


 

Organized by the National Kidney Foundation (NKF) & IGA 

Nephropathy Foundation of America (IGANF), the recent 

meeting gave participants the unique opportunity to share 

their disease experience with the U.S. Food and Drug  

Administration (FDA), pharmaceutical companies interested 

in developing drugs for the disease, doctors and researchers 

who are experts in the disease, and other stakeholders.  

 

The day included testimonies of 10 patient panelists and  

several moderated discussions with the patient and caregiver 

audience. 

  

EL-PFDD meetings are vital to developing new drugs for  

diseases that have inadequate treatments.  

Understanding the patient perspective informs the FDA 

on what matters to patients and whether potential new 

drugs will address these needs. 

  

Following the meeting, NKF and IGANF are writing a report, 

the “Voice of the Patient,” which will be sent to the FDA to 

help influence decisions to approve new therapies for IgAN. 

 

 

Every year kidneys that could be used for transplant are  

discarded.  In 2016, more than 3,600 were deemed unfit for 

transplantation.  But a panel of experts convened by NKF 

agree that as many as 50% of those kidneys could be 

transplanted to prolong the lives of Americans otherwise 

treated with dialysis.  

 

This summer, the Organ Procurement and Transplantation 

Network (OPTN) announced the launch of the Kidney  

Accelerated Placement Project (KAPP) to assess whether  

accelerating the placement of extremely hard-to-place  

kidneys through the Organ Center can reduce the number of 

kidneys discarded each year. 

 

This is a significant step toward increasing the number of 

kidneys available for transplant and comes from  

recommendations  outlined in a report by the National  

Kidney Foundation and published last year in the Journal of 

Clinical and Translational Research, the “Report of National 

 

Kidney Foundation Consensus Conference to Decrease  

Kidney Discards.” The report focused on decreasing the 

number of kidneys discarded and provided the first  

systematic nationwide approach to reducing kidney  

discards.  

 

There are many reasons why kidneys are discarded including 

poor organ quality, abnormal biopsy findings, prolonged 

exposure, anatomy, as well as regulatory and payer  

sanctions.  

 

the U.S. Department of Health and Human Services 

(HHS), American Society of Nephrology (ASN) and National 

Kidney Foundation (NKF) have teamed up to fund a new 

prize competition that seeks to identify ideas and solutions 

patients and care partners have developed to improve their 

daily life with kidney disease.  

 

The KidneyX Patient Innovator Challenge invites individuals, 

communities, businesses, institutions, and not-for-profit  

organizations to submit ideas on how to solve some of the 

most frustrating problems facing the kidney community.  

 

“HHS recognizes that patients living with kidney disease  

already have ideas and solutions, developed through their 

own everyday experiences and resourcefulness, which help 

them live healthier lives.” said Alex Azar, HHS Secretary. “A 

system that effectively promotes kidney health will put  

patients at the center and in control, and recognizes that 

sometimes the best solutions to complex problems lie with 

the very people we need to help.” 

  

The new Patient Innovator Challenge, which is part of 

the Kidney Innovation Accelerator (KidneyX) umbrella, will 

reward 25 kidney patients, care partners, and others who 

submit their ideas and innovations with monetary awards of 

up to $4,000.  

  

Key focus areas include, but are not limited to, managing 

side effects of dialysis or transplant treatment, ways to gain 

patient independence, successful diet and fluid regimens, 

techniques to increase physical activity, and methods that 

help sustain family and social life.  

 

The deadline to submit your ideas has passed, but  

winning submissions can be found at KidneyX.org. 

 

Together, we’re challenging industry stakeholders to  

design new medications that directly address the needs 

of kidney disease sufferers.  

 

Patients with IgA nephropathy, a chronic kidney disease,  

came together on Monday, August 19, during an  

Externally led Patient-focused Drug Development  

(EL-PFDD) meeting in Hyattsville, MD.  

 

IgAN (immunoglobulin A nephropathy), formerly known as 

Berger’s disease, is an autoimmune disease that damages 

the kidneys’ tiny filters, eventually leading to kidney failure.  

Unfortunately, the causes of IgAN are not well understood 

and the medications available to patients are limited.   

 
The August gathering was the third in a series of EL-PFDD 
meetings designed to help the FDA to understand what it's 
like to live with a particular disease, including the symptoms  

 
and daily burdens that matter most to patients. These  
meetings also inform the FDA about what side effects  
patients may be willing to accept to gain a certain level of 
symptom relief or slow their disease progression. 

http://advocacy.kidney.org/become-an-advocate/

