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Chapter 1  

General Introduction 
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People with intellectual disabilities 

People with intellectual disabilities have both intellectual and adaptive functioning deficits in 

conceptual, social, and practical domains that begin during the developmental period (Schalock et al., 

2010; American Psychiatric Association, 2013). In the Netherlands, 142.000 people (0.85%) have an 

intellectual disability (Volksgezondheidenzorg, 2019), and most of them are supported by healthcare 

organizations. It is estimated that approximately 68.000 (48%) of this particular population have a 

severe to profound intellectual disability, and 74.000 (52%) have a mild to moderate intellectual 

disability (Volksgezondheidenzorg, 2019). In accordance with the different levels of intellectual 

disabilities, different types or arrangements of care and support are provided by healthcare 

organizations such as long-term care; social support; and support in working, learning and daytime 

activities (Vilans, 2019).    

 

Support by healthcare organizations 

In the Netherlands, an important part of the support provided by healthcare organizations is the 

support of a healthy lifestyle. This is important because people with intellectual disabilities 

experience above average health risks (van Schrojensteijn-Lantman de Valk, 2008); they demonstrate 

extremely low levels of physical activity (Hilgenkamp, Reis, Van Wijck & Evenhuis, 2012; Dairo, 

Collett, Dawes, & Oskrochi, 2016; Hsieh, Heller, Bershadsky, & Taub, 2015; Stancliffe & Anderson, 

2017), high levels of sedentary behaviour (Melville et al., 2018; Melville et al., 2017), and unhealthy 

eating habits (Haveman et al., 2010; Gephart & Loman, 2013; Phillips & Holland, 2011). Healthcare 

organizations for these individuals consider that it is the organization’s task to promote and support 

a healthy lifestyle (Naaldenberg et al., 2013; Kuijken et al., 2016) because it is related to improved 

quality of life, more participation in society (Heller, McCubbin, Drum & Peterson, 2011), more 

independence in activities of daily living (Hilgenkamp, Van Wijck & Evenhuis, 2011; Van Schijndel-

Speet, Evenhuis, Van Wijck & Echteld, 2014) and a consequent decrease of healthcare costs.  

 

Lifestyle support by health care organizations  

As lifestyle interventions for the general population often assume a certain level of independence 

and cognitive capacities, they may be difficult to understand or be inaccessible for people with 

intellectual disabilities. Consequently, healthcare organizations for this population perform a range 

of partly self-developed initiatives and interventions to support and improve a healthy lifestyle, 

specifically aiming at improving physical activity and to a lesser extent at healthy nutrition. These 

initiatives and interventions are tailored to the needs and possibilities of people with different levels 

of intellectual disabilities and according with the different types and arrangements of care and 

support (Kuijken et al., 2019). 
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In general, implementation and maintenance of changes and improvements in healthcare are 

complex processes (Taylor et al., 2014; Deming 1986; Grol et al., 2005; Bartholomew et al., 2016; 

Langly et al., 2009; Green and Kreuter, 2005; Prochaska and Velicer, 1997; Damschroder et al., 2009; 

Glasgow et al., 1999; Sallis et al., 2006; Fleuren et al., 2014). This applies even more so to these 

processes in healthcare organizations for people with intellectual disabilities where the complexity of 

practice is reflected at different levels within and outside of the organization. On public policy and 

community levels, shifts in paradigms regarding participation and inclusion of people with 

intellectual disabilities were present during the last decades also resulting in processes of 

deinstitutionalization amongst other aspects (Perenboom & Chorus, 2003; Schippers et al., 2018). 

Also, healthcare organizations supporting people with intellectual disabilities received new 

requirements regarding participation and inclusion with the introduction and ratification of the UN 

convention (2006). The changing visions related to participation and inclusion (Schippers et al., 2018) 

may also contribute to the complexity of lifestyle support in practice. In daily practice, professionals 

as well as persons with intellectual disabilities and their representatives experience difficulties in 

defining the concept of autonomy (Schippers et al., 2018) related to a vision of a healthy lifestyle 

with a consequence of different visions about the support of a healthy lifestyle as a part of the daily 

support. Another challenge of inclusion with respect to the role of healthcare organizations is the 

search for associations with living, day-care, and leisure activities for the purpose of social 

participation (Schippers et al., 2018). There are opportunities for improvement for sharing and 

applying knowledge about supporting people with intellectual disabilities to join sports clubs or 

information in the local community with regard to the awareness of available sports (Haarmann et 

al., 2019).   

At interpersonal and operational levels, there are differences in the needs and possibilities of 

lifestyle support (Kuijken et al., 2016; Naaldenberg et al., 2013). Most of the time, it is adapted to the 

cognitive level of intellectual disability and the opportunities present in the environment of the 

involved people. This may lead to tailor-made lifestyle support that is, therefore, less easily 

transferable to other situations. Additionally, organizations are confronted with practical and policy 

changes such as staff, financing, supporting computer systems, available time, material resources, 

and facilities. When staff involved in the tailor-made lifestyle support or interventions is leaving or 

when the financing ends, valuable lifestyle interventions and initiatives may easily disappear. 

 

Theoretical framework of the thesis 

In this complex and changing environment, implementation and maintenance of an active and 

healthy lifestyle into the daily support of persons with intellectual disabilities may be difficult (Grol et 

al., 2005; Glasgow et al., 1999; Fleuren et al., 2014). Therefore, to improve health, a socio-ecological 
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approach is promoted in order to create a system change (Sallis et al., 2006; Bartholomew et al., 

2011; McLeroy, 1988). In this thesis, the socio-ecological model for health promotion (McLeroy, 

1988) was used as a theoretical framework, see Figure 1. This socio-ecological model shows the 

dynamic interrelations among various personal and environmental factors on health promotion. With 

respect to the different levels of the socio-ecological model, the main focus was at the operational 

and organizational levels.  

 

 
Figure 1. Socio-ecological model for health promotion (McLeroy, 1988) 

 

Implementation and maintenance of lifestyle support 

At the organizational and operational levels, healthcare organizations can improve their own lifestyle 

support for persons with intellectual disabilities by obtaining more insight into the currently used 

lifestyle support and crucial factors for successful implementation (Grol et al., 2005; Bartholomew et 

al., 2011; Fleuren et al., 2014). However, an overview and analyses of the currently used lifestyle 

support targeting healthy physical activity and nutrition is lacking. In addition, it is unknown to what 

extent crucial factors for successful implementation are taken into consideration by health care 

organizations supporting people with intellectual disabilities. Lastly, there are no instruments 

available to analyze the determinants that influence the implementation of lifestyle support within 

healthcare organizations for these individuals. In other settings, the Measurement Instrument for 

Determinants of Innovations was used to evaluate the implementation of innovations. It is unknown 

whether this instrument is beneficial for objectively evaluating implementation of lifestyle 

interventions in healthcare organizations for people with intellectual disabilities. 

 

Attitudes of Direct Support Persons 

At the operational level, the role of direct support persons in encouraging and motivating people 

with intellectual disabilities seems to be a crucial factor (Ptomey et al., 2018; Alesi & Pepi, 2015; 
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Spanos et al., 2013; Buntinx & Schalock, 2010). A better understanding of the attitudes of direct 

support persons about promoting healthy physical activity appears to be important for a next step in 

sustainable implementation of physical activity support (Grol et al., 2005; Martin et al., 2011), 

however, they are unknown because an instrument to measure attitudes is lacking. It is also not 

established which determinants may influence the attitudes of direct support persons.  

Improving maintenance and quality assurance 

Due to the complexity of implementation processes, the maintenance and quality assurance 

of a healthy lifestyle in organizations for people with intellectual disabilities is challenging. The 

process of recurring attention for the different steps of Planning, Doing, Checking, and Acting (PDCA) 

(Deming, 1986) is widely used within healthcare for the control and continuous improvement of 

processes and products (Taylor et al., 2014). However, until now, the PDCA cycle has not been widely 

used and is not operationalized to evaluate complex lifestyle implementation processes in healthcare 

organizations for people with intellectual disabilities.  

This thesis aims to contribute to a better insight into implementation processes of lifestyle support in 

the complex and changing environment of healthcare organizations for people with intellectual 

disabilities and herewith aims to contribute to the maintenance and quality assurance of this lifestyle 

support in health care organizations.   

 

Outline of the thesis 

The first research questions of this thesis are whether health care organizations supporting people 

with intellectual disabilities make use of theory-driven multiple intervention components and 

multiple levels of influence in their lifestyle approaches aiming at physical activity and nutrition and 

whether there are conditions for sustainability in the lifestyle approaches (Chapter 2).  Chapter 3 

aims to ascertain if the Measurement Instrument for Determinants of Innovations is beneficial for 

objectively evaluating the implementation of lifestyle interventions. The purpose of Chapter 4 is to 

construct a questionnaire that measures the attitude of direct support persons towards promoting 

health enhancing physical activity for persons with intellectual disabilities, whereas, the aim of 

Chapter 5 is to explore the attitude of direct support persons towards promoting health enhancing 

physical activity of these individuals who receive care and support from healthcare organizations. 

Subsequently, the objective of Chapter 6 is to develop an evaluation model based on the PDCA cycle, 

operationalized with the key implementation and maintenance components in lifestyle approaches 

of healthcare organizations for people with intellectual disabilities and to illustrate its application 

using a case study.  
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