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INTRODUCTION

« WM is a rare chronic B-cell disorder with 1000 to A total of n=184 trials were included: Phase Il (n=161, 10
1500 cases annually. 87.5%), Phase Ill (n=18; 9.7%) and Phase IV (n=5; 2.7%).
« 70% (n=125) of studies were completed and 27% (n=50) are q
 Although incurable, novel therapies exist. ongoing.
. Patient Reported Outcome Measures (PROMS) « Only 13.6% (n=25) of trials inc_luded F_’ROMs. 32% (n=8) ;
are important measures to assess patient completed e_lnd 68% (n=17) ongoing studies used PROMSs as
experience compared to the traditional clinical one of their secondary outcome measures. None of the .
outcomes. studies Iincluded PROMs as their primary outcome
measures.
* We aimed to evaluate trends in usage of PROMs « From 1998-2005, zero studies reported any PROMs, 32% 2
for patients with WM as a measure of endpoints (n=8) trials were from 2006 to 2016 and 68% (n=17) had
across global clinical trial databases. inclusion of PROMs as part of secondary outcome 9

measures. Sixteen different parameters were utilized to
measure PROMs. EORTC QLQ C30 was most frequently
utilized in 40% (n=10) of the studies. <t

METHODS

« We searched the clinicaltrials.gov database for phase
11, 1l, and IV trials involving WM patients from 1998 to
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