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e-Supplemental methods 28 

Description of the intensive care unit (ICU) diary. 29 

The intensive care unit (ICU) diary was the same A4 notebook for all centers. The first page was 30 
composed of a text describing the purpose of the diary and the persons who can use it. The following pages 31 
contained pictures of each center and of a patient room, provided by the local investigator, and the list and phone 32 
numbers of the clinicians who may be in relation with the family members. The last presentation page was the 33 
clinicians daily schedule for each unit. Each category of clinicians, and each family members can write into the 34 
diary. Entries should be made at least daily, dated, signed and include the job title. All members of clinicians 35 
were welcome to write entries avoiding medical jargon and abbreviations, with a writing style that should be 36 
always professional and relevant, and avoiding sensitive information. The first entry can be written by a 37 
physician, or a nurse, completed if needed by the physician. The diary was kept in the patient room. The ICU 38 
diary was made available to the family members by the physician or the nurse responsible of the patient after 39 
having filled out the first entry describing why the patient was admitted in the ICU. The purpose of the diary was 40 
then verbally explained to the family members by the physician, and all clinicians encouraged them to write 41 
inside at will. There was no limit to the number of family entries.  42 

Methodology of the content analysis of a randomized sample of 46 ICU diaries  43 

The content of a random sample of the study diaries was analyzed by four psychologists specialized in 44 
research in health psychology, with a grid already published1. Briefly, this grid was built using a Delphi 45 
technique with a panel comprising 11 members (3 ICU physicians including 2 from other units, 1 ICU nurse, 2 46 
psychologists, 2 hospital visiting volunteers, 1 person from the general population with a history of admission to 47 
another ICU, and 1 former patient of our ICU and his wife). The 11 members panel participated in three Delphi 48 
rounds. The first two rounds were dedicated to increasing the number of categories and themes and the third 49 
round allowed to validate the final grid (e-Table 1). 50 

  Six categories were defined and served to the analysis of the content of the diaries. These categories 51 
were reported in e-Table 1. The treatment of the results of the current trial led to refining the contents of some 52 
themes and creating an additional theme in category 6, bringing to thirty-five the total number of themes used for 53 
the analysis of the diaries content. These changes are shown in italics in the grid (e-Table 1). 54 

 The unit of analysis was the thematic segment. Each sentence or sequence of sentences was divided 55 
into meaningful segments. The four psychologists in charge of the research sorted each meaningful segment 56 
according to a theme of the grid. The coding of the forty-six diaries identified 8,888 meaningful segments. The 57 
analyses of the segments allowed to quantify the presence of each category and themes by diary, and also 58 
according to the type of people who wrote down into the diary, clinicians or family.  59 

.   60 
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1. All text entries must be dated, signed with the professional category of the writer 95 

2. Avoid sensitive data or data that the patient would like to keep confidential (such as HIV 96 

status, cancer, sexual preferences, etc.) 97 

3. Write down what is easy for you to write, as if you were talking to the patient or his/her 98 

family in the room 99 

4. It is better to write two sentences every day than a long text once a week.  100 

If the patient medical condition does not change, write: "Your medical condition does not 101 

change much" or "you still have a ventilator to help you to breathe" or "maintaining your 102 

blood pressure requires the same dosages of medication" 103 

If the patient is agitated, report it down, because it can help him/her to later reconcile with the 104 

hallucinations he/she suffered 105 

5. A diary shared with all caregivers makes more sense for a patient than a diary written by 106 

only one person 107 

6. Avoid technical terms that no one understands. The diary is not a chart of targeted 108 

transmissions or a medical record. Writings must be popularized for being easily understood, 109 

use layman's terms. 110 

7. Your writings must always be professional towards the patient and his/her family. 111 

8. Promote personalization of the diary by the family: drawings of children or grandchildren, 112 

pictures 113 

9. At the end of the ICU stay 114 

 If the patient is fully conscious, the diary is given him/her by hands after 115 

having introduced it to him/her and its content being explained 116 

 If the patient is confused, give the diary by hands to the family. If it is not 117 

possible, send it to his/her family with an accompanying letter 118 

 If the patient died in ICU, keep the diary and send it to the family with an 119 

accompanying letter120 
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 122 

The first entry should summarize the cause of ICU admission. It can be written by the 123 

physician or by the nurse. See the examples below. 124 

Name of the physician, date 125 

Hello,  126 

you were hospitalized in the intensive care department of the hospital (name of the hospital) 127 

for breathing difficulties that were lasting for a week. Upon your arrival, you had to be 128 

helped to breathe with a machine that is called a ventilator. That is why we put a tube in your 129 

mouth connected to the ventilator. In order to make it less uncomfortable, we are giving you 130 

medications that will make you dozy. It is likely that you will have no memory of this period. 131 

These difficulties for breathing are related to an infection of your lungs that is treated with 132 

antibiotics. Your blood pressure was low and we manage to bring it back to normal with 133 

medications. 134 

Your family came to see you and we gave them information about your medical condition. We 135 

hope you will improve. 136 

 137 

Name of the nurse, date 138 

Hello,  139 

This diary intends to help you to understand what happened to you when you were 140 

hospitalized in the intensive care department of the (name of the hospital). Initially, you were 141 

admitted in hospital for persisting breathing difficulties. Two days after, your medical 142 

condition worsened, you were no more breathing, and you had a cardiac arrest. You did have 143 

a cardiac massage, and we had to put a tube in your mouth that goes into your lungs. The 144 

tube is connected to a ventilator that help you to breathe. 145 

 146 

Name of the physiotherapist, date  147 

Good morning,  148 

Your hospitalization in intensive care requires your extended bed rest and/or breathing 149 

assistance with a ventilator. This condition, which we hope will be as short as possible, can 150 

lead to complications that we want to prevent. Depending on your level of consciousness and 151 

your physical abilities, we will help you to move so that you can maintain and improve your 152 

capacities, while respecting your overall health. If you experience respiratory problems, we 153 

will try to bring you more comfort. 154 

Good luck 155 
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Name of the physician, date 156 

Good morning, 157 

You had a sore throat for 3 days and your doctor prescribed you an antibiotic called 158 

Augmentin® yesterday. After taking the first dose at about 5 o'clock pm, your throat became 159 

swollen, and you had difficulty breathing. Your wife called the emergency transports, and 160 

their medical team brought you to the emergency room of [name of the hospital]. You were 161 

treated for an anaphylactic reaction (allergic reaction) to the antibiotic. As the medical 162 

treatment did not improve you quickly enough, we decided to put an endotracheal tube in 163 

place to help you to breathe. It is a tube that goes into your trachea through your mouth. You 164 

had to receive sedative medications because you were very agitated and very anxious. After 165 

that, everything improved, you were quieter. You were then transferred from the emergency 166 

room to the ICU. Your wife was able to follow you and she is now more reassured. She's with 167 

you. You will keep this tube until the drugs allow your throat to deflate. This will take a few 168 

days. 169 

Name of the physician, date 170 

Hello, 171 

You were admitted in intensive care unit last night. Our team came to see you in the 172 

emergency room because your breathlessness was very important despite the oxygen you 173 

were given. 174 

You explained us that you came to the emergency room because you felt more out of breath 175 

for several days and your habitual cough had worsened. At your arrival, we decided to admit 176 

you into the intensive care unit to help you to breathe thanks to a machine. Since you are 177 

breathing with the machine, you seem to be getting better. You told us today that you feel 178 

better. 179 

We are looking for the cause of this worsening, and we think you have a lung infection. We 180 

took a sample of your sputum to look for bacteria, and you are now receiving antibiotics. We 181 

also looked at your heart by ultrasound to ensure its proper functioning. This morning, you 182 

will have a scan of your lungs so that we can better evaluate your lungs condition (since you 183 

smoked a lot, we have to check evaluate that precisely) and also look for an infection that we 184 

would not have seen on your chest X-rays. 185 

If you bear the machine and the mask that help you to breathe, we will continue for a few days 186 

until things get better. 187 

Good luck 188 

 189 

Name of the nurse, date 190 

This morning, you had a cardiac arrest at work. After the cardiac massage performed by your 191 

colleagues and the emergency transport team, your heart started to beat again. However, you 192 

did not get conscious immediately; therefore, you were transferred in the intensive care unit, 193 

and we put cold patches on all your body to decrease your body temperature up to 33°C for 194 

24 hours, in order to protect your brain for possible sequelae.  195 
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Name of the senior physician, date 199 

Hello, 200 

This morning we transported you in radiology to get an abdominal CT-scan because we 201 

suspected a rupture of the suture made during your surgery. In order to get it fixed, you were 202 

taken to the operating room this afternoon and the surgeon put both ends of your bowel to the 203 

skin (stoma), i.e., you have a pocket on the abdomen that you will keep on a temporary basis. 204 

You will need another surgical procedure afterwards to restore the intestine continuity. The 205 

fever you had for several days was due to this rupture of the suture. We now hope that you 206 

will now improve quickly. 207 

Name of the senior physician, date 208 

Good morning, 209 

Your medical condition does not improve despite the treatment of your pulmonary infection. 210 

As the pulmonary infection worsened this morning and was associated with consciousness 211 

disorders, you had a cerebral CT-scan which enabled us to diagnose a cerebrovascular 212 

accident, something also called stroke. It happens when a cerebral vessel gets blocked by a 213 

clot in your brain. It makes now 20 days that you are in ICU, without any improvement. Your 214 

family is very worried, and keep on telling us that you had always vowed to not became 215 

dependent at the end of your life. We will meet them and make them aware of this new issue 216 

and what is does mean for you. All our discussion will be underlid with your vow of quality of 217 

life. 218 

 219 

Name of the physiotherapist, date 220 

You are still unconscious. Nevertheless, we set up a machine today that makes you cycling 221 

while you are lying in your bed. Everything went well, and you did not seem to have any pain.  222 

Name of the nurse, date 223 

I am Aurore, your nurse for tonight. As usual, we used fresh water for toileting you, really 224 

fresh! That is how you like it. Since your arrival, we are getting used to know what you 225 

appreciate. Hang in, so we will be able to sing the Connemara lake together! 226 
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Name of the fellowship, date 228 

Madam, 229 

Today, we were able to pull out the tube you had in your mouth, which is a very good news. 230 

Now, you look good. Keep on breathing bravely in your mask, you need that to gain enough 231 

strengths 232 

Name of the caregiver, date 233 

We are on Sunday, and I came to wash your hair, with a basin at the head of your bed. You 234 

enjoyed the water on your hair. You were smiling, you waited for it for so long. I brush your 235 

hair and made a ponytail, as you asked for. 236 

Name of the nurse, date 237 

Madam, this morning, you were able to sat in an armchair for some hours. You enjoyed to be 238 

able to go out of your bed, although it was tiring. You had some visitors during the afternoon. 239 

You were in good mood and you keep your sense of humor despite being tired. 240 

Name of the fellowship, date.  241 

I am the physician who often takes care of you. Today, I sprayed water in your mouth as it 242 

was too dry. Then, we watched together « don’t forget the song lyrics » with Nagui on the TV. 243 

You improved very nicely during these last days, so stick to it. We expect to be able to pull out 244 

shortly the tube of the ventilator machine 245 

Name of the caregiver, date 246 

Your wife helped me to give you a feet massage with almond oil. She was happy to do it, and 247 

she will be able to do it alone next time  248 

Name of the fellowship, date.  249 

Lying on your chest sounds good for you, you are breathing more easily. During the night 250 

shift, the nurse will collect some blood for a test. If everything is OK, we would be able to 251 

move you on your back. We are pursuing the tests for monitoring your infection. Your sons 252 

came early afternoon, and will come back tonight. They are waiting for you to wake up, so 253 

hang on! 254 

Name of the senior physician, date 255 

The treatment of your infection is completed. However, you were not able to wean you off the 256 

machine that helps you to breathe. Yesterday, you pulled out the tube in your mouth that goes 257 

to the respiratory machine. We needed to put it again in place immediately, as you were 258 

breathing very poorly and too quickly. You had again some fever, and we draw samples from 259 
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your lungs to look for bacteria and to know if you need to be treated again with antibacterial 260 

agents. 261 

Name of the physiotherapist, Date  262 

You are now conscious and able to support yourself with your arms. Today, you were able to 263 

sit at the edge of your bed. It is the last step before you being able to get out of your bed 264 

without any help. It went well, you tolerated well all the procedure. You are still a bit weak. 265 

We will try again within the next days.  266 

Name of the nurse, date 267 

These two last days, you changed a lot due to the infection. You got a lot of edema, around 268 

10kg. Therefore, your hands, your face, your body become puffy. It is very impressive, but it is 269 

only water that you will get rid of very quickly as soon as you will recover. 270 

Name of the caregiver, date 271 

Today as I did the previous days, I took care of your mouth, which means that I washed your 272 

mouth, as you cannot brush your teeth. I did it using the small sticks. I hope that i twill 273 

freshened your mouth and that you will be less thirsty.  274 

Name of the caregiver, date 275 

After we toileted you, you had fever, at 39°C. That is why you are very lightly covered. 276 

Name of the physiotherapist, date 277 

You are conscious; however, you are not yet physically able to move alone. Nevertheless, 278 

today, we were able to sat you down in the armchair thanks to a system that allows us to lift 279 

you up. It is important for your lungs and your recovery. Everything went well, you tolerated 280 

well the procedure. You are still a bit weak. We will try again within the next days.  281 

 282 
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Name of the senior physician, date 286 

Your medical condition is still worrying. We discuss every day how to manage you. Your 287 

comfort is very important for us, we do not want you to have pain. We talk with the members 288 

of your family who are close to you.  289 

 290 

Name of the fellowship, date 291 

Since 48h, your status worsened, your arterial tension dropped down and you have breathing 292 

issues. That is why we increased the dosing of drugs that make you sleepy. We did not find 293 

why you worsened again, there is no infection like the previous time. Since several weeks, you 294 

are not improving despite the treatment, so we cannot wean you from all these machines that 295 

help you to stay in live. You family is anxious that you may get out of this very faded away 296 

and dependent. You must know it is a strong concern for us each time we discuss of how to 297 

deal with you. If you keep on worsening, we will discuss whether it is beneficial to maintain 298 

these treatments while they are not improving your condition. We maintain your family 299 

closely informed, and we try to help them through these very difficult times. Your grand-300 

children came yesterday for seeing you, and put a drawing in this diary. 301 

 302 

Name of the nurse, date 303 

Your family is with you days and nights. We put a bed in your room, so your husband was 304 

able to stay with you tonight. Your children pinned pictures of you and of the family in your 305 

room. They brought back some CDs for you to listen the pieces of jazz music you like so 306 

much. You look serene and peaceful, with no pain. Your beloved ones agree with us.307 
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 308 

if the patient is dead in ICU. 309 

The diary is momentarily kept in the ICU for allowing to introduce a final message. This one 310 

can be personalized if this final message is written by a healthcare person who assisted the 311 

patient and his/her family at the time of the death.  312 

Some examples. 313 

Example 1. All the ICU staff and myself are expressing to you our sincere condolences. We 314 

are at your full disposal if you have questions, or if you wish to talk of the stay in ICU of your 315 

husband. Feel free to call us at the following phone number: [phone number of the ward]. 316 

Example 2. Despite our best efforts that we displayed altogether, you died today by 3 pm. 317 

Your family was here to watch over you and to be with you in these last moments. You looked 318 

peaceful. We are sad to have been unable to help you more, but we are glad to have fought 319 

with you. You were very brave in these difficult moments, and we will keep that in memory. 320 

We met your loved ones after your death to remind them that we are available to talk to them 321 

again if they ever felt the need.  322 

 323 

The patient is discharged alive from the ICU 324 

A message wishing a prompt recovery is added, such as the followings: 325 

Example 1. You are going better, and you will leave the ICU today, for being transferred in 326 

the pneumology ward.  327 

Example 2. We achieved that with you. This so important day for you and your family, the day 328 

when you are discharged from the ICU and transferred in the ward of digestive surgery. You 329 

were very brave during these two weeks. Your husband is smiling again, and your children as 330 

well. When you will be very well and discharged from the hospital, we will be glad to see you. 331 

Good luck.   332 

If the patient is sufficiently conscious during the last days of his/her hospital stay for being 333 

able to read the ICU diary: The diary may be given directly to the patient.  334 

If the patient has cognitive disorders or is confused at discharge: the diary is kept in the ICU 335 

for being completed, and will be sent afterwards at patient’s home 336 
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 339 

All messages written in the diary must be easily understandable. When technical terms are 340 

used, they must be explained right away in the message. 341 

Ventilation tube: a tube which goes from the mouth to the lungs, and which is connected to a 342 

ventilator that helps the patient to breath  343 

Catheter: a system put into a vein in order to convey directly medicinal drugs and nutrients  344 

Feeding tube: a tube which goes up to the stomach for conveying food directly in it  345 

Adrenaline, Norepinephrine, Dobutamin: medicinal drugs that are used to manage the 346 

arterial tension  347 

Renal Epuration therapy: machine that is used to filter and purify your blood from 348 

substances that your kidneys cannot filter. 349 

Pneumonia: infection of the lungs 350 

Peritonitis: infection inside the abdomen 351 

Pyelonephritis: urinary infection that affects the kidneys 352 

Bronchial fibroscopy: a device that allows to see inside the bronchi (in your lungs) and to 353 

collect samples 354 

Gastric fibroscopy: a device that allows to see inside your stomach 355 

Colonoscopy: a device that allows to see inside your large intestine (the colon) 356 
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 357 
ICU memory Tool questionnaire 358 

 359 

1.Can you remember the time in hospital before you were admitted to intensive care? Yes/no 360 

2.Do you remember being in intensive care? Yes/no  361 

3.Do you remember being transferred from intensive care to the general wards?  362 

Clearly, Vaguely, Not at all 363 

4. Have you had any unexplained feelings of panic or apprehension? Yes/No 364 

5. Have you had any intrusive memories from your time in hospital or of the event that lead up to your 365 
admission? Yes/No 366 

 367 

What do you remember?  368 

 369 

Factual  

memories 

Sensations 

memories 

Delusional 

 memories 

Family Faces Darkness Feeling confused Hallucinations 

Alarms Breathing tube Clock Feeling down Nightmares 

Voices Suctioning Tube in your 

nose 

Feeling 

anxious/frightened 

Dreams 

Lights  Ward round Feeling that people 

were trying to hurt 

you  

 

 

   Being 

uncomfortable 

 

   Panic  

   Pain  

 370 

 371 

6.  Have you talked about what happened to you in intensive care with:  372 

-A member of your family  373 

- A nurse on the ward  374 

-A friend  375 

-A doctor on the ward  376 

-Your family Doctor  377 
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 379 

e-Result 380 

 381 
Post-hoc analysis 382 
 383 
Among the 164 patients of the intervention group, the evaluation of the number of readings could be assessed in 384 
106 (64.6%), while 58 (35.3%) patients could not answer for the following reasons: 2 died, 12 (7.3%) did not 385 
answer after multiple phone calls, 17 (10.4%) refused to answer, 14 (8.5%) were not able to have the interview 386 
(current hospitalization n=4, ischemic stroke n=1, alteration of cognitive function n=7, aphasia n=2,), 3 (1.8%) 387 
did not receive the diary from the center and 10 (6.1%) did not read their diary (one burnt it).  388 
 389 
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e-Table 1. Grid used for the analysis of the content of ICU diaries. 390 

Category 1: Defining places, spaces, and people 

Theme 1 Narrative about the ICU and its location in the hospital and city 
Theme 2 Narrative about the identity and job responsibilities of each clinician  
Theme 3 Narrative about the characteristics of the room 
Theme 4 Narrative describing the pictures posted in the room 
Theme 5 Narrative about the characteristics and purpose of the machines 
Theme 6 Narrative about the sights and sounds in the room  
Theme 7 Narrative about the presence of, or visits by, members of the clergy. 
Category 2: Building a time-line of medical events 

Theme 1 Narrative about the patient’s history before ICU admission and after the first urgent interventions 
Theme 2 Narrative about the condition of the patient, clinical course, treatments, procedures, investigations, and surgery 

procedures 
Theme 3 Description of events that interfered or might have interfered with the presence of clinician at the bedside 
Theme 4 Comments on life expectancy and the impact of the disorders on quality of life 
Theme 5 Narrative describing exchanges among clinicians involved with the patient: time-line and content 
Theme 6 Narrative about the differences in tasks carried out by the day clinician and night clinician, to explain how the 24-

hour cycle unfolds 
Category 3: To replace the time-line of the patient’s experience within the time-line of family, community, and world events 
Theme 1 Narrative about events in the patient’s personal life (narrator, family, friends …). 
Theme 2 Narrative about the difference in the perceived flow of events between the patient since ICU admission and the 

narrator or family/friends 
Theme 3 Narrative about future projects for the patient 
Theme 4 Narrative about social, political, economic, and cultural events 
Theme 5 Narrative about the visits, their sequence in time, their duration, and factors that prevented some visits from 

occurring 
Category 4: To demonstrate the continuity of the patient's life 

Theme 1 Narrative about the patient’s recent or remote past, habits, reactions, and personality traits 
Theme 2 Narrative about the patient’s behaviors, attitudes, and actions 
Theme 3 Narrative about physical changes and attitudes (e.g., ability to open/close the eyes) 
Theme 4 Narrative about changes in expressions of pain and responses to nursing care 
Theme 5 Narrative about the patient’s emotional responses to the voices of the clinicians and family/friends (smiling, small 

movements of the eyelids or body) 
Theme 6 Narrative about the patient’s emotional responses to physical contact (stroking, holding hands, touching...) 
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Category 5: To express feelings and emotions 

Theme 1 Narrative that explicitly describes feelings or emotions about the patient 
Theme 2 Narrative that explicitly describes feelings or emotions about or toward the clinicians 
Theme 3 Narrative that explicitly describes feelings or emotions for family members or other loved ones 
Theme 4 Narrative describing expectations, fears, discouragement, and hopes of the family and other loved ones 
Theme 5 Narrative describing the fears and hopes of the clinicians 
Category 6: To explicitly demonstrate the presence, commitment, and support of clinicians and family 

Theme 1 To write an account of one’s presence at the patient’s bedside (including families and clinician’s meetings) 

Theme 2 To make one’s presence felt in a personal and original way (poems, songs, music, drawings, humor, 
nicknames…) 

Theme 3 To describe relations between the patient and others while encouraging others to speak to, and to touch, the 
patient, despite the unfavorable environment 

Theme 4 To describe one’s physical involvement in communicating with the patient 

Theme 5 To describe or refer to one’s support in the form of prayers or any other religious or spiritual activity 

Thème 6 : Express presence, commitment and support by encouraging the patient 
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e-Table 2. Recruitment period 391 

   No 

Centres First 

inclusion 

Last 

inclusion 

Patients 

approached  

Patients with  

exclusion criteria 

Patients 

 eligible 

Patient refusal 

 after eligibility 

Patients 

retained 

1 2016/03/17 2016/10/25 93 73 20 2 18 

2 2016/04/02 2016/12/12 81 72 9 0 9 

3 2015/11/23 2017/01/29 53 35 18 1 17 

4 2016/03/30 2016/12/20 40 30 10 0 10 

5 2015/10/02 2017/01/15 53 41 12 2 10 

6 2016/01/17 2016/12/25 55 35 20 4 16 

7 2015/11/05 2016/06/21 96 70 26 0 26 

8 2016/02/07 2016/10/04 79 53 26 4 22 

9 2015/11/26 2016/12/05 80 58 22 3 19 

10 2015/10/08 2017/01/22 104 93 11 0 11 

11 2015/10/27 2016/06/29 79 53 26 0 26 

12 2015/02/10 2017/01/22 59 42 17 3 14 

13 2015/10/28 2016/04/23 83 80 3 0 3 

14 2016/07/02 2017/01/31 67 40 27 2 25 

15 2015/10/01 2017/01/23 63 45 18 0 18 

16 2015/11/15 2016/10/04 115 89 26 2 24 

17 2016/01/26 2017/01/09 54 36 18 1 17 

18 2016/01/27 2016/05/08 68 42 26 4 22 

19 2016/02/02 2016/12/30 47 28 19 2 17 

20 2015/10/25 2016/06/03 160 135 25 2 23 
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   No 

Centres First 

inclusion 

Last 

inclusion 

Patients 

approached  

Patients with  

exclusion criteria 

Patients 

 eligible 

Patient refusal 

 after eligibility 

Patients 

retained 

21 2016/03/07 2017/01/31 54 38 16 2 14 

22 2015/11/24 2016/12/12 65 39 26 2 24 

23 2015/10/23 2016/12/06 93 67 26 2 24 

24 2016/04/18 2016/11/29 102 74 28 0 28 

25 2015/11/19 2017/01/15 38 21 17 0 17 

26 2015/11/12 2016/02/25 76 51 25 3 22 

27 2015/11/16 2016/03/17 54 28 26 2 24 

28 2016/01/31 2016/11/02 59 38 21 2 19 

29 2016/06/07 2017/01/11 47 29 18 1 17 

30 2015/10/01 2016/04/25 76 52 24 2 22 

31 2015/11/23 2016/09/05 48 28 20 1 19 

32 2015/10/28 2016/06/25 99 73 26 1 25 

33 2015/10/03 2016/10/25 80 57 23 1 22 

34 2016/02/01 2016/11/17 122 114 8 0 8 

35 2016/03/03 2016/06/21 89 63 26 1 25 
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e-Table 3. Characteristics of the 35 French ICUs 392 

 393 

Variables Data 

Hospital 

  University hospital, N (%) 

 

21 (60) 

ICU 

   Medical, N (%)   

   Surgical, N (%)    

   Mixed, N (%) 

   Number of acute beds per unit, median (IQR)  

   Number of intermediate beds per unit, median (IQR) 

   Number of attending physicians, median (IQR)     

   Number of junior physicians, median (IQR)     

   Number of nurses, median (IQR)     

   Number of nursing-assistants, median (IQR)  

   Number of head nurses, median (IQR) 

   Availability of a psychologist N (%) 

   Patient-to-nurse ratio, median (IQR)     

   Patient-to-nursing-assistant ratio, median (IQR)      

   12-hour shifts for nurses a, N (%) 

   12-hours shifts for nursing-assistants a, N (%) 

   Number of ICUs offering daily visitation hours, N (%) 

   < 5 hours 

   ≤ 5 hours < 10  

   ≤ 10 hours < 24  

   24 hours 

 

12 (34.2) 

3 (8.6) 

20 (57.1) 

14 (12-18) 

6 (4-8) 

7 (5.95-9.5) 

6 (5-8) 

39 (35-53.4) 

24 (19-36.5) 

2 (1-2) 

8 (22.8) 

2.5 (2.5-3) 

4 (4-4) 

27 (77.1) 

25 (71.4) 

 

4 (11.4) 

11 (31.4) 

3 (8.6) 

17 (48.6) 

 394 

 395 
Abbreviations: ICU, Intensive Care Unit; IQR, Interquartile Range. 396 
 397 
a other daily working time was 8 hours shifts398 
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e-Table 4. Comparison of eligible (n=657) and excluded (n=52) patients 399 
 400 

 401 

Variables Eligible 
N=657 

 

Excluded 
N=52 

 

p-value 

Randomization group, N (%) 
Without diary 
With diary 

 
325 (49.5) 
332 (50.5) 

 
29 (55.8) 
23 (44.2) 

0.38 

Age, years, Median (IQR) 65 (55-73) 65 (50-73.5) 0.87 
Female gender, N (%) 226 (34.4) 14 (26.9 0.27 
Severity of illness on admission 
SAPS IIa, Median (IQR) 

 
56 (42-71) 

 
51 (34.5-65) 

 
0.12 

Patient status, N (%) 
Medical patients 
Scheduled surgery 
Unscheduled surgery 

 
509 (77.5) 

26 (4) 
122 (18.6) 

 
38 (73.1) 
2 (3.8) 

12 (23.1) 

0.73 

Main symptoms at admission, N (%) 
Acute respiratory failure/COPD 
Shock and multi-organ failure 
Acute renal failure 
Coma 
Monitoring/ Scheduled Surgery 
Metabolic 
Trauma  

 
283 (43.1) 
259 (39.4) 

6 (0.9) 
62 (9.4) 
17 (2.6) 
10 (1.5) 
20 (3) 

 
26 (50) 

19 (36.5) 
1 (1.9) 
3 (5.8) 
2 (3.8) 
1 (1.9) 

0 

0.83 

MacCabe score
b
, N (%) 

No fatal illness 
Fatal illness within 5 years 
Fatal illness within 1 year 

 
441 (67.1) 
173 (26.3) 

43 (6.5) 

 
41 (78.8) 
9 (17.3) 
2 (3.8) 

0.22 

Knaus score
c
, N (%) 

No limitation 
Moderate limitation 
Severe limitation 
Total dependency 

 
261 (39.7) 
259 (39.4) 
113 (17.2) 

24 (3.7) 

 
16 (30.8) 
29 (55.8) 
6 (11.5) 
1 (1.9) 

0.14 

Treatment, days, Median (IQR) 
Mechanical ventilation, days 
Non-invasive ventilation, days 
Fentanyl, days 
Benzodiazepines, days 
Propofol, days 

 
10 (5-18) 

0 (0-1) 
6 (3-10) 
4 (2-8) 
1 (0-3) 

 
8 (5-16) 
0 (0-1) 

5 (2.5-10.5) 
3 (2-7) 
2 (0-4) 

 
0.29 
0.46 
0.70 
0.30 
0.03 

ICU events, N (%) 
Self-extubation 
Weaning failure and re-intubation 
Unexpected cardiac arrest 
Episode of deliriumd 
Fall 
Physical constraints 

 
36 (5.5) 
68 (10.4) 
57 (8.7) 

179 (27.2) 
7 (1.1) 

445 (67.7) 

 
6 (11.5) 
8 (15.4) 
2 (3.8) 

18 (34.6) 
0 

32 (61.5) 

 
0.07 
0.26 
0.22 
0.25 
0.45 
0.36 

Duration of ICU stay, days 14 (8-24) 17 (10-23) 0.34 

 402 
 403 
Abbreviations: IQR, Interquartile Range; SAPS, Simplified Acute Physiologic Score; COPD, Chronic Obstructive Pulmonary 404 
Disease; ICU, Intensive Care Unit; CAM-ICU, CAM-ICU, Confusion Assessment method for the ICU 405 
a SAPS II, score (range 0-162) with higher score indicates higher severity of disease 406 
b MacCabe Score explores subjective prognosis of co-morbid conditions at ICU admission 407 
c Knaus Score explores the presence or absence of limitation in daily activities 408 
d Episode of delirium were diagnosed with the CAM-ICU2 409 
 410 
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e-Table 5. Characteristics of allocated patients and family’s members  411 

 412 

Variables Intervention  
Group 
N=332 

Control  
Group 
N=325 

Patients 
a
 

Baseline characteristics 

Age, years, Median (IQR) 66 (56-73) 64 (54-72) 
Female gender, N (%) 109 (32.8) 117 (36.0) 
Severity of illness on admission 
SAPS II b, Median (IQR) 

 
57 (43-72) 

 
56 (42-69) 

Patient status, N (%) 
Medical patients 
Scheduled surgery 
Unscheduled surgery 

 
253 (76.2) 

13 (3.9) 
66 (19.9) 

 
256 (78.8) 

13 (4) 
56 (17.2) 

Main symptoms at admission, N (%) 
Acute respiratory failure/COPD 
Shock and multi-organ failure 
Acute renal failure 
Coma 
Monitoring/ Scheduled Surgery 
Metabolic 
Trauma  

 
137 (41.3) 
137 (41.3) 

6 (1.8) 
32 (9.6) 
5 (1.5) 
5 (1.5) 
10 (3) 

 
146 (44.9) 
122 (37.5) 

0 
30 (9.2) 
12 (3.7) 
5 (1.5) 
10 (3.1) 

MacCabe score 
c
, N (%) 

No fatal illness 
Fatal illness within 5 years 
Fatal illness within 1 year 

 
216 (65.1) 
97 (29.2) 
19 (5.7) 

 
225 (69.2) 
76 (23.4) 
24 (7.4) 

Knaus score 
d
, N (%) 

No limitation 
Moderate limitation 
Severe limitation 
Total dependency 

 
128 (38.6) 
140 (42.2) 
56 (16.9) 
8 (2.4) 

 
133 (40.9) 
119 (36.6) 
57 (17.5) 
16 (4.9) 

Treatments 

Treatment, days, Median (IQR) 
Mechanical ventilation, days 
Non-invasive ventilation, days 
Fentanyl, days 
Benzodiazepines, days 
Propofol, days 

 
9 (6-17) 
0 (0-2) 

6 (3-11) 
4 (2-8) 
0 (0-3 

 
10 (5-19) 

 (0-1) 
6 (3-10) 
4 (2-8) 
1 (0-4) 

ICU events, N (%) 
Self-extubation 
Weaning failure and re-intubation 
Unexpected cardiac arrest 
Episode of delirium e 
Fall 
Physical constraints 

 
18 (5.4) 
30 (9) 

31 (9.3) 
85 (25.6) 
5 (1.5) 

219 (66) 

 
18 (5.5) 
38 (11.7) 

26 (8) 
94 (28.9) 
2 (0.6) 

226 (69.5) 

Outcome 

DFLST, N (%) 
None 
Withholding 
Withdrawal 
Withholding and withdrawing 

 
245 (77.8) 
38 (11.4) 
23 (6.9) 
26 (7.8) 

 
253 (77.9) 
44 (13.5) 
15 (4.6) 
13 (4.0) 

ICU mortality f, N (%) 112 (33.7) 79 (24.3) 
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Variables Intervention  
Group 
N=332 

Control  
group 
N=325 

Duration of ICU stay, days, Median (IQR) 13.5 (8-23) 15 (9-25) 

Duration of hospital stay, days, Median (IQR) 22.5 (12 (41.5) 25 (14-44) 

Hospital mortality, N (%) 123 (37.0) 100 (30.8) 

Families
 g
 

Variables Intervention 
Group 
N=332 

Control 
group 
N=325 

 
Age, years  

N=321 
55 (45-66) 

N=314 
54 (44-66) 

Female gender 242 (72.9) 233 (71.7) 

 
Relationship with the patient  
Spouse/ Partner 
Children 
Parents 
Other 

 
N=332 

178 (53.6) 
110 (33.1) 

15 (4.5) 
29 (8.7) 

 
N=324 

181 (55.9) 
98 (30.2) 
13 (4.0) 
32 (9.9) 

 
Job occupation 

h
 

Primary 
Secondary 
Tertiary 
None 
Retired 

 
N=322 

0 
16 (5.0) 

212 (65.8) 
29 (9.0) 
65 (20.2) 

 
N=315 

0 
27 (8.6) 

203 (64.4) 
24 (7.6) 
61 (19.4) 

 
Health occupation  

 
N=328 
39 (12) 

 
N=320 

34 (10.7) 
 
Educational level  
None 
Upper secondary education  
High school  
Technical college  
Associate degree  
Bachelor degree 
Master degree  

 
N=321 
2 (0.6) 

56 (17.4) 
60 (18.7) 
89 (27.7) 
32 (10.0) 
39 (12.1) 
43 (13.4) 

 
N=311 
5 (1.6) 

46 (14.8) 
61 (19.6) 
99 (31.8) 
21 (6.7) 
48 (15.4) 
31 (10.0) 

 413 
 414 

Abbreviations: IQR, Interquartile Range; SAPS, Simplified Acute Physiologic Score; COPD, Chronic Obstructive Pulmonary 415 
Disease; ICU, Intensive Care Unit; DFLST, Decisions to Forgo Life-Sustaining Treatments; CAM-ICU, Confusion Assessment 416 
method for the ICU 417 
 418 
a Patients had no missing data 419 
b SAPS II, score (range 0-162) with higher score indicates higher severity of disease 420 
c MacCabe Score explores subjective prognosis of co-morbid conditions at ICU admission 421 
d Knaus Score explores the presence or absence of limitation in daily activities 422 
e Episode of delirium were diagnosed with the CAM-ICU2 423 
f p<.01  424 
g Families had missing data 425 
h Sectors of activities are either agricultural (primary), industrial (secondary) or commercial or related to administration or human 426 
health or public action (tertiary)427 
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e-Table 6. Qualitative analysis of participation of clinicians and families in writing 8,888 meaningful segments in a random 428 

sample of ICU diaries (n=46). 429 

 430 

Meaningful segments, N (%) Physicians Nurses and nursing 
assistants 

Relatives and 
families 

Category 1: Defining places, spaces, and people 95 (7.3) 294 (9.7) 33 (0.7) 

   Theme 1. Narrative about the ICU and its location in the hospital and city 2 8 14 

   Theme 2. Narrative about the identity and job responsibilities of each clinician 62 250 5 

   Theme 3. Narrative about the characteristics of the room 1 4 7 

   Theme 4. Narrative describing the pictures posted in the room 1 2 2 

   Theme 5. Narrative about the characteristics and purpose of the machines 29 27 3 

   Theme 6. Narrative about the sights and sounds in the room 0 3 0 

   Theme 7. Narrative about the presence of, or visits by, members of the clergy 
 

0 0 2 

Category 2: Building a time-line of medical events 812 (62.4) 1,236 (40.9) 237 (5.2) 

   Theme 1. Narrative about the patient’s history before ICU admission and after the 
first urgent interventions 
 

87 18 9 

   Theme 2. Narrative about the condition of the patient, clinical course, treatments, 
procedures, investigations, and surgeries procedures 
 

689 1188 217 

   Theme 3. Description of events that interfered or might have interfered with the 
presence of staff members at the bedside 
 

5 12 3 

   Theme 4. Comments on life expectancy and the impact of the disorders on quality 
of life 
 

13 5 8 

© 2019 American Medical Association. All rights reserved.



Garrouste-Orgeas et al On-line Supplement 3 page 23/36 

   

Meaningful segments, N (%) Physicians Nurses and nursing 
assistants 

Relatives and 
families 

Category 2: Building a time-line of medical events 812 (62.4) 1,236 (40.9) 237 (5.2) 

   Theme 5. Narrative describing exchanges among clinicians involved with the 
patient: time-line and content 
 

18 10 0 

   Theme 6. Narrative about the differences in tasks carried out by the day clinician 
and night clinician, to explain how the 24-hour cycle unfolds 
 

0 3 0 

Category 3: To replace the time-line of the patient’s experience within the 

time-line of family, community, and world events 
35 (2.7) 116 (3.8) 836 (18.4) 

   Theme 1. Narrative about events in the patient’s personal life (narrator, family, 
friends …) 
 

1 6 446 

   Theme 2. Narrative about the difference in the perceived flow of events between 
the patient since ICU admission and the narrator or family/friends 
 

0 1 28 

   Theme 3. Narrative about future projects for the patient 5 8 59 

   Theme 4. Narrative about social, political, economic, and cultural events 3 22 51 

   Theme 5. Narrative about the visits, their sequence in time, their duration, and 
factors that prevented some visits from occurring 
 

26 79 252 

Category 4: To demonstrate the continuity of the patient's life 80 (6.1) 522 (17.3) 653 (14.3) 

   Theme 1. Narrative about the patient’s recent or remote past, habits, reactions, 
and personality traits 

6 12 118 

   Theme 2. Narrative about the patient’s behaviors, attitudes, and actions 48 281 277 

   Theme 3. Narrative about physical changes and attitudes (e.g., ability to 
open/close the eyes) 
 

20 113 226 
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Meaningful segments, N (%) Physicians Nurses and nursing 
assistants 

Relatives and 
families 

Category 4: To demonstrate the continuity of the patient's life 80 (6.1) 522 (17.3) 653 (14.3) 

   Theme 4. Narrative about changes in expressions of pain and responses to 
nursing care 
 

3 87 3 

   Theme 5. Narrative about the patient’s emotional responses to the voices of the 
clinicians and family/friends (smiling, small movements of the eyelids or body) 
 

3 27 23 

   Theme 6. Narrative about the patient’s emotional responses to physical contact 
(stroking, holding hands, touching...) 
 

0 2 6 

Category 5: To express feelings and emotions 122 (9.4) 212 (7.0) 1.432 (31.4) 

   Theme 1. Narrative that explicitly describes feelings or emotions about the patient 13 66 790 

   Theme 2. Narrative that explicitly describes feelings or emotions about or toward 
the clinicians 
 

0 0 62 

   Theme 3. Narrative that explicitly describes feelings or emotions for family 
members or other loved ones 
 

8 14 6 

   Theme 4. Narrative describing expectations, fears, discouragement, and hopes of 
the family and other loved ones 
 

6 23 567 

   Theme 5. Narrative describing the fears and hopes of the clinicians 95 109 7 

Category 6: To explicitly demonstrate the presence, commitment, and support 

of clinicians and family 

158 (12.1) 640 (21.2) 1.364 (29.9) 

   Theme 1. To write an account of one’s presence at the patient’s bedside 

((including families and health professionals’ meetings) 

 

124 481 528 
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Meaningful segments, N (%) Physicians Nurses and nursing 
assistants 

Relatives and 
families 

Category 6: To explicitly demonstrate the presence, commitment, and support 

of clinicians and family 

158 (12.1) 640 (21.2) 1.364 (29.9) 

   Theme 2. To make one’s presence felt in a personal and original way (poems, 
songs, music, drawings, humor, nicknames …) 
 

4 65 554 

   Theme 3. To describe relations between the patient and others while encouraging 
others to speak to, and to touch, the patient, despite the unfavorable environment 
 

0 0 0 

   Theme 4. To describe one’s physical involvement in communicating with the 

patient 
 

0 11 16 

   Theme 5. To describe or refer to one’s support in the form of prayers or any other 

religious or spiritual activity 
 

0 2 52 

   Theme 6. Express presence, commitment and support by encouraging the patient 30 81 214 

Outside the grid 1 2 8 

Total 1,302/8,888 (14.7) 3,022/8,888 (34) 4,563/8,888 (51.3) 
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e-Table 7. Qualitative analysis of the number of meaningful segments in each category in a random sample of ICU diaries 431 

(n=46) 432 

 

Diary number Category 1 

N (%) 

Category 2 

N (%) 

Category 3 

N (%) 

Category 4 

N (%) 

Category 5 

N (%) 

Category 6 

N (%) 

Meaningful 

segments outside 

categories 

1 6 (3,3) 40 (22,3) 8 (4,4) 36 (20,1) 42 (23,4) 47 (25,2) 0 
2 1 (0,9) 20 (18,8) 3 (2,8) 11 (10,3) 37 (34,9) 34 (32,0) 0 
3 0 7 (46,6) 1 (6,6) 2 (13,3) 4 (26,6) 1 (6,6) 0 
4 21 (5,7) 78 (21,4) 29 (7,8) 53 (14,6) 97 (26,6) 86 (23,6) 0 
5 13 (7,2) 25 (13,9) 50 (27,9) 25 (13,8) 41 (22,9) 25 (14) 0 
6 13 (7,0) 66 (35,7) 20 (10,8) 26 (14,0) 25 (13,5) 35 (18,9) 0 
7 1 (1,9) 7 (13,5) 6 (11,5) 10 (19,2) 15 (28,8) 13 (25) 0 
8 1 (3,1) 8 (25) 2 (6,2) 1 (3,1) 18 (56,2) 2 (6,2) 0 
9 4 (1,8) 37 (17,3) 20 (9,3) 19 (8,9) 86 (40,1) 48 (22,4) 0 
10 15 (3,5) 118 (28) 91 (21,6) 53 (12,5) 58 (13,7) 87 (20,6) 0 
11 7 (8,5) 24 (29,3) 13 (15,9) 15 (18,3) 12 (14,6) 11 (13,4) 0 
12 8 (6,7) 29 (24,1) 19 (15,8) 25 (20,8) 18 (15) 21 (17,5) 0 
13 11 (3) 66 (17,8) 66 (17,8) 29 (7,8) 80 (21,6) 119 (32,0) 0 
14 9 (3,0) 44 (15,1) 20 (6,9) 56 (19,2) 71 (24,3) 91 (31,3) 0 
15 21 (5,5) 79 (21) 51 (13,4) 29 (7,6) 95 (25) 104 (27,4) 0 
16 7 (5,1) 36 (26,3) 18 (13,1) 23 (16,8) 20 (14,6) 33 (24,0) 0 
17 2 (1,1) 16 (8,8) 16 (8,8) 12 (6,6) 75 (41,4) 60 (33,1) 0 
18 14 (3,6) 67 (17,0) 37 (9,4) 56 (14,3) 87 (22,2) 131 (44,9) 0 
19 3 (4,4) 21 (30,9) 1 (1,5) 27 (39,8) 9 (13,2) 7 (10,3) 0 
20 1 (1,8) 22 (39,3) 1 (1,8) 19 (34) 5 (9) 8 (14,3) 0 
21 5 (12,5) 19 (47,5) 3 (7,5) 5 (12,5) 5 (12,5) 3 (7,5) 0 
22 27 (7,8) 108 (31,1) 17 (4,5) 35 (10) 48 (13,9) 112 (32,3) 0 
23 9 (3,1) 69 (24) 41 (14,2) 56 (19,5) 55 (19) 55 (19) 3 
24 7 (7,1) 28 (28,3) 8 (8,1) 9 (9,1) 25 (25,2) 22 (22,2) 0 
25 3 (2,9) 34 (33,7) 13 (12,9) 10 (9,9) 23 (22,8) 18 (17,9) 0 
26 3 (7,1) 24 (57,1) 2 (4,8) 2 (4,8) 5 (12) 6 (14,3) 0 

© 2019 American Medical Association. All rights reserved.



Garrouste-Orgeas et al On-line Supplement 3 page 27/36 

   

 

Diary number Category 1 

N (%) 

Category 2 

N (%) 

Category 3 

N (%) 

Category 4 

N (%) 

Category 5 

N (%) 

Category 6 

N (%) 

Meaningful 

segments outside 

categories 

27 2 (5,1) 11 (28,2) 7 (18) 7 (18) 6 (15,4) 6 (15,4) 0 
28 4 (8,3) 23 (48) 2 (4,2) 12 (25) 4 (8,3) 3 (6,3) 0 
29 3 (2,4) 30 (24,2) 19 (15,3) 32 (25,8) 12 (9,7) 28 (22,6) 0 
30 3 (5,7) 26 (49) 1 (1,9) 7 (13,2) 6 (11,3) 10 (18,8) 0 
31 11 (5,3) 30 (14,4) 12 (5,8) 44 (21,2) 54 (26) 57 (27,4) 0 
32 4 (2,5) 31 (19,8) 21 (13,4) 15 (9,6) 34 (21,7) 52 (33,1) 0 
33 8 (3,5) 82 (36) 12 (5,3) 55 (24,1) 24 (10,5) 47 (20,7) 0 
34 2 (0,8) 154 (57,9) 7 (2,6) 74 (27,9) 3 (1,1) 26 (9,8) 0 
35 6 (5,9) 50 (48,5) 5 (4,9) 16 (15,5) 13 (12,6) 12 (11,6) 1 
36 11 (4,6) 86 (36,3) 26 (11) 30 12,7) 28 (11,9) 56 (23,6) 0 
37 30 (5,1) 97 (16,4) 83 (14,1) 89 (15,1) 136 (23,1) 153 (26) 2 
38 26 (5) 64 12,1) 93 (17,5) 68 (12,9) 130 (24,5) 149 (28,1) 0 
39 15 (8,9) 74 (43,5) 14 (8,2) 14 (8,2) 13 (7,6) 40 (23,5) 0 
40 14 (4,6) 120 (39,1) 38 (12,4) 22 (7,2) 35 (11,4) 73 (23,8) 5 
41 24 (5,4) 96 (21,7) 45 (10,1) 56 (12,6) 118 (26,6) 105 (23,6) 0 
42 8 (5,3) 35 (23,3) 7 (4,7) 13 (8,7) 29 (19,3) 58 (38,7) 0 
43 3 (2,0) 72 (50) 10 (6,8) 35 (24) 6 (4,1) 21 (14,3) 0 
44 15 (9,7) 68 (43,9) 6 (3,9) 8 (5,2) 18 (11,7) 40 (25,9) 0 
45 4 (9,1) 7 (16) 6 (13,7) 1 (2,3) 15 (34,1) 11 (25) 0 
46 17 (11,7) 37 (25,3) 17 (11,7) 13 (9) 26 (17,9) 36 (24,7) 0 
 433 
Category 1: Defining places, spaces, and people 434 
Category 2: Building a time-line of medical events 435 
Category 3: To replace the time-line of the patient’s experience within the time-line of family, community, and world events 436 
Category 4: To demonstrate the continuity of the patient's life 437 
Category 5: To express feelings and emotions 438 
Category 6: To explicitly demonstrate the presence, commitment, and support of clinicians and family 439 
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e-Table 8. Univariable analyses of post-traumatic stress disorder in patients 440 

Variables IES-R scorea p-value IES-R > 22 p-value 
 RR (95% CI)  OR (95% CI)  
Intervention group 0.92 (0.76-1.11) 0.39 0.84 (0.52-1.34) 0.45 
Age, y 
<52 
52-62 
63-70 
>70 

 
1.32 (1-1.73) 

1.1 (0.84-1.45) 
0.88 (0.67-1.17) 

1 

0.03 
 

 
1.5 (0.79-2.86) 
1.27 (0.66-2.43) 
0.68 (0.34-1.37) 

1 

0.11 

Gender 
Female 
Male 

 
1.2 (0.98-1.46) 

1 

0.08  
1.92 (1.21-3.07) 

1 

0.006 

Severity of illness on admission 
SAPS IIb 
<39 
39-52 
53-66 
>66 

 
 

1.49 (1.14-1.96) 
1.26 (0.97-1.65) 
1.25 (0.96-1.64) 

1 

0.04  
 

2.09 (1.08-4.05) 
1.36 -1.7-2.64) 
1.3 -0.66-2.56) 

1 

0.16 

Patient status 
Medical patients 
Scheduled surgery 
Unscheduled surgery 

 
0.87 (0.68-1.11) 
0.82 (0.48-1.4 

1 

0.50  
0.68 (0.39-1.2) 
0.46 (0.12-1.84) 

1 

0.31 
 

Main symptoms at admission 
Acute respiratory failure 
COPD 
Hemorrhagic shock  
Septic shock 
Cardiogenic shock 
Multi-organ failure 
Acute renal failure 
Coma 
Monitoring  
Scheduled Surgery 
Metabolic 
Other 
Trauma  

 
0.8 (0.47-1.36) 

0.66 (0.3-1.45) 
0.75 (0.31-1.81) 
0.58 (0.33-1.01) 

0.8 (0.4-1.6) 
0.72 (0.41-1.25) 
0.51 (0.08-3.3) 
0.7 (0.37-1.32) 

1.08 (0.35-3.37) 
0.85 (0.33-2.16) 
0.87 (0.31-2.4) 

 
1 

0.71  
0.72 (0.22-2.39) 
0.4 (0.06-2.8) 
0.7 (0.09-5.43) 
0.37 (0.1-1.39) 
0.78 (0.16-3.79) 
0.65 (0.18-2.32) 

 
0.7 (0.16-3.02) 

 
 
 

1.63 (0.34-7.95) 
1 

0.54 

MacCabe score 
c
 

No fatal illness 
Fatal illness within 5 years 
Fatal illness within 1 year 

 
0.78 (0.43-1.41) 
0.8 (0.43-1.48) 

1 

0.70  
0.38 (0.1-1.43) 
0.35 (0.08-1.41) 

1 

0.32 

Knaus score 
d
 

No limitation 
Moderate limitation 
Severe limitation 
Total dependency 

 
0.65 (0.35-1.22) 
0.68 (0.36-1.28) 
0.62 (0.31-1.24 

1 

0.56  
0.49 (0.12-2.02) 
0.45 (0.11-1.91) 
0.4 (0.08-1.92) 

1 

0.70 

Treatment 
Mechanical ventilation, days 
Non-invasive ventilation, days 
Fentanyl, days 
Benzodiazepines, days 
Propofol, days 

 
1 (1-1.01) 

1.01 (0.98-1.03) 
1.01 (1-1.02) 
1.01 (1-1.02) 

1.01 (0.99-1.03) 

 
0.21 
0.70 
0.07 
0.06 
0.30 

 
1 (0.99-1.02) 

1.01 (0.94-1.08) 
1.02 (0.99-1.04) 
1.01 (0.98-1.04) 
1.05 (0.98-1.11) 

 
0.67 
0.82 
0.21 
0.42 
0.14 

ICU events 
Self-extubation 
Weaning failure and re-intubation 
Unexpected cardiac arrest 
Episode of delirium e 
Physical constraints 

 
0.97 (0.67-1.40) 
1.26 (0.93-1.72) 
1.47 (0.95-2.3) 

1.26 (1.03-1.53) 
0.89 (0.72-1.11) 

 
0.86 
0.13 
0.09 
0.03 
0.31 

 
0.73 (0.27-1.95) 
1.34 (0.63-2.85) 
2.41 (0.84-6.89) 
1.3 (0.77-2.19) 
0.98 (0.51-1.88) 

 
0.52 
0.45 
0.10 
0.32 
0.95 

Length of stay, days     
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Variables IES-R scorea p-value IES-R > 22 p-value 
 RR (95% CI)  OR (95% CI)  
ICU 
Hospital 

1 (1-1.01) 
1 (1-1) 

0.44 
0.90 

1 (0.99-1.02) 
1 (0.99-1) 

0.71 
0.44 

Memories 
f
 

Factual 
Sensations 
Delusional 

 
0.95 (0.69-1.3) 

1.55 (1.22-1.96) 
1.44 (1.16-1.78) 

 
0.75 
<.01 
<.01 

 
0.88 (0.41-1.88) 
2.59 (1.33-5.01) 
3.33 (1.84-6.04) 

 
0.74 
0.005 

<.0001 
 441 

Abbreviations: PTSD, Post Traumatic Stress Disorder; SAPS, Simplified Acute Physiologic Score; COPD, Chronic Obstructive 442 
Pulmonary Disease; ICU, Intensive Care Unit; IES-R score, Impact of Event Scale-Revised; CAM-ICU, Confusion Assessment 443 
method for the ICU 444 
 445 
 446 
a For IES-R score, the association measure is the result of the negative binomial regression as estimated rate ratio (RR) with its 447 
95% confidence interval and correspond to the impact of each factor on the IES-R score. For example: intervention group 448 
compared to control, while holding the other variables constant in the model, are expected to have an IES-R score 0.92 times 449 
lower. This comparison is non-significant. For binary value of IES-R score (IES-R>22): the association measure is the odds-ratio 450 
with its 95% confidence interval. 451 
b SAPS II, score (range 0-162) with higher score indicates higher severity of disease 452 
c MacCabe Score explores subjective prognosis of co-morbid conditions at ICU admission 453 
d Knaus Score explores the presence or absence of limitation in daily activities 454 
e Episode of delirium were diagnosed with the CAM-ICU 2 455 
f Recollection of the memories of the ICU stay was evaluated with the memory tool questionnaire3 3 months after ICU discharge 456 
The memory tool questionnaire asked patients about specific memories either factual (faces, family, alarms, voices, lights, 457 
darkness, clock, breathing tube, suctioning, tube in nose and wards rounds) emotional (panic, pain, being uncomfortable, feeling 458 
confused, feeling anxious or frightened and feeling down) or delusional (dreams, nightmares, hallucinations, and someone 459 
trying to harm). 460 
 461 
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e-Table 9. Primary and secondary outcomes in families of deceaseda patients. 462 

 No. (%)    

Variables Intervention  

Group 

N=103 

Control  

Group 

N=79 

Risk Difference h 

(95% CI) 

Difference h (95% CI) 

 

p-value 

Presence of PTSD symptoms b 68 (66) 54 (68.4) 4% (-8% to 15%)   0.74 

IES-R score c, median (IQR) 29 (19-46) 32 (19-46)  0.36 (-4.99 to 5.72) >.99 

Symptoms of PTSD, median (IQR)      

Intrusion 15 (10-19) 16 (10-21)  -0.26 (-2.30 to 1.77) 0.68 

Avoidance 8 (4-14) 8 (4-14)  -0.01 (-2.03 to 2.01) 0.99 

Hyperarousal 5 (2-12) 5 (2-9)  0.64 (-1.12 to 2.39) 0.82 

HADSd,e score, median (IQR) 14 (9-20) 14 (9-22)  1.02 (-1.23 to 3.64) 0.45 

HASf score, median (IQR) 8 (5-13) 7 (5-11)  1.11 (-0.24 to 2.46) 0.18 

HADg score, median (IQR) 6 (3-10) 6 (4-10)  0.10 (-1.25 to 1.45) 0.92 

Anxiety symptoms in family’s members 59 (57.3) 38 (48.7) 9% (-6% to 24%)   0.25 

Depression symptoms in family’s 

members 

68 (66) 54 (68.4) 3% (-11% to 18%)   0.66 

Abbreviations: PTSD, Post Traumatic-Stress Disorder; IES-R, Impact of Event Scale-Revised; IQR, interquartile range; HADS, Hospital Anxiety Depression Scale; HAS, Hospital Anxiety Score, 463 
HAD, Hospital Depression Score 464 
a 3 months mortality rate was 255/657 (38.8%). Evaluation of primary and secondary outcomes in families of patients who died was available in 182/255 (71.4%). 465 
b Post-traumatic stress- disorder symptoms was evaluated in families 3 months after ICU discharge, with the Impact of Event Scale-Revised and defined by the IES-R score > 22, range 0 (best)-88 466 
(worst)4 467 
c IES-R, possible range score 0 (best)-88 (worst) 468 
d Anxiety and depression symptoms were evaluated with the Hospital Anxiety and Depression Scale with a score > 8 for each subscale 469 
e HADS, possible range score 0 (best)-42 (worst) 470 
f HAS, possible range score 0 (best)-21(worst) 471 
g HAD, possible range score 0 (best)-21 (worst) 472 
h Risk difference and difference were not adjusted and correspond to intervention minus control. 473 
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 474 

e-Figure 1. Distribution of the meaningful segments written by the clinicians 475 

(n=4,322) in a random sample of 46 ICU diaries.  476 

 477 

 478 

 479 

4,322 meaningful segments were found in 6 categories.  480 

Category 1: Defining places, spaces, and people 481 
Category 2: Building a time-line of medical events 482 
Category 3: To replace the time-line of the patient’s experience within the time-line of family, community, and world events 483 
Category 4: To demonstrate the continuity of the patient's life 484 
Category 5: To express feelings and emotions 485 
Category 6: To explicitly demonstrate the presence, commitment, and support of clinicians and family 486 
 487 
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 496 

e-Figure 2. Distribution of the meaningful segments written by families 497 

(n=4,555) in a random sample of 46 ICU diaries.  498 

 499 

 500 
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Of the 4.563 meaningful segments written by families, 4.555 (99.8%) were found in 6 categories.  502 
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Category 2: Building a time-line of medical events 504 
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Category 5: To express feelings and emotions 507 
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