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“Oh, I see, you doctors are still preoccupied 

with this schizophrenia label.

Not me, I´ve got other things to worry about.”

(quote by participant of the SOUL study)



General Introduction
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Background  

There is no room for a uniform stereotype of  the elderly individual with 

schizophrenia. A psychiatrist working in an old age psychiatry service, will 

frequently see elderly patients diagnosed with schizophrenia or a related 

psychotic disorder. Such consultations may involve patients who have 

their first contact with mental health services, because of a recent onset 

of psychotic experiences, as well as patients who were first hospitalised 

for psychosis more than half a century ago. While some patients lead an 

impoverished and deprived existence, others are able to integrate their 

illness to such an extent that they experience a fulfilling life, including 

regular and meaningful social contacts. The diversity of these patients and 

their life stories does not cease to impress both clinically and emotionally 

the clinicians who get involved with them.  

Commonly, one thinks of schizophrenia as a severe mental disturbance 

that emerges in adolescence or young adulthood. This is understandable, 

as the disorder affects the majority of individuals before the age of 

40. Still, approximately one-fifth of all persons with schizophrenia 

are estimated to have a later onset (Harris and Jeste, 1988). Thus, the 

population of schizophrenia patients in later life is a mixed one. Elderly 

patients with an early onset of illness who have grown old, are joined by 

patients who fell ill at a later stage of their life. Ageing early onset patients 

(sometimes referred to as graduates) can be considered as survivors, given 

the markedly increased mortality in schizophrenia. A recent meticulous 

Finnish study reported a dramatic gap in life expectancy of 22.5 years 

(at age 20) between a cohort of patients with schizophrenia and the 

general population, largely attributable to deaths at an early age (Tiihonen 

et al., 2009). The life course of early onset schizophrenia patients is 

nearly always strongly affected by their disorder, as it interferes with 

opportunities in education, work, friendships and intimate relationships. 

In contrast, the premorbid history of individuals with a later onset of 
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the disease typically lacks this type of impediments. Still, schizophrenia 

developing at an older age may equally disturb the lives of affected 

individuals and impact heavily on significant others. 

Schizophrenia is generally viewed as being part of a continuum with 

schizoaffective disorder and delusional disorder, commonly referred to 

as schizophrenia spectrum disorders. While the DSM-classification of 

schizophrenia (Table 1) offers a reliable definition at a descriptive level, the 

validity of the concept is much under debate (Blom, 2007). The clinical 

presentation, course and etiopathology of schizophrenia are markedly 

heterogeneous. Therefore, many consider schizophrenia not as a unitary 

disease, but as a conglomeration of diverse entities, which current 

knowledge is not yet able to further delineate (Tandon et al., 2008). In 

spite of several hundred replicated findings, schizophrenia still is a highly 

enigmatic disorder.

No clinical feature is pathognomonic for schizophrenia. Positive and 

negative psychotic symptoms, along with cognitive deficits, constitute 

its most prominent clinical characteristics, with serious impact on 

social, educational and vocational competence and performance. The 

stigmatisation which is attached to being diagnosed with a socially 

deranging disorder as schizophrenia, adds to the burden of disease (Depla 

et al., 2005; Staring et al., 2009). As in our western societies ageing is 

often stigmatised as well, elderly schizophrenia patients see themselves 

confronted with a double stigma. 
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Table 1. Diagnostic criteria for Schizophrenia (DSM-IV-TR)

A. Characteristic symptoms: Two (or more) of the following, each present for a significant 
portion of time during a 1-month period (or less if successfully treated): 
(1) delusions 
(2) hallucinations 
(3) disorganized speech (e.g., frequent derailment or incoherence) 
(4) grossly disorganized or catatonic behavior
(5) negative symptoms, i.e., affective flattening, alogia, or avolition 

Note: Only one Criterion A symptom is required if delusions are bizarre or hallucinations 
consist of a voice keeping up a running commentary on the person’s behavior or 
thoughts, or two or more voices conversing with each other. 

B. Social/occupational dysfunction: For a significant portion of the time since the onset 
of the disturbance, one or more major areas of functioning such as work, interpersonal 
relations, or self-care are markedly below the level achieved prior to the onset (or when 
the onset is in childhood or adolescence, failure to achieve expected level of interpersonal, 
academic, or occupational achievement). 

C. Duration: Continuous signs of the disturbance persist for at least 6 months. This 6-month 
period must include at least 1 month of symptoms (or less if successfully treated) that 
meet Criterion A (i.e., active-phase symptoms) and may include periods of prodromal 
or residual symptoms. During these prodromal or residual periods, the signs of the 
disturbance may be manifested by only negative symptoms or two or more symptoms 
listed in Criterion A present in an attenuated form (e.g., odd beliefs, unusual perceptual 
experiences). 

D. Schizoaffective and Mood Disorder exclusion: Schizoaffective Disorder and Mood 
Disorder With Psychotic Features have been ruled out because either (1) no Major 
Depressive, Manic, or Mixed Episodes have occurred concurrently with the active-phase 
symptoms; or (2) if mood episodes have occurred during active-phase symptoms, their 
total duration has been brief relative to the duration of the active and residual periods. 

E. Substance/general medical condition exclusion: The disturbance is not due to the direct 
physiological effects of a substance (e.g., a drug of abuse, a medication) or a general 
medical condition. 

F. Relationship to a Pervasive Developmental Disorder: If there is a history of Autistic 
Disorder or another Pervasive Developmental Disorder, the additional diagnosis of 
Schizophrenia is made only if prominent delusions or hallucinations are also present for 
at least a month (or less if successfully treated). 
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Clinical relevance

This double stigmatization will most probably be one of the reasons why 

up till recently late life schizophrenia has been largely invisible in the 

scientific literature. Only 1% of the literature on schizophrenia (Cohen 

et al., 2008) addresses issues related to ageing. This figure stands in 

clear contrast to the number of elderly patients with schizophrenia. For 

the U.S.A., it is estimated that roughly one in every five schizophrenia 

patients is aged 55 years and over. In keeping with the ageing of the 

general population, a sharp increase of elderly patients with schizophrenia 

is predicted for the near future. The combined demographic trends of 

an extended life expectancy and the ageing of the baby boom generation 

will result in a doubling of the number of schizophrenia patients aged 55 

years and over within the next 25 years in the U.S.A. (Vahia et al., 2007). 

For the Netherlands, a comparable increase can be calculated (Figure 1). 
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Figure 1. Population development for the Netherlands, 2011 to 2031 (bron: CBS)
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Assuming that at present around 120.000 Dutch inhabitants suffer from 

schizophrenia, including those not in contact with mental health services 

(Richtlijn Schizofrenie, 2011), the group aged 60 years and over may 

approximate 20.000 individuals and will have increased to around 30.000 

persons by the year 2031. This implies that elderly patients constitute the 

fastest growing segment of the schizophrenia population. 

Due to the deinstitutionalization which took place in the last decades 

of the twentieth century, most elderly schizophrenia patients nowadays 

reside in the community. When their dependency on care no longer 

permits them to live independently, most patients move into residential 

homes for the elderly, or into nursing homes. Schizophrenia is one of 

the most expensive disorders across the adult lifespan, and expenditures 

increase across age cohorts. In the U.S.A., the greatest costs have been 

demonstrated in patients above 65 years, with nursing home placement 

being the major cause (Bartels et al., 2003). In the Netherlands, the annual 

schizophrenia-related healthcare budget (0.5 billion Euro in 2005) is 

largely spent on intramural services. Therefore, there is a strong economic 

argument for health policies directed at optimizing care and support to 

enable elderly schizophrenia patients to continue living in the community.

Short history of nomenclature of schizophrenia with a later onset

The term schizophrenia was coined in 1908 by the Swiss psychiatrist 

Eugen Bleuler. He owed much to the work of his German colleague 

Emil Kraepelin, whose name is inextricably bound with the ´dementia 

praecox´ concept. Although the addition ´praecox´ suggests an imperative 

early onset of the disorder, Kraepelin also described a range of patients 

in whom the illness took off later in life. Eugen Bleulers son Manfred, 

who literally grew up surrounded by schizophrenia patients at the 

renowned Burghölzli Hospital in Zürich, was the first to systematically 

study schizophrenia with an age at onset over the age of 40, which he 
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called Spätschizophrenie (1943). He observed that approximately 15% of 

schizophrenia patients manifested onset of symptoms between ages 

40 and 60. He reported on a non-systematic selection of 126 late onset 

cases, who except for less emotional blunting and less formal thought 

disorders, differed little from those with an earlier onset. In the Anglo-

Saxon school, Sir Martin Roth took a different path, introducing ´late 

paraphrenia´ as a diagnosis for individuals suffering from non-organic 

psychosis with a first manifestation mostly after the age of 60 (Roth and 

Morrissey, 1952). This concept referred to the term paraphrenia, which 

Kraepelin had used to set apart from dementia praecox a subgroup of 

patients with little or no personality decline. Often, these patients first 

developed symptoms between age 30 and 50, but Kraepelin did not assign 

age at onset as a diagnostic criterion for paraphrenia. Delusional disorders 

also were allowed under the umbrella diagnosis ´late paraphrenia´, 

which was readily included in the ICD-9 classification (1977). The North 

American based DSM-III classification (1980) subsequently added to the 

semantic confusion, by requiring an upper limit of age 45 for a diagnosis 

of schizophrenia. However, its successor DSM-III-R (1987) included a 

separate late-onset category for schizophrenia starting after age 45. Next, 

both DSM-IV (1994) and ICD-10 (1994) no longer had separate codeable 

diagnoses for schizophrenia with a later onset.         

Striving for a more uniform nomenclature to foster research, the 

International Late-Onset Schizophrenia Group, uniting 17 experts in the 

field, held a two-day conference in July 1998 in Leeds Castle, England 

(Figure 2). The consensus which was the result of this meeting (Howard et 

al., 2000) has found a ready reception in the scientific literature published 

since. The consensus defines early-onset schizophrenia by an onset before 

40, while a debut between age 40 and 60 is referred to as late-onset 

schizophrenia. Cases in which onset occurs after the age of 60 were to 

be called very-late-onset schizophrenia-like psychosis. This somewhat 

artificial term reflects the disagreement among the experts, whether this 
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very-late-onset subgroup should be regarded as a part of the schizophreniaa part of the schizophrenia 

continuum..  

G e n e r a L  I n t r o D u c t I o n

The SOUL study 

This thesis has its roots in the Amsterdam-based SOUL study, which 

took off in 2006. SOUL is a Dutch acronym for ´Schizofrenie op Oudere 

Leeftijd´, meaning: Schizophrenia in Older Age. While North American 

study groups (Cohen et al., 2008; Bowie et al., 2008; Vahia et al.,  2010) 

in particular have made great efforts in this field of research in the 

past two decades, publications from other countries are limited. In the 

Netherlands until recently no specific scientific attention was paid to late 

life schizophrenia. The SOUL study aimed to extend the knowledge in 

this under-researched domain, by examining a cohort of patients aged 60 

years and over, in contact with mental health services and diagnosed with 

a schizophrenia spectrum disorder. The intention was to include both 

patients living in the community and institutionalized patients. The study 

was performed for the most part within the psychiatric catchment area of 

Figure 2. Leeds Castle, England
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Figure 3. Amsterdam, the Netherlands; catchment area of the SOUL study (shaded area)

|  1 7

the southern part of Amsterdam, the Netherlands (Figure 3). Mental health 

services in this catchment area are predominantly covered by the local 

Mental Health Organization GGZ inGeest. Chapter 3 will provide more 

detailed information on this catchment area. 

Participants were enrolled in the SOUL study between March 2006 and 

September 2008. Within the catchment area, a total of 185 patients were 

considered eligible for study participation. Thirty-one patients were not 

able to provide informed consent. This left 154 patients who were asked 

consent for participation. Thirty-four patients denied consent, leaving 

120 patients who agreed to participate. Data were incomplete for eight 

patients: two patients died before completing the study, while six patients 

withdrew their initial consent during the study. In addition, a small 

number of patients (n = 11) with an onset of the disorder after age 40 were 

recruited in neighbouring catchment areas (Mental Health Organizations 

GGZ inGeest, Amsterdam and Altrecht, Utrecht).  



G e n e r a L  I n t r o D u c t I o n

Aims and outline of this thesis

With the presently under-researched state of late life schizophrenia and 

the foreseen rapid growth of this group of patients in the near future, 

there is a clear urgency to improve our knowledge of the specific aspects 

of schizophrenia in later life. This thesis relates to the study of a cohort 

of elderly patients with schizophrenia spectrum disorders. Its principal 

aims are to foster the understanding of late life schizophrenia and its 

determinants, and to inform clinicians as well as service providers to 

attune the services offered to elderly schizophrenia patients.

As a prelude to the four cohort-related studies, we reviewed the relevant 

scientific literature on the social functioning of elderly outpatients 

with schizophrenia spectrum disorders (Chapter 2). We selected social 

functioning as the line of approach, as this domain is of paramount value 

to both patients and their relatives. Furthermore, we expected that social 

functioning would show many and diverse associations with a range of 

clinical domains relevant to schizophrenia, such as psychotic symptoms 

and cognition. Special attention was given to social roles, social support 

and social skills, as these constitute critical areas of social functioning. 

Both objective and subjective (self-report) perspectives evaluating social 

functioning were assessed.

This review sets the stage for the cohort-related studies, on which the 

following chapters report. First, to evaluate the size and magnitude of 

schizophrenia in older age within the catchment area under investigation, 

we assessed the one-year prevalence of schizophrenia and spectrum 

disorders by screening all patients, aged 60 years and over, in contact 

with the local Mental Health Organization (Chapter 3). Very limited 

data are available on the distribution of age at onset and gender in 

elderly schizophrenia patients. Therefore, we combined our prevalence 
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assessment with an examination of the distribution of age at onset and 

gender in our study cohort. In doing so, we applied an elaborate procedure 

to arrive at a best estimate of age at onset. As the criteria to define onset 

vary in the literature, we also evaluated the impact of using different 

criteria on prevalence rates. 

Both positive psychotic symptoms (such as delusions and hallucinations) 

and negative psychotic symptoms (such as emotional blunting and 

apathy) are major clinical features of schizophrenia spectrum disorders. 

Significant reduction or absence of psychotic symptoms, implying 

symptomatic remission, is generally viewed as a prerequisite for a 

favourable long-term outcome. The recent publication of a consensus 

definition of symptomatic remission (Andreasen et al., 2005) has 

inspired research in this field. So far, symptomatic remission has only 

been evaluated in convenience samples of elderly schizophrenia patients, 

calling into question the representativity of these reports. To expand these 

data to an epidemiological sample of elderly patients, we assessed the 

rate of symptomatic remission in the schizophrenia and schizoaffective 

participants in our catchment area (Chapter 4). Furthermore, we examined 

whether symptomatic remission was associated with measures of social 

functioning, mental health treatment, cognition, mood and quality of life.

Cognitive dysfunction is a core feature of schizophrenia, that persists 

even in symptomatically remitted patients. Cognitive impairments are 

of particular concern in later life, as ageing may lead to intensification of 

previously present cognitive deficits. It is still a matter of debate whether 

schizophrenia has a specific pattern of trait-related cognitive impairments, 

or whether it shares key similarities with other severe mental illnesses, 

such as bipolar disorder. While various studies in younger patient 

populations suggest that cognitive differences between schizophrenia 

and bipolar disorder are largely quantitative, elderly individuals have 
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only scarcely been examined in this respect. We compared the cognitive 

abilities of the schizophrenia outpatients in our study cohort, controlling 

for their state of symptomatic remission, with those of elderly euthymic 

outpatients with bipolar I disorder, and with those of healthy controls 

(Chapter 5).

In Chapter 6, the focus shifts from clinical symptoms towards needs 

for care. As in most affected individuals schizophrenia is a severe and 

disabling disorder, it often leads to long-term dependency on care. With 

ageing, existing care needs may change and new care needs may arise. 

Deciding on the presence of needs is not value-neutral, but depends 

on the perspective of the assessor: patients may judge differently from 

significant others, such as staff members or relatives. We assessed the care 

needs of the study participants within our catchment area, determining 

whether needs were met. In doing so, we identified the presence of needs 

from two perspectives: that of the patient, and that of a keyworker staff 

member. In addition, we studied the relationship between a range of 

patient characteristics and the number of unmet needs, as reported by the 

patients. 

The thesis concludes with Chapter 7, which summarises, integrates and 

discusses the main findings presented in the previous chapters, along with 

some methodological comments on our study design. Finally, a number 

of clinical recommendations and suggestions for future research are 

presented. 
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v I G n e t t e  M r S  a
based on an anonymized case history 

Mrs A, a 70-year-old woman, was born on the Caribbean island 

of Curacao, a former Dutch colony. At age 22, she moved to the 

Netherlands with her husband. Shortly after giving birth to their only 

child, she started to hear voices and became suspicious. Aged 29, 

she was voluntarily committed to a psychiatric hospital, where she 

was diagnosed with paranoid schizophrenia. The family informed 

her doctors that four of her siblings had developed psychosis at an 

early age. Two months later, she was discharged on an antipsychotic, 

which her general practitioner continued. She did not regain her old 

level of functioning, often being somewhat distracted and confused. 

Nonetheless, she was able to assist her husband in running the 

house and to work as a part-time cleaner. She went on several cruises 

with her husband, which they both thoroughly enjoyed. 

At age 68, when her antipsychotic was withdrawn from the market, 

her general practitioner switched her to a new drug. Shortly 

afterwards, she began talking to herself and became agitated. She 

started to quarrel with her husband, whom she at times did not 

recognize as such, stating that his mouth was deformed. She was 

referred to the local mental health services, where a psychotic relapse 

was confirmed. The dosage of her new drug was increased, with 

positive effect. 

Her agitation has now receded, and she is amiable with her family 

once more. During her outpatient visits, she remains rather 

uncommunicative. Her husband tells the psychiatric nurse that she 

has been like that for a long time. A while ago, all going so much 

better, the couple has decided to go on a holiday again. 
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Abstract 

Social dysfunction is a hallmark of schizophrenia and a major 

constituent of its burden of disease. There is a need for more data on 

social functioning of older schizophrenic patients, as their numbers are 

rapidly growing and most are residing within the community. This article 

reviews existing evidence on social functioning in community-dwelling 

schizophrenic patients over 55 years, focusing on social roles, social 

support and social skills. 36 publications proved fit for inclusion in the 

review. Studies from outside the United States were underrepresented. 

The available data suggest that the majority of older schizophrenic patients 

are well behind their healthy age-peers with respect to various aspects of 

social functioning. At the same time a considerable heterogeneity among 

patients can be found. Cognitive abilities feature as a factor of major 

impact on social functioning, outweighing clinical symptoms. When 

evaluating social functioning both objective and subjective appraisals 

should be taken into account, as they may highlight different aspects 

of social functioning. Social support, impact of gender and specific 

characteristics of older-old patients figure among areas that should 

be given priority in future research of social functioning in late life 

schizophrenia.   
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INTRODUCTION 

 

Social dysfunction has been noted as a major feature of schizophrenia 

since its earliest descriptions. Criterion B for a DSM-IV-TR diagnosis of 

schizophrenia requires a decline from previously achieved level of social 

functioning, manifested in the domains of work, interpersonal relations 

or self-care, or when the onset is in childhood or adolescence, failure 

to achieve expected level of interpersonal, academic, or occupational 

achievement (American Psychiatric Association, 2000). A major part 

of the disability caused by the illness is due to social dysfunction, which 

has a huge impact on patients and their relatives. Improvement of social 

functioning is now widely acknowledged as a clinical target area, going 

well beyond symptom management (Harvey and Bellack, 2009). 

There is no universally accepted definition of social functioning and 

related concepts like community functioning, social adaptation and 

social integration are often being used interchangeably. Concepts seem 

to have been introduced more because of their intuitive appeal than on 

the basis of a theoretical model (Priebe, 2007). Social functioning is a 

multifaceted phenomenon with a variety of factors impacting at different 

levels. Individual characteristics, like gender and personality style, interact 

with environmental factors, like socioeconomic status and cultural 

context. Next, appraisal of social functioning is significantly influenced by 

the perspective of the evaluator. For example, a person who to objective 

standards is considered to be socially isolated does not necessarily view 

himself as suffering from loneliness.  

    Changes associated with ageing may have a negative influence on social 

functioning, like physical dependence and reduction of social network 

size. On the other hand, positive factors like adaptive coping styles (such 

as intensifying remaining social ties) and availability of support can 

compensate in this respect (Blazer, 2006; Cornwell et al., 2008). Factors 

may influence social functioning directly, but their impact can also be 
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mediated by other variables. For example, cognitive disabilities have 

consequences for the level of social functioning but their impact is partly 

mediated through functional impairments, like being unable to use public 

transport. The complex interplay of all contributory factors gives rise to a 

considerable heterogeneity of social outcome in old age.  

    Social impairments related to schizophrenia have been well documented 

in younger patients, with a majority demonstrating significant and 

persisting social disability (Wiersma et al., 2000). Age dependent 

deficits may be manifested in social outcomes such as friendships, 

sexual relationships, marriage, parenting, employment and residential 

independence. Social networks of younger patients tend to be small and 

to depend relatively strongly on professional contacts (Macdonald et al., 

2000). Social skills show essential deficits (Mueser and Bellack, 1998). 

Negative symptoms and (somewhat weaker) positive, disorganized and 

depressive symptoms have since long been related to social dysfunction 

(Glynn, 1998). More recently, neurocognitive deficits have been found to 

explain a large part of variance in social outcome, exceeding the influence 

of symptomatology (Green et al., 2004). Gender (Häfner, 2003) and age 

at onset of disease (Häfner et al., 1998) are other variables with major 

relevance for social functioning in younger patients.   

    Less is known about social functioning of older people with 

schizophrenia, reflecting the general paucity of data on this group of 

patients (Jeste and Nasrallah, 2003). Demographic trends suggest the need 

to focus on older individuals. For example, the number of schizophrenic 

patients age 55 and older in the United States is expected to double in 

the next two decades (Cohen et al., 2008). This is remarkable given high 

mortality among younger patients (Saha et al., 2007). Functioning may 

be heterogeneous. In chronically institutionalized schizophrenic elderly 

severe cognitive and functional impairments have been demonstrated, 

with a subset showing further decline over time (Harvey et al., 2003). 

However, it has been estimated that approximately 85% of older 
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schizophrenic patients reside in the community (Cohen et al., 2008), and 

their cognitive functioning may not decline as they age (Rajji and Mulsant, 

2008). Although the severity of the disease tends to attenuate with ageing 

in a considerable number of patients, the disease often does not remit and 

patients remain hampered by cognitive and functional deficits (Jeste et al., 

2003; Auslander and Jeste, 2004).  

    The aim of this article is to systematically review original research 

on social functioning in older community dwelling patients with 

schizophrenia. Studies exclusively focusing on very-late-onsetvery-late-onset 

schizophrenia-like psychosis or late paraphrenia (onset above 60 

years) were left out of account, as it is disputed whether these are a 

part of the schizophrenic disease continuum (Howard et al., 2000). In 

conceptualizing social functioning we adopted Mueser and Tarrier´sonceptualizing social functioning we adopted Mueser and Tarrier´s 

(1998) definition of social functioning as the ability of individuals to meet 

societally defined roles and their satisfaction with their ability to meet 

these roles. A preliminary review of the literature suggested as critical 

areas of social functioning: 

- social roles, involving relationships, employment and residential  

  status as outcome milestones 

- social support, as a major environmental factor 

- social skills, discerning competence and real-world performance

Both objective and subjective (self-report) perspectives of evaluation were 

considered relevant. 
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METHODS 

The online database PubMed was searched on May 15, 2009 for potentially 

relevant English, German, French and Dutch publications. The search 

had no date limits. Both controlled (MeSH) and free search terms were 

used and placed in three categories. The first category enclosed terms for 

schizophrenia and related disorders (Schizophrenia; Psychotic Disorders; 

Paranoid Disorders; Schizophrenic Psychology; schizophreni*). The 

second category enclosed terms for older age (Aged; Age of Onset; Age 

Factors; elderly; older patient). The third category enclosed terms related 

to the above mentioned areas of social functioning (Social Environment; 

Social Support; Social Behavior; Social Adjustment; Social Isolation; 

Adaptation, Psychological; Interpersonal Relations; Activities of Daily 

Living; Quality of Life; Rehabilitation, Vocational; social functioning; social 

adaptation; social performance; social competence; social dysfunction; 

functional status). The database was searched using “OR-relations” within 

these categories; between categories “AND-relations” were applied. 

The search identified 1679 citations. All publications were screened 

by the first author to meet the following inclusion criteria: 1) reportingreporting 

original research; 2) subjects diagnosed with schizophrenia or 

schizoaffective disorder; 3) mean age of subjects 55 years or more; 

4) community-dwelling subjects (including supported community (including supported community 

residencies, like residential homes and board-and-care facilities); 5) 

informative on social roles, social support and/or social skills. Case 

reports were excluded. Additional searches in the databases PsycINFO,Additional searches in the databases PsycINFO, 

AgeLine and SocINDEX using comparable search terms did not yield 

other citations for inclusion in the review. A detailed account of these 

searches can be obtained from the corresponding author. Furthermore, 

bibliographies of relevant papers and handbooks were searched for 

additional references.

Inclusion criteria were met by 36 publications. Data did not prove fit forriteria were met by 36 publications. Data did not prove fit for. Data did not prove fit for 
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a quantitative review due to heterogeneity of methods. We tabulated major 

characteristics of study populations and summarized findings related to 

social functioning. When several publications were generated by the same 

group of investigators, often with overlapping samples of subjects, we 

grouped them under one subheading indicating the location of the study 

centre. 

RESULTS

Five longitudinal studies on social outcomes were identified. All other 

studies had a cross-sectional design: ten studies on social outcomes, eight 

studies on social support and 13 studies on social skills. In the next part we 

will consider these studies in detail.   

 

Longitudinal studies reporting on social outcomes (N = 5)

The course of schizophrenia was the focus of a number of laborious 

long-term studies which followed patients for several decades. Designed 

to evaluate the disease process, they also documented some indicators 

of social functioning. Residential independency, marital status, social 

contacts and occupational engagement were reported as social outcome 

milestones. Five longitudinal studies reported on subjects with a mean age 

at outcome above 55 years (Table 1).  

    Four studies (Bleuler, 1972; Hinterhuber,1973; Tsuang et al., 1979; 

Ciompi, 1980) began in the Thirties and Forties of the last century. The 

era which these studies span was characterized by the introduction of 

neuroleptic agents and deinstitutionalization, potentially creating specific 

cohort effects. Results of these studies therefore cannot be extrapolated 

straightforward to present-day populations (Hegarty et al., 1994). In spite 

of diversity across studies in sampling, diagnostic criteria and outcome 

measures a number of congruent findings emerged. Common to all 
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studies was a heterogeneous disease course. Moderate to good general 

outcomes, suggestive of symptomatic remission according to present day 

criteria, were reported for a substantial number of surviving patients. 

In many patients the schizophrenic process appeared to reach a plateau 

phase some five to ten years after onset. Improvement or even recovery 

in later phases was not exceptional. Nonetheless, another key finding was 

that recovery on a symptomatic level was not synonymous with social 

recovery. Ciompi for example found 49% of his subjects to be either 

Table 1 – Longitudinal studies reporting on social outcomes in older 
patients with schizophrenia (N = 5)

Study: conductor, 
country, year of study 
completion (ref )

Bleuler, Switzerland, 
1965 (Bleuler, 1972)

Ciompi & Müller, 
Switzerland, 1969 
(Ciompi, 1980)

Hinterhuber, Austria, 
1971 (Hinterhuber, 
1973)

Tsuang, USA-Iowa, 
1976 (Tsuang et al., 
1979)

Harding, USA-
Vermont, 1981 
(Harding et al., 1987)

Mean 
f-up 
(yrs)

22

37

35

35

23

Alive at 
outcome 
(N =)

138

289

58

109

82

Mean age 
at out-come 
(yrs)

59 (estim.)

75

60-70 
(estim.)

64

61 

Outcome: 
residential status 

37% hospitalized

44% hospitalized; 
26% living with their 
families; 17% in 
nursing home or 
pension; 13% living 
individually

88% community
dwelling

34% community
dwelling 

82% not in hospital in
the last year 

Outcome: 
relationships, 
employment 

51% never married
41% socially independent
44% ‘fully capable of work’

45% never married
35% socially independent; 

26% ‘satisfactory 
quantity of social 
contacts’; 72% ‘definitely 
poor in social relations’; 
57% relationships ‘free 
of conflicts, calm and 
peaceful’ 

51% employed

80% ´fully capable of 
work´

21% married or widowed
35% employed, retired or 

housewife

62% never married; 10% 
actually married

68% close friendships
40% employed in the last 

year
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recovered or in a “mild end state”. At the same time he considered 72% 

of his subjects “definitely poor in social relations” (Ciompi, 1980). It is 

quite conceivable that the significant shortcomings in social roles which 

patients contract in early, more active phases of their disease cannot be 

compensated for in later stages, although these may be milder from a 

symptomatic point of view. This is also suggested by the only long-term 

study with an intervention design (Harding et al., 1987). In this study a 

large cohort of chronically disabled back-ward patients from the Vermont 

State Hospital was actively deinstitutionalized in the late Fifties, within 

the framework of an extensive psychosocial rehabilitation programme, 

including social skills training. At follow-up 82 patients, rediagnosed 

according to (more stringent) DSM-III criteria, were assessed. General 

outcomes were astonishingly positive, with 68 % of the subjects without 

any positive or negative symptom and around 50% not using psychotropic 

medication. Nevertheless, social outcomes with the exception of 

employment were not significantly different from a matched comparison 

group from a Maine State Hospital, which received primarily traditional 

custodial care (Harding and Keller, 1998). 

Cross-sectional studies reporting on social outcomes (N = 10)

Ten publications provided relevant information on social outcomes 

of older community-dwelling patients with schizophrenia, all with 

an exploratory character (Table 2). Only two studies (Ran et al., 2004; 

Rodriguez-Ferrera et al., 2004) reported on epidemiological samples. 

Methodological shortcomings included lack of confirmation of diagnosis 

by a structured clinical interview (Bartels et al., 1997a; Bartels et al., 1997b; 

Graham et al., 2002; Rodriguez-Ferrera et al., 2004; Gupta et al., 2007), 

small sample size (Graham et al., 2002) and less appropriate comparison 

group (Graham et al., 2002). Patients in the four publications by the San 

Diego group (Jeste et al., 1995, Semple et al., 1997; Auslander et al., 2001; 
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Table 2 – Cross-sectional studies reporting on social outcomes of older 
community-dwelling patients with schizophrenia (N = 10)

Study

Bartels et al. 
(1997a)

Bartels et al. 
(1997b)

Graham et al.  
(2002)

Ran et al. 
(2004)

Rodriguez-
Ferrera 
et al. (2004)

Gupta 
(2007)

San Diego group

Jeste et al. 
(1995)

Semple et al. 
(1997)

Auslander
et al. (2001)

Palmer et al. 
(2002)

Subjects; diagnosis; AO, yrs; RES

Patients from community mental health centers; 
S and SA; AO: ns; RES: 58% supported; New Hampshire, USA

Same group as Bartels et al., 1997a

Patients from community mental health teams; 
S; AO and RES: ns; London, UK

Older subjects; S; 41% never treated, 45% partial or complete 
remission; AO: 49.0 ± 17.1; RES: community living; rural 
catchment area, Xinjin County, People´s Republic of China

Early and late onset (ELO) patients; S & SA; AO: 36 ± 11.3
Very late onset (VLO) patients;  S & SA & DEL (N = 7); 
AO: 72 ± 7.1
RES: 87% independent; rural catchment area, Suffolk, UK 

Early onset patients; S and SA; 
mean age at first hospitalization: 32.7 ± 14.3 yrs
RES: 32% independent, 68% group homes, family care, 
nursing homes; Olean, USA  

Late onset (LO) patients; S; AO: 54.7 ± 7.3
Early onset (EO) patients; S; AO: 27.6 ± 8.4
RES: ns

Early and late onset (ELO) patients; S; AO: 35; 
RES: 15% assisted care

Independent patients; S and SA; AO: 31.5 ± 14.4
Board-and-care patients; S and SA; AO: 25.3 ± 9.7

Outpatients; S; AO: 30.3 ± 13.2; RES: 74% independent

55

55

30

51

46
26

93

25
39

66

152
99

83

68.7

68.7

73

75.1

71.6
78.9

68.9

60.4
58.1

62.1

57.8
55.8

59.3

(6.8)

(6.8)

(7.6)

(10.5)

(7.6)
(8.8)

(7.7)

(10.1)
(9.3)

(9.4)

Mean (SD) 
age, yrs

(16%)

(16%)

(30%)

(39%)

(22%)
(16%)

(27%)

(56%)
(85%)

(61%)

(63%)
(61%)

(70%)

N
(8)
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Comparison group,
mean age ± SD; 8

N = 39 bipolar outpatients 
(69.5 ± 6.4; 10%) 
N = 90 depressed outpa-
tients (70.9 ± 7.2; 24%)

N = 74 schizophrenic 
nursing home patients 
(75.7 ± 9.4; 41%)

182 rural patients 
(79; 43%):
N = 81 depressed (D)
N = 101 controls (C)

N = 263 middle-age subjects; 
S (50.1 ± 6.5; 41%; AO: 34)
N = 196 young subjects; 
S (29.7 ± 7.0; 56%; AO: 22)

General population (GP), 
Suffolk > 60 yrs 

N = 39 bipolar patients 
(65.6 ± 7.0; 31%; mean 
age at first hospitalization: 
37.5 yrs)

San Diego group

N = 35 controls (C) 
(65.8 ± 7.8; 29%)

N = 31 controls (C)
(63.8 ± 9.3; 58%)

-

N = 46 controls 
(62.0 ± 11.4; 67%)

Focus of study

Functional 
impairments 

Functional 
impairments  

Social 
functioning

Demographic 
and clinical 
characteristics

Phenomenology 
related to AO

Symptoms, 
functioning

Clinical and 
cognitive 
characteristics 
related to AO

Descriptive 
characteristics of 
social networks

Clinical, cognitive, 
well-being 
characteristics 
related to RES

Functional status 

Findings

Schizophrenia patients: fewer ever married, more in 
supported residences, worse on all 7 social skill items 
(Specific Level of Function Scale)

Outpatients: more ever married
Marital status predictor for nursing home placement 
(odds 2.6)

Times out of the house per week: patients = D < C 
Community contacts last month: patients < D < C
Leisure activities last month: patients < D < C
Contact with professionals last month: patients = D > C 

Older subjects: more ever married, more family members, 
lower educational level
Older non-remitted subjects (N = 28) not different in social 
roles and activities compared with middle-age or young  
non-remitted subjects

Living alone: ELO 41%, VLO 69%, GP 31%
Never married: ELO 26%, VLO 27%, GP 5%
Attending day centre etc.: ELO=VLO: 69%
Social contacts: ELO=VLO

Schizophrenic patients: more often social security benefits, 
less often independent, less likely ever married

Ever married: EO < LO and C
Currently married: EO = LO
Interpersonal relations: LO and EO < C 
Work history: EO < C

Ever married, children, close friends: patients < C
Living alone: patients > C
Frequency family contacts, presence of confidant: 
patients = C

Board-and-care patients: fewer ever married, less social 
activities

Patients less employed currently (8%) and historically 
(median 25%), more often dependent RES (26%)

Notes:  AO: age at onset; RES: residency; C: controls; D: depressed; S: schizophrenia; SA: schizoaffective disorder; 
DEL: delusional disorder; LO: late onset; EO: early onset; ELO: early and late onset; VLO: very late onset; GP: general 
population; ns: not specified
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Palmer et al., 2002) were relatively young and included a high percentage 

of males, due to a large number of military veterans.

Marital and parenting status. Eight publications reported on marital and 

parenting status. No subdivisions of results for male vs. female gender 

were given. Fewer schizophrenic patients were ever married compared 

with controls (Semple et al., 1997), the background population 

(Rodriguez-Ferrera et al., 2004), and bipolar (Bartels et al., 1997a, 

Gupta et al., 2007) and depressed (Bartels et al., 1997a) patients. In 

one study earlier onset patients were less often ever married compared 

with patients with later onset (Jeste et al., 1995). Independently living 

patients were more often ever married compared with patients living 

in nursing homes (Bartels et al., 1997a) or in assisted care settings 

(Auslander et al., 2001). One study (Semple et al., 1997) reported a 

lower number of children in patients compared with controls. 

Social contacts. Measures of social contacts varied across the seven 

publications reporting on this domain. Studies showed lower levels 

of social contacts for patients compared with controls (Jeste et al., 

1995; Semple et al., 1997; Graham et al., 2002) and mood patients 

(Bartels et al., 1997a). Patients living in assisted care settings had less 

social activities than independently living patients (Auslander et al., 

2001). No impact of age at onset of disease was found on a measure 

of interpersonal relations (Jeste et al., 1995). The only study primarily 

looking at social network characteristics (Semple et al., 1997) found that 

social networks of patients tended to be small and comprised primarily 

of family members, but no significant differences were found between 

patients and controls regarding frequency of contact with family 

members and the presence of confidants. Group sizes in this study were 

small. 

Residential status. Five publications provided additional information on 

residential status. Schizophrenic patients less often had an independent 

living situation compared with controls (Palmer et al., 2002) and bipolar 
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(Bartels et al., 1997a; Gupta et al., 2007) and depressed (Bartels et al., 

1997a) patients. 

Occupational status. Three publications reported on occupational status. 

Patients were currently and historically less employed compared with 

controls (Palmer et al., 2002). Work history of early onset patients was 

worse compared with late onset patients and controls (Jeste et al., 1995). 

Schizophrenic patients received social security benefits more often 

compared with bipolar patients (Gupta et al., 2007). 

In summary, in comparison to healthy older adults, older schizophrenic 

patients tended to have been married less often, to have fewer social 

contacts, to live independently less often and to have a lower occupational 

achievement. This same pattern of deficits was shown when comparing 

older schizophrenic patients to older patients with other mental illnesses. 

With respect to marital status and social contacts, patients in supported 

residences seemed to be relatively more disadvantaged.

Cross-sectional studies reporting on social support (N = 8)

Eight publications provided information on social support and its 

associations with clinical factors in older community dwelling patients 

with schizophrenia (Table 3). Diagnosis was confirmed with a structured 

clinical interview in only one study (Patterson et al., 1997a). The six 

publications of the New York-Brooklyn group (Cohen et al., 1996; Cohen 

et al., 1997; Cohen and Talavera, 2000; Diwan et al., 2007; Bankole et al., 

2007; Bankole et al., 2008)  reported on relatively young urban patients 

with age at onset before 45 years. All of these studies had a broader 

focus (determinants and consequences of various clinical factors), but 

reported on social network variables as one specific area of interest. 

Variables evaluated related to total network size, network density and 

the proportions of network members perceived as sustenance members, 
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Table 3 – Cross-sectional studies reporting on social support in older 
community-dwelling patients with schizophrenia (N = 8)

Study

Berry et al. 
(2006)

New York - Brooklyn group

Cohen et al. 
(1996)

Cohen et al. 
(1997)

Cohen and 
Talavera 
(2000)

Diwan et al. 
(2007)

Bankole 
et al.  (2007)

Bankole 
et al. (2008)

San Diego group

Patterson 
et al. (1997a)

Subjects; diagnosis; AO, yrs; RES

Patients from outpatient clinics and day hospitals; S, SA and 
DEL (N = 2); AO: 41.9 ± 14.4; RES: ns; Manchester, UK

Early-onset patients; S; AO: 28 ± 7.6; RES: 59% independent, 
41% community residences

Same group as Cohen et al., 1996

Same group as Cohen et al., 1996

Early-onset patients ; S and SA; AO < 45; RES: 
39% independent, 61% supported community residences

Same group as Diwan et al. (2007)

Same group as Diwan et al.  (2007)

Outpatients; S, SA, and psychotic mood disorder (N = 11); AO: 
33.7 ± 15.8; RES: ns

N
(8)

48

117

117

117

198

198

198

70

(21%) 

(26%)

(26%)

(26%)

(51%)

(51%)

(51%)

(83%)

72.7

63

63

63 

61.5

61.5

61.5

58.2

(5.6)

(6.7)

(6.7)

(6.7)

(5.6)

(5.6)

(5.6)

(9.2)

Mean (SD) 
age, yrs
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Comparison, 
age±SD; 8

N = 25 controls 
(C) (83.5 ± 7.2; 
36%)

-

-

-

N = 113 controls 
(C) (63.0 ± 5.4; 
51%)

Same group 
as Diwan et al. 
(2007)

-

-

Focus of study

Subjective appraisal of 
coping; relation with social 
support

Depression: prevalence and 
predictors (44 % probable 
pervasive depression, 
depression scale from the 
SHORT-CARE)

Predictors of subjective 
well-being (SWB) 

Determinants and 
resultants of functional 
impairment

Depression: prevalence and 
predictors 
(CES-D score > 15: 32% 
patients versus 11% C)

Quality of Life (QoL) and 
associated factors 

 
Symptomatic remission and 
associated factors (49% in 
remission) 

Psychosocial variables 
and symptoms, related to 
quality of life

Findings

Number of family members, number of friends, perceived 
emotional support: patients < C 
Perceived instrumental support: patients = C
Dysfunctional coping and AO not correlated with social support

Lower proportion of network sustenance members (odds 0.09; 
0.01-0.70) and lower network density (odds 0.72; 0.56-0.93) 
amongst (six) predictors for depression.
Network size, proportions of intimate or reliable members not 
associated with depression. 

Higher proportion of reliable network members (odds 4.68; 
1.36-16.08) amongst (five) predictors of SWB.
Higher network density correlated with higher SWB. 
Network size, proportions of sustenance or intimate members 
not correlated with SWB.

Network size and proportion of network sustenance members 
not amongst determinant variables. No other network variables 
tested.

Lower proportion of intimate network members (odds 0.03; 
0.01-0.39) amongst (six) predictors of depression. No other 
network variables tested.

Proportions of network sustenance members and reliable 
members: patients < C
Lower proportion of reliable members associated with lower 
QoL. Proportion of sustenance members not associated with 
QoL. No other network variables tested.

Higher proportion of intimate network members (odds 9.83; 
1.44-67.31) and lower total network size (odds 0.82; 0.74-0.91) 
amongst (four) predictors of remission. No other network 
variables tested.

Findings support model in which (depressive more than 
positive or negative) symptoms precede decreased perceived 
emotional support, avoidant coping and negative life events, 
leading to decreased social functioning

Notes: AO: Age at onset; RES: residency; C: controls; S: schizophrenia; SA: schizoaffective disorder; DEL: delusional 
disorder; ns: not specified
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intimate members or reliable members. All network factors were solely 

scored according to perception of the patient. Findings between studies 

were not always congruent. Direction of causality of associations could not 

be inferred because of the cross-sectional nature of the data. Still, results 

give some indication of the relevance that network aspects may have for 

functioning (depression, remission) and satisfaction with life (well-being, 

quality of life). The complex interpretation of network factors is illustrated 

by the finding that both smaller network size and higher proportion of 

intimate network members were predictive of remission (Bankole et al., 

2008). The authors found that the association with smaller network size 

was due to having disproportionately fewer non-kin members.

The study by Berry et al. (2006) reporting on coping strategies in urban 

English patients (with a relatively high age at onset) also exclusively used 

subjective appraisal data on network factors. This study found smaller 

network size and lower levels of emotional support in patients compared 

with controls. Social support variables did not correlate with dysfunctional 

coping or with age at onset. In this study, sample size was relatively small 

and matching of controls was suboptimal. 

The San Diego, CA,  based study by Patterson et al. (1997a) looked 

for the best fitting model to explain relationships between psychiatric 

symptoms, psychosocial environmental variables (including amount of 

perceived emotional support) and social functioning. Contrary to the 

general idea of psychosocial stressors evoking psychiatric symptoms, 

results of this study suggested that (depressive more than positive or 

negative) symptoms at least partly precede psychosocial disturbances. 

Prospective studies should corroborate this finding. 

In summary, the limited information available on social support shows 

that social network factors were relevant for various clinical variables in 

older schizophrenic patients. Network size and proportion of sustaining 

and reliable network members were smaller in patients compared with 

healthy older adults.
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Cross-sectional studies reporting on social skills (N = 13)

Thirteen publications provided information on social skills (Table 4a, 

4b, 4c). All reported on relatively young urban patients, with males 

overrepresented. In all studies diagnosis was confirmed with a structured 

clinical interview. Social skills competence, defined as the capacity 

to engage in social activity, may serve as a proxy for real-world skills 

performance which relates to the actual deployment of social skills in 

the community. A host of variables (e.g. social support, motivation, 

stigmatization) other than social skills competence may impact on real-

world performance. 

Four publications by the New York-State group (Table 4a; Bowie et 

al., 2006; McClure et al., 2007; Bowie et al., 2008; Leung et al., 2008) 

used objective measures to evaluate social skills competence and real-

world performance. These studies stand out because of the  sophisticated 

measures applied, in combination with large sample sizes. Cognitive 

abilities contributed strongly to social skills competence, possibly 

involving partly different cognitive processes than those contributing 

to functional (everyday living) skills competence (McClure et al., 2007). 

Cognitive abilities also contributed to real-world performance, but this 

relation was largely mediated by functional skills competence (Bowie et 

al., 2006). Evidence was provided for associations of discrete cognitive 

domains (e.g. processing speed, attention/working memory and executive 

functions) with specific social competence skills and areas of real-

world performance (Bowie et al., 2008). Clinical symptoms contributed 

independently to real-world performance, with negative and depressive 

symptoms reaching significance in two studies (Bowie et al., 2006; Bowie 

et al., 2008) and positive symptoms in one study (Bowie et al., 2008). 

Neuropsychological normal patients had better social skills competence 

and real-world performance than neuropsychological impaired patients, 

while symptomatic remitted or non-remitted status of patients did not 
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New York-State group

Bowie et al. 
(2006)

McClure et al. 
(2007)

Bowie et al. 
(2008)

Leung et al. 
(2008)

S o c I a L  f u n c t I o n I n G

Table 4a – Cross-sectional studies reporting on social skills of older 
community-dwelling patients with schizophrenia (N = 4)

Subjects; Diagnosis; AO, yrs; RES

Outpatients; S and SA; AO: ns; RES: 
noninstitutional

Outpatients (overlap with Bowie et al., 
2006 AND 2008); S and SA; AO: ns; 
RES: noninstitutional 

Outpatients (including N = 78; Bowie 
et al., 2006); S and SA; AO: ns; RES: 
41% independent

Outpatients (overlap with Bowie et 
al., 2008); S and SA; mean length of 
illness: 28.4 yrs; RES: noninstitutional

Comparison, 
age±SD; 8

-

-

-

-

58.4 

58.4 

56.6 

56.1

(7.3)

(7.3)

(9.7)

(9.9)

Mean (SD) 
age, yrs
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78

181

222

230

(ns)

(71%)

(ns)

(73%)

N
(8)

impact on these measures (Leung et al., 2008). Still, functional skills 

competence of neuropsychological normal patients was significantly lower 

than in healthy controls. 

Six publications of the San Diego group (Table 4b; Patterson et al., 

1997b; Semple et al., 1999; Jin et al., 2001; Sciolla et al., 2003; Wetherell 

et al., 2003; Perivoliotis et al., 2004) deployed various self-report 

instruments to evaluate social skills from the perspective of the patient. In 

Notes: AO: age at onset; RES: residency; C: controls; S: schizophrenia; SA: schizoaffective disorder; SLOF: Specific Level of 
Function Scale; UPSA: UCSD Performance-based Skills Assessment; SSPA: Social Skills Performance Assessment;   
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Skill measures

Real-world functional performance: 
SLOF (rated by caseworker)
Functional skills competence: UPSA 

Social skills competence: SSPA 
Functional skills competence: UPSA

Social skills competence: SSPA
Real-world functional performance: 
SLOF (rated by caseworker)
Functional skills competence: UPSA

Social skills competence: SSPA 
Real-world functional performance: 
SLOF (rated by caseworker)
Functional skills competence: UPSA

Findings

Real-world functional performance predicted by functional skills 
competence, symptoms and cognition.
Contribution of cognition largely mediated by functional skills 
competence. 
Negative and depressive symptoms predicted real-world interpersonal 
skills independently. 

Cognition predicted substantial part of variance in both social and 
functional skills competence.
Verbal fluency, working and episodic memory related to social skills 
competence. 

Different real-world skills (interpersonal skills, work skills, community 
activities) predicted by different cognitive functions, partly mediated by 
social and/or functional skills competence. 
Symptoms (positive, negative, depressive) directly related to real-world 
skills, with fewer relationships with competence.

Neuropsychologically (NP) normal patients (18.5 %): better functional and 
social skills competence, better real-world functional performance, higher 
residential status
Functional skills competence of NP normal patients about 1 SD lower than 
healthy controls in Patterson et al., 2001. 
Symptomatic remitted patients (47%) not different from nonremitted 
patients on all measures.

|  4 3

a study looking at appraisals of a number of social roles patients judged 

themselves less capable than controls in some but not all social roles. 

Positive, negative and depressive symptoms correlated with perceived role 

impairments. Cognitive functioning remarkably did not correlate, nor did 

social network and support measures (Patterson et al., 1997b). The authors 

hypothesized that inaccuracy of self-report may be a likely cause of the 

lack of correlation between perceived role impairments and the degree 

NP: neuropsychologically; ns: not specified >>
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of cognitive impairment. In a study evaluating interpersonal competence 

patients judged themselves less capable than controls in a number of 

interpersonal situations, though not in all. With regard to the impact 

of symptomatology only negative symptoms predicted interpersonal 
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B.  STUDIES USING SUBJECTIVE SKILL MEASURES

San Diego group

Patterson et al.
(1997b)

Semple et al. 
(1999)

Jin et al. 
(2001)

Sciolla et al. 
(2003)

Wetherell et al. 
(2003)

Perivoliotis et al. 
(2004)

Table 4b – Cross-sectional studies reporting on social skills of older 
community-dwelling patients with schizophrenia (N = 6)

Comparison, 
age±SD; 8

N = 39 controls 
(C) (58 ± 10.5; 
64%)

N = 85 controls  
(C) (61.7 ± 10.7; 
34%)

-

N = 77 controls
(66.0 ± 10.6; 39%)

-

N = 40 controls 
(C) (60.0 ± 7.2; 
35%)

59

58.8

N = 202: 

57.9

N = 163:

57.2

(10.1)

(9.9)

57.3 (9.5)

(8.9)

57.5 (9.5)

(7.2)

Mean (SD) 
age, yrs

65 

95

95

137

63 

57

(71%)

(73%)

(subset; 
66%)

(66%)

(subset; 
76%)

(63%)

N
(8)

Subjects; Diagnosis; AO, yrs; RES

Outpatients; S and SA; mean length of 
illness: 29 ± 13.2 yrs; RES: ns

Outpatients; S; mean length of illness: 
28.5 ± 13.3 yrs; RES: 23% assisted care

Outpatients; S (SA or mood disorder 
history excluded); AO: 29.9 (for N = 
202); RES: ns 

Outpatients; S and SA; AO: 28.3 ± 12.3 
; RES: 33% board-and-care facilities

Outpatients; S and SA; AO (N = 163): 
29.9 ± 13.2; RES: 21% board-and-care 
facilities

Outpatients; S; AO: 27; RES: 51% 
board-and-care homes, 49% 
independent

Notes: AO: age at onset; RES: residency; C: controls; S: schizophrenia; SA: schizoaffective disorder; SAS-M: Social 
Adjustment Scale, modified version; ICQ: Interpersonal Competence Questionnaire, modified version; SF 36: 36-item 
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competence, along with receiving emotional support (Semple et al., 

1999). Three studies (Jin et al., 2001; Sciolla et al., 2003; Wetherell et al., 

2003) used the SF-36, a widely employed generic scale which measures 

self-perceived functioning in a number of different domains, including a 

|  4 5

Skill measures

Social role participation: SAS-M

Interpersonal competence: ICQ 

Social functioning: subscale SF-36 
(study focus: depressive symptoms, 
functioning)

Social functioning: subscale of SF 36 
(study focus: functioning and well-
being)

Social functioning: subscale of SF 
36 (study focus: anxiety symptoms, 
quality of life)

Three social (of 10) subscales of  ILSS

Findings

Marital role, social/leisure activities, extended family contacts, global 
social functioning: patients < C
Parenting, occupational and housework roles: patients = C
Positive, negative and depressive symptoms explained 45% of variance in 
perceived global social functioning.
Perceived functioning not related to age, sex, cognition, social support, 
network size and everyday living skills.

Initiating social interaction, providing emotional support to others, con-
flict management: patients < C
Negative assertion, self-disclosure: patients = C
Interpersonal competence predictors: negative symptoms (inversely), 
emotional support from others, coping by positive reappraisal. Positive 
and depressive symptoms not associated.

Patients with more severe depressive symptoms (12%) lower scores on 
subscale (also after adjusting for severity of other psychopathology)

Patients lower scores on subscale

Higher anxiety scores associated with lower scores on subscale. Greater 
part of variance in social functioning subscale scores accounted for by 
anxiety (20%) than by depressive symptoms (12%).

Recreational activities, job seeking: patients < C
Job maintenance: patients = C
Positive and negative symptoms not related with subscale scores.

>>Short Form Health Survey; ILSS: Independent Living Skills Survey; ns: not specified
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subscale for social functioning. Patient scores on this subscale were lower 

compared with controls (Table 4b; Sciolla et al., 2003). Lower subscale 

scores correlated with depressive symptoms (Jin et al., 2001), and with 

anxiety and depressive symptoms (Wetherell et al., 2003). Finally, a study 

evaluating the Independent Living Skills Survey found lower scores in 

patients compared with controls on two of three subscales related to 

patient’s perception of social functioning (Perivoliotis et al., 2004). No 

relationship was found with symptomatology, while cognition was not 

evaluated. 
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C.  STUDIES USING OBJECTIVE AND SUBJECTIVE SKILL MEASURES

San Diego group

Patterson et al. 
(2001)

Sitzer et al. 
(2008)

New York-State group

Bowie et al. 
(2007)

Table 4c – Cross-sectional studies reporting on social skills of older 
community-dwelling patients with schizophrenia (N = 3)

Subjects; Diagnosis; AO, yrs; RES

Outpatients; S and SA; mean length of 
illness: 28.5 ± 12.7; RES: 36 % board-
and-care facilities

Outpatients (96 from N = 194); S and 
SA; mean length of illness for N = 169: 
25.1 ± 11.2 yrs; RES: 79% board-and-
care facilities 

Subgroup of Bowie et al., 2006; mean 
age at first hospitalization: 22.1 ± 4.5 
yrs

Comparison, 
age±SD; 8

n=52 controls 
(59.3 ± 11.2; 37%)

N = 60 controls 
(57.7 ± 9.9; 33%)

-

N
(8)

83

96

67

(71%)

(59%)

(ns)

57.4

55.2 

56.6

(8.6)

(6.4)

(7.5)

Mean (SD) 
age, yrs

Notes: AO: age at onset; RES: residency; C: controls; S: schizophrenia; SA: schizoaffective disorder; SLOF: Specific Level of 
Function Scale; UPSA: UCSD Performance-based Skills Assessment; SSPA: Social Skills Performance Assessment; SAS-M: 
Social Adjustment Scale, modified version; ns: not specified
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Objective and subjective evaluations of social skills were contrasted in 

three studies (Table 4c; Patterson et al., 2001; Bowie et al., 2007; Sitzer et 

al., 2008), all employing the SSPA (Social Skills Performance Assessment) 

as an objective measure of social skills competence. Results showed a 

divergence in appraisal of social functioning by patients and observing 

others. In one study a self-report measure on social role participation did 

not correlate with SSPA scores (Patterson et al., 2001). Another study 

used self-reported frequency of social interaction as a measure of social 

functioning. Surprisingly, having fewer social contacts was associated 
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Skill measures

Social skills competence: SSPA
Social role participation: SAS-M 
(self-report)

Social skills competence: SSPA
Social contacts: Lehman Social 
Contact Scale (self-report)

Social skills competence: SSPA 
Real-world functional performance: 
SLOF (rated by caseworker and 
patient)
Functional skills competence: UPSA

Findings

Social skills competence not related to self-reported social functioning. 
Patients greater disability in most subscales; better competence related 
to less negative symptoms, less cognitive deficits, better everyday living 
skills; not related to positive and depressive symptoms.

Patients lower scores on social skills competence.
Higher social skills competence associated with fewer social contacts, 
less positive and negative symptoms, greater insight, better cognitive 
performance. 
Social skills competence predicted by frequency of social contact and 
ability to conceptualize. 
Clinical and cognitive variables explained 25% of variance. 

Patient-rated real-world functional performance not correlated with 
caseworker ratings of functional performance, or with functional or social 
skills competence. 
Patients: accurate raters (36%) greater social skills; underestimators 
(24%) highest level of self-rated depression; overestimators (40%) most 
cognitively and functionally impaired.
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with higher SSPA scores and, along with cognitive abilities, was an 

independent predictor of social skills competence (Sitzer et al., 2008). One 

explanation given by the authors for this counterintuitive finding was that 

patients with better social skills may be more aware of their lack of social 

contact and report likewise. In yet another study, rating by patients of their 

real-world performance did not correlate with caseworker ratings nor with 

their SSPA scores (Bowie et al., 2007). Patients who overestimated their 

real-world performance were the most cognitively impaired, a finding 

which is in line with the above mentioned suggestion of inaccuracy of self-

report in cognitively impaired patients (Patterson et al., 1997b). 

In summary, when using objective measures, both cognitive abilities 

and clinical symptoms were related to social skills. Patients reported 

various impairments in social roles and skills, which correlated with 

severity of clinical symptoms. There were wide discrepancies in evaluation 

of social skills made by patients versus others. This was particularly 

evident among patients with higher levels of cognitive deficits whose self-

report appeared to be the most problematic.   

DISCUSSION

Social functioning is widely regarded as one of the most relevant domains 

in schizophrenia, both from the perspective of patients, significant others 

and society as a whole. Given the substantial and rapidly growing number 

of older people with schizophrenia, the importance of paying attention to 

their social vicissitudes is self-evident. This review demonstrates the 

scarcity and limitations of the existing literature relevant to this topic. The 

total number of studies qualifying for this review, including several 

publications on overlapping study populations, may be considered meagre. 

Reported methodological constraints, like sampling bias towards younger-

old age, male gender and urban residence, further limit the number of 

firm conclusions which can be drawn for older schizophrenic patients in 
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general. This stands in contrast to the extensive research on social 

functioning in younger adults with schizophrenia (Mueser and Tarrier, 

1998). Persistent misconceptions regarding an inevitably poor prognosis 

of schizophrenia leading to institutionalization of the majority of older 

patients, coupled with ageism in general, are among the possible reasons 

for this neglect. In contrast to the five reviewed longitudinal studies, three 

of which were conducted in Europe, almost all cross-sectional studies 

published from 1995 onwards originated from the United States. The 

inherent bias of patient selection causes uncertainty as to the 

generalizability of findings to patients in other sociocultural environments. 

The World Health Organization collaborative International Study of 

Schizophrenia (ISoS) demonstrated wide variation in long-term course 

(mean age at outcome: 41.4 – 51.2 years) across geographical and 

sociocultural different sites (Harrison et al., 2001). However, there may be 

more in common between European and American studies. For example, 

a recent comparison of outpatients with schizophrenia from the New York-

State group and Swedish outpatients reported essentially identical scores 

on functional competence and real-world performance measures in the 

two populations (Harvey et al., 2009). In contrast, real-world residential 

outcomes were remarkably different for the two groups, with 80% of the 

Swedish patients living independently versus only 46% of New York-State 

patients, suggesting environmental factors (i.e., more generous disability 

compensation and better housing supports in Sweden) may modify 

functioning. Though differential outcome for schizophrenia favouring 

developing countries has consistently been found (Hopper and 

Wanderling, 2000), we were only able to identify a single study from a 

developing country (Ran et al., 2004).  

    Comparison of reviewed publications is further hampered by the 

different instruments used. This is a general problem in research of social 

functioning in schizophrenia, as there is currently no clear agreement on 

which scale to use for which purpose (Burns and Patrick, 2007). Recently 
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initiatives have been taken to bring more unity to the field (Bellack et al., 

2007). Self-reports, clinician ratings, informant reports and behavioural 

observation are all employed. Each assessment method has specific 

informative aspects and limitations. The discordance which reviewed 

studies found between self-reports and observer ratings (Patterson et al., 

2001; Bowie et al., 2007; Sitzer et al., 2008) points to a meaningful 

divergence in appraisal of social functioning by patients and observing 

others. The relevance of including schizophrenic patients own appraisals 

of their social functioning is widely acknowledged (Brekke et al., 1993). At 

the same time, reliability and validity of self-reports are disputable due to 

lack of insight and cognitive dysfunction. It is relevant to further 

distinguish self- reports of objectively knowable facts about the state of 

social functions (e.g., number of close friends), versus self-reports on the 

valence of that state to the individual. Patients who lack drive may report 

limited distress about a lack of social contact, but still may be able to 

accurately report the number of their social contacts. Discordance between 

self-reports and observer ratings is not unique to schizophrenia and has 

been demonstrated in other fields of research, for instance in relation to 

the concept of successful ageing. Many elderly with chronic conditions 

and functional difficulties rate themselves as ageing successfully 

(Strawbridge et al., 2002). Clinician ratings also have their pitfalls, as they 

depend on the availability to the clinician of sufficient and accurate 

information on the behaviour of the patient and are subject to interrater 

variability. Making use of a simulated setting, as for instance in the SSPA, 

has the advantage of standardized test conditions. Still, it is important to 

realize that such assessments are at their best proxies for real-world 

situations. The actual occurrence of the behaviour in the community is 

influenced by a range of other variables, like motivation of the patient, 

availability of social support and environmental stressors (Bellack et al., 

2007). Thus, only a limited part of variance in real-world social 

functioning is explained by social skills competence, as tested in a 
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simulated setting. In conclusion, combining self-reports with observer-

based measurements should be preferred as incongruities between 

subjective and objective evaluations may highlight meaningful differences 

in evaluation of social functioning. 

    The moderate to good general outcomes reported for a substantial 

number of surviving patients in the reviewed longitudinal studies defied 

the Kraepelinian notion of an inevitable deteriorating course for 

schizophrenia in those that survive into older age. The milestones which 

were documented in these studies (marriage, occupation, residential 

status) clearly were only global indicators of social outcome in older age. 

The reviewed cross-sectional studies not only update the information 

provided by the longitudinal studies, but give a more diverse and 

sophisticated picture of the varying elements of social functioning in older 

age. Still, two major findings of the longitudinal studies have not lost their 

legitimacy. The majority of older people with schizophrenia are well 

behind their healthy age-peers with respect to social achievements. At the 

same time, there is no room for a uniform stereotype of the older patient 

with schizophrenia, as several studies make a case for heterogeneity as an 

important characteristic of social functioning in late life. Patients may be 

imagined on a continuum, going from severely incapacitated, socially 

isolated patients on one end to cognitively near normal functioning and 

socially fairly well integrated patients on the other end. The 

multidimensionality of this continuum should be kept in mind, as patients 

may perform relatively well in one realm of social functioning but 

relatively poorly in another. It is also important to acknowledge that with 

time patients may move within this continuum. This area has received 

little attention and merits further study. As in a substantial number of 

patients positive symptoms may attenuate with ageing (Jeste et al., 2003), 

and coping may improve (Cohen, 1993), patients may become socially 

better integrated as they age. A recent study on health-related quality of life 

in older schizophrenic outpatients, using the SF-36, found that older age 
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was associated with higher mental health-related quality of life among 

patients, but not among controls (Folsom et al., 2009). Although this 

finding should be confirmed in a longitudinal study design, it suggests 

that in later life patients may actually experience improvement in key areas 

of functioning. Nevertheless, patients at the better end of the continuum 

still have substantial limitations in comparison with their age-peers 

(Auslander and Jeste, 2004; Leung et al., 2008). 

    Among variables that have been associated with social functioning, 

cognitive abilities appear to be paramount, outweighing clinical 

symptoms. This finding is in agreement with results of extensive research 

in younger patients with schizophrenia (Green et al., 2004). There is an 

ongoing debate whether specific cognitive domains can be related to 

specific areas of social functioning, or whether only global cognitive 

performance can be regarded as a predictor in this realm. The most recent 

New York-State study (Bowie et al., 2008) provided evidence for more 

specific relationships, although findings will have to be replicated in other 

populations. Investigating the impact clinical symptoms have on social 

functioning has major clinical relevance, as many of these are amenable to 

treatment. With regard to the relative importance of clinical symptoms, it 

is suggested that negative and depressive symptoms have more impact 

than positive symptoms. It should be noted though, that current 

medications (including the “atypical”) are far more effective in treating 

positive symptoms than negative or cognitive symptoms. Thus, the lack of 

a strong association between positive symptoms and social functioning 

may reflect the relative ineffectiveness of presently available treatments for 

addressing negative and cognitive deficits, rather than a lack of deleterious 

social impact of positive symptoms when present. Nevertheless, it should 

be noted that most studies included in this review reported on patients 

with at least moderate intensity of positive symptoms, according to the 

presented severity scores. The only study examining anxiety symptoms 

(Wetherell et al., 2003) found these to be of greater relevance to social 
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functioning than depressive symptoms.  

   When evaluating the impact of cognitive and clinical domains one should 

be aware that these factors together only explain a modest part of the total 

variance in social functioning. This suggests that other factors such as 

availability and quality of social support contribute to functioning as well. 

The study of social support has been relatively neglected in older patients 

with schizophrenia. Studies in younger patients with schizophrenia and in 

other diseases have highlighted the importance of social support. Higher 

levels of emotional support were shown to be associated with a lower 

mortality risk in older adults in the general population (Penninx et al., 

1997). An association between the quantity of social support available to 

schizophrenic patients and longevity has also been suggested (Christensen 

et al., 1999). How network patterns may change with age was 

demonstrated in black inner-city outpatients in New York City (N = 47, 

mean age 41 years, range 18 - 78 years) (Cohen and Kochanowicz, 1989). 

This study found that network size diminished with age, but dependence 

on remaining network members did not increase and patients reported 

more satisfactory relationships with these network members. This seems 

to be in line with a study of symptom management strategies by the same 

author, which found social diversion (increasing social contact by calling 

friends or talking to someone) to be associated with increased age in 

schizophrenic outpatients (n = 86, mean age 43 years, range 19-69 years) 

(Cohen, 1993).  

   Two other, partly intertwined, factors warranting consideration are gender 

and age at onset of disease. Although gender has been shown to be of 

major significance for social outcome in schizophrenia (Häfner, 2003) 

studies to date have largely neglected this area. In a substantial number of 

publications males are overrepresented, compared with their prevalence in 

epidemiological samples (Perälä et al., 2007). This may have introduced a 

bias with respect to social outcome. For schizophrenic patients with an 

early age at onset it has been shown that women start off with an 
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advantage over their male counterparts due to better premorbid 

psychosocial functioning (Childers and Harding, 1990) and a later onset 

of illness (Leung and Chue, 2000), although this advantage may be diluted 

in the long run. Patients with late onset schizophrenia differ in their 

clinical picture from patients with an early onset of disease. Relevant 

differences relate to female preponderance, less negative symptoms and 

milder cognitive deficits among late onset patients (Jeste et al., 1995). 

Combined with higher premorbid functioning these features may result in 

better social integration compared with their early onset counterparts. 

In conclusion, social functioning in older patients with schizophrenia 

is under-researched. Still, available findings suggest a varied profile 

that leaves room for some optimism with regard to social integration of 

patients in later life. Well in line with this are recent initiatives to develop 

socially orientated skills training for older schizophrenic patients (Bartels 

et al., 2004; Patterson et al., 2006; Granholm et al., 2007), which have 

shown promising results. Ideally, future research should build on a 

theoretical model which attempts to conceptualize the social domain 

of older patients with schizophrenia. Such a model should address the 

complexity and entwining of the social dimensions involved, including 

clinical variables (e.g., symptom severity), psychological variables (e.g., 

coping style) and sociological variables (e.g., social support). Measures 

of variables should incorporate objective parameters and subjective 

appraisals, while enabling or impeding mediating factors should be 

acknowledged. Existing models for functioning and well-being in younger 

schizophrenic patients (Yanos and Moos, 2007) and for older adults in 

general (Cohen and Talavera, 2000) could inspire a theoretical model for 

real-world social functioning of older patients with schizophrenia, which 

then should be tested for its predictive value. Such a model could also 

serve to orient the development of interventions and to inform health 

policies. In the selection of themes for future studies priority should 

be given to impact of social support, gender differences and specific 
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characteristics of older-old schizophrenic patients, as these areas have 

been undervalued in existing research. There is also a clear need for new 

studies with a longitudinal perspective, which will offer the opportunity 

to investigate causal relationships suggested by cross-sectional studies. 

Finally, studies from sites outside the United States should be welcomed.
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v I G n e t t e  M r S  b
based on an anonymized case history 

Mrs B is a skinny 63-year-old woman, born into a well-off family. 

She dropped out of secondary school, to start a bookshop with 

her only sister. At age 23, she was hospitalised for the first time 

in a ‘disintegrated’ condition, on which her current medical file 

does not provide further details. Many admissions were to follow, 

mostly due to severe self-neglect. For a while she told people that 

she was pregnant. She also suffered from other chronic delusions, 

often with a bizarre content. Being diagnosed with undifferentiated 

schizophrenia, she was put on a long-acting injectable antipsychotic. 

Still, she was difficult to manage, as she frequently disengaged from 

services. At age 46, she was readmitted after setting fire to her house. 

Having spent six years in a long-term rehabilitation ward, she was 

transferred to a sheltered home for the mentally ill, a fate she was 

apparently resigned to. 

Her daily functioning remains very poor, the staff needs to prompt 

her to change clothes and tidy her room. Her openness shows cyclic 

changes. For weeks, she may be unresponsive and have inexplicable 

fits of laughter. After some time, this will change to a period in which 

she seeks contact with her keyworker and joins the daily meals of 

her own accord. She will start spontaneous, but somewhat muddled 

chats with other residents. Her sister visits her once a year.
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Abstract

Objectives: The prevalence of schizophrenia in later life is affected by 

both outflow of early onset patients, due to recovery and excess mortality, 

and inflow of patients with a later age at onset, making it likely that 

characteristics of older patients differ markedly from younger patients. We 

assessed the prevalence of schizophrenia and spectrum disorders and their 

distribution according to age at onset and sex in an elderly population. 

Design: Case register study.  

Setting and Participants: All patients aged 60 years and over, in contact 

with the Mental Health Organization in a psychiatric catchment area 

in Amsterdam (the Netherlands), diagnosed with schizophrenia, 

schizoaffective disorder or delusional disorder.

Measurements: One-year prevalence estimates, including rates according to 

age group, age at onset and sex. In addition, we determined the effect of 

using different criteria for age at onset.

Results: The one-year prevalence of all disorders was 0.71%, subdivided in 

0.55% for schizophrenia, 0.14% for schizoaffective disorder and 0.03% for 

delusional disorder. The one-year prevalence of early-onset schizophrenia 

was 0.35%, of late-onset schizophrenia 0.14% and of very-late-onset 

schizophrenia-like psychosis 0.05%. Variation of onset criterion affected 

the proportion of early-onset versus late-onset schizophrenia patients 

stronger in women than in men. Women outnumbered men markedly in 

the prevalence estimates for most diagnostic subgroups, including early-

onset schizophrenia. 

Conclusions: We found the prevalence of schizophrenia among older 

persons to be well within the range reported for younger populations. The 

considerable proportion with a later age at onset and the strong female 

preponderance are distinguishing characteristics of older patients with 

clinical implications. 
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INTRODUCTION

In keeping with the general aging of the population, there is a rapid 

increase of older patients with schizophrenia (Cohen et al., 2008). As in 

other psychiatric disorders, older patients with schizophrenia represent 

those that have had this disorder for the larger part of their life, as well 

as patients with a more recent onset (Howard et al., 2000). Recovery and 

death lead to a declining prevalence in later life of patients with early-

onset schizophrenia, affecting both sexes differently. Recovery has been 

demonstrated for a substantial proportion of patients (Harrison et al., 

2001), with women showing higher recovery rates than men (Grossman et 

al., 2008). Mortality is high in schizophrenia (Saha et al., 2007; Tiihonen 

et al., 2009), due for a large part to unnatural deaths at an early age and 

involving men more often than women (Brown, 1997). 

A considerable number of patients with schizophrenia fall ill for the first 

time in middle or old age (Howard et al., 2000). Data on the prevalence of 

schizophrenia with later onset are scarce. An often cited review (Harris and 

Jeste, 1988) estimated the proportion of patients developing schizophrenia 

after the age of 40 to be 23.5%. It has to be noted though, that most of the 

eight studies (published between 1931 and 1977) contributing to this figure 

reported on unselected samples of hospitalized patients. On a lifetime 

basis the risk of developing schizophrenia for men relative to women 

is estimated to be 1.32 (Aleman et al., 2003). However, the incidence in 

women from age 35 upward has been reported to exceed male incidence 

increasingly (Castle and Murray, 1993; Häfner et al., 1998), causing a 

female preponderance among patients with a late-onset of the disorder. 

Previous studies have shown considerable variation in their estimates 

of the prevalence of late-life schizophrenia, ranging from 0% to 

approximately 1.05% (Table 1). Studies reporting male-female ratios mostly 

found a slight overrepresentation of women. Comparison of prevalence 

estimates is hampered by various methodological constraints. For 
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example, studies utilizing DSM-III classification (American Psychiatric 

Association, 1980) by definition excluded subjects with an onset of 

the disorder above 45 years, implying lower prevalence estimates and 

disfavouring inclusion of women. Subsequent DSM-versions no longer 

imposed an upper limit for age at onset.

Retrospective determination of the age at onset in schizophrenia 

may be complicated (Maurer and Häfner, 1995). Varying criteria for 

age at onset figure in the literature, ranging from the emergence of 

prodromal symptoms to first contact with mental health services or first 

Source

Bland et al. (1988)

Bamrah et al. (1991)

Keith et al. (1991)

Gournas et al. (1992)

de Salvia et al. (1993)

Copeland et al. (1998)

McNulty et al. (2003)

Rodriguez-Ferrera et al. (2004)

Perälä et al. (2007)

Abdul-Hamid et al. (2009)

Table 1 – Prevalence of schizophrenia in elderly; studies employing DSM-III 
or later versions, ICD-9 or ICD-10

Age 
group

≥65

≥65

≥65

≥65

≥65

≥65

≥65

≥60

≥65

≥65

Diagnosis

DSM-III

ICD-9

DSM-III

DSM-III

ICD-9

DSM-III-R

DSM-III-R

ICD-10

DSM-IV-TR

ICD-10

Type

General population

Case register

General population

General population

Case register

Mixed

Mixed

Mixed

Mixed

Mixed

Country, 
location      
   

Canada, urban

United Kingdom, urban

United States,urban & rural

Greece, urban

Italy, urban & rural

United Kingdom, urban

United Kingdom, rural

United Kingdom, rural

Finland, urban & rural

United Kingdom, urban

NA: not available; m=men, w=women; CI: confidence interval
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hospitalization. To our knowledge, only two studies have touched upon 

the distribution of age at onset in epidemiological samples of elderly 

schizophrenic patients. Both studies reported quite large proportions 

of patients with a late age at onset. McNulty and colleagues found that 

59% of 90 patients (including three with delusional disorder and six 

with atypical psychosis) had an age at onset above 45 years (McNulty et 

al., 2003), while in a study by Rodriguez-Ferrera and colleagues 36% of 

72 patients (including three with schizoaffective disorder and seven with 

delusional disorder) had an age at onset above 60 years (Rodriguez-Ferrera 

Period

lifetime

1-year

1-year
lifetime

point

point
1-year
lifetime

point

1-year

point

lifetime

point

Numerator/
Denominator

0/358

NA/±14.000

NA/5.723
NA/5.723

2/251

NA/11.190
NA/11.190
NA/11.829

5/5.222

81/20.292

62/±30.000

17/2.157

28/12.398

Prevalence 
estimates (%)

0.0

±1.05 (m ±1.0; w ±1.1)

0.2 (m 0.1; w 0.3)
0.3 (m 0.2; w 0.3)

0.8 (m 1.0; w 0.6)

0.07 (m 0.06; w 0.08)
0.17 (m 0.14; w 0.19)
0.45 (m 0.39; w 0.50)

0.12 (95% CI: 0.04-0.25)

0.40

0.21

0.92 (95% CI: 0.58-1.45) 
(m 0.78; 95% CI: 0.32-1.85) 
(w 1.00; 95% CI: 0.57-1.75)

0.23

Comments

No institutional cases; lay interviewers

Approximate figures 

ECA study, five sites; lay interviewers

No institutional cases

-

Sample from general practitioners´ lists

Various registers, mental health services, 
general practitioners, nursing homes

Hospital register, mental health services, 
general practitioners

General population, various registers

Various registers, social services, general 
practitioners; no institutional cases
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et al., 2004). Women were overrepresented slightly (68% in the McNulty 

study) or heavily (81% in the Rodriguez-Ferrera study).

We assessed the one-year prevalence of schizophrenia and spectrum 

disorders and their distribution according to age group, age at onset 

and sex in an epidemiological sample of older patients, in contact with 

mental health services in a psychiatric catchment area in Amsterdam, 

the Netherlands. The effect of using different criteria for age at onset was 

systematically studied. 

METHODS

Catchment area characteristics  

The psychiatric catchment area of the southern district of Amsterdam is 

a geographically well-defined urban area comprising 17.5% of the total 

Amsterdam population. The district includes a variety of neighbourhoods, 

ranging from lower-class housing to upper-class residences, and is highly 

urbanized, with a population density of 8320 inhabitants/km2, compared 

to 486 inhabitants/km2 for the Netherlands as a whole. On January 1, 2008 

25.631 (19.6%) of the catchment area inhabitants were aged 60 years and 

over, approximating the proportion of elderly (20.8%) in the general Dutch 

population. The proportion of women in the catchment area aged 60 years 

and over (58.8%) was slightly higher than in the general Dutch population 

(54.9%). The average income of catchment area inhabitants aged 65 years 

and over (20.100 Euro/year) came close to the average income of the same 

age group in the general Dutch population (20.700 Euro/year) (figures 

for the year 2006). Demographic information was derived from the 

Department for Research and Statistics of the Municipality of Amsterdam 

(catchment area data) and from the Central Bureau for Statistics in the 

Netherlands.
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In the Netherlands, there are very few financial barriers to care and all 

citizens have access to a primary care physician who acts as a gatekeeper 

to specialised care. Psychiatric services in the catchment area are 

predominantly delivered by the local Mental Health Organization (GGZ 

inGeest), which provides comprehensive and well-staffed services for 

the elderly. Clinical facilities comprise a 20-bed acute assessment ward 

(including limited day hospital facilities) and a 27-bed rehabilitation ward. 

The area has no long stay facility, but there is a sheltered home for the 

mentally ill, providing lodging for 35 elderly patients. Two residential 

homes have specific accommodation for elderly with severe mental 

illnesses, housing another 45 patients. Outpatient services are provided by 

a team of psychiatrists and community psychiatric nurses, who may visit 

patients at home if indicated.

 

Case identification

A search of the computerized record keeping system (Psygis) of the 

Mental Health Organization identified all patients with a home address 

in the catchment area aged 60 years and over, in contact with services 

during the year between 1 July 2007 and 30 June 2008. Any registered 

clinical diagnosis that could indicate schizophrenia or a related disorder 

(DSM-IV-TR [American Psychiatric Association, 2000]: 295.10, 295.20, 

295.30, 295.40, 295.60, 295.70, 295.90, 297.1, 297.3, 298.8, 298.9) led 

to investigation of eligibility. Patients were only included in the study if 

the diagnostic procedure (described below) ascertained a diagnosis of 

schizophrenia (DSM-IV-TR: 295.10, 295.20, 295.30, 295.60, 295.90), 

schizoaffective disorder (DSM-IV-TR: 295.70) or delusional disorder 

(DSM-IV-TR: 297.1). The study was approved by the Medical Ethics 

Committee of the VU University Medical Center, Amsterdam.
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Determination of diagnosis

Figure 1 shows the flow chart of the study. Medical records of all potential 

study participants were examined by a psychiatrist (the first author, PDM), 

who decided whether patients might be eligible for inclusion. When 

diagnostic information was lacking, or was clearly indicative of a non-

inclusion diagnosis, cases were considered non-eligible. Next, eligible 

patients were asked to provide informed consent for participation in a 

larger study of older patients with schizophrenia and spectrum disorders. 

In consenting patients inclusion diagnosis was confirmed through 

use of a semi-structured diagnostic interview, the Mini-International 

Neuropsychiatric Interview Plus (Sheehan et al., 1998). In patients who 

were not able or willing to provide consent, diagnostic verification was 

achieved through a standardized procedure, in which the first author 

abstracted information from their medical records, considered relevant 

for diagnosis, in a written case vignette. All case vignettes were reviewed 

by a second psychiatrist (the second author, LH). Nonconsenting patients 

were included if both authors agreed on diagnostic inclusion. If no 

agreement was reached, the case vignette was presented to an expert panel 

of three clinically experienced psychiatrists, to reach consensus on definite 

diagnosis. Thus, 183 patients were finally included in the study.

Determination of age at onset

We determined age at onset as the youngest age at which in retrospect 

DSM-IV-TR criteria for the disorder were reasonably fulfilled, including 

the presence of social or occupational dysfunction (schizophrenia B 

criterion). In categorizing patients with schizophrenia according to age at 

onset we followed the current international consensus criteria, in which 

early-onset schizophrenia (EOS) corresponds to onset before 40 years of 

age, late-onset schizophrenia (LOS) to onset between 40 and 60 years, and 
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Figure 1 –Flow chart of the study 

Patients screened for eligibility (n = 205)

Not eligible for inclusion (n = 20):
- diagnostic information lacking (n = 6)
- psychotic disorder NOS (n = 8)
- brief psychotic disorder (n = 1)
- psychotic disorder due to general
medical condition (n = 2)

- personality disorder (n = 3)

Eligible for study inclusion (n = 185)

Consenting patients 
(n = 119)

No inclusion:
MINI: bipolar 

disorder (n = 1)

Inclusion-diagnosis 
(n = 118)

No inclusion: 
psychotic disorder 
due to general  
medical condition 
(n = 1)

Patients with confirmed inclusion-diagnosis (n = 183)

Inclusion-diagnosis 
(n =60)

Diagnosis uncertain: 
Expert-panel (n = 6)

Non-consenting patients (n = 66)

Inclusion-diagnosis 
(n = 5)
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very-late-onset schizophrenia-like psychosis (VLS) to onset above 60 years 

of age. 

A best estimate of age at onset of the disorder was obtained in a 

standardized fashion, similar to the diagnostic procedure described above. 

Using all available sources of information (medical records for all patients; 

auto-anamnesis and reports by key informants for consenting patients 

only), the first author summarized all evidence considered relevant for 

determination of onset in a case vignette and proposed a best estimate 

of age at onset. All case vignettes were reviewed by the second author. 

Cases for which the two authors differed more than two years in their best 

estimate of age at onset were discussed. If no agreement was reached, the 

case vignette was presented to the expert panel, to reach consensus on the 

best estimate. In total, six case vignettes were presented to the panel for 

estimation of age at onset. 

To assess the effect of varying definitions of age at onset, we also 

registered the estimated age at which positive psychotic symptoms first 

presented, the estimated age at which first contact with mental health 

services was established and, for cases who were ever hospitalized, the 

estimated age at first hospitalization. 

Statistical analysis

Differences between consenting and nonconsenting patients were ana-

lyzed with chi-square statistics for categorical variables and t-tests for con-

tinuous variables, at significance level 5%. Prevalence estimates were cal-

culated and specified for age groups and sex. The 95% confidence intervals 

(CI) of prevalence estimates, according to age group, sex and age at onset, 

were calculated using Wilson’s method with a continuity correction (New-

combe, 1998). Prevalence estimates were compared using Fisher’s exact 

test, at significance level 5%. Data were analyzed using the Statistical Pack-

age of the Social Sciences (SPSS, version 15.0, SPSS Inc., Chicago, IL).
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RESULTS

Sample characteristics

Demographic and clinical characteristics of the 183 included patients 

are listed in Table 2. The median age was 67 years (range 59-95), while 

the median age at onset was 34 years (range 15-88). In 118 patients 

(64.5%), who provided informed consent for the larger study, diagnosis 

was confirmed through the diagnostic interview. Sixty-five patients 

(35.5%) were not able or willing to provide informed consent. In these 

nonconsenting patients inclusion diagnosis was confirmed through the 

described diagnostic verification procedure. We found no significant 

differences in demographic and clinical characteristics between 

consenting and nonconsenting patients, with the exception of compulsory 

admissions, which were more frequent in nonconsenting patients (x2 = 

5.92, df  = 1, p=0.02). 

 

One-year prevalence

The estimated one-year prevalence of all disorders was 0.71%, subdivided 

in 0.55% for schizophrenia, 0.14% for schizoaffective disorder and 0.03% 

for delusional disorder (Table 3). Estimated prevalence of schizophrenia 

in men aged 60 to 69 years was higher than in men aged 70 years and 

over (odds ratio [OR], 5.23; 95% CI, 2.04-13.44; Fisher´s exact p<0.001). 

Estimated prevalence of schizophrenia in women aged 60 to 79 years 

was higher than in women aged 80 years and over (OR, 4.77; 95% CI, 

2.32-9.83; Fisher´s exact p<0.001). Estimated prevalence of schizophrenia 

was higher in women than in men for age groups 60-69 years (OR, 1.58; 

95% CI, 1.03-2.44; Fisher´s exact p=0.04) and 70-79 years (OR, 13.76; CI, 

3.32-57.07; Fisher´s exact p<0.001). Delusional disorder was found only in 

women aged 70 years and over.    
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Table 2 – Characteristics of sample (n=183)

%

60.1
30.1
9.8

25.7
74.3

76.5
19.1
4.4

61.2
26.8
12.0

50.3
10.9
26.8
12.0

58.5
13.7
2.7

18.6
6.6

79.8
7.1

13.1

25.7
38.8
24.6
10.9

21.9
12.0
65.6

0.5

43.0
52.1
4.9

40 (20-90)

Characteristic

Age

Sex 

DSM-IV-TR diagnosis 

Age at onset

Marital  status

Living situation

Nation of birth

Level of education

Psychiatric admissions

Compulsory admissions
(n=142) 

GAF-score 

60-69
70-79
80 and over

male
female

schizophrenia
schizoaffective disorder
delusional disorder

< 40 years 
40-59 years
≥ 60 years

never married
married
divorced
widowed

independent, alone
independent, with others
general residential care
psychiatric residential care
hospitalized (>3 months)

the Netherlands
Europe 
outside Europe

low 
middle
high
unknown 

none
one
more than one
unknown

yes
no
unknown 

median (range)

n

110
55
18

47
136

140
35
8

112
49
22

92
20
49
22

107
25
5

34
12

146
13
24

47
71
45
20 

40
22

120
1

61
74

7
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Table 3 – One-year prevalence rates for schizophrenia spectrum disorders by age and sex

Total

183
0.71 (0.62-0.83)
0.55 (0.46-0.64) 
0.14 (0.09-0.20)
0.03 (0.01-0.06)

47
0.44 (0.33-0.60)
0.35 (0.25-0.49)
0.09 (0.05-0.18)
0 (0.00-0.05)

136
0.90 (0.76-1.07)
0.68 (0.56-0.83)
0.17 (0.11-0.25)
0.05 (0.02-0.11)

Diagnosis 

All subjects
n 
Schizophrenia spectrum
Schizophrenia
Schizoaffective disorder
Delusional disorder

Men
n
Schizophrenia spectrum
Schizophrenia
Schizoaffective disorder
Delusional disorder

Women
n
Schizophrenia spectrum
Schizophrenia
Schizoaffective disorder
Delusional disorder

60-69 y

110
0.89 (0.73-1.07)
0.72 (0.58-0.89) 
0.17 (0.10-0.26)
0 (0.00-0.04)

39
0.67 (0.48-0.92)
0.55 (0.38-0.78)
0.12 (0.05-0.26)
0 (0.00-0.08)

71
1.08 (0.85-1.37)
0.87 (0.66-1.13)
0.21 (0.12-0.37)
0 (0.00-0.07)

70-79 y  

55
0.76 (0.58-1.00)
0.56 (0.40-0.76)
0.17 (0.09-0.30)
0.04 (0.01-0.13)

5
0.17 (0.06-0.41)
0.07 (0.01-0.27)
0.10 (0.02-0.32)
0 (0.00-0.16)

50
1.19 (0.90-1.58)
0.91 (0.65-1.26)
0.21 (0.10-0.42)
0.07 (0.02-0.23)

≥80 y

18
0.30 (0.18-0.48)
0.18 (0.10-0.34)
0.03 (0.01-0.13)
0.08 (0.03-0.21)

3
0.17 (0.04-0.55)
0.17 (0.04-0.55)
0 (0.00-0.28)
0 (0.00-0.28)

15
0.35 (0.20-0.59)
0.19 (0.08-0.38)
0.05 (0.01-0.19)
0.12 (0.04-0.29)

Table 4 – One-year prevalence rates for schizophrenia spectrum disorders by 
age at onset and sex

Diagnosis 

All subjects
n 
Schizophrenia spectrum
Schizophrenia
Schizoaffective disorder
Delusional disorder

Men
n
Schizophrenia spectrum
Schizophrenia
Schizoaffective disorder
Delusional disorder

Women
n
Schizophrenia spectrum
Schizophrenia
Schizoaffective disorder
Delusional disorder

Onset < 40 y

112
0.44 (0.36-0.53)
0.35 (0.28-0.43)
0.09 (0.06-0.14)
0 (0.00-0.02)

34
0.32 (0.22-0.45)
0.24 (0.16-0.35)
0.09 (0.04-0.17)
0 (0.00-0.05)

78
0.52 (0.41-0.65)
0.42 (0.33-0.55)
0.09 (0.05-0.16)
0 (0.00-0.03)

Onset 40-59 y

49
0.19 (0.14-0.25)
0.14 (0.10-0.20)
0.04 (0.02-0.08)
0.004 (0.00-0.03)

12
0.11 (0.06-0.20)
0.10 (0.05-0.19)
0.01 (0.00-0.06)
0 (0.00-0.05)

37
0.25 (0.18-0.34)
0.17 (0.11-0.26)
0.07 (0.03-0.13)
0.01 (0.00-0.04)

Onset ≥ 60 y

22
0.09 (0.06-0.13)
0.05 (0.03-0.09)
0.004 (0.00-0.03)
0.03 (0.01-0.06)

1
0.01 (0.00-0.06)
0.01 (0.00-0.06)
0 (0.00-0.05)
0 (0.00-0.05)

21
0.14 (0.09-0.22)
0.09 (0.05-0.15)
0.01 (0.00-0.04)
0.05 (0.02-0.10)

Prevalence by age group, % (95% CI)

Prevalence by age at onset group, % (95% CI)
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Age at onset

Age at onset was 40 years or over in 38.8% of all patients, and in 36.4% 

of patients with schizophrenia. The estimated one-year prevalence 

of EOS was 0.35%, of LOS 0.14% and of VLS 0.05% (Table 4). Of all 

schizophrenia patients with age at onset of 40 years or over 76.5% were 

women, rising to 92.9% for onset above 60 years. Estimated prevalence 

was higher in women than in men for EOS (OR, 1.80; 95% CI, 1.13-2.86; 

Fisher´s exact p=0.01) and VLS (OR, 9.13; 95% CI, 1.19-69.76; Fisher´s 

exact p=0.01), but not for LOS (OR, 1.66; 95% CI, 0.82-3.36; Fisher´s exact 

p=0.18). Delusional disorder was found only in women with onset of 40 

years or over.  

Sensitivity analyses

To assess the effect of definition of age at onset, we recalculated the 

distribution of patients across the three age at onset groups in the 

subgroup of consenting patients with schizophrenia (n=87), using four 

different criteria for age at onset (Table 5). Variation of onset criterion 

had very limited effects on the median age at onset in men (range 28.5-

29.5 years), but substantial effects on the median age at onset in women 

(range 34.0-41.0 years). Likewise, variation of onset criterion affected the 

proportions of EOS and LOS patients stronger in women than in men. 

The proportion of VLS patients was relatively unaffected by variation of 

onset criterion.

DISCUSSION

In this service-based sample of older patients the estimated one-year 

prevalence of schizophrenia including spectrum disorders was 0.71% and 

of schizophrenia alone 0.55%. Substantial proportions of both patients 
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with schizophrenia including spectrum disorders (38.8%) and patients 

with schizophrenia alone (36.4%) had an age at onset of 40 years or 

over. The estimated prevalence of schizophrenia among women (0.68%; 

95% CI, 0.56-0.83) was almost twice as high as the estimated prevalence 

among men (0.35%; 95% CI, 0.25-0.49). Women outnumbered men inWomen outnumbered men in 

the prevalence estimates for most diagnostic subgroups, including EOS.

As mentioned in the introduction, over the life cycle, there are 

developments causing a downtrend in the prevalence of schizophrenia 

(recovery, death) and factors that would cause an increase in the prevalence 

(later onsets). Our study suggests that the net-result arrives at a prevalence 

estimate which is well within the range of estimates that have been found 

in younger populations (Saha et al., 2005). This underlines the clinical 

relevance of this disorder in later life and argues against the idea that 

schizophrenia becomes less important as the population ages. 

Table 5 – Sensitivity analysis for age at onset criteria 
(subgroup of consenting patients with schizophrenia)

Criterion

All subjects
First presence of positive symptoms 
DSM-IV (including dysfunction)1

First contact with mental health services
First hospitalization

Men
First presence of positive symptoms 
DSM-IV (including dysfunction)1

First contact with mental health services
First hospitalization

Women
First presence of positive symptoms 
DSM-IV (including dysfunction)1

First contact with mental health services
First hospitalization

N

87
87
862

673

26
26
26
203

61
61
602

473

Mean age 
at onset 
(range)

36.6 (11-85)
37.9 (15-86)
39.1 (10-86)
40.3 (10-87)

32.5 (11-62)
33.2 (16-62)
36.5 (10-85)
35.4 (10-87)

38.4 (15-85)
40.0 (15-86)
40.3 (15-86)
42.3 (15-80)

Median 
age at 
onset

31.0
34.0
35.5
38.0

28.5
28.5
29.5
28.5

34.0
37.0
38.0
41.0

EOS

56 (64.4%)
54 (62.1%)
48 (55.8%)
35 (52.2%)

17 (65.4%)
17 (65.4%)
15 (57.7%)
12 (60.0%)

39 (63.9%)
37 (60.7%)
33 (55.0%)
23 (48.9%)

LOS

21 (24.1%)
23 (26.4%)
28 (32.6%)
23 (34.3%)

8 (30.8%)
8 (30.8%)
9 (34.6%)
7 (35.0%)

13 (21.3%)
15 (24.6%)
19 (31.7%)
16 (34.0%)

VLS

10 (11.5%)
10 (11.5%)
10 (11.6%)
9 (13.4%)

1 (3.8%)
1 (3.8%)
2 (7.7%)
1 (5.0%)

9 (14.8%)
9 (14.8%)
8 (13.3%)
8 (17.0%)

1: onset criterium in present study, 2: n=1 age at first contact unknown, 3: n=20 never hospitalized (n=6 men; n=14 women) 
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In addition, our estimates for schizophrenia and spectrum disorders 

will be a lower bound of the true prevalence in the community. It is 

suggested that more than half of all individuals with serious mental illness 

are not connected to mental health care, either because they failed to 

seek treatment or because they disengaged from treatment (Kreyenbuhl 

et al., 2009). Nevertheless, as younger age is a strong risk factor for 

not receiving treatment, the proportion of elderly individuals who are 

adequately connected to care may be more favorable. Delusional disorder 

has a distinctive status in this respect. The prevalence of delusional 

disorder is supposed to be seriously underestimated in service-based 

studies, as affected individuals generally are not inclined to seek help and 

their functional capacity is often intact (de Portugal et al., 2008).  

It is important to compare our findings with those of other studies 

(Table 1). By design, our study comes closest to the two other caseBy design, our study comes closest to the two other case 

register studies (Bamrah et al., 1991; de Salvia et al., 1993). One year-One year-

prevalence estimates in these studies differed widely, without an evident 

explanation. In comparison, our prevalence estimate for schizophrenia 

(0.55%) occupies an intermediate position, but we found a stronger 

female-male gradient than both studies did, approaching a 2:1 ratio. 

In comparison to case register studies, general population studies of 

psychotic disorders tend to yield lower prevalence estimates. All three 

general population studies (Bland et al., 1988; Keith, 1991; Gournas et al., 

1992) employed DSM-III classification, further downsizing prevalence 

estimates. The only general population study that found relatively high 

estimates reported on a small sample (Gournas et al., 1992). McNulty 

and colleagues employed a broader case identification procedure than 

ours, but reported a somewhat lower prevalence estimate (0.40%) in a 

deprived British population (McNulty et al., 2003). The rural location of 

their catchment area may be relevant, although in contrast to incidence a 

consistently higher prevalence of schizophrenia in urban areas has not yet 

been established (Saha et al., 2005). In a relatively prosperous British rural 
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region Rodriguez-Ferrera and colleagues found lower point prevalence 

estimates (Rodriguez-Ferrera et al., 2004), close to another British urban 

study (Abdul-Hamid et al., 2009) and higher than those of an earlier 

British urban study, which found strikingly low figures in a sample drawn 

from general practitioners´ lists (Copeland et al., 1998). A recent Finnish 

study by Perälä and colleagues reported high lifetime prevalence estimates 

for DSM-IV psychotic disorders in a nationally representative sample of 

8028 persons 30 years or older (Perälä et al., 2007). This study combined 

a community survey with a search of hospital, medication and disability 

pension registers. As their extensive case finding procedure also traced 

individuals out of care, the divergence with our results is in agreement 

with the supposition that a considerable number of affected persons are 

not in contact with mental health services.

A major observation of our study was that more than one out of three 

patients had an age at onset of 40 years or over. Determination of age at 

onset has various methodological pitfalls (Harris and Jeste, 1988). For 

most patients onset of symptoms will have been insidious. This may be 

further complicated by the presence of premorbid schizoid or paranoid 

personality traits. Patients often lack insight into the early symptoms of 

their disorder and may have difficulty in recalling their psychiatric history. 

Medical records may lack relevant information or be inaccurate, while key 

informants often are absent. In our study, key informants, when available, 

were mostly family members (marital partners, siblings, children) or 

health professionals (for instance, general practitioners). For late onset 

patients, presence of the informant at the estimated age at onset of disease 

was not exceptional, while for early onset patients (as expected) only a few 

informants were contemporaries, who were already present at age at onset.

Another relevant methodological aspect relates to the criterion by which 

onset is defined. Our sensitivity analysis showed that variation of onset 

criterion did affect the proportions of EOS and LOS patients. Furthermore, 

a marked difference was found between sexes. Median age at onset in 
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men, which was considerably earlier than in women, was not affected 

appreciably by variation of onset criterion. In contrast, variation of onset 

criterion had notable effects on median age at onset in women, with a 

maximum difference of seven years between criteria. Consequently, shifts 

in the proportions of EOS and LOS patients were also markedly stronger 

in women compared to men. These results are in line with the robust 

finding in younger populations that in men schizophrenia sets off earlier 

(Häfner et al., 1998) and often has a fulminant course, as a consequence 

of which the emergence of psychotic symptoms may nearly coincide with 

dysfunction and health care involvement. 

The large number of patients with an age at onset of 40 years or over in 

our study strongly suggests excess attrition of early-onset patients. Both 

recovery and refusal of care, leading to early disengagement from services, 

will most likely have contributed to this. Mortality also figures as a factor 

of major relevance. The standardized mortality ratio for schizophrenia, 

which compares mortality in people with schizophrenia to mortality in 

the general population, is calculated to be 2.6 (median value) for all-cause 

mortality (Saha et al., 2007). A recent Finnish study found that patients 

with schizophrenia, at age 20 years, had a life expectancy which was 22.5 

years lower than their peers in the general population and found this 

mortality gap to be largely attributable to deaths at an early age (Tiihonen 

et al., 2009).

In our study more than three out of four schizophrenic patients with 

age at onset of 40 years or over were women, which is in accordance with 

the female preponderance reported in the literature. In addition, also in 

patients with EOS estimated prevalence was significantly higher in women 

(0.42%) than in men (0.24%). Various causes may be responsible for 

this unexpected finding. Excess mortality in schizophrenic men, due to a 

higher unnatural-cause mortality (primarily suicides), has been reported 

frequently (Brown, 1997). Nevertheless, higher all-cause mortality in 

men did not attain statistical significance in a recent review (Saha et 
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al., 2007). Higher attrition rates in men due to refusal of care should 

also be considered. Male gender is a known risk factor for treatment 

disengagement (Kreyenbuhl et al., 2009). 

This study is the first to document prevalence in combination with a 

detailed distribution of age at onset and sex in a sample of older patients 

with schizophrenia and spectrum disorders. We consider the extensive 

procedure to arrive at a best estimate of age at onset, which we applied 

also in nonconsenting patients, as a strength of our study. Our choice to 

include social or occupational dysfunction as a criterion for determination 

of age at onset added to the reliability of this procedure. Several limitations 

have to be acknowledged. The absence of a long stay facility in the 

catchment area may have disfavoured inclusion of early-onset patients 

and of male patients. Furthermore, we did not trace treated patients in 

nursing homes, as these were served by private psychiatric consultation. 

Otherwise, private psychiatric care servicing elderly patients in the 

catchment area is limited and generally does not see patients with severe 

mental illnesses. Although we aimed to screen all patients with clinical 

diagnoses which could indicate an inclusion diagnosis, we may have 

missed patients who erroneously had not been assigned such a diagnosis. 

For nonconsenting patients only limited data were available, which may 

have led to overestimation of age at onset in some cases, if information 

on earlier psychotic episodes was missed. However, distribution of ageHowever, distribution of age 

at onset did not differ between consenting and nonconsenting patients. 

Finally, in the procedures for determination of diagnosis and age at onset 

the second psychiatrist only had access to the data as summarized by the 

first psychiatrist, and was not blind to his diagnosis and best estimate of 

age at onset. 

From a life-cycle perspective, the results of this study further clarify 

the course of schizophrenia into later life, painting a picture of older 

schizophrenic patients that is markedly different from their younger 

counterparts. This resembles findings that have been reported for other 
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psychiatric disorders, like depressive illness (Beekman et al., 2002). 

Older patient groups harbour patients with EOS grown old who, in 

view of the strikingly low life expectancy for EOS, may be considered 

survivors. They are joined by predominantly female patients who due to 

a later onset have substantial shorter durations of illness. This waxing 

and waning of subgroups has clear implications for clinical practice 

in late life schizophrenia. For instance, patients with LOS have better 

premorbid social functioning (Jeste et al., 1995) and display less executive 

impairment and higher levels of everyday functioning (Vahia et al., 2010), 

which all are relevant for rehabilitation efforts. Also, affective flattening 

and social withdrawal are reported to be less prominent in LOS patients 

(Sato et al., 2004), although scores on composite measures of negative 

symptoms may not differ between EOS and LOS (Vahia et al., 2010). 

The fact that over 70% of our sample lived independently highlights the 

importance of a societal orientation for service provision, giving priority 

to interventions that support independent functioning. There is a strong 

economic argument for this strategy as well, as the greatest expenditures 

in schizophrenia have been demonstrated in patients above 65 years, with 

nursing home placement being the major cause (Bartels et al., 2003). 
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v I G n e t t e  M r  c
based on an anonymized case history 

Mr C, a 73-year-old man, was raised by his grandparents. After leaving 

school he had several jobs. At 21, he joined the army to pursue a 

military career. Early on in his training, he got confused. He talked 

incessantly about religious issues, and was found walking around 

naked on the army base. Persuaded to do so, he reported to a 

mental institution, where medication was started. After leaving the 

hospital prematurely, he set out to sea. In the following years, his 

megalomaniac delusions frequently caused social turmoil, leading 

to new hospitalizations. Nonetheless, he got married and had two 

daughters, but his wife left him after another readmission. At age 

52, he was diagnosed with schizoaffective disorder and lithium was 

added to his drug regimen, with a positive effect. Having resided in a 

home for the homeless for several years, he now was able to live in a 

house of his own. As an outgoing person, he met with several people 

on a daily basis, but was never visited by them at his home. 

At age 66, after throwing household goods from his window, he was 

readmitted involuntarily, showing agitation, paranoia and visual 

hallucinations. His gait was unsteady and he had suffered some falls. 

After recovery, he accepted to move into a residential home, that 

offers specific accommodation for the elderly with mental illnesses. 

Here, he integrated fairly easy. His brightly decorated room is filled 

with electrical equipment, which he collects and repairs. Asked where 

his two daughters reside nowadays, he says he does not know or care.  



Symptomatic remission 
and associated factors  
in a catchment area 
based population of  
older patients with  
schizophrenia

Paul D. Meesters, Hannie C. Comijs, Lieuwe de Haan, Johannes H. Smit, 

Piet Eikelenboom, Aartjan T.F. Beekman, Max L. Stek

Schizophrenia Research 2011; 126: 237-244

c h a p t e r  4



S y M P t o M at I c  r e M I S S I o n  a n D  a S S o c I at e D  fa c t o r S9 4  |

Abstract

Background: Symptomatic remission and its associated factors have been 

evaluated in several studies of younger schizophrenic patients. Although 

the number of older individuals with schizophrenia is rapidly growing, 

evaluations of remission in elderly patients are scarce and limited to 

samples of convenience, questioning their generalizability to unselected 

patient populations. 

Methods: We assessed the rate of symptomatic remission in a cohort of 

older Dutch schizophrenic patients within a psychiatric catchment area. 

In addition, we examined the association of symptomatic remission with 

measures of mental health treatment, social functioning, cognition, mood, 

and quality of life.

Results: With a rate of 29.4%, symptomatic remission in this catchment 

area based cohort of older schizophrenic patients (mean age 68 years) 

was markedly lower than the rates reported for convenience samples. 

Remission was more frequent in schizoaffective patients, compared to 

patients with schizophrenia. Remitted patients were more adherent to 

psychiatric services and scored higher on measures of social functioning. 

No association with symptomatic remission could be demonstrated for 

cognition, mood, and quality of life.

Conclusion: The modest rate of symptomatic remission in this treated 

sample of elderly schizophrenic patients questions the notion that old age 

is associated with high levels of symptomatic remission. The concurrent 

validity of the remission concept in elderly patients merits further 

investigation, given the limited number of demonstrated associations.  
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INTRODUCTION

The proposal of a consensus definition of symptomatic remission in 

schizophrenia (Andreasen et al., 2005) has facilitated research on the 

heterogeneity of the long-term course of schizophrenia and fuelled a more 

optimistic view of outcome, in presenting remission as an attainable goal. 

According to this definition, symptomatic remission requires the absence or 

low intensity (severity criterion) of eight core symptoms of schizophrenia, 

maintained for a minimum period of six months (time criterion). In 

younger schizophrenic patients, a number of studies applying these criteria 

have demonstrated encouraging rates of remission. 

Older patients constitute the fastest growing segment of the 

schizophrenia population (Cohen et al., 2008), displaying a distinct clinical 

profile. For instance, a substantial proportion of older schizophrenic patients 

has a later age at onset and women are markedly overrepresented compared 

to younger patients (Meesters et al., 2010a). Evidence for the common 

notion that aging is associated with a marked reduction of the intensity 

of psychotic symptoms stems largely from a range of longitudinal studies 

of patients with early onset schizophrenia, conducted in the last century 

(Harding, 2003; Harrison et al., 2001). More recently, for outpatients with 

early onset schizophrenia only a modest age-associated improvement in 

severity of positive symptoms was demonstrated, while negative symptoms 

remained stable (Jeste et al., 2003). Symptomatic remission, according to 

the new consensus definition, has been evaluated in two North American 

cohorts of older schizophrenic patients. Bankole et al. (2008) reported 49% 

of 198 patients (mean age 61 years) to be in remission (using the absence 

of psychiatric hospitalizations in the previous year as a substitute time 

criterion), while Leung et al. (2008) found 47% of 230 patients (mean age 56 

years) demonstrating cross-sectional remission (no time criterion applied). 

However, because both studies only included community living patients with 

early onset schizophrenia, the generalizability of these rates to unselected 
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elderly schizophrenic populations remains uncertain.  

It is now generally accepted that symptomatic remission alone is too 

restricted a goal, and that the focus in schizophrenia treatment should 

be widened to the more demanding objective of recovery (Andreasen et 

al., 2005). Although a broadly accepted definition is still lacking, recovery 

is often viewed as a multidimensional concept which, over and above 

the reduction of symptoms, implies adequate psychosocial functioning 

and subjective well-being (Harvey and Bellack, 2009). Consequently, a 

range of other clinical and functional domains, such as cognition, mood, 

social performance and quality of life, contribute to recovery. In younger 

schizophrenic patients, several studies examining the relationship of 

symptomatic remission to these domains have reported positive associations. 

At the same time, the proportion of patients concurrently achieving 

symptomatic and functional remission was found to be low (Schennach-

Wolff et al., 2009). For older schizophrenic patients, the two studies 

cited above reported diverging results. While Bankole et al. (2008) found 

symptomatic remission to correlate with a range of clinical and social 

variables, Leung et al. (2008) could not demonstrate remission status to 

predict functional skills, social competence or real-world performance. 

Therefore, in elderly patients as well, the implications of symptomatic 

remission for recovery still need further study. 

To expand the data on symptomatic remission and its associated factors 

to a non-selected elderly population, we assessed a cohort of older Dutch 

schizophrenic patients. We aimed to include all patients with schizophrenia 

or schizoaffective disorder that were in contact with mental health services 

in a psychiatric catchment area. We hypothesized that (1) the rate of 

symptomatic remission in our catchment area based cohort would be 

lower compared to the rates reported for convenience samples, and (2) that 

remitted patients would demonstrate higher scores on measures of mental 

health treatment, social functioning, cognition, mood, and quality of life, as 

compared to non-remitted patients. 
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METHOD

Participants

The psychiatric catchment area of the southern district of Amsterdam is 

a geographically well-defined urban area, comprising 17.5% of the total 

Amsterdam population. Of all catchment area inhabitants 25.631 (19.6%) 

were aged 60 years and over on January 1, 2008. With the exception of two 

local nursing homes, which are served by private psychiatric consultation, 

psychiatric services for the elderly in the area are predominantly delivered 

by the local Mental Health Organization (GGZ inGeest), including 

clinical facilities, sheltered accommodation and outpatient services. 

During the period between March 2006 and September 2008, patients 

in contact with services were screened for study eligibility, if they were 

aged 60 years and over and had a registered clinical diagnosis that could 

indicate schizophrenia or schizoaffective disorder, according to DSM-

IV-TR (American Psychiatric Association, 2000) codes 295.10, 295.20, 

295.30, 295.40, 295.60, 295.70, 295.90, 297.1, 297.3, 298.8 or 298.9. 

Of a total of 177 eligible patients, 109 patients were able and willing 

to provide written informed consent (Figure 1). Basic demographic 

and clinical characteristics did not differ between consenting and non-

consenting patients, with the exception of compulsory admissions, which 

were more frequent in non-consenting patients (x2=5.23; DF=1; p=0.02). 

In all consenting patients diagnosis was confirmed through the Mini-

International Neuropsychiatric Interview Plus (MINI-Plus; Sheehan 

et al., 1998): 86 patients were diagnosed with schizophrenia (DSM-

IV-TR: 295.10, 295.20, 295.30, 295.60, 295.90) and 23 patients with 

schizoaffective disorder (DSM-IV-TR: 295.70). The study was approved 

by the Medical Ethics Committee of the VU University Medical Center, 

Amsterdam.
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Instruments

Demographic data were derived from the patients’ medical records and 

confirmed in the face-to-face interviews. Age at onset was determined 

as the youngest age at which in retrospect DSM-IV-TR criteria for 

the disorder were reasonably fulfilled. The assessment of psychiatric 

symptomatology consisted of the Positive and Negative Syndrome Scale 

(PANSS; Kay et al., 1987) and the Center for Epidemiologic Studies 

Depression scale (CES-D; Radloff, 1977). The PANSS is a 30-item scale, 

with positive (7 items), negative (7 items) and general psychopathology 

(16 items) subscales. Items are rated by the interviewer on a scale from 

1 (absent) to 7 (extreme); total PANSS scores range from 30 to 210. The 

Figure 1 – Flow diagram of the study

Eligible for study inclusion (n  = 177)

Informed consent requested (n = 149)

Not able to provide consent (n = 28):
- severely disturbed behavior (n = 9)
- strong denial of illness (n = 6)
- backed out of services (n = 6)
- language problem (n = 3)
- serious physical illness (n = 2)
- severe dementia (n = 1)
- intellectual disability (n = 1)

Patients included in the study (n = 109)

Refusing to provide consent (n = 40):
- at initial request (n = 35)
- withdrawal during study (n = 5)
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CES-D is a 20-item self-report scale, measuring the presence of depressive 

symptoms during the previous week  Summation results in scores ranging 

from 0 to 60. A score ≥ 16 is considered indicative of clinically relevant 

depression. The CES-D was administered orally by the interviewer. 

Global cognitive status was evaluated through the Mini Mental State 

Examination (MMSE; Folstein et al., 1975). A score of 24 or less on this 

30-item scale is considered indicative of significant cognitive impairment. 

Self-reported limitations in activities of daily living were evaluated through 

the Groningen Activity Restriction Scale (GARS; Kempen et al., 1996), 

which includes 11 ADL-items and 7 IADL-items. Item scores on a four-

category scale were dichotomized in independent performance (with no, 

some or great difficulty) versus performance only with someone’s help, 

resulting in a total score ranging from 18 (independent for all items) to 36 

(dependent for all items). 

Intensity of psychiatric services was measured by the number of face-

to-face contacts of patients with mental health staff during the last year, 

classified as low (less than one contact per month), high (one or more 

contacts per week), or intermediate. Adherence to psychiatric services 

(compliance with appointments and attitude to staff advices) was scored by 

the patients´ principal health worker as either good, fair or unsatisfactory. 

With regard to their social network, participants were asked to estimate 

the number of persons, outside of their household, with whom they had 

regular and meaningful contact. Also, the number of persons (partner 

included, if present) who they experienced as being emotionally or 

materially supportive to them, was documented. Self-report of involvement 

in ten social activities (e.g., visiting someone, going to church) was 

measured through the Social Participation Scale (Depla et al., 2003), 

with scores ranging from 0 (no activities) to 20 (regular participation 

in all activities). The Social and Occupational Functioning Assessment 

Scale (SOFAS; American Psychiatric Association, 2000) was scored by 

the interviewer, to assess the level of social functioning in the previous 
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week. SOFAS scores range from 1 to 100, with scores of 61 and higher 

indicating little or no social impairments. Quality of life was evaluated 

with the Manchester Short Assessment of Quality of Life (MANSA; Priebe 

et al., 1999), which rates patient satisfaction with various aspects of life 

(e.g., daily activities, physical health). The MANSA score is the mean of 

the 12 individual item scores, ranging from 1 (very dissatisfied) to 7 (very 

satisfied). 

Interviews were conducted by a psychiatrist (the first author) and two 

experienced psychiatric residents (diagnostic interview, PANSS, MMSE), 

and by three well-trained psychiatric nurses (other variables). Training for 

the PANSS included investigator meetings both at the start and during 

the study, with rating of videotaped interviews, followed by discussion and 

review of ratings. 

Remission criteria

Following the severity criterion of the remission in Schizophrenia 

Working Group (Andreasen et al., 2005), symptomatic remission was 

dichotomized and defined as a score of 3 (mild) or less on all of the 

following eight PANSS items: positive subscale items P1 Delusions, P2 

Conceptual disorganization and P3 Hallucinatory behaviour; negative 

subscale items N1 Blunted affect, N4 Social withdrawal and N6 Lack of 

spontaneity; general subscale items G5 Mannerisms/Posturing and G9 

Unusual thought content. As our data were cross-sectional, we modified 

the Working Group’s time criterion, requiring remitted participants to 

have had no psychiatric hospitalization in the previous six months.  

Statistical analysis

Initially, we conducted bivariate analyses to examine the association 

of the independent variables with remission, using Student t-tests for 
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continuous variables and chi-square tests (or Fischer’s exact test if there 

were ≤ 5 observations per cell) for categorical variables. All statistical tests 

were two-tailed. To assess the correlation between the variables within 

domains (demographic, clinical and social domain), Spearman rank-order 

correlation coefficients were calculated. Next, logistic regression analysis 

was applied to examine the relative contribution to remission of variables 

showing bivariate associations with a significance level of < 0.10. Variables 

were investigated one by one in separate analyses, with remission serving 

as the dependent variable. Odds ratios were determined, both unadjusted 

and after adjusting for age, gender, education, duration of illness and 

diagnosis. Data were analyzed using the Statistical Package of the Social 

Sciences (SPSS), version 15.0.

 

RESULTS 

Symptomatic remission

Thirty-two patients (29.4%) of the total sample met our criteria for 

symptomatic remission, while 77 patients (70.6%) qualified as non-

remitters. As expected, remitted patients scored significantly lower 

than non-remitted patients on the PANSS total scale and the positive, 

negative and general subscales, because these scales are not independent 

from the remission criteria (Table 1). Examination of the eight PANSS 

items included in the remission definition demonstrated that item P1 

(Delusions) showed the distinctively highest percentage (57.1% ) of non-

remitters scoring above the threshold for remission. In 32 patients (41.6%) 

both positive and negative subscale items contributed to their non-

remission state, while remission was not achieved in 31 patients (40.3%) 

solely on account of positive subscale items, and in 12 patients (15.6%) 

solely on account of negative subscale items. No patient qualified as non-

remitter exclusively on the general subscale items. Only two patients 
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(2.6%) did not qualify for remission exclusively due to the applied time 

criterion.

Association of symptomatic remission with other variables 

In bivariate analysis (Table 2), symptomatic remission was found to 

be associated with five variables (significance level < 0.05): diagnosis 

of schizoaffective disorder (p=0.03), adherence to psychiatric services 

(p=0.02), larger social network size (p = 0.03), presence of one or more 

confidant/supportive persons (p = 0.008) and higher SOFAS score (p 

= 0.001). Statistical trends were demonstrated for higher MMSE score 

(p = 0.06), independent place of residence (p = 0.08) and higher social 

participation score (p = 0.07).

Correlation analysis showed associations among the three significant 

variables related to the social domain: social network size and presence of 

Table 1 – Means and standard deviations for the PANSS total score, subscale scores 
and remission item scores, including cut-off percentages for non-remitters

PANSS 
Total score 

Subscales
Positive symptoms
Negative symptoms 
General symptoms

Remission items
   P1 Delusions 
   P2 Conceptual disorganization
   P3 Hallucinatory behaviour
   N1 Blunted affect
   N4 Social withdrawal
   N6 Lack of spontaneity
   G5 Mannerisms and posturing
   G9 Unusual thought content

Remitters (n=32)

M (SD)

43.9 (8.4)

8.7 (2.0)
11.6 (3.6)
23.6 (4.8)

1.16 (0.52)
1.38 (0.75)
1.34 (0.75)
1.88 (0.98)
1.97 (1.00)
1.16 (0.52)
1.28 (0.68)
1.22 (0.61)

Non-remitters (n=77)

M (SD)

64.8 (13.3)

15.8 (4.8)
18.0 (6.3)
31.0 (6.9)

3.26 (1.83)
2.45 (1.54)
2.49 (1.80)
2.48 (1.47)
3.13 (1.74)
1.95 (1.45)
1.82 (1.18)
2.66 (1.78)

Test

t = -8.23

t = -10.95
t = -6.65
t = -5.50

Non-remitters 
with score > 3 (%)
57.1
31.2
31.2
27.3
36.4
16.9
10.4
36.4

DF

107

107
97
107

p

<0.001

<0.001
<0.001
<0.001
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Table 2 – Bivariate comparison of subjects according to remission status 
(in bold, p-values < 0.05)

Demographic data
Age: mean (SD)
Gender: male (%)
Marital status: actual partner (%)
Parental status: has children (%)
Education1: low (%) 

middle (%)
high (%)

Clinical data
DSM-IV: schizophrenia (%)

schizoaffective disorder (%)
Age at onset: early (< 40 years) (%)

late (40-60 years) (%)
very late (≥ 60 years) (%)

Duration of illness: mean years (SD)
Current substance/alcohol abuse (%)
CES-D score1 (SD)
MMSE score (SD)
GARS score (SD)

Pharmacological treatment
Only FGA (%)
Only SGA (%)
Combination FGA & SGA (%) 
No antipsychotics (%)
Compliance with medication2: adequate (%)

Psychiatric services
Intensity of services: low (%)

intermediate (%)
high (%) 

Adherence to services: good (%)
fair (%)
unsatisfactory (%)

Remitters 
(n=32)

68.0 (7.3)
8 (25.0)
6 (18.8)
15 (46.9)
10 (31.3)
11 (34.4)
11 (34.4) 

21 (65.6)
11 (34.4) 
21 (65.6)
8 (25.0)
3 (9.4)
31.1 (15.8)
4 (12.5)
16.9 (11.6)
27.6 (2.7)
19.7 (2.2)

7 (21.9)
20 (62.5)
1 (3.1)
4 (12.5)
26 (92.9)

7 (21.9)
21 (65.6)
4 (12.5)
21 (65.6)
10 (31.3 )
1 (3.1 )

Non-remitters 
(n=77) 

68.0 (7.4)
29 (37.7)
15 (19.5) 
38 (49.4)
21 (27.6) 
33 (43.4)
22 (28.9)

65 (84.4) 
12 (15.6)
51 (66.2)
18 (23.4)
8 (10.4)
30.7 (14.1)
6 (7.8)
16.3 (11.8)
26.4 (3.5)
20.0 (2.7)

19 (24.7)
42 (54.5)
3 (3.9)
13 (16.9)
54 (84.4)

17 (22.1)
36 (46.8)
24 (31.2)
29 (37.7)
37 (48.1 )
11 (14.3 )

Statistic

t=0.03
x2=1.62
x2=0.008
x2=0.055
x2=0.77

x2=4.79

x2=0.05

t=0.13
Fisher´s exact
t=0.25
t=1.92
t= -0.63

x2=0.10
x2=0.58
Fisher´s exact
Fisher´s exact
Fisher´s exact

x2=4.61

x2=7.89

DF

107
1
1
1
2

1

2

107

106
75
107

1
1

2

2

p

0.97
0.20
0.93
0.81
0.68

0.03

0.98

0.90
0.48
0.81
0.06
0.53

0.76
0.45
1.00
0.77
0.33

0.10

0.02

1: 1 case missing  
2: data for n = 92

DF = degrees of freedom; SD = standard deviation; CES-D =  Center for Epidemiologic Studies Depression scale; MMSE = 
Mini Mental State Examination; GARS = Groningen Activity Restriction Scale; FGA = first generation antipsychotic; SGA 
= second generation antipsychotic

>>
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Between-group comparison

Table 2 continued – Bivariate comparison of subjects according to remission status 
(in bold, p-values < 0.05)

Social domain
Residence: independent (%)

dependent (%)
hospitalized at time of study (%)

Social network size1: 0-1 person (%)
2-5 persons (%)
6 or more persons (%)

Has confidant/supportive person1: none (%)
1 person (%)
2 or more persons (%)

Social Participation Scale score (SD)
SOFAS score (SD)

Quality of life
MANSA score1 (SD)

Remitters 
(n=32)

26 (81.3)
6 (18.8)
0 (0.0)
4 (12.5)
12 (37.5)
16 (50.0)
8 (25.0)
5 (15.6)
19 (59.4)
10.3 (3.8)
58.5 (11.5)

4.98 (0.66)

Non-remitters 
(n=77) 

49 (63.6)
19 (24.7)
9 (11.7)
26 (34.2)
29 (38.2)
21 (27.6)
25 (32.9)
29 (38.2)
22 (28.9)
8.6 (4.5)
49.6 (13.0)

4.77 (1.06)

Statistic

x2=5.11
-
-
x2=7.11
-
-
x2=9.58
-
-
t=1.83
t=3.35

t=1.25

DF

2
-
-
2
-
-
2
-
-
107
107

88

p

0.08
-
-
0.03
-
-
0.008
-
-
0.07
0.001

0.22

1: 1 case missing  

DF = degrees of freedom; SD = standard deviation; SOFAS = Social and Occupational Functioning Assessment Scale; 
MANSA = Manchester Short Assessment of Quality of Life

a confidant/supportive person (Spearman’s rho = 0.58; p < 0.001); social 

network size and SOFAS (Spearman’s rho = 0.48; p < 0.001); presence of 

a confidant/supportive person and SOFAS (Spearman’s rho = 0.40; p < 

0.001). 

In logistic regression (Table 3), four of the five variables that had shown 

significant bivariate association with remission, retained significance after 

adjusting for age, gender, education, duration of illness and diagnosis. 

A diagnosis of schizoaffective disorder, adherence to psychiatric services 

(good vs. unsatisfactory), a larger social network (≥ 6 persons vs. 0-1 

person), and scoring higher on the SOFAS, predicted greater chances of 

being in remission.

To exclude that findings were better explained by differences in diagnosis 

(schizoaffective disorder versus schizophrenia), we additionally 
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examined the association of diagnosis with the above reported variables. 

None of these were significantly associated with diagnosis, although 

statistical trends were found for social network size (p = 0.08) and social 

participation score (p = 0.07), both favoring schizoaffective patients.

Table 3 – Prediction of remission (in bold, Odds Ratios reaching statistical 
significance; p < 0.05)

Variables

Clinical domain
Diagnosis
(schizoaffective vs. schizophrenia)
MMSE score

Psychiatric services
Adherence to services
(good vs. unsatisfactory)
Adherence to services
(fair vs. unsatisfactory)

Social domain
Residence
(independent vs. dependent)
Social network size 
(≥ 6 persons vs. 0-1 person)
Social network size 
(2-5 persons vs. 0-1 person)
Has confidant/supportive person
(2 persons vs none)
Has confidant/supportive person
(1 person vs none)
SOFAS score

Social Participation Scale score

* adjusted for age, gender, education, duration of illness and diagnosis 
MMSE = Mini Mental State Examination; SOFAS = Social and Occupational Functioning Assessment Scale

Unadjusted Odds Ratio 
(95% CI)

2.84 
(1.09-7.37)
1.14
(0.98-1.32)

7.97
(0.95-66.55)
2.97
(0.34-25.86)

1.68
(0.60-4.72)
4.95 
(1.44-17.07)
2.69
(0.77-9.38)
3.16 
(1.13-8.84)
1.44
(0.49-4.27)
1.06 
(1.02-1.09)
1.11
(0.99-1.24)

Adjusted Odds Ratio* 
(95% CI)

3.19 
(1.14-8.98)
1.13
(0.97-1.32)

11.08
(1.19-103.30)
2.74
(0.30-25.49)

1.94 
(0.64-5.85)
3.93 
(1.03-15.04)
2.14
(0.58-7.89)
2.44 
(0.78-7.60)
1.20 
(0.37-3.87)
1.06 
(1.02-1.11)
1.09
(0.96-1.24)



S y M P t o M at I c  r e M I S S I o n  a n D  a S S o c I at e D  fa c t o r S10 6  |

DISCUSSION

Symptomatic remission

With a rate of 29.4%, symptomatic remission in our catchment area based 

cohort of older schizophrenic patients was markedly lower than the rates 

reported for convenience samples in two earlier studies of older patients 

(49% in Bankole et al., 2008; 47% in Leung et al., 2008). Both positive et al., 2008; 47% in Leung et al., 2008). Both positive 

symptoms (81.9% of patients) and, to a somewhat lesser extent, negative 

symptoms (57.2% of patients) contributed to non-remission. Remission 

was markedly higher in schizoaffective patients (47.8%), compared to 

patients with schizophrenia (24.4%). Remitted patients displayed higher 

scores than non-remitted patients on adherence to psychiatric services and 

on three interrelated measures of social functioning, while no association 

with remission could be demonstrated for measures of cognition, mood, 

and quality of life. 

We regard the epidemiological character of our study as its principal 

strength. The clinical relevance of our findings is corroborated by 

the intention to recruit all patients within a psychiatric catchment 

area, including both community living and institutionalized patients, 

without restrictions to the age at onset of their disorder. Although low 

in comparison to the two convenience studies of elderly patients, our 

remission rate is in the range reported for some younger naturalistic 

populations (Helldin et al., 2007; de Hert et al., 2007). Clearly, age-related(Helldin et al., 2007; de Hert et al., 2007). Clearly, age-related et al., 2007; de Hert et al., 2007). Clearly, age-related 

characteristics of our sample, such as illness chronicity, limit comparison. 

When considering our total study sample, true remission prevalence may 

even have been lower. First, remission may well have been less prevalent 

among nonconsenting patients. The 15 patients who due to severely 

disturbed behavior or strong denial of illness were not able to provide 

consent (Figure 1) almost certainly would have been qualified as non-

remitters, while in a considerable number of patients reasons to refuse 
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study participation seemed to be psychosis driven. Next, the time criterion 

we applied (no psychiatric hospitalizations in the previous six months), 

was less stringent than the time criterion adopted in the consensus 

definition. 

Age was not associated with remission in our cohort of treated patients. 

Although a longitudinal study design would be needed to further clarify 

this finding, it at least does not support the assumption that old age 

is associated with a marked reduction of the intensity of psychotic 

symptoms. The high proportion of patients with a later age at onset in 

our cohort cannot explain its low remission rate, as both age at onset and 

duration of illness were unrelated to remission. Female gender, which has 

been related to better symptomatic outcome (Grossman et al., 2008), also 

failed to demonstrate an association with remission.

Association of symptomatic remission with other variables 

In our study, the proportion of schizoaffective patients displaying 

remission was almost double the proportion of remitted schizophrenic 

patients. Similar figures were reported in a recent study of a younger 

population, with 56 % of schizoaffective patients being in remission 

compared to 30 % of schizophrenic patients (Helldin et al., 2007). There 

is considerable evidence that schizoaffective disorders have a better 

overall outcome than schizophrenia (Harrow et al., 2000). The long-

term prognosis of schizoaffective disorders may even be similar to that 

of affective disorders (Jäger et al., 2004), a finding which has led some 

to suggest to subcategorize them as such. Others advocate a dimensional 

approach positioning schizoaffective disorders halfway on a continuum 

between schizophrenia and mood disorders (Cheniaux et al., 2008), 

defying the Kraepelinian dichotomy.

Apart from diagnosis, three social variables were associated with 

symptomatic remission: SOFAS score, social network size and presence 



of a confidant/supportive person (although this last variable did not 

retain significance in logistic regression). In addition, social participation 

and place of residence showed borderline statistical significance. The 

cross-sectional nature of our data prevents conclusions on the direction 

of causality of these findings. Does, for instance, having a larger social 

network protect against relapse, or does a remitted state facilitate a patient 

to acquire new contacts, thus enlarging his network? Also, the impact 

of the duration of remission on social achievements is an important 

issue that remains to be clarified. A prolonged state of remission may be 

required to pave the way for social improvements. Bankole et al. (2008) 

also found two variables related to the social network to be associated 

with remission. On the other hand, Leung et al. (2008) could not relate 

remission to measures of social competence and performance. Taken 

together, presently available data suggest that symptomatic remission is 

associated with at least some aspects of social functioning, and can help 

to explain the considerable heterogeneity of the social outcome of elderly 

patients (Meesters et al., 2010b). 

The relationship of remission to treatment-related factors obviously 

has major clinical relevance, as these lend themselves to modification. In 

our study, the large majority of both remitted and non-remitted patients 

used antipsychotic medication and their compliance was high. Remission 

was not associated with the type of antipsychotic (first versus second 

generation) prescribed. Relating the type of pharmacotherapy to recovery 

has shown diverging results in younger patient populations (Bobes et al., 

2009; Novick et al., 2009). Intensity of contact with psychiatric services 

was not associated with remission. Bankole et al. (2008) reported a 

higher frequency of mental health treatment for remitted patients, but its 

significance was not retained in logistic regression. We found a positive 

association of adherence to psychiatric services with remission, although 

the large confidence interval of its Odds ratio (due to lack of power) has 

to be mentioned. The direction of this relationship cannot be determined 
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in this cross-sectional design, but the importance of enhancing treatment 

engagement to improve outcome is widely acknowledged (Kreyenbuhl et 

al., 2009).

No association with remission could be demonstrated for the variables 

related to cognition, mood, and quality of life. These findings diverge 

from Bankole et al. (2008), who found associations with remission in 

all three domains, although in logistic regression analysis only their 

composite cognitive variable retained significance. The global measure of 

cognition which we applied, may have obscured differences that would 

have emerged with a detailed neuropsychological evaluation. Furthermore, 

our study may have been underpowered to detect a difference in MMSE 

scores. Still, MMSE scores were relatively high both in remitted and 

non-remitted patients, rendering a clinically meaningful difference 

in global cognitive functioning improbable. Self-report of depressive 

symptoms indicated the presence of clinically relevant depression in no 

less than 46.8% of all patients, with equal levels in remitted and non-

remitted patients. Even though our patient population was characterized 

by high levels of psychotic and depressive symptoms, the scores on 

global cognitive functioning and performance of activities of daily living 

indicated a relatively favorable functional status. The finding that more 

than two out of three patients had an independent residency, further 

suggests that this cohort consists of an ill, but at the same time resilient 

group of patients. Finally, we could not demonstrate that remission state 

was related to quality of life. In younger schizophrenic patients, studies 

have reported conflicting results, with some showing positive associations 

(Boden et al., 2009), while others did not find such a relation (Wunderink 

et al., 2007).

Limitations

In addition to the limitations mentioned earlier, it should be noted that 
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results of our study sample may not generalize to populations in other 

cultural settings or health care systems. Furthermore, the reported 

remission rate does not necessarily apply to all elderly individuals who 

have fallen ill with schizophrenia at some point in their life. Patients 

who never entered mental health treatment, as well as patients who at an 

earlier stage recovered to such a level that they no longer required mental 

health care, are by definition left out of view in studies of treated patient 

samples. Next, we did not include schizophrenic patients who may have 

resided in nursing homes at the time of the study. Finally, due to logistic 

reasons, in most cases a time lag of 2 to 6 weeks existed between the 

PANSS-interview and the assessment of a number of other variables.

Conclusion

In sum, we found a modest rate of symptomatic remission in a cohort 

of treated elderly schizophrenic patients within a psychiatric catchment 

area, questioning the notion that old age is associated with high levels of 

symptomatic remission. The finding that adherence to psychiatric services, 

as well as a number of interrelated social variables were associated with 

remission is reason for some optimism, as these may be amenable to 

intervention. The concurrent validity of the remission concept in elderly 

patients merits further scrutiny, given the limited number of associations 

replicated thus far.  
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v I G n e t t e  M r  D
based on an anonymized case history 

Mr D, a now 61-year-old bachelor, was declared unfit for his work as 

a carpenter at age 43, due to a slipped disc. Although self-contained 

to a degree, he has always felt a strong bond with his sister and her 

two sons. No one in his family suffered from mental illness. At age 

55, some time after new neighbours moved in, he noticed that money 

was being stolen from his apartment. Also, he was being jeered 

at through the ceiling. When he sensed that someone aimed laser 

beams at him, he called the police. At their request, he was visited 

by a psychiatrist. He firmly declined help, stating that it was not him 

causing the trouble. 

Shortly afterwards he damaged his neighbours’ front door with 

a crowbar. He was detained and given antipsychotic medication. 

After a few weeks he was transferred to a psychiatric hospital, on 

an involuntary basis. When asked, he had no clue as to what had 

happened to him, but his neighbours no longer bothered him. A 

light buzzing sometimes kept him from falling asleep. A physical 

examination, blood test and brain-MRI were all normal. He was 

diagnosed with late-onset schizophrenia. 

After dismissal, Mr D was forced to move to another neighbourhood, 

where he resumed his solitary existence. He spends his days playing 

computer chess, and enjoys visits to his sister. A chronic lung 

disease occasionally gives him trouble. He is very compliant with 

his outpatient visits. After a third drug switch, his mildly unpleasant 

auditory hallucinations remitted nearly completely. 
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Abstract

Objective: Evidence suggests that in younger populations differences in 

cognitive impairments between schizophrenia and bipolar disorder are 

largely quantitative. It is uncertain whether a similar distinction applies to 

patients in later life. 

Methods: We compared the cognitive abilities of elderly community 

living schizophrenia patients, controlling for their state of symptomatic 

remission, with those of elderly euthymic patients with bipolar I disorder. 

The study included 67 patients with schizophrenia (20 in symptomatic 

remission, 47 not in symptomatic remission; mean age, 68 years) and 

74 euthymic bipolar I patients (mean age, 70 years), who were compared 

using analysis of covariance on clinical and neuropsychological variables 

(e.g. attention / working memory, verbal memory, executive function and 

verbal fluency) and contrasted with 69 healthy controls.   

Results: Schizophrenia and bipolar I patients were impaired relative to 

healthy controls, with mostly large effect sizes for verbal memory, executive 

function and verbal fluency, and with small to medium effect sizes for 

the domain of attention / working memory. Differences in cognitive 

performance between the remitted schizophrenia patients and the 

bipolar patients were very limited, with none of the two groups showing a 

consistently better performance. 

Conclusions: In both elderly patients with schizophrenia and with bipolar 

disorder serious and pervasive cognitive deficits can be demonstrated. 

Trait-related cognitive deficits in schizophrenia and bipolar disorder may 

share major phenotypic similarity in later life.  
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INTRODUCTION

Since long, cognitive impairments are considered trait markers of 

schizophrenia, as their persistence in symptomatically remitted individuals 

illustrates (Keefe and Fenton, 2007). The cognitive deficit in schizophrenia 

is of a generalized nature (Keefe et al., 2006). More recently, in bipolar 

disorder cognitive dysfunction enduring through periods of euthymia has 

been demonstrated. The robust predictive value of cognitive deficits for 

functional outcome is widely acknowledged, but this relationship has been 

studied much more extensively in schizophrenia than in bipolar disorder 

(Harvey et al., 2010). Evidence from studies in younger populations 

suggests that cognitive differences between schizophrenia and bipolar 

disorder are largely quantitative, with somewhat milder impairments in 

bipolar patients (Krabbendam et al., 2005; Bora et al., 2009). 

In contrast, elderly individuals with schizophrenia or bipolar disorder 

have hardly been compared in this aspect. For both disorders cognitive 

dysfunction is of particular concern in later life, as the interaction between 

ageing and previously present cognitive deficits may lead to amplification 

of impairments. In elderly community-living schizophrenia patients, 

over a 1-6 year period deterioration of cognitive dysfunction is not greater 

than that associated with benign ageing (Irani et al., 2010). For the 

smaller group of older institutionalized patients with schizophrenia, a 

cognitive decline over time has been demonstrated (Harvey et al., 1999). 

Neuropathological evidence suggests that elderly schizophrenia patients 

are not inordinately prone to the development of Alzheimer´s disease 

(Frisoni et al., 2011). Other dementing neurodegenerative disorders 

are also uncommon (Purohit et al., 1998). Fewer data are available on 

the effect of ageing on cognitive functioning in bipolar patients. While 

cross-sectional studies suggest that cognitive impairment in bipolar 

disorder worsens as the illness progresses (Robinson and Ferrier, 2006; 

Lewandowski, 2011), two recent longitudinal studies of elderly bipolar 
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patients have reported diverging results (Depp et al., 2008; Gildengers et 

al., 2009). 

In the present study, we compared the cognitive abilities of elderly 

community-living patients with schizophrenia, controlling for their 

state of symptomatic remission, with those of elderly euthymic patients 

with bipolar I disorder, and those of healthy controls. We hypothesized 

that: (a) both schizophrenia and bipolar patients would show cognitive 

impairments compared with healthy controls; (b) cognitive deficits 

would be more severe in schizophrenia patients compared to bipolar 

patients; (c) remitted schizophrenia patients would exhibit better cognitive 

performance than non-remitted schizophrenia patients.

METHODS

Participants

Participants were 67 patients with schizophrenia, 74 euthymic bipolar I 

patients, and 69 healthy controls, all aged 60 years and over. All 

participants were living in the community, either independently, or in 

residential homes, or in sheltered psychiatric accommodation without 

24-hour supervision. None of the participants had a current substance 

use disorder or dementia according to DSM-IV-TR (American Psychiatric 

Association, 2000). 

Schizophrenia patients were recruited mainly (n=68) from the 

outpatient services of GGZ inGeest, the Mental Health Organization in 

the southern part of Amsterdam (Meesters et al., 2010) . In addition, a 

small number of patients (n=5) was recruited from outside this catchment 

area. The Mini-International Neuropsychiatric Interview Plus (Sheehan 

et al., 1998) was used to confirm a DSM-IV-TR defined diagnosis of 

schizophrenia. To evaluate their symptomatic state, all schizophrenia 

patients were assessed with the Positive and Negative Syndrome Scale 
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(Kay et al., 1987). Symptomatic remission was dichotomized and 

defined as a score of 3 (mild) or less on eight PANSS items, as specified 

by the Remission in Schizophrenia Working Group (Andreasen et al., 

2005). Furthermore, remitted participants were required to have had no 

psychiatric hospitalization in the previous six months. 

Bipolar I patients were recruited from outpatient psychiatric services 

in four regions of the Netherlands (Schouws et al., 2009). All bipolar 

patients were assessed with the Structured Clinical Interview for DSM-IV 

(First et al., 1996), to confirm a bipolar I disorder diagnosis and to exclude 

dementia. None of the bipolar patients was currently suffering from 

psychotic symptoms. 74.3 % of the bipolar patients had a lifetime history of 

psychotic symptoms, while 5.3 % had a history of rapid cycling. All bipolar 

patients were reported by their psychiatrist to be euthymic for at least three 

weeks. In addition, bipolar patients were required to obtain a score ≤ 5 on 

the Young Mania Rating Scale (YMRS; Young et al., 1978), and a score ≤ 15 

on the Center for Epidemiologic Studies Depression scale (CES-D; Radloff, 

1977). 

Healthy controls were volunteers, recruited from community centres 

for elderly people and by advertising in local newspapers. None of the 

controls had a current or lifetime history of psychiatric or substance-

related disorders, or recent memory complaints (Schouws et al., 2009). All 

participants provided written informed consent. The study was approved 

by the Medical Ethics Committee of the VU University Medical Center, 

Amsterdam.

Clinical evaluation

Demographic data were derived from the participants’ medical records 

and confirmed in face-to-face interviews. Age at onset was defined as the 

age at which in retrospect DSM-IV criteria for the disorder were fulfilled 

(schizophrenia patients), or the age at which the first mood episode 
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occurred (bipolar patients). Current depressive symptoms were measured 

with the CES-D (Radloff, 1977), a 20-item self-report scale which assesses 

depressive symptoms during the previous week. Summation results 

in scores ranging from 0 to 60. A score ≥16 is considered indicative of 

clinically relevant depression. Current mania symptoms were evaluated 

with the YMRS (Young et al., 1978), an observer-based scale with scores 

ranging from 0 to 60. Premorbid intelligence was estimated using 

the Dutch Reading Test for Adults (Luteijn and van der Ploeg, 1983). 

Mental effort was assessed with the Amsterdam Short Term Memory 

Test (Schmand and Lindeboom, 2005). For the present study a short 

form consisting of ten items was used, with scores ranging from 10 to 

30 (higher scores indicating better performance). Global cognitive status 

was evaluated through the Mini Mental State Examination (Folstein et al., 

1975). 

 Neuropsychological measures

Participants completed a battery of tests, spanning 4 cognitive domains: 

(a) Attention / Working Memory: Digit Span Test from the Wechsler 

Adult Intelligence Scale (Wechsler, 1981); Trail Making Test, part A (Reitan, 

1958).

(b) Verbal Memory: 10 Words Test (learning and retention), a modified 

version of the Auditory Verbal Learning Test (Rey, 1964).

(c) Executive Function: Trail Making Test, part B (Reitan, 1958); Modified 

version of the Stroop Color Word Test (interference task) (Golden, 1978).

(d) Verbal Fluency: Animal Naming subtest of the Groningen 

Intelligence Test (Luteijn and van der Ploeg, 1983); Letter Naming subtest 

(letter D) of the Control Oral Word Association Test (Benton and Hamsher, 

1976).
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Statistical analysis

The four groups were compared on demographic and clinical variables 

by one-way analyses of variance (ANOVA) for continuous variables and 

chi-square tests for categorical variables. When parametric assumptions 

were not met, Kruskal-Wallis tests were applied. When Kruskal-Wallis tests 

were significant, pairwise testing between groups was performed using 

Mann-Whitney tests. For neuropsychological variables, missing values 

were discarded from analysis if patients declined to participate in a specific 

neuropsychological test. Participants who attempted but were not able to 

complete a test were assigned the lowest score of their group. Distributions 

for all neuropsychological variables were checked for normality. Appropriate 

transformations were conducted when needed to meet assumptions for 

parametric analyses. ANOVA tests were performed on all neuropsychological 

variables. When ANOVAs were significant, Gabriel´s post hoc tests were 

conducted to detail group differences. To compare performance between 

neuropsychological domains, raw test scores were standardised to the 

performance of the control group (z scored). The z-scores were then 

averaged to provide a single composite score for each of the four domains. 

Z-scores were computed so that higher values indicated better performance. 

Next, analyses of covariance (ANCOVA) were performed, with age, gender, 

and CES-D score entered as covariates. Post hoc Bonferroni tests were used 

to detail group differences. Adjusted test scores controlling for the covariates 

were calculated. This procedure was repeated with premorbid IQ added as a 

covariate, to evaluate its additional effect on differences in test performance. 

To indicate the magnitude of differences between groups, effect sizes 

(Cohen´s d) were computed for pairwise differences of the adjusted test 

scores (including all covariates). Effect sizes were classified as small (d = 

0.2), moderate (d = 0.5) or large (d = 0.8) (Cohen, 1988). All the tests were 

two-tailed. Data were analyzed using the Statistical Package of the Social 

Sciences (SPSS), version 15.0.
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RESULTS

Demographic and clinical data comparisons

Demographic and clinical characteristics of the 210 participants are 

listed in Table 1. The three patient groups did not differ in age at 

onset, duration of illness, or hospitalizations. With regard to pairwise 

differences, a trend was found for gender, due to a higher percentage 

of males in the bipolar group relative to the remitted schizophrenia 

group and to the controls. The non-remitted schizophrenia group was 

significantly younger than the controls. Educational attainment was 

Total: n
Age, years: mean (s.d.)
Gender, male: n (%)
Residence, independent: n (%)
Education, low: n (%)

, middle: n (%)
, high: n (%)

Age at onset, years: mean (s.d.) 
Illness duration, years: mean (s.d.)
Hospitalizations, ≥ 1: n (%)
Antipsychotic, any: n (%) 
 , typical : n (%)
 , atypical: n (%)
Lithium: n (%)
Other moodstabilizer: n (%)
Antidepressant, any: n (%)
Anticholinergic, any: n (%)
CES-D score: median (25-75 %)
YMRS score: median (25-75 %)
Premorbid IQ: mean (s.d.) 
ASTM score: median (25-75%)
MMSE score: mean (s.d.)   

Table 1 – Comparisons of demographic and clinical characteristics between 
schizophrenia and bipolar groups relative to healthy controls

SN, non-remitted schizophrenia group; SR, remitted schizophrenia group; BP, euthymic bipolar-1 group; HC, healthy 
control group; CES-D, Center for Epidemiologic Studies Depression scale; YMRS, Young Mania Rating Scale; ASTM, 
Amsterdam Short Term Memory Test; MMSE, Mini Mental State Examination

SN 

47
67.5

16
37
14
21
12

39.3
28.2

35
37
12
26
0
0
5
2

13
11

98.7
28

27.6

(7.1)
(34.0)
(78.7)
(29.8)
(44.7)
(25.5)
(17.2)
(13.7)
(74.5)
(78.7)
(25.5)
(55.3)

(10.6)
(4.3)
(6-22)
(8-12)
(13.1)
(26-29)2

(2.3)

SR

20
68.1

4
17
6
8
6

37.5
30.6

16
17
4

14
0
0
4
2

14.5
2

106.5
28

27.9

(8.4)
(20.0)
(85.0)
(30.0)
(40.0)
(30.0)
(18.5)
(16.7)
(80.0)
(85.0)
(20.0)
(70.0)

(20.0)
(10.0)
(4-23.25)
(0.25-5)
(12.9)
(26.25-29.75)
(3.1)

BP

74
70.3

35
63
9 

33
32

40.0
30.3

65
13
2

12
57
20
18
0
6
0

107.3
28

28.1

(7.1)
(47.3)
(86.3)1

(12.2)
44.6)
(43.2)
(16.1)
(14.9)
(87.8)
(17.6)
(2.7)
(16.2)
(77.0)
(27.0)
(24.3)

(3-12)
(0-2)
(13.7)
(27-29)1

(1.8)

HC

69
72.2

21
69

5
34
30

-
-
-
-
-
-
-
-
-
-
7
0

111.6
29

29.0

(8.3)
(30.4)
(100)
(7.2)
(49.3)
(43.5)

(5-10.5)
(0-0)
(9.0)
(28.5-30)
(1.2)1
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lower in the non-remitted schizophrenia group compared to the bipolar 

group, and lower in both schizophrenia groups relative to the controls. As 

expected, more schizophrenia than bipolar patients used antipsychotics, 

while mood stabilizers were only prescribed to bipolar participants. 

Use of anticholinergic medication was very limited and confined to the 

schizophrenia groups. CES-D scores were higher in both schizophrenia 

groups, compared to the bipolar group and to the controls. YMRS scores 

were modest in the non-remitted schizophrenia group, while scores in the 

other two patient groups were very low. In the non-remitted schizophrenia 

group premorbid IQ was lower compared to the bipolar group and to the 

F (df ); x2 (df )

F(3,209)=
x2 (3)=
x2 (3)=
x2 (6)=

F(2,140)=
F(2,140)=

x2 (2)=
x2 (2)=
x2 (2)=
x2 (2)=

x2 (2)=

x2 (3)=
x2 (3)=

F(3,209)=
x2 (3)=

F(3,208)=

4.02
7.31
14.46
15.57

0.18
0.33
3.61
56.24
14.55
29.86

3.49

19.19a

133.76a

10.71
22.61a

6.05

Age
Gender, male
Residence, independent
Education low

 middle
 high

Age at onset
Illness duration
Hospitalizations
Antipsychotic  any

typical
atypical

Antidepressant: any

CES-D score
YMRS score
Premorbid IQ
ASTM score
MMSE score

p

0.008
0.06
0.002
0.016

0.84
0.72
0.17
0.001
0.001
0.001

0.15

0.001
0.001
0.001
0.001
0.001

Pairwise differences 

HC>SN**

HC`>SN,SR,BP**
HC>SN**,SR*; BP>SN*

SN,SR>BP**
SN,SR>BP**
SN,SR>BP**

SN>BP,HC**; SR>BP,HC*
SN>SR,BP,HC**; SR>BP,HC**; BP>HC**
BP,HC>SN**
HC>SN,SR,BP**
HC>SN,BP**

1 : 1 case missing  2 : 2 cases missing 
*: p<0.05 **: p<0.01
a : Kruskal-Wallis test

<
<
<

<
<
<
<



10.33

47.1

37.4

6.71

111.8 

45.9

23.1

12.58 

(1.52)

(19.8)

(5.98)

(2.04)

(58.3)

(13.0)

(5.98)

(4.76)

9.07

73.3

28.7

4.43

196.5

64.3

18.4

8.19

(1.67)

(43.6)

(7.04)

(2.20)

(120.8)

(25.9)

(5.26)

(4.73)
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ATTENTION AND 
WORKING MEMORY

Digit Span

Trails A 

VERBAL MEMORY

10 Word, learning 

10 Word, retention 

EXECUTIVE FUNCTION

Trails B 

Stroop, interference

VERBAL FLUENCY

Animal naming

Letter naming

Table 2 – Comparisons of raw and adjusted scores on individual neuropsychological 
tests between schizophrenia and bipolar groups relative to healthy controls

SN, non-remitted schizophrenia group; SR, remitted schizophrenia group; BP, euthymic bipolar-1 group; HC, healthy 
control group

9.91

102.5

25.0

3.74

257.6

86.5

14.4

7.32

(1.55)1

(76.6)1

(7.49)1

(2.29)1

(113.8)1

(48.6) 

(5.42)

(3.56)

SN (n=47)
mean (s.d.)

raw
adjustedb

adjustedc

raw
adjustedb

adjustedc

raw
adjustedb

adjustedc

raw
adjustedb

adjustedc

raw
adjustedb

adjustedc

raw
adjustedb

adjustedc

raw
adjustedb

adjustedc

raw
adjustedb

adjustedc

BP (n=74) 
mean (s.d.)

HC (n=69)
mean (s.d.)

9.79

74.4

29.0

4.25

181.4

71.1

16.2

9.80

(1.62)1

(43.2)

(9.76)

(2.81)

(94.9)

(29.3)1

(3.62)

(5.14)

SR (n=20)
mean (s.d.)



c h a p t e r  5 |  1 2 7

F (df )

F(3,207)=7.82
F(6,207)=7.55
F(7,207)=9.79

F(3,208)=20.34
F(6,208)=27.80
F(7,208)=17.81

F(3,208)=32.54 
F(6,208)=39.84
F(7,208)=28.60

F(3,208)=20.75
F(6,208)=24.41
F(7,208)=18.73

F(3,208)=25.66
F(6,208)=34.57
F(7,208)=22.33

F(3,208)=19.20
F(6,208)=24.93
F(7,208)=17.07

F(3,209)=26.53
F(6,209)=33.61
F(7,209)=22.62

F(3,209)=16.21
F(6,209)=20.56 
F(7,209)=12.25

p

<0.001
<0.001
<0.001

<0.001
<0.001
<0.001

<0.001
<0.001
<0.001

<0.001
<0.001
<0.001

<0.001
<0.001
<0.001

<0.001
<0.001
<0.001

<0.001
<0.001
<0.001

<0.001
<0.001
<0.001

Pair-wise differencesa

HC>BP**; SN>BP*
HC>BP**; SN>BP*
HC>BP**; SN>BP**

HC>SN,SR,BP**; BP>SN*
HC>SN,SR,BP**; BP>SN**
HC>SN,SR,BP**

HC>SN,SR,BP**; BP>SN*
HC>SN,SR,BP**; BP>SN**
HC>SN,SR,BP**; BP>SN*

HC>SN,SR,BP**
HC>SN,SR,BP**
HC>SN,SR,BP**

HC>SN,SR,BP**; BP>SN**
HC>SN,SR,BP**; BP**,SR*>SN
HC>SN,SR,BP**; BP>SN** 

HC>SN,SR,BP**
HC>SN,SR,BP**; BP>SN**
HC>SN,SR,BP**

HC>SN,SR,BP**; BP>SN**
HC>SN,SR,BP**; BP>SN**
HC>SN,SR,BP**; BP>SN**

HC>SN,BP**
HC>SN,SR,BP**
HC>SN**,SR*,BP**

ATTENTION AND 
WORKING MEMORY

Digit Span

Trails A 

VERBAL MEMORY

10 Word, learning 

10 Word, retention 

EXECUTIVE FUNCTION

Trails B 

Stroop, interference

VERBAL FLUENCY

Animal naming

Letter naming

a: Gabriel’s posthoc tests for raw scores; Bonferroni posthoc test for adjusted scores 
b: Adjusted for age, gender, CES-D 
c: Adjusted for age, gender, CES-D, premorbid IQ
1: 1 case missing 
*: p<0.05  **: p<0.01
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controls. Mental effort was similar in the three patient groups, which all 

performed only slightly lower relative to the controls. MMSE scores were 

marginally lower in the non-remitted schizophrenia group and the bipolar 

group, compared to the controls.

Neuropsychological test score comparisons and effect sizes

The ANOVAs for all individual neuropsychological variables were 

significant (Table 2). In pairwise tests with controls, the three patient 

groups were significantly impaired on all variables, the exceptions being 

the Digit Span Test in both schizophrenia groups, and the Letter Naming 

subtest in the remitted schizophrenia group. In pairwise tests between the 

patient groups, the remitted schizophrenia group and the bipolar group 

performed similarly on all variables. The non-remitted schizophrenia 

group scored significantly higher than the bipolar group on the Digit Span 

Test, but lower than the bipolar group on the Trail Making test (part A and 

part B), the 10 Words test (learning task), and the Animal Naming subtest. 

Figure 1 presents the composite z-scores for the four cognitive domains.

Results of ANCOVAs with age, gender and CES-D score as covariates 

(Table 2) showed that differences between the groups increased in 

magnitude (except for the Digit Span Test), resulting in significantly better 

performances: (a) of the remitted schizophrenia group relative to the non-

remitted schizophrenia group on the Trail Making Test, part B; (b) of the 

bipolar group relative to the non-remitted schizophrenia group on the 

Stroop Color Word Test. Next, repeating the ANCOVAs with addition of 

premorbid IQ as a covariate reduced the magnitude of differences between 

the groups for all variables, except for the Digit Span Test. However, 

in comparison with the results for the ANOVAs, statistical difference 

between patient groups was only lost for the non-remitted schizophrenia 

group relative to the bipolar group on the Trail Making test, part A. 

Effect sizes for the differences in neuropsychological performances 
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between the groups are presented in Table 3. The mean effect sizes 

for differences between the three patient groups and the controls were 

large (SN-HC: -1.09; SR-HC: -0.92; BP-HC: -0.82). The mean effect 

sizes for differences between the non-remitted schizophrenic group 

and the remitted schizophrenic group (SN-SR: -0.22), respectively the 

bipolar group (SN-BP: -0.32), were small, while the mean effect size for 

differences between the remitted schizophrenic group and the bipolar 

group (SR-BP: -0.10), was minimal. 

Figure 1 – Cognitive profile of non-remitted schizophrenia, remitted schizophrenia 
and bipolar groups relative to healthy controls (controls z-scores: mean=0, s.d.=1)

attention/
working memory

verbal 
memory

executive
function

verbal
fluency

0.0

-0.4

-0.8

-1.2

-1.6

-2.0

-2.4

-2.8

schizophrenia non-remitted

schizophrenia remitted

bipolar disorder
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DISCUSSION

Our study is the first to compare cognition in elderly patients (mean 

age, 69 years) with schizophrenia and bipolar I disorder, employing 

stringent definitions of symptomatic remission and euthymia. In all four 

assessed cognitive domains, both schizophrenia and bipolar I patients 

were impaired relative to healthy controls, with mostly large effect sizes 

for verbal memory, executive function and verbal fluency, and small to 

medium effect sizes for the domain of attention / working memory. 

Differences in cognitive performance between remitted schizophrenia 

patients and bipolar patients were notably limited, with none of the two 

groups demonstrating a systematically better performance. Although 

this last finding should be considered provisional due to the small 

ATTENTION AND 
WORKING MEMORY

Digit Span
Trails A 

VERBAL MEMORY
10 Word, learning 
10 Word, retention 

EXECUTIVE FUNCTION
Trails B 
Stroop, interference

VERBAL FLUENCY
Animal naming
Letter naming 

Table 3 – Cohen´s d effect sizes for differences in test scores (adjusted for 
covariates age, gender, CES-D score, premorbid IQ) between schizophrenia 
groups, bipolar group and healthy control group    

SN, non-remitted schizophrenia group; SR, remitted schizophrenia group; BP, euthymic bipolar-1 group; HC, healthy 
control group
Large effect sizes (> 0.80) shown in bold. 

SN-SR

-0.01
+0.41
-0.43

-0.20
-0.30
-0.10

-0.47
-0.56
-0.38

-0.22
-0.14
-0.29

SN-BP

+0.21
+0.95
-0.54

-0.45
-0.53
-0.36

-0.62
-0.55
-0.69

-0.41
-0.71
-0.11

SR-BP

+0.22
+0.56
-0.12

-0.25
-0.24
-0.26

-0.16
+0.01
-0.32

-0.21
-0.60
+0.19

SN-HC

-0.36
+0.32
-1.03

-1.48
-1.66
-1.29

-1.29
-1.31
-1.26

-1.25
-1.53
-0.97

SR-HC

-0.37
-0.10
-0.64

-1.34
-1.43
-1.24

-0.87
-0.81
-0.93

-1.09
-1.45
-0.72

BP-HC

-0.59
-0.65
-0.52

-1.09
-1.19
-0.98

-0.71
-0.81
-0.61

-0.88
-0.86
-0.90
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sample size of the remitted schizophrenia group, it may be tentatively 

concluded that in later life schizophrenia and bipolar disorder share major 

phenotypic similarity in their trait-related cognitive impairments. From 

a lifetime perspective, schizophrenia is associated with cognitive deficits 

preceding the onset of illness and becoming more prominent in the first 

years after diagnosis, followed by a stable chronic course. In contrast, 

in bipolar disorder premorbid development is relatively normal, while 

disease exacerbations are associated with increasing cognitive dysfunction 

(Lewandowski, 2011). The net outcome of these diverging trajectories may 

be that in later life, the two disorders approach one another in severity of 

cognitive impairments. 

In a previous study, Depp and colleagues (Depp et al., 2007) compared 

the cognitive abilities of middle-aged and older (mean age, 57 years) 

community-dwelling patients with mildly symptomatic schizophrenia 

or bipolar disorder. The two groups performed similarly on three out 

of six cognitive domains, but schizophrenia patients performed worse 

on measures of verbal/crystallized knowledge, verbal memory and 

information processing speed, with small effect sizes. Examination 

of the effect sizes on the four tests which our study had in common 

with the study by Depp, shows a nearly similar mean effect size for the 

schizophrenia patients relative to the controls (-0.65 for the remitted 

patients in our study, vs. -0.75 in the study by Depp; comparison of raw 

data of the Digit Span test, the Trail Making Tests A and B, and the Letter 

Naming subtest). However, the mean effect size for the test results in our 

bipolar patients compared to controls (-0.85) surpasses that in the study by 

Depp (-0.56). This is remarkable since in the latter study only a minority 

of the bipolar patients was euthymic. This contrast might relate to the 

mean age of our bipolar patient group, which was 12.7 years higher than 

in the study by Depp. While for elderly schizophrenia outpatients long-

term stability of cognitive functioning over time is well established (Irani 

et al., 2010), there is some evidence for further worsening of cognitive 
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dysfunction with ageing in elderly bipolar patients compared to healthy 

controls (Gildengers et al., 2009). Also, the mean onset of the disorder 

in our bipolar patients was nine years later than in the Depp study. While 

schizophrenia patients with a higher age at onset tend to show less 

cognitive deficits (Vahia et al., 2010), the reverse may apply to bipolar 

patients (Schouws et al., 2009).    

Furthermore, our study found that remitted elderly schizophrenia 

patients presented less severe cognitive deficits in verbal memory, 

executive function and verbal fluency compared to non-remitted patients, 

although the reported effect sizes were small. It is important to realize 

that in clinically representative samples of elderly schizophrenia patients, 

only a minority may be in symptomatic remission (Meesters et al., 2011). 

In a cross-sectional study of community-living elderly schizophrenia 

patients (mean age, 61 years), higher scores on a composite cognitive 

measure were positively associated with symptomatic remission (Bankole 

et al., 2008). However, longitudinal studies in younger patients have not 

supported a consistent association between improvements in symptoms 

and recovery of cognitive functioning (Keefe and Fenton, 2007). Existing 

evidence shows that cognitive deficits correlate significantly with negative 

and disorganized symptoms (Keefe, 2006; de Gracia Dominguez, 2009), 

but much less so with positive symptoms (non-disorganizing type). The 

interplay between cognitive dysfunction and psychotic symptoms in this 

respect is still to be clarified. For example, the impact of cognition on 

functional outcome may be partially mediated by negative symptoms 

(Ventura et al., 2009). 

None of the bipolar study participants had current psychotic symptoms. 

Nevertheless, 74% had a lifetime history of psychosis. In younger 

populations, there is evidence suggesting that euthymic bipolar I 

patients with a history of psychosis are cognitively more impaired than 

patients without such a history (Martinez-Aran et al., 2008). In order to 

explore whether a history of psychosis in the bipolar patients affected 
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the comparative severity of their cognitive impairments, we repeated our 

analyses including only bipolar patients who had a history of psychosis 

(n=55). This resulted in only marginal changes of the p values in the 

pairwise tests between the patient groups. Therefore, a significant impact 

of a history of psychosis on the cognitive abilities of the bipolar patients 

could not be demonstrated.  

Schizophrenia patients, both remitted and non-remitted, demonstrated 

little impairment in the domain of attention / working memory. Analysis 

of their scores on the subtests in this domain, showed no impairment in 

both schizophrenia groups relative to the controls on the digits forward 

subtest of the Digit Span Test, a task which relates to auditory attention 

and short-term retention capacity. This unexpected finding has been 

reported before (Park, 1992). In contrast, the digits backward subtest, 

which taps verbal working memory as well as attention, elicited discernible 

deficits in both schizophrenia groups. 

By applying covariance analysis, we were able to present cognitive 

deficits and corresponding effect sizes unrelated to group differences in 

age, gender, CES-D score and estimated premorbid IQ. While premorbid 

IQ in non-remitted schizophrenic patients was lower compared to bipolar 

patients and healthy controls, adjustment for premorbid IQ hardly 

changed the results. Educational level also differed between groups, but 

given that education and premorbid IQ are highly correlated, we chose not 

to include education as a covariate. The median score for mental effort was 

significantly higher in controls compared to the three patient groups, but 

the small absolute difference should not be considered clinically relevant. 

The elevated median YMRS-score in the non-remitted schizophrenic 

patients stemmed largely from isolated elevated scores on two (of a total 

of eleven) scale items, assessing thought content and illness insight. 

Obviously, these two dimensions are often deviant in schizophrenia and as 

such are not indicative of true mania. 

We consider the application of rigorous definitions of symptomatic 
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remission and euthymia as a major strength of our study. Nevertheless, 

limitations of the study should be acknowledged and results should be 

interpreted in light of these limitations. First, the sample size of the 

remitted schizophrenia group was small. Second, the CES-D scale cut-off 

score employed to define euthymia does not rule out that some bipolar 

patients may have suffered from subthreshold mood symptoms. Third, 

our neuropsychological battery contained a limited number of tests. 

However, the tests employed cover the most relevant cognitive domains 

and the grouping of individual neuropsychological measures in domains 

followed common, well accepted classifications. Finally, the widespread 

and differential use of psychotropic medication among the patient groups 

prevented evaluating their influence on cognitive functioning. Studies 

specifically designed to assess the potential confounding effects of 

medication would be needed to clarify this complex issue. 

CONCLUSION

We found that in older age, both community living patients with 

schizophrenia and with bipolar disorder suffer from severe and pervasive 

cognitive deficits. The finding that cognitive impairments in the 

symptomatically remitted schizophrenia patients were largely similar 

to those of the euthymic bipolar-I patients warrants replication in larger 

samples, but is line with the evidence for key similarities in the profile 

of trait-related cognitive dysfunction in the two disorders (Bora et al., 

2009). Given the well-documented relationship between cognition and 

real-world functioning (Harvey et al., 2010), cognitive evaluation should 

be routinely performed in elderly patients with schizophrenia and bipolar 

disorder and rehabilitation efforts should take into account their cognitive 

deficits. Recent treatment initiatives in schizophrenia (Granholm et al., 

2005) suggest that also in later life patients may profit from cognitive-

behavioural interventions.
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v I G n e t t e  M r  e
based on an anonymized case history 

Mrs E, a 75-year-old woman, was born in France. As a 14-year-old, 

she went to live with an uncle, to assist in his bakery. He abused her 

sexually, and at age 16 she had a baby. She had to abandon the child, 

and returned to her parents. After marrying a Dutchman she moved 

to the Netherlands. They had two children, whom they raised in 

harmony. 

Shortly after a gynaecological operation, at age 44, her husband 

noticed a change in her behaviour. She rejected any physical contact, 

even avoiding visits to her dentist. She now took up a special interest 

in the occult, writing long and incomprehensible stories. Some 

years later, she started to talk about ´a companion´ inside her body. 

This companion was able to see through her eyes and hear through 

her ears, and dictated her movements. Although often absorbed in 

these experiences, she was still able to manage the household. Her 

husband had difficulty relating to her, but gradually found ways to 

cope. No mental health treatment was sought for. 

At age 71, she becomes restless and very fearful of electrical 

equipment. A couple of times she undresses in the presence of 

others. Her general practitioner finally persuades her to see a 

psychiatrist, who diagnoses her with late-onset schizophrenia 

and prescribes an antipsychotic. Subsequently, she calms down, 

becoming less preoccupied with her psychotic perceptions. Her 

husband is happy with this result, but registers that she is far less 

talkative, even when visited by her grandchildren. 
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Abstract

Objectives: Elderly patients constitute the fastest growing segment of the 

schizophrenia population. Still, their needs for care are poorly understood. 

This study aimed to gain insight into the care needs of older patients with 

schizophrenia spectrum disorders. 

Setting and Participants: Patients, aged 60 years and older, in contact 

with mental health services within a Dutch psychiatric catchment area, 

diagnosed with schizophrenia spectrum disorders.

Measurements: Needs and the extent to which these were met, were 

assessed from the perspective of both patients and staff members. 

Agreement between patients and staff on the presence of needs was 

evaluated. In addition, the association between patient characteristics and 

the number of unmet needs was examined.

Results: On average, patients (N = 114, mean age 69 years) reported 7.6 

needs, of which 6.1 were met and 1.5 were unmet. Staff members reported 

slightly more needs, both met and unmet. Patients and staff showed 

consensus on the presence of most needs, but discrepancies existed 

in individual need areas. Psychological and social needs were unmet 

more often than environmental and physical needs. The number of 

unmet needs correlated with several patient variables, with the strongest 

association found for self reported quality of life. 

Conclusions: In elderly schizophrenia patients, similar to what has been 

reported in younger patients, psychological and social needs appear to be 

underserviced. Having more unmet needs was associated with a lower 

perceived quality of life. 
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INTRODUCTION

About one in seven schizophrenia patients is over 65 years, and the 

number of elderly patients with schizophrenia will double within 

two decades (Vahia and Cohen, 2007). Still, the care needs of these 

older individuals are poorly understood. The large majority of elderly 

schizophrenia patients nowadays reside in the community (Meesters et 

al., 2010a). Changes associated with aging (e.g., physical illness, cognitive 

impairment, social losses) may generate new care needs or modify existing 

ones. As the network size of elderly schizophrenia patients is smaller 

compared to that of their healthy age peers (Meesters et al., 2010b), greater 

strain is put on formal carers to provide support for needs. 

Among younger schizophrenia patients, needs for care are prevalent 

and heterogeneous (Wiersma, 2006). Unmet needs appear to be related 

to patient characteristics (e.g., severity of symptoms; Hansson et al., 

2001), but also to external factors, such as service provision (McCrone et 

al., 2001) and urbanicity (Najim and McCrone, 2005). Unmet needs are 

a strong predictor of a lower quality of life (Slade et al., 1999; Bengtsson-

Tops and Hansson, 1999). While some needs have a more neutral (e.g., 

housing, food) and others a more subjective, interpersonal character 

(e.g., company, information), assessment of a need inevitably involves a 

value judgment. Therefore, needs preferably should be evaluated from a 

multiple perspective, including that of the patient and of the (in)formal 

carer (Hansson et al., 2001; Rosenheck et al., 2005). Divergences in 

views between patients and significant others may highlight important 

information, such as differences in prioritization of needs (de Haan et al., 

2002). Nowadays, the relevance of including patient preferences when 

developing services in schizophrenia care is undisputed. 

Few studies have focused on the needs of elderly schizophrenia patients. 

McNulty et al. (2003) reported on an epidemiological sample of 58 elderly 

patients, in a socioeconomically disadvantaged area in Scotland. There 
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were high levels of unmet needs for many patients, raising concerns 

about the standards of care for this group. However, the study was 

performed in a notably underserviced and deprived area, questioning the 

generalizability of findings. Auslander and Jeste (2002) used a consumer-

based questionnaire, examining the priority assigned to various needs in 

a convenience sample of 72 stable outpatients (mean age, 55 years) with 

schizophrenia and related disorders. Participants gave the highest priority 

to improvement of physical health and memory, while several needs 

related to social functioning were also highly prioritized. 

To help clinicians as well as service providers and policy makers to 

attune the care and welfare services offered to elderly schizophrenia 

patients, insight into their needs and care use is indispensable. In this 

study we identified the care needs of an epidemiologically defined sample 

of elderly patients with schizophrenia spectrum disorders in contact with 

mental health services, as perceived both by patients and staff members. 

We examined the extent to which these needs were met and we studied 

the relationship between several patient characteristics and the number of 

unmet needs reported by the patients.

METHODS

Sample

The study was carried out in the psychiatric catchment area of the 

southern district of Amsterdam, the Netherlands. The study was approved 

by the Medical Ethics Committee of the VU University Medical Center, 

Amsterdam. Psychiatric services in the catchment area are predominantly 

delivered by the local Mental Health Organization (GGZ inGeest), which 

provides comprehensive services for the elderly. Clinical facilities comprise 

a 20-bed acute assessment ward and a 27-bed rehabilitation ward. The 

area has a sheltered home for the mentally ill and two residential homes 
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with specific accommodation for elderly with severe mental illnesses. 

Outpatient services are provided by a team of psychiatrists and community 

psychiatric nurses. All patients aged 60 years and older, in contact with 

the Mental Health Organization during the period between March 2006 

and September 2008, and registered with a clinical diagnosis indicating 

schizophrenia, schizoaffective disorder, or delusional disorder (DSM-IV-

TR; American Psychiatric Association, 2000), were screened for study 

eligibility. Details of the catchment area, the case identification and the 

diagnostic procedure have been presented elsewhere (Meesters et al., 

2010a). 207 patients were screened for study inclusion, of which 185 

patients (91.2%) were deemed eligible (Figure 1). Of these 185 patients, 

31 patients (16.8%) were unable to participate, and 40 patients (21.6%) 

were not willing to take part. This left a total of 114 patients (61.6%) 

who entered the study. We found no significant differences in basic 

characteristics (age, marital status, residence, education, diagnosis, age at 

onset, GAF score) between participating and non-participating patients, 

with the exception of gender (more males among participating patients;  

x2 = 3.96, df = 1, p = 0.047). 

Measures

Needs for care were assessed with the Dutch version (Dröes et al., 2004) 

of the Camberwell Assessment of Need for the Elderly (CANE; Reynolds 

et al., 2000), interviewing both the patient and a staff member who was 

in regular contact with and well informed about the patient. As a number 

of the 114 participating patients shared the same staff member, a total of 

42 staff members were interviewed. 74.6% of the staff members were 

psychiatric nurses. The CANE is a semi-structured interview that covers 

24 areas of environmental, physical, psychological and social needs, and 

has good validity and reliability (Reynolds et al., 2000; van der Roest et al., 

2008). A need refers to an illness or disability for which there is effective 
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and acceptable treatment or care (Wing, 1990). For each area, needs are 

rated on a 3-point scale: 0, ‘no problem´; 1, ‘no/moderate problem because 

of continuing intervention´; and 2, ´current serious problem, irrespective 

Figure 1 – Flow diagram of the study  

Not eligible for inclusion (n = 22):
- diagnostic information lacking (n = 6)
- psychotic disorder NOS (n = 8)
- brief psychotic disorder (n = 1)
- bipolar disorder (n = 1)
- psychotic disorder due to general  

medical condition (n = 3)
- personality disorder (n = 3)

Not able to provide consent (n = 31):
- severely disturbed behaviour (n = 9)
- strong denial of illness (n = 8)
- backed out of services (n = 7)
- language problem (n = 3)
- serious physical illness (n = 2)
- severe dementia (n = 1)
- intellectual disability (n = 1)

Patients screened for eligibility (n = 207)

Eligible for study inclusion (n=185)

Informed consent requested (n=154)

Refusing to provide consent (n = 40):
  - at initial request (n = 35)
  - withdrawal during study (n = 5)

Patients included in the study (n=114)
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of any ongoing intervention´. The few cases where patients (N=13; 0.48%) 

or staff (N=15; 0.55 %) indicated that they did not know if a need in a 

certain area existed, were assigned ´no need´, to rate needs conservatively. 

Demographic data were derived from medical records and confirmed 

in face-to-face interviews. Age at onset was defined as the age at 

which in retrospect DSM-IV criteria for the disorder were fulfilled. 

Symptomatic remission was defined by a score of 3 (mild) or less on 

eight PANSS (Kay et al., 1987) items, as specified by the Remission in 

Schizophrenia Working Group (Andreasen et al., 2005), and no psychiatric 

hospitalization in the previous six months. Depressive symptoms were 

measured with the CES-D (Radloff, 1977), a 20-item self-report scale 

with scores ranging from 0 to 60. A score ≥16 is considered indicative 

of clinically relevant depression. Global cognitive status was evaluated 

through the Mini Mental State Examination (Folstein et al., 1975). Self-

reported limitations in activities of daily living were evaluated through the 

Groningen Activity Restriction Scale (GARS; Kempen et al., 1996), which 

includes 11 ADL-items and 7 IADL-items. Item scores on a four-category 

scale were dichotomized in independent performance (with no, some or 

great difficulty) versus performance only with someone’s help, resulting in 

a total score ranging from 18 (independent for all items) to 36 (dependent 

for all items). Intensity of psychiatric services was measured by the 

number of contacts of patients with mental health staff during the last 

year, classified as low (less than one contact per month), high (one or more 

contacts per week), or intermediate. Adherence to psychiatric services 

(compliance with appointments and attitude to staff advices) was scored by 

the staff member as good, fair or unsatisfactory. To assess the size of their 

social network, participants were asked to estimate the number of persons, 

outside of their household, with whom they had regular and meaningful 

contact. Next, the presence of a carer, who provided informal and unpaid 

care for at least one hour per week, was documented. Furthermore, the 

availability of someone (partner included, if present) who the participant 

experienced as being emotionally or materially supportive, was assessed. 



1 4 8  | c a r e  n e e D S

Self-report of involvement in ten social activities (e.g., visiting someone, 

going to church) was measured through the Social Participation Scale 

(Depla et al., 2003), with scores ranging from 0 (no activities) to 20 

(regular participation in all activities). Quality of life was evaluated with 

the Manchester Short Assessment of Quality of Life (MANSA; Priebe 

et al., 1999), which rates patient satisfaction with various aspects of life 

(e.g., daily activities, physical health). The MANSA score is the mean of 

the 12 individual item scores, ranging from 1 (very dissatisfied) to 7 (very 

satisfied). 

Statistical analysis

Data were analyzed using the Statistical Package of the Social Sciences 

(SPSS), version 15.0. The frequency distributions of met and unmet 

needs, according to patient and staff, were determined and the mean total 

number of needs was calculated. As patients were nested within staff, 

intraclass correlations (ICC) were calculated for all individual need areas.  

Comparisons between the total number of needs as rated by the patient 

and the staff were performed with the Wilcoxon matched pairs signed-

rank test, because data were ordinal and skewed. To evaluate agreement 

on the presence of a need between patient and staff, Kappa coefficients 

(k) were calculated. k values between 0 and 0.20 indicate poor agreement, 

0.21 and 0.40 fair, 0.41 and 0.60 moderate, 0.61 and 0.80 good, and 

0.81 and 1.00 very good agreement (Altman, 1991). We also documented 

the percentages of overall agreement. Finally, to assess the associations 

between the total number of unmet needs and patient characteristics, 

Spearman rank-order correlation coefficients were calculated. 
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RESULTS

Characteristics of the study sample (n = 114) are presented in Table 1. The 

mean age was 68.7 years (SD = 8.0; range 60-94 years). More than two-

third of the patients were women. The majority were living independently 

and alone, and had only limited restrictions in daily living activities. In 

more than one-third of the patients, the disorder developed after the 

age of 40. Nearly 30% of all participants were symptomatically remitted 

at the time of assessment. MMSE scores indicated that most patients 

had no clinically significant global cognitive impairment. Adherence to 

psychiatric services was fair to good in the vast majority of patients. 27.4% 

of the patients had either a very small or no social network outside of their 

household, while 25.4% had an informal carer. 62.8% of the participants 

reported to have a confidant/supportive person. Of these confidants, 

76.3% were family members (parent, sibling, child, or other family 

member) and 23.7% were friends. Nearly half of the patients reported 

being mostly satisfied with their overall quality of life.   

Table 2 presents the ratings of need in the 24 CANE areas. Patients 

rated a mean total of 7.57 needs (SD = 3.39; range 2-15), which was lower 

compared to the mean total of 8.63 needs (SD = 3.44; range 3-17) rated by 

staff (Wilcoxon z = -4.80, n = 114, p<0.001). Likewise, patients rated less 

met needs compared to staff (patients: mean 6.11, SD = 3.22; staff: mean 

6.72, SD = 3.50; Wilcoxon z = -3.09, n = 114, p=0.002), and less unmet 

needs compared to staff (patients: mean 1.46, SD = 1.74; staff: mean 1.91, 

SD = 1.79; Wilcoxon z = -2.50, n = 114, p=0.012). No unmet needs were 

reported by 39.5% of the patients, and by 27.2% of staff.

Overall, the proportion of needs that were met was similar according 

to patients (80.8%) and staff (77.8%). Results for individual areas 

were heterogeneous. High proportions of met needs were found in 

environmental (patients: 90.1%, staff: 91.1%) and physical (patients: 

91.7%, staff: 84.0%) areas. Somewhat lower proportions of met needs 
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Table 1 – Characteristics of sample (n=114)

a: 1 case missing   b: 32 cases missing c: 2 cases missing

SD = standard deviation; GAF = Global Assessment of Functioning; CES-D =  Center for Epidemiologic Studies Depression 
scale; MMSE = Mini Mental State Examination; GARS = Groningen Activity Restriction Scale; MANSA = Manchester 
Short Assessment of Quality of Life

mean (SD)
male (%)
actual partner (%)
has children (%)
independent (%)
dependent (%)
hospitalized at 

time of study (%)
low (%) 
middle (%)
high (%)
< 800 e (%)
800-1200 e (%)
> 1200 e (%)

schizophrenia (%)
schizoaffective 

disorder (%)
delusional disorder (%)
early (< 40 yrs) (%)
late (40-59 yrs) (%)
very late (≥ 60 yrs) (%)
mean years (SD)

68.7
36
21
57
77
27

10
33
45
35
24
35
23

85

24
5

73
26
15

30.2

34

(8.0)
(31.6)
(18.4)
(50.0)
(67.5)
(23.7)

(8.8)
(29.2)
(39.8)
(31.0)
(29.3)
(42.7)
(28.0)

(74.6)

(21.1)
(4.4)
(64.0)
(22.8)
(13.2)
(14.9)

(29.8)

Demographic data
Age: 
Gender:  
Marital status: 
Parental status: 
Residence: 
 
            

Educationa: 

Income monthlyb: 

Clinical data
DSM-IV-TR:  

Age at onset: 

Duration of illness:
Symptomatic 

remission (%):

48.2
15
28
25

25
59
30

12
51
51

31
43
39
29

71

9.2

4.8

(12.4)
(7-25)
(26-29)
(21-35)

(21.9)
(51.8)
(26.3)

(10.5)
(44.7)
(44.7)

(27.4)
(38.1)
(34.5)
(25.4)

(62.8)

(4.3)

(0.9)

GAF score:  
CES-D score:  
MMSE score:  
GARS scorea:  

Psychiatric services
Intensity of services:  

Adherence to 
services: 

Social domain
Network sizea: 

Has informal carer: 
Has confidant/

supportive persona: 
Social Participation 
Scale scorea:

Quality of life
MANSA scorec: 

mean (SD)
median (25-75 %)
median (25-75 %)
median (25-75 %)

low (%)
intermediate (%)
high (%) 

unsatisfactory (%)
fair (%)
good (%)

0-1 person (%)
2-5 persons (%)
6 or more persons (%)
yes (%) 

yes (%)

mean (SD)

mean (SD)

were found in psychological (patients: 76.8%, staff: 67.3%) and social 

(patients: 57.1%, staff: 67.5%) areas. The met needs that were rated 

most frequently, both by patients and staff, related to medication, 

psychotic symptoms, household skills and physical health. The highest 

prevalences of unmet needs according to patients as well as staff were 

found in the areas of company, daytime activities, psychotic symptoms 

and psychological distress, but staff scores were notably higher in all four 

areas. Some discrepancies between patients and staff on the presence of 

unmet needs were found in the areas of information and abuse/neglect 
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Table 2 – Ratings of need in individual CANE areas and total number of needs, 
according to patient and staff

Needs
   

Environmental 
Accomodation
Household skills
Food
Money
Benefits
Caring for other

Physical 
Physical health 
Medication 
Eyesight/hearing
Mobility
Self-care
Continence

Psychological 
Psychological distress
Memory
Behaviour
Alcohol
Deliberate self-harm
Accidental self-harm
Psychotic symptoms

Social
Company
Intimate relationships
Daytime activities
Information
Abuse/neglect

Total: mean (SD)

          range

k *

0.79
0.80
0.81
0.73
0.36
0.27

0.67
0.53
0.71
0.70
#
0.60

0.59
0.49
0.20
0.64
0.64
0.52
0.40

0.56
0.52
0.58
#
0.36

0.57

icc
pm

.34

.13

.38

.20

.14

.00

.02

.11

.00

.00

.28

.08

.00

.10

.09

.10

.00

.50

.04

.00

.00

.23

.00

.06

.12

icc 
sm

.56

.24

.29

.00

.10

.07

.00

.00

.04

.00

.31

.38

.05

.09

.18

.12

.00

.70

.00

.00

.00

.05

.00

.24

.14

icc
pu

.00

.00
na
.00
.52
.00

.00

.29

.00

.39
na
.07

.00

.14

.00

.00

.00

.00

.26

.00

.03

.00

.00

.10

.08

icc 
su

.11

.00

.38

.00

.00

.00

.00

.03

.04

.19

.00

.11

.03

.00

.00

.00

.00

.36

.00

.00

.00

.00
na
.22

.06

agree-
ment 
(%)

89
89
90
84
89
96

82
77
89
86
81
88

79
82
77
92
95
89
67

74
89
73
76
81

84

(5)
(4)
(4)
(3)
(2)
(1)

(5)
(11)
(4)
(8)
(8)
(3)

(22)
(4)
(3)
(3)
(1)
(4)
(38)

(29)
(3)
(28)

(1)

(1.79)

6
5
4
3
2
1

6
13
5
9
9
3

25
4
3
3
1
4

43

33
3

32
0
1

1.91

Staff: 
unmet 
need
n (%)

(4)
(4)
(2)
(2)
(6)
(2)

(5)
(2)
(4)
(4)

(4)

(13)
(5)
(1)
(1)
(1)
(2)
(14)

(24)
(8)
(16)
(11)
(11)

(1.74)

5
5
2
2
7
2

6
2
5
4
0
5

15
6
1
1
1
2

16

27
9

18
13
12

1.46

Patient: 
unmet 
need
n (%)

(32)
(57)
(44)
(51)
(4)
(2)

(59)
(68)
(18)
(25)
(28)
(11)

(19)
(19)
(22)
(13)
(7)
(11)
(59)

(23)
(11)
(33)
(47)
(13)

(3.50)

36
65
50
58
5
2

67
77
20
28
32
12

22
22
25
15
8

12
67

26
12
37
53
15

6.72

Staff: 
met 
need
n (%)

(36)
(59)
(43)
(40)
(5)
(2)

(57)
(67)
(23)
(29)
(19)
(18)

(13)
(13)
(6)
(8)
(7)
(9)
(66)

(16)
(5)
(28)
(33)
(10)

(3.22)

41
67
49
45
6
2

65
76
26
33
22
21

15
15
7
9
8

10
75

18
6

32
38
11

6.11

Patient: 
met 
need
n (%)

*: k coefficients for all areas p<0.001, except behavior p=0.003
#: k coefficient could not be calculated due to empty cells
icc pm: intraclass correlation met needs (patients); icc sm: intraclass correlation met needs (staff );
icc pu: intraclass correlation unmet needs (patients); icc su: intraclass correlation unmet needs (staff )
na: not available (icc could not be determined due to absence of variation within staff members)

1-14 0-15 0-8 0-8
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(patients reporting more unmet needs), and medication and self-care (staff 

reporting more unmet needs). For most environmental and physical areas, 

the number of unmet needs was low, both according to patients and staff.

The mean k for patient versus staff ratings was 0.57 (SD = 0.17), 

corresponding to a moderate strength of agreement. For the large majority 

of needs, k’s were moderate to good. Kappa coefficients were lower for 

needs in the areas of benefits, caring for other, behaviour, psychotic 

symptoms and abuse/neglect, indicating only fair agreement between 

patients and staff. The mean percentage of overall agreement between 

patients and staff whether there was no need, a met need or an unmet 

need, was 84%. In only three areas (psychotic symptoms, company, 

daytime activities), overall agreement was under 75%.

The correlations between the total number of unmet needs and patient 

characteristics are presented in Table 3. Relatively large correlations were 

found between the total number of unmet needs according to patients and 

quality of life (r
s
 = -.60), CES-D score (r

s
 = .43), and GAF score (r

s
 = -.34). 

Table 3 – Correlations of patient characteristics with total number of 
unmet needs, according to patients and staff1

Clinical
GAF score 
CES-D score

Social domain
Social network size
Social Participation Scale score

Quality of life
MANSA score

1 Only variables with correlations r
s
 ≥ 0.3 are shown

GAF = Global Assessment of Functioning; CES-D =  Center for Epidemiologic Studies 
Depression scale; MANSA = Manchester Short Assessment of Quality of Life

n

114
114

113
113

112

Patient
r

s

-.34  
 .43   

-.23  
-.26  

-.60  

p-value

<0.001
<0.001

0.01
0.005

<0.001

Staff
r

s

-.44  
 .16   

-.32  
-.39  

-.33  

p-value

<0.001
0.096

0.001
<0.001

<0.001
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This means that patients with less unmet needs reported a higher quality 

of life and less depressive symptoms, and were assigned higher GAF 

scores. The total number of unmet needs as perceived by staff correlated 

with GAF score (r
s
 = -.44), Social Participation Score (r

s
 = -.39), quality of 

life (r
s
 = -.33), and social network size (r

s
 = -.32). 

DISCUSSION

On average patients reported 7.57 needs, which was slightly lower 

compared to staff members, who rated a mean total of 8.63 needs. 

Likewise, patient ratings of met and unmet needs were somewhat lower 

in comparison to staff. Both patients and staff rated approximately one in 

five needs as unmet. Psychological and social needs tended to be met less 

often than environmental and physical needs, both according to patients 

and staff. In most areas, agreement between patient and staff on the 

presence of needs was moderate to good. The amount of unmet needs, as 

expressed by patients, was associated with a number of clinical and social 

patient variables, with the strongest relationship found for quality of life, 

explaining 36% of the variance in unmet needs. 

We consider using a defined psychiatric catchment area for the 

assessment of needs to be a major strength of our study, as it endorses 

the clinical relevance of our findings. The female preponderance and 

the substantial representation of (very) late onset schizophrenia patients 

within this catchment area are thought to be specific characteristics of 

elderly schizophrenia patient populations (Meesters et al., 2000a). The 

catchment area based study by McNulty et al. (2003; mentioned in the 

Introduction), used a slightly different definition of needs. Nonetheless, 

it can be inferred that participants in their study most probably had more 

than twice as many unmet needs compared to the patients in our study. 

This will most likely reflect differences in the standard of care provided 

by services, as in contrast to the McNulty study region, services in our 
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catchment area may generally be considered to have adequate accessibility 

and quality. 

The total number of needs and the ratio of met to unmet needs in our 

study are at the upper end of the range reported in studies of younger 

schizophrenia patients (Slade et al., 1999; Hansson et al., 2001; McCrone 

et al., 2001; Wiersma et al., 2009). This may at least partly be explained 

by the higher number of met needs in the environmental and physical 

categories of our elderly study population. Patients experienced the 

most unmet needs in the areas of company, daytime activities, psychotic 

symptoms and psychological distress, which all fall into the psychological 

and social categories of needs. This strongly resembles findings in 

younger schizophrenia patients (Wiersma, 2006). Importantly, unmet 

needs in these areas show a tendency to persist over time, more than other 

type of needs (Wiersma et al., 2009). 

A study of elderly Dutch depressed outpatients reported somewhat 

higher need figures (Houtjes et al., 2010). Similar to our results, most 

met needs were found in the environmental and physical categories, 

while psychological distress, daytime activities and company were among 

the five most frequently reported unmet needs. This suggests that 

diagnosis not necessarily plays a decisive role in the prevalence of these 

psychological and social needs. Psychological and social needs have also 

been reported with considerable frequency among community dwelling 

elderly with dementia (van der Roest, 2009), older patients in primary care 

(Walters et al., 2000), and older people living in sheltered housing (Field 

et al., 2004). Therefore, one may argue that these needs are not exclusively 

related to having a serious mental illness, but are also connected with 

aging in general and with the limited formal support provided for this type 

of needs.  

Agreement between patient and staff on the presence of needs on 

average was very acceptable, and comparable to what has been found in 

elderly patients with mixed psychiatric diagnoses (Hancock et al., 2003). 
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Nonetheless, some noteworthy discrepancies emerged for unmet needs 

in individual areas. While 11% of all patients reported an unmet need 

concerning information on their illness, none of the staff members 

did so. Although some patients may have suffered from lack of insight, 

shortcomings of staff in providing information tailored to the individual 

patient may also explain this contrast. Furthermore, many patients in 

this older cohort fell ill in a period when informing patients about their 

diagnosis was not part of standard care. Twelve patients (11%) reported an 

unmet need related to experiences of abuse or neglect, but only one staff 

member signalled an unmet need in this area. Our clinical impression 

was that patients with paranoid delusions tended to rate this item 

positively. However, it is also possible that staff members underestimate 

the occurrence of abuse or neglect. Next, it is likely that professional 

concerns about medication compliance and self-care led to staff ratings of 

unmet needs that were somewhat discordant with those of the patients. 

Staff members also rated considerable more unmet needs related to 

psychological distress, psychotic symptoms and daytime activities. Again, 

this may have been related to differing awareness and appreciation of 

these needs by patients and professionals.  

A lower GAF score and a higher CES-D score both showed substantial 

correlations with a higher total number of unmet needs, as rated by 

patients. The same held true regarding a higher total number of staff rated 

unmet needs, for two social variables (lower social participation, smaller 

network size).  These correlations should be interpreted cautiously. First, 

inferring causal relations from cross-sectional data is not allowed. Next, 

clinical and social variables may partly overlap with need definitions. For 

example, having more depressive symptoms will easily lead to an unmet 

need in the area of psychological distress. The same precaution applies to 

quality of life, which showed a strong correlation with the total number of 

unmet needs, as perceived by patients. Various items in the assessment of 

perceived quality of life relate to need areas. Nevertheless, the association 
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of a higher number of unmet needs with a lower quality of life has 

emerged as a robust finding also in studies of younger schizophrenia 

patients (Slade et al., 1999; Bengtsson-Tops et al., 1999), and adds to the 

validity of the assessment of needs. 

Some limitations of our study should be acknowledged. First, we did 

not assess the need status of individuals with schizophrenia out of contact 

with mental health services. It is assumed that for every person who 

receives mental health care, there may be a person that does not receive 

such services. A substantial number of these individuals can be expected 

to live in deprived and needy conditions. Second, the absence of a long-stay 

facility in the catchment area, and the fact that we did not trace patients 

residing in nursing homes, may have disfavored inclusion of patients 

with relatively higher levels of care needs. Third, although among eligible 

patients the only difference we found in basic characteristics between 

participants and non-participants was for gender, the number of unmet 

needs in non-participants may still have been higher. However, their 

mean GAF-score did not indicate more severe psychopathology. Fourth, 

as a consequence of the epidemiological design of our study, 89 of the 114 

patients were nested within 17 of the 42 staff members. Although a limited 

number of  ICC´s in individual need areas (Table 2) were relatively high (> 

0.30), on average ICC´s were acceptably low. Finally, we did not evaluate 

the views of the informal carers of participants on needs. Including 

the perspective of informal carers may reveal important additional 

information (de Haan et al., 2002; Hancock et al., 2003; MacPherson et 

al., 2008). Yet, the limited number of informal carers in our sample would 

have put in question the representativeness of their views.

Assessment of care needs should be regarded as a prerequisite for 

delivering appropriate and comprehensive services to elderly patients 

with schizophrenia. When evaluating needs, inclusion of the patient’s 

perspective is of paramount importance to the quality of care, allowing 

to signal needs which may have been overlooked or underestimated by 
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staff. Moreover, valuing the opinion of patients improves collaboration 

with professional caregivers. When basic needs are sufficiently provided 

for, the view should be broadened to psychological and social needs, 

which often appear to be underserviced. Although needs in these areas 

may be more difficult to address, more effort is needed in this field. In 

addition to improving the well-being of patients, societal-oriented care 

and support strategies may reduce costs, in preventing or postponing 

institutionalization of individuals (Bartels et al., 2003; Andrews et al., 

2009). Interventions may range from age-specific training of adaptation 

skills (Patterson et al., 2003) to supplying day care facilities that offer 

patients a welcome and non-demanding social environment. Prospective 

studies on the development of need status over time, similar to those 

performed in younger patients (Wiersma et al., 2009), should accompany 

such initiatives. 
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v I G n e t t e  M r S  f
based on an anonymized case history 

Mrs F, a now 86-year-old spinster, left school at the outbreak of the 

Second World War to work as a medical receptionist. In her twenties, 

she trained as a nurse. For three decades, she was in charge of a 

hospital ward. After retiring, she continued to see her colleagues. She 

has always had a special bond with a cousin, who visits her frequently.

At age 81, she was referred to the local mental health services, as her 

cousin had worries about her domestic situation. For some time, she 

had been buying canned food in huge quantities. Her home was now 

packed from top till bottom with tins, in a highly organized way. She 

explained that, in case of a calamity, it would be her task to supply 

food to the people in her neighbourhood. She was convinced she was 

on a special mission. Although very welcoming to the psychiatrist 

who visited her, she could see no need for his effort. Her cognitive 

functioning was good, except for mild impairment of concentration. 

A delusional disorder was diagnosed. She agreed to authorize her 

cousin to manage her finances. Once specialized homecare was 

provided for, her case was closed. 

Three years later, her general practitioner requests a new referral. 

After her home carer suddenly quit his job some months earlier, she 

had let things slide. During the same period, her cousin left for a long 

holiday abroad. She is nervous, very bony and too feeble to go out. 

Blood tests show an anaemia. She is admitted to a geriatric hospital 

ward. When her cousin returns, the staff will suggest her to move into 

a residential home.



Summary and General 
Discussion
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The general aim of this thesis was to foster our understanding of late 

life schizophrenia spectrum disorders, by studying a cohort of elderly 

patients with schizophrenia spectrum disorders at a descriptive level. In 

this chapter, the most relevant results will be summarised, integrated and 

discussed, along with some comments on methodological aspects of the 

individual studies. Finally, clinical recommendations and suggestions for 

future research will be presented.

Review of social functioning (Chapter 2)

In line with the general dearth of data on elderly schizophrenia patients 

(Jeste and Nasrallah, 2003), our review found a limited number of 

relevant publications on social functioning in older community-dwelling 

patients. Methodological flaws, as well as biases related to the (mostly 

North-American) origin of studies, further restrict the amount of 

robust conclusions that are to be drawn from the available literature. 

Nonetheless, a number of clinically relevant findings clearly emerge from 

our review. Without any doubt, most elderly people with schizophrenia 

are well behind their healthy age-peers in their social achievements, 

such as marital relations, friendships, employment and independent 

residence. Schizophrenia patients also appear to be socially disadvantaged 

in comparison to elderly patients with other mental illnesses, although 

to a lesser extent. Next, a consistent finding across studies is a marked 

heterogeneity in the level of social functioning. Severely incapacitated, 

socially isolated patients and near normal functioning, socially fairly well-

integrated individuals occupy the extremes of a wide spectrum of social 

functioning. 

The existing literature provides some evidence for the impact of factors 

relating to social support (network size, availability of a confidant) on 

the level of social functioning, but this is a strongly understudied area. 

More publications are available on social skills. Patients report various 
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impairments in social skills, correlating with the severity of clinical 

symptoms. When employing observer-based measures, both clinical 

symptoms and cognitive abilities figure among the variables that relate to 

social skills, but cognitive abilities seem to outweigh psychotic symptoms. 

A large part of the variance in social functioning remains unexplained. 

Factors such as gender and age at onset of the disorder will most likely 

be of relevance in this respect, but little research has been done on these 

variables. Finally, studies differ in their use of self-report and observer-

based instruments to measure social functioning. There is a strong 

argument for combining subjective and objective measurements, as 

eventual discrepancies between these two points of view may highlight 

meaningful diversities in appreciation of social functioning.  

Prevalence and age at onset (Chapter 3)

In a first approach of our study cohort, we assessed the prevalence of 

schizophrenia spectrum disorders in the psychiatric catchment area under 

investigation. In addition, we evaluated the distribution of age at onset and 

gender. The prevalence rate of a disorder is determined by several factors: 

incidence, mortality, recovery and migration (Figure 1). 

In the treated patient population within our catchment area, we 

found a one-year prevalence rate of 0.71% for the combined disorders 

(schizophrenia, schizoaffective disorder, delusional disorder). Importantly, 

the schizophrenia prevalence rate in our study (0.55%) aligns well with 

the rates reported for younger schizophrenia patients (Saha et al., 2005; 

Perälä et al., 2007). This confirms the clinical relevance of late life 

schizophrenia, clearly refuting remaining beliefs that schizophrenia is 

reduced to a negligible presence in older age. Furthermore, this finding 

hints implicitly at the unique mix of elderly schizophrenia patients, when 

considering the age at onset of their illness. The increased mortality of 

individuals who have contracted schizophrenia at an early age, inevitably 
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leads to an accelerated shrinking with ageing of the early-onset subgroup. 

Therefore, the finding of a net prevalence rate similar to that in younger 

schizophrenia populations suggests that the outflow of early-onset patients 

is roughly compensated for by the inflow of a comparable number of 

patients with a later age at onset. This hypothesis is supported by our 

findings on the distribution of age at onset in our study population: of all 

schizophrenia patients, 36.4% were aged 40 years or older at the onset of 

their disorder. 

Among women, the prevalence of schizophrenia was nearly two times 

higher than in men (0.68% vs. 0.35%). Women outnumbered men 

in the prevalence rates for nearly all diagnostic subgroups. While the 

overrepresentation of women in the late and very-late-onset subgroups is 

Figure 1 – Interplay of factors relevant to the prevalence of a disorder (source: Tandon et al., 2008)    

Total population (y)

Incidence (new cases)

Cure 
(no longer cases)

MigrationMortality

Number of 
persons with 
schizophrenia

(x)

Prevalence = x / y
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in line with a large body of empirical data (Howard et al., 2000; Vahia et 

al., 2010), women also outnumbered men in the early onset subgroup. 

For this intriguing finding, several alternative interpretations may be 

considered, although all remain speculative due to the cross-sectional 

nature of our data. Higher attrition rates in men (Kreyenbuhl et al., 2009), 

as well as excess mortality in men with schizophrenia (Brown, 1997) are 

partially supported by the available literature, but conclusive evidence 

is lacking. Higher recovery rates in men compared to women are not 

supported by the literature (Grossman et al., 2008). A cohort effect may 

theoretically also come into play, as there is evidence that the incidence 

of schizophrenia in males was lower in study populations before 1980, 

compared to more recent samples (Aleman et al., 2003). Finally, we have 

no indications for a selective migration of men from our catchment area. 

The results of our prevalence study should be kept in mind when 

evaluating the impressive range of publications by the large North 

American study groups on late life schizophrenia, since these groups 

publish on convenience samples of community living patients. For 

example, in most San Diego based studies (e.g., Folsom et al., 2009) males 

are overrepresented, at least partly due to the recruitment of a considerable 

number of patients from the psychiatric services of the Veterans 

Administration. Most New York City-Brooklyn based studies (Cohen et al., 

2008), exclusively report on schizophrenia outpatients (51% males) with 

an onset before 45, who have grown old. 

Symptomatic remission (Chapter 4)

The severity of psychotic symptoms is a clinical variable with major 

relevance for general outcome in schizophrenia. In elderly patients, 

specific research on this issue is limited. Therefore, we decided to study 

the actual presence and level of psychotic symptoms in the schizophrenia 

and schizoaffective patients within our catchment area. In doing so, we 
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applied the recently introduced consensus definition of symptomatic 

remission (Andreasen et al., 2005). Next, we evaluated the association of 

symptomatic remission with various clinical and social variables. 

Only three in ten patients (29.4%) qualified as symptomatically 

remitted, a notably lower proportion than reported in two studies of 

convenience samples of elderly schizophrenia patients (Bankole et al., 

2008; Leung et al., 2008). As our study concerns an epidemiological 

sample, our result is more likely to be representative of the patient 

population that clinicians see in everyday practice. The finding that the 

majority of patients were non-remitters, in spite of the assumed good 

quality of mental health services in the study area, demonstrates that 

schizophrenia is still a worryingly active disorder in older age. Both 

positive and negative psychotic symptoms contributed substantially to 

non-remission, with  positive symptoms (81.9% of patients) outweighing 

negative symptoms (57.2% of patients) to some degree. 

The high prevalence of non-remission clearly argues for active 

therapeutic endeavours, both pharmacological and non-pharmacological, 

to promote remission. In this respect, another important finding of our 

study is that a number of variables possibly amenable to intervention 

correlated significantly with symptomatic remission. Remitted patients 

more often adhered adequately to mental health services and scored 

higher on some measures of social functioning. Our cross-sectional study 

design precludes conclusions on the directionality of these relationships. 

Still, these findings are in keeping with the supposition that also in 

elderly patients enhancing treatment engagement and promoting social 

integration are cornerstones of effective mental health services, as ample 

evidence has demonstrated in younger patient populations (Drake et al., 

2009). At the same time, this aligns well with the now widely accepted 

notion that, while reduction of psychotic symptoms is a justifiable aim, in 

most patients a broader scope is required to promote general well-being. 

This is underlined by another finding of our study: 46.8% of all patients 
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scored above the threshold for clinically relevant depression (as measured 

by self-report), with equal levels in remitted and non-remitted patients. 

Cognitive impairment (Chapter 5)

While psychotic symptoms have been the focus of research for many 

decades, only more recently cognition has been recognised as another 

key area of dysfunction in schizophrenia and related disorders (Green et 

al., 2004). The robust predictive value of cognitive impairments for real-

world functioning has now been firmly established in a range of studies of 

younger schizophrenia patients (Harvey et al., 2010). At the same time, the 

specificity of the cognitive deficits found in schizophrenia is questioned by 

research comparing younger schizophrenia and bipolar patients. Several 

studies reported largely quantitative cognitive differences between these 

two major mental disorders (Krabbendam et al., 2005; Bora et al., 2009). 

In older age, cognitive impairments have even more relevance, both in 

schizophrenia and in bipolar disorder, since ageing itself also will impact 

on cognition. Nonetheless, in elderly patients little research has been 

done in this area. We compared the cognitive abilities in the community-

living schizophrenia patients of our study sample with those in a cohort 

of elderly bipolar I euthymic outpatients, and with those in healthy age 

peers. In doing so, we controlled for the state of symptomatic remission in 

the schizophrenia patients, as psychotic symptoms and cognition are not 

entirely unrelated (Dominguez et al., 2009). 

We found the cognitive performances of both the schizophrenia and 

the bipolar patients to be significantly lower than those of the healthy 

controls. The large effect sizes of the differences between the patients and 

the controls point to the clinical relevance of these cognitive impairments. 

Next, cognitive impairments differed very little between the remitted 

schizophrenia patients and the bipolar patients, with none of the two 

groups structurally outperforming the other. This suggests that also in 
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later life the two disorders, at least at a phenomenological level, share 

key similarities in their trait-related cognitive deficits. Furthermore, we 

found that the cognitive impairments in the remitted schizophrenia 

patients were less severe in comparison to the non-remitted schizophrenia 

patients, albeit with small effect sizes. 

The available literature on cognition in late life schizophrenia suggests 

that in the majority of patients the impact of ageing is restricted to an 

additive effect, meaning that age-related changes in cognition add to pre-

existing cognitive impairments (Vahia et al., 2007). In contrast, for the 

smaller group of poor-outcome patients (most of whom are permanently 

institutionalized), it has been shown that cognitive deficits may exacerbate 

with ageing, bringing about an accelerated functional decline (Harvey 

et al., 2003). No plausible explanation for this discrepancy has been put 

forward thus far. 

With regard to the theme of cognition in late life schizophrenia, the 

very-late-onset schizophrenia-like psychosis subgroup occupies a special 

position. A longstanding debate on whether this diagnosis frequently 

heralds a dementia course has not been concluded (Mazeh et al., 2005; 

Kørner et al., 2009). The British psychiatrist Robert Howard, who has 

published extensively on this subgroup of patients, has suggested that 

very-late-onset patients are most appropriately viewed as having a subtle 

organic phenocopy of early onset schizophrenia cases (Howard, 1999). 

Nonetheless, no neural substrate related to the development of such a 

schizophrenic phenocopy has so far come forward (Jones et al., 2005). 

Needs for care (Chapter 6)

The emotional suffering and the disabilities that are induced by a disorder 

as severe as schizophrenia nearly always evoke needs for care in various 

life domains. In later life, the pattern of these needs is most likely to 

diverge from that at a younger age. On the one hand, this may be a result 
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of changes in the manifestation of the disorder itself, with possibly 

opposite consequences depending on the areas involved. For instance, 

lessening of the severity of positive symptoms may reduce some needs. In 

contrast, increase of cognitive impairments may aggravate existing needs 

or induce new ones. At the same time, ageing itself generally induces new 

care needs. The net outcome of this complex process will differ from one 

patient to the other. Obviously, the help and support provided by carers, 

both formal and informal, should ideally be attuned to the current level 

of care needs. In this respect, little evidence is available to inform care 

providers. Therefore, we chose to assess the care needs in our catchment 

area based sample, both from the perspective of the patient and that of 

the staff. In addition, we examined the association of various patient 

characteristics with the number of unmet needs, as reported by the 

patients. 

We found that care needs were prevalent and heterogeneous in our 

study population. Patients reported on average 7.6 needs (6.1 met, 1.5 

unmet), slightly lower than what was reported by their staff members 

(8.6 needs: 6.7 met, 1.9 unmet). The total number of care needs in our 

study population was at the upper end of the range reported for younger 

patients. This is suggestive of a limited net increase in the level of needs 

with ageing. Patients and staff alike reported psychological and social 

needs to be met less often than environmental and physical needs. The 

finding that most environmental and physical needs were met effectively, 

probably reflects the generally high standard of service provision in 

the Netherlands. At the same time, there is much room left to better 

accommodate psychosocial needs, even if these may be more difficult to 

address. Among the variables that correlated significantly with the total 

number of unmet needs, the strongest relation was demonstrated for 

perceived quality of life (explaining 36 % of the variance in unmet needs). 

In younger patients, having more unmet needs has also consistently been 

associated with a lower perceived quality of life. While this suggests that 
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meeting needs may improve quality of life, up till now few studies in 

younger patients have been able to demonstrate such a straightforward 

relationship (Slade et al., 2005; Priebe et al., 2007).  

Although patients and staff showed consensus on the presence of most 

needs, there were some discrepancies in individual need areas. Such 

divergences obviously may have major informational value. Apart from 

elucidating blind spots, they may also point to differences in appraisals 

by patients and staff. This may be illustrated by the need concerning 

´information on illness´, that was reported as unmet by 11% of the patients 

in our study against none of the staff members.  

Methodology, strengths and limitations

We consider the epidemiological design of three of the four clinical 

studies (Chapter 3, 4, 6) in this thesis as one of its major strengths, since 

the employment of data from a well defined psychiatric catchment area 

corroborates the clinical relevance of findings. Still, some limitations to 

this design should be mentioned. First, findings from this catchment area 

can not be extrapolated straightforward to other sites. Some characteristics 

of our catchment area which should be kept in mind when interpreting 

data, are its urban location, its relatively high socioeconomic standard of 

living, as well as the ample availability (both financially and physically) 

of mental health services for the elderly. Next, of the 185 patients within 

the catchment area who were eligible for study inclusion, 120 actually did 

participate. One may speculate that inclusion of the 65 non-participants 

(31 not able, for instance due to severely disturbed behaviour; 34 refusing 

consent, often psychosis driven) would have altered some results in a 

more negative direction (e.g., lower rate of symptomatic remission, higher 

rate of unmet needs). Finally, we exclusively recruited patients who were 

in contact with the local Mental Health Organization. This points to the 

pitfall of “the clinician’s illusion”. North American research suggests 
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that possibly more than half of all severely mental ill individuals are 

not connected to mental healthcare, although this figure may be more 

favourable in the elderly (Kreyenbuhl et al., 2009). Specific data for the 

Netherlands are not available. Our study results not necessarily apply to 

this hidden population of persons who decline help or are overlooked by 

services.

We regard the extensive procedure which we designed to arrive at a best 

estimate of the age at onset as another major strength of this thesis. Age 

at onset in schizophrenia has major relevance for its clinical presentation 

and treatment (Howard et al., 2000; Vahia et al., 2010). A reliable 

assessment of age at onset is a prerequisite to evaluate its impact, when 

studying late life schizophrenia. Chapter 2 discusses the various pitfalls 

in establishing age at onset in retrospect, as well as the impact of using 

different criteria to define age at onset. 

Another methodological aspect meriting attention relates to the 

diagnostic composition of our study population. Next to schizophrenia 

patients, we recruited patients diagnosed with schizoaffective disorder 

and with delusional disorder. Most studies group together schizoaffective 

and schizophrenia patients, as the two disorders share major similarities. 

We followed this line as well, except in our cognition related study 

(Chapter 5), where we excluded schizoaffective patients. In this study 

we aimed to clarify eventual differences in cognitive abilities between 

schizophrenia and bipolar I patients. Inclusion of schizoaffective patients 

might have blurred possible distinctions, as schizoaffective disorder is 

generally conceptualized as a disorder positioned between schizophrenia 

and bipolar disorder (Cheniaux et al., 2008). Within the schizophrenia 

spectrum, delusional disorders occupy a specific position (Marneros et 

al., 2010). Most individuals with this disorder stay out of view of mental 

health services, often reluctant to seek help and enabled to do so by their 

largely intact general functioning. This aligns with the small number of 

patients (n = 8) in contact with the Mental Health Organization in our 
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catchment area. In our study of symptomatic remission (Chapter 4), we 

excluded delusional disordered patients to avoid biasing, as the diagnostic 

criteria for delusional disorder (e.g., absence of prominent hallucinations, 

no negative symptoms) obviously would have increased their chances to 

qualify as symptomatic remitters.  

A final methodological comment relates to the use of both self-report 

and observer-based instruments in our study. In our opinion, the study 

assessing needs for care (Chapter 6) is an example of the added value of 

relating the opinions of patients to those of significant others. In the past, 

understandable concerns about the reliability and validity of self-reports 

in psychotic patients have often prevented an open eye to the perceptions 

and appraisals of these individuals. This attitude has gone through major 

changes in recent decades, resulting in a nowadays widely acknowledged 

relevance of inclusion of the patient’s perspective (Brekke et al., 1993; de 

Haan et al., 2001). In this respect, one should realize that observer-based 

instruments are also prone to major impediments (Bellack et al., 2007). 

Synthesis

The results of this thesis paint a subtle and diverse picture of elderly 

people with schizophrenia spectrum disorders. While these disorders 

continue their prevalence into later life, some characteristics diverge 

clearly from those at a younger age, as is demonstrated by the female 

preponderance and the sizeable number of individuals with a later 

onset of the disorder. Psychotic symptoms keep dominating the clinical 

picture in the majority of elderly patients. Nonetheless, a sizeable 

minority is symptomatically remitted, associated with a better adherence 

to psychiatric services and a higher level of social functioning. On 

average, the cognitive abilities of patients lag well behind those of their 

healthy age peers. The care needs in this patient population prove to be 

prevalent and heterogeneous, reflecting both disorder-bound and ageing-
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related disabilities and necessities. The clinical relevance of assessing 

unmet needs is supported by their strong relation with the quality of 

life as perceived by patients. Particularly, there is a gap to be filled in 

accommodating needs of a psychosocial nature. 

Schizophrenia and related disorders are markedly heterogeneous 

conditions, both in their clinical presentation and their course. At the 

same time, the impact of ageing also differs notably between individuals, 

as gerontopsychological studies have clearly demonstrated (Pot et al., 

2006). The merging of these two gives rise to a prominent inter-individual 

variation in elderly patients with schizophrenia spectrum disorders. From 

a theoretical point of view, patients can be positioned within a spectrum 

of functioning and well-being. At the upper end of this continuum, 

one may encounter individuals in whom the negative impact of their 

psychotic disorder has been limited, and who have shown resilience in 

integrating their illness both emotionally and socially. When they enjoy 

a fair to good physical condition at the same time, they may even come 

close to ‘successful ageing’, a concept that has been receiving more 

attention in recent years (Reichstadt et al., 2010). Still, ageing successfully 

remains elusive for the great majority of schizophrenia patients (Ibrahim 

et al., 2010). At the opposite end of this assumed continuum, severely 

incapacitated patients will be found whose lives continue to be dominated 

by their psychotic disorder, both at a symptomatic level (e.g., hearing 

threatening voices, suffering from paranoid delusions) and in the sense 

of social isolation. If this combines with the misfortune of a serious 

physical illness or disability, they will become even more dependent on 

care, leading to permanent institutionalization in most cases. When the 

content of their psychosis withholds them from seeking or accepting help, 

they may lead a sorrowful life, largely out of sight of society. Although the 

extremes of this continuum obviously attract most attention, one should 

be aware that most elderly schizophrenia patients are to be found at some 

point in between these extremes, moving with time in one direction or 
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the other, depending on the course of their psychotic disorder and of their 

physical condition.  

Although this continuum model definitely appeals by its practicality, 

one should appreciate that at the same time it simplifies a complex 

and multidimensional reality. First, there is no such thing as ´one 

outcome´, but several separable aspects of functioning and well-being 

can be discerned in one individual. For instance, while a patient may use 

avoidant coping strategies in most social situations, at the same time he 

may thoroughly enjoy working in a sheltered workshop twice a week. 

Next, apart from the disorder and the ageing process, a range of other 

factors, many of an environmental nature, will influence outcomes. For 

instance, the availability of homecare may be decisive for an individual to 

continue living independently. The other way round, the loss of a patients’ 

only close friend may precipitate his institutionalization. Therefore, 

outcome variation is determined by a range of cause and effect conditions. 

Neglecting this complexity is like trying to explain the tides without 

noticing the moon (Strauss et al., 1987). As the variables involved in this 

process belong to different domains (e.g., biological, psychological, social), 

they are not reducible to one another. Next, there are various ways in 

which variables exert their influences (e.g., additive, interactive, buffering). 

While it may still be premature to develop a comprehensive theoretical 

model that adequately integrates this variety of elements, building such a 

model step by step will most likely prove to be rewarding (Cohen, 2003).

Taken together, the trajectories of schizophrenia in later life are complex 

and nuanced. While some patients unfortunately take a turn for the 

worse, and others remain stable, it is well conceivable that some patients 

experience a better quality of life than earlier on in their life (Folsom 

et al., 2009). Thus, schizophrenia in older age does not lend itself to 

stereotyping.   



|  1 7 9c h a p t e r  7

Clinical implications

More efforts are required to reach the sizeable amount of elderly 

community-living individuals with schizophrenia, who currently are 

not seen by mental health services. Policy makers and service providers 

should facilitate mental health workers to engage with these people, an 

effort which requires a patient and persisting attitude. Next, nursing 

homes nowadays harbour a considerable number of elderly schizophrenia 

patients (Andrews et al., 2009). Their staff often lack the skills to treat 

these residents optimally. Offering mental health advice through a 

consultation model may fill this gap. 

In mental health care, treatment strategies must contain an appreciation 

of biological, psychological and social approaches. At the biological level, 

cautious albeit active psychopharmacological interventions should be 

considered, to promote symptomatic remission. Antidepressants too often 

are a neglected option, as depressive symptoms that may well respond 

to treatment (Zisook et al., 2009) are frequently mistaken for negative 

symptoms. 

At the psychological level, defeatism about the ability of elderly 

schizophrenia patients to profit from rehabilitation strategies and 

from psychotherapeutic interventions needs to be overcome. In adult 

schizophrenia care, the diversity of  treatments has greatly expanded in 

recent decades (Drake et al., 2009; Michon and van Weeghel, 2010), 

ranging from individual cognitive-behavioural therapy (e.g., learning to 

deal with hearing voices) to group training of social skills. Little of these 

gains have seeped through to old age mental health services. Yet, there 

are some inspiring examples of intervention studies, that demonstrate 

the feasibility and efficiency of offering these type of treatments to older 

patients (Granholm et al., 2007; Mueser et al., 2010). In the Netherlands, 

a group course for the elderly with severe mental disorders, using creative 

reminiscence techniques, has shown to be feasible and acceptable to 



1 8 0  | S u M M a r y  a n D  G e n e r a L  D I S c u S S I o n

participants (Willemse et al., 2009). 

At the social level, the supply of day care facilities that offer participants 

a hospitable and non-demanding social environment should be 

encouraged. This may serve various purposes at the same time, such 

as overcoming social deprivation, improving personal hygiene and 

promoting a healthy life style. Input of participants when developing 

this type of facilities, ought to be encouraged. Finally, there is a need for 

residential homes to expand specific accommodation for the elderly with 

severe mental illnesses, given the rapid growth of their numbers. In the 

development of such services, the specific vulnerabilities of this patient 

group should be taken into account, as they may run a higher risk of social 

isolation in these living arrangements (Depla et al., 2005). 

Future research 

Thankfully, a growing scientific interest in the vicissitudes of 

schizophrenia in later life can be witnessed. Still, there is a wide 

unexplored field open to researchers. Some of the many areas awaiting 

further examination can be inferred from this thesis. First, there is a 

clear need for new studies with a longitudinal perspective. These may 

determine the stability of outcome measures over time, and will offer the 

opportunity to investigate causal relationships suggested by cross-sectional 

studies. Next, specific characteristics of older-old schizophrenia patients 

merit attention, as most of the available literature focuses on the younger-

old subgroup. Studies of depression in older age (Beekman et al., 2002; 

Stek et al., 2004) may inspire this line of research. 

Furthermore, priority should be given to the strongly underestimated 

area of social support. Gerontological studies have provided ample 

evidence for the importance of social support in the elderly (Penninx 

et al., 1997; Cornwell et al., 2008). Studies on social support in late life 

schizophrenia may foster ideas for interventions. Such initiatives should 
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be accompanied by prospective evaluations of their effect on variables, 

such as level of social functioning, coping styles and quality of life. 

In addition, the focus of research should be broadened to the specific 

functions and perceived burden of informal carers, who fulfil an essential 

role for a sizeable minority of patients (Patterson et al., 1996). 

Another area with major clinical relevance relates to the physical 

condition of older schizophrenia patients. Medical comorbidity 

substantially adds to the disease burden in schizophrenia, an observation 

that is corroborated by the unsettling heightened figures for morbidity 

(Leucht et al., 2007) and mortality (Saha et al., 2007; Brown et al., 

2010). In elderly patients, this theme still is largely unexplored (Vahia 

et al., 2007). Finally, regarding the methodologies employed, there is a 

case for more qualitative research, particularly on the perspective of the 

patients. This may provide information not easily elicited by quantitative 

approaches, that tend to level out individual differences. The few 

published qualitative studies in this area (e.g., Auslander and Jeste, 2002; 

Shepherd et al., 2010) testify to this. 

Closing remarks

Mary V. Seeman (born 1935), a psychiatrist and Professor Emerita at the 

University of Toronto, is the author of numerous articles on schizophrenia. 

She recently published a paper titled ´Parallels between aging and 

schizophrenia´ (Seeman, 2005), a highly personal account that opens as 

follows: “As I grow old and struggle to cope with the infirmities of age, I marvel 

at the resilience of my patients who grapple with and overcome the indignities 

of schizophrenia. Schizophrenia research is mainly about the deficits, about 

the many difficulties patients face. It rarely celebrates the accomplishments 

of patients, their ability, on the whole, to accommodate and adapt to the 

constraints of their illness”. Clearly, patients do not have a choice on whether 

or not to deal with their schizophrenic illness, but clinicians and society 
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as a whole certainly do. Clinicians may overcome their prejudices about 

elderly schizophrenia patients, who too often are merely seen as ´lost 

cases´. Society may actively seek ways to counteract the double stigma that 

is attached to being old and having a severe mental illness (Graham et al., 

2003). Doing so, will benefit not only patients, but society itself as well. 



|  1 8 3c h a p t e r  7

References

Aleman A, Kahn RS, Selten JP: 

Sex differences in the risk of 

schizophrenia: evidence from 

meta-analysis. Arch Gen Psychiatry 

2003; 60:565–571 

Andreasen NC, Carpenter WTJr, 

Kane JM, et al: Remission in 

schizophrenia: proposed criteria 

and rationale for consensus. Am J 

Psychiatry 2005; 162:441-449

Andrews AO, Bartels SJ, Xie H, et 

al: Increased risk of nursing home 

admission among middle aged and 

older adults with schizophrenia. 

Am J Geriatr Psychiatry 2009; 

17:697-705

Auslander LA, Jeste DV: 

Perceptions of problems and 

needs for service among middle-

aged and elderly outpatients 

with schizophrenia and related 

psychotic disorders. Community 

Ment Health J 2002; 38:391-402

 

Bankole A, Cohen CI, Vahia, I, et 

al: Symptomatic remission in a 

multiracial urban population of 

older adults with schizophrenia. 

Am. J. Geriatr Psychiatry 2008; 

16:966-973

Beekman AT, Geerlings SW, 

Deeg DJ, et al: The natural 

history of late-life depression: a 

6-year prospective study in the 

community. Arch Gen Psychiatry 

2002; 59:605-611

Bellack AS, Green MF, Cook JA, 

et al: Assessment of community 

functioning in people with 

schizophrenia and other severe 

mental illnesses: a white paper 

based on an NIMH-sponsored 

workshop. Schizophr Bull 2007; 

33:805-822

 

Bora E, Yucel M, Pantelis 

C : Cognitive functioning in 

schizophrenia, schizoaffective 

disorder and affective psychoses: 

meta-analytic study. Br J Psychiatry 

2009; 195:475-482



1 8 4  | S u M M a r y  a n D  G e n e r a L  D I S c u S S I o n

Brekke JS, Levin S, Wolkon GH, 

et al: Psychosocial functioning 

and subjective experience in 

schizophrenia. Schizophr Bull 

1993; 19:599–608

Brown S. Excess mortality of 

schizophrenia. A meta-analysis. Br 

J Psychiatry 1997; 171:502-508 

Brown S, Kim M, Mitchell C, 

et al: Twenty-five year mortality 

of a community cohort with 

schizophrenia. Br J Psychiatry 

2010; 196:116-121 

Cheniaux E, Landeira-Fernandez 

J, Lessa Telles L, et al: Does 

schizoaffective disorder really exist? 

A systematic review of the studies 

that compared schizoaffective 

disorder with schizophrenia or 

mood disorders. J Affect Disord 

2008; 106:209-217

Cohen CI: Toward the development 

of theory and research in aging and 

schizophrenia, in Schizophrenia 

Into Later Life. Edited by Cohen 

CI. Washington DC, American 

Psychiatric Publishing, 2003, pp 

291-304

Cohen CI, Vahia I, Reyes P, et al: 

Schizophrenia in later life: clinical 

symptoms and social well-being. 

Psychiatr Serv 2008; 59:232-234 

Cornwell B, Laumann EO, 

Schumm LP: The social 

connectedness of older adults: a 

national profile. Am Sociol Rev 

2008; 73:185-203

Depla M, de Graaf R, Heeren 

T. Does supported living in 

residential homes improve the 

quality of life and mental stability 

of older adults with chronic mental 

disorder? Am J Geriatr Psychiatry 

2005; 13:124-133

Dominguez MdeG, Viechtbauer 

W, Simons CJ, et al: Are 

psychotic psychopathology and 

neurocognition orthogonal? 

A systematic review of their 

associations. Psychol Bull 2009; 

135:157-171



|  1 8 5c h a p t e r  7

Drake RE, Bond GR, Essock 

SM: Implementing evidence-

based practices for people with 

schizophrenia. Schizophr Bull 

2009; 35:704-713

Folsom DP, Depp C, Palmer BW, 

et al: Physical and mental health-

related quality of life among 

older people with schizophrenia. 

Schizophr Res 2009; 108:207–213

Graham N, Lindesay J, Katona 

C, et al: Reducing stigma and 

discrimination against older people 

with mental disorders: a technical 

consensus statement. Int J Geriatr 

Psychiatry 2003; 18:670-678

Granholm E, McQuaid JR, 

McClure FS, et al: Randomized 

controlled trial of cognitive 

behavioural social skills 

training for older people with 

schizophrenia: 12-month follow-up. 

J Clin Psychiatry 2007; 68:730-737

Green MF, Kern RS, Heaton RK: 

Longitudinal studies of cognition 

and functional outcome in 

schizophrenia: implications for 

MATRICS. Schizophr Res 2004; 

72:41-51

Grossman LS, Harrow M, 

Rosen C, et al:Sex differences in 

schizophrenia and other psychotic 

disorders: a 20-year longitudinal 

study of psychosis and recovery. 

Compr Psychiatry 2008; 49:523-

529 

de Haan L: Patients´ perspectives; 

subjective experiences and 

attitudes of patients with recent 

onset schizophrenia. Thesis, 

University of Amsterdam, 

Amsterdam, 2001

Harvey PD, Bertisch H, Friedman 

JI, et al: The course of functional 

decline in geriatric patients with 

schizophrenia: cognitive-functional 

and clinical symptoms as 

determinants of change. Am J Ger 

Psychiatry 2003; 11:610-619 



1 8 6  | S u M M a r y  a n D  G e n e r a L  D I S c u S S I o n

Harvey PD, Wingo AP, Burdick 

KE, et al: Cognition and disability 

in bipolar disorder: lessons from 

schizophrenia research. Bipolar 

Disord 2010; 12:364-375

Howard R: Schizophrenia-like 

psychosis with onset in late life, 

in Late Onset Schizophrenia. 

Edited by Howard R, Rabins PV, 

Castle DJ. Petersfield/Philadelphia, 

Wrightson Biomedical Publishing, 

1999, pp 127-138 

Howard R, Rabins PV, Seeman 

MV, et al: Late-onset schizophrenia 

and very-late-onset schizophrenia-

like psychosis: an international 

consensus. Am J Psychiatry 2000; 

157:172-178

Ibrahim F, Cohen CI, Ramirez 

PM : Successful aging in older 

adults with schizophrenia: 

prevalence and associated factors. 

Am J Geriatr Psychiatry 2010; 

18:879-886

Jeste DV, Nasrallah HA: 

Schizophrenia and aging: no 

more dearth of data? Am J Ger 

Psychiatry 2003; 11:584-587

Jones DK, Catani M, Pierpaoli C, 

et al: A diffusion tensor magnetic 

resonance imaging study of frontal 

cortex connections in very-late-

onset schizophrenia-like psychosis. 

Am J Geriatr Psychiatry 2005; 

13:1092-1099

Kørner A, Lopez AG, Lauritzen 

L, et al: Late and very-late first-

contact schizophrenia and the 

risk of dementia - a nationwide 

register based study. Int J Geriatr 

Psychiatry 2009; 24:61-67.

Krabbendam L, Arts B, van Os 

J, et al: Cognitive functioning in 

patients with schizophrenia and 

bipolar disorder: a quantitative 

review. Schizophr Res 2005; 

80:137-149

Kreyenbuhl J, Nossel IR, Dixon 

LB: Disengagement from 

mental health treatment among 

individuals with schizophrenia 



|  1 8 7c h a p t e r  7

and strategies for facilitating 

connections to care: a review of the 

literature. Schizophr Bull 2009; 

35:696–703

Leucht S, Burkard T, Henderson 

J, et al: Physical illness and 

schizophrenia: a review of the 

literature. Acta Psychiatr Scand 

2007; 116:317-333

 

Leung WW, Bowie CR, Harvey 

PD: Functional implications of 

neuropsychological normality 

and symptom remission in 

older outpatients diagnosed with 

schizophrenia: A cross-sectional 

study. J Int Neuropsychol Soc 

2008; 14:479-488

Marneros A, Pillmann F, 

Wustmann T: Delusional 

disorders, are they simply paranoid 

schizophrenia? Schizophr Bull. 

2010 Epub ahead of printing

Mazeh D, Zemishlani C, Aizenberg 

D, et al: Patients with very-late-

onset schizophrenia-like psychosis: 

a follow-up study. Am J Geriatr 

Psychiatry 2005; 13:417-419

Michon H, van Weeghel J: 

Rehabilitation research in the 

Netherlands; research review 

and synthesis of recent findings. 

Tijdschr Psychiatr 2010; 52:683-

694

Mueser KT, Pratt SI, Bartels SJ, 

et al: Randomized trial of social 

rehabilitation and integrated health 

care for older people with severe 

mental illness. J Consult Clin 

Psychol 2010; 78:561-573

Patterson TL, Semple SJ, Shaw WS, 

et al: Researching the caregiver: 

family members who care for older 

psychotic patients. Psychiatric 

Annals 1996; 26: 772-784

Penninx BW, van Tilburg T, 

Kriegsman DM, et al: Effects of 

social support and personal coping 

resources on mortality in older 

age: the Longitudinal Aging Study 

Amsterdam. Am J Epidemiol 1997; 

146:510-519



Perälä J, Suvisaari J, Saarni SI, et 

al: Lifetime prevalence of psychotic 

and bipolar I disorders in a general 

population. Arch Gen Psychiatry 

2007; 64:19-28

Pot AM, Kuin Y, Vink M. 

Handboek Ouderenpsychologie. 

Lochem, de Tijdstroom, 2006

Priebe S, McCabe R, Bullenkamp 

J, et al: Structured patient-clinician 

communication and 1-year 

outcome in community mental 

healthcare: cluster randomised 

controlled trial. Br J

Psychiatry 2007; 191:420-426

Reichstadt J, Sengupta G, Depp 

CA, et al: Older adults’ perspectives 

on successful aging: qualitative 

interviews. Am J Geriatr Psychiatry 

2010; 18:567-575

Saha S, Chant D, Welham J, et al: A 

systematic review of the prevalence 

of schizophrenia. PLoS Med 2005; 

2:e141 

Saha S, Chant D, McGrath J: A 

systematic review of mortality in 

schizophrenia: is the differential 

mortality gap worsening over 

time? Arch Gen Psychiatry 2007; 

64:1123-1131

Seeman MV: Parallels between 

aging and schizophrenia. 

Psychiatry 2005; 68:1-8

Shepherd S, Depp CA, Harris G, et 

al: Perspectives on schizophrenia 

over the lifespan: a qualitative 

study. Schizophr Bull 2010 Epub 

ahead of printing

Slade M, Leese M, Cahill S, et al: 

Patient-rated mental health needs 

and quality of life improvement. Br 

J Psychiatry 2005; 187:256-261

Stek ML, Gussekloo J, Beekman 

AT, et al: Prevalence, correlates and 

recognition of depression in the 

oldest old: the Leiden 85-plus study. 

J Affect Disord 2004; 78:193-200

Strauss JS: Schizophrenia and 

aging: meeting point of diagnostic 

and conceptual questions, in 

Schizophrenia And Aging. Edited 

by Miller NE, Cohen GD. New 

1 8 8  | S u M M a r y  a n D  G e n e r a L  D I S c u S S I o n



York/London, Guilford Press, 1987, 

pp 3-8

Tandon R, Keshavan MS, Nasrallah 

HA: Schizophrenia, “just the 

facts” what we know in 2008. 

2. Epidemiology and etiology. 

Schizophr Res. 2008; 102:1-18

Vahia I, Bankole AO, Reyes P, et al: 

Schizophrenia in later life. Aging 

Health 2007; 3:383-396

Vahia IV, Palmer BW, Depp C, et 

al : Is late-onset schizophrenia a 

subtype of schizophrenia? Acta 

Psychiatr Scand 2010; 122:414-426

Willemse, BM, Depla MFIA, 

Bohlmeijer ET: A creative 

reminiscence program for 

older adults with severe mental 

disorders: Results of a pilot 

evaluation. Aging & Mental Health 

2009; 13:736-743

Zisook S, Kasckow JW, Golshan 

S, et al: Citalopram augmentation 

for subsyndromal symptoms 

of depression in middle-aged 

and older outpatients with 

schizophrenia and schizoaffective 

disorder: a randomized controlled 

trial. J Clin Psychiatry 2009; 

70:562-571

|  1 8 9c h a p t e r  7



1 9 0  |



nederlandse 
Samenvatting



1 9 2  | n e D e r L a n D S e  S a M e n vat t I n G

Schizofrenie op oudere leeftijd 

Schizofrenie is waarschijnlijk de ernstigste psychiatrische aandoening 

die een mens kan treffen, zowel door de ingrijpende symptomen als 

de vaak levenslange duur van de ziekte. Patiënten hebben vaak last 

van hallucinaties, wanen of verwarde spraak (zogenaamde positieve 

symptomen), maar ook apathie en contactarmoede (zogenaamde negatieve 

symptomen) kunnen zeer invaliderend zijn. Tenslotte kan cognitief 

functieverlies, dat zich bij voorbeeld uit in verminderde aandacht of verlies 

van overzicht, voor ernstige beperkingen zorgen. Schizofrenie begint 

weliswaar vaak, maar niet altijd op jongere leeftijd. Bij aanvang van de 

ziekte voor het veertigste jaar spreekt men van ´early onset´ schizofrenie, 

terwijl er bij een begin tussen het veertigste en zestigste jaar sprake is 

van ´late onset´ schizofrenie. Wanneer zich na het zestigste jaar een 

op schizofrenie gelijkend beeld ontwikkelt, is de term ´very-late-onset 

schizophrenia-like psychosis´ gangbaar. 

Ouderen met schizofrenie vormen een heterogene groep. Naast oudere 

patiënten die al op jonge leeftijd schizofrenie hebben gekregen, omvat 

de groep tevens patiënten die deze aandoening pas op latere leeftijd 

ontwikkelden. Gezien de bij schizofrenie sterk verhoogde mortaliteit, 

kunnen oudere patiënten met ´early onset´ schizofrenie worden 

beschouwd als overlevers. Hun levensloop is vaak sterk bepaald door hun 

aandoening, die kansen op opleiding, werk, vriendschappen en relaties 

meestal ernstig heeft beperkt. Zulke beperkingen hebben de meeste 

patiënten met een later ontstane schizofrenie niet ervaren. Toch heeft ook 

schizofrenie die pas op latere leeftijd ontstaat een ernstig ontregelende 

invloed op het leven van patiënten en hun omgeving. 

Oudere patiënten zijn sterk onderbelicht in de wetenschappelijke 

literatuur over schizofrenie, terwijl het een snel groeiende groep betreft 

die bovendien meerdere specifieke kenmerken heeft. Eén van de redenen 

voor deze onderbelichting zal gelegen zijn in de dubbele stigmatisering 
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waar deze patiënten mee te maken hebben: het stigma van schizofrenie én 

het stigma van ouderdom. In Nederland zijn er momenteel naar schatting 

zo’n 20.000 zestigplussers met schizofrenie. Door demografische 

ontwikkelingen zal deze groep over 20 jaar, in 2031, zijn toegenomen tot 

ongeveer 30.000 personen. Daarmee zijn ouderen de snelst groeiende 

groep van alle mensen met schizofrenie. Door de sterke afbouw van 

intramurale psychiatrische voorzieningen gedurende de tweede helft van 

de vorige eeuw, wonen de meeste ouderen met schizofrenie vandaag de 

dag in de maatschappij.  

Dit proefschrift is geworteld in het SOUL-onderzoek. SOUL is een 

acroniem voor ´Schizofrenie op Oudere Leeftijd´. In Hoofdstuk 1 worden 

de achtergronden van dit onderzoek besproken. Het SOUL-onderzoek 

stelde zich ten doel om:

(1) meer kennis te vergaren over schizofrenie op oudere leeftijd door 

het bestuderen van het klinisch en sociaal functioneren van een 

cohort patiënten van zestig jaar en ouder, in behandeling bij de 

geestelijke gezondheidszorg en gediagnosticeerd met schizofrenie, 

een schizoaffectieve stoornis of een waanstoornis. Deze laatste twee 

stoornissen (ook wel schizofreniespectrumstoornissen genoemd) zijn 

sterk verwant met schizofrenie. 

(2) behandelaars en zorginstellingen van informatie te voorzien, om de 

behandeling en ondersteuning die aan deze patiënten wordt geboden te 

verbeteren. 

Het SOUL-onderzoek ging in 2006 van start en vond grotendeels plaats 

in Amsterdam Zuid, binnen het verzorgingsgebied van de instelling voor 

geestelijke gezondheidszorg GGZ inGeest. In totaal kwamen 185 patiënten 

in aanmerking voor onderzoeksdeelname. Een aantal patiënten was niet in 

staat om deel te nemen (N = 31), terwijl een ander deel afzag van deelname 

(N = 34). Daarmee bleven 120 patiënten over, die in het onderzoek 

participeerden. Aanvullend werden nog 11 deelnemers (allen met ´late 
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onset´ schizofrenie) geworven in de psychiatrische verzorgingsgebieden 

Amsterdam Nieuw West (GGZ in Geest) en Utrecht (Altrecht). 

Hoofdstuk 2 beschrijft de literatuurstudie die wij voorafgaand aan het 

onderzoek verrichtten naar het sociaal functioneren van oudere ambulante 

patiënten met schizofrenie. Sociaal disfunctioneren is verantwoordelijk 

voor een belangrijk deel van de ziektelast bij schizofrenie. Verbeteren 

van sociaal functioneren is dan ook een belangrijk behandeldoel, breder 

dan het uitsluitend bestrijden van psychotische symptomen. Onze 

literatuurstudie richtte zich met name op sociale rolvervulling, sociale 

vaardigheden en sociale steun. Van de 1679 artikelen die wij systematisch 

opspoorden, kwalificeerden er 36 voor dit onderzoek. De meeste 

publicaties waren afkomstig uit de Verenigde Staten. 

In diverse aspecten van sociaal functioneren (zoals vriendschappen, 

partnerrelaties, zelfstandig wonen) blijken oudere schizofrenie patiënten 

in het nadeel te zijn ten opzichte van gezonde leeftijdsgenoten. Sociale 

handicaps die patiënten met ´early onset´ schizofrenie reeds in het begin 

van hun ziekte opliepen, bij voorbeeld door gemiste kansen op een 

relatie of een opleiding, beïnvloeden vanzelfsprekend ook hun sociaal 

functioneren op oudere leeftijd. Daarentegen zijn patiënten die pas op 

latere leeftijd schizofrenie ontwikkelen vaak beter sociaal geïntegreerd. 

Verder is er sprake van aanzienlijke verschillen in sociaal functioneren 

tussen individuele patiënten en zijn er aanwijzingen dat een aantal 

patiënten met het ouder worden sociaal juist beter gaat functioneren. 

Wat betreft de kwaliteit van sociale vaardigheden is er een duidelijke 

samenhang met het niveau van cognitief functioneren en (in iets mindere 

mate) met de intensiteit van psychotische symptomen. 

Een groot deel van de variantie in sociaal functioneren is nog 

onverklaard. Naar de effecten van de aanwezigheid en kwaliteit van 

sociale steun op het functioneren van oudere schizofrenie patiënten 

is nog weinig onderzoek verricht. Ook de invloed van andere mogelijk 
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relevante omgevingsvariabelen, zoals het beschikbaar zijn van sociale 

voorzieningen, is tot dusver onderbelicht gebleven. Bij onderzoek naar 

sociaal functioneren is het van belang ook de visie van patiënten zelf te 

betrekken. Dat doet niet alleen recht aan het perspectief van de patiënt, 

maar kan ook relevante informatie opleveren bij vergelijking met de 

beoordeling door derden. 

Hoofdstuk 3 beschrijft de meting van de prevalentie van schizofrenie 

en spectrumstoornissen, alsmede de verdeling naar ontstaansleeftijd 

en geslacht bij patiënten van 60 jaar en ouder binnen het psychiatrisch 

verzorgingsgebied Amsterdam Zuid. Deze patiënten werden op 

systematische wijze opgespoord via het casusregister van GGZ 

inGeest. De eenjaarsprevalentie van schizofrenie bedroeg 0.55% (95% 

betrouwbaarheidsinterval: 0.46-0.64), van schizoaffectieve stoornissen 

0.14% (0.09-0.20) en van waanstoornissen 0.03% (0.01-0.06). De 

schizofrenie prevalentie die wij vonden is vergelijkbaar met die voor 

jongere populaties. In de algemene oudere bevolking zal de prevalentie 

nog hoger liggen, omdat onze meting uitsluitend de patiëntengroep 

betrof die in psychiatrische zorg was. Een opvallende bevinding was dat 

bij meer dan één van elke drie patiënten schizofrenie pas na het 40e jaar 

was ontstaan. Verder waren vrouwen duidelijk oververtegenwoordigd 

(prevalentie vrouwen 0.68%; mannen 0.35%). Dit gold ook voor de 

patiënten met ´early onset´ schizofrenie (prevalentie vrouwen 0.42%; 

mannen 0.24%). 

De gemeten prevalentiewaarde toont de klinische relevantie die 

schizofrenie ook op oudere leeftijd nog heeft. Bovendien blijkt de groep 

oudere patiënten met schizofrenie in een aantal opzichten wezenlijk 

te verschillen van jongere patiënten. De groep omvat naast oud 

geworden patiënten met ´early onset´ schizofrenie een aanzienlijk aantal 

(overwegend vrouwelijke) patiënten, die pas op latere leeftijd schizofrenie 

ontwikkelden. Voor deze laatste groep geldt onder meer dat patiënten vaak 
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beter sociaal geïntegreerd zijn en minder cognitieve beperkingen hebben. 

De intensiteit van positieve en negatieve psychotische symptomen bepalen 

mede het niveau van functioneren van patiënten. Hoofdstuk 4 bestudeert 

de aanwezigheid van psychotische symptomen bij de patiënten met 

schizofrenie of een schizoaffectieve stoornis binnen het onderzochte 

verzorgingsgebied. Hierbij maakten wij gebruik van de in 2005 

geïntroduceerde consensus definitie van symptoomremissie. Volgens deze 

definitie is er sprake van symptoomremissie bij afwezigheid of minimale 

intensiteit van acht (positieve, negatieve en algemene) symptomen op de 

PANSS, een veelgebruikte meetschaal voor psychotische symptomen. Als 

aanvullend criterium gold dat patiënten in de voorafgaande zes maanden 

niet psychiatrisch opgenomen waren geweest. 

Slechts 3 van elke 10 patiënten (29.4%) bleek aan de definitie van 

symptoomremissie te voldoen. Dit weerspreekt de veronderstelling dat de 

meeste oudere patiënten met schizofrenie nog maar weinig psychotische 

symptomen hebben. Het gevonden percentage is aanmerkelijk lager dan 

in twee eerdere (Noordamerikaanse) studies naar symptoomremissie bij 

oudere patiënten met ´early onset´ schizofrenie. Aangezien deze studies 

geselecteerde patiëntenpopulaties onderzochten, menen wij dat onze 

bevinding klinisch meer representatief is. 

Schizoaffectieve patiënten waren vaker in symptoomremissie dan 

patiënten met schizofrenie. Verder bleek dat patiënten in remissie trouwer 

waren in hun contacten met de geestelijke gezondheidszorg. Bovendien 

scoorden zij hoger op enkele maten voor sociaal functioneren. Er kon geen 

samenhang worden aangetoond tussen symptoomremissie en maten voor 

cognitie, stemming en ervaren kwaliteit van leven.   

Hoofdstuk 5 beschrijft een vergelijking van de cognitieve prestaties 

van oudere patiënten met schizofrenie en oudere patiënten met een 

bipolaire stoornis. Cognitieve beperkingen zijn een belangrijk kenmerk 
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van schizofrenie. Ook bij patiënten in symptoomremissie blijven deze 

beperkingen aanwezig. Voor het functioneren op langere termijn en de 

behoefte aan zorg hebben cognitieve beperkingen een sterke voorspellende 

waarde. Juist op oudere leeftijd is aandacht voor cognitief functioneren van 

belang. Veroudering kan immers reeds aanwezige cognitieve beperkingen 

versterken. 

In de wetenschappelijke literatuur is de laatste jaren een debat gaande 

over het al dan niet specifieke karakter van de cognitieve beperkingen die 

bij schizofrenie worden gevonden. Bij jongere patiënten zijn er inmiddels 

diverse aanwijzingen dat de verschillen in cognitieve beperkingen tussen 

schizofrenie en de bipolaire 1 stoornis (een andere ernstige psychiatrische 

aandoening) vooral kwantitatief zijn. In oudere populaties is dit tot 

dusver nauwelijks onderzocht. Om die reden vergeleken wij de prestaties 

binnen een aantal cognitieve domeinen (aandacht / werkgeheugen; 

verbaal geheugen; executieve functies; verbale vloeiendheid) van de 

patiënten met schizofrenie in ons studiecohort (N = 67, waarvan N = 20 in 

symptoomremissie resp. N = 47 niet in symptoomremissie), met die van 

oudere bipolaire 1 patiënten met een normofore stemming (N = 74) en die 

van ouderen zonder een psychiatrische aandoening (N = 69). 

Zowel de patiënten met schizofrenie als de bipolaire patiënten 

presteerden overwegend duidelijk slechter dan hun gezonde 

leeftijdsgenoten (grote effecten voor verbaal geheugen, executieve functies, 

verbale vloeiendheid; kleine tot matig sterke effecten voor aandacht 

/ werkgeheugen). Er waren slechts geringe verschillen in cognitieve 

prestaties tussen de patiënten met schizofrenie die in symptoomremissie 

waren en de bipolaire patiënten. Geen van beide groepen presteerde 

structureel beter dan de andere groep. Deze bevinding suggereert dat de 

fenomenologie van de cognitieve beperkingen bij deze twee aandoeningen 

op latere leeftijd sterk vergelijkbaar is. Verder scoorden schizofrenie 

patiënten die in symptoomremissie waren binnen meerdere cognitieve 

domeinen beter dan patiënten die niet in symptoomremissie waren. De 
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effectgrootte van deze verschillen was echter klein. 

Hoofdstuk 6 bestudeert de zorgbehoefte van oudere patiënten met 

schizofrenie. Verreweg de meeste mensen die schizofrenie ontwikkelen 

zijn aangewezen op zorg en ondersteuning, meestal met een langdurig 

karakter. Vaak verandert deze zorgbehoefte met het ouder worden. Zo 

kunnen sommige behoeftes verminderen (bij voorbeeld door een afname 

van psychotische symptomen), terwijl andere behoeftes juist toenemen 

of voor het eerst ontstaan (bij voorbeeld door lichamelijke achteruitgang). 

Wij onderzochten de behoefte aan zorg bij de patiënten binnen ons 

verzorgingsgebied met behulp van de ‘Camberwell Assessment of Need 

for the Elderly’ (CANE), een veel gehanteerd meetinstrument waarmee 

24 verschillende zorgbehoeftes worden gedocumenteerd. Steeds werd 

vastgesteld of een bepaalde zorgbehoefte al dan niet was vervuld. 

Omdat het aanwezig zijn van een zorgbehoefte verschillend kan worden 

beoordeeld door patiënten zelf en door anderen, werden telkens twee 

meningen geregistreerd: die van de patiënt en die van een stafmedewerker 

die de patiënt goed kende.  

Gemiddeld gaven patiënten 7.6 zorgbehoeftes aan, waarvan er 

6.1 vervuld en 1.5 onvervuld waren. Stafmedewerkers rapporteerden 

gemiddeld iets meer zorgbehoeftes, zowel vervuld als onvervuld. 

Deze aantallen liggen aan de bovenkant van wat voor jongere 

patiëntenpopulaties is gerapporteerd. Behoeftes op psychologisch terrein 

(met name omgaan met stress en met psychotische symptomen) en 

sociaal terrein (met name gezelschap en dagbesteding) bleken vaker 

onvervuld te zijn dan behoeftes op omgevingsgebied (zoals huisvesting) 

en lichamelijke behoeftes (zoals zelfzorg). Een vergelijkbare verdeling 

is ook gerapporteerd in onderzoek bij jongere patiënten. Patiënten en 

stafmedewerkers waren het in 84% van de gevallen eens of een bepaalde 

zorgbehoefte bestond, en of deze al dan niet vervuld was. Voor drie 

zorgbehoeftes (psychotische symptomen, gezelschap en dagbesteding) 
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was deze overeenstemming lager dan 75%. Van de 114 deelnemers hadden 

er slechts 29 (25.4%) een mantelzorger, gedefinieerd als iemand die 

minstens een uur per week vrijwillige en onbetaalde zorg aan de patiënt 

verleende. De door patiënten ervaren kwaliteit van leven bleek sterk samen 

te hangen met het aantal onvervulde zorgbehoeftes dat zij aangaven 

(verklaarde variantie: 36%). Ook deze bevinding is vaak bij jongere 

patiënten gedaan. 

  

In Hoofdstuk 7 wordt, na becommentariëring van methodologische 

aspecten van het uitgevoerde onderzoek, een aantal algemene 

conclusies besproken. De resultaten van dit proefschrift pleiten 

voor een genuanceerde visie op ouderen met schizofrenie (inclusief 

spectrumstoornissen). De prevalentie van deze stoornissen blijft ook op 

oudere leeftijd aanzienlijk, maar in een aantal opzichten verschilt de groep 

oudere patiënten duidelijk van jongere patiënten. Dit blijkt onder meer uit 

het hoge percentage vrouwen en het substantiële aantal patiënten met een 

latere beginleeftijd van de aandoening. Hoewel psychotische symptomen 

bij een meerderheid van de patiënten actief aanwezig zijn, is er ook een 

redelijk aantal patiënten dat in symptoomremissie is. Symptoomremissie 

is geassocieerd met een betere therapietrouw en een hoger niveau van 

sociaal functioneren. De cognitieve prestaties van patiënten blijven 

gemiddeld duidelijk achter bij die van gezonde leeftijdsgenoten. De 

zorgbehoefte van deze patiëntengroep blijkt aanzienlijk en is divers 

van aard, samenhangend met zowel de psychiatrische aandoening als 

met het ouder worden. Het belang van het signaleren van onvervulde 

zorgbehoeftes komt onder meer naar voren uit de sterke relatie tussen 

het aantal onvervulde zorgbehoeftes en de ervaren levenskwaliteit. Er zijn 

vooral lacunes wat betreft zorgbehoeftes met een psychosociaal karkater. 

Het samenspel van psychiatrische aandoening en veroudering geeft 

aanleiding tot een grote inter-individuele variatie. Vanuit een theoretisch 

gezichtspunt kunnen patiënten op een continuüm van functioneren 
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en welzijn worden geplaatst. Aan het ene einde van dit continuüm zijn 

individuen te vinden bij wie de gevolgen van hun aandoening beperkt zijn 

gebleven en die veerkrachtig bleken in het emotioneel en sociaal omgaan 

met hun ziek zijn. Als zij bovendien een goede lichamelijke gezondheid 

genieten, kan er bij hen soms zelfs worden gesproken van ´succesvol oud 

worden´. Dit is echter maar voor enkele patiënten weggelegd. Aan de 

andere zijde van dit continuüm zijn sterk ingeperkte patiënten te vinden, 

van wie het bestaan gedomineerd is gebleven door hun psychose, zowel 

in symptomatisch als in sociaal opzicht. Als hen ook nog het lot treft van 

een ernstige lichamelijke ziekte of handicap, zijn zij meestal blijvend 

aangewezen op institutionele zorg. Of ze leiden, wanneer de inhoud van 

hun psychotische belevingen hen ervan weerhoudt om hulp te accepteren, 

een kommervol bestaan, grotendeels buiten het zicht van de samenleving. 

Hoewel de uitersten van dit continuüm de meeste aandacht trekken, 

zullen de meeste patiënten met schizofrenie zich ergens tussen deze twee 

extremen in bevinden. In de loop der tijd kunnen zij naar de ene dan wel 

de andere kant van dit continuüm opschuiven. Natuurlijk is een dergelijk 

continuüm een simplificering van de werkelijkheid, waarin immers 

diverse andere invloeden (bij voorbeeld de aanwezigheid van sociale 

steun) de uitkomst meebepalen. Toch doet het beeld van een dynamisch 

continuüm wel recht aan het heterogene beloop van patiënten: sommigen 

zijn met het ouder worden slechter af, anderen blijven opvallend stabiel 

functioneren en een aantal patiënten kan juist een betere levenskwaliteit 

gaan ervaren met het klimmen der jaren. Voor een uniform stereotype van 

dé oudere patiënt met schizofrenie is er dus geen bestaansrecht. 

Hoofdstuk 7 besluit met een aantal aanbevelingen voor de zorg aan 

ouderen met schizofrenie. Er moet meer werk worden gemaakt van het 

bereiken van ouderen met schizofrenie die momenteel niet bekend zijn 

bij de geestelijke gezondheidszorg. Dat betreft niet alleen individuen in 

de samenleving, maar ook verpleeghuispatiënten. Defaitisme over de 

mogelijkheid van oudere patiënten om te profiteren van het aanbod aan 
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rehabilitatie en psychotherapeutische interventies, dat inmiddels voor 

jongere patiënten wel veelal beschikbaar is, moet worden bestreden. 

Het aanbod aan dagactiviteiten en aan woonvoorzieningen die rekening 

houden met de psychiatrische achtergrond van bewoners vraagt om 

snelle uitbreiding. De verontrustende cijfers die de laatste jaren zijn 

gepubliceerd over verhoogde somatische morbiditeit en mortaliteit 

bij schizofrenie impliceren dat er (veel) meer aandacht nodig is voor 

het lichamelijk functioneren van patiënten met schizofrenie. Op het 

vlak van wetenschappelijk onderzoek is er onder meer behoefte aan 

nieuwe longitudinale studies, die het beloop van functioneren zichtbaar 

maken. Ook is specifieke aandacht voor de groep oudere ouderen (75-

plus) wenselijk. Het belang van sociale steun is een tot dusver ten 

onrechte verwaarloosd onderzoeksterrein. Dat geldt ook voor de rol die 

mantelzorg voor deze patiëntengroep vervult. Tenslotte kan onderzoek dat 

kwalitatieve methodes gebruikt informatie opleveren, die in kwantitatieve 

benaderingen verborgen blijft. Een mogelijk voorbeeld hiervan zijn de 

barrières die patiënten kunnen ervaren bij het toegang verkrijgen tot of 

accepteren van aangeboden zorg.



2 0 2  |



Dankwoord 
(acknowledgements)



2 0 4  | D a n k w o o r D  ( a c k n o w L e D G e M e n t S )

Op een bovenwoning in de Pijp ligt de basis van dit proefschrift. Daar 

bezocht ik begin 2003 een 89-jarige onvervalst Amsterdamse, die haar 

buurvrouw met een paraplu te lijf was gegaan. Haar leven lang had ze niet 

met psychiaters te maken gehad, maar nu bleek ze een doortimmerde 

achtervolgingswaan te hebben. Een bloeiende psychose op zo´n hoge 

leeftijd, bij een kraakhelder geheugen en een prima lichamelijke conditie, 

was ik nog niet eerder tegengekomen. Pas later zou ik leren dat dit nu zo´n 

´very-late-onset schizophrenia-like psychosis´ was, waar in dit proefschrift 

onder andere over te lezen is. Mijn nieuwsgierigheid was gewekt en ik 

ging op zoek naar literatuur over late psychosen. Daarbij raakte ik ook 

geïnteresseerd in de groep oudere patiënten die al vroeg in hun leven met 

schizofrenie te maken kregen. Natuurlijk kwam ik veel verhalen tegen van 

gehavende levens en gemiste kansen. Die verhalen waren meestal treurig, 

maar wat mij fascineerde was de oorspronkelijkheid en veerkracht die ik 

desondanks bij veel patiënten zag, op hun soms excentrieke manier en 

vaak tegen de stroom in: met recht levenskunstenaars. Zo werd een plan 

geboren om iets met onderzoek naar deze bijzondere groep mensen te 

gaan doen. Zonder het vertrouwen dat zoveel patiënten mij vervolgens 

gaven door aan dat onderzoek mee te willen doen, was er nooit wat van dit 

proefschrift terechtgekomen. 

Schizofrenie op oudere leeftijd is verhoudingsgewijs weinig onderzocht, 

al komt daar de laatste jaren wel verandering in. Voor een onderzoeker is 

de zonnige zijde daarvan dat er een weids landschap aan mogelijkheden 

klaar ligt. Maar om die overvloed om te vormen tot een concreet en 

haalbaar onderzoeksplan is een tweede. Ik prijs mij gelukkig dat ik 

daarbij zoveel behulpzame én verstandige mensen om mij heen trof. 

Drie namen moeten daarbij beslist als eerste genoemd worden. Piet 

Eikelenboom: jouw aanstekelijke enthousiasme - gecombineerd met je 

onnavolgbare talent om vermeende obstakels juist als nieuwe kansen te 

zien - heeft ervoor gezorgd dat ik op weg ging en op weg bleef. Daarbij 
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zijn je wetenschappelijke originaliteit én je betrokkenheid bij de patiënten 

waar het tenslotte allemaal om gaat tot op de dag van vandaag een grote 

inspiratie voor mij. Max Stek: jouw solide en loyale ondersteuning om 

zo´n onderzoek in en naast de praktijk van alledag te realiseren was een 

rode draad door de afgelopen jaren heen. Je royale complimenten maakten 

me wel eens verlegen, maar ik had ze niet willen missen. Ik ben er trots 

op jouw eerste promovendus te zijn. Hannie Comijs: steun en toeverlaat 

bij het veroveren van SPSS-terrein, altijd beschikbaar om een onverwachte 

knoop te helpen ontwarren, zelfs als helpdesk op afstand als ik elders aan 

het schrijven was. En daarbij een heleboel gezelligheid, ook dankzij onze 

gezamenlijke liefde voor Friesland, het water en wat daarop vaart. Een 

betere copromotor kon ik me niet wensen.

De begeleidingscommissie voor het onderzoek had nog drie steunpilaren 

aan boord. Altijd goed als steunpilaren zwaargewichten zijn. Aartjan 

Beekman: een gezamenlijk verleden in opleiding bij ´de rijdend 

psychiater´, en nu ben jij mijn tweede promotor. Veel had ik aan jouw 

zicht op de grote lijn en je vermogen om in een artikel in wording 

precies de vinger op de zere plek te leggen (waar ik vaak wel van wist 

dat het een beetje wrong). Na een bespreking duizelde het me soms van 

de ideeën en suggesties, maar het leverde altijd weer iets nieuws op. 

Lieuwe de Haan: jou komt de eer toe het onderzoek van een naam te 

hebben voorzien: SOUL! Samen verrichtten wij monnikenwerk met het 

beoordelen van 191 patiëntvignetten. Jouw expertise op het gebied van 

schizofrenie was een prachtige toevoeging in onze onderzoeksgroep. 

Het klopt dan ook helemaal dat jij - naast Max en Aartjan - mijn derde 

promotor bent. Jan Smit: drijvende kracht achter een grote en zeer 

veelzijdige onderzoeksafdeling, maar geen moment kreeg ik het gevoel 

dat het SOUL-radertje daarin tekort kwam. Van jouw creativiteit in het 

vinden van middelen en mensen heb ik volop geprofiteerd. Hier wil ik ook 

de leden van de leescommissie mijn erkentelijkheid betuigen voor hun 
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inspanningen: Marja Depla, Roos van der Mast, Willem van Tilburg, Frans 

Verhey, Jaap van Weeghel en Durk Wiersma; en Yolande Pijnenburg en 

Sebastian Köhler voor hun deelname aan de oppositie. 

Dank aan de meelezers van het eerste uur voor hun commentaren op 

het onderzoeksprotocol: Daniëlle Cath, Pim van Gool, Thea Heeren, 

Cees Jonker, medepionier Cora Kerssens, Aart Schene en Ben Schmand. 

Lowijs Perquin onderwees mij terzakekundig in het afnemen van de 

PANSS, René Keet deed hetzelfde voor de MINI-Plus. Karin Vermond 

en Anna Paauw vormden een veelzijdig duo voor het afnemen van het 

verpleegkundig onderzoeksgedeelte: zorgvuldig, initiatiefrijk en met veel 

tact in de omgang met de onderzoeksdeelnemers. Karin: jij debuteerde 

als sociaal-psychiatrisch verpleegkundige vanuit de polikliniek ouderen 

in onderzoeksland. Je hebt daarmee veel krediet verworven, zowel bij de 

patiënten die zich bij jou op hun gemak voelden, als bij de polikliniek 

collegae die zagen dat klinische praktijk en wetenschappelijk onderzoek 

elkaar niet in de weg hoeven te zitten, integendeel. En leuk dat we er 

samen ook zoveel humor aan hebben beleefd. Ik ben er trots op dat 

je mijn paranimf wilt zijn. Anna: van jouw ervaring met het afnemen 

van meetinstrumenten en het secuur verwerken daarvan heb ik volop 

geprofiteerd. Het contact met deze nieuwe patiëntengroep ging je prima 

af, ook door de interesse die je voor hun problemen toonde. Fijn dat je 

in de beloopsmeting weer van de partij bent. Minder zichtbaar, maar 

belangrijke stille krachten voor het welslagen van het onderzoek: Kathelijn 

Staverman (patiënt metingen), Riek Kwaspen (boven water halen van 

oude dossiers), Gerard Slegers (video opnames), Jasper Nieuwesteeg (data 

beheer), Carla Philippus (geld beheer), Rianne Hoogewoning (agenda 

beheer), dank jullie wel.

Twee psychiaters in opleiding droegen veel bij aan de dataverzameling 

van het onderzoek. Marjan Weeda: jij beet de spits af en door je grote 

D a n k w o o r D  ( a c k n o w L e D G e M e n t S )
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energie en efficiëntie kreeg je het meten snel onder de knie. Maureen 

Smeets-Janssen: jouw lange vignetteksten weerspiegelden zowel je grote 

zorgvuldigheid als je betrokkenheid bij de patiënten. Daarbij bakende je 

met je studie naar ´Theory of Mind´ een eigen SOUL-onderzoeksgebied 

af. Toen ik gesubsidieerde schrijftijd verwierf was ik blij dat jij als 

nieuwbakken psychiater mijn polikliniek taken deels ging waarnemen. 

Margriet Wegloop nam het stokje van die waarneming later over: met een 

andere stijl, maar met dezelfde zorgvuldigheid en betrokkenheid. 

Deelnemers voor het onderzoek werven: daar hebben een heleboel 

hulpverleners hun sporen mee verdiend. Mailtjes beantwoorden, patiënten 

motiveren, nog meer mailtjes beantwoorden, vragenlijsten scoren. 

Dichtbij betrof dat medewerkers van de polikliniek ouderen Zuid: Barbara 

Berghout, Marijke Bremmer, Moniek van Dijk, Peter Franke, Ellen van 

Haagen, Rikie Kleverwal, Jacqueline Onrust, Joanneke Sikkema, Eric 

Stolp, Gerdine van Til, Annemarie van der Voet en Gerard Vromans. Even 

verderop in GGZ inGeest: Johan Boukes, Douwe Bouma, Mieke van Gils, 

Mary Heus, Jeanne Kerkhoven, Tamar Lange, Martijn van der Meulen, 

Roxanne Parris, Rick Perdon, Johan Quaak, Didi Rhebergen, Frans 

Sikking, Paulan Stärcke, Paul Tegenbosch, Iet van der Velden, Liesbeth 

Vleugel, Helen Volmer en Hans van Wechem. En in het ´buitengewest´ 

Altrecht: Géraud Dautzenberg, Rob Kok en Indrag Lampe. Mijn dank is 

groot. 

Toen de data eenmaal verzameld waren brak de fase van analyseren en 

schrijven aan. De afgelopen twee jaar heb ik zo mijn aandacht verdeeld 

tussen de drukke bijenkorf van de polikliniek en de meer serene 

academische sferen van de AJE. En meermalen pakte ik laptop en 

dossiermappen bij elkaar om in afzondering een weekje aan een artikel te 

schrijven. Zo verborg ik mij in het trappistenklooster in Berkel-Enschot, 

in het Zuid-Friese Goingarijp (tot tweemaal toe; met veel dank voor 



2 0 8  |

jullie gastvrijheid, Karen en Chrétien), in het Noord-Friese Warstiens en 

tenslotte zelfs buitengaats in Holme-next-the-Sea (Mary and Patrick: many 

thanks for being so hospitable). Maar zelfs op het Engelse platteland moet je 

de buitenwereld af en toe in de gaten blijven houden: 

Hoewel de schrijfperiode intensief was, heb ik deze ook als een 

´sabbatical´ ervaren: weliswaar met één been in de klinische praktijk, 

maar daarnaast ruimbaan voor de lange lijn van het onderzoek. Een 

speciaal woord van dank is hierbij op zijn plaats voor mijn collega dokters 

op de polikliniek: Caroline Sonnenberg, Annemieke Dols en Jeroen de 

Jong. Door jullie vangnet op mijn onderzoeksdagen waren het ook echt 

onderzoeksdagen. Op een enkel telefoontje na hielden jullie me uit de 

wind van de dagelijkse patiëntperikelen. Een doktersclubje om zuinig 

op te zijn, ik kijk ernaar uit om weer meer onder jullie te verkeren. 

Caroline: jij nam twee jaar terug het stokje als manager zorg van mij 

over. Jouw betrokkenheid en zorgvuldigheid kennende, deed ik dat met 

een gerust hart. Ik heb je weliswaar op het promotiepad ingehaald, maar 

ook voor jou is de finish binnen de horizon. Annemieke: aangename 

wervelwind en stok achter de deur om voornemens ook uit te voeren. Na 

een half jaartje hokken op VAL14 wordt het nu toch weer een LAT, maar 

daar schijnen relaties alleen maar beter van te worden. Jeroen: we delen 

D a n k w o o r D  ( a c k n o w L e D G e M e n t S )
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inmiddels al meer dan tien jaar werkgeschiedenis en daarin neem jij 

voor mij een centrale plaats in. Bij mijn onderzoek was je maar zijdelings 

betrokken. Het kostte me zelfs één deelnemer, die afhaakte toen ze in de 

patiënteninformatie jouw naam als onafhankelijk arts zag staan: “Dokter 

de Jong? Daar wil ik nóóit meer iets mee te maken hebben.” Geen idee 

wie die naamgenoot was… Als werkmaatje én meer dan dat ben je me heel 

dierbaar. Geen moeilijke keuze om jou als paranimf te vragen. En als het 

over de polikliniek gaat, wil ik ons onvolprezen secretariaat nadrukkelijk 

noemen. Annemieke, Hannie, Marzenka, Natasha en Pia: als spinnetjes in 

het web houden jullie de boel draaiende, ik ben verwend met jullie grote 

behulpzaamheid en flexibiliteit.

Naast de vaste SOUL-auteurs schreven enkele gastauteurs mee aan de 

onderzoeksartikelen. Tom Patterson: I am delighted and honored with your 

readiness to join us on this project. Sigfried Schouws: vanuit GAPZ-land 

staken wij destijds kort na elkaar over naar de Valerius-regionen. Nu 

hebben we gezamenlijk de cognitieve data van ´jouw´ bipolaire ouderen 

vergeleken met die van ´mijn´ SOUL-populatie. Je scherpzinnigheid en 

relativeringsvermogen waren daarbij voor mij welkome aanvullingen. 

Rose-Marie Dröes: van jouw expertise profiteerde ik in het artikel over 

zorgbehoefte, maar ook bij de start van ´de Nieuwe Club´, het kersverse 

dagactiviteitencentrum in de Diamantbuurt voor ouderen met een 

ernstige psychiatrische aandoening. Meer dan bereidwillige hulp heb ik 

ook gekregen van: Ingrid Riphagen (literatuursearch voor de ´review´), 

tussentijds naar Noorwegen verhuisd maar daar heeft mail geen last 

van; Adriaan Hoogendoorn (statistiek); Peter van de Ven (nog meer 

statistiek). Wouter van Ewijk zat het expertpanel bruisend voor. Nog een 

solide rode draad door de afgelopen jaren heen: de bibliotheek van de 

Valeriuskliniek, in de personen van Jopie van der Spek en Marijke van ter 

Toolen. De behulpzaamheid én snelheid waarmee jullie de soms lange 

lijsten van literatuurreferenties wisten op te sporen: zeldzaam! Almost 
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last, but not least: Arjan Schippers. In de schoolbank van de brugklas 

vrienden geworden én gebleven, al zit de Noordzee er nu tussen. Jouw 

journalistieke vaardigheid plus vertrouwdheid met de Engelse taal hebben 

vele puntjes op de i gezet. Wietske Lute heeft er vervolgens een prachtig 

ogend boekje van gemaakt. 

Als jongetje van zeven was ik erbij toen mijn vader zijn proefschrift 

verdedigde: “Op zoek naar de oorsprong van de sabbat”. Hij overleed kort 

voordat ik zelf het pad naar een promotie insloeg. Ik had het graag met 

hem gedeeld. Ik voel me rijk dat mijn moeder het wel volop meebeleeft, 

met belangstelling en met nauw verholen trots. Maar het meeste is er aan 

het thuisfront meegeleefd (en soms geleden: ´ga je nou alweer naar de 

vierde?´). Michaël: jij bevindt je als student geneeskunde inmiddels ook 

volop in onderzoeksland. Mooi om te zien hoe je daarin gedijt. Bovendien 

handig voor je oude vadertje, die met z´n twee linkerhanden Powerpoint 

(en andere) klusjes graag aan je uitbesteedt. Daarbij ontwierp je ook 

een fraai SOUL logo. Simon: met de dokterswereld heb jij niet veel op. 

Met je zo andersoortige, creatieve talenten weet je me elke keer weer 

te verrassen… gaan we dan nu samen die documentaire maken? En ja, 

Maaike: dank je wel voor alle ruimte en vertrouwen die ik ook bij deze 

onderneming grenzeloos van je kreeg.  

D a n k w o o r D  ( a c k n o w L e D G e M e n t S )
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