teational Marrow Donor Program®
.nsert Xlll - Leukodystrophies

Persons using assistive technology may not be able to fuIVIy,acééss o
information in this file. For assistance, e-mail biolincc@if
laclude the Web site and filename in your messag

wb

Sequence
Number:

Registry Use Only

Date
Received:

Unrelated - . \ Recipient ‘ ’ } ) f , { —

' : NMDP ID: L
Recipient , ' l ' l ’ 0
Last Name: , I
Recipient Local ID (optional): | [ ﬁ(;

12007 ' TCCODE

Today's Date: TC Code: , }

Month Day ‘ Year
Date of Transplant for which this form t ‘ i
is being completed:

Month Day Year
Product type: [0 Marrow 0O PBSC [ Cord blood
{Form 120) (Form 520)  (Form 820)

This form must be accompanied by Form 120, 520, 620 — Recipient Baseline and Transplant Data. All information in the

box above, including the date, should be identical with the corresponding Form 120, 520, 620. Information should

1. For which type of leukodystrophy was the transplant performed?

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 [[] Globoid Cell

Leukodystrophy ==

2. Report the leukocyte galactocerebrosidase enzyme activity gt diagnosis:
RSP mmw—‘w
eSuk. . ] ffmg protein 2 0 pmolihrimg protein’y

© LG DTA2D

ate tested:

Month
3. Report the donor’s leukocyte

Day

Year

alactocerebrosidase level: ]
iy DreulaD

LERIZD

esult: .

[ O nmolihrimg protein

20 pmol/hrimg protein)

2 [0 Metachromatic

Leukodystrophy —

LEuKA2D

4. Report the jeukocyte aryisulfatase A e ctivi at_d'a‘ is:
R T nayme acity 3128001 2. D

Result: N

5. Report-the urinary sulfatides at diagnosis:

\&ngng'ryt %’\2&:

6. Report the donor's

g/mL

leukocyte aryisulfatase A level:

i1 O nmoi/hrimg protein

2 O pmolfhr/mg proteind

DLAUALD

RRbE-RLZD :

A [0 nmol/hr/mg protein

2 T pmol/hr/img protein’

0O Adrenoleuko-

dystrophy s

NMDP Form 120, 520. 620 insert X!l

Copyright © 1999 National Marrow Donor Program. All rights reserved.

diagnosis:

MERDLRP [,

pg/mL

7. Report the mean fasting plasma very-iong-chain fatty acid (VLCFA) C26:0 as determined at

Mail to NMDP Registry with Form 120, 520, 620.

V1 (1-4) November 1999

Retain a copy at the transplant center.




Recipient A Recipient» - . : ‘ '
NMDP‘D: - A { ast Name: - ‘

8. Was the mean fasting plasma very-long-chain-fatty acid level measured pre-transplant (within two
weeks prior to conditioning for transplant)?

10 yes ————»= | 9. Specify:

j g L’zknown | Plasma level: . pgmL MFPLPL2D
MFPM:J’{”,Z@ Date tested: MEPDPA2

Month Day Year

ADQE NLQD jg nok a. Glucocorticoid GLUCCA2D 1O ves 200 no 300 unknown
unknown b. Mineralocorticoid M{NER 120> 1D yes 20 no 30 unknown

12. Was treatment given to lower plasma very-long-chain fatty acids at any time prior to transplant?
' 0 yes —— 13 "specity:

LPAM\,{,LZD ig nr‘:known (a) GTE:GTO oil (Lorenzo’s oil) 10yes 20 no 30 unknown
« u Lovastatin or related compound 1O yes 200 no 3 [J unknown
4-phenylb te 10yes 20 3 k
LDLQPLQD—/ i mylbutyra 1g e 2Dmo 3D unknown
i@m\/;(ﬁ er, specify: yes no 3 [J unknown
LP4~PHMD’/
Clinical Status Pre-Transplant L’PO"H 12D
: there a history of pre-transplant seizures?
10 yes
20 no pTS.LQ- D
3 0 unknown
15. Was cerebrospinal fluid (CSF) testing done pre-transplant?
10 yes 16. Report results of most recent tests:
20 no

a. Opening pressure

3 00 unknown
CSF42D I om0 OPENN 12D

\ 3 0 unknown

b. Total protein TPROVAZD ROULZT
10 yes . M
TPRO iﬁl D 20 no

3 0 unknown

¢. Serum albumin &\-BU\\L&Z'D A L‘“a&i u"“’i D
10 yes ————p . meg/dL 2DgIL
“E\\’ %\)\AQD j S ::known
d. Serum igG SERUVAZD SERUU 12D
10 yes i . 10 mgrdL 20gL
CERULD « 20ne
3 00 unknown
17. Date of most recent test: CsrTs ST A2
) Month Day Year

NMDP Form 120, 520, 620 Insert XilI V1 (2-4) November 1998
Copyright ® 1999 National Marrow Donor Program. All rights reserved. .



Recipient  Recipient [T T
NMDP ID: ) ' : Last Name:" i

18. Magnetic Resor.ance Imaging (MRI) pre-transpiant: .

Enl ) P—
19. Date of most recent report: MRIDT iz#

. 20 abnormal ——— .
1 20 unknown/ (If possible, attach a copy of the report.) Month Day Year

\ ot

N ME 2;\
20. Magnetic

0 nomal e

2 00 abnormal =i

escnance Spectroscopy pre-transpiant:

21. Date of most recent test prior to transplant: MRS Driz
(If possible, attach a copy of the report.) ’

|

W TS

22. Were nerve conduct:on velocities tested pre-transplant?

/ A0 yes ——————| 23. Specify nerve conduction velocities:
{ 20no ; .
3\3 0 unknown a. Median nerve: | misec ME’D ’_&_QD
NONA2D b. Peroneal nerve: misec DER L2 1D
24. Date of mvost recent test prior to transplant: ?\}C;‘aj ST D
Month Day Year :

25. Was a Mental Development test done pre-transplant?

2 g :’:)S 26. Indicate test instrument; report results of test done closest to transplant; report score, not
percentile: ] :
3 J unknown 1 [0 Bayley Scales of Infant Development
MDT A 2D 2 [ Stanford Binet Intelligence Scale 4th ed 'PT
3 [J Wechsier Preschool and Primary Scale of Intelligence (WPP 1 - Rev

4 [J Wechsier Inteliigence Scale for Children - Il (WISC - Ill)

5 OJ Other, specify: 4
27. Date of test: M D ea ,ﬁ.fZD
Month Day Year T
28. Full scale score: MOTTFS A2 D
29. Verbal score: MDTYVSLI2D
30. Performance score: . NU)T'Q SAZD
31 §Were the Vineland Adaptive Behavior Scales done pre-transplant?
) g 3_:25 32. Score resutlts:
3 7 unknown a. Communication skills: Y A%CSBLQB
\AB LoD b. Daily living skills: VAZDLLZ D
c. Socialization skills: VARES 2T
=40
33. Date of test: ' NABRDTLZD
Month Day ’ Yesr ‘ -

NMDP Form 120, 520, 620 insert Xili V1 (3~4) November 1999
Copyright © 1999 National Marrow Donor Program. All rights reserved.



P 1D : L] Seme [T TTT]

74 Was visual acuity tested pre-transplant?

zz g z:s 3}5%, Is patient blind?

/" 10yes - -

{ \:}gu:nk! rgvg Y 20no 36. Visual acuity: . A

Y ray ) R

| BLNDL2D a. Right eye: 4 / =N ACRELZD
VACRALES ; :
b. Left eye: L - ACLBAZ2D
VACLALZ ~
. . T— - l
\}&QE?%’;{LQD' Month Day Year

38. Was an audiologic evaluation (auditory brain stem or conditioned response) done pre-transplant?

f?;g :;Zs 39. Tympanometry results: - ‘

{ Normal - Retracted Fiat o

2 o gnknown a. Rightear 10 20 10 TYMREAZD
A‘\}C}},ﬁvb b. Left ear: 10 20 10 TyMLELZD

40. Was the hearing loss (HL) in decibels (dB) assessed at the speech threshold for 500 hertz (HZ)?
7
771D yes 41. Speech Threshold results at 500 HZ:

'25 no Normai - Moderate - Severe -

1 3 UJ unknown Mikt  Moderately Severe Profound A

STy 20 a. Rightear 10 20 N n IR 4=EV4PY See Degree of Hearing Loss
oL b. Left ear 10 :0 30O Ll £ 420 chart below for scale ranges.

Jas the hearing loss (HL) in decibels (dB) assessed at the speech threshold for 2000 hertz (HZ)?

i
/10 yes 43. Speech Threshold results at 2000 HZ:

/ :
20 no Normal - Moderste - Severe -
( 3 0 unknown Mid  Moderately Severe Profound »
‘H 242D a. Rightear 10 20 A upitlol *4 VAP Sce Degree of Hearing Loss
b. Left ear 10 23 3 D%QQLEL‘ZD chart below for scale ranges.

Degree of Hearing Loss: Pure tones and speech testing
Normal: 0-20 dB HL Moderately Severe: 60-70 dB HL

75-90 dB HL

Mild: 25-40 dB HL Severe:
> 90 dB HL

Moderate: 45-55dB HL Profound:

NMDP Form 120, 520, 620 insert X!l V1 (4~4) Novemper 1999
Copyright © 1999 National Marrow Donor Program. All rights reserved.



National Marrow Donor Program® Unrelated D Recipient | ] .
Insert XIV — Mucopolysaccharidoses \ NMDP ID: - -

and Other Storage Diseases Recipient { l
Last Name: !

Recibieht Local ID (optional): I |
TCCoDE |

Registry Use Only ‘ #’joday s ate TC Code: }
Sequence Month Day Year
Number: Date of Transplant for which this form
is being compieted:
Date Month Day Year
Received: Product type: [ Marrow [ PBSC [J Cord biood
{Form 120) {Form 520) (Form 620)

This form must be accompanied by Form 120, 520, 620 - Recipient Baseline and Transplant Data. All information in the
box above, including the date, should be identical with the corresponding Form 120, 520, G20. 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. Which enzyme deficiency was detected at diagnosis?

Mucopolysaccharidosis
10 a-L-iduronidase (Hurler - MPS 1)
2 O Iduronate sulfatase (Hunter ~ MPS |i)

3 [0 Heparan N-suifatase (Sanfilippo A - MPS IlIA)
4 [J a-N-acetyiglucosaminidase (Sanfilippo B — MPS IlIB)
5 0 Acetyl CoA: a-glucosaminide acetyitransferase (Sanfilippo C - MPS |
6 [J N-acetyiglucosamine 6-sulfatase (Sanfilippo D - MPS HIID)
* [J Galactose 6-sulfatase (Morquio A — MPS IVA)
8 0 p-galactosidase (Morquio B - MPS IVB)
9 [0 N-acetyl galactosamine 4-sulfatase (Maroteaux-Lamy -~ MPS V1)

10 [J B-glucuronidase (Sly syndrome — MPS ViI)

Other Storage Dissases

11 [J Glucocerebrosidase (Gaucher)

12 [J Acid sphingomyelinase (Niemann-Pick)

13 0 Phosphotransferase (Mucolipidosis 1l or I-cell)
14 [J Acid lipase (Woiman)

15 [J a-fucosidase (Fucosidosis)
16 [J Neuronal ceroid-lipofuscinosis enzyme — NCL 1 (infantile): PPT-palmitoy}protein thioesterase

17 {0 Neuronal ceroid-lipofuscinosis enzyme — NCL 2 (classic late infantile);

18 O a- or p-mannosidase (Mannosidosis) y

19 [0 Aspartyl giucosaminidase (Aspartylglucosaminuria) 4

20 [J Hypoxanthine-guanine phosphoribosyitransferase (Lesch-Nyha

21 0 Other storage disease, specify: 4

F 4
2. Record the leu enzyme levels at diagnosis: LEUAZE

a. Patien g@m? I: = P i
ie e level . 1 D nmol/hr/mg protein 2 0 pmol/hr/mg protein
NLERIZE o DLEULZE

b. D°"°f ehzyme level: . 10 nmol/fiiig protein 20 pmoUhr/mg protein'

Mail to NMDP Registry with Form 120, 520, 620.
NMDP Form 120, 520, 620 Insert XIV V1 (1-5) November 1999 - Retain a copy at the transplant center.
Copyright © 1999 National Marrow Donor Program. All rights reserved.



Recipient Recipient
' . ) Last Name:

NMDP ID:

3. Was treatment given for the disease between diagnosis and transplant?

A0 yes ————e [ 4 Specify: )
23 no a. Enzyme replacement
31 unknown b. Substrate deprivation/inhibitor

RSN \‘/iﬁi‘g; c. Gene transfer/gene therapy

10 yes

—
P

20no 30 unknown THEMEZE
1Oyes 20no 30 unknown TR‘?U{E; 4 A=
10yes 20no 30 unknown TR (GEN ,ﬁjﬁwg

p
}K,J

Clinical Status Pre-Transplant

5. Was cerebrospinal fluid (CSF) testing done pre-transplant?

10 yes 6. Report results of most recent tests:
zg no a. Opening pressure o
3 L] unknown 10 yes e em H,0 (YPENN ,f:ig;
C/QFAWW ng\i 20 no !
\3 O unknown -
b. Total protein TERONAZE TPROULZE
10 yes ————— . iOmgdl 50 g
T{;R@[?j:_ 20 no
3 O unknown _
c. Serum albumin A&.@LQV;LQE: é“ %”‘Eﬁ“{i 44 j:f %Mm
/‘1gyes—-——-——> . f1Dmg/dL 2090
A Ly / 2 no
’ﬁ‘j"gmﬁg\aﬂ unknown - .
d. Serum IgG SERUVAZE SERUAZE
/10 yes ————» . 1Omgdl 20 g
CrrUIRES 20n0
R 3 0O unknown
7. Date of most recent test: CSFIFTion
Month Day Year

8. Magnetic Resonance Imaging (MRI) of the brain/spine pre-transplant:

< O yes ———— g Specify location of abnormalities:

20 no (If possible, attach a copy of the report.)
30 unknown a. Ventricular (hydrocephalus):
AL 100 yes
MRILZE 20 o AN MR\ el

3 O unknown
b. Odontoid hypoplasia:

103 yes .
20 no M{:;O{}jﬁg
3 0J unknown
10. Date of test: \DT12E
Month Day Yesr

NMDP Form 120, 520, 620 Insert XIV V1 (2-5) November 1999
Copyright © 1999 National Marrow Donor Program. All rights reserved.




Recipient

NMDP ID:

Recipient
- Last Name:

11. Was a Mental Development test done pre-transplant?

%110 yes
20 no
( 30 unknown

\WMDTA2E

12. Indicate test instrument; report results of test done ciosest to transpiant; report score, not
percentile:
1 [J Bayley Scales of infant Development
2 [J Stanford Binet intelligence Scale 4th ed
3 0 Wechsler Preschoo! and Primary Scale of intelligence (WPPSI — Revised)

T kAT
t ‘K\N’@? E_ 4 [0 Wechsler Intelligence Scale for Children - ill (WISC - i)
5 [J Other, specify: '
13. Date of test: _ M D T DTL’Z"E
Month Day Year
14. Full scale score: M WS(LQ =
15. Verbal score: MDT\/ SL’ZE
16. Performance score: MDTES Vs
17. Were the Vineland Adaptive Behavior Scaies done pre-transpiant?
70 yes 18. Score results:
20 no _— . -
30 unknown a. Communication skills: VARCS l2e
\\ AB_Mlt b. Daily living skills: VALDILLZE
¢. Socialization skills: VA BSSA2E
19. Date of test: VARDTA2E
Month Day Year

20. Was an eye exam done

10 yes
20no

30 unknown

EYELE

pre-transplant?

21. Visual acuity:  \WACRALZE VACRpE2E
/

/
VACLAAZE VACHRL7ZE
22. Was comeal clouding present?

10 yes _
VACcCl2E

20 no
3 0 unknown

a. Right eye:

b. Left eye:

23. Date of most recent test:

VACDHTAZE

Month Yesr

NMDP Form 120, 520, 620 Insert XIV V1 (3-5) November 1999
Copyright © 1989 National Mamow Donor Program. Al rights reserved.




Recipient X . Recipient |
NMDP ID: Last Name:

74. Was an audiologic evaluation (auditory brain stem or conditioned response) done pre-transplant?

0 yes 25. Tympanometry results:
20 no : Normal Retractsd Fiat N =
( 30 unknown a. Rightear 10 20 30 TYMREAL ‘f"%?f
AUDL2E b. Leftear 10 20 ioTYyMLE L2

26. Was the hearing loss (HL) in decibeis (dB) assessed at the speech threshoid for 500 hertz (HZ)?

10 yes 27. Speech Threshold results at 500 HZ;
20 no Normal - Moderate - Severe -

3 0 unknown Mid  Moderately Severe Profound § ‘ )
H L—5A-QE a. Rightear 10 20 N RILY 2=l Sce Degree of Hearing Loss
A b. Left ear: 10 20 30 é_ghlrﬁl_gﬁjzg chart below for scale ranges.

28. Was the hearing loss (HL) in decibels (dB) assessed at the speech threshoid for 2000 hertz (HZ)?

O yes 29. Speech Threshoid results at 2000 HZ;
20 no Normal - Moderate - Severe -

3 03 unknown : Mid  Moderately Severe Profound .
1‘_5_1 21 2% a. Rightear 10 20 An R RZA=H Wi Sce Degree of Hearing Loss
: - b. Left ear 10 20 Y n SR IR =g Lsmg chart below for scale ranges.

Degree of Hearing Loss: Pure tones and speech testing
Normal: 0-20 dB HL Moderately Severe: 60-70 dB HL

Mild: 25-40 dB HL Severe: 75-90 dB HL
Moderate: 45-55 dB HL Profound: > 90 dB HL

Was pulmonary function testing done pre-transplant?

10 yes ————eeei

20 no 31. Oxygen saturation on room air: % PuL Qgiggi
30 unknown 32. Results of most recent pulmonary function test:
“g}g L 17 ' (If possible, attach a copy of the report.)
L e OO P A o
10 normal \ V
20 abnormal TPULRSLZE
30 not done /

NMDP Form 120, 520. 620 insert XIV V1 (4~5) November 1999
Copyright © 1999 National Marrow Donor Program. All rights reserved.




Recipient Recipient
- ° Last Name:

NMDRP ID:

33. Was an echocardiogram done pre-transpiant?

O yes 34. Valvular insufficiency:

20 no a. Tricuspid:
o 30 unknor[n + 0 none
ECHLZE 2 01 mild or trivial

3 0 moderate or severe
4 O valve replacement

b. Mitral:
10 none

2 [J miid or trivial
3 [J moderate or severe
4 [J vaive replacement /

¢. Aortic:
10 none

2 [J mild or trivial
3 0O moderate or sever
4 J valve replaceme

d. Pulmonary:
10 none

2 [0 mild or trivial

4 [J vaive replaceme

PO L

FCHTRAIZE

e

ECUAOLlZE

3 0 moderate or sk ECHP L,\ A=

35. Date of test:

ped DTivE

Month Day Year
R Wés the cardiac contractility tested pre-transpiant?
yes —
20 no 37. Ejection fraction: - % CA RE B 2=
. 30 unknown .
CAR g c 38. Shortening fraction: %»CARAHAZE

NMDP Form 120, 520, 620 insert XIV V1 (5-5) November 1899
Copyright © 1999 Nationa! Marrow Donor Program. All rights reserved.



~aiional . . v Donor Program® Unrelated Recipient -
1¢0-Day Follow-Up Visit of NMDP ID: | "
f: c| ient 5 Recipient ; |
P / f\ﬁ% i}% éﬁ Last Name: ‘ ! I | f | f
Wﬁ/ Related Unique Recipient l l !
Number (UPN): Lo
Registry Use Only Unrelated Redpigm Local { ‘ ] ! ! ;
and Related 1D (optional): ! L
iiﬁ’n”f:r.ce Today's Date: ‘ ’ TC Code: Lo
Month Day Year ’
Date Date of Transplant for which this form Jg '
i leted:
Recerved. 1S being complete Y 5o o
Product type: [ Marrow O PBSC [ Cord biood
{Form 130) (Form 830) (Form 630)

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. Research blood samples from recipients receiving marrow from

unrelated donors should be collected and sent to Blood Centers of the Pacific, Irwin Center. See Manual of
Operations for detailed instructions.

L20 O

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

. Month Day Year
2. Did recipient receive a subsequent stem cell infusion (bone marrow, mobilized periphera! biood stem cells, cord blood) prior to
day 100 after the transplant for which this form is being completed? STG(Y\CLL,C%

7 YES e Answers to subsequent questions should reflect clinical status immediately prior to start of
.no conditioning for subsequent stem cell infusion. Be sure to answer questions 167-169 on page 18.

3. Did recipient die prior to day 100 after the transplant for which this form is being completed? D\QD ’_5
10 yes —————s Answers to subsequent questions should refiect clinical status immediately prior to death,

20 no Answers to subsequent questions should refiect clinical status on day of actual contact for this
follow-up evaluation (approximately 100 days post-transplant).

4. Has recipient received an infusion of peripheral blood mononuciear cells or lymphocytes from the original donor?DB(\'\(_ Df_%

10 yes e
20 :10 5. Date the first infusion was given: (\@V\C}D‘T
Month Day Year
6. Recipient weight within 2 weeks of first infusion: g DPD [ANV@GARERY .DD
7. Total number of infusions: P HMC oM %
8. Total dose of mononuciear cells: x 1010 42 % MnC_MNCDS
9. Indication for the infusion(s) of donor celis: %W\C NI 5
1 0 Relapse

2 [0 Treatment for B cell lymphoproliferative disorder

3 0 Prophylaxis against B cell iymphoproliferative disorder
4 [J Gratt failure

5 O Viral infection, specify:
6 O Other, specify:

Mail this form to:
“Yhe NMDP Registry, Suite 500

NMDP Form 130. 530. 630 V8 (1~18) November 1998 3433 Broadway St. N.E., Minneapolis, MN 55413
Copynght © 1898 National Marrow Donor Program. All rights reserved. Retain a copy at the transplant center.




Recipient ' ! ; :
t

::fll)%elrl‘): ) . Last Name: L]
H topoietic Reconstitution Post-Transplant

1L. Has the recipient received hematopoietic, lymphoid growth factors or cytokines post-transplant? H L(o‘\:c. 3

10 yes 11. Specify agents given as p/anned therapy to promote engraftment, per protocol: |
20 no pecify ¢ Dats stanted(>CSF PD@?& Date stopped CLC—59 P DéS z
Yes No Morth Day Year Day Year -
| 28 N ' !
= ng‘ ot oS o 10 20 HIEE
LAN3 MY DR~ : ‘
SLapza <—b GMCSF 63W 1 L] M
PN P DIy
< —c. PIXY-321 ‘ 1 2 4
PLANIY S A . = POty
’ JZL% ©D
?LN34 &}— d. Interieukin - 3% 3) 10 20 ] TL3ebhe
3 . e. Stem Cell Factor 10 20 SCE P I
PLAN3S | (SCRISCEP DB -
DAV < f Bhnded growth factor 10 20 86T Pres
tnal, speci ent: i
BT &
PLAVZT ST SRS P orHEpR
12. Specify additional agents given: DO
Codes for Indication of Therapy :
. Intervention for detay/deckne i absolute neutrophi! count (ANC) 5. Antleukerc or tumor agent (prevention)
. intervention for delay/dechne in platelets 6. Antleukemut or tumor agent (treatment)
. Intervention for delay/dechne in both ANC and platelets 7. Other intervention therapy
. Intervention for delay/dechine in red blood cell counts
Date started Date stopped indication
Yes No Month Day Yaar Month Day Yesr (above)
GLOFRD D N3
A\WL’B’J <+—a. G-CSF 10 20 GLIEPDE |
ADOLD Lt % GM- cs;:(g ®> 10 20 Cad Dy A el Dﬂwz
VA L uDC
AT £ —© CRADRY b Lo cRNTABER] ][]
ooz S— Thrcmtwpme%?x5 1D 20 H 2&:,(1;@ - E o
ATDL3S é___;—c .. Inteﬂeukm (I'I:))Z 10 20 I DA D& 0
TR0 —
ADDL36 g..__:L:f Interieukin — @\’flgg 10 20 i 3 DIE3 | ] 2
Tl G AD S ] fw
AV &4— 8 Imeﬂeukm 6al-6) 10 20 LGN B
Pl D B3 ) g
&%3938 =t h.)%lx 321 10 20 P ! NP DIE 5
SC’P AD 9 % L~ |~ ] AV
ADDL3G S— Séeem Cell Factor 10 20 >C |1 H P’ N o 4 .
pLd M 4wl
HWL3‘°¢/’ Ime 28?2) 10 20 P p N 063 -‘&3
CATYMED E? :D i
ADpLzi G— k. Intereron gam 10 20 CA{PH YD r% A
QDL = A D B ; p— =4
A - Jn
~ 1 .1 Blinded growthfactor 10 20 D gl
ADD 312 < tnal, specify agent: P; GLAA S2 -
T A . ™ Jwi
H'DB R < m. Other, specify’ 10 20 CH T Fﬂ” Q P :DEB | 7

NMDP Form 130, 530..630 V8 (2-18) November 1998
Copyright © 1998 Nauonal Marrow Donor Program. All nghts reserved.



S Recipient
Recipient _ R )
NMDP 1D: Last Name:
G’ '‘opoiesis

hempPpel >

13. .. (was) there evidence of hematopoietic recovery following the initial bone marrow infusion? (Check only one)

10 Yes. "'_"_"3" 14 Date ANC > 500/mm?3 (first of 3 consecutive lab vaiues ‘ l i [
ANC > 500/mm taken on different days): ANC NDT 3 o 5o o

achieved and
sustained for 3

15 Was ANC > 1.000/mm? achieved and sustained for 3 consecutive lab values taken on different

consecutive 1ab days? A NCNU VYND

values with no 10 yes

Date (first of 3 consecutive —T
subseguent 20 no {ab vaiues taken on } I

dechine W different day%NCN‘U DT% Month Day Year

A fC -
20 Yes, ————eip NCN ?;.
D ves 16. Date ANC > 500/mm? (first of 3 consecu;\ig;gs)‘

ANC > 500/mm3 ’C' vy Doy Yer:
for 3 consecutive N ’ '
‘:; values with 17. Was ANC > 1,000/mm3 aﬁieve%lgdi@ta%ed for 3 consecutive days?
subsequent . ;g :"25 - Date (first of 3
dechne in AN consecutive days):
to < 500/mm3 ﬁ N Y DXP?) Month Day Year
h
;o;greater than 18. Date of decline in ANC to < 500/mm3 for greater than 3 days (first of 3 days that ANC declined):
ays \'
ANCYDDT ™
) Month Day Yeaar
Actual CBC on first day of decline:
19. WBC: . x 10'1L ANC Lo BC 5
20. Neutrophils: . % ANCNEVS
21. Lymphocytes: . % Pr/\) C. LN %

22. Did recipient recover and maintain ANC > 500/mm3 following the decline? ,lx/\j(\/ 2N /U

; g :;zs 23. Date of ANC recovery:
TeN D
ANCVIEDTS e “on— e
Actual CBC on first day of recovery:
24. WBC: o Ixion ANCRIOBC™
25. Neutrophils: d % A CRNEC
26. Lymphocytes: . % IXINCR M 3

3 [0 No. ANC > 500/mm3 was not achieved and
there was no evidence of recurrent disease

In the bone marrow .l Continue with 27

T No, ANC > 500/mm3 was not achieved and
there was documented persistent disease
in the bone marrow post-transplant ——————- [Py,

NMDP Form 130. 530, 630 V8 (3-18) November 1998
Copyngnt © 1998 National Marrow Donor Program. Al rights reserved.

ANCRPD R




Reczpueht ) .
NMDP ID:

o
Persistent disease or relapse

10 yes
20 no

immune mediated rejection

;pected etiology of failure to achieve ANC > 500/m

Recipient ' g l |
Last Name:

: -
m3 or a decline in ANC: -Px '\‘I\C/ PD R’)

BTN DS

110 yes —————
20 nno

28. Immune mediated etiology: AN cXM3A

Cellular ANC\M 32

a 10Oyes 20no
b. 10 yes 20 no Antibody /X NC T M3
¢ 1Ovyes 20 no Third party engraftment AN CX M
d 1Dyes 20 no Unknown ANCIMS3S
¢c. Graft versus host disease )
10 yes AN G GUHD™S
20 no
d Non-viral infection
10 yes P\{\_‘,C,N\/\B
20 no

Suspected viral infection

29 Suspected virus: @3( N (_%\J ’25%&? A N csu3 !
a. 10Oyes 20 no Cytomegalovirus (CMV) Ancsy3a

1O yes 200 no Human Herpesvirus Type 6 (HHVB)ANCSYR

10O yes 20 no Herpes Simpiex Virus (HSV) AN <3Sy 34

10 yes 20 no Varicella ANCSU3s

1Dyes 20 no Other, specify;: ANCS\ 36

f.  Documented viral infection A DOV %7<(_/9
10 yes ————1| 30. Virus involved: AN DY >

10 yes ————p~
20 no

®aoo

20 no a. 1Oyes 20 no Cytomegalovirus (CMV) AN cONIY
b. 10 yes 200 no Human Herpesvirus Type 6 (HHV6) ANCOUZDS
c. 10yes 20 no Herpes Simplex Virus (HSV) AN CDY 34
d. 10O yes 20 no Varicella AN DY 3%
e. 10Oyes 20 no Other. specify: ANCOUIIC
g. Antimicrobial therapy X NC AP 2 \.\
;D yes > | 31. Therapy:
E\\r\‘%am’&\ a. 1Oyes 20 no Ganciclovir ANCAIN32
h. Undetermined b. 10 yes 200 no Bactnm, Septra. Trimethopnm/Sulfamethoxazole ANCAM 33
10 yes c. 10Ovyes 20 no Other specify: _LANCAMD>S
20 no P\NC O UD%
Megakaryopoiesis

The following questions relate to initia/ platelet recovery. All dates should refiect no transfusions in previous 7 days, and the first of 3

consecutive laboratory values.
PLIoNA

33. Date platelets > 20,000:

32. Was a pilatelet count of > 20.000 achieved?
10 yes ————pm

PLI=2DT R

Month Day Year

PR Rl —— Continue with 38
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Recipieht Recipient ’ ’ , -
NMDP 1D i ) Last Name:

3+ s a platelet count of > 50.000 achieved? PLis™ N>

10 yes ———t l

35. Date platelets > 50.000:

Pl T DU

Month Day Year

20 no ———em——t Continue with 38

36. Was a platelet count of > 100.000 achieved? Q LAVOMN N 35
1D yes 37. Date platelets > 100.000: | P L\ ,LC \D_\__B
: > 100.000: 53

Month Day Year
20 no ———»
38. Was recipient ever platelet transfusion independent? ? wLYv \\{ S ’f)
10 yes ———| 39 |s the date of the last platelet transfusion known?

10 yes ——————in- PL\T'\ K\QB

20 no
Month Day Yeoar

I recprent was piatelet transfusion ndependent for > 14 days and then subsequently expenenced 3 dechne in plateie! count ang
required piatetet transfusions, record date of iast piateist transfusion before deckne in counts. if reciprent has not required piatelet
1ransfusions since nmal piatelet recovery. record date of inst piateiet transfusion.

Y aY UM Continue with 51

40. After 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? 1_ VT ) T _)2

41. Date of the first day platelet w&#ﬂéc&é g\e}lc:é 20,000:

42. Did platelet count recover? '} 3, — oo e
. .. . > P T DT

20 no ————n

Fin g . Continue 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? L >N N B
10 yes i
44_ Date platelets > 20,000: LS DT>

Month Day Year
ul P, Continue with 49

45 Was a platelet count of > 50.000 achieved? PLSESH N 5
10 yes ~—— )
46. Date platelets > 50,000 e LSS T 3

Month D.y Year
ul g, Continue with 49

47 "Was a platelet count of > 100,000 achieved? YIS0 N (\35

1[0 yes e
20 r{o 48. Date platelets > 100,000: P S oP —T'_b
Month Day Year

49 Is recipient now receiving plateiet transfusions?

1Dyes-——-——->m QL%O\@LB

20 no —————| 50. Is the date of the last platelet transfusion known? U5 IKNLON

10 yes ——n 4
20 no — P LS DT5
Month Day Year
if pisteset count > 100.000 schreved. contnue with question 56. Otherwise continue with question 51.
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Reciplént )
NMDP ID:

Recipient J |
B Last Name:

spected etiology of failure to achieve a platelet count 2 100.000 or decline in platelet count to < 20.000

4 Persistent disease or relapse
prreoe>

10 ves
20 no

b immune mediated rejection QU TN DT

10 yes —————s

20 no

52 immune mediated etiology: P LTIM3 !
a 10yes 20no Celular PLTTM32
b 10yes 20 no Antibody PLT IM3>
¢ 10yes 20 no Third party engraftment T M
d 10Oyes 20 no Unknown PLTIm3S

¢ Graft versus host disease

= O RS W

d Non-viral infection

Hyes DTNV

20 no

e. Suspected viral infection {) CVSN ol

10 yes «—————

20 no

53. Suspected virus: LT SV3I

a. 1Ovyes 20 no Cytomegalovirus (CMV) PLT SN 372
10 yes 20 no Human Herpesvirus Type 6 (HHVE) LTSV 3>
10 yes 20 no Herpes Simplex Virus (HSV) PLT 3V 3
10yes 20 no Varicella Ppesy-d OLTSY3S

®maoo

10yes 20 no Other, specify: _OLT SU36

f Documented viral infection 0T S 255 (

10 yes ———i

20 no

54. Virus invoived: PLT OV

a 10yes 20no Cytomegalovirus (CMv) ©LTOV 32
1D yes 20 no Human Herpesvirus Type 6 (HHVE) © CTDU3™
10 yes 20 no Herpes Simplex Virus (HSV) peTOV3H
10yes 20 no Varicella PLTDU BS
1O yes 20 no Other, specify: __ DLTDV3C

000

g Antimicrobial therapy

10 yes

20 no

P Beon e
55. Therapy: PL TAM> !

a. 1Ovyes 200 no Ganciclovir PLTAMD2
b. 1D yes 203 no Bactrim, Septra, Trimethoprim/Sulfamethoxazole PerAmzs
c. 10yes 20no Other. specify, PLTAM 3¢

h Veno-occlusive disease (VOD)

10 yes
20 no

. Undetermined
10 yes
20 no

PUTVO D™

LT orD,
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ipien Recipient :

ent _

E;Cg: ID: ) ) Last Name: | i P
Er ‘opoiesis

56 ..as recipient received red blood cell (RBC) transfusions within 20 days of the day of contact? @B . (16(::5

58

! g yes 57. Is the date of the last RBC .
20 no ———m—
10 yes ; ;
20 no . (LQ)C’ '\M’L)MB
Continue with 58 Mo Dy a YO C ST,

Did (does) recipient have evidence of hemolysis? HAE MO S 2

1[0 yes —————eeei

59. Specify critena:

20 no

Current Hematologic Findings

60 Date of most recent CBC: ' G)C’, DT ’DD
Month Day Year

Actual CBC values: . ,

61. WBC: | Jd oo DeTu RS

62. Neutrophils: . % {3(@7\’ ‘\BGEQ %

63 ' mphocytes: N % }QTC/—T AN /\/\’5

64 moglobin: gL BTG R

65. Hematocnt: . % - ]GTC/T A’C/’Y 3

66. Platelets. . x 10'/L P(C/T D T ')D

67.

Were chimerism studies performed prior to date of contact? ¥} | AT 1D B
(BRI PREEREY  Complete table on following page

R T R aam.ad Continue with 68
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Recipient i Recipient ] ! 1 [

NMDP ID: ; Last Name:

Aci*a Graft vs. Host Disease (GVHD)

6 is specific therapy used post transplant to prevent acute GVHD or promote engraftment? P {LPVQ 57( | ]

1D yes 69. For each agent listed below indicate whather or not it was used to prevent acute GVHD or
20 no promote engraftment: AG>

100 20 Methotrexate PRAG32

1030 20 Cyclospornne PRAG3R

10 20 Conicosteroids CRAG >

10 20 ALS. ALG ATS, ATGVRAGZES

10 20 Azathioprine PRACTE

10 20 Cyclophosphamide PRAC >77

10 20 In vivo anti T-lymphocyte monocional antibody. specify: PRAGZR®
1O 20 In vivo immunotoxin, specify: [CRAG 39
10 20 Biinded randomized trial, specify agent: TRAG3 e

T T Jo s oo0ow

10 20 Other, specify: — PRAG3I

70 Did acute GVHD occur? ,P((D\} P N A

1 0 yes ———— | 71 Maximun overall grade: 101 200 30O m «aOVPLIRD MG

72. Kamofsky/Lansky score at time of maximum severity of acute GVHD:
(Refer to page 15 for complete scale) FrG\H D) £, EE

UHDEG”
73. What was the diagnosis based on? 1 [ Histologic evidence 7qz%\l(::iinic‘:al evi%er%e 30 Both
74. Date of onset: PVCEM + DD-T‘B
Month Day Year
75. Is acute GVHD still present at time of this report?
10 Yes PREURD (RS

20 No
3 [0 Progressed to chronic GVHD
4 [J Not known

Continue with 82

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

76.skin - AGUS Kand) 2
10 Stage 0 -Norash
2 [J Stage 1 —Maculopapular rash, < 25% of body surface
3 [0 Stage 2 —Maculopapular rash, 25-50% of body surface
< [0 Stage 3 - Generalized erythroderma
5 [0 Stage 4 — Generalized erythroderma with bulbous formation and desquamation

77. Intestinal tract (use mi/day for adult recipients and mi/m2/day for pediatric recipients) g U AT 53
1 O Stage 0 - No diarrhea
2 [J Stage 0 - Diarrhea < 500 mi/gay or < 280 mi/m2/day
3 [0 Stage 1 - Diarrhea > 500 but < 1000 mi/day or 280-555 mi/mz2/day
4 0 Stage 2 — Diahrrea > 1000 but < 1500 mi/day or 556-833 mi/m?/day
5 O Stage 3 - Diarrhea > 1500 ml/day or > 833 ml/m2/day
6 [J Stage 4 — Severe abdominal pain, with or without ileus

78 Liver [ &\ L) Ve
1 O Stage 0 - Bilirubin < 2.0 mg/dL (< 34 ymol/L)
2 0O Stage 1 — Bilirubin 2.0-3.0 mg/dL (34-51 pmol/L)
1 Stage 2 - Bilirubin 3.1-6.0 mg/dL (51.1-102 pmol/L)
‘Stage 3 — Bilirubin 6.1-15.0 mg/dL (102.1-255 pmoi/L)
5 L] Stage 4 — Bilirubin > 15.0 mg/dL (> 255 pmol/l)
& [J Not evaluable, other liver process present

20 no
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Recipient
Last Name:
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Recipient )
NMDP 1D

7(‘
J yBS mrresaii
20 no

Recipient | i i '
Last Name: | ! :

ser organ involvement? PG OTH & Y

1Dyes 20 no UpperGltract A &ETHRL

a
b 1Oyes 20no Lung AGoTH 3D
c. 10Oyes 201 no Other specify: Acotiy 3l

BD. Was specific therapy us
1[0 yes et

20 no

ed to treat acute GVHD? | s YOREN S| 2y

no
20
20
20
200
20
20
20
203
20
20
200
20

yes
10
10
1O
10
10
10
10
10
10
10
10
10

TETT OO e an0ow

81. For each agent listed below indicate whether or not it was used to treat AGVHD (if recipient was
already receiving agent. indicate if dose was increased). "VRAG™ |

ncreasd

30 Methotrexate TRAG32

30 Cyclosponne TRAG 32

300 Systemic corticosteroids T RAG™S

30 Topical corticosteroids TRAE>S

3[d ALS, ALG ATS, ATG TRAG 3c

30 Azathioprine TRA G 37

30 Cyclophosphamide 7 RAG3E

30 Thalidomide TRAG™A

30  in vivo anti TAymphocyte monocional antibody, specify ZB4& 3/0
30  In vivo immunotoxin, specify: ZHAA& 3/

30  Blinded randomized trial, specify agent: ZZ4¢ 572
30  Other specify, _ Z7AE 3/3

Chronic Graft vs. Host Disease

82. Has recipient developed clinical chronic GVHD?

] yes ——ep
ino

|

Continue with 95

C.EUHDY N D

83. (D/ate of onset:

3 [J Both

(Refer to page 15 for compiete scale)

85/ Platelet count at diagnosis of chronic GVHD:

87. W/hat was the diagnosis based on?

1 O Histologic evidence
2 [J Clinical evidence

NMDP Form 130, 530, 630 V8 (10-18) November 1998
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C&VHDDTR
Month Day Year
84 /Kamofsky/Lansky score at diagnosis of chronic GVHD: C GURD L/-L?)
. x 1000 GV HD PCR
86. Total serum bilirubin at diagnosis of chronic GVHD: . :"’E‘;’;’;’/g".‘""’:%(;‘\foﬂbi
SSHD BT

CRrDEN S

88. Maximum grade of chronic GVHD: (. (U D M(z ™

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

2 [0 Extensive (Generalized skin invoivement or localized skin involvement and/or hepatic
dysfunction due to chronic GVHD, plus;
- Liver histology showing chronic aggressive hepatitis, bridging necrosis or cirrhosis; or,
- Invoivement of eye: Schirmer's test with < 5 mm wetting; or
- Invoivement of minor salivary glands or orai mucosa demonstrated on labial biopsy, or
- invoivement of any other target organ

l/c

{



Recipielnt - _
NMDP ID:

VO3 TXTTIO o000

10yes 20 no

Recipient
Last Name:

COGN RN

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

10 yes 20 no Cutaneous invoivement G GO H 3¢
10O yes 20 no Xerophthaimia (dry eyes)C GUH 32
10O yes 20 no Oralinvolvement C GUH 33

1D yes 20 no Mucositis. specify site: < euH3Y

1D vyes 20 no Esophogeal involvementC G\ H3s
1Oyes 20no Chronic nausea/vomiting QG V H 34
10 yes 20 no Chronic diarthea CGOHR 7
10yes 20 no Other Gl tract involvement< GO H3¥
1Dyes 20 no Weightioss C GUW ™9
10O yes 20 no Hepatitisthepatic involvementC GO H3 o
1D yes 20 no Arthritis/arthralgia (joint pain) Ca 0 {4314
1Dyes 20 no Contractures C GuH 32

.10 vyes 20 no Obstructive lung disease Cc ok 1>
1O yes 20 no  Serositis, specify site: <~ Gui 2]

Myositis/myaigia (tenderness/pain in muscies) CGO K3 IS
1O yes 20 no Thrombocytopenia CGOH 3iC

10yes 20 no Other, specify: <C&VHS 7
90. Was specific therapy used to treat chronic GVHD? ~\ (¢ LAY D

20 no

JO L0000

92.

'T?LbDTE?

chronic GVHD: TRCG3 | Dose
stil takng st taking
. ALS, ALG ATS, ATG TRCG 32 10 20
. Azathioprine T RC6 33 10 20
. Cyclosporine TRc &3 10 20
. Systemic corticosteroids T Rce>s™ 10 20
. Topical corticosteroids TRCG3& 10 20
. Cyclophosphamide TRCa 37 10 20
. Thalidomide TRc &3¥ 10 20
. In vivo anti T-lymphocyte monocional 10 20
antibody, specify: _LRCG3T
. In vivo immunotoxin, 10 20
specify: TRC G3le
. Biinded randomized tnial, specify 10 20
agent: TRee3l v
. Other, specify: . TRCE&212. 10 20

Is the recipient still receiving treatment for chronic GVHD?

10) yes —["91 For each agent listed below indicate whether or not it was used to treat
Yes.
Yes, ncreased.  ho onger

aking No
3D 40
30 «0
30 «0
30 «0
3D «0
30 40
a0 «0
30 40
30 «0
30 40
30 «0

10 yes
20 no ——| 93. Date final treatment was administered:

Month Day Yeasr

20 no

94. Is chronic GVHD still present?

1y o aDPRS

3 0 no symptoms, recipient still receiving treatment

NMDP Form 130, 530, 630 V8 (11~18) November 1998
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Recipient |

NMDP ID

o

Recipient , | Q : ‘
Last Name: | |

Treatment and Clinical Status Post-Transplant

g5 .vere transfusions given at any time after the start of conditioning to present? /r ﬂ AOS k{ A 5

1[0 yes ———me——tm

96. Did recipient receive only CMV seronegative biood products?

20 no
10 yes
20 no CmVNEGDS
97. Were blood products filtered to reduce leukocytes?
10O yes
20 no P‘DP F‘]L‘\/ 3

98 Did recipient receive an

y of the following agents for infection prophylaxis after start of conditioning to present?il\) ?kﬁ)q

10 yes ——————
200 no a

b
c
d
e
f.
g.
h
i
j.
k
I
m.

100 yes

. 1DOyes

10 yes
10 yes
10 yes

. 10 yes

10 yes
10 yes
10 yes
10 yes
10 yes

99. Specify: T NP R\
.10 yes
. 10 yes

20 no
20 no
20 no
20 no
20 no
20 no
20 no
200 no
20 no
20 no
20 no
20 no
20 no

Polyclonal IV gamma globulin (not ATG) NP3 2

IV amphotericin TNPR33

Fluconazole TNVR 3+

ltraconazole TNPR3Y

Other systemic antifungal agent, specify: JLNTR3C
Acyclovir TNPR37

Ganciclovir TN PR3}

Foscamet T WPR29

Other antiviral agent, specify: . ZENPR 3o
Trimethoprim/sulfamethoxazole (Bactrim, Septra) T NPR31\
Pentamidine TTNTR2\L

Other pneumocystis prophylaxis, specify. NI CRDI
Other, specify: —LNTPR3I

Ory.a Function
Puimonary Function

100. Did recipient develop interstitial pneumonitis after the start of conditioning to present? (Interstitial pneumonitis is characterized

by hypoxia and diffuse interstitial infiltrates on chest x-ray not caused by fiuid overioad.)

NYAD

1[0 yes —————i

101. What was the date of onset?

ProDST D

20 no
nth Y
102. Were diagnostic tests done? &oy\/ T ED g’T 2 o
1 g yes —| 103. Diagnosis was evaluated by: ? NDIADR XS
- . 2L no a. 10O yes 200 no Bronchoalveolar lavage PNDIA S
Conti ith 107
b. 1O yes 200 no Transbronchial biopsy PNDTA 32

c. 1Ovyes 20 no Open lung biopsy ©NP T A 3>

d. 1O yes 20 no Autopsy PNDT A3

e. 1Oyes 20 no Other, specify: ENDTH 3"

104, Was an organism isolated? [/ \J O] 2 3¢ 4

10 yes —»| 105 Etiology: © NO (3 !

20no a. 10yes 20no Pneumocystis carinii PNe 152

(idiopathic) b. 100yes 20no Aspergillus CNo 133
c. 10yes 20no Cytomegalovirus PNo 1>~
d. 10yes 20no Herpes simplex ©No I35
e. 10yes 20no Adenovirus PNo 36 ()
t. 1DOyes 20no Human Herpesvirus Type 6 (HHVE)
9. 10yes 20no Other virus, specify: £No 3X
h. 1Dyes 20no Other, specify: £LNo 139

106. Has interstitial pneumonitis resolved? 10yes 20000 N RESC) 3
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Recipient
Last Name:

pulmonary abnormalities other than interstitial pneumonitis after the start of condtioning to present%

Xecipient ) i

NMDP ID:

107 ' recipient develop

| YRS e
zt) no O yes
20 no
-

ZAV W

1 yes —=
20 no

10 yes —»
20 no

10 yes —»-

108. Did recipient develop Acute Respiratory Distress Syndrome (ARDS)? f P;\/ N ’5 /

109. Date of onset:

ARDT

Month
110. Were diagnostic tests done?

Day

Year

Prea12

111. Diagnosis was evaluated by: ﬂﬂ_D[ A ?J?* S”

10 yes =

20 no a10yes 20 no
b.1Oyes 20 no
c. 10Oyes 20no
d 1Dyes 20 no
e 10yes 20no

Bronchoaiveoiar lavagegrpI A3

Transbronchial biopsy ARDTA 32-

Open lung biopsy ARDI A=
Autopsy ARDL A2

Other. specify: <

112. Did recipient develop bronchiolitis obliterans? ENINES

113. Date of onset:

BT

Month

Day,

Year

114. Were diagnostic tests done?

%L\TE ST

10 yes —
20 no

115. Diagnosis was evaluated by: 5 (0 D 2 xS

Paoow

10 yes
10 yes
10 yes
10 yes
.10 yes

20 no
20 no
20 no
20 no
20 no

Bronchoalveolar lavageRanias
Transbronchia! biopsyRedra=2.
Open lung biopsy ReDTAR3
Autopsy BedxT a3

Other, specify, SoDERRS

116. Did recipient develop puimonary hemorrhage? O N 1ND) ’5

117. Date of onset:

PrIDTS

Month

Day

Year

118. Were diagnostic tests done?

PHTEST S

10 yes ——m
20 no

119, Diagnosis was evaluated by: { |4+ D)) A2 xS

a.

10 yes
.10 yes

b
c. 10 yes
d.
e

10 yes
.10 yes

20 no
20 no
200 no
20 no
20 no

Bronchoalveolar lavage P HDI @
Transbronchial biopsy PRDIA 33
Open_lung biopsy PYDITA XS
Autopsy PRDIA 34

Other. specify: 5

o

120. Did recipient develop other pulmonary abnormalities? e D\YT*“EQ_.,S

20 no 121. Specify:
Liver Function MM A QD@:T )
122. Recipient's maximum known total bilirubin: . :JnD“ rc::g%iasu‘;fmegt:u umoliL (Y\A}( DDm < A~ 3)
123. Date of maximum known total bilirubin: e R
Month Day Year
124 " cipient's bilirubin on day of contact: . ?g‘ ggmasu;:megtbmm %m A=,

CONBETY™H
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Recipient
NMDP ID:

127 " the recipient devi

ent?

10 yes
10 yes
10 yes
10 yes
13 yes
10 yes

"o aoow

200 no
20 no
20 no
20 no
20 no
20 no

Jaundice
Hepatomegaly aLE 32
Right upper quadrant pain AF3IR
Ascites ALE3Y
Weight gain (> 5%) A &35
Other. specify:

Recipient ' ‘ | i
Last Name: : :

elop any of the following clinical signs/symptoms of abnormal liver function after the start of conditioning to

P 2 le

ALF3I

ALE 26

126. Did recipient develop liver toxicity after the stan of conditioning to present? | -\~ \1 ‘\)’13

10 yes ————s-

20 no

Kidney Function

131. Recipient's serum creatinine on day of contact:

New Malignancy

127. Date of onset:

2 0 Other. specify:
3 0 VOD and other, specify:

LTDY D

Momh Day Year

128.Etiology: | T & T
1 O Veno-occlusive dlsease (vOoD)

4 0 Unknown

129. Diagnosis was based on: L\ DA 2 WS

Pao0ow

.10 yes
10 yes
10 yes
10 yes
.10 yes

20 no
20 no
200 no
20 no
20 no

Clinical signs and symptoms L. TDxA3 |
Eievated liver enzymes _ 1T D TA>2
Biopsy LT DO T A

Autopsy LD x A3
Other, specify: LIDIA3S

130. Has liver toxicity resoived? (1 Q\CS RS ?)
10 yes
20 no

. mg/dL Cyﬁ ch (Lg“ﬂ ?)

132 Did a new malignancy. lymphoproliferative or myeloproliferative disorder appear? 1\. Aa N /O%

10 yes
20 no

133. Diagnosis: (\) MIDIVE e

a.
b. 10 yes
c. 1D yes
d
e
f

10 yes

10 yes

10 yes
. 10 yes

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

134. Date of diagnosis:

AMUMDS NMMTAz\

B-cell lymphoproliferative disorder NMTDIT A2
Other lymphoma., specify: NMDIHZD

Skin cancer. specify. _NMPTA >4

Solid tumor, specify; ALMDITR DS

Other, specify, including site: NMPTA >

N ISy

Month Day Year

Survival and Functional Status
135. Was recipient discharged from hospital after transplant? \ 2 VSCAN AD,

10 yes ————p

20 no

136. Date of first discharge from hospital after transplant:

DAISCHR BT Month Day Year

137. Total number of inpatient days in first 100 days post-transplant: D’A\i TN Q%
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Recipient i Recipient ’ k ‘ E
NMDP ID: ) Last Name: ‘ |

\ 7
137 s the recipient alive on the day of contact? A LN é\] N 3
] yes —————— 1139 |f the recipient was alive on the day of contact, complete the Kamofsky Scaie for recipients 16 ;

]

20no years or older and the Lansky Scale for recipients younger than 16. Rate activity of recipients ‘
hospitalized for therapy according to how they were functioning before hospitalization. J

KARNOFSKY SCALE>216yrs  PL |\ T }_{qé L 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 neeaded

1 0100 Normal: no complaints; no evidence of disease . 1 0100 Fully active
2 [J 90 Able to carry on normal activity 2 O 90 Minor restriction in physically strenuous play

3 0 80 Normal activity with effort 3 0 80 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
needed 4 O 70 Both greater restrictions of, and less time spent in.
403 70 Cares for seif. unable to carry on normal activity active play
or to do active work 5 0 60 Ambulatory up to 50% of time. imited active play
5 ] 60 Reguires occasional assistance but is able to care with assistance/supervision
for most needs 6 O 50 Considerable assistance required for any active
6 O 50 Reguires 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 7 J 40 Able to initiate quiet activities
institutional or hospital care; disease may be 8 0 30 Needs considerabie assistance for quiet activity
progressing rapidly 9 O 20 Limited to very passive activity initiated by others
» [0 40 Disabled; requires special care and assistance (e.g.. TV)
O 30 Severely disabled; hospitalization indicated. 10 0 10 Completely disabied, not even passive play

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

Disease Status and Treatment Post-Transplant
Questions 140-166 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 original diagnosis was CML only answer questions 146-163.)

140. What is (was) the status of recipient's disease at time of this report or at time of death? LLST P*T%

1 O First complete
remission post
transplant
(no hematologic
evidence of
disease) ——p

2[J Therapy-induced | 141 Date of first relapse: | L QL:): LT R

compiete
remission after Month Day Year

gf:‘:‘sat;:; ‘:'05::’55 142, Site of relapse: L R S N

transplant ——— a. 1Oyes 20 no Blood and/or bone marrow L.L-RS31
b.1Oyes 20n0 CNS LL R532a

c. 10yes 20 no Testes LLWSID

d. 1O yes 20 no Other, specify: CCR S 34

Continue with 167

‘Relapse or
persistent
disease ——————p
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i : Recipient ‘ |
Recipient B} i} . l | )
NMDP ID: Last Name: |
143. Was patient treated for post-transplant relapse? l__L_ QT '?) ?< ] Q,
; g izs 144. What treatments were given? LURT 3 ¥
a 10Oyes 20 no Interferon gammatl LRT 32 o
b. 10 yes 200 no Interferon alpha L& RT 3> f
c. 10 yes 20 no Chemotherapy L @< 3\ i
d 1D yes 200 no Withdrawal of immunosuppressiontL QT3S |
e. 1O yes 20 no Immunotoxins LLRT3IC |
f 1D yes 20 no Donor ieukocytes L L X737
g. 1O yes 20 no Second transplant LW RT 32X
h. 1O yes 20no Growth factors, specify: =RV 2T
i, 10yes 20 no Other, specify: LRI 3o
145 Did the patient acheive a hematologic remission?
10 yes
20 no L.LHEM % %
3 J not applicabie
Continue with 167 |
CML Only

146. Did Chronic Myeiogenous Leukemia recur (include clinical and/or cytogenetic relapse) post-transplant? (_ {\/) Qg(_ N A %

10 yes ————n-

147. Was post-transplant reiapse extrameduliary only? C_ M =, NN S %

20o 10 yes ——im
20 t{o 148. Date of extramedullary relapse:
C.MHMEMDT T~ Be: o
149. Site of relapse, specify:

Continue with 163 w

150. Was initial post-transplant relapse cytogenetic only? (_ (N ~J \7/ (\) %

10 yes —»-

151. Date of cytogenetic relapse:

20 no
Lry )b/ A i
C‘ 5@'1 o 5&"\ P i.?) Month Day Year
152. Did hematologic evidence of CML subsequently appear?c. Nt 6\/ N
10 yes — ) 3
20 no 153. Date of hematologic relapse:
C MHE DT
l Month Day Year
m 154. Initial hematologic relanse findings were consistent
with: Sor -
1 O Chronic phase CrMRECad 3
2 [0 Acccelerated phase
3 D Biast phase
Continue with 157

155. Were initial post-transpiant relapse hematologic findings consistent with:” N P T COL) R

1 [0 Chronic phase «e————————i - .
2 [J Accelerated or blast phase —» 153. Date of relapse: C,W\ ) D—TE’)

Month Day Year
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Recipient
NMDP ID:

Recipient
- - Last Name:

157. Was recipient treated for post-transplant relapse? C (\f\ \ Q—\) M 5

20 no
a.

b
c
d
e
f
g
h

i.

10 yes

.10 yes
.10 yes
.10 yes

100 yes
10 yes

10 yes
10 yes

10 yes

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

10 yes ———i
20 no e
3 [J not applicable,
extramedullary

relapse only

4 [ not

tested

Cont. with 163

10 yes — 158. What treatments were given? (_ [\ Py BYS q

Interferon gamma TRy 2|

Interferon alpha Cv oy 32

Chemotherapy ©nt QT 32

Withdrawal of immunosuppression CMT RT3 “l
Immunotoxing C MTTRY 35S

Donor leukocytes CONTRY 26

Second transplant COSYRT37

Growth factors, specify: CInY RV 3¥

Other, specify; SNTRT 37

159. Did recipient achieve hematologic remission? C. Mo 8 O)
10 yes
20 no
3 [0 not applicable

160. Did recipient achieve cytogenetic remission? (" \~ C 2N N ?3

161. Date bone marrow examined: (_n\C /LD’FA

Month Day Year
162. Did recipient achieve chronic phase?
10 yes C M C d
20 no
3 [0 not applicable, cytogenetic reiapse only

Continue with 163

163. At the time of this report, CML was (check one box only): (_ M LSTAT g

1 [0 Absent

2 O Present on cytogenetic testing only
3 [J In chronic phase

4 [J In accelerated phase

5 [J In blast phase

Continue with 167

Aplastic Anemia, Nonmalignant Hematologic Disorders, inborn Errors of Metabolism
164. What was the status of original disease at the time of this report? [\} D Y RT“B

1 [0 Cured

2 [ Improved

3 O Unchanged
4 0 Worse

5 [J Unknown

Continue with 167
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cipient Recipient ,
nm .
3:,4‘.:33:30: ) ) Last Name: l |

odeficiency Disease (For SCIDS complete Insert | for WAS complete Insert Il. and answer questions 165 and 168 )

165 .iat was the status of T-cell function at this visit or at the time of geath? L D =T S

1+ [J Absent (< 10% normal response)

2 0 Normal

30 Partial

4 D Unknown

What was the status of B-cell function at this visit or at the time of death? 1 O DSTAT /5

1 [J Absent (< 10% normal response)
2 J Normal

3 [J Partial

4 [J Unknown

-

166.

Subsequent Stem Cell Infusion
~omplete this section if recipient has received a subsequent stem cell infusion. If the donor is a second unrelated donor. complete a
Jew Form 120, 520. 620 for baselne information relative to the subsequent infusion.

LUILTR

167. Date of subsequent stem cell infusion:

Month Day Yesr

168. What was the indication for subsequent stem cell infusion? S | IA) D 3

1 [0 Graft failure/rejection
2 O Recurrence of disease
3 O Other, specify:

16¢ rce of stemcells: <5 C_ 1D P\C; A
’ ) Autologous
1 O Cryopreserved bone marrow
2 O Cryopreserved peripheral blood stem cells
2 ? Aliogeneic, unrelated
1 [Q Fresh. original donor bone marrow
2 0 Cryopreserved onginal donor bone marrow
3 [J Fresh, second donor bone marmrow
4 O Fresh, onginal donor mobilized peripheral blood stem cells
5 O Cryopreserved original donor mobilized penpheral blood stem cells
6 O Fresh, second donor mobilized peripheral blood stem celis
#0 NMDP cord blood
2:00 Non-NMDP cord biood
3 [0 Aliogeneic, related
1 O Bone marrow
2 [ Peripheral biood
3 O Cord blood

170. Swgned: " e
erson compietng

Please print name:

“hone: { )

| )

E-mail address:
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