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Introduction Results
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cs)fy i;i@;?:n astocytosis (SM) s a clonal mast cell disease driven by KIT D816V in =957 ;@uﬂsafﬁgﬁ'z"gff ﬁgt?ea:g?:,?tgv PSO,V? 2?;0:2?)26&'3 ;?:bﬁf ;S)'_“l;uorxgy’ Figure 1. Patients, regardless of TSS score, reported cognitive, Figure 2. Patients, regardless of TSS score, reported that ISM impacted their emotional health
. . . : . : :
) Approiignately 85% of patients diagnosed with SM have indolent systemic mastocytosis ﬁ\ac;[ilsg’:i?\g\;wr:]holclsel\r/la;tgof Sree\F/) grréegy?nggarlnz?/r:ﬁéog;)Cferzélesj;(3;82828’ psychological, and fatigue problems due to ISM and daily life
(ISM), Chgracterlzed by unpredictable, severe, and debilitating skin, gastrointestinal, of <28, indicating mild symptoms 0. | have felt others do not understand my disease 19 20
and systemic symptoms6’7 . Pain or discomfort have caused me to limit my activities 22 20
» A substantial number of patients with ISM experience a significant reduction in their qualit i . . 70 - My disease has caused physical, emotional, or financial hardship for me 23 26
of life due to chronic, detr))ilitating symptoms sF:Jch as fatiguge, abdominal pain, and \ g Table 1: Patient demographlcs | have had trouble focusing or concentrating at work or at home 24 22
anaphylactic reactions. These symptoms often lead to frequent healthcare visits and 1SS <28 1SS >98 S 60 - - | have felt anxious or worried about my disease [IIIEE 19 29 19
interventions, and significantly affect patients’ daily activities and overall well-being®?® mild ’ Mo derate_lse,v ore g 49 . | have had trouble coping with stress [IIIEE 18 30 24
- The Perceptions Realities and Insights on Systemic Mastocytosis (PRISM) survey sought to Total symptoms symptoms *f;i 1 ~ [!hoveleltikemydisease s controling my ife RN e 24 26
understand experiences of patients with SM from patient and healthcare provider perspectives™ Patient demographic (N=237) (N=79) (N=158) 5 40- 36 have had a difficult time having intimate refationships with others due to my disease A - 21 41
o 32 My disease has caused changes in how | look, and this concerns me 11 14 17 28
 Previous results from the PRISM survey showed patients with ISM reported moderate to 49 1 59 3 47 4 £ 30 | have felt self-conscious about how | look 23 36
severe disease-related .syn.]ptomg., freguent angphylaxis (despite be!ng.treated w!th multiple Age, years, mean (SD) (12.7) (13.7) (12.0) g | have felt depressed or discouraged o4 35
symptom-targeted mgdlce}t_lons), impaired physical and mental functioning, and disease- o 20- | have been irritable or unusually angry o7 58
related impact on their ability to work™ Sex. Female. n (%) 168 48 120 )  have feltlonely - -
* Here, we conducted a secondary analysis of PRISM data to further explore the ’ ’ i (71) (61) (76) ) | feel like a burden to my family members/caregivers [l K 23 45
socio-emotional impact of ISM on patients and its relationship to symptom severity 0- | have felt anxious about leaving my home 19 45
T!me sin.ce SM 114 7 160.9 91 7 Fatigu?/ Difficglty Difficulty Brain Anxiety/ Hegdas:he/ | Memory | do not like to be touched due to my disease 29 49
dlagn03|s, mean (SD) (1 05 1) (124 3) (85 5) exhaustion sleeping concentrating fog depression migraine Impairment (.) 1.0 2.0 3.0 4.0 5.0 6|O 7.0 8|O 9.0 1(.)0

' ' ' Symptom : : : .
(months) ymp Percentage of patients reporting level of impact for each statement about their disease (%)
SD, standard deviation. ISM, indolent systemic mastocytosis. Patients scored each statement on a 1-5 scale: " 1 = No impact at all, 2 = Alittle bit, ™ 3 = Somewhat, M 4 = Quite a bit, m 5 = A great deal of impact

« The methods for conducting the PRISM survey have been reported previously™ | | S o
« Overall, 67% of patients with ISM participating in the PRISM survey reported experiencing

e PRISM was administered in seven European countries (Austria, France, Germany, |ta|y, Flgure 3. Patlents dCross the SpeCtrum Of ISM reported (A) dleUpthnS 1p dally Ilfe, (B) prOblemS Wlth dally IlVlng (EQ-5D-5L), moderate or severe Symptoms (TSS 228)
Spain, Switzerland, and the UK) from November 2022—-August 2023 (C) limitations to activities in the past 4 weeks (SF-12), and (D) making adjustments to their daily lives, with more symptomatic . . oy . . . y
. . ] . T .  All patients reported emotional and cognitive effects associated with their condition, as well as
- Eligible patients were aged =18 years with an SM diagnosis patients reporting more disruptions, limitations, and adjustments limitations on social, leisure, and daily activities
A B — A considerable proportion of patients responded ‘quite a bit’ or ‘a great deal’ when asked whether
100- Slight problems/symptoms they felt that others did not understand their disease (48%), whether they felt anxious or worried
e miceampome Y 207 Moderate problems/symptoms about their disease (30%), or whether their disease was controlling their life (27%)
70 - O =28, moderate/severe symptoms (n=158) 30 — 0 B Severe problems/symptoms
» 119 item questionnaire - Impact of SM on feelings and daily life survey® 50 70 " Unable o do aciivitylexireme symptoms — Patients reported disruptions in many areas of their lives, including physical activity (TSS <28:
44%; TSS 228: 65%), work/college (TSS <28: 37%; TSS 228: 61%), relationships (TSS <28:
* |ISM-SAF212 « EQ-5D-5L survey, a general health measure : : i i : :

- . . " . 13
- Emotional, cognitive and mental assessing problems with daily living

health symptoms attributed to SM » SF-12 quality of life assessment'

Percentage of patients (%)

AISM-SAF (©2018 Blueprint Medicines Corporation) questionnaire calculates a TSS based on the severity of 11 ISM symptoms. Each symptom is scored 0-10;
where 0 = no [symptom] and 10 = worst imaginable [symptom]. Individual symptom severity scores are summed to generate a TSS (0-110). PPatients score
statements about their disease on a 1-5 scale: 1 = No impact at all, 2 = A little bit, 3 = Somewhat, 4 = Quite a bit, 5 = A great deal of impact.

Percentage of patients with ISM in each
TSS group reporting disruptions (%)

56
60 - 27
504 44 47 ” o * 19%; TSS 228: 47%), leisure time (TSS <28: 29%; TSS 228: 44%), and personal care (TSS <28:
40- 37 37 13%; TSS 228: 27%); with higher TSS scores corresponding to more disruptions
40 - 43 46 25
30- 30 29 27 30 - . =0 — Most patients also reported problems with pain/discomfort (TSS <28: 34%; TSS =28: 93%),
19 20 . anxiety/depression (TSS <28: 42%; TSS 228: 75%) and usual activities (TSS <28: 62%; TSS
20° 13 13 1 s 228: 715%) as assessed by the Euro-QolL five-dimension-five level (EQ-5D-5L) survey
10 s 9 9
10 2 1 1 1 : YT : Cag : : Cr
N 0- TSS <28 TSS 228 ‘ Toe <08 TeS>28 | TSS <28 TSS 98 TSgEZS_TS-S‘f% TS-SEZS—TSStﬂ — Patients reported limitations t.o thglr_actlyltles dge to ISM, mclughpg accomplishing less (TSS <28:
| | | | | | mi

o | | | - i N . - (mild)  (moderate/ (mild)  (moderate/ (mild)  (moderate/ | ~ (mild) (moderate/ (mild)  (moderate/ 35%; TSS 228: 78%) and being limited in the kinds of work/activities (TSS <28: 30%; TSS =228:
EQ-5D-5L, Euro-QolL five-dimension-five level; ISM-SAF, Indolent Systemic Mastocytosis Symptom Assessment Form; SF-12, 12-item Short Form survey; Physical Work/college Sleep Relationships Leisure time Sex life Personal care severe) severe) severe) severe) severe) 0 : C o o .
SM, systemic mastocytosis; TSS, total symptom score. activity? | 72%) due to physical health, and accomplishing less (TSS <28: 25%; TSS 228: 66%) and being less
Areas of life affected by most bothersome symptom Pain/discomfort Anxiety/depression Usual activities? Mobility® Self-care®

careful with work/activities (TSS <28: 16%; TSS =28: 54%) due to emotional problems, with a greater

gpgti/iﬂgacllraegtggéy Ir?;glj?gne: ee>t<§.r0|se and sport. "Relationships include friends, family, partner, and coworkers. “Personal care includes daily functions such as Usual activities include work, study, homework, family, or leisure activities. °Mobility includes walking about. °Self-care includes washing/dressing oneself. prOpOrthn Of patlents Wlth hlgher TSS reportlng SUCh ||m|tat|OnS
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