[bookmark: _GoBack]Physicians’ attitudes when faced with life-threatening events in children with severe neurological disabilities: questionnaire (translated from the original French version)

Personal information 
1) You are: a man / a woman 
2) Age: …. years
3) What is your country of birth? drop-down list
4) Were you raised in Switzerland? Yes / No
a. If yes, in which canton? drop-down list
5) What is your specialization? pediatric ICU / neuropediatrics / pediatric rehabilitation / general pediatrics / other 
6) For how long have you been working in this field? .... years
7) What is your religion? Protestant / Catholic / other Christian / Muslim / Jewish / other / none
a. If religious, are you practicing? Yes / No

The following two scenarios present children with severe neurological disabilities with a critical condition. Please read the scenarios carefully and then answer all the questions by considering the attitude you would be most likely to adopt. 
Case 1
Sylvie is 6 years old; she has a complex brain malformation that was diagnosed at birth. She presents spastic quadriplegia, a profound learning disability and pharmacoresistant epilepsy.
She is able to fixate with her eye gaze and sometimes reacts to familiar and pleasant stimuli with a smile. She shows no signs of understanding language and has no potential for expression other than her smiles or cries.
She is exclusively fed through a gastrostomy tube and presents with recurrent pneumonia most likely related to saliva aspirations. She depends on her caretakers for all activities of daily life.
During hospitalization for a respiratory infection, Sylvie’s state worsens to an acute respiratory insufficiency and an imminent respiratory arrest.
The parents have not yet provided their requests regarding resuscitation for their daughter.

In this situation, the following attitudes are indicated 
(responses to each attitude are in a drop-down list - strongly agree / agree / disagree / strongly disagree):
1. Care project aimed at increasing comfort with analgesia and, if necessary, sedation (with opiates and benzodiazepines, respectively)              
2. Non-invasive ventilation                        
3. Cardio-pulmonary resuscitation, if necessary (intubation, mechanical ventilation, and cardiac massage)
4. Tracheostomy and, if necessary, long-term mechanical ventilation


Sylvie is intubated and transferred to the pediatric ICU. She remains in critical condition 24 hours after her admission. She has severe aspiration pneumonia.

The parents request your opinion. The following attitudes are indicated 
(responses to each attitude are in a drop-down list - strongly agree / agree / disagree / strongly disagree):
1. Continue maximal life support until the respiratory infection resolves (including hemodynamic support and large spectrum antibiotics, if necessary) 
2. Withdraw life support

Sylvie is extubated at 72 hours. Two weeks later, she continues to display marked respiratory congestion with obstructive episodes that require multiple oral and pharyngeal aspirations daily. Her parents report that she is much more uncomfortable than she was before her latest episode of pneumonia. 

The parents request your opinion. The following attitudes are indicated 
(responses to each attitude are in a drop-down list - strongly agree / agree / disagree / strongly disagree):
1. Care project aimed at increasing comfort with analgesia and, if necessary, sedation (with opiates and benzodiazepines, respectively)              
2. Cardio-pulmonary resuscitation if a new critical episode occurs (intubation, mechanical ventilation, and cardiac massage)
3. Tracheostomy due to salivary aspirations with recurrent pneumonia

In this situation, if Sylvie were your daughter, which of the following attitudes would you want the medical team to adopt?
(responses to each attitude are in a drop-down list - strongly agree / agree / disagree / strongly disagree):
1. Care project aimed at increasing comfort with analgesia and, if necessary, sedation (with opiates and benzodiazepines, respectively)              
2. Cardio-pulmonary resuscitation if a new critical episode occurs (intubation, mechanical ventilation, and cardiac massage)
3. Tracheostomy due to salivary aspirations with recurrent pneumonia

Case 2
Tom is 8 months old and has spinal muscular atrophy type I (aka Werdnig-Hoffmann disease), which was diagnosed at 3 months of age after examination for hypotonia.  
This neuromuscular disease presents with diffuse and severe muscle weakness that leads to death during the first two years of life (due to respiratory insufficiency) if mechanical ventilation is not provided through a tracheostomy. Affected children display normal cognitive development. 
Tom has been in the hospital for 24 hours because of a respiratory infection, and the requirement for oxygen and episodes of respiratory distress are rapidly increasing. 
The parents have not yet provided their requests regarding resuscitation for their son.


In this situation, the following attitudes are indicated 
(responses to each attitude are in a drop-down list - strongly agree / agree / disagree / strongly disagree):
a) Care project aimed at increasing comfort with analgesia and, if necessary, sedation (with opiates and benzodiazepines, respectively)              
b) Non-invasive ventilation                        
c) Cardio-pulmonary resuscitation, if necessary (intubation, mechanical ventilation, and cardiac massage)
d) Tracheostomy and, if necessary, long-term mechanical ventilation

Based on their religious beliefs, the parents have requested maximal life support in the event of a life-threatening situation, with a tracheostomy and long-term mechanical ventilation, if necessary.

In this situation, the following attitudes are indicated 
(responses to each attitude in a drop-down list - strongly agree / agree / disagree / strongly disagree):
1. Care project aimed at increasing comfort with analgesia and, if necessary, sedation (with opiates and benzodiazepines, respectively)              
2. Non-invasive ventilation                        
3. Cardio-pulmonary resuscitation, if necessary (intubation, mechanical ventilation, and cardiac massage)
4. Tracheostomy and, if necessary, long-term mechanical ventilation

In this situation, if Tom were your son, which of the following attitudes would you want the medical team to adopt?
(responses to each attitude are in a drop-down list - strongly agree / agree / disagree / strongly disagree):
1. Care project aimed at increasing comfort with analgesia and, if necessary, sedation (with opiates and benzodiazepines, respectively)              
2. Cardio-pulmonary resuscitation, if necessary (intubation, mechanical ventilation, and cardiac massage)
3. Tracheostomy and, if necessary, long-term mechanical ventilation

General questions 
In situations in which the family and the medical team disagree on the provision of life support (specifically when families request resuscitation, but you believe that it is not indicated), what is your position on the following affirmations?
(responses to each attitude are in a drop-down list - strongly agree / agree / disagree / strongly disagree)
1. The parents’ opinions take precedence and should be applied.
2. The medical team’s opinion takes precedence and should be applied.
3. The welfare of the child is the priority of any care plan.
4. The welfare of the parents is the priority of any care plan.
5. Internal regulations of my institution allow the medical team to make a decision that goes against the parents’ wishes. 
6. The law allows the medical team to make a decision that goes against the parents’ wishes. 
7. My personal convictions allow me to decide to go against the parents’ wishes. 
