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Post critical illness trajectories



The name for all chronic disabilities that may appear because of 
critical illness is usually today called the post-ICU syndrome (PICS) 



PICS patients
PICS-F family/care-givers
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ICU implications

• What we do, or not do, in the ICU may have profound 
effects on patients post-ICU
– Mobilisation
– Nutrition
– Medications (sedatives-NMB etc)

• Hence, to improve post-ICU morbidity-we also need to 
look at what is done in the ICU



At 12 months 10-25% of patients
had scores < 2SD of the adjusted
Swedish norm.



PROM and PREM



PTSD



Time development: PTSD



Summary:
• 19 studies
• 30-275 pts (4 > 100)
• 11-56% reduced cognitive status
• No pre-ICU cognitive measurement



Methodological problems

• Pre-ICU cognitive status
• Small number of patients
• Different methods to screen 

and investigate cognitive 
function, no “gold standard”

• Very few use standard battery 
with cognitive tests

• Inclusion criteria varies a lot

We included only patients 
with MMSE >24 and no 
delirium. Still we found 64% 
with CI at ICU discharge, 
11% at 3 months and
10% after 12 months



• ICU acquired weakness
– Myopathy 
– Neuropathy

• Pulmonary dysfunction (ARDS)
• Endocrinopaty
• ICU acquired immunosupression
• Pain
• Insomnia
• Sexual dysfunction



33 prospective studies
2686 patients
40% ICUAW



PREM
• Mobility
• ADL
• Fatigue
• Sensory changes
• Muscle weakness
• Sleep disturbance



Return to work



Conclusions so far

• Post intensive care syndrome is very common
• Most former ICU patients at some time after ICU 

discharge have symptoms of PICS

• Many would consider this of importance for ICUs as 
well as intensivists

• What can we do with this?
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What is ICU follow up?

• Not easy to define
• In its essence it is just the act of tracking (following) ICU 

patients and/or caregivers after ICU/Hospital discharge
– By various registries

. Official registries, quality registries, hospital records
– By “indirect” contact (mail, e-mail): 

• Questionnaires
– By direct contact, by telephone (interview) by home visit or as 

out-patient



Another classification

• “Passive” follow up: 
– Retrieval of stored data

• “Active” follow up: 
– Direct contact with former ICU 

patients to have their feedback
– Giving support/treatment/training 

to the patient/family



An important issue

• Most patients are in fact followed-up
• Focus on one or more underlying disease: examples

– Post surgery
– Coronary check-up
– X-rays, tests etc

• Seldom focus on ICU related problems
• In fact: What do our colleagues know about problems with 

its root in the ICU?



PICS and ICU follow-up

• The general aims for ICU follow-up services have been to 
provide a forum where unmet health care needs can be 
identified and met

• The first ICU follow-up clinics were established in the UK 
in 1985

•(www.nice.org.uk, Lasiter et al 2016, Schofield-Robinson et al 2018)



Official recommendations for follow-up after 
ICU discharge

• Few international guidelines
– Including Scandinavia

• The United Kingdom
– The National Institute for Health and Care Excellence, NICE 

guidelines
– Assessment of functional status, health and social care needs 2–3 

months post discharge
– Face to face in the community or in the hospital
– Skilled healthcare professionals

•www.nice.org.uk, Lasiter et al (2016), Schofield-Robinson et al (2018)



UK experience

> 4 days: Review at 2-3 months







Status Scandinavia (2013)

DK: 8 of 48 ICUs (17%)

NO: 31/70 ICUs diary (44%)
18/70 systematic follow-up

SE: 65/86 ICUs diary (76%)
40% systematic follow-up



Description of content and follow-up in Scandinavia

(Egerod et al 2013)



Follow-up research

Aim: The aim was to synthesize data on effects of post-
ICU follow-up on subject outcomes 
Included studies: Observational and intervention 
studies (n=26)
Sample: Variety of patient conditions and illnesses 
(n=35567)
Intervention: In hospital wards, clinic based 
appointments or home visits



Follow-up research
Results:

Post-ICU follow-up is associated with improvements in 
depressive symptoms and mental quality of life in the 
short term

Post-ICU follow-up may be beneficial to post-traumatic 
stress in the medium term



Follow-up after ICU discharge
Aim: Identify the effectiveness of 
follow-up services
Intervention: consultations 
performed by ICU or allied health 
care professional
Main outcome: anxiety, depression, 
mortality, quality of life
Studies included: Five studies 
included (four were nurse-led) 



Follow-up after ICU discharge

Results:
• No effect on quality of life and number of deaths 12 

months
• No reduction in level of anxiety, depression and post-

traumatic stress
• No improvement in physical or cognitive functioning
• No increased ability to return to work/ education 



Summary and critique of the research

• One review concluded with no effect of follow-up services 
• The other review indicated that follow-up services may make 

a difference on specific outcome measures

• Who performed the follow-up service
• Timing of the follow-up service varied
• Content of the follow-up service varied
• Outcome measure varied



ICU diary: Experiences from our own unit



JAMA. 2019;322(3):229-239. 

NO EFFECT



Looking at the right patients



WHAT ABOUT THE CARE-GIVERS?

PICS-F



Symptoms, PTS and QOL in family Caregivers of ICU patients, a 
longitudinal study



INT

Patient data

Background data

1 3 6 12

Background data (some)

Comorbidity data Comorbidity data

Multiple Symptom Assessment
HRQOL (SF-12)
PTSD (IES-R)

Hope Index

months



Post-traumatic stress
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Quality of life



SF-12 in care-givers





Annual report NIR-2018

www.intensivregister.no





• PROM
– From 2019 we will use EQ-5D
– Will be sent electronically to all 

survivors at 3 and 12 months 
post hospital discharge

• PREM
– We have decided to use 

caregivers experience as a 
proxy to patient experience

– FS-ICU
• Family satisfaction in the Intensive 

Care Unit
• A 24-item questionnaire
• Well validates
• Closely mirror patient experiences

https://www.ncbi.nlm.nih.gov/books/NBK333186/

https://www.ncbi.nlm.nih.gov/books/NBK333186/


Where to start?



The long and winding road….to recovery


