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FOREWORD 

Judged by the comments of those who attended, the Institute on Mental 

Deficiency was truly successful. The physicians attending the Institute were 

stimulated to give serious thought to the problem of mental deficiency. We 

are sure that they have communicated information gained at the Institute to 

their colleagues in their home areas. We believe that a pattern has been set 

for future Institutes in other areas. 

We wish to express our gratitude to the National Institute of Mental 

Health for its generous support of the Institute. In particular the coopera­

tion, interest, and helpful suggestions of Senior Surgeon Seymour D. Vestermark, 

Chief, Training and Standards Branch, National Institute of Mental Health, 

U. S. Public Health Service, Bethesde, Maryland, is acknowledged with appre­

ciation. 

The success of the Institute was in large measure due to the contri­

butions of the faculty of the Institute and to the physicians who attended it. 

For each of them attending the Institute meant taking time from other pressing 

duties and responsibilities. 

— Robert B. Howard, M.D.,- Director 
Department of Continuation Medical 
Education 
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INTROOUCTION 

The problems of the mentally retarded and their families has, in a 

comparatively short time, become a problem of local, state, and national con­

cern. This has developed in large measure by the action of local, state, and 

national parent organizations which have sought to assure better understanding 

and more adequate provision for this large group in our population which has 

too long been neglected. Hardly a day goes by that one does not read in the 

daily paper or in many of our magazines a story about interest and activity 

in this area. Currently, major legislation is pending in our Congress and in 

many state legislatures in the interests of the mentally retarded and their 

families. 

Since mental retardation is a medical problem, it is essential for the 

physician to become aware not only of the current developments taking place, 

but also of his role and responsibility in this important area of medical prac­

tice. It is a medical problem in which rightfully the physician can and should 

assume a significant role. This has not been the case to date, though there 

are indications of developing interest by many physicians. 

In an effort to stimulate the interest of a group of physicians in 

the upper midwest, an Institute on Mental Deficiency for Physicians was held 

at the University of Minnesota Center for Continuation Study February 2-4, 1956. 

It was the first such institute to be arranged by the Department of Continu­

ation Medical Education of the Medical School. It was made possible by a sup­

porting grant from the National Institute of Mental Health. 

It's main purposes was to provide an opportunity for a small group of 

representative physicians from the Upper Midwest to become acquainted with the 

developments in the field, the many problems intrinsic to it, and to stimulate 



interest in the many possibilities which exist for the physician to increase 

his effectiveness in dealing with them. The group assembled, thirty in num­

ber, came from Nebraska, Iowa, North and South Dakota, Wisconsin, and Minne­

sota. 

Represented was the Northwest Pediatric Society, The Academies of Gen­

eral Practice in the upper Midwest, and the obstetrical societies. Included 

also were several medical educators. 

Since the Institute was to be for two and one-half days, the plan of 

operation provided for a maximum of group discussion led by physicians eminent 

in the field. After the first morning, which was devoted to a presentation 

of the problem and the parents' point of view, but one talk was given at the 

start of each morning and afternoon session. The remainder of the day was de­

voted to free discussion in small groups with a final short report session at 

the close of each day. A final summary session was held the last hour on Sat­

urday morning. 

The plan of providing ample time for small group discussion did much 

to stimulate the interest of everyone and to help clarify some of the issues 

involved. 

We, who helped to arrange this first institute, were gratified at the 

enthusiastic response of the physicians who attended. Amply demonstrated was 

the simple fact that physicians are vitally interested in the mentally retarded. 

This brief summary is presented in the hope it may serve to remind the 

participants of the course of two and a half pleasant days spent together. It 

is also hoped that others may find it useful in furthering the interest of phy­

sicians everywhere in the problems of the mentally retarded. 

-- Reynold A. Jensen, M.D. 
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A STATEMENT OF THE PROBLEM ON MENTAL RETARDATION 

George Tarjan, M.D. 

During the next two and a half days, we will hear excellent pre­

sentations on specific problems in mental retardation. We will also have an 

opportunity in the workshop sessions to share with each other our experiences 

and thereby learn more about the care of these patients. I would like to 

spend my allotted time in discussing some of the overall issues that confront 

the physician when he approaches this diagnostic entity. 

One may best start out by an attempt to define the nature and the 

extent of mental retardation in a given population such as that of the United 

States. The extent of the problem could not be spelled out without first de­

fining the nature of the issue at hand. This focuses our attention on the 

need to have a clear and concise definition of mental retardation. Unfortu­

nately there is at the present time no generally accepted delineation of this 

condition. Different definitions can be found in the various books on educa­

tion, psychology, and social work. Even medical authors vary in their sug­

gested definitions. Similarly, statute books, changing from time to time, 

vary greatly from state to state. The differences among the definitions of 

the various disciplines are even greater. 

For the purposes of this presentation and so as to help the under­

standing of some characteristics of our subject group, I would like to offer 

the following definition: Mental deficiency is a chronic condition that is 

present at birth or starts during the developmental years and ultimately 

interferes with the adaptation of the individual to the problems of his daily 

living. I will use the terms mental retardation and mental deficiency inter­

changeably. Though this definition can justly be criticized, I think it will 

serve our purpose. 



May I call your attention to some important points in the de­

finition. "Chronic" implies that the condition does not change rapidly. It 

also implies that it is not completely unalterable. I consider this fact of 

importance because we find more and more cases where, with our present dia­

gnostic tools, a "correct" diagnosis of mental deficiency is made, but where 

significant improvement is obtained after careful management of the case. 

This concept also helps in the elimination of the previously nihilistic thera­

peutic attitude which is neither productive nor correct in today's light. "Dev­

elopmental years'5 are usually considered to be from birth to the age of 16. 

The condition interferes with the adaptation of the personality to 

the "problems met in day-to-day living." The plurality of "problems"' should 

be emphasized so as to exclude from the diagnostic group so-called single symp­

tom abnormalities often seen in children. Reading, writing, or arithmetical 

disabiIities, even learning disability, as a whole, though at times indications 

and symptoms of mental deficiency, in themselves do not establish the diagnosis. 

There are many children with such disabilities who are not mentally deficient. 

Similarly, difficulty in adaptation to the requirements of social mores also 

may be part of the syndrome of mental retardation, but in itself may mean a 

personality disorder rather than mental deficiency. Attention should be call­

ed to the importance of the word "his," so as to avoid diagnosing a patient 

8S being mentally deficient by standards applicable only to a different social 

setting than his own. 

May I point out that I have not included in my definition any refer­

ence to the "IQ." Impaired intelligence and its mathematical expression on a 

specific test is an important manifestation of mental deficiency. Categoriza­

tion of human beings by this numerical term, however, is of very limited 

practical value and is wrought with inaccuracies. Traditionally, people had 



been diagnosed as mentally deficient because their IQ's were below a predetermin­

ed cutoff point. The most commonly used cutoff point was 65 or 70, depending up­

on the test used. Rigid adherence to such concept may label a patient with this 

diagnosis on the basis of rather insignificant and often infinitesimal difference 

between him and the next person on the distribution curve. 

The location of the predetermined cutoff point also completely alters 

the prevalence rate of the condition. Limits established at 65 or 70 would like­

ly incorporate about 1 to 2 per cent of the population in our diagnostic group, 

whereas a limit recently suggested by the American Psychiatric Association ( IQ 85) 

would increase the number to 16 per cent. Among the detrimental results of our 

over-reliance on IQ should be mentioned a tendency to identify mentally retarded 

individuals simply by their IQ. Much more important aspects of their personali­

ties become forgotten, and they are viewed as if they were nothing but a "living 

IQ." It would never occur to any of us to identify brilliant people by their 

measurable level of intelligence rather than by the production of their bril­

liance. Nor would we think about two people as if they were at all alike just 

because both have an IQ of 158. Unfortunately, the mentally retarded have often 

been considered as if they had no other characteristics but that which is express­

ed in their IQ. 

For some time it was thought that the IQ represented a stable character­

istic of the personality. We know today that intelligence as measured on any test 

varies greatly, particularly so in the mildly retarded. It is not at all uncom-. 

mon that suppression of IQ is followed by rather rapid rises. We should not 

think of the IQ as anything but the numerical expression of success or failure 

at a given time by a certain individual on a specific test. 

When making the diagnosis of mental deficiency, we ought to view the 

individual as a total personality whose pathology is characterized by an early 

inability to meet the stresses of daily living on a chronically consistent basis. 



The extent of our problem could best be expressed by the prevalence 

of this condition. Most conservative estimates using the most rigid criteria 

place this prevalence at 1 per cent. This frequency rate has been found to 

vary at different age levels and is highest in early adolescence. 

The extent of mental retardation could also be viewed by examining 

the frequency with which mental deficiency occurs among the newborn. This is 

a difficult task to accomplish as children would have to be examined immedi­

ately after birth; but only few types of mental deficiency can be readily 

diagnosed at that age. Conservative retrospective studies, however, point out 

that about 3 per cent of the newborn will be considered sometime during their 

life span as being mentally deficient. 

Having so examined the nature and extent of our problem, let us now 

study a representative sample of the mentally deficient. This could most 

easily be done by assuming that we are looking at a sample composed of 100 pa­

tients. In the sample every type, every degree of severity, every age group, 

and every causative agent of mental deficiency is proportionately represented. 

What would we see? We would notice that both sexes are present but 

that the males outnumber the females. 

Several factors could account for this fact. Time does not allow me 

to go into the details. We would also notice that the age distribution of our 

sample ldiffers from that of the general population. We would find that though 

all ages are represented there are very few infants, that there is a preponder­

ance of young adolescents with a diminished representation of adults, parti­

cularly the aged. This is because many people diagnosed as mentally defic-

ient in adolescence are no longer so identified in adulthood and also because 

the life expectancy of the mentally deficient group as a whole is less than 

that of the average population. 



Probably to our surprise we would find that the physical appearance 

of most is no different from that of others with conspicuous somatic signs 

present only in some 15 to 20 per cent. Among those with specific somatic 

signs, we would find the microcephalics, the hydrocephalics, those with other 

cranial anomalies, the mongoloids, etc. We would notice that almost all the 

intents show some typical physical abnormalities pointing out that the diagnos­

is in infancy is difficult without the help of physical findings. Among the 

adults abnormal physical characteristics would be rare because the life expect­

ancy of those patients with physical signs is shorter even if compared to other 

mental defectives. 

In examining the severity of their condition, instead of categorizing 

them by IQ, let us group them by simpler and more practical criteria. We find 

that about 5 per cent of our sample is retarded to such an extent that they 

require someone's helping protection at all times; otherwise they cannot sur­

vive. They cannot differentiate between danger and safety; they cannot separ­

ate edible from non-edible; they are unable to satisfy even their minimal 

hygienic needs; they are not toilet-trained; they have no concept of oral or 

other personal hygiene; on their own they cannot protect themselves from ex­

posure to dangerous climatic conditions; and cannot verbally communicate their 

needs. They are as dependent as average children under the age of two. They 

represent the most severely retarded group. Their life expectancy is the short­

est, among them physical characteristics are most common, and superimposed 

handicaps are most prevalent. 

About 20 per cent of the group are somewhat more self-reliant. They 

can protect themselves better; they know their basic hygienic and other needs 

and can communicate them in a simple language to others. In a sheltered environ­

ment and under proper guidance, they can learn many tasks and contribute to 

their own and to their community's welfare in a limited fashion. They are the 



moderately retarded or the semi-dependent group requiring primarily a somewhat 

sheltered environment. Their difficulties become self-evident when they are 

called upon to communicate by symbols, when they are asked to recognize the 

meaning of printed words, to understand figures, or to express themselves in a 

written language. 

8y far the largest number, about 75 per cent of the total, have much 

greater capacities. They are the mildly retarded or the semi-independent. 

They can communicate reasonably well even by means of symbols. They can learn 

productive tasks though of somewhat simple nature. They can accomplish the 

ordinary chores of daily living; however, their difficulties become evident 

when called upon to think in abstractions. During prolonged periods of their 

lives, they remain indistinguishable from others, but during periods of stress, 

unless skillfully supported, they falter. In our sample we find very few of 

this group among the young children because the first stress period that calls 

our attention to them is their entrance into schools. In this competitive set­

ting where learning ability is at high premium, they are most likely to fail. 

This is the time when their diagnosis is generally established. Stress recurs 

to a lesser extent during sexual maturation, entrance into employment or the 

military, marriage, and parenthood. 

Let us now examine our sample more closely. We will find that super­

imposed physical abnormalities of a congenital or acquired nature such as con­

genital hearts, cerebral palsy, epilepsy, etc., occur with greater frequency 

than in the average population. 

A close review of each case, with the hope that an accurate etiologi­

cal diagnosis can be made, would soon point out that only in a small percentage 

can we pinpoint a specific causative agent such as a given infection, a certain 

trauma, or a known mode of inheritance. In an additional number of cases 

physical characteristics and mental retardation can give us at least a good 

combined, though symptomatic diagnosis; for instance, in cases with cranial 



anomlies, in mongolism, etc. In some others clear evidence of the affects of 

psychological complications may be found, and this fact gives us better under­

standing of the total picture. In the largest percentage of the cases, how­

ever, the best diagnosis which we can make is mental deficiency — undiffer­

entiated,53 meaning that our etiological understanding of the case is quite 

limited. 

Having become acquainted with these basic characteristics of the sub­

jects of our study, we ought now to focus our attention upon their environment, 

particularly because it exerts a great influence on their growth and development. 

The mentally retarded child is first a child and only secondarily deviant from 

others. Environmental factors which influence other children have an important 

bearing upon them too. The retarded child comes from an environment which may 

have been identical to others "prior" to his birth. His arrival, however, like­

ly altered this most important environmental unit, the family. The parents, 

emotionally influenced by his retardation, then further influence his personal­

ity growth. In the molding of our future patient, this interplay is of great 

importance. 

In our cultural setting intellectual normalcy or brilliance is a very 

important expectation of a child. The birth of a retarded child is one of the 

most severe traumas to parents. Their observed reaction patterns have several 

common characteristics. An early attitude may briefly be described as follows: 

"This could not have happened to me! It really didn't! My child is not re­

tarded!" A long trek of diagnostic shopping' begins, aimed toward finding a 

physician who will I agree with the parents' denial of the facts. The physician 

who matter-of-factly gives his correct diagnosis is often considered unquali­

fied, rude, or inhuman. 

With good professional guidance sooner, without it later, the tragic 

facts become self-evident. In retrospect, previously consulted physicians are 



again often unjustly blamed. They are accused of "not having said" what was 

really "not absorbed by the parents." The diagnosis of the last physician is 

finally accepted, and at this moment the "therapeutic shopping" starts. A 

search is on, at first for a somatic cure. The financial resources of the 

family are exhausted in hope of finding a tablet, a hormone, or a diet which 

could restore their child to normalcy. Having failed, they then search for 

psychological cures, only to be disappointed again. 

A phase of ''fault finding" then begins. Someone must bear the guilt 

for the tragedy. Obstetricians, pediatricians, other physicians, social agen-

cies, are high on the list of suspected culprits. Not even the marital partner 

and his ancestry are spared. This phase is at times followed by a period of 

crusade. It is society as a whole which seems unfair and unjust. From these 

crusades of parents has grown important progress in the field of mental retarda­

tion. When finally all facts are understood and accepted in a realistic fash­

ion, the parents can look upon the issues with objectivity and make stable and 

lasting plans for their child. 

It is important; for the physician to understand these developments 

and movements in the thinking and feeling of the parent because one cannot 

deal with the retarded child without concurrently dealing with his family. 

Each alteration in parental attitude brings with it a new hope, a new expecta­

tion, always to be followed by new disappointments. Each phase of hope brings 

with it over-protection, each disappointment carries the danger of rejection. 

An understanding of these dynamic forces can substantially help a physician 

in his treatment of the total family problem. 

Matters are further complicated by the role of grandparents, friends, 

and neighbors. Planning for the retarded requires an understanding of all 

these forces including those th8t work in the community where the patient lives. 

The availability of good community programs can make a physician's job much 



easier. The lack of health, educational, recreational, spiritual,and vocational 

programs can make his job in helping the family almost hopeless. 

We will hear about these aspects in greater detail in succeeding lec­

tures. The last important point" to which I want to call your attention is that 

role of the physician which really begins after the establishment of the diagno­

sis. All too often we are inclined to consider our contributions closed to a 

patient when an accurate end explicit diagnosis of mental deficiency has been 

made. All too often we leave the family with but one alternative — insti­

tutionalization. This is not a universally applicable and generally palatable 

medication. Interpretation of the meaning of the diagnosis, assistance to the 

family during its most serious emotional turmoil, help to the parents in their 

crucial period of adjustment, and in long-term planning for a child's life is 

-what determine good medical practice in mental retardation. Until we have dis­

covered methods of prevention, our services in this field will remain one that 

embodies closest the concepts of good family medicine. it is not only the patho­

logy which deserves the attention of the physician, it Is the total living unit 

with its inter-acting environment that deserves the close attention of the practi­

tioner. 



PARENTS' PRESENTATION 

Dr. Jensen; 

For the balance of the morning, we are going to hear from three par­

ents each with a mentally retarded child. They will tell the story of their ex­

periences as they searched for solutions to their problems. As far as can be 

ascertained, such a presentation has not been made to a group of physicians. 

These parents, I am sure we will find, have worked through their difficulties 

and disappointments in a most remarkable manner. When invited to participate 

in our program, each one expressed not only a willingness' to be with us, but 

welcomed the opportunity to meet with us. When they have finished, they will 

be glad to discuss questions which any of us may have. 

Their presentations are their own. While it is true, we had a short 

meeting last week, the only suggestion which was made to them was that they tell 

their story in their own way in a direct, straightforward manner. In the course 

of their talks, it may be that we shall be somewhat uncomfortable, since we may 

see some of our errors in retrospect. However, in the interest of gaining a 

keener appreciation of what we, as physicians, can do in helping parents more 

effectively in the future, they will tell us their experiences. 

Cur first speaker is Mrs. Robert Gunderson, who has a child who is not 

only retarded, but has convulsive seizures in addition. At the present time, Mr. 

and Mrs. Gunderson are active in the Minneapolis Association for the Retarded. 

Mrs. Gunderson; 

I would like to say how much I enjoyed Dr. Tarjan, who has ably defined 

the various phases we parents go through in our struggles. Our retarded girl is 

age nine. The cause or causes of her retardation are rather indeterminate. 

Several contributing factors our obstetrician and pediatrician have considered 



to explain the cause of her brain damage are the RH factor, a long labor with 

high forceps delivery, and a severe Bartholin gland infection which was present 

during the pregnancy. At the age of three months, she had her first grand mal 

seizures following a DPT shot. The seizures lasted 20 to 30 minutes and was 

followed by several hours of semi-consciousness. Other seizures occurred every 

one to two weeks with petit mal seizures also. Phenobarbital was prescribed, 

and it was suggested we have our well water tested. Our physician seemed to 

feel there was nothing basically wrong. Since the seizures persisted, we felt 

that this doctor had not adequately handled our problem. We consulted another 

physician, who, after reviewing the case, sent us to a neurologist. At this 

doctor's suggestion, x-rays were made and an electroencephalogram done. The 

findings suggested abnormalities on the left side, and the diagnosis of a possible 

brain tumor or blood clot was made. I can't describe our anxiety and how much 

we hoped for some miraculous cure. The most difficult part of our problem as 

parents of retarded children is to stand by and watch our children go through 

so much and not be able to help as we would like to. However, the results of 

the bilateral trephining operation and air study was only that scar tissue was 

found to be present. We were stunned and wondered where we would turn next. 

Our pediatrician was wonderful to us during this time and gave us much needed 

help end counsel. Her seizures continued to be frequent and severe and became 

more of a problem as she began to walk. She was continually falling down end 

into things. During a period of just a few weeks, she required frequent stitches 

for lacerations in different parts of her face end around her eyes. For this 

reason, a succession of drugs — dilantin, tridione, phenobarbitol — were tried 

and discontinued. Finally, masantoin and mebarol were found to give the best 

results. 

Up to this time, we had not realized our daugter was retarded, although 

we were beginning to note her development was far below that of other children 



of her age. We seemed to be driven by the idea that by continuous searching we 

would find a definite cause which could be treated, end everything would be all 

right. During a particularly trying time for us, our pediatrician was drafted 

into military service. He was going through a difficult time of his own, of 

course, and no doubt felt a little inadequate to help us. Before leaving for 

service, he told me our daughter would never be able to go to school, and we 

should consider institutionalization. Needless to say, I was very upset and 

felt I had been put on the "spot" to tell my husband. My reaction was one of 

immediate rejection of the whole idea. We just refused to accept his diagnosis. 

In our despair, we turned to University Hospitals, which was a turning point in 

our problem. We felt we received excellent counseling both medically and psy­

chologically here. The doctor who helped us most had specialized in convulsive 

disorders. Although after study of our daughter's case, he couldn't keep her as 

his patient, he recommended another pediatrician to us. We started keeping a 

daily chart of everything concerning her habits and reactions, but particularly 

of the seizures, hoping to find some correlation. We found only that they seem­

ed to follow a pattern or cycle with the seizures more severe at times, lessen­

ing at other times. Some days she had hundreds of petit mal seizures and was in 

a confused state, unable to dress or eat or continue any thought through for 

any length of time. We continued to search for a drug which would control her 

seizures. Finally, phenurone was prescribed and tried with no better results. 

After a period of time, certain personality changes occurred, and her coordina­

tion was very poor. 

One one occasion, she developed status epilepticus. This continued 

for approximately an hour and a half before we finally got help from a neighbor, 

a neurologist who gave her a hypo under our doctor's direction. Gradually, we 

put her back on mebarol, which had previously given the best results. From that 

time on, the seizures have been under better control. We were thankful, but as 



we look back, we wonder how much brain damage we could have spared her, had the 

seizures been controllable earlier, and whether it might have modified her re-

tardation to any degree, 

When she reached school age, we were aware of her limitations. She 

tested about 56 at the age of five and had a vocabulary of about 25 words. Her 

seizures seemed fairly well controlled, though one day out of every five or six 

she would be in a confused state for several hours in the forenoon from the con­

tinual petit mat seizures. Our concern now was her education. We set about to 

do what we could to find other families in our community with the same problem 

and to try to get special classes started. it was a slow procedure. We were 

fortunate enough to get her into a special class in Hopkins, and this year we 

have our own class in Richfield. Retesting each year indicates improvement in 

the use of her abilities. 

In conclusion, I would like to say we have, as a whole, received good 

counseling from the various doctors we have consulted. Always they stressed 

the fact that our child needed great love and understanding, without over-, 

protection, and that we must give her the security of our affection and a hap­

py, serene environment. We, as parents, needed this encouragement end the 

assurance we were capable of fulfilling this need.. Our child has given purpose 

and direction to our lives; end though we have had some sorrow and disappoint­

ment, we have had great satisfaction from seeing the progress she has made. 

But our greatest joy is the progress being made every day in the whole field 

of the mentally retarded. I personally am so happy to see the interest shown 

by you physicians here today. And I should like to commend the medical profes­

sion for its growing interest in problems of mental retardation and for their 

efforts in the area of counseling and guidance. This we parents greatly need. 

We want so much to increase our knowledge of the field and to help others to 

do likewise. Each effort made today to help a child will ease the heartache 

for those to follow. 



Dr. Jensen: 

Thank you very much, Mrs. Gunderson. 

Mrs. Monson, who has a daughter who is mentally retarded, is now going 

to tell us her story. As with the experience of Mrs. Gunderson, you will note 

a good many similarities in her experience. Mr. and Mrs. Monson reached a 

solution to their problem in a different way, which she will tell you about. 

As with Mr. and Mrs. Gunderson, Mr, and Mrs. Monson are active in the Minne­

apolis Association for the Retarded. More important, however, is the fact that 

Mrs. Monson has become so interested in the education of mentally retarded chil­

dren that she is now a teacher of special education in the Minneapolis Public 

School system. She is putting her experience to good use, not only with the 

children in her classes, but also with their parents. I mention this, since 

it illustrates how parents who have worked through their problems do find ways 

and means of passing on to others some of the things which have been gained 

through the struggle that has been resolved. We are very glad that you are 

here, Mrs. Monson. 

Mrs. Monson; 

I would like to say first that our case is rather extreme and compli­

cated. It is extreme because of the very nature of the handicaps of our 

daughter and perhaps because of the nature of her parents. 

Thirteen years ago when our daughter was born, we were living in 

another state in a small town in a rural area. It was the home county of my 

husband. Upon graduation from college, he had returned to the county seat as 

a high school teacher and later as principal of the high school. He resigned 

and went to law school. He became an attorney, and we returned to this town 

where he started law practice. 

I shall relate what happened in our attempts to find an accurate 

diagnosis of our daughter. And you're going to hear, Dr. Tarjan, a mighty good 



example of diagnostic "shopping around." 

The labor and birth were long and difficult and when she came, she was 

quite blue. Immediately our baby was given oxygen and placed in an incubator. 

It was soon noticed that she had much difficulty in swallowing and so feeding 

was a very great problem. After being examined and determined that she had no 

physical malformation, the nurses and doctor suggested that we take our daughter 

home on the fifth day where we would have more time to work with her during the 

feeding periods. Upon arrival home, our concern was to keep her alive. It was 

a matter of feeding her each hour around the clock. 

At the end of two-months, my husband came home for a short furlough, 

It was during the war. We took our baby to a pediatrician in the city because 

she still had swallowing difficulty and cried much of the time. The pediatri­

cian was extremely busy. We waited for a long time for our appointment. He 

examined her briefly, pounded his first on the table on which she was lying, 

and when she made no response to the pounding noise, he turned to me, and I 

quote: "You do not have a nervous baby. I think she is developing slowly 

emotionally." I did not quite know what this meant, but he was busy and had to 

go on into the next room to see the next child. We went home not knowing 

whether to feel happy or unhappy. 

However, at about four months she began to develop at a somewhat sat­

isfactory rate to us and did develop into a beautiful child. At about one year 

of age, I woke up to the fact one day that she was not responding to words that 

I said to her. She simply was not understanding. I well knew what her brother, 

who was just one year older, had understood at one year. Again my husband came 

home, and I persuaded him to go again to the city to see a different pediatric­

ian. This doctor was a very warm and understanding man. He end the nurses 

took our little daughter, who was not walking at 15 months, and examined her for 

several minutes. When he returned to us carrying our little daughter, he said, 



"Why would you think there is anything wrong with this little girl? Certainly 

nothing could be wrong with a baby so beautiful. She will walk and talk." Then 

he told us that, in his opinion, this slowness in developing was due to diffi­

cult birth but that she would catch up with herself in time. This made us feel 

better. 

However, we were still concerned that she did not understand speech. 

We decided that perhaps it was because she might be deaf or hard of hearing so 

we tried various little home-made tests. The results appeared to be inconsist­

ent. She did not walk until she was 22 months old. Her poor coordination would 

have been observed, I think, by anyone. 

At the age of three, our county nurse and personal friend, came to us 

and offered to take us to a clinic in a city because she felt the child was 

deaf. When we arrived at the clinic, we had a long, tiring wait after a long, 

tiring, warm drive. The baby cried and screamed and became frustrated and upset. 

After a long time, someone called for the baby and me, leaving my husband in the 

waiting room. Inside the small, closet-like room, my daughter was placed on a 

hard table. A lady doctor came—a large, formal person who appeared far removed 

from our troubles. The baby continued to cry during a brief examination of a 

few minutes. Then the doctor said to me, "Your daughter has not developed as 

she should. I do not believe she will ever be a normal person. I do not be-

live she will ever develop sufficiently to attend school." That was a horrible 

experience for me. After saying that she left immediately to go to the next 

patient, I was forced to find my way back to the waiting room, and I found it 

very, very difficult to relate to my husband what she had said. It shouldn't 

have been, so, but for some reason I had a terrific, almost undescribable fear 

of telling him her diagnosis. When we related this finding to the county nurse, 

she disagreed. She then made a second appointment for us -- this time to see a 

neurologist in the city. 



At the second appointment, I first related the complete history to an 

intern. I think I was honest in telling everything. My husband and I were 

both called into the examination room with our daughter. The neurologist came 

in. I am sure he had previously read the history I had given. He placed the 

child on a long table and was going to examine her, but she scooted down to 

the other end. She did not want him to touch her. She was extremely hyper­

active. After a few minutes, and I can't over-emphasize the shortness of the 

time, he turned to my husband and said, "Your child is feeble-minded." That 

was the worst shock we could possibly have had. My husband attempted to speak, 

but the words did not come out; and after a while in a very -shaky voice, he 

asked the doctor a question to this effect: "Are the symptoms of feeble­

mindedness similar to the symptoms of deafness?" The answer: "Possibly so." 

And then the neurologist said to my husband that we would be ready to insti­

tutionalize her in about a year's time. There are no worse words for a parent 

to hear. We dressed our child, walked down the long corridor alone, drove home 

saying very little. Our world had dropped out from under us. 

For several days we could not relate our experience to anyone. Final­

ly, one day my husband left his office and walked over to our family doctor— 

the one who had delivered our daughter. He had never talked to us about our 

child. He had not made the referrals, you remember. In attempting to relate 

our experiences and the results of the diagnosis, my husband completely broke 

down. The family doctor's remark was, "I never dreamed that this was the case." 

However, another doctor friend of ours in another town found it diffi­

cult to accept the diagnosis and made arrangements for us to visit a fine 

audiologist in the city, because he felt she was deaf. This audiologist was 

in private practice. We were greeted most cordially upon our arrival. We told 

our story completely again. He suggested that we leave Royce Ann with him end 

the nurses while we went out for awhile. We were away an hour and a half while 



they were testing end observing our daughter. Upon our return, he told us that 

he disagreed with the others because he felt that the handicapping factor was 

deafness. He had some explanation for the poor coordination. He told us that 

our problem was an educational one and stated that if he had a deaf daughter 

he would leave a small town and get to a city where there would be educational 

facilities. This remark we never forgot as you will discover later. 

We read much about deafness. We came upon an article written about 

aphasia. Aphasia seemed to us to fit our daughter. We learned that a school 

in a far away city had a department where these aphasic children were being 

taught. We decided to go there. Royce was given a psychological test of a 

non-verbal type. In our interview, we were told that the test results were 

not too good, but that at this time, it did not look like a hopeless case. 

They felt sure there had been some brain damage but stated that the only way 

one knew how much was to start on a definite educational program. It was de­

termined that I should go down to the school with Royce Ann for a few weeks 

and that I should take some training to teach her. After doing this and teach­

ing her for several weeks at home, everyone felt encouraged with Royce Ann's 

accomplishments. 

Remembering the audiologist's statement, my husband felt that we should 

get located in a city. Eventually, we were located in Minneapolis, and at four 

and one-half years of age, Royce Ann was enrolled in the Louis Agassiz School 

for the Deaf. She had passed the tests for admittance here. From the very 

first day on through the weeks and months, she made a very poor adjustment. 

She was extremely upsetting to school room and acted entirely different than 

anyone else the teachers had. There were things she could do. She could take 

a word and match it with the picture if she were not crying or screaming. 



The principal suggested to us, at the close of the first year, that we 

go to the University for a complete diagnosis. This we were glad to do. At 

the end of a four or five-day stay in the hospital, we had an interview with 

the doctor. We were told that she was perhaps deaf but that she did have a low 

IQ and was a retarded child. By this time my husband had reached the place 

where he neither believed nor disbelieved a diagnosis. In our own mind, we had 

to prove that she was a retarded child. We fully recognized that she did not 

do the things she should, but she did not fit into our prior concept of a men­

tally defective child. 

Royce Ann went back to school the second year. Her behavior was not 

improved. In fact as the months passed, her adjustment became worse. She was 

studied by the Child Study Department in our public schools. Before the begin­

ning of the third year of school, we were asked to withdraw her because the 

school people felt that she was not gaining any help from school, and she was 

a hindrance to the other pupils. 

Then several people offered suggestions of people we might go for help. 

Cur minister asked us to take our daughter to a personal friend of his. This 

doctor became interested in Royce Ann and decided that he would like to have a 

team of doctors study her for awhile. The audiologist in his doctor team was 

firm in his belief that she was not a brain-injured child as such, but that the 

handicapping factor was deafness. The team decided that our daughter could 

benefit from individual instruction, hoping later to make the adjustment in 

group. They secured for us a wonderful teacher of the deaf who for one year 

gave her private lessons. I was to carry on these lessons during the inter­

vening days. The teacher was extremely satisfied with the progress Royce Ann 

made and sent a report to the school administration. 

In the meantime, my husband and I were reading whatever we could find 

on brain-injured children, on retardation, and on deafness. We could easily 



find evidences — almost daily evidences of brain-injury. I should say evidences 

of behavior which is characteristic of the brain-injured child. She learned to 

recognize words very readily, but I discovered it was a rote type of learning. 

There was much hyperactivity; there was impulsiveness; there was much uneven-

ness in development; there was non-conformity; perseveration; catastrophic re­

actions almost every day. It seemed that every day she was growing farther 

away from a normal child. 

Then the public school people phoned and suggested that we enroll her 

again which we did. The first month of school went fine, but as school pro­

gressed, the pressures and tensions mounted, and soon the catastrophic reactions 

occurred again in the school room. At the end of the first semester, we with­

drew her from school at the request of the school. 

Again we sought the advice of the team of doctors. She was again test­

ed. This time they gave us some very direct counseling. They reminded us that 

ten years had passed and that all our efforts to keep her in group situations 

had failed. They pointed out the possible effects,of having her continue in 

the home, upon the other children. They recommended state commitment and plac­

ing her in Owatonna, a state school for those with IQ from 50 to 80. This was 

the procedure and decision we had fought against for ten years; but three months 

later, she was committed to the state and in a few months placed in school in 

Owatonna. The school situation again was too much pressure for her to with­

stand, and the psychomotor disorders were more extreme. She was transferred 

to the State Hospital in Faribault where she has now been for about three 

years. She has gradually become quite happily adjusted, and the catastrophic 

disturbances are much less frequent. We see her every two weeks. She is happy 

to see us, but she is just as happy to go back to her friends, the first friends 

she has ever had. 



I think it is evident to everyone that the shopping around indicates 

that we did not attack the problem in an intelligent manner. However, the very 

fact that there was an unevenness of development and that there were differing 

and conflicting diagnoses were possible factors that encouraged us to continue 

our search. You will note that in the early days, we had no counseling. We 

had diagnosis, but not until we came to the audiologist did we have counseling 

and that was "l'd move." Our family physician was a very fine man; but if he 

recognized any difficulty, he somehow found it impossible to talk to us about 

it. He was a personal friend of ours, and he knew that I was worried about our 

daughter. 

After the diagnosis, parents need to have an opportunity to sit down 

with the doctor and talk about their child. We recognize that time is limited 

with the busy doctor; and yet perhaps it doesn't take too much time to be some­

what warm and understanding. Such an attitude end personality on the part of 

the doctor can ease the parent's suffering a bit. Parents need to be told 

where they can go for further help. They need educational information. They 

need all sort of referrals to agencies, individuals, and parent groups. It is 

desirable in most cases for a parent to be referred to another parent who has 

already met some of these problems and learned to live with them. Care must be 

taken that the experienced parent is one who is reasonably intelligent, has made 

a reasonable adjustment, and who is reasonably socially mature and stable. 

The mental health of the entire family is at stake. Perhaps the doctor 

is the only one who can observe this and can somehow save a lot of emotional 

stress and strain within the family. 

We would like to say that we are very happy with the interest that has 

been shown in this area by the doctors in the field of mental retardation. We 

would like to encourage you to continue your study. 



Dr. Jensen: 

Thank you very much, Mrs. Monson. 

Our next speaker is Mr. John Halahan. Mr. Halahan is heed of the 

Division of Research at General Mills. His story may be a bit unusual. As you 

would expect of any researcher, he has kept running notes, particularly of his 

own reactions since he was first aware of his son's deficiency. In our confer­

ence the other day, he was encouraged to give us the benefit of these record­

ings. You will find them interesting, since he will indicate that the passing 

of time does bring changes in parents, particularly as they relate to change in 

feelings and attitudes. As with so many parents who have worked through their 

difficulties, they make very real contributions in other ways. Being trained 

in research methods, Mr. Halahan has made a most comprehensive survey of the 

mentally retarded which is most useful for planning purposes in our state. We're 

glad that you're here, Mr. Halahan, 

Mr. Halahan: 

It is a pleasure, as my two dear friends have indicated, for us to be 

here to speak before you. One of the bonuses that comes with having a retarded 

child is that you get into the parents movement as the three of us have, and 

then meet so many splendid people. We often say in jest that unless people have 

retarded children, we aren't interested in associating with them. Our involve­

ment in the parents' movement has been so complete that by now our friends, 

both social and extra-curricular wise, invariably are other parents. We have 

had vacations together. We go over to each other's houses frequently. Perhaps 

the greatest single factor accounting for the adjustment which Dr. Jensen says 

that we three have made is the association we parents have with each other. In 

market research we have what we call assets and liability studies. There are, 

no doubt, many liabilities attendant to having a retarded child; but if you 

look at it in the right way, there are assets to be had also. One thing we 



would like to urge you doctors to do and that is to encourage parents to associ­

ate with each other so that they may gain these tremendous benefits. Parents 

need to get out and find that they aren't alone and that there are lots of other 

people in the same boat. 

Now to talk about my child, Peter. Many of the things I will tell you 

have been abstracted from notes that I started keeping soon after Peter was born. 

The impressions I will give you are those I had at the time the notes were writ­

ten. These impressions and ideas were not laid down as impassionately or as 

judiciously as I might state them today. But for your purpose, I believe you 

want examples of how patients feel during the critical times, not some thirteen 

years or so later. 

Our child is now thirteen years old. He was born in Akron, Ohio, where 

we were living at the time. At that time all of the girls in our circle of 

young married couples were having babies. The girls would get together and dis­

cuss this obstetrician and that obstetrician, and finally as a matter of sift­

ing through the evidence they generally gravitated towards one fellow, a Dr. C, 

who was regarded as the leading specialist in Akron at the time. His practice 

was quite vigorous, to say the least. He was delivering about 125 babies a 

month. The girls raved about him because he was brusk and tough with them and 

stood for no nonsense. We fellows were essentially neurtral about this, feel­

ing that what happened from now on was strictly a matter between the doctor and 

the girls. 

Our son came into the world rather reluctantly after a 36-hour period 

of labor. From the very beginning, he seemed to be a pretty baby, well-formed, 

and nicely colored. On the fourth day after the delivery, I asked my wife if 

she had ever seen the baby with his eyes open, I hadn't. She said that she had 

and assured me that all was well. She mentioned, almost as an afterthought, 

that his eyes were a little cloudy. But that was nothing to worry about. New 



babies are like that sometimes, but it clears up in a few days. So I let the 

matter drop too. 

My wife was due home on the tenth day. On the ninth day, when I came 

in to see her, she burst into tears and told me that Dr. C. and an eye special­

ist had been in to see her. The eye man had told her that something was wrong 

with Peter's eyes. Just what, he couldn't say for sure, but indicated something 

about congenital opacity of the cornea. I gave my wife what comfort I could and 

then hurried to call Dr. C. since she told me that he wanted to talk to me. 

When I reached him on the phone, I said, "Hello, Dr. C. This is Mr. Halahan. 

I understand you're concerned about Peter's eyes." "You're dam right I'm con­

cerned about him," said Dr.C., with the style that the girls thought so highly 

of. "You've got something to worry about, but I want you to get one thing 

straight. It's not my fault. The delivery was perfectly normal, and the condi­

tion has nothing to do with what I did.' 

Although having heard about the man for the last seven months, I had 

never seen him or talked to him. And now, here he was, in my most critical 

moment, on the defensive absolving himself of a blame J had no intention of 

casting on his shoulders, seemingly oblivious to the vital problem — my baby's 

eyes. His lack of tact and consideration brought out the same in me. 

"Listen, Doctor." I said, bristling immediately, "I'm not the least bit 

concerned about whether Peter's eyes are your fault or not. All I want to know 

is what the trouble is and what can be done about it." "Well," said the Doctor, 

"I suggest you stick with the eye specialist. He's the best eye doctor in town. 

I called him on the case right away as soon as I spotted the trouble. He'll 

tell you all about it- Keep me informed. I'd be interested in hearing about 

the case." "Like hell you will," I thought and hung up without answering him. 

We paid his "bill and that's the last we ever had to do with him. 




