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Voorwoord 
 
En opeens is het moment daar….het proefschrift is af en het enige wat mij nog 
rest is het schrijven van een voorwoord. Toen ik vijf jaar geleden met mijn 
onderzoek begon, leek een eventuele promotie nog erg ver weg. Dat het 
proefschrift er uiteindelijk toch is gekomen, heb ik mede te danken aan de steun 
en inzet van verschillende mensen die ik in dit voorwoord dan ook graag wil 
bedanken. 

Als eerste wil ik mijn promotores Carla Vlaskamp en Wied Ruijssenaars 
noemen, wier begeleiding en steun essentieel is geweest bij het schrijven van dit 
proefschrift. Carla, jouw vertrouwen in een goede afloop maakte dat promoveren 
ook voor mij steeds reëler werd. Je praktische en inhoudelijke ondersteuning, je 
vaak razendsnelle reactie op de door mij ingeleverde stukken, en je grote 
betrokkenheid bij het tot standkomen van dit proefschrift, heb ik als heel 
bijzonder ervaren. Jouw wijze van begeleiden zorgde er voor dat ik boven mezelf 
uitsteeg en dingen opschreef waarvan ik niet had gedacht dat ze ooit uit mijn pen 
zouden vloeien. Ik heb grote bewondering voor de enorme kennis die jij hebt 
over mensen met ernstige verstandelijke en meervoudige beperkingen en voor 
de wijze waarop jij bijdraagt aan de verbetering van de zorg voor deze groep 
kwetsbare mensen. 

Wied, hoewel jij pas halverwege het onderzoek ‘instapte’ als promotor heb 
ik jouw begeleiding in dit promotietraject als zeer waardevol ervaren. Ondanks je 
drukke werkschema had je altijd wel ergens een gaatje in je agenda als ik iets 
met je wilde bespreken. Je concrete feedback, en je vermogen om zaken op een 
heel positieve manier te benaderen, gaven mij het gevoel dat het inderdaad 
allemaal wel zou lukken. Dit gevoel heeft zeker bijgedragen aan een vlotte 
afronding van mijn proefschrift.  
 

Een bijzonder woord van dank gaat uit naar de beoordelingscommissie 
bestaande uit prof. dr. B. Maes, prof. dr. H. Nakken, en prof. dr. S.J. Pijl. Ik wil 
graag mijn waardering uitspreken voor hun bereidheid zitting te nemen in deze 
commissie. Ook de snelheid waarmee zij het manuscript hebben beoordeeld, 
was voor mij heel prettig.  
 

Alle cluster 3 scholen en kinderdagcentra die hebben geparticipeerd in het 
onderzoek mogen niet onvermeld blijven in dit voorwoord. Zonder hun inzet was 
het schrijven van dit proefschrift immers in het geheel niet mogelijk geweest. Ik 
ben blij dat een groot aantal leerkrachten en begeleiders in de afgelopen jaren 
bereid was de inventarisatielijst kindkenmerken in te vullen, soms zelfs voor een 
groot aantal kinderen. Mijn speciale dank gaat uit naar de scholen en 
kinderdagcentra die ik, tijdens de ontwikkeling en implementatie van het 
curriculum, gedurende langere tijd heb mogen volgen. De inzet die alle 
betrokkenen toonden en de tijd die zij vrijmaakten om te vertellen over de 
voortgang en bevindingen bij hun op school of KDC heb ik erg gewaardeerd. 
Daarnaast heb ik mij altijd zeer welkom gevoeld op deze scholen en KDC’s.  



De ouders van aan het onderzoek deelnemende kinderen ben ik 
eveneens veel dank verschuldigd. Zij gaven niet alleen toestemming voor 
deelname, maar namen ook de moeite vragenlijsten in te vullen, en aanwezig te 
zijn bij en te participeren in besprekingen over hun kind.  
 

Een woord van dank is verder op zijn plaats voor de Ministeries van 
OC&W en VWS die het onderzoek financieel mogelijk maakten. De leden van de 
werkgroepen ‘curriculumontwikkeling’ en ‘kindkenmerken’ wil ik op deze plaats 
ook graag noemen, evenals de begeleidingcommissie die gedurende de eerste 
jaren het reilen en zeilen binnen het onderzoek volgde. 
 

Verschillende studenten hebben als onderzoeksstagiaire, scribent of 
student-assistent een rol gespeeld binnen mijn onderzoek. Hendrieke de Vries, 
Iris Blom, Margreet de Vries, en Willemijn Schokkenbroek hebben allen op hun 
eigen manier een bijdrage geleverd aan het onderzoek en daarmee indirect ook 
aan mijn proefschrift.  
 

De collega’s uit het AiO-huis wil ik bedanken voor de gezelligheid tijdens 
de lunch, bij de gezamenlijke viering van verjaardagen, en tijdens de AiO-huis 
uitjes. Ook de vele kopjes koffie en thee die gebracht werden in het tijdperk van 
de AiO-huis koffiemanager, waren een welkome afwisseling op de dagelijkse 
sleur. 
 

Naast alle bedankjes in de werksfeer, zijn er ook in mijn privéleven enkele 
mensen die ik graag wil bedanken voor hun steun. In dit rijtje wil ik als eerste 
mijn vriendinnen noemen. Hoewel in onze gesprekken het onderwerp ‘werk’ 
zeker niet de boventoon voerde, is hun rol niet minder belangrijk geweest. Zij 
gaven kleur aan mijn leven, wat mij weer de energie gaf om elke dag opnieuw 
achter de computer te kruipen. Liesbeth Sijtsma en Charlotte Rondhuis wil ik op 
deze plaats in het bijzonder noemen. Beste Liesbeth en Lotte, jullie droegen niet 
alleen na werktijd bij aan het veraangenamen van mijn leven, maar vrolijkten ook 
mijn werkdagen op met het op gezette tijden versturen van bemoedigende en 
inspirerende mailtjes. Liesbeth, ik vind het bijzonder leuk dat jij mijn paranimf wilt 
zijn. 
 

Mijn familie hoort uiteraard ook in dit rijtje thuis. Hun interesse, maar ook 
hun gastvrijheid mogen in dit voorwoord zeker niet onvermeld blijven. In de 
afgelopen jaren moest ik regelmatig ergens in het land op een onmogelijk vroeg 
tijdstip verschijnen (dat heb je al snel als je in Groningen woont). Gelukkig kon ik 
in die gevallen altijd een beroep doen op mijn familie, als het ging om een 
slaapadres. Mijn speciale dank gaat daarbij uit naar mijn broer Karel. Niet alleen 
kon ik vele malen bij hem (en schoonzus Femke) terecht, ook kon ik telkens 
rekenen op zijn speciaal voor mij ingestelde wek-, ontbijt-, en (fiets)taxiservice, 
waardoor ik, ondanks het vroege tijdstip, nooit een trein heb gemist. Mijn zus wil 
ik bedanken voor haar enthousiaste toezegging om mijn paranimf te zijn. Beste 
Janneke, ik vind het heel fijn dat jij deze eervolle taak op je wilt nemen.  



Lieve Arjan, de slotwoorden zijn voor jou. Als geen ander ken jij 
zolangzamerhand de ‘in’s en out’s’ van promoveren. Waar ik lange tijd beweerde 
dat het tot een promotie waarschijnlijk niet zou komen, heb jij altijd vertrouwen 
gehad in het slagen van dit promotieavontuur. Ik wil je bedanken voor je steun en 
je luisterend oor op momenten dat ik het even niet meer zag zitten, en droomde 
van een ontspannen baantje ‘achter de kassa’. Ook je relativeringsvermogen (op 
dagen dat ik mij weer eens druk liep te maken over dingen die achteraf altijd mee 
bleken te vallen) deed me goed. Maar vooral het er ‘zijn’ in mijn leven maakte 
voor mij het verschil.  
 
 
      Annemarie Tadema 
      april 2007 
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1.1 Introduction 
 

A new educational law regarding personal budgeting for children with 
special needs became operative in 2003. As part of this law, children with 
profound intellectual and multiple disabilities (PIMD) were given greater options 
with regard to special education. Prior to the introduction of the law, called ‘the 
backpack’, most children with PIMD attended Centres for Special Education 
(CSEs), which are not formal educational institutes. Given the new situation, 
extensive knowledge and expertise became necessary in schools as they would 
now be expected to be able to educate children with PIMD.  

In this thesis the education of children with PIMD in schools is central, as 
are the problems associated with the introduction of this new educational law. 
This introductory chapter will briefly discuss the historical background to the 
education of children with special needs in general and PIMD in particular. 
Attention will then be paid to the changes that have occurred in education policy 
during the last decade. The consequences of the new policy will be described 
concisely, as will the measures taken by authorities to guide the implementation 
of the new act with respect to children with PIMD. The chapter will finish with a 
statement of the aims and directions as well as an outline of the thesis.  
 
 

1.2 Historical background of special education 
 

The Netherlands have a long history of special education for children with 
all kinds of special needs. As early as 1790, the first special school was founded, 
catering for children who were deaf (Rietveld-van Wingerden, 2003). In the 
nineteenth century, more schools for children with a wide range of sensory 
disabilities were founded, and the first special school for children with intellectual 
disabilities was opened around 1850. These special schools did not have a 
formal status at that time, as the authorities took the view that special schools 
were primarily a form of therapy (Rietveld-van Wingerden, 2003). The schools 
were either financed by local authorities or were private initiatives.  

When primary education became compulsory for all children in 1900, a 
discussion about how to care for children with intellectual disabilities ensued. As 
all children, including those with disabilities, were required to attend school, more 
special schools were needed. In 1920, special schools were legally recognized 
and more and more schools for children with intellectual disabilities were 
founded. A differentiated system of special schools was created over the years 
and by the 1970s fifteen different types of special school could be found for 
children with all kinds of disabilities (Den Boer, 1990). 
 
 

1.3 Special education for children with PIMD 
 

Within the special education system, children with PIMD have long held a 
special position. Although many forms of special education appeared during the 
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twentieth century, for a long time children with PIMD were not recognized as a 
group that could benefit from education, most probably due to the profoundness 
of their disabilities. Children with PIMD are described as having profound 
intellectual disabilities, with an estimated IQ of below 20−25 (Ware, 1994; 
Vlaskamp & Nakken, 2004), comparable with developmental levels of up to 24 
months. In addition, they have profound to severe physical disabilities (Ferguson, 
Willis & Meyer, 1996; Vlaskamp, 1999; Logan et al., 2001). This group is also 
described as having profound and multiple learning disabilities (PMLD). Usually 
these children are entirely dependent on carers for all aspects of daily living (Van 
der Putten, Vlaskamp, Reynders & Nakken, 2005) as they cannot sit, stand or 
move without support. In addition to intellectual and physical disabilities, sensory 
impairments, such as visual and hearing disabilities are common (Evenhuis, 
Theunissen, Denkers, Verschuure & Kemme, 2001). Furthermore, many medical 
problems can be found within this population. Almost all children have physical 
difficulties with food ingestion and many need gastrointestinal feeding tubes 
(Zijlstra & Vlaskamp, 2005). Epilepsy is also very common in these children, and 
many suffer from gastro-oesophageal reflux (Böhmer et al., 1999), which can 
lead to chronic respiratory disorders and recurrent pneumonia. Sleep disorders 
are also common (Didden, Korzilius, Van Aperlo, Van Overloop & De Vries, 
2002).  

Formally, children with PIMD had the right to attend school, as education 
was compulsory for all children within a certain age range. In practice this hardly 
ever occurred as special schools maintained a lower limit for their students, 
claiming that a developmental age of at least 24−30 months was the minimum for 
receiving education. Children with PIMD, who have an estimated developmental 
age below 24 months, were usually exempted from education, with a request for 
exemption being a possibility on physical or mental grounds (Special Education 
Law; Ministerie van OCW, 1969).  

For a long time there were no day facilities for children with PIMD and 
most were raised in residential facilities (Vlaskamp & Nakken, 2004), these being 
the only facilities to which parents could apply. It was only in the 1970s that 
services specifically designed for children with PIMD were developed. These 
changes occurred in the context of a wider international tendency in the 1970s 
towards providing developmental and educational services for children with 
PIMD. The way these services were delivered differed between countries. Some 
countries, for example, the UK (1970), the USA (1975), Norway (1975), Germany 
(1978) and Australia (1980) chose to place these children within an educational 
setting, whereas others, including the Netherlands, Finland and Belgium, chose 
to provide services within the health system.  

In the Netherlands, these services, which are called centres for special 
education (CSEs), or special educational centres (SECs) provide medical and 
educational support and specialized aid for children with various disabilities aged 
3−20 years. They also provide children with planned and purposeful support in 
their development. They make use of programmes and methods such as the 
Portage programme (Bluma, Shearer, Froman & Hilliard, 1976; Marle-Dekker, 
Van Oudheusden, Van der Meulen & Sipma, 1999) and the Educational 
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Programme (Vlaskamp, 1993, 1999; Vlaskamp, Poppes & Zijlstra, 2005). 
Interdisciplinary cooperation with paramedics is common and most children 
attending a CSE receive at least one form of therapy. Furthermore, a physician is 
usually attached to a CSE to provide medical care and information. Direct 
support persons (DSPs), also referred to as carers, are trained to provide 
medical routines. The combination of providing medical care and developmental 
stimulation is reflected in the staff education. One-third of the DSPs have had 
medical care training, whereas two-thirds have received sociocultural training 
(Inspectie voor de Gezondheidszorg, 2000). Most CSEs are open during school 
holidays and many also provide after-school care. Some CSEs can also be 
attended on Saturdays for so-called ‘Saturday care’. Besides the support that is 
offered to the children, CSEs also play an important role in giving advice or 
assistance to parents when necessary, for example, in applying for aids. In 
addition, most parents are informed about their child on a daily basis (Fonteine, 
Zijlstra & Vlaskamp, 2006) and parents also have a strong input into the 
formulation of the Individual Educational Plan (IEP) which all children ought to 
have (De Geeter, Poppes & Vlaskamp, 2001; Poppes, Vlaskamp, De Geeter & 
Nakken, 2002). 

In 2000, 91 CSEs could be found in the Netherlands with a total of over 
3,550 places (Inspectie voor de Gezondheidszorg, 2000). Most CSEs are 
designed for children with a wide range of disabilities, while nine CSEs 
specifically designed to provide for children with PIMD can be found throughout 
the Netherlands. 
 
 

1.4 Changes in education policy 
 

During the 1970s and 1980s, the segregated school system for children 
with special needs became the subject of discussion, although the discussion at 
that time was not concerned with children with PIMD. Following examples in 
other countries such as Sweden and the United Kingdom, integration and 
inclusion became more desirable, as it was assumed that learning in an 
environment which included non-disabled children would positively affect the 
development of children with disabilities. Despite this discussion, over the years 
the percentage of students in segregated special settings remained very high 
compared to other European countries (Meyer & De Jager, 2001).  

In 1990, a new government policy document entitled ‘Going to School 
Together Again’ was released, with the intention of making a fresh start at 
integrating pupils with special needs (Pijl & Van den Bos, 2001). The new policy 
was especially directed towards children with mild intellectual disabilities or 
learning difficulties. Children with more severe intellectual disabilities, sensory, 
motor, or multiple disabilities were not included.  

Due to a shift in paradigm with regard to the position of people with 
disabilities within society, the provision of services for children with PIMD had to 
change as well. The Salamanca statement (UNESCO, 1994), for example, states 
that special attention should be paid to the needs of children and adolescents 
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with severe and multiple disabilities as they have the same rights as others in the 
community to achieve maximum independence as adults, and should be 
educated to the best of their potential towards that end (Salamanca statement, 
article 20). Although CSEs provide good quality care and developmental 
stimulation, their segregated nature can be criticized, with children attending 
CSEs being placed outside society. It was thought that if education was a right 
for all children then it should not be withheld from a specific group. A further 
disadvantage of CSEs that was identified was the lack of transition possibilities 
for older children. Once a child leaves a CSE, there are few options open, other 
than to apply for daycare facilities for adults. 

A new policy of personal budgeting (‘the backpack’) was developed during 
the late 1990s and focused particularly on special education for students with 
more severe disabilities. Students with special needs were no longer 
automatically enrolled in special schools, but could take the funding for such 
schools with them to a regular school of their parents’ choice. The ‘backpack’ 
policy also provided governmental support for children with PIMD to join special 
education. Schools were no longer permitted to reject pupils on the grounds of 
the severity of their disability. The new policy also prescribed a reorganization of 
all special schools into Expertise Centres divided into four clusters: those for 
children with visual disabilities (cluster 1), those for students with communication 
and hearing disabilities (cluster 2), those for children who have intellectual and 
motor disabilities (cluster 3), and those for students with behavioural problems 
(cluster 4) (Pijl & Hamstra, 2005). 

Children with PIMD will most likely be placed in cluster 3 schools. There 
are two types of cluster 3 schools that are expected to receive students with 
PIMD. The first type are schools for children with intellectual disabilities (‘ZML’ 
schools). However, these schools (116 in total) need to apply for broadened 
admission criteria before being required to accept children with additional 
disabilities. The second type of cluster 3 schools that would be likely to receive 
students with PIMD are those for children with motor disabilities, possibly 
combined with intellectual disabilities (‘mytyl’ and ‘tyltyl’ schools).  

In 2003, the law that introduced the ‘backpack’ policy was endorsed in the 
Netherlands. From that moment on the parents of a child with PIMD could more 
easily apply for a place for their child at school. There is no saying to what extent 
this will happen and to what effect. Figures from Ireland, for example, show that 
sixteen years after education became available for children with PIMD, half of the 
school-aged children still did not have access to a teacher (Ware, Julian & 
McGee, 2005).  

The Dutch situation is complicated by the fact that ZML schools that did 
not apply for broadened admission criteria are not obliged to accept children with 
PIMD into their classes. Also, the new law does not change the right to request 
exemption for children with severe disabilities. The new education law has also 
had little impact on the provision and role of CSEs, which have neither been 
closed following the introduction of the new law, nor changed into formal 
educational institutes. They remain the responsibility of the Ministry of Health. 
Even after the introduction of the law, children can still easily attend a CSE. If 
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parents want their child to make use of educational facilities, the children have to 
be transferred to cluster 3 schools. 
 
 

1.5 Consequences of the new policy 
 

The transfer of a group of children with complex problems from CSEs to 
cluster 3 schools has many consequences for the cluster 3 schools. Firstly, 
schools have to meet the requirement of physically integrating these children. 
New facilities such as wheelchair access, changing rooms and hoists may 
therefore be necessary. However, having the right facilities is not sufficient. The 
heterogeneity, complexity and vulnerability of this group of children provide many 
challenges to the schools and to teachers who are usually unfamiliar with this 
group. Nonetheless, they are expected to provide adequate educational 
programmes in which they meet the educational, developmental and medical 
needs of these children. Problems will occur if teachers lack the knowledge and 
skills that are essential in meeting all those needs.  

With regard to educational and developmental needs, teachers will 
require, for example, specific knowledge of functional abilities and skills (Haney & 
Cavallaro, 1996), levels of communication (Downing, 2001, 2004; Cascella & 
McNamara, 2005) and the preferences of the children (Logan & Gast, 2001). 
Teachers also need information about how to stimulate the development of the 
children, which is complicated as these children usually make little progress in 
their development. The teachers need to extend their ideas on progress from a 
linear model of learning to other forms, for example, a child needing less support. 

With regard to medical needs, teachers require knowledge about how to 
cope with a wide range of medical problems, as well as feeding and sleep 
problems. They need to learn about the medication these children take and the 
side effects (Dugger Wadsworth & Knight, 1999; Wolff Heller, 2004). In addition, 
teachers need the ability to recognize an epileptic fit, and they need the skills 
necessary to administer tube feeding and to provide other medical care (Wolff 
Heller, 2004).  

All knowledge has to be applied in practice, as teaching activities (for 
which the term ‘curriculum’ is common in education) must correspond to the 
needs, preferences and abilities of these children. There are clear consequences 
for the kind of teaching activities that should be offered, and the time and manner 
in which teaching activities should be offered. Teachers cannot rely on the usual 
teaching and planning strategies that they may be using to teach children with 
higher cognitive and motor levels.   

Flexibility in planning is required with regard to the time that the activities 
should be offered. The teacher must be aware of the fact that a substantial part 
of the school day is needed to provide medical care and nursing (for example, 
eating, drinking, changing). In addition, children with PIMD are usually not able to 
maintain an active state of alertness long enough to undertake typical 
instructional activities (Blaha, Shafer, Smith & Moss, 1996). Many children with 
PIMD appear dull or drowsy, or may fall asleep during the day (Sandler & Voogt, 
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2001; Zijlstra & Vlaskamp, 2005) due to sleep disorders (Didden et al., 2002), 
medication or exhaustion. Epileptic insults may also have a great impact on 
determining when to offer activities. Teachers have to be constantly aware of the 
state of awareness of a child, and must respond to this state when determining 
the kind of activities they offer at a particular point in time.  

Another important consideration is how to organize the activities. Group 
activities are usually difficult to perform. Many children are not able to perceive 
other children in a group activity and this means that it can be a frightening 
experience. Others do not understand the concept of ‘waiting for your turn’ which 
also makes attending a group activity challenging (Vlaskamp, 2005). For such 
children, group activities need to be replaced by individual activities.  

To sum up, teachers must meet many requirements with regard to 
knowledge and skills in order to successfully teach children with PIMD. Problems 
are likely to occur if these requirements are not met. Gaining the required 
knowledge and skills is complicated by the fact that teachers cannot rely on 
specific instruments that could help them to gain knowledge of the child. Nor can 
the teachers rely on a specific curriculum that could help them to develop their 
teaching activities.  
 
 

1.6 Actions of the authorities 
 

As described above, providing support to these children requires teachers 
to acquire broader knowledge and new skills. Given the problems that may occur 
if children with PIMD attend school, it is expected that the implementation of the 
new law will not follow as a matter of course. In order to facilitate its introduction, 
the government has supported several developments aimed at the successful 
implementation of this law. Before the policy was officially legislated, the 
government funded several collaborative projects between schools and CSEs in 
relation to the education of children with PIMD. Teachers and DSP worked 
together with a group of children with PIMD. Both the expertise of the DSP and 
the teaching skills of teachers could be deployed.� The task of these projects, 
which started in the spring of 2001, was to do pioneering work that would 
contribute to the enhancement of knowledge and experience in four related 
domains defined by the government. These domains were:  
• To develop an instrument to categorize the characteristics of children with 

PIMD 
• To develop a suitable curriculum for children with PIMD based on the child 

characteristics 
• To map the expertise that is necessary for educating children with PIMD 
• To map the preconditions necessary to optimally educate children with 

PIMD  
 

Knowledge and experience in all domains was expected to contribute to 
the development of ‘good quality education’ for children with PIMD and was to be 
spread among other schools that would also be responsible for teaching children 
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with PIMD. To be able to profit optimally from all the knowledge and experience 
that would be collected, representatives from the collaborative projects 
assembled in joint focus groups to build on their knowledge. Teachers, DSP, 
educational psychologists from participating schools and CSEs, as well as 
members of several organizations in the domain of special education were 
participants in these focus groups. Four focus groups were initiated, each 
directed to one of the four domains.  

The authorities decided that next to the knowledge and experience that 
would be gained in the collaboration projects, it was important to scientifically 
follow and underpin the developments with regard to the new educational law. 
Therefore, the University of Groningen (RuG) Department of Special Education 
was asked by the authorities to contribute to the introduction of the new 
education policy in the form of a research project covering the topics of ‘child 
characteristics’ and ‘developing a suitable curriculum’. Before explaining the 
purpose of this research project, both the domain of child characteristics and the 
domain of curriculum development need some further explanation. 
 
 

1.7 Considerations with regard to categorizing child characteristics 
 

Accurate insights into the abilities of people with PIMD are of importance 
(Vlaskamp, Van der Meulen & Zijlstra, 2002) to assure that the nature and 
content of a proposed programme are suitable. If no reliable assessment is 
available, deficiencies in essential personal and environmental adaptations may 
result (Vlaskamp et al., 2002). As no valid and useful instruments capable of 
describing child characteristics were available that were relevant to the Dutch 
situation, it was decided to develop a new instrument. However, choices had to 
be made with regard to the nature and content of this instrument as these factors 
could have an impact on the information collected and the time it takes to 
administer the instrument. The variance that can be seen between children also 
needs consideration. Furthermore, information on child characteristics, although 
very necessary, may not be the only information that is necessary for teaching a 
child with PIMD. It may be necessary to use a broader range of instruments and 
it is therefore essential that there is a critical evaluation of the instrument that is 
developed.  
 
 

1.8 Considerations with regard to developing a curriculum 
 

The government decided that a curriculum for children with PIMD was 
needed. Reviewing similar initiatives in other countries with more experience in 
teaching children with PIMD showed that there is a lack of clarity with regard to 
the direction of the curriculum. No generally accepted model can be found in the 
relevant literature. In fact, several approaches towards curriculum development 
for children with PIMD can be found over the past 30 years (Logan, Alberto, 
Kona & Waylor-Bowen, 1993; Horner, 1994; Ware & Healey, 1994; Orelove & 



 19 

Sobsey, 1996; Rainforth & York-Barr, 1997; Orelove, Sobsey & Silberman, 
2004). Although working systematically towards a plan is highlighted in most 
curricula (e.g. Orelove & Sobsey, 1996; Orelove et al., 2004; Aird, 2001), the 
content and scope usually show great differences. This seems to depend on the 
theoretical and methodological framework that is chosen as a starting point. 
Several paradigms underpin the approaches (Browder, et al., 2004) and the 
leading education policy within a certain country also influences the framework 
and content of the curriculum for children with PIMD.  

The developmental approach popular in the 1970s was pupil centred and 
relied on the scope and sequence of normal development. The curriculum 
content was developed through administering an informal checklist or 
developmental scales (Eichinger & Downing, 2002; Browder, et al., 2004). The 
limits of this approach are that it is not age-appropriate, and the reliance on 
normal developmental sequences is not in line with the developmental patterns 
of children with PIMD. The functional approach (Brown et al., 1979), which 
attempted to overcome some of the disadvantages of the developmental 
approach, taught concepts with age-appropriate materials and within natural 
environments. However, it remained based on developmental sequencing 
(Horner, 1994), and there are still no established criteria of what is functional for 
the students (Rainforth & York-Barr, 1997). The functional approach was 
replaced by the ecological approach (Horner, 1994), which was also pupil 
centred and age appropriate. Here the content of the curriculum is highly 
individualized. It no longer relies on developmental sequencing, but allows for an 
understanding of the individual child’s unique learning needs (Howie, 1999). The 
involvement of parents and therapists in deciding the content of what should be 
taught is emphasized within this approach. Although this approach seems to fit 
with the needs of children with PIMD, criticism can be directed at the fact that no 
real inclusion can be established using this approach (Dymond & Orelove, 2001).  

The most recent approach to curriculum development is a subject-based 
approach. This is an age-appropriate approach in which common subjects are 
taught to all children of a certain age. Within the inclusion movement, this 
approach is given high priority. However, disadvantages of such curricula can 
also be found. It is difficult to achieve a synthesis between a subject-led 
curriculum and the developmental and learning needs of children with PIMD 
(Aird, 2001). For instance, the subject-based National Curriculum developed in 
the UK turned out to be far too demanding for children with PIMD. As a result, it 
was virtually impossible for students with PIMD to show any meaningful progress 
(Ware, 1994). In order to meet the needs of children with PIMD, alternative, 
elaborated and additional curricula are used. Examples of such curricula are: the 
sensory curriculum (Longhorn, 1988), the elaborated 5−14 curriculum (Calvert & 
Gargan, 2001), and the early curriculum for ‘self’ development (Mallet & Naylor, 
2001). Other authors suggest changing the function of the National Curriculum by 
using the subjects within the National Curriculum as a ‘context of experience’ 
(Grove & Peacey, 1999).  

Regardless of the point of view, little evidence can be found for the 
effectiveness of the curricula (Nietupski & Hamre-Nietupski, Curtin & Shrikanth, 
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1997; Dymond & Orelove, 2001). What can be learned from developments 
abroad  is that curriculum development for children with PIMD is not simple. 
There are some important considerations that should be taken into account with 
regard to the functionality, atypical developmental sequences, the involvement of 
parents, and understanding of the unique learning needs of every child. 
However, developments abroad do not have much persuasive power with regard 
to curriculum development in the Netherlands. It was therefore decided that a 
new curriculum had to be developed that was suitable for the Dutch situation. 

 It was recommended that both the practices in the educational situation 
and current practices in CSEs be reviewed. Cluster 3 schools are legally required 
to write IEPs for their students and to make use of a systematic system of 
instruments and procedures to follow the students’ progress (Law on Expertise 
Centres, 2003). At the start of the research project no general or national 
curriculum was in use, although it was thought that some major topics ought to 
be included within special education (for example, sensory and physical 
experiences, social and creative skills). Exceptions could be made for children 
with multiple disabilities and no requirements are made with regard to the content 
of these topics (Law on Expertise Centres, 2003).  

However, the practice in special education is subject to change. The 
authorities were planning to prescribe a more subject-based approach, and this 
was expected to operate as a guide for all special schools from 2006. As a 
consequence, the Dutch Council for Curriculum Development (SLO) was asked 
to develop a subject-based curriculum (so-called ‘leerlijnen’) for use in special 
education. This curriculum contains eleven subjects and six cross-curricular 
fields of learning such as ‘play’ and ‘social & emotional development’. It is 
noteworthy that the curriculum developed by the SLO did not focus on children 
with PIMD. 

CSEs do not use a curriculum either, but instead use programmes and 
methods to determine their IEPs. The Educational Programme (Vlaskamp, 1993, 
1999; Vlaskamp et al., 2005) is used frequently and found to be effective 
(Vlaskamp, 1993; Poppes & Vlaskamp, 2001). The theoretical underpinning of 
the Educational Programme concurs with the ecological approach. The 
programme is a systematic, functional, goal-oriented approach, in which 
optimally stimulating children in their developmental process is central. A fixed 
procedure is used to draw up a strictly individual education programme (De 
Geeter et al., 2001). Long-term goals are defined through the mutual agreement 
of parents, direct support people and therapists.  

Given the different approaches in schools and CSEs choices had to be 
made on the kind of curriculum that should be developed and the scope of the 
curriculum. Given the difficulties that may occur in developing and using curricula 
for children with PIMD, it is important to reflect upon the direction of the 
curriculum for children with PIMD.  
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1.9 The aim of the research 
 

As mentioned above, the RuG was invited to participate in the 
developments concerned with the education of children with PIMD in cluster 3 
schools. The major problems mentioned with regard to the implementation of the 
new education law were the lack of specific instruments that teachers can rely on 
to gain knowledge of the characteristics of children with PIMD, the lack of a 
specific curriculum that would help teachers to determine teaching activities, and 
the uncertainty about whether children with PIMD will actually go to schools or 
remain in CSEs. Hence, a research project was initiated at the beginning of 
2002. The central aim of this project was to contribute to the development and 
evaluation of a suitable educational approach for children with PIMD.  
 
The focus of the project is threefold: 
• the development of a reliable and useful instrument to categorize the 

characteristics of children with PIMD 
• the development and implementation of a specific curriculum for children 

with PIMD 
• the evaluation of the characteristics of children with PIMD in schools and 

CSEs. 
 
 

1.10 Directions of research 
 

The research consisted of two main phases. The first phase was funded 
by the Ministry of Health, Welfare and Sports and the Ministry of Education, 
Culture and Science. Starting at the beginning of 2002, the attention of this 
phase was focused upon the development of an instrument (called the checklist 
of child characteristics) and upon the development of a curriculum that could be 
used to design an IEP. Many cluster 3 schools and CSEs took part in the initial 
developments. Both subjects − which are closely related, as assessing the child 
should be the first step in developing an IEP − were studied in conjunction with 
the representatives of the cooperation projects who joined the focus groups on 
‘curriculum development’ and ‘child characteristics’. Attending meetings of the 
two focus groups dealing with ‘curriculum development’ and ‘child characteristics’ 
was part of the project. Although there was consultation, the RuG had an 
independent position, and the activities of the two ‘focus groups’ and the RuG did 
not correspond exactly. Strikingly, the development of the curriculum for children 
with PIMD was characterized by a duality. The focus group dealing with 
curriculum development decided to use the SLO curriculum as the guiding 
principle for the proposed curriculum. Their aim was to expand the SLO 
curriculum to include children at the 0−24 month level, and this was expected to 
accommodate children with PIMD. Not all subjects seemed suitable, and the 
members of the focus group only chose one subject (language and 
communication), as well as four cross-curricular learning fields. Developmental 
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sequences on all five ‘domains’ were chosen as the starting point. The authorities 
agreed with the approach of the focus group on curriculum development.  

At the same time, however, the RuG was asked by the authorities to 
develop a curricular framework based on the Educational Programme 
(Vlaskamp, 1993, 1999; Vlaskamp, Poppes & Zijlstra, 2005) given the fine-tuning 
of this programme to the needs of children with PIMD. The authorities expected 
to achieve a satisfactory synthesis of the various elements − derived from both 
the Educational Programme and the SLO curriculum − which would make up the 
entire curriculum for children with PIMD, although the assumptions of both 
methods (ecological versus subject based) did not seem to match. 

The second phase of our research (funded only by the Ministry of 
Education, Culture and Science) focused on the implementation of the curriculum 
and the evaluation of the education policy thus far. This phase started in 
September 2005 and was directly linked to the distribution of a CD-ROM that 
contained the entire instrument and the whole curriculum that had been 
developed by the RuG and the focus group concerned with curriculum 
development. All cluster 3 schools received this CD-ROM. The use and 
implementation of it was subject to evaluation, as it is acknowledged that failure 
in implementation is the most common reason for outcome failures (Mills & 
Ragan, 2000).  

Along with the implementation of the curriculum, the characteristics of 
children with PIMD who were already in schools and the characteristics of 
children who remained in CSEs were investigated. This was an important 
question as children with PIMD can still request exemption from education and 
go to a CSE throughout the years of compulsory education. Evaluation of the 
effect of the new law is required, as only then it becomes clear if there remain 
differences in population in both schools and CSEs and what extra facilities, 
knowledge and skills are needed in order to guarantee education for all. Three 
years after the new law had been implemented seemed an appropriate moment 
to evaluate what the new law had yielded with regard to the placement of 
children with PIMD in schools.  
 

 
1.11 Outline of the thesis 

 
The present thesis reports firstly on the development and use of an 

instrument describing child characteristics. Second it reports on the 
implementation of a curriculum that was developed specifically for children with 
PIMD. Finally, the thesis reports on the implementation of the new educational 
policy.  

The thesis is divided into six chapters. Following this first introductory 
chapter, the development of an instrument called ‘the checklist of child 
characteristics’ for use in the education of children with profound and multiple 
intellectual disabilities will be described in Chapters 2 and 3. The psychometric 
properties and content of the checklist will be described in Chapter 2. The 
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validation process as well as the use of the instrument will be reflected upon in 
Chapter 3. 

Research with regard to the implementation of an educational programme 
(curriculum) for children with PIMD was conducted in a small number of schools. 
The results will be presented in Chapter 4.  

Chapter 5 will examine the implementation of the new education law with 
respect to the shift from CSEs to schools. It gives an overview of children who 
are already in education and children who remain in CSEs despite the 
introduction of the new law.  

In Chapter 6 the results of the study will be presented, and the general 
conclusions that can be drawn from this study are made and subjected to further 
discussion. Finally, the limitations of the study and its implications for further 
research will be discussed. 
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Chapter 2 
 
 

The development of a checklist of child characteristics for 
assessment purposes¹ 

 
 
 

Abstract 
 

Until recently, pupils in the Netherlands with a developmental perspective of up 
to 24 months and with additional disabilities rarely made use of the educational 
facilities available. As a result of a new law passed in 2002, an increasing 
number of pupils with profound and multiple learning difficulties (PMLD) will 
attend school. Given the heterogeneity of this group of pupils, an appropriate 
method of assessment is needed to chart the abilities that these pupils have and 
to allow a suitable educational programme to be developed on the basis of the 
results obtained. As the existing instruments are not generally very satisfactory, a 
new instrument has been developed. This is a checklist that has been subjected 
to reliability trials and factor analysis after formulation of suitable items. The 
results indicate that it is a reliable checklist with factors that can be interpreted 
accurately in terms of development perspectives (functions, activities and 
participation). 
 
 
 
 
 
 
 
 
 
 
 
 
 
________________________________________________________________ 
¹Tadema, A.C., Vlaskamp, C. & Ruijssenaars, A.J.J.M. (2005) The development 
of a checklist of child characteristics for assessment purposes. European Journal 
of Special Needs Education, 20, 403-417. 
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Introduction 
 
There is a long history of special education in the Netherlands, with many 

different types of schools for pupils with all kinds of special needs. Typically, very 
few pupils with profound and multiple learning difficulties (PMLD), that is with a 
developmental perspective of up to 24 months and with additional disabilities, 
attended any of these special schools. Although these pupils have the formal 
right to attend school, until recently very few parents applied for a school place if 
they had a pupil with PMLD. In The Netherlands pupils with PMLD were 
automatically enrolled in special educational centres. Such centres provide all 
kinds of educational and care facilities for pupils with disabilities in the age range 
3-20. Although special educational centres are not formally educational institutes, 
planned and purposeful attention is nevertheless paid to the development of the 
pupils. In this sense, there is only a slight difference between these centres and 
schools for special education.  

A characteristic of the centres and where they differ from special schools 
is the interdisciplinary co-operation between carers and therapists 
(physiotherapists, speech therapists, music therapists, play therapists and 
occupational therapists) and the close cooperation with the medical profession. 
Special education centres can also perform various forms of medical care and 
many centres also assist parents in applying for aid. Pupils with PMLD thus do 
follow planned development-oriented programmes. However, because of the 
great need for care, this group of pupils used not to have these programmes 
available within the educational system but within the care system.  

The changed insights within the care system regarding people with 
profound and multiple learning difficulties, with participation in society now the 
central aim, mean the facilities have had to change. People with disabilities must 
be able to make use of the regular provisions as far as possible and be given 
every possibility of participating fully in society. All pupils can learn, whatever 
their level of functioning, and should therefore be allowed to go to school. A new 
law was passed in November 2003 that made this possible. The law reorganized 
the provision of special education in the Netherlands. There are in fact ten 
different sorts of special school in The Netherlands, designed to cater for pupils 
with physical, sensory or mental disabilities and those with behavioural problems. 
Pupils with PMLD qualify for the special schools that are intended for pupils with 
special educational needs with an IQ of less than 60 or an IQ between 60 and 70 
and with additional disabilities. Pupils with profound and multiple learning 
difficulties form the lowest functioning group within this broad section of the pupil 
population. 

The major change that this law has caused lies in the shift of responsibility 
for this group of pupils, particularly a financial one, from the Ministry of Health, 
Welfare and Sports to the Ministry of Education, Culture and Science. After the 
passing of this law, schools were no longer able to reject pupils on the grounds of 
the severity of their disability and were assumed to be capable of providing these 
pupils with appropriate care and educational arrangements. Because the staff at 
such schools has other qualifications than those working in special educational 
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centres, and because the institutions are educational ones, there is a need for a 
new approach with corresponding instruments and procedures. 

The group of pupils with PMLD is a very heterogeneous group of pupils 
with a variety of different disabilities and additional problems. Accurate insight 
into the abilities of people with profound and multiple learning difficulties is of 
great importance in order to be able to propose the nature and content of a 
suitable curriculum (Vlaskamp et al., 2002). The learning process must 
commence with a thorough assessment (Carpenter, 1995). This is essential 
given the complexity of the target group. Without such assessment persons with 
PMLD must rely on the clinical view of a therapist, or on the experience of 
teachers and carers. Their findings may have far-reaching consequences but will 
lack a solid basis. A lack of reliable assessment data may lead to a deficiency in 
essential personal and environmental adaptations; therefore it is essential to 
ensure an assessment process of high quality (Vlaskamp, 2005).  

Simply having access to the medical diagnosis is insufficient in correctly 
determining what support a particular pupil may need in order to minimize his/her 
difficulties and limitations and allow good, general progress to be made (Dickie & 
Bauman, 1991; Aird, 2001). In the case of cerebral palsy for example, pupils with 
this diagnosis do not necessarily have the same personality traits, needs, 
preferences, health and educational requirements. Although the need for good 
assessment is generally recognized, this is not always simple to implement in 
practice. McNicholas gives an example of this from research that found that 
assessment in English schools was often informal and concentrated on 
performance. (McNicholas, 2000). Further, many schools do not have an 
integrated system for assessment and programme planning. This is remarkable 
given that programme planning is one of the reasons for using assessment 
(Worely & Haring, 1994; Carpenter, 1995). Important here is the identification of 
behaviours that the pupils perform independently, those where they need help 
and those that they never show, as well as the context in which these behaviours 
occur (Worely & Haring, 1994). In order to be able to determine what educational 
programmes are appropriate for these pupils it is therefore important to describe 
what characteristics the group of pupils with PMLD actually have. The 
assessment must take account of the heterogeneity and the limitations that 
characterize this group. Various aspects play an important part when designing 
the educational programmes for these pupils, including to what extent pupils may 
need support in class and the type of support his should be, the progress made 
by pupils, the way in which instruction can be given and the nature and number 
of activities that can be offered.  

It is noticeable, however, that when existing assessment methods are 
investigated, the results in terms of determining progress are often disappointing 
when conventional means of assessment are used (Downing & Perino, 1992; 
Ware & Healey, 1994; Orelove & Sobsey, 1996). Many instruments are 
insufficiently specific for use with pupils with profound and multiple learning 
difficulties, do not give sufficient information for programme planning and are 
insufficiently sensitive for measuring progress in pupils with PMLD (Downing & 
Perino, 1992; Ware & Healey, 1994). Problems also exist in relating scores to the 
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pupil’s current level of performing everyday activities (Msall & Tremont, 2000). 
There is frequently uncertainty about the accuracy of clinical findings, with reports 
of better performance in informal situations (Cass et al., 1999). Existing norm-
referenced instruments such as the BSID-II (Bayley, 1993) and the KID-N 
(Scheider et al., 1992) often assume intact motor skills (Ware & Healey, 1994) 
and norms usually do not apply to children with PMLD. It has been difficult to 
obtain useful and reliable results in using these instruments.  

Another commonly used scale for measuring cognitive functioning in 
persons with PMLD, the Ordinal Scales of Psychological Development (Uzgiris & 
Hunt, 1975) also relies too heavily on intact motor responses (Ware & Healey, 
1994). Another point of concern is the linearity of the subscales in the test. A 
study by MacPhersons & Butterworth (1988) showed that people with PMLD 
develop at different rates in the various areas assessed by the subscales at the 
Uzgiris and Hunt test (Vlaskamp, 2005). The Portage Checklist (White & 
Cameron, 1988) as well as the PIP Developmental Charts (Jeffree & McConkey, 
1977) also assume linear developmental patterns and therefore seem unsuitable 
for pupils with PMLD.   

Given the problems entailed in using existing assessment methods with 
pupils with PMLD, a new instrument has been developed for the Dutch situation 
that can provide information about the educational perspectives and the need for 
support. The aim of this instrument is to determine the amount of support that the 
pupil needs when carrying out all sorts of activities, to look more closely at the 
functional abilities of the pupil and the degree of participation of the pupil in the 
group. The results should make it possible to prepare a support profile, showing 
clearly what forms of help (both educational and care) are necessary for the 
particular pupil and allow the instrument’s use in programme planning.  

When constructing an instrument, it is wise to use a classification, as a 
classification manages concepts in a logical and hierarchic way, according to 
unambiguously fixed and defined criteria. The instrument reported in this paper is 
based on the International Classification of Functioning, Disabilities and Health 
(ICF, WHO 2002). This classification is particularly suitable as is lays stress on 
health and functioning, rather than on disability. 

The ICF is a multi-dimensional classification system, considering both 
individuals and context. Various aspects are distinguished within the ICF: body 
functions and body structures, activities and participation. These aspects 
influence one other: functioning and disability are viewed as a complex 
interaction between the health condition of the individual and the contextual 
factors in the environment as well as personal factors. The classification treats 
these dimensions as interactive and dynamic rather than linear and static.  

This paper reports on the development of the instrument, where a number 
of consecutive steps were taken, including development of the draft checklist and 
determination of its reliability, factor analysis, consultation with professionals and 
seeking professionals’ opinion on the factors/ descriptions.  
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Method 
 
Development of a draft checklist 

A first decision when developing the instrument was to decide on its 
nature and content. Although the instrument is based on the ICF that did not 
mean the content could be adopted indiscriminately. As in 2002 the ICF 
adaptation for children was still in a process of development, and because the 
ICF is a classification system and not an instrument for assessment as such, 
adaptations were necessary. Only the classifications as used in the ICF that were 
of relevance to the target group of pupils were included in the checklist. 
Information about for example ‘body structures’, ‘household’, and ‘economic life’ 
were not of particular interest, whereas classifications like ‘learning and applying 
knowledge’, as well as ‘communication’ were highly relevant. 

Items were formulated on the basis of these classifications and a draft 
child characteristics checklist including a manual was prepared that consisted of 
four sections: general information, functions, activities and participation. Sub-
categories were distinguished within these sections based on the ICF 
classifications (e.g. orientations).  

The draft checklist took the form of a checklist with five possible answers 
(from ‘yes, independently’ to ‘no, not even with full support’) referring to the 
degree of support that pupils need. The checklist was given to nine professionals 
(teachers, carers, educational psychologists) with the request that they evaluate 
it by completing it for one or more pupils and to evaluate the categories and items 
for content, difficulty, overlap, relevance to the school situation and non-
ambiguity. The checklist could then be modified on the basis of this information 
by changing, removing or adding categories and items. Two evaluation rounds 
were held. Teachers and carers completed the draft versions of the checklist and 
gave their comments. The first draft of the checklist was completed for fourteen 
pupils, and the second one for four pupils.   
 
Sampling procedure 

The research group was composed of pupils with a developmental 
perspective of up to 24 months and with additional disabilities who attended a 
school or day centre. The schools and day centres were approached personally 
by the researcher with the request to participate. The pupils were selected by the 
educational psychologist, the teacher or the carer, where necessary in 
consultation with the researcher. A number of selection criteria were used 
because of the heterogeneity of the target group in order to obtain a 
representative sample. It first had to be established that the pupil had attended 
the special educational centre or school concerned for more than six months so 
that it could be assumed that the teachers/carers knew the pupil sufficiently well 
to be able to complete the checklist.   

The completed checklists were then evaluated retrospectively on the basis 
of the following selection criteria:  
1 A developmental perspective of up to 24 months and additional 

disabilities. 
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2 Sufficient variance in development level within the sample within the 0 – 
24 months perspective.  

3 As much variation in the additional disabilities within the sample as 
possible.  

4 A certain amount of variance in calendar age within the sample. All 
students should be aged between 4 and 18. 

 
A total of 152 checklists were distributed and 138 were returned. The 

response was therefore 91%, which is high. Fifteen of the 138 checklists returned 
were removed from the sample because the details revealed that the pupils 
concerned did not form part of the target group. Eleven pupils had a 
developmental perspective of more than 24 months, one pupil did not have any 
additional problems, two pupils had not yet reached the school age of four years 
and one pupil was too old, being aged twenty. This left a final sample of 123 
pupils (56 girls and 67 boys with a mean age of 10 and a SD of 3.9). 

According to the selection criteria variance in developmental level was 
needed. This was the case in the final sample with 27.5 % of the pupils having 
developmental levels up to 8 months. Developmental levels between 9 and 16 
months were reported for 37.5 % of the pupils. A developmental between 17-24 
months was expected in 35% of the pupils. 

There also appeared to be enough variance in additional disabilities. 40 % 
of all pupils in the sample had a visual disability. Motor disabilities occurred in 
over 75%, nearly 50% suffered form epilepsy and autistic features were seen in 
22% of the pupils. 14% of the pupils were said to have hearing impairments. 49% 
the pupils were reported to have health problems, such as pulmonary problems 
and reflux. Five pupils (4.1%) did have a heart disease. 7.5% of the pupils was 
tube-fed, another 7.5% was only able to eat liquid food. The results conformed to 
the international literature (Evenhuis et al, 2001; Arvio & Sillanpää, 2003). 
 
Determination of reliability 

Reliability is of primary importance when designing and using checklists. 
One of the most critical psychometric properties of any instrument that relies on 
third party raters is the degree to which two or more informants agree on the 
presence or absence of behaviours (Suen & Ary, 1989). Commonly referred to as 
inter-rater or inter-observer agreement, it measures the degree to which 
conclusions drawn from the instrument vary as a function of the rater rather than 
the pupil being rated (Carnivez et al, 2002).  
The present checklist was completed by two carers/teachers independently of 
each other for a minimum of ten pupils from the sample. This was to allow the 
percentage of agreement (the inter-observer reliability) to be estimated. The 
inter-observer reliability was calculated per category. 

Weighted percentage agreement was used for calculating the inter-
observer reliability. This means that on the ordinal three-point scale that the 
observers had to use to score a pupil the difference between answers 1 and 3 
carried twice as much weight as the difference between 1 and 2 and between 2 
and 3. The disadvantage of this method is that it does not allow for coincidence. 
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Other methods where this is the case are, however, less suitable for the type of 
checklist used (Zegers, 1989). Next to inter-observer reliability, the internal 
consistency was estimated using Cronbach’s alpha.  
 
Factor analysis 

Exploratory analysis (principle component analysis) followed by a varimax 
rotation was used to obtain factors consisting of related items that are relevant as 
regards content. A separate factor analysis was carried out for each of the three 
sections of the checklist, in keeping with the ICF theory that describes human 
functioning in terms of three different levels.  In determining the number of factors 
per category the main components were retained where they had eigenvalues 
greater than 1. The amount of variance explained with the help of these factors 
was then investigated and finally the interpretability of these factors was 
examined.  
 
Consultation of professionals 

The factors were described on the basis of the factor analysis. The 
provisional descriptions had to be confirmed and professionals were consulted 
for this purpose. This involved requesting an opinion on the suitability of the 
description of factors for the items concerned. A short questionnaire was 
prepared in which the professionals’ opinion was sought regarding the suitability 
of the description for the items forming part of the same factor. Three questions 
were asked. The first concerned the suitability of the description of the factor. 
This was a multiple-choice question using a five-point scale, ranging from ‘very 
suitable’ to ‘not at all suitable’. The second question was an open question asking 
about the motivation of the choice made by the professional in answering the first 
question. The third and final question, also an open question, asked for 
suggestions for modifying the description of the factors.  

There is, of course, no precise rule for the number of professionals who 
should be consulted. The choice here was for a small group of fifteen 
professionals, all of whom had great expertise in their fields. Eighteen 
professionals were selected, making allowance for non-response. Sixteen 
professionals returned the completed questionnaire, but some only completed 
part of the questionnaire, so that the number of respondents per factor differed. 
 
 

Results 
 

This section, first, discusses the development of the draft checklist, then 
the reliability tests carried out, the results of the factor analysis and, finally, the 
results of the consultation with the professionals.  
 
Development of the checklist 

A great many comments were made after the first evaluation round. These 
comments concerned some items as being insufficiently concrete, others 
recurring in different wording, and, according to some evaluators, too much 
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attention being paid in the checklist to background and preconditions. Comments 
were also made concerning answer categories that were sometimes found 
difficult to apply to specific items. Finally, it became apparent that there was not 
always a clear distinction between the categories of activities and participation. 
Thus, changes were made to the checklist at item level, at sub-category level and 
at the answer category level as a result of the comments received in the first 
round.    

At the item level, those items that were considered to overlap with others, 
or were not clearly formulated or did not directly apply to the target group, were 
deleted (e.g. ‘the pupil washes its hands after visiting the toilet’). Items that did 
not refer directly to the pupil but to other preconditions were also deleted (e.g. 
‘when the pupil wants to visit the toilet it is given sufficient time and space to 
undress and dress’). Items were added at this level that appeared to be important 
in the care and education of the pupils (e.g. ‘the pupil eats solid food’ and ‘the 
pupil carries out an individual activity’).  

A number of substantial changes were also made at the category level. 
The sub-categories within the overall category of participation were seen to have 
considerable overlap with the sub-categories within the overall category of 
activities. This caused confusion. Comments had been made that the sub-
categories within the overall category of participation should more directly 
concern the group and group activities. Three sub-categories: ‘exchanging 
information’, participation in self care’ and ‘participation in mobility’ were therefore 
deleted, one sub-category was changed and an extra one added. A number of 
essential subjects were found to be missing in the category of functions and 
these were added. These were ‘psychosocial functions’, ‘movement-related 
functions’ and ‘ingestion function’. One sub-category within the category of 
functions was also deleted, namely ‘receptiveness to new play material’. Items in 
this sub-category were found to be difficult to answer and the sub-category also 
overlapped with others.   

The answer categories were found not to fit the items and the various 
sections in all cases. The five-point scale also caused problems, because the 
differences between the answer categories were regarded by the respondents as 
being too small and therefore too subjective; various changes were made here. 
The question was asked in the categories of functions and participation whether 
the pupil showed a particular behaviour always, sometimes or never. In the 
category of activities it is important to know whether the pupil can carry out the 
activity independently, or with support, or not at all even if complete support is 
given. The question of the type of support that the pupil may need was also 
asked in the category of activities. This could be physical or verbal help and help 
from a suitable aid, or a combination of these. 

During the second round no further criticisms that had consequences for 
the content of the checklist were made. Table 1 shows what sub-categories were 
used in the second version of the checklist of child characteristics.  
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Table 1 Composition of the checklist 
General 
information 

Functions Activities Participation 

Age Orientation function Learning and 
applying knowledge 

General 
interpersonal 
interactions 

Gender Psychosocial 
function 

General tasks and 
demands 

Particular 
interpersonal 
interactions 

Home situation Temperament and 
personality functions 

Communication  

Diagnosis of  Attention functions Movement  
health condition 
(disorder, 
disease) 

Mental functions of 
language 

Self care  

Treatment Sensory functions   
Test results Movement-related 

functions 
  

Developmental 
age 

Ingestion function   

 
The checklist has a total of 139 items, 58 of which concern functions, 

another 58 activities and the remaining 23 items are concerned with participation. 
Examples of items in the various categories are given in table 2. 
 

Table 2 Example of items per category 
Category  Item 
Functions The pupil recognizes an activity that is presented within a fixed 

context 
Functions The pupil has difficulty chewing food 
Activities The pupil imitates simple actions, such as scribbling with a 

pencil 
Activities The pupil eats with a spoon 
Participation The pupil plays together with another pupil 
Participation The pupil takes part in a group discussion when the carer 

addresses the pupil 
 
 
Reliability 

Four pairs of teachers/carers completed the checklist of child 
characteristics independently of each other for the same pupil, so that the inter-
observer reliability could be estimated. Eleven pupils were selected for this 
purpose. The inter-observer agreement is presented in table 3. 

Agreement percentages were calculated for each item by dividing the 
number of agreements by the total number of agreements plus disagreements. 
The mean inter-observer agreement is 0.83. Both the inter-observer agreement 
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for each aspect separately as for the whole checklist is sufficiently high for the 
purpose of the checklist. 

The disadvantage of the method used is that no allowance is made for 
agreement by coincidence that can lead to an overestimate. However, the values 
obtained are significantly higher than the minimum level of .70 that is generally 
regarded as sufficient.  
 

Table 3 Inter-observer agreement / pupil 
Category N Minimum Maximum Weighted percentage 

agreement 
s.d 

Functions 58 0.59 1.00 0.83 0.11 
Activities 58 0.50 1.00 0.86 0.11 
Participation 23 0.59 1.00 0.80 0.10 
 

 
The internal consistency of the checklist of child characteristics was 

calculated using Cronbach’s alpha. The internal consistency was calculated 
separately for each of the three categories and shown in table 4. The high values 
for Cronbach’s alpha meant that the internal consistency of the checklist of child 
characteristics can be regarded as good. Both the categories of functions, 
activities and participation and the type of support categories gave a reliable 
picture. 
 

Table 4 Internal consistency 
Category Alpha 
Functions 0.91 
Activities 0.97 

Participation 0.91 
 
 
Factor analysis 

A separate factor analysis was carried out for each of the three sections of 
the checklist (functions, activities and participation). The aim was to find groups 
of items related to each other within a single category; such a group of items then 
formed a factor. The number of factors per category and the explained variance 
is shown in table 5. 

 
Table 5 Number of factors per category and the explained variance 

 Functions Activities participation 
Nr of factors 4 3 4 
Explained variance factor 1 24% 26.4% 16.2% 
Explained variance factor 2 8.5% 22.7% 14.8% 
Explained variance factor 3 6.3% 7.3% 13.3% 
Explained variance factor 4 5.6% n/a 13.1% 
Total explained variance  44.5% 56.3% 57.3% 
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All the factors were given a description that characterizes the commonality 
of all the items within the factor. The description of the factor for the set of items 
describes the functioning of the pupil at an abstract level. The distribution of the 
items over the factors is based on the factor loading of these items. Items with 
factor loadings of less than .50 were deleted from the checklist, as were items 
that had a high factor loading in more than one factor. A number of factors 
encompassed relatively few items. These factors were retained because of the 
relevance of their content and the essential contribution that these factors may 
make to the drawing up of the support profiles. The corresponding description 
and the number of items per factor for the various factors are shown in Table 6. 
The descriptions were still provisional at this stage.  
 

Table 6 Provisional description and number of items per factor 
Category Description of the factor Nr of 

items 
Functions 
factor 1 

Functions that are necessary for focussing on the 
surroundings and for being able to play an active part 
in these Functions concerning vision and hearing play 
an important part here  
 

28 

Functions 
factor 2 

Functions that are necessary for exercising control over 
the muscles. These functions are particularly important 
during eating and drinking situations and care moments  
 

10 

Functions 
factor 3 

Functions that are necessary for expressing 
displeasure and tensions  
 

6 

Functions 
factor 4 

Functions that make the care moments and dealing 
with the pupil easier   
 

4 

Activities 
factor 5 

Being able to carry out educational and task- oriented 
activities  
 

30 

Activities 
factor 6 

Being able to carry out tasks that are aimed at 
developing independence, whereby the motor system 
is required 
 

17 

Activities 
factor 7 
 

Being able to carry out basic communication activities  5 

Participation 
factor 8 

Participation by the pupil in group activities when a 
carer takes the initiative 
 

5 

Participation 
factor 9 

Participation by the pupil in group activities whereby 
the pupil is oriented on others 
 

5 

Participation 
factor 10 
 

Participation by the pupil when there is 1-to-1 contact 5 

Participation 
factor 11 

Participation by the pupil in group activities requiring 
motor activity on the part of the pupil  

3 
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Consultation of professionals 
The professionals were asked to evaluate the provisional descriptions on a 

scale from 1 to 5. The average score per factor in each of the categories is 
shown in the tables below. A score of 5 meant very suitable and a score of 1 not 
at all suitable. A score of 3 or more meant that the professionals found the 
description sufficiently suitable for use. 

When analysing the data it appeared useful to calculate the modus as well 
as the average in order to find out what answer was given the most. This is 
because one divergent answer from an expert can have significant 
consequences for the average, certainly in a small research group such as in this 
part of the research, but have very little effect on the modus.  

The tables 7, 8 and 9 show that the descriptions for factors 2, 4 and 11 
were regarded as not suitable. The descriptions for factors 2 and 4 were 
regarded as not suitable by 43.8 % of the professionals, while as many as 50% 
found this for factor 11. 
 

Table 7 Summary of the results of consultation of professionals in the category 
functions 

 N M s.d. Modus Min. Max. 
Factor 1 15 3.47 0.64 4 2 4 
Factor 2 16 2.56 0.81 2 1 4 
Factor 3 13 3.38 0.87 3 2 5 
Factor 4 13 2.62 0.77 2 2 4 
 
 

Table 8 Summary of the results of consultation of professionals in the category 
activities 

 N M s.d. Modus Min. Max. 
Factor 5 16 3.63 0.72 4 2 5 
Factor 6 16 3.75 1.1 3 2 5 
Factor 7 16 3.75 0.68 4 3 5 

 
 

Table 9 Summary of the results of consultation of professionals in the category 
participation 

 
 N M s.d. Modus Min. Max. 

Factor 8 16 3.19 0.75 3 2 4 
Factor 9 16 3.81 0.75 4 3 5 
Factor 10 16 3.13 1.1 4 1 5 
Factor 11 15 2.75 0.86 2 2 4 
 
 

The descriptions of the factors were reformulated on the basis of the 
results from the consultation of the professionals, taking into account the 
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criticisms and suggestions made. Criticism of use of the word ‘functions’ was 
taken into consideration when rewriting the descriptions for factors 1 to 4 and of 
the use of the word ‘participation’ when rewriting the descriptions for factors 8 to 
11. Unsuitability of the descriptions for factors 2 and 4 was taken into 
consideration when rewriting these. The suggestion that factor 5 should contain a 
communication component was accepted. The criticism of factor 6 was that the 
description was more directed at motor functions than the ability to act 
independently and this was taken into consideration also, as was the criticism 
that there was no common denominator in factor 11.  

All the descriptions were formulated in more concrete terms and a choice 
was made for uniformity of format. The rewritten descriptions are all given in the 
tables 10, 11 and 12. 

 
Table 10 Summary of rewritten factor descriptions for functions 

Factor Description 
F1 Active orientation on the surroundings, possibility of recognizing events, 

images and noises from the surroundings and of reacting to these. 
F2 Muscle control over functions that are of importance for eating, drinking and 

care moments.  
F3 Being able to express feelings of displeasure and tensions. 
F4 Being open to physical contact. 

 
 

Table 11 Summary of rewritten factor descriptions for activities 
Factor Description 

F5 Being able to carry out task-oriented activities and actions and to understand 
and communicate concrete messages.  

F6 Control of basic motor skills that can increase the independence of the pupil. 
F7 Control of basic communication skills. 

 
 

Table 12 Summary of rewritten factor descriptions for participation 
Factor Description 

F8 Taking part in group activities when a carer takes the initiative. 
F9 Taking part in group activities whereby the pupil is oriented on others (and 

assumes an active attitude).   
F10 Personal orientation on another; seeking contact and reacting to contact. 
F11 Residual category, no further description. 

 
 

Conclusions and discussion 
 

The aim of the research was to develop an instrument for the 
determination of child characteristics. A checklist was developed for this purpose 
for use in charting determinant characteristics of pupils with a developmental 
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perspective of up to 24 months and with additional disabilities in the field of 
education and care. The instrument developed was shown to be reliable, with 
both the inter-observer reliability and the internal consistency being sufficiently 
high. Factors from the checklist were also found to be readily interpretable 
allowing clear factor descriptions to be written. The summation of all scores on 
the items per factor will allow a total score for a factor to be calculated. A 
minimum score of 0 and a maximum score of 2 is possible since a three-point 
scale is used. A particular score per factor shows whether this is a strong or a 
weak point for the particular pupil and the amount and type of support that the 
pupil requires can also be determined in this way. The division into factors 
enables the individual degree of support a pupil needs to be determined. The 
scores on the eleven different factors together form the so-called support profile. 
The validity of the support profiles has still to be determined. A later publication 
will describe the practical use and results of these. 

The aim of the checklist is to chart the abilities of the pupil and the 
corresponding essential and preferred level of support required for increasing 
participation by the pupil. A number of comments must be made about the results 
of the research. The first of these concerns the inter-observer reliability. A very 
small sample was used to estimate this. It may be that this sample was too 
unrepresentative and that the inter-observer results have been influenced 
because of this. In addition, the method used for the estimation (weighted 
percentage agreement) does not allow for coincidence and the values could be 
an overestimate. 

Cronbach’s alpha scores for the internal consistency were very high. High 
internal consistency can, however, be characteristic of a long test with low inter-
item correlations. In order to be sure of the correctness of the factors, further 
factor analysis needs to take place with the checklist being completed again for a 
large group of pupils. 

Finally, a comment can be made about the percentage of explained 
variance. The checklist does not explain all the variance between the pupils. 
Clearly there are other factors that help to explain the differences between the 
pupils and this must be taken into account when using the checklist in practice.   

Progress measurement is still used a great deal in the education system. It 
has the disadvantage that it can only describe development linearly (Horner., 
1994). A more lateral concept of progress should be constructed (Ouvry & 
Saunders, 1996). The checklist of child characteristics is distinguished from such 
instruments because it considers not only the pupil’s abilities but also the degree 
of support that the pupils require and the way in which they take part in group 
activities. The importance of such a manner of measuring progress has already 
been stated by Male (2000) and Marvin (1998). This concerns the possibility of 
measuring an increase in participation or a decrease in the amount of support 
that a pupil requires, for example when carrying out a particular activity.  

The checklist of child characteristics can be used as an instrument for 
programme planning. It can provide information at various levels. At the school 
level the checklist can be used to decide which pupil should be placed in which 
class. At the class level it provides information about the number of carers that 
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are required in the class, given the support requirements of the pupils. If it is clear 
at what moments the pupils require support, what their abilities are and how they 
participate in the class, an indication of the personnel requirements within the 
classes can be obtained. At an individual level the checklist can serve as an aid 
in preparing an individual programme for a particular pupil. Using the checklist it 
will also be possible to determine whether there has been any progress after a 
certain period, for instance during a school year. This does not necessarily need 
to be linear progression, it can also be a reduction in the amount of support that 
the pupil requires, or that the pupil takes part in more or different types of 
activities within the group.  
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Chapter 3 
 
 

The validity of support profiles for children with profound 
multiple learning difficulties¹ 

 
 
 

Abstract 
 

As a result of a new law passed in 2002, in the Netherlands an increasing 
number of children with profound and multiple learning difficulties will attend 
school. The complexity of the target group requires appropriate assessment that 
is focused on programme planning. A new instrument, the Checklist of Child 
Characteristics, has been developed for this purpose. This article demonstrates 
how the scores on the checklist can be transformed into support profiles. It then 
discusses the results of a validity assessment conducted on support profiles that 
were compiled for thirty-two pupils. These results suggest that the instrument is 
valid. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
________________________________________________________________ 
¹Tadema, A.C., Vlaskamp, C. & Ruijssenaars, A.J.J.M. (2007) The validity of 
support profiles for children with profound multiple learning difficulties. European 
Journal of Special Needs Education, 22, 147-160. 
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Introduction 
 

Assessment is a process of gathering information in order to make 
evaluative decisions much related to the need of establishing progress or 
development (Meisels, 1994; Mc Lean, 1996; Appl, 2000). In instructional 
settings, assessment usually involves gathering valid information about pupil 
performance (Lewis, 2001) and is used for programme planning and progress 
monitoring (Worely & Haring, 1994; Carpenter, 1995; Appl, 2000). Assessment 
that focuses on programme planning is extremely important to the development 
of Individual Educational Plans (IEP’s) for pupils with disabilities (Carpenter, 
1995). However, the more severe the disabilities are, the more difficult it is to 
develop appropriate IEP’s that are based on the results of assessment that has 
been conducted (Downing, 2002). The problems of conducting appropriate, valid 
and reliable assessment for pupils with profound multiple learning difficulties 
(PMLD) are acknowledged. Knowing and understanding the abilities and needs 
of these pupils is complex (Nelson et al., 2002). Pupils with PMLD fall at the 
extreme lower end of the continuum of students with profound mental retardation, 
and exhibit severe physical disabilities combined with sensory, health and 
alertness impairments. They have little or no control over their movements, 
limited interaction with their environment, inconsistent responses to stimuli, 
sensory impairments, limited progress in learning new skills, lack of symbolic 
communication, and total dependence on carers for all aspects of daily living 
(Ferguson et al., 1996; Vlaskamp, 1999; Logan et al., 2001). 

Given their limited range of response capabilities, assessing children with 
PMLD is particularly challenging (Voelkers et al., 2000) for both monitoring 
progress and programme planning. Concerning the concept of progress it is 
important to keep in mind that there is no clear sequence of what a student with 
PMLD should learn (Ferguson et al., 1996). Not only they develop slowly, their 
developmental sequence also differs from children without these severe 
disabilities (Orelove & Sobsey, 1996). Therefore progress should not only be 
seen in terms of developing new skills, but also in extending existing skills, 
accepting reduced support in completing a task, increased engagement, or 
retaining skills in case of regression that may be caused by progressive disease 
(Marvin, 1998).  

With regard to programme planning isolated instruction has little if any 
practical value for the child. As these students have difficulty generalizing skills to 
the real activities where the skills are needed, a switch to developing student’s 
strengths within activities is critical (Downing & Bailey, 1990). 

Instruments should be evaluated to the extent that they enable us to do 
this, and suggest ways in which we can help the individual more in the desired 
direction. To ensure appropriate interpretation, assessments should also fulfil a 
number of requirements, including the use of reliable and valid instruments that 
have been standardized for their target groups. 

Several types of assessment can be found frequently in education for 
programme planning and to monitor progress, however criticism can be applied 
to all types with regard to children with PMLD. Existing norm-referenced 
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instruments for example are often minimally useful for such pupils, as they fail to 
provide enough information for programme planning and they are not ‘sensitive’ 
enough to measure progress (Downing & Perino, 1992; Ware & Healey, 1994; 
Appl, 2000). In addition, the validity of instruments is rarely evaluated for specific 
target groups, such as pupils with PMLD (Appl, 2000). Information from 
standardized assessment procedures is often inaccurate and biased, especially 
when used with young children with PMLD (Nelson et al., 2002). Criticism can 
also be applied to criterion-referenced tests that assess the student’s ability to 
perform sequentially listed skills according to a specified criterion. Individual 
needs or motivation to perform in specific environments is often not taken into 
account. Skills that the child is not able to perform, may serve as a guideline for 
setting educational goals. The risk of ‘teaching to the test’ without considering if 
the given skill is valued by the individual or has direct application to meaningful 
activities is acknowledged (Downing & Perino, 1992)  

Other approaches to measure progress of students over time are 
curriculum based assessment strategies (CBA). CBA are specifically related to 
the curriculum and provide a structure for planning interventions (McAllister, 
1991). The assessment and goal identification is based on repeated, naturalistic 
observations of classroom behaviour. However, the developmental context may 
limit use for children with PMLD, as their disabilities may make whole sequences 
inappropriate for some children (McAllister, 1991). Alternative approaches (e.g. 
skills assessment within a developmental framework) are more appropriate for 
pupils with complex problems than are approaches that rely on standardized 
instruments. In addition, they offer more suggestions for practical programme 
ideas and goals (Mc Cornachie, 1995). Despite the volume of criticism 
concerning the application of standardized tests and testing procedures to this 
special category of pupils, little empirical research has been conducted that 
supports the use of alternative approaches (Downing & Perino, 1992). 
Furthermore, current trends in assessment such as portfolio assessment have 
been recommended as particularly appropriate for this population. However, 
critics warn that unreliability limits utility of this supposably more ecologically valid 
approach (Nidds et al., 1997).  

In the last couple of years a lot of attention is being paid to support needs 
of persons with PMLD (Luckasson et al., 1992; WHO, 2002). Rather than 
assessing performance in every day activities, the amount of support someone 
needs in order to perform an activity is measured. Both Thompson et al. (2002; 
2004) and Foreman et al. (2001) present typical instruments for addressing the 
support needs of persons with intellectual disabilities. However, both instruments 
are not specifically designed and validated for children with PMLD. As children 
with PMLD present a range of complex and challenging support needs (Roberts 
et al., 2005) a highly specialised instrument seems necessary. Furthermore 
Thompson et al. (2002) warns that only assessing the support needs of an 
individual is not enough, the level of personal competence should also be taken 
into account in order to identify educational or training related goals. A 
combination of measuring support needs and abilities, without assuming fixed 
developmental sequences seems best for children with PMLD. 
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In response to the criticism against the use of existing assessments with 
PMLD pupils, the absence of legitimate alternative assessments and the 
importance of appropriate assessment to the development of appropriate IEPs, a 
new instrument has been developed for use in the Netherlands: the Checklist of 
Child Characteristics (Tadema & Vlaskamp, 2004). It is based on the 
International Classification of Functioning, Disabilities and Health (ICF: WHO, 
2002). The aim of this instrument is to determine the amount of support that the 
child needs when carrying out all sorts of activities, to look more closely at the 
functional abilities of the child and the degree of participation of the child in the 
group. The results should make it possible to prepare a support profile, showing 
clearly what forms of support (both educational and care) are necessary for the 
particular pupil on each of the factors, and allow the instrument’s use in 
programme planning. (Tadema et al., 2005).  

The accuracy of the instrument and the conclusions that can be drawn 
from it depend upon the validity of the instrument (Meisels, 1994). In the selection 
of diagnostic instruments content validity is important to consider. Content validity 
is the representativeness of the test’s contents in terms of the domain being 
assessed (Appl, 2000; Yun & Ulrich, 2002). Yun & Ulrich (2002) provide 
instructions for assessing content validity. A panel of experts/raters should be 
selected who can evaluate the instrument according to specific criteria. 

This article will describe how support profiles can be compiled using the 
raw scores from completed child characteristics checklists and the results of the 
validation of these profiles. Too, the article will consider possible applications for 
the instrument. Only when the content validity of Checklist of Child 
Characteristics is sufficient and the support profiles are capable of making 
adequate distinctions among pupils with a developmental perspective ranging up 
to twenty-four months (and additional problems) can it be determined whether the 
checklist can make a significant contribution to the design of instruction and care.  
 

Method 
 
Sample 

To assess content validity, the researchers assembled a panel of carers 
and teachers of pupils with profound and multiple learning difficulties. Carers and 
teachers were chosen as their expertise is important when evaluating the 
information that the profiles provide about children. Carers and teachers are 
therefore the most preferable sources of judgement in this regard as they 
observe the pupils daily in relevant settings. An explicit criterion for participation 
was that the carers and teachers had known the pupils concerned for at least one 
year. It can therefore be assumed that the respondents knew the pupils well 
enough to provide reliable assessments. 

In December 2003, researchers contacted four schools and eight centres 
for special education to solicit participation in the research. All of the schools and 
centres for special education agreed to complete checklists for one or more 
pupils. Thirty-seven checklist forms were sent to the participating schools and 
centres for special education. A number of checklists were not completed, due to 
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lack of time, illness on the part of personnel and the sudden death of one of the 
participants. The total response rate was therefore eighty-six percent. The panel 
of raters consisted of twenty-two carers and teachers from eleven different 
schools and centres for special education that had completed checklists for thirty-
two pupils. The panel involved seven teachers and fifteen carers, who had an 
average of more than six years of experience in either the instruction or care of 
pupils with profound and multiple learning difficulties. The number of pupils for 
whom a given carer or teacher completed checklists ranged from one to five. The 
number of years that carers or teachers had known the pupils ranged from a 
minimum of one to a maximum of five.  
 

Instruments 
 

Two instruments were used in conducting this research. The first 
instrument was the Checklist of Child Characteristics.  This checklist contains 
four sections: general information, functions, activities and participation, with a 
total of 118 items. In the categories of functions and participation the question is 
asked whether the child shows a particular behaviour ‘always’ ‘sometimes’ or 
‘never’. In the category of activities it is important to know whether the child can 
carry out the activity ‘independently’, or ‘with support’, or ‘not at all even if 
complete support is given’. The question of the type of support that the child may 
need was also asked in the category of activities. This could be physical or verbal 
help, help from a suitable aid, or a combination of these. 

The checklist was subjected to reliability and factor analyses. The results 
indicate that it is a reliable instrument (in all three categories alpha ranges from 
.091-.097) Exploratory analysis (principle component analysis) followed by a 
varimax rotation was used to obtain factors consisting of related items that are 
relevant as regards content. Based on the factor analysis the checklist is 
subdivided into eleven factors, each of which describes a specific component of 
pupil functioning. The distribution of the items over the factors is based on the 
factor loading of these items. The number of items within a factor ranges from 3 
to 30 items. A number of factors encompass relatively few items. These factors 
were retained because of the relevance of their content, their contribution to the 
variance that is explained, and the essential contribution that these factors may 
make to the drawing up of the support profiles (Tadema et al., 2005).  

The second instrument consisted of an interview that focused on the 
impression that the support profiles gave. It was an interview, with a structured 
and a non-structured part. The structured part consisted of six multiple-choice 
questions. With regard to the support profile and description the respondents 
were asked the following questions: 
1. To what degree are the scores on the various factors (strengths and 

weaknesses) consistent with your own impression of how the pupil would 
score on these factors? 

2. What impression does the profile description give you of the functional 
abilities of the child? 
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3. What impression does the profile description give you of the way in which 
the pupil can carry out activities? 

4. What impression does the profile description give you of the degree and 
type of assistance that the pupil needs in order to carry out activities? 

5. What impression does the profile description give you of way in which the 
pupil participates in the group/class? 

6. Does the profile description contain enough information to give an 
appropriate conclusion? 

 
Responses to the questions 1 to 5 were scored on a five-point (Likert-type) 

scale, with response categories ranging from ‘very good impression’ to ‘very bad 
impression’. For the last question, the response categories ranged from ‘strongly 
agree’ to ‘strongly disagree’. Higher scores reflect better impressions. 

The unstructured part of the interview consisted of eight questions. Six were 
meant to give the respondent the opportunity to make explanatory remarks for 
every multiple choice question (e.g. ‘Can you explain why the profile description 
gives you a good impression of the pupil’s functional abilities?’). Two more open 
questions involved aspects that were missing in the description and further 
comments or observations. 
 
Procedure 

The teachers or carers of the children concerned completed the Checklist 
of Child Characteristics and returned them to the researchers, who used the 
completed checklists to compile support profiles. The researchers subsequently 
presented the profiles to the teachers or carers during interviews, which focused 
on the extent to which the support profiles were appropriate to the children for 
whom they had been compiled. The questions were addressed to the teachers or 
carers who had completed the checklists. 
 
The compilation of support profiles 

To illustrate the process used by the researchers to compile support 
profiles, this section describes a three-phase plan that was developed specially 
for this purpose. The plan is tentative and can still be adapted according to the 
evaluations that teachers and carers make of the support profiles.  

The first phase includes the calculation of raw scores and completing the 
support profile, the second phase consists of analysis of the results, and the third 
phase involves making a description. Each phase consists of a number of action 
steps. 

All items can be answered on a scale from 0 to 2. A minimum score of 0 
and a maximum score of 2 per item is possible. The summation of all scores on 
the items per factor allows a total score for a factor to be calculated. As the 
number of items per factor range from 3 to 30, the maximum raw scores per 
factor range from 6 to 60. In the first phase, the raw scores on all items for each 
factor are added together. Raw total scores on every factor will be converted into 
quartile scores that are based on the raw scores of a large group of children with 
PMLD (Tadema et al., 2005).  
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Factor Nr of 
items 

Raw 
score 

Quartile-
score 

W M 
 

Fs S Structure 
 
1    2     3 

Support 

1: Active orientation on 
the surroundings, 
possibility of 
recognizing events, 
images and noises from 
the surroundings and of 
reacting to these. 

 
28 

 
41 

 
3 

�

� 
�

� 
 
� 

�

� 
 
13 

 
15 
 

 
0 

 
n/a 

2: Muscle control over 
functions that are of 
importance for eating, 
drinking and care 
moments.  

 
10 

 
11 

 
2 

�

� 
 
� 

�

� 
�

� 
 
4 

 
3 

 
3 

 
n/a 

3: Being able to express 
feelings of displeasure 
and tensions. 

 
6 

 
7 

 
3 

�

� 
�

� 
 
� 

�

� 
 
2 

 
3 

 
1 

 
n/a 

 

4: Being open to 
physical contact. 

 

4 
 

3 
 

2 
�

� 
 

� 
 

� 
 

� 
 

1 
 

1 
 

2 
 

n/a 

5: Being able to carry 
out task-oriented 
activities and actions 
and to understand and 
communicate concrete 
messages.  

 
30 

 
5 

 
1 

 
� 

�

� 
�

� 
�

� 
 
0 

 
5 

 
25 

 
3v, 2ph 

6: Control of basic 
motor skills that can 
increase the 
independence of the 
child. 

 
17 

 
20 

 
2 

�

� 
 
� 

�

� 
�

� 
 
7 

 
6 

 
4 

 
4ph, 
2ph/ a 

 

7: Control of basic 
communication skills. 

 

5 
 

8 
 

3 
 

� 
 

� 
 

� 
 

� 
 

4 
 

0 
 

1 
 

- 

 
8: Taking part in group 
activities when a carer 
takes the initiative. 

 
5 

 
1 

 
1 

 
� 

�

� 
�

� 
�

� 
 
0 

 
1 

 
4 

 
n/a 

9: Taking part in group 
activities whereby the 
child is oriented on 
others (and assumes an 
active attitude)   

 
5 

 
1 

 
2 

�

� 
 
� 

�

� 
�

� 
 
0 
 

 
1 

 
4 

 
n/a 

10: Personal orientation 
on another; seeking 
contact and reacting to 
contact. 

 
5 

 
7 

 
3 

�

� 
�

� 
 
� 

�

� 
 
2 

 
3 

 
0 

 
n/a 

 

11: Residual category, 
no further description. 

 

3 
 

3 
 

3 
 

� 
 

� 
 

� 
 

� 
 

1 
 

1 
 

1 
 

n/a 

Figure 1  structure of the scores 
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The conversion of these scores into quartile scores brings the strengths 
and weaknesses of the pupils into sharper contrast. The quartile scores are 
divided into the categories ‘weak’ (w), ‘moderate’ (m), ‘fairly strong’ (fs) and 
‘strong’ (s). The structure of the scores is also important. For example, a score of 
‘yes, sometimes’ on several items within a particular factor could indicate a 
sensitivity disorder, an alertness problem or epileptic seizures. Such information 
is important when developing an instructional programme for a pupil. The support 
profile provides a raw score for each factor along with the corresponding quartile 
score, which shows whether the factor is a relative strength or weakness for a 
given pupil. Finally, the items for the category of ‘activities’ also reflected the type 
of support. The letter ‘v’ corresponds to verbal support, ‘ph’ indicates physical 
help, and ‘a’ means that the pupil requires help from assistive device(s). Figure 1 
illustrates the structure of the scores. 

The figure indicates the raw score on each factor, and the corresponding 
quartile score, and what this means in terms of strengths and weaknesses. It also 
provides information on the structure of the factor scores. However, the profile 
needs to be interpreted. This requires the analysis of each profile at the following 
three levels: quartile scores, response categories and type of assistance. This 
analysis should lead to a clear profile description. Figure 2 presents an example 
of such a description. 
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Figure 2  example of a description of the support profile 
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With reference to the results of the support profile, the implications for the 
education and care of the pupil will be discussed in the ‘conclusion’ section. An 
example of this section can be seen in figure 3. A number of suggestions are 
provided for drawing a conclusion, including the consideration of the pupil’s 
strengths and the determination of whether these strengths provide an opening 
for instruction. It is also essential to define the type of approach that the pupil 
needs and the sorts of activities that would be appropriate. Finally, the extent and 
type of assistance that is necessary can be determined. 
 

 

 
�����������
������������
��	�����������
���

������	�����
������
���������
��������������
�������������(�������������������������
�������������
������
�����������������������
����	����
����!�����������
� ��������� ���� ����
��������
� ��

������	������������ ��������
��
���������������������������
������%��%�������
��������������
!�����������
�����������
��
���������"��������
���	��������������
�������)�
�����
����������

����
����������
����� ������������
�����
�
������
��
����������������������� ������	��(��
����
�����	� ��� ���
��
����� ����
������� ���� ��
�� ��
� ������� ��� ��� ��
���
�� ����
����� ���
�������
�����������
�������������
���������������������
���
��	�����������������������
���
����
(������������������
����
����������
��������������������
��
������
������������	
����������������
)�
� ����%��
������ ������������ ��� ��� ����
����� ��� �������
� ���� ����������� �
�� ���������� ����
�����
�� ����� ��� ���������� ��� ���� ������� ���� �����
��� �
���
���� �������� ���� ��
����
�����������������������
����
�����������������������
�������
�������	�����  
Figure 3 example of a conclusion of a support profile 
 

 
Each profile can be accomplished in the same manner by following, in 

turn, each of the three phases (calculation, analysis and description). The steps 
described above were followed for each of the 32 questionnaires that were 
completed. This procedure yielded 32 different support profiles. To assess their 
validity, the support profiles were subsequently presented to the teachers and 
carers. 

 
Results 

 
We first discuss the representativeness of the group of pupils for whom 

the checklists were completed. This will be followed by the results of the 
interviews. 
 
Representativeness 

Some degree of variation in the type and degree of problems of the pupils 
is important, as support profiles must be appropriate for all pupils with 
developmental perspectives up to twenty-four months and additional problems. 
Checklists were completed for 32 pupils, fifteen boys and seventeen girls. Table 
1 provides an overview of the additional problems that were revealed for these 
pupils. Each pupil could have multiple problems. 
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The checklist revealed the following with regard to care activities: three 
pupils are tube-fed, but two of these three also receive food orally. Another three 
pupils are able to eat only liquid food. The other 26 pupils eat solid food. The age 
of the pupils ranged from four to seventeen years, with an average age of eleven 
years. The average age of the pupils in the centres for special education was 9.3 
years. The average age of the pupils in the schools was 12.7 years. 

 
Table 1 overview of additional disabilities 

disability frequency percentage 
Visual impairments 19 59.4 % 
Hearing impairments 5 15.6 % 
Motor disabilities 31 96.9 % 
Epilepsy 15 46.9 % 
Chronic illness 6 18.8 % 
Autistic features 5 9.4 % 
Heart diseases 2 6.3 % 
Health problems 15 46.9 % 
Other problems 8 25 % 

 
Because of the heterogeneity of the group, it is important to evaluate 

several types of support profiles, as teachers must be able to recognise their 
pupils in the profiles regardless of the profile’s appearance (the strengths and 
weaknesses of the pupils). This can only be determined when the results suggest 
many different support profiles. For this reason, it was determined whether the 
profiles of the thirty-two pupils contained sufficient variation. The quartile scores, 
which were derived from the raw scores, had to vary sufficiently. 

As shown in  table 2, there appears to be considerable variation in the 
quartile scores on the various factors. There is also sufficient variation in 
developmental level and the severity of problems. These results suggest that a 
number of support profiles will emerge and that the results are applicable to the 
broader population of pupils with profound and multiple learning difficulties. 
 
Overview of interview results 

In the interviews, a panel of teachers and carers rated each component of 
the profile on a scale from one to five. The following table presents the average 
score for each component. In this table a score of 5 indicates ‘very appropriate’, 
and a score of 1 indicates ‘very inappropriate’. Higher scores reflect higher 
appropriateness. 

In order to identify the most frequent responses, both the mode and the 
average were calculated. This was necessary as a single divergent answer from 
one expert could have significant consequences for the average, particularly in a 
small research group, while having very little effect on the mode. The opinions for 
carers and teachers are presented separately, as teachers and carers might 
differ in their opinions due to different backgrounds.  Table 3 also presents the 
responses that the teachers and carers gave to the interview questions.  
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Table 2 Percentages by quartile score on each factor 
Quartile scores Factor Factor description 

1 2 3 4 
F1 Active orientation on the surroundings, 

ability of recognizing events, images and 
noises from the surroundings and of 
reacting to these. 

25.0 21.9 34.4 18.8 

F2 Muscle control over functions that are of 
importance for eating, drinking and care 
moments.  

9.4 40.6 18.8 31.3 

F3 Being able to express feelings of 
displeasure and tensions. 

15.6 25.0 40.6 18.8 

F4 Being open to physical contact. 18.8 34.4 25.0 21.9 
F5 being able to carry out task-oriented 

activities and actions and to understand 
and communicate concrete messages.  

18.8 34.4 25.0 21.9 

F6 Control of basic motor skills that can 
increase the independence of the child. 

34.4 21.9 6.3 37.5 

F7 Control of basic communication skills. 18.8 34.4 21.9 25.0 
F8 Taking part in group activities when a 

carer takes the initiative. 
31.3 31.3 18.8 18.8 

F9 Taking part in group activities whereby 
the child is oriented on others (and 
assumes an active attitude)   

6.3 28.1 37.5 28.1 

F10 Personal orientation on another; seeking 
contact and reacting to contact. 

21.9 37.5 25.0 15.6 

F11 Residual category, no further description. 28.1 31.3 12.5 28.1 
 

Table 3 Overview of interview results 
 Carer teacher all    
Appropriateness of M (sd) M (sd) M (sd) Mode Range t 
Quartile scores 3.71 

(.69) 
3.8  

(.78) 
3.75 
(.71) 

4 2-5 -.486 

Description of 
function 

3.82 
(.73) 

3.73  
(.80) 

3.78 
(.75) 

4 2-5 .232 

Description of 
activities – degree of 
support 

4.06 
(.43) 

3.93  
(.70) 

4.00 
(.57) 

4 2-5 .616 

Description of 
activities – type of 
support 

3.71 
(.61) 

4.07 
(.70) 

3.90 
(.67) 

4 2-5 -1.506 

Description of 
participation 

3.59 
(.71) 

3.67  
(.90) 

3.63 
(.79) 

4 2-5 -.440 

Sufficient information 
for conclusion 

3.94 
(.56) 

3.53  
(1.13) 

3.75 
(.88) 

4 2-5 .122 
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As shown in the table, the carers and teachers appeared generally 
satisfied with the support profiles. The average score on the six multiple-choice 
questions was 3.8, and the most common response for each question was 
‘appropriate’. These results suggest support profile and descriptions provides an 
appropriate impression of all 32 pupil(s). T-tests reveal no significant differences 
between the opinions of teachers and carers. However the standard deviation 
and range of responses show somewhat more variation in the opinions of 
teachers compared to carers.  

Further analysis of the qualitative data (explanatory remarks) show that all 
panel members give additional comments to the quartile scores of the pupils. 
Twelve panel members (six carers and six teachers) plead for a higher quartile 
score of their pupil on factor 4 (Being open to physical contact). They state that 
the children are more open to physical contact as is reflected by the quartile 
score. Six panel members have the impression that ‘their’ pupil should get a 
higher score on factor 3 (Being able to express feelings of displeasure and 
tensions). Three other panel members however, think their pupil has been rated 
too high on factor 3. Seven persons think that the child has been rated too high in 
factor 9. The other quartile scores seem to correspond with the ideas of the 
teachers and carers and are subject to little if any comments. 

The carers and teachers also made comments or remarks with regard to 
the description. From this information, it appears that seven of the panel 
members would prefer the profiles to begin with a general section about the pupil, 
for example, a section that would report the medical diagnosis or additional 
problems. This would provide a more complete picture of the pupil than a profile 
containing only information about the various factors. Eleven carers and teachers 
would like to have seen behaviour-specific information, such as a description of 
the manner in which the teacher or carer is able to direct or correct the pupil’s 
behaviour. For example, some pupils may have skills but may not cooperate. 
This can have a decisive effect on the care and instruction of these pupils. Three 
carers found that the descriptions of motor skills did not contain enough detail. 
Two carers remarked that they would prefer to have seen information about the 
types of assistive devices needed by specific pupils. Two carers remarked that 
the profiles were not refined enough and that the tone was too business-like. 
Similarly, two carers/teachers were of the opinion that the profiles paid too little 
attention to the assistance that the pupils needed. According to two panel 
members, the profiles contained no information concerning the types of activities 
that could be offered to the pupils or about the interests of the pupils.  

The definitive three-phase plan for compiling support profiles in the 
instructions for the checklist reflects several of the comments and remarks from 
the interviews. For example, the inclusion of a short section providing 
background information on the diagnosis and additional problems would indeed 
enhance the profile. 
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Conclusion and discussion 
 

Our research into the content validation of the Checklist of Child Characteristics 
showed that the support profiles reflected the impression teachers and carers 
had of their pupils.  

A number of comments can be made concerning the validation of the 
support profiles. First, the profiles were written by the researchers, who also 
developed the three-phase plan for drafting such support profiles. We did not 
examine the extent to which these instructions offer support for teachers or 
psychologists who attempt to compile profiles. It is possible that implementation 
would cause unforeseen problems for teachers and educational psychologists. 
Another remark is that the research group consisting of slightly more than thirty 
pupils is small. Nonetheless, the composition of the research group with pupils 
who had diverse profiles, together with the results of the interviews, suggests that 
this applied to the support profiles in general. Finally, only a limited assessment 
of validity was conducted as the determination of concurrent validity was 
apparently impossible, as no similar instruments exist for children with profound 
and multiple learning difficulties.  

Taking the limitations of the research into account, we can conclude that 
the results suggest that the checklist is useful and valid, and that it is able to 
provide recognizable and suitable images of pupils. In addition to the pupil’s 
strengths and weaknesses, the checklist can also provide an indication of the 
manner in which pupils participate in groups and of the support that is 
appropriate for particular pupils. The intent of the support profile is to give an 
overall view of a pupil that reflects both its strengths, challenges and support 
needs. The support profile offers both objective information (in the form of 
quartile scores) and qualitative information (in the form of descriptions). This is 
particularly important for pupils with PMLD. While numerical scores alone (e.g. 
indications of developmental age) are indeed the most objective and are the least 
subject to interpretation, they are also associated with a number of 
disadvantages. For example, such scores often provide insufficient support for 
the development of IEPs for these pupils (Downing & Perino, 1992). Beyond this, 
a score yields very few suggestions about what should happen in school and 
what the priorities in the IEP should be, even though it is quite important to 
incorporate assessment into programme planning (McNicholas, 2000). The 
combination of objective scores with descriptions in the support profiles does 
more than simply offer help for developing IEPs; by completing the checklist once 
each year, the performance of pupils can be compared over time. In this way, 
information about increases in pupils’ abilities becomes available, as does 
information about the degree of support that they need and about the ways in 
which they participate in group activities. The importance of such a means of 
measuring progress was noted earlier by Male (2000). The instrument makes no 
claim to be comprehensive. It provides no indications regarding preferences, 
interests or the most appropriate ways to work with particular pupils. 
Supplemental assessments are necessary for these purposes.  
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Results for a broad array of factors suggest that it is quite likely that the 
instrument can be used to compile appropriate instructional programmes for each 
pupil with PMLD. It has already been put to use by a number of schools and 
centres for special education within care and educational contexts. The 
instrument’s value in compiling IEPs requires further research, using practical 
information from these applications. Subsequent publications will discuss these 
results. 

Regardless of the changes in the Dutch situation, not all pupils with PMLD 
are in schools yet. For example, parents of pupils who require extensive nursing 
services may decide to enrol their children in centres for special education if the 
school lacks the appropriate knowledge and facilities. Information about child 
characteristics can be used not only to report the meaning of these 
characteristics in terms of teaching, learning, caring and treatment but also to 
determine what is important in the school organization in terms of curriculum, the 
(specialized) knowledge of the personnel, facilities, resources and 
interdisciplinary cooperation (Aird, 2001). The ability to determine which pupils 
with which profiles are already in school and which are not yet in school is 
therefore important. Only when this is known will the demands on teachers’ 
expertise become clear and the facilities that are necessary to offering an 
adequate array of instructional and care services be identified. The list of child 
characteristics can provide insight for these purposes and, in the process, 
provide worthwhile guidance for care within the educational context. 
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Chapter 4 
 
 

Implementation of a programme for students with profound 
intellectual and multiple disabilities in schools: three case 

studies¹ 
 
 
 

Abstract 
 

Until recently in the Netherlands, students with profound intellectual and multiple 
disabilities (PIMD) rarely made use of the educational facilities available. As a 
result of a new law passed in 2003, an increasing number of students attend 
school. A specific curriculum has been developed, but no knowledge has been 
gained regarding the implementation of this curriculum. The purpose of these 
three case studies is to explore the implementation process in three schools after 
they had completed a training programme in working with the curriculum. The 
results show that the implementation of the new curriculum is difficult and can be 
accompanied by many problems. The implications of the results are discussed. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
________________________________________________________________ 
¹Tadema, A.C., Vlaskamp, C. & Ruijssenaars, A.J.J.M. (submitted) 
Implementation of a programme for students with severe and profound 
intellectual and multiple disabilities in schools: three case studies. Education and 
Training in Developmental Disabilities. 
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Introduction 
 

The inclusion of students with special needs in society has attracted 
increasing attention over the last ten years. Students with disabilities must be 
able to make use of regular provisions as far as possible and be given every 
opportunity to participate fully in society. As a result of a policy directed at 
inclusive education in 2003 the Dutch Ministry of Education introduced a new 
education act. This act reorganized the special and general education systems 
and provided support for inclusive education for all students with special needs. 
The new act also affected the education of students with profound intellectual 
and multiple disabilities (PIMD) as schools were no longer allowed to reject these 
students on grounds of the severity of their disabilities. Until then, these students 
(which the Dutch government refers to as students with an IQ below 35 and 
additional problems) rarely made use of the educational facilities available. 
Although they had the formal right to attend school, most parents applied to a 
Centre for Special Education (CSE) instead. Such centres provide many kinds of 
educational and care facilities for students with disabilities in the age range 3−20. 
Although CSEs are not formal educational institutes (as they are funded by the 
Ministry of Health), planned and purposeful attention is paid to the development 
of the students. 

As a consequence of the new law, schools must be capable of providing 
these students with appropriate educational programmes. As the staff at such 
schools have other qualifications than those who work in centres for special 
education, and because the institution is an educational one, there was a need 
for a new curriculum with corresponding instruments and procedures. Several 
approaches in curriculum design for these students have been developed in the 
past decades (Logan, Alberto, Kona & Waylor-Bowen, 1993; Horner, 1994; Ware 
& Healey, 1994; Orelove & Sobsey, 1996; Rainforth & York- Barr, 1997; Orelove, 
Sobsey & Silberman, 2004). However, the research literature provides limited 
documentation regarding effective curriculum strategies for students with PIMD 
that lead to student outcomes in the areas of academic and functional skills 
acquisition (Nietupski, Hamre-Nietupski, Curtin & Shrikanth, 1997; Dymond & 
Orelove, 2001). 

The Ministry of Education therefore supported the development of an 
assessment procedure and the development of a suitable curriculum (Tadema, 
Vlaskamp & Ruijssenaars, 2005; 2006; 2007). Both were developed specifically 
for the education of students with PIMD. All eligible schools were provided with 
these materials in the summer of 2005. However, it was not clear whether the 
materials that had been developed and distributed actually worked in practice. No 
knowledge had been gained regarding the implementation of this curriculum. 
Studies investigating the implementation of research-based practices in 
classrooms show us how difficult the implementation task actually is (Snell, 
2003). Simply having a curriculum does not guarantee successful 
implementation. Apparently, it is not only the quality of the new practice that is 
important, as other factors also contribute to the success of any implementation 
process. The extent to which an intervention is implemented as intended seems 



 67

to play an important role. This process is referred to as implementation fidelity 
(Martens, Witt, Elliott & Darveaux, 1985; Chen, 2005; Gersten et al., 2005). 
Classrooms are extremely complex places and new approaches found to be 
effective in research settings are likely to fail if something goes wrong during 
implementation (Gerstens et al., 2005). Implementing a curriculum requires 
teachers to become familiar with new content, adapt their new skills to new 
materials, and take the initiative to create changes in the classroom (Field & 
Hofman, 2002). Furthermore, instructional practices must reflect and fit within the 
details of daily classroom instruction. In addition, the degree to which participants 
like a programme, or the degree of programme acceptability, will affect the 
degree to which they use it (Wolf, 1978).  

In addition to the general problems that are likely to occur with regard to 
the implementation of practices and programmes in schools, more specific 
implementation problems may occur regarding the implementation of the 
curriculum developed for students with PIMD. On the student level, the severity 
and complexity of their disabilities and their apparent lack of progress forms an 
additional barrier, as it makes the provision of an educational programme 
extremely difficult.  

Related to this, on the teacher level, implementation problems may also 
occur, as sensitivity towards the complexity of the disabilities is required. Another 
vision of progress (not only in terms of developing new skills, but also in 
extending existing skills, accepting reduced support in completing a task, or 
increase of engagement) is also needed (Barber & Goltbart, 1998; Marvin, 1998). 
In addition, most teachers lack experience with respect to educating such 
students (as they have only just arrived in schools). This may create other 
difficulties. Teachers need to be prepared to extend their knowledge and skills 
with regard to educating students with PIMD. 

Finally, on the organizational level, specific problems may occur if the 
organization does not support and facilitate the implementation. As the quality of 
the educational programme for a student with PIMD depends largely on the 
degree to which team members can work together and communicate (Orelove & 
Sobsey, 1996), the organization needs to facilitate this process. In addition, extra 
personnel may be essential in order to successfully teach such students. 
Providing services to students with PIMD often requires contributions from many 
professionals (Dule, Korner, Williams & Carter, 1999). A lack of qualified and 
skilled personnel may lead to problems with the implementation of the curriculum. 

Because of the problems that may occur during the implementation, and 
the importance of implementation for the success of a programme, it is essential 
to investigate the implementation of the new curriculum for students with PIMD. 
This study explores the implementation process in three schools that undertook 
training in working with the curriculum. As all three schools followed the same 
training programme and were asked to implement the programme at the same 
time and in the same manner, comparisons can be made between them. This 
may give us more understanding of what factors affect the new curriculum 
implementation strategy.  
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Method 
 

The study that was conducted had an explorative nature. Multiple case 
studies were conducted as they take into account the holistic and meaningful 
characteristics of real-life events, and give a detailed description of the 
phenomenon studied (Yin, 2003). Case studies allowed us to investigate factors 
that contributed to student outcomes. By examining multiple cases we were able 
to explore joint experiences as well as different experiences across schools.  

 
The programme 

The programme is based on the scientific information available with 
regard to educating students with PIMD, and was developed in cooperation with 
representatives from Dutch schools and CSEs. Some basic assumptions 
underlie the programme. Since there is no clear sequence in what students with 
severe disabilities should learn, teachers must use principles or frameworks to 
guide their choices and decisions about what to teach (Ford et al., 1989; 
Ferguson, Willis & Meyer, 1996). Therefore, the programme is not a set 
curriculum, but consists of a framework that needs to be adapted for each 
student. Directions are available for each step that has to be taken. As the 
quality of the educational programme for students with multiple disabilities 
largely depends on the degree to which team members can work together and 
communicate (Orelove & Sobsey, 1996), collaborative teamwork and 
collaborative goal setting are expected (Rainforth & York- Barr, 1997; Cloninger, 
2004). 

The learning process must start with a thorough assessment (Carpenter, 
1995). Therefore, the Checklist of Child Characteristics (CCC; Tadema et al., 
2005; 2007) is used. The outcomes result in a ‘profile description’ which gives 
information about the stronger and weaker capabilities of a student, and shows 
clearly what forms of support are necessary for the particular student (Tadema et 
al., 2005; 2007). This profile forms the basis for setting long-term goals, mid-term 
goals and short-term goals. Long-term goals ought to be achieved in a school 
year, mid-term goals in a semester, and short-term goals in a period of 
approximately four weeks. The achievement of several sequential short-term 
goals leads to the achievement of mid-term goals. If both mid-term goals are 
achieved, the long-term goals can be evaluated positively as well.  

Both long-term goals and mid-term goals are formulated during a 
collaborative meeting attended by teachers, therapists and parents (Giangreco, 
1996; Orelove & Sobsey, 1996). There are guidelines available to structure the 
collaborative meeting in order to decide on long-term goals and mid-term goals. 
Short-term goals are set by teachers and therapists independently. Goals can be 
formulated within several areas: communication and interaction, sensory 
development, play, motor development and social-emotional development. 
Directions are given with regard to the technical criteria that have to be met in 
setting these goals (Poppes, Vlaskamp, De Geeter & Nakken, 2002).  

Guidelines are available with regard to the evaluation criteria necessary 
for determining whether the goals have been achieved (Poppes et al., 2002). 
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Evaluation dates need to be set in order to prevent the formulation of goals with 
standards that are either too low or too demanding (Poppes et al., 2002). Goal 
Attainment Scaling (GAS; Kiresuk & Sherman, 1968) is used as the evaluation 
tool, because it provides an individualized, criterion-referenced approach to 
describing even small changes in the performance of students (Roach & Elliot, 
2005). Following all of these steps within the curricular framework will lead to an 
Individual Educational Programme (IEP) for the student.  
 
Participants and selection procedures 

Research took place in the school year 2005/2006. Before the school year 
started, special schools in the Netherlands were contacted by e-mail to solicit 
participation in the study. This e-mail included a brief letter explaining the 
purpose of the study. Initially, fourteen schools were interested and asked for 
further information. Eventually, three schools were selected for location, 
willingness to follow a training programme and having five students with IQ<35 
and additional problems who could participate in the study. None of the schools 
had any experience with the curriculum. 

 
Table 1 Information with regard to the teaching assistants and teachers who 

participated in the training 
 School 1 

(range) 
School 2 
(range) 

School 3 
(range) 

No. of teachers 5 3 3 
Age  38.2 (26−52) 42.3 (33−48) 30.3 (28−35) 
Degree 
 special teacher 
 teacher 
 assistant teacher 

 
1 
2 
2 

 
1 
2 
- 

 
1 
- 
2 

Teaching experience in years 12.5 (1.5−30) 10.7 (2−22) 4.7 (3−7) 
Experience with students with 
PIMD in years 

3.9 (1.5−7) 12.3 ( 4−24) 7.7 (5−10) 

 
 
Schools 1 and 2 are special schools for students aged 4−20. Student 

levels range from moderate to profound intellectual disabilities. In both schools 
only a small group of students have profound disabilities. School 3 is a 
combination of a special school and a CSE. The students are aged 2−20, with 
most students having severe to profound intellectual disabilities. In all three 
schools physiotherapy and speech therapy are available to students when 
needed. Seven teachers and four assistant teachers agreed to follow the training 
and participate in the study. Table 1 provides information with regard to the 
participating teachers. 

The three schools all selected five students who could participate in the 
study. The teachers who participated were mainly responsible for designing and 
working on the programme with one or two students in their class. Test results 
(e.g. Bayley Scales of Infant Development II-NL; Van der Meulen, Ruiter, Lutje 
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Spelberg & Smrkovsky, 2002) show that students had an estimated IQ of below 
35 and additional problems. The participation of the students was with the 
consent of their parents. Table 2 shows information related to the students.  
 

Table 2 Information with regard to the student 
 School 1 School 2 School 3 

Student 1 2 3 4 5 1 2 3 4 5 1 2 3 4 5 
Gender M F F F F M F M M M M M F F F 
Age 13 17 13 8 8 9 8 9 17 13 14 6 9 10 9 
Health 
problems 

- + + + - - + - - - + - - - - 

Vision 
problems 

- + - - - - - - + - + + + - - 

Motor 
problems 

+ - - + + + - + - + + + - - + 

Epilepsy - - - - + - + - - + - - - - - 
Feeding 
problems 

- - - + - - - - - - + - + - - 

Asd¹ + - - - - - - + + + - - + + - 
Beh. 
probl¹ 

+ - - - - + - - - + - - + - + 

Therapy² s/ 
p 

- s/ 
p 

s/
p 

s/
p 

s/
p 

s s/
p 

s/p
h 

s/ 
p 

- p s m m 

Living 
situation³ 

 
gh 

 
f 

 
f 

 
f 

 
f 

 
f 

 
f 

 
f 

 
gh 

 
f 

 
gh 

 
f 

 
f 

 
f 

 
f 

¹ asd= Autism spectrum disorders, beh. probl= behavioural problems 
²s = speech and language therapy, p = physiotherapy, m = music therapy 
³ gh= group home, f=family/ parents 

 
 
Procedures 

Training: At the start of the school year training was given to all 
participating teaching assistants and teachers. The training consisted of five four-
hour sessions. The aim of the training was to provide teachers with basic 
knowledge of the steps that had to be taken in order to design and use an IEP. 
The first session allowed participants to learn some of the theory behind the 
programme, the kind of students for whom the programme was intended, and the 
assumptions underlying the programme. Information on the use of assessment 
instruments and how to obtain a profile description was given in the second 
session. Practising the use of those instruments was also part of this session. 
The third session paid attention to setting goals. Information on the use of the 
evaluation tool was given in the fourth session. The use of this tool was also 
practised. The fifth session consisted of information on how to implement the 
programme in the school. 
 

Programme implementation: Participating teachers were expected to use 
the programme with one or two participating students for a period of 
approximately nine months following the training. All consecutive steps in the 
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programme (from assessment to evaluation) had to be taken. Participating 
teachers were expected to work collaboratively with therapists involved with the 
student. Teaching assistants were to be involved in the programme of the 
students. In Schools 1, 2 and 3, three, four and four assistants and teachers were 
involved respectively.  

Throughout the study, support was available to assist teachers with 
questions about the programme. Furthermore, feedback was provided on the 
technical aspects of goals and evaluation. 
 
Measures 

The use of a conceptual framework helps to synthesize the complex reality 
of the schools involved in the study into a reliable and manageable description 
(Ghesquière, Maes & Vandenberghe, 2004). Therefore, we used a framework 
that consisted of three different domains: 
A the fidelity of the programme implementation (Gerstens et al., 2005). 

Several programme features were taken into account, which included 
surface features (the extent to which the expected intervention is 
implemented) and quality features (how well the intervention is 
implemented) 

B the perceptions of and opinions about the programme held by the teachers 
involved 

C the impact of the programme on students in terms of the number of goals 
that were achieved in a period of nine months 

 
To examine the implementation of the programme in a wider context, data 

on aspects of team collaboration were also collected. 
 
Data collection and instruments 

Data were collected during the school year 2005/2006. Schools were 
visited by a researcher on several occasions during the school year. A data-
collection protocol was used to ensure consistency of data that were collected 
across schools and participants during the school year.  

Data triangulation is necessary in case studies in order to raise the 
credibility of findings (Karvonen, Flowers, Browder, Wakeman & Algozzine, 
2006). Therefore combinations of qualitative and quantitative methods were 
used. Data sources included documents, observations and questionnaires. 
Reliable and valid instruments were chosen where possible. Documents that 
were collected included the Profile descriptions, STG- forms which give a 
description of each short-term goal, activities, evaluation criteria, and the planned 
date of evaluation. Evaluation forms, which contain the date of evaluation, a 
description of the course, and the GAS score were also collected. Observation 
records were made during the collaborative meetings in which long-term goals 
were set. Furthermore, two questionnaires were used to follow the 
implementation: 
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- the Checklist of Child Characteristics (CCC; Tadema, et al., 2005). This is 
a valid and reliable instrument that takes into account child characteristics that 
are of importance with regard to designing an IEP. 
- the Programme Evaluation Questionnaire (PEQ). This is a reliable 
instrument that measures teachers’ perceptions and opinions (Vlaskamp, Van 
Wijk, Zijlstra & Van der Putten, 2006). A three-point Likert scale was used. 
Response options range from ‘agree’ to ‘not agree’. Scores range from 0 to 2 
with higher values indicating higher acceptability. Thirty-six items are included in 
this study in order to measure teacher perceptions. These items are divided into 
five topics: 

1 satisfaction with regard to the content of the curriculum (e.g. 
‘Working with this curriculum suits me’) 

2 perceived effects on own actions (e.g. ‘I work more 
systematically’) 

3 perceived mastery of the programme (e.g. ‘I feel capable of 
formulating short-term goals’) 

4 use/usefulness of the programme (e.g. ‘The forms that can 
be used for setting goals are useful’) 

5 satisfaction with the collaborative teamwork (e.g. ‘I feel 
supported by my colleagues while using the programme’) 

 
Data analysis 

A cross-site analysis (Miles & Huberman, 1994) was used to analyse the 
data. This means that all cases were screened for common themes between the 
cases as well as for unique findings within the separate cases. Data was 
analysed according to the three domains mentioned. For measuring 
implementation fidelity a checklist was used, containing all programme features. 
Record was made of the extent to which the features occurred within the 
intervention and the quality of some of the features was taken into account as 
well. The programme features that were taken into account are shown in Table 3. 

Teachers’ perceptions and opinions were analysed using the PEQ 
(Vlaskamp et al., 2006). The impact on students of working with the programme 
was analysed by taking into account the percentage and number of goals that 
were partly achieved during the nine months of the study. The score on the Goal 
Attainment Scale is therefore taken into account. 
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Table 3 Programme features taken into account 
Programme 
feature 

Prescribed intervention 

Assessment The Checklist of Child Characteristics is filled in by parents and 
by teachers. 
A profile description is written by the teacher based on the 
results of the Checklist of Child Characteristics (CCC). 

Collaborative 
meeting 

A first collaborative meeting is held at the beginning of the school 
year, in which long-term and mid-term goals (first semester) are 
set. 
Evaluation data are set. 
A second collaborative meeting is held halfway through the 
school year in order to evaluate the first mid-term goal and to set 
a second mid-term goal (second semester). 

Working on 
short-term 
goals 

Short-term goals are set for a period of approximately four 
weeks. 
Evaluation criteria are set. 
Evaluation data are set. 
Evaluation of goals takes place on set data. 

Time Assessment and collaborative meeting take place at the 
beginning of the school year. 
Once goals are set, teachers work on the programme during the 
rest of the year. 

Quality of 
goals 

Short-term goals lead to attainment of mid-term and long-term 
goals (i.e. a sequence leading to long-term goals must be 
established). 
Three quality criteria are used in formulating the goals: 
1. the goal is measurable (i.e. a goal meets fixed standards) 
2. the goal is defined as result (i.e. the desired result that one 
wants to be achieved must be described) 
3. the goal is clear (i.e. a goal is not open to multiple 
interpretations). 

 
 

Results 
 

First, results of the way teachers implemented the programme will be 
discussed. Second, the perceptions of the teachers with regard to the 
programme are given. Third, the impact of the programme on the students will be 
analysed. 
 
Implementation fidelity 

The implementation fidelity is measured by taking into account the 
deviation between what teachers have achieved, compared to the expectation of 
implementation. Table 4 shows to what extent the programme features were 
adequately implemented.  
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Table 4 Implementation of the programme features 

Programme feature School 1 School 2 School 3 
Assessment 
 CCC filled in  
 Profile written by teacher 

 
100% 
100% 

 
100% 
100% 

 
100% 
100% 

Collaborative meeting 
 Long-term goals set 
 Mid-term goal set (1st semester) 
 Mid-term goal set (2nd semester) 

 
100% 
100% 
100% 

 
100% 
100% 
100% 

 
100% 
100% 
40% 

Time* 
 Nr of schooldays long-term 
 goals & mid-term goals 
 Nr of schooldays short term 
 goals 

 
149.4¹  
(sd 2.2) 
112.8  

(sd .48) 

 
163² 

(sd. 00) 
91.2  

(sd 11.8) 

 
125³  

(sd 4.5) 
73.4  

(sd 20.0) 
Working on short-term goals 
 Number of goals 
 Duration** 
 Evaluation criteria set 
 Evaluation on set date 

 
24 

79.2% (19) 
100% 
100% 

 
23 

69.6% (16) 
91.3% 
56.5% 

 
16 

37.5% (6) 
87.5% 
75% 

Quality of short-term goals 
 Measurable 
 Defined as a result 
 Clear 
 Sequence established 

 
100% 
95.8% 
79.2% 
100% 

 
100% 
100% 
73.9% 
61% 

 
93.8% 
81.3% 
75% 
100% 

* time is taken into account by counting the average number of school days in 2005/2006 in which there was an IEP 
containing long-term goals and short-term goals for all five children per school, starting from the second week of October, 
following the end of the training (163 days in total) 
** record is made of goals which are drawn for a period of four weeks 
¹ Long-term goals set at the end of October, beginning of November;² long-term goals set at the beginning of October; ³ 
long-term goals set at the end of November, beginning of December 

 
 
As can be seen in Table 4 there are differences between the three schools 

with regard to the features ‘time’, ‘evaluation’ and ‘duration of short-term goals’. 
Whereas School 1 is able to follow the steps that are prescribed, the other two 
schools have more difficulty implementing the curriculum. 

For School 1, on average it took almost three weeks to plan collaborative 
meetings for setting long-term goals and mid-term goals. During the school year 
teachers worked on short-term goals for approximately 70% of the time (113 
days). There are little differences in implementation across students as is 
reflected in the standard deviation. Evaluation took place in time, and most short-
term goals were drawn up for four-week periods, as recommended.  

School 2 planned a collaborative meeting immediately, intending to set 
long-term goals and mid-term goals, but on average short-term goals can be 
found for only 91 days (55.8% of the school year). There are differences in 
implementation between students (for example, the number of days short-term 
goals could be found ranges from 80 to 111 days across students). 
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School 3 had difficulty planning a collaborative meeting to set long-term 
and mid-term goals. In addition, on average, during a great part of the school 
year (55% of the time) no short-term goals can be found. However, the variance 
between students is high; the number of days short-term goals could be found 
ranges from 46 to 93 days. For three students no new mid-term goals were set 
after one semester. Lack of time to set goals and sustained illness of the teacher 
are given as the main reasons why the programme was not followed.  

With regard to the feature ‘collaborative meeting’ it is notable that two 
meetings were prescribed, however, more meetings were recommended in order 
to facilitate the transfer of information between all those involved in the process. 
The three schools applied different strategies, School 1 held a meeting every 4−6 
weeks (total of seven in eight months), in which the IEP of all students was briefly 
discussed. School 2 held three meetings (including the two that were prescribed) 
in which the IEP of all students was discussed. School 3 also held separate extra 
meetings for each student, with an average of 3.6 meetings (ranging from 2−5 
collaborative meetings per student).  

With regard to the quality of goals, all the schools had difficulties setting 
clear goals (i.e. not open to more than one interpretation). School 2 also had 
difficulty setting goals that were sequential (logically following each other). 
 
Teachers’ perceptions  

Below, teachers’ perceptions are taken into account with regard to several 
aspects of the programme. Results are shown in Table 5. 

Teachers in School 1 were on average most satisfied working with the 
programme and with the collaborative teamwork. Teachers in School 3 were 
least satisfied with the programme. They also felt least capable of working with 
the programme, and had a more negative attitude with regard to the usefulness 
of the programme compared to the other two schools.  
 

Table 5 Teachers’ perceptions 
Category Number 

of items 
Range 
scores 

School 1 
(n=5) 

mean (sd) 

School 2 
(n=3) 

mean (sd) 

School 3 
(n=3) 

mean (sd) 
Perceived effects 
on own actions 

3 0−6 6.00 (.00) 5.67 (.58) 3.67 (1.2) 

Satisfaction 
working with the 
programme 

9 0−18 14.00 (2.1) 12.00 (3.0) 9.00 (2.0) 

Satisfaction with 
the collaborative 
teamwork 

6 0−12 11.4 (2.1) 7.7 (2.08) 6.67 (.21) 

Perceived 
mastery  

7 0−14 11.6 (2.3) 12.7 (.58) 10.00 (4.4) 

Use/usefulness of 
the programme 

11 0−22 17.8 (2.4) 18.00 (1.0) 14.00 (3.0) 
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Impact of the programme on students 
The numbers of long-term and short-term goals that were achieved or 

partly achieved are shown in Table 6.  
 

 
Table 6 Number of goals that are achieved 

goals School 1 School 2 School 3 
Long-term goals  
 Number of goals set 
 Achieved 

 
5 
1 

 
5 
0 

 
5 
1 

Mid-term goals  
 Nr of goals set (1st semester) 
 Nr of goals achieved (1st 
 semester) 
 Nr of goals set (2nd semester) 
 Number of goals achieved (2nd 
 semester) 

 
5 
5 
 
5 
0 

 
5 
1 
 
5 
1 

 
5 
2 

 
2 
0 

Short-term goals  
 Number of goals set 
 totally achieved * 
 partly achieved ** 

 
24 

58.3% 
37.5% 

 
23 

21.7% 
13% 

 
16 

43.8% 
25% 

*score on the Goal Attainment Scale of +2 meaning the goal is totally achieved 
**score on the Goal Attainment Scale of +1 meaning the goal is partly achieved 

 
 

Long-term goals were rarely achieved in any of the schools. Mid-term 
goals in the first semester were achieved for all students in School 1, and for 1 
and 2 students in School 2 and 3 respectively. The percentages of short-term 
goals achieved differ strongly across schools. 

The fact that long-term goals were not achieved was mainly due to the late 
starts in working on mid-term goals and short-term goals. The reasons why mid-
term goals were not achieved varied across students and schools. As School 1 
started working on mid-term and short-term goals late − after the first mid-term 
evaluation − there was little time left. Therefore the mid-term goals in the second 
semester could not be achieved. In School 2 mid-term goals were evaluated in 
time. However, these goals appeared to overestimate the abilities of the student, 
in 4 out of 5 cases (for example, it was expected that a student would be able to 
perform activities independently, however, the evaluation showed that the 
students still needed much support from the teacher, although some progress 
had been made). School 3 started working on mid-term goals and short-term 
goals late, and as a result few mid-term goals could be achieved.  

The reasons why short-term goals were not achieved also varied across 
students and schools. Organizational failures such as lack of materials, broken 
materials (for example, communication devices that did not work for a long period 
of time), sustained illness of the student or the teachers, as well as goals that 
were not appropriate (that is, goals that overestimated the ability of the student to 
learn something new, for example: ‘the student can use two reference objects’, 
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when after four weeks it turned out that the student had only been able to learn to 
use one in this period of time). Other goals were unclear in their formulation, 
which made it hard to determine whether the goal was achieved or not. 
 
 

Conclusion and discussion 
 

The aim of the research was to follow three schools during the 
implementation of a programme for students with PIMD and to obtain greater 
understanding of factors that seem to affect the implementation strategy. The 
programme is based upon criteria that can be found in literature concerned with 
educational programmes for students with PIMD. However, it was not certain that 
the programme that was developed would work in schools. The implementation 
of a new programme had been found to be difficult and could be accompanied by 
many problems. Failed implementation is the most common reason for failed 
outcomes (Mills & Ragan, 2000). 

In this study the differences between the three schools are noticeable. All 
schools had the same training, but applied the programme differently. School 1 
followed all steps rather conscientiously and achieved a reasonable number of 
goals. Schools 2 and 3 deviated from the programme on a number of features, 
such that two important features ‘evaluation of goals’ and ‘working on short-term 
goals’ were not adequately met. No norms are available with regard to the 
degree to which the programme features that are prescribed should be followed. 
However, it does seem that if these programme features are not adequately met, 
it has an impact on the number of goals that will be achieved. The study’s 
findings also indicate differences in opinion and perceptions of teachers with 
regard to working with the programme.  

Points of consideration can be made with regard to reliability and validity, 
which are of concern while conducting case studies. The internal validity may be 
threatened by the small group of students, who, furthermore, were not chosen at 
random. Differences between schools can be due to differences in students. 
However, the prevalence of additional problems seems to be comparable across 
schools. All schools had no experience in working with the programme and 
followed the same training at the same time. This increases the internal validity, 
as the schools are comparable on these aspects. However, School 1 sent five 
participants to the course, whereas Schools 2 and 3 only sent three participants. 
The number of participants in the course may be related to the implementation 
fidelity as well as the impact on the students, but is not taken into account in this 
study. 

To increase reliability a protocol was used to ensure consistency across 
participants and schools and use was made of reliable instruments. With regard 
to the external validity, a point of consideration is the small sample size of the 
study. It restricts its focus to three schools, eleven trained teachers and fifteen 
students in total. Although it gives insight into the implementation process, the 
multiple case design does not allow for generalization beyond the small sample. 
A larger scale study is therefore necessary. 
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In addition to the reliability and validity of the case studies, other 
comments can be made with regard to the implementation process and the 
effects of the implementation. With regard to the implementation strategy, factors 
such as precisely following the intervention, collaboration within the team and 
being content with the new programme seem to have an impact on the 
outcomes. However, no school was able to follow the prescribed implementation 
precisely and variation could also be found between students. Schweinhart 
(2002) states that teachers make moment-to-moment decisions that are 
determined not just by the model’s guiding principles, goals and objectives, but 
also by their own experience. They apply the model rather than merely comply 
with it. This can account for the deviation from the original programme and the 
differences that can be found between students in all three schools. Yet, 
assumptions with regard to implementation fidelity are not without controversy. 
Opponents argue that change is a necessary part of the adoption of any 
programme, thus discrepancy between a programme plan and the observable 
implementation of the plan is desirable and should be encouraged (Chen, 2005).  

When it comes to factors that contributed to student outcomes, the 
collaboration within the team and the support team members give to each other 
seem crucial in following the programme and achieving a considerable number of 
goals. This is in line with the findings of Little (1993) who states that collegial 
networks can increase teacher capacity by allowing teams of teachers to 
capitalize on joint expertise. Furthermore, higher satisfaction and a feeling of 
mastery of the programme seem to be connected with implementation fidelity and 
student outcomes. This is consistent with the findings of Wolf (1978).  

With regard to the curriculum itself it should be noted that the use of a 
framework does have disadvantages as more creativity is expected from the 
teachers. They must be able to develop this framework to suit each student, 
again based on the specific information they have about that student. There is 
little to go by, and this is more demanding for the teacher, and may be even more 
difficult if a teacher is not experienced in teaching children with PIMD. The case 
studies reveal that teachers indeed have difficulty with setting proper goals. 
Attention should be paid to setting short-term goals and evaluation of these 
goals. The percentage of goals achieved varies across schools. In care settings, 
achievement rates for short-term goals have been set to 78% (Zijlstra, 2003), 
meaning that 78% of all short-term goals should be evaluated positively (that is, 
totally achieved) on the evaluation date in order to be effective. No achievement 
rates have yet been set for educational settings, but none of the schools was 
able to achieve the 78% rate. Although 78% may not be the most convenient rate 
for schools, a standard achievement rate should be specified in order to 
guarantee the quality of education.   

It is acknowledged that teachers have difficulty setting goals that are 
clearly formulated (Giangreco, Dennis, Edelman & Cloninger, 1994; Poppes et 
al., 2002). It is noteworthy that although the teachers followed a course and were 
aware of the quality criteria, some still had difficulty setting goals that could be 
attained within the set period. It may take time to learn to master a new strategy 
perfectly. Teachers especially need to become better judges of what a student 
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will be able to learn in a set period. Although criteria with regard to setting goals 
were brought to their attention during the training programme, a more extensive 
training programme specifically directed to setting goals may give better results 
(Poppes et al., 2002).  

This study has shown once more that educating students with PIMD is 
difficult. Even a programme that is specially developed for such students does 
not necessarily lead to the desired results. These students have poor health and 
some are frequently absent due to illness (Zijlstra & Vlaskamp, 2005). Moreover, 
progression is sometimes hard to see or measure. However, this cannot be an 
excuse for not or only partly implementing a programme. These students have, 
as any student, the right to good quality education. This cannot be guaranteed 
without good quality IEPs.  
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Chapter 5 
 
 
Comparison of students with profound intellectual and multiple 

disabilities in schools and centres for special education – who is 
being left behind?¹ 

 
 
 

Abstract 
 

In 2003 a new law was passed to provide governmental support for inclusive 
education for all special needs students, including students with profound 
intellectual and multiple disabilities (PIMD). Until then, most students with PIMD 
stayed in centres for special education (CSEs). As a result of the new law an 
increasing number of students with PIMD were expected to attend school. 
However, three years later many students still remain in CSEs. The objective of 
the study is to determine if there are differences in the school population and 
CSE population of students with PIMD. It is found that students with specific 
problems and disabilities are more likely to stay behind in CSEs. Implications of 
these findings are being discussed. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
________________________________________________________________ 
¹Tadema, A.C., Vlaskamp, C. & Ruijssenaars, A.J.J.M. (under revision) 
Comparison of students with profound intellectual and multiple disabilities in 
schools and centres for special education – who is being left behind? 
International Journal of Inclusive Education. 
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Introduction 
 

Inclusive education (e.g. Clark, Dyson, Millward & Robson, 1999) has 
become increasingly important in the Netherlands and other countries. As a 
result of policy directed by the aims of inclusive education, a new education law 
was introduced by the Dutch Ministry of Education in 2003. This law reorganized 
the (special) education system and provided support for inclusive education for 
all students with special educational needs. The new law had a special impact on 
the education of students with profound intellectual and multiple disabilities 
(PIMD). Up to that time, such students rarely made use of the available 
educational facilities. Despite having the formal right to attend school, schools 
were not keen on accepting them and most parents applied to Centres for 
Special Education (CSE) instead. These centres provide all kinds of educational 
and care facilities for students with disabilities aged between 3 and 20. Although 
centres for special education are not formally educational institutes, planned and 
purposeful attention is nevertheless paid to the development of the students. 
Interdisciplinary cooperation between carers and therapists – such as 
physiotherapists, speech therapists, music therapists, play therapists and 
occupational therapists – and close cooperation with the medical profession is 
characteristic of these centres. In 2000, 91 CSEs could be found in the 
Netherlands offering a total of over 3550 places (IGZ, 2000).  

The passing of the new law meant that no formal boundaries were left to 
prevent the enrolment of students with PIMD in schools, as schools were no 
longer permitted to reject these students on the grounds of the severity of their 
disabilities. Although CSEs remained open to these students, it was expected 
that the passing of this law would lead to an increase of these students in 
schools. As a result, schools now have to be able to provide these students with 
appropriate educational programmes.  

The shift of these students from CSEs to schools will not take place as a 
simple matter of course. The severity and complexity of the problems faced by 
students with PIMD hinder such a development. This very heterogeneous group 
of students is defined by the Dutch government as being made up of students 
with an IQ of below 35 and additional problems. Although IQ is difficult to 
determine given that no existing standardized test is available for a valid 
estimation of level of intellectual capacity (Roberts, Arthur-Kelly, Foreman & 
Pascoe, 2005), students with IQs ranging between 20 and 34 are usually 
described as having severe intellectual disabilities (ICD-10), whereas students 
with IQs of below 20 are considered to have profound intellectual disabilities 
(ICD-10). Besides their intellectual disabilities, these students have a wide variety 
of additional disabilities and problems. Sensory problems are frequently seen and 
can be combined with severe to profound motor disabilities. Some students have 
autism spectrum disorders, others have progressive diseases attended by 
increasing levels of intellectual disability. Challenging behaviour is also common. 
Many students have physical difficulties with food ingestion and many need 
gastrointestinal feeding tubes (Zijlstra & Vlaskamp, 2005). Moreover, epilepsy is 
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very common. Thuppal & Sobsey (2004) report prevalence of up to 50% of 
students with multiple disabilities.  

The additional problems that can be found within this heterogeneous 
group differ in nature and gravity. Some students may have some self-help skills, 
some communication skills at a basic level – such as pointing and reference 
object use – some awareness of their environment and may in some way be 
capable of responding to environmental stimuli. Other students are heavily 
dependent on direct support personnel for all aspects of daily living (Van der 
Putten, Vlaskamp, Reynders & Nakken, 2005). Many of the students have little or 
no control over their movements, limited interaction with their environment, 
inconsistent responses to stimuli, sensory impairments, limited progress in 
learning new skills and lack of symbolic communication (Ferguson, Willis & 
Meyer, 1996; Logan, Jacobs, Gast, Smith, Daniel & Rawls, 2001; Vlaskamp, 
Poppes & Zijlstra, 2005).  

The implementation of the new law has meant that teachers have to 
reorganize their classroom activities in order to meet the special educational 
needs of the students they work with (Pijl & Meyer, 1997). Firstly, teachers 
should improve their knowledge of students with PIMD. The skills and knowledge 
of occupational therapists, physiotherapists and speech therapists are also 
critical to a comprehensive and effective educational programme for the majority 
of these students, as providing services to these students often requires 
contributions from many professionals (Dule, Korner, Williams & Carter, 1999). 
Adaptation of school buildings and classroom facilities may also be necessary, as 
many of the students with the most profound disabilities may need to be taught in 
highly specialized environments in order to learn effectively (Ware, 1994). If a 
school lacks the appropriate knowledge, skills and facilities to meet the needs of 
students with PIMD, this could discourage parents from sending their children 
with PIMD to that school. Palmer, Fuller, Arora & Nelson (2001) showed, for 
example, that parents with children displaying the most significant disabilities are 
less likely to favour inclusion.  

The Ministry of Education acknowledged that implementing the new 
education law was not easy with regard to students with PIMD, due to the 
complexity of their problems, the lack of teacher awareness in educating this 
specific group of students and the doubts parents may have about the changes. 
In order to guide the transfer of students from CSEs to schools the Ministry of 
Education decided to adopt several measures. They supported the development 
of assessment (Tadema, Vlaskamp & Ruijssenaars, 2005; Tadema, Vlaskamp & 
Ruijssenaars, 2007) and a suitable curriculum for the education of this specific 
group of students. All 148 eligible schools in the Netherlands were provided with 
this material. Moreover, a training programme is available for teachers willing to 
invest in knowledge and skills with regard to assessment and the curriculum. 
However, teachers are not obliged to follow such training. Despite the availability 
of a curriculum, suitable assessment and a teacher-training programme, three 
years after the implementation of the law a considerable number of students 
remain in CSEs, which still seem to be important and attractive alternatives to 
schools (Cuppen-Fonteine & Vlaskamp, submitted). 
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Evaluation of the effect of the new law on the education of students with 
PIMD is required because it is unclear why some students are in schools while 
others remain in CSEs. To answer this question it is firstly important to know 
which students with what kind of characteristics can be found in schools and 
CSEs and whether there are differences between the two populations. Only once 
this is clear can further steps be taken to increase the numbers of these students 
in schools. 
 
 

Method 
 
Instrument 

A questionnaire was used to collect information about a number of 
characteristics of the students in schools and CSEs. This questionnaire, ‘the 
checklist of child characteristics’ was specifically designed for use in education 
and in the care of students with PIMD (Tadema et al., 2005; 2007 ).  

The checklist is based on the International Classification of Functioning, 
Health and Disabilities (ICF; WHO, 2001). The checklist, which needs to be 
completed by a teacher or a member of the direct support staff, contains items in 
three categories: functional abilities, activities and participation. The aim of this 
instrument is to determine the kind of support a child needs when carrying out 
various activities, to look more closely at the child’s functional abilities and its 
degree of group participation. A three-point scale is used for all categories. In the 
functional abilities and participation categories, the questions are presented by 
asking whether a child shows particular behaviour ‘always’, ‘sometimes’ or 
‘never’. In the activities category, the teachers need to indicate if a child can 
perform an activity ‘independently’, ‘with support’ or ‘cannot perform the activity, 
even with full support’. Information on additional problems and disabilities (e.g. 
health problems, visual disabilities) is also collected. 

The checklist was subjected to reliability and factor analyses. The results 
indicate that it is a reliable instrument as in all three categories the alpha ranges 
from 0.91 to 0.97. Exploratory analysis – principle component analysis followed 
by a varimax rotation – was used to obtain factors consisting of related items 
relevant as to content. Based on this analysis the checklist was subdivided into 
eleven factors, each of which describes a specific component of student 
functioning. The number of items within a factor ranges from 3 to 30 items 
(Tadema et al., 2005). The summation of all the item scores per factor allowed a 
total factor score to be calculated. A minimum score of 0 and a maximum score 
of 2 per item was possible since a three-point scale was used. Results could be 
translated to a support profile which provided information on stronger and weaker 
components of student functioning (Tadema et al., 2007). 
 
Participants and procedure 

The sample consisted of students with PIMD remaining in school or a 
CSE. They were defined as having a ‘severe to profound intellectual disability’ 
(IQ<35) and ‘additional disabilities’. Teachers in schools and direct support 
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persons in CSEs were asked to complete the checklist of child characteristics for 
one or more students in their groups. There are 24 CSEs (27% of the total 
number of CSEs) and 35 special schools (35% of the total number of special 
schools) involved in the study. A total of 206 checklists were filled in by teachers 
and direct support staff. Eight checklists were incomplete and were therefore 
omitted from the sample. The age of the students whose teachers/direct support 
staff filled in the checklist ranged from 4 to 19. Table 1 presents the age and sex 
of the students involved.  
 

Table 1 age and sex of students involved in the study 
 CSE School Total 

n 104 94 198 
Mean age (sd) 9.48 (3.6) 11.8 (3.7) 10.5 (3.8) 

Sex 
female 
male 

 
51 
53 

 
44 
50 

 
95 
103 

  
 
Data analysis 

Our aim was to determine which students with what characteristics are to 
be found in schools and CSEs and whether there are differences between the 
two populations. In order to answer these questions, we first grouped all students 
according to their scores on the checklist of child characteristics. Then we 
checked whether there were differences in additional problems and how these 
groups are distributed between the CSE and school populations.  

Cluster analysis was used to group the students. This is a descriptive 
multivariate technique for grouping individuals who exhibit similar profiles across 
a variety of measures. Individuals within one cluster need to resemble each other 
as much as possible and be as dissimilar as possible to persons in other clusters. 
The eleven factor scores from the checklist of child characteristics were taken as 
the cluster analysis variables. These factors were subjected to equation, as 
variables with larger ranges would otherwise have greater impact in the 
calculations used to determine clusters (Henry, Tolan & Gorman-Smith, 2005). 
Therefore, each variable is divided by its range, a method evaluated by Milligan 
and Cooper (1988). All scores thus range between 1 and 0. 

A combination of hierarchical and K-means procedures were used in order 
to obtain the best cluster solution. Initially, a hierarchical method – Ward’s 
method – was applied to obtain information about the number of clusters offering 
the best solution, since the K-means procedures offer no general theoretical 
solution to finding the optimal number of clusters (Aldenfelder & Blashfield, 1984; 
Henry et al., 2005). The number of clusters derived from Ward’s method was 
used as a starting point for the K-means cluster analysis. K-means cluster 
analysis was used because this procedure incorporates an iterative process that 
permits the shuffling of cases between clusters in an effort to obtain a better 
solution. Following the hierarchical procedure, once an individual is placed into a 
cluster, he or she cannot be moved to another cluster as the organization of the 
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clusters continues to emerge (Zanglis, Pavelski, Furlang, Casa & Sosna, 2001). 
The K-means cluster procedure is run with the scores on the 11 factors in the 
checklist. To increase the validity of the cluster solution through cross validation 
the sample was randomly split into two groups. A K-means cluster analysis was 
conducted for both groups. The results of these cluster solutions were compared 
with the solution for the whole sample, revealing a kappa of 0.86 for one half, and 
0.81 for the other. To examine whether there were differences in the additional 
problems and how both the CSE and school populations are distributed among 
these groups, chi-square analysis was conducted. Probability levels of .05 were 
used in all statistical tests. 
 
 

Results 
 

The distance coefficients in Ward’s hierarchical cluster analysis indicate 
that the best solution with regard to the sample is a four-cluster solution. A K-
means cluster analysis was then run in order to obtain four clusters. The final 
cluster centres for all factors in each of the four clusters are given in Table 2.  

 
Table 2 final cluster centres in the four cluster solution. 

Cluster (n) Factor description M 
1 

(72) 
2 

(38) 
3 

(53)  
4 

(35) 
F1 Active orientation on the environment, ability 

to recognize events, images and noises from 
the environment and to react to these. 

.66 .67 .67 .84 .37 

F2 Muscle control over functions that are of 
importance for eating, drinking and care 
moments.  

.72 .83 .45 .88 .56 

F3 Being able to express feelings of displeasure 
and tension. 

.55 .47 .58 .56 .62 

F4 Being open to physical contact. .47 .43 .48 .48 .52 
F5 Being able to carry out task-oriented 

activities and actions and to understand and 
communicate concrete messages.  

.39 .40 .24 .68 .08 

F6 Control of basic motor skills that can 
increase the independence of the child. 

.70 .87 .43 .89 .33 

F7 Control of basic communication skills. .70 .73 .73 .88 .32 
F8 Taking part in group activities when a carer 

takes the initiative. 
.62 .55 .71 .78 .44 

F9 Taking part in group activities whereby the 
child is oriented on others (and shows an 
active attitude).  

.31 .20 .30 .58 .09 

F10 Personal orientation on another; seeking 
contact and reacting to contact. 

.68 .66 .77 .82 .39 

F11 Residual category, no further description. .54 .54 .39 .85 .22 
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The final cluster centres for all eleven factors fall within the 0–1 range. 
Students are assigned to the clusters according to which cluster centres their 
scores were nearest to. The higher the centre scores within that range, the higher 
the students score on average on that factor. As Table 2 shows, students are not 
distributed evenly among the four clusters. 

After the students were assigned to one of the four clusters, these clusters 
were compared to each other with regard to the prevalence of additional 
problems and the distribution of the school and CSE population among the 
clusters. Results are shown in Table 3. 

 
Table 3 prevalence of additional problems within the four clusters. 

 Cluster 1 Cluster 2 Cluster 3 Cluster 4 
N 72 38 53 35 
Mean age 10.3 (sd 

3.9) 
8.9 (sd 
3.0) 

11.7 (sd 
3.7) 

11.3 (sd 
3.8) 

School 50% 31.6% 67.9% 31.4% 
CSE 50% 68.4% 32.1% 68.6% 
Visual disabilities 26.4% 60.5% 35.9% 71.4% 
Hearing disabilities 6.9% 13.2% 9.4% 28.6% 
Epilepsy 36.1% 47.4% 22.6% 62.9% 
Autism spectrum disorder 
(ASD) 

38.9% 5.3% 22.6% 8.6% 

Health problems 43.1% 47.4% 35.9% 57.1% 
Motor disabilities 
Ambulant 
Semi-ambulant 
Non-ambulant 

 
88.9% 
9.7% 
1.4% 

 
15.8% 
36.8% 
47.4% 

 
88.7% 
5.7% 
5.7% 

 
17.1% 
14.3% 
68.6% 

Feeding problems 
liquid food 
tube feeding 

 
0% 
0% 

 
23.7% 
21% 

 
0% 
0% 

 
14.3% 
14.3% 

Fairly toilet-trained 33.3% 5.3% 58.5% 2.9% 
 
 

Chi-square analysis reveals significant differences in location – school or 
CSE – between the four clusters (X2 16.501; p=0.001). Significant differences 
between clusters were also found with regard to the prevalence of visual 
disabilities (X2 26.252; p=0.000), epilepsy (X2 15.176; p=0.002), ASD (X2 22.319; 
p=0.000), motor disabilities (X2 118.078; p=0.000) and feeding problems (X2  

57.939; p=0.000). 

 
Description of students in the clusters 

Tables 2 and 3 provide information on the characteristics of the students 
within the clusters. These clusters can be described as follows. 
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Cluster 1 
Cluster 1 can be characterized by the relatively large number of students 

who are ambulant and have few additional problems, such as visual and hearing 
disorders, epilepsy and feeding problems. However, students in this cluster are 
likely to have Autism Spectrum Disorders (ASD). The students in this cluster 
have relatively many functional abilities and possess several skills to perform 
task-oriented and motor activities, which can be seen from the moderate to high 
scores for factors 1, 2, 5 and 6. However, their ability to express feelings and 
make contact with others is relatively low, which can be seen in factors 3, 4, 8 
and 10. When teachers or carers take the initiative, these students are more able 
to participate in group activities.  
 
Cluster 2 

Cluster 2 consists of relatively young students who are most likely to have 
several additional problems such as epilepsy, visual disabilities and severe or 
profound motor disabilities. Most striking is the large group of students with 
feeding problems. Their level of functional ability (factors 1, 3 and 4), their group 
participation skills (factors 8, 9 and 10) and their command of basic 
communication skills (factor 7) is moderate on average compared to the other 
clusters and bears some resemblance to cluster 1. However, in line with their 
severe motor disabilities and feeding problems, they score low in muscle control 
with regard to functions related to eating and drinking, and motor, task-oriented 
and self-help skills (factors 2, 5 and 6).  
 
Cluster 3 

Cluster 3 features the students most likely to be ambulant and have no 
feeding problems, and who have relatively few additional problems on average. 
However, one fifth of the students are reported as having ASS. Their functional 
abilities – including their orientation on their environment (factors 1 and 2), their 
task-oriented and motor activities skills (factors 5, 6 and 7), their communication 
skills, their class participation ability (factors 8 and 9) and their ability to seek 
contact with teachers and other students (factor 10) – are all high. It is striking 
that two-thirds of the students in this cluster can be found in schools. 
 
Cluster 4 

Cluster 4 can be characterized by the extent to which additional problems 
can be found. Visual problems, epilepsy, hearing problems and health problems 
occur frequently within this cluster. Severe and profound motor disabilities are 
also common. Feeding problems are less prevalent than in cluster 2, but they still 
occur in at least one in four students. The additional problems which occur 
frequently are combined with few functional abilities – such as weak orientation 
on their environment – and few group participation and activity performance 
skills. However, these students do have some ability to express feelings of 
discomfort and are open to physical contact (factors 3 and 4). 
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Conclusion and discussion 
 

The aim of our research was to determine which students with what kinds 
of characteristics can be found in schools and CSEs, and whether there are 
differences between the two populations. The results show that there are indeed 
differences in the characteristics of students in schools and students remaining in 
CSEs. The profiles of students in schools differ from the profiles of those in 
CSEs. Results indicate that students with fewer functional abilities, fewer skills, 
more disabilities and more health problems are more likely to remain in CSEs. 
Feeding problems, epilepsy and wheelchair use seem to be defining criteria for 
attending CSEs rather than schools.  

That students with low motor skills due to severe motor disabilities were 
placed in the same cluster is in itself unsurprising given the nature of some of the 
checklist items for measuring motor skills. What is surprising is that although in 
many cases these students have the same levels of orientation and participation 
as students able to walk, many more of these students are in CSEs compared to 
students able to walk.  

A number of comments can be made concerning this study. First, the 
sample was not chosen at random. Teachers and direct support staff were asked 
to fill in the checklist for one or more students as desired. The sample may be 
unrepresentative of the total group of students with severe and profound multiple 
disabilities. The variation in disabilities and profiles, however, indicates that the 
sample includes a broad range of students from the target group.  

Another remark is that cluster analysis is an explorative method, which 
has several disadvantages. K-means cluster analysis is sensitive to outliers and 
when the amount of data is not that large, initial grouping will determine the 
cluster significantly. Nevertheless, cross-validation demonstrates that the clusters 
found do have some validity. In order to obtain firmer conclusions, however, 
cluster analysis should be repeated with more students. Other methods could 
then also be used to achieve a broader base for our findings.  

We conclude that despite the change in the law, a form of inclusion where 
all students with disabilities can make use of the regular facilities and can be 
given every possibility of participating fully in society has not yet been realized in 
the Netherlands. The implementation of the new law, which should facilitate 
education for all students with disabilities, seems to have failed for at least one 
specific group of students. Although there are no longer any formal boundaries, 
implicit boundaries seem to persist that may account for a large group of students 
remaining in CSEs. This is consistent with other research. McLeskey, Henry & 
Hodges (1999) showed, for example, that the most significant increase in 
inclusion can be seen in the group of students with the mildest forms of 
disabilities, whereas students with the most severe disabilities are still in special 
classes for students with severe disabilities.  

These results may be due to the freedom of choice parents continue to 
have with regard to placing their students in schools or CSEs. Palmer et al. 
(2001), for example, showed that parents with students displaying the most 
significant disabilities are less likely to favour inclusion. The severity of the 
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disabilities of these students causes their parents to hesitate in taking the step 
towards inclusion. They mention medical needs, sensory disabilities and the 
presence of conditions such as seizures or cerebral palsy, or the presence of 
multiple disabilities, as the main reasons for keeping their students in special 
groups for students with severe disabilities. There are also concerns regarding 
the lack of specially trained personnel given the high levels of expertise required 
in caring for students with PIMD (Palmer et al., 2001). As it is widely recognized 
that parental support and involvement are essential for the success of any 
educational reform (Garrick Duhaney & Salend, 2000), these parental concerns 
may considerably complicate the implementation of the new education law. 

In our research, we did not enquire into why a particular child attended 
school or a CSE. The question of why many parents prefer CSEs to schools 
cannot be answered from our results. Nevertheless, it is acknowledged that 
parents whose students remain in special classes have more negative attitudes 
towards inclusion (Wisniewski & Alper, 1994). The step from CSE to an 
educational setting may not be easy for parents to take. Particularly not since 
parents are usually satisfied with the services offered by CSEs (De Geeter, 
Poppes & Vlaskamp, 2002). On the other hand, the facilities schools may or may 
not have, the expertise available and the willingness of schools to teach such 
students may all play roles in explaining why some students are in schools while 
others are not. 

Although including students with PIMD in educational settings is desirable, 
parents cannot be forced to enrol their children  in schools. Parents want to retain 
the right to choose the ‘best’ placement for their children (Farrel, 2000). From that 
perspective, closing CSEs is not an option. Moreover, the quality of the inclusive 
education should be taken into account. Farrel (2000) warns that inclusion should 
not be considered as necessarily ideal for all students with special educational 
needs. Leaving the decision about the best kind of education to the parents 
requires that they be aware of the opportunities available and recognize which 
are the most suitable for meeting their children’s needs (De Geeter et al., 2002). 
However, neither the severity of a child’s disabilities, nor health problems and/or 
feeding problems should be the main criteria for parents in opting for a school or 
CSE. Other criteria – such as what is in their children’s best interests given their 
social development, what is the most suitable environment for meeting their 
children’s needs and in which environment their children stand to gain the most – 
should guide the decision. To make a fair choice between schools and CSEs, the 
two should at least be comparable in terms of facilities, expertise in tackling the 
general problems common to students with PIMD and staff training. After all, the 
success of inclusion centres on the availability and expertise of support in class 
(Farrel, 2000).  

The responsibility of the government should not stop with the introduction 
of the new law as successful change does not occur as a result of legislation 
alone (Wisniewski & Alper, 1994). Change is a developmental process that will 
only become successful once the right conditions have been created. Financial 
resources should be made available to employ support workers, and for their 
training and professional supervision, to the extent that they are able to work as a 
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team and that their teaching methods are appropriate for the children’s needs. A 
favourable policy towards inclusion is essential. Only then will parental concerns 
for their children’s education be guided by maximizing benefit for their children. 
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6.1 Introduction 
 

One of the implications of the new educational law, which was introduced 
in 2003, was that all children, including those with the most profound disabilities, 
would be able to attend school. As these children usually attended CSEs, the 
authorities recognized the need for new methods of assessing these children and 
the educational programme required by each of them. At that time no such 
methods were available in schools.  

The present thesis reports on the development and use of an instrument 
describing child characteristics and reports on the implementation of a curriculum 
for children with profound and multiple disabilities (PIMD) that was developed 
specifically for them. The introduction of the new law was not expected to lead to 
a situation in which all children with PIMD would make a switch from a CSE to a 
school instantly. Therefore, the thesis also reports on the implementation of the 
new educational policy.  
 
 

6.2 Major findings of the study 
 

The focus of the research is threefold: development, implementation and 
evaluation. With regard to the development of an instrument for use in the 
education of children with PIMD we can conclude that we have succeeded in 
developing a reliable instrument. Both inter-observer reliability and internal 
consistency appeared to be high. In addition, factor analysis revealed factors that 
experts found to be highly interpretable. The checklist of child characteristics can 
be used as a tool to design an Individual Educational Programme (IEP). It 
provides information on the strengths and weaknesses of the child, gives an 
indication of the level of participation in class, and reveals details of the support 
that a child requires. The combination of qualitative and quantitative data looks 
promising for the education of children with PIMD.  

The research on the implementation of the curriculum within three schools 
reveals that although they received the same training, each school applied the 
programme differently. The ‘evaluation of goals’ and ‘working on short-term 
goals’ are elements that were difficult to achieve. Teachers found it hard to 
estimate what a child could learn within a set period. The three schools obtained 
different results with regard to the number and percentage of goals that were 
achieved during the research period, with the deviation from the original 
programme being larger in two schools than in the third. Some factors seemed to 
contribute to more positive results, for example, working together and supporting 
each other within the team, which seemed to be crucial for good results. 
Teachers in one school had most positive opinions about the elements of the 
programme, its usefulness, and the collaboration involved. This school also 
achieved the best results. 

With regard to the new educational policy, we found that there are indeed 
differences in the characteristics of children with PIMD in schools and children 
who remain in CSEs. The profiles of children in schools differ from the profiles of 
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children in CSEs, with children in CSEs appearing on average to have fewer 
functional abilities and less communicative and task-oriented skills. However, the 
two groups of children do not necessarily differ with respect to their ability to 
participate in class. Results indicated that children with profound motor 
disabilities and additional problems such as epilepsy and feeding problems are 
more likely to stay in a CSE. As yet, the policy of educating children with severe 
and profound intellectual and multiple disabilities seem to have failed, at least for 
a specific group of children. Although there are no formal boundaries left, many 
implicit boundaries seem to remain.  
 
 

6.3 Methodological reflections 
 
6.3.1 Research methods 

Explorative methods were used in all studies. As previous chapters have 
already explained, a factor analysis was conducted with regard to the checklist of 
child characteristics. Eleven factors that were highly interpretable according to 
several experts were revealed. However, to be more certain that the factors are 
not based on coincidence but have meaning and contain the right items, factor 
analysis should be repeated with another sample.  

Cluster analysis, which was used to compare children in schools and 
children in CSEs, is also an explorative method that is known to be sensitive to 
outliers. With a small dataset, the initial grouping will determine the clusters 
significantly. The cross-validation check that was conducted, revealing high 
kappa scores, gave the clusters more body. We only used the Checklist of Child 
Characteristics (CCC) to compare children in a CSE with those in school. As the 
CCC does not account for all variance, the use of other instruments may reveal 
more or additional information that gives even better insight into the differences. 
In further research, more instruments could be used and more children should 
also be in the sample in order to obtain firmer results. 

In the case studies, information was collected on different levels: teachers, 
classes and children were involved. Multilevel analysis would have been 
preferable, as it would have taken all of these levels into account (nested data). 
However, the sample size was too small, as sample sizes less than twenty will 
give very restricted information and less than ten should be regarded with 
suspicion (Snijders, 2003). It is recommended that further research should 
undertake such analyses. 
 
6.3.2 Sample 

The sample size differed from one study to another, based on the purpose 
of the study as well as the finances available. None of the samples was chosen 
at random. In the studies using the CCC, schools and CSEs were asked to fill in 
the checklist of child characteristics for one or more children. There was little 
control over which children were or were not selected by teachers and direct 
support persons (DSP). This may have influenced the representativeness of the 
samples, although there was much variation in the samples. The 
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representativeness of the samples is also threatened by the small number of 
children with PIMD in schools and by the unfamiliarity of schools with the actual 
population of children with PIMD. Because teachers are not familiar with the 
target group, their frame of reference may differ from that of DSP in CSEs. 
Teachers may label a child as having PIMD, even if the child has a higher 
estimated developmental age or no additional disabilities. Retrospective checks 
have therefore been conducted by the researchers in order to eliminate children 
who did not fall within the criteria that were set. 

The number of schools and CSEs that were involved in the studies range 
from one CSE and two schools (in the case studies) to 24 CSEs and 35 schools 
when comparing the population in schools and CSEs. The three schools in the 
implementation study are not representative of all schools and CSEs in the 
Netherlands. As the children that were involved in this study had relatively high 
developmental levels and little additional impairments, this may threaten the 
representativeness of the results for other children with lower developmental 
levels or more severe additional impairments. Prudence is called for in the 
generalization of these results. However, results indicate a series of difficulties 
that can occur when implementing the curriculum. These are relevant for other 
schools that are planning to implement the curriculum as well, and can be used 
as guidelines. 
 
6.3.3 Reliability and validity 

Although the CCC was subjected to reliability and internal validity checks, 
it needs further consideration. As we have already discussed in Chapter 2, a 
small sample was used to estimate the inter-observer reliability. The method that 
was used in order to estimate the inter-observer reliability did not account for 
coincidence, thus reliability values may be overestimated. The internal 
consistency of the CCC was high, but that can also be the result of a long test 
with low inter-item correlations (Drenth & Sijtsma, 1990). The validity research 
that was conducted showed positive results but was rather small as only content 
validity was taken into account. Due to the lack of instruments with which to 
compare the checklist, no research with regard to concurrent validity could be 
conducted. 

As has already been mentioned in Chapter 4, external and internal validity 
are of concern with regard to the case studies that were conducted. As the 
children were not chosen at random, this could threaten the internal validity of our 
research. The ability to generalize beyond the small sample is limited. It is not 
clear if the same results would have occurred if other schools were involved. 
Neither can the results be generalized to the whole population of children with 
PIMD. Children in the case studies had few additional problems compared to 
many other children with PIMD. It is not clear whether good results could be 
achieved with a population of children with the most profound disabilities. 
Furthermore, no control groups were used. Therefore, little can be said about 
whether the curriculum contributes more or less to the development of children 
than any other programme used in education. There is a danger of a test effect 
as well, for example, teachers may have set more goals, or worked more in 
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accordance with the programme as they knew this was to be checked by the 
researchers.  
 
6.3.4 Other considerations 

More research is needed in the area of the curriculum. The study that is 
described in Chapter 4 accounted for a period of one school year. Due to a late 
start by the schools, approximately eight months were available to conduct the 
research. Schools should be followed for several years in order to establish the 
long-term effects on the children. This would also provide more information on 
the developmental pattern of these children over the years, which is a very 
important area of research in which little is known (Zijlstra & Penning, 2005). 
Also, following the schools for a longer period would provide information on the 
sustained use of the programme. A very successful implementation does not 
necessarily lead to the sustained use of a programme, as Woodward (1993) has 
already shown. 

In the study that we conducted, we only checked the implementation 
fidelity. The effectiveness should be examined more carefully and gaps within the 
curriculum need to be filled. Furthermore, the use of the curriculum should be 
evaluated once again in schools that also teach children with the most profound 
disabilities, and not just children who have relatively high levels of functioning. 
 
 

6.4 Reflections on practical relevance 
 

The most important issue in our study, of course, is the significance of the 
findings for cluster 3 schools, especially the actual contribution of the findings to 
the provision of education for children with PIMD and, related to this, an 
estimation of what is still missing and what needs further consideration. 
 
6.4.1 Assessment 

It is crucial to get to know the child before designing an Individual 
Educational Programme (IEP). A broad idea of the ability of the child is important, 
as disabilities and additional deficits affect all areas of development (Nelson, Van 
Dijk, McDonnell & Thomson, 2002). As was already argued in the introductory 
chapter, in order to teach children with PIMD, information is necessary with 
regard to the kind of disabilities, functional abilities and level of communication, 
as well as knowledge of the kind of activities that can be offered and information 
on how and when activities should be offered. 

The development of the CCC is a great improvement, as there were no 
instruments available for use in the education of children with PIMD in Dutch 
schools. At present there is a reliable and valid instrument that can be used to 
design an IEP. The CCC attempts to provide information on several important 
areas: functional abilities, performance of activities and participation. 
Nevertheless, the CCC can be criticized on several points. One disadvantage 
may be that the CCC asks for the opinion of the teacher and is therefore subject 
to his/her subjective view of the child. The ideas of teachers reflected in the CCC 
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may not be congruent with the actual abilities of the child. Data from other 
sources such as observational data and parents’ questionnaires may help to 
provide a congruent and complete idea of the child’s requirements (Voelker, 
Shore, Lee & Szuszkiewicz, 2000; Downing, 2001). Another problem is that the 
CCC does not explain all the variance between children. Although the CCC 
collects information on several important areas, other factors that also contribute 
to differences between children must be taken into account. These factors should 
be allowed for, as they may contribute to the focus of the IEP. Based on our 
research, it is unclear what other factors are important in providing a suitable IEP. 
Yet, several areas have been noted as requiring our attention.  

As described in Chapter 1, alertness plays a prominent role in this context, 
as being responsive to the environment is necessary in order to select and 
respond to stimuli (Potenski, 1993). Being responsive is an important condition 
for being able to learn. Knowing when a child is alert can lead to better fine-
tuning of activities and learning activities of a child. Extra attention should 
therefore be paid to the child’s state of alertness (biobehavioral state). Children 
with PIMD have very short periods of alertness (Guess, Roberts & Rues, 2002; 
Guess et al., 1993), and alertness patterns are very much individually determined 
(Petitaux, Elsinga, Cuppen-Fonteine & Vlaskamp, 2006). Being aware of the 
moment a child is alert can be very helpful in planning activities. It is also 
important to know how to raise the level of alertness. More variation in activities 
can be helpful, as offering the same stimulus for a long time may decrease the 
level of alertness (Nelson et al., 2002). Alternatively, offering too many stimuli at 
the same time, as occurs, for example, in the multi-sensory approach (Blaha, 
Shafer, Smith & Moss, 1996), may lead to overstimulation (Fonteine, Vlaskamp & 
Tadema, 2005). The introduction of an instrument that assesses levels of 
alertness (Vlaskamp, Fonteine & Tadema, 2005; Petitiaux et al., 2006) may 
contribute to the knowledge of individual patterns of alertness.  

The preferences of children are not taken into account within the CCC. 
More attention should be paid to the preferences of children with PIMD as they 
exhibit more interaction with materials chosen by themselves (Realon, Favell & 
Lowerre, 1990), and social interaction also increases (Kennedy & Haring, 1993). 
Opportunities for choice making may also improve the behaviour of the child 
(Stafford, 2005). In preference assessment, it is shown that assessing the 
preferences of children by offering them objects gives a better indication of their 
preferences than asking their teacher or DSP to predict the preferences of the 
children (Green et al., 1988; Green, Gardner & Reid, 1997; Lohrmann-O’Rourke 
& Browder, 1998; Piazza, Fisher, Hagopian, Bowman & Toole, 1996). Preference 
assessment is a good instrument for seeking materials that suit the child and 
assist in increasing learning opportunities. 

Although the CCC briefly questions the medical problems that children 
have, medical needs require extra attention. Kerr et al. (2003) showed that fully 
trained nursing staff easily overlooked the medical needs of their clients. For 
teachers who have not followed a nursing course, the risk of overlooking these 
needs is even greater. Without an adequate idea of the medical needs of a child 
it is difficult to develop a realistic programme for them (Zijlstra & Vlaskamp, 
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2005). Careful reassessment of medical needs by appropriate specialists is 
recommended.  

Finally, although communication skills are taken into account within the 
CCC, they require extra attention. The interpretation of the behaviour of children 
with PIMD is difficult and complicated by the different meanings that a sound, 
movement or facial expression, for example, may have in different situations. If 
the CCC reflects the fact that a child has little communicative skills or a limited 
ability to respond to their environment, this may indicate a lack in the teachers’ 
ability to adequately interpret the behaviour of the child, rather than a lack in the 
skills and abilities of the child. Training the teachers to become more aware of 
the non-verbal communicative attempts made by children (Payne & Ogletree, 
1995, Golden & Reese, 1996) may in such a case be more effective than 
focusing on teaching new skills to the child.  

Within our research, attempts have been made to overcome the limitations 
of the CCC by developing two other instruments, the first concerned with health, 
communication and the social network of children (Vlaskamp & Tadema, 2005), 
and the second concerned with preferences and the sensory system (Tadema, 
Hiemstra, Wiersma & Vlaskamp, 2005). However, these instruments have not yet 
been subject to extensive research. 
 
6.4.2 Curriculum 

Prior to 2005, schools did not have any tool to rely on for determining their 
teaching activities. Now they can use a curriculum that is specifically designed for 
the education of children with PIMD. The curriculum has been subject to 
evaluation, and results are promising. The development of the curriculum is 
therefore a great improvement compared to the situation prior to 2005. 
Nevertheless, the curriculum can be criticized on several points. 

First of all, the development of the curriculum was characterized by 
duality, as two different products were developed. In our research, a framework 
was developed that was based on the Educational Programme (Vlaskamp, 1999; 
Vlaskamp, Poppes & Zijlstra, 2005). The framework was chosen because 
children with PIMD do not develop according to normal developmental patterns 
(Carpenter, 1992; Lacey & Ouvry, 1998; Vlaskamp & Nakken, 2004; Van der 
Putten, 2005). Moving from one developmental milestone to another is not a 
feasible approach with regard to the acquisition of skills (Carpenter, 1992; 
Goodman & Bond, 1993). 

The focus group concerned with curriculum development decided to list 
developmental goals in five areas, despite knowledge of the fact that children 
with PIMD do not develop according to normal standards. In the summer of 2005, 
all cluster 3 schools received both the framework and the package with 
developmental goals. Applying two products with very different assumptions and 
procedures carries a great risk. Providing schools with a package that has its 
goals derived from normal development standards suggests that children with 
PIMD also develop according to normal developmental patterns, and that 
developmental milestones should be taught to these children. Although it was 
made clear that the developmental goals should be used as a source book to 
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provide inspiration for the kind of activities that teachers can offer to a child, it is 
possible that schools might merely pick out several developmental milestones 
and use these to develop an IEP for a child. The risk of ‘teaching to the test’ 
without considering the functionality and relevance of the skill that has been 
taught (Downing & Perino, 1992) is thus present. The impact on progress 
measurement is also great, as progress should not only be seen in terms of 
developing new skills, but also in terms of extending existing skills, accepting 
reduced support in completing a task, increased engagement, or retaining skills 
in the case of regression that may be caused by progressive disease (Marvin, 
1998; Male, 1998). 

The use of a framework, although advised, asks for more effort from the 
teachers. They must be able to fill in this framework for each child, again based 
on the specific information gathered for that child. This is more demanding for the 
teacher, and may be especially difficult if a teacher is not experienced in teaching 
children with PIMD. Implementation of the curriculum is indeed difficult, as can be 
seen from the case studies which show, for example, that teachers have difficulty 
in setting proper goals. Despite the extra effort that is expected from the teacher, 
a framework is preferable to a curriculum containing developmental sequences 
only. Obviously, improvements are necessary, especially with regard to providing 
teachers with more knowledge and skills. For example, attention should be paid 
to setting short-term goals as well as the evaluation of these goals. Although 
criteria with regard to setting goals became apparent during the training 
programme, a more extensive training course specifically directed towards 
setting goals may give better results (Poppes, Vlaskamp, De Geeter & Nakken, 
2002).  
 
 

6.5 Reflections on the educational policy 
 

The intention of the ‘backpack policy’ was that all children, no matter what 
their level of disability, should be able to make use of educational facilities. 
Nevertheless, several years after the introduction of the new law, many children 
with PIMD are still looked after by a CSE. The educational policy itself may have 
complicated a successful transfer. In order to provide education for children with 
PIMD, a clear and coherent strategy from the authorities is needed (Ware, Julian 
& McGee, 2005). The Dutch authorities have failed to provide such a strategy.  

Firstly, they did not make a clear decision on the best place for taking care 
of children with PIMD. On the one hand, the new educational law clearly removes 
the lower limit for PIMD children to follow education in schools. On the other 
hand, cluster 3 schools for children with intellectual disabilities (ID) can avoid the 
legislation by not applying for broadened admission criteria. In 2006, 98 of the 
116 schools for children with ID (ZML schools) participated in a survey in which 
45% of these schools indicated that they had not applied for broadened 
admission criteria (Landelijke Vereniging Cluster 3 Scholen, 2007). Children with 
PIMD are still unable to attend these schools despite the change in legislation. 
Implicitly, a new lower limit for obtaining education has thus been created.  
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The failure of the authorities to make a clear and univocal choice with 
regard to the best place in which children with PIMD can be cared for is also 
shown in the conflicting policies concerning CSEs. Criticized for their segregated 
nature, educational policy aims to transfer children from CSEs to schools. 
However, in contrast, the policy of the Ministry of Health, which is responsible for 
the CSEs, aims to develop them into ‘Expertise Centres’ concerned with the 
support and coaching of children with PIMD. CSEs can apply for funding in order 
to help them develop into such Expertise Centres (Fonteine et al., 2005). This is 
a curious development, which seems inconsistent with the attempt of the 
authorities to transfer children with PIMD to schools. 

Although the cooperation of schools and CSEs was initially seen as being 
very important in the move towards education for all, the collaboration projects 
that were funded by the authorities were discontinued after several years. Since, 
the expertise that is available in CSEs can less easily be applied within 
schools.This is an undesirable development, certainly given the importance of 
specific knowledge and expertise that is required to provide care for and 
education to these children. 

The Dutch authorities initially defined four domains that were expected to 
contribute to an increase in knowledge and expertise in the education of children 
with PIMD: the development of an instrument to describe child characteristics, 
the development of a curriculum, promotion of expertise, and a description of 
preconditions. Two of these domains (assessment and curriculum development) 
were studied in our research. The domains ‘promotion of expertise’ and 
‘description of preconditions’ remained the responsibility of the focus groups, 
which provided information on these topics (Wegbereiders, 2003). The authorities 
took responsibility for the distribution of the information and products, but did not 
force schools to meet any requirements with regard to the manner in which they 
should use and apply this information and these products. Furthermore, the 
authorities did not financially support any improvements that might result from the 
information that became available. The research on the implementation of the 
curriculum shows that despite training, schools still found it difficult to implement 
such a curriculum. Training in working with the curriculum thus seems a minimal 
requirement. Without training the quality of education does not seem to be 
sufficiently guaranteed. It should be a task of the authorities to supervise and 
guarantee the quality of education, including that of children with PIMD. 

Formalizing the promotion of expertise in specialist training would 
contribute to such a guarantee of quality. Such training should, as well as 
working with the curriculum and the CCC, also pay attention to other areas that 
are known to be relevant in teaching children with PIMD, for example, procedures 
for providing medical care, knowledge of how medical problems can affect 
educational performance, knowledge of broad assessment strategies, 
instructional styles, use of the curricular framework, and cooperating with 
therapists and parents (Giangreco, 1996; Thuppal & Sobsey, 2004; Wolff Heller, 
2004). 

With regard to the preconditions, the authorities should also set 
requirements for schools so that they are able to educate these children. As long 
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as schools remain inaccessible to children with severe physical disabilities who at 
present often remain in CSEs, the number of children with severe physical 
disabilities will not increase within schools. Schools should be forced to meet 
several requirements, including the accessibility of the school building, classroom 
equipment (including hoists, standing frames and augmentative communication 
devices), and the provision of extra spaces, such as changing rooms and 
sensory rooms. In addition, all classes should be accessible to children with 
PIMD, as going to school should comprise more than being in a special class 
within a special school. Special PIMD classes should be avoided, as this will 
inevitably restrict the children’ range of experiences despite the possibly well-
resourced nature of special classes (Ouvry, 1987). Such classes amount to 
merely relocating the CSEs (Cuppen-Fonteine & Vlaskamp, submitted). 

Specific attention should be paid to the child-teacher ratio. The size of a 
group is important (Argyle, 1991; Conroy, 1992) as children with PIMD depend 
on staff to recognize their communicative signals. In a larger group, there is less 
attention to those signals and a slower reaction by staff. Groups smaller than five 
are considered best (Tossebro, 1995). Financial resources should be available to 
schools in order to expand their facilities and to create smaller groups. 

Alongside the organizational problems which have been mentioned, 
remarks concerning the content of the curriculum and assessment are also 
noted. The largest problem is probably the curriculum that has been developed, 
because it is based upon two opposing assumptions that are difficult to combine. 
The dangers of using developmental sequences have already been described. It 
is important that the authorities oppose this approach in order to prevent a 
situation in which educating children with PIMD becomes a matter of following 
developmental sequences without taking into account the individual needs and 
abilities of the child. In current developments in educational policy, however, the 
focus is increasingly directed towards a subject-based approach. Cluster 3 
schools are obliged to also make use of this approach for children with PIMD. 
Given experiences in the UK (Ware, 1994), for example, this focus seems not to 
contribute to an improvement in the quality of education for children with PIMD. 
 
 

6.6 Concluding remarks 
 

The inclusion of children with PIMD in schools is a commendable initiative 
that is in accordance with international policies. Yet, the results of this research 
show that inclusion has not come within the reach of many children with PIMD. 
Furthermore, the quality of care that is needed for children with PIMD should not 
be forgotten. Irrespective of the place where children with PIMD are taken care 
of, whether at school or a CSE, specific care and support is required. 
Common practices in CSEs, such as assessing children on a wide range of 
aspects, are as important in schools as they are in CSEs. Children with PIMD in 
schools still develop atypically and need a curriculum that takes account of this 
developmental pattern and acknowledges the individuality of these children. The 
availability of the facilities that are necessary to offer these children all the 
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medical, developmental and educational care and stimulation that is needed 
should be guaranteed in schools as well as in CSEs. Children with PIMD in 
schools also have the right to be educated by qualified teachers and teaching 
assistants who have all the knowledge and skills required in order to do so. 
Finally, children should be able to learn from and interact with children who are 
less disabled, meaning they should be given the opportunity to learn in a 
heterogeneous environment.  

As long as schools do not meet all these provisions, there is little added 
value in attending a school. If schools are not able to meet the needs of children 
with PIMD, then children may still be better off in CSEs given the expertise that is 
available and the high level of care provided. It is the task of the authorities to 
take all necessary measures in order to provide opportunities for real inclusion for 
all children. 
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Samenvatting 
 

Het in dit proefschrift beschreven onderzoek is te plaatsen in het licht van 
nieuw onderwijsbeleid dat er op gericht is onderwijs toegankelijk te maken voor 
ieder kind. Dit beleid is uitgemond in een nieuwe wet: de Wet op de 
Leerlinggebonden Financiering (LGF; 2003). In dit proefschrift worden de 
implicaties van deze wet beschreven voor kinderen met (zeer) ernstige 
verstandelijke en meervoudige beperkingen (EVMB).  

 
Hoofdstuk 1 gaat in op de aanleiding en doelstellingen van het onderzoek. 

Voor de invoering van de Wet op de LGF kregen de meeste kinderen met EVMB 
ontheffing van de leerplicht, omdat scholen voor speciaal onderwijs over het 
algemeen een ontwikkelingsniveau van 24 tot 30 maanden hanteerden als 
ondergrens voor het volgen van onderwijs. Aangezien het ontwikkelingsniveau 
van kinderen met EVMB lager ligt, werden deze kinderen opgevangen op 
kinderdagcentra (KDC). In de Wet op de LGF wordt de ondergrens voor het 
volgen van (speciaal) onderwijs echter losgelaten. Het leerrecht van kinderen 
(ongeacht hun ontwikkelingsleeftijd of beperkingen) komt centraal te staan. 
Kinderen met EVMB komen nu in aanmerking voor onderwijs op cluster 3 
scholen (ZML-scholen en mytyl/tyltylscholen). Voor ZML-scholen geldt hierbij dat 
ze verbrede toelating moeten aanvragen om deze kinderen les te kunnen geven.  

Het realiseren van een onderwijsaanbod dat is afgestemd op kinderen met 
EVMB vraagt om kennis, expertise en faciliteiten. Het gebrek aan instrumenten 
om de mogelijkheden en behoeften van deze kinderen in kaart te brengen, het 
ontbreken van een passend onderwijsprogramma, ofwel curriculum, en het 
gebrek aan deskundigheid onder leerkrachten bemoeilijkt dit echter. De overheid 
erkende dat dit zou kunnen leiden tot problemen. Daarom is een viertal 
werkgroepen opgericht om een bijdrage te leveren aan het opdoen van kennis en 
ervaring op vier terreinen:  

� het categoriseren van hulpvragen (kindkenmerken)  
� het ontwikkelen van een passend curriculum  
� het ontwikkelen van deskundigheidsprofielen voor medewerkers  
� het in kaart brengen van randvoorwaarden. 

 
De Rijksuniversiteit Groningen (RuG), afdeling orthopedagogiek werd 

gevraagd onderzoek te doen op twee van bovengenoemde terreinen: 
kindkenmerken en curriculumontwikkeling. Het doel van dit onderzoek was 
drieledig. Ten eerste was het gericht op het ontwikkelen van een instrument om 
kindkenmerken te beschrijven, ten tweede op het ontwikkelen en evalueren van 
een curriculum. Het derde doel was het bepalen van kenmerken van kinderen die 
na enkele jaren LGF al gebruik maken van onderwijs, en van kinderen die nog 
steeds gebruik maken van de voorzieningen op het KDC.  

De bovengenoemde werkgroepen en de onderzoekers van de RuG 
onderhielden contact, maar opereerden deels ook onafhankelijk. Met betrekking 
tot curriculumontwikkeling betekende dit bijvoorbeeld dat de werkgroep 
curriculumontwikkeling een ander ‘product’ ontwikkelde dan de RuG.  
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De hoofdstukken 2 en 3 van het proefschrift geven de ontwikkeling van 
een instrument, de ‘Inventarisatielijst Kindkenmerken’ weer. Doel van dit 
instrument is het samenstellen van ‘ondersteuningsprofielen’ waarin per kind de 
individuele mate van ondersteuning vast te stellen is en dat aanknopingspunten 
biedt voor het onderwijsprogramma. Het instrument is gebaseerd op de 
International Classification of Functioning, Health and Disabilities (ICF). In dit 
classificatiesyteem worden drie categorieën onderscheiden (functies en 
anatomische eigenschappen, activiteiten en participatie) die zijn opgedeeld in 
verschillende subcategorieën.  

Hoofdstuk 2 gaat in op de eerste stappen in de ontwikkeling van het 
instrument. Op basis van de relevante subcategorieën uit de ICF is een 
conceptinstrument samengesteld dat is voorgelegd aan negen professionals uit 
het werkveld. Naar aanleiding van hun opmerkingen is het instrument aangepast. 
Vervolgens is de lijst door leerkrachten en begeleiders ingevuld voor 123 
kinderen. Schattingen van de interne consistentie en interbeoordelaars-
betrouwbaarheid waren positief. Uit de factoranalyse (hoofdcomponenten-
analyse, gevolgd door een varimax rotatie) die vervolgens is uitgevoerd, kwamen 
elf factoren naar voren (vier in de categorie functies, drie in de categorie 
activiteiten, vier in de categorie participatie). De onderzoekers voorzagen alle 
factoren van een voorlopige factorbeschrijving en legden deze voor aan vijftien 
experts. Aan de hand van een korte vragenlijst gaven de experts een oordeel 
over de passendheid van de factorbeschrijvingen voor de items binnen een 
factor. Op basis van deze beoordeling zijn sommige factorbeschrijvingen 
geherformuleerd.  

Hoofdstuk 3 gaat in op de bruikbaarheid en (inhouds)validiteit van het 
instrument. Er is onderzocht in hoeverre leerkrachten en begeleiders zich kunnen 
vinden in het ondersteuningsprofiel dat wordt opgesteld op basis van een 
ingevulde lijst. Leerkrachten en begeleiders vulden de inventarisatielijst 
kindkenmerken in voor 32 kinderen. De onderzoekers hebben deze lijsten 
‘vertaald’ naar ondersteuningsprofielen. In een interview is aan de leerkrachten 
en begeleiders gevraagd naar hun oordeel hierover. Deze vonden over het 
algemeen dat het profiel een passend beeld gaf van het kind.  

 
Het tweede doel van het onderzoek was het ontwikkelen en evalueren van 

een curriculum voor kinderen met EVMB. Het ontwikkelde curriculum bestaat uit 
een raamwerk van verwachtingen dat voor elk kind opnieuw moet worden 
ingevuld. Hierdoor kan goed aangesloten worden bij de individuele 
mogelijkheden en behoeften van het kind. In hoofdstuk 4 komt de implementatie 
van het curriculum aan bod. Twee scholen en een samenwerkingsverband 
school-KDC volgden gezamenlijk een cursus ‘werken met het curriculum’, 
waarna case-study’s zijn uitgevoerd bij vijf leerlingen per school. Er is gekeken 
naar de mate waarin de werkwijze is gevolgd zoals voorgeschreven, naar het 
aantal behaalde doelen, en naar de mening van de betrokkenen over het werken 
met het curriculum.  

Uit de resultaten komt naar voren dat het implementeren van het 
curriculum moeilijk is, zowel als het gaat om het volgen van de werkwijze als om 
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het opstellen van duidelijke doelen. Hoe preciezer de richtlijnen bij het curriculum 
worden gevolgd, des te beter de resultaten zijn. De samenwerking in het team en 
de mate van enthousiasme met betrekking tot het werken met het curriculum, 
dragen ook bij aan het eventuele succes. 

 
Hoofdstuk 5 gaat in op de verschillen in kindkenmerken als het gaat om 

kinderen met EVMB op school of KDC. Op basis van 198 inventarisatielijsten 
kindkenmerken is een (K-means) clusteranalyse uitgevoerd, waaruit vier clusters 
naar voren kwamen. Kinderen op school bleken over het algemeen weinig 
bijkomende problematiek te hebben, terwijl kinderen met ernstige motorische 
beperkingen, voedingsproblemen en epilepsie zich voornamelijk op het KDC 
bevonden. Dit duidt er op dat, ondanks de nieuwe wetgeving, bepaalde kinderen 
nog steeds minder gemakkelijk toegang hebben tot onderwijs.  

 
De resultaten uit voorgaande hoofdstukken worden bediscussieerd in 

hoofdstuk 6. Hierbij wordt aandacht besteed aan de methodologische en 
praktische tekortkomingen van het uitgevoerde onderzoek. Er kan geconcludeerd 
worden dat er een betrouwbare inventarisatielijst is ontwikkeld op basis waarvan 
passende ondersteuningsprofielen kunnen worden opgesteld. Echter, de 
inventarisatielijst kindkenmerken gaat niet in op alle aspecten die van belang zijn 
bij onderwijs/ zorg aan kinderen met EVMB. Aan voorkeuren, alertheidspatronen 
en gezondheidsaspecten wordt bijvoorbeeld geen aandacht besteed. Om dit 
probleem op te lossen, zijn enkele andere instrumenten ontwikkeld. Deze zijn 
echter (nog) niet onderworpen aan uitgebreid onderzoek. 

Bij de implementatie van het curriculum komt naar voren dat leerkrachten 
positieve resultaten kunnen bereiken met het curriculum, als ze de 
voorgeschreven stappen volgen. Echter, de effectiviteit van het curriculum zou 
nader onderzocht moeten worden bij een grotere groep kinderen met EVMB en 
gedurende een langere periode. De ontwikkeling van het curriculum werd 
daarnaast gekenmerkt door dualiteit. Naast het product dat de RuG ontwikkelde, 
besloot de werkgroep curriculumontwikkeling ontwikkelingslijnen te ontwikkelen 
op vijf domeinen. Het Ministerie van OC&W verstuurde beide producten onder de 
noemer van gezamenlijk curriculum naar alle cluster 3 scholen, hoewel de 
verschillende uitgangspunten en procedures mogelijk verwarring opleveren. Het 
risico is aanwezig dat leerkrachten de ontwikkelingslijnen stapsgewijs gaan 
volgen, terwijl kinderen met EVMB zich niet ontwikkelen volgens de lijnen van de 
‘normale’ ontwikkeling. 

Hoofdstuk 6 gaat ook in op de beleidsmatige aspecten. Het doel van de 
LGF is onderwijs mogelijk te maken voor ieder kind ongeacht zijn/haar 
beperkingen. Veel kinderen met EVMB blijken echter nog steeds op het KDC te 
zitten. De maatregelen die de overheid genomen heeft om onderwijs voor deze 
groep mogelijk te maken, lijken niet voldoende te zijn. Het curriculum en de lijst 
kindkenmerken zijn weliswaar verspreid onder alle cluster 3 scholen, maar deze 
worden niet verplicht hiermee te werken, noch zijn eisen gesteld aan specifieke 
scholing van personeel of aan de realisatie van noodzakelijke faciliteiten.  
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Op inhoudelijk en organisatorisch gebied kan nog veel verbeterd worden, 
zeker als het gaat om de kwaliteit en de meerwaarde die onderwijs zou moeten 
hebben ten opzichte van een KDC. Het is aan de overheid om de maatregelen te 
nemen die hiervoor nodig zijn, zonder daarbij de eigenheid van deze groep uit 
het oog te verliezen. 
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Abstract 
 

The research reported in this doctoral thesis derives from a new education 
policy aiming at ‘education for all’. This policy resulted in a new educational law, 
called ‘the backpack’. The implications of this new law for children with profound 
intellectual and multiple disabilities are central in this thesis. 

 
In Chapter 1 the background and purpose of the research is explained. 

Prior to the introduction of the new educational law, most special schools 
maintained a lower limit for their students, claiming that a developmental age of 
at least 24−30 months was the minimum for receiving education. Children with 
PIMD, who have an estimated developmental age below 24 months, were usually 
exempted from education and went to centres for special education (CSEs) 
instead. The intention of the ‘backpack policy’ was that all children, no matter 
their level of disability, should be able to join (special) education. Children with 
PIMD will most likely be placed in cluster 3 schools (that is ‘ZML’ and ‘mytyl/ 
tyltylschools’). However part of these schools (ZML-schools) need to apply for 
broadened admission criteria before being required to accept children with 
additional disabilities.�

Given the new situation, extensive knowledge, skills and facilities became 
necessary in schools as they would now be expected to be able to educate 
children with PIMD. Gaining the required knowledge and skills is complicated by 
the fact that teachers cannot rely on specific instruments that can help them to 
gain knowledge of the child. Nor can the teachers rely on a specific curriculum 
that can help them to develop their teaching activities. 

In order to facilitate the introduction of the new law, the government has 
supported several developments aimed at the successful implementation of this 
law. Four focus groups were initiated to do pioneering work that would contribute 
to the enhancement of knowledge and experience in four related domains 
defined by the government. These domains were:  
• To develop an instrument to categorize the characteristics of children with 

PIMD 
• To develop a suitable curriculum for children with PIMD  
• To map the expertise that is necessary for educating children with PIMD 
• To map the preconditions necessary to optimally educate children with 

PIMD  
�

The authorities decided that it was also important to scientifically follow 
and underpin the developments with regard to the new educational law. 
Therefore, the University of Groningen (RuG) Department of Special Education 
was asked to contribute to the new developments as well. The focus of the 
research project started by the RuG was threefold: the development of a reliable 
and useful instrument to categorize the characteristics of children with PIMD, the 
development and implementation of a specific curriculum and the evaluation of 
the characteristics of children with PIMD in schools and CSEs. 
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Although there was consultation with the focus groups, the RuG had an 
independent position, and the activities of the two ‘focus groups’ and the RuG did 
not correspond exactly. The development of the curriculum for example, was 
characterized by a duality as the focus group developed another ‘product’ than 
did the RuG. 

 
Chapters 2 and 3 describe the development of an instrument called ‘the 

checklist of child characteristics’. The aim of this instrument is to prepare a 
support profile, showing clearly what forms of support (both educational and 
care) are necessary for the particular pupil and allow the instrument’s use in 
programme planning. The content is based on the International Classification of 
Functioning, Health and Disability (ICF) in which various categories are 
distinguished: functions and body structures, activities and participation 

The developments of the content of the checklist as well as its 
psychometric properties are described in Chapter 2. Firstly, a draft checklist was 
developed. Nine professionals completed the draft versions of the checklist and 
gave their comments. Based on their comments the checklist was adjusted. Next, 
the checklist was filled in for 123 children. The checklist has then been subjected 
to reliability trials. Estimates of the internal consistency as well as the 
interobserver reliability were sufficiently high. Exploratory analysis (principle 
component analysis) followed by a varimax rotation was used to obtain factors 
consisting of related items. Eleven factors were revealed (four in the category of 
functions, three in the category of activities, and four with regard to participation). 
All factors were given a short description by the researchers. Fifteen 
professionals were then consulted regarding the suitability of this description for 
the items forming part of the same factor. A short questionnaire was used for this 
purpose in which the professionals’ opinion was sought. Based on their 
comments several changes were made in the descriptions.  

Chapter 3 reflects upon the validation process as well as the use of the 
instrument. It firstly demonstrates how the scores on the checklist can be 
transformed into support profiles. Then it discusses the results of a validity 
assessment conducted on support profiles that were compiled for 32 children. An 
expert panel of teachers and direct support persons (DSP) was composed for 
this purpose. In interviews the members of this panel are asked to judge the 
content of the support profiles. They appeared generally satisfied with the 
support profiles. They were able to recognize the child from the description.  

 
Research with regard to the implementation of an educational programme 

(curriculum) for children with PIMD was conducted in three schools. The results 
are presented in Chapter 4. A specific curriculum has been developed, but no 
knowledge has been gained regarding the implementation of this curriculum. 
Therefore, case studies, involving five children per school have been conducted 
in order to explore the implementation process in three schools after they had 
completed a training programme in working with the curriculum. The 
implementation fidelity, number of positively evaluated goals, as well as the 
opinions of teachers have been taken into account. Results show that the 
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implementation of the new curriculum is difficult and can be accompanied by 
many problems. Following the programme and setting clear goals is found to be 
difficult. However, the more precise the guidelines of the curriculum are followed, 
the better the results are. The cooperation within the team and a positive attitude 
towards working with the curriculum are seen as contributively towards more 
success in working with the curriculum.  

 
Chapter 5 examines the implementation of the new education law with 

respect to the transfer from CSEs to schools. The objective of the study 
described in this chapter is to determine if there are differences in the school 
population and CSE population of children with PIMD. K means cluster analysis 
was used to group the children according to their scores on the checklist of child 
characteristics. 198 checklists were collected for this purpose. It is found that 
students with specific problems, such as epilepsy, feeding problems and severe 
motor disabilities are more likely to stay behind in CSEs.  

 
In Chapter 6 the general conclusions that can be drawn from this study are 

presented and subjected to further discussion. Methodological and practical 
limitations of the study are taken into account. Results indicate that a reliable 
checklist has been developed that results in an adequate support profile for each 
child. Furthermore, teachers are able to work with the curriculum if steps are 
followed precisely. Nevertheless, comments can be made with regard to both 
checklist and curriculum. The checklist, for instance, does not take into account 
several aspects, such as preferences, state of alertness, and health conditions, 
although these aspects are relevant to the education and care of children with 
PIMD. Attempts have been made to overcome these limitations by developing 
two other instruments, but these instruments have not yet been subject to 
extensive research. 

The effectiveness of the curriculum should be taken into account more 
extensively, with a larger group of children and for a longer period of time. Too, 
the development of the curriculum was characterized by duality, as two different 
products were developed. Next to the framework developed by the RuG, the 
focus group on curriculum development decided to list developmental goals in 
five areas. The Ministry of Education sent both products to all cluster 3 schools, 
pretending they belonged together. However, applying two products with very 
different assumptions and procedures carries a great risk, as it is possible that 
schools might merely pick out several developmental milestones and use these 
to develop an IEP for a child, despite the fact that children with PIMD do not 
develop according to normal standards. 

The intention of the ‘backpack policy’ was that all children, no matter their 
level of disability, should be able to go to school. Nevertheless, several years 
after the introduction of the new law, many children with PIMD are still looked 
after by a CSE. The educational policy itself may have complicated a successful 
transfer. The authorities took responsibility for the development and distribution 
of a curriculum and checklist, but did not force schools to meet any requirements 
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with regard to the use of these products, to extra training of personnel, or to the 
acquisition of essential facilities.  

Many organisational and content changes are necessary with regard to 
quality of education, as well as surplus value that going to school should offer 
compared to going to a CSE. It is the task of the authorities to take all necessary 
measures in order to provide opportunities for real inclusion for all children. 
 
  


