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ABJECTIVES AND USER ASSUMPTIONS

Volume ¥V, the Master Index to the NCPP Computerized Data Items, compiles
in one volume all KINCDS Collaborative Perinatal Project data items available
in computerized forn. The data itees reside on three major types of computer
files: a master file, a variable file and work files. The cbjectives of the
mster index are to list all computerized data items in a singile lccation and
to assign a unique identification to each computerized data ites.

The user of the master index is assumed tc be a computer specialist
interestea in gaining an overview of all computerized data items and the
general way they appear in the three major types of files. This mastor isoex
is not intended to be used to locate specific data items. It is intendesd to
facilitate the formulation of a dita request as discussed in Chapter 5 of
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STRUCTURE OF VOLUME V

The master index is structured to represent the computerized data items
froo the NCPP and their organizaticn on the master file, variadle file and work
files. This is the only rlace where the organization of the data items on the
raster file is explicitly given. The master index listing gives three primary
types of informarion on 2 ¢ata item: a unique data item identification nusber;
the data iten nazx, including categorization by person, time of measurement or
observation and general subject area; anc location on the appropriate computer
file.

Data items on the master file are listed first. They begin at data item
1D 0001....... ano end at 4953.ADH-44. Data items on the variabie file begin
at 4954... VAR and end at 6i80....VAR. Hork file data items start at
6181....%-1 and end at 6783...K-18.

+he master index gives the location of the data item on the apprapriate
computer file. For the master file, the location is specifiad by giving a
4-digit card number and the specific ¢olumns on that card containing the data
iten information. The order ot the data items in the master index corresponds
to the order the data items, i.e. cards, appear in the rmaster file. A1)l cards
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peviaining to an NINDB case appear together in this order on the master file.
Data item locations ua the variable file and work files are specified by giving
the data iten's slarting (FROM) and ending {T0) location on a record. Ihis
information is sufficient to allow & subset of the data itess to be extracted
from any of the three types of computer files.

EXAMPLE USE OF VOLUME V

The master index is not intended to be used to finrd out what data itess 4
are computerized from the NCPP. Other volumes of the User's Guide are better N
suited for that purpose. For rany {or most) researchers, the master index o3y
rarely be consulted for information. Initially a researcher may benefit from a
casual study of the listing to gain familiarity with data item identification
and name protocol.

Conputer specialists will find Voluze V most helpful. Through study of
the masier index, they wiil be abile to discover how data items are organized
on each of the files. Volume V is the only volume of the guide where the
sequential numerical identification corresponds to the order in which the
data itens appeur on the computer files.

KASTER FILE CARD NUMBER AKND
NINDZ CASE NUMBER RAVIONALE

Conputer cards for each KCPP study form are numbered to reflect their
origin and possible revisions. Card rucbers are assigned to identify the type
of data (subject), the presence of rultiple cards in a series, KCPP study fom
and form revisions. The first five digits of each card en the master file are
the card nurber. The study forms and card nurbers are given in Figure 1.

The first fourteen columms of each master file cozputer card contain the
raster file card nucber and the NIND8 case nurber. Table 1 identifies the
function of each of these coilumns.

Colvmn 1 identifies multiple cards in a series. It contains a zero for
cards unique to a particular form {that is, no other cards are present}), for
exarple 0B-3, or for cards where repetitive data are contained. Cards fer
0B-2 are an example of this second type; no new categories of inforcation are
included on successive cards, but previcus births in excess of feur cust be
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TABLE 1. ODerivation of Master File Card lusder
ang KikDB Case Number.

Contents Cotumns

Master File Card Kumber

card identifier 1

general subject matter 2

form number 3-4

revisien code 5
NINDB Case Nusber

collaborating institution 6-7

type of patient selection 8

gravida ideatification nusber 9-12

order of the pregnancy 13

identifies child or gravida 14

vecorded on an add-on card. For card series where data entered are unique to
a card and wore than one card is required to corplete the series, a "1" is
used to designate the first card, for example 05-S. ©OB-57, PATH-2 and PED-12
are exceptions to these rules.

The second digit on the card reveals the generai subject matter covered
by date on the card. A1l cards containing inforration pertaining to
obstetrics, for example, are designated by a “3” in column 2; family histories
are designated by a "5"; pathology with a "2"; pediatrics, with a "4"; and
psychological testing with a "1*.

Columns three and four reveal the form number. In the case of forms wherc
0ld and new forrs having different numbers are included tegether, the nusber of
the latest form appears on the master file. This rule does rot apply to date
abstracted from several forms by NINCDS staff (ADM forms).

Column § of the card contains a revision code indicating which form or
combination of forms was used in arriving at data on a particular card. A
typical card will have one to three revision codes, with a zero indicating the
first version of 2 fore and "1, "2°, ard *3* indicating later revisions., As a
rule, revision codes used on cards differ from card to card; investigators
should check the definition of codes provided in Volume 11 to determine the
meaning of revision codes used.
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Each woman and child siudied in the project received a unigue case nurber
{NIDB case nucber) composed of nine digits, recorded in colums & through 14
of ali caster file cards. The case number identified the institution, the
wother 2rd the child. The first two digits represented the collaborating
institution (see Table 2). The third digit indicated the type of patient
selection. A "1" was used for patients selected for the central cove study; a
6" indiceted that e patient had been transferred from one institution to
another, and 2 77" ingicated that the patient was part of a special study
undertaken by the collaborating institution. The fourth through seventh digits
were uysed to icentify the gravida, while the eighth digit identified the order
of the pregnancy of a given gravida in the project. The ninth digit was used
to identify the gravida or child of the pregnancy; *$° indicated the gravida,
"0™ indicated the child of a single birth, "1" indicated the first child of a

mitipie dirin, “¢° indicated the second chiia of a oyitipie birth, etc.

JABLE 2. {ollaborating Institutions and Their Code Number
(Colurms six and seven of all oaster file cards.)

05 - Boston, Massachusetis 5 - Himenalis. Mirnnescte
Harvard Megical Scwol University of Minnesota v  ital
Boston Lying=in Hospital Health Sciences Center
Chitaren's Hospital Medical
Center 55 - New York, New York
New Vork Wedical College
10 - Buffalo, New York Metropolitan Hospital

ml'venity of Bulfalo
Children's Hospiteld &0 - Portland, Oreggg
versity of Uregon

15 - Kew Orleans, Louisiara HWedical Schooi
Pharity Roipltal
Tulane University School of &6 - Philadeiphia, Pernsylvania
Medicine Nedical Center University of Pennsylvania
Louisiana State University Pennsylivania Hospital
The Childrea's Hospital of
3] - New York, lem York fhiladelphia
) 3 Uriversity College
of Physicians & Surgecns 71 - Providgente, Bhode Islavd
Columbia-Presbyterian Brown Ualversity
Nedical Center Child Study Center
37 - Baltinore, Marylaang 8z - %@is' Tennessee
The Johns Hopans Uhivcrsity versyty of lennessee
School of Medicire Coliege of Medicine
The Johns Hopking hospital Gailor Hospital
A5 - R ctwond, Virginia
Virginita f&alm
University

Hedical College of Virginia
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DATA 1TER IDENTIFICATION AND RAMING

The NCPP dats base contains over 6700 different data itezs and blank
filler locations on computer files. We have assigned each of these a unigue
identification and a terse, stylized name. Because namas were chosen to
facilitate use of this guide, they do not duplicate saméis used by NINDB during
the active phase of the project. Users should consult appropriate
documentation before using data items from the master, variable or work files
{Volumes 1T, 111 arg V).

The data iten identifiers consist of 11 characters. At the far left are
four unique nucbers that were assigred sequentially. The next character is
always a period ard is followed by up to six characters. For data itess on
the master file, these characters describe the data coliection form from which
3 Jata iten was derived; for data iters on the variable (VAR) or work {uxx}
files, these characters indicate the appropriate file. If the right side is

$m = -t a2
1]

€55 ihan six Chareciers, periods are inserted as shown in these exarples:

250..0B-3¢ an iten from (8-34; on the mister file
3650.PATH-3 an iten fron PATH-3; on the master file
5223....V2R an item on the variable file

63406...4-10 an iten on work file 10, Rupture of Mesbrarnes

¥e assigred the nusbers sequentially as they appear in Yolume V. For the
master file, we followed the order in which the cards wsuld be found within an
NINDB case. All card coluens are accounted Sor by one of our data item
identifications. For the veriable and wo. .. files, the numders were assigned
in the order that data iters appear within 7 case.

¥e categorized each data item according to the person to whon the date
refer, by the time of measurement and/or the tire to which the iten applies and
by gereral type or subject area (Table 3). Then we a3signed naoes to the data
items using the following guidelines:

¢ The nace and the three associated categories had to stand alone -
they must desc’ ibe the data iten out of context.

@ The first word in the data itex name had to be an impertant or key

word when all names were listed alphabetically as in Volumes VI and
VIl. Thus "cry, abroreal®™ was used rather than "abnormal cry® because
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& researcher is more likely to lock for this item under "C* than under
“A* in an alphabetic list.

¢ Secondsry key words were preceded with a semicoion to facilitate
preparation o7 the perrmted index. For exacple, "sbruptio; placenta®
will be found under both the ™A" and *"P" portion of Volume Vi.

o (Gualifying words are delinited by commas and will not appear as
keywords in Volume VI. Trus “abruptio; placenta, degree® will not %e
found in the "D" section.

e 1f medical teminolcgy or usage has changed since the study was
conducted, nocdern terrs ray be included and will be enclosed in
brackets. Thus "eongolism; {Down's syndrome]” will appear under both
the "M” and "D porticns of Volume VI.

o if oeasurerent units are associated with @ data iten name, they are
enciosed in parentheses and placed at the end of the name as in
"girthdate {yr)."

e The categories {person, time ard subject) are appended to the right of
the data iten name.
Definitions for each category used in raming data itess afe givan n
Teble & at the end of this introduction. Additiona) informmation is found in
Chapter 4 of Volurme 1.

Data item names thus assigned are terse and highly stylized; as we have
aiready indicated, they are ot the names used by NINDB durine the active phase
of the project. Our aim was to develop standardized napes that would stend
vlere. These names are intended to facilitate a user's search for data iters
potentially useful in a research project. Before an iten is used, a researcher
shouid consuit its cosplete description. For a data iten froo the master
files, e.g., 850..08-34, the date iter should be traced to the appropricte
study fom, e.3., 0B-34, located in Volume [i. A variable file data iten,
e.g., 2223....VAR, is traced to Volume 1  , where it is defined and its
original scurce given. A data item from a work file is traced to Volune IV for
its description,

Some data iters contained in the indexes ray include the notation "DO &OT
USE.” These iters are either inaccurate or an alternative data iten is
available that gives better infermation. Users will find rore agpropriate
gdata iters by consulting one of the indexes to the data items {Volumes, V., VI
ang Vii).



ABLE 3.

Bergan

Mother
Fatrer
Slaremze
Fetul

C3ta

™ Scrrogate
Fomily
Sitship

Iine

Canargl

Precumception
Teposteation

Fresatal
Aantssicn
IALrapdrium
Oelivery
oLz Partum
Neosptal
four mnth
Eighe mont™
Coe year
T™ree year
Tozr year
Seven year
gighe year

V.x

Abbreviaticns for Person, Time and Sudject Categories

Sadlect

Aaniafsteative
Anesiwsia

Clia. tmpressien
Ciisical zad
Correns Pregracey
Eovieon. Esposure
Events

mearing
rosplitalizations
Laagaage

Liskage
Yalfsraations
Cixy. & Coma.
Yed. mistesy
~esications
Nevrological Expm
Teservations
Pathoiogy
Pysical Zamm
Precedore

Pyyet, Lxam
Secrodctive miss.
Seralogy
Socicecen. tafo
Sovesh

Figlr

Wor - Migtory
Respy

Sammary

Cra. Higtory
Speciel Stoéies
FanfCamesic Hise,
S$1M txam



TABLE 2. (Definitien of CParsgon, Tre
and Suybject Categaries

] CETINITiim
her Stozy registrast Sesting ue TLiuly Fregassy”; diologic mcther oY the Myluly
AT gravide.

Fatear iclogic father ¥ ™ s2oly oals or stw STeFENTE; 1 the Cive =
XFOrCOPONIT data, Az categery By Tr2icate either (M Mipeter of sy fi=2e
oecessarity hgiteas of t2a mother) cr the "Mpsdand® (se, mecessatity el ated
Stologicelly 2o the study omild).

Placenty e cegm of mezabolic and GemeDet ictarctange Detmeen Th Tetut s MOwe; 2l3s
Inclaoes 7o this cateys—y ate §ross ad micresospic FatNclagic dria Trom
exprizption of the umdilical o3nd.

Frtss Concestus; tHe crodoct of consegtioa inclogisg the smbryonic stage, fie., foum
Sotcegtion 20 the momest cf Sirsh.

ning Frofest ot the yluay SregoaeTy Soom e romest of L3N cowygnd; ATy MRl

¢ Lareszate

Family

Sitebip

Ferion or terides eistitsticg for tme mether cf a IRy MG, eago. AMeTvee
Fevests, fo3%er cire=li o coarsias.

Person cr sersons biologically relates 2o the scther ar father ! he 3tnly cmile.

Cui3¢ or crildren maving cee o A of the samr Oi0lcgic DErenty &5 e 330y
entle, sidliags; 3¢ sidifngs; Syl 3ioiiogs.
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Creorrestion

Aggistration

Trengtall

Aimiysten

letragariam

Celbvary

Soit Derzor

b2 o F SR L

Three Yea*

Foagr Yeagr

TRELE &, [Definitign ¢v Persan, Time
ard sudlecy Tategories  (Cant.)

DIEIWETION

——

Catd with ~o 2er2fsest tive ~@riod ar cata periainice 23 move an one Sime

serics.
CHTH Yeriansimy 1o e porics zrice %o cezesticn of e stuly sregnany.
Cats oolitesied 32 the aime of s2osy watrer's registealion ‘o the tudy.

Caza rercat ey 26 “me pecics Croe Mrcesion of the stufy pregrare; to
Stlirery cf @ zoady cmile.

Ca*3 oo Tec%ed 3t the ime of Sy motiser's adAission “o the dospitel for
delivery if (me 38y ~ il¢.

Cate m#am\’nx o U perice from yamissica for falivery or uaset of later
o Gelivery cf v 3% 8y chila, .

:x'z w‘iv‘ni"; @ Ihe time paricd daricg shiih Selivery of 2he T8y chilg

e u-

S3% (rettpinimg 1o e 2l oty Wmtherl a:sﬂccud t:urﬁrq e pericd immdistely
follomiog Birtn cf tae 3% gy cride.

Cate pe: ulaﬁag 0 the 1Ly ohil) &urfng the '-orfod from “i22r 20 one month
ct 290; e meior ity of trese date mere coilaected arie: S ar av ehe olas »
TRy IITE wmat STsstargsd from the wipitel.

25 coliected ot the %P2 6f tae oy manth sasminscion af eas study ohile,
Ca coiliested 8T e time of A @ SET ¥201 exemination of INe study ok id.
Cata ooMleczed a2 thw time of 22 cim ymar eremicstics of <he stuly child,
Cata ooliectes 32 the time of the thrue poar evakisalion of the 3ty child.
Cate colitected o the Sime cf 2 Sov. year ecaningtion of the study child,
Sate csilested 3t the time of he seven year xamication of the stugy child.

La2a colleszen 22 2Me time 2f ei5*2 year examirstion of tre stvdy hile.
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TASLE 4. Definiticn of Person, Time
and Subject Categories (Cont.)

SUBJECT DEFINITION
boministrative Data pertaining to the administrative aspects of the study.
Anvsthesis Daza on medications ind procedures used te chtain anesthesia. ‘

Cltn. it.pressien

Clinical Lad

Current Pregnancy

Environ,
Exposure

Events

Hearing

Hospitalizations

Maiforsationsg
Diag. & Cond.
Med. History

Medicstions

Neuroiogical
Exom

Observations
fathology
Physicai
Exam

Procegure

Psych, Exam

lopression of abnermality or dysfunction Qained by an. examiner ,
following evalustion of clinical signs and symptoms ang including a

subjective component.
Data obtained from isdoratory exauination of clinical specimens.

Fersonal data and medically relevant information pertaining to
the study pregnancy for shich the aother i3 enrolied.

Oata on axp.sure to occupaticnal or other environmertal entities
or hazards. .

Data 1elated to a spenific vent, occyurrence cr incidence.

Oata cdrained from exsminaticn and testing of hearing function.

Data on specific hospital admissions or tho rusbar of hospitalizations.
Uata obtained from examination and testing of langusge function.

Data on the genetic relationships of family sembers o the study
sother, father or child.

Dats on the concitions in which failure of normal development has
resuited in abnormal physical traits existing at the time of dirth,

Data on specific diagnases or conditions obtained from past
wmdical history or exaaination during the study.

Date obtained from the study parifcipant or aedical records relevant to
Past or current aedicel disgnosas or conditions.

Data on drugs or medications used.

Data cbtained from observation and physical exesination
of the central narvous system,

Dats obtained from observations not categorized elsewhare.

Data odbtained from clinical «nd anstomical
pathological examination,

Data obtained from physical exsminaticn of the
study participant.

Data relating to specific procedures performed on th, study iarticipant
prior to or during the period of anrollment i the study.

Data odtained from the paycholoyical examinations and vbservatiens.



TABLE 4. ODefinition of Person, Time
and Srbject Categories. (Cont.)

SUBJECT ‘ DEFINITION
ﬁopfoductivg Data partaining to the cutcome of pi'cgnancies prior to and or during
Hist. the period of enrollment in the study. o
Serolagy Data obrained from the laboratory examination ~f jervm dy spacific

Socioscon. info

Speech
Vision

Work History

X-Ray

Gyn. History
Special Studies
Fam/Genetic

Hist.
SLH Exam

immunologic methods.

Dats related to the social and economic characteristics end onvironment
of the study participent. '

Data obtained from exsmination and odservation of apesch funczion.
Data odtained from exsmination of the eyes.

Dits pertaining to occupstion ans euployment prior to and during the
period of ewroliment in the study, ‘ .

Data on diagnostic x rays and diagnostic or therspeutic }adioiogecal
procedures, ‘

2383 FTSetRiaT 35 & Famery O Gate culieciEd and recorced eisewnere.

Nedical history specificaliy reiated to the female genital tract,
feproduciive physioiogy and engocrinotogy.

Data pastaining to participation in other spacial organized studiss
conducted during the period of enrclisent in the study.

Oata on tha vedi-al histories of family mombars genstically
related =,  w rrugy child.

U823 obtatr- > 7 = zoe 8:ivch, isnguage and he.ricg exsminations not
specifice..  ~ sxlulr.uiy “elated to one of these areas.
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