
 
 

 

 
 
   

WHAT’S IMPORTANT TO PATIENTS WITH GLOMERULAR 
DISEASE AND THEIR CAREGIVERS?  
 
Study examines priorities of these individuals when it comes to kidney-related 
treatment decisions  
 
Highlights 

• When considering treatments, patients with glomerular disease and their 
caregivers gave highest priority to the health outcomes of kidney function, 
mortality, and need for dialysis or transplant. 

• They also highly prioritized patient-reported outcomes such as life participation 
and fatigue that are not typically reported in clinical trials 

 
Washington, DC (April 30, 2020) — Patients with glomerular disease and their 
caregivers highly prioritize kidney health and survival when it comes to treatment, but 
they also stress the importance of addressing factors related to life participation, fatigue, 
anxiety, and family impact. The findings come from a study that will appear in an 
upcoming issue of CJASN.   
 
Glomerular diseases affect the glomeruli, or the tiny filters within the kidney where blood 
is cleaned, and patients can have a range of symptoms and unpredictable disease 
course. Patients commonly have poor kidney function, high blood pressure, protein or 
blood in their urine, and diabetes. They also have a higher chance of kidney failure, 
cardiovascular conditions, serious infections, broken bones, and even death. Affected 
patients and their caregivers have had little input into which health measures are 
assessed in clinical trials. 
 
To identify and better understand key health outcomes that are important to these 
individuals, Simon Carter, MBBS (The University of Sydney) and his colleagues 
conducted the SONG-GD initiative, which included 16 focus groups of adult patients with 
glomerular disease and their caregivers from Australia, Hong Kong, the United Kingdom, 
and the United States. The 101 patients and 33 caregivers in the study identified 58 
outcomes. The 10 highest ranked outcomes were kidney function, death, dialysis or 
transplant requirement, life participation, fatigue, anxiety, family impact, infection and 
immunity, ability to work, and blood pressure. Three themes explained the reasons for 
these rankings: constraining day-to-day experience, impaired agency and control over 
health, and threats to future health and family. 
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“The reasons why these outcomes were so highly prioritized were because they restricted 
and limited people’s day-to-day living, reduced their ability to control or influence their 
own health, and threatened either their own future health or the health of their family,” 
said Dr. Carter. “These life and family-related concerns are poorly studied so far in trials 
in glomerular disease, but they are more important to patients and caregivers than other 
commonly reported outcomes such as relapse, remission, and proteinuria.” 
 
This study is part of the international Standardized Outcomes in Nephrology–Glomerular 
Disease project (SONG-GD) that is developing a core outcome set for clinical trials in 
adults with glomerular disease.  A core outcome set is a small number of outcomes that 
should be reported in all trials in a particular health domain because that knowledge is 
critically important to all stakeholders and users of the research. SONG-GD is part of the 
SONG initiative (https://songinitiative.org), which was launched in 2014 to develop core 
outcome sets for trials in all kidney diseases. “With the help of many international patient 
and professional organizations, the SONG initiative has now involved more than 9,000 
participants internationally across its various streams—including 4,500 patients and 
caregivers, but also healthcare professionals such as doctors, nurses, allied health, 
researchers and industry partners, policy makers, funders, and regulators,” said Dr. 
Carter.  
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The article, entitled “Identifying Outcomes Important to Patients with Glomerular Disease 
and their Caregivers,” will appear online at http://cjasn.asnjournals.org/ on April 30, 2020, 
doi: 10.2215/CJN.13101019. 
 
The content of this article does not reflect the views or opinions of The American Society of 
Nephrology (ASN). Responsibility for the information and views expressed therein lies entirely with 
the author(s). ASN does not offer medical advice. All content in ASN publications is for 
informational purposes only, and is not intended to cover all possible uses, directions, precautions, 
drug interactions, or adverse effects. This content should not be used during a medical emergency 
or for the diagnosis or treatment of any medical condition. Please consult your doctor or other 
qualified health care provider if you have any questions about a medical condition, or before taking 
any drug, changing your diet or commencing or discontinuing any course of treatment. Do not 
ignore or delay obtaining professional medical advice because of information accessed through 
ASN. Call 911 or your doctor for all medical emergencies. 
 
Since 1966, ASN has been leading the fight to prevent, treat, and cure kidney diseases throughout 
the world by educating health professionals and scientists, advancing research and innovation, 
communicating new knowledge, and advocating for the highest quality care for patients. ASN has 
more than 21,000 members representing 131 countries. For more information, visit www.asn-
online.org. 
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