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,FOREWORD

" THE INFANT SYMPOSIUM: EDUCATING YOUNG HANDICAPPED CHILDREN.

s " . . - .

This symposium was‘sponsored jointly hy the Johns, Hopkins University,
Division of Education, Evening'Coilege and Summer Session, and the Maryland
State Departments of Eduéation, Division of Special Educacion, on'August
13 14, 198}, . in Baltimore, Maryland. The focus was on issues identified
by local education agencies in 1ight of present accomb]ishments and future
challenges inherent in providing quality serVices for the youngest of our
handicapped children ‘and theﬁr families. Professionals from many
disciplines, schoo]‘systems,and cooperating agencies participated, uith |

distinguished conference leaders. 1
Three: means of exchanging'ideas were used during the symposium:

presentationlof papers by guest speakers; reaction to papers by
participants; and round table discussions. This proceecings paper contains
the text of the'presentations and highlights of the discussions. An
additional papéer, presented at a previous Maryland State Department of
Education conference, is included because of its relevance to the‘delivery
of services for young handicapped children and their famiiies.v The
information contained in the papers and the discussion summary are
distributed o) that the responses, opinions, and recommendations of
sympos1um partic1pants can be shared w1th professionais working in the
field of ear]y intervention throughout Maryland

rFunding was provided by the u.S. Department of Education, Special
Education Programs through the State Imp]ementation Grant, G008101600.
opinions expressed by the symposium presentors and participants do not
necessarily reflect the position.or po]icy.of the U.S. Department of
EdGcation;vthe Maryiand State Department of Education or the Johns Hopkins

\

University.
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ASSESSMENT IN INFANT EDUCATION:
PARADIGMS AND PROBLEMS

‘o © Nancy M.:Johnson, Ph.D.
University of North Carolina

Assessment ‘has always played a critical role in the provision of
educational services; for it is through assessment that we identify
students in need of special intervention, determine existing knowledge or
skills, evaluate the progress of the student, and examine the effectiveness
of our educational procedures, Each time the educational community” assumes
responsibility for serving ‘a new population, questions are raised as to
educational goals for that popylation and ‘the means by which the skills
related to those goals can be assessed. As four and five-year-old ’
youngsters joined the ranks of “school children," many questions were
raised as to what should be taught. As these questions were answered,
assessnent instruments were devised to evaluate "pre-readiness" or
"learning to learn" skills: discrimination, matching, oroblem solving,
fine motor coordination, etc. :

Now that schools are beginning to take on the task of educating
handicapped infants, they are faced with some of their most difficult
assessment problems, which are most evident in assessing those skills
traditionally associated with the role of the educator, i.e., the language
~and cognitive skills pre-requisite to later academic success.. It is widely
recognized that assessing these skills “in normal youngsters is, problematic
because of their limited behavioral repertoires. Handicapping conditions
further 1imit the available responses of infants and therefore our
understanding of their capabilities. A : .

Traditionally, three basic paradigms have been available for assessing
developmental skills 1in children under three years of age. The first is
the use of norm-referenced, standardjzed, psychological tests that yield
one or two scores describing the child's status in tetms of deviance from
aqge expectancy or deviance from the mean performance of other children the
same age. Most of these tests were developed specﬁficé]]y to measure J
mental development, although many of the iteps appear to involve more motor
than coqnitive skills. They were normed 8n samples of children
deliberately chosen to exclude youngsters with known biological hdndicaps
but are the primary instruments used to assess such populations. When
applied to handicapped infants, they are criticized -for their single score
cateqorization of youngsters -and their Amitations in describing specific
strengths and weakness. VYet they continue to be reljed upon beth because
of the scientific respectability associated with their standardization and
hecause a* specific score is often a legal requiremgnt for placement
purposes. ‘ ‘ . .

Parts of this paper also appear in Johnson, N.M., Assessment Paradigms
and Atypical Infants: An ‘Interventionist's Perespective, in D.
Bricker(Ed.) Intervention with at-risk and handicapped infants: From
Research to Application. Unjversity Park Press, in press. -

~
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The second paradigm, criterion-referenced assessment, involves the use
of instruments-containing 1ists of developmental skills and the criteria
defining kkil1 mastery. The lists are usually organized around -several-
‘areas or domains such as cognition, language, gross motor, fine motor, and
personal-social. A child's status is described in terms of the skills

wmastered in each of the domains. Criterion-referenced instruments wére
developed n in part, as a reaction against single deviance scores, the
rigidity of test administration, and_the inappropriateness of many of the
items in normm-referenced tests for the handicapped population. Yet,
ironically, criterion-referenced tests include primarily (or exc¢lusively)
jtems taken directly from the standardized tests they were designed to
replace. Furthetmore, in an attempt to draw profiles of strengths ‘and
weaknesses in handicapped children, an age level is usually assigned to
each skill included in the test. These age levels are also taken from the
norm-referenced tests and are based -on the mean age oﬁjih11drenﬂmastering
the skill. Children are once again described in terms/of age level or
deviance from age expectancy, although with five -or six scores instead of
one or two. Of more concern is the fact that the scores may be less
reliable than those obtained from any one on a different standardization

sample, , : < - ’

L

The third assessment paradigm frequently employed for use with
handicapped children is ordinal scales based on Piaget's theory of
cognitive development. (For example, Uzgiris and Hunt's Ordinal Scales of
NDevelopment, 1975; -and Escalona’ and Cormen's Albert Einstein Scales of
Sensorimotor Development, no date). These scales have become popular
within the last decade as interventionists have become disenchanted with

‘the.ability of items from other infant tests to provide an understanding of - .

a child's cognitive capabilities. These instruments are based on a theory .

of cognitive development and thereby provide a better rationale for ' '
selecting.intervention goals than simply «teaching specific ttems which have
long been included in infant mental tests. The greater flexibility in item
administration allows for the description of children's cognitive ’
development along process dimensions rather than only in terms’of skill
‘attainment. In practice, however, the ordinal scales are often used as

another criterion-referenced assessment with estimated ‘age levels attached.
to each of the items and children again described in terms' of age 1eve1s,orv

deviance from expectancy.

L]

i

~ As we evaluate these paradigms, we find that none is adequate to -
describe the unique development of many of the handicapped children for
whom we are responsible. These children do not fit simply on a continuum
from profoundly retarded to mildly retarded as scores from norm-referenced
tests might suggest. Neither can their cognitive processes be understood
by assessment with criterion-referenced tests or ordinal scales where the
sensory and/or motor demands of the items are inappropriate to the physical
capabilities of the youngsters.

Because'of the shortcomings in available instruments, we are
constantly searching for newassejjrent.procedures; we often accept new ‘}

[ 4
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procedurcé as necessarily better without pritica]]y,evaluating the

useful ness of the information they provide. To avoid repeated
disappointments with new procedures and premature discarding of traditional
“ones, it is necessagy to recagnize that assessment is a complex process,
not a single event. To understand the process, assessment must be viewed
as serving a variety of purposes or objkctives with different objectives—
requiring different assessment strategies. Any assessment paradigm, new or
old, should be evaluted for the validity of its underlying assumptions, and
its usefulness for particular objectives or specific times.
In any special educatidnal setting the basic objectives for agsessment

may be designated’as: (a) diagnosis (identification of those in need of

specialized services dnd specifying the nature of their problem); (b)
evaluation of chi progress

<identification of educational goals; and (c)
and program effectiveness.' At any given time, one, two or all theee
objectivés may be the target of an assessment. Before procedures are
chosen, the particular objectives for that assessment should be specificed
'and,each‘procedure evaluated critically against these objectives. The
question is not just "What test can I use?", but “What is it 1 want to

know?".

Diagnosis (identification of those in need of special services and
specifying the nature of their problems) . , .

School age "exceptional” children are generally identified and their

needs specified through a two-part process.
classes through obseryations br tests and identify those children whose?

characteristics are sufficiently different from the others in the classroom
to merit concern. ‘Then these children are assessed by a variety of tests
to determine if they are eligible for special services on the .basis of
specified handicapping conditions. Recause infants are not in classrooms
where comparisons can readily be made by experienced teachers and because
development: in infants is markedly variable, the screening step in the
identification process is considerably more haphazard than jt is for the

school-age population.
ch infant screening occurs. ﬁ1rst,

when babies are born there is screening by the physicians and other health
professionals involved in their care. Severe health problems, known
qenetic or conqenital abnormalities, or abnormal neurological responses may

be referred for intervention services or further

cause a child to b
assessment upon hospital discharge. Second, as babies develop, either

their caretakers or health care pro{essiona]s may have concerns about the
nature of their development. They écreen on the basis of informal
observations or, in some cases, with the help of sc eening.tests Tike the
NDenver Developmental Screen Test (Frankenburg, et al, 1976) or the Kid
Scale (Reuter and Katoff, 1978). Third; children may be screened as part
of a "child find" process defined by state laws in compliance with Public

[aw 94-142.

There are three primary ways in th

bn each of these screening processes there is a great deal of room for
error hoth in the direction of over-referral and in the direction of

e

First, teachers "screen" their
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upder- referral . Longitudinal follow-up of® jnfants from neonatal intensive
care nurseries indicates that prediction of later handicapping conditions
Jis extremely difficult Campbell and Wilhelm, in press). . Youngsters with
'.uumlnqu minor problems may develop significant hand1caps and others with
'major problems will appear normal at two years of age. Even among
conditions know to be highly correlated with mental retardation (e.g.,
Nown's Syndrome) there are a few youpgsters who show no signs-of.
deve]opmenta] delay in the first two years of life. Screenlng done on the
bqs1s of "risk factors js’ apt to 1ead to cons1derab1e over-referral. '

The’screenlng which occurs by parents and health care professionals
will be influenced both by cultural values (e. 9. whether motor or language
skills ‘are most valued) and by how well a child's particular pattern of
development matches specific expectatlons. As a general rule, handicaps
which produce<s1qn1f1cant1y delayed gross motor milestones lead to referral
in the first year of life; those which affect primarily language and *
cogn1t1ve development lead to referral between ages two and three.

. The effectivenéss of "child find" screenlng depends on the way the
process has been. defined--whether all infants in well-baby ‘health care are
screened with a good standardized screening test; whether one relies on
parent or health care professionals to report suspected problems; or
whether one knocks on doors and screens by interview with caretakers or

observations of the child.

_ The second phase of 1dent1f1cation the more formal assessment is
also fraught with many problems. The plast1c1ty of the infant's nervous
.system, the variability in developmental. patterns between infants, and the
critical importance of different skills at different stages of development
all make it difficult to identify the child. wh0'5$ indeed handicapped, and
even more difficult to specify the nature of the’child's problem in er-

to assign him to one of the exceptlonality categories used by -publi
schools. Both medical and pyschological diagnoses are apt to chande
frequently .during the infancy period.: For example, many infants djagnosed
as "cortically blind" are not blind at all but are too retarded to make use
of visual information. Similarly, some infants appear hearing impaired
because their motor or cognitive development is 'too delayed for them to
g1ve normal responses to sounds. « ‘

A critical. question in psycho]ogical and eéducational diagnosis is
whether or not the infant is retarded, i.e., has Significant cognitive
impairment. Historically, interest ‘in infant assessment in this country
was based primarily on a desire to p?édlct future intellectual or.
achievement status; to identify the mentally retarded, the normal and the
gifted. It is recognized that only norm-referenced, standardlzed
assessment paradigms are appropriate to this obJectmve. Such tests were
constructed to reflect the emergence of developmental skills in the infancy
period. [Items were selected that discriminated between normal children of
different ages and that ‘were believed to be re]atlvely unaffected by .
environmental experiences. These items were arranged either in a sequence,
determined by the mean age at which normal children passed them (e.g., the
Bayley Scales) or in groups:of items reflectrng the typical skills
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deye]oped,bf!Chj[drgn én~different ages. (e.g., the Cattell Infant Aﬁk
Intelligence Scale). Because of the-limited behavioral repetoire of .
, infants, the tests are composed almost entirely of items based om
sensorimotor behaviord at the earlier ages with language items QPGdUil

i

l

i

ly
heing added “after th 10-month level and contributing significantly:t¢ the
. . i f.

scores after the 24—month level. - - . ek

Using these tests to predict later jntellectual status or to diagnose
menta) retardation appears to be based on the underlying assumptions that:
(a) ' the rate of acquiring sensorimtor skills in infancy is the same as or
similar to the rate of later cognitive development, (b) retarded and other
.atypical.children will develop the same skills as normal youngsters but at
a slower rate, and (c) the rate of development is relatively constant over
time. L ‘

That such “mental" tests correlate only betwen .30 and .50 with later
1.Q. measures suggests these assumptions may be questioned (Thomas, 1970).
Among others, Kagan (1978), Zelazo (1977), -and Kopp and Shaperman (1971)
have effectively pointed out the limitations of the assumption that
particular sensorimotor skills are necessary for subsequent cognitive
development or that sensorimotor skills necessarily accurately reflect
underlying cognitive development. They cite evidence for the devei?pment
of adequate and even superior intellectual abilities in individualsiwith
limited sensory and/or motor skills. :

In addition, McCall (1979) cites evidence from longitudinal studies to
support the proposition that the predominant structure of mental
perforimance changes from one developmental stage to another, making
untenable the assumption of a relatively constant rate of cognitive _
development across stages. He and other stage theorists (e.g., Uzgiris and
Hunt, 1975) suggest that an infant mental test can accurately describe an
infant's.current standing relative to his peers within a particular .
developmental stage but cannot be expected to describe the child's relative
position on the different mental skills that will be assessed as he ‘
progresses to another developmental stage.

Refore standardized mental tests are discarded as being of little use
in predicting future status, however, jt is important to recognize that
while they.are inadequate predictors of later I.Q., they do predict
' developmental outcomes remarkably well for clearly deviant populations
(Erickson, 1968; I1lingworth and Birc 1959; Knobloch et. al., 1956). For
example, VanderVeer and Schweid (1974)¥report that of infants and toddlers
identified as borderline, mildly, or moderately-profoundly retarded on the
" basis of Bayley scores, all continued to fall in the retarded range one to
three years later (on the basis of Stanford Binet or Bayley scores). In a
study involving prediction over a longer time period, Werner, Honzik, and
Smith (1968) found that 89 percent - of the 20-month infants who scored
below 80 on the Cattel)l demonstrated.a variety of significant -school
problems at age 10. What this may suggest js that infant tests identify
which children are handicapped and, therefore, in need of services, but are
not sufficiently comprehensive to define the nature of tne handicap. The
handicap may be a learning disability, emotional disturbance, mental
retardation, or some form of sensory or motor impairment.

i




Lonsidering the nature of infant development, it may’ﬁgvinappropriate’

to try to define their handicapping conditions according to the categories
usually used for older children. The critical issues for the educator are
that' development is significantly delayed or atypical, that it is unlikely
that the problem will "go, away" without intervention although its form may
change, and that the test has clearly designated those tasks the child has
and has not mastered. It may be necessary to develop arbitrary rules for
assigning youngsters to categories until it is possible to convince the
bureaucrats that such categories are relatively meaningless for infants..

Y

Y

Identification of Intehvehéﬁ%n Goals
In most infant education programs standardized tests are not used as
the primary assessment for planning intervention although they can
certainly be used to write .educational objectives based on the items the
.child passed and failed. Bagnato (1981) has pointed out that considerable
assessment time could be saved if standardized tests were used for planning
at least initial educational goals.

More often.criterion-refergnced assessment tools like_the Learning
Accomplishment Profile (Sanford, 1976}, the Hawaii Early t!%rning Profile
(Furuno, et. al., 1979), and the Early Intervention Developmental Profile
(Rogers, et. al., 1979) are used for describing developmental status and '
setting intervention objectives. These instruments divide developmental
tasks into domains: grogs motor, fine motor, language, cognition (or
sgnsorimotor), social, and self-help. 'The tests which a child has mastered
in each domaimare checkdd off and the easiest items he' has failed become
the: objectives Yor interyention. These instruments, used as a basis for .
planning treatment, are’p oblematic in that they are primarily
amalgamations of: items :taken from a variety of standardized developmental
tests. They are an improvement over a standardized test only in that more
items. are ~included and the items are divided into developmental domains,

making it easjer to identify the strengths and weaknesses of the child. =

However, they suffer the same limitations as the standardized tests in that
sensorimotor skills ‘pervade the items in the cognitive and language areas,
making it difficult to develop reasonable intervention goals for youngsters
with significant sensory and/or motor problems. - :

In addition, the way that some of these instruments have been
developed and used can be'criticized because of the assumptions underlying
such development and use. Four examples are illustrative. First, in many
criterion-referenced tests the sequence of the skills in a particular '
domain is determined by the mean ages at whiCh these skills are observed in
normal children. Many interventionists use the sequence to determine the
order in which skills are to be taught. Assuming that skills-should be
taught' to handicapped infants in the order determined by the mean ages at

which normal children master the skills is questionable since most normal

children do not develop all skills in the order they appear on the Gessell,

Cattell or Bayley tésts. Furthermore, such an ordering does not
necess)rily provide a logical teaching sequence in which recently learned
skills/ are practiced as a more difficult skill is learned. In the
cognitive area particularly, the items adjacent to one another often have

1
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little in common. For example, a sequence of skills may read: recovers
rattle dropped on chest, makes gestural response to familiar gesture, looks
for dropped object, finds partially hidden object. It is difficult to
ascertain either a common cognitive basis for this sequence of common
sensory or motdr prerequisites. -

Second, if standardized test items become criterion-referenced items
there is a danger that teaching will become situation specific, altering
the siqnificadee;of accomplishing the item. For example, on.almost every
standardized -infant test and on almost every criterion-referenced
assessment there is the item, “places three blocks in a cup.” If a child
can put three blocks into a cup after 30 training trials, it may represent
something different in terms of cognitive development than if a child does
it spontaneously or after only one demonstration and few past experiences
with combining cups and blocks. The latter child could be expected to be
able to put a variety of objectives into a variety of containers and, ,
perhaps, to imitate a variety of simple motor tasks. Tne same could not be

1

expected of the child who needed extensive training unless efforts had been,

made tn build in generalization of the skill. -

"Third, when a standardized test item becomes a criterion-referenced
test item, there is an assumption that the skil[.repreSented can be taught
using reasonable educational and behavioral methods. Yet, an 1tem.whjth\
was selected for the standardized test because it discriminated between
children of different ages may represent a skill that is primarily
dependent on neurological maturation rather than on learning per se.,
Educational intervention to develop such skills may be relatively .
fruitless. Examples of such skills mighf be the visual search for sounds '’
exhibited by blind as well as sighted children and the pincer grasp which
facilitates the child's ability .to pick up small objects. Even in
relatively motor-free areas it remains quite unclear which developmental '
tasks can -readily be taught using a behavioral paradigm, which are
primarily dependent on physiological maturation, and which are triggsred by

" maturation-but can be facilitated by appropriate teaching.

Finally, if the criterion-referenced test is entirely made up of items

which occur on norm-referenced, standardized tests, there is an assumption

that the items on these tests represent the most important or the only
skills that should be taught. With such an assumption skills that-are
jmportant to, later learning but have never been included in standardized

‘tests because they are not age specific may be neglected. For example,,

simple contingency learning (moving to make a mobile move) 1is rarely
assessed on norm-referenced tests but has been demonstrated to be important
for learning later, more complex contingencies (Watson and Ramey, 1972).
Furthermore, skills maygbe ignored which age not "normal" but which allow
handicapped individuals to make” adaptations to the world around them, for
exanple, manual signing or maniputating a switch or pedal that could later
he used to operate a communicption board. ‘

i

One alternative to using amglgamations of itemns from standardized
tests for program planning in e coggitive domain has been to use scales
hased on Piaget's stage theory such as the Uzgiris and Hunt Ordinal Scales
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of Psychological Development (1975). These scales were designed to assess
and describe.a child's development in each of 'six domains of cognitive

. functioning. - Since thg ordering of items in each domain provides a logical

sequence for teaching and since there is flexibility in the materials used
for assessment,’ interventionists have used the scales as a criterion-
referenced instrument for intervention planning. However, using the scales
in this way involves some of the same assumptions questioned above, that

" js, that a trained-in skill has the same generalizability across situations

and materials as one developing through a variety of natural experiences
and that the assessed skills can, in fact, be taught. Furthermore, the
jtems on these scales are as dependent on visual and motor skills as items
on all other infan® tests, making them equally inappropriate for planning

intervention for children impaired in these areas. .

t

A second alterpative to using items taken primarily from standardized

.tests has been the development of. instruments-specifically designed for-: + v

handicapped youngsters with jtems carefully sequenced to provide logical
teachi:g£§equences and items included to address compensatory skills that ,
would be included on standardized tests for normal children. Two of :
these instruments.are the Adaptive Performance Inventory (CAPE, 1979) and

the assessment tool accompanying the Carolina Curriculum for Handicapped

Infants (Johnson, et. al. 1979).

t

Evaluation of Child Progress

Ongoing assessment of handicapped children is an essential part of
educational accountability. VYet, for infants there are major roadblocks to

,the development of good ;assessment procedures for this purpose. While it

is simple. to check off items a child has mastered between two assessments )

and thereby indicate his developmenta) progression, it is by no means -

simple to demonstrate that the mastery of any of the items is a direct

function of educational procedures.: Progress attributable to intervention

in infancy is usually defined as development which is greater than one

would expect if no intervention had taken place. Since experimental and

control _groups are neither ethically nor practically available~to

educators, the search is for assessment procedures that will identify

changes in the rate of development in individual children after '

intervention is begun. ‘ .
Standardized, norm-referenced tests have often been selected to

demonstrate rate changes because,the quotients they provide purportedly

reflect developmental rate. With some regularity these tests suggest that

intervention is more effective with mildly handicapped than severely

handicapped children. In the National Collaborative Project, for example,

progress as measured by Bayley or Denver scores was more related to degree

of handicap. than to any program characteristics that could be defined

(Meisel, 1976). The most severely handicapped children made practically no

measurable progres even after 24 months of intervention. Considering the

shortcomings of such norm-referenced standardized tests already described,

these findings are not surprising. Most severely handicapped children” have

sensory and motor impairments that prevent appropriate sesponses to the

test demands. Moreover, the predictive power of standardized tests for the -

moderately and severely handicapped populations suggests that these tests

are unlikely to be sensitive to intervention effects, o
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1976) have att ted to monitor rate changes more effectively by treating
pach area of development (qross motor, fine motor, cognitive, etc.)
separately. An age level is assigned to each -item in the assessment based
on the age at which normal children are expected to pass the item. The
assessment is treated as a norm-referenced test, and developmental ratios
(Developmental Age/Chronologyical Age) are computed for each section of the

Some anQ%génts of criterion-referenced assessments (e.q., Sanford,

" test. The five or six ratios obtained each time the child is assessed

purportedly increase the likelihood of monitoring rate changes in some
skill areas even if 'they are not present in all. :

Such a procedure is highly huestionab]e both because the age levels
for items in the test are estimates based on a variety of samples of normal
children and because ratios based on developmental and chronological age
are notably unreliable (hence, the preference for deviation 1.Q.'s over

ratio 1.0.'s). Furthermore, one must question the validity of statements:

about rate changes on the basis of McCall's (1979) discussion of the
discontinubus nature of development across developmental stages. Other
proponents of criterijon-referenced instruments (e.g., White and Haring,
1979) have suggested that developmental progress be evaluated by computing
the percentaqge of items passed: in an assessment instrument at each
assessment point. These. percentage changes can be compared with changes
expected on the basis of the development of normal children, some specific
handicapped population, or a control group. Percentage changes in
developmental domains where intervention has occurred may also be compared
with those in domains where intervention has not occurred. While these ..
procedures eliminate the problem of unreliable age levels and unreliable
developmental /chronological age ratios, they introduce yet another source
of variability; that is, the percentages are based on items of unequal
difficulty. Wherever there is a grouping of relatively easy items,
progress will appear to be rapid just as it will apper to be slow when
there is a grouping of-relatively difficult items. Before.percentage
changes can be used as adequate indicators of progress it will be necessary
to scale items to produce intervals of equal difficul This is no easy
task since intervals made equal for task difficulty in normal. children gay
not be equal for ‘children who are blind, motor-impaired, or multiply
handicapped. . o ‘

- In conclusion, it is evident that we are a long way from solving the
problems of assessing handicapped' youngsters. Simeonsson, et. al., (1980)
afe undoubtedly correct in insisting that a variety of asséssment

procedures will be necessary for most handicapped youngsters because each
provides only a partial picture and is useful for only limited objectives.

"In spite of the problenms involved in adequate assessment, optimism is
warranted. . Research expertise has been growing among interventionists and
an increasing number of those 1qvo]ved in normal developmental research
have hecome interested in the questions raised by the atypical development
of handicapped children. A mepger of the knowledge and skills of .these two
araups of professionals should dontribute significantly to solving
assessment problems. As the merggr takes place it will be apparent that
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the "normal model" is not always applicable to many handicapped youngsters.
Assessment procedures that focus only on the skills that appear important
in normal growth and development may miss skills that are of particular
importance to the adaptation of groups of handicapped youngsters. To be
most helpful to the handicapped, future research will need to focus on
questions raised by the assessment and treatment of handicapped youngsters,
not only the questions raised by observations of normal children. This
will. involve not only collecting extensive longitudinal data on handicapped
youngsters but asking different questions .in the study of normal chtldren.
The assessment issue i1s less one of finding the one best assessment
paradigm than one of approaching each assessment with the questions: 1)
what specific information needs to be gained from this assessment? and 2)
what collection of procedures is most likely to produce that information?
With these questions in mind the interventionist can be creative with
assessment techniques, serve children .more effectively, and, with careful
documentation of his/her procedures, contribute data and ideas for further
exploration of assessment issues by those jnvolved in laboratory research.
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ALTERNATIVE STRATEGIES FOR ASSESSING DEVELOPMENT
IN YOUNG HANDICAPPED CHItDREN

Ken G. Jens, Ph.D.
Uni sity of North Carolina

It is a fairly well atcepted principle that persons search for
new methods of doing things because they find. reason to be
dissatisfied with existing methodologies. This is precisely what has
been happening for some’ time,now in the area of infant assessment.
There is an abundance of evidence suggesting that the predictive
validity of developmental tests used wi normal infants is not very
qood (Stott & Ball, 1965; Bayley, 1966;  Honzik, 1973) and many
explanations have been of fered regarding these predictive
difficulties. " Only within the last half decade, though, has it been
suqggested that this problem may in large part be a function of the

. fact that indicés of cognitive development utilizeéd with infants are’
. heavily loaded with motogrdependent items (Zelazo, 1976). lelazo has .
pointed out that when traditionally used infant tests are analyzed for
content their items tend 'to fall into three categories -- ithose which
measure qross and fipe motor performance, indices of imitative
behavior which are directly affected by one's motoric abilities, and
the production and comprehension of language -- with language
production also being directly affected by one's motor development.
This tie, wherein the assessment of cognitive behavior is implied
through motor and language-lgden test items is problematic to say the
least. While age-appropriate motor and language responses on 9
traditional tests may well reflect age-appropriate cognitive
( development,, a lack of such performance cannot be assumed- to indicate

delayed cognitive development.

The aforementioned problems, along with the fact that we are-
primarily involved in trying to identify useful ways of assessing
development 1in moderate]y/severe]y/mu]tipTy handicapped young
children, has led us to the search for non-traditional assessment
techniques. We are especially interested in techniques and strategies
for assessing cognitive ability exclusive of, or minimizing, the need
for verbal and motoric responses. This need has forced usto
acknowledge the restricted utility of standardized instruments with,
very young moderately/severely/multiply handicapped children and has .
forced us to seek heretofore little used information regarding /
developmental markers from the professional literature of child o

development.

Parts of this paper also appear in Jens, K. and 0'Donnell, K.,
Aridqging the Gap between Research and Intervention with Handicapped
Infants. In D. Bricker (Ed.), The Application of Research Finding to
{ntervention with Handicapped and Kt-Risk Infants. University Park -

. Press, in press.




‘extensive evidence in the literature that four affective behaviors --

‘response of children with Down's Syndrome progressed in the same

We are primarily interested in the utility of affective responses '
as indices of cognitive development. This i ertainly not a new

" idea, though, as Piaget suggested as early as 1952 that affect and

cognition are complimentary and develop in a parallel fashion. It has

also become a relatively well accepted fact that affect and cognition

develop interactively and that affective responses are, in fact, J ‘
behavioral ‘indicators of cognitive information processing:in both ‘ '
social and non-social situations (Lewis and Rosenbloom, 1978; Kagan, 1

1978; Zelazo and Komer, 1971). There appears to be relatively

smiling, laughing, fear, and surprise -- have been logically related
to cognition, either theoretically or empirically. We have been
attempting to use each of these to increase our understand}ﬁﬁ of both
individual cognitive responses and the course df cognitive’development

in handicapped infants. Three of these behaviors -- smiling, laughing
and surprise -- appear to be useful in the assessment process at this
t‘ime. » : -’ ll /

? " More than a half century ago, Washburn (1929) observed that the
age at which laughing first occured in response to a variety of

stimuli varied amongst children. These age-related variations were
hypothesized to stem from maturational differences in children, and
more recent. studies (Sroufe-and Wunsch, 1972) have substantiated the
fact that increasing amounts of laughter to specifi timuli are, in
fact, associated with increasing chronological age. roufe and Wunsh '
(1972) also found that older infants laughed in response to different
types of stimuli than those'which elicited laughter in younger
children. ; ‘ . : ‘

- '

In an extensiop of that work, Cicchetti and Sroufe (1976)
developed a battery of stimuli which utilized tactile, auditory,
visual, or social stimulation in an attempt to elicit smiling and
laughter on the part of young childen. They found that young normal
infants smile and laugh primarily to intrusive stimuli such as being
tickled or bounced or upon hearing unusual sounds. Older infants were
more likely to smile and laugh in response to more cognitively complex
jtems of a visual -and social nature such as game playing or the
recognition of discrepant events (e.g., mother waddling like a duck or
sucking on a baby bottle). They found that, in general, the affective

developmental fashion as non-handicapped infants and that both the
onset of laughter and the total amount of laughter shown were
positively correlated with later performance on infant intelligence
scales.

A similar developmental progression has been demonstrated and
shown to be related to mental age in a mixed group of
severely/multiply -handicapped infants by Gallagher &T§79). Thus,
while the number of developmental markers provided is extremely
limited, the assessment of the development of affect may provide an
indication of cognitive development 4n infants who are unable to
produce the motor responses pre-requisite to more traditional
assessment.
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aqa, Kearsley and Zelazo (1978) reported the development of a
procedure for assessing perceptua]-cogni;ive information processing on
the part of young children with impaired motor~or verbal abilities.
They utilized an expectaﬁcy paradigm which makes use of surprise and
associated changes in heart rate and observable behaviors to indicate
cognitive processing of 'Sequential visual and auditory events. While
a youngster's heart rate is being monitored and he or she is being
observed for behavioral. responses, a standard series of events (a car i
running down a ramp and knocking down a snowman) is presented; this is
®ollowed by a shorter series of discrepant-events (the car runs down
the ramp but the snowman does not fall), and there is then once again
a series of the original standard trials wherein the car runs down the
ramp and the snowman falls. Youngsters' responses to these stimuli
are developmental, with changes in heart rate and observable behavior
associated with the various trials changing predictably from 6 through
30 months of age. These procedures appear to be measuring children's
increasing speed of information processing through the first threé
years of life. i ;

Johnsof (1981) has pointed out that with the use of these
alternative( assessment pradigms it may be possible ta show that some
youngsters who are likely to be labeled mentally retarded on the basis
. of their inability to.respond to norm-referenced tests may avoid the

attachment of that label because of their ability to smile and laugh
in response to age-appropriateiStimulation or to demonstrate
assimilation of sequential visual and auditory events. Johnson (1981)
"has also suggested that these alternative assessment procedures may be
used to increase the reliability of prediction within an assessment
process, but that they do not, by themselves, offer a better i
alternative to existing assessment strategies." She indicated that
while alternative procedures may suggest that the problem is not . ' J
mental retardation, they do not tell you what the problem is. A ° ;
discrepancy between performance on the two assessment procedures does

not negate the value of one, whether it be a standardized test or a
non-traditional assessment technique; it may simply rule out one

possible cause of poor performance and identify a need for still

further assessment to improve the specificity of diaghosis.

Persons responsible for jmplementing intervention programs are
then presented with the fallowing problem: “How can [ use the
existing knowledge regarding the development of affective behavior to
assist me in making decisions.regarding the current developmental
st8tus and/or the intervention needs of a particular child?"
Hopefully, the psychologist and infant educator will have in their
repertoire knowledge of the various landmarks of affective development

(e.g.): i o - ‘ \

-

A child smiles to a human face at 6 weeks;
i

A child shows surprise when a covered object is fpund to be
missing upon uncovering it at 16 weeks;




By 4-6 months children laugh in response to- "instrusive"
auditory ano tactile stimuli;

d

Between 7. and 9 months children begin to l%ygh in response to
social and visual st1mu11

b

» The first instances of stranger and separation anxieties oceur

- at about 8'months of age; !

1

Laughing, 1n response to 1nconqnu1ties such as a mother sucking a
bottle or walk1ng like a duck occurs at approx1mate1y 10-12

months

4/ And, fear of perceived depth, the visual c]ﬁff, has been found
¢ to occur between 7 and 12 months and to be closely related
' to the development of logomotion in normal children.

o The .interventidnist's task, then, is to apply this k1nd’of
‘ information to particular ch1ldren who are not developing according to
- normative g&pectat1ons and to make use of research findings which, in
most cases, come from a sample of children who are developing
normally. In addition, the practitioner. will have to deal with
inconsistencies in the theoretical and experimental work on affective

development.

The muliplicity of landmarks and shifts in theoretical foci over
time present what 0'Donnell and I have referred to as the
practitioner's dilemna (Jens & 0'Donnell, 1981) Educators and .
psychologists who are trying to be responsive to new developments in
the field frequently find themselves in a bind; they want to integrate
the latest research information into assessment and programming, but
the utility and -application of new constructs and strategies (e.g.,
smile stimwi, habituation or surprise paradigm) is neither obvious
nor direct. Usability is constantly being evaluated by the
practitioner and. applications are made on the basis of that

evaluat1on.

For example, Panabecker and Emde (1980) and their colleagues have
' been studying the perceived onset of emotions 1nclud1ng eas1ly
identifiable ones such as interest, joy, surprise, and anger as well
as some which are less easily 1dentified in the infant -- sadness,
disqust, contempt, and guilt. This data may make a major contribution
' to our understanding of the development of, or the child's
communication of, discrete emotions. Most practitioners, however,
would have d1ff1culty perceiving infanté™as capable of reflectinq
disgust, contempt, or guilt; they would have even more difficulty
attempting to use the onset of these emotions in the assessment/

intervention task.

How then does the interventionist approach the literature
provided by theoreticians and researchers when attempting to gather
information for day-to-day problem solving? 0'Donnell and I have

)

]6. dc)

\




nroposed the adoption of an:"as if" model to brinq resolution to this

dilemnas" wherein one deals with current views and literature "as if" \
ihey are in fact true. This "as if" approach is primarily based on

the conceptual work of Kuhn (1970) who 'suggested that within agy area

of professional development there are paradigms which compete for o
viability in determining the course that profesgional intervention, - Y
treatment, and research models follow. _As any givep paradigm gathers °
advocates on the basis of its apparent validity, <it may offer'strong
competition to paradigms in use and change the ‘course of intervention
and research for a period of timé. Such shifts are not unusual and
they are most frequently seen as signs of progress. The-shifts are
not absolute either; a new paradigm may have greater face validity and
thus credibjlity for immediate practice than the ‘ope which it )

rep]ate51 But elements of the latter may still be maintained 1ong' ':,
into the future. , S o .
' Examples of such paradigmatic shifts are obvious within several _
areas of special education. 'One of thesmost obvious is that which saw | . >

the shift from self-contained classrooms to "mainstreaming” within
reqular -education as the expected way of providing educational ,
programs for mildly handicapped children within .the pubtic $chqols.
‘Another conceptual shift brought us to the realization,that “infants
are very capable of learning -- that they perceive, respond to, show
preferences for, and generally interact with their environments in a
meaningful and ptrposeful manner. . S /,s ?

Over the years, models for intervention have @bntinued'tb'compete
for credibility. As such, groups of practitioner§*Havg,utildzed them
"as if" each were respresentative of truth. This ph%npmgnQn allows
intervention to occur on the basis of a given model, providing
direction to the efforts of practitioners while not ignoring the
possiblity that other models might, at the same time or in the future,
proyide a more logical basis for intervention. A shift in ‘perspective
for either intervention or research emphasis is seen as’aceptable for’
the moment on the basis of consensus if it is seen as useful’in
application, but it is always subject to rejection by g2 changfng S
consensus.

-

Ising an "as if" approach seems to meet a twofold need of the
interventionist. It allows the comfort and structure offered by a
currently acceptable framework for explaining development in children. -
This can provide the practitioner a model from which to formulate the
assessment and intervention ‘needs of a particular child. Second, the
interventionist, especially one dealing with handicapped children,
needs freedom and flexibility within a model. The "as if" approach .
gives the interventionist permission not to throw out the moded.or the ;
child when current theory and research fail to be useful clinically.

Nne is also allowed to be creative when using a model in an "as if"
way, rather than holding to more inflexible rules when a model is seen -
as representing a universal truth. ‘ 0" '
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" .in at least some small way. o ‘

. ‘6 I ! o
‘Using Research Finding in Clin4€;:;Educational Settings
/. , o

Individuals working with at-risk or handicapped infants have at
least..four recognized tasks. These include (1) assessment '-- .
identifying infants in need of service and specifying the nature of+ =
their problems, (2) identifying intervention goals and associated
intervention strategies, (3) monitoring and evaluating developmental
progress and intervention effectiveness, and (4) becoming involved in -

- the interactive process going on between parents and children. These '/ff*i

tasks are not mutually exclusive; one does not facilitate intervention
without assessment and one cannot assess a child without intervening

.-" Child Assessment - What is it that we want -to know as a result of
assessing a child's.affective development? In all likelihood, we are
trying to gather information in three areas. First, we are trying to

“gather information about the child's jnformat?on-procesSing abilities
so as to facilitate developmental /educational planning and to select
appropriate intervention strategies. Second, and this is probably

. part of the first point, we are trying to predict sets of .stimuli that

will be attractive to a particular infant and which will maximize his ’ \
or her responding.” Third, we are making hypotheses about the’/probable .
course of development for a given child. This prognosis will, in" .- B

turn, affect both short and long term goals selected for intervention.
As an example of the use of affective information in the
assessment of a child, consider the case of Kristin, a young girl with
cerebral palsy of,q,spgstjchuadraplggic nature. - She demonstrated few
responses besides eye movement and smiling: upon entering our o 'm gvj
" jntervention program at 10 months of age. While a traditional SN

__ assessment was impossible because of her severe psychomotor

R impairment, her mother was able to provide the’followin@;information . . .
‘when questioned: at 3 months Kristing appeared to'be exhibiting a r"”?77
‘social smile, at 8 months she was attempting to attraét others'
attention through smiling and, at 9 months she was showing obvious . ;
discrifiination of her mother from other persons as well as -showing ‘ >
real distress when being left with others. On the‘basis of the G

information provided, and récalling the literature which sulgests that

" Cognftive and social-emotional aspects of development are inseparable,

our first hypothesis was that Kristen appeared to be showing normal
cognitive development despite her very severe physcial handicap?
Wwhile the amount of data utilized as a basis for this hypothesis may
be minimal, we were relying on our "as.if" model because of the lack
of a better basis for decision-making. We assumed, for example, that
the statement by Cicchetti and Sroufe (1976) that the chronological
* age when infants first laugh appears highly predictive of -performance
on the Bayley Mental Scales at 16 months ahd the Uzgaris-Hunt .
Operational Causality Scales at 13 months is a useful truth. . We
assumed the same for the studies of Bell (1970) and Lester, et.al. .
(1974) which demonstrated that the development of person permanence is '
closely related to the development of object permanence and that both
relate to the expression of separation distress. S
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in this case, our assumptions paid off, By the time Kristen was

two years old other measures of her cognitive abilities (e g., !
receptive lanquage) appeared well within normal limits for her age.

- Identifying Intervention Goals. Intervention, of course, follows
very naturally from assessment. If, in fact, assessment has explored
strengths and weaknesses and noted them, then it has also set forth
hypotheses with regard to the way infants process information and the
nature of appropriate. intervention.. Because both very;yOUng and
severely/multiply handicapped children are unable to provide us with
the verbal and. motoric responses required in trqdﬁtiOna] assessment
paradigms, we are likely to underestimate their information-processing
skills. ‘This frequently leads to a situation which we have seen all
too frequently -- children being taught very Tow level, rudimentary
skills with the realization sometime later that they were~undoubtedly
capable of processing information and thus learning.at a much higher
level., : '

Utilizing the developmental markers provided by researchers ins__
affective development has helped alleviate this situation somewhat.

It was apparent with:Kristen, for example, that there was a
/Considerab]e discrepancy between her level of affective responding and
"her ability to demonstrate her cognitive abilities in other ways.

Using the aforementioned information, her teachers and parents were '

able to structure intervention experiences geared to a higher

cognitive level than they would have otherwise.. Without considering ’
the affective information, we might have focused on an entirely

inappropriate developmental level. Co

'

Demonstrating Developmental Progress. Parents are generally
overwheimed following the birth of a youngster who has been identified
as having disabilities which may result in a handicapping condition.
At a time in one's life which is supposed to be filled with excitement

~about ‘the future, they are having to deal with a series of traumatic
events, all of which have repeatedly pointed out that their youngster
is different. This frequently results in their having a great many
questions, such as: "Is it okay to handle him like other normal
babies?", "How should I interact with him?", "What should I expect
from him #&s he's devell gpX \. At the same time, though, most of
these questions go undsked~hegause of the potential that unwanted

nfirm that a youngster is, in fact,

1 4

handicapped.
.., Because of these questigns and because parents do not know what
to ‘expect with regard to the development of their youngsters once they
have“been told that they are Heyeloping differently, they have intense
Tpeds to see early signs of deve]opmentg] progress.
| Andy, a youngster with Down's Syndrome, was 3 months old when he

entered the Infant Treatment Group. At that time, his mother was

demonstrated extreme anxiety with regard to his developmental ’

progréss. She observed the administration of the auditory and tactile

sections of the “Smile Scale" to Andy. While 85 percent of Andy"s .
\\\i?sponses were neutral and another 10 percent indicated distress, the L3
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situation still provided a setting wherein it could be pointed out
.that-Andy was attending to some of the stimuli and there did appear to
he an emerqing smile at times.  While this was not much useful
information, it was comforting 'to Andy's mother to know that there
were first signs ‘of an emerging smile at. 3 months and also to know
that Andy's development in this areas appeared similar to that of
other babies with Down's Syndrome who were now ofder and whom Andys
mother perceived as making .reasonable developmental progress.

Re-administration of the Smile Scale at 5 1/2 months not.only
showed Andy's mother that he was smiling to ‘a significantly larger
number of items, but she was also able to notice and point out to us
that Andy was showing much better visual attention and that his visual
tracking skills had increased noticeably since the last administration
of the stimulus items. : o L

At this time, we were also able to tell Andy's mother that he was
smiling in response to a number of items which normal children -
generally begin to smile at when they are 3 to 4 months of age. This
provided her with-a developmental reference point, and perhaps more
" importantly, it provided her with a hypothesis regarding intervention.
That hyposthesis was “If I provide Andy with more.auditory and tactile
stimulation, he will probably learn some important behaviors.” Thus,
she began to attend to the frequency and type of stimulation that she
. was providing for Andy, and much more reciprocal play involving the
two of them ensued. '

Entering into the Parent-Child Relationship. . The use of
affective information, as described by the current Jiterature, is
perhaps the best medium for entry into the parent-child relationship.
The importance .of assessment and intervention in the relationship
between the chfﬁd and his or her caregivers has been highlighted
repeatedly in the child development literature of the past decade
(Samaroff and Chandler, 1975; Bell, 1970; Brazelton, 1979; and Parke,
1979). Brazelton (1979), for example, suggested that the primary task
of the intervention@gt is to enter into the process between the child
and the parent, thereby increasing the plasticity in the child's
subsequent development. He calls attention to the processes whereby
the mother captures the child's attention and engages the child in
communicative acts. He glso points to the importance of the child's
ability to engage the mother, to elicit care and contact from her, and
thus to reinforce interactions that will ultimately facilitate ’
development in other areas as well. Similarly, Emde (1980) refers to
the importance of "emotional reciprocity" in parent-child

relationships if they are to be maintained. His concern with
“emotional availability" seems to parallel Sroufe's description of
parent and child "capacity for emotional involvement,” and at issue in
both cases is the need for clarity of emotional signaling on the part .
of both parent and child. ’ .
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Clinical experiences have shown that severely/multiply
handicapped children have much greater problems than normal children
providing signals that are readily understandable by their caregivers.
For illustrative purposes, consider the case of Ann. Ann is 3 years
old and severely handicapped with athtoid cerebral palsy. For some
time, her teachers have been concerned about her seeming lack of any
affective signals and the effect this might have on her relationship
with her mother 4nd other members of her family. Through ongoing
_observations of her responses in the pre-school classroom and through
repeated administrations of the Smile stimuli, her teacher was able to
share this problem with her mother and to explore with her the
possiblity that Ann does respond, but in ways not readily
translatable. Wi these clincial observations and with information
provided by Ann's)mother about her response in other situations, we
were able toangAve at a joint conclusion that an unusual facial
grimace (whic mother called Ann's "fish face") was, indeed, Ann's’
smile! Not on this hypothesis facilitated her development in
the classroom, but We feel it has had a significant effect on Ann's
affective relationshlip with her parents. At least one of her
emotional signals is\clarified, and it is 1ikely that more will be
identified. Her mother sees her as emotionally available and able to
respond to emotional signals. This has quite ‘probably resulted in
increased maternal accessibility which is seen as an important factor
in developing and maintaining essential social interactions.

Limitations and Problems Association with the Use of
Non-Traditional Assessment Strategies. There appears to be little
doubt about the fact that strategies for assessing development which,
until recently, were relegated primarily to research laboratories can
be very useful in clinical and intervention settings. It is entirely
possible that by combining information available to us from a variety
of assessment paradigms that we may assemble a 1ist of developmental
markers which are valid, reliable, and allow assessment of those
youngsters who do not have the verbal and motoric responses necessary
for responding within more traditional assessment paradigms. Studies
of visual preference and the development of affect, information
processing, and social competence are all providing us with
developmental markers which are useful for both diagnosis and the
development of intervention programs. !

While the introduction of experimental data and strategies
regarding development can be very useful’in psychoeducational
interactions with young handicapped children, applications of this
data as well as the "as if" appraach to using it do have 1imitations.

First, few of the developmental markers which are suggested come
with directions for use of data regarding their previous use, such, as
that supplied with standardized test instruments. Thus, utilizing
them in an "as if" manner is appropriate; the knowledge and
understanding of the person using these markers .will in large part
determine their usefulness. -
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WORKING IN PARTNERSHIP WITH PARENTS OF HANDICAPPED I[NFANTS

Alice Sterling Honig
Syracuse Uiversity

~ .

Three ideas about handicapped ‘children have come to be challenged
radically in the past decade. One was the notion that nothing much
could be done for educating a handicapped or retarded child before the
school years. Current knowledge about the importance of building
later skills on earlier infant learning is coupled with'current
sensitivity to the early prevention of the development of more severe
disabilities in later life. Such new understandings have led to
efforts to begin work with infants as soon as possible after a

disability or risk condition has been detected. *

A second idea from the past was that handicapped youfigsters
always had to be educated in a special, protected, separate
environment. Today we know that while this may still be true for some
children, others can best learn in a mainstreamed environment if
there are proper supports and education of teachers, parents, and
classmates. The Brickers (1972) have successfully mainstreamed Down's
Syndrome preschoolersywith normal toddlers in a program that counts '

heavily on parent participation for carrying out systematically
prescribed learning exercises ‘with the children.

A third idea was that only professionals could either diagnose or
remediate handicapping or delayed developmental conditions. They were
_the experts. 'Often the first person to be troubled that development
is not proceeding normally is the parent. The parent may feel
strongly that coping with this baby is very difficult, that worries
are frequent, that help is needed. Sometimes professionals will
reassure an anxious parent that a baby will "grow out of" a problem or
that the baby is "too young to tell" just yet if there is really
something wrong. Efforts to downgrade a parent's concern or dismiss a
parent's fears can lead only to alienation of parents and lack of
trust in professionals. Helping persons need to value parents as
sources of special information about an infant's development. Valuing
parents helps them counteract,their own feelings of self-doubt at the
crisis of birth of a handicapped infant. We need to respect the
parent as a prime observer of infant chracteristics .that can give
clues for appropriate remediation.efforts. As Karnes (1979) advised,
"Think of parents as teaching resources who can contribute knowledge
about and insight 'into their children, helping you to enhance '
educational programs.” (p. 38) - '

Thus, the third notion has been replaced with the realization
that parents are the first and most loved and most available teachers
of their infants. They are an important and crucial component in the
front-1ine preventative and remedial work done with handicapped
children. I

Iy
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 Obstacles To Staff-Parent Partngrship

Despite the new awareness and appreciation of the role of
families as educators of their young handicapped children, cooperation
between helping staff and parents may not be easily obtained. Staff
desire to help the infants has not always been accompanied by
sensitive efforts to build trust with parents, so that, for example,
parents understood the reasons for certain stimulation exercises or.
curricular interventions urged by the staff. What are some of the
aspects of parent involvement in the development of handicapped |
infants that can work against a cooperative partnership between parent
and practitioner? o ) -

t

Knowledge of Child Development

One of the difficulties that sometimes prevents communication
between practitioners and parents lies in the different views of the
infant and differential knowledge about child growth and development
that parents may have in contrast to professionals. De Lissovoy
(1973) surveyed rural, adolescent parents of infants to find out at
what age most parents think babies can accomplish a variety.of
developmental tasks, such as sitting alone, social smiling, toilet
training, saying first words, and being obedient to "no-no." Parental
estimates in weeks of when children were able to complete
developmental milestones or were able to recognize and be held
responsible for behaviors considered wrong by the parent were totally
out of line with developmental norms. Fathers, for example, believed
that babies could sit alone at 6 weeks; the norm is 28 weeks for
normally developing infants. Both parents believed that toilet
training should be accomplished by 6 months, whereas neurological
maturation that permits voluntary sphincter control may not be’
completed until after the second year for many toddlers. Most of the
parents expected very little crying from their babies. During visits,
Dr. De Lissovoy often witnessed excessive physical punishment of very
young babies. Parents explained that the baby "had been asking for it
all day" or that the slapped baby had already been told to stop crying
and had disobeyed. Poverty:and very low tolerance for frustration
seemed to increase parents’ perception of infant care as a very trying
experience. Very few of the parents spontaneously cuddled or played
" with their child just for the “sheer joy of it." (p. 24)

Epstein (1978) has also found that teen-age mothers seem to be
unaware of the developmental meaning of observed infant behaviors and
parent-child interactions. erefore, some parents may be
unresponsive to the developmental needs of their babies for supportive
stimulation, verbalization, and interactions. Thus, a thorough
knowledge of normal and delayed infant development stages and
processes can help a provider help parents. Parents have a basic
civic right to child development knowledge (Honig, 1979).

’




Gricef and Anger : . ,
Most parents are prepared for the hirth of a normally endowed,
- perhaps even an ideally endowed, baby. The birth of a handicapped
intant or an infant at risk poses a massive threat to the parent's
inner picture of a "good parent." Feelings of denial of the reality
of the handicapping condition may arise. All is wel)l. Nothing is 4
really wrong with their baby. They resent the p fessional who is
suggesting terrible, threatening ideas of defect or danger. They may
ignore- professional advice and suggestions.

" Feelings of rage and of grief often mix together and flood a
parent with emotional distress. Numb, unreal feelings about the
actual existence of thé handicapped baby and wishes that the baby
might die may arise. The hurt feeling that a particular baby will
never grow up to be the son or daughter dreamed about may. interfere
with early ability to focus on the real Baby whose needs for special
care may be so urgent. Emotions of panic and irritability may be
augmented by physical exhaustion if a parent is caring for a baby who
has difficulties with breathing, feeding, or sleeping.

t

Neediness and Anxietyl

Insecure and depressive feelings may accompany even normal

‘ pregnancy and delivery. Usually, hopeful and positive-feelings surge

up as the newborn is held and beheld by the parent. Loss of the dream
of a normal baby is a real deprivation. Like other deprivations, such
as financial struggle or abandonment by a loved partner; deprivation =
of the normal baby that the parents expected can lead to hopelessness

or resentment about ability to fulfill the parenting role. Since the
handicapped neonate was so much a part of the mother's body, the '
newborn can come to stand for "bad," unwanted parts of the mother.
Kaplan (1978) suggests that even before birth "the baby-to-be has been
an angel and a monster" (p. 66). The birth of handicapped neonates

may precipitate feelings of self-hate and of maternal alienation from
the "monster" aspect of the baby that the handicap represents. When

the baby has been born to a mother who has herself been poorly.

parented in the past, the guilt at having produced a "bad" baby
literally, coupled with having been the "bad'baby" psychologically,

may awaken ancient angers and hatreds, toward self and the new baby.

et i e w0 AT R

Sometimes a series of dgprivations coincide, as when ‘an unwed,
young mother bears a handicapped infant. Professionals need to be
aware of the ambivalent feelings, especially of insecure feelings
toward the baby, and also of great anxiety about whether the baby
"loves" her. The author was once present in a therapeutic day care
center for at-risk infants. A teen-age mother thrust her baby
suddenly into the arms of another young mother. - The baby screamed.
The mother smiled. triumphantly, snatched back her baby and repeated
the thrusting away of baby to another person's arms. Again the infant




cried out terrified. Turning to the author, the young mother said
defiantly “See, that proves she loves me best and I'm a good mother,
‘cause she cries when she's in their arms!" Kaplan has noted that in
some mothers, deprivations can lead to "awakening of the unloved self"
(p.65) possibly followed by anxiety, depression, ind panic.

Further, some parents, particularly fathers, may be "so out of
touch with memories of neediness that they find it impossible to
empathize with neediness in others. They resent being needed and
resent those who are in need (Kaplan, 1978 67+468). Since newborns
with handicaps often need special care and attention for long periods
after birth, parents may come to see their babies as being totally
needy -and dependent on them. This can awaken old anxieties about
dependence and neediness. An important! antidote may be to ‘allow
fathers to participate in the birth process and in holding. the newborn
so that emotional openness to nurture and empathize with the baby can
be enhanced. '

Attachment Status and Early Learning

During the past decade, intensive research on securely attached
versus jnsercurely attached infants has revealed the critical
importance of the attachment bond as an organizing force which permits
the infant to learn. Sroufe (1981) and his colleagues have found that
year-old babies who were securely attached are, as toddlers, able to
persist longer at tool-using tasks than those who had been insecurely
attached. The securely attached tots were more prone to enlist the '
parent as helper when the problem-solving tasks were quite difficult
and they exhibited far fewer tantrums than insecure infants in the
face of frustration. T

Ainsworth and her colleagues (Bell & Ainsworth, 1972) have
demonstrated that securely attached infants can be more easily 2
comforted by caregivers. Such infants can also use the parent as a
“homebase" from which to go forth and explore toys and environment. '
The importance of this enablement 1jes in the fact that it is "the
(baby's) active, coordinated alert engagement with the environment
which sets in motion early learning" (Escalona, 1981). Thus, the
parent as the primary infant caregiver has come to assume new
importance as a force for learning 'in the 1ife of the handicapped
infant. Handicapped infants who are well-attached to their parents
will be more able to utilize environmental encounters as grist for
early learnings. Protessionals need to nurture and encourage bonding
and attachment of program infants and parents. Some program personnel
overemphasize lessons and exercises and do little to nurture the
emotional relationship between parent and child which supports
learning. T
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Secure attachment is also important because of its relation to
compliance. Research on securély attached infants has revealed how
closely attachment and cooperation with parental demands are related
(Stayton, Hogan and Ainsworth, 1971). Mothers who used warmer voices
in giving commands and gentler physical handling with their 12 month
olds had 21 month olds who were more compliant and cooperative not .
only with their mothers but with -an -adult- woman playmate-.and with an o o
infant test examiner (Londerville & Main, 1981). Handicapped infants
will often have to struggle harder to accomplish developmental tasks. '
Frustration may be sharper than for normal babies. Certain .
handicapping conditions may require persistent efforts at therapeutic \
exercises or even at simple self-care tasks. Professional . ///
encouragement and suppprt for maternal-infant emotional closeness may:
well enhance the cooperation of toddlers with prescriptive procedyres -~ -
necessary for remediation efforts. :

' Provider Attitudes That May Interfere With Effective Partnership

Disillusionment : - .

Sometimes providers of services to handicapped ¢hildren begin y
their efforts with a missionary zeal. They may feel frustrated and '
indignant that parents do not carry out all the prescriptives g
deliveréd with such good will. They may not be sensitive enough to
parent resentment that the professional seems to be "taking over" the o
baby while demonstrating or giving suggestions about work to be done.

Also, if the infant progresses slowly, some of the provider's zeal may
evaporate. The provider may secretly believe that the parent is not
cooperating well enough between home visits. Disillusionment may 1ead
a provider to “"give up" on a parent’ as not caring or not trying hard
enough. More patience and awareness of realistic expectations for

' growth processes may help bring worker and parent into a less

adversarial and more cooperative effort.

Rigidity

Some trainers in work with handicapped persons perceive that they
must use special materials or procedures in certain ways only. Rigid
use of training materials without sensitivity to the home
circumstances, to parent feelings, or to infant level of ability or
interest may lead to discouraged feelings on the part of a provider.
Honig (1981) has suggested the concept of “dancing the developmental
ladder." Tasks and games and processes. of interaction should be‘so
tailored that the small child is lured forward to try tasks just a

tiny bit more difficult or more novel. Conversely, the task may be’
made less demanding so that the baby can be emboldened to try.
Flexibility in making task presentations or requirements more
difficult or easier so that babies are helped to engage in efforts is
preferable to rote presentation of prescribed items where the baby is
not actively engaged in the learning interaction. :
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valye Conflicts - . , V

Some professionals disapprove of the life-style of parents and.

allow this feeling to color their perceptions of the parent-infant )

relationship. Parents can be positively encouraged into loving,
facilitative interactions with infants in circumstances that may be
messy, dirty, or even "immoral" to the worker. What is important 'is
the process of the intimate relation between parent and child. One
worker reported with shock that she found the baby sleeping on the
floor on a blanket in a cold empty room when sheégame to the home
visit. The baby was in no physical danger, nor Was ‘she otherwise
neglected. Poverty of furnishings is not necessarily coupled with
poverty of caring. Of course, if ‘there are physical dangers or poor
nutritional practices, then child development information can be
communicated. in a manner that conveys how much the parent and the
worker both care for and about the welfare. of this:baby.

Suggestions For Building and Maintaining Parent-Professional
' Partnership oy,

Given the difficulties of emotional adjustment that so many
parents of handicapped infants undergo before the processes of ‘
reconciliation and getting on with the work of loving and rearing can
come into play, what :can a service provider do to improve
communications with parents and improve the partnership process?

1. Start a relationship as early as possible post-partum with the
parent{s). ' e
Parents, right after birth, need support and’ are 1ikely to be

" more willing to be recruitedyinto a program that offers support, If a

144

partnership between parent and professional is formed early on,
efforts to encourage the optimal development of the at-risk infant are
increased. The biggest payoff for neonatal enrichment programs may be
the parent's continued commmitment to, and participation in, their
child's educational program.

2. Meet the parent's needs whenever possible for a reliable support
system.

Building trust takes time and often involves a “"show me" attitude
on the part of parents. Such a trusting relationship can serve to
buffer the parent against frustrations and angers with institutions.
and systems that do not seem to be responsive to his or her or the
needs of the handicapped baby. For example, last year, a visiting
nurse reported that as the months after birth went by, during which
she continued visiting a mother, the doctors kept demanding that the
baby be brought in for more and more tests and procedures.  Gradually
toward the end of the year, medical staff suggested that the baby
might 1§aeed not only be developmentally delayed but also deaf and .

possibly blind. The mother felt crushed.  She felt that the truth had
been kept from her. She had not been advised at each point about what
was suspected or being tested. She had been given no inkling after
‘(fu
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birth of the possibly massive nature of the deficits now being
mentioned. The parent poured out her anxiety and despair during
visits and on telephone calls. The professional listened
empathetically. Grief can be even more overwhelming when there is
nobody who seems to care. Bromwich (1981), in her program for at-risk
infants gives primary emphasis to empathetic listening:

"our approach to intervention required that we
first listen to the parent carefully, that we
acknowledge her feelings, that we be empathetic
with her by trying to see things from. her ‘
perspective, and that we try to understand her
perceptions of her child and of herself as:
parent.... While we listened empathetically, we )
' communicated to the parent that we valued ‘hearing
her talk about what was preoccupying her and that
we tried to hear what she had -to say in a
. non-judgemental manner, i.e. that we accepted her
regardless of the feelings she might express. We
. helqedhher.realdzeﬁthatwmostvparents feel
frustrated, ambivalent or angry. Our acceptance
and the parents' realization of the universality
of their feelings often provided them considerable’

relief. (p. 175)

‘3. Share knowledge about normal_and delayed child development.
Parents depend on providers to bring a professional understanding

about infants. Sometimes what looks like inappropriate, deliberate

mismanagements on mother's part results from a lack of-understanding

of infant comfort, anatomy, or activity. A mother in the pediatric

waiting room was trying to dress her jnfant who had a cold-and a

stuffy nose. Mother laid the baby with head dangling down on her lap.

He ‘fretted ‘and cried as mucus clogged his breathing. The mother, to

quiet him, popped a pacifier into baby's mouth. The baby's struggles

grew wilder and more frantic. A parent worker came over and asked

permission of the mother to help in dressing the baby. _The mother - ° oo

with relief watched as the worker held the baby so that his head was

above body level. The child quieted and was able to be dressed. The

worker matter-of-factly explained how babies breathe and how scared

they feel when they can't seem to breathe well. Simple, calm .

explanations increase parent competence rather than leave parents

feeling inadequate or incompetent with their baby. '

‘4. Build your own and the parent's observation skills. o

‘' Child-watching is an art and a skill. The more we can learn to
watch a child with the parent and be able to point out tiny advances
or changes 1in behvaior, the more we can help a parent to become a
better observer of his or her own baby. Bromwich (1981) has reflected

that




“the kinds of comments that accompanied our
ohservations of the child's play, language,
affective cues; social responses, and motor

* behavior called the parent's attention to the .
details of '‘behavior that revealed important
developmental changes in the child, no matter how
small. Observing with the parent meant that
parent and staff shared with each other what each
had observed. _The discussions that ensued from
the observations were motivating to the parent to
continue to observe, and they gave her.additional
ideas about what was important to look for in
order to help her interact more p)easurably and,
effectively with her child. Observations and the
accompanying discussions also made the parents
more interested in investing more time and energy
in providing the kinds of play opportunities that
the child seemed ready for." .(pp. 176-177) '

Observation skills can be brought into play to encourage.staff
and parents when progress Seems discouragingly slow with a severely
handicapped infant. A parent, for example, can notice that the baby's
hand is no longer so tightly clenched, but that the fist somet imes
opens now in response to stimulation. .

In a hospital room, a mother reported feeling upset about trying
to bottle feed her newborn. The cargfully observant parent worker
noticed that the mother held the baby's head so that the cheek
opposite to the mother's body was.stroked. In response to the rooting
reflex, the infant naturally turned his head away from mother. When
mother was helped to notice this and to understand the rooting reflex,
she was better able to feed her baby without feeling rejected.

Observation skills can attenuate staff burnout. If a profghndly
retarded toddler is able to perform only, for example, at a Piagetian
stage 3 sensorimotor level, then limited activities can be introduced.
Nevertheless, the observant worker, using Piaget's principle of
"horizontal decalage," will use different materials or modes of
‘arousal to elicit any behavior of wh'ich the infant {s capable. These
skills can be taught to parents. Can a baby who can visually track a
flashlight beam 180 degrees, now also learn to track daddy's keys that
jangle, or a pop-it bead necklace slowly moved across her field of
vision?

5. Discusg child behaviors and interactions with parents.

It may be difficult at times to kSgw when professional
observation should be used to begin disCussion with a parent about

inappropriate adult behavior or missed opportunities for enhancing the
infant's responses. If professionals show off their skills too much,
they may make parents feel inadequate. If they consistently ignore
1nappropr1ate behaviors of parents, this may be inimical to the
infant's best interests. Chofces are not always easy. A mother had
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brouqht her poor]y thr1v1ng baby into the clinic for evaluation.
Mother sat-in a-chair qu1te near. the high chair where testing toys and
‘itoms were being presented to the, infant. At one point the infant .
‘threw a toy from the table and started to 1ift himself upward a bit in
order .to peer over the edge of the table to recover the toy with his
eyes. "No-no!," thé mother said, very sharply. Baby looked scared
and started to cry. This was a good time to explain easily about what
"no-no" means to a 9-month old infant. How can-a baby figure out-
precisely what is forbidden or bad? If he reaches toward. someth1ng
hot and we s@&\“no no' and take the hand away and say “hot!" in a
seriou$ tone, then the baby may leéarn in that interaction what “no- -no"
means., If too often we use generalized sharp warn1ng proh1b1t*ons,
then the baby may simply come to feel that she .is the “no- -ho"--the
,base creature. This mother had been afraid’ perhaps that  the infant
could 1ift himself dut of the high chair into which he had been
- securely strapped. We need to reserve sharp negatives for serious
s1tuat10ns where babies can better understand our mean1ng.w

Helping a parent to see that s1tuat1on from the viewpoint of the .
baby can promote increased sensitivity to infant needs and infant
levels of understanding. For example, if a parent is dragging a:= -
scream1nq two-year old down the hallway'of a respite‘care center, a
worker might comment, "It sure jis tough to try to walk as fast as a
-grown-up when you have little legs. It makes you feel all upset to
try to walk so fast when a person is so little." Some parents simply
have not learned how to look :at the world from a tiny person's point
of view, especially a tiny person with handicaps. Warning: Some
parents are so needy themselves that this method may simply call forth
the rejoinder, "He can so do it. He's just trying to irritate me
today'" : L ‘ '

In discussion times, professlo 5%% may get more attention and
interest if parents initiate topics. ‘Behaviors that the parent
perceives as worr1some or aggravat1ng often prov1de good oop ortunties

ideas about why tots carry out actions that adults m1ght find ‘mess
naughty. Most parents have ljttle .idea of the deep need of tdddl
to be active, to roam, to explore, to search for, to take apart, to
pour in and out. Help1ng parents see the meanings of behaviors for
the child can sometimes lessen the parent's anger at what is .
considered delfferate defiance. Such a view of the developing child
may lead to discussions-of more appropriate ways to protect family
possessions from toddler curiosity. Staff can support parents' search
for ways to promote toddler exp]oration through activities the parent
may choose as more acceptable than mess1ng w1th food for example._

D1alogues with parents slowly bu1ld new ways of seeing what a.

- tiny person is like. Dialogues with parents slowly give them an '~ N
opportun1ty to feel free to try alternatives to some of the unth1nk1ng
punitive ways some adults use in deal1ng w1th “naughtiness" 1n small
children. : _ .

~
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Encourage parents to. try alterﬁ%tlve ways to solve their prob]ems
with their children. Research has*shown that the more alternative
solutions ch1]dren and adults c% “generate to solve their own
interpersonal problems, the moge successful they will be in their
.;encounters with problems (Shuve & Spivack, 1978).

6. Encourage parents to gﬁink about the consequences of the1r
behaviors: S

___ gt &

Somet1mes in d1scu5slons new ideas or behaviors are 1ntroduced

“but there may be l1tt}e parent follow-through. Encouarge parents to

take the "What will’ happen if...." attitude. If we read daily and ,
engage happily in language activities with a speech-delayed child, ,
" then vocakizat1ons and increased interest in language may result If

a parent habltuaily presents a hemiplegic baby with a toy in the hand
~that: does not functlon rather than the hand that can functioh, what is
likely to happen to the goal of encouraging infant advances in
reaching’ ‘for and obtaining toys? : .

7. Encourage paréents to accentuate the positive.

Many parents of handicapped youngsters become preoccupied with -
what the infant. cannot do. Staff need fo help the parent find ways to
encourage what the infant can do. For ‘example, a blind five-month-old
cannot see the visual mobile over a crib. In order to. encourage .
infants' circular reactions of kicking the mobile, getting a
pleasurable feedback from their own actions and then resetting this o
process ¥n motion, parents of blind infants can be encouraged to .use
mobiles that produce noise or music ,on being set into motion. The
infant can respond to auditory feedback with the same del]ght'that a
sighted baby brings to exper1ences in play]ng with gaily sw1n91ng toys
(Bower, 1977) .

2}

Somet imes parentséof handicapped youngsters act overprotective.
They ‘worry about falls-and'dangers. Instead of yelling "Don't run,
you'll get hurt," a parent can be encouraged‘to call out "Walk slowly,
Johnny," or, "Sw1ng gently." Parents may find it a relief to be able
to state what they do want rather than what they don' t want from the1r
chiTdren. o

1
i

Sometlmes parents of slow-learn1ng chuldren feel upset and
threatened by the child's slowness. They may feel a need to push
their little ones into g1ving rote responses. In one program for
disadvantaged small children, the mothers' "usual pattern was to
present a d1ff1cult problem and -then. to pun1sh error-or silence-with-
‘nagging threats. They told the child to sit up, to pay attention; N
they informed him that they ‘knew he knew the answer, so he better say.

it" (Risley, 1970, p. 145). - Mothers in this behavior-modification
program were taught how to recognize child behaviors that could be
praised and how to use positive reinforcement to give their children
attention and praise for.behaviors. that they wanted the children to
continue. , ,

1:

' : . -33- W,




e e ms e S U v g . i S ot B e Y Y S e i

8. Share your_ joy at_small developmental advances made by infants. .
Telling parents what we see as professionals may not be as useful
as helping parents to "see" the child with new eyes. The author was
working during a second visit with an iron-deficient, solemn-faced
jnfant who lagged developmentally. As the baby picked up two blocks
and tentatively brought- them toward the midline, I remarked, sharing
my delight with the mother: "You remember last week that Leroy could
only use one block at a time. Today he is picking up two blocks: and .

i

- even trying to move them toward each other a bit! He isn't able to

patty-cake with the blocks yet, but just see how nard he is trying to
get those blocks together. He is working so hard. It 1s so exciting
to watch.a baby trying!" The mother looked radiant. She said that
she did remember that the baby could not use more than one block to
"go bang-bang" on the testing table the week before. She became
excited at her own ability to observe and appreciate small steps
forward. The tester's delight with the baby came across also as a
delight in the mother of such a child- who could learn, who could try.
The mother later volunteered things she had noticed after the first
assessment session with the baby. ‘Assessment sessions provide a fine

. oppdrtunity to build a mother's pride in her observation skills and

appreciation for her baby's early learnings.

9. Praise specific achievements of both parent_and child.

Wwhile demonstrating a new task, the skilled professional often
asks a parent to try the game or to model the task for the=baby. This
gives the parent a chance to practice a skill and to be in the
position of "expert." It also gives the worker a chance to praise a
parent warmly for specific work or for perceptive and positive ways of
interacting with the child. Be sure to use specific praise, such as:

"Bobby really stretches his hand up to reach when it is you, his
very owp papa, who is getting him to reach just a bit more with those
1ittle hands."

"Lianne comforts so nicely when you pick her up and cuddle her if
she needs some hugging. You are so good at comforting her." '

"He really-listens when you are trying to talk with him. Mama is

~an important person to listen to. Babies love to hear mothers talk

with them."

10. Treat the parent as_expert about details of the child's
experiences. ' . " :

.Ask questions to build ‘a parent's observation skills. Using the
parent-as informant will enhance self-esteem. "What kinds of sounds
have you heard Andrea making? Have you heard her try to put a vowel
and a consonant together yet...as in buh-buh? What kinds of things
‘seem to set of f Daryl's tremors and stiffening of the arms? ‘What do

. you ‘try whe? t happens?" ' '

.‘ 4J
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11. Use a variety of parent 1nvolvement techn1ques depend1ng on
family needs.’ '

s e S s e g e o '

" No one way to reach parents succeeds with all families.. A :
variety of program models are available for parent ‘involvers to choose
from (Honig, 1980). Some programs mix and match methods to serve
parents better. They may carry out home visits. Yet, in addition,
parents and toddlers may be bussed to a center several days a week so
that special group activities can occur (Jew, 1974). Trained teachers

can: serve, ‘as,expert models for parents during these sessions. Also,

parents qet a chance to meet with one another.

Some programs add a weekend half-day session for fathers. Some
programs mix practical guidance in child management with therapeutic
counselfng'for parents still struggling with distress and difficulty
in recognizing and accepting the child's problems. Parents’ act1vely
lnvolved in therapeutic techniques with their own infant often gain
more acceptance of the handicap and more assurance 1n the role of
parent teacher, and therapist. . L

Spec1al program "extras" may make all the difference. Some
programs have a "retreat house" where fathers, mothérs, and children
can spend a ‘weekend. Family get-togethers, sports, and
child-development discussions in a homey, friendly atmosphere give
program goals a boost. Some programs have a 24-hour psychiatric "hot .
line" service for parents in crisis. Provision of-a variety of extra
services may increase the motivation of some parents to become more
actively 1nvolved

v Parent-to-parent models have been partlcularly successful in
help1nq parents cope with some of the agonizing personal problems that
may arise after the birth of a handicapped infant. - How shall
relatives be told? Many such problems can best be helped by enlisting
the support of parents who have already coped with having a
developmentally disabled newborn in order to help those who are first
facing -the problems (Bassin and Drovetta, 1976). Training parents as

‘providers for other parents may be an important and helpful aspect of

your parent involvement program.

Not only may different modalities of service provision be used,
but priorities may need to be set concerning the level of involvement
that can be expected of a particular parent. _ It may be of little
impact to hold an enthusiastic session on making mobiles for a crib
with a mother who avoids eye contact with her 4nfant and is reluctant

to handle or cuddle him. Bromwich (1981) suggests that parents can be

helped to progress from lower levels of involvement to active,
self-initiated participation in enriching activities with their
infants. The "Parent Behavior Progression," devised by Bromwich,
provides examples of parent behaviors that reflect increasing
involvement from level I to VI.
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} . . Level I: The parent enjoys her infant.

C Level II: The parents is a sensitive observer of her infant,
: reads his behavioral cues accurately, and is
responsibe to them.

'/:> " Level 111t The parent engages in a quality of interaction with
- her infant that is mutually satisfying -and that
provides opportunity for the development of

attachment. .
, ‘
“Level IV: The parent. demonstrates an awareness of materials,

activities, and experiences suitable for her

infant's current stage of development.

L4

Level V: The parent initiates new play activities and
: experiences based on principles that she has
internalized from her own experiences, or on the
same principles as activities .suggested to or
'modeled for her. | '

Level VI: . The parent independently generates a wide range of
developmentally appropridte activities and
experiences, interesting to the infant, in familiar
and in new situations, and'at new levels of the |

infant's development. , ‘ .

\\%H““ It could be very discouraging for a worker who expects a mother
not yet successful at Level I to participate in program efforts that
demand Level VI skills and engagement. The partnership between worker
and parent must be sensitive to the "match" or "mismatch" between the
level at which a parent is functioning in her or his role and the
program expectations of where the parent "should" be functioning.
Partnership will work best if the level at which the parent is
functioning is nurtured and appropriate activities and trusting
interactions are engaged in sp that the parent can progress slowly
toward the next higher level of functioning.

\

12. Marshal community resources to serve parents.

Provide a respite center for parents of handicapped young
children. One of the best ways to get parents to cooperate with
program goals is to cooperate with parent needs and goals. Most
- parents with severely-disabled -small children need some form of
respite care so that they can attend to their own personal needs as
human beings. Erikson long ago taught us that the young child can
grow up -to be a giving person if he or she has been .generously given
unto during infancy and the early years. Parents need the giving
acceptance and encouragement of staff in order to feel ready to give
of their efforts to carry out staff suggestions. Provide a free
subscription to the magazine “"The Exceptional Parent", which is filled
with good ideas for practical guidance for parents of handicapped

youngsters of all ages.

i
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. A 11t9rarure and audiovisual 11brary may help parents feel free
to browse amonq materials to learn and understand more not only about
the particular handicapping condition of their infant, but about
infant development in all children. Parent's Magazine and others have
produced useful film strip series on parenting handicapped children.
Subscriptions to publications of the 'Council for Exceptional

“ Children' and the 'National Center for Clinical Infant Programs' will

be useful. Parents as well need access to materials on quality infant
caregiving and how to nurture growth and development. (For example,
see: Honig & Lally, Infant Caregiving: A Design for Training, 1981.)

Research materials may be of interest to some parents. For
example, Carew (1980), in her research report, reveals that regardless
of whether infants were home-reared or day-care reared, the ]
intellectual experience that most powerfully predicted IQ and
intellective competence by 3 years of ,age was the situation where an
interactive caregiver taught the toddler new words and created

language-masteqy experlences for the}}ittle one. . CL e

13. Prov:de support for parent involvers

workers who face daily the difficult problems of families in’
crisis after the birth of a handicapped infant need support systems
too. Reaching out to parents and encouraging them to become lov1ng,
effective teachers of their infants .requires extraordinary commitment,
stamina (particularly for home visitors in snowy cities with
infrequent bus service), tolerance, flexibility, and patience as
personal, skills. Additionally, the worker needs people-helping skills
to work with adults in crisis and needs child-development knowledge,
particularly focused on the tasks and ga1ns of the sensorimotor and
early preoperat:onal period.

A supportive supervisor is a boon to parent involvement'
personnel. They can express their worries, concerns, ask for counsel,
turn to the supervisor for community resources and literature
suggestions when a family's needs require additional aids. When a
supervisor meets regularly with family workers, these problems and
possible ways to handle them can be shared in the group. Staff
training that provides rich opportunities for mutual feedback can help
workers weather some of the storms of “families in crisis.

~Conclusjon

None of us can help all people all of the time. But much can be
done to increase the chances of families for supporting the growth and
development of their handicapped infants and toddlers. Such efforts
require personal skills and professional knowledge that may encompass
several disc1p11nes. Effective parent involvers need to be learners--
increase their effectiveness with families. A parent involver needs
to be able to coordinate services, to move from one interyention model
(such as home visitation) to another (group meetings) as family needs
and strengths dictate. A parent involver needs to be an advocate for
the family and for the child. Concern for the needs of adults and
children will require sensitive efforts to encourage adult
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deve lopment,, and yet remain alert to the needs of infants. A

we bl -tunctioning projgram will nurture the needs of workers for support
and tor extra knowledge in order to increase the effectiveness of
statf for helping parents nourish the development of their handicapped
babies. ‘ ‘

- | . .

e

Aruitoxt provided by Eic:




' . | References

Bassin, S. and Drovetta, D. Parent outreach. The Ekceptional Parent ,
1976, 6, 6-9. .

Bel1,'S. and Ainsworth, M.D.S. Infant crying and'maternal
responsiveness. Child Development, 1972, 43, 1171-1190.

Bower, T.G.R. . A Primer of lnfant-Development. San Francisco: W. H.
Freeman and Co., 1977. , “-

Brigker, D. and Bricker, W. R. Toddler research and intervention
Project Report - Year 11, Institute of Mental Retardation and
Intellectual Development, George Peabody College for Teachers,

~ Nashville, Tenn. 1972.

{

*

, " Bromwich, R. . Working with Parents and Infants: An Interactional
L .. Approach. Ba1”3more Univers?ty Park Press 1981

Carew, J. V. Experlence and the development of intelliqence in young
children at home and in day care. Management of the Society for
Research in Child Development, 1980, 45 TSer1a1 No. 187).

De Lissovoy, V. Child care by adolescent parents. Children Today,
1973, 2, 22-25.

Epstein, A. Adolescent Rarents and Infants Project: Preliminaryb
findings. Unpublished manuscript. High/Scope Educational .
Research Foundation, Ypsilanti, Michigan, 1978. o

: Escalona, S.K. Infant day care: A social and ﬁsychological
perspective on mental health implications. Infant Mental Health
Journal, 1981, 2 (No. 1), 4-17.

t

Honig, A.S. Parent Involvement in Early Childhood Education. Second
edition.” Washington, D.C.: National Association for the
Education of Young Children, 1979.

Honig, A.S. Parent involvement and the development of children with
special needs. Early Child Development_and Care, 1980, 6, .
179-199. - ‘ A

Honig, A.S. Meeting the Needs of Infants. Paper presented at the
Family Day Care Technical Assistance Conference, Atlanta,
Georgia, April, 1981.

Honig, A.S. and Lally, J.R. Infant Caregiving; A Design for
.Training. Second edition. Syracuse, N. Y.: JSyracuse University

Press, 1981.

Jew, W. Helping handicapped infants and their gamilies: The delayed
development project. Children Today, 1974, 3, 7-10. '

Kaplan, L.J. Oneness and Separateness: From Infant to Individeal.
New York: Simon and Schuster, 19/8. ,




Karnes, M.B, Maunstream1ng parents of the handicapped. In L. Baruth,
and M. Burggraf (Eds.) Counseling Parents of Exceptlonal
Eﬁjjgggg. Guilford, Conn.: Spectal Learning Corporatioh, 1979,

Londerville, S. and Main, M." Security of attachment, compliance, and
maternal training methods in the second year of life.
Developmenta] Psychology, 1981, 17, 289-299.

3 " '
Risley, T. Learning and lollibops. In P. Cramer .(Ed.) Readings in
Developmental Psychology Today. Del Mar, Cal.: CRM Books, 1970.

Shure, M.B. and Spivack,'G. Problem-Solving Techniques in Child
Rearing. San Francisco: Jossey-Bass, 1978,

Sroufe, L.A. Attachment and the roots of competence. In H. E.
Fitzgerald (Ed.) Human Development 81/82. Guilford, Conn.:
Dushkin Publishing Group.

Stayton, D.J., Hogan, R., and Ainsworth, M.D.S. Infant obedience and
" mdternal behavior: The origins of socialization reconsidered
Child Development, 1971 42, 1057-1069. PR

) B AR -

Q. , ' -40- 14




ADMINISTERING PROGRAMS FOR HANDICAPPED CHILOREN
FROM BIRTH THROUGH THREE

Louise Phillips, M.A.

Former Director of Magnolia Project
Magnotia, Arkansas

The case for providing instruction for handicapped children from birth
to three years has been generally accepted by service providers in the past
five' years. Research has indicated the value of early intervention.
Practice has begun to develop effective and workable models. The advent of
models developed through the Handicapped Children's Early Education
Programs gives reality to the efficacy of early intervention. The
development of assessment,tools, curriculum materials, and evaluation
jnstruments have made possible the development of teaching programs that
can be moved from one locale to-another. Acceptable training methods have
been developed, validated, and funded. Successful models have been funded
as outreach projects to begin a broadening process of spreading methods to’
other agencies. The state jmplementation grants have -begun to further
expand the accumulated knowledge gained from research and experimentation.

The major problem remaining is how to best fund and administer
programs so that adequate and efficient service and instruction are made
available for all handicapped children.

[y

Public Schools as Administrators of Preschool Handicapped Programs

One of the jssues that must be resolved is the selection of one agency
to develop, plan, and administer an instructional program for the young
handicapped child. One agency must be held accountable for educational
programming from birth to adulthood. This does not mean that one agency
must do everything. It means that one agency must be held accountable for
seeing that proper assessment, educational instruction, and support
services are made equally availab]e to all children in need of them. This
tends to prevent over servicing of one child and under servicing of
another. It is especially important that adequate and accurate records be
kept on the handicapped child,from the entry of the child into services.

A multidisciplinary team should determine the total program of the ,
child and parent, but a single agency should coordinate and direct so that
all resources are used to the best advantage. MWhen a high risk or
handicapped child is. found, the continuous assessment and planning of the
team should continue.

The chief reason for the public school to serve as administrator fis
continuity. The educational aspect of planning constructive remediation
for the handicapped child should be continued without break. Secondly,
the public school is established by law to provide educattonal activities
for children. It maintains reqular terms and, since it is tax supported,
it provides stability of buildings, supervision, materials, and other

/
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program facilities. The third reason for the public 's¢hool to serve as
administrator is the fact that all children by law must go to school.
Public schools serve the greatest number of children and have a direct link

with parents.

If the local education agency is responsible for the development of

~ the individual education plan (IEP), it must be respons1b1e for setting up
"an acceptable pattern for coord1nat1ng all agencies which contribute to the
welfare of the child. Whether the Local Education Agency provides
services directly or contracts for them, it must develop a plan for total
“involvement of all community resources as they affect the child. .Jo .
develop such a plan and to establish communication among the agencies, it
is helpful to start with a community survey which would search out all
medical, social, educational, and community organizations which offer
serivces to fam1lies--parent or child. It is imperative that dupllcation
of services be avoided and that all possible coordination be achieved. The
high cost of providing services necessitates cooperation, not. compet1t1on
among agencies. ' T o '

"

Types of Program

!

The primary teacher for the infant is the parent. Hence, provision of
training for the parent or parent. surrogate becomes a number one objective.
Service¥ and training may be provided by a home based program or a
combination of both home and center. A combination offers‘the most
flexible approach. The parent is with the child for extended periods and
can observe and work with the child as the need arises. Daily teaching
service by professionals is not considered necessary for the most efficient
use of time. The professionals may work with the parent one or two times
weekly and help sustain a regular instructional pattern. The professional
does not want to assume the parents natural teaching and care giving role.
Teaching activities need to be built into the routine of daily living. For
the younger child training of the parent in the home is more likely to .
produce desirable results. As the child progresses, some opportun1ty ‘to be
part of a group for a few hours each week becomes more important. I[f
possible, such group activities should also include some nonhandicapped
children. ' ‘ g : -

!

Great care should be taken to see that the child and parent have N
access to medical services, social services, and counseling. Be willing to -
adjust time schedules so that workers may visiz daily, weekly, or twice g a
weekly when needed. There are times when more frequent visits are needed
to teach a‘routine. Later less frequent visits may be sufficient.

i

Cost Effective Service Delivery

In establishing support for early education programs the collection of
data about benefits and costs is essential., Benefit data should include
outcome data related directly to program objectives. It should show the
number of children served, the progress they have made and other child or
parent changes that have been targeted.
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Data should show the costs of service inpat from ali sources--school
funds, contributions of cash or in-kind services. The most frequent __
question administrators are asked when confronted with financial support
for a new program is, "How much will it cost?" It i§ important to have
realistic cost appraisals packaged in simple form to clearly show the o
receiving audience what is needed. The information in such a package
should include data from other projects. Data ijs available from model
projects throughout the nation. Most of this data has been,assembled by
TADS (Technical Assistance Development System) and WESTAR (Western’States
Technical Assistance Resource). A clearcut presentation of costs ‘and
benefits at the state and local level is essential to establish
credibility. The tdarget should be to show local taxpayers that the support
of early intervention programs for young handicapped children can pay off
in dollars and cents as well as human satisfaction.

o . ,
In these budget cutting times we tend to forget ‘about assessing the

long term pay-off. Pay-off comes in many forms. For young handicapped
““children, the pay-off may come when failure to intervene early-enough
causes the child's problem to become insolvable. ‘Failure to act early may
mean higher costs at a future date. As educators and professionals with a
deep concern for your handicapped children, we not only have the right to
speak, but we also have an obligation to speak effectively to decision

makers.

Simple Formula for Figuring Costs of Program

With Buildings (as a school or other free space)
Personnel ;
Fixed Charges (FICA, Retirement, etc.)
Travel - .
Equipment . '
Supplies ' : <.
Miscellaneous , '
Total

Without Building

Rent - Leasing

Personnel :

Equipment ‘ . ,
Suplies ' ‘ !
Travel

Fixed Charges

Miscellaneous .

Total
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Staffing Patterns

Lack of qualified personnel is a common cause of ineffectiveness and .
inefficiency in many. early childhood programs.” Two problems exist in major °
proportions: recruitment and cost. Whether staff members are part time or
full time does not matter. We must have access to highly skilled medical
personnel psychologists; therapists and other diagnosticians. When the
assessment of the child's problem is completed, highly skilled teachers are
needed to work with parent and child. The quality of training that can be
developed to help parent and child depends on the quality of the staff. In
many areas (e.g., small rural communities) the creative search for and use

- of personnel becomes critical.  Sometimes this requires traveling
professionals. Search through local agences (social service, hospitals,
clinics) for possible part-time help or shared time. Work toward
state-wide plans for regional training workshops. Volunteers can offer
tremendous help, but they must be trained by competent professionals.

s~ —Gombinat-ion--of -Resources -
# .o
We -no longer have the option of allowing every separate agency to act -
on its own initative independent of all others. We must reach out and
develop cooperative patterns to share the segments of a parent and child
‘training program. The need to develop working patterns among medical,
health, and education professionals is essential. None of us can do 1t
all. When you consider that jthe'plan for the training of a handicapped
child requires medical evaluation and treatment, the need to build better
working relations with the médical community becomes obvious. When you
consider that the plan for a child will require a wide range of djagnostic
skills, you must find ways to secure these services. When you consider
that the family may be in need of social resources (money, housing,
counseling) you need to look at ways: to give the family support. When you
consider that the parent will need training to work with the child, you
need educators who can directly teach both parent and child skills which
. minimize the effects of handicapping condition.

One agency must tie all these professionals together to develop a
coordinated plan ahd then direct its operation.

Supplemental Funding Sources .

In addition to funds allocated by state law for specific services, the
.LEA will be searching for additional funds to enrich the program. Since
most federal grants are quickly being eliminated, state and local funding,
foundations, and private agencies must be tapped.

As in all educational programs voluntary contributions of services
‘become a valuable asset. This symposium is directed toward the
coordination of assessment services, research, educational management, and
evaluation, Consultants in all of these areas should be sought from the
beginning to be involved in possible volunteer services. .

Civic clubs, church organizations, and professional organizations
often select projects to help. Provide them with choices in your plan.
Private agencies (such as United Way, United Cerebral Palsy, Association
for Retarded Citizens) may be able to loan personnel. or supply funds.’

2 J
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FoundatTons are a source of funds: there are many small ones which tend to
serve local areas. Talk to industrial organizations in your area. They

can sometimes of fer materials or money.

Your largest pool of supplemental funding is going to come from the
adroit use of volunteers. People hours can be used to perform innumerable
pieces of chore work that you can't buy. Develop creative jobs and times
to fit the leisure hours of workers. Go for the vglunteer skills .of the
teens and the seniors. ‘ : '

Buildﬁhg Public Awareness

In these days of budget cutting we must convince the taxpaying public

_ of the value of making handicapped children future participating members of

sqciety. We must be able to carry our story to all citizens--those who
have normal ¢hildren as well as those who have handicapped children.

The prime target to influence is, of necessity, the legislators-

Yocal, state, and national. You have to sell your program to the ones who

control the money. jo reach legislators you have to sell the need for your
program to the people (taxpayers). .

JIf you accept the premise that early childhood education is of
critical importance to children who ‘are at risk for handicapping
conditions, then you must accept the obligation to work to secure the
necessary financial and program support. To do this you myst venture into
the world of policy makers and budget makers. You must. meet the decision
makers on their own grounds. We have good, sound models ,developed with
methods and techniques that work, but who knows about them? If tremendous
efforts can be made to protect the environment, millions can be spent for
clean air, and Congress can devote major time to speed limits, why can we
not mount a program that speaks to the needs of handicapped children? This
type of program has started and has been effective for school®aged
children. Now, we must speak for preschool handicapped children!

- L 4

Nothing beats parent advocates! To get parents beating the drums, you
must have an effective program that really works. Generate enthusiasm for
your program by being thoroughly knowledgeable. Know what you are doing,
how you are doing it, and practice saying it. Do some practice sessions
with your own staff in how best to say it. Don't be reluctant to brag
about your work. Who else knows what wonderful things you are doing? If
you want a future for young handicapped children, stop apologizing and
sell! You are educators. You know what needs to be done. Don't be

bashfu]! Speak up and out! o

Organize letter writing campaigns to your state legislators and to
your congressional delegation. Grass roots opinions do affect the
legislators. In these letters preach the doctrine of "every child deserves
a chance." Ypur best approach to the decision-makers or money-minders is
by way of local voters.

Every person in ewery program should become a walking -encyclopedia of
information on the advantages of early intervention for young handicapped
children. Don't forget®that "all" of your staff "show case" your program.
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Wosure that your volunteers,,cooks, custodians," bus dr1vers, and
secretaries know what the purpoSe of ‘the program is-and know how to.
describe it to the communities.” As practicing professionals, we must kmow -,
the facts and make opportunities to present them. Who will know ‘of your
deep concern for young handicapped children if you do not learn to 'speak
effectively to others? You not only have the rlght but the ob11gat10n to
speak . ‘

A1l the teéchniques you have developed need to be called into play.

- Invite 1nf1uent1a1 citizens to visit your programs. Try for, spots in rad1o
and TV programs. Speak to any club that invites you. Use your
affiliations to get invitations. Seek out opportunities to speak to church .
groups. Work with your local papers. Write letters to the editor.

: . The 1mperat1ve act1v1ty for the eighties must be to get the attention
df decision makers. It is absolutely essential that you .develop quality
‘programs and that you be prepared to speak confidently with facts, but now
is the time to speak for handlcagped children, Build the sound for this
. need to a loud roar that can not be 1gnored' Add your voice! You can make
jg dlfference' : E ‘




MEDICAL IMPLICATIONS OF EARLY RECOGNITION

| Dennis Whitehouse, M.D.
The John F. Kennedy Institute

~ Introduction

1
’

"Educational philosophies have progressed remarkably over the past
fifteen .years. Kindergarten, once considered unimportant by many school
systems, -is now regarded as a most important phase in a child's education.
In the mid-1960s, one large Maryland school system had a policy of not
enrolling m1ld]y intellectually limited children into an appropriate *
program until ‘the age of eight. Prior to that time, such children usua]]y
repeated first grade once or.even twice. \

’
’

The medical profession ‘has also seen progress in its approach to
handling children. Pediatricians have always been tq&ght the importance of
“mothers to the child under five years, "and previously considered any .
- intervention from the outside world to be detrimental to the child.
Nursery schools were recommended only under very special circumstancess~

At the same time, research into the behav1or of the young ch1ld has
revealed previously unthought .of latentgpateﬁf?al down even to the
neonatal perigpd. Lorenz described prenatal influences in the form of N
1mpr1nt1ng animals; the extent to which this is relevant to the human  fetus
" is still under investigation, ' Fantz (1963) .and others have studied
neonatal visual processes and found that they have a remarkable capacity. to
discriminate the mother's fdce from random patterns. THis facility has
even been shown in the pre-term infant (Hack, et al., 1981)

The sens1t1v1ty of the deyelop1ng child to env1ronmental sensory
deprivation has also béen recognized more fully. The classic case is that
of amblyopia, whereby suppression by the brain of a non-fixating eye in the
presence of strabismus can lead to permanent irreversible loss of vision

. before the age of five if not treated. In earlier years, this had been

-cons1dered merely a cosmetic problem, to be treated at leisure. Now we are
abie to demonstrate the converse, by which increased activity in a system
can apparently permanently increase function in that system, whether the
“system is deficient or not.

During this time, there ha$ necessarily been a change in the .
relationship between the medical profession and education over diagnosis.
Initially, the respons1b1l1ty for early recognition and d1agnos1s of
handicapping conditions in the early years was almost totally that of
parents and health services. No educational remedies were available except
in certaiQ isolated private sectors. Now, 'with the extension of public
educationg\\jAclltles down' to birth, medical professionals must not only

pursue their own search for better ways to diagnose early but join in a 3
cooperative venture with the school system to improve techniques for®
recognition.
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This paper is such a venture and seeks both to explore ways to JOInt]V
identify handicapping conditions early and also to point out some of the
pitfalls of such attempts. It is only possible to point rout certain key
areas and impossible to be exhaustive. Each stage in d1agnos1s can be -
expanded to considerable length. _ : .

.
A

"before this beginning. Based upon a s

problems in other members of the family who have passed through their

involvement

- Genetic Factors

N\

A logical place to start would seem to be at the beginning, and the -

beginning of the child is conception; Qut in fact, one can start even
adily increasing awareness of the

fact that many handicapping conditions are genetically determined, the
prior existence of similar problems in older siblings, parents, or other
relatives is a likely fact. Genetic factors were suspected as early as
1905 by Thomas (1905). And despite the historical background of first
identifying learning disabilities and behavioral syndromes in adults . .
following brain damage, experience and research has suggested that more of
these disabilties may be inherited than acqu1red A careful family medical
history can often pick up previous problems in the family, and it has been
our experience that many teachers have been in a position to remember such

schools. Such inherited factors are not likely to affect.all members
the family but can involve varying percentages, according to the type of"
1nher1tance. The presence of such a history should make one look at all.
members of the family more carefully.

Unfortunately, only a very few of the disorders producirig handicapping
conditions cap be identified by characteristic laboratory tests. The most
certain t are those measuring genetic material, namely DNA. Fiqure 1 - .
shows a normal chromosomal pattern with the chromosomes rearranged to show ’
the different groups. Figure 2 shows a child with Down's Syndrome whereby
there is a translocation of material with extra material at the 21
chromosome. This is called Trisomy 21. The third figure shows the
opposite pattern, whereby material (an X chromosome) has been lost. This
is characteristic of Turner's Syndrome, and the absence of a Y chromosome
means that the child must be a qirl. Interesting]y enough, the extra
genetic material in the child with Down's Syndrome is accompanied by much
greater deficiency in learning than the missing material in the child with-
Turner's Syndrome, who, nevertheless, has a characteristic pattern of

learning disability affecting spatial perception more than language.

fortunately, it is rare to find genetic proof in this form, and we
e ofter’ recognize such syndromes by characteristic body morphology
jcal examination than we can by microscopic -examination. The more

severe body dysmorphism, the more chance there is of nervous system

There is another way in which we can identify certain potential
handicapping conditions in the laboratory, and this is#by the recognition
of certain biochemical disorders. Many of these result in excessive amount
~ of material toxic to the body and the brain. They can be identified by
either the abnormal chemical products in the tissues or by measuring the
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enzymatic defect in the cells whicn produce them. Phenylketonuria , one
such hinchemical disorder, produces toxic materials that are so potent that.
the developing infant may be damaged by the mother's toxic products in
urero, even though the infant is born without the biochemical disorder.
Much current research is.being devoted to, recognizing these defects in
utero before the b1rth of the child.

Clearly, this type of diagnosis remains totally in the hands of.
specialized medical personnel, although an occasional child with a
low-grade enzymatic defect may enroll in a school program without being
diagnosed and may show intellectual deterioration as the first evidence of
a progressive process.

!

Prenatal Factors - , k '

The next crucial stage of the child's development occurs during the
9-month period of gestation. Here we see the combination of the
_contributions of the genes, and the effect of the intrauterine environment.
*he latter depends on many factors-ranging-from the maternal state of
well-being to the physiology and nutritional capability of the placenta.
‘Historically, much of our early knowledge of both learning and

behavioral abnormality stems from reports of adults who lost function
because of brain damage. A natural consequence of this has been to
concentrate on potential causes of brain damage to the developing infant,
-during the prenatal period,_as well as during the perinatal and 1mmed1ate
postnatal phases. The association of pregnancy complications with later
handicaps is undoubted and well documented. Pasamanick and others (1956)
devised the concept of a “spectrum of reproductive casualty", in which
surviving infants showed a spectrum of conditions from severe handlcaps to
the absence of handicaps as a result of a spectrum of prenatal

comp11cations.

As a direct consequence of this, the concept of the High Risk Infant
evolved some 20 years ago as a means of aiding early recognition of
handicapping conditions. Figure 4 shows examples of typical factors which
have a potential for producing handicapping conditions in the pre-, peri-
and postnatal periods of- life.

™

The National. Collaborat1ve Cerebral Palsy Project was set.up by the
Perinatal Research Branch of the National Institutes:for Neurological
Diseases and Blindness in 1958 to study the epidemiology of '60,000
pregnancies, and the outcome of the child up until the age of eight years.
We followed 3,000 of these children at Johns Hopk1ns. Observations '
result1ng from the study are still coming forth. !

One of the more impressive observations was that individual children
could be quite normal even after severe medical complications of pregnancy
and/or delivery. This means that a number of children can be
over-diagnosed by using an etiological approach and some will be missed.

iThe data must be used’ only as a.reason to increase alertness to possible
’developmental problems in the future.




One other important fact learned wa$ that causation is often multiple,
not single. Similarly, the resulting handicap could also be multiple, with
"one disability predominating and others less obvious.

‘Delivery

_ At birth we have our first chance to observe the infant directly.
From this time on we are engaged in measuring behavior and looking for c
significant deviations from the theoretical mean. o
% oot
t Two major problems persist through the early years of life. The first
is that because of the uniqueness of each child, it is difficult to decide
what is normal with regards to behavior. The second is that we are
attempting to measure the whole from an organism that is only partially
g formed. By five years of age, the child is only just over a third
developed, and at one year of .age the brain has only about one-tenth of its
future functions developed. In addition, the development is not linear,
nor even curved, but consists of quantum jumps .and plateaus. All these
factors make predicting development and projecting it ahead to future
handicapping conditions more difficult. Figure 5 shows some of the
observations that we are attempting to make on the infant at different : .
. stages.

In newborn infants we can recognize only severe conditions with any
degree of certainty, but we can still watch those with more minor, ‘
deviations more closely. A neonatal behavior scale such as that of
Brazelton (1973) is useful in this observation. Initially we are mostly
identifying innate réflex behaviors but higher centers are maturing
rapidly, and at the same time the environment is flooding the developing
brain with information.

By the fourth month of life we are seeing suppression of the innate
reflexes by the developing voluntary centers. The next phase of evaluation
is, therefore, watch1ng for the normal suppression of the inborn reflexes
by the developing "voluntary" activities. If these reflexes persist for a
longer per1od than usual, there is a presumption that the higher centers
are delayed in their development. Occasionally, as in walking, the reflex
. pattern may cease before the voluntary pattern is established, and an
infant may show neither pattern and cease stepping movements until they
resume under voluntary control. )

Some of these patterns are quite elegant in their evolution. One of
the most elegant is that of the development of prehension in the first year
of life. Figure 6 shows some of the stages from mere observation of an

object by a newborn to the more accurate finger-thumb control in the’ g

one-year-old. , , R ”'”\\
Again, there are pitfalls. Figure 7 shows the normal progression of -

locomotive development, indicating that crawling normally occurs before .

walking. Some children do not crawl before they walk and some do not crawl'
~at all. One group in this country has used this as a cornerstone for
therapy and has made older children with the diagnosis of brain damage get

!
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~down on the floor to learn to crawl all over®again. However, we have

neither documented that not crawling is abnormal nor that it is harmful,
and no one has demonstrated that going back to crawling at the age of 12
years is in any way therapeutic. 1 can personally vouch for the fact that
in some children it can be emotionally harmful.

Visual_and AUditory Perception

So far we have been discussing development largely in the motor area..
At the same time, visual and auditory perceptual processes are evolving as
a result of both innate maturation and environmental stimulation. While
central visual and auditory associations are occurring separately, these
two streams are also forming cross associations. The result pf this is
increasing modification of infant's gestures which are destined to
become visual output, as weB®] as changing vocalizations which will become
speech or language output. 4tially the visuomotor output is largely
total body language, but late® it will focus on the hands as the most
flexible motor unit with the widest range of expressive capacity, unless
affected by the handicapping condition. As these more sophisticated and

more final processes occur, we can more accurately assess the handicapped

child's potential, with less margin for error but still with need for
caution. In measuring the different aspects of neurological function in

"the handicapped child, it is as important to measure strengths as it is

weaknesses, because the basic rule of education still applies across the
board, namely, learning through strengths and remediating weaknesses.

There .comes to mind the case of a bright child in a bright family who .
was slow in evolving a single. word vocabulary because he could manipulate
the world, and the world could comprehend his needs so that language was
not initally necessary. He later suddenly came out with long sentences,
once he discovered that such communication was much more effective in
communicating his needs. At the same time, another bright child in another
bright family had a similar problem of language delay but was not a cause
of concern to the family. Total communication sufficed for the child's
needs and the fact that the child had a profound sensorineural hearing loss

‘was missed for some time. In this case, the family had used total

communication and had not realized that anything was amiss. The child
herself was an accomplished 1ip reader by the age of three years.:
Incidentally, this case shows the value of using total communication with
the young child in the presence of certain specific handicaps. '

1

Early Recognition

It is clear that these early developmental changes are seen mostly by
the immediate family and are not going to come readily to the attention of
professionals. The paradox here is that an abnormal developmental process
must be suspected first to bring the child to the attention of someone who
can recognize it. This means that the education of the parents is an
essential component of early recognition. However, the statement that only
the parents are seeing this developmental process unfold is not totally
true, because the whole concept of preventive medicine for the young child
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involves well baby care, both in the pediatrician's office afd™in the
health department. Here, too, education is needed. Too often have we
heard a good pediatrician reassure an anxious mother whose two year old o
child is. not 'saying apy words that he will “grow out of it." He does, and
passes straight on to'délay in the next stage of language development and
often finally into a reading disability. ,

The child with developmental delays can be recognized either by the:
composite process of looking at all the different aspects of the child's
development  that we have mentioned so far, or by actual measurement at the
time he is seen. The Denver Developmental Screening Scale is a useful test
to help measure the child's current developmental status. In fact, a
recent proposal to use a telephone interview for developmental screening
(TIDS) clearly showed that parents can be excellent identifiers if asked
the right questions., The TIDS suggested by Morse (1980 could be a useful
tool to screen certain parts of the population who do not necessarily
attend an office interview or examination.

The Medical Evaluation y .

An important part of early recognition at any age must be the
collection of all the preceding data on a longitudinal basis with
interpretation. The past developmental pattern can suggest or even negate
the presence of a current developmental deviation, depending on factors
such as accuracy of history and the degree of the disturbance.
Nevertheless, the most important part of identification is that of
recognizing the current factors in the child's life. Only the current
actual status can begin.to give accurate information as to the nature of
the child's developmental level. Again, we need caution, because an
evaluation at the end of a developmental plateau can make the child apear
to function worse than he really is, just as an evaluation following a
developmental spurt may make him look better. ,

Be that as it may, the most vital component of the evaluation is a

holistic approach. It is a medical axiom to look, not at the disease, nor

:at the organ, but at the patient. The same applies to developmental
' processes. We must look beyond the system whose processing seems to be
+ faulty, and look beyond the total brain, towards the whole child. In fact,
it becomes important to look at the whole family. One reason for this is
the iceberg principle by which a particular developmental abnormality in
learning or behavior may be so obvious as to detract attention from
recognizing lesser but still important disabilities. The classical example
of this is the child with minimal brain dysfunction, as shown in Figure 8,
whose hyperactivity overwhelms both parents and school and leads to a
concentration on behavior and not learning., K Even more serious is the
possiblity that the other components such as learning difficulty and
clumsiness may be blamed on the behavior and not even examined in their own .
right. This is a model for a holistic approach to evaltuation of the
nervous system because the three components of behavior, learning and other
neurological signs are found in almost every handicapped child at all ages.

4




The holistic approach must extend even beyond this. Figure 9 shows
some of the factors affecting learning. The central channel is the
_deve]opmentaz/ndg, and .other diagnostic terms can be substituted for the
%ord "learnifg." On the.right-hand side are abnormalities outside the
_nervous system which are organic, medical or whatever'physical lable one
wishes to use for them. Visual deficits (in the eyes) or hearing deficits
(in the ears) must clearly interfere with the learning, of the developing
child, but they do not necessarily involve an abnormality of development in .
their own right. Likewise, chronic disease processes such as asthma or
congenital heart disease may well reduce the child's capacity to learn and
even .impair developmental processes through organic means. It is clear
that the child's general health status must be part of this evaluation.
Correction of such defects are an important part of the therapeutic
process.

On the left-hand side there are the effects of environment to be
considered. Deficits here, in visual, auditory or haptic, sensory input,
can limit the ¢hild's learning, whether there is a handicapping condition

- present or not. Here also is a zkannel through which we can modify Qhe
handicapping process to the child's benefit by judicious increase in such
stimulation. The word "judicious" is used here deliberately because it is
important to design a therapeutic program carefully. There is, again, a
medical principle that too much medical treatment can be as harmful as too
little. There is also a potential for stress being produced in the young
child by over-enthusiastic treatment, and although this paper is primarily
concerned with recognition processes, it seems appropriate to be concerned
with over-treatment .as well as over-diagnosis.

From this conept of the holistic approach to diagnostic processes
comes the obvious principle of multiple criteria for recognition. The
pattern in Figure 10 is one developed for use in Baltimore City some years
aqgo and corresponds to the previous description. . -

The first set of criteria is that of general health aﬁd specific
medical problems. , o

The next four levels represent different processing systems actually
used in the course of learning. You will notice that motor function is
classified here as a learning process, because this, in fact, underlies the
Piagetian principle of learning through activity. The behaviors listed
here also directly offer learning through an organic mechanism.

The sixth level consists of some of those behaviors which have an
environmental origin and are not part of the organic developmental
behaviors in the category above. An attempt was made to divide behavior
into that which is due to organic brain dysfunction and that produced by
environmental, functional, or truly emotional disturbance.

The last set of criterja simply measure the child's actual
achievements in the classroom and these should depend largely, but not
totally, on the factors above. This category is far from satisfactory,
because it should measure the child's classroom,,;tion in each of the
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evaluation functions above, including motor, visuomotor, ‘language and
behavioral areas.

Though the system was designed for a school-aged child and not the
preschool child, the same principles apply to young children. Academic
levels become dlffIcult and then impossible to measure as the age is
reduced, but our examinations are desgined to recognize the basic functions
of the child in categories Il through V, as well as any problem in tevel I

or VI.

One of the principle factors 1nterfer1ng with accurate measurement in
younger children is behavioral® dysfunction, which can 51qn1f1cant1y
interfere with carrying out adequate examinations and also -invalidate data
obtained. Parents and professionals frequently express the view that
because of this interference, which can clearly make a child appear to be
more handicapped than he really is, such measurements should not be
obtained. We disagree with this in our clinic and prefer to obtain the

‘measurement, but at the same time carefully pointing out the qualifying

behaviors-and useing the final product as representative of minimal ,
abilities, not maximal. The very exjstence of the qualifying behaviors is
a vital part of the evaluation. Furthermore, if the child does nat
function well in the evaluation situation, he may not function well in the
educational situation, and this, as well as the behaviors leading to it,
must be known.

Future evaluations may then be used to monitor progress in behavior
as well as in learning. Later on ,one can more accurately measure the real
deficit. We feel that educational strategies may be planned using this
approach.

The Neurological Evaluation

This discussion applies particularly to psychological testing, but the
developmental neurological examination uses the same principles and is
fraught with the same difficulty. The traditional neurological evaluation
uses a technique designed to test systems for adequate function and to
detect abnormalities in the system. The order of testing, the way in which
the tests are carried out, and the relationship with the child can be
varied to fit the behavioral situation.:

In fact, the standard medical and neurological examiantion only has
the capacity to identify or exclude disease. As most of the handicapping
disabilities to which we are referring are either genetically-determined
or, at the most, the result of past disease processes, such an evalauation
is not often rewarding. It is, in fact, essential to carry it out as part
of the total evaluation, but more is needed. As this was the only form of
neurological examination up until the 1960s it is to the credit” of Strauss
and his co-workers (1940, 1947, 1955), who pioneered the concept of the
child with minimal brain dysfunction, that so much dysfunction was
jdentified with such poor tests.
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~ng§ Neurological Signs :

In 1962 Clements and Peters pioneered a new approach to the
examination of children with what was then called minimal brain
dysfunction. As part of this examination, they referred to the previous

use of “equivocal" sigrs, which usually meant that one was not sure whether

this was a sign or not, and referred to these signs as “soft" signs. The
original goncept probably meant a more subtle neurological sign, but in
succeeding years it has been recognized that these are signs of
developmental immaturity and therefore rank along side the signs elicited
during developmental testing by psychologists or educators. The Important
corroldry is that any evidence of the developmental status of the child,
however obtained, can be regarded as a neurological sign and could be
called a soft sign. Most of the signs elicited by the medical profess1on
were in motor and sensory areas without reference to visual and auditory
processes. Nevertheless, evidence of auditory and visual processing,

‘difficulty can be regarded as just as much a neurological sign as the
" others.

It is in the administration of these tests that the physician may
experience some difficulty in terms ‘of behavioral interference, because
these signs require very careful attention to detail, careful
standardization of administration, and more cooperation from the child.

Figure 11 shows the concept of soft signs as distinct from hard signs.
The lower half- of the right-hand column indicates the traditional areas of
soft signs, because most of them have been described by physicians in the
motor and haptic sensory areas. Nevertheless, the developmental concept,
applies to all items. The soft signs elicited by the physician do have a
slightly different set of references because, on the one hand, they are
harder to elicit in the child under three years of age, and on the other
hand, they appear to mature in such a way that many of them are hard to

@

" find beyond the age of 12.

One reason for the difficulties under ‘age three is cooperation. The
other may be that the child's motor system has not yet reached a high
enough level of integration to measure hemispheral motor and sensory signs,
just as it is hard to measure language in the pre-verbal infant. Another
réason may simply be that we have not yet developed a technique
sufficiently delicate to elict the signs. The ideal age to elicit these
signs is probably between four and six years of age, but they can be
observed as early as age three.

In case the foregoing remarks suggest that these signs are a
prerogative of the medical profession only, it should be pointed out that
Clements was a psychologistjand Peters a psychiatrist, and that teachers
can equally excel in observing differences in fine and gross motor function

in the classroom. They not only see the child in many d1fferent activities

but also ‘see him.for a longer period of the day.

F ys1c1ans to go beyond the traditional soft neorological signs is
to take thém into the realm of psychological and language testing, and even
further into the educational field. This is exactly the situation that
makes the interdisciplinary approach so valuable because each member of the
team proceeds from one discipline to look at the whole child and overlap
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only 1nto adjacent disciplines. Only one absolute prohibition exists, and
that 1s tor professionals in one discipline to use the exact instrument
used by their colleagues in other disciplines. Although there is debate
ovef this question, test-retest problems may exist, and the risk of -
interference should, and can, be avoided.

Physicians should not use the Bender Gestalt test, and when we were
examining our own '3,000 children from the National" Col]aborat1ve Study, we
adopted the' Gesell draw1ngs as our visuo-motor test. Figures 12 and 13
show the patterns used. These turned out to be an excellent alternative as
they can give a lot of information similar to but, in fact, sometimes
better than the Bender Gestalt test, so that our own psychologists no
1onger use the latter as often as they did before.

~ Language is the most demanding of the developmental systems in terms
of testing and is the most difficult for physicians to evaluate with their
tools, unless they borrow liberally from colleagues. ‘Even the
psychological testing may give insufficient data in this area, and this is
why we have our speech and language c6lleagues to help us. Nevertheless, a
tremendous amount of information,is generated by observing the child's '
response to each instruction throughout the examination as well as by
listening to his or her responses. Speech is readily observed, but speech
is the phonology of language and has much more of a motor base than
lanquage. ‘Egpressive language must be measured by the '‘language.clinician.

The significance of right-left orientation in terms of learning
disability was recognized as long ago as 1925 by Orton (1925, 1928). He
even proposed using the term "strephosymbolia"(meaning "twisted symbols")
for children with reading problems. Despite this, there has been little
data on the developmental hierarchy of right-left organization, and it is
rarely used in a clinical setting. In fact, it is an important
neurological sign in association with handicappihg conditions,'as it does
reflect one example of the brain's spatial orientation, although the same
disorientation will also involve up and down, back and front, and even
before and after. This was studied at-Johns Hopkins (Whttehouse, 1980) and
we established a developmental hierarchy as shown in Figure 14, suggesting
that most children should identify right and left by the age of five years
cross the midline by six years, and reverse right ‘and left for the examiner
who is facing them by eight years. . This test has importance but is only
usefu] in the older preschool child.

Using all of these techniques and using ;them as a highly standardi
and ordered investigation of the child's response to the various applifd

“ stimuli it is possible to obtain an extremely accurate measurement of the

chjld's developmental levels. This measurement is not one that easily
applies itself tp mathematical quantitation, and much of it must be.
admitted to be judgmental, based upon comparison with other children.
Nevertheless, this degree of judgment can be acquired by physicians working
in this area and a number of $tudies have suggested that the accuracy of
such pediatric examinations can approach those of psychological testing.




The Interdisciplinary Approach

X Y

Behavioral problems can also interfere with the neurological
pxamination$ ‘However ,if it is 'structured by starting with obvious games
that interest the child, such as measuring the motor state, dominance, and
reactivity by playing ball with the child, one can usually obtain'ful]
cooperation. 'Throughout the examination the child's behavior is observed
and measured, recognizing that each test may have multiple consequences and
that simultaneous measurements of different functions are 'gaing on all the
time,

It is clear that no one professional can measure all dimensions of the
child's developmental behavior, and for this reason the team approach is
essential. Figure 15 shows a model that includes most of the persons who
could be involved with such an evaluation.

In reviewing it, you may notice‘that the pediatrician is not named .
here. This is because the pediatrician is, in fact, functioning as both
neurologist and psychiatrist. In fact, these two terms could be replaced
by the term "developmental physician,”™ leaving it open for any medical
specialist to enter this area. It is important, however, that the
specialist recognize the need for a different approach than that derived
from a formal traiping in medical school.

) If I was asked which member of this team is the most important, I
would have some difficulty. In genfral, I would have to list the parent as
the most important person. But in terms of formal evaluation, it is hard
to put one .professional above the other. Probably one might say that the
psychologist has the best overall technique for measuring developmental
status, although such evaluation may not be predictive of the child's
response to the task of academic-learning at a later age. The educational
specialist can more readily measure a child's educational level at a later
age but may not have data to compare this with the child's potential.

[ must be honest and say that physicians are doing their best to catch
up with psychologists and teachers in terms of measurement. Perhaps their
only claim to importance here is that they are generalijsts and can cover
information in quite a wide range of neurological dysfunction. They are -
also the only members of the team who can use medication in those cases
where this may have relevant bearing on a developmental process. This is a
topic for a total discussion in its own right. But it is important to
point out that the stimulant drugs, which can be used as young as two to
two and a half years have an effect in improving learning behaviors and are
not just used for controlling undesirable behaviors. The most marked
benefit is on that important dimension of attention span.

This team would be beneficial for every developmentally disabled
child, of every degree; but the demands of time, the number of
professionals available, and certainly the cost, make this prohibitive. I
would consider that the ideal minimal team includes a teacher,
psychologist, physician, parent, and child. Other professionals should ‘be
consulted as needed. Not all children need a language evaluation, although

bo
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statistically it is probable that a consideﬁable number of our preschoolers
with problems come to us after an observed Tanguage delay simply because
this is something that ‘parents are more likely to pick up and bring to our
attention. What is important is that the language clinician does not
concentrate totally on language and recognizes that the child may have
other problems as well. .




SUMMARY |

]

0’

2)

3)

4)

5)

6)

7)

' “‘ l

An attempt has been made to point out the various factars -
affecting the child's development, starting with the genetic
endownent of the child as shown by evidence from other members of
the family, and ranging through the genetic mutations that may
take place, the various intrauterine processes that may affect
the developing child and change his or her endowment, as well as
peri-and post-natal events. , .

It was also shown that at different levels of neurological
organization, different information became available to

.observers, ranging from the basic reflex activity of the neﬂ%ﬁ;n

infant to suppression of this activity by increasing maturat
of higher functions, and then to increasing levels of
organjzation that can be measured by examiners.

"There are problems and pitfalls of 6ver-d1agnosis as well as

Timitations of early examinations in this'area, but increasing
accuracy can be achieved as the child gets older. At the same -

““time, our own techniques have improved considerably and, it is

hoped, will go on improving.

What 1is most important in this area from the physician's point of
view is that his or her part in medical assessment should be made
as a member of the team and not in isolation. The

. interdisciplinary team cannot only check each other's results but

can provide feedback into'the system and, in fact, can learn from
each other in their technology and the handling of data.

This involvement of education with the younger child is a
relatively new phase in public school education and it is clear
that all members of the team have a lot to learn:from each other
in this on-going cooperative venture.

A word of caution has been added, to the effect that not only can
overdiagnosis be a problem, but we must avoid over-treatment and
overstressing the young child, although so far, the data has
shown that pediatricians, at least, have totally underest imated
the ability of the infant and the young child to tolerate such
procedures. The interest shown by children under two in infant
stimulation programs in public schools may be one of the best
demonstrations that children 1ike to learn ahd 'do not have to be

taught.

Finally, I would 1ike to congratulate the Maryland State
Department of Education for the way in which they have
spearheaded these programs and for sponsoring this symposium
jointly with Dr.. Gilbert Schiffman, from the Johns Hopkins
Department of Education. who "has espoused this cause for many

years.
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Karyotype "of a Normal*Female. The paired
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A)

B)

C)

[

Pre-Natal

enetic
2) ‘Social

3) Maternal Health
“4) 1st Trimester

2nd Trimester

3rd Trimester

Peri-Natal
Labor and Delivery

Post-Natal Events

"HIGH RISK" ETIOLOGICAL FACTORS

RS )

Bleeding o ‘

Excessive weight gain or weight loss

Excessive swelling

Elevated Blood Pressure

Medical Condition ,
(Diabetes, Thyroid, Alcoholism,
Chronic Diseases, Medications,
x-rays, etc.) '

Prematurity
Twin Birth
Breech Delivery
Cesarean Section
Placenta Praevia
Etc.

Jaundice
Cyanosis
Edema

Seizures

- Low Blood Sugar

Tetanus
Etc.

Later Illnesses
(Meningitis, Head Injury, etc).

\
\
}

FIGURE 4 - o
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B)

C)

D)

)

!
1

HIGH RISK BEHAVIORAL PATTERNS

Abnormal signs

Absent or Poor Innate

Reflexes ,

Persistent Primitive

Ref lexes ,

Hard Neurological Signs

Developmental Delays

CNS - Seizures, Jitteriness
Alimentary - Vomiting

Respiratory - Breathing Difficulties
Cardiac - Cyanosis- '

Sucking
Rooting

- Grasp

Gallant

Moro (after 412)
T)N.R. (after 4/12)
tandau (after 1 to 2 years)

Asymmetry of Functions
Abnormalities of Tone
Abnormal Reflexes

Abnormal Visual Responses
Abnormal Hearing Responses |,

‘Fine Motor
Grgss Motor .
v -motor
L¥uage
Behavioral

FIGURE 5




1)
2)
3)
,45
5)

6)

7)

8)

9)

, palmar prehension -

THE DEVELOPMENT OF PREHENSION

No visual regard for object .

Transient regard for object

Prolonged and definite fixation with slight

postural changes (16 weeks)

'Visual fixation with crude bilateral or
“‘unilateral hdnd approach (20 weeks)

Unilateral pronated hand approach with
scratchjng at object (24 weeks)

Pronated approach with rak1ng flexion and
Pronated hand approach w1th'1ndex finger

extended .and partial suppression of other
digits = poking

: Rotation of wrist with pincer-like prehension

of index finger and thumb (40 weeks)

Perfection and further delimitation -of
pincer-11ke response (48 weeks)

¢

FIGURE 6




0 mo. 1 mo.
: fetal | .
Posture ' Chn Up

Sit Wwith ;
Support
. St un Lap
S ) . Grasp Object s '
n ’ St un "'f’" Chair .
Crasp Danghng Object o
Stand Stand Holdin
A 3 .
with Help
\ . Furniture \Wolk when Led |
' 12 mo. 13 mo. 15 mo. -

; — -
[ ! St
, Pull o Stand Chmb
Y by Furniture - Stairs Stepy | Stand Alone Walk Alone
?
1
FIGURE 7
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ERIC

Aruitoxt provided by Eic:

P

X

)

MINIMAL BRAIN OYSFUNCTION . The Hypersctivity Iceburg

HYPLRACTIVITY

HYPLRREALTIVITY
ATTENTIONAL PROBLIMS
UISTRACTABILITY
FMOTIONAL LABILITY
PAEGERVATINN

LEARNING C LUMSINE S
OrABILIT Y

FIGURE 8




ENVIRONMENTAL -
*DEPRIVATION

CAUSES OF LEARNING PROBLEMS

Acquired - ~.Genetic

CNS DYSFUNCTION

A\ 4

LEARNING

o 7
FIGURE 9 0
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MULTIPLE CRITERIA FOR EVALUATION AND PLACEMENT

function

Medical and Health Status

o~

¢

Developmental Physical

Developmental Language

Vﬁsual'Mobor\

Developmental Beoavior

Social and Emotional
Development

“Academic Achievement

il

~ Description
General Health, Physical

or Organic Contraindica-’
tion, Hearing Acuity,

"Visual Acuity

Gross Motor Skills, Fine
Motor Skills, Balance and

. Coordination

'

Auditory Discrimination,
Receptive and Expressive:

Language, Auditory Memory

Visual Discrimination,
Redeptive and Output
Visual-motor and VisuaT
Memory

Attending Behavior,
Impulse Control, Frustra-
tion, Distractibility

@

Authority Relationships
(School and Home), Peer
Relationships, Reality
Orientation, Thought
Process

Reading, Spelling and
Mathematics Assessment

FIGURE 10 7;1
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Instrumentation

Standard Medical
Procedures,
Audiometry test
0phthalmoloq1cal
test :
Optometric test

Testing

Frostig Test of
Motor Perception
and Abilities
Motor Skills
Inventory
General Aptitude
Test Battery

* Ayres Hand-

writing Scale

WISC Verbal
Goldman, Fristoe
Woodcock Johnson

WISC -

Performance,

Bender Gestalt,
Behtbn Visual . . 1,
Memory Tests S

School and Home
History,
Psychological
Observations

School History,
Home History,
Vineland (I.Q
less than 56),
Psychologist's
Obsarvations,
Projective

Test ing

Wide Range
Achievement
Test , Gates
Reading Compre-
hension Test,
Gray Oral
Reading
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NEUROLOGICAL SIGNS - 7 3
IN ,
MINIMAL BRAIN DYSFUNCTION .

4

J

- "Hérd“ Neurological Signs _ : ) ___"Soft" Neyr;logical Signs __ .
4 Sgnsation | 0‘; . E . | Lanégggé; Receptiyét Expressive

Power ' ‘ Visuo-motor (Ggssell) ‘

Tone '\ ’ : - Right-left origntation, etc.

Dfeep tendon reflexes . (Mixed dominance) ~ N )

lSupeEficialiCdtané;us R&flexes Fine Motor(s’peeeh |

Finger Movements

- ' / v ’ :
Finger-Nose/Test Ball Thrbwing |
C00”“"‘ation((;ai/t, etc. Gross M0t0r<Hopping
, ) ,

[ i
v .
[}

o a \ o . . i
Dysdiadochokinesis (Impairment of the ' .

power to perform alternating movements Dysdiadochokinesis
in rapid, smooth and rhythmic
succession) ’
—
FIGURE 11
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Patient Identification

THE DIAGNOSTIC AND EVALUATION CENTER
VISUAL-MOTOR TESTS o

Name
Date of Examination

Date of Birth

L ST
K]

FIGURE 12
/ ‘
8.
Page 1 of 2

PED OPD 1/69 (1000)
' 72-




g ‘ Patient Identification
- THE DIAGNOSTIC AND EVALUATION CENTER, : SR

- VISUAL-MOTOR TESTS

i

Name of Child - - .
Date of Examination ‘ -
Date of Birth ,

o
i
‘ > !
/
Child's Signature
| /
FIGURE 13
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PED OPD 1/69 (1000)




~ RIGHT-LEFT DISCRIMINATION TEST

EE. 5 e enmrn i

N -,

e sl i e ke i e

Show me your LEFT "hand.

Show me your RIGHT eye.

—
2.

3. Put your
4. Put your
*5. Put your
6. Put your
7. Touch my
8. Touch my
9. Put your
‘10.  Put your
11. Put your
12. Put your
¢

COMMENTS:
Noa

LEFT hand on your LEFT eye.

RIGHT hand on your RIGHT ear.

LEFT hand on your RIGHT knee.

RIGHT hand on your LEFT eye.

/4

RIGHT hand.

LEFT knee.

LEFT hand on my RIGHT hand.

RIGHT hand on my LEFT knee.
Y

LEFT hand on my LEFT knee.

RIGHT hand on my RIGHT hand.

¥

e

FIGURE 14

o
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. I T e i
THE_INTERDISCIPLINARY TEAM - o
v{;/;/;,,27 PARENTS 13\\\\\\\v
.. /-
| D
TEACHER - - SOCIAL WORKER

<L<////,,// PATIENT 5\\\\\\\;\5; A

AUD TOLOGIST & SPEECH PATHO \QGIST PSYCHIATRIST > COUNSELOR

1

| . r
L .
PSYCHOLOGIST | 'NEURqLdEIST
’ ~ PHYSICAL THERAPIST
OCCUPATIONAL THERAPIST
OPTHALMOLOGIST
C o . ORTHOPEDICIAN
\ ETC.
RS

FIGURE 15
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Supporting Programs in Times of Shrinking Dollars

-

Comprehensive services to handlcapped infants and their parents are costly.

Infant program enrollment 1is expanding during a period of budget
constraint. Many infants identified have multiple handicaps with needs
best met by a multidisciplinary team. How can Boards of Education and
" other funding authorities and the public at ‘large be convinced that these
‘programs are worth the price?

o

o Personne] at state and local levels need to collect and present

" ‘data on child progress which supports the efficacy of early
1ntervent10n programs._ _ 2

° The taxpay1ng public needs to be aware that early lnterventlon

programs 'save tax dollars in the long run, as many children
served will need fewer and. less expensive services in later
years. : :

° Decision makers need“ to see programs -in action to learn
~ first-hand -what handicapped infants need and are receiving
through special programs. . ‘

° Parents as advocates are influential in securing and maintaining
: fund1ng for their special needs children. Organized parents can
help .convince Boards of Education and legislators that existing
services are appreciated and that there is a need for expanding
‘seerces. .

’

° Advisory council members can dissolve community resistance to
special needs programs. Members can act as information bearers
to influential persons responsible for funding decisions.

°® In times of budget constraint, pfesenting a two or three level.
*.budget, .offering..alternative. levels .of. serviges, may help a

county phase in needed services over a span of several years.:

° Because of ‘shrinking resoucrces, school systems may be unable to

' provide funds for summer month services. In some areas,
educational agencies collaborate with other agencies such as
Departments of Parks and Recreation to provide summer
recreational programs for special students.

q r)' ) | _7§_ 5 8':1
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7 Mediating Parent/System Conflicts

. X ' . . .
School systems, operating with limited resources, have difficulty
accommodating some parents who want jntensive services in all areas for
their child. Requests for daily physical, ~occupational and/or speech
therapy are often supported by a private physicigp's prescription for these
services. What are some of the issues confronfing administrators in these
situations? - »

° Professionals should strive -to develop good patterns of
communication with parents, building a spirit of cooperation. and
emotional rapport early in their relationship. This may prevent
conflicts later. ' :

° As professionals’ convince parents that what they are doing 1is
worthwhile, it is difficult to demonstrate that doing twice as
much isn't twice as good. . However, overstimulation can have
possibly stressful effects in children. '

° No physician should decide alone how much speechy therapy, how
much physical therapy, or how much occupational thefapy is needed
for a child. The individual professionals working on the ARD
team should be the experts recommending the appropriate level of
therapy 'in each situation.

° Professionals working in :partnership with parents within a team
should come to agreement on_appropriate levels of service. No one
should feel pressured .into decisions or stifled in expressing
their opinions. " :

° An important role of the therapist is showing parents, teachers
and others how to do things for individual children. Therapists
should be able to assign some activities to assistants. This

increases their _overall effectiveness because they cannot do
everything that needs to be done by ‘themselves.
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Transportation

Transportation continues to be a_complex challenge for special education
programs. What are some ways at administrators in other areas cope with
transportation needs for very %oung children?

’

° In some programs parents are reimbursed at”a reasonable rate for
bringing their children in for services. For families that don't -
have a car available, the reimbursement can be made to neighbors.
or relatives who "transport the child and parent to the center.

° Some ., school ‘systems contract with  taxi companies for
transportation.
n e, Program Managers have arrénged to share vans to transport the

handicapped | population in the morning and afternoon and to
transpert the elderly for senior citizens' projects in between
times.

Pﬁbgram aides or custodial workers have been trained as bus
drivers, transporting children in a system's "spare bus" that is
left at the special center when it is not needed.

.In most circumstances, program staff and volunteers should not be

expected to transport children in their vehicles because of the
possibility of personal liability in case of an accident.

1

Parent and Family Participation

“What are some issues concerning parent participation and family support in
early intervention programs? What are some benefits of parents "acting as
consultants to each other and to professionals? | '

. o ' ..

° - In some areas professionals -organize a network of parents who

reach out to parents of newly identified handicapped children.

Parents are trained in active listening and are knowledgeable

about the resources in the area. They are often matched with
parents of children with similar disabilities.

° Parents can help each other sort out a myriad of feelings because
of similar, first hand experiences. Examples of shared issues
are: telling relatives, friends and neighbors about the infant's
problems; fears during subsequent pregnancies; anger towards
insensitive professionals; ~and feelings encountered when
comparing their children to normal children. )
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v Programs have bolstered parent meeting participation by providing
babysitting for handicapped children and siblings through respite
care workers and community volunteers. Parents respond well to
centers that have special features for them, such as a coffee
room or media viewing room. These centers communicate that the
parents are valued as well as their children. :

° Parents have been well utilized as guest speakers or panel
members for inservice and preservice training. In addition to '
being "“expert" information givers, they benefit from increased !
feelings of confidence. ‘ . <

° Evening and weekend parent meetings accommodate the schedules of
fathers, and working mothers. Special sessions for fathers may
help them become more involved and provide ‘an outlet for
discussing their concerns.

4

° Divorce is more common in families with a handicapped child.
Programs that can provide or access counseling for marriage
stress' can aid the handicapped child by helping. to keep the
family together. .

° Providing counseling for siblingslis another. level of support to
the family. Siblings of handicapped children may have special
needs, jealousies and fears.

There is concern that some parents are unwilling or unable to follow
through with any home-based activities. At what point does it become
justifiable to withdraw or modify intervention to the child because of the

parent's lack of concern or interest?

° We must acknowledge that some parents who do not serve their
children are ones whose own needs are so intense that the child's
problems seem small by comparison. The ‘process of building trust
and commitment between parent and professional may be difficult,
frustrating and long .term. Creativity -in serving these parents
has to enter into the process. Some rural programs have shown
that child progress occurs almost incidentally as the critical
-economic, social and emotional needs of families are met.

° In Maryland, alternatives to the home-based model are the center-
based or combination home-center program. These alternatives may
be necessary because of differing needs of families with
different child characteritics.

° We need to recognize that each staff person has different skills
with families. The staff needs to come together frequently
enough to discuss problem children and families and get help from
one another. They may need to trade .parts of caseloads. Often
we have solutions within our-own teams that we need to unlock.

° In hopefufly rare céges, if the child's development is at risk,
ethical decisions Yeading to legal problems must be faced. We
can never withdraw our interest in small, vulnerable handicapped

children. y
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i Improving Commufiiication Between Educators and the Medical Community

i

s s Ll s A m . ST At i R

There need to be more open communication among the educator and physician
and parents. Exchange of information is necessary for coordination of |
efforts in work with children. How can this be better accomplished?

° 2%ducators are often unable to interpret medical reports.
Physicians .and teachers need to talk directly with each other, to
ask questions and discuss the reports. Alerting the physician's
office as to the nature of your call allows the physician to
return your call after locating the pertinent data.

° . In writing reports to physicians, descrippiye data on the child's
behavior, social adjustment. in the classroom, and progress in the
learning modalities helps the physician determine how well the

' treatment or therapy is working.- '

° Professiona]s; who take time to -carefully explain diagnostic
information and etiology’ may relieve parents of feelings of
inadequacy ‘and guilt and lessen their need to shop for other

opinioqg: , s
\ A
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.Concerping the At Risk Children

.
t

In Maryland, approximately 2,000 intensive care newborns are identified
each year. Efforts to systematically- track this population are being
initiated. What kinds of follow-up meafupes‘are important?

- Regular developmental evaluations, provided by private physicians
or well baby 'cliqics are critical for this group. However, all
children should .§o through this process because of the high
probability that handicaps will be identified here. Many parents
recognize developmental delays, but may not get the child to the
right professionals at an early age.

° At present, the Health Department has the edge over the private
sector in doing this job because of well organized well baby
clinics and the pubic hedtth nurses' activity in the community.
Funding cuts are diminishing the number of public health nurses
‘available to monitor the progress of at risk infants.
Educational agencieés need to become political allies with social-
and health programs to support their needs for adequate funding.

d

What are some indicators from a medical ‘standpoint that infants born very
prematurely are in need of early intervention services? .




Typical neurological sign 'such as asymmetry,” abnormal muscle tone .
and abnormal reflex patterns are important to the diagnostician
and'probab]y are more useful indicators than developmental signs.
The child's adaptive functions are important also, but data shows
that the normal premature baby' is going to be developmentally
delayed during the first year of life. - |

* The cut-off point, in terms of enrollment is difficult to know.

This population represents a spectrum of disability. At the
lower end'of the spectrum, services are probably not needed.
Measuring development at two points in time is a better indicator
of need than a single measurement. Professionals have to be
assured that these children are not going to be irreparably
harmed if they are not served for a little while.

We cannot afford, the cost of putting children in services for
possible disability. We need to wait to determine whether there
are definite disabilities.

There are social, environmental and parental factors which enter
into the premature infant's development. There are also risk
factors related to pregnancy, labor, delivery and the postnatal
period 'to help determine which children may have a handicap. But
prediction based on risk factors is not always possible.

" Professionals can help the family adjust to an infant born at
‘risk and hospitalized for extended periods.

.'Parent -educators and social workers can reassure parents about

feelings and stimulation activities. Because the premature
baby's responses are not at the same level as those of a full
term baby, maternal responses may not be triggered. Parents may
need to put in a bit more effort and not be put off by ‘an
unresponsive baby.

N C :
Physical and occupgz?onal therapists have skills in assessing
early motor and reflex behaviors and can monitor the progress of
the infant. :

Referrals concerning children who are functioning broadly within normal
1imits have been increasing. The quality, spontaneity or frequency of the
skills demonstrated in testing suggest that these children may be at risk
~ . for later learning problems. How can diagnosticians attempt to define
qualitative delays while using quantitatively oriented test instruments?

[}

Certain test items may assume particular' signifance as being
indicative of develppmental delay, ‘even though the total ‘test
score s within normal limits. Examples of important
developmental, phenomena in infancy, as cited by Dr. Honig are:
1) ability to delay mouth gratification in order to do examining
behavior and 2) ability to use two hands in a “hold-operate
procedure”. ’
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~=% . An . issue ,bf »_paramount jmportance concerns how resources are

allocated. In the best. of all possible worlds we could be able
to serve all children that we were concerned about, regardless of
what those concerns are. But we are not allowed by law to serve
all children from birth to three.. We can only serve children who
are handicapped. The "at risk" category is a mystery category.
If we chogse:to define it by qualitative differences, we are
guessing, on the basis of our perhaps very good experience, which
children are going to have trouble.

Within the decision-making process for including infants- in
special programs, just as.-with any other decisiop making process,
we can't avoid some error. We have to deciqg whether we are
going to overinclude children, incurring greater expense through
serving children who might survive without/ inclusion .in our
programs or, underinclude children and risk not serving some

children who need services.

be allocated to mildly handicapped children where their chances
to achieve independence are much greater?/ Or are resources to be
allocated to more severely handicapped children where their
chances for independent functioning are /very small, but where our
chances are fairly great for helping families to cope and
for changing the whole families' qualfty of life as a'result of
intervention2 L ' ‘

/

A complex socio-cultural problem is: Ai7/precious resources to

'
/

Referrals for behavioral problems in preschool/age children are increasing.
Is a behavior problem a handicapping conditijon in a preschool aged child
and what are some opinions as to proper management of this population?

o

In some cases, preschool specfal education programs may be
helpful to children presenting behavioral problems of an
suspected organic basis, notable for distractibility and short
attention span.. However, educational programs at this age are
not as important to this population as to other populations of
handicapped children. /

Praper medication, such as Ritalin, is effective with many of
these children. There continues to be controversy concerning the
effects of food additives And the benefits .of special diets on
the problem behavior of some children. Because research studies
have not supplied consistent data that this diet works, parents
are told 'to try it if they want to. Many parents find diet
management effective and/ report that this is more helpful than

Ritalin or that the_diet/increases the benefits of medication. '
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. . . . lmproving Assessment Skills
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How should a battery of tests be selected to include both traditﬁonal and
non-traditional (alternative) assessment measurements?

° In the past decade, traditional assessment instruments have been
produced very rapidly. =Where there once were few instruments,
. available, there now are well over a hundred. These instruments
generally include almost the same items, varying primarily in
quantity and quality. Combining selections of one or two
traditional assessment measures with Uzgiris and. Hunt's Ordinal
‘Scales of Psychological Development: will yeild the desired
information. ' '

what about the usefulness of non-traditional -assessment ‘measures for

programming? . P

. i ' L el

° Information derived from Uzgiris and Hunt's Piagé%ian tasks are
very useful- for determing the stage of cognitive development -at
which an infant is operating. This information 'is used in
teaching so that tasks are neither too high nor too low on the
developmental ladder. The Ptagetian tasks have the same
limitations as traditional tasks in terms of motor demands on the
child. However, the tasks may be modified and alternative ways
found for a child to demonstrate the skills. This is done in the
curriculum tentatively titled "The Carolina Curriculum for

Handicapped Infants" developed by Drs. Jens and Johnson.
, 7

L ° Information derived from the Smile Stimuli is probably more
"useful for diagnostic purposes than program planning purposes.
If a child's responses suggest that he/she is brighter than was
. thought, it signals the need for further assessment, such as
looking at the child's-visual responses to language input. : - .

' ° Use of this measure has yielded rhythmic information ‘with -
' ‘ implications for programming. * Certain children, e.g., hypotonic
Downs' Syndrome children, tend to take longer to build up a smile

response to stiguli. Mothers have changed their entire tempo of

interacting -wi their babies when the scale is interpreted for

them, -

[

°  Different disciplines have different perspectives on what the
| ideal instrument is or what is necessary to assess. There will
| ‘ probably never be one instrument to meet all of the needs of the

handicapped population. ‘

The Learning Accomplishment profile (LAP) i's widely used as an assessment
tool 1in Maryland. What are some of the appropriate uses and possible
misuses of this 1nst?umgnt?




“ The LAP was one of the first instruments designed to assist the
teacher in planning programs for 1individual children. It is
considerably more useful for mildly handicapped children who are
going to show delayed but normal developmental sequences than for
more severely handicapped or.very atypical children.

° Some people assume that the LAP 1is standardized. It is not
and there are no norms that accompany it. “The age levels given
are not reliable. Consequently, the test should not be used as a

L basis for determining that a child is handicapped.

° A newer version of the LAP, entitled the Diagnostic LAP was
standardized, but only on a small group of Head Start children.
Persons using the Diagnostic LAP should recognize the l1m1tat1ons
of its norms,

° Although there have been some item changes 1in the different
editions of the LAP, the most widely used LAP still contains a
basic set of items that were developed because they offered
discrete developmental markers. That set of items was never
meant to be an ideal’ set of instructional objectives. Teachers
need to be aware of this limitation and not construct a child's
IEP solely on- the sequence of items presented on the LAP or any
other similar instrument.

° In addition to the teacher, the 0T, PT, psychologist and speech
therapist should contribute to .the development of the child’ S
IEP.  The geam can pool test resu]ts and observational data in
developing goals and objectives. The team, including parents,
translates that information in ways that are functional and
meaningful to the child in the everyday environment.

 What are some of the difficulties incurred 1n developing 1EP's for infants
and also for severely and profoundly handicapped children?

e Specifying IEP goals and objectives for a full. year is extremely
difficult because of the problems of predicting the growth rate
of a handicapped infant. Rather than a year-long plan; a series
of three-month plans may be a more realistic process for staff
and parents.

° In working with children functioning below six months of age, it
is important to select an assessment instrument that has many
small discrete steps at this low functioning 1level. Some
instruments have wvery little to show parents that growth is
occurring, even though in small increments.

° In some cases, children may be so profoundly handicapped as to be
functioning at a pre-birth level with abnormal reflex patterns
which interfere with Jlearning. Because they are not yet

responding to stimuli, they are beyond the scope of available
- assessment .or curriculum measures.




some infants suffer repeated trauma in intervention programs and
lose skills .previously attained.  They need to recover lost
ground, working back up to the level at which they/;tarted the
program. '

New criterian-referenced materials, such as Drs. Jens and

Johnson' se "Carolina Curriculum feor Handicapped Infants" (in
press) may fill a need for quality materials offering a more
discrete assessment instrument with logical sequences for
teaching the ‘items. The program incorporates skills normally
found on criterion-referenced tests plus Piagetian based tasks
into an organization of twenty or more different instructional
areas. This program also has received good feedback from
professionals involved in field testing. ‘

7

Where does parent involvement and parent interaction enter into the
assessment process? Should formal assessments which look at parent-child
interaction be part of the evaluation process in early intervention

programs?

o

If parent-child-interaction is ignored, important variables will
be missed which enter into predicting the outcome of any given
child. There is a need to develop and revise 'scales to help us
look clinically’ at parent interactjods. There is a need for a

'scale . that can measure the kind Nf contingency relationship

between parent and child that is critical for learning.

Profe$s1onalsv;neéd to be cautious 1in measuring parent-&hf1d
interaction with handicapped children, especially those that are
severely handicapped and nonresponsive.: Sensitivity is necessary
so that the mother's sense of failure is not incréased when she
is unable tg get the child to respond to her.

Babies who have had long hospital stays after birth often show
deficits 1in social 1interactions * as well as other delays.
“Attachment" can begin at any time and the disruption caused by
separation of parent and child can be '‘remediated, but the
attachment process takes time. "

Some Jhandicapped infants do not issue the kinds of responses that
reward caregivers. Professionals can help parents identify
suBtle 1infant behaviors which are clues that the .infant 1is
responding to the parents.

Sometimes initial attachment may be made not with the parent but
with another caregiver or -professional. As the infant develops
more responding skills; the attachment between parent and child
may strengthen. ’

]




Meet ing Teacher Training Needs

<

What are some important training needs for teachers preparing to work with
very young hand1capped chi]dren?

~°  Understanding of both normal and abnormal development is
' critical. Teachers need not only good task analysis skills, but ‘
the ability to know why teaching particular skills is important - .
v to individual children. .

move towards transdisciplinary teamwork. This training cam take

. place through coursework in. complimentary disciplines .e.,
child development, motor development) and through informal and/or
structured “inservice training. Occupational and physical
therapists are valued consultants as they teach educators .
handling, positioning, and relaxation techniﬁues to employ with
certain children. ‘

° Acquiring skills from other disciplines helps teachers and g:hers
(

° Courses dealing with characteristics of exceptional populations
generally fail to examine the effects of the characteristics on
learning and interactions. Methods courses generally are limited
to surveying materials that are available for teaching.
Understanding ﬁgzrning theories and models 1is necessary for,

° educators. Education results from the intermix of learning and
development. Piaget is a good: example of a theorist who assists
teachers to look at a child so that learning activities are
matched to the child's capabilities and needs.

How can the riqht kind of early intervention professional be found? Should. -
it be someone who knows early childhood education; who khows exceptionalL,
children; or who knows parent training?

° Look for flexibie,. adaptable persons who are warm and open, and
who want fiercely to learn more about doing well the job that is
,'required
° Look - for persons that have been motivated to learn from other
disciplints. : '
° Recognize the need for ongoing inservice training to meet

"specific needs. If possible, send the teacher to learn from
others with expertise in the ages ‘and handicapping conditions
that he/she ‘is working with. As .an alternative, have the
"experts" come to your program to share special ski]ls.

° Recognize that adult education is very different from early
childhood education. Select inservice instructors who can model
warmth, openness and an appreciation for adults.

e Direct teachers toward courses on parenting, such as Parent
Effectiveness Training (PET), Systematic Training for Effective -
Parenting (STEP), or Interpersonal Covenant of Problem Solving,
often given in the evening through local universities. '

\)‘ ! ‘ J
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Provide team mémbers with the time and stwicture to learn from
one  another. Weekly  full-day - ch¥ld staffings and
‘teaching/therapy demonstration sessions are, prov1ded in one large
county program to coordinate,team efforts and strenqthen skills
of 1nd1v1dua1 members.

Develop reqiona]_forums within thé state so that program staff
can meet on an informal basis to discuss thejr concerns,
problems, and strategies. . o

t
¢

Develop an early interventt newsletter to share information on
new instruments, teachfngtzéfthods. research funding, parent
involvement ideas and general.Adeas to help one another. '

Securé new information in the field by subscribing to journals,
such as Child Development ‘and getting on mailing lists of major
research centers to avoid "publication lag."

Providing direct -service to handicapped infants and children 1is often

stressful

,» frustrating, and difficult. What are Ssome morale issues and

coping mechanisms for early intervention professionals?

(o]

Professionals working in early intervention do become involved in
a personal way with families. We need to recognize that this
attachment is normal and necessary.

'4 i '
Prof onals need to deve]op objectivity so that they are not
immobilized by a family's problems. Their primary role is to act
in ways that will benefit the child. o
Professionals need to realize that the grieving process of
parents is a normal and healthy one. They need to be trained to
recognize the stages of grief and to use active listening skills
appropriate to adult needs.

Professionals often have feelings of frustration and gquilt when
intense efforts to help a child and family yield slow results or
none at all.

Professionals sometimes bear the brunt of a parent's anger.
Their reactions to parent hostility may be guilt, defensivenéss
or resentment. They need support systems of colleagues and
supervisors so that they don't pull away from the parent. ‘

Team members need to be supportive ‘%f each other. Active
1istening skills can be therapéutic. to proféessionals as well as

parents. S ‘ .
N




i . . ™

° Principals and program cq%?dinatocs‘ need to’'be accessible to
staff and cultivate good 7Nistening skills. They "need to be
sympathetic to discomforts inherent in yporking with this
population. .

° Supervisors have initiated flexible staffing pdiferns to diminish
stress. Part-time hours meet staff and budget needs in~ some
programs. ‘ . -

f Adfinistrators and supervisors néed support from state personnel

to help them cope with their own morale problems. Regional
Yo administrators and staff specialists help by lending noncritical
‘ ears to their problems. ‘ - ‘

- t
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o ' TRENDS IN EDUCATION FOR HANDICAPPED
CHILDREN FROM BIRTH TO AGE FIVE

Deborah Klein Walker, Ed. D.

- ¢ | ¢

“

The Education for A1l Handicapped Children Act (P.L. 94-142) requires
that all children ages 3-21 be identified, evaluated and placed .in
appropriate programs by this month -- September, 1980. States with more’
comprehensive mandates such as Maryland and Michigan require special !
education services from birth on. Thus, school systems across the United
States which traditionally have not beén delivering services tb young
children under age 5 have been given the responsibility to implement a law
even though there are many other players in every community. It's quite

ear from this mandate ihat schools are to be in charge; schools must take
he 1ead in every community. In most cases, especially for younger
children, programming will involve eYfective collaboration, interagency

~ agreements and transdisciplinary teaming with health and social service
providers and agencies. ‘

Historically, it was ten years ago that the federal government began
to ‘provide legislation and financial support for the education of
handic¢apped preschoolers. The first step came through the creation of The
Handicapped Children's Early Education Assistance Act in-1968, which '

-established experimental programs as models for state and local educational
agencies. The program is still in operation today with over-200 projects
-- many of which are models of comprehensive ‘services for young -childrer
(Cohen et al., 1979; Swan, 1980). - L =

) [

+

‘ The educational amendments of 1974 (P.L. 93-380) -communicated a

philosophy of commitment to provide special education services from birth
on with; no demands to do it; other programs in support.of early special
education are the State Implementation Grant Program &ider the Handicapped
Childten's Early Education Assistance Act and the:Pres hgol Incentive Grant
Program, :

Where are we then with these mandates? O0f 50 states, qug;.ZO are not
mandated to serve any preschool children; of those remajning, about 30
servé some children ages 5 and under, 7 are mandated to serve.3 to 5 year
olds, and 5 serve children from birth on (Cohen et al., 1979). Thus,
Maryland is in the minoerity and at—the forefront of a trend in the field.

\ . v

I applaud Maryland for taking the lead and having such a progressive
law. In states where special educati egins at age'3, there is much
discussion about what to do for the ygzzgﬁr\ﬁthdren and a strong push to
Jower the mandate. From experiences in other states across the country, 1
feel there must be a lead agency assigned for providing the services to
young handicapped children. Even though this doesn't always produce
successful programmwing, it at least gives one a place to go to exert
pressure. Personally, I feel education is an appropriate leader for these
services given its past history and role in delivering services to
children, for it is the only system by tradition which has been universally
accessible to all children. ‘The field of Early Childhood Education also

;rofessor of Human Development and Education, Harvard University, Boston,
* Mass. : ; ' ‘
. -89- K
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- child and his or her

has more of a tradition of training professionals to look at the total
dovelopment of a child in context as opposed to the more narrow training
focus of other professionals currently delivering services to young
handicapped children.

The most difficult of all the young ages to deal with in implementing
this new law are the ages from birth through 2 years. This is al'so the age
group which is least familiar to schools, since some schools have been
delivering preschool programs via Title I of Head Start for the-past 15
years. In my own state of Massachusetts, the Department of Public Health !
and the Department of Mental Health are contending for the: lead in
delivering services to this age group. Instead of unified programmifg -for
all children who need services, there are lots of .gaps and fragmentation in
services. 1 hope that Massachusetts follows Mary]and s step and mandates

. that schools be the lead agency in developing and delivering comprehens1ve

services which include the medical, health and :social welfare systems.

Traditionally, where were these children who are currently being
served under .your special education mandate? Where are they in service in
states with no such mandate? In the past in these states there were very
few services for'children with & variety of problems. The services which .

- existed for special needs young children were limited .in scope,

cr1s1s§6r1ented med1cal1y-focused and’ categorical in nature -- meaning
that they were dependent on a child's disability or the socioeconOmig
status of the child. Traditionally, visits by the public health nurée or
enrollment in a medically-based program operated through a Crippled
Children's Title V program were the only services for young handicapped
children in a community. Furthermore the limited existing services were
fraqmented and uncoordinated. The 1ntent of P.L. 94-142 and Maryland's
Bylaw is to go beyond this parochial limited view of the service world for

"this population and to provide comprehens1ve sefvice models which have

ecological validity- and impact on many domains. of the child's development
and his/her family funct1on1nq.

Comprehensive program models, which have been slowly evolving during
the past 10 years across the nation to meet these mandates, offer '
illustrative examples of programs, options, and services for young

handicapped children that a state such as yours ‘can use in this new area of,

programming.. [ might add that there is also evidence that these programs
are cost efficient (administrators take note) as well as beneficial to the
family and to society as a whole.

The good news tod8y is that there is exciting evidence to back up the
mandates for early comprehensive programs for this'population. Recent
data--especially that of Lazar and his colleagues--show long-term effects
of programs éComptro1ler General, 1979; Darlington et al., 1980). As
leader of a Consortium of Longitudinal Studies, Lazar reported last year on
the follow-up data of 14 separate longitudinal studies of low-income
children in experimentgl infant and preschool research projects begun in
the 1960's during the "War on Proverty" era. The median grade for the

“subjects in the follow-up was Seventh; the range of ages in 1977 when the

follow-up was completed was 9 to 18 years. Projects evaluated in the
long-term impact-study were the experimental interventions
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of leaders such as Kuno Beller in Phi]adekph1a, Susan Grﬂy S Ear]y Training
Project in Tennessee, Phillis Levenstein's Mother Child Home Project in New

' York, and David we1kart in Ypsilanti, Michigan. The programs evaluated -
1nc1uded a variety of ages of children and types .of programs -- home and/or
family based. These f1nd1nqs provide the best evidence available for
positive effects of early ch11dhood and famrly development programs.

First, children in these programs required special education less

often; in other words, children in early programs were placed in remedial
spec1a1 education s1gn1f1cant1y less often after entering school than their
controls who ‘were not in these programs. Special education was defined as
being placed in a class for remedial work, placed in a learning
disabilities class, or classified as an educable or trainable mentally
retarded or emdtional]y disturbed youth. :There were more positive results
for the children who were in programs before the age of three and programs
with high parent involvement.  Specifically, 17% of those in early
deve]opmenta] programs, compared to 38% of those who were not, were placed
in special education programs after school entry. Cost 1mp11cat1ons of
these results are clear. «

Second, children in these early programs a1so were held back in grade
tess often than their controls. Fon two programs the number who were held
*  back was reduced at least 50%.

Third, children in these programs scored consistently higher on
intelligence tests than their control's; this finding is -in contrast to the
earlier predictions of Bronfenbrenner and his colleagues who analyzed data
on the same children only two to three years after the preschool ‘
interventions. For example, Bronfenbrenner (1974) found that, even though
there were some short-term ga1ns after the programs, they seemed to be
fading away after three to four years in elementary school. ‘These
long-tem studies: show that in fact these gains-- albeit statistically
small in difference--do, remain and hold up even ten to fifteen years after
the or1gina1 programs. ,

Th f1na1 findings of the Wong1tud1na1 study was that the pafents who
were iffvolved with these programs also express positive feelings. There
were also no interaction effects by sex, race or any other differences
within programs in these longitudinal findings. Thus, these findings--even
with problems in assessment, attrition, and methodological design--show
that the early 1ntervent1on programs are successful on a long-term basis.

( In addit1on we, have stud1es of early 1ntervention on more impaired .
populations: of chi]dren such as those who are deaf, blind, and/or mentally
retarded children. Even though we do not have a long1tud1na1 study
_ (similar to that of Lazar and his associates) on more impaired populations,
+ we do have results which show the existence of positive short term gains.
We also have studies which show that secondary problems also can be
prevented by intervention. For example, Northcott (1971) found that
“  hearing impaired youngsters showed less excessive body contacts and other
' stereotypic behavior if they were placed in early intervention programs.
In addition, Fraiberg (1977) in her monumental work with blind children,
found there were many successes to be attributable to e rly interventions
with young blind children. %

v
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In the areas of. infancy research, we know from longitudinal studies
that the 'quality of transactions between-the care-giver and the infant can
faci)itate or retard development. Such work comes from the studies of
Thomas, Chess, and Birch {(1968) and from Werner, Bierman, and french
{1971). In sum, there is evidence that the environment is very influential

to the behavior and developmentsof young children with all types of special
needs. As Hunt (1961) concludes, "a major share of early losses can be
made up if the development-fostering quality of experience improves, and &
great deal of early gain can be lost if the quality of experience

depreciates.” '

In addition to the impact of early integvention'programs, research
studies provide strong support for maternal/parental involvements in
programnting. . In most studies during the past decade maternal intelligence
has been found to be the sirigle best predictor of intellectual development
in children. Studies show that the more one involves parents, the more
gains are made by children. Thus, the thrust of many programs to educate
and involve parents is a trend for the 1980's. Presently, there are more
home-based programs available for young children from infancy to two years
of age and more center-based programs a&ai1ab1e for the three to-five year
old.. ' : ' :

»

In addifion to the intervention studies, developmental research
studies during the past ten years have shown the importance of the early
years in the optimal development of éﬁchi1d. For example, White and his
colleagues (1979) in the Harvard Preschool Project, through ecologically
valid research methods, made observations of mothers and children in their
home, settings for the first three years of  life. They found from this
descriptive work that the basic development during this period was crucial
in four areas: language, social attachment, learning to learn skills, and
curjosity. WHite has.concluded from his research that the eight to
eighteen month period makes the crucial difference in a child's .
development, that performance and competence in:an individual is basically -
developed by the age of three, and that there is little one can do after to
undo the basic competence developed. :For example, he found that well
developed three-year olds were twice as socially experienced as other three
year olds. He attributed this development largely to the quality of the
care-giver. He describes optimal parents as organizers and designers of
the child's environment, disciplinarians who are capable of showing
affection, and expert personal consultants to the child. It was the’
quality of the interaction with the child rather than the quantity that
made the difference. Based on these results, the Brookline Public School
System began a major intervention for all children who were born in the
town of Brookline in the early 1970's. The data from this program, called
the Brookline Early Education Program, is currently being analyzed.

Thus, all of this research points out that the earlier one intervenes
and the more the family is involved in the intervention, the more the
positive growth and developmental gains for the child. |In fact, the
evidence from experimental and developmental research studies is soO
overwhelming about the necessity of early intervention, it is sometimes
surprising to me that more states and federal initiatives have not been

(
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that one does not have to be skeptical anymore about the value of darly
intervention; the evidence is slowly mounting to support the efficiency of
¢arly programming with special needs children. -

targeted on early -programming for all young children. The main m;z;age is

f

Next, | would 1ike to discuss what states are doing to meet these
Jnique preschool mandates. What are the characteristics of programs and
services for young children? What are the trends across the country as -
states begin to implement these programs? What are the issues for the
1980's with respect to education for.young ‘handicapped children?

1. One trend I'have seen across the country as states have struggled
to implement these mandates for any preschool age is the increasing
recognition by all involved that young children are indeed different from
the school-aged population. This means that the services delivered to this
population cannot essentially be tailored and modified after elementary
services or those for secondary school children. Furthermore, the needs of
children within the period from birth to five years of age vary widely.

For example, ptograms for infants are quite different than programs for two
year olds or programs for four to five year olds. Some states are .
beginning to recognize a need for a new set of regulations which focus on
these early ages only. In other words, those regulations which ‘have been
developed for the school-aged population cannot be always directly applied
to younger children. Examples of this come in the requirements for
screening, assessment and indiyidual education plans. Because these
children are different and are not part of the traditional school
structures, the outreach component of the regulation must often be changed.
| feel that regulations should be written to specify that those involved in
screening, assessment, and programs for this age group should have special
training and experience with young children.

~

In addition, some states are considering legislation changes'on issues
like the definition of handicapped children and the levels of services

"included. For example, the categories.developed for use with older

children do not necessarily apply to this young age range. In many
instances, it is not 'until a child is much older that a specific label or
disability category can be assigned to a child. Thus, [ support
legislation which allows children in these earlier ages to be eligible for
special education by being categorized as "under evaluation," "at risk,”
and "developmental delay."”

States are also grappling with the issue of how many of these children
they should expect to find for services. The problem of determining how
many young children there are with a variety of handicaps is difficult for
many of the reasons cited above relating to services. From experience in
those states where there has been some work placed on locating or

- identifying the number of young handicapped children, it seems appropriate

to assume that at least six percent of the age range from birth to five

" years would have a handicapping condition in some stage of development

which would need some type. of attention and special education services
(Jacobs, 1979).” ) R >
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2. -Another trend which is evident across the country is that
collaboration at many levels must take place in order to effectively
deliver comprehensive programming for the early age periods. No longer can
schools or other institutions use the "ostrich" approach which simply means
putting .one's head in the sand and waiting for everyone else to do their
thing. In many ways the old education and old health ways of doing
business don't work anymore. Thé services which are necessary require
active collaboration and multidisciplinary or transdisciplinary teaming.

In other words, many professionals must .be involved and must collaborate;
however, this collaboration must involve the respect of others' .
perspectives and training as well as take account :of the fact that each has
an appropriate role in the early intérvention process. Let me make it very
clear that I support and see the need for collaboration, but only-support
collaboration which is on an equal basis with all parties involved. I
further believe that equal basis collaboration should also involve equal
pay“fgr participation. ’ .

It is very clear in-a state like Maryland that the schools are
responsible for taking the le#d to facilitate this collaboration. Thus,
each district should have an early childhood educational specialist with
enough .time to administer and coordinate all collaborative efforts within a
°district and from the district out to community resources. This early
childhood special educator should act as the leader and be the case
coordinator/advocate for the child and the system.

Another type of collaboration which is growing across the country with
-the implementation of early childhood mandates ,is collaboration within the
school system. For example, the health services, pupil personnel services,
and special educational services should be administratively organized so
that they can effectively work with each other within a school district.
In addition, all of these servites should be 1inked to compensatory
education services which are also-available for handicapped children.

‘ Another type of collaboration is that among school districts. Models
of this exist in the middle west through the intermediate school districts
and through collaboratives in states like Massachusetts. In essence, these
types of arrangements provide for shared programming and resources. They
are especially good for rural areas where it is difficult for a school
system to provide services for low incidence needs children. In some
cases, the school collaborative will provide a classroom for
hearing-impaired youngsters and/or will hire a physical therapist or a
teacher for the visually impaired who will be shared by children in several
districts.

Another type of collaboration which is growing is that between schools
and other agencies. In order to collaborate with other community agencies,
the school must know about the services and how to use them. Key elements
in community collaboration are linkages between the schools and the public
health department, through the Early Periodic Screening, Diagnosis and
Treatment (EPSDT) Program; the public health nurses who hold well- child
clinics and/or make visits to newborns and their families; Title V Crippled
Children's Services; Developmental Disabilities activities;




l

Wl fade and Social Sécurity assistance; and/or other private or volunteer
artivities for handicapped children. Another possible collaborator in the
community is Head Start which is mandated to intlude ten to thirteen

percent handicapped children. Let me point out, however, that even though
collaborative arrangements shou]d be made. with Head Start these services-

should not be the only services for handicapped preschoo]ers available in a,

community. Another set of services with which collaboration should be
sought is schools in the day care community, since day -care facilities
offer many options for program placements as well as serve as a source of
referrals and identification of children with problems. A new focus of
collaboration for the 1980's, I believe, will be adolescent pregnancy ‘
programs since many of the mothers themse]ves as well as the1r children
have. special needs. .

Finally, another area for collaboration is that with the individual
providers in a.community. These'individual providers inelude physicians,
psychologists, social workers and all who contact children and- their
familijes. Usually the primary physician or a health provider at a health
center is the best source of collaboration for referrals since the health
care system in theory does contact most young children before they reach
school age. However, I must emphasize again that this kind of
collaboration should -be kept on an equal basis or it is in fact not
effective collaboration from the child's perspective. Finally,
tollaboration should occur during all steps in the early childhood
intervention process (identification, screening, assessment, educational

programming plans and evaluation). Collaboration will help school systems

to carry out the" intent of the law and provide the most effective set of
servnces for a child.

3. Another trend that I see across the country is cost-sharing and
other arrangements being made at the state, local, and federal levels. For
examp]e, right now there are more than ten major pweces of legislation
which affect children and their famiTies (see Table 1). Agreements made at
the state and federal levels facilitate collaboration at the local level.
The basic problem today is "who is the payer of last resort?" In some
instances, schools are mandated by P.L. 94-142 and state codes to do what
other agencies and providers have also been mandated to do. However, it
appears across the country that most of the other service agencies have
been backing off and saying to schools, "it's all yours," when there are
other sources of 1eg1slat10n and sources of funds which could cover some of
the same services.

One example of a trend for the 1980's is that schools will become or
consider becoming Medicaid vendors. If schools were allowed to become
Medicaid vendors, portions of the costs for screening, assessment, and
program treatments, such as speech and physical therapies, could be paid
out of Medicaid for children who are eligible by the guidelines. Of
course, there are many pros and cons concerning schools becoming Medicaid
vendors. On the one hand, it would allow for more community-based and
integrated services since the schools would be the site for many services.
On the other hand, it raises the issue concerning what types of experts
would be allowed to deliver these services in schools as well as issues
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Table 1 -

Legislation Affecting Children with Special Needs

&

’ 5., The Education of Al1 Handicapped Children's Act of 1975 (P.L. -
. 94-142)

B. . Elementafy and Secondary Education Act - Title | - Lompensatory
Education Programs

" C. " Elementary and Secondary Education Act - Title VII - Bilingual
Programs

N.  Social Security Act - Title XIX - Medicaid/EPSDT

E. Social Security Act - Title V - Maternal and Child
- ‘ Health/Crippled Children's Program

F. Social Security Act - Title XVI - Supplemental Security Income
' : (SSI) : L

G. Social Security Act - Tit]g XX : Aid to Families with Dependent
Children (AFDC) ” ‘

H. Rehabilitation Act of 1973 - Section 504'

I. Developmental Disabflities Act

J. Head Start _ , ‘




" zoncerning the identification, and thus labeling, of children who are

1

eligible for Medicaid throuqh schools. School officials, of course, tell
the local community that the services would be cheaper since the local
property taxes would not be the <source of payment for these mandated
services; however, in the end, all taxpayers are involved with the payment
of these services through Med1ca1d In addition, private insurance
premiums would probably also go up if Medicaid became available through
schvols. .

Thus, the wave of the future is towards more and more cost-sharing and
other arrangements among policy-makers who implement legislation and the
institutions which deliver services to\these children. Even though the
overall amount of dollars available for these services is not nearly what
it should be, given the legislativ® mandates, schools in fact probably have

_more resources for co]lectvnq payment. for some services than many are

currently aware of. C

4. Another trend of the future concerns changes in training and
credentialing of all professionals dealing with children. 1 feel that
anyone involved in delivering ear]x childhood special education services
needs specialized training Both in spec1a1 education and in early

‘childhood. This means that any other professionals who would be dealing ’\

with this particular area of services, whether it be the pediatricians,
nurses or teachers, are going to need some kind of specialized training in
these two fields. Professiondls who have worked with normal children
exclusively, or who have worked with older children, cannot automatically
extend those credentials into this new area. Therefore, I think that
schools myst hire experts with the appropriate skills to deliver these
services and that state regulat1oﬁs for personnel should ref]ect this

-

‘trend.

s

In addition, there needs to.be technical' assnstance and training
available to prov1ders in this field throughouyt the states in the country.
Massachusetts has a model program for delivering such services through the
tEarly Childhood Project which deserves consideration. In this model an
early childhood specialist is hired for each of the six educatxonal regions
across the'state to provide technical assistance and training to any school
system in the region which needs and requests special help in the early
childhood area.

Another area in which all professionals are going to need extra
training concerns the involvement with families, fami)y counse]vng, and
family systems. Today none of the professionals, with the exception of
specially trained family therapists who are working in the field, have
training and expertise for interacting with families.

’ ‘ : ’

The issues surrounding training and credentialing will intensify
during the 1980's sfnce there will be a relatively larger group of
pro%§5510nals working with fewer children. At the present time there are-
big battles between the various professions about who should be delivering
these services. In the 1980's I.feel these battles will accelerate into an
all-out war. '
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5. Another trend in special carly childhood programming across the
country (oncerns the inclusion of parents and. family involvement in
programning. This is a positive step and consistent with the research
literature as suggested before; it sibuld be encouraged at al]l Tevels. .
yince the parent bs the child's number one educator and consulfant, it
makes sense that parents be invglved from the very beginning in-their
children's ‘education. In fact, | think the screening process or any’
contact with the parent is a way of educating the parent about the system
in which the child\will be and how to be an advocate for his or her own
child in that system. Often that is more important than the results of the
screening or assessment jtself. [t i$ also clear that programs should
invol¥e parents and families since the home is the most natural environment °
for the child. Thus, programming which involves parents and families is
ecologically valid in Bronfenbrenner's terms (Bronfenbrenner, 1979). .

6. Another trend for the 1980's is that programs will be more and
more community-based. In addition to community-based programéfﬁavinq
ecoIogica] integrity, they meet the requirements of the mandates that
children be placed in the least restrictive environment. Remember, :

Jhowever, that the program for the child is the best program for the child's
needs and not necessarily the best existing program available.

7 7. Another feature of the early childhood program efforts across- the

country is their wide variability and flexibility. There. is no one model
program that is good for all children at any one age or any dne‘type'of -

disability. Programming should be tailored to an findividual child's neéds;
and will thus vary according to the type of child, the locality, the

dollars available, and the various professionals .involved. For example, a

~cerebral palsied child might be involved in a program which is .

center-based, has a physical therapist home visitor, and/or provides some

kind of psychological counseling. Model programs which have become
available through the resources of the Handicapped Children's Early

Fducation Project during the last ten years aré available throughout the:

country. '

8. Another trend which | see evolving in the 1980's is the
realization that advertising and outreach to.providers of services as well
as toparents are needed: in'every community. For example, in our .study of
child health services in Flint, Michigan, where we surveyed primary care
physicians and early childhood educators about their knowledge of special
education mandates, Jacobs (1979) found that, even though Michigan had had
a special education mandate for service from birth on since 1971, both sets
of professionals were indeed ignorant about the law and what services were
available in the community. More specifically, we found that 31% of the
primary care physicians (N = 51) knew about P. L. 94-142 as compared to 65%
of the early childhood educators (N = 71); with reference to the state
mandate which had been around longer, we found that 56% of the primary care
physicians and 74% of the early childhood educators in 1978 had heard of
this state mandate. With respect to the state mandate's applicability to
preschoolers, we found that only 37% of the primary care physicians and 48%
of the other childhood educators knew of this provision. Finally, only 11%
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of the primary care physicians and 18% of early childhood educators knew
about Child Find. Similarly, there was low acknowledgment of Crippled
Ndren's Services, the Women Infant and Children program, EPSOT,

ﬂdﬁgtive Services, and the Intermediate School District's special

100pams  (Gortmaher et al, 1980). This has shown our group of researchers
that there is a great-deal thaf®must be done to inform providers in the
virious sectors about services available. One cannot assume that ‘a
provider of children's-services in one sector knows about services in other
sectors. Indepth knowledge of services at a community level is necessary
for comprehensive programming. Interagency councils or similar mechanisms
at the local level might be formed to facilitate this type of programming
or networking. - ct p

In summary, | see several trends which are evolving and will become
more prominent in the 1980's concerning early childhood special education €>
programs. (1) States will recognize that early childhood education is a
special field and that various regulations and programs must be uniquely
provided for this age period; (2) Collaboration at all levels within school
systems ‘and districts and with other community agencies will be necessary
for providing comprehensive services; (3) Cost-sharing and other )
arrangements at the state, local, and federal level will also be needed;
(4) lssues in training and credentialing will accentuate during the next
decade as more and more professionals become involved with servicing this
younq age period; (5) Parent and family involvement is a must and has been
proved effective; (6) Community-based services will also be more prominent
as communities strive to. be in+compliance with the intent of the various
deinstitutionalization -laws; (7) variety and flexibility will categorize
program efforts; and (8) Outreach and advertising to providers as well as

.. to parents is necessary.

. Finally, the task of the 1980's is the‘iﬁplementatﬁon of the kquledge
we already have finto programs for young handicapped children in all the
states across the country. Although the knowledge-base available is clear-”

‘and” supportive of special education legislation, it is apparent to me that ,

strong advocacy efforts are going to be needed from all of us in order to
accomplish the actual delivery of effective programming for this age range
in today's society. JThe costs of preyventing future societal problems via
these, program efforts are indeed cheap when compared to the cost of an MX
missile system or the other defense expenditures we are now considering
which in fact we do nbt need. 1 hope advocates for children in the 1980's
will work hard to insure that our number one resource--the young children
of this country--receive the quality services they deserve and they need.
| wish you good luck as you embark upop this challenge of delivering full

_programming for the young handicapped ¢hildren during this month. T Yook

forward in the future to watching your state as?it progresses in
implementing this mandate. Thank you.

. . 10y -
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