Current as of data entered 30NOV2021

The National
Myeodysplastic
Syndromes
Natural History
Study

Enrolled (N = 1515)

-

Sponsored by the National Heart, Lung, and Blood Institute
in collaboration with the National Cancer Institute

Pending Cohort Assignment (N = 113) Cohort Assigned (N = 1402)

At a Glance: Longitudinal Cohort
N (%) of Cohort

Longitudinal Cohort
(N =703, 50% of Cohort Assigned)

Cross-Sectional
Category

N (%) of Cross-
Sectional
Cohort

42 (6%)

130 (19%)

484 (69%)

Submission Status
Medical History
QoL
Blood
Bone Marrow!
Germline?

Other AML
Other Malignancy
Other

6 Mo Termination (N=80)

N (%) of Terminations
65 (81%)

Reason

Endpoint (Death,
transplant, AML)
Lost to follow-up or
withdrawal of consent

Visit Status3

Visit Occurred
15 (199

S (19%) Visit Pending
Submission Status
QOL

Blood

Bone Marrow!

12 Mo Termination (N=89)
Reason N (%) of Terminations
Endpoint (Death, 55 (62%)
transplant, AML)
Lost to follow-up or
withdrawal of consent

Visit Status3
Visit Occurred

0,
34 (38%) Visit Pending
Submission Status
QOL
Blood
Bone Marrow’
Germline?

18 Mo Termination (N=51)

Reason

Endpoint (Death,
transplant, AML)
Lost to follow-up or
withdrawal of consent

N (%) of Terminations
35 (69%)

Visit Status3
Visit Occurred

0,
16.(31%) Visit Pending

Submission Status
Blood
Bone Marrow’

'Baseline BM required, otherwise collected when medically
indicated.

2Baseline Germline required; 12 and 24 mo optional.

3For follow-up visits, current visits occurred + visits missed + visits
pending + visits terminated = previous visits occurred + visits
missed.

Baseline Visit

Disposition
Active in Study
Terminated

Disease Type
ICUS
MDS/MPN

MDS
AML <30% Blast
At-risk

Site Type
NCORP
Non-NCORP

N (%) of Longitudinal Cohort
703 (100%)
679 (97%)
696 (99%)
699 (99%)
693 (99%)

393 (56%)
310 (44%)

88 (13%)
61 (9%)
352 (50%)
18 (3%)
184 (26%)

349 (50%)
354 (50%)

6 Mo Visit
N (%) of Longitudinal Cohort
579 (82%)

40

N (%) of Visits Occurred
453 (78%)
333 (58%)
91

12 Mo Visit
N (%) of Longitudinal Cohort
406 (58%)

84

N (%) of Visits Occurred
318 (78%)
235 (58%)
73
137

18 Mo Visit
N (%) of Longitudinal Cohort
289 (41%)

63

N (%) of Visits Occurred
172 (60%)
34

Visit Occurred: Any clinic data, QOL, or specimens collected. Data submitted table includes
number of ppts with partial and complete forms/samples.

Visit Pending: No clinic data, QOL, or specimens submitted; no termination forms submitted;
next visit within (+ 60 days of target date) or ahead of visit window.

Termination: Death, lost to follow-up, consent withdrawn, transplant, or AML.
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24 Mo Termination (N=40)
Reason N (%) of Terminations
Endpoint (Death, 28 (70%)
transplant, AML)

Lost to follow-up or 12 (30%)
withdrawal of consent

30 Mo Termination (N=19)
Reason N (%) of Terminations
Endpoint (Death, 14 (74%)
transplant, AML)

Lost to follow-up or 5 (26%)
withdrawal of consent

36 Mo Termination (N=14)
Reason N (%) of Terminations
Endpoint (Death, 9 (64%)
transplant, AML)

Lost to follow-up or 5 (36%)
withdrawal of consent

42 Mo Termination (N=6)
Reason N (%) of Terminations
Endpoint (Death, 5 (83%)
transplant, AML)

Lost to follow-up or 1(17%)
withdrawal of consent

48 Mo Termination (N=7)
Reason N (%) of Terminations
Endpoint (Death, 3 (43%)
transplant, AML)

Lost to follow-up or 4 (57%)
withdrawal of consent

24 Mo Visit
Visit Status® N (%) of Longitudinal Cohort
Visit Occurred 192 (27%)
Visit Missed 7
Visit Pending 57

Submission Status N (%) of Visits Occurred
QoL 145 (76%)

Blood 114 (59%)

Bone Marrow’ 17

Germline? 78

30 Mo Visit
Visit Status® N (%) of Longitudinal Cohort
Visit Occurred 116 (17%)
Visit Missed 6
Visit Pending 58

Submission Status N (%) of Visits Occurred
Blood 65 (56%)
Bone Marrow! 10

36 Mo Visit
Visit Status® N (%) of Longitudinal Cohort
Visit Occurred 68 (10%)
Visit Missed 3)
Visit Pending 37

Submission Status N (%) of Visits Occurred
QOL 48 (71%)

Blood 39 (57%)

Bone Marrow! 9

42 Mo Visit
Visit Status® N (%) of Longitudinal Cohort
Visit Occurred 43 (6%)
Visit Missed 3
Visit Pending 19

Submission Status N (%) of Visits Occurred
QOL 8 (19%)

Blood 23 (53%)

Bone Marrow! 7

48 Mo Visit

Visit Status® N (%) of Longitudinal Cohort
Visit Occurred 28 (4%)
Visit Missed 1
Visit Pending 10
Submission Status N (%) of Visits Occurred
QoL 20 (71%)
Blood 18 (64%)
Bone Marrow! 2
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54 Mo Termination (N=4)

Reason N (%) of Terminations
Endpoint (Death, 4 (100%)

transplant, AML)
Lost to follow-up or 0 (0%)
withdrawal of consent

54 Mo Visit

Visit Status® N (%) of Longitudinal Cohort

Visit Occurred 17 (2%)
Visit Missed 0
Visit Pending 8

Submission Status N (%) of Visits Occurred
QoL 2 (12%)

Blood 13 (76%)

Bone Marrow! 0



