Development of the Patient-Reported Impact of Dermatological Diseases (PRIDD) measure
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Introduction: Dermatological conditions significantly impact patients’ lives including their physical, psychological and social wellbeing. Existing dermatology-specific (can be used across dermatological conditions) patient-reported outcome measures (PROMs) do not fully capture this impact and cannot be recommended for use according to the Consensus-based Standards for the selection of health Measurement Instruments (COSMIN). This is largely because they are not theory-informed, were developed without sufficient patient involvement, and rely on classic over modern psychometric methods.1  

Objectives: The International Alliance of Dermatology Patient Organizations (GlobalSkin) therefore initiated the Global Research on the Impact of Dermatological Diseases (GRIDD) project in 2017, in partnership with University of Hamburg and Cardiff University, to develop a new patient-relevant outcomes measure of the impact of dermatological conditions on patients’ lives called PRIDD (Patient-Reported Impact of Dermatological Diseases).2, 3, 4  

Method: Nearly 2500 patients worldwide have been involved in the development of PRIDD using a novel methodology (that can be used by patient organizations in other therapeutic areas to develop their own PROMs). PRIDD was used for the first time along with the EQ-5D, WHO-5, Patient Health Questionnaire (PHQ9), General Anxiety Disorder (GAD7), Dermatology Life Quality Index (DLQI) in our 17-language GRIDD Study which took place June to December 2023.
Results: The GRIDD Study produced a global dataset comprised of responses from more than 4000 patients in 96 countries and 102 diseases which will be used as follows:
· Further validation of PRIDD, including its translated language versions; 
· Publishing journal articles on the quantified experience of skin patients (1) worldwide, (2) in particular regions/countries and (3) in particular diseases; and
· Empowering GlobalSkin’s alliance of 255+ patient organization members with patient experience data to do evidence-based advocacy.

Presentation Outline:
· How patient groups can get started in generating patient experience data
· Finding partners to support in patient-led research projects
· Details of the novel (and repeatable) methodology in developing patient-relevant outcomes measures or PROMS
· How to engage patients around the globe to participate in patient-centred research studies
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