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1TR0DUCT 10N

OBJECTIVES AHD USER ASSURPTIONS

Voluae %$.\;hg A?ph§pgti;§i'93rmutgd SIQSSary of NCPP (ormputerized Data
itens contains a corputer-generated alphabetical listing of ali computerized
Jata items. Each data iten nere is pervuted on rmajor word phrases so that data
items mRy dppear rore than once in the glossary.

The user is assured to be @ researcher generally familiar with the NILCDS
Collaborative Perinatal Project and interested in locating a specific data
iten. Users will not {ind specific definitigns for datz items by consuiting
the pertwizd glossery; they are encouraged to consult other volumes (i1, 111
and IV) of the guide to cbtain this information.

STIACTURE GF VOLUNE vi

ihe alphzbetical perruted glossary centains three types of information:
dsta iten name, date item categories and data iten identification. The
glossary structure is based only on the date iten nare. A dats iten nare
consists of key phrases, separated hw senicolons, that Ay direct a user to
a porticular data iten. £ach phrase ig structured¢ so that the leading word
is the one a user wouid refer to in an alphabeticel glossary. Additicral
quaiifying infonmatide is then given and, if appropriate, separated by
coevas. Although this naming convention leads to nares different from some
others cormonly used, it enabies users to locate specific data items and
tends to group data itess of a specific type. For exénﬁle, specific
definitions ard meanings for a data iten are located in either Volure [1,
111 or §V. Before submitting a request for data itens, users should check
the definition by consuiting the apprapriate volume.

EXAMPLE USE OF VOLUME Vi

The data iten naming conventions used can result in a dsta iten appearing
rultiple tices in the glossary. For exarple, data iten 6266....W-o0 has a name
“Cerebral paisy; quadriplegie; diplegia (1 yr, interim, 7 yr).° This date iten
con be found in the glossary under cerebrai palsy, quadriplegia and diplegia.
it cannot be found listed under palsy. This dsta iten is lgocated on work file
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#-b, cerebral palsy diagnosis. Oncumentation fur the data iten wiil be found
in Yolure IV under the section for ¥6.

As an exarple uyse of the glessary, we will deternine if inforration on
neonatal anoxie ord larguege developoent is available. For necratal anoxia, a
user woulé first look under anoxia. MNeonatal refers to the time of observation
end hence is not used as part of the detaii data iten name. In this case oe
date itew {3611....VAR) is found: anoxia, presured etiology of conditions.

The data iten is catigprized as Chiid; fleonatal; Event. To find additionai
inforration, & user.would consult Volure 111, Variable File, and look for data
iten 5b611....VAR, The varisbie file will define what inforvation is coded for
reonatal aroxia anc indicate the relationship to original data coliection
forms {PED-8).

For broader, rore general subjects, users will fin¢ Volums Vil,
Categorization of Data Itens by Person, Tire, and Subject, wore useful than
Volure VI, €
8y consulting part C (Subject) of Volume VII, users witi find o veviety of dats
iters related to language development. The perruted glossary can be used, ocut
not as effectively, since ns data iten is listed in the glossary under language
deveioprent. Data itens eve found for language expression, 1arguage
procucticn, and language -eceptiocn, but more data iters concerning language
developrent are available. Sore additional data items are found under

augitory, coxprehension, exprecsion, reading and writing.

HASTER FILE CARD NUNBER AND
NILDB CASE WUMBER RATIGNALE

Lormputer cards for each NCPP study form are nu-bered to reflect their
origin and possible revisiens. Card nucbers are assigned to icdentify the type
of data {subject), the presence of rultiple ¢ vds in a series, NCPP study fom
ard form revisions. The first five digits of each card on the wmaster file are
the card nyrber. The study forcs ard card nurders are given in Figure 1.

The first fourteen columns of each caster file corputer card contain the
caster file card number and the iiliDB case nu-ber. Table 1 identifies the
function of each of these colums.

Vi.iv
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T/BLE 1. Derivaticn of MNaster File Card lurder
asd AINDB Case husber.

Contents Coluons

Master File Card Nurber

- card identifier
gerierai subject rmatier
formn ryrber 3-4

N s

revisien code 5
NIN38 (ase Number

coilaborating instituiicn 6-7

tyoe of patient selection 8

gravida identificaticn nucder g-12

order of the pregnancy 13

identifies child or gravida i3

Column 1 identifies rwitiple cards in a series. It contains & zero for
taids unique o & particuier form (that is, no other cards are present), for
exacple 08-3, or for cards where repetitive data are contained. Cards for
03-2 are ar exarple of this second type; no new categories of information are
included on successive cards, but previcus births in excess of four rust be
recorded cn ar add-on card. for card series wherg data entered are unigue to
¢ card and oore than one cerd is required to corpliete the series, a "1% is
used to desigrate the first card, for exarpie (B8-5. {B-57, PATH-2 and PED-14
are exceptions to these rules.

The second digit on the card reveals the genmerai subject catter covered by
date on the card. All cards centaining informaticn pertaining to cbstetrics,
for exarple, are designated by s "3° in coluzm 2; feriily histories are
desigrated by a "S™; pathology with a “2%; pediatrics, with a “8~; and
psyckologicai testing with a “1*.

Colurns three and four reveal the form nurber. In the case of forcs wkere
0'd and new forcs having different nurbers are included tegether, the number of
the latest form appears on the master file. This rule does not apply to data
abstracted fron several forcs by NINCGS staff (ADN fores).

Column 5 of the card contains a revision code indicating which form or
corbination of forus was used in arriving at data onr a particular card. A
typical card will have one to three revision codes, with a zero indicating the
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first version of a form and "1, "2, and "3" indicating later revisions. As a
ruie, revision codes used on cards differ fron card %o card; investigators
should check the cefinition of codes provided in Volure ii to deterzine the
reaning of revision codes used.

£ach woran end child studied in the project received a unigue case nutber
(NINDB case rumbers) corposed of nine digits, recoréed in colurms 6 through 14
of a1l master file cards. The case nutber identified the institution, the
rotker 2nd the child. The first two digits represented the collaborating
institution (see Jable 2). Tke third digit irdicated the type nf patient
selecticn, A "1” w2s used for patients selected for the central core study; a
"6™ 1ndicated that a patient had been transferred from one imstitution to
another, ond & °7" inrdicated that the patient was part of a special study
undertaken by the collsbsrating institution. The fourth through seventh digits
ware uced to igentify the gravids, while ihe eighin ¢igii ideniifieG ine order
of the pregrancy of a given gravida in the project. The ninth digit was used
to identify the gravida or child of the pregnancy; 9% indicated the gravida,
"0" indicated the child of 3 single birth, "1® indicated the first child of a
uitiple birth, "2" indicated the secend child of a cuitiple birth, etc.

IABLE 2. Collaborating Institutions and Their Code hurber
{Colurns six and seven of all master file cards.)

G5 - Boston, Massathuserts 50 - Mirneapolis, Micresota
Harvard ®edical Sohool V.:m'vefsasty of Nicresota Hospital
Boston lying-in Mospitald Htealth Sciences Center
(i idrents Hospital Medical

Coter 5SS - New York, New York
Kew VoTk Medical Tollege

10 - Beffalo, New Vork Metropolitan Bespitald
Tniversity of Suftalo
(rildren's tospital €0 - Pordlarnd, Uregon

M)-'chem

15 - New Orieans, icuisiamy Medical School
TharTty Kosplaal — —

Tulame University Sthool of € - i‘hiaadelggia’ Penssylvania
¥edicire ¥edical (enter Universtly ¢f Pernsylvanis

Leuiisiana State voiversity Pernsyivenia MHospital
The Children's Porpita) of

31 - New York, New York Phileseliphia

(VY Ir=a4m Taiversity Colleg

of Physicians & Surgecns 77 - Providence, FPhoge Islarng
Colurdia-Prestylerian 8rcen Gniversity

Hedical Conter Chilg Study Ceater

37 - Baltimore, Margleng 87 - his, Jersessee
Toe Tetas fesiins Gniversity UTversity of Terressee

Sehool of Medicine College of Megicire
Yhe Jehns Hopking MHospitad Gaiter Hospital

45 - Richmoned, vieginia

Virgiria Lomorwealth
Unfversity

Medicat Coliege of Virginia
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DATA ITEM IQENTIFICATION AND WAMING

The NCPP date base contains over 6700 different data itess and blank
filler locaticns on cooguter files. Xe have assigned each of these a unigue
identification and a terse, stylized mame. Because narmes were chosen £o
facilitate use of this guide, they do not duplicate rares used by NINDB during
the active phase of the project. Users stould consult appropriate
documentatign before using data items from the master, variable or work files
{volumes 13, 13l and iv).

The data iten identifiers consist of 11 characters. At the far ieft are
four unique nuxbers that were assigned seguentially. The next character is
2lways a pericd and is follewed by up 2o six characters. For data iters on
the master {ile, these characters describe the date collection form fron which
3 Gata iten was derived; for dats itery on the variable (VAR) or work (WiX)

files, these characters indicate the appropriate file. If the right side is
€55 theh Six charactiers, pericds are inserted as shown in these exaspies:
850..08-32 an itex from 0B-34; on the master file
IE30.PATH-2 ar iten frem PATH-3; en the raster §ile
§223....WAR an iten gn the variable file
6330...%-19 an iten on work file 10, Xupture of Merbranes

We assigned the nurber; sequentiaily as they appear in Voluze V. for the
raster fi'¢, we followed the order in which the cards would be fourd within an
NikDB case. All card coluzns are accounted For by cre of cur data iten
identifications. Cor the variable and work files, the nurbers were assigred
in the order that date itess appear within a case.

we categorized each data iten according to the persor to whom the data
refer, by the tire of measurerent and/or the tire to which the iten applies and

by general type or subject avea (Tabie 3). Thern we assigred na—es to the data
iters using the following guidelires:

® The name and the three asscciated categories had to stand alone -
they rust describe the data iten ocut of context.

® The first word in the date iten nmace had to be or icportant or key

word when all naces were listed aiphebetically es in Volu=es Vi and
VII. Thus “cry, abnorral® was used rather than "abnormal cry” because

Vi.viii



3 researcher is core likely to Yook for this iteo under "C° than under
A" in an alphabetic list.

® Secordary key words were preceded with a senicolan o facilitate
preparation of the perruted index. For exarple, "gbruptin; placenta”
will be feund under both the "A* and "p- povtien of Volume V1.

® Cualifying words are celinited by comras and will not appear as ,
keywords in Volure V1. Thus “abruptio; placenta, degree” wiil rot be
found in the “0™ sectign.

¢ If redical teminology or usage has chenged since the study was
cerducted, codern terms rmay be included and will be encliosed i
braciets. Thus “rorgolisn; [Down‘s syndroce]™ will appear under both
the "N" and "D° portiens of Voluoe Vi,

8 if reasuresent umits are assgriated with a data iten narme, they are
enclosed in parentheses and piaced at the end of the mare as in
"Birtkdate (yr).”

Thoe catesaries {sevson, tipe ang subjeci) are appended 1o tre right of
the dzte item naze.

Befinitions for each category used in raning dats iters are given in

Table ¢ &t the end of this introducticn, &dditioral informaticn s found in
Chapter & of Yolure 1.

Data itex nares thus assigned are terse and highly stylized; as we have
already irdicated, they are rot the naves used by NINDB during the active phase
of the project. Cur 3io was to develop standardized names that would stand
alone. These rames are intended to facilitate a user's search for data iters
potentially useful in 3 research project. Before an item is used, a researcher
should consult its corplete cescription. Ffor a data itet froo the naster
files, e.qg., 830..03-33, the data iten: shouid be traced to the apprapriate
study form, e.g., 03-3%, located in Yolyme i1. A variable file data iter,
e.g., 5223....VAR, is traced to Volgme [11, where it is defined and its
original scurce given. A data iten from 2 work tile is traced to Volume IV for
its description.

Sore daty items centzined in the incexes r3y include the notaticr “; D ADT
USE." These itecs are either inmaccurate or an alternztive data 1ten is
aveilablie that gives better information. Users will find rore appropriate
eata itess by censulting one of the indexes to the date iterns (Volumes, ¥, V!
and Vil).
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Person

Vetrer
Tatrer
Slazenty
fells

i TRE.

" Scrrogate
Family
SiswnNép

Time

Careral

Freconcestion

Pegiszraticn
Precatal
AR 33§ on
1atragartun
Deltvery
Mot Partam
Neonstel
Four month
g%t moath
Coe year
T™ree vear
fiir year
Seven yrar
Etgrs year

¥i.x

3. Abbreviaticns for Person, Tize ard Sudject Categories

Sl fect

Adnirietrative
Anesttesia

Clin, Impressien
Climical Lad>
Carreet Preguancy
Sovicon, Exposure
Tvents

Hepring
Hospitatizations
Lasguage

Lissage
Yalforsations
Dieg. & Cory,
Fed. mistory
velications
Necrologicel Tagm
Joservazions
Pathology
Poysicel Lo
Procedire

Py, Eram
Zesroucrtive nigs,
Serclogy
Socioecon. lafo
Soeeth

Wigicn

¥crk Mistsry
X=rax

Sommary

Lyn, Higtary
Soeclal Stciies
Fom/Cerpzic iss.
S1H Seam



TASLE 1. Befinition of Person, Tiwe
and Subject Categories

PEIIIN DEFINGTI{N

ether StS3y registrast bearicg the “iusoy freghemsy”; Siologic molber ¢f e “itidy
=3V Sravic,.

Fatrer 310loptc fatrer cf e 1tusy onig as 1ICTY LTRISANS;; (0 e case of
STTNOATIAOME D Thla, VA3 CITeVSry My §2n iCaTE eiller The TSptver of 2053 =gt
~ETeSITily Postend cf the mother) cr e TPogsped (mot ~atessarily relatec
Siolcsicelly to the 3toay ohi . d).

Place=d ine crgin of melalolic e GateCTE fztercrange Detwess the felu: 4ef P ; arso
inCloded 10 IMis CaTRGSTY 272 GroTS and wicrosencic satroiogic Cates Srom
LM iration cr the umillical sord.

Tetss Corcestas; e srodums of Sorception ingloging e emBryasic sage, f.e.. from
CIATRTIICN B e momext of Giris.

Dang PeTINIt of e 1l cregmetty from the tomest of Sictm cwa rd; 3Ty Mg,

FolLTTIsNte

Tamily

Steship

FeriIm v cerioms 3o TRty for e monter cf b sTusy TG, 2.3, dSoA%Eve

marsste foivas msesmws 2r —oogios,
Terion ot perizey Sislogically relates to the mether oy ‘ather cf the 3@y enfld.

IS or Hilgren ravicg ome cr Scth of the sane Sisiogic parentls as o™e 3tply
NElE; siDldags; malt sfodimgg: fuld sidlirgs.
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TAPLE <. Jefinition of Zeregn, Tire
- &nd Subject {a.ecories  (Zgnt.)

JEF BTIEN

vyl

LAY %5 R 1)

Tezisiraticn

Pre~gsal

fonisstem

Irerazertam

letiiery

st Preoaw

p oaf 2 M

Ffoor Year
Seven lear

gigrt Yeer

Lets mith =7 periines, Lime eerivd w cdaza certiinirg o xore LRAN wne Sime
sertad.

Calp meTIANeieg To the seticA cfvor ta rreTifen $f the soey cregnarey.
e coliecsed o xme Tine cf sy MoPescr Tegistratigm in tre stuty.

Ciata per2ain.er 32 the sericd frum coecest.on of Uie study pregrasey Lo
Selfvery - of e 3iudy enfle.

Cate ooile. 2e9 21 Ure cine of INCY PoIrer's asatssicn To e %w0spital for
altrery 2% 2he stusy onide,

Ja%e serdaiming ta e peric, from sdmissicn for Selivery o cnset of labers
0 celiverw of the ztusy e,

T3l WOrtehning o 1he tiny erroa Zaremy whics zelivery cf sne stgs: orilg

.
—a— gy
pERei Ry v

-3t (oroTE M1~y 10 4 slofy wither) colleztes Reinyg he cericd immediately
‘ellcmamg Steth af wre sfady child

Sat2 zertainiey o the sty oDy duriny the period from Dirt™ 0 obe woath
cf aze; he mrjority 2! theyn W ls were collected Srige o ur 3t the Y 3
3y cMINY s CRitmarged Tras the nosnotal,
Cats cdllectey a2 e tise of e faur mneth examicatico of Lhe study eniid.
~are c‘i-'gr:,eaﬁ 3T e gk of re et ixOth examingticn of tie 3Py cnile.
Suta w2V leztes A% the timw ¢f tme oew Froc ummfagtion of the st.oy eniig.
Cota milecsed ot the time of Whe tires e examitation of e study ehild.
s collected a% Ly tine of Sre dcur rENf erRiralicn of the study chiid.
Cate collected 2T the ime of the seven seXT exarinaticn of 2he study child.

Sats colleciag ot Mo time of the #igM yedr vagmicstion of Che study chila.

-t
-
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TABLE &. Definition of Person, Time
and Subject Categories  {Cent.)
SUASECT DEFINITION
Administretive Data pertaining 2o the adwinistrative aspects of the study.
Anesthesia Data on medications ans procedures ysed o cbtain anesthesia.

Ciin, Inpression

Cifnical Lad
Turrent Pregrancy
g£aviroen.

Exposure

éven:s

Hearing
Hospizalizations
Linguage

Linkage
Maiformptions
Oiag. & Cong.
Ned. Hii tory
Meticating

Neurological
Exomn

Lhservations
Pathology
Physical
Exanm

Prosedure

Psych, Exan

impressicn of abnormelity ot dysfunction gained by an exzminer
following eveluation of clinical signs and syaptoms aikd including a

subjective component.
Dats obtaired from inboratory examication of clinical specimens.

Perscnal cata and medicaily relevant information pertaining to
the study pregnancy ifor which the mother is enroiled.

Data on exposure to occupational of other ..avircnmental entizies
or hazards.

Data related 20 a specitic event, sccurrence or incidence.

Data obtained from examination and testing of hesring function,

Data on specific wospital adeissions or the number of hospitalizations.
Data abiained from anaminseion sad testing of tanguage function.

Da%a ot the genetic retationships cf fanily members 2o the study
aothes, father or chiid.

Jatye on the conditions in which failure of norwal development has
resulted in obnorsa) physical traics existing at the time of birth.

Data on .pecific diagnoses or congitions obtained from past
sedical nistory or examination curing the study.

Oat~ cbtained from the study participant or medical record; relevant %o
Past cr current medical diagnoses or conditions.

Data on drugs or medications usea.

Date cbtained from observaticn and physical expmination
of the central nervous system,

Dats odtiined from observatinng not cdtegorized elsenhere.

Data cbtained from clinical and anatomical
pathological exemination.

Data odtained from physical examination of the
study participant.

Daza relating to scecitic procedures performed on the study paeticipant
prior to or Curing the perfod of enroliment in the study.

Data cbtained frem the psychological examinations and observations,

Vi xiii



TABLE 4. Definition of Person, Time
and Subject Categories. (Cont.)

SUBJECT OEFINITI04H
Reproductive Data pertaining 20 the outcome of pregrancies prior to and or during
C Hist. thu period of enrciiment in the study.
Serology Data cbtained from the Taboratory examination of serum by specific

Socioecon. Info

Sueech
Yision

work History

x-Re).

Sumrary

Gyn. History
Specizl Studies
Faw/Genetic

Hist,
SiH Exam

immynrologic methods.

Data related tu the social and economic chargcterfstics and enviromnment
of the stucy perticipant.

Deta obtained from examination and cbservation of speech function.
Dats cbtained from examination of the eyes.

Data pertaining to occupation and employment prior to and during the
period of enroilment in the study.

Data on diagnostic x rays end disgnostic or therapeutic radiologicat
proceciures.

Davs presentsd 33 5 susmeiy OF vt coliecied ang recoraec eisswhere.

Medical history specificaliy related o the female qwitsl tract,
TeprTduciive physioiogy and enoocrinoiogy.

Dats pectaining 2o pacticipation in other special orqanized studies
conducted during the pericd of enroliment in the study.

Data on the medizal histories of family menbers genatically
related to the 6.y, o Tlg.

Data odbtaired ¥r-c r- g - Tinguite and hearing axaminations nnt
specificaliy or ¢ "u~ @ 3y rol  +¢ to nne of these areas.

V1. xiv
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