
UvA-DARE is a service provided by the library of the University of Amsterdam (https://dare.uva.nl)

UvA-DARE (Digital Academic Repository)

Caregiving to patients with colorectal cancer

Nijboer, C.

Publication date
2000

Link to publication

Citation for published version (APA):
Nijboer, C. (2000). Caregiving to patients with colorectal cancer. [Thesis, fully internal,
Universiteit van Amsterdam].

General rights
It is not permitted to download or to forward/distribute the text or part of it without the consent of the author(s)
and/or copyright holder(s), other than for strictly personal, individual use, unless the work is under an open
content license (like Creative Commons).

Disclaimer/Complaints regulations
If you believe that digital publication of certain material infringes any of your rights or (privacy) interests, please
let the Library know, stating your reasons. In case of a legitimate complaint, the Library will make the material
inaccessible and/or remove it from the website. Please Ask the Library: https://uba.uva.nl/en/contact, or a letter
to: Library of the University of Amsterdam, Secretariat, Singel 425, 1012 WP Amsterdam, The Netherlands. You
will be contacted as soon as possible.

Download date:23 May 2023

https://dare.uva.nl/personal/pure/en/publications/caregiving-to-patients-with-colorectal-cancer(2febe96f-6cc6-4b69-92d4-5fffc86d189a).html


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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ChapterChapter 4 

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 

56 6 



PatternsPatterns of caregiver experiences 

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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