Appendix 2
Results – Association between Themes

Although the six themes characterize separate areas of care, most of the themes seem to have an overarching relationship representing the continuum of a PICU admission (Figure 1). Several text fragments were coded with two or more subthemes belonging to more than one theme. The theme ‘emotional intensity’ in particular was associated with all other themes. An example is a fragment bringing together the themes ‘emotional intensity’, ‘attitude of professionals’, and ‘environmental factors’: “and then he returned to the ICU. He was warmly welcomed, but we were terrified that he had to go back on the dialysis machine…He had yellow eyes, yellow skin and you would not see that on the ICU, artificial light you know… I said immediately he has yellow eyes. The next one came and I said John has yellow eyes. Yes, we learned that; never rely on one person, always three different persons. Everybody who comes to the bedside will be told, always three different persons, because there is always one who picks it up and does something with it.” [15: F, M]. In this case the parents were anxious about their child’s health and were less confident about the professional’s attitude to act adequately. At the same time they thought that artificial lighting could mislead staff in observations.


‘Information management’ was related to all themes except ‘environmental factors’. While the complexity of the PICU care needs to be discussed with parents, the professionals’ approach influences their sentiment. Timely information provision seems a basis for trust, satisfaction and reduces stress levels of the parents, as documented by: “You hear this later. Like why he is not intubated yet, why the medication has not yet started… And why do we need to be informed like we need to agree or not? At that time I had some difficulty with it… We waited over one hour in the parent room, then you miss some personal attention… they first ask if we want coffee and then 45 minutes nothing.” [9:F, M].


 The roles of physicians and nurses were constantly interwoven within several themes, whereas information management seemed to be part of, and not associated with, the attitude of the professionals. Most subthemes within the ‘attitude of professionals’ theme were related to non-verbal communication and behavior skills whereas the subthemes within ‘information management’ basically were related to what, how, and when the information was provided. A father documented this assumption as: “what I experience is that the nursing staff is very clear, but physicians they come, you do not understand what they are saying, they do not introduce themselves…” [10:18F].


From all interviews emerged only one association between the themes ‘environmental factors’ and ‘emotional intensity. This was related to the association of the privacy of a single room and the freedom to express emotions.

