
 1 

Supplement 1. Secondary outcomes 

 

Feeling informed 

How well informed the subject felt about their (child’s) heart defect (1 question), the 

risks thereof (1 question) and treatment options (1 question) was assessed using 5-

point Likert scales (Supplement 2). 

 

Experiences with patient information 

Subjects were asked to indicate whether they had experienced contradictions in the 

information they received from various sources using a 5-point Likert scale 

(Supplement 2). 

 

Preference for involvement 

Preferences for involvement in own care and decision-making were assessed using 

the Autonomy Preference Index[30] and the Control Preferences Scale.[31,32] A 

higher score on the Autonomy Preference Index indicates a stronger preference for 

more involvement/autonomy. 

 

Anxiety and depression 

Anxiety and depression were assessed using the Hospital Anxiety and Depression 

Scale (HADS).[31,32] 

 

Health-related mental quality of life 

Health-related mental quality of life was assessed using the Mental Component of the 

Dutch version of the Short Form 36 Health Survey (SF-36).[33,34] Total Mental 
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Component raw scores as well as raw scores for each of its subscales were summed 

and transformed to a 0-100 scale. 

 

Satisfaction with the information portal (only intervention group) 

Subjects were asked to rate the contents (1 question) and design (1 question) of the 

information portal on a 1-10 scale (Supplement 2). 
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Supplement 3. Baseline characteristics of the subjects in the intervention group who 

visited the information portal and those who did not. PV=pulmonary valve. 

ToF=tetralogy of Fallot. AV=aortic valve. 

 Intervention group:  p-value 

 Did not visit portal Visited portal   

 n=59 n=63   

Age group     0.679 

     -Children 40.7% (24) 46% (29)   

     -Adults 59.3% (35) 54% (34)   

Male sex 49.2% (29) 31.7% (20) 0.146 

Diagnosis     0.196 

     -PV disease 57.6% (34) 73% (46)   

          -ToF 28.8% (17) 47.6% (30)   

     -AV disease 39% (23) 25.4% (16)   

     -PV+AV disease 3.4% (2) 1.6% (1)   

Educational level     0.083 

     -Elementary 3.6% (2) 0% (0)   

     -Lower vocational 10.9% (6) 4.8% (3)   

     -Lower secondary 9.1% (5) 3.2% (2)   

     -Intermediate vocational 32.7% (18) 33.9% (21)   

     -Higher secondary 14.5% (8) 6.5% (4)   

     -Higher vocational 18.2% (10) 37.1% (23)   

     -University 10.9% (6) 14.5% (9)   
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