
Appendix 
 

Appendix A.  
Level of agreement with statements about the benefit of life for severely ill infants (as rated 

on a Likert scale 1-7, where 1 is agree and 4 is neither agree nor disagree, mean (sd)) 

 

 Unaware 
 
 

Possible 
Awareness 
 

Minimal 
Cognition 
 

Locked In 
 
 

Possible 
Relational 
Capacity  

Significant 
Burden 
 

‘Life is worse 
than death 
for this 
infant’ 
 

3.14 (1.6) 2.81 (1.36) 4.37 (1.6) 4.33 (1.5) 5.52 (1.4) 3.56 (1.6) 

‘Life has no 
benefit for 
this infant’ 
 

2.2 (1.4) 2.58 (1.5) 4.11 (1.7)  4.43 (1.66) 5.53 (1.46) 3.58 (1.67) 

‘Life has 
benefit – best 
for this infant 
to remain 
alive’ 

5.35 (1.3)  5.13 (1.3) 3.79 (1.6) 3.75 (1.5) 2.42 (1.3) 4.46 (1.5) 

 

 
Appendix B. 
Personal choice compared to general obligation to withdraw treatment 
For every case the number of participants who would withdraw treatment if the child was 

their own was greater than the number of participants who said there was a moral obligation 

to withdraw treatment. McNemar’s test determined that there was a statistically significant 

difference in the proportions of participants who responded to the two questions. For all 

cases except case 5, a McNemar’s test with continuity correction was used, p<.001. For 
case 5, an exact McNemar’s test was used, p=.002. Case 1: χ2(1) = 22.400, p < .001, case 

2: χ2(1) = 15.568, p <.001, case 3: χ2(1) = 20.346, p <.001, case 4: χ2(1) = 18.581, p <.001, 
case 6: χ2(1) = 32.595, p <.001.  
 

Appendix C. 
Means (mean (sd)) and distributions of frequencies of agreement/disagreement with a 

statement that parents should be allowed to continue treatment indefinitely for their child, 

across the 6 cases. 

 
 Unaware 

 

 

Possible 

Awareness 

 

Minimal 

Cognition 

 

Locked 

In 

 

Basic 

Relational 

Capacity  

Significant 

Burden 

 

Mean agreement 4.18 (1.8) 4.05 (1.7) 3.05 (1.57) 3.02 

(1.55) 

2.39 (1.54) 0.48 (1.78) 

Frequencies 

of agreement 

Agree (1-

3) 

39.2% 42.3% 68.5% 66.2% 79.2% 58.5% 

Neutral 

(4)  

8.5% 10% 10.8% 10% 8.5% 7.7% 

Disagree 

(5-7) 

52.3% 47.7% 20.8% 23.8% 12.3% 16.9% 
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Appendix D. 
Public endorsement of factors associated with treatment withdrawal decisions, ordered from 

most to least important. 
 

Values / factors Mean Median 

Pain 1.61 1 

Pleasure / joy 1.96 2 

Awareness of surroundings 2.24 2 

Potential for improvement, even if extremely small 2.34 2 

Ability to interact 2.54 2 

Cognition – learning, communication 2.68 2 

Emotional relationship potential 2.77 3 

Parental choice 2.95 3 

Sanctity of human life 3.15 3 

Reliance on a breathing machine/ feeding tube 3.29 3 

Survival time estimate 3.42 3 

Using up medical resources that could be used to 

help other patients 

4.38 4 

Teachings of my religion 6.18 7 

 

 
Appendix E.  
Importance of factors correlated with endorsement of treatment withdrawal across all six 

cases.  
 

Values / Factors Pearson 

Correlation 

Co-efficient 

Statistical 

Significance 

(2-tailed) 

Statistically Significant Positive Correlations 

Using up medical resources that could be used to 

help other patients 

.286 .001 

Cognition – learning, communication .239 .006 

Emotional relationship potential .197 .025 

Reliance on a breathing machine/ feeding tube .188 .033 

Survival time estimate .183 .037 

Statistically Significant Negative Correlations 

Parental choice -.633 .000 

Pleasure / joy -.320 .000 

Sanctity of human life -.408 .000 

Age -.179 .043 

 
 
Appendix F. Survey 
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Section A. Cases 
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Section B: General Questions 
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Section C : Scales 
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Section D : Demographics 
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