
 

 

 
Listening to patients: Patient Reported Outcomes (PRO) in 

CureGN 
By Pietro A. A. Canetta, MD 

CureGN has always been focused on addressing the issues that are 
important to patients with glomerular disease. We know that patients 
want to be cured, but that they also want healthcare professionals to 
understand how their lives are affected by these diseases. This is why 
we ask you to fill out questionnaires about your quality of life at your 
visits: things like mood, fatigue, sleep, and mental wellness.  It’s also 
why we ask you to fill out the figurines indicating the amount of 
swelling or edema that you’re experiencing.  

In 2020, we published a report detailing how these measures affect CureGN patients over time. The report, 
titled “Longitudinal Changes in Health-Related Quality of Life in Primary Glomerular Disease,” analyzed the 
responses from over 1600 CureGN participants followed over time. We found patients’ reported 
symptoms, especially swelling, were closely related to their quality of life over time.  We were able to show 
how laboratory tests that doctors focus on, like eGFR, don’t always correlate well to how a patient is coping 
or feeling. Encouragingly, we also saw that, on average, patients’ quality of life improved steadily over time 
while they were in the study. 

Research like this is rare in the medical literature, especially for glomerular diseases. We think it’s essential 
for making patient voices heard and explaining to the world how their lives are affected by these 
conditions. Importantly, it’s knowledge that could not be gained without YOUR participation. 

How to stay connected with CureGN 

 
Visit our Website and view publications:  https://curegn-org.webflow.io/publications 

 
CureGN Participant Dashboard: The CureGN dashboard can be accessed at curegndashboard.org.  
At the time of consent, the patient is notified that by providing their email address they will be sent 
a link to log in to the dashboard. On the dashboard they can view graphs of their Blood Pressure, 

Kidney Function (eGFR),   Urine Protein (UPC), Urinalysis Protein (dipstick), and Patient Reported 
Quality of Life. Patients can view the study news feed that contains study information and updates. 
Lastly, patients can use the dashboard to contact the study team directly through the dashboard. 
CureGNDashboard.org 
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