
 

 

 
CureGN is an international observational study aiming to enroll 2,400 patients with 
four specific rare kidney diseases. The goal of the study is to follow patients and 
collect information and biological samples over many years. This will allow us to 
understand the biology of these diseases and ultimately help patients better. 

The CureGN study started in 2013 and in 2019 the NIH renewed funding for the 
second phase of the study (CureGN2). By that time, the consortium had enrolled 
2,237 participants out of the target 2400. We continued our recruitment efforts 
focusing particularly on under-represented minorities, and disease groups that were 
still short of their enrollment goals (such as membranous nephropathy and minimal 
change disease). Since the start of CureGN2, we also focused on retention i.e. keeping enrolled patients engaged in 
this study for the long run. 

 

On June 15th and 16th 2021, we organized a virtual Retention Workshop. The meeting agenda included presentations 
by colleagues engaged in other successful longitudinal observational studies. We invited them to share their 
experiences that could help guide our retention efforts. We also invited CureGN investigators, coordinators, and 
participants. We broke into focus groups over the two-day meeting and discussed strategies that would be applicable 
to CureGN2. In total 150 people attended the workshop. The meeting was very informative and we already 
implemented two immediate action items learned during the Retention Workshop discussions:  

1. We are giving participants access to publications on the CureGN website.  
2. We are offering patients to sign up for direct notifications about study updates and events. 

The success of CureGN2 depends on you!  

 

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 

If you would like to receive general study communications and updates via email by joining our listserv, 
contact CureGN-PACLeads@umich.edu. 
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