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The last 24 hours of life – questionnaire
The study site
#. Study country
#. Study site
# Profession of person filling in this form: - Physician/Nurse/Other
# If “Other” profession, please describe:
#. Date completed: - DDMMYY
#. The study site/place of death is best described as:
· Own home
· Nursing home/care home
· Nursing home/care home – PC ward
· Hospital
· Hospital – PC ward
· Hospital - Intensive care unit
· Freestanding Hospice/PC ward
· Other
#. If other, please describe: 
#. The provision of palliative care is best described as:
· General/primary PC	
· Specialized PC	
· Don´t know


The diseased patient
#. Age:
#. Gender: 
Male/Female/Other
#. Date of death: DDMMYY
#. Main/underlying diagnosis that caused death
Cancer			 
Cardiovascular disease	 
Respiratory disease		 	
Cognitive disorder or dementia 		
Stroke			
Other neurological disease		
Multi morbidity/frailty?		
Other 
Mental capacity			
#. How long before death did the person retain their mental capacity to be involved in decisions about their care? 
Retained ability until end-of-life		
Hour/hours 			 
Day/days 			 
Week/weeks 			 
Month or more 			 
Has never had the ability		
Don't know			

#. Was the information on cognitive status available in the medical record?
Yes/No
# If no, how was this information available?	

Pain
# Was the person's pain assessed at any documented occasion during the last 24 hours of life using VAS, NRS or any other pain assessment instrument? 
Yes/No/ Don´t know
# Did the person experience any breakthrough pain at any time during the last 24 hours of life?
Yes/No/ Don´t know

	If yes, the pain was relieved


 Completely
Partially, and the person was assessed to be satisfied
Partially, but the person was assessed to still be bothered
Not at all
Don't know

Parenteral (iv/sc) hydration 
#. Did the person receive parenteral hydration during the last 24 hours?
Yes/No/Don't know  
If yes:
#. Was the parenteral hydration stopped before death?
Yes/No/Don't know  
#. When was parenteral hydration initiated?
	#. before the last 24 hours of life
	Yes/No/Don't know  
	#. during the last 24 hours of life
	Yes/No/Don't know  
If the patient received parenteral nutrition during the last 24 hours of life
#. Was the patient involved in decision making about parenteral hydration?
Yes/No/Don't know  
#. Was the family involved in decision making about parenteral hydration?
Yes/No/Don't know  
#. Was it a clear medical indication/decision to prescribe parenteral hydration?
Yes/No/Don't know  
# Comment


Dying alone
#. Was anyone present at the time of death?
Yes, close friend(s) or relative(s)		
Yes, close friend(s)/relative(s) and staff/volunteer 
Yes, staff and volunteer 	
Yes, staff only 	 
Yes, volunteer only	
No, the patient died alone	
Don't know	  

If the answer is No or Don´t know –
#. Was anyone present during the last hour before death?
Yes, close friend(s) or relative(s) 			
Yes, close friend(s)/relative(s) and staff/volunteer	
Yes, staff 	 
No 	
Don't know	  

# Was there a documented a wish regarding presence at death (several alternatives possible):
Yes, the family have a wish that the patient should not die alone
Yes, the family have a wish to be with the patient at the time of death
Yes, the patient had a wish to die alone
Yes, the patient had a wish not to die alone
Yes, the family had expressed that the patient had a wish to die alone
Yes, other wishes, please describe FRITEXT
No, there were no documented wishes regarding presence at death
Don't know
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