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DEDICATION

To Anne Kraus, a founding member of AHRC who passed away during the period
of this writing. To Anne, to all the founding parents who have gone before her, and to
those time has not yet claimed, | dedicate these pages. Through her life and those
of the others, through what they achieved by extraordinary dedication to their
children, let us all be reminded that we are but temporary residents here with a
basic responsibility to help build a better world.
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"Faithfulness to the truth of history involves far more than a research, however
patient and scrupulous, into special facts. Such facts may be detailed with the most
minute exactness, and yet the narrative, taken as a whole, may be unmeaning or
untrue. The narrator must seek to imbue himself with the life and spirit of the time.
He must study events in their bearings near and remote; in the character, habits and
manners of those who took part in them. He must himself be, as it were, a sharer or
spectator of the action he describes.” -- Francis Parkman, Pioneers of France in the
New World, (Introduction), 1865.
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CHAPTER 1 - A SHORT HISTORY OF THE TREATMENT OF PERSONS WITH
MENTAL RETARDATION

"The subject of history is the life of peoples and humanity. To catch
and pin down in words-- that is to describe directly the life, not only
of humanity but of a single people, appears to be impossible."

Leo Tolstoy, War and Peace.

The purpose of this chapter is not to try and capture the history of people with mental
retardation in any sense. It is, instead, a way to set the historical stage for the post
World War Il growth in the United States of the associations of parents who had
children with retardation. With this in mind, the early history of persons with mental
retardation will be mentioned briefly. In later sections the modern history will be

detailed, especially the post-World War Il era when AHRC was organized.

Early Treatment

Although the construct of mental retardation is a relatively new one, there have of
course been persons with this condition from antiquity. And, while our historical
understanding of these persons treatment is quite limited by lack of evidence, it is
known that people with handicapping conditions occupied the following kinds of
‘deviant' statuses in European and American societies: object of dread, object of
ridicule, changeling, evil/possessed person, sub-human organism, diseased
organism, eternal child, and holy innocent (see Wolfensberger, 1972). While the
dominant status in contemporary society was, and remains to some degree, that of
diseased organism (the so-called "medical model"), all of the above ways of
perceiving persons with mental retardation still exist in various degrees in
contemporary society, and continue to influence our treatment of these people and

their families. They are 'historical ghosts' that still inhabit our thinking and behaviors



even though we scarcely understand them or their origin.

The Institutional Care System

The particular history of mental retardation in the United States (called "feeble-
mindedness" and "mental deficiency" in the 19th and 20th centuries) has been told
eloguently in several sources, including Trent's recent (1994) award-winning
account. It is generally understood that scientific concern for the care of people with
mental retardation resulted from the efforts of the French Encyclopedists of the 18th
century in whose work concern for the welfare of various oppressed peoples was
primary. The first work with mental deficients was attempted at the end of the 18th
century in institutions such as the Bicetre or National Institute for the Deaf and Dumb
in Paris. In fact, it was at the latter Institute that Jean-Marc Itard met Victoire of
Aveyron, the so-called "Wild Boy of Aveyron," and began what is regarded as the
first documented case of special education. It also turns out that Itard's best student
was Edouard Seguin. Both these men shared the belief that much of the intellectual
functioning of persons with mental deficiency was not innately limited but could be
developed by training. Seguin opened a school for mental deficients in France in
1848, but fled the country after the Revolution of that same year, emigrating to the
United States where he remained active and profoundly influenced the care of

'mental defectives,' advancing his philosophy of care known as "moral treatment.”

In the United States Samuel Gridley Howe had been an early experimenter in the
care of children with mental retardation, actually training blind children with this
condition since 1838. With his help a special experimental school had been begun
by the Perkins School in 1848. But the first legislation to establish special schools
for people who were mentally defective was enacted in New York in a Bill
sponsored by Senator Frederick Backus in 1848, enacted in 1851. This led to the
creation of the New York State Asylum in 1851, headed by Henry Wilbur. The site



where this Asylum was established became eventually known as the Syracuse State

School, and today the Syracuse Developmental Disabilities Services Office.

In 1876 the directors of institutions for the feeble-minded, as they were also referred
to in this era, formed a national professional society, the Association of Medical
Officers of American Institutions for Idiots and Feeble-Minded Persons, which
eventually became the American Association on Mental Deficiency, and today the
American Association on Mental Retardation. This Association largely determined
the medical and rehabilitative treatment of persons with these conditions for the next
hundred years, and continues to be influential today. What they originally wanted
was to establish institutions for those who were not so severely handicapped that
they were unable to live in their community. That is, they wanted to be able to train
the students and discharge them once they had learned what it was that was
necessary to live in the community. Howe makes this kind of philosophy clear as
early as 1848, although this is not how things actually worked out. For example, at
the Syracuse Asylum only "boys and girls of the higher grades" (what was eventually
called "educables™) were admitted. But, the results of their education were not
encouraging. In addition, there were few or no community resources for parents with
these children and as Lerner (1972:23) wrote, "Parents of children who had reached
the age designated for release to the community pressured the schools to keep
their children. In addition, there were appeals for admissions of new cases of all
ages and with all types and levels of mental defects." The role and size of
institutions expanded well beyond what had been considered desirable by their
founders earlier in the century. In New York towards the close of the 19th century we
had in addition to the Syracuse Asylum, a branch of the Syracuse Asylum opened in
Newark (New Jersey but serving metropolitan New York), a hospital and school on
Randall's Island in New York City, and Rome State Custodial Asylum. These places
were basically the options available to parents during this period of history. While

there were some small private schools, and a tradition of teachers of special



children who boarded a small number of them in their homes, these were expensive

and essentially unavailable to any but the relatively wealthy.

Initially ‘institutions,' 'schools,’ or 'colonies," as they were originally called, operating
under a philosophy of treatment and training, attempted to provide relatively normal
living conditions, educate residents, and provide opportunities for them to work on
grounds if they were not released. These places were not simply dumping grounds
that we associate with institutions in the 20th century. But over time their character
changed for the worse. There were several reasons for this including the invention of
the philosophy of eugenics in the latter part of the 19th century. This philosophy
combined the religious tradition of degenerationism (that people with disabilities
were marks of evil and sin) with the sciences of genetics and evolution. What
emerged was a kind of social Darwinism that saw the evils of society as genetically
based. Mental deficiency, criminality and delinquency, prostitution, and alcoholism
were seen to result from the defective genes of the individuals. This led to a
movement of sterilization of mentally defective persons, especially women, that was
strongly advocated by medicine and government (for example, Oliver Wendell
Holmes was a strong advocate of sterilization). Indeed, sterilization was presented
to the public as a humane way to address these social problems. This is especially
true considering that the other part of the eugenics program was a euthanasia
movement advocating the killing of mentally defective babies and children. In
Germany, euthanasia became official medical policy sometime around 1920, and
was openly taught and practiced in medical establishments of all types (see
especially Friedlander, 1996; Wolfensberger, 1981). But in the United States, while
euthanasia never became official medical policy, it was practiced and openly
advocated. Martin Pernick's 1996 book The Black Stork describes the Baby
Bollinger case of 1915 and the efforts of Dr. Harry Haiselden, including the making
of a feature length film "The Black Stork," to institute the medical practice of

euthanizing children with disabilities. The euthanasia movement in the United States



was not a lunatic fringe movement. It was well publicized in newspapers and media,
and strongly promoted by professionals. This can be better appreciated when one
considers that during World War II, the American Psychiatric Association published
a lead editorial of their journal that endorsed the legal euthanasia of mentally
retarded children and the provision of psychotherapy to parents to relieve them of
their guilt (Wolfensberger, 1981).

These attitudes in medicine and other scientific disciplines strongly influenced the
treatment of persons with these conditions throughout the 20th century, and as the
reader can appreciate from the date of the American Psychiatric Association
editorial, were still very influential around the time that many of the founding parents
of AHRC had their children. But the immediate effect of these ideas was to
transform the nature of institutional care. In New York the institutions that had been
built to train, habilitate and release persons became places where they went to live
forever. Those who were 'genetic' types and who had severe forms of disabilities
were seen as completely custodial and efforts to train them were largely
abandoned. Those in institutions who were high functioning and were trainable did
receive training but largely to occupy roles of institutional peonage, that is, to work
on the institution grounds as free labor. Few actually were released to the

community.

All these changes occurred under the supervision and surveillance of government
and professionals. A State Commission for the Feeble-Minded that had been
formed in 1918 to oversee institutions in New York State became in 1919 under
State law the State Commission for Mental Defectives. Finally, in 1927 the
Commission became part of the State Department of Mental Hygiene, the
Department that controlled institutions through the 1970's. Under the Department of
Mental Hygiene institutions in New York expanded in number and in census. In 1907

Letchworth Village was established in Thiels, New York. In 1930, the Wassaic
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School was opened. At the same time Randalls Island was closed in 1935, and the
Willowbrook State School, scheduled to open in early 1942 was taken over by the

Department of the Army and converted to Halloran Veterans Hospital.

To complicate matters further, with the Depression in the 1930's and the War in the
1940's, fiscal resources dried up and institutions had fewer staff who were less
trained. They also were beginning to get very crowded. Children below the age of
five could not by law be placed in institutions at this time, but the group of children
under age 10 had been steadily growing since the 1930's, partially at least, as a
result of medical recommendations to remove the idiot child from the family for the
family's mental hygiene. By 1943, 32% of beds in institutions were filled by children
aged 5 to 10 years. By 1945, the five state schools housed 15,631 patients even
though the planned census had been for 11,713. The Schools became very over
crowded, Letchworth Village reported to be 20-30% overcrowded, with 200 children
sleeping in living rooms and on mattresses on the floors. Partially in response to
these conditions, the State government set up a Commission to examine problems
of mentally ill, delinquent and mentally defective children. It cited under staffing in
institutions, the inability to get children in institutions, and the failure to provide non-
institutional care as the primary issues facing this population at the time. The
Commission proposed legislation that was supported by the New York Times and
Liberal Party in New York State. However Governor Dewey proposed alternative
legislation involving delinquency issues, with which the country was preoccupied

after the War, and the issues of retardation were again pushed into the background.

It was in 1945 that State Schools began admitting children under five years of age.
This was seen at the time as progress and help to parents of severely disabled
children. The then Commissioner of the Department of Mental Hygiene, Dr.
Frederick MacCurdy, announced that as soon as the facilities at Willowbrook State

School were available, limited numbers of infants could begin to be admitted.
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However, the Department of Mental Hygiene failed to anticipate the reluctance of
the Veteran's Administration to give up the facility. Indeed the Governor wrote letters
to the Army complaining of the crowded conditions that existed in the State Schools
and lack of placements for infants, for whom the State had a waiting list in 1946 of
800-900 (although he did understand the priority given to veterans and mentions
that the enemy would have liquidated retarded children and adults). The Governor's
letter to Omar Bradley also evidenced a concern with the parents of retarded
children, many of whom were themselves veterans. The outcome of this
confrontation was that the Army agreed to leave the facility, planning to do so in
1948 but making space available to the Department of Mental Hygiene the next
year, 1947. It appears that residents did begin to arrive at the end of the 1940's
(some | have interviewed recall the uniforms of the doctors and nurses who were
there when they arrived). But it was not until the early 1950's that Willowbrook was

actually used to alleviate the crowded conditions at the other State Schools.

At exactly the time when AHRC was being formed, Edith Stern, a reporter of that era
who did several articles on the topic of children with disabilities, published an article

in the August, 1948 edition of Women's Home Companion entitled "Take Them

Off the Human Scrap Heap." Numerous descriptions were offered of deplorable
conditions similar to those made famous by Geraldo Rivera in his exposé of
Willowbrook State School some twenty-five years later. Articles about these
conditions and the resulting incidents of death or ill-fated escapes appeared in the
newspapers and were known to the public who for the most part remained
indifferent. Sterilization had become a routine and expected part of placement for

women.

Such was the effect of expert knowledge on the treatment of persons with mental

deficiency in institutions during the first part of this century.
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The Educational System

A slightly different story needs to be told about the public education system and this
population. Interestingly, special classes for children with mental deficiency had
been established in some states as early as 1870 and in New York by 1902. The
development of special classes was spurred on by the new profession of
psychology, particularly by the work of Alfred Binet and Theodore Simon who
constructed a method to test intelligence. This method was brought into the United
States and refined by such persons as Dr. D. L. Terman who constructed the
Stanford Scale and Dr. Henry Goddard who authored the Vineland Scale. Such
tests were widely accepted in the United States and were employed in the school
systems. Their application revealed a new class of mentally deficient child, the so-
called moron, who were children that were later called "high grades, "borderlines" or
"educables” and for whom there had been previously no educational programs.
There were large numbers of these children, who had previously been called
"laggards” and were seen as burdens to the educational setting. The new tests
showed that these children had subnormal 1.Q.s and that they lacked the capacity to
participate in regular classes. Thus the special classes begun in school systems
across America during the end of the 19th and beginning of the 20th century were

for such children.

The attitudes of society for these less afflicted individuals appears to have been
considerably kinder than for their more handicapped counterparts. By 1917 New
York had passed laws mandating classes for those educationally eligible. (Parents
with children not meeting educational qualifications could keep their children at
home until they were eligible for residential placement at a state school or training
center). In New York City considerable progress had been made by 1921 in
opening classes for educables, some 258 existed with an enrollment of 4,896

students. While this fell considerably short of the need, estimated to be 1000
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classes to serve all the children thought to be eligible under the laws provisions, it is
clear that early in the century some progress was being made in opening up the

educational system in New York City to people with 'mild mental retardation.’

Progress slowed for many reasons, including monetary since the depression and
World War 1l also had fiscal effects on social services other than institutions. There
was a severe shortage of trained teachers, and educators were not quick to
understand the educational requirements of special classes. Despite these and
other problems, special classes in the New York City School system, under the
aegis of the Bureau for Children with Retarded Mental Development (BCRMD),
increased steadily over time. By 1946, in the years just preceding AHRC's founding,
there were 669 special classes with 11,938 students, in accordance with the
requirements of State law that classes be provided for students between the ages
of 5 and 12, with 1.Q.s between 50-75. Most of the classes in the State were in New
York City.

Even with the growth of special classes in New York City, the need far outweighed
the available services and many children with moderate mental retardation
remained in regular classes or did not attend school. Those in regular classes were
not "included" in today's sense of the term. Instead, at this time they were described
as "trapped" in regular classes in which they tended not to have their educational or
social needs met. Further, literally nothing had been done in New York to meet the
needs of children who fell below the educational standards set by State law. No

public educational services were available for this population.

There were some private schools that did provide education for children with more
complex educational and developmental needs. The Parkside School in Brooklyn,
the Seguin School in Newark, and the Kolburn School in Connecticut were such

examples. And there were also individual teachers who would board children in their
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homes and teach them. These arrangements, however, were quite expensive and
essentially unavailable to the average family. Just before Ann Greenberg founded
AHRC she had sent her son Jerry to the Kolburn School. In order to do so, the

Greenbergs had decided that Ann would go back to work full-time, in order to pay

for Jerry's schooling.

So this was the situation that parents of children with mental retardation faced in
New York City at the end of the 1940's. Institutions were overcrowded, classes for
the children considered educable were inadequate in number, no education
(outside of State School) existed for children who were not eligible for CRMD
classes, and there were also almost no services, other than State School
placement, for persons with retardation after they turned sixteen. The immediate
post-war years did not see any substantial improvements in the care of retarded

children.

Both the parents and professionals acknowledged the lack of services and supports
for this population. Professionals such as Dr. Lloyd Yepsen, the President of the
only professional organization, AAMD, and George S. Stevenson, medical director
of the National Committee on Mental Hygiene, were clear about their condemnation
of lack of services both institutionally and in the community. A famous psychologist
of that era who was to play a role in the founding of AHRC, Dr. Helen Thompson of
the Pre-School Development Clinic in New York City, was outspoken about the lack
of services for those parents who wanted to keep their children at home. These and
other professionals were part of the stirrings of a new social consciousness about
the treatment of persons with mental retardation. They saw the field of mental
retardation as being at a very low point, suffering from scientific pessimism and
neglect (the dominant psychiatric view that mental retardation was permanent and
incurable), lack of trained personnel and facilities, isolation from other human

services, and a reputation of "hopelessness."
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Under these historical conditions parents began to develop a new sensitivity to their

children's situation, and a commitment to change it.

The Formation of Early Parent Groups in the United States

The final topic | will cover in setting the historical stage for the development of AHRC
is its relationship to other parent groups that preceded it. While it is well
documented that AHRC was a leader in the parent movement, it was not the first
parent group to form around the interests of their children with mental retardation. As
Elizabeth Boggs said in an interview in 1972, generally the first groups recognized
for such efforts are groups associated with children in particular institutions. The
Council for Retarded Children in Cayuga County in Ohio formed in 1932, the
Children's Benevolent League, who's motto was "Health, Happiness and Security of
Handicapped Children," soon followed in 1934 in the state of Washington, and in
New York State the Welfare League for Retarded Children was begun in 1939. The
Welfare League consisted of parents of children and adults who resided at
Letchworth Village. The group was concerned with providing their children with gifts,
recreational programs, and better facilities. The Welfare League, at least during the
1940's, is portrayed in several sources as a small group that was basically
apolitical. While this was to change in the 1950's, The League, before and during
the formative years of AHRC, was not a political force in the state for children with

mental retardation.

The same year as AHRC was incorporated, the Benevolent Society for Retarded
Children was formed to help children who had been placed in Willowbrook State
School. Three years following this, the Sunshine League for Retarded Children
came into existence around the interests of children in Wassaic State School. The

institution-based parent groups did not have a statewide organization and did not
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become a political force in the state until after AHRC was formed and began
intensive political and public awareness efforts. In response the institutional-based
parent groups then formed the Council for Retarded Children and the relationship
between the community-based groups and institutional-based ones was very

uneasy throughout the 1950's until they resolved their differences.

The important thing for the reader to take away from this discussion of parent
groups before AHRC is that none, including those in other states, were interested in
community-based services for children with retardation. Furthermore, none
articulated or advocated for a general approach to the problem of mental
retardation on a political level. This left the actual decision-making power in the field
entirely in the hands of a small group of professionals, and without pressure from
parents, they showed little interest in expanding services for this population. Mental
health professionals, educators and institution directors were ineffective in dealing
with the issues facing most families with a child with retardation. After the war, as a
result of the factors and changes described briefly above, the lack of services for

these families was remarkable.

The conception and birth of AHRC was in some ways a product of this situation.
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CHAPTER 2 - BIRTH

"We can't form our children on our own concepts; we must take
them and love them as God sends them to us." - Johann Wolfgang

von Goethe, Hermann und Dorothea, 1797

"The word "Mongoloid," | had heard the word "Mongoloid," but | really thought it
was a monster. | didn't know what a Mongoloid was. And | said, 'Are you going to
let me see the baby?' And they did show the baby to me...and she looked alright
to me." - AHRC Board Member Thelma Ragland, remembering the birth of her

daughter with Down syndrome.

The origin of AHRC is not to be found in its formal history, incorporation documents
or public papers. It begins, instead, with the birth of children with mental retardation
in New York City during and after World War Il. The founding parents' experience of
the birth, diagnosis and early years of their children is perhaps the best way to
understand why they came to form AHRC. It is indicative of the experience of so
many thousands of other parents in similar circumstances at that time. The following
brief narratives, constructed from interviews and video tapes, present several
founding parents' memories of their child's birth. These are followed by a narrative
of a younger couple, one of whom is a member of the AHRC Board today,
describing the birth of their daughter with Down syndrome in 1988. While certain
similarities between older and younger parents' narratives are evident, the stark
contrasts between them leads us to the central questions that will occupy the
remainder of this writing. How did society change so as to produce the differences
in these generation's experience of the birth of a child with retardation? And, what

was AHRC's central role in producing those societal changes?
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The Founder's Children

Jerry Greenberg

Ann Greenberg's son, Jerry, was born during the War and was not part of the baby-
boom children whose parents were ultimately to become the backbone of AHRC.
Jerry was born a beautiful baby without any suspicion of disability from either family
or doctors. During the war, while her husband was in the service, Ann lived in her
mother's home with her sisters. When Jerry was about five months old, she and her
sister went to visit their brother, also in the Army and then stationed at Fort Dix. In a

recent interview Ann describes her return home that day.

"We came back that day, my mother said to me there's something wrong. He
seems to be...it looks like he is in pain of some kind. He was about five months
old. I didn't know what that meant, but what he was doing was stiffening up. He
wasn't losing [consciousness]. He was stiffening up...So then we started with the
doctors and hospital, the Presbyterian Baby Hospital. My doctor, who delivered
him, and nobody else could figure out what it was. | kept a record of how many
times a day this happened...l got $80 a month for the baby...and | was spending

it on doctors and nobody could figure out what it was.

One day we went to the Baby Hospital clinic, my mother took me. He never had
the episodes when the doctors could see it. So they had to go by what | said. |
laid him down on the table and this doctor looked at me and said to me, 'His
brain has been injured. He's retarded. Go home and have another baby.'
(Pauses) | never forgot him. | looked at him with a face like, you know, | don't
understand that. So he repeats. ‘Go home and have another baby.' First of all, |
can't go home and have another baby; my husband is in the war. Secondly, | am

not interested in having another baby, only the baby on this table. So he says,
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'Well, that's all I can tell you. We can't help him." And he walked out. | tried other

doctors, private doctors, you know there was no clinic for retarded children.”

Ann tells of her continuing saga of seeking doctors to help her with Jerry. She was
lucky in the sense that Jerry and she lived in a "home filled with love.” Jerry had
several loving caretakers, she, her mother and her sisters. But despite their efforts,

Jerry had serious seizures at about the age of twelve months.

"l was writing a letter to my husband, like | did every single day, and my mother
called me. There is something wrong with Jerry...He had convulsions...I called
the doctor up and said, what do | do? He never had this before. He said, 'Put him
in the bathtub with warm water.' My mother and | rushed him into the bath with
warm water...An hour or so later, it happened again, we did it again. Do you

know, that never happened any more, after that."

Whatever the cause of his condition, Jerry developed slowly.

"It took him longer to walk, it took him longer to learn how to walk. Then he
showed all those signs and was hyperactive. If he wasn't hyperactive he'd be

alive today. Then the doctors were giving me (pheno)barbital.”

Unfortunately this drug was not good for Jerry. He became even more agitated,
remained awake for 24 hours, and then was depressed. Ann remembers that Jerry
stopped smiling when he had the seizures and was taking phenobarbital. She

remembers him starting to laugh again after she stopped giving him phenobarbital.
"We ran up on the roof, my sister, she's wearing her house coat, half-

undressed...we took a picture...He's finally smiling again. She took him, she

showed him over her shoulder, I'll never forget that picture. And from then on
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he was himself again."

Despite the family support system that Ann had, including her husband when he
returned home from the war, there were no services for Jerry and this made Ann
begin a personal campaign of letter writing that, for many reasons, blossomed into
the parents movement in New York City-- and eventually took the form of AHRC in
1949. Much of that story will be told in Ann's own words in the next section. What
was avoided by Ann for the most part in her interview were the particulars of the
tragic death of her son at the age of eight. She was able to say this much, and with
great feeling behind her words, as if the event were yesterday and not almost fifty

years ago.

That is when | lost my son...it was a public building [i.e., the building could not
be locked] and he walked out the door. By the time they found him it was too

late."

Jerry died by drowning. Even though this tragedy occurred and Ann and her
husband had another 'normal’ child soon after Jerry's death, she remained
committed to AHRC and the other parents with whom she felt kinship. At the time of
this writing, Ann, in her eighties still comes to AHRC each day to work in the

mailroom.

Lisa Pendler

Betty Pendler has been a Board Member of AHRC and has been an active parent
in the parents' movement for forty years. She is well known nationally as a parent-
advocate and continues to participate in some of the most innovative and
interesting projects in the field of mental retardation. She is moving and incredibly

honest about her own experiences with her daughter Lisa, who was born with Down
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syndrome. The following brief narrative is taken from a 1991 AHRC training video,

"Communicating with Families."

"When my husband and | got married we had never heard of the term Down
syndrome. We didn't know anything about Down syndrome. This was the first
baby and very much wanted baby. But | had three girlfriends also who had
married late in life and who had children. And one of my friends noticed that
obviously there was something wrong. She suggested that | go to see her
doctor instead of the doctor | was using. Contrary to my husband's advice |
went to see this doctor and that was a very devastating experience. The
doctor held her up like a plucked chicken and pointed to the various
symptoms of Down syndrome and then told me that since she was a girl, my
husband and | should consider putting her away. | came home that night and |
was absolutely devastated. And | remember my husband saying to me, 'Well,
| want to ask you Betty, yesterday you didn't know she was retarded and
today you do. Is she any less precious to you today than she was yesterday?'
And my honest answer was...yes. And | immediately went into throws of

depression and all kinds of emotions as a result of that.

"My darkest thoughts were on the first night when we discussed it. And |
asked, how | was going to go on? My dreams had been shattered in one fell
swoop. Neither one of us had been married before and this was a very much
wanted baby. | had dreams of having a daughter who was going to be my
friend. And | immediately felt that | wasn't able to go on. | immediately felt how
nice it would be if | were dead. | felt how nice it would be if she were dead.
And for the next few weeks | went through horrendous emotions. When | took
her to the pediatrician I actually contemplated jumping into the pit of the
subway. And | remember my husband not believing me when | said to him,

when | was giving her a bath in the bassinet, that | was tempted (stammers)
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to fill up the water all the way. Thank goodness | didn't cause Lisa is just a

wonderful human being! But those were the emotions | felt at that time."

Betty Pendler was not only able to overcome these early feelings but has been
mother and friend to her daughter Lisa, who now lives in an AHRC residence. Betty
has been a staunch advocate for her daughter and other persons with retardation. In
her speeches she emphasizes how she was often overprotective of her daughter,
and how when parents protect their children too much, they are not really helping
them at all. In fact, she says, they are hurting their children to protect themselves.
Betty is a very self-aware woman, perhaps having something to do with her having

been Lisa's parent.

Peter Gramm

Eugene Gramm, parent of Peter Gramm, was a figure in the early years of AHRC,
an early elected officer responsible for much of the public relations done in the first

years.

The following is taken from a recent interview with Gene about the birth of his son.

"Peter's mother underwent an emergency Caesarian in the eighth month
because of the condition called placenta previa. This could result in the
child's death. Peter was born unconscious and blue. He was resuscitated
and the general conjecture is that there was deprivation of oxygen to certain
centers of the brain that resulted in his retardation...There were no overt
signs, no stigmata or anything of that kind. We began to get that sinking
feeling that other parents of retarded children know about very early on, when
we could see that he lay kind of inertly in his crib and that all the distractions,

all those wonderful rattles and toys, colorful and noisy things that bring smiles
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to other infants, had no effect on him whatsoever. So gradually it dawned on

us that he was retarded... that was in 1943.

"We went to physicians early on. You know physicians. When things can't be
determined they like to take the optimistic view so we had reassurances all
the way up to the point where it began to be evident that there was something
significantly wrong. The first real blow to the solar plexus was when our
general practitioner sent us to a psychiatrist who, in the terminology of 1943,
said, "Your child is a moron." And then he said, 'Don't feel too badly about the
term because we use it in the medical profession.' But | was aghast at the
term. Totally ignorant of all this. I'm 78 right now and | was 23 years old then
and | said, 'Why do you use that term?' He said, 'Well, there are three terms
and your son is in the upper class. We have idiot, imbecile and moron.’
Something struck me as being terribly wrong, unmedical and medieval about
all that but that was the way it was, as | later discovered when | read the AMA
journals. So here we have these two distraught, very young parents with a
little boy walking the streets of Brooklyn-- he was now, | would guess, about
three years old-- with tears streaming down our faces and totally at a loss,

feeling very much alone in the world."

As with the Greenbergs, the Gramm's found no community or residential services

available for their son.

ATHE problem that we began to have as he gained more physical
capabilities, even rudimentary speech, was hyperactivity. He became terribly
active, hyperactive, and twice, not once but twice, threw himself through the
window. Right through the glass pane and everything. Fortunately we lived on

the first floor.
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He was so active he had to be tied down in his crib at night and we'd do it
with a soft belt from a bathrobe. After a while he would hold up one little leg in
order to be tied down that way. As he got older, he was approaching five, he
began to shake and even uproot radiators. He had enormous strength for a
diminutive boy. It started to become a terrible problem but still one we

thought we'd cope with and accept.”

But, as Gene said in the interview, life is full of surprises and the almost complete
nervous breakdown of his wife was certainly one of these. This occurred in the early
1950's, in the early years of AHRC.

"l was struggling with Peter and she was having nervous breakdowns and
resting in bed. He was uprooting radiators. | had to go to work... (upset) If |
could have stayed at home | never would have done that. One of the ghastly
mistakes of my life. | didn't know what alternative | had. My family had all fled
to California...to this day | still give it a neurotic interpretation.... | finally
capitulated and applied to Letchworth Village to get him placed there. There
was a long waiting list and | was in a state of crisis. So | went to Jerry
Weingold [first Executive Director of AHRC, see below- DG] and Jerry
Weingold had some pull at that point but was opposed to it. God rest his soul
but he said, 'l don't know what alternative you have Gene, so | guess you have

to.'
Weingold was able to get Peter into Letchworth Village despite a waiting list. Gene
recalls he and his wife bringing him up to Letchworth when he must have been about

ten years old.

"[We] walked away with his screaming in our ears and they told us please

don't come back for at least six weeks. He needed his adjustment time...It
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was a hot July day, it was one of those moments in life that stay with you
forever. We both sank down in the grass in front of a church and wept
copiously in each other's arms. And we went back and she went back to bed

for more weeks..."

While the story of Peter at Letchworth was not a happy one, despite numerous
incidents and even being run over by a physician, Peter survived Letchworth. He
lived for many years in an AHRC residence and attended AHRC programs
(although at the time of this interview he is in a nursing home after a serious fall). It
was clear in the interview that Gene still felt tremendous guilt and sadness over his
decision. He expressed this most touchingly when he described Peter's poetic

tendencies.

"He has said things that are so wonderful...like when a breeze ruffled the
pages of the book we were reading and he said, 'Now the wind is reading
my book."...All these wonderful things he had to say and feel. That's all lost,

kind of down the drain.” (very upset quickly moves to another topic).

Gene, as many of the founding parents, had many memories that plagued him, and

he was still not at ease with what he had decided on Peter's behalf.

A Younger AHRC Board Member's Child

Melissa Riggio

Melissa Riggio is the ten-year-old daughter of Steve and Laura Riggio. Melissa was
born in 1988 with Down syndrome. Her father Steve, Vice Chairman of Barnes and
Noble bookstores and other book chains, is currently one of the younger parents

who serve on the AHRC Board of Directors. Steve and Laura also have an older
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daughter, Laura who is twelve, and a younger child, Christina, seven. Unless

otherwise specified, the following is taken from Laura's narrative.

"Everything about the pregnancy had been normal. The tests were all normal,
so there was nothing to indicate anything was out of the ordinary with the
pregnancy. And it was a fairly easy birth. | didn't have to be cut. | didn't need
to take anything. Our first was born naturally but | needed to have Demerol
and it was quite painful. With Melissa, the birth came more quickly than even
the doctor had anticipated. | had to be induced, but | have had to be induced
with all three of my children. The only thing at first that kind of alerted me that
something might not be right, was at first when they let me hold her, her
coloring was not quite right. It was kind of dark. So when | questioned it they
said she might be cold and they bundled her up. And then another nurse
came in and said, 'Was she born with the cord around her neck?' And | said,
'No.' So they said she might be cold, cause at that point the doctor leaves
and lets you bond with them. And | was looking at her, and | noticed, but really
did not think anything, that she seemed to have two extra folds in her neck, at
the sides. But being a mother | just noticed and didn't think anything of it. |
can't say that she had features at that point that would alert us that something
was wrong, and I'm a teacher so | think that if her features were very
pronounced that would have been something | would have worried about. At
that point we were just like bonding, not knowing anything was wrong. And
we went back to the room, | think she was born at four, and at six they usually
bring them for feeding. At the six o'clock feeding they didn't bring her and we
kind of said to ourselves, 'she was just born, maybe they are still working on
her, weighing and doing all that'... The doctor came in and said, 'Was there
any history of diseases, in your family? Did you take any drugs during
pregnancy?' To which | said, 'No' and asked, 'Why, is there something

wrong?' He said, 'Well no. The baby seems to have some unusual features
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but everything is fine." Now my pediatrician doesrrt practice in that hospital
and | was using a neonatologist to come in and examine her, but he wasn't

available till the next day, so we were kind of on our own at that point.

"By the time the second feeding came, after him asking those questions,
something went off in my head that something is amiss here. And when |
walked to the nursery | noticed a lot of people poking and prodding her. And
when | questioned them they said, 'No, no. Everything is fine. We are just
examining her. And | remember saying to Steve, 'l think something is wrong.'
And he said, 'Oh no she's fine. She's beautiful." But by the second feeding |
am frantic. And my obstetrician sees me in the hall and says, 'What's wrong?
Why aren't you in with the baby?' And | said, 'Something is wrong. They won't
bring her to me."' And he said, 'What do you mean something is wrong?' | told
him that they were all looking at her and examining her. With that he told me
to go back to the room and that he would be right back. He closed the door
and outside proceeded to scream at the Head Nurse that she better get our
baby. And they brought her for the feeding. But at that point | was pretty
upset. Something was definitely wrong. And when they took her back | asked
my doctor what was wrong and he said that they were looking for some
syndrome. We are not really quite sure what it is, your neonatologist will be in
the next day to examine her. So we had to wait till the next day. At that point
Steve was really reassuring -- he kept on saying she is beautiful, she is just
like Laura, and nothing is wrong. But | just kept on having this nagging thing. If
everything is alright then why are they not bringing her? Why is everyone

milling around her?
"And then the next day the neonatologist came, examined her and came in

and | said, 'Really | have the right to know. I'm her mother. What is going on?'

And he said, 'We think there might be chromosomal abnormality." And |
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asked what he was talking about. | went through the list of the few that | knew.
But he said, 'l really can't say exactly what it is because your daughter seems
to be borderline. She has certain features which would lead us to believe that
she has this abnormality. But there are certain other things she doesn't have.
And the only way we'll know for sure is if we do this chromosomal study on
her.' So they let me go home that day and we had to come back the next day
to have the blood drawn for the chromosomal study. And that took about ten
days to get the results. And even at that they had promised us that someone
would call us within ten days. No one did so | called and they told me that they
hadn't finished growing all of the cells. They had only grown ten and they liked
to grow sixty. At that point we had already visited our pediatrician, and told
him that they want to do this chromosomal study, and he was quite frank the
night that we visited him after he had examined the baby. He said that they
were looking for ""Mongolism," which was surprising because he was a pretty
young pediatrician and that's a very antiquated term. But he said they are
looking for that and that is because there are sixteen features and your
daughter has eight that they can see. But the features are so soft that it is
very hard from just looking at her to tell. While her muscle tone was low, he
had seen babies with looser tone that didn't have Down syndrome. So he

recommended the best thing to do is to have the study done.

"So after ten days | call at the clinic and they said they haven't been able to
grow sixty cells, only ten. But by that point Steve and | had done some
reading and | said, 'Well if it is in every one of the ten cells the likelihood is it
will be in the other fifty, we have a right to know. So she said come in and we
will have someone tell you the findings. At that point they did tell us, | don't
know if she was a social worker or what, she wasn't a doctor. She did sit
down and say that it was trisomy-21 and it was in all of the ten cells. She

explained it to us the best that she could and then gave us the names of a
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couple of infant stimulation programs and told us that at this point in her life
that was really the best thing that we could do. So | think at that point | was
upset about it, Steve was really upset about it. But we had already known
from the reading that we had done that the best thing that we could do was to
get her into some kind of infant stimulation program, as soon as possible. So
she literally was accepted into a program and started by the time she was

three weeks old.

The Riggios were asked whether they had experienced any shame or guilt after
Melissa's birth. Neither did. Laura said that she had taken very good care of herself
during the pregnancy and there was really nothing more she could have done in

terms of prenatal care for Melissa.

"l did have feelings of why me? Not guilt or shame, but doubt as to why it
happened to me. But | went to the infant stimulation program and | met other
young parents and we would talk about it in the parent=s support group. |
would look around and think, what do we all have in common? Why did this
happen to us? What is the missing link? In terms of shame, well, | guess at
first | did not know who | could tell. You go through all sorts of stages. You
know, you don't want to tell anyone, then you feel like you kind of have to tell
everyone. And then you just have to come to terms with it. But | don't think we

felt a sense of shame or guilt."

Steve Riggio added,
"You go from this feeling of why me to very quickly this overwhelming sense
of responsibility to take action. Because it is not really why me? Itis, why

her? She has got the condition not us. But we did feel that we were dealt an

overwhelming responsibility and you just have to wake up and face it. No
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shame, but just that we have to do everything we can."

In an interesting comment Laura shared that she had anger, but not at the birth so
much as the time they had to spend reading and becoming disabilities experts
where they normally would have been able to enjoy their baby. She felt that this part
of Melissa's infancy was kind of taken away from her and the family. It took the family
a couple of months until they could actually enjoy her, open baby gifts and so on.

She admitted a certain amount of depression in coming to terms with Melissa's
disability in the first months of her life. But as she came to terms with it Laura felt she
should have been happy about her child, the same way as if she had not been
disabled.

The Riggio's family accepted Melissa's birth after the initial shock wore off. Steve's
mother was very supportive, as were both their brothers and sisters. Melissa went
from her infant stimulation program to an inclusion [end note 1] program in a local
Catholic school. She is in a regular third grade class and going into fourth grade. Of
course there have been problems, as with all children, and Laura says she takes it
day by day, working with the school as a team. Melissa has some problems
reading, but with the aid of a calculator is keeping up in math. Significantly, she has
friends with and without disabilities with whom she socializes regularly outside
school. The school is very supportive of educational inclusion and for the five years
she has attended the Riggios have never had an experience where Melissa was
made to feel that she shouldn't be there. No one ever expressed any resentment or
upset at her presence in class. Melissa has thus far had a very normal educational
experience for a girl her age. However, the Riggios are moving soon and Melissa
will attend a public school in a school district known for supporting educational
inclusion. They are hoping that Melissa will continue to have a positive and

integrated education along with her peers.
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Discussion

All human experiences, from the most trivial to the most profound, have features that
are common to everyone, as well as features unique to the particular individuals
involved. | have heard many parents of children with retardation over the years
discuss what it was like to find out their child had a disability and | never heard
anyone refer to it as a joyful and happy experience. This has been almost universal.
Another thing that has not changed in the forty years between the births of Jerry
Greenberg and Melissa Riggio is the sadness, depression, and feelings of ‘why
me?' that are noted above. There are also similarities that one might not expect to
be there, for example, the fact that in the 1980's the Riggio's young pediatrician also
used the antiquated and stigmatizing term 'Mongolism' to describe their daughter's
condition. In comparing these narratives | am not trying to say that there are not
parents today who experience very intense reactions to the birth of a child with
disabilities, as did Betty Pendler when Lisa was born. Nor am | implying that there
are no longer places and sub-cultures in the United States that are particularly

unaccepting of children with disabilities.

What is glaringly different in the young parent versus older parent narratives is the
current availability of information, diagnostic services, early intervention services,
parent support groups and inclusive educational services that were entirely absent,
indeed not even in the imagination of the most forward thinking parents and
professionals, when Jerry Greenberg was born. In addition, the mainstream societal
attitudes and stigma related to disability have so changed since Jerry's birth that
neither Steve nor Laura considered these a major problem. This clearly was not so
for the older parents and their children. Ann Greenberg recalled a conversation with
Jerry Weingold's wife back in the late 1940's in which Mrs. Weingold told her that
she always placed her "Mongoloid" son Johnny face down in the carriage when they

went outside, and how 'lucky’ Ann was that Jerry was a pretty baby. This is precisely
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the kind of acute stigma that was described in an article in the October, 1943

edition of Parent's Magazine (the year of Jerry Greenberg's and Johnny

Weingold's birth) written by "a Mother Who Wishes To Be Anonymous." She stated,
"...we know that many parents must choose between not taking a child out with
them and braving the curious, pitying stares of the passers-by." [end note 2] These
kinds of references are myriad in magazine articles of this era. Also, as part of this
history the author interviewed residents of AHRC's 30th Street individualized
residential alternative (IRA). Many of these residents, in their 60's and 70's, were the
sons and daughters of founding parents. They clearly recalled when they were
younger that many kids with mental retardation were "hidden away in the closet.”
Gilda Lindenblatt described in detail how kids would make fun of her and how she
"did not like that one bit," especially when they did it to her in front of her mother. |
asked the residents whether things today are still the same as it was for them and
they collectively answered with a resounding "no!" Of course children and adults still
make fun of persons with disabilities, but perhaps less so than when Gilda grew up.
And more teachers and parents today are likely to correct children who engage in

such behaviors.

It is often said that "the more things change, the more they remain the same.” Yet, in
the field of human services for people with mental retardation there have been such
sweeping changes over the past fifty years one cannot escape the conclusion that
younger parents today are in a qualitatively different position than their
predecessors (this will be discussed below in Chapter 7). In fact, the rapidity of
change in the disability field led Michael Goldfarb, the current Executive Director of
AHRC, to recently remark, "I'd much rather have my kid in our programs now than
when | first came here [1975]." This comment, | think, points out how quickly services
for people with disabilities have recently increased in quality and in quantity. And,
despite the fact that today services for persons with disabilities face a new era of

social and fiscal conservatism with respect to matters of disability, one cannot help

33



but be impressed by the dissimilarities between the America of the 1940's in which
the Greenbergs cared for Jerry, and the America of the late 1980's in which the

Riggios care for Melissa.

The next part of this document examines the role of parent groups, particularly the
leadership role of AHRC, in producing these changes. The centrality of parents'
contributions to the field of mental retardation is something that was a discovery of
this research. Before interviewing the people involved and reading the historical
materials, | could not have with warrant and sincerity written the following: In the
United States, the history of community-based services for persons with mental
retardation is the history of the parents group movement, and the history of the
parents group movement, as a matter of historical record, can be traced largely to
the development and contributions of the most influential parent group of its era,
AHRC.
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CHAPTER 3-"AND NOW LET'S BUILD A BETTER WORLD": THE
FORMATION OF AHRC

"Our conversation was only about retarded children.” Ann Greenberg,

interview in 1998

In an untitled document written to Nat Feder, the President of AHRC in 1950, Ann
Greenberg wrote the most detailed available history of the very early days of AHRC
before its incorporation. The story appears in more abbreviated form in newspaper
articles, in Herbert Lerner's history of the state association written in 1972, and

several AHRC publications, but without the detail of this account.

As described above, Ann found out her son Jerry was retarded when he was 9
months old. She knew one other mother who had a retarded child during this period
of Jerry's life. When Jerry was about four she met yet another mother with a retarded
child, Mrs. Hunink, whose child was "Mongoloid." Ann discovered that there were no
services for her son, she visited schools and didn't like what she saw. Jerry was not
eligible for CRMD classes until age 7, if he met the criteria when he turned that age.

Ann describes her position at that time,

"From the time Jerry was small | had been writing letters, calling agencies,
writing newspapers, radio stations, anyone | could think of, hoping
somewhere someone would remember that these children needed
something. Everyone answered, gave me encouragement, admitted they
couldn't help and sympathized. | wanted help in finding other parents of
retarded children. | wanted help in starting a school which we needed and
which we couldn't get. | was turned down by everyone... | also made many
telephone calls. I just went through the phone book. These agencies found

out there was a problem because | brought it to their attention.” [this shows
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many of the characteristics of the Parents' Movement-- tenacity, energy, need

to make public and government aware of the MR issue]

Ann tried to send Jerry to a school in Connecticut when he was 4 but it did not work
out. He missed his family too much and returned home after a few days. At the end
of 1947, Ann found an in-home teacher for Jerry, Mr. Stanley Levin, who was to play
a role in the early development of AHRC. About this time Ann made her first positive
contact with the Bureau for Children with Retarded Mental Development (BCRMD)
in the Board of Education, a Mr. Chris de Prospo. He tried to help Ann and the other

parents she knew by connecting them with other parents of retarded children.

In the summer of 1948, when Jerry was not yet five, Ann decided to place an ad in
the newspaper. In her words. "l felt it couldn't hurt.” She had actually been mentioned

in the paper before this, in a column by Dorothy Norman in the New York Post, and

also on radio, on WMCA on a program called "Something Ought to Be Done"
sponsored by Sachs Furniture. The program was aired on Sunday afternoon in the

summer and Ann did not get any responses.

"I got impatient and decided to put the ad in the Post right away. It appeared
July 7, 8, and 9, 1948...It read something like this: "To parents of Retarded
Children 4 to 8, Are You Interested in Helping to Start a Nursery School for
Your Children? contact ...etc." | met the following parents from that ad- Pearl
and Julie Schwartz, Rebecca Noble, Margaret Reiss, Rose Hurwitz and Mrs.
Kanner...and of course Mrs. Lifschitz, Mrs. Hunink and myself. So we were

nine people immediately."
At this time the parents, mostly mothers with fathers playing ancillary roles, began to

do "a lot of running around...looking for other parents. A meeting was held. One of

the members of the original group was unable to care for her son and had been
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forced to place him in Wassaic. Three new parents who had children in Wassaic
joined them at that next meeting, but they never became active in the formation of
AHRC.

Nothing happened for the next several months. The next break came when one of
Ann's letters to the National Council for Jewish Women had eventually been directed
to a Mrs. Ann Glatzer, a teacher at the Child Development Clinic in Brooklyn and
associate of the then famous psychologist Dr. Helen Thompson. The parents visited
Mrs. Glatzer in her home, and she volunteered to teach children in her home, which
never came to pass. But what was important about the contact was that Mrs. Glatzer
connected Ann's group with other parents she knew, adding significantly to their
number. It was at this point that Ann decided to tell Mr. Levin, her son's in-home
teacher, what she and her friends were trying to do. Levin was extremely supportive
and urged them to continue on and to form a parent group. He was the person who
told Ann about the Welfare League for Retarded Children, the parent group for
children who had been placed at Letchworth Village. The Welfare League was an
older organization but its concerns were different than those of Ann and her friends,
whose children were "community children.” It is interesting that Ann notes to herself,
in 1950, that her perception of the Welfare League's parents as requiring something

different was "...not entirely right but | did not know it at the time." [end note 3]

They held a meeting in the Fall of 1948 that Mr. Levin attended and at that meeting a
formal decision to start a parents group was made. It was also resolved that ads
would be placed in newspapers to find more parents. They set a next meeting date
of December 10, in Mrs. Noble's home. Then six or seven of the parents
recommended by Glatzer contacted Ann. An ad placed in the Post yielded ten more
names. By December 10, Ann had a list of twenty parents and Mr Levin invited
additional parents. They all showed up. Ann wrote, "We filled up her living room and

some of us volunteered to be officers and we had an organization on the way."
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Ann then wrote the Post again, this time telling them of the history and of having
formed a parents’ organization. At the same time Mrs. Noble wrote to Joseph Kahn,
a reporter who had done a story about "our forgotten children.” Her letter was
answered by him and he wanted to meet the parents. An interview was conducted at
Mrs. Noble's home to which Ann had come specifically armed with documentation of
the lack of services for their children, thereby transforming a simple human-interest
story into something more. She wrote, "We had a very interesting interview with him
and he took all my letters back to his office with him so that he could write up a
proper story, and he did just that." This "wonderful story" appeared in the Post on
December 20th. That evening the parents happened to gather at Minnie Schaeffer's
house, planning their first big meeting and how to publicize it as much as possible.
The story that Kahn wrote listed Mrs. Noble's telephone as the contact number. That
turned out to be a lucky happenstance since on the evening of December 20 Mrs.
Noble was ill and had been unable to attend the parents meeting. "...She [Mrs.
Noble] spent the whole evening getting telephone calls from people who had read
his story and then | really had a lot of names," said Ann, who called the interview and

subsequent article by Joseph Kahn "a very lucky break" and "our biggest jump.”

Two other parents joined them that evening of December 20, Ida Rappaport and
Ann Millstein. These parents had children in classes for children with retarded
mental development (CRMD classes) at the time and they were later to split from
AHRC to form the Association for Children with Retarded Mental Development
(ACRMD), an organization of parents of children who were eligible for CRMD

classes and considered "educable.”
At the December 20th meeting it was decided to have the big meeting on January

14, 1949. Through Minnie Schaeffer, who took her son for therapy at the National

Hospital for Speech Disorders, it was arranged that the parents could use the
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Hospital's auditorium.

"As you can see everything went very fast. | wrote to all the newspapers and
several of them did put into the paper that parents of retarded children were
planning a meeting in the National Hospital for Speech Disorders on Friday,
January 14, and they all came. The auditorium was filled. People were
standing in the hall. [a list of about 200 names of attendees is available].
Those of us who had spoken up to become officers ran the meeting. We
gave out cards asking people to sign up. We told them everything we could.
We set dues at $5. Many people paid right there. That helped get letterhead
with my name as the office and my address to contact, and that's how we
started...Incidentally, Jerry [Weingold] and the Hechts came to that meeting
also. They were invited by Margaret Rosenberg who had met Jerry at Camp
Arlen one day. She wrote me a letter telling me that she knew of a great guy
who could help us and his name was Joseph T. Weingold. | sent him an

invitation to the January meeting and he was there and he joined also.”

The group incorporated formally on January 19,1949 and held its first elections. The
first non-elected President, Julie Schwartz, had to leave town for employment
reasons, and Jerry Weingold was elected the first President of AHRC, with Nat
Feder, the person to whom Ann addressed her 1950 historical account, as first
Vice-President. When it was later decided that AHRC needed an Executive
Director, the job was given to Jerry Weingold and Feder became President.
Several of the interviews | conducted, alluded to a power struggle between several
members of the initial group of parents. As Jerry Weingold wrote in 1950, the very
nature of parent groups is heterogeneous in every sense of that term. This was both
a strength, in terms of the talents and skills brought to the group, and weakness, in
terms of the problems inherent in melding different perspectives into one group. So,

at the very inception of AHRC some differences may have surfaced. It was
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interesting that all persons involved who | interviewed mentioned this, but did not

want to discuss it in detail and preferred to 'let sleeping dogs lie.'

Ann concludes her 1950 account with the following paragraph.

"As you can see upon reading this, everything led to everything else.
Everyone helped. Everyone tried but as Jerry used to say, "the time was just
ripe!" It was after the war and we were all interested citizens. Incidentally,
strangely enough many parents who joined us later and became very active
all had children older than mine. Where were they all that time? Nobody
knows. Nobody did anything. The time just came to do something and we did
it."

What perhaps is missing but assumed in this 1950 account, surfaced in my 1998
interview with Ann, | include it in the epigram to this chapter. | had asked her whether
the parents ever talked about the War when they got together? Her answer was
somewhat sharp, "Our conversation was only about retarded children.” The parents
of these early years were committed to improving things for their children in an
almost fanatical way. Jack Gorelick, a currently retired AHRC professional of many

decades, recalls the post World War Il period in a recent interview.

"Part of my thesis is that the success of the parents movement has to do with
the events of World War II. You know if you look at who was involved...You
know almost every father, although fathers tended to be somewhat less
involved, was a veteran. And you have these things that happened during the
War. You have the Holocaust, people away for a long time in the service. And
when the GI's came out, they were not going to take shit from anybody."

(with emphasis).
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The parents who formed AHRC in 1949 were committed to their mission in a
passionate way. Jack Gorelick is probably exactly right in his analysis, that post-
World War 1l America was such a society that a parents' movement could take form.
Jack called the parents’ movement "a ground swell...a popular movement...it's
almost like spontaneous combustion. The time comes, and it's going to happen.”
Many of the parents interviewed had the same sentiments, accounting for the title to
this chapter and monograph, "And now let's build a better world," a quote from Ann
Greenberg in her 1998 interview. Founding parents, certainly the active parents,
lived, breathed and ate mental retardation. They would have meetings over supper
and cook in the homes where they gathered. They became a kind of extended
family, and a committed family. In these early years many interviewees recalled the

"warmth and committedness" that characterized their relationships.

Jack Gorelick and I also discussed the high preponderance of names of Jewish
origin on the list of 200 persons who attended the January 14 meeting. In fact over
the years many have thought of AHRC as a primarily Jewish organization. At the
beginning this concentration of Jews can be explained by the fact that there were
many Jews in New York at that time, that many of those Jews had socialist and even
communist philosophies and tended to be politically outspoken union people. These
factors may have played a role in the initial response to the advertisement for the
January 14 meeting and in AHRC's early growth. But it is also true that AHRC
quickly grew into an organization whose members' ethnic and religious identification
reflected the diversity of New York City, even though its reputation as a 'Jewish
organization’ continued in some circles, and may have played a role in its

development.
A final note on the bottom of the page of Ann's memo to Feder typed with a different

typewriter, as if an afterthought and with a scrawled signature, "Ann Greenberg,"

dated simply, "1950." It reads, "Nat, you asked for the story and this is it. It is a
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good idea because years from now, nobody will remember."”

42



CHAPTER 4 -"AN IDEA WHOSE TIME HAS COME": JOSEPH T. 'JERRY'
WEINGOLD AND THE FIRST YEARS OF AHRC

"As soon as | met him | realized he was somebody." - Ann Greenberg of

Jerry Weingold

"It would seem that the pent up energies of many years propel us forward and
we move with a motion and volition beyond our control.” - Joseph T.

Weingold, 1950

There is a debate in history that goes something like this, "Do great men make
history, or does history make great men?" It has always seemed to me that both
propositions were true, and this can be very clearly seen in the case of Joseph T.
‘Jerry' Weingold and the parents’ movement. He was the right man, at the right
place, at the right time. Elected first President of AHRC and its first Executive
Director, he later became Executive Director of the New York State Association. In
these capacities he helped establish and set the direction in the field of mental

retardation for the next several decades.

Virtually all the people I interviewed for this writing admired Jerry Weingold, even his
critics. | have heard him described by a real variety of adjectives, depending upon to
whom | was talking. Literally every interviewee acknowledged that Jerry Weingold
was a brilliant man, effective politician and devoted parent to his son with Down
syndrome, Johnny. Many felt that Weingold was one of the most influential figures in
our country in both planning and instituting community-based care for persons with

mental retardation.

This section of writing will attempt to communicate a sense of the person Jerry

Weingold was and to describe the blueprint for community services for people with
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mental retardation that he wrote in 1950. Under his leadership AHRC thrived as an
organization, as the review of AHRC's achievements in the first years of its

existence will reveal.

Weingold the Man

The stories told about Jerry Weingold indicate that in many ways he was a romantic
figure larger than life. One interviewee said, "Did you hear about Jerry Weingold
being with MacArthur in Africa?" "No," | told him, "l haven't heard that one." He then
went on to relate how Weingold had been ineligible for military service because of a
birth defect to his right hand (another thing | had not heard, apparently he shook
hands with his left hand). But, | was told he had somehow used his lawyer
connections to get assigned to MacArthur, and MacArthur wanted to "put him in
charge of the French Fleet." Jerry Weingold was a lawyer, and he was a large and
sometimes intimidating man. He had also been a Rhodes scholar at Oxford,
England and a champion swimmer. | was also informed that he could be extremely
gracious (when he wanted to be) and thoroughly entertaining, and that he was
adored by women. Although | never met Jerry Weingold, arriving back in the state
after he had passed away, | can accept almost all these claims people made about
him. But as to the status of the French Fleet story, | am not sure. Perhaps this is
what happens when you take on heroic dimensions to those around you, as

Weingold did for many parents at that time, who often looked to him for inspiration.

We have already heard about how Jerry Weingold was made aware of AHRC and
came to the January 14, 1949 meeting. When he became involved with AHRC he
was a successful lawyer in the fur business with his father and brother. As Ann's
epigram to this chapter indicates at the outset Weingold was a leader. He so
impressed the group of parents with his intelligence and organizational ability that

they elected him President in February, 1949, through a write-in ballot, and made
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him Executive Director in March of 1950. One founding parent said of Weingold,

"...And along came this idea that we needed an Executive Director and Jerry
Weingold, if he were crafted by some genius could not have been more
gualified. He was the most magnificent. | don't think his equal will be found
anywhere, partly because | suppose inner motivation, but mostly because

what was between his ears."

While there was heated debate about whether any parent should be paid to work for
the cause, Jerry was clearly the right choice for Executive Director, and when it
became obvious to all in the beginning of the next year that one was needed, he

was appointed.

Before examining Weingold's 1950 formulation of his vision of services for children
and adults with mental retardation in the State of New York, and the achievements of
AHRC in the first years under his guidance, here are a few telling anecdotes about
Jerry Weingold's character and his early leadership of AHRC. Jerry Weingold was a
hero of sorts to many of the parents at the time. Gene Gramm had praise for

Weingold in that he was,

" ...a heroic mold for me because all my heroes had a sense of humor...
Jerry's sense of humor...was a kind of black comedy...ironic humor.
Somebody once approached him, a woman, and said, 'l don't want to sound
like this is a competition or anything Jerry, but | notice that the parents of
Down syndrome children are invariably brighter or more intellectual...' He
benignly looked at her over his glasses and he said to her, '"Well..better luck

next time.'"

Weingold's sense of humor was renowned, an ironic sense of humor that
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complimented his intellectual nature. It was a humor that was respected and shared
by many of the other active parents. But it was his overall commitment, intelligence,

and leadership that made the parents admire him.

Jerry Weingold was also described by everyone as politically astute and sometimes
even Machiavellian. In order to achieve what the parents needed to achieve, his
"curmudgeon-like" personality proved extremely useful. The following occurred in the
mid 1950's when AHRC was pressing the state to start public school classes for
children below the 1Q of 50 and displays not only Weingold as political strategist, but
also his relationship with the parents of AHRC. The Association was having trouble
getting the Governor to support their position that there should be public education

for these children.

"I remember going up to Albany one time when we were having
problems...And Jerry asked some parents to agree to send their severely
retarded sons and daughters up by bus. I think there were two busses, about
sixty to eighty people. He asked the parents to agree to leave their kids there
if we didn't get anything from the Governor. And so we go up there and have
our demonstration, and Jerry Weingold goes into the Governor's office...He
was there a while..I don't know if the press covered this or not...But | do know
that the idea was that if we don't get what we want, we're leaving the kids up
there. You know...you take care of them. We can't...we've had it up to our
ears and that's it. You take care of them. We're going to leave. The parents

agreed to do it. We were going to do that.

"So Jerry goes in to see the Governor and the Governor is begging for more
time, saying, 'I'm doing what | am doing," and begging for more time. And
Jerry Weingold said, "You know Mr. Governor,' whatever he called him, ‘its

always like this." Then he said, "You are going to find out what it is like to take
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care of them because | want you to know that we are going to leave these
kids here. And you know what? Most of them are not toilet trained and they
are going to shit all over your floor." And the Governor said to Jerry, 'Oh no
Jerry, you wouldn't do that.' To which Weingold replied, "We're doing it, we're
leaving, good-bye," and he headed for the door. And on his way out the
Governor was yelling, 'Jerry, Jerry, come back, come back.' (pauses with a
smile on his face) And that is the way he got things done. Jerry was a direct
action kind of guy...This is my proud possession [indicating a small statue

that he is holding]. That says, 'Sue the bastards.' That was his...on his desk."

This anecdote is a revealing one. It shows what Jack calls a style of "direct action.”
Weingold, throughout his career was able to achieve, by a combination of political
smarts and direct action, incredible changes in services for children with mental
retardation. He knew what had to be done to achieve the parents' goals and was
willing to do it. But the anecdote reveals indirectly another thing about Jerry
Weingold, how much he was trusted by the parents at AHRC. How many parents of
children with severe disabilities would trust an Executive Director of a parents
association enough to walk out on his command and leave their children in the care

of the Governor?

Weingold developed extraordinary contacts in State government, and also to some
degree with national and international governments and professional associations.
He also had good ties to the American Association on Mental Deficiency,
particularly to Lloyd Yespen who had recently been president of that organization

(1947-48) and who Weingold cites in the first edition of "Our Children's Voice"

(March 18, 1949) as "...one of the most eminent authorities on mental
deficiency...and one of the most stalwart champions of our cause.” Through such
contacts Weingold was very aware of trends and developments in the field.

He knew the value of networking and public exposure, as will be seen when we
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review the achievements of AHRC in its first year. And, it is true that happenstance
also played somewhat of a role in his success. His association with Bill Conklin,
State Senator from Bay Ridge, Brooklyn, was well known. They were long-term
friends and cooperated in the legislative efforts to secure services for retarded
children. With Conklin, Weingold authored many pieces of legislation that were to
become state law. But Weingold actually met Conklin by chance, as the following

anecdote told by Jack Gorelick conveys.

"You look at our OMRDD and you ask, who brought that about? You think
legislation and again you know it was like a God send. Jerry Weingold and
Billy Conklin... Bill Conklin on the train to Albany, you know, they're sitting next
to each other...And one guy says, 'What do you do?" And the other says,
'Well, I'm with AHRC and have a Mongoloid son...Bill Conklin says, 'Well |
have a Mongoloid son, too. And | was just elected State Senator from Bay
Ridge...' These guys wrote all the legislation. Jerry wrote it, and Conklin got it

passed.” [end note 4]

While the anecdotes about Weingold could literally fill a volume, as could his
writings and poetry, | leave the reader with a seemingly trite but ultimately important
observation about Jerry Weingold. When AHRC was pioneering travel training for
persons with moderate mental retardation, Jerry Weingold was one of the strongest
proponents of the program, even though everyone knew that risks were involved.
Early travel training was described to me by Devino Riondato, the first teacher to be
hired by AHRC for its pilot special education classes. Because it had never been
done before almost everyone involved had extreme apprehension. But Weingold
realized and insisted that this program move forward because he realized the role
independent travel would play in employment for the retarded. Despite his
convictions and principled statements about travel training, he never allowed his son

Johnny to engage in the program. Instead, Weingold would drive Johnny to the
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workshop each morning.

In a way this "inconsistency" in Weingold's words and actions point to the complexity
and contradictions of this man. At heart, and virtually everyone | spoke to about Jerry
Weingold had absolutely no doubt on this point, he was motivated by his love for his
son, with whom he maintained an extremely close relationship throughout his life. He
may have been overprotective at times, as many parents of children with disabilities
are wont to be. But, he followed his own advice to the AHRC parents to keep "our

faith in our children™ as he wrote in an early edition of "Our Children's Voice." That,

he knew, was what would keep him, and them, going in their struggle.

Laying Out The Blueprint

George Hirsch, a two time President of AHRC, recalls Jerry Weingold's efforts to

formulate a general approach to the problem of mental retardation in the State,

"We laid out a program, cradle to grave. | sat with Jerry Weingold and two
other people and said, 'Let's find out what we need now and what we need

later..."

Weingold actually consulted with many persons in building AHRC's plans to
increase and improve community and institutional services for persons with mental
retardation. As Mike Goldfarb pointed out in our interview, the actual implementation
of this plan followed in large measure the maturation of the children of the founding
parents. First were clinics, then classes, then workshops and so forth. The
"proposed long-term program" was provided by Weingold in his in-house paper of
May 17,1950 titled, 'The Formation of Parents' Groups and The Relation to The
Overall Problem of Mental Retardation,' a version of which later was published in the
American Journal on Mental Deficiency(AJMD) (January, 1952: 484-492).
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The paper is for its time absolutely brilliant and prescient. While Weingold can not
be said to have laid out the entire field of mental retardation as we know it today, for
example, he does not discuss self-advocacy or the closing of institutions, the
degree to which he describes the basic problems and solutions to the situation of
families who have children with mental retardation is, again given the era of these

remarks, uncanny.

It should be remembered that Weingold was in contact with Lloyd Yepsen, who was
at the Vineland School Research Department at that time and who had just served a
term as President of AAMD. Yepsen was himself a brilliant and compassionate
man who worked with Weingold in helping him to formulate AHRC's plans.
Weingold and his companions also had ties with Richard Hungerford, who was to
serve as AAMD president from 1950-51 and whose October, 1949 article in the
AJMD 'Minimums of a State Program' was actually adopted "in its entirety" by
AHRC in its long range objectives. Dr. Helen Thompson and Dr. Clemens Benda
also probably had some input into Weingold's thinking. In actuality, many of the
features of Weingold's blueprint reflect ideas that had been adopted by
professionals in the AAMD as early as 1940. In a mimeo document titled, "Practical
State Program for Care of the Mentally Deficient" adopted 5-22-40 by the American
Association on Mental Deficiency, we find six major areas explicated. [end note 5]
The early AHRC blueprint for the overall development of services for people with
mental retardation would appear to be informed by this earlier AAMD document,

and Hungerford's article.

But Weingold's plan was not just a restatement of the professional plan, it was a
"parentalized" version of it, that specifically identified and linked the parents'
interests with many of the above provisions. The AAMD suggestions are very

sketchy and general, merely a kind of outline without content. Weingold's paper is
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an eighteen-page exposition of the parent movement and its relationship to the
development of services necessary to address "the overall problem of mental
retardation.” It showed incredible self- and historical awareness, as well as
demonstrated why persons who knew Jerry Weingold were so impressed with what

was "between his ears."

Weingold began with an analysis of the parent movement, itself impressive in that
AHRC was only one year old when the paper was written. In that part of the paper he
emphasized how the parent movement was slow to start but quick to grow. He
described some of the problems parents groups faced, and the difference between
AHRC and the institutional-based groups. He also devoted considerable space to
the problems inherent in parent groups, such as their heterogeneity and lack of

organizational experience.

As we will see shortly, at this time AHRC had already made an impact in the City
and State and had grown incredibly. In 1949 when it was incorporated the
organization had a mailing list of about 200. In 1950 when Weingold wrote this
paper, the mailing list was over 10,000 and included national and international
entrees. Part of the early success of AHRC was a result of Weingold's strategy to
"enlist some of our critics to help us.” The organization had begun a steady stream
of correspondence to governmental and professional groups. Some of these were
put on an Advisory Board in order to incorporate new ideas and to encourage
cooperation between parents and professionals. This is probably another reason

why the plan announced in this paper reflects both professional and parent beliefs.

The blueprint began with a plea for educational services for children with mental

retardation.

"It is our contention that it is the function of the community to provide training
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and educational facilities, not only for those considered eligible to the special
classes in the school system (and many communities do not even have these
classes) but also for those considered to be the 'institutional type,’ whatever
that means, on the basis of a certain 1.Q. level...there is still too much reliance
placed on I.Q. and similar tests all geared to the normal...Even if these
children can only receive training in self-help and social adjustment, this

should be a function of public education.” (pps. 8-9)

This text could have been written today. This is even more true when one considers
that immediately before this paragraph appears Weingold calls for early education
for retarded children, and as one can see from the above quote, for all retarded

children, not only 'educable’ ones.

The next part of the blueprint called for recreational, athletic and after school
activities for children with retardation. Asserting that adolescents with retardation
"are too part of the youth of this country,” he described the vocational training and
active social life that is required for these youngsters. He was specific in his view
that employment should include sheltered workshops and ordinary employment. The
AHRC plan in 1950 was primarily concerned with children and young adults,
although it did call attention to the plight of retarded persons more than sixteen

years old and the need for services for them.

In addition to these kinds of community-based services Weingold called for, and
specifically described AHRC's attempts at establishing clinics for diagnosis,

remediation, pre-schools and kindergartens for the youngest children.
While the program did include recognition that conditions in the state schools

needed to be improved, Weingold was also clear about his preference for

community-based services.
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"It is our position, and we are joined by the progressive men directing State
Schools, that a community program should be set up that obviates the
necessity for institutionalization except in the cases of the most severely
retarded.” (9)

One finds a discussion of the need for guardianship (Weingold eventually writes this
legislation for the state), for research into the causes and prevention of mental
retardation (he supported the foundation of the Institute for Basic Research on
Staten Island), and adequate and realistic teacher preparation. He also mentioned
the importance of parent training and support. He stressed the role that AHRC
would have, as opposed to previous parent groups, in creating new legislation and
implementing existing law. And Weingold described the importance of educating

the public about the issues.

"A gigantic campaign of education [is needed]. Society tends to reject and
shun what it does not understand. The misconceptions about mental

retardation range from the ridiculous to the dangerous." (11-12)

There was a very aggressive public awareness campaign launched by AHRC at
that time that included letter writing, television and radio appearances, newspaper

coverage and intensive networking. (see below discussion of the New York Times

advertisement)

While the overall plan suggested in Weingold's paper was not primarily geared
towards adults or older persons with mental retardation, what it does lay out in a
comprehensive way, is amazingly consistent with our current system of care. This is
especially impressive given the conception of disability that was dominant in the
field at that time. On the other hand, in this plan and other places he mentioned the

need for psychotherapy for parents with retarded children, putting a slightly
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psychiatric spin on their situation. In many ways he, and the paper, evidenced a kind
of awareness of mental retardation that is quite different from our own. But this only
makes the relative comprehensiveness and correctness of his thinking about the

overall future development of the field even more remarkable.

A "Nomenclature of Despair"

We have already encountered the parents' experience of the nomenclature of
mental deficiency. Weingold's position on nomenclature in his paper seemed

consistent with this experience.

"I should like to point out here that this would be an excellent time for the
professional group in the field, the AAMD, to reexamine the semantics of
mental retardation. We feel that we have been and are hampered in our work
by the terms so long used to describe various forms and levels of retardation.
Of course, Parents' Groups must be realistic. They cannot afford to build
false hope, but neither should they have to face a world with a nomenclature
of despair. The terms used today are those of defeatism. Idiot, imbecile,
moron, are no longer terms of art: they have been preempted by literature
and cheap vaudeville. Their connotations are those arising from the novel
and the low comedian. It is extremely unrealistic to ask Parents' Groups to do
a selling job with such unpalatable labels for wares which deserve better."
(14-15)

This concern with changing the terminology of professionals was a specific focus of

the founding parents. Another parent stated in our interview,

"They used to be called 'Mongoloid Idiots.' That was the term for them. To

me, that was one of the greatest triumphs, along with the tangible edifices,
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nurseries, sheltered workshops...was getting the terminology changed. We
lambasted these physicians and we got them to change...That was the
beginning of a new terminology, which was not just more humane but so

much more accurate and analytical.”

Later in the interview this parent emphasized that it was not just the stigma of the
terms and the psychology of their effect on parents that was at issue. It was also the
fact that the mission, the parents’ goals for their children, were seriously negatively
effected by the terminology of despair. The parents found it difficult to portray a

hopeful image about the development of services to "idiots" and "imbeciles."

Ann Greenberg also said that it was one of the great victories of the parents groups
to have influenced the professionals to change the nomenclature from that of