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6 6 
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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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). . 

103 3 



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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