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Greetings from the CKiD team!  The CKiD study is now in its 20th year! 

Long term studies are very important. They are the only way to find out 

trends in chronic kidney disease (CKD), how well different treatments 

work over time, and best practices to improve patient care.  Because 

of your continued participation in the CKiD study, you have helped 

achieve these goals!   

nThe National Institutes of Health (NIH) – part of the U. S. government – has funded the CKiD study for 

20 years, and recently allowed us to apply for another 5 years of funding.  Therefore, it is possible 

that the CKiD study may be extended until 2028!  This would allow us to continue to improve the 

care of children and young adults with kidney disease.  Your nephrologist and/or research 

coordinator should be able to give you an update in the summer.  

 Highlights of the CKiD Study over the last 20 years: 

• Developed new and improved ways to measure kidney function.

• Improved the prediction of how long it will take kidney function to get worse

depending upon kidney diagnosis, age, blood pressure (BP), and blood and urine

results.

• Increased knowledge of how genes can affect kidney disease.

• Improved treatment guidelines to slow down progression of kidney disease.

• Found that ultrasounds of the heart and blood vessels in the neck (carotid arteries)

can help detect heart disease at an early stage.

• Found out how CKD can affect school performance, muscle strength, emotions, and

behavior.

• Gained understanding about risks that can result in worsening of kidney disease and

established guidelines to help reduce those risk factors.

• Learned more about how bones and minerals can be affected by CKD.
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Parents/guardians can now take part in a CKiD sub-study! 

Parents/guardians of CKiD participants will be invited to complete an 

online survey. The survey will include short videos about research and 

genomics (the study of a person’s genes) and will ask for the opinion of 

parents/guardians on potential harms and benefits of receiving 

genomic research results, especially results that are uncertain.  Ask your 

nephrologist or research coordinator about participating in this 

important sub-study.  
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Remember, eating smaller portions can help with a craving. 
Here is a comparison of Snickers: 
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The CKiD study can 

provide you with 

more information 

about your health.  

CKiD performs tests 

that are not usually 

done as part of routine 

care. 

Ask your research coordinator or CKiD nephrologist about your 

CKiD study results such as:  

o Iohexol glomerular filtration rate (iGFR) or estimated GFR

(eGFR) results that measure kidney function. Iohexol GFR is

the gold standard, and the CKiD eGFR is the most accurate

estimation of kidney function.

o 24-hour Blood Pressure Monitor (ABPM) and/or Home BP

results. These BP measurements may show findings that are

not detected during routine clinic visits.

o Central Labs – some CKiD lab work is not routinely done at

clinic visits and can provide more information about your

health. Some of these samples are frozen and shipped in

batches, so results are not immediately available. Some

examples are lipids and vitamin D.

o Assessments that measure how you think and learn

(cognition), as well as your behavior and how you feel.

You can share these results with your health care professional, 

school counselor, etc.



 

 Clinical Coordinating Centers: 
Children’s Hospital of Philadelphia 

Dr. Sue Furth 
Hannah Derwick, Ingrid Luna, Malot Minnick 

Roberts Center for Pediatric Research 
2716 South Street, RM 9123 

Philadelphia, Pennsylvania 19146 

Children’s Mercy Kansas City 
Dr. Brad Warady 

Julie Starr, Chris Smith, Sarah Smiley 
2401 Gillham Road, POB 2M01.04 

Kansas City, Missouri 64108 

Data Coordinating Center: 
Johns Hopkins University 

Bloomberg School of Public Health 
Dr. Alvaro Muñoz 

Dr. Derek Ng 
Judith Jerry-Fluker, Lucy Mulqueen 

615 Wolf St, E7648 
Baltimore, Maryland 21205 

Central Laboratory: 
University of Rochester 

School of Medicine 
Dr. George Schwartz 

Paula Maier 
601 Elmwood Avenue, Box 777 

Rochester, New York 14642 

We’re on the web! 

https://statepi.jhsph.edu

/ckid/participants-and-

families/ 
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Join the CKiD Facebook group called “CKiD Families”. This 

Facebook group is for CKiD participants and their families. 

Check with your coordinator about how to join. Goals of the 

CKiD Facebook group include:  

• Provide an online community for CKiD participants and

their families,

• Allow CKiD participants to connect with others involved

in the study, and

• Share the scientific work that CKiD is doing as well as

CKiD milestones in a way that is easy to access

 CKiD Sites Across North America 




