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Why is this topic important?

We have no biomarkers. But we need 
information for treatment decisions and 
treatment monitoring.

But we are in touch with the people we 
care for. Let’s ask them!

C1-INH biomarker for diagnosis of HAE

Currently there are no reliable 
biomarkers for:

• Disease activity
• Severity
• Attack probability
• Treatment outcome
• ...

C1-1NH, C1 esterase inhibitor; HAE, Hereditary angioedema.
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Disease activity

□ mild         □ moderate         □ severe  

PROM patient-related outcome

Disease activity is more than number and severity of attacks

Duration, impact on physis, on daily activities, on appearance and self-rating  

AAS, Angioedema Activity Score; PROM, Patient-reported outcome measures. 

AAS
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Well-controlled

Not well-controlled

PROM patient-related outcome

Disease control

AE control 

AE signs and symptoms

Impact of AE

Effectiveness of therapy

Items/domains General concept

AE, angioedema; AECT, Angioedoma Control Test. 

AECT



What does the science say?

Validated PROMs are 
routine in clicical studies

Validated PROMs are used 
in daily practice

Validated PROMs are 
recommended by 

guidelines

PROM, Patient-reported outcome measures.



My experiences

PROMs are helpful

Retrospective PROMs (ad hoc evaluation) are especially helpful

Supports with treatment decisions and monitoring treatment

Caveat: Too many, too much, too often may annoy patients 

Support to compare outcomes (real life and clinical studies)

PROM, Patient-reported outcome measures.
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