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Foreword

Articles in professional journals happily report marked
success in research-oriented programs for educating
special-needs children. The federal government awards
millions of dollars in grants and contracts to state agen-
cies, school systems, and educational organizations for the
development and implementation of more effective edu-
cational programs. Special education receives favorable
reportage in newspapers and magazines and is the subject
of hopeful and heartwarming television programs. In
my experience, however, few persons in the system for
delivering services to special-needs children, who have
the daily and long-term responsibility for the welfare of
the children, are very happy.

School boards, for example, complain about the ex-
pense of special education programs and about the needs
of the other children. Special education administrators
describe their jobs as having too many conflicting de-
mands, too little direct authority, and too little access to
enough money for enough time to deliver comprehensive,
high-quality services. Teachers describe themselves as
being isolated in a large system. They assert that the
demands of their jobs are not well understood and that
their hard work is often not appreciated. Parents argue
that there is little recognition or understanding of what
they have been through, and that they have little oppor-
tunity to have an impact on the planning and administra-
tion of the services their children receive. Parents also
note their dissatisfactions with services being delivered:
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the poor curriculum, the lack of therapy (speech, phys-
ical), and the insufficient communication with teachers
and administrators. Children, finally, express their dis-
content in worsening patterns of physical aggression,
truancy, teasing, self-stimulation, inattention, and tan-
trums. The bottom line, then, is that in spite of the
concern, energy, and money expended, a number of
children are not getting the education which they need
and to which they are entitled.

Unraveling the Special Education Maze examines this
situation and offers a method for change. Three main
ideas run throughout the discussion. The first is that
parents do occupy an important position in the special
education delivery system, but they are either largely
excluded from participation, or, through passivity or fear,
simply fail to effectively participate when the system is
open to them. The relationship between parents and the
school system is understandable in terms of the sequence
of experiences undergone by many families.

The parents of a special-needs child experience sadness,
bewilderment, and anxiety regarding their child’s condi-
tion, his or her future, and their own sense of self-worth.
Typically, parents spend many years making the rounds
from one professional to another in the search for under-
standing of their child’s condition, a prognosis, and
recommendations for practical actions which they and
others can take to help the child. In the process, they may
spend a great deal of time, effort, and money and often
obtain conflicting opinions and recommendations which
do not seem to produce much beneficial change in their
child. Moreover, as time goes by, the parents may feel
(and may be) isolated from their own families, from
neighbors, and from the community—yet the daily effort
of rearing and coping with their child continues and per-
haps becomes more difficult.

In the long run, the parents may become very sensitive
to the opinions of others and afraid to assert themselves
with professionals because they see themselves as incom-
petent or because they believe that by doing so they may
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lose what services are being made available. Or, they may
be so burned out that they wish to leave the whole job to
those who are legally mandated to educate their child.

Some parents, on the other hand, become very angry or
at least assertive. They may demand that certain services
be delivered and may escalate the intensity of their
demands when they feel frustrated. In this case, a cycle of
increasing hostility between the school personnel and the
parents is maintained, often to the detriment of all
parties, especially the child.

The second main idea is that most of the shortcomings
and problems in special education are the result of the
inadequate organization of services rather than a lack
of commitment on the part of workers in the system. The
organizational sources of difficulty are numerous. For
instance, the service delivery system has multiple, con-
flicting goals or functions. It is designed to simultaneously
train students in basic skills, educate them in more aca-
demic skills, enculturate students so that they can become
members of the larger social system, baby-sit for children
while their parents work away from the home, and take
custody over and control children whose behavior is
difficult or impossible to manage. On the other hand,
workers may expect or want the system to provide a
livelihood, a sense of self-worth, and an opportunity to
acquire skills enabling them to move onward and upward.

Although there is not the space here to fully address
each one, other organizational sources of shortcomings in
the delivery of special educational services include the
following: (1) the wide range of children’s needs to be
served; (2) the relative isolation of special education in the
school system; (3) the unclear or conflicting lines of
authority among teachers, aides, special education ad-
ministrators, school principals, and directors of pupil
personnel; (4) the relative absence of criteria for evalu-
ating the quality of instruction provided independent of
changes in students (perhaps stemming from disagree-
ments among theoreticians and researchers); (5) the diffi-
culty of altering the behavior of teachers (because of
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unionization, tenure, or absence of evaluation criteria);
(6) the use of services provided by persons and organiza-
tions with virtually no commitment to the school system
(such as cab companies, consultants, private schools, or
diagnostic clinics); and (7) the often antagonistic relation-
ship, or, more generally, the lack of a productive working
relationship between the school system and the parents.

In general, long-term results of these types of organi-
zational problems include difficulty in planning and
delivering a comprehensive set and sequence of services
to meet the needs of all the children; the development
of behavior patterns among workers which contradict
many of the goals of the organization; difficulty in
evaluating both the process and outcomes of the educa-
tional program in a way that prescribes changes; difficulty
in making fundamental changes in the organization itself;
and increasing frustration and despair among workers,
leading to half-hearted efforts and staff turnover.

The third idea that pervades the book is that parents
can make important contributions to the system and can
help to change it for the better—both for their own child
and for the children of others. In spite of the organi-
zational and personal problems, they can learn to under-
stand the organization of the special education system, to
evaluate services as well as their child’s strengths and
needs, and to develop the skills and will for communi-
cating effectively with special education personnel.

This last idea is not wishful thinking. Both Ms. Cutler
and I have found that, during the course of our training
programs for families, many parents are able to transform
their intimate and previously unarticulated knowledge of
their children into precise descriptions and prescriptions.
They learn to evaluate their children’s strengths and
needs and to plan comprehensive, long-term educational
programs. They learn to evaluate the quality of an
educational program and to make recommendations for
change. And they become angry when their suggestions
(often easy to institute) are not adopted (and sometimes
not listened to) by school personnel who feel threatened,
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harassed, or overworked. Some then become advocates
for special-needs children, working very hard to produce
change in the system.

The past decade seems to have shown that substantial
improvement in the effectiveness of special education
services will not be produced merely by the addition of
money and personnel to existing systems. Perhaps what is
needed is a productive relationship with parents, through
which feasible and acceptable goals can be established,
the knowledge of the parents can be integrated in the
school and the knowledge of the teachers can be dis-
seminated to the home, and services can be continually
evaluated and revised.

This book was written primarily for parents, to help
them to institute and maintain a productive relationship
with special education systems, or, in the case of organi-
zational resistance, to work to obtain the services their
children need. However, the book will be equally use-
ful to caring educators and to other professionals. It
will help them to understand the position in which
parents find themselves; to enlist parents as partners in
developing appropriate educational programs and obtain-
ing needed services; and to teach parents advocacy skills
as part of training programs and support groups.

And no one could be better suited to portraying the
points of view of all those involved in special education
than Barbara Cutler. Simply stated, Barbara Cutler has
been there. She is the parent of a twenty-three-year-old
autistic son. Because of his unmet needs (educational,
social, and therapeutic) she became involved in AMIC, an
organization of parents of autistic children in Massa-
chusetts, and has twice served as its president. Her first
serious experiences with systems came about through her
advocacy efforts on behalf of autistic children. From a
quiet and compliant parent, she became a leading advo-
cate, assisting key Massachusetts legislators in reviewing
and revising the document which was to become the state’s
model special education law. She has served on the Task
Force on Children Out of School, and the Massachusetts
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Special Education Advisory Council, and currently serves
on the Massachusetts Developmental Disabilities Council.

At the same time she was learning to become an out-
spoken and competent advocate, she earned her master’s
degree in education from Harvard University. After she
trained in a special education classroom in a public school
setting, she went on to direct a small model program for
very handicapped adolescents. As Regional Mental Retar-
dation Coordinator for the Massachusetts Department of
Mental Health, she gained insights into the operation of
still another service system.

From 1977 to the present, Ms. Cutler has been the Head
Trainer on my project, Community-Based Training Pro-
grams, which is funded by the Experimental and Special
Projects Branch of the National Institute of Mental
Health. In her capacity as Head Trainer, Ms. Cutler has
been able to employ her knowledge of the service delivery
system and of parents’ experiences in it, her educational
skills, and her advocacy skills to the task of helping
parents educate their special-needs children.

Over the years, Ms. Cutler has earned the trust and
admiration of a large number of parents and profes-
sionals who have come to value her insights and experi-
ences, and appreciate her determination to deal publicly
with issues which affect the welfare of handicapped chil-
dren and adults and their families.

Martin A. Kozloff
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Many parents are quite literally in the dark about the
rights of their handicapped children to a decent and
appropriate education. Others may have heard something
about the new special education law for all handicapped
children, but they believe that their children are too
young, too old, too handicapped, or too difficult for the
public schools to educate. Yet all children, with or with-
out handicaps, are entitled to a free public education.

Some public school systems, in their indifference to the
needs and rights of handicapped children, are like mazes
that bewilder parents trying to reach the goal of appropri-
ate and beneficial services for their children. These
parents find their efforts leading them to dead ends or
through the same paths they have wandered in many
times before. They have no way of judging how close or
how far they may be from the goal. They need something
to guide them.

Public Law 94-142, the Education for All Handicapped
Children Act, is the map that can straighten the winding
paths of the maze and lead handicapped children to the
brighter future which the right educational services can
bring. It provides parents with ways to avoid the dead
ends and to keep moving forward.

For parents who are now frustrated by or uninformed
about the educational system and its obligations to their
children, this book offers the chance to learn how to use
Public Law 94-142 to get to that more promising future
their children deserve and to which they are entitled.
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One

You're Entitled . . .

Elizabeth is eight years old but can say only a few words to
express her needs. She can’t dress or wash herself without
a great deal of help from her parents. For three years she
has been in the same class, where she spends almost two
hours each day working on puzzles. Her parents want her
to learn more language and self-help skills.

Ms. Graham is a special class teacher who is trying to get
more help for her students from the speech therapist and
the occupational therapist. But they are scheduled by the
special education director for only one hour each week.
She is equally frustrated by the denial of her request to
move her classroom to the floor where the cafeteria is so
that a physically handicapped student can eat lunch with
the other students. When her students’ parents ask about
therapy or relocation, she merely shakes her head.

Sam is eighteen but is not easily understood when he
speaks. Last year he started to act out. One day he threw a
book across the room and struck the teacher. The princi-
pal expelled him because the school can’t deal with him.
His parents can find no other programs for him, so Sam
just sits at home and waits.

What do these stories have in common? They are all
about children with handicaps who, in spite of requests
by teachers and parents, are not receiving the educational
services they need and to which they are entitled under

Public Law (P.L.) 94-142.
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WHAT P.L. 94-142 MEANS FOR
YOUR CHILD AND YOU

By now, most of you have probably heard that P.L. 94-142
(the Federal Education for All Handicapped Children
Act) guarantees a free and appropriate public education
to all handicapped children. But many of you may not
yet be fully aware of the important role which you, the
parent, have to play in helping your child derive the
maximum benefit from the law—an educational program
designed and delivered to meet your child’s unique
needs. P.L. 94-142 gives you the right to actively partici-
pate in the process of developing an educational plan for
your child. You can have a voice in determining your
child’s educational career by becoming your child’s advo-
cate, which means demonstrating your concern for your
child and your commitment to his future by giving as
much time and energy as are necessary to help him obtain
those services to which he is entitled. It can be hard
work, but it can make the difference between a good
program and a poor one.

“Why,” you want to ask, “if the law says the school
systems must educate my child, do I need to become a
parent advocate? Isn’t the school staff responsible for
finding the right program?” The answer is that of course
they are responsible! However, school systems serve many
children, and may overlook some of them, especially
handicapped children, when priorities are being set.
When the school finance committee orders the superin-
tendent to keep costs down, who will insist that your
child get the speech therapy he needs so badly? It won’t
be the special education director or the teacher or the
speech therapist. No matter how well-intentioned, con-
cerned, and competent they are, they still take their
orders from the superintendent. If you don’t advocate for
the service, your child’s needs may be forgotten.

P.L. 94-142 is a declaration of your child’s educational
rights and of your right as a parent to participate in the
educational process. It is a guarantee like any other guar-



