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Key lakeaways

Despite the well-known link between disease activity and organ damage
accrual, this analysis revealed similar overall rates of organ damage
between patients with and without HDA

- However, renal, ocular, and skin damage were more prevalent in patients
with HDA

reference, and the information should not
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Proteinuria, hematuria, urinary casts, and pyuria were more frequently seen
in patients who had more visits with HDA; low complement and high DNA
binding were frequently observed across disease activity levels

Background Methods

The regional variation in organ damage types in SLE may reflect not only

ﬁr, o Systemip lupus erythematg)sus (SLE) Is a e The Lupus Federated Data Network (LupusNet) is the largest federated lupus data network that combines and harmonizes data LupusNet Study Design Disease Activity and Organ Damage Assessment the complexity of the disease, but also potential differences in racial
chroplc mflamme!tory autoimmune dlseasg | = from existing SLE registries, enabling data consistency and enhancing our understanding of global clinical presentations and e Data from patients with SLE who had =3 years of e Disease activity was assessed over the 3-year observational period and ethnic risl)(, orofiles, local s,‘.tandards of care, patient monitoring, and
that is characterized by heterogeneous clinical outcomes of SLE follow-up and =3 follow-up visits were collected from using the Systemic Lupus Erythematosus Disease Activity Index ’ ’ ’

presentation and periods of flare and remission, treatment practices

ith alobal variation in di -2 - LupusNet currently aggregates data from 5 major, longitudinal, observational registries of patients with SLE that are located in 3 of the 5 registries that participate in LupusNet with (SLEDAI), which was recorded at least once a year

with globat variation in disease managemen the Asia-Pacific region, North America, Europe, and Latin America available data: APLC (Australia, China, Hong Kong, : th hiah di i i i o di : i :

S e Agoal for SLE management is to achieve and | , , Indonesia, Japan, Malaysia, New Zealand, Philippines - Patients with high disease activity (HDA) were defined as having These findings provide further insights into organ damage accrual as a

' maintain remission or low disease activity to - The registries include the Asia I?acific I._upus Collaboration (APLC), The National Databar?k for Rh(?umatic Diseasgs (FORWARD), South Ko;ea Sin,gapore S;i | anka Taiwa,n and ’ >1 visit with a SLEDAI score >8 function of disease activity in patients with SLE, highlighting the impact
minimize long-term accrual of organ damage®® the Lupus Register of the Spanish Society of Rheumatology (RELESSER), the Grupo Latino Americano De Estudio de Lupus Thailand), RELESSER (Spain), and Almenara (Peru) e Organ damage was observed over the 3-year observational period of disease activity on certain types of damage and the need for further

(GLADEL 2.0), and the Almenara Lupus Cohort (Almenara) Data were analyzed using a privacy-preserving lIJ)sing a SlysC;cem(igé_ll)qus International Collaborating Clinics (SLICC) research to identify factors that drive these disparities
. - - ) amage Inaex
ObJeCtlve federated data network approach where only J

aggregated results were shared - Patients with organ damage were defined as having an SDI score >0

'@ To assess regional variability in the frequency, severity, and accrual of damage in patients with SLE, as a function of disease activity, using LupusNet

Results

Of 6221 patients with available data at baseline (Table 1), 5019 patients were included in this 3-year follow-up analysis At any time during the 3-year follow-up period, 36% of patients in APLC, 18% in RELESSER, and 24% in Almenara experienced When categorizing the specific type of organ damage, skin, ocular, and renal damage were more prevalent in patients who Patients with more visits with HDA exhibited higher rates of proteinuria, hematuria, urinary casts, and pyuria compared with
- HDA (Figure 1) experienced HDA compared with those without HDA across all 3 registries over a 3-year period (Figure 3) patients without HDA when combining data from the Almenara, APLC, and RELESSER registries; low complement and high DNA
e At baseline, 34%, 41%, and 48% of patients had damage in the APLC, RELESSER, and Almenara registries, respectively - m0mss—m—m—m—————— ——-.—___—_————————— binding were commonly observed irrespective of disease activity (Figure 4)

e The prevalence of organ damage was generally higher across all categories in patients who experienced HDA compared with those
without HDA in APLC and RELESSER

e Regardless of HDA status, the prevalence of most types of organ damage was lower in APLC compared with Almenara

FIGURE 1: Proportion of patients with and without HDA at any time within 3 years of follow-up
Patients without HDA (O visits with SLEDAI >8) M Patients with HDA (=1 visit with SLEDAI >8)

. ° ° ° ° ° ° ° ° a,b
TABLE 1: Baseline demographic and clinical characteristics of patients from APLC, RELESSER, and Almenara in LupusNet FIGURE 4: Proportion of patients® with SLEDAI features within 3 years of follow-up, stratified by frequency of HDA during follow-up

Characteristic APLC RELESSER Almenara and RELESSER Frequency of HDA M 0% of visits MW 1%-25% of visits M 26%-50% of visits M >50% of visits
APLC RELESSER Almenara HDA ith HDA ith HDA ith HDA
. (no ) wit wit wit
Cohort size, N 3908 1806 507 e The most prominent types of organ damage across regions were renal and musculoskeletal damage
Included in analysis, n 3328 1316 379 - Ocular damage was more prevalent in RELESSER, while gastrointestinal damage was more prevalent in Almenara Visual o 53 76 . 11%
) . . . disturbance Proteinuria 39 Leukopenia
S el ASlasRacing Spail FEL FIGURE 3: Proportion of patients with any organ damage (SDI >0) within 3 years of follow-up and >2 visits, stratified by 12
Sex (female), n (%) 3597 (92) 1625 (90) 468 (92) HDA status and SDI category 3 29
Age at diagnosis, years, median (IQR) 29 (21-39) 34 (25-43) 33 (25-42) Patients without HDA (O visits with SLEDAI >8) ™ Patients with HDA (=1 visit with SLEDAI >8) Vasculitis Pleurisy g High DNA 98
bindin
Age at registry entry, years, median (IQR) 39 (30-50) 47 (38-57) 40 (32-51) APLC RELESSER Almenara 1 J
Duration from SLE diagnosis to registry entry, 3 (345 12 (649 5 (240 Skin 6 13 3 22 |
years, median (IQR) &) e g 3 6 1 Urinary casts Pericarditis |02 Hematuria
. . e ¢ (0O 19 16 0)
Patients with damage (SDI >O) at basellne’ : (/o) 1135 (34) 043 (41) 181 (48) Almenara=Almenara Lupus Cohort, APLC=Asia Pacific Lupus Collaboration, HDA=high disease activity, RELESSER=Lupus Register of the Spanish Society of Rheumatology, SLEDAI=Systemic Lupus Erythematosus Disease Activity Index. Renal 8 8 -
% 9]
Race, n (%) . o . . oy o/ ¢ ) o : Organic brain |1
Afri <10 (<0.3 At 3 years of follow-up, organ damage was present in 44% of patients in APLC, 23% in RELESSER, and 66% in Almenara and was Pulmonary 4 5 Thrombocytopenia syndrome |1 Fever 3
rican e - - similar between patients with HDA (32%-68%) and without HDA (20%-66%) across cohorts (Figure 2) "é 1
American Indian or Alaska Native - - = é Peripheral vascular E - 0
Asian 3442 (88) _ <10 (<2) FIGURE 2: Proportion of patients with any organ damage (SDI >0) at 3 years of follow-up, stratified by HDA status "é Q Seizure | Myositis Cranial nerve 8
Asian Indian <10 (<0.3) _ _ 100 Patients without HDA (O visits with SLEDAI >8) m Patients with HDA (=1 visit with SLEDAI >8) g Other 5 disorder 0
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, , < 30 5 Ocular Rash 33 Mucous {10 Cerebrovascular |0
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: g 70- 66 ° Neuropsychiatric 1 0
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= o 7p) 40 15
Other Pacific Island <10 (<0.3 - = _ : ol
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Sri Lankan <10 (<0.3) - - s 40- 2 9
0
West Indian <10 (<0.3) _ _ "q:'; 30 1 20 Gastrointestinal 10 16 _I 5 30 1
Whi 5 20- [0 Low 90 . 23
ite - - <10 (<2) S 40 - , 6 11 5 Psychosis 0 complement 71 Alopecia 18
- Cardiovascular P
Other or unknown 447 (1) = = 0 I i , | 4 - - - - | ? | | - 6 | | | - 0 52 9
APLC RELESSER Almenara | | | l l | | | l | | | l l
Not available - 1806 (100) - Reaistr 0 10 20 30 40 O 10 20 30 400 10 20 30 40 0O 25 50 75 100 0O 25 50 75 100 0O 25 50 75 100
ZThe absence of values for some categories is due to variations in data collection by the registries, and the sum of values in some categories may not total to 100%. | | | o N 9 | y | | | Patients (%) Patients (%) Patients (%) Patients (%) Patients (%) Patients (%)
If <10 patients, the actual number is masked. Almenara=Almenara Lupus Cohort, APLC=Asia Pacific Lupus Collaboration, HDA=high disease activity, RELESSER=Lupus Register of the Spanish Society of Rheumatology, SDI=SLICC Damage Index, SLEDAI=Systemic Lupus
°Percentage calculated from those included in the analysis. Erythematosus Disease Activity Index, SLICC=Systemic Lupus International Collaborating Clinics. Almenara=Almenara Lupus Cohort, APLC=Asia Pacific Lupus Collaboration, HDA=high disease activity, RELESSER=Lupus Register of the Spanish Society of Rheumatology, SDI=SLICC Damage Index, SLEDAI=Systemic Lupus *Due to rounding. values shown as 0% indicate a proportion <0.5%.
‘In Almenara and GLADEL 2.0, mixed ancestry was recorded as Mestizo, referring to individuals of both European and Indigenous non-European descent. Erythematosus Disease Activity Index, SLICC=Systemic Lupus International Collaborating Clinics. & Prop

HDA=high di ivi LEDAI= icL Eryth Di Activity | .
Almenara=Almenara Lupus Cohort, APLC=Asia Pacific Lupus Collaboration, GLADEL 2.0=Grupo Latino Americano De Estudio de Lupus, IQR=interquartile range, LupusNet=Lupus Federated Data Network, RELESSER=Lupus Register 'gh disease activity. S Systemic Lupus Erythematosus Disease Activity Index

of the Spanish Society of Rheumatology, SDI=SLICC Damage Index, SLE=systemic lupus erythematosus, SLICC=Systemic Lupus International Collaborating Clinics.
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