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Role

Cognitive

Global QoL

Perceived health status

Treatment                    
experience

Treatment satisfaction

Adverse events/ 
side effects

Resource use

Direct costs

Indirect costs

Societal/carer burden

Patient journey Patient journey

Prioritization approaches

Individual 
patient/family 
interviews

Focus group 
interviews

Clinician/other 
stakeholders 
interviews

Delphi panels/ 
consensus 
building 
methods

Survey with 
open-ended 
questions

Social media 
data

Patient 
preference 
studies

Survey with 
closed questions

1. Approaches to identify         
what outcomes matter 
most to patients & families

The current matrix can help you understand the areas of impact that are most important for patients and what approaches could be used 
to prioritize them. In grey you can see the most appropriate prioritization approach.
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Share your feedback on this document.               
Answer the public consultation. Click here to start.
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3. Tools for measuring outcomes that matter to patients & families 4. PED use throughout the product development cycle 5. PED use throughout the Healthcare process 

1. Overview documentClick to navigate to the next tool 2. Approaches to identify what outcomes matter most to patients & families

https://nationalhealthcouncil.org/pc-cis-blueprint/
https://pubmed.ncbi.nlm.nih.gov/29288712/
https://www.surveymonkey.com/r/8KQGHXV
https://pemsuite.org/wp-content/uploads/2022/06/PED-Navigator-Tool_intro_pdf1.pdf
https://pemsuite.org/wp-content/uploads/2022/06/PED-Navigator-Tool_pdf3.pdf
https://pemsuite.org/wp-content/uploads/2022/06/PED-Navigator-Tool_pdf4.pdf
https://pemsuite.org/wp-content/uploads/2022/06/PED-Navigator-Tool_pdf5.pdf
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Prioritization approaches Patient-focused listening                                 
activities

Natural history 
studies

Epidemiological  
studies

Online bulletin 
boards Patient Registry Observational 

methods

Regulatory/HTA-
led engagement 
meetings

Externally
-led engagement             
meetings
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The current matrix can help you understand the areas of impact that are most important for patients and what approaches could be used 
to prioritize them. In grey you can see the most appropriate prioritization approach.

Share your feedback on this document.               
Answer the public consultation. 
Click here to start.
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https://nationalhealthcouncil.org/pc-cis-blueprint/
https://pubmed.ncbi.nlm.nih.gov/29288712/
https://patientfocusedmedicine.org/
https://www.surveymonkey.com/r/8KQGHXV
https://pemsuite.org/wp-content/uploads/2022/06/PED-Navigator-Tool_intro_pdf1.pdf
https://pemsuite.org/wp-content/uploads/2022/06/PED-Navigator-Tool_pdf3.pdf
https://pemsuite.org/wp-content/uploads/2022/06/PED-Navigator-Tool_pdf4.pdf
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