
 
 

 
   Additional Research Opportunities Seeking Participants: 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

UPCOMING EVENTS 
Fireside chat dates:  
Tuesday, July 12, 2022 2:00 PM-3:30 PM (EST) 
Thursday, November 3, 2022 5:30 PM-7:00 PM (EST) 
 
OPPORTUNITIES TO JOIN 
Patient Advisory Council (PAC) 
Adolescent and Young Adult Group-Patients aged 13-25. 
*If you are interested in joining either of the groups above please contact CureGN-
PACLeads@umich.edu 
 

How to stay connected with CureGN 
Visit our website and view publications:   https://curegn-org.webflow.io/publications 
 
 

CureGN Participant Dashboard: 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. 

News from CureGN June 2022 

Women’s Health Survey 
We are inviting you to complete an online 
survey about how patients with kidney disease 
gather information, make decisions, and 
engage with their kidney doctors about 
pregnancy and birth control. You can go to this 
link or scan the QR code below to see if you 
are eligible: https://redcap.link/repro-CKD-
study QR Code:  

 
If you’re eligible, you will complete a consent 
document and then the survey link will be 
emailed directly to you. The survey should take 
about 30 minutes to complete. When you 
finish, you will receive a $20 gift card as a 
token of thanks for your participation. 
Concerns? Please contact our study team at 
repro-CKD-study@umich.edu or the primary 
investigator Dr. Andrea Oliverio Questions? at 
aoliv@med.umich.edu. This study was 
approved by the University of Michigan 
Institutional Review Board (HUM00210690). 

Prepare-NS 
Researchers from the University of 
Michigan and Northwestern University are 
studying how swelling affects children with 
nephrotic syndrome.  
 
We are seeking parents and guardians of 
children affected by Nephrotic Syndrome. The 
results of this study will be used to develop a 
survey tool to use in new Nephrotic Syndrome 
therapy testing. The study is called Preparing a 
Clinical Outcomes Assessment Set for 
Nephrotic Syndrome (Prepare-NS).  
 
Your participation would involve: A one-hour 
long phone or Zoom interview, during which we 
will ask about your and your child’s 
experiences with swelling. If eligible, you would 
receive a $50 compensation after completion 
of the interview. If you are interested or would 
like more information, please contact the 
Prepare-NS team by calling 734-232-4830 or 
emailing Prepare-NS@med.umich.edu 

 

mailto:CureGN-PACLeads@umich.edu
mailto:CureGN-PACLeads@umich.edu
https://curegn-org.webflow.io/publications
https://curegn-app1.miserver.it.umich.edu/
https://curegn-org.webflow.io/for-participants
https://www.prepare-ns.org/get-involved
mailto:Prepare-NS@med.umich.edu


From the CureGN Women’s Health Working Group: 
 
We are an international group of doctors and scientists researching the intersection of glomerular 
diseases and women’s health topics to improve the lives of those with glomerular diseases.  
 
Prior studies have shown low rates of counseling in women’s health among kidney specialists. In 2018, 
we designed a web-based questionnaire to assess adult nephrologists’ confidence managing women’s 
health issues.1 Overall, we found low rates of counseling on topics such as family planning, birth control, 
and preparing for pregnancy. The most common reasons for not providing counseling were lack of training 
and little personal knowledge/confidence in the subject area. Outside of pregnancy, very few respondents 
felt sure of managing menstrual disorders or menopause.1 This information has helped us understand 
knowledge gaps among nephrologists in women’s health so that we can develop training and education 
tools in these areas. 
 
Over the past years, we also used data from CureGN to learn how glomerular 
diseases impact pregnancy and how pregnancy impacts glomerular diseases. 
In our first study, we found that women with pregnancies occurring before their 
glomerular disease diagnosis had rates of preeclampsia like the general 
population (6.9% vs 4-8% in the general population). However, women with 
pregnancies occurring after glomerular disease diagnosis had significantly 
higher rate of preeclampsia (26.9%) as well as other pregnancy complications.2 
We also found that women who reported complications (including worsening 
kidney function, increasing protein in the urine, or worsening blood pressure) in a pregnancy that occurred 
before glomerular disease diagnosis were diagnosed with their glomerular disease sooner than those who 
did not experience these complications.2 This indicates that follow-up after a complicated pregnancy may 
be important for diagnosing kidney disease at earlier stages. 
 
In our second study, we are investigating glomerular disease progression among women who had either a 
complicated pregnancy, uncomplicated pregnancy, or no pregnancy prior to CureGN enrollment. 
Identifying links between pregnancy complications and progression of glomerular disease may help us 
improve counseling in women with glomerular diseases and develop future ways to treat kidney disease.  
 
Research from CureGN has also shown that female participants may have lower quality of life for reasons 
that are not completely understood.3 We hope to study other areas of women’s health including fertility, 
puberty, and menopause. Your continued participation in CureGN will allow us to better understand the 
connections between women’s health and glomerular diseases and will help improve the lives of patients 
like you.  
 
Remember: While pregnancy with glomerular disease is seen as high-risk, a safe and healthy outcome is 
possible with planning and regular care visits. If you are thinking about pregnancy, speak with your kidney 
specialist to develop a treatment plan that will improve your health before becoming pregnant. There may 
be opportunities to adjust your medications and time your pregnancy in a way that reduces your risk of 
pregnancy complications. If you do become pregnant, always let your kidney specialist know right away 
so that you can get the support you need.  
 
We appreciate your continued support and welcome your suggestions and feedback. 
 
1. Oliverio A et al. Renal Complications in Pregnancy Preceding Glomerulonephropathy Diagnosis.  Kidney Int Rep 2018.  
2. Hendren E and Reynolds M et al. Confidence in Women’s Health: A Cross Border Survey of Adult Nephrologists.   
    J.Clinical Medicine 2019.  
3. Canetta P et al. Health-related quality of life in glomerular disease. Kidney International 2019.  
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