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Chapter 1

People with severe or profound intellectual and motor disabilities (SPIMD) experience a 
number of physical health problems. Research shows that there is a strong relation 
between the level of ID and the prevalence of these problems; the number of physical 
health problems increases with an increase of the level of ID (Kinnear et al., 2018). The 
presence of physical health problems negatively impacts the quality of life. Therefore, the 
quality of life of people with SPIMD decreases if the number of physical health problems 
increases (Petry, Maes, & Vlaskamp, 2009).

Framework of physical health in people with SPIMD
Health is ‘a state of complete physical, mental and social wellbeing and not merely the 
absence of disease or infirmity’ (WHO, 1948). This definition acknowledges three 
interrelated dimensions to health – a physical, mental, and social dimension 
(biopsychosocial). Physical health relates to the functioning of the physical body. There 
are many different physical health problems -diseases, injuries, and disabilities - that can 
impair this functioning to a greater or lesser degree. Each of these physical health 
problems has features and processes associated with it that influence the health of a 
person. 

The International Classification of Functioning, Disability and Health (ICF) model 
represents the biopsychosocial model (WHO, 2001). Physical health problems are 
classified in this model as impairments in relation to a specific body function or structure. 
The ICF model envisions the interaction between body function and structure, performing 
activities, and participation (Figure 1). According to the ICF, physical health problems 
interfere with the person’s ability to perform daily activities and to participate in social 
activities. 

Figure 1. International Classification of Functioning, Disability and Health (ICF) model (WHO, 2001)

The functional consequences of physical health problems are often more severe 
for a person who already has an impairment (Traci, Seekins, Szalda-Petree, & Ravesloot, 
2002; Sutton & de Jong, 1998). In addition to a severe or profound intellectual disability, 
people with SPIMD encounter motor impairments, sensory impairments, and multiple 
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physical health problems (Nakken & Vlaskamp, 2007) that all contribute to activity 
limitations and participation restrictions. Therefore, people with SPIMD require a high 
level of support with respect to all daily activities (Nakken & Vlaskamp 2007). The 
intellectual disability, motor impairment, and sensory impairment reinforce each other, 
because people with SPIMD have fewer opportunities to compensate for a disability. For 
example, people with SPIMD may be unable to compensate their vision loss by utilizing 
their motor abilities or cognitive capabilities (Kiestra, 2005).  The compensation 
mechanisms collapse which causes additional limitations in activities and participation. 
Even a minor health problem such as impacted ear wax can have a significant impact on 
the activity and participation of a person with SPIMD because it further impairs the ability 
to communicate and interact with the social environment (Baxter et al, 2006).   

 

Physical health problems in people with SPIMD  
People with SPIMD have two key defining characteristics: (a) severe or profound 
intellectual disability (i.e., estimated intelligence quotient <35 points) and (b) profound 
motor disability manifesting in an inability to move independently. The ‘combination’ of 
severe or profound intellectual and profound motor disabilities is usually caused by 
dysfunction of the central nervous system as a result of genetic defects, congenital brain 
damage, degenerative disorders, disorders of the metabolism, or problems during 
pregnancy or childbirth (Petry & Maes, 2007; Zijlstra & Vlaskamp, 2005). People with 
SPIMD experience primary lifelong physical health problems such as epilepsy, mobility 
impairment, hearing impairment, and visual impairment that are directly caused by their 
severe brain damage/dysfunction. Furthermore, they are vulnerable to secondary health 
problems that occur in addition to (and are related to) a primary health problem, for 
example, gastro-oesophageal reflux disease, constipation (van Schrojenstein Lantman-de 
Valk & Walsh 2008), pressure ulcers, or contractures (Field & Jette, 2007). Over and 
above, secondary physical health problems can lead to new additional health problems 
(Field & Jette, 2007). For instance, gastro-oesophageal reflux disease can lead to 
recurrent pneumonia, bronchitis, and cancer (de Veer, Bos, Niezen-de Boer, Böhmer, & 
Francke, 2008). Consequently, people with SPIMD are more likely to be prescribed 
multiple medications which can subsequently adversely affect health through medication 
side-effects. The onset of these chains of events of physical health problems begins early 
in life for this population.  

Both secondary health problems and resulting additional health problems are 
potentially preventable if good preventive strategies are available and are used (Field & 
Jette, 2007). For example, people with more severe ID are likely to experience dysphagia 
(Chadwick & Jolliffe, 2009). Known complications of dysphagia are choking, aspiration, 
respiratory tract infections, and death (Robertson, Chadwick, Baines, Emerson, & Hatton, 
2018). A respiratory tract infection is the most common cause of death for people with 
SPIMD and is considered to be potentially avoidable (Heslop et al., 2014; Hosking et al., 
2016). Improved identification and management of dysphagia may prevent the 
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occurrence of complications such as respiratory tract infections, reduce hospital 
admissions, and prevent premature death (Robertson et al., 2018).  

 
Measurement methods for the identification of the physical health problems  
The identification of physical health problems is complex in people with SPIMD. They have 
difficulties in communicating the presence of a health problem because of their 
unconventional way of communication. Instead of verbal communication, these 
individuals use body language, vocal sounds, and facial expressions to communicate 
(Petry, Maes, & Vlaskamp, 2005), and it is often only a change in their behaviour that 
gives an indication that they are experiencing a problem. This way of communication 
forms a barrier for daily caregivers in identifying physical health problems. Health 
problems with less visible signs and symptoms are especially easily overlooked (Zijlstra & 
Vlaskamp, 2005). As people with SPIMD are unable to report their problems in a 
conventional way, it is important that daily caregivers, such as direct support staff, are 
aware of physical health problems that are common. A serious degree of suspicion is 
needed so that they will be attentive to signs and symptoms of these physical health 
problems. Therefore, daily caregivers require knowledge about which physical health 
problems are common in people with SPIMD and which co-occur. However, only limited 
scientific evidence exists regarding the prevalence of physical health problems in people 
with SPIMD. Studies reporting on their prevalence in this population focused only on a 
single or a limited number of particular health problems and not on the entire range of 
health issues (Gittins & Rose, 2008; Nagae et al., 2013; Ohwada & Nakayama, 2008; 
Ohwada, Nakayama, Nara, Tomono, & Yamanaka, 2006; van den Broek, Janssen, van 
Ramshorst, & Deen, 2006) or on patterns of co-occurring physical health problems. 
Therefore, there is insufficient knowledge regarding the entire range of common physical 
health problems in people with SPIMD and which health problems tend to occur together. 
Better understanding of the prevalence and the co-occurrence of common problems may 
lead to proactive prevention strategies including early identification of secondary physical 
health problems. This will help daily caregivers and other professionals to monitor people 
with SPIMD for common preventable or manageable physical health problems.  

To monitor physical health problems, instruments with adequate psychometric 
properties are necessary. However, not all standard measurement methods for the 
identification of these problems are appropriate for people with SPIMD. The complex 
difficulties associated with the interrelatedness of the intellectual, motor disabilities, and 
physical health problems influences the measurement outcome (Nakken & Vlaskamp, 
2007). For example, blood pressure measurements can be hindered by spastic 
movements and contractures in upper limbs (van de Louw, Vorstenbosch, Vinck, Penning, 
& Evenhuis, 2009). In addition, it is not possible to use measurement methods such as 
direct questioning methods or self-report measures because of their limitations in 
communication skills and understanding (Petry, Maes & Vlaskamp, 2009). In 2016, the 
Dutch Healthcare Inspectorate (IGZ) performed an assessment of the quality of support 
for people with SPIMD at eight residential care facilities. One important quality-improving 
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recommendation regarding their physical health was that direct support staff need to 
work evidence-based, i.e., according to guidelines and instructions (Inspectie voor de 
Gezondheidszorg, 2017). However, there is no nationwide evidence-based guideline 
about the way daily caregivers should identify physical health problems such as 
dysphagia or constipation. Moreover, information is lacking about which measurement 
methods are currently used in practice for identifying physical health problems in adults 
with SPIMD and if these measurement methods are reliable and valid. As an example, in 
the Netherlands, direct support staff use a screening questionnaire, the ‘Signaleringslijst 
Verslikken’ (SV), for the identification of dysphagia in people with SPIMD. However, 
neither the reliability nor the validity of the SV within this specific population were 
determined. The use of measurements without known validity and reliability may result in 
outcomes that cannot be interpreted correctly. Unreliable and/or invalid measurements 
may lead to misguided decision-making and may induce inadequate treatment (Stoker, 
2008) which may lead to aggravation of these health problems and development of 
secondary health problems (van Schrojenstein Lantman-de Valk & Walsh, 2008) and may 
also reduce a person's quality of life and life expectancy (Cooper, Melville, & Morrison, 
2004; May & Kennedy, 2010; McCarthy & O'Hara, 2011). In view of the serious 
consequences of physical health problems in persons with SPIMD, early adequate 
identification is important in order to improve or maintain health and the quality of life 
(Kerr et al., 2003; Robertson, Hatton, Emerson, & Baines, 2014). 

 
Aims of this thesis 
The general aim of this thesis was to gain insight into the prevalence and identification of 
physical health problems in adults with SPIMD.   

The first part focusses on the prevalence of physical health problems and patterns 
in multimorbidity in people with SPIMD.  

• The aim of the study in Chapter 2 is to determine the prevalence of various types 
of physical health problems in adults with SPIMD in the literature. 

• The study in Chapter 3 is aimed at determining the prevalence of reported 
physical health problems in a sample of adults with SPIMD in medical records and 
care plans.  

• The aim of the study Chapter 4 is to explore patterns of multimorbidity in adults 
with SPIMD, i.e., the common simultaneous occurrence of two physical health 
problems and the most common multimorbidity combination of five physical 
health problems. 

The second part encompasses the measurement methods used in current practice for 
the identification of the physical health problems.  

• The purpose of the study in Chapter 5 is to inventory measurement methods that 
are used in current practice for identifying physical health problems in adults with 
SPIMD and, furthermore, to review their reliability and validity in the literature. 
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• The aim of the study presented in Chapter 6 is to examine the convergent validity 
of a Dutch Screening tool for dysphagia (Signaleringslijst Verslikken) in adults with 
SPIMD.   
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