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Caringg for people with depression or schizophrenia 

Abstract t 

BackgroundBackground Attention to caregiver consequences have been mainly restricted 
too schizophrenia. The few studies done were conducted on small samples 
and/orr with non-validated instruments. 

Aims:Aims: To study the differences and similarities in caregiver consequences 
betweenn depression and schizophrenia samples, using a validated instrument, 
andd to formulate clinical implications for caregivers of patients with depression. 

MethodMethod Caregiver consequences were measured with the validated 
Involvementt Evaluation Questionnaire (IEQ: Schene & van Wijngaarden, 1992, 
vann Wijngaarden & Schene, 19971, and high and low level consequences 
groupss were defined. IEQ scores of caregivers of 252 outpatients with 
depressionn and caregivers of 151 outpatients with schizophrenia were 
compared. . 

Results:Results: IEQ scores were quite similar in both samples. In case of schizophrenia 
caregiverss worry more and have more nursing tasks, in case of depression 
theree is more tension between spouses. In both samples high, medium and 
loww consequences subgroups were found. In both samples high level 
subgroupss live close to the patient who has more and/or more acute 
symptoms.. They have more additional expenses on behalf of the patient, and 
reportt higher distress scores. Caregivers of the depression sample report less 
sociall support, and less coping abilities. 

Conclusion:Conclusion: Caregiver consequences of depression and schizophrenia are very 
similar.. Differences reflect the context caregiving takes place. In schizophrenia 
mostlyy elderly mother caring for their ill (adult) child, in depression mostly 
spousess caring for their partner. Caregivers of patients with depression should 
bee given attention and support by professionals, especially when the patient is 
inn an acute phase. 

Introduction n 

Studiess on the consequences experienced by psychiatric patients' caregivers 
havee led to the general conclusion that relatives bear considerable burdens 
(Hatfieldd & Lefley, 1987, Schene, 1986; Fadden, Bebbington & Kuipers, 1987b; 
Schene,, Tessler & Gamache, 1994, 1996). Such research, however, has almost 
exclusivelyy been conducted with samples of caregivers of patients with 
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schizophrenia,, and such instruments have also been developed and validated 
forr these samples (Schene, Tessier & Gamache, 1994, 1996), Despite the fact 
thatt as long as 15 years ago Fadden and colleagues (19870,6) stated that 
familiess of depressed patients were also seriously affected by the patient's 
illness,, studies on the consequences for these families are scarce and mostly 
concernn bipolar disorders (Jacob et al., 1987; Chakrabarti, Kulhara & Verma, 
1992;; Jenkins & Schumacher, 1999; Perlick et al., 1999, 2001). Moreover, these 
studiess all have methodological drawbacks, such as lack of a comparison 
groupp or use of instruments that are not validated (van Wijngaarden, Schene & 
Koeter,, in press). 

Inn this study the caregiver consequences of depression are assessed with a 
validatedd instrument. These consequences are compared with the caregiver 
consequencess of schizophrenia, assessed with the same instrument. The 
researchh questions addressed are: 
11 What are the differences in caregiver consequences between caregivers 

whoo share daily life with patients suffering from depression and those 
whoo care for patients with schizophrenia7 

22 Is it possible to specify distinct groups of caregivers, based on their levels 
off caregiver consequences? 

33 What are the clinical implications of the impact of caring for someone with 
depression9 9 

Methods s 

Inclusionn criteria and patient samples 

Thee depression sample consisted of relatives, friends, partners or other 
caregiverss of patients who fulfilled the clinical DSAA-IV criteria of: 

 Major depressive disorder, single episode or recurrent (296.2x, 296.3x) 
 Dysthymic disorder (300.40) 
 Other depressive disorders (309.00, 311.00) 

Patientss were recruited at the inpatient and outpatient department of an 
academicc medical centre, and the outpatient departments of two mental 
hospitalss in the Netherlands. All these departments were specialised in the 
treatmentt of depression. The sample was divided into two sub-samples: (1) 
acutee patients, who had recently started inpatient or outpatient treatment, and 
(2)) non-acute patients who had received more than two months of outpatient 
treatment. . 

Thee schizophrenia sample originated from the multi-country EPSILON study 
(Beckerr et al., 1999, 2000), which identified a representative cohort of treated 
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patientss with schizophrenia in five European countries. Like the patients in the 
depressionn sample the EPSILON patients belong to a treated and mostly 
outpatientt population. All patients had an ICD-10 diagnosis of schizophrenia. In 
thiss study it was found that caregiver consequences were significantly more 
oftenn reported in the Southern European countries (Spain and Italy) compared to 
thee Northern countries (The Netherlands, Denmark, UK), a finding similar to that 
off an earlier European study on caregiver consequences of schizophrenia 
(Maglianoo et al., 1998). Since we have shown in a previous paper that important 
culturall differences exist in the extent and nature of caregivmg between the 
Northernn and Southern European sites included in the EPSILON study (van 
Wijngaardenn et al., 2003), it was decided to include only the Northern European 
casess in this study (N = 151). 

Measures s 

InvolvementInvolvement Evaluation Questionnaire. Caregiver consequences were 
measuredd with the Involvement Evaluation Questionnaire (IEQ: Schene & van 
Wijngaarden,, 1992), a 31-item self-report questionnaire. The items refer to the 
encouragement,, supervision and care the caregiver has to provide to the 
patient,, interpersonal problems between patient and caregiver, and caregiver's 
worries.. One item measures overall burden. All items are scored on a 5-point 
Likertt scale (0=never, l=sometimes, 2=regularly, 3=often, and 4=always). The 
timeframee is the four weeks prior to the completion of the instrument. 

Thee IEQ comprises four distinct sub-scales: (1) tension (nine items), referring to a 
possiblee strained interpersonal atmosphere between patient and caregiver, (2) 
supervisionsupervision (six items), which for instance refers to the caregiver's tasks of 
guardingg the patient from dangerous acts, (3) worrying (six items), and (4) 
urgingurging (eight items), which refers to the activation and motivation of the patient. 
Finallyy a 27-item overall consequences score can be computed. IEQ sub-scales 
andd core items are presented in Appendix III. 

Thee IEQ has been validated in two studies among caregivers of patients with 
psychoticc disorders or mood disorders (Schene & van Wijngaarden, 1993,1995; 
vann Wijngaarden, Schene & Koeter, 1996). It was found that the IEQ adequately 
coveredd the major domains of caregiver consequences of both caregivers of 
psychoticc and depressed patients (van Wijngaarden, Schene & Koeter, 1996; 
vann Wijngaarden et al., 2001). Validity and reliability were also tested in the 
EPSILONN study, conducted in five European countries. The validity, internal 
consistencyy and test-retest reliability of the IEQ proved to be sound in all five 
languagee versions (van Wijngaarden et al., 2000, 2001, 2003), Finally, the IEQ 
provedd to be sensitive to change (Stam & Cuijpers, 2001). 
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AdditionalAdditional lEQ-modules. In both studies the IEQ was extended with five 
modules:: (1) a 15-item socio-demographic module consisting of variables such 
ass age, sex, household composition, and amount of contact between patient 
andd respondent, (2) a 8-item expenses module, extra financial expenses 
incurredd on behalf of the patient, (31 a caregiver distress module, the 8-item ICQ 
caregiverr distress scale in case of depression and the GHQ-12 (Goldberg & 
Williams,, 1988) in case of schizophrenia, (4) a 3-item module on caregiver's use 
off professional help, and (5) one open question for comments and additions. 
Thee entire set took 20-30 minutes to complete. 

Psychopathologyy of the patient 

Inn case of depression psychopathology was measured using the lung 
SelfratingSelfrating Depression Scale. The Zung SDS (Zung, 1965, 1973) is a 20-item 
selfreportt questionnaire to assess depressive symptoms. These items are 
summarisedd in a total score 

Inn case of schizophrenia the Brief Psychiatric Rating Scale (BPRS: Ventura et al., 
1993)) was administered. The BPRS is an 24-item rating scale. Raters were 
trainedd according to standard. The BPRS items are also summarised in a total 
score. . 

Dataa collection and response 

Patientss who agreed to participate gave written informed consent. They were 
askedd to name the caregiver who could be asked to participate in the study. 
Thee research instrument was sent to this caregiver, accompanied by a letter 
explainingg the aims of study, an informed consent form, and a postage free 
returnn envelope In case of non-response a reminder was sent after two weeks. 
Thee response rate in the depression sample was 78%, and in the schizophrenia 
(EPSILON)) sample 70%. 

Dataa analysis 

Itemm scores were dichotomised. Item scores of '2' or iower (never, sometimes) 
weree considered as indicating 'no consequence'. If the itemscore was '3' or 
higherr (regularly, often or always) it was considered to be a 'real consequence'. 
Forr each of the sub-scales the number of these real consequences was 
counted,, and divided by the total number of items in the scale. This led to the 
so-calledd 'consequences-index' (C-index), ranging from '0' (no consequences 
att all) to '1' (maximum level of consequences). These sub-scale C-indexes were 
usedd to study the differences in scale scores between the depression and 
schizophreniaa samples. 
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Too investigate the possible relationship between patient and caregiver 
characteristicss and (patterns) of caregiver consequences, each sub-scale score 
wass recoded into three categories: 
11 no consequences, those cases in which no real consequences were 

reportedd on this sub-scale 
22 few consequences, those cases in which at least one real consequence 

wass reported on this sub-scale, and in which the sub-scale score belongs 
too the lower 50% of all scores (below median] 

33 many consequences, those cases in which at least one real consequence 
wass reported on this sub-scale, and in which the sub-scale score belongs 
too the upper 50% of all scores (above median). 

Byy this division each case could be described with a series of four scores (no, 
feww or many consequences for each of tension, supervision, worrying and 
urging).. Patterns of caregiver consequences were analysed with Homals, a 
clusteringg technique (SPSS-8 statistical package, 1997). The Homals analysis 
usess an alternating least squares algorithm to identify which cases are similar 
accordingg to score patterns, and which are dissimilar. These similarities and 
dissimilaritiess can be presented in a categories plot. Analyses on item and 
subscalee score levels were done with One-way Anova, t-tests, and chi2-tests 
ISPSS-88 statistical package, 19971. 

Results s 

Socio-demographicc characteristics 

Tablee 6.1 contains the socio-demographic characteristics of patients and 
caregiverss in the two data sets. There are substantial differences. The majority 
off the caregivers in the schizophrenia sample are mothers of sons who have a 
relativelyy long history of mental illness. The majority of caregivers in the 
depressionn sample are partners of patients with a more varying psychiatric 
history.. The caregivers and depressed patient normally live in the same house 
andd therefor spend many hours together. In contrast almost half the caregivers 
off the schizophrenia sample live in another house than the patients and spend 
lesss time together. Overall one may say that caregiving in depression generally 
takess place in the household by a partner, compared to ongoing parental care 
forr adult children in the schizophrenia sample. 
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Tablee 6.1 Socio-demographic characteristics of patients and caregivers 

Sample s s 

DurationDuration of illness 
<< 3 years 
3-100 years 
>> 10 years 

GenderGender patient 
female e 

GenderGender caregiver 
female e 

RelationRelation caregiver-patient 
CaregiverCaregiver is. 

partner r 
parent t 
child d 
sibling g 
friend d 

MaritalMarital state caregiver 
single e 
married d 
divorced d 
widow w 

LiveLive in the same house7 

yes s 

NN of hours contact per week 
1-44 hours 
5-88 hours 
9-166 hours 
17-322 hours 
moree than 32 hours 

Patient'sPatient's age 

Caregiver'sCaregiver's age 

NN of days per month in same house 

Depressio n n 
(N=252) ) 

% % 

33.2 2 
32.4 4 
345 5 

611 1 

52.4 4 

734 4 
67 7 
5.6 6 
63 3 
8 0 0 

99 9 
837 7 
4 8 8 
1.6 6 

86.3 3 

8.7 7 
4.8 8 
9.1 1 
9.1 1 

683 3 

mean mean 

45.4 4 

46.4 4 

217 7 

Schizophreni a a 
(N=151) ) 

% % 

9.1 1 
32.6 6 
583 3 

351 1 

70.2 2 

10.6 6 
58.3 3 

4.0 0 
13.9 9 
13.2 2 

15.2 2 
58.3 3 

9.9 9 
16.6 6 

483 3 

33.8 8 
11.3 3 
11.3 3 
106 6 
331 1 

mean mean 

37.8 8 

533 3 

9.7 7 

PPV V 

000 0 

000 0 

000 0 

000 0 

000 0 

000 0 

.000 0 

PP21 21 

000 0 

000 0 

.000 0 

Chr-test t 
T-test t 

Consequencess for caregivers of patients with depression 

Tablee 6.2 shows the IEQ item scores in descending order of prevalence in the 

depressionn sample. These item scores represent the average percentages of 

'reall consequences'. Almost half of the caregivers reported that they had been 

worriedd about the patient's general health and/or the patient's future In 

approximatelyy one third of the cases caregivers felt burdened by the patient's 
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mentall health problems, had to encourage patients to undertake activities, 
worriedd over patient's treatment, and/or worried over their own future. About a 
quarterr of the caregivers had to take over tasks normally done by the patient, 
reportedd that the atmosphere between themselves and the patient had been 
strained,, or were worried about the patient's safety. 

Tablee 6.2 Percentages of real consequences (IEQ event occurred at least regularly 
duringg the four weeks prior to assessment). 

Sample s s 

IEQIEQ Items 

worriedd about patient's general health 

worriedd about patient's future 

feltt burdened 

encouragedd Jo undertake activities 

worriedd about own future 

takenn over tasks 

worriedd about treatment 

atmospheree was strained 

worriedd about patient's safety 

annoyedd by patient's behaviour 

ensuredd medication intake 

ensuredd sufficient sleep 

encouragedd to eat enough 

quarrels s 

worriedd about patient's finances 

encouragedd to get up in morning 

sleepp was disturbed 

accompaniedd outside 

encouragedd to take proper care 

guardedd from alcohol misuse 

thoughtt of moving out 

guardedd from self-inflicted harm 

guardedd from dangerous acts 

otherss annoyed by patient's behaviour 

helpp to take proper care 

feltt threatened 

guardedd from illegal drug intake 

Depressio n n 
{N=252) ) 

% % 
46.8 8 

444 8 

35.7 7 

35.3 3 

30.6 6 

28.2 2 

27.4 4 

27.4 4 

25.4 4 

22.6 6 

17.5 5 

163 3 

15.5 5 

139 9 

13.5 5 

12.3 3 

107 7 

8.7 7 

75 5 

71 1 

5 6 6 

4.8 8 

4 0 0 

3 2 2 

2 0 0 

16 6 

0 8 8 

Schizophreni a a 
(N=151) ) 

% % 
42.4 4 

56.0 0 

29.1 1 

35.1 1 

23.8 8 

282 2 

27.2 2 

11.6 6 

31.8 8 

17.0 0 

240 0 

13.5 5 

14.8 8 

8.8 8 

338 8 

221 1 

8.0 0 

11.3 3 

24.8 8 

54 4 

2 0 0 

2.7 7 

54 4 

3.4 4 

10.8 8 

0.0 0 

3 4 4 

P11 1 

n.s. . 

.020 0 

n.s. . 

n.s. . 

n.s s 

n.s. . 

n.s. . 

000 0 

n.s. . 

n.s. . 

n.s. . 

n.s. . 

n.s. . 

n.s. . 

000 0 

.008 8 

n.s. . 

n.s. . 

.000 0 

nn s 

n.s. . 

nn s 

n.s. . 

n.s s 

.000 0 

n.s. . 

n.s. . 

Chi2-test t 
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AA number of events occurred relatively rarely, especially seeking to protect the 
patientt from illegal drug intake, or feeling threatened by the patient. 

Caregiverr consequences in the depression and schizophrenia 

sampless compared 

Tablee 6.2 also shows that the caregiver consequences in the depression and 
schizophreniaa samples are quite similar. However, there are six items on which 
theree is a clear difference. The caregivers in the schizophrenia sample worried 
moree about the patient's future and especially about his financial situation, and 
moree often had to encourage the patient to get up in the morning and 
encouragee and help him to take proper care. On the other hand in the case of 
depressionn the caregivers more often experienced a strained atmosphere. 
Althoughh differences on the remaining items were not statistically significant, 
theyy show this same pattern. In the case of schizophrenia, caregivers generally 
havee more worries and have more 'nursing' tasks, while in the case of 
depressionn there is an emphasis on tension between spouses. 

Tablee 6.3 Mean C-index11 scores of the IEQ scales. 

Samples s 

IEQIEQ Scales 

tension n 

supervision n 

urging g 

worrying g 

overalll consequences 

Depressio n n 
(N=252) ) 

% % 

.17 7 

07 7 

.16 6 

.32 2 

.17 7 

Schizophreni a a 
(N 1̂51) ) 

% % 

.12 2 

.06 6 

.21 1 

36 6 

18 8 

P* * 

.009 9 

nn s 

024 4 

n.s. . 

n.s. . 

Consequences-index:: the number of 'real consequences' divided by the total number of items 
inn the scale 
t-test t 

AA comparison between both samples can also be made on the mean IEQ sub-
scalee C-index scores (Table 6.3). As was found in the analysis on item scores 
thee depression and schizophrenia samples mainly differ on tension (higher in 
depression)) and urging (higher in schizophrenia). In both samples worrying 
wass the most commonly reported consequence. The mean C-index scores of 
.322 and .36 respectively indicated that in both samples on average one third of 
thee 6 items in this scale were rated as 'real consequences'. 
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Patternss in caregiver consequences: who experiences most? 

Theree is a wide variation in the number of consequences reported by 
caregivers.. While on the one hand several caregivers reported many real 
consequences,, others did not report any consequences at all. This was true for 
caregiverss in both samples. In total 32% of the caregivers in the depression 
samplee and 26% of the caregivers in the schizophrenia sample did not report 
anyy real consequences in relation to worrying. For the other sub-scales these 
figuress were respectively 45 and 41% (urging), 45 and 52% (tension), and 72 to 
80%% (supervision). The IEQ overall consequences scores, covering all 27 items) 
showedd that 17% of the caregivers in the depression sample did not report any 
reall consequences, compared to 15% of the caregivers in the schizophrenia 
sample.. To detect patterns in caregiver consequences each sub-scale score 
wass recoded into three categories (no, few or many consequences), and 
Homalss analysis was conducted (Figure 6.1). 

Thee categories plot of the depression sample shows a pattern in which there is 
aa distinct relationship between the three categories. Having a 'many 
consequences'' score on one sub-scale (indicated with a 3), implies a high 
probabilityy that one also has a 'many consequences' score on the other sub-
scales.. This is represented by the clustering of '3-scores' in the top right 
quadrantt of the figure. The same holds for 'few consequences' (2) and 'no 
consequences'' (1) scores. The plot also shows that the coherence within the 
clusterss is rather high. The probability that one has a score '1' on one sub-scale 
andd a score '2' or '3' on another is so low that the subgroup's category points 
aree plotted on an as large a distance as possible. This leads to a triangle-
shapedd plot. 

Thee Homals analysis on the schizophrenia data results in a somewhat less 
clearr plot, but the three categories are still clustered together, and also in this 
casee a triangle-shaped plot appears Clusters indicated with '1' (no 
consequences)) and '3' (many consequences) are most distinct, the low level of 
consequencess categories somewhat less. The distances of some of the 'no 
consequences'' and the 'few consequences' category points are especially 
small. . 

Thesee findings mean that caregivers in both samples can be divided into three 
subgroupss based on their sub-scale scores. For this division the following rule 
wass chosen: (1) low level subgroup, no consequences on at least three out of 
fourr sub-scales, (2) medium level subgroup, few consequences on at least two 
sub-scales,, and (3) high level subgroup, many consequences on at least two 
sub-scaless (Table 6.4). 
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Figuree 6.1 HOMALS analyses on IEQ data 

Depressionn sample 

-- : 

oo o 

-11 J 

-1,5 5 
-1.00 -.5 0.0 

Schizophreniaa sample 

55 1.0 1,5 2,0 

1) ) 

11 5 

1,0--

,5--

-.5--

1,0--

11 5 

2 2 

2 2 

11 1

1 1 

2 2 
2 2 
a a 

3 3 

3 3 
3 3 

3 3 

-1.55 -1.0 -.5 0.0 1.00 1.5 2.0 

11 = no consequences 
22 = few consequences 
33 = many consequences 

Tablee 6.4 shows that both samples have approximately the same distribution in 

subgroupss (chi2=.79, df=5, p=.675|. This means that more than one third of the 
caregiverss report low levels of caregiver consequences, one third medium 
levels,, and a quarter to one third high levels. 
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Tablee 6.4 Caregiver subgroups based on levels of caregiver consequences 

Subgroup s s 

Loww level 

Mediumm level 

Highh level 

Depressio n n 
(N=252) ) 

% % 

37.3 3 

337 7 

29.0 0 

Schizophreni a a 
(N=151) ) 

% % 

364 4 

37.7 7 

25.8 8 

Ann analysis on the sub-scale scores indicated that the division in three 
subgroupss according to the above rule is quite valid. For instance, only a few 
caregiverss in the low level subgroups had a 'many consequences' score on 
onee of the sub-scales (depression; 7.4%, schizophrenia: 7.3%). On the other 
handd the caregivers in the high level subgroups never had more than one 'no 
consequences'' sub-scale score. In 37.0% (depression) to 46.1% (schizophrenia) 
off cases 'no consequences' were scored. In almost all cases this was in relation 
too supervision, a sub-scale on which only a quarter of all caregivers reported 
consequences. . 

Thee division in three groups was further validated with a One-way Anova on the 
originall IEQ overall consequences scores. These overall scores were 0.8, 3.9 
andd 10.7 respectively in the depression sample (F=587.3, df=251, p=.000) and 
1.1,, 4.3 and 11.4 respectively in the schizophrenia sample (F=257,7, df=141, 
p=.000). . 

Thee question is whether the low, medium and high level subgroups in the 
depressionn and schizophrenia samples differ on a number of socio-
demographicc and background variables such as age, sex, overall burden, 
coping,, social support, distress, and patient's symptom levels (One-way Anova). 
Thee statistically significant relationships are presented in Table 6.5. 

Inn the depression sample the caregivers in the high level subgroup, when 
comparedd to the other subgroups, more often are female, the patients more 
oftenn are male, and almost all caregivers and patients live in the same 
household.. Besides belonging to a subgroup with high IEQ scores they also 
reportt the highest additional expenses on behalf of the patients, especially for 
treatment,, damage caused by the patient, and travel expenses. On average 
theyy spend about an extra 120 a month, four times the amount spent by 
caregiverss in the low level subgroup. Approximately 60% of the patients belong 
too the acute subgroup, twice as many as in the other groups. These patients 
havee most symptoms, and the shortest psychiatric history, on average less than 
threee years. 
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AA higher level of consequences is associated with more caregiver distress. The 
highh leve! subgroup caregivers report on average 5.5 distress items (out of 
eight),, more often feel burdened, and more often state that their relationship 
withh the patient has changed over time. They feel less supported by relatives 
andd friends, and have more problems in coping with the situation. More than 
thee other caregivers they use evasive coping strategies (like daydreaming and 
fantasisingg that all will be well in the future), or blame themselves for the illness 
off their loved one. 

Althoughh the schizophrenia sample differs on some of the background 
variables,, the characteristics of the high level subgroup caregivers are similar 
too those in the depression sample. These caregivers also more often live in the 
samee household as the patient, and/or spend more time together. They also 
havee to spend most extra money on behalf of the patients, and feel more 
distressedd than the caregivers in the other subgroups. There are no data on 
coping,, support, and acuteness, but the BPR5 scores show that patients of 
caregiverss in the high level subgroup have more symptoms. 

Discussion n 

Thee aim of this study was to measure the consequences for caregivers of 
patientss with a mood disorder in a valid and reliable way, and to compare 
thesee consequences with those of caregivers of schizophrenic patients. The 
instrumentt used, the IEQ, has been developed and validated for research in 
bothh depression and schizophrenia samples, and patients and caregivers 
weree sampled in a similar way from treated populations of mainly outpatients. 
Thiss led to a uniform research procedure in both samples. 

Thee main, and rather striking, finding of this study is that the caregiver 
consequencess are very similar across the two samples, not only on the levels of 
consequences,, but also on the patterns of consequences. In both samples 
worryingg was reported most and supervision least, and both samples could be 
dividedd into three distinct, almost equally sized groups of caregivers with low, 
mediumm or high levels of caregiver consequences. 

Thee few differences in caregiver consequences between the depression and 
schizophreniaa samples were on items referring to worrying, encouragement 
andd help (higher in the schizophrenia sample), and interpersonal strains 
(higherr in the depression sample). These differences reflect the context in which 
caregivingg takes place. Caregiving in depression is mainly done by spouses, 
whilee caregiving in schizophrenia is mostly in the hands of patients' parents, 
especiallyy mothers. 
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Tablee 6.5 Characteristics of high level subgroups compared to medium and low 
levell subgroups (significant differences in bold figures) 

Item m 

Socio-demographics Socio-demographics 

%-age%-age female caregivers 

%-agee male patients 

LivingLiving situation 

.. %-age of patients in household 

.. N of hours weekly contact 

.. N of days in same house 

Expenses Expenses 

Expensess on behalf of patient (€) 

Caregiver'sCaregiver's distress2! 

NN caregiver's distress items 

Caregiver'ss GHQ-12 score 

.. Overall burden 

.. Relationship has changed 

CopingCoping and support21 

.. Caregiver's unrealistic fantasies 

Caregiver'ss self^blaming 

Caregiver'ss daydreaming 

.. Caregiver's social support 

SeveritySeverity of patient's illness21 

.. Patient's Zung sumscore 

Patient'ss BPRS score 

.. %-age acute patients 

.. Mean N of years illness 

low w 
n=94 4 

516 6 

33.7 7 

74.7 7 

>16 6 

192 2 

30 0 

2.7 7 

n a a 

0.5 5 

1.8 8 

11 1 

11 3 

1.6 6 

16.8 8 

50.7 7 

nn a. 

27.4 4 

3-10 0 

Depressio nn sampl e 
subgrou p p 

med d 
n=85 5 

44.1 1 

309 9 

90.8 8 

>16 6 

23.0 0 

45 5 

3 8 8 

n.a a 

1.2 2 

2 3 3 

1.2 2 

1.5 5 

1.7 7 

155 5 

53.8 8 

n.a. . 

38.8 8 

var ' ' 

hig h h 
n=73 3 

65.6 6 

54.8 8 

95.7 7 

>16 6 

23.4 4 

120 0 

5.5 5 

n.a. . 

2.3 3 

3.0 0 

1.5 5 

1.6 6 

2.1 1 

12.8 8 

56.0 0 

n.a. . 

60.9 9 

0-3 3 

Schizophreni aa sampl e 
subgrou p p 

low w 
n=55 5 

709 9 

67.3 3 

372 2 

<16 6 

6.8 8 

25 5 

n.a.31 1 

22.3 3 

0.3 3 

2.2 2 

n.a a 

n.a a 

n.a. . 

n.a. . 

n.a. . 

1.4 4 

n.a. . 

5-10 0 

med d 
n=57 7 

684 4 

649 9 

475 5 

var1' ' 

9 2 2 

75 5 

n.a. . 

24.3 3 

11 1 

2.4 4 

n.a a 

nn a 

nn a 

n.a a 

n.a. . 

1.6 6 

n.a. . 

5-10 0 

hig h h 
n=39 9 

71.8 8 

645 5 

63.6 6 

>16 6 

14.7 7 

115 5 

n.a. . 

28.3 3 

2.2 2 

2.8 8 

nn a 

n.a a 

n.a. . 

n.a. . 

i i 1 1 

n.a. . 

1.7 7 

n.a. . 

5-100 | 

variedd scores 
11 background variables were different in both samples 
11 data not available 
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Caregivingg in schizophrenia is in many cases the result of patients failing to fulfil 
sociall roles to varying degrees. This causes relatives, mainly mothers, to 
assumee tasks otherwise performed by the patient himself or herself ISchene, 
1990}.. Where first episodes in schizophrenia generally occur in adolescence, 
thiss means that in fact mothers extend their maternal role far beyond the 
patient'ss infancy. As these caring mothers are coming of age, while still having 
theirr child to care for, they begin to worry about the {financial} future of their 
child. . 

Inn depression the illness in many cases manifests itself in adulthood. In the 
casee of spouses, this leads to a shift in partner role. The man or wife one has 
married,, with whom one is engaged in an emotional and sexual relationship, 
hass changed and future life suddenly looks quite different. The negative 
symptomss of mood disorders such as lack of energy, lack of emotion, and 
sexuall impairments, put a strain on the relationship. This may lead to high 
levelss of caregiver consequences which should be dealt with in the treatment of 
depression. . 

Thee finding that, despite differences in the context in which caregiving takes 
place,, the caregiver consequences of depression and schizophrenia are very 
similar,, is hard to compare with the few other studies on family burden in 
depression.. The only study in which schizophrenia and depression were 
comparedd found no differences in the extent to which relatives rated the 
patient'ss disturbed behaviour as distressing (Jenkins & Schumacher, 1999). On 
sociall performance and adverse effects on others higher distress scores were 
foundd for schizophrenia, but these results were dependent on socio-
demographicc variables and ethnic background. One study of family burden in 
schizophreniaa and bipolar disorder reported higher levels of burden 
associatedd by manic symptoms in the bipolar sample, but no differences in 
burdenn associated with positive and negative symptom behaviours (Mueser et 
al.,, 1996). Another study found higher burden rates in caregivers of bipolar 
disorderr patients, compared to patients with a major depression (Chakrabarti, 
Kulharaa & Verma, 1992), but the main predictor of burden was the duration of 
thee illness. All of the above studies used rather small samples (Jenkins & 
Schumacherr N=2x40; Chakrabarti, Kulhara & Verma: N=2x45; Mueser et al., 
N=27+21). . 

Whenn comparisons are made between the caregiver consequences of 
depressionn and schizophrenia, it is of importance to select the samples 
carefully.. In the above studies it was not always clear how patients and 
caregiverss were recruited, so sampling bias could have happened. The 
importancee of sampling can be illustrated by the results of one of our other 
studiess in which we used the same depression sample as in the present study. 
Thee caregivers of depressed patients were compared to caregivers who were 
recruitedd from an organisation for families of patients with serious mental 
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illnesses.. As it is likely that especially relatives who feel burdened will become a 
memberr of such an organisation, IEQ scores were expected to be relatively 
high.. This indeed was the case, and differences between the depression and 
schizophreniaa samples were larger Ivan Wijngaarden, Schene & Koeter, 1996, 
vann Wijngaarden et al., 2001, in press). In the present study both samples were 
assembledd in a similar way, from a treated and mostly outpatient population, 
andd by asking the patient to name a relevant caregiver. The differences in 
caregiverr consequences between these two similar samples turned out to be 
muchh smaller. 

Clinicall implications in case of depression 

Inn the treatment of schizophrenia the role of relatives and other caregivers over 
timee has been recognised. In recent years family interventions have been 
developed,, for instance to inform relatives about the origin and course of the 
illness,, and to teach them how to react to and cope with patients' symptoms 
andd behaviours. The present study has shown that, according to their levels of 
caregiverr consequences, caregivers of depressed patient also need attention 
fromm professionals. This is especially true for the high level subgroup, 
caregiverss who have to cope with an acute patient who is their partner and 
whoo more recently has become ill. They not only experience most 
consequences,, but they also feel most distressed, are less supported and are 
lesss able to cope adequately. 

Thee fact that a third of the caregivers experience high levels of caregiver 
consequencess and high levels of distress makes them vulnerable. Some 
studiess have shown that up to 40% of caregivers of persons with chronic 
mentall disorders score above the cut-off point of depression self-report 
measures,, and that higher levels of burden are positively related to higher 
levelss of caregiver depression. This caregiver depression is expected to have 
adversee effects on the patients' recovery. Where many patients rely on their 
spousess or family a distressed or depressed caregiver might not be able to 
providee the support and understanding needed (Perlick et al., 2001). This 
meanss that a reduction of caregiver consequences in an early state could 
possiblyy counteract caregiver depression and could be beneficial for treatment 
outcome.. Therefor family interventions initially should take place in the acute 
phasee of the illness. Where psychiatric care should be focused on the treatment 
off depressive symptoms, family treatment should be focused on psycho-
education,, social support and adequate coping strategies. Furthermore, 
caregiverr distress symptoms should be looked after. This means that personal 
counsellingg should be part of the intervention. 

Whilee the acute illness phase will have to be the main target of family 
interventions,, these interventions could also be beneficial when patient's 
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symptomss have been stabilised. The caregivers in the medium level group still 
experiencee caregiver consequences on at least two sub-scales of the IEQ. Also 
thee fact that they score on half of the distress items indicates that these 
caregiverss should be supported. This suggestion has also been made by other 
authors(Perlicketa!.,, 2001). 

Evenn the caregivers in the low level group might benefit from support. Although 
theyy reported no or only low levels of consequences, had most support, could 
copee better, and reported less distress than the other caregivers, long-term 
effectss can not be ruled out. For instance, there are indications that in particular 
thee children of non-acute mood disorder patients with a long psychiatric history 
mayy suffer from chronic consequences, such as problem behaviour, eating 
disorders,, and learning problems (van Wijngaarden, Schene & Koeter, in 
press).. And since depression is considered to be in many cases a chronic 
disorderr that often makes ongoing treatment necessary, it is important to 
monitorr these possible long-term effects. 

Limitationss of the study 

Thiss is, to our knowledge, the first study in which the consequences for 
caregiverss of patients with depression and schizophrenia were assessed with 
aa validated instrument on two large samples of caregivers. However, there are 
alsoo a some limitations. One is the lack of comparison with a general (non-
morbid)) population. The IEQ has been validated in schizophrenia and 
depressionn samples, and it is not known how the levels of caregiver 
consequencess compare to those in 'normal' caregiving, for instance parents 
caringg for healthy minor children. This is one of the reasons why the distress 
itemss in the IEQ have been replaced by the GHQ-12, in instrument that has 
widelyy been used in general populations. 

Anotherr limitation of this study concerns the fact that there is no knowledge of 
thee relationship between caregiver consequences and psychiatric outcome. 
Thiss study had a cross-sectional design, so no conclusions can be drawn on 
thee effects of caregiver consequences on outcome and vice versa. This should 
bee the main focus of future studies. In these studies the effects of treatment and 
familyy interventions on psychiatric outcome and caregiver consequences 
shouldd be studied in a longitudinal design. 
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Conclusion n 

Almostt no differences were found between the caregiver consequences of 
depressionn and schizophrenia. This means that the caregiver consequences of 
moodd disorders should be taken as seriously as the consequences of 
schizophrenia.. They could play a major role in the treatment of these disorders. 
Andd although not all mechanisms are clear, the findings of this and other 
studiess indicate that caregivers of patients with mood disorders should be 
helpedd in facing their caregiver consequences. 
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