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COS = Critical outcomes

This does not mean that 
other outcomes are not 

important!
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*   Dodd S et al J Clin Epidemiol. 2018 Apr;96:84-92.

Long list of outcomes 
developed based on 

scoping systematic review results

Outcome classification 
using COMET taxonomy*

Final list of outcomes approval
preparation for Delphi

by study’s International Steering Committee

2-round Delphi
Scoring of outcomes from the final list

Invitation of stakeholders to 
participate in the Survey
IP4C, Long Covid Kids, WHO, 

Professional Networks

** Stakeholders to be classified into:
‘CYP with post COVID-19 condition and their family members/caregivers’
‘Healthcare professionals working with CYP with post COVID-19 condition’
‘Researchers working with CYP with post COVID-19 condition’

Review of the Delphi results and 
materials preparation 

by the study group

Circulation of materials 
Prior to Consensus meeting

Core Outcome Set
“What to measure?”

Scoping Systematic review of 
published data and clinical trial 

protocols

Consensus meeting (virtual)
Discussion and approval of outcomes

Preparing the outcome list and 
descriptives
by Core Group

Next phase
“How to measure?”

Preliminary list of outcomes for the Delphi
1. Survival
2. Cardiovascular 
3. Endocrine and metabolic 
4. Hearing-related 
5. Gastrointestinal 
6. Pain
7. Fatigue or Exhaustion
8. Sleep 
9. Muscle and joint 
10. Taste/smell
11. Neuro-cognitive 
12. Mental
13. Kidney and urinary
14. Respiratory 
15. Skin, hair, dental
16. Post-exertion
17. Vision
18. Fever/body temperature
19. Satisfaction with life/personal enjoyment
20.Physical
21. Social
22.Work/occupational and study
23.Stigma
24.Healthcare resource utilisation
25. Family/carer burden

26.Recovery added a priori
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Outcome
“Fatigue or Exhaustion”

Description
New onset or worsening of feeling exhausted, having too 
little energy, or needing more rest, including fatigue not 
relieved by rest
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Core Outcome Set (COS)

Can

• Help to reach consensus between all relevant 
stakeholders regarding “critical outcomes”

• Make voices of people with lived experience and 
their families heard

• Assist with research harmonisation
• Help to identify important research gaps

Cannot

• Develop/provide new instruments
• Meet everyone needs (e.g. some researchers may 

be interested in outcomes which did not end in 
COS and/or instruments may be unavailable in 
particular languages)

• Be perfect, like any other research
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Stay ready for the Delphi!

• Healthcare professionals
• Researchers
• Children and Young people with lived experience 

of post-covid-19 condition and their carers

We need your help!

https://www.pc-cos.org/ 

Please contact Dr Nina Seylanova
nina.seylanova@gmail.com
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