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INTRODUCTION 

Psychopathology is a frequently found co-morbidity in people with intellectual disabilities (ID). In 

the last two decades, mental health care facilities introduced specialised divisions to enhance care 

for people with lower than average cognitive abilities. It became clear that mental health issues 

created many problems in people with ID, whereas this group of people was under represented in 

mental health care facilities. On the other hand, this group appeared to be over represented in 

(juvenile) detention centres. Although information on mental health in people with ID is growing 

(for a review see: Matson & Shoemaker, 2011), information on the development of behavioural and 

emotional problems in this group is still quite limited. Specifically, little is known on the course and 

outcome of mental health problems in young people with ID and associated risk factors. This 

dissertation aims to contribute to empirical knowledge needed to fill this gap. 

 

From a developmental psychological perspective, in order to study mental health problems in young 

people, we need to understand regular developmental processes, and life-events and circumstances 

that influence these developmental processes. Young people with mild to moderate ID have less 

compensational skills to cope with the daily challenges of life, compared to their typically 

developing peers. A regular day at school or work becomes a bigger challenge, since learning and 

understanding the skills needed to achieve is harder for young people with ID. Also, the social 

aspects of growing up, such as building friendships, and reaching independence during adolescence 

seem to be more taxing for them than for their typically developing peers. From studies in the 

general population it is known that these individual, social and public burdens are associated with 

psychopathology, i.e. emotional and behavioural problems. It is however still largely unknown how 

these issues influence the development of psychopathology in young people with ID. Therefore, it 

is important to gain more empirical knowledge on the developmental course of psychopathology 

and its associated issues in this vulnerable group, when they mature from childhood into young 

adulthood.  

 

 

Intellectual disability and psychopathology 

According to the American Association on Intellectual and Developmental Disabilities (AAIDD) 

and the American Psychiatric Association (APA), intellectual disability is a disability characterized 

by significant limitations both in intellectual functioning and in adaptive behaviour (AAIDD, 2011; 

APA, 2000). Worldwide approximately 1% to 3% of the population in developed countries (Dykens 

& Hodapp, 2001) is considered to have an ID. Of all children (ages 0-18) in the Netherlands, at 
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least 50000 have an intellectual disability (95% mild to moderate) (Central Bureau of Statistics 

[Centraal Bureau voor de Statistiek], 2011). Five levels of severity of ID are commonly 

distinguished based on IQ ranges: profound (IQ 0-20), severe (IQ 21-35), moderate (IQ 36-50), 

mild (IQ 51-70) and borderline (IQ 71-85). In this dissertation we will focus on the latter three. 

Psychopathology affects over 40% of young people with ID, which is at least four times higher 

compared to typically developing individuals (Dekker, Koot, van der Ende, & Verhulst, 2002; 

Einfeld, Ellis, & Emerson, 2011; Einfeld & Tonge, 1996). Although ID alone is already a serious 

handicap, problems increase with the presence of co-morbid psychopathology. People with ID 

experience more problems during their life than people without ID. These problems range from 

finding themselves being excluded from social activities to having more encounters with law 

enforcement.  

 

In this Chapter we will first discuss issues concerning the development of emotional and 

behavioural problems in children and young adults with, and without ID, and the influence of the 

severity of ID. Next we will address other child, family and environmental factors, such as physical 

health, parental stress and negative life-events, that might be associated with the development of 

emotional and behavioural problems. In some children the emotional or behavioural problems will 

be so severe, that they can even be classified as a psychiatric disorder at the young adult age. From 

a preventive perspective, etiological relations in the development of psychiatric disorders need to be 

studied. For instance, the impact of risk factors, the possible efficacy of interventions when 

targeting to diminish these risk factors, and the potential health gain in a population when 

interventions are successful. We will, therefore, address the factors associated with the development 

of psychiatric disorders in the third part of this Chapter. At the end of this Chapter we will portray 

the main aims of this thesis, and describe the study design and methods used to address these aims. 

Finally, the structure of this dissertation will be described. 

 

 

Development of emotional and behavioural problems in children with and without intellectual 
disabilities 

During the development from childhood into young adulthood, all children go through similar 

developmental stages. There are age-specific sensitive or critical periods for each developmental 

aspect, e.g. learning how to ride a bike, write a letter, and make friends. These developmental 

milestones are accompanied by common problem behaviours such as stubbornness, concentration 

difficulties or shyness. As typically developing children mature into young adults, their overall level 

of behavioural problems tends to diminish, whereas emotional problems like depressive feelings 
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emerge around puberty, especially in girls. People with ID have limited adaptive skills, and have 

neurological deficits and genetic syndromes more often. These issues make it harder for them to 

successfully go through the developmental stages. They might not reach all developmental 

milestones or only reach them at a later stage in their life. Where typically developing children 

overcome some of their common problem behaviours, young people with ID may for example stay 

stubborn or start acting out in aggressive behaviour in order to express themselves.  

Longitudinal studies into the development of emotional and behavioural problems in the ID 

population are scarce. In the general population these have been conducted more frequently. Below 

we will describe findings from studies in the general population and the ID population concerning 

the development of emotional and behavioural problems.  

According to findings from the general population (for a review see: Rutter, Kim-Cohen, & 

Maughan, 2006) emotional and behavioural problems are fairly stable from childhood into 

adolescence. Behavioural problems, especially, tend to be persistent already from childhood 

onwards. Suggestions are made that factors such as hereditability play an important role in the high 

persistence of for example conduct disorders. Emotional problems, on the other hand, tend to have 

their onset during or after puberty. Previous studies in the general population found that the 

trajectories of behavioural problems from childhood into young adulthood in typically developing 

children overall tend to decline (e.g., Bongers, Koot, van der Ende, & Verhulst, 2003; Kraatz 

Keiley, Bates, Dodge, & Pettit, 2000). Several studies showed however, that puberty was a period 

in which differences between groups within the population started to appear. For instance, antisocial 

behaviour in females was found to follow different developmental trajectories than found for males 

(e.g., early-onset/ life-course-persistent, childhood-limited, adolescence-limited, adolescence-

delayed-onset, and adulthood-onset) (for a review see: Fontaine, Carbonneau, Vitaro, Barker, & 

Tremblay, 2009).  

Previous studies in the ID population have shown that levels of emotional and behavioural 

problems are very stable in people with ID (Einfeld et al., 2006; Tonge & Einfeld, 2000; Wallander, 

Dekker, & Koot, 2006). This means that children who show relatively fewer problems than their 

peers, are likely to remain less problematic later in life, and those with relatively more problems 

tend to stay in the high problem range. Also, emotional and behavioural problems in people with ID 

were found to be persistent (Chadwick, Kusel, Cuddy, & Taylor, 2005; Einfeld, Tonge, & Turner, 

1999; Richardson, Koller, & Katz, 1985; Tonge & Einfeld, 2000), although levels of emotional 

problems were found to increase, whereas behavioural problems were found to decline over time in 

children with ID (Cornish et al., 2004; Einfeld et al., 1999; Tonge & Einfeld, 2000, 2003). Apart 

from the findings from previous studies described above, it is still unclear whether similar changes 

with age occur in different age-cohorts when studied at multiple times (i.e., trajectories) in children 
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and young adults with ID, compared to children and young adults without ID. This information is 

needed in order to detect whether behaviours or emotions in children and adolescents with ID at a 

certain age are really deviant, or just elevated compared to their typically developing peers.  

 

 

Development of emotional and behavioural problems in mild and moderate intellectual 

disability 

As mentioned in the paragraph above, people with ID have limited adaptive skills and have 

neurological deficits and genetic syndromes more often, compared to people without ID. These 

issues make it harder for them to go through the developmental stages at expected rates and reach 

developmental milestones at expected times. The impact of these issues also seems related to the 

level of ID. Hence, emotional and behavioural problems might develop in different ways in young 

people with moderate ID (MoID) than in young people with mild to borderline ID (MiID). In a 

study of children with severe ID, Chadwick and colleagues (2005) found that the prevalence of 

mental health and behavioural problems remained relatively stable between childhood and 

adolescence, although some specific behaviour problems diminished. Children with more severe 

levels of ID (e.g., MoID) and thus with more limited cognitive abilities are less likely to engage in 

activities that require more advanced (cognitive) development. Hence, also the development of 

emotional and behavioural problems that require these higher cognitive abilities might emerge at a 

later chronological age, or not at all in children with MoID compared to children with MiID. 

Depressive feelings for instance require some level of (self) reflection, which might be less present 

in young people with MoID than in those with only borderline to MiID. Adolescents with MiID 

who go through puberty might become more aware of their limited resources and adaptive skills. 

This might result in emerging emotional problems during the transition from childhood into 

adolescence. Feelings of discomfort might be expressed in a more behavioural way, e.g. by acting 

out (Marston, Perry, & Roy, 1997). Delinquent behaviours also require higher cognitive abilities in 

order to plan and organise a crime such as burglary, and thus are expected to occur more often in 

people with borderline to MiID, than in those with MoID.  

In a study into emotional and behavioural problems in children with neurobiological abnormalities, 

Goodman and Graham (1996) concluded that persistent neurobiological abnormalities are the 

underlying cause for both lower cognitive abilities and higher levels of psychopathology. 

Neurological deficits (e.g., epilepsy) and genetic syndromes (e.g., fragile X) are stable conditions 

which are more prevalent in children with more severe levels of ID (Bregman & Hodapp, 1991; 

State, King, & Dykens, 1997) and often co-occur with psychological problems like aggression, 
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inattention, communication problems, and self-absorbedness (Thompson & Reid, 2002). We 

therefore expect these emotional and behavioural problems to be more stable in young people with 

MoID compared to young people with borderline to mild ID. 

Only a few studies investigated the development of psychological problems in youths with 

moderate to borderline intellectual disability. These studies generally found high levels of stability 

over a period of one year (Wallander, Dekker, & Koot, 2003) with correlations between problem 

scale scores ranging from .69 to .71 and high persistence of emotional and behavioural problems 

ranging from 41% to 65% (Chess, 1977; Tonge & Einfeld, 2000). In a longitudinal study in people 

with ID, Tonge and Einfeld (1999; 2000, 2003) found that behavioural problems tended to decline 

whereas emotional problems tended to increase over time. Furthermore, approximately 65% of the 

young individuals with deviant levels of psychological problems appeared to have persistent 

deviant problems (Tonge & Einfeld, 2000). Similar findings were reported by Cornish et al. (2004).  

Although some studies addressed the development of emotional and behavioural problems in 

children with ID (Chadwick et al., 2005; Tonge & Einfeld, 2003), the influence of the level of ID 

on the development of psychological problems during major transition periods such as puberty is 

understudied. Transition periods in life, such as puberty, might affect young people with MiID and 

MoID differently (Bouras, 1994), hence influencing the developmental course of emotional and 

behavioural problems differently in those with MiID vs. MoID. Young people with borderline to 

mild ID might be more likely to act more independently from their parents, and have more 

unsupervised interactions with their peers, making them more vulnerable to be influenced by these 

peers to, for example, engage in abuse of alcohol and drugs, but also to experience dating and a first 

love. These life-experiences obviously will have an influence on emotions and behaviour and thus 

on the level of emotional and behavioural problems. In order to understand the nature of emotional 

and behavioural problems in MiID and MoID, it is therefore necessary to study the development of 

these problems in this challenging period in life.  

 

 

Factors related to development of emotional and behavioural problems  

In order to understand the development of emotional and behavioural problems in people with ID, it 

is also necessary to determine characteristics that make children with ID more prone to developing 

these problems. Similar to the general population (e.g., Rutter et al., 2006), previous high levels of 

psychological problems were shown to be predictive of later psychological problems in children 

with ID (e.g., Tonge & Einfeld, 2003). Not only childhood psychological problems, but also gender, 

social competence, self-esteem, chronic physical illness of the child or parent, socio-economical 
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status, ethnicity, early adverse life-experiences, and family structure and functioning, are all found 

to be factors that are associated with psychological problems in people without ID (e.g., Barkley, 

Fischer, Smallish, & Fletcher, 2006; Barlow & Ellard, 2006; Beardslee, Versage, & Gladstone, 

1998; Caspi, Moffitt, Newman, & Silva, 1996; Offord et al., 1992; Rutter et al., 2006; Velez, 

Johnson, & Cohen, 1989). Likewise, in people with ID several child, family, and environmental 

factors appear to be associated with concurrent psychological problems, including physical 

problems, poor adaptive functioning, unstable family situations, negative life events, and low 

family socio-economic status (e.g., Chadwick, Piroth, Walker, Bernard, & Taylor, 2000; Espie et 

al., 2003; Hatton & Emerson, 2004).  

Not only has the association of emotional and behavioural problems with child and family factors 

been addressed, but also concurrent change in these associated factors has been studied in typically 

developing youths. Studying concurrent change is one of the first steps in finding potential causal 

mechanisms underlying the development of emotional and behavioural problems. Studies in people 

without ID have shown that, for instance, improvement of social skills and improvement in family 

functioning are both related to decreases in psychopathology (e.g., Dishion & Andrews, 1995; 

Lacourse et al., 2002; Roberts, Kane, Thomson, Bishop, & Hart, 2003). However, only a few 

studies among people with ID have looked into the association between changes in child and family 

factors and changes in emotional and behavioural problems. Significant associations with the 

experience of negative life events were demonstrated in studies among adults (Hamilton, 

Sutherland, & Iacono, 2005) and children with ID (Hatton & Emerson, 2004), indicating that 

experience of negative life events were associated with psychopathology.  

As in the general population, further investigation into concurrent change between personal and 

environmental factors and the course of psychopathology is needed to further explore factors that 

might be targeted in potentially effective preventive strategies. It is unclear whether or not the 

findings from studies in children without ID also apply to children with ID. Are changes in 

emotional and behavioural problems associated with changes in similar or other child and family 

factors, or are there specific factors that apply to the ID population only? Which changes in child 

and family factors are associated with changes in the level of emotional and behavioural problems? 

For instance, we might expect psychological problems to diminish when the youngsters’ social or 

communication skills improve. By identifying child and family factors that show concurrent change 

with emotional and behavioural problems, we can identify children who might have more emotional 

and behavioural problems later in life. Also, it could give us suggestions as to which modifiable 

child or family characteristics or abilities need further training in order to reduce emotional and 

behavioural problems later in life. For instance, by improving communication skills through speech 
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therapy, children might encounter less communication difficulties and will be better in expressing 

their thoughts and feelings, which might reduce behavioural and emotional problems.  

 

 

Development of psychiatric disorders and indicators for preventive strategies and possible 
health gain 

In the above we addressed issues concerning the development of emotional and behavioural 

problems in children with ID. In some children who experience emotional and behavioural 

problems, the problems are so severe, that these problems can be classified as a psychiatric 

disorder. Psychopathology can be described as diagnostic categories derived from traditional 

psychiatric taxonomies such as International Classification of Diseases and Related Health 

Problems (ICD) (World Health Organisation) and Diagnostic and Statistical Manual of Mental 

Disorders (DSM) (APA, 2000). Presently the DSM-IV is most commonly used in mental health 

centres in Western Europe and North America to diagnose mental health problems. Since the 

criteria for each specific psychiatric disorder are defined in this classification system, comparison of 

prevalence and development of psychiatric disorders between different populations can be made 

fairly simple.  

Both ID and psychiatric disorders are among the top five areas of healthcare costs in the 

Netherlands (Meerding, Bonneux, Polder, Koopmanschap, & van der Maas, 1998). The costs of the 

care for people with ID is drastically increased when these individuals have co-morbid psychiatric 

disorders (Green et al., 2001). From a preventive perspective, to find potential causal relations 

underlying the development of psychiatric disorders in children and adolescents with ID, the first 

step to take, is to find out whether factors at a younger age are related to the manifestation of 

psychiatric disorders later in life. Secondly, exposure to some risk factors might have a larger 

impact then exposure to other risk factors. Identifying the impact of child, family and 

environmental risk indicators in childhood on the prevalence of psychiatric disorders in adolescence 

and young adulthood can help us in designing preventive strategies.  

Despite preliminary research (e.g., Dekker & Koot, 2003a; Dekker & Koot, 2003b) that addressed 

short term prediction of child/adolescent DSM-IV defined disorders, the development of psychiatric 

disorders and associated factors in children with ID needs further validation to find out which 

factors in childhood are associated with the presence of psychiatric disorders later in life. Factors 

found to have a one-year predictive association with psychiatric disorders in children with ID were 

child low social competence and inadequate daily living skills, child health problems, negative life 

events, parental psychopathology, and poor family functioning (Dekker & Koot, 2003b; Wallander 
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et al., 2006). It is unclear if these factors are still relevant, after these children have matured into 

adolescence and young adulthood. A 15-year follow-up longitudinal study undertaken by McCarthy 

and Boyd (2001)  of people with Down’s syndrome, showed no significant associations between 

psychiatric disorders in adulthood and childhood levels of adaptive behaviour, or family factors like 

social class or parental psychopathology. Thus, it is still unclear, whether associated child, family 

and environmental risk indicators, can predict the development of psychiatric disorder in people 

with ID later in life. Also, for preventive strategies it is important to find out if improvement in 

these associated factors can result in the fading of a psychiatric disorder a few years later. 

Furthermore, it is still unclear what the impact of childhood risk indicators is on the prevalence of 

psychiatric disorders in adolescence and young adulthood. When modifiable risk indicators with a 

large impact on the prevalence of psychiatric disorders can be identified, suggestions can be made 

for effective preventive strategies.  

In addition to studying the impact of potential risk factors, as described above, the influence of the 

exposure to multiple risk factors needs attention. From studies in the general population it is known 

that children who grow up under the simultaneous influence of multiple risk factors, such as low 

family income, high levels of parental stress and poor family functioning are at an increased risk of 

developing psychiatric disorders (Campbell, Shaw, & Gilliom, 2000; Sameroff, 1998). The 

relationship between negative life events and psychiatric disorders in people with ID has also been 

established (Hulbert-Williams & Hastings, 2008). Also the severity of and impairment from 

psychiatric disorders was found to be higher in families that experience negative influences in more 

than one area (Hatton & Emerson, 2004). However, the relationship between the simultaneous 

presence of multiple risk factors and psychiatric disorders has not been addressed in people with ID. 

Young people with ID might be considered a multi-risk group with complex and inter-related 

mental health needs over and above their intellectual disabilities, due to their higher risk at exposure 

to concurrent child and family factors such as low family income (e.g., Koskentausta, Iivanainen, & 

Almqvist, 2007) and parental stress (e.g., Hastings, Daley, Burns, & Beck, 2006). Studying the 

relevance of the cumulative effect of child and family risk factors on the development of psychiatric 

disorders might help to improve their detection and preventive strategies in this area.  

 

 

AIMS 

As described above, children with ID run an increased risk for co-morbid psychopathology (i.e., 

emotional and/ or behavioural problems or psychiatric disorders). However, details about what 

influences the development of emotional and behavioural problems and psychiatric disorders are 
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still unclear. The studies conducted on this topic as described above had several limitations. They 

predominantly focussed on clinical samples, samples of children or adults with ID in residential 

settings, or people with a specific syndrome, and most studies only looked at cross sectional or 

short term associations between psychopathology and risk factors. We still don’t know how 

psychopathology in the population of children and adolescents with ID develops over time. 

Adolescence is an important phase in life during which children undergo several changes. To fully 

understand the pathways of psychopathology in young people with ID, longitudinal research 

studying predictors from childhood into adulthood is required.  

We expect psychopathology to develop differently in children with different levels of ID, since their 

development in general is different. On the other hand, the same potential risk factors that make 

typically developing children more prone to develop psychopathology, can be expected to influence 

children with ID too. As indicated, it is still unknown which changes in child, family or 

environmental factors are more accurate indicators of increased risk at psychopathology, and what 

puts a child or adolescent with ID at risk to even develop a psychiatric disorder. Therefore, we 

propose the following research questions:  

 

1a: To what extent is the developmental course of behavioural and emotional problems in children 

and adolescents different from their course in childhood and adolescence from the general 

population? 

1b: What is the prevalence of psychiatric problems in adolescents and young adults with mild and 

moderate ID? How does this relate to age and level of ID? 

  

2a: To what extent is level of ID related to developmental change in behavioural and emotional 

problems? 

2b: To what extent are changes in child and family factors related to developmental change? 

2c: What are the most promising factors regarding potential reduction in psychiatric outcomes?  

 

In order to answer these questions, we conducted a longitudinal epidemiological study, which will 

be described below.  

 

 



Chapter 1 

22 

STUDY DESIGN AND SAMPLE DESCRIPTION  

This dissertation presents findings from a longitudinal epidemiological study. Epidemiological 

studies focus on the prevalence and developmental patterns of diseases among the population. They 

also address factors that influence the prevalence and developmental patterns, i.e. risk and 

protective factors, by comparing sub-populations who are differentially exposed to these factors. In 

order to get reliable results, large representative samples are used to estimate the outcome for the 

full population. Longitudinal studies can describe developmental patterns in various ways; studying 

stability, persistence, onset, remission and course of mental health problems are traditionally used 

methods. More recently developmental trajectories were introduced to describe the linear or curve 

linear development of emotional and behavioural problems. Stability is based on the individual’s 

relative position in the group based on scores on continuous measures of behavioural and emotional 

problems. Persistence is the percentage of individuals that continued to score in the deviant range 

on these measures at two or more separate moments in time. Onset is the percentage of individuals 

that scored within the normal range the first time, but in the deviant range at later moments in time. 

Remission is the percentage of individuals that scored initially within the deviant range, but in the 

normal range at a later moment time. The course can be described by the change in overall mean 

score on continuous measures for a (sub) population from one moment to another moment in time. 

Developmental trajectories describe the change in scores on these measures over three or more 

moments in time within and between individuals (e.g., increasing or decreasing). All these indices 

of development have been used in this study. 

In this dissertation the population consists of children, adolescents and young adults with mild and 

moderate ID. We used a large representative sample of Dutch schoolchildren, initially aged 6-18 

years, with ID and followed them for a period of five years, hence making this a longitudinal study. 

In some parts of this dissertation we compare the outcomes of the ID-population with the general 

population (i.e., children without ID). The problems we focus on are mental health problems 

denoted as emotional and behavioural problems, psychopathology, psychological problems, or 

psychiatric disorders. In this dissertation the term psychopathology is used to refer to both the 

symptom description (psychological, or emotional and behavioural problems) and the diagnostic 

categories (psychiatric disorders), when relevant, the distinction is mentioned. 

Results presented in this dissertation come from a large dataset. Depending on the specific research 

question and instruments used, the number of participants might vary between the chapters.  

 

 



General introduction 

23 

Study design 

The longitudinal study on psychopathology in this dissertation describes a five-year period. Data 

was collected at three separate phases. For complete sampling details at phase 1 and 2, please refer 

to the initial reports on the study (Dekker & Koot, 2003a; Dekker, Koot et al., 2002). The Medical 

Ethical Committee of the Erasmus MC approved the study described in this thesis. 

 

 

 
Figure 1.1 Study design and response 
 

 

Procedure and sample description 
At the first phase almost 90% of all schools for children aged 6-18 years with borderline, mild or 

moderate ID in the Dutch province of Zuid-Holland participated in this study. In September 1997 a 

20% random sample of students (N = 1615) was drawn from each of the 115 participating schools 

for ID. About 2% of all 6-18 year old Dutch children attended a school for ID (about one fifth of 

them in the province of Zuid-Holland). Of these children, about three quarters attended a school for 

borderline and mild ID (IQ between 60 and 80) and one quarter a school for moderate ID (IQ <60). 

Children with severe additional physical or sensory handicaps were usually not admitted to these, 

but to schools that are specialised in these specific handicaps and were therefore not part of this 

study. Children with ID were unlikely to attend regular schools at that time (Central Bureau of 

Statistics [Centraal Bureau voor de Statistiek], 2011).  

Parents of the children were informed about the research project through the schools. All parents 

who participated in the study signed an informed consent form. To be included in this study at 

phase 1, the children had to live at home for at least 4 days per week, and at least one parent had to 

have enough comprehension of the Dutch language to be interviewed. Finally, 1396 subjects were 

eligible for this study, and 984 parents (response rate of phase 1 participants: 70.5%) participated at 

least partially, by completing one or more of the core instruments at phase 1.  
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A random sample (58%) of the phase 1 participants was contacted at phase 2. At this phase the 

main focus was to assess DSM-IV disorders through a diagnostic interview. After applying the 

exclusion criteria from phase 1 again and non-response, 474 participants remained (response rate of 

phase 2 participants: 86.8%).  

 

At phase 3, about 5 years after phase 1 (mean 5.2 years, sd = 0.5), parents were contacted again. For 

phase 3 we included an additional 7 children who were initially excluded, because they were 5 or 

19 years old when parents participated at phase 1. After the first phase, 1 child died, resulting in 

1007 eligible participants for this third phase. In order to reach as many participants as possible, 

very intensive search methods were performed, including tracing new addresses via municipal 

records, internet searches based on phone numbers, home visits and questioning neighbours. In 46 

cases the participants moved or emigrated to an unknown destination and could not be traced. Of 

the 961 participants we were able to contact, 749 participated at least partially (response rate of 

phase 3 participants: 77.9%). The overall study response rate calculated from the phase 1 target 

sample of 1403 was 53.4%.  

The characteristics of the sample for each phase are presented in Table 1.1.  

 

 
Table 1.1 Sample characteristics for each of the three research phases 
 Phase 1 

N=984 
Phase 2 
N=474 

Phase 3 
N=749 

Child/adolescent    
Male sex 60.0% 61.8% 59.4% 
Mean age (SD) 11.6 (3.1) 12.8 (2.8) 16.8 (3.0) 
Educational level MiID 69.2% 77.4% 66.6% 

    
Family    

Single parent 15.8% 15.2% 21.2% 
>1 parent is Dutch 77.3% 88.2% 85.3% 
Low SES 54.3% 49.9% 52.0% 

 

 

Measurements and instruments 

In this dissertation the data that will be presented is based on information that was collected from 

parents, teachers and the children participating at least at one of the three phases of this longitudinal 

study. In Table 1.2 the instruments used in this study to measure psychopathology and the putative 

risk indicators are briefly described.  
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Table 1.2 Description of instruments and measurements per variable  
Variables Instruments and measurements 
Psychopathology  

Emotional/ behavioural 
problems 

The Child Behavior Checklist (CBCL: Achenbach, 1991a; Verhulst, 
van der Ende, & Koot, 1996) assessed children and adolescents 
emotional and behavioural problems in the past 6 months 

 The Developmental Behaviour Checklist Primary Carer version and 
the Developmental Behaviour Checklist Teacher version (Einfeld & 
Tonge, 2002; Koot & Dekker, 2001) are especially designed and 
sensitive to measure problem behaviour (past 6 months) in children 
and adolescents with ID 

Psychiatric disorders The Diagnostic Interview Schedule for Children (DISC-IV) 
(Ferdinand & van der Ende, 1998; Shaffer, Fisher, Lucas, & Comer, 
2000; Shaffer, Fisher, Lucas, Dulcan, & Schwab-Stone, 2000) was 
used to measure the presence of any psychiatric (DSM-IV) disorder 
in the past year 

Child risk indicators  
Educational level Attending a school for the moderate ID (IQ <60), or for the mild ID 

(IQ 60–80) at Time 1 
Intelligence A short form of the Wechsler Intelligence Scale for Children – WISC 

III (Kort et al., 2002; Wechsler, 1991) including subtests Picture 
Completion, Information, Block Design and Vocabulary, was used to 
form a reliable estimator of the full IQ-score (Dumont & Faro, 1993; 
Kaufman, Kaufman, Balgopal, & McLean, 1996; Tellegen & Briggs, 
1967) 

Adaptive behaviour  The Vineland Screener (Sparrow, Carter, & Cicchetti, no date) is a 
short version of the Vineland Adaptive Behaviours Scales (Sparrow, 
Balla, & Cicchetti, 1984) that assess the level of adaptive behaviours 
regarding the domains Daily living skills, Communication, and 
Socialization 

Physical problems The Wahler Physical Symptom Checklist (WPSI: Wahler, 1968) 
assess  42 different physical problems (e.g., pains, paralysis, nausea) 

Family risk indicators  
Single parent Not married/cohabiting versus non–single parent 
Socioeconomic status Occupational level of highest rated parent; low socioeconomic status 

(SES) includes unemployed, unskilled workers and workers with 
lower vocational training; and medium/high SES includes jobs at 
higher levels (Central Bureau of Statistics [Centraal Bureau voor de 
Statistiek], 1999) 

Ethnicity Both (or single) parents Dutch versus !1 parent born outside the 
Netherlands  

Parental 
psychopathology  

Young Adult Self-Report (YASR: Achenbach, 1997); 29-item 
version (Wiznitzer et al., 1992) representing recent internalising 
problems of the primary caregiver 

Family functioning General Functioning subscale of the McMaster Family Assessment 
Device (Byles, Byrne, Boyle, & Offord, 1988) 

Sibling referral to mental 
health care 

!1 sibling referred to mental health care ever according to parent 
report  

Environment risk indicators  
Negative life events A 16-item adjusted version of the Life Events Questionnaire (Berden, 

Althaus, & Verhulst, 1990) assessed negative life events in the past 2 
years 
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STRUCTURE OF THIS THESIS 

In Chapter 2 we will compare the developmental course of psychopathology in children and 

adolescents with and without ID. We will describe similarities and differences between the two 

populations, including gender differences for various types of emotional and behavioural problems.  

In Chapter 3 we will compare development of emotional and behavioural problems in children with 

mild versus moderate ID as reported by parents and teachers. Developmental course, stability, 

persistence and onset of emotional and behavioural problems will be presented.  

In Chapter 4 we will focus on the aetiology of psychological problems. Associations between 

changes in the level of psychological problems and changes in child, family and environmental 

factors will be determined.  

In Chapter 5, childhood child, family and environmental risk indicators for psychiatric disorders in 

adolescence and young adulthood will be identified, as well as risk profiles that could be used in 

preventive strategies.  

In the final Chapter of this thesis, the main findings and conclusions will be discussed, and 

recommendations for future studies and clinical implications will be given.  

 


