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Background: The purpose of this survey was to characterise patient & healthcare professional (HCP) 
attitudes to a potential national registry of interstitial lung disease (ILD).  Methods: The survey was 
developed in collaboration with the Irish Lung Fibrosis Association (ILFA) Patient and Public 
Involvement Research Advisory Group and distributed electronically to ILFA members, specialist 
respiratory HCPs and ILFA’s social media. Patients provided feedback on acceptability of collection of 
their data. HCPs provided feedback on potential utility of registry data. Responses were assessed on a 4-
point scale (1 = very low; 4 = very high acceptability/utility). Results: 138 patients & 35 HCPs provided 
responses (in November 2023). Patients reported high acceptability for data collection [e.g. medical 
history/current health status (score 3.56/4), use of data for research (3.68/4)]. HCPs reported high utility 
for registry data [e.g. medical condition (3.85/4), disease impacts (3.67/4)]. Both groups reported 
concerns about data confidentiality, access and security. HCPs reported concerns about GDPR compliance 
and logistical aspects with long-term registry maintenance. Conclusions: The concept of a proposed 
national ILD registry & analysis of data is acceptable to patients and perceived as useful by 
HCPs. Keywords: interstitial lung disease, registry. Disclosures: The authors declare that they have no 
conflict of interest. 
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