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ESM 1. Web appendix 1. 

 

This electronic supplement consists of: 

- Pg 2-27: CRFs 

o Pg 2: overview of different questionnaires 

o Pg 3-7: ICU center characteristics 

o Pg 8-15 : Clinician questionnaire on personal characteristics, working conditions and 

Ethical Decision-Making Climate Questionnaire 

o Pg 16 : Clinician patient-related questionnaire on perception of disproportionate care  

o Pg 17-23 : Patient characteristics on admission 

o Pg 24 : Patient characteristics during admission 

o Pg 25 : Patient characteristics at discharge 

o Pg 26-27 : Patient characteristics 1 year after ICU admittance 

 

- Pg 28-39 : Protocol 
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CRFs 

 

Overview of different questionnaires 

5 pages ICU center characteristics local investigator Once before 28 days 

study period 

8 pages Clinician personal characteristics, working 

conditions and Ethical Decision-Making Climate  

clinicians Once before 28 days 

study period 

1 page Clinician patient-related questionnaire on 

perception of disproportionate care 

clinicians daily for every patient 

7 pages Patient characteristics on admission local investigator Once for every patient 

1 page Patient characteristics during admission local investigator Daily for every patient 

1 page Patient characteristics at discharge local investigator Once for every patient 

2 pages Patient characteristics one year after ICU 

admission 

local investigator Once for every patient 
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ICU – CENTER CHARACTERISTICS 
 

ICU number:  ….. 

 

 

Your hospital 
 

 

a1.University 
a2.University 

-affiliated 
a3.Public a4.Private 

YH1. What is the type of your hospital?      

 1.Public 
2.Private non 

profit 
3.For profit 

YH 2. For US only: What is the ownership status of your hospital?    

 1.Medicare 2.Medicaid 

YH 3. For US only: What is the % of patients  .... % .... % 

 1.< 250 2. 250 - 500 3. 500 - 750 4. > 750 

YH 4. What is the total number of hospital beds?     

 
 

Your ICU 
 

 

YI1. What types of patients are admitted to your ICU? (more than 1 answer 

possible) 

a. Medical 

b. Surgical 

c. Cardio-surgical 

d. Trauma 

e. Cardiac 

f. Burns 

g. Transplantation 

 

 

 

  
  
 
 
 
 
 
 

 

 

YI 2.  Who makes ICU-admission decisions? (more than 1 answer possible) 

a.     ICU physician 

b.     Referring physician 

c.  Patients and relatives 

 

 

 

 

 

 

 
 
 
 

 

YI 3. Are admission requests ever refused? (only one of the following) 

a. Never 

b. Rarely (every few months) 

c. Occasionally (once a month) 

d. Sometimes (every few weeks) 

e. Often (every few days) 

 

 

 
 

 
 

 
 

 
 
 

Medical = a+e 

Surgical=b+c+d+d+f+g 

Mixed 
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YI 4. What is the number of beds in your ICU? 

YI 4b. (only if more than 14 beds:) Will all the beds in your ICU be used for 

patient data collection? 

      YI 4c. If no: how many positions will be included for patient data 

collection? 

 

YI 5. What is the number of patients admitted in 2013 in your ICU? 

YI 6. What was the ICU mortality rate in your ICU in 2013? 

YI 7. What was the mean length of stay in your ICU in 2013? (in days) 

….. 

YES / NO 

.... 

 

 

 

….. 

….%. 

….. 

 1. Open 2. Mixed 3. Closed 

YI 8. What is the type of your ICU?  

(open= primary role by physicians outside the ICU; 

closed=primary role by ICU physician; mixed=overlap of the 

above models) 

   

 1. Yes 2. No 

YI 9. Can physicians outside the ICU order tests and prescribe medications?   
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Your ICU team 
 

1. ICU nurses 

 

YIT1. What is the number of nurses in your ICU?  

 

YIT 2. What is the number of full-time positions nurses in your ICU? 

 

YIT 3. In total, how many nursing staff are there working during 24 hours?   

a. of whom … nurse assistants (only FOR FRANCE) 

b. of whom … nurses (registered nurses) 

 

YIT 4. What is the average 24 hours patient-to-nurse ratio?  

 

2. ICU physicians 

 

YIT 5.  What is the number of physicians working full time in your ICU in 

general (≥ 50% of activities in the ICU)?  

a. of whom … junior physicians (in training) 

b. of whom … senior physicians (not in training, head of ICU included) 

 

YIT 5b. What is the number of physicians working part time in your ICU (less 

than 50% of activities in the ICU?  

c. of whom … junior physicians in training) 

d. of whom … senior physicians (not in training, head of ICU included) 

 

 

YIT 6.  In total, how many physicians on ICU call in the hospital are there 

working during 24 hours? 

a. of whom … junior physicians (in training) 

b.     of whom … senior physicians (not in training, head of ICU 

included)  

 

YIT 7. Only if junior physicians present : 

What is the  average 24 hours patient-to-junior physician ratio? 

 

YIT 8. What is the  average 24 hours patient-to-senior physician ratio? 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1 nurse per …. patients 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1 junior physician per … patients 

 

1 senior physicians per … 

patients 

 
 1. Yes 2. No 

YIT 9. Is there at least one junior physician (in training) 24 hours a day   

 

a. Present in your ICU? 

b. Present in your hospital and on ICU call? 

           
 

YIT 10. Is there at least one senior physician (not in training) 24 hours a day 

 

a. Present in your ICU? 

b. Present in your hospital and on ICU call? 

           

 

 

 
 
 

 

 

 

 

 

 

 

 

 

 

 
 
 

 

 

 
 
 

 

 

 

 

 

 

 

 

 

 

 
 
 

YIT 11. Is a psychologist or psychosocial worker available in your ICU? 
 

YIT 12. If yes, Is this psychologist or psychosocial worker full-time dedicated 

to your ICU? 

 
 

 

 
 

 
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End-of-life care in your ICU 
 

 

 1.Physician 2.Nurses 3.Both 

EOL 1. Who decides about symptom control during end-of-life care?    

 1.Never 2.Rarely 3.Frequently 4.Routinely 5.Always 

EOL 2.1 Are there meetings between 

nurses and physicians for each end-of-life 

decision? 

     

EOL 2.2 Are nurses actively involved in 

end-of-life decisions? 
     

EOL 2.3 Are nurses present during the 

communication of end-of-life information 

to family members? 

     

EOL 2.4 Does your unit perform terminal 

sedation? 
defined as sedation with continuous IV narcotics 

and/or sedatives until the patient becomes 
unconscious  

(this is not euthanasia since death ensues from the 

underlying illness) 

 

     

EOL 2.5 Does your unit perform terminal 

extubation  
 
defined as the removal of the endotracheal 

tube at the end-of-life, usually after the 

administration of boluses of sedatives 
and/or analgesics 

     

EOL 2.6 Can intubated patients be 

discharged to the wards? 
     

EOL 2.7 Can dying patients be discharged 

to the wards? 
     

EOL 2.8 Can a dying patient be discharged 

home? 
     

 1.Yes 2.No 

EOL3. Is there a guideline or provider order entry set for end-of-life care in your ICU? 
 

  
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Practical IT related questions important for datacollection 

 

1. How are patients identified in your ICU? 
 

                          Please give an example of a patient ID  

 

……………… 

 Yes No 

2. Are there computers available in the respective units?    

3. Do physicians AND nurses easily get access to these computers?   

4. Does your internet browser allow Internet Explorer 7, Firefox 10 or Google 

Chrome?  
  

5. Is it possible to go on-line and fill-out web-based questionnaires in your ICU? 

(Will ICT in your hospital accept our webbased survey in your proxy server?) 
  

6. Do you have a SAPS II score available on the day of admission?   

7. Does your system automatically provide a TISS score?   
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The DISPROPRICUS Study: Questionnaire related to the  

HEALTHCARE PROVIDER 
 

 

 

Goal of the study 

 
Clinicians perceive the care they provide as inappropriate when they feel that it clashes with their personal 

beliefs and/or professional knowledge. Moral distress occurs when one feels what is the right thing to do, but 

institutional or other constraints make it difficult to pursue the desired course of action. ICU workers who 

experience acute moral distress are at increased risk for burnout.  

This study focuses on disproportionate care defined as care which is perceived as disproportionate (too much or 

too little) in relation to the expected prognosis of the patient in terms of expected survival or quality of life or 

patient or family wishes. 

The goal of this study is (1) to evaluate how frequently ICU healthcare providers feel that patient care is 

disproportionate and (2) to identify workenvironmental factors that promote ICU workers’ well-being.   

 
Practical considerations 

 

This survey deals with your personal characteristics and your work environment. We ask you to fill it out once at 

the start of the study. This questionnaire takes maximum 20 minutes to complete. 

 

In the near future, you will be asked to shortly report about your perceptions about the appropriateness of care 

given to each patient who is under your care during a month span.  

 

This is an anonymous questionnaire survey, meaning that the results will be revealed in a way that precludes 

identification of the participating ICUs and healthcare providers. 

 

If you have any questions, please contact the local investigator. 

 

Thank you for participating in this study! 
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Personal characteristics and working conditions 

 

ICU number:  ….. 

ICU healthcare provider number:  ….. 

 

 

Personal characteristics 

 

PC1. What is your age?  …. years 

PC2. What is your gender? 
 

Female 
 Male 

 1.Yes 2.No 

 

PC3. Are you living with a partner?    

PC4. Do you have any children?   

PC5. What is your religion? 

 

a. Roman Catholic 

b. Protestant 

c. Greek-orthodox 

d. Muslim 

e. Jewish 

f. Buddhist 

g. Non-religious 

h. I do not wish to answer this question 

 

 

 

 

 
1.Not 

important 

2.Not very 

important 

3.Import

ant 

4.Very 

Important 

PC6. How important is your religion for your 

professional attitude towards end-of-life decisions? 
        
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Working conditions 

 

 

WC1. What is your role in the ICU? (choose 1) 

 

a. Nurse (and/or nurse assistant >> only in the French questionnaires) 

b. Head nurse 

c. Junior physician (in training) 

d. Senior physician 

e. Head of ICU 

 

 

 

 
  
  
 
 
 
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WC1b. Is more than 50% of your clinical activities within the ICU?   

WC2. If you are a physician, what is your main basic medical specialty? 

(choose 1) 

 

a. Surgery 

b. Anesthesiology 

c. Pulmonology 

d. Emergency Medicine 

e. Internal Medicine 

f. Hospitalist 

g. ICU specialist 

 

 

 

 
  
  
 
 
 
 

WC3. How many years have you had regular activities in the ICU? ….. 

WC4. How many hours on average do you work per week? ….. 

WC5. How many night shifts on average do you work per month (including during 

weekends)? 
….. 

WC6. How many daytime shifts during weekends on average do you work per 

month? 
….. 

 1. Yes 2. No 

WC7. Are you doing ICU research or participating in an ICU working group within 

your ICU? 
  

WC8. Have you ever been involved in a medico-legal claim against you, regardless 

of the outcome? 
  
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Job strain (demand, control, support) and intentional jobleave 

 

To what extent do you agree with the following statements? 

A
1
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e 

A
2
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A
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A
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e 

JS_D 1. I have to work very hard.     

JS_D 2. I am asked to do an excessive amount of work. 

 
    

JS_D 3. I don’t have enough time to get my work done.     

JS_C 4. I don’t have to do a lot of repetitive work.     

JS_C 5. I have (a job which requires me) to be creative.     

JS_C 6. I have (a job which requires me) to learn new things. 

 
    

JS_C 7. I have a lot of say about what happens on my job/at my work. 

 
    

JS_C 8. I have a lot of freedom to decide how I do my work.     

JS_S 9. I work with helpful people.     

JS_S 10. I work with people who take a personal interest in me.     

JS_S 11. My supervisor is helpful.     

JS_S 12. My supervisor is concerned about my welfare. 

 
    

JL 13. I have thoughts about  leaving my current position/job.     
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Interdisciplinary and safety culture 

 

To what extent do you agree with the following statements? 

1. Strongly disagree 

2. Disagree 

3. Neither 

4. Agree 

5. Strongly agree 

I1. In my ICU, there are regular opportunities for open and informal dialogue between 

healthcare providers 

 

I2. In my ICU, there is regular structured and formal dialogue between the various 

disciplines within the team to discuss patient care. 

I3. In my ICU, we regularly reflect on the quality of care provided from the various points 

of view of the staff. 

I4. In my ICU, the teams are well coordinated/managed. 

I5. In my ICU, there is an open and constructive culture in the department such that 

criticism can be easily expressed. 

I6. In my ICU, discussions about patients lead to greater understanding and agreements. 

I7. In my ICU, I am always regarded and addressed by everyone in the team as a fully-

fledged team member. 

I8. In my ICU, team members from another discipline respect my work. 

I9. In my ICU, I have confidence in the professional competence of my team members. 

I10. In my ICU, it is difficult to speak up if I perceive a problem with patient care 

I11. The culture in my ICU makes it easy to learn from the errors of others 



13 
 

  

 
Leadership culture 

Leadershipskills of the senior physicians in charge of daily patient care 

 
 

To what extent do you agree with the following statements? 

1. Never 

2. Seldom 

3. Occasionally 

4. Often 

5. Always 

LC1. In my ICU, the physicians in charge let the team members know what is expected of 

them. 

 

LC 2. In my ICU, the physicians in charge make accurate and timely decisions. 

LC 3. In my ICU, the physicians in charge take full charge when emergencies arise. 

LC 4. In my ICU, the physicians in charge are hesitant about taking initiative in the group. 

LC 5. In my ICU, the physicians in charge help team members settle their differences. 

LC 6. In my ICU, my physicians in charge trust the team members to exercise good 

judgment. 

LC 7. In my ICU, the physicians in charge permit the team members to use their own 

judgment in solving problems. 

LC 8. In my ICU, the physicians in charge encourage initiative in the team members. 

LC 9. In my ICU, the physicians in charge treat all team members as their equals. 

LC 10. In my ICU, the physicians in charge abstain from explaining their actions. 

LC 11. In my ICU, the physicians in charge are well aware of their own emotions and 

attitudes.  

LC 12. In my ICU, the physicians in charge are well aware of their role model function.   

LC 13. In my ICU, the physicians in charge dare to show their vulnerability   
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End-of-life care Climate 

 

 

To what extent do you agree with the following statements? 

1
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2
. 

M
ai

n
ly

 

d
is

ag
re

e 

3
. 

A
g

re
e 

4
. 

S
tr

o
n

g
ly

 a
g

re
e 

EC1. My colleagues understand my thoughts/feelings about difficult end-of-life decisions.     

EC 2. In my ICU, different opinions and values concerning end-of-life are tolerated. 

 

EC 3. In my ICU, we talk about moral problems. 

 
 

 

 
 

 

 
 

 

 
 

 

EC 4. In my ICU, there is a structured, formal debriefing after a difficult patient care 

situation. 
    

EC 5. In my ICU, nurses are present during the communication of end-of-life information 

to the family. 
    

EC 6. In my ICU, nurses are involved in end-of-life decision-making. 

 

EC 7. In my ICU, nurses and physicians collaborate well with one another during end-of-

life situations. 

 
 

 

 
 

 

 
 

 

 
 

 

EC 8. In my ICU, death is perceived as a treatment failure, so decisions to withdraw or 

withhold therapy are seldom taken. 
    

EC 9. In my ICU, EOL decisions are frequently postponed.     

EC 10. In my ICU, patients with little chance of recovery are frequently admitted. 

 
    

EC 11. In my ICU, patients with little chance of recovery frequently occupy an ICU bed 

which other patients would benefit more from. 
    
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Personal opinions concerning ethical issues in the ICU: 

Healthcare costs and end-of-life care 

 

To what extent do you agree with the following statements? 

1
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PO_HCC1. As a clinician, I have a responsibility to help control healthcare costs.     

PO_HCC2. If a medical intervention has any chance (no matter how small) of helping the 

patient, it is the physician’s duty to offer it. 
    

PO_HCC3. Physicians should know the overall cost of the care they provide.     
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PO_EOL4. Are there situations when admission to ICU is inappropriate for a patient 

ACCORDING TO YOU (more than 1 answer possible)? 

1. The patient requires monitoring only 

2. Patient with advanced dementia 

3. Patient with advanced co-morbidities  

4. Patient in persistent vegetative state.  

5. Other (please specify in English) _______________________________________ 

___________________________________________________________ 

 

 

  
  
 
 
 
 

 

 

 

  
  
 
 
 
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The Dispropricus Study: Patient-related Questionnaire 

 

Perceived disproportionate care? 

PT number  

These data are confidential and will be invisible for persons outside your ICU 

…… 

 

 
Yes No 

P1. Do you feel that this patient is getting disproportionate care?     

 
A1. Too 

much care 

A2. Too little 

care 

P2. If yes: What is the direction of disproportional care?   

P3. If yes: 2. Why do you feel that the care is disproportionate?  

                             (MORE than 1 possible) 
1. Agree O. Not agree 

SQ001. In my opinion, the amount of care is inconsistent with the expected 

survival 
  

SQ002.In my opinion, the amount of care is inconsistent with the expected 

quality of life 
  

SQ003.In my opinion, the amount of care is inconsistent with patient’s wishes   

SQ004.In my opinion, the amount of care is inconsistent with family’s wishes   

If yes:  

 

Moral distress occurs when one feels what is the 

right thing to do, but institutional or other 

constraints make it difficult to pursue the desired 

course of action 
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P4. To what extent do you find that the 

perception of disproportionate care in this 

patient is distressing for you personally? 
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Patient Characteristics – data on ICU admission (day 1) 

 

 

ICU number: …… 

PT number: …… 

Study date: (dd/mm/yy - please fill out manually)  

 

 

 Yes  No 

IC1. Is your patient a minor (under 18 years of age) OR admitted for 

monitoring only 

 

If yes >> webapplication will indicate that patient is not included in the study 

 
 

 

 

 
 

 

 

 

 

 1.Yes 2.not required 3.No 

IC2. Informed consent  

obtained by competent patient or family of incompetent patient 
   

 

If no >> questionnaire stops here !!! 

 

If yes or not required  >> collect patient characteristics 
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Pre-admission characteristics 

 

PAC1. Patient’s age .. years 

PAC2. Patient’s gender  Female  Male 

 Yes No 

PAC3. Seriousness of chronic underlying diseases (More than 1 possible):  

a. Moderate to severe heart failure (NYHA III, IV) 

b. Moderate to severe COPD/asthma (GOLD III, IV) 

c. Moderate to severe dementia (GDS 6,7) 

GDS 6: largely unaware of recent experiences and events in their lives, require 

assistance with basic ADL’s, behavioural and psychological symptoms of 

dementia are common 

GDS 7: verbal abilities will be lost over the course of this stage, incontinent, 

needs assistance with feeding, lose ability to walk. 

d. Diagnosis of solid tumour/cancer 

  

If yes: cancer type: 

 

  

PAC3dc. If yes to diagnosis of a solid tumor: cancer status 
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PAC3dd.If yes to diagnosis of a solid tumor: cancer type: 

 

1. Lung cancer 

2. Breast cancer 

3. Head and neck cancer 

4. Oesophagus or stomach cancer 

5. Pancreatic cancer 

6. Colon cancer 

7. other 

  

PAC 3. Seriousness of chronic underlying diseases (More than 1 possible):  

 

e. Diagnosis of haematological malignancy 
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PAC3ec. If yes to diagnosis of a haematologic malignancy: cancer 

status 
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PAC3ed. If yes to diagnosis of a haematologic malignancy: type 

 

1. Acute leukemia 

 

2. High grade lymphoma 

 

3. other 

  

PAC 3. Seriousness of chronic underlying diseases (More than 1 possible):  

 

f. Moderate to severe liver cirrhosis (Child-Pugh B, C) 

g. Chronic renal failure requiring dialysis 

h. Moderate to severe HIV (AIDS stage) 

i. Moderate to severe neurological disease 
PAC 3ia.  If moderate to severe neurologic disease, please specify in 

English………… 

  

PAC4. Other conditions (More than 1 possible) 

 

a. Problematic alcohol abuse (more than 4 drinks a day for male, more than 3 

drinks a day for female)   

b. Active drug abuse 

c. Active smoking 

d. Social isolation 

e. Self neglect 

f. Nursing home resident 

g. Mental retardation 

 

  

 

PAC 5. Functional status 2 weeks before ICU-admission (ECOG/WHO score)  (choose 1) 

 

a. Totally bedridden 

b. Capable of only limited self-care, confined to bed or chair 50% or more of waking hours 

c. Ambulatory and capable of all self care but unable to carry out any work activities. Up and about more 

than 50% of waking hours 

d. Symptomatic but completely ambulatory and able to carry out work of a light or sedentary nature 

e. Fully active, able to carry on all predisease activities without restriction 

 

f. Don’t know 
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QOL 2 weeks before ICU-admission 

 

Practical guidelines: 

- to be asked preferentially to the patient, if not possible to the next of kin / closest relative 

- ask for their condition 2 to 3 weeks before admission in the ICU 

 

For more information: see practical manual 

 

QOL 1. How was the interview taken? 

1. Face to face 

2. By phone 

3. By e-mail 

4. By postal mail 

QOL2. Who answered the questions? 

1. Patient 

2. Family 

QOL 3. If family answered the questions: How is this person related to the patient? 

1. Partner 

2. Brother or sister 

3. Parent 

4. Child 

5. Other 

 
1.No 

problems 

2.Some 

problems 
3.Unable 

QOL4. a.Mobility (walking about)    

b.Self-care (washing/dressing)    

c.Usual activities (e.g. work, housework, family or leisure activities)    

 1.No 2.Moderate 3.Extreme 

QOL 5. f. Pain / Discomfort    

g. Anxiety / Depression    

h. VAS score (on a scale from 0 to 100) 

 

can also be asked by phone interview,  

or by asking the proxy to rate how he or she, (i.e. the proxy), would rate the 

subject’s health) 

 

 

…. 
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Admission and Advance care planning data 

 

RP1. What are the main clinical reasons for admission? More than one possible! 

a. Head trauma 

b. Multiple trauma 

c. Neurologic (stroke/intracranial bleeding) 

d. Infectious: Sepsis / Severe sepsis / Septic shock 

e. Cardiovascular (heart failure/coronary artery disease/aneurysm/cardiogenic shock) 

f. Gastro-intestinal or liver (bleeding or hepatic failure) 

g. Respiratory failure 

h. Metabolic (renal failure/elektrolyt disturbance)  

i. scheduled surgery 

 

RP1a. j. Other (please specify in english) 

 

 Yes No 

RP2. Is the patient admitted after surgery within 48 hours?   

 

Advance directives 

 

 

Advance directives 

 1.Yes 2.No 
3.Don’t 

know 

RP 3.1. Is the patient competent to participate in discussions about 

treatment options and prognosis at admission? 
   

RP 3.2. Are the patient’s wishes concerning end-of-life care known?    

RP 3.3. Is there an advance directive available?    

 

RP 4. Is there a decision to withdraw/withhold therapy made before ICU admission? 

a. No restriction in therapy 

b. No CPR only 

c. Withholding of therapy 

d. Don’t know 

 

 

 

 

 

 
 
 
 
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Seriousness of illness and decision to limit therapy 

 

 1.Yes 0.No 

SI 1. Seriousness of acute illness at admission in the ICU: 

 

1. Invasive mechanical ventilation 

2. Non-invasive mechanical ventilation 

3. Vasopressor therapy: 

4. Dialysis: 

 

 

 
 
 
 

 

 

 
 
 
 

SI 2. If yes to mechanical ventilation 

SI 3. Fi02 

PEEP 

 

 

………….. 

……. cm H20 

 

SI4. If yes to vasopressors 

 

SI 4a. Dosage noradrenaline in µg/kg/min (1 θ=1000 ng)  

SI 4a. Dosage adrenaline in µg/kg/min (1 θ=1000 ng) 

SI 4a. Dosage dobutamine in µg/kg/min (1 θ=1000 ng) 

SI 4a. Dosage dopamine in µg/kg/min (1 θ=1000 ng)  

SI 4a. Dosage vasopressine (in unit/hours) 

 

 

  

SI 5. Other vasopressor 

SI5a 

SI 5b 

 

 

 

 

 

 

 

 

 

 

….. (name) 

...... (unit) 

……….(dosage in 

unit/hours) 

SI 6. If available in your centre: SAPS II score  

SI 7. If available in your centre: TISS score  

SI 7b. If available in your centre: APACHEII score  

SI 8. Is there a decision to limit therapy made at admission in the ICU? 

 

1. No limitation of therapy 

2. No CPR only 

3. Withholding of therapy 

4. Withdrawal of therapy 

 

 

 

 
 
 
 
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Patient Characteristics during admission 

 

ICU number: …… 

PT number: …… 

Study date: (dd/mm/yy - please fill out manually) .. / .. / .. 

 

 

Seriousness of illness and decision to limit therapy 

 

 1.Yes 0.No 

SI1. Seriousness of acute illness: 

 

1. Invasive mechanical ventilation  

2. Non-invasive mechanical ventilation) 

3. Vasopressor therapy: 

4. Dialysis: 

 

 

 
 
 
 

 

 

 
 
 
 

SI2. If yes to mechanical ventilation 

a. Fi02 

 

b. PEEP 

 

………….. 

 

……. cm H20 

 

 

SI3. If yes to vasopressors 

 

a.Dosage noradrenaline in µg/kg/min (1 θ=1000 ng)  

b.Dosage adrenaline in µg/kg/min (1 θ=1000 ng) 

c.Dosage dobutamine in µg/kg/min (1 θ=1000 ng) 

d.Dosage dopamine in µg/kg/min (1 θ=1000 ng)  

Dosage vasopressine (in unit/hours) 

 

 

  

e.Other vasopressor 

g. 

f. 

 

 

 

 

 

 

 

 

 

 

 

….. (name) 

..... (unit) 

……….(dosage in 

unit/hours) 

SI4. If available in your centre: TISS score ………….. 

SI5. Is there a decision to limit therapy at this moment? 

 

1. No limitation of therapy 

2. No CPR only 

3. Withholding of therapy 

4. Withdrawal of therapy 

 

 

 

 
 
 
 
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Patient Characteristics at discharge 

 

 

ICU number: …… 

PT number: …… 

Study date: (dd/mm/yy - please fill out manually) .. / .. / .. 

 

 

 

Date of discharge (dd/mm/yy) 

 

.. / .. / .. 

 

 

 Yes No 

Did the patient die in the ICU ?   
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Patient Characteristics 1 year after ICU admittance 

ICU number: …… 

PT number: …… 

 

Survival 1 year after ICU admittance? 

 Yes No Loss to follow-up 

Is the patient alive 1 year after ICU admittance ?    

If no: is the time of death known? 

                      If yes: what was the time of death?  

If yes, proceed to the following question 

               
dd/mm/yy 

 

 

If the patient survived, what is the QOL 1 year after ICU admittance? 

Practical guidelines: 

Preferably to be answered by the patient, if this is not possible then by the next of kin / closest relative 

For more information: see practical manual 

 Yes No Not required 

Informed consent? 

Only if ‘yes’ or ‘not required by law’,  

proceed to the following question 

   

 Yes No 

Were you able to contact the patient or relatives to assess the quality of life?   

If yes: 

 

1. How was the interview taken? 

Face to face 

By phone 

By e-mail 

By postal mail 

 

 
 
 
 
 

 

 
 
 
 
 

2. Who answered the questions? 

Patient 

Family 

 

 
 

 

 
 

2b. If family answered the questions: How is this person related to the patient? 

- Partner 

- Brother or sister 

- Parent 

- Child 

- Other 

3. Place of residence: Where has the patient spent the most time during the last 

month: 

 

 

*An institutional setting where care – on site provision of personal assistance with 

activities of daily living, and on-site or off-site provision of nursing and medical care 

– is provided for older people who live there, 24 hours a day, seven days a week, for 

an undefined period of time. 

(Sometimes referred to as: skilled nursing facility, nursing home) 

 

 

** other example is the palliative care unit  

 

 

 

- At home 

 

- In the hospital 

 

- In a*Longterm 

care facility 

 

- In a **Hospice or  

other palliative 

care instution 

 

EuroQOL 5 D 
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No 

problems 

Some 

problems 
Unable 

1. Mobility (walking about)    

2. Self-care (washing/dressing)    

3. Usual activities (e.g. work, housework, family or leisure activities)    

 No Moderate Extreme 

4. Pain / Discomfort    

5. Anxiety / Depression    

6. VAS score (on a scale from 0 to 100)  

 

(can also be asked by phone interview, or asking the proxy to rate how he or 

she, (i.e. the proxy), would rate the subject’s health) 

 

…. 
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