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Questionnaire for relatives of ICU patients with corona

This questionnaire belongs to the study on support for relatives of ICU patients



Respondent number




F 1.1



[bookmark: _Hlk58830725][bookmark: _Hlk58499686]Consent to participate in this study
Before starting this questionnaire, would you please read through the information letter? It is enclosed in the same envelope. Then you can tick below whether you want to participate or not. 

If you have difficulty understanding the text, you can ask someone close to you or the research team for help at at [email address] or [telephone number].

Would you like to participate in this study?

⃝ Yes, I want to participate (you can fill in the questionnaire) 
⃝ No, I do not want to participate 

If you do not wish to participate, you can return the questionnaire in the enclosed reply envelope (no stamp required).



Instructions 

This questionnaire is about your personal experiences as a relative. It is only about what you yourself have experienced, heard or witnessed. 

Most questions require you to give one answer. If several answers can be given to a question, it says: 
Multiple answers possible

You make your choice by ticking or colouring the box for the answer of your choice.

Sometimes you will be asked to skip questions. You can then continue at the question indicated:
Example: ⃝ No > continue at question ...

You can send the completed questionnaire in the enclosed reply envelope (no stamp required).


Start of the questionnaire
Has a loved one of yours been admitted to an ICU with corona between mid-March and mid-May 2020?

	⃝ Yes
	⃝ No, please note that this questionnaire is not intended for you. We ask you to return the questionnaire in the enclosed reply envelope (no stamp required).



Were you your loved one's first contact during the time your loved one was in the ICU?

	⃝ Yes
	⃝ No, please note that this questionnaire is not intended for you. We ask you to pass the questionnaire on to the person who was your loved one's first contact person.


[bookmark: _Hlk58502348][bookmark: _Hlk58499788]
Questions about yourself
1. What are you of your loved one who was in an ICU between mid-March and mid-May 2020? 

	⃝ Partner/spouse	
⃝ Parent-in-law	
⃝ Other, namely: ________
	⃝ Parent		
⃝ Brother/sister	
	⃝ Child
⃝ Friend(s)



2. You are…

	⃝ Man
	⃝ Woman
	⃝ Other



3. How old are you?

	⃝ Younger than 30 years	
⃝ 66 - 80 years 	
	⃝ 30 - 50 years		
⃝ Over 80 years old
	⃝ 51 - 65 years old



4. What is your highest completed education (with a degree)?
	
⃝ None
⃝ Primary education (primary education, preparatory vocational secondary education (vmbo), first three years of senior general secondary education (havo) or university preparatory education (vwo), or vocational training level 1 (mbo)
⃝ Secondary education (senior general secondary education (havo), university preparatory education (vwo) or vocational training level 2/3/4 (mbo))
⃝ Higher education (university of applied sciences (HBO), academic university (WO) or PhD)


5. What is your cultural background?
Multiple answers possible
	[bookmark: _Hlk58499833]⃝ Dutch
⃝ Turkish
	⃝ Moroccan		
⃝ Antillean
	⃝ Surinamese
⃝ Other, namely: 
______________________________


6. Do you have a religion or philosophy?

	⃝ Yes, namely: ________________________
	⃝ No



7. In general, how would you describe your own health?

	⃝ Excellent
⃝ Very good
⃝ Good
⃝ Moderate
⃝ Bad
	
	



8. Have you had corona yourself?

	⃝ Yes, in the same period as my loved one was in the ICU
 ⃝ Yes, in a different period from when my loved one was in ICU
 ⃝ No



9. How often did you receive support from caregivers during and shortly after your loved one's ICU admission?
Please tick the number of times for each caregiver
	[bookmark: _Hlk58500359]
	0 times
	1 time
	2 times
	3 times
	≥ 4 times

	General practitioner
	⃝
	⃝
	⃝
	⃝
	⃝

	Social worker
	⃝
	⃝
	⃝
	⃝
	⃝

	Spiritual counsellor
	⃝
	⃝
	⃝
	⃝
	⃝

	Psychologist
	⃝
	⃝
	⃝
	⃝
	⃝

	Coach
	⃝
	⃝
	⃝
	⃝
	⃝

	General practice-based nurse specialist
	⃝
	⃝
	⃝
	⃝
	⃝

	Victim Support
	⃝
	⃝
	⃝
	⃝
	⃝

	IC helpline IC Connect
	⃝
	⃝
	⃝
	⃝
	⃝

	Self-help group 
	⃝
	⃝
	⃝
	⃝
	⃝

	(such as IC Connect's Facebook group or a Facebook group for corona patients)

	Other, namely:
_____________________________

	⃝
	⃝
	⃝
	⃝
	⃝


Questions about your loved one who was admitted to the ICU 
10. How old was your loved one at the time of the ICU admission?

	⃝ Younger than 30 years	
⃝ 66 - 80 years 	
	⃝ 30 - 50 years		
⃝ Over 80 years old
	⃝ 51 - 65 years old



11. Did your loved one have one or more other diseases at the time of admission?
Multiple answers possible
	⃝ Cancer	
⃝ Cardiovascular disease
⃝ Lung disease (e.g. COPD or emphysema)
⃝ Diabetes
⃝ Dementia
	⃝ No, no other disease
⃝ Don't know
⃝ Other disease(s), namely: ____________ _____________________________________



12. How many days did your loved one spend in the ICU?

	⃝ Less than 5 days
⃝ 21 - 30 days	
	⃝ 5 - 10 days
⃝ more than 30 days 
	⃝ 11 - 20 days



13. In which month(s) did your loved one stay in the ICU?
Multiple answers possible
	⃝ March 2020
⃝ June 2020
	⃝ April 2020

	⃝ May 2020



14. Has your loved one been in an ICU in more than one hospital with corona between mid-March and mid-May 2020?

	Yes, namely on ICUs:
  ⃝ in the Netherlands  
  ⃝ in the Netherlands and abroad
  ⃝ Other, namely: _______________________________
	⃝ No



  
15. Where did your loved one go immediately after discharge from the ICU?

	⃝ To the COVID ward in the hospital
⃝ To the regular hospital nursing ward
	⃝ Other, namely: 
_________________________





16. How is your loved one doing now?

	⃝ My loved one has completely recovered
 ⃝ My loved one still has minor complaints/burden
 ⃝ My loved one still has serious complaints/burden
 ⃝ My loved one has died > continue at question 18



17. Where is your loved one now? 

	⃝ My loved one is in a nursing home
⃝ My loved one is in a rehabilitation centre
⃝ My loved one is at home
⃝ My loved one is in the hospital nursing ward 
⃝ Other, namely: __________________________________________________________




[bookmark: _Hlk58501391]Questions about support from the hospital
The following questions are about the support you received from the hospital while your loved one was in the ICU.
If you want to give further explanations about a particular situation, you can do so at the end of the questionnaire.

18. Did you receive information on the following topics?

	
	Yes
	No

	About the ICU's operating procedure
	⃝
	⃝

	About ICU visiting arrangements
	⃝
	⃝

	About isolation measures in the ICU
	⃝
	⃝

	About the disease corona
	⃝
	⃝

	About the support that was available for you
	⃝
	⃝



19.  Was the information clear to you?

	⃝ Yes
	⃝ Not completely
	⃝ No
	⃝ Not applicable



20. Was your loved one allowed to receive visitors in the ICU?
Multiple answers possible
	⃝ Yes, maximum _____ people per day
⃝ Yes, maximum _____ hours per day	
⃝ Yes, but that changed during the ICU admission, namely: _________________________
⃝ Yes, other namely: ________________________________________________________
⃝ No > continue at question 22



21. Have you visited your loved one in the ICU?

	⃝ Yes

	No, because (multiple answers possible):
⃝ I was afraid for my own health
⃝ I had corona myself
⃝ a housemate had corona
⃝ the ICU was too far away
⃝ other, namely: _____________________________



22. Was it clear to you why fewer or no visitors were allowed in the ICU?
[bookmark: _Hlk45697553]
	⃝ Yes
	⃝ Not completely 
	⃝ No 
	⃝ Not applicable 




23. Was it possible to video call your loved one (e.g. via Skype, Facetime, or alternative)? 

	⃝ Yes, I was only able to see my loved one via video calling (my loved one was not approachable)
⃝ Yes, I was able to see and speak to my loved one via video calling
⃝ Yes, but I did not do this
⃝ No



24. How did you feel about fewer or no visitors being allowed in the ICU?

___________________________________________________________________________

___________________________________________________________________________

25. Were you able to view your loved one's medical records online during the ICU admission?

	⃝ Yes and I did this 	
⃝ Don't know
	⃝ Yes, but I did not do this
⃝ No



[bookmark: _Hlk58672573]26. From which healthcare provider(s) did you receive information about your loved one's situation?
Multiple answers possible
	⃝ Nurse(s) who cared for my loved one
⃝ Other nurse(s) who did not care for my loved one
⃝ Doctor(s) who treated my loved one
⃝ Other doctor(s) who did not treat my loved one
⃝ Other, namely: __________________________________________________________



[bookmark: _Hlk58672602]27. With which other hospital healthcare provider(s) did you have contact during your loved one's ICU admission?
Multiple answers possible
	⃝ (Medical) social worker	
⃝ Spiritual counsellor
	⃝ Psychologist
⃝ Other, namely: ____________________





[bookmark: _Hlk58672632]28. Which healthcare provider did you have the most frequent contact with?
Tick one answer
	⃝ Nurse(s) who cared for my loved one
⃝ Other nurse(s) who did not care for my loved one
⃝ Doctor(s) who treated my loved one
⃝ Other doctor(s) who did not treat my loved one
⃝ (Medical) social worker 
⃝ Spiritual counsellor
⃝ Psychologist
⃝ Other, namely: __________________________________________________________



29. How was contact arranged between you and the healthcare provider with whom you had the most frequent contact?
Multiple answers possible
	⃝ The healthcare provider called me	
⃝ I called the healthcare provider
	⃝ Other, namely: ____________________ _____________________________________



30. How often did you receive information about your loved one's situation?

	⃝ Once a day 			
⃝ Several times a day		
⃝ Less than once a day: ______ times a week
⃝ Other, namely: __________________________________________________________



[bookmark: _Hlk58672666]31. Were you satisfied with how often you received information about your loved one's situation?

	⃝ Yes
	⃝ No, rather more often
	⃝ No, rather less often



[bookmark: _Hlk58673082]32. Did you receive information about your loved one at a set time?

	⃝ Yes, namely between: ______ and ______ hours
	⃝ No



[bookmark: _Hlk58673126]33. Were you satisfied with when you received information about your loved one's situation?

	⃝ Yes
	⃝ A little
	⃝ No, because: 
_________________________





34. What was discussed in these conversations?
[bookmark: _Hlk58501712]Multiple answers possible
	⃝ General explanation of corona
⃝ General explanation of the ICU
⃝ Changes in my loved one’s medical condition
⃝ Tests and results
⃝ Explanation of the treatment my loved one received (e.g. ventilation or medication)
⃝ Explanation of complications my loved one had (such as delirium or thrombosis)
⃝ Explanation on stopping treatments
⃝ Explanation of Post Intensive Care Syndrome (PICS)
⃝ Explanation of Post Intensive Care Syndrome - Family (PICS-F)
⃝ My concerns about my loved one in the ICU
⃝ My concerns about how I and other family were doing
⃝ My concerns about how I could inform other family and friends about the situation
⃝ Other, namely: __________________________________________________________



35. Did healthcare providers give you comprehensible information?

	[bookmark: _Hlk58670796]⃝ Never
	⃝ Sometimes
	⃝ Often
	⃝ Always
	⃝ n/a



36. Did healthcare providers give you contradictory information?

	⃝ Never
	⃝ Sometimes
	⃝ Often
	⃝ Always
	⃝ n/a



37. Did healthcare providers take you seriously?

	⃝ Never
	⃝ Sometimes
	⃝ Often
	⃝ Always
	⃝ n/a



38. Did healthcare providers have enough time for you?

	⃝ Never
	⃝ Sometimes
	⃝ Often
	⃝ Always
	⃝ n/a



39. Did healthcare providers listen to you carefully?

	⃝ Never
	⃝ Sometimes
	⃝ Often
	⃝ Always
	⃝ n/a



40. Were you asked to be involved in important treatment decisions?

	⃝ Never
	⃝ Sometimes
	⃝ Often
	⃝ Always
	⃝ n/a



41. When important decisions were made, was there enough time to discuss your concerns and questions?

	⃝ Never
	⃝ Sometimes
	⃝ Often
	⃝ Always
	⃝ n/a





42. Did the caregivers offer you emotional support?

	[bookmark: _Hlk58501680]⃝ Yes
	⃝ A little
	⃝ No



43. What rating from 1 (very poor) to 10 (very good) do you give the healthcare providers from the hospital for supporting you as a loved one? 
Rate each type of healthcare provider, or 'not applicable' (N/A)
	[bookmark: _Hlk58501581]
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	N/A

	Nurse(s) who cared for your loved one
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝

	Other nurse(s) not caring for your loved one
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝

	Doctor(s) who treated your loved one
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝

	Other doctor(s) who did not treat your loved one
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝

	Medical social worker(s)
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝

	Spiritual counsellor(s)
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝

	Psychologist
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝
	⃝



44. If you could change one thing about the support you received from healthcare providers from the hospital, what would it be?
[bookmark: _Hlk58500786]
[bookmark: _Hlk58501592]___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________


Questions about how you feel now
Now we will ask you some questions about how you are feeling right now. For each question, tick the box that comes closest to how you have been feeling over the past week. Don't think too long about your answer. Your first reaction to each question is probably more reliable than a long-thinking answer.

45. I feel tense or ‘wound up:

	[bookmark: _Hlk58501991]⃝ Most of the time
	⃝ A lot of the time
	⃝ From time to time, occasionally
	⃝ Not at all



46. I still enjoy the things I used to enjoy:

	⃝ Defintely as much
⃝ Only a little
	⃝ Not quite so much
⃝ Hardly at all



47. I get a sort of frightened feeling as if something awful is about to happen:

	⃝ Very definitely and quite badly 		
⃝ Yes, but not too badly
⃝ A little, but it doesn’t worry me
⃝ Not at all



48. I can laugh and see the funny side of things:

	⃝ As much as I always could
⃝ Definitely not so much now 	
	⃝ Not quite so much now 
⃝ Not at all



49. Worrying thoughts go through my mind

	⃝ A great deal of the time
⃝ From time to time but not too often
	⃝ A lot of the time
⃝ Only occasionally



50. I feel cheerful:

	[bookmark: _Hlk58501960]⃝ Not at all 	
	⃝ Not often
	⃝ Sometimes
	⃝ Most of the time



51. I can sit at ease and feel relaxed:

	[bookmark: _Hlk58501971]⃝ Definitely
	⃝ Usually
	⃝ Not often
	⃝ Not at all



52. I feel as if I am slowed down:

	[bookmark: _Hlk58501979]⃝ Nearly all the time
	⃝ Very often
	⃝ Sometimes
	⃝ Not at all






53. I get a sort of frightened feeling like ‘butterflies’ in the stomach:

	[bookmark: _Hlk58502005]⃝ Not at all
	⃝ Occasionally
	⃝ Quite often
	⃝ Very often



54. I have lost interest in my appearance:

	⃝ Definitely
⃝ I may not take quite as much care 
	⃝ I don’t take as much care as I should
⃝ I take just as much care as ever



55. I feel restless as I have to be on the move:

	[bookmark: _Hlk58502016]⃝ Very much indeed
	⃝ Quite a lot 
	⃝ Not very much 
	⃝ Not at all



56. I look forward with enjoyment to things:

	⃝ As much as I ever did
⃝ Definitely less than I used to
	⃝ Rather less than I used to
⃝ Hardly at all



57. I get sudden feelings of panic:

	[bookmark: _Hlk58502022]⃝ Very often indeed
	⃝ Quite often 
	⃝ Not very often  
	⃝ Not at all 



58. I can enjoy a good book or radio or television programme:

	[bookmark: _Hlk58502029]⃝ Often 
	⃝ Sometimes 
	⃝ Not often  
	⃝ Very seldom  





Below is a list of things people can sometimes experience after a very stressful or traumatic event. When completing it, think back to your loved one's ICU admission and indicate how much you have been bothered by that problem in the past month.

	
	Not at all
	A little bit
	Moderately
	Quite a bit
	Extremely

	59. Repeated, disturbing, and unwanted memories of the stressful experience?
	⃝
	⃝
	⃝
	⃝
	⃝

	60. Repeated, disturbing dreams about the stressful experience?
	⃝
	⃝
	⃝
	⃝
	⃝

	61. Suddenly feeling or acting as if the stressful experience were actually happening again (as if you were actually back there reliving it)? 
	⃝
	⃝
	⃝
	⃝
	⃝

	62. Feeling very upset when something reminded you of the stressful experience?
	⃝
	⃝
	⃝
	⃝
	⃝

	63. Having strong physical reactions when something reminded you of the stressful experience (for example heart pounding, trouble breathing, sweating)?
	⃝
	⃝
	⃝
	⃝
	⃝

	64. Avoiding memories, thoughts or feelings related to the stressful experience?
	⃝
	⃝
	⃝
	⃝
	⃝

	65. Avoiding external reminders of the stressful experience (for example: people, places, conversations, activities, objects or situations)?
	⃝
	⃝
	⃝
	⃝
	⃝

	66. Trouble remembering important parts of the stressful experience?
	⃝
	⃝
	⃝
	⃝
	⃝

	67. Having strong negative beliefs about yourself, other people or the world (for example having thoughts such as: I am bad, there is something seriously wrong with me, no one can be trusted, the world is completely dangerous)?
	⃝
	⃝
	⃝
	⃝
	⃝

	68. Blame yourself or someone else for the stressful experience or what happened after it?
	⃝
	⃝
	⃝
	⃝
	⃝

	69. Having strong negative feelings such as fear, horror, anger, guilt or shame?
	⃝
	⃝
	⃝
	⃝
	⃝

	70. Loss of interest in activities that you used to enjoy?
	⃝
	⃝
	⃝
	⃝
	⃝

	71. Feeling distant or cut off from other people?
	⃝
	⃝
	⃝
	⃝
	⃝

	72. Trouble experiencing positive feelings (for example being unable to feel happiness or have loving feelings for people close to you)?
	⃝
	⃝
	⃝
	⃝
	⃝

	73. Irritable behaviour, angry outbursts or acting aggressively?
	⃝
	⃝
	⃝
	⃝
	⃝

	74. Taking too many risks or doing things that could cause you harm?
	⃝
	⃝
	⃝
	⃝
	⃝

	75. Being "superalert” or watchful or on guard?
	⃝
	⃝
	⃝
	⃝
	⃝

	76. Feeling jumpy or easily startled?
	⃝
	⃝
	⃝
	⃝
	⃝

	77. Having difficulty concentrating?
	⃝
	⃝
	⃝
	⃝
	⃝

	78. Trouble falling asleep or staying asleep?
	⃝
	⃝
	⃝
	⃝
	⃝


[bookmark: _Hlk58498994]







In conclusion
We would like to get in touch with you to ask additional questions about your experiences. We would like to do this through a one-off telephone interview lasting about 30 minutes. You can always decide not to participate at a later date. 

May we contact you for a telephone interview? 

	⃝ Yes, you may contact me to ask if I would like to participate in an interview.

My phone number: __________________________________

My email address: _______________________________________
	    ⃝ No



If you would like to say anything else about the questionnaire, the survey or if you have any other comments, please write it down below:
[bookmark: _Hlk58500852]
___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

Thank you very much for completing this questionnaire!
You can send the completed questionnaire in the enclosed reply envelope (no stamp required). If you have any further questions, please contact us using the details below. 

It could be that memories of the period you went through are upsetting you. If you want to talk to a healthcare provider about this, please contact the independent doctor [name], she can refer you to the right person.

	Executive researcher:
Sophie Renckens 	
[telephone number]	
[email address]
	Principal investigator:
Prof. Dr Bregje Onwuteaka-Philipsen
[email address]



[image: ]Independent doctor:
[Name]
[email address]
[telephone number]
Questionnaire F1.1 Relatives of ICU patients with corona					11 of 16
image2.png
|’| Amsterdam UMC

Universitair Medische Centra




image1.png
|’| AmMmsterdom UMC

Universitair Medische Centra




