 

-.37 7 

.83 3 

.80 0 

22.. Financial resources adequate (reversed) . 79 

LossLoss  of  physical  strength 
2.2. Healthy enough to care (reversed) 

8.. Health has gotten worsec 

5.. Takes all my physical strength c 

18.. Tired all the time b 

Eigenvalue e 

Explainedd variance (57%) 

5.12 2 

211 % 

.42 2 

.41 1 

.53 3 

3.37 7 

14% % 

2.20 0 

9% % 

1.67 7 

7% % 

.77 7 

.60 0 

.53 3 

.36 6 

1.30 0 

6 % % 
aa Only factor loading coefficients of 0.40 and higher are displayed, except for items 3, 21 and 18; b Factor 
loadingg coefficient was less than 0.40 on suggested component, and difference between highest factor loading 
andd second highest factor loading was less than 0.20; c Difference between the highest factor loading and the 
secondd highest factor loading was less than 0.20. 
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INTERNALL CONSISTENCY 

Tablee 3.5 represents the reliability of the CRA in terms of homogeneity. The internal 

consistencyy was sufficiently high for four subscales, namely subscale 1 (a i= 0.81), 

subscalee 2 {(X2= 0.83), subscale 4 (ou= 0.68) and subscale 5 (cts = 0.73). The 

homogeneityy of subscale 5 increased from 0.73 to 0.83 if item 21 was removed. 

Subscalee 3 showed a relatively poor reliability at first (a3= 0.62), but increased 

significantlyy if item 3 was removed (ci3 = 0.74). Both item 21 and item 3 seemed to 

contributee barely to the coherence of the subscale 3 and subscale 5, respectively. 

VALIDITY Y 

Supportt for the construct validity of the CRA is shown in Table 3.6. The strongest 

correlationss between burden scales were found for the subscales disrupted schedule and 

losss of physical strength. Furthermore, correlations between corresponding scales 

exceededd most intercorrelations between the different CRA subscales. For example, the 

correlationn between disrupted schedule and social impact was found to be higher than 

thee correlations between disrupted schedule and other subscales. The correlations 

betweenn the CRA subscales and the corresponding scales are not that high that we have 

too assume that the same concept is being measured <r < 0.67). 

Tablee 3.6 Construc t validit y of the subscale s of the CRA: Pearson correlation s wit h 

correspondin gg and non-correspondin g measures 3 (N= 181) 

Disrupted d 
schedule e 

Financial l 
problems s 

Lackk of 
familyy support 

Losss of physical 
strength h 

Care-derivedd self-
esteem m 

SPPIC C 

0 .42*** * 

0.11 1 

0.09 9 

0 .32* * * * 

-0.05 5 

Changes s 
inn social 
activities s 

0 .67*** * 

0.01 1 

0.05 5 

QQ 2 7 * * * 

0.09 9 

Perceived d 
changes s 

0 .52*** * 

-0.02 2 

0.13* * 

0 .38*** * 

0.01 1 

Overall l 
Burden n 

0 .33*** * 

0.56* * 

0.09 9 

0 .36*** * 

-0.07 7 

CES-D D 

0 .25*** * 

0.11 1 

0.06 6 

00 o o * * * 

0.04 4 

PA A 

-0.03 3 

-0.05 5 

-0.16* * 

-0.11 1 

0 .43*** * 

** p < 0.05; ** p < 0.01; *** p < 0.001;a Self-perceived pressure from informal care (SPPIC);26 Changes 
inn social activities and perceived changes of social activities;27'28 Overall burden (one-item question, self-
composed)) and depression (CES-D);30 Personal accomplishment (PA).32 
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Tablee 3.5 Homogeneit y of the 24 item s of the CRA (N = 181)a 

Subscalee 1: Disrupted  schedule 

1.. Activities centered on care 
7.. Stop work to care 
14.. Eliminate things from schedule 
16.. Constant interruptions 
20.. Visit family/friends less 

Subscalee 2: Financial  problems 

22.. Financial resources are adequate (Reversed) 
23.. Difficult to pay 
24.. Financial strain on family 

Subscalee 3: Lack of family  support 

3.. Family works together (Reversed) 
9.. Feel abandoned 
1 1 .. Difficult to get help 
13.. Others dump caring 
17.. Family left me alone 

Subscalee 4: Loss  of  physical  strength 

2.2. Healthy enough to care (Reversed) 
5.. Takes all my physical strength 
8.. Health has gotten worse 

18.. Tired all the time 

Subscalee 5: Care-derived  self-esteem 

4.. Caring is important to me 
6.. Enjoy caring 
10.. Caring makes me feel good 
12.. Privileged to care 
15.. Resent having to care (Reversed) 
19.. Want to care 
2 1 .. Never do enough to repay (Reversed) 

aa subscale 

0.81 1 

0.83 3 

0.62 2 

0.68 8 

0.73 3 

aa subscale, 
iff item deleted 

0.80 0 
0.75 5 
0.75 5 
0.77 7 
0.77 7 

0.82 2 
0.66 6 
0.74 4 

0.74 4 
0.54 4 
0.41 1 
0.39 9 
0.40 0 

0.68 8 
0.61 1 
0.52 2 
0.62 2 

0.54 4 
0.51 1 
0.50 0 
0.54 4 
0.58 8 
0.51 1 
0.83 3 

** Highest Chronbach's a's are indicated in bold type 
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Thee impact of caregiving on self-esteem was highly correlated with personal 

accomplishmentt and unrelated to the self-perceived pressure from informal care, 

(perceived)) changes in social activities, overall burden and depression. And the four 

negativee subscales of the CRA were either unrelated or slightly related negatively to 

personall accomplishment. In conclusion, the subscales represented conceptually 

differentt dimensions within the caregiving situation and construct validity of the 

subscaless of the CRA was supported. 

Discussio n n 

Overr the years, several instruments have been developed to assess the experiences of 

caregivingg in informal caregivers. To assess cancer caregiver experiences, the choice of 

aa suitable instrument should be based on three considerations: 1) applicability for the 

specificc target population, i.e., caregivers of cancer patients, 2) multi-dimensionality, 

includingg both negative and positive dimensions, and 3) good psychometric qualities. 

Thee CRA is advocated as an instrument that could be applied among partners of cancer 

patientss in order to assess multi-dimensional aspects of the caregiving situation, 

includingg both negative and positive aspects. The CRA consists of 24 items and 

comprisess five subscales: disrupted schedule, financial problems, lack of family support, 

losss of physical strength and the impact of caregiving on caregiver's self-esteem. This 

studyy shows that the CRA also meets sufficient psychometric properties concerning 

feasibility,, reliability and validity. 

Thee CRA can be completed within 10 minutes in a face-to-face interview by a trained 

researchh assistant. The feasibility of the CRA in terms of number of missing value ranged 

fromm 0-1.7%,with a standardized index of missing values of 0.2. Compared to findings 

off measures reported in other studies, such as the Nottingham Health Profile (range of 

missingg values 0.4-1.3%; standardized index 0.8)33 or, the Sense of Competence Scale 

(rangee of missing values 0-4.2%; standardized index 1.7),35 the number of missing 

valuess of the CRA in our study is relatively low. 

Thee reliability of the subscales was sufficient with the lowest internal consistency being 

foundd for the subscale lack of family support. Both the underlying structure and 

homogeneityy values of subscales lack of family support and care-derived self-esteem 

changedd considerably in a favorable direction in case two items were omitted, namely: 

itemm 3 'My family works together at caring for my partner' (this item was reversed) and 

itemm 21 'I will never be able to do enough caregiving to repay my partner' (this item was 
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reversed).. Although, it is not advisable to change an existing scale on the basis of only 

onee single study, we suggest to pay specific attention to these items in further research. 

Cross-culturall in-equivalence in the interpretation of statements or the ambiguous 

wordingg of items may have led to different outcomes. In particular, item 3 concerning 

familyy matters, may have been interpreted differently. Also, these items (21 and 3) had 

too be reversed for the analyses and this might have led to different interpretations than 

whatt was actually meant to be measured. 

Constructt validity of the subscales is strongly supported. The subscales can be used as 

separatee measurements, each measuring a conceptually specific aspect of the 

experiencess of caregiving. Hence, a more detailed analysis of the different aspects, 

includingg both negative and positive caregiving experiences, is possible. 

Inn the reference study conducted by McCorkle et a/.25 for which data on all five domains 

weree published, the mean scores of the subscales of the CRA were 3.34 for disrupted 

schedule,, 2.24 for financial problems, 2.24 for lack of family support, 2.13 for loss of 

physicall strength and 4.10 for care-derived self-esteem, respectively. In comparison with 

thesee scores and formerly published subscale scores,22"24,36 the current study showed a 

relativelyy low score on negative domains of caregiver experiences, which indicated that 

thee impact of caregiving was generally perceived as less negative. A plausible 

explanationn is selection bias due to non-response of caregivers of cancer patients with a 

deterioratingg health status. As mentioned before, one inclusion criterion of cancer 

patientss is a survival rate of at least 6 months. Although no differences were observed 

betweenn participating patients and non-response concerning age, gender, diagnosis and 

region,, differences in patient characteristics in terms of health status, or partner 

characteristicss in terms of caregiving aspects could not be examined. It might be the 

casee that partners of patients with a poor prognosis have more caregiving responsibilities 

andd may experience caregiving more negatively. This was also supported by Kurtz et 

ayy 23,24,36 Moreover, in the reference studies mentioned before,22"26 only caregivers of 

patientss with relatively high and complex care requirements are included, which might 

explainn why these caregivers do experience less favorable aspects of giving care. Thus, 

inn the current study, generalizabiIity is limited to partner caregivers of cancer patients 

withh a relatively good health and prognosis. 

Anotherr source of bias could be socially desirable answering patterns because of a face-

to-facee interview setting. This setting aimed to prevent missing data on the CRA, but 

sociall desirability may be more prevalent in a personal interview than in a telephone 

intervieww or a self-report questionnaire. Therefore, the negative aspects of caregiving 

(i.e.,, disrupted schedule, financial problems, lack of family support and loss of physical 
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strength)) could have been underestimated and the positive aspects of caregiving (i.e., 

care-derivedd self-esteem ) could have been overestimated in this study. 

Furthermore,, there are some other issues which need to be addressed with respect to the 

generalizabiIityy of the findings and the application of the instrument. Firstly, only partner 

caregiverss of cancer patients were involved in this study, which impedes drawing 

conclusionss on caregiver experiences with respect to other groups of informal 

caregivers.. Also in the case of cancer, many patients will not have a partner and other 

caregiverss (e.g., children, siblings, parents) might take on caregiving responsibilities. By 

excludingg other caregivers than partners, the generalizability of the findings of the 

currentt study is limited. However, partners, as compared to other caregivers, are stated 

too provide the most extensive and comprehensive care and are less likely to receive 

assistance.377 Moreover, partners are likely to be the primary caregiver, and these type of 

caregiverss often feel ultimately responsible for coordinating the care.14 Therefore, 

partnerss may particularly experience a more explicit impact of caregiving. 

Secondly,, the level of the scores on the specific subscales may have been influenced by 

thee moment of measurement. The period of data collection referred to two weeks before 

patient'ss hospital admission. Within this particular period, specific new care tasks may 

bee generated and the partner might be taking on a caregiving role. Partner's experiences 

too caregiving may have been only slightly manifest at this particular period and therefore 

theyy might underscore their feelings of being burdened. 

Thirdly,, as care tasks may accumulate, and caregiver experiences could show different 

patternss over time, it is important to study the experiences of caregiving in a longitudinal 

design.. Testing of stability of the instrument over time was attempted by Given et a/.18 

Theyy report that the CRA exhibited highly stable factor structures that make them ideally 

suitablee for the measurement of change in caregiver experiences.18 When caregiving is 

studiedd longitudinally, predictive validity of the CRA might also be studied, e.g., by 

examiningg the relationship between caregiver experiences and symptomatology or other 

healthh outcomes in caregivers. When a strong relationship is observed and well-

established,, the CRA could also be used for the identification of caregivers 'at risk'. The 

stabilityy and the predictive validity of the different dimensions of caregiver experiences 

overr time might be explored further in subsequent studies. 

Finally,, caregiver experiences may change depending upon the patient's disorder, the 

caree setting and type of care tasks and number of professional and informal care 

providerss encountered. As the items of the CRA have explicitly been formulated in such 

aa way that they can also be presented to informal caregivers of patients with other 

chronicc diseases, the applicability of the CRA is not necessarily restricted to partners of 
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cancerr patients. Stommel et a/.38 confirmed the applicability of the CRA by reporting 

factoriall invariance of the CRA across different populations and over different 

measurementt points. Therefore, the CRA permits examination of how caregiving differs 

acrosss disease categories. More research can be done to investigate caregiver 

experiencess in different diseases. 

Inn conclusion, the CRA proved to be a feasible, reliable and valid instrument for 

assessingg specific caregiver experiences, including both negative and positive aspects, in 

partnerr caregivers of cancer patients. Further research is recommended in order 1) to 

assesss patterns of caregiver experiences over time, 2) to assess beneficial effects of 

caregivingg and prognostic markers to assess groups of the most vulnerable caregivers, 

andd 3) too compare caregiver experiences with respect to different types of caregivers and 

differentt diseases. 
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Pattern ss of caregive r experience s 

amongg partner s of cance r patient s 

Abstrac t t 
Inn the study which is presented in this chapter partners of patients with cancer (N = 148) 

weree included to investigate patterns of caregiving experiences over a 6 month period. 

Caregivingg experiences were assessed by four negative and one positive subscale: 

disruptedd schedule, financial problems, lack of family support, loss of physical strength 

andd self-esteem (CRA). Direction and size of caregiver experiences over time were 

analyzedd both at group and individual level, and according to gender, age and socio-

economicc status. Patterns of caregiver experiences appeared to vary between subgroups; 

women,, younger caregivers and caregivers with a higher socio-economic status 

experiencedd caregiving more negatively and less positively. The findings illustrate the 

valuee of studying inter- and intra- individual patterns across different subgroups, and 

emphasizee that caregiver experiences should be regarded as a multidimensional concept 

thatt includes negative and positive aspects. 

Submitted Submitted 
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Introductio n n 
Manyy types of cancer could nowadays be described as chronic diseases requiring long-

termm treatment and posing numerous demands on patients and their primary caregivers. 

Alterationss in the patient's functional ability, bodily functions, appearance, employment 

status,, sexual functioning, family and social role are reported to have a direct impact on 

thee caregiver.1,2 With earlier diagnoses, advances in treatment, longer survival times and 

aa trend towards outpatient treatment, informal caregivers are likely to be involved in 

providingg more complex care for a longer period of time. Research in the field of 

caregivingg mainly concerned family members of patients with mental disorders such as 

schizophreniaa or dementia.3"5 To date, however, only few studies have specifically 

examinedd caregiver outcomes over time in the case of cancer. This chapter is an attempt 

too contribute to a more detailed insight into outcomes of caregivers of cancer patients 

overr time. 

Onee of the concepts which seems to play a central role within the caregiver' situation is 

'caregiverr burden', which refers to negative feelings that may be experienced when 

givingg care (e.g.,6). More recent studies stressed that experiences of caregiving should be 

studiedd as a multidimensional construct, referring to physical, psychological, financial 

and/orr social experiences to specific care demands.2,7 And although caregiving is mainly 

addressedd as being burdensome, because of its unpleasant consequences, caregiving 

mayy also be perceived positively.7"10 Therefore, the most balanced approach to measure 

caregiverr experiences should incorporate both the negative and positive aspects of 

givingg care. 

Inn cancer caregiver research, caregiver experiences are defined over a broad range of 

varyingg constructs, that can be regarded as positive, neutral and/or negative, and 

(subsequently)) overall conclusions from studies are hampered by inconsistent findings. 

Onee of the first few longitudinal studies involving cancer patients and their spouses, 

conductedd by Oberst and James," revealed that the intensity of partner's distress did not 

changee over time, whereas the amount of distress reported by patients systematically 

decreasedd over time. Keitel et al.u reported similar patterns of distress in a study 

assessingg the impact of surgical treatment of cancer on the spouse. On the other hand, it 

wass demonstrated that caregivers experienced high levels of burden when they first 

occupiedd the caregiver role, but these experiences dissipated with time.13 Also, it was 

observedd that caregivers continued to report similar levels of cancer caregiver's impact 

onn financial problems, lack of family support and loss of physical strength over time, but 

aa decrease in impact on schedule over time and an increase on one positive dimension 
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off caregiver experiences, i.e., caregiver's self-esteem.'4 Evidently, these findings indicate 

aa need to examine patterns of caregiver experiences more thoroughly. 

Caregivingg may be conceived as a dynamic, ongoing process, with various 

trajectories.1114"166 Several researchers in the field of oncology stress that experiences of 

caregiverss of cancer patients have to be examined in relation to the phase of illness the 

patientt is going through.17 These phases can be divided into three stages, labeled as the 

initiall or 'acute' phase, the 'chronic' phase and 'resolution'.™ During the acute phase 

thee family is shocked, stunned and frightened. Patients and their family members may 

usee this period to find ways to cope and deal with the crisis. In the chronic phase, when 

primaryy treatment has been endured and the patient is dismissed from the hospital, 

familyy members have to take on new and additional responsibilities. During the third 

phase,, resolution, the family anchors itself in either survivorship or the bereavement 

process.. All three periods may lead to considerable anxiety and perceived pressure in 

familyy members, particularly in the primary caregivers.19 In order to get insight into 

caregiverr experiences over time, researchers increasingly emphasize the importance of 

includingg early phases of the illness in studying caregiver experiences over time.14,20,21 

Patternss over time can be examined by a number of different analytical ways, depending 

onn the specific research question. These methods can be distinguished particularly with 

respectt to the endpoint level of outcome(s) under study, the overall rate of change over 

timee or overall changeability.22 Preceding the question which factors influence change 

withinn the caregiving situation, is the course of the pattern over time itself. In order to 

obtainn a more specific insight into patterns of caregiver experiences, changes over time 

cann be determined at two different levels, across different groups and within one person 

overr time.23 As far as we know, longitudinal caregiving research has predominantly 

focusedd on overall variability (i.e., group variability) and no data are known about the 

proportionn of cancer caregivers who perceive caregiving more negatively or more 

positivelyy over time, or who remain stable. 

Whilee research into cancer caregiver experiences over time is rather scarce, research 

intoo patterns among certain types of caregivers is even more sporadic. In cross-sectional 

studies,, relatively consistent associations were reported on caregiver experiences and 

socio-demographicc characteristics, such as gender, age and socio-economic status. 

Women,, especially at a younger age and with a lower socio-economic status, tend to 

perceivee caregiving as more negative than their counterparts,2,13'24"27 even when this 

perceivedd impact is adjusted for the amount of care provided and/or the level of pa-

tient'ss health.28 
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Thee aim of the current study presented in this chapter is to describe overall patterns of 

caregiverr experiences in partners of cancer patients over time, as well as patterns for 

subgroupss (i.e., gender, age and socio-economic status) and individual variations over 

time.. Data will reflect on the early and chronic phases of the disease (i.e., the two weeks 

priorr to hospital admission, and to 3 and 6 months thereafter). Caregiver experiences are 

consideredd as a multidimensional construct, including negative and positive dimensions. 

Method s s 

PROCEDURE,, SUBJECTS AND RESPONSE 

Longitudinall data from the research project entitled: 'CAregiving of Spouses of cancer 

PAtients'' (CASPA) were used. This study was conducted in cooperation with 10 

hospitalss in the Netherlands in the regions of Amsterdam and Groningen, and data were 

collectedd at three measurement points. The baseline measurement point (TO) took place 

ass soon as possible after the patient's surgery either in the hospital or at home, with data 

beingg gathered retrospectively, referring to two weeks prior to the patient's hospital 

admission.. The second measurement point (T1) took place 3 months after baseline and 

thee third measurement (T2) occurred again 3 months later (i.e., 6 months after baseline). 

Patientss and partners were interviewed face-to-face by trained research assistants using 

structuredd questionnaires (e.g., CRA), and they also completed a self-report 

questionnaire. . 

Newlyy diagnosed colorectal cancer patients who recently underwent surgery, who had a 

survivall prognosis of at least 6 months, and who lived with a partner, were selected by 

surgeonss of the 10 cooperating hospitals. The partner was defined as a relative by 

marriagee or the person identified by the patient as partner, and who resided in the 

patient'ss household. Of the 238 eligible cancer patients and their partners, informed 

consentt was obtained from 181 at the onset of the study. The response rate was 76%. 

Noo response bias was found between participants and non-response with respect to the 

variabless age, gender, diagnosis and region. 148 couples (82%) participated in all three 

waves.. Reasons for loss to follow-up were: serious illness (n = 15; 8%), refusal to report 

forr follow-up (n = 10; 6%) and death of the patient (n = 8; 4%). 
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MEASUREMENTS S 

CaregiverCaregiver experiences 

Caregiverr experiences were measured using the Caregiver Reaction Assessment scale 

(CRA),, which was developed by Given et a\J The CRA consists of 24 items, which 

containss four negative dimensions and one positive dimension: disrupted schedule, 

financiall problems, lack of family support, loss of physical strength and self-esteem. The 

subscalee "disrupted schedule" (5 items) measures the extent to which caregiving 

interruptss the usual activities of the caregiver. The subscale "financial problems" (3 

items)) measures the financial strain on the caregiver as a consequence of the caregiving 

situation.. The subscale "lack of family support" (4 items) assesses the extent to which the 

caregiverr perceives a shortage of family support and the caregiver's perception of being 

abandonedd in their caregiving responsibilities. The subscale "loss of physical strength" (5 

items)) assesses the caregiver's feeling of deterioration in physical health. The subscale 

"care-derivedd self- esteem" (7 items) aims to measure the extent to which caregiving 

contributess to individual self-esteem. Respondents were asked to rate the perceived 

impactt of caregiving on a 5-point Likert scale. For each subscale, a total score was 

computedd reflecting the mean item, with a range between 1.00 and 5.00. A higher score 

representedd a greater amount of the attribute. The subscales of the CRA were found to 

bee valid and reliable (Cronbach's cc-coefficients ranged from 0.68 to 0.90)7,16 

Socio-demographicSocio-demographic variables 

Partner'ss age, gender and socio-economic status were used to define subgroups in order 

too study changes in caregiver experiences across different groups. Three age groups 

weree composed, on the basis of age at baseline: <50 years, 50 to 65 years, and > 6 5 

years,, socio-economic status (SES) was operationalized as the highest level of education 

attained,, and was categorized into three levels: low (i.e., primary school only), middle 

(i.e.,, lower/general secondary schooling and intermediate vocational schooling), and 

highh (higher vocational schooling and university). 

ANALYSES S 

Analysess were performed to examine changes in the five specific caregiver experiences 

domainss over a 6 months period, starting from the time of diagnosis, referring to two 

weekss prior to patient's hospital admission (i.e., baseline TO). Changes over time at 

groupp level were examined by means of General Linear Model (GLM) Repeated 
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Measurementt Analyses of Variances for the total group and across the separate 

subgroups.. Post-hoc Scheffé tests for multiple comparisons of means were performed to 

gainn insight in the actual differences between subgroups. In addition, to indicate the 

relevancee of the size of the difference between the average scores, Cohen's effect size 

statisticc d for paired observations was calculated.29 An effect size <0.20 indicates a 

smalll effect, 0.20 to 0.50 a moderate effect, and >0.80 a large effect.30 Within each 

subgroup,, caregiver experiences of the three waves were compared by means of paired 

t-tests.. The following comparisons were performed: wave TO vs. T1, T1 vs. T2 and TO vs. 

T2. . 

Changess over time at individual level were assessed by means of calculating Pearson's 

correlationn coefficients. Based on previous research concerning change (e.g.,31), the 

followingg rules for change were defined: no change at individual level was defined as a 

correlationn coefficient of >0.70, coefficients between 0.70 and 0.50 indicated moderate 

change,, and coefficients <0.50 were classified as highly dynamic. 

Finally,, the proportion and direction of changes in caregiver experiences were specified. 

Thee differences of the individual mean scores between the measurement points were 

calculated,, and subsequently classified as "decrease","equap or "increase". For the four 

negativee subscales, an increase indicated a more negative impact of the construct over 

time,, whereas for the positive subscale "self-esteem" an increase indicated that more 

self-esteemm was derived from caregiving. Again, there are no standard rules available to 

evaluatee the size of a change as relevant. In order to correct for variability by chance 

(i.e.,, variability resulting from a slightly different answer), "change" was defined as a 

differencee of at least half the baseline standard deviation of the subscale score between 

thee two mean subscale scores (i.e., Vi x SD baseline-score). 

Result s s 

SAMPLE E 

Tablee 4.1 presents disease specific characteristics of the patients and socio-demographic 

characteristicss of the partner caregivers, who participated at all three waves. Most 

patientss (96, 65%) were diagnosed with colon cancer, while 52 (35%) were diagnosed 

withh rectum cancer. Thirty-three percent of all patients had a stoma. The mean duration 

off complaints of the patients was 12.5 months (SD = 43.3). The caregiver group 

consistedd of 54 men and 94 women, ranging in age from 25 to 89 years (with a mean 
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agee of 63 years, SD= 11 years). Most couples (89%) had children, and 18 percent of all 

partnerss still lived with their children at home. 

Patientss who remained in the study did not differ regarding age, gender, diagnosis, 

durationn of complaints, comorbidity, feelings of depression and mental health from 

drop-outs.. However, the proportion of patients with a stoma was slightly higher among 

thee drop-outs (p<0.10) and their functional health was significantly worse (p<0.01). 

Theyy also reported more physical symptoms at baseline (p<0.05) as compared to 

participantss who were followed up to 6 months. 

Partnerss who remained in the study did not differ from drop-outs regarding age, gender 

andd the baseline values of caregiver experiences: disrupted schedule, financial 

problems,, lack of family support and self-esteem. However, participating partners 

reportedd a significantly less negative impact on loss of physical strength at baseline, 

comparedd to those who dropped out over time (participants: mean score = 1.94; drop-

outs:: mean score = 2.22; p<0.05). 

Tablee 4.1 Sampl e characteristic s of patient s and partner s (N = 148) 
Definition n (% % 

PatientPatient  characteristics 
Colonn cancer 

Stoma a 

Durationn of complaints 

(months) ) 

PartnerPartner  characteristics 

Gender r 

Agee (years) 

Educationall level 

Livingg situation 

Havingg children 

0-3 3 

4-6 6 

7-12 2 

>12 2 

Male e 

Female e 

<50 0 

50-65 5 

>65 5 

Low w 

Middle e 

High h 

Withh partner 

Withh partner and children 

96 6 

49 9 

50 0 

43 3 

34 4 

21 1 

54 4 

94 4 

18 8 

69 9 

61 1 

30 0 

85 5 

33 3 

122 2 

26 6 

131 1 

(65) ) 

(33) ) 

(34) ) 

(29) ) 

(23) ) 

(14) ) 

(36) ) 

(64) ) 

(12) ) 

(47) ) 

(41) ) 

(20) ) 

(57) ) 

(23) ) 

(82) ) 

(18) ) 

(89) ) 
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MEANN SCORES OE CAREGIVER EXPERIENCES OVER TIME 

Overall,, changes in caregiver experiences over time were small or absent (Fig. 4.1). A 

decreasee of the impact on disrupted schedule and self-esteem were observed over time, 

indicatingg less negative feelings of being interrupted in daily activities over time and a 

changee in a less positive direction, respectively. Three out of the five domains of 

caregiverr experiences remained stable over time, i.e., financial problems, lack of family 

supportt and loss of physical strength. 

4,50 0 

<DD 3,50 + 
O O U U 
t / l l 

E E 
u u 
c c 
n3 n3 
O)) 2,50 -" 

1,50 0 

Self-estee m m 

-oLac kk of famil y suppor t 

''  ~~ -Disrupte d schedul e 
'Los ss of strengt h 
^Financia ll  problem s 

H H 
TOO Tl T2 

Figur ee 4.1 Scores for the subscale s of the CRA at Baselin e (TO), 3 month s (T1) and 

66 month s (T2) afte r patient' s hospita l admissio n 

GROUPP VARIABILITY OVER TIME FOR THE TOTAL GROUP AND SUBGROUPS 

Tablee 4.2 shows the mean scores at the three measurement points and group 

variabilitiess over time for the total group and for the subgroups, according to gender, 

agee and SES. The examination of differences between the subgroups (i.e., gender, age 

andd SES) at each measurement point showed no differences regarding the impact on 

disruptedd schedule, financial problems and lack of family support. With respect to loss 

off physical strength, female caregivers reported a higher impact than male caregivers, 

andd this difference was also observed over time. With respect to self-esteem, caregivers 

withh a high SES reported a less positive score, indicating that they derived less self-

esteemm from providing care than other subgroups. Post-hoc analyses revealed that 

caregiverss with a high SES differed significantly from those with a middle SES (F = 8.37; 

p<0.05) ;; between low and middle SES no significant differences were observed. 
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Tablee 4.2 Means of caregive r experience s over time , group s variabilities § and effec t sizes by 
gender ,, age and socio-economi c statu s (SES) 

Impac tt  of caregivin g 
on : : 
Disrupte dd schedul e 

A.. TO 

T1 1 

T2 2 

B.. Group variability 

Effectt size 

Financia ll  problem s 

A.. TO 

T1 1 

T2 2 

B.. Group variability 

Effectt size 

Lackk of famil y suppor t 

A.. TO 

T1 1 

T2 2 

B.. Group variability 

Effectt size 

Losss of physica l streng l 

A.. TO 

T1 1 

T2 2 

B.. Group variability 

Effectt size 

Care-derive dd self-este e 

A.. TO 

T1 1 

T2 2 

B.. Group variability 

Effectt size 

Total l 

2.411 (0.82) 

2.200 (0.85) 

1.999 (0.73) 

Gender r 
male e 

2.38 8 

2.03 3 

1.96 6 

18.27**** 9 .84*** 

0.63 3 

1.888 (0.59) 

1.833 (0.54) 

1.822 (0.52) 

1.47 7 

--

2.111 (0.59) 

2.188 (0.59) 

2.177 (0.51) 

1.06 6 

th th 

1.933 (0.61) 

1.944 (0.61) 

1.877 (0.65) 

1.32 2 

m m 

4.222 (0.41) 

4.133 (0.40) 

4.133 (0.43) 

6.23** * 

0.49 9 

0.51 1 

1.89 9 

1.84 4 

1.87 7 

0.40 0 

--

2.02 2 

2.10 0 

2.13 3 

0.58 8 

--

1.76 6 

1.81 1 

1.75 5 

1.42 2 

--

4.16 6 

4.09 9 

4.08 8 

1.60 0 

--

female e 

2.43 3 

2.30 0 

2.06t t 

10.34*** * 

0.54 4 

1.87 7 

1.84 4 

1.82 2 

1.69 9 

--

2.16 6 

2.21 1 

2.18 8 

0.59 9 

--

2.03** * 

2.02 2 

1.99* * 

0.61 1 

--

4.24 4 

4.16 6 

4.10 0 

4.90** * 

0.35 5 

< 5 0 0 

2.52 2 

2.33 3 

2.17 7 

1.52 2 

--

1.83 3 

1.92 2 

1.70 0 

1.98 8 

--

1.93 3 

1.93 3 

2.09 9 

1.73 3 

--

1.82 2 

2.03 3 

1.97 7 

0.73 3 

--

4.26 6 

4.17 7 

4.17 7 

1.09 9 

--

Age e 
50-65 5 

2.41 1 

2.19 9 

1.89 9 

13.44*** * 

0.931 1 

1.97 7 

1.88 8 

1.93 3 

0.66 6 

--

2.12 2 

2.17 7 

2.14 4 

0.58 8 

--

1.89 9 

1.89 9 

1.79 9 

1.78 8 

--

4.16 6 

4.11 1 

4.13 3 

0.94 4 

--

> 6 5 5 

2.35 5 

2.16 6 

2.04 4 

4.95** * 

0.47 7 

1.79 9 

1.74 4 

1.74 4 

0.97 7 

--

2.16 6 

2.24t t 

2.23 3 

0.51 1 

--

2.01 1 

1.96 6 

1.95 5 

0.55 5 

--

4.26 6 

4.14 4 

4.11 1 

6.38** * 

0.14 4 

low w 

2.23 3 

2.23 3 

2.01 1 

0.79 9 

--

1.88 8 

1.90 0 

1.81 1 

0.55 5 

--

2.17 7 

2.23 3 

2.15 5 

0.26 6 

--

2.02 2 

1.98 8 

2.02 2 

0.76 6 

--

4.29 9 

4.20 0 

4.20 0 

1.63 3 

--

SES S 
middle e 

2.40 0 

2.18 8 

1.90 0 

15.74*** * 

0.76 6 

1.95 5 

1.83 3 

1.82 2 

4.59* * 

0.37 7 

2.10 0 

2.16 6 

2.17 7 

1.10 0 

--

1.93 3 

1.92 2 

1.81* * 

3.27* * 

0.26 6 

4.24 4 

4.17 7 

4.17 7 

1.81 1 

--

high h 

2.62 2 

2.30 0 

2.19 9 

4.38* * 

0.69 9 

1.69 9 

1.79 9 

1.84 4 

1.27* * 

--

2.10 0 

2.15 5 

2.19 9 

0.39 9 

--

1.87 7 

1.95 5 

1.95 5 

0.28 8 

--

4.10 0 

3.97* * 

3.96* * 

4.35* * 

0.61 1 

GLM;; + p < 0.10; * p < 0.05; * * p < 0.01; * * * p < 0.001; " Effect size > 0.80 indicating a large effect. 
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Overr time, the patterns of caregiver experiences differed between the subgroups 

regardingg three domains, namely disrupted schedule, financial problems and self-

esteem.. In the younger age group and those with a lower SES, no significant time effect 

onn disrupted schedule could be observed, whereas in older caregivers and in those with 

aa higher SES a less negative impact on disrupted schedule over time was found. Given 

thee effect sizes (varying between 0.47 and 0.93), the changes in impact on disrupted 

schedulee over time showed to be moderately to strongly relevant. For financial 

problems,problems, caregivers with a low to middle SES reported a slightly stronger, but non-

significant,, impact on financial problems at baseline, indicating that they experienced 

ratherr more financial strain when providing care compared to caregivers with a high 

SES.. However, over time, caregivers with a low to middle SES reported a less negative 

impactt on finance, while the opposite trend was observed in the highest SES group. 

Finally,, with respect to self-esteem, female caregivers, older caregivers and those with a 

highh SES reported a less positive impact of self-esteem over time, whereas men, those of 

youngerr ages and those with a lower SES showed rather stable levels. The observed 

changess over time could be considered as small to moderate (effect sizes varied 

betweenn 0.14 and 0.61). 

INDIVIDUALL VARIABILITIE S AND PROPORTIONAL CHANGES OVER TIME 

Inn Table 4.3, the variability at an individual level and proportional changes over time 

aree presented for each subscale. As shown, the correlation coefficients of the subscales 

disruptedd schedule and lack of family support were relatively low, indicating a large 

individuall variability. For disrupted schedule, variability was high within each subgroup. 

Thee frequency distribution of part B showed that most changes in the impact on 

disruptedd schedule turned out to be in a less negative direction, indicating less negative 

impactt on disrupted schedule over time. With respect to lack of family support, 

individuall caregivers reported a change in scores over time, even though there was no 

groupp variability found (see Table 4.2). A closer inspection of the data revealed that the 

proportionss of caregivers who reported a decreased, an equal or an increased score 6 

monthss after baseline were comparable, and therefore the impact on lack of family 

supportt remained stable at a group level. Particularly, within the highest SES group, 

individuall variability was large, and of all subgroups, the youngest age group remained 

mostt stable at the individual level. 
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Tabl ee 4.3 Individua l variabilitie s and proportiona l change s in caregive r experience s 
betwee nn TO and T2 

Impac tt  of 
caregivin gg on : 

Disrupte dd schedule 
A.. Individual 

variability y 
B.. % decrease 

%% equal 
%% increase 

Financia ll  problem s 
A.. Individual 

variability y 
B.. % decrease 

%% equal 
%% increase 

Total l 

0.26* * 

13 3 
42 2 
45 5 

0.53 3 

24 4 
48 8 
28 8 

Lackk of famil y suppor t 
A.. Individual 

variability y 
B.. % decrease 

%% equal 
%% increase 

0.27* * 

35 5 
38 8 
28 8 

Losss of physica l strengt h 
A.. Individual 

variability y 
B.. % decrease 

%% equal 
%% increase 

0.46* * 

16 6 
58 8 
26 6 

Care-derive dd self-estee m 
A.. Individual 

variability y 
B.. % decrease 

%% equal 
%% increase 

0.58 8 

31 1 
52 2 
17 7 

Gender r 

male e 

0.28* * 

11 1 
42 2 
47 7 

0.49* * 

25 5 
49 9 
26 6 

0 .31* * 

42 2 
40 0 
19 9 

0.59 9 

13 3 
66 6 
21 1 

0.68 8 

30 0 
47 7 
23 3 

female e 

0.26* * 

14 4 
42 2 
47 7 

0.56 6 

23 3 
47 7 
30 0 

0 .21* * 

31 1 
36 6 
33 3 

0.40* * 

18 8 
53 3 
29 9 

0.51 1 

32 2 
58 8 
14 4 

< 5 0 0 

0.39* * 

17 7 
28 8 
56 6 

0.72 2 

17 7 
50 0 
33 3 

0.68 8 

33 3 
50 0 
17 7 

0.44* * 

33 3 
28 8 
39 9 

0.73 3 

33 3 
44 4 
22 2 

Age e 

50-65 5 

0.42* * 

10 0 
42 2 
48 8 

0.50 0 

26 6 
48 8 
26 6 

0.17* * 

26 6 
44 4 
30 0 

0 .41* * 

13 3 
61 1 
26 6 

0.57 7 

25 5 
57 7 
19 9 

> 6 5 5 

0 .21* * 

15 5 
46 6 
39 9 

0.46* * 

23 3 
48 8 
29 9 

0.24* * 

44 4 
28 8 
28 8 

0.53 3 

15 5 
62 2 
23 3 

0.55 5 

38 8 
49 9 
13 3 

low w 

-.13* * 

17 7 
53 3 
30 0 

0.16* * 

27 27 
50 0 
23 3 

0.37* * 

33 3 
27 27 
40 0 

0.48* * 

13 3 
67 7 
20 0 

0.49* * 

30 0 
50 0 
20 0 

SES S 

middle e 

0.37* * 

12 2 
40 0 
48 8 

0.65 5 

19 9 
47 7 
34 4 

0.43* * 

32 2 
43 3 
25 5 

0.52 2 

14 4 
53 3 
23 3 

0.46* * 

28 8 
55 5 
17 7 

high h 

0.19* * 

12 2 
36 6 
52 2 

0.43* * 

33 3 
49 9 
18 8 

0.03* * 

43 3 
33 3 
24 4 

0.33* * 

24 4 
61 1 
15 5 

0.79 9 

39 9 
46 6 
15 5 

NoteNote Since changes between TO and T1, and between T1 and T2 were in the same direction, but less 
substantiall as compared to overall changes between TO and T2, only changes between TO and T2 are 
presented;** Pearson's correlation coefficient < 0.50 indicating a high variability. 
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Individuall variability over time was observed to a lesser extent for scores expressing the 

impactt on financial problems and loss of physical strength, and it was least substantial 

forr scores on self-esteem. Overall, approximately 50% of the caregivers reported equal 

scoress on these subscales at baseline and 6 months later. Nevertheless, with respect to 

financialfinancial problems, especially caregivers with a low SES had varying scores. For loss of 

physicalphysical strength, most individual variability was found in women, the younger age 

groupss and those with the highest SES. For self-esteem, caregivers in the lowest and 

middlee SES groups reported different scores at the two measurement points. 

Inn sum, the largest individual variability was observed for the impact on disrupted 

schedulee and lack of family support, and the least individual variability was observed for 

thee impact on self-esteem. Within subgroups, individual variability depended 

predominantlyy on the type of impact. However, most individual variability was 

observedd among caregivers in the lowest SES group. 

Discussio n n 

Patternss of caregiver experiences over time varied for the distinguished domains and 

subgroups.. Overall, results indicated that impact of caregiving on disrupted schedule 

andd on caregiver's self-esteem both decreased over a period of 6 months post-diagnosis, 

whereass the impact on financial problems, lack of family support and impact on 

physicall strength remained constant over time. A decreasing score on impact on 

disruptedd schedule over time indicates that providing care was perceived as being less 

interruptivee on daily activities 6 months after diagnosis. A decreasing score on self-

esteemm over time indicates that caregivers perceived to derive less self-esteem from 

caregivingg over time. Distinctive patterns between the subgroups, according to gender, 

agee and SES were observed for specific caregiver experiences. However, not all 

caregiverss could be characterized by the overall patterns, because of a large individual 

variability. . 

Femalee caregivers perceived a higher (i.e., more negative) impact on loss of physical 

strengthh as compared to male caregivers. Although caregiver's self-esteem did not 

changee over time in male caregivers, female caregivers reported a less positive influence 

onn self-esteem over time. These findings are in accordance with the results of a study by 

Rose-Regoo et a/.,32 who suggested three classes of factors to contribute to the more 

negativee or less positive outcomes of female caregivers: gender-differences in emotional 

attentiveness,, in coping styles and in occupying care tasks. As female caregivers were 
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foundd to be more attentive to their emotions, they were more likely to report negative 

effectss of caregiving. Moreover, women have been found to use more emotion-focused 

copingg strategies, which are associated with higher levels of negative health outcomes,33 

andd female caregivers traditionally are likely to perform more personal care and 

householdd chores, which may be more time-consuming, demanding and ongoing than 

traditionall male tasks.32 These statements might explain the finding that female 

caregiverss were more likely to report, on average, stronger negative effects of caregiving. 

Men,, on the other hand, may limit or define the scope of their care tasks more narrowly. 

Differencess in social roles, in range of competing roles and in role commitment may 

accountt for the observed distinctive patterns between female and male caregivers.34 In 

conclusion,, our findings give support to the importance of making a basic distinction 

betweenn female and male caregivers, rather than to analyze them as a homogeneous 

groupp of caregivers. 

Withh respect to age, younger caregivers tended to report a higher (i.e., more negative) 

impactt on disrupted schedule and continued to do so over time, while older caregivers 

appearedd to experience caregiving as less negative over time. One possible explanation 

maymay be that younger persons feel more restricted in performing outside activities, such 

ass work and social activities, when they (have to) take on the caregiving role. Likewise, 

youngerr persons may experience more secondary role strains, such as work and child 

rearing,, while caregiving may be a more easily accepted role at a later stage of life. 

Regardingg socio-economic status (SES), no differences between the separate categories 

weree found with respect to the negative caregiver experiences. However, scores for the 

impactt on self-esteem in caregivers with a low SES were high and remained practically 

constantt over time, whereas caregivers with a high SES derived substantially less and a 

decreasingg amount of self-esteem from caregiving. As caregivers with a low SES derive 

self-esteemm from caregiving activities -and they remain to do so over time-, the caregiver 

rolee may be of greater importance to them compared to those with a high SES. It is 

plausiblee that caregivers with a high SES derive self-esteem from outside activities (e.g., 

work)) or from other resources. 

Patternss of three out of five caregiver experiences were found to be stable. Findings of 

stablee patterns of caregiver experiences over time have also been reported by other 

researchers.35,366 Stability of caregiver experiences is consistent with the idea that the 

impactt of caregiving may be particularly apparent early in the caregiving career and 

remainss stable as long as caregiving continues. Hence, the moment at which someone 

takess on and perceives the role of caregiver is of great importance. In the current study, 

baselinee has been defined as the period of two weeks before hospital admission. 
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However,, someone may have assumed the caregiver role long before this period, e.g., at 

thee time of the first complaints. The implication to study patterns of caregiver 

experiencess among caregivers of cancer patients at the moment of the first complaints 

(i.e.,, in most cases before the diagnosis is actually clear) is however unfeasible. 

Otherwise,, the studied time period of 6 months after patient's diagnosis might be too 

shortt to detect changes in caregiver experiences. In this study, the early and chronic 

phasess of the cancer process were addressed, but the consequences over a longer term 

remainedd unknown. It would be interesting to study caregiver experiences over a longer 

periodd of time. 

Thee descriptive nature of this study does not allow interpretation of the patterns 

observedd in terms of models proposed for explaining variations in caregiver outcomes 

overr time. Two of such models are: the wear-and-tear model, which suggests a 

deteriorationn of caregiver's health over time,37 and the adaptation model, which predicts 

caregiver'ss health to stabilize or even improve over time.38 While time is hypothesized 

ass the main underlying mechanism in the wear-and-tear model (i.e., the longer care is 

provided,, the more negative - or less positive - the outcomes), acquiring skills and 

resourcess play a prominent role in the adaptation model. The results of the current study 

aree in line both with the wear-and-tear model and the adaptation model, since both 

unfavorablee as well as favorable changes were observed over time (i.e., caregivers, in 

general,, derived less self-esteem from caregiving over time and they experienced a 

decreasingg impact on daily schedule). Interpretation of the patterns observed, however, 

requiress more comprehensive, explanatory analyses. Factors that have been found to 

playy an important role in the process of caregiving include care characteristics (e.g., 

amountt and type of tasks), disease characteristics, social support, personality, quality of 

thee relationship and the caregiver's own health (see14,39"*4) and efforts to explain patterns 

off caregiving experiences should take all these factors into account. 

Wi thh respect to the generalizabiIity of the findings, there are some other issues which 

needd to be addressed. Firstly, only caregivers of cancer patients with a relatively good 

healthh and good prognosis have been included, and stayed in the study. Over the three 

waves,, 13% of the patients died or had to withdraw because of deteriorated health, and 

especiallyy in their partners the consequences of caregiving might have become very 

obvious.. Because of this selective dropout, we may have underestimated the average 

changee in caregiver experiences. 

Secondly,, another source of bias could be socially desirable answering patterns because 

off a face-to-face interview setting. This setting aimed to prevent missing data on the 

CRA,, but social desirability may have occurred more often in this personal interview 
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thann it might have in a telephone interview or a self-report questionnaire. Therefore, the 

negativee aspects of caregiving (i.e., disrupted schedule, financial problems, lack of 

familyy support and health) could have been underestimated and the positive aspects of 

caregivingg (i.e., self-esteem) could have been overestimated in this study. 

Thirdly,, with regard to the positive and negative caregiver experiences, a relatively high 

scoree on the positive domain and relatively low scores on the negative domains were 

observedd in the current study as compared to studies which also used the CRA among 

caregiverss of cancer patients.14,19,42'45^7 It may be questioned whether high scores are due 

too a ceiling effect, and low scores to a floor-effect, respectively. Furthermore, a general 

problemm in the discussion on change scores is the phenomenon of 'regression to the 

mean'.. In addition to studying caregiver experiences in other circumstances, the 

sensitivityy of the instrument needs to be further examined. 

Finally,, when studying patterns of caregiving experiences, another important issue needs 

furtherr attention: the definition of the concept of change is rather arbitrarily defined. In 

thiss study, change was determined on the basis of several decisions. For example, with 

respectt to the assessment of the proportional variability, data were adjusted for possible 

variationss by chance, i.e., changes of less than half the standard deviation were ignored. 

Regardlesss of this adjustment, changes were found in 40 to 60 percent of the caregivers. 

Onee may wonder if this variability reflects actual changes or accidental fluctuations. 

Unfortunately,, as yet data concerning absolute changes in caregiver experiences as well 

ass cut-off scores to detect caregivers 'at risk' are unavailable. An external criterion is 

neededd that is acceptable as a standard against which the instrument under study can be 

judged.. For example, the four negative subscales of the CRA might be evaluated against 

depression,, measured by the Center for Epidemiologic Studies Depression Scale (CES-

D),488 while caregiver's self-esteem might be evaluated against mastery.49 In the current 

study,, the validity of change in caregiver experiences could not be proved; it could only 

bee made plausible. The development of indicators for assessing clinically relevant 

changess of caregiving experiences should be encouraged. 

Inn sum, this study shows the advantages of studying caregiver experiences as a 

multidimensionall concept that includes both negative and positive experiences of 

caregivingg and underlines the value of studying both inter- and intra-individual patterns 

acrosss different subgroups. Women, younger caregivers and those with a high SES were 

identifiedd as subgroups which are most vulnerable as caregivers and they may be in 

needd of extra support in the care-setting at home. Further longitudinal research is 

neededd to document the patterns of caregiver experiences over a longer time period. 

Alsoo further research could reveal factors that differentiate between caregivers who wil l 
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gett w o r n out and those w h o w i l l ful ly adapt to the caregiving situation, in order to 

deve lopp specific interventions to support informal caregivers. 
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Dynamic ss in cance r caregiver' s healt h over time : 

gender-specifi cc  pattern s and determinant s 

Abstrac t t 
Inn this chapter patterns and determinants of three dimensions of caregiver's health of 

newlyy diagnosed colorectal cancer patients are examined (N = 148), i.e., physical 

functioning,, mental health and social functioning. Physical functioning declined within 

aa 6 months period in female caregivers, while no change was observed in male 

caregivers.. For mental health and social functioning, an improvement was observed in 

malee and female caregivers. Change in physical functioning was associated with gender, 

age,, income and initial level. Change in mental health was predicted by initial status 

andd positive as well as negative caregiver experiences. Patterns of social functioning 

weree mainly predicted by initial level and change in patient dependency. Physical 

functioningg and mental health showed the least favorable patterns in female caregivers. 

Thee study shows that caregiving may lead to positive health consequences, and 

underliness the importance of making a distinction between male and female caregivers 

andd of studying caregiver outcomes by using multidimensional assessments. 

Submitted Submitted 
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Introductio n n 

Alongg with the development of the medical technologies, earlier hospital discharges and 

longerr survival times, the care at home for seriously ill patients, e.g., cancer patients, has 

expandedd and changed. As informal caregivers, and in particular partners, have a 

substantiall and an increasing role in providing care, it becomes crucial to understand 

thee associations and dynamics between patient and care characteristics on the one hand, 

andd caregiver's health on the other. 

Manyy studies have tried to document both the physical and mental health consequences 

off the caregiving role. For example, several researchers suggest that the physical health 

off caregivers is poorer than that of non-caregivers.1,2 It has also been reported that 

caregiverss experience lower life-satisfaction,3 greater distress,4,5 and elevated levels of 

depression.66 As caregiving is time-consuming, it may lead to social health consequences 

too,, e.g., in terms of feelings of being isolated or being restricted to participate in social 

activities.7,88 Most of these findings are based on cross-sectional data. Since caregiving 

cann be seen as an ongoing, dynamic process, a longitudinal design is required. 

Relationss between patients' health and caregivers' health are empirically supported, 

evenn though the associations reported are low to moderate and the individual caregiver 

variabilityy is found to be high.6,9 The usual approach to study caregiver's health 

consequencess is based on the cognitive stress theory of Lazarus and Folkman.10 

Accordingg to this theory, caregiver's health adjustment is a function of the complex 

interplayy of contextual and personal characteristics over time.11 Contextual 

characteristicss may include caregiver's background characteristics (e.g., socio-

demographicc characteristics and initial values of health dimensions) and stressors (e.g., 

patientt dependency and number of care tasks), while personal characteristics refer to 

individuall caregiver experiences. Although this stress model has rarely been used in a 

longitudinall study design, the elements of this model are not static, and changes in any 

off the variables are expected to alter relationships within the caregiving process. These 

changess and effects may particularly be true in the first period of the caregiving career,12 

ass family members are just assuming the caregiver role. Figure 5.1 provides a basic 

researchh model for examining three dimensions of caregiver's health over time in 

relationn to patient and care characteristics. Although this model does not claim to be 

exhaustive,, it delineates the variables of interest in this study. 
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Baselin e e 
characteristic s s 

Caregive rr  backgroun d 

Initiall health status 

Socio-demographic c 
characteristics s 

Patien tt  characteristic s 

Levell of dependency 

Caree characteristic s 

Numberr of care tasks 

Caregiverr experiences 

Change ss in the 
caregivin gg situatio n 

Patien tt  characteristic s 

Levell of dependency 

Caree characteristic s 

Numberr of care tasks 

Caregiverr experiences 

Caregiver' ss  healt h 
outcome s s 

Physical l 
functioning g 

Mentall health 

Sociall functioning 

Figur ee 5.1 Basi c researc h mode l fo r examinin g change s in caregiver' s healt h 

Muchh of the previous research on caregiving focused on negative caregiver 

consequences,, e.g., care burden, strain or depression. As yet, research revealed that 

positivee caregiver experiences may also occur, e.g., in terms of satisfaction,13 ga in , ' 4 

gratif ication,155 positive psychological states16 and self-esteem derived f rom caregiving.17 

Sincee contextual and personal characteristics are expected to influence caregiver health 

outcomes,, positive caregiver experiences may balance negative caregiver health effects 

orr they may lead to positive effects on health. In a recent study among spouses of bypass 

operationn patients, many of these patients showed improved funct ional abi l i ty over 

t ime,1 88 and consequently a decrease in caregiving demands reduced levels of caregivers' 

depressivee symptoms. 

Forr a diagnosis such as cancer, longitudinal research on the relation between the 

patients'' health and caregiver's health is scarce.19"21 On ly a few longitudinal studies 

focusedd specifically on the caregiving situation of patients wi th cancer.2224 Caring for a 

personn w i th cancer is often complex, demanding and varying over time.20-21 It may 

includee managing physical care (e.g., assisting the patient w i th personal and disease-

relatedd care), managing the household and finances and provid ing emotional support.25 

Inn the case of newly diagnosed colorectal cancer, at wh ich surgery is the primary choice 

off treatment and a number of patients wi l l get a temporary or permanent stoma,26 

patients'' needs may be high at first. After surgery, patients may frequently experience 

impairedd bowel and sexual funct ion, psychological distress and restrictions in social 
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functioning.277 Subsequently, this may involve specific and extra demands for the 

caregiver.. Care tasks may be diverse, e.g., taking care for wound or stoma, preparing 

speciall food, or assisting with making decisions regarding future treatment. Apart from 

performingg these tasks and having to cope with the diagnosis of cancer, family members 

mayy be forced to adjust their family and occupational roles, life-styles and patterns of 

living.28"300 However, caring for persons with cancer is assumed to be less difficult and 

burdensomee than caregiving for relatives with cognitive disorders, like dementia.3'-32 

Thiss might particularly be true as the course of the illness of many newly diagnosed 

colorectall cancer patients is expected to improve after treatment,24-26 and changes in 

caregiver'ss health (i.e., mental health) are expected to occur relatively rapidly in 

responsee to the situation of the patient.22 As far as we know, no longitudinal research 

hass been conducted that examines physical, mental and social dimensions of health all 

att once in caregivers of patients with cancer. Although research findings indicate that 

thee level of patient's dependency and need for assistance may influence caregivers' 

healthh over time23,33"35 little is known about the patterns of caregivers' health following 

thee course of newly diagnosed cancer patients and about what factors could predict 

thesee patterns. 

Ass most research treated family caregivers as a homogeneous group, this may mask 

considerablee differences between certain types of caregivers, not only in the patterns of 

caregiverr outcomes, but also in the predictability of these patterns. Some studies focused 

onn differences between men and women in their enactment of the caregiving role in 

particular,36"388 and it appears that men and women perform different amounts and types 

off care. Women are likely to provide more care than men, and if men conduct care tasks 

theyy are more likely to engage in care management, transportation or assistance with 

occasionall tasks.39 There are indications that caregiving is experienced differently, less 

stressfull and more positive by husbands than by wives.39,40 Is this - just and only - a 

genderr effect or does gender moderate the effect on caregiver health consequences? For 

example,, do men who experience caregiving as stressful report negative health 

consequencess too? Apart from gender differences concerning the specific caregiving 

situation,, health adjustment in general has been shown to differ according to gender, 

agee and income. It is well recognized that women, people of a higher age, and those 

withh a lower income tend to report poorer health states than their counterparts.41"13 

Thee present study focuses on the caregivers of newly diagnosed colorectal cancer 

patientss and the (negative and positive) care consequences during the first period of the 

caregivingg career, i.e., in the first 6 months after diagnosis. The main purpose of this 

studyy is twofold. First, to describe patterns of caregiver health outcomes, i.e., physical, 
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mentall and social dimensions of caregiver's health, together with changes in patient 

characteristicss and care characteristics. And secondly, to examine patterns of caregiver's 

physical,, mental and social dimensions of health in relation to caregiver's background 

characteristics,, patient characteristics, and care characteristics. In particular, the role of 

genderr within the process of caregiving wil l be examined, i.e., gender and gender 

interactionn effects. We hypothesize that many patients will improve after surgical 

treatmentt in the first 6 months after diagnosis, and positive changes in caregiver's health 

dimensionss wil l occur in response. More specifically, the level of patient dependency 

andd number of care tasks are expected to decrease over time, less negative and more 

positivee caregiver experiences are likely to be observed, and, consequently, caregiver's 

healthh dimensions are expected to improve over time. Secondly, changes in health 

dimensionss are expected to show less favorable patterns in female caregivers than in 

malee caregivers. 

Method s s 

SAMPLE E 

Thiss present study is part of the research project entitled: "CAregiving of Spouses of 

cancerr PAtients"(CASPA), which was conducted in co-operation with 10 hospitals in the 

Netherlandss in the regions of Amsterdam and Groningen. Newly diagnosed colorectal 

cancerr patients who had recently underwent surgery, who had a survival prognosis of at 

leastt 6 months, and who lived with a partner (i.e., the person who was/lived as married 

too the patient at the onset of the study) were listed. Thereafter, the surgeon in charge was 

contactedd to ask if any objections (e.g., medical, psychological or social) were present to 

approachh the patient and partner for their participation in this study. A more complete 

descriptionn of the recruitment procedures can be found elsewhere.44 

Off the 238 eligible cancer patients and their caregivers, informed consent was obtained 

fromm 181 at the onset of the study. The response rate was 76%. No response bias was 

foundd between participating patients and non-participants with respect to age, gender, 

diagnosiss and region. Longitudinal data (over a 6 months period) were available for 148 

coupless (82%). Loss to follow-up occurred for the following reasons: serious illness of 

thee patient (n = 15; 8%), refusal to report for follow-up (n = 10; 6%) and death of the 

patientt (n = 8; 4%). 

Patientss who were lost to follow-up did not differ from patients who remained in the 

studyy regarding gender, age, diagnosis, duration of complaints and mental health. 
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However,, the proportion of patients with a stoma was slightly higher among those who 

droppedd out (p<0.10). Also, patient dependency and physical symptoms in those who 

droppedd out was significantly higher at baseline than patients were followed for 6 

monthss (p<0.05). Caregivers of patients who were lost to follow-up did not differ from 

thosee who remained in the study regarding gender, age, and the baseline values of the 

caregiverr experiences. 

MEASUREMENTS S 

CaregiverCaregiver background characteristics included gender, age, income, and initial health 

states.. Gender, age, and income were measured with single items. Income was 

categorizedd into three levels: low (up to Dfl 40.000), middle (Dfl 40.000 to 60.000) and 

highh (Dfl 60.000 and over). 

Caregiver'ss initial health states included three dimensions, "physical functioning", 

"mentall health" and "social functioning", which were measured by three subscales of 

thee RAND 36- item Health Survey.4546 The scale for physical functioning (10 items) 

concernss caregiver's limitations in performing daily activities, such as walking stairs, 

bathingg or dressing oneself, or carrying groceries as a result of health problems and 

answeringg categories ranged from 1 (-yes, seriously limited) to 3 ( = no, not at all 

limited).. The scale for mental health (5 items) contains questions about the occurrence 

off feelings of depression and nervousness, with a response format ranging from 1 

(( = continuously) to 6 ( = never). The scale of social functioning (2 items) measures 

limitationss in social activities such as visiting friends or relatives and answers could 

rangee from 1( = not at all restricted) to 5 ( = strongly restricted). Item scores were summed 

too compute scale scores and these scores, in turn, were transformed into scores with a 

possiblee range between 0 (-worse health) and 100 (-best health). 

PatientPatient characteristics were assessed by the level of the patient's dependency, which 

wass measured by asking the patient about the number of disabilities in activities of daily 

livingg (ADD and instrumental activities of daily living (IADL) by means of the Groningen 

Activityy Restriction Scale (GARS).47'48 This hierarchical eighteen-item scale was used to 

assesss the extent of (dis)ability to manage 1) ADL, such as eating, dressing, bathing, 

usingg the toilet, grooming, and getting in and out of bed (11 items) and 2) IADL, such as 

cooking,, laundry, shopping, and housework (7 items). Each item was scored on a Likert-

scale,, with a response format ranging from 1 (= can do it without any difficulty) to 4 (= 

cannott do it independently, I can only do it with someone's help). A dependency score 

wass determined by summation of the item scores and it ranged between 18 (absence of 
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dependency)) and 72 (totally dependent). In this study, the Chronbach's a of the GARS 

wass found to be 0.81. 

Caree characteristics referred to the number of care tasks and caregiver experiences. The 

numberr of care tasks was measured by asking the caregiver if he or she assisted the 

patientt by conducting four different types of tasks, i.e., personal tasks, household, 

organizational,, and disease-related tasks. Personal tasks referred to assisting the patient 

withh ADL (11 items [e.g., assistance with eating, dressing, bathing, and getting in and 

outt of bed]). Household chores (7 items) included cooking, laundry, shopping, and 

housework.. Organizational tasks (5 items) focused on providing assistance with large 

expenses,, transport, and providing odd jobs. Disease-related tasks (6 items) referred to 

woundd and stoma care, decision-making, and achieving information. For each type of 

task,, the response format was dichotomized (0 = did not; 1 =did assist with specific task). 

AA sum score was computed for each type of task ranging from 0-4. Chronbach's a in this 

studyy was 0.68. 

Caregiverr experiences were measured by two subscales of the Caregiver Reaction 

Assessmentt Scale (CRA) of Given et a/.,'7 including a negative and a positive dimension. 

Thee subscale "disrupted schedule" (5 items) measured the extent to which caregiving 

interferedd with the usual daily activities of the caregiver. The subscale "care-derived self-

esteem"" (7 items) aimed to measure the extent to which caregiving contributed to 

caregiver'ss individual self-esteem. Respondents were asked to rate the perceived impact 

off caregiving on each of the items on a Likert-scale with the response format ranging 

fromm 1 (= strongly disagree) to 5 (= strongly agree). For each subscale, a total score was 

computedd by adding the total item score divided by the number of items. A high score 

representedd a great amount of the attribute. The subscales of the Dutch CRA were 

shownn to be reliable (Chronbach's alpha's were 0.84 and 0.73, respectively) and valid.44 

Thee three dimensions of caregiver's health included physical functioning, mental health 

andd social functioning, and were, similar to the measurement at baseline, assessed with 

thee RAND 36-item scale. 

DATAA COLLECTION 

Dataa were collected at three measurement points over a period of 6 months. Baseline 

measurementt (TO) took place as soon as possible after patient's diagnosis and within two 

weekss after hospital discharge. At this measurement point, information was gathered 

retrospectively,, referring to two weeks before hospital admission. The second 

measurementt (T1) took place 3 months after baseline and the third measurement (T2) 
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againn 3 months later (i.e., 6 months after baseline). Data on caregiver's background 

characteristicss were collected only at TO, whereas data on patient and care 

characteristics,, and caregiver's health dimensions were assessed at all waves (i.e., TO, T1 

andd T2). 

Whi lee data regarding caregiver's health dimensions were obtained by means of written 

self-reportt questionnaires, all other data were collected by means of structured face-to-

facee interviews. Patient characteristics (i.e., diagnosis, the presence of a stoma, duration 

off complaints and patient dependency) were all obtained from the patients themselves. 

Caree and caregiver characteristics, including the three dimensions of caregiver's health, 

weree obtained from the partners. 

ANALYSE S S 

Firstly,, descriptive statistics were computed for all relevant background variables at 

baselinee (TO). Chi-square tests were performed to test for gender differences in sample 

characteristics.. Also, zero-order correlations were computed for patient characteristics, 

caree characteristics, and caregiver characteristics at baseline. Changes in patient, care 

andd caregiver characteristics over time and gender-interaction effects were examined by 

meanss of General Linear Model (GLM) Repeated Measurement Analyses of Variances for 

thee total group with the baseline measurement point being used as the reference point. 

Inn addition, the significance of changes over time, both within and between gender 

subgroupss were examined. 

Secondly,, regression analyses were performed for which change scores were computed 

forr the patient and care characteristics. Even though it would have been possible to use 

aa change score for caregiver health outcomes too, the approach in which caregiver's 

healthh at baseline was used as a predictor for health at wave 3 was preferred, because it 

retainss information about the absolute level of caregiver's health. The variables were 

enteredd in three blocks conform the way they are displayed in Figure 5.1: 1) caregiver 

backgroundd characteristics, i.e., initial health states, gender, age and income, 2) patient 

andd care characteristics (i.e., patient dependency, number of care tasks and caregiver 

experiences)) and 3) changes in patient and care characteristics (T0-T2). Each set of 

variabless was simultaneously tested and adjusted for all other variables entered. Thus, 

thee relative contribution of each set of variables could be determined. Model fit was 

evaluatedd by the change in R-square and final adjusted p weights. Pairwise deletion of 

missingg data was applied. Residual analyses were performed to ensure that the multiple 
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regressionn assumptions of linearity, constant error variance, and normality were 

adequatelyy met. 

Thirdly,, to test gender-specific determinants of caregiver health patterns, gender and 

genderr interaction terms (i.e., gender combined with other independent variables) were 

addedd to the regression equations for each of the three health outcome measures. The 

interactionn tests followed the method in which determinants involved in the interaction 

aree centered and entered into the equation simultaneously with the product term.49,50 

Eachh interaction test also included all determinants from the previous regression analysis 

ass covariates (see Table 5.4). The nature of each significant interaction was illustrated 

graphically,, with separate line drawings for male and female caregivers and 

distinguishingg between low and high values of moderator variable. Only significant 

interactionss were presented in figures. 

Result s s 

SAMPLE E 

Tablee 5.1 presents sample characteristics of the 148 dyads that participated at all three 

waves.. The caregiver group consisted of 54 men and 94 women, ranging in age from 25 

too 89 years (mean age: 63 years, SD=11 years). Male and female caregivers did not 

differr significantly regarding patient's diagnosis, the presence of a stoma, duration of 

patient'ss complaints, or regarding caregiver's age, income and work situation. 

Zero-orderr correlations among caregiver background characteristics, patient and care 

characteristics,, and the three dimensions of caregiver's health, all measured at baseline, 

aree presented in Table 5.2. Higher income, lower age and higher care-derived self-

esteemm were significantly related with better caregiver's physical functioning. Lower 

patientt dependency was significantly related with better caregiver's mental health. 

Lowerr number of care tasks and lower impact on schedule were related with better 

caregiver'ss social functioning at baseline. Caregiver's gender was not significantly 

relatedd to any dimension of the caregiver's health at baseline. The patients' 

characteristics,, like diagnosis, the presence of a stoma, adjuvant treatment (e.g., 

chemotherapy,, radiotherapy or both), and duration of complaints, were not significantly 

associatedd with caregiver's health. 
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Tabl ee 5.1 Sampl e characteristic s of patient s and caregiver s 
(NN = 148) 

Patient'sPatient's  characteristics 
Diagnosis s 

Stoma a 

Durationn complaints 
(mos) ) 

Caregiver'sCaregiver's  characteristics 
Age e 

Income e 

Workk situation 

Categories s 

Colonn cancer 
Rectumm cancer 

No o 
Yes s 

0-3 3 
4-6 6 
7-12 2 
> 12 2 

< 5 0 0 
50-65 5 
>65 5 

Unknown n 
Low w 
Middle e 
High h 

Yes s 
No o 

Total l 
NN = 148(%) 

96 6 
52 2 

99 9 
49 9 

50 0 
43 3 
34 4 
21 1 

18 8 
69 9 
61 1 

31 1 
38 8 
51 1 
28 8 

32 2 
116 6 

(65) ) 
(35) ) 

(67) ) 
(33) ) 

(34) ) 
(29) ) 
(23) ) 
(14) ) 

(12) ) 
(47) ) 
(41) ) 

(21) ) 
(26) ) 
(34) ) 
(19) ) 

(22) ) 
(78) ) 

(TO)) accordin g 

Male e 
caregivers s 
nn = 54 (%) 

32 2 
22 2 

39 9 
15 5 

14 4 
15 5 
15 5 
10 0 

6 6 
23 3 
25 5 

9 9 
14 4 
17 7 
14 4 

15 5 
39 9 

(59) ) 
(41) ) 

(72) ) 
(28) ) 

(26) ) 
(28) ) 
(28) ) 
(19) ) 

(11) ) 
(43) ) 
(46) ) 

(17) ) 
(26) ) 
(32) ) 
(26) ) 

(28) ) 
(72) (72) 

too gende r 

Female e 
caregivers s 
nn = 94 (%) 

64 4 
30 0 

60 0 
34 4 

36 6 
27 7 
20 0 
11 1 

12 2 
45 5 
37 7 

22 2 
24 4 
34 4 
14 4 

17 7 
77 77 

(68) ) 
(32) ) 

(64) ) 
(36) ) 

(38) ) 
(29) ) 
(21) ) 
(12) ) 

(13) ) 
(48) ) 
(39) ) 

(23) ) 
(26) ) 
(36) ) 
(15) ) 

(18) ) 
(82) ) 
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CHANGESS IN PATIENT CHARACTERISTICS, CARE CHARACTERISTICS AND CAREGIVER'S 

HEALTH H 

Inn Table 5.3 mean values of patient and care characteristics, and caregiver health 

outcomess are presented for the total group, and for male and female caregivers 

separately.. For the total group, patient's level of dependency showed to be higher at 3 

monthss after baseline. However, within the gender subgroups, patients with female 

caregiverss reported a slightly higher level of dependency at 3 months after baseline, but 

thiss was not observed at patients with male caregivers. 

Theree was a slight, but significant decrease in the mean total number of care tasks over 

time.. Separate analyses showed that this pattern was observed in both male and female 

caregivers.. Female caregivers did, in general, perform more care tasks than male 

caregiverss (p<0.05), in particularly household tasks. With regard to caregiver 

experiences,, both the impact on schedule and the impact on self-esteem decreased over 

time,, and these patterns were observed both in male and female caregivers. A decrease 

inn the number of care tasks and a decrease in the impact on schedule indicated a less 

burdensomee impact over time. The decrease in the impact on self-esteem indicated that 

caregiverss were less able to derive self-esteem from caregiving over time. 

Withh respect to caregiver's physical functioning, a decrease was observed 3 months after 

baseline,, which returned to baseline levels at 6 months after baseline. However, 

differentt patterns emerged for male and female caregivers, which was also illustrated in 

Figuree 5.2. No significant change was observed in male caregivers, whereas female 

caregiverss reported a poorer physical functioning over time. Although no gender effect 

onn physical health over time was observed, there appeared to be an interaction effect 

betweenn time and gender (F (2, 294) = 5.32, p<0.01). For mental health, a significant 

improvementt over time was observed (F (2, 294)= 10.42, p<0.0001), and this was 

observedd both at female and male caregivers. Compared to male caregivers, female 

caregiverss reported a significant poorer mental health, and continued to do so over time 

(FF (1 , 146) =4.23, p<0.05). Also with respect to social health over time, a significant 

improvementt was found (78.4 to. 85.1; p<0.001). Additional analyses revealed that no 

genderr effects or interaction effects between time and gender existed regarding changes 

overt imee in social functioning (F (1, 146) = 2,05 and F (2, 292) = 1.51, respectively). 
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 Baseline (TO) 

== 3 months after diagnosis (T1) 

900 - D 6 months after diagnosis (T2) 

Menn Women Men Women Men Women 

Physica ll  Functionin g Menta l Healt h Socia l Functionin g 

Figur ee 5.2 Physical , menta l and socia l healt h dimension s of male and femal e 

caregiver ss of newl y diagnose d colorecta l cance r patient s over tim e 

Comparedd to the gender-based reference values of health dimensions found in a random 

Dutchh population sample (n=1043),43 initial scores on mental health and social 

functioningg were notably lower in the current sample of men and women. With respect 

too physical functioning, no substantial difference between observed mean score and 

referencee score was found for male caregivers, but for female caregivers the mean 

baselinee physical functioning score was notably higher in the current study. The 

referencee values of physical, mental and social health dimensions in the Dutch 

populationn sample are 81.9, 76.8 and 86.9 respectively versus 84.8, 66.9 and 78.4 as 

observedd at baseline in the current study. 

PREDICTIONN OF CHANGES IN THREE DIMENSIONS OF CAREGIVER'S HEALTH 

Resultss of regression analyses as displayed in Table 5.4 show the predictors of change in 

caregiver'ss health indices over 6 months after baseline. Here, we tested the effect of 

changess in patient and care characteristics over time on changes in health outcomes, 

adjustingg for baseline data. 
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Tablee 5.4 Hierarchica l linea r regressio n analyse s predictin g thre e dimension s of 
caregiver' ss  healt h (i.e., physica l functioning , menta l healt h and socia l 
functioning )) over a 6 month s perio d by (change s in) patien t and care 
characteristic ss (N = 148) 

Caregiver's s 

Physical l 
functioning g 

P P 

healthh outcomes at T2 

Mentall Social 
healthh functioning 

P P P P 
StepStep  1. Caregiver  background  char.  (TO) 

Initiall health status 

Genderl l 

Age e 

Income e 

.733 * * * 
1 77 * * * 

.122 * 

.133 ** 

.566 * * * 

.200 * * 

.08 8 

.02 2 

.388 *** 

.122 + 

.04 4 

.08 8 

RR2 2 .72 .72 .35 5 .15 5 

StepStep  2. Patient  and care char.  (TO) 
Levell of patient dependency 

Numberr of care tasks 

Caregiverr experiences 
Disruptedd schedule 
Care-derivedd self-esteem 

ChangeChange in R2 

.01 1 

.03 3 

.03 3 

.91 .91 

.01 1 

.06 6 

.08 8 

.18 8 

.26 6 

.09 9 

t t 

.19 9 

.02 2 

.02 2 

.16 6 

.03 3 

StepStep  3. Changes  in  care situation  (T0-T2) 
LevelLevel of patient dependency 
Caregiverr experiences 

Disruptedd schedule 

Care-derivedd self-esteem 

ChangeChange in R2 

-.07 7 

.03 3 

.02 2 

.01 1 

.155 t 

.211 * 

.08 8 

.06 6 

-.43 3 

-.11 1 

-.10 0 

.19 9 

Totall explained variance 73% % 49% % 37% % 
\\ 0-male; 1 -female; P-Final adjusted weights;tp<0.10;*p<0.05 ;**p<0.01;***p<0.001. 
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Withh respect to physical functioning, initial score on physical functioning was evidently 

thee strongest predictor of physical functioning at 6 months after baseline. Male 

caregivers,, those of a lower age and with a higher income appeared to report a 

significantlyy better physical functioning over time than female caregivers, those of a 

higherr age and those with a lower income. Total explained variance of physical 

functioningg was high, i.e., 73%, and did not improve significantly if the changes in 

patientt and/or care characteristics were added to the model. 

Withh respect to mental health, initial score on mental health and gender showed to be 

associatedd with mental health 6 months after baseline, explaining a total of 35%. Care 

characteristicss as well as changes in these factors appeared to contribute another 9% 

andd 6% respectively to the explained variance of changes in mental health. Both 

negativee and positive caregiver experiences, i.e., impact on schedule and care-derived 

self-esteem,, contributed to improvement in mental health. In particular, a decreasing 

perceivedd impact on schedule over time appeared to have an uplifting effect on mental 

healthh 6 months thereafter. 

Comparedd to physical functioning and mental health, social functioning showed to be 

lesss affected by the initial value. While baseline patient and care characteristics did 

contributee slightly to social functioning, changes in patient dependency added 19% to 

sociall functioning. Decreasing levels of patient dependency appeared to improve 

caregiver'ss social functioning 6 months thereafter. 

Too summarize, these data indicated that each caregiver's health pattern was predicted 

byy different factors. Physical functioning was mainly predicted by initial status, and 

additionallyy by gender, age and income. Mental health was predicted by initial status, 

gender,, perceived impact on self-esteem and changes in schedule. Social functioning 

wass mainly predicted by initial status and changes in patient dependency. The 

contributionn of each set of independent variables differed between mental and social 

healthh dimensions. Baseline patient and care characteristics and changes in these 

variabless each accounted for 9 and 6% of the variance in mental health respectively. 

Changess in patient and care characteristics appeared to be particularly important in 

explainingg variances in social functioning, accounting for 19% of the variances in social 

functioning,, whereas these variables at baseline explained only 3% of its variance. 

GENDER-SPECIFICC ASSOCIATIONS OF CAREGIVER'S HEALTH PATTERNS 

Withh respect to physical functioning, gender was significantly associated with physical 

functioningg after adjustment for the other caregiver variables, patient variables and care 
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variabless (p=-0.17); i.e., female caregivers reported a worse physical functioning than 

malee caregivers, regardless caregiver background characteristics, patient dependency, 

numberr of tasks or caregiver experiences. A significant interaction effect was observed 

betweenn gender and income ((3 = 0.40), which is illustrated in Figure 5.3. Female 

caregiverss with a low income reported a poorer physical functioning over time, while 

forr male caregivers the role of income showed to be of less importance in predicting 

patternss of physical functioning. 

Withh respect to mental health, the pattern over time was approximately the same for 

malee and female caregivers in general. However, a gender effect (p = -0.20) and two 

genderr interaction effects were found, namely a gender-income (p = -0.53) and a gender-

AA in self-esteem effect (P=-0.31). Female caregivers reported on average a poorer 

mentall health status than male caregivers. A negative gender-income interaction effect 

onn mental health over time indicated that female caregivers with a low income reported 

aa worse mental health than male caregivers with a low income. Moreover, while mental 

healthh of male caregivers with a low income improved 6 months after baseline, no 

relevantt change was observed in female caregivers with a low income (Fig. 5.4). Also a 

negativee interaction effect of "gender-change in self-esteem" on mental health was 

found.. Male caregivers who were able to derive more self-esteem over time showed 

improvementt in mental health. Female caregivers, however, who were able to derive 

moree self-esteem over time did not show better mental health over time (Fig. 5.5). 

Noo gender or gender interaction effects could be observed for social functioning. Thus, 

thee previously reported relations as found in this study were similar for male and female 

caregivers. . 

Too summarize, with respect to physical functioning and mental health, female 

caregivers,, and in particularly those with a lower income, reported on average lower 

scoress and continued to do so over time. Moreover, in male caregivers who were able 

too derive more self-esteem from caregiving overtime mental health improved, while this 

improvementt was not observed in female caregivers. 
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90 0 

85 5 

80 0 

75 5 

70 0 

65 5 

60 0 

Highh income 

Loww income 

ww income 

TOO T1 T2 

Figur ee 5.3 Caregiver' s physica l functionin g pattern s accordin g to gende r and incom e 

(" " malee caregivers femalee caregivers) 

90 0 

855 -

800 -

75 5 

70 0 

65 5 

60 0 
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Highh income 

Highh income 

Loww income 
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Figur ee 5.4 Caregiver' s menta l healt h pattern s accordin g to gende r and incom e 

(( * male caregivers  female caregivers) 
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900 -| 

855 - - Higher self-esteem 

800 - / 

** Lower self-esteem 

.. Lower self-esteem 

 Higher self-esteem 

600 A 1 1 1 

TOO T1 T2 
Figur ee 5.5 Caregiver' s menta l healt h pattern s accordin g to gende r and impac t on 

self-estee mm (  male caregivers  female caregivers) 

Discussion n 

Inn this study, the patterns and determinants of the physical, mental and social health 

dimensionss of caregivers of patients with newly diagnosed colorectal cancer were 

studiedd over 6 months after diagnosis. With respect to caregiver's physical functioning 

patterns,, a decrease was observed 3 months after baseline, which returned to baseline 

levelss at 6 months. However, the changing pattern, as observed in the total group, was 

accountedd for by changes in physical functioning of female caregivers. With respect to 

mentall health and social functioning in general, a significant improvement over time 

wass observed both in male and female caregivers. The results regarding mental health 

patternss lend strong support to the findings of other investigators.19,21,3

Thee current study also revealed that changes in physical functioning were 

predominantlyy predicted by the initial physical status and caregiver background 

characteristics,, whereas changes in mental health and social functioning were largely 

predictedd by initial states, and patient and care characteristics. Changes in mental health 

weree also predicted by caregiver experiences and changes in social functioning were 

alsoo predicted predominantly by change in patient dependency. Compared to reference 

valuess of a random Dutch population sample,43 the mean baseline score of physical 

functioningg of the female caregivers was substantially higher and the baseline scores of 

bothh mental health and social functioning were lower. These findings suggest that 

changee could mean that caregivers returned to the same levels of health they had at an 

755 -

700 -

655 -
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earlierr point in their caregiving career, e.g., before the onset of patient's complaints. 

Thiss seems to be particularly valid for physical functioning, since changes in physical 

functioningg were observed to be independent of the caregiving situation. Otherwise, 

healthh deterioration could be attributable to the stressors of caregiving, while health 

improvementt could result from a decrease of caregiving stressors or adaptation of 

caregiverss over time. Since the level of patient dependency decreased over time and this 

showedd to contribute to the caregiver's social functioning over time, this improvement 

mayy indeed be attributable to changes in the caregiving situation. Since negative 

caregiverr experiences appeared to be less burdensome overtime and showed to predict 

mentall health patterns, psychological adaptation is likely to occur. Moreover, apart from 

negativee caregiver experiences, positive caregiver experiences (i.e., perceived impact on 

self-esteem)) seemed to play an important role. This may suggest that satisfaction was 

derivedd from meeting a difficult challenge and therefore caregivers might have benefited 

fromm the experience of giving care to their partner, leading to health improvement. 

AA major conclusion from our study is that attempts to study the health consequences of 

caregivingg may be more likely to detect differences when multidimensional assessment 

strategiess are used. The impact of contextual and personal characteristics like patient 

dependency,, care demands and experiences on health outcomes may be 

underestimatedd when research restricts its scope to a single generic health outcome. 

Thiss is also in accordance with other research findings on stress and caregiving.51'53 

Schulzz and colleagues6'54 proposed that physical health effects of caregiving may be 

particularlyy difficult to document (relatively to mental and social health effects) because 

physicall health effects may be only becoming evident for some time after the onset of 

caregiving.. Given our focus on the first 6 months after baseline of newly diagnosed 

cancerr patients, we could not consider the impact of caregiving that typically may 

developp after several years of caregiving. This suggests the need for longitudinal studies 

withh more extended periods of follow-up. 

AA second conclusion is that male and female caregivers should be regarded as distinct 

groups,, since different predictors of health outcomes were observed in male and female 

caregivers.. This, again, is in concordance with other research.38 While in male 

caregivers,, physical functioning remained unchanged and mental health improved over 

time,, less favorable patterns were observed in female caregivers, particularly for those 

withh a low income. Also, caregivers who were able to derive more self-esteem from 

caregivingg over time, mental health improved in male caregivers, while this was not 

observedd in female caregivers. No gender differences could be observed in social 

functioningg patterns. 
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Apartt from gender, age and income had a different impact on caregiver's health 

consequences.. Higher age and lower income were associated with poorer health, 

particularlyy in the physical dimension. Moreover, improvement of health was associated 

withh a lower age and a higher income. As people age, their general health, and in 

particularr their physical health, is expected to decline.43 In a longitudinal study of 

depressionn among family members of Alzheimer's disease,8 individuals who were more 

concernedd about the adequacy of their income reported higher levels of depression, and 

thiss was especially observed early in the caregiving process. In a study on the costs of 

caree of family members caring for cancer patients at home, Stommel et al.55 concluded 

thatt costs are usually underestimated by others. Attention to those with a relatively low 

incomee in particular is warranted. 

Finally,, consistent with the cognitive stress theory, is the finding that contextual (i.e., 

patientt dependency) and personal characteristics (i.e., caregiver experiences) appeared 

too play a major role in explaining changes in caregiver's health (i.e., mental health in 

particular,, and social functioning to a smaller degree). A limitation of this study is that a 

numberr of other possible differential variables were not included. For example, a high 

qualityy patient-caregiver relationship (i.e., absence of a distressed relationship) can be 

conceivedd as a necessity when care is provided over a longer period. Previous studies 

havee recognized the important role of the quality relationship,56'57 and other factors like 

sociall support,8 personality characteristics,23,5^60 and coping strategies13 which may 

influencee caregiving outcomes. Future research might include additional factors to 

determinee their (mediating and/or moderating) role within the caregiving process. 

Althoughh this study incorporated a number of strengths including a longitudinal design, 

usee of multiple outcome measurements, gender-based subgroup analyses, adjustment for 

initiall caregiver's health states, and adjustment for age, gender and income, it is 

necessaryy to acknowledge some limitations of the study. One of these is the 

generalizabilityy of the findings of this study. As was expected in a sample of caregivers 

off newly diagnosed colorectal cancer patients, overall health improvements rather than 

worseningg health states were observed. However, the selection of this specific sample 

mayy have overestimated this effect. Although the drop-out rates were fairly acceptable, 

selection-biass may have occurred, since patient dependency and physical symptoms in 

thosee who dropped out was significantly higher at baseline than patients who were 

followedd for 6 months (p<0.05). It may be possible that only the most seriously ill or 

problematicc patients with cancer produce health decrements in their caregivers, and 

therefore,, others who provide only marginal care may dilute health consequences to 

thosee with the greatest care demands. And, caregivers in the current study may not have 
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beenn representative for the caregivers of newly diagnosed colorectal cancer patients. 

Subjectss who were included may have experienced minimal burden of caregiving, as 

theirr partners (patients) had a relatively good prognosis. Thus, we might have included 

onlyy the healthiest caregivers and this selection bias could have led to an 

underestimationn of the observed relationships between stressors, caregiver experiences 

andd health outcomes. 

Thiss study addressed caregiver's physical, mental or social health consequences 

followingg patients with newly diagnosed colorectal cancer from the period of two weeks 

beforee hospital admission, to 3 and 6 months after baseline. Although caregiving may be 

burdensomee over time for some caregivers, our data suggest that giving care may be 

perceivedd positive as well, leading to health improvements. Physical functioning over 

timee appeared to be associated with the initial physical status, gender, income and age; 

mentall health was predicted by initial status and caregiver experiences, and social 

functioningg by initial status and changes in patient dependency. While in male 

caregivers,, physical functioning remained unchanged and mental health improved over 

time,, less favorable patterns were observed in female caregivers, particularly in those 

withh a low income. Also, in caregivers who were able to derive more self-esteem from 

caregivingg over time mental health improved in male caregivers, while this was not 

observedd in female caregivers. The findings of this study suggest that cancer caregiving 

mayy lead to health improvements, and underline the importance of making a distinction 

inn gender and of studying caregiver outcomes by using multidimensional assessments. 
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Determinant ss of caregive r experience s and 

menta ll  healt h in partner s of cance r patient s 

Abstrac t t 
Researchh regarding informal caregiving showed considerable individual variability in 

responsess to cancer caregiving. In this chapter determinants of caregiver outcomes, in 

termss of caregiver experiences at 3 months and caregiver's mental health at 6 months 

afterr patient's diagnosis, were examined. It included both negative and positive 

dimensionss of caregiving outcomes. One hundred forty-eight patients with newly 

diagnosedd colorectal cancer and their partners were included. Caregiver experiences 

weree assessed by the Caregiver Reaction Assessment Scale. The mental health of 

caregiverss was assessed in terms of depression and quality of life. Possible determinants 

off the caregiver's experiences and mental health were categorized according to 

characteristicss of the caregiver, the patient, and the care situation. Caregiving 

experiencess were studied as a fourth category of possible determinants of the caregiver's 

mentall health. Each domain of the caregiving experiences was explained by different 

factors,, with total explained variances ranging between 11-46%. Negative caregiver 

experiencess were associated with a low income, living only with the patient, a 

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

caree tasks. Caregivers with a low level of education and caregivers of patients with a 

stomaa were able to derive more self-esteem from caregiving. Although caregiving may 

leadd to depression, especially in those experiencing loss of physical strength, caregivers 

mayy sustain their quality of life by deriving self-esteem from caregiving. 

CancerCancer 1999; 86: 577-88. 
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Introductio n n 

Thee diagnosis of cancer has not only a significant impact on the affected patients, but 

alsoo on their families, and may cause emotional responses of shock, doubt, anxiety and 

depression.1,22 With cancer rapidly developing into a continuous care problem because 

off increasing incidence rates, longer survival times, and a trend towards outpatient 

treatment,, providing support and managing care has placed added responsibilities on 

caregivers.. However, the consequences for these caregivers still are unclear. To 

differentiatee the impact of caregiving and to identify caregivers at risk, a thorough 

investigationn of factors influencing caregiving consequences appears warranted. 

Livingg with cancer can be conceived as adynamic, ongoing process3 and providing care 

too cancer patients also can be seen as such.4-7 Three phases have been distinguished 

duringg the cancer patient's illness: the initial or "acute" phase, the "chronic" phase and 

"resolution".88 During the acute phase the family is shocked, stunned, and frightened. In 

thee chronic phase, when initial treatment has been endured and the patient has been 

releasedd from the hospital, family members have to take on new and additional 

responsibilities.. During the third phase, resolution, the family anchors itself in either 

survivorshipp or the bereavement process. All three periods may lead to considerable 

anxietyy and perceived pressure in family members, particularly in the primary 

caregivers.99 Research into cancer caregiving is scarce, and especially with regard to the 

chronicc phase, on which to our knowledge hardly any information is available. 

Thee majority of studies regarding caregiving are cross-sectional and involve family 

memberss of patients with mental disorders such as schizophrenia or dementia.,CM2 These 

studiess reveal that interpretations of the relation between characteristics of the 

caregivingg situation and caregiver outcomes can be guided by the cognitive stress theory 

off Lazarus and Folkman.13 According to this theory, contextual elements as well as 

personall perceptions of the situation play a major role in explaining variations in 

caregiverr outcomes. Although caregiver experiences can be conceived as specific 

caregiverr outcomes, the health of the caregiver may be interpreted as a more generic 

indicatorr of caregiver outcome in the long run.6,14 Factors that are reported to be 

associatedd with caregiver outcomes, can be divided into three categories: 1) 

characteristicss of the caregiver, 2) characteristics of the patient, and 3) characteristics of 

thee care situation.14"16 Subsequently, caregiver experiences at 3 months may have an 

effectt on the caregiver's mental health at 6 months. Thus, caregiver outcomes can be 

studiedd on the basis of a conceptual research model as presented in Figure 6.1. 
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Patien tt  characteristic s 
Disease-related d 
characteristics s 

Dependency y 

Depression n 

Cancer-relatedd symptoms 
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Caregive r r 
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Initiall mental health 

Caregive rr  experience s 
Disruptedd schedule 
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Type e 
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healt h h 

Depression n 

Qualityy of life 

Figur ee 6.1 Conceptua l researc h mode l for studyin g caregive r experience s and the 
menta ll  healt h of partner s of cance r patient s 

BackgroundBackground characteristics of the caregiver that may influence caregiver outcomes 

include:: age, gender, living situation, socio-economic status, and type and quality of the 

relationshipp between the care recipient and caregiver. Relatively consistent findings 

weree reported regarding gender,17"'9 age,20,21 co-residence, and the type of relationship 

betweenn the care recipient and caregiver.22-23 Women, especially those at a younger age, 

tendd to perceive caregiving as more negative than (older) men and report higher levels 

off psychologic distress,24,25 even when the quality of the patient's health and/or the 

amountt of care provided is controlled for.26 Compared with other informal caregivers, 

partnerss in particular are expected to bear a large proportion of the stresses and burdens 

thatt follow in the course of cancer.27 Consequently, a high quality patient-caregiver 

relationshipp (i.e., the absence of a distressed relationship) is a necessity when care is 

providedd over a longer period.28'29 Less consistent findings were reported for the 

associationn between socio-economic status and caregiver outcomes. Although caregivers 

withh a relatively low socio-economic status were found to report a higher burden,2' 

Biegell et a/.30 did not confirm this finding. 

Althoughh the caregiver's mental health often is studied as an outcome, their initial level 

off mental health may be an important factor that affects caregiver outcomes,6-3' (e.g., 
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negativee caregiving experiences or health outcomes may be accentuated in caregivers 

whoo previously experienced depressive symptoms). 

PatientPatient characteristics that have been cited in the literature as having an influence on 

caregiverr outcomes include disease-related and treatment-related characteristics, 

dependency,322 and physical and psychologic symptoms.15,33 However, no consistent 

researchh findings have been reported, with some studies showing that patient 

characteristicss are related to negative caregiver outcomes22,32 and others reporting no 

suchh relation.34 In gerontologie studies, it generally was observed that the patient's 

mentall health is more affected by negative responses in caregivers rather than the 

patient'ss physical health.15,35 Based on their research among caregivers of cancer 

patients,, Given et a/.36,37 reported that patient dependency and symptoms specifically 

havee a negative impact on the caregiver's schedule. Another oncologic study regarding 

caregivingg revealed that only patient dependency determined caregiver experiences 

(i.e.,, in terms of burden) and that other patient characteristics, such as disease- related 

andd treatment-related symptoms, were not associated at all with caregiver experiences 

orr mental health (e.g., mood).33 

CareCare characteristics may include duration of care,38 intensity of care, and different types 

off care.27 The more confining the care tasks are (i.e., less time-flexible and more 

disruptivee to the caregiver's schedule), the more likely they are to create negative 

consequences.155 Personal tasks (e.g., feeding and washing the patient) appeared to be 

perceivedd as more difficult and burdensome than non-personal tasks (e.g., buying the 

groceries).277 Moreover, because providing care requires time, the time available for 

otherr activities, such as household chores, leisure, and visiting family and friends may 

bee expected to decrease.22,32,39 

CaregiverCaregiver experiences has been defined by a broad range of varying constructs, 

predominantlyy expressed as an overall measure, e.g., burden,35 strain,40 or role 

overload.411 The mental health of the caregiver also has been defined differently, e.g., 

psychologicc distress,42 well-being,36,39 psychologic and physical symptoms,43 depression, 

lifee satisfaction, and self-reported health.10,30,44 Findings from studies regarding the 

relationn between caregiving experiences and the caregiver's mental health vary 

enormously.. Given et a/.1 proposed that caregiver experiences can be described 

accordingg to five domains, including four negative domains (disrupted schedule, 

financiall problems, lack of family support, and loss of physical strength) and a positive 

domainn (caregiver's self-esteem). These five domains appear to represent the core set of 

caregiverr experiences.1,15,32,45 In general, it is expected that negatively perceived aspects 

off caregiving wil l be associated with a decreased mental health. Caregivers may 
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experiencee high levels of burden,33 leading to increasing levels of depression9,38 or 

distress.77 Conversely, positive caregiving experiences also are reported1'4,9 that may help 

inn maintaining the caregiver's mental health. As yet, the relation between positively 

perceivedd aspects of caregiving and health outcomes is unclear, but it is hypothesized 

thatt more positive aspects of caregiving will be associated with a better quality of life for 

thee caregiver. 

Too summarize, to our knowledge, with a few exceptions, previous studies regarding 

caregiverr outcomes used descriptive, cross-sectional designs and the majority of 

researchh was conducted among the caregivers of patients with cognitive disorders. They 

revealedd that several characteristics may have an important influence on caregiver 

experiencess and mental health, and can be categorized into: caregiver characteristics, 

patientt characteristic, and care characteristics (Fig. 6.1). The objectives of the current 

studyy as described in this chapter were 1) to assess determinants of caregiving 

experiencess in partners of cancer patients at 3 months after the patient's diagnosis from 

thee hospital, both in terms of negative and positive domains (i.e., the impact of 

caregivingg on daily schedule, finance, lack of family support, loss of physical strength, 

andd self-esteem) and 2) to assess determinants of the caregiver's mental health at 6 

monthss after the patient's diagnosis, in terms of depression and quality of life. 

Method s s 

PROCEDUREE AND SUBJECTS 

Longitudinall data from the research project entitled: "CAregiving of Spouses of cancer 

PAtients"" (CASPA) were used This study was conducted in cooperation with 10 hospitals 

inn the Netherlands in the regions of Amsterdam and Groningen, and data were collected 

att three measurement points. The baseline measurement (TO) took place as soon as 

possiblee after the patient's surgery, either in the hospital or at home. The second 

measurementt (T1) took place three months after baseline and the third measurement 

(T2)) again three months later (i.e., 6 months after baseline). Patients and partners were 

interviewedd face-to-face by trained research assistants using structured questionnaires, 

andd they also completed a self-report questionnaire. 

Newlyy diagnosed colorectal cancer patients who recently underwent surgery, who had a 

survivall prognosis of at least 6 months, and who lived with a partner were selected by 

surgeonss of the 10 cooperating hospitals. The partner was defined as a relative by 

marriagee or the person identified by the patient as a partner, and who resided in the 
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patient'ss household. Of the 238 eligible cancer patients and their caregivers, informed 

consentt was obtained from 181 at the onset of the study. The response rate was 76%. 

Noo response bias was found between participating patients and non-participants with 

respectt to age, gender, diagnosis and region. Longitudinal data (up to T2) were available 

forr 148 couples (82%). Loss to follow-up occurred for the following reasons: serious 

illnesss of the patient (n = 15; 8%), refusal to report for follow-up (n = 10; 6%) and death 

off the patient (n = 8; 4%). 

MEASUREMENTS S 

Dataa were collected on caregiver characteristics (TO), patient characteristics (T1), care 

characteristicss (T1), caregiver experiences (T1), and caregiver's mental health (T2). 

CaregiverCaregiver characteristics included socio-demographic characteristics, quality of the 

relationship,, and the caregiver's initial mental health. The caregiver's socio-demographic 

characteristicss were gender, age, level of education, income, major occupation, and 

livingg situation (i.e., either living only with the patient or together with patient and 

children),, and were measured with single items. 

Thee marital scale (ten items) of the Maudsley Marital Questionnaire (MMQ)46 was used 

too estimate the quality of the relationship at baseline. The MMQ was designed to assess 

thee degree of favorableness of attitudes towards one's own marriage or relationship. The 

scalee was demonstrated to have a high internal consistency (Chronbach's a = 0.90), 

sufficientt test-retest reliability and validity (Pearson's r=0.70 to 0.80) and was shown to 

bee only slightly related to social desirability.47 The answering format was a 9-point scale 

(zero-eight).. For clarity, the scores were reversed in the subsequent analyses and a total 

scoree was computed, with a high score indicating a high quality relationship. 

Thee caregiver's initial mental health included two indices: depression and quality of life 

att baseline. The level of depression was measured by the 20-item Center for 

Epidemiologicc Studies Depression Scale (CES-D).48 The CES-D is comprised of a 20-item 

self-reportt scale that taps the level of depressive symptoms during the week preceding 

hospitall admission. Total scores can range from 0-60, with higher scores indicating a 

higherr level of depressive symptoms.49 Chronbach's a was 0.97. The caregiver's initial 

qualityy of life was measured with a one-item linear visual analogue self-assessment 

scale.50,511 Caregivers were asked to evaluate their quality of life of the week during the 

weekk preceding hospital admission by marking a point on a 10-cm line, with 0.0 

representingg the lowest quality of life and 10.0 the highest quality of life. 
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Measuress on patient characteristics included disease-related characteristics, 

dependency,, cancer-related symptoms, and depression. Disease-related characteristics 

weree assessed in terms of the duration of the patient's symptoms before hospital 

admission,, the patient's diagnosis, and the presence of a stoma after surgery. Patient 

dependencyy was measured by means of the Groningen Activity Restriction Scale 

(GARS).522 This hierarchical 18-item scale was used to assess the extent of (dis)ability to 

managee 1) activities of daily living (ADD, such as eating, dressing, bathing, using the 

toilet,, grooming, and getting in and out of bed, and 2) instrumental activities of daily 

livingg (IADL), such as cooking, laundry, shopping, and housework. Each item was 

scoredd on a 4-point rating scale. A dependency score was determined by summation of 

thee item scores. The total score ranges from 18 (indicating the absence of dependency) 

too 72 (totally dependent). Chronbach's a was found to be 0.81. 

Cancer-relatedd symptoms were measured using the Rotterdam Symptom Check List 

(RSCL).533 Patients were asked to rate the severity of a symptom, either a physical (e.g., 

nausea)) or a psychologic symptom (e.g., worrying), on a 4-point scale 3 months after 

patient'ss diagnosis. The internal consistencies of the two scales, "physical symptoms" 

andd "psychological symptoms" were 0.83 and 0.89, respectively. Likewise caregiver 

depression,, patient depression was measured by the CES-D. 

CareCare characteristics referred to involvement in care, in terms of duration, intensity, 

performancee of different types of care tasks and changes in social activities. Apart from 

thee duration of care tasks, which referred to the period before the patient's hospital 

admission,, the other care characteristics referred to the first 3 months after patient's 

diagnosis.. Intensity of care was assessed in terms of the total of caregiving days and 

hourss per week. The involvement in different care types was measured for personal tasks 

andd household, organizational, and disease-related tasks. Personal tasks referred to 

assistingg the patient with ADL (11 items [e.g., assistance with eating, dressing, and 

bathing]).. Household tasks (7 items) included cooking, laundry, shopping, and 

housework.. Organizational tasks (5 items) focused on providing assistance with large 

expenses,, transport, and providing odd jobs. Disease-related tasks (6 items) referred to 

woundd and stoma care, decision-making, and obtaining and exchanging information. 

Taskk performance was dichotomized (0=did not perform specific task; 1 =did perform 

specificc task). For each type, a sum score was computed. A separate question was added 

concerningg the total number of times the caregiver accompanied the patient to physician 

visits.. Finally, change in social activities was assessed by asking the respondents to 

reportt on a 4-point, 6-item scale the actual change in time available for household, 

family,, visits, hobbies, work, and relaxing.22,40 Chronbach's a was 0.74. 
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CaregiverCaregiver experiences were measured by the Caregiver Reaction Assessment Scale 

(CRA)) of Given et a/.1 The CRA is comprised of 24 items divided into 5 subscales, with 

eachh subscale representing a specific dimension of caregiving experiences. The subscale 

"disruptedd schedule" (5 items) measured the extent to which caregiving interrupted the 

usuall activities of the caregiver. The subscale "financial problems" (3 items) measured 

thee financial strain on the caregiver as a consequence of the caregiving situation. The 

subscalee "lack of family support" (4 items) assessed the extent to which the caregiver 

perceivedd a shortage of family support and to what extent the caregiver felt abandoned 

byy his/her family in taking on caregiving responsibilities. The subscale "loss of physical 

strength"(55 items) assessed caregivers' reports of how caregiving impacted their ability 

andd energy to provide care. The subscale "care-derived self-esteem" (7 items) aimed to 

measuree the extent to which caregiving contributed to individual self-esteem. 

Respondentss were asked to rate the perceived impact of caregiving on each of the 24 

itemss on a 5-point Likert scale. For each subscale, a total score was computed reflecting 

thee mean item-score, with a range between 1.00-5.00. A higher score represented a 

greaterr amount of the attribute. The subscales of the CRA were shown to be reliable 

(Chronbach'ss a-coefficients ranged from 0.68-0.84) and valid.1'54 

CaregiverCaregiver mental health at 6 months after patient's diagnosis included caregiver's 

depressionn and caregiver's quality of life and were measured by the same instruments as 

att the baseline measurement. 

ANALYSE S S 

Descriptivee statistics were computed for all relevant variables. The caregiver outcomes 

off the nominal variables, such as gender, patient disease-related characteristics, and 

livingg situation, were compared by chi-square tests. Analysis of covariance was 

conductedd of the analogue comparisons of the outcomes on ratio level of measurement 

andd scores on caregiver outcomes. Pearson product-moment correlations were used to 

examinee the significance (with p<0.01) of associations between dimensions caregiver 

outcomess and all other characteristics. Significant variables, as identified by means of 

univariatee analyses, subsequently were entered in blocks as defined by the research 

modell (Fig. 6.1). Each set of variables was tested simultaneously and adjusted for all 

otherr variables entered. As such, the relative contribution of each set of variables could 

bee determined. Model fit was evaluated by the adjusted R2 and final adjusted p weights. 

Pairwisee deletion of missing data was applied. Residual analyses were performed to 
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ensuree that the multiple regression assumptions of linearity, constant error variance, and 

normalityy were met adequately. 

Result s s 

SAMPLE E 

Tablee 6.1 presents descriptive characteristics of the 148 dyads who participated at all 

threee waves. The majority of patients (n = 96; 65%) were diagnosed with colon cancer, 

whilee 52 (35%) were diagnosed with rectum cancer. One third of the patients had a 

stomaa (n = 49) and 12 to 19% of the patients received chemotherapy and/or 

radiotherapy.. The mean duration of patient's cancer-related symptoms was 12.5 months 

(SD=43.33 months). The caregiver group was comprised of 54 men and 94 women, 

rangingg in age from 25-89 years (mean age, 63 years; SD = 11 years). The majority of 

coupless (89%) had children, and 18% still lived with their children at home. Socio-

demographicc characteristics are presented in Table 6.1. 

Patientss who dropped out during follow-up did not differ from patients who remained in 

thee study with regard to gender, age, diagnosis, duration of complaints, (co)morbidity, 

feelingss of depression, and mental health. However, the proportion of patients with a 

stomaa was slightly higher among those who dropped out of follow-up (p<0.10) and the 

levell of the patient's dependency was significantly higher (p<0.01). These patients also 

reportedd more physical symptoms at baseline (p<0.05) than patients who were 

followedd for 6 months. 

Caregiverss of patients who dropped out of follow-up did not differ from those of 

patientss who remained in the study with regard to gender, age, and the baseline values 

off the majority of the caregiver experiences. However, participating caregivers reported 

aa less negative impact on physical strength at baseline, compared with those who 

droppedd out over time (participants: mean score = 1.98; drop-outs: mean score-2.22; 

p<0.05). . 
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Tablee 6.1 Descriptiv e characteristic ss of patient s and partner s who participate d at all 3 

measuremen tt  point s (N = 148) 

PatientPatient  characteristics 
Diagnosis s 

Stoma a 

Radiationn therapy 

Chemotherapy y 

Durationn of complaints 
(months) ) 

CaregiverCaregiver  characteristics 

Gender r 

Agee (years) 

Education n 

Income e 

Job b 

Livingg situation 

Havingg children 

Definition n 

Colonn cancer 
Rectumm cancer 

No o 
Yes s 

No o 
Yes s 

No o 
Yes s 

0-3 3 
4-6 6 
7-12 2 
>12 2 

Male e 
Female e 

<50 0 
50-65 5 
>65 5 

Low w 
Middle e 
High h 

<< fl 40.000 
fll 40.- fl 60.000 
>> fl 60.000 
Unknown n 
Low w 
Low/Middle e 
Middle/High h 
Upper r 

Withh partner 
Withh partner and children 

Yes s 
No o 

n n 

96 6 
52 2 

99 9 
49 9 

120 0 
28 8 

130 0 
18 8 

50 0 
43 3 
34 4 
21 1 

54 4 
94 4 

18 8 
69 9 
61 1 

30 0 
85 5 
33 3 

38 8 
51 1 
28 8 
31 1 
28 8 
38 8 
51 1 
31 1 

122 2 
26 6 

131 1 
17 7 

(%) ) 

(65) ) 
(35) ) 

(67) ) 
(33) ) 

(81) ) 
(19) ) 

(88) ) 
(12) ) 

(34) ) 
(29) ) 
(23) ) 
(14) ) 

(36) ) 
(64) ) 

02) ) 
(47) ) 
(41) ) 

(20) ) 
(57) ) 
(23) ) 

(26) ) 
(34) ) 
(28) ) 
(21) ) 
(19) ) 
(26) ) 
(35) ) 
(21) ) 

(82) ) 
(18) ) 

(89) ) 
(11) ) 
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CAREGIVERR EXPERIENCES AT 3 MONTHS AND MENTAL HEALTH AT 6 MONTHS 

Descriptivee statistics of caregiver experiences at 3 months and caregiver's depression 

andd quality of life at 6 months are presented in Table 6.2. The mean scores of the 

negativee experiences were relatively low, indicating caregivers perceived a relatively 

loww burden, whereas the mean scores of the self-esteem subscale was relatively high, 

indicatingg a highly positive perception of the caregivers' self-esteem. A high mean item-

scoree and a small SD were observed especially in Item 15, which addressed caregivers' 

feelingss of resentment at having to care for their partner (item was reversed). The mean 

caregiverr score depression was 9.04 (SD = 8.18), with 80% of the caregivers (n = 117) 

reportingg a score below the cut-off score of the CES-D (i.e., < 16). The mean quality of 

lifee score was 6.77 (SD = 2.16), with approximately 76% (n = 113) reporting a score of 

>5. . 

Tablee 6.2 Mean and SD of caregive r experience s at 3 month s and menta l healt h at 6 
month ss after patient' s diagnosi s (N = 148) 

Subscalee SD 
Mean n 

Caregiver r 

Experiencess (T1) 

Disruptedd schedule 

Financiall problems 

Lackk of family support 

Losss of physical strength 

Self-esteemm ( + ) 

1.88 8 

1.82 2 

2.10 0 

1.98 8 

4.19 9 

0.60 0 

0.51 1 

0.60 0 

0.62 2 

0.41 1 

Caregiver's s 

Mentall health (T2) 

Depression n 

Qualityy of life 

9.04 4 

6.77 7 

8.18 8 

2.16 6 

SD:: standard deviation; +: positive; T1: second measurement (3 months after baseline): T2: third 
measurementt {6 months after baseline). 

Furtherr analyses examined correlations between caregiver, patient, and care 

characteristics,, as well as caregiver experiences (T1) and mental health (T2). Variables 

thatt showed no significant relationship to any of the criterion variables were: patient's 

diagnosis;; duration of complaints; patient's cancer-related symptoms; caregiver's age, 

gender,, and occupation; living situation; and household. Table 6.3 shows only those 

variabless that were found to be significantly (p<0.01) correlated with one of the 
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subscaless of caregiver experiences, or with one of the indices of caregiver's mental 

health.. Caregiver characteristics were shown to correlate with all caregiver indices, 

exceptt for the impact on disrupted schedule. Caregivers of patients with a stoma 

perceivedd a stronger impact of disrupted schedule, and perceived an increased level of 

depressionn over time, although they also perceived a stronger positive impact on self-

esteem.. Patient dependency and level of depression correlated with caregiver 

experiencess and mental health outcomes in the expected direction. Finally, care 

characteristicss appeared to be related to caregiver experiences in the expected direction, 

butt no correlation was observed with caregiver mental health outcomes. Strong 

correlationss were observed particularly between care characteristics and impact on 

disruptedd schedule (Pearson's r ranged between 0.35 and 0.59) and to a lesser extent 

betweenn care characteristics and impact on physical strength (Pearson's r ranged 

betweenn 0.16 and 0.38). The majority of correlations between the subscales of the CRA 

appearedd to be significant, and appeared to represent fairly independent dimensions of 

caregivingg experiences, except for the subscales regarding loss of physical strength and 

disruptedd schedule (r=0.66). With regard to caregiver's level of depression, all caregiver 

experiencess were found to be related in the expected direction. With regard to 

caregiver'ss quality of life, only loss of physical strength and the impact on the caregiver's 

self-esteemm appeared to be related significantly, also in the expected direction. 

Caregiver'ss depression and quality of life were strongly negatively related (r=-0.66; this 

correlationn is not displayed in Table 6.3). 

DETERMINANTSS OF CAREGIVER EXPERIENCES AT 3 MONTHS 

Tablee 6.4 shows the results of the linear regression analyses that were conducted to 

explainn caregiver experiences in terms of five specific domains. Each domain of 

caregiverr experiences was explained by different factors with a total explained variance 

rangingg from 11-46%. The highest degree of explained variance of the specific domains 

off caregiving experiences was found on the subscale regarding disrupted schedule. 

Caregiverss of patients who were highly dependent, those who were highly involved in 

caregivingg (in particular, in performing disease-related tasks and accompanying the 

patientt to physician visits), and those who reported more changes in activities appeared 

too perceive a stronger (negative) impact on disrupted schedule. 

Thee impact on financial problems was determined by two variables, i.e., income (6%) 

andd intensity of care (5%). Caregivers with a lower income reported a stronger negative 
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impactt on finance than those with a higher income, and caregivers who reported a high 

intensityy of care perceived more financial strains as a result of caregiving. 

Lackk of family support was explained by caregiver characteristics only (18%). A 

distressedd relationship and caregivers of patients who lived only with their partner 

perceivedd a greater lack of family support. 

Twenty-threee percent of the variance of loss of physical strength was explained by the 

proposedd characteristics. Caregivers who reported more changes in social activities 

reportedd more loss of physical strength. Although the caregiver's initial level of mental 

healthh and patient dependency contributed 13% and 1%, respectively, to the variance 

onn the caregiver's loss of physical strength, none of these variables significantly 

contributedd to the final model. In addition, some care specific characteristics (i.e., 

intensityy of care, personal care tasks and disease-related tasks) first showed a significant 

relation,, but their p value dropped substantially and became insignificant when the 

variablee "change in activities" was entered into the model. 

Finally,, self-esteem was explained by both caregiver and patient characteristics. 

Caregiverss with a lower level of education and those of patients with a stoma were able 

too derive more self-esteem from caregiving than other caregivers. In addition, both the 

qualityy of the relationship and the caregiver's initial quality of life tended to be related 

withh more self-esteem, although these associations did not reach an adequate level of 

significance. . 

Too summarize, caregivers with a low income, those who lived only with the patient, 

thosee with a distressed relationship, caregivers of highly dependent patients, those who 

providedd a high amount of care, and those who reported more changes in activities, 

weree most likely to experience more negative consequences of giving care. A positive 

impactt on self-esteem was determined by the caregiver's level of education and whether 

thee patient had a stoma (i.e., caregivers with a lower level of education and those of 

patientss with a stoma were able to derive more self-esteem from caregiving). 
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Tablee 6.3 Correlation s betwee n descriptiv e characteristic s and caregive r 

experience ss and menta l healt h (N = 148) 

Caregiverr experiences (T1 ] Mentall health 
(T2) ) 

Disruptedd Financial Family Physical Self- Depres- Quality 
schedulee problems support strength esteem sion of life 

(( + ) 

CaregiverCaregiver  characteristics 

Educationall level .03 -.14 .04 -.06 -.23* 

Incomee -.02 -.24* -.01 -.05 -.11 

Qualityy of relation -.07 -.01 -.35* -.09 .18+ 

Initiall depression .23* .10 .18+ .34* -.02 

Initiall quality of life -.05 -.03 -.03 -.25* .12 

.22" " 

.16 6 

.16 6 

.55* * 

.39' ' 

.16 6 

.19+ + 

.22+ + 

-.40* * 

.50* * 

PatientPatient  characteristics 

Stomaa .23* .06 -.04 .03 .19+ -.21+ .04 

Dependencyy .40* .08 -.06 .17+ .10 .08 -.10 

Depressionn .09 .18* .03 .03 .01 .11 -.22* 

CareCare characteristics 

Intensityy .36* .27* -.02 .22* -.06 .13 -.08 

Personall care .35* .14 .01 .18+ .07 .05 -.02 

Disease-relatedd care .40* .08 -.01 .17+ .10 .04 .08 

Accompanyy visits .38* .08 -.03 .16 .10 .01 .07 

Changee in activities .59* .21* .04 .38* .09 .16 -.04 

CaregiverCaregiver  experiences 

Disruptedd schedule 

Financiall problems 

Lackk of family support 

Losss of physical strength 

Self-esteemm { + ) 

.49* * .05 5 

24* * 

--

.66* * 

.47* * 

.36* * 

--

-.05 5 

-.30* * 

-.26* * 

-.27* * 

. . 

.24* * 

.18+ + 

.22* * 

.44* * 

-.211 + 

-.12 2 

-.10 0 

-.16 6 

-.41 1 

.29 9 
++ p<0.05 ; * p<0.01; ** p<0.001 
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Tabl ee 6.4 Determinant s of caregive r experience s in partner s of cance r patient s at 

33 month s afte r patient' s diagnosis : result s of hierarchica l multipl e 

regressio nn analyse s (fina l p weight s and adjuste d R2) (N = 148) 

Caregiverr experiences at 3 months 

Disruptedd Financial Family 
schedulee problems support 

Physicall Self-esteem 
strengthh (+) 

CaregiverCaregiver  characteristics 
Genderr 1 

Educationall level 

Income e 

Livingg situation § 

Qualityy of relation 

Initiall depression 

Initiall quality of life 

. l i t t 

.200 < 

.04 4 

-.20* * 

- .36* * * * 

.122 .18+ 

-.13 3 

-.25" " 

.17+ + 

-.17+ + 

Adjustedd R2 

PatientPatient  characteristics 
Stomaa ss 

Dependency y 

Depression n 

.07 7 .06 6 .18 8 .13 3 .10 0 

.04 4 

. 2 1 * * * 
.22' .22' 

.03 3 

Changee in R2 .15 5 .01 1 .05 5 

CareCare characteristics 
Intensity y 
Personall care 

Disease-relatedd care 

Accompanyy visits 

Changee in activities 

--

.16* * 

.17* * 

i n ** * if 

.24* * .07 7 
.06 6 

.04 4 

.24 4 

Changee in R2 .24 4 .05 5 .09 9 

Totall R2 46% % 1 1 % % 18% % 23% % 15% % 

++ : positive; 1 male-0, female-1; § living with partner-0, living with partner and chi ldren-1;5S no 
stomaa - 0, a stoma-1; A dashed line indicates that factor is not included in the model, within the 
columnn of the referring dependent variable, because of non-significant univariate associations; 
++ p<0.10;*p<0.05;**p<0.01;***p<0.001. 
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CAREGIVERR EXPERIENCES AT 3 MONTHS AS DETERMINANTS OF CAREGIVER'S MENTAL 

HEALTHH AT 6 MONTHS 

Tablee 6.5 presents the results of the regression analyses aimed at establishing 

determinantss of the caregiver's mental health (i.e., depression and quality of life). For 

caregiver'ss depressive symptoms, the total variance explained was 48%. The caregiver's 

initiall score on depression and whether the patient had a stoma were related 

significantlyy to the caregiver's depressive symptoms at 6 months. Caregivers who 

reportedd a relatively low quality relationship tended to report a higher level of 

depression.. In the last step, perceived loss of the caregiver's physical strength accounted 

forr an additional 6% of the variance. Additional regression analysis revealed that the 

predictivee value of care-derived self-esteem on the caregiver's depression was masked 

byy whether the patient had a stoma (i.e., when the variable "stoma" was left out of the 

analysis,, a higher impact of caregiving on self-esteem was found to be significant at 

explainingg the lower level of depression in caregivers at 6 months. The caregiver's 

qualityy of life at 6 months was explained predominantly by the caregiver's initial quality 

off life and to a lesser extent by the level of income and quality of the relationship, which 

togetherr accounted for 34% of the variance. Caregiver experiences (i.e., loss of physical 

strengthh and self-esteem) accounted for an additional 9% of the variance in the 

caregiver'ss quality of life at 6 months. 
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Tablee 6.5 Determinant s of menta l healt h in partner s of cance r patient s at 6 

month ss after patient' s diagnosis : result s of hierarchica l multipl e 

regressio nn analyse s (fina l (3 weight s and adjuste d R2) (N = 148) 

Caregiver'ss mental health at 6 months 

Depression n Qualityy of life 

CaregiverCaregiver  characteristics 
Genderr 1 
Educationall level 

Income e 

Qualityy of relation 

Initiall depression 

Initiall quality of life 

.11 1 
-.11 1 

--

-.13+ + 

39*** * 

-.10 0 

CaregiverCaregiver experiences 
Lackk of family support 

Losss of physical strength 

Self-esteem m 

-.03 3 
2 4 * * * 

-.10 0 

.15* * 

.16* * 

-.11 1 

. 3 3 * * * * 

Adjustedd R2 

PatientPatient  characteristics 
Stomaa § 

Depression n 

Changee in R2 

.36 6 

-.23** * 

.06 6 

.34 4 

-.09 9 

--

.. 21 * * 

.18* * 

Changee in R2 .06 6 .09 9 

Totall R2 48% % 43% % 
11 male - 0, female - 1; 5 no - 0, yes - 1; A dashed line indicates that the factor is not included in 
thee model, within the column of the referring dependent variable, because of non-significant univariate 
associations;; + p < 0.10;* p < 0.05 ; ** p < 0.01; * * * p < 0.001. 
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Discussio n n 

Thee findings of this study indicate that different caregiver, patient, and care 

characteristicss account for different types of caregiver experiences and mental health 

outcomes.. With respect to caregiver experiences at 3 months after the patient's 

diagnosis,, it was shown that having a low income, living only with the patient, a 

distressedd relationship, a high level of patient dependency, performing more care tasks, 

andd reporting more changes in activities all increased negative experiences of giving 

care.. Positive caregiver experiences were observed especially in caregivers with a low 

levell of education and those who took care of a patient with a stoma. With respect to 

thee caregiver's mental health at 6 months after the patient's diagnosis, the influence of 

patientt characteristics and care characteristics was shown to be of minor importance 

comparedd with the way caregiving was experienced, especially in terms of the impact 

onn physical strength and self-esteem. 

Thee results of the current study are highly consistent with past research on caregiving 

andd give support to the cognitive stress theory of Lazarus and Folkman.13 Although, 

whenn studied as a group caregivers are likely to experience a number of negative and 

positivee consequences, there are substantial individual differences in caregiver mental 

healthh outcomes. Care tasks clearly are a demanding and important part of caregiving, 

andd their effect on the caregiver's mental health appears to act indirectly through 

caregivingg experiences, in particular through perceptions of the caregiver's ability and 

energyy to provide care. 

Withh regard to socio-demographic characteristics of the caregiver, the influence of 

educationn on self-esteem is of particular interest. Caregivers with a high level of 

educationn derived less self-esteem in the course of giving care than those with a low 

levell of education. This finding corroborates the findings of Kramer,55 who reported the 

lowestt level of gain among those caregivers who were highly educated. A possible 

explanationn may be that caregivers in high socio-economic classes perceive a more 

strikingg status differential between their current or prior professional role and their role 

ass caregiver than those in low socio-economic classes. In addition, the daily tasks of 

caregivingg may be perceived as less rewarding by those with a higher education or those 

inn high socio-economic classes when compared with their professional, and possibly 

moree intellectually stimulating, activities. 

AA higher level of self-esteem also was observed in caregivers of patients with a stoma, 

andd these caregivers also reported a lower level of depression. Although negative 
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caregivingg experiences may have been expected to be most obvious in the caregivers of 

patientss with a stoma, to our knowledge the positive effect on these caregivers largely 

remainedd unexplored in the past. In the field of oncologic practice, the primary 

caregiverr appears to be explicitly and continuously involved when caring for a patient 

withh a stoma. Therefore, it is likely that these caregivers perceive their caregiver role as 

moree meaningful and worth-while compared with other caregivers. This also may have 

ann effect on depression in the longer term. In concordance with these findings Kinney 

andd Stephens11 found that caregivers who were involved more intensely reported more 

uplifts;; the authors argued that there were at least two possible explanations for this 

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

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

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

theyy often have little choice in carrying out their role. These explanations very well may 

applyy to the situation of intensively involved caregivers of cancer patients in the current 

study. . 

Off all the patient characteristics measured, the level of the patient's dependency 

appearedd to be particularly important in the determination of negative caregiver 

experiences,, which is in agreement with the findings of earlier studies.33,37,38,43 Although 

noo direct relation was observed between the patient's cancer-related symptoms or 

depressionn and caregiver outcomes, an indirect effect may be possible because 

symptomss may give rise to losses in mobility and function3 and more patient 

dependency.22 It also is possible that patients have underreported symptoms56 or had 

anticipatedd that certain symptoms would occur within the fixed period of the study. The 

mutuall effect that partners have on each other, as also was observed in several other 

oncologicc studies,2,3,36,37'57 stresses the importance of a family-focused approach to the 

caree of cancer patients and their significant others. 

Ourr data emphasized the role of the quality of the relationship within the caregiving 

situation.. A low quality relationship was shown to be the most important determinant of 

aa perceived lack of family support in taking on caregiving responsibilities; this is in line 

withh other comparable research on caregiving.14 Moreover, relationship quality may 

influencee the quality of care and, either directly or indirectly, the patient's quality of life 

ass well. These results can be interpreted in the context of social support, because the 

qualityy of the relationship may be conceived as an indicator of social support. In 

general,, social support is reported to be associated with less negative health outcomes 

bothh for the caregiver10,58 and the patient.59 Because primary caregivers are the main 

providerss of support to the patient and as caregiving responsibilities may lead to social 
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isolation,344 caregivers and patients will have to depend mainly on each other.60 Further 

researchh regarding the role and exchange of social support in the caregiving process is 

recommended. . 

Becausee this study and research by others5861 have found that it is meaningful to make a 

distinctionn between negative and positive caregiver experiences. The question arises 

whetherr it is important to make a distinction between negative and positive caregiver's 

mentall health. Both the level of the caregiver's depression and quality of life were 

shownn to be determined predominantly by baseline levels. Positive experiences 

appearedd to result in a higher quality of life in caregivers, and these experiences may 

playy an important role in compensating for the negative caregiver experiences. As the 

rolee of positive experiences of caregiving could not be demonstrated clearly when 

studyingg negative caregiver outcomes alone, it therefore is recommended to make a 

distinctionn between positive and negative caregiver experiences as well as between 

positivee and negative health outcomes. 

However,, in drawing overall conclusions, we must take notice of some limitations of 

thiss study. Compared with mean scores of both caregiver experiences and mental health 

ass observed in other studies,2,4'9'3751,53'61 results in the current study showed a relatively 

loww score for negative caregiver outcomes and a relatively high score for positive 

caregiverr outcomes. Selection bias may have occurred because of non-response and the 

selectivee dropping out of caregivers of cancer patients who were highly dependent (i.e., 

thosee lost to follow-up because of serious illness or death). As a consequence, it may be 

assumedd that the results of this study are rather conservative or even may be optimistic, 

becausee they are confined to partner caregivers of cancer patients with a relatively good 

healthh and a good prognosis. However, although it is most likely that the strength of the 

relationss between determinants and caregiver outcomes may have become more evident 

withinn a more heterogeneous sample, there is no reason to assume that the overall 

strengthh of the relations found wil l be different in a general population of caregivers. 

Researchh in the future, focusing on the dynamics of caregiver outcomes, is 

recommendedd to provide a more detailed understanding of the (changes in) 

consequencess of cancer caregiving. Furthermore, the caregiver characteristics included 

inn the study presented in this chapter were restricted to socio-demographic 

characteristics,, quality of the relationship, and initial scores on mental health, whereas 

internall resources also are likely to play an essential role in caregiving.62 As shown in 

studiess among caregivers of patients with various diseases, factors of the caregiver's 

personalityy such as optimism,9,30,37 neuroticism,16 self-efficacy,63 and mastery64 appeared 

too influence caregiver outcomes, and future research may focus on the predictive value 
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off personality characteristics on caregiver experiences and health outcomes in those 

caringg for persons with cancer. 

Thiss study found that the mental health of caregivers primarily is related to how 

caregivingg will be perceived, and less to the amount or intensity of care tasks. It is 

importantt that health professionals involved in the ongoing care of cancer patients and 

theirr families are aware of the increasing demands made on caregivers, and the specific 

problemss and uplifts they perceive in caregiving. Professional caregivers are urged to 

involvee informal caregivers explicitly and continuously, however specific attention to 

caregiverss who live only with the patient, those with a low income, those in a distressed 

relationship,, those with a high level of patient dependency, and those with a high 

involvementt in care tasks appears warranted. Future research particularly may attempt to 

identifyy strategies that allow caregivers to derive more self-esteem, satisfaction, and 

meaningg from caregiving. Identifying specific factors that have the greatest impact on 

caregiverss of cancer patients, both negatively and positively, provides meaningful 

informationn for professional caregivers in the field of oncology. 
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Thee rol e of socia l and psychologica l 

resource ss in caregivin g to cance r patient s 

Abstrac t t 

Thee role of social support and personality within the cancer caregiving process has 

remainedd a relatively unexplored area. In the present chapter the direct and moderating 

effectss on changes in caregiver experiences and caregiver's depression over time of 

variouss aspects of social and psychological resources were examined. Newly diagnosed 

colorectall cancer patients and their partners (N = 148) were included and data were 

obtainedd at three measurement points: at two weeks prior to hospital admission, and 3 

andd 6 months after diagnosis. The initial and change scores of the caregiver's negative 

andd positive social interactions, and personality attributes (mastery, neuroticism and 

extraversion)) were included to assess their impact on changes in caregiver experiences 

andd depression over time. Direct effects of social and psychological resources on 

caregiverr experiences were found to be small to absent. With respect to caregiver's 

depression,, both initial scores and changes in negative social interactions, mastery and 

neuroticismm showed to have direct effects on caregiver's depression over time. 

Moreover,, daily emotional support and mastery modified the relationships between 

caregiverr experiences and caregiver's depression. Caregivers with a low level of daily 

emotionall support, as well as those with a low score on mastery who also perceived 

caregivingg in a more negative (or a less positive) way could be identified to develop 

moree depression over time. 

Submitted Submitted 
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Introductio n n 

Cancerr may have adverse effects on health of not only patients but also of those who 

providee care to them. Giving care to patients with cancer at home can be stressful, and 

mayy affect psychological health on the longer term.1 Previous studies have found that 

depressivee symptoms of the patient and care aspects, like number of tasks, may 

influencee caregiver's psychological health.2"5 According to the cognitive stress theory,6 

thesee variables can be conceived as contextual stressors. In caregiving models, 

individuall experiences of providing care are distinguished as variables influencing 

caregiver'ss psychological health.3,7,8 Still, the question remains as to why some 

caregiverss become more distressed than others under similar caregiving situations. The 

availabilityy of certain social and psychological resources may play a crucial role in the 

caregivers'' possibilities to continue giving care at home, thus co-determining the well-

beingg of patients.8"10 As yet, little longitudinal research has been done that examines the 

rolee of these resources, and research on the cancer caregiving process over time is 

practicallyy non-existent. In this chapter, the role of social support and personality 

characteristicss in caregiver experiences and depression is examined among caregivers of 

patientss with cancer over a period of 6 months after diagnosis. 

AA positive effect of social support has been generally acknowledged and confirmed by 

previouss research.11 Social support can be of particular significance for persons in a 

stressfull situation, such as caregiving, because it may serve to maintain, to protect and to 

improvee health.12 Although the exact pathways linking social support to caregiver 

outcomess are still not completely clear, two mechanisms are widely discussed in the 

literature:: the main and the moderating effect of social support.9,10 Social support may 

havee a direct, beneficial effect on caregiver's depression, irrespective of whether 

individualss are confronted with stressful circumstances or not. Social support can also 

actt as a moderator when it affects caregiver's depression by altering the direction and/or 

strengthh of the relations between the stressors and depression.13 Currently, a major topic 

inn research on the association between social support and caregiver outcomes is to 

determinee which types of support are relevant. Different types of support are 

distinguished:: emotional (e.g., affection, esteem or companionship) and instrumental 

supportt (e.g., advice, practical help or financial aid),11 and "problem- oriented" support 

andd "daily" support.14,15 Distinguishing different types of social support may be 

important,, because it could help to discriminate between a direct and a moderating 

effect.166 For example, in the absence of certain stressors, daily support may promote 
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healthh (direct effect), whereas in the presence of stressors, emotional support may be 

moree important (moderating effect). 

Inn addition to social resources, specific psychological resources, e.g., personality 

characteristics,, may also have an influence on caregiver outcomes.,7,18 Mastery, 

neuroticismm and extraversion are used as central constructs in all trait theories of 

personalityy and have been strongly linked, both theoretically and empirically, to health 

outcomess such as depression, especially during stressful situations.1923 Caregivers with 

greaterr feelings of mastery who scored low at neuroticism reported less depression than 

caregiverss with less mastery who scored high on neuroticism.19 Also, extraverted 

caregiverss are assumed to experience more positive affect in caregiving situations, 

althoughh research findings are not consistent. Likewise, the role of psychological 

resourcess in caregiver's depression may be explained through direct and moderating 

effects. . 

Resourcess are typically regarded as stable characteristics. However, resource stability 

maymay not always be assumed, and even less so in a caregiving situation of newly 

diagnosedd patients with a progressive disease such as cancer. For example, with respect 

too social support, caregivers may become mainly dependent on their care receivers for 

support,, as caregiving responsibilities may have led to social isolation.24 Therefore, 

sociall support exchange between the patient and the partner may be subject to change 

afterr diagnosis. Also with respect to personality characteristics, clear evidence regarding 

stabilityy is missing. The results of a study on neuroticism and extraversion among family 

caregiverss of dementia suggest that stability is supported.22 In contrast, Skaff et a/.21 

reportedd that even a relative stable resource, such as mastery, may be altered in 

responsee to conditions in people's lives. As far as we know, only a study conducted by 

Goodee et a/.25 focused specifically on the changing role of resources on caregiver's 

depression.. This study, involving family members of dementia patients, revealed that 

changess in one domain of the caregiving situation (e.g., changes in patient's depression, 

numberr of tasks or caregiving experiences) produced changes in resource variables, and 

subsequently,, these changes were observed to be associated with changes in caregiver's 

depression.25 5 

Thee study presented in this chapter may provide a number of vantages. In oncologic 

studiess conducted so far, research on social support or personality predominantly 

involvedd the patient. Whereas research findings indicate that resources may play a role 

(eitherr direct or by moderation) in caregiver outcomes, little is known about their 

relationss with caregiver's depression in the course of cancer. Most research on resources 

andd caregiving involved family caregivers of patients with mental disorders7,10'22,25 frail 
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elderly26,277 or chronically ill patients.9 Although longitudinal oncologic research focus-

singg on the effects of resources is scarce, researchers increasingly emphasize the 

importancee of including the early phases of cancer.28"31 Also, most studies have focused 

onn either the role of social support or personality, but these concepts have rarely been 

examinedd together. Social support and personality are generally treated as two separate 

andd unrelated issues. However, each is a resource that can be tapped to alleviate the 

impactt of cancer caregiving on caregiver outcomes, and although they can be regarded 

ass two distinct phenomena, they may have similar functions in the caregiving process.19 

Inn addition, most studies on the relation between resources and caregiver outcomes 

havee focused on simple effect models.7 Several authors have pointed out that future 

explanatoryy research should assess the interactions of multiple variables.25,32 Finally, 

mostt previous studies included either social support or personality as a one-dimensional 

concept.. The role of separate dimensions of social support and personality have not 

beenn investigated all at once in caregivers of patients with cancer. 

Thee main purpose of the study presented in this chapter is to explore the direct effects 

onn changes in caregiver experiences, and both the direct and moderating effects on 

changess in caregiver's depression during a period of 6 months after patient's diagnosis 

off various aspects of social and psychological resources. Both the predictive value of 

initiall scores and changes in scores of resources will be examined. Several dimensions 

off social resources, such as emotional and instrumental support and "problem-oriented" 

andd "daily" support, wil l be included. Psychological resources will be assessed in terms 

off mastery, neuroticism and extraversion. Although a number of effects on caregiver 

outcomess could occur over time, only direct effects (path A) and moderating effects 

(pathh B) of resources on caregiver outcomes are shown graphically in Figure 7.1. 

Stressors s 

Patientt & 
Care e 
Characteristics s 

—* * 

Changess in 
Caregiver r 
Experiences s 

AA B 

ii Changes in 
Caregiver's s 

,, Depression 

B B A A 

Sociall and psychological resources 
andd changes in these resources 

Figur ee 7.1 Possibl e mechanism s of socia l and psychologica l resource s predictin g change s 

inn caregive r outcome s (A=direct effects; B-moderating effects) 
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Method s s 

PROCEDUREE AND SUBJECTS 

Longitudinall data from the research project entitled: "CAregiving of Spouses of cancer 

PAtients"" (CASPA) were used. This study was conducted in co-operation with ten 

hospitalss in the Netherlands in the regions of Amsterdam and Groningen, and data were 

collectedd at three measurement points. The baseline measurement (TO) took place as 

soonn as possible after the patient's surgery, either in the hospital or at home. The second 

measurementt (T1) took place 3 months after baseline and the third measurement (T2) 

occurredd again 3 months later (i.e., 6 months after baseline). Patients and partners were 

separatelyy interviewed face-to-face by trained research assistants using structured 

questionnaires,, and they also completed a self-report questionnaire. 

Newlyy diagnosed colorectal cancer patients who recently underwent surgery, who had a 

survivall prognosis of at least 6 months, and who lived with a partner were selected by 

surgeonss of the ten cooperating hospitals. The partner was defined as the person who 

was/livedd as married with the patient as partner, and who resided in the patient's 

household. . 

Off the 238 eligible cancer patients and caregivers, informed consent was obtained from 

1811 at the onset of the study; the response rate was 76%. No selective response bias 

wass found between participating patients and non-participants with respect to age, 

gender,, diagnosis, and region. Longitudinal data (up to T2) were available for 148 

coupless (82%). Loss to follow-up occurred for the following reasons: serious illness of 

thee patient (n = 15; 8%), refusal to report for follow-up (n = 10; 6%) and death of the 

patientt (n = 8; 4%). 

Patientss who dropped out during follow-up did not differ from patients who remained in 

thee study with regards to gender, age, diagnosis, and duration of complaints and mental 

health.. However, the proportion of patients with a stoma was slightly higher among 

thosee who dropped out of follow-up (p<0.10) and the level of patient's dependency 

wass significantly higher (p<0.01). These patients also reported more physical symptoms 

att baseline <p<0.05) than patients who could be followed for 6 months. Caregivers of 

patientss who dropped out during follow-up did not differ from those who remained in 

thee study regarding gender, age, and the baseline values of the caregiver experiences. 
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MEASUREMENTS S 

Dataa were collected on the caregiver's contextual aspects (TO) (i.e., defined as the level 

off patient's depression and the number of care tasks), social and psychological resources 

(TO,, T1 and T2), and caregiver experiences and caregiver's depression (TO and T2). 

LevelLevel of patient's depression was measured by the 20-item Center for Epidemiologic 

Studiess Depression Scale (CES-D). The CES-D consists of a 20-item self-report scale that 

tapss the level of depressive symptoms of the patient during the week preceding hospital 

admission.. Total scores can range from 0-60, with a higher score representing a higher 

levell of depressive symptoms.33 Chronbach's a was found to be 0.97. 

TheThe number of care tasks was measured for four different types of tasks, i.e., personal 

taskss and household, organizational tasks and disease-related tasks. Personal tasks 

referredd to assisting the patient with activities of daily living (11 items), and included 

assistancee with eating, dressing, bathing and getting in and out of bed. Household 

choress (7 items) included cooking, laundry, shopping and housework. Organizational 

taskss (5 items) focused on providing assistance with large expenses, transport and 

providingg odd jobs. And disease-related tasks (6 items) referred to wound and stoma 

care,, decision-making, and achieving and exchanging information. For each type of task, 

performancee was dichotomised (0=did not perform specific task; 1 =did perform 

specificc task). With regards to the total number of each type of tasks, a sum score was 

computed,, ranging from 0-4. Chronbach's a was found to be 0.68. 

Caregiver'sCaregiver's social support was measured by the Social Support List of Interactions (SSM) 

off Van Sonderen.'4 This scale distinguishes between positive interactions and negative 

interactions.. Positive interactions comprises six types of support, which are assessed by 

thee following subscales: Daily Emotional Support (DES; 4 items), Problem-oriented 

Emotionall Support (PES; 8 items), Esteem Support (ES; 6 items), Instrumental Support (IS; 

77 items), Social Companionship (SC; 5 items) and InFormative Support (IFS; 4 items). 

Exampless of negative interactions (7 items) are the frequency that people react cool or 

makee criticizing remarks to the receiver. Chronbach's a ranged from 0.63-0.90. 

Caregiver'sCaregiver's personality characteristics included three indices, namely mastery, 

extraversionn and neuroticism. Mastery was measured by the Pearlin Mastery Scale and 

concernss the extent to which one regards one's life-chances as being under one's own 

controll in contrast to being fatalistically ruled.17 This measure consisted of two factors,34 

mastery-fatalismm (5 items; Chronbach's a = 0.88) and mastery control (2 items; 

Chronbach'ss a = 0.55). All items could be answered on a scale ranging from 1 (strongly 

agree)) to 5 (strongly disagree). Sample items include "I have little control over the things 

124 4 



SocialSocial and psychological resources 

thatt happen to me" (mastery-fatalism) and "I can do just about anything I really set my 

mindd to do" (mastery-control). Mean scores on both factors were computed with higher 

scoress indicating greater feelings of mastery. 

Extraversionn (E) and neuroticism (N) were measured by two subscales of the Dutch 

versionn of the Eysenck Personality Questionnaire (EPQ).35,36 The typical extravert is 

sociable,, likes parties, has many friends and needs to have people to talk to, while the 

typicall introvert is a quiet, retiring sort of person, who is reserved and distant except to 

intimatee friends. Regarding neuroticism, a person with a high score is likely to be 

anxious,, moody and frequently depressed.37 Both the E and N scales include 12 items 

andd their total scores could range from 0-12, with a higher score indicating a greater 

amountt of the attribute. Chronbach's a were found to be 0.89 and 0.85, respectively. 

CaregiverCaregiver experiences were measured by two subscales of the Caregiver Reaction 

Assessmentt Scale (CRA) of Given et a/.,38 including a negative and a positive dimension. 

Thesee subscales were selected for this study on the basis of previous research.39 The 

subscalee "disrupted schedule" (5 items) measured the extent to which caregiving 

interruptedd the usual activities of the caregiver. The subscale "caregiver's care-derived 

self-- esteem" (7 items) aimed to measure the extent to which caregiving contributed to 

individuall self-esteem. Respondents were asked to rate the perceived impact of 

caregivingg on each of the items on a 5-point Likert-scale. For both subscales, a total 

scoree was computed reflecting the mean item-score, with a theoretical range between 

1.00-5.00.. A higher score represented a greater amount of the attribute. The subscales of 

thee CRA were shown to be reliable (Chronbach's a-coefficients ranged from 0.73-0.84), 

validd and responsive overtime.38,40 

Caregiver'sCaregiver's depression was measured by the CES-D (see section on patient's depression) 

andd Chronbach's a was found to be 0.90. 

ANALYSES S 

Firstly,, descriptive statistics were computed for all variables, and associations between 

patientt and care characteristics, social support, personality, and caregiver experiences 

andd caregiver's depression at the initial measurement point were examined by using 

partiall correlation coefficients (p<0.01). Since gender, age and income were all shown 

too be related with caregiver outcomes, adjustment was made with respect to these three 

variabless in calculating the partial correlation coefficients. 

Secondly,, hierarchical multiple regression analyses were performed to test the direct 

effectss of social and psychological resources on caregiver experiences and depression, 
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respectively.. To examine the effects on changes in these outcomes, baseline scores were 

usedd as a initial predictors for outcomes at T2. Because we were also interested in how 

changess in resource variables affect caregiver outcomes, two types of scores were 

includedd in the equations: the initial level and the change score of the resource 

variables.. Changes are defined as the differences between TO and T1; since no 

additionall variance in dependent variables was explained by changes between T1 and 

T2,, only changes between TO and T1 were included. 

Too test the direct effects on changes in caregiver experiences, the regression models 

consistedd of two sets of variables: 1) initial caregiver experiences, patient's initial level of 

depressionn and number of care tasks, and 2) initial scores and change scores of either 

sociall or psychological resources. To test the direct effects on changes in caregiver's 

depression,, initial caregiver's depression and caregiver experiences were added in the 

regressionn models to the first set of variables. 

Thirdly,, to test moderator effects of social and psychological resources on changes in 

caregiver'ss depression, interaction terms (i.e., social support or personality 

characteristicss combined with the stressors) were added separately to the regression 

equationss for caregiver experiences and caregiver's depression, respectively. To 

minimizee multi-collinearity that could be introduced in a regression equation by an 

interactionn term, the interaction terms were centered (i.e., deviation scores from the 

meann were used instead of raw scores).41 Only significant interactions were presented in 

figures. . 

Result s s 

SAMPLE E 

Thee final sample of patients and caregivers for whom complete data were available for 

alll three waves consisted of 148 dyads. Most patients (96; 65%) were diagnosed with 

colonn cancer, while 52 (35%) were diagnosed with rectum cancer. Thirty-three percent 

off all patients had a stoma. The mean duration of complaints of the patients was 12.5 

monthss (SD=43.3). The caregiver group consisted of 54 men and 94 women, ranging in 

agee from 25 to 89 years (with a mean age of 63 years, SD = 11 years). Thirty eight 

percentt (n = 26) of the caregivers reported a low income (i.e., up to Dfl 40.000), 51% 

(n(n = 34) a middle income (Dfl 40.000 - 60.000) and 28% (n = 19) reported a high income 

(Dfll 60.000 and over). For 3 1 % of the sample (n = 21) income was not known. Thirty 

caregiverss (20%) had an education level of low primary school, 85 caregivers (57%) had 
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lowerr secondary schooling or intermediate vocational schooling, and 33 (23%) had 

higherr vocational schooling or university. Most couples (89%) had children, and 18 

percentt of all couples lived with their children at home. 

PARTIALL CORRELATIONS AMONG MAJOR STUDY VARIABLE S AT BASELINE 

Tablee 7.1 presents the partial correlation coefficients (p<0.01) adjusted for gender, age 

andd income between the major study variables at baseline (TO). With respect to initial 

scoress on caregiver experiences, daily emotional support was positively related with 

increasedd levels of care-derived self-esteem (r=0.24). Initial caregiver's depression was 

stronglyy related with mastery and neuroticism in the expected directions (with partial 

correlationss ranging from -0.44-0.56). Higher scores on problem-oriented emotional 

supportt and negative social interactions correlated to a lesser extent with caregiver's 

depression,, i.e., 0.23 and 0.24 respectively. Also, all personality characteristics, with the 

exceptionn for mastery-control, were observed to be significantly related with social 

supportt variables, in particularly with daily emotional support, social companionship 

andd negative interactions. 

THEE DIRECT EFFECTS OF SOCIAL RESOURCES ON CAREGIVER OUTCOMES 

Tablee 7.2 shows the results of the regression analyses, presenting the significant direct 

effectss of (changes in) social support on caregiver experiences and caregiver's 

depression,, respectively. With respect to negative caregiver experiences, only initial 

perceivedd impact on schedule contributed significantly to variances in caregiver's 

schedulee 6 months after patient's diagnosis (0 = 0.19) and no additional significant direct 

effectt of social support could be observed. With respect to positive caregiver 

experiences,, initial score on care-derived self-esteem ((3 = 0.57) and changes in 

informativee support ((3 = 0.16) showed to be positively related with caregiver's care-

derivedd self-esteem 6 months after patient's diagnosis. 

Resultss from the analyses predicting caregiver's depression over time revealed that initial 

depression,, together with patient's depression, number of tasks and caregiver 

experiencess accounted for approximately 39% of the variances in caregiver's depression 

66 months after patient's diagnosis. Negative interactions and an increase of this type of 

interactionss were associated with a higher level of depression over time and contributed 

anotherr 1 1 % to the variances in changes in caregiver's depression ((3-0.38 and 0.20 
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respectively).. Emotional support, in terms of social companionship, contributed slightly 

butt significantly to a reduction in caregiver's depression overtime (p=-0.20). 

THEE DIRECT EFFECTS OF PSYCHOLOGICAL RESOURCES ON CAREGIVER OUTCOMES 

Tablee 7.3 presents the significant direct effects of initial scores and change scores of 

personalityy characteristics on caregiver experiences and caregiver's depression. No 

directt effects of any of the personality characteristics could be observed on changes in 

negativee caregiver experiences. For positive caregiver experiences, less mastery over 

timee (p=-0.21) was observed to be significantly related with decreasing levels of care-

derivedd self-esteem overtime. 

Approximatelyy 39% of the variances in caregiver's depression at 6 months after patient's 

diagnosiss was accounted by the proposed stressors. The personality variables, mastery, 

neuroticism,, extraversion and changes in these variables accounted for respectively an 

additionall 11%, 22% and 5% of the variances in caregiver depression overtime. Lower 

initiall scores on mastery and extraversion, and higher initial scores on neuroticism 

predictedd more caregiver's depression over time. Also change in mastery and 

extraversionn over time was observed to predict caregiver's depression over time in the 

expectedd direction. 
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Tablee 7.2 The main effect s of initia l score s of and change s in socia l suppor t on 

caregive rr  outcomes , i.e., caregive r experience s and depression , over a 6 

month ss perio d afte r patient' s diagnosi s (N = 148) 

Caregiverr outcomes at T2 

Schedulee Self-esteem Caregiver'ss depression 

ModelModel  1 ** 
Initiall caregiver outcome .19 * .57 * 

Patient'ss depression -.01 .01 

Numberr of care tasks .07 

Schedule e 
Self-esteem m 

AdjustedAdjusted R2 .05 .31 

ModelModel  2a 
Informativee support .07 

Changee in informative support .16 * 

ChangeChange in R2 .02 

ModelModel  2b 
Negativee interactions 
CC h.an.8e. J P. .nat ive jnter^tf'_9[ls. 
ChangeChange in R2 

ModelModel  2c 
Sociall companionship 
Changee in social companionship 

ChangeChange in R2 

Totall explained variance 5% 33% 

Notee Hierarchical regression analyses with final adjusted p weights and R2; 
tt p<0.10; * p<0.05; ** p<0.001; *** p<0.001. 

.49 9 

.10 0 

-.11 1 

-.07 7 

-.23 3 

.39 9 

*** * 

*** * 

.58 8 

.10 0 

-.09 9 

-.04 4 

-.24 4 

.39 9 

*** * 

*** * 

.38 8 

.20 0 

.11 1 

** * * 
** * * 

-.20 0 
-.15 5 

.03 3 

* * 
t t 

50% % 41% % 
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Tablee 7.3 The main effect s of initia l sores of and (change s in) personalit y 

characteristic ss on caregive r outcomes , i.e., caregive r experience s and 

caregiver' ss  depressio n over a 6 month s perio d after patient' s diagnosi s 

(NN = 148) 

Personalityy characteristics 

ModelModel  1 
Initiall caregiver outcome 

Patient'ss depression 

Numberr of care tasks 

Schedule e 

Self-esteem m 

AdjustedAdjusted R2 

ModelModel  2a 
Mastery-fatalism m 

Changee in mastery-fatalism 

ChangeChange in R2 

ModelModel  2b 
Neuroticism m 

Changee in neuroticism 

ChangeChange in R2 

ModelModel  2c 
Extraversion n 

Changee in extraversion 

ChangeChange in R2 

TotalTotal explained variance 

Self-esteem m 

.600 * * * 

.09 9 

.06 6 

.33 3 

-.08 8 

-.211 * 

.03 3 

36% % 

Caregiverr outcomes at 12 

Caregiver'ss depression 

411 * * * 

-.06 6 

-.08 8 

-.06 6 

-.200 * * 

.39 9 

-.455 * * * 

-.211 * * 

.11 1 

40% % 

244 * * * 

.02 2 

-.10 0 

-.02 2 

-.10 0 

.39 9 

.600 * * * 

-.299 * * * 

.22 .22 

6 1 % % 

.588 * * * 

-.08 8 

-.09 9 

-.03 3 

.. 23 * * 

.39 9 

-.233 * * 

.10 0 

.05 5 

44% % 

N o t ee i uciaii.Mii.ci i icgicuaiui i cmdiyse ï w iu i mid i cl( 

tt p<0.10; * p<0.05 ; * p<0.01 ; * * * p<0.001 
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MODERATINGG EFFECTS OF SOCIAL AND PSYCHOLOGICAL RESOURCES ON 

CAREGIVER'SS DEPRESSION 

Onee moderating effect was found on caregiver's depression for social support, i.e., 

regardingg daily emotional support and negative caregiver experiences ((3 = -0.14). 

Caregiverss who perceived less impact on disrupted schedule and who reported a high 

amountt of daily support were observed to report a lower level of depression at first and 

continuedd to do so 6 months after patient's diagnosis (Fig. 7.2). 

Withh respect to caregiver's depression and personality characteristics, three significant 

moderatingg effects of mastery were observed. Caregivers with a high mastery of whom 

thee patients reported a high initial score on depression were associated with less 

depressionn over time ((3 = 0.15). Moreover, especially those caregivers with a high 

masteryy who perceived little disruption in their daily schedule or who derived most self-

esteemm from caregiving reported the lowest level of depression and continued to do so 

overr time (respectively p = 0.17). Caregivers with a high mastery who derived most self-

esteemm from caregiving also reported the lowest depression over time (0 = 0.14). This 

moderatingg effect is illustrated in Figure 7.3. In sum, moderating effects were observed 

too play a role within the caregiving process, especially regarding positive aspects of 

sociall support and mastery. 
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Discussio n n 

Thee results of the study presented in this chapter provide evidence of the favorable 

influencess of both social and psychological resources on caregiver experiences and 

levelss of depression in partners of cancer patients. As this study included 

multidimensionall aspects of the resources and caregiver experiences, we were able to 

distinguishh between direct and moderating effects and between the different significance 

off the various resources for the specific caregiver outcomes. With respect to changes in 

caregiverr experiences over 6 months after patient's diagnosis, the effects of both social 

andd psychological resources were, however, small to absent. Withh respect to caregiver's 

depression,, negative social interactions, mastery, neuroticism and extraversion, together 

withh their changes over time, contributed substantially to variations in caregiver's 

depressionn in the expected directions. 

Onee of the major strengths of this study is its longitudinal design. The findings suggest 

thatt social and psychological resources change in response to the different caregiving 

situationn following the hospitalization of patients with cancer. Moreover, changes in 

personalityy characteristics were found to predict changes in caregiver's depression. For 

example,, we found that caregivers with a decreasing level of mastery and an increasing 

levell of neuroticism over time, also experienced more depression over time. In addition, 

thee data point out that a positive correlation between problem-oriented emotional 

supportt and baseline caregiver's depression was observed. And although cross-sectional 

studiess have reported comparable results,9,42 a positive relationship is contrary to what 

mightt have been expected. Since more supportive interactions over time were observed 

too be predictive for a decreasing depression score, especially among those caregivers 

whoo perceived caregiving the least burdensome, the initial observed correlation could 

bee due to a causality problem. 

Anotherr advantage of this study is the inclusion of various types of social and 

psychologicall resources all together. Consistent with former research on the effect of 

sociall support on caregiver's psychological health,25,43 the data in the current study 

revealedd that also in a population of partners giving care to patients with cancer, social 

supportt has a beneficial effect on caregivers, and social support mitigates the relation 

betweenn stressors (i.e., in this case, patient's depression and caregiver experiences) and 

caregiverr outcomes to a limited degree. However, only specific types of social support 

showedd these direct and moderating effects. In particularly, less negative interactions 

weree predictive for favorable caregiver outcomes in the longer term, regardless the 

amountt of stressful events (i.e., a direct effect). Informative and daily emotional support 
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weree found to act as moderators in the relations between stressors and caregiver 

outcomes.. These results add to the various and inconsistent findings for the role of social 

supportt in psychological health.19,44 Several authors stress the importance of studying 

negativee or unhelpful support.4"7 For example, well-intended support may fail to such a 

degreee that it actually increases (psychological health) problems. Although the value of 

studyingg the perception of social support, instead of the frequency of interactions, has 

beenn acknowledged in several former studies,48,49 only few caregiving studies on the role 

off negative social interactions have been conducted. In a study of spouses of 

mastectomyy patients, men were found to be deeply emotionally engaged, but hiding it, 

andd playing a protective, reassuring, minimizing role. They assumed this to be the most 

supportivee behavior, but their wives interpreted their husbands' behavior as rejecting 

andd insensitive.50 These findings, as well as the findings of the current study, revealed 

thatt it is not only important to distinguish specific types of support, but, and perhaps 

evenn more important to make a distinction between negative and positive. As support 

mayy not always be beneficial to caregiver's wellbeing, the complexity of supportive 

relationshipss in the context of caregiving stress may need further attention. 

Comparedd to social resources, psychological resources appeared to explain a larger part 

off the variances of caregiver outcomes. Caregiver's depression was strongly predicted by 

neuroticism,, and to a lesser extent by mastery and extraversion, independently from 

caregiverr experiences. While these variables showed significant direct effects, mastery 

additionallyy interacted with caregiver experiences in predicting depression, i.e., those 

caregiverss with a low sense of mastery, who perceived caregiving more negatively and 

lesss positively, reported a lower depression and they continued to do so over time. In 

sum,, caregivers with low scores on mastery and extraversion, and a high score on 

neuroticismm were at greater risk for developing depression. Moreover, especially those 

caregiverss who scored low on mastery and who perceived caregiving more negatively or 

lesss positively reported high levels of depression. 

Ourr data also revealed strong relationships between personality characteristics and 

sociall support. This finding is not surprising, since extraverted individuals with a high 

masteryy and a low neurotic personality profile may be more inclined to evaluate the 

amountt of support provided as sufficient. These persons may also be more self-

supporting,, in the sense that they locate the sources of their strength within themselves 

andd may therefore need less support than their counterparts do. Additional regression 

analysess revealed that personality characteristics also determined social support, and 
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thatt social support, even when accounted for personality, still significantly reduced 

caregiver'ss depression. This finding is in concordance with other studies.51,52 

Whilee this study incorporated a number of strengths, including a longitudinal design and 

usee of various measures of independent and dependent variables, it is necessary to 

mentionn some limitations of the study. Although moderating effects were observed, the 

numberr and relevance of these effects were small. A number of studies involving family 

caregiverss of demented elderly reported that caregiver's depression was moderated by 

(changess in) resources.25,53 Other studies examining moderating effects of resources for 

associationss between stressors and caregiver's psychological health outcomes did report 

oppositee results10,44,54 The amount of few and weak moderating effects found of social 

andd psychological resources on cancer caregiver outcomes may be explained in several 

ways.. First, the number of caregivers who participated in this study may have been too 

limitedd to show more significant effects. Second, resources may act as moderators only 

inn specific subgroups of caregivers which may have been underrepresented in this study. 

Forr example, support and personality may act as a moderator only for caregivers 

providingg care to highly depressed or highly dependent patients with cancer. 

Researcherss have indicated that the strength of the moderating effects is dependent on 

thee severity of the symptoms, disability or the particular disease.9,55 Third, the selection 

off potential stressors and outcomes in this study could have been too limited. No data 

weree presented about the effects of other indicators of patient's health on caregiver 

outcomee (e.g., patient dependency and needs, and the duration of caregiving prior to 

hospitalization).. Also no information was given about support provided by professionals. 

Forr pragmatic and methodological reasons, these variables were not included in this 

study,, although they may also act as stressors or resources. Another limitation is the 

generalizabilityy of this study, since we restricted it to include partners as caregivers of 

patientss with newly diagnosed colorectal cancer and the time-frame of study period was 

limitedd to 6 months after patient's diagnosis. It may be expected that the role of social 

andd psychological resources is different in parents or siblings who provide long-term 

caree to patients with (recurrent) cancer or other disorders. 

IMPLICATIONSS AND RECOMMENDATIONS 

Interestt in the role of social and psychological resources within a stressful situation, such 

ass the caregiver situation, is growing, partly because of the assumption that interventions 

mayy influence caregiver outcomes. This study revealed that various aspects of social and 

psychologicall resources are subject to change and are predictive of caregiver outcomes 
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inn the course of cancer. It is important to notice that there is a relationship between 

caregiver'ss personality characteristics and social support. Intervention programs could 

bee more easily targeted at obtaining and maintaining supportive interactions than at 

changingg personality characteristics. However, the results of the current study suggest 

thatt both social support and personality characteristics are amenable to change, and 

therefore,, that both are worthwhile targets for intervention. Health care practitioners 

dealingg with informal caregivers at home should help them to develop skills to obtain 

andd maintain feelings of mastery and positive interactions, without neglecting losing 

sightt of negative interactions. In addition, it may be worthwhile for researchers who are 

studyingg the cancer caregiving process to include various aspects of social and 

psychologicall resources in their models. More research can be done to investigate the 

rolee of resources in caregiving in general, with respect to different types of caregivers 

andd different diseases over a longer period of time. Clearly, more research into how 

thesee factors affect the way in which caregivers negotiate their responsibilities regarding 

theirr own health as well as the health of their partners. 
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Generall  discussio n 

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 finding s 

Objectiv ee 1: to describ e the impac t of caregivin g on partner s of newl y diagnose d 

colorecta ll  cance r patient s over time , in term s of caregive r experience s and healt h 

outcome s 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. . 

Objectiv ee 2: to establis h determinant s of caregive r experience s and healt h outcome s 

off  the cance r caregivin g proces s 

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. 

Methodologica ll  consideration s 

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. 

Implication ss for healt h 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. 

Recommendation ss for furthe r researc h 

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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Summar y y 

Colorectall cancer causes a stressful situation, both for patients and for those who 

providee care for them. Patients may experience multiple physical problems, intense 

emotionall distress, such as anxiety and depression and complex care needs. The family 

andd with the family the partner, if available, are often perceived as the most responsible 

forr the care at home. As yet, research on the consequences for partners of patients with 

cancerr shows inconsistent findings. 

Thee main objectives of this thesis are 1) to describe the impact of caregiving on partners 

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

outcomes,, and 2) to establish determinants of caregiver experiences and health 

outcomess of the cancer caregiving process. The cognitive stress theory of Lazarus and 

Folkmann (1984) was proposed to guide interpretations of relations between caregiver's 

aspectss and outcomes. According to this theory, three key components are important 

withinn the caregiving process, namely stressors (such as the patient's health and the care 

tasks),, outcomes (caregiver experiences and caregiver's health) and intermediate factors 

(sociall support and personality characteristics). 

Dataa of this thesis were used from the study, entitled: "Caregiving among Spouses of 

PAtientss with cancer" (CASPA-study). Data were collected at three measurement points 

fromm 181 newly diagnosed colorectal cancer patients and their partners. The baseline 

measurementt (TO) took place as soon as possible after the patient's diagnosis, either in 

thee hospital or at home. The second measurement (T1) took place 3 months after 

baselinee and the third measurement (T2) again 3 months later (i.e., 6 months after 

baseline). . 
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ChapterChapter 2 provides an overview of the literature on the impact of caregiving over time 

andd concerning cancer caregiving, in particular. 

Inn the last decades, numerous correlates and effects of caregiving already have been 

reported.. However, the majority of studies on caregivers concerned family members of 

fraill elderly, or of patients with cognitive or psychiatric disorders. Research on informal 

caregiverss of patients with cancer is scarce. Generally, a distinction was made into care 

tasks,, caregiver experiences and caregiver's health outcomes. Care tasks are categorized 

intoo type, duration and intensity. Types of care tasks are divided into assistance with 

patient'ss self-care, household, organizational tasks and conducting disease-related tasks. 

Caregiverr experiences are most frequently conceptualized as a multi-dimensional 

construct,, including negative and positive aspects. Caregiver's health, and caregiver's 

mentall health in particular, is generally conceived as an overall outcome. Long-term 

effectss of caregiving on informal caregivers of patients with cancer were found to be 

scarcee or inconsistent. It was suggested that the impact of caregiving over time might be 

relatedd with the course of the patient's illness or patient's needs of care. Longitudinal 

researchh on the care situation of informal caregivers of cancer patients was 

recommended.. Moreover, the importance to define and measure care tasks, caregiver 

experiencess and health outcomes multidimensionally was stressed. 

Becausee no instrument was available in the Dutch language to assess the negative and 

positivee experiences of caregiving, we translated the Caregiver Reaction Assessment 

scalee (CRA), which was developed in the United States of America. This instrument 

aimedd to measure five core aspects of the caregiving situation, including negative and 

positivee aspects. Moreover, this instrument was used previously among caregivers of 

patientss with different diagnoses. In Chapter 3, the translated Caregiver Reaction 

Assessmentt scale (CRA-Dutch) was psychometrically evaluated, in terms of its feasibility, 

reliabilityy and validity. The number of missing values appeared to be relatively low, 

indicatingg high feasibility of the instrument. By means of exploratory factor analyses five 

dimensionss of caregiver experiences were distinguished, including four negative 

dimensionss and a positive one: 1) disrupted schedule, 2) financial problems, 3) lack of 

familyy support, 4) loss of physical strength, and 5) care-derived self-esteem. All subscales 

showedd sufficient reliability, in terms of internal consistency, varying from 0.62-0.83. 

Alsoo the construct validity was supported. Therefore, the CRA-D was advocated as an 

instrumentt that could be applied among partners of cancer patients in order to assess 

multi-dimensionall aspects of the caregiving situation, including both negative and 
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positivee aspects. Each subscale can be used separately to measure the unique 

dimensionss of caregiver experiences in more detail. 

Inn Chapter 4 attention was given to the course of caregiver experiences over a period of 

66 months after patient's diagnosis. Five patterns of caregiver experiences (i.e., "disrupted 

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

"care-derivedd self-esteem") were described separately. Direction and size of changes in 

caregiverr experiences over time were analyzed both at a group and an individual level, 

andd according to gender, age and socio-economic status. Patterns of caregiver 

experiencess appeared to vary between type of caregiver experiences and between 

subgroups.. Both the impact on schedule and on caregiver's self-esteem decreased over 

time,, while the patterns of the three other dimensions remained fairly stable over time. 

Moreover,, women, younger caregivers and those with a higher socio-economic status 

experiencedd caregiving more negatively and less positively over time. In addition, the 

magnitudee of the change differed between dimensions of caregiver experiences in terms 

off the individual variability i.e., the highest individual variability was observed at the 

impactt on disrupted schedule and financial problems. For caregivers with the lowest 

socio-economicc status, the highest individual variety was observed. The findings 

illustratedd the value of studying each dimension of caregiver experience separately. 

Moreover,, making a distinction between analyses at a group level and an individual 

levell and between different subgroups was emphasized. Specific attention to women, 

youngerr caregivers, and those with a higher socio-economic status seemed warranted. 

ChapterChapter 5 presents patterns and determinants of the impact of informal caregiving in 

termss of three dimensions of caregiver's health, i.e., physical functioning, mental health 

andd social functioning. Change in physical functioning over a period of 6 months after 

patient'ss diagnosis was predominantly predicted by initial level (i.e. baseline value), and 

too a lesser extent by caregiver's gender, age and income. Female partners, those with a 

higherr age and those with a lower income reported a decrease in physical functioning. 

Caregiver'ss mental health improved over time and this pattern was predicted by initial 

levell and a decrease in negative caregiver experiences. Also, social functioning 

improvedd over time. Patterns of social functioning were mainly predicted by a decrease 

inn patient dependency. For male caregivers physical functioning remained stable and 

mentall health improved over time, while for female caregivers less favorable patterns 

weree observed, especially in those with a low income. Also among caregivers who 
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couldd derive more self-esteem from caregiving over time, only in male caregivers an 

improvementt in mental health was observed. These findings suggest that the impact of 

caregiving,, in terms of physical and mental health, is gender-specific. Moreover, results 

indicatee that changes in caregiver experiences and the level of patient's dependency 

determinee the course of mental and social health over time. 

Inn Chapter 6 determinants of the impact of caregiving were examined, in terms of 

caregiverr experiences 3 months after diagnosis and caregiver's mental health 6 months 

afterr diagnosis. The role of the following factors were examined: caregiver 

characteristicss (demographic characteristics, quality of the partner relationship, and 

caregiver'ss initial mental health), patient characteristics (disease-related characteristics 

andd level of patient's dependency and symptoms) and care characteristics (type, 

durationn and intensity of care tasks). Also, the relation between caregiving experiences 

andd caregiver's mental health was studied. Each domain of the caregiving experiences 

wass explained by different factors. Negative caregiver experiences were associated with 

aa low income, living only with the patient (i.e., no children living in the same 

household),, a distressed relationship, a high level of patient dependency and a high 

involvementt in care tasks. Caregivers with a low level of education and caregivers of 

patientss with a stoma were able to derive more self-esteem from caregiving. Caregiver 

experiencess 3 months after diagnosis influenced mental health 6 months after diagnosis 

too a large extent. Although caregiving may lead to depression, especially in those 

experiencingg loss of physical strength, caregivers may sustain their quality of life by 

derivingg self-esteem from caregiving. These findings implicate that caregiving may give 

risee to specific problems and uplifts perceived in caregiving. Professional caregivers are 

urgedd to involve informal caregivers explicitly, and specific attention seems warranted 

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

distressedd relationship, those who take care for a highly dependent patient, and those 

withh a high involvement in care tasks. 

ChapterChapter 7 presents the role of social support and personality characteristics within the 

caregivingg process. The direct and moderating effects on changes in caregiver 

experiencess and caregiver's depression over time of various aspects of social support 

andd personality characteristics were examined. With respect to caregiver experiences, 

thee direct effects of social support and personality characteristics was found to be small 

too absent. With respect to caregiver's depression, negative social interactions, mastery 
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andd neuroticism showed to have direct effects on caregiver's depression over time; more 

negativee social interactions, less mastery and more neuroticism were associated with a 

higherr level of depression. Moreover, emotional support and mastery modified the 

relationshipss between caregiver experiences and caregiver's depression. Caregivers with 

aa low level of emotional support, as well as those with a low score on mastery who also 

perceivedd caregiving in a more negative (or a less positive) way could be identified to 

developp more depression over time. These findings suggest that especially in 

circumstancess where caregiving is experienced as burdensome or less positive, 

emotionall support and acknowledgment or stimulation of caregiver's capacities to 

managee caregiving is beneficial, and may prevent depressive symptoms. 

Inn Chapter 8, the main findings, general methodological issues, implications for health 

caree practice and future directions for research are discussed. Future research on the 

impactt of caregiving on informal caregivers has to be focused on caregiver experiences 

andd the effects on caregiver's health. It is important to acknowledge the negative as well 

ass the positive aspects of the impact of caregiving, and the changes in the impact on 

schedule,, finances, family support, care-related physical strength and care-derived self-

esteem,, and changes in caregiver's health (physical, mental and social). Caregiver's 

healthh outcomes were indirectly related with patient's health and care characteristics. 

Caregiverr experiences, social support and personality characteristics strongly influenced 

thee impact on caregiver's health. Health professionals involved in the ongoing care for 

cancerr patients and their families need not only to focus on reducing negative 

consequencess of caregiving, but also on confirming the positive aspects of caregiving. 
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Dee diagnose colon-/rectumkanker is een aangrijpende gebeurtenis, zowel voor de 

patiëntt zelf als voor mensen uit de directe omgeving van de patiënt. Patiënten worden 

niett alleen geconfronteerd met fysieke problemen en intense emotionele stress, zoals 

angstt en depressie, maar ook met complexe zorgbehoeften. In de thuissituatie zijn het 

vaakk de partner en de familie die met deze zorgbehoeften worden geconfronteerd. Zij 

wordenn het meest nadrukkelijk worden aangesproken op het verlenen van informele 

zorg.. De consequenties van het verlenen van zorg voor partners van patiënten met 

kankerr zijn tot nog toe onduidelijk. 

Dee centrale doelstelling van dit proefschrift is het verkrijgen van inzicht in: 1) de 

consequentiess van het geven van zorg voor de zorgbeleving en gezondheid van partners 

vann patiënten met nieuw gediagnostiseerde colon-/rectumkanker, en 2) factoren die de 

zorgbelevingg en gezondheid van deze informele zorgverleners beïnvloeden. Om 

relatiess tussen de mogelijk beïnvloedende factoren en gevolgen van het zorgproces te 

kunnenn interpreteren is de cognitieve stresstheorie van Lazarus en Folkman (1984) als 

leidraadd gehanteerd. Volgens deze theorie zijn er drie kerncomponenten in het 

zorgprocess van belang: stressoren {zoals de gezondheid van de patiënt en de zorgtaken), 

uitkomstenn {zorgbeleving en gezondheid van de partner) en intermediërende factoren 

{socialee steun en persoonlijkheidskenmerken). 

Dee gegevens zoals gepresenteerd in dit proefschrift zijn afkomstig van de studie getiteld 

"Caregivingg among Spouses of PAtients with cancer" (CASPA). Door middel van 

longitudinaall onderzoek werden gegevens verzameld omtrent de zorgsituatie thuis en 

dee mogelijke gevolgen hiervan op het leven van partners van patiënten met nieuw 

gediagnostiseerdee colonVrectumkanker. In dit onderzoek zijn 181 kankerpatiënten en 

hunn partners betrokken en meerdere malen ondervraagd. Het eerste meetmoment, de 

basismetingg (TO), werd zo spoedig mogelijk na diagnose/operatie van de patiënt 

uitgevoerdd en had betrekking op de periode voorafgaande aan de ziekenhuisopname 

vann de patiënt. Het tweede meetmoment (Tl) was drie maanden hierna en het derde 

meetmomentt (T2) volgde weer drie maanden later. 
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HoofdstukHoofdstuk 2 geeft een overzicht van de literatuur op het gebied van de informele zorg, 

inn het bijzonder met betrekking tot patiënten met kanker. In de afgelopen decennia zijn 

voorall studies verricht naar informele zorg voor (veelal oudere) patiënten met cognitieve 

off psychische aandoeningen, en onderzoek bij informele zorgverleners van 

kankerpatiëntenn blijkt schaars te zijn. Over het algemeen wordt onderscheid gemaakt 

naarr zorgtaken, zorgbeleving en gezondheidseffecten bij informele verzorgers. 

Zorgtakenn worden beschreven in termen van type, duur en intensiteit. De volgende 

typenn zorgtaken kunnen doorgaans worden onderscheiden: de persoonlijke zorg voor 

dee patiënt, huishoudelijke taken, organisatorische en ziekte-specifieke taken. 

Zorgbelevingg wordt in toenemende mate als een multidimensioneel concept opgevat, 

waarbijj negatieve en positieve dimensies worden onderscheiden. De gezondheid van 

dee informele verzorger is veelal onderzocht aan de hand van een algemene, globale 

uitkomstmaat,, waarbij vooral is gekeken naar de psychologische gevolgen van het 

verlenenn van zorg. Over de lange-termijn gevolgen bij informele verzorgers van 

patiëntenn met kanker is nog maar weinig bekend. Wel zijn er aanwijzingen dat 

gezondheidseffectenn samenhangen met de ziektefase en zorgbehoefte van de patiënt. 

Longitudinaall onderzoek naar de zorgsituatie van informele verzorgers van 

kankerpatiëntenn wordt aanbevolen, waarbij het van belang wordt geacht de concepten 

zorgtaken,, zorgbeleving en gezondheid multidimensionaal te definiëren en te 

bestuderen. . 

Aangezienn geen Nederlands instrument voorhanden was om de multidimensionale 

aspectenn van zorgbeleving te meten, is een Amerikaans instrument vertaald, de 

Caregiverr Reaction Assessment Scale (CRA). Dit instrument is ontwikkeld om specifieke 

kenmerkenn van de zorgbeleving in kaart te brengen. Het meet zowel negatieve als 

positievee dimensies en is gebruikt in onderzoek onder informele zorgverleners van 

patiëntenn met verschillende aandoeningen. In hoofdstuk 3 wordt verslag gedaan van de 

psychometrischee kwaliteiten van de in het Nederlands vertaalde Caregiver Reaction 

Assessmentt Scale (CRA-Dutch), in termen van bruikbaarheid, validiteit en 

betrouwbaarheid.. Het aantal ontbrekende waarden bleek relatief gering, hetgeen de 

bruikbaarheidd van de CRA-D ondersteunde. Met behulp van exploratieve factoranalyse 

werdenn vijf dimensies van zorgbeleving geïdentificeerd, waaronder 4 negatieve en een 

positievee dimensie: 1) verstoring van het dagelijks activiteitenpatroon, 2) financiële 

problemen,, 3) gebrek aan steun van familie, 4) zorggerelateerde fysieke problemen en 

5)) zelfwaardering ontleend aan het geven van zorg. De betrouwbaarheid van de vijf 

subschalen,, in termen van interne consistentie, was redelijk tot goed, variërend van 0.62 
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tott 0.83. Ook de construct validiteit werd ondersteund. Geconcludeerd werd dat de 

CRA-DD een geschikt instrument is voor oncologisch onderzoek naar zorgbeleving. Elke 

subschaall kan afzonderlijk worden gebruikt, zodat een gedetailleerd beeld van de 

zorgbelevingg verkregen kan worden. 

Inn hoofdstuk 4 wordt de aandacht gericht op het beloop van zorgbeleving bij informele 

zorgverlenerss over een periode van 6 maanden na diagnose colon-/rectumkanker. De 

patronenn in zorgbeleving zijn voor de vijf dimensies afzonderlijk bestudeerd. Richting 

enn grootte van veranderingen in zorgbeleving werden daarbij op groepsniveau en op 

individueell niveau geanalyseerd. Daarnaast werd onderscheid gemaakt naar sexe, 

leeftijdsgroepp en sociaal-economische klasse. Over het geheel genomen verminderde de 

impactt van zorg op het activiteitenpatroon en op zelfwaardering over de ti jd, terwijl de 

anderee drie dimensies van zorgbeleving nagenoeg stabiel bleven over de tijd. Bij 

vrouwelijkee en relatief jonge zorgverleners, en partners met een relatief hoge sociaal-

economischee status werden de minst gunstige patronen van zorgbeleving geobserveerd; 

hett verlenen van zorg werd door hen meer negatief en minder positief ervaren over de 

ti jd.. Daarnaast was de mate van verandering over de tijd per individu afhankelijk van 

hett type zorgbeleving. De impact op dagelijkse activiteiten en op het ervaren tekort aan 

steunn van familie vertoonde de grootste verschillen tussen individuen. Bij zorgverleners 

mett een lage sociaal-economische status was de individuele variatie het hoogst. Voor de 

beschrijvingg van het beloop in zorgbeleving bleek het van belang om onderscheid te 

makenn naar type zorgbeleving, en analyses uit te voeren op groepsniveau en op 

individueell niveau. De resultaten pleiten voor specifieke aandacht voor vrouwelijke en 

relatieff jonge zorgverleners en voor partners met een relatief hoge sociaal-economische 

status. . 

Inn hoofdstuk 5 wordt het beloop in de gezondheid van informele zorgverleners 

onderzochtt alsmede de factoren die het beloop in gezondheid kunnen beïnvloeden. Er 

werdd een onderscheid gemaakt naar fysieke, mentale en sociale gezondheid van de 

partners.. Het beloop in fysieke gezondheid over een periode van 6 maanden na 

diagnosee van de patiënt werd voornamelijk bepaald door de gezondheid vóór 

ziekenhuisopnamee van de patiënt (de baseline-waarde), en daarnaast door geslacht, 

leeftijdd en inkomen van de partner. Vrouwelijke en oudere zorgverleners, en partners 

mett een laag inkomen vertoonden een afname in fysieke gezondheid. Mentale 

gezondheidd van partners verbeterde over de ti jd; deze werd voorspeld door de baseline-

waardee en een verminderde negatieve zorgbeleving. Ook de sociale gezondheid van 
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partnerss verbeterde in de loop der tijd. Met name een verminderde afhankelijkheid van 

dee patiënt leidde tot een verbetering in de sociale gezondheid. Terwijl bij mannelijke 

partnerss de fysieke gezondheid stabiel bleef en de mentale gezondheid verbeterde, 

werdenn bij vrouwelijke partners minder gunstige patronen geobserveerd, met name bij 

henn met een laag inkomen. Van de partners die over de tijd meer zelfwaardering 

ontleendenn aan het geven van zorg, werd uitsluitend bij mannen een verbetering in 

mentalee gezondheid geobserveerd terwijl dat niet het geval was bij vrouwen. Deze 

bevindingenn suggereren dat de invloed van zorg op zorgverleners, in termen van 

veranderingenn in fysieke en mentale gezondheid, geslachtsafhankelijk is. Bovendien 

kunnenn veranderingen in zorgbeleving en in de mate van de afhankelijkheid van 

patiëntenn het beloop in mentale en sociale gezondheid van informele zorgverleners 

bepalen. . 

Inn hoofdstuk 6 wordt beschreven welke factoren van invloed zijn op de zorgbeleving 

enn gezondheid van informele zorgverleners. Hierbij is gekeken naar zorgbeleving 3 

maandenn na diagnose van de patiënt, zoals gemeten met de CRA-D, en mentale 

gezondheidd 6 maanden na diagnose van de patiënt, in termen van depressieve 

symptomenn en kwaliteit van leven. De rol van de volgende factoren werd bestudeerd: 

kenmerkenn van de zorgverlener (demografische variabelen, kwaliteit van de partner-

relatiee en de aanvankelijke mentale gezondheid), kenmerken van de patiënt 

(ziektegerelateerdee kenmerken, mate van afhankelijkheid en symptomen) en kenmerken 

vann de zorgsituatie (type zorgtaken, duur en intensiteit van zorgtaken, en veranderingen 

inn activiteiten). Bovendien is gekeken naar de onderlinge relatie tussen zorgbeleving en 

mentalee gezondheid. Resultaten wezen uit dat elk dimensie van zorgbeleving werd 

verklaardd door verschillende factoren. Negatieve zorgbeleving was geassocieerd met 

eenn laag inkomen, een woonsituatie zonder (inwonende) kinderen, een slechte kwaliteit 

vann de relatie en een grote betrokkenheid bij de zorg. Partners met een relatief lage 

opleiding,, en partners van patiënten meteen stoma bleken de zorg positiever te ervaren. 

Alss determinant van mentale gezondheid bleek vooral de zorgbeleving van belang te 

zijn.. Met name partners die zich fysiek meer belast voelden tengevolge van de 

zorgverleningg rapporteerden ook de meeste depressieve symptomen. En partners die 

veell zelfwaardering ontleenden aan de zorgverlening rapporteerden een betere kwaliteit 

vann leven. Dergelijke bevindingen impliceren dat zowel in het onderzoek als in de 

praktijkk de consequenties van het geven van zorg niet alleen negatief benaderd dienen 

tee worden. Het is van belang dat informele zorgverleners expliciet worden betrokken bij 

dee professionele zorg voor patiënten met kanker, bijvoorbeeld bij de stomazorg. Tevens 
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kann aandacht worden gericht op specifieke groepen informele zorgverleners, die 

gekenmerktt worden door een laag inkomen, een tweepersoonshuishouden (zonder 

inwonendee kinderen), relatieproblemen en veel zorgtaken. 

HoofdstukHoofdstuk 7 beschrijft de rol van sociale steun en persoonlijkheidskenmerken in het 

zorgprocess door de directe en modificerende effecten van deze factoren op 

zorgbelevingg en depressiviteit te onderzoeken. Voor wat betreft zorgbeleving bleek de 

roll van sociale steun en persoonlijkheidskenmerken gering. Negatieve sociale 

interacties,, gevoelens van controle en neuroticisme bleken de aanwezigheid van 

depressievee symptomen bij de informele zorgverlener direct te beïnvloeden, in de 

richtingg zoals verwacht: meer negatieve interacties, minder controle en een hogere mate 

vann neuroticisme waren geassocieerd met meer depressieve symptomen bij de partner. 

Daarnaastt bleken emotionele steun en gevoelens van controle de relatie tussen 

zorgbelevingg en depressieve symptomen te beïnvloeden. Zorgverleners die zelf weinig 

emotionelee steun, en/of minder controle ervoeren, die tevens de zorgverlening negatief -

dann wel minder positief- beleefden, bleken meer depressieve symptomen te 

ontwikkelenn na verloop van tijd. Dit suggereert dat juist in omstandigheden waarin zorg 

alss meer belastend -dan wel als minder zinvol- ervaren wordt, emotionele steun en 

versterkingg van gevoelens van controle van groot belang zijn, teneinde gevoelens van 

depressiee te voorkomen. 

Inn hoofdstuk 8 zijn de belangrijkste bevindingen van het onderzoek samengevat en 

wordenn enkele methodologische aspecten van de studie belicht. Onderzoek op het 

gebiedd van informele zorg zou zich moeten richten op de zorgbeleving en de gevolgen 

voorr de gezondheid van zorgverleners. Hierbij moet gekeken worden naar zowel 

negatievee als positieve aspecten van de zorgbeleving, veranderingen in het dagelijks 

activiteitenpatroon,, de financiën, contacten met familie, de zorggerelateerde fysieke 

gezondheid,, zelfwaardering en veranderingen in de gezondheid van de informele 

zorgverlenerr (fysiek, mentaal en sociaal). Gezondheidsuitkomsten bij informele 

verzorgerss blijken indirect gerelateerd te zijn aan de gezondheid van de patiënt en type 

enn omvang van de zorgtaken. De zorgbeleving, sociale steun en 

persoonlijkheidskenmerkenn van informele zorgverleners spelen een belangrijke rol in 

hett beloop van hun gezondheid. Ondersteuning aan informele zorgverleners door de 

professionelee zorg zou niet alleen gericht moeten worden op het reduceren van 

negatievee gevolgen van de zorg, maar ook op het bekrachtigen van positieve aspecten. 
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Thee Caregive r Reactio n Assessmen t Scale (CRA)a 

Subscalee 1: Disrupted  schedule 
1.. My activities are centered around the care for my partner. 
7.. I have to stop in the middle of my work or activities to provide care. 
14.. I have eliminated things from my schedule since caring for my partner. 
16.. The constant interruptions make it difficult to find time for relaxation. 
20.. I visit family and friends less since I have been caring for my partner. 

Subscalee 2: Financial  problems 
22.. Financial resources are adequate. (Reversed) 
23.. It is difficult to pay for my partner. 
24.. Caring for my partner put a financial strain on me. 

Subscalee 3: Lack  of  family  support 
3.. My family works together at caring for my partner. (Reversed) 
9.. Since caring for my partner, I feel my family has abandoned me. 
11.. It is very difficult to get help from my family in taking care of my partner. 
13.. Others have dumped caring for my partner onto me. 
17.. My family {brothers, sisters, children) left me alone to care for my partner. 

Subscalee 4: los s of  physical  strength 
2.. I am healthy enough to care for my partner. (Reversed) 
5.. It takes all my physical strength to care for my partner. 
8.. My health has gotten worse since I've been caring for my partner. 
18.. Since caring for my partner, it seems like I'm tired all of the time. 

Subscalee 5: Care-derived  self-esteem 
4.. Caring for my partner is important to me. 
6.. I enjoy caring for my partner. 
10.. Caring for my partner makes me feel good. 
12.. I feel privileged to care for my partner. 
15.. I resent having to care for my partner. (Reversed) 
19.. I really want to care for my partner. 
21.. I wil l never be able to do enough caregiving to repay my partner. (Reversed) 

aa The item-numbers refer to the sequence used in the questionnaire. Response format used: 1 -
stronglyy disagree; 2 - disagree; 3 - agree nor disagree; 4 - agree; 5 - strongly agree. High scores on 
thee subscales 1 to 4 indicate negative reactions to caregiving. A high score on subscale 5 rather 
indicatess a favorable impact on self-esteem, i.e., measuring positive reactions to caregiving. 
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Dee Caregive r Reactio n Assessmen t Scale- Dutc h (CRA-D)a 

Subschaall 1: Verstoord  activiteitenpatroon 

1.. Veel van mijn activiteiten zijn gericht op de zorg voor mijn partner. 
7.. Ik moet dikwijls werk of bezigheden onderbreken om voor mijn partner te 

zorgen. . 
14.. Sinds ik voor mijn partner zorg, heb ik een aantal dingen moeten schrappen. 
16.. Door de voortdurende onderbrekingen is het moeilijk om tijd vrij te maken, 

voorr ontspanning. 
20.. Sinds ik voor mijn partner zorg, ga ik minder bij familie/ vrienden op bezoek. 

Subschaall 2: Financiële  problemen 
22.. De financiële middelen zijn toereikend.(Omgepoo/d) 
23.. Het is moeilijk om de zorg voor mij partner te betalen. 
24.. Het zorgen voor mij partner betekent een financiële belasting. 

Subschaall 3: Ervaren  te kort  aan steun  vanuit  familie 
3.. Met het hele gezin zorgen we voor mijn partner. (Omgepoold) 
9.. Ik heb het gevoel dat mijn familie mij links laat liggen, sinds ik voor mij partner 

zorg. . 
11.. Het is heel moeilijk hulp van de andere gezinsleden te krijgen bij het zorgen 

voorr mijn partner. 
13.. Anderen laten de zorg voor mijn partner geheel op mij neerkomen. 
17.. Mijn familie heeft de zorg voor mijn partner aan mij alleen overgelaten. 

Subschaall 4: Zorggerelateerde  fysieke  problemen 
2.2. Ik ben gezond genoeg om voor mijn partner te kunnen zorgen. (Omgepoold) 
5.. Zorgen voor mijn partner kost al mijn energie. 
8.. Mijn gezondheid is erop achteruit gegaan sinds ik voor mijn partner zorg. 
18.. Sinds ik voor mijn partner zorg, lijkt het alsof ik altijd moe ben. 

Subschaall 5: Zelfwaarderin g ontleen d aan het geven van zorg 
4.. Zorgen voor mijn partner is belangrijk voor mij. 
6,, Ik zorg graag voor mijn partner. 
10.. Zorgen voor mijn partner geeft mij een goed gevoel. 
12.. Ik beschouw het als een voorrecht om voor mijn partner te zorgen. 
15.. Ik heb er de pest over in dat ik voor mijn partner moet zorgen. (Omgepoold) 
19.. Ik wil graag voor mijn partner zorgen. 
21 .. Ik zal nooit in staat zijn voldoende zorg te geven om terug te doen wat mijn 

partnerr voor mij gedaan heeft. (Omgepoold) 

Dee nummering van de items verwijst naar de volgorde waarin de vragen zijn voorgelegd. 
Antwoordcategorieën:: 1 - heel erg mee oneens; 2 - mee oneens; 3 - mee eens noch mee 
oneens;; 4 helemaal mee eens; 5 - heel erg mee eens. Hoe hoger de score op de subschalen 1 tot 
enn met 4, hoe negatiever het verlenen van zorg ervaren wordt. Hoe hoger de score op subschaal 5, 
hoee positiever de zorg ervaren wordt. 
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Tijdenss het schrijven van het voorstel van dit onderzoek, wist ik niet half wat mij boven 

hett hoofd hing. De situatie van de informele verzorger riep - niet geheel onverwacht -

oneindigg veel vragen op. Als betrokken en nieuwsgierig onderzoeker zou je alle vragen, 

hoee uiteenlopend deze ook zijn, één voor één willen nalopen en er vervolgens, voor 

zoverr dat mogelijk is, een antwoord op willen geven. Hoe enerverend dit alles ook is, al 

snell kom je er achter dat je keuzes moet maken, en dat je dit niet allemaal alleen kunt. 

Hett onderwerp informele zorg is nu eenmaal te veelzijdig om in je eentje te ontrafelen. 

Daaromm wil ik hier graag een aantal mensen hartelijk bedanken die mij de afgelopen 

jarenn hebben geholpen. 

Allereerstt wil ik mijn promotores noemen, prof.dr. Trudi van den Bos en prof.dr. 

Robbertt Sanderman, door wie de samenwerking tussen de afdeling Sociale 

Geneeskunde,, Universiteit van Amsterdam en het Noordelijk Centrum voor 

Gezondheidsvraagstukken,, Groningen een succes is geworden. Beste Trudi, jou wil ik 

bedankenn voor je vertrouwen in mijn capaciteiten, maar meer nog voor je kritisch 

commentaarr dat mij voor valkuilen heeft behoed. Ook dank ik je voor je begrip, 

aandachtt en steun die je mij gaf in een voor mij moeilijke periode. Beste Robbert, 

ondankss de geografische afstand, heb je me erg kunnen steunen, met name bij de opzet 

vann het onderzoek. Het aandragen van ideeën en je relativeringen heb ik zeer 

gewaardeerd. . 

Mijnn co-promotor. Dr. Mattanja Triemstra, dank ik in het bijzonder voor haar 

inhoudelijkee en methodologische inbreng. Beste Mattanja, ook je optimisme, 

inventiviteit,, evenwichtigheid en humor zijn voor mij van grote waarde geweest. Ik 

vondd het een zeer prettige samenwerking. 

Collega-vriendinn onderzoeker Drs. Reike Tempelaar ben ik zeer veel dank verschuldigd. 

Bestee Reike, aangesteld als mede-onderzoeker op het CASPA-project, was je onmisbaar 

bijj alle aspecten van het onderzoek. Vooral je organisatorische kwaliteiten werden 

breedd geëtaleerd. Jij had contacten met de medici, de verpleegkundigen, de balie-

medewerkers,, de interviewers en de patiënten en hun partners in de Noordelijke regio, 
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enn deze bleken vruchten af te werpen. Ik bewonder je geduld, je loyaliteit en je 

doorzettingsvermogen.. Ondanks persoonlijke tegenslag wist j i j er weer bovenop te 

komen.. Ik heb enorm veel van je geleerd. Je inzet, je betrokkenheid en je enthousiasme 

warenn zeer waardevol voor het onderzoek, en zij droegen bij tot een intensieve, 

plezierigee samenwerking. 

Dee Nederlandse Kanker Bestrijding wil ik danken voor de unieke kans die zij mij 

hebbenn gegeven een onderzoeksvoorstel voor te bereiden en uit te werken. De 

mogelijkhedenn die mij werden geboden, zoals deelname aan congressen, symposia, 

cursussenn en de vele werkbezoeken in binnen- en buitenland waren ongekend, en 
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