LITTERA
} SCRIPTA




NINCDS COLLABORATIVE
PERINATAL PROJECT
A Used’s Guide to the Project and Data

L T

Volume VI
Caegorization of Data ltems
by Person, Time of Collecticn

or Measurement and General
Cuhiort Avas

- - TR

December 1983

Prepared for

the National Institule of Neuralogical
and Communicative Disorders and Siroke
under Contract 2311105150

) Battelle

Pacific Notthwest Laboratosies



LEGAL NOTICE

This teport was prepared by Banelle as an account of spomsored
vesearch activition. Neither Sponsot nos Battelle not any person acting
on behal{ of eithe::

MAKES ANY WARRANIY OR REPRESINTATION, EXPRESS OR
UMPLIED. with tetpect 1o the accurary, comaletrness o insinlnecs of
the informanon contained in this repoe, or that the use of any intorma.
1N, APPATATLS. PTG - -+ 02 composition disclosed inthis report may not
infringe pr s tights; of

Assumes any Labdities with respeci to the use of, o7 los damages resuli-
ing from the use of, any information, apparatus, process, o compusition
dssclosed in this report.



LILLDS COLLABORATIVE PERINATAL PROJECT:
A USER'S GUIDE TO THE PREJELT AND DATA

ei’O]UEh? viz .

Categorization of Data liecs by Person,
Tire of Coliection or Me.suresent, and
General Subject Avea

CR Watsor JS Littiefield
iR Gisen i.f Sever
S Snith

Decerber 1983

Prepared for

Hatignal institute of leurological

ang Cerunicative Disorders and Stroke
under {ontract 2311165150

Battelle
Pacific Northwest Laboratories
Richland, Washington 99352



WYRCDUCTION

CEJECTIVES ALD KSER ASSUMPTIONS v f’

Volume ViI, Categorization of Data Iters by Perssn. Time of {oliection
or Heasurement and General Subject Area, allows users to explore what
specific date iters night be aveiiadle unoey broad categories. Sinilar data
items are grouped and are arranged accordine to gperson {rother, child, etc.,
PART R), tice of collecticn or measwrement (PART B), and ueneral subject area
{(PART C). )

defore using this volume, users should consuit Chapter £ n Volu~e ! to
¢2in an understanding of the catec-vies wsed in Volume VII.

STRUCTURE CF VOLUME VII

Voluse Vil is divided into three parts:
Part fi: (ategorizetion of Data Itecs Orgenized by Pevsen -

Part 3: (Categorization of Dats itess Grganized by Tire of Measurerent
or Observalion.

Port L: Categorization of Data ltens Grganized by Geaeral Subject
hyea.

The inforcation contaired in each part is the sa-e, differirg only in the
organization of the categories. Each KCPP corputerized date ites was wnigaely
assigned & persen, tire and subject category. For execple, the iten IG
(5358....VAR) is categorized as CHIiLD, & VEAR, PSYCH. £XAYM. This dats iten
originates from study form PS-Z20.

Over Q000 categories azre possible using the persen, tire and subject
categories given in Table 3. in grder to present the categories in a legical
order three separate hierarchical listings of the categories ave given. In
Part A, the hierarchy has person as the primary grouping, tire as the secendary
grouping ard subject as the tertiary orouping. For exarple, ail “Mother'
categories ¢f time and subiect appear next to each other. 1In Part 8, the
hierarchy key orders tire, person and then subject. In Psrt {, the hievarchy
key is subject, person and time. In each case the ordering 0f the categories
foliow the order in which they are listed in Table 3.
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EXAHPLE USE OF CATEGORIZED LIESTING

Suppose you are a researcher interested in determinirg if any
assgciation exists between necratal anoxia and language development. To
find gut if the M(PP collecled date iters related to the above, you would first
proceed by consylting the alphabetic glossary for the specific data item,
regnatal anoxia. Anoxiz would be the key wOFdL For general categories such as
lenguage development, Part C of this volume, Categorizacio. of Data Item
Oraanized by Gerera?l Subject Area, would be the best wizy G enter the User's
Cuide. Gince language is Tisted as a gemersl subject area (Table 3), & user
would exarine data items listed under larguage in Part C, Yolure VII. Date
iters on largusge developrent are available on the child at three and eight
years of age. Approxirately 100 data items are av.ilable, including auditory,
verbal, corprehension, oral and silent readiag, comprehensive, axpression,
writing and sumrzry evaiuatiens. Most data items are on the raster file and
are associated with dats collection forcs PS-10, PS-13, 9%-17, PS-43 znd §5.42
The varisble file contains two data itess refeted to lanquage: 59%27....VAR and
5928....VAR. Work f:le N-B contsins o data item {€318....%-8) on language
production; word identification. For detailed wnformation, the researcher
would consult Volume [I, Part J: Speech, Language and Hearing Exacs.

"“R3ER FILE CARD LUMBER AMD
BIN)E CASE NUMBER RATIONALE

Cosputer cards for each RCPP study fom are nu=bered to reflect their
origin and possible revisions., Cand nucbers are assigned to identify the type
of data {subject), the presencs of ruitiple cards in a series, NCPP study form
and form revisigns. The first five digits of each card ¢n the master file are
the card nurber. The <tudy forrs and card rushers are given in Fioure 1.

The first fourteen colurns of each raster file corputer card contain the
maste - file cara nucder and the MINDR case nuzber, Tab'e 1 identifies the
functien of each of these colymns.

Column | tdentifies ryltiple cards in a series, 1t contains a zero for
cards ynique to a particular forr {(that is, no other carcs are present), for
execple 08-3, or for cards where .opetitive data ere conteined, Cards for
C8-Z are an exarple of this se ond lype: rc rew categories of infermation are
included ¢n successive cards, but nrevicus births ip excess of four cust be
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TABLE 1. Derivation of Master file Card lurber
and NIKNDB Case Rycber,

Centents Columns

Haster File Card lurber

card identifier i

gereral subject matter )

form nucher 3-4

revicion ccde 5
NINDB Case lurber

coliatorating instituticn 6-7

type of patient selectian a

gravida identification nurber 9.1z

order of the pregnancy 13

tdentifies child or gravidz 14

recorded on an add-on card. For card series where date entered are unigue to
2 Cerd ord more than gne card is reguired to complete the seriss, & *1" is
used to cesigrate the first card, for exacple 0B-5. 03-57, PATH~2 and PED-14
are exceptigns to these rules.,

The second digit on the card reveals the genaral subject ratter covered by
data on the card. Al¥ cards cortaining inforration pertaining to ohstetrics,
for exarple, are desicrated by s "3 in colym 2; fanily histories are
cesignated by a "5"; pathelegy with a "27: pediatrics, with a “g%; and
psychologicsl testing with a "1°,

Colexns three 2rd four reveal the form ruzber. In the case of forrs where
0ld and new forms having different nusders ere inciuded tegether, the auchber of
the letest form appears on the raster file. Thiz rule does not apply to data
sbstracted fron several forms by NILLDS staff (RGN forrs).

Column £ of the card contains a revision code indicating which foro or
cembination of forrs was used in arrivirg at data on o particular card. A
typical card will have cre to three revision coces, with a zerp indicating the
first version of a form ard "1°, °¢%, ang =3° irdicating later revisions. As a
rute, revisign codes used an cards dif€ar frem card to card; finvestigators
should check the definitior of cedes previded in Volume 11 to deterniine the
ceaning of revision ¢odes wsed,

¥ij.wi



Each weman end chiid studied in the project received a unique case ryrher
{NILDB case ry~her} corposed of nine ¢igits, recorded in ¢oly—ms § through 14
of all raster file cerds. The ra2se ny~ber icentified the institutign, the
oother and the child, The first two digits representco the collshorating
institution {sce Table 7). The thirs digit irdicates the type of gpatient
selectior. 4 “1° was used for patients selected for the certral core Studv; a
&° indiceted that 2 patient bad beer transferred from ore irstitutien %o
arptrer, ard 3 “T% inditated that tre gatient was part of 3 special study
wrdertaker by the collabusating irctituticn, The foarth througk seventh éigits
wera ysed 10 identivy the gravica, wnile the eighth digit identified the orcer
of the pregrancy of 2 giver gravids in the project. The nintn digit was used
o icentify the gravide or Child of the pregrancy; °97 irdicated the gravica,
"0" inzicated the child of 2 sirsie birth, “i® ingicaten the firs? child of a

arta

1d né a2 =aalis
R W m cemrwe

cultinle birth, "2V indicates tha corons ok

I78LE 2. Colleborating Ins?ituticns ang Their Cede Nurber
{Colurrs six ¢rd seven of all rueter file caras,)

D - Wicngazolis, Fic-mesta
Cniversily of Mirresola naspitel
limaith Srierres Co=ter

S - Scsic , Massathuietls
Harvard redical Sritool
Beoslen Lydrgsim puspiza’
Crilgreny cfonaital Medica®

Center 55 + e Vore, Yeew Witk
New Yere Yesical Eoneq-e
16 - Eytfalo, hem ) ‘f.wc’* Vetropoliten Mzspizal
Lareersaty oF *fae

(Ritdren’s tosprtalt €0 - Fartia—a, Cresom
Lm"mersi‘.y L {regin

15 « Sem Orlea=y, Lauiziena Yeecrca!l Sexmeol
£F3rity #HEAnTRal
Tole~e Unversity Sthool of
¥edicime WMagical Tester
Louisiana Snate University

P lageaichia, Perassivania

drnwersita of Femmaolvaneg

Pernsylvenia kosoital

The {ealdren’s Weppital of
Frilagedg™ig

1
3}
[

Tl - 'em York, hem gtk
ToTutera Losverstty {otitegs
=f Prysiciarsy & Surges s

- Frociderce, Shofe dolpmy

(ol p-Preastyterian
Me3ical [evver

Erown Universisy
{hild S50y Certer

37 - Baltirere, Yaryliars Tl o~ Mamshje, Teromsiee
the Jarns fCrkEcs UniveTsie, Vrisersitly of uetomssee
Streol of Wedirine Calltese of Pegicire
T Jotey dppking mospital Cailer =zepreat
%

Bighme~4, Viegi-fa
Virglate Lorcrwealth

LMy asit,
¥edrza® (ptltane =9 Virgirva
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DATA 1TEH ICENTIFICATION AND NAMLG

The XCPP data base contains over 6700 difterent date items and biank
f3ller Tcrations on cemputer files. We have assigned each of these 2 unigue
icertificaticn and & terse, stylized nece. Because ra—as were chosen LG
fecilitate use of thiy guide, they do not duplicate rzmes used by UINDE during
the active phase of the project. Users should cemsult apprepriate
docerentetion tefore using data itess fron the caster, variable or work fites

{Volures 1l, tii ard IV).

The data iten identifiers consist of 11 charalters. At the far left are
four ynigue nuthers that were assigned segquentially, The next character is
always @ pericd ard is followad by up o six characters. For data itess an
the raster file, these characters describe the data collection form fron which
& date “ten was derived; Tor date itens on the variable (VAR) or work (Wi}
files, these characters irdicate the appropricte file. 1f the right sice is
iess thar six characiers, periods are inserted as shown in these exarples:

830, . 053-34 an iten frgn (B-32; on the raster file

3850, PATH-3 an iten from PATK-3; on the raster file
S223....vn% an 1ten gn the variabie file

£340,..%-10 an iten on work 7ile 10, Rupture of Rerbranes

we assigred the nunbers sequentielly as they appear in VYolume V. for the

ras r file, we followea the order in which the cards would be fournd within an
WitB cese. R1T care colurms are accountes for by one af our data iten
téentificetions. For the varisble ard work files, the nu-ters were assignegd
10 the orde- that dete :tens appear within & case.

wo Cotegorized sach date iten according to the person (¢ whom the cdata
refer, by the tire of reesurereat acgsor the tire 16 which the iten applies ergd
by gemeral type or subject srea {Table Ii. Then we assigneg rmares i0 tke data
1teTs using the following guidelres:

® The ngre ard the three asscriated categories had to stand algre -
they rust describe the €2tz ilen cut of contex:.

¢ ke first word in the data 18E7 name ked 0 he ar irportent or key
word wher 211 names were iisted alghabetically as in Volumes Vi amd

ery

vil. Thus "ry, cbrormel” wa¢ used rather than “abromal cry® becayse

Vil.etin



a researcher is rore likely to look for this iten unger °C¥ than under
"A" in an alphatetic Tist.

® Secandary key words were preceded with a semicolon to facilitate
preparation of the gerrwuted inder. For exarple, "abruptic; placents®
will be fourd under both the "A™ and "P" portion of Volume VI,

e Cualifying words are delinited by comras and will not appear as
keywords in Volume ¥1. Thus “sbruptio; placerta, degree® will not be
feung in the "0” secticn.

¢ If cedicsl tercinniogy or usage has changed since the study was
ccrducted, oecern terrs o3y be ircluded and will he enclosed in
brackets. Thus "rongoliso; [Down's syrdrocel® will aggear under bisth
tte “M" ard "B° porticns of Voluse Vi.

e [f messuresent units are associated «ith a data iten nare, they are
erclosed in parentheses ancd placed at the end of the nary & in
“Birthdate {yr).”

® 1re cetegories {persgn, lire end subject) are apperded to the right of
the date iten mare.

Definitions for each category used in raning data iters are given in
Table § at the end of this introduction, Additicnal inforraticn is feund in
Chapter & of Volume 1.

Date iten names thus assigred are terse anc highly siylized: as we have
alveady irdicated, they are roi the naces uwsed by HILIS during the active phase
of the project. Our aim was 29 develcp standardized reres that would stand
alore. These nices ave interded to faciiitate a user's search for data ite-s
potentially useful in & research project. Eefore an iten 3% used, a researcher
stould consult its compliete description. For 3 data iten from the raster
fites, e.g., £30..08-33, the data iten should be traced to the appropriate
study forn, e.g., 03-34, located in Volume II. A variable file data iten,
€.9., 5223.... ViR, is traced tc Volume ili, where it is cefined and its
original socurce given. A data iten from o work file is traced to Voigme [V for
1ts description,

lome date 1teSs conteired in the irdexes may include the notatisn “G0 KOT
USE.” These iters are eivther inaccurate or an allernative data item is
availadle that vives better inforration. Users will fing¢ core appropriate
dats iters by consuiting ore of the indexes to the date iters {volu—es, ¥, Vi
aro Vii).
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TASLE g_._ Abbraviations for Persgn, Time and Sybjecs fategories
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Sefinition of Persan, Tine

TABLE <.
ard S.bject Categories

PERSIN CEFINITiim

Moier Sindy TeSistrast Senrtmy he Uiy sfeet"; Siologie meimer of the "itaey
ghal L sraaid.

h ]

Tatrer Snatogac fatmer of tre slgiy oohld I srosy STETENTY, O LN 2Ryp of
FEOIORIOTORIC S318, $503 CATERCTY My IACIIE SVERer e M atter Of Caly” [ezt
SRresiRrify MOIDATY Cf The METNer) Cr the Thygiedd (.. oesesserily relaled
Biclogically s t2e siooy cnsld).

Place-ta Ine argan of metpbolic 2o SALMOGE TALErIrenge Setmeen Ny fet.i and aiher; alse
inclotes Io this catepery 1re grofu and Wit rescaois SIS Lta Tum
e pni=pticn cf tre mdinical sors,

Fetss Coocesiv;y I SToluel of cornuetiom facioficmg Tre selrypels 12832, f.0., from
COEIHEILON L0 e womess ! Olsen.

e Frofort of M aloSr Dtedmacty STOm e WS & Airo SR 3ITTy oMl

,’;mﬁ‘ﬂ?

Sizynip

TETAOO 0F eraiey o RTANSI4eg Y31 icg wetoer 2% g RLLTY SN Y, Fog.. AZETine

FRTESTL, TEITET SETTTII CF GoETSIdT.
Feriom I proatts BEDUCUcEtly relates 22 tte moiner of Talter ! the 1lafy onile.

CAla ir onilicres muvieg ore or BN & T Lame icTogie satenls 4s 22w slaly
anilyg stolings; ~a1® $idlimgs; full s3mbirgs.
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"ABLE 4. Definiticm of Parson, Time
and Subject Catacories (€ant,)

Mz 1 - TEFINITION

ST h Catp wit™ =0 peenicp~t 3imy rTeg 2r SaR4 perialniceg 15 mGre Y ane Sime
b SR

Trezrmiert om CRYE ZTIANNENG LD LYs reRtlD STOCT I cTereat on of s ISPy sTegmutLy.

Teyns120%45 S22 ol estes 4t e tive c‘ 1eZy eUer’y fedistratica in oAy siggy,

Freantel DAl certaitisy T Ate parice from clotechicn o tee s -:*,v SrE Ty 0
Seldvery of T 3lod. onidg,

(8 LR § Sl w5 Callestes a $5p Sine of 1Sy Meleer’s peAdRtiaM %A e ﬁami'.al for
2eliwery 4 the 3ol oila.

RS 2 et 2 Cata oerTavi ing 1o \.‘t Fericd from 4OMisien wir delivery nt smae. of lader
T2 ORMingrye¥ e 4t gy arile.

Ietiigr, SAE TE el TD Tte Trme seticy Tarfeg amicr Celieery of sae gaumy mila

s rups

Foat Apri.r Sava eTipicarg 1O the 1508 AT el lezsas SITirg e verics fmmecistely
wilomirg cueen L4 tep 3Tooy ~*-Nd

po =¥ b 1 Cata Derreiabng 0 She 3% oMild o S_ring 1M Sericd froe 9iftn P3Ot mOATS
: S* age; LN Sairrd%y g% thele Cate wers o3l lectes S0 T2 &7 sk P Time o
L T P T3rarged from the moxainal.

Tgrge MeE e Gty collecien 47 22w Rime of T Teot monit evmmicaticn of the ITidy ohw fe,
Lrgy ey TaT2 o7 legted Al e TUow 2t sAp 2057t pooth exgrirdticn of she sTuAy susld.
g Fepe Jata COIiNCIed a3 the Time Cf the coe rear eramicdion of the stumy crivs,
Three fopr Saze enllected 4t the 2ime 3f ne rrrpe 311; erwringeien 3Y the ey o e,
frar Year Cata collected 43 tte Time 37 t™e four yesr emawimaticn af the oy SRR,
Seven Tear ats colleczes at tre time of he isven sear ersmi~glios of ine 1Sy chity,
Ergrs Vepr Caty Tollectes 4t The time of $He ig™t year esamicatics of the study cnbde
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T/ABLE 4. GDefinition of Person, Time
and Subject Categories (Cont.)

SUBJECT CEFINITION
Adniaiszrative Data parteining to the sdeinistrative aspects of the study.
srestlesia Dasta on ~edications ng grocedures yyed to ¢btain anesthesia.

Cliin. lopressicn

Cilnica) Lad

Current Pregnrascy

Eﬂ\‘\ﬂ)ﬂ.
Exposuyre

tesnts

Heqricg

Hospitaiizations

iLenguage

Linkage
Yalforeations
Diag. 8 (one,
Ned. Kistory
Medicaticns

Neurological
Exam

Ghservaticns
Pathology
Physical
Exam

Aracesure

Psych, Exam

impression of adrarweiity ur dysfunction gained by an examiner
folloming eveiuaticon of clinfcal signs vnd synptoms and includicg o
sybjective component.

Data obrained from faboratory axsmingtion of clinfcal specimens,

Personal data and eedically relevant information gertaining to
the study aregnancy for shich the sother is enrolled.

Data on axpasure e cccupationsl or other environmental sntirias
ar hatards.

Uata relates o a specific event, accurrence or incidence.

Data obtaires from examination and testing of hearing function,

Data on specific hospitasi adkissions or the number of bospitalfzaticns.
ilata cozained from examination and testing of larguage function.

Dite on the genetic relatioaships of family seabers o the study
=pther, father or child.

Oata on the conditfons in which failure of normai develcpsent has
resuited in abnoraa) ohysicel traits existing at the time of birth,

Jata on specific diagroses vr conditions chtained from past
medical history or exsminatisn during the study.

Data obiained from the study psrticipant or medical records relevant o
oast or current msedica) diagnoses or conditions.

Lata cn drugs or medicat 'ons usea.

Nata obtained from observaticn ara physical enamination
of the central nevvous system,

Jdats obtained from observations not categorized =isenhers.

Dats obtained from clinicas and anatomical
patholugical examination.

ats obtained from physizal exar aticon of the
study participant.

Data relating to specific precedurss performed an the 3Tudy participant
aeier to ar during th¢ pericd of enroil=ent in the $Tuby-

Data obtained from the psvcholegical examirations and observaticons.

VIL.xitd



TABLE 4. Definition of Ferson, Time
and Subject Categeries. {Cont,)

SUBJECT CEFIRITION
Reprofiyctive Data pertaining to the outcome of pregnancies prior to and or during
Hist. th - period of enrollment in the srudy.
Seroiogy Oata obtairea froo ttw laboratory exsmination of serum Sy speeific

Socicecon. Info

Speech
Yision

Work History

K=Ray

Sumeary

Gyn. History
Specta? Studies
Fum/Cenetic

Hist.
SLH Exam

immyunoliogic mathods,

Data relate? to the social and economic characteristics and envircnment
of the study participant.

Data cbtained from examination and ohservaticr of speech function,
Data obtained from exsmination of the eyes.

Data pertaining to occupation ang erpicyment pricr to and &ring the
period of enrclicent in the study.

Data on ciagrostic x roys and diagnestic or tnerapeutic raciological
srocedures.

Data presented a5 a sumzary of Jata coilec™ed and recorded sisswhars.

Hedical history specifically related to the fempse genital trace,
reproductive physiciugy and encocrinciogy.

Dsata pertaining to porticipation in other jaecial organized studies
conducted during the perfod of enroliment (1 tie +mudy.

Oata on the aedical histories of familv aemtei: 2%~ %y
related to the stady child.

Dara obtained from the speech, langucge aui = -9 , s not
specifically ar exciusively refated to ane ¢ * ¢ ar

VII.xiv
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