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preface
• HEY, DON'T FORGET ABOUT ME is one visible result of an Invisible College on the Severely, Profoundly, and Multiply Handicapped
conducted by The Council for Exceptional Children. Used successfully
many times previously, the concept of the College expedites the dissemination of theory and practice generated by key leaders in the field.
However, never before has the term been so appropriately applied.
Truly, the severely, profoundly, and multiply handicapped have historically been the most invisible of all our impaired children. Conspicuous
by their absence among consumers of service deliveries, the forgotten,
the unserved and underserved are now included by federal mandate in
public education programs.
Because of priority concern being given these individuals and the
complex needs unique to this population, an Invisible College was convened. Norris Haring, Lou Brown, and Richard Sherr planned the conference and invited nine other participants with expertise in specific
areas relevant to the topic. The College met in a two day closed session
on January 12-13, 1976. The chapters in this book are based on the
presentations made at that time. They follow a logical sequence beginning with the definition of the desired end, an ultimately functioning
individual, and subsequently proceed to delineate the means to that
end.
Many disciplines touch the severely handicapped person over a
period of his or her life space. The need for multiple inputs in terms of
early medical identification, teacher preparation, program implementation, research, and governmental assistance was taken into account in
selecting the participants of the College and preparing the contents of
the book. A parent was chosen as one contributor to represent those
who live the vigorous role of advocate and consumer. This effort, nonetheless, is recognized as only a part in the evolution of an ongoing
project. For example, vocational preparation and state plans for serving
the severely handicapped are two components which the reader will
find missing and which, hopefully, the reader will help us bring to
fruition at a later date.
The wide array of services needed to help the severely handicapped
lead fulfilling lives can result in many agencies, many professionals, and
many organizations working together rather than existing in mutual
exclusion. There are other positive aspects. The severely handicapped
child is unlike a normal youngster who will survive whether or not he
has a good second grade teacher, and different from a typical child who
will bounce back from a little infection whether or not the doctor gives
him the best prescription. The extreme deprivation of the severely
handicapped makes it crucial that those trying to rectify their impairments take the utmost care and make the best investigation of any
intervention content or technique. If this causes adults to be more
precise in their modeling, clearer in their communication, and more
analytical in their instructional tasks, then the whole teaching-learning
process will benefit.
That is the intention of "Hey, Don't Forget about Me."
M. Angele Thomas
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norris g. haring

• During the last 15 years, special educators have been participating in
a revolution. It has not involved shots fired or (usually) blood spilt—at
least, not in any but the figurative sense. But it has certainly produced
some revolutionary effects. The revolution I am talking about has produced a transformation in the public consciousness concerning handicapped children and what could be done for them. Fifteen years ago
the public was still reeling from the impact of Burton Blatt's Christmas
in Purgatory, a photoessay on inhumane conditions in institutions for
the mentally retarded. Fifteen years ago it was taken for granted that
children who exhibited severe, multiple, or profound disabilities lived
under sentence of exile from their families—deferred sentence, perhaps,
but nevertheless an inevitable one. Even after recognition of the fact
that the conditions in the Willowbrooks and Partlows were as bad as
they were, it was some years later before public consideration was given
to alternatives to institutionalization.
With the publication of various compilations of deinstitutionalization plans and papers, studies and prospectuses, the idea of "normalizat i o n " began to filter through to the public consciousness. The advances
in behavioral sciences following the rise of a "new behaviorism" in the
early 1960's made possible the shaping of undreamed of competencies
even in children whose presenting disabilities were very serious; and the
aroused public witnessed in the aftermath of the Partlows and Willowbrooks showed increased receptivity to the news that the severely,
multiply, and profoundly handicapped could be helped. The ideal of
normalization of life style, with equal educational opportunity for all
children, no matter how handicapped, was one whose birth met with a
highly receptive environment. Now the education of the severely handicapped is an area whose time has come. It is an area whose specialists
have just begun to realize the first fruits of progress. Specialists have
indeed found some answers; but answers always generate more questions. It is with this in mind that we entered into the Invisible College
on the Severely, Multiply, and Profoundly Handicapped. We have
attempted here to relate our discoveries—what we have learned how to
do and what we have learned must still be done.
For example, we have acknowledged here the importance of the
technology of behavior change in relation to this population. This technology did not exist at the time special education was born; it has
grown up over the last 25 to 50 years and has truly revolutionized the
art of special education. Without this technology, the effort to improve
the functioning of the severely handicapped would have been a futile
series of trials and errors.
But, when we look closely at the degree of application of behavioral
technology to the education of the severely handicapped, we see that
special educators are often ill equipped to address skill areas such as self
feeding, toileting, dressing, or walking. How can even skilled behavioral
technologists apply their technology to an area which, as far as curriculum is concerned, is an uncharted wilderness? They cannot easily do so,
and this is one area of great concern. The need is acute for developing
curricula to teach the severely handicapped in basic skill areas.
We have discovered many other such needs:
• The need to listen to parents.
• The need for skills and material resources to insure both parent
involvement and the involvement of administrators and the community.
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• The need for conducting a new brand of training programs to train a
new brand of teachers for these children.
• The need to be aware of some potential problems in implementing
programs.
• The need, before anything else, to understand what ultimate role we
have in mind for these children, and thus what kinds of skills they
really will require.
• The need for the earliest intervention possible, and for continuation
of that intervention.
• The need for a drastic tooling up of the service delivery system to
provide the intervention.
• The need for more research on all topics related to the severely
handicapped.
• The need for support and commitment at all levels of government.
These are some of the topics discussed in the next chapters of this
book, as they were discussed at the actual Invisible College. We have
not painted a rosy, unrealistic picture. We have tried not to leave anything out. But our news comes out as basically good news, and it is our
responsibility to the children to tell it as clearly as we can. We must
remember one important fact: What makes society want to shut away
its elderly, ill, and helpless is partly the sense of frustration that comes
from believing that no real help can be given. So long as we demonstrate success with the handicapped, we will reduce society's impulse to
shut doors on them—whether they be doors to opportunity, employment, or community living. The methods exist now for revolutionizing
the way severely handicapped children and adults are taught. This is our
message. "Hey, Don't Forget about Me" will not be the byword for the
severely handicapped in the future.
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criterion
of ultimate
functioning
lou brown, john nietupski,
and susan hamre-nietupski

Key Ideas
•

For severely handicapped
citizens to ultimately function as
productively and independently
as possible in integrated adult
environments, the services provided to them as students must
be longitudinal and continuous,
as opposed to short term or
episodic.

•

The least restrictive environment
for severely handicapped students,
such as placement in self contained classes in regular community
based public schools, fosters
the development of the skills necessary to perform in a heterogeneous
society.

•

The overuse of one to one instruction, homogeneous groupings, and
repeated practice strategies probably prevent many severely
handicapped persons from
acquiring the skills, values, and
attitudes necessary to interact
effectively in a variety of settings
and with a variety of people.

•

Artificial instructional materials
and settings do not allow severely
handicapped students to solve
real life problems or provide
them with the skills needed
for practical functions, as much
as do natural and realistic
settings, tasks, and materials.
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• Not too long ago there were few, if any, educational services for
mildly retarded or mildly handicapped students in American public
school systems. Self contained schools and self contained classes within
regular schools were generated and proliferated soon thereafter. For
years self contained schools and self contained classes within regular
schools were considered the most efficacious models in which to provide educational services to mildly handicapped students.
In 1968 Dunn published his now famous article, "Special Education
for the Mildly Retarded—Is Much of It Justifiable?" There Dunn crystalized the judgments, suspicions, and feelings of many persons in and out
of special education—namely, that the placement of mildly handicapped students into self contained schools and self contained classes
was unduly restricting their general development and not preparing
them to function adaptively in complex, integrated, community based
postschool environments.
In the past the predominant educational service delivery models
generated for the majority of severely handicapped students in this
country were (a) placement in large self contained residential facilities
(institutions), (b) placement in self contained schools, (c) maintenance
at home, and (d) the use of private facilities such as churches or facilities supported by private associations concerned with providing services
for retarded citizens.
Within the past 5 years, due to encouraging judicial, executive, and
legislative reactions to the advocacy activities of many enlightened
parents and other persons and groups, formerly rejected severely handicapped students are now being served in community based public
schools. Unfortunately, it seems that the overwhelming majority of
severely handicapped students now in public schools are being served in
self contained facilities. Self contained facilities will ultimately be
rejected for the same reasons that self contained programs within regular schools for mildly handicapped students have been and are being
rejected.
There is no doubt that the spirit of the times requires that severely
handicapped students be allowed to grow within the least restrictive
developmental environments. Placement in large multipurpose institutions, sustained maintenance at home, and/or sustained placement in
self contained classes within segregated schools is generally restrictive.
The community must create other more educationally tenable developmental environments.
Severely handicapped students should be placed in self contained
classes in regular schools. Severely handicapped students should eat,
recreate, assemble, travel, ambulate or be ambulated, play, read, study,
and learn with students of all developmental functioning levels. Why?
Because severely handicapped students will no longer be locked up in
isolated dehumanizing institutions; they will no longer be hidden in
homes; they will no longer be rejected from public schools; they will no
longer be sheltered from society. They have the right to be visible,
functioning citizens integrated into the everyday life of complex public
communities.
• One of the most pervasive, and in our view questionable, philosophic
assumptions in our society is that homogeneity is a generally positive
objective that should be approximated if not realized. This general
quest to cluster according to similarities, to stratify on the basis of
differences, and to realize uniform compositions is referred to here as
the logic of homogeneity.

WHAT WE BELIEVE

The spirit of the times requires
that severely handicapped students
be allowed to grow within the
least restrictive developmental
environments.

Severely handicapped students
have the right to be visible
functioning citizens integrated
into the everyday life of complex
public communities.

THE LOGIC OF HOMOGENEITY
One of the most pervasive, and in
our view questionable, philosophic
assumptions in our society is that
homogeneity is a generally
positive objective.
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Educators have systematically,
although inadvertently, impeded
many handicapped and nonhandicapped students from acquiring
the skills, values, and attitudes
necessary to function in heterogeneous and complex environments.

Discernible manifestations of the logic of homogeneity are prevalent
in many aspects of our society. Predetermined efforts have been made
to group according to skin color, family heritage, verbal accent, sex,
religious affiliation, military rank, professional or paraprofessional
status, wealth, and academic degree, to name only a few. These manifestations are often based on such assumptions as (a) people do better
and are happier if they are with their own kind, (b) people who are
different than us do not like us, (c) our cultures are too different, (d) if
God wanted us to be together, She would have arranged it, and (e)
overcoming the communication problem is not worth the effort.
In education generally there have been many manifestations of the
logic of homogeneity. For example, students have been "tracked"
within and between schools and classes, males and females have been
stratified in "health" and physical education classes, and parochial
schools and athletic leagues are prevalent.
In special education, the logic of homogeneity abounds to the point
of absurdity. Special educators have established self contained classes,
self contained schools, groupings for the orthopedically handicapped,
the blind, the mildly retarded, the emotionally disturbed, and the trainable mentally retarded, and on and on ad infinitum. By affording
credence to the presumed positive properties of the logic of homogeneity within educational systems, educators have systematically, although inadvertently, impeded many handicapped and nonhandicapped
students from acquiring the skills, values, and attitudes necessary to
function in heterogeneous multifaceted and interpersonally complex
adult environments.
Many persons concerned with providing developmental services to
mildly handicapped students have rejected, or are now in the process of
rejecting, the basic tenets of the logic of homogeneity. Those persons
concerned with providing the best possible educational services to
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severely handicapped students should do the same. However, it should
be noted and emphasized that certain kinds of homogeneous groupings
in selected settings for selected purposes may be educationally, medically, and socially tenable. That is, to reject the logic of homogeneity
completely is probably as irrational as to absorb it completely. The
point is that the logic of homogeneity as it relates to the provision of
educational services for severely handicapped students is generally negative. Homogeneity must be scrutinized carefully and rejected in favor of
heterogeneity whenever possible.
• The logic of heterogeneity leads to the position that persons of
differences or dissimilarities in almost all aspects of existence should
interact. Most postschool community based domestic, vocational, and
recreational environments are fundamentally heterogeneous in nature.
If severely handicapped students are to be expected to function effectively in heterogeneous community environments, as many preceding
developmental experiences as possible should represent that heterogeneity. Every time educators make a decision affecting the longitudinal development of a severely handicapped student, they must seek
manifestations of the logic of heterogeneity.
If educators had ascribed to the logic of heterogeneity in the past,
they would not now be confronted with ways in which to dismantle
"state schools," self contained public schools, and other forms of
segregated instructional settings. At this time it appears that one of the
most realistic manifestations of the logic of heterogeneity would be to
encourage comprehensive and longitudinal involvement with nonhandicapped persons in a diversity of constantly changing community
environments.

THE LOGIC OF
HETEROGENEITY

• Most teachers assume varying degrees of instructional inference
when relating to students, regardless of their functioning levels. Generally, the less handicapped the student, the higher the degree of inference regarding the performance of that student. For example, teachers
of nonhandicapped students often teach the rational counting of
wooden pegs. After a student has performed at criterion on this task, it

DEGREES OF INSTRUCTIONAL
INFERENCE

If severely handicapped students
are to be expected to function
effectively in heterogeneous
community environments, as
many preceding developmental
experiences as possible should
represent that heterogeneity.

don't forget about me!

Teachers of severely handicapped
students can rarely, if ever, infer
that because a student performs a
particular skill in an artificial
setting, he or she can also perform
that skill in other more natural
settings.

is usually inferred that the student can also rationally count eating
utensils, money, and completed work units. This, of course, represents
a relatively high degree of instructional inference. Implicit in relatively
high degrees of instructional inference is the assumption that from
specific training on circumscribed or core tasks, students will abstract
the critical factors, strategies, rules, and concepts from the training
environment, and apply them in new and varied environments.
At this stage in the evolution of instructional technology, critical
factor strategies can be afforded little educational credence. That is, to
our knowledge, it has not been empirically demonstrated that the
teaching of a few critical skills has resulted in substantial increases in
the general developmental functioning levels of many severely handicapped students. Thus, teachers of severely handicapped students can
rarely, if ever, infer that because a student performs a particular skill in
an artificial setting he or she can also perform that skill in other more
natural settings.
Unfortunately, it may be necessary to teach severely handicapped
students all the skills, concepts, actions, and responses required for
adaptive performance in all the postschool environments to which they
will be exposed. Such an instructional possibility is referred to here as a
zero degree inference strategy. That is, no inferences are made that
training to a criterion on any task in one situation will result in criterion performance in similar but different situations requiring similar
or slightly different actions. Each time a situation changes for a severely
handicapped student, it will be necessary to empirically verify that he
or she can perform the skills required by that new situation.
Occasionally it has been demonstrated that severely handicapped students can acquire relatively complex skills. However, rarely have severely handicapped students, taught to perform complex skills in artificial
instructional settings, been able to perform relevant versions of those
skills in natural community settings. Thus, until such time that critical
factor strategies are demonstrated empirically effective in developing
the skills necessary for severely handicapped students to perform a
variety of skills in a variety of community settings, with a variety of
persons, language cues, and materials; it appears that approximations of
zero degree inference strategies offer higher probabilities that students
will be able to perform acceptably in less restrictive environments as
adults.

EDUCATIONAL SERVICE • As large numbers of severely handicapped students enter into less
CHARACTERISTICS and less restricting community environments, the current performance
differences between them and their nonhandicapped age peers will be
quite dramatic. Initially such dramatic differences will engender fear,
frustration, rejection, and hopelessness in many sincere and well meaning individuals, both in and out of the human services movement. In
time, the initial negative emotional reactions will abate and the collective consciousness and energies of the community will be redirected
toward providing the best possible developmental services.
In some school districts attempts will be made to maintain as much
physical distance as possible between severely handicapped and nonhandicapped citizens: Old school buildings will be opened or renovated
and only severely handicapped students will be assigned to them; new
school buildings will be constructed under the guise that the students of
concern are in need of "special A, B, or C." However, as educators
realized when they attempted to provide specialized services to mildly
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handicapped students, segregating procedures impede achievable
approximations of human potential.
At least one major question should be addressed: Over long periods
of educational time, what are some of the fundamental characteristics
of the most creditable educational services based upon the best available information? The position taken here is that in addition to the
constant quest to realize the criterion of ultimate functioning and to
manifest the logic of heterogeneity, there are at least three additional
factors that must be considered basic characteristics of educational
services for severely handicapped students.
First, specialized educational services should be provided as soon
after birth as possible. The reasons for early educational intervention as
it relates to the involvement, acceptance, and training of parents, and
longitudinal human development are obvious. The point of emphasis
here is that if any child is identified as, or is at risk of becoming,
severely handicapped on Monday and a public school contact is not
made until Wednesday, it is one day too late.
Second, educational services for severely handicapped students must
be comprehensive and coordinated toward educational development.
Severely handicapped students manifest a variety of developmental
delays and require at least the expertise of physical, occupational,
language, and medical therapists, persons capable of providing visual
and auditory assessment and habilitation, as well as the general resources of the educational community. On the other hand, it is also
obvious that, although the multidisciplinary team is a "sound good"
phrase, such a concept rarely produces coordinated and empirically
verified educational outcomes. Indeed, a challenge educators must confront and meet is the design of systems to both articulate and harvest
the contributions of varied persons and disciplines and filter the persons
and/or disciplines that detract from the development of empirically
tenable educational services.
Third, the services that are provided for severely handicapped students must be longitudinal as opposed to episodic. An episodic intervention refers to the brief involvement of a professional in the developmental lifestyle of an individual. There are thousands of instances when
episodic interventions are empirically tenable, particularly when nonhandicapped persons are the recipients of such interventions. For example, if an individual contracts an infection, he or she can spend a few
minutes with a physician, receive an injection and the problem is
solved. If a muscle around an eye contracts, one can visit an optometrist and after a brief examination and a change of glasses, the problem
is solved. The availability and functional validity of episodic interventions are perhaps some of the most positive aspects of this society.
The general functional invalidity of episodic interventions is a critical
source of frustration for parents and professionals who relate to severely handicapped students. Parents can take their severely handicapped
child for a vision examination, but in fact the professional may not be
able to provide a valid diagnosis and an empirically verifiable prescription. As a result, many severely handicapped students function with
uncorrected visual problems. A longitudinal approach to the problem,
although requiring more time and money, obviously is warranted. The
sustained coordination and ingenuity of many persons will be required
before the most effective visual prescription can be empirically determined.

Specialized educational services
should be provided as soon after
birth as possible.

Although multidisciplinary team is
a "sound good"phrase, such a
concept rarely produces coordinated
and empirically verified educational
outcomes.

Services for severely handicapped
students must be longitudinal
as opposed to episodic.
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A similar situation exists when parents take their severely handicapped children to the standard multidisciplinary team of experts.
About 2,000 professionals representing 1,400 disciplines at an enormous cost spend from 30 to 37 minutes each with a severely handicapped student. After this series of episodic interventions, programmatic recommendations are then made to parents and teachers. Generally, few followup efforts are attempted to ascertain the empirical
value of the recommendations and/or to suggest changes in programing
based on the progress of the child. The educational outcomes are unfortunately predictable.
THE CRITERION OF
ULTIMATE FUNCTIONING

Large multifailure residential facilities and other segregated facilities
for adult severely handicapped citizens will be replaced by complex,
integrated, developmentally facilitative community models. Thousands
Large multifailure residential of severely handicapped citizens will attend church, shop, wait in the
facilities will be replaced by offices of physicians, ride public buses, wash dishes, attend movies, use
complex, integrated, develop- restrooms, cross streets, and cheer at football games with less handimentally facilitative community
capped and nonhandicapped citizens. If severely handicapped adult
models.
citizens are to function effectively in hetergeneous community environments, both handicapped and nonhandicapped citizens will require
If severely handicapped adults are longitudinal and comprehensive exposure to one another. Such exto function effectively in a
posure will enhance the probability that the skills, attitudes, and values
heterogeneous community, both so necessary for tolerance, understanding, and absorption will be realhandicapped and nonhandicapped

ized.

citizens will require longitudinal The criterion of ultimate functioning refers to the ever changing,
and comprehensive exposure to expanding, localized, and personalized cluster of factors that each perone another.
son must possess in order to function as productively and independently as possible in socially, vocationally, and domestically integrated
adult community environments. Since severely handicapped citizens
will ultimately function in settings which contain less handicapped and
nonhandicapped citizens, the majority of the developmental environments to which most severely handicapped citizens are now exposed
will require substantial changes. Longitudinal segregation, whether
manifested in residential institutions or self contained schools, homes
or classes will not culminate in the realization of the criterion of ultimate functioning.
The position taken here is that the requirements of the criterion of
ultimate functioning should be the standards by which educational
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activities are judged as they relate to severely handicapped students.
Any activity, however episodic or apparently inconsequential, must be
related to the criterion of ultimate functioning, or that activity should
be terminated. Thus prior to the initiation of any interaction with the
severely handicapped students we must at least ask the following questions:

Any activity, however episodic
or apparently inconsequential,
must be related to the criterion of
ultimate functioning, or that
activity should be terminated.

1. Why should we engage in this activity?
2. Is this activity necessary to prepare students to ultimately function in complex heterogeneous community settings?
3. Could students function as adults if they did not acquire the skill?
4. Is there a different activity that will allow students to approximate
realization of the criterion of ultimate functioning more quickly
and more efficiently?
5. Will this activity impede, restrict, or reduce the probability that
students will ultimately function in community settings?
6. Are the skills, materials, tasks, and criteria of concern similar to
those encountered in adult life?
In the following pages attempts will be made to communicate the
idea that many educational assumptions and practices currently in
operation or in proposal, although appearing educationally sound and
expedient, actually interfere with the realization of the criterion of
ultimate functioning.

Many educational assumptions and
practices, although appearing
educationally sound, actually
interfere with the realization of
the criterion of ultimate functioning.

• For the past several years we have made attempts to develop instruc- THE VALUE OF CERTAIN
tional programs for severely handicapped students in community based INSTRUCTIONAL PRACTICES
public school zero exclusion educational settings. In addition, we have
had the opportunity to visit many educational programs around the
nation in an attempt to both provide and receive technical assistance.
As a result of our experiences we have modified many of our attitudes,
techniques, assumptions, and instructional practices as they relate to
educational strategies that are typically used or advocated for use with
severely handicapped students.
As we tried to relate many of our instructional practices to the
standards of the criterion of ultimate functioning, many inadequacies
and failures surfaced. In this section we will describe some of the instructional practices we formerly recommended for general use, some
of the difficulties we have encountered with those practices, and some
of the adaptations we are currently entertaining.
• It has often been proposed that severely handicapped students need
one to one instruction. Undoubtedly, one to one instruction has educational validity. In fact, all children, whether or not they are handicapped, are probably in need of, and should receive, the undivided
attention of an adult during some portion of their school day. The
salient issue here is related to the proportion of the school day that
should be consumed with one to one instructional interactions as
opposed to larger ratio interactions.
It is generally assumed that the more one to one instruction a student receives, the more educational advancement can be expected in
the long run. However, after a considerable number of failure experiences over a long period of time, we have rejected that assumption. It
now seems reasonable to provide fewer one to one instructional
arrangements and more arrangements that involve (a) group instruction,

ONE TO ONE INSTRUCTION

It now seems reasonable to
provide fewer one to one
instructional arrangements and more
arrangements that involve group
instructional arrangements.
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(b) clustered individualized instruction in which one teacher engages in
individualized interactions with a cluster of three, four, or five students,
and (c) instruction that generates adaptive interstudent interactions in
the absence of the direct involvement of persons in authority.
Obviously, one to one instruction is enormously expensive in terms
of personnel, time, and money. If the only issue was expense and not
educational development, educators would be morally bound to provide such instruction. However, in addition to expense there are other
more significant educational reasons for minimization of one to one
instructional arrangements.
First, one to one instructional arrangements typically include a
teacher providing a cue to which a student is required to respond. When
the criterion of ultimate functioning is considered, extensive longitudinal use of teacher cue/student response paradigms prevents or interferes with the acquisition of self initiation skills. Educators have inOne potentially negative out- advertently developed students who will perform well if a specific
growth of extensive one to one teacher provides certain cues but who fail to perform in other settings,
instruction in which teachers with other cues or other persons. Thus, one potentially negative outprovide cues to act is that students growth of the extensive use of one to one instruction in which teachers
become too stimulus bound tot provide cues to act is that students become too stimulus bound to those
those cues. cues. Instruction using additional arrangements may help prevent such
problems and thus assist students to function in a variety of adult
environments.
Second, one to one instruction where teachers provide cues to students and where students become bound to those cues impedes the
Situations are continually reported development of adaptive interstudent interactions. Situations are conin which students play a game tinually reported in which students play a game effectively with a
effectively with a particular particular teacher, parent, or university student in training, but cannot
teacher but cannot or will not or will not play with an age or developmental peer. This, of course, is a
play with a developmental peer, developmentally unsound outcome in that the student is supposedly
preparing to ultimately function in an environment where a substantial
amount of his life will be spent relating to, enjoying, and learning from
and with a variety of age and developmental peers.
Third, it is often hypothesized that a particular student is " n o t ready
for group instruction" due to a variety of medical, behavioral, and
educational deficiencies. Thus, teachers often enter into one to one
instructional arrangements assuming that the skills the student develops
in one to one settings are necessary for, and will culminate in, adaptive
performance in group settings. In a large number of situations this has
Just as teachers learn to function proved to be a false assumption. Indeed, just as teachers learn to funcin one to one instructional settings tion in one to one instructional settings and malfunction in group
and malfunction in group instruc- instructional settings, so do students. The strategies that we are attional settings, so do students. tempting to develop currently require that all students, no matter what
their level of functioning, receive some instruction in group instructional arrangements.
There seem to be at least two additional difficulties that might arise
from the overuse or misuse of one to one instructional arrangements.
First, teachers who develop one to one instructional skills often do so
at the expense of the development of group instructional skills. In the
past, when attempting to train teachers to work with severely handicapped students, we would begin the training sequence by placing
university students in one to one situations on the wards of a residential
institution. Often this was an ineffective training experience even
though many trainees became quite effective teaching one child to
perform one skill. Many of the teaching skills necessary to do so were
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incompatible with the clustered individualized teaching of groups of 3,
4, or 5 students in public school classrooms who manifested varying
degrees of behavior management problems and who required different
instructional materials, interaction styles, and response consequences.
Second, in many educational settings in which one to one instruction
is emphasized, the situation ultimately arises in which (a) there are
more students than teachers and (b) the students do not have appropriate self regulated play, work, or social skills. Thus, an unfortunately
typical scene is to witness a teacher, an aide, a parent, and a practice
teacher working in one to one instructional arrangements with four
students on one side of the room, while the remaining students are
restrained to chairs, roll on floors, self stimulate, or self mutilate in
other parts of the room or "watch T V . "
Obviously, there are a substantial number of technical problems It seems more tenable at this
related to larger ratio instructional arrangements. However, it appears point to solve the problems that
more developmentally tenable at this point to attempt to generate accrue from larger ratio arrangeinstructional procedures that solve the problems that accrue from larger ments than to revert to an inordinate
ratio arrangements rather than to revert to an inordinate use of one to use of one to one instruction.
one instruction.
Group instruction, as the term is used here, refers to a teacher
attempting to teach more than one student at a given time in the same
manner using the same words, materials, and so on. In our experience,
group instructional arrangements are often inefficient in that (a) teachers tend to teach to the more responsive students in the group, (b) it is
extremely difficult to evaluate individual progress in that it is quite
cumbersome to verify that each student is performing the skills of
concern, and (c) it is the rare group of severely handicapped students
who progress through educational curricula at the same pace. On the
other hand, the limited and carefully selected use of group instructional
arrangements has enormous longitudinal practical value. Sustained
attempts must be made to insure that students acquire the skills necessary to secure information from group arrangements.
In summary, the criterion of ultimate functioning requires that in- The criterion of ultimate funcdividuals perform in complex community settings which demand tioning requires that individuals
multiple person cooperative and interactive skills. Extensive use of one perform in complex community
to one instructional arrangements over long periods of time results in settings which demand multiple
few of these skills. Thus, where we once recommended the extensive person cooperative and interactive
use of one to one instruction, we are now recommending that students skills.
also receive a substantial amount of instruction in group and clustered
individualized arrangements and in arrangements that allow them to
teach and learn from each other. The amounts of time allocated per day
to each arrangement, of course, should be determined empirically.
• Repeated practice strategies are teaching strategies that generate REPEATED PRACTICE
large numbers of direct instructional trials in relatively short periods of STRATEGIES
time. As severely handicapped students typically require relatively large
numbers of direct instructional trials in relatively short periods of time
in order to attain criterion performance on many tasks, repeated practice strategies are of enormous practical value and their proliferate use
is understandable.
There are probably thousands of tasks that have been taught through
repeated practice strategies to handicapped and nonhandicapped students. Solving simple mathematical equations, rote counting, differentiating colors, recognizing polar opposites, and verbally labeling flash
cards are but a few examples. Repeated practice strategies might be
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most useful when it is important for a particular skill to be taught, but
there is an insufficient amount of naturally occurring instructional trials
during the school day. For example, assume that a teacher intends to
teach a student to put on and remove cold weather gloves. Under
natural instructional conditions, the teacher may be able to provide the
child with three or four teaching trials per day. However, under artificial
training conditions a teacher might arrange for 20 or 30 repeated practice teaching trials per day until the child reaches criterion on the task
in the repeated practice arrangement. Subsequently, the student can be
taught to perform the skill under natural life conditions. In this situation, and in many similar situations, there are relatively few differences
between the actions taught under repeated practice arrangements, and
the actions required in the natural environment.
Repeated practice strategies have been and will continue to be used
Although there is little inherently to teach many valuable skills to severely handicapped students. Howquestionable about repeated ever, although there is little that is inherently questionable about repractice strategies, teacher reliance peated practice strategies, the proliferate use and subsequent teacher
upon such strategies tends to foster reliance upon such strategies tends to foster the use of artificial instructhe use of artificial instructional tional materials, tasks, and settings and the formulation of questionable
materials, tasks, and settings, educational objectives and performance criteria.
In an attempt to minimize or avoid the potentially deleterious effects
associated with the sustained overuse of repeated practice strategies, at
least three alternatives seem reasonable. First, teachers can include a
substantial number of functional, as opposed to artificial, tasks in the
Teachers initially can utilize curriculum. Second, teachers initially can utilize artificial tasks and
artificial tasks and criteria and then criteria and then teach students to perform the developed skills in
teach students to perform the natural settings. For example, touching polar opposites as they are
developed skills in natural settings. presented via a teaching machine can be considered tenable only if
criterion performance on that artificial task is followed by empirical
demonstrations of the functional use of polar opposites in natural settings. Third, teachers can increase the number of single person and
multiple person peer game skills. Games are crucial educational vehicles
in that they are generally more intrinsically interesting than two dimensional two choice discrimination tasks requiring touch responses. They
can be used to develop and maintain valuable interstudent language,
reading, math, and social skills. Finally, they can enhance the probability of performance across places, persons, and materials in that students
can readily engage in games in settings away from school. Again, the
point here is that criterion performance of a skill as a result of a
repeated practice strategy in an artificial setting does not often result in
the acceptable performance of that skill in natural environments.
SYSTEMATIC VARIATION

• Teachers have often been confronted with a student who does well
interacting with one adult, but does not interact with others. For example, Johnny may perform for Ms. Jones, but not for anyone else. It
might be argued that since it is crucial for Johnny to perform, Ms.
Jones should be encouraged to work with him until some time in the
future. However, when this strategy is referenced against the standards
By arranging circumscribed actions of the criterion of ultimate functioning, the potential deleterious
and reactions, a teacher is effects become readily apparent. In heterogeneous adult environments,
systematically impeding the citizens are required to respond to, and in the presence of, a wide
development of the skills variety of persons. By arranging such circumscribed actions and reacnecessary for independent survival tions, a teacher is systematically impeding the development of the skills
in heterogeneous adult communities, necessary for independent survival in heterogeneous adult communities.
In an attempt to minimize the development of such circumscribed
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interactions, many strategies are no doubt possible. However, there are
several strategies that seem to offer reasonable promise.
Each time a student is taught a functional skill or game, it might be
required that the skill be performed (a) in reaction to, or in the presence of, at least three different persons, (b) in at least three different
natural settings, (c) in response to at least three different sets of instructional materials, and (d) to at least three different appropriate language
cues. To illustrate, assume that a student is taught to play a game with a
ball in a classroom. The teacher then must either teach the student to,
or empirically verify that the student can, play ball (a) at the playground, (b) at home with a peer, a parent, and a sibling, (c) in response
to such verbal language cues as "throw i t , " " h i t me," "zip it over here"
and (d) with basketballs, baseballs, and colored plastic balls.
The verbal language cue component of any strategy is particularly
crucial in that teachers often inform parents that a student reached
criterion on a specific task. Parents often attempt to induce the performance of that skill at home, but fail. Further analysis often reveals
that the teacher used one verbal language cue (e.g., "Go find your")
and the parents used another (e.g., "Get me"). Attempts to standardize
the verbal language cues so that both the teacher and the parents use
exactly the same words are longitudinally questionable in that in
heterogeneous adult community environments different people use When a student is taught to perform
many verbal language cues that require the same response. The stan- specific skills in response to a
dardization of variation, on the other hand, may enhance performance particular verbal language cue, the
across verbal language cues. Thus, when a student is taught to perform task should not be considered
specific skills in response to a particular verbal language cue, the task mastered until the student performs
should not be considered mastered until the student performs the task the task in response to other verbal
in response to the other verbal language cues used in his natural language cues.
environment that require the same response.
It seems that teachers have several available options to insure that
students perform accurately and consistently to varying cues. For example, assume that four verbal language cues are used in the natural
environment in relation to a particular skill. A teacher could use a
consecutive strategy and teach appropriate responding to the first,
second, third, and fourth verbal language cues respectively until the
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Instructional environments should
be "consistently inconsistent" or
systematically varied.
TOWARD

NATURALIZED
CURRICULA

Commercial kits and irrelevant
paper and pencil tasks should be
faded out; real money, real streets
and cars, real people, real stores,
real world settings must replace
them.

There are situations in which it is
feasible to start with rudimentary
movements, limited or isolated
instructional sequences, and
artificial materials, but education
should never stop there.
Since we are preparing students
to function in heterogeneous
adult environments, most of the
necessary training experiences
should be conducted in extraschool building environments.

students respond appropriately to all four cues when they are presented
randomly. A teacher could use a concurrent strategy in which students
receive training on all four cues at the same time until they respond
appropriately to all four cues when they are presented randomly. A
teacher could use a combined or a different strategy. Regardless of the
particular strategy, students must be prepared to perform in complex
natural environments that are constantly varying and evolving. Thus,
rather than support the orientation that the instructional environments
of severely handicapped students should be standardized, we are suggesting that their instructional environments should be "consistently
inconsistent" or systematically varied.
D The instructional materials, tasks, consequences, objectives, and
criteria to which severely handicapped students are exposed in educational settings should resemble those that students will encounter and
need in community domestic, social, leisure, and vocational settings.
However cumbersome, time consuming, inconvenient, or expensive it
may be to do so, the pegs, felt squares, pictures of money, tokens,
pictures, edible consequences, and many, if not all, of the commercially
available kits and irrelevant paper and pencil tasks should be faded out.
Real money, real streets and cars, real people, real stores, real sounds
and smells, real tools and objects, real group homes, real world settings,
real appliances and utensils, real motor skills, and real ridicule, rejection, and disappointment must replace them. An empirically verifiable
naturalized life space curriculum designed to teach the skills required in
heterogeneous community environments is the order of the day.
There are at least three major reasons why curricula for severely
handicapped students should be naturalized. First, artificial materials
and settings seldom provide students with the information needed to
solve practical problems in natural settings. Because a severely handicapped student can solve the problem "2 +
= 4" on a commercial
worksheet in a classroom, it does not necessarily follow that he will be
able to respond correctly to the problem in which four people will be
eating dinner and there are only two chairs at the table. Crucial information contained in the latter functional task is not present in the
former artificial paper and pencil task.
Second, the actions and criteria required by many of the most popular artificial tasks and materials are often not the crucial actions required in more functional environments. Artificial tasks and materials
often require touching, marking, and verbally labeling actions. Functional tasks, materials, and criteria, on the other hand, require picking
up, getting, showing, assembling, distributing, responding motorically
to printed stimuli at community accepted rates, latencies, and durations. Certainly there are situations in which it is feasible to start with
rudimentary movements, limited or isolated instructional sequences,
and artificial materials, but education should never stop there. It should
not stop until the teacher has demonstrated empirically that these students can function as independently as possible in the most open, positive, and actualizing environments imaginable.
Third, since we are preparing students to function in heterogeneous
adult environments, most of the necessary training experiences should
be conducted in extra-school building environments. The school as
manifested by a building may be necessary, but it is not sufficient as
the major or only facility needed to prepare severely handicapped students to reach the criterion of ultimate functioning. These students
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need schools with small permeable walls. Instead of bringing sheltered
workshop tasks into a school workshop, instructors should disband the
school workshop and teach the students the required skills at real workshops. Instead of using a "home economics room" in a public school,
teachers should use real natural homes, foster homes, and group homes
as the locations for the development of crucial self help, grooming,
social, and domestic maintenance skills. Similarly, other vocational,
shopping, service procurement, and leisure skills should be taught
during and after traditional school hours, at real bowling alleys, theatres, stores, restaurants, swimming pools, office buildings, laundries,
and motels.
• Perhaps it is appropriate here to relate to the relative merits of
simulated training experiences. There is no doubt that criterion performance on simulated tasks can be a valuable adjunct to the development of many crucial developmental skills. In fact, under certain circumstances it may be construed as almost mandatory that simulated
experiences be utilized (bus riding and street crossing seem reasonable
examples). However, severely handicapped students do not allow the
degree of inference necessary to assume that criterion performance on a
simulated task guarantees criterion performance in the environment in
which the skill will ultimately be required. There can be no substitute
for empirical verification of the performance of a skill in the natural
environments in which the skill is required.
If we now had available to us the most tolerant of all possible communities, an unlimited budget, the collective use of the best professionals in existence, all necessary enabling legislation, the most advanced service delivery models, ideal parents, and excellent medical
care, we still would not be able to provide severely handicapped students all needed services. The skills of our students are limited by the
information we have within our grasp. The information we have within
our grasp is tragically meager. If substantial improvements in services to
severely handicapped students are to accrue, new information must be
generated. As educators we must realize that we are infants in this area,
that most if not all of our pet theories must be revised, and that we
need to expose our ideas and practices to the scrutiny of all. We must
now confront our weaknesses, failures, and insecurities and set about
the long hard task of demonstrating, rather than inferring, the best
possible services for a most deserving group of citizens.

Dunn, L M. Special Education for the Mildly Retarded-ls Much of It Justifiable?
Exceptional Children, 1968, 35, 5-22.
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CONCLUDING COMMENTS

The skills of severely handicapped
students are limited by the information educators have within their
grasp, and that information is
tragically meager.
As educators we must now confront our weaknesses, failures,
and insecurities and set about
demonstrating, rather than
inferring, the best possible
services for a most deserving
group of citizens.
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Key Ideas
•

Early identification of severely
handicapped infants makes it
more possible to program an
environment that maximizes
their opportunities for growth
and development.

• Assessment of an infant's probable
neurological /behavioral normality
or handicap made in the first week
of life tends to correlate highly
with the child's functioning at a
later age.
•

The characteristics of good assessment are: (a) it can be administered
by personnel who are readily available, (b) it measures small increments in an evolving sequence of
development, and (c) it leads
directly to intervention efforts.

•

In intervention efforts, parents
should be considered the infant's
primary program managers, and
their active involvement in the
remediation process should be
facilitated by educators.

infant identification

• At the present time, assessment of neonates is being done with ASSESSMENT/DIAGNOSIS OF
increasing accuracy both as to neurological status and behavioral func- SEVERELY HANDICAPPING
tioning or, in Brazelton's (1973) term, adaptive functioning. Some of CONDITIONS
the newer and better scales in use are the Brazelton Neonatal Behavioral
Assessment Scale (1973), the Rosenblith/Graham Scale (a modification Assessment of neonates is being
of the Graham Scale) (1961), and—for neurological assessment—the done with increasing accuracy.
Prechtl Neurological exam (Prechtl & Beintema, 1964). Such assessment would more properly be called screening, in that it produces
primarily predictive information; that is, an infant's functioning on
various responses to stimuli is noted and compared with the functioning
of other infants to produce a prediction of what that infant's later
behavior will be like—normal, or impaired.
The newer assessment scales are showing increased predictive value:
The assessment of the infant's probable neurological/behavioral normality or handicap which is made in the first week of life tends to correlate
highly with the infant's functioning at 8 months (Rosenblith, 1975) or
even as late as 7 years (Tronick & Brazelton, 1975).
Has the introduction of responses to natural environmental "interventions" (such as placing a hand on the infant's belly to sooth him or
talking to him to quiet him after he has aroused to a crying state)
perhaps produced this more accurate picture of the baby's capacities
than assessment with stimuli common to traditional neurological scales?
It is worth asking what aspects of the assessment have accounted for
this improved prognostic accuracy. Several possibilities suggest themselves, after even a brief review of the assessors' scales, instructions, and
results:
1. Familiar responses are assessed. The infant's responses to light or to New scales contain many more
a human voice are responses that would normally be evoked in the naturally occurring stimuli than
environment, and the new scales contain many more of such items artificial stimuli.
than they do of responses to pinpricks or extremely intense stimuli.
2. The infant's best responses (Rosenblith, Brazelton) are recorded,
and in some cases (Brazelton) the examiner is instructed to explore
what supportive tactics or positions, what conditions of physical
holding, warmth of dress, or light will allow the infant to give his
best responses. In other words, the response the infant is capable of Recording the infant's best
when optimally supported by the environment is apparently of responses has been found to be
greater predictive value.

3. Assessments are repeated, and assessments following medicated
deliveries are particularly followed up because of the depressing
effects of premedication on the infant's functioning. The value of
repeated assessment would have been predictable, since the fallibility of one-shot assessments has of course been known for years, but
as the measurement strategy has been refined with infants, certain
test artifacts of interest have emerged: For example, if any single
assessment has value, it is one performed on the third or sixth day
after delivery; second, an even more valuable predictive indicator is
the curve of improvement—a fairly pronounced improvement in
functioning is of more diagnostic significance than is an initially
depressed
assessment
(Parmelee
&
Michael
is,
1970).
If the following criteria are taken as the standard for a good screening device, one can see that great progress is beginning to be made. A
good screening device can be administered by minimally trained personnel, quickly, at low cost; is amenable to pass-fail scoring; is repeatable,
but if administered only once in the first week of life, will give good

of greater predictive value.

A fairly pronounced improvement
in functioning is of more diagnostic
significance than is an initially
depressed assessment.
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predictive accuracy—minimizing false negatives and false positives and
correlating positively with later developmental assessments.
There are assessment (screening) instruments whose items are valid
and can be reliably scored, and which predict gross behavioral status
with some accuracy as far as 7 years into the child's future (particularly
for children at the extremes of the spectrum). And researchers are
refining these screening devices constantly.
CURRENT RESEARCH: EARLY
SCREENING

Some fascinating research is beginning to tell educators in more
detail what to look for. For example, at the University of Washington,
Barnard is discovering aspects of premature infants' sleep/waking patAspects of premature infants' terns that are highly diagnostic so far as developmental delay is consleep/waking patterns are cerned. Facilitating alert/sleep state changes and durations may prove
highly diagnostic so far as to avert many developmental problems; at any rate, the discovery that
developmental delay is concerned, these patterns have diagnostic implications is of importance.
Also, at the University of Washington Child Development and Mental
Retardation Center, Kogan is pursuing a line of inquiry which
Rheingold and others originated in the 1950's. She is doing careful
observational studies of the infant's responses to visual and auditory
stimulation; these studies should lead directly to fine focus sequences
of development.
The realization of the benefits The realization that simply providing the infant with a more stimulus
of a more stimulus rich environment rich environment in the first weeks of life is beneficial (Scarr-Salapatek
in the first weeks of life has produced & Williams, 1971; Barnard, 1973) has produced the changes now seen
the changes now seen in newborn in newborn nurseries (especially for the premature): Whereas they were
nurseries, sterile, antiseptic places a few years ago, they now have patterned
sheets, colored mobiles, and often piped music or recordings of the
sounds a baby hears in the womb—with remarkably quietening effects
in this last case. Even incubator babies are cuddled, talked to, and given
what stimulation is possible, in the knowledge that stimulus deprivation
can permanently stunt the physical growth of an infant.
PITFALLS IN SCREENING AND
ASSESSMENT

• Some of the common traps that can virtually set themselves for
those who attempt to conduct screening and assessments are these:
First, there is the failure to consider the burden that the screening
effort will place on the staff of a hospital/child development center.
The simple test for phenylketonuria (PKU) developed some years earlier is a classic example of an easy to administer screening device, which
any hospital can do with the aid of a urine soaked diaper (easily obtainable from most new babies) and the simple paper test. But according to
officials of the Washington State Department of Social and Health
Services (1975), this test is administered in only 60% to 80% of the
cases.
The Brazelton Scale is perhaps the simplest test of behavioral functioning, and yet it takes at least 20 minutes to administer and considerable training before the observer has a high reliability rating in scoring
the items on the 9 point scale. If economy of effort alone is not
Some motivational incentives may sufficient to guarantee performance of a screening test (witness the
be required to get wide scale PKU story) then some motivational incentives may be required to get
screening under way. wide scale screening under way.
Second, there is the failure to account for "small for date" babies.
Occasionally (and this would be the case mainly where screening is
The significance of a delay can delayed into the sixth or eighth month of infancy), a child is scored
only be determined in relation to "developmentally delayed" without reference to his prematurity when
the expected performance of the born. The significance of a delay can only be determined in relation to
individual child, the expected performance of the individual child. That is, even though

infant identification

there has been emphasis on the need for fine focus sequences of learning to use in assessing infants' development, the need for projecting
each individual's own expected line of progress should also be emphasized. There will be some individual variation in the time of appearance of some skills; what the sequences will tell is what skill will appear
next, and, given the starting point and expected trend line for an individual child, whether there is substantial developmental lag.
The third pitfall is a reluctance to alarm parents. Even now, the "let
him grow out of i t " or "no need to set off a false alarm" attitude
prevails among physicians. And, in one sense, there is justification for
this, since the lack of adequate programing for young babies leads
naturally to a feeling that notifying parents of the child's risk status will
lead to despair, and perhaps to a Rosenthal effect, a "self fulfilling
prophecy." What educators must do is to stop talking to themselves,
and start shouting at others: at doctors, at legislators, and primarily at
parents. They can do something for the severely handicapped if they
can get at these children early, and that means knowing that they exist
and need help. Physicians, once informed, will be educators' primary
allies in motivating parents to getting children to programs; but educators must have those programs.
Such programs are beginning to proliferate today, and the proliferation has been rapid and extensive. Some authors estimate that there are
approximately 200 to 300 infant programs nationwide. Keogh and
Kopp have reported (1976) that in the Los Angeles area alone there are
50 new programs. In general, programs seek to remediate handicapping
conditions of high risk or handicapped infants by teaching the primary
care giver, usually the parent(s), certain intervention skills. Many of the
programs are data based, by which I mean that the behavioral objectives
established during training sessions are determined by the infant's progress within a developmentally appropriate sequence. Specific operating
procedures vary from program to program: For instance, some of these
intervention strategies are home based, others are implemented at
centers, and some programs combine the two procedures.
To name only a few of the infant programs now in operation
throughout the country, there are: the Down's Syndrome Programs at
the Model Preschool Center for Handicapped Children and the Infant
Program of the Center for the Severely Handicapped, both at the
University of Washington's Experimental Education Unit; the Early
Intervention Project for Handicapped Infants and Young Children at
the University of Michigan's Institute for the Study of Mental Retardation and Related Disabilities; the Teaching Research Infant and Child
Center, Teaching Research Preschool (Monmouth, Oregon); United
Cerebral Palsy of the Bluegrass, Lexington, Kentucky; Preschool and
Infant Developmental Programs and Research, Institute of Rehabilitation Medicine (New York, New York).
Educators must recognize that for the severely handicapped child,
programs that begin in infancy are very nearly the main hope: They
should be our first priority from today onward.
• What educators lack is the widespread application of the technology
available to screen infants and identify those at risk. Educators still fail
to identify many severely handicapped infants, despite the fact that the
severely handicapped are among the most clearly identifiable of all at
an early age. Their behavioral status, particularly in respect to muscle
tone and "irritability" are highly discriminatory variables for diagnosis
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Educators still fail to identify
many severely handicapped infants,
although they are the most clearly
identifiable.

Severely handicapping conditions
tend to be concentrated in no
particular social stratum.

(Rosenblith, 1975). And, although neonatal assessments of auditory
functioning may or may not have a relationship to functioning at the 3
year testing, inability to " f o l l o w " or track visually in the neonatal stage
does have implications for later visual patterning, leading to the conclusion that at least some sensory systems can also be assessed in infancy.
It is regrettable that there is not yet a high risk registry system like
that in Great Britain (Robinson & Robinson, 1972) which would
greatly facilitate followup of infants. Early and Periodic Screening/
Diagnosis/Treatment (EPSDT)—an effort to locate those infants in need
of further medical/health assessment and followup—began about 2
years ago. It was directed primarily at those eligible for Medicaid. It is a
tremendous step in the right direction, but is flawed by its exclusive
concentration, for the present, on low income groups (and its primary
emphasis on physical health). For those interested in the severely handicapped, this class emphasis is especially disheartening, because severely
handicapping conditions tend to be concentrated in no particular social
stratum. They are, because of their more frequently genetic or organic
causes, rather evenly distributed across social classes.

Further, as shown by the fine levied against the state of Montana last
year for failure to provide information about the EPSDT program to
Unless there are legal obligations low income families, there is not adequate communication about even
tied to early screening and program- those services that do exist. Again, however, there is an encouraging
ing efforts, there is no hope that trend, a step in a right direction: For unless there are legal obligations
the service delivery gaps can be tied to early screening and programing efforts, there is no hope that the
closed. service delivery gaps can be closed.
Rogers's diagram (shown in Figure 1) of Great Britain's service
delivery system can serve as a model of what might follow initial assessment in this country. The United States has very little resembling such
a system now. There is no mandatory registry of the high risk infants
and no subsidized, obligatory followup care as in the Scandinavian
countries. Also, as I will discuss in detail on the question of remediation, the United States does not have the best basis for programing once
the child is found and tracked into a service delivery system. Our
society could hardly be expected to have all of these components yet.
But this sort of delivery system should be our society's goal.
• If an educator could be provided with two "assessment/diagnosis"
wishes through the agency of some magic wand, the first would be for
continued development of the scales for infant assessment (such as
Brazelton's) which already enable a paraprofessional worker with minimal training to screen an infant completely in 20 to 30 minutes time.
The second would be for a public health effort that would make such
assessments a matter of legal requirement for all social classes and income groups. There would still be problems with gaps in delivery,
owing to the rapid increase in home deliveries of infants and the difficulty of providing medical/health care in any rural remote area.
There is a need for going beyond
There is also the problem of the need for going beyond mere gross
mere gross screening once a screening once a developmental delay is identified and doing a thorough
delay is identified. assessment based on detailed, week by week sequences of learning. But
these two additions would be a beginning. After that beginning, educators could address the need for improved sequences of learning in infancy.

NEED FOR CONTINUED
DEVELOPMENT OF SCREENING
AND ASSESSMENT

Figure 1.

Early recognition of handicapping conditions.
Areas of responsibility
of the various services are represented. Overlap of these areas indicates combined responsibility,
and implies coordination of services, and flow of information From "The early
recognition of handicapping disorders in childhood" by M. G. H. Rogers, Developmental Medicine and Child Neurology, 1971, 13, 80-101 (cited in Meier, 1973).

M A T E R N I T Y SERVICES
(Domiciliary Hospital)

HOSPITAL C H I L D H E A L T H
(Dist. Gen. Hosp.)

22
hey, don't forget about me!

NEED FOR IMPROVED
SEQUENCES OF LEARNING
IN INFANCY

Once educators know that an infant has developmental delay or
deficit, they need to intervene immediately. They no longer seriously
debate the matter of whether early intervention is desirable. But how
do educators intervene? With what curriculum? What frequency? The
neonatal scales used to screen infants signal that a child may be developmentally at risk—and, it should be strongly emphasized, they can do
so at birth or in the first days of life. But what about the child who is
obviously at risk, and whose parents or therapists begin to intervene?
How do the interventionists know that they are being successful? After
initial screening and assessment, what next?

NEED FOR WEEK BY WEEK
FOLLOW UP

• The pediatrician has usually seen the infant for assessment only at
one month intervals after the first week of life. This schedule is too
infrequent to catch developmental delays in time for the infant who is
already known to be at risk. The handicapped child should be seen
weekly for assessment, probably by a developmental specialist who is at
the same time conducting a remediation program. Assessment after an
initial stage of pinpointing exactly which children are at risk, and in
what areas, is something which must become part of intervention—as a
check on the success of the intervention itself. Whatever else it is, it is
(or should be) an ongoing process of taking careful observational data
on the child's responses.
Educators know that they need certain things in order to make a
response meaningful in a behavioral assessment. They must first know
what to look for: What precisely pinpointed behaviors, in what degree
of latency, duration, etc., are to be expected in an infant of 5 weeks, 6
weeks, 10 weeks? If educators fail to find what they are looking for,
they must have some idea what can be done to promote its occurrence.
Here they are primarily operating on the basis of known prerequisite
responses and the principle of successive approximation.
But educators can and must draw also from developmental therapists
in other fields. In our own Child Development and Mental Retardation
Center, we have physical therapists in the Clinical Training Unit who
tell us that they do know what muscle groups, and what mouth movements produced by those groups, have to be involved before an infant is
ready to master the swallowing of textured foods. We as educators can
know whether or not an infant exhibits that response; physical therapists can tell us what physical status is prerequisite to its appearance,
and (they tell us) what exercises are likely to promote the prerequisite
responses. We know, too, the consequences of an inadequate diet and
therefore some of the reasons why we need to get such a feeding
response from the child.
The sequence outlined above applies to other behaviors as well:
Educators must know what to look for (what is next in the developmental sequence), must know how to promote it if it does not appear,
and must intervene to get it. (The actual intervention process will be
discussed later, under "Remediation of Severely Handicapping Conditions.") Educators can even specify in detail the characteristics of a
good assessment:

Whatever else intervention is, it
is an ongoing process of taking
careful observational data on the
child's responses.

Educators must know what to
look for, must know how to
promote it if it does not appear,
and must intervene to get it.

• It can be administered by personnel with developmental expertise
(such as a pediatrician, neurologist, or practitioner) who are readily
available in most communities.
• It is amenable to quantified scoring, with high interrater reliability.
• It is keyed to a fine focus sequence of development, so that items are
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not mere repetitions.
• Week by week it will show the examiner an evolving picture of developmental status.
• In addition it leads directly to remediation or intervention efforts
(implies a programing sequence).
• The problem with assessment is that it does not lead directly to PROBLEMS IN KNOWING WHAT
remediation, given the present state of the art. (I'll elaborate on this TO LOOK FOR
later.) Let me give an example of what educators lack and must supply
—one taken from work done in our Infant Program at the Experimental The problem with assessment
Education Unit, Child Development and Mental Retardation Center, is that it does not lead directly
University of Washington, Seattle.
to remediation, given the present
At the moment, we have sequences of normal child development state of the art.
which tell us, for example, that at 1 month of age an infant who is
pulled to a sitting position will show head lag as he is brought up to
vertical position, his head will sag forward on his chest when sitting,
and his back will be rounded. By 3 months this picture has undergone
marked changes: The infant shows little or no head lag, managing to
hold his head upright from horizontal to vertical position, can tighten
his shoulder muscles and straighten his thoracic region with only
moderate rounding of the lumbar area; and although his head may bob
with slight movement, he can hold it fairly steadily when sitting. What
an achievement! But consider the infant who arrives for a 3 month
check at the pediatrician's office displaying the behavioral patterns of a
1 month old? He has lost 2 valuable months which will have to be made
up. Could this loss have been prevented? We think so.
What is needed, clearly, is some way to assess the fine focus be- What is needed is some way to
haviors that were appearing during the 8 weeks before the sitting test assess fine focus behaviors so that
was repeated and the infant was found to be delayed. Then, the minute when a tiny lag begins to show up
a tiny lag began to show up, the interventionist could have begun it can be treated immediately.
treatment to prevent it from snowballing into a 2 month delay.
Again, educators know today only too little of what to look for.
They would need to study the fine focus behaviors of thousands of
infants in each culture (since some cultural differences do show up on
scales such as the Brazelton); they would then have a cross sectional
view of development that would illuminate a fully detailed developmental sequence. It could not be too rigid; it could not include items
which did not validly get at the developmental picture, but it would be
more helpful than the extremely gross sequences now available.
We are developing a fine focus sequence in our Infant Program for
the sitting problem. The program manager, who formerly taught kindergarten children and used to draw silhouettes of her pupils' heads as
Christmas gifts for them, devised a related technique of holding an
infant in a sitting position before a piece of white paper taped to a wall.
With a light shining at the infant, a shadow would be cast on the wall
which she then traced onto the paper. The paper was marked with a
grid so that the degree of vertical, the angle of the baby's neck, and the
relative roundness of the back could be plotted.
Here was a quite graphic visual display of the infant's gradual progress to a head-steady, upright position. We still have not standardized
this on enough infants to know what we should expect week by week,
and we still have to consult with the physiotherapists and the physicians in order to know what exercises to prescribe when we think we
are not getting a good trend line of progress.
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We are on the threshold in our
This is as it should be, perhaps: We are after all on the threshold in
work with infants in many ways. our work with infants in many ways. It is nearly unheard of among
most lay audiences that an educator would even think of working with
an infant. One day our sequences will tell us what to do next, especially
in the case of a severely handicapped child who needs help—without
quite so many trips to the phone or across the street to the Clinical
Training Unit people. (Of course, we will always need to interact, to
some degree. We cannot hope to have the expertise of 11 different
disciplines under one hat.)
THE PHYSICIAN'S ROLE

As noted, the primary care physician should see the severely handicapped child more often than the usual once monthly pediatric
The physician should assume the schedule demands. The physician should assume the primary responsiprimary responsibility for bility for identifying children at risk during the first weeks of life, for
identifying children at risk during steering the family immediately to developmental-facilitating resources
the first weeks of life, in the community, and for monitoring the child's progress in a week by
steering the family to resources, week fashion for as long as close surveillance is indicated.
and monitoring the child's progress. Since a few severely handicapping conditions do not show up
immediately even with highly sophisticated screening (e.g., hearing is an
Since a few handicapping conditions especially difficult matter to screen, partially owing to the problems
do not show up immediately, presented by severe but selective hearing loss), physicians should conphysicians should conduct repeated duct repeated screenings during the early years, even of those children
screenings during the early years. who are not apparently at developmental risk in the first weeks.
THE EDUCATOR'S ROLE

• The educator will soon become, in all probability, the person with
the primary legal responsibility to facilitate development in the infant;
with the passage of Public Law 94-142, provision was made for the
handicapped child down to the age of 3 years. Burton White and many
others have already begun to protest that this age is far too late for
most developmentally delayed youngsters:
At three years, the developmental fate of the child is already
largely sealed. You can't turn around a child who is handicapped to any great extent after that time; in fact, the main
groundwork for development is laid in the first two years of
life. (Television broadcast, ABC-TV, January 5, 1976.)

The educator's role is likely to This means that the educator's role is extremely likely to expand,
expand, broaden, and become broaden, and become infinitely more demanding in the next decade.
infinitely more demanding in the Looking back at the past 10 years, one can see an unmistakable trend
next decade, line: In 1965, it was recognized that for many children, age 6 for
beginning school was too late, thus evolved Project Head Start. In 1968,
there was the emphasis on the 0 to 3 group.
Before anything else, the educator
In intervention programs, the educator's role or that of any other
should facilitate the parent's developmental specialist in the child's early life should be primarily that
active involvement, of facilitator. Before anything else, it is the parent's active involvement
as the primary program manager that should be facilitated. There is a
remarkable tendency for the parent in the early stages of an infant
program to model his/her behavior very closely on that of the educator.
If the educator pulls the infant to sitting in the course of an examination or talks to the infant, the parent almost invariably will pull the
infant to sitting during the next interactions—and will talk to the infant
if talking has been modeled, using the identical words used by the
educator.
This indicates two things: First, the parent is unsure of the proper
way to handle the baby, particularly a handicapped baby. Second, this
uncertainty and a desire to do well for the child combine to produce a
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great dependency on the only model of good performance in sightnamely, the educator. This dependency is useful in the early stages of
the infant program, since it fosters excellent skill acquisition. Like the
baby, however, the dependent parent must eventually be weaned; the
educator's role is to transfer responsibility for the program's management to the parent so that eventually the educator is used primarily as a
resource to help the parent identify new behavioral goals or to supply
strategies.
• When an educator looks at a severely handicapped infant with a view
to planning remedial interventions, his or her only certainty is this:
There are no easy answers or solutions, no perfect remedial programs. If
the search for the perfect assessment instrument has been frustrating
and has produced no single instrument that pleases everyone or serves
everyone's purposes, the frustration is all the more acute in the search
for predictable, foolproof interventions.
That there is frustration should be no surprise, however. Intervention
is so explicitly related to assessment that imperfections tend to be
infectious between the two. Meier (1975) stated the interdependence
very well: A screening or assessment procedure, according to Meier,
should lead to identification of children so accurate that "description
of their problems is sufficient for institution of remediation and/or
prevention" (p. 663). Further, Meier noted that "when a satisfactory,
comprehensive, developmental screening system has been field tested
and thoroughly debugged, it will be useful only if it plugs into practical
intervention programs" (p. 644, italics added).
As was noted earlier, the perfect assessment instrument should so
clearly pinpoint and define a child's requirement for remediation that it
virtually spells out the contents of a remedial program. The assessment
instrument would not merely predict what a child's abilities will be at
some undesignated future time, but would also tell the interventionist
what must be done right now to improve the child's functioning.
Educators' inability to give definitive answers to many questions
comes not only from their lack of a perfect assessment instrument,
however. There is also this to consider: We are all so new at caring for
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We are all so new at caring
for severely handicapped children,
that it is small wonder we are
still searching for answers.
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severely handicapped children in places other than hospitals or institutions and are still such beginners in the effort to provide meaningful
interventions with infants, that it is small wonder we are still searching
for answers. Lambie, Bond, and Weikart (1975) remind us that "only
five years ago when infant education was first proposed as a serious
project, the frequent response was 'What would you ever do with an
infant?' " (p. 271). Indeed, in 1976 that question is still heard, and in
some respects it is not the naive question it first appears to be.
When educators talk about infant intervention programs, they do not
mean those essentially "compensatory" programs in which a baby from
a culturally disadvantaged environment is bombarded with "enrichment" stimuli. Nor do they mean those infant programs that are merely
extensions downward of day care programs offering primarily custodial
Infant intervention programs or babysitting services. Rather, they are talking about programs that are
are those seeking to remediate conceptually far more complex and ambitious as they seek to
prenatal, perinatal, and postnatal remediate—or help the infant to overcome the effects of—insults far
assaults on the central nervous more sweeping than mere cultural deficit: prenatal, perinatal, and postsystem. natal assaults on the central nervous system.
In discussing this complex topic for which there are no simple
answers, it might be useful to invoke one of the oldest writing conventions: to sort out the issues and problems by asking and offering
answers to the basic journalistic questions—the why, when, where, who,
and what of intervention. This seemingly simplistic tactic may focus
this discussion on some rather important issues that might otherwise
elude us. Some questions are easier to answer than others. What are
offered below are by no means the " o n l y " answers; they are merely my
own view of remedial intervention with severely handicapped infants.
WHY INTERVENE?

D This is the question that one might almost choose not to answer, on
grounds that it is unnecessary. Educators accept the legal mandate to
provide education for all children. They accept the humanitarian and
ethical view that one is obliged to intervene—that to fail to intervene is
the unethical course. But aside from these fairly obvious philosophical
issues and answers, there are some legitimate practical considerations
associated with the basic why question, and they deserve answers.
Educators know that they do not have a perfect assessment instrument
on which to base the perfect intervention. They also know that they do
not yet have a complete sequence of expected infant behaviors on
which to build the curriculum for intervention. Therefore, might not
more harm than good be done by intervening with less than perfect
instruments?
Waiting for the acid tests that
Waiting for the acid tests that "prove" that interventions have been
"prove" that interventions have appropriate, waiting for the results of longitudinal studies, or waiting
been appropriate is an error of for someone to develop perfect instruments—these are errors of exextreme caution, treme caution that would be, in my view, altogether counterproductive.
I think educators need to take risks, to work with instruments that they
know to be incomplete yet useful, to utilize whatever resources are
available—in short, to do the work before the answers are in.
It is better to do something than
I propose as a general rule that it is better to do something than to
to do nothing-if only to draw do nothing, if for no other reason than the following: The parents of
parents into remediation efforts. severely handicapped infants must be drawn into the care, the education, and the remediation early. It will be virtually impossible to expect
intelligent participation on the part of parents if everyone else in the
picture chooses to "do nothing."
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• It is not enough merely to assert that the earlier the intervention,
the better it will be. Educators tend to accept that view almost as a
matter of blind faith; that is, if the results of intervening when a child is
1 year old are good, the results of intervening when he is a newborn are
bound to be better.
I am not so sure that there are definitive facts to support that argument. Further, many critical questions have been raised about optimal
timing of intervention. To give merely one example, some writers ask
whether certain visual discrimination tasks might not be accomplished
faster and with less stress if one waited for children's fully developed
visual acuity—in other words, "don't hurry the intervention." Rynders
and Horrobin (1975), in another example, wonder whether the daily
tutoring of very young Down's syndrome children will lead to "too
early plateauing" among these children (p. 174).
But as noted above, intervention programs have increasingly in the
last decade been aimed at younger and younger children: The effort to
modify the (postnatal) environment in order to make it more responsive
to the needs of at risk children has extended into the newborn and
premature nurseries, for instance, in the extraordinary interventions of
investigators like Barnard (1973), Scarr-Salapatek and Williams (1972),
and others. White has pointed out that the compensatory early programs have also aimed increasingly downward: from 4 years to 3 in the
first shift and then, in 1968, to include children in the 0 to 3 years
range. It is hard not to agree with Bruner (1970), who stated,

WHEN TO INTERVENE?

Many critical questions have been
raised about optimal timing of
intervention.

Intervention programs have
increasingly in the last decade
been aimed at younger and younger
children.

We are at a stage now where we believe that it is necessary to
intervene publicly in the early years of life where necessary,
and / think now it would be fair to say that the early years of
life begin at birth, (p. 109, italics added)
I take the view—arbitrary as it may be—that there are critical reasons
for beginning an intervention as early as possible.
The first of the reasons for intervening early is one I have mentioned
already in another context: Apart from the benefits to the child, there
are important benefits to be reaped by the child's care givers who need
to be drawn into this picture early. Parents or other care givers need the
time to adjust to their child's handicapping conditions (see, for instance, Fraiberg, 1975; Neilsen, Collings, Meisel, Lowry, Engh, &
Johnson, 1975) and to come to grips with their own needs. They must Early intervention gives parents
begin to develop their own confidence; if they do not have the con- the needed time to adjust to
fidence to establish a nurturing relationship with their child early, they their child's handicap.
may withdraw from an overbearing and frightening situation. That is
one reason for supporting the earliest possible intervention.
But there is another reason, and it is spelled out quite compellingly
in a recent article by Dobbing (1975), an English specialist in brain
development. According to Dobbing, there are
periods of special vulnerability during brain growth which
represent once-only opportunities to grow the brain
well; . . . . if the opportunities are missed or conditions poor
at these times, there will be lasting, irretrievable deficit and
distortion of the adult brain, (p. 3)
Dobbing's research with rats has clearly borne out this contention.
While the dangers of extrapolating from animal research to humans is
recognized, the research reported is particularly important because, as
Dobbing stated, "There is no great difference between mammalian

28
hey, don't forget about me!

species in the pattern of brain development" (p. 9).
The special period of vulnerability studied by Dobbing is the particular growth spurt that occurs when the glial cells multiply and make
myelin, when the most rapid phase of myelination occurs, and when
the arborization of the nerve cells occurs, thus establishing the brain's
electric circuits through the dendritic connections. In other words, this
is a period when a lot is happening. In rats, this period occurs after
birth, during the suckling phase. In Dobbing's study, growth restrictions
imposed on the. rats during this period, through undernourishment of
their lactating mothers, produced irreversible deficits in the brain and in
total growth, as well as structural and functional distortions in growth.
Deficits were found in the cerebellum (the part of the brain that plays
an important role in motor coordination) and in synaptic connections.
There were biochemical distortions and permanent alterations of behavior. The effects of undernourishment during other, noncritical periods
were reversible.
Through post mortem studies of brains from fetuses and dead children, Dobbing and his colleagues have been able to pinpoint the period
of such special vulnerability in humans, and this information runs contrary to older ideas about brain growth.

Research indicates that most of
the human brain growth spurt is
postnatal.

It has been clearly shown that although the human brain
growth spurt begins in fetal life, about the middle of gestation, it continues at least until the second birthday and probably beyond . . . .The recent finding that the human brain
growth spurt occupies a long period of development, and that
most of it is postnatal, has practical implications. It is during
this period that good brain growth should be actively promoted by ensuring good environmental conditions during its
only opportunity to grow properly, (p. 9)
These findings are consistent with what Mason (1970) has described
as deprivation effects in which, without appropriate input, there are
structural and biochemical changes in growth, "not merely developmental arrest but also functional disintegration of established systems"
(p. 36). For instance, withholding visual stimulation leads to permanent
impairment of the retina, "cellular changes in the visual fields of the
central nervous system," and so on (p. 35). Finally, the Dobbing findings and their implied message about the importance of intervention
during critical developmental phases in the first 2 years would seem to
mesh with the known importance to language development of intervention in the child's second year (Schaefer, 1970).

WHERE TO INTERVENE?
Intervention should occur wherever
the nurturing environment exists.
Most investigators call for any one
of several combinations of home
and center programs.

• At one level, the answer to this basic question is simple: Intervention should occur wherever the nurturing environment exists. There are
few hard and fast findings favoring either a home based or center based
program. Most investigators, and I am among them, call for any one of
several permutations or combinations of the two. There have been reported rather imaginative programs designed to supplement a basic
home program or delivery systems designed to compensate for difficulties in population distribution. Such alternatives as itinerant
teachers, respite care, day care activities, and a mobile unit are suggested by Rynders and Horrobin (p. 185). The mobile unit concept is
timely indeed. In a Seattle newspaper on January 7, 1976, there is an
article describing the use of two mobile classrooms to reach children in
Washington's migrant labor camps who have " 'fallen through the
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cracks' of education because their families are on the move" (Wright,
1976, p. A4).
But at another level, the administrative rather than the physical
"where," the answer is also simple and allows little room for disagreement. Legislative and judicial mandates regarding education for all have
unmistakably placed responsibility for eventual if not present management of infant programs on the public schools. This represents a philosophical as well as physical shift in emphasis and place of responsibility.
This change is still in process here but has already been accomplished
elsewhere. For instance, in England, administrative responsibility for
handicapped children was recently transferred from the health services
to the education branch of the government. I feel that the public
schools are the logical place to begin serving children who will very
likely need lifelong comprehensive care; the public schools are the community resource that can best coordinate that care.
• This critical question can at least partially be answered by what I
have just said. If the schools are the obvious places to run infant programs, it stands to reason that educators are going to be part of the
intervention. It is also important to note here that educators are in fact
the only professionals who are required by law to concern themselves
with interventions with severely handicapped children. But they will be
only a part of the intervention—it is important to reiterate that. Without exception, every writer who addresses the issue of intervention with
infants cites the parents as interveners, often the primary interveners.
Writers disagree somewhat on the particular role of the parent, and the
amount or special quality of activity are matters of legitimate disagreement. Yet the agreement on the importance of the parents as change
agents, interveners, remediators, participants—or whatever term one
chooses to use—is so striking that one must remember that this receptivity to parents has not always existed. What AS truly incomprehensible is
how long it took professionals to appreciate the critical importance of
parents' contributions.
But educators and parents are not the whole story, either. Most of
the writers who discuss intervention with infants pay homage at least to
the concept of the interdisciplinary team: Here again, names and particular roles cover the whole gamut. (For instance, one group of writers
calls such a team approach the "trans-disciplinary model" (Neilsen et
al., 1975). The point I want to stress is that educators are now coming
out of their narrow professional homes and are finding it mutually
beneficial to share responsibility with specialists from other disciplines:
pediatricians, developmental specialists, and so on.
As it works in our Infant Program at the University of Washington,
parents are in fact the remediators. We find that the pediatrician can
assess the infant's performance and can contribute special expertise to
diagnoses; the developmental specialist in our program acts as a facilitator. But it is definitely the parents, primarily mothers in this case, who
do the actual work of remediation. As indicated earlier, we have found
that parents use the developmental therapist as a model. Even behaviors
about which the therapists have said nothing are copied by parents—the
way a baby is picked up, the way a baby is examined or dressed.
Consider the "logic" of this situation: Routine well-baby pediatric
care is usually provided once a month. When one realizes the numbers
of changes occurring in an infant's development during the course of
that month it seems absurd to restrict examinations and prescriptions

The public schools are the logical
place to begin serving children who
will very likely need lifelong care.
WHO

SHOULD

INTERVENE?

Educators are the only professionals
who are required by law to concern
themselves with interventions with
the severely handicapped.

It is incomprehensible how long
it took professionals to appreciate
the critical importance of parents'
contributions.

Professionals are now coming out of
their parochial homes and finding
it beneficial to share with other
specialists.
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An on the spot observer/intervener
is needed to monitor changes and
respond to them immediately.

Training parents to observe and
intervene increases the likelihood
that the response will be timely
and nurturing.

A parent who is immediately
responsive to the infant's needs,
but who lets the infant try tasks
for himself first is likely to produce
a healthy child.

to such gross intervals. Clearly, one needs another observer/intervener
on the spot—someone to monitor systematically and directly the daily
or even more frequent changes that tell about an infant's functioning
and to respond to those changes instantly. With parents trained as
observers, the importance of their responses is increased. By training
parents, by using their observations, and by enabling them to intervene,
educators have established a dynamic process for assessment and intervention. This process is responsive to the infant's changing needs and
therefore increases the likelihood that the response will be timely and
nurturing.
At present educators proceed on the principle that the normal, nurturing responses of the caretaking environment (those during feeding,
bathing, etc.), and particularly the natural interactions of the infant and
its parent (or other primary care giver) are most likely to foster development. White and his colleagues (1973) have studied the successful
caretaking patterns of parents who seem to be doing an optimum job.
Their conclusion was that a parent who is, in the first 8 to 9 months of
life, immediately responsive to the infant's needs, but who lets the
infant try tasks for himself before assistance is provided is likely to
produce a healthy, optimally developing child. This is an oversimplification of White's research and does not give a clear picture of parenting in
detail. However, it is rich in implications for every facet of the child's
life. White and his colleages provided other parameters:
1. Offer the child relative freedom to explore, to find answers to problems, to become excited by what he experiences.
2. Provide help when the child needs it—above all make sure that the
child learns to use the adult as a resource, since this seems to characterize the truly successful child more than any other single variable.
3. Offer the child opportunities to give and receive affection, and to
express annoyance.
In order to arrive at these requisites of good development, White and
his colleagues studied over 1,000 6 year olds using the (animal behavior) ethologists' approach (e.g., Lorenz and Tinbergen). They arrived at
a thorough description of the behavior of healthy, well developed 6
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year old humans. Then they worked backward to the infant stages and
attempted to evolve a notion of what caused the healthy development
that resulted.
There are two problems with what is otherwise a great achievement
in White's work. One is that he assumes the second year is far more
critical than the first, because developmental differences "do not turn
up in any but a pathological 1% of the cases" before the second year of
life, using standard developmental tests. It remains to be proved that
the tests are not what produce this picture. The very young child—
before the second year of life—is beginning to present a more complex
picture as professionals evolve more sensitive ways to look at him.
The other problem concerns the second, and perhaps even more
serious matter of "wastebasketing" the 1% (who in fact are more likely
to be 3% to 5%) and concentrating all attention on the merely mildly or
moderately handicapped. White merely dismissed the severely handicapped. Such an ecology of professional effort seems to be unbalanced,
at least to one biased in favor of the severely handicapped children who
most need help. But White's considerable influence in stressing the
critical significance of the first 3 years of life has been valuable.
To summarize, a good remediation system is administered by a wide
range of interested individuals in a child's environment, but particularly
should involve the advice and participation of the primary care physician, parent, and educator or other developmental therapist (nurse practitioner, etc.), whoever happens to fill the development facilitator role
in that particular child's life, given the staffing patterns in developmental care delivery within his or her community.
• These aspects of what I consider to be an appropriate intervention
should now be obvious:
First, what is programed in an intervention will depend on what has
been found in assessing an infant's functioning within the context of a
sequence of expected (or expectable) behaviors. If an infant does not
know how to swallow, educators should intervene by helping that infant to develop the prerequisite motor skills for swallowing. Further, as
stated in another paper concerning infant programs (Haring, Hayden, &
Beck, 1975) eliciting respondent behaviors, for instance such behaviors
as the rooting or Mora reflexes, can also serve as an intervention
strategy for infants whose problems involve asymmetry of response,
incomplete response, or decreased muscle tone.
Second, it should also be clear that the intervention should break the
skills to be learned into fine enough slices or components to enable the
infant to master these at optimal rates and in sequence. As a corollary
to that, it is obvious that the intervention must build in a quantified
measurement system so that all program decisions are based on direct
and daily measures of this performance. In that sense, then, the intervention should continue to be concerned with both assessment and
programing, the two interactive elements of an ongoing remediation.
Third, the major thrust of any intervention should be to increase
those responses that yield information about the child's level of functioning and that promote opportunities for nurturing response by the
adult. Basically, educators need to increase the rate of occurrence of
responses that increase information about the infant; they need these
data not only to inform their own responses but also to enable them to
structure and arrange the infant's environment to maximize opportunities for promoting growth.

WHAT IS THE INTERVENTION?

Eliciting respondent behaviors
can serve as an intervention
strategy for certain infants.

Intervention should continue
to be concerned with both
assessment and programing.
The major thrust of any
intervention should be to
increase those responses that
yield information about the child's
level of functioning.
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Fourth, although the perfect assessment/intervention system is still
Educators cannot afford to wait in the future, I have already said educators cannot afford to sit back
for the perfect assessment and and wait for it to be discovered. There is no need to wait, in any case:
intervention to be discovered, there are already some important beginnings, such as those predictive
measures whose validity and reliability have been given a fair test (e.g.,
Rosenblith, 1975).
Lipsitt (1975) has also done some extraordinary studies that yield
important information. Lipsitt used sensory stimulation (in this case,
taste) not only to induce responses that could measure infant receptivity and functioning but also as a means to "alter basic congenital
responsivity." Lipsitt has "explored the earliest contributions of the
environment to the newborn's response repertoire" (p. 67). He has
found that there is not only a quantitative difference in the infant's

sucking response to different taste sensations, but also that the quality
of response changes markedly. Infants, according to Lipsitt, appear to
"savor" sweetened fluids (p. 69).
Lipsitt also commented on an equally if not more important finding
of his studies: the "obvious indication of an experiential effect."
When newborns have experience in sucking for sucrose, an
immediately subsequent experience with water 'turns them
o f f . ' . . . there is the strong suggestion that memorial processes are already working during the newborn period, such
that there is a lasting impression made. . .of the experiences
endured. These are the beginnings of learning processes, (pp.
69-70)
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• The steps in the instructional process shown in Figure 2 illustrate
the " h o w " of intervention at the Experimental Education U n i t (EEU)
Infant Programs.

Figure 2.

HOW DOES INTERVENTION
WORK?

Steps in the instructional process of infant programs.

• Those of us at the Experimental Education U n i t consider Seattle to
be a fairly progressive area f o r programs f o r the handicapped (even the
severely handicapped). Y e t Seattle was recently the setting f o r a highly
contemporary horror story. In early January 1976 an infant was born
to an indigent unwed mother whose attending physician has been a
prime mover in the home delivery fad n o w gaining ground across the

CONCLUDING COMMENTS
Seattle, Washington, a fairly
progressive area, was recently
the setting for a contemporary
horror story.
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country. This physician offered the mother a pleasant delivery at home,
at a fee of $35. Unfortunately, the birth was a breech presentation.
(Could the physician have anticipated this? Probably.) And the delivery
was rather traumatic for the infant.
Because of perinatal anoxia the child is now unable to swallow, has
few of the normal newborn reflexes, is suspected to be substantially
brain damaged, and is being fed with a tube; and the mother is planning to leave her consort, the baby's father, because she cannot face
raising the child. The father, an exalcoholic, plans to raise the baby but
has given thought to strangling it; he was restrained by "vibrations"
from his daughter when he questioned her about her will to live, despite
her handicap. The father knew nothing about possible programing for
the child. The couple was given no prenatal advice about the possibility
of complications at delivery. They could barely persuade the physician
to accompany them to the hospital he directed them to drive to (no
ambulance suggested) when he realized that the baby was in distress.
Weeks later the father had yet to be informed by doctors at Children's Orthopedic Hospital about the possibility of a thorough work-up
at the Child Development and Mental Retardation Center, which
routinely does such work-ups and offers comprehensive programing for
the handicapped. Yet that Center is a mere two miles away from the
Children's Orthopedic Hospital where the child was admitted, and Children's Orthopedic Hospital is directly affiliated with the Child Development and Mental Retardation Center. Apparently, at this writing there
have been no attempts to counsel the father and no exploration of the
parents' fitness to bring up a handicapped child.
So much for service delivery in our model metropolis; so much for
what we all thought we had accomplished and could take for granted in
We have a long road to travel, medicine, pediatrics, maternal and child health, child protective sereven to get to where we thought vices, and education. We have a long road to travel, even to get to where
we were, we thought we were.
I have been given substantial assistance in developing, writing, and editing this
manuscript by Gael D. McGinness and Connie G. Pious.
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the role
of
the
parent

ruth christ sullivan

Key Ideas
•

Programs for children with severe
communication and behavior
disorders reflect new thrusts of a
strong educational base with the
primary interveners being teachers
and the main technique being
behavior
modification.

•

Many facilities still do not want
parental involvement in a
cotherapist role or in any part
of the program serving autistic
children.

•

Not only are teacher training
materials on children's mental
illnesses often erroneous, but
they also do untold amounts of
harm by placing blame on parents,
especially mothers.

•

Although parents have an intimate knowledge of their child's
needs, it is usually professionals
who determine programs and
priorities for the severely handicapped.

the role of the parent

• For those of us with a child who is severely, multiply, and pro- CURRENT REALITIES AND
foundly handicapped, I suppose the first and hardest thing to accept is REALIZATIONS
that the problem is severe, unrelenting, and lifelong. Some parents
recognize and accept this awesome fact sooner than others, but until The first and hardest thing to
this realization comes they cannot make the necessary preparation for accept is that the problem is severe,
total war.
unrelenting, and lifelong.
And at this time in history, total war it is! The child's handicap also
affects the entire family—severely, multiply, and profoundly. In a real
sense it has laid siege to the household—mostly, of course, to the
parents, often especially to the mother.
At the beginning, most parents' armamentarium is pitifully devoid of
the needed war materiel—information about the condition, "how t o "
advice, warmth and support, and wise counsel from those who survived
a similar siege. Slowly, these parents begin to gather their own ammunition, all too often with little or no outside help and at tremendous
psychological, physical, and financial cost.
Then comes the second realization—that not only do they have a The second realization is that there
severely handicapped child, but also there are few, if any, services for are few, if any, services for the
him, appropriate or otherwise. Most community services, even those for child.
the handicapped, do not have suitable programs for this special child's
needs, and few seem to know what to do—or really care.
Shortly afterwards comes the third realization—that unless the Shortly comes the third realization—
service delivery system changes, most of these children will never get that unless the system changes, most
what they need and the terrible spectre of lifetime institutionalization, of these children will never get
usually beginning in early adulthood, begins to haunt. Some parents, what they need.
feeling utterly helpless and exhausted in trying to battle the system,
despair and give up their children to the total care of the state.
But a growing number of parents come to yet a fourth realization— A growing number of parents come
that the system is changeable, that they and their children have a basic to yet a fourth realization-that
right to demand a response, that many within the system itself are the system is changeable.
becoming their allies, and that by banding together with others this new
parent power can crumble walls which only a few years ago were considered impregnable.
Perhaps in a few years parents of severely handicapped children will
need to go through only the first realization—that they have a profoundly handicapped child. If diagnostic services are plentiful, accessible, and sophisticated, parents will not have to spend precious years of
their and their child's lives trying to find out what is wrong. And if
appropriate ameliorative services are immediately at hand, then parents
need not go through the painful and expensive search. And if all these
are available, then the parents' future role will be more "watchdogging"
than changing the service system. Until that time, however, parents will
have to learn to deal with inadequacies, ignorance, apathy, disinterest,
lack of funds, bureaucracy, and occasionally even hostility.
• In order to get some idea about what parents of the future will want ONE SPECIAL GROUP-THE
and need, let us take a look at the current picture for one special low AUTISTIC
incidence group among the "hard core" handicapped—those called
autistic.
The following discussion of service trends for autistic children is
based on information collected in 1973 by the Information and Referral Service of the National Society for Autistic Children (NSAC) in
preparation of U.S. Facilities and Programs for Children with Severe
Mental Illnesses: A Directory. The survey covered 456 facilities and
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programs across the nation. As far as we in NSAC know, the data for
this discussion are the first to be based on a comprehensive national
survey designed to get not only general data about services but also
answers to specific questions often asked by parents.
Although this survey was based on the needs and services of
"severely mentally i l l " children, the analysis of this data can help to
reflect similar trends and needs of other individuals with severe developmental disabilities. The survey findings were:

The handicaps of the autistic are
now seen as primarily brain dysfunctions for which there is yet no
known cause or cure.

Until the miracle of a cure,
education will continue to be
the primary "therapy."

Programs for autistic and other
severely handicapped children are
still in their youth.

Behavior modification is apparently
an important part of these new
programs.

New programs have a strong education base in that the main "interveners" are teachers and the major technique is behavior modification.
This is by far the most sharply defined and important trend confirmed
by our data. It reflects a new attitude toward children with autism or
"severe mental illness." Even the psychologically based labels are
rapidly being discarded and replaced by neurologically based terms such
as "developmental disability," "communication disorder," "behavior
disorder," "perceptual dysfunction," or "disorder of information processing." Although originally believed to be environmentally caused
psychogenic conditions and therefore amenable to psychiatricpsychological therapy, these handicaps are now seen as primarily brain
dysfunctions for which there is yet no known cause or cure.
This finding also reflects the attitude that all handicapped are educable, an attitude only recently coming into its own with new "zero
reject" educational policies and new federal laws (e.g.. Education for
All Handicapped Children Act, Public Law 94-142) which will no
longer tolerate exclusion of handicapped children from the public
schools.
For a long time parents of autistic children have known, empirically,
that appropriate education is more useful to their children than play
therapy or psychoanalysis. And like parents of the other severely handicapped children, once organized, they demand laws that mandate suitable education, not psychotherapy, which has received low marks in the
stern test of practical results. It is estimated that there is no known cure
for 85% of all handicapping conditions. Until that miracle comes, it is
likely that—as in autism—education will continue to be the primary
"therapy."
A large number of programs (174 of 456, or 41%) have been initiated
only very recently (1968 to 1973) and most (266 of 456, or 63%) were
begun between 1963 and 1973. These statistics reflect the youth of
programs which admit the severely handicapped child. The directors of
programs primarily for "severely mentally i l l " are either the founders
and/or organizers of the programs or are the first directors. Most of
these programs have a small enrollment; only a few have as many as 30
or 40 students. To my knowledge, only two programs are housed in
buildings constructed especially for this group of children. Most new
programs begin in borrowed, begged, or rented space—often in school
or church basements.
Most of those newly listed are not truly programs for autistic or
autisticlike children. They are programs already in existence for other
handicaps and have just opened their doors to these more severely
handicapped individuals.
Behavior modification is listed as at
a/most all new programs begun between
larly true of programs which have a
autisticlike children. Since behavior

least part of the curriculum in
1968 and 1973. This is particuhigh percentage of autistic and
modification is apparently an
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important part of these programs, there is indication that training for
work in this field should include experience in this technique. This will
be further discussed later under the section "Needs As Parents See
Them."
Few programs (less than 5% of the 500 listed) are primarily for the
"severely mentally ill" child. Only 58% of the programs admit "autism"
as a policy and those that do often display their bare tolerance of
autisticlike behavior by such restrictions as "no more than 10% autistic
allowed" or "must be toilet trained, verbal, self feeding, self dressing,
etc." The severely, multiply, and profoundly handicapped are still a
long way from universal acceptance into programs.
There are a significant number of mental hospitals (both public and
private}, even some with children's and adolescents' units, which will
not admit "severely mentally ill" children. We found several states
where not one facility will take an autistic child as a matter of policy.
This severe exclusion is probably more common for autism than for any
other handicapping condition.
The high tuition costs at private facilities, especially residential, are
beyond the means of most families. One facility costs $29,000 per year.
Another (one of the few residential programs in the country specifically
for late teenage, young adult autistic persons) costs $26,000 per year.
The average annual tuition costs at a private residential facility is
approximately $12,000. This is only an educated guess, based on data
from our survey.
Even care in public facilities is almost never without cost to parents,
unless the family is indigent, in which case the child often becomes the
ward of the state and the family has even less control over his care.
When sliding scale charges are made, families must submit a financial
statement. Health insurance policies seldom cover nonmedical residential care. (One parent recently complained bitterly, " I f my child were a
criminal, he'd get free care.")
There is a sudden drop in the number of programs, both day and
residential, for children, especially girls, after puberty.
Programs for adults are so rare as to be practically nonexistent.

The severely handicapped are still
a long way from universal acceptance into programs.

Severe exclusion is probably more
common for autism than for
any other handicapping condition.

The average annual tuition at a
private residential facility is
approximately $12,000.
Even care in public facilities is
almost never without cost to
parents.
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Many

Many programs restrict parents
to certain areas and generally
discourage parental involvement.

facilities

do not want or encourage parent involvement in the

operation of the program. Of the programs surveyed, 15% said parents
are restricted to certain areas. Some residential programs will not allow
parents in their children's eating or sleeping quarters. Some facilities
allow parents to see their children only in a reception room. One day
facility reported, "No parents allowed on premises without permission," and a few others reflected that attitude. Some facilities will
not allow parents to speak directly to their child's teacher or therapist;
parents must speak to an assigned social worker. Finally, quite a few
residential facilities would not allow parents to visit for a specified time
after admission—mostly between 6 weeks and 6 months, but one said 1
year.
Eight facilities report using electroconvulsive therapy on children.

Four

of these are in state mental hospitals; four are private facilities. They
are located in Connecticut, New York, New Jersey (2), Maryland, Pennsylvania, Illinois, and Texas.
Most states do not have accreditation
standards for programs for the
severely handicapped.

Most states require only fire marshall approval and do not have accreditation standards or a licensing agency. It seems there is no comfortable

NEEDS AS PARENTS SEE THEM

• Many professionals and parents of the severely handicapped see eye
to eye on what the children need. Schopler (1971) showed that parents
often perceive their children's needs at least as well as professionals do.
However, with few exceptions programs for the severely handicapped
are designed for the children's needs as determined by professionals.
To my knowledge, there has never been a large scale study to find
out what these parents need. Although there are a few respite care
programs around the country, designed to relieve parents (and in some
cases, foster parents) for short periods of time, the needs of parents
have generally been neglected by the service community.
Some of the needs and recommendations discussed in the following
sections will overlap; some are already being addressed in varying
degrees in different parts of the country. Some are listed with primarily
the parent in mind; most concern the child, of all ages. The discussion
falls roughly into four categories: education, research, community
services, and what parents want for themselves.

Parents often perceive their children's
needs at least as well as professionals
do.

The needs of parents have generally
been neglected by the service
community.

EDUCATION NEEDS
Mandatory education laws need to
be constantly monitored to make
sure some handicaps cannot be
excluded.

niche for these facilities. This is one area which will need careful evaluation. Programs for the retarded seem to have progressed far beyond this
stage.
These were our major findings. Although the autistic and autisticlike
are rare in the population (4:10,000), almost 100% of them fit into the
category of severely, multiply, and profoundly handicapped. They are
among the most difficult of the handicapped to plan services for. Typically, they are the last to be included and the first to be excluded.
Perhaps the state of services for the severely handicapped can be gauged
by what is happening for those called autistic.

D In the area of education, parents see several needs. First, mandatory
education laws for the handicapped need to be constantly monitored to
make sure some handicaps cannot be excluded. Since it has been
demonstrated that not only do the severely handicapped benefit from
education, but also that education is often a major weapon in combatting their handicap, school systems must no longer be allowed to exclude them with impunity.
The second concern is that emphasis should be placed on appropriate
educational services. Teachers should have training and experience in
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working with the severely handicapped, particularly the handicapped to
whom they are assigned. It is important that children with low incidence handicaps have specially trained teachers. For instance, a deaf or
an autistic child must have a teacher who has had more "training" than
merely a lecture and a tour of a center in which there were deaf or
autistic children. Too often a special education degree represents experience with only mental retardation. Recently it has become common
to include courses in other areas, such as learning disabilities, emotional
disturbances, cerebral palsy, and epilepsy. Only a handful of universities
and colleges give students actual experience with autistic children, and
no academic degree is yet available in autism or severe communication
and behavior disorders.
Appropriate educational services also include suitable class size and
teacher-pupil ratio and appropriate age range. Class scheduling must be
reasonable—some severely handicapped are currently allowed in school
only 3 days a week for 1/2 day. Travel time must also be reasonable, not
1 or 2 hours a day on the bus. Some states limit travel time to 30
minutes one way. "Appropriate" also means the least restrictive environment, with prudent mainstreaming.
A third educational need is appropriate training for teachers and
other personnel, including courses in special education for regular classroom teachers. If necessary, a crash program to disseminate teaching
techniques for severely handicapped children must be established.
There are very few places teachers can now go for an intensive course in
working with the various severe handicaps. For autism these are the
Judevine Center in St. Louis and Benhaven in New Haven, Connecticut.
Other centers offer seminars and workshops, but no actual experience
with the children.
A fourth need is for an update of the information in teaching materials. Since considerable negative attitudes toward parents were revealed
in our survey, we feel it is imperative that erroneous information about
parents is eliminated. This is especially true of the behavior disorders
where, until recently, parents (especially mothers) were almost universally blamed for their child's etiology. No parents have been more
maligned by professionals than those of autistic children. The following
is an example from a text currently in use in some university speech
and hearing departments:

Teachers should have training and
experience in working with the
severely handicapped to whom
they are assigned.

If necessary, a crash program to
disseminate teaching techniques
for severely handicapped children
must be established.

It is imperative that erroneous
information about parents be
eliminated from teaching materials.

Family life is usually of a cold, formal type and the child has
received very little fondling, cuddling, or warm and genuine
expressions of parental affection. The mother's behavior is
mechanical and does not convey love. When a child with
early autism is brought to the clinic, his parents readily volunteer the opinion that he is severely retarded and should
therefore "be put away." (Vetter, 1969, p. 81)
Fifth, parents feel teachers must be trained to deal with children who
cannot toilet, feed, or dress themselves. Children lacking these three
skills were found in the survey to be the most difficult for personnel to
handle. Therefore, they were the ones who were most often excluded.
Sixth, there is a need to include course work and experience with the
severely handicapped in the curriculum for students in professional
schools. This is especially true for medical schools, but also other fields
such as nursing, social work, physical education, and psychology.

Teachers must be trained to deal
with children who cannot toilet,
feed, or dress themselves.
There is a need to include course
work and experience with the
severely handicapped in the
curriculum for students in
pro fessional schools.
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RESEARCH NEEDS

Biophysical research is the only
hope that one day there will
be cures for our children.

Research into more effective
teaching practices is imperative if
legislative mandates are to accomplish what they intend.

COMMUNITY SERVICES NEEDS

For those who will need an
institutional environment, appropriate, warm, humane, and creative
programs should be established.
Parents and professionals must be
truly cooperators with equally
important roles to play.

Community education is needed
especially for service personnel who
may come in contact with the
severely handicapped.

• Parents look to researchers in the biophysical sciences for answers to
the causes of handicapping conditions. Parents' contributions can include lobbying for more research appropriations, encouraging a receptive climate among parents, cooperating with researchers, and collecting
information through parent associations. For example, when a research
project was started on autism in twins, NSAC's Information and Referral Service was able to submit a ready-made list to the researchers,
saving them some search time. As more parents join organizations concerned with the handicapped, information pooling could become even
more useful. Research is the only hope that one day there will be cures
for our children, or better still, that there will be no handicapping
conditions at all.
There is a sudden burst of interest in the severely handicapped.
Examples include the recent organization of the American Association
for the Education of the Severely/Profoundly Handicapped (AAESPH),
federal legislation (especially Public Law 94-142) which gives priority
to unserved children, the inclusion of autism in the Developmental
Disabilities Act, and the mandate in the Vocational Rehabilitation Act
of 1973 that 10% of their clients be severely handicapped. Research
into more effective teaching practices is imperative if these mandates
are to accomplish what they intend. Research is also needed into better
ways of more rapidly disseminating information which is already available.
• Diagnostic services should be accessible, sophisticated, and available
at a price parents can afford to pay. For adults, when it is no longer
feasible for them to live with their families, community living settings
like group homes should be provided. Currently, there are only a few
such models in this country for the severely handicapped. For those
children and adults who will need a very structured institutional
environment, appropriate, warm, humane, and creative programs to suit
their needs should be established. The word institution does not need
to strike terror into the hearts of parents.
Close parent-professional working relationships should be encouraged—so that they are truly cooperators with equally important roles
to play. Also, parent-consumer participation at policy making levels
should be encouraged. New legislation mandates parent members
on advisory boards. Some states mandate a majority of parents. In fact,
it has been seriously suggested by more than one parent organization
that funds for programs be given to parent groups and that parents be
given the power to hire the appropriate professionals, in order that
consumers decide what services are to be provided.
Community education is needed especially for service personnel
whose duties might bring them in contact with a severely handicapped
individual. Many people in the community—police, ministers, ambulance drivers, personnel in emergency rooms and mental health centers
—have had little or no contact with severe handicapping conditions,
particularly those that are not physical. This incident was related by the
mother of an autistic son:
Yes, in spite of his body size, Sang is in most ways a small
child—a small child who is learning to shave, whose jumping
up and down with glee or in anger can shake the house. And
yes, he sucks his thumb. Surely we could break him of that
habit. Indeed we could—but we are not convinced that we
should. Sang gets comfort from that thumb in the same way
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that an infant does. But the thumb may also serve as a protection for him. His size and his normal appearance lead to
expectations that he can't begin to fulfill. We especially fear
the police who move fast to assume an adolescent is surly or
arrogant when he doesn't meet their verbal demands. Sang
has come close to being brutalized by the police. It was that
thumb that helped people who had reported him as a "peeping T o m " to realize that Sang might be in need of their help,
rather than their needing police protection from him. Just in
time this realization allowed them to stop the police action
they had asked for. (Stokes, 1974, p. 5)
Respite care for parents and the family is needed. It is highly possible
that large numbers of patients would never be institutionalized if there
were good respite services in the community to allow families rest from
the burdensome care of the severely handicapped. Good respite care
seems to be preferred by parents even more than short term institutionalization.
Agencies already in existence should be encouraged to broaden their
programs to include the severely disabled. For instance, a community
mental health center could screen and train foster parents. It could train
Scout and Campfire leaders so that some severely handicapped children
might fit into groups of normal children (or even special groups).
Courses, consultation, and guidance to recreation leaders in the community could be offered in the hope that they would open their programs to the severely handicapped.
The center could offer courses to the adult handicapped themselves.
For example, there could be courses in the social graces—how to behave
in a restaurant, at the movies, on the bus, at a party, or how to talk to
the opposite sex.
Adult education could be opened up for the severely handicapped.
For example, a group of parents of adult retarded and autistic in a
southern state requested and got a swimming class with special instructors from their county adult education office.

Large numbers of patients would
probably never be institutionalized
if there were good respite services
in the community.

• An open, sensitive awareness of the parents' feelings and needs is
imperative if professionals are to give maximum help to parents. A
survey of parents of autistic children (Salvagne, Schollenberger, &
Stokes, 1974) found that 42% of the parents believed that professionals
were insensitive.
Parents want to be told if a professional is uncertain. In the 1974
survey mentioned previously, 68% of the parents said that although
they would feel confused and anxious about this uncertainty, all but
one of that 68% wanted to be told anyway. It is interesting to note that
63.4% of the parents disagreed that "professionals are the experts and
know best."
One of the most common complaints from parents is that professionals seem unwilling to impart their knowledge or to listen to them.
In the 1974 survey, 79% agreed with the statement, " I f professionals
would listen, there is a great deal I could tell them."
Some parents are regarded by some professionals as " d i f f i c u l t " when
they press for more information than is being given. Akerley (1975)
wrote:
Most parents, especially in the earlier days, were forced to
rely on their own efforts (to get information on etiology,
diagnosis, symptoms and treatment) because of the dearth of

WHAT PARENTS WANT FOR
THEMSELVES

Agencies already in existence should
be encouraged to broaden their
programs to include the severely
disabled.

One of the most common complaints from parents is that professionals seem unwilling to impart
their knowledge or to listen to them.
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professional expertise. What is surprising is that their curiosity, regarded as a positive, healthy sign in the children of
psychotic parents, should have been traditionally discouraged
in their adult counterparts, (p. 277)

Parents need and want from
professionals an equal role in
assigning their child's priorities
and planning his future.
Professionals need to be sensitive
in assigning extra duties for parents.

Among the most devastating of statements made to parents are
these: " I t is not for you to know" and "Put him away and forget he
was ever born." During the earlier days of my son's handicap, I was told
by a psychiatrist when I asked for reading references, that "You'd just
be confused." Another mother was so angered by how she was treated
that she wrote a monograph, The Unhelpful Social Worker (Finn,
1967). There is no dearth of parents' accounts of bad treatment.
Parents have found it helpful when professionals, especially those
using behavior modification, ask them to select which behaviors should
be eliminated first. In the Stokes' survey of parents, lack of speech
rated first as the "most difficult" behavior and need for constant supervision rated second. (Lack of toilet skills rated fifth!) Parents need and
want from the professionals an equal role in assigning their child's
priorities and in planning for his immediate and distant future.
Professionals need to be sensitive in assigning extra duties for parents
(usually mothers) at home. Stokes (1974) pointed out:
There may be a negative side to this focus on parents as
trainers of their own children. Too often, we feel, in the
creation of programs or techniques that teach parents how to
teach their child the assumptions about what was needed
have been made by professionals. The burden of this extra
teaching—not expected for one's normal child—is assumed to
be part of a parent's responsibility. And because parents are
grateful for all the help they can get the professional is not
apt to hear about the extra strain this may provide an already
overburdened family. There may be parents whose tenacity
or capacity to implement such a program is limited, or whose
other demands are overwhelming. Parents may not have the
strength of mind to resist such professional advice and pressure. For such parents these programs may create more
problems than they attempt to solve, (pp. 8-9)

FUTURE PLANNING
Parents need professional assistance
in estate planning, income tax
allowances, Medicare, and private
insurance plans.
Legal difficulties are intricate and
parents need help with them.
Parents long to have confidence that
there will always be warm, caring,
imaginative, consistent persons who
will care for their child.

• As the child gets older, parents are increasingly concerned about
what will happen to him when they are gone. Most parents know very
little about financial benefits, such as Social Security and Supplemental
Security Income, as they relate to their child. They need professional
assistance in estate planning, income tax allowances. Medicare, and private insurance plans.
Legal difficulties are intricate and parents need help to understand
how legal guardianship works, what public agencies are responsible for
what care, and how an imaginative plan involving the least restrictive
environment can be worked out for their individual child.
Parents long to have confidence that there will always be warm,
caring, imaginative, consistent persons who will care for their child and
oversee his welfare and happiness. Stokes (1974) was probably speaking
for all parents when she said she would like to see
the kind of environment where emotional needs of retarded
persons can be joyously met by the non-handicapped—a
residence [which takes] into account the needs of the caretakers as well as . . . the residents. . . . It seems to us that the
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key factor for persons such as those we are concerned with
may be how to provide human companionship to people who
still need parental type structure and control—who don't
know how to relate to peers—yet who need and can appreciate an atmosphere where normal humans are enjoying life,
interacting and having fun. And these people can contribute
to the pleasure of others who are mentally adult—but only if
those others enjoy a caretaking role. (p. 14)
• It is hoped that this parent's perspective of the current situation for
the severely handicapped and for their advocates will encourage others
to speak out and to listen. The problems described here will need
continual updating and elaboration to be accurate; the solutions offered
here will become stronger the more they are scrutinized and discussed.
The following suggestions for prospective research projects should open
the doors for further ideas:

CONCLUDING COMMENTS

• Exploration of factors which allow parents to keep their children at
home. New York State and Minnesota have just initiated a policy
paying families a stipend for removing their child from a state institution.
• Exploration of needs as perceived by parents. Almost all services are
designed to meet needs as perceived by professionals. It would be
interesting to determine whether or not grant funding policies would
change if parents were determining needs.

It would be interesting to determine
whether or not grant funding policies
would change if parents rather than
professionals determined needs.

• Exploration of the needs of the older handicapped.
• Exploration of innovative ways to fill the unoccupied time of those
whose handicaps do not allow them to learn and explore on their
own.
• Exploration of the phenomenon of crises living and its effects on the
family and community.
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Key Ideas
»

Early intervention leads to the
learning of appropriate behaviors
rather than the maladaptive ones
that tend to accumulate, compound, and take over when the
severely handicapped child is left
to learn haphazardly from the
environment.

•

A good preschool program, which
provides effective and well
sequenced learning experiences
for each individual child, has a
clearly specified assessment
system of long and short range
goals underlying its entire program.

•

An effective preschool curriculum
must be built on sound principles
of normal growth and development and be implemented through
the systematic application of behavioral procedures such as shaping,
priming, cuing, fading, and differential reinforcing.

•

Early intervention should help
the family move in small steps toward successfully handling their
own problems, as well as learning
to work with their severely handicapped child.
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• During the course of the last 200 years, the educational fortunes of
A HISTORY OF OPTIMISM AND
severely and profoundly handicapped children have waxed and waned.
GLOOM
There have been times of tremendous optimism, as when Jean-MarcGaspard Itard (1848/1962) transformed, through painstaking shaping
and teaching, /'enfant sauvage (the wild boy of Aveyron) from "a degraded being, human only in shape, incapable of even elementary perceptions such as heat or c o l d " (p. vi) into a child who, 2 years later, was
described as "an almost normal child who could not speak but who
lived like a human being . . . was clean, affectionate, able to read a few
words and to understand much that was said to h i m " (p. xii).
Next Itard's student, Edward Seguin, demonstrated beyond all doubt
that there was no such thing as an ineducable human being (Itard,
1848/1962, p. xiv). And then Maria Montessorri, deeply influenced by
Seguin, obtained remarkable results with all kinds of handicapped and
retarded children, many of whom had been considered uneducable. In
the middle of the 20th century, the work of the learning theorists came
into prominence. They developed strategies and techniques and furnished demonstrable and irrefutable evidence that every individual, no
matter how handicapped, can and will learn, given an appropriately
arranged learning environment. An early and dramatic example of this
is one of the first operant conditioning studies done with a severely
retarded child (Fuller, 1949).
Interspersed and even contemporaneous with these periods of Interspersed with periods of
optimism were, of course, " d o w n " times, times of pessimism and de- optimism were times of pessimism
humanism and destructive determinism. Less than 40 years after Itard's and dehumanism and destructive
well documented successes, the French Dictionnaire de Medicine stated, determinism.
" I t is useless to combat idiocy." And, almost concurrent with Montessorri's incredible impact on the education of retarded children came the
declarations of Fernald (1912) that retarded individuals (feebleminded
was the word in those days) were a "parasitic, predatory class, a menace
and a danger to the community, with the females invariably immoral
and the males invariably criminals." Then there was Cattell (1940),
predicting, with thinly veiled eugenic fervor, that as a nation the United
States was galloping toward intellectual bankruptcy if it did not control
the procreative activities of all who tipped to the below average side on
the IQ scale. And finally, even now one can find innumerable incidents
of parents of Down's syndrome children and parents of children with
other treatable anamolies being advised professionally at the time of
birth to have the infant institutionalized as soon as possible (Dmitriev,
1975).
Fortunately, however, it is not the doomsayers who have won out in Fortunately, it is not the doomsayers
the long haul. Rather it is the optimists, the believers in the worth and who have won out. Rather it is the
dignity and abilities of every human individual. These are the people optimists, the believers in the worth
who continued to demonstrate through their various disciplines that and dignity and abilities of every
every child, even the most severely handicapped, could learn. And al- human individual.
ways among the most optimistic have been those who believed in early
education for very young children. This group, too, has seen a waxing
and waning in the educational fortunes of their 1 to 5 year old clientele; but they also have continued in their efforts and so today there is
considerable support for early childhood programs just as there is considerable support for the education of the severely handicapped. With
both of these educational fields in public favor, now is the time to
demonstrate how effective a good preschool program can be insetting Now is the time to demonstrate how
every severely handicapped young child on a road that will maximize effective a good preschool program
his learning capabilities.
can be.

hey, don't forget about me!

A LOOK AT THE ISSUES

• In discussing how to provide the best and most effective preschool
program for young handicapped children, a number of issues need to be
mentioned. I will touch lightly upon several of these—timing, assessment, curriculum and behavioral implementation of the curriculum,
teacher training, interdisciplinary interaction, and parent involvement.
Then I will discuss some of these issues in greater detail while leaving
others to further discussion by other authors in this book.
The first issue has to do with providing handicapped children with
very early preschool experiences. There is good evidence, albeit controversial in some respects (Horowitz & Paden, 1973), regarding the
importance of early education for all children. I would take the posiThe more handicapped the child the tion that there can be no question of its importance, however, for
more important it is that he or she handicapped children; the more handicapped the child the more imporhave access to preschool education tant it is that he or she have access to preschool education and enter
and enter into it as young as possible.

into it as young as possible.

In fact, I believe that it is nearly impossible to start a severely handicapped child too early in a sound preschool program. Even for the
severely handicapped child, early intervention can be considered an
important prevention—a prevention of the devastating cumulative and
compounding effects of the child's deficits. Only by such early preschool intervention can educators help every child to acquire more
functional, adaptive behaviors instead of the bizarre and nonfunctional
behaviors which develop when a child is left to learn on his own from
the everyday environment.
It is only through early intervention that educators can take advantage of those critical periods, those responsive young years when every
child is most receptive to learning. It is likely that Itard's I'enfant
sauvage may well have acquired functional speech, as well as the social
amenities and cognitive responsiveness which he did acquire, if Itard
had been able to work with him during the critical early childhood
language acquisition years. Itard, of course, was able to work with him
only in the later childhood years, at which time, according to the
"critical periods" literature, it may be too late to learn certain response
classes, or if learned at all, these responses will be different or somehow
not as good (Horowtiz & Paden, 1973).
A second consideration has to do with assessment and ongoing evaluation of each child and of the program as a whole. Each child, upon
entering the program, needs to be the subject of a detailed assessment
in order to place him on a continuum from "no s k i l l " to "highly
developed skill" on a variety of tasks within every area of development.
Much, of course, can be learned through systematic and objective observation of the child. Can the child sit up unsupported? Crawl? Pull up to
a standing position? Walk? Grasp objects? Release those objects? Make
sounds? Form words? Laugh? Cry? Explore the environment? In addition to such informal observations, there are also a number of more
formal ways to assess the child and to measure individual progress. One
A good preschool program must such system will be discussed later. The important issue here, however,
have a clearly specified and carefully is that a good preschool program, in order to provide each child with
implemented ongoing assessment effective and well sequenced learning experiences, must have a clearly
system underlying its entire specified and carefully implemented ongoing assessment system underprogram. lying its entire program—one that specifies both long range and short
range goals and methods of assessment.
The next concept or issue is that of curriculum content or model.
There is no evidence to suggest that there is any one best curriculum
model for handicapped children (or for nonhandicapped). However, an
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effective curriculum for severely handicapped children must have two
particular components. One is a foundation on sound, theoretical principles of normal growth and development with a firm anchoring in
developmental sequences and an applied knowledge of the interrelatedness of all areas of development—the historical "whole c h i l d " concept
inherent in which are many implications for integrated developmental
learning experiences. The other component is a systematic implementation of this developmentally based curriculum through procedures
derived from applied behavior analysis.
Few would argue with the first contention. As for the second, there
is enough accumulated and thoroughly documented evidence to suggest
that a properly conceived behavior modification approach is, to date,
the most effective way of providing an educational program in which
severely handicapped individuals can learn. As Bijou and Cole said at
the NARC Conference early in 1975:

An effective curriculum must be
built on sound, theoretical principles
of normal growth and development
and on procedures derived from
applied behavior analysis.

A properly conceived behavior
modification approach is, to date,
the most effective way of providing
an educational program for the
severely handicapped.

Traditionally, an individual who does not learn what is presented is considered to be incapable, indifferent, unmotivated, or lacking. The behavioral view, on the other hand, is
that if the student does not learn, something is wrong or
lacking in the teaching situation. (p. 12)
In line with that statement, therefore, I would make the plea that every
developmental curriculum be overlaid with good behavioral tactics of
shaping, priming, cuing, fading, and differential reinforcement. Such
procedures are readily translated into everyday preschool practices,
thus facilitating the learning of every task from the most simple to the
most complex (Allen, 1972). Brief examples of these tactics will be
found in a subsequent section of this chapter.
Another important component of good early education for young
severely handicapped children is the teacher. Quality training of
teachers of early childhood development programs has always emphasized the acquisition of teaching skills that focus on developmental
sequences, on individual differences among children, and on the provision of activities and experiences that promote learning through child
selected as well as teacher directed activities in a naturalistic setting
with as few restrictions as possible. Furthermore, in early childhood
teacher training, there has always been concentration on learning to
help children acquire the basic self help skills that enable them to
become self sufficient and self managing as soon as possible. Such basic
teacher skills provide a firm and tenable base for the special skills and
attitudes which the teacher of young handicapped children must acquire. Weiss (in press) described these special attributes well:
More than most, she [the teacher of severely handicapped
children] must be able to improvise, to change her program
or approach at short notice to match a child's interest or
problems. More than most, she must be able to cope with
life's biological functions. More than most, she must accept
and have respect for the child's individuality while maintaining a firm concept of the importance of the group process.
She must have an almost unlimited enthusiasm for progress,
regardless of the size of the step and the slowness of the rate.
An apathetic, indifferent child can "catch" enthusiasm for
almost any appropriate activity from a patient, skillful, enthusiastic teacher who has learned the principles of successive
approximations and knows how to apply them.

Basic teacher skills provide a firm
and tenable base for the special
skills and attitudes which the
teacher of young handicapped
children must acquire.
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Still another idea to which educators must attend is the interaction
with and incorporation of the skills and knowledge of other disciplines
into the program. Occupational therapy, nursing, nutrition, speech and
hearing, social work, pediatrics, dentistry, and psychology can each
Teachers being trained to work with contribute greatly in the putting together of a solid, individualized set
young handicapped children must of learning experiences for every handicapped child. Frances Connor
receive a cross disciplinary training. (1975), in a recent presentation, emphasized that teachers being trained
to work with young handicapped children receive a cross disciplinary
training and that teacher educational institutions be restructured to
accommodate a professional " m i x . " Connor admitted, of course, that
present teacher training is already almost prohibitively intensive and
expensive and that to add this dimension will be a further strain, but if
children have a right to live full lives, then they deserve the most
effective teachers possible.
Parent involvement is crucial if
One of the most significant concepts of all is the importance of
there is to be generalization of the parent involvement in every preschool program, especially in those proskills learned in the classroom. grams for handicapped children. Such involvement is crucial if there is
to be generalization of the skills learned in the classroom to home,
By listening carefully to parents, neighborhood, and community settings. Furthermore, by listening carethe teaching staff gains important fully and with sincere interest to parents, the teaching staff gains iminsights on each child. portant insights on how to work more effectively with each child. It
must be remembered, however, that the parents of a handicapped child
are often under tremendous physical strain and emotional stress, especially in the early years of learning to include a severely handicapped
child in the family. Therefore, as with children, a teacher must start
with where the family is and move in slow, sequential steps that bring
family members a sense of success in handling their own problems, as
well as with learning to manage and teach the handicapped child.
These then are the basic considerations that need to be fitted together to provide a truly effective preschool program for young severely
handicapped children. At this point, I shall address myself in greater
detail to certain of these issues: the developmental curriculum and its
implementation, and the use of assessment procedures to demonstrate
how functional the curriculum content and procedures are in terms of
individual and group progress. I shall not further discuss teacher attributes or training, interdisciplinary components, or parent point of view
and involvement, in that these issues are considered in greater detail by
other authors in other sections of this book. Nor shall I discuss the
basic tenets of behavioral techniques. These are spelled out more specifically in other publications having to do with the teaching and management of all types of exceptional children. (See the additional readings at the end of this chapter.)
OVERALL CURRICULUM • To set the scene for this brief discussion of curriculum, I repeat
CONSIDERATIONS what so many have said: that young handicapped and nonhandicapped
children are more alike than they are different. Both need to be
cherished and respected. Both need opportunities to learn through exploring an environment rich in stimulating activities, rich in carefully
arranged play experiences, rich in social responsiveness from peers and
affectionate adults, and rich in recognition for their efforts as well as
their achievements.
A good developmental curriculum
It follows then that a good developmental curriculum is just as
can accommodate group as well appropriate for handicapped children as it is for nonhandicapped chilas individualized programing in dren because it can accommodate group as well as individualized prothe least restrictive setting possible. graming for each child and can do it in the least restrictive social and
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physical setting possible. It allows children to move at their own pace,
but sees to it that they do keep moving even by employing gentle
coercion on occasion. Usually, however, such coercion is not necessary
if the program provides interesting and stimulating activities and materials that gradually step up and maximize the opportunities to learn while
minimizing pressures on the child.
• The overall broad goals of such a curriculum are to help each child
to acquire at least a beginning repertoire of skills in each area of development. These skills with special reminders regarding severely impaired
children might be described as follows:
Movement skills. These enable children to explore, manipulate, and
control their physical environment through the mastery, first of simple
responses that lead with systematized programing into increasingly
complex and coordinated gross and fine motor skills. The more handicapped the child the more intensive must be the emphasis on developing motor skills and the more extensive must be the opportunities to
engage in such activities. This is one of the places that gentle coercion is
sometimes necessary. For example, it might be necessary to put a child
on a tricycle in spite of his fright and resistance, if tricycle riding is
what the orthopedist and physical therapist have suggested in order to
improve the child's contralaterality in crawling and other basic locomotive skills. The child then must be provided with constant physical
support until he begins to enjoy the activity itself, that is, until the
activity becomes intrinsically reinforcing. This usually occurs quickly,
especially if the tricycle is carefully designed with trunk support bar,
stirrups, and other safety and supportive features.

DEVELOPMENT OF SKILLS

The more handicapped the child
the more intensive must be the
emphasis on developing motor skills.
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The promotion of social skills
requires carefully sequenced steps
because the multiply handicapped
child almost invariably has suffered
severe social deprivation.

Social skills. These allow children to focus on, respond to, approach,
and interact with adults and other children in a mutually enjoyable
fashion and lead eventually to consideration for others, cooperation,
sharing, and assertion of their own rights—in other words, group participation skills. The promotion of social skills requires many careful decisions and carefully sequenced steps based on a knowledge of when and
how to intervene because the severely handicapped child almost invariably has suffered severe social deprivation leading to many aberrant
social responses. These children must be helped toward social and emotional independence and maturity while they may still be very dependent physically on parents, teachers, and other caretaking adults; this is
a difficult but not insurmountable task for the preschool to manage.

Care must be exercised that
self help skills does not
become the dominant feature of
the daily program.

Self help skilIs. Such skills make children more attractive and self managing individuals who can initiate and pursue their own activities and
take care of their own personal needs. Care must be exercised, however,
that this does not become the dominant feature of the daily program.
Furthermore, it must be remembered that many other learnings can be
combined with the teaching of self help skills—identifying and naming
body parts, learning colors, counting (buttons, buckles, pockets), making tactual discriminations (smooth raincoat, fluffy fur). The opportunities are endless.

Opportunities for children to
engage in communication activities
should be interwoven with every
other activity.

Language and communication skills. These include attending to and
responding to gestural and spoken language and lead eventually to
enjoying and participating in fingerplays, stories and chants, verbal give
and take, and expression of ideas and needs. Opportunities for children
to engage in communication activities should be both formal and informal and should be interwoven with every other activity and skill
development task with careful attention to both receptive and expressive skills.
Concept development and perceptual discrimination skills. These must
be of a basic nature leading to the processing of sensory data—visual,
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auditory, tactile, and kinesthetic. The focus at the start must be on
those systems that are more intact or least impaired. Again, these learning activities should be both formal and informal and should be interwoven into all other activities.
Arts and crafts skills. These involve a variety of materials such as paint,
paste, clay, sand, water, cloth, and wood. Such activities are particularly good for the severely handicapped child, especially the materials
that allow the child to get into the material firsthand (fingerpaint, clay,
sand, and water) because the child can control these materials without
first having to learn to control a tool. Lowenfeld (1957), in discussing
programs for the severely handicapped institutionalized individual, said,
"Creative activities serve as a means for emotional release and adjust- Creative activities aid emotional
ment, they promote independence and flexibility of thinking, they can release, promote independence and
be used for group dynamics and social interactions." His words are as flexibility, and can be used to
relevant today as they were 20 years ago and as relevant for severely encourage social interaction.
handicapped preschool children as they were for the severely handicapped in institutions of whom Lowenfeld was writing.
• All of these skills then, as indicated earlier, can be learned to some
degree of proficiency, through a thoughtfully designed preschool program. Such a program requires that there be a well regulated balance
between specifically selected, sequenced, and structured lesson type
experiences initiated by the teacher and more open ended experiences
in which children engage in a variety of self initiated social, motor, and
dramatic play activities. The program, to be maximally effective, should
operate in a physical environment where:
1.

Furnishings and equipment have a versatility that allows for
arranging and rearranging to accommodate step by step learning
in every area of development.

2.

There is a variety of materials and activities presented in such a
way as to stimulate responses of many kinds.

3.

Readily adaptable facilities for self help routines make it possible
for all children to learn to take care of as many of their own self
care needs as possible.

4.

There is ample opportunity to observe other children, to play
parallel with them, or to interact cooperatively.

• All of this can be accomplished, as noted earlier, in a good sound
developmental preschool program. In such a program, the daily schedule is of great importance. Activities need to follow one another in
orderly and predictable sequences, since young children, especially
severely impaired young children, do not easily accept changes and
departures from routines; there is great security in knowing "what
comes next." Too, there must be a balance and an alternation between
quiet and more active periods with plenty of time allowed for each
activity and each routine to be accommodated by and accomplished to
the satisfaction of every child, even those who must move slowly and
with great difficulty. There must also be times for teacher structured
activities and times for child initiated activities that have, for the
severely handicapped child, a strong teacher guided component. The
larger the blocks of time allowed for activities and the fewer the number of transitions required, the more relaxed and pleasant will be the
preschool day for both children and teachers. Figure 1 gives an example
of a functional preschool schedule.

THE ENVIRONMENT

The program, to be maximally
effective, should operate in a varied
and flexible physical environment.

SCHEDULING

The larger the blocks of time
allowed for activities and the fewer
transitions required, the more relaxed
and pleasant will be the preschool
day.

Figure 1.

Sample preschool program schedule.

8:45 to 9:15:

Arrival
Individual health inspection.
Greetings and brief conversation w i t h each child and the parent (if the
parent brings the child to school).
Practice in self help skills (dressing, toileting, getting drink of water, use of
tissues, etc.).
Getting started on large motor activities, preferably out of doors if
weather and facilities permit.

9:15 to 9:45:

Large motor and social skills activities*
Child initiated and teacher prompted (tricycles, kiddie cars, wagons, large
hollow blocks, climbing equipment, walking boards and sliding boards,
rocking boats, large ball play).
Severely impaired children can usually make good use of only very brief
periods of " f r e e " play; therefore, teachers must take the initiative and
structure many interesting large motor play experiences so that handicapped
children can learn to manage their bodies in space and get physical control
of their environment. Mazes and obstacle courses, which can be made to
accommodate wheelchairs and children w i t h prosthetic devices are
examples of good teacher structured large motor activities.

9:45 to 10:00:

Transition
Rehabilitation of play area by children w i t h teacher's help. (All children
can help at least minimally in rehabilitating the environment, and this
is an important mode of contribution to and participation in the group.)
Self help activities (removal of wraps, toileting, nose care, handwashing).

10:00 to 10:20:

Snack and small group language and social interaction
Self feeding skills (drinking, finger feeding, pouring, learning to use
utensils).
Social skills (passing, sharing, inviting).
Conversation (joining in w i t h gestural, vocal, or verbal responses; also
specific "casual" language experiences introduced by teacher).

10:20 to 10:50:

Cognitive perceptual motor and language development activities*
In small groups, at work tables for most children, w i t h a carefully
selected balance of the following activities: sorting, matching, object
naming activities, size and f o r m recognition, spatial orientation, number
and counting experiences, stories, pencil and scissors tasks.
Learning experiences aimed at orientation to task and learning to attend
to auditory and visual stimuli (the teacher and the materials) must be built
in as requisites, of course.

10:50 to 11:05:

Transition
Rehabilitation of academic area by children, w i t h teacher's help.
Toileting for those who need it or are being toilet trained. (Children who
are being toilet trained need to be taken to the toilet much more
frequently.)

11:05 to 11:35:

Selection of creative activity*
Work w i t h creative materials and craft activities: easel paint, fingerpaint,
clay, crayons, chalk, paste, scissors, water, w o o d , glue, stitchery.
(Much teacher prompting and guidance is required for most of these
activities, especially in the beginning. A r t experience and craft work is
an important part of the daily program, however, for " m u l t i p l y handicapped
children can learn to work w i t h purpose, w i t h an end product in view.
They discover that hands are tools for making objects . . . . The sense
of achievement is a giant step toward some forms of independence"
[Schattner, 1971].)
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Figure

1.

Sample preschool program schedule (continued!.

11:35 to 11:50:

Music and rhythmic activities (large group).
Songs and fingerplays.
Calls, chants, and jingles to promote auditory responses and tone
discrimination.
R h y t h m instruments.
Patterned rhythmic activities (e.g.. Looby L o u , Hop Old Squirrel) and free
rhythmic movements.
(Severely handicapped children often are not able to improvise movement
to music as freely as do normal children; yet, there is much they can do
even w i t h minimal locomotive skills. Joining in movement and music
making is a tremendously satisfying group experience for all children,
but especially so for the severely impaired who have little o p p o r t u n i t y for
communal activities of any kind.)

11:50 to 12:00:

Departure
Self help (getting outdoor clothes o n , collecting possessions to take home).
Exchange of farewells (a brief recall of today's events and quick preview
of what t o m o r r o w holds in store).

During these periods, one to one tutorial sessions for specific skill development should be
arranged as needed for individual children.

• Schattner (1971), in the introduction to her book on providing IMPORTANCE OF PLAY
preschool curriculum for young multiply handicapped children, stated
that an effective program must be "based on the principles of early
childhood development" and "developed within a framework designed
for exploring and interpreting the environment. A living, creative curriculum makes special use of play, music, arts and crafts, dramatics, and
an enriched language program to serve some of the special needs of
multiply handicapped children." Such a curriculum obviously makes
great use of many kinds of activities often grouped by early childhood
educators under the all encompassing rubric of play, which is viewed as
a major avenue for early learning of all kinds.
The nonhandicapped child often seems to move through such a play
oriented learning environment on his own momentum, self propelled as
it were, acquiring new skills and practicing previously learned skills in
the course of his spontaneously initiated play activities, his ready participation in group activities, and his eager attention to the teacher
directed play type tasks. But this is not so for the severely retarded
child. He needs what might be called a "double barrelled" program—a
sound developmental curriculum upon which is imposed an exceedingly
detailed program that breaks every developmental task in every area of
development into carefully detailed and sequenced subtasks, or to put
it another way, into discrete behavioral components. As mentioned
earlier, there are a number of such curricula available, several of which
are referenced at the end of this chapter. (For a more detailed description of those curriculum models, see Haring & Cohen, 1975.)
While many of the items in these curricula require one to one attention from the teacher, aide, or volunteer, many can and should be
accomplished in the context of pleasurable play experiences. In looking
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Teaching a child to play is essential
if the child is eventually to
experience the intrinsic motivation
that makes play the prime medium for
a host of satisfying learning
experiences.

A preferred activity may be used
either as a teaching field or as a
rewarding consequence.
SUCCESSFUL USES OF FAVORED
ACTIVITIES

over the Pennsylvania Training Model (Pennsylvania Department of Education, no date), for example, I noted few items which could not be
taught within the course of a typical preschool session, provided, of
course, that the teacher-child ratio is adequate and the teaching staff
has the goals for each child well in mind and carefully specified on
paper. (This will be discussed subsequently in the section on assessment.)
There is, of course, one major problem in attempting to use the play
environment as a major teaching field: the minimal, even nonexistent
array of play skills that the severely handicapped child brings to the
preschool setting. Thus teaching a handicapped child to play is often
one of the several first hurdles that must be taken by teacher and child
if the child is eventually to experience the intrinsic motivation that
makes play the prime medium for a host of satisfying learning experiences. Simple as it may sound, however, it is not a simple task to teach
a child to play. There are many prerequisite responses that must be
acquired and many steps that must be taken: simple but significant first
steps like getting the child oriented in the direction of an activity;
shaping him into visual and physical contact with the material; rejoicing
with him when he makes the first teacher guided contact with the
material (even if the child is engaged with the selected object only
because the teacher has a hand around the child's hand, physically
shaping the grasping response).
One almost guaranteed way to hasten the acquisition of play skills is
to observe the child carefully over time and to note even the smallest
event or activity that seems to engage his interest or attention. This
behavioral principle, formalized a few years ago by Premack, is referred
to as selection of a high probability (preferred) versus low probability
activity. The preferred, activity may then be used either as a teaching
field or as a rewarding consequence.
• One example of the successful uses of favored activities (Allen,
1974) has to do with a multiply involved nonverbal child, Mark, who
whined and squealed shrilly and pulled himself over to the teacher to
wrap his arms around her legs whenever he wanted something. Thus he
would whine and pull at the teacher when he wanted to be put into the
rocking boat, which was one of the few play materials that he interacted with at that point in his preschool career. Because the child
obviously enjoyed the rocking boat, it was seen as a potential arena for
many kinds of learning (e.g., social, motor, language). However,
teachers were reluctant to continue to provide what he wanted when he
whined and squealed inasmuch as these were maladaptive behaviors in
the sense that he could indicate what he wanted in more appropriate
ways (pointing and vocalizing). Furthermore, these whining spells,
often prolonged for one reason or another, interfered with so many
other potentially good learning opportunities.
The staff devised, then, the following program: When they saw him
looking toward or approaching the rocking boat, a teacher moved to
him quickly before he began to clutch and cry and slipped in a quick
cue, "Mark, would you like a ride in the boat? Say, 'boat.' " If he made
even a remote vocal approximation, he was immediately lifted into the
boat and rocked vigorously for a minute or so. Then the teacher might
stop the boat, but before the child began to whine for more, she would
say, "Do you want to rock some more? Tell me 'more.' " Again, even a
primitive vocal approximation to the word resulted in another rocking
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session. The two or three other desired activities in the preschool situation which had formerly brought on the child's crying and whining
were handled in the same way.
Eventually, through this kind of shaping and teaching, a number of
developmental skills were built in and elaborated upon while the range
of play/learning experiences was extended systematically in the following ways:
1.

To extend the child's social skills, he had eventually to first tolerate and then "invite" one, two, or three other children to ride in
the boat with him.

2.

To extend his motor skills, he was required to exert minimal and
then increasing effort to get himself over to and part way into the
boat and, eventually, to assist in making it rock.

3.

To extend his verbal skills, he was gradually required to make
better and better approximation to the word boat and eventually
by the end of his second preschool year to string together a simple
sentence: "Go boat."

4.

To extend his interest to other play materials and thus expand the
teaching field as well as the number of experiences that the child
could learn were pleasurable, he was required, eventually, to delay
his ride in the boat (or play at the water table or use the big red
truck, which were also favorite activities of his) until after he had
engaged, at least briefly, in some other play experience: "After
you have played with the clay for a few minutes, then you can
have a ride in the rocking boat."

Through shaping and teaching, a
number of developmental skills
were built in and elaborated upon
while the range of play/learning
experiences was extended.

Actually, this search for activities and events which please each child The search for activities which
individually needs to be the focus of unremitting effort in the pre- please each child individually
school. Otherwise, learning activities for the severely handicapped will needs to be the focus in the
be onerous for both child and teacher, rather than joyous. Fortunately, preschool.
these pleasurable events are more or less readily available, and usually
right at the teachers' fingertips. Yet they so often go unrecognized and
hence unused apparently because of their seeming insignificance or because of a failure to recognize the momentous implications of certain
serendipitous happenings. Let me give two examples that are also favorites of mine.
The first has to do with a severely retarded, microcephalic child,
Jody, who did not interact with or respond to any adult, child, activity,
or material in the preschool. She neither accepted food from the snack
basket nor would she have anything to do with occasional special treats
that were offered, such as sips of pop or bits of candy or ice cream.
During her initial weeks in preschool, she spent most of her time rocking and staring, except for one seemingly nonfunctional activity which
she did engage in for fairly long periods of time: standing on a chair
and looking in the mirror that was on the school room side of the one
way viewing window between the room and the observation booth.
Apparently, seeing her own reflection in the mirror was pleasing to her
inasmuch as she kept going to the mirror and looking into it for many
minutes at a time.
With this clue the teachers rigged up an easel mirror that could be set
on the floor or table or wherever they wanted Jody to use materials.
Also, they masked off, temporarily, the lower part of the observation
glass so she could no longer see into it, for that kind of looking was
not leading to purposeful activity. Then, as they had done before, they
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placed her on the floor in the block corner, put blocks in her hand and
guided her in doing simple stacking. But now, each time she placed a
block, the teacher pointed to the mirror and verbalized, "See Jody. See
Jody building with blocks." If she stopped stacking, the mirror was
turned away. When she resumed, the mirror was turned toward her
again. Within a few days, Jody was engaging in first approximations to
play with a variety of materials. Gradually the mirror was faded out and
other reinforcers supplanted it—teachers' attention and certain of the
play materials themselves.
One more favorite example points up the serendipitous location of a
reinforcer for a child who seemed almost unreinforceable. It demonTeachers must be willing to strates, too, another hurdle that teachers must be willing to take when
backtrack again and again in order working with severely handicapped children—that is, backtracking again
to find a response that the child can and again in order to find a response that the child can make that will
make, provide both him and the teacher with a successful experience. After
all, that is all that is going to keep either teacher or child going.
This second example, Karl, was a 51/2 year old child with severe
neurological involvement who was functioning at about the 18 month
level. He appeared totally oblivious, totally unresponsive to everything
in the environment. It was finally decided that getting him to look up
and eventually make eye contact when his name was spoken would be
the starting point. The first two teaching sessions were discouraging.
Not once did he look up or respond when the teacher said his name. It
was decided therefore to back up, to expect less from the child and
more from the teacher. The verbal cue was extended and made more
specific, "Karl, look at me," and physical prompts were added by having the teacher put two fingers under his chin and physically raise his
head. More advanced steps in the program would be to fade the physical prompting and finally to fade the extended verbalization until eventually Karl was responding to just his name, which, of course, had been
the original but obviously much too difficult goal.
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However, even with this careful reprograming, the daily records
indicated that progress was exceedingly slow—the child was obviously
unmotivated and the teacher was feeling unsuccessful and frustrated.
Luckily, two events happened that were capitalized upon. The first
occurred when the teacher reached to pull the child's shirt down over
his stomach. Apparently, this created a tickle that was unintentional on
the part of the teacher but pleasing to the child—he smiled faintly and
jiggled his head upward a little—the first sign of responding to another
person that had been seen in the classroom. The teacher continued to
tickle him a little each time there was any approximation to the child
lifting his head. Predictably, that response began to increase rapidly.
Before long, this brought the second event into focus. As the teacher
moved her hand toward the child in order to do the tickling, she
noticed that the child followed the hand movement with his eyes. The
teacher now had a cue to use with the child that gave him promise of a
pleasurable event to be paired with the wearisome verbal cue, "Karl,
look at me." Therefore, each time the teacher gave the cue, she concurrently raised her tickling hand to the level of her own eyes, thus
prompting and eventually establishing eye contact. Once eye contact
was firmly established, Karl began to participate, albeit minimally at
first, in a variety of simple imitative activities and subsequently in a
variety of simple play/learning experiences.
• In each of the foregoing examples, progress was slow, almost unrec- THE NEED FOR ASSESSMENT
ognizable in the beginning. It is likely that if teachers had not been
keeping systematic observational records on each child and if they had
not had clearly articulated long range and short range goals for each
child, they would not have been aware that any one of the three children was moving forward at all. Thus, for all children, but especially for
severely handicapped children, whose progress is often so slow, a well Especially for severely handicapped
specified observation and recording system is imperative. Such systems children, a well specified observation
may use simple counting and recording and duration measures of partic- and recording system is imperative.
ular events or task assignments (e.g., How many blocks did Jody
incorporate into her tower today? Was this more than yesterday? How
many times did Mark resort to crying for what he wanted? Were there
fewer episodes this week than last? Were the episodes shorter this
week? Is Karl looking up more quickly today than yesterday?). Or the
system may consist of minutely detailed assessment tools and behaviorally specified developmental profiles. Most preferable, of course, is a
combination of both. Just as there are many good developmental preschool curriculum models, so are there many good assessment tools,
developmental profiles, and task analysis instruments. These, also, are
too numerous to mention so I have listed several good examples in the
additional readings section of this chapter.
Many of these assessments and profiles do multiple duty. They provide for initial assessment of the child, pinpointing where he is on a skill
continuum in every area of development, and they can be used for
ongoing assessment and evaluation of progress. An excellent example of
a highly functional developmental profile is one generated by the staff
at the Experimental Education Unit of Child Development and Mental
Retardation Center at the University of Washington. It has a multiplicity of uses in the classroom and can be used for individual programing,
for curriculum designing, and for reporting of all kinds. In terms of
each individual child, the guidelines set out by Lynch and O'Conor
(1975) said:

don't forget about me!

When the teacher has determined what the child "can always
d o , " "can sometimes d o " and "can never d o " (based on the
entering assessment results from the Preschool Profile) he or
she is ready to start programing for the child. We would like
to point out that the skills and activities the child "can sometimes d o " are extremely important; . . . the teacher helps the
child develop by using programs that strengthen these "sometime" areas and so build even more success for the child, (p.
2)
Further on they point out another valuable aspect of a comprehensive
developmental profile:
The Profile helps teachers keep an ongoing picture of the
whole range of skills being developed by children and how
these skills are interrelated. For instance, as the child learns
more skills in gross motor activities, these skills may help him
or her to develop play skills. Also the child's success may be
the basis for progress in a more complicated skill in another
area. For example, the child cannot develop the skill of buttoning . . . until he or she has developed a "pincer grasp". . . .
So the profile can help the teacher pull together all of these
necessary parts of development in planning activities for the
children, (p. 3)
An ongoing developmental profile An ongoing developmental profile to keep track of overall progress and
and a counting or duration measure a counting or duration measure to keep track of progress in specific
for specific tasks is an unbeatable tasks being taught is an unbeatable combination for individual tailoring
combination, of programs that will surely provide each child with one small success
after another in every area of development.
CONCLUDING COMMENTS

• Providing successes, of course, is what preschool education is all
about for every child, but especially so for the young handicapped
child. Therefore, educators must insure, as was argued at the outset,
that every severely handicapped child be provided with a good preschool experience—one that begins very early, preferably in infancy;
that includes the parents right from the start; that has a curriculum
based upon sound developmental principles and implemented through
systematic behavioral procedures; that has ongoing assessment and evaluation built into it; and that is staffed by teachers who are aware of the
special needs of special children and who can work with related disciplines. A more detailed discussion of several of these areas will be
found, as noted earlier, in other sections of this book.
If and when educators provide each handicapped child with these
kinds of early learning experiences, then they are providing more than
intervention. They are, in the final analysis, taking giant steps toward
the prevention of institutionalization, the prevention of family chaos
and disintegration, and the prevention of at least some of the cumulative and compounding effects of the severely handicapped children's
deficits and handicaps that rob them of opportunities to acquire so
many of the more appropriate learnings during the years of earliest
childhood when all children can learn more rapidly. From the foregoing
pages, then, the only valid conclusions that can be drawn are that all
young handicapped children can learn much more than ever believed
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possible, but, if they are to do so, they must be served early in an
appropriate educational setting within their own community. Only then
do educators fulfill their moral and mandated obligations to provide
every severely and profoundly handicapped child with the opportunity
to live and learn in the least restrictive environment.

All young handicapped children
can learn much more than ever
believed possible if served
early in an appropriate educational
setting.

Allen, K. E. Behavior modification: What teachers of young exceptional children
can do. TEACHING Exceptional Children, 1972, 4, 119-127.
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Key Ideas
•

The best curriculum in the
world is worthless without a
delivery system adapted to
individualized student
objectives.

•

Program implementers must
analyze the task to be mastered,
break it down into small
sequenced components, and
build as many branch steps on
that level as are needed until the
desired behavior is achieved.

•

A usable and continuous data
collection system is crucial to a
good curriculum. Otherwise a
child may be kept in frustration
on an impossible task or be
maintained on it long after
mastery.

•

When the teacher becomes a classroom manager, aides, volunteers,
and para professionals can play a
key role in implementing the
curriculum objectives for the
severely handicapped.

curriculum concerns

• The exemplary programs discussed in other chapters of this book do
not exist in the typical classroom. A critical factor in this situation is
that curricula development and deliverance have not been the priorities
they should have been in the inservice training programs held around
the country. They must become major goals. In this chapter, addressed
especially to those working with children every day, I intend to discuss
curricula critically: to build a case against all curricula, discuss their
shortcomings, and then talk about some of the components of a good
curriculum. Eventually I will discuss a service delivery system for that
curriculum.
The best curriculum in the world, one that covers virtually every
behavior anybody ever wanted, one that is sensitive to anything that
anybody thinks it needs to be sensitive to, is absolutely worthless if
there is no system of delivery. For example, at Teaching Research (a
division of the Oregon State System for Higher Education), we conduct
research and evaluation on educational services and procedures, and
over the last 8 years we have developed a curriculum that is task
analyzed, sequential, and developmentally sensitive. However, when we
visit the sites of those who have requested and used our curriculum, we
often find that it did not help them very much.
One of the problems we have found is that in some instances teachers
take the curriculum and use it in a "lockstep" fashion. They believe
that the items on each page are the sequences that they must follow to
get to the next behavior. In essence, they have not been taught how to
use the material. They do not know what to do when the task is not
right for the student.
The answer to this problem is to train teachers to use the curriculum
correctly. But school districts cannot spare 6 months to send teachers
for training. They are lucky if they can break them loose for 3 days.
How, in a 3 day period of time, do you show someone how to use a
curriculum appropriately in their own classroom? We worked for a 2
year period of time with the teachers in all the deaf/blind programs in
the Northwest. We brought them into a demonstration center, gave
them training, and still they took the curriculum and "lockstepped" it
through. When they found a step that was either too big or wrong, their
response was one of two things: Either stay on that step and frustrate
the student, or say the curriculum is no good.
In our own program, we now mandate that anyone who wants to
learn about this particular curriculum and classroom management
model must spend a minimum of 5 days working in our classroom while
our teachers make direct observations and give feedback. Our criteria
for successful performance are very high, but we have some assurances
that by Friday the trainee will know how to adapt the curriculum to
the individual student.
Another problem with curricula is that people are looking for a
"cure-all," an all encompassing curriculum that allows them not to have
to think or adapt. "Give it to me; lay out everything I have to know;
and I'll cookbook it." That would make life easier for teachers but I am
afraid that curriculum has not been developed. Therefore, I will stress
once again that a teaching process must be learned that will allow
teachers not only to select the best materials but also to adopt and
refine them in their own setting. If they do not learn that process, they
will never get it from a cookbook.
Another difficulty in building, producing, and disseminating curricula is a concept that we run into frequently: "I didn't invent it;

SOME BASIC HURDLES
Curricula development and
deliverance have not been the
priorities they should have been in
inservice training programs.

Teachers sometimes use a curriculum
in a "lockstep" fashion because they
have not been taught how to use
the material.

People are looking for a "cure-all,"
an all encompassing curriculum that
allows them not to have to think or
adapt.
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therefore, it is highly suspect." All educators take parts and pieces from
other curricula, put them in with their own, and then consider it more
We encourage people to beg, valuable because they helped design it. We are encouraging people to do
borrow, and steal whatever they this—to beg, borrow, and steal whatever they can from any existing
can from any existing curriculum, curriculum that will allow them to begin to specify more and more
behaviors, arrange these behaviors in developmental order, and break
out suggested tasks toward a terminal behavior.
Teachers will soon find that their curriculum will grow. I do not
know how big the curriculum is going to be for the population of
individuals from birth to 21 years of age. This is another reason I do
not think there will ever be a "master" curriculum. At the present time
there are 40 or 50 curricula available for the severely handicapped. I do
not intend to discuss each of them here. They can be found through
area Learning Resource Centers, media centers, the Educational Information Resource Center, or other such centers.
It has been suggested that a centralized repository is needed that
systematically gathers all of these steps and sequences, milestone behaviors, and suggested tasks and makes them available. At the present
People must be taught what to do time that capability does not exist. If it did, there would still be the
when a step is missing from their usage problem I discussed earlier. In lieu of a repository, people must
curriculum, be taught what to do when a step is missing from their curriculum.
They must go back and look at the kind of consequences that they are
delivering; they must look at the use of antecedents or the cues; or they
must build a new step in the sequence. The toughest teaching task
ahead is to teach people how to do that, how to branch when they need
to branch, how to change the program when it needs to be changed,
and how to be sensitive to data. There are many possible misuses of
curriculum. Let me now discuss some of the things that should be
present in a good curriculum.
THE NEED FOR SEQUENCING

• The first need of any good curriculum is that of sequencing. Researchers can argue about the various sequences; but no one will ever
find a single set of sequences for every child. We have found time after
time when using a curriculum that we think is developmentally sensitive
and has all of the suggested tasks to achieve the terminal behavior that
The child may, within a single children do not enter at the same level across all skills. The child may,
response class, be functioning within a single response class such as motor response, be functioning at
at different levels at the same time.
different levels at the same time.
Sequencing may be misinterpreted as meaning "lockstepped." Most
of the curricula that I have seen or been involved with contain milestone or terminal behaviors. Not too many of them have gone the next
step and included a task analysis or broken down the steps to arrive at a
suggested task toward the terminal behavior. The curriculum should
All possible steps cannot be include enough steps to get the concept across, but it may need to be
covered in any single curriculum. broken down into even smaller steps or branched into a different direction. All possible steps cannot be covered in any single curriculum.
EXAMPLES FROM ONE • Maybe some examples will help the reader see the importance of
CURRICULUM having a good curriculum. We at Teaching Research have developed a
curriculum over the years that we feel meets our needs in working with
the severely handicapped (Fredericks, et al., 1976).
Sequences and task analyses The sequences and task analyses were originally written in the form
originally written for individual
of prescriptions for individual children. These prescriptions were
children were found to be generalized to others and found to be effective with many children. The
effective with many children. curriculum with its behavioral objectives and accompanying task analy-
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ses was therefore developed to save time by eliminating the necessity of
teachers writing individual prescriptions for each child.
The concept of task analysis is based on the fact that for a child to
learn a complex skill it is necessary to break down that complex skill
into more simple skills and to teach each of them separately. The
curriculum purports to have done that.
It is believed that the list of behaviors in receptive and expressive
language, reading, writing, motor development, self help skills, and cognitive development are comprehensive in the sense that they begin at
minimal levels in each skill area and progress to a skill level that the
more able, primary level, moderately to severely handicapped child
might acquire in a school setting.
The curriculum is designed to be used in a program which designates The curriculum is designed to be
individual objectives for each child. Once the child is placed in the used in a program which designates
curriculum, it is expected (a) that the child will be moved through the individual objectives for each child.
various behaviors according to priorities established by the teacher and/
or the parents or parent surrogates, and (b) that each child's progress
through the various steps of the curriculum will be tracked in a continuous data system.

The curriculum is divided into seven major areas: (a) self help skills,
(b) receptive language, (c) expressive language, (d) writing, (e) reading,
(f) motor, and (g) cognitive skills. Within each of those major areas,
there are three possible subcomponents called skills, phases, and steps.
A skill is usually a complex behavior requiring the acquisition of a
number of subordinate behaviors before it is mastered. A phase is a
further breakdown of that particular skill and a step is usually a minute
breakdown of the phase.
Some examples will illustrate how major areas, skills, phases, and
steps are organized. For example, in the major area of self help skills,
one of the skills is dressing. Dressing is a complex skill including buttoning, snapping, unsnapping, tying, and other related skills. The various
phases in the skill of dressing are shown in Figure 1. The steps for Phase
V I I , "Put on Pants, Underpants" are shown in Figure 2.
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Figure 1.

The type of task analysis found
within the curriculum will vary
across skills, phases, and steps.

There is no need to move every
child through the curriculum
step by step and phase by phase.

For some students it is necessary
to break down the curriculum into
additional steps (branching).

The phases of the skill of dressing in the major area of self help.

These examples should make it clear that the type of task analysis
found within the curriculum will vary across skills, phases, and steps.
However, this is natural since the type of breakdown required for learning varies just as the nature of the task varies.
The curriculum is designed for a moderately or severely handicapped
child. It has been used with children of all handicapping conditions.
Some handicapped children may not be so severely handicapped, and yet
the curriculum can still be used with them. However, the detailed
breakdown into steps may not be necessary for their instructional programs. In some cases, a breakdown of phases may not even be necessary. For example, in the dressing skill a less severely handicapped child
may merely need to have someone describe to him how to put on his
pants, or model for him, or guide him through the procedure a number
of times. Then he may be able to do it himself. He will not need the
detailed breakdown of steps.
Therefore, the teacher who uses the curriculum should always strive
to have the child accomplish the terminal behavior in the skill before he
starts to teach the individual phases of a skill. The teacher should
always try to have the child accomplish a particular phase before breaking down that phase into steps. There is no need to move every child
through the curriculum step by step and phase by phase. A child's
movement through the curriculum should be dependent upon his own
abilities and the rate at which he can acquire the skills.
On the other end of the continuum of individual abilities of handicapped children is the child who is even more severely handicapped and
who may need further breakdown of the curriculum than that provided. When that occurs, it is necessary to engage in a branching tech-
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Figure 2.

1.
2.
3.
4.
5.
6.
7.

The steps of Phase VII, "Puts on pants, underpants," of the skill dressing in the major
area of self help.

Child
Child
Child
Child
Child
Child
Child

completes putting
completes putting
completes putting
completes putting
completes putting
completes putting
unfolds pants and

on pants when pants are pulled to thighs.
on pants when pants are pulled to knees.
on pants w i t h both feet in and pants at ankles.
on pants when one f o o t is in and the other started in.
on pants when one f o o t is started in.
on pants when pants are placed in front of h i m .
puts them on independently.

nique. Branching means adding additional steps or phases to one of the
existing programs.
For example, the task may be to teach a child to self feed using a
spoon. This is contained in the area of self help skills; the skill is
feeding, and the phase is self feeding with a spoon. The existing steps
are as follows:
1.

Move hand to mouth from dish and then back to dish.

2.

Release hand 1 inch from mouth; return spoon to dish.

3.

Release hand 3 inches from mouth; return spoon to dish.

4.

Release hand 5 inches from mouth; return spoon to dish.

5.

Release hand 7 inches from mouth; return spoon to dish.

6.

Release hand 10 inches from mouth; return spoon to dish.

7.

Release hand 13 inches from mouth (add any additional steps
required); return spoon to dish.

8.

Release hand immediately above plate; return spoon to dish.

9.

Release hand as food is scooped; and return spoon to dish.

10. Child scoops food himself and returns spoon to dish.
As the program is taught, the child moves from steps 1 through 8
with little difficulty. However, at step 9 a problem develops and the
child seems unable to accomplish this step. The teacher uses the most
powerful reinforcers at his disposal and the child still does not progress.
The decision then is to branch the program. In this case, the teacher
determines that the child needs some additional support and so writes
the following branching program for step 9:
9a.

Guide scooping hand by holding arm at wrist and release as food is
scooped.

9b.

Guide scooping hand by holding arm at lower arm and release as
food is scooped.

9c.

Guide scooping hand by holding arm at upper arm and release as
food is scooped.

9d.

Touch upper arm to cue scooping.

10.

Child scoops food himself and returns spoon to dish.

Although branching programs may at times be necessary for certain
children, the basic curriculum provides a sound foundation for those
branching programs so that usually only a few steps need to be written
and added to the existing program to modify it to provide a suitable The basic curriculum provides a
program for a particular child. Thus, the main purpose of a curricu- sound foundation for branching
lum—to save the teacher time and to provide a guide—is still achieved, programs.
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THE DATA SYSTEM
One safeguard that a good
curriculum should have is a
usable data system.

There needs to be a middle ground
data collection systems that allows
teachers to be sensitive to child
performance and still have time
to teach.

An updating procedure and some
criteria for deciding when to move
to the next task are extremely
important.

THE DELI VERY SYSTEM

There is an individualized program
written for each student
even in the group setting.

• One safeguard that a good curriculum should have is a usable data
system. Many people have used parts of other curricula and put them in
their own curriculum. Occasionally, language programs have been incorporated without the accompanying data system. This may be because
no data system was suggested or it was too complex to understand or
use. The results have been the lack of a usable system, except for some
pre- and posttests.
Evidence of the importance of a data system can be found by watching someone run a program with a child on a particular task over several
days while the student continues to fail, or watching someone repeat a
program for long periods of time after the child has mastered the task.
In either case that instructor is not using data to make decisions about
programing for that particular child.
Most of the data systems are too cumbersome. Teachers will say, "I
haven't got time to do that; I want to teach." There needs to be a
middle ground on data collection systems that allows teachers to be
sensitive to child performance and still have time to teach. In the
Teaching Research program we stress the need to collect continuous
data. We train people to take the data sheets with them on a clipboard
and become comfortable with marking each trail with a simple mark for
correct and incorrect responses. It is initially a cumbersome thing for
teachers to learn. They do not see the merit and they are not used to it.
They begin to see the merit when we teach them about updating procedures. We demand that programs be updated on a daily basis. The
teacher at the end of that day should examine the child's performance
and determine if the program has to be changed. Rewriting usually
consists of presenting the task in a different way, giving the child feedback in a different way, or changing the task itself.
The teachers at Teaching Research now have become very good at
this because the data system is simple and the curriculum is task
analyzed into steps. When a child has achieved the criterion that has
been set, there is a big circle noted on the data sheet. The teacher
simply indicates to move to the next step in the curriculum. By using
this system with the curriculum, we can avoid having the student experience a long series of failures or stay on a task he mastered a long
time ago. In one case we produce frustration; in the other, boredom.
An updating procedure and some criteria for making the decision
about when to move from one task to the next are extremely important. These procedures are not an integral part of most curricula.
Various curricula have sequences; when they are not used correctly, it is
usually because of the absence of a usable data system.
D After curriculum choice the major question becomes, "Once you
have a curriculum, how are you going to use it?" Concerning the concept of individualized instruction versus group instruction, we at Teaching Research distinguish between individualized instruction and individualized programing. There should be no group instruction without
individualized programing. There is a reason for each student being
there; there is a set of cues that the teacher is giving that particular
child and a set of consequences that are being delivered for him. Cues
may differ from the student next to him or they may be the same, but
at least it is individualized. There is a program written for that student
even in the group setting. Group instruction provides the ideal time to
reinforce those things taught in the individual session. One must seriously question the merit of teaching something in the individual session
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for which there is no plan to incorporate it in the group environment.
In group instruction there is another opportunity that often does not In group instruction there is an
occur in individualized programing: being able to deal with behavior opportunity to deal with behavior
problems. Behavior problems sometimes seem to disappear in secluded problems.
settings with a one to one ratio. The opportunity to reach over and
pinch Billy or to get hit by Billy is not there. A teacher will not find
behavior programs written into curricula, but this is an important part
of the daily instruction program. Therefore, we ask our teachers to
write behavior programs that can be used systematically and monitored
with simple data, just like a curriculum program. A classroom management system is important if a teacher is going to use any curriculum
effectively.
• The role of the teacher must change to that of manager. It is diffi- TEACHER AS MANAGER
cult for some teachers to change from the traditional teacher role,
where they work one on one with an individual student, to a managerial It is difficult for some teachers
role, where they have to orchestrate the whole classroom. The teacher to change from the traditional
has to take his skills and share them with several other people.
role to a managerial role.
We at Teaching Research recommend the use of paraprofessionals, a
new concept for most teachers. When we initially approached teachers
and asked them, "Do you want to use volunteers in your classrooms?"
most of them said, "Not really," because they had had a bad experience. But paraprofessionals can be effective if the teacher plays a man- Paraprofessionals can be effective
agerial role. He has to structure the situation so that he can have para- if the teacher plays a managerial
professionals running programs and monitor their performance. This role.
means he will have little time to do instruction with students except to
model for others in the classroom.
We also use an aide station in which the aide in the classroom will In an aide station with 5 to 6
have 5 or 6 children at one particular time. We have individualized children, an aide may work on
instruction areas where the teaching is conducted by the volunteers or generalization of a previously
the paraprofessionals. The student will work on a particular individual learned behavior.
task and then move to the group at the aide station. The task does not
end at that point. This is where the curriculum item is reinforced. We
work on the generalization at this group level. We try to see that the
behavior occurs across the environment, but we still use the individualized instruction period to try to get the behavior started. We then
look for ways in which we can generalize the new behavior into a much
more natural environment situation than the one on one.
The teacher then has to monitor his aide, see that the children are Aides can learn to handle much of
getting the correct program for the day, take data on everybody in the the updating on performance data.
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A teacher must lay out a program
clearly for the aides.

If volunteers are given a professional
approach to the child and a data
system to show them they are
doing well, the turnover is
drastically reduced.

THE ROLE OF THE PARENT
Each parent who has a child in the
program should also have a home
program.

In the "lunch box" system, teachers
and parents exchange information
daily and jointly decide program
changes.

classroom, and maintain responsibility for reviewing the data at the end
of the day and updating the programs. The aides can learn to handle
much of the updating. Our teaching staff now can do that updating in
about one minute per program. A child may have 8 to 10 programs so
that means about 10 minutes per child each day are used for updating
the curriculum items to be taught the next day.
The aide role is highly enhanced in this particular model of working
with the curriculum in that aides become very important. They are
working mainly with the group and they must keep moving from child
to child. Not only are they running stimulation programs with a particular child, they are also trying to carry over the curriculum items that
are being taught in the individualized instruction. They are working on
cooperative behavior and at the same time behavior problems. This is all
possible if the programs are laid out clearly for the aides. In this particular program there is very little " d o w n " time. Even during such times
we are looking for other things to take advantage of, e.g., on the way to
the lunch room or on the way to the playground, looking for things to
reinforce what has been taught in the other setting.
The paraprofessionals in our program run most of the curriculum
items. They do most of the individualized instruction. It is our feeling
that we can take a paraprofessional and in a relatively short period of
time—one week—train him to be able to run the individualized program
adequately and to collect data on its effectiveness. This is somewhat
more narrow than the traditional meaning of conducting a program.
The paraprofessional will have one particular student at a time, will be
told what set of cues to use, what kind of feedback to use, and when.
The teacher watches this carefully.
Some people say that it is impossible to find volunteers. Nonetheless,
we have been able to find volunteers in some remote places. Many times
we have used students from the high school and can usually get them
some high school credit for working. There are all sorts of organizations
that will volunteer their time. If they are given a professional approach
to the child, something to do that is specific and spelled out, and a data
system to show them that they are doing well, the turnover is drastically reduced. There are more reinforcers for volunteers working with
the severely handicapped than in any other volunteer program that I
know of.
• The parent's role in this issue about curriculum and its use is vital. We

at Teaching Research do not force parent involvement, but we certainly
stress that each parent who has a child in the program should also have
a home program that they are operating.
We use a variety of parental involvement systems. One such system is
the "lunch box" system where the progress data changes hands between
the school and the parent—on a daily basis. The teacher, mother, father,
and the other siblings decide to work on a particular area coordinated
with a school program. They should choose a similar set of procedures
to help coordinate the two activities. We require that the parents keep
data on what they are doing in the home and share it with the school. If
the teacher then examines those data and sees problems in it, he calls a
conference to discuss modifying the program. The mother takes the
data from the previous night, puts it in the child's lunch box, and sends
it to school with him or pins it on his collar. The teacher then sends the
day's data back to the home so that in many cases there is a daily
communication system back and forth on how the child is progressing
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on that particular curriculum item. Then the teacher, along with the
parent, will make a decision about when to move from this program,
when to branch it or go in a different direction, or whether to change
the item in some way.
• Where will educators get more of the kind of curriculum materials
that they need? Researchers need to develop some longitudinal studies;
there are few people around the country who are, in fact, looking at
infants. They need to discover behaviors and sequences that work for
those particular children, because most of the existing material does not
go low enough. (Most material has been generated on school age children since they are a captive group.) Another group for which there is
little information is that of the teenager and young adult. As educators
build materials for these individuals, they will need highly complex
curricula. These students will be asked to operate in a complex world in
which the social behaviors have to be examined just as systematically as
a simple motor movement. Educators are going to have to look very
hard at longitudinal studies with these particular groups of individuals.
Second, educators can do more by looking at horizontal studies
across varying handicapping conditions. It may well be that there are
some special concerns that instructors need to have relative to the
physically handicapped, to the highly seizure involved student, to the
autistic child, etc. Educators need more in depth studies across these
conditions, looking again for curriculum items, sequences, and suggested strategies for training the particular behaviors found to be important.
Third, educators are going to have to look closer at the teaching
process. They need more process information about service delivery.
There are many models available, such as the one described in this
chapter. Educators must look at those models for the reasons stated
earlier: The best curriculum in the world will be worthless if it does not
have a delivery system. Educators are going to have to specify, document, and lay out clearly how they are going to deliver the service on a
particular curriculum, get the information to the child, and orchestrate
the classroom in such a way that is maximally efficient.
At the present time educators have the vehicles to accomplish much
of the work needed in curriculum development, designing delivery
systems, and training staff. There are several federally funded demonstration centers in early childhood education and severely handicapped
centers. The responsibility of these centers is to develop materials and
model programs and disseminate their results through replication. If
they function the way they were intended, they will be able to save the
field a lot of unnecessary time spent rediscovering the wheel. I would
hope that the funding agency would support a program that has chosen
to replicate an existing program with already developed curricular
materials and a service delivery model. This would advance the development of comprehensive models more so than requiring that each new
project do something unique while tested models are not maximally
used.

Fredericks, H. D., et al. The teaching research curriculum for moderately and
severely handicapped. Springfield IL: Charles C Thomas, 1976.

LOOKING TOWARD THE
FUTURE
Researchers need to develop some
longitudinal studies, starting
with infants and continuing through
young adults.

Educators need more in depth studies
across various conditions, looking
for curriculum items, sequences,
and suggested strategies.
Educators are going to have to look
closer at the teaching process.
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Key Ideas
•

It is most important that teachers
of the severely handicapped serve
the role of skill assessor as well as
performance and program evaluator. In addition, the teacher must
take on the new role of interdisciplinary coordinator, a manager
of educational services.

•

This student population requires
a teacher who has a training background in such areas as eye
tracking and scanning skills,
object permanence, social interaction skills, task analysis, and
nonverbal communication skills.

• A critical factor in the training
model is that teachers who will
have classrooms for the severely
involved child learn to integrate
behavioristic theories and
developmental models.
•

The goal of in depend en t behavior
can be more readily attained by
severely handicapped students
when the teacher structures their
school experience and encourages
their home environment toward
this end.
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• Within the last 5 years educational programs for students with special needs have undergone a growth process. This growth spurt has
evolved into a broader scope of services to students and has also given
birth to public school programs which are more inclusive in regard to
the populations they serve. Due to these modifications in public school
programs, more and more students who may be described as severely,
profoundly, and multiply handicapped are receiving services. In many
instances, these students can be described as those who are nonverbal
communicators, have minimal self care skills, display limited socially
adaptive behaviors, and may also have one or more predominant handicaps such as a severe motor disability, blindness, or deafness. The
majority of this population also demonstrate cognitive skills which do
not surpass the sensory motor stages of development. These descriptors
of individual performance levels point to one basic issue: This level of
student is extremely dependent upon adults in the environment. An
individual who cannot communicate to others what he prefers to eat or
to play with, or cannot independently grasp onto a spoon or a toy
handle, is an individual dependent on others for control of his living
habits and desires. Therefore, when speaking about the educational
needs of the severely, profoundly, and multiply handicapped students,
educators must constantly keep in mind the major objective of decreasing dependent behavior in the severely handicapped and increasing their
ability to demonstrate self initiated behavior.
• In order to achieve this objective with all students, teachers must be
prepared to outline a program which will include the development of
independent self care skills, socially appropriate behaviors, communication systems and learning tasks, and experiences which will facilitate
the development of early cognitive skills. It has become increasingly
more important that teachers receive training in areas other than
instruction of reading, math, and vocational skills. This particular student population requires a teacher who has a training background
which includes programing for the development of eye tracking and
scanning skills, object permanence, functional object use, play skills,
social interaction skills, auxiliary communicative skills, and gross and
fine motor skills.
Skills which educators previously expected a child in school to possess are the areas which need the attention of teachers in classrooms for
the severely handicapped. Toilet training replaces the reading period, or
teaching a student how to suck on a straw fills the time once used for
instruction on telling time. The challenge is forwarded to the teacher
training institutions in the country to be alert and supply the future
teachers of these children with these vital programing skills.
In order for teachers to become exceptional educational programers
in the areas previously mentioned, it is also essential that teacher training models provide opportunities to examine the merits of behavioristic
and developmental learning theories in program development. One of
the primary requisite skills of teachers is the ability to use behavioral
learning concepts well in program development and implementation. It
is crucial that teachers receive the proper education in behavioral learning principles in order to systematically apply reinforcement, set up
appropriate contingencies, and define performance criteria. These are
fundamental skills for teachers who concern themselves with quality
instruction for students who may display very small increments of
improvement in their skill level or behavioral repertoires.

A PROGRAM GROWTH SPURT

The major objective is decreasing
dependent behavior in the severely
handicapped and increasing their
ability to demonstrate self
initiated behavior.
SKILLS THE TEACHER NEEDS

Skills which educators previously
expected a child in school to
possess are the areas which need the
attention of teachers of the severely
handicapped.

It is crucial that teachers receive
the proper education in behavioral
learning principles.
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Many of the students in this population may also have multiple
physical handicaps which will require special program considerations.
The teacher responsible for individual Therefore, the teacher responsible for individual instructional programinstruction must have an exceptional ing must have an exceptional command of task analysis in order to
command of task analysis, properly define the desired performance level and subsequently delineate the necessary steps to attain that level of functioning. For example,
a program designed to teach severely multiply handicapped students to
self feed will need to be refined to delineate each skill level from
swallowing, sucking, and lip closure to the ultimate skill level of using a
utensil to scoop food from a plate and exhibiting a well defined motor
pattern to raise the spoon and food to the mouth. As one examines the
types of skills which the severely handicapped should be taught to
master, it becomes evident that the teacher must be well versed in the
use of task analysis for program development.
However, the abilities to apply behavioristic learning theory in the
classroom and to use task analysis are not the only characteristics
required of a teacher in this field. An essential ingredient of the teacher
training model must be comprehensive training in developmental learning theory. Teachers have for too long been defining what they believe
to be appropriate tasks for the students to accomplish and then proceeding to teach without regard to the underlying cognitive functioning
involved in understanding or completing such a task. Teachers must be
provided with the necessary information on sensory motor and cognitive development in order to program accurately. For example, communication skills should not be taught with the expectancy for student
mastery without initially insuring that the students have had the experiences which are fundamental to the development of language concepts.
Such critical factors as object awareness and object permanence must
be examined while pursuing the development of language in a student.

