Impact of non-transfusion-dependent thalassemia on adult patients’ health-related
quality of life and work productivity: a multi-region real-world survey
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BACKGROUND

e Thalassemia is associated with ineffective erythropoiesis and hemolysis, leading
to chronic anemia and complications that can impact life expectancy,
health-related quality of life (HRQoL), and work productivity'-®

« Research on the patient-reported impacts of non-transfusion-dependent
thalassemia (NTDT), including a- and B-thalassemia, is limited

e Descriptive analysis was conducted on data for the group of patients who
completed a PSC

« Data were reported from the following regions: Asia (Malaysia, Thailand), EU and
NA (France, Germany, Greece, Italy, Spain, US), MENA (Egypt, Saudi Arabia,
Turkey, UAE), and South America (Brazil)

e Data were analyzed by:

— Thalassemia genotype (a- and B-thalassemia)
— Geographic region (Asia, EU and NA, MENA, South America)

Patient-Reported Outcomes: FACIT-Fatigue

« Mean FACIT-Fatigue scores were lower for patients with NTDT (a- or
B-thalassemia) and across geographic regions, age, gender, and average Hb
levels, relative to published US population norms®?, indicating a higher level of
fatigue (Figure 2)

aPublished US population norms were used because there are no current multi-regional FACIT-Fatigue population norms available®.

Figure 2: FACIT-Fatigue scores by subgroup

Patient-reported outcomes: WPAI-Thalassemia

« Mean percent absenteeism (work time missed), presenteeism (impairment
while working), overall work impairment, and activity impairment were worse for
patients with NTDT (a- or B-thalassemia) and across geographic regions (except
EU and NA, and South America for overall activity impairment domain), age,
gender, and average Hb levels, relative to published US population norms'®c,

indicating greater impairment in work productivity and daily activities (Figure 4
and Table 3)

acPublished US population norms were used because there are no current multi-regional WPAI overall work impairment population norms available.
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e« The PSC captured patient-reported demographics, clinical characteristics,
symptoms, and thalassemia outcomes through individual questions and the
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48.3(8.2) 49.9(8.3) 48.7(8.8) 47.8(7.5) 48.9(8.0) 476(84) 47.7(8.3) 47.3(7.1)

46.6(7.8)  48.1(8.5)

e Participating patients may not reflect the general thalassemia population, because the Disease Specific
Programme only includes patients who are consulting with their physician

Mean T-scores (SD)

established patlent-reported outcome measures (PROMs) detailed in Table 1 Recall bias, a common limitation of surveys, might also have affected physician and patient responses

— Physicians had the ability to refer to patients’ records while completing the PRF

Table 1: PROMs included in this study

— Patient-reported FACIT-Fatigue and WPAI-Thalassemia scores were captured over the previous 7 days,
minimizing the possibility of recall bias
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— Future studies examining the population norms across geographic regions would aid in the
interpretation of PROM results

fully completing the patient-reported outcome tool. °‘Geographic region — Asia: Malaysia, Thailand; EU and NA: France, Germany, Greece, Italy, Spain,
US; MENA: Egypt, Saudi Arabia, Turkey, United Arab Emirates; South America: Brazil. EU, Europe; Hb, hemoglobin; MENA, Middle East and North
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8-item measure that assesses patients’ ability
to carry out physical tasks and daily activities;
calculates a T-score with a range of 0-100; higher
scores indicate less physical function impairment

Patient-Reported Outcomes Measurement
Information System (PROMIS) Physical
Function, version 2 Short Form 8b®

aMultiple answers accepted. PRetired; on long-term sick leave; on disability benefit; unemployed. °Data obtained from patient record form as reported by the
physician. Hb, hemoglobin; NTDT, non-transfusion-dependent thalassemia; SD, standard deviation.
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Published US general population WPAI mean (+ SD): absenteeism 3.49% (+13.88%), presenteeism 12.91% (+ 21.98%), and activity impairment 22.08% (+ 28.33%)"°. Absenteeism: work time missed; presenteeism: impairment while working. *Base change due to patients either not in employment or not fully completing the
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