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

UvA-DARE (Digital Academic Repository)

Quality of life and needs for care of patients with schizophrenia

Meijer, C.J.

Publication date
2005

Link to publication

Citation for published version (APA):
Meijer, C. J. (2005). Quality of life and needs for care of patients with schizophrenia. [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/quality-of-life-and-needs-for-care-of-patients-with-schizophrenia(b3e27640-6726-44ac-b420-99e3d673507a).html


Needss for Care of patients with schizophrenia 
andd the consequences 

forr their informal caregivers 

Resultss from the EPSILON multi centre study on schizophrenia 

C.J.. Meijer 
A.H.. Schene 

M.W.J.. Koeter 
H.CC Knudsen 

T.. Becker 
G.. Thomicroft 

J.L.. Vazquez-Barquero 
M.. Tansella 

andd the EPSILON Study Group 

Publishedd in Social Psychiatry and Psychiatric Epidemiology 

20044 April: 39(4):251-258 



Summar y y 

Backgroun d d 

Schizophreniaa as a chronic mental disorder not only has far-reaching consequences for 

patients,, but also for their family members or other informal caregivers. In this study we 

investigatedd whether needs for care of patients with schizophrenia are related to (negative) 

consequencess for their informal caregivers. 

Metho d d 

2877 patients with schizophrenia and their informal caregivers participated in the EPSILON 

7 44 study of schizophrenia in five European countries. Caregiver consequences were measured 

byy the Involvement Evaluation Questionnaire (IEQ) and needs for care by the Camberwell 

Assessmentt of Need (CAN). 

Result s s 

Thee total number of needs for care as well as specific areas of needs for care of patients 

appearedd to be only weak predictors of caregiver consequences in terms of explained va-

riance. . 

Conclusio n n 

Subjectivee needs for care as measured by the CAN are not a good indicator for consequences 

experiencedd by the informal care system of patients with schizophrenia. 



5.11 Int roduct io n 

Withh the process of de-institutionalisation in psychiatry the role of informal care provided 

byy family members or other informal caregivers of patients with schizophrenia has become 

increasinglyy important. Taking care of a patient with schizophrenia ran be experienced as 

burdensomee by these informal caregivers ( 1 , 2, 3, 4, 5, 6, 7, 8, 9). Negative consequen-

cess resulting from the caregiver role may not only be stressful to the relatives, it may also 

resultt in problems in the relationship with the patient which finally might have a negative 

influencee on patient's psychopathology and functioning. From this perspective it is of ma-

jorr importance to study factors related to caregiver burden, especially those that can be 

changedd by the mental health care system. 

Inn earlier studies we found that negative consequences for caregivers of patients with 

schizophreniaa were related to patient's symptomatology, caregiver characteristics and the 

amountt of t ime spent together (10, 11). These factors explained part of the variance in 

caregiverr consequences {21 to 3 1 % on average). In this study we investigated if there are 

otherr patient characteristics that predict caregiver consequences. An important candidate 

inn this respect might be the specific needs for care of the patient. Such a need can be de-

finedd as the requirement of individuals to enable them to achieve, maintain or restore an 

acceptablee level of social independence or quality of life (12). 

Thee aim of the present study was to investigate the relationship between patient's needs 

forr care and caregiver consequences as experienced by their informal caregivers. This study 

wass part of the EPSILON study in five European countries (England, Denmark, Italy, Spain 

andd The Netherlands). The aims of the EPSILON Study (European Psychiatric Services: 

Inputss Linked to Outcome domains and Needs) were: 1. to produce standardised versions 

off four key research instruments measuring the concept needs for care, consequences for 

informall carers, service satisfaction and quality of life; 2. to compare the characteristics 

off people with schizophrenia and their carers in these five countries; 3. to investigate re-

lationshipss between the four concepts mentioned. Full details of the procedures are given 

byy Becker et al. (13,14), Knudsen et al. (15), McCrone et al. (16), Schene et al. (17), and 

Thornicroftt et al. (18). 

Wee hypothesised that (1) more needs for care of patients lead to more caregiver conse-

quences,, and that (2) particular needs for care are better predictors of particular caregiver 

consequencess than others. If a relationship between caregiver consequences and patient's 

needss for care exists, this may provide mental health care providers with information about 

areass in which additional care should be provided to unburden the informal care system. In 

thiss study we used the Camberwell Assessment of Need (16) to assess needs for care and 

thee Involvement Evaluation Questionnaire (19) to assess caregiver burden. 

5.22 Metho d 

Stud yy site s 

Thee participating study sites were Amsterdam, Copenhagen, London, Santander and Verona. 

Thee criteria used to identify study centres were similar to those employed in other European 

researchh consortia: centres must have experience in health services research, mental he-

althh epidemiology and development and cross-cultural adaptation of research instruments. 

Centress had access to mental health services providing care for local catchment areas. 



Centress were in countries that have a national mental health service providing community 

mentall health services. A geographical and cultural spread of centres across the European 

Unionn was required. 

Stud yy sampl e 

Patientss included in the sampling phase were adults aged 18-65 inclusive with any ICD-10 

diagnosiss from the range F20-F25. Administrative prevalence samples of people with these 

diagnosess were identified either from psychiatric case registers (in Copenhagen and Verona) 

orr from the caseloads of local specialist mental health services (in-patients, outpatients and 

community).. Patients needed to have been in contact with mental health services during 

755 the three-month period preceding the start of the study. Thus, administrative prevalence 

sampless of people with a clinical diagnosis in the schizophrenia spectrum were used in each 

sitee as a first sampling frame. In a second step cases identified were diagnosed by staff on 

thee basis of case notes and clinician information using the Item Group Checklist (IGC) of 

thee Schedules for Clinical Assessment in Neuropsychiatry (20). Only patients with an ICD-

100 F20 research diagnosis were included in the study. The exclusion criteria were: current 

residencee in prison, secure residential services or hostels for long term patients; the presence 

off co-existing learning disability (mental retardation), primary dementia or other severe 

organicc disorders; and the patient having extended in-patient episodes lasting longer than 

onee year. These criteria were chosen in order to minimise differences between sites due to 

variationn in the population of patients in long-term institutional care, and to concentrate 

onn those in 'active' care by specialist mental health teams. The number of patients finally 

includedd in the study varied from 52 to 107 per site. A total of 404 patients were included. 

Forr further details see Becker et al (13). 

Regardingg caregivers all patients were asked to name a relative or other significant person 

withh whom he or she was in contact and who could complete the Involvement Evaluation 

Questionnairee (IEQ). If such a person was identified the patient gave written informed 

consentt to contact him or her. The IEQ was either sent by mail or handed over to the ca-

regiverr depending on the local research conditions. In 29% of all cases it was not possible 

too obtain a completed IEQ. This was mainly caused by the fact that 30 % of the patients 

weree living alone and did not have regular contact with relatives or significant others. In 

Amsterdamm and Copenhagen, where more patients live alone than in the other sites, at-

trit ionn was highest (41%). Only a few patients refused to mention a relative. The second 

reasonn was non response of caregivers. Of those caregivers who received an IEQ about 

15%% were non responders. The final number of respondents who completed the IEQ ranged 

fromm 30 (Copenhagen) to 78 (Santander), with a total of 285. Patients for whom a caregiver 

completedd an IEQ were on average younger (44,0 vs. 40.4, df = 397, p < .01), had more 

yearss of education (10.5 vs. 9.9, t = 2 . 1 , df = 397, p= .03), and more often lived with a 

partner,, relatives or others (chi2 = 19.8, df = 3, p< .01). No differences were found on sex, 

maritall status, psychiatric history, current psychiatric status, current symptoms (BPRS), 

sociall functioning (GAF), ethnicity and employment status. 

Ins t rument s s 

TheThe Involvement Evaluation Questionnaire 

Thee IEQ (EU-version) (19) is an 81-item questionnaire that is completed by the caregiver. 

Wee used two modules: 15 items containing socio-demographic and contact variables and 

thee 31-item core module of the IEQ. The items of the IEQ core module pertain to the en-

couragementt and care that the caregiver has to give to the patient, to personal problems 



betweenn patient and caregiver and to the caregiver's worries, coping and subjective burden. 

Itemss are scored on a 5-point Likert scale (never, sometimes, regularly, often and always). 

Factorr analysis showed that 27 items can be summarised in four distinct domains: 

1.1. Tension (9 items): refers to the strained interpersonal atmosphere between patients and 

relatives s 

2.2. Worrying (6 items): covers painful interpersonal cognitions, such as concern about the 

patient'ss safety and future, general health and health care 

3.3. Supervision (6 items): refers to the caregiver's tasks of guarding the patient's medicine 

intake,, sleep and dangerous behaviour 

4.4. Urging (8 items): refers to activation and motivation; for instance stimulating the patient 

too take care of him/herself, to eat enough and to undertake activities. 

Twoo items cover more than one domain. The IEQ domains have been found to have sub-

stantiall to high reliability (13). 

TheThe Camberwell Assessment of Need 

Thee CAN (EU-version) (16) is a structured interview that measures needs for care on 22 life 

domains.. Both a clinical and a research version of the CAN are available. In this study the 

researchh version was used. For each of the 22 life domains the patient is asked whether in 

thee past four weeks there was a problem (need) or no problem (no need). When there is 

noo need or problem on a particular life domain the interviewer goes to the next domain. 

Iff there is a problem the patient is asked whether adequate formal or informal care was 

received.. If that was the case the interviewer scores a met need. If no care was received 

orr the received care was inadequate according to the patient an unmet need is scored on 

thatt particular life domain. In case of a need for care on a particular domain of the CAN 

thee patient is also asked about the amount of informal care received, the amount of help 

receivedd from mental health services and about satisfaction with the amount and kind of 

help.. Three summary scores can be computed: the total number of needs, the total number 

off met needs and the total number of unmet needs. A total score is computed if an interview 

containss at least 18 valid items. The 22 domains can also be grouped in five dimensions 

(CANN manual, Research version 3.0-E): 

A.BasicA.Basic (3 domains): accommodation, food and daytime activities 

B.HealthB.Health (7 domains): physical health, psychotic symptoms, psychological distress, safety 

too self, safety to others, alcohol and drugs 

C.SocialC.Social (3 domains): company, intimate relationships and sexual expression 

D.FunctioningD.Functioning (5 domains): looking after the home, self care, child care, education and 

money y 

E.E. Services (4 domains): information, telephone, transport and benefits 

Thee CAN-EU has good inter-rater and test-retest reliability (16). 

Analyse s s 

Totall number of needs and total number of met and unmet needs were assessed for all 

2855 cases. Next a three-step approach was used to assess the relationship between needs 

forr care of patients and consequences for their informal caregivers. The first step starts 

att a global level and each following step is at a more detailed level. First, the relationship 

betweenn total number of (unmet) needs and the four IEQ domains ('tension', 'worrying', 

'supervision'' and 'urging') was investigated by four separate linear regression analyses 



withh the IEQ domains as dependent variables and the total number of (unmet) needs as 

independentt variable. 

Secondly,, the relationship between IEQ domains and different types of needs for care was 

analysed,, using the five dimensions of the CAN. For each of these five dimensions a variable 

wass constructed with three levels: 1. 'no need' (no need was scored on any of the domains 

withinn the dimension), 2. 'met need' (one or more met needs but no unmet needs on the 

domainss within the dimension) and 3. 'unmet need' (at least one unmet need on the do-

mainss belonging to the dimension). General Linear Model analyses were performed with IEQ 

domainss as dependent variables, and each CAN dimension as independent variable. Partial 

7 88 eta2 values were used as estimates of effect size. The CAN domain 'psychotic symptoms' 

(belongingg to the Health dimension) was excluded from these analyses, because almost all 

patientss expressed a need for care in this respect and the majority received anti-psychotic 

medication. . 

Finally,, we investigated the relationship between the four IEQ domains and the actual amount 

off informal care given according to the patient. For each dimension a score for informal care 

wass calculated by adding up the amount of informal care scored for each domain within that 

dimension.. Spearman correlations were calculated to quantify the relationship between the 

totall number of CAN domains on which informal care was received by the patient and IEQ 

domainn scores. Linear regression analyses were used to predict IEQ domain scores from 

thee actual level of informal care given according to each CAN dimension. 

Too account for the multi centre character of the data, 'site' and interactions between 'CAN' 

andd site were incorporated in all analyses. When interactions were not significant, interaction 

termss were excluded from the final models. 

5.33 Result s 

Descriptio nn of th e need s fo r car e of pat ient s 

Tablee 5.1 gives an overview of the 22 domains of the Camberwell Assessment of Need for 

thee 285 patients with a caregiver that completed the IEQ. Met needs (problems for which 

adequatee help is received from either formal or informal caregivers) most often existed on 

thee domains 'psychotic symptoms', 'psychological distress', 'looking after the home', and 

' information'.. Unmet needs (problems with no or inadequate help from either formal or 

informall caregivers) were most often reported on the domains 'psychotic symptoms', 'day-

t imee activities', 'company' and 'psychological distress'. Grouping together the 22 domains of 

thee CAN in five dimensions, between 25 % (Social) and 36 % (Functioning) of the patients 

reportedd at least one met need but no unmet needs on these dimensions. The existence 

off at least one unmet need on the dimension level was reported for 19 % (Functioning) to 

3 1 %% (Social) of the patients. 



TableTable 5.1 PrevalencePrevalence of met and unmet needs for care (N=285) 

CAN N 

Dimension n 

Basic c 

Health h 

Social l 

Functioning g 

Services s 

Domain n 

ddy t imee activit ies 

accommodat ion n 

food d 

psychoticc symptoms 

psychologicall distress 

physicall health 

safetyy to self 

drugs s 

safetyy to others 

alcoho o 

company y 

in imatee relations 

sexuall expression 

money y 

basicc educat ion 

childcare e 

selff care 

lookingg after home 

in format ion n 

welfaree benefits 

t ranspor t t 

te lephone e 

Mett Need 

°.'o" °.'o" 

32 .9' ' 
22.0 0 
14.3 3 
23.1 1 
3 4 . 3' ' 
68.2 2 
29.9 9 
18.3 3 

6.3 3 
1.1 1 
5.3 3 
3.9 9 

24.6" " 
23.1 1 
11.0 0 

5.5 5 
36.4" " 
22.3 3 
10.5 5 

3.4 4 
10.5 5 
25.1 1 
33.2* * 
24.2 2 

7.5 5 
14.8 8 

2.1 1 

Unmett Need 

% % 
2 1 . 3" " 
20.3 3 

2.1 1 
2.1 1 

2 5 . 2" " 
21.2 2 
14.8 8 
6.0 0 
4.6 6 
2.1 1 
1.8 8 
1.1 1 

3 0 . 9" " 
19.9 9 
12.8 8 
9.6 6 

1 8 . 5" " 
8.8 8 
3.9 9 
3.8 8 
3.5 5 
2.8 8 

26.9** * 
14.1 1 
10.7 7 

6.3 3 
2.8 8 

79 9 

%% of people with at least one met need and no unmet needs on the domains within the dimension 
%% of people with at least one unmet need on the domains within the dimension 

Characteristic ss of th e caregiver s 

Inn table 5.2 characteristics of the caregivers that participated in the study are described. 

Thee majority of the respondents are women, most respondents are married and are family 

memberss of the patient (mostly father / mother). In 57 % of the cases, the patient was 

partt of the household of the caregiver. 

O O 
3; ; 
N" " 
O O 
o o 
3" " 
-i -i 
ft ft 
3 3 



TableTable 5.2 Characteristics of caregivers (N=285) 

8 0 0 

Characteristic s s 

Gender r 

Civill status 

Livingg situation 

Householdd number 

Relationshipp with patient 

Patientt part of household 

Weeklyy contact (hours) 

Female e 

Single e 
Married d 
Divorced d 
Widowed d 

Livee alone 
Withh spouse / children 
Parentt / siblings 
Relatives s 
Friends s 
Other r 

2 2 
3 3 
4 4 
5 5 

>5 5 

Motherr / father 
Daughterr / son 
Sisterr / brother 
Otherr relative 
Wifee / husband 
Friend d 
Other r 

<< 1 
11 - 4 
5 - 8 8 
9 - 1 6 6 
17-32 2 
>> 32 

0 / / 

68.5 5 

15.9 9 
60.3 3 

7.6 6 
16.2 2 

13.2 2 
72.8 8 

8.7 7 
1.7 7 
0.7 7 
2.8 8 

33.5 5 
25.8 8 
22.6 6 
10.1 1 

8.0 0 

47.4 4 
5.9 9 

23.5 5 
2.4 4 

13.1 1 
5.2 2 
2.4 4 

57.4 4 

13.9 9 
17.4 4 

7.8 8 
7.5 5 
5,0 0 

48.4 4 

Predictio nn of caregive r consequence s by th e tota l numbe r o f pat ient ' s need s 

Tablee 5.3 shows the results of the regression analyses in which the four IEQ domain scores 

weree predicted by the total number of needs for care and the total number of unmet needs 

forr care. To compensate for multiple testing the significance level was set at 0 .01 . The total 

numberr of needs made a significant contribution to the prediction of tension, worrying and 

urging.. However, the percentage of explained variance was at most 9 % (for the IEQ domain 

Urging).. The total number of unmet needs for care of patients did not predict caregiver 

consequencess better than did the total number of needs for care (5% explained variance at 

most).. No significant interaction effect between needs for care and site was found at a 0.01 

significancee level. These results indicate that either needs for care is not a good indicator 

off consequences experienced by caregivers, or the overall level of needs is too imprecise a 

measuree to predict caregiver consequences. 



TableTable 5.3 Relationship between caregiver consequences (IEQ domains) and total num-

berber of needs and unmet needs for care * 

IEQQ domai n Tota l Needs Tota l Unme t Needs 

R22 change 6** p (F change)1"* R2change 13** p (F chdiige) 

Tension n 

Worrying g 

Supervision n 

Urging g 

0.029 9 

0.039 9 

0.023 3 

0.091 1 

0.173 3 

0.202 2 

0.155 5 

0.307 7 

0.005 5 

0.000 0 

0.014 4 

0.000 0 

0.030 0 

0.027 7 

0.049 9 

0.042 2 

0.005 5 

0.168 8 

0.225 5 

0.209 9 

0.176 6 

0.002 2 

0.000 0 

0.001 1 

ResultsResults of multiple lineair regression analyses. To compensate for multiple testing significance levels 
werewere set to p = 0.01. Results in bold indicate significance levels of p < 0.01 for the F change of 
'needs'. 'needs'. 
BB values refer to a regression model in which 'site' was entered first. Interactions of 'needs' and 'site' 
werewere initially included. Since there were no significant interaction effects on a p< 0.01 level, no 
interactioninteraction terms were included in the final model. 
FF change significance levels refer to the amount of explained variance of IEQ domains added by 'needs' 
whenwhen 'site' was already in the model. 

Relationshi pp betwee n caregive r consequence s an d patient ' s need s fo r car e on f iv e 

dimension ss o f th e CAN 

Tablee 5.4 contains results of the GLM analyses, with the 22 CAN domains grouped in the five 

dimensions.. For each of the five CAN dimensions average scores on the four IEQ domains 

aree shown. Results in bold indicate a significant difference between the 'no need' group, 

thee 'met need' group and the 'unmet need' group on a particular CAN dimension, control-

ledd for 'site'. Significant group differences were found for eight comparisons on a p< 0.01 

significancee level. Most of the significant differences were found for relatives of patients with 

andd without (unmet) needs within the CAN Health dimension. No significant differences in 

caregiverr consequences were found for relatives of patients differing in needs level on the 

CANN dimensions Services and Social. 

Forr seven out of eight significant comparisons, differences in average scores on IEQ domains 

weree in the expected direction, i.e. relatives of patients with an unmet need within a CAN 

dimensionn scored highest on IEQ domains (experienced more caregiver consequences) 

whilee relatives of patients without any need scored lowest in the particular CAN dimension. 

Howeverr again effect sizes of these comparisons appeared to be small. Partial eta2 coef-

ficientss varied from 0.03 to 0.07. One significant interaction effect between Basic needs for 

caree and 'site' was found for the dependant variable Urging. 

81 1 



8 2 2 

TableTable 5.4 Relationship between caregiver consequences (IEQ domains) and different areas of 

needsneeds for care (CAN domain)" 

CANN dimensio n IEQ domai n (m ) 

Basic c 

Health h 

Social l 

Functioning g 

Services s 

noo needs 
onee or more 
onee or more 

noo needs 
onee or more 
onee or more 

noo needs 
onee or more 
onee or more 

noo needs 
onee or more 
onee or more 

noo needs 
onee or more 
onee or more 

mett needs 
unmett needs 

mett need 
unmett needs 

mett need 
unmett needs 

mett need 
unmett needs 

mett need 
unmett needs 

Tension n 
(NN = 248) 

5.49 9 
5.05 5 
5.94 4 

3.94 4 
6.37 7 
6.63 3 

4 .79 9 
5.27 7 
6.48 8 

5.14 4 
5.80 0 
5.44 4 

5.10 0 
5.70 0 
5.44 4 

Worrying g 
(NN = 2 8 5 ) " 

8.47 7 
10.16 6 
11.20 0 

9.15 5 
9.43 3 

10.60 0 

9.20 0 
8.84 4 

10.89 9 

8.47 7 
10.79 9 
10.06 6 

8.20 0 
11.17 7 

9.75 5 

Supervision n 
(NN = 245) 

2.15 5 
1.99 9 
3.19 9 

1.75 5 
2.26 6 
3.34 4 

2.09 9 
1.87 7 
2.94 4 

2.21 1 
2.37 7 
2.48 8 

1.99 9 
2.75 5 
2.29 9 

Urging g 
(N=248 8 

6.31 1 
8.50 0 
8.65 5 

6 .31 1 
7.89 9 
9.00 0 

7.00 0 
7.67 7 
8.23 3 

5.84 4 
8.51 1 
9.67 7 

6.25 5 
8.20 0 
8.62 2 

TheThe table shows results of ANOVA General Lineair Models analyses with IEQ domains as 
dependantdependant variables and CAN dimension as independent variables. Results In bold indicate 
significantsignificant differences between the groups on a p < 0.01 significance level. Partial eta2 values 
givengiven below regard all comparisons with significant group differences for 'needs' and interaction 
effectseffects of 'needs' and site' on a p<0.01 level: 

BASIC-Worrying:BASIC-Worrying: p<0.005, Eta2 0.037; BASIC - Urging: p<0.006, Eta2 0.043; Interaction Center -
BASIC:BASIC: p<0.001, Eta2 0.103; 
HEALTHHEALTH (exclusive) - Tension; p<0.000, Eta2 0.066; HEALTH - Worrying: p< 0.002, Eta2 0.045; 
HEALTHHEALTH - Supervision: p < 0.003, Eta2 0.047; HEALTH - Urging: p < 0.009 Eta2 0.038; 
FUNCTIONINGFUNCTIONING - Worrying: p < 0.005, Eta2 0.037; FUNCTIONING - Urging: p < 0.000, Eta2 0.069; 

TheThe IEQ domain 'worrying' was completed by all subjects, whereas the other three domains 
wherewhere only completed by caregivers who had had more than 1 hour weekly contact with the 
patientpatient during the last month. 

Predictio nn of caregive r consequence s by th e leve l of informa l car e 

Spearmann rank correlations between the total level of informal care (the number of CAN 

domainss on which patients mentioned to actually receive informal care) and caregiver con-

sequencess ranged from 0.20 (IEQ domain Tension) to 0.40 (IEQ domain Urging). In table 

5,55 results of a linear regression analysis are shown with the level of actual informal care 

receivedd according to patients on a dimension level as a predictor of caregiver consequences. 

Althoughh both 'site' and the 'site' by ' informal care'-interaction were taken into account, the 

tablee only shows the explained variances of informal care on caregiver consequences. In 

tenn analyses a significant proportion of variance of caregiver consequences was explained 

byy patient's estimation of the amount of informal care. The IEQ domain Urging was best 

predictedd by the CAN dimensions, in particular by the dimensions Basic and Functioning 

(R22 = 0.11 and R2 = 0.15 respectively). No significant interaction effects between level of 

informall care and 'site' were found. 



TableTable 5.5 Relationship between caregiver consequences (IEQ domains) and actual informal care 
asas scored on the CAN'. 

I E QQ doma i n 

W o r r y i n gg Superv is io n Urg in g 
22 change 

0.026 6 

0.000 0 

0.025 5 

0.015 5 

0 .031 1 

pp (Fchange) 

0 . 0 0 3 3 

0.697 7 

0 . 0 0 3 3 

0.022 2 

O.OOl l 

R22 change 

0.006 6 

0.002 2 

0.049 9 

0.006 6 

0.027 7 

pp (Fchange) 

0.210 0 

0.516 6 

0 . 0 0 0 0 

0.223 3 

0.008 0.008 

R22 change 

0.107 7 

0.013 3 

0.041 1 

0.149 9 

0.082 2 

pp {Fchang 

0 . 0 0 0 0 

0.068 8 

0 . 0 0 1 1 

0 . 0 0 0 0 

0 . 0 0 0 0 

RR22changechange and p (R2change)-values in the table refer to the explained variance of the level of informal 
carecare on a dimension level. 

5.44 Discussio n 

Wee investigated the relationship between needs for care as assessed by patients with schi-

zophreniaa and caregiver consequences as assessed by their informal caregivers. First, we 

foundd that higher levels of patient needs are indeed related to higher levels of caregiver 

consequencess or caregiver burden. Secondly, some types of patient needs are better pre-

dictorss of caregiver consequences than others. These consequences are in particular related 

too Health needs, Basic needs and Functioning needs, but not to patient's Social needs and 

Servicess needs. The distinction between met and unmet needs did not seem to be of in-

fluencee in this regard. Thirdly, of the four caregiving domains studied Worrying and Urging 

weree more related to the level of (met and/or unmet) needs than the domains Tension and 

Supervision.. Finally this study showed that the amount of informal care patients mention 

too receive from their informal carers is modestly related to the real caregiver consequences 

mentionedd by the informal carers. The relationships found, although statistically significant, 

weree only weak in terms of explained variance. This indicates that differences in patient 

needss as assessed with the CAN only explain a limited fraction of differences in caregiver 

consequencess as assessed with the IEQ. 

Ann unmet need according to the CAN is a serious problem on a particular life domain due to 

aa lack of (adequate) intervention. An unmet need of the patient indicates that the informal 

caree system is not capable or able to meet the particular need of the patient and that the 

needd is not provided for by services. A high number of unmet needs in this regard may 

reflectt a lack of involvement (or amount of contact) of the relative or friend with the pa-

tient.. In the latter case, we would expect no or only a minor relationship of patient's needs 

withh consequences as Worrying or Tension. This however was not the case. The informal 

caregiverr does worry about the patient, in spite of (or perhaps even due to) the modest 

amountt of contact. 

Althoughh the actual amount of informal care received (as perceived by the patient) was 

onlyy a slightly better predictor of caregiver consequences than the subjective needs of the 

patient,, the explained variance was modest here as well. This actual level of informal care 

inn particular explained the IEQ domain Urging. This is not too big a surprise since actual 

informall care on many domains within the CAN is likely to take the form of urging patients 
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too participate in healthy behaviours, such as healthy eating, self care, daily activities etc. 

Onn a more global level Tucker et al. (21) found a Spearman rank correlation of 0.45 bet-

weenn the total number of domains where informal help was given and negative caregiver 

consequencess as rated on the Experience of Caregiving Inventory. Correlations in our study 

weree somewhat lower, but again highest for the IEQ domain Urging (r = 0.40). 

Howw can we explain the modest relationships between patient's needs for care and caregiver 

consequencess found in this study? What do these findings tell us about the relationship 

betweenn the concepts and / or about the particular measures used in this study? First, the 

factt that the assessment of needs for care was done by patients themselves might be an 

g 44 important factor in this regard. Although scoring of the needs is performed by a trained 

interviewer,, the scores are based on information given by the patient, regarding the amount 

off help needed and the amount of help received on different life domains. When the needs 

off patients would have been scored by professional caregivers or by relatives themselves, 

thiss may have resulted in a different need profile. Slade et al. (22) reported that needs 

aree very often assessed differently by staff and patients, which has implications for the as-

sessmentt of needs in clinical practice. Patients and professionals may not agree whether a 

needd for care exists at all on a certain life domain or whether adequate care is received on 

thatt domain. Decreased insight in illness and required help on certain life domains might 

bee an important factor in this respect. Second, indications of informal care as addressed 

inn the CAN are directed at the total informal care network of the patient. This means that 

patientss may also have received help from other informal caregivers than the person who 

completedd the IEQ. Third, the IEQ focuses on consequences resulting from specific problems 

orr problematic behaviours of patients that may be considered as burdensome for care-

givers.. The content of the domains addressed in the CAN and the IEQ domains 'overlap' in 

somee areas, but to a lesser extent in others. For example aspects related to basic self care 

andd health (i.e. physical health, mental health, and dangerous behaviours) are specifically 

addressedd in the IEQ. Problems regarding the social life of the patient on the other hand 

aree less well addressed. This could also explain why no significant differences were found 

betweenn consequences reported by caregivers of patients with and without a need for care 

withinn the Social dimension. 

Too what extent informal caregivers participate in caregiving behaviours and the impact this 

hass on their lives has been found to depend not only on the actual caregiving situation, but 

alsoo on characteristics of the caregiver and their perception or appraisal of the caregiving 

situationn (23). The emotional involvement of the caregiver with the patient, his or her coping 

stylee as well as other personality characteristics are likely to influence the extent to which 

caregiverss feel up to their (more objective) role and the extent to which they feel burdened 

byy it (24). The extent to which caregivers focus on difficult issues or problem behaviours as 

welll as their sense of mastery (25,26) were found to be important predictors of burden and 

psychologicall wellbeing. Several studies that focused on the relationship between caregiver 

burdenn and coping style indicate that particular coping styles are associated with higher 

burden;; caregivers using coping styles that involve elements of 'collusion', 'criticism/coer-

cion',, 'overprotectiveness', 'emotional over-involvement' and 'resignation' were found to 

havee higher levels of carer burden (27). Problem-focused coping styles seem to be more 

effectivee in regulating caregiver distress than avoidant coping strategies (24). 

Togetherr with the more objective characteristics and the appraisal of the caregiving situation, 

caregiverr coping and burden was found to be associated with the social support system 

off the caregiver (28,29,30). These studies suggest that therapeutic effort may be focused 



nott only on providing information and focusing on effective coping strategies, but that also 

attentionn may be needed for increasing caregivers' social network and social support, as 

thiss may have diminished for caregivers as well as for the patients. 

Methodologica ll  implication s 

Forr our study we used the five dimensions of the Camberwell Assessment of Need. In most 

previouss studies using the CAN, only the total number of (met or unmet) needs for care 

wass used. The advantage of using the CAN on a dimensional level is that it gives more de-

tailedd information about which areas of needs for care are the most relevant (in our case 

ass predictors of consequences for informal caregivers). An alternative would be to use all 

thee individual 22 domains of the CAN. This would lead, however, to numerous compari-

sons.. Using the CAN on a domain level also has the disadvantage that there are many life 

domainss where very few people indicate a need for care. Grouping the 22 domains in five 

dimensionss and creating 'dimension scores' is a way to solve this problem: all needs are 

takenn into account, and it provides us with more detailed information than taking only the 

totall number of needs. 

Ass this study was conducted in five European countries, in all analyses regarding the rela-

tionshipp between patient's needs for care and consequences for relatives, 'site' was taken 

intoo account. In two former studies (9, 12) it was found that patterns of caregiver con-

sequencess as well as patterns of patient's needs for care differed for the sites where this 

studyy took place. For that reason 'site' was included as a variable in all models, to control 

forr confounding and possible interactions of site in the relationship between needs for care 

andd caregiver consequences. We did not find many interaction effects however. For every 

interactionn effect that we found, the relationship between the CAN and IEQ was inspected 

inn more detail for each of the five sites. From these more detailed analyses no consistent 

andd interpretable patterns emerged however. 

Clinica ll  implication s 

Inn conclusion this study has shown that needs for care as assessed by patients give us 

somee but limited information about caregiving consequences. In particular the caregivers 

activityy to urge the patient has a relationship with needs for care. Results from other studies 

suggestt however that other factors are likely to be more important indicators of burden on 

thee informal care system than are subjective needs for care as perceived by patients. If 

professionall caregivers want to reduce informal caregiver burden they should concentrate 

onn Health, Basic and Functioning needs but they should realise that reducing patient's 

symptomss and the total amount of contact between patient and caregiver may have more 

impactt than reducing needs for care, as was shown in other studies (10). 
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