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Chapterr  1 

Thee development of the IEQ: A historical overview 



AA historical overview 

Introduction n 

Thiss thesis describes the development and psychometric testing of the 
Involvementt Evaluation Questionnaire (IEQ), an instrument to assess the 
consequencess of severe mental illness for the caregivers, mostly family 
members,, of patients suffering from these illnesses The development of the IEQ 
startedd in 1986 when an instrument measuring caregiver consequences was 
neededd for a study in which full-time psychiatric hospitalisation was compared 
withh psychiatric day treatment (Schene, 1992). It concerned one of the first Dutch 
experimentss with partial hospitalisation in psychiatry. 

Thiss chapter contains an outline of the deinstitutionalisation process and the 
growingg emancipation of caregivers, the emergence of family organisations in 
psychiatry,, new visions on the roles caregivers play in relation to their relatives, 
andd the need to study the caregiver consequences of psychiatric illnesses, 
whichh led to the development of the IEQ. Due to the fact that the IEQ has had 
severall versions and adaptations over time, a brief historical overview of this 
developmentt will be given, starting in 1987 with the construction of the first 
Dutchh instrument to assess caregiver consequences, and ending in 2000 with 
thee last adaptations on the final IEQ European Version. 

AA growing interest in caregivers 

Sincee the early 1970s, in many Western countries there has been a growing 
interestt in the role of caregivers of psychiatric patients. This was partly due to 
thee start of the deinstitutionalisation of psychiatric care. Relatives of patients 
claimedd that deinstitutionalisation caused disproportionately heavy burdens for 
them,, since they (in many cases again) had to care for their ill loved ones 
(Schenee & van Wijngaarden, 1995a). This deinstitutionalisation movement 
coincidedd with a number of other societal developments. One of those were the 
manyy emancipation and individualisation processes that started in the 1960s. 
Severall (minority) groups began to draw attention to their position in society. 
Womenn were claiming equal rights, a youth subculture was emerging with its 
ownn rules, music, and dress codes, and coloured people and homosexuals 
weree opposing discrimination. Also in psychiatry an emancipation movement 
amongg patients and their caregivers emerged (Wennink, 1998) This 
combinationn of deinstitutionalisation and emancipation led in many countries 
too the foundation of family self-help organisations, some already in the 1960s, 
suchh as France's Unite Nationale des Amies et des Families des Malades 
Mentaux,, some in the 1970s, such as the National Schizophrenia Fellowship in 
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Chapterr 1 

Greatt Britain and the National Alliance for the Mentally III in the United States, 
andd others in the 1980s, such as the Bundesverband der Angehöngen 
Psychischh Kranker in Germany (Schene & van Wijngaarden, 1995a). In 1997 at 
leastt 35 countries had one or more family organisations (Johnson, 1997). 

Thee first family organisation in The Netherlands was founded in 1984. It started 
withh a feminist meeting in a Rotterdam public library, where women were 
invitedd to talk about important issues in their lives. It appeared that a number of 
thesee women were dealing with children who suffered from psychiatric illness, 
andd wanted to folk about the problems they met in caring for them. This 
observationn led to the foundation of a self-help group for mothers of psychiatric 
patients.. Later also the fathers joined in, and the family organisation Ypsilon 
wass founded (Dercksen & van 't Hof, 1996). The organisation was named 
Ypsilon,, because the letter 'Y' (ypsilon in Greek) plays a marginal role in the 
Dutchh language, just like the marginal role patients with psychosis play in 
society.. The first members were very dissatisfied about the treatment patients 
received,, and the way parents were blamed for causing their child's illness. 
Thesee relatives demanded good care for their children and rehabilitation for 
themselves.. Over the years, Ypsilon's aims have not changed much. The 
organisationn brings relatives in contact with each other, offers them the 
possibilityy to exchange experiences, gives them support and information, and 
helpss them to cope with their problems, their feelings of guilt, and stigma 
(Dercksenn & van 't Hof, 1996; Schene & van Wijngaarden, 1993a, 1995a). 

Althoughh the position of patients, relatives and other caregivers has improved 
overr the years, Ypsilon is still growing, from 2,700 members in 1991 to 4,000 in 
1993,, and 7,000 in 2003. The issue of caregiving in case of physical diseases, 
addictionn and psychiatry is also still a point of discussion, at least in The 
Netherlands.. The ongoing deinstitutionalisation process, cutbacks in the 
fundingg of medical care, and shortages of trained nurses and other 
professionalss have led to a further substitution from professional care into 
informall care, and policy makers and health insurance companies are looking 
forr ways to support these informal caregivers. Two recently published reports 
stresss the societal and political importance of informal caregiving. One report, 
writtenn for the Dutch Health Care Insurance Board, focuses on the recent 
developmentss in caregiving and the effects of caregiving on the treatment of 
patientss suffering from psychiatric illness or addiction (Geelen, 2003). The other 
report,, written for the Dutch Social and Cultural Planning Office, focuses on all 
informall carers in The Netherlands, including those of patients with somatic 
diseases,, and deals with the cost of informal care, the effects of informal care 
onn the take-up of professional health services, and the need to provide support 
amongg the providers of informal care (Timmermans, 2003). 

Thee emancipation process of psychiatric patients and their carers has been 
accompaniedd by a new perception of the roles of relatives and others involved. 
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AA historical overview 

Inn stead of solely being considered as the instigators of psychiatric illness, 
especiallyy schizophrenia, caregivers were considered to play a set of mutually 
connectedd roles. The first role is that of the caregiver, someone who cares for a 
lovedd one, who gives support and protection, and who wants the best 
professionall help for their relative. The second role is that of the 'victim', 
someonee who has to cope with the consequences resulting from caregiving, 
suchh as feelings of guilt, stigma, fears and worries, household disruptions as a 
resultt of patient's behaviour, or being cut off from own social contacts and 
activitiess (Schene & van Wijngaarden, 1995b). These two roles are the ones that 
familyy organisations mainly focus on. 

AA third role refers to the effects the emotional attitudes of caregivers themselves 
cann have on the functioning of the patients, and on the course of psychiatric 
illnessess A well-known construct in this context is Expressed Emotion, which 
cann be defined as a set of family behaviours directed towards the patient. This 
sett consists of criticism, hostility, emotional overinvolvement, warmth, and 
positivee attitudes. Studies showed that in high EE families, where one or more of 
thee first three attitudes dominate, there is a more than three time higher chance 
onn relapse than in low EE families, and in fact EE turns out to be a better 
predictorr of relapse than any other disease or environmental characteristics 
(Kavanagh,, 1992; Linszen et al., 1996, 1997; Parker & Hadzi-Pavlovic, 1990). 
Thesee and other similar findings led to the development of psycho-education 
programss and family interventions in order to assist caregivers in obtaining a 
betterr understanding of the illness, and to help them to cope better with the 
(stress)) of the disease. The goals of these interventions are informing caregivers 
onn the incomprehensible and frightening aspects of psychiatric illnesses, 
loweringg family EE in order to prevent relapse, and learning new strategies to 
copee with psychiatric illness (Falloon etal., 1985; Goldstein etal., 1978; Leff etal., 
1982;; Linszen, 1993; Tarrier et al., 1988). 

Thee need for an instrument 

Inn response to deinstitutionalisation and emancipation processes in society, 
professionalss also on a scientific level began to stress the importance of the 
sociall environment of patients with severe mental illness, and the 
consequencess caregiving could have for patients' relatives (Schene, 1986). To 
studyy these consequences several instruments have been developed since the 
1960s,, most of them in the United States and Great Britain. The need for a Dutch 
instrumentt to assess caregiver consequences arose when, in 1986, a study 
wass prepared in which full-time psychiatric hospitalisation was to be compared 
withh day treatment or partial hospitalisation. Although it was expected that the 
latter,, compared with full-time hospitalisation, would lead to better outcomes 
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onn social functioning, quality of life, and sense of mastery (Schene et al., 1993), 
theree also were concerns about the fact that family members or other 
caregiverss would have to continue caring for their ill relatives. Patients would 
spendd their evenings and weekends at home, and the question was to what 
extentt caregivers would experience consequences that could counteract the 
expectedd positive effects of partial hospitalisation (Schene et al., 19931. Since 
nonee of the instruments developed elsewhere were translated in Dutch, and 
alsoo no original Dutch research instrument was available, it was decided to 
developp one. 

Thiss scientific interest in studying caregiver consequences paralleled the growth 
(andd growing influence) of the family movement in The Netherlands, and the 
developmentt of the instrument was done in the context of these developments 
inn society. It was decided not just to focus on a suitable instrument but to also 
givee a broad description of the concept of caregiver consequences (or family 
burden).. An extensive literature search done in 1986 was published in a book 
withh the objective to inform scientists, as well as policy makers, professional 
andd patient's relatives (Schene, 1986). 

Thee instrument developed for the study on partial hospitalisation, which was 
namedd the Burden on the Family Scale (BOF: Schene, 1987), was based on the 
literaturee search, and covered a broad range of caregiver consequences in a 
targett group of patients with mixed psychiatric disorders, in particular 
psychosis.. It focused solely on relatives or other caregivers who shared a 
householdd with the patient. The results of the study showed that the emphasis 
onn only household members limited the applicability of the BOF. In The 
Netherlands,, patients frequently live on their own in their own houses (van 
Wijngaardenn et al., 2003), but they often still spend a considerable amount of 
timee with their relatives. In these cases where also (a lot of) caregiving takes 
place,, the consequences of caregiving could not be assessed. 

Thiss limitation and the other results from the partial hospitalisation study led to 
aa series of adapted versions of the instrument. First, psychometric less optimal 
itemss were deleted, and other items were rephrased in such a way that they 
coveredd the caregiver consequences resulting from severe mental illness for 
caregiverss who had at least one hour per week contact with the patient. This 
madee the instrument applicable for use in a broad range of situations. To 
furtherr broaden the scope, based on a new literature search, additional items 
weree added in order to make the instrument also applicable for use in samples 
off caregivers of patients with depression. These adaptations finally resulted in 
ann instrument, which was named the Involvement Evaluation Questionnaire 
(IEQ:: Schene & van Wijngaarden, 1992). This IEQ was tested in a study among 
10000 members of the family organisation Ypsilon. Factor analysis on the data 
fromm this study resulted in four sub-scales: tension, urging, worrying, and 
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supervisionn (Schene & van Wijngaarden, 1993a). In Appendix I the 1992 version 
off the IEQ is presented. 

Sincee 1992 there have been several adaptations of the IEQ (see Figure 1.1). The 
ma|orr adaptations concern: (1) a new scale structure (1996), based on a 
combinedd sample of caregivers of patients with psychosis or depression, (2) the 
Europeann (EU) IEQ versions of 1997, in which the original caregiver's distress 
itemss were substituted by the 12-item General Health Questionnaire IGHQ-12: 
Goldbergg & Williams, 1988), and the structure and lay-out of the questionnaire 
changedd (see Appendix II for the final 1997 IEQ-EU version), and (3) a new 
scoringg method was devised (2000). This means that papers and reports that 
weree published throughout the years are based on different versions of the IEQ. 
Althoughh the adaptations did not lead to large differences in results, reported 
dataa will vary across the papers that are referred to in this thesis 

Thiss thesis does not cover all versions of the IEQ. Studies on earlier versions, 
andd studies that used the old scale structure were published elsewhere, 
(Schene,, 1992: Schene & van Wijngaarden, 1993a, 1993b, 1994,1995a; Schene, 
vann Wijngaarden & Koeter, 1998; van Wijngaarden, Schene & Koeter, 1996). 
Thiss thesis mainly describes the research and developments since 1996. 
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Figuree 1 1 Development of the IEQ 
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Contentt of this thesis 

Developingg instruments is a process of ongoing testing, adapting, and learning 
overr the years. This process is reflected in the chapters of this thesis, that all but 
twoo are written as individual journal papers or book chapters. This means that 
besidess a certain redundancy in information, results sometimes are presented 
inn different ways. In the concluding chapter, however, all results will be 
reviewed,, and discussed in a uniform format. 

Chapterr 2 was written on request as an overview of the development and 
testingg of the IEQ. It describes the concept and domains of caregiver burden, 
andd summarises the bulk of research that has been conducted between 1986 
andd 2000. Some data presented in this chapter are discussed in detail in the 
otherr chapters of this thesis. 

Inn Chapter 3 the results of the reliability testing of the IEQ are presented. This 
studyy was done in five European countries (UK, Denmark, Italy, Spain, and The 
Netherlands)) using the 1997 EU-versions of the IEQ (Becker et al., 1999). This 
studyy focused on the caregivers of patients (mainly outpatients) with an ICD-10 
diagnosiss of schizophrenia. 

Inn the European study substantial inter-country variability in IEQ scores was 
found.. In Chapter 4 these differences between countries will be studied in 
detail,, with the objective to assess the validity, and especially the cultural 
validity,, of the five IEQ-EU language versions. 

Chapterr 5 focuses on the consequences for caregivers of patients with 
depression,, and the validity of the IEQ as an instrument to measure the 
caregiverr consequences of depression. The analyses are based on a study 
conductedd in 1994 in a sample of caregivers of mainly outpatients with 
depressionn This study was published in 1996 (van Wijngaarden, Schene & 
Koeter,, 1996). For this chapter the data were re-analysed using the 1996 scale 
structuree and 2000 scoring method. 

Inn Chapter 6 the results of the depression study are compared with the results 
off the European study on outpatients with schizophrenia. The main question 
posedd in Chapter 6 is in what sense the caregiver consequences of depression 
differr from caregiver consequences of schizophrenia. 

Inn Chapter 7 all available data on the validity, reliability and applicability of the 
IEQQ are discussed in detail. The results from the studies that were presented in 
thee other chapters of this thesis will be completed with the findings published in 
alll other papers and reports on the IEQ. Special attention will be given to the 
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contentt validity, the way concepts were translated into items that cover the 
caregivmgg domains, and the way the instrument was constructed. The chapter 
willl conclude with a discussion of the applicability of the IEQ, its limitations, and 
recommendationss for further development and research. 
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Introduction n 

Sincee the 1950's research has been done on the consequences that severe 
mentall illness like schizophrenia can have for the patients themselves, their 
families,, and others involved (Hatfield & Lefley, 1987, Schene, 1986). Many 
researcherss believed that the impact on families was increased by 
deinstitutionalisation.. Patients who would have been hospitalised in the past 
weree now treated in community-based programs. Their return to the 
communityy would impose a greater strain on their families and their 
surroundingss (Biegel, Milligan, Putnam et al., 1994). This belief was supported 
byy the rise of self-help family organisations that in many countries were 
foundedd in the early 1970s by relatives of psychiatric patients. On the one hand 
theyy felt burdened by the increase in care they had to provide, while on the 
otherr hand they felt that professionals neglected their needs. Many also had 
thee impression that they were blamed for being responsible for the patient's 
mentall health problems (Schene & van Wijngaarden, 1995). As a result of this 
increasingg interest in the consequences of mental illness for relatives, family 
burdenn became one of the outcome measures in mental health service 
evaluationn (Fenton, Tessier & Struening, 1979; Tessler, Killian & Gubman, 1987). 

Inn The Netherlands, deinstitutionalisation has not occurred on a scale 
comparablee to that in countries such as Great Britain, where the number of 
inpatientt beds decreased from 148,000 in 1954 to 65,000 in 1985 (Thornicroft & 
Bebbington,, 1989), or the United States, where the proportion of residential 
patientss per 100,000 inhabitants dropped from 339 in 1955 to 50 in 1986 
(Bachrach,, 1986). In contrast to these major reductions in number of beds, in 
Thee Netherlands the proportion of residential patients per 100,000 inhabitants 
onlyy dropped from 262 in 1955 to 147 in 1990. While on one hand a reduction 
wass achieved by discharging psychiatric patienls into the community, on the 
otherr hand mentally retarded, psychogeriatric, forensic, and chronic psychiatric 
patientss were transferred to facilities more appropriate to their needs, such as 
psychogeriatricc nursing homes, sheltered housing, and partial hospitalisation 
(Schenee & van Wijngaarden, 1995). 

Nott only was the scale of deinstitutionalisation different in The Netherlands, the 
processs also started several years later It lasted until the mid-1980s before a 
needd was felt for instruments to assess family burden. The need for family 
burdenn research originated from studies comparing traditional inpatient care to 
dayy care or outpatient care. In one of these studies, conducted at an academic 
hospitall from 1986 to 1990, psychiatric partial and full-time hospitalisation were 
comparedd on changes in psychopathology, interpersonal functioning, social 
functioning,, social network and social support, satisfaction with care, treatment 
duration,, medication consumption, and crises and calamities. It was expected 
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thaii the patients in the partial hospitalisation condition would have better 
outcomess on social functioning, quality ot life and sense of mastery (Schene et 
al... 1993). However based on the experiences abroad, it was also 
hypothesisedd that the presence of the patient at home might have 
consequencess for those sharing a household with the patient, because family 
memberss would need to care for their patients (Schene et al., 19931. Therefor, it 
wass decided to assess family burden as one of the outcome measures. 

Inn order to find a suitable instrument for this study a literature search and 
revieww was conducted that covered a period of more than forty years, starting 
inn 1946 with the study of Treudley who, as one of the first authors, introduced 
thee concept of burden (Schene, 1986; Schene, Tessler & Gamache, 1994]. No 
suitablee research instrument could be found. There were no instruments 
availablee in Dutch and instruments in other languages did not fit the 
researchers'' conditions (a self-administered questionnaire, short but covering 
thee concept, with a limited time frame and sensitive to change), or had not yet 
beenn validated properly (Schene et al., 1993) It was therefor decided to develop 
aa new instrument for the purpose of this study. 

AA first version of this instrument was produced in 1987; the Burden on the Family 
(BOF)) scale (Schene, 1987). It was used in several studies and, based on the 
experiencess of these studies, adapted several times. In 1992 these adaptations 
resultedd in the Betrokkenen Evaluatie Schaal (BES: Schene & van Wijngaarden, 
1992a],, followed in the same year by its translation in English, the Involvement 
Evaluationn Questionnaire (IEQ: Schene & van Wijngaarden, 1992b). The IEQ has 
sincee been translated in eight other languages and has become one of the 
mostt widely used instruments in Europe. In this chapter we will describe the 
developmentt of the instrument, the concepts on which it is based, its validity 
andd reliability, and its applicability and utility in practical research. Because 
Europee consists of several countries, each with its own languages and cultural 
characteristics,, differences between countries will be highlighted. 

Thee development of the Involvement Evaluation Questionnaire 

Familyy burden or caregiver consequences 

Thee consequences of mental illness for family members have been described 
inn different ways that have changed over time Treudley (1946) first used the 
termm 'burden on the family'. She referred to the consequences for those in close 
contactt with a severely disturbed psychiatric patient. Other descriptions used 
aree 'burden on the community' (Grad & Sainsbury, 1962), 'disturbance caused 
byy the patient' (Brown & Rutter, 1966), and 'the presence of problems, difficulties 
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orr adverse events, which affect the lives of psychiatric patients' significant 
others,, e.g., members of the household or the family' (Piatt, 1985). Subsequently 
'caregiving'' came to be considered to be a more appropriate term because it 
lackss the negative connotation of 'burden' or 'disturbance'. It covers all possible 
consequencess of mental disorders for family members, positive as well as 
negativee (Joyce, Leese & Szmukler, 2000, Szmukler, 1996). In this chapter we will 
usee the term 'caregiver consequences'. 

Consequencess of mental illness: domains 

Thee 1986 literature search revealed a large number of possible consequences 
resultingg from caring for a person with a mental illness. These consequences 
couldd be summarised in a series of interconnected domains (Creer, Sturt & 
Wykes,, 1982, Fadden, 1984; Schene, 1986,1990). 

SymptomsSymptoms and symptomatic behaviour 

Thee severity of symptoms and symptomatic behaviours were found to be an 
importantt source for caregiver consequences. This is especially true for 
aggressivee and hostile behaviour; self-destructive behaviour (suicide attempts 
andd self-mutilation); negative symptoms; sleep disturbance; addiction to 
medication,, alcohol, or illegal drugs, mood swings and dysphoria; 
hallucinations;; delusions; and paranoia. Also difficulties in terms of role 
dysfunctioning,, such as no social contacts, poor hygiene, and lack of 
householdd responsibilities, are also of importance. 

CaringCaring and coping 

Whenn the patient is not able to do what normally could have been expected 
fromm him or her, others have to take over these tasks. It was found that carrying 
thesee extra tasks can be burdensome. These caregiver consequences were 
describedd by Gubman, Tessler & Willis (1987) as the do's and the don'ts. The do's 
weree defined as the extra tasks caregivers had to do, while the don'ts referred 
too those things they were no longer able to do because of their caregiving 
tasks s 

FamilyFamily relations 

Becausee of the psychological problems, symptoms, disruptive behaviour, and 
thee resulting caring tasks, interpersonal relationships between family members 
mightt become strained. Some caregivers described their experience as a 
sensee of loss of the premorbid personality, with all its characteristics and 
promises,, and the loss of hopes, dreams, and expectations (Miller et al., 1990) 
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HouseholdHousehold routine and family functioning 

Thee caregiving tasks in combination with a patient's symptomatic behaviour 
sometimess results in quarrels and distress that may have a great impact on 
familyy and marital relationships. Family systems may break up and marital 
relationshipss may end in divorce. 

SocialSocial relations and stigmatisation 

Thee social networks of families caring for a relative with a chronic disorder often 
decline.. This may result in family members becoming more vulnerable for 
psychologicall problems themselves. It are not only the patients who are 
stigmatised;; the caregivers suffer as well. 

LeisureLeisure time and careers 

Thee same holds for the opportunities for pursuing hobbies, sports, club 
activities,, recreation, and holidays. Some caregivers people have to stop 
workingg or have lower career prospects. 

Finances Finances 

Thee financial position of the family might deteriorate because caregivers have 
too quit work in order to care for the ill relative. On the other hand, caregivers 
oftenn have to face extra expenses; for instance, to get medical or psychiatric 
care,, or in case of financial support for the patient. 

ChildrenChildren and siblings 

Growingg up with a parent or sibling with a mental illness might be a risk factor 
forr the healthy psychological development of a child (Beardslee et al., 1983; 
Beisser,, Glaser & Grant, 1967). 

TheThe mental health system of care 

Manyy caregivers reported having burdensome contacts with the mental health 
system.. There was a lack of information on the origin of the disorder and its 
prognosis,, on how to cope, on medication and its side effects, and on the 
availabilityy of services in times of crisis. 

SubjectiveSubjective distress 

Caringg for a mentally ill relative might lead to feelings of guilt, uncertainty, 
ambivalence,, hate, anger, sympathy, withdrawal, depression, anxiety, 
hopelessness,, chronic sorrow, and bereavement. 
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Caregiver'sCaregiver's health 

Thiss subjective distress, together with a disrupted family life and the heavy 
caregivingg tasks, may have consequences for the physical health of caregivers, 
ass well as their mental health. Indeed, new mental health problems may 
emerge,, while those problems that already exists may be exacerbated. 

PositivePositive experiences 

Inn recent years attention also has been paid to possible positive consequences 
off caregiving. Caring for a relative of friend with a mental disease could lead to 
positivee personal experiences and good aspects of the relationship, such as 
discoveringg one's own strength and feeling closer to the patient or others, 
feelingg useful, and enjoying the patient's presence (Joyce, Leese & Szmukler, 
2000,, SzmukleretaL, 1996). 

Objectivee and subjective consequences 

Inn the literature a distinction is often made between the objective and subjective 
aspectss of caregiving. The objective aspects comprise the caregiving tasks that 
aree directly connected to the patient's symptoms, symptomatic behaviour, and 
sociall functioning. They cover those things that the caregiver and his or her 
familyy has to do (helping, supervising, controlling, paying, etc.) or is not allowed 
too do any longer (hobbies, clubs, career, work) as a consequence of the 
caregivingg task. It applies to 'the time and effort required for one person to 
attendd to the needs of another' (Biegel, Sales & Schulz, 1991). 

Thee subjective consequences of caregiving refers to caregivers' short- and 
long-termm reactions to the symptomatology and behavioural characteristics of 
thee patient and the caregiving tasks resulting from it. Perceived distress and 
interpersonall strains are examples of short-term reactions. They refer to the 
stresss of everyday caregiving. These short-term reactions may lead to more 
enduringg consequences, such as overall well-being, satisfaction with life, 
physicall and mental health, social isolation, divorce, and family disintegration 

Severall models have been formulated to understand the relationship between 
objectivee and subjective caregiver consequences and the role of mediating 
variabless (Biegel, Sales & Schulz, 1991; Gallop et al„ 1991; Maurin & Barmann 
Boyd,, 1990; Schene, 1990). In these mostly stress-coping-support-appraisal 
modelss objective consequences are considered as independent variables, and 
subjectivee consequences as dependent variables. These models are 
completedd with a set of mediating variables on an individual, familial, societal, 
andd cultural leve! (Schene, 1990). Examples of those variables are caregiver's 
copingg style, social support, mental health care system, and culturally 
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dependentt ideologies and philosophies about mental illness and caregiving. 
Thee formulated models indicate that there will not be a simple straightforward 
relationshipp between the objective consequences of caregiving and the 
resultingg subjective consequences. Caregivers who, for instance, are able to 
copee with their caregiving role, who experience a lot of support from their 
surroundings,, and who feel supported by mental health professionals will 
probablyy be less prone to experience long-term and enduring subjective 
consequencess than caregivers who are unable to cope and who feel isolated 
andd misunderstood. 

Thee development of the IEQ 

Thee IEQ was based on the results from the already-mentioned literature search. 
Whilee the study of caregiver consequences was still new in The Netherlands, it 
wass decided to focus mainly on the more objective consequences of 
caregiving.. The instrument should be suitable for the assessment of what 
caregivingg exactly implies in terms of tasks, costs, time consumption, and 
frequency.. For instance, how often will a caregiver take over tasks normally 
donee by the patient. In addition to the conditions mentioned earlier (self-
administered,, short, sensitive), it should be an instrument that can be used in 
cross-sectionall research in which we would be able to test theoretic models, 
comparee populations, assess interventions, and compare caregiving with other 
theoreticall constructs. 

Ann item pool was created based on literature and existing instruments (Schene, 
Tesslerr & Gamache, 1994,1996) such as the Family Distress Scale (Pasamanick, 
Scarpattii & Dinitz, 1967), the Family Evaluation Form (Spitzer, Giboon & Endicott, 
1971),, the Family Burden Scale (Test & Stein, 1980), and the Family Distress Scale 
forr Depression (Jacob et al., 1987). This item pool was extended with items 
emergingg from interviews with professionals. A series of draft versions were 
pilotedd and adapted if necessary. Since the principal aim was a reliable 
change-sensitivee measure of objectives aspects of caregiving, items relating to 
stigma,, guilt, social network loss were dropped, along with events that either 
happenn rarely or are change insensitive, such as patient suicide attempts. 

Itt was considered important that the relative shouid be someone who lived in 
thee same house as the patient. Items were formulated accordingly, speaking of 
'thee ill member of your household' in stead of 'your ill relative'. This made the 
questionnairee also suitable for those who shared households with the patient 
butt who were not relatives. As the main objective was to assess the objective 
aspectss of caregiving, the questions were formulated in such a way that they 
referredd to how often a particular event occurred (for instance, a quarrel 
betweenn the relative and the patient), and not how burdensome this event was 
forr the relative. 
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Afterr testing the first version of the questionnaire in a sample of relatives of 
patientss and of friends and relations of the researchers, a final version of the 
questionnairee was made. It was named the Burden On the Family -scale 
(Schene,, 1987), and it comprised of fifty items grouped in seven categories: (1) 
everydayy activities, such as help with personal hygiene; (2) household 
atmosphere,, such as quarrels and conflicts, (3) caregivers' health, such as 
somaticc complaints; (4) social contacts; (5) financial consequences, such as loss 
off income; 16) leisure activities, such as hobbies and sports; and (7) 
consequencess for children, such as bad school ratings. 

Thee BOF was tested in four Dutch studies conducted between 1987 and 1990: ID 
thee already-mentioned comparative study of day treatment versus inpatient 
treatment;; (2) a study among caregivers of patients who recently attempted 
suicide;; 13) a study at the psychiatric department of a general hospital; and (4) a 
studyy among caregivers of acute psychiatric patients in a community mental 
healthh centre. These tests revealed that the instrument's focus on household 
memberss restricted the use of the BOF. Since many patients lived alone, 
informationn could only be gathered in a sub-sample of caregivers. It was 
decidedd to widen the scope of the instrument and to include all caregivers 

Thee BOF research resulted in a series of adaptations. Major changes 
concernedd the wording of items, the deletion of 'bad' items, and the addition of 
itemss that emerged from an updated review of literature in 1991, in particular 
withh regard to depression and caregiving. For example a series of items 
concerningg caregiver's worrying were added along with a set of demographic 
variabless and items regarding the relationship between relative and patient, 
householdd composition, and duration of illness. The adaptation of the BOF 
finallyy resulted in the instrument that is now known as the Involvement 
Evaluationn Questionnaire (Schene & van Wijngaarden, 1992b). 

Structuree and item content of the IEQ 

Thee IEQ consists of seven distinct sections. It has a modular structure, which 
meanss that each section can be used separately The core module is a thirty-
one-itemm questionnaire to be completed by the caregiver. The items refer to all 
kindss of encouragement and care the caregiver has to provide to the patient, 
supervisionn on patient's dangerous behaviours, interpersonal problems 
betweenn patient and caregiver, caregiver's worrying, and caregiver's coping 
andd subjective burden. All items are scored on a five-point Likert scale !0 = 
never,, 1 = sometimes, 2 = regularly, 3 = often, 4 = always). Most items (N=28) 
referr to the four weeks prior to assessment ("How often during the past four 
weekss have you helped "), and three items do not have a specified 
time-framee (items 29-31). The IEQ can be completed by any caregiver. This not 
necessarilyy has to be a relative, but can be a friend or a neighbour. To complete 
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alll IEQ items it is necessary that caregiver and patient have had at least one 
hourr per week contact in person or by telephone during the previous four 
weeks.. Caregivers with less than one hour contact per week must skip the 
itemss that refer to actual help and encouragement. 

Inn addition to the core module, the IEQ can be extended by the following extra 
modules: : 
Demographics.Demographics. Socio-demographic and contact variables, such as age, sex, 
householdd composition, and number of hours of contact between patient and 
caregiverr (fifteen items). 
ExtraExtra expenses. Extra financial expenses incurred on behalf of the patient; for 
instance,, for professional heip, to pay for damage caused by patient's 
behaviour,, or for financial support in case of unemployment (eight items). 
CaregiversCaregivers needs for professional help. Caregiver's use of professional help 
duee to somatic complaints (three items). 
ConsequencesConsequences for children. Consequences for patient's children under sixteen 
yearss of age, such as loss of appetite, sleeplessness, and behavioural 
problemss (eleven items). 
Comments.Comments. One open question for caregiver's comments and additions. 
PsychologicalPsychological distress. Between 1992 and 1997 this module consisted of an 
eight-itemm scale with items referring to somatic complaints such as 
sleeplessness,, irritability, and feeling depressed. Since 1997 this scale has been 
replacedd by the twelve-item General Health Questionnaire (GHQ-12: Goldberg 
&& Williams, 1988) as a measure of caregiver distress. 

Translations s 

Sincee 1992 several translations of the IEQ have been made. We ourselves 
producedd an English translation in 1992, which was followed by translations in 
Finnish,, French, German, Portuguese and Swedish. In 1996 the IEQ was chosen 
too be one of the core instruments in the EPSILON study (European Psychiatric 
Services:: Inputs Linked to Outcomes and Needs), a collaborative study of five 
Europeann countries (Great Britain, Denmark, The Netherlands, Italy, and Spain). 
Onee of the aims of this study was to produce a standardised version of the IEQ 
inn order to obtain a cross-culturally valid and reliable instrument (Becker et al., 
1999,, 2000). 

Thee translation of the IEQ into the other languages largely followed the protocol 
describedd in Knudsen and colleagues (2000). This protocol included (1) a 
translationn into the four target languages by professional translators who were 
informedd on the content of the IEQ; (2) a discussion of this translation by the 
translatorr and the research group, leading to a revision and a list of disputed 
items;; (3) a back translation in Dutch by a native speaker, who also gave his or 
herr comments on the first translation and the disputed items; (4) a comparison 
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off the back translation with the original IEQ, discussed by the first translator and 
thee researchers, leading to a second revision and list of disputed items; (51 a 
discussionn of this revision in focus groups, (6) a discussion of the focus group 
resultt by the researchers and one of the translators, followed by a third revision 
leadingg to the final version. 

Thee focus group method is an arranged communication session among a 
selectedd group of persons who represent various parties involved. In case of 
thee IEQ they were representatives of patients, relatives, professionals, and 
researchers.. In the IEQ focus groups the translation and content of the 
instrumentt was discussed, with special emphasis to linguistic problems, 
applicabilityy and relevance of items, redundancy, and missing items. It was 
concludedd that the instrument covered the domain of caregiver consequences 
(Knudsenn et al., 2000). This procedure resulted in standardised translations of 
thee IEQ in English, Danish, Spanish and Italian (van Wijngaarden & Schene, 
1997]. . 

Scalee structure 

Thee scale structure of the 1992 version of the IEQ was tested in two Dutch 
studies,, one among 680 members of an organisation of relatives of patients 
withh psychotic disorders (Schene & van Wijngaarden 1993, 1995), and one 
amongg 260 relatives of patients with affective disorders (van Wijngaarden, 
Schenee & Koeter, 1996). Separate Principal Component Analyses on both 
sampless lead to very comparable factor solutions, and in both samples the 
itemss loaded on the same factors. This finding indicated one common 
underlyingg factor structure, which was confirmed in a Simultaneous 
Componentss Analysis (SCA; Kiers, 1990). This meant that the IEQ adequately 
coveredd the major domains of caregiver consequences of both relatives of 
psychoticc patients and caregivers of depressed patients (van Wijngaarden, 
Schenee & Koeter, 1996). This conclusion lead to the decision to find a scale 
structuree that would fit both samples best. 

AA factor analysis on the core module items of the combined sample (N=940) 
wass executed. The analysis resulted in a four-factor solution, which accounted 
forr 59.6% of the total variance. Of the twenty-eight items that were entered in 
thiss analysis, twenty-five loaded greater than 0.40 on one of the factors. Items 
144 (patient disturbed caregiver's sleep) and 28 (caregiver felt burdened) loaded 
greaterr than 0.40 on two factors. Only item 21 (able to pursue own activities) 
hadd loadings lower than 0.40. The results of the factor analysis are presented in 
Tablee 2.1. 
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Tablee 2.1 Factor analysis on IEQ core items. Combined samples of relatives of 
patientss with psychotic disorders (N=680) and caregivers of patients 
withh affective disorders (N-260) Explained variance is 59.6%. 

## Item Tensio n n Worryin gg Urgin g Supervisio n n 

155 Strained atmosphere 
166 Quarrels 
177 Annoyed by behaviour 
200 Thought of moving out 
199 Felt threatened 
288 Felt burdened* 
188 Others were annoyed 
277 Worried about own future 
144 Disturbed sleep 

75 5 
75 5 
72 2 
.67 7 
.57 7 
.55 5 
.49 9 
.42 2 
.41 1 

26 6 
22 2 
23 3 
24 4 
25 5 
28 8 

4 4 
1 1 
5 5 

12 2 
13 3 
2 2 
6 6 
3 3 

8 8 
7 7 
9 9 
11 1 
14 4 
10 0 

21 1 

Worriedd about patient's future 
Worriedd about safety 
Worriedd about help/treatment 
Worriedd about genera! health 
Worriedd about finances 
Feltt burdened* 

Encouragedd activities 
Encouragedd proper care 
Accompaniedd on outside activity 
Takenn over tasks 
Encouragedd to get up in morning 
Helpedd with proper care 
Ensuredd medication intake 
Encouragedd to eat enough 

Guardedd from self-inflicted harm 
Guardedd from dangerous acts 
Ensuredd sufficient sleep 
Guardedd from drug abuse 
Disturbedd sleep* 
Guardedd from alcohol abuse 

Ablee to pursue own activities** 

73 3 
68 8 
67 7 
65 5 
65 5 
.51 1 

72 2 
68 8 
62 2 
60 0 
57 7 
51 1 
50 0 
44 4 

66 6 
.64 4 
.60 0 
.54 4 
.52 2 
.49 9 

Itemss loading greater than 0.40 on two factors 
Itemm loading less than 0.40 on any factor 

Thee first factor, named tension, referred to the strained interpersonal 
atmospheree between patient and caregivers and relatives. The second factor, 
worrying,worrying, covered painful interpersonal cognitions, such as concern about the 
patient'ss safety and future, general health, and health care The third factor, 
urging,urging, referred to activation and motivation, such as stimulating the patient to 
takee care of himself, to eat enough, and to undertake activities. The fourth 
factor,, supervision, referred to the caregiver's tasks of guarding the patient's 
medicinee intake, sleep, and dangerous behaviour. Because of the clarity of the 
factorr solution, these factors could be used as IEQ sub-scales, together with a 
27-itemm overall consequences score. The IEQ sub-scales and core items are 
presentedd in Appendix III. 
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Applicability,, validity and reliability of the IEQ 

Applicability y 

Thee IEQ is a structured, easy to understand, and not time-consuming 
instrument.. The entire set takes about twenty to thirty minutes to complete, and 
thee IEQ core module alone about ten minutes. The IEQ can also be 
administeredd as a structured (telephone) interview. The good applicability is 
demonstratedd by the high response rates and the high quality of the data. In 
thee Dutch study among members of an organisation for relatives of psychotic 
patientss 1,000 persons received the questionnaire by mail. Response was 70.2 
percentt after two reminders, and of the 702 returned questionnaires only 
twenty-twoo were incomplete (Schene & van Wijngaarden, 1993). In our other 
studyy among caregivers of depressed patients, response was even higher, 81 
percent,, and only 2 out of 262 questionnaires could not be used due to missing 
dataa (van Wijngaarden, Schene & Koeter, 1996). The response rates in the 
EPSILONN study are not exactly known. On average, in 70 percent of cases an IEQ 
wass completed and returned. The actual response from the caregivers was 
higherr because in some cases patients were not able to indicate a caregiver or 
theyy refused to name one. Also in the EPSILON study, only few questionnaires 
couldd not be used due to missing data, nine out of 288 (van Wijngaarden et al., 
2000). . 

Validity y 

TheThe Dutch samples 

Thee validity of the IEQ was studied in the two samples that were also used in the 
factorr analysis. The content validity proved to be satisfactory The IEQ was 
basedd on two exhaustive literature and instrument reviews that delivered the 
domainss and items needed to construct the instrument. After that the first 
versionss of the instrument were tested several times en adapted accordingly 
Thee content validity of the 1992 version of the IEQ was confirmed by a qualitative 
analysiss of the open question, item 81, in which respondents were asked to add 
anyy issue that bothered, stressed or satisfied them in their relationship to the 
patientt and was not covered by the IEQ. Although many caregivers used this 
questionn to express their experiences, the analysis of 680 questionnaires did 
nott reveal missing domains or variables (Schene & Van Wijngaarden, 1993) In 
addition,, the fact that separate analyses on the data of relatives of psychotic 
andd depressed patients revealed factor structures that were very comparable 
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too that of the combined sample, also can be considered as an indicator for 
contentt validity. 

Constructt validity could not be assessed properly because there were no other 
Dutchh instrument on caregiver consequences that roi ild be used as an externa! 
criterion.. However, circumstantial evidence for satisfactory construct validity 
wass found. The conceptual models presented in this chapter predicted a major 
rolee for patient's symptoms and symptom behaviour as independent variables, 
andd variables such as caregiver's coping style, social support, and mental 
health-caree system characteristics as mediators (Biegel, Sales & Schulz, 1991; 
Gallopp et al., 1991; Maurin & Barmann Boyd, 1990, Schene, 1990; Szmukler et 
al.,, 1996). In both Dutch studies proofs for these models were found. First, in 
accordancee with the models, in the sample of relatives of psychotic patients 
highh IEQ scores could be predicted from the severity of patient's symptoms, a 
deteriorationn of the illness since onset, less caregiver's coping ability, more 
caregiver'ss contacts with mental health professionals, and more time spent 
withh the patient. Explained variances ranged from 21 percent in case of urging 
too 55 percent in case of tension. Also, a rather high correlation of 0.50 was 
foundd between the IEQ and caregiver's distress scores ISchene & van 
Wijngaarden,, 1993]. 

Second,, in the sample of caregivers of depressed patients comparable 
correlationss were found. High IEQ scores could be predicted by a high level of 
patient'ss symptomatology, inadequate coping strategies, a lack of social 
support,, and more time spent with the patient. Moreover caregivers of patients 
whosee depression still was florid had higher IEQ scores than caregivers whose 
patientss already were in treatment and were stabilised on medication. 
Althoughh correlations were not as strong as in the other sample (explained 
variancess ranged from 0.20 to 0.421, these findings matched the results from 
thee first study (van Wijngaarden, Schene & Koeter, 1996). 

Third,, in a path-analysis on the first data set it was found that the caregiver 
consequencess measured with the IEQ explained a substantial part of the 
relationn between caregiver's distress and the patient, caregiver, and 
relationshipp characteristics (Schene, van Wijngaarden & Koeter, 1998). This 
findingg is in concordance with the distinction made between objective and 
sub|ectivee caregiver consequences. As we also saw in the other analyses the 
'objective'' IEQ scores reflect the things a caregiver has to do as a result of the 
patient'ss illness. The path-analysis showed this caregiving is a precursor of 
subjectivee consequences (namely, caregiver's distress), which emphasises the 
conceptuall relevance of the IEQ. 
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TheThe European samples 

Thee validity of the translations of the IEQ was studied in the EPSILON samples. In 
thiss study, 288 caregiver's of patients with an ICD-10 (International Classification 
off Diseases) diagnosis of schizophrenia (World Health Organisation, 1992) 
completedd an IEQ: 36 in Amsterdam, 30 in Copenhagen, 75 in London, 78 in 
Santander,, and 69 in Verona For further details on the EPSILON project see 
Beckerr and colleagues (1999, 2000) and van Wijngaarden and colleagues 
(2000). . 

Thee content validity of the IEQ translations proved to be good. The uniform, 
standardised,, and well documented protocol, following World Health 
Organisationn (WHO) regulations, ensured high-quality translations. In all focus 
groupp meetings it was concluded that the items of the IEQ were clear, that they 
coveredd the relevant domains of caregiver consequences, and that no 
importantt issues were missing (Knudsen et al., 2000). 

Thee concept validity of the European IEQ versions also proved to be good. First, 
validityy was tested by comparing the patterns of the mean IEQ item scores 
betweenn the five countries. These patterns were almost identical, and they also 
matchedd the patterns found in the original Dutch studies. This means that in all 
countries,, worrying about the patient's health, future, safety, and financial 
positionn were the most frequently mentioned caregiver consequences, 
followedd by the necessity to urge the patient to do something. Also in all 
countries,, the need for supervision and interpersonal tension were mentioned 
least. . 

Second,, concept validity was tested by means of a Simultaneous Components 
Analysiss (Kiers, 1990). The SCA is a factor analysis that finds the best factor 
solutionn for more than one data set simultaneously, where the joint factor 
solutionn reflects the optimum fit for each of these data sets. The SCA factor 
solutionn proved to be very comparable to the original Dutch factors. This means 
thatt the underlying structure of the IEQ is stable in all sites (van Wi|ngaarden et 
al.,, 20031. 

Reliability y 

Thee reliability of the IEQ proved to be satisfactory in the Dutch samples. The 
internall consistency (Cronbach's alpha) ranged from 0.74 to 0.85 for the four 
sub-scaless to 0.90 for the overall consequences score. Test-retest effects were 
nott found, and the IEQ proved to be sensitive to change (van Wijngaarden, 
Schenee & Koeter, 1996; Stam & Cuiipers, 2001). 
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Inn the EPSILON project reliability testing was one of the main objectives (Becker 
ett al„ 1999, 2000). Reliability was tested in two ways: 
11 Internol consistency. Cronbach's alphas were computed for each site 

separatelyy and inter-site differences were tested. 
22 Test-retest reliability. Intraclass Correlation Coefficients (ICCs) were 

computedd and inter-site differences were tested. 
Benchmarkss were set to 0.70 for substantial reliability and 0.80 for high 
reliability.. For more details on the reliability methodology see Schene and 
colleaguess (20001. 

Cronbach'ss alphas and ICCs are presented in Table 2.2. The shaded areas 
representt reliability values that did not reach one or both benchmarks. The 
alphaa values ranged 0.68 to 0.91. In twenty out of thirty cases (67%), reliability 
wass high. However, in two cases, supervision in London and urging in 
Santander,, the benchmark for substantial reliability was just not reached, both 
havingg a value of 0.68. Alpha testing between sites revealed that differences 
weree significant only on the sub-scale urging The alpha in Santander was 
lowestt (0.68), that in London highest (0.86). 

Inn all but one case (worrying in Verona, 0.691 test-retest reliability was 
substantiall to high with a range of 0.70 to 0.99. The ICCs proved to be highest 
inn Amsterdam, Copenhagen, and London, demonstrating good reliability. 
Althoughh all reliabilities are substantial, in Santander the ICCs for supervision, 
worrying,, and urging are somewhat lower compared to the sometimes very 
highh values in the other sites. In none of the cases were both internal 
consistencyy and test-reliability below benchmarks. 

Overalll it can be concluded that the IEQ scales have a moderate to high 
reliabilityy in all sites (van Wijngaarden et al., 2000). Combined with the good 
applicabilityy and the satisfactory to good validity, the IEQ proves to be a useful 
instrumentt for the assessment of caregiver consequences in at least five 
Europeann countries 
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Tablee 2.2 Internal consistency (a) and test-retest reliability (ICCI of the IEQ in the 
pooledd sample and by site 

Sub-scal e e 

Tension n 

Worrying g 

Urging g 

Supervision n 

Overall l 
score e 

Poole d d 
N=335 5 

a a 
ICC C 

.81 1 
89 9 

84 4 
84 4 

.79 9 
89 9 

77 7 
83 3 

90 0 
90 0 

Amsterda m m 
N=88 8 

a a 
ICC C 

.78 8 
92 2 

86 6 
87 7 

82 2 
93 3 

80 0 
.87 7 

91 1 
.94 4 

Copenhage n n 
N=30 0 

a a 
ICC C 

75 5 
95 5 

.84 4 
93 3 

.71 1 

.80 0 

.73 3 

.98 8 

.87 7 

.93 3 

Londo n n 
N=75 5 

a a 
ICC C 

80 0 
97 7 

.77 7 
98 8 

86 6 
98 8 

68 8 
.97 7 

89 9 
99 9 

Santande r r 
N=78 8 

a a 
ICC C 

80 0 
82 2 

.83 3 
78 8 

68 8 
.73 3 

.75 5 
70 0 

.87 7 
81 1 

Veron a a 
N=64 4 

a a 
ICC C 

.84 4 

.88 8 

.82 2 

.69 9 

81 1 
90 0 

.82 2 
82 2 

91 1 
86 6 

alph a a 
equalit y y 
tes t t 

P P 

58 8 

.55 5 

.03* * 

.47 7 

45 5 

ICC C 
equalit y y 
tes t t 

P P 

<01 1 

<.01 1 

<.01 1 

<01 1 

<01 1 

Differencess were found between Amsterdam and Santander p<001; London and Santander 
p<001;; London and Copenhagen p<05, Santander and Verona p< 05 

Caregiverr consequences assessed with the IEQ 

Whenn and how to use the IEQ 

Thee IEQ can be used in several ways, both as a research and a clinical 
instrument.. Because of its modular composition, users can decide for 
themselvess what information they want to collect. However, the core IEQ 
modulee should always be included in full in order to compute scales scores. 
Thee scope of the IEQ is rather wide. As a research instrument the IEQ can be 
usedd in large samples of caregivers to study the relations between caregiver 
consequencess and population and community characteristics. As a clinical 
instrumentt the IEQ can be used for the evaluation of the effects of clinical 
interventionss on the caregiver consequences. 
Inn The Netherlands at this time (20011 the IEQ is used in several studies. One of 
thesee studies is an evaluation of the care for people with schizophrenia who 
aree outpatients. In this study the caregiver consequences are compared to 
patient'ss needs for care and satisfaction with services. Another example is a 
studyy among young patients with schizophrenia who were admitted for the first 
timee to a psychiatric hospital. The IEQ is used to evaluate the effects of family 
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interventions.. In a third study caregiver consequences are compared to 
measuress of expressed emotion. 

Dependingg on the objectives of the study, the IEQ can be scored in two different 
ways.. For factor analysis and correlation studies with other instruments the five-
pointt Likert scale is recommended. For other research purposes and in clinical 
usee item scores are dichotomised to 'no consequences' (categories 'never' or 
'sometimes'' on the Likert scale), and 'real consequences' (categories 'regularly', 
'often',, or 'always' on the Likert scale). By doing this the sub-scale scores reflect 
thee number of consequences that are experienced in that domain. Major 
changess in consequences can easily be detected when an item score changes 
fromm 'no consequences' to 'real consequences', or reverse. Collected data may 
alsoo be interpreted on the item level, for instance, if specific consequences 
needd to be monitored over time. 

Consequencess for caregivers of patients with a psychotic or 

affectivee disorder 

Ass an example of an IEQ assessment, some data collected in the two main 
Dutchh studies will be presented. Caregivers of patients with a psychotic (N=680) 
orr an affective disorder (N=260) most often mentioned worrying as a 
consequencee of caregiving, followed by urging and tension. In both samples 
supervisionn was scored least. Especially worrying about the patient's future 
weree mentioned by more than 60% of the caregivers. Also, almost half 
regularlyy felt burdened. On the other hand, some consequences were rather 
rare.. For instance, less than 3 percent regularly felt being threatened by the 
patient,, and also less than 5 percent had thought of moving out or had to 
guardd the patient from self-inflicted harm. However, this does not mean these 
consequencess can be neglected. It means that in our samples twenty-nine 
caregiverss at least regularly felt threatened by the patient, most probably a 
ratherr burdening event for these individual persons (van Wijngaarden, Schene 
&& Koeter, in press). 

Althoughh the pattern of scores was comparable in the two samples, many 
differencess were found. All significant differences in core module items are 
presentedd in Table 2.3. 
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Tablee 2 3 Consequences for caregivers of patients with psychotic disorders and 
affectivee disorders compared on dichotomised item scores and average 
scalee scores 

item m 

1.. Encouraged proper care 

2.. Helped with proper care 

44 Encouraged activities 

77 Guarded from dangerous acts 

99 Ensured sufficient sleep 

11.. Guarded from drug abuse 

122 Taken over tasks 

133 Encouraged to get up 

17.. Annoyed by behaviour 

18.. Others were annoyed 

22.. Worried about safety 

23.. Worried about help/treatment 

255 Worried about finances 

26.. Worried about patient's future 

28.. Felt burdened 

sub-scale s s 

Tension n 

Worrying g 

Urging g 

Supervision n 

Overalll score 

Percentag ee that a consequenc e occur s 
att  least regularl y (real consequences ) 

Psychosi s s 
sampl e e 

(N=680) ) 

29.6 6 

60 0 

44.4 4 

9.4 4 

10.6 6 

5.2 2 

38.5 5 

196 6 

36.9 9 

16.0 0 

40.0 0 

44.1 1 

42.6 6 

76.9 9 

581 1 

Depressio n n 
sampl e e 
(N=260) ) 

7.5 5 

2.0 0 

355 3 

40 0 

166 3 

0.8 8 

28.2 2 

12.3 3 

226 6 

3.2 2 

250 0 

265 5 

13.1 1 

435 5 

355 0 

Chi2 2 

test t 

... . 

* * 

* * 

--

* * 

.. . 

« « 

* * 

... . 

... . 

... . 

*** *** 

*** * 

... . 

... . 

averag ee scal e scor e 

8.0 0 

10.6 6 

6.8 8 

2.2 2 

25.7 7 

6 3 3 

6 8 8 

4.8 8 

11 9 

18.4 4 

t-tes t t 

Significantt differences were found on 15 core module IEQ ifems. In all but one 
casee caregivers in the psychosis sample had higher scores. Only in case of 
ensuringg that the patient received sufficient sleep the caregivers in depression 
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samplee have a higher score. In some cases differences were quite large, 
especiallyy on the worry items. In the case of psychosis, caregivers worried up to 
threee limes as often as caregivers of depressed patients. More than three-
quarterss reported that they had regularly worried about the patient's future. 
Theyy and others in their neighbourhood were also more often annoyed by the 
patient'ss behaviour, and they far more often had to encourage the patient to 
takee proper care of himself or herself. With these differences in mind, it is not a 
surprisee that they almost twice as much felt burdened at least regularly. This 
wass reported by more than half of the caregivers (van Wijngaarden, Schene & 
Koeter,, in press). 

Ass the caregiving models indicate, caregiver consequences are directly related 
too patient's symptoms and symptom behaviour. It was possible to distinguish 
fourr groups of patients in the depression sample: ID recently hospitalised 
patients,, (2) outpatients in treatment for less than three months, (3) outpatients 
inn treatment for three to twelve months, and (4) outpatients in treatment for 
moree than twelve months. It was expected that while the recently hospitalised 
patientss and new outpatients had more severe symptoms than the other 
groups,, caregivers from these groups would experience more consequences. 
Thiss proved to be true, especially for the hospitalised group. Their IEQ item 
scoress were at least equal and sometimes even higher than those found in the 
studyy among relatives of patients with a psychotic disorder (van Wijngaarden, 
Schenee & Koeter, in press). They reported higher levels on strained atmosphere, 
quarrels,, feeling annoyed, encouraging to eat and to undertake activities, 
accompanyingg the patient outside, take over tasks, and worrying about their 
ownn future. This finding was also reflected in the scale scores, where caregivers 
fromm the depression sample had higher scores on tension an urging, reflecting 
thee situation of having to deal with a depressed person who lacks the energy to 
undertakee activities. 

Caregivingg in Europe 

Inn the EPSILON study inter-site differences in IEQ sub-scale and sum scores 
weree found. The highest scores were generally found in Verona, and the lowest 
inn Amsterdam and Copenhagen. In all cases the Verona scores were about 
twicee as high as the Amsterdam and Copenhagen scores. Santander and 
Londonn held an intermediate position. In Santander especially the worrying 
scoree was high, while in London a relatively high level of urging was reported. 
Ass the sites differed in percentages ethnic minorities, caregiver's coping, and 
livingg situation, an analysis of covariance was executed. However, after this 
correctionn differences between sites still existed (van Wijngaarden et al,, 2003) 
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Thee differences in IEQ scores could not be explained from the available data, 
althoughh all variables that were known to predict IEQ scores were entered in 
thee analysis of covariance. It is possible that inter-site differences could be 
causedd in part by unknown variables, but that probably is not enough to 
explainn these differences. An explanation might lie in cultural differences. 
Cross-ethnicc research on families of people with psychiatric disabilities in the 
Unitedd States showed that racial and ethnic differences were found on issues 
likee causal attribution, prognostic expectations, kinship roles, and perceived 
familyy burden. In all studies it appeared that caregiver consequences were less 
inn African American families when compared to white American families ILefley, 
1998).. Although these differences in several cases were attributed to larger 
sociall networks and mutual aid systems, other researchers found just the 
opposite.. Also, coping, self-esteem, and expectations regarding the patient's 
psychiatricc disability were mentioned as predictors, but no clear explanations 
couldd be formulated. The only finding that remained stable was the lower 
scoress in black families. In addition, almost all studies found that patients' 
behaviourall problems, worrying, patients' dependency, and family disruption 
weree significant predictors of burden both in black and in white families (Lefley, 
1998).. These findings are comparable to our results. While the caregiving 
conceptt was stable across cultures, differences could not be explained, even 
byy the fact that ethnic minorities comprised up to 50 percent of the Amsterdam 
andd London samples. Magliano and colleagues (1998) reported a certain 
north-southh axis, which could be interpreted as the differences between the 
'warm-blooded'' Mediterraneans and the 'cold-blooded' Northerners, but no 
evidencee on this has been found. 

Conclusion n 

Thee role of caregivers in mental health provision has become increasingly 
importantt over the past decades. Deinstitutionalisation has brought many 
patientss back to their original social network, which has led to an increase in 
caregivingg provided by family members, partners, friends, or others involved. In 
casee of affective disorders, caregivers mainly are partners (van Wijngaarden, 
Schenee & Koeter, 1996). In cases of psychosis, caregivers mainly are mothers of 
youngg male patients who have a long history of illness At the very least, it were 
thosee mothers who in many countries became members of family 
organisationss that brought the consequences of caregiving under the attention 
off policy makers and society at large (Schene & van Wijngaarden, 1995). 

Withh the increased interest in families of patients with a psychiatric illness, the 
needd arose to assess caregiver consequences in order to be able to evaluate 
familyy interventions aimed at the reduction of negative and burdensome 
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consequences.. The Involvement Evaluation Questionnaire was one of the 
instrumentss that were developed for these assessments Not only in The 
Netherlandss but all over Europe the need for a valid and reliable instrument 
wass felt. And although the IEQ was originally developed in a relatively small 
countryy and worded in a language spoken by only about 20 million people, it 
hass become one of the wider-used instruments in European research. 

Ass was pointed out in this chapter, the IEQ is a sufficiently valid and reliable 
instrumentt for the assessment of caregiver consequences, it is sensitive to 
change,, and it has the ability to discriminate between relatives of various 
patientt groups. If is easy to administer and can be used both in research and 
forr monitoring purposes. Also, the applicability is good, the response is very 
highh compared to mailed surveys in general, and caregivers appreciate the 
factt that their situation is taken serious 

Thee four IEQ translations that were tested on their instrumental properties 
provedd to be as good as the original Dutch version. This means that we have 
thee disposal of an instrument with which we can compare caregiver 
consequencess in countries with different mental health provisions, different 
ratess of deinstitutionalisation, and different social security systems. However, as 
iss also the case with many other instruments, IEQ ratings probably are 
influencedd by cultural factors, and comparisons have to be made against the 
backgroundd of these factors. This means that local norm groups will have to be 
formedd that will serve as culturally unbiased standards. This is not yet the case, 
andd more international studies will be necessary. The availability of eleven 
differentt language versions will help to achieve this task. 
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Abstract t 

BackgroundBackground In international research on the consequences of psychiatric 
illnessess for relatives of patients the need for an internationally standardised 
measuree has been identified. 

Aims:Aims: To test the internal consistency and the test-retest reliability of the 
Involvementt Evaluation Questionnaire (IEQ) in five European countries. 
Method:: In the five collaborating sites the IEQ was administered twice to a 
samplee of relatives or friends of patients with an ICD-10 diagnosis of 
schizophrenia.. Reliability was tested using Cronbach's alpha, Intraclass 
Correlationn Coefficients and Standard Error of Measurement. Reliability 
estimatess were tested between sites. 

Results:Results: Test sample sizes ranged from 30 to 90 across sites and retest sample 
sizess ranged from 21 to 77 The distribution of scale scores differed across sites, 
whichh influenced the alpha values found. Cronbach's alphas of IEQ sub-scales 
andd overall consequences score were substantial in most sites. On two 
occasionss alpha values were moderate. Intraclass Correlation Coefficients 
weree substantial to high in all sites. The Standard Errors of Measurement 
differedd across sites, indicating differences in performance. 

Conclusion.Conclusion. The reliability of the IEQ in five languages varies across sites, but is 
sufficientlyy high in at least four out of five sites. In one site reliability figures are 
lackingg somewhat behind, so extra reliability research is advised there. 

Introduction n 

Severee mental illness such as schizophrenia often imposes a considerable 
burdenn on the patients who suffer from it, as well as on their families and the 
widerr society (Hatfield & Lefley, 1987). Patients' symptoms and their often poor 
personall and social functioning have a far-reaching impact on their own quality 
off life, while the nature of schizophrenia and its early onset often impoverish the 
livess and lifestyles of those who care for them. This issue has become even 
moree important because of ongoing changes in the organisation of mental 
healthh care services: in particular, the shift from hospital-based to community-
basedd services has resulted in some of the caring for (mostlyl adults falling 
againn on their family (or others involved). 
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Whenn this is the case, normal and reciprocal caregiving between two (or more) 
adultss changes into caregiving where one adult is dependent on the care of the 
other(s).. The recipient of the care is disabled by a mental disorder with a long-
termm course; and for the caregiver(s), their caregiving role is out of synchrony 
withh the appropriate stage of their own lifecycle (Schene, Tessler & Gamache, 
1996).. The consequences resulting from such a non-synchronised caregiving 
situationn have for a long time been described as family or caregiver 'burden'. 
However,, this definition concentrates too much on the negative aspects of 
caring.. Although mental disorders, particularly if they are long-term, disrupt 
familyy life, not all relatives experience their caring role as burdensome 
Becausee of this we prefer the more neutral term 'caregiver consequences'. 

Researchh on the consequences of mental illness for patients' relatives can be 
dividedd into three distinctive periods. First, starting in the 1950s, researchers 
describedd in detail all the different consequences for family members 
(Mandelbrotee & Folkard, 1961; Wing et al., 1959) They paid particular attention 
too negative aspects. In the second period, starting in the early 1970s, family 
burdenn became one of the outcome measures in mental health service 
evaluationn {Fenton, Tessier & Struening, 1979; Tessler, Killian & Tessler, 1980). 
Instrumentss were developed and used in studies that compared community 
approachess with the more classical approaches (Schene, Tessler & Gamache, 
1994).. In the third period, beginning in the early 1980s, interventions or 
treatmentt programs with a psycho-educational approach which aimed at a 
reductionn of family burden, family stress or expressed emotion became the 
centrall point of interest (Kuipers & Bebbington, 1988). Recently, a fourth period 
hass started, with the emphasis on relatives' needs, perceptions and attributions 
(Barrowclough,, Tarrier & Johnston, 1996; Scazufca & Kuipers, 1998), coping style 
(Budd,, Oles & Hughes, 1998; Magliano et al, 1998) and mental health (Schene, 
Hoffmannn & Goethals, 1998), 

Inn 1994, Schene, Tessler & Gamache reviewed instruments measuring family or 
caregiverr burden They described 21 instruments mostly from English-speaking 
countries,, of which 15 were developed in the 5-year period prior to the review, 
ann indication of the growing importance of caregiver consequences. Since 
1994,, more new instruments have been developed, such as the Experience of 
Caregivingg Inventory (Szmukler et al., 1996), the Perceived Family Burden Scale 
(Levine,, Lancee & Seeman, 1996), and a generic instrument to assess the 
experiencee of caregiving (Schofield et al., 1997) Most of these instruments are 
interviewss that can only be administered by interviewers, which make them 
time-consumingg and expensive; in addition, they differ considerably in the 
numberr of items and domains covered. As far as we know, none of the above 
instrumentss has been translated from English into other languages, which 
limitss their application, especially in Europe with its variety in languages. 
Thereforr the European Psychiatric Services: Inputs Linked to Outcome Domains 
andd Needs (EPSILON) Study also included the translation and validation of an 
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instrumentt to assess caregiver consequences (Becker et al„ 1999). The 
instrumentt chosen was the Involvement Evaluation Questionnaire (IEQ: Schene 
&& van Wi|ngaarden, 1992; Schene, Tessler & Gamache, 1996). The IEQ was 
chosenn because (1) it was easy to administer, and (2) it is based on a variety of 
instrumentss developed in earlier years and covers a broad range of caregiver 
consequencess (Schene, Tessler & Gamache, 1994). 

Involvementt Evaluation Questionnaire 

Developmentt of the IEQ: a brief history 

Thee development of the IEQ started in 1987. In a randomised controlled trial, 
comparingg in-patient and day patient treatment, an instrument was needed 
whichh could measure caregiver consequences (Schene et al„ 1993). Since no 
suchh instrument existed in The Netherlands we developed one ourselves, 
startingg with an extensive review of all empirical studies on family burden 
(Schene,, 1986; Schene, Tessler & Gamache, 1994). We were then able to define 
thee following desirable characteristics for such a research instrument: (1) it 
shouldd be a questionnaire, covering all important domains, (2) it should be 
valid,, reliable, easy to understand, and not time-consuming, and (3) it should 
coverr a limited time frame and be sensitive to changes. 

Itemss collected in the review of literature and existing instruments formed the 
basiss of an IEQ item pool (Schene, Tessler & Gamache, 1996). This item pool 
wass further extended with items emerging from interviews with professionals. 
AA series of draft versions were piloted, and adapted if necessary. Since the 
principall aim in developing the IEQ was a reliable measure which would be 
sensitivee to change, items relating to stigma, guilt, social network loss, suicide 
attemptss by patients and other events that either happen rarely or are not 
sensitivee to change were dropped. 

Thee first version of the IEQ was used in four Dutch studies conducted between 
19877 and 1990: (1) a comparative study of day treatment versus in-patient 
treatmentt (N=80), (2) a study among patients who had recently attempted 
suicidee (N=80), (3) a study at the psychiatric department of a general hospital 
(N=80|,, and (4) a study among acute psychiatric patients in a community 
mentall health centre (N=30). A psychometric analysis of these data and an 
updatedd literature review (in particular with regard to depression and families) 
resultedd in the construction of a second Dutch version in 1992, which in the 
samee year was translated into English, followed by translations in Portuguese, 
Finnishh and German. These translations, however, did not follow the 
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proceduress used in the EPSILON study (see Knudsen et al., 1999] and therefor 
havee a different status from the translations used in the EPSILON study. 

Structuree and item content ot the IEQ 

Thee IEQ is a 31-item questionnaire, which is completed by the caregiver. The 
itemss relate to the encouragement and care that the caregiver has to give to 
thee patient, to personal problems between patient and caregiver, and to the 
caregiver'ss worries, coping and subjective burden. All items are scored on 5-
pointt Likert scales (never, sometimes, regularly, often, always). Carers who have 
lesss than one hour's contact with the patient during the 4 weeks previous to the 
completionn of the instrument, skip items that refer to actual help and 
encouragement,, because those items are considered to be not applicable, A 
totall of 27 items can be summarised in four distinct sub-scales: (1) tension (nine 
items),, which refers to the strained interpersonal atmosphere between patient 
andd relatives, (2! supervision (six items), which refers to the caregiver's tasks of 
guardingg the patient's medicine intake, sleep and dangerous behaviour, (3) 
worryingworrying (six items), which covers painful interpersonal cognitions, such as 
concernn about the patient's safety and future, general health and health care, 
andd (4) urging (eight items), which refers to activation and motivation; for 
instance,, stimulating the patient to take care of her/himself, to eat enough and 
too undertake activities. In addition, a 27-item overall consequences score can 
bee computed. The items and sub-scales are presented in Appendix III. In this 
paperr the reliability testing of the sub-scales and overall score will be 
described. . 

Forr research purposes, the IEQ is normally extended with six additional 
modules.. In the EPSILON study the following modules were used: (1) 15 socio-
demographicc and contact variables, such as age, gender, household 
composition,, and amount of contact between patient and respondent, (2) eight 
itemss on extra financial expenses incurred on behalf of the patient, (3) three 
itemss on the caregiver's use of professional help, (4) 11 items on the 
consequencess for the patient's children, (5) one open question for comments 
andd additions, and (6) the 12-item General Health Questionnaire as a measure 
off caregiver distress (Goldberg & Williams, 1988; Dutch translation: Koeter & 
Orrnel,, 1991; Spanish translation: Gaite, 1997; Danish translation. Nielsen, 
undated;; Italian translation: Servizio di Psicologia Medica Verona, undated). 

Thee entire set takes about 20-30 minutes to complete; the IEQ module itself 
aboutt 10 minutes. The IEQ can also be administered as a structured (telephone) 
interview.. The IEQ can be used as both a research and a clinical instrument. 
Differentt ways of scoring are recommended, depending on the use of the IEQ: 
forr research purposes the average scale scores based on the 5-point Likert 
scaless are used for the computation of correlations with other instruments, in 
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clinicall use, where average scale scores are not easy to interpret, item scores 
aree dichotomised to 'no consequences' (categories 'never' or 'sometimes' on 
thee Likert scale), and 'real consequences' (categories 'regularly', 'often', or 
'always'' on the Likert scale). In this case the scale scores directly reflect the 
numberr of consequences that are experienced. Also, major changes in 
consequencess can easily be detected when an item score changes from 'no 
consequences'' to 'real consequences', or the reverse. Collected data can be 
interpretedd on both sub-scale as item level. 

Validity,, reliability, and applicability of the Dutch version of the IEQ 

Thee 1992 version of the IEQ was tested in two Dutch studies, one among 680 
memberss of an organisation of relatives of patients with psychotic disorders 
(Schenee & van Wijngaarden, 1995), and one among 260 relatives of patients 
withh affective disorders (van Wijngaarden, Schene & Koeter, 1996). From the 
resultss of both studies it was concluded that the IEQ adequately covers all major 
domainss of caregiver consequences. The four identified sub-scales were 
obtainedd by factor analysis and cover the caregiver consequences of both 
psychoticc and affective disorders. 

Thee reliability of the IEQ proved to be satisfactory in the Dutch samples. The 
internall consistency (Cronbach's alpha) ranges from .74 to .85 for the four sub-
scaless to .90 for the overall score, test-retest effects were not found, and there 
weree indications that the IEQ is sensitive for change (van Wijngaarden, Schene 
&& Koeter, 1996). Validity was also satisfactory. The construction process as 
describedd above secured the content validity of the IEQ This validity was 
confirmedd by a qualitative analysis of the open question # 81, in which 
respondentss were asked to add any issue that bothered, stressed or satisfied 
themm in their relationship to the patient that was not already covered by the IEQ. 
Analysiss of the replies to this question in about 1000 questionnaires did not 
reveall missing domains or variables (Schene & van Wijngaarden, 19931. In 
addition,, separate analyses on the data regarding relatives of psychotic or 
depressedd patients revealed factor structures that were very comparable with 
thatt of the combined sample. This consistency can also be considered as an 
indicatorr of content validity. 

Inn an analysis of the relation between (1) caregiver consequences and 
characteristicss of the patient, the caregiver and their relationship, and (2) 
caregiverr consequences and caregiver distress, it was found that caregiver 
consequencess were related to the patient's symptomatology and amount of 
timee spent together. A path analysis revealed that caregiver consequences 
measuredd with the IEQ explained a substantial part of the relation between 
caregiver'ss distress and the patient, caregiver and relationship characteristics 
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(Schene,, van Wijngaarden & Koeler, 1998), emphasising the relevance of the 
concept. . 

Finally,, the applicability of the IEQ proved to be good. Response rates were 
high,, ranging from 70% to 81% (mailed survey with one reminder). The quality of 
thee response was also high. Of 960 completed questionnaires, only 25 (2.6%) 
couldd not be used due to missing values. 

Reliabilityy of the IEQ 

Sample e 

Thee IEQ was completed by relatives (or other significant persons) of patients 
withh an ICD-10 diagnosis in Amsterdam, Copenhagen, London, Santander and 
Verona.. For details on catchment areas and inclusion criteria see particular 
paperss (Becker et al„ 1999, 2000), Kastrup, 1998; Schene, Hoffmann & 
Goethals,, 1998; Tansella et al., 1998; Thornicroft & Goldberg, 1998; Vazquez-
Barqueroo & Garcia, 19991. 

Alll patients who entered the study were asked to name a relative or other 
significantt person who could be asked to complete the IEQ. However, not all of 
themm were able to indicate someone who could complete the IEQ, either 
becausee they were not in close contact with others or because they refused to 
cooperatee The number of patients in each site included in the study varied from 
522 to 107, with a total of 404. In Amsterdam and Copenhagen, where more 
patientss live alone than in the others sites, the attrition was highest (about 40%). 
Thee number of respondents who completed the IEQ ranged from 30 
(Copenhagen)) to 78 (Santander), with a total of 285, which means an average 
responsee of about 70%. The number of retests ranged from 21 (Copenhagen) to 
733 (London). 

Inn the reliability protocol it was stated that at least 50 test-retest sets shouldd be 
necessaryy for reliability testing. Once it became clear that the Amsterdam 
numberss would be lower, it was decided to do an extra sampling among 100 
memberss of the Dutch organisation for relatives of schizophrenia patients. This 
samplingg resulted in 52 test and 47 retest assessments, bringing the 
Amsterdamm figures to a total of 90 tests and 77 retests 
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Translationn and cultural validation 

Thee translation of the IEQ into the other languages largely followed the protocol 
describedd in Knudsen ef al., 2000. This protocol included: (1) a translation into 
thee four target languages by professional translators who were informed on 
thee content of the IEQ, (2) a discussion of this translation by the translator and 
thee research group, leading to a revision and a list of disputed items; (3) a back-
translationn in Dutch by a native speaker, who also gave his/her comments on 
thee first translation and the disputed items; (4) a comparison of the back-
translationn with the original IEQ, discussed by the first translator and the 
researchers,, leading to a second revision and list of disputed items; (5) a 
discussionn of this revision in focus groups; (6) a discussion of the focus group 
resultt by the researchers and one of the translators, and (7) a third revision 
leadingg to the final version. 

Thee focus group method is an arranged communication session among a 
selectedd group of persons who represent different parties involved. In case of 
thee IEQ, they were representatives of patients, relatives, professionals and 
researchers.. The conditions under which the focus group took place were well 
defined,, including the role of the moderator, the physical setting, psychological 
climate,, selection of subjects, instrumentation and aspects of data collection 
andd analysis (Knudsen et al., 2000). 

Inn the IEQ focus groups the translation and content of the instrument was 
discussed,, with special emphasis on linguistic problems, the applicability and 
relevancee of items, redundancy, and missing items. It was concluded that the 
instrumentt covers the domain of family burden. There were some problems 
withh the response categories and items regarding education, type of 
professionall help, income categories, and use of illegal drugs. The IEQ was 
adjustedd in accordance with these comments (Knudsen et al., 2000). 

Methodologyy reliability study 

Forr the reliability testing of the IEQ two measures were used: (1) Cronbach's 
alphaa for the internal consistency of the IEQ sub-scales, and (2) the Intraclass 
Correlationn Coefficient (ICC) to estimate the test-retest reliability of the sub-
scales.. These estimates were computed for each site separately, and 
subsequentlyy tested for inter-site differences. Since the reliability estimates are 
dependentt on true score variance, inter-site comparisons will be affected if the 
variancess are too different. In case of differences in score distribution, therefor, 
thee Standard Errors of Measurement (SEM) were computed. These SEM scores, 
whichh are independent from the true score variance, were computed in two 
ways,, either using Cronbach's alpha or the ICC in the formula (Schene et al., 
2000).. In addition, pooled reliability estimates were computed to assess overall 
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reliability.. As was pointed out by Schene and colleagues 12000) these pooled 
estimatess are influenced by differences in score distribution and differences in 
reliabilityy between sites. Pooled estimates should be treated with caution, 
especiallyy where reliabilities are generally not very high, or lower in one or 
moree sites. 

Thee following analysis scheme was used: 
11 Test on inter-site differences in score distribution (mean and variance; 

Anovaa and Levene test); 
22 Assessment of the site-specific reliability estimates (Cronbach's alpha, 

ICC,, SEM); the benchmark for substantial reliability was set to 0.70; 
33 Test on inter-site differences in reliability estimates; 
44 Reliability estimates from pooled data. 

Thee reliability methodology of the EPSILON study and the computer programs 
usedd are described in detail by Schene and colleagues (2000). 

Results s 

Scoree distributions 

Tablee 3.1 presents means and standard deviations of the five samples, together 
withh the test on homogeneity of these variances. It shows that both means and 
variancess differ between sites. Mean scale scores and variances are generally 
highh in Verona and low in Copenhagen. In all cases means differ significantly, 
andd in three cases (supervision, worrying and urging) this also holds for the 
variances.. As the 95% confidence intervals show, the contrasts are mainly 
betweenn Copenhagen on one side and Santander and Verona on the other. 

Internall consistency 

Cronbach'ss alphas for the IEQ sub-scales are presented in Table 3.2. The alpha 
valuess range from 0.68 to 0.86 for the sub-scales and from 0.87 to 0.91 for the 
overalll score. In two cases the benchmark for substantial reliability was just not 
reached,, the alpha for 'supervision' in London and that for 'urging' in Santander 
bothh having a value of 0.68. 

Alphaa testing between sites showed that on three sub-scales and the overall 
scoree the alpha values do not differ. Only on the sub-scale 'urging' were 
differencess significant. The alpha in Santander is lower than those in 
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Amsterdam,, London and Verona. Copenhagen also showed a lower alpha 
thann London. 

Differencess in alpha values may be due to differences in score distribution. For 
thatt reason Table 3.2 also gives the 5EM values. The SEM is lowest for all scales 
inn Copenhagen. On the other hand, Santander and Verona showed relatively 
highh SEM scores. This means that the IEQ seems more precise in Copenhagen 
andd less precise in Santander and Verona. 

Ass the SEM scores suggest, the differences in alpha values between sites are 
causedd as much by differences in sample variance as by differences in true 
reliability.. For instance, in Copenhagen alpha values are somewhat lower 
becausee of the low sample variance (Table 3.1), and in Verona it is just the other 
wayy around. Where a lower alpha is combined with a higher SEM, reliability 
seemss a bit problematic. This is the case for the sub-scale 'urging' in the 
Santanderr sample. Here the lowest alpha value is combined with the highest 
SEM.. Such a combination is not found in any other case. In the case of pooled 
data,, all reliability estimates are substantial, ranging between 0.77 and 0.90. 

Test-retestt reliability 

Tablee 3.3 presents the results of the test-retest reliability analysis. In all but one 
case,, reliability is substantial to high (at least 0.70). The ICC values prove to be 
highestt in Amsterdam, Copenhagen and London, demonstrating good 
reliability.. In Verona, one ICC value (worrying) is only moderate. Although all 
reliabilitiess are substantial, in Santander the ICCs for 'supervision', 'worrying' 
andd 'urging' are somewhat lower compared with the very high values in the 
otherr sites (see shaded area in Table 3.3) The SEM values indicate that the 
somewhatt lower reliability of the IEQ in Verona and Santander can be 
attributed,, at least partly, to higher measurement error All differences between 
sitess proved to be significant. The ICCs of the pooled data sets were all fairly 
high,, ranging between 0.83 and 0.90. 

Thee comparison of test and retest scores showed that retest scores in general 
wheree somewhat lower. In seven out of 25 cases these differences were 
significant,, four times involving the sub-scale 'worrying', twice the overall score, 
andd once'urging'. 

Thee length of the interval between test and retest may influence reliability. The 
IEQQ does not measure a stable characteristic, but consequences for relatives, 
whichh may change over time. Thus, the longer the interval between test and 
retest,, the higher the probability that the situation has changed. 
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Tablee 3.1 IEQ-EU sub-scales in the pooled sample and by site 
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Tablee 3.2 Internal consistency of the IEQ-EU: alpha coefficients (95% CI) and 5EM in 
thee pooled sample and by site 
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Tablee 3.3 Test -retest reliability of the IEQ-EU in the pooled sample and by site 
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However,, as was stated in the general reliability paper (Schene et al., 2000) a 
shortt time interval also may produce biased reliability estimates, due to the 
effectt of memory. In the EPSILON study the interval was set at 1-2 weeks, but the 
actuall average interval varied considerably between sites. In Santander this 
intervall was 6.3 days (s.d.=2.6), in London 10.0 days (s.d.=8.7], in Amsterdam 
11.66 days (s.d.=8.2), in Copenhagen 14.9 days (s.d.=5 4) and in Verona 22.4 
dayss (s.d.=14.6). The somewhat lower reliabilities were found in the sites where 
timee intervals were longest or shortest, so that there appears to be no direct 
connectionn between interval and reliability. 

Discussion n 

Thee internal consistencies of the IEQ scales in general turned out to be 
satisfactory.. In Amsterdam, Copenhagen and Verona all alpha values were 
substantial,, while in both London and Verona, alpha was moderate in only one 
case.. The comparison of alpha between sites was hindered by the differences 
inn score distribution. As stated earlier, comparison of Cronbach's alphas, and 
Intraclasss Correlation Coefficients directly reflects measurement error, if it is 
assumedd that the true score variances are comparable. The differences in 
scoree distribution, with Santander and Verona having the highest means and 
largestt variances, as opposed to Copenhagen, have certainly influenced the 
testt results. These differences seem to have caused the Santander and Verona 
alphass to be higher than the Copenhagen alphas. The Standard Errors of 
Measurementt show that when the effect of variance differences is cancelled 
out,, at face value the Copenhagen data seem most precise, and the Santander 
andd Verona data less precise. A relatively low alpha combined with a high SEM 

iss an indication of a somewhat lower performance of the instrument itself, 
ratherr than a characteristic of the sample on which the IEQ was tested. 
Consideringg this, the Santander alpha score on the sub-scale 'urging' seems to 
bee a bit problematic. It is recommended that the reasons why only a moderate 
reliabilityy estimate was found here should be explored further. 

Thee estimates from pooled data were all substantial to high. Only in the case of 
thee sub-scale 'urging' should one be careful in the interpretation of these 
findings,, due to the significant differences between sites. In all other cases, no 
differencess were found and the pooled reliability estimates can be considered 
valid. . 

Thee test-retest reliability estimates were all substantial, but differed between 
sites.. ICC values were highest in Amsterdam, Copenhagen and London. 
Althoughh ICC values are affected by differences in sample variance, the lower 
reliabilitiess tended to be those with high SEM values, and a low ICC combined 
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withh high 5EM may be an indication of lower performance. In Verona and 
Santander,, the 5EM values did indeed appear to be higher than at the other 
sitess (although the differences have not been formally tested). 

Whetherr the differences in reliabilities are caused by cultural differences, 
sampling,, or test effects is not yet known It was found that there was not a 
directt connection between the test-retest interval and reliability. The way in 
whichh the IEQ was administered might yield a possible explanation. In Verona 
andd Santander, the IEQ was administered regularly as an interview or 
completedd under the supervision of a research assistant, while in the three 
otherr sites, most lEQs were completed by the respondents themselves. As the 
IEQQ is designed to be a self-administered questionnaire, an interview might 
addd some extra bias. Additional data on self-administered lEQs will be 
necessaryy to investigate this hypothesis. Finally, in Santander and Verona more 
patientss live with other people (parents, relatives). Because of the more intense 
contactt between patient and relative in these situations, real changes - even in 
aa short time - will be detected earlier than in the case in which the relative does 
nott live with the patient. 

Retestt values were generally slightly lower than test values, indicating a certain 
test-retestt effect. The absolute differences, however, were rather small, and 
weree no higher in one site compared to another. This systematic test-retest 
effectt does not explain the lower ICC scores in Verona and Santander. 

Pooledd data analyses resulted in rather high reliability estimates. As was stated 
earlierr in this paper, these pooled estimates should be treated with caution, 
becausee ICC values are somewhat lower in two sites. On the other hand, the 
pooledd estimates are sufficiently high and, combined with the fact that the 
lowestt values are either moderate or in one case just below moderate, it is 
reasonablee to conclude that overall reliability is good. 

Inn summary, although the differences in sample variance make an exact test of 
thee scales somewhat difficult, in general the IEQ scales have a substantial 
reliabilityy in all sites. This conclusion is supported by the results of a 
Simultaneouss Component Analysis in which factor analyses on all five separate 
dataa sets were compared in one single analysis As it turned out in all sites very 
similarr factors were found, indicating that the IEQ scales sufficiently cover all five 
samples. . 

Thee IEQ test-retest reliability analyses have been conducted on rather small 
samples,, especially in Copenhagen |N=21). Samples in the other sites ranged 
fromm 47 to 77. In sites with larger samples, reliability issues could be studied in 
moree detail. Bearing this in mind, one can conclude that despite some 
questionss that still have to be answered, the reliability of the IEQ in the five 
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EPSILONN sites seems to be good enough for the moment to encourage the use 
off the instrument in European research. In doing so, larger data sets can be 
producedd to study the validity and reliability of the IEQ in greater detail. 
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Schizophreniaa in five countries: Similarities and differences in caregiving 

Abstract t 

Thee EPSILON study (European Psychiatric Services: Inputs Linked to Outcomes 
andd Needs) was a EU BIOMED-2 funded comparative, cross-national, cross-
sectionall study aimed (1) to produce standardised versions of five key research 
instrumentss in five languages, and (2) to compare the characteristics, needs 
andd life qualities of people with schizophrenia and their carers in these five 
countries.. One of the key instruments was the Involvement Evaluation 
Questionnairee (IEQ), an instrument to assess caregiver consequences. In this 
paperr the inter-cultural validity of the IEQ is described. It was concluded that the 
IEQQ covers the same caregiving domains in all five countries: interpersonal 
tension,, worrying, urging, and supervision. Differences in score levels between 
countriess were found. When adjusted for variables known to correlate with IEQ 
scoress (patient, caregiver and relational), these differences still persisted. It 
couldd not be determined how far the remaining variation could be explained by 
sitee level characteristics, since only limited site level data had been collected. 
Thiss means that the question as to whether levels of caregiver consequences 
whichh cannot be explained by the data presented here, are caused by cultural 
factorss or by differences in mental health care provision as still to be answered. 
Ass long as cultural bias can not be ruled out they are advised to compose their 
ownn national norm groups and use these as a local standard. 

Keyy words: caregiver consequences, family burden, schizophrenia, inter-
culturall validity, instruments 

Introduction n 

Severee mental illnesses, such as schizophrenia, impose considerable personal, 
sociall and economic burden on individuals and communities in countries 
throughoutt the world (Hatfield & Lef ley, 1987). Because of its relatively early 
onsett and chronic course, schizophrenia contributes substantially to the overall 
burdenn of disease, being among the ten disorders with the highest number of 
Disabilityy Adjusted Life Years (World Bank, 1993; Murray & Lopez, 1996). 
Schizophreniaa has far-reaching consequences, not only for the quality of life of 
thosee suffering from it, but also for those caring for them, such as family 
memberss or other informal carers. Consequences resulting from these 
caregivingg tasks generally were described as family or caregiver burden 
(Schene,, Tessler & Gamache, 1996). Although mental disorders, in particular if 
theyy are long-term, may disrupt family life, not all relatives experience their 
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caringg role as burdensome and so nowadays the more neutral term 'caregiver 
consequences'' is preferred. 

Thee consequences of caregiving have been studied for some decades now 
(Schene,, 1936; Schene, Tessler & Gamache, 1994, 1996!. The intensity of these 
consequencess were found to be related to a number of variables, such as the 
patient'ss symptoms and disabilities, socio-demographic characteristics of the 
caregiver,, coping and social support, and the quality and quantity of mental 
healthh care services (Schene & van Wijngaarden, 1993; van Wijngaarden, 
Schenee & Koeter, 1996; Magliano et al., 1998, 2000). However, conceptual and 
instrumentall heterogeneity make the comparison of these studies quite 
complex.. Although researchers largely agree on the different domains of 
caregiving,, their operationalisations differ widely. In addition most studies were 
executedd within a particular cultural setting. Cross-cultural or cross-national 
comparisonss of caregiver consequences have rarely been carried out. The only 
Europeann study so far gave an indication of cultural differences between 
northernn and southern countries, in particular in the way relatives cope with the 
burdenn they experience (Magliano et al., 1998). 

Caregiverr consequences are likely to be affected by several social or cultural 
factors,, as was elaborated in two conceptual papers (Schene 1990; Schene, 
vann Wijngaarden & Koeter, 1998). In case of a low quantity or low quality mental 
healthh system, caregiver consequences are likely to increase as a result of 
additionall family caregiving activities, thus differences in mental health services 
mayy be directly related to the implications for caregivers (Magliano et al., 1998). 
Thesee conceptual differences have, for instance, been found in studies 
involvingg the measurement of Expressed Emotion (EE), a concept related to that 
off caregiver consequences (Jenkins & Karno, 1992) In Indian samples EE was 
muchh lower than in Anglo-American and British samples, especially on the 
dimensionn 'emotional over-involvement'. It was concluded that these 
differencess were evidence against the assumption of a universally shared 
humann response to psychiatric illness, and that variations in expressed 
emotionn should be understood within one's own culture (Jenkins & Karno, 
1992). . 

Thee influence of social and cultural factors on caregiver consequences might 
leadd to biased assessments when an instrument developed in one culture is 
usedd in another. When differences in caregiver consequences between 
culturess or nations are found, these might be caused by one or more of the 
following: : 
11 Real differences in caregiver consequences: sites do differ in possible 

sourcess of objective burden, for instance low quality or/and low quantity 
mentall health care services in one or more sites. 

22 Differences in sample characteristics: the studied samples differ on 
characteristicss that might be correlated with levels of caregiver 
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consequences,, such as sex, age, income and living conditions. (Schene & 
vann Wijngaarden, 1993; Schene, van Wijngaarden & Koeter, 1998). 

33 Differences in reaction to burdensome situations: people differ in how 
theyy cope with, for instance, stressful situations, due to differences in 
personality,, personal strength, and social support (van Wijngaarden, 
Schenee & Koeter, 1996). 

44 Differences in culturai characteristics: cultures may differ in the appraisal 
off mental illness, they may differ on acceptation, stigma, integration in 
society,, religious beliefs, beliefs about the origin of mental illness, and 
appraisall of the caregiving role. 

55 instrument bias: the instrument is not valid across cultures, for instance 
duee to translation errors or differences in definitions. 

Inn order to investigate the influence of cultural aspects the other four possible 
sourcess for differences between sites should be accounted for. If possible 
differencess in levels of caregiving across sites cannot (fully) be explained by 
thesee four sources the influence of cultural characteristics cannot be ruled out. 
Inn this case it will not be relevant to compare caregiver consequences across 
countries,, and researchers should compose their own national norm groups 
andd use these as al local standard. 

Inn 1996-2000 a collaborative research project in five countries (England, 
Denmark,, The Netherlands, Italy, and Spain) was carried out. This EPSILON 
projectt (European Psychiatric Services: Inputs Linked to Outcomes and Needs) 
wass a comparative, cross-national, cross-sectional study aimed at (1) 
producingg standardised versions of five key research instruments in five 
languages,, and (2) comparing the characteristics, needs and qualities of life of 
peoplee with schizophrenia and their carers in these five countries (Becker et al., 
1999),, One of the key instruments was the Involvement Evaluation 
Questionnairee (IEQ: Schene & van Wijngaarden, 1992), an instrument to assess 
caregiverr consequences. In an earlier paper the reliability of the five versions of 
thee IEQ was assessed and it was concluded that the internal consistency and 
test-retestt reliability of these versions of the IEQ were sound (van Wijngaarden 
ett al., 2000). The intercultural validity of the IEQ and differences in caregiver 
consequencess between the collaborating sites, however, have not yet been 
established. . 

Inn order to study intercultural aspects the following research questions were 
formulated: : 
11 Is there a common dimensional structure of caregiver consequences in 

thee five countries9 

22 If so, do the five sites differ in their level of caregiver consequences9 

33 If so, can these inter-site differences in caregiver consequences be 
attributedd to differences in patient-, caregiver-, or site-level characteristics 
orr to differences in cultural characteristics9 
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Methods s 

Setting g 

Withinn the EPSILON study data were collected in five regions, all well-defined 
catchmentt areas. 

 Amsterdam: Amsterdam South East, which is a 30-year old borough and 
aa mainly residential area for a lower to middle class population of about 
110,000. . 

 Copenhagen: the Copenhagen neighbouring districts Vesterbro and 
Kongenss Enghave with a total population of about 48,000. 

 London: Croydon, a suburban borough in south London with a total 
populationn of 330,000 The population ranges from a somewhat deprived 
populationn in the north of the borough to a more affluent, middle class 
andd semi-rural southern area. In this study, patients were recruited from a 
partt of the borough with a population of about 67,000. 

 Santander: Cantabria, an Autonomic Community with a population of 
aboutt 560,000 inhabitants. The capital, Santander, is a predominantly 
middlee class town with a total population of about 194,000 inhabitants. 

 Verona: the South-Verona community mental health service. South-
Veronaa is a predominantly urban area with a mainly middle class 
populationn of about 70,000. 

Forr further details on these settings see elsewhere (Kastrup, 1998; Schene, 
Hoffmannn & Goethals, 1998; Tansella, Amaddeo & Burti, 1998; Thornicroft & 
Goldberg,, 1998, Becker et a!., 1999; Vazquez-Barquero & Garcia, 1999) 

Sample e 

Administrativee prevalence samples of adult patients aged 18-65 inclusive, with 
ann ICD-10 diagnosis of any F20-F25 were identified either from psychiatric case 
registerss or from the caseloads of local mental health services. From a sample 
off 1174 cases in total, a random selection of 780 patients was taken. This 
samplee was diagnosed by research staff on the basis of case notes and 
cliniciann information using the OPCRIT Item Group Checklist (IGC) of the 
Scheduless for Clinical Assessment in Neuropsychiatry (SCAN: WHO, 1992). The 
Itemm Group Checklist has an excellent agreement with the currently accepted 
goldd standard of consensus best-estimate diagnoses. The checklist is not 
merelyy an interview, but incorporates all known clinical information 
accumulatedd in the patient's record. Blind independent diagnosticians are able 
too produce accurate diagnoses from known clinical data with the use of the 
SCANN computer program (Azevedo et al, 1999), In order to achieve maximum 
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agreement,, researchers from all sites were trained in a one-week training 
sessionn in London, 

Onlyy patients with an ICD-10 schizophrenia research diagnosis (F20-F25) were 
includedd in the study. Exclusion criteria were current residence in prison, secure 
residentiall services or hostels for long-term patients, co-existing learning 
disabilityy (mental retardation), primary dementia or other severe organic 
disorder,, and extended in-patient treatment episodes longer than one year For 
furtherr details see Becker and colleagues (2000). 

Thee final sample consisted of 404 patients, ranging from 52 (Copenhagen) to 
1077 (Verona), an average of 81 per site. Comparisons between those patients 
whoo entered the study and those who did not showed no significant differences 
onn age, sex, marital status, ethnicity and psychiatric history (Becker et al., 2000). 
Alll 404 patients were asked to name a relative or other significant person with 
whomm he or she was in contact. If such a person was identified the patient gave 
aa written informed consent to contact him or her. The IEQ was either sent by 
maill or handed over to the caregiver depending on local research conditions. 
Inn the remaining of this paper the relative or significant other will be referred to 
as'caregiver'. . 

Inn 29% of all cases it was not possible to obtain a completed IEQ from a 
caregiver.. The main reasons were that patients were not able to name a 
caregiverr because they did not have any regular contact with relatives or 
significantt others, or patients or caregivers refused to co-operate. Finally 288 
caregiver'ss completed an IEQ, in Amsterdam 36 (59%), Copenhagen 30 (58%). 
Londonn 75 (89%), Santander 78 (78%), and Verona 69 (64%). Patients for whom 
aa caregiver completed an IEQ were on average younger (44.0 vs. 40.4, t=4.1, 
df=397,, p<.01), had more years of education (10.5 vs. 9.9, t=2.1, df=397, 
p=0.03),, and more often lived with a partner, relatives or others than in the 
otherr categories (chi2=19.8, df=3, p<0.01 for category differences) No 
differencess were found on sex, marital status, psychiatric history, current 
psychiatricc status, current symptoms (BPR5), social functioning (GAF), ethnicity 
andd employment status. 

Thee Involvement Evaluation Questionnaire (IEQ) 

Thee IEQ has been developed in The Netherlands, initially based on a literature 
search,, which revealed a large number of possible consequences resulting 
fromm caring for a person with a mental illness. These consequences could be 
summarisedd in a series of interconnected domains: (1) symptoms and 
symptomaticc behaviour, (2) caring, (3) family relations, (4) household routine 
andd family functioning, (5) social relations and stigmatisation, (6) leisure time 
andd career, (7) finances, (8) children and siblings, (9) contact with the mental 
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healthh care system, and 1101 caregiver's health. These domains were 
summarisedd in a stress/coping/appraisal model (Schene, 1990) Conformation 
forr this model was found in two Dutch studies. In a sample of relatives of 
psychoticc patients high IEQ scores could be predicted from the severity of 
patient'ss symptoms, a deterioration of the illness since onset, less caregiver's 
copingg ability, more caregiver's contacts with mental health professionals, and 
moree time spent with the patient. In a sample of caregivers of depressed 
patientss comparable correlations were found. In a path-analysis it was found 
thatt the IEQ scores explained a substantial part of the relation between 
caregiver'ss distress and patient, caregiver and relationship characteristics 
(Schene,, van Wijngaarden & Koeter, 1998; van Wijngaarden, Schene & Koeter, 
2002).. The applicability of the IEQ was good with high response rates and few 
missingg data ISchene & van Wijngaarden, 1993, 1995; Schene, van 
Wijngaardenn & Koeter, 1998; van Wijngaarden, Schene & Koeter, 1996). 

Forr the EPSILON study the IEQ was translated and back translated into/from the 
otherr four languages. The cross-cultural applicability of these translations was 
checkedd in five local focus groups meetings. In these meetings the translation 
andd content of the instrument was discussed, with special emphasis to 
comprehensibilityy and linguistic problems, applicability and relevance of items, 
redundancy,, and missing items. It was concluded that the instrument covered 
thee domain of caregiver consequences (Knudsen et al., 2000). Reliability testing 
off the five versions revealed that both internal consistency and test-retest 
reliabilityy were satisfactory to high (van Wijngaarden et al., 2000). 

Thee IEQ is an 81-item questionnaire to be completed by the caregiver, with a 
timee frame of the previous four weeks. The questionnaire consists of seven 
distinctt sections. The core section contains 31 items that assess caregiver 
consequences.. All items are scored on a three or five point Likert scale, and can 
bee summarised into four distinct scales: (1) tension (9 items), which refers to a 
strainedd interpersonal atmosphere between patient and caregiver, such as 
quarrels,, (2) supervision (6 items), which refers to the caregiver's tasks of 
guardingg the patient, for instance to prevent suicide or to supervise the intake of 
medicine,, (3) worrying (6 items), the caregiver's concern about the patient's 
safety,, future, and health, and (4) urging (8 items), the need to stimulate the 
patientt to undertake activities. In addition a 27-item total score can be 
computed.. The items of the IEQ scales are presented in Appendix III. 

Thee other six sections of the IEQ contain items that provide background 
informationn on patient, caregiver and mutual relationship: (1) general 
informationn on patient, caregiver and household composition, time spent 
togetherr (15 items), (2) an 8-items costs section, (3) the 12-item General Health 
Questionnairee (Goldberg and Williams 1988) to assess caregiver's distress, (4) 
caregiver'ss use of professional help (3 items), (5) consequences for patient's 
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childrenn (11 items), and (6) one open question for comments and additions. The 
fulll 81-item version of the IEQ takes about 20-30 minutes to complete. 

Otherr instruments 

Dataa were available on socio-demographic characteristics of patients. In 
additionn the Brief Psychiatric Rating Scale (BPR5 24-item version: Ventura et al, 
1993)) was administered by trained raters. The BPR5 is a widely used and 
validatedd instrument with well-known characteristics. Good inter-rater reliability 
hass been found in several studies across countries. Furthermore each patient's 
presentt functioning was assessed with the Global Assessment of Functioning 
Scalee (GAF), axis 5 of the DSM-IV classification system (American Psychiatric 
Association,, 1994). 

Statisticall analyses 

Thee concept of family caregiving as measured with the IEQ (research question 
#1)) was studied in two ways. First, the scoring patterns of each subscale were 
comparedd between sites, and second, the stability of the factor structure was 
analysedd by means of a Simultaneous Components Analysis (SCA: Kiers, 1990). 
Thee SCA is a factor analysis that finds the best factor solution for more than one 
dataa set simultaneously, where the joint factor solution reflects the optimum fit 
forr each of these data sets In addition the fits of all five data sets to the original 
IEQQ scale structure were analysed using the SCA Multi Group Method option 
(Kiers,, 1990). These fits were subsequently compared with the optimum fit of the 
Principall Component Analyses based on each data set separately. 

Too study inter-site similarities and differences in caregiver consequences 
(researchh question #2), the IEQ scores were compared between sites, using 
analysiss of variance with post hoc Bonferroni and Student-Newman-Keuls tests, 
availablee in the SPSS statistical package (SPSS Inc., 1997). The analyses were 
performedd on the four subscales and the total score 

Too study sample differences (research question #3), the five sites were 
comparedd on: (1) patient characteristics, such as age, sex and education, 
psychiatricc symptoms and disabilities, (2) caregiver characteristics, such as 
age,, sex and net income, and (3) characteristics of patient-caregiver contact, 
suchh as number of days lived together and type of relationship. Chi-square 
tests,, analysis of variance (F-test), and Pearson's correlation coefficient were 
used,, using the SPSS package. In the case of chi-square tests, adjusted 
residualss in each eel! identify the source(s) of any significant overall difference. 
Extremee adjusted residuals (below -3 or above +3) were used to identify sites 
withh a significant low or high rating. In the case of analysis of variance post hoc 
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Bonferronii and Student-Newman-Keuls tests were used to identify contrasting 
sites. . 

Thee sample characteristics on individual and area level (percentage of married 
people,, unemployment, single-parent families and residential psychiatric 
hospitall places) were used as covariates to estimate adjusted IEQ mean scores 
forr each site. The adjustment (regression analysis! was to the overall mean 
valuee for each covariate. The aim was to assess the extent to which site 
differencess could not be explained by characteristics known to differ between 
sites.. Any unexplained differences would be of interest since they could 
potentiallyy be related to other factors such as unmeasured service provision or 
broaderr cultural differences. The adjustment was performed using the 5TATA 
statisticall package (StataCorp, 1999). 

Results s 

Conceptuall validity of the IEQ 

Inn Figure 4.1 the patterns of IEQ mean item scores for each subscale in each site 
aree presented. As this figure shows these patterns are quite similar. Although 
thee five sites differ in the level of IEQ scores, in all sites the items related to 
worryingg have the highest mean scores. Also the rank order of the other mean 
scoress is the same in all sites: worrying, urging, tension and supervision. This 
rankk order is also the same as in the studies conducted earlier in the 
Netherlandss (Schene & van Wijngaarden, 1993; van Wijngaarden, Schene & 
Koeter,, 1996). . 

Principall Component Analysis on the total study sample (N=288) produced an 
optimumm four factor solution, based on the Scree plot. This solution accounted 
forr 58.0% of the total variance and the obtained factors were very similar to the 
factorss found in the original Dutch samples As a result of these findings it was 
decidedd to also execute a four-factor Simultaneous Components Analysis on 
thee separate data sets 

Inn Table 4.1 the results of the Simultaneous Component Analysis are presented. 
Thee top half of these tables shows that the SCA factors are very comparable to 
thee original IEQ factors. The main differences concern items 27 (taking over 
tasks)) and 28 (encouraging the patient to get up in the morning). In the original 
IEQQ factor solution these items belong to the 'urging' factor, while in the SCA 
solutionn they load on the 'worrying' factor. 
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Figuree 4.1 IEQ mean items scores pattern 

Vnsterdaa ennagen- - -London Santandei 

Itemss 29 (patient disturbed your sleep) and 43 (patient's mental health 
problemss have been a burden to you) in the original solution loaded on two 
factorss (loading (.40), while in the SCA solution these items only load on one 
factor. . 

Thee explained variances of the SCA common factor solution were compared to 
thee four-factor Principal Component Analysis (PCA) solutions on each separate 
dataa set, in which the best four-factor solution for each set was estimated. The 
comparisonn of the percentage variance explained by the PCA (best fit) and SCA 
(commonn fit) gives an indication of how well the data are described by the SCA 
factorr structure. In the bottom half of Table 1 these percentages explained 
variancee are presented. The Copenhagen data are explained best by both PCA 
andd SCA (66% vs. 63%), and the Santander data worst (52% vs. 48%). In all 
casess the SCA explained variances are a few percent lower than the PCA 
variances,, ranging from 2% lower in Verona to 4% in Amsterdam. 
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Tablee 4.1 Simultaneous Components Analysis (SCA) factors compared to original 
Involvementt Evaluation Questionnaire factors (italics), and explained 
variancess for separate Principal Component Analysis (PCA), 
Simultaneouss Components Analysis (SCA) and Multi Group Method 
IMGMII solutions. 

Tensio n n 
SCA A 
itemm # 

30 0 

31 1 

32 2 

33 3 

34 4 

35 5 

43 3 

Tension n 
lEQ Q 
itemm # 

29 29 

30 30 

31 31 

32 32 

33 33 

34 34 

35 35 

42 42 

43 43 

Worryin g g 
SCA A 
itemm # 

27 7 

28 8 

37 7 

38 8 

39 9 

40 0 

41 1 

Worryin g g 
lEQ Q 
itemm  # 

37 37 

38 38 

39 39 

40 40 

41 41 

43 43 

Urgin g g 
SCA A 
itemm # 

16 6 

17 7 

18 8 

19 9 

20 0 

21 1 

Urgin g g 
lEQ Q 
itemm # 

16 16 

17 17 

18 18 

19 19 

20 20 

21 21 

27 27 

28 28 

Supervisio n n 
SCA A 
itemm # 

22 2 

23 3 

24 4 

25 5 

26 6 

29 9 

Supervisio n n 
lEQ Q 
itemm # 

22 22 

23 23 

24 24 

25 25 

26 26 

29 29 

Amsterda m m 

Copenhage n n 

Londo n n 

Santande r r 

Verona a 

Percentage ss explaine d varianc e 

Separat e e 
PCA* * 

580 0 

65.7 7 

56.2 2 

519 9 

58.6 6 

SCA*** MGM~* 

54.44 525 

6277 610 

54.22 529 

4844 46.8 

57.11 56.1 

PCAA on each separate data set 
Commonn factorr solution of five data sets 
Fitt of each data set to the original lEQ sub-scale structure 
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Inn the Multi Group Method option of SCA (MGM) the fit of the five data sets to the 
originall IEQ scale structure was estimated. As Table 4.1 shows the explained 
variancess are somewhat lower than those of the SCA solution. Compared to the 
PCAA solution (best fit) the drop in explained variances ranged from 3% (Verona) 
too 6% (Amsterdam), when the MGM option was used. This implies that the 
originall factor structure could also be used in all five samples without too much 
losss of explained variance. 

Differencess in the level of caregiver consequences 

Ass Figure 4.1 has already shown, inter-site differences were found in the level of 
caregiverr consequences. In Table 4.2 the mean subscale scores are presented 
(unadjustedd scores). Analysis of variance showed that the five sites differed 
significantlyy on all scales. The highest scores were generally found in Verona, 
andd the lowest in Amsterdam and Copenhagen. In all cases the Verona mean 
scoress were about twice as high as those were for Amsterdam and 
Copenhagen.. Santander and London held an intermediate position. In 
Santanderr especially the worrying score was high, while in London a relatively 
highh level of urging was reported. The total score confirms that the London, 
Santanderr and especially the Verona respondents reported higher levels of 
caregiverr consequences, compared to respondents in Amsterdam and 
Copenhagen n 

Differencess in sample composition, site characteristics and their 

correlationn with IEQ scores. 

Thee five study sites were compared on 24 patient, caregiver and relational 
characteristicss (Table 4.3). Differences were found on nine patient 
characteristics.. In Amsterdam and Lonaon between one third and a half of the 
patientss belonged to an ethnic minority group, where in the other sites this 
percentagee was (close to) zero In Amsterdam almost one-fifth of the patients 
originallyy spoke a language other than Dutch. On living situation and 
accommodation,, differences were found between Amsterdam, Copenhagen 
andd London on the one hand, and Santander and Verona on the other 

Betweenn 39% and 57% of the patients in the three north-European sites lived on 
theirr own, while this was only true for 6 to 7% in the Mediterranean sites, where 
mostt people lived with their relatives. In London almost all patients were 
unemployed,, where in the other sites one-fifth to one-third of the patients held 
somee kind of (sheltered) job or was a student. 

70 0 



Chapterr 4 

Tablee 4.2 Involvement Evaluation Questionnaire scale scores, unadjusted and 
adjustedd for patient, caregiver and relationship characteristics 

Tension Tension 

unadjusted d 

ad|usted d 

Supervision Supervision 

unadjusted d 

adjusted d 

Worrying Worrying 

unadjusted d 

adjusted d 

Urging Urging 

unad|usted d 

adiusted d 

TotalTotal score 

unad|usted d 

adjusted d 

Amsterda m m 
(N=36)* * 

Meann sd 

33 54 3 31 

3.23 3 

1111 2 23 

1.64 4 

5755 4 82 

577 7 

5.000 5.78 

55 39 

144 81 12 90 

14.86 6 

Copenhage n n 
(N=30) ) 

Meann sd 

33 28 3 38 

33 14 

1088 198 

165 5 

5800 4.10 

5.27 7 

4.688 357 

5.86 6 

14.288 9 43 

15.20 0 

Londo n n 
(N=75) ) 

Mean n 

55 58 

66 12 

2.02 2 

22 29 

8.23 3 

9.08 8 

8.54 4 

9.12 2 

2289 9 

2455 5 

sd d 

435 5 

3.09 9 

478 8 

756 6 

15.06 6 

Santande r r 
(N=78) ) 

Meann sd 

44 92 5.68 

393 3 

2.144 378 

1.54 4 

12.788 7 48 

11.74 4 

7.611 603 

673 3 

26.000 16.47 

21.77 7 

Verona a 
(N=69) ) 

Mean n 

768 8 

6.77 7 

33 87 

330 0 

11.02 2 

10.85 5 

88 72 

7.24 4 

299 61 

26.33 3 

sd d 

6.26 6 

44 91 

66 19 

681 1 

1859 9 

p-valu e e 

00011 1 

0006 6 

0OO22 2 

0160 0 

<00 0013 

<0001 1 

0.0134 4 

0.044 4 

<0.0015 5 

0037 7 

Duee to missing values sample sizes may vary between sub-scales 

Veronaa high - Amsterdam, Copenhagen, Santander low 

Veronaa high - Amsterdam, Copenhagen low 

Verona,, Santander high - Amsterdam, Copenhagen, London low 

Verona,, London high - Amsterdam, Copenhagen low 

Verona,, Santander, London high - Amsterdam, Copenhagen low 
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Otherr differences were found in age, years of education and psychiatric history. 
Inn Amsterdam patients had most years of education and in Verona they had 
least.. In London patients were on average oldest, and had most psychiatric 
admissionss and most years contact with mental health services. 

Caregiverss did differ on marital status, the relation with the patient, living 
situation,, net monthly income, and ability to cope. In Amsterdam more 
caregiverss were single (33%) compared to those in the other sites (10-16%). In 
Santanderr a higher proportion of caregivers were the mother or father of the 
patient.. In Copenhagen a third of the caregivers lived alone in contrast to 
Santanderr where almost all caregivers lived with other people, mostly a spouse 
and/orr children. In Copenhagen caregivers had the highest average income, 
whereass in Verona incomes were lowest. Caregivers in Verona were less used 
too the fact that their relative suffered from a mental disease, and they also were 
lesss able to cope with it, compared to caregivers elsewhere. 

Alll relationship characteristics differed between sites. In Santander 80% of the 
patientss shared households with their caregivers, compared to 30% in 
Copenhagenn and 28% in Amsterdam. In Santander and Verona also the 
numberr of days lived together and the number of personal contact hours was 
largestt compared to the other sites. 

Sincee some of the site characteristics are correlated these comparisons are not 
independent.. However, in summary it can be stated that the sample 
differencess pertain to patient's age, ethnic minority, caregiver's coping, and 
livingg situation. Amsterdam and London have the largest percenrages of 
minoritiess and in London the patients belong to a somewhat elder group with a 
longerr psychiatric history. In Verona caregivers are less able to cope with the 
mentall disease. The way patients live splits the sites into two distinct groups. 
Thee north-European sites (London, Amsterdam and Copenhagen) where many 
patientss live on their own, and where they have less contact with their 
caregivers,, and the Mediterranean sites (Verona and Santander) where most 
patientt live with their relatives and have more contact with their caregivers. 

Asidee from these sample differences, the sites also differed in some area level 
socio-demographicc characteristics, such as the percentage of married people, 
unemployment,, single-parent families and residential psychiatric hospital 
places.. These are reported elsewhere (Becker et al., 1999). 

Severall of the sample characteristics discussed above were linked with one or 
moree scale scores of the IEQ. In general, IEQ levels tended to be higher if the 
patientt was older, was a native speaker, or had more contact with the 
caregiver,, if the caregiver was less able to cope with the mental illness of the 
patient,, and if the number of psychiatric beds per capita were lower. 
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Tablee 4.3 Differences between sites on patient, caregiver, and relationship 
characteristics s 

Patien t t 
Characteristic s s 

Gender Gender 

Male e 

Female e 

MaritalMarital status 

Single e 

Married d 

Other r 

Ethnicity Ethnicity 

Whitee European 

Other r 

NativeNative tongue 
National l 
language e 
Otherr language 

LivingLiving situation 

Alone e 

Withh spouse/ 
partner r 
Withh relatives 

Withh others 

Accommodation Accommodation 

Domestic c 

Community y 

Other r 

Occupation Occupation 
Employed/ / 
student t 

Shelteredd work 

Unemployed/ / 
pension n 

Housewife/ / 
husband d 

AgeAge patient 

YearsYears of education 

NN inpatient 
admissions admissions 

NN years contact MH 

CAPCAP score 

BPRSBPRS mean score 

Amsterda m m 
(N=36) ) 

Mean n 

393 3 

11.7 7 

3 6 6 

144 6 

563 3 

11 6 

% % 

667 7 

33.3 3 

633 9 

139 9 

222 2 

50.0 50.0 

50.0 0 

8080 6 

19.4 4 

41.7 7 
13.9 9 

25.0 0 

19.4 4 

75.0 0 

25.0 0 
0.0 0 

22.2 2 

11.1 1 

55.6 6 

11.1 1 

sd d 

11.0 0 

2 4 4 

2 8 8 

100 0 

123 3 

0 4 4 

Copenhage n n 
(N=30) ) 

Mean n 

36.6 6 

101 1 

4.1 1 

10.5 5 

566 6 

16 6 

% % 

56.7 7 

43.3 3 

633 3 

13.3 3 

23.3 3 

967 7 

3.3 3 

966 7 

3.3 3 

56.7 7 

16.7 7 

33 3 

23.3 3 

80.0 0 

133 3 

6.7 7 

16.7 7 

6 7 7 

76.7 7 

0 0 0 

sd d 

7.7 7 

2 7 7 

3.7 7 

7.8 8 

14,0 0 

0 4 4 

Londo n n 
(N=75) ) 

Mean n 

433 8 

11.2 2 

6 0 0 

171 1 

58.7 7 

1.5 5 

% % 

587 7 

411 3 

627 7 

17.3 3 
200 0 

6464 0 

36.0 0 

92.0 0 

8 0 0 

38.7 7 

18.7 7 

21.3 21.3 

21.3 3 

78.7 7 

13.3 3 

8.0 0 

4.0 0 

1.3 3 

92.0 0 

2 7 7 

sd d 

12.3 3 

1.5 5 

5 5 5 

120 0 

11.2 2 

0.4 4 

Santande r r 
<N=78) ) 

% % 

57.7 7 

4 23 3 

71.7 7 

167 7 

11.5 5 

100.0 0 
00 0 

97.4 4 

2 6 6 

64 64 

16.7 7 

73.1 1 

3.8 8 

100.0 0 

Mean n 

388 9 

10.5 5 

2 3 3 

12.1 1 

566 1 

1.7 7 

00 0 

0.0 0 

16.7 7 

2 6 6 

692 2 

11.5 5 

sd d 

9 4 4 

2.3 3 

21 1 

8.1 1 
18.7 7 

0.5 5 

Veron a a 
(N=69) ) 

Mean n 

4 0 8 8 
9.3 3 
3.7 7 

122 2 

569 9 

1.5 5 

% % 

5 36 6 

46.4 4 

63.8 8 

2 46 6 

11.6 6 

100.0 0 

0.0 0.0 

100.0 0 

0.0 0 

7.2 7.2 

24.6 6 

62.3 3 
5 8 8 

9 4 2 2 

5.8 8 

0.0 0 

217 7 

4.3 3 

609 9 

130 0 

sd d 

122 2 

3.0 0 

4.8 8 

9 0 0 

17.6 6 

0.5 5 

Alll  site s 
(N=288) ) 

Mean n 

40.4 4 

10.5 5 

33 9 

13.6 6 

570 0 

1.6 6 

X X 

58.0 0 

42.0 0 

6 56 6 

18.1 1 

16.3 3 

844 0 

16.0 0 

9 4 4 4 

5.6 6 

24.7 7 

18.8 8 

43.8 8 

12.8 8 

87.8 8 
9.4 4 

2 8 8 

155 3 

4 2 2 

722 2 

8.3 3 

sd d 

11.1 1 

2.5 5 

4.3 3 

9.9 9 

155 5 

0.5 5 

valu e e 

chi-9 9 

0.792 2 

0.490 0 

<00 001 

0.001 1 

<0.001 1 

<00 001 

0.002 2 

P--
valu e e 

0015 5 

<0.001 1 

<00 001 

0003 3 

0.881 1 

0.119 9 

Note:: Figures in bold mean site scores that are significantly higher than the other scores (in case of 
chi^-testingg adjusted standardised residuals >3, in case of analysis of variance post hoc Bon-
ferronii contrasts] 
Figuress in italics mean site scores that are significantly lower than the other scores (in case of 
chi^-testingg adjusted standardised residuals <3, in case of analysis of variance post hoc Bon-
ferronii contrasts] 
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Tablee 4.3 (continued) 

Patien t t 
Characteristic s s 

MaritalMarital status 

Single e 

Married d 

Divorced d 

Widowed d 

RelationRelation with patient 

Mother/father r 

Sister/brother r 

Partnerr or other 

Gender Gender 

Male Male 

Female e 

LivingLiving situation 

Alone e 

Withh spouse/ 
children n 

Other r 

AgeAge caregiver 

MonthlyMonthly net income " 

UsedUsed to problems 

AbilityAbility to cope 

Patien t t 
Characteristic s s 

PatientPatient in household 

Yes s 

No o 

NN days lived 
togethertogether22' ' 

HrsHrs personal 

contacr contacr 

Amsterda m m 
<N=36) ) 

Mean n 

50.9 9 

3.2 2 

3.2 2 

3.2 2 

Mean n 

8 4 4 

3 2 2 

% % 

33.3 3 
477 2 

8 3 3 

11.1 1 

444 4 

30.6 6 

255 0 

366 1 

633 9 

16.7 7 

666 7 

167 7 

sd d 

12.4 4 

1.4 4 

12 2 

1.2 2 

% % 

27.8 27.8 

72.2 2 

sd d 

122 9 

2 0 0 

Copenhage n n 
(N=30) ) 

Mean n 

49.3 3 

4.4 4 

4.1 1 

3.5 5 

Mean n 

07 07 

3 6 6 

% % 

100 0 
566 7 

200 0 

133 3 

400 0 

366 7 

233 3 

166 7 

833 3 

34.5 5 

588 6 

6 9 9 

sd d 

139 9 

14 4 

1.0 0 

1.0 0 

% % 

3030 0 

70.0 0 

sd d 

08 8 

11 9 

Londo n n 
(N=75) ) 

Mean n 

50.2 2 

2.6 6 

3.6 6 

3.4 4 

Mean n 

11.4 4 

3 3 3 

% % 

160 0 

544 7 

100 7 
187 7 

333 3 

25.3 3 

411 3 

299 3 

707 7 

21.3 3 

655 3 

13.3 3 

sd d 

148 8 

1.4 4 

1.4 4 

11 3 

% % 

499 3 

507 7 

sd d 

129 9 

21 1 

Santande r r 
(N=78J J 

Mean n 

55.7 7 

2.9 9 

3.4 4 

3 4 4 

Mean n 

24,0 0 

5.5 5 

% % 

11.5 5 

71.8 8 

2 6 6 

144 1 

62.8 8 
16.7 7 

20.5 5 

322 1 

67.9 9 

1.3 1.3 

846 6 

144 1 

sd d 

14.5 5 

1.2 2 

1.2 2 
1.0 0 

% % 

80.8 8 

1919 2 

sd d 

8.4 4 

11 1 

Veron a a 
(N=69) ) 

Mean n 

51.6 6 

2.3 2.3 

2.9 2.9 

22 7 

Mean n 

21.2 2 

4.6 6 

% % 

145 5 

623 3 

4 3 3 

188 8 

48.5 5 

200 6 

309 9 

382 2 

618 8 

75 5 

77.6 6 

144 9 

sd d 

16.0 0 

1.0 0 

1.2 2 

0.9 9 

% % 

69.1 1 

309 9 

sd d 

11.8 8 

1.8 8 

Al ll  site s 
(N=288) ) 

Mean n 

52.0 0 

2.9 9 

3.4 4 

3.2 2 

Mean n 

15.8 8 

4 2 2 

% % 

166 0 
60.4 4 

7.6 6 

160 0 

477 0 
233 7 

293 3 

31.7 7 

688 3 

133 3 
73.0 0 

13.7 7 

sd d 

14.8 8 

1.4 4 

1.3 3 

1.1 1 

% % 

57.8 8 

42.2 2 

sd d 

132 2 

2.0 0 

P--
vdu e e 

chi ' ' 

00 022 

00 016 

0.288 8 

<00 001 

P--
valu e e 

0110 0 

<0.001 1 

<0.001 1 

0.001 1 

chi 2 2 

<0.001 1 

p . . 
valu e e 

<0.001 1 

<0.001 1 

111 Because of general income differences between countries, income was standardised by us-

ingg six ranges that reflect income variances in each county Each category score in one site is 

comparablee to the same score in the other sites. 

2)) Number of days during the last month patient and caregiver have lived in the same house-

hold. . 

311 Hours of personal contact are coded into six range scores (l=less than one hour a week to 

6=moree than 32 hours a week. 
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Inn order to adjust for these differences in site, patient, caregiver and relational 
characteristics,, adjusted IEQ scores were computed. In Table 4 2 these adjusted 
meann scores resulting from the analysis of covariance are compared with the 
unadjustedd mean scores. As the table shows, the differences in adjusted mean 
IEQQ scores between sites were somewhat smaller than the unadjusted means, 
butt the overall picture remains the same The Amsterdam and Copenhagen 
adjustedd scores were only slightly different from the unadjusted scores. In 
Londonn the adjusted means were somewhat higher, and in Verona and 
Santanderr all the adjusted means were lower than the unadjusted means. In 
fourr out of five cases the inter-site differences remained statistically significant. 
Onlyy in case of the supervision subscale the differences in adjusted scores 
betweenn sites were not significant. In general the Verona, Santander and 
Londonn scores were still higher than the Amsterdam and Copenhagen scores, 
althoughh in the case of total scores London and Santander changed positions. 
Inn case of total scores London and Santander changed positions. 

Discussion n 

Thee Involvement Evaluation Questionnaire has become the most widely used 
instrumentt to measure caregiver consequences, and has been translated not 
onlyy in the five language versions described in this paper, but also into Finnish, 
Swedish,, German, French and Portuguese. However, it was still unknown at the 
startt of the EPSILON project whether the IEQ concept was valid across countries 
andd languages or whether it might be influenced by cultural characteristics. 
Fromm the analyses presented in this paper it can be concluded that the five IEQ 
versionss in this study indeed cover the same caregiving domains. The first 
evidencee for this conclusion came from the Focus Group meetings. As the 
EPSILONN research group was aware of the importance of this conceptual 
validity,, much attention was paid to the translation of the instruments used. This 
wass performed according to WHO rules, which include the requirement for 
back-translationss and Focus Group meetings. In these, the IEQ proved to cover 
thee relevant domains of caregiver consequences (Knudsen et al., 2000). 

Second,, the patterns of the mean IEQ item scores were almost identical in all 
fivee countries, and also matched the patterns found in the original Dutch 
studies.. In all countries worries about the patient's health, future, safety and 
financiall position are the most common caregiving consequences. 

Third,, the SCA factor analyses resulted in factor solutions, which were very 
similarr to the factor solution found in the original Dutch sample. Although small 
differencess in factor contents emerged, the basic structure remained 
unchanged,, a four-factor solution representing worrying, supervision, urging. 
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andd tension. These similarities are reflected in the small loss of explained 
variancess when the data sets were analysed together The common factor 
solutionn was only slightly worse than the optimum PCA solution. Even when 
dataa sets were forced into the original IEQ scale structure losses in explained 
variancess were limited to a maximum of 5%. Although the SCA handbook does 
nott contain standards for allowable differences between best fits and SCA fits, 
thesee losses in explained variances at face value appear to be acceptable. This 
impliess that the underlying structure of the IEQ can be considered to be stable in 
alll sites, and that the underlying structure of the IEQ can be considered to be 
stablee in all sites, and that the original IEQ scale structure can be preserved. 

Thee above finding is supported by the results of the reliability study in which it 
wass concluded that the internal consistency (Cronbach's alpha) of the IEQ 
scaless was acceptable to good in all sites (van Wijngaarden et al., 2000). In all, 
thee IEQ can be considered to be a valid instrument in all tested sites, and the 
possibilityy of an instrument bias, as was defined in the introduction, seems to 
bee unlikely. 

Thee sample sizes in Amsterdam and Copenhagen were rather small. Many 
patientss lived on their own and had little contact with relatives, so it was not 
possiblee to contact significant others. Despite these small sample sizes, which 
resultedd in a relatively low power to detect intersite differences, a comparison 
betweenn the five sites on unadjusted scores revealed significant differences on 
thee IEQ subscales and total score. In agreement with Magliano and colleagues 
11998)) differences were mainly found between the southern and northern 
countries.. In the southern sites, especially in Verona, mean IEQ scores were on 
averagee higher. The question was whether these differences were caused by 
reall differences in caregiver consequences (for instance more caregiving is 
neededd because of low quality mental health services), by differences in 
samplee characteristics, or by a cultural bias in the operation of the instrument. 

Inn earlier studies it was found that IEQ scores correlated with several patient 
andd caregiver characteristics, and with characteristics of their relationship 
(Schenee & van Wijngaarden, 1993, van Wijngaarden, Schene & Koeter, 1996, 
Schene,, van Wijngaarden & Koeter, 1998). These characteristics included 
severityy of patient's symptoms, patient's and caregiver's age, amount of time 
thee caregiver spend with the patient, and caregiver's ability to cope with the 
mentall illness. Although the selection of patients in the EPSILON study had been 
donee according to a well-defined standard procedure and produced a 
diagnosticallyy homogeneous patient sample (Becker et al., 2000), with a 
comparablee symptom and global functioning level, differences were found on 
age,, psychiatric history, patient caregiver contact, and caregiver coping. Based 
onn earlier research and univariate correlations found in this study, it was 
expectedd that these sample differences could explain the differences found in 
IEQQ scores across sites. Furthermore, the directions of the correlations were 
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consistentt with such explanations. For example, high IEQ scores occurred in 
Veronaa where the caregiver's ability to cope was lowest and where most 
patientss live with their caregivers. 

Adjustingg for these sample variables, however, only marginally uffected the 
differencess in IEQ scores. Differences between sites became smaller because 
off decreased scores in Santander and Verona, caused by ad|ustment for hours 
personall contact and ability to cope. In fact the Santander total score even 
droppedd below the London one. But the adjusted scores still were significantly 
differentt on tension, supervision, worrying and the total score, with Verona in 
generall scoring highest. 

Thee remaining differences in IEQ scores between sites cannot be explained by 
thee available patient- or site-level data in this study but deserve further study, 
perhapss at a broader level Indeed the ad|ustment was designed to elucidate 
this.. Had the site differences disappeared or been greatly reduced after 
adjustment,, it could be assumed that the measured data reflected the most 
importantt factors for caregiving consequences. This would imply that carers 
livingg in similar individual situations, with patients having access to a similar 
levell of psychiatric inpatient beds, would express similar levels of burden 
whereverr they happened to be living. As it is, the results suggest at least two 
otherr possibilities. One is that relevant data, which differ by site, were not 
measuredd or could not be taken into account in the analysis. These data might 
relatee to the patients or carers themselves or, more likely, to service provision. 

Thee omission of important patient or carer level data cannot be ruled out. In this 
studyy IEQ scores were not corrected for social support, and only in a limited way 
forr coping. When this study was planned the possible influence of these 
domainss had not yet been assessed. It might be possible that social support 
willl eventually explain a part of the differences between sites, as might be true 
forr personality, public information on psychiatric diseases and stigma. 
Furthermore,, coping could be connected with the IEQ scores. In this study (see 
Tablee 4.3) the ability to cope of caregivers differed significantly between sites. 
Thee question remains as to whether social support or coping could fully explain 
thee differences between sites. When all other variables that were expected to 
predictt IEQ scores were entered in the analysis of covariance, the intersite 
differencess only declined marginally, and it is questionable whether social 
supportt or coping would totally explain these differences. 

Thee omission of relevant data on service provision is also a possible reason for 
thee remaining unexplained site differences. This might be the case, given the 
limitedd data available for this study, especially relating specifically to carers 
suchh as social service provision. Although it was found that the quantity of 
residentiall places did not fully explain inter-site differences, it is reasonable to 
supposee that differences in local mental health provisions might be of 
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importance.. In the case of low quality provision, caregivers might be forced to 
doo more for the patient. To fully investigate the relationship between patient-
andd site-level explanations adequately would require a much larger study, with 
aa wider range of sites and the use of multilevel modelling techniques. In such a 
study,, it may be that other mental health provision or social security variables 
couldd explain more of the variation in IEQ scores. With only five sites it was not 
feasiblee to adopt this approach. 

AA second option should also be considered. This is that differences do not result 
solelyy from a patient's or carer's individual situation, or even from objective and 
measurablee aspects of society such as service provision There may be deeper 
culturall differences in responses to or the interpretation of the IEQ instrument. 
Cross-ethnicc research on families of people with psychiatric disabilities in the 
unitedd States showed that racial and ethnic differences were found on issues 
suchh as causal attribution, prognostic expectations, kinship roles, and 
perceivedd family burden. In all family burden studies it appeared that burden 
wass lower in African American families, compared to white American families 
(Lefley,, 1998). Although differences in several cases these were attributed to 
largerr social networks and mutual aid systems, other researchers found just 
thee opposite. In these cross-cultural studies coping, self-esteem, and 
expectationss of the relative's psychiatric disability were also mentioned as 
predictors,, but no clear explanations could be formulated. The only finding that 
remainedd stable were the lower scores in black families. Also almost all studies 
foundd that patient's behavioural problems, caregiver's worries, patient's 
dependency,, and family disruption were predictors of the levels of burden both 
inn black and white families (Lefley, 1998). 

Thesee findings are comparable to the results from our own study. While the 
conceptt is stable across cultures, differences are found but a clear explanation 
whyy these differences occur is not available. The fact that up to 50% ethnic 
minoritiess were found in the Amsterdam and London samples could not 
explainn site differences. Magliano and colleagues (1998) concluded that there 
seemedd to be a certain north-south axis, which could be interpreted as the 
differencess between the 'warm-blooded' Mediterraneans and the 'cold-
blooded'' northerners, but in our study results were ambiguous on this issue. 

AA limitation of this study was the necessity to adjust for a rather large number of 
covariatess in a relatively small total sample. Furthermore, the regression 
modelss used assume linear effects, as an approximation. While the distribution 
off the total IEQ score was approximately normal, the sub-scales were 
somewhatt skewed. For these reasons, the significance levels associated with 
thee ad|usted means should be interpreted with care and those for the sub-
scaless should be given less weight. The main conclusion relating to the total 
score,, namely a contrast between Verona, Santander, London, and 
Amsterdam,, Copenhagen (with or without adjustment) is robust. 
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Whilee the IEQ proved to be a useful and valid instrument in measuring caregiver 
consequences,, users of the iEQ should be careful in the interpretation of their 
findings.. As long as cultural bias can not be ruled out they are advised to 
composee their own national norm groups and use these as a local standard. 
Thee question as to whether levels of caregiver consequences which cannot be 
explainedd by the data presented here, are caused by cultural factors or by 
differencess in mental health care provision as still to be answered. 
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Abstract t 

BackgroundBackground Attention to caregiver consequences have been mainly restricted 
too schizophrenia, although studies suggest that relatives of depressed patients 
alsoo experience considerable distress. These studies, however, were 
conductedd on small samples or with non-validated instruments. In our study 
caregiverr consequences of 260 spouses and relatives of depressed patients 
weree assessed with a well-validated 31-item questionnaire, the Involvement 
Evaluationn Questionnaire (IEQ: Schene & van Wijngaarden, 19921. 

Methods:Methods: The IEQ was mailed to spouses and relatives of patients with major 
depression,, dysthymic disorder or other depressive disorders. Other 
instrumentss used were the Ways of Coping Checklist (Folkman & Lazarus, 1980; 
Aldwinn et al., 1980), the Dutch ISB Social Support Questionnaire (van Dam-
Baggenn et al., 1986], and the Zung SDS IZung, 1965,1973). 

Results:Results: About 25 to 50% of caregivers worried about the patient's general 
health,, treatment, safety, and future. They had to urge the patient to undertake 
activities,, or took over tasks. There were relational strains, and they felt 
burdened,, especially when the patient was in an acute phase. Caregivers often 
feltt distressed and had to visit a (mental) health practitioner. Also children were 
affected;; caregivers reported high levels of difficult behaviour, loss of appetite, 
sleeplessness,, less playing, and less attention at school. Caregiver 
consequencess occur less than in schizophrenia, but the patterns are quite 
comparable. . 

Conclusions:Conclusions: Caregiver consequences in depression occur frequently and 
causee distress in caregivers and patient's children. Attention should be paid to 
supportt relatives and spouses of depressed patients. 

Introduction n 

Livingg with a person suffering from a severe mental illness often causes 
considerablee personal, social and economic burden on individuals and 
communitiess (Hatfield & Lefley, 1987). Relatives bear considerable burdens, 
sometimess detriment to their own health (Schene, 1986; Fadden, Bebbington & 
Kuipers,, 1987b, Schene, Tessler & Gamache, 1994, 1996). Still caregivers often 
lackedd support from the psychiatric teams in coping with the patient's 
symptomss and behaviour, and on the whole the emotional experience of 
caregivingg had no priority in therapy. (Fadden, Bebbington & Kuipers, 1987b; 
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Muscroftt & Bowl, 2000). However, in recent years there has been a growing 
concernn for the consequences experienced by patient's caregivers. This was 
mainlyy caused by the ongoing process of deinstitutionalisation, which was 
thoughtt to lead to disproportionately heavy burdens for the families of patients. 
Inn several countries this led to the founding of organisations for families of 
patientss with serious mental illness that brought this issue under the attention of 
societyy (Schene & van Wijngaarden, 19951. 

Despitee the fact that 15 years ago Fadden, Bebbington & Kuipers (1987a) 
alreadyy stated that families of other patient groups were also seriously affected 
byy the patient's illness, studies are mainly restricted to schizophrenia or other 
psychoticc disorders. The reason why caregiver consequences in affective 
disorderss did not attract much attention, presumably lies in the episodic nature 
off affective disorders and the erroneous notion that, unlike schizophrenia, 
affectivee disorders do not entail chronicity or adverse effect on the functioning of 
thee patient (Chakrabarti, Kulhara & Verma, 1992). The scant information about 
thee consequences of affective disorders exclusively deals with the effects on 
spouses,, probably because depressive patients are much more likely to be 
married.. Marital and sexual relationships often are badly affected, and 
spousess take over various roles normally done by patient, causing restrictions 
inn their own social activities, and high levels of subjective burden (Fadden, 
Bebbingtonn & Kuipers, 1987a, 1987b; Jacob et al., 1987). The few studies on 
caregiverr consequences in case of bipolar affective disorder suggest that 
familyy members experience considerable distress as well [Targum, 1981; 
Fadden,, Bebbington & Kuipers, 1987b). 

Thee caregiver consequences in affective disorders were found to be strikingly 
parallell to those in schizophrenia (Fadden, Bebbington & Kuipers, 1987a; 
Chakrabarti,, Kulhara & Verma, 1992). Although studies report higher burden in 
casee of schizophrenia, compared to bipolar disorder, major depression and 
neuroticc disorders, it was found that burden was related to specific symptoms 
andd behaviour rather than to diagnosis per se. This suggests that psychiatric 
diagnosiss might be of limited value in understanding the relatives' experiences. 
(Chakrabartii & Kulhara, 1999; Mueser et al., 1996; Perlick et al., 1999). 

Inn schizophrenia research it was found that the level of caregiver consequences 
cann be predicted from a number of interrelated variables: patient-caregiver 
relationshipp characteristics like the amount of time spent together, patient 
characteristicss like symptoms and disabilities, and caregiver characteristics like 
copingg and social support (Schene & van Wijngaarden, 1993; Schene, 1990, 
Schene,, van Wijngaarden & Koeter, 1998; Magliano et al., 1998, 2000). Similar 
resultss were found in studies on the caregiver consequences of affective or 
bipolarr disorders. Those living with patients experienced most consequences, 
andd consequences were higher if the caregiver was female, if the patient was 
inn a acute phase, had more symptoms and a long psychiatric history, and if 
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caregiverss felt that they had no control over patient's illness (Chakrabarti, 
Kulharaa & Verrna, 1992; Fadden, Bebbington & Kuipers, 1987b; Jacob et al., 
1987;; Perfick et al., 1999). 

Alsoo the effects on the (mental) health of caregivers of patients with affective 
disorderss were comparable to findings in schizophrenia research (Fadden, 
Bebbingtonn & Kuipers, 1987a; Schene, van Wijngaarden & Koeter, 1998). 
Betweenn 31% (Dyck, Short & Vitaliano, 1999) and 40% (Struening et al., 19951 of 
caregiverss have above threshold scores for clinically significant depression on 
self-reportt measures like the CE5-D (Perlick et al., 2001), with higher scores in 
casee of more burden (Struening et al., 1995; Barrowclough & Parle, 1997; Dyck, 
Shortt & Vitaliano, 1999). 

Althoughh these studies suggest that caregiver consequences in affective 
disorderss can be serious, all had one or more methodological drawbacks. 
Mostt did not include comparison groups, instruments generally were not 
validated,, or/and even were not designed to measure burden. In addition, 
thesee studies mainly focused on bipolar or schizo-affective disorders, instead of 
depression.. Given these methodological shortcomings there is a need for a 
studyy on caregiver consequences in 'true' depressive disorders, using a 
validatedd and applicable instrument. This study is designed to answer the 
followingg questions: 

11 What are the consequences for caregivers of sharing daily life with 
depressedd patients? 

22 Are these consequences related to diagnosis (major depression vs. 
dysthymia),, illness phase, duration and severity of the illness, and patient 
orr caregivers' (socio)demographic characteristics9 

33 Are these consequences related to caregivers' feelings of distress and to 
whichh extent do they lead to use of (mental) health care? 

Methods s 

Inclusionn criteria and patient samples 

Thee study was conducted amongst relatives, friends, partners or other 
caregiverss of patients fulfilling the clinical DSM-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 Center, and the outpatient departments of two mental 
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hospitals.. All departments were specialised in the treatment of depression The 
totall patient group comprised three sub-samples: 

Inpatients:Inpatients: Patients recently (less than 4 weeks ago) admitted to a 
clinicc at the psychiatric department of the Academic 
Medicall Center (N=20). 

AcuteAcute outpatients: Patients who recently (less than 2 weeks ago) started 
ann outpatient treatment at the psychiatric department 
off the Academic Medical Center (N=110). 

Non-acuteNon-acute outpatients: Patients who were more than 2 months in treatment at 
thee outpatient department of an Academic Medical 
Center,, and the outpatient departments of both mental 
hospitalss (N=203). Their average treatment duration 
wass 3.4 years. 

Measures s 

InvolvementInvolvement Evaluation Questionnaire. Caregiver consequences were 
measuredd with the Involvement Evaluation Questionnaire (IEQ: Schene & van 
Wijngaarden,, 1992), a 31-item questionnaire to be completed by the caregiver. 
Thee items refer to the encouragement and care the caregiver has to provide to 
thee patient, interpersonal problems, and caregiver's worries, coping and 
subjectivee burden. All items are scored on 5-point Likert scales. The timeframe 
iss the four weeks prior to the completion of the instrument, and it takes about 20 
minutess to complete. 

Thee IEQ comprise four scales: (1) tension (nine items), a possible interpersonal 
strainn between patient and caregiver, (2) supervision (six items), such as the 
caregiverr guarding the patient from dangerous acts, (3) worrying (six items), 
andd (4) urging (eight items), the activation of the patient. A 27-item overall 
consequencess score can also be computed. The IEQ sub-scales and core items 
aree presented in Appendix III. 

Thee Dutch version of the IEQ has been validated in studies among caregivers of 
patientss with schizophrenia and patients with depressive disorders. It proved to 
bee valid (van Wijngaarden, Schene & Koeter, 1996, 2001; van Wijngaarden, 
Schenee & Koeter, in press), and to be sensitive to change (Stam & Cuijpers, 
2001).. In an international study it was concluded that the English, Danish, Italian 
andd Spanish versions had good internal consistency and test-retest reliability 
(vann Wijngaarden et al., 2000). 

ExtraExtra lEQ-modules. The IEQ was extended with the following modules: (1) 15 
socio-demographicc and contact variables, such as age, sex, household 
composition,, and amount of contact between patient and respondent, (2) a 8-
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itemm caregiver distress scale, (3) 3 items on caregiver's use of professional help, 
(4)) 9 items on the consequences for patient's children, and (5) one open 
questionn for comments and additions. 
WaysWays of Coping Checklist. The Ways of Coping Checklist (WCC: Folkman & 
Lazarus,, 1980; Aldwin et al., 1980) is a 68-item questionnaire, to be completed 
byy the caregiver. It comprises five sub-scales: 'making plans', 'feeling guilty', 
'keepingg distance', 'daydreaming', and 'seeking support' (Vitaliano et al., 1985). 
Forr reasons of efficiency an abbreviated 15-item version was used in this study. 

SocialSocial Support Questionnaire. Social support was assessed with a validated 20-
itemm Dutch questionnaire (ISB: van Dam-Baggen, Huiskes & Kraaimaat, 1986). 
Thesee items can be summarised in four scales: 'potentially experienced 
support',, 'actually experienced support', 'potentially given support', 'actually 
givenn support'. 

ZungZung Selfrating Depression Scale. The Zung SDS (Zung, 1965, 1973) is a 
validatedd 20-item questionnaire to assess depressive symptoms. These items 
aree summarised in a sumcore. 

Dataa collection and response 

Patientss who agreed to participate gave a written informed consent and 
providedd the name of a caregiver who could be asked to participate in the 
study.. The IEQ was send by mail, accompanied by a letter explaining the aim of 
thee study, an informed consent form, and a postage free return envelope. In 
casee of non-response a reminder was send after two weeks. In total 333 lEQs 
weree mailed, of which 260 were returned, a response rate of 78%. This 
responsee was similar in all three samples (77 - 81%). 

Results s 

Socio-demographicc characteristics 

Tablee 5.1 contains the socio-demographic characteristics of patients and 
caregivers.. Of the 260 patients two third had a clinical diagnosis of major 
depression,, and one fifth dysthymia . 

Thee non-acute outpatient sample scored somewhat lower on the Zung SDS 
sumscoree (One-way ANOVA, F=7.2, df=2, p= 001), and the inpatient sample 

patientss had a shorter psychiatric history than the other samples (chi2=13.8, 
df=6,, p=.032). 
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Tablee 5.1 Socio-demographic characteristics of patients and caregivers 

Samples s 

ClinicalClinical diagnosis 

majorr depression 

dysthymia a 

other r 

DurationDuration of illness 

<< 3 years 

3-100 years 

>> 10 years 

GenderGender patient 

female e 

GenderGender caregiver 

female female 

RelationRelation caregiver-patient 
CaregiverCaregiver is: 

partner r 

parent t 

child d 

sibling g 

friend d 

LiveLive in the same house7 

yes s 

HoursHours contact per week 

8 8 

9-16 6 

17-32 2 

>32 2 

Total l 
sampl e e 

NN = 260 

7u u 

677 5 

200 8 

11.7 7 

332 2 

32.4 4 

34.4 4 

61.2 2 

53.1 1 

72.3 3 

6.5 5 

5 4 4 

6.9 9 

8.8 8 

85.3 3 

16.2 2 

8.8 8 

8 8 8 

662 2 

Inpatien t t 
NN = 16 

% % 

93.8 8 

6.3 3 

0.0 0 

53.4 4 

133 3 

333 3 

500 0 

5 63 3 

81.3 3 

0.0 0 

12.5 5 

0.0 0 

6 3 3 

92.9 9 

50.0 0 

0.0 0 

25.0 0 

2525 0 

Acut e e 
outpatien t t 

NN = 88 

% % 

70S S 

177 0 

125 5 

39.8 8 

31.3 3 

28.9 9 

60.2 2 

51.1 1 

72.3 3 

114 4 

3.4 4 

4.5 5 

91 1 

88.8 8 

10.2 2 

11.4 4 

11.4 4 

67.0 0 

Non-acut e e 
outpatien t t 

NN = 156 

% % 

625 5 

2 5 0 0 

12.5 5 

27.4 4 

34.9 9 

377 7 

611 2 

53.8 8 

718 8 

4.5 5 

5.8 8 

9.0 0 

9.0 0 

822 6 

16.0 0 

8.3 3 

5.8 5.8 

69.9 9 

P" " 

nn s 

.032 2 

n.s. . 

n.s s 

n.s. . 

n.s. . 

.000 0 

Patient'sPatient's age 

Caregiver'sCaregiver's age 

SeveritySeverity of symptoms 

Zungg SDSsumscore 

mean n 

4 5 4 4 

46.6 6 

526 6 

mean n 

62.6 6 

58.7 7 

566 9 

mean n 

39.4 4 

42.8 8 

557 7 

mean n 

47.1 1 

477 5 

510 510 

P* * 
000 0 

000 0 

001 1 

1)) Chi2-test (significant high scores in bol d low scores in italics) 
211 One-way Anova, Student-Newman-Keuls test (significant high scores in bold , low scores in 

italics) italics) 
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Inn total 61.2% of the patients was female, the average age 45.4 years (sd = 
13.9).. The inpatient group was oldest, and acute outpatients were youngest. 
(One-wayy ANOVA, F=26.0, df=2, p=.000). 

Thee average age of the caregivers was 46.6 years (sd=13.6), and 53.1% were 
female.. Caregivers of the inpatients were on average older than those in the 
otherr samples (One-way ANOVA, F=11.0, df=2, p=.000l. The majority of 
caregiverss (72.3%) was the partner of the patient, and in 85 3% of the cases 
caregiverr and patient shared households. The three samples differed on the 
numberr of hours contact with the patient. Caregivers from the inpatient sample 
hadd had less contact with the patient, as a consequence of the fact that the 
assessmentt took place in a period that these patients were admitted to the 
clinicall ward (chi2=26.8, df=6, p=.000). 

Consequencess for caregivers 

Tablee 5.2 shows the IEQ scores in descending order of prevalence. Item scores 
representt the percentage of cases in which a caregiver indicated that the event 
happenedd at least regularly during the four weeks prior to assessment. Almost 
halff of the caregivers reported that they had been worried about the patient's 
generall health and/or the patient's future at least regularly. In a quarter to one 
thirdd of the cases caregivers had to encourage patients to undertake an activity, 
feltt burdened by the patient's mental health problems, had been worried over 
theirr own future, had to take over tasks normally done by the patient, reported 
thatt the atmosphere between themselves and the patient had been strained, 
weree worried about the patient receiving the proper treatment, or were worried 
aboutt the patient's safety. 

AA number of events occurred rarely. Only two caregivers indicated that they had 
too guard the patient at least regularly from illegal drug intake, while four 
caregiverss felt threatened by the patient, and five had to help the patient to take 
properr care of him/herself. 

Onn 13 items differences were found between the three samples. In most cases 
aa larger proportion of the caregivers in the inpatient sample reported events, 
especiallyy with respect to encouraging to undertake activity, taking over of 
tasks,, feeling burdened, a strained atmosphere, and worries about ones own 
futuree and the treatment of the patients. In all of these cases about one half to 
twoo thirds of the caregivers reported consequences (figures in bold type). In two 
casess (worrying about the patient's general health, and quarrels) events 
occurredd more often in the acute outpatient sample. The caregivers of the non-
acutee chronic sample reported the lowest occurrence on all events but one 
(figuress in italic type). 
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Tablee 5.2 Percentages of cases in which an 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 

encouragedd to undertake activity 

feltt burdened 

worriedd about own future 

takenn over tasks 

atmospheree was strained 

worriedd about treatment 

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 

Tota l l 
sampl e e 

NN = 260 

% % 

45.4 4 

43.5 5 

355 5 

346 6 

296 6 

282 2 

27.4 4 

265 5 

246 6 

226 6 

17.5 5 

16.3 3 

155 5 

13.9 9 

13.1 1 

12.3 3 

10.7 7 

8.7 7 

75 5 

7.1 1 

5.6 6 

4.8 8 

4 0 0 

3 2 2 

2 0 0 

16 6 

0 8 8 

Inpatien t t 
NN = 16 

% % 

500 0 

625 5 

66.7 7 

62.5 5 

50.0 0 

66.7 7 

53.3 3 

50.0 0 

37.5 5 

40 .0 0 

133 3 

33.3 3 

40.0 0 

6.7 7 

6.3 3 

200 0 

6.7 7 

40.0 0 

26.7 7 

0.0 0 

0.0 0 

67 7 

6.7 7 

0.0 0 

0.0 0 

0.0 0 

0.0 0 

Acut e e 
outpatien t t 

NN = 88 

% % 

56.8 8 

48.9 9 

37.2 2 

42.0 0 

366 4 

267 7 

38.4 4 

341 1 

330 0 

302 2 

19.9 9 

186 6 

256 6 

27.9 9 

182 2 

16.3 3 

15.1 1 

5.8 5.8 

7.0 0 

105 5 

9.3 3 

8.1 1 

7.0 0 

5.8 8 

2 3 3 

3 5 5 

2.3 3 

Non-acut e e 
outpatien t t 

NN = 156 

% % 

38.5 38.5 

385 5 

311 311 

2727 6 

23.7 23.7 

2525 2 

1818 5 

1919 9 

18.6 18.6 

16.6 16.6 

16.6 6 

13.2 2 

7.3 7.3 

6.6 6.6 

10.9 9 

9.3 3 

8.6 6 

7.3 3 

6.0 6.0 

6.0 0 

4.0 0 

2.6 6 

2.0 0 

2.0 0 

0.0 0 

0.7 7 

0.0 0 

PPV V 

020 0 

n.s. . 

.021 1 

004 4 

.021 1 

.003 3 

000 0 

005 5 

020 0 

014 4 

n.s. . 

n.s. . 

.000 0 

000 0 

n.s. . 

n.s. . 

n.s. . 

.000 0 

015 5 

n.s s 

n.s. . 

n.s. . 

n.s. . 

n.s. . 

n.s. . 

n.s s 

n.s. . 

1!! One-way Anova, Student-Newman-Keuls test (significant high scores in bold , low scores in 
italics] italics] 
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Inn Table 5.3 the IEQ scale scores are presented. Worrying occurred most often; 
onn average 31.7% of the 6 items were reported to occur at least regularly. 
Supervisionn had a low score. The overall score of 17.4% means that on average 
betweenn 4 and 5 events occurred at least regularly in the four weeks prior to 
thee assessment. 

Tablee 5.3 Percentages of IEQ scale items that were scored at least regularly. 

Samples s 

Alll  cases 

IEQIEQ Scales 

tensionn (9 items) 

supervisionn (6 items) 

urgingg (8 items) 

worryingg (6 items) 

Overalll score (27 items) 

Total l 
sampl e e 

NN = 260 

% % 

167 7 

6.7 7 

162 2 

31.7 7 

17.4 4 

Inpatien t t 

NN = 16 

% % 

25.2 2 

88 8 

34.1 1 

44.8 8 

28.4 4 

Acut e e 
outpatien t t 

NN = 88 

% % 

23.2 2 

10.3 3 

17.5 5 

38.8 8 

22.0 0 

Non-acut e e 
outpatien t t 

N N == 156 

% % 

12.1 12.1 

5.3 5.3 

13.1 13.1 

25.7 25.7 

13.7 13.7 

PP11 11 

000 0 

.028 8 

000 0 

.001 1 

.000 0 

1)) One-way Anova, Student-Newman-Keuls test (significant high scores in bold , low scores in 
italics] italics] 

Scalee scores differed between samples. The inpatient sample reported a higher 
occurrencee of events, compared to the non-acute outpatient sample. Especially 
thee number of reported events in the tension and urging domain scores was 
aboutt twice to three times as high in the inpatient sample. The differences 
betweenn samples are visualised in Figure 5.1. 

Consequencess for children 

Inn total 62 patients (23.8%) had children under the age of 16, and their 
caregiverss were asked to report possible problems in their behaviour (Table 
5.41.. Display of difficult behaviour was mentioned most often, followed by loss 
off appetite, sleeplessness, playing less with friends, and being less attentive at 
school.. Almost a fifth of the children had to stay with relatives or friends. 

Inn the inpatient sample only one person had young children, so the other two 
sampless were compared on the consequences for children. It showed that 
childrenn of patients in the non-acute outpatient sample experienced in general 
moree consequences, especially on sleeplessness, lesser play with friends, less 
attentivenesss at school, and not attending school 
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Figuree 5.1 Sub-sample patterns in IEQ scale scores: percentages of scale items that 
weree scored at least regularly 

Tablee 5.4 Consequences for patient's children < 16 years old 

ConsequencesConsequences for patient's children 

difficultt behaviour 

losss of appetite 

sleeplesss at night 

playedd less with friends 

lesss attentive at school 

hadd to stay with relatives or friends 

shownn fear of patient 

nott attended school 

feltt ashamed 

Total l 
sampl e e 
NN = 62 

% % 

611 3 

387 7 

35.5 5 

242 2 

226 6 

166 1 

144 5 

6.5 5 

4.9 9 

Acut e e 
outpatien t t 

NN = 32 

% % 

594 4 

288 1 

18.8 8 

9.4 4 

122 5 

15.6 6 

155 6 

0.0 0 

33 1 

Non-acut e e 
outpatien t t 

NN = 29 

% % 

63.3 3 

50.0 0 

53.3 3 

40.0 0 

33.3 3 

166 / 

133 3 

13.3 3 

6.9 9 

p" p" 

nn s 

nn s 

.004 4 

.005 5 

050 0 

n.s s 

nn s 

033 3 

n.s. . 

T-test t 
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Caregiver'ss coping, feelings of distress and their use of (mental) 

healthh care 

Inn all samples more than a third of the caregivers reported that they had got 
usedd to the patient's mental health problems and that they were able to cope 
withh these problems. On the other hand, also a third reported that they were 
nott used to these problems, and were not able to cope (Table 5.51. The patient's 
mentall health problems have caused many relationships to change over time. 
Inn about 40% of cases this relationship had changed somewhat or much. 

Aboutt 80% of caregivers reported distress. On average 3.8 out of eight distress 
itemss were mentioned, mainly being quickly tempered, nervous tension, 
extremee tiredness, sleeplessness and feeling depressed. About a quarter of 
thesee caregivers received some kind of treatment and/or used prescribed 
medicationn for these complaints. 

Theree were significant differences between the three samples on IEQ distress 
cores,, coping behaviours, and (mental) health care use. Caregivers of the 
inpatientt sample reported more often sleeplessness, extreme tiredness and 
lackk of appetite. They also had most complaints, and more frequently used 
medication.. Caregivers of inpatients were more likely to seek support, while the 
caregiverss of acute outpatients more often felt guilty. In general caregivers of 
non-acutee outpatients had the lowest scores. 

Thee relationship between caregiver consequences and 

diagnosis s 

Too test the relationship between caregiver consequences and diagnosis, the 
totall sample was stratified on diagnostic groups In all but one case no 
differencess in caregiver consequences were found between these groups. The 
onlyy exception was 'tension'; caregivers of patients with 'other depressive 
disorders'' reported more tension, especially compared to the dysthymia group 
(FF = 3.32, df = 2, p = .038). 

94 4 



Chapterr 5 

Tablee 5.5 Caregivers' coping, support, distress and help seeking 

Sample s s 

W'CCW'CC coping scores 

makingg plans 

feelingg guilty 

keepingg distance 

daydreaming g 

seekingg support 

SocialSocial support scores 

potentiallyy experienced s i pport t 

actuallyy experienced support 

potentiallyy given support 

actuallyy given support 

IEQIEQ distress scores 

quicklyy tempered 

nervouss tension 

extremee tiredness 

sleeplessness s 

depression n 

headache e 

musclee pain 

lackk of appetite 

meann number of complaints 

median n 

TreatmentTreatment for complaints 

prescribedd medication 

familyy doctor 

sociall worker, psychiatrist, 

IEQIEQ coping scores 

usedused to patient's problems 

no/aa little 

rather r 

Iveryll much 

elc c 

ableable to cope with patient's problems 

no/aa little 

rather r 

Ivery)) much 

relationshiprelationship has changed 

no/aa little 

rather r 

Ivery]] much 

"J
* 

* 

mean mean 

21 1 

11 6 

11 8 

1.5 5 

2.0 0 

22 5 

2.0 0 

2.8 8 

2.3 3 

64.0 0 

633 6 

56.2 2 

531 1 

499 6 

4 4 2 2 

37.2 2 

18.6 6 

3.8 8 

4 0 0 

23.6 6 

188 1 

122 0 

* * 

377 7 

246 6 

377 7 

362 2 

288 8 

355 0 

600 4 

199 2 

200 3 

Inpatien t t 
NN = 16 

mean mean 

2.0 0 

11 5 

11 5 

14 4 

2.2 2 

2 2 2 

22 1 

2.5 5 

2.1 1 

68.8 8 

811 3 

75.0 0 

81.3 3 

625 5 

563 3 

43.8 8 

62.5 5 

5.3 3 

46.7 7 

33.3 3 

2 0 0 0 

% % 

43.8 8 

25.0 0 

313 3 

500 0 

31.3 3 

188 8 

500 0 

188 8 

31.3 3 

Acut e e 
outpatien t t 

NN = 88 

mean mean 

2 2 2 

1.8 8 

1.9 9 

1.6 6 

1.8 8 

2.6 6 

2.1 1 

2.8 8 

2 4 4 

700 1 

700 1 

635 5 

598 8 

506 6 

506 6 

40.2 2 

184 4 

4.2 2 

13.6 13.6 

11.1 1 

9.9 9 

4 26 6 

261 1 

311 8 

377 5 

295 5 

333 0 

588 0 

233 9 

18.2 2 

Non-acut e e 
outpatien t t 

NN = 156 

mean mean 

2 0 0 

14 4 

1.8 8 

15 5 

11 7 

22 5 

2.0 0 

2.8 8 

2 2 2 

600 0 

581 1 

50.3 50.3 

465 465 

All All 

39.4 4 

34.8 8 

14.2 14.2 

35 35 

27.5 5 

20.8 8 

12.5 5 

% % 

34.6 6 

23.7 7 

41,7 7 

34,0 0 

282 2 

37.8 8 

62.8 8 

167 7 

20.5 5 

P" " 

nn s 

009 9 

nn s 

nn s 

050 0 

n.s. . 

n.s s 

n.s s 

n.s. . 

n.s s 

n.s s 

045 5 

009 9 

n.s s 

n.s s 

nn s 

.000 0 

008 8 

007 7 

n.s. . 

n.s. . 

PP22' ' 

n.s s 

n.s. . 

n.s s 

One-wayy Anova, Student 
italics} italics} 
Chii -test (significant high 

-Newman-Keulss test (significant high scores in bold , low scores in 

scoress in bold , low scores in italics} 
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Relationn between caregiver consequences and patient or 

caregivers'' (socio-demographic) characteristics 

Thee influence of patient, caregiver and relational characteristics was studied in 
aa stepwise multiple regression analysis. Independent variables were: sample, 
sexx of patient and caregiver, age of patient and caregiver, duration of illness, 
diagnosis,, Zung sumscore, used to problems, able to cope, WCC scores, social 
support,, relationship has changed over time, civil status of the caregiver, 
numberr of days spent in the same house, and number of hours contact 
betweenn patient and caregiver. The results of the analysis are presented in 
Tablee 5.6. 

Moderatee relations between independent variables and caregiver 
consequencess were found, with explained variances ranging from 13% 
(supervision)) to 52% (tension). Caregiver consequences are best predicted by a 
sett of four variables: coping, a changing relationship, social support, and acute 
depressivee symptoms. With exception of 'urging' all scales and overall 
consequencess scores will be higher when the relationship with the patient has 
changedd over time, when the caregiver has no other people available to give 
support,, when the caregivers themselves have to support other people in their 
family,, use daydreaming as coping mechanism, feel not able to cope, and/or 
onee has to care for an acute outpatient. 'Urging' is related to spending more 
timee living in the same household, being a parent, and making plans as a 
copingg mechanism. 

Caregiverr consequences in depression compared to 

schizophrenia a 

Ass Tables 5.2 to 5.5 show, 10 events mentioned in the IEQ are reported to have 
occurredd at least regularly by 20% to 45% of the caregivers. To get an 
impressionn of the magnitude of these consequences, these scores were 
comparedd to those of a sample of 342 caregivers of patient's with an ICD-10 
diagnosiss of schizophrenia (see Table 5.7). These comparison data were 
collectedd in the EPSILON a collaborative research project in five European 
countries,, England, Denmark, The Netherlands, Italy, and Spain (Becker et al., 
1999,, 2000, van Wijngaarden et al., 2000). 
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Tablee 5.6 Determinants of IEQ scale scores 
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Thee depression and schizophrenia caregiver samples differed on a number of 
characteristics.. In the EPSILON sample more caregivers were older females, 
andd more patients were younger males with a longer history of illness. In the 
depressionn sample caregivers were mostly partners, where caregivers in the 
EPSILONN sample mostly were parents. Also the number of hours contact 
differedd The caregivers in the depression sample spend more time with the 
patient,, felt less used to the patient's illness, and were less able to cope. 

Forr 11 IEQ events caregivers of schizophrenic patients reported a significantly 
higherr occurrence of events, especially on the worrying items. These caregivers 
alsoo had to urge their patients more often On the other hand caregivers of 
depressedd patients reported a higher occurrence of strain and annoyance. 
Thesee differences are reflected in the IEQ scale scores and overall 
consequencess score, with exception to 'supervision'. 

Inn the EPSILON study the original distress scale was substituted for the 12-item 
versionn of the General Health Questionnaire (Goldberg & Williams, 1988), so no 
comparisonn could be made on caregiver's distress. However, both samples did 
nott differ in their use of (mental) heath care and medication. 

Conclusionn and discussion 

Thiss is the first large sample study that describes the consequences of 
depressionn for caregivers of patients, assessed with a validated instrument. 
Thee Involvement Evaluation Questionnaire (IEQ), originally developed for 
schizophreniaa research and later adapted for use in depression research has 
provenn to be a valid, reliable, sensitive to change, and cultural sensitive 
instrument,, suitable for assessing caregiver consequences (van Wijngaarden, 
Schenee & Koeter, 1996; Schene, van Wijngaarden & Koeter, 1998, Stam & 
Cuijpers,, 2001, van Wijngaarden et al., 2000; van Wijngaarden et al., 2003). 
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Tablee 5.7 Caregiver consequences in depression and schizophrenia compared: 
significantt differences 

Samples s 

SampleSample characteristics 

caregiverr is woman 

patientt is woman 

caregiverr is parent of patient 

caregiverr is partner of patient 

<< 8 hours contact per week 

>> 32 hours contact per week 

durationn of illness < 3 years 

caregiver'ss age 

patient'ss age 

usedd 1o patient's problems 

ablee to cope 

IEQIEQ Hems 

worriedd about patient's future 

atmospheree was strained 

worriedd about trealment 

worriedd about patient's safety 

annoyedd by patient's behaviour 

ensuredd medication intake 

worriedd about patient's finances 

encouragedd to get up in morning 

accompaniedd outside 

encouragedd to take proper care 

guardedd from dangerous acts 

helpp to take proper care 

guardedd from illegal drug intake 

IEQIEQ scale scores 

tension n 

urging g 

worrying g 

overalll score 

Depressio nn sampl e 
NN = 260 

% % 
531 1 

611 1 

6.5 5 

72.3 3 

135 5 

68? ? 

331 1 

mean mean 

46.6 6 

4 5 4 4 

3.0 0 

3.1 1 

% % 
43.5 5 

274 4 

26.5 5 

24.6 6 

22.6 6 

17.5 5 

13.1 1 

122 3 

8 7 7 

7.5 5 

4 0 0 

2 0 0 

0.8 8 

nn3i 3i 

1.5 5 

13 3 

11 9 

4.7 7 

EPSILONN sampl e 
N-342 2 

* * 
67.4 4 

398 8 

528 8 

11.7 7 

311 6 

505 5 

6.2 2 

mean mean 

5 3 0 0 

391 1 

3.4 4 

3 3 3 

% % 
611 2 

122 8 

39.7 7 

357 7 

15.2 2 

287 7 

433 0 

24.3 3 

171 1 

2 66 6 

99 6 

9 6 6 

5 9 9 

n n 

1.2 2 

11 9 

2 6 6 

5.9 9 

71 1 

P P 

000 0 

000 0 

000 0 

.000 0 

000 0 

000 0 

000 0 

PP22' ' 

000 0 

000 0 

.000 0 

050 0 

PP2! 2! 

000 0 

.000 0 

.001 1 

004 4 

026 6 

.002 2 

000 0 

.000 0 

004 4 

.000 0 

010 0 

.000 0 

.001 1 

2' 2' 
p p 

.050 0 

000 0 

000 0 

.002 2 

Chii Mest 
T-test t 
Numberr of times an event happened at least regularly 
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Thiss study shows that caregivers of depressed patients mainly report 
consequencess related to the interpersonal aspects of their relationship, such as 
worrying,, feeling burdened, and interpersonal stress. Items of the IEQ relating 
too the more caring aspects such as need to supervise, facing threat, or helping 
withh personal hygiene ,were reported only rarely. Depression affects daily 
routiness and loss in role functioning, poses a stress on interpersonal relations, 
andd leads to symptoms of distress in spouses and children. These findings are 
inn accordance with the studies described in the introduction of this paper 
(Fadden,, Bebbington & Kuipers, 1987a, 1987b; Jacob, 1987; Struening et al., 
1995;; Barrowclough & Parle, 1997, Dyck, Short & Vitaliano, 1999; Perlick et al., 
20011,, in which interpersonal tensions, disruption of marital life, conflict over role 
functioning,, and a continuous strain in daily life were reported as major 
consequences. . 

Thee prevalence and frequency of caregiver consequences are related to the 
acutenesss of the depression and severity of symptoms. Considerable 
differencess were found between samples. Caregivers from the inpatient 
samplee experience most consequences, indicating that these consequences 
aree mainly felt in situations where the depression is florid and a hospital 
admissionn or acute outpatient treatment is necessary. There is one striking 
exception,, however, the much higher occurrence of consequences for young 
childrenn in the non-acute outpatient sample. Patients in this sample had a 
muchh longer history of depression, and the long-term exposure to a depressive 
parentt seems to have lead to considerable and probably chronic 
consequences.. If this suggestion is true, special attention to children should be 
givenn in order to prevent future problems. These 'chronic caregiver 
consequences'' also suggest that Chakrabarti, Kulhara & Verma (1992) were 
rightt when they stated that caregiver consequences in depression were 
underestimatedd because of the erroneous notion that, unlike schizophrenia, 
affectivee disorders do not entail chronicity or adverse effect on the functioning of 
thee patient 

Thee level of caregiver consequences can be predicted from a limited set of 
backgroundd variables and (socio-demographic) characteristics. Disruption of 
thee (marital) relationship and family life, together with the acuteness of the 
depression,, seem to be the key predictors of caregiver consequences. Unlike in 
schizophreniaa research the number of hours contact with the patient does not 
appearr to be a strong predictor of caregiver consequences (Schene & van 
Wijngaarden,, 1993, Schene, van Wijngaarden & Koeter, 1998). It seems that in 
depressionn factors relating to interpersonal relationships are more decisive in 
causingg caregiver consequences than in schizophrenia, where exposure to the 
presencee of the patients is one of the key factors. 

Thosee who are not able to use effective coping mechanisms and/or do not get 
sociall support from others will experience most consequences. Diagnosis has 
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noo effect This corroborates the conclusion of Mueser and colleagues (1996) 
andd Perlick and colleagues (19991 that symptom severity, crises and more 
clinicall admissions were correlated with higher burden scores and that the 
psychiatricc diagnosis within the depression spectrum per se might be of limited 
value. . 

Thee question remains how comparable caregiver consequences in depression 
aree to those in other illnesses. The comparison with the EPSILON sample shows 
thatt in depression caregiver consequences are less, a result also reported 
elsewheree (Chakrabarti & Kulhara, 1999). Tension, however, occurred more 
oftenn in the depression sample, an indication of the importance of family 
disruptionn in depression. The most striking differences pertained to worrying 
andd reactions to negative symptoms (urging and supervision). Both occurred 
muchh more frequent in the schizophrenia sample. This can be explained by the 
inn general unfavourable prognosis of schizophrenia leading to more worries 
aboutt the patient's future, finances and treatment, and the higher levels of 
negativee symptoms in schizophrenia. 

Althoughh caregiver consequences in depression are somewhat less, one has 
too bear in mind that this comparison pertains to overall samples. As was 
shownn in Table 5.2 large differences between the depression sub-samples 
weree found, and for instance in case of inpatients caregiver consequences 
exceedd those in the overall schizophrenia sample. The level of these 
consequencess are dependent on the acuteness of the depression, and on 
interpersonall relationships, coping and social support, results also comparable 
too the determinants of caregiving found in schizophrenia research (Schene & 
vann Wijngaarden, 1993; Schene, van Wijngaarden & Koeter, 1998; Magliano et 
al.,, 1998, 2000), with exception to the number of hours contact So the 
statementt that consequences in case of affective disorders are strikingly 
parallell to those in schizophrenia (Fadden, Bebbington & Kuipers, 1987a; 
Chakrabarti,, Kulhara & Verma, 1992) can be confirmed. 

Thiss study had some limitations (a small inpatient sample, no real comparison 
group),, but the availability of a validated, reliable instrument to assess 
caregiverr consequences has been a major improvement compared to studies 
conductedd in the past Although the results of our study largely confirms the 
findingss from these other studies, for the first time there is hard evidence of a 
frequentt occurrence of caregiver consequences in depression, and distress in 
caregivers.. Our study further shows that in acute phases these levels of 
occurrencee can be quite high, sometimes even higher than in schizophrenia. 
Thiss means that in clinical practice much attention should be paid to families 
involvedd with a depressed partner or relative with florid symptoms. 

Thee effects in the long run, however, also should not be neglected. Although on 
averagee the occurrence of caregiver consequences is less frequent, several 
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caregiverss still report consequences, and young children even seem to suffer 
fromm chronic consequences. Especially these consequences on children's 
behaviourss should be taken very seriously. 
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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 
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1 1 
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2 2 
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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. 

116 6 



Chapterr 6 

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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Conclusionn and discussion: 

Thee psychometric qualities and applicability of the IEQ 

summarised d 
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Introduction n 

Thee aims of this thesis was to describe the development of the Involvement 
Evaluationn Questionnaire (IEQ) and to assess its psychometric qualities and 
applicability.. The IEQ was developed for measuring the consequences for 
caregiverss of patients who suffer from severe mental illness. Our aim was to 
coverr the most important domains of caregiving in psychiatry. In Chapter 2 
thesee domains, such as the effects of patient's symptoms, family relations, 
sociall relations, social support and coping, finances, and caregiver's distress, 
weree described. In an early phase it was decided to focus on what was called 
thee 'objective' aspects of caregiving, in terms of tasks, costs, time consumption, 
andd frequency. The 'subjective' consequences were covered by measuring 
caregiverr distress, the (psycho)somatic complaints of caregivers, such as being 
quicklyy tempered, headache, sleeplessness, and extreme tiredness. 

Developing,, testing and revising the Involvement Evaluation Questionnaire has 
beenn an ongoing activity in the last seventeen years. Between 1986 and 1997 
severall versions and revisions of the IEQ were made, to make it an instrument 
applicablee for a broad spectrum of mental diseases and a large range of 
caregivers1.. The scope of the instrument has widened from only household 
memberss to anybody who is involved with someone who has a psychiatric 
illness,, and from caregivers of patients with mixed psychiatric disorders, in 
particularr psychosis (BOF), to caregivers of patients with major psychiatric 
illnesses,, such as schizophrenia and mood disorders (the present version of the 
IEQ).. In addition the potential research population became much larger by the 
translationn of the IEQ into ten languages. To date almost all European countries 
havee the possibility to apply the IEQ in their research programs and patient 
care. . 

Thee IEQ was tested in several studies. In the preceding chapters we focused on 
thee studies on the validity and reliability assessments since 1997. A comparison 
withh earlier work on the IEQ and its predecessor the BOF is hindered by the fact 
thatt besides changes in scope and applicability there also have been changes 
inn sub-scale contents and in scoring rules. These changes were based on the 
resultss of psychometric tests, which resulted in changes in the kind and number 
off items in the IEQ, and widening the scope of the instrument (see Chapter 1). 
Becausee of these changes data of earlier IEQ versions can not fully be 
comparedd to data collected more recently. However, for the description of the 
developmentt of the IEQ and the evaluation of the psychometric qualities, these 
data,, and data from studies on the IEQ carried out by others (van den Berg, 

11 The first version of the instrument was called the 'Burden on the Family Scale', but for reasons of 

umfomityy alle versions will be named IEQ in this chapter 
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1994;; Birnie et al., 2000; Cuijpers & Stam, 2000; Kramer, 1998, Schene, 1986, 
1990,, 1992; Schene, Tessler & Gamache, 1994, 1996a, 1996b; Schene & van 
Wi|ngaarden,, 1993a, 1993b, 1994, Schene, van Wijngaarden & Koeter, 1998; 
Schenee et al., 2001, Stam & Cui|pers, 2001; van Wijngaarden, Schene & Koeter, 
1996;; Wolthaus et al., 20021 are still very useful. In this final chapter all available 
researchh data on reliability, validity and applicability will be combined and 
discussed,, with the objective to answer the question how well the IEQ satisfies 
thee requirements of a good and applicable instrument. Finally, the underlying 
assumptionss of the IEQ, and its possible limitations will be discussed. 

Evaluatingg the psychometric properties of the IEQ: 

sensibility,, validity, reliability, and applicability 

Ann essential element in scale development is the assessment of validity and 
reliability,, of which validation assessment is the more difficult part. Validation 
cann only occur within a system of hypothesised relations between the construct 
off interest and other constructs (Spector, 1992). In natural sciences instruments 
cann be validated by comparing outcome with a golden standard (the standard 
meterr stored in Paris), by comparing two constructs (Celsius versus Fahrenheit), 
orr in predicting outcome (laboratory tests). The validity of instruments therefor 
referss to quantitative validity measures such as construct validity, concurrent 
validity,, and predictive validity However, in social sciences many constructs are 
theoreticall abstractions, and therefor cannot directly be validated (Carmines & 
Zeiler,, 1979; Spector, 1992). There are no golden standards, outcome can not be 
predicted,, and also concurrent validity is hard to established since constructs in 
sociall sciences are frequently not sharply defined. In social science the typical 
scale-validationn strategy involves Jesting the scale against a set of 
hypothesisedd relations with other constructs. While the validity cannot be 
proven,, as much as possible (circumstantial) evidence is collected to support or 
refutee the validity of a construct. When a sufficient amount of data supporting 
validityy is obtained, the instrument will be declared valid, at least for the time 
beingg (Spector, 1992). 

Inn this accumulation process of collecting evidence the emphasis often still lies 
onn quantitative techniques, such as factor analysis and correlational 
techniques.. More qualitative theory-oriented strategies of validation are often 
consideredd problematic, or of less value (Carmines & Zeiler, 1979). This position 
iss challenged by others, for instance Feinstein (1987), who states that the 
qualitativee attributes of an instrument, such as face validity, content validly, and 
commonn sense are of equal value or perhaps even more valuable in case of 
clinicall instruments, because these attributes are the things that clinicians 
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evaluatee as 'sensibility'. This sensibility, or 'enlightened common sense', is a 
mixturee of ordinary common sense, added with clinical experience and clinical 
reality,, and the applicability of an instrument. Feinstein (1989) therefor 
introducess a third category in the testing of the psychometric properties of an 
instrument,, the sensibility oi the instrument. 

Thee evaluation of sensibility consists of five major topics: (II purpose and 
framework,framework, what is it supposed to measure, with what goal, why do we need it, 
iss it applicable for the population it is intended for?, 12) content validity, are all 
importantt variables included, are all important domains covered, are there 
suitablee and comprehensible scales7,13) face validity; does it contain the topics 
onee expects, is the instrument coherent, does it trigger the curiosity of the 
respondent,, does it invite the respondent to co-operate7; (4) overt format: is it 
comprehensible,, is it replicable, does it have an adequate scope, does it have 
aa logical pattern of ratings9; (5) ease of usage; is it appealing, not difficult, how 
longg does it take to complete, are there any risks for respondents7 

Too make instruments sensible they must be based in reality, and reflect this 
reality,, they must be appealing to those who are the intended users, they must 
bee build on already existing knowledge, they must have a clear goal. Maybe 
evenn before the first item of an instrument is formulated, and before the format 
andd lay-out of the instrument are designed, the sensibility of the instrument 
mustt be made clear. 

Thesee qualitative aspects of the development of instruments have also been a 
majorr issue in the development of the IEQ. Therefor, aside from reliability and 
validity,, it was decided to assess its sensibility. The evaluation of the IEQ will start 
withh a description of the steps that were taken to make the instrument as 
sensiblee as possible. This description then will be followed by the evaluation of 
thee validity and reliability of the IEQ. 

Thee sensibility of the IEQ 

PurposePurpose and framework 

Inn the mid-1980s in The Netherlands the first experiments with partial 
psychiatricc hospitalisation, or day treatment, had started, and although it was 
expectedd that this would lead to better outcomes on social functioning, quality 
off life, and sense of mastery, compared to fully hospitalised patients (Schene et 
al.,, 1993), there also were worries about the consequences partial 
hospitalisationn would have for those sharing a household with the patient. In 
comparisonn to full-time hospitalisation family members probably would have to 
continuee caring for their ill relatives, and the question was to what extent these 
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caregiverr consequences would adverse the expected positive effects of partial 
hospitalisationn (Schene et al., 1993). In countries such as de United Kingdom 
andd the United States, this issue of caregiver consequences had been 
recognisedd even before the start of deinstitutionalisation in the 1950s. Already 
inn the mid-1940s terms like 'family burden' or 'disturbance caused by the 
patient'' emerged, and Treudley (1946) was the first to state that in families 
wheree one of the members had a psychiatric disease only limited attention was 
givenn to the other family members who had to live with a mentally ill person 
(Treudley,, 1946). In the 1950s the first descriptive studies on burden were carried 
out,, and from the 1970s on also epidemiological studies and randomised 
clinicall trials were conducted (Schene, 1986; Schene et al., 1998). For these 
studiess research instruments had been developed, but none were available in 
Dutch h 

Thee need for an instrument to assess the caregiver consequences2 in research 
pro|ectss on partial hospitalisation in The Netherlands led to the development of 
thee IEQ. It was initially designed as a research instrument to be used in a 2x3 
researchh design, that is to assess the consequences for caregivers of two 
groupss of patients, either in full-time hospitalisation or in day treatment, and to 
assesss these consequences over time. Assessment would be made at 
admission,, at the end of treatment, and at a six-month follow-up (Schene, 
1992).. Therefor the instrument should be able to detect differences between 
studyy conditions, and detect changes over time. It was also decided to develop 
aa self-administered questionnaire, short but covering the concept, with a 
limitedd time frame and sensitive to change. 

Thee purpose of the IEQ has changed over time. In the first version the target 
groupp was caregivers who belonged to the household of the patient, a spouse, 
aa parent, a sibling, or a child. In later versions the IEQ was made suitable for all 
thosee who were in one way or another involved with a patient. The minimum 
requirementt in the latest version is that the full IEQ can be administered when 
caregiverr and patient have had at least one hour per week personal or 
telephonee contact. 

Thee first version of the IEQ consisted of items that were derived from the at that 
timee available literature on the consequences for carers. This literature was 
almostt solely focused on caregivers of patients with psychoses. As a 
consequencee this first version of the IEQ focused on psychosis, although it was 
usedd in a research project that included patients with a variety of diagnoses, 

22 Throughout this thesis the term 'caregiver consequences' is used This definition is preferred over 
'burdenn on the family' because of the connotation that all consequences for caregivers by definition 
wouldd be adverse Although the IEQ also mainly assesses negative consequences, it is known that 
caringg for a close one with a psychiatric illness can be rewarding (Szmukler, 19961. 
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suchh as schizophrenia, mood disorders, anxiety disorders, drug and alcohol 
relatedd disorders, and eating disorders (Schene, 1992). In later versions items 
referringg to other psychiatric diseases (especially depression and bipolar 
disorder)) were added, making the IEQ applicable for caregivers of patients with 
aa wide range of psychiatric disorders. 

Whenn the IEQ was designed, one of the aims was to be able to conduct factor 
analysiss in order to obtain sub-scales. Therefor a five-point Likert response 
scalee was chosen, to score the frequency with which an event happened, 
rangingg from 'never' to 'always'. Mean sub-scale scores were used to correlate 
thee IEQ with other instruments. In later years it became apparent that the use of 
meann scores had disadvantages. Mean sub-scale scores were difficult to 
interpret,, and did not give any clinical insight in the details of the situation. A 
caregiverr with a high score on one or two items and low scores on the other 
itemss could get the same average sub-scale score as a caregiver with 
moderatee scores on all items. The need arose to use cut-off points and 
discriminatee between 'real consequences' and 'no consequences' (see Chapter 
6),, or 'caseness' and 'non-caseness', a division often made in clinical practice 
(e.g.. clinical diagnosis, survival analysis, decision rules). It was decided to 
definee 'real consequences' as events that happened at least regularly. Sub-
scalee scores then could be interpreted as the number or percentage of real 
consequences. . 

Too illustrate the differences between mean scores and dichotomised scores, 
Tablee 7.1 contains the scores of eight carers who all had exactly a mean score 
off 1.5 on the sub-scale urging (8 items). This means that their mean score was 
exactlyy in between the categories 'sometimes' and 'regular'. 

Tablee 7.1 Score distribution on sub-scale urging (8 items) if mean IEQ scale scores 
aree 1.5 (sometimes-regular) 

Numberr  of real N % Real consequence s 

consequence ss carers on sub-scal e urgin g 

22 1 25.0 

33 3 37 5 

44 3 50.0 

55 1 62.5 

Thee number of real consequences ranges from two to five, or from 25.0 to 
62.5%% of the possible maximum score. This means that there can be large 
differencess in caregiver consequences between carers who have exactly the 
samee mean sub-scale scores. Considering the fact that if an event happens 
regularr means that a caregiver's life is clearly affected, the variety of 
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consequencess was considered to be more important that a single event 
happeningg very often For this reason this way of scoring the IEQ was preferred 
overr Likert scores. It gives a clearer view on the situation and can be used to 
assesss meaningful changes from 'real consequences' to 'no consequences', for 
examplee as a result of clinical intervention 

Ass described in Chapter 2 a distinction is often made between objective and 
subjectivee aspects of caregiving. Objective aspects comprise caregiving tasks 
andd consequences directly connected to the patient's symptoms, symptomatic 
behaviour,, and social functioning. Subjective consequences of caregiving refer 
too caregivers' short- and long-term reactions to these caregiving tasks, and to 
thee symptomatology and behaviour of the patient. The IEQ was developed to 
assesss the more objective consequences of caregiving in terms of tasks, costs, 
timee consumption, and frequency. This focus is reflected in the item wording 
andd category scores that are used. All items start with: "How often ", and the 
responsee categories are 'never - sometimes - regular - often - always'. 

Inn summary, over the years the purpose and framework of the IEQ has changed 
fromm a research instrument for those living with a patient with schizophrenia, to 
aa research and clinical instrument, applicable for all people involved with 
someonee who has a serious mental disease. With respect to purpose and 
framework,, the 1997 version of the IEQ can therefor be considered as a highly 
sensiblee instrument with a broad scope. 

ContentContent validity 

Thee development of the IEQ was in 1986 preceded by an elaborate literature 
searchh in which all relevant domains and existing instruments were collected 
(Schene,, 1986). Later, in 1990, an additional literature search, especially 
focusingg on depression, was carried out. These searches were the source of 
thee original item pool for the IEQ, which was extended with additional items 
emergingg from interviews with professionals. Items for the IEQ were selected 
fromm the item pool in such a way that all relevant domains were covered. In 
threee studies carried out in later years (Schene, Tessler & Gamache, 1994, 
1996b,, Schene et al., 2001), an overview of all burden instruments was given. 
Thesee studies were not restricted to published papers, but researchers were 
personallyy contacted about their work in progress. Literature, personal contacts 
andd databases of researcher's networks were used to identify family burden 
researchers.. They received an 80-item Family Burden Researchers 
Questionnairee in which information was asked about the characteristics of the 
instrument,, the way it was developed, the domains, the foundation on earlier 
instrumentss or theoretical frameworks, and psychometric properties (Schene, 
Tesslerr & Gamache, 1994). This study resulted in an overview 21 instruments. 
Thee overview revealed that the IEQ indeed covered most domains, sixteen out 
off the twenty dimensions that were distinguished. Some of the items had to be 
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droppedd during development to make the IEQ change-sensitive. Items that 
weree dropped referred to more subjective consequences of caregiving, such as 
guilt,, shame or stigma, to rather change-insensitive aspects of caregiving, such 
ass network loss, or to events that only happen rarely, such as patient suicide 
attempts.. As a consequence the dimensions shame, guilt and stigmatisation 
weree not covered by the IEQ. 

Inn the overview studies of Schene and colleagues (1994, 1996b, 2001) all 
presentt instruments also were evaluated on the theoretical foundations 
underlyingg their measures. Of the twenty instruments described in the latest 
overvieww (Schene et al., 2001), the IEQ appeared to be based most on earlier 
workk in this field. It covered ten out of fourteen major studies conducted 
betweenn 1958 and 1987. This means that of all instruments the IEQ was best 
embeddedd in the tradition of 'family burden' research. 

Duringg the ongoing development of the IEQ the item content and the coverage 
off domains were checked on several occasions. First, the draft versions of the 
IEQQ have been reviewed by colleagues and missing items were added. 
Second,, in a study on a large sample (N=680) of members of a Dutch 
organisationn for relatives of patients with psychotic disorders, respondents 
weree asked to make comments on the IEQ. Although almost three-quarters of 
themm utilised the opportunity to write down their own special experiences, 
varyingg from a few words to eighteen typed sheets, only a few comments were 
onn the instrument itself. In most cases comments concerned the time frame of 
thee IEQ, the four weeks prior to the assessment. These relatives found it difficult 
too separate their life-time experiences from what happened in such a short 
period.. Or they explained that at the moment times were better, but that there 
hadd been periods in which their caregiving tasks had been very difficult. None 
off the comments, however, indicated that domains of caregiving or items were 
missing,, meaning that in the eyes of these respondents all relevant domains 
weree covered (Schene & van Wijngaarden, 1993a). 

AA third check on content validity was done in 1992, when the IEQ was adapted 
forr caregivers of patients with mood disorder. Sixteen caregivers of depressed 
patientss who were in outpatient care at a university hospital were interviewed 
onn the caregiver consequences they experienced These interviews were 
carriedd out according to the format and items of the IEQ. After finishing the 
intervieww the caregivers were asked to evaluate the IEQ items, and to indicate 
whatt items or domains they felt were missing. The caregivers rated the items 
onn tension, quarrels and disturbed behaviour to be very relevant, and also the 
itemss on worrying. Some of these last items had been added after the 
depressionn literature search, so this addition was considered to be meaningful. 
Thee coverage of the more objective consequences was not criticised, but the 
caregiverss missed items referring to the subjective consequences of caregiving, 
suchh as grief, fear, loss of control, items intentionally not included in the IEQ. 

132 2 



Chapterr 7 

Theyy also missed items on coping and social support, and the support they 
receivedd from professionals (van den Berg, 1994), concepts that are considered 
too be associated with caregiver consequences (Birchwood & Cochrane, 1990, 
Perlickk et al., 1999; Biegel et al., 1994). Because coping and support are different 
conceptss than caregiver consequences, it was decided not to add items 
coveringg these concepts to the IEQ. Researchers were advised to use existing 
instruments.. In one of our own studies an abbreviated version of the Ways of 
Copingg Checklist (Folkman & Lazarus, 1980) and a Dutch social support 
questionnairee (Inventarisatielijst Sociale Betrokkenheid: van Dam-Baggen, 
Huiskess & Kraaimaat, 1986) were added to the IEQ. 

Thee fourth content validity check was done in the EPSILON study, conducted in 
Greatt Britain, Denmark, The Netherlands, Italy, and Spain (Becker et al., 1999, 
2000).. The translation of the IEQ into the other languages followed the WHO-
protocoll by Sartoriuss & Kuyken (1994). The translation process described in this 
protocoll has aimed at maintaining the semantic, the conceptual, and the 
technicall equivalence between the source and target languages. Semantic 
equivalencee refers to words with a similar meaning in both languages, 
conceptuall equivalence refers to the need to get an identical meaning of 
conceptss that may have different cultural understandings, and technical 
equivalencee refers to the complexity of the language, the question length, and 
thee level of abstraction. This means that translators have to be highly qualified. 
Theyy need to have a good technical knowledge of both source as target 
language,, a good knowledge of the emotional aspects of these languages, 
andd a good knowledge of cultural differences related to concepts and terms 
usedd in the instrument (Knudsen et al„ 2000). 

Thee translation process, however accurate, will not necessarily guarantee that 
thee concepts and constructs in the translated version are fully applicable. To 
checkk these concepts and constructs focus group interviews were carried out in 
fivee countries. The focus group interview is a highly structured group interview, 
inn which a moderator discusses a set of previously formulated questions with a 
groupp of six to ten carefully selected participants. The moderator has to 
guaranteee that all participants get the opportunity to give their opinion, and to 
facilitatee effective group functioning. The interview takes about three hours and 
iss audio- or videotaped. All issues discussed are presented in a focus group 
reportt (Knudsen et al„ 2000) 

Thee focus group interviews on the IEQ were conducted with representatives of 
patients,, relatives, professionals, and researchers. Groups varied between 
sevenn to nine participants. The issues discussed were: (1) the overall impression 
off the quality of the translation, (2) missing domains or items in the instrument, 
(3)) the applicability and relevance of domains or items, and (4) the translation, 
contents,, comprehensibility, and categories of each individual item. 
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Inn general The IEQ proved to cover all domains of caregiver consequences in all 
countries.. In Italy it was suggested to add a domain on the help or support 
receivedd from community psychiatric services, and an item on the effect of 
patient'ss illness on caregiver's life choices. In the United Kingdom no extra 
domainss were needed, but the focus group would like to add some items. 
Thesee were: (1) extending the items on the effects on children with items 
referringg to siblings and other household members, (2) item(s) on the effort put 
intoo encouraging the patient to be independent, (3) an item whether the carer 
hadd become the legal appointee of the patient, (4) an item on the need to check 
thee house to prevent that medication is stock-piled, and 15) an extra caregiver's 
distresss item on digestive problems. In Spain also no domains were missing, 
butt the focus group would like to have more items on the need to encourage 
thee patient, and an item on the possibility for the patient to get a job. In 
Denmarkk a social support domain was missing. Also some extra items were 
suggested:: (1) whether the caregiver had to take sick leave in order to care, (2) 
extraa caregiver's distress items on alcohol abuse, lack of concentration and 
anxiety,, (3) an item on the caregiver's effort to get support, and items on the 
Hackk of) collaboration between relatives an mental health institutes. 

Inn the list of missing domains and items two topics were mentioned in more 
thann one focus group: social support and caregiver's distress Social support 
wass not included, because the developers of the IEQ considered this not to be a  a 
caregiverr consequences domain. Although support is an important mediator in 
thee experience of caregiving, it should be assessed separately with a local 
validatedd instrument. The extra items desired on caregiver's distress were not 
added,, since it was decided Jo incorporate the GHQ-12, a well-known and in 
manyy countries validated instrument. In all other cases it was decided not to 
addd extra items, in some cases because these items were difficult to 
incorporatee in one of the existing domains, in other cases because it would 
changee the existing sub-scale structure. By not adding new items the 
internationall versions would have the same sub-scale structure as the Dutch 
one. . 

Thee IEQ was judged to be a suitable instrument to assess caregiver 
consequencess in all countries, although there were some cultural differences 
onn individual items For instance the question whether the caregiver had to 
guardd the patient from excessive intake of illegal drugs had to be changed, 
becausee in Italy, Spain and Denmark all illegal drug use was considered to be 
excessive.. All other remarks were on the technical aspects of the translations, 
andd on the wording of response categories. The translations were revised 
accordingg these remarks 

Factorr analyses on data collected with the IEQ showed that the instrument 
indeedd covers a broad concept of caregiver consequences. Factor solutions 
weree very similar across diagnostic groups and across European countries (van 
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Wijngaardenn et al., 1996, 2003). In all samples four distinct and good 
interpretablee scales were found. These scales represent four major domains of 
caregiverr consequences. Tension stands for the interpersonal conflicts between 
patientt and caregiver, caused by behavioural problems, annoyance, quarrels 
andd sometimes aggression. Urging stands for all those things a caregiver has 
too do to encourage the patient into activity, to counteract inertia and negative 
symptoms.. Supervision stands for the necessity to (sometimes) prevent 
accidentss or suicide attempts, or to look over medication intake, and to prevent 
alcoholl or drug abuse. Finally, worrying, stands for the uncertainties on the 
coursee of patient's disease, and on what the future will bring. And, as the 
resultss show, these four domains are equally important in all samples that 
weree studied. These domains form the core of caregiver consequences. 

Inn summary, the effort put in developing an instrument that covers the 
consequencess for caregivers of patients with a broad spectrum of diagnoses 
andd of caregivers living in different countries, has led to a high level of content 
validity. . 

FaceFace validity 

Thee aspects of face validity of the IEQ have for a part already been discussed in 
thee previous paragraph, in the focus groups also the face validity was 
discussed.. For instance the logic of the order of the items was judged. Also the 
wayy the items reflected the daily experiences of caregivers, and the question if 
itemss should be deleted, were discussed. An example of the latter was that in 
Englandd and Denmark the item on education level of the caregiver in the socio-
demographicc section was judged to be possibly provocative. The focus group 
participantss questioned what education level had to do with caregiver 
consequences.. Another example was the neutral term 'person' that was used 
inn the original version of the IEQ Many found this term too impersonal, and 
advisedd to use terms like 'patient' or 'relative/friend'. Alterations were made 
accordingly. . 

AA proof of good face validity can be found in the response rates and the 
remarkss from respondents. In studies done with the IEQ response rates vary 
fromm 70 to 89% (Magne-lngvar & Öjehagen, 2002; Schene & van Wijngaarden, 
1993a,, Tennakoon et al., 2000, van Wijngaarden et al., 1996, 2000, Wolthaus et 
al.,, 2002). This is a very high number compared to the response rates normally 
achievedd in studies that use mailed questionnaires (about 40-50%), Probably 
thee caregivers who receive an IEQ feel appealed by it and are willing to co-
operate.. This is confirmed by the answers the 680 members of the family 
organisationn gave on our request to evaluate the IEQ. Many respondents 
indicatedd that they were pleased that attention was paid to the problems they 
hadd in caring for their loved one, and they wished the researchers success with 
theirr study. Several respondents wrote that they hoped they did their best, so 
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theirr answers would be useful for the proiect. Others indicated that they had 
beenn moved by the items of the questionnaire ISchene & van Wijngaarden, 
1993a). . 

Inn summary, one can state that the face validity of the IEQ is good. Respondents 
recognisee themselves and their caregiving in the instrument, they recognise the 
importancee of co-operation and, as a result, response rates are high. 

OvertOvert format 

Thee IEQ has a very structured format. All questions have the same structure and 
startt with the phrase: "How often during the past four week have you ". 
Alsoo the terms used in the questions were kept the same, such as " have 
youu encouraged your relative/friend ", or" have you worried about 

".. Finally, all questions had the same response categories: never -
sometimess - regular - often - always. The items can be summarised in four 
sub-scaless scores and in an overall consequences score The overall format 
alsoo is comprehensible. This can be concluded from the only 0.8 to 3.1 percent 
off questionnaires that could not be used in analysis due to missing data, 
(Schenee & van Wi|ngaarden, 1993a; van Wijngaarden et al., 1996, 20001. 

EaseEase of usage 

Thee IEQ is an easy to understand, and not time-consuming instrument. The IEQ 
coree module (31 items) takes about ten minutes to complete. The entire set, 
whichh includes the GHQ-12 and the other additional modules (31 items) takes 
aboutt twenty minutes. The IEQ can also be administered as a structured 
(telephone)) interview. 

Alll in all the IEQ can be considered as a highly sensible instrument. Its broad 
scope,, its covering of most caregiver consequences domains, it ease of usage, 
itss structured format, its importance in the eyes of caregivers, and its adequacy 
inn research and clinical practice, makes it a very suitable instrument to assess 
caregiverr consequences. 

Thee validity of the IEQ 

Inn the previous paragraphs the content and face validity were discussed in the 
contextt of the sensibility of the IEQ. The construct validity of the IEQ could not be 
assessedd properly because of the lack of a golden standard. However, an 
indicationn of construct validity was found in a study conducted in the United 
Kingdomm among 40 caregivers of patients with first-episode psychosis 
(Tennakoonn et al., 2000). In this study caregivers were interviewed about their 
experiencess of caregiving, coping strategies and distress, using the IEQ and the 
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Experiencee of Caregiving Inventory (ECI: Szmukler et al., 1996). The ECI 
measuress caregivers' appraisal of the caregiving experience. The way the ECI 
wass developed resembles that of the IEQ. It is also based on a stress-coping-
appraisall model, items and domains were generated in interviews with 
memberss of two major British family organisations, scales were constructed by 
meanss of factor analysis, and the time frame was set to one month. The 66 
itemss are phrased as: "During the last month, how often have you thought 
aboutt ". The ECI comprises of 10 sub-scales that cover negative as well as 
positivee aspects of caregiving. Negative aspects that are distressing for 
caregiverss are: (1) difficult behaviour, such as being irritable or suspicious, (2) 
negativee symptoms, such as withdrawal, (3) stigma, such as how to explain the 
illnesss to others, 14) problems with services, such as difficulty getting 
information,, (5) effects on the family, such as family break-up, 61 need to 
backup,, such as financial support, (7) dependency, such as helping with daily 
activities,, and (8) loss, such as suicide risks, or loss of opportunities. The two 
sub-scaless measuring positive aspects of caregiving are positive personal 
experiencess (e.g. learnt more about myself, or became closer to friends), and 
goodd aspects of relationship (e.g. contributed to the well-being of the patient). 
Thee validity of the eight negative sub-scales was good, the validity of the 
positivee scales bad (Szmukler et al., 1996). 

Thee IEQ sub-scales worrying, tension and supervision correlated significantly 
withh one or more of the ECI sub-scales difficult behaviour, negative symptoms, 
needd to backup, effects on family, and loss. Worrying correlated with all five ECI 
sub-scales,, supervision with difficult behaviour, need to backup, and loss, and 
tensionn with loss. Strongest correlations were found between thinking about 
patient'ss difficult behaviour, and worrying (R = 0.55) and supervision (R = 0.52). 
Thinkingg about loss was the only ECI sub-scale that correlated with all three IEQ 
sub-scaless (Tennakoon et al., 2000). 

Althoughh the IEQ and ECI measure different aspects of caregiving, thinking 
aboutt aspects of caregiving versus the actual consequences of this caregiving, 
thesee results are an indication of good convergent validity. First, the higher 
correlationss between thoughts about difficult behaviour, and actual worrying 
andd supervision, is in concordance with other studies where positive symptoms 
weree the main predictors of caregiver consequences in first-episode psychosis 
(Wolthaus,, 2002). Second, in case of first-episode psychosis feelings of loss and 
uncertaintyy about what is to come, will be prominent, and this is reflected in the 
correlationss between caregivers' thoughts about loss and the consequences 
theyy reported on worrying, tension, and supervision. Third, caregivers' thoughts 
aboutt patient's difficult behaviour, need to back up, and loss is connected to the 
actuall supervision of the patient. The caregivers actual need to supervise are 
reflectedd in their thoughts about the patient who needs support, because of his 
orr her behaviour and loss of control. 
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Alsoo divergent validity seems to be satisfactory. No correlations were found 
betweenn IEQ sub-scales and the other !EC sub-scales. The IEQ does not 
measuree positive aspects of caregiving, stigmatisation, and problems with 
services,, as four of the IEC sub-scales do. The absence of significant 
correlationss indicates that these concepts are indeed not covered by the IEQ. 
Onee may have doubts on the IEC sub-scale dependency, because it contains 
somee items also covered by the IEQ urging sub-scale. Here correlations could 
havee been expected 

Untill the mid-1990s the IEQ was the only validated instrument of its kind in The 
Netherlands.. A test of convergent validity became possible when at that time a 
neww instrument came available, the Burden on the Family Interview (BFI: 
Kramer,, 1998). The BFI is a structured interview consisting of 141 items covering 
aa broad range of caregiver consequences. Its lay-out and focus is quite 
differentt from the IEQ. Where the IEQ has a fixed time frame (previous four 
weeks),, the BFI has a variable time frame (present moment, past year, ever), 
andd where the IEQ has a fixed set of 'objective' response categories (never -
always),, the BFI has a varying set of objective and subjective response 
categoriess le.g. never - always, no burden - heavy burden, not distressing -
veryy distressing). Despite these differences BFI and IEQ items scores that were 
consideredd to be equivalent were correlated. These correlations ranged from 
0.333 to 0.56. The author who had expected correlations of at least 0.60 
concludedd that a satisfying convergent validity could not be established. 
(Kramer,, 1998). 

Moree evidence for a satisfactory convergent validity was found. First, in the 
Dutchh studies caregiver consequences assessed with the IEQ could be 
predictedd from mediating variables that were proposed in several mostly 
stress-coping-support-appraisall models (Biegel et al,, 1991; Gallop et al., 1991; 
Maurinn & Barmann Boyd, 1990; Schene, 1990), In Figure 7,1 an adapted version 
off the theoretical framework proposed by Schene (1990) is presented. 

Inn this model patient's symptoms and functioning have consequences for the 
caregivers.. For instance tasks normally done by the patient have to be taken 
overr by the caregivers, the interpersonal relationship between patient and 
caregiverr changes, or patient's children have to move to family or friends 
becausee the patient is not able to practice his or her parental role. Loss in 
patient'ss role performance, tasks added to the caregivers' normal workload, 
andd changes in family and social relations lead to strains that can become 
chronic.Thee patient's symptoms and (disturbing) behaviour can also directly 
leadd to chronic strain. This chronic strain itself can lead to feelings of distress 
andd mental health problems of the caregivers. 
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Figuree 7.1. Caregiver consequences framework 

(Adaptedd from: Schene, 1990) 

Theree are, however, mediating variables, not only on an individual and familial 
level,, but also on a societal, and communal/cultural level (Schene, 1990) 
Exampless of those mediating variables are caregiver's coping style, social 
support,, mental healthcare system, and culturally dependent ideologies and 
philosophiess about mental illness and caregiving. In other words, there won't 
bee a simple straightforward relationship between patient's symptoms and 
functioning,, and the objective and (resulting! subjective consequences. For 
example,, on an individual level, caregivers who are able to cope with their 
caregivingg role and the consequences resulting from it, probably will feel less 
distressedd than those who can't cope properly. On a familial level, caregivers 
whoo receive social and practical support from their family or friends might 
experiencee less strain. Finally, on a community or cultural level, both objective 
ass subjective consequences could be less, if the caregiver can rely on a high-
qualityy and supporting mental health care system, that is not hindered by 
labellingg or stigmatisation. That is why already in the 1950s Clausen and Yarrow 
(1955)) stressed the importance of informing the civilian population on the origin 
andd treatment possibilities of mental illnesses, in order to adjust popular beliefs 
inn the community. 
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Prooff for the validity of this model was found in a sample of 680 members of a 
Dutchh family organisation, who were the relatives of patients suffering from 
schizophrenia.. High IEQ sub-scale scores could be predicted from the severity 
off patient's symptoms on agitation, apathy, psychosis and affect, a 
deteriorationn of the illness since onset, less caregiver's coping ability, more 
caregiver'ss contacts with mental health professionals, and more time spent 
withh the patient. Explained variances ranged from 21 percent in case of urging 
too 55 percent in case of tension, and 46 percent in case of the overall caregiver 
consequencess score. These findings suggested that the objective 
consequencess indeed are influenced by patient and caregiver characteristics, 
andd that the IEQ is able to detect these influences, at least for a part ISchene & 
vann Wijngaarden, 1993a). 

AA rather high correlation of 0.50 was found between the IEQ overall 
consequencess scores and caregiver's distress score. This distress score could 
alsoo be predicted from patient and caregiver characteristics. To study the 
relationn between objective and subjective caregiver consequences, and patient 
andd caregiver characteristics, these variables were incorporated in the 
proposedd model. Since not all variables mentioned in the model had been 
measuredd (for instance no social support, and no community or culture 
characteristics)) further analyses were conducted on a simplified model (Figure 
7.2). . 

Figuree 7.2 Prediction of IEQ and distress scores: explained variances (multiple 
regressionn analysis) 

Patient t 
characteristics s 

Caregiver r 
characteristics s 

Relationship p 
characteristics s 

(Adaptedd from Schene. van Wijngaarden & Koetcr. 1998) 
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Multiplee regression analyses were carried out with the IEQ overall score and 
distresss score as dependent variables. Patient, caregiver, and relationship 
characteristicss were entered one by one as an entire set in the regression 
equationn (Schene et al., 1998). The IEQ overall consequences score was best 
predictedd by patient characteristics (age, sex, symptom levels, clinical status, 
durationn of disorder, and course over time), followed by caregiver 
characteristicss (age, sex, in contact with mental health professionals, and 
copingg ability), and relationship characteristics (living with the patient, number 
off hours contact with the patient). Especially symptom levels, coping, and 
numberr of contact hours were predictors. A similar result was seen in the 
multiplee regression analysis on the distress scores, with patient characteristics 
explainingg most variance, followed by caregiver and relationship 
characteristics.. In both analyses the three sets of variables accounted for 
uniquee parts of the variance (Schene et al., 1998) A subsequent path-analysis 
(Wright,, 1985) revealed that the objective consequences (IEQ overall score! 
explainedd a substantial part of the relation between caregivers' distress and 
thee patient, caregiver and relationship characteristics. This was especially true 
forr the relationship characteristics, 75 % of the correlation with distress was 
explainedd by the IEQ overall score. In the other cases that was 64 % (patient 
characteristics)) and 45% (caregiver characteristics) respective (Schene et al., 
1998).. The strongest paths are indicated with bold lines in Figure 7.2. 

Thesee analyses showed that the caregiver consequences measured with the 
IEQQ fit in the model as was expected. It is a mediator between on the one hand 
patient'ss characteristics (symptoms), and on the other hand mediating variables 
ass contact hours and caregiver's coping. As was indicated in the model in 
Figuree 7.1, chronic strain, and the resulting subjective consequences, are 
causedd partly by a direct response on patient's symptoms and partly by a 
indirectt response via the caregiver consequences. The fact that this indirect 
responsee is bigger than the direct response shows the importance of caregiver 
consequencess as a concept. The fact that this importance can be 
demonstratedd with IEQ scores, emphasises the conceptual relevance of the IEQ. 

Inn case of caregiver consequences of depression, IEQ scores could also be 
predictedd from background characteristics. Best predictors were coping, a 
changedd relationship with the patient, the presence of social support, and the 
presencee of acute depressive symptoms, with predicted percentages ranging 
fromm 13% in case or urging to 52% in case of tension, and a 44% predicted 
percentagee of the IEQ overall consequences score. Caregiver consequences will 
bee more prominent in case of a disrupted (marital) relationship with a patient 
whoo is in an acute phase, lack of social support, and an inability to cope with 
thee situation (van Wijngaarden, Schene & Koeter, in press). While these results 
aree similar to what was found with respect to the caregiver consequences of 
schizophrenia,, and also supportive of the caregiving model, the differences 
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betweenn the 'contents' of caregiver consequences in schizophrenia and 
depressionn samples are evidence for the construct validity of the IEQ. 

Thee context in which caregiving takes place in depression is in general different 
too that of schizophrenia. In depression caregiving in many cases is provided by 
partnerss of patients. The change in (sexual) relationship, the change in 
perspectivee on the future, leads to interpersonal strains, especially in the cases 
wheree the caregiver cannot rely on others and/or cannot cope with the 
situation.. In case of schizophrenia the caregiver mainly is an elderly mother still 
caringg for her child, far beyond the patient's infancy. These differences in 
contextt are visible in the IEQ scores. In depression especially the interpersonal 
strainn is prominent, in schizophrenia caring tasks and the mothers' worries 
aboutt the future (Schene & van Wijngaarden, 1995, van Wijngaarden et al., 
Chapterr 6). 

Otherr indications for good construct validity were obtained in a study on the 
effectt of psycho-educational support groups on 164 caregivers of patients with 
severee mental illness (47% psychosis, 18% major depression, 12% bipolar 
disorder,, and 23% other/unknown). Analysis revealed that interventions aimed 
att the reduction of caregiver consequences, such as training of coping skills 
andd providing support to the caregiver led to a reduction in caregiver 
consequencess measured with the IEQ, as was expected by the model IStam & 
Cuijpers,, 2001). Also the relationship between objective (IEQ) and sub|ective 
caregiverr consequences was studied. IEQ sub-scale scores were used to 
predictt the scores on three measures for subjective caregiver consequences3: 
(1)) the IEQ distress score, (2) an adapted version of the Maslach Burnout 
Inventoryy (MBI: Maslach & Jackson, 1986; Schaufeli & van Dierendonck, 1995), 
andd (3) the caregiver's general feeling of burden. A multiple regression analysis 
revealedd that the MBI burnout score and the general feeling of burden were 
predictedd by worrying, strain on the relationship, supervision, the caregiver's 
abilityy to cope, and the kind of relationship between caregiver and patient 
(explainedd variances 53 and 56% respective). The IEQ distress score was 
explainedd by worrying, ability to cope, type of disorder, caregiver's sex and kind 
off relationship between caregiver and patient (41% explained variance). 
Burnoutt and general feeling of burden increased if the caregiver was the 
patient'ss partner, worried much, had to supervise more, reported more 
interpersonall strains, and was less able to cope. (Cui|pers & Stam, 2000). These 
resultss are in agreement with models presented in Figures 7.1 and 7.2. IEQ sub-
scalee scores are the best predictors of the overall feeling of burden and 
burnout.. In case of schizophrenia, the IEQ distress score seems to be directly 

33 Ciipers & Stam dia no' use 'he IEQ tension sub-scale but only tne items that refer to strain on the 

relationshipp The tension sub-scale item on feeling threatened by the patient was used as a separate 

predictor r 
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relatedd to the caregiver's characteristics, a phenomenon that also was 
apparentt in the path analysis in Figure 7.2. 

Thee relationship between psychiatric symptoms and caregiver consequences 
wass confirmed by Wolthaus and colleagues (2002) They studied the correlation 
betweenn IEQ scores and patient's symptoms and personality traits. Patients 
(N=138)) were in a first or second psychotic episode, and met criteria for the 
DSM-IVV diagnosis of schizophrenia 175%) or spectrum disorders (25%). 
Symptomss were measured with the Positive and Negative Syndrome Scale 
(PANSS:: Kay, Fiszbein & Opler, 1987), rated by trained researchers. Personality 
traitss were assessed with two self-report questionnaires, the Schizotypical 
Personalityy Questionnaire (SPQ: Raine, 1991), and the NEO Five Factor Inventory 
(NEO-FFI:: Costa & McCrae, 1989). These instruments were completed after 
clinicall stabilisation on antipsychotic medication. Multiple regression analysis 
revealedd that three of the IEQ sub-scale scores (tension, urging, and 
supervision),, the overall caregiver consequences score, and the IEQ distress 
scoree were predicted by one component of the PANSS, the disorganisation 
componentt (explained variances ranging from 30 to 46%). Sub-scale worrying 
wass predicted by the agitation-excitement component of the PANNS and the 
schizotypicall trait disorganisation of the SPQ (44% explained variance). The 
authorss conclude that, as patients with early-onset schizophrenia tend to have 
moree disorganisation than older and more chronic patients, these positive 
symptomss contribute significantly to caregiver consequences in the early phase 
off schizophrenia. This in contrast to chronic patients where negative symptoms 
seemm to be of more importance (Wolthaus et al., 2002). 

Finally,, a proof for the construct validity of the IEQ was found in the matching of 
thee patterns of the mean IEQ score in the European samples. These patterns 
weree almost identical, which means that in all countries, worrying about the 
patient'ss health, future, safety and financial position were the most frequently 
mentionedd caregiver consequences, and the need for supervision and 
interpersonall tension least (van Wijngaarden et al., 2003). 

Conclusion Conclusion 

Althoughh the construct validity of the IEQ could not be assessed properly, a 
considerablee number of research results indicate that the validity of the IEQ is 
quitee satisfactory. Several studies confirmed (parts of) the proposed stress-
coping-support-appraisall model. Findings were very similar. Caregiver 
consequencess can be predicted from a set of background and intermediating 
variables,, especially patient's symptoms, caregiver's coping ability, and social 
support.. Also caregiver consequences are strongly related to various concepts 
off sub|ective consequences, such as caregiver's distress, burnout and 
appraisal. . 

143 3 



Conclusionn and discussion 

Thee reliability of the IEQ 

Thee reliability of the IEQ was tested in three ways: (1) the internal consistency of 
thee sub-scales in all studied samples, (2) the test-retest reliability, and (3) the 
sensitivityy to change. 

InternalInternal consistency 

Thee internal consistency of the sub-scales and overall caregiver consequences 
scoree were computed in all samples (Cronbach's alpha). Because of the fact 
thatt in 1997 the content of IEQ sub-scales has changed, the internal consistency 
analysess that were reported over the years (Schene & van Wijngaarden, 1993a, 
vann Wijngaarden, Schene & Koeter, 1996, 2002; van Wijngaarden et al., 2000) 
aree not fully comparable. For this chapter an additional analysis was done on 
thee sub-scales that are used since 1997. Analyses were done on the three main 
sampless described in this thesis: ID members of an organisation for relatives of 
patientss with schizophrenia in The Netherlands, (2) caregivers of patients with 
depressionn in The Netherlands, and (3) caregivers of patients with 
schizophreniaa in five European countries. In Table 7.2 the Cronbach's alpha 
scoress are presented. 

Tablee 7.2 Internal consistency of the IEQ (Cronbach's alpha) 

Tension n 

Supervision n 

Worrying g 

Urging g 

Overalll score 

Family y 
organisatio n n 

sampl e e 
(N=680) ) 

084 4 

0.78 8 

0.82 2 

0.77 7 

089 9 

Depressio n n 
sampl e e 
(N=252) ) 

0.82 2 

0.64 4 

0.81 1 

0.80 0 

0.90 0 

Europea n n 
sampl e e 
(N=335) ) 

0.81 1 

0.77 7 

0.84 4 

0.79 9 

0.90 0 

Cronbach'ss alpha benchmarks for good reliability are dependent on the type of 
study.. For a psychological test, such as a verbal intelligence test the standard 
usedd for good reliability often is a 0.80. In case of instruments like the IEQ this 
standardd seems somewhat unrealistic. The constructs that are covered are 
moree diffuse, and the boundaries between constructs are less clear. This 
meanss that by definition the items that constitute sub-scales are more diverse 
andd less closely related than items in a psychological (one-dimensional) test. 
Basedd on benchmarks found in literature in the EPSILON study alpha values of 
00 50 to 0 70 were considered as 'moderate' and values over 0.70 as 
'substantial'' (Schene et a!., 2000). 
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Inn all but one case the alpha values were about 0.80 for the sub-scales, and 
aboutt 0.90 for the overall scores, which means that in general the benchmark 
forr substantial reliability was reached. In the depression sample the alpha 
valuee of sub-scale supervision only could be considered as moderate. In 
Chapterr 2 further details on the internal consistency of IEQ scales in the 
Europeann sub-samples were presented (see Table 2.2]. The figures showed 
thatt in general all alpha values were above 0.70, and that only in case of 
urgingg (Santander) and supervision (London) this benchmark just was not 
reached.. The internal consistencies also did not differ between sites on three 
sub-scaless and the overall score. Only on urging differences were found, 
mainlyy caused by a lower alpha score in Santander. As was pointed out by 
Schenee and colleagues (2000), differences in alpha scores should be carefully 
interpreted,, since these scores are dependent on sample variances. Indeed 
furtherr analysis revealed that the differences in alpha scores probably were 
causedd as much by differences in sample variance as by differences in true 
reliability.. All in all, the internal consistency of the IEQ was considered to be 
satisfactoryy in all sites (van Wijngaarden et al., 2000). 

Internall consistency was also determined in a study on the German translation 
off the IEQ. In this study (N = 138) alpha values ranged from 0.71 to 0.88 (Bernert 
etal,, 2001). 

Test-retestTest-retest reliability 

Inn the depression sample retests that were conducted on average 3.3 weeks 
afterr the first assessment resulted in lower scores on the IEQ in case of 
caregiverss of patients who had recently started outpatient treatment, or patients 
whoo had received more than two months outpatient treatment (on average 1.3 
years).. In case of stabilised patients receiving long-term outpatient treatment 
(onn average 4.7 years) test-retest scores were about equal. The differences in 
test-retestt results between samples could not be accounted for. It was 
hypothesisedd that these results might have been caused by the fact that in the 
firstt two samples real changes had occurred as a result of treatment. However, 
thiss treatment effect only would be expected in case of the patients who 
recentlyy started treatment, not in case of other patients. Patients in the latter 
samplee should be stabilised (on medication) and changes in the consequences 
forr their caregivers were not expected to occur in such a short time interval. On 
thee other hand the stable scores in the long-term outpatient sample was 
consideredd as an indication of test-retest reliability (van Wijngaarden, Schene & 
Koeter,, 1996). 

Ass was described in detail in Chapter 2 (see Table 2.2) a test-retest validity 
analysiss was also done in the EPSILON study. The test-retest time interval was 
sett on one to two weeks, and the actual average time interval ranged from 6 
dayss (Santander) to 22 days (Verona). Intraclass correlations (ICC) in the pooled 
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samplee were high, ranging from 0.83 (supervision) to 0,90 (overall score). All 
individuall sites had ICC scores above benchmark (0.70). Santander and Verona 
hadd somewhat lower ICCs that the other sites. These differences could not be 
attributedd to different time intervals between test en retest (van Wijngaarden et 
al.,, 2000). In all, it was concluded that although all ICCs were above benchmark 
values,, the test-retest reliability of the IEQ stiil remains unclear and should be 
studiedd further. 

Thee test-retest reliability in the study on the German version of the IEQ was 
somewhatt different from the Epsilon study. Three sub-scales and the overall 
scoree had ICCs between 0,79 and 0.94 However, the tension ICC score was 
onlyy 0.39 No explanation for this divergent finding could be given (Bernert et 
al.,, 2001). 

SensitivitySensitivity to change 

Stamm & Cuijpers (2001) studied the effect of family interventions on the caregiver 
consequencess of severe mental illness using a quasi-experimental design. 
Caregiverss in the experimental group attended 6 tot 10 sessionss of a support 
groupss aimed at reducing caregiver consequences, caregivers in the control 
groupp attended only one informal meeting. At retest after one year the IEQ 
scoress of the control group had not changed, in contrast to the experimental 
groupp where IEQ scores dropped significantly. Multiple regression analysis was 
usedd to test whether differences in experimental and control groups were due 
too the intervention or not. This analysis revealed a significant effect on worrying 
andd urging, and an almost significant effect on tensions and the overall 
consequencess score. Although the authors consider their study to be a pilot-
projectt because of limitations (Stam & Cuijpers, 2001), these results indicate that 
thee IEQ is sensible enough to measure changes. 

Additionall proof for the lEQ's sensitivity to change was found in two studies in 
smalll samples of caregivers of patients with severe mental illness who were 
admittedd to inpatient treatment. In the first sample (N=19) caregivers completed 
thee IEQ twice, at admission and after three months. In the second sample 
(N=36)) the time interval was 8 weeks. In both samples IEQ scores dropped 
significantlyy on the overall consequences score and three out of four sub-
scales.. Although scores on the urging sub-scale also dropped, these changes 
weree not significant (Dekker, 1996; van Wijk & Haveman, 1992; van 
Wi|ngaarden,, Schene & Koeter, 1996). 

Inn conclusion, the reliability of the !EQ seems to be satisfactory to good. Internal 
consistenciess of sub-scores in general are substantial, and the IEQ is sensitive 
too change. The results of test-retest validity assessments, however, were 
somewhatt problematic. Although above benchmark, test-retest validity scores 
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variedd between countries and in other studies some contradicting results were 
found.. Test-retest reliability therefor should be further investigated in the future. 

Thee applicability of the IEQ 

Throughoutt this thesis several studies on the IEQ were presented. One of the 
recurredd conclusions was that the scale structure was stable across patients 
samples,, and across countries. This was also true for the patterns of 
consequences.. This stability in results is exactly what should be expected of an 
instrumentt that claims to cover almost all important domains of caregiver 
consequences.. Caregiving itself is universal, independent of diagnosis or 
culture.. Situations that requires spouses, parents, siblings, or friends to care for 
theirr loved ones, will lead to similar activities and similar consequences. Carers 
willl have to take over tasks, have to face the consequences that the mental 
illnesss has for the patient him/herself, have to cope with symptom behaviour, or 
havee less time to spend for their own. And all these caregiving tasks and 
experiencess will have consequences for the carers. There will only be 
differencess in which consequences will have the most impact in which 
situation.. The studies presented in Chapters 5 and 6 showed that caregivers of 
patientss with depression experience consequences that are quite similar to 
thosee experienced by caregivers of patients with schizophrenia or another type 
off psychosis. But it also showed that the kinds of consequences were related to 
thee context of caregiving. In depression interpersonal tension between spouses 
wass experienced most in a context of changed relationships, and changed 
expectations.. In schizophrenia, where caregivers are mostly mothers, the 
consequencess of ongoing care for adult children was most prominent. 

Togetherr with the high level of sensibility discussed earlier in this chapter, the 
stabilityy of the IEQ in different settings makes it an instrument that can be used 
inn a large variety of situations where caregiving takes place. This high level of 
applicabilityy has resulted in translations into nine languages (English, Danish, 
Italian,, Spanish, Portuguese, German, French, Swedish and Finnish), and 
utilisationn by researchers throughout Europe (Bernert et al., 2001, Magne-lngvar 
&& Öjehagen, 2002; Pereira & de Almeida, 1999; Tennakoon et al., 2000). It even 
hass led to utilisation in settings outside the psychiatry domain, such as 
geriatricss (demented versus depressive patients: Leinonen et al, 2001), and 
obstreticss (high-risk pregnancies: Birnie et al., 1998). 
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Limitations s 

Thee IEQ has been developed to measure the objective consequences for 
caregivers.. The things caregivers have to do, the frequency with which a 
caregivingg task has to be carried out, the number or times a caregiver worries, 
orr has to supervise. The question is whether this claim of measuring objective, 
measurablee consequences is accomplished. First there lies some danger in the 
choicee of response categories. In earlier versions of the IEQ exact figures were 
assessedd when asking how many time during the past four weeks an event 
hadd happened. Tests evaluating this way of asking, however, revealed that it 
wass very difficult for caregivers to answer. They did not keep a diary in which 
theyy recorded all consequences, and the felt obligation to produce exact 
figuress made them uneasy. These findings led to the decision to apply 
responsee categories used in other, well-known and tested, instruments such as 
thee 5CL-90 (Derogatis, 1977). In stead of figures the response categories 
consistedd of global frequency identifiers: never, sometimes, regular, often, and 
always.. An objection to these response categories may be that by doing so 
subjectivityy has entered the objective caregiver consequences scores. If a 
caregiverr reports that an event happened 'often', how often did it actually 
happen:: once, four times, daily7 The 'often' of one caregiver might be 
somethingg different than the 'often' of another caregiver. 

Somee of the results indeed indicate a certain subjectivity. For instance, the 
analysess of research data showed that the IEQ sub-scales were correlated, 
coefficientss ranging from 0.32 to 0.50 (Schene & van Wijngaarden, 1993), and 
thee Homals analysis in Chapter 6 showed that reporting many consequences 
onn one sub-scale was combined with reporting many consequences on the 
otherr three sub-scales. Szmukler and colleagues (1996) found similar relations. 
Inn their study two type of response categories were tested, one in which 
caregiverss were asked how often they had thought about a certain issue 
(objective),, and one in which they were asked how much they had been upset 
byy the same issue (subjective). Correlations between answers were greater 
thann 0,90 in all cases. These findings indicate that the correlation between IEQ 
scoress and measures of subjective consequences should be studied more 
closely. . 

Anotherr criticism on the IEQ might be the in general low number of real 
consequencess reported on several items, especially items on supervision and 
urging.. Does this mean that the IEQ is insensitive for these kind of caregiver 
consequences99 Probably not, regarding all the evidence that was found on its 
validityy and reliability, and on its stability across samples and situations. It might 
reflectt the fact that these caregiver consequences are relatively rare, a 
hypothesiss that, however, is not in agreement with the often voiced caregivers' 
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statementss that they experience a lot of consequences from caregiving Are 
caregiverss just naggers who complain without an actual reason? To 
understandd the apparent paradox between rather low IEQ scores and the 
caregivers'' experiences, one must look at caregiving from a point of view of role 
functioning.. In case of little children caring is one of the essential parts of the 
parentall role. Parents spend a lot of time, energy and emotion into caring, and 
manyy parents will recognise the suddenly changed situation, in which night 
andd day rhythms are determined by the sleeping and eating habits of the baby, 
andd in which visiting friends or going to the cinema or theatre is not as obvious 
ass is was before. Although this caring sometimes can be very burdensome, 
mostt parents will know that this is the 'price one has to pay' for having a baby 
Andd they are rewarded in the form of the first smile and the first word. Also, 
parentss will realise that their caring is time-limited. Someday, when their child 
hass grown up, they do not have to care anymore. 

Inn case of caring for an adult person with a severe mental illness a different 
situationn exists. In adult role functioning people should be able to care for 
themselves,, and undertake their own activities. When mental illness keeps 
themm dependent on their parents, like in schizophrenia, or become dependent 
onn their partners, like in depression, these caring tasks are experienced by 
carerss as additional. Even if it may not appear much at first glance, providing 
moree care than would normally be appropriate in a reciprocal relationship, 
mayy be very disrupting (Schene, van Wijngaarden & Koeter, 1998). The 
awarenesss that this caregiving may not end, and the fact that in many cases 
rewardss are absent or only few, will only strengthen this feelings of disruption. 

Caregivers'' distress scores were rather high. Caregivers of patients with 
depressionn scored on average on four out of eight distress items, and 23% of 
caregiverss of patients with schizophrenia scored above the cut off point ( 3) for 
psychiatricc caseness on the GHQ-12. Also rather high correlations were found 
betweenn distress and caregiver consequences. Does this prove that more 
consequencess lead to more distress or are both scores biased9 There could be 
aa possibility that high distress scores are caused by the fact that these 
caregivers,, independent of caregiver consequences, already experienced 
moree distress than the average citizen. This finding is supported by the results 
off a study on the occurrence of infectious diseases in relation to schizophrenia, 
infectiouss illness episodes could be predicted by more severe patient positive 
symptomss and less satisfaction with social support (Dyck, Short & Vitaliano, 
1999). . 

Otherr studies have shown that in case of depression there is evidence of 
assortativee mating, the tendency for persons to marry someone with a similar 
phenotypee (Mathews & Reus, 2001). This means that the partner of a patient 
withh depression has an increased chance to have depressive complaints her/ 
himselff In case of schizophrenia there is a genetic component (Harrison & 
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Owen,, 2003). Schizophrenia has a heritability of around 80%, so it is possible 
thatt caregivers, who are mainly relatives, could have higher levels of distress of 
theirr own. However, since the exact impact of these relations are not known, 
conclusionss cannot be drawn so far. 

Futuree research 

Thee studies described in this thesis and elsewhere have shown that the 
ongoingg development and testing of the IEQ has resulted in an instrument with 
goodd validity and reliability, and high sensibility and applicability. This, however, 
doess not mean not further work has to be done. In order to keep improving the 
IEQQ further research is necessary, especially considering the fact that the IEQ is 
usedd in several countries, all with their own language and cultural peculiarities. 
Forr instance the test-retest validity assessment did not yet lead to unambiguous 
results.. There might be a cultural component involved that should be cleared 
up.. This means that researchers outside The Netherlands should be 
encouragedd to do local tests on the psychometric qualities of the IEQ. These 
andd other studies should be collected in a national database, in order to be 
ablee to construct national norm groups. 

Thee IEQ should be tested against concepts that fit in the stress-coping-support-
appraisall model presented in Figure 1, such as social support and coping. Also 
otherr concepts should be incorporated in this model, for instance Expressed 
Emotion.. In a recent study on EE it was found that the usual idea that high EE 
causess symptom exacerbation and relapse might be only one side of the story. 
Thee results suggested that more severe negative symptoms of the patient in 
theirr turn may increase EE in caregivers (King, 2000!. Therefor the inclusion of EE 
inn the model may lead to new insights in the consequences of caregiving and 
inn the mutual influences of these consequences and patient functioning. 

Finally,, more research is needed on the effects of psychiatric treatment, family 
supportt and family education on caregiver consequences, in order to search 
forr the most effective interventions. This research should focus on caregivers of 
alll patient groups. Caregiver consequences are not only an issue in 
schizophreniaa but probably in all mental illnesses. 
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Involvementt Evaluation Questionnaire (first version) 

INVOLVEMENTT EVALUATION QUESTIONNAIRE 

Introduction n 

Inn the field of psychiatric care, attention has been concentrated almost 
exclusivelyy on the patients themselves. In recent years, however, more concern 
hass been shown towards patients' families, friends and others involved in their 
immediatee environment. 

Youu too are involved with someone who has mental health problems and this 
questionnairee has been designed to evaluate the consequences such a 
situationn may have for you personally. 

Youu will notice that we use the term person, by which we mean the person 
sufferingg from the mental problems. 

Completingg the questionnaire 

Onlyy one answer is possible for each question, please tick accordingly. In some 
cases,, however, we ask you to fill in a few details, such as your age 

Itt is quite possible that in some cases, a question is not relevant to your 
particularr circumstances. The questionnaire will clearly indicate, therefor, which 
questionss you can ignore and at which point you should start again. 

Thee consequences of your involvement with someone who has mental health 
problemss might have existed for several years already, but it is important to 
bearr in mind that this questionnaire is only concerned with an analysis of the 
currentt situation Most of the questions, therefor, cover your experiences during 
thee last four weeks, whilst a few questions are about your more long-term 
experience.. The questions themselves will make this clear. 

Alll information will be anonymous and confidential. If, however, there are 
questionss which you would prefer not to answer, we will, of course, respect this 
butt would ask you to be kind enough to indicate it accordingly. . 

Pleasee answer each question in turn. Take your time and remember that your 
answerss to the questions are neither right nor wrong. What is important is that 
yourr answers truly reflect your own personal experience. 
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Today'ss date: 19 9 

Befor ee we turn to the matte r of your own involvement , we woul d firs t like to know 
somethin gg abou t you personall y and your relationshi p with the person . 

1.. What is your age 7 

II am years of age 

2.. Sex7 

•• female 

•• male 

3.. Education/training7 Completed7 

[pleasee indicate] yes no 

DD D 

DD D 

DD D 

DD D 

4.. What is the person's age 7 

Thee person is years of age. 

5.. The person's sex 7 

•• female 

•• male 

6.. When did the person's mental health problems start 7 

Thatt was in 19 
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Involvementt Evaluation Questionnaire (first version) 

7.. Is the person currently receiving help for the mental health problems7 

doo not know 
noo additional help 

yes,, from G.P./family doctor or social worker 
yes,, as an outpatient 
yes,, in a psychiatric day clinic 

yes,, in a psychiatric hospital or psychiatric department of a general hospita 
yes,, living in sheltered accommodation 
yes,, other (please indicate) 

8.. What is your relationship to the person 7 

II am her/his 

mother/fatherr [step and foster parents included) 

daughter/son n 
sister/brother r 
otherr relative 
wife/husbandd or girl/boy friend 
friend d 
neighbour r 
colleague/felloww student 
otherr (please indicate) 

9.. What is yo yo ur civil sta tus 7 

•• unmarried 
•• married/long-term partnership 
•• divorced 

•• widowed 

10.. Do you live alone or with others 7 

ivee alone {PROCEED TO QUESTION 14) 
ivee with my spouse/partner and/or children 
ivee with my parents and/or sisters/brothers 
ivee with other relatives 
ivee with friends 

•• other (please indicate) 

11.. How many people, including yourself, are there in your household7 

Myy household consists of (no.) people. 
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D D 
• • 
D D 
rn n 

D D 
D D 

D D 
D D 
• • 
n n 
5 5 
D D 
D D 
D D 
D D 

• • 
LJ J 
D D 
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Appendixx I 

12.. Is f he person with mental health problems part of that household ? 

DD no 
DD yes 

13.. How many days have you and the person lived together at the same address during 
thethe last four weeks ? 

•• none 
•• some, nomely (no.I days 
•• the full four weeks 

14.. What is your family's approximate net income (wage/salary, assistance benefits, 
pensionpension etc.} 

•• less than fl. 1000 per month 

•• fl. 1000 - fl. 2000 net per month 
•• fl. 2000-f l . 3000 net per month 
nn  A- 3000 - fl. 4000 net per month 

•• fl. 4000- f l . 5000 net per month 
•• more than fl. 5000 net per month 

15.. What per week was the average duration of your personal or telephone contact with 
thethe person during the last four weeks? 

•• less than 1 hour a week (PROCEED TO QUESTION 37! 
•• 1-4 hours a week 
•• 5-8 hours a week 
•• 9-16 hours a week 
•• 17-32 hours a week 
•• more than 32 hours a week 

Thee followin g question s concer n th e attentio n and care you have give n to th e 
patien tt  durin g th e last  fou r weeks . 

16.. How often during the last four weeks have you urged the person to take proper care 
ofof her/himself (e.g. washing, bathing, brushing teeth, dressing, combing hair etc.!7 

nn  never 
QQ sometimes 
•• regularly 
•• often 
•• (almost! always 
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Involvementt Evaluation Questionnaire (first version) 

17.. How often during the last four weeks have you helped the person take proper care of 
her/himselfher/himself leg washing, bathing, brushing teeth, dressing, combing hair etc'J? 

•• never 
•• sometimes 
[ jj regularly 
[ jj often 
•• (almost] always 

18.. How often during the last four weeks have you urged the person to eat enough9 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

19.. How often during the last four weeks have you urged the person to undertake some 
kindkind of activity (e.g. go for a walk, have a chat hobbies, household chores! 7 

•• never 
•• sometimes 
•• regularly 
GG often 
•• (almost) always 

20.. How often during the last four weeks have you accompanied the person on some 
kindkind of outside activity because he/she did not dare to go alone7 

•• never 
•• sometimes 
^^ regularly 
~jj often 
[~JJ (almost) always 

21.. How often during the last four weeks have you ensured that the person has taken 
thethe required medicine ? 

[ jj not relevant: person has no medicines 
•• never 
[7JJ sometimes 
•• regularly 
•• often 
Qjj (almost) always 
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22.. How often during the last four weeks have you guarded the person from committing 
dangerousdangerous acts 'i e. setting something alight, leaving the gas on, forgetting to stub 
cigarettescigarettes out etc.J7 

•• never 
L jj sometimes 
•• regularly 
•• often 
•• (almost) always 

23.. How often during the last four weeks have you guarded the person from self-inflicted 
harmharm (i.e. cutting her/himself excess medicine intake, burning, suicide attempt etc. j? 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

24.. How often during the last four weeks have you ensured that the person received 
sufficientsufficient sleep7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

25.. How often during the last four weeks have you guarded the person from drinking to 
muchmuch alcohol ? 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

26.. How often during the last four weeks have you guarded the person from taking 
illegalillegal drugs ? 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 
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Involvementt Evaluation Questionnaire (first version) 

27.. How often during the last four weeks have you carried out tasks normally done by 
thethe person (household chores, financial matters, shopping, cooking etc)7 

•• never 
•• sometimes 
[JJ regularly 
•• often 
•• (almost) always 

28.. How often during the last four weeks have you urged the person to get up in the 
morningmorning9 9 

•• never 
•• sometimes 
nn  regularly 
•• often 
•• (almost) always 

22 9. How often during the last four weeks has the person disturbed your sleep7 

nn never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

Thee followin g question s concer n the atmospher e between you and the perso n 
durin gg the last fou r weeks . 

30.. How often during the last four weeks has the atmosphere been strained between 
youyou both, as a result of the person's behaviour7 

•• never 
•• sometimes 
•• regularly 
^^ often 
•• (almost) always 

31.. How often during the last four weeks has the person caused a quarrel ? 

•• never 
QQ sometimes 
•• regularly 
•• often 
•• (almost) always 
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32.. How often during the last four weeks have you been annoyed by the person's 
behaviourbehaviour7 7 

•• never 
•• sometimes 
QQ regularly 
•• often 
•• (almost) always 

33.. How often during the last four weeks have you heard from others that they have 
beenbeen annoyed by the person's behaviour7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

34.. How often during the last four weeks have you felt threatened by ihe person7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

35.. How often during the last four weeks have you thought of moving out, as a result of 
thethe person's behaviour ? 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

33 6. How often during the last four weeks have you been able to pursue your own activities 
andand interests (e.g. work, school, hobbies, sports, visits to family and friends) 7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 
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Involvementt Evaluation Questionnaire (first version) 

Thee followin g question s concer n the worrie s whic h may arise from involvemen t with 
aa perso n who has menta l health problems . 

37.. How often during the last four weeks have you worried about the person's safety? 

41. . 

D D 
D D 
D D 
D D 
• • 

never r 

sometimes s 
regularly y 

often n 
(almost)) always 

38.. How often during the last four weeks have you worried about the kind of help/ 
treatmenttreatment the person is receiving7 

D D 
D D 
D D 
G G 
• • 

never r 

sometimes s 
regularly y 
often n 

(almost)) always 

39.. How often during the last four weeks have you worried about the person's general 
healthhealth7 7 

D D 
n n 
• • 
• • D D 

never r 

sometimes s 
regularly y 
often n 

(almost)) always 

40.. How often during the last four weeks have you worried about how the person would 
managemanage financially if you were no longer able to help 7 

u u L" " 
• • G G 
D D 

never r 
sometimes s 
regularly y 
often n 

(almost)) always 

HowHow often during the Ic 

D D 
n n 
D D 
D D 
D D 

never r 

sometimes s 
regularly y 
often n 

(almost)) always 
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42.. How often during the lost four weeks have you worried about your own future7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

43.. To what extent have the person's mental health problems been a burden to you 
duringduring the last four weeks 7 

•• none 
nn slight 
•• fairly heavy 
•• heavy 
•• very heavy 

44.. Have you got used to the person having mental health problems ? 

DD no 
•• a little 
•• fairly 
•• very 
•• completely 

45.. How often have you felt able to cope with the patient's mental health problems7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

46.. Has your relationship with the person changed since the onset of the mental health 
problemsproblems ? 

no o 
aa little 
rather r 
aa lot 
aa great deal 

a a 
a a 
a a 
i— i i 
ii  i 

n n 
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Involvementt Evaluation Questionnaire (first version) 

Thee followin g question s concer n possibl e financia l consequence s for you and your 
household ,, as a resul t of the person' s menta l health problems . 

HaveHave you, during the last four weeks, had to incur extra expenses on behalf of the 
personperson 7 

47. . 

48. . 

49. . 

50. . 

51. . 

52. . 

53. . 

Professionall help for the person 

Damagee caused by the person 

Largee expenditures incurred by the person 

Person'ss travel expenses 

Medicinee for the person 

Payingg off debts incurred by the person 

Otherr expenses (please indicate): 

Yes s 

D D 

D D 

• • 
D D 

• • 
rn n 

No o 

D D 

D D 

a a 
a a 
D D 

D D 

54.. // you add up alt the expenses incurred on behalf of the person during the last four 
weeks,weeks, what is the total figure ? 

GG less than fl. 100 
•• fl 100 - ff 200 
GG fl. 200-1500 
GG fl. 500-fl. 1000 
GG more than fl. 1000 

168 8 



Appendixx I 

somen r r 

D D 

n n 
D D 

D D 

D D 

D D 

D D 

D D 

ness on 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

Beingg involve d wit h a perso n who has menta l health problem s may sometime s be 
suchh a strai n that one develop s physica l and/o r menta l health problem s oneself . 

HaveHave you experienced any of the following problems during the last four weeks9 

never r 

55.. Headache [J 

56.. Muscle pain D 

57.. Lack of appetite Q 

58.. Sleeplessness Q 

59.. Nervous tension Q 

60.. Depression Q 

61.. Quicktempered Q 

62.. Extreme tiredness Q 

Iff  you have not ticke d any of the question s from 55-62 (incl.) , 
PROCEEDD TO QUESTION 66. 
Iff  you have ticke d one or more of the question s from 55-62 (incl.) , 
PROCEEDD TO QUESTION 63. 

63.. Are you receiving help from your C.P./family doctor for any of these complaints9 

DD yes 
DD no 

64.. Are you receiving help from a social worker, a psychologist, a psychiatrist or an 
outpatientoutpatient department for any of these complaints ? 

rnn yes 
•• no 

65.. Are you taking any kind of medicine for these complaints 7 

DD yes 
•• no 
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Iff  a fathe r or mothe r has menta l healt h problems , thi s may have consequence s fo r 
thee children . 

66.. Has the person with mental health problems any children Unci, step/foster children)7 

•• no [PROCEED TO QUESTION 77] 

•• yes, (no.) children. 

67.. Has the person any children under the age of 16 years7 

•• no [PROCEED TO QUESTION 77 

•• yes, (no.) children under the age of 16 
years s 

HowHow often has it happened during the last four weeks that the child or children has/ 
have: have: 

68 8 

69. . 

70. . 

71. . 

72. . 

73. . 

74. . 

75. . 

76. . 

Shownn loss of appetite 

Beenn sleepless at night 

Beenn less attentive at school 

Shownn fear of father/mother 

Nott attended school 

Displayedd difficult behaviour 

Playedd less often with friends 

Feltt ashamed of father/mother 

Hadd to stay with neighbours, relatives or friends 

never r 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

sometime s s 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

• • 
D D 

oft t 

D D 

D D 

D D 

a a 
D D 

D D 

D D 

D D 

D D 
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77.. Multiple choice questions cannot possibly cover all that you have experienced with 
thethe person. Please teel free to add any comments you may wish to make in the 
spacespace below. 

Comments: : 

Itt  is importan t for the purpose s of this stud y that all relevan t question s are 
answered .. Please be kind enoug h to check carefull y that no question s have been 
overlooked . . 

Pleasee also accep t our sincer e thank s for your help and co-operation . 
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Appendixx II: final IEQ-EU version 

(usedd in the studies described in Chapters 2, 3, 4, and 6) 

Respondentt identifier 

IEQ-EU U 

Involvement t 

Evaluation n 

Questionnaire e 

Europeann Version 

©19922 AH Schene&B van Wijngaarden 
©19977 B van Wijngaarden & AH Schene 
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INVOLVEMENTT EVALUATION QUESTIONNAIRE 

Introduction n 

Inn the field of psychiatric care, attention has been concentrated almost 
exclusivelyy on the patients themselves. In recent years, however, more concern 
hass been shown towards the families, friends and others involved. 

Youu too are involved in the care of someone with mental health problems and 
thiss questionnaire has been designed to assess the personal consequences of 
suchh a situation for carers like yourself. 

Completingg the questionnaire 

Thee questionnaire is divided into 8 sections, each representing a different 
aspectt of caring. Each part is headed by a brief explanatory paragraph to lead 
youu into the theme of the section. 

Onlyy one answer is possible for each question, unless otherwise indicated -
pleasee tick accordingly In some cases, we will ask you to fill in a few personal 
details,, such as your age. 

Itt is quite possible that in some cases, a question will not be relevant to your 
particularr circumstances. The questionnaire will clearly indicate, therefor, which 
questionss you can ignore and at which point you should start again. 

Thee consequences of your caring for someone who has mental health 
problemss might have existed for several years already, but it is important to 
bearr in mind that this questionnaire is mostly concerned with an analysis of the 
currentcurrent situation. Most of the questions, therefor, cover your experiences during 
thee past four weeks, whilst a few questions are about your more long-term 
experience.. The questions themselves will make this clear 

Alll information will be treated confidentially, and you do not have to give your 
namee if you do not wish to. If there are questions which you would prefer not to 
answer,, we will, of course, respect your wishes - in this case, however, please 
writee 'no answer' next to the question. 

Takee your time to answer each question in turn and remember that what 
matterss most of all is that your answers truly reflect your own personal 
experience. . 
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Today'ss date: 19 

Befor ee we turn to the matte r of your own experiences , we woul d firs t like to have 
somee genera l informatio n abou t you personall y and abou t the relative/frien d you are 
carin gg for . 

WhatWhat is your age7 

II am years of age. 

SexSex ? 

•• female 
•• male 

YourYour education/training 7 

WhatWhat is your civil status9 

II am : 
•• single 
•• married/in a long-term partnership 
•• divorced 
•• widowed 

DoDo you live alone or with others7 

• • D D 
D D 
n n 
• • n n 

livee alone (PROCEED TO QUESTION 7) 
livee with my spouse/partner and/or children 
livee with my parents and/or sisters/brothers 
livee with other relatives 
livee with friends 

otherr (please indicate) 

HowHow many people, including yourself, are there in your household7 

Myy household consists of (no ] people 

WhatWhat is your relative/friend's age7 

Myy relative/friend is years of age 
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8.. My relative/friend's sex is: 

[^^ female 

[Jjj male 

9.. When did your relative/friend's mentai health problems start? 

Thatt was in 19 

10.. Is your relative/friend currently receiving help for his/her mental health problems? 

PleasePlease note thai more than one answer is possible. 

[/JJ I do not know 
fjjj no professional help 
•• yes, from G.P./family doctor 
[~JJ yes, from a social worker 
[ jj yes, from an occupational therapist 
•• yes, at the Community Mental Health Centre/from the Community Mental Health 

Team m 
•• yes, from a psychologist or cognitive/behavioural therapist 
•• yes, as an outpatient at a psychiatric hospital or the psychiatric department of a 

generall hospital 
•• yes, in a psychiatric day hospital 
•• yes, as an inpatient in a psychiatric hospital or the psychiatric department of a 

generall hospital 
•• yes, living in supported housing 
•• yes, other (please specify) 

11.. What is your precise relationship with your relative/friend9 

n n 
D D 
n n 
n n 
n n 
r~ ~ 

i i 

n n 
p p 

mother/fatherr (step, foster and adoptive parents included) 

daughter/son n 

sister/brother r 
otherr relative 
wife/husband,, partner or girl/boy friend 

friend d 
neighbour r 
colleague/felloww student 

122 - Is your relative/friend part of your household? 

HH no 

PP yes 
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HowHow many days have you and your relative/friend lived together at the same address 
duringduring the past four weeks7 

•• none 
•• some, namely (no.I days 
•• the full four weeks 

WhatWhat is your family's approximate net income (wage/salary welfare benefits, pension 
etc.etc. I after deductions for tax, national insurance etc. ? 

•• less than £300 per month 
•• £300 - £500 per month 
•• £500 - £900 per month 
•• £900 - £1500 per month 
•• £1500 - £2250 per month 
•• more than £2250 per month 

WhatWhat has been your average weekly telephone or personal contact with your relative/ 
friend,friend, over the past four weeks7 

•• less than 1 hour a week (PROCEED TO QUESTION 37) 
nn  1-4 hours a week 
•• 5-8 hours a week 
•• 9-16 hours a week 
•• 17-32 hours a week 
•• more than 32 hours a week 

Thee followin g question s are abou t the encouragemen t and care you have given to 
yourr  relative/frien d durin g the past fou r weeks . 

HowHow often during the past four weeks have you encouraged your relative/friend to take 
properproper care of her/himself leg. washing, bathing, brushing teeth, dressing, combing 
hairhair etc.)7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 
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17.. How often during the post four weeks have you helped your relative/friend take proper 
carecare of her/himself (e.g. washing, bathing, brushing teeth, dressing, combing hair 
etc.)? etc.)? 

never r 

sometimes s 
regularly y 
often n 

(almost]] always 

18.. How often during the past four weeks have you encouraged your relative/friend to eat 
enoughenough9 9 

•• never 

•• sometimes 

•• regularly 

•• often 

•• (almost) always 

19.. How often during the past four weeks have you encouraged your relative/friend to 
undertakeundertake some kind of activity (e.g. go for a walk, have a chat, hobbies, household 
chores}chores}9 9 

•• never 

[~JJ sometimes 
•• regularly 
•• often 
•• (almost) always 

20.. How often during the past four weeks have you accompanied your relative/friend on 
somesome kind of outside activity because he/she did not dare to go alone? 

•• never 

LL sometimes 
•• regularly 
•• often 

MM (almost) always 

21.. How often during the past four weeks have you ensured that your relative/friend has 
takentaken the required medicine9 

•• not relevant: relative/friend has no medicines 
•• never 

•• sometimes 
rnn regularly 
HH often 
•• (almost) always 

• • 
a a 
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222 How often during the past four weeks have you guarded your relotive/friend from 
committingcommitting dangerous acts lie. setting something alight, leaving the gas on, forgetting 
toto stub cigarettes out etc.)? 

•• never 
LJJ sometimes 
•• regularly 
•• often 
•• (almost) always 

23.. How often during the past four weeks have you guarded your relative/friend from self-
inflictedinflicted harm (i.e. cutting her/himself, excessive medicine intake, burning, suicide 
attemptattempt etc.)? 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

244 How often during the past four weeks have you ensured that your relative/friend 
receivedreceived sufficient sleep7 

DD never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

25,, How often during the past four weeks have you guarded your relative/friend from 
drinkingdrinking too much alcohol7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

26.. How often during the past four weeks have you guarded your relative/friend from 
takingtaking illegal drugs7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 
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27.. How often during the past four weeks hove you carried out tasks normally done by your 
relative/friendrelative/friend (household chores, financial matters, shopping, cooking etc.j7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

28.. How often during the past four weeks have you encouraged your relative/friend to get 
upup in the morning7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

29.. How often during the past four weeks has your relative/friend disturbed your sleep7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

Thee followin g question s are abou t how you have got on wit h your relative/frien d in the 
pastt  four weeks . 

30.. How often during the past four weeks has the atmosphere been strained between you 
both,both, as a result of your relative/friend's behaviour7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

31.. How often during the past four weeks has your relative/friend caused a guarrel7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• [almost) always 
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32.. How often during the past four weeks have you been annoyed by your relative/ friend's 
behaviourbehaviour7 7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

33.. How often during the past four weeks have you heard from others that they have been 
annoyedannoyed by your relative/friend's behaviour7 

F]] never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

34.. How often during the past four weeks have you felt threatened by your relative/ friend? 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

35.. How often during the past four weeks have you thought of moving out as a result of 
youryour relative/friend's behaviour7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

36.. How often during the past four weeks have you been able to pursue your own activities 
andand interests (e.g. work, school, hobbies, sports, visits to family and friends!7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 
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Thee followin g question s are abou t the worrie s whic h may arise from your involvemen t 
withh a relative/frien d who has menta l health problems . 

37.. How often during the past four weeks have you worried about your relative/friend's 
safety^ safety^ 

never r 
sometimes s 
regularly y 
often n 
(almost)) always 

38.. How often during the past four weeks have you worried about the kind of help/ 
treatmenttreatment your relative/friend is receiving7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

39.. How often during the past four weeks have you worried about your relative/friend's 
generalgeneral health7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

40.. How often during the past four weeks have you worried about how your relative/ friend 
wouldwould manage financially if you were no longer able to help7 

never r 
sometimes s 
regularly y 
often n 
(almost)) always 

41.. How often during the past four weeks have you worried about your relative/friend's 
futurefuture7 7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

G G 
G G 

5 5 
a a 

• • 
G G 
G G 
a a 
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42.. How often during the past four weeks have you worried about your own future7 

•• never 
•• sometimes 
•• regularly 
•• often 
•• (almost) always 

433 To what extent have your relative/friend's mental health problems been a burden to 
youyou during the past four weeks9 

•• no burden at all 
[HH a slight burden 
QQ a fairly heavy burden 
•• a heavy burden 
•• a very heavy burden 

44.. Have you got used to your relative/friend having mental health problems7 

DD no 
•• a little 
•• fairly well 
•• very well 
•• completely 

45.. How often have you felt able to cope with your relative/friend's mental health 
problems? problems? 

•• never 
•• sometimes 
•• regularly 
•• often 
•• [almost) always 

46.. Has your relationship with your relative/friend changed since the onset of the mental 
healthhealth problems? 

•• no 
•• a little 
•• rather a lot 
•• a lot 
•• a great deal 
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Thee followin g question s are abou t the financia l cost to you and your household , as a 
resul tt  of your relative/friend' s menta l health problems . 

HaveHave you, during the post four weeks, hod to incur extra expenses on behalf of your 
relative/friendrelative/friend7 7 

47.. Professional help for your relative/friend 

48.. Damage caused by your relative/friend 

49.. Large expenditures incurred by your relative/friend 

50.. Relative/friend's travel expenses 

51.. Medicine for your relafive/friend 

52.. Paying off debts incurred by your relative/friend 

53.. Other expenses (please indicate): 

yes s 

D D 

D D 

D D 

a a 
D D 

D D 

no o 

• • 
D D 

D D 

• • 
D D 

D D 

54.. If you add up oil the extra expenses which you have incurred on behalf of your relative/ 
friendfriend during the past four weeks, what is the estimated total figure9 

•• less than £25 
•• £25-£50 
•• £50-£125 
•• £125-£250 
•• more than £250 
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55. . 

Pleasee read the question s below and each of the four possibl e answers . We want to 
knoww how your healt h has been in genera l over the last four weeks . Please answer all 
thee question s by circlin g the respons e that best applie s to you . 

HaveHave you recently: 

beenbeen able to concentrate on what you're 
doing? doing? 

55 6. lost m uch sleep o ver worry 

57.. felt that you are playing a useful part in 
things? things? 

58.. felt capable of making decisions about 
things? things? 

59.. felt constantly under strain 7 

61.. been able to enjoy your normal day-to-day 
activitiesactivities7 7 

62.. been able to face up to your problems? 

63.. been feeling unhappy or depressed7 

64.. been losing confidence in yourself7 

65.. been thinking of yourself as a worthless 
personperson7 7 

66,, been feeling reasonably happy, all things 
consideredconsidered7 7 

betterr same as 
thann usual usual 

lesss than much less 
usuall than usual 

nott at all no more rather much 
thann usual morethan morethan 

usuall usual 

moree so same as less so much less 
thann usual usual than usual than usual 

moree so same as less so much less 
thann usual usual than usual capable 

nott at all 

60.. felt you couldn't overcome your difficulties? not at all 

noo more rather much 
thann usual morethan morethan 

usuall usual 

noo more rather much 
thann usual morethan morethan 

usuall usual 

moree so same as less so much less 
thann usual usual than usual than usual 

moree so same as less able much less 
thann usual usual than usual able 

nott at all no more rather much 
thann usual morethan morethan 

usuall usual 

nott at all no more rather much 
thann usual morethan morethan 

usuall usual 

nott at alt no more rather much 
thann usual morethan morethan 

usuall usual 

moree so same as less so much less 
thann usual usual than usual than usual 

©© 1978 David Goldberg 
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67.. Are you receiving help from your G.P./family doctor for any of these complaints9 

•• yes 
DD no 

68.. Are you receiving help from a social worker, a psychologist, a psychiatrist or an 
outpatientoutpatient department for any of these complaints7 

•• yes 
DD no 

69.. Are you taking any kind of medicine for these complaints9 

DD yes 
DD no 

Iff  a fathe r or mothe r has menta l healt h problems , thi s may have consequence s for 
thei rr  children , if any . The followin g question s are abou t thes e consequences . 

70.. Has your relative/friend with mental health problems any children Unci, step/foster/ 
adoptedadopted children)9 

•• no (PROCEED TO QUESTION 81] 

•• yes, (number of) children. 

71.. Has your relative/friend any children under the age of 16 years9 

•• no (PROCEED TO QUESTION 811 
nn  yes< (number of) children under 

thee age of 16 years. 
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HowHow often has it happened during the past four weeks that the child or children has/ 
have: have: 

never r 

72. . 

73. . 

74. . 

75. . 

76. . 

77. . 

78 8 

79 9 

80. . 

ShownShown loss of appetite 

BeenBeen sleepless at night 

BeenBeen less attentive at school 

ShownShown fear of father/mother 

NotNot attended school 

DisplayedDisplayed difficult behaviour 

PlayedPlayed less often with friends 

FeltFelt ashamed of father/mother 

HadHad to stay with neighbours, relatives or 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

• • 
D D 

D D 

• • 
friends friends 

81,, The items listed in this questionnaire cannot of course, cover all your experiences. If 
youyou would like to make any further comments, therefor, please feel free to write them in 
thethe space below. 

Comments: : 

Itt is important for the purposes of this study that all the questions that apply to you 
personally,, are answered. We would appreciate it, therefor, if you would carefully 
checkk that no questions have been overlooked. 

Pleasee accept our sincere thanks for your help and co-operation. 

often n 

D D 

D D 

D D 

• • 
D D 

D D 

D D 

a a 
D D 

don't t 
know w 

D D 

D D 

D D 

• • 
D D 

a a 
D D 

D D 

D D 

187 7 



188 8 



Appendixx III: Involvement Evaluation Questionnaire scales 

Itemm # Tension 

HowHow often during the past four weeks: 

299 has your relative/friend disturbed your sleep 

300 has the atmosphere been strained between you both, as a result of your relative/ 
friend'ss behaviour 

311 has your relative/friend caused a quarrel 

322 have you been annoyed by your relative/friend's behaviour 

333 have you heard from others that they have been annoyed by your relative/friend's 
behaviour r 

344 have you felt threatened by your relative/friend 

355 have you thought of moving out, as a result of your relative/friend's behaviour 

422 have you worried about your own future 

433 have your relative/friend's mental health problems been a burden to you 

Supervisio n n 

HowHow often during the past four weeks: 

222 have you guarded your relative/friend from committing dangerous acts 

233 have you guarded your retative/fnend from self-inflicted harm 

244 have you ensured that your relative/friend received sufficient sleep 

255 have you guarded your relative/friend from drinking too much alcohol 

266 have you guarded your relative/friend from taking illegal drugs 

299 has your relative/friend disturbed your sleep 
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Worryin g g 

HowHow often during the past four weeks: 

377 have you worried about your relative/friend's safety 

388 have you worried about the kind of help/treatment your relative/friend is receiving 

399 have you worried about your relative/friend's general health 

400 have you worried about how your relative/friend would manage financially if you 
weree no longer able to help 

411 have you worried about your relative/friend's future 

433 have your relative/friend's mental health problems been a burden to you during the 
pastt four weeks 

Urgin g g 

HowHow often during the past four weeks: 

166 have you encouraged your relative/friend to take proper care of her/himself 

177 have you helped your relative/friend to take proper care of her/himself 

188 have you encouraged your relative/friend to eat enough 

199 have you have you encouraged your relative/friend to undertake some kind of 
activity y 

200 have you accompanied your relative/friend on some kind of outside activity, because 
he/shee did not dare to go alone 

211 have you ensured that your relative/friend has taken the required medicine 

277 have you carried out tasks normally done by your relative/friend 

288 have you encouraged your relative/friend to get up in the morning 

Overal ll  scor e 

Containss all items mentioned above 
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Summary y 

Sincee the 1940s professionals and researchers have studied the effects of 
severee mental illness on the relatives or other caregivers of the patients. The first 
studiess on these caregiver consequences, or family burden, were descriptive 
butt from the 1970s on also epidemiological studies and randomised clinical 
trialss were conducted, mainly in the United States and Great Britain. In The 
Netherlandss it lasted until the mid 1980s until caregiver consequences became 
ann issue. When in 1986 a study was prepared in which full-time psychiatric 
hospitalisationn was compared with day treatment, one of the first Dutch 
experimentss with partial hospitalisation in psychiatry, the researchers 
recognisedd the importance of assessing caregiver consequences. Although it 
wass expected that day treatment, compared with full-time hospitalisation, 
wouldd lead to better outcomes on social functioning, quality of life, and sense of 
mastery,, there also were concerns about the fact that family members or other 
caregiverss would have to continue caring for their ill relatives. Patients would 
spendd their evenings and weekends at home, and the question was to what 
extentt caregivers would experience consequences that could counteract the 
expectedd positive effects of partial hospitalisation. Since none of the 
instrumentss developed elsewhere were translated in Dutch, and also no 
originall Dutch research instrument was available, it was decided to develop 
one.. This thesis describes the development and psychometric testing of this 
instrument,, the Involvement Evaluation Questionnaire (IEQ). 

Developingg instruments is a process of ongoing testing, adapting, and learning 
overr the years. This process is reflected in the chapters of this thesis, that all but 
onee are written as individual journal papers or book chapters. This means that 
besidess a certain redundancy in information, results sometimes are presented 
inn different ways. In the concluding chapter, however, all results are reviewed, 
andd discussed in a uniform format. 

Chapte rr  1 contains a concise outline of the changed roles of relatives and other 
caregiverss in the treatment of severe mental illness. It describes the influence of 
deinstitutionalisationn in psychiatry, the growing emancipation of caregivers, the 
emergencee of family organisations in psychiatry, new visions on the roles 
caregiverss play in relation to their relatives, and the need to study the caregiver 
consequencess of psychiatric illnesses. Also a brief historical overview of the 
developmentt of the IEQ is given, starting in 1987 with the construction of the first 
Dutchh instrument to assess caregiver consequences, and ending in 2000 with 
thee last adaptations on the final IEQ European Version. 

Chapte rr  2 was written on request as a chapter in a book on international 
perspectivess in family interventions in mental illness, edited by Harriet Lefley 
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andd Dale Johnson. It contains the theoretical background of caregiver 
consequencess that served as the foundation of the IEQ. The most important 
domainss of caregiver consequences are discussed: (1) the patient's symptoms 
andd symptomatic behaviour, (2) the caregiver's caring and coping, (3) family 
relations,, (4) household routine and family functioning, (5) social relations and 
stigmatisation,, 16] caregivers' leisure time and working career, (7) caregiver's 
andd patient's financial situation, (8) children and siblings, (9) contacts with the 
mentall health care system, and (10) caregiver's health. These domains can be 
subsumedd in stress-coping-support-appraisal models, formulated to 
understandd their mutual relationship. In these models a distinction is made 
betweenn objective and subjective consequences, where objective 
consequencess are considered as independent, and subjective consequences 
ass dependent variables. The objective aspects comprise the caregiving tasks 
thatt are directly connected to the patient's symptoms, symptomatic behaviour, 
andd social functioning. They cover those things that the caregiver has to do 
(help,, supervision, etc.), or can not do any longer (hobbies, work) as a 
consequencee of the caregiving task. The subjective consequences of caregiving 
referss to caregivers' short- and long-term reactions to the symptomatology and 
behaviourall characteristics of the patient and the caregiving tasks resulting 
fromm it. 

Inn the second half of this chapter the development of the IEQ, based on the 
stress-coping-support-appraisall model, is described. It is explained why it was 
chosenn to develop an instrument that focuses mainly on the objective 
consequencess of caregiving, and why the chosen domains and items were 
included.. To describe the psychometric properties of the IEQ, the bulk of 
researchh on the instrument, conducted between 1986 and 2000, is 
summarised.. This summary includes the studies done in samples of caregivers 
off patients with mixed psychiatric illness, schizophrenia or depression in The 
Netherlands,, Great Britain, Denmark, Spain and Italy. The item content, the 
factorr analysis based scale structure, the applicability, and the validity and 
reliabilityy are discussed. Most analyses on the psychometric properties are 
describedd and discussed in more detail in the chapters to follow. 

Inn Chapter 3 special emphasis is put on the reliability assessment of the IEQ. 
Thiss was done in the EPSILON study that was conducted in five European sites 
(UK:: London, Denmark: Copenhagen, Italy: Verona, Spain: Santander, and The 
Netherlands:: Amsterdam), and that focused on the caregivers of mainly 
outpatientss with an ICD-10 diagnosis of schizophrenia. This study was 
conductedd to develop internationally standardised measures for multi-country 
researchh in schizophrenia. One of these measures was the IEQ, which for this 
purposee was translated in English, Danish, Spanish and Italian, following the 
Worldd Health Organisation guidelines Simultaneous Component Analysis 
showedd very similar factors in all sites, indicating that the IEQ scales sufficiently 
coverr caregiver consequences in all five countries. However, significant 
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differencess in IEQ scores between sites were found. In Verona and Santander 
IEQQ scores were generally higher. 

Thee IEQ was administered twice with an interval of one to two weeks. Test 
samplee sizes ranged from 30 to 90 across sites and retest sample sizes ranged 
fromm 21 to 77. The internal consistency of the IEQ was assessed with Cronbach's 
alphaa and the Standard Error of Measurement (SEM). The test-retest reliability 
wass assessed with Intraclass Correlation Coefficients {ICO and SEM. 

Cronbach'ss alphas ranged from 0.68 to 0.86 for the sub-scales and from 0.87 
too 0.91 for the overall score. Alpha testing between sites showed differences on 
thee sub-scale 'urging'. Santander having lower scores than Amsterdam, 
Londonn and Verona. The SEM scores suggested that differences in alpha values 
betweenn sites are caused as much by differences in sample variance as by 
differencess in true reliability. The test-retest reliability values were high in 
Amsterdam,, Copenhagen and London (ICC = 0.87-0.99). Although high 
enough,, the Verona and Santander scores are significantly lower (ICC = 0.70-
0.90).. The SEM values indicate that this lower reliability of the IEQ in Verona and 
Santanderr can be attributed, at least partly, to higher measurement error. 
Retestt values were generally slightly lower than test values, indicating a certain 
test-retestt effect. The absolute differences, however, were rather small, and 
weree no higher in one site compared to another. 

Itt was concluded that the internal consistencies and the test-retest reliability 
estimatess of the IEQ scales were satisfactory. However, these estimates differed 
betweenn sites. These differences could not be explained by sampling or test 
effects.. There was no direct connection between the test-retest interval and 
reliability.. The differences in IEQ scores between sites could also not be 
explained.. The fact that in Verona and Santander the tEQ was administered 
regularlyy as an interview or completed under the supervision of a research 
assistantt might yield a possible explanation. But also cultural influences could 
nott be ruled out. 

Thee possibility of cultural influences on the IEQ scores is further elaborated in 
Chapterr  4. The central question in this chapter is whether social and cultural 
factorss on caregiver consequences might lead to biased assessments. When 
differencess in caregiver consequences between cultures or nations are found, 
thesee might be caused by: (1) 'real' differences; factors not accounted for cause 
moree burden in one country than in another, such as mental health care 
provisions,, (2) differences in sample characteristics; such as sex, or living 
conditions,, (3) differences in how persons react to burden, due to differences in 
personalityy or personal strength, (4) cultural bias; cultures differ in how people 
appraisee their caregiving, (5) instrument bias; the intercultural validity of the 
instrumentt is not sound, or (6) a combination of the above causes. 
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Thee study was conducted on the same EPSILON sample as was used in 
Chapterr 3. In addition to the IEQ measures, socio-demographic characteristics, 
thee Brief Psychiatric Rating Scale (BPRS-24) and the Global Assessment of 
Functioningg Scale (GAF) were used. 

Too study sample differences the five sites were compared on: (1) patient 
characteristics,, such as age, sex and education, psychiatric symptoms and 
disabilities,, (21 caregiver characteristics, such as age, sex and net income, and 
(3)) characteristics of patient-caregiver contact, such as number of days lived 
togetherr and type of relationship. These sample characteristics were used in an 
analysiss of covariance as covariates to calculate and test adjusted IEQ means 
scores. . 

Samplee differences were found. These differences pertain to patient's age, 
ethnicc minority, caregiver's coping, and living situation. Amsterdam and London 
havee the largest percentages of minorities and in London the patients belong to 
aa somewhat elder group with a longer psychiatric history. In Verona caregivers 
aree less able to cope with the mental disease. The way patients live, splits the 
sitess into two distinct groups. The north-European sites (London, Amsterdam 
andd Copenhagen) where many patients live on their own, and where they have 
lesss contact with their caregivers, and the Mediterranean sites (Verona and 
Santander)) where most patient live with their relatives and have more contact 
withh their caregivers. Aside from these sample differences the sites also 
differedd in some general socio-demographic characteristics, such as 
percentagess married people, unemployment, single-parent families and 
residentiall psychiatric hospital places. 

Inn order to correct for these differences in site, patient, caregiver and relational 
characteristics,, adjusted IEQ scores were computed. This resulted is somewhat 
smallerr differences, but the overall picture remains the same. In general the 
Veronaa and Santander scores were still higher than the Amsterdam and 
Copenhagenn scores. 

Althoughh the five IEQ versions in this study cover the same caregiving domains, 
andd measures were adjusted for sample characteristics, sites still differ on IEQ 
scores.. This could be due to sample or site differences that were not measured, 
suchh as social support, coping, personality, public information on psychiatric 
diseases,, and stigmatisation. Another explanation for differences between 
sitess might be that there are real differences in caregiver consequences 
betweenn the five sites, for instance in the quality of local mental health 
provisions.. The third explanation might be cultural bias, as some cross-ethnic 
researchh has shown. As long as cultural bias can not be ruled out, nations are 
advisedd to compose their own national norm groups and use these as a local 
standard. . 
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Caregiverr consequences usually are studied in schizophrenia samples. Mood 
disorderss do not attract much attention. However, the limited amount of studies 
onn caregiver consequences in depression suggest that these can be serious. 
Sincee all studies had one or more methodological drawbacks we focus in 
Chapte rr  5 on the consequences for caregivers of patients with depression, 
assessedd with the IEQ. The Dutch version of the IEQ has been validated in 
studiess among caregivers of patients with schizophrenia and patients with 
moodd disorders. 

Researchh questions were: (1) what are the consequences for caregivers of 
sharingg daily life with depressed patients?, (2) are these consequences related 
too diagnosis (major depression vs. dysthymia), illness phase, duration and 
severityy of the illness, and patient or caregivers' (socio)demographic 
characteristics?,, and 13) are these consequences related to caregivers' feelings 
off distress and to which extent do they lead to use of (mental) health care? 

Thee study was conducted amongst caregivers of patients fulfilling the clinical 
DSM-IVV criteria of major depressive disorder (single episode or recurrent), 
dysthymicc disorder, or other depressive disorders. The total patient group 
comprisedd three sub-samples: (1) inpatients (N=20), patients recently admitted, 
(2)) acute outpatients (N=110), patients who recently started outpatient care, and 
(3)) non-acute outpatients [N=203], patients longer than 2 months in outpatient 
care. . 

Inn addition to the IEQ we used an abbreviated 15-item version of the Ways of 
Copingg Checklist (WCC), the 20-item Dutch ISB social support questionnaire, 
andd the Zung Selfrating Depression Scale (SDS). The IEQ and other instruments 
weree send by mail to 333 caregivers. The response rate was 78% (N=260). 

Thee non-acute outpatients scored lower on the Zung SDS sumscore and the 
inpatientss had a shorter psychiatric history. The inpatients were oldest and 
acutee outpatients were youngest. Caregivers of inpatients were on average 
oldest.. The majority of caregivers (72.3%) was the partner of the patient, and in 
85.3%% of the cases caregiver and patient shared households. Caregivers of 
inpatientss had less hours contact with the patient. 

Thee IEQ scores showed that almost half of the caregivers had been worried 
aboutt the patient's general health and/or future at least regularly. In a quarter 
too one third of cases caregivers had to encourage patients to undertake an 
activity,, felt burdened by the patient's mental health problems, had been 
worriedd over their own future, about the patient receiving the proper treatment, 
orr the patient's safety, had to take over tasks normally done by the patient, or 
reportedd that the atmosphere between themselves and the patient had been 
strained. . 
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Differencess were found befween the three samples. Caregivers of inpatients 
reportedd most consequences. The caregivers of the non-acute outpatient 
reportedd least consequences, with the exception of consequences for children 
underr the age of 16. These children in general experienced most 
consequences,, especially on sleeplessness, lesser play with friends, less 
attentivenesss at school, and not attending school. 

Moree than a third of all caregivers reported that they had got used to the 
patient'ss mental health problems and that they were able to cope with these 
problems.. On the other hand, also a third reported that they were not used to 
thesee problems, and were not able to cope. About 80% of caregivers reported 
distress,, on average 3.8 out of eight distress items. About a quarter of these 
caregiverss received some kind of treatment and/or used prescribed medication 
forr these complaints. Caregivers of inpatients sample reported most distress 
andd most treatment. The caregivers of non-acute outpatients had the lowest 
scores. . 

Caregiverr consequences in depression can be predicted by a set of four 
variables:: coping, a changing relationship, social support, and acute 
depressivee symptoms. More consequences will be reported when the 
relationshipp with the patient has changed over time, when the caregiver gets 
noo support from other people, uses daydreaming as coping mechanism, feels 
nott able to cope, and/or one has to care for an acute outpatient. Disruption of 
thee (marital) relationship and family life, together with the acuteness of the 
depression,, seem to be the key predictors of caregiver consequences. 

Inn conclusion, our study has shown a frequent occurrence of caregiver 
consequencess in depression, and distress in caregivers. In acute phases these 
levelss of occurrence can be quite high, meaning that in clinical practice 
attentionn should be paid to caregivers of patients with florid symptoms. The 
effectss in the long run, however, also should not be neglected. Especially the 
consequencess on children's behaviours should be taken very seriously. 

Inn Chapter 6 caregiver consequences in depression are compared with 
caregiverr consequences in schizophrenia. The research questions are: (1) what 
aree the differences in caregiver consequences between caregivers of patients 
sufferingg from depression and caregivers of patients with schizophrenia?, (2) is 
itt possible to specify distinct groups of caregivers, based on their levels of 
caregiverr consequences?, and (3) what are the clinical implications of the 
impactt of caring for someone with depression9 

Thee depression sample was the same as was used in Chapter 5. The 
schizophreniaa sample originated from the EPSILON study. Since we have shown 
inn Chapter 4 that the Northern and Southern European sites differed on IEQ 
scores,, only the Northern European cases were included (N = 151). 
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Forr the comparison of both samples, item scores were dichotomised into 'no 
consequence'' (never, sometimes) and 'real consequence' (regularly, often or 
always)) Each IEQ sub-scale score was recoded into three categories: (1) no 
consequences,, no real consequences were reported on this sub-scale, (2) few 
consequences,, sub-scale score belongs to the lower 50% of all scores, and (3) 
manyy consequences, the sub-scale score belongs to the upper 50% of all 
scores.. Sub-scale patterns were analysed with Homals, and the depression 
andd schizophrenia patterns were compared. 

Caregiverr consequences in the depression and schizophrenia samples are 
quitee similar. The caregivers in the schizophrenia sample worried more about 
thee patient's future and especially about his financial situation, and more often 
hadd to encourage the patient to get up in the morning, and encourage and 
helpp him to take proper care. On the other hand in the case of depression the 
caregiverss more often experienced a strained atmosphere. Sub-scale scores 
showw the same pattern. Caregivers of patients with schizophrenia had to urge 
more,, caregivers of patients with depression experienced more tension. 

Thee pattern analysis showed a wide variation in the number of consequences 
reportedd by caregivers. Some reported many real consequences, others none. 
Thiss was true for caregivers in both samples. Distinct patterns were found. 
Havingg a 'many consequences' score on one sub-scale, implied a high 
probabilityy on a 'many consequences' score on the other sub-scales. Based on 
thiss finding caregivers in both samples could be divided into three subgroups: 
(1)) a low level subgroup, no consequences on at least three out of four sub-
scales,, (2) a medium level subgroup, few consequences on at least two sub* 
scales,, and (3) a high level subgroup, many consequences on at least two sub-
scales. . 

Inn the depression sample the caregivers in the high level subgroup more often 
aree female, the patients more often are male, and almost all caregivers and 
patientss live in the same household. Approximately 60% of the patients belong 
too the acute subgroup. They have most symptoms, and the shortest psychiatric 
history.. The caregivers also report most distress, more often feel burdened, and 
moree often state that their relationship with the patient has changed over time. 
Theyy feel less supported by relatives and friends, and have more problems in 
copingg with the situation. More than the other caregivers they use evasive 
copingg strategies (like daydreaming and fantasising that all will be well in the 
future),, or blame themselves for the illness of their loved one. They also report 
thee highest additional expenses on behalf of the patients. 

Highh level subgroup caregivers in the schizophrenia sample also more often 
livee in the same household as the patient, and/or spend more time together 
Theyy also have to spend most extra money on behalf of the patients, and feel 
moree distressed than the caregivers in the other subgroups. The BPRS scores 
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showw that patients of caregivers in the high level subgroup have more 
symptoms. . 

Inn conclusion, caregiver consequences in depression are very similar Jo 
caregiverr consequences in a comparable schizophrenia sample, not only on 
IEQQ scores but also on score patterns. The study has shown that, according to 
theirr levels of caregiver consequences, caregivers of depressed patient also 
needd attention from professionals. This is especially true for the high level 
subgroup,, caregivers who have to cope with an acute patient who is their 
partnerr and who 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. Also the caregivers in other groups might benefit 
fromm support, especially since long-term effects can not be ruled out. 

Inn Chapter 7 all available data on the psychometric properties of the IEQ are 
discussedd in detail. The results from the studies that were presented in the other 
chapterss of this thesis are completed with the findings published in all other 
paperss and reports on the IEQ. Aside from the more classic assessment of 
reliabilityy and validity, special attention has been given to the concept of 
sensibility.. The evaluation of sensibility consists of five major topics: (1) purpose 
andand framework, what is it supposed to measure, with what goal, why do we 
needd it, is it applicable for the population it is intended for?; (2) content validity; 
aree all important variables included, are all important domains covered, are 
theree suitable and comprehensible scales9, (3) face validity, does it contain the 
topicss one expects, is the instrument coherent, does it trigger the curiosity of the 
respondent,, does it invite the respondent to co-operate7; (4] overt format is it 
comprehensible,, is it replicable, does it have an adequate scope, does it have 
aa logical pattern of ratings?; (5) ease of usage; is it appealing, not difficult, how 
longg does it take to complete, are there any risks for respondents7 All of these 
topicss are discussed in this chapter and it was concluded that the IEQ can be 
consideredd as a highly sensible instrument. Its broad scope, its covering of 
mostt caregiver consequences domains, it ease of usage, its structured format, 
itss importance in the eyes of caregivers, and its adequacy in research and 
clinicall practice, makes it a very suitable instrument to assess caregiver 
consequences. . 

Thee construct validity of the IEQ could not be assessed properly because of the 
lackk of a golden standard. However, in several studies evidence of construct 
validityy was found, for instance in two studies where the IEQ was compared 
withh other instruments that assess caregiver consequences, and studies in 
whichh caregiver consequences are found to be strongly related to various 
conceptss of subjective consequences, such as caregiver's distress, burnout and 
appraisal.. Also evidence for a satisfactory divergent and convergent validity 
weree found in several studies in which IEQ could be predicted from mediating 
variabless from the stress-coping-support-appraisal model. It was concluded 
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thatt a considerable number of research results indicate that the validity of the 
IEQQ is quite satisfactory. 

Thee reliability of the IEQ was tested in three ways: (1) the internal consistency of 
thee sub-scales in all studied samples, (2) the test-retest reliability, and (3) the 
sensitivityy to change. 
Itt was concluded that the reliability of the IEQ seems to be satisfactory to good. 
Internall consistencies of sub-scores in general are substantial, and the IEQ is 
sensitivee to change. The results of test-retest validity assessments, however, 
weree somewhat problematic, and therefor should be further investigated in the 
future. . 

Finally,, the studies presented in this thesis have shown that the IEQ is applicable 
inn many settings, because of its stable scale structure across patient samples, 
andd across countries. Together with the high level of sensibility, the stability of 
thee IEQ in different settings makes it an instrument that can be used in a large 
varietyy of situations where caregiving takes place. This high level of applicability 
hass resulted in translations into nine languages (English, Danish, Italian, 
Spanish,, Portuguese, German, French, Swedish and Finnish), and utilisation by 
researcherss throughout Europe. 

Alll in all, the IEQ has proven to have sound psychometric properties and good 
applicability. . 
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Samenvatting g 

All vanaf de midden jaren 40 van de vorige eeuw besteden hulpverleners en 
onderzoekerss aandacht aan de gevolgen van psychiatrische stoornissen voor 
dee betrokkenen van patiënten. In eerste instantie waren er vooral 
beschrijvendee studies, maar vanaf de jaren 70 werden er, voornamelijk in de 
Verenigdee Staten en Groot Britannië, ook epidemiologische en gecontroleerde 
onderzoekenn uitgevoerd naar deze gevolgen, ook wel familiebelasting 
genoemd.. In Nederland duurde het tot de midden jaren 80 voordat deze 
gevolgenn voor betrokkenen de aandacht kregen. Toen in 1986 een onderzoek 
werdd voorbereid, waarin psychiatrische 24-uurs behandeling zou worden 
vergelekenn met dagbehandeling, toentertijd één van de eerste experimenten 
opp het gebied van psychiatrische dagbehandeling, werd het belang van 
familiebelastingg onderkend. Hoewel de verwachting was dat dagbehandeling, 
inn vergelijking met een 24-uurs behandeling, zou leiden tot betere resultaten 
opp het gebied van het sociaal functioneren en de kwaliteit van leven van de 
patiënt,, was er enige bezorgdheid over de gevolgen voor de familieleden en 
anderenn die bij de zorg voor de patiënt betrokken waren. De patiënt zou 
immerss de avonden en weekeinden thuis doorbrengen, en de vraag was in 
hoeverree de gevolgen voor de direct betrokkenen de te verwachten positieve 
effectenn van dagbehandeling teniet zouden doen. Besloten werd om deze 
gevolgenn te meten, en toen bleek dat de in het buitenland ontwikkelde 
instrumentenn niet in het Nederlands voorhanden waren, werd besloten zelf 
eenn instrument te ontwikkelen. In dit proefschrift wordt de ontwikkeling en het 
testenn van de psychometrische kwaliteiten van dit instrument, de Betrokkenen 
Evaluatiee Schaal (BES), beschreven. 

Hett ontwikkelen van een instrument neemt meestal de vorm aan van een 
cycluss van uittesten en verbeteren, opnieuw uittesten en opnieuw verbeteren. 
Dezee cyclus, die in principe stapje voor stapje tot een beter instrument leidt (of 
zouu moeten leiden), is ook in dit proefschrift terug te vinden. Vrijwel alle 
hoofdstukkenn zijn geschreven als losse artikelen, of als een hoofdstuk in een 
boek.. Dit betekent niet alleen dat er sprake is van een zekere redundantie, 
maarr ook dat de resultaten van onderzoek soms op een verschillende wijze 
wordenn gepresenteerd en geïnterpreteerd. Er is sprake geweest van een 
voortschrijdendd proces van inzicht, dat zo nu en dan tot nieuwe, en soms 
tegenstrijdigee uitkomsten heeft geleid. In het afsluitende hoofdstuk worden 
echterr alle bevindingen volgens de laatste inzichten besproken en 
samengevat. . 

Hoofdstu kk 1 bevat een beknopt historisch overzicht van de ontwikkelingen op 
hett gebied van de rol van familie en ander direct betrokkenen van patiënten 
mett een ernstige psychiatrische stoornis. In vogelvlucht wordt beschreven hoe 
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Samenvatting g 

doorr de deïnstitutionalisering van de psychiatrische zorg en de 
emancipatieprocessenn in de samenleving de rol van familie en betrokkenen 
doorr de jaren heen is veranderd, en onder meer heeft geleid tot de oprichting 
vann familieverenigingen en tot een nieuwe visie op de rol van betrokkenen in 
hett proces van de psychiatrische hulpverlening. De rol van zondebok heeft 
plaatss gemaakt voor die van een betrokken mantelzorger, die dagelijks de 
gevolgenn van deze zorgverlening ondervindt en hierbij de steun verdient van 
dee vertegenwoordigers van ggz-instellingen. Naast dit overzicht bevat dit 
hoofdstukk ook een overzicht van de verschillende versies van de BES, zoals 
dezee in de loop der jaren zijn ontstaan, te beginnen in 1987 met de 
ontwikkelingg van de eerste lijst en eindigend in 2000, met de laatste 
aanpassingenn van de Europese versie van de BES 

Hoofdstu kk 2 werd geschreven op verzoek, als hoofdstuk in een boek, 
geredigeerdd door Harriet Lefley en Dale Johnson, over de internationale 
perspectievenn op interventies voor de familie van psychiatrische patiënten. In 
ditt hoofdstuk zijn de theoretische achtergronden van de gevolgen voor 
betrokkenenn besproken, alsmede de wijze waarop de BES werd ontwikkeld op 
basiss van de belangrijkste domeinen die hierbij een rol spelen: (1) de 
symptomenn en het symptoomgedrag van de patiënt, (2) de zorg die de 
betrokkenee moet verlenen en de wijze waarop deze hiermee omgaat, (3) de 
verhoudingenn binnen de familie, (4) de dagelijkse gang van zaken in het gezin, 
(5)) de relatie met anderen en het gevaar van stigmatisering, (6) de gevolgen 
voorr de vrijetijdsbesteding en arbeidscarrière van de betrokkene, (7) de 
financiëlee gevolgen voor betrokkene en patiënt, (8) de gevolgen voor de 
kinderenn en broers en zusters van de patiënt, (9) de contacten met 
hulpverleners,, en (10) de gezondheid van de betrokkene. Deze domeinen 
kunnenn worden vervat in een 'stress-coping-support-appraisal' model, waarin 
hunn onderlinge samenhang wordt weergegeven. In dit model wordt een 
onderscheidd gemaakt tussen zogeheten objectieve en subjectieve 
consequenties,, waarbij de objectieve consequenties worden opgevat als 
onafhankelijke,, en de subjectieve consequenties als afhankelijke variabelen. 
Onderr objectieve consequenties verstaan we datgene wat direct het gevolg is 
vann de symptomen van de patiënt en diens sociaal functioneren, zoals extra 
takenn die de betrokkene op zich moet nemen (de patiënt helpen, toezicht 
houden,, en dergelijke) of juist de activiteiten die hij of zij moet staken (hobby's, 
werkk of sociale contacten). Onder subjectieve consequenties verstaan we de 
gevolgenn op korte of langere tijd op het welbevinden en functioneren van de 
betrokkenee (gevoelens van stress, gezondheidsklachten, en dergelijke). 

Inn het tweede gedeelte van dit hoofdstuk is de ontwikkeling van de BES 
beschreven,, gebaseerd op het 'stress-coping-support-appraisal' model. 
Hierbijj wordt de keuze voor een instrument dat zich vooral richt op de 
objectievee consequenties beargumenteerd, alsmede de keuze voor de 
domeinenn en de gebruikte items. Vervolgens zijn beknopt de psychometrische 
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kwaliteitenn van de BES beschreven aan de hand van de voornaamste 
onderzoekenn die in de periode tussen 1986 en 2000 zijn verricht onder 
betrokkenenn van een qua diagnose gemengde patiëntenpopulatie, en 
betrokkenenn van patiënten met schizofrenie of een affectieve stoornis. Hierbij is 
aandachtt besteed aan de inhoud van de items, de schoolstructuur, de 
toepasbaarheid,, en de validiteit en betrouwbaarheid. Deze analyses van de 
psychometrischee kenmerken van de BES zijn in de volgende hoofdstukken in 
meerr detail besproken. 

Hoofdstu kk 3 is vooral gewijd aan het onderzoek naar de betrouwbaarheid van 
dee BES. Deze analyse werd uitgevoerd in de EPSILON studie die werd 
uitgevoerdd op vijf locaties in Europa (Engeland: Londen, Denemarken: 
Kopenhagen,, Italië: Verona, Spanje: Santander, en Nederland: Amsterdam), en 
diee zich richtte op de betrokkenen van vooral ambulante patiënten met een 
ICD-100 diagnose schizofrenie. Doel van dit onderzoek was het ontwikkelen van 
internationaall gestandaardiseerde en gevalideerde instrumenten voor 
schizofrenieonderzoek.. De BES was een van de hiervoor geselecteerde 
instrumenten.. De vertaling van de BES in het Engels, Deens, Spaans en Italiaans 
werdd uitgevoerd volgens de richtlijnen van de World Health Organisation en 
inhoudelijkk getoetst met een Simultane Componenten Analyse. Het bleek dat in 
elkk van de landen dezelfde factorstructuur werd gevonden, een aanwijzing dat 
dee BES in alle vijf landen op een vergelijkbare wijze de consequenties voor 
betrokkenenn meet Het bleek echter wel dat de hoogte van de BES scores nogal 
verschildee tussen de landen, waarbij betrokkenen in Verona en Santander 
meerr consequenties rapporteerden. 

Voorr de analyse van de test-hertest betrouwbaarheid werd de BES twee keer 
afgenomenn met een interval van één tot twee weken. De grootte van 
steekproevenn verschilde per locatie. Tussen de 30 en 90 betrokkenen vulden de 
lijstt de eerste keer en 21 tot 77 betrokkenen deden dat ook de tweede keer. De 
internee consistentie van de BES werd onderzocht met Cronbach alfa en de 
bepalingg van de standaard meetfout (Standard Error of Measurement: SEM). De 
test-hertestt betrouwbaarheid werd vastgesteld met Intraclass Correlatie 
Coëfficiëntenn (ICC) en de SEM. 

Dee Cronbach alfa's varieerden van 0.68 tot 0.86 voor de subschalen en van 
0.877 tot 0.91 voor de totaalscore. De alfa's voor de subschaal 'aansporen' 
blekenn tussen de locaties te verschillen. In Santander werd een lagere alfa 
verkregenn dan in Amsterdam, Londen en Verona. De scores op de SEM 

suggereerdenn dat deze verschillen niet per sé worden veroorzaakt door 
verschillenn in betrouwbaarheid, maar dat dit evengoed het gevolg kan zijn van 
verschillenn in de variantie van de steekproeven. De test-retest betrouwbaarheid 
bleekk groot te zijn in Amsterdam, Kopenhagen en Londen (ICC = 0.87-0.99). 
Hoewell hoog genoeg bleken de ICC scores in Verona en Santander significant 
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lagerr te liggen (ICC = 0.70-0 90) De 5EM scores gaven aan dat deze mindere 
betrouwbaarheidd (voor een deel! kan worden toegeschreven aan een grotere 
meetfout.. De BES scores waren over de gehele linie bij de tweede meting iets 
lagerr dan bij de eerste, zodat er sprake lijkt te zijn van een zeker hertest effect. 
Dezee verschillen zijn echter klein en komen in alle locaties in dezelfde mate 
voor. . 

Uitt de bovenstaande analyses kon worden geconcludeerd dat de interne 
consistentiee en de test-hertest betrouwbaarheid van de BES in elke locatie 
voldoendee groot zijn. De vraag blijft dan waardoor de verschillen in de BES 
scoree tussen de locaties worden veroorzaakt. Op deze vraag kan vooralsnog 
geenn afdoende antwoord worden gegeven. Een mogelijke oorzaak van de 
hogeree scores in Verona en Santander is het feit dat in deze locaties de BES 
geregeldd als interview werd afgenomen, of met hulp van een 
onderzoeksassistentt werd ingevuld. Culturele invloeden kunnen echter ook niet 
wordenn uitgesloten. 

Dee verschillen in BES scores tussen de locaties vormt het onderwerp van 
Hoofdstu kk 4. Hierbij is de centrale vraag in welke mate sociale en culturele 
factorenn leiden tot een vertekening in het meten van de consequenties voor 
betrokkenen.. Als mogelijke verklaringen voor het optreden van verschillen 
tussenn locaties worden genoemd: (1) 'echte' verschillen; betrokkenen 
ondervindenn in het ene land inderdaad meer consequenties dan in het andere 
land,, bijvoorbeeld door verschillen in de kwaliteit van de geestelijke 
gezondheidszorg,, (2) verschillen in de samenstelling van de steekproeven, 
bijvoorbeeldd wat betreft geslacht, etnische achtergrond of 
woonomstandigheden,, (3) verschillen in de wijze waarop individuen op 
psychiatrischee stoornissen reageren, (4) culturele verschillen; de wijze waarop 
inn een cultuur wordt aangekeken tegen psychiatrische stoornissen en de taken 
diee daaruit voortvloeien, 15) een instrumentele bias; de BES is niet valide genoeg 
inn alle culturen, of (6) een combinatie van bovenstaande oorzaken. 

Dee in dit hoofdstuk besproken studie maakte gebruik van dezelfde EPSILON 
steekproeff als in hoofdstuk 3. Behalve de BES werden ook socio-demografische 
kenmerkenn vastgelegd, alsmede de ernst van de symptomatologie, gemeten 
mett de Brief Psychiatrie Rating Scale (BPRS-24), en het functioneren van de 
patiënt,, gemeten met de Global Assessment of Functioning Scale (GAF). 

Dee steekproeven werden vergeleken op de volgende variabelen: (1) kenmerken 
vann de patiënt, zoals leeftijd, geslacht, opleidingsniveau, symptomatologie en 
functioneren,, (2) kenmerken van de betrokkene, zoals leeftijd, geslacht en 
inkomen,, en (3) kenmerken van het contact tussen patiënt en betrokkene, zoals 
hett aantal dagen dat men samen in één huis heeft gewoond Deze kenmerken 
werdenn als covariaten opgenomen in een covariantie-analyse. Hierdoor kon 
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voorr de eventuele invloed van deze kenmerken op de BES scores worden 
gecorrigeerd. . 

Err bleken inderdaad verschillen te bestaan in de samenstelling van de 
steekproeven.. Amsterdam en Londen hadden het hoogste percentage 
allochtonee patiënten, en in Londen waren de patiënten gemiddeld ouder en 
haddenn zij een langere psychiatrische voorgeschiedenis. De betrokkenen in 
Veronaa waren minder goed is staat om met de psychiatrische ziekte om te 
gaan.. In de Noordeuropese locaties woonden meer patiënten op zichzelf en 
haddenn zij minder contact met de betrokkenen. Dit in tegenstelling tot de 
zuidelijkee locaties waar de meeste patiënten bij hun familie wonen. Behalve 
dezee verschillen tussen de steekproeven bleken de locaties ook onderling te 
verschillenn op hun demografische samenstelling, zoals het percentage 
alleenstaanden,, werkloosheidscijfers, een-oudergezinnen en het aantal 
opnamebeddenn per hoofd van de bevolking. 

Dee voor deze kenmerken gecorrigeerde BES scores bleken onderling nog 
steedss te verschillen, en al waren deze verschillen wel iets afgenomen, waren 
dee BES scores in Verona en Santander over het algemeen hoger dan elders. Dit 
betekentt dat de verschillen niet zijn toe te schrijven aan de steekproef of 
locatiekenmerken,, tenminste voor zover deze zijn geregistreerd Zaken als 
socialee steun, coping, persoonlijkheidskenmerken, psycho-educatie en 
stigmatiseringg zijn niet gemeten, evenmin als de kwaliteit van de geestelijke 
gezondheidszorg.. Verder onderzoek moet hierover uitsluitsel brengen. Tot die 
tijdd mag een culturele bias niet worden uitgesloten en voorlopig wordt 
geadviseerdd om per land eigen normgroepen aan te leggen en voorzichtig te 
zijnn met vergelijkingen tussen landen. 

Dee consequenties voor betrokkenen worden meestal onderzocht wanneer er 
sprakee is van schizofrenie of een daaraan verwante stoornis. De gevolgen van 
affectievee stoornissen zijn altijd wat onderbelicht gebleven. Uit wat er wel 
bekendd is komt naar voren dat ook in het geval van depressie de gevolgen 
voorr betrokkenen aanzienlijk kunnen zijn. Er is echter nog nauwelijks 
onderzoekk uitgevoerd met een valide instrument op wat grotere steekproeven. 
Inn Hoofdstu k 5 is het onderzoek beschreven dat met de BES is uitgevoerd bij 
betrokkenenn (veelal partners) van depressieve patiënten. De BES is een valide 
instrumentt voor het gebruik in een dergelijke populatie. 

Dee onderzoeksvragen luidden: (1) wat zijn de gevolgen voor betrokkenen die 
hunn leven delen met mensen met een affectieve stoornis7, (2) hangen deze 
gevolgenn samen met diagnose, ernst en duur van de stoornis, of de socio-
demografischee kenmerken van de patiënt en de betrokkene9, en (3) hangen 
dezee gevolgen samen met eigen (psycho)somatische klachten en het gebruik 
vann (geestelijke) gezondheidszorg voorzieningen7 
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Hett onderzoek werd uitgevoerd onder betrokkenen van patiënten die voldeden 
aann de DSM-IV criteria voor depressieve stoornissen of dysthymie. De 
patiëntengroepp bestond uit: (1) onlangs opgenomen patiënten (N=20), (2) acute 
ambulantee patiënten, die sinds kort in behandeling zijn (N=110), en (3) niet 
acutee ambulante patiënten, langer dan 2 maanden in behandeling |N=203). 

Naastt de BES werd een verkorte versie van de Ways of Coping Checklist IWCC), 
dee Inventarisatielijst Sociale Betrokkenheid (ISB) en de Zung Selfrating 
Depressionn Scale (SDS) afgenomen. De instrumenten werden per post aan 333 
betrokkenenn toegezonden. De respons bedroeg 78% (N=260). 

Dee niet acute ambulante patiënten scoorden het laagst op de Zung SDS, en de 
opgenomenn patiënten hadden de kortste psychiatrische voorgeschiedenis. De 
opgenomenn patiënten waren het oudst en de acute ambulante patiënten het 
jongstt Het merendeel van de betrokkenen was de partner van de patiënt 
(72.3%)) en/of woonde in hetzelfde huis (85.3%). De betrokkenen van de 
opgenomenn patiënten hadden het minste contact met de patiënt gehad. 

Dee BES scores gaven aan dat bijna de helft van de betrokkenen zich tenminste 
regelmatigg zorgen had gemaakt om de gezondheid van de patiënt en om 
dienss toekomst. In een kwart tot een derde van de gevallen was het regelmatig 
nodigg geweest om de patiënt aan te sporen iets gaan ondernemen, had men 
takenn van de patiënt over moeten nemen, had men de psychische problemen 
vann de patiënt als een belasting ervaren, was er sprake geweest van een 
gespannenn sfeer, en had men zich zorgen gemaakt over de eigen toekomst, 
overr de behandeling die de patiënt krijgt en over diens veiligheid. 

Dee drie patiëntgroepen bleken onderling te verschillen. De gevolgen waren het 
grootstt voor de betrokkenen van opgenomen patiënten. De betrokkenen van 
dee niet acute ambulante patiënten meldden de minste gevolgen, met 
uitzonderingg van de gevolgen voor kinderen jonger dan 16 jaar. Juist in deze 
groepp bleken de kinderen de meeste gevolgen te ondervinden, vooral wat 
betreftt slaap- en concentratieproblemen, minder contact met vrienden, en 
meerr verzuim van school. 

Ongeveerr een derde van de betrokkenen gaf aan in staat te zijn met de 
psychischee problemen om te kunnen gaan, maar eveneens een derde kon dat 
niet.. Ongeveer 80% van de betrokkenen had (psychosomatische klachten, 
gemiddeldd 3.8 van de acht klachten waarnaar werd gevraagd, en een kwart 
werdd hiervoor behandeld en/of gebruikte medicatie. Ook hier scoorden de 
betrokkenenn van opgenomen patiënten het hoogst en de betrokkenen van niet 
acutee ambulante patiënten het laagst. 

Dee grootte van de gevolgen voor de betrokkenen kon vooral worden voorspeld 
doorr vier variabelen: coping, veranderingen in de relatie, sociale steun, en het 
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all of niet acute karakter van de depressie. Betrokkenen meldden meer 
consequentiess als de relatie met de patiënt veranderd is, als zij geen sociale 
steunn van anderen ontvangen, als zij proberen hun problemen met 
dagdromenn tegen te gaan, als zij zich niet in staat voelen om de situatie het 
hoofdd te bieden, en als zij moeten zorgen voor een patiënt met een acute 
affectievee stoornis. De verstoring van de onderlinge relatie en het gezinsleven 
doorr een acute depressie lijkt dus doorslaggevend te zijn voor de gevolgen die 
betrokkenenn ondervinden. 

Dee studie heeft aangetoond dat ook in het geval van affectieve stoornissen de 
consequentiess voor betrokkenen aanzienlijk kunnen zijn en dat ook deze 
betrokkenenn zelf klachten hebben. Als er sprake is van een acute situatie zijn 
dezee gevolgen het grootst, wat betekent dat vooral bij de behandeling van 
nieuwee patiënten met floride symptomen ook aandacht moet worden besteed 
aann de betrokkenen. De effecten op de langere duur moeten echter ook niet 
wordenn onderschat, gezien de consequenties voor jonge kinderen. 

Inn Hoofdstu k 6 wordt verder ingegaan op de consequenties voor betrokkenen 
vann patiënten met een affectieve stoornis, nu in vergelijking met schizofrenie. 
Dee onderzoeksvragen luidden: (1) welke verschillen zijn er tussen depressie en 
schizofreniee wat betreft de gevolgen voor betrokkenen9, (2) zijn op basis van de 
groottee van deze gevolgen verschillende groepen te onderscheiden7, en (3) 
watt zijn de klinische implicaties van het betrokken zijn bij iemand met een 
affectievee stoornis9 

Dee steekproef van betrokkenen van patiënten met een depressie was dezelfde 
alss in hoofdstuk 5. De steekproef van betrokkenen van patiënten met 
schizofreniee kwam uit het EPSILON onderzoek. Omdat tussen Noord- en 
Zuideuropaa verschillen waren gevonden, werden alleen de Noordeuropese 
casussenn gebruikt (N = 151). 

Dee BES item scores werden gedichotomiseerd tot 'geen consequenties' (nooit, 
soms)) en 'echte consequenties' (regelmatig, vaak, altijd), en elke subschaal 
scoree werd gehercodeerd tot: (1) geen consequenties, geen enkele echte 
consequentiee op deze schaal, (2) enige consequenties, een schaalscore 
behorendd tot de laagste 50%, en (3) veel consequenties, een schaalscore 
behorendd tot de hoogste 50%. Scorepatronen werden geanalyseerd met 
Homalss en onderling vergeleken. 

Dee analyse van antwoordpatronen liet in beide groepen een grote variatie zien. 
Sommigenn scoorden hoog, anderen helemaal niet Uit de analyse bleek verder 
datt als iemand op de ene sub-schaal in de categorie 'veel consequenties' 
scoorde,, de kans groot was dat ook op de andere subschalen veel 
consequentiess waren gescoord. Dit patroon maakte het mogelijk een verdere 
indelingg te maken in drie subgroepen: (1) een low level subgroep, geen 
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consequentiess op tenminste drie subschalen, (2) een medium level subgroep, 
enigee consequenties op tenminste twee subschalen, en (3) een high level 
subgroep,, veel consequenties op tenminste twee subschalen. 

Hett bleek dat in het geval van depressie de betrokkene uit de 'high level' 
subgroepp vaker een vrouw is en de patiënt vaker een man, en dat zij in vrijwel 
allee gevallen een huishouden delen De patiënt behoort vaker tot de acute 
subgroep,, en heeft meer symptomen en een kortere psychiatrische 
voorgeschiedenis.. De betrokkenen hebben zelf ook meer klachten, voelen zich 
zwaarderr belast, en vinden vaker dat hun relatie met de patiënt veranderd is. 
Zijj voelen zich minder gesteund door vrienden en familie, en hebben meer 
moeitee om met de stoornis om te gaan. Zij gebruiken ook vaker ontwijkende 
copingg technieken (dagdromen, fantasieën), of geven zichzelf de schuld van 
alles.. Ten slotte maken ze de hoogste additionele kosten. 

Inn het geval van schizofrenie is eenzelfde beeld te zien. Betrokkenen uit de 'high 
level'' subgroep wonen vaker samen met de patiënt, en/of brengen meer tijd 
mett door de patiënt, die gemiddeld meer symptomen heeft. De betrokkenen 
hebbenn zelf ook meer klachten en moeten meer geld uitgeven dan de 
anderen. . 

Dee gevolgen voor betrokkenen van patiënten met een depressie of schizofrenie 
zijnn vrijwel dezelfde, niet alleen wat betreft de hoogte van de BES scores, maar 
ookk in hun scorepatronen. Dit betekent dat betrokkenen van een patiënt met 
eenn depressie dezelfde aandacht moeten krijgen van de hulpverlening als 
betrokkenenn van een patiënt met schizofrenie. 

Hoofdstu kk 7 bevat een gedetailleerde bespreking en samenvatting van alle 
beschikbaree data over de psychometrische kwaliteiten van de BES. De 
resultatenn van de studies die in de voorgaande hoofdstukken werden 
besprokenn zijn hiervoor aangevuld met de resultaten van al het onderzoek dat 
elderss is gepubliceerd. Bij de bespreking is naast de klassieke validiteits- en 
betrouwbaarheidsmatenn veel aandacht besteed aan de 'zinvolheid'[sens\b\\\ty) 
vann de BES. Hierbij kwamen de volgende onderwerpen aan de orde: (1) opzet 
enen doel; wat meet het en met welk doel, waarom willen we dit instrument 
hebben,, is het toe te passen bij de beoogde doelgroep7; (2) inhoudsvaliditeit, 
wordenn alle domeinen bestreken, zijn alle belangrijke variabelen 
meegenomen,, zijn er duidelijke en interpreteerbare schalen7, (3) 
inzichtelijkheid,inzichtelijkheid, bevat het instrument de onderwerpen die je zou verwachten, 
ziett het er aantrekkelijk uit, prikkelt het de nieuwsgierigheid van de respondent, 
iss het uitnodigend9, (4) vormgeving en format: is het instrument begrijpelijk, is 
hett reproduceerbaar, heeft het een duidelijke lay-out7; (5) gebruiksgemak; de 
moeilijkheidsgraadd van het instrument, en de tijd die nodig is om hem in te 
vullen.. Uit de analyse bleek dat de BES mag worden beschouwd als een zeer 
zinvoll instrument, door zijn brede toepasbaarheid, de bestreken domeinen, het 
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gebruiksgemak,, het gestructureerde format, en het aansluiten bij datgene wat 
betrokkenenn belangrijk vinden. 

Dee constructvaliditeit kon niet op een goede manier worden bepaald wegens 
gebrekk aan een gouden standaard. Er werden echter in verscheidene studies 
well aanwijzingen gevonden voor een adequate constructvaliditeit, 
bijvoorbeeldd in twee studies waarin de BES werd vergeleken met een ander 
instrumentt voor het meten van de consequenties voor betrokkenen, en in 
studiess waarin werd aangetoond dat de consequenties voor betrokkenen sterk 
correlerenn met diverse vormen van subjectieve consequenties, zoals 
(psycho)somatischee klachten en burnout. Ook werden aanwijzingen gevonden 
voorr een bevredigende divergente en convergent validiteit, onder andere in 
studiess waarin de BES scores konden worden voorspeld door andere 
variabelenn uit het stress-coping-support-appraisal model. De eindconclusie is 
dann ook dat er sprake is van een goede validiteit. 

Dee betrouwbaarheid van de BES werd op drie manieren onderzocht: (1) de 
internee consistentie van de subschaien, (2] the test-hertest betrouwbaarheid, 
enn (3) de gevoeligheid voor veranderingen. Uit de analyses bleek dat de 
betrouwbaarheidd van de BES over het algemeen goed is voor zowel de interne 
consistentiee als de veranderingsgevoeligheid. De test-hertest betrouwbaarheid 
wass echter nog wat problematisch en zal nader moeten worden onderzocht. 

Tott slot kan worden vastgesteld dat de BES goed bruikbaar is in vele settings 
waarr sprake is van consequenties voor betrokkenen, vanwege zijn stabiele 
schoolstructuur,, zowel in verschillende populaties als in de verschillende 
landen,, als vanwege zijn grote mate van zinvolheid. Dit blijkt ook wel uit het feit 
datt de BES inmiddels in negen talen is vertaald (Engels, Deens, Italiaans, 
Spaans,, Portugees, Duits, Frans, Zweeds en Fins), en wordt gebruikt door 
onderzoekerss in heel Europa. 

Dee BES mag dus worden beschouwd als een instrument met goede 
psychometrischee kwaliteiten en een goede toepasbaarheid. 
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Inn 1987 ontwikkelden Aart Schene en ik een instrument voor het meten van de 
gevolgenn van ernstige psychiatrische stoornissen voor de huisgenoten van 
patiënten.. Deze Burden on the Family schaal, ofwel de BOF, was - oneerbiedig 
gezegdd - een bijproduct van Aarts promotieonderzoek, waarin hij 
psychiatrischee dagbehandeling en 24-uursbehandeling met elkaar vergeleek. 
Inn dit onderzoek lag de nadruk op de gevolgen van beide behandelvormen 
voorr het functioneren van de cliënt, in de zin van klachtenreductie, verbetering 
vann het sociaal functioneren, versterking van het sociaal netwerk, en het 
oordeell over de ontvangen behandeling. Aandacht voor de omgeving van de 
cliëntt was indertijd nog niet zo gewoon. Met de introductie van dag- en 
deeltijdbehandelingenn kwam daar echter verandering in. Omdat de mensen in 
dagbehandelingg een belangrijk deel van hun tijd thuis doorbrachten, lag het 
voorr de hand om in onderzoek ook de gevolgen hiervan voor partners of 
anderee huisgenoten vast te leggen. Met de BOF behoorden we tot de eerste 
Nederlandsee onderzoekers die deze gevolgen voor de omgeving probeerden 
tee meten. 

Watt als een nevenactiviteit begon, is in de loop der jaren uitgegroeid tot een 
volwaardigg onderwerp van onderzoek De BOF werd gevolgd door verbeterde 
enn aangevulde versies, en de naam veranderde van BOF in BES (Betrokkenen 
Evaluatiee Schaal). In 1992 ging de BES als IEQ (Involvement Evaluation 
Questionnaire)) de grens over, waar hij rond 2000 als IEQ-EU (European 
version),, verkrijgbaar in tien talen, zijn definitieve vorm kreeg. 

Inn al die jaren tussen 1987 en heden is met de BES onderzoek gedaan, hebben 
wee de psychometrische kenmerken ervan onderzocht, en is er gewerkt aan de 
theoretischee onderbouwing. Vele mensen hebben hun steentje aan de BES 
bijgedragen.. Zonder hen zou het nooit gelukt zijn dit proefschrift te schrijven. In 
dezee dankbetuiging wil ik daarom een aantal personen en organisaties met 
namee noemen. Iedereen uit die jaren persoonlijk bedanken is ondoenlijk, maar 
neemtt u van mij aan dat mijn waardering en dank naar u allen uitgaat. 

Omdatt elk onderzoek staat of valt bij de bereidheid van respondenten om mee 
tee doen, wil ik in de eerste plaats al die patiënten en hun betrokkenen 
bedankenn die in Nederland, Engeland, Italië, Spanje en Denemarken aan onze 
studiess hebben deelgenomen. Ik hoop dat het ook voor hen een leerzame 
ervaringg is geweest. Wat betreft het Nederlandse onderzoek wil ik in het 
bijzonderr de leden van de vereniging Ypsilon bedanken in de personen van de 
toenmaligee voorzitster Ria van der Heijden en haar zoon Bas van Raay. Door 
henn waren we in staat om in één klap 1000 van de toenmalige 2000 
hoofdledenn aan te schrijven met het verzoek een BES in te vullen. Omdat de 
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ledenn massaal aan dit verzoek voldeden, beschikten we in korte tijd over 
voldoendee informatie voor een grondige studie naar de kwaliteiten van de BES. 
Dezee studie heeft het BES-onderzoek indertijd in een stroomversnelling 
gebracht,, en het instrument op het niveau gebracht waar hij zich nu bevindt. 

Aartt Schene, mijn promotor, je bent jarenlang de voortrekker geweest van het 
BES-onderzoek.. Je hebt het concept van de BES bedacht en met name gewerkt 
aann de theoretische onderbouwing van het instrument. Ik heb mij in die 
periodee vooral gewijd aan de instrumentele, meettechnische en statistische 
kantenn van het onderzoek. Toen in de voorbereiding van het EPSILON 
onderzoekk werd besloten dat de BES Europa in zou gaan en gebruikt zou gaan 
wordenn in verschillende culturen, vond ik dat eigenlijk te vroeg. Ik maakte mij 
watt zorgen over de betrouwbaarheid en de validiteit van de BES, die naar mijn 
meningg nog onvoldoende waren onderzocht. Ook over de wijze van scoren 
hadd ik nog zo mijn bedenkingen. Toen ik in november "1996 onder de titel 'De 
legendee van Yggdrasil' (naar een stripboek in de reeks 'Storm' van Lawrence & 
Gosnell),, een notitie schreef, waarin ik voorstelde nog eens stil te staan bij de 
bruikbaarheidd en de validiteit van de BES, en te kijken of " wij inderdaad een 
mooii kindje hebben gebaard, of dat we blind van liefde zijn en een monster 
aanbiddenn ", deed je me de aanbieding er een proefschrift aan te wijden. Ik 
kreegg van jou de volledige beschikking over alle data en de vrije hand om de 
doorr mij benodigde analyses te verrichten. Het feit dat dit proefschrift hier nu 
ligt,, is ook om andere redenen voor een groot deel aan jou te danken. Je 
blijvendee betrokkenheid bij het onderwerp, je kritische maar stimulerende 
opmerkingen,, je soms broodnodige strengheid om mij weer eens over een 
doodd punt heen te helpen, maar ook je waardering voor mijn werk, zijn van 
eenn onschatbare waarde geweest. En dat alles ingebed in een wederzijds 
gevoell van vriendschap en genegenheid, gevormd door 12 jaar nauwe 
samenwerking.. Aart, bedankt voor die jaren. 

Maartenn Koeter, mijn co-promotor, ik wil je in de eerste plaats bedanken voor je 
methodologischee inbreng en scherpe observaties, die er mede voor hebben 
gezorgdd dat het me is gelukt om (voorlopig) vier van de vijf in dit proefschrift 
opgenomenn artikelen bij gerenommeerde tijdschriften geplaatst te krijgen. Je 
werdd daarbij gekenmerkt door een zeer eigen wijze van optreden. Ten eerste 
goldd als randvoorwaarde dat er bij de bespreking van een conceptartikel op 
eenn van de 'Maartenmiddagen' koekjes of nootjes aanwezig waren, anders 
werdd het niks. Vervolgens begon je je commentaar dan steevast met de 
openingszin:: "Je hebt een probleem, want....". Meestal bleken dat dan tien 
problemenn te zijn, die allemaal op het eerste gezicht volslagen onoplosbaar 
leken.. Werd er wel een oplossing gevonden, dan leverde deze in veel gevallen 
weerr een reeks nieuwe problemen op. En als ik dan volledig van de kaart en 
hevigg zwetend de handdoek in de ring dreigde te gooien, kwam je me altijd 
weerr te hulp en bleken die problemen uiteindelijk wel mee te vallen: "Nou ja, ik 
noemm het maar, je moet maar kijken wat je ermee doet". Het leidde er 
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uiteindelijkk wel toe dat we met elkaar de maximaal haalbare kwaliteit 
bereikten.. Ik wil je verder ook nog bedanken voor het feit dat je het mij mogelijk 
hebtt gemaakt een baan te accepteren bij mijn huidige werkgever, het Trimbos-
instituut.. Toen ik die baan kreeg aangeboden, werkte ik voor je aan een project 
opp het AIAR, een project dat ik had overgenomen van een ander, onder de 
uitdrukkelijkee belofte het onderzoek af te maken. Ik voelde mij gebonden aan 
dezee afspraak en wees het aanbod van het Trimbos-instituut af. Toen je hiervan 
hoorde,, verklaarde je mij voor gek en hoewel mijn vertrek jou voor nieuwe 
problemenn stelde, stond je er op dat ik de baan zou accepteren. Maarten, je 
bentt een groot mens. 

Ikk wil het Trimbos-instituut, en met name John Wennink, bedanken voor de 
steunn die ik het afgelopen jaar heb gehad bij het afronden van mijn 
proefschrift.. De dag in de week die ik mocht gebruiken om aan mijn 
manuscriptt te werken, heb ik als zeer stimulerend ervaren. Het heeft me nét 
datt laatste zetje gegeven. Daarnaast heeft de financiële bijdrage van het 
Trimbos-instituutt in de drukkosten ervoor gezorgd dat ik mijn proefschrift in een 
aanzienlijkee oplage heb kunnen laten drukken en hem onder een breed 
publiekk heb kunnen verspreiden. Mijn dank hiervoor. 

Ikk heb door de jaren heen ervaren hoe belangrijk collega's zijn. Het is erg 
prettigg als je goed kunt samenwerken, als je zonder beperkingen te voelen 
eikaarss werk kunt bespreken, en als je kunt helpen daar waar nodig is. 
Daarnaastt vind ik het absoluut noodzakelijk dat je ook gewoon een beetje pret 
mett elkaar kunt hebben. Ik moet zeggen dat ik het op dit gebied altijd getroffen 
heb,, en nog steeds tref. Had ik op het AZU de 'Vier Musketiers' en op het AMC 
'Dee Gang' (laat deze gang zijn gang maar gaan), op het Trimbos-instituut is het 
tegenwoordigg de 'Kruidvatbrigade'. Ook in dit geval is het ondoenlijk om 
iedereenn te noemen, maar een paar mensen wil ik er toch uitlichten. 

Tenn eerste mijn oude AZU-vrienden Helma van Baaren, Wil Meuldijk en Peter 
vann Drunen (en Aart natuurlijk), die ik nog steeds tenminste één keer per jaar 
zie.. Sinds 1993 gaan we, bij wijze van reünie, jaarlijks met elkaar uit eten. We 
hebbenn hierbij inmiddels een vast ritueel gekregen. Een onderdeel hiervan is 
hett nemen van de traditionele foto aan de rijk gevulde tafel, een taak voor 
Helma,, onze nog steeds onvervangbare secretaresse. Op deze wijze ben ik in 
hett bezit gekomen van een serie foto's die onveranderlijk zijn in sfeer en soms 
ookk in locatie, en waarop alleen de hoofden ouder worden. Een serie (mensen) 
omm te koesteren. 

Ookk mijn collega's van 'De Gang' wil ik hierbij nog eens bedanken voor een 
fijnee tijd, zowel de harde kern (Yolanda Nijssen, Luuk Wouters, Barbara 
Schaeferr en Peter Daniels), als degenen die elders gehuisvest waren (Karin 
Meijerr en Chijs van Nieuwenhuizen). Ik weet nog goed hoe moeilijk ik het vond 
omm jullie in 2000 te verlaten, maar gelukkig hebben jullie er toen voor gezorgd 
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Dankbetuiging g 

datt ik jullie nog dagelijks bij me heb. De collage die jullie voor mijn afscheid 
hebbenn gemaakt hangt op mijn kamer op het werk en ik krijg er vaak erg leuke 
opmerkingenn over. Bezoekers lijken aan te voelen dat die collage met liefde is 
gemaaktt Bedankt voor die fijne tijd. 

Mijnn speciale dank gaat uit naar Marianne Haages, mijn verbindingsvrouw op 
hett AMC ("Goedemorgen, Marianne Haages, secretaresse van professor 
Schene,, heeft u een ogenblikje? "). Vooral de laatste tijd, in de eindfase van 
mijnn proefschrift, de voorbereiding van de promotie zelf, en het achterhalen 
vann adressen, heb je me veel werk uit handen genomen. Daarnaast is het altijd 
leukk om je aan de telefoon te hebben, ook al word ik soms om de vijf minuten 
inn de wacht gezet. 

Ookk op het Trimbos-instituut ben ik met jullie, mijn collega's van O&B, weer met 
dee neus in de boter gevallen. Ook al behoren jullie niet zozeer tot het 'BE5-
tijdperk',, toch wil ik jullie hierbij bedanken voor jullie steun en interesse. In tijden 
vann promotiestress is er niets ontspannender dan met jullie in de lunchpauze 
hett lokale filiaal van het Kruidvat onveilig te maken. Het feit dat we daar nog 
steedss welkom zijn (en nog altijd met meer dan twee tegelijk binnen mogen), 
komtt natuurlijk vooral omdat we gezamenlijk goed zijn voor zo'n tien kilo drop 
perr week. Mijn speciale dank gaat uit naar Kathy Oskam. Hoewel je ziek thuis 
zatt met een kapotte rug, was je toch bereid de lay-out van mijn proefschrift 
voorr de leescommissie te verzorgen. 

Dee ontwikkeling van de BES heeft ook op internationale schaal plaatsgevonden. 
Aann al die collega's in het buitenland wil ik hierbij mijn dank en waardering 
overbrengen. . 

Zoalss in dit proefschrift ter sprake is gekomen, is de zorg voor mensen met een 
psychiatrischee stoornis vooral in handen van vrouwen. Teneinde zelf ook 
verzekerdd te zijn van goede zorg heb ik er dus voor gekozen vrouwelijke 
paranimfenn te nemen, en terecht, len van den Bergh, mijn oude 
studiegenoott en lieve vriendin, ik dank je voor je onmisbare hulp bij de 
voorbereidingg van de plechtigheid en de festiviteiten. Ik zie het als een kroon op 
onzee vriendschap, die nu al meer dan 25 jaar duurt. Lieve Marjolein van 
Wijngaarden,, mijn 'nichtje in de bagger', ook jou wil ik bedanken voor je hulp 
enn je steun bij alle voorbereidingen. Ooit hebben we het plan opgevat om 
allebeii op dezelfde dag te promoveren, jij 's ochtends en ik 's middags. En dan 
zoudenn we eikaars paranimf zijn Mijn deel van het plan is uitgekomen, jouw 
deell (nog) niet. Ik hoop dat ik ooit ook achter jóu mag staan. 

Tequila,, Annelies en Carolien, mijn eigen dames, ik wil jullie vooral bedanken 
voorr het feit dat jullie bestaan. Jullie zijn dat andere belangrijkste in mijn leven, 
all was dat misschien niet altijd te merken wanneer ik me weer eens in mijn 
kamertjee opsloot om te gaan werken. Een proefschrift schrijven is een eenzame 
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bezigheid.. Tequila, voor jou hoefde hel niet zo nodig, promoveren, maar toch 
benn je me al die jaren tot steun geweest En door je minutieuze doorvlooien van 
mijnn manuscript, heb je me in elk geval behoed voor een paar tante-betjes en 
verderr een aanzienlijk aantal tiepvouten. Ik hoop dat er van nu af aan wat meer 
tijdd overblijft om aan jóu te besteden. 
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Stellingen n 
behorendd bij het proefschrift 

ConsequencesConsequences for caregivers of patients with severe mental illness: 
TheThe development of the Involvement Evaluation Questionnaire 

1.. De Betrokkenen Evaluatie Schaal is een instrument met adequate 
psychometrischee kwaliteiten en een goede toepasbaarheid 
{dit{dit proefschrift). 

2.2. De gevolgen voor betrokkenen van patiënten met schizofrenie is in 
allee West-Europese landen soortgelijk. De mate waarin deze 
gevolgenn voorkomen, lijkt echter verband te houden met culturele 
factorenn {dit proefschrift). 

3.. De gevolgen voor betrokkenen van patiënten met een depressie of 
schizofreniee zijn vrijwel identiek {dit proefschrift). 

4.. Betrokkenen van een patiënt met een depressie moeten evenveel 
aandachtt krijgen van de hulpverlening als betrokkenen van een 
patiëntt met schizofrenie (dit proefschrift). 

5.. In het geval van een depressieve stoornis moeten de effecten voor 
betrokkenenn op de langere termijn niet worden onderschat, gelet 
opp de consequenties voor jonge kinderen {dit proefschrift). 

6.. Omdat de resultaten van wetenschappelijk onderzoek alleen 
betekeniss hebben als ze zijn gemeten met betrouwbare en valide 
meetinstrumenten,, is het verbazingwekkend dat subsidieaanvragen 
voorr instrumentontwikkeling zelden worden gehonoreerd. 

7.. Liever niet meten, dan slecht meten (John Wennink). 
8.. Nieuwe haring behoort 'aan de staart' en zonder uitjes of zuur 

gegetenn te worden. 
9__ Het feit dat mijn voornaam wordt gebruikt voor alcoholvrije auto-

mobilistenn die ats bouwvakker bijklussen bij beren van specialisten 
mett gedragsproblemen en een oplossoepautomaat, berust geheel 
opp toeval. 

10.. Keep passing open windows (John Irving, The Hotel New 
Hampshire). Hampshire). 

BobBob van Wijngaarden, 17 oktober 2003 





Sincee the 1940s researchers have studied the effects of severe mental 

illnesss on the relatives or other caregivers of the patients. These 

firstt studies were conducted in the United States and Great Britain. In 

Thee Netherlands it lasted until the mid 1980s until studying caregiver 

consequencess became an issue. Since none of the existing instruments 

weree available in Dutch, a new instrument was developed, the 

Involvementt Evaluation Questionnaire (IEQ). This thesis gives an 

overvieww of several studies conducted between 1987 and 2000, and 

especiallyy focuses on the psychometric properties of the IEQ, such as 

reliability,, (cultural) validity, sensibility, and applicability. This 

psychometricc testing has been done in several European countries, and 

amongstt caregivers of patients with schizophrenia or mood disorders. 

Althoughh some cultural bias could not be ruled out, the IEQ has proven 

too have sound psychometric properties and good applicability. It has 

beenn translated into nine languages (English, Danish, Italian, Spanish, 

Portuguese,, German, French, Swedish and Finnish), and is utilised by 

researcherss throughout Europe. 
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