Key Data from the Rare Kidney Diseases Barometer Survey s? CAREGIVERS

Demographics Impact on work and school
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1in 4 caregivers of children spend >8h per day in caregiving, compared to 1in 18 caregivers
of adults. Patients and caregivers need consistent, psychosocial, financial and workplace

Caregivers’ distribution by gender, age, and country (n=35) support to mitigate the impact of rare kidney diseases.

Most caregivers surveyed are women, most are of working age and a )
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Abbreviations: AAV: Anti-neutrophil cytoplasmic autoantibody (ANCA) - associated vasculitis; Anti-GBM: anti-glomerular basement membrane disease/ Goodpasture syndrome; C3G: C3 glomerulopathy (including Dense Deposit
Disease); FSGS: Focal segmental glomerulosclerosis or steroid-resistant nephrotic syndrome; IgAN: Immunoglobulin A nephropathy (Berger’s disease); LN: Lupus nephritis; MN: Membranous nephropathy; pIC-MPGN: Immune complex-
mediated membranoproliferative Glomerulonephritis

Sources: KDQOL™-36; KDQOL-SF-1.3
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® Carers of adults

Socioeconomic burden

IMPACT ON CAREGIVERS’ DAILY LIFE (Y PSYCHOLOGICAL IMPACT @ FINANCIAL IMPACT E;

Caregiving affects all areas of life The majority of caregivers indicate a significant One in three caregivers experience loss of income,
effect on their mental well-being. and 42% of caregivers incur out-of-pocket costs
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- A considerable portion of caregivers do not receive financial
IMPACT ON WORK AND SCHOOL [~ assistance from the government, either because such support is
unavailable or due to a lack of awareness about it.

The majority of caregivers indicate that their work or academic performance is adversely affected, often

experiencing higher rates of absenteeism and a decrease in their working hours due to their caregiving duties. I do not know 12 2 4 [
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Abbreviations: AAV: Anti-neutrophil cytoplasmic autoantibody (ANCA) - associated vasculitis; Anti-GBM: anti-glomerular basement membrane disease/ Goodpasture syndrome; C3G: C3 glomerulopathy (including Dense Deposit
Disease); FSGS: Focal segmental glomerulosclerosis or steroid-resistant nephrotic syndrome; IgAN: Immunoglobulin A nephropathy (Berger’s disease); LN: Lupus nephritis; MN: Membranous nephropathy; pIC-MPGN: Immune complex-
mediated membranoproliferative Glomerulonephritis

Sources: KDQOL™-36; KDQOL-SF-1.3



