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NCI MULTICENTER HEMOPHILIA COHORT STUDY

MHCS TRANSFER/DISCONTINUATION FORM - Form 29 June 11, 1999

= (TO BE COMPLETED ON MHCS HEMOPHILIA SUBJECTS AND HIV POSITIVE FEMALE PARTNERS WHO ARE 1)
TRANSFERRING TO ANOTHER MHCS CENTER FOR CARE, 2) DISCONTINUING PARTICIPATION IN THE STUDY,
OR 3) LOST TO FOLLOW-UP. SUBJECTS ARE LOST-TO-FOLLOW-UP WHEN THEY MEET THE FOLLOWING
CRITERIA: 1) NO CONTACT HAS BEEN MADE WITH THE SUBJECT IN OVER TWO YEARS, 2) ALL EFFORTS TO
OBTAIN INFORMATION ABOUT THE SUBJECT'S STATUS HAVE FAILED, AND 3) THE CENTER DOES NOT
ANTICIPATE RECEIVING ADDITIONAL INFORMATION RELATING TO THE SUBJECT. |F MORE THAN 6 MONTHS
HAVE PAST SINCE THE LAST VISIT (OR SINCE THE DATE OF MOST CURRENT INFORMATION) AND THE CENTER
HAS INFORMATION ABOUT THE SUBJECT SINCE THE LAST VISIT, COMPLETE THE FOLLOWING FORMS AS
APPROPRIATE IN ADDITION TO THE TRANSFER/DISCONTINUATION FORM: MHCS FOLLOW-UP FORM, T-CELL
AND VIRAL LOAD, CBC, AND PHYSICAL EXAM.

PLACE SUBJECT ID LABEL HERE

PART A - SUBJECT STATUS

—

DATE FORM COMPLETED | | [ | ] | | | |

MONTH DAY YEAR
2. DATE OF MOST CURRENT INFORMATION | | il | I | | | |
MONTH DAY YEAR
3. IS/DID SUBJECT TRANSFER TO ANOTHER MHCS CENTER FOR CARE AND WILL BE ENROLLED IN THE
NEW CENTER AS AN MHCS SUBJECT?
Yes--->Specify MHCS site 01
SN Specify date of transfer: | | | | | | | | |->Skip to END
MONTH DAY YEAR

New MHCS Subject ID Number (if known): | | | il | | i | | |

[N [o TR T U SO TO SO RN 02
] 0Y (a0, 2 TR PR PSPPSR 03
4. HAS SUBJECT HAD LOW CD4 (<200 OR <14%) SINCE THE LAST TIME THE SUBJECT WAS SEEN OR

THAT HAS NOT BEEN PREVIOUSLY REPORTED TO RTI?
YeS.oiiiiaieaiiain 01 --> If levels known specify: Specify CD4 Absolute and CD4 %

Date Sample Drawn: | | I | | l | I |

MONTH DAY YEAR
NO i 02
Unknown........... 03
5. HAS THE SUBJECT BEEN DIAGNOSED WITH ANY DISEASE INCLUDED IN THE 1993 CLINICAL AIDS CASE
DEFINITION (LISTED IN QUESTION 6) SINCE THE LAST TIME THE SUBJECT WAS SEEN OR THAT HAS
N NOT BEEN PREVIOUSLY REPORTED TO RTI?
D =S USROS 01
[ o T PO PP RR 02 --> Skip to Question 7

UNKNIOWN .ottt et e et e e e e e s 03 --> Skip to Question 7



WHICH AIDS-DEFINING DISEASE(S) WAS DIAGNOSED?

Diagnosis Known.......cvvvieeiicans 01 --> CIRCLE LETTER BELOW AND ENTER DATE OF DIAGNOSIS

Diagnosis Unknown

1993 CDC CLINICAL AIDS-DEFINING DISEASES

a. Pneumocystis Carinii Pneumonia (PCP)

. Wasting Syndrome

. HIV Encephalopathy / HIV Dementia

. Candidiasis of Esophagus or Lungs

. Cryptosporidiosis with Diarrhea for > 1 Month

0 o O T

Herpes Simplex in LLungs or Esophagus
. Herpes Simplex Ulcer for > 1 Month

o «Q

. Progressive Multifocal Leukoencephalopathy (PML)
|. Toxoplasmosis of the Brain

j. Coccidioidomycosis, Extrapulmonary

k. Histoplasmosis, Extrapulmonary

I. Cryptococcosis, Extrapulmonary
m. Salmonella, Septicemia, Recurrent

n. Isosporiasis with Diarrhea for > 1 Month

0. Lymphoid Interstitial Pneumonia (LIP) or

Pulmonary Lymphoid Hyperplasia

p. Lymphoma of the Brain

g. Non-Hodgkin's Lymphoma (Not T-Cell)
Specify NHL Site and Type

........................ 02 --> Skip to Question 7

DATE OF DIAGNOSIS
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r. Kaposi's Sarcoma
s. Mycobacterium Avium (Not Lungs, Skin, Cervical Nodes)
Specify MAI Site

N N I

I

t. CMV (Not Liver, Spleen, or Lymph Nodes): Site:

I N

[

l

u. Bacterial infections, multiple or recurrefit (at least two in 2-year period) of the following types: Haemophilus,

Streptococcus, or other pyogenic bacteria causing septicemia, pneumonia, meningitis, bone or joint

infection, or abcess of an internal organ.

Specify Bacteria 1.)

Specify Bacteria 2.)

w. Pulmonary Tuberculosis
x. Recurrent Pneumonia (Within a 12-month period)

(N I I
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I T

I

N I O

I

N I I
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y. Other disease not listed above that meets the 1993 CDC AIDS case definition

Specify

N I




7. REASON FOR DISCONTINUATION:

Death L
Moved/Tranferred (and will not continue in MHCS in new center)

Specify location___ e 02
Subject cannot be located (lost-to-follow-up) . ......... ... 03
Medical reason(s), specify . 04
Personal reasons, specify e 05
Death of hemophiliac (female partnersonly) . .......... ..o 06
Divorce/separation from hemophiliac (female partnersonly) ................ 07
Other, specify e 08
8. DATE SUBJECT LAST KNOWNALIVE: | i { {1 | 1 __|->Skipto ENDI___[|->Skip to END
MONTH DAY YEAR Check here
if unknown
9. IS DATE OF DEATH KNOWN? DATE OF DEATH
Yes e 01--emmm > | | I | || ] ] | |
MONTH DAY YEAR
DATE LAST KNOWN ALIVE
NO e 02---m--- > | | [ | I | | |
MONTH DAY YEAR
10. CAUSE OF DEATH KNOWN?
TN
YEes e 01
No 02-->Skip to Question 11
Unknown e 03-->Skip to Question 11
Primary Secondary

10a. CAUSE(S)OF DEATH ... ..o s

AIDS, CDC Clinically Defined . ...t

Other HIV Disease Not Meeting AIDS Diagnosis .. ....... 02 02
Liver Failure/Cirrhosis . ... .o oo 03 03
Hemorrhage, Bleeding .. ...... ... .. it 04 04
Other Blood Disorder ...t 05 05
Cancer, Specify__ e 06 06
TrAUMIE & o e e e e e e e e e 07 07
Heart DISEASE - . ottt 08 08
Renal Disease ... .ot 09 09
Non-AIDS Related Infections ............. .. ....... .. 10 10
SITOKE e e et e e e e e 11 11

Other Primary (Specify) L]

Other Secondary L

“41.  WAS AN AUTOPSY PERFORMED? YES....01 NO....02 ... UNKNOWN...03

PLEASE ATTACH A COPY OF THE DEATH CERTIFICATE WITH THE SUBJECT'S NAME
DELETED, IF AVAILABLE. ALL INFORMATION WILL BE CONFIDENTIAL.
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