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ABOUT THE PROGRAM

TOPIC:

"COUNSELING PARENTS OF CHILDREN
WITH MENTAL HANDICAPS'

The emotional impact of mentally handicapped children in our socid
community has brought about constructive individual and group action by
parents seeking to understand, to live with, and to plan for the problems
presented by children who have been denied a normal life experience.

In 1950, the credtive force of the firs organized parents group, the
National Association for Retarded Children, came into being in Minnea-
polis, Minnesota. This nation-wide parent movement, reinforcing the pro-
fessona contributions of The American Association on Mental Deficiency,
has pioneered for improved community services, it has worked unceasingly
for state and federd legidation to provide specid education classes for the
retarded; it has sressed the need for more adeguate national, state and
private research funds through which to study this long neglected problem.

Parents everywhere have done a great ded for their handicapped
children. However, counseling services for the parents themselves have been
sporadic and child-centered, leaving them to struggle with their own mixed
feelings about rearing and planning for their child.

The 1958 Spring Conference of The Woods Schools represents the
coordinated effort of severd organizations dealing with these problems,
held in cooperation with the University of Minnesota.

The program deds with the scope and practice of parental counseling
from the time of first knowledge of retardation to the time of using com-
munity or residential school facilities.

Other agencies participating are the Minnesota Department of Public
Welfare, the Mayo Clinic, the administration of the National Association
for Retarded Children, the Minnesota State Board of Education, the
Philadelphia Child Guidance Clinic and the Sheltering Arms Day School
of Minneapolis. The conference topic is keyed to a sensitive interpretation
of the relationship between natural parental expectations and the over-dl
persondity development of mentally handicapped children.
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FIRST SESSON

MAYO MEMORIAL AUDITORIUM May 2, 1958
UNIVERSITY OF MINNESOTA 8:00 P.M.

MR. EDWARD L. JOHNSTONE, president, The Woods Schools, Presiding

INTRODUCTION TO THE FIRST SESSON

CHAIRMAN JOHNSTONE: Ladies and gentlemen, the 1958 Spring Con-
ference of The Woods Schools, in cooperation with the University of
Minnesota, will please come to order.

May | ak the Reverend David W. Preus, Lutheran Campus Pastor
of the university, to offer the invocation.

THE REVEREND DAVID W. PREUS: O God, whom we address as a per-
son, who became a person for our sake, who is the creator of persons, who
does encourage us to love persons, wc thank Thee for the persona love that
has gone forth in The Woods Schools and al such ministering groups.

We thank Thee for the appointments as cariers of Thy love.

Help us and al men to see beyond exterior strangeness, beyond size
and shape, race and nation, ability and guilt, to the person resident in each
human body.

Teach us, we pray Thee, to love and honor each person who lives
with Thee.

Grant that this conference may help us to this end, through Jesus
Christ, our Lord. Amen.

CHAIRMAN JOHNSTONE: On the day after Christmas in 1956, Mrs.
Paul Christopherson of Minneapolis detached hersdf from holiday activities
long enough to write me a most beguiling letter. In it she presented a
vey logica sequence of reasons why The Woods Schools should select
Minneapolis as the locale of our 1958 Spring Conference.

Immediately thereafter, distinguished members of the faculty of the
University of Minnesota, representatives of the State Department of Public



Welfare, and others wrote enthusiastically urging that we accept no sub-
stitute for Minneapolis this year.

The invitation was most flattering. More important, however, has
been the cooperation of the Minneapolis local committee in connection
with planning the program and in making local arrangements for your
reception here.

So, at the very outset, | take this opportunity to express warm appre-
ciation to university officids to agency representatives and to the inter-
ested citizens who have made this Conference possible.

We at The Woods Schools are honored to be identified with the
University of Minnesota in this cooperative effort. | shall not take time
to name individualy al of those to whom we are indebted. However,
Dr. Maynard Reynolds, Dean Walter Cook, Dr. Harriet Blodgett, Miss
Mildred Thomson, Mrs. Christopherson, as well as University Relations
Director William Nunn and his co-workers, Mr. William T. Harris and
Mrs. Jean Lovaas, are among the many who deserve the thanks of al of us.

In addition, a word of gratitude is due the public press in this area for
excellent newspaper coverage and to KTCA-TV, for the two half-hour
programs on the University of Minnesota TV Journa. | might aso add
that other televison and radio stations, including KUOM were most
cooperative and helpful.

The foreword in your printed program sets the stage for the content
of this series of meetings. It lists a distinguished roster of participants who
possess unusua qualifications.

On the platform there are certain people that | would like to introduce
at this time and the firg that 1 am going to call upon is Dr. Walter W.
Cook, dean of the College of Education, who will welcome you on behalf
of that college.

Dr. Cook, a native of lowa, received his undergraduate and advanced
degrees from the State University of lowa His biography indicates that
during his early career days he was associated with the Nationa Map
Company. Obviously, he has been putting places and programs rather
prominently on the map for severd decades. From public school work, he
moved forward to identification with such organizations as the National
Advisory Committee on Education; Eastern lllinois State Teachers College;



the universities of Chicago and Pennsylvania and then to the University
of Minnesota. Here he advanced from associate professor to full professor
and, in 1952, to dean of the College of Education.

In World War |, Dr. Cook served with the 87th Division of the
A.E.F. in France. In 1943, the Army Engineers recalled him in a con-
sultative capacity to design buildings, formulate curriculum, and select
staff for the Los Alamos schools when the atomic project was initiated there.
His membership in professona societies, associations and academies is
extensive.

| now present to you Dean Cook . . .
DR. WALTER W. COOK: Thank you, Mr. Johnstone.

Ladies and Gentlemen: It is now more than a year since | wrote to
Mr. Johnstone and the trustees of The Woods Schools suggesting that the
University of Minnesota be the site of the 1958 Spring Conference on
Exceptional Children. An informa group of university daff members and
others in our community had suggested the appropriateness of the invita
tion . We were aware of the distinguished quality of this conference series
and were hopeful that we might have its immediate stimulation and rewards
for Minnesota in its centennial year. We are most pleased that the confer-
ence is now in sesson on our campus.

We like to believe that Minnesota provides an especially appropriate
totting for the conference. Minnesota has dways been forward-looking in
its programs for exceptional children. At least since the time of the Chil-
dren's Code of 1917, Minnesotas legidative provisons and its programs
lor exceptional children have frequently been considered models for the
nation. We are particularly mindful and proud, in view of the theme of
tin's conference, of the leadership Minnesota has given to programs con-
-erned with mentally handicapped children in the persons of Dr. Fred
Kuhlmann, Professor Florence Goodenough, Miss Mildred Thomson, Dr.
E. J. Engberg, Dr. Grace Arthur and many others.

In very recent years, our programs for exceptional children have been
revicwed and revised. A distinguished group of legidators—under the chair-
manship of Senator Elmer L. Andersen—studied programs for exceptional
children during the period 1955 to 1957 and succeeded in securing passage
of a pattern of legidation which equips us wel to move forward in the
future.



Indeed, programs for exceptional children are being strengthened on
every front in Minnesota. This conference follows by only one week the
concluson of a series of seven Governor's conferences on Exceptional
Children at which health, wdfare and education offidds from al parts of
the state have met to consider means by which programs of al types may
be pressed forward.

During this past week, plans for a state-supported comprehensive
diagnostic and treatment center for disturbed children have been announced.
These are some illustrations of the busy Minnesota scene in gpecid
education.

We have had especialy good opportunity to observe and work with
parents of exceptional children. Parents have provided the basic stimulus
for much of the improvement and expansion of programs for handicapped
children in recent years. As they have formed their various associations, we
have witnessed their growing strength, maturity and effectiveness.

We appreciate the fact that they have worked so constructively with
us at the university. They have shown much interest in the College of
Education, and this is aso true of other divisons of the university. Their
interest in research and training programs has come earlier than most of
us would have predicted.

We congratulate The Woods Schools on its continuing leadership in
sarvices to children and especidly for the recent development of the new
research center. I'm sure The Woods Schools feds a red pride in this
program addition. We have aso been able to make substantial additions to
our own research, training and service programs for exceptiona children,
under the able leadership of Professor Maynard Reynolds.

Mr. Johnstone, we join with you in presenting this conference at a
time when our total state program of special education, including our uni-
verdty program, has promise of important progress.

It is especidly pleasing to us that this conference is to be concerned
with parents of exceptional children. To be sure, parents need to be better
understood and counseled more adequately.

| hope that the parents who are present and those who will later read
the proceedings of this conference will interpret the tota program as a



tribute to their good work and for the sense of rea partnership they have
built and are sharing with us in al phases of specid education.

On behalf of the College of Education and the loca planning com-
mittee, | extend to al representatives of The Woods Schools and to al
guests of this conference a very sincere welcome.

CHAIRMAN JOHNSTONE: Thank you, Dean Cook, for your message of
welcome.

| don't think it has been my privilege to introduce a more dis-
tinguished scholar, humanitarian and gentleman than your next speaker.

Though he was born in Minnesota, the states of New Jersey and
Pennsylvania (via Hill School, Princeton and the University of Pennsyl-
vania) make certain clams upon him.

Many honors have been accorded this man, both in this country and
abroad and, in esch instance, they have been eminently merited.

| have been advised that he has been named an Honorary Fellow in
the Royd College of Surgeons in England and that he will go to England
in July to receive this citation.

The name Mayo is uttered with respect and with esteem. To bring
you greetings from the University of Minnesota, | am honored to present
a member of the Board of Regents—Dr. Charles W. Mayo . . .

DR. CHARLES W. MAYO: | have dways wondered in my own mind just
at what point a child is called mentally handicapped or not. Actualy, | do
not know at what point that is. | am, as the father of eight, a bit suspicious.

| am happy that you have selected the topic that you have, "Counsel-
ing Parents of Children with Mental Handicaps®, because that redly is a
broad subject.

As | understand the situation, this takes in about ninety percent of
the so-cdled mentally handicapped—there being only ten percent in
institutions.

One might develop a subject for this occasion and perhaps entitle it:
"The Mentally Handicapped Child — a Liability or a Parental Asset".



It has been my feding that those parents who have individuals in
their families who have handicaps of some sort, mental or otherwise, and
who have accepted it and who have cooperated in every way for the benefit
of that individual, find that this family is better because of what has hap-
pened. Once adjustment is made, the finest things from the soul of the
human being are brought forth into the light, namely tolerance and under-
standing. Parents who have children of this type are, | think, better
citizens because of it, and usudly contribute much to their communities in
addition to the problems they have as a family.

| believe it was Winston Churchill who said about the United Nations
organization, "If we did not have it, we would have to create one." The
same thing might well be said about The Woods Schools. What they have
accomplished is important in al phases of mental work, in al states and
in al countries.

It has been a pleasure to be with you and again my greetings and the
hope that this conference will be a stimulating one for each one of you.

CHAIRMAN JOHNSTONE: Thank you, Dr. Mayo, for those encouraging
words.

At this point, since there are no trustee members of The Woods
Schools present tonight, | would like to convey to the participants and to
this audience the very warm greetings of Dr. Leon J. Obermayer, chair-
man, and al other members of the board of trustees of The Woods Schoals.

To keynote this Spring Conference program, we are fortunate in
having a man who might well be described as "a rising young man in the
field of education". The biographica data which he submitted was modest
to the point of being terse. It follows:

Formerly on the gdf of the University of Minnesota, John W.
Bystrom is presently an instructor in the department of speech and drama
at Hamline University, St. Paul. He has served as a director of the Min-
neapolis Citizens Committee on Public Education and as secretary and
director of the Citizens League of Minneapolis and Hennepin County.

Having earned his B.A. and M.A. degrees from the University of
Minnesota, he is currently completing work on his doctorate.

He is co-author of "Communication Through Speech", published in



1950 and is a member of severd educational associations. He resides with
his wife and three sons in Minneapolis.

It is a pleasure to introduce the President of the Minnesota State Board
of Education, John W. Bystrom, who will address you on the topic: "The
Parent Counselor— An Emerging Professonal Resource”. President
Bystrom . . .



"THE PARENT COUNSELOR—

AN EMERGING PROFESSIONAL RESOURCE"
By

JOHN W. BYSTROM

MR. JOHN W. BYSTROM: Thank you, Mr. Johnstone.

Ladies and Gentlemen: Goethe once commented that there is nothing
which lends more dignity to man, nothing which ennobles him more than
life in a state which is commensurate with his humanity.

In this sense it can be said that Mollie Woods Hare and later the
trustees of The Woods Schools have ennobled al of us with their dedica-
tion to the problems of the exceptional child. By conferences such as these,
they continue to broaden our understanding and urge us on to the day when
we can truly sy that there are no forgotten folk in our society.

It was in 1851 that the Minnesota territorial legisature delegated to
the Judge of Probate Court the care and custody of "idiots, lunatics, and
persons of unsound mind."

From that day to the present, we have seen an ever-increasing enlight-

enment in the approach of organized society to those with mental de-
ficiency.

Although aways bound by the attitudes and conventions of the time,
we in Minnesota can point to a number of evidences of hospitality to
progressive idess in the area of the mentally handicapped. It was at Fari-
bault that Dr. Frederick Kuhlman pioneered in mental test methods in one
of the nation's first research programs on mental retardation.

One of the first experiments in public school programs for those of
very limited abilities was held in St. Paul. In 1950, the National Associa
tion for Retarded Children was organized in Minneapolis, in part because
the vigorous activities of local parent groups gained national attention. Both
political parties have a history of advocacy in behaf of the mentally handi-
capped, a tribute to the attitude of our citizens.

In recent years Minnesota has made marked progress in its programs
for the retarded and other handicapped children. Notable steps by the
state government began with the formation, in 1955, of a Legidative In-



terim Commission on Handicapped Children. This Commission made a
detailed study and produced a comprehensive report.

In 1956, Governor Orville L. Freeman expressed his concern over
the problems of the handicapped which grew out of the physica rehabilita-
tion which he experienced after being serioudy wounded in World War 11.
He appointed an Advisory Committee on Exceptional Children, under the
chairmanship of Dr. Maynard Reynolds of the University of Minnesota.

As a result of these activities, there were presented to the 1957 legis-
lature proposals which embodied a new and dynamic approach to the
problems of specid education and most of the recommendations were passed.

In regard to the mentally deficient child, four provisons of the laws
are notable:

First, it has become mandatory that every public school shal provide
specid instruction and services for educable handicapped children of school
age who are residents of the school district.

Second, a permissive bill has made it possible for every school district
to provide specia instruction for trainable children of school age who are
residents of the school district.

Third, an advisory board on handicapped, gifted, and exceptional
children wes created, with its twelve members to be appointed by the
Governor.

Fourth, within the Department of Education four new positions in
special education were approved and have now been filled. In addition to
a Director of Specid Education, Mr. James Geary, we now have consultants
for speech handicaps, for deafness and for mental retardation.

Furthermore, monies were appropriated for the encouragement and
development of teacher personnel and a program, centered at the University
of Minnesota, is now wel under way.

As a result of these new laws, an immediate and pressing problem in
Minnesota today has become the proper fulfillment of the legidative in-
tention.

| have observed, from the vantage point of the State Board of Edu-



cation, the development of this new program and have become acquainted
in a small way with the problems for the parent and the child which
accompany mental retardation. It is within the limitations of this experi-
ence that | direct my attention to the subject of this conference—the
counseling of parents of retarded children.

My firg proposition tonight is that services for handicapped children
are less than adequate unless parent adjustment is considered as an integral
part of the program and parents are alowed an equa partnership in the
struggle to provide adequate services.

To al of you this may seem so evident as to approach triteness. How-
ever, the present status of services available to the parent suggests to me
that it is still worthwhile to discuss the values gained from involving the
parent in a program of services for the retarded child.

It will be my second contention that effective parent counseling is the
prime means for tapping the vast resources for good which lie in the
frustrations, guilt-feelings, anxieties and hostilities which are often the
burden of the parent.

Of course, parent counseling is not to be justified alone by the strength
it brings to the service. More important is the contribution it makes to the
successful adjustment of the parent and the opportunity it provides for
the handicapped child to adapt to his environment. However, consideration
of these latter points is on the agenda of this conference and can best be
left to the experienced professional for comment.

The recent development of services in Minnesota is one evidence of
how the parent working with the professona can improve available pro-
grams. It has been made clear that the parent is an important resource in the
strategies and tactics by which those partisans of the handicapped seek to
construct a society which will actively extend itsdf to prepare the handi-
capped child for the road ahead, as well as to prepare a road over which
the child can travel.

That is my first reason for stressing the important role of the parent.
In a sarvice amost totally dependent on government for its resources,
parents are vital in meeting the chalenges of politica participation neces-
say to make up for past neglect of the handicapped.

Referring to the new Minnesota program, | once asked one of the



participants in the conference we are now attending: "How did it happen?"

"1t would not have happened,” he said, "without the parents. The pro-
fessona would not and could not have done it alone."

It was John Stuart Mill who stated that "in politics, as in mechanics,
the power which is to keep the engine going must be sought for outside
the machinery."

With this as a guide, let us look at the Minnesota development. It
was a group known as the Minnesota Council for Specia Education which
became the prime striking force, ultimately bringing to bear a vast network
of professiona organizations, parent groups, and service organizations in
the field of the handicapped.

Senator Elmer Andersen, the very effective Chairman of the Legis
lative Interim Committee on Special Education, once referred to this
group as the main instigators of that committee.

There are two characteristics of the council which | regard as important.

First, the organization represented a joint approach by interests in a
variety of phases of gpeciad education. All the eggs were put into a single
basket marked "exceptional children" — the case for the retarded child
along with the rest.

Secondly, the organization represented complete and unreserved cooper-
ation between the professond and the parent.

Successful public services are not created overnight, by a single master-
stroke. It requires continued interest. Active concern by the public must
be expressed at every point where decisons are made which affect the
nature and quantity of these services. In the public school system, in
particular, authority is so widely dispersed between so many agents that
public concern must be of substantial sze to be effective. Here the mature
parent of a handicapped child is the principa resource to which the pro-
fessonad must turn.

Among the saven members of the Minnesota State Board of Education,
there are two who have had an intimate connection with special education.

One, Mrs. Henry Kramer, had worked as a lay helper with Sister
Ann Marie at the Christ School for Exceptional Children in St. Paul.



A second, Mr. Wayne Bassett, is the father of a cerebral palsied child.
To him | owe much of my very limited knowledge in this field and | regard
him as a kind of prototype of the mature, objective parent about whom |
am talking. As a state representative, Mr. Bassett served on the Legidative
Interim Committee on Speciad Education. He was a director of the Minne-
sota Council and is now active in the development of a multi-county
school for the handicapped at his home town of Worthington, Minnesota.
| emphasize Mr. Bassett's contribution to point up the sgnificant role of

a parent if he adlows the tensions of his experience to be released in action
for the general good.

The presence of these members on the State Board of Education is

an assurance of an aggressve concern in matters relating to handicapped
children.

It has been said that parents are in the best position to say what help
they need and how a program is working. They provide an important
sounding board for the alert administrator and a test of the effectiveness of
a going program.

| know of one case in which loca parents of retarded children, having
started a home instruction program in their community, wanted to place
it under the aegis of the local school board. They were confronted with a
report that an Attorney General's decision stood in the way; and their
own superintendent seemed to them to be willing to let matters stand at
that. Spokesmen for the group confronted firs one and then another re-
sponsible offidd as they progressed up the ladder of command. They
became supplicants before the legidature and ultimately they prevailed;
but only after many letters and many hours in conference.

It requires high motivation at times to get things done and it is
encouraging to observe here in Minnesota that our administrators are
aggressively developing channels to the parent, calling him in as a consultant
and as a friend and making use of his experiences.

There is dso a third point. The mature parent can be a direct aid
to the professona by helping in the process of parent counseling.

Mrs. Letha L. Patterson of St. Paul, one of the founders of the
National Association for Retarded Children, wrote of a "pro" who was
once afrad of a "lay" movement, but now frequently requests "that some
mature couple cal upon parents who have learned that their child is



retarded.” He has found, she writes, that parents who have successfully
faced their problems can offer to new families a specia kind of help which
transcends his own professonal services. Further, he has seen the ther-
apeutic effects of parents working together in common cause.

Finally, the parent can help to meet the challenge of interpreting the
program to the public. Mr. Geary, our director of Specia Education, tells
me that in areas of Minnesota where school programs for retarded are being
considered for the firg time, he has observed that many superintendents
begin by encouraging the development of a parents organization. For, in
this little understood field where program costs may be high, especidly in
sparsdly populated aress, the officdd feds the need for advocates who can
interpret the program to a large segment of the locd community.

Now, when | discuss the contributions which can and have been made
by parents, | must hasten to add that | am not referring to all parents of
the retarded.

Parents who are to be treated as partners with the professonals and
who may be effective agents and spokesmen for extending services for the
retarded are persons who have reached a stage of persona development in
which they ask themselves the question, "What can | do for others?"

It was Dan Boyd, a New Jersey parent, who described three stages in
the growth of a parent of a mentally retarded child.

First there is the stage of self-pity—"Why did this happen to me?"

Next is the concern for family—"What can | do for my child and my
family?' .

Finally there is the third stage, when he has attained to a deep desire
to help and be of sarvice to others in like circumstances.

These stages are not, of course, mutually exclusive, but they help in
establishing our meaning.

So, having noted briefly the benefits which adjusted parents can offer
to a total program for retarded children, we must now turn hopefully to
the function of parent counseling to secure these benefits.

The way parent counseling is being handled in Minnesota, | suspect,
represents the prevailing pattern for the United States. In some places there



are strong programs; in more places there are informal efforts; and at many
points parent counseling is provided in theory while, as a practical matter,
it is wesk or non-existent. In brief, there is no strong pattern or structure
for parent counseling within the the state. As one professiona put it, the
parent must largely "run into it".

However, | fed sure that it is not unrealistic to say that the impact of
this conference on loca thinking could well set in motion activity which
will lead to further development of parent counseling in the state.

We may perhaps conclude, from our Minnesota scene, that the need
for parent counseling is recognized but that experience has not been
aufficient "to know al the answers' as to the place of parent counseling
and the way it should function in a comprehensive program for retarded
children.

| would like to point briefly to some developments in Minnesota
which have a bearing on the programs for retarded children where parent
counseling might best function.

Just last month a report was released by a subcommittee on Trainable
Retarded Children from the Governor's Advisory Board. In it the committee
recommends "that the lifetime program for trainable retarded be placed
under the supervision of the State Department of Public Welfare." This
then makes the county wefare board an obvious point to consider for
development of adequate parent counseling.

The same report states: "During the time the child is in school, all
features of group classes for trainable retarded children—the specifications
of dass size, entrance requirements, curriculum and other considerations—
shal be determined by the Department of Education.”

So, while the Department of Welfare has total responsibility for the
training of the child, the Department of Education aso has an important
role which may extend from the time the child is five to the time he is
twenty-one years of age.

It is the view of one director of a private school for the retarded, with
a strong parent-counseling activity, that once the child is placed in the
school, the parent is drawn to the school; tends to look to its d&ff for
leadership and often asks questions as to how particular difficulties with
his child are handled.



The public school, then, needs to be considered as a point a which
parent counseling may take place.

Finally, the report notes the role of the private agencies which it says
have developed "from strong felt needs' and which "frequently pioneer in
new aress of need."

It seems to me, at the present stage in the development of parent
counseling, that private agencies provide the greatest opportunities for
immediate action.

It was Lord Asguith who, it seems to me, most aptly stated the
challenge which leadership in our society confronts in our problems with
the handicapped: "The test of every civilization,” he said, "is the point
below which the weakest and most unfortunate are allowed to fall."

In all the comparisons now being made between Russian and American
education | have yet to see one reference to the treatment of retarded and
other handicapped children.

We, in this country, are only at the beginning. With the help of the
parent, with the help of the professona, with the help of The Woods
Schools and with the help of those of us who redly know very little about
the problem, may we continue to commit ever greater amounts of our
resources to improving the lot of the handicapped children in our midst.
| thank you.

CHAIRMAN JOHNSTONE: Thank you, Mr. Bystrom. In this very stimula
ting keynote address, you have opened up areas of thought which, 1 am
sure, will be invaluable in promoting the thinking and, we hope, the action
of less aggressve communities than this in which you and your co-workers
live.

During my own lifetime of service in the field of the mentally,
physically and emotionally handicapped, the delinquent, the defective and
the socially maladjusted, | have been blessed in having had the encourage-
ment, support and counsdl of wise and perceptive friends.

Your next spesker is one of them and this occason afords me the
opportunity to acknowledge his valuable help in many instances. A brief
word concerning his career:

John A. Rose, M. D., director of The Philadelphia Child Guidance



Clinic, is aso associate professor of Psychiatry in Pediatrics at the University
of Pennsylvania. He is psychiatrist-in-chief at Children's Hospital, Phila-
delphia.

Dr. Rose received his B. A. degree from Rice Institute and his M. D.
from the University of Texas Medical School.

He is a member of the Board and Executive Council, Pennsylvania
Mental Health Society; charter member of the American Academy of
Child Psychiatry; dffiliate Fellow of the American Academy of Pediatrics;
a Fellow of the American Psychiatric Association, American Orthopsychiatric
Association, American Medical Association and Pennsylvania Psychiatric

Society.

Dr. Rose is a vice president of the Philadelphia Psychiatric Society.
He is dso author of many leading articles in the field of medicine and

psychiatry.

| am happy to present to you, Dr. John A. Rose, who will talk to us
on "Factors in the Development of Mentally Handicapped Children".
Dr. Rose . . .



"FACTORS IN THE DEVELOPMENT OF MENTALLY
HANDICAPPED CHILDREN"

By
DHN A. ROSE, M. D.

Solomon® recently stated in reviewing the fluctuations in adequacy
of mental hospital programs over the past 100 years that the centra
problem was one of public morality and ethical belief; that the quality of
care of the mentally ill person a any given time was a reflection of the
vaue of individua life and its welfare interests.

The history of advances in child health and wefare seems to have
a similar linkage. In the past haf century such advances have improved the
life expectancy of the child and have dso afforded greater opportunity for
individual development through augmented socia and educational oppor-
tunities.

In the medical sciences and in the socid sciences while we still pursue
the problems of mortality, there is increasing emphasis directed toward the
mastery of problems of chronic disease and complicated states of socid
morbidity. This emphasis leads to programs both of rehabilitation and pre-
vention. In public health language?, this has become an attack on the
problems of human wastage. In this context we may comprehend the purpose
of dl efforts in the children's field is to prevent not only excessve
mortality but adso the conditions leading to complicated states of morbidity
and socid ineffectiveness. The relative control of infectious dissese and
other advances in medica science have made us increasingly aware that
increased expectancy of survivd in childhood is now coupled with an in-
creased expectancy for the discovery of developmental handicaps in those
children who survive. It is the particular task of medical science to facilitate
the prevention of such conditions or, at least, to promote better and earlier
intervention aimed a decreasing the socid cost of late rehabilitation; or
the greater cost involved in socid custody of persons without capacity for
positive contribution to society.

It is in this context that this discusson of the factors in the deve-
opment of the mentally handicapped child is undertaken. The existing body

! Solomon, Harry C. in address before Penna. Mentd Hedth Annud Mesting.
2 Lemkau, P. in” "Elements of a Community Menta Hedlth Program'—Milbank
Memorid Fund, New York, 1956.



of knowledge with respect to these factors is marked by scattering and
lack of correlation.

Human development is generdly believed to be the product of com-
plicated interaction between the basic biologica equipment of man and
the total forces of the environment—his nature and his nurture. In studying
the factors involved in this nature-nurture interaction, scientists are caught
in the dilemma of either attempting to study the whole and ending in a
kind of global confusion, or of studying a part of the problem intensively
and risking the development of isolated or irrelevant knowledge. Currently
there is underway in some 13 medical centers a cooperative effort® at in-
vestigation in which we comprehend a mgjor attempt to escape the dilemma
imposed by this massve and complicated problem.

In our group, it has been quite stimulating to review the ideas of
other groups and to consider various possibilities for the focus of research
design. There seem to have been two mgjor trends in the study of morbidity
in child development. In one approach, a large number of cases are involved
in an epidemiological approach which seeks to establish positive correlations
of dtatistical nature between the variables of antecedent life events and the
picture of a given developmental outcome. In the other, a small number of
cases, usudly of longitudinal mother-child interaction, is studied intensively.

Such studies have usudly originated from theory formation which
involves interaction as an important variable in the prediction of a certain
developmental endpoint. Each approach has different values and different
sources of error. The epidemiological study seems to be able to show signi-
ficant correlations between related previous events and given developmental
outcomes; it runs the risk, however, of missing a key variable of importance
since high positive correlations are not necessarily interchangeable with
etiology.

The most obvious factors are not necessarily the most significant with
respect to attempts at prevention and intervention. The longitudinal study
is handicapped by the limited number of cases which can be studied and
apparently by the fact that necessity for intensive study involves the investi-
gative personnel in such a way that the personnel also become a part of that
which must be investigated. The tendency of such studies is to produce
many variables and few significant correlations. Prediction has been attended

% "Collaborative Study of Cerebral Pasy"—Sponsored by National Institute of
Neurological Diseases and Blindness.



by little success. There seems to have been relatively more study of intra-
psychic change in the child, with the mother viewed as stabilized.

While considering such methodological issues, we were confronted with
yet another source of complication in these studies. In the attempt to
escape globa involvement, particular foci of investigation are developed.
At a conference of consultants, we were impressed with the assumption of
severa persons that a given set of maternal attitudes were most importantly
revelant to pregnancy while others were inclined to fed that the same
attitudes were more significant for child care than for pregnancy. It seems
possible that in attempting to escape the problem of too many mutually
dependent variables, there is a resultant attempt to perceive one aspect
of the problem as more fixed and constant than can be sustained by intensive
scrutiny.

In the studies on factors in child personality development, we were
impressed by the common assumption that maternal personality was per-
ceived as a relatively fixed and unchanging quantity versus the perception
of the child as differing and varying greatly. Among those studying preg-
nancy there seemed to be a belief that pregnant women were in a greatly
varying dynamic integrative flux; that maternal personality was in a state
of change so0 that a cross section of attitudes might differ from day to day
and from early to late pregnancy in quite a significant manner. The same
group tended to be little impressed with the relevance of the view that this
process might continue into the neonatal period or early years of a child's
life.

It is possible that this tendency accounts in part for the history of
theory formation and investigative work in morbid human development®.
Evolution of ideas about mental illness seem related to assumptions which
were not sustained with respect to some unchanging aspect of man's nature
or nurture. The most recurrent theme has usually been that a given con-
dition was the result of a single varigble in nature as more determinative
than factors of nurture. Successive discoveries seem to have led to the con-
clusion that nature is less fixed than was assumed and more influenced by
nurture in complicated ways.

At one time the variability in genetic inheritance seemed independent
of nurture influences. The danger of radioactive fal-out and indeed of al
uncontrolled radiation tells us that nature is again vulnerable to nurture.

* Adolph Meyer was a pathologist but led the study of causation in mental illness
to patterns of longitudina type.



The development of knowledge with respect to the unit of individual
development, the gene, increases the uncertainty that any given develop-
mental endpoint has a single cause. The subtle possibilities of interaction
between nurture and nature in celular physiology suggest that human
development is the result of endless permutations: that the developmental
model has indeterminate probabilities.

Certain children, for instance, are born with an inability to metabolize
certain amino acids; others with a similar inability to handle certain car-
bohydrates. These conditions are often spoken of as if the cause was a
completely understood genetic trait and the remedy a simple substitution of
a chemica substance to compensate for the defect in nature. We now know
that nurture-nature interaction may alter the long range effectiveness of
such simple substitution when the yardstick is that of a qualitative devel-
opmental endpoint rather than a question of survival. Scientific develop-
ments with respect to ateration in genetic structure now permit us to
speculate as to whether we even understand the cause or causes of these
"simple" conditions.

Early and severe damage to the growing fetus, formerly assumed to
have a simple genetic base, has successvely been shown to be related to a
myriad of infections and metabolic depressants’. Such discoveries have
increased the existing hope that a single cause of defect will be found. The
endpoint of maldevelopment is not the same as the cross-section of fetal
damage; it is the product of subsequent interactions between damaged
organism and environment. It is possible that such conditions have multiple
causes as well as various developmental possibilities. We are not yet certain
we understand entirely the machinery of damage.

Understanding the dynamics of causation may be seen as presenting
problems both of method and concept. It has seemed to us that the hope
of the group approach to study design, while dow, did alow for certain
"built-in" safeguards against some of the problems of the past. Possbly
the greatest contribution of such group effort will be in the inclusion of
more significant variables through a spread of conceptual thinking. Since
the core study is to be of epidemiological type® it is quite dependent on

® "Psychopathology of Mental Deficiency in Children” by Clemens E. Benda and
Malcolm J. Farrell. Pg. 56 in Psychopathology of Childhood, edited by Hoch and
Zubin.

® Reference is made to the cooperative study of perinatal morbidity supported by
N.I.N.D.B.



previous clinical and investigative experience if al necessary issues are to be
considered and appropriate variables introduced as possihilities.

Group effort dso may contribute to the solution of another problem.
Studies of factors in child development involve attempts to quantify
behavior, attitudes, and emotions along with physicad events of more fixed
nature. The heterogeneous character of the involved groups will probably
assure the detection of inconsistencies and spurious validation of data which
are common problems in quantification of these factors.

Conceptualy, it has seemed to us that it was possible to avoid the
problem of fixity by regarding the mother and child both as changing
objects in which the changes are somewhat related to each other and aso
to influences which are more specific to one than to the other.

Experimental studies in animals and human autopsy findings suggest
that the greatest damage to the developmental potential of the fetus occurs
when toxic influences are exerted during periods of greatest activity in the
development and differentiation of the basic structures of the child's body.
In a like fashion, it is generally believed that the greatest damage to the
potential for successful personality development occurs in the first months
and years when persondlity growth and differentiation is changing rapidly.
Vulnerability is thus related to rapidity of the rate of change. Though
maternal growth is relativdly more complete, it must be assumed that the
rate of maternal personality development is influenced by task of pregnancy
and neonatal care; we have added the influence of an "external" pacemaker
to the timing apparatus governing maternal change. The imposition of the
time-table of pregnancy and child care increases the need to consider the
existence of vulnerability of the same genera origin, that is, as a function
of the rate of change.

There are common examples which may illustrate the derivation of
this idea of maternal vulnerability. We are generaly aware that socid and
psychic readiness for pregnancy are not direct functions of physical readiness.
Some women are ready for pregnancy but not for child care. A biologicaly
functional breast may produce milk but not be ready to dlow nursing. It
is generally believed that the sociad complexity demanded of contemporary
adult roles has increased the period of psychic and rea dependency of
children on families. A woman therefore may arrive at the state of pregnancy
and mother role with a considerable disparity between the actuality and the
state of psychic and socid readiness.



Vulnerability in the mother is likely to appear as a symptomatic
manifestation. It is generally believed today that the greater the disparity
between psychic readiness for a given task and the demand’ for its per-
formance, the greater will be the resultant stress on the homeostatic capacity
of the organism. If the resultant tensions exceed the adaptive or homeostatic
capacity, we have come to expect that we will see the appearance of sympto-
matic behavior and/or derangement of body physiology. Pregnancy and the
period of early child care are noted generaly as being periods of odd
behavior, peculiar ideation, and many physica symptoms in women.

If we consider that we are dealing, then, with the study of two organ-
isms whose vulnerability to developmental damage may be concurrent and
thus interacting®, it becomes important to consider the damage both as
separate and as related phenomena.

With respect to the mother, considering pregnancy and child care as
relatively fixed states, we may sy that she brings certain assets and liabili-
ties to the task. From her past life she will have derived certain ideas as to
the value of the roles of woman, wife, mother and adult. She will have
arrived at some point of experience in the management of past adaptive
crises and will bring to bear on the new experience the expectation with
respect to falure or success derived from the past. She will have developed
patterns of relationship which on the whole make it easy for her to find
support from family, husband and friends; or oppositely, to make it difficult.
She will have developed certain typical behavior of regresson or disorgani-
zation in the face of excessve stress. Her educational experience and socio-
economic group will have influenced the nature of her values as to what
is satisfying and rewarding in life in general as well as her experience in
her own family. To this new experience then she will bring a complicated
set of needs for satisfaction and happiness and probably a certain predis-
position to fail or succeed in such goals. It would appear probable that one
combination of assets and liabilities will predispose more to vulnerability
and dtress than will others.

We would therefore like to know as much as possible about this past
experience and where it has brought the person. In considering such
an assay, it is of course important to consider the place of present experi-
ence both as a factor in itsdf and as influencing perception of past experi-
ence. Allowing pregnancy or motherhood still to be things apart, we would

" Demand=inner expectation and sodid expectation.
8 Interaction=interpersonad and intrapsychic in both.



need to know of any stresses of current catastrophic nature such as illness,
death, or financial and socid disasters. It is generally considered that cur-
rently overwhelming situations are likely to distort impressions of basic
capacity in any person.

Considering the mother with this eguipment and experience now
in the state of pregnancy or new motherhood, it is readily supposed that
at any given time her behavior and ideas will be the result of interaction
between past and current experiences. If we can succeed in getting typical
samples we should be able to establish the trend of change as more or less
favorable to the task. Both physical symptoms and ideas tend to take on
either positive or negative qualities and to present a range of vaues as
closer or more distant from a median point of indifference. There are, of
course, inherent in this, problems of methodology toward which we are
now acting as if these too are "fixed".

To pursue the model, we may now consider the fetus and child in
a like manner. We are somewhat handicapped in this because of lack of
knowledge of the probabilities of the "past” of the neonate and we have
no reliable communication with intrauterine events. For this reason we
arrive at the neonatal period with little more than a genera knowledge of
the past as denoted by changes in size and the beginning of movements and
heart beat. X-rays may tell us of abnormalities in structure of bones, of
position and of the possbility of multiple pregnancy. Laboratory studies
may tell us the fetus could have been affected by maternal infections
capable of crossng the placental barrier and aso of the existence of Rh
incompatibility. Examinations of the mother may tell us of the task im-
posed on the fetal endocrine system by the endocrine deficiencies in the
mother. The mother's general or specia health problems sometimes provide
clues to silent possible effects upon the fetus. Apart from a few known
specific infectious or toxic events this is largely a matter for exploration.

The sress imposed upon an infant by the birth process is far from
clear. Even the time when a child will be born is related to a highly com-
plicated interaction between fetus and mother; maternal machinery is
currently considered as dominating the onset of the birth process with
maturity of the fetus a secondary factor. The tendency of mothers to
spontaneous abortion and premature ddivery will probably be related to
an infant's "past" history as a function of maternal attitudes and feelings.
Beyond this we know that severe trauma in the birth process can injure
the brain as can states of oxygen deprivation. There are few ways to measure



the severity of insult; often considerable damage may have occurred and
is manifest for a few days after birth by signs of non specific nature. The
later failure of motor sequences signas the appearance of developmental
handicap of relatively severe nature. The problem we can begin to see in
the history of the infant is in its uncertain equipment for life.

We may see that some babies are active and alert and some are
difficult to rouse and relatively low in activity. Many consider that there
are sgnificant variations in sengtivity to stimuli as well as in energy output.
For the most part this too is an area for exploration as to what is actually
intrinsic to the infant apart from the mother.

It is from the neonatal period on that we are less uncertain of the
factors influencing the developmental potential. The dilemma in this may
be comprehended from the fact that we are aready uncertain with respect
to the outcome (in other than a gross sense) of previous interaction be-
tween nurture and nature as manifested in the new-born infant. As previ-
oudy mentioned, one of the most dgnificant determinants now becomes
the attitudes and fedings which enter into infant care. Actually it appears
that infants in the first sx months are much less vulnerable to the trauma
of disease or even to surgical intervention than to problems in the mother-
ing climate. This is not to deny the existence of a number of specific
conditions which may exert a severdy crippling effect upon the infant, if
not producing death. Certain congenital defects, severe infectious diseases,
chronic metabolic diseases and hereditary neurological diseases are well
established causes of severe morbidity. The unanswered question even in
these cases is the degree to which the mother's development and hence
mothering capacity is aso affected as a function of the total outcome.

The literature of child development’ has placed great stress on the
tremendous importance of the contribution of parental attitudes and feelings
to child development. Deprivation of maternal care during the early
months of life may lead to inanition and death; at a later period it has
been linked to developmental lag and shallow character formation.
Oppositely, over-gtimulation has been related to deep disturbances and
irritability. Tensions of fear and anxiety in the handling of babies
seems to give rise to a variety of biologica dysfunction appearing as
symptoms in the gastro-intestina tract, respiratory tract and skin during
early months; later there may be deviation in the developmental sequences
involving muscular skills and failures of walking, talking, playing and

® Brody in "Patterns of Mothering" lists some 335 titles bearing on this point.



habit training. Past the age of two years, severe developmenta disorgan-
ization may appear as psychosomatic dissase or beginning psychoss.
Less severe states are manifested by impulsive and hyperactive behavior.
The common factor in such states is the inability of the child to bear stress
or stimulation. Since the purpose of maturation is to alow for more com-
plicated states of organization and goa-directed behavior, the ultimate
failure is in this area

To state it differently—in order to learn and to perform in the first
place, the parent-child relationship must act as a buffer against excessve
disorganization. If the relationship is ineffective totally, the later learning
function is all but lost. If the relationship is inconsistently effective, the
child is vulnerable to disorganization, and stress of varying degrees results
in regression to more infantile states. Thus, a child may ultimately handle
more complicated states of development such as peer relationships and
school except that this competency is liable to disruption by greater or
lesser gtresses. Perhaps more importantly, maturational failures in a child
are accompanied by impulsive and often hostile provocative behavior which
is not only incompatible with learning but aso aienates relationship
with any dgnificant adult. The latter point is relevant to the focus of this
discussion. It is clear in such situations that the behavior of such a child
produces disturbed fedlings in amost any adult. It is less clear that even
infant behavior may have the same effect. In our group we have observed
babies who could aienate student nurses in a group. Similar experiences
have been reported from other groups™.

It is possible that these data illustrate a basic point — the idea that
various states of child development not only disturb significant adults, but
are actualy able to influence the maturational progress of those individuals
in constant contact with the child. Much has been discovered with respect
to the efect upon the child of parental behavior but relatively little about
the counterpart experience with respect to parental maturity.

The problems of evaluation of this effect are complicated in a way by
the fact that parental maturation processes are less total than that of the
child. The impact of the child upon that development may affect only
the handling of that child or that of other children. There are no doubt
radiations of this process into the total machinery of the satisfying and dis-

10 Wesd, M. A, Cobb, J. C, Jackson, E. B., Harris, G. S. J., & Detwiler, A.
C: Paoxysrd Fusing in Infancy, Somdimes Cdled "Colic". Pediatrics 1954,
14, 421.



satisfying aspects of life but the effects are less specific and difficult to
distinguish in a unique form. Frustrations in child-care may, for instance,
impose strains on the husband and wife relationship but the manifestations
may or may not differ greatly from financial hardship strains, etc.

From a clinical viewpoint the most impressve evidence of actual
increase in maternal maturity may be seen in the differences between
experience with first and second children. It has been our impression, for
instance, that parents are ailmost uniformly less tense in the care of second
children than of first ones. They seem to have learned "how to do it".
As a usuad thing, we are accustomed to hearing that the second baby has
just been "alowed to grow" and seems more relaxed and less anxious with
respect to developmental tasks.

The ability of a child to reward and satiSfy a mother seems to arise
partly from what he is as a real creature and partly from the values engen-
dered by imagination and creative perception. In this sense we may see
that the unreward of a mother from a child may arise primarily from her
origina perception; primarily from the difference between what he is and
what he should be, or primarily from a mixture of the two attitudes. In
the latter case it is possible to see that if tensions arise from origina per-
ception and affect the development of the child, there will inevitably be
variations between what the child should be (as a satisfying object) and
what he redly is. This dlows for a type of circular interaction in which
a mother feds continuously less adequate and a child is redly less rewarding.

In a sense, then, what a child is may influence what he becomes
developmentally no matter what the primary origin of the "what he is".
In clinical child psychiatry and in pediatrics where there exists responsibility
for adequate intervention, we are necessarily interested in the principal
primary origin or origins as different fod for intervention.

In study design we have problems originating in the difficulties of
determining the "cause" or principal "causes'. Even if we succeed in
arriving at a study design which delineates the sgnificant variables, the
problem of relative vaues remains. The more important variable may be
determined from subsequent studies; it may yet be less important from the
clinica point of view with respect to the problem of intervention.

We may illustrate the clinical problem by severa examples. If infantile
disorganization is the mgor cause of materna disorganization, as exempli-



fied in states of gastro-intestinal upset and irritability, the best point of
intervention may be to isolate the infant sufficiently to restore homeostasis.
By changing what the child "is" to a more gratifying state, we may interrupt
the circular interaction since presentation to the mother of the different
"is" may find her with greater solution of her origina tension problem. In
other situations where the developmental deviation of both appears to be
more related to problems of origina perception of role, the developmental
deviation in the infant may only be managed by treating the perceptive
problem of the mother directly, i. e, she may not be able to perceive the
need of the infant except by alteration of her origina perceptua distortion.
The assumption is that the infant cannot become what he needs to be
without this alteration.

It may be seen that clinicd management depends in quite a degree
upon being able to establish with some clarity why an infant is as he is
and even to have some idea as to what he can be under given conditions.

This somewhat lengthy preamble now enables us to approach the
factors in the development of the mentally handicapped child since it
should be readily perceived that such development is complicated in almost
al posshble ways. It may be related to interference with potential in feta
life or to birth injury or to post-natal interaction. It is obvious that the
more total the damage the eadier it is to establish clinically what the child
"is". This becomes a factor of central importance. If prenatal damage has
been massve, the matter is least complicated. States of lesser prenatal
damage and post-natal damage become involved in ever more complicated
transactions which make diagnosis and adequate intervention quite difficult.

It has been suggested that what a child "is" objectively, may be per-
ceived by the mother both redigticaly and symbolically. Any deviation be-
tween the "is" percelved and that perceived as "should be" is reacted to with
guilt, as if something willfully bad had been done against one's parents or
society. Life patterns of management of one's misdeeds are invoked and in
the subsequent interaction, it becomes extremely difficult to decide as to
whether what the child "is", is perceived more redigtically or more sym-
bolically.

This tendency in the adult to react with guilt and perceptual distortion
not only accounts for the genera problem of determining objectively what
a child "is" but, even more importantly, must be handled, if further dis-
tortion of the developmental potential is not to occur. The comments most



frequently encountered in discussons about the emotional problems of
children with relatively simple intellectual defects are—"The parents expect
too much and the child tries too hard and so becomes nervous."-—"The
parents have never been able to accept the nature of the handicap—they
shop constantly for other medica opinions."—"The mother overprotects
this child so much that he is much more infantilized than he should be."

Such comments, of course, suggest that different types of the parent-
child interaction are generadly perceived as interfering with the child's
developmental capacity. In some cases physicians can be quite clear even
though the parent is not; in others there has aready been such massve
interaction in the nature-nurture area that diagnosis of developmental
capecity has become a mgjor task of clinical practice.

Children with various degrees of brain destruction or injury have
inherently less capacity fax independence and more complicated states of
god-directed organization. The falure of such competence to develop is
associated with the retention of infantile traits and inadequate controls over
impulsive behavior. It is assumed that defective cognition is the larger factor
in the inability to learn and profit by experience in such cases. The dis
tortion imposed by and upon parental attitudes and fedings in transactions
with brain injured children introduces diagnostic confusion in the individua
case; the child's failure in maturation may be considered to have emotional
and structural interference to cognitive function.

The problem of evaluating the relative importance of factors with
respect to interference of cognitive function leads to problematic generdiza
tions. The studies of Pasamanick et al™* are those of a series revolving
about the hypothesis that al behavior disorders of children are one end of
a continuum in which severe brain injury is at the other. This hypothesis
has the virtue of seeming to edtablish what the child "is" and "can
be", independent of parental attitudes and feelings. The clinical effect of
such a formulation seems to illustrate its intrinsic falacy. When the

1) jlienfeld, A.M.: Pasamanick, B.: Association of Maternal and Fetal Factors with
Development of Cerebral Pdsy & Epilepsy, Am. J Obst. & Gynec. 70:93-101
(July) 195;.

Pasamanick, B., and Lilienfeld, A.M.: Association of Materna and Fetal Factors
with Development of Mental Deficiency: |. Abnormalities of Prenatal and Para
natal Periods, JAMA. 159:155-160 (Sept. 17) 1955.

Pasamanick, B.; Rogers, M.E.; and Lilienfeld, A.M.; Pregnancy Experience and
Development of Behavior Disorder in Children, Am. J. Psychiat. 112:613-618
(Feb.) 1956.



potential of the child is bascaly indeterminate and when physicians and
parents fed unable to influence child development, the net effect is corrosive

to the parental developmental process with the consequences previoudy
discussed.

Recently, as we began a follow-up study’?, we were presented with
some quite pertinent findings bearing on this point. The purpose of this
study wes to review the development of the children in some 500 cases in
which Rh incompatibility was a complication in pregnancy and the
neonatal period. During the past few years the utilization of exchange
transfusions in infants has seemed remarkably effective in protecting them
against severe and formerly inevitable neurological damage. The procedure
was of such clinica value as to give rise to the impresson that damage
was preventable in 100% of the cases, providing there was sufficiently early
diagnoss and intervention. These cases had been managed and followed
through the first few months of life by one physician who is currently an
investigator on the larger study to which this one is ancillary. It was hoped
that a more forma follow-up study would produce confirmatory evidence
as to the protective value of the procedure. Since the clinica impression
was that almost no gross neuromuscular symptomatology would be found,
the study was designed with a view to establishing the presence or absence
of more subtle neurological defect and/or intellectual deficit. The children
were to be seen a around five years of age.

This study is continuing and as yet so few cases have been reviewed
that it is not possible to draw any conclusions from the material developed.
One aspect of the study has aready become so impressive, however, that
it seemed appropriate to discuss it as a series of clinical impressions which
must be further substantiated to be of rea value.

In past clinica experience, we have been impressed by the impact
of uncertainty with respect to damage in a child as a cause of considerable
disturbance in both parent and child. This has seemed true whether the
uncertainty arose as a parental fer with no dgnificant redlity stimulus,
or whether it was derived from contact with a physician and/or the infant
himself.

In severd instances we have seen cases in which the fear that defect
exigs in the child has been so strong as to be amost delusiond in
character. In one case the eventua effect upon the child was breath

2 A absudy of the N.I.N.D.B. is the study refered to.



holding to the point of syncope. In the other, while no gross change had
yet appeared in the infant, the intensity of maternal fear was of such
character as to lead a pediatric resident to administer an aminophyllin
suppository to an infant in whom no objective sgns of asthma existed.

The relatively rapid impact of pregnancy and child care on the
persondity integrative process of the mother seems to increase the proba
bility that such ideas will appear with varying frequency and intensity
during these time periods. Fortunately they do not often appear with
the same intensity as in the cases cited. They are, however, likdy to be
aufficiently in evidence as to be triggered into activity by apparently
dight stimuli. This phenomenon is frequently overlooked by physicians
and because of the omission crestes immediate and long range compli-
cations in care. Some mothers who seem disproportionately anxious when
illness is mild or after symptoms are under control, may actually be
perceiving the infant as critically ill or at death's door. A variant of this
situation occurs when an inconsequential remark of a physician with
respect to a child's condition is construed as having a vaue referring to
gravity of prognosis. Such impressions have led us to dress with pedia
tricians that care should be exercised in the conduct of neonatal exam-
inations of both wedl and dck children to avoid burdening the parent
with irrelevant professona uncertainties. (Obstetricians should observe
smilar precautions in prenatal examinations.)

We have been impressed with the fact that serious uncertainty and
consequent anxiety is rather readily introduced both by objectively appro-
priate and inappropriate stimuli. Once introduced it seems to acquire a
life of its own, continued by al the mechanisms discussed and able to
endure despite the passage of time and the pressures of other life events.

It has seemed to us that the parents of premature babies continue
with great uncertainty as to ability of the child to survive long after the
child is established in a healthy and relatively physicaly normal existence.

Clinical experience of this nature has led us to speculate that the
uncertain complex of fedings and ideas, while most often set in motion
by objective events, will exist with an intensity more related to previous
life experience than to either the origind stimulus experience or the
continuing objective problems in a child's performance.

It was for this reason that we became so interested in the remarks



made to us by parents being interviewed in the study. In amost all cases
interviewed, the parents retrospective impressions of disturbance trig-
gered by the interpretation of the infant's condition was more total than
perceived by the physician at the time. The intensity and duration of the
uncertainty disturbance seems to have been little affected either by re-
assurance from the physician or the red immediate improvement in total
prognosis with respect to survivd or mgor neurologica disaster. The
objective focus of the uncertainty has seemed little or only tangentially
related to redlistic possibilities of complication as understood intellect-
udly by the parents. One mother, for instance, who had seen her best
friend's child develop severe muscular involvement (from a like cause)

was not afrad of this but was deeply concerned over the possibility of
mental defect.

It is our impression that there exists a tendency for the uncertainty
to become fixed to symptoms in the child of widely varying type and in
our experience more linked to maternal tension than to complications of
the origind problem. One mother described hersdf as exercisng per-
petua vigilance in observing her child's stools following bowel move-
ment. This dated from a severe diarrhea of apparently functional nature
which had resulted in bleeding from the bowel a age 4 months. The
child at five years had never experienced any subsequent gastro-intestinal
problem of grave nature, though she had recently been troubled by pin-
worm infestation. For another mother the fixation was upon a croupy
wheezy breathing in deep which wes first noted a nine months of age.
She has taken the child for care repeatedly without satisfaction but con-
tinues to do it persistently despite the absence of dgnificant physica
findings.

In some instances the uncertainty is manifest in a magica mechan-
ism. Severa mothers have entertained vague ideas that exchange trans-
fudons may cause the infant to acquire the personality characteristics
of the donor'®. In one instance the mother's fear is stirred if the child
gets anything yelow on his hands, an apparent association with the
original jaundice (which is the griking feasture of the Rh baby when
the condition is developing). Severd mothers discussed in some detail
conflicts over extending love to their babies, in one instance as if it
would have increased the risk for the baby if love had been fully granted.
In another, the mother related more frankly the intolerable tensions

B The child in fact does lose some of the immunity common to infants, in the
first 6 months.



which might exist in hersdf consequent to loving the baby fully and
then losing it.

These latter points seem to correspond to the impressions we have
that these mothers tend either to move anxioudy closer to their babies
or to withdraw and dlow their own mothers, husbands and friends to
invest in the minutia of care of the infants.

It is our clinica impression that this group of children arc dis
turbed. It would appear that there is little or no neurologicad damage
and that intelligence is good. If these impressions are confirmed in the
study, we may wel find that a very high correlation exists between
perinatal morbidity and the subsequent appearance of disorganization
tendencies in the developmental patterns of these children. It may be
that as a group, the emotional crippling will be sufficiently great to
make for a guarded and uncertain future unless there is adequate in-
tervention.

In summary, the problems of understanding the relative importance
of the factors in the development of mentally handicapped children
have been reviewed. There is hope currently that a group approach to
this problem will make an important contribution to our knowledge.
Some of the conceptualization of our group has been presented. The
focus of the ideas and clinical evidence has been related to damage of the
parental maturation potential by reinforcement of uncertainty with re-
spect to a child's developmental potential. It is our conclusion that this
factor is sufficiently important to warrant much more intensive study.

Thank you.

CHAIRMAN JOHNSTONE: | think, Dr. Rose, when word of the content
of this address gets around, that the demand for copies of the proceed-
ings is going to threaten The Woods Schools budget. | thank you for
a very stimulating presentation.

Before adjourning, | would aso like to ask three gentlemen to stand
and be identified when | cal their names:

The first is Dr. Dale Cameron, director of Medical Services, Minne-
sota State Department of Welfare.

The next is Dr. Edward Engberg, superintendent of the Faribault
Schooal.



The third is Mr. A. Whittier Day, director of the Youth Con-
scrvation Commission of the State of Minnesota.

When we leave here we will be entertained in the foyer by a group
of Minnesota hosts and hostesses. | would like to thank al of them in

advance for their careful preparations in setting up the period that will
follow.

(The meeting adjourned at 9:50 p.m.)
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PRESDENT JOHNSTONE: Ladies and gentlemen, | welcome you on
this beautiful May morning to the second sesson of this annual con-
ference.

| should like to make two or three brief announcements before
caling on your presiding officer.

First, there is a gentleman from Toronto— representing the
Ontario Association for Retarded Children— Mr. Harold Lobb. Will
he kindly stand and identify himself?

We are also very pleased to have with us Dr. Frederick L. Richard-
son, who currently is from the Department of Pediatrics a Johns
Hopkins Hospital. He comes from Birmingham, England and has served
a number of years in the Children's Hospital in London. Will Dr.
Richardson kindly stand for a moment?

| am sure that many of you from this vicinity know Mrs. Letha
Patterson and are aware of her fine activities in connection with the
national and local associations for retarded children. She sarves on the
editorial daff of "Children Limited" and has been an active member
of the National Publicity Committee of the NARC.

Also from this loca area, a person of distinction in this field, the
president-elect of the American Association on Mental Deficiency —
Frances M. Coakley.

We are most happy to have al of you with us at this conference.

Your presiding officer this morning is a very dear friend of mine.
She has been a consistent leader in the field of endeavor which we
represent.



A native of Georgia, Miss Mildred Thomson, was graduated from
Agnes Scott College, a girls college in Georgia, and received her M.A.
degree at Stanford University, California. She later did further graduate
work a Columbia University and for the past 34 years she has served
ably with the Minnesota Department of Public Welfare.

She is past-president (1949-1950) of the American Association on
Mental Deficiency, and past-president of the Twin City Chapter of the
American Association on Socid Work.

Miss Thomson was chairman of the fird committee (Liaison Com-
mittee) established by the American Association on Mental Deficiency
to work with the National Association for Retarded Children, when it
wes firs established.

| am happy to give you your presiding officer for this morning's
sesson, Miss Mildred Thomson.

CHAIRMAN THOMSON: Thank you very much, Mr. Johnstone, for
asking me to be the chairman this morning.

First we will have an invocation by the Reverend H. A. Guiley,
chaplain and director of the Episcopal Foundation, University of Min-
nesota

THE REVEREND H. A. GUILEY: Almighty God, our Heavenly Father,
who has blessed us with the joy and care of children, we beseech Thee
to have mercy upon al who suffer mental handicaps and upon dl who
love and care for them, that they may have such strength of mind and
cheerfulness of spirit in both health and sickness. Also, within the
limitations of their impairment, grant us grace to continue our efforts
to discover the ways to help these and al other people to live and be-
come Thy children.

Accept our thanks for what we are learning and discipline us into
using our discoveries to Thy glory and in the comfort of Thy children.

Prosper the ams of this conference that al who participate in it,
that al who share, with Thee, the concern for the wel being of chil-
dren may secure an awareness of Thy love and the assurance of Thy
guidance and protection; we pray in Thy name and service. Amen.



CHAIRMAN THOMSON: | have been provided with biographical data
on the speskers this morning. Some of it | am going to read and then
Il add a bit, because it happens that | know each one of the speakers
personally and have enjoyed working with them over the years.

Dr. Jensen is a native Minnesotan. A very interesting thing, | think,
to those of us who have worked with Dr. Jensen is that he started out
to be an educator. He taught rural school in the early Twenties and
adso attended a teacher's college. After four years of YMCA and church
work, he turned to medicine. So he has an unusualy good background
to work with socid workers and most certainly with teachers.

He was graduated from the University of Minnesota Medical School
in 1935. After that, he took graduate training in three centers and came
back to Minnesota about 1938. He has been at the university hospital
since that date and in 1952 was appointed to his present position as
Professor of Psychiatry and Pediatrics, University of Minnesota Medical
School.

He is a fdlow and member of a number of state, regional, and
national associations. And, of course, | think that we can take it for
granted that he is a member of al of the associations that he works
with. In addition, | do have a little information which may be of particu-
lar interest to this group.

Those who have worked with the mentaly retarded for years know
that prior to the last ten or twelve years, it was not essy to find people
who were interested in the mentally retarded. This was true of the
medical professon as well as of other people.

From the time Dr. Jensen came to the university in 1938 until
today, he has been a person who has been vitaly interested in the prob-
lems of the retarded. We could dways go to Dr. Jensen and know that
he would help us.

Dr. Jensen dso took the lead in trying to get more psychiatrists in-
terested in the mentally deficient. He worked actively toward getting a
committee organized in the American Psychiatric Association for this
purpose. Others joined in his efforts and | beieve this committee now
exists.

There is another firs which | think must be credited to Dr. Jensen.



For severa years he has asked parents of retarded children, as well
as parents of other handicapped children, to talk to groups of medi-
ca students so that the young doctors have some idea of what they
are going to deal with when they leave the university and are working
with parents.

And still another first—about three years ago Dr. Jensen set up for
practicing physicians in Minnesota, a three-day institute on mental handi-
caps.

So—today Dr. Jensen comes to you as a person who has taken
the lead in trying to bring the medical professon and the parents and
others working with the mentally deficient much closer together. There-
fore, it gives me great pleasure to present to you, Dr. Reynold A.
Jensen, professor of Psychiatry and Pediatrics, University of Minnesota
Medical School, who will spesk to you on, "Counseling with Parents
at Time of First Knowledge of Retardation”. Dr. Jensen . . .



"COUNSELING WITH PARENTS AT TIME
OF FIRST KNOWLEDGE OF RETARDATION"

By

REYNOLD A. JENSEN, M.D.

DR. REYNOLD A. JENSEN: Counseling with parents at the time of firs
knowledge of their having a retarded child is a strenuous, arduous and
exacting task. It is a task that is not dways done too well. But, in view
of the many changes now occuring, it is my hope that it will be done
better by more people in the future.

It is difficult not only for the parents who, for the first time, come
to an understanding of their problems and are required to come to grips
with the redlities of the situation, but aso for the counselor who must,
during the process, be one with the parents in their struggle.

Difficult as that task is, it has been even more difficult for me to
formulate this presentation. It was only last night that | finally redized
why it has been difficult. It is because | am trying to describe a process.
However, | shdl do the best | can.

What | have to suggest for your consideration today will be in
three parts.

The firg is to share with you an excerpt from Gibran's "The Prophet".
In speaking of children, he said:

"Your children are not your children—they are the sons and
daughters of life's longing for itsalf.

"They come through you but not from you and though they are
with you, yet they belong not to you.

"You may give them your love but not your thoughts, for they
have their own thoughts.

"You may house their bodies but not their souls, for their souls
dwdl in the house of tomorrow, which you cannot visit, not even in your
dreams.

"You may drive to be like them but seek not to make them like
you. For life goes not backward nor tarries with yesterday.



"You are the bows from which your children, as living arrows, are
sent forth.

"The Archer ses the mark upon the path of the Infinite, and He
binds you with His might that His arrows may go swift and far.

"Let your bending in the Archer's hand be for gladness, for even
as He loves the arrow that flies so He loves dso the bow that is stable.”

With this as a background, | would like to review very briefly,
and perhaps in a little different way, some of the basic principles which
were delineated for us last evening. This | do because it becomes im-
portant as we come to consider the third part of this presentation.

We must be clear in our own minds that the goa for every child
is the same. Briefly, it is to help him to develop to the fullest extent his
own individual potential so that, insofar as possible, he lives happily and
productively with others.

In this process we must make every effot to help the child to
appreciate and accept not only his strengths (and most every child has
strengths) but aso his shortcomings. And who is there among us who
does not have both?

Recognition of the simple fact that living together is a reciprocal
process of giving and taking is aso essential. We can measure adult
maturity by how close we come to achieving this god of mutual giving
and taking esslly and smoothly and fredly.

We must dso remember that an important ingredient in the matura-
tion of the child is the development of healthy attitudes toward himsdf,
toward others and toward whatever daily tasks must be undertaken.

Important aso for us to keep in mind is the fact that goals of
living vary with each successve stage of maturation.

For the infant the primary god is full gratification of al needs—
physical, socia, psychologica and emotional. As a child leaves the scene
of infancy and enters into childhood, the goal, of necessity, will shift
toward developing an increasing capacity for independence and the as-
sumption of responsibility. Then, in the fina struggle before adult
maturity is achieved, the adolescent must achieve complete emancipa



tion from al of the dependencies of the home and must develop his
capacity to assume now the responsbilities of the mature adult.

Every individual, whatever the potential he is born with, is a
product of three interacting sets of forces. The first is his own potentia
or capacity, which is changed, shaped and directed by the basic attitudes
demonstrated toward him by his parents or parental surrogates. These
attitudes, in turn, will be largely influenced by the culturaly determined
child practices—that is, the accepted manner in which basic needs are
grdtified and modified during each successive stage of maturation. In
some instances, an unusua life experience may aso be important in the
individual's later development. An accident or severe infection early in
life may dter dgnificantly the developmental process and necessitate
changes in what is to be expected of him.

Every human being is born with a certain heritage and potential.
The process of growth—physical growth, intellectual growth, emotional
growth and socid growth—is a continuous process of differentiation and
integration.

This process is an orderly one in which sequence follows sequence
in a time relationship. It takes time to mature. While it is true that
norms have been established for children born into our culture, we
must dways bear in mind that each child develops in accordance with
his own pattern and his own time.

This smple factor of time is important and of specid dgnificance
in the case of the child who is retarded.

Since growth is a process, it cannot be forced nor can it be delayed
without causing difficulty for the child and those who are responsible for
him. This smple fact is of paramount importance as we think of the
maturation of the handicapped child.

Every child is born with the ability to perform a few simple tasks
for himself. However, if he is to survive and grow, he must have steady
and supporting help from others. Maturation is a dow but steady pro-
cess of change from dependency to independency and sHf-sufficiency
in accordance with the individual's potential.

Success or failure in achieving sdf-aufficiency will depend not only
upon the gratification of the child's basic needs but upon how he is



helped to learn about himself and others and how he develops his skills
for increasing independent action.

Most children grow up in families with a mother, father, brother
and sister. While it is true that because of the sweeping changes in our
socid order the character and the structure of the family today is differ-
ent from that of yesterday, the essentias involved in child rearing remain
the same.

It is ill in the home that the child discovers for himsdf and
consolidates his own opinion about himself and about others. It is here,
in accordance with his basic potential, that he develops his ills in
managing his interpersonal relationships and learns what is expected of
him and what, in turn, he can expect of others. It is here that he learns
and must learn the basic lesson of obedience to authority, which is so
essential to dl of us if we are to live in a stisfied way. It is in the
home that he develops his skills in meeting new people and adjusting
to the ever-changing scenes and, in accordance with his capacities, learns
the primary lessons of competition, the acceptance of criticism and blame
and praise, in preparation for the unavoidable struggle of the future.

In the secure home setting, the difficulties of growing up can be, or
at least should be, tempered dways with tolerance and patience. It is
here in the home that the child secures the much needed sense of belonging
that is so important to all of us.

How does the child learn these primary essentials?

First and foremost—by being accepted and loved for himself alone
and not for what someone expects of him or wants him to be. The handi-
capped child who is accepted and loved for what he is will grow up to
be—without the feding that he is too much different from others—will
thereby have a better chance to develop his capacities to the full.

The term "love" is used synonymoudy to express fedlings and
attitudes toward one another as wel as toward children. Every indi-
vidua has his own definition of it. For our purpose here, the word "love"
implies a warm, affectionate acceptance of the child as he is, tempered
by a firm yet tolerant support of his efforts to achieve his gods by the
development of an increasingly independent technique.

In addition to acceptance and love, which are so necessary in this



process of growing up, it is important that the child's basic needs be
gratified.

| would cal your attention to the term "gratified", since it is used
here to imply more than mere satisfaction. It is satisfaction with pleasure.

We are dl aware that children have physicad needs, such as an
adequate diet, deep, and activity geared to age and experience. How-
ever, they aso have emotional and affection needs, and it is in con-
nection with these latter needs, which are so often not gratified because
parents and others of us lack appreciation of what is required, that the
child encounters difficulty. Dr. Rose in his address last night pointed this
out to us very clearly.

While the gods of living change from year to year, each individua
needs the opportunity to exercise his capacities for independent action
insofar as he is able. This the child does when he is permitted to assume
respongibility consistent with his age and experience and ability.

Every child, insofar as possible, should be accorded the opportunity
to make decisons when he is ready to do so. He at times should be
permitted to make mistakes so that, along with the rest of us, he may
learn from error. He needs to learn not to fear failure, but to dedl effec-
tively with its sources or causes.

At every point along the way, he should be accorded the oppor-
tunity to have that pleasure which comes from doing things and making
things and he should have the joy of sharing his achievement, whatever
it is, with others.

He needs aso to learn to master frustration, which comes from
denial. Early in life he needs to learn a fairly well circumscribed set of
limits within which he can operate without too much interference. In
moments of failure and doubt, he requires the protection and the en-
couragement to try again.

A child reared in accordance with these smple but basic principles
should eventually achieve the development of his full potential and
should be able, ultimately, to learn to live happily, securdly and pro-
ductively with himsdf and with others.

Now, to condder the third part of this presentation—dealing with
and helping parents who have handicapped children.



Parents with retarded children are troubled people. They often
feel uncertain, harassed and frustrated. These fedings complicate life, not
only for themselves, but for the child as well.

As was mentioned earlier, these troubled people often do not get
the kind of help and support which is so important in the resolution of
their difficulties.

The sources of their concern are varied. "Why did this have to
happen?' "Why did this happen to us?' "What was wrong with us—
what might we have done?'

At times their difficulties spring from the cardess and thoughtless
remarks of others. Someone in the family or a relative may question
their capacity to be adeguate parents. Whatever the source of the
problem, if one is to be reasonably successful in counseling with parents,
it is important to keep a few simple precepts in mind.

First and foremost, one must have an appreciation of what parents
are searching for. | believe that there are at least four things which
they seek. During the years in which I've tried to help parents, | have
adways been impressed by the fact that when parents come for help,
they know that something is wrong with their child. Therefore, those
of us who counsel with parents, must accept the fact that, when they
come to us, they come for confirmation of their doubts and of their
anxieties.

It is not necessary to tell parents something they aready know
but, in my experience, they are forever grateful for a confirmation of
what they have known, probably from the time the child was born.

Secondly, once the fact of the child's retardation has been estab-
lished, it is important to determine, if possible, the degree of retardation.
How much is it—a little, a moderate amount—is it serious?

Thirdly, once the "how much" has been determined, every effort
should be made to interpret to the parent what this means.

Lastly, we must help parents plan at that time for the future, being
content at this juncture to redlize that a process has been initiated
which in time will work itsdf out.

If we are to give parents some of the answers they are searching for,



it is most important that we study the child carefully and make as
accurate a diagnosis as possible. At al costs, every effort should be made
to avoid error. It is possible to avoid error if the total study is done carefully
in successve steps.

The initial point of departure is, of course, a detailed and accurate
history of the child's developmental pattern obtained from the parents,
who live closest to the child.

It has been my observation that when one accords to parents an
opportunity to relate their thinking and their feeings about the child that
they do so willingly and, for the most part, accurately.

It is essentia to do careful physical and neurological studies and such
other gspecid studies as may be indicated. Other handicaps should be
ruled out—the lack of hearing, the lack of sight—to mention only two.

When the child is old enough, he should have the benefit of a
thorough psychologica evaluation, done by a competent psychologist.
There should aso be time &lowed for clinical observation of the child
in a setting away from home, preferably in a hospital.

If, after a careful study of this kind is done, there is a common core
of agreement, one can be fairly sure as to what the actual state of &fars
is. Then it is time to sit down and discuss the matter with both parents.

Of course, the point of both parents is made here because both parents
have a common interest and concern about the problem. Also, by sitting
down with both parents it is possible to avoid misinterpretation or misstate-
ment when one spouse reports to the other.

Even more important is the fact that as one begins to present the
total situation to the parents it is possible to initiate a process of mutual
sharing and a give-and-take, which is important in the ultimate resolution
of their dilemma

It has been my experience over the years that most mothers know
their child is handicapped and are willing to accept it much more easly
than the fathers. Therefore, if there is to be any opportunity to initiate
full and free discussion between the parents, it is necessary to have both
parents present.

When a decision has been made, it is important to present the facts



of the case in a direct and forthright manner, making as clear an interpre-
tation of the study as possible—the cause, what may be expected, and
possible plans for the future.

Stress is laid upon the fact that the parents must come to an acceptance
of the reality of the situation—must come to an acceptance of the child as
he is—and emphasis is then placed upon what best can be done in meeting
the basic needs of the child. Focus is directed to the needs of the child
since the parents, henceforth, must plan for the lifetime of their child.

It is dso important to recognize the fact that the parents will have
the responsibility of making the final decisions. For the most part, they
will make good decisions when they have an understanding of the total
situation.

A good decision is a decision that the parents have come to after
most careful consideration.

With respect to plans for the future, it must be recognized by the
counselor that there is no standard plan for every child, for each child and
eech family has its own peculiar problems, which may change and shift
with the passing of time. Also, available resources vary from one community
to another.

Before a family findly decides on a plan that may be right for
them, it is necessary to point out that the child will continue to grow
physically. And as the child grows physically, with the persistent lag in
socid and intellectual maturation, peculiar problems will arise which must
be planned for.

The parents should also be urged to consider not only the needs of
this one child but the total needs of every member of the family in order
that nobody will be overlooked and neglected. This is particularly true for
other children in the family who might, because of greater endowments,
make better use of what the parents have to offer.

It is dso important to cal to the attention of the family that when
mothers and fathers do consider and plan for the needs of their child,
they are basicdly discharging the fundamental responsibilities of parents.
This point is emphasized with a dual purpose. It is an effort to encourage
the parent to think about their child's needs so that he may derive as much
satisfaction from living as possible, and dso to plan for his future.



Finaly, parents must be accorded the opportunity to ask questions.
On many occasions when parents bring up their own questions, it is then
that much good can be accomplished in the shaping of attitudes and in
clearing up misinterpretations.

Two more points: | would like to mention very briefly the attitude
and the role of the counselor, for so much depends upon it.

To be effective, the counselor, whoever he is, must himsaf have
worked through his own fedings about handicapped children and he too
must have learned to accept and love them for what they are. This is
essential in order that the counselor may bring a certain objectivity to the
task at hand.

The counselor also needs to know what he can and what he cannot do.

He has to be quite content in the knowledge that there are some things
that he cannot do.

For example, with very few exceptions the counsdor can do
nothing about changing the potential of the child. Therefore, accepting
this fact frees him to act more directly and definitively in helping the
child, through the parents.

As he moves directly toward discussons with the parents, he must
enter into a, process of turmoil since he must be one with them. Through
it al, he must be gentle, thoughtful, considerate and yet firm in what he
knows he can do and what he must do. He must never be hostile, never
aggressive, never punitive. This is sometimes difficult because the counselor
must accept the fact that at times he may need to be a whipping post. This
role may be necessary if he is to help the parents work out their disappoint-
ments, conflicts and guilt feelings. All of it is a part of the counseling
process.

Finaly, he must stand ready to offer continuing support to those
whom he serves. He must know the resources of the community. He must
encourage parents to follow through, using help that is available.

When this has been accomplished he can be reassured that his
responsibilities have been discharged. In the process, the responsibility for
final decison has been placed where it rightfully belongs—with the parents.

CHAIRMAN THOMSON: | am sure that those of you who have not known



Dr. Jensen in the past redize his place of leadership in Minnesota in helping
parents and others who have responsibilities in planning for the retarded.

We are now going to hear about these responsibilities from a different
angle.

Dr. Sheldon C. Reed was born in Vermont and was graduated, in
1932, from Dartmouth College.

He received his Ph.D. degree in 1935 from Harvard University. He
was at McGill University for a time and later served as an assistant professor
at Harvard.

Dr. Reed came to Minnesota in 1947. Because of his studies in
genetics, he has been interested in the mentally retarded. With his wife,
Dr. Elizabeth Wagner Reed, he is presently at work on a follow-up study
on the mentaly retarded who were in residence at Faribault School and
Colony (Minnesota) some fifty years ago. This study, sponsored by the
Minnesota Human Genetics League, involves contacts with thousands of
relatives of these former patients and, from it, it is hoped a better under-
standing of family structure and problems will be obtained.

Over the years, Dr. Reed has counseled with parents of retarded
children, as well as with parents whose children have anomalies other than
retardation. Some of this extensive experience has been included in his text,
"Counseling in Medica Genetics'. He has been both secretary and pres-
ident of the American Society of Human Genetics, is a life fdlow of the
British Eugenics Society and is presently serving as secretary of the Min-
nesota Human Genetics League.

| will ssy that Dr. Reed is a person who does a great dea of work
through the Human Genetics League and has made it a force in Minnesota
today.

He has been greatly interested in the retarded and has given much
time to addressing groups of parents and others. Few states have this genetic
counseling service, and | am indeed glad to introduce to you, Dr. Sheldon
C. Reed, Director, the Dight Institute, University of Minnesota, who will
spesk to you on, "Genetic Counseling".



"GENETIC COUNSELING"
By

SHELDON C. REED, PH.D.

DR. SHELDON C. REED: Thank you, Miss Thomson. My greatest personal
interest in the field of human genetics lies in the area of heredity and
mental health. To be sure, the problems associated with heart diseases and
cancers are of obvious importance because these two groups of illnesses
result in the death of seventy percent of our population. However, we
must al die sometime and a heart attack is a merciful way in which to
terminate one's old age.

The prevention or postponement of death is a most worthy fidd of
effort but, to me, the mental health of the living far transcends in importance
the problems involved in prolonging old age. The genera public does not
behave as if it understands this smple distinction between the needs of
mental health and those of smple physicd wel being. Just think of the
progress that could be made in helping the mentaly ill if the money now
being invested in bronze or stainless steel caskets for the dead were devoted
to the health of the living.

You may wonder why | spend time on these morbid invidious com-
parisons. Sdf-diagnods is not expected to give accurate answers but this
much is clear to me: my contacts with the mentally retarded and the men-

tally ill have been many, and my compassion for their plight is sincere and
real.

For the past ten years my wife, Dr. Elizabeth Reed, and | have devoted
considerable time to the study of families of the mentally retarded. The
work was started by others, some fifty years ago, with a genedogica and
psychological study of the patients in the Faribault State School and Colony
at that time. We have considered it most instructive to follow-up the
patients and their relatives for the two or three generations which have

elapsed since that unique and priceless study was initiated by our foresighted
predecessors.

Information contained in the data from the past makes it clear that
in some families the patient was the victim of infection and had no re-
tarded relatives, either then or now. In other families the mental retard-
ation was clearly of genetic origin and behaved in strict Mendelian fashion.



In the majority of the families it is impossible to determine the cause of
retardation in the origina patient, or in his retarded relatives who were
born in more recent years. It is crystal clear, however, that every family with
a retarded member is in some way different from every other family and
their problems must be considered individually. There is no single solution
to dl problems of mental retardation and there is no reason to think that
there ever will be.

It is natural to expect, as a by-product of our study of the families of
the mentally retarded, that there would be referrals, to the Dight Institute,
of parents with one or more retarded children. Such parents are particularly
concerned with genetic counseling because the diseases of mental retardates
are usualy congenital, often genetic in origin, and dways a matter of dis-
tress to them. The parents have the deepest and most sincere desire to learn
anything they can about their problems. They find satisfaction in trying
to help other parents and in furthering scientific research in the whole field
of mental retardation.

What is it that the parents of the retarded child wish to learn from
the geneticist?

In the firg place they want to know whether the child's retardation
has a predominantly genetic or environmental basis. Regardless of the cause,
the parents are aso acutely interested in the chances of a repetition of the
anomaly in each subsequent pregnancy. Some parents have decided that
they do not wish to have any more children, regardless of the causation,
and inquire about acceptable methods of prevention. Parents are aso in-
terested in the chances that their norma children might have retarded
offspring. These four questions are appropriate ones which the geneticist
can answer with varying degrees of accuracy and satisfaction. These are
questions in genetics and presumably the geneticist is best qudified to
answer them.

A good counselor in human genetics spesks from his heart but he is
adso a scientist and must speak the truth as it is accepted at that time.
No counselor is clairvoyant, and none can predict the scientific discoveries
of the future. The counselor cannot make decisons for the parents but
he can give them facts they need in order to make decisons themselves.
These decisions may not be perfect ones; they may even be sinful to some
people. However, the socia worker learned long ago that the hasty judgment
of others is often fdse righteousness. This lesson of "not throwing the first



stone" was clearly explained by Jesus and by many others with insight
long before Him. Fortunately, quite a few people in every generation learn
and practice the withholding of hasty judgment.

Please do not think that genetic counseling includes sermons. | am

merely trying to explain to you that it is a helping process and is thus a
type of socid work.

The parents of the handicapped child are helped by teaching them the
biological facts and the expectations associated with the particular kind of
mental retardation which has appeared in their family.

Let me illustrate some of the ways in which the geneticist can be
helpful to the perplexed parents of Mongoloid children, in three different
situations. In none of these cases does the geneticist solve any problems of
finances, nor does he have new cures or management techniques. He
merely supplies comprehension of one smal part of the total problem.
Indeed, he may consider his assistance to be of such intangible value that
he charges nothing for his services.

The first illustration is a simple question which could essly be
resolved. A war veteran student had just become the father of his first
child, a Mongoloid. He had received evasive answers to his main question
before coming to the Dight Institute. His sexud outlets during his army
experience had been restricted to masturbation, against which he had
been strongly conditioned. His question was, "Is my Mongoloid child
a result of some hereditary peculiarity of my wife, or due to the mastur-
bation?" It was easy to explain that there was no reason whatever to think
that the sex practice had anything to do with Mongolism. It was pointed
out to him that on his right hand he had a transverse crease, a peculiarity
found more often in Mongoloids and their blood relatives than in the
genera population. When it became clear to him that there was some
kind of a biologica background involving him, his attitude toward the
problem eventualy became matter of fact and his reproach of his wife
and his own fedings of guilt disappeared.

A second and more frequent situation involving Mongolism demon-
strates that, even after the production of two affected children, a couple
may complete the family with norma children without too much psycho-
logica trauma.

A 23- year old mother gave birth to a Mongoloid boy, then to a normal



girl and at age 29 to her third child, a Mongoloid girl. Before the birth
of her second Mongoloid, the mother had been assured by two physicians
that there was no danger of a second Mongoloid. Without warning the
second abnormal child was presented to the mother with resulting psy-
chological trauma, the mother having made the diagnosis hersalf. After a
period of adjustment to this shock, the couple appeared for counseling.

Upon examination of the hands of the couple, the husband showed
a striking transverse crease of the left hand and a less pronounced evidence
of it on the right hand. Both could see this clearly. The wifes hands
were normal.

Request: "What are the chances of our having a third Mongoloid
child?"

Reply: The transverse creases on the hands of the husband suggest
there is something more than accident in the production of the rather
uniform entity of Mongolism. Consequently, there is a smal chance
(thought to be about four percent) that a third Mongoloid child might
result from another pregnancy. If another pregnancy is to be attempted
the couple must prepare for the smdl, but real, chance of a third Mon-
goloid child.

Follow-up: Since the counseling, another child has been born. The
parents, though prepared for the worst, had an uneventful pregnancy.
Both were relieved and delighted that it resulted in a normal boy.

Second follow-up: The couple now have their fifth and sixth children,
and both of them are normal. The two Mongoloid children have been
institutionalized and the family is much as it would have been without
this distressing experience.

A third situation regarding Mongolism is likewise unique in my ex-
perience. A family of four children grew up and three of the four produced
one daughter each and the fourth had only two daughters. This makes five
girls who are al firg cousins. The first of the five girls produced one normal
daughter, two miscarriages and a Mongoloid child. The second of the five
cousins produced one Mongoloid child at age 21. The third gave birth to
two normal children and one Mongoloid child, and had two miscarriages.
The fourth girl has had three normal children; and the fifth cousin has
had one normal child and four miscarriages. This adds up to seven normal
children, eight miscarriages, and three Mongoloids from the five cousins.



Naturally, dl five cousins wonder what is the matter with their re-
production. It is the kind of question which beffles the experts. One might
see some kind of dominant heredity factor manifested in the reproduction
falures of four of the five girls, or they could be sheer coincidences. No
firm decision can be made in such a case. The cousins are most concerned
with the problem of explaining the situation to their normal children
when they are old enough to understand it; how to guide their thinking
about marriage and reproduction when that time arrives for them.

The advice for the normal children can only be optimistic with our
present knowledge, or rather lack of it, about the causes of Mongolism.
We sddom get affected nephews and nieces of Mongoloids and predict
that such will be the case in this badly shaken family. Guess work is
certainly involved here, but the fears in this family aready exceed the
worst scientific expectations so that optimistic counseling is clearly judtified.

The three situations involving Mongolism &l rest upon rather small
chances of a repetition of this disability. Therefore counseling should

adways revive flagging spirits and ingtill hope for better luck with future
pregnancies.

It is not known what part, if any, genetics plays in Mongolism. With
some types of mental retardation the genetic expectations follow the
Mendelian laws and the probabilities are a little more sobering. We
know, for instance, that the retardation and eventual death in Tay-Sach's
disease and in Schilder's disease behave as Mendelian recessives. In these
diseases, both parents carry the trait concealed by a normal gene partner.
One quarter of the children of such a couple will get two genes for the
trait and will die as a consequence. The brighter side of the coin is that
three quarters of the children will be as normal as can be. A frustrating
aspect of the whole picture is that there is no way of predicting whether

the affected children will al come at the beginning or will be interspersed
with normal siblings.

Probably the most distressing counseling case | have had resulted from
the successve appearance of three children in a family with Schilder's
disease. After the birth of the second affected child, | had emphasized
the optimistic prediction that there was a three-fourths chance that the
next child would be normal. Mendel's rule worked otherwise. This couple
will have no more children, ensured by a hysterectomy, and they have
eased the losses of their three children by adopting a baby boy. They will



not forget the troubles they have had but they are developing a new happi-
ness with their adopted family.

At this point you must think that genetic counseling is a morbid
occupation indeed. In a sense, it is. Fortunately, most families do not
have such unhappy experiences as those | have described. But even with
the worgt turns of fate the parents of the retarded children are helped

greatly by an understanding of how Mendel's laws work and what to
expect as a result.

If the retardation is not due to genetic causes, the counseling is a great
pleasure. If retardation resulted from an infection of the mother, one can

predict that present day antibiotics will help protect the mother from
any subsequent infections.

Our find, largest, and most puzzling group of mental retardates
are those where there is no evident physica disability. At birth the child
seems to be perfect. The mother has had a happy healthy pregnancy but
the child never learns to tak wel and is incapable of school work. Since
there has been no warning of retardation the child becomes established in

the home and, later, the idea of ingtitutionalization is usually unacceptable
to the parents.

The following case represents the dilemma faced by some of the par-
ents of the undifferentiated mentally retarded. This particular couple has a
nine-year-old retarded girl and a fiveyear-old retarded boy a home. Both
are handsome children but with little mental capacity. No one has been
able to state the cause of the retardation though the children have been
seen by a large number of speciadists. The father and mother decided to
have no more children because they have no desire to produce another
defective child; nor could they see any merit in producing a normal child,
who would have to adjust to the two older mentaly deficient siblings.
Recently the mother discovered that their contraceptive technique had
faled in some way and she had her pregnancy confirmed. Her physician
referred the couple to me with the hope that | could dissuade them from
their insistence upon a therapeutic abortion.

I not only falled to dissuade the couple but was converted to their
point of view. As this couple absolutely refused to subject a norma child
to the hazards of the home environment which they could foresee through
the years ahead, one could not expect that quoting a favorable genetic
ratio would convince them that they should have more children—and it



didn't. A correct decision for this family is by no means the correct
one for other families. It must be made on an individual basis aways.

| have exceeded my alotted space in describing for you a few weays
in which the geneticist can help parents of the mentally retarded. The pur-
pose of this conference is to record procedures through which parents can
be helped by many kinds of speciaists and how they can help each other.
| consider it an honor to have been invited to give you this somewhat
incomplete picture of heredity clinics and to show how they can contribute
something to help parents of the handicapped, regardless of whether their
child's difficulties are mainly genetic, environmental, or undifferentiated.

CHAIRMAN THOMSON: Thank you, Dr. Reed.

We now come to a third phase of counseling. The next spesker is
one whom | have known for severd years. Mr. Lund was born in Salt Lake
City, Utah, and has lived there dl of his life. He and his wife have two
children. Incidentally, Mrs. Lund is present and those of you who have
not met her should plan to do so today.

Their son Mark, aged 19, attends the State Training School in Ameri-
can Fork, Utah, and their daughter Jean, aged 16, attends high school
in Sat Lake City.

Mr. Lund's interest in the parent movement for retarded children
began many years ago when he was asked to organize the first association
for retarded children in the state of Utah. He served as the Association's
first president for two years and has been on the advisory board ever since.

A director of the National Association for Retarded Children since its
inception, he was named second vice-president in 1954 and first vice-
president in 1956. He now serves as president of this nationwide organi-
zation.

By profession, Mr. Lund is an attorney, specidizing in red property
law. He was graduated from the University of Utah in 1930 with a degree
in sociology and from the University of Utah, College of Law, in 1932.

Mr. Lund is one of the parents whose breadth of vison has
helped make the National Association for Retarded Children the force
that it is in this country today. | heard a government sociad worker, who
travels through many states, say yesterday that there has been no move-



ment in the whole history of the United States which has spread so rapidly.

Mr. Lund identified himsdf with the NARC at the very beginning
and moved up steadily in the national organization, as well as in his state
organization—which meant accepting more and more responsibility, and
giving more and more of his time. Too much cannot be said in commenda-
tion of these parents who have given such long service to the national
movement despite the fact that they have to earn a living for their own
families.

Therefore, | am happy to present to you, Mr. Alton F. Lund, pres-
dent, the National Association for Retarded Children, who will spesk
to you on the subject, "The Role of Parents in Helping Each Other".
Mr. Lund ...



"THE ROLE OF PARENTS
IN HELPING EACH OTHER"

By

ALTON F. LUND

MR. ALTON F. LUND: Thank you, Miss Thomson.

Ladies and gentlemen, it is indeed a pleasure to be here and to parti-
cipate in this conference. First, | would like to pay tribute to Miss Thom-
son because, as Mrs. Letha Patterson has so often said, she rocked the
cradle of the NARC. She has been to every convention except one and
those of us who attend these conventions dways look for her. We look
for her guidance, her support and, of course, her wise judgment. On
behalf of the National Association, Miss Thomson, | want to thank you
for your untiring help to our organization.

It is indeed an honor to represent the National Association for Re-
tarded Children at this conference and, on behalf of the Association, to
bring you greetings and best wishes.

On this program my colleagues have been discussing with you various
elements in counseling. |, as a parent and a layman, would like to discuss

the role of the parent in the past, his present-day role, and perhaps a few
ideas for the future.

Not long ago | had two experiences which brought home to me the
irony surrounding the relationship of the retarded child and his parents.
My daughter, who is wonderfully norma in al respects, was taken ill.
Suddenly we found ourselves face to face with a serious illness—a ruptured
appendix. But everyone was wonderful—the doctors took over with al of
their tremendous skill, the neighbors were most helpful and proffered every
aid. Afterwards, when everything turned out for the best, my wife and |
had a warm feeling indeed for these neighbors and friends.

The second experience involved our other child—our retarded boy.
That we were not prepared for the devastating realization that our child
was retarded, goes without saying. Seventeen years ago no one, with some
rare exceptions, was prepared for such a happening and the parents found
themselves alone. That was our experience and while | will not attempt to
recite the emotional upset, the shock and bewilderment, | do want to
point out the ironic contrasts in the two situations.



In the one, people, armed with knowledge and understanding, stepped
in and were able to give efficient and skilled help. Tragedy wes averted
and the best elements of society came out. In the other—bogged down by
ignorance, misunderstanding and fear, we all groped for help.

| do not resent this difference because the years have taught me that
we were dl in the same boat and my family, my neighbors, and my asso-

ciates smply did not have the answers, or the knowledge, to cope with the
situation.

In my position | talk with literally hundreds of parents in al areas
of the United States. | would like nothing better than to report to you
that al of the past records of ignorance, cruelty, superstition have passed—
and that we no longer face these situations. When | see progress being
made my hopes rise. Then, just as | am in a complacent mood, things
happen which bring me down to earth.

Not more than a month ago, | was at home on a Saturday afternoon
when the phone rang. It was a woman begging for help. It seems that
her sster-in-law was retarded and had been in an institution. She had been
released because she was an excellent worker and could esdly find em-
ployment. However, she was the victim of one designing person &fter
another until her life had become nothing but a morass of immoral-
ity, crime and debauchery. This woman asked me what help was
available. But when | undertook to get some of the facts, she became very
evasve. It finally came out that she was appealing for help over the strong
objections of her entire family. The mother of the girl flatly refused to
permit the matter to be discussed by the family. The girl's conduct did
not seem to bother the family nearly as much as the terrible danger that
people might discover she was retarded. That disgrace they could not
face! Since she would not identify hersalf so that | could make an appoint-
ment with people who could help, | did get her to promise she would take
the matter up with the proper authorities. She also promised to come to
some of the meetings of our unit in Salt Lake City. When such a case
comes to my attention | wonder just how far we have come in ferreting
out the cases in the back rooms, basements and the like.

While | am sure that we have made tremendous progress, there is
gill a vitd role for the parent to play in helping fdlow parents with this
problem. | would like to discuss some phases of this role with the hope
that the position of the parent may be made a little clearer.



Recently | had the pleasure of sharing a television program with the
noted American actor, Mr. Walter Abel. In his opening remarks Mr. Abd
stated, "It is our duty as parents to see to it that no couple should be
unprepared for the birth of a retarded child." | beieve this very clearly
expressess that desire to help other parents which is so basic to the entire
parent movement today.

Since accepting this invitation to spesk to you today, | have conducted
an experiment, asking severd parents what other parents can do to help
them and how they had been helped by other parents. You will be interested
to know that every single parent stated, amost without hesitation, that
he or she had been helped most by finding out that they were not alone.

| recal vividly the letter, written by a parent and published in the
newspapers, in which she stated that she was the parent of a retarded
child and would like to meet with others with the idea of finding out
what could be done. What an indictment that she had to resort to the
public press to even find other parents. This took courage on her part
and it wel illustrates the type of parent who is responsble for the parent
movement today.

In any consideration of this subject, we must firg answer the ques-
tion as to why there is such a need for one parent to help another. Socid
problems are rardly solved by individual action but rather by concerted
action on the part of dl society to rid our civilization of a blight or prob-
lem. Of course, individuals through discoveries in medicine, socid science,
and the like sometimes make possible some solutions, but society itself must
act if the solution is to be widespread and effective. In most fields we are
very advanced in this type of socid action. Why then in the field of mental
retardation are we some fifty to seventy-five years behind?

The reasons for this socid phenomenon would warrant a vast study
in itsdf. | believe there is no single cause but a multiplicity of them. Such
factors as the change in our economic set-up with the advent of the
machine age with its premium on skilled labor; fase theories of heredity;
universal public education; medical advances which have greatly prolonged
life among al members of our society; developments in the fields of psy-
chology; and many other factors have had a great ded to do with the
whole problem of the mentally retarded child and his inability to adjust
satisfactorily to modern day socid patterns. Such changes have brought
the entire problem to the forefront. While consideration of al of these



factors would be most enlightening, it is to the question of the attitude of
the parent that | would like to address mysdf. In that attitude lies the key
to help. It is only in understanding that attitude that one parent will be
able redly to help another.

| return, then, to the comment made above that parents were helped
by finding that they were not alone. They were not glad that others were
in the same predicament but rather that this was not something that had
befalen them particularly. In other words, there were many parents involved.
This discovery is most important psychologically. It is the key which opens
the door to cooperation and action.

What has resulted? As victims of a stigma placed upon them and their
children by society with fadse theories of heredity and old wives tales, they
found that they and their retarded children were without programs or help.
So they began to look around and make inquiry. This led to organization—
and the parent movement of the twentieth century was born!

This al seems so simple and basic that it is indeed puzzling that the
movement was so dow in starting. But it is a fact that the parent move-
ment, as we know it today, is less than twenty-five years old.

It is interesting to note that this discovery of not being alone, with
its therapeutic value to the parent, does not result at first in a program
for the child. The parent is ill in the stage of thinking about himself.
Further development in his attitude is essential. He must come to see that
his child needs help not only from him but from others as well. He then
begins to make comparisons. He compares his child with others. He sees
that they are not al dike but are as different and varied as dl children.
He begins to see the many problems which face retarded children. But at
this stage, he is very much wound up in the problems of his own child.

Unfortunately | must admit there are many parents who never get
beyond the "my child" stage. Too often parents are interested only if their
own child is involved. Sometimes these very parents are most active if
the activity revolves around a facility or program which encompasses their
child. But they are indifferent if their particular child is not involved.

There is one very important step in the development of a wholesome
attitude—and that is the acceptance of the child as he actually is. By this,
| do not mean that the parent must give up al hope and quit, but he must



redlize that his child has limitations and needs help; that even with help
he may be far from a norma child. | have heard it said many times in
our association work that nothing really happens until the parent does
accept this fact and give up fdse notions and wishful thinking. He is then
ready to help other parents and other children.

The ideal lesson for the parent to learn is: He helps his own child
most by working for al children. This does not lessen interest in his own
child, but his perspective changes. He sees that a truly worthwhile program,
which will build a community in which his child may function to the best
advantage, can only be accomplished when that program encompasses all
children. Although his child may not be particularly benefited by a particu-
lar program, other children will benefit and thereby build up a program
in which his child can eventually participate. He must sometimes wait
his turn.

For example, most school districts are now beginning to accept edu-
cable children readily and form classes for them. Would a parent of a
trainable child be judtified in ignoring a program for educable children be-
cause his child could not participate in the cdasses? | think not. Such a
parent must come to redlize that with such a program he is just that
much closer to a broader program which will eventually help his
child. 1 know this is sometimes difficult but parents must work to help
others understand that a program for al children should be their god
and not a narrow gspecific one which includes only a few children.

In my own community the parents who worked so hard for the
establishment of school classes are now redlizing that they should have
taken a much greater interest in workshops and other similar programs to
help their children after they leave school. We, who have learned such
lessons, can help by passing along this type of information.

Now here is a word of caution. The fact that we have been through
the mill does not qudify us as amateur psychiatrists and sage counselors
especidly where new parents are concerned. The many emotiona involve-
ments in this problem should make al of us wary, and the old statement
that fools rush in where angels fear to tread is very pertinent. But through
our organizations and units we should stand ready to offer the helping
hand and make it possble for new parents to take part in, a program for
their children. There is great consolation in being actively engaged in such
efforts.



Another word of caution—psychological development takes time and
we cannot rush it. An unwise or foolish remark can often shut the door on
the very thing we are trying to accomplish. It may take months and years
to see these wholesome attitudes develop, but they are worth waiting and
working for.

No discusson of parental attitudes and the role of parents in helping
each other would be complete without some discussion concerning atti-
tudes toward public institutions for the retarded. Because of public apathy,
a number of unfortunate incidents, and downright public neglect, there
are some disheartening situations existing with reference to public institu-
tions for the retarded. Long waiting lists, overcrowded conditions, economy
drives and so on—have resulted in all institutions of this nature, both good
and bad, being looked upon as a last resort. | have actualy heard parents
say, and this is very recently, that they would rather die than place their
child in an institution. In this way, we have actualy "created" a stigma on
children in state institutions.

We sometimes forget that these are the same children as those within
the community. Their problems do not differ. They have the same limita-
tions, they have the same feelings—the same desires to be loved and wanted.
Fortunately things in the past few years have taken an about-face.
In most areas, with the development of community programs, there has
come an over-al change for the better. We, as parents, are becoming better
acquainted with our public institutions and their problems.

The stigma | mentioned can be removed. We, as parents, must con-
tinue to gtress that a public institution is a public responsibility. It cannot
and must not be shirked. The public institution must not be considered a
"last resort" but rather a definite part and facet of a larger problem. While
the private school and residential home can care for some of our children,
it is clear that we must dso have our public institutions.

Therefore, | say to parents who are critical of state institutions and
to parents who place their children there, please shift from the negative to
the positive side. If your institution warrants criticism and needs help
to bring it up to standard, you should do al you can to see that this in-
formation is brought to the attention of the proper officids, legidators, and

to the public generally. Urge upon them the necessity for action to correct
the situations.

| am not urging placement of children in institutions. That is a ques-



tion which must be the decison of each parent, consistent with the needs
of each child. My appeal to you is to consider the public institution in
its rightful place—a needed place for some children and dso a place which
we can take pride in because we have done our duty as citizens in making
it so.

So far we have concerned ourselves with a discussion of parental atti-
tudes towards this problem and our relationships with other parents. But
there are additional ways in which we can help. We can urge al new
parents to dffiliale with parent units and show them that there is much
satisfaction in working in these units and in an organized program.

In our loca units, our state units and our national organization there
is a progressve program at al three levels. It would take more than my
allotted time to give you even a brief description of the vast program which
is now being carried on by parents al over this nation. We have more
than 550 separate units in our National Association for Retarded Children,
al dedicated to helping retarded children. And this has happened in less
than eight years.

To the parent who is worried about what may become of his child
when he is no longer here, we say: "Get in touch with the Guardianship
Advisory Committee of the national and of your state organization. We
have far reaching plans for making provisons by way of wills, insurance,
trusts and other arrangements. We are constantly studying this very
question and are actively investigating many phases of it. We may not
have al of the answers but we can certainly help you."

To the parent who does not know where to go or what to do for help:

"Contact the Parent Guidance Committee of the national association.
This committee will not only help you but will put you in touch with
people in your loca area. Contact these people on your loca level. They
are parents with the same problems and they will help in many ways."

To the parent who is concerned about legidation—both federa and
state:

"Your national association maintains an active legidative committee
which is in constant contact with the Washington situation and furnishes
materials and information to Congressmen and other governmental de-
partments. The present interest and large appropriations of the present



day were spearheaded by your national association in cooperation with
state and local associations. Perhaps we are not entirely responsible for
this change but it is interesting to note that it has all come about since
our organization and activity. On the state level we are setting up a new
committee to coordinate state commissions and legidative activity, and to
exchange information. This interest in national and state legidation affects
every citizen and any parent concerned with this problem should interest
himself and become active in this area"

To the parent who is concerned with research (and what parent
is not?):

"Your national association has established the Grover F. Powers Chair
of Research at Johns Hopkins University under Dr. Robert Cooke and we
are in the process of setting up others. These research projects will con-
cern themselves with basic research into causes, prevention and the other
phases of mental retardation. We are establishing a research fund to finance
this work and in this we must have help. Every parent and interested person
is vitaly concerned here."

To the parent who is concerned with his child who is in an institu-
tion:

"Our Public Institutions Committee, with state correspondents in
most of the states, is constantly working on problems concerning institu-
tions. We have completed a fee study to bring public attention to this
whole question and to show the inequities and differences which exist.
Programs concerning the operation of state institutions, such as education
and recreation, are being studied by this committee. Such parents should
get in touch with this committee for certainly a program to help their
children is underway."

To parents concerned with income tax questions and sociad security
provisions:

"Your Legal Advisory Committee has succeeded in having many of
these regulations clarified and has sent the information to al units. These
provisons now offer great help to parents and guardians, who should keep
in touch with their national, state and loca associations concerning such
regulations.”

Smilarly we have programs in the fields of recreation, education,



vocational rehabilitation, and in publications. All are coordinated by a
professona gaf in our nationa office in New York City, and no request
is ever ignored.

These matters are constantly discussed and reported in our nationa
newspaper, "Children Limited" which goes to all members of the national
association. No parent should be without this paper. It is the concrete and
dramatic story of a dynamic program now going on in behaf of retarded
children—and it stems from this desire of one parent to help another and
and his child.

These are methods by which one parent has helped another and
they illustrate better than any words of mine what can and must be done.

It is the parent who has filled the role of the catayst in this vast
socia structure of ours in bringing about this change. He has, by his pilot
projects, proved his point that the retarded child can and should be
helped—and in his various activities, he has succeeded in bringing about
what amounts to a socid revolution in the public's treatment of one of its
great problems. And this is not a parent's problem aone, for the cost to
the public is staggering and the public must be made to see that it has a
basic responsibility here.

We have come a long way but we have truly only scratched the
surface. If | had to name one element essential to our success, it would be
enlightened public opinion. When the American people understand the
needs of these children and the scope of this problem, | have absolute faith
that they will act not only to help the children living today, but will
establish a research program which will insure that tomorrow's children
will be born, live and grow beyond the limits of this shadow.

As we ring down the curtain on a past era of ignorance, prejudice and
misunderstanding, we raise it immediately on a new era dedicated to hope,
understanding, and redlistic evaluation—to the end that our children may
attain their rightful heritage. We must bestow upon our mentally retarded
children that respect, that human dignity, that rea importance which is
their birthright.

(The meeting adjourned at 11:50 A. M.)
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PRESDENT JOHNSTONE: Ladies and Gentlemen, you may be interested
to know that the entire proceedings of this conference is being tape-
recorded by Radio Station KUOM and, in time, will be rebroadcast in
sections, appropriate to the station's program schedule. This is another in-
dication of the unusual activities of the very excellent loca committee on
arrangements.

This afternoon | take pride in presenting to you the Director of the
Child Study, Treatment and Research Center of The Woods Schools
and the director of al professona services, Dr. William C. Adamson.

Dr. Adamson came to The Woods Schools January 1, 1956 from the
Community Guidance Center of Austin, Texas where he had served as
director and administrative head for the preceding four years. His psychiat-
ric experience in the problems of child behavior and development emi-
nently fit him for the responsibility of directing our great new center.

Following his graduation from Swarthmore College and later from
the University of Pennsylvania School of Medicine in 1943 (and after a
period of service from 1944-1946 in the U. S. Army Medica Corps), Dr.
Adamson received postgraduate training at the Delaware State Hospital and
a the Institute of Pennsylvania Hospital for Nervous and Mental Diseases.
He later served for two years as a Fellow in Child Psychiatry at the Phila
delphia Child Guidance Clinic.

From 1950 to 1952 he was a consulting psychiatrist for The Woods
Schools prior to his chalenging appointment as director of the newly
formed Texas center.

| would like to add that Dr. Adamson and | personaly became ac-
quainted during his period as consulting psychiatrist to The Woods Schools
when |, at that time, was adso serving as a consultant. Dr. Adamson has
brought to The Woods Schools a warmth and a sensitivity to human beings.



He has brought to The Woods Schools a relationship among the daf,
among the children, and among the patients which has greatly furthered
our objectives. | am now happy to present to you, your presiding officer,
Dr. William C. Adamson.

CHAIRMAN ADAMSON: In responding to the introduction, | would like
to acknowledge my own appreciation for al that Mr. Johnstone and the
Board of Trustees of The Woods Schools have entrusted to me as director of
the Center and to thank them for the continued support which they have
given to the gdf and to me.

At this time | would like to ask The Reverend Michael McDonough,
Chaplain to Catholic Students, Newman Foundation of the University
of Minnesota to lead us in our invocation.

THE REVEREND MICHAEL McDONOVGH: May God support us al the
day long. Direct, O God, our actions by Thy Holy inspiration and carry
them on by Thy gracious assistance, that every prayer and work of ours
may begin with Thee and, by Thee, be happily ended, to the same Christ,
our Lord. Amen.

CHAIRMAN ADAMSON: This afternoon we will hear first about the need
for helping and counseling parents in a community resource to which
parents may turn when the retarded child reaches the pre-school or
school age.

This presentation will be given by Dr. Harriet E. Blodgett, program
director of The Sheltering Arms Day School, Minneapolis, Minnesota.

A native of Lyndonville, Vermont, Dr. Blodgett received her B.S.
degree from Tufts College, Massachusetts, and her graduate degrees from
the University of Minnesota.

After earning her master's degree in 1943, she served as state psycholo-
gist with the Bureau of Psychological Services of the Department of Public
Institutions, State of Minnesota, working with county welfare boards, public
schools, state ingtitutions, and private agencies throughout the state. In
1946, she was named instructor and later assistant professor at the Institute
of Child Welfare, University of Minnesota.

After recelving her doctorate in 1953, Dr. Blodgett served as clinica
psychologist with the Genetic Research Project of the State of Minnesota



at the Rochester State Hospital. In 1955, she was appointed program direc-
tor of The Sheltering Arms Day School, Minneapolis, Minnesota. She is
especidly interested in problems relating to psychological diagnostic tech-
niques and ability measurements and family counseling.

A consultant assistant professor in the Child Clinical Psychology pro-
gram at the University of Minnesota, Dr. Blodgett is a member of the
American Psychologica Association, Executive Council of Minnesota Psy-
chologica Association, the American Association on Mental Deficiency,
Advisory Board of the Minnesota Council for the Gifted. She adso serves
on the advisory board of the Elliot Park Specid Day Care Center, con-
ducted for mentally retarded children.

The title of her tak today will be: "Helping Parents in the Com-
munity Setting”. Dr. Blodgett . . .



"HELPING PARENTS
IN THE COMMUNITY SETTING"

By

HARRIET E. BLODGETT, PH.D.

DR. HARRIET E. BLODGETT: Thank you, Dr. Adamson. In common
with other loca people, | would like to express my particular pleasure that
The Woods Schools Conference was held in Minneapolis this year. We
sincerely appreciate the opportunity of cooperating in such a purposeful
series of meetings.

In looking at the fidd of mental retardation, one thing which is most
impressive is the change which we have seen in recent years. Whenever we
are in a period of very rapid change, we use words such as "revolutionary"—
an impressve term—and sometimes | suspect that these terms may only
cover the feding of confusion that many of the workers in the field have
experienced.

Because facilities are new, because attitudes are changing, we find a
tremendous variety of professonal viewpoints, as well as of lay viewpoints.
People smply do not stay the same when they continue working in a field
in which there has been such dynamic motion in recent years. Because of
the rapid changes, it is only far to sy that the current attitudes, which
we might consider the best, may be out-dated by tomorrow. Of course, this
is good a our present stage of knowledge if we can continue to make
evaluation of progress and learn from our mistakes.

Before discussng the problems of parent counseling, it is only far to
warn you that | will be drawing heavily on our experiences at The Shel-
tering Arms.

Sheltering Arms is a relatively young program. It is now in its third
year. We have a joint cooperative effort with a partnership between Shd-
tering Arms, which is a private organization, and the Minneapolis public
school system. The public school system furnishes teachers and supplies;
Sheltering Arms furnishes other g&f and fills in any chinks in connection
with budgetary needs.

We have three dasses for trainable children, ranging in ages from gx
to fourteen, with ten children in each group; and aso one dass of educable



children, from eight to eleven years of age, with sixteen children enrolled
in this group.

Our g&f, aside from four teachers, includes a full-time socid worker,
a business manager, a research assistant, plus a program director, and aso
stenographic, secretarial, and maintenance people. Volunteers provide much
valuable extra help.

In order that this moment of glory in connection with Sheltering
Arms be fully shared, | would like to ask my g&f if they would stand up.
They are here in the front row.

(At this point nine members of the Saf arose and were applauded.)

In considering mgjor problems in connection with the parents of
mentally retarded children, one of the first and biggest is lack of information.

Most parents have not planned on having a retarded child; they have
not taken courses in school to learn how to cope with this possibility.
Even professionally trained parents have not considered this as something
that would be likdy to affect their persona lives. Parents do not have
information about the meaning of mental retardation, the meaning of
degrees of mental retardation, what limitations are implied for school
learning, for behavior learning, for terminal level of ability, or for ability
in life adjustment.

Particularly, parents are usudly not aware of the influence of intelli-
gence on behavior organization and behavior learning. The fird and most
common interpretation that they receive is that the mentaly retarded
child will not be able to make adequate school progress. Many times, the
parents will say, "Well, school isn't everything. If he can do other things,
does it redly matter if he cannot make an adequate school adjustment?"

What is not made sufficiently clear is the tremendoudly important part
played by intelligence in the organization of al behavior—behavior con-
trols, ability to adapt, ability to conform, ability to see the points of view
of the other person, and to make adaptations for social living. Parents do
not recognize, without some specia help, the importance of intelligence in
such areas as motivation, as persistence, as measuring work to be done and
the importance of making an effort to do it. They may not understand
that the total personality of the child is closdy tied to his intellectual en-
dowment which governs the pattern of his future development.



Therefore, the first area of parent counseling should be concerned with
giving information of an intellectual sort or a factud sort, if you will, on
which parents can base their own thinking about their own problems and
their own child.

There is ill another kind of information which parents typicaly
lack. That is information about community facilities. Here is an area where
the professonad needs to be wel informed concerning the facilities and
aso wdl informed as to current sentiment. At least he should know what
the situation is and what it may become in the future.

Therefore, the professional has a real obligation to "keep up", to
keep posted, to know what the new things are. It is not enough to say
to parents: "Somewhere in town there is a nursery school that might give
your child some group experience. | think the name of it is Elliot Park,
so why don't you cdl them and see if your child might be eigible.
Parents, in the early stages of educational planning, do not have the con-
fidence or clear enough understanding to know what plans they should
make. They need to know specificdly if there is a chance that their child
will be eligible. This means that the counsedlor must be informed about
community facilities; about age limits and intelligence limits; who can be
accepted; distribution of types that can be accepted; admission require-
ments; geographica restrictions—things that are part and parce of the
detail of running our own facilities but which, wrapped up as we are in our
own work, we may not take the trouble to look into.

Parents need specific help. They need to know the name of the person
to contact. It is better if you can dso give them the phone number. This
type of information helps the parent to move ahead. One of the problems
we face in working with the parents of retarded children is to get them
into suitable and appropriate programs.

We adso need (and this is something that sounds like an ideal rather
than a practical possibility) improved ways of correlating our efforts. Par-
ents need to plan ahead for retarded children. This is not the usua way
parents bring up a family. Normally, you do these things one step at a
time and you think, perhaps wisdy, that it is wrong to plan too far
ahead for a norma youngster; that he should have a hand in shaping his
own destiny; that many decisons as to where he might like to go to
school, what course of study he might pursue, should wait until maturity
gives him a rightful share in decison making. Unfortunately, this is not
the case with the retarded child.



While our facilities remain limited and we do not have enough of
anything to go around, it is most important for parents of retarded children
to plan ahead, to see where they are going, to see what might be the case
in five years from now, not just for tomorrow. In order to help parents
look to the future, we need to be pretty clear as to the things we can
predict, the things we cannot foresee—as well as being completely honest
with the parents in connection with which things are which.

It is true that we cannot dways blueprint the entire future of a re-
tarded child but, in many respects, we can draw the rough outlines of
suitable plans.

For example, we know that for most children at the trainable leve,
a least the strong likelihood of later institutional placement should be
considered. We know that this is aso true for many educable children,
particularly if they have other kinds of handicaps in addition to restricted
abilities.

Another reason why parents may find it hard to plan ahead for re-
tarded children is that the child very frequently make it difficult for us to
think of him as growing older. We call them "little kids" long after they
have moved into the middle childhood range because that is how they act.
This is adso true in connection with parents—the fact that children
require their care makes them seem younger, at least in the eyes of the
parents.

So much for the informational area—which is detailed, complicated,
and involves a continuous on-going process. It is quite an assignment but,
without question, the emotional area with which we must also dea is more
important, more difficult, and of greater significance to the family.

Parents have certain emotional problems in common as they face the
situation of a retarded child but we do not deal with problemsin a vacuum.
We dedl with problems in people, and people come with al sorts of varia
tions. They aso come with all sorts of psychologicd traits as well as
physicd traits.

We see these parents at different stages of emotional maturity, with
different degrees of ability to comprehend their individual problems. We
see them at different stages of acceptance. In our discussions it is very essy
to point out extremes of attitude—the very cooperative parent or the very
resistant parent. We need to focus our attention on the range in between



these extremes—the parents who are somewhat cooperative but aso some-
what resistant.

We must remember that people do not stay the same, even from
day to day. Their attitudes are undergoing gradua shifts. We must deal
in day to day, week to week growth processes, maturational processes, atti-
tude changes, increases in understanding. So, unless we pay attention to

these differences, we will be doing our counseling job at less than full
potential.

Early diagnosis of children is desirable for this long-range planning.
However, it is at the earlier ages of their children that parents can be
expected to have the most resistance to accepting the facts about them.
They may still be hoping that there is some other explanation than mental
deficiency in connection with the deviations of their child.

At the beginning of the counseling process a characteristic of parents,
which is most frequently mentioned, is the tendency to reect an interpre-
tation given them by either the psychologist, the medica expert or the
team of people who have studied the child. Again | think that this is over-
smplification. We are not dealing with the total regection of interpreta-
tions. We are dealing with stages of being able to accept, and these stages
start at rather minima points. It has aready been pointed out that one
of the most basic principles which counselors have to grasp is the fact that
parents come to them for help. This in itsdf indicates that they are con-
fused, puzzled and alarmed, and that they want some clarification. There-
fore, a claification of the facts, even though the initial reaction appears
to be reection, is most important.

When we look at the continuing process of reactions which parents
may show, we are overwhelmed by the variety of them. Any attempt to

put them into categories is artificid and may lead us further astray in our
direct procedures.

We find that parents may move in the direction of intellectual ac-
ceptance of the problem but that their acceptance may be only on a factua
level and not on a feding level. If it is on a factua level, our problems are
not solved. What that implies is that parents will not be able to make the
attitude changes which are important if the child is to have appropriate
goals set for him and appropriate techniques for helping him reach them.

The parent, who is intellectually accepting but emotionally unaccept-



ing, cannot honestly see the child the way he is. Emotional acceptance for
many parents takes a long time but it must remain one of our primary
counseling goals.

One reason for being concerned about emotional acceptance is that
many of the practical management problems which children present are
created by parents, certainly not on purpose, but out of their efforts to
move the child aong into a more acceptable behavior pattern.

Another mgjor reason for early work with parents is that the parents
themselves are growing and changing, as we also hope we are. For dl of us

the life process is a process of change and hence must be viewed in a time
framework.

One thing that may happen to parents, who do not receive early
counseling attention, may be described by what we call “circular de-
pendency”. Normally, parents expect that they will take total care of their
baby because that is what the baby needs. Normally, however, the babies
themselves call a turn on this procedure by their own development, their
growth and independence, their ability to get around by themselves, to
communicate, to assume charge of some aspects of their own lives. How-
ever, with a retarded child, this does not happen. He says in the de-
pendency stage longer and he grows out of it unevenly. Parents, in the
veay course of taking care of the child, continue to meet needs on an
infant level much longer than they do with their normal children.

We suspect that the only way parents can do this without too much
frustration is to force themselves to enjoy it. In the process of forcing
themselves to enjoy it, they may become dependent on this need.

| think that this is a background for many of the reactions that we
see. For example, when a youngster is placed in an institution at the age
of twelve or thirteen, the child has little trouble adjusting to his new
environment. However, the parents may have a great dea of trouble ad-
justing to his absence. They find that they and the child were linked to-
gether by bonds tighter than were intended.

These are mgor problems. | fear that they have somewhat of a
theoretical slant. We are talking about long-range plans. We are talking
about long-range attitudinal changes. We are talking about emotional
growth. And now, | think, we should turn our attention to some of the
day-to-day essentials.



As fa as parents are concerned, the things which are a source of
anxiety to them are the daily behavior problems which must be handled as
they happen. The questions parents ask, either openly or hiddenly, are like
these: "What do we do with this child who is so hyperactive? What do we
do with this child who is so destructive, who cannot communicate, who
cannot seem to get toilet trained, who cannot get along with other children,
who cannot deep a night, who has temper tantrums and aggressve
outbursts—what can we do? How can we cope with it dl? How do we
manage him?" Unless we can look at these problems from the point of
view of the parents, | fed that this mutual rejection of each other as re-
sources will widen.

Tied to these behavior-management problems, there are many less
visble but perhaps equaly important aspects of family living. There is
concern for norma children in the family. What price are they paying for
having the handicapped child at home? There is the concern for family
living patterns. There is the concern for the social, professona and personal
contributions that the parents, as adult citizens, make to the life of their
own community. In what ways is this jeopardized or even completely
destroyed?

We have to be concerned about the neighborhood situation. How
are other children being affected; what about the attitudes of other adults
in the community?

We have to be concerned about all of these problems. However, there
has been relatively little scientific study of them because it is difficult to
generalize about such situations. This is an area where individual differences
are many—and important.

All of which brings us to the processes of parent counseling. We
think that the emphasis in such counseling should be put on content
rather than on method.

Our own parent group, which meets once a month, has made use of
every techniqgue we could think of for imparting information. We have
used lectures, discussions, panel discussions, questions and answers, parent
panels and occasona outside speakers. We dso invite written questions
from parents which we look up in reference books in order to report back
to them. We are beginning to use our own research material to make in-
formation more clear to parents.



We have used teacher-parent conferences, socid worker-parent con-
ferences, home visits, psychologist-parent conferences. We have used dl
three of our professona people, plus information from our medica con-
sultants, in order to convey as many aspects of the problem as possible.
We have aso made use of a socid hour following our serious meetings.
We find this is a time when parents can let down the bars a bit, talk with
each other, exchange experiences, and talk with the gf.

We have made use of classsoom meetings, in which parents have an
opportunity to see the work their children have done and to compare it
with that of the other children.

It is one of our basic rules that each one of us must, in every conversa
tion with a parent, be aware of the possbility of holding out unredistic
hopes, without intending to do so. When you are working with retarded
children you aso become involved with them. You become proud of each
bit of progress that is made and, subjectively, the accomplishment of the
child is very much tied up with your efforts. So, it is very easy for the
teacher to sy that the child is doing well. It is equally essy for the parent
to read into this the fact that the child is going to turn out to be normal.
This, we must truly guard against. We must sy that he is doing well—
for his present mental capacity. We must explain it further, in specific
areas—he is doing well in contact with other children; he is less aggressive,
more friendly, a little more cooperative. It requires more work to be specific
but it is far more rewarding.

In our group meetings with parents, we have attempted to give them
as much information as we have available. In our meetings we have dis-
cussed causation, state facilities, community programs, why we think a
research approach is important—in fact, our parents now think that re-
search is just as important as we do and they are pushing us for results of
our most recent medication study.

We have dso tried to discuss behavior development and behavior
problems;, what to do and what not to do.

In short, our content has been everything that you might hope to
find in a fairly complete, up-to-date and thorough textbook on mental
deficiency but that is not al. We think that it is badcally important for
parents to reach a better understanding of themselves.

We rarely have a meeting without something coming up about fedings



of guilt, responsibility, self-punishment, attitudes of other people—either
on the surface or not very far hidden. We have discussed these things quite
openly in our parents meetings. We have tried to help parents fed that
we not only understand these fedlings, from the book approach, but that we
share them from our own experience.

We are quite open in admitting to parents that we have problems
with their children. School is not a bed of roses. We have many difficult
situations and many bad days. We aso have many good days. In discussng
these things with parents, we believe we can take away some of the separa
tion of the professional-parent barrier which may otherwise operate.

| am quite sure our parents do not think that we think we know all
the answers. They do think, | hope, that we are willing to work on their
problems with them.

We fed that a sense of humor is pretty important. We laugh at our
children and with them, and they laugh at us and with us. We try to help
parents take a dightly lighter point of view—this is a retarded child; this
is a life situation; it can be met and handled as we handle other life
situations.

To al of this, there is no standard answer. There is no standard solu-
tion, nor should there be because there are no standard people. And, cer-
tainly, there are no standard retarded children. However, these problems
can be tackled openly, honestly, without too much influence of guilt and
punitiveness. And parents can be helped toward a better state, a more
mature state of acceptance and problem-solving attack.

We fed we must aso turn the attention of our parents to the welfare
of their normal children. We do this in a nhumber of ways. One way is by
studying the brothers and sisters of our retarded children. Sometimes be-
cause they too have problems and sometimes because they do not.

If they do not have problems, we want to know why, so that we can
pass on this delightful information. We occasiondly ask a parent to write
us a week-end diary about a normal child instead of the routine one in
connection with the retarded child. We encourage dl-family participation
to help diminish the excessve involvement that the parent may fed with
the retarded child alone.

We try to neutralize the parents fedings of protectiveness. One step



in the right direction, of course, is in having the child come to school. The
parent who can let his child be avay from home for severa hours a day
has taken an important step toward both his and the child's emancipation.
By having a child away for part of each day, the mother, for instance, has
time to think a thought or two apart from the child.

Certainly, too, a measure of objectivity results from comparison with
other children at the school. As parents come to know each other and
come to understand something about the other children, they are bound to
make comparisons which help in the more redlistic viewing of their own
youngster.

We think that parents dso benefit through observing the relationship
which is developed between children and daf. We are fond of our re-
tarded children; we are tolerant of them. We accept them as they are and
we are affectionate with them. At the same time, however, we are realistic
about them. We do not expect things from them which they cannot do.
We try them out in many things but our expectations are guided and
modified by the child's performance. This is something that parents, in
watching and observing, often carry back into the home in order to modify
their own fedings and expectations and standards.

Further, all of us must recognize that families have other prob-
lems than the retarded child. Many times, in thinking about counseling
processes, we forget about unhappy marriages. We forget about poverty
and emotional conflicts between the marriage partners; we forget difficulties
with other children; we forget school failures, neighborhood rejections—
al of which may not have anything to do with the retarded child. We may
aso forget unemployment, sdary problems, the cost of living, difficulties
of housing, even the minor but irritating effect of families not having a
telephone. If we are not able to take a broad view of counseling and look
a the family situation broadly, then much of our pin-pointed effort is
going to be wasted since it does not take into account al the problems
that may be involved.

As far as possible, we try to give help that is practical. Parents come
to us and sy, "What shdl | do with Johnny?' "What shal | do with
Bill for he will not go to sleep?' "What shal | do with Susie for she will
not eat her vegetables?'

These are things of concern. You can say, "Don't worry about it, it



is unimportant. This is one stage and it will go away." But this is not very
helpful.

We make our suggestions, we make them honestly, redigtically and
with no guarantee of success. We usuadly make more than one suggestion
so that the parents can select the one that seems to fit their own situation
the best. If it is a discipline problem, we sgy isolation works in some
situations, that sometimes there is nothing like a good spanking to clear the
air. Further, to deprive a child of privileges which are important to him
will sometimes help. We ask them to try one of these suggestions and see
what the results may be.

Part of the problem parents have is in wanting very specific answers
to a particular difficulty. Part of the professona problem is having enough
strength of ego to admit that there are lots of answers that we don't have
and probably lots of answers that we may never develop.

To try to sum up our philosophy, | suppose you might cal it "a
philosophy of individualized realism." We attempt to take into account
differences not only among children but among parents. We sy that we
try to meet the children as they are, particularly in their emotional reactions.
We try to do the same thing with parents, without establishing a pre-
conceived level which they must reach before we accept them into our
group. We try to have something to meet their needs at any level of de-
velopment. We believe that the general principle of "facing up" to life
problems applies to problems of retarded children as wel as to other life
situations.

We attempt to help parents find these principles, to understand them
and to apply them to their own lives. We also attempt to help parents make
compromises, because the long-range view of mental retardation is a process
of successve cOmpromises in many, many ways.

We adso do not expect that parents can be completely successful in
one week. Change takes time. We try to comprehend and visudize the
family pattern and to appreciate what the problem means to each family.
A magor god of parent counseling, in our view, is to assst parent under-
standing and adjustment in as many ways as we can so that life for dl our
families may turn out to be generally more satisfying. Thank you, very much.

CHAIRMAN ADAMSON: | fed, Dr. Blodgett, that you have highlighted



for us very capably several of the mgor areas in counsding work with
parents of retarded children. | thank you.

The second paper this afternoon deals with recent efforts to help
parents use a residential school in a constructive fashion for their handi-
capped children, rather than having the fedling, either conscioudy or un-
conscioudy, that they are putting their child away.

Mr. Johnstone has pioneered this point of view for both public and
private residential schools. He has urged a closer relationship between
school and home. At The Woods Schools he has encouraged a flexible
plan for parental visiting; secondly, he has continued to stress a policy of
monthly letters (and sometimes more frequent ones) to the parents of our
students—and these must be forthright, honest letters about the progress,
the lack of progress, or a specia problem that the child is having. Parents
frequently say to us, "We expected your letter to be sugarcoated, glossng
over some of the things that go on at school. But when the little personal
things that were happening were described to us, as well as the big prob-
lems, we knew that you were talking about our Jimmy."

Thirdly, | am happy to sy that our President and the Board of
Trustees have fully endorsed the program of parent counseling now under-
way at The Woods Schools. It is this program which Miss Mary F. Carswell,
director of our current counseling services, will describe to you.

Miss Carswell joined the professona g&ff of the Child Study, Treat-
ment and Research Center, The Woods Schools, in 1956, as psychiatric
social worker and parent counselor. She had previoudy served in sSimilar
capacity at the Community Guidance Center in Austin, Texas.

Miss Carswell, a native of Gorham, Maine, was graduated from the
University of New Hampshire, and studied at the School of Sociad Work
of the University of Pennsylvania where she earned her Master's degree
and Advanced Curriculum Certificate. She served as a daff member of the
Akron Child Guidance Clinic in Ohio, and as Senior Psychiatric Socid
Worker at Harrisburg, Pennsylvania, before assisting in the organization
of the Texas Guidance Center at Austin in 1952.

She is a member of the Psychiatric Socid Work Section of the
National Association of Socia Workers.

| am happy to present Miss Carswell, who will tak to you on the
subject, "Helping Parents in the Private Residential School Setting".



"HELPING PARENTS IN THE
PRIVATE RESDENTIAL SCHOOL SETTING"
By

MARY F. CARSWELL, M.S.W.

MISS MARY CARSWELL: As Dr. Adamson pointed out to you, | will dis
cuss how we help parents in a private residential school setting.

Our society places great emphasis upon intellectual status and achieve-
ment. That, in itself, can contribute to great concern and upset for parents
of handicapped children. Many parents fed they have faled in the most
important aspect of human creativity—the producing of normal offspring.
The fedling aroused by this sense of faillure may take many forms. It may
reach into various facets of their own lives, as well as affecting the natural
growth of their children. We cannot deny that this is a profound persona
tragedy, but we hope we can offer a helping hand.

At best, the natural growth process is not a smooth, easy one. It is
not without accidents, distortions and disturbances. There are many in-
ternal and external forces which influence the nature, rate and quality of
the human growth process. There is aso inherent in each human being
a sdlf-directing capacity and a potentiality to use his resources to the fullest.
It is my conviction that every child, including those with multiple handi-
caps, has within himself the capacity for growth and change.

This presentation is concerned with the role and function of the
socia caseworker (parent counselor) as a helping person in a private res-
dential school for mentally handicapped and emotionally disturbed children.
It will outline three areas of socid casework practice which have been
developed during the past two years and which are gradually being inte-
grated into the overal programs of The Woods Schools for Exceptional
Children at Langhorne, Pennsylvania

The Woods Schools has been serving the needs of mentally retarded
children since it was founded by Mrs. Mollie Woods Hare in 1913. The
subsequent refinement in psychologica evaluations, with the rising tide of
emotional disturbances in young children, has served to extend this tradi-
tional function to include a psychiatrically oriented residential treatment
program for children with or without mental retardation. The sx semi-
autonomous school units under a central administration alow for the



therapeutic placement of children according to their physical, mental,
socid and emotional needs. Currently, approximately 40% of the 400
students are borderline to above average in intellectual ability. Their ages
range from 3 years to 30 years. They are benefitting very fully from the
residential treatment program. The remaining 60% of the students (with
ages from 3 to 50 years, plus), are functioning with varying degrees of
mental retardation. They are placed in the long-term socialization program
which dlows for specia education, vocational development and training,
and individual or group psychotherapy, according to the degree of handicap
or potential which each may reved during residence in the Schools.

Refinement and definition of this newer program has been under the
leadership of Doctor William C. Adamson, director of professionad services

for the Child Study, Treatment and Research Center at The Woods
Schools.

Additional professional personnel from the fidds of psychiatry, clinical
psychology and socia work were added to the gaff of the Center to carry
out this comprehensive program which emphasizes individualized services
to the emotionaly disturbed retarded child and to his parents. In this
development, the introduction of socid casework in The Woods Schools
was an indication of the awareness on the part of the administration for
more intensive work with parents of the children enrolled in The Schools.
This professona work with parents was conceived as the special respons-
bility of the socid caseworker.

Such casawork services are now available to parents of children during
a pre-admission evauation process and as a part of both the residential
treatment and the long-term socidization programs. In the latter, the case-
work is focused upon helping parents recognize the nature of this long-
term plan for their child and to help them come to terms with this reality.
This service provides for regular appointments with parents of children
receiving psychotherapy and will be discussed more fully later in this paper.

The social service program of The Woods Schoolsis till in the process
of growth and development, yet much has aready been accomplished.

I would like to share with you what is now the core of this program of
sarvices to parents.

ADMISSION (INTAKE) SERVICE

Placement of a handicapped child in a residential school begins with



the parents' asking The Schools to help them and their child by accepting
him for the special education program and residential living offered by
The Woods Schools. This move toward separation is of their own choosing.
It may have in it the feding of "putting away", however thoughtfully the
decision is reached. Separation, even with purposeful intent, is unnatural
and traumatic for both parents and child. Helping parents and child meet
this painful experience, by bresking up the totality of feding through
partialization, is an appropriate function of the socid worker. (Partialization
is that process of sorting out or bresking up the whole experience into
smaller parts—or pieces—thus alowing parents and child to cope with
these experiences, rather than to be overwhelmed by so much at one time.)

Before socia casawork services were available, a genuine effort had
been made to make placement of the child easy and painless for both
parents and child. In reality, we know this is not completely possible.
Presently a parent counseling service is available to al parents seeking to
enroll their child in The Woods Schools. It is an integral part of The
Schools present admission process.

The purpose of this admission process is: To evauate as illfully as
possible the nature and degree of the problem in the child whose parents
are seeking placement for him;

To accept for residential care and treatment only those children who
appear able to make maximum use of the program and services offered by
The Woods Schools;

To plan for the kind and quality of care best suited to the individual
child's need. (Unit placement, classsoom placement, and specid services
such as psychotherapy, speech therapy, physiotherapy, remedial reading,
specid arts and crafts instructions);

To give parents an opportunity of working closdly with The Schools
a the time of admission (through relationship with the socid caseworker)
in order to establish a continuing relationship with them throughout the
child's placement in The Schools. The socid caseworker's focus, at this
beginning step, is seen as helping parents with the decison as to whether
this residential plan is one they wish for their child. If it is, the worker
helps them in supporting the child's beginning use of The Schools program.

To set such a process in motion, and to alow it to proceed in partial



steps so important to the psychological experience of separation, a Four
Step process is suggested to parents.

STEP |: An orientation visit. If it is possible, parents should plan to
visit The Woods Schools without their child to gain first-hand knowledge
of the program. In cases where distance and expense make this prohibitive,
parents should inquire about the Schools Registrar visiting the home to
see the child, and to inform them about our program.

STEP I1: Medical summaries. Parents should ask the consultants who
have studied their child to forward medical summaries to the Registrar's
office as soon as they become actively interested in enrolling their child.

STEP Il1: Pre-admission evaluation. When parents have made a de-
cison to enroll their child, they should ask the Registrar to schedule a
pre-admission evaluation visit with the Child Study and Treatment Center
deff. These are usudly scheduled on a Monday or a Friday. Such vidits are
helpful both to parents and child since they anticipate this new and partial
separation from one another.

STEP 1V: Enrollment. Application for enrollment is completed by
filling out the needed forms and completing the $50 application fee (which
is credited to the first month's tuition when the student enters The
Schoaols).

Parents seeking to place their child in The Woods Schools make the
initial inquiry through the Registrar. In some instances it is possible for
the Registrar to visit the parents and child in the home prior to their
coming to see The Schools. If they are interested and do want to vist,
they have opportunity to see the residences, classroom facilities, the new
Child Study, Treatment and Research Center, and aso the students with
whom their child may be living. They may meet the unit supervisor,
teachers, housemothers and others serving on the gaf. During such a
vigit, parents not only see the physical set-up but have an opportunity to
gain better insight into the atmosphere of The Schools. In some instances,
the child accompanies the parents during this first visit.

If the parents are ready to take the next step toward enrolling the
child and, if reports of previous psychological and medica studies received
from referring physicians and consultants indicate that the child may be
eligible for admission, an appointment with the socid caseworker and a
concurrent psychiatric interview for the child are offered them. This pro-



vides opportunity to evaluate the nature of the child's problem and to
decide whether or not The Woods Schools can meet his individual needs
for social, emotional and intellectual growth.

The socia caseworker's part in this exploratory pre-admission service
is focused on a beginning engagement with the parents around a very
specific socid reality; making appropriate plans for their child, who is
different, and on discovering whether this is the best possible plan they
can make for him. A substantial part of this interview is concerned with
obtaining background and history. Reliving with another person what it
means to be the mother or the father of a multiply-handicapped child is
not easy. The socid caseworker must be sufficiently sensitive to the parents
fedings so that what may appear to be merely information and fact-gather-
ing is, in readlity, the engagement of human beings concerned about an-
other human being. What is communicated in fedings, in understanding,
and in affirmed respect for one another can be a very rea helping experience
and the initial part of a continuing casework program.

An important phase of this exploratory pre-admission service is the
joint conference with the parents, socia caseworker, and the psychiatrist
who represents the final medical authority. At this time, there is a mutua
sharing of significant information which the parents have given concerning
the child's early growth and development, and their fedings and attitudes
about his handicaps.

The psychiatrist shares with the parents his tentative impressions (as
he has seen it in his evaluation) and describes the program which he feds
will best meet the child's needs. This may be The Woods Schools program
or he may recommend another agency or another institution which may
sarve the child's needs. Some exploration of the degree of financiad in-
debtedness the family may be undertaking will be introduced at this point.
Our 4&f holds that this discusson must be a redlistic one to make sure
that no family becomes obligated out of proportion to gods for the handi-
capped child, gods for the other siblings living at home, or out of propor-
tion to the family's ability to meet such expenses. Currently, The Woods
Schools is seeking to build a Scholarship Fund in response to the many
worthy requests for financia assistance from families who would like to have
their children benefit from Woods Schools programs. Until such funds be-
come available, the professiona daf attempts to help families find treatment
and care services, suited as nearly as possible to the needs of their child.

When it is possible for parents, in terms of time and distance, to have



additional interviews with the sociad caseworker, such interviews are arranged
—to help them talk about how they may prepare the child for admission
and to help them with their fedings about separation and dl it holds for
the child, for them, and for The Woods Schools.

If the child is digible for enrollment, the Registrar then arranges for
his admisson to the specific unit suited to his needs, at a time mutually
acceptable to the parents and the Schools.

If the child is not eligible for admission, a responsible referra elsawhere
is undertaken.

CASE ILLUSTRATION OF THE PRE-ADMISSION SERVICE

The parents of a dx year old child were referred to The Woods
Schools by the family physician. The parents had aready taken the
fird two steps in the admission process.

After meeting the child and parents, the Medical Director helped
the child separate from the parents for the psychiatric evaluation while
the parents talked with the caseworker. This interview represented

Step 111 for parents, child, and Center daff. The highlights of this
interview were:

Exploration of the role of the socid caseworker on the ddf.
When parents were encouraged to discuss their fedings about taking
this step, they poured out their problems about the child at home, at
school and in the community. These were accepted and acknowledged
as very real and hard to bear.

The nature of the problems was explored more closdly. Parents
were <df-criticd and sdlf-accusatory. The caseworker attempted to
help them partialize this total guilt, hurt and blame. Their family
physician had recommended placement for the child. Such a decison
was not an easy one nor could it be made in haste. The casaworker
supported the parents in their two sdes of feding; namely, they
wanted placement for their child, yet they were afrad of it.

The early history and development of the child was reviewed
fully—including the parents' discovery of a hearing defect in the child.
This was not found until after a good many distortions had begun to



appear in the early parent-child relationship and in the communica-
tions between them.

It was brought out that the child's inadequate speech led to
difficulty in verbal expression, with subsequent violent explosion of
fedlings, often triggered df by a series of minor incidents. The ensuing
discussion gave the parents an insight into why a child often acts out
strong fedlings in a destructive manner.

It seemed clear, at this point in the counseling hour, that the
parents had begun to regard the casaworker as a friend and helper as
well as a representative of The Schools. They had not yet discussed
the softer, more postive fedings they had toward their child. These
came exdly and fredy, and it was apparent that they did not see
their child as "dl bad".

The caseworker undoubtedly helped these parents become aware
that much of their child's handicap was within the child, and not
entirely of their creation. Yet it was made clear that their active sup-
port was essentia throughout the period of the child's residence in
The Woods Schools. They could provide the opportunity for specia-
ized help, but the child himsdf would have to carry some of the re-
sponsibility for how he used the help available.

Reassured by their previous visit to The Schools these parents
then discussed with the child the possibility of enrollment in a specid
boarding school. These parents had made a rea beginning in helping
their child sense their love for him and aso their constructive desire
to help him with his handicaps.

This initial casawork interview, in the admission process, is geared
to help parents understand the residential program more fully and to
support their child's beginning use of it.

Without the cooperation and support of the parents, the child's
ability to use the program may be lessened. When parents are helped
to redize their vital role in the child's new living experience, even
though they are separated from him physically, the child becomes free
to use more congtructively the specia help they made available to him.
It is the parents readiness to turn over to others the day-by-day care
of their child that requires the greatest degree of faith and trust. It is
The Schools responsibility to honor that trust.



PSY CHOTHERAPY

The emotionally disturbed retarded child, or non-retarded child, living
apart from his parents, often needs the speciaized psychologica assistance
offered by the professona dg&ff of the Child Study, Treatment and Re-
search Center of The Woods Schools. The philosophy underlying these
sarvices is traditional in most child guidance clinics—the collaborative team
approach. This team includes the psychiatrist, the psychologist and the
socia caseworker, working together. Individual and group psychotherapy

is provided on a weekly or twice weekly basis depending upon the individual
child's need.

The counseling service to the parents of children receiving psycho-
therapy includes regular monthly interviews with the socia caseworker. In
some cases, parents are seen more frequently.

This sarvice is available to those parents who wish to participate as
actively as possible in supporting the child's use of treatment and to
strengthen their own relationship with the child. In interviews, parents
are helped to understand the growth and change in the child which may

result, with the hope that the child may ultimately be able to return to
his home and community.

CASE ILLUSTRATION OF PSYCHOTHERAPY SERVICE

This case material is summarized from the initial interview with
the parents of a ten year old girl, suffering from a number of severe
handicaps. While our studies suggest an intellectual potential within
average limits, her severe visua handicap, three years of academic
retardation as well as severe emotional problems, give her the ap-
pearance of a mentally retarded child. She has been receiving psycho-
therapy once a week since the fadl of 1957 to assist her growth both
socidly and emotionally. It appears that her emotional problems have
interfered with her normal intellectual achievement.

Both parents were very responsive to the parent counseling service
offered to them. They had expressed their need for help. For instance,
how could they meet the situations that arose during their daughter's
regular monthly visits home? To help with this problem, appointments
with the socid caseworker were set up prior to each home visit.

| began by discussing with the parents how we might best use



our interview time. | described my role as parent counselor in relation
to the overall program and to the psychotherapy program, in par-
ticular. We reviewed their reasons for placing the daughter in The
Schools. This family had been referred to The Woods Schools with
the hope that, in a year or two, she might be able to return home to
attend the public schoals.

| described their child's behavior as we at Woods Schools saw
it. The parents agreed that it was Smilar to her behavior at home.
| suggested that one of the necessary things in helping her grow up
was a feding of consistency in her relationships with the significant
grown-ups in her life. They, as her parents, were the most important
people in her life. Since they had chosen to place her in The Woods
Schools, they had delegated her care to other adults while she was
avay from home. In reviewing with them how they had prepared
their daughter for placement, it was clear that they had placed the
greatest emphasis upon academic learning. What | felt was missing
was their frank expression to her that placement in The Schools was
a constructive, responsible decison which would help her become a
happier and better stisfied child.

We taked about how they might, even now, convey this feding
to her; to assure her that it is not because she was "bad" or a failure
that they had chosen the school for her, but because they loved her.

| asked the parents to share with me the things that concerned
them most in their relationships with their daughter. It was not until
| recognized that she could be difficult to live with, that they discussed
this point fredy. Once they felt they could trust me and came to
redlize that | was not critical of them as parents, a flood of experi-
ences and episodes poured out. Each parent censured the other's way
of handling the daughter. When | pointed out that this opened up
a gap through which she could play one parent against the other, the
mother and father began to reflect upon this point and to discuss it
with me.

We explored how and why communication of fedings between
parents and child bresks down, particularly as a child tests parents
strength in a multitude of ways. | pointed out how she needs to fed
the trust and security that represents both the "alowing" and "not
allowing" of certain expressons of fedling. Only when she has ex-
perienced this with her parents will she be freer to use her energies



toward positive growth rather than to continue to use it negatively.
We talked about how their daughter was using the hours with
her therapist, testing him at every turn. Out of this weekly experience
with him, she is learning, by partial steps, to handle her part in a
relationship. | pointed out how our counsdling interviews in a sense,
parallel the therapy hours as we al work together toward helping her
grow up socidly and emotionally.

These parents, we hope, are being helped to stand steadfast in
their roles as mother and father to a little girl who needs to have
security and trust defined to her. Such definition can take place only
through healthy interacting experiences between parents, teachers, child
case workers, psychotherapist and the child—through which she learns
to accept the positive giving, affectionate, "l love you" side of life,
as well as the more painful, yet redlistic negative withholding, partially
frustrating, "no, you can't have that" side of living.

We are dl familiar with the many mixed fedings which parents of
retarded or disturbed children express—fedlings of guilt, reactions of denial,
projection or withdrawal. These represent their attempts to cope with what
seems to them an untolerably frustrating and painful situation.

Parents need to have the opportunity to talk about themselves, to talk
about their experiences in living with, and caring for their handicapped
child. They need someone to listen to them, someone who is sensitive to
their fedings and attitudes. They need someone who understands their
need for support in their role as parents of a child who has added dis-
tortions to the usual parent-child relationship as well as distortions in the
whole family relationship, by virtue of his handicap. In their interviews
with the socia caseworker, they can share their feelings of self-blame, anger,
and discouragement as they seek direction and guidance toward a new and
better understanding of their child.

LONG-TERM SOCIALIZATION PROGRAM

The third casework area we would like to discuss is The Schools' long-
term socialization program. Children in this program are functioning with
varying degrees of mental retardation. Many parents have difficulty in ad-
justing to this long-term need.

Casework service to such parents is relatively new. Child guidance
clinics offer diagnostic studies and limited help to parents. Sheltered work-



shops offer vocational services to mentally retarded young adults and
limited counseling programs for parents. Most schools and institutions
providing care and training for the mentally retarded offer intake services.
A continuing casework service to parents of mentally retarded children in
residence at The Woods Schools is till in the early stages of definition and
development. A beginning has been made, which points to the genuine
value of this direct service to parents and its indirect service to children.

The extent to which parents may be ready to involve themselves in
a helping situation may reved their deep fedings of hurt and frustration.
This is natural. In some instances, it is easer to deny this persond tragedy,
than to attempt to understand and to handle these fedings. In many
instances there is anger toward themselves which is projected and acted out
in many facets of daily living with the child or the family.

It is not uncommon in our experience at The Woods Schools to find
that a mentally retarded child, who has created havoc in his own home
for years, becomes a very different person after a period of residence at
The Woods Schools. When parental pressures and unrealistic expecta
tions are removed from his daily life, he begins to find support and con-
tentment in stable routines. This change in the child is sometimes not
easy for parents to bear, yet it is the ray of hope. Such a shift in the child
may provoke parents to press the school gaf for more academic progress
or it may reinforce their own sdlf-doubts and their sense of falure as
parents. Whatever the parents' reactions may be, the caseworker supports
them in recognizing that the child needs them as parents, not as specia
education teachers or miracle workers.

LONG-TERM SOCIALIZATION CASE ILLUSTRATION

This eight year old mentally retarded student was enrolled in
The Woods Schoals in June 1957 following a pre-admission evaluation.
A casework interview with the parents, prior to enrollment, was ar-
ranged to help them prepare the child for coming to The Schools.

This student was a brain injured child, one of a family of severd
norma children. The parents were a young couple who were very
concerned and distressed about the problem of their child.

Casework interviews over a period of time were focused on
helping parents move gradudly toward recognition that the child



could not be expected to grow and to achieve the pace they had
set for him. They projected their negative fedings to teachers, house-
mothers and others working closdly with the child. They were under-
standably critical and they pressed for evidence of academic progress
during the early months of residence.

These parents needed and used the opportunity to work with
the caseworker who held firmly to the reality against which they were
struggling.

The child made very good use of the program. He became less
tense when he found he could trust the "new" adults in his daily
life a The Schools. He developed more independence and sdf-asser-
tion. With casawork help, the parents aso began to organize their
strengths differently.

The caseworker met with these parents following the gdff con-
ferences held to discuss the nature of the child's problem and use
of program with them. It was important at these times for them to
have an opportunity to bring back to the casaworker their reactions
to the reports they had heard from the dH&ff.

The parents were helped to understand why the child might
dip into earlier babyish ways following his home visits. It was not
essy for them to accept the fact that although they felt no pressure
had been put upon the child during these visits, the child seemed
to sense their need for something to be different in him. As a result
of the child's sendtivity to such covert pressure, earlier patterns of
infancy would emerge.

Many parents need such counseling support over a long period
of time. They need the opportunity to run the gamut of fedings
about what has happened to their child and to them. Indeed, some
parents need to test the strength and sill of the casaworker (The
Schools) at every turn until they find within themselves the strength
to face and to acknowledge the redlity of their roles as parents of a
mentally retarded child.

The casaworker recognizes how inevitable the course of some children
may be and how this ties into the parents' dilemma. The god of the case-
worker is to hold parents to a step by step process out of which they may
find new strength and understanding. They must be helped to see their



handicapped child as he (she) is and to understand that The Schools
program is designed to help their child grow and develop to the full limits
of his capacity.

SIMMMARY

In summary, this paper has presented the three areas of casawork with
parents now being developed at The Woods Schools:

1. Socid casawork help for parents seeking to enroll their child in
The Woods Schools is an integra part of the admission process. It has
enabled parents to make better and more meaningful use of this beginning
period for themselves and their child.

2. Socid casawork service offers parents continuing help through

which they may learn to support their child in psychotherapy and come
to a more understanding relationship with him.

3. Socid casawork service is available to parents of children placed
in the long-term socialization program of The Schools. The service here
is focused upon helping parents recognize the nature of the long-term plan
and to help them, insofar as it is possible, come to terms with its redlity.

| fed the philosophy of counseling services is essentidly this: firg,
that few of us who are not parents can truly know how it feds to be the
parent of a handicapped child. However, we can be well aware of the
search they have made, within themselves and without, to find the
answers to their dilemma. Second, it is asking a great deal to expect these
parents to accept totally the fact that their child is handicapped. Yet,
they can be helped in varying degrees to "come to terms" with this reality.
Eve Mayer, a caseworker in the New York State Association for the Help
of Retarded Children, has put it wdl in this statement: "Real acceptance
lets a person make his particular situation part of himself. In coming to
terms with a problem, he dlows it to live with him, lets it co-exis with
him, but does not truly internalize it. The awareness of this difference
needs to be underlying any sound professona approach toward helping
parents of retardates".

CHAIRMAN ADAMSON: Thank you, Miss Carswell. Now, before we call
on Dr. Reynolds to summarize this conference, | believe Mr. Johnstone
has a question about The Sheltering Arms program.

PRESDENT JOHNSTONE: During this session, | have heard a number of



people comment about Sheltering Arms' use of volunteer services in then
programs. It seems to me that this is one of the very important aspects in
Schools of this nature and of all day school programs which have sprung
up in so many communities. | wonder if Dr. Blodgett would care to com-
ment on this, because | believe that here is a great opportunity for
successful use of volunteers, or a tremendous loss of potential manpower
which could be dissipated by poor use of them?

DR. HARRIET E. BLODGETT: Yes, we do have a volunteer program and
we could not live without it.

The chief reason that it is successful is that we have excellent teachers,
who cannot help teaching, whether it is the children in their classrooms or
the volunteers assisting them.

We have been rather informal in our recruiting of volunteers and we
think that this pays off. We think that to have a very specific drive for
people to do volunteer work is not the best way to do it. We think it is
better to use the ones adready at hand.

We use volunteers in two basic way—as assistants to the classroom
teacher in preparing materials and in handling individual children's prob-
lems. They also assist in supervising the lunch-time period and the free-play-
time following lunch at which time our teachers are df duty. The chil-
dren, then, in turn, are supervised by the remaining members of the
professona gaff. Our school volunteers (we have an average of two or
three a day) are, for the most part, people without specific professiona
training. We do not give them a forma indoctrination course athough
we do give them printed materials and a good deal of discussion about the
role of the volunteer. We tell them what we need them for and how
they can meet these needs.

We try to be flexible in deciding when a volunteer is good and when
a volunteer isn't—because people progress at such different paces in their
understanding of this kind of program.

Our teachers are very different from each other and a volunteer who
doesn't work out in one classroom may turn out to be a "gold mine" in
another classroom. We attempt to help the volunteer find a place in our
program where she is the most comfortable, to share with her our knowledge,
to help her make use of it. We treat her very much like a professond
member of our gaff—with the exception, of course, that she doesn't get
paid.



CHAIRMAN ADAMSON: Thank you, Dr. Blodgett, for that very dear
definition of the use of volunteer services at Sheltering Arms. And, now,
ladies and gentlemen, | am pleased to introduce to you Dr. Maynard C.
Reynolds, associate professor of Educational Psychology, University of
Minnesota. Dr. Reynolds has been chairman of the local arrangements
committee for this conference and he is dso functioning as the analyst
who will summarize this meeting.

Dr. Reynolds wes graduated from Moorhead State Teachers College
and received his M.A. and Ph.D. degrees from the University of Minnesota,
the latter in 1950. From 1942 to 1945 he served with the U. S. Armed
Forces.

He was named teaching assistant at the College of Education, Uni-
versty of Minnesota in 1946 and later became an instructor in Education
and Psychology at lowa State Teachers College. From 1948 to 1950, he
was research assistant at the University of Minnesota; then served for a
year on the gaff of Long Beach State College, Long Beach, California. In
1951, he returned to the University of Minnesota as assistant professor of
Educational Psychology.

He is a member of the International Council of Exceptional Children
and serves as a member of its Governing Board and Editor of Specia Publi-
cations. He is dso a member of the American Psychologica Association,
American Association on Mental Deficiency, National Education Associa-
tion, and National Rehabilitation Association.

It is indeed a pleasure to introduce to you Dr. Reynolds, who will now
give you the summary of our conference.



SUMMARY OF CONFERENCE
By

MAYNARD C. REYNOLDS, PH.D.

DR. MAYNARD C. REYNOLDS: We have been able to speak of progress on
many fronts at this conference. Many of the things said in these two days
could not have been said at an earlier time. It has become the mark of
The Woods Schools Conferences on Exceptional Children that attention
is focused on recent and current developments.

In the keynote address of the conference, Mr. Bystrom spoke in
prideful terms of Minnesota's history in serving mentally handicapped
children. His mgor emphasis, however, was on certain recent developments.
He stressed the rea partnership which exists among parents and profes-
sona workers in this state and which has been essential to recent progress.

Parents take many roles in the kind of progressve sociad action Mr.
Bystrom has spoken of. They play a redly indispensable role in helping to
asess current programs and in determining needs for future development.
Beyond this, the parents have become perhaps the most effective agents
in securing socia action.

The illustrations which were given you, of Minnesota's activity and
progress are, | am sure, typical of what many of you observe in other states
and which has been made possible through the cooperative work of parents
and professional workers.

Dr. Rose has done a very helpful thing for us in structuring certain
aspects of the climate of fedlings and attitudes which seem essential to ade-
quate child development. He has reminded us that our knowledge in this
regard, even for normal children, is incomplete and that it is even less
complete in the case of handicapped children. It seems clear, he pointed
out, that problems of the handicapped child are often compounded by
negative or non-constructive feglings of parents and others who care for
him. The point that the child is himsdf an active agent in creating these
fedings and the broader aspects of his environment is important. It re-
minds us that parents are adso developing organisms and that they are
vulnerable to problems particularly at times of such rapid change as are
associated with the production and early care of a child.

Dr. Rose mentioned an important study now in progress on a co-



operative basis in thirteen medical centers, a study which is concerned with
causes of mental handicaps. The design and scope of this project is unique.
It gives much attention to factors of interaction of parent and child and
promises some possible insights into these complex matters.

Dr. Jensen, speaking from experience probably as extensive as that of
any other physician of our time, has assured us that counseling with parents
of children with mental handicaps is a difficult and exacting task, partic-
ularly at the point of parents’ "firs knowledge". The parents dtress at this
point is often very great and too often the counseling provided them is
inadequate.

Dr. Jensen was able to suggest to us a number of guiding principles
to be considered in the helping process "at the time of firs knowledge."

He indicated, firg of all, the importance of learning to know the
kinds of information and help which parents are seeking. Parents of handi-
capped children often come to clinics, he reported, for confirmation of what
they have already suspected to be the problem. Beyond this, one finds
they are frequently seeking information as to the severity of the problem
and its likely course of development in the future. Parents need to be helped
in interpreting the meanings of the problem and in making plans for the
future.

Dr. Jensen suggests that in order to be helpful, we must, of course,
begin with adequate child study. Both parents and counselors must enter
into the counseling process with the assurance that the child is adequately
understood.

In the way of counseling procedures, Dr. Jensen encourages a direct
and full statement of the facts concerning the child to the parents.

| suspect that many of us responded favorably to the view expressed
in Dr. Sheldon Reed's address, in which he sressed the importance of
enhancing the mental health of the living, as against giving attention too
largely to mere reduction of morbidity.

Dr. Reed described for us the role of the geneticist in this helping
process. Parents of retarded children have many questions and in trying
to answer these, the geneticist has a vita role.

It happens that parents often ask the kinds of questions which geneti-



cists are best qualified to answer, One of these concerns causes of retarda
tion. Such a question may take the form of asking for the probability of
repetition of defectiveness in future pregnancies or, "what arc the chances
of our children having defective children?’

Dr. Reed dtressed the importance of giving parents biologica facts,
Decisions reached on the basis of information provided—must be made
by the parents.

Dr. Reed's own work at the Dight Institute and the type of leader-
ship which he has given in work with parents of handicapped children,
needs to be extended to all parts of the nation.

Marked progress is now being made in overcoming ignorance, super-
gtition and misunderstanding in the field of mental retardation. Mr. Lund's
presentation was optimistic in this regard. He aso indicated, however, that
there is little reason for complacency. There are still too many of these
negative attitudes with us. Parents will have a vita role in ferreting out

and assisting other parents who have need of more enlightened views and
attitudes.

How does parent help parent? Most profoundly, Mr. Lund suggests,
by smply making it apparent that no parent is alone. From this simple
feding of togetherness may grow readiness to plan for the child more
redigtically and to participate in building a community in which the
handicapped child may function. The adjusted parent, one who has gone
"through the mill", is often in position to turn to help another. Through
these contacts with other parents and through continuing work in parent
associations on local, state and national levels, redly encouraging progress
can be made.

Dr. Blodgett has given us a glimpse of the important work which can
be done at the community level in helping parents.

Her more-or-less forma analyss includes needs for three types or
stages of counseling: first, of an information-giving type; secondly, helping
in long-range planning; thirdly, counseling with parents in regard to at-
titudes and fedings.

Dr. Blodgett believes this kind of framework is helpful to professonas
but that it does not indicate the kinds of day-to-day problems which
parents raise. The counselor must be prepared for a degree of rejection if



she or he is not equipped to ded with these practical problems of manage-
ment which parents bring to the counselor. The high degree of assess-
bility of counseling services provided in such settings as the Sheltering
Arms, gives promise of development of a detailed knowledge and skill
essential to this demanding counselor role.

Miss Carswell has outlined Ways by which a remarkable degree of
communication is maintained with parents even from a residential school
of national character.

Casawork services have been introduced at The Woods Schools to
assist parents who are considering placement of a child in a residential
school and at the time of actualy enrolling the child in the school. In
addition, casework services are a phase of continuing help to parents and
an integral part of the professona service to children while at the school.

Now, | would like to insert here just a couple of summary statements.

We have been reminded that the incidence of a mental handicap in
a child usudly brings a serious threat and problem to parents.

Parents of handicapped children must make basic decisions about
their children and this process is difficult. We have been encouraged to
believe that parents generaly will make wise decisions if they are given
adequate information.

It is one of the functions of the professiond person in his counseling
role to give parents information in a forthright, direct and honest fashion.

However, the counseling process involves more than information giving.
The parents themselves must be understood and it must be realized that
every family situation is different. Our concern is not just for aiding the
handicapped child but to assist the parent in attaining an adequate ad-
justment for himself.

It has been noted frequently in this connection that many parents
are now reaching the point where they are able not only to handle their
own plans and problems very wdl but to go beyond this to asist other
parents and to undertake leadership in broad socid planning and action.

Although we have stressed the importance of counseling with parents
of handicapped children, | think it would be agreed that we have not been



able to describe the whole process of counseling with complete satisfaction.
This complex process is too little understood to make it a precise research
tool or a process that can be eadly taught. We have been helped in our
understandings by persons wise and experienced in this field, but 1 am
sure you will agree that we must look forward to further studies and con-
ferences on this important topic.

In closing my remarks | must take time for a brief expresson as
chairman of the committee on local arrangements.

| shall not have time to name all of the members of the loca com-
mittee and the many volunteers who have assisted in the presentation of
this conference. | must express special thanks to Mr. and Mrs. Paul Chris-
topherson for their generous aid and leadership. Beyond this, et me smply
but sincerely express my appreciation to all of you who have participated
in local planning and management. | am sure that all of the members of
the local committee and the volunteers would want me to take these
remaining few moments to express appreciation to Mr. Edward L. John-
stone, President of The Woods Schools, to the Trustees of The Woods
Schools, and to the qaff members of The Schools who have joined with
us in this conference. We have enjoyed the conference and we have
been richly rewarded by it.

My special thanks go to Mr. Johnstone and Mr. Jack MacDonald. It
has been a real pleasure to come to know you gentlemen and | look forward
to opportunities for growing friendships with you.

We dso thank each of the program participants. We are very proud
of our local people and we are most grateful for the presentations of Dr.
Rose, Mr. Lund, Miss Carswell, Dr. Adamson and the others who came
to our city for this conference.

We appreciate the interest of all of you who have come to our city
and to our campus for the conference. It has been good to have you here.

CHAIRMAN ADAMSON: Thank you, Dr. Reynolds, for writing into this
1958 Spring Conference both the question mark and the exclamation point.

| now turn our meeting back to the president of The Woods Schools, Mr.
Johnstone.

PRESDENT JOHNSTONE: All of you may be interested to know that a
check of the registration reveds that in addition to a large delegation from



this state, there are dso representatives present from Wisconsin, lowa,
North Dakota, Illinois, Indiana, Montana, Nebraska, Utah, Missouri, Mary-
land, West Virginia, Louisiana, Colorado, Oklahoma, New York and
Pennsylvania. | think that this is a red tribute to the hospitality of the
Minneapolis area and it certainly bears repetition to express once more our
veay deep and sincere appreciation to the chairman and members of the
loca committee; to the participants in this program; to the hostesses; the
ushers, and to al of you interested and dedicated people who have made
this 1958 Spring Conference such a decided success. It is perhaps appropri-
ate to close on an oft-quoted portion of the Scriptures: "Inasmuch as ye
have done it unto the least of these, My children, so adso have ye done
it unto Me."



WOODS SCHOOLS CONFERENCE PROCEEDINGS
NOW AVAILABLE

We are pleased to make available to you this year a printed copy of
the proceedings of the 1958 Spring Conference on "Counseling Parents of
Children with Mental Handicaps," held at the University of Minnesota,
Minneapolis, on May 2 and 3.

Since 1934, The Woods Schools has published clinical studies and
scientific information on problems of the exceptiona child. Although
many of the two-score earlier studies are no longer available for distribu-

tion, they can be found in most mgor libraries and aso in college and
university libraries.

During the past few years the increased interest in our annual con-
ferences has created an almost overwhelming demand for copies of the
printed proceedings. Recently, we distributed in one year more than 25,000
copies throughout the United States and many foreign countries.

In addition to the 1958 proceedings, there are still available to you
these publications:

1957—"Vocational Training and Rehabilitation of Exceptiona
Children"

1956—"Services for Exceptional Children”

1954—"The Adolescent Exceptional Child"

1953—"The Pre-Adolescent Exceptional Child"

1952—"Helping Parents Understand the Exceptional Child"

There are dso vey limited quantities of:

1955—"The Exceptiona Child Faces Adulthood"
1949—"The Emotional Climate of the Exceptional Child"
1948—"Nutrition in Relation to Child Development and Behavior"

It has long been our policy to make single copies available without
charge for any particular year you prefer, but due to the heavy year-round
demand we cannot hope to provide more than one requested copy free. For
instance, a request will bring you the 1958 copy without charge but if you
want additional copies from 1958 or from any former year, we must charge



for them because of the additional postage, packaging, and printing costs.
The price schedule on multiple copies is listed below:

Additiona single copies $1.00 each
2t09 copies 75 each
10 to 49 copies .65 each
50 to 99 copies .60 each
100 copies or over .50 each

When ordering, please state clearly the booklet wanted, by year and
title, and the number of copies required. Check or money order made out
to The Woods Schools should accompany al orders. When notarized
invoices are requested, as they are by some state agencies, the established
one dollar notary fee should be included.



COLUMBIA UNIVERSITY « WOODS SCHOOLS
1959 WORK CONFERENCE FOR
SCHOOL ADMINISTRATORS

Special Two-Weeks Course At The Woods Schools
With University Credit Langhorne, Pa.

The 1958 workshop, held in early June, was so successful that
another is scheduled for 1959, sponsored jointly by the Special Educa-
tion Department of Teachers College, Columbia University and The
Woods Schools.

This year the conference and practicum have been designed
particularly for residential school administrators as well as public
school administrators who have responsibilities for programs in special
education. Organization, personnel, medical care, finance, housing, pupil
and daff welfare, building maintenance, pupil evaluation, curriculum
development, and program supervision will be considered.

Participants will observe and work with Woods Schools dgaff
members while the program is in operation. Observation opportunities
include psychotherapy, speech and hearing evaluations, parent coun-
seling, and daff conferences.

Dates of the Work Conference and registration information can
be obtained after January 1st by writing to: Dr. Frances P. Connor,
Department of Special Education, Teachers College, Columbia Uni-
versity, New York.
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