
M. S. Nielsen1, G. Bassanese 2, L. Fuller 1, A. King 1, S. M. Hansen 1, A. Ley 1, C. Mockenhaupt 3, O. Paulsen 3, T. Sahin 1, E. Gordillo1, H. J. Heinz 1, F. Schaefer 2

1CompCure Association, Aarhus, Denmark, 2 Division of Pediatric Nephrology, Center for Pediatrics and Adolescent Medicine Heidelberg, Heidelberg, Germany, 3 Selbsthilfe für seltene 

komplementvermittelte Erkrankungen e.V., Linnich, Germany

Socioeconomic burden of ultra-rare glomerular diseases: 

patient-reported evidence 

INTRODUCTION

Rare kidney diseases (RKDs) have a 
prevalence of ~60-80 per 100’000 people in 

Europe (EU) and the United States (US). 

Despite the substantial burden associated with 

RKDs, the attention to their effect on 

employment, education, income, and daily life, 

from the perspective of those affected, remains 

limited in research and clinical practice.

METHOD

An online survey was conducted within 

CompCure’s patient community from 4-22 

September 2025. 48 respondents were 

enrolled, mainly from EU and the US; 24 

patients, 22 caregivers, and 2 both.  

The quantitative findings were supplemented 

by qualitative insights from two focus group 

meetings held on 7 and 15 October 2025. 

AIM

This study focuses on two rare kidney 

diseases, C3G and IC-MPGN, with the aim of 

advancing the understanding of their impact on 

employment and the functional lives of patients 

and their families. These insights are intended 

to inform patient-centred clinical decision-

making and improve holistic care approaches.

RESULTS

• Most respondents were working or studying full-time before the onset of the disease. 

• 56% reported that C3G/IC-MPGN changed their employment situation, forcing them to either stop 

working or studying, or to go part time.

• The impact on employment increased from 45% in the respondents who reported “mild disease” 

to 71% in those who reported “severe disease”. 

• In 25% of households, at least one person had to quit their job; for caregivers mostly women.

• 82% reported a loss of advancement in their career, and 68% reported missed educational 

opportunities based on the diseases. 

• An estimated average annual loss of family income of approximately €45’000 was reported by the 

respondents, of which 55% has a university degree. 

• In a typical month, participants spent an average of 33 hours on disease management. 

• Patients and caregivers consistently reported that employment related difficulties were not 

adequately considered within routine clinical care.

CONCLUSIONS

The study demonstrates that the rare 

kidney diseases, C3G and IC-MPGN, have 

a substantial impact on employment, 

education, income, and the quality of life of 

affected patients and their caregivers. 

Furthermore, it indicates socio-economic 

inequalities based on the proportion of 

highly educated respondents with elevated 

income levels.  

This underlines the need for integrated 

care approaches and policy 

investments that can address both 

clinical needs, socioeconomic 

challenges, and access to care. 
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www.CompCure.org, www.erknet.org  
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