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eAppendix 1: Screen shot of tool to assess health outcome priorities with accompanying script 

 

Often we are faced with different situations where we have to make a choice.  When you 

can’t get everything you want, and have to give up one thing in order to get something else, this 

is a trade-off.   

When you think about what doctors are trying to do when they treat you, regardless of your 

specific conditions, the doctor is probably trying to provide you with one or more of the following 

outcomes: 



 

 

1. Keeping you alive.  

2. Maintaining independence. 

3. Reducing or eliminating pain. 

4. Reducing or eliminating symptoms of dizziness, fatigue, shortness of breath  

I’d like you to think about how important each of these is to you.  Think about a situation in 

which your doctor could not give you all of these outcomes at the same time, so that you have 

to make a trade-off.  I’d like you to tell me where you would place each box on the scale of 0 to 

100.  The higher you place the box, the more important the outcome is to you.  The only rule is 

that you can’t put two boxes on the same number.  For the outcomes of reducing or eliminating 

pain and other symptoms, I want you to think about what would be most important to you if you 

were having pain or other symptoms such as dizziness, fatigue, or shortness of breath. 

As you think about each one of these outcomes, you need to consider how important to you 

each one is regardless of what might be happening with the others.   

So by choosing one of the outcomes as most important, it means you would be willing to 

give up some of the others in order to get more of the most important one.  For example, if you 

choose, “Keeping you alive” as most important, it means you would be willing to accept 

some decline in your ability to do your daily activities and some symptoms in order to 

live longer.  If you choose “Maintaining independence, it means you would be willing to 

accept a shorter length of life and some symptoms in order to keep your ability to do 

your daily activities.  If you choose “Reducing/eliminating symptoms” as most important, 

it means you would be willing to accept some decline in your ability to do your daily 

activities and a shorter length of life in order to be free of symptoms.  How far up or down 

you put the box will indicate how much you are willing to give up one thing in order to have more 

of another. 

Take your time with this.  You can move the outcome boxes after you have placed them.  

Do you have any questions?  Let’s begin. 



 

 

eAppendix 2: Evaluation of test-retest reliability 

METHODS 

Test-retest reliability was evaluated by asking 35 participants to complete the tool a second 

time one week after the initial interview. Agreement was examined in several ways using 

increasingly more specific characterizations of priorities. First, we compared the outcome 

ranked as most and as least important at initial and repeat testing. Agreement was assessed in 

terms of the proportion of participants who ranked the same outcome as most important and as 

least important and the kappa coefficient, which corrects for the likelihood of chance agreement. 

Because the kappa statistic is not an accurate representation of agreement when the 

prevalence of the outcome and direction of agreement is skewed,1 as was the case with the 

priority rankings, agreement was also assessed using the prevalence-adjusted, bias-adjusted 

kappa (PABAK).2, 3 Second, we compared the rank assigned to each of the four health 

outcomes at initial and repeat testing. Agreement was assessed in terms of the proportion of 

participants who provided the same rank for each of the health outcomes and in terms of the 

proportion of participants who assigned a given number of outcomes the same rank. Finally, we 

compared the scores assigned to each outcome at initial and repeat testing. 

RESULTS 

Percent agreement among the 35 participants who completed the tool at two time points 

regarding the most important and least important outcome ranged from 85% to 100% (Table). 

Although several of the kappa statistics were low, the substantially higher PABAK statistics 

demonstrate that the low kappa values resulted from a skewed distribution of the rankings. 

Percent agreement across all four ranks was higher for maintaining independence and staying 

alive (83% and 77%) than for reducing pain and reducing other symptoms (46% and 51%). A 

total of 37% of participants provided the same four rankings at both time points, whereas 49% 

switched two of their rankings, and the remaining participants switched more than two. The 

median change in scores from the first to the second time point for each of the health outcomes 



 

 

ranged from 10 to 15. The interquartile range was lowest for reducing pain (15) and highest for 

staying alive and reducing other symptoms (30). The mode was 0 for staying alive and 

maintaining independence.  
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eTable: Test-retest reliability of health outcome prioritization tool 

Health outcome ranked most 
and least important 

% agreement Kappa PABAK 

    
Staying alive    

   Most important  100 1.0 1.0 

   Least important  82 .55 .65 

Maintaining independence    

   Most important  85 .46 .71 

   Least important  100 Undefined† 1.0 

Reducing pain    

   Most important  91 -.04 .82 

   Least important 85 .36 .71 

Reducing other symptoms    

   Most important  94 .48 .88 

   Least important  85 .36 .71 

Health outcome at any rank % agreement   
    
Staying alive 77    

Maintaining independence 83   

Reducing pain 46   

Reducing other symptoms 51   

Scale score Median difference Interquartile range (25%, 75%) Mode 
    
Staying alive 10 30 (0, 30) 0 

Maintaining independence 10 20 (0, 20) 0 

Reducing pain 10 15 (10, 25) 10 

Reducing other symptoms 15 30 (5, 35) 5 

PABAK = Prevalence-adjusted, bias-adjusted kappa  † Kappa cannot be calculated due to division by 0 
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