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• Although international guidelines for the diagnosis and management of IPF have been published,1,2 performance 
benchmarks have not been established. 

• There are few data on how site-specific management practices relate to patient outcomes.

• The Idiopathic Pulmonary Fibrosis Prospective Outcomes (IPF-PRO) Registry (NCT01915511) is a prospective 
observational US registry that enrolled patients with IPF that was diagnosed or confirmed at the enrolling center in the 
previous 6 months.3

• To assess associations between the resources and practices of the enrolling centers in the IPF-PRO Registry and 
patient outcomes.

• Sites that had enrolled ≥10 patients into the IPF-PRO Registry were sent an online survey about their resources, 
operations, and self-assessment practices prior to the COVID-19 pandemic. Sites completed the survey between 5 
February and 1 June 2020. 

• For every site, we estimated the 1-year event rate of clinically relevant outcomes.

• We assessed whether site-level heterogeneity existed for each patient-level outcome, and if so, we investigated 
potential site-level drivers of the heterogeneity. Models were adjusted for differences in patient case mix among sites 
by adjusting for factors known to be associated with the outcomes. These comprised demographic characteristics, 
measures of disease severity, and comorbidities.

•  Substantial heterogeneity was observed in the event rates of clinically relevant outcomes across sites in 
the IPF-PRO Registry. However, after controlling for differences in patient case mix, there was no site-level 
heterogeneity in patient outcomes.

• Further studies are needed on resources, systems and management practices that may improve outcomes 
in patients with IPF.
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• All 27 sites that were sent the questionnaire completed it. These sites had enrolled 920 of the 1002 patients in the registry.  
The median (Q1, Q3) number of enrolled patients at these sites was 26 (19, 45).

Characteristics of the sites

Associations between site practices and patient outcomes
• After adjusting for differences in patient case mix among sites, there was no significant site-level heterogeneity for any of 

the outcomes studied (p>0.05 for all). Median site-level hazard estimates for the outcomes ranged from 0.97 to 1.06.

• The p-value for site-level heterogeneity in hospitalization was 0.052. When the relationships between site practices and 
risk of hospitalization were assessed, after adjusting for patient case mix, “starting/completing an ILD-related quality 
improvement project in the previous 2 years” was associated with a lower risk of hospitalization (HR 0.60 [95% CI: 
0.44, 0.82]) and “patients routinely participate in some form of remote monitoring” was associated with a higher risk of 
hospitalization (HR 1.46 [95% CI: 1.04, 2.05]). After controlling for patient case mix and these site practices, there was no 
significant site-level heterogeneity for hospitalization.

Site-specific event rates of outcomes at 1 year

*Cumulative incidence rate for hospitalization; Kaplan-Meier rates for all other outcomes.

The crosses denote the mean values, the mid-line of the boxes the median values, the boundaries of the boxes the 25th and 75th percentiles, the whiskers the 
minimum and maximum values.

CASA-Q, Cough and Sputum Assessment Questionnaire; CID, cough impact domain; CSD, cough symptoms domain; LTx, lung transplant; MCS, mental component 
summary; PCS, physical component summary; SF-12, 12-item short form survey; SGRQ, St. George’s Respiratory Questionnaire; VAS, visual analog scale.

Median (Q1, Q3) number of 
ILD physician specialists

6 (3, 8)

Actively following >100  
patients with IPF

70.4%

Nurse leader to  
co-ordinate clinical activities

77.8%

Weekly multi-disciplinary 
conferences

48.1%

Access to  
chest radiologist

96.3%

Lung transplant  
program at site

66.7%

Access to  
lung pathologist

100%

Started or completed an ILD-
related quality improvement 

program in last 2 years

40.7%

Patients routinely  
participate in remote  

monitoring

22.2%

Site has support group  
or refers patients to  

support group

92.6%
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