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BACKGROUND RESULTS LIMITATIONS

While immunoglobulin A nephropathy (IgAN) has been shown to be associated with clinical Demographics Health-Related Quality of Life Selection bias may exist as participants who voluntarily
and economic burden, the humanistic burden is less understood. _ _ _ _ _ _ articipated in the survev mav differ from those who did not
HONUS (Humanistic Burden of Rare Nephrotic Diseases: Understanding the impact of * 116 adult patients with IgAN and their care-partners in the US * Mean (SD) SF-12 Physical and Mental Component Summary (PCS and MCS) scores for patients were 46.8 (7.9), 41.9 (9.1) and 50.8 (7.1), 43.8 (10.2) P P y may '
£SGS and_IgAN on Patients and Care_givpers Study) is a nIu_Iti-nationaI c?oss-secr’)[ional were included in this analysis (Table 1). flc:))rCcSare-zal\r/ltgeSrs,frggpigtlvelytr(]'l;?]ble 2), r?_flectlpgggr}erally worsr? HR(%OL (lower score) than previously published US general population mean scores «  The study relied on self-reported survey responses and could be
survey designed in consultation with IgAN and FSGS patients and clinical community - The average age of patients was 37.8 (SD: 8.6) years and ( an of 50 [ _])’ with the exception o or ?are-pa ners. | subject to biases resulting from concerns common to all seif-
members to quantify the humanistic burden of rare kidney diseases from both patient and more than half were female (56.0%). « Moderate or severe anxiety was reported by 26.7% of patients (Figure 1a) and nearly half reported moderate to severe depression (49.2%) (Figure 1b). reported measures. Patients’ self-reported diagnosis and disease
caregiver (care-partner) perspectives.’ . The average age of the care-partners for IgAN patients was In care-partners, moderate anxiety was reported in 12.9% (Figure 1c) and more than a third (36.2%) reported moderate to moderately severe history of IgAN may differ from a clinician’s assessment.
. depression (Figure 1d).
« The current analysis focused on a subset of IgAN adult patients and their care-partners in 40.1 (SD: 11.8) years, and more than half (56.0%) were male. P (Fig ) « Lack of a control group and use of historical US general
the United States (US) who participated in HONUS before May 1, 2023. » Most of the care-partners were partners of the patients (87.9%), Figure 1: GAD-7 and PHQ-9 total scores population estimates for reference.
and the rest were friends (3.5%), parents (3.5%), other relatives A B .
(2.6%), siblings (1.7%), or children (0.9%) of the patients. ) GAD-7 total score, Patients (N=116) ) PHQ-9 total score, Patients (N=116) *  Participant responses may be confounded by the COVID-19
’ ’ 7% 26%  0.9% pandemic. This broader circumstance may impact socioeconomic
OBJ ECTIVE . o119 status, accessibility of care, health outcomes, and HRQoL.
_ o o Patient Disease Characteristics 25.0% 30.2%
» To quantify the humanistic burden of IQAN adult patients in the US _
_ _ « Patients had IgAN for an average of 6.3 (SD: 5.0) years (Table
« To understand the burden and impact of IJAN from the care-partner perspective 1). The mean time from first symptoms to diagnosis was 2.7 45.7%

(SD: 6.8) months, with a median of 0.3 months. 26.7% CONCLUSIONS

* Around one-third of patients were in CKD stage 1 or 2 (30.2%),

38.8% were in CKD stage 3, and 18.1% were in CKD stage 4. 43.1% ’:::;It Eaél|i2Ishg:EhIg§§ Igstzzgsar?;z?”znn%e '?é)raxsskmental
M ETH ODS Eleven patients (9.5%) had progressed to renal failure and . . = Minimal (0-4) = Mild (5-9) = Moderate (10-14) = Moderately severe (15-19) = Severe (20-27) phys! , dep! ’ Y poor
seven (6.0%) had received a kidney transplant. The most = Minimal (0-4) = Mild (5-9) = Moderate (10-14) - Severe (15-21) productivity compared with the general US population. Care-
Adult patients and their care-partners were recruited from two patient advocacy groups ' e y . artners for adult patients with IgAN are also affected in terms of
bidit rted hypert 37.1% C) i D) i P P 9
(NephCure Kidney International and the IGA Nephropathy Foundation of America) and two :ﬁrenrrrIIancgr;;r ;rIcIedSererZZsiznwf;eZ‘Vype ension (37.1%), GAD-7 total score, Caregivers (N=116) PHQ-9 total score, Caregivers (N=116) their mental health and work productivity.
medical centers (University of North Carolina Kidney Center and Kaiser Foundation Research (26.7%) P (17.2%). 12.9% 4.3% _ . _
Institute) in the US. The study and associated online survey was approved by the Pearl ' *  Both patients with IgAN and their care-partners also report
Institutional Review Board (IN, USA) and is Health Insurance Portability and Accountability 1 widespread fear and uncertainty for the future due to the disease.
Act (HIPPA) compliant. Tablle 1. I?emographlcs (p_atllents and care-partners) and 31.9% 39.7%
Study Population patient disease characteristics
Inclusion criteria Patients Care-partners
(N=116) (N=116) 50.0%
» Adult patients (i.e., 218 years old) and their paired adult care-partners in the US Age REFEREN C ES
who had a self-reported physician-provided diagnosis of IgAN (with renal biopsy Mean + SD 37.8+86 40.1+11.8 24.1% Szklarzewicz J, Leicester L. Humanistic Burden of Rare Kidney Diseases;
confirmation of the diagnosis), and were able to provide informed consent Median 36.0 38.0 = Minimal (0-4) = Mild (5-9) = Moderate (10-14) = Minimal (0-4) = Mild (5-9) = Moderate (10-14) = Moderately severe (15-19) gng\IeIZSéalggI?ogn:IE IarIII(IZI)anIIJ(()‘If FDSei? :n;ioIng on Patients and Caregivers: The
Exclusion criteria Sex, n (%) Abbreviations: GAD-7 = general anxiety disorder-7; PHQ-9 = patient health questionnaire-9. _ y gn- ' .
o Male 50 (43.1%) 65 (56.0%) Notes: GAD-7 is calculated by assigning scores of 0, 1, 2, and 3 to the response categories, respectively, of “not at all,” “several days,” “more than half the days,” and “nearly every day.” GAD-7 total score for the seven items 2. Hays RD. The medical outcomes study (mos) measures of patient adherence. J
. |gAN secondary to another condition Female 65 (56.0%) 50 (43.1%) ranges from 0 to 21. 0—4 indicates minimal anxiety, 5-9 indicates mild anxiety, 10—14 indicates moderate anxiety and 15-21 indicates severe anxiety. The recall period is the past 2 weeks. PHQ-9 scores are calculated based on Behav Med. 1994;17:361-7.
) ) ) ) ) how frequently a person experiences these feelings. Each “not at all” response is scored as 0; each “several days” response is 1; each “more than half the days” response is 2; and each “nearly every day” response is 3. The sum . . . ,
« History of malignancy other than adequately treated basal cell or squamous cell skin Other/Unknown 1(0.9%) 1(0.9%) value of these responses gives the total score. 0—4 indicates minimal depression, 5-9 indicates mild depression, 10-14 indicates moderate depression, 15-19 indicates moderately severe depression, and 20-27 indicates severe 3. Mark Kosinski JEW, Diane M'. Turner-Bowker, Barbara G.andek- User's manual for
cancer Race. n (%) depression. The recall period is the past 2 weeks. the SF-12v2 health survey: with a Supplement documentlng the SF-12® health
8 ) . 03 (80.2% 06 (82.6%) survey. QualityMetric Incorporated, Lincoln, RI; 2007.
. _avicti ; i aucasian 2% 8%
Co-existing glomerular disease (e.g., membranous nephropathy or lupus nephritis) o s 6.9% o 7 8% Most Burdensome Symptoms and Fear of the Future 4. Spitzer RL, Kroenke K, Williams JB, Lowe B. A brief measure for assessing
. I[DarttICIpa’f{IOn in erIt kl??heytd'lsleatsi CIItDICBI TaI, aﬂf pottentlally have received active Hispanic 5 (4.3%) 5 (4.3%) « The three most burdensome symptoms for patients overall were lower back pain, constipation, and bone or joint pain (Figure 2). generalized anxiety disorder: the GAD-7. Arch Int Med. 2006:166(10):1092-1097.
reatment as part or tne trial at the time Of1 recruitmen : o % o . . o . . o . o 5. Kroenke K, Spitzer RL, Williams JB. The PHQ-9: validity of a brief depression
Study outcomes /:lsufn aAr:d P.acmc Islander ? g.:;; s 22.2;; Most ri)atutents E)96.6ﬂ/o) reported feeling fear and uncertainty for the future due to their disease, of which 49.1% reported the frequency of fear and severity measure. J Gen Int Med. 2001:16(9):606-613.
ative American 9% 0% uncertainty to be ‘often’. . . -
: : . : 6. Reilly MC, Zbrozek AS, Dukes EM. The validity and reproducibility of a work
All patients an re-partners compl n onlin rvey, with ions on Other 1(0.9% 2(1.7% : : : , : - > . .
g patie ti.a d ((.::la I(? r_)arlt i S cot [_)(ta_ted '?'h Of I © su deyj( t quelst © S”O ted: Prefer ot to answer ] IO 90/; 0 IO 00/; « Almost all care-partners (99.1%) reported feeling fear and uncertainty for the future due to the disease of their cared ones, of which 41.7% reported productivity and activity impairment instrument. Pharmacoeconomics.
emograpnic and clinical characteristics. e 1ollowing data were also collected. Fime sinoe disgnosie (yeard : : the frequency of this worry to be ‘often’ or 'always’. 1993;4(5):353-365.
Patient T Mean + SD J y 6.3+ 5.0 ) 7. Ware JE. SF-36 Health Survey Update. Spine. 2000;25(24):3130-3139.
- - Work Productivity
. KDQol-36 (including SF-12) . SF-12 Current CKD status
=  GAD-7 =  GAD-7 Stage 1 9(7.8) - e Approximately three quarters of patients (74%) and almost all care-partners (94%) were employed with similar levels of absenteeism, presenteeism,
= PHQ9 «  PHQ-9 Stage 2 26 (22.4) - overall work impairment and activity impairment (Table 3).
. Most burdensome symptoms " Fear and uncertainty for the future Stage 3 45 (38.8) - .
= Fear and uncertainty for the future ] Productivity impairment: WPAI:SHP Stage 4 21 (18.1) - Flgure 2. Most burdensome symptoms Table 3. WPAI:SHP AC KN OWL E DG E M E N TS
. Productivity impairment: WPAI:SHP Stage 5, dialysis 3(2.6) - L back pain (76.7%) — - 4.3% Patients Care-partners
Notes: The Kidney Disease Quality of Life Instrument (KDQoL-36) is a short form questionnaire that includes the 12-Item Short Form Survey (SF-12) as Stage 5, no dialysis 1(0.9) - OWer back pain 170 e = - . (N= 11?) (N= 116;) This study was funded by Travere Therapeutics, Inc.
generic core plus the burden of kidney disease, symptoms/problems of kidney disease, and effects of kidney disease scales from the KDQOL-SF™v1.3.2 T | . 7 (6.0% Constipation (75.9%) 30.2% giog 0-9% Number of people working, N (%) 86 (74.1%) 109 (94.0%)
The SF-12 is a general health questionnaire that assesses the impact of health on everyday life.3 The Generalized Anxiety Disorder Assessment (GAD-7) ransplant recipient (6.0%) _ Percent absenteeism
is a seven-item instrument that is used to measure or assess the severity of generalized anxiety disorder.* The Patient Health Questionnaire-9 (PHQ-9) is Note: One patient indicated that they are "Turkish’ race. One caregiver indicated that they are ‘multi-racial Bone or joint pain (68.1%) 19.0% 18.1% 5.2% Mean + SD 8.2+14.0 8.8+ 14.9
the 9-item depression module from the full PHQ and measures the severity of depression.5 The Work Productivity and Activity Impairment Questionnaire: between White and Ashkenaz?, and another caregiver indicated that they are “Turkish’ race. 0 1.7% Median 47 4.7
Specific Health Problem (WPAI:SHP).6 Headache (67.2%) 23.3% 19.8% ' Percent presenteeism
Table 2. HRQOL for patients and care-partners Restless legs syndrome (65.5%) 190%  14.7% >2% Mean £ SD 25.4£22.5 24.7 £ 23.1 DI S C LO S U RE S
Analysis " 2 6o Median 20.0 20.0
: _r : , , : - Dry mouth (64.79 17.2%  12.1% 0% impai
All outcomes were summarized descriptively. Continuous variables were summarized as (':lat_"i’;t:) Ca’(ilfj‘:tsr;ers y mouth (64.7%) . Pelf/l":a": f‘éet')ra" work impairment 90.8 1 24.6 20,94 26.9 JS, UF, DG, KG, KK-Z, KH, DR, BS, PS, KT:
' iati - ' ' i = — Facial swelling (64.7% 29.3% 9.5% 7% o D DU _ _
mean, medl_an, and standard deviation (SD); categorical variables were summarized as count SF-12 PCS g( ) Median 300 5.9 Received consultancy fees from Travere Therapeutics, Inc.
and proportion. Mean + SD 46.8+7.9 50.8 £ 7.1 Abdominal swelling (62.9%) 16.4% a3% O Percent activity impairment BH: Employee, Travere Therapeutics, Inc
Median 47.9 50.8 0.0% Mean + SD 34.0+24.2 28.8+24.9 . ) ) .
Embarrassment (54.3% 23.3% 6.0% - . : , : . , ,
SF'\'/TZ Msz Hoson 438 s 102 (54.3%) . . , . . Median 30.0 30.0 MB: Managing director of Benofit Consulting, which received consulting
MZZina; '4172 ' '42__4 ' 0% 20% 40% 60% 80% 100% ;:bbltr:viatti)?ns: SD = standard deviation; WPAI:SHP = work productivity and activity impairment: specific fees from Travere Therapeutics, Inc.
Y] - - ea proolem
Abbreviations: HRQOL = Health-Related Quality of Life; MCS = mental component summary; Notes: Percent work time missed, impairment while working, and overall work impairment were assessed NH, CX, JL, Z-YZ: Employees of Analysis Group, which received
C O N TACT I N F O RMAT I O N PCS = physical component summary; SD = standard deviation; SF-12 = 12-item short form survey. W Somewhat bothered MOderater bothered among respondents who were employed at the time C.)f survey. Activity impairment was on_Iy assessed among Consultancy fees from Travere Therapeutics’ Inc.
Mark Bensink@travere com Very much bothered Extremely bothered respondents who were employed and worked >0 hrs in the past 7 days. The recall period is the past 7 days.
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