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General Introduction

“The key to making things understandable is to understand
what it’s like not to understand.”

Richard Saul Wurman
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INTRODUCTION
Nick is nineteen years old, has a mild intellectual disability, attention deficit
hyperactivity disorder, and an attachment disorder. He is currently living in a quiet
institute, outside of ‘normal’ society. Nick has one brother and two sisters and was
raised in a complicated and vulnerable family. Because the parents had very limited
parenting skills, this led to insufficient stimulation of Nick’s development and neglect
of all the children. Moreover, Nick’s father was an alcoholic; the family often had
to deal with serious quarrels and, to a lesser extent, various types of behavioural
problems. Eventually, in 2004, Nick’s parents lost their parental rights - Nick was
five years old at that time. Together with his twin brother, Nick was moved to a
healthcare institution and their sisters were also moved away from the parents. In
2010, after several transitions in a clinical centre for children/adolescents with mild
intellectual disability, Nick entered his present accommodation, i.e. an institution
for people with an intellectual disability. Unfortunately, his twin brother became
involved in negative social contacts and had various encounters with the police
and justice departments. Nick is currently employed by a regional farmer and
enjoys working hard. The tasks and terms of his employment are clear and Nick
receives appropriate support from his employer. Nick recently earned a permanent
contract, receives his own salary, and is very proud of this achievement. On the
short term Nick wants to move to an ‘ordinary house within society’; however, his
supervisors still consider this to be a ‘step too far’.
Nick’s situation is illustrative of the population of persons with a mild intellectual
disability (MID) who rely on specialist long-term care. In the Netherlands, there has
been a considerable growth in demand for the support of persons with MID or borderline
intellectual functioning (BIF) who are in specialist long-term care for ‘people with an
intellectual disability’ (Ras, Woittiez, Van Kempen, & Sadiraj, 2010). Persons with MID are
entitled to specialist long-term support when (based on an independent and professional
evaluation) restrictions in intellectual functioning (norm IQ ≤ 70) are recognised, and
ongoing support is required to minimalise negative consequences due to restrictions
in their social adaptive functioning. Persons with an IQ score between 70 and 85 (BIF)
are also entitled to these support programs when serious problems in their adaptive
functioning and/or behavioural problems are present (Centraal Indicatieorgaan Zorg
[CIZ], 2016).
Persons with MID or BIF who experience problems in their daily functioning should,
of course, be able to appeal for personalised support. Appropriate and individualised
support might serve to form a bridge between the competencies and abilities of persons
with MID or BIF, and the demands of society (Snell et al., 2009). As a result of this, their
human functioning and quality of life might be enhanced (Buntinx & Schalock, 2010).
Ideally, appropriate and personalised support should be aligned with the strengths and
limitations of the individual with MID or BIF and the relevant contextual factors (Snell
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et al., 2009). Without suitable and timely support, persons with MID or BIF are at risk
of developing personal problems, not reaching their potential (Snell et al., 2009) and,
possibly, even exclusion from society (Emerson 2010; Bouck, 2014).
Nevertheless, little is known about the possible causes of the substantial growth in
demand for and the relevant background factors of these subgroups. Therefore, this
research focuses on persons with MID or BIF who are entitled to professional long
term care for persons with an intellectual disability (e.g. the Prisma Foundation); thus,
this work also has ecological validity (Baarda, Bakker, Fischer, Julsing, Peters, Van der
Velden, & De Goede, 2013). The studies presented here made use of three sources of
knowledge: i.e. existing scientific knowledge, the expertise of the professionals involved,
and information from the parents or legal guardians of the persons with MID or BIF.
This introduction starts by providing a concise description of the multi-dimensional
constructs, MID and BIF. This is followed by a brief description of the influence of
environmental factors on the human functioning of people with MID and BIF: an
accumulation of adverse environmental factors, in combination with limited individual
capabilities, can lead to co-occurring problems such as mental health problems. This
introduction ends with a short discussion on the support needs of persons with MID and
BIF, and the aims of the studies presented in this thesis.
Mild intellectual disability refers to a significant limitation in intellectual functioning,
combined with an IQ score between 50 and 70; at the same time, restrictions are present
in the individual’s adaptive abilities. These restrictions are related to social, conceptual
or practical abilities in daily life. Persons with MID experience one or more restrictions in
the following areas: communication, self-care, independent living, social and relational
abilities, the use of community facilities, employment, relaxation, health, and safety.
Formally, the limitations in intellectual functioning and adaptive ability must be
acknowledged during the developmental period (American Psychiatric Association [APA],
2013). Persons with an IQ score between 70 and 85 (i.e. one or two standard deviations
below average), i.e. persons with BIF are (in both practice and policy) considered
as part of the same group when they have limited adaptive abilities and additional
problems such as learning problems, a psychiatric disorder, physical problems, familial
problems, or problems related to their social environment (De Beer, 2011; Moonen and
Verstegen, 2006). Based on this functional definition in which more emphasis is placed
on individual needs (Moonen, Buntinx, & Didden, 2011), persons with BIF are (under
certain circumstances) eligible for specialist long-term care for ‘people with a disability’.
The relevance of this approach is endorsed by Snell et al. (2009) who state that persons
with BIF encounter considerable challenges that are similar to the daily challenges of
persons with MID.
Besides personal factors, knowledge on environmental factors are also essential to
understand the human functioning of people with MID or BIF (Buntinx & Schalock,
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2010). Environmental factors refer to the physical and social influencing factors, and
the environmental attitude towards people with an intellectual disability (Buntinx,
2014). Persons with MID or BIF are at increased risk of growing up in an environment
in which they encounter negative experiences and are confronted with obstacles that
threaten their development (Didden, Troost, Moonen, & Groen, 2016). In particular,
an accumulation of risk factors significantly increases the chance of the emergence of
developmental problems (Sameroff, Seifer, Baldwin, & Baldwin, 1993; Moonen, 2017).
Furthermore, people with MID or BIF are significantly more often exposed to socioeconomic disadvantages (Emerson, Einfeld, & Stancliffe, 2010; Hassiotis et al., 2008).
Additionally, the access to important domains of life (e.g., employment, home ownership,
and marriage) is relatively limited within the population of persons with MID or BIF
(Hassiotis et al., 2008). Moreover, people with MID or BIF also often experience limitations
in their social life (Freeman & Alkin, 2000), have fewer friends, and experience restricted
access to social and leisure activities compared to typically developed persons (Hassiotis
et al., 2008; Solish, Perry, & Minnes, 2010). All these findings suggest that people with
MID or BIF are at high risk of experiencing personal and adverse social restrictions in
different fields of life.
The combination of these restrictive environmental factors and the individual boundaries
in their capabilities (e.g. limited adaptive capacities) increase the risk of additional
problems and emphasise the vulnerability of persons with MID or BIF (Didden, Troost,
Moonen, & Groen, 2016). Dekker and Koot (2003) highlighted that both personal and
familial factors are significantly related to the emergence of mental health problems
among children with MID and BIF. According to Emerson, Einfeld, and Stancliffe (2011),
children with BIF show significantly higher rates of potential health problems and
are considerably more often exposed to socio-economic disadvantages compared to
typically developed children. Furthermore, behavioural problems are more common
among people with MID or BIF (Einfeld & Tonga, 1996; Dekker, Koot, van der Ende, &
Verhulst, 2002; Van Nieuwenhuijzen, Orobio de Castro, & Matthys, 2006). Behaviour that
threatens the well-being of the individual or others, and behaviour that is experienced
as highly inappropriate or disruptive, is labelled as ‘problem behaviour’ (Didden, 2007).
As stated by Dekker and Koot (2003), 25% of the youngsters and adolescents with MID
or BIF demonstrate behavioural problems. According to Douma and colleagues (2007),
youngsters with MID or BIF are at high risk of developing antisocial and delinquent
behaviour. Their research also showed that 10-20% of the population of youngsters with
MID or BIF exhibit antisocial behaviour, which persists to a later age. Regarding possible
mechanisms underlying problem behaviour, reference is often made the interaction
between personal factors (e.g. gender, problem behaviour in childhood, or inadequate
functioning) and environmental factors (e.g. low economic familial status, parental
psychopathology and family dysfunction) (Dekker & Koot, 2003; Dickson, Emerson, &
Hatton, 2005; Douma, Dekkers, de Ruiter, Tick, & Koot, 2007). Dodge and Pettit (2003)
defined a transactional development model in which the interaction between biological
disposition, environmental factors and experiences with family and friends can lead to
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antisocial behavior. Orobio de Castro (2001) suggested that socio-cognitive processes
affect adaptive abilities and the emergence of problem behaviour. Also, due to (amongst
others) restrictions in working memory and executive functioning, the processing of
information becomes difficult and can result in different forms of inappropriate behaviour.
Besides problem behaviour, youngsters with MID or BIF tend to have relatively more
encounters with the police and are often over-represented in the judicial domain. For
example, about 10% of the detainees in a general prison, about 15-20% in special
departments (e.g. Special Prison Care Departments), and about 20-25% in forensic
psychiatric institutions, has MID or BIF (Kaal, 2016). Furthermore, van Straaten and
colleagues (2014) found that relatively more homeless people have a (mild) intellectual
disability; these homeless persons belong to a vulnerable group that are likely to have
more psychosocial problems, including depression, general psychological distress, and
substance dependence.
In recent years, more research has focused on substance use/misuse among people with
MID or BIF (VanDerNagel et al., 2014; Van Duijvenbode et al., 2015; Swerts et al., 2017).
Due to a combination of factors (e.g. low socio-economic status, behavioural/psychiatric
problems, and inadequate coping capacities), persons with MID or BIF are at increased risk
of problematic drug misuse (VanDerNagel, 2016). A relatively large proportion of persons
with MID or BIF uses excessive alcohol and/or drugs (Taggert, Mc Laughin, Quinn, &
Miligan, 2006) and receives inappropriate care and treatment (VanDerNagel et al. 2017).
According to VanDerNagel (2016), the percentage of tobacco and cannabis users among
people with MID or BIF is considerably higher compared to the general population. The
findings regarding use and misuse of tobacco, drugs and alcohol have consequences for
healthcare practice and should be taken into account.
Thus, people with MID or BIF are confronted with limitations in their intellectual abilities
and adaptive behaviour and are also at increased risk to develop additional problems.
Consequently, many persons with MID or BIF are confronted with substantial challenges.
As a result, significant variations in lifestyle outcomes (e.g. with regard to housing,
employment, use of healthcare services, and independent living) have been reported
(Snell et al., 2009). In these cases, timely and appropriate support is of great importance.
According to Luckasson & Schalock (2013) ‘supports’ are resources that aim to promote
the development and well-being of a person and enhance individual functioning. This
issue refers to the personal needs, rather than to the availability of services. A needsbased, personalised allocation should be applied that matches the individual support
needs of people with MID or BIF (Stancliffe & Lakin, 2007). However, persons with MID
or BIF are frequently confronted with inappropriate services, or even with a total lack of
support (Snell et al., 2009). Dekker and Koot (2003) reported that, in the Netherlands,
only one-third of children with borderline intellectual functioning to moderate intellectual
disability and a DSM-IV disorder receive mental health care. Similarly, substance use/
misuse seems to be underexposed. Consequently, there is a risk that the use and misuse
of substances are insufficiently noticed by healthcare professionals and relatives, resulting
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in incomplete and inadequate support programs (Van Duijvenbode et al., 2015). A study
by Wieland (2016) showed that the mental healthcare sector consists of a considerable
proportion of people with BIF. Recognition of this mental retardation as a separate
subgroup is important, given the consequences for both diagnostics and treatment. Some
mental disorders (e.g. posttraumatic stress disorder, personality disorders) are more
common among persons with BIF as compared to persons with an intellectual disability
or MID. According to Wieland (2016), BIF is underexposed in the mental healthcare sector,
resulting in inadequate treatment programs.
The support and treatment for people with MID or BIF should (ideally) be tailor-made
and include all relevant factors from a biopsychosocial model (Došen, Gardner, Griffiths,
King, & Lapointe, 2007). However, this process is often difficult, especially when multiple,
complex and comorbid factors are present. According to Didden, Troost, Moonen, & Groen
(2016), people with MID or BIF who are entitled to specialist long-term care often have
multiple psychiatric classifications; moreover, a multiple diagnosis is the rule rather
than the exception. A monodisciplinary treatment is often unsuccessful for psychiatric
problems, and the complexity of behavioural problems and/or psychological problems
requires treatment from multiple perspectives (Dosen, 2007). As stated by Einfeld, Ellis,
and Emerson (2011), attention to comorbidity should be a fundamental component
of services related to both mental health and intellectual disability. Nevertheless,
limited knowledge and few theoretical models are available that indicate the way in
which relevant risk factors influence the development of co-occurring problems (e.g.
behavioural problems and mental disorders) (Maes & Swillen, 2010). This complicates
the development of appropriate and/or adequate treatment and support programs.
Aims of the thesis
This thesis aims to contribute to a better understanding of the population of persons with
MID or BIF who are referred to specialist long-term care for ‘people with an intellectual
disability’. More specifically, it aims to contribute to the development of more personalised
care that is aligned with the individual needs of persons with MID or BIF. To this end,
four topics are examined. First, the background characteristics of persons with MID or BIF
who were referred to care for ‘people with intellectual disabilities’ are investigated, and
potential differences between them are explored. Second, based on associations between
the observed background characteristics, possible underlying profiles or subgroups are
compiled. Third, alignment between the individual’s background characteristics and the
care received before referral is investigated. Finally, we examined the opinions of experts
(primary caregivers, professionals and scientist) to establish what they consider to be
appropriate and differentiated elements of support.
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Study and thesis outline
In this thesis, qualitative and quantitative data were collected and analysed. For each
consecutive study, the results from an earlier study in this thesis served as input for the
subsequent study, i.e. instead of applying a theoretical framework, our own empirical
data were used as a basis for each subsequent analysis. The first three studies are
based on data acquired from persons with MID or BIF who were referred to the Prisma
Foundation. The fourth study is based on data acquired from the expert groups after
asking their opinions about what they consider to be appropriate elements of related
support programs.
Chapter 1 presents a description and analysis of the background characteristics of people
with MID or BIF based on a structured case analysis. In Chapter 2, the characteristics of
persons with MID or BIF are examined and analysed in more detail; the use of latent
class analysis allowed to define five unique profiles of clustered characteristics and
background factors. The retrospective study in Chapter 3 explores the support programs
provided and the profiles that emerged, to establish whether former support programs
were aligned with the needs of the persons as described. Chapter 4 analyses the opinions
of the experts (i.e. primary caregivers, professionals, scientists); for this investigation, a
qualitative Delphi method was applied to collect their views on the various elements of
the support programs for each of the five defined profiles. Finally, we present a summary
of the main findings, discuss the results and implications for clinical practice, and make
some recommendations for future research.
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In plain sight but still invisible: A structured case analysis of people with
mild intellectual disability or borderline intellectual functioning
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Abstract
Background
There has been substantial increase in the number of people with mild intellectual
disability (MID) or borderline intellectual functioning referred to long-term care. Insight
into the specific characteristics and needs of these people is essential to provide
appropriate support and gain insight into the increase in referrals.

Method
This retrospective descriptive study was based on a structured case analysis of a sample
of 250 participants.

Results
Mental health problems and exposure to social and familial disadvantages were common.
Care provided before referral tended to be suboptimal. Individuals with borderline
intellectual functioning had more personal and contextual problems than people with
MID.

Conclusion
People with MID or borderline intellectual functioning are confronted with a wide range of
complex problems; even after years of professional support they may still need intensive
support. Differences in the characteristics and contexts between individuals with MID or
borderline intellectual functioning require further exploration.
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INTRODUCTION
In the Netherlands, there has been a substantial increase in the number of people with
mild intellectual disability (MID) or borderline intellectual functioning who are entitled to
specialist long-term inpatient or outpatient care for people with an intellectual disability
(ID). Between 2007 and 2011 the demand for support increased by 7.1% for people with
MID and by 14.9% for people with borderline intellectual functioning (Ras, VerbeekOudijk, & Eggink, 2013). This rate is 14–30 times greater than the demand among people
with moderate or severe intellectual disability (Ras et al., 2013). Possible causes for this
growth are (a) the complexity of current society, which complicates social participation of
people with MID or borderline intellectual functioning; (b) the absence of social support
networks; and (c) wider access to (mental) health care (Woittiez, Putman, Eggink, &
Ras, 2014). However, these are only hypotheses and our current understanding of MID
and borderline intellectual functioning is insufficient to explain the substantial growth
of support needs. Therefore, more insight into the characteristics of people with MID
and borderline intellectual functioning and the context in which they live is required to
organise appropriate support for these two groups.
In the healthcare systems of the Netherlands, a distinction is made between people with
MID and people with borderline intellectual functioning. According to the Diagnostic and
Statistical Manual of Mental Disorders (4th ed., text rev.; DSM-IV-TR; American Psychiatric
Association [APA], 2000), an intelligent quotient (IQ) score between 50 and 70 indicates
a mild intellectual disability. However, in the Netherlands attention is shifting from
IQ level towards the support needs of an individual person (de Bildt, Sytema, Kraijer,
Sparrow, & Minderaa, 2005). Therefore, people with an IQ score of 70–85 and problems
in their social adaptability, described as borderline intellectual functioning, also have
access to health care for people with an intellectual disability (ID; Moonen & Verstegen,
2006). Besides healthcare provision for people with ID, people with MID or borderline
intellectual functioning have access to other service systems in the Netherlands, for
instance, youth services, criminal justice systems (Bonta, Blais, & Wilson, 2014; Court of
Audit, 2007; Douma, Dekker, de Ruiter, Tick, & Koot, 2007; Herrington, 2009; James &
Glaze, 2006; Lindsay, 2013), and mental health care (Court of Audit, 2007).
There is evidence that the prevalence of mental health problems is high in people
with MID or borderline intellectual functioning (Dekker & Koot, 2003; Douma, Dekker,
Verhulst, & Koot, 2006; Wallander, Dekker, & Koot, 2006; Cooper, Smiley, Morrison,
Williamson, & Allan, 2007; Einfeld, Ellis, & Emerson, 2011; Emerson, Einfeld, & Stancliffe,
2010, 2011). Studies have shown a relationship between child, family, and contextual
risk factors and mental health problems (Dekker & Koot, 2003; Emerson, Einfeld, &
Stancliffe, 2011; Emerson, Shahtahmasebi, Lancaster, & Berridge, 2010; Wallander et
al., 2006). For instance, Douma et al. (2006) reported a modest difference between
people with MID and borderline intellectual functioning; that is, people with borderline
intellectual functioning were more likely to report symptoms of mental health problems
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than individuals with MID.
Also, compared with typically developing children, people with MID and borderline
intellectual functioning seem to experience restrictions in their social life (Freeman &
Alkin, 2000). For example, Solish, Perry, and Minnes (2010) found that children with ID
less often participated in social and leisure activities and had fewer friends than children
without ID. Regarding adults, the majority of adults with MID rarely interacts socially with
people without ID (Dusseljee, Rijken, Cardol, Curfs, & Groenewegen, 2011). Moreover,
Seltzer et al. (2005) reported that people with an IQ score of ≤ 85 completed fewer years
of education, had less prestigious occupations, and reported lower levels of psychological
wellbeing than siblings with an IQ score of ≥ 100. These findings provide consistent
evidence that people with MID or borderline intellectual functioning experience social
disadvantages in several areas.
Given the health problems and social disadvantages associated with MID and
borderline intellectual functioning, access to effective support and mental health care
is very important for these two groups. However, despite acknowledgement of their
vulnerability, access to appropriate treatment and support for people with MID and
borderline intellectual functioning still seems limited. It is reported that people with
MID or borderline intellectual functioning do not always receive appropriate support.
For instance, Dekker and Koot (2003) found that less than a third of children with MID
and mental health problems were in receipt of mental health care. In addition, there is
a lack of evidence-based treatments for social and mental health problems in people
with MID and borderline intellectual functioning (van Nieuwenhuijzen, Orobio de Castro,
& Matthys, 2006). This lack of treatments may result in a gap between the demand
and provision of care for individuals with MID or borderline intellectual functioning,
increased risk of maltreatment, misdiagnosis, and/or exposure to ineffective or aversive
interventions (Allen et al., 2011). The possibility of failure to provide appropriate mental
health services to people with ID is important, because without appropriate support their
mental health problems and behavioural problems may become persistent (Dekker &
Koot, 2003; Einfeld et al., 2006, 2011; Hodapp & Dykens, 2009).
This study aimed to describe the background and characteristics of people with MID and
borderline intellectual functioning who are referred to long-term inpatient or outpatient
care in the ID sector. Data were collected on the individual and family characteristics of
people with MID and borderline intellectual functioning, as well as on the treatment and
support that they received. Potential differences between people with MID and people
with borderline intellectual functioning were also investigated.

METHOD
A retrospective, descriptive design was used. Data were collected from participants
with MID (IQ range: 50–69) or borderline intellectual functioning (IQ range: 70–85). The

In plain sight but still invisible

23

participants were individuals who had been referred to an organisation that offers longterm inpatient and outpatient care to individuals with ID in the south of the Netherlands.

Sampling
Individuals referred to the organisation for long-term patient care and with an IQ score
between 50 and 85 were included in this study. The most recent IQ information presented
in the file data and established by a certified clinician was used to define the IQ score
of each person. The mean time between the most recent IQ data and the time of this
study was 4.24 (range: 0–21) years. Excluded were individuals who already received care
from the participating organisation and individuals referred for short-term support (e.g.,
respite care or crisis care) or referred for temporary support because they were waiting
for support from another healthcare provider.

Representativeness of the sample
Potential participants consisted of 525 individuals with MID or borderline intellectual
functioning who were referred to the care provider under investigation between January
2011 and August 2012. From these individuals, a random sample of 250 participants was
selected. The representativeness of this sample was checked in two ways.
First, the population who received services from the care provider was compared with
the population receiving services from the ID sector in the Netherlands as a whole. The
distribution of the various Care Intensity Packages1 among the clients of this care provider
was compared with the distribution in the whole ID sector (Centrum Indicatiestelling
Zorg, 2011) using a chisquare test. As no statistically significant difference was found,
χ2(7) = 5.29, p = .05, it was concluded that the clients of the care provider in this study
were representative of the population receiving care in the ID sector in the Netherlands
as a whole.
Second, the representativeness of the sample of 250 respondents was examined a
posteriori by comparing the gender, age, and level of development of participants with the
initial population of eligible individuals. No significant differences were found, indicating
that the participants in the selected sample were representative of the population as a
whole.

Procedures
According to the Dutch Act of Agreement on Medical Treatment of 1995 (Civil Code, article
7:458, the Netherlands), access to information about the patient or access to documents
without approval of the patient for scientific research is only possible if:
1. The research is in the public interest.
2. The research cannot be conducted without the information in question.
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3. The patient in question has not explicitly objected to the possibility that information
will be provided for this purpose.
Concerning the retrospective analyses of file data, we used a passive informed consent.
To give participants the opportunity to expressly object to the provision of the data,
participants were informed about the study by means of a brochure. This brochure
provided information about the current study. Also, it was stated that participation in
the study was voluntary and that the anonymity of the participants was guaranteed. It
was clearly stated to whom the client had to contact when he or she did not want to
participate in this study.
Although ethical approval was not necessary, we decided to take several steps regarding
the ethical aspects because of the vulnerability of the participants and the level of precision
we aimed to achieve. First, the Client Advisory Board of Prisma (i.e., the organisation
where the study took place) was informed. On behalf of the Law Engagement Clients
in Health Facilities (WMCZ in the Netherlands), the Client Advisory Board looks after the
needs of the clients receiving care from Prisma. During one of the meetings between
the Client Advisory Board and the researchers involved in this study, the Client Advisory
Board stated that this study was relevant and gave permission to conduct this study. Also,
we informed the Dutch organisations for the support of people with disability or chronic
illnesses, the so-called “MEE-organisations.” These organisations are independently
committed to the needs of their clients with disability or chronic illnesses. In a meeting
with the MEE organisations about this study, all acknowledged the importance of this
investigation.
To guarantee the anonymity of the participants, data were coded using unique numbers
instead of participants’ names. A separate Excel file provided the names of the participants
in combination with the unique number for each name. The Excel file was locked with a
password that was only known to the first and second author of the article, and the file
was stored within a protected environment.
Case files were analysed using a structured case analysis system based on the Signalling
List developed by Orobio de Castro, Veerman, Bons, and de Beer (2002) and on studies
by Schalock (2004), Embregts (2009), and van Nieuwenhuizen et al. (2011). The case
analysis system encompassed eight domains: demographics, level of functioning, family
and parenting, life events, neglect and maltreatment, anamnesis, diagnosis and support
history, and support needs. DSM-IV-TR Axis I was used to investigate the mental health
problems of the sample. DSM-IV-TR Axis I classifications were only scored when they
were classified by a certified clinician. Full details of the structured case analysis system
are available from the first author.
Case files were analysed by three researchers; the interrater agreement was assessed
using Cohen’s kappa and percentage interrater agreement. The researchers scored and
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re-scored case files separately until Cohen’s kappa was ≥ .70, indicating good interrater
agreement. Because it is not possible to calculate Cohen’s kappa for continuous variables,
these items were re-scored until an interrater agreement of at least 80% was achieved.

Statistical analysis
Statistical analyses were performed using SPSS Version 19. Descriptive analyses of
individual characteristics, family characteristics, and treatment and support were
conducted. Differences between people with MID and people with borderline intellectual
functioning were assessed using chi-square tests with additional binary analyses of the
odds ratios (OR). These are types of effect size scores. The calculation of effect sizes has
been frequently recommended, since these effect sizes give better insight in differences
between groups or in the relation between variables in comparison with probability
values (Dempsey & Balandin, 2012; Dunst & Hamby, 2012). In addition to chi-square tests
and ORs, effect size confidence intervals (95% CIs) were calculated in order to indicate
the precision of the effect size scores (Dunst & Hamby, 2012).

RESULTS
Individual characteristics
Significantly more male than female participants (60.8% vs. 39.2%) were referred to the
care provider, χ2(1) = 245.82, p < .001. Age of the participants ranged from 3 to 65+ years,
with a mean age of 26.1 (SD = 13.8) years. The age category with the highest frequency
was 11–20 years (39.2%), followed by the categories 21–30 (21.6%), 31–40 (13.6%),
41–50 (10.4%), 51–60 (3.6%), and 61–70 years (2.8%). A significantly higher proportion
of participants had borderline intellectual functioning (56.4%) than MID (43.6%), χ2(1) =
245.95, p < .001. Table 1 shows that participants faced a range of problems; the majority
(66%) had difficulties with connection to their peers. More than half the participants with
MID or borderline intellectual functioning (59.6%) also met criteria for an Axis I DSM-IVTR classification (APA, 2000). For most participants (30.8%) the highest education level
attained was regular secondary education. The most prevalent DSM-IV-TR classification
was pervasive developmental disorder (19.2%). More than a quarter of the participants
had serious financial problems and more than a fifth were under special guardianship. A
third of the participants did not participate in any daytime activity. More than a fifth of
participants had children, and in nearly half of these cases the Child Protection Council was
involved. In almost 40% of these cases the child was placed in foster care or institutional
residential care.

Family characteristics
Participants also faced a range of family problems (Table 1). In almost half the
families at least one parental figure was absent, and in almost half of the families,
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parents had difficulties with consistent parenting. In addition, almost a third
of primary caregivers had mental health problems and about a quarter of the
participants were neglected by primary caregivers. The financial status of primary
caregivers was often low; nearly one fifth of participants lived in material hardship.
Table 1. Characteristics of people with MID and borderline Intellectual functioning
(N = 250).
Individual characteristics
Difficulties with connection to peers
Prison sentence
Having daytime activities
Highest educational level attained:
No education
Regular primary education
Special primary education
Regular secondary education
Special secondary education
Other level of education
Level of education unknown
Highest attained educational level completed:
Yes
No
Unknown
Homelessness
Alcohol/drug abuse
Prevalence of comorbiditya
Type of DSM-IV-TR classificationb:
No DSM-IV-TR classification
Pervasive developmental disorder
Other disorder usually first diagnosed in infancy,
childhood, or adolescence
Attention deficit disorder
Disruptive behaviour disorder
Mood disorder
Relational problems
Substance-related disorder
Anxiety disorder
Attachment disorder
Diagnosis or condition deferred
Family characteristics
Inconsistent parenting
Absent parental figure
Divorce of parents
DSM-IV-TR classification primary caregiver(s)

n

%

165
42
72

66.0
16.8
28.8

1
19
32
77
72
19
30

.4
7.6
12.8
30.8
28.8
7.6
12.0

80
105
65
55
61
149

32.0
42.0
26.0
22.0
24.4
59.6

101
48

40.4
19.2

36
28
19
18
18
13
12
11
2

14.4
11.2
7.6
7.2
7.2
5.2
4.8
4.4
.8

117
112
96
45

46.8
44.8
38.4
18.0
table 1 continues
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Neglect by primary caregiver(s)
Material hardship of primary caregiver(s)
Alcohol/drug abuse of primary caregiver(s)
Physical abuse by primary caregiver(s)
Sexual abuse by primary caregiver(s)

n
61
45
40
41
10

%
24.4
18.0
16.0
16.4
4.0

Treatment and support History
Amount of professional support
Age at first contact with support services
Outplacement
Informal support
Use of medication
Off-label prescription of medication

M = 4.8
M = 17.7
98
64
76
17

SD = 2.6
SD = 14.3
39.2
25.6
30.4
22.4

127
123

50.8
49.2

136
204
196
160
147
148

54.4
81.6
78.4
64.0
58.8
59.2

Needs
Inpatient care
Outpatient
Quality of life categorisationb:
Physical wellbeing
Mental wellbeing
Interpersonal relationships
Participation in society
Personal development
Financial administration
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Comorbidity was defined as having a mild intellectual disability or borderline intellectual functioning
in combination with a DSM-IV-TR Axis I disorder (APA, 2000).
b
Percentages of DSM-IV-TR classifications (APA, 2000) do not sum to 100% due to the possibility of
having more than one DSM-IV-TR classification. This is also the case for the quality of life categorisation;
that is, some of the participants had multiple needs belonging to different quality of life categories.
a

Treatment and support
Analysis of support history indicated that about five different organisations had been
involved (M = 4.8, SD = 2.6, range: 0–11) before the participant was referred to the care
provider in the present study. The mean age at which most participants first received
support was about 18 years (M = 17.7, SD = 14.3, range: 0–66 years). More than a third
of the participants had experienced an outplacement in their childhood; mean age at first
outplacement was about 12 years (M = 11.3, SD = 5.3, range: 0–22 years) and almost
half of these children did not return to their parents. Only a quarter of the participants
received informal support, for example, from relatives or friends. About one third of
participants used medication at the moment of referral; the most frequently used were
antipsychotics, followed by antidepressants, hypnotics, and medication for attentiondeficit/hyperactivity disorder. Although more than a fifth of the participants did not meet
the criteria for any DSM-IV-TR Axis I classification, they had been prescribed medication.
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Differences between people with MID and people with borderline intellectual
functioning
Table 2 presents significant differences between people with MID and people with
borderline intellectual functioning. Individual and family problems were more prevalent
in people with borderline intellectual functioning than in those with MID. For example,
participants with borderline intellectual functioning were 3.6 times, 95% CI [2.0, 6.7],
more likely to be confronted with inconsistent parenting than participants with MID.
Also, participants with borderline intellectual functioning tended to have a longer support
history than participants with MID, t(249) = –2.61, p = .01.
Table 2. Significant differences between people with MID and borderline intellectual
functioning (N = 250).
Borderline
(n = 141)

MID
(n = 109)

Chi-square

OR [95% CI]

Individual characteristics
Homelessness
Alcohol/drug abuse
Prison sentence

%
28.4
32.6
22.7

%
13.8
14.7
9.2

χ2
7.07
6.70
6.67

2.5 [1.3, 4.9]**
2.6 [1.8, 5.1]*
2.8 [1.3, 6.1]*

Family characteristics
Divorce of parents
Inconsistent parenting

%
45.4
58.9

%
29.4
31.2

χ2
4.37
16.11

1.9 [1.1, 3.2]*
3.6 [2.0, 6.7]***

Alcohol/drug abuse of primary
caregiver(s)
DSM-IV-TR classification primary
caregiver(s)
Neglect by primary caregiver(s)
Treatment and support
Support history

20.3

9.2

6.29

2.9 [1.3, 6.3]*

35.5

22.0

4.30

2.1 [1.1, 4.0]*

30.5
M
5.1

16.5
M
4.3

4.82
t test
–2.61*

2.1 [1.1, 4.1]*

*p < .05.
**p < .01.
***p < .001.
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DISCUSSION
This study was a systematic investigation of the background and characteristics of people
with MID and borderline intellectual functioning who had been referred to specialist
long-term inpatient or outpatient care. Case files were analysed using a structured case
analysis system. The results illustrate that mental health problems and exposure to social
and familial disadvantages were prevalent in this group. The care provided before referral
often seemed suboptimal.
A striking finding was that the average age at which people with MID or borderline
intellectual functioning first received care from a professional care provider was 18 years.
Some participants were only 3 years old when they first had contact with professional
care providers, whereas others were aged 65+ years. Generally, the time period before
appropriate care is provided to these clients is too long. This remarkable finding is in line
with Allen et al. (2011), who concluded that problems are often noticed too late: they
have often been present for years before they are recognised and, therefore, are more
likely to be resistant to training and treatment. In the present study, it is noteworthy that,
although participants had a mean support history of about five different care providers,
intensive guidance and support (especially psychosocial support) was still needed.
Therefore, we conclude and agree with Allen et al. (2011) that treatment and support
often falls below optimal levels.
Mental health problems are reported to be common among people with ID (Cooper et
al., 2007). The results of the present study underline this: almost 60% of our sample
met the criteria for a DSM-IV-TR Axis I classification. However, the rate of mental health
problems in our sample was higher than reported by other studies on mental health
problems in people with ID. International studies have reported the prevalence of mental
health problems to be 31–50% in children and adolescents with ID (Dekker & Koot, 2003;
Dekker, Koot, van der Ende, & Verhulst, 2002; Emerson, 2003; Emerson & Hatton, 2007;
Linna et al., 1999; Molteno, Molteno, Finchilescu, & Dawes, 2001; Strømme & Diseth,
2000). Cooper et al. (2007) concluded that the prevalence of mental health problems in
adults with ID is 16–41%, and in adults with MID the prevalence is 34.4%. Although the
prevalence may vary between countries, this is an important issue. The high percentage
of mental problems in children with ID could be the result of family dysfunction (Emerson
et al., 2011; Emerson & Hatton, 2007; Wallander et al., 2006). Indeed, the present study
strongly suggests that people with MID and borderline intellectual functioning are
frequently exposed to a variety of family risk factors. In addition, social isolation is another
risk factor for mental health problems in people with ID (Allen et al., 2011). Our study
suggests that people with MID or borderline intellectual functioning are at increased risk
for social isolation. More specifically, lack of contact with peers was a common problem;
that is, 66% of the participants had difficulties with connection to peers. This percentage
is of concern and suggests a need for interventions to improve the social skills of people
with MID or borderline intellectual functioning. Also, this percentage is higher than
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the 20–42% reported by others (Emerson & McVilly, 2004; Krauss, Seltzer, & Goodman,
1992; Solish et al., 2010). However, this discrepancy might be due to differences in the
measurement of social isolation.
In our study, differences between people with MID and borderline intellectual functioning
were found on several domains. Noteworthy is that participants with higher IQ scores
experienced more individual and family problems, and were in greater need of treatment
and support. Emerson, Einfeld, and Stancliffe (2010) associated borderline intellectual
functioning with poorer mental health in later childhood and adult life. Furthermore,
Dekker and Koot (2003) concluded that depressive feelings, anxiety, and antisocial
behaviour are more common in children with ID with higher levels of intellectual
functioning. Similarly, Podesta and Radstaak (2012) concluded that in individuals with ID,
higher IQ scores are associated with more behaviour and mental health problems. All of
these findings underline the need for a differentiated approach to support people with
MID or borderline intellectual functioning, rather than treating them as a homogenous
group.
This study was a thorough investigation of increased support needs of people with
MID and borderline Intellectual functioning. The results underline the vulnerability of
these people and their families. Thompson et al. (2009) argued that support needs are
a reflection of limitations on human functioning, which may be the result of personal
or contextual factors. Our findings show that people with MID or borderline intellectual
functioning face a range of personal and contextual problems and disadvantages. The
support they receive is often suboptimal; even after many years of treatment and support
these individuals continue to require intensive support in a broad range of domains. One
potential consequence of this mismatch between service needs and service provision
is that individuals with MID or borderline intellectual functioning remain dependent on
long-term inpatient and outpatient care throughout their lives.

Implications
The results of this study have several implications for the health care of people with
MID or borderline Intellectual functioning. First, reliance on the IQ score alone seems
inadequate when assessing the needs of individuals with MID or borderline intellectual
functioning (Buntinx & Schalock, 2010). Instead, individual and family characteristics
should receive more attention during treatment and intervention planning (Luckasson et
al., 2002). Second, preventive strategies should be developed to detect individual and
family problems before these become persistent or chronic (Allen et al., 2011; Dekker
& Koot, 2003; Einfeld et al., 2006, 2011; Hodapp & Dykens, 2009). Given the different
characteristics and contexts of people with MID compared with those with borderline
intellectual functioning, future research should investigate how healthcare services can
better differentiate between the needs of these two groups.
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Limitations
Although we aimed for a high level of accuracy, some limitations of this study need to
be addressed. First, participants were recruited from the population of people with an ID
who were referred to a single care provider. Although this limits the generalisability of
the findings, the service users of this care provider were shown to be representative of
the population of users of services for people with an ID in the Netherlands as a whole.
Second, because this study had a cross-sectional design, no causal inferences can be
made. Third, because the participants already had a long history of professional support
and treatment, the sample was not fully representative of the population of people with
MID or borderline intellectual functioning as a whole. Finally, only file data were available
to collect information about the participants. For some participants, the only available
information dated back several years. For instance, this was the case for the IQ scores,
with most recent IQ data ranging from 1 to 21 years ago. This could have influenced
our results. For future research, file data could be complemented with professional
judgements and/or patients’ own reporting, for example, by means of a questionnaire
or an interview.

Conclusion
This study showed that individuals with borderline intellectual functioning have more
severe personal problems and live in a more problematic environment than people with
MID. Therefore, we suggest that a more differentiated approach towards people with
MID and borderline intellectual functioning should be considered. Better insight and
understanding of subgroups of people with ID can be of value in attempts to develop
more individualised programs of treatment and support.

Note
1. In the Netherlands, long-term care for people with an intellectual disability is
provided under the Terms of the Exceptional Medical Expenses Act (AWBZ), and access
to care requires a statement of need. Care Intensity Packages are an expression of care
needs; the Care Intensity Package for an individual is determined by an independent
organisation (CIZ) on a nationwide basis, using objective criteria.
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Abstract
Background
Persons with mild intellectual disability or borderline intellectual functioning are often
studied as a single group with similar characteristics. However, there are indications that
differences exist within this population. Therefore, the aim of this study was to identify
classes of persons with mild intellectual disability or borderline intellectual functioning
and to examine whether these classes are related to individual and/or environmental
characteristics.

Methods
Latent class analysis was performed using file data of 250 eligible participants with a
mean age of 26.1 (SD = 13.8, range 3-70) years.

Results
Five distinct classes of persons with mild intellectual disability or borderline intellectual
functioning were found. These classes significantly differed in individual and environmental
characteristics. For example, persons with a mild intellectual disability experienced fewer
problems than those with borderline intellectual disability.

Conclusions
The identification of five classes implies that a differentiated approach is required towards
persons with mild intellectual disability or borderline intellectual functioning.
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BACKGROUND
Persons with a mild intellectual disability (MID; intelligence quotient (IQ) range 50-69)
or borderline intellectual functioning (BIF; IQ range 70-85) are vulnerable for problems in
different domains. For instance, compared to individuals with an average IQ level, persons
with MID or BIF are at higher risk to develop mental health, behavioral and academic
problems, and are more likely to experience socio-economic disadvantages (Hassiotis et
al., 2008; Emerson, Einfeld, & Stancliffe, 2010). The presence of such problems implies
that persons with MID or BIF are also more vulnerable for a poorer quality of life (Hassiotis
et al., 2008; Emerson, et al., 2010) and even exclusion from society (Bouck, 2014). To
avoid these risks, adequate and timely support is required that meets the support needs
of these individuals (Soenen, Van Berckelaer-Onnes, & Scholte, 2016).
Determination of the level of support needs of persons with MID or BIF is still largely based
on IQ (De Bildt, Sytema, Kraijer, Sparrow, & Minderaa, 2005; Soenen, Van BerckelaerOnnes, & Scholte, 2009; Buntinx & Schalock, 2010). However, according to the American
Association on Intellectual and Developmental Disabilities (AAIDD), a multidimensional
perspective is needed that focuses on the additional personal and environmental
characteristics which impact the support needs of persons with an intellectual disability
(ID) (Luckasson et al., 2002; Soenen, et al., 2009; Emerson, et al., 2010). Given the
vulnerability of persons with MID or BIF (apart from their lower IQ), they are in particular
need of such a multidimensional perspective. Indeed, according to Soenen and colleagues
(2016) persons with MID or BIF display a range of problems which cannot be identified
on the basis of the IQ-criterion alone. Therefore, insight into the support needs of persons
with MID or BIF is limited when the personal and environmental characteristics are not
taken into account (Hassiotis et al., 2008; Soenen, et al., 2016).
In many studies persons with MID or BIF are investigated as a single group having
comparable personal and environmental characteristics (Soenen, et al., 2009). However,
there are indications that for persons with MID or BIF differences exist in both personal
and environmental characteristics. Regarding personal characteristics, persons with
MID or BIF face a great diversity of comorbid psychopathologies, e.g. Autism spectrum
disorders (LaMalfa, Lassi, Bertelli, Salvini, & Placidi, 2004; Emerson & Hatton, 2007;
Bryson, Bradley, Thompson, & Wainwright, 2008; Matson & Shoemaker, 2009), attention
deficit hyperactivity disorder (Dekker & Koot, 2003; Xenitidis, Paliokosta, Rose, Maltezos, &
Braham, 2010; Lindblad, Gillberg, & Fernell, 2011), and substance use disorders (Chapman
& Wu, 2012; Frielink, Schuengel, Kroon, & Embregts, 2015; Didden, VanDerNagel, &
Van Duijvenbode, 2016). Concerning environmental characteristics, persons with MID
or BIF come from a wide range of family backgrounds (Nouwens, Lucas, Embregts, &
Van Nieuwenhuizen, 2017). For example, whereas some persons with MID or BIF come
from a supportive family, others have been confronted with inconsistent parenting and
even maltreatment and abuse (Emerson, Einfeld, & Stancliffe, 2011; Nouwens et al.,
2017). Also, besides differences in personal and environmental characteristics, there are

2

40

Chapter 2

differences in the type of professional care received by persons with MID or BIF. For
example, they are not only supported within the care for people with an intellectual
disability, but are also widely represented in other service systems, such as youth services,
criminal justice systems, and mental health-care (Douma et al., 2007; Stuiveling & De
Brauw, 2007; Herrington, 2009; Lindsay, 2013; Bonta, Blais, & Wilson, 2014). Given these
differences in characteristics and professional care, it is not surprising that variability
exists in the support needs within this population (Soenen et al., 2016; Nouwens et al.,
2017). Thus, the diversity within the population of persons with MID or BIF suggests
possible heterogeneity and, consequently, the need for a differentiated approach. Better
insight and understanding of this heterogeneity can help in attempts to develop more
individualized support programs meeting the support needs of persons with MID or BIF
(Nouwens et al., 2017).
Until now, only a few studies have explored potential heterogeneity in persons with MID
or BIF, e.g. by identifying classes (Douma et al., 2007; Soenen et al., 2009). For example,
Soenen et al (2009) identified four classes of persons with MID, based on the level of
intellectual, adaptive and behavioral functioning. Furthermore, Douma and colleagues
(2007) used latent class analysis and identified six unique classes of youngsters with MID
or BIF with antisocial and delinquent behaviors. Until now, no studies have focused on
heterogeneity in personal and environmental factors in persons with MID and with BIF,
through all age groups. Therefore, the present study aims to identify unique classes of
persons with MID or BIF based on personal and environmental characteristics.

METHODS
Participants
Data were collected from 250 persons with MID (IQ range 50-69) or BIF (IQ range 7085). Participants were individuals referred to an organization that offers long-term
inpatient/ outpatient care to persons with an intellectual disability, in the southern part
of the Netherlands. To define the IQ scores of each participant, from their personal case
file the most recent score of an IQ test, established by a certified diagnostician (e.g. a
psychologist), was used. These age-related tests included, for instance, the Dutch versions
of the Wechsler Preschool and Primary Scale of Intelligence, WPPSI-III-NL (Hendriksen &
Hurks, 2009), the Wechsler Intelligence Scale for Children-Third edition, WISC-III-NL (Kort
et al., 2005), and the Dutch version of the Wechsler Adult Intelligence Scale-Third edition,
WAIS-III-NL (Wechsler, 2001). Excluded from the study were persons who: (i) already
received care from the care provider being investigated, (ii) were referred for short-term
support (e.g. respite care or crisis care), or (iii) were referred for temporary support
because they were waiting for support from another care provider.
The population of potential participants consisted of 525 persons with MID or BIF who were
referred to the care provider being investigated between January 2011 and August 2012.
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In latent class analysis, the number of subgroups within a sample is partially dependent
on sample size (Nagin & Land, 1993; Boel-Studt, 2014). As the number of subgroups
tends to plateau with sample sizes of around 200 (Nagin & Tremblay, 2001; Boel-Studt,
2014), from the population of 525 persons a random sample of 250 participants was
selected for the present study.
The representativeness of the sample was checked in two ways. First, the population
receiving services from the care provider being investigated was compared with the
population receiving services from the intellectual disability sector in the Netherlands as
a whole. Using a χ2-test, the distribution of the various Care Intensity Packages in the
clients from this care provider was compared with the distribution in the whole intellectual
disability sector (Centrum Indicatiestelling Zorg [CIZ], 2011). In the Netherlands, longterm care for persons with an intellectual disability is provided under the terms of the
Exceptional Medical Expenses Act (AWBZ) and access to support requires a statement
of need. Care Intensity Packages are an expression of support needs. At the time of
data collection for the present study, the Care Intensity Package for an individual was
determined by an independent organization (called the CIZ) on a nationwide basis, using
objective criteria. No significant differences were found, indicating that the clients of the
care provider being investigated were representative of the population receiving care
in the intellectual disability sector in the Netherlands. Second, the representativeness
of the sample of 250 respondents was examined a posteriori by comparing the gender
(χ2(1) = .32, p = .57), age (t(773) = .66, p = .51), and level of development (χ2(1) =
.01, p = .92) of participants with the initial group of eligible persons (n = 525). As no
significant differences were found, this implies that participants in the selected sample
were representative of the initial population.
The selected sample consisted of 250 persons, with significantly more males (60.8%)
than females (39.2%) (χ2(1) = 245.82, p < .001) and a mean age of 26.1 (SD 13.8; range
3-70) years. The age category with the highest frequency was 11-20 years (39.2%),
followed by the age categories 21-30 (21.6%), 31-40 (13.6%), 41-50 (10.4%), 51-60
(3.6%), and 61-70 years (2.8%). A significantly higher proportion of participants had BIF
(56.5%/n = 141) than MID (43.6%/n = 109) (χ2(1) = 245.95, p < .001). All included
persons had significant intellectual limitations and adaptive behavior problems, as based
on a valid CIZ (Care Needs Assessment Center) indication. The CIZ organization uses
objective criteria (on a nationwide basis) to determine whether there is a significant
limitation in intellectual and adaptive functioning.

Measures
A retrospective descriptive design was used. Data were provided by professionals from
referring organizations and all the case files contained standardized information from
the independent organization, the CIZ. Furthermore, most of the case files consisted of
intake reports, anamnesis, support history, former support plans and evaluations, and
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psychological reports. These case files were analyzed using a structured case analysis
system based on the Signaling List (Orobio de Castro, Veerman, Bons, & De Beer, 2002)
and on studies by Schalock and Felce (2004) and Van Nieuwenhuizen and colleagues
(2011). This resulted in a scoring list of 313 variables in the following categories:
personal characteristics (subcategories: personal information, IQ level, diagnoses,
level of education, support needs, anamnesis), family characteristics (subcategories:
family situation and upbringing, maltreatment and abuse), contextual characteristics
(subcategories: life events and treatment history). Together, the family characteristics and
contextual characteristics were labeled as ‘environmental’ characteristics. The presence
or absence of these characteristics was based on concrete signals or references in the
case files. In addition, the person providing the information was of particular importance
regarding the variables ‘problem behavior’ and ‘DSM-IV diagnosis’. For these two
variables, the information had to be provided by a certified clinician (e.g. a psychiatrist
or a clinical psychologist). The researchers scored the same case files separately until an
inter-rater agreement of at least 80% was achieved; Cohen’s kappa was used to rate the
inter-rater agreement for the dichotomous variables (n = 75). After the same three case
files had been coded separately, the researchers did reach an inter-rater agreement of at
least 80% and a Cohen’s kappa of > .70, indicating appropriate inter-rater agreement.
After reaching a good inter-rater level, the case files analysis was performed by three
researchers independently.

Procedure
Due to the vulnerability of the persons in the study group, we deliberately selected a
retrospective case analysis that did not require an active participation or action of the
participants. According to the Dutch Act on Medical Treatment Agreements (article 7:
458) the following strict conditions permit a retrospective case analysis without ethical
approval: (a) the study is of general interest, (b) the study cannot be conducted without
the requested information, (c) the participant has not expressly objected to the provision
of the data, and (d) the anonymity of the participant is guaranteed. We used a passive
informed consent concerning the retrospective analyses of file data. In the present study,
the noun “client” refers to persons with an intellectual disability and their parents or
legal guardians. Correspondingly, both for minors and for adults with an intellectual
disability, clients and their parents or legal guardians were actively informed about the
study by means of a tailormade brochure. The brochure also included information about
the voluntariness of the study and the anonymity of the participants. Participants could
object to the provision of the data. In the brochure, it was clearly stated who the client
had to contact when he/she did not want to participate in this study. Three participants
of the initial sample (N = 525) did not want to participate in the study and were
therefore excluded. The names of all the participants were replaced by unique numbers
to guarantee anonymity. The names of the participants and their unique numbers were
registered in a separate Excel file, which was locked with a password and stored in a
protected environment.
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Although according to the Dutch ‘Agreement on Medical Treatment’ Act (Article 7: 458)
no ethical approval was needed for the purpose of this study, several additional steps
were taken regarding the ethical aspects due to the vulnerability of the participants
and the level of precision that we aimed to achieve. A priori the Client Advisory Board
of Prisma (i.e. the organization where the study took place) was informed. The Client
Advisory Board of Prisma has a legal status on behalf of the law ‘Engagement Clients
in Health Facilities’ (WMCZ in the Netherlands). The Client Advisory Board consists of
parents or relatives of clients with an intellectual disability. The board is representative
for the client population and focuses on the collective interests. The Client Advisory Board
participated in the decision-making of this study; they confirmed the relevance of the
study and gave approval for its performance. Furthermore, referring Dutch organizations
for the support of disabled or chronically ill persons were informed. These independent
organizations guide and support persons with intellectual disabilities and their relatives
in their contacts with care providers. Professionals of these organizations were active
informed about this study and all acknowledged the importance and relevance.

Data analysis
Latent class analysis
The software program Latent GOLD (version 4.5) was used to perform a latent class
analysis (Lukoχiené, Varriale, & Vermunt, 2010). Variables included in the latent class
analysis were chosen based on the socio-ecological person-environment fit conception
(Buntinx & Schalock, 2010), and literature on common risk factors for persons with MID
or BIF (Dekker & Koot, 2003; Douma, Dekker, Verhulst, & Koot, 2006; Wallander, Dekker,
& Koot, 2006; Cooper, Smiley, Morrison, Williamson, & Allan, 2007; Emerson et al., 2010;
Einfeld, Ellis, & Emerson, 2011; Emerson et al., 2011). As a consequence, 14 variables
from the initial scoring list of 313 variables were included in the latent class analysis,
divided into two higher categories: environmental variables and personal variables. The
category ‘environmental variables’ consisted of two subcategories: 1) family variables
and 2) contextual variables; variables were scored as either present or absent. Family
variables were: divorce of parents, financial problems of parents, mental health problems
of parents, harassment by primary caregiver, sexual abuse by primary caregiver, and
inconsistent parenting. The contextual variables were: no informal support from friends
and/or family, and difficulty with connecting to peers.
The following ‘personal variables’ were included: financial problems, daytime activity,
alcohol and/or drug addiction, problem behavior, prison sentence, and the Diagnostic
and Statistical Manual of Mental Disorder-IV (DSM-IV) classification (American Psychiatric
Association [APA], 2000).
Latent class analysis was used to identify classes of related persons. Briefly, latent
class analysis examines the underlying structure of categorical data using probabilistic
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methods to assign an individual to a class, which is based on the individual’s most likely
membership (see e.g. Bitter, Roeg, Van Nieuwenhuizen & Van Weeghel, 2016). The first
step in latent class analysis is to define the number of classes that contain distinctive
classes. Class membership was based on the personal variables, family variables and
contextual variables described above. To determine the most appropriate latent class
model, as well as the number of classes, the Akaike’s Information Criterion (AIC) with
a per-parameter penalty factor of 3 (AIC3) was used. The AIC3 is a relative indicator
model of fit, with lower values indicating better fit of the model to the data. The AIC3
was chosen because of the categorical variables included and due to the relatively small
sample size (Bozdogan, 1993; Fonseca & Cardoso, 2007; Lukoχiené et al., 2010). The best
fitting class solution was chosen based on the lowest AIC3 score, class error around 10%
and bivariate residuals ≤ 4, since bivariate residuals ≥ 4 indicate a possible correlation
between the variables.

Class membership comparison
In a second step, class membership in relation to variables other than the variables already
included in the latent class analysis, was analyzed to define the different classes in more
depth using SPSS 19.0, PC. Since the collected data consisted of categorical variables, a
one-way analysis of variance (ANOVA) was conducted (F-ratio). When the overall one-way
ANOVA was significant, post-hoc tests were performed to analyze significant differences
between the different classes. The Bonferroni-correction was employed to correct for the
problem of multiplicity used to indicate statistical significance.

RESULTS
Latent class analysis
Regarding the latent class analysis, solutions for 1-8 classes are presented in Table 1.
Table 1. Fit statistics for Latent Class Analysis (N = 250)
Number of classes
BIC
AIC
AIC3
1
3466.31
3417.01
3431.01
2
3234.90
3132.77
3161.77
3
3245.31
3090.37
3134.37
4
3274.94
3067.17
3126.17
5
3304.98
3044.40
3118.40
6
3350.71
3037.30
3126.30
7
3398.35
3032.11
3136.11
8
3452.83
3033.77
3152.77
Note. The fit statistics suggested that the five-class solution best fitted the data.

Class error
.00
.08
.11
.13
.11
.14
.14
.14
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AIC3 values decreased across solutions containing 1-5 class solutions, suggesting that the
five-class solution best fitted the data. The class error for the five-class solution was also
lower than for the six-class solution. Furthermore, the values of the bivariate residuals
were near zero and close to each other, indicating no correlation between the different
variables. The outcome of these indicators indicated that a five-class solution was the
best explanation for the underlying structure of the data.

Class description
Figure 1 shows the probability of the presence of the personal and environmental (family
and contextual) variables included in the latent class analysis for each of the five classes.
Class 1 (n = 85) represented the largest class (34.0%); given that this was the only class
characterized by more persons with MID (n = 55) than with BIF (n = 30), Class 1 was
labelled as ‘Persons with mild intellectual disability’. Class 2 (n = 51) included 20.4%
of the sample; in this class, 18 individuals had MID and 33 BIF. All persons in this class
(100%) showed problem behavior, resulting in the label ‘Males with problem behavior’.
Class 3 (n = 47) comprises 15 persons with MID and 32 with BIF; this class accounted
for 18.8% of the sample and consisted of persons who had the highest score on sexual
abuse by parents, and high scores on personal financial problems and financial problems
of parents. As a result, Class 3 was labeled ‘Persons with material hardship and abuse
by parents’. Participants in Class 4 (n = 37) included 14.8% of the sample and had the
lowest average age; this class comprises 10 individuals with MID and 27 with BIF. Because
this class was characterized by persons with high scores on problem behavior and family
variables, this group was labelled ‘Male youngsters with problem behavior and family
problems’. Class 5 (n = 30) included 12% of the sample and consisted of persons with
high scores on all included variables, especially on the variable addiction to alcohol and/
or drugs, resulting in the label ‘Persons with addictive problems’. This class includes 13
individuals with MID and 17 with BIF.
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Fig. 1
Five classes of individuals with mild intellectual disability or borderline
intellectual functioning (n = 250) and the probability of individual, family and contextual
characteristics

Class comparison
The presence of the personal and environmental (family and contextual) variables showed
a significant difference between the five classes (see Table 2). These class differences are
described below.
Concerning the personal variables, the five classes showed a significant difference in
mean age and gender distribution. More specifically, ‘Male youngsters with problem
behavior and family problems’ (Class 4) were the youngest (mean age 19.1 years) and
‘Persons with material hardship and abuse by parents’ (Class 3) were the oldest (mean
age 29.8 years). Regarding gender distribution, only ‘Persons with material hardship and
abuse by parents’ (Class 3) consisted of more females (68%) than males (32%).
Besides differences in mean age and gender, there were also differences in the amount
of financial problems and daytime activity. Although the prevalence of financial problems
was highest among ‘Persons with addictive problems’ (Class 5; 67%), ‘Persons with
material hardship and abuse by parents’ (Class 3) also had financial problems (51%). For
daytime activity, ‘Male youngsters with problem behavior and family problems’ (Class
4) always had daytime activity (100%), whereas none of the ‘Persons with addictive
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problems’ (Class 5) had any daytime activity (0%).
Other significant differences were found in addiction to alcohol and/or drugs, prison
sentence, and DSM-IV classifications. Addiction to alcohol and/or drugs was most prevalent
in ‘Persons with addictive problems’ (Class 5; 100%) and ‘Males with problem behavior’
(Class 2; 64%). Regarding prison sentence, ‘Male youngsters with problem behavior and
family problems’ (Class 4) were confronted with a prison sentence (56%) significantly
more often than all other classes. Finally, the prevalence of DSM-IV classifications was
highest among ‘Males with problem behavior’ (Class 2; 80%) and the lowest for ‘Persons
with material hardship and abuse by parents’ (Class 3; 47%).
With regard to family variables, several significant differences were found. For instance,
all parents of ‘Male youngsters with problem behavior and family problems’ (Class 4)
were divorced (100%) whereas in ‘Persons with mild intellectual disability’ (Class 1) 15%
of the parents were divorced. Furthermore, the prevalence of parental financial problems
was highest among ‘Male youngsters with problem behavior and family problems’ (Class
4; 79%) and lowest among ‘Persons with mild intellectual disability’ (Class 1; 0%). Also,
all ‘Persons with addictive problems’ (Class 5) were confronted with at least one primary
caregiver classified with a DSM-IV diagnosis (100%). This was also the case for most of
the ‘Male youngsters with problem behavior and family problems’ (Class 4; 96%). In
contrast, of the ‘Persons with mild intellectual disability’ (Class 1) 20% had to deal with
at least one primary caregiver classified with a DSM-IV diagnosis.
Differences were also found with regard to sexual abuse by primary caregiver(s). For
example, 18% of the ‘Persons with material hardship and abuse by parents’ (Class 3) had
been a victim of sexual abuse by their primary caregiver(s), followed by ‘Persons with
addictive problems’ (Class 5; 12%). ‘Persons with mild intellectual disability’ (Class 1)
and ‘Males with problem behavior’ (Class 2) had never been sexually abused by primary
caregiver(s) (0%). Regarding harassment by the primary caregiver(s), the highest
prevalence was found for ‘Persons with addictive problems’ (Class 5; 62%), whereas
none of the ‘Persons with mild intellectual disability’ (Class 1) had been confronted with
harassment by primary caregiver(s) (0%).
Regarding the contextual variables, the five classes showed a significant difference with
regard to problematic connection to peers and informal support. ‘Persons with addictive
problems’ (Class 5; 89%), ‘Persons with material hardship and abuse by parents’ (Class
3; 76%) and ‘Persons with mild intellectual disability’ (Class 1; 76%) had the most
difficulty with connecting to peers and had no friends. Furthermore, 81% of the ‘Males
with problem behavior’ (Class 2) had no informal support and for ‘Male youngsters with
problem behavior and family problems’ (Class 4) this was the case for 23% of the persons.
Other differences were found related to the amount of contact with health-care providers,
and the age at the moment health-care was first received. Compared with the other four
classes, ‘Male youngsters with problem behavior and family problems’ (Class 4) had the
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most (6.5 times) contact with health-care providers before referral to the care provider
being investigated, and were also the youngest at the moment health-care was first
received (12.5 years). Those with the least contact were ‘Persons with mild intellectual
disability’ (Class 1; 3.7 times), and ‘Persons with material hardship and abuse by parents’
(Class 3) were the oldest at the moment health-care was received for the first time (23.9
years).

M= 24.7
80.0
20.0
35.0
65.0
34.0

100.0
80.0
Pervasive
Developmental
Disorder 19.2%

M= 27.1
64.0
36.0
62.0
38.0
2.0
19.0
3.0
31.0

53.0
Pervasive
Developmental
Disorder 31.3%

No daytime activity

Alcohol/drugs addiction

Problem behavior

DSM-IV classificationa
Most present DSM-IV
classification

%

%

Individual variables
Average age
Gender
Male
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Intellectual Disability
Mild intellectual
disability
Borderline
Financial problems

64.0

22.0

Class 2 (n=51)
‘Males with
problem
behavior’

Class 1 (n=85)
‘Persons with
mild intellectual
disability’

47.0
Mood Disorder
11.8%

0.0

31.0

37.0

68.0
51.0

32.0

32.0
68.0

M= 29.8

%

59.0
ADHD 18.9%

100.0

31.0

0.0

73.0
19.0

27.0

70.0
30.0

M= 19.1

%

63.0
Substancerelated
disorder
20%

100.0

100.0

100.0

57.0
67.0

43.0
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M= 28.0

%

Class 3 (n=47) Class 4 (n=37) Class 5 (n=30)
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3.66*
-

136.58**
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20.39**

5.42**
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7.42**

F

table 1 continues

2, 3, 5 > 1
5>2
3, 5 > 4
5 > 1, 2, 3, 4
3>4
2, 3, 4, 5 > 1
2 > 3, 4
5 > 2, 3, 4
1, 2, 4, 5 > 3
2, 4, 5 > 1
2 > 1, 3
-

2, 3, 4 > 1

1, 3 > 4
1, 2, 4 > 3

Significant
differences

Table 2 . Significant differences between the five classes of ‘Persons with mild intellectual disability’ or borderline intellectual
functioning (N=250)
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*

a

According to APA (2000).
P < .01, **P< .001.
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DISCUSSION
In many studies, persons with MID or BIF are investigated as a single group and considered
to have comparable personal and environmental characteristics (Soenen et al., 2009).
However, there are indications that, within these two populations, differences exist in
personal and environmental characteristics. Therefore, a differentiated approach towards
these individuals may be needed to acknowledge possible heterogeneity and achieve
better insight into the support needs of these persons. Thus, this study investigated
classes of persons with MID or BIF and identified five unique classes of persons with
either MID or BIF.
In the present study, ‘Persons with mild intellectual disability’ (Class 1) had the least
personal and environmental problems. Almost half of the group with MID (n = 53/48.6%)
are part of this class, whereas this applies to a considerably smaller proportion of those
with BIF (n = 32/22.7%). Additionally, compared to persons with MID, individuals with
BIF are overrepresented in the classes with more personal and environmental problems.
This is in line with Nouwens et al. (2017) who found indications that individuals with
BIF, compared to those with MID, experienced more individual and family problems.
Also, whereas persons in class 1 experienced relatively few problems, many of them
experienced problems with connecting to peers, resulting in the absence of friends. This
might be explained by the high percentage of the DSM-IV classification of Pervasive
Developmental Disorders in this class, since features of this disorder include lack of
appropriate social skills, leading to problems with entering into friendships (LaMalfa et
al., 2004; Gillan & Coughlan, 2010).
In ‘Males with problem behavior’ (Class 2) and ‘Male youngsters with problem behavior
and family problems’ (Class 4) personal problem behavior often co-occurred with family
problems, which is in line with earlier findings (Hulbert-Williams et al., 2013). In ‘Males
with problem behavior’ (Class 2), the externalizing problem behavior of these persons
might have placed high demands on their parents, resulting in inconsistent parenting
practices (Hastings & Beck, 2004). In contrast, in ‘Male youngsters with problem behavior
and family problems’ (Class 4) the co-occurrence of personal and family problems could
be explained by a reciprocal relationship between child and family problems, with the
problem behavior of the child and parental problems having a continuous and negative
influence on each other, thereby reinforcing the personal and family problems (Patterson,
1986; Panico, Becares, & Webb, 2014). Although the development of child and family
problems may vary between these classes, in both classes the personal and family
problems need to be addressed in intervention planning.
Class 3, ‘Persons with material hardship and abuse by parents’, consisted of more women
than men. The defining characteristic of this class was the high amount of sexual abuse
by primary caregiver(s), corresponding with earlier findings that females (more often
than males) are a victim of sexual abuse (Walker, Carey, Mohr, & Stein, 2004). In some
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cases, the traumatic experience of sexual abuse by primary caregiver(s) might have
resulted in a mood disorder, which was the most prevalent DSM-IV classification within
this class (Lunsky, 2003).
Another finding of this study was that addiction was a major problem in ‘Persons with
addictive problems’ (Class 5). This supports earlier results showing that persons with an
intellectual disability are at increased risk of substance-related problems compared to
persons without an intellectual disability (Chapman & Wu, 2012). The absence of daytime
activities for all persons in Class 5 is not surprising, given that problematic substance users
with MID or BIF often lack daytime activities (To, Neiryinck, Vanderplasschen, Vanheule, &
Vandevelde, 2014; VanDerNagel, Kiewik, Buitelaar, & De Jong, 2011).

Implications
The present results imply that a more differentiated approach is required towards
persons with MID or BIF. The identification of five classes is a first step towards a better
understanding of the heterogeneity within the population of persons with MID or BIF.
More specifically, it provides more insight into the characteristics on different domains
that together influence the support needs of these persons. The differentiation of five
subgroups can be used as guidance in individual support planning. However, further
‘fine-tuning’ of the specific type of support within this ‘class’ is still required, since every
individual with MID or BIF has his/her own unique characteristics.

Strengths and limitations
There is some evidence suggesting marked similarities between people with MID and
BIF (Emerson, et al., 2010). In the present study, differences were found both within
and between the classes for individuals with MID and BIF. Future research should
investigate in more detail the differences between persons with MID and BIF. In the
present study, we investigated the possibility of identifying classes within the population
of persons with MID or BIF of all ages. However, some limitations of this study need to
be addressed. Data were collected by examining case files. As the completeness of these
files differed between the participants, some information may have been incomplete. In
future research, file data could be complemented with a person’s and his/her parents’
own reporting of several life aspects, e.g. by use of a questionnaire, or conducting an
interview (Achenbach, Krukowski, Dumenci, & Ivanova, 2005).
Another limitation concerns the quality of the available file data. For example, although
we used the most recent IQ data to identify persons with MID or BIF, some of the ‘most
recent’ IQ data was from 1 to 21 years old. Also, the IQ data originated from diverse IQ
tests. Another limitation, is that due to the incompleteness of data, some evidence risk
factors could not be used in the latent class analysis (e.g. education level of parents).
These aspects might have influenced our results. In future research, this might be
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overcome by complementing file data with more recent information on the individual’s
intellectual abilities, and with additional data on relevant risk factors.
A final limitation is the wide age range. Because our sample consisted of individuals aged
from 3-70 years, the results can only offer a general understanding of the typology within
this group. Future studies should focus, e.g. on specific age groups to better examine the
confounding variable of the developmental period.

Conclusions
This study is a first step towards a better understanding of the heterogeneity within the
population of persons with MID or BIF. The identification of five classes of persons with
MID or BIF challenges the undifferentiated approach towards these persons and seems to
confirm that more differentiated individual support is needed.
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Abstract
Background
Among persons with a mild intellectual disability or borderline intellectual functioning,
differences in their characteristics imply that a differentiated approach is required to meet
their needs. This retrospective study examined whether the history of support/treatment
programs and the type of healthcare providers involved, matched the specific support
needs of persons with a mild intellectual disability or borderline intellectual functioning.

Method
Five (previously identified) profiles of persons with a mild intellectual disability or
borderline intellectual functioning were used to investigate to what extent the support
needs of this group had been met. For the 250 persons with mild intellectual disability or
borderline intellectual functioning who matched these five profiles, data were collected
retrospectively from their case files.

Results
Persons with mild intellectual disability or borderline intellectual functioning received
a very similar amount and type of support/treatment programs. Differences between
the profiles were found for non-verbal therapy, residential treatment and contacts with
social work. Regarding the type of healthcare providers involved, differences between
the profiles emerged for specialised intellectual disability services, youth services, and
specialised addiction services.

Conclusions
The support programs for a heterogeneous population of persons with mild intellectual
disability or borderline intellectual functioning seems to be suboptimal, indicating that
more differentiation is required in the services offered to these individuals.
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BACKGROUND
In the Netherlands, persons with a mild intellectual disability (MID; IQ: 50-69) or
borderline intellectual functioning (BIF; IQ: 70-85) are becoming increasingly dependent
on long-term professional care (Ras, Verbeek-Oudijk, & Eggink, 2013). Even though BIF
is not formally considered an intellectual disability (ID), there are noticeable similarities
between individuals with BIF and ID (Emerson, Einfeld, & Stancliffe, 2010). A substantial
part of the population of individuals with BIF experiences problems in their daily life to a
level comparable to persons with MID. In the Netherlands, with regard to policy, research
and practice, MID and BIF are generally approached as one group.
According to Ferrari (2009), the understanding of BIF is still based on a relatively static
assessment of intellectual development and should focus more on qualitative factors (e.g.
adaptive behaviour, human functioning, contextual aspects). Consequently, individuals
with BIF are often under-recognised and misdiagnosed, and at considerable risk for e.g.
poor adaptation and the development of psychopathology (Ferrari, 2009). As a result,
individuals with BIF might be excluded from the care required and/or the available
services (Campbell & Fedeyko, 2000). Moreover, governmental policies are insufficiently
aligned to the specific challenges of individuals with MID or BIF (Moonen, 2017).
The complex demands of contemporary society are seen as one of the main reasons for
the increased dependency of individuals with MID or BIF (Snell et al., 2009; Woittiez,
2014; Van der Helm, Van der Linden, Staal, & De Jong, 2015). Another reason is the
fact that, nowadays, self-determination and empowerment are important aspects
of everyday living (Frielink, Schuengel, & Embregts, 2016; Soresi, Nota, & Wehmeyer,
2011). However, persons with MID or BIF may find it difficult to live independently and
make their own choices (Snell et al., 2009). Consequently, complications might arise,
including difficulties with participation in school, work or leisure activities (Bouck, 2014;
Dusseljee, Rijken, Cardol, Curfs, & Groenewegen, 2011; Nouwens, Lucas, Embregts, & Van
Nieuwenhuizen, 2016; Snell et al., 2009), and/or mental health issues (Cooper, Smiley,
Morrison, Williamson, & Allan, 2007; Einfeld, Ellis, & Emerson, 2011; Emerson, Einfeld, &
Stancliffe, 2010).
One consequence of these complications is that persons with MID or BIF are at risk of
being excluded from society (Bouck, 2014; Emerson, 2010). Therefore, adequate and
timely support and treatment that meets their support needs is essential (Soenen, Van
Berckelaer-Onnes, & Scholte, 2016). Support needs can be defined as ‘a psychological
construct referring to the pattern and intensity of supports necessary for an
individual to participate in activities linked with normative human functioning’
(Thompson et al., 2009, p. 135). Although IQ still plays an important role in the professional
assessment of the support needs of persons with MID or BIF (De Bildt, Sytema, Kraijer,
Sparrow, & Minderaa, 2005), additional personal and environmental characteristics
are increasingly used to estimate the level of support required for individuals with ID
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(Buntinx & Schalock, 2010). A similar approach that aligns the support programs with
the personal and environmental characteristics of individuals with MID or BIF is desirable.
However, only a needs assessment on the individual level will optimally reveal the
specific challenges experienced by persons with MID or BIF.
The ‘Functionality model’ defined by Luckasson and Schalock (2013), is a concept that
takes the personal and environmental characteristics into account. Their concept focuses
on the understanding of human functioning and disability based on the interaction
between individual and environmental characteristics. Support needs arise as a result of
a restriction in one or multiple personal or environmental dimensions.
Appropriate care involves selecting treatment programs according to the individual’s
characteristics and preferences. Matched care bridges the gap between the individual’s
capabilities and contextual demands, resulting in human functioning outcomes
(Thompson et al., 2009). Consequently, support can vary between persons with respect
to (i) the type of treatment program and (ii) the type of healthcare providers involved
(Van Straten, Hill, Richards, & Cuijpers, 2015). Nouwens, Lucas, Smulders, Embregts, Van
Nieuwenhuizen (2017b) have identified five different profiles of persons with MID or BIF.
Given that these profiles differ with respect to their characteristics, it is likely that they
also differ with regard to support needs and, accordingly, differ with regard to the type of
support programs received and the type of healthcare providers involved.
Therefore, this study aimed to investigate whether the support and treatment programs
received, and the type of healthcare providers involved, matched the unique individual,
family, and contextual characteristics of five profiles of persons with MID or BIF.

METHOD
Participants
Participants were individuals with MID (IQ: 50-69) or BIF (IQ: 70-85) who were entitled
to long-term support from a professional care provider in the south of the Netherlands
between January 2011 and August 2012. Individuals were excluded when they (a) were
already receiving support from the professional care provider, (b) had been referred for
short-term support, or (c) were referred for short-term support whilst waiting for support
from another professional care provider; this resulted in an initial sample of 525 persons.
From this latter group, a random sample of 250 individuals was extracted. The
representativeness of this smaller sample was confirmed by comparing the distribution
of gender, age, and level of development in the smaller sample (N=250) with that of the
initial sample (N=525). The mean age of the final sample (N=250) was 26.1 (SD=13.8,
range 3-65) years. The final sample comprised more men (60.8%) than women (39.2%)
(χ2(1) = 245.82; p < .001). The majority (56.5%) of the participants had BIF and the
remainder (43.6%) had MID (χ2(1) = 245.95, p < .001).
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The representativeness of the initial sample was evaluated by comparing it with the
population in the Netherlands that receives services from the ID sector. Thus, in our sample
of 525 persons, the distribution of Care Intensity Packages was compared with those in
the national population receiving ID services (Centrum Indicatiestelling Zorg, 2011). At
the time of data collection for the present study, long-term care for persons with an ID
was provided under the terms of the Dutch Exceptional Medical Expenses Act (AWBZ),
whereas for access to support a statement of need was required. Care Intensity Packages
are an expression/reflection of the support needs; the Care Intensity Package for an
individual is determined by an independent organisation (the Centrum Indicatiestelling
Zorg: the CIZ) on a nationwide basis, using objective criteria. In the present sample, the
distribution of Care Intensity Packages was similar to that in the national population.
Thus, our sample was largely representative for the national population receiving care in
the ID sector in the Netherlands.

Procedure
The present study used data collected in a previous study (Nouwens et al., 2017a),
that were retrieved retrospectively from case files. The 1995 Dutch Act of Agreement
on Medical Treatment (Civil Code, article 7:458, The Netherlands) states that access
to documents or information about a person for scientific research without his or her
approval is only possible if: (1) The research is in the public interest, (2) the research
cannot be conducted without the information in question, and (3) the person in question
has not explicitly objected to the possibility that information will be provided for this
purpose. In this study, a passive informed consent procedure was used; persons were
given a brochure containing information about the study, including the information that
participation was voluntary and would be anonymous. The brochure clearly stated who
the person had to contact if he or she did not want to participate in the study. From
the initial sample of 525 individuals, three refused to participate in the study and were
therefore excluded.
Data in the case files were provided by professionals from the referring organisations and
all the data files contained standardised information from the independent organisation
(the CIZ). The vast majority of the case files consisted of intake reports, anamnesis,
support history, former support plans and evaluations, and psychological reports. Case
files were analysed by three researchers using a structured case analysis procedure
based on the Signalling List developed by Orobio de Castro, Veerman, Bons, and De Beer
(2002) and on studies by Schalock (2004), Embregts (2009) and Van Nieuwenhuizen et
al. (2011). This resulted in a scoring list of 313 variables. These variables covered three
categories: (1) individual characteristics (personal information, IQ level, diagnoses, level
of education, support needs, anamnesis), (2) family characteristics (family situation and
upbringing, maltreatment and abuse), and (3) contextual characteristics (life events,
treatment history). Data on mental health problems were used only if a DSM-IV-TR (APA,
2000) Axis I diagnosis made by a certified clinician was available.
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Inter-rater agreement was assessed with Cohen’s kappa. Case files were re-scored
separately until a Cohen’s kappa of ≥ .70 was achieved. Because Cohen’s kappa could not
be calculated for continuous variables, these items were re-scored independently until an
inter-rater agreement of 80% was achieved. Participants’ anonymity was preserved by
using numbers rather than names to identify them. A separate password-protected Excel
file was used to store the numerical codes for the participants’ names.
Although formal ethical approval was not necessary, in view of the vulnerability of the
participants, additional steps were taken to ensure that the study met the highest ethical
standards. First, the Client Advisory Board of Prisma, a care organisation providing services
for persons with ID in the south of the Netherlands (i.e. the organisation which supplied
the data) was informed. The Client Advisory Board, which looks after the support needs
of persons receiving support from Prisma on behalf of the law on Engagement Clients
in Health Facilities (WMCZ in the Netherlands), judged that the study was useful and
granted permission to perform it. The researchers also informed the MEE organisations
(i.e. referring organisations that provide support to persons with disability) about the
plans for the study. The MEE organisations also acknowledged the importance of the
study.

Measures
A normative and objective assessment of support needs (what a professional or social
scientist defines as need in a given situation on the basis of an individualised assessment;
Thompson et al., 2009) was applied to understand the support needs of the participants.
This was done by examining the previously identified characteristics of five profiles of
persons with MID or BIF (see Table 1, Nouwens et al., 2017b). For instance, when a family
problem was prevalent in a specific profile, it was assumed that a high percentage of
persons in this profile was in need of family or systemic therapy.
Table 1. Description of five profiles of people with mild intellectual disability or borderline
intellectual functioning (N = 250)
Profile

n

Description

Persons with
mild intellectual
disability
(profile 1)

85

People in this profile, ‘Persons with mild intellectual
disability’, experience the least individual, family and
contextual problems. Most people in this profile have a
mild intellectual disability, and in almost half of the cases,
a comorbid mild autistic disorder is present. The majority
has supportive parents. Individuals in profile 1 experience
few personal, environmental and parental (e.g. financial
and mental health) problems. In comparison with the other
profiles (3, 4 and 5), individuals in profile 1 receive relatively
less informal support.

table 1 continues
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Profile

n

Description

Males with
problem
behaviour
(profile 2)

51

Individuals in the profile ‘Males with problem behaviour’
show externalising problem behaviour, often have an
addiction to alcohol and/or drugs and have parents
experiencing difficulties with raising their child. In
comparison with the other profiles (3, 4 and 5), individuals
in profile 2 receive relatively less informal support.

Persons with
material
hardship and
abuse by
parents
(profile 3)

47

The profile ‘Persons with material hardship and abuse
by parents’ represents mainly women with borderline
intellectual functioning who are often a victim of sexual
and physical abuse by parents. Some of the people in
profile 3 have a comorbid mood disorder. A small majority
of individuals in profile 3 experience financial problems.
The first contact with professional care providers occurs at
a relatively high age (M = 23.9 years). Persons in profile
3 experience relatively more problems with connecting to
peers.

Male youngsters
with problem
behaviour and
family problems
(profile 4)

37

The profile ‘Male youngsters with problem behaviour and
family problems’ includes young men with borderline
intellectual functioning displaying externalising problem
behaviour, having multiple judicial contacts and who are
surrounded by a poor family system. Regarding profile
4, 100% of the parents are divorced, and many parents
experienced financial problems; also, the majority of
individuals in profile 4 have been in prison. Compared with
the other profiles, persons in profile 4 received care from the
highest number of different healthcare providers (M = 6.5).

Persons with
addictive
problems
(profile 5)

30

The profile ‘Persons with addictive problems’ is characterised
by adults with mild intellectual disability or borderline
intellectual functioning having the most serious individual
and family problems of all subtypes. All people in this profile
have (had) an addiction to alcohol and/or drugs. Most of
these people do not have any daytime activities and no
permanent residence, are joining the criminal circuit and
have been a victim of physical abuse by parents. Compared
with the other profiles, individuals in profile 5 experience
relatively major personal financial problems. Persons
in profile 5 experience relatively more problems with
connecting to peers.

Note. Adapted from “Identifying classes of persons with mild intellectual disability or borderline
intellectual functioning: a latent class analysis,” by P.J.G. Nouwens et al, 2017b, BMC Psychiatry, 17,
257.

The five profiles are classified as: ‘Persons with mild intellectual disability’ (Profile 1),
‘Males with problem behaviour’ (Profile 2), ‘Persons with material hardship and abuse
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by parents’ (Profile 3), ‘Male youngsters with problem behaviour and family problems’
(Profile 4), and ‘Persons with addictive problems’ (Profile 5). The classification of the
typologies is based on a Latent Class Analysis (LCA), examining latent structures of
categorical data using a probabilistic method to assign a person to a unique profile, which
is based on the individual’s most probable membership.
Table 2. Demographics of five profiles of persons with mild intellectual disability or
borderline intellectual functioning (N = 250)

Age in years

Profile 1†
(n = 85)
M = 27.1

Profile 2
(n = 51)

Profile 3
(n = 47)

Profile 4
(n = 37)

Profile 5
(n = 30)

M = 24.7

M = 29.8

M = 19.1

M = 28.0

n

%

n

%

n

%

n

%

n

%

54
31

63.5
36.5

41
10

80.4
19.6

15
32

31.9
68.1

26
11

70.3
29.7

16
14

53.3
46.7

53
32

62.4
37.6

18
33

35.3
64.7

15
32

31.9
68.1

10
27

27.0
73.0

13
17

43.3
56.7

Gender
Male
Female
Intellectual disability
Mild intellectual disability
Borderline intellectual
functioning

Note. †Profile 1: Persons with mild intellectual disability; Profile 2: Males with problem behaviour;
Profile 3: Persons with material hardship and abuse by parents; Profile 4: Male youngsters with problem
behaviour and family problems; Profile 5: Persons with addictive problems.

The unique profiles differ significantly regarding the 14 input dimensions used in the
LCA (Nouwens et al., 2017). Therefore, significant differences in the systems of support
between profiles were assumed. To examine differences in the systems of support,
we evaluated the type of support, the intensity of support, and the timeliness of the
support per typology and compared these elements between typologies. In the present
study, type of support is operationalised as: (a) the prior sorts of support and treatment
programs, and (b) the setting in which the care is provided. The intensity of the support
is defined as: (a) the average number of prior support programs, (b) the average number
of prior healthcare providers involved, and (c) the absence or presence of prior residential
treatment. The timeliness of support is operationalised as: the average age at first contact
with a healthcare provider.

Data analyses
All analyses were conducted using the Statistical Package for the Social Sciences, version
23 (SPSS 23.0). The chi-squared test was used for nominal and ordinal variables. The

Meeting the support needs of persons with MID of BIF

67

Bonferroni correction was applied to address the multiple comparisons problem (Neter
& Wasserman, 1974). Interval and ratio variables were subjected to one-way ANOVA.
Levene’s test was used to investigate the homogeneity of the variances of the five
profiles (Levene, 1960). Post-hoc tests were used to analyse profile differences in more
depth. Fisher’s exact test (Fisher, 1922) was used if the assumptions of the X 2 test (<20%
of cells with an expected count <5; all expected counts ≥ 1) were not met for a post-hoc
test of the difference between two profiles. When the variances were homogeneous, the
Bonferroni correction was used to adjust for multiple comparisons (Neter & Wasserman,
1974) and when variances were not homogeneous Dunnett’s T3 test was used for
pairwise comparisons (Dunnett, 1980).

RESULTS
Type of prior support programs and setting
‘Persons with mild intellectual disability’ (Profile 1), ‘Male youngsters with family
problems’ (Profile 4) and ‘Persons with addictive problems’ (Profile 5) were more likely
to have received non-verbal therapy than ‘Persons with material hardship and abuse by
parents’ (Profile 3; Table 3). In addition, ‘Male youngsters with problem behaviour and
family problems’ (Profile 4) were more likely to have received non-verbal therapy than
‘Males with problem behaviour’ (Profile 2).
Moreover, ‘Persons with material hardship and abuse by parents’ (Profile 3), ‘Male
youngsters with problem behaviour and family problems’ (Profile 4) and ‘Persons with
addictive problems’ (Profile 5) were more likely to have had contact with a social worker
than ‘Persons with mild intellectual disability’ (Profile 1).

3

1.3
5.2
18.2
3.9
45.6
29.5

1
4
14
3
36
23

3
6
14
1
28
25

7

45

6.0
12.0
28.0
2.0
58.3
50.0

14.0

88.2

1
6
9
0
16
8

3

29

2.3
14.0
20.9
0.0
35.6
18.6

7.0

61.7

0
2
4
0
11
21

14

33

0.0
5.4
10.8
0.0
30.6
56.8

37.8

89.2

1
2
6
0
16
17

8

28

3.8
7.7
23.1
0.0
55.2
65.4

30.8

93.3

-D
-D
4.257
-D
9.320
25.148

14.431

21.281

***

**

**

1, 4, 5 >
3&4>2
2, 4, 5 >
1, 3
-

2, 4, 5 >
1, 3

Post hoc

System therapy
14
18.2
14
28.0
7
16.3
15
40.5
7
26.9
8.802
Social skills training
3
3.9
5
10.0
2
4.7
7
18.9
1
3.8
-D
Anger management
1
1.3
4
8.0
0
0.0
4
10.8
3
11.5
-D
training
Contact with a social
12
15.4
14
29.8
20
46.5
13
35.1
11
42.3
15.757 ** 3, 4, 5
>1
worker
F
10
11.8
5
9.8
7
14.9
6
16.2
3
1.0
1.272
Observation
A
Profile 1: Persons with mild intellectual disability; Profile 2: Males with problem behaviour; Profile 3: Persons with material hardship
Note.
and abuse by parents; Profile 4: Male youngsters with problem behaviour and family problems; Profile 5: Persons with addictive
problems.
B
This includes psychomotor therapy, creative therapy, drama therapy, music therapy, and play therapy.
C
This includes behavioural therapy and cognitive behavioural therapy.
D 2
X not valid as more than 20% of the cells had an expected count of <5.
E
This includes Eye Movement Desensitization and Reprocessing (EMDR) and ego-strengthening techniques.
F
For diagnostic purposes.
*
p < .05; ** p < .01; *** p < .001.

Behavioural therapyC
Trauma therapyE
Counseling
Psycho-education
Medication
Residential treatment

22.1

17

Type of treatment
Non-verbal therapyB

68.2

58

Treatment received

Profile 1A (n=85) Profile 2 (n=51) Profile 3 (n=47) Profile 4 (n=37) Profile 5 (n=30)
n
n
n
n
n
%
%
%
%
%
x2

Table 3. Support and treatment programs received by five profiles of people with MID or borderline intellectual functioning before
admission (N = 250)
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‘Male youngsters with problem behaviour and family problems’ (Profile 4) were least
likely to have received support from specialised ID services (Table 4). Regarding youth
services, ‘Male youngsters with problem behaviour and family problems’ (Profile 4) were
most likely and ‘Persons with mild intellectual disability’ (Profile 1) were least likely to
have received support from youth services. In addition, ‘Males with problem behaviour’
(Profile 2) and ‘Persons with addictive problems’ (Profile 5) were more likely to have
received support from specialised addiction services than ‘Persons with mild intellectual
disability’ (Profile 1). Moreover, ‘Male youngsters with problem behaviour and family
problems’ (Profile 4) were more likely to have received support from specialised addiction
services than ‘Males with problem behaviour’ (Profile 2).

3

8.2

32.1
1.3
14.1

25
1
11

7

%
89.4

n
76

18.7

11

24
6
27

n
43

21.6

51.1
12.8
57.4

%
84.3

14.3

5

17
0
17

n
43

10.6

39.5
0.0
39.5

%
91.5

23.9

2

14
4
30

n
24

5.4

37.8
10.8
81.1

%
64.9

12.5

7

15
5
13

n
26

23.3

57.7
19.2
50.0

%
86.7

18,9

10.092

7.727
-B
53.350

x2
14.532

4.07

*

***

**

**

***

4 > 1, 2, 3, 5
2, 3, 4, 5 > 1
2, 5 > 1
2>4

Post hoc
1, 2, 3, 5 > 4

Post hoc
2, 4, 5 > 1
4, 5 > 3
3>2,4

A
Profile 1: Persons with mild intellectual disability; Profile 2: Males with problem behaviour; Profile 3: Persons with material hardship
Note.
and abuse by parents; Profile 4: Male youngsters with problem behaviour and family problems; Profile 5: Persons with addictive problems.
B x2 is not valid as more than 20% of the cells had an expected count of <5.
*p < .05; **p < .01; ***p < .001.

Specialised addiction
services

Type of professional care
Specialised intellectual
disability services
Mental health services
Detention
Youth services

Past professional care
providers (total)
Average age at first contact
with health-care provider

Profile 1A (n=85) Profile 2 (n=51) Profile 3 (n=47) Profile 4 (n=37) Profile 5 (n=30)
n
M
n
M
n
M
n
M
n
M
F
93
3.67
83
5.11
38
4.14
73
6.49
47
6.08
12.458

Table 4. Type of prior health-care providers involved before admission (N = 250)
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Intensity and timeliness of support
Differences were found between the profiles regarding the number of support and
treatment programs previously received. For example, ‘Males with problem behaviour’
(Profile 2), ‘Male youngsters with problem behaviour and family problems’ (Profile 4)
and ‘Persons with addictive problems’ (Profile 5) were more likely to have taken part in
at least one treatment program compared to ‘Persons with mild intellectual disability’
(Profile 1) and ‘Persons with material hardship and abuse by parents’ (Profile 3).
Furthermore, there were differences between the profiles in the amount of professional
care received before admission; ‘Males with problem behaviour’ (Profile 2), ‘Male
youngsters with problem behaviour and family problems’ (Profile 4), and ‘Persons with
addictive problems’ (Profile 5) were more likely to have received prior professional care
than ‘Persons with mild intellectual disability’ (Profile 1).
In addition, ‘Male youngsters with problem behaviour and family problems’ (Profile 4)
and ‘Persons with addictive problems’ (Profile 5) were more likely to have received some
form of residential treatment than ‘Persons with mild intellectual disability’ (Profile 1)
and ‘Persons with material hardship and abuse by parents’ (Profile 3).
Finally, ‘Persons with material hardship and abuse by parents’ (Profile 3) were of a
relatively higher age at the first contact with the healthcare provider compared with
‘Males with problem behaviour’ (Profile 2) and ‘Male youngsters with problem behaviour
and family problems’ (Profile 4).

DISCUSSION
The aim of this retrospective study was to investigate whether the support and
treatment programs received by persons with MID or BIF, and the type of healthcare
providers involved, matched their specific characteristics. According to Ferrari (2009),
individuals with MID or BIF are often under-recognised or misdiagnosed. With regard
to past support/treatment programs, there were surprisingly few differences between
persons with MID or BIF. A possible explanation is related to a lack of appropriate and
evidence-based support/treatment programs (Soenen, Van Berckelaer-Onnes, & Scholte,
2009). Due to differences in input dimensions regarding the typologies (Nouwens et al.,
2017b), the type and amount of care should differ substantially between typologies.
Further research might benefit by focusing on care programs that are adequately aligned
with the different dimensions within a profile, leading to integrative support strategies
that address multiple dimensions. Finally, the presence of additional problems (e.g. a
comorbid psychiatric disorder, or family problems) might complicate decisions about
treatment planning and prioritisation.
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The only differences found between the profiles regarding prior support and treatment
programs were related to non-verbal therapy, residential treatment and support from a
social worker. ‘Male youngsters with problem behaviour and family problems’ (Profile 4)
and ‘Persons with addictive problems’ (Profile 5) were most likely to have received some
form of residential treatment. This might be explained by the fact that serious problems
(e.g. a prison sentence, addiction problems, or family problems) were most prevalent
in these two profiles (Table 1), implying that this group is expected to require more
intensive support.
Regarding the number of support or treatment programs, particularly ‘Persons with
material hardship and abuse by parents’ (Profile 3) had received little support. This
might be related to the relatively high incidences of parental abuse and internalising
problems in this profile. It is established that recognition of abuse is particularly difficult
in persons with ID (Reijneveld, De Meer, Wiefferink, & Crone, 2008; Wills, Ritchie, &
Wilson, 2008), because the physical and emotional signals of abuse are often mistakenly
attributed to their disability (Nowak, 2015). Ongoing child abuse has potentially
disastrous consequences (Reijneveld et al., 2008), including the development of
internalising disorders, which were prevalent in Profile 3. More attention should be paid
to the detection and prevention of abuse/maltreatment of persons with ID; this requires
a multidisciplinary and multifaceted approach involving, e.g., primary care physicians,
teachers and therapists (Nieuwenhuis, Moons, Uiterwaal, Van de Putte, & Sittig, 2011;
Tiyyagura, Gawel, Lkoziel, Asnes, & Bechtel, 2015).
Regarding the type of healthcare providers previously involved in the support for persons
with MID or BIF, differences between the profiles were found for specialised ID services,
youth services, and specialised addiction services. Despite their ID, ‘Male youngsters with
problem behaviour and family problems’ (Profile 4) tended to have had remarkably little
support from specialised ID services. Behavioural problems are often present in young
persons with MID or BIF (Dekker & Koot, 2003; Einfeld et al., 2011; Emerson et al., 2010)
and the behavioural problems of these persons may have hindered recognition of their
ID (Van Nieuwenhuijzen & Vriens, 2012), resulting in referral to youth services rather than
to the ID sector.
A combination of multiple dimensions can be important for the determination of the
systems of support. For example, in case of comorbidity a combination of support
interventions in a coherent package is required. However, because collaboration between
the care providers involved is sometimes inadequate, the provision of support is often
incomplete or fragmented. It seems that a coordinated provision of service is the most
efficient and effective form of intervention (Wade & De Jong, 2000). Cross-disciplinary
collaboration (e.g. between youth services and specialised ID services) is required to
provide more appropriate support for young persons with MID or BIF (Van Nieuwenhuijzen
& Vriens, 2012).
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A notable finding of the present study was that, although ‘Persons with addictive
problems’ (Profile 5) had received the most support from specialised addiction services
compared with persons in the other profiles, only 23% of the ‘Persons with addictive
problems’ had received this kind of support. Indeed, it seems that access to these
services for persons with MID or BIF is limited. In addition, there seems to be a lack of
knowledge about ID among the providers of specialised addiction services (Chapman
& Wu, 2012; Slayter, 2007, 2008; Van Duijvenbode et al., 2015). Moreover, the groupbased treatments for addiction commonly used in these services may not be suitable
for persons with MID or BIF, given their cognitive limitations (Chapman & Wu, 2012).
It is also noteworthy that knowledge on addiction problems in the ID sector is limited
(Van der Nagel, Kiewik, Buitelaar, & De Jong, 2011). Although persons with MID or
BIF would probably benefit from treatment for addiction problems, employees in the
ID services may lack the sufficient knowledge and skills to assess and treat addiction
problems appropriately (Van der Nagel et al., 2011; Van Duijvenbode et al., 2015). The
limited access to specialised addiction services and the lack of knowledge on addiction
problems in persons with ID suggests a need for addiction programs specifically tailored
to the particular needs of these persons (Chapman & Wu, 2012). One such program is the
Dutch intervention called ‘Beat the kick’ (Kroon, Frielink, & Embregts, 2013), which aims
to increase participants’ motivation to achieve behavioural change with regard to their
addiction problems (Frielink, Schuengel, Kroon, & Embregts, 2015).
The results of the present study have implications for the support needs of persons with
MID or BIF. There is a need for a rationale to bridge the gap between the individual and
contextual characteristics of individuals with MID or BIF, as well as adequate and effective
types of support/treatment programs. More research is needed to enhance the match
between individual characteristics and the programs offered (Moonen, 2017).
The results also suggest that more differentiated support/treatment programs are
preferable and required. However, there is a lack of clear criteria to match the available
and effective support/treatment programs to an individual’s characteristics (Van Straten
et al., 2015). Thus, research should focus on care programs that are adequately aligned
with the different dimensions within a profile.
However, there is a lack of research focusing on the fit between the support needs of
persons with MID or BIF and the support/treatment programs that they are offered
(Bhaumik, Gangadharan, Hiremath, & Russell, 2011). Consequently, no studies have
examined the types and formats of support/treatment programs that are most suited to
the support needs of persons with an ID (Bhaumik et al., 2011). A matched care approach
specifies that personal and environmental characteristics must be taken into account
when planning support; thus, the support needs of persons with MID or BIF have to be
recognised and considered when selecting support/treatment programs, which should
(preferably) be evidence based (Snell et al., 2009; Stancliffe & Lakin, 2007; Thompson et
al., 2009; Van Straten et al., 2015).
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Furthermore, the type of healthcare providers involved should be better adjusted to
the support needs of these persons. Effective cross-disciplinary collaboration between
different types of healthcare providers (e.g. specialised ID services, youth care, and
specialised addiction services) is required to provide more appropriate support and to
build an evidence base dealing with how well the particular forms of support/treatment
programs meet the support needs of persons with MID or BIF (Bhaumik et al., 2011;
Bhaumik, Tyrer, McGrother, & Ganghadaran, 2008). Recognising and meeting the specific
support needs of persons with MID or BIF may help them function more successfully in
their everyday life, e.g. enabling greater participation in school or community settings
(Snell et al., 2009; Thompson et al., 2009).
The present study has some limitations. Firstly, although we examined the nature,
intensity and timeliness of the support programs, these elements give only a limited
indication of the effectiveness of the provided support regarding human functioning
outcomes. Evidence-based support programs might bridge the gap between appropriate
interventions and outcomes. Moreover, we did not ask the participants directly about their
experiences with the support/treatment programs, whereas an individual’s perception of
their support needs and their perspective on the support/treatment programs received
might differ from that of the professionals (Thompson et al., 2009). Furthermore, although
it is plausible that the support services mentioned in the case files were actually offered,
we did not verify whether the participants had actually received these support programs.
Although the present study is primarily based on information provided by professionals,
clients’ opinions regarding the support programs recommended and provided would be
a valuable addition to the professional information. Therefore, further research should
specifically address clients’ opinions; this issue could be addressed via e.g. interviews or
focus groups (Andre-Barron, Strydom, & Hassiotis, 2008; Doyle, 2009).
Second, this was a retrospective study based on file data; this implies that relevant
information on support and treatment programs may not have been available. For
instance, in most cases we were unable to retrieve any information about the duration
or content of the treatment programs, or the reasons why the treatment program had
been offered to the person in question. This limitation might be addressed by conducting
prospective research and actively following all developments in the treatment process
of persons with MID or BIF. In addition, it may be helpful to have information on the
reasons for the choice of particular support/treatment programs in certain cases; this
could, provide more insight into, for example, client referrals.
Finally, because some of the treatment programs had been received by very few persons
(e.g. behavioural therapy, and social skills training), the assumptions of the chi-squared
test were violated, meaning that we were unable to draw any conclusions about these
programs. In future research, this might be addressed by larger sample sizes or through
qualitative research, including examining the reasons for the lack of referral to certain
support/treatment programs.
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Overall, the results of this study suggest that the use of a matched care approach in
providing support for persons with MID or BIF was suboptimal. More differentiation
between the services offered to these persons is required in order to respond to their
support needs in a more appropriate way.
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CHAPTER 4

Differentiating care for persons with mild intellectual disability or
borderline intellectual functioning: A Delphi study exploring the opinions
of primary caregivers, professionals and scientists
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functioning: A Delphi study exploring the opinions of primary caregivers, professionals
and scientists.
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Abstract
Background
The demand for support for persons with mild intellectual disability or borderline
intellectual functioning is growing rapidly. These persons often encounter individual
and familial limitations that influence their human functioning, and often have difficulty
coping with the demands of modern society. Although in the areas of policy, research
and practice, people with mild intellectual disability or borderline intellectual functioning
are generally approached as one group, important differences between them have been
reported. Current support seems to be both suboptimal and insufficiently differentiated.

Methods
This Delphi study aimed to explore appropriate and differentiated support for individuals
with mild intellectual disability or borderline intellectual functioning. The study was
based on five unique profiles of persons with mild intellectual disability or borderline
intellectual functioning that are associated with individual and environmental variables.
The opinions of expert primary caregivers, professional caregivers and scientists were
analysed for potentially appropriate elements of support for each of the five profiles.

Results
A total 174 statements, divided over the five profiles, were presented to the participants.
For 74 statements, consensus was reached between the expert groups. Per profile, these
consensual statements could be divided into specific items (e.g. concrete personal goals)
and non-specific items (e.g. the attitude towards persons with mild intellectual disability
or borderline intellectual functioning, and the coordination of healthcare).

Conclusion
This Delphi-based study generated consensual opinions that can contribute to a more
differentiated system of support for individuals with mild intellectual disability or
borderline intellectual functioning. Although these findings need additional investigation,
they address actions that might enhance the support programs for these individuals.
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BACKGROUND
Persons with mild intellectual disability (MID) or borderline intellectual functioning (BIF)
often encounter individual and familial limitations that influence their daily functioning,
health, and quality of life. For example, they may experience limitations in their social life
(Freeman & Alkin, 2000), have fewer friends, and restrictive access to social and leisure
activities compared to typically developed individuals (Solish, Perry, & Minnes, 2010).
Moreover, many persons with MID or BIF are exposed to a range of negative family
conditions such as divorce, inconsistent parenting, parents with mental health problems,
and/or a low financial status (Nouwens, Lucas, Embregts, & Van Nieuwenhuizen, 2017a).
Also, due to the relationship between adverse child, family/contextual factors and
mental health problems (Dekker & Koot, 2003; Emerson, Einfeld & Stancliffe, 2011),
many individuals with MID or BIF suffer from mental health problems (Douma, Dekker,
Verhulst, & Koot, 2006; Cooper, Smiley, Morrison, Williamson, & Allen, 2007). All these
findings suggest that people with MID or BIF are at high risk of experiencing personal and
adverse social restrictions in different areas of life, and also underline their vulnerability
in a modern and complex society. In the Netherlands, the demand for support for
individuals with MID or BIF continues to increase, including specialist long-term care (Ras,
Verbeek-Oudijk, & Eggink, 2013). This substantial growth in support needs emphasises
the discrepancy between the capabilities of an individual, the environmental demands
(Thompson et al., 2009) and the complexity of modern society. According to Woittiez,
Putman, Eggink, & Ras ( 2014), individuals with MID or BIF are increasingly unable to
function independently without professional support.
In the areas of policy, research and practice, people with MID and BIF are generally
approached as one group. However, important differences have been demonstrated
between individuals with MID and BIF. For example, Nouwens and collegues (2017a) have
shown that persons with BIF encounter more negative individual and social risk factors
than persons with MID. Additionally, Emerson, Einfeld, and Stancliffe (2010) stated that
BIF is associated with poorer mental health in later childhood and adult life. Moreover,
there is considerable variation in the lifestyle outcomes (e.g. in housing, employment,
use of health services, and independent living) achieved by adults with MID or BIF who
have a higher IQ (Snell et al., 2009).
Based on such differences, Nouwens, Lucas, Smulders, Embregts, & Van Nieuwenhuizen
(2017b) identified five unique profiles of persons with MID or BIF associated with
individual (familial) and environmental (contextual) variables (see Table 1). The profiles
differ with regard to content (i.e. the kind of variables) and complexity, and are related
to the number of relevant risk factors. These unique profiles emphasise the need for a
differentiated approach regarding the support for persons with MID or BIF, rather than
treating them as one homogenous group. However, currently, the support for persons
with MID or BIF is both suboptimal and insufficiently differentiated (Nouwens, Smulders,
Embregts, & Van Nieuwenhuizen, 2017c). Ideally, appropriate support should be aligned
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with the individual and contextual characteristics of persons with MID or BIF. According to
Thompson et al. (2009), adequate support bridges the gap between the environmental
demands and the individual capacities, resulting in better human functioning.
To acquire information on both adequate and better coordination of support, this
Delphi study examines the opinions of relevant experts on the elements of potentially
appropriate care according to each of the five profiles (see Table 1) identified by Nouwens
et al. (2017b).
Table 1. Description of the five profiles of people with mild intellectual disability or
borderline intellectual fucntioning (N = 250)
Profile
n
Persons with
85
mild intellectual
disability (Profile 1)

Description
People in the profile
‘Persons with mild
intellectual disability’,
experience the least
individual, family, and
contextual problems. Most
people in this profile have
a mild intellectual disability
and in almost half of the
cases a comorbid mild
autistic disorder is present.
The majority has supportive
parents. Individuals in
Profile 1 experience few
personal, environmental
and parental (e.g. financial
and mental health)
problems. In comparison
with the other profiles (3, 4,
and 5), individuals in Profile
1 receive relatively less
informal support.

Most prominent problems
- Loneliness due to a small social
network
- The demands of the complex,
modern society
- Lack of attention from care
providers
- Lack of social-emotional skills and a
restricted self-image

Males with problem 51
behaviour
(Profile 2)

Individuals in the profile
‘Males with problem
behaviour’ show
externalising problem
behaviour, often have an
addiction to alcohol and/
or drugs and have parents
experiencing difficulties
with raising their child.
In comparison with the
other profiles (3, 4, and
5), individuals in Profile
2 receive relatively less
informal support.

- Comorbidity in which the addiction
affects the complexity
- Relapse in addiction
- Restricted self-image and insight

table 1 continues
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Profile
Persons with
material hardship
and abuse by
parents (Profile 3)

Male youngsters
with problem
behaviour and
family problems
(Profile 4)

n
47

37

85

Description
The profile ‘Persons
with material hardship
and abuse by parents’
represents mainly women
with borderline intellectual
functioning who are often
a victim of sexual and
physical abuse by parents.
Some of the people in
Profile 3 have a comorbid
mood disorder. A small
majority of individuals
in Profile 3 experience
financial problems. The first
contact with professional
care providers occurs at a
relatively high age (M=23.9
years). Persons in Profile 3
experience relatively more
problems with connecting
to peers.

Most prominent problems
- Traumatic and psychiatric problems
- Sexual abuse
- Negative impact of a vulnerable
home environment
- Difficulties for professionals to build
and maintain a trustful relationship

The profile ‘Male youngsters
with problem behaviour
and family problems’,
includes young men with
borderline intellectual
functioning displaying
externalising problem
behaviour, having multiple
judicial contacts and who
are surrounded by a poor
family system. Regarding
Profile 4, 100% of the
parents are divorced and
many parents experienced
financial problems; also, the
majority of individuals in
Profile 4 has been in prison.
Compared to the other
profiles, persons in Profile
4 received care from the
highest number of different
healthcare providers
(M=6.5).

- Negative social connections
- Family problems
- Forensic problems
- Behaviour and psychiatric problems
- Inappropriate legislation related
to the transition to adulthood and
forced treatment

4
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Profile
Persons with
addictive problems
(Profile 5)

n
30

Description
The profile ‘Persons with
addictive problems’ is
characterised by adults
with MID or borderline
intellectual functioning
having the most serious
individual and family
problems of all subtypes.
All people in this profile
have (had) an addiction to
alcohol and/or drugs. Most
of these people do not have
any daytime activities and
no permanent residence,
are joining the criminal
circuit and have been a
victim of physical abuse by
parents. Compared with the
other profiles, individuals
in Profile 5 experience
relatively major personal
financial problems. Persons
in Profile 5 experience
relatively more problems
with connecting to peers.

Most prominent problems
- Comorbidity and complexity of the
problems
- Addiction
- Lack of structure in daily life
- Negative social connections and
contact with criminals
- Lack of confidence in support and
care providers

Note. Adapted from “Identifying classes of persons with mild intellectual disability or borderline
intellectual functioning: a latent class analysis,” by P.J.G. Nouwens et al, 2017b, BMC Psychiatry, 17,
257.

METHODS
A three-round Delphi process (Murphy et al., 1998; Powell, 2003) was conducted to
examine the opinion of primary caregivers, professional caregivers and scientists
concerning the support programs for five subgroups of individuals with MID or BIF (i.e.
Profiles 1-5) (Table 1) (Nouwens et al., 2017b). The aim was to achieve consensus
between three expert groups regarding appropriate support programs for these five
subgroups.

Recruitment of expert panel
For this study, purposeful sampling was applied to recruit expert participants based on
their experience and knowledge (Patton, 1990; Powell, 2003). Since a heterogeneous
sample results in a higher quality compared to a homogenous sample (Powell, 2003),
the study included three different groups of experts from Flanders (Dutch-speaking part
of Belgium) and from the Netherlands. The expert groups comprised primary caregivers,
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professional caregivers and scientists.
Primary caregivers were defined as parents, or those individuals responsible by law,
with experience in being involved in the upbringing of a person with MID or BIF as a
primary source of support. Primary caregivers were contacted: i) by approaching parental
foundations for persons with MID or BIF, ii) by asking different healthcare organisations
for the names of interested primary caregivers, and iii) based on their response to an
advertisement about this study in newsletters and websites. Contact information was
only shared when the primary caregviers had given permission.
Professional caregivers were individuals with at least one year of experience related to the
support or treatment of persons with MID or BIF, employed at a healthcare organisation.
These professionals were recruited: i) by consulting different healthcare organisations in
Belgium and the Netherlands, using a snowball method, and ii) based on their response
to an advertisement about this study in newsletters and websites.
Scientists were contacted by searching electronic databases using keywords including
‘mild intellectual disability’, ‘borderline intellectual functioning’, and ‘intellectual
disability’, and were recruited using a snowball method. Scientists were asked to
nominate colleagues who might be interested in participating in this study, providing
that they had research experience related to the target group. To participate, scientists
had to have at least one recent (2014-2016) publication related to persons with MID or
BIF. Demographic characteristics of all expert participants are presented in Table 2.
Table 2. Demographic characteristics of the participants.

Age in years: mean (SD)
Gender ratio (male/female)
Nationality ratio: (Dutch/
Belgian)
Background of participants:
Scientist
Professional caregiver
Primary caregiver

Round 1
(n = 30/100%)
49.73 (11.99)
10:20
26:4

Round 2
(n = 54/100%)
48.85 (11.74)
17:36*
46:6**

Round 3
(n = 44/100%)
49.60 (12.45)
14:30
39:5

10 (33.3%)
12 (40%)
8 (26.7%)

13 (24.1%)
21 (38.9%)
20 (37.0%)

11 (25.0%)
19 (43.2%)
14 (31.8%)

* unknown for 1 participant
** unknown for 2 participants

Since the Delphi method does not require representative samples, no additional action
was taken to make the three groups representative with respect to the numbers of
participants. Instead, for each participant, the extent of experience was considered to be
of prime importance (Powell, 2003; Kelly, Jorm, & Kitschener, 2010). Accordingly, based
on their experience, the prospective participants were either included or excluded.
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Procedure
An information letter was sent by e-mail to all potential participants. This letter provided
information about the background and procedures of the study; the anonymity and
confidentiality of all participants were guaranteed. Each of the three rounds involved one
questionnaire (which were created using Qualtrics). When experts agreed to participate
in the study, a link to the online questionnaires was sent by e-mail. Participants had
the opportunity to stop and return at any moment in time to previous answers, without
losing the answers they had already filled in. Since poor response is common in Delphi
studies (McKenna, 1994), a reminder was sent to all participants one week and two
weeks after sending them the questionnaire for each round. This study was approved by
the Ethical Committee of Tilburg University (Protocol ID: EC-2015.11).

Round 1
In Round 1, the questionnaire contained a description of the five profiles of persons with
MID or BIF that were identified in an earlier study (Nouwens et al., 2017b). Participants
were asked to give their opinion on the most appropriate support programs and most
prominent problems per profile (i.e. subgroup), by means of open-ended questions (e.g.
What kind of support or treatment is necessary for a person of subgroup 1? What is
missing in the current care for subgroup 1? What is the most prominent problem in
profile 1?). Open-ended questions were used because of the limited amount of knowledge
available on the topic under study (Linstone & Turoff, 2002; Powell, 2003; Hsu & Sandford,
2007). Before the study started, a test panel (consisting of one primary caregiver, one
professional caregiver, and one scientist) reviewed/checked each questionnaire (for
clarity, applicability, etc.) prior to each round. The definitive questionnaire (Round 1) is
available from the first author.
Data on the most appropriate support programs were analysed using Atlas.ti 7.2 (Friese,
2014). An inductive approach was used to code the data in a systematic way (Thomas,
2006). For each code, a label was made in which the definition of the code was given.
Afterwards, codes were collated into potential categories as a starting point for Round 2.
Coding of the data was done by two researchers (N.S. & P.N.). The researchers discussed
any difference in the coding until consensus was reached; based on these discussions,
several codes and labels were adjusted. Based on the coding, 174 statements concerning
the profiles were constructed. Before Round 2 started, the test panel analysed and
reviewed each of these 174 statements (divided over the five profiles).
Per profile, data on the most prominent problems were qualitative evaluated on face
value by each researcher separately. Differences between the researchers were discussed
until consensus was reached. Table 1 presents the main problems compiled for each of
the five profiles.
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Round 2
In Round 2, participants were given a description of the profiles and were asked to
rate their opinion on the 174 statements using a 5-point Likert scale, ranging from 1
(completely disagree) to 5 (completely agree). The 174 statements were related to
potential elements of appropriate support per profile. Since the aim of a Delphi study is
to reach consensus between participants, consensus rules were defined prior to analysis
of the data. Consensus was reached when an item was rated as ‘agree’ or ‘strongly agree’
by >80% within each of the three groups (primary caregivers, professional caregivers,
and scientists). Items rated as ‘agree’ or ‘strongly agree’ by 70-79% in all groups or by
>80% in 1 or 2 expert groups, were rated again in Round 3. Items with consensus levels
lower than those described above were rejected and excluded from the study. Of the 174
statements, for 55 statements consensus was reached in Round 2, and 67 statements
(divided over the five profiles) proceeded to Round 3 for re-evaluation. Based on the
predefined consensus guidelines, 52 statements were eliminated in Round 2.

Round 3
In Round 3, participants received a global summary of the results of Round 2 (i.e. number
of statements; number of participants; number of statements for which consensus was
reached). Subsequently, the remaining 67 statements were presented to the expert
groups. The statements in Round 3 consisted of additional information on the level of
agreement in Round 2 reached per expert group. Based on all the information provided,
the participants were asked to re-evaluate each of the 67 statement. A total of 19
statements reached consensus in Round 3. Thus, overall regarding 74 (42.5%) consensus
was reached. With regard to the remaining 100 statements (57.7%), no consensus was
reached.

Statistical analysis
Data were descriptive analysed with SPSS statistics version 24. For each statement
in Round 2 and 3, the following were calculated: i) level of consensus, ii) mean, ii)
standard deviation, iii) mode, iv) range, and iv) importance ranking. All statements that
reached consensus in Round 2 or 3, were incorporated in an overall importance ranking.
Additionally, statements that reached an agreement level of 80% in one or two expert
groups, without reaching consensus between all groups, were included in a calculation of
potentially significant differences between the expert group opinions (ANOVAs).

RESULTS
In Round 1, a total of 174 statements (divided over the five profiles) was presented to the
participants. In 42.52% of these statements (n = 74), consensus was reached between
the expert groups. i.e. these statements were rated as ‘agree’ or ‘strongly agree’ by at
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least 80% of the participants in each group.
In Round 2, consensus was reached on 55 statements and in Round 3 consensus was
reached on 19 statements. Table 3 presents the results, per profile, on the extent of
consensus.
Table 3. Results of Round 2 and Round 3 for the five Profiles.
Profile 1
Profile 2
Profile 3
Profile 4
Profile 5
Total
No. of
27
37
37
35
38
174
statements
Consensus
11 (40.7%) 13 (35.1%) 14 (37.8%) 17 (48.6%) 19 (50.0%) 74 (42.5%)
(%)
No consensus 16 (59.3%) 24 (64.9%) 23 (62.2%) 19 (51.4%) 19 (50.0%) 100 (57.7%)
(%)

The statements can be divided into specific and non-specific items. Specific items are
related to concrete personal goals (e.g. extending social contacts, realising daytime
activities, or work). Non-specific statements are related to the attitude of participants
towards individuals with MID or BIF (e.g. positive approach, tenacity in support) or to the
coordination of healthcare (e.g. collaboration between cross-disciplinary professionals
and care organisations).

Profile 1
Of the 27 statements related to Profile 1, in Round 2 or 3 consensus was reached between
the experts on 11 of these statements. The 11 statements can be divided into four
specific (e.g. attention to resilience) and seven non-specific items (e.g. support focussed
on possibilities). Furthermore, for 16 statements an agreement level ≥80% was reached
among primary caregivers, whereas for 13 and 12 statements an agreement level ≥80%
was reached among professional caregivers and scientists, respectively. Table 4 shows
the importance ranking of the consensus statements for Profile 1. Because individuals in
Profile 1 have relatively few friends and are strongly dependent on their family network,
attention for resilience and entering/maintaining social contacts was endorsed as being
necessary. Moreover, a flexible and positive approach focussing on the possibilities and
capabilities was considered desirable. Significant ANOVAs were found for guidance in
independent living (F(2, 22.08) = 5.26, p = .014) and social skill training (F(2, 41) =
7.68, p = .001). However, contrast revealed a significant difference between the opinions
of the professional caregivers and primary caregivers for social skill training (Mdiff = -.95,
95% CI [-1.55, -.34], p = .001).

The intensity of treatment and
support can easily be adjusted (a
lot if necessary, a little if things
are going well).
Support from own network
(family, friends, acquaintances) is
important.
Support with regard to entering
into and maintaining social
contacts is necessary.

People should be approached as
a human being rather than as a
patient.
Requests for help must be
examined, together with the
network and the individual.
A good alignment between the
different healthcare providers is
indispensable.
Socio-emotional development
must be stimulated.

3

6

9

8

7

5

4

2

Attention to their resilience is
important.
Treatment and support must
focus on the possibilities of the
person.

1

Rank Item text

Scientists Professional Primary
caregivers caregivers

N-S

2

3

2
S

N-S

N-S

S

3

2

N-S

2

N-S

N-S

2

2

S

3

88.7

88.8

90.7

90.8

93.2

94.4

94.4

96.3

97.8

4.05 (.61)

4.30 (.77)

4.33 (.64)

4.57 (.66)

4.14 (.60)

4.24 (.55)

4.44 (.60)

4.05 (.58)

4.18 (.45)

4

4

4

5

4

4

5

5

4

3

3

2

2

3

2

2

2

2

100
95.2

90.5

95.2
89.5

90.5
85.7
90.5
84.2

90.9
92.3

92.3

84.7
90.9

92.3
84.7
84.7
81.8
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100

89.5

100

89.5

100

100

100

100

100

Consensus in S/N-Sa Level of
Mean (SD) Modeb Range Level of
Level of
Level of
round
agreement
agreement agreement agreement
(%)
(%)
(%)
(%)

Overall

Table 4. Profile 1 (Persons with mild intellectual disability): Consensus statements (Round 2 & 3)
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4

The offered treatment and
support should not feel like a
necessity or be forced.

11

a S – specific; N-S – non-specific, b 4 - agree; 5 – strongly agree

Appropriate support depends on
different factors with regard to
the disability (e.g. intellectual
abilities, social skills, and
healthiness of the person).

10

Rank Item text

N-S

2

87.1

87.8

4.15 (.63)

4.19 (.78)

4

4

2

4

84.6

84.7

80.9

81.0

94.7

94.7

Consensus in S/N-Sa Level of
Mean (SD) Modeb Range Level of
Level of
Level of
round
agreement
agreement agreement agreement
(%)
(%)
(%)
(%)
S

Scientists Professional Primary
caregivers caregivers

2

Chapter 4

Overall
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Profile 2
Of the 37 statements related to Profile 2, consensus was achieved on 13 statements:
five of these were related to personal goals (e.g. daytime activities) and eight to the
attitude or organisation of healthcare (e.g. coordination between relevant sectors of
healthcare). Moreover, 16 statements reached an agreement level ≥ 80% among primary
caregivers, whereas 13 and 12 statements reached an agreement level ≥ 80% among
professional caregivers and scientists, respectively. Prevention of relapse in addiction was
the most important issue related to Profile 2. Integrative research focussed on multiple
additional problems (e.g. behavioural problems) and coordination between various
healthcare providers was considered necessary. Table 5 shows the importance ranking of
the consensual statements for Profile 2.
The ANOVAs concerning providing safety (F(2, 22.99) = 4.55, p = .02), motivating
individuals with MID or BIF to seek for and accept support (F(2, 41) = 5.26, p = .01),
and treatment of behavioural problems (F(2, 20.98) = 3.79, p = .04) were significant.
Contrasts revealed a significant difference between the opinions of professional caregivers
and primary caregivers regarding the provision of safety (Mdiff = -.67, 95% CI [-1.20, -.14],
p = .01).

4

Appropriate research on
additional problems besides the
intellectual disability is required.

Coordination of the various
sectors in healthcare is necessary.
Support with regard to finding
and keeping daytime activities/
work is very important.

The intensity of treatment and
support can easily be adjusted (a
lot if necessary, a little if things
are going well).
Aftercare subsequent to the
treatment is indispensable.
A good relationship between
professional and the individual is
very important.

3

4

6

8

7

5

2

A relapse in addiction must be
prevented.
The treatment and support must
focus on the possibilities of the
person.

1

Rank Item text

Scientists Professional Primary
caregivers caregivers

N-S

2

2

N-S

N-S

S

3

2

N-S

S

N-S

S

2

2

2

3

90.7

92.6

92.6

93.2

94.4

96.2

96.3

97.7

4.48 (.67)

4.37 (.68)

4.43 (.63)

4.30 (.59)

4.43 (.60)

4.44 (.57)

4.56 (.57)

4.23 (.48)

5

4

5

4

5

4

5

4

2

3

2

2

2

2

2

2

92.3

92.3

92.3

100

100

100

92.3

100

90.5

90.5

95.2

89.5

95.2

90.4

95.2

94.7
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89.5

94.7

89.5

92.9

89.5

100

100

100

Mean (SD) Modeb Range Level of
Level of
Level of
Consensus in S/N-Sa Level of
agreement
agreement agreement agreement
round
(%)
(%)
(%)
(%)

Overall

Table 5. Profile 2 ( Males with problem behaviour): Consensus statements (Round 2 & 3)
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During treatment and support,
ongoing examination of the
personal requests and goals is
important.
The intellectual disability must be
taken into account with regard to
addiction treatment.
Earlier interventions are
necessary (e.g. prior to the
emergence of prominent
problems).
Case management is necessary,
in which the support is aligned
with the individual.
Guidance focussed on
participation in society is
indispensable.

Scientists Professional Primary
caregivers caregivers

S

N-S

2
2

N-S

S

2
2

N-S

2

85.2

87.0

87.0

88.9

90.7

4.06 (.61)

4.19 (.70)

4.31 (.75)

4.44 (.69)

4.31 (.64)

4

4

5

5

4

2

3

3

2

2

90.5

95.3
90.4

85.7
80.9

100

84.6
84.7

84.6
84.6

89.5

89.4

84.2

84.2

89.5

Mean (SD) Modeb Range Level of
Level of
Level of
Consensus in S/N-Sa Level of
agreement
agreement agreement agreement
round
(%)
(%)
(%)
(%)

a S – specific; N-S – non-specific, b 4 - agree; 5 – strongly agree

13

12

11

10

9

Rank Item text

Overall
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Profile 3
Of the 37 statements related to Profile 3, in Round 2 or 3 consensus was reached on
14 of these statements. These statements were equally divided between specific
(e.g. treatment of mood disorder) and non-specific (e.g. alignment between different
healthcare providers) items. For this profile, the scientists, professional caregivers
and primary caregivers reached ≥80% agreement level in their group on 23, 17 and
21 statements, respectively. Table 6 presents the importance ranking of consensus
statements for Profile 3. Knowledge on all relevant aspects (e.g. intellectual ability,
social skill and participation) related to the individual was endorsed as being important
to conduct appropriate support and treatment programs. Also, tenacity in seeking and
maintaining contact and early support were considered to be of considerable importance.
Significant ANOVAs were found for providing structure and stability (F(2, 41) = 4.68, p
= .02), treatment of attachment problems (F(2, 41) = 4.95, p = .01), tenacity in support
(F(2, 41) = 5.03, p = .01), and knowledge on this subgroup in mental healthcare (F(2,
41) = 5.22, p = .01). Contrasts revealed a significant difference in group opinions between
professional caregivers and primary caregivers with regard to providing structure and
stability (Mdiff = -.37, 95% CI [-.72, -.02], p = .04). Also, a significant difference was
found between the opinions of the scientists and professional caregivers regarding the
treatment of attachment problems (Mdiff = .63, 95% CI [.08, 1.19], p = .02). Contrasts
related to tenacity in support revealed significant differences between scientists versus
primary caregivers (Mdiff = .36, 95% CI [.04, .68], p = .02), and between professionals
and primary caregivers (Mdiff = .30, 95% CI [.02, .58], p = .03). In addition, there was a
significant difference between primary caregivers and scientists (Mdiff = .43, 95% CI [.07,
.79], p = .01) and professional caregivers (Mdiff = .32, 95% CI [.01, .64], p = .04) regarding
knowledge about this subgroup in the mental healthcare sector.

2
2

Attention to the qualities of the
individual is required.

Tenacity in seeking and
maintaining contact is necessary.

Early support is needed to
prevent the escalation of
problems.
Guidance on finances or debts is
necessary.

Treatment of mood disorder (if
present) is required.

Individuals should be protected
against persons in the
environment related to abuse or
maltreatment.
The intensity of treatment and
support can easily be adjusted (a
lot if necessary, a little if things
are going well).
Alignment between the different
healthcare providers who are
involved with the family is
necessary.

2

3

4

6

7

9

8

2

2

2

3

3

2

Knowledge and overview of all
aspects related to the person
(e.g. intellectual ability, social
skills, participation in society) are
necessary to achieve an optimal
treatment and support program.

5

Scientists Professional Primary
caregivers caregivers

N-S

N-S

S

S

S

N-S

N-S

N-S

92.4

92.6

92.6

93.2

95.4

96.2

96.3

98.1

4.47 (.64)

4.46 (.64)

4.34 (.61)

4.00 (.37)

4.32 (.64)

4.44 (.57)

4.41 (.57)

4.48 (.54)

5

5

4

4

4

4

4

5

2

2

2

2

3

2

2

2

100
100
100
89.5
94.7
100

100

95.2

92.3
92.3
92.3
100
100
84.6

84.6

100
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83.3

89.5

89.4

85.7

100

94.8

94.7

100

Mean (SD) Modeb Range Level of
Level of
Level of
Consensus in S/N-Sa Level of
agreement
agreement agreement agreement
round
(%)
(%)
(%)
(%)
2
S
98.2
4.50 (.54)
5
2
100
100
94.7

1

Rank Item text

Overall

Table 6. Profile 3 (Persons with material hardship and abuse by parents): Consensus statements (Round 2 & 3)
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4

Long-term treatment or support
is required.

Support in developing selfconfidence and a positive selfimage is necessary.
A permanent core of
professionals with few changes is
needed.
Assistance in building and
maintaining friendships is
important.

11

12

a S – specific; N-S – non-specific, b 4 - agree; 5 – strongly agree

14

13

Support with regard to finding
and keeping daytime activities/
work is very important.

10

Rank Item text

S

N-S

2
3

S

2

86.3

90.7

90.8

90.9

3.93 (.45)

4.31 (.64)

4.34 (.66)

4.09 (.52)

4

4

5

4

2

2

2

2

81.8

92.3

84.6

100

84.2

90.5

90.5

89.5

92.3

89.5

94.7

85.7

Mean (SD) Modeb Range Level of
Level of
Level of
Consensus in S/N-Sa Level of
agreement
agreement agreement agreement
round
(%)
(%)
(%)
(%)
3
S
92.3
4.14 (.51)
4
2
90.9
89.5
100

N-S

Scientists Professional Primary
caregivers caregivers

3

Chapter 4

Overall
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Profile 4
For Profile 4, of the 35 statements that emerged, 17 reached a level of consensus between
the expert groups. Table 7 shows the importance ranking of consensual statements for
Profile 4. Of this statements, 11 were related to concrete personal goals (e.g. independent
living). The scientists rated more statements ≥80% as ‘agree’ or ‘strongly agree’ (n = 25)
than did the primary caregivers (n = 22) and professional caregivers (n = 19). A safe and
supporting environment was endorsed as important for Profile 4. Moreover, guidance
in independent living was seen as indispensable and cooperation between different
healthcare providers was considered necessary.
Significant ANOVAs were found for a support system with an essential structure and clear
rules (F(2, 41) = 4.58, p = .02), and wrap-around care (F(2, 25.09) = 5.44, p = .01).
Contrast showed a significant difference between professional cargivers and primary
caregivers regarding the support system with an essential structure and clear rules (Mdiff
= -.53, 95% CI [.06, .99], p = .02). With regard to wrap-around care, the opinion of the
primary caregivers differed significantly from that of the scientists (Mdiff = .62, 95% CI
[.15, 1.09], p = .01), and the professional caregivers (Mdiff = .50, 95% CI [.09, .91], p =
.01).

4

Guidance on finances is
necessary.
Carefully identifying the potential
risks a person is exposed to, is
important.

9

10

8

The support should be aligned
with the individual’s strengths.
Treatment and support should
remain the same when a person
reached 18 years of age.

7

6

5

4

3

2

1

Rank Item text

2

3

2

2

N-S

S

S

N-S

92.4

93.2

94.3

94.3

4.25 (.71)

4.18 (.54)

4.47 (.67)

4.53 (.61)

4

4

5

5

Mean (SD) Modeb
Consensus in S/N-Sa Level of
agreement
round
(%)
A safety net with people in case
2
S
98.1
4.53 (.54)
5
of relapse is important
Guidance in independent living is
3
S
97.8
4.25 (.49)
4
indispensable.
Cooperation between the
2
N-S
96.2
4.54 (.58)
5
different healthcare providers
who are involved with the person
is necessary.
Attention to a safe (home)
2
S
96.2
4.49 (.58)
5
environment is required.
3
S
95.5
4.30 (.63)
4
A perspective must be offered for
the future.
2
N-S
94.4
4.43 (.61)
5
Early support and treatment
is important (e.g. prior to the
emergence of problems).

Overall

3

2

3

84.7

90.9

84.6

92.7

92.3

2

2

100

92.3

100

100

3

2

2

2

95.2

89.5

100

95.2

100

94.7

95.2

95.2

94.7
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94.7

100

94.7

94.7

89.9

92.9

100

89.5

100

Scientists Professional Primary
caregivers caregivers
Range Level of
Level of
Level of
agreement agreement agreement
(%)
(%)
(%)
2
92.3
100
100

Table 7. Profile 4 (Male youngsters with problem behaviour and family problems): consensus statements (Round 2 & 3)
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Creating a positive social network
(friends) is important.
A positive relation between
professionals and the individual is
most important.
Persons who are sentenced to a
legal conviction (e.g. community
service) after committing a
criminal offence, should be
supervised in the performance of
that measure.
Support with regard to the
development of independency is
essential.
Appropriate employment is
necessary.
Support in education is needed.

12

3

2

3

2

2

2

S

S

S

S

N-S

S

84.1

84.6

86.4

88.6

90.4

90.6

3.98 (.55)

4.08 (.73)

4.02 (.55)

4.11 (.58)

4.31 (.79)

4.17 (.64)

4

4

4

4

4

4

Mean (SD) Modeb
Consensus in S/N-Sa Level of
agreement
round
(%)
3
N-S
90.9
4.16 (.57)
4

a S – specific; N-S – non-specific, b 4 - agree; 5 – strongly agree

17

16

15

14

13

Case management is necessary,
in which the support and
treatment is aligned.

11

Rank Item text

Overall

2

3

2

2

3

3

90.5
81.0
90.5

84.2
85.7
84.2

84.6
92.3
84.6

81.8
84.6
81.8

85.7

84.2

92.9

89.5

94.7

94.5

Scientists Professional Primary
caregivers caregivers
Range Level of
Level of
Level of
agreement agreement agreement
(%)
(%)
(%)
2
100
89.5
85.7
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Profile 5
The highest number of statements (n=38) were formulated for Profile 5 and consensus
between the expert groups was reached for 50% of these statements. Of these
statements 13 were related to personal goals. Table 8 shows the importance ranking of
consensual statements for Profile 5. The scientists rated 24 statements ≥ 80% as ‘agree’
or ‘strongly agree’. For both the primary caregivers and the professional caregivers, 21
statements reached this level of agreement. It appeared that the support and treatment
programs should be tailored to the intellectual disability of individuals allocated to Profile
5. Furthermore, endurance and tenacity in the long-term care were endorsed, as was
cooperation between relevant healthcare providers with respect to the complexity of
multiple problems. The ANOVAs revealed a significant difference between the expert
opinions with regard to wrap-around care (F(2,25.72) = 5.70, p = .01). However, contrasts
showed no significant differences between the expert groups.

Endurance and tenacity in
treatment and support are
required.

Cooperation between the
2
different healthcare organisations
is very important.

A positive approach is necessary. 2

Long-term support must be
provided.
Investing in a safe (home)
environment is required.
Attention to criminal behaviour
is needed.
Investing in a future perspective
is very important.
Guidance regarding reintegration
into society after completion
of treatment and support is
indispensable

Case management is necessary, 2
in which the support and
treatment are aligned.

2

3

4

5

10

9

8

7

6

2

The intellectual disability must
be taken into account during
treatment and support.

1

N-S

S

S

2

S

N-S

N-S

N-S

N-S

S

S

2

Scientists

Professional Primary
caregivers caregivers

92.4

92.5

92.5

93.1

94.3

94.4

94.4

96.2

96.3

98.1

4.32 (.67)

4.19 (.62)

4.34 (.68)

4.05 (.53)

4.45 (.67)

4.40 (.66)

4.42 (.60)

4.47 (.64)

4.30 (.54)

4.58 (.54)

4

4

4

4

5

4

4

5

4

5

3

3

3

3

3

3

2

3

2

2

92.3

92.4

84.6

90.9

92.3

92.4

92.3

100

92.3

92.3

94.7
94.8
100
89.6
94.7

89.5

95.2
89.5
100
90.5

95.2

table 8 continues

89.5

89.9

100

100

100

95.2

95.2

100

100

S/N-Sa Level of
Mean (SD) Modeb Range Level of
Level of
Level of
agreement
agreement agreement agreement
(%)
(%)
(%)
(%)

3

2

2

2

Consensus
in round

Item text

Rank

Overall

Table 8. Profile 5 (Persons with addictive problems): consensus statements (Round 2 & 3)
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Treatment of problem behaviour 3
is indispensable.
2
Parenting support must be
provided to ensure that the
children of the individuals with
MID or BIF are safely raised.

Support focussed on the
2
basic necessities of life is
indispensable
Guidance in creating a supportive 2
network is necessary.
Early support is necessary
2
to prevent the escalation of
problems.
Support in developing self2
confidence and a positive selfimage is necessary.
Individuals should be motivated 2
to accept support.
Seeking for a meaningful daily 2
activity is necessary.

12

14

a S – specific; N-S – non-specific, b 4 - agree; 5 – strongly agree

19

18

17

16

15

13

Providing a clear daily structure 3
with constancy and regularity is
necessary.

11

Consensus
in round

Item text

Rank

Scientists

Professional Primary
caregivers caregivers

S

S

S

86.7

86.7

88.4

88.7

90.4

S
N-S

90.6

90.6

S

S

90.9

90.9

S

S

4.06 (.75)

4.21 (.72)

4.19 (.56)

4.32 (.67)

4.12 (.55)

4.17 (.58)

4.49 (.72)

4.09 (.52)

4.16 (.57)

4

4

4

4

4

4

5

4

4

3

3

2

2

2

3

3

2

2

84.6

84.7

92.3

84.6

84.6

84.6

92.3

81.8

100

85.7

90.5

85.7

90.5

90.5

100

90.5

89.5

84.2

88.9

84.2

100

89.5

89.5

84.2

89.5

100

92.9

S/N-Sa Level of
Mean (SD) Modeb Range Level of
Level of
Level of
agreement
agreement agreement agreement
(%)
(%)
(%)
(%)

Overall
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DISCUSSION
Support and treatment programs for people with MID or BIF are suboptimal and
differentiation is required in the services provided to these individuals (Nouwens et al.,
2017c). Therefore, the present study explored the opinion of expert groups (primary
caregivers, professional caregivers, and scientists) regarding the elements of support
and treatment for persons with MID or BIF per profile as identified by Nouwens et al.
(2017b). In this way, this study contributes to linking scientific knowledge, professional
expertise, and the knowledge of primary caregivers. Of the 174 statements presented
to the participants, consensus was reached between the groups for 42.52% of them, i.e.
55 statements in Round 2 and 19 statements in Round 3. Consensus was reached when
a statement was rated as ‘agree’ or ‘strongly agree’ by ≥80% in each of the three expert
groups.
The opinions of the expert groups regarding the statements were relatively homogeneous.
However, in the calculations on homogeneity, some significant differences emerged
between the primary caregivers and the two other groups. Furthermore, primary
caregivers gave more value to issues that are generally considered to be ‘constructive’
(e.g. safety, structure, and rules), whereas professional caregivers and scientists ranked
more specific issues (e.g. wrap around care, and treatment of attachment problems) as
being important.

Profile-specific issues
Several Profile-specific issues were revealed. With regard to ‘Persons with mild intellectual
disability’ (Profile 1), attention to resilience was endorsed as the most important element.
Resilience refers to the resistance to environmental risks or overcoming adversity
( Emerson, 2013). According to Emerson (2013), resilience is related to individual
(e.g. intelligence, problem solving skills) and contextual characteristics (e.g. family
characteristics). For the majority of individuals in Profile 1, supportive relatives are very
important; however, due to a relatively small network, these individuals are also very
dependent on these relatives. Attention to resilience should enhance the autonomy of
these individuals and was indicated as being crucial. Furthermore, in line with Hermsen,
Embregts, Hendriks and Frielink (2014), and Embregts (2011), professional care should
be experienced as ‘natural’ and should focus on the interpersonal relationship. Due to a
relatively small number of problems in Profile 1, the emphasis in support may be more
on the relationship than on the actual intervention.
Regarding ‘Males with problem behaviour’ (Profile 2), attention to and prevention from
relapse in addiction, and aftercare subsequent to treatment, were indicated as important
profile-specific issues. Addiction is a common problem in relation to Profile 2. According
to Bailey, Herman and Stein (2013), 40-60% of drug misuser relapse and require multiple
long-term treatment or support programs. This underlines the opinions of the experts
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involved in the present study.
Attention to mood disorder, if present, was endorsed as vital for ‘Persons with material
hardship and abuse by parents’ (Profile 3). As stated by Lunsky (2003), mood disorders
might be caused by sexual abuse from primary caregivers. To prevent sexual abuse or
maltreatment, individuals should be protected against persons with wrong intentions
in their environment. Furthermore, tenacity in seeking and maintaining contact was
endorsed as being necessary. Individuals in Profile 3 were relatively old at the moment
of their first contact with a healthcare provider (Nouwens et al., 2017b). A childhood in
a family with numerous risk factors, combined with the relatively restricted and delayed
attention of healthcare providers, underlines the experts’ opinions. Additionally, because
‘attachment insecurity’ in childhood is strongly influenced by the maltreating behaviour
of parents, this could result in attachment-avoiding strategies.
‘Male youngsters with problem behaviour and family problems’ (Profile 4) experienced
many family problems and were often surrounded by a poor family system. Furthermore,
100% of the parents involved were divorced (Nouwens et al., 2017b). Not surprisingly,
the experts endorsed a safety net with people in case of relapse, and attention for a
safe home, as important profile-specific items. A second issue for Profile 4 was attention
for independent living and a future perspective. Because individuals in Profile 4 are
relatively young compared with those in the other profiles (Nouwens et al., 2017b),
a meaningful future perspective is important. Additionally, the experts endorsed that
the treatment and support should remain the same when the individual reaches 18
years of age. According to Rot (2013) and Van Rijn (2017), youngsters with MID or BIF
experience problems with the transition to adulthood. Individuals with MID or BIF are
often characterised by a discrepancy between their developmental age and biological
age. The sudden transition to legal adulthood and the related responsibilities, combined
with the vulnerabilities of these individuals, could result in major problems.
‘Persons with addictive problems’ (Profile 5) had the highest number of statements that
reached consensus (n = 19) and had the most profile-specific issues (n = 7). Profile 5 is
characterised by a broad spectrum of complex problems which can exist simultaneously
(Nouwens et al., 2017b). The role of the intellectual disability was almost unanimously
endorsed as essential for the treatment and support for individuals in Profile 5. According
to Wieland and Zitman (2016), recognition and acknowledgement of the intellectual
disability could enhance the quality of the mental healthcare. Surprisingly, the treatment
of addiction problems was not mentioned as a specific point of attention. As stated
by Simpson (2012), in the support for people with an intellectual disability, addiction
is commonly viewed as a simple behavioural problem. Nevertheless, the importance
of assessment and effective treatment interventions for people with an intellectual
disability in combination with addiction problems has been reported (Van Duijvenbode
et al., 2014). In view of the broad spectrum of complex problems present in this profile,
the following issues were endorsed as important by the experts: acceptance of support,
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endurance and tenacity in treatment and support, attention to criminal and problem
behaviour, a clear daily structure, and the development of self-confidence and a positive
self-image. Lastly, parenting support was labelled as valuable. Profile 5 is characterised
by a relatively high number of individuals that are already a parent (Cooper et al., 2007).
As stated by Feldman, Varghese, Ramsay, and Rajska (2002), children of parents with
an intellectual disability are at high risk of neglect and the development of behavioural
problems.

Overarching key issues
Despite differences between the five profiles, several overarching and recurring key issues
in all profiles were endorsed by the expert groups. First, in line with Shogren, Wehmeyer,
Buchanan, & Lopez (2006), the participating experts underlined the importance of an
approach focussed on the capabilities and strengths of the persons with MID or BIF. The
intellectual disability of individuals with MID or BIF is regularly identified by restrictions
in cognitive and social adaptive skills. Moreover, support and treatment programs for
persons with MID or BIF are mainly oriented towards problems and disabilities (Cooper
et al., 2007). More emphasis on the competences and strengths of people with MID or
BIF might enhance their participation in society and quality of life (Shogren et al., 2006;
Snell et al., 2009).
Second, the coordination and cooperation between different healthcare providers is
a recurring issue in the opinion of the expert groups. Effective collaboration between
different healthcare providers is essential in view of the presence of multiple problems;
however, collaboration between different healthcare providers or disciplines is
sometimes inadequate. As a result, the provision of support or treatment programs is
often incomplete or fragmented (Nouwens et al., 2017c). As suggested by Dosen (2007),
the present expert groups also endorsed that appropriate and differentiated care should
depend on an integrative assessment of all relevant aspects related to the demands
of support. An incomplete view regarding a disability or an individual could obstruct
the collaboration and coordination between healthcare providers, potentially resulting in
suboptimal healthcare programs.
Third, early intervention to prevent the emergence of major problems was a recurring
key issue for all profiles (excluding Profile 1). Nouwens et al. (2017a), and Embregts and
Grimbel du Bois (2005), noted the relatively high average age at which individuals with
MID or BIF received support. According to Allen, et al. problems that are noticed (too)
late, could become difficult to treat or resistant to training (Allen et al., 2013).
Fourth, persons with an intellectual disability seem to have less social contacts with
relatives (and/or friends). In almost all profiles, individuals experienced difficulties
regarding entering and maintaining a positive or supportive social network (Nouwens
et al., 2017b). However, a supportive social network is endorsed as vital for all profiles
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(apart from Profile 2). According to Reinders (2002), a positive and supportive social
network (e.g. friends) can be seen as a main influencing factor that enhances the quality
of life. Moreover, as stated by McGillivray and McCabe (2007), the closeness in these
social relationships may be more important than the frequency of contact. Furthermore,
negative or fraught relationships had adverse emotional outcomes (McGillivray & McCabe,
2007; Embregts, Van Asselt-Goverts, Giesbers, & Hendriks, 2016).
Finally, fewer people with an intellectual disability are employed compared to people
without such a disability (Verdonschot, De Witte, Reichrath, Buntinx, & Curfs, 2009).
Therefore, participation and guidance in day-time activities is a prominent issue recurring
in all profiles (excluding Profile 1). According to Schalock et al. (2002), quality of life is
influenced by a useful day-time activity (e.g. work). In addition, employment contributes
to belonging and feeling appreciated (Cramm, Finkenflügel, Kuijsten, & Van Exel, 2009;
Ellenkamp, Brouwers, Embregts, Joosen, & Van Weeghel, 2016).

Study limitations
Although we aimed for a high level of accuracy, some limitations need to be addressed.
First, besides the feedback on the results provided in Round 3, multiple factors could cause
a change (increase/decrease) in the levels of agreement. As this study was performed
blind, little demographic information was collected on the individual participants and
such details could not be acquired after the study; therefore, there might be differences
in the composition of the expert groups which are (almost) impossible to detect. Second,
participants were asked to rank their opinion regarding statements that concerned all
five profiles; however, some participants might lack experience with the entire spectrum,
implying that they had to give/rank their opinion on a relatively unfamiliar area. Third,
the current study was based on a Delphi method that addressed the opinions of primary
caregivers, professional caregivers and scientists on the elements of support and
treatment for individuals with MID or BIF per distinguished profile. However, because
the opinions of the individuals that actually experienced this support system were not
solicited, the perspective of the recipients of treatment was absent. Finally, the small
sample size precludes generalisation to a larger or different population.

Conclusions
This Delphi-based study generated consensual opinions that might contribute to a more
differentiated support system for individuals with MID or BIF. Nevertheless, the findings
only address actions which might be appropriate. To achieve improved support programs,
these opinions need to be explored in more detail. Hopefully, additional research may
form the basis for more integrative and tailored support.
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The aim of the work in this thesis is to learn more about the characteristics of people
with mild intellectual disability (MID) and borderline intellectual functioning (BIF), to
examine their support needs, and to contribute to the development of appropriate and
better coordinated support. The multi-dimensional constructs MID and BIF are related
to significant limitations in intellectual functioning in combination with restrictions in
adaptive abilities. Based on the IQ score alone, formally, individuals with BIF do not
belong to the group of persons with an intellectual disability. However, individuals with
BIF often encounter difficulties and also additional problems (e.g. limitations in adaptive
behaviour and psychiatric problems) that are similar to persons with MID. Therefore,
these individuals are also allowed access to support in the specialist care for ‘persons
with intellectual disabilities’.
In the Netherlands, the numbers of persons with MID or BIF who actually make an appeal
for specialist care for ‘persons with intellectual disabilities’ and who are unable to live
independently, has increased substantially. Despite this substantial growth in support
demand, little research has focused on the underlying causes of and explanations for this
process. For the development of appropriate and adequate support of people with MID
and BIF, more knowledge is required on the needs and characteristics of these individuals.
The work in this thesis investigates the background characteristics and environmental
factors of persons with MID or BIF who were referred to the specialist long-term care
for people with an intellectual disability. Moreover, profiles of clustered characteristics
were constructed and retrospectively explored to establish whether the provided support
was aligned with these profiles. Finally, a qualitative analysis was made of the opinions
of primary caregivers, professionals and scientists regarding the appropriate support
elements required per distinguished profile.

SUMMARY OF KEY FINDINGS
Study 1 (Chapter 1) describes the background characteristics of persons with MID or BIF
who were referred to inpatient and outpatient care in the ‘intellectual disability’ sector
between January 2011 and August 2012. From a group of 525 persons with MID or BIF, an
(at random) representative sample of participants (n = 250) was taken. Their case files
were systematically examined and, based on a structured case-file analysis, individual,
familial and historical support/treatment characteristics were mapped and analysed.
The case analysis covered eight domains: demographics, level of functioning, family and
parenting, life events, neglect and maltreatment, anamnesis, diagnosis, support history
and support needs. Retrospectively, 313 different variables were mapped.
The results show that mental health problems and exposure to social and familial
disadvantages were prevalent. Moreover, the mean age at which most participants
first received professional support was relatively high (i.e. mean age of 17.7 years). On
average, participants had received support from 4.8 different healthcare organisations
before registration at a specialised care organization. Despite the former support,
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intensive assistance in a broad range of domains was still necessary. Almost 60% of
the participants met the criteria for the DSM-IV-TR (APA, 2000) Axis I classification. The
majority of participants had few or no friends and, in almost half of the families involved,
at least one parent was absent.
The results underline the vulnerability of persons with either MID or BIF and their families,
and also reveal significant differences between individuals with MID and BIF. Several
individual and familial problems were more prevalent within the group of persons with
BIF. For example, participants with BIF were significantly more likely to be confronted
with inconsistent parenting, homelessness, alcohol and drug abuse, prison sentence,
divorce of parents, substance misuse by parent(s), neglect by primary caregivers, and
mental health problems of caregivers. Furthermore, the results suggest that persons with
MID and BIF are frequently exposed to a variety of personal and family risk factors.
Despite their vulnerability, they received professional support at a relatively high age.
Besides the similarities between persons with MID and BIF, significant differences were
found in specific individual and familial aspects. All these contrasts warranted more indepth examination.
Study 2 (Chapter 2) examined the heterogeneity of the group of persons with MID or
BIF who rely on long-term specialist support for ‘persons with an intellectual disability’.
This study aimed to distinguish specific profiles of clustered individual and environmental
characteristics regarding persons with MID or BIF. To examine the heterogeneity, a latent
class analysis (LCA) was performed using file data of 250 eligible participants from Study
1. The 14 variables included in the LCA were divided into two overarching categories, i.e.
personal variables and environmental variables.
Based on the LCA, five unique profiles were identified. Profile 1 consisted of the largest
number of participants (n = 85; 34%) and was the only profile with a higher number
of individuals with MID than those with BIF. Since individuals in Profile 1 experienced
relatively few problems, Profile 1 was labelled as ‘Persons with mild intellectual
disability’. Profile 2 (n = 51) encompassed 20.4% of the research sample. All participants
in this profile showed problem behaviour and 80% was male, resulting in the label ‘Males
with problem behaviour’. Participants in Profile 3 (n=47; 18.8%) had the highest score
on sexual abuse by parents, and financial problems (both personal and parental) were
often prevalent; therefore, Profile 3 was labelled: ‘Persons with material hardship
and abuse by parents’. Profile 4 (n = 37; 14,8%) was characterised by the lowest
average age and high scores on problem behaviour and adverse familial variables; thus,
Profile 4 was categorised as: ‘Male youngsters with problem behaviour and family
problems’. Profile 5 (n = 30; 12%) was characterised by high scores on all included
variables, especially with regard to the variable ‘addiction to alcohol and/or drugs’
(100%); therefore, this class was labelled as: ‘Persons with addictive problems’.
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Participants in all five profiles experienced problems related to connecting with peers and
received relatively little informal support. In contrast, significant variations in personal
and environmental factors were found between the profiles. Overall, almost half of the
group of persons with MID (n=53; 48.6%) was part of Profile 1, the profile characterised
by the least number of problems. People with BIF, however, were overrepresented in the
profiles with multiple problems (e.g. Profile 4). All this underlines the results of Study 1.
Study 2 was a first step towards a better understanding of the heterogeneity within the
population of persons with MID or BIF. The identification of five profiles of persons with
MID or BIF emphasises that a more differentiated approach is needed.
Study 3 (Chapter 3) examined the former support that individuals with MID or BIF received
before registration at a specialised care organisation for people with an intellectual
disability. More specifically, the match between the offered support programs and the
unique individual, familial and contextual characteristics of the five profiles from Study
2 was investigated. Several elements of the systems of support (e.g. type of support,
intensity of support and timeliness of support) per typology were compared. Due to
differences in the 14 LCA input variables, we expected to find substantial differences in
the type and amount of care between the five profiles. Surprisingly, few differences were
found in former support and treatment programs. The only differences found between
the profiles were related to non-verbal therapy, residential treatment, and support from
a social worker. Persons in Profiles 1, 4 and 5 were more likely to have received nonverbal therapy. ‘Male Youngsters with problem behaviour’ (Profile 4) and ‘Persons
with addictive problems’ (Profile 5) were most likely to have received some form of
residential care or have had contact with a social worker. Additionally, persons with MID
or BIF had not always received the necessary treatment or support. For example, only
23% of the ‘Persons with addictive problems’ (Profile 5) received support for the
treatment of addiction. The results of this study suggest that the support of persons with
MID or BIF is suboptimal. More differentiation between the services offered to persons
with MID and BIF and access to necessary treatment are required to respond to their
individual support needs.
Study 4 (Chapter 4) focused on the appropriate support for persons with MID or BIF in
the five distinguished profiles. To examine potential appropriate elements of support per
profile, we collected and analysed the opinions of expert groups (primary caregivers,
professionals, and scientists) on the support programs for people with MID or BIF. The
three-round Delphi study was primarily focused on reaching statement consensus between
the expert groups. Although the expert group opinions were relatively homogenous,
differences were present, e.g. especially between the caregivers and the other two
expert groups. Caregivers gave more value to issues that are generally considered as
constructive (e.g. safety, structure and rules), whereas professionals and scientists ranked
more specific issues (e.g. wrap around care and treatment of attachment problems) as
important. However, per profile, consensus was reached concerning the specific elements
of appropriate support.
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Several overarching key issues were endorsed by the expert groups. These issues were
recognised as being important with regard to practically all five profiles. First, the experts
underlined the importance of an approach focused on the capabilities and strengths of
the persons with MID or BIF. Second, in the opinion of the expert groups, the coordination
and cooperation between the different healthcare providers is a recurring and prominent
issue. Effective collaboration between the different healthcare providers is essential for
the treatment of the multiple relevant problems. This Delphi-based study generated highly
relevant, specific and general opinions that may well contribute to a more differentiated
and more effective support system for individuals with MID or BIF.

GENERAL DISCUSSION
According to the United Convention on the Rights of Persons with Disabilities (UNCRPD,
United Nations, 2006), individuals with a disability are entitled to a decent and independent
life with access to all sources that contribute to their human functioning. This agreement
determines that individuals with a disability, like everyone else, have the right to an
independent life, education, work, and support or assistance if necessary. The United
Nations agreement obliges governments to contribute to a society in which everyone
can participate. Nevertheless, the number of individuals with MID or BIF that experience
difficulties with an independent life is growing substantially and their access to assistance
is not always guaranteed. Additionally, persons with MID or BIF often receive professional
support at a relatively high age, the support does not always match their preferences
and needs, and they increasingly rely on specialist long-term care for people with an
intellectual disability. Therefore, it seemed relevant to examine a subsample of the Dutch
population of individuals with MID or BIF who were referred to the specialised long-term
care for people with intellectual disability and the possible reasons for the increasing
demand for this type of support. In this thesis, we systematically mapped and analysed
relevant factors (e.g. background factors, familial characteristics, and the support history)
of persons with MID or BIF. All participants were registered at a specialised long-term care
provider for people with an intellectual disability.

A vulnerable group
The results in this thesis emphasise the vulnerability of persons with MID or BIF who rely
on specialist care in the sector for persons with an intellectual disability. Persons with
MID or BIF are at high risk of encountering negative social and familial circumstances and
the associated consequences (e.g. to develop dual problems). In our research sample,
60% had experienced mental health problems. This percentage is higher than reported in
earlier international studies (31-50%) (Dekker & Koot, 2003; Dekker, Koot, van der Ende,
& Verhulst, 2002; Emerson, 2003; Emerson & Hatton, 2007; Linna et al., 1999; Molteno,
Molteno, Finchilescu, & Dawes, 2001; Strømme & Diseth, 2000). Additionally, people with
MID or BIF are at increased risk of social isolations. In 66% a lack of contact with peers has
been detected, while other studies reported 20-42% (Emerson & McVilly, 2004; Krauss,
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Seltzer, & Goodman, 1992; Solish, Perry, & Minnes, 2010).
In the present study population, only 25% of the persons with MID or BIF could rely on
informal support from their environment. These percentages underline the urgent need
for assistance and attention to social skills and contacts in the support for people with
MID or BIF, and the need to strengthen their social network. Furthermore, participants
received the attention of professional healthcare organisations at an average age of 18
years, and some even at an age of 24 years. The high average age at first contact with a
professional healthcare organisation is a serious issue, given the potential accumulation
of risk factors (personal and contextual), the limited social skills or contacts, the lack of
informal support, and the high prevalence of additional problems. For instance, in case of
child sexual and physical abuse by parents or relatives, this can have major consequences
for the (mental) health of the children involved. Ongoing child abuse has potentially
disastrous consequences (Reijneveld, De Meer, Wiefferink, & Crone, 2008), including
the development of internalising disorders. In addition, due to the longer period without
adequate professional support, problems (e.g. mental and behavioural) could become
manifest and even resistant to training and treatment (Allen et al., 2013). Thus, more
attention should be paid to the early detection and prevention of abuse/maltreatment
and the support needs of persons with MID and BIF (Allen et al., 2013). Given the
diversity of the problems and challenges persons with MID or BIF are confronted with, a
multidisciplinary and multifaceted approach is required that involves (amongst others)
primary care physicians, teachers and therapists (Nieuwenhuis, Moons, Uiterwaal, Van de
Putte, & Sittig, 2011; Tiyyagura, Gawel, Lkoziel, Asnes, & Bechtel 2015).

Differentiated and positive approach
This thesis shows that the group of persons with MID or BIF who rely on specialist care
for people with intellectual disabilities, is a diverse group. As a result of differences in
personal and environmental characteristics, the needs for support of persons with MID or
BIF should indeed also vary. However, despite the significant differences in characteristics,
we found little or no variation in the provided support and treatment programs. Therefore,
the current support for people with MID or BIF seems both suboptimal and insufficiently
differentiated. These results appear to confirm that the determination of support needs
based on the IQ score alone is insufficient. Appropriate support needs to be aligned with
the specific personal and contextual characteristics of individuals with MID or BIF (Snell
et al., 2009).
In this thesis, the content of the analysed case files was mainly focused on the problems
and restrictions in the human functioning of persons with MID or BIF. The personal
desires, dreams, ambitions and capacities of persons with MID or BIF were hardly
described. However, an approach based only on their restrictions leads to only moderate
understanding of people with a disability, ineffective support programs (Buntinx, 2013),
and fails to reflect the uniqueness of each individual with MID or BIF (Moonen, 2017).
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Appropriate support for persons with MID or BIF is, ideally, also aligned with the individual’s
strengths and capabilities (Drost, 2013; Luckasson & Schalock, 2013) as well as with their
ambitions, needs and life goals (Snell et al., 2009; Thompson et al., 2009). Therefore,
for appropriate and better coordinated support programs, the strengths, capabilities, life
goals and personal needs of persons with MID or BIF should be taken into account.

Collaboration between healthcare providers
Collaboration between different healthcare providers and the various professional
disciplines is essential when additional problems (e.g. mental health problems, forensic
problems, and addiction) co-occur with MID or BIF. However, the findings in this thesis
suggest that access to necessary support is not always guaranteed. This is in line with
the findings of other studies. Not everyone with MID or BIF, in combination with mental
problems, is granted access to mental healthcare (Dekker & Koot, 2003), or the quality of
the mental healthcare received is limited due to restricted understanding of the individual’s
intellectual disability (Wieland, 2016). Despite the increased risk of substance-related
problems of persons with MID or BIF (VanDerNagel et al., 2017) access to specialised
addiction care does not seem to be guaranteed. The present thesis shows that less than
25% of the persons with addictive problems actually received specialised addiction care.
Furthermore, it is essential that the expertise of different disciplines and healthcare sectors
is combined in order to achieve effective treatment and support for persons with MID or
BIF. In case of addiction, mental health problems and forensic issues, this is vital. Current
cross-border knowledge is rather limited. For example, knowledge on addiction problems
among professionals in the specialist care for people with an intellectual disability is
restricted (Van Duijvenbode et al., 2015). On the other hand, knowledge on intellectual
disabilities seems restricted within the specialised addiction services. Combining the
expertise of these sectors is vital for the development of adequate support for individuals
with MID or BIF and an addiction (van Duijvenbode et al., 2015), forensic problems (Kaal
& Van den Berg, 2016) or mental health problems (Wieland, 2016). Therefore, crossdisciplinary and cross-sectoral collaboration is required to develop and provide more
appropriate support for persons with MID or BIF and additional problems.

United by diversity
Persons with MID or BIF have often been approached as one group in policy, research
and practice. Moreover, determination of the level of support is still largely based on the
IQ score (Soenen, Van Berckelaer-Onnes & Scholte, 2009; Buntinx & Schalock, 2010; De
Bildt, Sytema, Kraijer, Sparrow & Minderaa, 2005). According to the American Association
on Intellectual and Developmental Disabilities (AAIDD), a multi-dimensional perspective
is needed that also focuses on additional personal and environmental characteristics that
impact the support needs of persons with an intellectual disability (Schalock et al., 2010).
In this thesis we distinguished five unique profiles of persons with MID or BIF. These
profiles are based on the probability of the presence of relevant personal and contextual
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variables, and the profiles differ significantly from each other. This distinction is a first step
towards a better understanding of the heterogeneity within the population of persons
with MID or BIF that register for support for persons with an intellectual disability. The
results in this thesis indicate that a more differentiated approach is necessary per profile.
In this research, significant differences were found between persons with MID and BIF.
Participants with BIF were overrepresented in the complex profiles with a multiplicity of
problems, whereas the majority of individuals with MID were included in a less complex
profile. In general, individual and family problems were more prevalent in persons with
BIF. Persons with BIF are almost four times more often confronted with inconsistent
parenting and twice more often with addiction.

STRENGTHS AND LIMITATIONS
This thesis has a number of strengths. First, to our knowledge, this is the first study to
describe the characteristics of person with MID or BIF referred to specialist care in the
intellectual disability sector. Second, five unique profiles were distinguished that might
contribute to a better understanding of the association between the relevant variables in
the lives of persons with MID or BIF. Third, this thesis can contribute to the improvement
of support programs, by exploring the opinions and knowledge of experts with regard to
the support elements required.
Despite these strengths, some limitations also need to be addressed. In Study 1, 2 and 3
a cross-sectional design was used to investigate the characteristics of persons with MID
or BIF and their support history. Consequently, no causal inferences can be made, i.e. the
findings only indicate an association between the included variables or factors. Moreover,
this research focused on participants with MID or BIF who had made an appeal for support
in the ‘intellectual disability’ sector of just one care provider. All participants had received
some type of support before referral to this sector and had a long history of professional
support and treatment. However, in the Netherlands, not all individuals with MID or
BIF are referred to care in this sector or have received earlier support. Accordingly, the
current thesis focuses on a clinical subpopulation and is not representative for the entire
population of individuals with MID or BIF in the Netherlands; therefore, no generalisations
can be made to the greater population. Furthermore, in Study 4 we explored the opinions
of experts (primary caregivers, professionals, and scientist) on the subject of appropriate
support for the five profiles; however, it is conceivable that some participants (especially
the primary caregivers) lacked specific experience with the entire spectrum of profiles.
On the other hand, all participants had some experience in raising, supporting, giving
assistance to, or conducting research with persons with MID or BIF. A final limitation with
regard to the research sample is the wide age range. Because our sample consisted of
individuals aged 3-70 years, the results merely enhance the general understanding of the
group of persons with MID or BIF who rely on specialist care in the intellectual disability
sector.
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Additionally, the present thesis has some limitations related to the measures employed.
For example, Study 1, 2 and 3 were based on existing file data and were provided
by professionals from the referring organisations. Most of the case files consisted of
psychological reports, former support plans and evaluations, data on the support history,
intake files and anamneses, and standardised information on care intensity. These data
files were retrospectively analysed but were sometimes incomplete and/or lacked
relevant information about support and the treatment programs. For instance, in several
cases we were unable to find information regarding the rationale underlying the offered
support, or the information was out of date. Similarly, due to incompleteness of data in the
case files, some evidence related to risk factors (e.g. education level of the parents) could
not be taken into account. These aspects might have influenced our results. Moreover,
the information in the case files was mainly based on normative or objective assessment
(Thompson et al., 2009) from the professionals involved. The participants were not asked
for their personal opinions and experiences regarding the support programs received, or
what elements they desired for future support. As a result, the client perspective was
underexposed and needs to be addressed in future research; the perceptions of persons
with MID or BIF about their personal situation, their dreams, needs and expectations
or experiences with professional support and treatment programs is, of course, highly
relevant.

IMPLICATIONS FOR CLINICAL PRACTICE
Individuals with MID and BIF who register for support for ‘people with an intellectual
disability’ form a vulnerable and heterogeneous group. The findings in this thesis
underline the need for timely, appropriate and differentiated support programs for
people with MID or BIF.

More emphasis on prevention and early signalling of problems
This thesis shows that persons with MID and BIF are at increased risk of encountering
factors that could negatively affect their development and human functioning.
Additionally, they often grow up in vulnerable families in which one parent is absent, and
the parents themselves often experience problems or have limitations as an educator.
Furthermore, individuals with MID or BIF often have a small social network with few
friends or informal assistance. Moreover, persons with MID or BIF receive professional
support at a relatively advanced age; as a result, problems might become persistent
and even resistant to treatment (Allen et al., 2013). General practitioners, consultation
centres for babies/infants, staff members of day centres, social neighbourhood teams,
and teachers in primary education need to pay more attention to this specific target
group. Accordingly, early signaling of stagnant development, restrictive family factors,
and a vulnerable network is very important. The manual ‘Early signaling of a mild
intellectual disability’ (Douma, Hoekman, & Merkus, 2017) provides an overview of
suitable screening instruments. This manual could be of considerable added value for

122

Summary and general discussion

the public health approach and could be included as an instrument. In the prevention
approach, the focus should be on identifying and simultaneously limiting conditions
that negatively influence the development of children with MID or BIF, strengthening
the position of the primary caregiver, the promotion of healthy behaviour, and ensuring
access to appropriate care (Krahn, Hammond & Turner, 2006).

Strengthening social networks
In line with Verdonschot, Witte, Reichrath, Buntinx, and Curfs (2009), this thesis shows
that persons with MID or BIF tend to have few friends, have a small social network, and
receive little informal support from their network. Moreover, access to important domains
of life (e.g., education, employment, home ownership, and marriage) is limited within
this population (Hassiotis et al., 2008). All this can result in long-term dependence on
professional networks. Thus, an approach focused on strengthening and activating the
close network of individuals with MID or BIF is of great importance (Van Asselt-Goverts,
Embregts, Hendriks & Frielink, 2014). Attention should be paid to triggering a network
of involved relatives who are willing to assist in and contribute to the quality of life.
Subsequently, the individual’s own network could receive more attention, with the aim
to reduce dependence on the professional network. Furthermore, persons with MID or BIF
often have no meaningful day activity or paid work, whereas a day activity/work might
be useful for the development of their capabilities and strengths (Ellenkamp, Brouwers,
Embregts, Joosen & van Weeghel, 2016). Additionally, work offers an appropriate activity
that could result in the expansion or consolidation of the social network. Because the
absence of a meaningful day activity or work represents a restriction in the daily life of
individuals with MID or BIF, more attention should be paid to these activities.

Appropriate and differentiated support
The present research reveals heterogeneity in the population of individuals with MID or
BIF, and differences in personal and environmental factors that affect the support needs.
This population of individuals with MID and BIF requires treatment and support that is
optimally aligned with these important factors. Thus, there is a need for a rationale that
bridges the gap between the individual and contextual characteristics of individuals with
MID or BIF, as well as adequate and effective types of support and treatment programs.
The support and treatment programs should include (at least) the following elements.
First, the presence of MID or BIF should be taken into account. Additionally, the support
programs should be aligned with a specific information processing level, limitations in
the regulating and cognitive functions, the way in which individuals with MID or BIF solve
problems, and the manner in which they learn and develop. The directive ‘Guideline
effective interventions mild intellectual disability’ (De Wit, Douma en Moonen, 2011),
provides recommendations for adjusting interventions for persons with MID and BIF.
Second, the recognition and appreciation of comorbidity or co-occurring problems should
be included in the assessment of support and treatment programs. The participants in
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the present research were at increased risk of developing additional problems. Current
support and treatment programs show room for improvement regarding mental health
problems, substance misuse and addiction, homelessness, and judicial problems.
Specialised care is required that incorporates all the relevant aspects and is adapted to
personal needs, especially for situations in which complex problems are present at the
boundaries of youth care, mental health care, judicial problems, addiction treatment, and
care for disabled persons. Preferably, effective and evidence-based interventions should
be used.

Professional presence and intervention
The process towards appropriate support for persons with MID or BIF is often based on
a technical and rational method. A perspective in which a combination of meeting the
needs of clients and professional standards for action should, hopefully, result in the
desired effects (Kolen, 2017). This approach is limited and not based or founded on the
relational nature of supporting and being supported. The relation between a person with
MID or BIF, the professional and the mutual human appeal should become central in
the support programs. Most individuals with MID or BIF who rely on specialised care for
people with an intellectual disability have already experienced a ‘career’ in healthcare,
with (on average) the involvement of 4.8 different organisations. Thus, a feeling of
appreciation and recognition of the individual is of great importance in the support for
persons with MID or BIF (Baart, 2001, Embregts, 2011).

FUTURE RESEARCH
This research examined a substantial population of individuals with MID or BIF that rely
on the specialist care for people with an intellectual disability in the Netherlands. The
underlying rationale was the substantial growth in the demand for support in the specialist
care for persons with an intellectual disability. The findings allow a better understanding
of the characteristics and needs of this population. For example, multiple personal and
environmental variables might simultaneously influence the human functioning and the
development of additional problems. These variables interact and, in turn, can influence
each other (Moonen, 2017). The results indicate that persons with MID or BIF are at
high risk of being confronted (simultaneously) with multiple adverse factors. However,
the relation between these factors and the way in which they influence each other is
underexposed. Future research should focus on the causal and complex connections
between these factors (Maes & Swillen, 2010). Although increasing attention is being
paid to persons with MID or BIF, relatively little is known about the effective forms of
treatment. In case of complex and multifactorial problems, a coherent package with
interventions is needed (Leenarts, van Wijngaarden & van der Giessen, 2017). Future indepth research on the association between causal factors is necessary. Additional insights
could enhance the content and effectiveness of the (personal) support for individuals
with MID or BIF.
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Moreover, longitudinal research on the development process of persons with MID
or BIF is necessary. Such research might contribute to the understanding of personal
development, the impact of risk and protective factors, and the effectiveness of informal
and formal support. Longitudinal research also allows to investigate the potential effect
of the developmental periods as a confounding variable. Furthermore, the personal and
familial experiences are a valuable addition to the professional information and should
be incorporated in the research.
Finally, in one of our studies, we distinguished five unique profiles with a clustering
of relevant personal and environmental characteristics of persons with MID or BIF.
Afterwards, experts (primary caregivers, professionals, and scientists) were asked about
potentially appropriate support elements per profile. Consensus was reached with
regard to sets of profile-specific elements and profile-exceeding aspects of support.
Nevertheless, the findings only address actions that may be appropriate. In order to
achieve adequate support programs, more research is required on effective interventions
(e.g. training methods, treatment methods and forms of assistance) associated with the
specific characteristics of the five profiles.

GENERAL CONCLUSION
Persons with MID or BIF increasingly depend on long-term professional support for people
with intellectual disabilities. The results of the work in this thesis show that this increasing
demand is associated with a variety of different factors. Persons with MID or BIF are
prone to co-morbid problems, such as mental disorders and/or behavioural problems.
In addition, persons with MID or BIF are often raised in vulnerable families. The group
of persons with MID or BIF who rely on support in the care for people with intellectual
disabilities is diverse. However, the offered support is not always sufficiently aligned
with this heterogeneity and also starts relatively late. Besides the many challenges in
daily life, persons with MID or BIF also have their talents and wishes. They want to be
recognised and approached as a human being and desire a good quality of life, but
experience many difficulties in realising all this (Meulenkamp, Waverijn, Van der Hoek,
Boeije, & Rijken, 2015). According to the United Convention on the Rights of Persons with
Disabilities (UNCRPD, United Nations, 2006), persons with MID or BIF have the right to live
independently and have legitimate access to personalised support if they cannot realise
this on their own. This thesis confirms that, despite the increased attention in practice,
policy and science, there is still a long way to go in realising this fundamental human
right. Earlier and more effective support, aligned with the vulnerabilities, capabilities,
personal ambitions and needs of persons with MID and BIF, might contribute to the
overall aim to improve their quality of life.
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INLEIDING
Personen met een licht verstandelijke beperking (LVB) of zwakbegaafdheid (ZB) doen in
Nederland in toenemende mate een beroep op de langdurige, professionele zorg voor
mensen met een verstandelijke beperking.
Er is sprake van een substantiële groei die vele malen groter is dan het beroep dat
mensen met een matige en ernstige verstandelijke beperking op deze zorg doen.
Personen met een LVB of ZB die problemen ervaren in hun dagelijks functioneren
moeten vanzelfsprekend gebruik kunnen maken van goede ondersteuning. Goede en
gepersonaliseerde ondersteuning kan namelijk een brug slaan tussen enerzijds hun
competenties en mogelijkheden en anderzijds de eisen die de samenleving aan hen stelt.
Zonder tijdige en adequate ondersteuning lopen mensen met een LVB of ZB het risico om
bijkomende problemen te krijgen zoals psychische problemen of dat hun mogelijkheden
niet tot ontwikkelingen komen.
Er is weinig inzicht in de mogelijke oorzaken van deze substantiële groei in de vraag naar
zorg en er is weinig bekend over de relevante achtergrondkenmerken van personen met
een LVB die een appel doen op de zorg voor mensen met een verstandelijke beperking.
Een LVB verwijst naar significante beperkingen in het verstandelijke functioneren die o.a.
tot uitdrukking komen in een IQ-score van 50 tot 70. Daarnaast zijn er restricties aanwezig
in het aanpassingsgedrag. Formeel gezien dienen deze beperkingen in het intellectueel en
het adaptieve functioneren al aanwezig zijn in de vroege ontwikkeling van de betrokkenen.
Mensen met een IQ score tussen 70 en 85, i.c. met zwakbegaafdheid, worden in
Nederland tot dezelfde groep gerekend wanneer er sprake is van aanpassingsproblemen
en bijkomende moeilijkheden zoals bijvoorbeeld leer-, psychische -, gezins- en sociale
problemen.
Om het dagelijks functioneren van mensen met een LVB of ZB goed te begrijpen is kennis
over relevante omgevingsfactoren essentieel. Mensen met een LVB of ZB lopen namelijk
een verhoogd risico om op te groeien in een omgeving waarin ze negatieve ervaringen
opdoen. Ze worden vaker geconfronteerd met belemmeringen die hun ontwikkeling
negatief kunnen beïnvloeden. Mensen met een LVB en ZB hebben relatief vaak een
lage socio-economische status (SES) en hun toegang tot belangrijke levensdomeinen
zoals werk, relaties, vriendschappen, vrijetijdsactiviteiten en huisvesting is beperkt. Met
name de stapeling van deze (risico)factoren verhoogt het risico op de ontwikkeling van
bijkomende problemen naast hun LVB of ZB. Psychische problemen en gedragsproblemen
komen relatief vaak voor. Daarnaast komen mensen met een LVB of ZB vaak in contact
met politie en zijn ze oververtegenwoordigd in het justitiële domein. Uit recent onderzoek
blijkt ook dat middelengebruik (alcohol en drugs) en middelenmisbruik (verslaving)
verhoudingsgewijs frequent van toepassing zijn op mensen met een LVB of ZB.
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De combinatie van de persoonlijke beperkingen (intellectueel en in het adaptief
functioneren) en het verhoogde risico op bijkomende problemen maakt mensen met
een LVB of ZB kwetsbaar. Tijdige en adequate hulpverlening, die aansluit bij de behoeften
van mensen met een LVB of ZB, is dan van eminent belang. De hulpverlening kan een
bijdrage leveren aan het welzijn en kan het individueel functioneren bevorderen.
Toegang tot passende zorg is echter niet altijd gegarandeerd. Mensen met een LVB
worden relatief vaak geconfronteerd met inadequate zorg en behandeling omdat
bijvoorbeeld onvoldoende rekening wordt gehouden met hun cognitieve beperkingen
of omdat bijkomende problemen (bijvoorbeeld verslaving) onderbelicht blijven. Idealiter
is de hulpverlening aan mensen met een LVB maatwerk waarbij rekening gehouden
moet worden met alle relevante aspecten. In de praktijk is dat niet altijd eenvoudig,
zeker wanneer er een complex aan factoren van toepassing is en er sprake is van comorbide problemen. Bij mensen met een LVB of ZB die verwezen worden naar de zorg
voor mensen met een verstandelijke problemen lijkt dit meer regel dan uitzondering.
Met de studies in dit proefschrift willen we een bijdrage leveren aan een beter begrip
voor mensen met LVB of ZB die een beroep doen op de zorg voor mensen met een
verstandelijke beperking. Daarnaast aan beter passende zorg die in lijn is gebracht met
de individuele behoeften.
Ten behoeve van dit proefschrift zijn kwantitatieve en kwalitatieve gegevens
verzameld, waarbij de output van een voorafgaand onderzoek diende als input voor een
vervolgonderzoek. In plaats van een theoretisch kader functioneerden de verzamelde
empirische data als basis voor de analyses. De eerste drie studies zijn gebaseerd op
data verzameld van 250 mensen met een LVB of ZB die verwezen waren naar Stichting
Prisma in Noord Brabant. Stichting Prisma is een representatieve organisatie in de zorg
voor mensen met een verstandelijke beperking. Ten behoeve van het laatste onderzoek
zijn experts in Nederland en Vlaanderen geconsulteerd. In dit proefschrift zijn eerst de
achtergrondkenmerken van mensen met een LVB of ZB bestudeerd die waren verwezen
naar de zorg voor mensen met een verstandelijke beperking. Daarna is gezocht naar
onderlinge (latente) verbanden tussen waargenomen achtergrondkenmerken en
werden potentiële, onderliggende profielen gecompileerd. Vervolgens is onderzocht
in hoeverre de hulpverlening in het verleden voldoende aansloot bij de gevonden
achtergrondkenmerken. Tot slot hebben we de opvattingen van experts (primaire
opvoeders, professionals en wetenschappers) over passende en gedifferentieerde zorg
voor mensen met een LVB of ZB onderzocht.

SAMENVATTING VAN DE BELANGRIJKSTE BEVINDINGEN
In Hoofdstuk 1 worden de achtergrondkenmerken van personen met een LVB of ZB, die
aangemeld waren voor intra- of extramurale zorg voor mensen met een verstandelijke
beperking, geanalyseerd en beschreven. Hun dossiergegevens bij aanmelding zijn
hiervoor systematisch geanalyseerd. In deze dossierstudies zijn 313 variabelen binnen
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acht domeinen bestudeerd: demografische gegevens; niveau van functioneren, familie
en opvoeding, life events (levensgebeurtenissen), verwaarlozing en mishandeling,
anamnese, diagnoses, de ontvangen hulp in het verleden en ondersteuningsbehoeften
bij aanmelding.
De resultaten van deze studie laten zien dat psychische problemen vaak voorkomen
(60%) bij mensen met een LVB of ZB en dat ze vaak worden blootgesteld aan nadelige
sociale en familiare omstandigheden. Mensen uit deze doelgroep ontvangen gemiddeld
laat professionele hulp (gemiddelde leeftijd 17,7 jaar) en hebben voor aanmelding
ondersteuning ontvangen van gemiddeld meer dan 4 zorgaanbieders. Ondanks deze
ondersteuning hebben ze nog steeds hulpvragen op een groot aantal levensgebieden.
De meerderheid van deze populatie heeft geen vrienden en in ongeveer de helft van
de gezinnen van herkomst ontbreekt minimaal één ouder. De resultaten laten zien
dat mensen met een LVB of ZB die zich wenden tot de zorg voor mensen met een
verstandelijke beperking frequent worden blootgesteld aan een diversiteit en stapeling
van risicofactoren.
Naast de overeenkomsten tussen participanten met een LVB en met ZB werden er ook
opvallende verschillen gevonden. Verschillende individuele en familiare problemen en
risicofactoren kwamen vaker voor bij mensen met ZB dan bij mensen met een LVB. Zo
worden mensen met een ZB, vaker geconfronteerd met een inconsistente opvoeding,
dakloosheid, alcohol en drugsverslaving, detentie, scheiding van de ouders, verslaving
van de ouders en psychische problemen bij hun ouders.
In Hoofdstuk 2 is de heterogeniteit in de groep mensen met een LVB of ZB nader onderzocht.
Hiervoor werd een Latente Class Analyse (LCA) uitgevoerd op basis van de onderzoeksgegevens
uit de dossieranalyses (Hoofdstuk 1). In de LCA werden 14 variabelen gebruikt verdeeld
over twee overkoepelende categorieën: persoonlijke en omgevingsvariabelen.
Op basis van de LCA werden vijf unieke profielen geïdentificeerd. Profiel 1 (gelabeld als
“Personen met een licht verstandelijke beperking”) had het grootste aantal participanten
en bestond voor de meerderheid uit mensen met een LVB. Zij ondervonden relatief gezien
het minst aantal problemen. In profiel 2 hadden alle participanten gedragsproblemen en
was 80% man. Dit profiel kreeg daarom het label: “Mannen met probleem gedrag”. De
participanten in profiel 3 werden het vaakst geconfronteerd met seksueel misbruik en
hadden zelf het vaakst financiële problemen net als hun ouders. Profiel 3 kreeg daarom
het label: “Personen met materiële tegenspoed en misbruik door ouders”. De personen
in profiel 4 waren gemiddeld het jongst, de meerderheid was man, hadden relatief vaak
gedragsproblemen en groeiden vaak op in een gezin met problemen. Profiel 4 kreeg
daarom het label: “Mannelijke jongeren met probleemgedrag en gezinsproblemen”. In
profiel 5 scoorden de personen op alle (risico)factoren het hoogst en in 100% was er sprake
van verslaving. Daarom kreeg dit profiel het label: “Personen met verslavingsproblemen”.
De overeenkomsten tussen alle profielen waren dat de personen weinig vrienden hadden
en relatief weinig informele hulp ontvingen. Daarentegen werden significante verschillen
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in persoonlijke en omgevingsfactoren gevonden tussen de vijf profielen. In profiel 1, het
profiel met de minste problemen, zijn mensen met een LVB oververtegenwoordigd. Bijna
de helft van alle participanten met een LVB is overigens vertegenwoordigd in dit profiel.
Mensen met ZB daarentegen zijn oververtegenwoordigd in de profielen (2, 4 en 5) waarin
een stapeling van risicofactoren zichtbaar is. Personen uit profiel 3 ontvangen gemiddeld
genomen het laatst professionele hulp. Gezien de aard van de problematiek in dit profiel
is dit een serieus aandachtspunt. De vaststelling van deze vijf profielen is een eerste
stap in de richting van een beter inzicht in de heterogeniteit van de groep mensen met
LVB of ZB die een beroep doet op de zorg voor mensen met een verstandelijke beperking.
Daarnaast benadrukken de gevonden profielen het belang van een gedifferentieerde
ondersteuning die goed aansluit bij de specifieke kenmerken en voorkeuren.
In Hoofdstuk 3 wordt beschreven in hoeverre de hulpverlening die voor aanmelding
bij Stichting Prisma werd ontvangen, voldoende aansloot bij de specifieke kenmerken
(individueel, familiair en contextueel) van de mensen met LVB of ZB. Verschillende
elementen van de aangeboden hulpverlening (type ondersteuning, intensiteit van de
ondersteuning en de tijdigheid van de ondersteuning) per profiel werden vergeleken. Op
basis van de verschillen in de inputvariabelen (persoonlijke en contextuele risicofactoren)
van de profielen werden substantiële verschillen in de ondersteuning verwacht. Opvallend
weinig verschillen werden echter gevonden. De enige verschillen die gevonden werden,
hadden betrekking op non-verbale therapie, residentiele zorg en ondersteuning door een
maatschappelijk werker. Personen uit profiel 1 (“Personen met een licht verstandelijke
beperking”), profiel 4 (“Mannelijke jongeren met probleemgedrag en gezinsproblemen”)
en profiel 5 (“Personen met verslavingsproblemen”) kregen meer non-verbale therapie.
Personen in profiel 4 (“Mannelijke jongeren met probleem gedrag en gezinsproblemen”)
en profiel 5 (“Personen met verslavingsproblemen”) kregen het vaakst een vorm van
residentiële zorg aangeboden en ondersteuning door een maatschappelijk werker.
Opvallend was ook dat relatief zeer weinig mensen (23% van de personen uit profiel
5) een behandeling kregen voor hun verslaving terwijl alle personen in dit profiel een
vorm van verslaving hadden. De resultaten van deze studie lijken erop te wijzen dat de
ondersteuning van mensen met een LVB of ZB suboptimaal is. Meer differentiatie in de
ondersteuning en toegang tot noodzakelijke zorg is noodzakelijk.
In Hoofdstuk 4 wordt nader ingezoomd op passende zorg voor mensen met een LVB of
ZB in de vijf te onderscheiden profielen. Hiervoor werden de opvattingen van groepen
met experts (ouders/opvoeders, professionals en wetenschappers) die ervaring hebben
met de doelgroep verzameld en geanalyseerd. Op basis van een Delphi onderzoek
in drie ronden werd gestreefd naar consensus tussen deze expertgroepen inzake
de ondersteuning van mensen met een LVB of ZB in de te onderscheiden profielen.
Dit onderzoek resulteerde in een set met consensusopvattingen tussen de betrokken
expertgroepen over passende zorg. Alhoewel dit resulteerde in relatief homogene
opvattingen tussen de expertgroepen werden er ook verschillen gevonden. Ouders/
opvoeders hechten meer waarde aan aspecten die in het algemeen gezien worden
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als constructief (bijvoorbeeld veiligheid, structuur en regels), terwijl professionals
en wetenschappers meer neigen naar specifieke vormen van hulpverlening (zoals
bijvoorbeeld de behandeling van hechtingsproblemen). Daarnaast werden er door de
expertgroepen diverse overkoepelende onderwerpen onderschreven die van belang
worden geacht voor de mensen in (nagenoeg) alle profielen. Zo werd het belang van een
focus op de kwaliteiten en krachten van mensen met een LVB of ZB breed ondersteund.
Ook werd het belang van een goede samenwerking tussen verschillende zorgaanbieders
onderstreept. Dit is met name relevant in de behandeling van meervoudige problemen
(bijvoorbeeld bij LVB of ZB in combinatie met psychische problemen, verslaving en
forensische zorg). De Delphi studie genereerde relevante specifieke en generieke ideeën
die een goede bijdrage kunnen leveren aan meer gedifferentieerde en effectieve zorg
voor mensen met LVB of ZB.

DISCUSSIE
Mensen met een LVB of ZB doen in steeds grotere mate een beroep op de zorg voor
mensen met een verstandelijke beperking. Er is desondanks weinig bekend over de
achtergrond van deze groeiende vraag en over de karakteristieken van mensen met
een LVB of ZB die een beroep doen op deze sector. In dit proefschrift is voor het eerst
onderzoek gedaan naar deze aspecten. Onderzoek naar deze aspecten is belangrijk in
het kader van adequate hulpverlening. Op basis van de resultaten is een aantal thema’s
opgevallen.

Een kwetsbare groep
De resultaten van de onderzoeken benadrukken de kwetsbaarheid van mensen met een
LVB of ZB. Ze lopen een groot risico om blootgesteld te worden aan negatieve sociale
en familiaire omstandigheden en om bijkomende problemen te ontwikkelen. In onze
onderzoeksgroep had 60% een psychisch probleem naast de LVB of ZB. Dit percentage
is hoger dan in bestaande wetenschappelijke literatuur gerapporteerd wordt (Dekker
& Koot, 2003; Dekker, Koot, van der Ende, & Verhulst, 2002; Emerson, 2003; Emerson
& Hatton, 2007; Linna et al., 1999; Molteno, Molteno, Finchilescu, & Dawes, 2001;
Strømme & Diseth, 2000). Daarnaast is het risico op sociale isolatie door een gebrek aan
vrienden en contact met leeftijdsgenoten aanzienlijk te noemen (66%). Dit percentage
is aanmerkelijk hoger dan de gerapporteerde percentages (20 tot 42%)in bestaande
literatuur (Emerson & McVilly, 2004; Krauss, Seltzer, & Goodman, 1992; Solish, Perry, &
Minnes, 2010). Mensen met een LVB of ZB in onze studie kregen daarnaast slechts in
25% informele hulp aangeboden vanuit hun omgeving. Deze bevindingen onderstrepen
het belang van meer aandacht voor de sociale vaardigheden en van het versterken van
de sociale netwerken van mensen met LVB of ZB.
Ondanks hun kwetsbaarheid komen de mensen met een LVB of ZB in dit onderzoek
op relatief hoge leeftijd onder de aandacht van professionele zorgverleners en matcht
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de ondersteuning maar in zeer beperkte mate met hun achtergrondkenmerken. Bij
een stapeling van risicofactoren is te late hulpverlening een serieus aandachtspunt
(bijvoorbeeld in geval van misbruik in het gezin) en kunnen bestaande problemen ook
resistent tegen behandeling worden. Gegeven de diversiteit van de problemen die
geconstateerd worden is een multidisciplinaire en intersectorale aanpak geïndiceerd.

Gedifferentieerde en positieve benadering
De groep mensen met een LVB of ZB die een beroep doet op zorg voor mensen met een
verstandelijke beperking is een gedifferentieerde groep. Op basis van individuele en
contextuele verschillen hebben zij ook gedifferentieerde zorgbehoeften. De aangeboden
ondersteuning lijkt hier nog onvoldoende bij aan te sluiten, omdat daarin zeer weinig
variatie werd gevonden.
Daarnaast lag de focus in de persoonlijke zorgdossiers sterk op problemen en op restricties
in het persoonlijke functioneren. Ondersteuning kan alleen goed afgestemd zijn op de
persoon wanneer het gebaseerd is op de persoonlijke kwaliteiten van mensen met een
LVB of ZB en ook aansluit bij hun persoonlijke ambities en doelstellingen.

Samenwerking tussen zorgaanbieders en disciplines
Samenwerking tussen zorgaanbieders en tussen verschillende professionele disciplines
is essentieel voor mensen met een LVB of ZB wanneer additionele problemen (zoals
psychische problemen en verslaving) manifest zijn. De resultaten in deze thesis laten
zien dat dit niet vanzelfsprekend is. Toegang tot noodzakelijk zorg is ook niet altijd
gegarandeerd bijvoorbeeld ingeval van een verslaving. De koppeling van discipline- en
sector-overschrijdende kennis is van eminent belang om te komen tot een adequate
ondersteuning en behandeling van mensen met een LVB of ZB. Zo is de kennis van
verslaving onder professionals in de zorg voor mensen met een verstandelijke beperking
niet toereikend en is de kennis over een verstandelijke beperking in de geestelijke
gezondheidszorg en de verslavingszorg beperkt.

Verenigd in verscheidenheid
In de politiek, wetenschap en de professionele zorg worden mensen met een LVB of
ZB vaak als één groep benaderd waarbij de bepaling van de ondersteuning nog sterk
bepaald lijkt te worden door het IQ. Passende ondersteuning van mensen met een LVB
of ZB vraagt echter om een multidimensionaal perspectief waarin ook persoonlijke en
contextuele elementen zijn opgenomen.
In deze thesis worden vijf unieke profielen onderscheiden met mensen met een LVB of
ZB. Dit is een eerste stap in de richting van een beter begrip van de heterogeniteit binnen
deze subgroep. In deze studie zijn indicaties gevonden die het belang aangeven van een
gedifferentieerde benadering per profiel.
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Daarnaast werden significante verschillen gevonden tussen personen met een LVB en
personen met een ZB. Personen met een ZB lopen een groter risico om geconfronteerd
te worden met risicofactoren die een negatieve invloed kunnen hebben op hun
ontwikkelingen. Daarnaast waren ze oververtegenwoordigd in de profielen met een
meervoud aan problemen.

TOEKOMSTIG WETENSCHAPPELIJK ONDERZOEK
In deze studie werd een populatie van personen met een LVB of ZB, die een beroep doet
op de zorg voor mensen met een verstandelijke beperking onderzocht. De reden van dit
onderzoek lag in de substantiële groei van de vraag naar deze langdurige zorg.
De resultaten van deze studie laten zien dat meerdere negatieve persoonlijke en
omgevingsfactoren relevant kunnen zijn in het dagelijks leven van mensen met een LVB
en op de ontwikkeling van additionele problemen. De relatie tussen deze factoren en
de wijze waarop zij elkaar beïnvloeden is onderbelicht. Toekomstig onderzoek zou zich
moeten richten op de causale, circulaire en complexe relaties tussen deze factoren.
Ondanks de groeiende wetenschappelijke en professionele aandacht voor mensen met
een LVB of ZB is er relatief weinig bekend over effectieve vormen van behandeling. In
geval van complexe, multifactoriële problemen is een coherente aanpak met passende
interventies nodig. Aanvullende inzichten kunnen de inhoud en de effectiviteit van de
ondersteuning van mensen met een LVB of ZB verbeteren.
Daarnaast is longitudinaal onderzoek van personen met een LVB of ZB van toegevoegde
waarde. Dit kan namelijk bijdragen aan een beter inzicht in de persoonlijke ontwikkeling
die mensen met een LVB of ZB doorlopen en de invloed van risico- en protectieve
factoren daarop. In het verlengde daarvan kunnen de effecten van informele en formele
ondersteuning ook zichtbaar worden.
In deze thesis zijn experts bevraagd over de elementen van passende zorg per uniek profiel.
Consensus werd bereikt over een aantal overkoepelende en een aantal profiel specifieke
elementen van ondersteuning. In het verlengde hiervan is aanvullend onderzoek nodig
naar passende en effectieve interventies (bijvoorbeeld trainingsmethoden, behandel- en
begeleidingsvormen) die resulteren in een nadere concretisering van de hulpverlening
die recht doet aan de specifieke vragen en behoeften.

PRAKTISCHE IMPLICATIES VAN DEZE STUDIE VOOR DE PRAKTIJK
Mensen met een LVB of ZB die een beroep doen op de zorg voor mensen met een
verstandelijke beperking maken deel uit van een kwetsbare en heterogene groep.
De resultaten in deze thesis onderstrepen het belang van tijdige, passende en
gedifferentieerde ondersteuningsprogramma’s.
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De resultaten van dit proefschrift laten zien dat mensen met een LVB en ZB een verhoogd
risico lopen om geconfronteerd te worden met risicofactoren die een negatief effect
kunnen hebben op hun ontwikkeling en menselijk functioneren. Ze groeien relatief vaak
op in kwetsbare gezinnen en hebben verhoudingsgewijs een klein sociaal netwerk.
Ondanks bovenstaande aspecten komen mensen met een LVB of ZB betrekkelijk laat
onder de aandacht van professionele hulpverleners. Hierdoor kunnen aanwezige
problemen verergeren of persistent worden. Een actieve, preventieve benadering van
deze doelgroep binnen de publieke gezondheidszorg is zeer gewenst. In deze benadering
zou de focus moeten liggen op het identificeren en het beperken van condities die een
negatieve invloed hebben op de ontwikkeling van mensen met een LVB of ZB, op de
versterking van de positie van de primaire opvoeders en op het garanderen van toegang
tot passende zorg.
In dit onderzoek blijkt ook dat de personen uit onze onderzoeksgroep weinig vrienden
hebben, een klein sociaal netwerk en weinig informele hulp ontvangen. Daarnaast
hebben ze beperkt toegang tot belangrijke levensdomeinen zoals opleiding, werk en
huisvesting. Al deze aspecten kunnen bijdragen aan een structurele afhankelijkheid van
professionele zorg. Een aanpak gericht op het versterken of ondersteunen van het sociale
netwerk is daarom van groot belang. Meer aandacht zou besteed moeten worden aan
het stimuleren van betrokken mensen in hun omgeving die bereid zijn om een bijdrage
te leveren aan de kwaliteit van hun leven. Daarnaast hebben mensen met een LVB
of ZB in ons onderzoek maar in beperkte mate zinvolle dagactiviteiten of werk. Werk
en activiteiten kunnen een belangrijke bijdrage leveren aan de ontwikkeling van hun
mogelijkheden en aan de uitbreiding van het sociale netwerk. Omdat de afwezigheid
van zinvolle dagactiviteiten een restrictie vormt in het dagelijkse leven zou hier meer
aandacht aan besteed moeten worden.
Deze studie laat een heterogeniteit zien in de groep mensen met LVB of ZB die een
beroep doet op de zorg voor mensen met een verstandelijke beperking. Deze
heterogeniteit is gebaseerd op specifieke persoonlijke en contextuele factoren en vraagt
om ondersteuning en zorg die daar optimaal bij aansluit. In de ondersteuning dient
in alle gevallen rekening gehouden te worden met het gegeven dat er sprake is van
een licht verstandelijke beperking en de daaraan gekoppelde wijze van o.a. informatie
verwerken, beperkingen in executieve en cognitieve functies en de wijze waarop deze
personen leren en ontwikkelen. Daarnaast dient er meer aandacht te komen voor de
herkenning en het assessment van bijkomende problemen. Mensen met een LVB of ZB
in dit onderzoek liepen namelijk een verhoogd risico op de ontwikkeling hiervan. Meer
specifiek is er ruimte voor verbetering in de behandeling van mensen met een LVB of ZB
met psychische problemen, verslaving, dakloosheid en forensische problemen.
Een benadering strikt gebaseerd op technische en professionele standaarden in de
ondersteuning van mensen met een LVB of ZB is (te) beperkt. De relatie en dialoog
tussen personen met een LVB of ZB en professionals en het wederzijdse menselijke appel
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op elkaar verdienen een centrale plaats in de ondersteuningsprogramma’s. Veel mensen
met een LVB of ZB die een beroep doen op de zorg voor mensen met een verstandelijke
beperking hebben, ondanks dat ze laat in beeld komen, al relatief veel ervaring in de
zorg en hebben van meerdere hulpverlenende organisaties hulp ontvangen. Ze hebben
met andere woorden al “carrière” gemaakt in de zorg. Een gevoel van waardering en
herkenning wordt mede daardoor van groot belang.

CONCLUSIE
Mensen met een LVB of ZB doen in toenemende mate een beroep op de zorg voor mensen
met een verstandelijke beperking. De resultaten van deze studie laten zien dat deze
groeiende zorgvraag geassocieerd is met een variatie aan factoren. Mensen met een LVB
of ZB zijn gevoelig voor co-morbide problemen zoals psychische of gedragsproblemen
en groeien relatief vaak op in kwetsbare gezinnen. De geboden hulpverlening voor
aanmelding in de zorg voor mensen met een verstandelijke beperking lijkt suboptimaal
en lijkt onvoldoende rekening te houden met de heterogeniteit in deze groep.
De professionele hulpverlening start over het algemeen (te) laat.
Mensen met een LVB of ZB ervaren veel uitdagingen in het dagelijks leven maar hebben
ook persoonlijke talenten en wensen. Ze willen daarnaast (h)erkend worden als mens
en willen graag een goede kwaliteit van leven. In de realisatie daarvan ervaren zij veel
problemen. Volgens het VN-verdrag over de rechten van mensen met een beperking
(UNCRPD, United Nations, 2006) hebben zij recht op een zelfstandig leven en op
gelegitimeerd toegang tot persoonlijke ondersteuning wanneer ze dat niet zelf kunnen
realiseren. Deze studie bevestigt dat ondanks de verhoogde aandacht voor deze doelgroep
vanuit professionele zorg, politiek en wetenschap er nog een lange weg te gaan is om dit
fundamentele menselijke recht te realiseren. Eerdere en effectievere ondersteuning, in
lijn met hun kwetsbaarheden, capaciteiten, en persoonlijke ambities en behoeften, kan
een bijdrage leveren aan de verbetering van de kwaliteit van hun leven.
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Waarom hebben we onderzoek gedaan?

Dit onderzoek gaat over mensen met een licht verstandelijke beperking (LVB)
Steeds meer mensen met een LVB hebben professionele zorg nodig.
Ze kunnen zonder deze zorg niet zelfstandig leven.
Ook in de zorg voor mensen met een verstandelijke beperking
zie je steeds meer mensen met een LVB.

Het is niet duidelijk waarom mensen met een LVB steeds meer zorg nodig hebben. Dat
hebben we onderzocht.

Wat hebben we gevonden?

Als je alleen een LVB hebt, kun je in Nederland een goed leven hebben.
Het helpt als je in een warm gezin opgroeit en je overdag naar school of werk gaat.

Veel mensen met een LVB hebben ook andere problemen.
Dat kan bijvoorbeeld autisme of een gedragsprobleem zijn.
Ook hebben ze vaak weinig vrienden.
Heel belangrijk is het gezin waarin mensen met een LVB opgroeien.
Zijn daar veel problemen dan wordt het extra moeilijk voor mensen met een LVB.
Het komt vaak voor dat mensen met een LVB opgroeien in een gezin waar de ouders zelf
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problemen hebben of waar de ouders het moeilijk vinden om hun kinderen goed op te
voeden.

Niemand is hetzelfde en ieder mens is anders.
Dat geldt ook voor mensen met een LVB.
We vonden veel verschillen tussen mensen met een LVB.
We hebben 5 groepen ontdekt van mensen met een LVB:
·

Met de 1ste groep mensen met een LVB gaat het best goed. Met de steun van
hun ouders komen ze ver. Sommige mensen in deze groep hebben een vorm van
autisme.

·

In de 2de groep heeft iedereen een LVB en een gedragsprobleem. Meer dan de helft
van de mensen in deze groep is verslaafd geweest of nog verslaafd aan alcohol en/
of drugs.

·

In de 3de groep zien we veel vrouwen met een LVB. Zij groeien op in een gezin waar
meer dan de helft van de ouders gescheiden is en ouders soms geweld gebruiken
naar hun kinderen toe. Veel ouders hebben ook schulden in deze groep.

·

In de 4de groep zijn alle ouders gescheiden, hebben veel ouders schulden en zelf ook
problemen. Meer dan de helft van de mensen met een LVB in deze groep heeft in
een gevangenis gezeten en alle mensen in deze groep hebben gedragsproblemen.

·

In de 5de groep is iedereen verslaafd, heeft iedereen een gedragsprobleem en heeft
niemand een dagbesteding. De ouders van de mensen in deze groep hebben zelf
ook veel problemen, hebben vaak schulden en gebruiken geweld naar hun kinderen
toe.
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Ook hebben we gevonden dat mensen met een LVB en hun ouders te laat hulp krijgen
aangeboden. Daardoor kunnen de problemen van mensen met een LVB erger worden of
blijven bestaan.

De zorg die mensen met een LVB krijgen sluit niet goed aan bij wat ze nodig hebben.
Dat zie je vaak als mensen met een LVB ook andere problemen hebben.
Bijvoorbeeld: een LVB en verslaving of een LVB en psychische problemen.
De hulp moet voor deze mensen nog verbeterd worden.

We kijken ook vaak alleen naar de problemen van mensen met een LVB. Mensen met
een LVB zijn ook mensen met mogelijkheden.
Er wordt niet goed gekeken naar wat mensen met een LVB wel kunnen en willen.

Wat moet er veranderen?

We moeten eerder aandacht besteden aan mensen met een LVB.
Het liefst voordat er problemen zijn.
Dat is ook belangrijk voor de ouders van kinderen met een LVB.

Hulp bij het zoeken van vrienden is belangrijk.
Mensen met een LVB kunnen anders eenzaam worden.
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De zorg moet beter kijken naar wat mensen met een LVB echt nodig hebben.
De zorg moet daar bij aansluiten.

Daarvoor moet er beter samengewerkt worden tussen zorgorganisaties.
Bijvoorbeeld de zorg voor mensen met een verstandelijke beperking, de geestelijke
gezondheidszorg, de verslavingszorg en de jeugdzorg kunnen veel van elkaar leren.
Daardoor wordt de zorg voor mensen met een LVB beter.

De mens achter de cliënt met een LVB moet meer aandacht krijgen.
Een goede relatie tussen een begeleider en mensen met een LVB is heel belangrijk.
De zorg moet ook meer gaan aansluiten bij wat mensen met een LVB wel kunnen.

Met dank aan Sjoerd van Heesch en Ellen de Knegt voor het lezen en corrigeren van de
tekst.

Peter Nouwens
Onderzoeker Tranzo/ Universiteit van Tilburg
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DANKWOORD
Wat bezielt iemand om op gevorderde leeftijd te gaan promoveren?
Want promoveren, en ik spreek inmiddels bijna uit ervaring, is geen sinecure.
Het vraagt namelijk naast de nodige bevlogenheid ook veel inzet en doorzettingskracht
van de promovendus.
Aan de basis van dit promotieproces lagen 2 redenen. De lang gekoesterde, persoonlijke
ambitie om me te bekwamen in het wetenschappelijk onderzoek. Daarnaast een professionele zorg over de grote aantallen mensen met een LVB die permanent een beroep deden op
Prisma voor ondersteuning zonder dat daar een duidelijke verklaring voor beschikbaar was.
Zonder de steun en inspiratie van anderen is promoveren ondoenlijk. Gelukkig heb ik
deze in ruime mate mogen ontvangen.
Om te beginnen van mensen met een licht verstandelijke beperking waarmee en waarvoor
ik zoveel jaren heb mogen werken. De mensen waar dit onderzoek ook op gericht is.
Zonder anderen tekort te willen doen, noem ik in het bijzonder Sjoerd van Heesch,
Patrick Loonen en Ilse de Veer. Jullie waren, en met jullie ook vele anderen, voor mij
grote inspiratiebronnen. De verhalen die jullie deelden over jullie leven met een licht
verstandelijke beperking, over jullie dromen, zorgen en wensen hebben me gestimuleerd
om dit onderzoek te starten en af te ronden. Maar ook de persoonlijke aandacht van
jullie deed me altijd weer bijzonder goed. Jullie zijn ook voortreffelijke ambassadeurs
geworden voor goede zorg en ondersteuning aan mensen met een (licht) verstandelijke
beperking en laten op een bijzonder krachtige wijze zien en horen wat gedaan en gelaten
moet worden. Jullie zijn echte kanjers. Ik heb veel geleerd en genoten van jullie.
Promoveren zonder promotoren is onmogelijk. Ik ben veel dank verschuldigd aan Chijs
van Nieuwenhuizen en Petri Embregts die, als promotoren, me op een prima wijze door
het onderzoeksproces heen hebben geleid. Dank dat ik gebruik mocht maken van jullie
voortreffelijke kennis en expertise. Dank ook voor jullie steun en sturing en voor de
inspiratie en de bevestiging op de momenten dat ik dat nodig had. Ik ben jullie ook zeer
erkentelijk voor het continue vertrouwen dat jullie mij gegeven hebben. Vertrouwen
geven heeft in dit geval ook geleid tot (zelf)vertrouwen krijgen op een voor mij relatief
onbekend gebied.
Naast Chijs en Petri mogen de vele collega’s van Prisma hier niet onvermeld blijven.
De vele bevlogen en professionele collega’s die zich elke dag weer vol inzetten voor
een goede ondersteuning aan mensen met een (licht) verstandelijke beperking. In
het bijzonder wil ik Jaap de Bruin noemen. Mijn voormalige collega in de Raad van
Bestuur van Prisma. Jaap bedankt voor de ruimte die je me gaf en voor de praktische
ondersteuning die je telkens weer organiseerde vanuit Prisma. Deze ondersteuning
werd o.a. concreet in de werkzaamheden van Rosanne Lucas, Nienke Smulders en Erik
Severijns t.b.v. de onderzoeken die verricht werden. Rosanne, Nienke en Erik dank voor
jullie betrokkenheid, inzet en bijdragen. Jullie waren niet alleen zeer fijne collega’s maar
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ook in professioneel opzicht van grote toegevoegde waarde.
Ik was aanwezig bij de start van Tranzo en heb ook de mooie groei en ontwikkeling van
Tranzo als science practitioner van dichtbij mogen meemaken. Ik heb me altijd bijzonder
welkom gevoeld bij Tranzo. De gastvrijheid-overeenkomst die ik had, was niet alleen
een papieren kwestie maar werd dagelijks gepraktiseerd door de vele, fijne collega’s
van Tranzo. Ik wil alle collega’s van Tranzo hartelijk danken voor de inhoudelijke steun,
de opbeurende woorden en voor de warme persoonlijke belangstelling. In het bijzonder
Lisette Janssen de Ruijter, mijn kamergenoot vanaf het eerste moment. Lisette dank voor
de fijne samenwerking en voor jouw collegiale ondersteuning waar ik altijd een beroep
op kon doen.
De leden van de promotiecommissie wil ik hartelijk danken voor de beoordeling van dit
proefschrift, voor de inhoudelijke feedback die ze gegeven hebben en voor het voeren
van de oppositie bij de verdediging van dit proefschrift.
Ook bij een promotieonderzoek maak je het pad door het te bewandelen. Dit pad kent
pieken en dalen en onverwachte afslagen. Vrienden zijn op die momenten van groot
belang. Thijs Dingenouts dank voor het luisterende oor en voor jouw wijze adviezen.
Top dat je op bepaalde momenten een stukje meeliep. Ook Hank van Geffen wil ik hier
graag noemen. Hij promoveerde al jaren terug en deed ook onderzoek naar mensen met
een LVB. Hank dank voor het delen van jouw ervaringen in deze en voor de inhoudelijke
feedback. Ze zijn van grote waarde voor me geweest.
Piet de Kroon wil ik ook graag bedanken. Hij schreef voor en met mij het levensverhalen
boek over mensen met een LVB dat parallel aan dit proefschrift zal worden uitgegeven.
Piet hartelijk dank voor jouw bijdrage en voor de prachtige penvoering waarmee je het
leven van mensen met een LVB portretteerde.
Mijn ouders leven helaas niet meer. Ik ben opgegroeid in een warm gezin en ik heb
een onbezorgde jeugd gehad. Opvoeden is ook voorleven en dat hebben mijn ouders
uitstekend gedaan. In beiden herken ik me gelukkig. Ik ben ervan overtuigd dat ze trots
op me zouden zijn. Op mijn broers en zus kon en kan ik een onvoorwaardelijk beroep
doen. Dank voor jullie steun, belangstelling en betrokkenheid. Jac heel bijzonder dat je
als oudste broer nu paranimf bent bij de verdediging van dit proefschrift. Hopelijk voor
ons beiden een unieke ervaring.
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