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National Marrow Donor Program® Unrelated : Recipient
Six Month to Two Year NMDP ID: - -
rollow-Up Visit of Recipient Recipient

Last Name:

Related Unique Recipient

Number (UPN):
Registry Use Only Unrelated Recipient Local
" | and Related 1D (optional):
Sequence
Number: Today's Date: TC Code:
] Month Day Year
Date Date of Transplant for which this form
Received: is being completed:
Month Day Year
Visit: O 6month O 1year 02 year

Product type: [J Marrow 0O PBSC [ Cord blood
(Form 140) (Form 540) (Form 640)

Unrelated Donor Marrow Transplant and Related Donor Marrow Transplant for CML Recipient

Information should come from an actual examination by the transplant center physician, or the private physician

who is following the recipient post-transplant.

1. Date of actual contact with recipient to determine medical status for this foliow-up report:

Month Day Year
2. Did recipient receive a subsequent stern cell infusion (bone marrow, mobilized peripheral blood stem cells, cord blood) since last
report?<s ek L
* 0 yes = Answer questions 164—166 on page 18.
Jno
3. Did recipient die since last report? D|ET 4
10 yes ————— Answers to subsequent questions should reflect clinical status immediately prior to death.
20 no ——— Answers to subsequent questions should reflect clinical status on day of actual contact for this

foliow-up evaluation.

4. Has recipient received an infusion of peripheral blood mononuciear celis or lymphocytes from the donor since last report?

1[0 yes e
>0 no 5. Date the first infusion was given: PE, MO DT
. - Month Day Year
PBEMEDEH ] %
6. Recipient weight within 2 weeks of first infusion: kg PEMCWT w
7. Total number of infusions: \j}{, MC NAM aé»
. o . §7 1 %
8. Total dose of mononuclear cells: R x 1010 P@;{E 5: e NC

9. Indication for the infusion(s) of donor celis:
1 [ Relapse A4 TR L
2 [0 Treatment for B cell lymphoproliferative disorder ?i? M "é‘éé %?
3 00 Prophylaxis against B cell lymphoproliferative disorder
4 [J Gratft failure
5 [J Viral infection, specify:
6 [J Other, specify:

»

!

Mail this form to:
The NMDP Registry, Suite 500,

NMDP Form 140, 540, 640 V5 (1-18) November 1998 3433 Broadway St. N.E., Minneapolis, MN 55413
Copyright ® 1998 National Marrow Donor Program. Al rights reserved. Retain a copy at the transplant center.




Recipient
NMDP ID:

Recipient
- Last Name:

.atopoietic Reconstitution Post-Transplant

10. Has the recipient received hematopoietic, lymphoid growth factors or cytokines since last report?

10 yes 11. Specify agents given: e T
20 no g Date started % Date stopped Code
. L + Month Day Yoar Month Day Year {below)
¢ et aGes 10 20
CCSFAD BYJEY
“"" £ b. GM-CSF 10 20
AMAD  gU e Y
¢. Erythropoietin 10 20
d. Thrombopoietin 10 20
TL2AD e. Interleukin—2 (IL-2) 10 20
TIRAD f. Interleukin -3 (IL-3) 10 20
TLbW g. Interteukin -6 (IL-6) 10 20
PIXYAD h. PIXY - 321 10 20
§€§, ?f\D i. Stem Cell Factor 10 20
) (SCF)
ﬂii‘“ 1aD j- interferon aipha 10 20
R fg‘i}@fk D k. Interferon gamma 10 20
B A » . Biinded growth factor 10 20
trial, specify agent:
O’F\*‘@& r;> m. Other, specify: 10 20
Codes for Indication of Therapy
) 1. Intervention for delay/dectine in absolute neutrophil count (ANC) 5. Antitleukemic or tumor agent (prevention)
» § 2. Intervention for delay/deciine in platelets 6. Antileukemic or tumor agent (treatment)
jN g€q ){ g 3. intervention for delay/dechine in both ANC and platetets 7. Other intervention therapy
4. Intervention for delay/deciine in red blood cell counts
12. After being off growth factors for at least 30 days, did the recipient receive other courses of growth
factors or cytokines post-transplant?
10 yes
20 no
3 0 unknown
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Recipient
NMDP ID:

Recipient
L.ast Name:

.ulopoiesis

HEMRGC L

13. Did the recipient achieve an initial hematopoietic recovery (ANC > 500/mm?3 for 3 consecutive lab values obtained on different

days) since last report?
10 Yes ———————

14. Date ANC > 500/mm3 (first of 3 consecutive lab values):

10 yes —ee—

20 noANON NG

Q ?‘g 5‘ f‘g @ﬁ?s‘% Month Day Year
15. Was ANC > 1,000/mm3 achieved and sustained for 3 consecutive lab values?
Date (first of 3 consecutive
lab values): Q NE MU Wi% o Bay o

Continue with 16

2 [ No, recipient's initial

Continue with 16

hematopoietic recovery was recorded on a previous report

3 O No, recipient has never achieved an ANC > 500/mm? for three consecutive lab values obtained on different days and there
is no evidence of recurrent disease

Continue with 26

4 O No, recipient has never achieved an ANC > 500/mm3 for three consecutive lab values obtained on different days and there
was documented persistent malignant disease post-transplant

Continue with 68

186.

Following initial hematopoietic recovery (ANC > 500/mm3 for three consecutive lab values obtained on different days) did the
recipient experience a subsequent decline in ANC to < 500/mm? for greater than three days since last report?

0 yes ————
20 no

L

5 )i

17. Date of decline in ANC to < 500/mm3 for greater than
3 days (first of 3 days that ANC declined):

Month Day Year
Actual CBC on first day of decline: ANCY DDT4
18. WBC: ol [xtom Qe w
19. Neutrophils: . % ANC NEV
20. Lymphocytes: . % LNC LY M
21. Did recipient recover and maintain ANC > 500/mm3 following the decline?
‘ ; g xzs T | 22. Date of ANC recovery:
Month Day N Year
Actual CBC on first day of recovery: NCT R DT

23. WBC: .
24. Neutrophils: .
Continue with 26 25. Lymphocytes: .

NMDP Form 140, 540, 640 V5 (3~18) November 1998
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Recipient Recipient

NMDP ID: Last Name:

uspected etiology of failure to achieve ANC > 500/mm?3 or a decline in ANC:

a. Persistent disease
or relapse 5 el s
10 yes ANE PBEL W g

20 no

b. Immune mediated -l 27 Immune mediated etiology:

a. 10Oyes 200 no Celiular
b. 10O yes 200 no Antibody
" ¢. 10Ovyes 200 no Third party engraftment

c. Graft versus d. 1Ovyes 200 no Unknown
host disease

1Eves e gV e

d. Non-viral infection

100 yes ANC N xf*jg’e,g

20 no
€. Sufsptgcted viral 28. Suspected virus:
4 :n; i,:;n a. 10Oyes 20no Cytomegalovim.j (CMV)
CW b. 1Oyes 20 no Human ngpesvsrus Type 6 (HHV6)
— i*%fgﬁ ~ c. 1t0yes 20 no Herpes Simplex Virus (HSV)
gxgi SN i d. 1Oyes 20 no Varicella
.| . e 10yes 20 no Other, specify:

. 29 Vlrus involved:

a 10 yes 200 no Cytomegalovirus (CMV)
b. 1Oyes 20 no Human Herpesvirus Type 6 (HHV6)
c. 1O yes 20 no Herpes Simplex Virus (HSV)
d tOyes 20 no Varicella
e. 10vyes 20 no Other, specify:
o %g%ﬁ
9 f\r?et:,r:xoﬁlﬂf‘%‘ 30. Therapy:
10 yes a. 1Oyes 200 no Ganciclovir
20 no b. 10 yes 20 no Bactrim, Septra, Trimethoprim/Sulfamethoxazole

c. 10O yes 200 no Other, specify:

h. Undetermined

DY ANOUDY
Megakaryopoiesis

The following questions relate to initial platelet recovery. All dates should reflect no transfusions in previous 7 days, and the first of 3
consecutive laboratory values obtained on different days.

31. Did recipient achieve an initial platelet count of > 20,000 since last report? ? o1 2L ;é
1[0 Yes —————p
20 No, recipient achieved a platelet count of > 20,000 prior to current report but < 50,000~
3 0 No, recipient achieved a platelet count of > 50,000 prior to current report but < 100,000 e

0 No, recipient achieved a platelet count of > 100,000 prior to current report ' g Continue with 40
5 O No, recipient never achieved a platelet count of > 20,000 N Continue with 49

NMDP Form 140, 540, 640 V5 (4-18) November 1998
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Recipient Recipient

NMDP ID: - - Last Name:

=, o A
Vas a platelet count of > 20.000 achieved? P L,fj: 52\/ N L{’
10 yes ————
Y 33. Date plateiets > 20,000: DLIQ 57' 4

Month Day Year
20 no ———eeeeeei Continue with 38

34. Was a platelet count of > 50,000 achieved? PLT YN *"4’
10 yes ———

35. Date platelets > 50,000: P S “y‘%

Month Day Year
P ul; pamnmnmnm—— Continue with 38

5, AV 0 i ig,f
36. Was a platelet count of > 100,000 achieved? hi »lf YN

1[0 yes me—eeei

37. Date plateiets > 100,000:

20 no
Month Day Year
38. Was recipient ever platelet transfusion independent? PLT LT A }g{
10 yes —————| 39 |s the date of the last platelet transfusion known?
10 yes ———» "‘gLT T DT
20 no ket [
[PULT L é INIES Month Day Year

If recipient was ‘piatelet transfusion independent for > 14 days and then subsequently experienced a deciine in piatelet count and
required piatelet transfusions, record date of last platelet transfusion before decéne in counts. If recipient has not required plateiet
transfusions since initial piatsiet recovery, record date of last piateiet transfusion.

20 no —————pe LN G

\fter initial recovery to platelet count > 20,000 did the platelet count decline to < 20,000 for 3 consecutive laboratory values or a
decline to < 20,000 for one laboratory value and the recipient received a platelet transfusion?

10 yes —meeeeei-

PLIDYNY

41. Date of the first day platelet count declined below 20,000:
42. Has platelet count recovered? Month Day Year

oo il 10 yes ——— ISUNMIUEK p;fz’ag %g
PLTRYAN|H 20 no Nl Continue with 49

P ul: e Coritinue with 49

The following date questions relate to subsequent platelet recovery following a decline of platelet count to below 20,000. All dates
should reflect no transfusions in previous 7 days, and the first of 3 consecutive laboratory values.

43. Was a platelet count of > 20,000 achieved?

10 yes ——————i —~
44. Date plateiets > 20,000: ff}{; S2D W%;
?Lf: AN ;%‘f é'gi Month Day Year 7

‘\2 Ono .._.__.__.._._..,. Continue with 49

45 Was a platelet count of > 50,000 achieved?
10 yes ——p

46. Date platelets > 50,000:

e i Month Day Year
(I peeennmn———— Continue with 49
47. Was a platelet count of > 100,000 achieved?
48. Date platelets > 100,000: PLStanNTuf
Month Day Year T

NMDP Form 140, 540, 640 V5 (5-18) November 1998
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Recipient
NMDP ID:

Recipient
Last Name:

; recipient now receiving platelet transfusions?

10 yes ——
2 [J no ~mmmerereee—gon-

Continue with 51

50. Is the date of the last piatelet transfusion known?
10 yes i
20 no

30 prqv:ous;y gported

=i

[

Day Year

Eg

It p!ateiet coum > 100 000 achieved. continue with question 56. Otherwise continue with question 51,

51. Suspected etiology of failure to achieve a platelet count > 100,000 or decline in platelet count to < 20,000:

Persistent disease
or relapse
100 yes
200 no

a.

PLYPDRY

Immune mediated
rejection. . .
f’ﬂ 0 YES i
20 no -
SUTTIMUES
c. Graft versus

e

52. Immune mediated etiology:

x1Oyes 20 no Celiutar
? O yes 20 no Antibody

ool

O yes 20 no Unknown

b.
cj/ O yes 20 no Third party engraftment
d. /1

host disease
10 yes
20 no

Non-viral infection

PLTGVIA D

Sgﬁis‘ PLTN VILY
o Suspecledvidl | 53 Suspected virus:
10O yes ”“*‘” ai10vyes 20 no Cytomegalovirus (CMV)
20 no 1D yes 20 no Human Herpesvirus Type 6 (HHV6)
o ) 10 vyes 20 no Herpes Simplex Virus (HSV)
PrTeve <L d.i10Ovyes 20 no Varicelia
e£1 O yes 20 no Other, specify:
f aﬁg;?;inmd viral 54. Virus involved:
10 yes a. 1Oyes 20no Cytomegalovirus (CMV)
20 no b. 10O yes 20 no Human Herpesvirus Type 6 (HHVS)
- c. 10 yes 20 no Herpes Simplex Virus (HSV)
PLTOVHX G d. 1Ovyes 20no Varicella
e. 1Dyes 20 no Other, specify:
g. Antimicrobial 55. Therapy:
therapy . .
1O yes a. 10Oyes 20no Ganqdovnr
20 no b. 10 yes 200 no Bactrim, Septra, Trimethoprim/Sulfamethoxazole
OLT A MY & c. 10yes 20 no Other, specify:

h. Veno-occlusive disease (VOD)

10 yes

20 no Vo

Undetermined
10 yes
20 no

H

D

DLT NN DY
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Recipient
NMDP ID:

Recipient
Last Name:

-

ropoiesis

56. Has recipient received red blood cell (RBC) transfusions within 20 days of the day of contact?

10 yes
20 nno

57. Is the date of the last RBC transfusion known?
10 yes —emee—p
20 no N 1

Continue with 58

3 AT »?‘

Month Day Year

58. Did (does) recipient have evidence of hemolysis?

10 yes e
20 no

HEMONYS Y

59. Specify criteria:

(e.g.. fragmented red cells, spherocytes, hemoglobinuria, etc.)

Current Hematologic Findings

60. Date of most recent CBC:
Month Day Year

Actual CBC results:
61. WBC: o x 109/L
62. Neutrophils: . %

cymphocytes: . % ACTLY M %«é"
64. Hemoglobin: . g/dL O not tested
65. Hematocrit: " % O not tested
66. Platelets: . x 109/L ACT g’%{;g
67. Were chimerism studies performed prior to date of contact? (. T S T ?éa;ff

10 yes mm——————ee

20 n0 ——»

Complete table on following page

Continue with 68

NMDP Form 140, 540, 640 V5 (7-18) November 1998
Copyright © 1898 National Marrow Donor Program. All rights reserved.




Recipient

Last Name:

Recipient
NMDP ID:
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Recipient
NMDP ID:

Recipient
Last Name:

t vs. Host Disease (GVHD)

68. (For six month report only) Was acute GVHD present at time of 100-day post-transplant report?
10 yes ~——mmei

20 no
3 D not known

69. Is acute GVHD still present at time of this report?
1 0 yes . 3
20 no FA GV ;

3 [ progressed to chronic GVHD
4 [ not known

70. Did acute GVHD occur for the first time (or a flare-up that was more severe) after the 100-day post-transpiant report or since

previous report?

10 yes e

20no NOVHDYVY

3 0 not known

Continue with 82

H

71. Maximun overall grade: 10| 2 D ] 3D 4«1V
ALY H DMa Y
72. Kamnofsky/Lansky score at time of maxlmum severity of acute GVHD:
(Refer to page 15 for complete scale)

73. What was the diagnosis based on? 1 [J Histologic evidence 20 Clinical evidence 3 [ Both
I%w" ;f {»fi i?ﬂ” fi@

74. Date of onset:

Month Day Year ALy E’%QKK%
75. Is acute GVHD still present at time of this report?
103 Yes A -
200 No ACVH DPR Y

3 [J Progressed to chronic GVHD
4 [J Not known

List the maximum severity of organ involvement attributed to acute GVHD:

76. Skin Ny }
1 0 Stage 0 - No rash ’%‘QH}MM%’
2 [J stage 1 —Maculopapular rash, < 25% of body surface
3 [ Stage 2 —Maculopapular rash, 25-50% of body surface
4 [J Stage 3 —~ Generalized erythroderma
5 [J Stage 4 — Generalized erythroderma with bulbous formation and desgamation

77 “intestinal tract (use ml/day for adult recipients and ml/m2/day for pediatric recipients)

“ 1[0 Stage 0 — No diarrhea WO T AT L
2] Stage 0 - Diarrhea < 500 mi/day or < 280 miUm2/day RvaTt ey
3 [ Stage 1 - Diarrhea > 500 but < 1000 ml/day or 280-555 ml/m2/day
4[] Stage 2 — Diahrrea > 1000 but < 1500 ml/day or 556-833 mi/m2/day
. 8 [] Stage 3 - Diarrhea > 1500 mi/day or > 833 mUm2/day
.60 Stage 4 - Severe abdominal pain, with or without ileus

78. Liver Ave ey
1 [J Stage 0 - Bilirubin < 2.0 mg/dL (< 34 pmoI/L)
2 [J Stage 1 - Bilirubin 2.0-3.0 mg/dL (34-51 pmol/L)
30 Stage 2 - Bilirubin 3.1-6.0 mg/dL (51.1-102 pmol/l)
4 [J Stage 3 — Bilirubin 6.1-15.0 mg/dL (102.1-255 pmol/L)
5 [ Stage 4 - Bilirubin > 15.0 mg/dL (> 255 pmol/L)
"6 [0 Not evaluable other liver process present

79. Other organ involvement?

10 yes —» a. 10yes 20 no Upper Gl tract
20 no | b tOyes 20no0 Lung
c. 1D yes 20 no Other, specify:

NMDP Form 140, 540, 640 V5 (9-18) November 1998
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Recipient
NMDP ID:

Recipient
Last Name:

80. Was specific therapy used to treaf acute GVHD?

10 yes ——s
20 no

81. For each agent iisted below indicate whether or not it was used to treat
AGVHD (if recipient was already receiving agent, indicate if dose was

increased):
yes no increasd

a. 10 200 300 Methotrexate

b. 10 20 30 Cyclosporine

c. 0 20 30 Systemic corticosteroids

d 10 20 30 Topical corticosteroids

e. 10 20 30 ALS ALG ATS, ATG

f. 10 20 30 Azathioprine

g. 10 20 30 Cyclophosphamide

h. 100 20 30 Thalidomide

i. 10 20 30 Invivo anti T-lymphocyte monocional
antibody, specify:

j 10 20 30 In vivo immunotoxin,
specify:

k. 10 20 30 Blinded randomized trial,
specify agent:

. 10 20 30 Other agents,

" specify:
82. Did recipient have chronic GVHD at time of last report? s
CeN HDULRY

O yes g Continue with 89

.Ono

- 83. Has recipient developed clinical chronic GVHD since last report?

10 yes ————p

L 1754 )| 84. Date of onset:

H

85.

Continue with 96

86. Platelet count at
87.

88.

3 [0 Both

Kamofsky/Lansky score at diagnosis of chronic GVHD:
(Refer to page 15 for complete scale)

Total serum bilirubin at diagnosis of chronic GVHD:

What was the diagnosis based on?

1 O Histologic evidence
2 0 Clinical evidence

Month Day Year

diagnosis of chronic GVHD:

Unit of measurement:
10 mg/dL

20 pmolL

x\f %

89. Maximum grade of chronic GVHD:

Y

b

1 0 Limited (Localized skin involvement and/or hepatic dysfunction due to chronic GVHD)

2 [0 Extensive (Generalized skin involvement
plus;

or localized skin involvement and/or hepatic dysfunction due to chronic GVHD,

- Liver histology showing chronic aggressive hepatitis, bridging necrosis or cirrhosis; or,
- Involvement of eye: Schirmer's test with < 5 mm wetting; or
- Involvement of minor salivary glands or oral mucosa demonstrated on labial biopsy; or

- Involvement of any other target organ

NMDP Form 140, 540, 640 V5 (10-18) November 1998
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Recipient Recipient

NMDP ID: Last Name:

wdicate if there was organ involvement with chronic GVHD from list below:

10 yes 200 no Cutaneous invoivement
10 yes 20 no Xerophthaimia (dry eyes)
10 yes 2[] no Oral involvement

10 yes 20 no Mucositis, specify site:
10 yes 20 no Esophogeal involvement

10 yes 20 no Chronic nausea/vomiting

10 yes 20 no Chronic diarrhea

10 yes 20 no Other Gl tract involvement
10O yes 20 no Weight loss

10 yes 2[00 no Hepatitis/hepatic involvement
10 yes 20 no Arthritis/arthralgia (joint pain)
. 10O vyes 20 no Contractures

m. 1O yes 2[00 no Obstructive lung disease

Taoa~ea0ow

— e -

n. 1O yes 20 no Serositis, specify site:

o. 1O yes 2[00 no Myositis/myaigia (tenderness/pain in muscies)

p. 10O yes 20 no Thrombocytopenia

qg. 10 yes 20 no Other, specify:
91. Was specific therapy used to treat chronic GVHD?

10 yes ——————| 92 For each agent listed below indicate whether or not it was used to treat chronic GVHD:

20 no % ,
ALS, ALG, ATS, ATG
Azathioprine
Cyclosporine

Systemic corticosteroids
Topical corticosteroids
Cyclophosphamide
Thalidomide

e ~eao0oow

5,

in vivo anti T-lymphocyte monoclonal

antibody, specify:
In vivo immunotoxin,
specify:

agent:

j. Blinded randomized trial, specify

k. Other, specify:

10 yes

93. Is the recipient still receiving treatment for chronic GVHD?

Yes,
still taking
10
108
10
10
10
10
10
10

10

Dose Yes,
increased, no longer
still taking taking

20 3l

20 30

20 3

20 30

20 30

20 30

20 ag

20 30

20 30

20 Q]

3

No
40
4d
a[d
4[J
40
40
4«0
4

4
40
a0

20 no ————» | 94. Date final treatment administered:
s P T, |
N

Month

Yesr

95. is chronic GVHD still present?
10 yes
20 no
3 O no symptoms, recipient still receiving treatment

NMDP Form 140, 540, 640 V5 (11-18) November 1998
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Recipient

NMDP iD:

:r Function Post-Transplant

Puimonary Function

Recipient
Last Name:

96. Has recipient developed interstitial pneumonitis since last report? (Interstitial pneumonitis is characterized by hypoxia and
diffuse interstitial infiltrates on chest x-ray not caused by fiuid overicad.)

1[0 yes ———m
20 no

97. Date of onset:

Month Day

98. Were diagnostic tests done?

Year

10 yes —»
20no

98. Diagnosis was

a. 10O yes
10 yes
c. 10 yes
d. 1O yes
e. 10 yes

20 no
20 no
20 no
20 no
20 no

evaluated by:

Autopsy

100. Was an organism isolated?

Other, specify:

Bronchoalveolar lavage
Transbronchial biopsy
Open lung biopsy

10 yes —»
20 no
(idiopathic)

[PNOT Y%

101. Etiology:

. 10yes
. 10vyes
10yes
10yes
10Oyes
10yes
. 10yes
. 10vyes

SO 0o 000D

20no
20no
20no
20n0
200no
20no
20no
200no

Pneumocystis cannii

Aspergilius

Cytomegalovirus

Herpes simplex

Adenovirus

Human Herpesvirus Type 6 (HHV6)
Other virus, specify:

Other, specify:

102. Has interstitial pneumonitis resolved?

10 yes
20 no

PNRESLVY

103. Did recipient develop pulmonary abnormalities other than interstitial pneumonitis since the last report?

10 yes

200 no Q%?’?ﬁi&%

Continue with 118

104. Did recipient develop Acute Respiratory Distress Syndrome (ARDS)?

10 yes —»
20 no

Aop ot 'y

105. Date of onset:

ALDT

Month

106. Were diagnostic tests done?

Day

Year

10 yes e
20 no

107. Diagnosis was evaluated by:
20 no
20 no
20 no
20 no
20 no

a. 10 yes
b. 10 yes
c. 10 yes
d. 1O yes
e. 10 yes

AN «w
Bronchoalveolar lavage
Transbronchia!l biopsy
Open lung biopsy
Autopsy
Other, specify:

NMDP Form 140, 540, 640 V5 (12-18) November 1998 ,
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Recipient
NMDP ID:

10 yes —
20no

v

10 yes wim
20 no

e,

e 8

156. Did recipient develop other puimonary abnormalities sice last report?

10 yes =

Recipient
Last Name:

108. Did recipient deveiop bronchiolitis obliterans?

109. Date of onset:

110. Were diagnosti

10 yes —]
200 no

£

: A ?”a’“’if,f £
) 2 B
Month Day Year
c tests done?
111. Diagnosis was evaluated by: |30 [

20 no
20 no
20 no
20 no
20 no

Bronchoaiveolar lavage
Transbronchial biopsy
Open lung biopsy
Autopsy

Other, specify:

a. 10 yes
b. 10 yes
c. 10 yes
d. 10 yes
e. 10 yes

112. Did recipient develop pulmonary hemorrhage?

113. Date of onset:

114. Were diagnosti

Month Day Year

c tests done?

10 yes ——a]
20 no

115. Diagnosis was evaluated by: 7L+ j}gﬁ%ﬁg
a. 1O yes 20 no Bronchoalveolar lavage

b. 1O yes 20 no Transbronchial biopsy

c. 10 yes 200 no Open lung biopsy

d 10Ovyes 20 no Autopsy

e. 10 yes 200 no Other, specify:

20 no 117. Specify:
Liver Function , oy
o . N Unit of measurement; /A& 7
118. ! bil . .
8. Recipient's maximum knozn tota*bn;;gbm 10mg/dl or 20 pmoll [ not tested
MAXRE 7Y
119. Date of maximum known total bilirubin: Mav &1
Month Day Year
120. Recipient's most recent bilirubin: . Unit of measurement: s
- Il 10O mgdL or 20 pmolll g PN B
121. Date of most recent bilirubin: CoNB DTY
Month Day Year )
122. Did the recipient deveiop any of the following clinical signs/symptoms of abnormal liver function since the last report?
a. 10yes 20 no Jaundice
b. 1Oyes 200 no Hepatomegaly
c. 10Oyes 20 no Right upper quadrant pain
d 10yes 20 no Ascites
e. 1Oyes 20 no Weight gain (> 5%)
f. 10Ovyes 20 no Other, specify:

NMDP Form 140, 540, 640 V5 (13-18) November 1998
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Recipient
NMDP ID:

Recipient
Last Name:

Jid recipient develop liver toxicity since the last report?

e ————-
10 yes 124. Date of onset;

20 nno

125. Etiology:
1 O Veno-occlusive disease (VOD)
2 [0 Other, specify:
3 00 VOD and other, specify:

Month Day Year

4 [J Unknown

100 yes
10 yes
10 yes
10 yes
10 yes

10 yes
20no

126. Diagnosis was based on:
a.
b.
c.
d.
e.

127. Has liver toxicity resoived?

200 no
20 no
20 no
20 no
20 no

LT DIA#KS

Clinical signs and symptoms
Elevated liver enzymes
Biopsy
Autopsy
Other, specify:

Kidney Function

128. Recipient's most recent serum creatinine:

129. Date of serum creatinine:

Month

r Organ impairmant/Disorder
130. Since the last reported contact has the recipient developed any other clinically significant organ impairment or disorder?

Day

Year

tDyes 131. From the list below, indicate what organ impairment/disorder occurred:

20 no

To¥Nd

a.
b. 10 yes
c. 10 yes
d 10 yes
e.
f.
g
h
i
j.

10 yes

10 yes
10 yes

.10 yes
.10 vyes

10 yes
10 yes

20 no
20 no
20 no
20 no
20 no
20 no
20 no
20 no
20 no
20 no

Renal failure requiring dialysis
TTP/HUS or similar syndrome
Hemorrhage, specify site:

Pzl
[IDLO} s R

Seizures
Cataracts
Hypothyroidism

Gonadal dysfunction

Growth disturbance/growth hormone deficiency
Hemorraghic cystitis

Other, specify:

New Malignancy

132. Did a new malignancy, lymphoproliferative or myeloproliferative disorder appear since the last report?

10 yes =i
20 no

N MY MY

f.

133. Diagnosis:
a.
b. 10 yes
c. 10O vyes
d.

e. 10 yes

10 yes

10 yes

10 yes

20 no
20 no
20 no
20 no
20 no
20 no

134. Date of diagnosis:

AMLMDS “

B-cell lymphoproliferative disorder
Other lymphoma, specify:

Skin cancer, specify:
Solid tumor, specify:

Other, specify, including site:

Month Day Year

NMDP Form 140, 540, 640 V5 (14—-18) November 1998
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Recipient Recipient
NMDP {D: Last Name:

‘ vas the recipient alive on the day of contact? (If recipient died on date of contact, check “no.”)

10 yes ————— 1136 If the recipient was alive on the day of contact, compiete the Kamofsky Scale for recipients
20 no o 16 years or older and the Lansky Scale for recipients younger than 16. Rate activity of recipients
IS hospitalized for therapy according to how they were functioning before hospitalization.

AN L+ KARNOFSKY SCALE 2 16 yrs LANSKY SCALE < 16 yrs
Check the phrase in the Karnofsky Scale which best Select the phrase in the Lansky Play-Performance Scale
describes the activity status of the recipient: which best describes the activity status of the recipient:
Able to carry on normal activity; no special care ’is Able to carry on normal activity; no special care is
needed needed
1 3100 Normal; no complaints; no evidence of disease 1 0100 Fully active
2 0 90 Able to carry on normal activity 2 [0 90 Minor restriction in physically strenuous play
30 80 Normal activity with effort 3 0 80 Restricted in strenuous play, tires more easily,
Unable to work; abie to live at home, cares for most otherwise active
personal needs; a varying amount of assistance is Mild to moderate restriction
needed 4 O 70 Both greater restrictions of, and less time spent in,
4 [0 70 Cares for self, unable to carry on normal activity active play
or to do active work 5 0 60 Ambulatory up to 50% of time, limited active piay
5 3 60 Requires occasional assistance but is able to care with assistance/supervision
for most needs 6 O 50 Considerable assistance required for any active
6 0 50 Requires considerable assistance and frequent . play; fully able to engage in quiet play
medical care Moderate to severe restriction
Unable to care for self; requires eguivalent of 7 0 40 Able to initiate quiet activities
institutional or hospital care; disease may be 8 O 30 Needs considerable assistance for quiet activity
progressing rapidly 9 [0 20 Limited to very passive activity initiated by others
7 0 40 Disabled; requires special care and assistance (e.g.. TV)
8 O 30 Severely disabled; hospitalization indicated, 10 0 10 Completely disabled, not even passive play

although death not imminent
9 [0 20 Very sick; hospitalization necessary
10 00 10 Moribund; fatal process progressing rapidly

Disease Status and Treatment Post-Transplant

Questions 137-163 are disease specific questions. For this section, only answer the questions that pertain to the

disease that was reported for this recipient on the Form 120, 520, 620.

Leukemia, Lymphoma, MDS, Other Malignancy (If recipient's oniginal diagnosis was CML only answer questions 143-160.)

137. What is (was) the status of recipient’s disease at time of this report or at time of death?

1 [ First compiete . -
remission post o
transplant
(no hematologic
evidence of
disease) ———pm

Continue with 164

2 O Therapy-induced
complete
remission after Month Day Year
persistent disease
or relapse post
transpiant ——

138. Date of first relapse:

138. Site of relapse:
a. 10O yes 20 no Biood and/or bone marrow =y
b. 10 20
> [J Relapse or 1) yes no CNS
persistent c.10yes 20 no Testes
disease ~—————im d. 10O yes 20 no Other, specify:

NMDP Form 140, 540, 640 V5 (15-18) November 1998
Copyright ©® 1998 National Marrow Donor Program. All rights reserved.



Recipient Recipient

NMDP ID: Last Name:

140. Was recipient treated for post-transplant relapse?

1[0 yes —a

iven?
20 no 141. What treatments were given?

a. 10 yes 20 no Interferon gamma
.10 vyes 20 no Interferon alpha
.10 yes 200 no Chemotherapy
.10 vyes 20 no Withdrawal of immunosuppression

10O vyes 20 no Donor leukocytes
.10 vyes 200 no Second transplant
.10 yes 20 no Growth factors, specify:

b
c
d
e. 10 yes 20 no Immunotoxins
{
g
h
i.

10 vyes 20 no Other, specify:

142. Did the recipient acheive a hematologic remission?
10 yes
20no
3 O not applicable

Continue with 164

CML Only

143. Did Chronic Myelogenous Leukemia recur (include clinical and/or cytogenetic relapse) post-transplant?

e o
10 yes 144, Was post-transplant relapse extramedullary only?

>0 no 10 yes —»

e
bl

7

145. Date of extrameduliary relapse:

= 20 o
& Month Day Year
146. Site of relapse, specify:
Continue with 160 Continue with 154
147. Was initial post-transplant relapse cytogenetic only?
10 yes —» 4 )
20 no 148. Date of cytogenetic relapse:
it : Month Day Year

149. Did hematologic evidence of CML subsequently appear?

10 yes —
y 150. Date of hematologic relapse:

20 no
Month Day Year
o R RITR | 151. Initial hematologic relapse findings were consistent
with:

1 [0 Chronic phase
2 0 Acccelerated phase
3 [ Blast phase

Continue with 154

152. Were initial post-transpiant relapse hematologic findings consistent with:

1 O Chronic phase ————————p~

2 O Accelerated or blast phase -» 153. Date of relapse:

Month Day Year

NMDP Form 140, 540, 640 V5 (16—-18) November 1998
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Recipient Recipient

NMDP ID: Last Name:

154. Was recipient treated for post-transplant relapse?

10 yes —
20 no

155. What treatments were given?

a. 1Oyes 20 no Interferon gamma
.10 yes 20 no Interferon aipha
.10Oyes 200 no Chemotherapy
.10 vyes 200 no Withdrawal of immunosuppression

™
w"i%m

10 yes 20 no Donor leukocytes
.18 yes 20 no Second transplant
.10 yes 20 no Growth factors, specify:

b
¢
d
e. 10Oyes 200 no Immunotoxins
f.
g
h
i.

10 yes 20 no Other, specify:

156. Did recipient achieve hematologic remission?
10 yes
20 no
3 [J not applicable

157. Did recipient achieve cytogenetic remission?

1[0 yes ——————p-
2 no ——————a
30 not applicable, .

158. Date bone marrow examined: f /

extramedullary Month Day Year
relapse only 159. Did recipient achieve chronic phase?
40 not 10 yes ; 1

tested 20n0 L
3 O not applicable, cytogenetic relapse only

Continue with 160
Cont. with 160

160. At the time of this report, CML was (check one box only):
1 O Absent
2 [ Present on cytogenetic testing only
3 0 in chronic phase
4 [0 In accelerated phase
5 0 In blast phase

Continue with 164

Aplastic Anemia, Nonmalignant Hematologic Disorders, Inborn Errors of Metabolism

161. What was the status of original disease at the time of this report?
10 Cured
20 Improved
3 O Unchanged
4 0 Worse
5 O Unknown

Continue with 164

NMDP Form 140, 540, 640 V5 (17~18) November 1998 v
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Recipient Recipient
HMDP ID: Last Name:

b inodeficiency Disease (For SCIDS complete Insert I; for WAS complete insert Il, and answer questions 162 and 163.)

162. What was the status of T-cell function at this visit or at the time of death?

1 [J Absent (< 10% normal response)
2 0 Nomal
30 Partial
4 [J Unknown

H
H

163. What was the status of B-cell function at this visit or at the time of death?

1 0 Absent (< 10% normal response)
2 [0 Nomal
30 Partial

4 0 Unknown

‘Subsequent Stem Cell Infusion

Complete this section if recipient has received a subsequent stem cell infusion. If the donor is a second unrelated donor, complete a
new Form 120, 520, 620 for baseline information relative to the subsequent infusion.

164. Date of subsequent stem cell infusion:

Month Day Year

165. What was the indication for subsequent stem cell infusion?
1 0 Gratt failure/rejection
2 0 Recurrence of disease
3 [0 Other, specify:

1 ource of stem cells: ) o,
1 O Autologous SCTARC Aby
1 [0 Cryopreserved bone marrow
2 O Cryopreserved peripheral blood stem celis
2 [J Allogeneic, unrelated
1 O Fresh, original donor bone marrow
2 O Cryopreserved onginal donor bone marrow
3 O Fresh, second donor bone marrow
4 [ Fresh, original donor mobilized peripheral blood stem cells
5 [ Cryopreserved original donor mobilized peripheral blood stem cells
6 [J Fresh, second donor mobilized peripheral blood stem cells
. #%[] NMDP cord blood
“#'0] Non-NMDP cord blood
3 O Allogeneic, related
1 00 Bone marrow
2 [J Peripheral blood
3 0O Cord blood

167. Signed:
Person completing form

Please print name:

Phone: ( )

Fax: ( )

E-mail address:

NMDP Form 140, 540, 640 V5 (18—-18) November 1998
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National Marrow Donor Program®
Post-Transplant Follow-up Form
Insert | - Severe Combined Recipient

Immunodeficiency (SCIDS) ) Last Name:

Unrelated Recipient NMDP ID: - -

Recipient Local 1D (optional):

4 Today's Date: TC Code:
Month Day Year

Registry Use Only

Sequence Date of Transplant for which this form
. is being completed:
Number: g P Month Day Year
Dat Visit: 3 100 day 00 6 month O 1 year O 2 year
R:ceeived' Product type: [J Marrow 0O PBSC 0O Cord blood
: (Form 1?0/140) (Form 530/540) (Form 630/640)

This form must be accompanied by Form 130, 530, 630 — 100-Day Follow-Up Visit of Recipient, or Form 140, 540,
640 - Six Month to Two Year Follow-Up Visit of Recipient. All information in the box above, including the date,

should be identical with the corresponding Form 130, 530, 630 or Form 140, 540, 640. Information should come
from an actual examination by the Transplant Center physician, or the physician who is following the recipient
post-transplant, or abstraction of the recipient’s medical records.

Status of Hematologic Engraftment

1. What is the status of T-cell engraftment? :
1 O predonimantly or completely donor (> 80% donor chimerism)
2 O only host T-cells detected
3 O mixed chimerism (5-80% donor)
. O unknown

2. What is the status of B-cell engraftment?
1 O predonimantly or completely donor (> 80% donor chimerism)
2 O only host T-cells detected
3 O mixed chimerism (5-80% donor)
4 [0 unknown

3. What is the status of myeloid engraftment?

1 1 compietely donor
2 O host only
3 O mixed chimerism
4 [0 unknown

4. Since the last report, has the recipient developed an EBV associated B-cell lymphoproliferative disorder?

1 0 yes ———
20no ' 5. Date of diagnosis:

3 0 unknown Month Day Year

25 2

_Continue with question 165 on Form 130, 530, 630 or question 162 on Form 140, 540, 640.

Mail to the NMDP Registry with Form

NMDP Form 130, 530, 630/140, 540, 640 Insert | V1 (1-1) November 1998 pou: 53, 830 or Form 140, 540, 640.
s ' ' f nse - ovemoper H
Copyright © 1999 National Marrow Donor Program. All nights reserved. Retain a copy at the transplant center.




National Marrow Donor Program® —
Post-Transplant Follow-up Form Unrelated Recipient NMDP ID: - -
Insert Il - Wiscott Aldrich 7 Recipient
Svndrome (WAS) Kes e Last Name:
o~ TR Recipient Local ID (optional):
MOVTHNO
w12~ e |, Joday's Date: TC Code:
Registry Use Only [\ |52 L0 [ —7 Month Day Year
Sequence Date of Transpiant for which this form
) is being completed:

Number: S P Month Day Year
Date Visit: 0J 100 day 00 6 month [0 1 year [0 2 year
Received: Product type: [0 Marrow 0O pPBSC [ Cord blood

: (Form 130/140) (Form 530/540) (Form 630/640)

This form must be accompanied by Form 130, 530, 630 — 100-Day Follow-Up Visit of Recipient, or Form 140,
540, 640 — Six Month to Two Year Follow-Up Visit of Recipient. All information in the box above, including the
date, should be identical with the corresponding Form 130, 530, 630 or Form 140, 540, 640. Information should
come from an actual examination by the Transplant Center physician, or the physician who is following the

recipient post-transplant, or abstraction of the recipient’s medical records.

1. What was the platelet count at most recent follow-up?

e er. T
1 O normal LA TECA
2 O decreased
3 [J unknown
~ What was the platelet size at most recent follow-up?
. OO normal ) g o
FLATES[E

2 [J decreased
3 0 unknown

3. Since the last report, has the recipient developed an EBV associated B-cell lymphoproliferative disorder?

1 O yes ———————
20 no
3 O unknown

4. Date of diagnosis:

Month Day Year

Continue with question 165 on Form 130, 530, 630 or question 162 on Form 140, 540, 640.

Mail to the NMDP Registry with Form

130, 530, 630 or Form 140, 540, 640.

NMDP Form 130, 530, 630/140, 540, 640 Insert I V1 (1-1) November 1998 Retain a copy at the transplant center.
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National Marrow Donor Program® Unrelated Recipient ] ]
Insert lil — Post-Transplant NMDP ID:
Information for Hodgkin and Recipient
N~n-Hodgkin Lymphoma Last Name:

Recipient Local ID (optional).

Registry Use Only *| Today's Date: TC Code:

Sequence Month Day Year
Number: Date of Transplant for which this form

is being completed:
Date Month Day Year
Received: Visit: m Form 130 — 100 day

0 Fom 140 — O 6 month [ 1year 0O 2year
O Form 150 — year
; : | Product type: [ Marrow 0 pPBSC [3 Cord biood
+O (Form 130/140/150) (Form 530/540/550) (Form 630/640/650)

This form must be accompanied by Form 130, 530, 630 — 100-Day Follow-Up Visit, Form 140, 540, 640 — 6-Month to 2-Year
Follow-Up Visit, or Form 150, 550, 650 — Yearly Follow-Up for Greater Than Two Years Post-Transplant. All information in

the box above, including the date, should be identical to the corresponding Form 1 30/140/150, 530/540/550, 630/640/650.
Information should come from an actual examination by the Transplant Center physician, or the physician who is
following the recipient post-transplant, or abstraction of the recipient’s medical records.

1. What was the patient's best response to transplant not including planned post-transplant treatment?

1 0 Continued Complete Remission (for patients transplanted in CR)
2 00 Complete Remission (CR): complete disappearance of all known disease for > 4 weeks
3 O Complete Remission Undetermined (CRU): as above with the exception of persistant scan abnormalities of unknown

significance

SPCODNT

4 O Partial Remission (PR): > 50% reductions in greatest diameter of all sites of known disease and no new sites
s [J No response/progressive disease: < 50% reduction in greatest diameter of all sites of known disease, or increase in size of

known disease, or new sites of disease
6 [J Not evaluable, specify reason:

2. Was planned treatment (not for progressive disease) given post-transplant? (For 100-day, 6-month, and first annual report only.)

1 00 yes ———ei

20 no 3. Chemotherapy

5. immune therapy

20no

9. Other treatment
1 [ yes

10 yes \-—-—————»

20 no X .

Specify treatment given:

Specify:

Specify sites:

6. IL-2
1 0 yes
20 no
7. Linomide
1 0 yes
20 no

i

8. Other immune therapy
10 yes "
20no :

P 3 w;“*é& IV o ‘ﬁ:é

w‘f"%ﬂf; é%;!i

[ T 2

Specify:

Specify:

¥y
o

NMDP Form 130/140/150, 530/540/550, 630/640/650 Insert 11l V1 (1-2)

November 1998

Mail to NMDP Registry with Form 130/140/150,
530/540/550, 630/640/650. Retain a copy at the

transplant center.




Recipient _ ) Recipient
NMDP ID: Last Name:
RSPCob T

10. What was the patient's best response to transplant including planned post-transplant treatment?
1 O Continued Complete Remission (for patients transplanted in CR)
2 [0 Complete Remission (CR): complete disappearance of all known disease for > 4 weeks
3 [0 Complete Remission Undetermined (CRU): as above with the exception of persistant scan
abnormalities of unknown significance

4 [ Partial Remission (PR): > 50%
and no new sites

reductions in greatest diameter of all sites of known disease

5 O No response/progressive disease: < 50% reduction in greatest diameter of all sites of known
disease, or increase in size of known disease, or new sites of disease

6 O Not evaluable, specify reason:

11. Was a Gallium scan done post-transplant?

1 [J yes ——m——
20 no

CALLSLDS

12. Date of scan:

Month Da Year
13. Results: y
1 [ negative PR Y |
LA i&i« A e
2 [ positive e NS

3 O indeterminate / equivocal
14. Sites:

15. What is the status of lymphoma at the time of last contact or at time of death?

1 [ Free of lymphoma with no recurrence post-transplant
2 [ Free of lymphoma except for persistent scan abnormalities of unknown significance, no recurrence post-transplant

3 [ Persistent lymphoma without progression (never achieved remission)

4 O Progressive
disease (never
achieved
remission) ————3m

5 O Recurrent
disease (relapse
after compilete
remission) ———m

6 O] Free of
lymphoma after
post-transplant
recurrence ——m

7 O Not evaluable,

explain:

W\:\M‘ - ﬂ

- § AT g%fgféz

18. Date status
stablished:

16. Date of recurrence/progression: R 2R e DT

O Date of first recurrence/ Month Day Year
progression previously reported

17. Specify site(s) of first progression:
{0 Sites previously reported

Nodal sites: Extranodal sites:
yes no unknown yes no unknown
10 20 30 Waldeyer's ring NWYLDE/ 10 20 30 Lwng ELUNA
10 20 30 Cervical NOCBEVIC 10 20 30 Pleura EPLEW
10 20 30 Supraclavicular N§ypAC 10 20 30 Liver y7pyvE
10 20 30 Axillary Naw LA 10 20 30 Kidney gf@ﬁg
10 20 30 Hilar MHTLA . 10 20 30 Brain EERLAL
10 20 30 Mediastinal YpedT A% 10 20 30 CSF  gesfFE
10 20 30 Retroperitoneal NRETEO{ 10 20 30 Epidural space &4 PSP
10 20 30 Intra-abdominal NTHTRLAA 10 20 30 Bone ERONE
10 20 30 Inguinal NTWNLUIN 10 20 30 Bone marrow =13/
10 20 30 Spleen NgpreeW 10 20 30 Skin Exk
10 20 30 Periaortic pPETAD 10 20 30 Gltract g;; Z
10 20 30 Miac pNTLTAC 10 20 30 Other, specify:
10 20 30 Other, specify: EDVTHEL

NG"“"RE" Ciide.
Month Day Year

NMDP Form 130/140/150, 530/540/550, 630/640/650 Insert il V1 (2-2)

November 1998




\National Marrow Donor Program® Unrelated Recipient —
Yearly Follow-Up for Greater Than NMDP 1D: ; -
Iwo Years Post-Transplant Recipient

Last Name:

Recipient Local ID (optional):

Registry Use Only

Today’s Date: TC Code:
Sequence Month Day Year
Number. Follow-up Visit for which this form is

being completed:
Date : . .

o Date of Transplant for which this form

Received: , .

is being completed:

Month Day Year
Product type: [0 Marrow [J PBSC [ Cord bloed
(Form 150) {Form 550) (Form 650)

Survival Status

1. Is the recipient alive?

1 0 ye§s ————> 2. Give date of most recent contact:

3

/ 2 0 no ———————3 | 3. Give date of death:

Complete Form 190 and Montn Day Yoar
continue with question 16

Answers to subsequent questions should reflect clinical status just prior to death.

—

Functional Status
4. Complete the Kamofsky Scale for recipients 16 years or older and the Lansky Scale for recipients younger than 16.

KARNOFSKY SCALE > 16 yrs LANSKY SCALE <16 yrs
Check the phrase in the Karnofsky Scale which best Select the phrase in the Lansky Play-Performance Scale
describes the activity status of the recipient: which best describes the activity status of the recipient:
Able to carry on normal activity; no special care is Able to carry on normal activity; no special care is
needed needed
1 3100 Normal; no complaints; no evidence of disease 1 0100 Fully active
20 90 Able to carry on normal activity 2 [0 90 Minor restriction in physically strenuous play
310 80 Normal activity with effort 3 [J B0 Restricted in strenuous play, tires more easily,
Unable to work; able to live at home, cares for most otherwise active
personal needs; a varying amount of assistance is Mild to moderate restriction
needad ¢« O 70 Both greater restrictions of, and less time spent in,
4 0 70 Cares for self; unable to carry on normal activity active play
or te do active work s [J 60 Ambulatory up 1o 50% of time, limited active play
5 [1 60 Requires occasional assistance but is able to with assistance/supervision
care for most needs ' 6 O 50 Considerable assistance required for any active
6 O 50 Requires considerable assistance and frequent play; fully able to engage in quiet play
medical care Moderate to severe restriction
Unable to care for self; requires equivalent of 70 40 Able to initiale quiet activities
institutional or hospital care; disease may be 8 [J 30 Needs considerable assistance for quiet activity
progressing rapidly 9 O 20 Limited to very passive activity initiated by others
7 O 40 Disabled; requires special care and assistance (e.gq.. TV)
8 D 30 Severely disabled; hospitalization indicated, 10 O 10 Completely disabled, not even passive play

aithough death not imminent
9 0 20 Very sick; hospitalization necessary
10 [J 10 Moribund: fatal process progressing rapidly

Mail a copy of this form to:
The NVIDP Registry, Suite 500, 3001 Broadway St. N.E.

Minneapolis, MN 55413

NMDP Ferm 150, 550. 650 v3 (1-6) December 2001 ! 2
Retain original at the transplant center.
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Recipient "‘ 1 ’ Recipient
NMDP 1D: ) . Last Name:

-5, Was the recipient (age = 6 and < 18 years) attending school on the day of contact?

7] yes e
Jdno
3 [ unknown
4 [J not applicabie,
recipient age > 18

6. Specify student attendance status:
1 3 pant time
2 3 full time
3 [ aftendance status unknown

53 not applicable, 7. Date recipient returned to school: 1 O date unknown
recipient age < 6 . Vs 5 ~ 2 O date previously
: ont 3y ear reponed

8. Was the recipient employed outside the home prior 1o current illness?

10 yes

?M

8. Has the recipient returned to work?

10 yes —=1 45 pate recipient returned to work:
1 O date unknown
2 0O date previously reported

Month Day -

20 no —| 11. Is recipient able to work but not currently employed?

30 no 10 yes
change 200 no
since
jast report

4 J unknown

J no ——————a=| 12, Has the recipient resumed all usual household aclivities?

31 no change since 1L yes —1 43 pate recipient resumed activities:
last report 20 no 1 O date unknown
¢ [ unknown 30 no 2 O date previously reported Month Day
change
5 O not applicable, since last report
recipient age 4 O unknown
is < 18 years

14. Is the recipient currently employed outside the home? M OW

101 yes —>1 45 Date recipient began work:

20 no 1 O date unknown

30 no 2 O date previously reported |, Month
change

since last report
<« O unknown

Chronic GVHD
16. Did the recipient have chronic GVHD at the time of the last report?

ln R s gl Continue with question 19

20 no

17. Did the recipient develop chronic GVHD since the last report?

1 O yes —————— | 15 Date of onset:

Month Day Year

JEu ). pe————  Continue with question 25

NMDP Form 150, 550, 650 v3 (2-6) December 2001
Copyright @ 2001 National Marrow Doner Program. All rights reserved.
For internnl usé oniv. Documant FO0D54 12/21/2007 Reblacas: nla



Recipient
NMDP 1D:

18. Indicate the maximurn grade of GVHD since the last rebon:

20. Overall severity of chronic GVHD as reported by the Transplant Center:

21,

Recipient F‘
Last Name: j

1 limited (localized skin involvement andlor hepatic dysfunction due 1o chronic GVHD)
) exensive (generalized skin invelvement or localized skin involvement and/or hepatic dysfunction due to chronic GVHD)
- liver histology showing chronic aggressive hepatitis, bridging necrosis or cirrhosis; or,
- involvement of eye: Schirmer's test with < 5 mm wetting; or
- involvement of minor salivary glands or oral mucosa demonstrated on hp biopsy, or
- involvement of any other target organ

1 O mild - signs and symptoms of chronic GVHD do not interfere substantially with functnon and do not progress once
appropriately treated with local therapy or standard systemic therapy (steroids and/or cyclesporine or FK 5086)

2 O moderate — signs and symptoms of chronic GVHD interfere somewhat with function despite appropriate therapy or are
progressnve through first line systemic therapy defined as steroids and/or cyclosporine or FK 506

3 [ severe - signs and symptoms of chronic GVHD limit function substantially despite appropriate therapy or are progressive
through second line therapy

Indicate if there was organ involvement with chronic GVHD from list below:

Skin / hair
a. 10 yes 20 o
b. 10yes 20 no
c. 10yes 2zl no
d. 10yes 20 no
e. 10yes z0 no
f 10yes 20 no
g 10yes 20 no
h. 10yes 20 o
Eyes
i, 10yes 20 no
j 10yes 2000
L 1Ovyes 20 no
10yes 2D no
Mouth
m.10vyes 200 no
n. 10yes 20 no
o. 10yes 20 no
Lung
“p. 10vyes 20 no
g 1Byes 20no
Gastrointestinal tract
r. 10yes 20no
5. 10yes 20 no
t 10yes 200
u. 10 yes 20 no
v..10vyes 20 no
w. 1[dyes 20 nmo
Liver
x, 10yes 20 no
Genitourinary tract
y, 10vyes 280 o
z 10yes 20 no
Musculoskeletal
aa.1D0yes 20 no
bb.1[dyes 20 no
cc.10vyes 20 no
dd.1 O yes 20 no
~e.10Oyes 20 no

subclinical (biopsy findings only)
rash
scleroderma
dyspigmentation
alopecia

s

[ <

xerophthalmia (dry eyes)
abnormal Schirmer's test
comeal erosion / conjunctivitis
other eye involvement, specify:

lichenoid changes
mucositis / ulcers .
other mouth mvoivement sp c1fy

esophageal involvement
chronic nausea / vomiting
chronic diarrhea
malabsorption
abnormal pam [ cramps

vaginitis / stricture i
other GU tract. mvolvement specufy

arthritis T
contractures
myositis
myasthenia
other musc:uloskeletal mvolvement specify:
S A
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Recipient Recipient l"{
NMDP ID: Last Name:

Hematologic

“ 10yes 20 no thrombocytopenia (< 100,000 x 105/L)
10 yes 200 no eosinophilia

nh.10O yes 20 no autoantibodies

ii. 10yes 200 no other hematolog-c mvolvement speufy
Other Rl AA o

i 10yes 20no p
kk. 10 yes 20 no weight loss

. 1*Oyes 20 no other, specofy

22. Was specific therapy used to treat chronic GVHD?

10 yes ——————| 23 For each agent listed below, indicate wheiher or not it was used to treat chronic GVHD:
20 no Yes, agent  Yes, agen{ No,
s s éﬁ - continued started  not used
AR a. 10 20 30 ALS ALG ATS,ATG -
b, 10 20 a0  azathioprine -
c. 10 20 30  cyclosporine ..
d 10 20 30  systemic comcosterosds -
e. 10 20 30  topical corticosteroids
fo10 20 30 thalidomide
g 10 20 300 tacrolimus (FK5S08, Progran
h. 10 20 30  mycophenolate mofetil (MMF CellCept)
i. 103 20 30 PUVA (Psoralen and UVA) &
.10 20 300 ECP (extra-corporeal phctopheresxs)
k. 10 20 30 sirolimus (rapamycin) 7
L 10 20 30 etretinate
m. 10 200 3] lamprene (clofazimine)
n 10 20 s etanercept
o. 10 20 300  zenapax (daclizumab)
p. 10 20 30 chlorcqume phosphate
q 10 20 30  invivo anti T-lymphocyte monoclona antibody, specnfy —
r. 10 20 3  invivo immunotoxin, specify:
s. 10 20 30  blinded randomized trial, specify agent:
t. 10 20 300 other, specify:

24_Is chronic GVHD still present at the time of this repornt?

1 O yes
20 no
25. Is recipient still taking immunosuppressive agents (including PUVA) to treat or prevent GVHD?
10 yes
20 no ———————>| 26. Date final treatment administered: kaes
: Month Year -

NMDP Form 150, 550, 650 v3 (4-6) December 2001
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Recipient Recipient
NMDP (D: Last Name:

New Malignancies
27. Did a new malignancy, lympheproliferative or myeloproliferative disorder appear?

- QO yes ——————> | 28 Diagnosis:

1 no a. AMUMDS
1 O yes
20no
. B-cell lymphoproliferative disorder
; B g.gs 29. Is the recipient EBV positive? 1Dyes 20 no ]
. other lymphoma
1 [0 yes, specify:
z0no
. skin cancer
1 O yes, specify:
20no
. sohd tumor
1 O yes, specify;
20no
other
%’5 1 [0 yes, specify, including site:
20 no

30. Date of diagnosis:

s
i

Month Day Year

Other Organ Impairmant/Disorder
31. Since the last reported contact has the recipient developed any other clinically significant organ impairment or disorder?

e nd
' yes 32. From the list below, indicate what organ tmpalrrnent/dlsorder occurred

20 no a. 1D yes 200 no renal failure requiring dialysis
b. 1O yes 20 no TTP/HUS or similar syndrome
¢c. 10 yes 200 no hemorrhage, specify site;
d. 10Ovyes 20 no seizures E
e. 1Oyes 200 no cataracts
f. 1Oyes 20no hypothyro)dlsm
a. gonadal dysfund:on -

10 yes ——T33 Spec:fy:

20 no

a. 10 yes 20 ne menopause
b.*Oyes 200 no low sperm count
c. 1O yes 20 no low testosterone
d. 1D yes 20 no other, specify:

h. 1O vyes 20 no growth disturbance/growth hormone deﬂuency
i. 10yes 20 no hemorraghic cystitis
j. 10 yes 20 no other, specify:

Disease Status Post-Transplant

'Only answer this section if the diagnosis listed on Form 120, 520, 620 is an acute or chromc leukemia or other

‘malignancy.

34. What is the recipient’s current disease status?
1 O complete remission

2 U therapy induced remission after
persistent disease or relapse

post-transplant » | 35. Date of first relapse for this type of relapse:

3 O hematologic relapse ————>

3 eytogenetic relapse ———————3=

5 OO extramedullary relapse ————

6 O BCR / ABL positive ————

NMDP Form 150, 550, 650 v3 (5-6) December 2001
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Recipient Recipient
NMDP 1D: 'l ! L ast Name:

Subsequent Stem Cell Infusion

£ plete this section if recipient received a subsequent stem cell infusion. If no subsequcnt stem cell infusions
‘were done, continue with the signature lines at question 39. If multiple stem cell infusions occured in the same
“reporting period, copy this page and complete these questions for each infusion.

36. Date of subsequent stem cell infusion:

Month Day Year

37. What was the indication for the subsequent stem cell infusion?

1 I no engraftment

2 [J partial engraftiment

3 3 graft failure/rejection after achieving initial engraftment
s O persistent malignancy

5 [ recurrent malignancy

6 [1 secondary malignancy

7 0 planned second transplant, per protocol

8 O cother, specify:

38. Source of stemn cells:
1 00 autologous
2 O allogeneic, unrelated
1 [ fresh, criginal donor bone marrow (Complete a new Form 120 — Recipient Baseline and Transplant Data)
2 O cryopreserved original donor bone marfow
3 [ fresh, second donor bone marrow (Complete a new Form 120 — Recipient Baseline and Transplant Data)
[0 non-NMDP donor bone marrow
. 5 [ fresh, original doner mobilized peripheral blood stem cells (Complete a new Form 520 — Recipient Baseline and
Transplant Dats)
& [1 cryopreserved original donor mobilized peripheral blood stem celis
7 O fresh, second donor mobilized peripheral blood stem cells (Complete a new Form 520 — Recipient Baseline and
Transplant Data)
8 [1 non-NMDP donor mabilized peripheral blood stem cells
g O NMDP cord blood (Complete a new Form 620 — Recipient Baseline and Transplant Dals)
10 O non-NMDP cord blood
3 [0 allogeneic, related

39. Signhed:

Person completing form

Please print name:

Phone number: ( )

Fax number:; ( )

E-mail address:

NMDP Form 150, 550, €50 v3 (6-6) December 2001
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\ational Marrow Donor Program®
Leukemia and MDS

Yearly Follow-Up for Relapse
Post-Stem Cell Transplant

Registry Use Only

Sequence
Number:

Date
Received:

Survival Status

Unrelated

Recipient
NMDP 1D:

Recipient
Last Name:

Recipient Local ID (optional):

Today's Date:

TC Code:

Date of Transplant for which this form
is being completed:

Follow-up Visit for which this form is
being completed:

Month Day Year

Month Day Year

Product type: [0 Marrow O PBSC 0O Cord blood

(Form 160) {Form 560) (Form 860)

1. Is the recipient alive?
1 0 yes —————ep

2 O no ————e—p | 3. Give date of death:

continue with question 5
Answers to subsequent questions should reflect clinical status just prior to death.

2. Give date of most recent contact:
Continue with question 4 Morth Day Year
Complete Form 190 and Month Day Year

Functional Status

“omplete the Kamofsky Scaie for recipients 16 years or older and the Lansky Scale for recipients younger than 16.
.ate activity of recipients hospitalized for therapy according to how they were functioning before hospitalization.

needed

needed
or to do active work
for most needs

medicai care

progressing rapidly

KARNOFSKY SCALE > 16 yrs
Check the phrase in the Kamofsky Scale which best
describes the activity status of the recipient:
Able to carry on normal activity; no special care is

1 0100 Normal; no complaints; no evidence of disease
20 90 Able to carry on normal activity
30 80 Nommal activity with effort
Unable to work; able to live at home, cares for most
personal needs; a varying amount of assistance is

43 70 Cares for self; unable to carry on normal activity
5[0 60 Requires occasional assistance but is able to care

6 0 50 Requires considerable assistance and frequent

Unable to care for self; requires equivalent of
institutional or hospital care; disease may be

7 0 40 Disabled; requires special care and assistance

8 [J 30 Severely disabled; hospitalization indicated,
although death not imminent

9 0 20 Very sick; hospitalization necessary

10 0 10 Moribund; fatal process progressing rapidly

NMDP Form 160. 580, 660 V1 (1-2) November 1998
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LANSKY SCALE < 16 yrs

Select the phrase in the Lansky Play-Performance Scale
which best describes the activity status of the recipient:
Able to carry on normal activity; no special care is
needed
1 0100 Fully active
2 [0 90 Minor restriction in physically strenuous play
30 80 Restricted in strenuous play, tires more easily,
otherwise active
Miild to moderate restriction
4 0O 70 Both greater restrictions of, and iess time spent in,
active play
50 60 Ambulatory up to 50% of time, limited active play
with assistance/supervision
6 00 50 Considerable assistance required for any active
play; fully able to engage in quiet play
Moderate to severe restriction
70 40 Able to initiate quiet activities
8 0 30 Needs considerable assistance for quiet activity
8 O 20 Limited to very passive activity initiated by others
(e.g., TV)
10 00 10 Completely disabled, not even passive play

A
O
»]




‘tecipient
IMDP ID:

Recipient
Last Name:

T nent

v. Did the recipient receive treatment for relapse since the last report?

1 0 yes ———————p
20no

6. Treatments given:

1 O yes 20 no interferon alpha

1 Oyes 20 no Chemotherapy

1 DOyes 20 no Withdrawal of immunosuppression
1 O yes 20 no Immunotoxins

1O yes 20 no Infusion of donor leukocytes

1O yes 20 no Growth factors, specify:
1 Oyes 20 no Other, specify:

©~panpop

Subsequent Stem Cell Infusion
7. Did the recipient receive a subsequent infusion of stem celis?

R R ————_—
20no

8. Date of subsequent infusion:

Month Day Year

9. Source of stem cells:

1 O Autologous
1 O Cryopreserved bone marrow
2 O Cryopreserved peripheral blood stem celis

2 D Aliogeneic, unrelated
1 0 Fresh, original donor bone marrow
2 O Cryopreserved original donor bone marrow
3 O Fresh, second donor bone marrow
« [ Fresh, original donor mobilized peripheral blood stem cells
s O Cryopreserved original donor mobilized peripheral biood stem celis
s O Fresh, second donor mobilized peripheral blood stem cells
7 O NMDP cord biood
8 O Non-NMDP cord blood

3 [ Aliogeneic, related
1 [} Bone marmrow
2 O Peripheral biood
3 O Cord blood

Disease Status

10. What was the status of the recipient’s disease at the time of this report or at the time of death?

1 01 Therapy induced
complete 11. Date of remission:
remission =———im Month Day Year
2 O Relapse
12. Signed:
Person compieting form

Please print name:

Phone number: (

4X number: (

E-mail address:

IMDP Form 160, 560, 660 V1 (2-2) November 1998
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v ® R b
Natu_:n.a! Marrew Doner Prggram Unrelated . Recipient N -
Recipient Death Information TD NwmpPID | - AR

Recipient T } l . ’ A
Registry Use Only Las; bllame: — L |
Recipient Lccal ID (optional): } L] ’ ? N -
- ence . : I |
Number: [ I —_—
Today's Date: | , TCCede | | |
Date Month Day Year -
Received: Product type for first transplant: [0 Marrow T PBSC [ Cord bload
(Form 182) {Forrr 890 \Form 330)

Ta be campleted-iir canjunction with a 10¢-Day Fallow-Up Farm (Farm: 130, 530, 630), SuxManth ta Tc Year
Follow-Up Fornt (Farm. 140, 540, 640), or Greater Tharr Twa Year Fallow-Up Farnr (Formr 150, 550, 650)-

1. Date of death: Cause of Death Cades

1.0 Graft rejection or failure

DEATHDT
Menth Day Year

2. Was cause of death confirmed by autopsy? Infection (other than intersutial pneumenia) |

1 [ yes ;; Eacter:a! l
A . unga :

20ne AUTDEE 2.3 Viral ;

3 O pending ) 2.4 Protozoal

_ o 2.5 Organism not identified

3. Cause of death; (Enter appropriate cause of death code below. List in order of 2.6 Otner. specify
dacreasing seventy, i.e., primary cause first. If a code number for “Other, specify” Interstitial preurmonia
is entered, wrile the cause in the space provided.) 3.1 Virgl, CMV

3.2 Viral, other

Prima . Specify: 3.3 Pneumccysus

ry pecity 3.4 |diopathic
3.5 Other, specify

Specify: 4.0 Adult Respiratory Distress Synaroma
5.0 Acute GVRD
. Specify: 6.0 Chronic GVHD

. 7.0 Recurrence or persistence of
Specify: leukemia/malignancy/MDS

Organ failure (not due to GVHD or infection)
— 8.1 Liver
Specify: 8.2 Cardiac (Cardiomyopathy)
8.3 Pulmanary
’ 8.4 CNS

' ’ e 8.5 Renai
D d * Specify 8.6 Multiple organ failure, specify
8.7 Other, specify

9.0 Seconcary malignancy

4, Signed.

Person completing form Hemorrhage

. 10. !

Please print name: 10 ; &‘:’_’a“c‘igig!

10.3 Gastrointestinal

Phone number: ( ) 10.4 Hemorrhage not specified
10.5 Othar, specify

Vascular

11.1 Thrombaembalic
. 11.2 Disseminated intravascular
11.3 Gastrointestinal
11.4 Thrompotic thrombocytopenic

N ; purpura
a copy of this form to: 11.5 Vascuiar not specified
e NMDR Registry, Suite 500, - 11.6 Other, specity
K{i1}] quadway Street NL.E.,, Minneapolis, MN §5413 12.0 Accicental death

Retain griginal at the transplant center.

Fax number: ( )

13.0 Other, specify
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