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Introduction

Assessment is the process of gathering information about a person and 
their situation in order to gain a proper understanding of that person and to 
make evaluative decisions (Appl, 2000; Thompson et al., 2018). It is a broad 
concept that can take many forms, such as tests, questionnaires, observations 
and interviews (e.g. Man et al., 2018). It is a key component in providing an 
appropriate intervention to support development (Cline, 2018; Visser, 2014).

For a specific group, namely children and adults with profound intellectual and 
multiple disabilities (PIMD), assessment has a crucial but challenging role in 
providing adequate support. People with PIMD have a profound intellectual 
disability and a severe or profound motor disability (Nakken & Vlaskamp, 2007; 
Van der Putten et al., 2017). Because of their motor disabilities, they are unable to 
move independently and often have limited functional use of their hands. They 
generally have several additional impairments, such as sensory impairments. 
In addition, health problems are common, including constipation, seizure 
disorders, respiratory problems and gastroesophageal reflux disease (Van 
Timmeren et al., 2016), leading to high use of medication (Van der Heide et al., 
2009). Other problems are also common, such as sleeping issues (Drenth et al., 
2007) and challenging behaviour (Poppes et al., 2010). Another characteristic of 
this group is their non-verbal communication. People with PIMD use little or no 
verbal language and communicate in an unconventional and idiosyncratic way, 
such as with facial expressions, sounds or physiological responses (Chadwick et 
al., 2018; Lyons et al., 2013). The complexity of disabilities suggests that people 
with PIMD form a heterogeneous group, as every individual has a unique set 
of abilities and disabilities. What this group has in common, however, are their 
severe disabilities, the fact that their disabilities are interrelated and that they 
are dependent on others for every aspect of their daily life. Consequently, 
their quality of life is directly dependent on the quality of their support that 
is provided (Van der Putten et al., 2017). Assessment is crucial in this group, 
as support persons can only provide adequate support if they know what the 
wishes, needs and abilities of the individual with PIMD are.

To adapt support to the wishes and needs of people with PIMD, support persons 
need to recognize and adequately interpret their communicative behaviours. 
Without proper assessment, there is a risk that support persons will not 
recognize, or will incorrectly interpret communicative signals. Support that is 
not adapted to the wishes and needs of people with PIMD could lead to an 
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increase in pain (Van der Putten & Vlaskamp, 2011), sleeping problems (Hylkema 
& Vlaskamp, 2009), challenging behaviour (Poppes et al., 2010) and a decline 
in alertness (Van der Putten et al., 2014). It could also mean that the skills of a 
person with PIMD are not fully utilized, possibly leading to a failure to preserve 
or support the strengthening of those skills. Thus, high-quality assessment 
methods are vital for facilitating support.

While assessment is important for adequately understanding the person 
with PIMD, several aspects concerning their needs and the support context 
must be taken into account. The approach adopted in assessment practices 
is related to the perspective on disabilities and the support context. In recent 
decades, the person-centred approach has increasingly emerged as an 
indicator of the quality of support (Waters & Buchanan, 2017). However, this 
approach is broadly defined and is used to describe different approaches that 
share common characteristics (Ratti et al., 2016). The approach implies that 
support is individualized and that services are based on a person’s abilities, 
aspirations and needs (Ratti et al., 2016). The focus is on what is possible and 
on a person’s strengths rather than their disabilities. Family is central when it 
comes to planning support, and the support plan reflects what is important 
to the person and what support they require (Ratti et al., 2016). There is a 
greater emphasis on a person’s quality of life. This perspective changes the 
approach on assessment and support, as it boosts the role of the family and 
the social network in assessment: the assessment focuses more on strengths, 
what matters to the person and what support is needed (Ratti et al., 2016). 
The person-centred approach implies that there is an essential link between 
assessment and support (Buntinx & Schalock, 2010) and that assessment is 
a starting point for subsequent intervention (Visser, 2014). The link between 
assessment and support and the focus on the overall functioning of a person in 
their environment is in line with a multidimensional perspective on intellectual 
disability. This implies that a disability is being understood in terms of the 
relationship between a person and their environment. This suggests that 
assessment should not focus solely on the person, but also on their broader 
context.

This multidimensional perspective is used in the model of the American 
Association of Intellectual and Developmental Disabilities (AAIDD) (see Figure 
1.1). According to this model, assessment should focus on all aspects of a 
person’s functioning in their situation. In the AAIDD framework of human 
functioning, an intellectual disability is manifested in the dynamic and reciprocal 
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interaction between the intellectual disability, adaptive behaviour, health, 
participation, contexts and support. In this model, support has a central role 
in optimizing human functioning (Buntinx, 2013) and assessment is essential 
for providing adequate support.

Figure 1.1. American Association on Intellectual and Development Disabilities conceptual 
framework for human functioning (Schalock et al., 2010). Reprinted with permission.

Assessment of people with PIMD in practice
Based on the person-centred approach, an increased focus on strengths, 
quality of life and the inclusion of the social network perspective is necessary 
when assessing people with PIMD. We could also expect an increasing focus on 
support and intervention rather than on classification alone. We could expect an 
approach with a broad perspective on assessment to take account the abilities 
and strengths of people with PIMD and to focus on skills that are relevant in 
daily life. Moreover, we could expect a greater emphasis on an individual’s full 
potential and on supporting them to overcome their difficulties. An example of 
such an approach is dynamic assessment, which takes into account the amount 
of support that is needed by fully integrating assessment and support (Kulesza, 
2015; Poehner, 2008). However, little is known about assessment practices to 
support people with PIMD. It is unclear to what extent the person-centred 
approach, which focuses on strengths, quality of life, and so forth, is reflected 
in assessment practices.

Assessing the wishes, needs and abilities of people with PIMD can be highly 
complex (Van der Putten et al., 2017) for several reasons: the disabilities and 
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needs of this group, their non-verbal and idiosyncratic communication, the 
possible difference in developmental patterns, the different perspectives on 
development and the need to focus on abilities that are functional in daily life 
– all of which have implications for the assessment process.

First, assessment procedures are complicated by the severity and inter-
relatedness of the disabilities. Because of the heterogeneity of this group, 
assessment should have a broad perspective. For example, all possible forms 
of communication (both verbal and non-verbal) need to be included when 
measuring communication. Assessment instruments containing items that 
rely on abilities other than what the instrument aims to measure may not be 
suitable for this group. An example is measuring communication by the ability 
to make eye contact, which cannot be endorsed by someone who is blind, even 
though they may have high communicative abilities. It is unclear to what extent 
current assessment methods are specifically adapted for disabilities among 
people with PIMD.

Second, people with PIMD use little or no spoken language, but communicate 
in a non-conventional way, such as through sounds or physiological signals 
(Chadwick et al., 2018; De Bortoli et al., 2011). This means that assessment 
is always dependent on interpretation by others. Many different people are 
involved in supporting those with PIMD, each with their own perspective 
(Vlaskamp et al., 2015). For these reasons, assessment must be interdisciplinary, 
with all the relevant professionals conducting it together (Lyons et al., 2016). 
However, the degree to which the assessment of people with PIMD is currently 
based on an interdisciplinary approach is not clear.

A third complexity concerns the developmental patterns of people with 
PIMD and how development is operationalised. The different interrelated 
disabilities of this group have a significant impact on their development and 
little is known about how they develop (Tadema et al., 2007). It is uncertain 
whether people with disabilities develop in a similar way to people without 
disabilities, or whether their development is qualitatively different (Visser et 
al., 2017). Therefore, assessment should take into account potential different 
developmental patterns. Generally used norms are not applicable to this group.

Fourth, the perspective on development further complicates assessment in 
this group. As it is unclear how people with PIMD develop, some argue that 
development should not only focus on building skills in accordance with a 
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predefined developmental order but should be broader (Vlaskamp, 2008). 
Development can involve a reduced need for support, a broadening of skills 
or the prevention of a decline in skills. Here, development is seen as achieving 
personal goals of the person. This perspective has implications for the 
assessment process because it suggests that assessments should consider an 
individual’s abilities and needs in a heterogeneous group, and should, therefore, 
involve a flexible procedure to some extent.

Finally, the focus of assessment complicates assessment for those with PIMD. 
The functionality of the skills they acquire is especially important in this group, 
as these skills increase their independence and autonomy-related development 
(Van der Putten, 2018). Developing their abilities and autonomy is only possible, 
however, through interaction and relationships with others (Chadwick et al., 
2018; Vlaskamp et al., 2015). Ware and Healey (1997) state that development 
could be viewed from a social-relational perspective: an increased ability to 
clarify preferences and needs. According to Vlaskamp et al. (2015), people with 
PIMD can only form relationships with others if support professionals use 
a goal-oriented, systematic approach. Assessment has a central role in this 
approach, as it provides starting points for support (Vlaskamp et al., 2015).

In view of the widely acknowledged benefits of adequate assessment, there 
is a need for assessment instruments that have been examined for their 
psychometric quality and that take into account the needs and characteristics 
of people with PIMD. Using instruments that have been developed for other 
groups has drawbacks. First, many standardized instruments developed for 
other groups rely on visual or motor abilities, which are impaired in people with 
PIMD. Second, instruments developed for other groups are often not sensitive 
enough or do not provide enough information about skills that are meaningful 
in practice for those with PIMD (Tadema et al., 2007). Existing norm-referenced 
instruments that have been developed for other groups often assume a 
specific developmental pattern as found in children without disabilities, and 
may therefore not be applicable for people with PIMD. For example, these 
instruments have stopping rules, which assume that if a certain number of items 
are not endorsed, all subsequent items will not be endorsed either, based on 
the assumption that they are more difficult. However, it is not known whether 
this applies to people with PIMD in view of their possible atypical development. 
There has also been criticism of using existing criterion-referenced instruments 
in people with PIMD, which focus on a predefined sequential list of skills (Ware 
& Healey, 1997). 
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Alongside standardized instruments, other types of assessment, such as 
observations, can be used. Observations are adapted to the characteristics of 
this group, can provide valuable information and are possibly better adapted to 
the needs of people with PIMD. However, they also have their own limitations. 
Observation is always dependent on interpretation by others, and factors, 
such as previous experiences and expectations, which can bias interpretation 
(Hiemstra et al., 2007; Munde et al., 2011).

Overview of instruments that are used in practice
Despite the acknowledged challenges of assessing people with PIMD, there are 
relatively few assessment instruments that take account of these challenges 
and that can be used with this group. Carnaby (2007) has pointed out the 
scarcity of assessment methods suitable for people with PIMD and examined 
for psychometric properties, but research on this group has steadily increased 
in the past decade, including studies of the psychometric quality of assessment 
instruments (Van der Putten et al., 2015). However, it is unknown to what extent 
instruments studied in this way are actually used in practice in support of people 
with PIMD. Moreover, although some studies have looked at the psychometric 
quality of a few assessment instruments, this field is still in its infancy. There 
is a need for accumulated evidence of the psychometric properties of these 
instruments, by studying feasibility, reliability and different aspects of validity.

Although there are so few assessment instruments developed for people with 
PIMD, there are some promising instruments available that were specifically 
developed for this group and which take into account their disabilities and 
needs. Two such instruments are the Behavioural Appraisal Scales (BAS) 
(Vlaskamp et al., 1999) and the Inventory of the personal Profile and Support 
(IPS) (Vlaskamp et al., 2016). Both instruments were developed within a support 
programme designed for people with PIMD to adapt support to their needs 
and wishes and based on research findings about support approaches for this 
group (Vlaskamp et al., 2015).

The BAS was developed to measure the functional abilities, defined as abilities 
that are directly relevant and usable in daily life, of someone with PIMD. The BAS 
is one of the few instruments that was specifically developed for this group, but 
there is only one study that has looked at its psychometric properties. Although 
initial results for Cronbach’s alpha and interrater reliability are promising, 
more information is needed, based on a variety of methods about construct 
validity and content validity. For example, Vlaskamp et al., (2002) have stated 
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that further studies are needed about convergent validity. There is also an 
imbalance in the length of subscales. In practice, some parts of the BAS do not 
seem applicable for some people with PIMD, such as the high emphasis of some 
items on visual abilities, even though the majority of people with PIMD have a 
visual impairment (Van Splunder et al., 2006).

In practice, the BAS is used in conjunction with the IPS, which combines a 
questionnaire, observation, test and proxy interview. The IPS evaluates the 
content and formal aspects of support for a person with PIMD. These include the 
individual’s development, characteristics and future goals. The IPS has different 
versions for all the professionals and support persons involved. Completion 
of the IPS and BAS means that input from all those involved can be integrated 
into a personal profile (Vlaskamp et al., 2015). In practice, this profile is used to 
formulate goals to support the individuals, for example to stimulate their skill 
development. Because the original version of the IPS was based on an interview 
and was therefore time-consuming, a questionnaire version was developed. 
However, there is no information available as to whether this has increased the 
feasibility of this version. Nor is there any information about the instrument’s 
content validity.

Objective and outline of the thesis
This thesis focuses on the assessment of people with PIMD. This is important, 
given the lack of knowledge about assessment practices in this group and the 
lack of assessment instruments that have been studied for their psychometric 
properties. The aim of this thesis is to increase our knowledge about the quality 
of assessment in the support of people with PIMD. The thesis is organised into 
chapters that can be read independently, but which share a common focus on 
the quality of assessment practices for people with PIMD.

Chapter 2 makes an inventory of the content and quality of assessment 
practices in three European countries. Although the person-centred approach 
has become increasingly important in the support of people with ID, and more 
specifically PIMD, it is unclear to what extent this is reflected in assessment 
procedures. It is also unclear whether assessment procedures are adapted to 
the characteristics of this group and whether the assessment methods used 
in practice are studied for their psychometric properties. Therefore, we use an 
online survey to study the assessment practices in three European countries 
and, using a search in Google Scholar, we evaluate the information about the 
psychometric properties of instruments used in practice.
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Chapter 3 describes the combined use of two instruments (Behavioural 
Appraisal Scales/ BAS and Inventory of the Personal Profile and Support/IPS) 
to establish a personal profile of an individual with PIMD. This study evaluates 
the usability and content validity of the IPS.

Chapter 4 evaluates the construct validity and the convergent validity of the 
Behavioural Appraisal Scales (BAS), an instrument specifically developed for 
people with PIMD. The scores of two subgroups of people with PIMD were 
compared to study differences in factor structure and item bias. Convergent 
validity was also studied.

Chapter 5 focuses on analysing and improving the content validity of the 
instrument studied in Chapter 3, using a Delphi study. Based on the opinion 
of experts (parents, researchers and practice professionals), we investigated 
whether there were items that could be removed or adapted to improve the 
applicability and content validity of the instrument.

Chapter 6 presents a general discussion of the results of the previous studies, 
based on the central aim of this thesis.

The results of this thesis can be used to inform practice about the current 
situation, which can serve as a starting point for refining existing assessment 
instruments and developing new instruments. More information about the 
psychometric properties of assessment instruments could also increase the use 
of assessment methods that are studied for their psychometric properties. If the 
methods used are high quality, this could facilitate support that is adapted to 
the wishes, needs and abilities of those with PIMD and could ultimately increase 
their quality of life (Lyons et al., 2016).
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