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'THE CAROL,INt INSTITUTE FUR RESE)\RCH

ON EARLY 5DUCATION, FOR fHE HANDICAPPED

Abstrace

's.

The Carolina Institute for Research on Early Educationfor the
Handicapped (CIREEH) was a multidisciplinary and longitudinal
re'search program that addressed two 'strategies orimportance to
preschool handicapped children and their families. CIREEH, has
determined to address problems that will be (1) of major signifi-
cance, (2) beyond' the capability of individual investigators, (3)
multidi'scipl i nary ;and (1,1) able to moie knowl edge tq' educational
action. The approaches which,addressed major Special Education

.Services priorities were.:

I. Identification and evaluation of significant child and family
variables in early interwentiön of the handicapped. This
approach-consisted of a program of descriptive studies
focusing on:

a. ihe role of fami 1 ies irc the preventio'n of 'handicapping
cond,ritions,

b. the variables affectijg theprofessional-program-parent
interaction in educatjion for the preschool-handicapped,

c. the variables associ ted wtth progress and child outcome
in early education fr the handicapped.

-

II. Development and evaluatilon of intervention strai$gies and
materials to prevent orf ameliorate handicapping condi,tions.
This.approach.incorporated two major intervention
efforts, one with the ni1dly h,andicapped- and the other _with
the severely handicapped to:

a. compare two strat6gie.s for preventing mild handicaps--a
parent educationfirogram and a day care plus parent
education prograth.

b. design and evaluate,curricular strategies to maximize
development of s;everely handi tapped children.' -

,

M.* Development and dissemination of products resulting from
these two research approaches. These product included:

da

a. reports of research results to the scientific community
for its information and critique.

p.
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I.
b. Papers sand other presentations which synthesize-knowledge

from CIREEH research wtth other knowledge in the fielti
and are'prepared for vaMed audtences.

c. A curriculum for severely/multiply handitapped infants.
.1

IV. Training for undergraduate, graduate, and post graduate

students in the various aspects of multidisciplines. This

training included planning research, data collection and
analysis, andreporing of results. The training program

also included semJnars and colloquia.

0-4
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,CHAPTER.1_

Introduction

The Carolina, Institute for Research on Ear lj Education far the
Handicapped (CIREIEH) was designed to provide a new 'generation of
research and related activities to answer some of the important
needs of handicap.Red-children 4nd thei r families.

A stage had been reached-in the long evolution of research artif
intervention efforts in the special education field.that demanded .

this new generation of research. At 'this point, research had passed
. .

through ftur 'main stages:

1. Early intensive case studies 'of individual_ chil- -

dren (Itard, 1932; reud, 1938);

2. Di fferentiating' characteristi cs of various hakdi-
capped groups (Bateman, 1965; Cruickshank, 1971;
Dunn, 1973; Gallagher, 1,971); *

3. Broad program impact evaluations of the utility of
various organizational. strategies or special pro-
grams (Goldstein, Moss, & Jordan,. 1965; Kirk,
1958- Skee.ls, 1966);

4. A limited number of systematic attempts to.Synther
size avdilable k'nowledge and develop special pro-
gram materials for the handicapped (Goldstein,
1974; Hobbs, 1975; Meyer, .1970).,

While these past efforts had taught us much, they, had each, in
turn, r.eached their limitations. Translation of their findings into
actions had been difficult--and sometimes inappropriate--because
much of the resear`ch hdd been fragmented and incomplete. Yet action
was overdue.

Following World War II, stateandefederal resources,had in-
creased markedly to help handicapped children achieve their poten-
tial and become integrated with society (Gallagher, Fo?-sythe,

& Weintraub, 1975)-. Public pelity had outrun current
professional sophistication' and ability to, carry out its intent.

- These ptoblems ppRvaded the field of early education for the 'handi-
capped. They cghl d not be sol ved by7 a research investigator -acting
alone, nor by a loose, or scattere'd confederation of scientists.

4.4



What was needed was a neW generation of research to attack these
problems through longitudinal studies, investigations involving com-
plex develdpmeneal situational interactions, and closely coordinated

efforts grouped around a central topic.

The central topic selected by CIREEH was the families of hand-,

icapped children. The contribution of parents to the social and
cognitiVe development of their children had been well documented
(Hdss & Shipman, 1965; Levenstein, 1970; Goodson & Hess, 1975; Heber 1

& Garber, 1975;,Ramey, Beckman-Bell, CGowen, 1980). More specif-

fcally, the necessity of involving parents diregtly in their child's
educational program, had eeri demonstrated experimentally (Bronfen-
brenrier, 1975; Karnes &Ieska,.1975; Lovaas, Koege, Simmons & Long,'

1973). For handicaliped children, such parent involvement had been
mandated by,law (P.L. 94-142). Both educational practice and legal'
precedent, then, had recogniied the family as'an integral part of
educational programs for younThandicapped children.

"
Ansikreasing emphasis en deinstitutionalization and on parent

involvement in'educational programs had implied that families of
handfcapped children must have the ability and resources, not only
to function adequately as familiet, but also to 'take on these addi-
tional roles and educational demands. Knowledge of ways to
strengthen the functioning ol families of handicapped children, and
of the impact of educational.policy decisions on family ,functioning
was, however, seriously limited.

'In studying'faMilies, CIREEH investigators chose to work within

an ecological model.of:human development. Such'a framework assumes

the coptextual nature of human development and suggests that mean-
ingful and.lasting intervention are possible only when the personal,,
interpersonal, sociat, demographic, and ideological context of the

individual are examined (Garbarino, 1977). -

The focus of CIRE:EH family'research has been on the family sys-
tem and, particularly, on the interaction of the family'system with

other systems and eCological levels in the family's environment.
During the past five years, CIREEH investigators have studied vari-

ous aspects of the ecological environment of the handicapped,child.
These studies will be described in chapters 4 through 9 of this re-

port.

Although the family vas selected as the central topic for
CIREEH research, the need'for research on assessment methods and

curricula was recognized.' Th.e need was most apparent in the area
of the assessment and education of severely and multiply handicappe&

infants.



Research carried out bSf CIREEH addressed these problems,through
closely doordinated.efforts-grouped in a framework of two research
approaches which focused on two diverse populations.

-Overview of Research Plan

The two major approaches were descriptive -a4 intervention

studies. The descriptive studies examined handicapped children and
their familie's in a variety of settings, particularly in interaction
with professionals attempting to aid their situation. The interven-

tion studies attempted to directly add to the resources and com-
petencies of the child and other family members and to evaluate that

effort. ,

There were two major populations included in the program of re,

search. The first population was.of children classified as moder-
ately, or severely handicapped whose problems are chronic and threat=
en to be a serious issue for the remainder of the child's life, with

consequent stresses on the family uhit. The second population was
of children-constdered to be at risk for mild handicapping condi-
tions due to soctoeconomic factors.-

The research program i5 presented in Table 1-1. One dimension

.
of this matrix focuses on tnetwo :general pOpulationsl _at risk/-

mildly handicapped, and moderately/severely handicapped. The other

dimension reflects the nature of the research, that is, descriptive
studies and intervention studies.

Major Approaches

The program of descriptive studies foeused on:,

1. The role of families in the presention of handi-
capping conditions.

2. The'variables affecting the professional-program-
parent inter:action in,education for the preschool

handicapped.

3. The variables associated with progress and child
outcome in early education for the ,tiandicapped.

The tvio major intervention efforts', one with the mildly handi:

capped and vie other with,the sev.erely handicapped, were designed

to:

3



Table 1-1

J

The Organization of CIREEH's Program of Research

Approaches

S. Populations

At Risk/Mildly Handicapped. Moderately/Sevei-ely Handicapped

Descriptive
: Studies

Identification of Families at High
Risk for Children with Mild kändi-
caps (Craig Ramey)

Family Studies;

Parent Involvement in ProgramS for the
Preschool Handicapped (Ron Wiegerink)

Characteristics of Successful Parents
lof Moderately/Sevgrely Handicapped
Children (James Gallagher)

-

'Families at Risk (Marie Bristol)

Parental .Perspectives of Preschoqj

'Mainstreaming (Annjurnbull),

The Network of Family Relationships and the Development.of Adaptive Behavipr
(Earl Schaefer)

Child Assessment Projecf.(Rune
Simeonsson)

sIntervention Project CARE (Craig-Ramey, Joseph Curriculum Development and Related Re-

Studies Sparling and Barbara Wasik) search for Moderately/Severely Handi-
capped Infants (Ken Jens and Nancy
Johnson)



1: Deverop and evaluate,parent educatiowstrategies
to maximize the family's role in successful pre-,
vention of mild handicaps.

2. Compare the effects of two types of intervention,
day care plus parent education and parent.educa-
tion only.

3. Design and eva luate curricula strategtes to maximize
development of severely/multiply handicapped chil-
dren.

Missfbn of the Institute
,

.
.

i

.

The missiin o4 the Institute was to study the problems which it
had identifjed--the needs of families, assessment, and curricq1a--in

)

such a way as to assure movement of knovledge into practice.

To accomplish this mission,of movIng knowledge into action, the
Institute had the tolloWingsgoals:

1. Produce a variety of products which would be of
value to practitioners, researchers, and parents
of handfcapped children: These products were to

include research reports, state-of-the-art re-
ports, literature reviews, assessment instruments,
and a curriculum.

2. Provide opOrtupities for graduate students from
diverse fields to become interested and involved
in research and program development for handi-
capped children and their families.

4
3. Disseminate, through a variety of media, informa- k

tion and products resulting from CIREEH studies. to '

a wide audience including,researchees, practi-
tioners,pareTts, and poliCy-makers.

The activities of the Institutes in its efforts to meg these
goals; are described in subsequent chapters of this report, The

overall organization of the,Institute and,its.personnel are de-
scribed'in the next chapter. The reSearch studies are.described in
chapters 4 through 11, and the resultant products are risted.in

chapter 13.

. ' Activities which addressed C1REEH's second and third goals,

0 dissemination and training, are detailed in chapters 12 and 14. The

..,impact-which C1REEH has already had on the field, and an outline of
'anticipated future effects, is discussed in chapter 15. .

6
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CHAPTE11,2

(

Administrativ't Organization t

The smoottroperation of a multi-nvestigator research in- ,
,

stitute, which involved a complex set bf closely coordinated fre-_

search studies,,required a carefully structured and implemented

plan. C1REEH's administrative organization provided for long-

range planning, short-term decision making, administrative ..,

accountability, and quality control.

The organizational'structure of CIREEH reflected the two
major research populations (mildly handicapped and modgrately/,
severely handicapped) as shown ir.1 Figure 2-1. This com'bohent or-

ganizatiom is useful in understanding how decisions were made in

the Institute.
,

Long-Range Planning

Advisory committee. CIREEH established an Advisory.Committee
to provide program review 'and guidance for its overall research

efforts. The members included outstanding and nationally-known
scholars in special echhation and related fields and both local

and national consumer representatives. (The members of the
Advisory Committee are described.in Table 3-2 in Chapter 3.)

The Committee met, as a groilp, five times: in the Fall of

1977, in the Fall of 1978 to offer counsel regarding the reorgani-
zation necessitated by Ira Gordon's death, in the Sprfng of 1979,
in the Spring of 1980,and in the-Spring of 1981. Some members of

the Committee visited more frequently for consultation purposes.
CIREEH profited greatly from,the advice and counsel of its Ad-

'visory Committee.

Seminars and meetingS. A number of professional meetings are
sponsored by.the FPG Center in which research, program devenpment

and policy issues:are discussed. Tbe meetings range from small
informal discussion groups to formal presentations. Presentors

include people from a number Of fields from both the University of
North Carolina and other institutions. C1REEH investigators par-

ticipated in many of these meetings as presentors, discussants and

audience. These meetings provided a vehicle fcir C1REEH to relate

its efforts to a broader area of knowledge, practice and policy,

regardfng child development, education and family services..

8
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Figure:2-1

eIREEH Component Organization

I.

Milcar..Handicapped,

Research Program

C. Ramey

CIREEH Director .

J. J. Ga)lagher

4

Proje'ct\CARE

C. Ramey
J. Sparling
B. Wasik

S.

Coordinator

J.'Gowen

Curriculum Development
and Related Research

N. Johnson
K. Jens

Family Relations

E. ,Schaefer

Families a

Risk

: Bristol

Family Studies

M. Bristol

Moderately/Severely Handi-
capped Research Program

Simeonssdn

-

Child Assessment
Project

R. Simeonsson

Parent Involvement in
Preschool Programs

R. Wie4erink

ParenAl Mainstream-
ing Perspectiyes

A. TurnbulT

Successful
Families

Gallagher



In addition to.participating, when appropriate, in these
seminars and colloqUia, CIREEK staff met on a reguLar basit to
present CIREEH research filidings, discuss issues related to CIREEH
research, and seek ways to. sYnthesize knowledge resulting from

CIREEH projects. These'meetings provided CIREEH investigatOrs .

1

ongoing critique and feedback regarding their research endeavor's'.

./
-.

,

Short-T/ erm Decisioh Making e
, J

. As Figure 2-1 illustratesk, coordinftion within the-two re- 4

s:tearch programs was assured bythe associate directors, Drs. Ramey,
and Simeonss n, and.assistant director, Dr. Bristol. Assistedby!
other CIREE investigators, they Tqade daily management dectsidns ---

concerning their projects. They wso assisted the director, Dr.
Gallagher., in ma4cfng long-range scltntific decisionsguiding the

Institute. They were facilitated irtis effort iby input fromAhe .

Advisory Committee. The overall i4e0 risibility for coordinating

Institute activities'rested with the 6ordinator, Jean Gowen, in

conjunctioh'ivith th director, associa' and assistant directors.
The.director, Dr. G i ilagheri retained f ultimate responsibility

for the averall sc' ntific direction and'program mandgement of tht
.

Institute.

The mecha,Oisms for planning and decis n makin in the total

program of research were, as follows:

a. Meetings of the associate and assistpt directors with
investigators ofvtwojects withib their program (i.e., the Mildly

Handicapped Programo the Moderaiely/Severely Oandcapped Program
and its sub-section, Family Studies) to discusS managementand
program progress.

1

b. Regular m¢etings of all major,CIREEH'inVestigators to
discuss progress, to prepare disseliination stra49ies and to dis-.

, cuss ways in which knowledgv result:ing from ind4idual.Orojects
fr-

could be synthesized.

c. Meetings of the directonikassociate and assistant,direc-

tors, and coordinator to make overallAanagement,decisions and to

Coordinate information from-various Illstitute,compdnents for over-

all Institute planning and decision-making.

Administrative Accountability

The smooth administration of CIREERAdepended OnAts organiza-
tional setting within the University oflorth C roliha at Chapel

Hill and how management tasks were alloc4ted.

10
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)
Organizat on Pfacement. Organizationally C1REEH was placed

within the-FPG enten because: 4) the FPG Penner was already en-
gaged in simn VaR work; b) the FPG Center already had established .

staff and working relatiOnships With other key University com-

ponents that shared in,the work of pIREEH--notably the School' '-

of Education dnd thg Divitibn for Disorders of Development and.
Learning (DDDL), c) the,FPGCenter already had a management sup-

.
port staff to provide experienced administrapon fo'r;'CIREEH from

the outset, and d) placement within FPG gave CIREEH staff direct
access to the resources of the Division of Health Affairs where

multidisciplinary. research efforts are endorsed and encouraged.

-

Allbcation of Tasks. The business management tasks of CIREEH

were allocated to twd'levels, the Institute level and the Univer-

sity.level. At the Institute level, all expenditlires of funds,

'all personnel transactions and a-wide variety of other administra-
tive-transactions necessary to operate the Institute were ini
tiated as requests to the University which acted on these re-
quests. -Accounting records were kept by both the 1nstitute-and

University. As a major organizational unit within the University,.
CIREEH needed management assistance tb help.comPly with University .

and funding:source pOlictes_and_pmeglures. For the

such assistance was provided by the.FPG Business Office. As a

component of the FPG Center, the IREEH Institute was supportei

and asSisted by the Business Office., The overall responsibility,
for Institute administration management rested with Rachel

Uindham, FPG Administrative.Manager.

'Quality Control. Four types of review were employed,by"the
Institute to assure that its, programs maintained a hi.gh:standard..

of quality: -

1. Annual meetingi of the Advisory ,Committee to reviews

Institute performance; dtr

2. Regular meetings of project invest4gators with their 4

support staff, to review performance;

;31.-"1egular meetings of all C1REEH investigators to rgy4eW 0
progress within the Institute;, J

A

4. Annual review of each project's proposed research plan by
the director, associate and assistant directors, and

coordinator.

41
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CHAPTER 3

Personnel

'e

.

To accomplish the rggssion it had set for ttse1f,.CIREp
assembled a multidisciprnary researchteam4 The investigdtors who
headed the CIREEM-researh projects brdught to their ta5ks several
years of cumulative experienWin research and clinical work.

During its'firstyear, CIREEH was fOrtunate tehave as one of

,
its cozdirectors and principal investigators Dr. Ira J. 'Gofdon.
CIREEH staff, along with ttie entire early childhood research ,

eduCation commUnity, was saddened-by the qudden death'of Dr. Gordon

in the fall of 4978. During the year that he was with CIREEH, he
enriched its efforts with his icholarly and numanitarian perspectfive

and personal Vigor.
-

-

During the remaihing four years, Dr. James J. Gallagher, the

other co-director.and principal inveStigator, directed the

'Thstitute. The investigItors who-carried out the research programs

are listed in Table 3-1. As can be 5een by,this table, this
research team represents a number of fields. Among them they hold
appointments in the DiVisions bf Special Educatton, anq Human
Development'and'Psychologilsal ServiCes, in.the Schoolsof,Edutation,

, .

the Department of Maternal and_ChildMealth'in the SchoOl of Public

. Health, theDepartment of Ppechiatry in the School dftledicine, and "
the Department of Psychology. the'backgrounds of the,$.'el'

. ipiestighors are varied and rich in research, admihiftrative, and

.
clintcal experience. Prior to their work with CIREEH, various ,

,

members of this research team had had experience conceptualizing ant.
adminigtering large scale research efforts on the education of
yandicapped andat risk children and their:families, administering
research.training programs fer new ichólars,in the field of speciaT
educatio.n,:fiesigning-and adMinisteringkechnical assistance programs

. for 'practitioners in specialleducation, conducting research- on

.
varied aspects of early education of the handicapped, teaching young

..
handicapppd Children, and conducting diagnostic assessmehts of

handicapperdiildren. _
.

4
. ,

,

The djrector of the Institute and the investigators were
assisted in their efforts *three management groups headed by the
coordinAor, buiiness office manager, communications director, and

data*analysis manager. These support per5onnel are also,listed in

Table 3,7,4. Their responsibilities'and the overall organization,of
the Institute are described in Chopter 2 oR administrative organiza-

tion.'
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Name

Table 3-1

CIREEN,Personnel

a::11.-
CIREEH. Position Other Positions

Admi ni strators :

James Gallagher

9

Craig Ramey

6
Rune Simeonsson

Principal Investigator and Dirktor;
Investigator; Successful Parents Pro-

ject
1

Assóciate arector and Investigatbr,
Project CARE

0

Associate Director and Investigator,
Child Assessmentyroject

MiFieBristol Assistant Director and Investigatbr,
Families at Risk

. Jean Gowen

Investigators:

Donna Bryant

N
Kenneth Jens

Coordinator

Investigator, Project CARE -

Investigator, Curriculum Development

Project

Kenan Professor, School of Education

Associate Professor, Psycholoay;
Senior Investigator, Longitudinal
Prograth, FE% Center

Professor of.Education, School of

Education

-Research Attistant Professo67,Divi-

sion of f.E.A:C.C.N., Department of .

Psychfatry, School ofiliedicine

Doctoral Student, SChool of Educa-
tion

Clinical Associate Professor, Divi

sion of Special.Education, School
of Education & Clinical Scientist,
Biological Sciences Research Center



CHAPTER'

Personnel,
A

To accomplish the mission it had set for itself, CIREEH
assenbled a multidisciplinary research team. The investigators who -

'headed the CIREEH research projects brought to theirtasks several
years of cumulative experience in research and clinical work.

During its first year, CIREEH was fortunate to have as one of
its co-directors.and principal investigators Dr. Ira J. Gordon.
CIREEH staff, along with the entire early childhood research
education community, was saddened by the sudden death'of Dr. Gordon
in the fall of 1978. During the year that he was with CIREEK, he

enriched its efforts with his scholarly and humanitarian perspective

and personal vigor.

During tAe remaining four years, Dr. James J. Gallagher, the
uthercozAtrectorand pincipal investigator, directed the

lInstitute. The investigators 011carried out the research programs

'are listed in Table 3-1. As can be seen by this table, this

research team represents a number of fields. Among them they hold

appointments in the Divisions of Special Education, and Human
Development and Psychological Services, in the Schopl of Education, ,

the Department of Maternal and Child Health in the School of Public

Health, the Department of Psychiatry in the School of Medicine, and

the Department of-Psychology. The backgrounds of these
investigators are varied and rith in research, admiAistrative, and

clinical experience. Prior to their workwith CIREEH, various
members of this research team had had experience conceptualizing and
administering large scale research efforts'on the education of,
handicapped and at risk children and their families, administering
research training programs for new seholars in the field.of special ,

education, designing and administering technical assistance programS
for.practitioners in special edUcation, conduCtAng research on
varied aspects of early education of the handicapped, teaching young
handicapped children, and conducting:diagnostic assessments of

.handiapped children.

The director of the Institute and the investigators were
assisted in their efforts by three management groups headed by the
cbordinator, business office manager, communications director, and

data analysis manager. These support personnel are also listed in

Table 3-1. Their responsibilitIes and the overall organization o?

,the Institute.are described in Chapter 2 on administrative organiza-

tion.
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CIJIEEH is deeply indebted to the distinguished and dedicated
group of people who comprised its national advisory committee.
Committee members included outstanding and nationally known scholars
in specialedueation and related fields as well as both local and
national coisumer representatives. The members of the advisory
committfr.are described' in Table 3-2. The activities of the
Advisofy Committee are described in Chapter a.

4
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Table

.110

National Advisory Committee

n /

/111

Name Discipline or Institute or Areas of Relevant.Expertise

Position 1 Location
.

Diane Bricker Director,.Preschool Pro-
gram, Center on Human

University of
Oregon

, Research on, and programs for,

young handicapped children

Development
-

Louis.Cooper Pediatricfan, Director

of Pediatric Services

RooSevelt Hospital,
New York, N.Y.

,

: Pediatrician sPecializing in
'multiply.hantMcapped children; J
pediatrics .

Judith Fromm Parent'of Handicapped.

Child

Fairfi Conn. Parental techniques for working
with, multiply handicapped chil-.

dren.

'Howard Garber Professor University of
Wisconsin

Longitudinal intervention studies
with-high-risk children

Michaer Guralnick Director, Nisonger
Center

Ohio State Unjver-
sity

Research on, and Programs for,
preschool handicapped children

Frances Horowitz Profess'or of Psychology University of Kansas Research in infant and cbild de-
velopment; expertise in formu-
lating research plans and
strategies

1

Sharon Hostler Pediatrician; Director, University of Programs for multiply handicapped

, Early ChildhOod Program
for the Handicdpped

Virginia children; pediatrics

0
t.)
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-11OWANI-

A

Tabfe' g3-g

(COntillyed)

National Advisory.Committee

;

Discipli;e or

Position

Institute or,

Location- '

A

Areas ofiRelevan Expertise

Merl e *Karnes

Phyl lis

Levenstein

Profetsor,;,,

Executive Director

Donald MacMillan Professor

Saralyn
Oberdorter

JOhn Rynders ./

Anne Sanford

Joseph Stevens

Commission Member

Prbfessor of Special
Education

Outreach Specialist

Associate Professor

Univeltsitiof Illinois
at Champ&ign-Urbana

.
,

Verbal-Jniaction
-Project, eeriort,

NewYork A-
1

University Of Cali-,
fornja at Riverside

Georgia GoVernor's
Commission on Assess-
ment of Young Children

University of
Minnesota -

PubLic Schools, Chapel
Hfill, N.C.

I I

Georgia State Univer-'
. sity "

Programs for, and develoPment'of,
mildly handicapped children

Design and implementation Of in-
tervention programs for parents
and high risk children

I

Intergration of handicappedjand,
nonhandicapped children in'

educational prograMs

Public policy.

'

Curriculum for.multipqy handi-
capped chtldren

,

OUtreach programs; disseMinationA
strategies

Research design and methOdology;
development and evaluation of-
intervention programs for Jegh

risk families .

'



CHAPTER 4

Characteristics of Successful Parents of

Moderately/Severely Handicapped Chtldren

James J. Gallagher

Background and Purpose

The increasing thnd to educate and raise handicapped children
in their own homes and communities,',inftead of sending them to an
'institution, has focused greater attention en the role played by
family members of-the handicapped child: There has been a signifi-
cant increase in parent/professional interaction, and the.parent has
becomedone of the focal points of treatMent, with special parent
training programs designed by ProfessionalsAping to improve the
status of young handicapped children. Turnbull & Turnbull (1978)

list several reasons for this apparent 'increased interest in-par-
. .,.

ents:

1. The experimental evidence that parents can positively
influence the development of their children by teach-
ing them at home.

2. The encouraging results of earsintervention'in
ameliorating some of the developmental deficits
atsociated with moderate and severe handicaps.

3.. The success of parents in bringing litigation to
...establish educational rights of their children.

4. Federal legislation, notably Public Law 94-142, that
sets forth clear standards for parental involvement
in the .educational process.

.Rationale

It has been well-known from clinical .observation that parents
can have dramatically different responses to the problem of having a
handicappeechild. There appear to be two major and separate crises
facing the family of the handicapped. First, the symbolic death of,
the expected normal child that comes when the parents are confronted
with.the fact of the handicapping condition; and second, the con-
tinuing stress that comes with the burdedis of daily care of the
handicapped (Farber, 1976). Some of the factors that are associated

4.,

e

,
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with increastd stress are:
.

an older child

fewer support systems available to the family

severity of the child's.physical incapacitation

- degree of thechild's caretaking demands

(Bristol, 1979; Cummings, 1976;lewis, Beavers,
ossett & Phillips, 1976)

One major omission was ihformation abbut the characteristics of
families that have been able to make an effective adjUstment to hav-
ing,-a ftandicapped child. Knowledge of thOse factors related to suc-
cessful adaptation should provide'one useful basis for future parent
training activjties on the part of the professional.

The eesent investigation identified highly successful parents
of moderate to severely handicapped children and compared them with
other parents,in order to provide knowledge of'the distinctive,.char-
acter 6f the successful parent adaptation.

ethods -

Sample. Subjects in the basic study were fifty pairs of par-
ents of moderately to severely handicapped children-who had enrolled
their children in a preschool.demonstration program for handicapped
children. Parents were selected from five HCEEP centers that had
volunteered for the study. These Centers Tepresented a geographic
diversity. They were located in Utah, GeOrgia, Vermont, and Illi-
nois. Each of the families in the study met the following criteria:
(a) two parents present in the home; (b) Above poverty level income;
(c) handicapped child below the age of five; (d) child enrolled in

' the HCEEP'program for six months or more; ang (e) agreemerlt to par-
ent intervieWs.

Procedure. For those centers that agreed to participate, a
rating scale was designed to be filled out by the professional staff
on each of'the parents. Eight items representing good mental health
were arranged on a scale from 1 to 5. An average rating of 4.5 on
the 5.0 scale yas used to identify successful parents. Those par-
ents who achieved an average score of 3.0 to 4.0 were judged as ,

"average" parents. Scores At the lowest enct of the distribution (a
score of 1) on any item eliminated the family from consideration.
All families,who scored between_4,0 add'4.5 were also eliminated
from contidgration in this study in order to insure a distance
between the two groups. A rerating of the cases after a month's

19



,-
absence resulted in 86 percent consistency when,the judgment was
made by the same staff members; and 70 percent consisteficy when
another staff member rated thesame families. In only one case out
of twenty did a family move from successful to average in such
,ratings. -The degree of stability appeared satisfactory for the
classification of parents into these two groups. '

Staff members from the CIREEH project conducted an on-site
structured interview based upon an adaptation of the Bronfenbrenner
Family Questionnaire; and each parent independently filled out
three other scales. The results and analysis of, the itudy were
based upon theiindings from these instruments.

Instruments.. The four measures used in the study were as fol-
lows:

1. The Bronfenbrenner Familx Questionnaire. This.is a structured
interview originally designed for families with normal preschool
children. It was modified slightly to meet the special needs of
families witlothildren with handicapping conditions. The
questionnairTCoVers ten major areas, and the families fill out
a quantitative scale rating each of the ten areas after each of
those interview segments (Bronfenbrenner, Avgar, & Henderson,
1977).

, 2. The Holmes and Rahe Schedule of Recent E4eriences. This scale,
designed as a stress indicator, focuses on lifewevent changes
that have occurred over the past three years. The items on the
scale have been weighted for relative stress by consensus judg-
ment, and the weighted sum of checked itens Was the stress score
(Holmes & Rahe, 1967);

3. The Gore Social Support Measures. The scale measures the per-
ceived support.that the parent feels from the spouse, friends, ,

and neighbors. This scale was adapted from work with the *pact
of unemployment on families (Gore, 1973).-

4. Gallagher-Crosi Family Role Scale. This scale was developedby,
the project to measure the degree of responsibility taken by
the father or the mother in twenty different_major family roles,

,* These.responsibilities, extracted from the literature on family
functioning, ranged from breadwinner to nurse to teacher to
moral leader; etc.

Parents were first asked who takes responsibility for the
role of the family, what in their Aidgment would be the most de-
sirable rolepattern in their family, and their degree of satis-.
faction with how the role is being carried out. Readmission of

20
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the scale to a sample,of'20 families over time yielded siMilar

.patterns. In addition, forty parents Viere administered a4k!atin9

scale on degree of spouse participation. Correlations bet*een

spouse participation role patterns were statistically sigitfi-

cant (Bristol & Gallagher,, 1982).

Results

A discriminant analysis of overall group differences,on the
summary variables of stress, family role",: and attitudes was con-

ducted. The interrelationthip offthe key variables in the study was

also calculated. The discriminant analysjs yielded no major differ-
ences between successful and average families on the global measures
of stress and 7657-1T-terms of specificlife changes tdentified as
related to the handicapped child, all of the succestful and average
'fathers and mothersIchecked having a new'famfT776METand the
health of the familymember as major causes of life changes. The

successful and average mothers,tended to note a change in sleeping-

habits as one of the.consequences of having a handicapped child.
75Ths checked this item with much less frequency, clearly indicat-
ing that it was the mother who carried the responsibility in the'
family when the handicapped child upsets the nocturtfaf routines.

In terms of support from spouse, both ayerage and successful
families were strong in reporting-majon spouse help,AUpport, and
sympathy in the family, and all the mothers reported a strongfeel-

% ing of being loved. They were muih less.positive abciut-support from

neighbors .as opposed to friends. ,In the Parent Role.Scale (see
Figure 4-1), a typiEal pattern of male-female 'division of respOn-

sibilities vias found. In the figure, scores to the low end of the

scale represent father responsibility and scores at the high end*(5):

represent mother responsibility.'lhe father tookothe major respon-

.
sibilities as provider, protector, and handler of home maintenance;
whereas the mother had major responsibilities as bookkeeper, food -
shopper, food prewer, social host, nurse, and clothing selector.

Roles mutT5T1Y shared were teaCEW: arrniscipline, mciFirWier,
and commpnicator. In both sets of airrl'es, all groups agreed that
the father should participAe more in both,general family roles-, and

specifically in the child care roles.

In comparing the correlations between father and mother mea-

sures of stress and role responsibilities, there was.a tendency for
motters and fathers of the successful families'to agree' more closely
with each other on perceived.stress within the past sfx months.'

They also agreed on the current role'satisfaction, whereas, in the
average family, there was a tendency for disagreemeni between the

mother and-the father as to the level of satisfaction in the way

family roles were currently being carried out.

-
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Figure 1

7Successful" and'Average" Wife'S and Husband's, Ratingi

of'Who Currently Fulfilled 2Q Family Roleh. '(1.-*=.husband!s,

role, 3 = shared role, 5 =. wife's role).

General Roles
.1. Provider
2. Resource Divider
3. Bookkeeper
4. Protector
5. Food Shopper
6. Food Preparer
7. Home Maintenance (out)
8. Home Maintenance'(in)
9. Home Maintenance (equipment)

10. lioral Leader
11. Social Host
12. Comrnunicator (business)
13. Communicator (social)
14. Confidant
Child-lielated Roles
15. Teacher
16. Child Discipline
17. Nurse
18.' Transporter
19. Clothing Selector
20. Recreation Leader

Mother

I

.. Father

1

Father
Role

2
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Mother. Father Mother
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Key
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Average (n=21)
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Special attention wa's 'paid to the,role of the fathers of young

handicapped children. The traditional father role of physical play-
mate and model for the'male child seems toNbe largely diminished or
not present at all when the:child is moderate/severely handicapped
The basic question to be answeredby professionals is: What respon7
sibilities should take the place of traditional, father roles? Is
the father to be seen only as a sophisticated babysitter giving the
mother occasional respite care, or are there alternative role func-
tions to be'played? T(iere Was gener.al igreernent in both sets Of

families thatthe father should be playing a more active role within
the family, the mothers feeling this more strongly than the fathers
(see Table 4-1),

In i separate analysis, the results oh tRe Bronfenbrefiner in-
terview instrument indicated that there were two differences that
reac)erd_a p < .05 level: The "successful". mothers,rated themselv,es
morl positive on the dimensions of work *(those that did work outside

the home) and self as arent. ,On all of the variables in Table 4-2
the succ ssful mothers group rated themselves as higher or more

positiv by mean_scores-than the average mothers, but these differ-.
ences did not reach a p < .05 level (Gallagher, Cross & Scharfman,

1981).

A pilot study compared the allocation of responsibilities in
families with handicapped children and in those with nonhandicapped

children. A sample of fifty parents of handicapped children (the
same sample, as in the first study) was compared against a sample of
eighty three pairs of parents on their performance on the Gallagher-
Cross Parent Role Scale. Despite differences in geography and re-

ligion in the groups, one .of the major findings of the pilot work
was the close similarity. in the division'of 'parental role reSpon-
sibilities in two-parent intact families, regardless of whether or
not there was a handicapped child present in the family. There wis

not a reassignment of tisk responsibilities within the family of
handicapped .hildren as would be expected on the basis of the.
"balance exchange" theory of Kamoravsky-(1962). The suggestion in
this theory was that, the father should take a more active role be-
cause of additional pressures on the mother. This did not happen,
although the other results of the study make it clear that both
mother and father wanted it to happen! They apparently did not know
how to-bring about the desired change.

Discussion and Recommendations

The results of the present study suggest aSmore intensive in-
vestigation into how to improve the counseling of fathers of pre-
ichool handicapped children so that they can partici'pate more effec-
',



Tabl e '4-1

6

Compari son of Mean Actual vs . Ideal Rol es

Fa ther ' s Responsi bi 1 ti es

General Fami ly Rol es z` Chi l d .Rol e:

Mo re Less More - Less

Successful
Husbands

Successful
Wi v es

Average
Husbands

Average
Wi ves

9 .

12

7

12

5

2

7

2

6

6

6

6

0

0

0

0
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Variable

Table 4-2

Interview Aftitudes,

(Bronfenbrenner)

Successful vs Average Mothers

Successful Average

mean a 'mean a

"Work

Child Carte

Self as Parent

Help - Spouse

Help - Other Adults

Help - Community
Servite

c ,Help - Media

9.40 2.06 5.72 5.02 <.05

3.79 2.36 2.47 4.85 .21

4.58 3.99 3.19 3.51 .20

2.62 2.07 .95 2.67 <.05

6.10 1.80 5.60 2.40 .42

6.27 3.00 5.19 2.89

9.79 5.29 9.61 6.64 .91

7.96 4.27 6.38 4.43 .21
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tively tn the family. Since both fathers and mothers agree on the
desirability of such action, it appears to be-the-responsibility of
specialists working with preschool handicapped, such as those in the
HCEEP programs, to devise a more extensive training program with ap-
propriate training materials to aid in that process. A

There is some indicJation from the pilot wbrk that the presence
of a handicapped child does not make major differences in the role
functions or desired role behavior'on the part of the paint/her. It

appears that more general factors in the family, determi-de fhe pat-

tern of accepted responsibilities, beyond the pressure of a

handicapped child. More attention needs to be paid to the overall

needs of the family if special educators are to play a useful, sup-
portive role, Exclusive, focus should not be placed on the influence

on the family of the special needs of the handicapped child. FrOM

an ecological standpoint, it is possible that economic pressures or
other family stresses quite apart from the haMicapped child may
make it-difficult for the parents to respond adequately to handi-

capped child's needs. A broader ecological approach to the family
and the overall family needs may need to be taken in order to be of

maximum help.

Followirig from these results,.it wovld seem important to.com-
pare families with handicapped children and those without handi-

capped children, but with roughly matchirig income level and family
structure, on the allocation of family responsibilities. The levels

of stress and division of responsibilities within the family can be
reviewed to see to Oat extent the young handicapped child forces a
modification in family pattern.

A number of observers have suggested that there is a major
transition period when the child is taken from a relatively pro-
tected preschool setting-to the public school envirbent which may,
cause a variety of problems. We need to understand the nature of
these Ooblems if'we are to be.of maximum help in counseling and
supporting families during this transition phase.

We'need to study,the special adaptation,problems of famifles
with special needs (i.e., one-parent families, families with limited
.financial sources) to see if these needs modify the problems of
adapting to a handicapped child.

2
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CHAPTER 5

Families at Risk

. Background and Purpose

Although we hove traditionally considered, onl child outcom s
(usually immediate,outcome) as the measure of the success of ear
iriteiTention, there has been. increasing recognition, especially for
more Severely handicapped young children, that long-term; positive

outcomes for the handicapped child also depend on the successful
adaptation of the family to the Child'and the preventiondof family
crises (Gabel & Kotsch 1981; Schell, 1981; Foster, Berger, &.

McLean, 1981; Bristol &.Gallagher; 1981).

Problems in adaptation and fdmily crises such as divorce, de,.
sertion, and institutionalization in these families have beenoell
documented (Cummings, Bayley, & Rie, 1966; Love, 1973; Reed & Reed,

1965; DeMyer, 1973). There is also evidence, however, than many
families adapt successfuLly to the presence and care of A handi-
capped childtand are functioning well in spite of the'inCreased
demands (BriStol, 1979; Grossman, 1972; Burden, 1980). At the pre-

sent time, however, ltttle is known about the factors that are pre-
dictive of stress in these families and few systematic data arat

available about. characteristics, strateg1es, or beliefs that enable

some families to cope successfully with the demands of having d

-handicpped child.

The purpose of this two-year program of'researcit was to tden-
tify characteristics of the child and the family which contribute to
both positive and negative adaptation for mothers of handicapped ,

children.

Methods of Procedure

Subjects. Fifty-two mothers of handicapped children were re-
cruited from referrals to the statewide Treatment and Educatiop of
Autistic and Related Communications of andicapped Chadren (TEACCH)
Program. ToObtain di 'representative d-sample as Ossible within
the limits of parental cdnsent all consecutive admissions to the
program were included in the study (89% of mothers contacted agreed

to participate). In drder to include the "hard to reach" parent who

is a matter of particular concern to early intervention programs,
all mothers who agreed to participate were interviewed, including,
those without telephones contacts were made through neighbors-or

28
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spcial service agencies), and those,in remote and relatively inac-

cessible areas.

The mean age of the mothers was 31 years (r:ange 19-48). All
five Hollingshead'S (four factor index) sodial classps were repre-

sehted in the group. Mother's educations-ranged frogi junior high

level through Oaduate sáhool with the average response indicating

completion of high school: Forty of the mothers were from two-

parent families, 12 were single-parents.
. .-'

.

Children's mean age was -.aye years with a range of 1-10. (An

incorrect age had been liSted for We ten-year-old in the referal
informaVon and the correct age was not ascertained until all data

were collected.) Children's,I.Qqs-ranged from 9 to 91 with a mean of

54. All children were living at'home, all but two with their b1o7

logical parents. Thirty-tWo of the children were autistic, the re-
mainder hlocommunication impairments and most were retarded. -

Procedures. Before parents had received services, mothers who

agreed to participate_in the study were sent packets of self-report

c21Ydeasures to complete prior to a scheduled home visit. Home vislts

were then made to collect.the parent self-assessTents and to condbct

the strudtured interviews ahd observer ratings-of mother,'child, and

siblings (when available). _In most of the cases the handicapped
. child was home for all or part of the interview and coping ability

could be observed directly. In a few cases, the child was not ......../

available at the time of the interyipw and competence in coping had,

to be- inferred'from parental and sibling descriptions of problems

and the usual mode of handling them. A followrup visit -was then

made approximately 9 months later.

Measures

This researcb was guided by a conceptual model for family
A ing with stress first leveloped by Hill (1949) 4nd subsequently

firmed in over three.decades of research in-family coping-with'

-.Stresses other than that of having a handicapped child.(McCubOn,

A'

A X

Stressor Family Family Crisis

Resources. Perception of
the Stressor

In this model, although the .seVerity,of the stress is impor-

tant, the,family's crisis meeting resources and definition of the

.29
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problem mediate the family's,Ability to prevent a stressor event
from creating some crisis inthe family system. Measures ,of these
A, B, and C elements were collected in the proposed study,ahOsed

di as predictors of family crisis (X). A summary of these meaSures is
contained in Table 5-1.' Assessment of.the severity of the stressor -

(A) included measures of-characteristics of the handicapped chtld
which may impact on the famtly and,measures of genera1 ,famil4Laress .

which may exacerbate the negative effect of the child_on the faMily.
FaMily resourceg (B) -included measures of Perceived helpfulnesof "o
support from family-, friends, and service providers as well as .

active coping strategiés.ysed. Family ,perception of thvstressor
(C) measured beliefs about haVing a handicapped child: Outcome mea-
sures included indices of marital adjustment, maternal depressioa,'
and acceptance and coping with the handicapped: child.

Results. The preliminary results presented below are based 0
data co11ected1t the time of the initial evaluation of the child At.
TEACCH, beforf the child ar parent has received any intervention
services. Nijie month follow-up dAta are presently being collected,.
and wtll be nalyzed when data collection is complete:

One of the objectives of this research was to determine the
percentage of mothers of handicapped children experiencing poten7
tially detxjlitating levels of stress. Two of the dutcome measures,
the depres n (CES-D) Scale, and the marital adjustment index pro-
vided normatve data and cutoff scores which have distingdished
normal from clinical populations in previous studies.

Marital data reveals that 13% of the total group of mothers are
separated or divorced and another 18% were never married. Of those
who remain married (N=401 80% have marital adjustment scores at or
above the 100 cutoff recommended by Locke-Wallace as indicating
adequate adjustment (x,= 112.5,0= 23.6). The majority of these
young families, then, who remain married appear to'be happily
married:

They13 divorce or separation rate does not appear to be higher
than,that for this region in general /althOugh it 'was not possible to
obtain comparable normative,data for;families with children these
ages.

,

Thirty percent, however, of the mothers.reported CES-Depreision
scores at or above the clinical cutoff of 36 (scale scored 1-6 vs
Radtoff's original scores df 0,5). The mean'scores for married (x-=
32.8,0= 10.8) and single motbers (x = 35,a= 11.8) did nOt differ.
Althologh the' majority oflooth groups were below clinical cutoffs,
mean scores for both groups were relatively high. Scores on the
depression scale were related tili social class with higher depression

a
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fabl e 5-1

IWDEPpIDENT Agb DEPENDENT MEASURES OF FAMILY COPING WITH STRESS (ABC---)X MODEL)

A. STRESSOR Purpose

Standardized 10 test,(choice of test determined by To provide a measure of child intelligence as one dimension of
Oelopmental-leverof child) of the severity of child's nandicap

-iiheland Social Maturrty Scale (SQ) To provide a measure of child's dependency

HoIroyd ORS Stales

Physical Incapacitation
Social Obtrusiveness
Difficult Fersonality Characteristics
Limits on Family Opportunity

:Child Age and Sex

bifiel Ho:res and Rahe (1967) Schedule of
Recent Experiences (Total weighted score)

To provide maternal ratings of child characteristics thought
to be related to stress

To assess the level of general family stress in additi& to that
caused bx the child

B. FAMLY RESOURCES

asure PurposeMe

Cooing Health Inventory for Parents (CHIP). (Maubbin et al., To.assess contribution of active coping'strategies to family out-
1579; Nevin & McCubbin. in piless) (FaCtors I, II, Ill) come (I: Fam1ly Maintenance; II: Social Support/self esteem ; -

Ill: Community ConSultation and Information Seeking)

Sd$ports for Parents of Special Childrdn (SPSC) (14ormai To assess maternal perception of helpfulness of'informal and
Scoport/Formal Support) (Bristol. 1981) formal supports

Measure
C. FAMILY PER6EPTiON OF STRESSOR

furPoSe'

Definition Scale (Factors 1. .11. III) (Bristol. 1981) To assess maternal beliefs reoarding Kaving a handicapped child
(1: Meaning. II: Catastrophe)

X. fiRISIS

Measure

Marital_ Adjustment Index (weighted total score) (Locke-Wallacge 19591

..omrunity Eoideno1ogical Survey Depression Scale Aptal score
Padlotf, 1979;

Mime Quality Rating* Scale. Factor I (Nihira. Meyers and
Mink. 1980)

Purpose

To aSsess normative significance of marital adjustment
;

To assess normative significanCeof depressive svmptols in
previous week

To asseSs family acceptance and coping with the nanAcapped child

*Ctserver ram,: coyote:4d after : Avo- Your Child (Nihira. Meyer: & Mink. (19e "Ini-w
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score's associated with lower social class standing (kollingshead .

1 = higher. class, 5 = lowest).

No'normative data are available regarding acceptance and coping

and no differences were foundahetween married,women = 25.4, a=

3.9) and single parents (x = 22.07,,a= 4:7) on thisAneagUre. This

snore was not re.lated.to socioeconomic status.

. In a related pilot study (Bristot & Gallagher, reference note

. 1) it was found that single parents did not differ.in perceived

helpfulness of formal services (x = 18.2,a =. 12.0) from married

women (x = 15.8,a= 7:3). but did differ significantly in perceived

telpfulness of informal social support (x = 7.0,a= 5.4 single

parents; x = 13.0,a= 4.6 two-parent married mothers). That.study

also revealed significant differences between tt)e two groups on

assistance with child care and household tasks (single parents, x =

32.7,a= 9.2;-married women, x = 52.7Na= 7.4)

The relationships of specific chird characteristics to the

criterion measuees are shown in Table 5-2. 40 shown in Table 5-2,

the observer rating of acceptance and coping is significantly re-

lated to both dhild's age and the social Obtrusiveness of the child.

Both relationships are positive, indicating that parents are more

accepting of children in the upper end of the restricted age range

(1-10) studied and are more accepting of the more obviously handi-

capped children. The element of clarity,of handicap also appears to

, influence marital adjustment with children who are more obviously

retarded (IQ and social quotient.or degree of dependency) having a

less negative effect on the marriage than those young children for

whom the handicap is less clear. This same obviousness of handicap

also appears to affect-maternal depression with mothers of children

who are less socially obtrusive (less' obviously atypical in public)

reporting more depressive symptoms. A somewhat surprising fInding

is the inverse relationship between limits on family opportunity,and

depression. While these childeen are in this preschool stage, it

appears that "sacrifices" the family has made in terms of passing up

educational or'employment'opportuoities for the sake of the child,

have a positive effect on the mother's feelings of'depression, per-

haps in keeping with the generally religious orientation of most of

the subjects in this'particular-North Carolina populatiod or by mak-

ing the mother feel she has "done something" for the child's bene-

fit, thereby alleviating feelings of helplessness which Seligman

(1975) indicates may cause depression. Some child characteristics,

then, are significantly related to maternal deOression, marital

adjustmerit, and acceptance and coping with the handicapped child.

Knowing about the characteristics of the child does help predict

positiveope negative family outcomes.

'N....,
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.Table 5-2

CORRELATIONS OF CHILD CHARACTERISTICS WITH OUTCOME MEASURES

10 91=45)

Acceptance

g Coping

Marital

Ad ustment Depression

14 -52_

;-.24 -.40" .09

SO (H=40) -.11 -.36' .-.09

KIDAGE .27' :10 .03 .

K1DSEi .14 .33'

Physical Incapacitation -.05 -.07 .14

Social OPtruslyeness .28' .04 -.33'

Difficult Personality Char. -.14 % . .19 .03

Limits of Family Opportunity .05 .18 I. -.28'

11) 4: .05



f However, although child characteristtcs are related to stress

and coping in hese families, positive or negatiye outcomes are more

strongly related to familY resources and maternal beliefs about the

child's handicap (See Table 5-3). Mothers who employ coping

stratelies which involved maintaining self esteem, psychol ogi cal

stability, and drawing on a social support networkreport fewer

depressive SYmptoms than mothers who do not.

_Both family resources and maternal beliefs.are also clearly

related to marital adjustment in these families. Mothers who ex-

press feelings of guilt regarding the child's.handicap (endorsing

statements which imply that the chi ld has a handicap because of

their incompetence as parents or as a nishment for something some-

one in the family has done), report sign.ficantly less marital hap-

piness than those disagreeing with such beliefs. Again, the impor-

tance àf social support is indicated by the rather strong relation-

ships between perceived adequacy of the mother's civerall informal

support network in general (spouse, extended family, friends, and

other parents,pf handicapped children) and, in particular, support

from fathers rtgarding the handicapped-child. '

Most striking of all, are the relationships among family re-

sources and mater'nal beliefs and the observer ratings of acceptance

and coping with the handicapped child. In any study of families of

autistic ,children, one major concern is whether the family will be

able-and' willing to maintain the children in their own homes, at

least until the children have acquired sufficient skills to live

independently or semi-independently in the community. A direct mea7

sure of rate of institutionalization of children in this preschool

age range, however, would be relatively meaningless.since most
institutional4zation of these children ocicurs after this age span.

An aPproximation of the child's prospects for remaining in the home,

however, may be the degree to which he or she is accepted by the

various family Mdmbers and the parent's (in this case) the Mother's

ability to cope with the problems such a child peesents. The home

okserver ratings of the famIlY's acceptance and coping 'are signifi-

cantly related to perceived adequacy of informal supports (espe-

cially paternal support), the coping strategies used, and the

beliefs the mother holds regarding her handicapped child. Mothers

who perceive the child's father, relatives, and,friends including

other parents of handicapped children as supportiVe of the mother's

role as the Parent of a handicapped child, have higher obserVer

ratings of family, 'ecceptance and coping with the handicapped chjld

Similarly, all'three types of coping strategies, maintaining family

integration, cooperation, and an optimistic definition of the situa-

tion; maintaining self esteem and informal social stipport; and

interacting with members of the community in seeking information,-

34

.0

,



Table 5-3,
-

CORRELATIONS OF FAMIEY RESOURCES LAND BELIEFS

, WITH OUTCOME MEASURES

Acceptance

Family Resources
& Coping

N=56 ,

Marital
Adjustment

N=40

Deuression

Ni 55

-Support frod Spouse (N.L10) .55'" .56's -.09

!Marla] Supports 42"" .50' -.25

Formal Supports 10 .09 -.08

Coping 1,

Int, COOP. OPt1P1sm .61"" .28 -.18

_Coping 2,

Soc supO;'Self esieem .56" .26 -.31"

Coping.3,

Communic & Consult 149" .25 -.09

Beliefs.

.22 , .05MeAr4d4

Guilt -.42". -.41" .21

Cptastrophe -.23

'P < .05

"IP . .01.

..4p .4: .001

4**IP Amon)
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services, and carrying out prescribed activities are positively

related to acceptance and doping.

Furthermore, the mother's subjective beliefs about the child's

handicap are also related to acceptance and copipg at thii.ppoint in

time. Mothers who view the child's handicap as an opportunity'to

learn new skills or as giving meaning and puepose to their lives are

more accepting of the child and cope better than those who do not.

-More clearly, however, parents who expre$'s'gui1t regard1p9 the

thild's having a handicap or who see it as a catattrophe (e.g.,

"This is the worst possible thing that could happen ta our family.")

are rated as having greatef difficulty with acceptance and coping.

One of7the major objectives of this research was o identify

data to be collected from mothers at the time of flystprogram con-

tact which would identify family stress when clinical measures were

not appropriateOr home observation measures were not feasible

because of tithe or economic constraints. The question nised, then,

by the above findings is which of the many measures would best pre-.

dict each of the outcomes of interest. '

Among the problems of analyzing large data sets on a relatively

small number (N=52) of subjects is both the problem of capitalizing

on chance if the investigators simply generated prediction equations

until they find some significant predictors. To mitigate this pro-

blem, the investigator limited her analyses by first conducting

omnibus tests pf the significance of the overall model and only if

significance was found for the overall model, then proceeding to

look within the model for more specific relationships.

The first analysis, then, consisted of an omnibus test of the

relationship of the overall 'model (A--B--C---X) to determine if, in

fact; child characteristics, fathily resodrces; and maternal beliefs

were significantly related to the outcome measures of maternal

depression,,and an observer rating of acceptance and coping with the

handicapped child. (Marital adjustment was examined separately

because inclusion in this omnibus test would have eliminated all

single parent families from the analyses). The variables included

in the analysis are those listed in Table 1 (A, B, A C predictors;

x, the criteria). 0

) The overall canonical-7-torrelation of predictor variables with

the criteria was .80 which, when adjusted downward for the large -

number of variables in relationship to subjects, yields a canonical

correlaqon of .71 (F =.1.92, p = .02) indicating a significant

relationship between predictors nd criteria in the model.
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At this,point in the analysis, it was not clear whether the.
model significantly predicted both ofethe criteria or only strongly
predicted either depression or accertInce and-lcoping with sthe

Results of omnibus regression tests of the same variables included
in the canonical correlation reveal thht-child Characteristics,

family resources, and subjective beliefs significantly predict
observer ratings of acceptance and coping (F = 2.91, 'De_ 1)

accounting for 41% of the variance when the.original Rc-is;a 'Listed
downward for ratio of variables to subjects. The omnibus regr ssion

test for depression was not significant CF = 1.64, p =

A'separate regression with Marital adjustment as the cri4erion

variable and the same predictor variables for two-parent families
indicates that child characteristics, family resources, and maternal
beliefs signifjcantly.(F = 3.97, p 4 .01) predict marital adjust-
ment, accounting for 58% of.the variance when adjusted downward for

subject/vdriable rates .

If the overall regression tests were significant, Backward
stepwiseHmultiple regression equations were generated to identify

these best predrictors. (Because of the limited number of subjects,
not (Al variables but only the most likely predictors were included

in the equations).

A backward, stepwise multiple regression equation including
child's sex, degree of dependency, informal social support, suppoxt
from spouse, and maternal guilt significantly (p < .01) predicted
marital adjustment accounting for 45% of the total variance. The

best predictors, informal sUpport regdrding the handicapped child
and guilt, accounted for 37% of the variance. The knowledge.of

other family stresses added to the.prediction bringing the total
variance accounted-for to 55%. (N = 32 becauseof incomplete SQ or
family stress data on some subjects,,. Total two-parent families =

40.
'QS

Final.ly, acceptance and coping can be most parsimoniously pre-
dicted by t e child's age, IQ, and degree of dependency, by the per-
ceived adequacy of the mother's informal support network, and her

use of coping strategies which involve interacting with members of

the community in seeking information, services, and carrying out .

prescribed activities. Knowledge of ,other family stresses adds 5%

to the prediction bringing the total variance accounted for to 63%.

Use of an alternative data analysis strategy usingsdata reduc-

tion techniques and resulting summary or factor scores as predictors

or criteria is presently being explored. Additional .subanalyses are

also planned for comparisons of handicapped groups and to explore
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relationships of maternal employment, race and other demographic

variables to outcomes. _

Discussion and Recommendations

The results of this study indicate that the majority of these

mothers are-aping well, although a significant number of both

married women and single parents may be experiencing potentially

debilitating levels of depression. The percent of mothers affected

in this study is comparable to that found by DeMyer (1979) for a

'similar population. Whether such depression is alleviated simply by

providing early intervention services for the child and parent

training for the mothers will be assessed in the analysis'of the-

follow-up data peesently being collected. If it is not, it may be

important to train early intervention staff to recognize the

symptoms of such depression and to refer mothers for appropriate

treatment.

As in previous studies (Farber, 1959; Bristol, 1979), bOys

appear to have apore adverse effect on families than girls. The

lack of age effects on depression and marital adjustment is also

consistent with previous findings for young families. Increasing

age was, however, associated with improved maternal acceptance and

coping, a finding similar to that of Miller and Kaplan (1982)., It

appears that age effects may be curvilinear with increased age

associated with better family functioning until mid-adolescence.

Negative effects for age appear to be found only in studies that

include late adolescents (Farber, 1959; Bristol, 1979). Such dif-

ferences should raise cautions about the generaliiability of find-

-ings from one child age or stage of family development to another.

For example, in the present study, sacrifices the family has made

during these preschool years appear to relieve depression-. Con-

tinued sacrifices of family opportunity over time, however, would be

expected to have long term negative effects on the family. Results

of assessing this variable in familie of adólescents would be

expected to yield markedly different results.

The fact that positive or negative ogtcomes for these mothers

were more strongly related to family resources and beliefs than to

severity of the child's handicap confirm thd applicability of Hill's

(1949) classic model of family coping with stress to families of

handicapped children and provides a basis for optimism regarding the

home care of severely handicapped children.

The study also makes clear that mothers respond not only to the

objective reality of the child's 'handicap, but to their subjective

perception of that reality. The contribution of maternal guilt to

depreSsion, marital problems, and acceptance and coping, emphasizes
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the need to assess such subjective perceptions, especially in

families-from different cultural groups whose belief systems may be

different from the service provider's. The fact that obviousness of

the handicap was related to lower stress also indievtes the need for

early identification of the child's handicap and eafly parent educa-

tion to minimize disagreements or self-blame regarding the child.

The number of single parents found among these consecutive pro-

gram referrals and the percent of these mothers employed outside thee

40 home (50%) indicate that assumptions about traditfonal family struc-

tures and functions are no longer tenable. Research and service

deliveey systems should address the unique needs of these changing

families.

Finally, the implartance of perceived adequacy of informal .

social support, especially frOm fathers, in predicting successful

outcomes for these mothers emphasizes'the need to identify the spe-

cific kinds of paternal support that contribute to successful child

and family outcome and the extra-familial sources of support which

may also be critical, especially in single-parent families.

Wahlerrs (1980) work suggests the importance of type and level of

such informal support in maintaining the hard-won gains of parent

training.

These correlati4l data, of course, can only suggest, but do

not demonstrate cause and effect relationships, and caution must be

exercised in interprefisng the findings. Another limitation of the

study is the use of maternal self-report data which may be subjct

.
to deliberate distortion or errors of recall'. Thisdis a valid

cern mitigated only partially.by the use of home'ceservee ratings.

It appears, however, from the results of the study that it is pre-

cisely this subjective maternal perception rather than the objective

reality of the child's handicap that may be related to acceptance

and maintenance of the child.in the home..

It is not clear to what ex nt the results of this study are

generalizable to other geogra lc areas or other types of,handicap-

ping conditions, nor if resuYts found will be replicated in the

follow-up data on these same families. It is clear that there is

much to be.learned regarding successful family adaptation to the

handicapped child, and the relationship of such adaptation to the

subsequent learning and adjustMent of handicapped children.
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CHAPTER 6

Family Networki and the Development of Adaptive Behavior

'Ear) S. Schaefer

Background and Purpose

The'majOr purpose of the project was to study the faMily en-
vironment and the family relationships that influence, the competence .F
and adjustment ofthe handicapped child, and the quality pf life of
family members. Two-parent families Of handicapped and normal young
children and their older normal school-age siblings were studied to
determine the significance of the father, the mother, and the mari-
tal relationship to 'the adjustment and competence-of the children
and the quality of.life of family members.-

Three. major objectives werel. I) to determine the correlations

of maternal and paternal educational-and childrearing attitudes, be-
liefs, values and behaviors mith the intellectual development of the
handicapped.child and nonnal.sibling. 2) To determine the correla-
tions of husband-wife relationships and sibling relationships with
child socio-emotional adjustment.' 3) To determine how family rela-
tionships, socio-economic status, and the presence and extent of

1; handicap are related to Vie quality of life of mother, father, handi-
capped child, and normal sibling.

The major activities of the project were conceptualization,
measurement, and research on family environments, family relation-
ships; and child physical, intellectual, and social-emotional func-
tioning at home and school. A major first year project wai develop-
ment, data collection, and analysis of reliability and factor struc-
ture of a version of the Classroom Behavior Inventory for,use in day
care or preschool with childrep tetweentwo and six years.of age.
Additional methods for data collection from teachers and parents
were developed for the second year study of normal and handicapped 40

preschool children and their families.. Methods and findings of the
earlier studies contributed to the fig.al study of a sample of two-
parent families with normal or handicapped young children and older :
normal elementary school alk siblings.

Rationale

The project was Motivated by an analysis of the scope and focus
of research relevant to,early tntervention. It was.concluded that

reseaTch should move from a narrow focus on the individual chfld or
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1

on the mother-child relationship to a study of the network of family
relationships including father-child and father-mother.relationshcps

(Schaefer, 1976). Although the mother is still the major focus int
both research-and intervention; attention to the role of the father
in child care and child development is increasing rapidly, (Lamb,,.-

. 1,976, 1978; Biller, 1974. Rutin (1973) and Eastein and Radin
(1975) have shown correlations among observatiOns of paternal b4

'..havfor, child motivation in the testing iituation, and mental test
scores. Clinical studies suggest that father-son relationshtps as
well as the mother-son relationships are related'to delincfuepcy '
(Andry, 1960, Rutter, 1971).. Rode (1971) has,shown that adolesdent
alienation is related to the adolescent's perception of both mother
and father.

Parallel to the increase in attention to,the role of the father'
in child development has been an increase tn attentiOn to correla-
tions of father-mother relationships with child adjustment. NO
(1957) reported that children from unhappy, unbroken homes _re!more
maladjusted than children from broken homes. Robins (1966), Rff

. (1971) and Rutter (1970 have found that the husband-wife.rela, ion-, z
ship is correlated with the antisocial behavior of boys. Reports on4fit,4L

the Locke-Wallace Marital Adjustment Test (1959) by motherstand, .'4

fathers are substantially-intercorrelated, and both reports are re-...,

lated to the adjustment of school-age boys (Danjczek, 1971; Johnson
& Lobitz, 1974). Marital adjustment has been related primarily to
conduct-problems and deliquency of boys. A longitudinal study of
the,impact of divorce on family-fünctioning and'chil&develOpment
alio showed that variations in the mother-father relationship were,
related to.variations in adjustment of the child (Hetherington, Cox
& Cox, 197,8). Ftequent visitation was related to disruptions in the
ckild's behavior if the parents disagreed in their attitudes toward.
the chlld or were engaged in conflict.

PreviOus research on father-child refationshil4 and' mother-',
father relationships suggests that 'research on family relationships
of handicapped children will contribute to the description of family
variables that influence the child's adaptation.

Not only the handicapped child, but also the entire family of
.

the handicapped child may be vulnerable during the process of Oevel-.
4 opment. Earlier findings that streshi of childrearing may influ-

. /--errtl'the husband-wife relationship (Rollins & Feldman, 1970) support
findings that the stress of rearing a handicapped child has an im-
pact on the husband-wife relationshlp (Howard, 1978). The presence

, of a handicapped shild in the family may also have an impact on the
family relatianships and development of siblingsy Variations in

family relationships and in strengths, skills, supports, and
stresses may influence both the family's ability.to provide care and

44



fit

foster development of the hahdicapped chi lt and to maintain the
quality of life Of other famlly members. Research on correlates of
the quality of life of the family as peceived bithe mother/and
father of.the handicapped child may contribute to improved.eAlluar
tions of families and to the development of services designed to
meet dentified family needs.

The need to study chifd adaptation both in the family and in
school is supported by a review of several studies that find r0a-
tively low correlations between parents and teachers in their de-
scriptions of the social adjustment of children (Schaefer, 1981).
Studies df similarities and differences in the adjustment and com-
petence,of siblings are needed to test the hypothesis that family ---
correlates of adaptation of the young handicapped child can be gen-
eralized to the older-normal sibling.

Methods

First ,year. buring the first year of the project, the.Pre-
school Version of the Classroom Behavior Inventory was developed and
tested with a sample of 98 preschool children between two and six

' years of age (Schaefer t Edgerton, 1980). This inventory/was used
during the remainder'of this study and has contributed significantly
to research by other investigators.

Second'year. Additional inventories were developed o? adapted
for use by parents and teachers from analyses of data collected in
previous projects by the investigator. The sample for the second
year 'included 18 families with handicapped preschool children and
non-handicapped older siblings and a comparison group of 18 families,
with two non-handicapped children. In all families the younger
child was enrolled:in a preschool program. Nine of the handicapped
children were mainstreamed and the other nine attended special
claSseslor the handicapped.

Both mothers and father's completed extensivejnventories about
their children, family relationships, and their values, attitudes,
and practices in regard to 'childrearing. Teachers provided ratings .
of adjustmeht 'and competence of both the preschool,children and
their older sillingv, and of parental involvement in the children's
education. Data was used to evaluate the nine new or,adapted inven-
tories and to provide hypothesgs to be replicated in the following
year.

.Third year. The*final sample that was recruited by family con-
sultants.of the North Carolina Developmental Evaluation'Clinics was
composed of 39 intact families including a 3-to 8-year-old child
with a btomedtcal handicap and an older.non-handicapped sibling. A
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compel-son sample of 18 intact faAilies with two non-handicapped
children was recruited from public schools.

Four inventories that.had been developed in the first and
second yeam were used without revision in the third 3o'ear study. In
addition five inventories were revised on the ba'sis of second year'

,../d-ata-; and one new inventory waS developed in the third year. Fol-

lowing the completion of the third year,a measure of modernity in
childrearing was developed from data obtained in this stutfy and in
two other samples (Schaefer & Edgerton, 1981a), Instr:uments that

were developed or revised during the study are listed in Table 6-1.

Cantril's.(1965) ladder scale on the quality of life, antici-
pated future life, and life of spouse and children was completed by
mothers and fathers during the third year interviews. The Locke-
Wallace (1959) Marital,Adjustment Scale (MAS) and the Marital Auton-
omy and Relatedness Inventory that was developed in this project

provided data on marital relationships.

Results

Conceptualization and measurement of child adaptation. The

goals of'conceptualization, measurement, and development of concep-
tual models for research on the network of family relationships and
on the child adaptation at home and in school were succesSfully

achieved. Among the major produCts are reliable and valid Instru-

ments for the study of family relationships and child adaptation at
home and at school. The Preschool Version of the Classroom Behavior
Inventory, developed in the ffrst year, includes 11 scales: Verbal.

Intelligence, Creativity/Curiosity, Task Orientation, Considerate-
ness, Extroversion, Independence, Distractibility,'Apathy, Hostil-
ity, Introversion and Dependence--that describe positive and nega-
tive poles of major areas of intellectual competence, motivation,
and social and emotional adjustEent.

The Social Assets Inventory, developed during the secOnd year-
of fhe project,'yielded additional dimens.ions of chtld adaptation
from reports by parents and teachers: Relatively high agreement
among mother, father and teacher on descriptions of expressive

talent or mental ability and athletic ability or physical coordina-
tion, and a good.differentiation of handicapped and non-handicapped
children from data on these scales suggests that the Social Assbts
Inventory might be useful in community screening for handicapped
children and in involving parents in diagnostic evaluatiOns.
Analyses.of a Te'acher Report of Child Behaiior toward the Jeacher
also yielded clear dimensions ttiat describe social and emotional .

adjustment of the child in the cTassroom.



Table 6-1

Assessment Methods Developed or Revised During the Project

Methods and Scales
Number
of items Infonnant

1. Classroom Behavior Inventory--
Preschool Version. Verbal

intelligence, Curiosity/Creativity,
Apathy, Extraversion, Introversion,
Independence, Dependence,
Task-Orientation,Ilistractibility,
Considerateness, Hostility.

2. Social Assets Inventory.'
.Expressive Talent, Athletic Ability,
Appearance, Health, Relationship to
Adults

,60 Teacher

Teacher/
Parent

t

3. Bipolar Trait Ratings. 16 Teacher/

Intelligence, Extraversion, Task- Parent

Orientation, Considerateness .

4. Teacher Report of Child Behavior 39 Teacher

toward the Pareht. Resisting
Control, Obedience, Positive.
Behavior, Detachment, Independence.

5. Parent Report of Child Behavior 25 Parent

toward the Parent,. Resisting
,

Control, Obedience, Positive
Behavior, Detachment, Independence

6. Teacher Report of Parent Involvement. _20 Teather

Parent-teacher,collaboratioa( Parent
as Teacher, Demanding,

Evasive/Defensive
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Table 6-1 (continued)

Number
Methods and Scales of items Informant

1. Parent Report of P.arent-Teacher-child 27 Parent

Interaction. Conference Helpful,
Free to Contact Teacher, Teacher Open
to Suggestions, Uncomfortable with
Teacher, Teacher Expects too Much,
Feels Blamed by Teacher, Child Likes
School, Child is Learning, Child

. Needs more Attention

8. Parent as Educator Interview. 84 Parent

Self-reports of Parent Behavior,
Parent Roles in Education,
Childrearing and Educational Beliefs,
Values for Children

9. Parental Modernity Scale. 30 Parent \
Progressive Hemocratic Beliefs,
Traditional Authoritarian Beliefs \

10. Marital Autonomy and Relatedness
Inventory. Love,
Detachment/Rejection, Control,
AutonOmy/Respect, Independence vs.
,Dependence, Agreement Ks.
Disagreement on Childrearing

74 Husband/
Wife

II. Sibling Inventory of Behavior. 28 Parent

Empathy, Leadership, Kindness,
Acceptance, Avoidance, Unkindness,
Anger, Embarrassment
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A combined factor-analysis of the scales from the Classroom
Behavior Inventory, Social AS-sets Inventory, and Teacher Report of
Child Behavior toward the Teacher yielded three major dimensions:
1) Academic competence with highell loadings on intelligence; inde-
pendence, task orientation, and expressive talent, 2) Socialization

with highest loadings on considerateness and responsibility versus
hostility and protest, 3) Extraversion wij.h highest loadings on ex-
traversion and friendliness to teacher Versus withdrawal and intro-

version.. These three dimensions of social and emotional adjustment
and academic competence provide a parsimonious integration of data
on child adaptation in the classrooni.

Both m ther and father described the/child's adaptive behavior
in the home ith the Social Assets Inventory; with a Parent's Re ort

of Child Beh vior to the Parent Inventory, and with Bipolar_3.rit.
Ratings. A factor analysis of intercorrelations of scales from
these methods clearly replicated dimensions of competence, Social-
ization, an0 extraversion that had been isolated frolmteacher re-

ports. Cost effective methods for measuring these majbr dimensions
of child adaptation at home and at school should contribute to
furthe? research in these areas.

Findijjgs on child adaptation. Intercorrelations among descrip-

tions by m er, father, and teacher showed relatively high agree-
ment on c tence; relatively good agreement between mother and
father, but.low agreement of parents yith teachers on socialization;
and significant correlations among mother, father, and teacher on

extraversion. Correlations between younger siblings,'half of whom
were handicapped and half normal, and older normal siblings showed
substdntial correlations between siblings on competence that were
similar to expeFted corelations between siblings' intelligence test
scores. However correlations between siblings on socialization and
extraversion tended to be low and nonsignificant.

The findings of low correlations between adjustment at home and
at school and low sibling similarity on socidl and emotional adjust-
ment suggest that factors thatinfluence emotional adjustment may
differ across settings and for different children from the same

family. Similarities between sibling's and across settings in aca-
demic competence suggests that family variables correlatg more con-
sistently with academic competence than with social and emotional

adjustment.

Although handicapped children were seen as less competent by

parents and teachers, handicaps were not_significantly

related to socialization an extraversion in this.sample.

Relationships between handicapped children and older siblings.
,Older brothers and sisters were reported by parents to be kinder and
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less competitive with handicapped than with non-handicapped younger
siblings. Small but significant differences were found on nine of
twelve scales, all in the direction of a more positive relationship
between the two children if one was handicapped. Compared with
older brothers and sisters of normal children, the older siblings of
handicapped children were described as more likely to help, to coM-
fort, to,overlook the handicap or age diffErence, to assume respon-
sibility, and to be pleased with progress made by the younger child.
They were less likely to show anger or jealousy, to avoid contact,
and to nurf-Ee younger child's feelings.

Further analyses showed that impaired ietellectual competence,
rather than physical handicaps, seemed to be related to the group
differences in sibling behavior. The older child's anger, jealousy,
and tendency to tease were positively correlated with the younger
child's level of mental ability. Perhaps the more intelligent the
younger child is, the more he or she is seen as a rival by the older
child. Age difference between the two childrenmas not signifi-
cantly correlated with the older child's behavior toward the
younger, except that there was more contact betwien children closer

in age.

Parent variables that relate to child outcomes. Data"on par-
ental education attitudest beliefs, values, and behaviors from the
Parent as Iducator Interview and parent socioeconomic status vari-
ables of maternal and paternal education and occupation-were signif-
icantly correlated with academic competence, replicating findings
from several previous samples. More specifically, children weng
likely to be rated by their teachers as more intelligent and moti-
vated toward achievement if the paren's reported that they do the
following:

I. Talk to.the children about subjetts outside their daily
experience.

v.
. Share activities with the child.

. 3. Place less emphasis on conforming values (cleanliness,
neatness, politeness, and good manners) and more,emphasis
on social values (kindness) and self directing vilues
(imagination, independent thinking, curiority).

4. Encourage imayination, playfulness, and free expression of
ideas.

See their role in the child's schooling More as listening,
encouraging and enriching, and less as. helping with
homework and discipline.
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-For preschool children, half of whom, were dicapped, shared

conversation and activities were most highly.correlated to the
child's ratings on intelligence. For school-aged children eachof
the above parent characteristics were strongly correlated, and at

higher levels. The attitudes-and practices of fathers were somewhat ,

more highly correlated with child competence than-the same-chaeac-
teristiaof mothers, confirming the importance of including-fathers
in research and intervention.

4

Factors and correlatekof marital adjustmenil A factor analy-

sis of a Marital Autonomy ahd Relatedness Inventory (MARI) repli-
cated two major dimensions of perceived behavior of the spouselthat,
were identified in the pilot study. The dimension of Autonomy ver-

sus Control was best defined at the positive pole by agreement that
the spouse "Gives me as much freedom as I want" and "Lets me'do any-
thing I like" and at the negative pole by "Expects me to do every-
thing his/her way" and "Wants to have the last word on how we spend

our time." The factor of Relatedness versus Hostt3e Detachment was
best Aefined at the positive pole by "Shares in planning family

activities" and "Talks over problems with me" and at the negative
pole by "Acts as though I'm in the Way" and "Makes fun of me."

On the Locke-Wallace Marital Adjustment.Scale ac'lfactor of Value

Consensus. was best defined by agreement on.conventionality and
agreement on philosophy of life. A factor of Marital Satisfaction

was best defined by an estimate of happiness in the present marriage
and agreement, that if they had to live life over, they would marry

the same pers

There were'substantial correlations between mother dlfather
(es.cores on the LOcke4allace MAS and on the Marital Autonomy and
Relatedness Inventory, and substantial correlations between scales

froM the two methods. Parents' reports of marital,adjustment were
significantly correlated with their reports of the older child's

socialization in the home but nonsigntficantly correlated with
teacher reports of child socialization in.the classroom. Reports of

. marital adjustment were also correlated with parent reports of the

older sibling's positive behavior toward the'younger stbling. More

positive behavior of older siblings -As reported toward handicapped
siblings and toward siblings with lower competence than, toward non-

handicapped siblings. These analyses suggest that positive rela-
tionshi s between mother and father, characteristics of the older
child, 4nd characteristics of the younger child are all related to

si bi i ngt rel,ationships. Significant correlations of marital adjust-

ment with.extraverted behavior in the classroom suggest that secur-
ity,in family relationships may lead to expressive behavior in the

classroom.
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Quality of life. During the third year this research was ex-
tended to determine how the network of family relationships was re-
lated to the quality of,life of family members as pqrceived by the

parents. Correlations 4f ratings of quality of life.with descrip-..
tions of marital relationships were high, especially for wives.
Anticipated future quality of life was correlated more with wives'
than with'husbands' reports of marital relationships for wives than

for husbands. The factorsof marital consensus and relatedness were
significantly-torrelated with the parents' estimate of quality'of
life of both children, but the factors of marital satisfaction and
autonomy were less correlated with the children's quality of life.

Correlations of quality of life with marital relationships were far
higher than with socioecoriopijc status or with child characteristics,

including the presence ati.d s6Verity of the younger child's handicap. '

No evidence was found that the'presence of a handicapped child was

damaging to the family relastjonships or Current quality of life
withiwthe groups studieb.,JiOwever when two-Parent families were
being recruited for the study, it appeared that the divorce rate
'might be higher amogg faMilies with handicapped children.

-
The findings on the importance of marital adjustment to quality

.of life and to child ocialization provide a rationale for develop-
ment of family services that would support positive family relation-

ships.

Parents'Iossible contribution to screening for handicaps. The

consistent fin ings of high correlations between parents and teach-
ers on variables that define the thild's competence--intelligence,
expressive talent, task-orientation, and physical coordination--and
the substutial correlations of these variables with a diagnosis of

a handicapping condition suggest that parents as well as teachers

might contribute significantly to developmental screening (Schaefer

-84 Edgerton, 1981b). The metho4 used in this study require parent
and teacher judgments of the child as compared to other children in

an age cohort.

Scales of The Bipolar Trait Ratings and the Social Assets In-
ventory that can be completed in less than five minutes might be

useful in implementation of the Child Find provisions of PL 94-142

or in parent and teacher involvement in developmental screening in

the EPSDT program. Since valid ratings were obtained from mother,
father, and teacher in this study, eath of these informants might
provide data that would contribute to identification of children in

need of developmental services. Although it was possible to develop

cutoff scores for the scales of expressive talent and athletic abil-

ity of the Social Assets Inventory that differentiated severely and

moderately handicapped from normal children, variability within both
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diagnosed and undiagnosed children suggested that it is more.useful
to Tecognize a contin6um of degreps of handicap as well as different
types of handicap. It is also possible to dtfferentiate physical
and motor handicaps that'can be id:gained by ratings of athletic
ability, from cognitive handicaps that can be identifed.by ratings
of expressive talent and intelligence. The findings shoW that par-
ents can'repprtIthat the child is not making developmental gains
that are typicaNfor an age cohort without reporting specific devel-
opmental achievements. This evidence that parents might contribute
to screening, combined Nith other findings that parents can contri-
bpte significantly'to diagnosis and treatment of the developmental
disorders of their children (ReichleT & Schopler, 1b76), supports
the need for more pa ent- entered approaches to the deljvery of
health services to hildren. Caretakers and teachers might also
contribute to screening of children enrolled in child care or educa-
tion programs.

Discussion and Recommendations

A major finding of the study is the validity of-teacher and of
parent ratings in evaluating the physical, social, emotional, and
intellectual development of the child. The preschool version of the
Classroom Behavior Inventory provides reliable and valid data on
presthool children that is comparable to data collected during the
elementary schbol years. The several mettiods for collecting data
from parents provide data on the child's adaptive behavior iR the
home that complements teacher data on the child's adaptive behavibr
at tchool. Validity of parent and teacher data in differentiating
AndiCapped from nonhandicapped preschool children sugests that
parent as well as teacher ratings might be used in ceitt-effective
screening and evaluation programs.

Correlations of mother and father beliefs, valdes, and behavior
with the intellectual development,of both the preschool handicapped
child and the older normal sibling suggest that both mothers and
fathers should be invblved in, early intervention with handicapped
children. 'Success of early intervention might be evaluated by de-
termining.changes tn parent beliefs and behaviors as well as by de-
termining changes in child development. More prospective longi-
tudinal studies are needed on -family educational,environment, and
more research is needed on family centered interventions that have a
goal of promoting parent beliefs, values and behavior that contri-
bute to the development of handicapped children.

Marital relationships of consensus, relatedness, marital satis-
faction and perceived adtonomy are correlated with quality of life
of parents, handicapped children, and their siblings. Programs for
handicapped children and their families might have a goal of contri-

53

'0



buting to posfiive marital relationships and to mother and father
collaboration in care of the handicappeØ child. That goal would
complement a goal of involvement of t father as well as' the mother

of the handicapped child in evaluatipfi and remediation. Evaluation

of progran'success in fostering positive marital relationships and
in involving both mothers and fathers in the care and education of
the,handicapped child would be facilitated by the methods developed

in this research program., ;

Jhe findings on relationships arming mother, father, handicapped
or normal younger child, and older 'sibling contribute to a total

family approach in research and services. Data on child and family
functioning collected from teachers and family members provide a-
comprehensive view of family functioning and of child adaptation
that may contribute to planning for family services, to diagnostic
assessment of child and family, to longitudinal research on stabil-
.1.ty of family functioning and child adaptation, and to improved

evaluations of services for children and their families.

The project provides evidence of thevalidity of an ecological,
developmental perspective that focuses on the role of parents in
fostering the development of handicapped children. Research that is

desilaed to deVelop this approach would contribute to the adaptive
behavior and quality of lite of handicapped children and their

faMilies.
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CHAPTER 7.

Parent Involvdment for Programs of .Handicapped Children

Ronald Wfiegerink, Anne Hocutt, Paula Beckman-Bell,
Peggy A. Ogle; & Rebecca Posante

,Background sand Pu pose

The'rationale for-parent involvement in earle.educatton
programs has traditionally focused on improved outcomes for-children
and-ha been based on a belief inthe maileabillty'of intelligence
and the impoRtance of Rarents in providing earl),-.-stimulatim in
order to improve chiidren's cognitive processes ahd-sVillt
(Wiegerink, Hocmtt, Posante, & Bristol, 1980). Ottler rationales

have included asistance far parents through increased-emotional
.supports, impraved:child--.raising increiggd satisfactionrand
fulfillment of their riglit to be\involved.. Because-of these rea-

sons, parent involvement is4n biportant'component of most Handi-,
capped-Children's Early Educatioh Proigcts (FICEEP) and is idtreas-..
ingly,being considered an impartant'element imany succetsf01 pee-
scho01 program (Branfenbrenner, 1972; GoodsonAc'Hets,.-4975';
Wiegerink, Hocutt,,yosante, & Bristo1,-1980; Wiegerink & Parrish,
1978). *.

,

The CIREEH Parent-Involvement Projeacopsisied of a Series of
, survey research Studies to examine types, amounts, and charactert
dstics of activities affecting parent tnvolveMent in early childhood'
programs fundedbi the Handicapped Children's Early Education Act. -

These includdd t4g,4odel.Project Study conducted in 1978, theParent
Satisfaction Study I conducted fn 19/9, the Parent Involvement
Policy Study and the.Parent Participation Study conducted in 1979- .

1980, the Parent Satisfaction StudicII conducted in19.80-1981, and
the Compar8tive-,Study of Parent Involvement-conducted in 19817,1982.
These,are described bVoW.

Model Projects Study

-

Purpose. The purpose,of
ticipation,activities that w
programs for handicappe
volvement with'the involvement mandated by the HCEEP regulations,.

. The study was alSo designed to obtain opinions of servicedefivry
personnel on the importance of various parent involvenent activ-

pitiei.

0.
-

is'study was to identify pareht.par-
ebeing offered in mode) Kesthool

ldren and to'compare-the types of in-

"
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Semple.. The survey sample consisted of directors df nine former
' HCEEP,demonstration projects that were subsequently funded by the
.Office of Special Education for outreach activities. The projects

, were selected to reflect a variety of delivery systems, handicapping
Condition, and ages. There was no randomization in selection, nor
were the i'esuits of this study generalizable beyond the sample pop-
ulation. The 'programs chosen had been in operation for five:years
under the HCEEP regulations and thereforefrepresented programs.that
wquld be exemplariy in their implementotion of the regulations con-
cerning parent involvernek.

,

Instrumentation. The Carolina Activities for Parent Survey
(CAPS) used in this study was an investigator-designed telephone
survey. Part I is co:posed 'of cluestions,about program character-
istics such as number of children served, types of handikaps, 'ages,
and so on. Part II seeks informatidon on the percenttage of parents
involved in 22 activities for parents in addition to the directorls'\
rating of the iinportance ofthose activities.

Procedures; Directors of the nine projects were telephoned to
'determine if they would participae in the study. The 20-minute
iihone survey was administered one week after the directors, had 're-

' ceived a copy of the survey. Two of the nine projecis ,surveyed were
also site visited, by two, reSearchers withili one monih after the
phone eurveys werkconducted. The purpose of the site visit was.to
document inforniktioll obtained by the CAPS. .'

Results. All nine projects had active parent participation
with TaTh-Trogram reporting at least 10 :activities.ih.which.parents
were involved. An average. of 90% of,the parents in these freschobl.s
were involved in sbme type of services from the. program. Amount of
parent participation did not vary with the:program-characteristics `
of ,child age, location, delivery system, parent income, and eddca-
tiOn. 'Two.programs from urban areas, with low-income families arid
less educated .parentsi accouhted for the lowest amounts of parent
involvement. Resulti are reported in Hocutt and Wiegerink,. in

'
,press . s.

st ,.*

Parent Satisfaction Study

44,.

. . ,

4- Purpose. This 'study was desig"nbd to determine the factorS ,
..whichsv_migOt be related to parent ,sat'isfaction with a preschool pro-

gram for the handicapped. the *relationships between parent satis-
, faction and five factors'(or sets of factors) were,asSessed: 1).'.. .,

amount of. parent. fnviolyemenf; .2) panefit's perception of severity of
..child's handi cap; 3) agreement, of, parent 'and teacher perceptions Of

severity bf the handicap, 4) selected socia1/demograNc character-
istics' of the paren, an4111) selected characteristics of the child:.

. ... 17% .
0 '' tI #

I
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Subjects and .Procedures. An investigator-designed survey, The

Carolina Parent Survey, was mailed to. 80. parents of handicapped pre-
school children enrolled in a home-based preschool program (see',
Hocutt, 1979, regarding validity and relikbt)ity of this instru-
ment.) Fifty-nine, or 73% of the parents, Consented, td participate
in the study and completed and returned the survey. rntomation waS

also collected on the, ch-ildren of fhese parents from program re-
cords,warrd a checklist Completed by the child's eacher.

Results. Mothers Who worked mo than half-time outside the
home were more satisfied with the pr school than mothers who did
not. The association of parent satisfaction with other demographic
characteristics approached significance. These variables included
the sex of the child (mothers,of boys were more satisfied than
mothers of girls),.the religion, of the mother (Catholtc mothers were
more satitfied than non-Catholic mothers), and the eduCation of the
mother (those with fore than a high school education were more
satisfied than those withless than a high school education)
(Posante, 1978).

Parent Involvement Policy Study
"

Purpose. The purpose of this study was to clarify HCEEP parent
involvement policy by -soliciting expert opinicn. A Delphi procedure
was used to identify, collat,e, and priaritize experts' interpreta-
tions of the practiCal meaning of HCEEP law and regulations regard-

., -

ing parent involveme*

Panel selection and characterjstics... The panel o f experts were
nominated by members of the CIREEH advisory board. Nomihees fell
in,to one of tThe following categories: Congressional staff, Special

- Echication Program staff, parenti of handicapped children, validated
HCEEP project staff directors, and experts in early childhood educa-
tion and parent involvement. They also had to meet specified cri-
teria concerning .experience in parent involvement or with the Educa-:
tion of the Handicapped Act. J

Procedures. The panel was queried using the Delphi method.
This is a three-stdge survey procedure used for developing consensus'
among independent and gebgraphically separated people. The,first
questionnaire was open-ended andasked: "What parent involvement
activities do you think,constitute effective and medningful parent
involvement inearly.eduCation projects for handicapped childen?"
The second questionnaire asked the following question: "What rank
of importance, do you believe wciuld be giyen to the implementation of
each activity in order tofulfAll the mandatelpol icy of parent
involvement in First Ch'ance Network projects?" -In addition,

c,

n
'

"Itk

'&
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respondents were-asked to specify the percenta6es of parents they'
w8Uld expect to find in each activity (activities werertaken from
responses to the first quegtionnai re). The third questionnaire was

_
lk

based on only. those activities-for ,which agreement was not-

statisti cally significant; it asked essentially-the same questiong
as the second questionnaire. The statistic used was, tbe Kendall
Coefficient of Concordance, W, a descriptive.measure of the extent
of agreement among paneTisti:

ResU lts. The expert panel identified 34 different-parent
invblvement attiyities,-19 of which were considered to be Important
(2.9 or Very Important (3.0) (see Table 7-1). The majority of
these activities- involved parents in rather passive idles (e.q., .

receive instruction in educational techniques to use with chiid). A
few others (N = 8) involved parents in mom-active rbles. Only
three of the activites rated as Important or Very Important gave-
parents an opportunity for input into project deciiions.

The degree' of consensus aniong the experts about the'
clarlfication of the policy was high;.the prototypic project could
be considered the standard for parent involvement practice in First
Chance Networi: Ordjects as defined ty th-e Delphi experts. 'kesults

of this stalypar'e P,eported in Hocutt and Wiegerink (in press), and
-Moult t, McKi nney. and Wi eger ink (1982)

Parent Participation Study

Purpose. The purpose pf this study was to survey and dopment
theparent. involvement activities of third-year HCEEP projects and
tA6,examine additional factors associated.with implementation of par-
at invp1vement. Third-year projects were-chosen bedluse they had
been in operation long 'endugh to have hid their parent activities
firmly in place.

Method. Thirty-fOur thir'd-year prbjects were surveyed to
determine the types and pmounts of parent invollgeht. The Parent
Involvement Survey, based on tht model proje'et- ',vey, was designed

to obtain Information on fhe projects themselyes (e.g., number of
children 'enrolled,. number of children on whom family data was
re0Orted, whether tronsportation was provided 'for parents) and
required directw to'report the percentages of parents involved in
speci fic' activities. There was ,spacr- for -the projects to i st

attivities and amdunts of involvement for any activities not
specifically: listed in.the $urvey.. Whet) the Delphi stUdy generated
idditional activities, a' follow-up instrument was de-Signed. While
28 projects (82%) responded eo, the orginal Parent Involvement Study,
only 23L(67%) responded to the Tdllow-up. ,
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Table 7-1

importance of Each Activity 1 rototypic Project and Percentage of Expected Parer& Involvement

Activity (Parents should:)

Participate in development of child's IEP.

Revive information regarding support services
or prograMs offered by other agencies..

Receivvystemative reports of *child's progress.

% Receive infOrmation concerning the legal rights
of child arid parents.

'Receive instruction in educational techniques to
use with child.

Receive information concerning the behavioral
,adOdrIother effects of medicfne.

Work with child 'at home td carcy opt -the
child's educational or therapeutic program.

Meet with chi)d's teacher for informal exchange
af information about She child.

Observe_child in activities at home at the

request of prpject staff. ,

Rank Mean

ImpEtance
Mean Percent

-Involvement

Range of
Percent Involvement

1: 2.951t 97.5 95.0.- 100.0

2 2.90 97.0 85n - 100.0

1

3 2.90 94.3 82.5 - 100.0

4 2.88 85.0 68.7 - 100.0

5 2.84 85.0 68.7 - 95.0

6 2.72 1J.0 50.0 - 100.0

7 2.70 84.1- 73.1 - 91.2

8 2.70 82.6 62.5 - 100.0

9 2.68 84.5 75.0 - 95.0,
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Table 7-1, (Continued)

.11111

z Activity (Parents should:) Rank Mean

Importance

Mean Percent
.Involvement

Range of
Percent Involvement

#

Receive a formal orientation to the project 10 2.60 74.8 47.5 - 100.00

(philosophy, methodologies, 'services, etc.)
*

#01k

Assist in the 'screening/assessment of their
own child.

11 2.53 83.4 65.6 - L00.0

Assist in 'setting project goals and objectives. 12** 2.45 69.4 65.0 - 78.1

Be members of project advisory board. 11-.13** 2.45 34.3' 7.7 - 51.2

Participate in project evaluation activities. 14 2.33 74.6 53.7 - 88.7

-
Receive :instruction in normildexcqtional
child development.

15 2.28 73.0 62.5 - 82.5
vor

Participate in parent discussion groups to
discuss problems associated with having, a

handicapped child.

16 2.23 64,8

' 1

57;5 - , 76.2

Receive regularly scheduled-home visits. 17 2.20 77.3 ,57.5 - 97.5

Receive their own (the parents individualized)

program.

18** 2.15 69.3 43.7 - 81.2

Observe their chiy at the preschool on a
regularly scheduled basis.'

19** 2.15 69.0 36.2 - 80.0

Be provided with a systematic means of communi-

cation with each other.

21 1.88 47..3 18.7 - _65.0



Table 7-1 (Continued)

Act'ivity (Parents should:) Rank Mean

Importance..

Mean Percent
Involvement

. Range of

Percent Involvefient

Receivecounseling or therapy. 21 1.88 47.3 18.7 - 65.0

Receive instruction to improve their general

parenting skills.

22 1:88, 44.1 28.7 - 55.0

Work with their child at the Ordject' to. carry

out the child's educational or therapeutic

23 1.80 48.3 18.7 - 71.2

program.

Instruct or train other parents. 24 1.65 . 34.6
..

16.2 - 57.5

%
Assist as volunteers (with field trips, etc.). 25. 1:45 27.4 15.6 - 45.0

Participate in project demonstration/informa-
tion dissemination activities.

26 1.37 28.0 212 - 38.7

Observe other chiIdren.at the preschool on a

regularly scheduled-rasis.

27 1.35 42.8 23.7 - 60.0

Teach other children at the preschool,. 28 1.05 22.3 12.5 - 28.7

Make-instructional materials 'for their child. 29 1.00 28.8 7.5 = :62.5

Assist in decision-making process concerning
project personnel.

30 0.80 23.4 2.5 - 52.5

Make instructional materials for other children

in classroom.

31** 0.78 14.4" 7.5 -, 30.0

1 I
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,Table 7-1 (Continued)

Activity (Parents should:) 'Rank Mean

Impatance
Mean Percent
Involvement

Range of
Percent Involvement

Assist with fund-raising activities. 32** 1.88 44.1 28.7 - 55.0

'Assist in decision making concerning
project budget.

33 0.73 17.0 5.0 - 26.2

Work as paid staff members at project. 34* 0.5.3 11.1 6.2 - 25.0.

**
These activities are tied according to the mean value of importance:
Th6 activity wIlich appears first has the highest percentage of expected
parent involvement.

\-
*** The- values.ofimportance are as folloWs:

3 = Very Important

2 =.Important

.1

1 = S1 ightly Important

0 = Unimportant ..

a
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Results. There,waS a wide range of project characteristics:
the FiTIRTi,served between 13 and 250,children and between 33% and
,100% of the children's parents; they enrolled all ages of children
7between birth and 8 years ofrAge; they served the entire range of
handicapping conditions; and they,were home-based (N = crter-
based (N .,7), and some combination thereof (N = 18). IR addition,

the projects were urban (N = 9), rural (N = 9), suburban (N = 5), or
'a cbm¢ination of these (N = 5). The projects provided 34 different
activities which can be grouped into the categories of parent train-
ing, therapeutic ar education compohent's (passive and active), and

planning.

The survey of third-year projects foand parent involvement
greatest (59%) in the more passive activities (i.e., receiving a

)pervice, observing the child at home, meeting the teacher). Nearly

as high-a percentage of patents, hoWevert were involved'In,:parent

'training activities (58.-814. _Only 15% of-parents were involved in
planning, develOpment; operation, and evaluation activities (includ-

ing infonmation dissemination).

None of the most common activities offered by third-year projects
were in the planning, development, operation, and evaluation cat-
'egory. The -onli.actiyities offered by all projects:were parent par-
ticipation in the development of the child's. Indiv'kuallized Educa-
tion Plan (IEP) and orientation to the project for ,Orefits.

There were nine activities in which an average of 80% or more
-of a parents were involved; of these nine activities,, seven were
also the ones most commonly offered by projects. 401 parents in all

projects received systematic reports of the child's progrest.
Ninety percent or above,of all parents received a formal orientation

( to the project, met with th teacher for an infonmal exchange of in-
formation, received inst uc on in educational techniques to'dse
with the ctlild, and assis ed_in the screening or assessment of the

child'. Over 80% participated in the development of the IEP, re-
ceived information regarding other support,services, observed their
Child at home, and received information concerning legal rights.

Data from the 28 projects provide the following statistically
significant patterns: small projects (8) with fewer than 25 chil-
dren appearing to have a higher percentage- of.average parent in-
volvement per activity (69%) than do larger (6) prcdects with over

70 children (46%). Projects sponsored by private, nonprofit organ-
izations (16) have a higher percentage of involvement (65%) than do
those (12) sponsored by public schaols (47%). Projects (12) with a

staff member designated to work with parents at least 75% of the
time have higher parent involvement (681) than do projects (13) with

a staff member spending less* than 75% 'of the time on parent involve-

ment (50%) and projects (3) with no parent staff (30%).
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Results of this study are reported in Hocutt and Wiegerink, in
press.

Parent Satisfaction Study II

Purpose. The purpose of this study was to determine the level
of satisfaction experienced by pareints served in HCEEP projects. In

addition, the study was designed to document the amount of parent
involvement in projects and to determine if the level of parent
satisfaction varied with amount and type of involvement or witn
family and child characteistiCs.-

Method. Each of the 23 HCEEP projeCts which responded to t
parent involvement survey was asked to participate tp the paren
satisfaction study. Projects were sent 40 copies ofiVthe Carol'ha'
Parent Questionnaires (Posante-Loro & Wiegerink, 1978) and in ruc-,

tions for randomly selecting 10 parents who had been served b the
project for at least one full year. Parents were mailed the ques- *

tionnaiTe and given a stamped envelope by which they Could iail the
questionnaire directlY to the investigators in Chapel Hill. Each
questionnaire contained codes that identified both the pr ect and

the individual.parents.

Results. Thirteen of the 23 projects'participated y distri-*
1 buting t e parent satisfactioh surveys, and 77 of the 1 0 parent
surveys were returned.

-The parents response to the satisfaction quest onnaire in-
dicated a relatively high level of satisfaction: 4. 5 on a 5-point
scale, with a range of 3.33 to 5.00. Six of the pa ents pyovided
all 5's on the 9-item scale, indicating they were Very satisfied

i

with all-aspects ofr,the program. Because the res

l

onse of projedfs -:
and pareht*was only slightly over 50% a respon e bias in favor'of-
those pr9Acts and parents most positive about p rent involvement,'
coul e-aregent.in the results. These positiv1é findings do, how-,
ever, epTicatethe findings of the Batelle Re ort (1976) and the
Posante-Loro study (1978).

..... .

Respondents did-Orovide'variations in t eir responses. The
range of,sponseSsallowed for the most satisfied (N = 15), and
least satisfied (N =17), parents to be colared (see Table 7-2)

4)

Projects represented by three or more lr4 nts in each group did nqt
differ on such characteristics as urban' , income of parents,'and
Model of service delivery, but they did differ in other ways.

/

Most satisfied parents, in comparison'with least satisfied par-
ents: (1) were in private, non-profit organizations rather than

,:
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Table 7-2

rDita Comparing the More and Less'Satisfied Parents
. -

(N = 32)

Data of Parehts
<,

.Least
(N = 'D7)

\Most
\.= 15) .

.. - ,
Level of sattsfection 'of parents:on 3.8 mean , 4.9 mean . e

,

a fl ve. point sca,1-e- (5- being high) 3.3-4.0 range - 4.8-5.0 range
,

Level of involyement of parents per.,
, month

At preschool

' At home

.With Other paTents

Averagertime in progra
5 1:

rojects represented
\
, Number of,*.Yrojects with.parefits

'PrVjects with more and less
sati sfi ed parents

TYpe of, child handi Cap
4

9.0 hours

5n0 hours

1.6 hours

21.7 months,

11.4 hours

42.0 'hO'urs

4 6 IfOurS
Z -

17.8 months

8

Phis i cal ly handicapped '' 18% 20%
, .,

-_, DevelopMentally disabled 3'5i .-, 73% s,.

tiul t i plylishend.tcapped', 47% 7%

. f
- Child variable§

Sex.,male 80%

tt
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Table 7-2
,(Continued)

'Data Of'Parents Least
(N 17)

.Most
, (N = 15)

'Child variables (Continued)

Average age

How much say do the parents feel
they have?

5i months 45 MOnths

:414

4

.

Educational decisigns
to'

82% : 80%

' PrOgram decisions 6% .73%

Percent of child improvement 100% 100%

reported by parents

4
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public schools; (2) were more involved in the programs; (3)- spent

more time Working with other parents; (4) had a lower proportion of
multiply handicapped children.and higher proportion of develop=
mentallY delayed children; (5) were more often parents of boys;, and
(6) felt they had acceptable levels of influence on the program or

.wished for additional influebce. Results of this study are' reported
in Hocutt,'McKinney, and Wiegerink (1982).

Covarative parent Involvement Study
.

Purpose. The,purposes of this study-were to conduct compara-
tive analysis of the'following two points: (1).to determine dis-,
crepancy between levels of.involvement recommended by experts and
levels of involvement reported by two4roups of projects:, those
sponsored by'public schools, and those sponsored by other types of
organizations; and (2) to determine whether or not there is a'rela-
tionship between levels of involvement xepofted by staffand parents
in the twogroups' of projecis,.and selected-project,,parent, and
child characteristics.

Methods.. HCEEP projects which served pacents of htandicapped

children were placed into two groups: those sponsored by public'
school systems and those sponsOred by other agenciet. ,Tbey were
then matched according to year of funding and size'of project (i.e., ,

approximate number of children served).. In general, the public
school projects terved-much greater numbers of children. .From #lese
matchings, a'tample of each was drawn: 21 publicidtchodl programs
and 19 other-sponsored progfams were selectdd. These prbjects were

, then surveyed regarding, types and amounts of parent involvement, f

goals of 4nvolvement, ond barriers td involv nt using the Parent
Involvement Survey Instrument. In.addition, sample of five par-

. ents. from each project was' drawn and survey with the Parent Needs
and Involement Survey to determine type and mdunt of,007.1WITET7
goals of inVolvement, and barri-evtd involvement. The instruments
used were deve,loped as a result of earlier studies an.were examined
for the validity and reliability faund to be adequate fOr survey
purposes. ,

Results. The,projects sponiored by'the two oategories of
agencies did not differ-statistical.ly on any of the characteristics
nor did they vary on Cost'perpupil, type of.cachement area, type of
child serted, severity of-child conditiOns served, paceiat income, or .

nuiber of Parents in the home. They did.dtffer -141 that: (1) nci,

Mack parents responded from the other-sponsored projects, although
11 of 32 parent retpondents from the public school, projects,were
black; (2) other-sponsored projects had more parents who were mar-
rted and together; 440.(3)-there was'a trend for other-sponsored
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parents to be better educated.
,

k

.
Parent participati on in .tiiése two grouPs of projects .was then

compa red to the parent frivol velpent. prOtotype described inAlie abo-Ve\
secti on on 'the parent inv,ol*emenfpolicy st'udy..Public school spon
sored tprojects'were more congrlient with -Vie. De1phi prototype in that
they met' criteri on on a greater number, of ties both for al 1
activities and for each category factivity. Other-sponsored. ,

projects were ribre ,congruent ih that they -reporited higher l evers of
i nvol vement i vall four dat e.gori es -and ivere therefore -closT7TO-7.

:actual expected- levels. .
.

.

Rel ati/onshi ps' between l evel s,.of ivclvement and projec ar-
ent, and chi 1 d characteristics were exarofned. tevel of fundi ng was
not pre-di cted by: year of fuftfring,i`ssize, .costs per pupil , fullTtime
equival ency of 'staff workirrg 1;13 th. paTent 4," paqent educati on, race,
severity of chird's handicap,: or length 6.-f service time. There were
t rends, ithdicating th'at,, for publ ic schbol projects, the, 61 der. pro-

ects had m'ore parent i nvOiyemQnt and that, for' bther-sponsored pro-
jects, the si ze of ihe program poit-tively.c&rel ated with arunt of
parent i nvol vement: .

.In pail typo of projects, parents' reported involvement in,;, .

. fewer acthi ti es 'than t hose, that- projects' staff reported'offered.
Though the .resul t was statiSfi cal ly signi ficant, the overl apping
curves in the di stri but idns irdicate these di ffereixes were not

q great and probably noPed,ucationally nieaningful . An examinatibn of

goals for invoTvement ind barriers to involvement produced the fol-
l owi ng treiids: .

' .2- ,
. The goal most, often .sel ected. by both groups

,
'of proj,ects as the

majortr'goalt of- the project -vas, "To enable parents to act as .charRe
agents for. t,heir child?' 4oth sets of projects cite& limited staf4:
fime as a major reason for. not offering more parent involvement
activities. Project staff from, both. sets of oec cited ladk of.
transportati on and empl oyment outside the ho e as the primary, rea,

, sons- for, parental non-.1 nvol vement; public s,chool staff also men-, N '

,tioned the need for parOtS to care, for others in the home. Parents
fromilpti sets of ifrojects. al so sel ecCed 'acting 'as A change agent is
te- rimhary reason for invOl vementu HowevAr, whil e ,sel ecti on of .
,t'his goal was overwhelming, for pubri c' scifool staff (11 out of 21),

/ it was na overWhel rnirig for public. school ,parents 46 out .of 21) , who
ifalso wanted io Thel p pl an my chi ld: s pecial educational program.:

Di screpanci es found between parents nd staff regarding goals were
as follows: .(a ) no staff sel ecttd behavi of mnagement'as the wajor
goal ; somevprents did in both sets of projects; (b) no staff .

,* °selected pro,ject pl anni ng and evaluation; some parents from both' 4

s,ets did; no staff sel ected pi anriing child' s edus,ational a4 e , .
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programs as the top goal; several parents (lid from both sets; nd
(4) staff were far more interested in providing parents with,coun-
seling and emotional support than were-parents (2 out of 64).

The di screpancies between ,pa-Pents and staf f regarding barriers
were 'as follows: (a) ,staff thought transportation a greater barrier
than did parents; (b) "others' parents named respite care the top bar,.
rier while,"other" staff did not name it at all'; (c) a 'couple 'of
"schools' parents did wd`nt educators to make decisidns, a desire not
cited by school sfirf. Two items of congruence among staff and par-
ents, were (a) that empTCyment was seen and named as amajor barrier
and (b) that no 15"arent and no staff namedjAack of parent control as
being a barrier. .

Results of this study are reported in Hocutt (1979) and Hocutt
and Wiegerink (in press).

Discussiccn

There`was a remarkable degree,of concurrence among these, stiidies
on parent involvement in HCEEP projects. Four areas of agreement are
especially actable. First; parent involvement, consists of a wide
rangvof activities*to provide parents witft infonnation'and emotional

'sUpport, to train parents, and to involve parents in decision-
making. , .

Second, there is great variation in the extent to which. parents
are.ekpected to be, and are involved, in activities. The.mean per-
centage of pareht involvement exiatted for specific activities in the
ideal projecl created by the Deli-procedure did not always agree
with the actual involvement found in either the model or,third-year.
pro,jects. Nevertheless, rwolvement was heaviest in the' areas in
,tqhich the most participation,yes expected; namelyvparent- tralning
'and educalional/therapeutic activIties. i /

Third, those activities rated most important to %implement by
both the Delphi panelists and the service providers were the ones
which had the most Involvement and in which the most involvement was
exPected. As a whole, these actvities placed parent,Pin roles in
which they either received inforination and services or acted as edu-
catOrs of their own child.

Fourth, very low priority wa given to parent tnvolvemeat.in the ,

decision making function and, actiOties by professionals. In view of
the emphasis placed on parent powe\r and active consuOer involvement,
particularly in recent legisl ati on suth as ttre. EdUcati oh of' Al I Hand-
ica'pped Children.Act, it A's surprtsing that these functions i4ere
given such lowrratings by both Delphi panelists and prograwdirec-
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tors. In part, this finding is a result of the.fact that programs
traditionaljy.have not been organized to include a large number of
parents in decision making and program implementation.
Nevertheless, it was clear that parent involvement in decision making
was not viewed as being as important as their involvement in more
traditional roles..

Two other findings might be noted. First, the study of model
projects produced no statistically significant differences between .

the arKunts of parent involvement i n projects whip varied, by hand-
icapped population served, service deliverylmodels, or parental
income and education. However, this study did show a trend'toward
less parent involvement in urban projects which serVed low-income
families. The implemenOtion study, on the other hand,, producgd a
number of suggestive findings regarding the impact of project charac-
teristics on the extent of parent involvement. More involvement was
found in projects which were small (less than 254;hildren served);
which were sponsored by agencies other than the public schkols, and
which had staff specifically designated to work with parenfs-for at
least 75% of their time. As opposed to the model study, data from
the, implementation study demohstrated that urban, projects had ehe
highest levels of parent participation. The implemeptation study did
confirm earlier findings that the serwice delivery,models used by awl
projects did not differentially affect.amounts of parent-involve-
ment.

A second findingai-9-at, in Splite of the low priority given to
pareny ipvticipation n decision making activities by the Delphi
panel sts and the projects, an important difference between the most
and least ssatisfted'parents was that the most satisfied saw their in-,

vol vement with decision 4ing as adequate, or wi shed for more in:\
volvement, whereas the leYs satisfied parents had no such involve- .

ment.

1 1

-*- 4The polic y. of parent involvement.;" as embodied in the law cid
regulations of the Handicapped Children's Early Education Program,
was clarified by remarkable consensus ampng the Delphi panelists.
Further, the liractice of parent involvemegr_in thes'e projects isrea-
sonably congruent with the amount and types of involtement that would

characterize a mOdel project as defined-by the Delphi procedure.

The final study comparing parent involvement in public school
sponsored and other agency sponsored projects 'found high levels of
parent involVement both in terms of =giber of activities th which
parents particiOated 'and in percentages of parent participating in
them. The overall prOfi le of parent participation approxiOately
equals Whatthe 6xperts in'theapolicy study'detemined as'standat'dis
for such participation. Reognizing that each of these Studies drew

k 2
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different samples; there was a trend toward more parent participa-
tion in each succeeding.year of the five,years of study.

, In particular; the public school sponsored projects in the compara-
tive study refl ect a substantial increase in parent invol vement from
the earlier studies.

From the limited number of si:gnificant correlational findings
throughout the s'tudies, it:would be safe to say that the amount and
type of parent participation in individual projects is a relatively
unique result of individual project goals, perceived barriers;and

. impletentAion attempts.. In practice, parent participation is not so
much a matter of attempting to reach a common professional standard
which applies globally as it is a matter of matching project and par-
ent choice. Parent participation reflects the fact that what y)iikdo
is what you gef." Parent participation does not appear to be enhanCed
lr limited by project, child, or parent characteristics burls rather

function of individual parent and staff goals.

Recommendati ons

It is recommended that for "knowl edge in the area bf parent par-
ticipation to further develop , model projects wi th substantial ly di f-

i ng sampl es
s. This wo.uld
arent partici-
ate are useful

ferent types of parent participatjon be compared by f
of parents through each program on a longitudinal ba
be necessary in order to measure the direct im.pact,o
pation on parents and indi rectly on chi 1 dren. Survey
as n initial step in describing parent Involvement and related fac-.
to s, bLt they are no more than suggestiveof.the functional effects
o, parent involvement. Studies to examine such effects would need
s bstantial res.ourc,ts committed over an,extended period to tease out
meaningful , functionll relationships and impacts.

Se
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0 CHAPTER 8r
Parental Perspectives of Preschool Mainstreaming

:-,

Ann Turnbull, Jan Blacher, Judith Le-onard, & Pam Winton

Background and Purpose

Although mainstreaming and parental involvement are paramount
in the delivery of educational services to young handicapped chil-

dren, limited attention has beenidirected to parental values, needs,
and outcomes associated with.mainstreaming. The purpose of this

,compo4e4t-61 'CIREEH has 'been to systematically identify parentS'
perspectives on preschobl mainstreaming as a precursor to an analy-
sis of policy implications and development of training materials for
parents of preschool handicapped chi l dren. The accompl i shments of

the project fall into three.categories: /empirical.abd conceptual
reviews, r'esearch studies, and development of a parent handbook.

.
Empirical and Conceptual Reiiews

- The first year of the project -was primarily devoted to a com-
prehensiye review'of the Literat4re and the deKelopment of a con-
ceptual framework to guie the investigation>of parental perspec-,
tive% of, mai nstreaml ng. Five paperS (Bl acher, Leonard & Turnbul ,

in press 1acher & Turnbul 1, 1979; Turnbull & Blacher, 1980; Turn-

bul &Alacher, in press; Turnbull & Leonar(d, 1981) and three con-
ference presentations resulted from this work.

AP

Resea rch Studi es

Comprehens* Survey Of 'Mai nstre.amih in Preschool F1'rograms

-A survey of mainstreamed First Chance programs and Region IV
Head Start programs was conducted. The purposes' of this survey viere

as follows: to clarify theoreticaLand operational definitions and
goals of preschool mainstr6aming, to examine teacher attitudes
toward mainstreaming, teacher preparation for mainstreaming, parent
irkblyernent, nature occurricul um and .architectural design, and ad-
ministrative arrangementS in mainstreamed preschools.

,p Subjects. Project directors and teacher% in 22 mainstreamed
..First'Chance- claSsrooms and 110 Region IV Head Start progiams parti-
-cipatethin the survey.



Instruments. .Jwo assessment instruments were developed for 4)

$tudy (Turnbull, Blacher & Leonard, 1978(a); Turnbull, Blacher
& Leonard, 1978(b)). One questionnaire focused on administrative'
arrangements and was filled out by project directors. The second
questionnaire focused on classroom implementation of mainstreaming

and was completed by teachers.

Results. Findings indicated high levels of similarity between
the two models on mainstreaming implementation. Although high
1eve1s.of agreement were reported orithe general goals,for preschool
'mainstreaming (e.g., handicapped children learn socialization and

language skills from-nonhandicapped children; noohandicapped
children learn to develop sensitivity toward individual
differences), teachers in both models repurted uncertaintFin regard
to whether parents of handicapped and nonhandicapped children
believe that mainstreaming settings are most appropriate for their

children. These findings have been reported in three...papers

(Blacher & Turnbull, in press (a); Blacher & Turnbull, in press (b),
Turnbuq & Blacher, 1979) and.in one conference presentation.

Two-Phase Interview Study çf Mothers of Preschool Handicapped
-ChiTdren

The purpose of this descriptive study was to assess parents',,
perspectives on preschool services, mainstreamed and specialize'. A

two-phase interview strategy, drawn from the ethnographic tradition.,
was employed in gathering data.

Subjects. Thirty-one mothers off mildly or moderatety handi-
capped chi dren, 14of whom had handicapped children enrolled in
specialized.prekhools and 17 of whom had handicapped children en-
rolled in mainstreamed preschools, participated in this stOdy.

4

Lnstruments. Outing Phase I of the study a focused interview
was conducted with mothers regarding the factors which influenced
their choiCes of preschools, their evaltiat'fon (benefits and draw-
backs) of their child's current preschool andstheir attitudes -

'towards mainstreaming. This qualitative information was coded-and

.quantified: A questionnaire, based upon the information which
emet?.ged during the focused ineeryiew, and information from anofher
TIREEH study on parent invOlvement (Wiegerink & Posante-toro, 1979),
was developed and administered to'parents'during Phase 2 of this

- study (Winton & Turnbull, 1981):

Results. 1. 'Parents' unC'erstanding Of the term "main-
strea7777,Even though one-half of the.parents in this sample had
ch4ldren in mainstreamed settings, parents varied tremenddoly in ,

regard to their understanding of the term 'mainstreaming:. This

77.
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suggests that professionals working with parents in decision-.making
situati ons Should not assume that all parent's are familiar with this ,

term. It also suggests that more efforts should be made to provide
parents with information on 9ainstreaming to assist them- in their

new role as an educational decision maker.

2. Parental stress'associated with the choice of mainstreaming.
TWo sources of parentaT stress were identified as being associated
with the choice of mainstreaming. One was the' presence of what par-

ents described as an adjustment period, rel ated to their children's
handicapping conditions, 'which occurred when their children were

first enrol led at their current preschools. Forty-one percent of

the parents in the mainstreamed group, as compared t none of the

parents in the specialized group, described adjustm nt *problems,
,s.dch as teachers and peers being afraid of or reje ing 'their handi-

capped children. What is most interesting about these adjustment
problems is that no parent described them as drawbacks to their

children's programs. Parents described them as problems which

were resolved over time. In fact, in some cases the adjustment to
preschool mainstreami ngwas described as being beneficial, in that
parents felt that it helped prepare their children for the "real

world." What these parents seemed to be saying was that experi-

encing the ."stress" of adjusting to a mainstreamed-setting at an-

early,age was better than Waiting until their children were older
and then "throwing them out" to what some parents described as the
"cruel wOrl d."

The second area of parental stress related to the difficult
task of finding a regular preschool witling to accept a handicapped

- child. From the perspective of parents, professionalsAeldom had
infoemation about which regular.preschools were recept-Ive to serving
handicapped children; parents basically had to locate such pre-

schools themselves. To keep this search for an approOate main-
streamed preschool from being TO stressful, it is suggested that
parents whose children are6maki ng the transition to preschool have
access to information abodt preschools in their community receptive

to handicapped children. Federal funding could be proyided to a

COMMUtii ty agency whose responsibil ity woul d be to compi 1 e and

di ssemi nate thi s information.

3: Parents' attitudes towards mainstreaming. Parents con-
sidered the major.benefits to mainstreaming to be social ones, such ,

as opportunities for interaction with normal peers and exposure to

'the "real world". The major drawbacks were in instructional

areas, such as lack of individual attention an& presence of unqual-

i fi ed teachers. This suggests the need for providing more in-

service and, preservice traini.ng for early childhood teacliers on

teaching handicapped children. In addition, efforts shoUld be made

78'



to provide more instructional assistance (aides, consultants, spe-
'dal services) to regular classrooms serving- handicapped children,
as well as training for regular teachers in how to use this assis-
tance., These findings' suggest that research on preschool mainstream-
in-4, which in the past ha,s focused aln\ost exclusively upon social

factors (Turnbul.) & Blacher-Dixon,' in press), be directed toward in-
-.,

structional aspects as well..

4. Parents' perspectives on parent involvement activities.
The major factor influencing parents' choices of preschodls was the
desire to find what was best for their children. Parents were not
primarily seeki ng special programs and traini ng for themsel vesv The
major pre,school benefit for parents was the opportunity7to have a.
break from the ful 1-time responsi bilities of educating thei r'chi 1-

dren. Parents preferred to be involved in their children's pre-
schools, but their preference was for inform'al, frequent' meetings
with teachers in order to share information,about their children,

rather than for mor:e formalized and structured activites, such as
parent training, parent groups and advisory board membership. This
information supports a model of parent involvement in which serviGes
are matched with the individual .needs of families, a dist,inction4ts
made between involvement with child and involvement with program,
and in .whiCh the definition of parent services is expanded so. that
informal types of involvement and opportunities for non-involvement
at certain times are recognized and valued by professionals.

These findings have been reported in nine journal articles
(McMi 1 1 an & Turnbul 1 , in press; Turnbull , in press (a); Turnbul , in

press (b)4; Turnbull & Turnbul 1 , i n press; Turnbul 1 , Bl acher

Winton, in press; Turnbull & Winton, in press; Winton, in press;
Winton & Turnbull, 1981) and V conference presentations.

Sociotnetric Study of Parent 'Interactions in Mainstreamed
Preschools

The major question addressed in this telephone ihterview study
was as follows: "Are parents of handicapped and non-handicpped
children 'mainttreamed' in parental involvement activities assOci-
ated with preschool programs?"

k Subjects. Mothers of handicappec(n = 7) and non-handicapped
(n = Fleschoolers whose children were enrolled in one of. five
mainstreamed classrooms participated in this study.

A

Instruments. A sociometric instrument was developed to assess
interaction between these two groups of parentsin the mainStreamed
setti ngs.
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Results. The major finding of this study was that mothers of f

handicapped children interact both with mothers of handicapped and
,non-handicapped children, but mothers of non-handicapped chi ldFen .

choose almost exclusively mothers of other non-handicapped children
with whom to' interact. An additional finding was that it is.ex-
tremely difficult to obtain consent from program directors and
parents to conduct research oh parent-parent interaction.

These findings are reported in one journal article (Blacher &
Turnbul 1 , in press).

Comprehensive Survey of Parents of Handicapped 'and Non-handicaRped
Preschoolers

N.

The Major purpose of thi s telephone Survey nton & Turnbul 1 ,

was to identify the informational needs and persAectives on main-
streaming of parents of'handicapped and non-handicapped children in
mainstreamed, publ ic,school kinderg4rten classrooms.

Subjects. Mothers (n = 50) of Mildly/moderately handicapped
children with a vae)pty of handicapping conditions who were enrolled
In mainstrealiied kindergarten classrooms and mothers (n = 50)i,of non-
h,.andicapped children, matched according to classroom, participated
in this study. The mothers represented a variety of social; eco-
nomic and ethnic backgrounds.

Instruments. Telephone interviews Were' conducted with parents
using a questionnaire which had been mailed to the participants
prior to the interview. The questionnaire was a modification of one
,developed and Used in -the previous study-of parents' perspectives of
preschool programs (Wi nton & Turnbull, 1981). ,

Results. I . Informational needs. Of t'he pprents interviewed,
85% wanted -wire information about mainstreaming. The argest
nutter bf parents (73%) preferred printed materials as the source of
additional informatidn; aS compared to TV (selected by
17%) or'PTA meetings Olecte'd by 8%).

/7 .

2. Attitudes towards mainstreaming. Parents iR both groups
perceived, tlie greatest drawbacks to mainstreaming as being instruct-
tional ip naturesand as negatively affecting handicapped children.
They felt that in "mainstreamin"g teachers are unqualified to deal
with the needs of handicapped,children and that tlie handicapped
children do .not receive the special help and attention they need
when _in mainstreamed classrooms: Parents in-the two groups differed
in terms df their perception of the greatest benefits of main- ,

streaming. Parents of non-handicapped chiLdren felt that main-
streaming helps;non-handicapped children learn about differences in
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the wai e grovoend develop. Parents of handlcapped children
.

felt. thaj.instieaming prepares handicapped children for the real

world. jese findings suggest that parents of non-ftandicapped
children view mainstreaming as a positive rather. ttian negative eXpe-

. Hence for their children. This information supports the resultsof
the two phased Interview Study of Parents-of Handicapped pre- , ...

schoolers (Winton & Turnbul I) that the drawbacks to preschooT main-

stre th404re instructional . in nature and _that the benefits, are

soda

TwdifOurnal art icl es' rep6rti ng these fi ndings a Oe in

preparatIon.

DevelCOnent of Parent Handbook

T ,ssages were clear;:ps a resuft of our study of parents'

4,perspe 441A on preschool mainstreaming. One was that finding ap-

-prop(i Opreschools. for young handicapped chi ldren an be a di f-
ijstrating:'and time-consuming task for patentS. In most

Commuiis there' is$ no one person or place where parents can find
out about what programs are available and which children are elig-
ible for which programs: The second message was that each fa-mily
approaches this task in a unique' and individual way. The idea of a

source boOk which would serve as a decision=making guide for parents
developed out of this,researIch. The tpook 'draws together material

from a Variety df' ources inCluding information on laws, and policies
affecting handicapped children, research on prescAbol programs,
guidelines and suggestions for educational decision-making and anec-
dotal accounts from parents of young handicapped chtldren who have
been through the decision Taking process thenselves. The purpose of

thi s book i s to aSsi st parents i n maki ng the best match ..between

thei r needs an&the' pre,schools i n thei r community .

Nine out df the proposed 15 -6'apters have been. completed,in

'draft form. A phased development.and field testing of the handbook:

(see Tabl e 8-1)41s being, conducted. Phases I and II Save been com-
pleted.' Contract negotiations with Universjty Park Press, have been

complete4 they wA.,11 publish and.market the book. ,

Discussion and Recommendations . 1

"

. When this Project began, the' ireaof preschool mainstreamtng
was rel atiVely Unexpl ored. There were no major. 1 iterature revie05-
to guide research efforts; and in fact, -no agreed upon definitthn as

to what mainstreaming -was. While thei-e were individual research;
studies on preschool mainstreaming whi ch primarily ,focused on mea-
sures of child outcome, there was virtually no research on parents',

perspectives on preschool mainstreaming. 6e of the major purposes

f
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Table 8-1

Phased Field Testing Plan for Parent Handbook

I. Exploratory Studies

(conducted prior to
development)

II. Process Studies

,(condutted early
in development)

III. Product Studies

(conducted after
first,stages of

, development)

A. Interviews with
parents and'sub-
sequent needs
analyses

A.

B. Literature reViews
on preschool main-
streaming and
parent involve-
ment

C. Empirical studies
of parents' pre-
school programming
for handicapped
children

A. Need.for the
handbook/guide
established

B. Fonmat established

C. Detailed outline
of contepts of
boo reviewed by a
group of parents,
teachers, trainers,
and researchers

D. Revision of outline

A: Review by parents
and professionals
of a draft of the
book using stan-
dardiied question-
naire and tele-,

phone interview
to assess its
style, content, .

utility,'and
social fairness
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of this project was to gather information on how the,choice of main-
streaming at the preschool level affects the famdly system and how
this choice is made within the tontext of the neighbolhood and.the
community.

What have we Learneefrom our research? From the perspectives
of parents,,the choice of mainstreaming at the preschool level is
based upon a delicate balancing of priorities, needs, values and ex-
periences.. In a sense, parents who choose mainstreaming hal'e
accepted the "normalization princfPle;" that is, they believe that
exposure to the "real world" and interaction with normal peers at an
early age will enhance their child's ability to,function in normal
settings as the child gets older. Even the stressful adjustment
periods experienced by'some handicapped children in mainstreamed
preschools were viewed by some Orents as being beneficial in hard-
ening their child for the real but "cruel world." The question for
parents seems to be whether their childrA can get this exposure
in the neighborhood or elsewhere, or whether the preschool is the
best setting for this opportunitygiven the instructional disad-
vantages of mainstreamed settings perceived by parents4

The question which has not been answered by research and which
needs to be addresspd by further studies is "are parents correct in
their assumptions?" Does early exposure to mainstreaming enhance a
handicapped child's ability to*funttion in the 'real world?' Does .

undergoing an adjustment *period at the preschool level affect the
rate; type or quality of adjustment periods in later mainstreamed
settings?

In addition, research studies are needed whi-ch examine the con-
ditions within mainstreamed settings which optimize the mainstremi-
ing process. Why do some children undergo an ddjustment period in
mainstreamed preschool and others do not? Is this related to cer-
tain child characteristics?, teacher variables?, o character-
fstics of peers? Why do,some parents go through an adjustment per-
iod and others do not? How'is the rate and type of parent-parent
interaction in mainstreamed settings affected by.famil3,, child and
teacher characteristics?

Our research clearly indicated.that parents of yopng
capped children need and want more informatjon on mainstreaming. Not
only do they need information about the definition, rationale, and
possible outcomes associated with.mainstreaming, but they alqo need
specific assistance in how to Aocate appropriate mainstreamed pre-
schaols in their communities. Because laws mandatingfteschool
education for handicapped childrem vary from state to state and pre-
school for non-hahdicapped children is not mandated, parents who
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want to choose mainstreaming klr their child usually face te dif-
ficult task of trying to locate pr6ate preschools willing to accept
handicapped children.

The purpose of the p,irent handbook being developed as part of
this project is to provide parents with information and strategies
to assist them in their decision-making role at the preschool level',
however, larger scale efforts are needed to stimulate the dissemina-
tion of information to parents. For instance, a certain percentage
of research funds could be earmarked for dissemination as a /way of
promoting this activity. Federal funds could also be provided to a
community agency whoSe responsibility would be to compile informa-
tion on area preschools and distribute it to various parent organ-
izations, early intervention programs, hospital clinics and other
professionals having contact with families of handitapped pre-
schoolers.

Information from this study which indicates that parents value
competent and sensitive professionals being involved with their
children's education so that they can have a break from these-re-
sponsibirities for a part of the day and that they prefer involve-
,that is informal but permits frequent Contacts with their children's
teachers, has significance for those directing policy, and planning
programs. Professionals often operate on the pretise
that they are acting in the best Interest of the child in encourag-
ing parents to be actively involved in the child's program. In mak-

ing this assumption, professionals have overlooked the very legiti-
mate need which some parents have not to be formially involved at
times. In addition, professionalsFten fail to make the distinc-
tion between parental involvement with child, and parental involve-
ment with program. The fact that parents tndicated theii favorite
type of activity to be freequent but informal contacts with teach-
ers, and reported this opportunity-as being one of the major bene-
fits of their children's preschools suggests a strong commitment to
their children. Yet this activity is not one which has been empha-
sized in the literature on parent involvement. Professionals empha-
size the importance of plannidg for'individual differences and de-
velopmental change in programs for Children. How may programs for
parents reflect the sane concern? Too often professionals assume
that "good parents" will become involved with whatever parent activ-
ities are offef.ed, regarbless of the parents.' needs or desires for

such services.

It is suggested as a result of our research that parent in.-
volvement models are needed which take into accountthe diverse
needs and perspectives of parents. Such a model might provide, at
the minimum, the following graduated (less-to-more) involvement

options:



1.

a. Allow some parents not to be involved with a school program
if they-so choose. If patients have a right to refuse
medical treatment, parents of handicapped children shbuld
have the right to decline to be education decision makers.
Perhaps taking on the responsibility of educational deci-
.sion making,will be-the greatest service the program can
provide in helping some parents establisWequilibrium be-
tween the stresses posed by adapting to the handicapping
condition and their optimum coping skills.

b. Provide still other parents an opportunity to be informed
of goals and objectives, acc9rding to the decisions made by
professionals.

c. Provide full and equal decision-making opportunities for
. parents who choose to participate at this level.

Such a model should recognize the evolving'needs Of parentsoand
allow for flexibility in meeting these needs. Various, strategies

should be available to help the family address thei priority con-

cerns in learning to integrate their handicapped chiNd successfully
into the family. In essence, educational policy first should recog-
nize, and ne.xt create,a range of options and choices for parents.
It is an overly rigid olicy--one that parents of handicapped chil-
dren do not support uniformly--that does not respect their individ-

uality and diverse capabilities.

(CIREEH products, cited in this section, are refeenced in the
Products List in Chapter 13.)
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'CHAPTER 9,

Child Assessment Project

Rune 'J. Simeonsson

0 ,

Background and Purpose

When handicapped infants and young childreR lack meaningful
communication skills, function at very basic levels, and are charac-
terized by atypical, bizarre and/or.pathological behaviors,wvalid
assessment seems difficult if not impowible. IR addition to limi-

tations attributable to the child, assessment problems of special .

relevance to handicapped youngsterSealso include: .a)'definitional
issues; b) limitations of instruments; c) Iimitations'.of examiners;
and d) limitations of.analysis (SimeonssoR, Huntington, & Parse, .

1980). Attempts to deal with the problems of assessing.handicapped
infants in the past have often relied on the adaptation or modifica-
tion of standard intellectual, or deJelopmen'tal scales.' In the

search for improved assessment procedures, it may be productive to
consider additional strategies and domains, ones which may reflect
the'behavior and development of the handicapped youngster. Con-
siderations of potential relevance to this end are al a multivariate
focus, b) capitalizing on clinical judgemeRt,.and c) dOcumentatjon
df behavior patterns and characteristics, particularly in the
social/affective domain (Simeonsson, Huntington, .81 Parse, 1980).

In short, to improve assessment in early development there is a
need noti-only to increase the number '0f meagures-but also to focus
on variables such as behavior and temperament sensitiva, to develop-

ment of handicapped infants. There is also a Tieed to effectively
utilize assessment information fr9m parents arid others with direct

and continuous experience with such infants. Finally, 'it is impor,.

tant to recognize the value of documenting the "natural history" of

handicapping conditions (Rogers, 1971) throUgh repeated asseSsments
at intervals.of development. 'The use of multip)e variables.will ex-

pand the base of assessment and should reveal relationships among
domains of development thereby indicating combinations of variables
most effective in accounting for outcome.

Methods

Sub:jects. The subjects in this ondoing s were in interven-
tion programs across the country serving handicapped chil'dren from

0-6 years,of age. The overall group includes more than 360 chil-
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dren. However, availabiljty-of data varied for specific measures.
Table 9-1 presents inforfiation on chronological and developmental .

age by handicapping conditions. The total number of handicaps re-
ported for 360 children was 623, with a mean of 1.88 per child. Two
hundred and fifteen (58%) of the children had more than one handi-
cap. Severity level of the handicaps ranged from mild to profound,
'with 47% of the handicaps'reported as severe or profound and 53% as
mild or moderate.

Instruments: 1. The Carolina Record of Individual Behavior
(CRIB). The CRIB is an experimental instrument developed in this
project. The first part of the CRIB, designed to document the
child's level of Arousal, ehumerates nine state levels derived from
the literature (Ashton, 1973; Korner, 1972; Brazelton, 1973) rangin.g
frbm deep sleep to uncontrolled agitation.

On the basis of systematic observation, state level of the child
is scored in three ways: a) initially, at the beginning of the ob- ,

servation; b) the Oedominant activity 16e1 throughout the observa-
tion; and, c) all states observed Ihroughbpt the observation.

The second part of the C'RIB consisttof three wtions (A, B, &
C) differentiated on the bases of behavioral domains The CRIB can
be scored "in the context of an evaluation session/and/or a period of
kystematic observation in which the child has opportunity toodisplay
a range of'behaviors.

-

Section A measures eight different behaviors, each rated on a
nine-point scale. The nine-item range 406.designed to be develop-
mental in nature wit4, 1 reflecting the most basic level and 9 the
most advanced. Each ofthe nine items is behaviorally descrfEed in
order to facilitate accurate scoring.

Section B also measuus eight behaviors on a 9-point scale. The
difference, however,_ is that theAtemakare developed_sothat_items_l___ -----
and 9 reflect polar opposites'and 5 is the optimal value. Again,
each of the nine items is behaviorally indexed.

Section IC is comprised of elements from four domains: sound
production, rhythmic habit patterns, affect, and exploratory behav,
ior. The degree to which the child exhibits behaflors in each of
these ar'eas during the assessment/observation interval is rated. The
characteristics are rated from 0 (not at all) to 4 (much of the
time).

When scoring the CRIB is complete, scores or Sections A and B
can be presented in a profile form to provide a graphic portrayal of
the child's behavioral characteristics.
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Table 9-1

Chronological.and Developmental Ages
?

.

Chronological Age

N M

Tot. Sample 360 35.6

Ment. Retard. 49 35.4,

Aud. Impair. 29 38.3

Ortho. Imp. 14 50.6

Down Synd. 58 29-.4

-v 2+23h8
icappe0

Developmental Age

Range "sb N M Range SO

3-89 16.0 155 .14.94 1-60 12.02

6-70 16.1 20 12.11 3-29 6.8

13-61 10.5

10-65 18.1 7 15%4 8-27 7.1

3-75 17.7 28 15.0 3-42 10.2

-10-89 -1-5. 2 95- --I-574
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2. Toddler Temperament Scale. The primary temperament measure

used was the Toddler Temperament Scale developed by Fullard,
McDevitt and Cafey (1978). The scale consists of 97 statements to
which the respondent replies on a.1-6 scale of almost never to

almost always. The items yield scores in nine temperament cate-
'gories that are usled to derive the zlinical diagnos.es of easy, dif-

ficult, slow to warm up, and intermediate high and low.

ReLlts

The Child Assessment Project has been an ongoing research ef-
fort collecting and analyzing.developmental and behavioral measures
of handicapped infants 4nd children. The first objective was to

evaluate the utility of current instruments/approaches to assess the
progress of handicapped children. Research addressing this objec-

tive has focused on documenting the applicability of alternate be-
havioral and developmental measures to enhance assessment options in

early identification/intervention efforts. The two measures of
primary.interest in this regard were the Carolina Record of Indi-
vidual Behavior (CRIB), developed in this project, and the Toddler
Temperament Scales (TTS) (Fullard et al., 1978). Note that values
for the Al subscale of the CRIB are not presented, since that scale

was significantly altered after data collection was'inittated.

(a) Research on the applicability of the CRIB tiy handicaved
infants and children. Drawing on data from more than'360 handicapped
children, CRIB A & B subscale scores were examined as a function of

primary handicapping conditions. From a conceptual standpoint, the

validity of the CRIB was also examined to determine the extent to
which the designatiOn of scales as developmental (Section.A) and be-
havioral (Section B) would be supported by correlational and factor-

analysis evidence.

--.Dettrigive- §tatisticgof-sUb-grbup-8- Vlan-diappiTig-ccindition-s
are summarized in Table 9-2. Values for the A subscales from ttie
subgroups revealed lower mean scores for children who were mentally

Nr retarded or who had more than one handicapping condition, whereas
somewhat higher mcan scores were found fqr cOldren with auditory or
orthopedic impairments or Down syndrome. GrO4er variability of
scores was evident in the mentally retarded, anOultihandicapped
groups than in the other subgroups.

A review of Table 9-2 reveals that chijdren with mental'
retardation and,two or nufre handicapping conditions also had more
discrepant CRIB B suOscale scores than the other three identified

subgroups.
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Table 9-2

Summary'5tatistics for CRIB A and B Subscales

4

Total Mentally Auditory Ortho. .. Down Multihand-

Sample Retarded ImpairmentImpairment Syndrome icapped

CRIB A Subscales

N= N = V= N =.

312-361 34-48 28-29 13-14
N= N =
45-61 '193-212

M , SD M SD M SD M SD M SD ,M SD

7.2 (2.1) 6.2 (2.3) 8.3 (1.1) 7.9 (1.4) 7.8 (1.4) 7.1 (2.2)

2 5.8 (2.4) 5.3 (2.0) 7.1 (1.2) 6.5 (2.2) 6.6 (1.9) 5.5 (2.5)

4 4.8 4.1 (2.4) 5.9 5.5 (1.7) 5.1 (2.1) 4.8 (2.4)

5 5.5 (2.5 5.1 (2.2) 7.2 .8) 6.9 (2.1) 5.3 (1.9) 5.5 (2:6)

6 6.2 (2.5 5.5 (2.4) 7.5 1.5) 8.1 (1.8) 6.4 (2.2) 6.1 (2.6)

7 6.4 (2.3) 5.6 (2.1) 8.1 (.1.0) 77 (1.3) 6.8 (1.6) 6.3 (2.5)

.8 5.0 (2.1) 4.4 (2.0) 6.6 (1.7) 5.3 (1.8) 5.4 (1.7) 4.9 (2.3)

CRIB B Subses

N=
350-364

N=
45-48

N=
28-29

I.

N =
12-14

N =
57-61

N'=
209-215

M SD M 'SD. M SD M U M SD' M SD

1 4.0 (1.1) 3.8 (1.0) 4.2 (1.1) 4.5 (040 , 4.4 (0.8) 3.9 (1.1)

2 4.0 (1.0) 4.0 (0.9) 4.5 (0.8) 4.6 (OZ) 4.4 :(0.7) 3.9 (1.1)

4 3.1 (1.2) 2.4 (1.3) 3.9 (1.0) 4.3 3,7 (0.9) 3.4

5 3.7 (1.1) 3.5 (1.0) 4.3 (0.8) 4.0 (0.4 3.5 (0.8) 3.0 (1.3

6 4.3 (1.0) 4.1 (1.0) 4.5 (0.9) 3.9 (1.1'` 4.0.(0.9) 3.6 (1.1

7 3.7 (1.4) 3.6 (1.3) 4.8 (0,4) 4.4 (0.4) 4..6 (0.6) 4.2 (1.0)

8 4.0 (1.1) 3.9 (1.1), 4.7 (0.5) 3.8 (1.6) A.3 '(1.0) 3.5 (1.5)

11113111%1111.==011
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'Section C of the CRIB includes 36 items on which,affective, ex-
pluratory, repetitive5 and related behaviors are scored. For this

analysis, focus was restricted,to 14 of the items dealing with re-
- petitive rhythmic habit patterns. Table 9-3 presents the percentage'
of children for whom rhythmic habit patterns (RHP) were reported by

. groups.

sing 20% as an/arbitrary criterion of-frequency, inspection of
the tble reveals that for the total group, the most frequent RHPs
obsiyd were.hand/finger sucking, foot kicking, arphing bodyil
throwi g body back and body rocking. For specific subgroups, the

patterns and magnitude of frequent RHPs varied substantially. For
children with orthopedic impairments, some RHPs were either absent
.or reported at a very low frequency, with the exception of arching
body and throwing body back. Down syndrome children differed from
every other subgroup in that the frequency of tongue thcusting was 3
to 6 times as high. It is also interesting to note that Down syn-
drome children were the only group for whom the frequency of arching
body did not exceed 20%. Whereas hand/finger sucking and foot kick-
ing were frequent RHPs for each subgroup except children with ortho-
pedic impairments, body rocking was only above 20% for children with
mental retardation and multiple handicaps and head rollingmas only
above 20% for mentally retarded children.

Correlation matrix. Two approaches were enployed to document
the extent.to which data would wport the designation of the A sub-
scales as developmental and_the B subscales as behavioral (non7'

developmental) in nature. One approach was to examine the correla-
tion matrix of CRIB A and B subscales with chronological age and de-
velomental age estimates for the total-sample. As tndicated pre-
viously, developmental age estimates were not avdilable for all sub-

, jects included in the study; hence, correlations involving this
index are based on a restricted sample size (Table 9-4). A com-
parison of significant correlations between CRIB A subscales and
CRIB B subscales with chronological and developmental age indices
respectively is presented in Table 9-4.

An inspection of the table reveals that aevelopmental indices
of chronological and developmental age were correlated more fre-
quently and with nigher values'for CRIB A subscales than for CRIB B

t' sutiscales. While chronological age in general, showed some signifi-
cant associations with CRIB subscales, develOmental age estimates
were correlated with all A subscales and 6 out of the 8 B subscales.
The strongest associations were found between developmental age
estimates and object orientation (r = .53) and expressive and recep-
tive communication (r = .72).

Factor analy)is. A seced aparoach to examining the validity of
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.

N.

. r

9*3

p.

Percentage of Children with Rhythmic Habit Patterns

ABIT PATTERNS

TOTAL MR AUD ORTH. DOWN MH
,,

(. N = 367

Hand/finger sucking 40.9 53.1 31.0 7.1 42.6 41.1

Foot kicking 34.9 30.6 24.1 31.1 40.7

Lip biting 7.6 8.2 14.0 6.6 7.5

BodY rocking 22.1 30.6 14.0 7.1 .14.8 24.3

Pica 9.0 8.2 10.3 3.3 11.2

Head rolling 12.3 20.4 3.4 , 6.6 14.0

Head banging 7.6 8.2 6.9 1.6 9.8

Tooth grinding 16.3 16.3 13.8 7.1 8.2 19.6

Hdhr puflng 11.2 12.2 13.8 7.1 9.8 11.2

Breath holding 1.9 2.0 10.3 1.4---

Ruminating 4.6 3.4 7.5 ,

Tongue thrusting 19.6 14.3 10.3 7.1 44.3 1,5.9

Throwing body back:, 26.4 16:3 31.0 28.6 13.1 31.8

Arching kW' 27.0 29.4 24.1 28.6 13.1 32.7

.....



- Table 9-4

/)
Comparison'of CRIB A Subscales and CRIB B Subscales

on Significant Correlations with Chronological and
Developmental Age Indicies

Subscaleg

Chronological Age
(N 348-358)

Developmental Age Estimates
(N = 149-155)
r p'

.37 ,.0001

A2 .10 . .05 .41 .0001

A3 .11 .05 .2A ..001

A4 .0001

A5 .34 '.0001 .72 .0001

A6 .35 .0001 .72 .0001

A7 ,.12 .05 .53 .0001

A8 .22 .01

,,81 .16 L .01 .32

,

. .0001

'B2 .29 ,.001 '

B3 .39. .0001

B4 .14 .01 .30 , .001

,B5 .29 ,001

B6

B7 .
.22 .01

138 .14 .01

amemilamammr...MImmwali. ammialanam......n.worsamoommiso
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the CRIB in terms of the designation of subscales as*developmental,-

(A) anebehavioral (B) was to carry'out.a.factor analysis, of the

data.

The correlation Matrix of the iv and B variables available for

237 subjects was faCtor-analyzed by iterated principal axis methods.-
The factors and loadings of items fora four-factor solution derived
'from a-varimax rotation are.presepted in Table 9-5 showing differ-

entiation of factors on the basis of A and B subscales. The first

factor contiste0 of 3 A variables*witb primary loadings-and one with

a secondary loading. The highest primary toading (.79) was for par-

.ticipation,and the lowest (.52) was for object orientation.

.
The second, factor was composed ot three A variables, the two

communication scales and:object orientation. Thd third factor con-

sisteq of thrsg B variables,.goal alrectedness frustFation and

attention. The two variables of reactivity and reSponsiveness to
examiner loaded on the fourth factor.

(b) The applicability of temRerament measures in assessment of
handicapped childrell is demonstrated by the summarY of the'tempera-

ment scores for sugroups of,handicapping conditions,in Table 9-6.

CompariSon of handicap* childrten with a non-handicapped reference
-group of 24-36 months reveals only-ltwo values for.the handicapped
-being'greater than one standard deviation from the IlAn.

Finally, distribution ofhandicapped children according to
diagnostic clusters pro'posed by Fullard.et al. (1970:is summarized

.

in Table 9-7. The results indicate that a smaller percentage of-
handicapped children are rated as difficult,and a greater percentage
are rated,as easy when compared.with" non-handicapped peers. The

second oVerall objective tocused on the analysis of the contribution
of clinical judgzent in assessment of child status and.outcome,. One

approach to this objective examines the correspondence of.child
assessments made by individuals haviiig different e0eriences/per-
.spectives with a.handicapped child.

In a collaborative study (BlaCher-Dixon & Simeon Ion, 1981) a

comparison wis made of the assessments of 52 motherS d preschool
handicapped Children and teachers of these childrenothers and
teachers indeperidently completed the CRIB following'a,period of ob-

servatiän. This process was repeated approximate1y'6 months Tater

with 25 of the children.. Significant correlations were-found be-
tween parent and teacher for A variables with values ranging from
.27 for conSolability to .83 Tor expressive communicgtori% The as-

sociations between maternal and...teacher assessments were maintained
'at follow-up with stronger associations for 4 of the'.5 'significant

correlations (range .55, - .91). .
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Table 9-5

Factor Loadings Greater Than .40
for A and B Subscales of the CRIB (N 327)

CRIB ITEM FACTORS

-'414 1

FACTOR 1 FACTOR 2 FACTOR 3 fACTOR 4

/
Social orientation Al .592

Participation A2 .728

Endurance A4 .703

Child's communication A5 .822

4.
(expressive)

,

Child's Communication A6 .785*

(receptive)"

ObjeciOlientation A7 .520* .585*

Consolability A8

Activity Bl

Reactivity B2

. Goal directedness B3 .643

.Frustration B4 .659

Attention B5 ,.459

Responsiveness t,o B6

. caretaker' '

General tone or
tension of body

Rensiveness to,
examiner

B7

B,8

4

.597

(*Secondary loadings)

40'
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Table 9-6 -
,

Aean Telipei-ament Characteristics/Pf_Subgroups-
of Handicapped Childrevand as a Totai Group

e .

(MR=Mentally Retarded' AI=Auditory Imparied 01=Orthopedically
Impaired DS=Dowp S ndrome MH=Multi-handica ed

'SCALE ACT

GROUP N X -SD

MR 4? .3.8 0.86

AI 26 4.1 0.64

OI 14 3.5 0.56

DS 51 3.6 0.88

MH 173 3.4 0.98

Total 298 3.6 0.92

Reference 3.9 0.86.

Group 24-36 mo.

INT NEG MOOD

X SD X SD

RHYT APPR ADAPT

X SD X SD X SD

2.8 d0.81 2s8% 0.98 3.2 0.88

2.8 0.77 2.8 0.96 3.3 0.70

2.6 5).79 3.0 0.81 .8 0.80

.2.4 0.77 2.7 0.75 2.8 0.79

2.7 0.76 3.1 0.97 3-1 0.85s

2.7 0.77 2.9 - 0,94 3.1 0.84

2.8 0.77 2.9 1.04 3.0 0.79

PERS DIST LOW HRSH

X SD X SD X SD -

3.6 0.75 3.2 0.79 43* 0.80 3.9 1.01 3.8 0.88

3.9 0.62 2.9 0.61 3.3 0.74 3.7 1.01 4.4 0.84

3.8 0.74 2.7 0.63 ,3.5 0.76 3.9 0.86 3.8 1.13

3.3 0.65 2.9 0.69 3.5 0.87 3.6 1.17 3.8 0.95

/-
3.6 0.82 3.1 0.74 3.8 0.99* 3.7 1.04 3.9 1.00

3.6 0.77 3.0 0.73 3.8* 0.94 3.8 1.04 3.9 0.97

.4.1 0.82 2.9 0.65 2.8 0.75 4.2 0.73 4.4 . 0.87

*Values greater than 1 SD beyond mean of non-handicapped reference
group, (24-36 mo) (Fullard et al., 1978)
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Table 9-7

,
Distribution of Diagnostic Clusters

,

.Non-
Handicapped --.,

Di fficult Easy
1

i
Reference N=187 22 (12%). 67 (35%) 21111%) 75 (40%)

-Group .

SI ow to
Wa rm Up

Interniedi ate,
High or Low

t 1.

Handicapped N=310 22 .( 7%) 151 (49%) 36 (12%) 101 (32%)

Mental ly N=45 6 (13%) 18 (40%) 6 (13%) 15 (33%)
retarded

Auditory 14=27 2 ( 7%) 12.11,4'4%) 3 (11%) 10 (38%)
handicap CI

Orthopedic .N=14 1 ( 7%) 7 (50%) 3 (21%) 3 (21%).,

handicap

Down N=51 2 ( 4%) 28 (55%) 5 (10%) '16 (31%)
syndrome

Mul ti-. 11=173 11 (.6%) 86 (50%) . 19 (11%) 57 (33%)
handicap

*

9
t.

1
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In a recent dissertation study, Baxter (1982).compared the .

child appraisals of mothers, teachers and a fsychologist for 29 pre-
school handicapped children. Each child was appraised on the CRIB by
the three raters independently, following a joint 3 minute observa-

tion. A summary,of the correlations.of appraisals between the three
raters indicated that a significant correspondence of ratings WS
obtained across raters, although the frequency and strength of sig-
nificant correlations varied for specific comparisons.

The findings reported by Blacher-Dixon-& Simeonsson (1981) and
by Baxter (198g) provide'support for the'premise of correspondence
in the clinical insights and judgments of individuals with,different
experiences/perspectives on the handicapped child. The third over-

all objecttve sought to ident.ify,the contri4utionof these alternate
behavioral and developmental data=p predic ors of oUtcome statOs.
The outcane status of 290 of the children wa obtained and is sum-

marized in Table 9-8. Two kinds of analyse were carried out to
evaluate the predictive utility of the CRIB and.the temperament mea-
sures. For children still in the original rograms a qualitative

index of progress was defined by staff as ore.than expected, ex-

pected or lets than expected. Discriminant factor analyses were car-
ried out for several combinations of CRIB and temperament variables
using these as qualitative outcome criteria. Table 9-9 Rrovides a
summary of the accuracy of outcome classification at a function of
specific discriMinant models. Examination of the models reveals
that the use of the CRIB.A and B variables or the combination of
/RIB B variables with temperament variables as predictors result in
the highest accuracy of classification of the calibration data. Tbe

accuracy of classification varies as a function of the prediction
variable combination. The best classification is obtained With ttie

combination of temperament data with the CRIB B subscales. These

analyses provide support for the importance of multivariate docu-
mentation of child status.

In a second analySis of children no longer in the original prO-
grams,,outcome status was coded in an ordinal fashion along the
lines proposed by Deno (1973), from most rettrictive to least re-
strictive placements Collapsing across p;.eschool and school age pop-
ulations (private & public setttngs). Discriminant factor analyses
of these data Were similarTY carried oufusing a combination of CRIB
and temperament variables as predictorsoof outcome status. Table

9t10 provides a summary of the accuracy of outcome classification as
a function of specific discriminant..models. Examination of the

models reveals that CRIB A and B variables in combination cdntribute
to a more accurate classification of calibration data than the can-

bination of either subscale with temperament data.
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Table 9-8

Child Assessment Project: Follow-Up Survey

STEL IN PROGRAM: 93 children

Less than ex- Expected *More than ex-
pected progress: 24 progress: 42 pected progress: 27

NO LONGER IN PRWAM: 19,7 children

Other Pre hools: ,

Pres, ool/Day care for-handicapped children: 30
Presthool/Day care for non-handicapped childreh: 9

Kindergarten for non-handicapped: .5
/

Public School: .

Regular class without resource services: 8

Regular class with resource services: 9

Part-time special .dlass: \ 10

Full-time special class: ,d s'15

Sp_ecial scbooll_ 16

,

Non-Publi,c School:
,

(Private/Parochial)
Regular class without resource services: 2

Regular class with resource services: 0

Part-time special class: 1

Full-time spedial class: t 1

Special school: 0

Home:
Home bound wip resource services: 3

Home bound without resource services: 2

Residential:
Regular hospital (temporary): 1

Speciality hospital (temporary): 0

Institution (permanent): 5

Deceased: 5

Whereabouts unknown: 15
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Tabld 99

Selected Discr inant Function Analysis MOdel.s Using Prior

'Child Measures a Predictors of Oufcome Status as of Spring 1982

for ChildrentoiStill in rhtervention Program

(Percentage 'values in diagonal indicate,.

correctly classified subjects)

Predictors: CRIB A & B

N=127*

Into: More Expected Less

Fran: More

Expected

Less

Into:

From: More

EXpected

Less

15)

55.56

More

CRIB A & Temp

N=113

Ex ected" Less

CRIB B & Temp

N=118*

'More Expected Less

1

24

95.00

45

83.33

12

50.00

.

32

62.75

1

5S.26

32

82.05

* SampLe sizes vary due
to tncomplete data
across subjects.
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Table 9-10

Di scriminant Function ,Analysis Models Using Prior'Child
Measures as Predictors of School Placement in Spring 1982'
tor Children No Longer iA Intervention Programs

PREDICTORS.: CRIB A & TEMP
N=134

FROM:
24

60.0

32 -
50.8

.

. 5
71.4

71.4

e
52.9

CRIB A & B
N4146

36
83.7

52
77.61

,
,

7.
87.5

10
100.

17
94.4

CRIB B & TEMP
N=134

3
42:9

5

71.4

7
38-.9
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Discussion and Implications

The findings presented in this report and elsewhere provide
support for the applicatioq br Measures of behavior and temperament
with young handicapped chi)dren as a means to expand the documenta-

tion of child characteristics. The.results have indicated that mea-
sures-of behavioral temperament are sensitive to the functioning of
handicapped infants and preschoolers and that assessment in these.

.
areas complements the information derived from more traditional

measures of developmental maturity. Furthermore, the combihation

of behavior and twerament measures in multivariate approaches has
been found to have potential to predict a clinical index of pre-
gress, as wel) as placement level in terms of degree of restric-

tion.

,

Implications for further work will proceed in at least two
directions', the first involving additional analyses of the data to
specify with greater precision,. which.variables are in fact most
effective in documenting child statufand which contribute Most to

predfction of progress. In this regard it is anticipated that some
.additional data will still be submitted to the project by partici-
pating.programs, and that additional analyses will be explored be--

yond the duration of the existing funding period. The analyses re-\

ported in the 'tables and in this report, revealing the differ,ential

contribution of.CRIB A and B variables and temperament measuees'as a
function of the criterion variable (i.e., outcome status; placement
level) suggest that a more precise identification .of the predictive

Utility of individual vártables may be feasible and geful. Addi-

tional analyses focusing on the spedification of behavior and tem-

pehment characteristics as d function of unique diagnostic and/or

demographiC variables is also an area of potential consideration.

The second direction for future efforts lies in2extension of

research activities, and findings. In this regard everal efforts

already are implemented and others are being planned. The fact that

. problems associated with the valid assessment of youn9 handicapped
infants find a parallel with profoundly retarded adolescents and
adults has led to the initiation of a study to examine the appii-.
cability of the CRLB with a residential population characterized as
functiOping at andhyerbal, nonambulatory level. Ratings of behavior
using the CRIB have been made initially and, ona second.occasion, a
month later, to test for stability of behavior. Follow-up assess-

mehts wi.11- be ,made--at--5-months-a7nd-one-a_yeaafter_ the i
servation.. Results of this study should contribute'information
about the nature of the CRIB as an instrument to assess the func-

tioning of these populations.,

4

In a related effort proposed with this population, a grant has
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been approvd by the Department of Human Resources of the State Of
North Carolina to.investigate the utility of Goal Attainment Scaling
(G.A.S.) as a,client program planning and evaluation procedure. The
potential value of the G.A.S. procedure in intervention.efforts with
handicapped popujations has been elaborated as one facet of 'the re-
search activities in the institute (Simeonsson, Huntington & Short,
1982). Systematic trial of its utility will be initiated in the fall
of 1982.

As new research initiatives are explored/it s anticipated
that issues-and findings of the current proje t will be formulated
into research problems. One of theie will likely focus on the con-
tribution of family and environmental loriables to document outtome
of the handicapped childtand of the family provided intervention.
Efforts similar to the current'research, which has demonstrated the
contribution of behavior measures to child assessment, should-be
directed toward the identification o'f valid measures of the child's
family and immediate environment. A related 2ctivity based on the
above is the prescriptive use of child, family and environment mea-
sures to enhance intervention effectiveness. The multivariate
strategies followed in the current research'prolect seem applicable
to such efforts.
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CHAPTER 10.

Curriculum Development and Related'Research

for Moderately/Severely/Multiply Handicapped Infants
0

Ken G. Jens and Nancy M. Johnson

ob
Background and Purpose

One major tklrust within,the Carolina Institute for Research on
Early Education for the Handicapped has been the development of a.

set of curricular materials for use with moderately/severely/multi-
ply handicapped infants and toddlers. While a fairly-large number

curricula al-e available for use With normally developing infants,
'Vnterventionists have continued to find it difficult to find mater-

ials for youngsters who are significantly handicapped and o pre-

sent very atypical patterns of development.

The goals of the CO.riculum. Development Project have been.to:
(1) develop a comprehensive curriculum which is appropriate for
mildly as well as moderately/severely/N.10p1y handicapped young-
sters functioning within the birth to 24 month developmental range;
(2) provide potential curriculdi users with a rationale forthe for-
mat of the curritulum and a clear statement of assumptions under-
lying the selection of curricular content; and (3) provide dafa re-

garding the.us.ability, reliability and effectiveness of the cur-

ricular materials when they are used with handicapPed-yoUngsters. -A

secondary purpose of this project has been to continue research in

two areas: first, to study child characteristics which might be

used to logically determine approprriate levels of curriculum entry
and to indicate devel,opmental growth in severely/multiply handi-

capped young children, and second, to continue research regarding

I the characteristics ,0 the youngster's environment which affect
learning and development,

Literature Reviews and Conceptual Papers

Literature reviews and conceptual papers on a variety of topics
relative to curriculum development have been disseminated as a func-

tion of this project. These reviews and conceptual papers have re,
lated primarily to 1) the characteristfcs of extant materials and
the needs of caregivers, 2) analyses of issues regarding the-devel-

opment of curricular materials for young hanaicapped children arid

discussions of models to be used when developing them, 3) assessment

problems.related to curr4culum development and intervention with
f
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severely/multiply handiCapped young children and 4) impacting upon
service providers and peronnel ,preparation programs:

Characteristics of Extant,Materials and the Needs of Caregivers

, At the time that DIREEH was begun there was considerible demand
for curricula which were appropriate for use with handicapped in-
fants and toddlers but,to that time there had been relatively few
efforts to produce such materials. Jens, Johnson, Gallagher and
AnderSbn (1977) surveyed curricular materials in use throughout the
country in programs for young handicapped children and found that
the materials available varied greatly in characteristics as well as
the logical or theoretical bases for their development. At that
time there were few curricula that would have been considered suf-,
ficient in terms of the information and suggestions offered to care-
takers, especially as ihey were concerned with youngsters function-
ing below ohe year of dge developmentally. While curricuttim users

indicated a need for more and better developed program materials,
they also appeared to be umaking de,with materials available, per-
haps realizing that service needs are immediate,Arrespective of'the

perceived adequacy of materials available.

That paper concluded that there appeared to be little consensus
'with regard to whaveledents of a curriculum are most important; in
that areas of emphasis vary greatly from one curriculum to another,

bping programs for ha apped infantsl.a greater problem stemmed
that wtritethere- are nrVany materials avail-able -for-use devel-

from the lack of awareness oravailable tthrticula which were avail-
able to caregivers ,and, finally, that many curricula being rovided

were'found lacking c-onceptually. . .

Jens, Johnson, Gallagher and O'Donnell (1977) followed up on
the previous paper with, one that identified problems and offered
suggestions regarding curriculum development for severely handi-
capped infants and toddlers. This paper pointed out that obstacles
to curriculum development have been both practical and theoretical
and that they were related to the diversity of characteristics pre-
sented by severely handicapped infants as well as our understanding
of the nature of learning during the,developmental years. The paper

provided a rationale for future curriculum development efforts, and
listed characteristics desirable of curricula for handicapped in-
fants and toddlers.

Bailey, Jens and Johnson (in press) recently1 completed nother
review of curricula'for handicapped infants. It was noted in this

review that a number of changes have apparently occurred over the
past fiye years in that the materials available now have substan-
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tially more items available for working with children fuhctoning ,

between the birth and one year leVel. Comparisons of moSt widely, /,
used curqeicula were provided'on the basis of ;heir theoretical deri-/-

vations, philosophicil bases for intervention and the organization _

of content material.
.

-

Issues'Regarding the Development'-of Materials and Models,fOr

Developing Them

A number of papers have been provided which identified issues
needing to be dealt with by curriculum developers and'program plan-

ners and also suggesting ffiodels for the developlOt ofs-curricular

packages. A general statement regarding the state of the art of
curriculum developers concerned with providing Materials fof young

handicapped children was provided by Jens (1979) in a pape'rerpt
Developing Empirically Based Curricula for Severely Handicapp
Infants and To.ddlers, which was presented at the 87th annual eting

of the Ame'rican Psychological Association. Jens, Johnson, GaAlagher

and Arderson (1980) provided a working model for deVelopment of cur-

ricular materials for young handicapped children and suggested that

such materials should (1) be developed on the basis of a normal de-

velopmental model with modifications for specific handicaps built

in, (2) be validated to the.greatest extent possibte, (3) provide

specific suggestions for facilitating interaction and learningin
conjunction with curricular items provided, (4) be desigied so that

they can be implementea reliably by a wide range of professipnal and'

nonprofessional persons in a wide variety of settings and (5") in-

clude built-in stretegies for data collection and decision making so

as to maximize theThotential for their appropriate usage.

Several years later Johnson and JensWn pressj,Pointed out

that the idea of providing educational programs for infants, and,'

especially for handicapped infants, is still relatiVely new. While

'the federal government has supported numerous demonstration programs

through-the HCEEP program network, these piaograms and most others

have been aimed at providing services to preschool children between

the ages of three and five years. As we have gathered increasing
information regarding,,the developmental pliability of infants, in-

rr _

structional pro its for them have gradually increased.in ber.

As this has occud, the demand forteaching materials ha lso in-

creased. ,This paper provided an in-depth dikussion of severi3l ,

theoretical bases for the selection of curricular content and the

consequences of choosing alternative models. It discussed the im-,

plications of alternative Models in terms of the selection of teach-

ing and learning strategies, the assessment strategies to be

util.ized, along with intervention and guidelines for evaluating cur-

_ jricular packages: It pointed out that the ultimate success of any

' curriculum development endeavor will be determined by the way in
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which potential users accept curricula and the effect these mater-

ials have upon the developmdritTlf handicapped-infants.

Assessmen roblems Related to Curriculum Develdpment and

Intervention ith Severely/Multiply Handicapped Children

(11

Johnso press) has pointed out that "one of the major chal-
len9es fac'ng inhlprventionists working with young handicapped chil-

drern 4's finding accurate, reliable and useful ways to describe the

developmental status? these children." This fs particularly true

as one becomes concerned.With the development of curricular mater-

.ials and the enhancement of intervention for severely/multiply-hand-
icabped young children--a population posing very unique and special

assessment, problems. Concern for the difficulty of assessing cogni-
tion/1n young. children who are severely impaired verbally and motor-
ically led Johnson, Jens, Gallagher and Anderson (1980) to begin
looking at the 'relationship between the development of positive
affect and cognition in infancy and implications this might have for

the developmental assessment of young handicapped children. .They

reviewed literature relating to foupeffective behaviors--smiling,

laughing, fear (or anxiety),.and surprise--which had been studied

fairly extensively and each of which had been theqpetically or
empfrically related to coghltion in previous studies. Procedures

capitaljzing on these affedrive response measures are reasonably
free of.motbr responS43 requirements, and.they appear to have poten-

*.tial for assessing the information processing capabilities of young

children with atypical motor development. Ideas related to the

interactive relationship between cOgnition and affect and their

utility as indices of informatibn processing in handicaped children

have been further extended by Jens and Johnson (in press) in an

article entitled, "Affective Development: A Window to Cognition 4n

Young Handicapped.Children." '

Johnson (in press) has pointed out that three basic paradigms
have been utilized.for assessing development in children under three

years ,of 4e. These are norm referenced standardized,psychological
tests, criterion referenced tests and ordinal scales of development.

She pointed out the utility and difficulties associated with each of

these paradigms and suggested that any assessment paradigm shOuld be

evaluated for the validity of its underlying assumptions and its

usefulness for particular objectives at any given time. ;Johnson

also pointed out that the basic objectives of assessment within in-

tervention settings are generally (a) the diagndsis or prediction of

future developmental status, (b) the identification of'appropriate

intervention goals and (c) the evaluation of child progress or pro-

gram effectiveness. At any point in time one, two or all three of

these objectives may be the target of assessment, and Ilefore assess-

ment procedures are chosen, the objectives specific to that assess-
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ment should be identified and each procedure evaluated critically

against those objectives.

Jens and O'Donnell (in press) have suggested that a potential
gap exists between the available information regarding development

and practitioners' willingness to use this information for decision

making4 They suggested the use of an "as if" model wherein one ap-
proaches the scientific literature on development "as if" it had in

fact 6een validated, if the information provided appears to be use-
ful for assessment and intervention purposes. This would of course

be done with cautfon in that many of the decisions made would
eventually have to be reassessed and perhaps even recognized as hav-
ing been wrong. It would, thougiu, allow persons to utilize develop-

menta information more immediately than it is currently being used,

and it .put that information and intervention efforts in the

context of constant evaluation. Above all, it Would make substan-
tially more information available to practitioners than what iS

available through the variety of packaged and standardized'formats%

It would also put considerable demands upon them in terms both of

maintaining awareness of the professional literature available to

them a(,d judging its applicability,to children with whom they work.

Impacting Upon Service Providers and Personnel Preparation Program

As one becomes involved in the development.of materials for use
in intervention programs with young severely/multiply handicapped

,children it becomes obvious that there are other variables impacting
upon these programs which also must be addressed. One of the most

important of these has to do with the development of personnel pre-

paration programs which will train personnel to,teach young severely

handicapped children and the devalopment of certification standards

to be utilized by the states in certifying teachers for this popula-

tion. Jens'et al. (1980) pointed.ouf that personnel preparation
programs ahnot exist independent of the populations with whom their

students will be trained to work, nor can these programs be ade-

quately developed without planned utilization of resources, both

within univerSities and the larger communities which they serve.
Luidelines were provided wherein colleges and universities,initiat-
ing such'training programs could logically provide evidence of 1)

need for the program, 2) adequacy of their resources to develop and

maintain the program, 3) personnel resources and reasonable scope

and quality of instructional content, 4) an understanding and delin-

eation tif program limitations and 5) a process forcontinuous pro-

gram evaluation. It was suggested that programs must project train-

ing needs on the basis f currently available data, but that these

data must reflect theèffectiveness of the program as it has oper-

ated, show its xibility to meet immediate and unplanned needs re-
garding trainingpopulation changes, and service need changes, and
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then project its plans to meet identified training and service needs

of the future.

In a related.paper Jens et -al. (1979) delineated a number of
complex questions and issues relating to the development, iMplemen-
tation and monitoring of personnel preparation programs. One of the

issues identified wa's that of certification of teaching personnel
and in-particular, the relationship betweeft the development of pro- ,

' gram content or target competencies and certification requirements.
Some of the more pertinent issues suprounding certification of per-
sonnel to work with severely/ multiply handicap"ped young children

were identified as a) the identification of competencies needed for

teaching this population, p) the identification-of program content
through which the acquisition of competencies be achieved, c) un-
covering the relationship between the child, program needs, and

_state certification requirements, and d) the need for reciprocity
between states for certification for professional teaching per-

sonnel. (?,

Problems relative to defining the severely handicapped popula-
. tion, a necessity for determining who will be included in programs,

was discussed,,as was the current status of certification of per-

sonnel working with the severely handicapped in a variety of states.
A case was then made for certification of personnel working
with severely/multiply handicapped young children and six arearef
expertise thought to be critical to teachers of this population were

presented. In addition, a model for certification was presented

which put services for all handicapped children into a matrix based

on an age/school level dimension and a'severity of handicap dimen-

./' sion.

Recommendations from this paper regarding the definition of

severely handicapped children lor school purposes, as well as the
development of certification processes, have been implemented in

several states.

Curriculum Development

*Rationale

a

Bailey, Jens and Johnson (in press) have pointed out that a riew
flurry of activity directed at curriculum development arises when.:
ever educators are charged with teaching new subject matter or edu-

tating a new population. Th-is project responded to a new impetus to :

provide educational programs far severely/multiply handicapped young
children and an associated need for curricula.r materia4.
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Procedures

The original curriculum qevelopment pnoposal called for the de-

velopment of a curriculum for moderately/siverely/multiply handi-

capped infants that was estentially an expansion and modification of

a well validated curriculum for normally developing children. It was

felt that this approach would'be advantageous in that it would

maximize the possibility of integrating banrcaplied and normal chil-

dren in preschool settings.

While the goal of providing integrated!educational services for

handicapped and normal children has been maintained, the approach to

curriculum development shifted as the authort became aware of the

problems inherent in providing sufficient mgdifications to meet the

needs of youngsters -vilith 'a variety of atypial developmental pat-

terns. Subsequent efforts focused on defining a relatively compre-

hensive list of developmental content and organizing it in such 'a

way that specific handicapping conditions could be accommodated by

adding or deleting sections without altering long-term educational

objectives and without the necetsity of generating a variety of

modifications.

Two major factors were considered in determining a strategy for

Curriculum development: 1)hcurriculum development proceeds best

from well defined tasks which are sequential in.nature, wherein one

task provides a direct building block for the next task to be accom-

plished; and 2) a curriculum that will be used with4everely/multi-
ply/handicapped children must begin with the assumption that most of

these children will never achieve "normalcy," although each must be

giyen the chance to develop his fullest potential; Thus, while

"normal" skills serve as the foundation of the curriculum, skills

are also included which give every child an opportunity to develop

an alternative route to desired adaptive goals, particularly those

related to cognition and communication. The strategy selected was

basically one of generating a comprehensive list of skills or com-

petencies normally mastered within the first two years of life,

dividing these competencies into logical sequences for learning, and

then developing additional sequences to serve as'alternative com-

munication and cognitive strategies for children with specific

sensory or t9por handicaps.
-

Since the birth to twelve month developmental period has re-

mained relatively neglected in curriculum development, since many

severely handicapped youngsters remain in the developmental period

for all of their preschool years, and because cuzsicula for this

period should serve as the foundation for intervention ilth older

infants, initial efforts were focused on this developme tal period.

Then, on the advice of the CIREEH National Advisory Comnhittee, a de-

cision was made to extend the curriculum only to the 24 onth,Oevel-
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opmental level, rather than to 36 months, as,initially proposed.
The rationale for this change was that relatively few severely hand-
icOped preschool children will develop beyond the 24 month level
and,,if they do, curricula developed for normal and high-risk pre-
school children are likely to be appropriate for use with them.

The delineation of items to be included within the curr ulum
began with a survey of existing curriculum materials for bo at--

risk and handicapped infants and toddlers (Jens, Johnson, G llagher
& Anderson, 1977). This survey provided information regard4lig the
variety of developmental items that were included in various mater-
ials, as well as widely differing formats for presenting items to
potentia) curriculum users.

Information obtained from the survey of these materials as well
as the literature gn both normal and abnormal development resulted
in the compilation of a list of developmental items which were then
screened for appropriateness and comprehensiveness by interven-
tionists on an interdisciplinary team: physical and occupational

therapists, language specialist, an educator, and a psychologist.
These were then organized into "logical teaching segue-nes," i.e.,
sequences in which each skill builds directly upon the previous
skill in the sequence. Once this was done, each item was considered
individually, and information written regarding the position in
which a child could be taught the skill inherent in each item, the
materials oecessary, the instructional procedures to be utilized,
and criterion measures to be used in determining when objectives had
been met. ItemS were also task analyzed for features which would
limit the interaction of children with physical handicaps, visual
handicaps, and those who did not develop verbal language. Special. -

instructional notes and cautions were attached to.items when appro-
priate and additional procedures were provided to facilitate in-
struction for these children as necessary.

The original birth to one-year curriculum wA developed and
field tested with 19 instructional areas. The revised birth to two-
year curriculum encompasses 24 instructional areas.

Field testing. Initial curriculum development efforts resulted
in a curriculum for use with handicapped infants and young children
functioning in the birth to one-year developmental age range. This

curriculum was distributed to some 70 programs for review and was
field tested in 23 programs throughout the United States. In addi-

tion, 400 copies were sold to programs providing intervention to
young severely handicapped children.

Data collected from field testing are being used to asgess.two
attributes of the curriculum: 1) its effectiveness in promoting
child progress, and 2) its "usability"--the extent to which it in-
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cr'eases the caretaker's understanding of and ability to plan pro-

grams for handicapped youngsters. DI addition, data were collected

to determine both procedural and scoring reliability 'when the birth

to 12 month items of.the curriculum were being used.

Information received from,both ield tester'saAd people who re-

viewed the curriculum to date indicate that they are gener'ally

pleased with the format and the content and that the curricul-um'

package did in fact fill'a substantial need. Several programs pro"-

vided regular feedback regarding the use of the curriculum,by a

variety of professionals, paraprofessionals and parents with chil-

dren having differing handicaps. All of this feedback was,con-

sidered in the rewriting of the first year curriculum and the

incorporation of curriculum items from the 12 through the.24 month

level. This resulted in substantial changes. Some instructional

areas were divided and reorganized, itens were deleted, other items

%,/ere generated, and the data coll,ection prOcedures modiTied.

One area of field testing, rel'ated to usage of the curriculum,

has provided enough data so that perceptions of interventionists re-

garding its usability can be summarized. Data from personnel in the

23 programs involved in initial field testing indicated the follow-

ing:

1. The curriculum appears to be comprehensive in covering

the significant developmental 'areas of infancy (94%

agreement);'

2. The selected curriculum sequences "make sense" as bases

for intervention (94% agreement);.".

3. It provides a good assessment of strengths and weak-

nesses (92% agreement);

4. Curriculum items are easily understood (100% agree-

ment);

5. Data collection procedures are clearly outlined (89%

agreement); and

6. There is no heed for substantial changes in the.cur-

riculum--it is brqadly applicable to children func-
tionning within the.developmental range which it covers

(90% agreemp,t).
I

Field tes.p data speaking to the effectiveness of the curriculum

in promoting child progress will be analyzed after all field testing

is completed and the data will be provided as a supplement to the

published curriculum.
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Research on Child Characteristics

The past decade has seen substantial changes in both attitudes
and procedures affecting the education and treatment of young handi-

capped children. It is now acknowledged that early intervention is
not a luxury to be afforded only when excessive funds are available
but, rather, it is a prerequisite for maximizing the development of
children born with handicapping conditions, as well as those born'

at-risk for such condition.

Despite enthusiasm On the part of program directors responsible
for implementing these new programs, they are faced with a variety
of ,very real fiscal, conceptual and procedural problems at the cur-
rent time. One of the greatest cif these conceptual and,procedural
problems has to do with how programs will assess and monitor devel-
opment in younTchildren who are handicapped to the point of not
being_able to call upon the normal motor:and verbal responses re-
quireed bithe tests traditionally used to assess'infant and toddler

cognition. Tests have' provided the criteria whereby we determine
eligibility for services, the nature of services appropriate for
gii6n children, and the effectiveness of services. We also know,.

though, that research has repeatedly indi-cated that conventional
tests of Infant behavior are less than reliable predictors of sub-
sequent behavior.

J

Several basic assumptions appear to underlie the use of
. traditional assessment instrun4ents. The first assumption is that

intellectual ability is fairly static across age levels. Research
studies investigating the relationship between infant performance at

varying ages, however, have indicated minimal correlations between
ages, suggesting that such.functioning across ages is not merely a

linear process..

Research efforts associated with the curriculum deVelopMent
project have focused on evaluating the usefulness of various mea-
sures of affective development as alternatiye (or supplementary) in-

dicators of agnitive devglopment in severely/multiply handicapped
youngsters.- A study entitled "Positive Affect in Multiply Handi-

capped Infants: Its Relationship to Developmental Age, Temperament,
Physical ,Status and Setting" (R. J. Gallagher, 1979) showed that the
development of smiling and laughter is developmentally predictable

among handicapped youngsters. The onset of both are somewhat de-
layed, relative to their appearances in normal youngsters, as would

be expected. This study also showed that developmentally older
' handicapped children can be differentiated from younger children on
the basis of the amount of wiling 'and laughter offered to differing
kinds of stimuli at different ages.
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In addition to continuing to collect data on a mall samble of
handi,upped youngsters, a pilot study of twenty normal,6 and 12
month old infants was done in an effort to determine the strength of
the "smile procedure" in identifying cognitive differences in young:
sters of the same age. In this &mall sample the total number bf,
smiles and laughs emitted by yongsters was found to be highly -cor-,
related with mentai- development as measured by the Bayley-Scales of
Infant Development (r=.95, p<0.0l) (Roer, Johnson & Jens, 1981).

Creekmore (1979) stiidied "the relationship between the develop-
ment of visual.preference and selected affective responses in normal
infants." Because visual preference Markers were being sought at
very early age levels (i.e. one, two, three and six months), signi-
ficant developmental changes in affective behavior, were not found
and thus the relationship sought within this study remained non-
significant. The study did assist in preparing for continued visual
preference'-and recognition memory studies which may be more helpful

for assessing young handicapped children.

Anderson (1980) studied positive and negative affective re-
sponses as developmental markers in moderately and severely handi-
capped infants and toddlers. This study utilized the smile/laugh
response as one independent vaflable." It also investigated utility

-of negative affect in the form of fear on the visual cliff as a de-
pendent variable. This methodology did not prove very useful for
providing developmental markers, in that 85% of the infants assessed
responded neutrally.to both the shallow and deep side of the cliff.
Only 15% of the youngsters tested sKowed differential behavioral re-
sponses which Could be used to mark the development of depth percep-
tion and the fear response. In addition, the data are complicated by
the fact that the fear response is both difficult to measure and is
associated with the onset of ambulation. Thus, this affective mea-

sup/e does not appear tote useful as an indicator of cognitive
gr(owth, per se.

Gallagher, Jens, and O'Donnell (in press) reported on the rela- .
tionship between the physical status of handicapped youngsters and
their ability to demonstrate positive affect. They pointed out
that, as physical impairment increases in severity, a corresponding
decrease is shown in the infant's ability to smile and laugh. Thus,

while smiling and laughter may be important indices of information
processing, it is also important to recognize the limitations im-
posed by physically handicapping conditions on a child's ability to
emit these responses.

A study of the social networks and family environment of
mothers of mulOply/severely handicapped infants (Sauer, 1980) was

facilitated through the curriculum development project. This study
-
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assessed individuals' intimate social networks according to their
structure and function, and family social climates as perceived by
family members within famiAies having handicapped chtldren, as.well

as families not having handicapped children. 'Results of the study

were surprising in that it was found that families with-handicapped

young children do not differ from those whose children are not.hand-
icapped in'terms of their social climate and the extensiveness
of their social networks. Their support networks did include more

professionals involved in the care of their children, however.

Assessment Instruments

While it was not the fntentio_of this project to develop any
assessment instruments per se, two were developed on the basis of
need generated during the curriculum development proiect. First,

the developmental progress chart included with the curriculum has
become popular as an .assessment tool in programs where,the cur-

riculum has been field tested and otherwise used (Johnsbn, Jens, &

Attermeier, 1982). Because of this, Mid because it is essential to
have an instrument which is easy to use in assessing developmental
behavior 6efore entering a curriculum, provisions are being made to
develop an assessment package which will stand alone, but which is

to be used with the Carolina Curriculum for Handicapped Infants.

Another assessment instrument, the physical status research
form (Aftermeier, Gallagher, and Anderson, 1979), has continued to
be used in studies being done with severely/multiply handicapped in-

fants. This instrument'represents an attempt to develop a procedure
for quantifying physical status (i.e., muscle tone) so that physical

status can be more objectively related to other developmental mea-
sures in the study of handicapped youngsters. Neither of these in-

. struments has been subjected to extensive reliablilty and validity
studies, steps that will be necessary prior to their distribution as

independent assessment measures.

Discussion and Recommendations

The curricutvm development project has produced a curriculum
for moderately/severely/Mbltiply handicapped children functioning
within the 0-24 month developmental period. The curriculv has been
enthusiastically received by interventionists across the country,
although the field test experiences suggests that intervention pro-
grams will generally be more comfortable with any curriculum when

allowed to modify it to fit their particular biases and service
model, than when required to use it strictly as written. According

to statements of users, the most unique aspect of the Carolina Cur-

riculum for Handicapped Infants is its organization inta.many in-
structional areas, providing both a better understanding of how de-
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velopment proceeds in each, and a means of assessing youngsters with

markedly atypical development.

Because of the apparent usefulness of the curriculum entry as-'

sessment and progress chart in understanding a child's unique devel-

opmental patterns', it is likely that it will be used as an indepen-
dent assessment procedure even in the absence of'adequate reliabil-

ity and validity data. Thus, it is recommended that such,data fie

collected through continued study of handicapped young Aildre'n and
a representative sample of normal children. _,/ ,

, .

A' second area Meriting particular attention is the evaluation

of the curriculum for use with severely and profoundlY handicapped

41i

older children. Many public school progr s serving children be,-.

tween 6 and 21 years of age have reques the curriculum. The :

authors have major reservations about i applicability to this

population, but have no data to support or reject such reservations.
Since the curriculum will probably be used in such settings, whether

or not.the data exist to support such use, it will be important to

provide those data.

Finally, if the field test data on the 0-12 month curriculum_

are a good indication, a six month field test period is inadequate

to allcm an evaluation of curriculum effectiveness, vis a vischilç1

progress data in severely and multiply handicapped youngsters. Yet,

most programs are unwilling to assume responsibility for longer data

collection periods. In order to more thoroughly evaluate the effe6-
tiveness of the curriculum and to understand which itastructional

areas are most amenable to intervention efforts, itii1l be neces,\

sary to follow a sample of children over at least a two year period,

perhaps using less time-consuming data tollection procedures.

Some of the research on child characteristics that was begun ill

the curriculum development project is being continued through sup-

port from other sourcgs. The study of alternative forms of assess-

ing cognition in the 4andidapped infant population is clearly
merited, since many kinds of handicaps masquerade as mental retarda-
tion in the first years of life. Research must continue in this

area, but considering the nature of the predictive problems in in- ,

fancy, it is critical that such research be supported on a

longitudinal basis.
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-':CHAPTER 11.

Project CARE

Craig T. Ramey, Joseph J. Sparling, Barbara H. Wasik
and Donna Bryant

Background and Purpose

ProjeCt CARE was designed specifically to compare cehter-based
and home-based early intervention programs as well as to examine the

processes of development that might be affected in both mothers and

children who were inv,olved in the programs. Children entered the

study as infants and have been 'followed through the age 'of two. As

of June 1982, the youngest child was 27 months old and the oldest

child had lust turned 4 years gld. This first section will describe

the rationale for conducting such, a longitudinal study.

'FromNthemid,1960's to the 1980's, programs for prevention of
mild retarbation have varied in the target of interyention, the form

,of program delivery, and the content of the curriculum. Eighteen

exemplary prevention-oriented programs were reviewed recently by
Ramey, Sparling, Bryant, and Wasik (in press). The programs all

began during the first two years of life and focused on infantsat

risk for mild retardation.

The targets for intervention typically have been the 'infant and

the mpther. The major program delivery forms have included educa-
tional home visitation (e.g., Gutelius, Kirsch, MacDonald, Brooks, &

McErlean, 1977; Gordon & Guinagh,*1978; Schaefer & Aaronson, 1977),

group educational day care (e.g., Caldwell & Richmond, 1968; Robin-

son &.Robinson, 1971), home visit-day care com4inations (e.g., Ramey

& Haskins, 1981),,and parent group sessiOns (e.b., Badger, 1981).

In addition, some'programs have included job training for parents

(e.g., Garber & Heber, 1977), and medical care for children (e.g.,

Ramey & Haskins, 1981)..Curriculum content of these programs is dif-

ficult to divide into distinct categortes because.it has varied

across a wide spectrum within programs and included content as

diverse as sensorimotor inf'ant exercises (e.g., painter, 1971), par--

ent teaching styles (e.g., Gordon & (.iuinagh, 1978), and problem

solving skills (e.g., Ramey, Sparling, & Wasik, 1981).

Most of these projects had small sample sizes which may limit

the generality of their results. Further, few studies have been

replicated. Depending on the manner in which subjects were selected,'

some studies had a problem of self-selection initially or of attri-
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tion at a later point. The majority of the prevention-oriented
studies included a test-only comparison group, whether randomly as-
signed Or selected from another sample and matched with the subjects
receiving treatment. iRandomization to treatment and control groups
is the most powerful experimental procedure to atsure initial equiv-
alence of groups.; however, very few programs have used this critical

design feature.

Experiences from these programs allow us tentatively to answer
questions about the content of the curriculum and its extensiveness,
the target of the intervention effort (parents Child, or both), how

early to begin, and the outcome to be expected from such preventive

intervention. The purpose of Project CARE'was to address some of

the major unsolved issuet about these intervention programs includ-

ing: What kinds ofPrograms ere the most effective? Whatare the
mechanisms.by which the intervention effects are achieved? Home

programs which have focused on parent.training have presumed,:but

not demonittrated, that they have sigwirficantly affected parenting
style and-that the altered style was the causal agent in the treated

children's progress. Further, there is, at present, no evidence

,concerning whether the approach of day care education plus family

'education 'can have,more powerful intellectual effects than family

education alone. To addres-these issues, our project's.major
activity has been the implementation and conduct of an early.inter-
vention program called Project CARE (Carolina'Approach to Responsive

Education).,

Methods

Subjects. The first cohort of 25 gigh-risk families and their
27 infants (2 sets of twins) entered into the program in November;

1978. A 'second cbhort of 38 infants was admitted a year later. The

families were matched in sets by the High-Risk Index (Ramey & Smith,
1977) and randomly assigned to one of three experimental groups:

A
Family Education Alone, Day Care plus Family Education, or a ntrol

group. Restriction of space in the infant nursery limited the nber

, of high=risk families to 16 in the Day Care plus Family Educafion

group; 25 and1,2-3 families respectively were randomly assi"gned.to the

Famill'Educetion-and Control groups. Through age 2, attrition among
the high-risk subjects was 3%; one infant died at 3 months of age

(crib death) and one child-moved out of town with his family at 11

months of age.

In addition to these 63 high-risk families, 18 more advantaged
or low-risk families were involved in the program, 13 in the first

cohort and 5 in the second cohort. These families were included to
provide racial and economic diversity in the day care program and to

have a comparison group of non high-risk families. Attrition among
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the non high-risk amilies; through age 2, wa 17%; 2 families moved
and'l withdr from the project..

Table 11-1 presents some_demogr;iphic characteristics of the
high-risk sample. Random assignment did indeed result in three
groups of high-risk families that were remarkably similar in initial
characteriftics.

Treatment. The-content and the service procedures of the day-
care program in effect in Project CARE were derived-from its pre-
decessdr at the Frank Porter Graham Child Development Center knbwn .

as the Carolina Abecedarian Projedt. Infants were enrolled prior to
three months of age and participated for 6-9 hours per day for ap-
proximately 50 weeks a year.'

The primary curriculum resources for the first three years,
Infant Learningames and Learningames for the First Three YearS

& Lewis, 1978; 1979) were designed to allow the daycare ,

professionals to create in individualized experience for each child
through a recurring cycle of observation, pTescription teaching, 1,

further observation, and revised prescription. The activities stimu-
late both thesocial/emotional domain and the intellectual/Creative
domain. The treatment, of course, encompassed all of the service
and carinj procedures which occur in the day care center:

1

The pl n for the Family Education component of Project CARE and
its ration e was described by Ramey, Sparling, and Wasik (1A1).
The principal method of parent education and i.nformation dissemina- (

,

tion was through person-to-person contact with the para-professional
home visitor every 1.5 weeks. Approxid4406 98% of the visit's were
with the mother, altDough the fathers an grandparents were, on a
fui, occasions the participants. Scheduling of visits was done during
mire visit for the next (12%), by personal contact at the day-care
center (26%), by telephone (53%), by notes,sent wtth the transporta-
tion officer (9%), and sometimes itithe case of younger mothers,
through older relatives, For high-risk mothers 1.4 scheduling con-
tacts were-needed to accomplish one visit.

The focus of the home flsit in a Majority of instances (78%)
was a child learning activity which acted as an-entree to an
exchange of information gachild development, problem solving, or
the teaching of parentierskills. These visits were typically about
an hour (75% were betweena30 and 60 minuteqin the parents"' home,
alOough other kinds of contacts were used when necessary-to accom-
modate the parent's scheduling needs.

-61(

Each family in the program was given the looseleaf notebook
Infant Learninggmes (Sparling & Lewis, 1978) which contgins an ftdex ,1**

-
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Age of Mother

Age Of Father

Table 1174

Domo'grochic ChAr:Tctorktit:s of Project CARE. Families

at Time of Child's Birth

Education of-Mother

Education of'Father.

Mother's WAIS
Full 'Icale

Verbal

Performance

High' Risk 'Index

Income2

Mother's $4079 , $2796

(n=8) (n=14)

Family's .., $5173 $7514'

(n=14) .(1=23)

. r -(
. 7 single, never married 56% 647. 4 707.

. ,

Daycare Plus.

Fimily Education
(n=16)

,
22

25

10.9

lr.4

1

t 86.8
84.8

90.9

Family

Education
(n=25)1

20

Control
(n=23)

24 24

10.6 11.3

11.1 10.9

86.8

85.8

90.0

87.5

85.7

92.4

21.0 20.3

$2641

(n=10)

.$6388

% single, separated, divorced, combined 75% 84% : 83%

Characteristics of Target.Child -

% boys 56% 63%

% black 947. 96%

Number of siblings .6

6951,

83%
.6

lhoro aro 2 sots of t_wills in the Family Education group for a total of 25 mothers

ond 27 chtldron In tho group.

2
.

Mothers a/lid/or families with no incomes or no reported incomes were not included.



of learning activities, developmental information, record keeping

materials, and parent skills information. The 100-activity cards

-designed to be included in the notebook were added one-by-one, in
some instances, as the games or activities were demonstrated, and

for other parents a large cluster at a time were added, depending on

their interest. Because each activity was written at two levels,
this notebook was used with goth the professionals in the day care

center and with parents.

In addition to the visits in the households, the visitors per-
iodically gathered groups of parents at the day care center or
another location to provide some special information and to encour-
age discussion of child development in a social atmosphere. These

gatherings, which constituted 13t ot the total contacts, were
planned to provide for delivery of information which would have been,

difficult, if not impossible, to take to individual homes. Ori-

ginally planned as meetings with jUst two or three parents, they
evolved into larger groups when other parents in the program asked

to attend. Th e. unexpected benefit Was the growth of a spirit of

unity among many of the program participants which otherwise may not

have occurred.

A basic part of the family education program was i curriculum

designed to teach parents problem solving skills. The rationale for

such training was based upon the idea that problem solving is an
ability which is necessary for effective parenting and the handling
of day-to-day.problems, and that this ability could be enhanced by
specific training. To implement the parent training, home visitors

were taught to help the,mothers increase their problem solving
skills.-,The training consisted of teaching the mother the steps of
a problem solving model and using this model to deal with ongoing

concerns of the mothers. The steps are problem identification,
generation of solutions, evaluation of solutions, decision making,
implementation, and evaluation of the outcome.

'In weekly meetings theqlome visitors were trained to help par-
ents learn problem solving skills. These weekly meetings served as

an opportunity for the home visitors to discuss and receive feedback

on their interactions or,concerns with individual mothers. A manual

on the.problem solving curriculum was prepared (Wasik, 1982), con-

taining ali the training materials, parent ha'ndouts, and rating
.

s'cales used in the problem solving training.

Instruments. OUT' research design required longitudinal assess-

- ments of children's cognitive and socioemotional status as well as

parental attitudes, knowledge, skills, and'interactional styles with

their cflildren. Table 11-2 provides a summary of the assessment
schedule in-each of these domains-and specifies in terSe labels the

les
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Birth

Table 11-2
FPG Preschool Data Collection Summary

"".

6 -month 12-month 18-month 20-conth 24-month 30 -Month 36-month, 42-month 48-month 60-month

tullectual Motner IQ Bayley Bayley Bayley Bayley McCarthy

velopsent (WA1S) Stanford -

Binet

=cerement Inant ISR ISA Illft
Kohn and

Behavior
Rosman

,Record (IRR)
Kohn and

Rosman Toddler

infant Toddler
Temperament

Tenperaaent Temperament
Scale

Scale Scale

Stanford-

Binet

McCarthy Stanford- WPPSI

linet

Kohn end Kohn and Kohn end Kahn and

Rosman Rosman Rosman Rosman

EASI

rent-Child
Videotaped Mother-child Mother-child

Mother-
Mother-

teraetlon mother-child Interaction* Interaction*
Child

Child

interaction
Interaction*

Interaction*

Sit
free play* TeachinK Teaching .

Task* leek*
Teaching

Teaching

Videotaped
Task*

Task*

teaching task* Strange
Situation
Videotape

one Demographic Caldwell's HOMe HOOt
Hone Rola*. -Mahe Home Some

nviromment information Home Stiaulation Stimulation
Stimulation Life Change Sthaulation Stimulation

Stimulation
Scala

Inventory Demographic
Demographic Demographic Demographic

Data
Data Data Data

arentel Parent PARI Inventory of Pa Attitwie
Attitude

ttitudes Attitude Caregiver's Ev:Itilon Questionnaire*
Question -

Research . Child of Program*
melte*

Ilatruaent
Development If\

(PARI)
Values and

Evaluation

' Conepts*
of Program*

Rotter Rotter
,

arent Skill Community Parent. Community Knotiedge of
Supports

nowledge and Interaction Problem Interaction Infant
Interview*

upport Systeme , Checklists (6) Solving Checklists Development*

instrument* (6) Inventory*
Community
Interaction
C

A Supports*
Supports

hecklists

' interview
Interview*

(6)

iological Pregnancy Growth Growth Growth Growth growth Growth Growth

velopment and birth Measures** Measures** Measures** Measures** Measures** Measures** Measures**

data

. .

*Indicates a new instrument developed by FPG Investigators

*Growth measure. include daily health records
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procedures which are defined in Appendix A. In general we chose to
use assessment instrwnents in the various domains of measurement
which either had been previously developed and stlhdardized by other
researchers (e.g. the Stanford-Binet Scales) or which had been de-
veloped and already reported in the scientific literature (e.g. the
coding procedures for mother-child interactions developed by Farran
& Haskins, 1980).

Intellectual,development of the children was assessed by the
Bayley Scales of Infant Development (6, 12, 18, and 24 months), the
Stanford-Binet (24, 36, and 48 months), and at later ages by the
McCarthy (42 and 54 months). Measures of the home environments were
taken with Caldwell's Inventory of Home Stimulation (HOME) (6, 12,
18, 30, and 42 months). Maternal attitudes were measured with
Emmerich's version of Schaefer and Bell's Parent Attitude Research
Instrument, the Rotter Internality-Externality Scale (6, 18, and 36
months), and the Frank Porter Graham Intake Interview.

Mother-child interactions were.assessed in a standard "living
room" setting where.the mother and child were left alone with toys,
books, and magazines for 20 minutes. Videotapes of behavior were
coded using Farran and Haskins' (1977) Modified Form of the Re-

,

ciprocal Control Category System (6, 12, 20, and 36 months). The 6-
and 12-month tapes have been coded to date. The coding focused on
parent behaviors such as.directiveness, responsiveness, and prox-
imity to the child, and the amount of time plax4ng together, readfng
together, observing the .child and being unoccupied. Child behaviors
were coded in a similar fashion.

The Problem Checklist and Parent Problem Solving Inventory ,

(Wasik, Bryant, & Fishbein, 1982) were two measures used to broaden
our knowledge of family functioning. To asSess the range of pro-
blems that families might have, a problem identification procedure
was developed. The assessment was a half-hour interview with the
mother that included a Problen Checklist. The Checklist contained
problems concernihchtldrearing, -income, housing, employment, per-
sonal relationships, health, and transportation. It also included
the Holmes-Rahe Schedule of Recent Experiences, a measure of stress.
This interview was conducted with mothers when the infants reached
the age of three months. These data provided an initial baseline of
the number and types of problems that concerned the families.

In addition, to study the ability to use means-ends thinking in
solving family problens, Spivack's means-ends problem situations
were adapted to create the Parent Problem Solving Piventory, given
to mothers when their infants were 18 months old. Problems relating
to childrearing were chosen as the specific area of faMily function-
ing on which to focus. Mothers' responses to the problem situations
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were recorded and they were then asked to choose the'best possible
alternative from a list of alternative solutions. -This instrument
seemed better for our purposes than Spivack's original instrument
because it was specifically geared to childrearing, the area tar-

geted by our intervention programs.

In the assessment schedule in Table 11-2 new instruments devel-
oped as part of Project CARE are noted with an asterisk. It should

also be noted that the development of several of these instruments
and the costs of collecting data using them was supported by a grant

to Drs. Sparling and Ramey from the Administration for Children,

Youth, and Families (ACYF). These new instruments include the

Parent Evaluation of Program.Questionnaire, Inventory of Caregivers'

Child Development Values and Concepts (Gowen & Gustafson, 1980),

Supports Interview, and Knowledge of Infant Development Inventory.

These instruments.are also briefly described in Appendix A.

Results

Three broad categories of results will be presented in'this

section. Project CARE collected a large amount of program implemen-

tation data which will,be summarized first. Second, results will be

presented from standardized tests of intellectual development, the

typical outcome measures, along with some other child character-

istics. Third, selected data will be presented from parent and
family variables --variables that measure psychological mechantsms
through which parent education might be affecting the childrens' in-

tellectual development.

Program implementation. The project collected a larger amount
of program implementation data than is typical for most intervention

projects. We conceptualized the intervention program as more than

the "content" of the curriculum. Thus, it was important to collect
data on the process by which the program was implemented and the in-

teractions with the individuals involved. We have used these var-

ious data sources and their interactions to provide on-going
ternal feedback or guidance for the program.

At its most basic level, implementation data in this project
consisted of duration of child attendance in day care and frequency

of home visits to parents. The two treatment groups received equal

numbers of visits, with the Parent Education Plus Day Care group re-
ceiving an average of 2.65 visits per month and the Parent Education
Alone group receiving an average of 2.53 visits per month (Sparling,

1981).

Beyond the frequency counts, somewhat more subtle data were
collected to describe the curriculum in action. These data included
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reports on the success of visits, scheduling difficulties, the par-

ticipants of each visit, and the main content of each visit. A per-

ibdic'audit of many of these variables was provided to the visitors

as computer=generated histograms. Similar histograms were provided

family-by-family to the visitors. This allOwed the visitors to per-

iodically reassess the delivery of the program and to adjust it so

that families were treated equitably. Even with this feedback as

guidance, the program Was delivered with greater success to -some

families than to others.

Figure 11-1 is a histogram summarizing the 3,214 home vi its

that were on file at the end of December, 1981. These data, along

with those mentioned in the treatment section, are important for two

reasohs: First, they provide an overall summary of what the "home

visit" program actually was--what efforts were involved in complet-

ing visits, where visits occurred, who participated in the visits,

and what topic or activity was presented. Intervention programs

often describe the intended treatment, but seldom collect implemen-

.tation data. We hope that these data document Project CARE's inter-

vention and provide for future intervention efforts a model of data

collection that is relatively easily obtained.

Child outcome measures. Evidence for the effectiveness of t'he

Daycare plus Family Education program is presented in Figure 2.

This figure contains the mean Bayley MDI scores for the three high-

- risk treatment groups at 6, 12, 18, and 24 months of age.

Inspection of Figure 11-2 reveals some trends that are theoret-
ically interesting and practically important. At the first assess-

ment occasion (6 months) the three groups have mean MDI performances

which are quite similar.' This finding is, of course, expected, be-

cause random assignment should have made the groups initially com-

parable and no data exist to predict that early intervention should

have a beneficial_impact by this early period. However, by 12

months of age the Daycare plus Family Education Group is above the

performance of the other two groups, which appear quite similar to

one another. This trend continues at 18 months and in thecompleted

24-month data set. At 24 months the most intensively treated group

has a mean Bayley MDI of 114 compared to a control group mean of 97

and a Family Education Alone mean of 92. One way analysis of vari-

ance on these scores indicates that the 'groups differ signtficantly

(F(2,56) = 14.12, 2 C.0001). Comparisons by pair-wise t-tests be-

tween groups show that the Daycare Plus Family Education Group ex-

ceeds both of the other two groups (ts(35) > 3.86, .ps < .001).

amily Education Alone does not differ si§nificantly from the Con-

trol group. That the control group's developmental trend is down-

ward over the first two years substantiates the initial risk status

of the group and replicates preVious findings by Garber and Heber, f
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(1977); Ramey and Haskins, (1981);Autelius et al., (1972); and
Gordon and Guinagh, (1978).

However, the similar decline in the Family Education Only group
was certainly not predicted and is indeed problematic. One possible

explanation is that because that-treatment condition'is less intense
and requires family participation, it will have to occur for longer
periods of time before its effects are known. It is noteworthy that\

results from the Gordon Florida project (which is the most directly
comparable projectsto our Family Education only component) are
strikingly similar to our own findings. In fact, tn the,Gordon'pro-
ject the Control group outscored the experimental group intellec-,
tually at two years and did not show significant positive effects
until 36 months. Therefore, it seems particularly desirable that
these findings for our Family Education Only group be pursued be-
cause of their obvious public policy implications for the education
of high-risk infants.

The performance of the most intensely treated group, Daycare
plus Family Education, is also noteworthy. Its intensity of treat-

ment is comparable to the Milwaukee Project repoited by Garber and
Heber, (1977). Figure 11-3 contains a plot of available data fron
both'projects through 24 months of age. At 18 months the Bayley MDI
performance for both experimental and control groups from each pro-
ject are nearly identical. At 24 months, when the Stanford-Binet
wasused, the' scores of the comparable Project CARE groups drop
about 10 points below the Milwaukee Project, a difference probably
accounted for by Project CARE's use of the 1972 Stanford-Binet
norms. Thus, Project CARE's early intellectual findings seem to be
replicating those from the Milwaukee Project. However, additional
longitudinal intervention and tollow-up is equireckto confirm these

trends.

Data collected on child temperament characteristics indicate no
significant differences between groups. The Toddler Temperament
Scale (Fullard, McDevitt, & Carey, 1978) was completed by the
mothers when their children were one year old. The mean temperament
profile at 12 months for all three high-risk groups falls within the

normal range on all nine temperament factors, although high-risk
mothers may tend to view,their children as somewhat more arythmic
and difficult than do middle-class.mothers. This lack of differ-
ences between groups is not surprising, given that the intervention
program did not attempt to modify personality charatteristics.

Family variables. Most intervention projects in the past have
focused too narrowly on the child. Outcome measures in Project CARE,

included not only child,development measures, ,but longitudinal mea-
sures of family income, stability of residence, mother employment,
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Figure 11_3

Bayley MDI and Stanford Binet IQ Scores
for HighRisk Children in Project CARE4 and the Milwaukee Project
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A

quality of home environment, maternal teaching styla, maternal pro-
blem solving, and mother-childAinteractron. These measures have y

been collected according toa schedule Oeviously shown ih Tale
-

One of the outcomes oryarticdlar interest is a measure of the

degree of stimulation offered in the child's homeenvironment.
Since day care pro§rams have.not affected the home (Ramey & Haskins,

'1981); it is important to ask whether or not such an effect might be

produced by a parent education program (via home visitation), either

singly or coupl@d wlth day cal-T. The home stimmlation data gathered

at 6, 12 and.18',months of child age shOw.soMe slight indication that,

the home environment may have been influenced in the two experi-
.

mental groups. For example; the total HOME scores increase from

30.0 to 31.9 to 32.0 for the Parent Education Plus Day,Care group.

For the Parent Education Alone group it increased from 27.5 to 28.6

to 29.6. The untreated control ihows no such trend but begins with

, a score of 30.2 and ends with a 30.4 score.

A question of particular interest is whether a parent education

hOme visit program, either alone or in addition to daycare, Can
affect a parent's behavior with her child. From the 12-month video-

taped free play situation (described.in Appendix A) several of the

.
most important behaviors, such'as mutual play with toys, mutual play

with books, or mother demonstrates aCtivity, showed a direction of

effects with the Daycare plus Family Education group more optimal
than Family Education Alone which was more optimal than the Control
gromv.(Bryant, Ramey, & Burchinal, 1982). Figure 11-4 presents re-

sults from the free play situation for two composite measures that

describe this-interaction.

'In the first histogram, mutual play includes time spent by the
mother and child pair playing with toys'or reading together. ,The

four groups are the middle class Daycarp plus Family Education com-
parison group, the high-risk Deycare plus Family Education group,
the high-risk Family Education Alone group, and the high-risk Con-

trol group. A ope-way analysis of variance shows that the groups
differ significantly, and t-test comparisons show that the high-risk

Daycare plus Family Education group does not differ significantly

from the middle class comparison group, but that the other two high

0 risk groups do differ significantly from-the middle class comparison

The second histograiM,presents results from another composite

variable: percent of time mother involved with child. This in-

cludes time speq pl*ing with child,"demonstrating to child, and
watchtng the child (ready and available for interaction although not

currently engaged actively with child). Here again, the t-test com-

parisons indicate that the middlesclass*ahd high-risk Daycare plus
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Figure 11_4

Mother-Child Interaction Behaviors

at 12 Months
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Family Education groups do not differ.significantly, b that the
other two high-risk groups do differ_ from tIle middle class compar-

iSon 4roup.

"7--F--"These results seem to indicate that a parent-focused home.visit
program can alter a parent's inte9ction with'her 1-year-old child,
but is much more likely to do so 4hen other supports are,provided,
such as .daycare for the child.

DisCussion and' Recommendations

Project CARE has successfully implemented and conducted an
early intervention program for children at:risk for developmental
retardation. We eStablished a procedure for intervention as well as
the development of materials for use by high-risk families. Project
CARE has docubented what resources and 'procedures are actually
necessary.to Run a home viSit 'program. As a result, we are able to
provide nuts-and-bolts type information for educators about.the
actual process of family education via a home visit program.

Assessment materials developed in Project CARE, such as the
Knowledge of.Infant Development 1-nventory and the Parent Problem
Solving Instrument, should be useful to educators intereited in par-

_ ent attitudes and skills and how parent characteristics relate to
child functioning. These measures can lieused'-for high-risk and
non-high-risk parents.

.The current trends from this research hold promise for bath
educational and scientific impact on the scholarly communily. Re-

sults have djrect relevance to public policies for high7risk infants
and their families. The initial results suggest.that variations in
intensity of preventive treatments are positively related .to the de-
yelopmental status of,young children. The 2-year Binet scores of
Project.CARE children.are.10 point's higher than the 2-year Binet
scor:es of the daycare only treatment group'in the Carolina Abece-
darian Project, the forerunner of Project CARE at the Frank Porter
Graham Center. These findings have.the potential of reconciling
some oi the apparently anomalous findings from the early interven-
tion literature. Specifically, the current debate over child versus
parental approaches to prevention might be partially resolved by our

4 results showing that a combthation of these approached is more pow-
erful and therapeutically helpful than either approach 'alone.
Further, this project, because*of its systematic variation-of treat-
ments within the design of a true experiMent, and because of its em-

, phasis on evaluation of parenting changes, continued to stud.; the
psychological mechanisms through which positive results are ob-
ained.
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-It is 'obvious fo us that to have a more detalled understanding
of the consequences of the'se prevention efforts, these children and

' - their famtkies should be studied until they enter public school.

The broad range of program evaluation data available.to us, coupled
-wlth a randomized research design, allows us potentially to make
uni,que contributions both to the practice of early educational in-
tervention programs and to the theoretical literatures Which provide
the 'rationale for service delivery efforts.
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CHAPTER 12

Dissemination

Joseph Sanders

3VIntroduction

CIREEH dissemination was carried out by both the investigators
and the FPG Communications Office. Investigators were responsible
for reporting results to their research colleagues and specific
target audiences of service professionals. The Communications
Office was,responsible for helping investigators reach broader audi-

ences. The Office is directed by Joseph Sanders and staffed by a
science writer and half-time secretary.

Dissemination Model

The organization of dissemination activities between the CIREEH
investigators and the Communications Office can be conceptualized as

a ladder. The detailed information of the scholarly journal _arti-
cle, conference presentation, or assessment instrument is the first
rung of the ladder. This information must be synthesized and com-
binedvith information from other articles and interviews for inclu-
sion in technical reports, monographs, and workshops. Further

modification and simplification of the message makes it suitable for
publication in magazines and the Developments newsletter (published
by the FPG Center for a national audience). A pnal simplification
translates the material into a news release, brochure, or slide/tape
package.

By following this progression CIREEH achieved dissemination
with an economy of efforti each step involved only a. further trans-
lation of material that had been developed at the previousrung of
the ladder.

Summary of Scholarly Dissemination

Since 1977, 105 journal articles, chSpters, monographs and
similar CIREEH scholarly publications have been published or are in

press. Several curricula and instruments have been developed.
Approximately 193 scholarly presentations and workshops have been

given. In addition, most CIREEH investigators provided consultation
to service programs and organizatiohs. The specific dissemination
activities of CIREEH projects are reported in this section under the
heading, "Project Activities."
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General Dissemination

The.Communications Office provided technical support to CIREEH
investigators by advising on printing techniques and costs, arrang-
ing interviews by journalists, maintaining a national mailing list,
arranging for photography, and consulting on audiovisual techniques
and services. The office helped CIREEH investigators place material
in national circulation publicattons such as Parents magazine-(Nancy
Johnson), Children Today (Craig Ramey, Jean Gowen, and Earl
Schaefer), and Human Services News (Earl Schaefer).

Approximately 150 HCEEP projects received regular communica-
tions from CIREEH as part of the FPG Center's national mailings;
these mailings brought information about CIREEH to more than 2,000

readers nationally. Information released regularly included the
Developments newsletter, CIREEH ittracts of scholarly articles, the
CIREEH Status Report, and the ann al Progress Report of the FPG

Center (which contained a section devoted to CIREEH). Over 22,000

copies of.publications containing information about CIREEH were

distributed from the Communications Office. The audiences that

received mailings of CIREEH products are shown in Table 12-1. In

addition, the Communications Office staffed display booths at three

national conferences for the purpose of distributing materials from

all four early childhood research institutes. The conferences were:
1979 CEC Conference, 1980 HCEEP Conference, and the 1982 CEC Confer-

ence.

The Families at Risk project was added to CIRUH when Dr.
Bristol joined the Center in 1980. The activities below, then,

cover only the time period from July 1, 1980 to the present.

Approximately 70 requests for information regarding the.
Families at Risk research have been received. Persons requesting
these materials include regular and special education teachers, LEA
and SEA administrators, researchers, parents, consumer organiza-

tions, and physicians. The average request was for approximately

two products or documents; 140 products were distributed in all.

In addition to scholarly papers or chapters described else-

where in this report, dissemination activities included:

1. The distribution by the Council of Exceptional Children of

1,000 free copies of Autistic Children in Rublid School,
(Schopler & Bristol, 1981) to public school teachers,
administrators, and University training personnel.

2. Reports of research findings in TEACCHERS REPORT, a -news-

letter sent to all teachers and administrators of programs
for autistic children in N.C.
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3. Summaries of Families at Risk research were included in the
TEACCH annual report which is sent to 1,000 parents,
practitioners, state legislators, and members of the U.S.

Senate and Housioi.

Instruments developed by the Family Relations Project are being
used in research and evaluation at Yale University, Rutgers, the
University of Arkansas at Little Rock, and in service programs in
Michigan, New 'Fork, Germany, Australia, Israel, and New Zealand. In

all, Ur. Schaefer's staff have maited 185 copies of instruments and

papers; they have distributed many more at conferences

The Parent Involvement Studies has disseminated f ur types of

products: (1) literature reviews, (2) 'parent satiztion instru-
ments, (3) parent involvement scales, and (4) projct reports and

papers. These have been dis,seminated to all HCEEP projects since

1978 and total well over 2005-copies per item. These materials have

also been disseminated at over 15 conferences and workshops involv-

ing more than 1,500 persons in total. In addition, requests for

copies of the various materials are received monthly and have
averaged about five requests per month since 1978 or approximately

240 specific requests. Currently, 24 early childhood programs in
six eastern states are using the Parent Involvement Scale to conduct

pre-and post-evaluations of their parent participation programs.
Requests from users of the materials for additional forms and
reports indicate that the scales and instruments are helpful in

analyzing parent participation.

The Mainstreaming Project has answered requests for 60 copies of

published articles and 345 conference presentations. The project

developed its own mailing list of parents and professionals who

assisted with the study.

The number of inquiries about the Carolina Record of Individual,
Behavior (CRIB) and various aspects of the.Child Assessment Pro-
ject's research has increased over the past few years.as knowledge

of the CRIB has become more widespread. In 1981 and 1982, project,

staff were contacted by more than 25 individuals for information
about the uses of the CRIB, independent of requests3r journal

articles and conference presentations. Those interes ed.have in-

cluded direct service providers, researchers, physicians, and uni-

versity faculty. They have represented many states in America as

well as the countries of Mexico, Norway, Australia, and Puerto Rico.

Each of the 27 programs that worked with this research effort
received reports of research results as they became available.
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There have been 25-30 requests for reprints of the chapter on
child assessment in Mew Directions. The other journal articles have
had a total number of requests in eXtess of 300. Copies of confer-
ence presentations have been requested by at least 100 persons.

Well in excess of 1,000 inquiries have been processed regarding
the Carolina Curriculum for Handicapped Infants produces by the
Child Development Project. Over the past two years, an average of
five to six written requests have been answered each week, and a
range of one to five telephone correspondences have been completed
each week regarding the products being developed. Requests for
infonnation and/or copies of the curriculum materials have been
received from all 50 states, the District of Columbia, the Virgin
Islands, Puerto Rico, and three foreign countries.

A total of 550 copies of the Carolina Curriculum for Hdndi-
capped Infants (Birth to 12 months) have been distributed. Fifty

were used for field test purposes. The others were distributed at
cost to individuals and programs requesting them to participate in

workshops. They have been distributed in more than 40 states,
several United States territories, and three foreign countries.

Distribution of the complete curricular package (birth to 2
years) has been limited to 50 copies. It has been distributed only
for the purpose of field testing.

An overwhelming number of requests for the curriculum materials
deVeloped in this project have come from programs providing direct

service to handicapped infants and toddlers. In addition, programs
serving older, severely and profoundly handicapped children who are
functioning within the developmental range of birth to 24 months

have made many requests for the materials.

Requests for the materials have also come directly from the
parents of handicapped children who are interested in using it as a
curricular base for intervention which they can take with them as
they move'from one city to another seeking services foe-their
children, and from university programs training teachers to work
with severely/multiply handicapped children.

In response to the need for these materials, University Park
Press has negotiated.a contract to publish them and make them avail-

able commercially in the near future. One state (Louisiana)
obtained permission from the authors to make copies of the cur-
ricular materials and distribute them to all of the early interven7
tion programs in that state. This was done with the field test

version of the birth-to-12-months curriculum.
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Bibliographies from Project CARE have been mailed to the 1,300
people on Frank Porter Graham's mailing list. In addition, we 11Wt6'
mailed, on request, over 2,500 copies of articles or papers about
Project CARE. The Learningames curriculum was purchased and
distributed by the State of North Carolina to 500 preschool early
education programs that were all or partially state-funded. Since
Learningames Was published commercially, about 200 requests for

information about the curriculum have been received. Innumerable
copies of it were mailed out over the previous years when the
curriculum was in earlier forms.

Three projects that we know of are using the design and/or
curriculum of Project CARE as a model for their prograns. The

Robert Wood Johnson Foundation and ACYF are currently investigating
the possibility of establishing a network of sites dealing with
prevention, based on the knowledge they have gained from Project

CARE. Joy Osofsky at the Menninger Foundation is beginning a study
using Project CARE as a model. An intervention program for children
with cerebral palsy, currently being conducted at the J. F. Kennedy
Center at Johns Hopkins, is using Learningames as their curriculum,
and several other projects around the country use Learningames in
combiAAtion with other curricula.

A group of three researchers from the University of
Washington's National,Center for the Assessment of Delinquent
Behavior and its Prevention recently spent two days with Project

CARE's staff. They sought information about our research procedure,
delivery system, and organizational set-up. Their purpose was to
get information and materials from our project to use in their early
intervention program, a longitudinal study of delinquency being
carried out in six school systems throughout the country.
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Table 12-1

Mailing List for CIREEH Publications (FPG Mailing List)

I.

Groups Code # of Names

Governmental

001

002
003

50

50
20

'

A. Federal
B. State

1. N.C.

2. Non-N.C.
C. Local

1. N.C. 004 6

2. Non-N.C. 005 3

II. Political Leaders

A. National 010 Ar 110

B. State
1. N.C. legislators 020 25

2. N.C. elected-executive branch .025 2

3. Non-N.C. 030 0

III. Schools

A. Headstart, preschools, and daycare 055 '43

B. Elementary, junior, and high schools 060 37

IV. C011eges and Universities

A. N.C. 070 111

B. Non-N.C. 080 121

, V. Researchers, Research Centers, Center Diredtors,
Residential

A. University affiliated (U.A.F.) p90 40

B. Mental retardation research ceqters 100 44

C. Research centers, hospitals, re abili-
tation and service agencies 110 61

D. Research and.demonstration centers 120 112

E. CIREEH 125 145



Table 12-1 (Cont.)

'Groups

IV. Education, Mental Retardation, Handicapped,
Adovacy-Relli-RE-Kgencies, Foundations, and

Individuals

A. N.C.

B. Non-N.C.

VII. Media aod Information

A. Press., radio, anCl...T.V.

1. N.C.

2 Non-N.C.

B. Infgrmation officers, information

- plearimhouses, house organs
1. N.C.

2. 'Non-N.C.
3. E.R.I.C. and libraries

VfII. Technical Assistance

IX. Child and Family Policy

. TOTAL

Code # of Names

130 37

140 78

150 40
160 104

170 25

180 46

190 38

200 10

210 23

1381

NOTE: Approximately 700 additional copies of each publication are mailed in

response to individual requests or are distriuted at meetings and conferences.



tHAPTER 13

CIREEH PRODUCTS AND PRESENTATIONS

Curricula, Manuals, and Instruments

DeVellis, R., Revicki, D., & Bristol, M. M. 'Child Improvement

Locus of Control Scales (CILC). Unpublistrasessment in-
strument, Frank Porter Graham Child Development Center, Uni-
versity of North Carolina at Chapel Hill, 1981.

Gallagher, J. J., Cross, A., &-Seharfman,'W. ,Parent Role Scale
(Two-Parent Version). Unpublished assessmeaMi-trument,
Frank Porter,Graham Child Development Center, University of
North Carolina atChapel Hill, 1980.

Gallagher, J. J., & Bristol, M. M. Parent Role Scale (Single-

Parent Version). Unpublished assessmenfinarument, Frank
Porter Graham Child Development Center, University of North
Carolina at,Chapel Hill, 1981.

Johnson, M.,,Jens, K. G., & Atterineier, S. Carolina Curricu-
lum for Handicapped Infants (Birth to 24 months). UnTalTiTed
curriculum, Frank Porter Graham Child Development Center, Uni-
versity of North CaroVina at Chapel Hill, 1981.

Lewis, I., & Sparling, J. tareteacher Skills: A Teacher Train-

in? Curriculum. Unpublished currictiTUETTrariE Porter gaili
Child Development Center, Universtty of North Carolina at .

Chapel Hill, 1982.

MacPhee, D. Knowledge of Infant Development Inventory. Unpub-

lished assessment jnstrument, Frank Porter Graham Child Devel-
opment Center, University of North Carolina at Chapel Hill,

1980.

Schaefer, E. S., & EdgeTton, M. Parent as Educator Inventory

(Short Form). Unpublished ins-F:1151Ft, Frank Porter Graham

Child Development Center, University of North Carolina at"'

Chapel Hil.l, 1979.

Schaefer, E. S., & Edgerton, M. Classroom Behavior Inventory

(Preschool Form). Unpublished instrument, Frank Porter Graham
Child Development Center, University,of.North Carolina at

Chapel Hill, 1978.

146 Norrim""



.r.4",-*

f

Schaefer, E. S., & Edgerton, M. Social Asgets Inventory. Unpub-

lished instrument, Frank PortiFUYEam Child Developpent Cen-
ter, University of North,Carolina at Chapel Hill, 1979.

Schaefer, E. -S., & Edgerton,- M. Soctal Assets Inventory (Short

Form). Unpublished instrwnent, FranK Porter Graham.Cnild De--
velopment Center, University of North Carolina at ChapeV Hill,

1979.
0

Schaefer, E. S., & Edgerton, M. Teacher Report of Child Be- ,

havior. Unpublished instrument,,Frank Rory' .Graham and De-
7/0-671ent Center, University of North Carolina at Chapel Hill,
1979.

,

Schaefer, E.,S., & Edgerton; M. Teacher Report' of Parent In-

volvement. Unpublished instrument, Frank Pocter-IFTCiin Child
Development Center, University of North Carolina at Chapel
Hill, 1979.

Schaefer, E. S.', & Edgerton, M. Teacher Report of Parent In-
volvement (Short Fonit). UnpubM5R-instrumeTT, Frank T-Erter
Graham arild Development Center, University of North Carolina
at Chapel Hitl, 1979.

'Schaefer, E.'S. 3 Edgerton, M. Relationship 'Inventory for

Families (Parent-Child Form). Unpublished instrument, Frank'
Porter Graham Child Development,CenterUniversity of 'North
Carolina-at.Chapel -Hill, 1978.

Schaefer, E. S., & Edgerton, M. Relationship.Inventory for ,

Famine'sParent-Child Form (Short Form), UnpublisheTinstru-
ment,,Frank Porter Geaham Child Development Center, Univetsity
of.North Carolina at Chapel Hill, 1979.

,Schaefer% E. S., & EdgertOw, Me. Sibling'-Behavior to HancHcapped

,(or Youn er) Chij,d. Unpublished instrument, Fank Porter
'Graham Chlld Devtlopment Center, .University of,North Carolina
at Chapel Hill, 1979.

Schaefer, E. 5.; & Edgerton M. Sibling Inventory of BehaVior.
Unpublished instrument rank Porter Graham Child Deve opment
Center, University61 North Carolina'at Chapel Hill, 1979.

1

Schaefer, E. S., & Edgerton, M. Parent-Teacher Interaction' In-
ventory for Parents. ,Unpublis'FaiiTItrument, Frank Porter
Graham CTill-d Development Center, University of North Carolina

at Chapel Hill, 1980. '



`Schapfer, E. S., & Edgerton, M. Relationship Inventory for

, Fami i es--Husband-Wi fe Form. Unpubl i shed i nstrument, Frank

Porter Graham Child DeieiTiTiment Center, University of North

Carolina at Chapel Hill, 1978.

Schaefer, E. S., & Edgerton, M. Marital Autonomy and Relatedness

Inventory. Unpublished instruiriIITTank Portei7Graham Child
DevOopment Center, University of North Carolina at Chapel .

Hi 11 , 1979.

Schaefer, E. S., & Edgerton, M. 'Child-rearing and Education Re-
search Instrument. Unpublished instrument, TFink Porter
-67-1Hri Child Development Cedter, University of North Carolina

at Chapel Hi l , 1980.
)

Simeonsson, A. J. Carolina Record of Individual Behavior.
Unpublished assessment instrument, University af North

Carolina at Chapel Hill ,.1979..

.Sparling, J., & Lewis, I. Learningames for the first three

y7s: A program for parent/center partnersti77g1077TErk:
Wa ker Educational Book Corporation, 1981.

4A

parlopg, J., & Lev/is, I. Learningames'for the first three

years: A guide to parent-child play.--Ne7,-76-A-7-714a 1 k er =

Educatio-r7al Book Corporation, 1981.

Sparling, J., &. Lewi s, I. Learningames for the first three

years: A guide to earent-child .play. New York: Ye-Tice:My

Publ ishing Corporation, 1981. (paperback version)

Wasik, B. H. (Ed.); Home visitingin Project CARE. Unpublished

manual, Frank Porter Gra am ChiT a. Development Center, Univer-
sity of North Carolina it Chapel Hill, 1982.

' Wasik, B. H., Bryant, D. M.: & fishbein, J. Parent Problem Solv-

ing Instrument. Unpubl ished assiessment instrument, Frank

Porter Graham Child Development Center, University of North

Carolina at Chapel Hill, 1982.
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Gowen, J. Assessing the development of the symbolic function
through play. OSCRtEP Conference, Washington, K, December
1981.
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Huntington, G. S. Correlates of development: Progress i6 im-

paired infants and children. In R. Simeonsson (Chair),..Infant

behavior and temperament: Clinical application of the CRIB

and temperament scales. Symposium presented at the Gatlinbur

Conference on ReTeiFEF in Mental Retardation/ Developmental
Disabilities, Gatlinburg, TN, March 1981.

Huntin96n, G.,S., & Bryant, D. M. Correlates of development:

Progress in impaired infants and children. In,R. Simeonsson

(Chair), Infant behavior and temperamen't: Clinical applica-

tion of the CRIB and temperament tcales. .57EFOil-513 presented
at the meeting of-fEe Society forgieirch in Child Develop-
ment, Boston, MA,.April 1981.

Jens, K. Guidelines fdr the evaluaV.Qn of curricula for the

severely handicapped. Southeastern Regional Coalition for the

SevdreTy Handicapped, Rougemont, NC, May 1981.

Jens, K, Alternative strategies for assessing development in

Lotina, handicapped children. Symposium oa the Assessment and

tedik#ion of Handicapped InfantS, Baltimore, MD, AugOst 1981.

t.

- Jens, Ki7 Choosing curricula tor use with moderately and severely

handicappfd young children. Assoc-TR-Ton for the Severely

Handicapped, New York, NY, October 1981.

Jens, K. Developing curricula for severely handicapped youhy
child?en. 'Illinois Institute for ftvelopmentfl ,Disabilities,
Chicago, IL, October 1981.

Jens, K. Early intervention for handicapped infants: A till:9h

yield investment. Charlecr: Downing InvitedyMemorial ec-

ture, Milwaukee, WI, October 1981.

Jens, K., Johnson, N., O'Donnell.; K. & Gallagher R. Developing

educational.,prograns for preschool' severe.ly haridicapped chil-

dren. Identification,'assessment and.currjculum development.

Cou oil' for Exceptional Children, New York,'NY, April 1981.

John, n, N. Assessment problems and strategies for.severely

h'ndica ed infants. New England Conference on Early Inter-

n Programs, Boston, MAi April 1981.

Johnson, N. Enhancing mother-child interaction: , The first .step

intervention with handicapped infants. TAPJR-05Fre7ence
''for Early Interventionists, Raleigh,,NC, May 1981.
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Johnson, N. Assessment and intervention with the visuall im-

paired infant. Inservice Training for7-Faependent Living
Counsef57i,Fayetteville, NC, May 1981.

Johnson, N. Asse-SSment in infant education: Pa'radigms and pro.-

blems. Symposium on tFeTiTgsment and Education Of Handi-

capped Infants, Baltimore,,MD, August 1981.

Johnson, N.. Infant assessment: Current pjobliis and directions'

for'research.. North Carolina Psychological AssETation, Ashe-

TIle, NC, September 1981.

Johnson, N. M., Attermeier, S. .M., & Jens, K. Gs Assessment of

at ypical infants: Problems and strategies. University

f i iated Program for Handicapped Preschoolers, Winthrop
College, Rock Hill, SC, January 1981.

Johnson, N., & Jens, K. Curriculum development and alternative

assessment strategies for handicapped infants. The Graduate

, Institute, SoutheasterTRegional CoaliTMITOTpniversities,
Preparing Personnel to Work with the Severely Handicapped,

Atlanta, GA, March 1981.

Johns-on, N., & Jens, K. Developing effective teams to work wit ,

handicapped infants and their pa)'ents. New England Confere e

on Early Intervention PrograM, Boston, MA, April 1981.

i.

MacPhee, D., & Ramey, C. T, Infant temperament as a catalitt and

consequence of developmenCTITT,Tio carNegiving envT4onments.

Gatlinburg Conference on ReseiFEF in Mental RetardatipnYDevel-

opmental Disabilities, Gatlinburg, TN, March 1981.

/

McHale, S. M. Social interaction of autistic childreir. In R. J.

Simeonsson (Chair), Infant behavior and temperame,pf: Clinical

application of the CRIB and temperament scales. Symposium
presented at theetin677 the Society for ResOrch in Chfld

., Development, Boston, MA, April 1981.
, .

McHale, S., & Simeonsson, R. J. Relationships betwee'n children

and their handicapped and nonhandi.capped sib in s. Gatlinburg

Conference on Research in Mental Retardation Developmental

Disabilities, Gatlinburg, TN, March 1981.

Parse, S. A; CompaHson of daternal and professional. In R. J.

Simeonsson.(Chair), Infant behavior and temperament: Clinical

application of the CRIB and temperament scales. Symposium
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presented at the meeting.of the Society for-Research in Child
Development, Boston, MA, April 1981.

Ramey, C. T. Insights from a home-based parent.education pro-
gram. Piedmont Infa-R-Rental Health As.sociation. Raleigh,

February'1981.'

Ramey, C. T., Preventing developmental retardation: A general
systems perspective. Gatlinburg Conference on Research in
Mental Retardation/DevelopmentalDisabilities. -Gatlinburg,

TN, March 1981.

Ramey, C. Families of disadvantaged chadren. Conference on
Early Childhood Development DisabflTETT- The status of cur-
rent prevention efforts, Oxford, MS, April 1981.

Ramey, C. Preventing developmentalTetardation: A _general sys-

tems theory model. Midwestern Psythological A5sociation,
Xetroit, MI; April' 1981.

Ramey, C. .Psycho-social retardation: Elrly intervention and

follow-up. Sym osium on Developmenta Disabilities: The

status of cure. t prevention efforts, Oxford, MS, April 1981.

Ramey, C. A systems theory perspective on disadvantaged fami-
lies. Cle-partment of Psychology, Case Western Reserve Univer-
sity, Cleveland, OH, April 1981.

Ramey, C. Treatment prarams for the except;(fonal infant. School
of Education, Boston, ? M7-1981.

Ramey, C. Evidence for primary prevention of developmental re-
tardatipn during ITiTancy. 05E71-ffEEP ConTirence, Washington,

DC., December 1981:

Ramey, C. Identification procedu'res for infants at-risk for de-
velopmental retardation. OSE/HCEETToliTiFFIEe, Washington,
DC, December 1981.

Ramey, C., & Brownlee, J. A methodology for identifying infants
at-risk for developmentif retardation. Society for Research
in Chi d Development, Boston, MA, April 1981.

Schaefer, E. The family environnent, intellectual development,
and the iluaTiTy of life. International Year of the Disabled
TeTson Symposium, Duke Universtty, Durham, NC, November 1981.
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Schaefer, E. Family structure and function, child adaptation and

service needs. OSE/HCEEP Conferende, Washington, DC, Decemller

1981.
-

Schaefer,.E. S., & Edgerton, M. Parental moderniq in childrear-

ing and educational attitudes and.beliefs. Society for Re-

sear:7-in -Child Devel-EFriTIT-loston, MA, April 1981. (ERIC

No. ED 202 605); Resources in Education, September 24, 198i)

ShOrt, R. Rhythmic habit patterns and lyel%vioral development. In

R. Simeonsson (Chair), Infant ehavior and development. Sym-

posium presented at the-iliTTTnburg Conference on Research in
Mental Retardation/Developmental Disabilities, Gatlinburg, TN,

March 1981. %

Simeonsson, R. J. (Chair). Vmposium: Infant Behavioral
Temperament--Clinical applications of the CRIB and temperament

scales. Society for Research.in Chird-DTviToiToMent, Boston,

RT, April 1981.

Simeonsson, R. (Discussant)." Fam4lies of handicapped children..

Meeting of the,Society for Research on Uevelopment,

Boston, MA, Abril 198]). 4 ,

. .

Simeonsson, R. Agsessment of young handicapped children inprea4
school context." Kentucqrs Individual Kindergartens Training

TnTfifute Meeting, Louisville, KY,: july 1981.

Simeonsson, R. & Cooper, D. Early intervention for develop-,

mentally disabled children: A review and aniTii-is of effec-

tiveness. Conference on Current Concepts in the Care of the

High Risk Infant, Worcester, MA, June 1981.

Simeon'sson, R., & Cooper, D. A critical analysis of research on

effectiveness of earl,), Atervention. OSE/HCEEP Conference,

Washington, DC, December 1981.

Simeonsson, R., Huntington, G., & Short, R. Temperament and be-

havior in young children with sensory or motor impairments.
InterniTional So-Elet,---FrOr the Study of 80TiToiral Development

Meeting, Toronto, Canada, August 1981.

Simeonsson, R.', Huntington, G., &.Short, R. Tempe'rament charac-

teristics of young handicapped children. OSE/HCEEP Confer- i

ence, Washington, DC, December 1'981.

Sparling, J. J. Evaluating the effedtiveness of _family involve-
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ment in Project CARE. OSE/HcEEP Conference, Washington, DC,

DeceiEer 1981.

,

Turnbull, A. Parent involvement in early,childhood special eduL

cation: Paradoxes and contradictions. Minnesota Round Table
17-SiTly ChildhoodtEcation VIII, June 1981.

Turnbull, A. Parents' perspectiv.es on mainstreaming and spe-
cialized preschool services. AmeTican Associationon Mental
Deficiency, Detroit, MI, May 1981.

Wasik, B. Problem solving training with parents of young chil-
dren. X5-6E-TaTion, for the Advancement of BehaVior Therapy,

Tbronto, Cahada, November 1981.

Wasik, B. H;-Parentin9 and problem solving: Is there a rela-

tionshi ? S erence, Washington, 67:-Ecedb-J-

1981.

Wasik, B. H. Problem solving skills and parenting: Is there a

rel'ationship? Handicapped ChildrOT Early EducafiEn-7176:
ject/Office of Special Education Director's Conference, Wash-
ington, DC, December 1981.

Wasik, B., Bryant, D., & Fishbein, J. Assessin problem solving

skilis of parents. Association for the Advancement of Be-
haviorfitTerapy, Toronto, Canada, November 1981.

Wiegerink, R. Parent involvement in IEP meetings: Revelations

of.recent reilFFEF. George Mason Tiiversity's College of Pro-

- TesTior'lia- Stddies, Mainstreaming and Normalization for the

Handicapped: Goals and Results, Arlington, VA, June 1981. ,

Wiegerink, R. Preschool efficacy and parent involvement. Min-

nesota Round Tab e in'Early..Chil51Tood Education, Minneapolis,
MN, June 1981.

Wiegerink, R. Early education: Review and preview. Ainnesota
Conference on Early Education 7O7-tEe Handicapped, Minnea-
polis, MN, September 1981.

Widgerink, R. State ,of the art and current issues in family in-

tervention strat0ii-s. OSE/HCEEP-707eTiTeT-gi-s-Fington,

December 1981.

Winton, P. Parents jrith handicapped children:. Transition to
preschool: 'Needs of the 90's. Research Conference on Young
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Children and Their Fiamilies,.Anaheim, CA, June 1981.

Winton, P., & Tunbull, A. _Coping patterns over time,: Main-

streamed versus specialized preschools. 35-EleTTforTeTgarch
in Child Development, Boston, MA,.April 1981.

1982.

Braitmeyer, g., & Ramey, C. T. Biosocial vulnerability and
quality of postnatal environment as co-determinants oTTntel-
lectual development. Gatlinburg Conference on Research in
Meta1 Retardation/Developmental Disabilities, Gatlinburg, TN,

April 1982.

Bristol, M. M. A stress management workshop for directors of
parent training centers. Invited and sponsored by the Early

Childhood Section of the Louisiana State Department of Educa-
tion, Baton Rouge, LA, February 1982.

Bristol, M. M. A S.A.N.E. SYSTEM for Coping with Stress in Fami-

lies of Handicapped ChilTeri. -FT/ited paper presented af-fET
Southern Regional (SUPER) Conference, Baton Rouge, LA, Febru-

ary 1982.

Bristol, M. M. Parent involvement in pre.school programs for

handicapped children. Invited paper presented at the Southern
Regional (SUPER) Conference, Baton Rouge, LA, February 1982.-

Bristol, M. M. An invited workshop on coping with stress in
families of handiFiTT,Ft children. Sout ern-M7o-C1Min-Tor
Chi dren,Under Six Conference, Tulsa, OK, March 1982.

Bristolt M. M. Research Symposivm: Career Education (Panel

Moderator). American Association on Mental Deficiency,

Boston, MA, June 1982.

Bristol, M. M. The use of quantitative interviews in research'
with parentsof handicapped children. American Association on

Mentor Deficiency, Boston, MA, June 1982.

Bristol, M. M. Stress and coping in families of handicapped

children. In M. M. Bristol (Chair), Symposium on the Carolina
Institute for Research on Early Education of the aFaicapped:
Research findings and implications for practitioners, American
Association on Mental Deficiency, Boston, MA, June 1982.

Bristol, M. Stress and coping in families of handicapped we

children. In N. Johnson (Chair), Symposium on.the Carolina T



Institute for Research on Early Education of the Handicapped:
Research findings and implications for practitioners, Second
Annual interact Conferences, Boston, MA, June 1982.

Bristol, M. M. Fathers of autistic children (Panel Moderator).
National Soci-EtTfirr-Ki.tistic Children, Omaha, NE, July 1982.

I "Br'istol, M. R. L_Sghopler, E. Coping_ and stress in families of
autistic children. Gatlinburg ConferencTirTTesearch in Men-
tal Retardation/Developmental Disabilities, Gatlinburg, TN,
April 1982.

Bristol, M. M. Dealing with the fami stress of an autistic
child (Panel Moderato77 National TEACCH Conference on the
Effects of Autism on the Family. Chapel Hill, NC, May 1982.

Bristol, M. M. Home environment for developmentally disabled
children. UnT57-sity of Washington NICHHD Conference on n-
vironments for Devel.opmentally Di sabl ed Persons, Seattle, WA,
August 1982. ----

Bryant, D., Ramey, , C. T. , & Burchinal M. Intervention effects
on mother-child interaction. InternationalConference on
rTfant Studies, AustIn, -TX, March 1982.

Hocutt,,A. M., McKinney, D., & Wiegerink, R. The implementation
of the HCEEP parent involvement policy. American Association
on Mental Deficiency, Boston, MA, June 1982.

3Huntington, G. S. Temperament characteri sti cs of young handi-
capped children. SoutheasterniConference onffuman DeVeibT-
ment, Baltimore, MD, April 1982:

,Huntington., G. S. Developmental profiles.of handicapped and non-
handicapped infants at 6-12 & 18 months. American Association
on Mental De-fic-Tericy, Boston, FA., June 1982.

Huntington, G. S. Child assessment project. In M. M. Bristol
(Chair), Symposium on the Carolina Institute for Research on

, Early Education of the Handicapped: Research findings and im-
plications for practioners. American Association on Mental
Deficiency, Boston, MA, June 1982.

Huntington, G. S. Cfiild Assessment Project. In N. Johnson
(Chair)Symposium on the Carollna Institute for Research on
Early Education of the Hand,icapped: ResearchiTndings im-
plications for practioners. Interact Conference, Boston, MA,
June 1982.

1

182

2u

a



Huntington, G. S., & Short, R. J. Carolina Record of Individual

Behavior: Characteristics of infants and toddlers with Down

. International Conference on Infant Studies, Austin,

X, March 1982.

HUntington, G. S., & Simeonsson, R. J. Temperament profiles of

Down syndrome toddlers. Gatlinburg Conference on Research-in
Mental Retardation/DeveloOmental Disabilities, Gatlinborg, TN,

April 1982.

Jens, K. Non-traditional assessment strategies for use with pre-
school handicapped children. Preschool Specgraird:---
Assessment and Management Conference,'Chapel Hill, NC, Kay

1982.

Jens, K. Linking assessment and curriculum development strate-'
gies in designing instructional programs for severely handi-

capped students. Southern Regional Educatioi Conference,
Baton Rouge, LA, February 1982.

Johnson, N. Values clarification in early intervention. Confer-

^ ence for 5iFT7-Intervention Workirs, Tarrboro, NC, January

1982.

Johnson; N. Working with difficult parents: Identifying pro-

blems and p]annin9 strate9ies. North Carolina Early Interven-
tion COTITerence-- entral Region, ChaOotte, NC, February

1982.

Johnson, N. Infant assessment: The state of the art. Council

for Except-5717-Children, Houston, TX, ApriT79137:

Johnson, N. Preschool assessment: The tie to curriculum. Link-

ing Developmental Assessment to CurriTiTum (Conference soon-
soled by the NC State Department of Public InstructiOn),
Raleigh, NC, April j982.

Johnson, N. Curriculum development., In M. M. Bristol (Chair),
Symposium on the Carolina Institute for Research on Early Edw.

cation, .of the Handicapped: Reseatch Findings and Implication's

for Practitioners. American Association on Mental Deficiency,

Boston, MA, June 1982.

Johnson, N. Curriculum development. In N. Johnson (Chair),,Sym-
posium on the Carolina Institute for Research on Eacly Educa-

tion of-The-Randicapped: ReseardiTindings and Imp ications

for Practitioners. Interact Conference, Boston, MA, June (
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183



A

Johnson, N. Working with'difficult parents: Identifying pro-
blems and planning strategies. North Carolina Early interven-
tion- aFference, Western Region, Cullowhee, NC, June 1982.

iJohnson, N., & Attermeier, S. The Carolina Curriculum for Handi-
capped Infants, Preschool SpeTETal Child. Assessment'and Man-
agement Conference, Chapel Hill, NC, Mky 1982.

Johnson, N., & Attermeier, S. The Carolina Curriculum for Nandi-
capped Infants. Anniversary Synposium at the Division for
Disorder-7717-Uevelopment and Learning, Chapel Hill, NC, April

,1982.

Lewis, I. Programming for parent\ involvement in the earliest
7617years of day cares -Sthern ssociation ori-DITTaren Upder Six

Conference, Tulsa, OK, March 1982. .

A
MacPhee, D., Baker-krd, L., & Ramey, C. T. The effects of model

vs. modal daycare on the development of-high-risk children.
SoufFeTiTern Conference on Human Devel-6pment. Btltimore, MD,
April 1982.

Ramey, C. T. Systems theoryand human development. Invited
conversation hour discussion. International Conference on
Infant Studies, Austln, TX, March 1982.

Ramey, C. T., & Yeates, K. 0; Iamily clusters of:children at
risk for developpental re rdation. Gatlinburg Conference on
Reseir7F in Mental Retar ation Developmental Disabilities.
Gatlinburg, TN, April 82.

Ramey, C. T., Yeates, K. O., & Short, B. A. systems theory
perspective on the plasticity of intellect. The Merrill-
Palmer Conference pn Dqvelopment. Detroit, MI, May 1982.

Short, R. J. Rhythmic habit patterns and behavioral development.
Council for Exceptional Children's 60th Anniversary Conven-
tion, Houston, TX, April 1982.

Short, R. J., & Simeonsson,'R. J. Rhythmic habit patterns as a
function of handicapping condition. Inter7Yfionai Conference
on Infant Studies, Austin, TX, March 1982.

Simeonsson, R. J. Goal attainment scaling to evaluate progress
. of handica ed children: Council for Exceptional Chi dren s

TUth Anni ersary Convention, Houston, TX, April. 1982.
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Simeonsson, R, J. Chairperson: Empirical and clinical issues in
the assessment of temperament. Southeastern Conference on
Human Development, Baltimore, MD, April 1982.

Simeonsson, R. J. Discussant: Symusium on families of handi-
capped childrv. Gatlinburg Conterence on Researchin Mental
Retardation/Deeelopmental Disabilities, Gatlinburg, TN, April
1982.

Simeonsson, R. J., Cooper, D., & Farran, D. Socialization and
development: A prospective analysis'. Gatlinburg Conference
on Research in Mental Retardation/Developmental Disabilities,
Gatlinburg, TN, April 1982. :

Simeonsson, R. J., & Huntington, G. S. Temperament profiles of
Down syndroMe toddlers, International Conference on Infant
Studies,fimstin, TX, March 1982.

Simeonssun, R. J., & Short, R. J. Carolina Record of Individual
.Behavior (CRIB): CharacteristidTTFITTants and toddlers with
Down s ndrome.. Gatrinburg Conference oh Research in lientiT---
.ReTair ation evelopmental Disabilities, Gatlinbprg, TN, April
1982.

Turnbull, A. Normalization-in the neighborhood, church and"
community. Keynote address at Technical AssisTIFETNMery
System Mainstreaming4Conference, Raleigh, NC, March 1982.

Turnbull, A. Parent-professional partneeship for 1980s.
'Missouri 'Council for Exceptional Children, ta-k-eO-fe
Ozarks, MO, March 1982.

Turnbull, A./. Dissemination of research to policy makers: Issues'

and futuee directions. Council for Exceptional --57-1-dren,

HousTo1T-1X, April 1982,

Turnbull, A. Point-counterpoint forum: Issues in the education
( of handicapped children. 'Association for Retardirtitizens,

Kansas ARC,Jopeka, KA, April 1982.

Turnbull, A. Discussant at symposium on parent-researcher
'relationship. American ASsociaton on Mental Deficiency,
Boston,,MX, Jun 1982. .

Wiegerink, R. Serv ces integration and consumer involvement.
Special Educatuln Meets the 80's: Year III Conference, Baton
Rouge, LA, February 1982.
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Winton, P. Parents' i)erspective on preschool services: Main-

streamtd and specialized. ,TecE"Fical Assistance Delive7,77Ys-
-tem Conference on Mainstreaming, Raleigh, NC, March 1982. ,

Winton, P. Dissemination of research to parent: Issues, bar-

riers and future directiOns. Council for ExceptiOnIT-Chir:
dren, Houston, TX, April 1982.

Winton, P. The use of 9ualitativemethods in conducting.research
with parents of handicapped children: Pros and cons. Amer-

ITirT Assoclation on Mental Deficiency Conference, Boston, MA,

June 1982.

Winton, P. Parents' perspectives on preschool mainstreaming:
Research finiings and implications. Interact Conference,

Boston, MA, June 1982.
, 4

Winton, P. CIREEH research'on parent perspectives on preschool

mainstreaming: Implications for practitioners. Ameri,can

Association on Mental Deficiency, Boston, MA, June 1982.
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Additions to CIREEK Products and .P,resentatiions:'

CurriCuJa, Manuals,.and Instruments

Bryant, D. M., Wasik, B. H., & Fishbein, J. Manual for Parent

Problem Solving Instrument. Unpublished 'Manual, Frank

, Porter Graham Child Development Center, University ofNorth

Carolina at Chape1 ilT, 1982..

2. Articles, l'eviews and Proceedings

Waslk, B. H., Bryant, D. M., & Fishbein. J. Assessment of,low

and middle income parents' problem solving skills. Proceedings

of the Association for Advahcement of Behavior Therapy, 1981,

Torl5Ffo, Cannada,:in press.
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CHAPTE,R.14

Research Training Activities

A

4

One of the foreilost suppledientary benefits of ap organizaVon .
such as CIREEH is that it provides oRportunities for new scholars in,

field to tecome interested and involved in the research process.-.
A number of resear\ch training activitles were iirovided by CIREEH for
students and post-doctoral fellows at the University.of North
Carolina and, to some extent, for students from other places. A

major activity was the involvement of the students in the actual re-
search enterprise. Concomitant with this experience were oppor-
tunities for some students to write master's theses and disserta-
tiOns on topics being addressed by CIREEH research. The other major
training activity was the opportunity for students both those oaf-
ticipating in CIREEH reseArch and other students, at the university
to attend seminars and colloquia presented by CIREEH and other com-
ponents of the Frank Porter Graham Child Development Center.

By articipating in the actual research process, students were
ableto work directly with researchers who were seeking new kncm-
ledge on important topics. Since 1977, CIREEH has provided research

training to. 49 students: 7 pos,t-doctoral, 61 graduate, and 1 under-
graduate (see Table 14-1)., Twelve dissertations have been completed
out of this work; two dissertations and one thesis are in process
(see Table 14-2 for a list of these products).

By working with CIREEH projects as research assistants, these
students and postdoc.toral fellows gained experience in the many
steps that move a research project from initial planning through
data collgction and analysis to reporting of results. By partici-

pating in.planning new studies within the projects, students grap-
pled with the 1:i(oblems of research design, sample'selection and pro-
curement, instrument,evaluAtion and selection, and data analysis.
By assisting with-reviews of the literature, students became in-
formed about the work of other investigators regarding the issues
under study.

Students were involved in the data collection process and had
an opportunity to gain exilerience in such aspects of this process as
obtaining informed consent, schedulfng subjects, administering
tests, interviewing subjects, coding observations, and operating
various types of.laboratory equipment. Their training placed

1 N



Name

Table 14-1

. CIREEH Research Trainees

Dates
Affiliated Current Position Current Location

Post-Doctoral Fellows and Investigators:

*Judy Adams. Ph'. D .

4o. *John Brownlee, Ph.D.

9/76-6/77

9/79-6/81

4 Assistant Professor

Assistant Prufssor.

Pu6lic Health Nursing
UNC, Chapel Hill, NC

Dept. of Consumer & Family
Relations

University of .Utah.

Salt Lake Ci tr,-- UT

,,

00 Roger Cox, Ph.D. W8I-5/81 Director Psychology, University
Affi 1 iated Center f'\
D. D. Children '''

University of Texas
Dallas, TX

*Barbara Goldman, Ph.D. 11/80-6/82 Post-doctoral Fel low CIREEH, FPG Center
UNC, Chapel Hill, NC

*Susan &ale, Ph.D. 8/79-7/80 Assistant Professor - Penn State University

,

State College, PA

Robert Orr, Ph.D. 11/80-6/81 Ast ittat-Profes s or -Dept.-of Psychology-
University of Windsor

Windsor, Ontario
Cannada, NPB3P4

Jocelyn Weddell- 6/81-12/81 Post-doctoral Fel low Division for 'Di sorde.rs of

Monnig, Ph.D.
Development and

Learning
UNC, Chapel Hill, NC

*Students who also participated in the Frank Porter Graham Child Development Center's Research

Training Program
2JJ 3



Vs4

svs

Name

Table 14-1

CIREN Research Trainees

- Dates
Affiliated Current Position Cuerent Location

Post-Doctoral Fellows and Investigators: I )
.

3 .

,

*Judy Adams Ph.D. 9/76-6/77 Assistant Professor

*John Brownlee, Ph.D.

Roger Cox, Ph.D.
co
(.0

*Barbara Goldman, Ph.D.

*Susan McHale, Ph.D.

Robert Orr, Ph.D.

Jocelyn Weddell-
Monnig, Ph.D.

*Students who also
Training Program

, 2/81-5/81

11/80-6/82

8/79-7/80

11/k-6/81.

6/81-12/81

Assistant Prof.:ssor

Director

Post-doctoral Fellow

Assistant Professor

Assiitant ProfessOr

Post-doctoral Fellow

participated in the rrank Porter Graham Child

Public Health Nursing
UNC, Chapel Hill, NC

Dept. 'of Consumer & Family

Relations
University of Utah
Salt Lake City, UT

Psychology, University
Affiliated Center.for
D. D: Chtldren

University of Texas
Dallas, TX

CIREEH, FPG Center'

UNC, Chapel Kill., NC

Penn State University
State College, PA

Dept. of Psychology
University of Windsor

Windsor, Ontarto
Cannada,-NPB3P4

Diision for Disorders of
Development and

Learning
UNC, Chapel Hill, NC -

DevelopmentNCenter's Reseaech
21.0



Name

Table 14-1 continued

CIREEH Research Trainees

.Dates

Affiliated, turrent Posititin
I. -qurrent Locatfou

Graduate Students:

Joan Anderson

Martha Arnold

*Lynn Baker-Ward

*Paula Beckman-Bell

*Jan Biacher

*Marie Bristol

Pe; BUrchinal

Judy Burke

9/78-8/79 Graduate Student

10/78-12/80 .Free-Lance Educationar
Media Specialist

7/78,6/82 Graduate Student

7/79-6/81 .
ASsistant ProfeSsor

9/77-5/79 Assistant Professor

.9/77-12/78 Assistant DiregIor:

1/79-6/82

8/78-10/81

Social Resear.C'h Assistant
and Graduate Student

7

LaW Student

*Students who also participated in the Frank Porter Graham Child

Development Center's Research Training Program
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Technical Assistance Delivery'
System

UNCi Chapel Hill, NC

Old Hillsborough Road
Chapel Hill, NC

Development Psychology.
UNC, Chapel Hill, NC

Dept. of Spec. gducation
University of Mb:yland
College Park, MD

Div. of Spec. Education
Dept. of Education
University of Califprnia
Riverside, CA

CIREEH, FPG Center
UNC, Chapel Hill, NC

Project 'CARE, CIREEfl

FPG Center
UNC, Chapel-Hill, NC

.School of Law
UNC, Chapel:MU, NC
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Name

lor

Table 14-1 continued

CIREEH Research Trainees

Dates

Affiliated 'Current Position Current Location

GradUate Students:

Walte Creekmore

DeWitt Crosby

Art Cross

Jill Fishbein
111W

Raymoh0 Gallaghèr

*Sharon 'Gerber

Michael Gerner

2/80-8/80 Assistant Professor

9/78-8/79 ReceritPh.D.,
7 Nr

9/7975/80 Associate PrOfessor
tfb

8/79-7/81 Pediatric Psychdlogy
Intern

r 9/78-7/80 Director

Northeastern Lousiana
Univatsity

Monroe, LA

711 Clemerit

Charkatte, NC

Dept: of Spec. Education

. Appalachian State University

Boone, NC

School of Medicine
University of Maryland
Baltimore, MD

Infa9t Program
Illinois Institute for

Development Disabilitties

Chicago, IL

9/81-5/82: Graduate Student Developmental Psychology-
UNC, Chapel Hill, NC

9/81-12/81 Consultant -
Orange County School Systems
Hillsborough, NC

*Stud6nts who also participated in the Frank Porter Graham Child Development Center's Research

Training Program
_
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Table 14-1 continued

CIREEH Research Trainees

Dates

Affiliated Current position Current Location'

Graduate Students:

'Ellen Gillespie 9/0-5/79 Associate Director Dept. of Spec. Education
State Dept. of Louisiana
Baton Rouge, LA

Jean Gowen 9/77-6/82 Coordinator

Sandra Gray *9/79-5/80 Graduate 5tude0

Gwen Gustafson 9/78-6/79 Assistant PrdkOssor

Anne Hocutt 9/78-5/81 Consultant

GairHumtington 4 11/78-6/82 Rese4pch Assistant

*Connie Kasari 9/81-6/82 Graduate Student

Judith Leonard 9/78-5/79 . Lawyer

*Students who also participated in the Frank Porter Graham Child
Development Center's Research Training Pcogram

'

CIREEH, FPG Center
UNC, Chapel Hill, NC

Developmental Psychology
UNC, Chapel Hill, NC

Dept.'of Psychology
Northern Illinois University
DeKalb, IL

CIREEH, FPG Center
UNC, Chapel Hill, NC

CIREEH, FPG Center
UNC, Chapel Hill, NC

Special Education
UNC-, Chapel Hill, NC

Office of General Counsel,
Dept. of Education '

400 Maryland Avenue
Washington,,DC
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Name

Table 14r1 continued

CIREEH Research Trainees

Names

Affiliated Current Pos i tion Current Location

IGraduate Students:

Maryd*ou Lyon 9/81-6/82 Graduate Student Special Education
UNC, Chapel Hill, NC

*Dave MacPhee 7/79-6/82 Graduate Student Developmental Psychology
UNC, Chapel Hill, NC

Trina Maples 1/81-6/81 Geaduate Student Psychology
UNC,ithapel Hill, NC

-a Thomas Mates , 7/80-9/81 Gradua Student Psychology
UNC, Chapel Hill, NC

Love Mills 3/81-5/82 On-the-market. Cincinnatit Ohio

Karen O'Donnell 9/79-8/81 Post-doctoral Fellow Illinois Institute for
Development Disabilities

Chicago,.IL

4

*Peggy Ogle 9/80-6/82 Graduate Student Special Education
UNC, Chapel Hill, NC

Susan Parse 1/79-7/79 Director Early Education Program
Olympia, Washington'

Jane Perrin 9/79-5/80 Psychologist Student Health Clinic
UNC, Greensboro, NC

*Students who also articipated in the Frank Porter Grahain Child Development

Center's Research Training Program 4
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Table 14-1 co4lnued

CIREEN Research Tc:ainees

Name

Dates

Affiliated

Graduate Students:

8/77-8/79

t
11/79-6/82

Rebecca Pos.ante-Loro

Ann Rhyne

bb

Julie Robinson 9/79-5/80 :

Dorit Roer-Bernstein 9/80-6/82

Carol Schrimp, 1/80-12/81

Rick Short 10/80-6/82

Clifford Stephens 1/8Z-6/82

Pam Winton 9/80-6/82

2

Current .Position
4 '

Current Location

Director

Social Reseapch

UnknOwn

Graduate Studeht

Social Wor6pr

Researdh sistant

Graduate Student

Research Associate

Early Childhood Education
State Dept. of Education
Baton Rouge, LA

*stani Project CARE, CIREEH
FPG Center
UNC, Chapel Hill, NC

75 Janet Street
Jesmund, New South Wales

Australia

Psychology
UNC, Chapel Hill, NC

Operation Awareness
Fayetteville, NC

FPG Center
UNC, Chaliel Hill, NC

Clinical Psycnolwy .

UNC, Chapel Hill, NC

CIREEH, FPG Center 6
UNC, CHapel Hill, NC



Name

1

TabTe 14-1 cont1nued

CIREEH Research Trainees

Dates

Affiliated Current Position

,

Current Location

Graduate Students:

Janice Wheelon

Keith Yeates

Undergraduate Students:

Debbie Mills

.4.

. 2:2_,

10/78-12/80

9/81-6/82

4/81-6/82

Educattonal Speci al ist

Graduate Student

Computer Programer

*

k

EPG Center .

UNC, Chapel Hill., NC

Clinical Psychology
UNC, Chapel Hill, NC

Data Management
Statistical Unit
UNC, Chapel Hill, NC

2')-N,,,.,.,,

A

0.
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Name

Table 14-2

CIREEH 'Research Training:

Dissertations and Theses

Title Date

Dissertations:

Joan Anderson

Paula Beckman-Bell

Z5 Jan Blacher-Dixon

Marie BrisIol

- Positive and negative affective responses as developmental

markers in moderately and severely handicapped infants

and toddlers.

A study'of the relationship between child characteilistics

and stress as reported by mothers.

Social intelligence.in early childhood: A diagnostic

and comparative study of fundamental :.communic4ion skills

in young retarded and nonretarded children.

1980

1980

1979

Maternal coping with autistic children: The,effects of 1979

child characteristics and interpersonal supports.

Valter Creekmore The relationship between the development of visual

preference and selected affective responses in normal

infants.

Art Cross Parental characteristics of family adaptation to a

handicapped child.

2')"

1979

1980

2')



Name

Table 1412 continued

CIREEH Research Training:

Dissertationsiand Theses

Title Date

Dissertations:

Raymond Gallagher

f

Pdsitive affect in physically handicapped, mentally
retarde4 infants: ,Its relationsnip to developmental
age, temperament, OhysicaJ status.,and setting.

1979

Anne Hocutt Parent involvement policy and prattice: A study of 1979

.
parental participation, in early education projects"

for handicapped children..

Susan McHale Changes in the play in -Communicatory behavior of 1980

autistic and nonhandicapped children as a function,

of repeated interaction. Unpublished doctoral

Susan Parse A comparative study of maternal and profes,sional 1979

appraisals of.handicapped preschool children.

Rebecca Posante-Loro Factors relited to maternal satisfaction with ,early 1978

Pam Winton

childhood education services.

Descriptive study on parents,p4rspectives of preschool 1980

progress: mainstreamed and specialized.

4r
.2
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Name

Table 14-2 continued

CIREEH Research Training:

Diss.ertations and Theses

Title

A

Date

Dissertations In Process:

,dean Gowen

Tom Mates

peggy Ogle

Master's Theses In Process:.

Gail Huntington

Effect of peer presence on creative symbolism of

3- and 5-year old high risk children.

Siblings of autistic children: The effects of

age and sex on home and school adjustment and

achievement.

The sibling relationship: Parental perceptions

of the nonhandicapped versus the haridicapped/

nonhandicapped sibling dyad.

in process

in process'

in process

A study of the relationships between development, in process

behavior, and temperament in infants of three ages.



special emphasis on the care that must be taken in the data reduc-
tion and data analysis processes. -Many of the students worked with
the Frank Porter Graham Child Development Center data management
team and thus gained experience in the use of computers for data
analysis.

Through attendance at advisory committee meetingsrarnd CIREEH
staff meetings, knowledge of the research process was/augmented by
hearing professionals critique each %her's work and offer recom-
mendations. Students had opportunities to meet with consultants who
were. called in for various aspects of the research process. For in-,

stance, in the parent involvement project, students and as the in-
vestigator met with consultants from the Institute for Research in
Social Science regarding the design of survey instruments. Partici-
pation in staff meetings at the project level, as well as the gen-
eral CIREEH staff meetings, provided the students with a first-hand
look at the manner in which a large-scale multi-investigator re-
search institute is organized and operated.

The students were also invo ed the final step ol a research
project, that is, reporting of res s. They wrqe, or assisted in
the writing of, 40 publications, g,,ave 34 coriferenee presentations;
and co-authored 27 other conferette presentations. (CIREEH publica-
tions and presentations are list d in Chapter 13 of this report.)

In some of the CIREEH projects, assessment instruments were de-
liveloped and curriculum materials were created. Students were in-
volved in these projects as well; By participating in instrument
development,'they learned about writing items, field testing the in-
struments, and estimating reliability and assessing validity. Stu-

dents who were involved in the development of curriculum materials
learned howito write materials for a specific audience. Experience
was also gained in field testing and evaluating the materials and
using the results for revising the materials.

In addition to,the research activities described abOve, 11
CIREEH students and post-doctoral fellows were also involved 'in the
Research Training Program at the Frank Porter Graham Center. The
Research Training Program is designed for doctoraT and post-doctoral
trainees who-desire special competence in child development at the
University of North Carolina at Chapel Hill. Students who are ac-
cepted into the Graduate School in their department of choice are
eligible for support, provided that they demonstrate excellent sci-
entific promise and a commitment to research in areas related to
mental retardation. Although the program includes both doctoral and
post-doctoral trainees, the emphasis has been on the doctoral pro-
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gram. Research training'at FPG, under this program, has included a
combination of practicum experiences, seminars, and internship

studies. CIREEH trainees who also participated in the FPG Research
Training Program are indicated in Table 14-1.

The multidisciplinary nature of CIREEH is reflected in the
fields represented by the students who received research trainihg

within the Institute, These students came frorK the divisiohs of

Special Education, Human Development and Psychologi rvices, and

Curriculum and Instruction in the School,of Edu ion. Other stu-

dents came from the departments of Psycholo and Biostatistics, the

School of Social Work, and the Schoel of La . CIREEH has been en-

tiched by the participation of stude rom these disciplines. -For

example, the law student assisted th the preraration of guidelines

for obtaining informed con nt.

,
Through several se, es of seminars and colloquia, students re-

ceiving training thro h CIREEH were able to hear presentations by a

number of outstanding cholars 1. the field. For example, through

the seris of colloquia resen ed the Research Training Program

they heard presentations b h s olars as Sandra Scarr, Michael-

and Lisa Wallach, Marion Blank, J: cVicker Hunt, Michael Guralnick,

and Richard Bell. The Bush Institute for Child and Family Policy of

,the Frank Porter Graham Center presented a colloquium series which

included such distinguished professionals as Richard R. Nelson,

Director of the Institution for Social and Policy Studies at Yale

University, and Lois-ellin Datta, Associate Director for Teaching

and Learning Programs at the National Institute of Education.

Another set of regular medtings at the Frank Porter Graham Center

offers the participants, students, and others an opportunity to be

infIrmed about ongoing research at the Center. These are the month-

ly'hbag lunch meetings" where people from the Technical Assistance

Program and Development Division of the Frank Porter Graham Center, .

as well as these fronithe Research Division, update their colleagues

on their work. .

Three series of seminars were presented b i CIREEH. The first

series was on assessment and included presenta ions by CIREEH in-

vestigators on a multivariate approach to outcome assessment, a re-

view of parent involvement survey instruments, assessnents with high-

risk children and their families, methods for studying child devel-

opment in the network of family'arld school relationships, and infaak

curriculum de4lopment and assessment instruments. The second

series was on CIREEH research on families. Research methods and re-

sults were presented,and discussed in these seminars regarding the

following topfcs: parent involvement programs for preschool handi-

capped, parents' role in mainstreaming of preschool handicapped
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children, families of autistic children, stresses in support systems

for families of handicapped children, siblings of handicapped chil-

dren, and the network of family and school relationships. The third

series included a working session on dissemination of results from

the family studies, conducted by Joseph Sanders of the FPG Ommuni-
cations Office and the following presentations: "A Sociological

Approach to the Study of Families," Dr. Ida Simpson; "Policy Issues .

in the .Care of Handicapped Children: European and American Perspec-

tives," Dr. Robert Moroney; and "Child Care: Cross Cultural Per=

spectives on the Roles of 'Extended Kin," or. Carol Stack.

In addition to the training activities offered to CIREEH
trainees, CIREEH personnel also,provided workshops and seminars for

other students and practitioners. For instance, 58 students who

worked in Dr. Nancy Johnson's Infant Treatment Group at the Division

for Disorders of Development and Learning (DODO attended a seminar''

on research implications for intervention with handicapped infants

where the curricula for handicapped infants and tdddlers developed

'by Drs. Jens and Johnson was discussed. Workshops have been pre-

sented to practitioners on various aspects of CIREEH work. For in-

stant-C-1)r. Earl Schaefer presented a seminar on "The Validity of

Parent's and Teacher's Contributions to Screening for Handicaps" at

the Division for Disorders of Development and Learning, the Univer-

-sity of North Carblina. Investigators with the curriculum develop-

ment project have also presented special workshops for students
visiting from other universities regarding programming for the
severely and multiply handicapped infants.
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CHAPTER 15

The Impact of CIREEH on the field

of Early Education for the Handicapped

The question of the impact of a program of research,upon clini-
cians and educational practitioners has,been a complex and difficult

dne. Glaset. (1976) indicated that there was a time between innova-

' tion and implementation of 19 years, even with such major innova-
tion§ as hybrid corn, dral contraceptives; or the video-

tape recorder.

The sedond major limitation on immediate impact is the size of

the enWprise which is targeted. Oth over 14,000 school districts

dhd over 4 million exceptional children receiving service, the im-

mediate translatability of research to such programs becomes an un-,,-

likely event': The'qUestion,. then, is how should impact be judged?

There are two broad-intermediate approaches that would seem to

be appropriate. One way in which to estimate the impact the Insti-
tute has already had is to examine the level of'dissemination that

has taken place through publication and distribution of resear.ch re-
ports, literature reviews, curricula materials, and assessment-1-4

struments and through presentations at conferences and meetings.

The second way in which impact can bexjudged is through feedback the

Institute has received from the field regarding utilization of re-
search results, assessment inStruments, and curriculum materials.

For example, there is eviderite that more training programs are in-

cluding fathers after CIREEH research found that fathers of handi-

capped children wanted more involvement with their children

These two approaches can indicate some basic ways in wl4'ch the

research institute is already having, and will continue to have, an

impast on the field. In addition to the two limitations decribed

above, there is an additional reservation regarding assessment of

the impact of research emanating from any one research project.

Research is carried out in the context of a large number of concur-

rent professional and social trends that may be moving in the same

direction. Therefore, the fact that there is a concomitant inter-

est in fathers, for example, cannot necessarily be assigned as an

impact of onlSi one particular research program.

Our attempts at analysis of the impact'of CIREEH are presented
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with these reservations in aind. Long-term impact of research.pro-
grams may not be felt fdr 10 or 16 years. Even then, the impact

will be through a diffuse Osmosis of the significant results of the
prodram vi4the professional literature and, from there, into'prac-

tice.,

Dissemination Activities

CIREEH dissemination activities are dew'i,bed in montr*ail in
Chapter 12 of-this.report and CIRtEH products and conference presen-
tations are listqd in Chapter 13.

A review of CIREEHdissemination activities reveals that CIRREH
has produced 105 publications and several assessment instruments and

sets of curriculum Materials. Approximately 150 HCEER. projectA
receive regular conmunications from CIREEH as part of the FPG Cen-

ter's national mailings; these mailings bring information about

CIREEH to more than 20,000 pders. Information released regularly

includes the Developments nei/sletter, CIREEH abstracts of scholarly
articles, the CIREEH Status Report of the FPG,Center (which contains

a section devoted to CIREEH). Over 22,0Q0 copies of publication&
containing information about CIREEH.have been distributed from thlb

Communicatlons Office. In addition, the Communications Office
staffed display booths at two national conferences for the purpose
of distributing materials from all four ,early childhood research

instit tes.

In ddition to these printed products, CIREEH has inffted a 1

_wide variety of audiences about its research findings through 193 r

presentations at conferences and 'other meetings.

In the nex ec ,on; feedback regarding CIREEH impact which has

been received y MEER tnvestigators will be discussed.

Successful Parents Rroject

The results of this research have been presented to consumer
groups in both written form (i.e., articles and reports) and in oral

presentations through maior conferences on the handicapped child.
The key findings that seemed to have had impact were the special
problems of the father's role in families of handicapped children.
Both fathers ahd mothea appeared to be un-able to find specific ^

ways to play a more aellive role.

4;

The secon'd finding that seemed to have had some effect, as in-
dicated by the response ofsconference participants and in subsequent
cocrespondence,mas a disoovery of a rather traditional role pattern
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in families of handicapped children. These families deviated little

from the pattern expected in families of nonhandicapped children.

In short, there appears to be no dramatic realignment of respon-
sibilities that is apparent in the families of handicapped children.
This may indicate that we, as profes§ionals, are spending more time
concerned with the dramatic adjustments the family has to makt in
coping with a handicapped child without realizing that the faMlly
basically appears to make only minor adjustments to this event, at
least as long as the child is of preschool age.

The third Mijor aspect of this project which appears to have
had impact on the field is" the assessment instrument which was,de-
veloped, the Parent Role Scale. Even in pilot form, it has at-

tracted a great deal of attention.. The Parent Role Scale charts the
allocatioh of responsibilities, on the part of the father and

mother. There have been several requests for the use of'the Parent

Role Scale. We have delayed distributing them in wider fonn pending

modest revisions of the items and more validation data. We have

also developed a "one-parent" fonn that we think has now been pilot

tested sufficiently to be usable.

Reprints and reports of research results from this project have

been distributed to the Handicapped Children Early Education Program

Network. These have contributed in some small way, we think, to.the
revival of interest in the role of the father within'the framework

of programs for.preschoof handicapped children. It is difficult,

particurarly, on this short-range basis,, to measure long-term Impact
when this is merely one study in a growing body of studies which

haye the father as the focus of attention.

Pairt Involvement Project

Research activities in this project were designed to accomplish

the following objectives: (1) define and describe parent participa-'

tion activities through the use of a typoloay,of activities; (2) ex-

amine the roots of current efforts to invOlve parents of handicapped

children in program activities; (3) interpret current legislative
efforts to support parent involvement; (4) assess parent satisfac-
tion of involvement; and (5) measure the extent to which parent§ are
involved in early education programs.in the HCEEP First Chance pro-

grams. The results of this research have been disseminated to a
wide yariety of audiences which have been able to utilize this in-

formation for,diver§e purposes as follows: '(1) to project directors,

to'assess and further develop their prgrams;.(2) to policy makers

and administrators to further understand the impact of policies and

national Arends in parent involvement; (3) to researchers who have

invesctOated and evaluated instances of parent involvement; and
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(4) to interested professionals and citizens who bave been affected

by parent participation programs. .

Invited papers by Ron Wiegerink, principal investigator, to the
Minnesota Roundtable on Early Education, the Napa Valley Early Chil-
dhood Conference in California, West Virginia Conference in Early

Education, and the Louisiana Special Education Conference during the

last year demonstrate the breadth and level at whatithe findings are

being communicated. Ihe movement in the field of early education
toward more parent involvement and more varieties of parent involve-

ment parallels the work of the CIREEH studies. Dissemination during

the early years of CIREEH (1977-1978) at national meetings served to .

stimulate and later reinforce this'pattern of increased parent in-

volvement. Active use of the Parent Involvement Instrument and re-
sults and continuing communication with early childhood projects

attest to the interest generated by this program of research.

Families At Risk Project

Since this.project did not begin until Year Three of the Insti-

tute, it is a bit premature to try to'judge its impact. Only one

chapter has been out long enough-to be reviewed [Parent Intolvement

(with R. Wiegerink) in M. PalUtzny (Ed.), Autism: A Practical Guide

for Parents and Professionals]. The chapter was favorably revi-ETOF
in both the Verican.Journal of Mental Deficiency and the Journal of

Autism and Developmental Disorders. The book has gone from a hard

cover Finting into paperback because of the demand. The National

Society for Autistic aildren recommends it as a primary nontech-

nical text on autism%

It is hoped that the 1,000 copies of Autistic Children in
Public Schools (Schopler & Bristol, 1980) di,stribUted by the Council

for E.xCiTtiFil Children to regular and special classroom teachers
and adOnistrators will assist families of autistic children by in-

creasing understanding of child and family'needs.

The number of requests for presentations.on the project's re-
search is another measure of the impact of this project. fhe in-

vestigator has spoken to over 1;400 parents, teachers, Aycholo-
gists, administrators, physicians, state department personnel, and

researchers. When formal evaluations were available, they have been

extremely favorable. Numerous.requests for papers and-for addi-

tional presentations have been received. 4thin the last two

months, Dr. Bristol has been requested to present papers or work-

shops for several state departments of education (e.g., Louisiana,

.0klahotharNorth Carolina), parent service delivery programs (e.g.,

Cleveltnd), parent organizations (e.g., Natibnal Society for

20.5
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Autistic Children), and research groups'. A report on this project's
research is one of 27 invited papers.for the Invitational Conference
on Environments for Mvelopmentally Disabiled Persons to be co-
sponsored by NICHND and the University of Washington. TWO invited

presentations have already been scheduled for next year.

Family Relations Project

'Almost 200-requests-have been received by this project for
copies of tke assessment instruments developed in this project.
Several other copies have been distributed at meetings.

The Parent As Educator Inventory is now being used by graduate
students at Yale University, Rutgers University, and Little Rock
University. The preschool version of the Classroom Behavior Inven-
tory has been used in education classes at Durham Technical Insti-
tute and by Special Services for Children in Raleigh. The Sibling
'Inventory of Behavior is being used in at least two research studies
at the University of North Carolina. A recent call from Ypsilanti,

Michigan requested five of the assessment instruments for possible
use in a study of the second generation in the Perry Preschool Pro-
ject. Copies of instruments have been requested by researchers in
New Zealand, Germany, Australia, and Jerusalem.

Child Assessment Project

This project can be summarized as .having an impact in three
areas: scholarly exchange, practitioner exchange, and personal con-
tacts. In regard to scholarly exchange, 14 publications have been
prepared on different aspects of early intervention research and
practices. Of these, two are chapters in books, and 12 are articles
appearikig in the periodical literature. In*addition, 17 presenta-
tions have been made at meetings of professional societies where the
audiences primarily consisted of researchers and scientists. In the

ake of practitioner exchange, the major activities have been in the
dissemination of information to various practitioners serving young
handicapped children. In this regard, 11 presentations have been
made at meetings and conventions of mactitioner groups, and four
presentations were made in response td specialized topical confer-
ences.

The third area of impact is represented by personal contact in
which individuals have made direct contact with this project for
specific information about assessment strategies and instruments.

Curriculum Development Project

There is a reasonable amount of evidence that the curriculum
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development project for severely/multiply handicapped young,children
has hack,a positive impact on a large number of prograns serving
handicapped children throughout the United States, several of its
territories, and at least three foreign countries. The authors of

-the curriculum have been requested to make presentations at eight to
ten.regional and national conferences per year regacding use of the

curriculum. Requests for copies of it, and for infonmation regard-
ing when it will be dVailable commercially, continue to come in on a

regular basis.

An HCEEP project in Louisiana has requested and obtained per-
mission to use the essential curriculum model incorporated into the
Carolina Curriculum for Handicapped Infants for the development of

its own curricular materials for distribution throughout the state

of Louisiana.

A statement intluded in the product dissemination booklet of
the U.S. Office of Education market linkage project indicated that
there was "a definite need for this productthis is a good curricu-
lum for ali children, not just for handicapped.children--it is well
organized and useful, and . . . the developmental profile is espe-

cially good."

Field testing of the curricular materials is in progress and
information received thus far indicates that persons using it as a
basis for intervention find it both highly useful and easy to use.

Project CARE

At least three projects are using the design and/or curriculum
of Project CARE as a model for their programs. The Robert Wood

Johnson Foundation and the Administration for Children, Youth, and
Families are currently investigating the possibiljty of establishing
a network of.sites dealing with prevention, based on the knowledge

they have gained from Project CARE. Joy Osofsky at the Menninger
Foundation is beginning a study using Project CARE as a model. An

intervention program for children with cerebral palsy, currently
being conducted at the J. F. Kennedy Center at Jahns Hopkins, is
using Learningames as their curriculum, and several other projects
around the country use Learningames in combination with other cur-

ricula.

A group of three researchers from the University of Washing-
ton's National Center for the Assessment of Delinquent Behavior and
its Prevention recently spent twcl, days with Project CARE's staff.
They sought infonmation about our research procedure, delivery sys-

tem, and organizational set-up. Their purpose was to get inform-
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tion and materials from our project to use in their early interven-
tion program, a longitudinal study of delinquency iTeii4g carried out
in six school systems Piroughout the country..

terms of instrument dissemination, two graduate students at
ot er universities are using the Parent Problem Solving Instrument
in the dlssertation research.

Parents' Perspectives on Preschool Mainstreaming

. The results from the studies of parents' perspectives on pre-
school mainstreaming have made an impact in three areas: research,
practice, and policy.

Presentation of CIREEH research data stimulated.a researcher at
Cleveland State University to conduct an interview study on pre-
schobl,mainstreaming with a sample oh mothers in the Cleveland, Ohio
area. The results of this study substantiated many of the findings
on preschool mainstreaming from CIREEH studies. In addition, the
two-phased interview strategy used in one of the parent studies has
been adapted for use by the Bureau of Child Research at the Univer-
sity of Kansas in a stusly of Impact of Families on the Development
of Independence in Disabled Adolescents and adults.

The data which has had the greatest impact on practice and
policy is that on parents' perspectives on parent involvement in
preschool programs. Requests for papers in this topic have outnum7
bered requests for papers on mainstreaming. After conference pre-
sentations of this data, practitioners and parents in the audience
have frequently come forward to express how th-is data validates
their own experiences. Some practitioners commented that this data
shed light on why their own parent programs were not as "successful"
as they felt they.should be. There were judging "success" in terms
of a "body count" and were frustrated when parents did not come to
activities. Their comments inditated that they were going to work
towards individOrtiing for families and broadening their criteria
for a successful parent program. Partially as a result of arti es

generated from this data on parents' perspectives on involvement,
Ann and Rud Turnbull have been asked to edit an issue of Exceptional
Child Quarterly, devoted to an analysis of parent invovlement

policy.

Results of this project's efforts have resulted in 17 publica-
tions and have been reported at 20 conferences.



Appendix A

Evaluation Procedures Used in Project CARE

This description of the evaluation instruments used in Project CARE is
organized chronologically and by,column in correspondence with Table 3 in

the text. The instruments are as follows:

1. The Demographic interview is an interview in which current
information is collected dbout major demographic characteristics of the mother

and child. This includes the mother's and father's present occupation,
income, educational level, and marital status. In addition, the mothers are

asked about the type and amount of day care their child has received. This

information is collected annually, when the child is 6, 18, 30, 42, and 54

months-of-age.

2. The _pregnancy and birth records are collected from the hospital in

which the baby was born. The records are,used by Project CARE to identify

premature babies and/or children with prenatal or perinatal problems.

3. The Infant Behavior Record provides a description of the Infant's
characteristic behavior patterns as observed during the administration of the
Mental and Motor Scales pf Bayley Scales of Infant Development (Bayley, 1969).

*The IBR consists of a number of descriptive rating scales for behaviors
characteristvic of children up to 30 months of age. The$e scales include the

child's interpersonal and affective domains, motivation variables, and the

child's interest in specific modes of sensory experience.

4. The Infant Temperament Questionnaire (ITQ) (Carey & McDevitt, 1978)

is a questionnaire that asks the mother about her infant's typical behavior.

It is designed toineasure the infant's personality and temperament. The ITQ

consists of nine scales: activity level, rymthicity, distractibility;
approach-withdrawal, adaptability, persistence, theeshold of responsiveness,

intensity of redbtion, and mood.

5. The Reciprocal Control Coding System (Farran & Haskins, 1980) is used

to code the behaviors of the mother and her child during a 20-minute free-play

session videotaped in a laboratory setting. The codes include measures'of the

types and level of activities of each dyad member and of their responsiveness

to each.other.



6, The teaching task is a 6 to 8-minute videotaped situation in which
the mother has been asked to teach her child a task. The tasks vary with the

age of the child. At 6 months the task is to learn to reach around a barrier

for an object. At 12 and 18 months, the task is an imitation game. At 36
months, the taA is to learn a complicated pegboard. At 60 months, the task
is to match shapes and lengths of blocks. The mothers' behavior in these
sessions is rated using a 35-question rating scale with items concerning
directiveness, verbal skills, pacing, and responsivity.

7. Caldwell's Inventory of Home Stimulation (Caldwel Heider, &
Kaplan, 1966) was designed to assess the quality and quantity o f.Nsocial,
emotional and cognitive support for the young child within his home
environment. The questionnaire is completed by a visitor to the home. The

scale is divided into various stibscales: maternal warmth, absence of
punishment; organization of environment, provision of appropriate toys,
maternal involvement with child, and opportunities for variety.

There are 7 subscales in the version used on visits to homes of 3-6
year-olds. These are equipment, toys, experience; stimulation of mature
behavior; physical and language environments; avoidance of restriction; pride,
affection and thoughtfulness, masculine stimulation; and independence from
parental control.

8. The Parental Attitude Research Instrument (Emmerich's 1969 version of
Schaefer & Bell's, 1958 original) is a questionnaire designed to measure
mothers' attitudes about child-rearing. The inventory produces scores on
three factors: authoritarian control, hostility-rejection,.and democratic
attitudes.

9. Rotter's Internality-Externality Scale (Rotter, 1966) is a
questionnaire designed to measure the extent that an individual believes
herself to be in control of the direction which her life is taking, that is,
the locus of control.

10. Growth measures. The children's height, weight, and head
circumference, are measured every 6 months. This is collected to monitor
physical growth and development.

11. The Toddler Temperment Scale (Fullard, McDevitt, & Carey, 1978) is
the version of the ITQ'used for toddlers. It is administered in the same
manner and has the same 9 subscales (see number 4 of this Apepndix).

12. The Ainsworth Strange Situation procedure (Ainsworth & Wittig,
1969) is conducted to measure the strength of the attachment bond of a child.
for his mother. It ts a videotaped laboratory situation with various
combinations of mother, child, and stranger in the room. The tapes are coded
using Ainsworth's established coding system.
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13. The Community Interaction Checklist (CIC) (Wahler, Leske, & Rogers,

1979) is a parent self-report measure that reflects parent insularity. The

CIC is a means of prompting parent recall of extra-family social interactions

over the past 24 hours. The parent is asked-to recall all social contacts,

the identity of the contact person (ex., friend, kinfolk, helping agency), who

initiated the contact (self or other), valence of the contact (+3=great to

-3=very bad), and a number of other characteristics about the interaction. The

CIC was administered to each mother six times between 6 and 12 months and six

times between 20 and 24 months.

14. The Supports Interview was developed by Project CARE and was

conducted with each mother when she had completed the first six CICs. From a

list of 135 local service agencies, a mother was.asked to identify each one if

she could. If she had contacted that agency in the past year, she reported

the number of times and how she would rate the services provided (on a scale

of +3 to -3). The mother was then presented with a series of hypothetical

problems and asked which agency(ies) could help solve that problem. The last

part of the Supports Interview consisted of asking the bother to draw a

sociogram of important people in her life, to rank order those people, give

their ages, frequency of contact, and what type of childrearing help, if any,

was provided by each of the people on the sociogram.

15. The Parent Problem Solving I ntory (PPSI) developed in Project

CARE 4Wasik, Bryant, & Fishbein, Note 12) is a method of measuring means-end

problem solving thinking. Ten parenting problem situations are presented to a

mother and a predetermined outcome is given for each situation. The subjects'

task is to generate alternate solutions for achieving the given outcome. .A

verbatim transcript of the mothers' responses is made and the type and number

of responses is coded.

16. The Inventory of Caregiver's Child Development Values and Concepts

(Gowen & Gustafson, 1980) is administered to each mother when her child is 20

months of age. The mother is asked to assign a value, ranging from very

important to not important at all, to a series of child-rearing and

educational activities depending on whether she thinks each activity is

important.for the development of various skills. These skills range from

linguistic development to general child development. Overall scores for'these

areas'are computed.

17. The Kohn and Rosman Behavior Bating (Kohn and Rosman, 1972) is

completed by the experimenter after she has administered a Stanford-Binet or

McCarthy test to a child. This rating system includes questions about the

child's behavior in the testing situation, including confidence, friendlineis,

anxiety, attention, and cooperation.

18. The Stanford-Binet Intelligence Scale (Terman & Merrill, 1973) is

administered individually to each child when the child is 24-, 36-, 48-, and

60-months of age to assess the child's intellectual developMent.



19. The McCarthy.Scales of Children's Abilities (McCarthy, 1970) is

administered individually to each child when the child is 30-, 42-, and

54-months of age to assess the child's differential development in primary

cognitive skills such as veebal, perceptual-performance, quantitative, memory,

and motor development.

20. Parent Evaluation of Program. Whtn their child is 30-months old,

motbers at7g7WWgd to complete a short questionnaire evaluating variousaspects

\ of the day care or parent education programs. This is for internal

evaluation. They are else; asked about their long-term goals for their child.

21. The Knowledge of Infant Development Inventory (MacPhee, 1980) is a ir

questionnaire given to the mothers to complete when their children are

-10-oenths-old,- -Mo-tbeins-ere-esked
44tether-t-hey-agree-wi-th-s-tatement-s-about the

behavior of a "typical" infant and what could affect a baby's growth and

behavior. Items are be grouped into 4 sdbscales: norms and milestones;

Orinciples; parenting; health/and safety. These scores are calculated for

each mother.

22. The Modified Schedule of Recent Experience (Holmes & Rahe, 1967) is

adminisbered to mothers by an experimenter when their chilOren are 3, and

36, and 60 months old. Mothers are asked to report which of various social

events requiring change in ongoing life adjustment had occurred in their lives

during the past year. A stress index is calculated by assigning weights to

items and sdmming them.

23. The Attitude Questionnaire administered at 30 ang 60 months is a

combination of items developed by Schaefer and Edgerton (1977). It was

designed to determine childrearing and educational attitudes.

24. The Wechsler Preschool and Primary Scale of Intelligence (WP I).

Wechsler (1967) developed the WPPSI for use with children apd 4 to 6 1/

years. It is a separate and distinct scale, although similir to the WISC in

f6rm and content.

"Ift-
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