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Why are the family caregivers so 
important for the patients? 

• Family caregivers are 
essential for the patients 
in their recovery 
– Communication 

– Feel understood 

– Feel safe 

– Motivated in their struggle 
to survive critical illness 
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Quotation from a patient 

«It was like they gave me power in some way, 
because sometimes I felt like: God, if I could 

fall asleep forever. I felt that many times, the 
mornings especially were terribly hard… if I 
hadn’t had my close relatives, I don’t know 

how I would have managed it» 
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The history of symptom research in 
family caregivers of  
ICU patients 

• Research on symptoms in family caregivers started in 
the early 1970 

 

• In the 1990 researchers began to understand that 
family caregivers could experience psychological 
burden related to the situation as caregivers 
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Reported burdens/ 
symptoms 

Depression 

16-90 %  during ICU/ hospital stay 

Anxiety 

42-80 % during ICU/ hospital stay 

Post traumatic stress 

57 % during ICU/ hospital stay 

Employment status 

Up to 50 % reduced work hours, 
quit their job, were fired 

 

Health related quality of life 

Major decrease in mental health 

Medication 

8-32 % started to use medication 
after ICU admission of the patient 

Lifestyle interference 

12 months after discharge approx. 
half  had to quit activities to take 
care of the patient 
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Research questions 

1. Describe occurrence, 
severity and distress of 
multiple symptoms in FCs 
of ICU patients 

 

2. Identify the association 
between FC’s 
background 
characteristics and 
number of symptoms 

 

 



Method  (N=211) 
 

 

• Symptoms from  

     “Memorial Symptom Assessment Scale”  

       at baseline (at admission to the ICU) 

 

• Recruitment from four different ICUs (2013-2015) 

 

• Family caregivers (> 18 years, understand Norwegian, mentally healthy, 
≤ 2 family caregivers per patient)  

 

• Patients (> 18 years, length of stay > 24 hours, understand Norwegian, 
previous mentally healthy) 

 

 





Background 
characteristics 
family 
caregivers 



Multiple symptoms  Occurrence Severity (0-10) Distress (0-10) 

        

  % (n) Mean (SD) Mean (SD) 

Worrying 91.0  (192) 7.2 (2.4) 5.9 (3.1) 

Feeling sad 87.7  (185) 6.5 (2.2) 4.9 (3.2) 

Difficulty concentrating 73.5 (155) 5.4 (2.0) 4.0 (2.9) 

Difficulty sleeping 70.6  (149) 5.8 (2.3) 4.8 (3.0) 

Feeling nervous 63.5  (134) 6.1 (2.5) 5.1 (3.2) 

        

  Median (range)     

Number of symptoms 9 (0-24)     

Two most reported symptoms 



Family caregiver characteristics  
associated with increased  
number of symptoms?  

• Number of comorbidities  

 

• Younger family caregivers  

 

• Being a spouse  

 

• Higher education 



Conclusion 
 

 

• Family caregivers experience multiple symptoms 

 

• Mental symptoms are most frequent  

 

• Symptom severity and distress adds important 
information about the symptom experience 

 

• Be aware of vulnerable groups 

 



 

 

Find family caregivers at risk for developing a high symptom burden  

 

Emphasise family centred care 
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