PARTICIPATION TRACKING
Initial Report

Version date: 10/6/10

REGISTRATION
Patient Study ID \O_ PT Initials W IT
Consent Date Consent to future I O Ves
QX)NSW“O—T contact? 0O No
Date of Visit 2 O Not marked
MSIT.: DT FUTURE - CoN
oI g gyg'}égf) Ogselyby I:L’ ©Q Control CASE-CTEL
lov ©Q Incident cASE-INC
U Stanford (04) SE- PR Vv
O NWChildren's (05) e Lar 00 Prevalent ASE-T
O Vanderbilt (07) I O Adult(18+)
O MCw (08) 2. O Ped (2-17)
O washU(09) SITE
O Moffitt (10)
O Univ of Mich (16)
O Mem Sloan Kett (17) ATDULLT_ CHILD
DEMOGRAPHIC INFO FROM CLINICAL REGISTRATION SYSTEM
Age - _ Gender ©Q Male SAUE _ GEN-
AGE_RE G 'O Female Fe - REG
Race ! @ Black Hispanic?
20 American Indian/Alaskan VO Yes
Native OO No
20 Asian n
40 Native Hawaiian/Pacific HISP-RECGC
Islander PR :
SO White KA (E. REG Participation Notes:
¢Q Mult SA RTIC. NOTE
-3 Unknown VAR
% Other, specify:
ke o™



Abstraction from Medical Chart
Baseline Data — Transplant Characteristics

Patient Initials Study ID
Date of Transplant O DB TR DT CIBMTR Universal ID AIBPATIR— D
Hypertension pre-tx a Yes | | QNo © O Unknown -1  WYPEWRT
i i 2 : i = 4 P
Height pre-tx U DB HT 4 HT-VUNIT lzir&Velght pre-tx W DB lﬁf_\_f%&a urdl-rl -—"Lla.‘
Full PFT pre-tx U DB O @ Not performed PFET with O Yes PRE
PFT_PeE| O | Report attached bronchodilation? O DB Q No Pit- s
Full Volume Capacity (FVC) U DB Fye _ L-PRE L| fFve_pre predicted
FEV-1 Q DB cevl L PRE L/sec Fevi_ PRE% predicted
Single breath DLCO (adjusted for Hemoglobin) U DB DLtv- PRE % predicted
Age of Patient at Tx U DB AGE-TRAN S| Ageof Donor U DB DNROAGE
Disease Status 0 DB Early Intermed. T\S_STATVS Adv.
DIS_D®R AML | O _cri 1o | O crz \ol O CcRra+ rel ref IF_1© 2.
ALL 2 O _cri 200 O crz 2v| O CRa+. relref IF 202,
CML 12 O ce 200 | 0 ap a0l O BCoraferBC 320 2.
CLL & Q crPrrcs 4al (_Rel, ref, Cl 402
MDS & O rA.RARS S0O | [ RAEB.RAEBT 50| O RelreflF  S02 |
NHL ¢ Q cr.PRCS W2l O Rel,ref. Cl o2
HD 77 Q cr.prcs 72l O _Rel. ref, CI 702
MM % O cr.PrRCS _BOI QO Rel, ref.Cl 202
AA 1 O without ATGITG 9GP L With ATG/TG Qo1
Other, spec: | @ O Early (non-malig) |0 Intermed. (CR, PR) 102 O Adv. (Rel, ref, Cl) |02
Transplant Source | U Peripheral | O Cord = 5
O DB Blood Blood CMYV antibodies? DB
SowrCE O Bone Marrow
Transplant Type O Myeloablative | Q" Yes -- Patient Q1 Yes -- Donor I
QDB T™®-TYPE O Non-myeloablative Z- QONo -- Patient © T~EMY QIONo - Donor DNR-EMV
Donor Gender dOMale Donor Match L2 HLA-identical sibling
QDB DNR - Gend Qi Female DR - MATCA CI3HLA—m§tched other relative
L zFemale/Female QDB Ol HLA-mismatched relative (1
(choose 2 genders if double cord) | L13Male/Male antigen mismatched)
CfMale/Female Q&Haploidentical relative (>2
mismatched)
O &Matched Unrelated Donor
Q7 Mismatched Unrelated Donor
Preparative Regimen U DB GVHD prophylaxis O DB
PREP. RY PrOPHY
U DB Maximum Acute GVHD Grade O DB
Date of Acute GVHD Diagnosis | Overall Qo Qi Q2 a3 O 4 AGVHL OVER
oT i 4AGVI VW
D- Liver Qo al Q2 a3 Q ]
e GI Qo Q1 Q2 Q3 04 AGVH-GT
-S—NoAcue GVHD" Skin Qo al a2 as3 U4 AevH SN
v, tcheed .
Version date: 9/16/10 ik ch datez V1 fyo vi2
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Abstraction from Medical Chart
Baseline Data — Transplant Characteristics

Instructions for GVHD Therapy
List: steroids, immunosuppressants, and other GVHD therapy
Please see the Data Entry FAQ for a complete list
If steroid, give max dose

THERAPY GIVEN FOR ACUTE GVHD O Not applicable, no acute GVHD
from acute diagnosis date: to
enrollment:

el Max Dose For Acute | .\ GVHD Therapy | Other GVHD Therapy
- A_STER A-DoSEl A Feenlt A mep| ¢
2. 2 I T

} I [
3, 3. 8.
AN SrER. 3 J ‘L ’
Notes: (also mg-kq ) 4, N/ 9
5. A_merns 10.
AOUTE - BN (alSo Prb-h:co! arvel none)d

THERAPY GIVEN FOR CHRONIC GVHD O Not applicable, date of diagnosis and enrollment are
from chronic diagnosis date: to within 0-7 days apart.
enrollment:

termd Maz Dosedor Chironic Other GVHD Therapy Other GVHD Therapy
L. 15 6.

MA% - STER | MAX_DOSE| mAx-Fap| INT- MEDI
. 2 T
’ [ / [ |
3. v v = 1s. | 8.
Notes: (also my- kj) 4, 9. v
5. \ 10. INT_mEDIO
CleoNIC - RX

lalse Frv{-oa:l and node)

L" CODED MEDS FoumD IN PIRST RETORD 1N CHART Rev VISIT TABLE
(Basenc = tvue)

Version date: 9/16/10 vl.2




Abstraction from Medical Chart
Baseline Data — Chronic GVHD

O Not performed

O  Report attached anN DiL-0O
FvC._.L-© % predicted
FeVi.L-0 % predicted

0
DLEO. O g ST
=8 % SA| BSA_DO %
No O  Unknown
No O  Unknown
No O  Unknown
No Q  Unknown
PLT_0O KL

| NITIAL <THETL

Version date: 12/1/09 vl.l



Study 1D:

Comorbidities in cGVHD Scale

(Adapted from Sorror Scale and Functional Comorbidity Index)

A comorbidity is a co-existing medical condition that is active (i.e. documented by radiographic,
diagnostic testing, or laboratory evidence, or requiring either periodic surveillance/evaluation or
medical management, or both), whether or not it is related to chronic GVHD.

To be completed at

i chect reiew visit table

[ 1 Enrollment l »
f<[ ] Chronic GVHD onset (for prevalent cases only) Date; e baSZive redcotak
[ ] Deathor Relapse Date: _tnto ehark ytadtw visik +ald e
fiy = Cm= prefix =
P = Comorbidity Definition Present  |en~G
(circle) soffw=
1. CARDIOVASCULAR -0
Arrhythmia Atrial fibrillation or flutter, sick sinus syndrome or A
O3 AR y ventricular arrhythmias _ARR. O
Coronary artery disease Crc:rona;y artgry disgqse (ong_ orlnt'mret ves?el—tcortonary B
artery stenosis requiring medical treatment, stent, or
Cn3- CAC bypass graft),angina treated at any point in patient’s CR_[CAD. O
past medical history
| | History of Ml History of myocardial infarction (@
HvD Heart valve disease Except asymptomatic mitral valve prolapse D
HTN Hypertension Requiring treatment E
CWF Congestive heart failure EF<50% F
Cerebrovascular disease Transient ischemic attack or history of G
ovD cerebrovascular accident, or neurologic impairment
consequent to CVA
eripheral vascular disease
pv D | Peripheral lard H
Venous thrombosis Confirmed radiographically and requiring I
vT anticoagulation
2. GASTROINTESTINAL
VLC | Peptic ulcer/hernia/reflux Requiring treatment, including preventative treatment | J
Mild hepatic Chronic hepatitis, bilirubin >ULN to 1.5 x ULN, or K
HEPM P AST/ALT>ULN to 2.5 x ULN
Moderate/severe hepatic Liver cirrhosis, bilirubin >1.5 times ULN or AST/ALT> | |
HePS 2.5 x ULN
1&S | Inflammatory bowel disease Crohn's disease or ulcerative colitis M
3. PULMONARY
Pulmm Moderate pulmonary DLCO and/or FEV-1 66%-80% or lower; dyspnea on N
slight activity
?UL\V\S Severe pulmonary DLC_O_ and/or FEV-1 65% or lower; dyspnea at rest or
requiring oxygen
Asthma Asthma symptoms for which inhaled steroids or other
A sT daily treatments are needed chronically to prevent or
manage attacks
4. ENDOCRINE
p@& | Diabetes Requiring treatment with insulin or oral hypoglycemic | Q
agents but not diet alone
HT | Hypothyroidism Including compensated hypothyroidism R
Al Adrenal Insufficiency Including compensated adrenal insufficiency S
5. NEUROPSYCHIATRIC
DEF | Psychiatric disturbance-Depression | Depression requiring psychiatric consult or treatment | T
Psychiatric disturbance-Anxiety or | Anxiety or panic disorder requiring psychiatric consult | U
ANX panic disorder or treatment

vl.3



Study ID:

Comorbidity Definition Present
(circle)
Neurologic disease (peripheral Symptomatic and requiring treatment to control or vV
N neuropathy, MS, Parkinson’s manage symptoms/disease process
© disease or other chronic neurologic
disease)
Visual impairment secondary to Unilateral or bilateral, and unrepaired wW
V1S | cataracts, glaucoma or macular
degeneration
£ pt| Hearing impairment Very hard of hearing, even with hearing aids ¥
6. BONE/JOINT
Osteoarthritis Symptomatic and requiring treatment or with Y
OA osteoarthritic changes noted on radiographic studies
Degenerative disc disease (spinal Symptomatic and requiring treatment or symptomatic
¢| stenosis or severe chronic back and with degenerative disc disease noted on
‘DIS pain) radiographic studies
AVN Avascular necrosis Symptomatic with pain secondary to AVN or joint AA
replacement
0(: Osteopenia/Osteoporosis T Score < or equal to minus 1.5 or on treatment with a | BB
bisphosphonate
Rheumatologic Lupus, mixed connective tissue disorder, rheumatoid | CC
FA arthritis, polymyalgia rheumatica
7. OTHER COMORBIDITIES
]NF)L Infection Requiring‘current treatment with an antimicrobial (not | DD
prophylaxis)
@_EN Moderate/severe renal Serum creatinine>2 mg/dL, on dialysis, or prior renal EE
transplantation
Prior solid malignancy Treated at any time point in the patient's past history, FF
ST excluding nonmelanoma skin cancer

Note: BMI will be calculated from weight and height recorded elsewhere
Note: to convert creatinine from mg/d| to micromoles/L, multiple mg/dl by 88.4

Total Number of Comorbid or Secondary Conditions:

vl3




Abstraction from Medical Chart
At Study-Related Clinic Visit—Enrollment

O Not performed 2

IS IT-oT

Report attached |

Rovwy

LIP®_DT
BFAST O Yes

CioL

pe-sys WT-RPT QOKg|!
BP-DIA ol _@PT_UMIT O Lb |2~
O o Not performed eFT
d Yes No a NA Dl
Pve-L L e %
Fevi_L Lisec Fev| %
OL co %
wel PLT kful
NREV %
LYW _ %
B\ mg/dL | units/L
ALP  units/L | gm/dL
CRE mpdl | mg/dL

LRINE_OT
{1 Unknown

T™TRIG- medl
Ho L mg/dL
URN mg/g creatinine

O+ | |02+2/0Q3+2 Q 4+ ¢

a 2+ a 3+ O 4+

Version date: 12/1/09
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Abstraction from Medical Chart
At Study-Related Clinic Visit—Enrollment

Number of + rtialp

laps x 50 ft= ft = WA " Feet
walked in 2 min

Trial #1 1b | Trial #21b | Trial #31b | Ave Position

CR\P (1-5) e, P

Trial #1 Trial #2 Trial #3 Avein L Ave as %
L/sec L/sec L/sec Fevl - predicted

sPleo |Fevl-cA

LC

Right Eye (OD) SeM _( mm Left Eye (OS) )cSCA-\..l— mm

Minutes: b 2 o MIN) | Minutes: _'SGH_. L_MmIN
MASS | o2 nuSS | _REAS

MASS 2. 58 puS S 2 _REAN

Move ae™ SC_NDITES

Version date: 12/1/09 vl.1



Abstraction from Medical Chart

This T:mao Same

VISt ij} |
At Study-Related Clinic Visit—Follow Up

&S envolment vl

Study ID

Initials

Date of clinic visit

DIAGNOSTIC AND LABORATORY DATA

Range of motion Q  Not performed | O Report attached

Blood Pressure - Weight g IEE
Full PFT (] Not performed | U Report attached

PET with Bronchodilation? Q Yes Q No Q N/A

Full Volume Capacity (FVC) T %,
FEV-1 L/sec %
Single breath DLCO %
(adjusted)

Total WBC kful Platelet count k/ul
% Eosinophils % % Neutrophils %
% Lymphocytes %
Total serum bilirubin mg/dL ALT units/L
Alkaline Phosphatase units/L Albumin gm/dL
Creatinine mg/dL Glucose mg/dL

Instructions for lipid panel and urinalysis: Scan interval between study visits. Ok if missing (write -1).

For enrollment: first choose up t

0 2 mo prior, if not, then 1 mo post

Date of lipid panel Date of urinalysis
Fasting for lipids? O Yes O No U Unknown
Cholesterol mg/dL Triglycerides mg/dL
LDL mg/dL HDL mg/dL
Urine creatinine/microalbumin URN mg/g creatinine
Blood in Urine (Dipstick) U Not Qo aTrla 1+ o 2+ O 3+ O 4+
done
Protein in Urine (Dipstick) U Not 0o Tl 1+ Q 2+ Q 3+ Q 4+
done

Current Medications’ Dose Regimens
List dose regimen of antibiotics, steroids, immunosuppressants & other GVHD therapy that the patient is
currently taking. Do not include dosage changes prescribed on today’s visit.

Version date: 9/16/10
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Abstraction from Medical Chart
At Study-Related Clinic Visit—Follow Up

INTERVAL DATA (meds, bx, hosp’s): applicable for interval between two actual study visits

Last study visit:

This study visit:

Instructions for GVHD Therapy

List: steroids, immunosuppressants, and other GVHD therapy

Please see the Data Entry FAQ for a complete list
If steroid, give max dose

THERAPY GIVEN FOR CHRONIC GVHD

Steroid Max Dose for Chronic Other GVHD Therapy | Other GVHD Therapy
L. mAx_ sTer NAX_DDSE] MAY - Feﬂ;lz'n INT_ MED | 6 ,
2. | 2. 7 /
I | f
5 2 v E [ ¢ l
Notes: Lalse my- kj’ 4, l 9 ¢
3.

J

10. INT_mMED 0o

@605_ w‘n:’bmq

(alse torb-ﬁ:ool and nene)

Number of biopsy samples taken during interval between study visits? | 2 £
Area of body: Date of biopsy Location
Ol At cent U20utsid t

By _MGP\ ¥_ DT EK..L_OC« ¢ center

aa O Outsid
Bﬂfﬁﬂaﬂl B)‘-D‘T 2 tcentgy—bocut’i € center
O Atcenter | L Outside center

Was patient hospitalized during interval? HosSP

# of days in hospital during interval HoS P_ DAYS

OR: Dates of Admission and Discharge from Hospital (you can choose between days or dates)

Admit Discharge Admit Discharge
ADm _ | > L AOom_3 DiS-3
ADM.-2 DIS. 2 Aom - o1S-1
# of visits with study provider Instructions: oncologist or transplanter of the visit
for which you are doing chart review wviIS ITS-PRoVv

during interval

# of visits with other clinic
providers during interval

Instructions: oncologists or transplanters only;
include center and local MDs

vISITS _ OTH

Version date: 9/16/10

v1.3




Abstraction from Medical Chart

At Study-Related Clinic Visit—Follow Up

FUNCTIONAL TESTS

Total distance Number of + Partial lap
walked in 2 Q Missing | laps x 50 ft= ft = Feet
minutes: walked in 2 min
Grip strength e Trial #1 Ib | Trial #2 1b Trial #3 1b Ave Plossition
(dominant hand) g (13}
Portable Trial #1 Trial #2 Trial #3 Ave in L Ave as %
Spirometer O Missing L/sec L/sec L/sec predicted
FEV-1

Right Eye (OD) mm Left Eye (OS)) mm
Schirmer’s O Missing

Minutes: Minutes:
Reason why data (specify) is
missing or not trustworthy:
Reason why data (specify) is
missing or not trustworthy:

Strne ad Ve abled on cheat et = ASIF

Version date: 9/16/10

vil
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Chronic GVHD Protocol

Improving outcomes assessment in chronic GVHD

Provider Survey

Enrollment

Instructions:

Please score a symptom only if you know or suspect it be related to chronic GVHD.
Subjective symptoms are acceptable. For example, joint tightness can be scored based on subjective
findings despite the absence of objective limitations.

Please score symptoms present in the /ast week. Even if they may have resolved with treatment in the
past week, if they were present recently and may possibly return, please score them.

Date of Visit:
Patient:

MRN:

¢GVHD Dx Date:

Your Name:

v3.2



SKIN

Do not use Rule of 95 | Check ONE area of the o toveable
e : Erythematous Moveable subcutaneous
Indicate % of body body as the sentinel i :
o o rash of any sort sclerosis sclerosis or
ol fasciitis
1. Head/neck/scalp @ | gswin) % msiunl | esikanl %
2. Anterior torso @ % \ % %
3. Posterior torso @ % ? % %
4. L. upper extremity % | % J %
5. R.upper extremity A % % ’ %
6. L.lower extremity, (incl. L buttock) « % % %
7. R.lower extremity, (incl. R buttock) @ 3/ % v % %
8. Genitalia |© O not exal_ninid eSing % [MSking % | FSkinB %
0 1 2 3 4
Skin 1 Normal O Thickened O Thickened O Thickened, O Hidebound,
1 1 with pockets over majority unable to unable to
sclerotic _J- SN of normal of skin move pinch
changes - skin
_ 0 1 2 3
Skin Score | Y NoSymptoms | U <18% BSA with U 19-50% BSA OR U >50% BSA OR deep
disease signs but NO involvement with sclerotic features

sclerotic features

superficial sclerotic
features “not

“hidebound” (unable
to pinch) OR

SC-Skn hidebound” (able to impaired mobility,
pinch) ulceration or severe
pruritus
Fascia U Normal U Tight with normal U Tight U Tight, unable to move
T_FASCLIA areas
Clinical Skin Features
vLeE-SZI
O Ulcer pL ce£g. Location: VLcteR. _LoC Largest dimension: wLe- SZ2. cm
U Maculopapular rash MP ZAS H O Keratosis pilaris lcPl L
Q Lichen planus-like lesions Liead O Papulosquamous lesions or icthyosis | el
O Poikiloderma Pollc U Hair involvement HhA | -
O Pruritus PRUW O Nail involvement NALL
A Other, specify: ITh S| N Q Other, specify:  pTH SEIN-SPEC

Page 2




SKIN

% Fraction of o5 Fraction of
Region | Grade | Area Grade 3 or 4 Areas Region | Grade | Area Grade 3 or 4 Areas
of with Erythema of with Erythema
Grada (indicate up to what Giade (indicate up to what
fraction is involved) fraction is involved)
e 0785|_0 / 6. Right 0TSS(p -0 /
Neck lrsi-l % Hard 17858¢-1 %
and 278s)1.2 % | T.8SS|1-3A 275516-2 % 1T8S¢-3A
Scalp 3ss (13 % | Q0 Qv Qv 0% Q1 31586-3 % | Qo0 OQw Q% 0% Q1
SL-2 47ssIL4 % | 0o Ow Ow O% Q1 (4] 4 5964 % | Qo Q¥ 0% On 1
w Total=, | 100 % TSSI-1A Total = ;| 100 % TSSC-4A
2. Chest £ te 7. Left 0 e
1 % A 1 %
2 % 2 %
a 3 % | Q0 Qv Qw 0% Q1 3 % | Qo Qv Qv Q% Q1
4 % | Qo Ow Qv Q% 01 @ 4 % | Qo Ow Qv Q% Q1
Total = 100 % Total = 100 %
0 % 0 %
3. Abdomen - ; 8. Left " o
and 00 Hand 0°
Genitals 2 t 2 L2
3 % | Qo Ow Ow % 01 3 % | do Ow Ow O34 A1
@ 4 % [ 0o Ow Ow 0% 01 4 % | Qo Qw Ow 0% 1
Total = 100 % Total = 100 %
4. Back ! Ui 9. Right Y i
1 % 1 %
and = Leg =
Buttocks 2 % and 2 o
3 % | Qo 0w Ow Q% Q1 Faot 3 % | Qo Qv Ow O Q1
4 % | Ao O Qv Q3 A1 4 % | Ao Qv O 3 01
U Total = 100 % ] Total = 100 %
5. Right (1) 10. Left (1)
Arm Leg
2 and 2
3 o Ow 0w O3 01 Foot 3 N % | Qo Qw 0w O O
4 % | Qo Ow Qv O 01 4 % | Qo Qw 0w O
Total= | 100 % @ Total= | 100 %

Check ONE area of the body as the sentinel lesion.

0 = normal skin

1 = discolored [hypopigmentation, hyperpigmentation, alopecia, erythema, maculopapular rash]

2 = lichenoid plaque, or skin thickened (able to move)

3 = skin thickened with limited motion but able to pinch [scleroderma or fasciae involvement]

4 = hidebound skin, unable to move, unable to pinch

Page 3




ROM & MOUTH

Please circle this person’s current ROM for each joint from 1=poor mobility to 7=full mobility below:

Shoulder
4

MouthScore = 0 No U Mild symptoms | d Moderate d Severf i
TR g D T e symptoms with disease symptoms with ?{mp T Wl
T signs but not signs with 1sea§e s:gns on
limiting oral partial limitation ex.atn}rlnma. 1er
intake of oral intake ;;rlnitz:nti?)]: f)  oral
o ignificantl
SC-MOoUTH significantly ol
U None U Mild erythema 0 Moderate (>25%) | ( Severe erythema
OR OR (225%)
Moderate
| R.MOUTH_E . Severe erythema
erythema (<25%) (<25%)
¢ LlChEIlOld U None U Hyperkeratotic |  Hyperkeratotic | [ Hyperkeratotic
5 s changes (<25%) changes changes (>50%)
et R-MoULTY | 25-50%
; et AUICE\I‘S 5 U None U None U Ulcers involving O Severe
i (£20%) ulcerations
: R_MOLTH | L (>20%)
i Mucoceles U None & 1-5 mucoceles 1 6-10 scattered U Over 10
(of lower mucoceles mucoceles
labia and soft f
| palate only) R-mo uTi-M
Mouth Pain U No U Food sensitivity | [ Pain requiring { Unable to eat
g 7 symptoms T_Mb UTH narcotics

Page 4




GASTROINTESTINAL

0 1 “ 3
GI Tract Score U No U Symptoms U Symptoms U Symptoms
symptoms such as associated with associated with
dysphagia, mild to significant
anorexia, moderate weight loss
nausea, weight loss >15%, requires
vomiting, (5-15%) nutritional
abdominal pain supplement for
or diarrhea most calorie
SC-GT without needs OR
significant esophageal
weight loss dilation
(<5Cy0)
Esophagus O No 0 Occasional O Intermittent U Dysphagia or
esophageal dysphagia or dysphagia or odynophagia for
! symptoms odynophagia odynophagia almost all oral
s/ Dysphagia e wiz]h stf]id%ood wi?h sglicl Efgood intake, on almost
OK 3 or pills during or pills (but not every day of the
FAOGEIOPhagia the past week for liquids or past week
ﬂ ~E30 soft foods)
during the past
week
Upper GI O No (W] Milcli, D Mod?rate, o M(?re severe or
symptoms occasional intermittent persistent
3 symptoms with symptoms symptoms
Gastro- & Halyaatsty li)t(tleieduction tk}:rogghout the t}{roﬁghout the
intestinal | ©R : in oral intake day, with some day, with
Suanotens R v ICal during the past reduction in oral | marked
Ol o week intake, during reduction in oral
o Naus.'.e.a & the past week intake, on almost
YOUUanE every day of the
past week
Lower GI | Y Nolooseor | W Occasional O Intermittent O Voluminous
liquid stools | loose or liquid loose or liquid diarrhea on
; during the stools, on some stools through- almost every day
siblanhed past week days during the out the day, on of the past week
past week almost every day requiring
of the past week intervention to
without prevent or
K _LGZ requiring correct volume
intervention to depletion
prevent or
correct volume
depletion

Page 5




OTHER ORGANS

0 1 2 3
Eye U No O Mild dry eye U Moderate dry eye Q Severe dry eye
el symptoms symptoms not symptoms partially symptoms
affecting ADL affecting ADL significantly affecting
(requiring eye drops (requiring eye drops ADL (special
<3x per day) OR >3x per day or eyewear to relieve
asymptomatic signs punctual plugs) pain) OR unable to
of kerato- WITHOUT vision work because of
conjunctivitis sicca impairment ocular symptoms OR
loss of vision caused
‘SC" EYE by kerato-
conjunctivitis sicca
Joints O No O Mild tightness of O Tightness of arms or | [ Contracture WITH
; il symptoms arms or legs, normal legs OR joint significant decrease
ail _ or mild decreased contractures, of ROM AND
Fascia range of motion erythema thought significant limitation
Score (ROM) AND not due to fasciitis, of ADL (unable to tie
affecting ADL moderate decrease shoes, button shirts,
Se_JoiN ¥ ROM ANP rrTlld_to dress self etc.)
moderate limitation
of ADL
Genital U No O Symptomatic with O Symptomatic with O Symptomatic WITH
T symptoms mild distinct signs on distinct signs on advanced signs
ract SC - GEN (T &Xam AND no effect exam AND with (stricture, labia
Score - on coitus and mild dyspareunia or agglutination or
GYN ..E"KMM minimal discomfort discomfort with severe ulceration)
(score even if no with GYN exam GYN exam AND severe pain
zyf;:;';zr with coitus or
m::ln oo inability to insert
l=n PC&"M d vaginal spectrum
U No GYN
Exam
Lung O No U Mild symptoms O Moderate symptoms | [ Severe symptoms
S symptoms (shortness of breath (shortness of breath (shortness of breath
LA after climbing one after walking on flat at rest; requiring Oa)
SC-Lun G flightof steps) ground)
Other O Noeffect | O Mild effect on ADL | d Moderate effect U Severe effect on ADL
Organ on ADL on ADL
Score SC - omH|l |
Specifyi | _Sc . oOTH|| - SPET
P
Other O Noeffect | 1 Mild effect on ADL | d Moderate effect on ( Severe effect on ADL
Orga_n on ADL ADL
Score SC-o0TH -
Specify: | SC— oTHZ. _SPET
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OVERALL STATUS

Please rate the severity of this person’s chronic GVHD

on this scale »  None (0) Q Mild () J Moderate (2) O Severe (3)
Mo Sev.wun S ¢cGVHD
c¢cGVHD symptoms
symptoms are most
are not at severe
all severe possible
and on this scale <
: > 0 1 2 3 4 5 6 ' 8 9 10
(circle one) MD_SEVIO
Reasons for changing therapeutic Eentmel Orghll; - ok
: : = i i system wi i
regimen (check all that apply) Pl‘e o e W ! Orea e i e Mk
RXC H G_‘_ treatment decisions (If more than one, please rank)
g Nzit ap};licalble,f no ch-anges made  p A O Skin So_SieN
Adjust eve's .o me'chcatlons LEeVEL Q Joints SO_ ToINT
O Enroll on clinical trial TRIAL O Fascia SO- FASCIA
d Wml'sening of sym.ptoms wolkSe O Lung So_ WNG
O No improvement in symptoms nJom R.0f O Urogenitll _So_ Gen mAL
O Toxicity Tox W Liver So. LIWVER
O New symptoms NEWSK O Mouth SO_ v ouTH
Q Irr.\provement in symptoms \nPRLV O Esophagus ¢0_ ESO
U Disease relapse REL O Lower Gl S0 - LGEL
U Stable e _
STAGLE O Other specify: <o 0TH SO_oTHSPEC
Does this person currently have: O Late acute GVHD (1)
Q Overlap acute and chronic GVHD (2)
GVvH D_ CORRENT) U Classic chronic GVHD (3)
1 No GVHD (0)
0 1 2 3 4
Infection U None O Mild, topicalor | d Moderate, { Severe, systemic |  Life-threatening
no therapy localized, infection infection
required requiring oral requiring IV
treatment anti-infective,
j—__ | MF mold-active oral
antifungal or
For 2-4: hospitalization
U Pending lab U Unidentified organism (2) ( Identified organism, specify (3):
report (1)
J_INF10 J_\NF_SPeC
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‘m

Cm

EDEM A

OVERALL STATUS

Peripheral Edema?

(0)

O None

O Tr

a

1+ a 2+

Q

3+ a

4+

Other indicators, clinical manifestations or severe complications related to chronic
GVHD

Never (0)

Past,
not now (1)

Mild (2)

Moderate

Severe

Pleural Effusion(s)

(W]

O

Q

Bronchiolitis obliterans

Bronchiolitis obliterans
organizing pneumonia

Nephrotic syndrome

Malabsorption

Esophageal stricture
or web

Ascites (serositis)

Myasthenia Gravis

9:

Peripheral Neuropathy

10.

Polymyositis

11.

Pericardial Effusion

12.

Cardiomyopathy

13.

Cardiac conduction defects

14.

Coronary artery
involvement

o 0|0j0|0j0|0|0| 0 |00 O |0O

0000|000 0|00 O |O
U 00000000 (0|0} O |DO

C | 0|0j00|0|0|0| 0 |0|0| 0 |O0|0|e

O | 0|0/0|0|0|0|0| 0 |O0|O| 0O |O|0O|&®

15,

Other, please specify: G|
V11 5-0THSPEL

3

O
(W]

O

O

16.

Other, please specify: ( nal
Cils. OTHSPET

u—DﬂE

(]
U

U

O

17.

Other, please snecify: G

\*7- oTH
o

Lonl7- cTHSPEC

[ Q

d

For office use only:

Study ID

Initials (First, Last)

Date completed:
ComPL- DT

Date received:

REC-_DT

Person completing form:

ARST_NAME

LAST N AN E

Their degree:

DEGREE

Timepoint:

4
in MD_1D CodesS

v3.2

Date entered:

J
1D codes
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Chronic GVHD Protocol

Improving outcomes assessment in chronic GVHD

Provider Survey

Follow-up

Instructions:

Please score a symptom only if you know or suspect it be related to chronic GVHD.
Subjective symptoms are acceptable. For example, joint tightness can be scored based on subjective
findings despite the absence of objective limitations.

Please score symptoms present in the /ast week. Even if they may have resolved with treatment in the
past week, if they were present recently and may possibly return, please score them.

Date of Visit:
Patient:

MRN:

¢GVHD Dx Date:

Your Name:

oNLY SHow (N G PIFFERENCES

Prowm EnRoLLmeN T v3. 2

v3.2



FoLLow vP

VeERSie
SKIN N
Hionatons Non-moveable
Do not use Rule of 9s gsh e Moveable subcutaneous
Indicate % of body part affected o Y sclerosis sclerosis or
no Sl el fasciitis
1. Head/neck/scalp Y % %
2.  Anterior torso % % %
3. Posterior torso % % Y%
4. L. upper extremity Y% % Y%
5. R.upper extremity % % Y%
6. L.lower extremity, (incl. L buttock) % % %
7. R.lower extremity, (incl. R buttock) % % %
8. Genitalia O not examined % % %
0 1 2 3 4
Skin Q Normal QO Thickened QO Thickened QO Thickened, QO Hidebound,
5 with pockets over majority unable to unable to
sclerotic of normal of skin move pinch
changes skin
0 1 2 5
Skin Score | Y NoSymptoms | L <18% BSA with O 19-50% BSA OR O >50% BSA OR deep

disease signs but NO

sclerotic features

involvement with sclerotic features

superficial sclerotic
features “not
hidebound” (able to
pinch)

“hidebound” (unable
to pinch) OR
impaired mobility,
ulceration or severe
pruritus

Fascia O Normal Q Tight with normal O Tight Q Tight, unable to move
areas
Clinical Skin Features

O Ulcer Location: Largest dimension: cm

O Maculopapular rash Q Keratosis pilaris

Q Lichen planus-like lesions O Papulosquamous lesions or icthyosis

O Poikiloderma U Hair involvement

Q Pruritus d Nail involvement

Q Other, specify: Q Other, specify:

Page 2




FolLLow e
vERS loN)

SKIN
% Fraction of o Fraction of
Region | Grade | Area Grade 3 or4 Areas | Region | Grade | Area Grade 3 or 4 Areas
of with Erythema of with Erythema
indicate up to what (indicate up to what
Grade| @ P Gr P
ho SL.— 7’ fraction is involved) A fraction is involved)
0, 0,
1. Head, ;} of) 6. Right (]) OA)
Neck 2 Hand Yo
and 2 % 2 %
Scalp 3 % | Qo Ow Qv Q% Q1 3 % [ Qo Ow Oy O3 Q1
4 % | Qo Qv Oy O Q1 4 % | @o 0w 0w O 01
Total = 100 % Total = 100 %
2. Chest g L 7. Left i i
il % e 1 %
2 % 2 %
3 % | 0o Ow Oy Q% 1 3 % | Qo Qv Ow O34 01
4 % | Ao Ow Qw O34 01 4 % | Qo 0w Oy 34 Q1
Total = 100 % Total = 100 %
0 % 0 %
3. Abdomen o/ 8. Left
and 1 i Hand : %
Genitals 2 % 2 %
3 % | Ao O Qv Q3 01 3 % | Ao Qw O O34 A1
4 % | Qo 0w 0w s Q1 4 % | Ao Qu O O3 01
Total = 100 % Total = 100 %
9 0 %
4. Back e OA) 9. Right -
and 1 fo Leg 1 %
Buttocks 2 % and 2 %
3 % | Qo Qw Qv Q% Q1 oot 3 % | Qo O Ow Q% Q1
4 % | Ao Qv O Qs A1 4 % | Ao Q¥ v O3 01
Total = 100 % Total = 100 %
5. Right ? 10. Left —9
Arm Leg
2 and 2
3 0o Qv Ow O Q1 Foot 3 % | Ao Ow Qv O 1
4 % | Ao Ow Qw O 01 4 % | Ao Qv Qv O3 Q1
Total = 100 % Total = 100 %

0 = normal skin

1= discolored [hypopigmentation, hyperpigmentation, alopecia, erythema, maculopapular rash]
2 = lichenoid plaque, or skin thickened (able to move)
3 = skin thickened with limited motion but able to pinch [scleroderma or fasciae involvement]
4 = hidebound skin, unable to move, unable to pinch

Page 3




FoLLow v VERSION

OVERALL STATUS

Please rate the severity of this person’s chronic GVHD

O_il 'this's_ca]e. U None (0) a Mild (1) U Moderate (2) U Severe (3)
> MD_ SeV_mmS
c¢cGVHD
cGVHD symptoms
symptoms are most
are not at severe
all severe possible
and on this < >
scale > 0 1 2 3 4 5 6 7 8 9 10
(circle one) MmD_S€ev 1O
Current Q Complete O Partial O Unchanged (3) O Progressive (4)
GVHD response (1) response (2)
Status MDD o STATVS
Reasons for changing
therapeutic regimen Pﬂ‘ﬂ‘)( = | RXeHG _
(Check all that apply)
{ Not applicable, no changes made MNA O Toxicity To %
O Adjust levels of medications LeveL U New symptoms NE W S %
U Enroll on clinical trial TRIAL U Improvement in symptoms [ PRV
U Worsening of symptoms WoRSE Q Disease relapse REL
U No improvement in symptoms N | MPROV 4 Stable STARLE
Does this person currently have: O Late acute GVHD (1)
O Overlap acute and chronic GVHD (2)
GvHD- WT W Classic chronic GVHD (3)
U No GVHD (0)

Page 7



EpLLow UP VERSION

OVERALL STATUS
Since the last study visit six months ago on , how would you say this patient’s chronic
GVHD has changed?
; e
P im]:;?:e d Resolved 1::[31 Moderately [ A little “i: bs(::]:e A little | Moderately 1::,13,1
CHG - W (D | petachyy | Petter@) | better @) | M€ 0™ | worse(©) | worse) | miet
Mouth pap a a Q a (. Q a d
Skin SN (. (I (] d [ (. a d (.
Eyes pye U Q a d a Q (] Q Q
Joints JP) T A a (. (. a a (. a a
1 b
Chronic GVHD G 4 - 0 a - - -
Overall
What are your reasons for how you rated
“chronic GVHD overall”?
SoN
Write in = CHG-REA
(For example, has an organ or symptom
improved or worsened?)
0 b 2 3 4
Infection | 9 None | U Mild, topicalor | L Moderate, O Severe, systemic |  Life-threatening
no therapy localized, infection infection
required requiring oral requiring IV
i treatment anti-infective,
q: | NFX mold-active oral
antifungal or
For 2-4: hospitalization
U Pending lab O Unidentified organism (2) [ Identified organism, specify (3):
report (1)
Peripheral Edema? | O None ) | Q Tr (9 Q 1+ Q 2+ a 3+ a 4+
ED EA
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FoLLow UP vieRsS 10N

OVERALL STATUS
Other indicators, clinical manifestations or severe complications related to chronic
GVHD
Past Moderate | Severe
N 0 4 Mild (2
e not now (1) 1449 (3) (4)

1. Pleural Effusion(s) O a ] a d
2. Bronchiolitis obliterans Q a Q Q a
3. Bronchiolitis obliterans 0 0 0 =) 0

organizing pneumonia
4. Nephrotic syndrome Q a (] d a
5. Malabsorption O a a a (W
6. Esophageal stricture

or web - - - - -
7. Ascites (serositis) a a a a a
8. Moyasthenia Gravis Q a a a Qa
9. Peripheral Neuropathy Q Q a Q a
10. Polymyositis Q a Q Q d
11. Pericardial Effusion Q Q Q a a
12. Cardiomyopathy Q Q a a Q
13. Cardiac conduction defects Q 0 Q (] (]
14. Coronary artery 0 0 0 0 0

involvement
15. Other, please specify: . 0 0 0 0
16. Other, please specify: O - 0 0 0
17. Other, please specify: . - a 0 4

For office use only:
Study ID Initials (First, Last) Date completed. Date received:
Person completing form: Their degree:
Timepoint: Date entered:
v3.2
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Improving Outcomes Assessment in Chronic GVIHD

Chronic GVHD Patient Survey
ENROLLMENT

Your name: Date: ComPL_DT

V3.0



| /mproving Outcomes Assessment in Chronic GVHD

Not As Bad As You
Present Can Imagine
Please circle the number
that shows how severe
your symptoms have been
in the last week:

?5& 1. Your chronic '
GVHD symptoms

overall?

3.  Your mouth
dryness at its

5.  Your mouth
sensitivity at its
WORST?

7.  What is your main complaint with regard to your eyes?
( Write in):

9. (Male and female) Overall, how would you rate the severity of your  ¢.[]] None
chronic graft versus host disease?

1-L1 Mild
\/ 2-.[] Moderate

3.1 Severe




ToLLAL vP vVERS 0N

Improving Outcomes Assessment in Chronic GVHD ||

Compared to your last study visit six months ago on

, how would you rate your following GVHD
symptoms now?
invlzlc;t il Compl- Very Moder- Alittle About A little Moder- Very
with etely much ately Katlar the S ately much
GVHD gone better better same

worse worse

% FL 16. What are your reasons for saying your chronic GVHD is better or worse overall? (Is there a symptom
of particular concern to you that has changed?)

(Write in)

Wsowied bednein f02“33 o baselrne ver sion

Please continue to next page “~



Improving Outcomes Assessment in Chronic GVHD |

By circling one (1) number per line, please indicate how much you have been bothered by
the following problems in the past month:

SKIN: Notat  Slightly Moderately Quitea  Extremely
all bit

EYES AND MOUTH: Notat  Slightly Moderately Quitea  Extremely
all bit

9. Need to avoid certain foods due to 0 1 2 3 4
mouth pain......ccoovvveviiiiiiinn

i

e A

11. Receiving nutrition from an 0 1 2 3 4
intravenous line or feeding tube....

BREATHING: Notat  Slightly Moderately Quitea  Extremely
all bit

13. Colored sputum..........c.ccooeeuennnn. 0 1 2 3 4

o - e " i

15. Shortness of breath at rest......... 0 1 2 3 4

s -




| Improving Outcomes Assessment in ChAronic GVHD

EATING AND DIGESTION: Notat  Slightly Moderately Quitea  Extremely

all bit

20. Welght lo88.cmvmmmminmusmnss 0 1

MUSCLES AND JOINTS: Notat  Slightly Moderately Quitea  Extremely
all bit

e e

24, Weak muscles............

0 1 2 3 4
ENERGY: Notat  Slightly Moderately Quitea  Extremely
all bit
iy 3 % 3f
= B k2 : =
26. Need to sleep more/take naps..... 0 1 2 3 4

MENTAL AND EMOTIONAL: Notat  Slightly Moderately

Quitea  Extremely
all bit




Improving Outcomes Assessment in Chronic GVHD |
- .

New codes Aorv3.0

OD 1 Eyes that are sensitive to
light? s & 3 2 1 0

i - iR s e i

3 Painful or sore eyes?............. 4 3 2 1 0

5. Poor vision?....cooveeeeeeeeeviiiin, 4 3 2 1 0

e =

8. Working with a computer or
bank machine (ATM)? ......... 4 3 2 1 0 N/A (-2)

{65

10. Windy conditions?.................. 4 3 2 1 0 N/A (-2)

00 12 Areas that are air

conditioned?........... 4 3 2 1 0 N/A (-2)




| Improving Outcomes Assessment in Chironic GVHD

Section 4: Quality of Your Life After Your Transplant

By circling one (1) number per line, please indicate how true each statement has been for you
during the past 7 days:

3. Because of my physical condition, | have trouble
meeting the needs of my family ........cccceeviiiiiiiiiiiinens 0 1 2 3 4

F 7. 1am forcad to spend time i bed .. saiimmmee. D 1 2 3 4



Improving Outcomes Assessment in Chronic GVHD I
=

By circling one (1) number per line, please indicate how true each statement has been for
you during the past 7 days:

12. | am satisfied with family communication about
MY MINBSS s 0 1 2 3 4

Regardless of your current level of sexual activity, please
answer the following question. If you prefer not to answer
it, please check this box

and go to the next section. O3

17. | am losing hope in the fight against my 0 1 2 3 4
T T

s
‘ e
- -

19. l'worry aboutdylng




| Improving Outcomes Assessment in Chronic GVHD

By circling one (1) number per line, please indicate how true each statement has been for
you during the past 7 days.

27, I am content with the quality of my life right 0 1 2 3 4
NOW . cisimsemnionssevsrvisswsvmmsnssssises T

28. | am concerned about keeping my job
‘ (include work at home)..........cccoveevivivveeeec 0 1 2 3 4

34. | am able to get around by myself....




Improving Outcomes Assessment in Chronic GVHD |

Section 5: Your Health and Well-Being

This section asks for your views about your health. This information will help keep track of
how you feel and how well you are able to do your usual activities. Please answer every
question. If you are unsure about how to answer a question, please give the answer that
seems closest to how you feel.

For each of the following questions, please mark an [X] in the one box that best describes
your answer.

kFSL Which statement describes how you feel most of the time? (please check one)

Normal, no difficulties with daily activities

Able to carry on normal activities, minor problems

Normal activity with effort

Able to care for self, but unable to carry on normal activity or active work
Require occasional assistance, but able to care for most of needs
Require considerable assistance and frequent medical care

Disabled, require special care and assistance

Severely disabled, hospitalized

[ I I Y o o O
© ® N O U A WN -

Very sick, hospitalized

SE 2. Ingeneral, would you say your health is:

’ Excellent Very good Good Fair Poor |
v A 4 v v v
O [l (s [l (s

5;: 3. Compared to one year ago, how would you rate your health in general now?

Much better Somewhat About the Somewhat Much worse
now than one better now same as one worse now now than one
year ago than one year year ago than one year year ago
ago ago
h (e (s (s (s



| Improving Outcomes Assessment in Chronic GVHD

The following questions are about activities you might do during a typical day. Does your
health now limit you in these activities? If so, how much?

Yes, limited Yes, No, not
alot limited limited at all
a little

v v v

5. Moderate activities, such as moving a table,
pushing a vacuum cleaner, bowling, or
PlIaYing golf. ..o e

9. Bending, kneeling, or stooping ......cc.cccccevevniiirienicnieinnnen. 1 smenamnns i Sas s O

11. Walking several hundred yards T st swsaimn B

&F 13. Bathing or dressing yourself it imenannssssamseen Posrmemmgsnresnen

new codas 4;.- vl.0

10



Improving Outcomes Assessment in Chronic GVHD I

During the past 4 weeks, how much of the time have you had any of the following problems
with your work or other regular daily activities as a result of your physical health?

All of the Mostof Someof A little of None of
time thetime the time the time  the time

vV v v v v

15. Accomplished less than S/é'u would I|ke12 EC T

7. Had difficulty performing the work or other
activities (for example, it took extra effort) ........

During the past 4 weeks, how much of the time have you had any of the following
problems with your work or other regular daily activities as a result of any emotional

problems (such as feeling depressed or anxious)?

All of the Most of Someof Alittle of None of
time thetime the time the time  the time

vV v v v v

9. 'Accomgllshed less than you would like Ao, S ST SRRSO

ST

Vew Codes - v 3.0

11



I Improving Outcomes Assessment in Chronic GVHD

‘S? 21. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbors, or groups?

’ Not at all Slightly Moderately Quite a bit Extremely ‘
v \ 4 v \ 4 v
D1 Dz Ds |:]4 Ds

5? 22. How much bodily pain have you had during the past 4 weeks?

‘ None Very mild Mild Moderate Severe Very Severe |
v v v v v v
|:f1 Dz Da D4 l:]s |:|6

S? 23. During the past 4 weeks, how much did pain interfere with your normal work (including both
work outside the home and housework)?

’ Not at all A little bit Moderately Quite a bit Extremely '
v v v v v
L L [ls [ s [ls

12



Improving Outcomes Assessment in Chronic GVHD |

These questions are about how you feel and how things have been with you during the
past 4 weeks. For each question, please give the one answer that comes closest to the
way you have been feeling. How much of the time during the past 4 weeks...

All of Most of Some of A little of None of
the time  thetime thetime thetime the time

vV VvV v v v

27. Have you felt calm and peaceful? ..........cc.......... T oo 2. U 5

29. Have you felt downhearted and
depressed? vusmmmmnmaannnsranmnrnina 1 scsmimniin D e o2 G 5

31. Have you been happy?......cccceivimiiirieeeceiineneeaens T svommoinsd 2 Siainianis 4o 5

Ve codes v v3.0

13



|_lmproving Outcomes Assessment in Chromnic GVHD

SE 33. During the past 4 weeks, how much of the time has your physical health or emotional
problems interfered with your social activities (like visiting friends, relatives, etc.)?

All of the Most of the Some of the A little of the None of the

time time time time time
\ 4 \ 4 \ 4 \ 4 v
Dl DZ D3 D4 Ds

How TRUE or FALSE is each of the following statements for you?

Definitely ~ Mostly Don't Mostly  Definitely
true true know false . false

14



Improving Outcomes Assessment in Chronic GVHD I

Section 6: Your Activity Level
Please check each activity according to these directions:

Check Column 1 ("Still Doing This Activity") if you completed the activity unassisted the last time you had
the need or opportunity to do so.

Check Column 2 ("Have Stopped Doing This Activity") if you have engaged in the activity in the past, but
you probably would not perform the activity today even if the opportunity should arise.

Check Column 3 ("Never Did This Activity") if you have never engaged in the specific activity.

| stillpoing |  Have | NeverDid

| This Activity |  Stopped This Activity.
@ nemgihs | @
L GActivity(@) of 0

1. Getting in and out of chairs or bed (without
assistance)

2. Listening to the radio

3. Reading books, magazines or newspapers

4. Writing (letters, notes)

5. Working at a desk or table

6. Standing (for more than one minute)

7. Standing (for more than five minutes)

8. Dressing or undressing (without assistance)

9. Getting clothes from drawers or closets

10. Getting in or out of a car (without assistance)

11. Dining at a restaurant

12. Playing cards/table games

13. Taking a bath (no assistance needed)

14. Putting on shoes, stockings or socks (no
assistance needed)

15. Attending a movie, play, church event or sports
activity

16. Walking 30 yards (27 meters)

15



| Improving Outcomes Assessment in Chronic GVHD

Walking 30 yards (non-stop)

18.

Dressing/undressing (no rest or break needed)

19.

Using public transportation or driving a car (100
miles or less)

20.

Using public transportation or driving a car (99
miles or more)

21,

Cooking your own meals

22.

Washing or drying dishes

23.

Putting groceries on shelves

24,

Ironing or folding clothes

25,

Dusting/polishing furniture or polishing cars

26.

Showering

27.

Climbing six steps

28.

Climbing six steps (non-stop)

29.

Climbing nine steps

30.

Climbing 12 steps

31.

Walking %2 block on level ground

32.

Walking 2 block on level ground (non-stop)

33.

Making a bed (not changing sheets)

34,

Cleaning windows

35.

Kneeling, squatting to do light work

36.

Carrying a light load of groceries

Climbing nine steps (non-stop)

16




Improving Outcomes Assessment in Chronic GVHD |

38.

Climbing 12 steps (non-stop)

39.

Walking 2 block uphill

40. Walking Y2 block uphill (non-stop)

41. Shopping (by yourself)

42. Washing clothes (by yourself)

43. Walking one block on level ground

44, Walking two blocks on level ground

45. Walking one block on level ground (non-stop)
46. Walking two blocks on level ground (non-stop)
47, Scrubbing (floors, walls or cars)

48. Making beds (changing sheets)

49. Sweeping

50. Sweeping (five minutes non-stop)

51. Carrying a large suitcase or bowling (one line)
52. Vacuuming carpets

53. Vacuuming carpets (five minutes non-stop)
54. Painting (interior/exterior)

55. Walking six blocks on level ground

56. Walking six blocks on level ground (non-stop)
57. Carrying out the garbage

58. Carrying a heavy load of groceries

17



l_lmpro ving Outcomes Assessment in Chronic GVHD

Climbing 24 steps

60.

Climbing 36 steps

61.

Climbing 24 steps (non-stop)

62.

Climbing 36 steps (non-stop)

63.

Walking one mile

64.

Walking one mile (non-stop)

65.

Running 110 yards (100 meters) or playing
softball/baseball

66.

Dancing (social)

67.

Doing calisthenics or aerobic dancing (5 minutes
non-stop)

68.

Mowing the lawn (power mower, but not a riding
mower)

69.

Walking two miles

70.

Walking two miles (non-stop)

Climbing 50 steps

72.

Shoveling, digging or spading

73.

Shoveling, digging or spading (five minutes non-
stop)

74.

Climbing 50 steps (non-stop)

75.

Walking three miles or golfing 18 holes without a
riding cart

76.

Walking three miles (non-stop)

77.

Swimming 25 yards

\_\ 78.

Swimming 25 yards (non-stop)

18



Improving Outcomes Assessment in Chronic GVHD I

Bicycling one mile

79.

80. Bicycling two miles

81. Bicycling one mile (non-stop)

82. Bicycling two miles (non-stop)

83. Running or jogging V. mile

84. Running or jogging Y2 mile

85. Playing tennis or racquetball

86. Playing basketball (game play)

87. Running or jogging ¥ mile (non-stop)

88. Running or jogging ¥z mile (non-stop)

89. Running or jogging one mile

90. Running or jogging two miles

91. Running or jogging three miles

92. Running or jogging one mile in 12 minutes or less

93. Running or jogging two miles in 20 minutes or
less

94. Running or jogging three miles in 30 minutes or

less

19



l Improving Outcomes Assessment in Chronic GVHD

Section 7: About Yourself

1. What is your current work status? (circle
all that apply)
Snwor k| lrn Scrh100]I fullrttime .................................... :12
n sehool part ime .. vvanansens
SD.WHR k-2 Working full time..........coccvevvvvveieeennn, 3
SD. woekS2 Working part ime .......ccceeeeevevvvreeisinn 4
_wsRe b Homemaker.........cooveieeecieeee, 5
S.SD‘D WL S REtIed. oo, 6
- 2 yle  Onmedical leave from work.................... 7
SO " Disabled, unable to work......................... 8
SD. wtW Unemployed, looking for work................ 9
Sy woek 8 Unemployed, not looking for work........... 10
Other, specify 12
S.D- U\rmﬁ
con e {0 SO wrde - 2TH
Sl V\m\da.— Do you consider yourself to be Latino(a) or
Hispanic?
No, not Latino/Hispanic...............c.......... 1
SD_ertd Yes, Latino/Hispanic ............cccoeevvennn... 2
3. How would you best describe your race?
(Circle all that apply):
COLBALE ) Black wovvnsiinmnmiummurmesmmamenss 1
- American Indian/Alaskan Native ............. 2
S$P. AT ASIAN ., 3
SO.RACE=Z  Hawaiian Native/Pacific Islander........... 4
L . 5
‘Sbv M‘-{- Other, specify 6
Sp . Rhce> S D_RACE _omH
4. What is your gender?
Male ..o, 1
FBMAIE s s et 2

SD_GenN

SohGe

How old are you? years

How much did you weigh before your Kq= '

transplant?

Please be sure to indicate if in SD T ‘ lﬂ': 2

pounds (Ibs) or kilograms (kg).

SO WT-uNT

What is your marital status?
’ $'on MmARITAC

Married/Living with partner...>................ 1
Single, Never married ............c..coovevven. 2
Divorced, Separated ...........cccoovvvevnn.. 3

. What is the highest grade of school you

have completed? Sp_enuc

Grade school.......cccooovieeiiieeeeeeee) 1
Same high School....c.cciiisiioemenrenne 2
High school graduate .............ccooooooo....... 3
Some College ....uovuvvueveeeeeeeeee 4
College graduate.............ccoovvveeeereevenni) 5
Post graduate degree...........ccooveovvenvn 6

income in the

. What was your approximate annual family

year before you had your

transplant? 50_ IN CLMA.E

Under $15,000 .....ooooveveeereeeeeo 1
$15,000 - $24,999 .....oooie 2
$25,000 - $49,999 .....ooooreeee 3
$50,000 — $74,999 ...oovooeeeeee 4
$75,000 - $99,999 ..o oo 5
$100,000 or above ..........coooveevoii 6



Improving Outcomes Assessment in Chronic GVHD |

10. Help us stay in contact with you if you move! We will need to stay in touch with you over the next
several years, so please provide the name, address and phone number of a person NOT LIVING WITH
YOu who will always know where you are, and who would be willing to let us contact them should
we have trouble reaching you (for example, a parent, child or good friend who lives separately from
you). Please be sure that they give permission for us to contact them for this purpose.

Name:

Address:

Phone:

Relationship to you:

11, Would you like us to contact you about

research studies related to chronic GVHD | O Yes please contact me
in the future? We would tell you more
about the study at the time and you would i U No thanks

be free to say yes or no.

Thank you for participating in this study
Please remember that someone is available to speak with you at any time, if you wish.
Dr. <<Site PI>> may be reached by calling <<Site PI phone>>. (S)he will be able to answer any questions

about the study or refer you to other support staff as needed.

Please use the space below for any other comments.

For officeuse only:
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Section 7: About Yourself

1. What is your current work status? (circle all that apply)

In school full ime.........cocccovvvevueeann.., 1
In school part time ............ccccevveerenn.n.. 2
Working full time.........cceceevvveerrenn. 3
Working part time ..........cccooovveveennn... 4
Homemaker........cccooveeeeeiveiinieaen. b
BREUIO: csiiisi conemmmmmsams rmsnmensmmsmessmresmss 6
On medical leave from work............... 7
Disabled, unable to work .................... 8
Unemployed, looking for work ............ 9
Unemployed, not !6oking for work... 10
Other, Specify ......ccceeeveviiceeieenne. 12

Thank you for participating in this study
Please remember that someone is available to speak with you at any time, if you wish.
Dr. <<Site PI>> may be reached by calling <<Site P| phone>>. (S)he will be able to answer
any questions about the study or refer you to other support staff as needed.

Please use the space below for any other comments.

For office use only: —
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