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eAppendix. Other Measures, Methodological and Technical Details, and 
Surrogate Participant Questionnaire 
 

Other Measures 

Surrogates trust in physicians was measured using the Wake Forest Scale Measuring 
Trust (i). Health literacy was assessed using the Short Test of Functional Health Literacy 
in Adults (STOFHLA; ii). The STOFHLA is a 36-item timed reading comprehension test. 
It is the most established and validated measure to assess literacy in the health care setting. 
Perceived quality of communication was measured using a previously validated, 17-item 
scale for clinician-family communication in ICUs (iii).Patients were screened for 
depression using the 2-question Patient Health Questionnaire 2 (13,iv,v,vi). The PHQ-2 is a 
validated, widely used measure of depressive symptoms It is appropriate for both primary 
care and general populations. Religiosity was characterized using the Brief 
Multidimensional Measure of Religiousness/Spirituality (vii). The measure assesses 
surrogates' religiosity using the following question from the Fetzer Working Group on 
Multidimensional Measurement of Religiousness, answered on a 4 point Likert scale, "How 
important are religious or spiritual beliefs in your everyday life?" This 1-item measure has 
high test-retest reliability. Surrogates' attitudes about the honesty with which physicians 
discuss prognosis were assessed using items adapted from prior work by Christakis(viii). 
A question was developed to assess whether surrogates and patients had previously 
discussed the patient's treatment preferences.   

The physician questionnaire also addressed the physician's demographic characteristics, 
whether they had discussed the patient's prognosis with the family and their attitudes and 
self-assessed skill in discussing prognosis. 

Patients' severity of illness was assessed by calculation of the APACHE 2 score on the 
first day of ICU admission and on the day of study enrollment. Demographics, admission 
diagnoses, and vital status at hospital discharge were collected prospectively by research 
staff.  

Qualitative Data Gathering & Analyses 

One interviewer conducted all interviews with surrogate decision-makers. This individual 
received approximately 80 hours of training in conducting semi-structured interviews by 
two trained qualitative researchers. We evaluated and confirmed the interviewer’s 
competency in interview methods prior to enrolling study participants in the main study; 
the interviewer conducted 10 pilot interviews that were evaluated by the senior author 
and a PhD-trained qualitative researcher.  

The interviewer was blinded to physicians' prognostic estimates. All interviews were 
digitally audiorecorded using two Olympus digital audiorecorders (Olympus WS-100 64 
MB Digital Voice Recorder with USB Interface) to minimize risk of data loss in the 
event that one audiorecorder malfunctioned.   All interviews were one-on-one, and 
occurred immediately after the study participant completed the questionnaire. The 
interviewer showed each participant her responses to the two quantitative survey 
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questions about prognosis (i.e., “What do you think are the chances that the patient will 
survive…” and “What do you think the doctor thinks are the chances that the patient will 
survive…”).  Next, the interviewer read the following standardized prompt: “Please take 
a moment to look at your responses. I notice that what you think is the patient's prognosis 
[differs from/is the same as] what you think the physician thinks is the prognosis. Can 
you tell me a little bit about this?”   

The interviewer used techniques of cognitive interviewing and standardized 
probes/prompts to pursue and clarify emergent themes as they arose.  Examples of probes 
used to gain greater clarity and detail about themes raised by study participants during the 
interview include: “Can you tell me a bit more about [insert descriptor of theme raised by 
surrogate]” and “I hear you saying that one reason your estimate is different from the 
doctor’s is x; is that correct? Can you tell me a bit more about why you say that?”  The 
interviewer was also instructed to use two techniques to acquire a complete range of 
responses from participants. First, the interviewer was trained to not interrupt the study 
participants and to remain silent for up to 30 seconds after participants stopped talking to 
allow them to continue to consider the question. Second, throughout the interview, the 
interviewer probed for additional themes by asking questions such as “Are there other 
reasons you can think of?” Prior to ending the interview, the interview also made the 
following request of participants: “Please take some time to think about whether there are 
other reasons that your prognostic estimate [differed from/was the same as] the doctor’s 
estimate.” Then the interviewer used the methods above to explore and clarify any 
themes raised by study participants.  The interviewer repeated this process of probing for 
emergent themes and clarifying the theme until study participants indicated they had 
conveyed all relevant reasons regarding their prognostic estimate.  

A medical transcriptionist transcribed the audiorecorded interviews verbatim. We used 
constant comparative methods to inductively develop a framework to describe 
participants' reasons for the congruence or incongruence of their prognostic estimates 
with what they believed to be the physician's prognostic estimates.  To develop the 
preliminary coding scheme, four study team members independently performed line-by-
line open coding on 10 transcripts. Areas of study team expertise included critical care 
medicine, bioethics, sociology, qualitative research methods, general internal medicine, 
doctor–patient communication, and palliative care. Coders independently flagged and 
generated theme labels for reasons given by surrogates that they held beliefs about the 
prognosis that differed from what they believed to be the physician’s prognostic 
expectations. The goal of the initial open coding was to be as detailed and comprehensive 
as possible to avoid missing important themes. Next, study team members engaged in a 
series of meetings in which they proceeded line by line through each transcript to 
compare coding results and labels applied to emergent themes.  Through a series of 
meetings, team members arrived at consensus on the codes and code names. After 
refining the codes and distinctions between codes, we grouped similar concepts into 
conceptual categories.  These categories were developed further by comparing across 
transcripts.  After all investigators agreed on the coding framework, two coders coded the 
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full data set as described in the Methods section of the manuscript. We used ATLAS.ti 
software (Berlin, Germany) for management of the qualitative data.    

Technical Statistical Details 

In our multilevel model analysis, initial model tests included random intercepts for both 
the physician and surrogate (famid); however, due to the limited sample size, the fact that 
most patients had only a single surrogate and many physicians had only one patient, this 
model did not converge. As a result, we fitted a model with a random intercept for the 
physician, using the following stata code: melogit survived mdprogsts || mdid:, 
covariance(unstructured) . We compared the two ROC curves using the roccomp 
command in Stata. We used the Stata command linktest for diagnosing specification 
error.(ix) We plotted Anscombe residuals, obtained via predict anscombe command, 
against observation number for residual diagnostics.(x) 

Summary of PubMed and EMBASE Search 

We searched PubMed and EMBASE for English-language articles from inception to 
2016 using the terms “critical illness” and “decision making” and “prognosis” and 
“surrogate or proxy” to identify all empirical studies addressing reasons for physician-
surrogate discordance about prognosis in ICUs. We restricted our search to research in 
adult intensive care units. A summary of the seach details is below: 

I. Search details 
a. Databases: Pubmed and EMBASE 
b. Dates: no restrictions 
c. Languages: English 
d. search terms: critical illness AND decision making AND prognosis AND 

(surrogate OR proxy) 
The initial search in Pubmed yielded 126 and 62 articles in PubMed and EMBASE, 
respectively. We then reviewed the abstracts of all articles and excluded any articles not 
reporting empirical data about reasons for physician-surrogate discordance about 
prognosis.  Specifically, we excluded articles about neonatal and pediatric ICUs; whether 
and how clinicians communicate risk information; editorials; whether surrogates want 
prognostic information and how they conceptualize the surrogate role.  
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The final search yielded four studies, which are briefly described and summarized in the table below.   

Citation Info Sample/Setting Main Results 
Schenker Y, White DB, Crowley-Matoka M, 
Dohan D, Tiver GA, Arnold RM. 
J Palliat Med. 2013 Mar;16(3):243-9. doi: 
10.1089/jpm.2012.0331. 

qualitative interview study with 30 
surrogates in ICUs in Pittsburgh 

Surrogates identified 4 main ways of coping with 
prognostic information: 
1) focusing on small details rather than the big picture,  
2) relying on gut instincts or personal beliefs about the 
patient,  
3) seeking more positive prognostic information from 
other sources, and, for a minority,  
4) avoiding or disbelieving prognostic information. 

Zier LS, Sottile PD, Hong SY, Weissfield LA, 
White DB. 
Ann Intern Med. 2012 Mar 6;156(5):360-6. 
doi: 10.7326/0003-4819-156-5-201203060-
00008. 

Mixed methods study 80 surrogates of 
critically ill patients in 3 hospitals in 
SF; standard prognostic scale + 
interviews 

Surrogates became increasingly overoptimistic in their 
prognostic estimates as the physicians’ delivered 
prognosis worsened. Two main reasons were given: 

1) Need to register optimism 
2) Belief that patient attributes unknown to the 

physician would lead to better-than-predicted 
outcomes 

Lee Char SJ, Evans LR, Malvar GL, White 
DB. 
Am J Respir Crit Care Med. 2010 Oct 
1;182(7):905-9. doi: 10.1164/rccm.201002-
0262OC. Epub 2010 Jun 10. 

169 surrogate decision-makers for 
critically ill patients randomized to 
watch 1 of 2 video vignettes; 
surrogates provided their own and 
their understanding of the physicians’ 
prognostic estimate 

Qualitative versus quantitative presentation of 
prognosis did not yield differences in understanding. 
However, >20% of surrogates believed the prognosis 
was >20 percentage points higher than the physician 
had stated. Less trust in the physician was associated 
with greater discordance. 

Zier LS, Burack JH, Micco G, Chipman AK, 
Frank JA, Luce JM, White DB. 
Crit Care Med. 2008 Aug;36(8):2341-7. doi: 
10.1097/CCM.0b013e318180ddf9. 

Semi-structured interviews with 50 
surrogates using grounded theory 
methods to inductively develop a 
framework to describe surrogates' 
beliefs about physicians' ability to 
prognosticate 

88% of surrogates expressed doubt about the 
physician’s ability to prognosticate. Four themes 
explained this doubt: 

1) a belief that God could alter the course of 
the illness, 

2) a belief that predicting the future is inherently 
uncertain,  

3) prior experiences where physicians' 
prognostications were inaccurate,  

4) and experiences with prognostication during 
the patient's intensive care unit stay 

This study also provided factors that lead to belief in 
physicians’ prognostications 
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UNIVERSITY OF CALIFORNIA, SAN FRANCISCO 

 
 

Improving Physician-Family  
Communication in the ICU 

Family Questionnaire 
 

Thank you for helping us with our study to improve the care of patients and their families 

in the Intensive Care Unit (ICU).  Please answer each question with the rating that seems 

best to you.  There are no right or wrong answers.  If you have any comments, feel free to 

write them on these pages.  If you have any questions, a member of our research staff 

would be glad to answer them.   

Dr. White may also be reached by phone at 415-502-8275.  

 

The information you provide on this survey is confidential 
and will not be shared with any of the hospital staff. 
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SECTION 1:  Some questions about you and your background 
 
1) How old are you?  ________ years 

 
2) Are you:  (Please check one) 
 [1] Male 
 [2] Female 

 
3) Are you Latino/Latina OR Latin American OR 

Hispanic? (Please check one) 
 [1] Yes 
 [2] No 

 
4) Which of the following best describes your 

race? (Please check only one) 
 [1]   Asian 
 [2]   African American or Black 
 [3]   Caucasian/ White 
 [4]  Native American, American Indian/ Alaskan Nati  
 [5]  Pacific Islander/ Samoan/ Hawaiian 
 [6]  Multiethnic or mixed (Go to question 5) 
 [7]  Don’t know 
 [8]  Refuse to answer 
 
 

5) If MULTIETHNIC:   If you had to pick ONE 
GROUP, which ONE GROUP do you MOST 
identify with? 
 [1]   Asian 
 [2]   African American or Black 
 [3]   Caucasian/ White 
 [4]  Latino/Latina or Latin American or Hispanic 
 [5]  Native American, American Indian/Alaskan Nativ  
 [6]  Pacific Islander/ Samoan/ Hawaiian 

 
6) What is the highest grade (or year) of regular school 

you have completed? (Check one) 
 [1]  No formal school 
 [2]   1    2    3    4    5    6    7    8    9    10    11    12                

                        (Circle one) 

 
7) How well do you understand spoken 

English? (Please check one) 
 [1]  Not at all 
 [2]  Poorly 
 [3]  Fairly well 
 [4]  Well 
 [5]  Very Well 
 [6]   Don’t Know 

 
 

8) What is the main language you spoke while 
growing up? (Check only one) 
 [1] English 
 [2] Spanish 
 [3]  Cantonese 
 [4] Vietnamese 
 [5] Tagalog 
 [6] Mandarin 
 [7] Korean 
 [8] Asian Indian Languages 
 [9] Russian 
 [10] Other (specify):  

_______________ 
 [11]  Refuse to answer 

 
 
9) What is your current religious 

preference?  
(List denomination if appropriate) 

 
          __________________________ 
 
10) How important are religious or 

spiritual beliefs in your day-to-day 
life?   (Circle one) 

Not at all 
important 

Not  too 
important 

Fairly 
important 

Very 
important 
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 [3]   1 yr college 
 [4]   2 yrs college 
 [5]   3 yrs college 
 [6]   4 yrs college  
 [7]   1 or more years of post graduate 
 [8]  Graduate or professional degree 

11) What is your relationship to your loved one 
who is currently in the hospital?  (Check 
one) 
 [1] I AM HIS/HER SPOUSE or 

PARTNER  
 [2] I AM HIS/HER CHILD  
 [3] I AM HIS/HER BROTHER or 

SISTER  
 [4] I  AM HIS/HER FRIEND  
 [5] I AM HIS/HER PARENT  
 [6] I AM HIS/HER OTHER 

RELATIVE  
 [7] I HAVE ANOTHER 

RELATIONSHIP  
      (Please fill in) 
_____________________ 

12) Have you ever discussed with your loved one the 
treatments he/she would want (or would not want) if 
he/she were too sick to speak for him/herself?   
(Check one box)  
 [1]   Yes 
 [0]    No 

 

13) How well do you think you understand the 
treatments your loved one would want or would not 
want in his/her current medical situation?  (Circle 
one number) 
 

Not 
well 0 1 2 3 4 5 6 7 8 9 10 

Ver
y 

well 
 
 

 

14) Other than during this hospitalization, 
have you ever been involved in making 
medical decisions for a family member who 
was not able to make decisions for 
himself/herself? 
 [1]   Yes 
 [0]    No 

 
 
 
15) Thinking of your experiences with 

receiving health care in the past 12 
months, have you felt you were 
discriminated against for any reason? 
 [1]   Yes 
 [0]    No 
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SECTION 2: Some questions on your beliefs about medical care 
The statements below refer to beliefs that people might have concerning doctors, patients, and 
medical care.  
For each item, please mark how much you agree or disagree. (Check one box on each line) 
 Strongly 

disagree 
Moderately 

Disagree 
Slightly 
disagree 

Slightly 
agree 

Moderately 
agree 

Strongly 
agree 

1) The doctor is the one who should 
decide what gets talked about during a 
meeting. 

[1] [2] [3] [4] [5] [6] 

2) It is often best for family if they do 
not have a full explanation of the 
patient’s medical condition. 

[1 ] [2 ] [3 ] [4 ] [5 ] [6 ] 

3) Family should rely on the doctors’ 
knowledge and not  
try to find out about the conditions on 
h i   

[1 ] [2 ] [3 ] [4 ] [5] [6 ] 

4) Many families continue asking 
questions even though they are not 
learning anything new. 

[1 ] [2 ] [3 ] [4 ] [5 ] [6 ] 

5) Families should be treated as if 
they were partners with the doctor, 
equal in power and status. 

[1 ] [2 ] [3 ] [4 ] [5 ] [6 ] 

6) Families generally want reassurance 
rather than information about their 
loved one’s health. 

[1 ] [2 ] [3 ] [4 ] [5 ] [6 ] 

7) When families disagree with the 
doctor, this is a sign that the doctor 
does not have the family’s respect and 

 

[1 ] [2 ] [3 ] [4] [5 ] [6 ] 

8) The family must always be aware that  
doctor is in charge. 

[1 ] [2 ] [3 ] [4 ] [5 ] [6 ] 

9) When families look up medical 
information on their own, this usually 
confuses more than it helps. 

[1 ] [2 ] [3 ] [4 ] [5 ] [6 ] 
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SECTION 3: Some questions about you 
How strongly do you agree or disagree with the following statements?   
(Please choose one box per question). 
 Strongly 

disagree 
Disagree Neutral Agree Strongly 

agree 
1) In uncertain times, I usually expect the best. [1] [2] [3] [4] [5] 

2) If something can go wrong for me, it will. [5] [4] [3] [2] [1] 

3) I’m always optimistic about the future. [1] [2] [3] [4] [5] 

4) I hardly ever expect things to go my way. [5] [4] [3] [2] [1] 

5) I rarely count on good things happening to me. [5] [4] [3] [2] [1] 

6) Overall, I expect more good things to happen than 
bad. 

[1] [2] [3] [4] [5] 

      

 Not  
at all 

Rarely More than 
half the 
days 

Nearly 
every 
day 

7) Since your loved one has been in the hospital, how 
often have you been bothered by feeling down, 
depressed or hopeless?  

[0]  [1]  [2] [3] 

8) Since your loved one has been in the hospital, how 
often have you been bothered by having little 
interest or pleasure in doing things? 

[0]  [1]  [2] [3] 
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SECTION 4: Some questions about the care of your loved one 
 

1) Two weeks before this hospitalization, did someone usually help the patient 
bathe?  

 [1]  No assistance needed  
 [2] Yes- assistance needed in bathing only one part of the body 
 [3]  Yes- assistance needed in bathing more than one part of the body 

 
2) Two weeks before this hospitalization, did someone usually help the patient get 

dressed? 
 [1]  No assistance needed  
 [2] Yes- assistance needed in tying shoes only. 
 [3]  Yes- assistance needed in getting dressed OR patient stays partly or 

completely undressed.  
 

3) Two weeks before this hospitalization, did someone usually help the patient use 
the toilet? 

 [1]  No assistance needed  
 [2] Yes- assistance needed in going to the toilet, cleaning self, arranging 

clothes or returning. 
 [3]   Patient doesn’t go to the bathroom to relieve bowel or bladder 

 
4) Two weeks before this hospitalization, did someone usually help the patient get out of bed or a 

chair? 
 [1]   No assistance needed  
 [2] Yes- assistance needed in moving in and out of bed or chair. 
 [3]   Does not get out of bed.  

 
5) Two weeks before this hospitalization, was the patient able to control his/her bowels 

and bladder completely? 
 [1]   Yes, controls bowel and bladder completely  
 [2]  Occasionally loses control of bowel or bladder. 
 [3]   Needs supervision to help keep urine or bowel control OR catheter is 

used OR is incontinent 
 

6) Two weeks before this hospitalization, did someone help feed the patient? 
 [1]  No assistance needed  
 [2]  Yes- needs assistance only in cutting meat or buttering bread. 
 [3]  Yes- needs assistance in eating OR is fed intravenously. 
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SECTION 5:  Some questions about your faith 
How much do you agree or disagree with the following statements? 
(Please check one response per statement) 
 Strongly 

disagree 
Moderately 

Disagree 
Slightly 
disagree 

Slightly 
agree 

Moderately 
 agree 

Strongly 
agree 

1) If my loved one’s health worsens, it 
is up to God to determine whether 

   

[1] [2] [3] [4] [5] [6] 

2) Most things that affect my loved 
one’s health happen because of 

 

[1] [2] [3] [4] [5] [6] 

3) God is directly responsible for my 
loved one’s health getting better or 

  

[1] [2] [3] [4] [5] [6] 

4) Whatever happens to my loved 
one’s health is God's will. 

[1] [2] [3] [4] [5] [6] 

5) Whether or not my loved one’s 
health improves is up to God. 

[1] [2] [3] [4] [5] [6] 

6) God is in control of my loved one’s 
h lth  

[1] [2] [3] [4] [5] [6] 

 
7) Do you believe in religious miracles?  (Mark one answer)   

 [1]   Yes, most definitely  
 [2]   Yes, probably 
 [3]    No 
 [4]    Do not know 

 
8) Do you believe God acts through Medical Doctors to cure illness? (Mark one 
answer)   

 [1]   Yes, most definitely  
 [2]   Yes, probably 
 [3]    No 
 [4]    Do not know 

 
9) What is the most important factor in whether or not people get well from illness? 

(Mark one answer)   

 [1]    Having a good doctor 
 [2]    God’s will 
 [3]    A person’s own will power 
 [4]    Random chance or luck 
 [5]    Other 
 [6]    Do not know  
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SECTION 6: Some questions about doctors’ ability to predict the future 
How much do you agree or disagree with the following statements? 
 (Please check one response per statement) 
 Strongly 

Disagree 
Moderately 

Disagree 
Slightly 
Disagree 

Slightly 
Agree 

Moderately 
Agree 

Strongly 
Agree 

1)  Physicians can predict 
whether a patient will live 
or die. 

[1] [2] [3] [4] [5] [6] 

2)   It is impossible for 
doctors to predict whether 
a patient will live or die. 

[1] [2] [3] [4] [5] [6] 

3)   Doctors sometimes do 
not tell family members 
the truth about a patient’s 
chances for surviving an 
ill  

[1] [2] [3] [4] [5] [6] 

4)  It is important that the 
doctors are honest with 
me about my loved one’s 
chances for surviving this 

 

[1] [2] [3] [4] [5] [6] 

5)  I would rather the 
doctors did not tell me 
what they think are my 
loved one’s chances for 

i i  hi  ill  

[1] [2] [3] [4] [5] [6] 
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SECTION 7:  Some questions about your loved one’s prognosis 
1. What do you think are the chances that your loved one will survive this 

hospitalization if the current plan of care stays the same?  Place a mark on the 
line… 

 

 

2. How confident are you that you understand your loved one’s chances for 
surviving this hospitalization?  On the scale below, 0 = “Not at all confident” and 
10 = “Very confident”. (Circle one number) 

 

 

3.    If you had to guess, what do you think the doctor thinks is the chance that your 
loved one will survive this hospitalization if the current plan of care stays the same?  
Place a mark on the line… 
 
 

 
4. What do you think are the chances that your loved one will be alive in 6 months 

if the current plan of care stays the same? Place a mark on the line… 

 

5. Assuming that your loved one survives this hospitalization, what do you think 
are the chances that he/she will have regained his/her baseline level of function 
or quality of life 2 months from now?    

 
 

0% chance  
of survival 

 100% 
chance of 

survival 

Not at all 
confident 0 1 2 3 4 5 6 7 8 9 10 Very 

confident 

0% chance  
of survival 

 100% 
chance of 

survival 

0% chance  
of survival 

 100% chance 
of survival 

0% chance of 
regaining 
baseline 
function or 
quality of life 

 100% chance 
of regaining 

baseline 
function or 

quality of life 
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5. Since your loved one was admitted to the ICU, have you talked with the doctors 
about the following things:        

 
a) His/her chances for returning to 

his/her baseline quality of life, or 
functional status? 
 

 [1] Yes  [0] No 

b) His/her chances for surviving this 
illness?   
 

 [1] Yes  [0] No   
              (If NO, SKIP to Question 9) 
 

6.  Have you received conflicting 
information about your loved one’s 
prognosis? (Mark one answer) 

 [1] Yes  [0] No 

 
7.  Overall, how much do you believe the 

information from the doctor about your 
loved one’s chances for surviving this 
hospitalization?   

 
 

 
 

(Circle one number) 
Not 
at all  0 1 2 3 4 5 6 7 8 9 10 Completely 

 
 

 
8.   Overall, how satisfied are you with the 

doctor’s bedside manner when he/she 
discussed your loved one’s prognosis?    

 

 
(Circle one number) 

Not at 
all 
satisfied 

0 1 2 3 4 5 6 7 8 9 1
0 

Very 
satisfied 

 

   
 
 
9.  Would you like more 

information about the 
chances that your 
loved one will survive 
this hospitalization? 

 [1] Yes  [0] No 

 
10. Overall, how well 

have the doctors 
communicated with 
you about your loved 
one’s chances for 
surviving this 
hospitalization?  

 

 
 
 

(Circle one number) 
Very 
poorly 

0 1 2 3 4 5 6 7 8 9 10 Perfectly Have 
not  

done 
this 
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SECTION 8: Some questions about your loved one’s main doctor(s) 
The next group of questions asks how you feel about the doctor’s taking care of your 
loved one The results of this questionnaire will not be shown to the doctors, so please be 
as honest as possible. Please mark one response per question 
 Strongly 

Disagree 
Disagree Neutral Agree Strongly 

Agree 
1)  Sometimes the doctors care more about 
what is convenient for them than about 
your loved one’s medical needs. 

[5] [4] [3] [2] [1] 

2)  The doctors are extremely thorough and 
careful. 

[1] [2] [3] [4] [5] 

3)  You completely trust the doctors’ 
decisions about which medical treatments 
are best for your loved one. 

[1] [2] [3] [4] [5] 

4)  The doctors are totally honest in telling 
you about all of the different treatment 
options available for your loved one’s 
condition. 

[1] [2] [3] [4] [5] 

5)  All in all, you have complete trust in 
your loved one’s doctors . 

[1] [2] [3] [4] [5] 

 
6)  How much disagreement, including conflicts and negative feelings, has there 
been between you and this doctor regarding your loved one’s care?    
On the scale below, 0 = “No conflict at all” and 10 = “A lot of conflict”.(Circle one number) 
 
No 
disagreement 0 1 2 3 4 5 6 7 8 9 10 A lot of 

disagreement 
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SECTION 9: Some questions about your preferred role in decision-making 
Please imagine the following situation: 
 
Your spouse or partner is very sick in the intensive care unit and cannot speak for him/herself.  
Also imagine that you are his/her only relative. He/she is very likely to die, but there is a very 
small chance he/she would survive with continued treatment.  If he/she survived, he/she would 
have physical and cognitive disabilities that made it so that he/she was dependent on others 
for basic tasks such as bathing, paying bills and preparing meals. If he/she survived, he would 
have some difficulty thinking, but he might be able to communicate with you and others. 
 
People have different opinions about whether or not they would accept intensive medical 
treatment in the scenario outlined above.  Some patients in this situation would want to 
continue intensive medical treatment, while others would prefer treatment focused on keeping 
them comfortable. 

How do you think the decision about whether or not to continue intensive 
medical treatment should be made? (Please choose the one phrase from below 
that best describes your opinion): 
 [1]  I prefer that I make the final decision about whether or not to continue intensive 

medical treatment.   
 [2]  I prefer that I make the final decision after seriously considering the doctor’s 

opinion. 
 [3]  I prefer that the doctor and I share responsibility for deciding whether or not to 

continue intensive medical treatment.  
 [4]  I prefer that the doctor makes the final decision but seriously consider my opinion. 
 [5]  I prefer that the doctor decides whether or not to continue intensive medical 

treatment. 
 

Please imagine the following situation: 
 
Your spouse or partner is very sick in the intensive care unit.  He or she has an infection that 
needs to be treated with antibiotics. There are several different antibiotics that might work 
and they are all equally effective. 

How do you think the decision should be made about which antibiotic to use? 
(Please choose the one phrase from the list below that best describes your 
opinion): 
 [1]  I prefer that I make the final decision about which antibiotic to use. 
 [2]  I prefer that I make the final decision after seriously considering the doctor’s 

opinion. 
 [3]  I prefer that the doctor and I share responsibility for deciding which 

antibiotic to use.  
 [4]  I prefer that the doctor makes the final decision but seriously consider my 

opinion. 
 [5]  I prefer that the doctor decides which antibiotic to use. 
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Section 10:  Some questions about how well the doctors have communicated with you in the 
ICU 
We know that many people think very highly of their doctors.  To help us improve 
communication between doctors and families, please be critical.   
Please circle the number which best describes the doctors taking care of your loved one 
in the ICU.  

How good have the doctors been at: The very worst 
I can imagine 
 

The very best 
I can imagine 

 

Didn’t 
Do 

1)  Using words that you could 
understand   

0 1 2 3 4 5 6 7 8 9 10 N 

2) Giving you information about your 
loved one’s illness and treatment. 

0 1 2 3 4 5 6 7 8 9 10 N 

3)  Including you in decisions about your 
loved one’s illness and treatment.  

0 1 2 3 4 5 6 7 8 9 10 N 

4)  Answering all of your questions about 
your loved one’s illness and treatment. 

0 1 2 3 4 5 6 7 8 9 10 N 

5)  Listening to what you had to say. 0 1 2 3 4 5 6 7 8 9 10 N 

6)  Caring about you as a person. 0 1 2 3 4 5 6 7 8 9 10 N 

7)  Giving you his/her full attention. 0 1 2 3 4 5 6 7 8 9 10 N 

8) Asking about the kinds of treatments 
your loved one would want if he/she could 
speak for him/ herself. 

0 1 2 3 4 5 6 7 8 9 10 N 

9) Talking with you about your feelings 
that your loved one might get sicker or 
di  

0 1 2 3 4 5 6 7 8 9 10 N 

10)   Talking with you about when and 
how your loved one might get sicker or 
di  

0 1 2 3 4 5 6 7 8 9 10 N 

11)   Talking to you about how long your 
loved one might have to live.  

0 1 2 3 4 5 6 7 8 9 10 N 

12)   Asking about the things in life that are 
important to your loved one. 

0 1 2 3 4 5 6 7 8 9 10 N 

13)   Asking about your spiritual or 
religious beliefs  

0 1 2 3 4 5 6 7 8 9 10 N 

14)   Helping your family decide about the 
kinds of treatments your loved one would 

 

0 1 2 3 4 5 6 7 8 9 10 N 

15)   Overall, how would you rate this 
doctor’s communication with you? 

0 1 2 3 4 5 6 7 8 9 10 N 
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