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Generall introduction 





1.11 Introduct ion 

Schizophreniaa is a chronic psychiatric illness that often causes severe limitations in every 

dayy functioning. In spite of ongoing improvements in the pharmacological treatment of the 

disorder,, the majority of the patients with schizophrenia continue to experience negative 

symptomatology,, loss of cognitive skills and abilities and/or psychotic symptoms. Many 

patientss suffering from this illness experience life long consequences on their daily living 

thatt extend to many different life domains. In this thesis we will study the consequences 

off schizophrenia on the lives of patients suffering from this chronic mental illness in more 

detail.. More specifically we will focus on their perceived needs for care and on their quality 

off life. We will also investigate the consequences experienced by their family members or 

otherr informal caregivers. 

Ourr main aim is to provide more clarity about the conceptualisation of quality of life and 

needss for care in schizophrenia, to study the interrelatedness of these concepts as well as 

theirr relationship with illness severity and other patients variables. 

Thee results of this study provide valuable information with regard to 

l .Thee Quality of life (QoL) and needs for care of patients with schizophrenia in two regions 

inn The Netherlands, an urban and a more suburban region and accordingly the identifi-

cationn of mental health care areas that should be improved in order to reduce the unmet 

needss of patients with schizophrenia and to improve their quality of life. 

2.Thee stability of QoL and needs for care within an 18-month period. 

3.. Feasibility, validity and reliability of a series of instruments developed to measure these 

conceptss within the context of mental health service evaluation. 

4.. Understanding the relationship of these concepts with illness consequences and other 

patient-- and external factors. 

Inn this introduction first the symptoms and other consequences of schizophrenia on patient's 

functioningg will be addressed. Second we will provide an overview of developments in health 

caree for patients with schizophrenia during the last decennia. Third, we will introduce the 

EPSILONN multicenter study on schizophrenia, a study that preceded and partly overlaps the 

presentt study. Its goals, instrument description as well as the study results will be summari-

sed.. Fourth, the present 'extended Dutch study' is described in term of its aims, the sample 

andd the instruments. Accordingly we will describe and compare QoL, needs for care and 

otherr characteristics of patients with schizophrenia in the urban and suburban region that 

participatedd in this study. Finally, an outline will be given for the remainder of this thesis. 

1.22 The illness 

Schizophreniaa is one of the most serious and invalidating psychiatric illnesses. The yearly 

incidencee of schizophrenia and related psychotic illnesses is about 1 in 10.000. The risk of 

developingg schizophrenia during the life time is approximately 0.8%. At the current moment 

thee total number of patients with schizophrenia is estimated at more than 60.000 (1). 

Sincee no cure is yet available, schizophrenia is a chronic condition with life long consequences 

forr patient's health and functioning in many areas of daily living (2,3). Positive symptoms 

likee hallucinations and delusions that exacerbate during psychotic phases of the illness are 

thee symptoms most often associated with schizophrenia. These symptoms are in many 

casess accompanied by anxiety, depression, suspiciousness or arousal. Aggressive outbursts, 



bizarree behaviour and drug addiction are also reported, but less frequently. However, many 

patientss also suffer from enduring negative and/or disorganised symptomatology, such as 

flatnesss of affect, apathy and poverty of thought and speech. These symptoms often persist 

forr longer periods of time (also in the more stabilized phases of the illness), and can be very 

invalidatingg with regard to the patient's social and societal functioning (4,5,6). 

Schizophreniaa mostly develops during adolescence or young adulthood. In general, the 

illnesss manifests itself earlier in male then in female patients. The onset of schizophrenia 

cann both be acute (often related to an important life event) or can have a more gradual 

deterioratingg course with more identifiable prodromal symptoms (7, 8, 9, 10, 11, 12, 13). 

j _ 44 This means that schizophrenia often develops in a period (adolescence) in which several 

developmentall tasks need to be fulfilled (living on their own, completing education, develop-

ingg a social network outside the direct family etc.). Psychotic episodes experienced during 

thiss period in life (followed by periods of gradual recovery) often result in further l imita-

tionss in the social-emotional development (12). About 10% of the patients who develop 

aa first psychotic episode recover completely to the pre-morbid level of functioning. About 

70%% of the patients face relapses, especially during the 5 to 10 years following the first 

psychoticc episode. These psychotic relapses are usually followed by periods of remission; 

inn these stabilized phases severe negative symptoms can persist however. Another 10 % of 

thee patients experience psychotic symptoms for the rest of their lives, in spite of adequate 

(pharmacologic)) treatment. 

Inn general, the majority of the patients who do not recover after one psychotic episode can 

bee treated rather successfully with anti psychotic (AP) medication. When patients are not 

orr not adequately treated by anti psychotic medication, psychotic exacerbations tend to get 

worse,, often resulting in far reaching consequences for the patient and his surroundings 

(13,, 14, 15, 16). 

However,, apart from the fact that a minority of the patients does not respond to AP medica-

tionn at all, for a larger group of patients some psychotic symptomatology persists. Also, AP 

medicationn often causes side effects that are experienced as burdensome by patients (such 

ass extra-pyramidal side effects and weight gain), which diminishes treatment acceptability 

forr patients and may lead to treatment non-adherence (17, 18). A further complicating is-

suee regarding contemporary pharmacological treatment of schizophrenia is that its effect 

onn negative symptoms and disorganization has not been proven so far. 

Symptomss can cause enormous suffering for patients on many domains of daily living. 

Also,, the family and social network of the patient are usually affected in many ways (19, 

20,, 21,22, 23). For patients, consequences as diminished self care, housekeeping (24, 25), 

depressedd or flattened affect (26), loss of social skills and future opportunities (27) as well 

ass the stigmatization that still surrounds the diagnosis of schizophrenia (28, 29, 30) are 

welll known. For the family and other informal caregivers (spouses, partners), the changed 

behaviorr of the patient, problems with communication and social interaction, the changed 

familyy roles and responsibilities, sometimes accompanied by co-morbid drug addiction can 

causee considerable burden ( 3 1 , 23). 

Off the invalidating consequences of schizophrenia described above, some can be considered 

directt consequences of the illness. Others should be seen as more indirect illness conse-

quencess resulting from long-term disability; for example loss of social and leisure skills (many 



patientss are not able to finish education or to keep a job that fits their former education 

andd work level); loss of recourses; impaired autonomy or an inability to fulfill important life 

roles.. Help or support from mental health services therefore is often needed to increase or 

enhancee acceptable levels of quality of life for these patients (12, 32, 33). 

Ass the needs for care of patients are often long term and stretch to a wide area of life do-

mains,, costs of mental health services for people with schizophrenia are substantial (34, 35). 

Inn a recent study the average costs of services for patients with schizophrenia in a Dutch 

regionn were estimated at about 6000 euros a year per patient (36). These costs include in-

patientt facilities, (protected) living facilities, ambulatory facilities (community mental health 

services,, case management etc.), day activity- and rehabilitation services. 

1.33 Changes in vision and care for people with schizophrenia during the last decennia 

Inn the last decades many changes have taken place in the (pro)vision of mental health care 

(37,, 38, 39). During the 1960-ties hospitalised care for patients with schizophrenia became 

thee target of ongoing critique. Societal changes, evolving opinions about health care in gen-

erall and an increasing influence of patients on what should constitute good mental health 

caree resulted in a strong movement against hospitalizing patients with psychiatric disorders 

andd isolating them from society. A process of de-institutionalisation began to develop, which 

tookk a rather radical approach in countries as the US, the UK and Italy (40, 4 1 , 42, 43) and 

aa more gradual approach in others, such as The Netherlands (45). One of the aims of the 

processs of de institutionalisation was the rehabilitation of patients with chronic mental illness 

intoo the community and a focus on service provision within this community rather than in 

mentall hospitals. For that goal, community mental health facilities and sheltered houses 

weree realised. However, it appeared that, especially in countries in which deinstitutionali-

sationn had developed in a quick and radical way, society was faced with multiple problems 

concerningg groups of patients for whom the new (and then still developing) community 

mentall health services did not suffice (46). 

Inn the Netherlands the closure of hospital beds took place more gradual, and community 

mentall health services were initially used to complement rather then being an alternative for 

hospitall facilities. However, a trend toward keeping people (longer) in their own homes and 

relyingg on short (crisis) interventions in hospitals in times of acute exacerbations developed 

inn The Netherlands as well. Nowadays the estimated number of patients with schizophrenia 

thatt are still hospitalized is about 8.000 to 10.000. These include long stay wards as well 

ass sheltered or protected living facilities. The majority of the patients lives independently 

orr lives with their family or spouse, receiving only ambulatory mental health care from 

communityy mental health services (with considerable variations in intensity of service use 

withinn this group). The proportion of the population of patients with schizophrenia that are 

nott receiving any kind of mental health care can only be rawly estimated. This is the group 

off patients that either have never been in contact with CMHC's or refuse to adhere to any 

kindd of treatment regimen from services that were offered to them. Homelessness, self 

neglectt and substance abuse are frequently reported in this subgroup. 

Exampless of interventions that now constitute part of standard care to patients with schizo-

phreniaa are psychologically and socially oriented interventions, varying from basic needs 

(likee housing, healthy food and hygiene) to revalidation and reintegration in the community 

too the maximal level. Helping and coaching patients by developing and increasing social and 



work-relatedd skills (47, 48), educating them about their illness and treatment possibilities 

(49),, helping them find adequate leisure activities or education (50), supporting social and 

familyy relationships and providing active support to the social network (51) are the focus 

off many newly developed interventions and treatment programs. 

Althoughh expectations about the effectiveness of newly developed interventions and services 

weree high, this effectiveness has not or only limited been confirmed by scientific evidence so 

farr in terms of symptom reduction, reduction of psychotic relapse and/or hospitalizations. This 

inn spite of the efforts that have been made in the past years to distinguish the ingredients 

effectivee community psychiatric services should entail. Also the organization and implemen-

166 tation of these services in specific catchment areas proved to be far from simpie. 

Abovee effectiveness on the group level, little is known at the individual level about specific 

needss of schizophrenic patients and their pattern of service utilisation, their preferences 

andd the discrepancies between their needs and the services available (52). Also, tittle is still 

knownn about the extent to which services are able to improve / enhance QoL. 

1.44 Evaluating new developments in (ambulatory) mental health care 

Beforee the 1980's evaluations of treatment for people with schizophrenia usually constituted 

off symptom ratings, performed by a clinician or a trained assessor. This means that there 

wass an exclusive focus on direct reflections of the illness and their fluctuations over t ime. 

Fromm the 80's on, in the evaluation of treatment for people with schizophrenia a new trend 

wass initiated in which the (social) functioning of patients became a focus (12), stretching to 

aa much broader number of life domains on which the illness may have an impact. The social 

functioningg concept aimed at evaluating handicaps resulting in (social) role problems that 

couldd be more or less objectively measured (according to pre-defined standards). 

Somewhatt later, along with the development of hospital closure, de-institutionalisation and 

problemss resulting from this approach, the concept of QoL became more important (53, 

54,, 56). Where in general medicine the concept of QoL had already gained status, in psy-

chiatryy the first studies appeared in the 1980's in The United States and Sweden. It took 

untill 1995 before the first QoL studies appeared in The Netherlands (57, 58). Also, detailed 

evaluationss of needs for care of patients with schizophrenia and the extent to which servi-

cess could fulfil these needs were performed and different instruments for need evaluation 

weree developed and refined (59, 60, 6 1 , 62, 63). Especially the QoL concept in psychiatry 

stronglyy relied on social role theories, implicating the multi-dimensionality of the concept, 

andd emphasizing the importance of subjective evaluations of what contributes to acceptable 

orr desired standards of living and levels of well-being. 

Thirdly,, also as a consequence of deinstitutionalisation, it became apparent that an impor-

tantt part of the caring tasks was brought back to the families and other informal caregivers 

off patients with schizophrenia. Examples from overburdened family systems increased, 

critiquee on the mental health care system from the family member's board became louder 

andd increasing attention was asked for the devastating consequences for families as well as 

patientss when the balance of the informal care system becomes overburdened (22). Instru-

mentss to evaluate specific consequences for informal caregivers resulting from the caring 

role,, their impact on the health and wellbeing of these caregivers as well as the caregivers' 

needss for help and support were developed. 



However,, to reliably evaluate the needs for care and QoL of patients with schizophrenia and 

theirr caregivers, hiats in research still exists with regard to 1. Definition and conceptualisation 

off the concepts needs for care, QoL and family burden; 2. Availability of reliable, feasible and 

culturallyy adapted instruments to evaluate these concepts, which also allow the evaluation 

off differences in outcome between patients in different countries; 3. Relationships between 

thee above described concepts and relationships with patient- and external variables. 

1.55 The EPSILON study 

Too provide more clarity with regard to the above described topics in schizophrenia service 

evaluationn research, a multicenter study was carried out in five European countries (England, 

Denmark,, Italy, Spain and The Netherlands). The aims of this EPSILON Study (European 

Psychiatricc Services: Inputs Linked to Outcome domains and Needs) were: 1. To produce 

standardisedd versions of four key research instruments measuring the concepts needs for 

care,, consequences for informal carers, service satisfaction and QoL; 2. To compare the 

characteristicss of people with schizophrenia and their carers in these five countries; 3. 

Too investigate relationships between the four concepts mentioned; 4. To compare results 

fromm this study in the five countries. Full details of the procedures are given by Becker and 

otherss (64). 

1.5.11.5.1 Population 

CharacteristicsCharacteristics of the EPSILON-sample 

Thee following criteria were used in all centers: 

InclusionInclusion criteria: patients were aged between 18 and 65, inclusive, had an ICD-10 F20 

diagnosiss (schizophrenia) and had been in contact with mental health services during the 

3-monthh period preceding the start of the study. 

ExclusionExclusion criteria : patients residing in prison, secure residential services or hostels for 

long-termm patients; co-existing learning disability (mental retardation); primary dementia 

orr other severe organic disorder; and extended in-patient treatment episodes longer than 

onee year. These criteria were laid down in order to avoid bias between sites due to variation 

inn the population of patients in long-term institutional care, and to concentrate on those in 

currentt 'active'care by specialist mental health teams. 

First,, administrative prevalence samples of people with ICD-10 diagnosis of any of F20 to F25 

inn contact with mental health services were identified either from psychiatric case registers 

(Copenhagenn and Verona) or from the case-loads of local specialist mental health services 

(inpatient,, outpatient and community). Second, cases identified were diagnosed using the Item 

Groupp Checklist (IGC) of the Schedule for Clinical Assessment in Neuropsychiatry (SCAN). 

Onlyy patients with an ICD-10 F20 (schizophrenia) research diagnosis were included in the 

study.. The number of patients varied from 52 to 107 between sites, with a total of 404. 

1.66 Results from the EPSILON study 

1.6.11.6.1 Needs for Care: the Camberwell Assessment of Need 

TheThe Camberwell Assessment of Need - European Version (CAN-EU) (65) is a structured 

intervieww that identifies the existence of a need for care on 22 life domains. For this study 

onlyy the patient-version was administered. The patient is asked whether in the past four 

weekss on a particular life domain there was either no problem, a problem for which adequate 

(formall or informal) care was received (met need) or whether there was a serious problem 

(unmett need) on that life domain. Three summary scores can be computed: the total num-



berr of needs, the total number of met needs and the total number of unmet needs. The 

summaryy scores for the CAN-EU (total, met and unmet needs) were found to be generally 

reliablee over time and between raters. Despite some evidence for differences in levels of 

reliabilityy between sites for unmet needs at test-retestand between raters for all three total 

scores,, the results were good at each site, and encouraging for the use of this instrument 

inn its five translations. From the domains, patients reported on average about 5 to 6 needs 

forr care, of which about one third was not fulfilled by mental health services. Unmet needs 

weree found in particular on the domains day activities, company, treatment of psychotic 

symptoms,, psychological distress, and information about symptoms and treatment. 

j_gg 1.6.2 Caregiver Consequences: the Involvement Evaluation Questionnaire 

Thee Involvement Evaluation Questionnaire (IEQ) (66) was developed to measure the con-

sequencess of psychiatric disorders for patient's relatives. Relatives are asked to rate the 

extentt to which they were involved in caregiving behaviours with regard to the following 

domains:: 1. Worrying about the patient and the patient's health; 2. Urging the patient to 

participatee in healthy behaviours (for example with regard to self care); 3. Supervision on 

thee patient's behaviours (for example on medicine intake); 4. The experience of interper-

sonall strain in the relationship with the patient. The reliability of the IEQ scales was found 

too vary across sites, but was generally sufficient. A simultaneous component analysis in 

whichh factor analyses of all five separate data sets were compared indicated that the IEQ 

subscaless sufficiently cover all five samples. 

1.6.31.6.3 General subjective Quality of Life: The Lancashire Quality of Life Profile 

Generall QoL was assessed by the Lancashire Quality of Life Profile (LQoLP) (67), a structured 

interview,, measuring domain-specific as well as overall quality of life. The instrument was 

developedd for people with a severe mental illness. The respondent has to rate his satisfaction 

withh a particular life domain on a 7-point-scale, ranging from "can't be worse" to "can't be 

better".. All domain-specific items are combined to form a QoL-sumscore which is referred 

too as 'general QoL'. In general, the internal consistency and reliability of the LQoLP was 

foundd to be good. Lowest internal consistency was found for the subjective domains 'work 

andd leisure'. There were significant differences between the sites in internal consistency on 

thee nine subscales but not on the total Life satisfaction Scale. 

1.6.41.6.4 Satisfaction with services: The Verona Service Satisfaction Questionnaire 

Servicee satisfaction was assessed by the Verona Service Satisfaction Questionnaire (68). 

Thiss self report instrument measures patient's satisfaction with services in the areas: profes-

sional'ss skills and behaviour, information, access to services, efficacyof the services, specific 

interventionss and involvement of relatives. The VSSS-EU showed good overall psychometric 

propertiess and the results suggests that it is a reliable instrument for measuring patient's 

satisfactionn with mental health services across Europe. 

1.6.51.6.5 Comparisons between the sites 

Comparingg the sites, it appeared that patients from the Amsterdam and the London site 

(thee large urban sites) reported significantly more needs for care compared to the other 

countries.. Amsterdam patients reported most unmet needs on the domains daytime ac-

t ivit ies,, physical health, psychological wellbeing and intimate relationships. Regarding 

caregiverr consequences, in general more negative caregiver consequences were reported 

inn London, Verona and (to a lesser extent) Santander compared to both the Amsterdam 

andd the Copenhagen site. Comparing subjective QoL results between the sites, patients in 



Copenhagenn were most satisfied with their lives on the majority of the domains, whereas 

patientss in London reported lowest life satisfaction scores. In spite of the relatively high 

numberr of unmet needs reported by the Amsterdam group on the domains physical and 

mentall health, life satisfaction on related domains of the LQoLP was relatively high. 

Relationshipss of the concepts with other patient- and illness characteristics revealed that 

higherr age of patients was associated with less service costs, but with more caregiver burden. 

Higherr educational level was associated with higher level of functioning. Patients belonging 

too ethnic minority groups reported more unmet needs, whereas their family member re-

portedd less negative caregiving consequences. More symptomatology was associated with 

moree unmet needs, more service costs and more caregiver consequences. More current 

symptomatologyy (especially positive symptoms and anxiety and depression) was associated 

withh lower levels of functioning and lower subjective QoL. Patients with a job had higher 

levelss of functioning, they reported higher levels of QoL and less service costs. Having an 

intimatee relationship was associated with higher levels of functioning, whereas having a 

reliablee friend was associated with both higher functioning and better QoL. 

Concluding:: The EPSILON study provided a number of instruments for evaluating care 

andd QoL of people with schizophrenia and their informal caregivers. The instruments were 

translatedd and evaluated in five European countries, and have adequate psychometric 

properties.. Also the instruments revealed differences between the five sites in needs, QoL, 

servicee satisfaction and caregiver consequences. These differences may be attributed to 

urbanisationn level, cultural differences or to differences in service provision. 

1.77 The Dutch extended study 

Inn The Netherlands an additional study was carried out following the EPSILON study des-

cribedd above. The aims of the Dutch extended study included the following: 

l.Too add a sample of about the same size in a more suburban catchment area to the urban 

Amsterdamm site that took part in the EPSILON study. The goal of adding this catchment 

areaa was to increase generalisibility of the results to a broader sample of outpatients 

withh schizophrenia in The Netherlands and to allow comparisons between an urban and 

aa more suburban catchment area with regard to patient characteristics, service provision 

andd service use, QoL and needs for care. 

2.. To investigate stability of needs, QoL and relationships between these concepts over time 

byy adding a longitudinal component to the study (two assessments within an 18-month 

timee interval). 

3.. To add another QoL instrument stemming from a different tradition and compare the two 

instrumentss regarding reliability, feasibility and underlying structure. 

4.Too investigate in more detail relationships between the above described concepts (needs 

forr care, quality of life and caregiver consequences) and their respective relationships to 

patient-- and illness characteristics. 

Wee will report the results of this extended study in two ways. Because a comparison of the 

twoo Dutch catchment areas has been described elsewhere (1), we will summarize these 

inn the following paragraph. The other themes as mentioned above will be described in the 

nextt chapters of this thesis. 



1.7.11.7.1 Characteristics of the extended Dutch sample 

Thee extended Dutch study captured two catchment areas in The Netherlands: the urban 

Amsterdamm site and a suburban region in the North-West part of The Netherlands (West 

Friesland).. The same in- and exclusion criteria and sampling procedure as reported for the 

EPSILONN study described above were used for the extended Dutch sample. Eventually 143 

Dutchh patients were included in the study. Eighteen months after the first assessments, all 

patientss were contacted again by the research group for a second assessment; 111 patients 

(78%)) participated in this second assessment. Reasons for dropout were: patient's refusal 

(13%) ,, patients feeling too ill to participate (3%), or patients lost to follow-up (the research 

teamm was not able to trace and contact the patient: 6%). 

20 0 
DescriptionDescription of the sites 

Amsterdamm Southeast is a 30-year-old suburban region with a population of about 110.000 

inhabitants.. Many inhabitants stem from varying ethnic cultures (about 60 ethnic groups). 

Populationn density is estimated at 4021 inhabitants per squared kilometre. The unemploy-

mentt rate was about 23 % during the period this study was administered. In the time this 

studyy was carried out, mental health services for people living in this catchment area were 

inn an early phase of closer cooperation between local intramural care provision (psychiatric 

hospital),, the academic medical centre, outpatient care (then offered by the Regional Insti-

tutess for Ambulatory Mental Health Care), day activity centres and rehabilitation services. 

Westt Friesland is a suburban region, but with a more rural character compared to the Am-

sterdamm site. The catchment area roughly comprises the area surrounding four small cities 

(Hoorn,, Enkhuizen, Medemblik and Schagen). The total catchment area population consist 

off about 220.000 inhabitants. The population density is estimated at 524 inhabitants per 

squaredd kilometre. Unemployment rate was about 6.5% during the period this study was 

administered.. Mental health services in this area also were in an early stage of cooperation 

betweenn different services for patients with severe mental disorders. Initial service provision 

inn this area consisted of a psychiatric hospital, a Regional Institute for Ambulatory Mental 

Healthh Care and a service offering protected living facilities for patients with severe mental 

disorders. . 

1.88 Description of the extended Dutch sample and comparison between the two Dutch sites 

Aboutt two-thirds of the patients were male and their mean age was about 40 years. Re-

gardingg education, living situation, marital status, income and occupational status, the two 

regionss were found to be highly comparable. As is shown in table 1.1, about half of the pa-

tientss were living independently, about 10% lived with a partner/spouse, almost all patients 

(moree than 90%) received welfare benefits, about two-thirds was unmarried, more than 

50%% of the patients did not have a (paid or voluntary) job, about 10% had some kind of 

voluntaryy job occupation and one in fourteen patients was participating in a sheltered work 

project.. The only significant difference between the two sites was found for ethnic group 

(aboutt 30% of the Amsterdam patients were from Surinam). 

1.8.11.8.1 Illness severity 

Regardingg illness severity patients in West Friesland suffered from somewhat more serious 

illnesss consequences compared to the Amsterdam patients. The first group experienced 

moree serious symptoms (especially anxiety / depression and cognitive symptoms / disorga-

nisation).Thee level of overall functioning was in accordance with these results: GAF scores 



ratedd by their clinician were on average 10 points lower for the West Friesland group. Also 

patientss in this area reported significantly more somatic illness / physical handicaps. 

1.8.21.8.2 Psychiatric History 

Mostt patients had been in contact with mental health services for longer periods of t ime, on 

averagee from the age of 25 years. In a 15-year period patients had experienced on aver-

agee 4 hospitalisations; however the variance in both the number of hospitalizations and the 

durationn of the longest period of hospitalisation was large. 

1.8.31.8.3 Service provision and service use 

Regardingg service provision, the number of psychiatric hospital beds per 100.000 inhabitants 2 i 

(olderr than 18 years of age) was higher in the West Friesland site. The Amsterdam site on 

thee contrary offered three times as much facilities for protected or sheltered living. 

Thee use of mental health services was found to be higher for the Amsterdam site (this holds 

forr the average number of inpatients days during the previous three months, for use of day 

activityy centers as well as general ambulatory mental health services). 

1.8.41.8.4 Substance abuse 

Lifee time alcohol abuse was reported slightly more often in West Friesland, whereas drug 

abusee was more common in the Amsterdam site. Differences regarding life time substance 

abusee were relatively small however. Contemporary use of cannabis was found to be twice 

ass high in the Amsterdam site. However, overall reported cannabis use was rather low here 

ass well compared to other studies. 

1.8.51.8.5 Subjective needs For care 

Ass is shown in table 1.2, most unmet needs for care as measured by the Camberwell As-

sessmentt of Need were reported on the domains daytime activities, psychotic symptoms, 

psychologicall wellbeing, and social contacts. Also, getting some kind of help with finding or 

maintainingg a satisfying intimate relationship was regarded as an unmet need by about 40% 

off the patients in both sites. The overall number of needs for care (both met and unmet) 

wass somewhat higher for the West Friesland site (on average 7.2 needs for care, (of which 

3.22 unmet needs) for the West Friesland site compared to 5.9 needs for care (of which 2.5 

unmett needs) for the Amsterdam site respectively). This is in accordance with the results 

reportedd on illness severity. Individual domains of needs for care most frequently reported 

weree highly similar in both sites; needs for care in the areas of personal safety and needs 

forr public transport were reported somewhat more often in the West Friesland site. 

1.8.61.8.6 Caregiver Consequences 

Patientss in the Amsterdam site reported to have slightly less contact with family members 

comparedd to the West Friesland site. The Involvement Evaluation Questionnaire captures 

fourr domains of which two reflect more intra-psychic dimensions (experienced tension or 

interpersonall strain in the relationship with the patient) and two focus on actions resulting 

fromm the caring role (supervising patients and urging them to participate in healthy beha-

viours).. No significant differences between the sites were found for these domains. 



TableTable 1.1 Socio-demographic and clinical characteristics of patients in the two Dutch regions 
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Sexx (% male) 

Agee (m, sd) 

Ethnic i tyy (%) 
European n 

Sur inam m 

Other r 

Educat ionn (highest f in ished, %) 

Pr imaryy educat ion 

Secondaryy educat ion 

Higherr educat ion 

Other r 

Mari ta ll s ta tus (%) 

Unmarr ied d 

Marr ied d 

Divorced d 

Widower r 

Other r 

Livingg s i tuat ion (%) 

Livingg alone 

Withh p a r t n e r / spouse 

Withh parents 

Withh other family members 

Wi thh o thers 

Incomee {% receiving welfare benef i ts) 

Workk s i tuat ion (%) 

Noo job 

Houseman/w i fe e 

Vo luntaryy job 

Shel teredd work pro ject 

Work / s tudy y 

Psychiatr icc history 

Yearss of contact wi th services (m, sd) 

Numberr of hospital admissions (m, sd) 

Dura t ionn longest hospi ta l izat ion ( m , sd) 

Lifee t ime alcohol abuse (%) 

Lifee t ime drug abuse (%) 

Psychopathology:: BPR5-E (m, sd) 

Anx ie ty /depress ion n 

Negat ivee symptoms 

Posit ivee symptoms 

Cogni t ivee symptoms / d isorganizat ion 

Funct ion ing:: GAF (m, sd) 

Somat icc il lness (%) 

Physicall handicap (%) 
Psychiatr icc living faci l i ty (%) 

W e s tt Fr ies land 
(N=70) ) 

60.0 0 

42.5 5 

92.8 8 

4.3 3 

2.9 9 

28.4 4 

64.2 2 

6.0 0 

1.5 5 

71.0 0 

18.8 8 

5,8 8 

2.9 9 

1.4 4 

56.5 5 

11.6 6 

7.2 2 

1.4 4 

17.4 4 

95.5 5 

54.4 4 

14.7 7 

10.3 3 

7.4 4 

2.9 9 

16.4 4 

3.7 7 

11.4 4 

33.3 3 

19.4 4 

2.44 4 

1.51 1 

2.22 2 

1.49 9 

46.0 0 

44.3 3 

46.9 9 
14.7 7 

(10.5) ) 

(10.3) ) 

(4.6) ) 
(24.0) ) 

(1.19) ) 

(0.48) ) 

(0.96) ) 

(0.37) ) 

(10.8) ) 

A m s t e r d a m m 
(NN = 73) 

64,4 4 

39.8 8 

52.1 1 

28.8 8 

19.2 2 

26.4 4 

62.5 5 

9,7 7 

1.4 4 

71.2 2 

12.3 3 

15.1 1 

1.4 4 

0.0 0 

50.7 7 

9.6 6 

11.0 0 

5.5 5 

19.2 2 

90.4 4 

52.1 1 

15,1 1 

8.2 2 

6.8 8 

13.7 7 

13.9 9 

3.9 9 

10.5 5 

26.4 4 

30.6 6 

1.98 8 

1.42 2 

1.93 3 

1.33 3 

57.6 6 

27.4 4 

26.4 4 
23.3 3 

(9.9) ) 

(9.1) ) 

(4.0) ) 

(17.0) ) 

(1.15) ) 

(0.45) ) 

(0.86) ) 

(0,37) ) 

(12.8) ) 

P P 

0.59 9 

0.12 2 

0,00 0 

0.46 6 

0.26 6 

0.73 3 

0.25 5 

0.13 3 

0.82 2 

0.80 0 

0.37 7 

0.20 0 

0.00 0 

0.26 6 

0.14 4 

0.01 1 

0.00 0 

0.04 4 

0.01 1 
0.20 0 

1.8.71.8.7 Quality of Life 

Too capture the broad concept of QoL of the Dutch patients, two QoL instruments were used. 

Generall QoL was measured by an extended Dutch version of the Lancashire Quality of Life 

Profile;; this instrument focuses on life satisfaction on several life domains and captures 

severall objective indicators of QoL (69, 70). The MOS Short Form-36 (71 , 72) was used to 

measuree health related QoL (HRQoL), which captures physical and mental health of patients 

ass well as (role) limitations resulting from health problems. With regard to health related QoL, 

patientss reported lower average scores (indicating a worse QoL) on all domains (referring 

too both physical and mental health) compared to the general population. This means that 



QoLL is not only impaired on domains related to mental health but patients also suffer from 

reducedd physical HRQoL. Patients in the West Friesland site reported lower HRQoL on the 

domainss 'vitality', role problems resulting from physical impairments and social functioning. 

Regardingg subjective general QoL, defined as the life satisfaction on several life domains, 

scoress were found to be relatively high (average scores were all >4 on a seven-point scale 

varyingg from 'very unsatisfied' to 'highly satisfied'). No significant differences between the 

sitess were found regarding life satisfaction on the six life domains. 

1.8.81.8.8 Summarizing differences between the sites 

Wee conclude that illness severity in the West Friesland sample seems to be slightly higher 

comparedd to the Amsterdam site (as is reflected in more anxiety/depression, more cognitive 2 3 

andd disorganised symptoms as well as lower levels of overall functioning). Results regarding 

illnesss consequences are consistent with this in the sense that the West Friesland patients 

reportedd more (unmet) needs for care and a worse health related QoL on three of the eight 

domains.. Differences between the urban and the suburban site seem to be relatively small 

andd not structural however, because they are only reflected in a minority of the domains 

capturedd by the instruments used in this study. Also because of the modest sample sizes, the 

dataa of both sites will be pooled in the five studies described in the following chapters. 

1.99 Outline 

Inn the following chapters we will describe five studies focusing on needs for care and QoL 

andd their conceptualisation, their stability over t ime, their mutual interrelationships as 

welll as associations with other patient- and illness characteristics. Chapter 2 describes the 

reliabilityy and feasibility of two QoL instruments: a general QoL instrument (the extended 

Dutchh version of the Lancashire Quality of Life Profile) and a health-related QoL-instrument 

(thee Medical Outcome Study Short Form 36-item version). Chapter 3 describes a tentative 

modell of QoL, and investigates the mediating role of health related QoL in the evaluation 

off patient's general QoL. 

Chapterr 4 focuses on the dynamics of individual needs for care within an 18-month period, 

andd investigates the relationship between these needs and patient's QoL. 

Chapterr 5 describes the relationship between the (number and type of) needs of patients 

andd the burden experienced by their informal caregivers. 

Chapterr 6 identifies subgroups of patients based on their symptom profiles and compares 

thesee groups accordingly on level of functioning, service use, needs for care and QoL. 

Chapterr 7 pinpoints and discusses the conclusions that can be drawn from the former 

chapters,, discusses strengths and shortcomings of the present study and offers recom-

mendationss for future research. 



TableTable 1.2 Service provision, service use, caregiver consequences, needs for care and QoL of pa-

tientstients in the two Dutch regions 

24 4 

Servicee provision (per 100.00 inhabitants) 
Bedss acute 
Bedss non-acute 
Livingg facilities 

Servicee use (previous three months) (m, sd) 
Inpatientt days 
Dayy activity center visits 

Ambulatoryy visits (m, sd) 
Policlinic c 
Communityy mental health center 

Contactt with family members (%) 
Weeklyy or more often 
Monthly y 
Everyy six month or less 

Consequencess for family members (m, sd) 
Supervising g 
Interpersonall strain 
Urging g 
Worrying g 

Needss for care (m) 
Totall need 
Mett needs 
Unmett needs 

Selff care (%)* 
Safety y 
Livingg situation 
Housekeeping Housekeeping 
Transport t 
Informationn about illness 
Physicall health 
Daytimee activities 
Company y 
Psychoticc symptoms 
Psychologicall wellbeing 

Healthh related QoL (m, sd) 
Generall health (GH) 
Physicall functioning (PH) 
Rolee limitations - physical (RP) 
Vitalityy (VT) 
Bodilyy pain (BP) 
Mentall health (MH) 
Rolee limitations - mental (RM) 
Sociall functioning (SF) 

Generall QoL (m, sd) 
Finance e 
Health h 
Leisuree and social participation 
Familyy relations 
Safety y 
Livingg situation 

Westt  Friesland 
(NN = 70) 

177 7 
97 7 
89 9 
28 8 

0.1 1 
2.5 5 

0.1 1 
3.3 3 

84.6 6 
9.2 2 
6.1 1 

1.31 1 
4.63 3 
5.76 6 
5.73 3 

7.2 2 
4.0 0 
3,2 2 

4.5 5 
7.5 5 
7.5 5 
7.6 6 

10.6 6 
12.7 7 
22.4 4 
27.3 3 
28.8 8 
29.9 9 
41.8 8 

53.7 7 
71.4 4 
46.3 3 
44.3 3 
76.1 1 
54.3 3 
53.1 1 
58.7 7 

4.46 6 
4.47 7 

(0.9) ) 
(7.5) ) 

(0.32) ) 
(4.68) ) 

(1.82) ) 
(4.79) ) 
(3.80) ) 
(4.30) ) 

(22.5) ) 
(21.3) ) 
(40.5) ) 
(19.9) ) 
(26.3) ) 
(18.5) ) 
(41.0) ) 
(28.5) ) 

(1.30) ) 
(0.88) ) 

4.544 (0.94) 
4.64 4 (1.29) ) 
5.044 (1.18) 
5.33 3 (0.94) ) 

Amsterdam m 
<NN = 73) 

117 7 
59 9 
58 8 
79 9 

1.2 2 
16.0 0 

1.1 1 
5.2 2 

68.1 1 
22.2 2 

9.8 8 

0.86 6 
3.33 3 
4.47 7 
5.19 9 

5.9 9 
3.4 4 
2.5 5 

1.4 4 
1.4 4 
6.9 9 
4.1 1 
1.4 4 

19.7 7 
12.3 3 
30.1 1 
33.8 8 
25.0 0 
35.2 2 

56.7 7 
76.8 8 
69.5 5 
54.9 9 
69.5 5 
60.9 9 
64.3 3 
69,3 3 

4.33 3 
4.76 6 
4.73 3 

(10.5) ) 
(15.2) ) 

(3.43) ) 
(11.47) ) 

(2.00) ) 
(3.17) ) 
(5.32) ) 
(4.67) ) 

(21,7) ) 
(24,8) ) 
(38.3) ) 
(20.2) ) 
(28.1) ) 
(20.8) ) 
(43.3) ) 
(28.2) ) 

(1,17) ) 
(0,82) ) 
(1.13) ) 

5.077 (1.02) 
4.78 8 
5.13 3 

(1.33) ) 
(1.04) ) 

pp — 

0.04 4 

0.01 1 
0.90 0 

0.07 7 

0.20 0 
0.15 5 
0.34 4 
0.38 8 

0.06 6 
0.54 4 
0.06 6 

0.46 6 
0.09 9 
0.78 8 
0.38 8 
0.05 5 
0.17 7 
0.18 8 
0.70 0 
0.97 7 
0.26 6 
0.19 9 

0.75 5 
0.30 0 
0.00 0 
0,01 1 
0.16 6 
0.12 2 
0.22 2 
0.05 5 

0.80 0 
0.16 6 
0.32 2 
0.11 1 
0.08 8 
0.28 8 

ProportionProportion of patients with an unmet need on the particular domain 
p-valuesp-values are corrected for age, sex and illness duration 
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