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One of the most difficult challenges in the quality of life-
research is the measurement of the subjective well-being of 
people with profound intellectual and multiple disabilities 
(PIMD). This group is characterized by profound cognitive 
disabilities (IQ<20) and severe motor and/ or sensory 
limitations and medical problems, often caused by severe 
brain damage. Since persons with PIMD lack the necessary 
cognitive and communicative abilities to make a global 
judgment of their life, self-reports on their subjective well-
being are not applicable. A frequently used alternative is the 
‘proxy-approach’, in which someone who knows the person 
well forms an opinion about several life aspects instead of the 
person him/ herself. The literature however yields conflicting 
results concerning the psychometric value of this proxy-
approach [1]. 

Research on the subjective well-being of persons with PIMD 
focuses increasingly on the ‘hedonic level’ of the subjective 
well-being – this is defined as ‘the individual’s expressions of 
positive or negative emotions or moods’. Direct emotional 
reactions are complex and multifaceted. Measuring the 
hedonic level of persons with PIMD, therefore, needs to focus 
on the behavioral, nonverbal and/ or physiological aspects. 
Recently some procedures have been developed that imply an 
observation of behavioral and nonverbal expressions of 
positive and negative affect [2, 3, 4]. Although these 
procedures look promising, they still need further validation. 
To date, the physiological component of emotional reactions 
has not been included in measures of the subjective well-being 
of persons with PIMD. In research on emotions some 
physiological variables have been successfully used to 
measure emotional responses [5]; they also seem to 
distinguish between positive and negative emotions and give 
information about the frequency, the intensity and, to a minor 
extent, the variability of emotions. Next to this, this approach 
might offer a possibility to evaluate emotions in a more 
objective way and without relying on the intermediary 
position of a proxy or a researcher.  

Since physiological parameters are not yet considered as 
indicators of positive or negative emotions on the subjective 
well-being of persons with PIMD, a preliminary investigation 
is required. The aim is to validate the measurement of 
physiological parameters of emotional reactions. To gain a 
sharpened understanding of this approach, we will set up a 
case-study research. Four adult persons with PIMD (over 18 
years of age) will be selected to participate in the study. In 
several daily situations – corresponding to the direct 
behavioral procedure – ‘extreme’ expressions of positive and 
negative emotions/ mood will be manipulated. Because of 
ethical reasons and the enormous heterogeneity of people with 
PIMD, members of direct support staff will be involved in 
defining the stimuli for each participant. During these 
situations several physiological parameters will be registered 
continuously. We selected parameters which have been used 
previously in research on subjective well-being and are usable 
in the target group, namely heart rate, heart rate variability, 
bodily temperature, respiratory function and skin conductance. 
The physiological parameters will be measured by means of 
easy-to-use non-invasive ambulatory technology. At the same 
time the situations will be recorded on videotape. In this way, 

it might provide hypotheses which may be tested 
systematically with a larger number of cases in the main study 
of this research project. Next to investigate the validity of this 
methodology, the application of the ambulatory technology to 
measure the physiological parameters will be examined. 
Finally, the selection of physiological measuring will be 
refined or enlarged. 

In the main study the aim is to examine a set of measures to 
assess the ‘hedonic level’ of subjective well-being of persons 
with PIMD. To achieve this aim, 25 people with PIMD will be 
selected. Three measures will be administered for each person 
with PIMD in the sample within a four week period. 

(1) In week one, the direct behavioral procedure will be set up. 
On the basis of an interview with a member of direct support 
staff and a parent/ family member, an affective communicative 
profile of the person with PIMD will be drafted. At the start of 
week two, several daily situations will be recorded on digital 
videotape during a two-week period. Finally, these video 
recordings will be analyzed. The researcher codes the 
frequency and the intensity of expressions of positive and 
negative affect, using the earlier drafted affective profile. In 
order to extract observational data from the video recordings, 
professional software will be used. Based on these data, the 
frequency, intensity and valence of affect will be calculated. 

(2) During the video recordings of the selected daily 
situations, several physiological parameters will be registered 
continuously. The selection of the phsyiological parameters 
and the non-invasive ambulatory technology is based on the 
preliminary investigation.   

(3) In week four, two members of the direct support staff will 
complete an informant questionnaire, namely the MIPQ 
(Mood, Interest & Pleasure Questionnaire). The MIPQ is an 
indirect observational measure that addresses the nonverbal as 
well as the behavioral component. The informants will be 
asked to rate operationally defined observable behaviors, 
which relate to the construct of mood, interest and pleasure, on 
a five-point Likert-type rating scale. The MIPQ gives 
information on the valence and the frequency of affect.  

To answer our research questions, several relations will be 
explored, for instance using correlation coefficients: between 
the frequency data of all three measures, between the intensity 
data of the physiological measures and the direct observational 
procedure, between the frequency, intensity or variability data 
for the positive and negative emotions, between the indirect 
observational and direct observational measures, etcetera. For 
the MIPQ, reliability will be determined on the basis of 
internal consistency and inter-rater reliability. For the direct 
observational procedure, 25% of the material will be double 
coded by a second researcher. 
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