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Special images associated with the concept of death are applied
to people who are mentally retarded. The images reflect, and
are reflected in, social attitudes which often lead to alienating
experiences for retarded persons. These experiences and the
special images and social attitudes which are their antecedents
are discussed. Brief attention is given to the reversal of the
normal loss-grief sequence associated with death as it relates
to mentally handicapped persons. The material for this ex-
ploratory study was gathered through: 1) participant obser-
vation, 2) interview and guided conversation, and 3) literature
review.

MENTAL IMPAIRMENT: WHO CARES?

Mentally retarded persons constitute a sizable, but largely
unknown, minority in our society. While there is controversy
about incidence figures, it is generally accepted by professionals
in the field of mental retardation that approximately three
percent of the total population of the United States is mentally
retarded (Gearheart and Litton, 1975:1). Despite the demo-
graphic magnitude of this figure, the findings of one investiga-
tion indicated that a very low percentage (as little as one per-
cent) of the general population possess accurate or relevant
information regarding mental retardation (Gottwald, 1970).

Such a finding is noteworthy because the special problems
and needs of mentally handicapped persons are becoming more
conspicuous in America as its citizens begin to experience the
consequences of the so-called normalization/deinstitutionaliza-
tion movement. The process of normalizing retarded people
is said to utilize, ““means which are as culturally normative as
possible in order to establish and/or maintain behaviors which



Mid-American Review of Sociology

are as culturally normative as possible” (Wolfensberger, 1972:
28). This process has culminated in legal mandates such as -
Public Law 94-142 (The Education for All Handicapped Child-
ren Act of 1975) which are forcing changes in the traditional
patterns of interaction between non-handicapped and mentally -
retarded people. For example, retarded students have increasing-
ly come to share schools with non-handicapped peers. Mentally . -
retarded persons are also moving into neighborhoods once off =}
limits to them, and finding competitive employment in the .
American labor market. On the basis of proliferating litigations -
surrounding such changes, it is apparent that the integration of
mentally handicapped people into the social mainstream has,
in many settings, contributed to a climate of social tension if
not conflict. (

One element of that contentious atmosphere can be traced
to special associations between mental retardation and the
concept of death. We shall see that there is a historical legacy
which views mental retardation as the functional equivalent °
of death—a view which sometimes results in retarded people
being treated as though they were dead, or ought to be.

Literal Death—Tardocide. The negative attitudes toward
the vitality of mentally retarded life as viable life are manifold
in history. A few examples will suffice to bring this history into
sharper focus. The Spartan lawgiver Lycurgus (c. 900 B.C.)
prescribed death for “idiots” in an attempt to keep Spartan
society free of defectives (Gearheart and Litton, 1975:1).

The Protestant Reformers carried on the long tradition of
tardocide, but with a new twist. They relegated mental retarda-
tion to a form of Satanic unreason. Because retarded people
were thought to be ‘“‘possessed,” many were tortured and/or
killed to exorcise demons (Dunn, 1961:14; Frampton and
Rowell, 1938:167; Love, 1973:40). In fact, since retarded .
people were thought to be servants of Satan, many clerics argued
that they should be treated more harshly than criminals such as .
murderers (Kanner, 1964:6). A quote from Martin Luther
(1652:387) recapitulates the attitudes of many of his fellow . -
reformers. He writes:
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Eight years ago, there was one at Dessau whom I, Martin Luther,
saw and grappled with. He was twelve years old, had the use of
his eyes and all his senses, so that one might think that he was a
normal child. But he did nothing but gorge himself as much as
four peasants or threshers. He ate, defecated, and drolled,
and if anyone tackled him, he screamed. If things didn’t go
well, he wept. So I said to the Prince of Anhalt: If I were the
Prince, I should take this child to the Moldau River which flows
near Dessau and drown him.’ But the Prince refused to follow
my advice. Thereupon I said: ‘Well, then the Christians shall
order the Lord’s Prayer to be said in church and pray that the
dear Lord take the Devil away.’

The status of mentally retarded people as an expendable
minority reached its denouement in Hitler’s Germany. The
“ultimate solution” resulted in the deaths of as many as 100,000
mentally retarded people (Wolfensberger, 1981:3).

The expendability of retarded people is apparent even
today. The methods may not be as direct as those employed in
Sparta or Auschwitz, but the results are still the same. Duff and
Campbell (1973:892) found widespread de facto euthanasia of
defective children in a study of a special care nursery. Robertson
(1975:214) reports that withholding treatment from handi-
capped babies ““...is rapidly gaining status as ‘good medical
practice.’ ”’

Parents wield a great deal of power in the decision to
euthanize a defective child. For example, in the widely-publicized
“Johns Hopkins Case,” a baby born with Down’s Syndrome
and a duodinal obstruction was allowed to die at the request of
his parents (Hardman and Drew, 1978:394). The obstruction
was easily correctable by simple surgery, but the parents with-
held their permission for the operation and the baby died of
starvation fifteen days later. Children with Down’s Syndrome
typically get along quite well in life with proper care and train-
ing.

A related case was that of “Baby Boy Houle.” After parents
refused to give their permission for a life-saving operation for the
child, a judge ruled: ““At the moment of live birth there does
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exist a human being entitled to the fullest protection of the law”
(McCormick, 1974:172). Yet the law may be empty legal
thetoric. Robertson (1975:247) indicates that physicians are
rarely prosecuted for withholding ordinary medical care from
a defective infant even if it results in the death of the child.
Robertson also holds parents to be immune from this liability.

The degree to which an euthanistic ethos toward retarded
people exists in our society has not been subjected to a rigorous
investigation. Moreover, it is difficult to determine the extent
to which any given retarded person is cognizant of his/her
expendability where such an ethos exists. This would require
very delicate research. A few retarded people do volunteer
feelings on this matter, though. One woman said to me: “Some
people think we’re useless, you know, that the world could get
along without us. Well, we’re not.”

Symbolic Death—Separation. Despite the excesses of the
Reformation, the spirit of the Enlightenment diminished some-
what the fervor for killing retarded people. That notwithstand-
ing, during the Seventeenth Century a precedent was set for the
symbolic equivalent of killing them. To wit, they were separated
from the rest of society. During the Seventeenth Century,
retarded people began to be confined in total institutions euphe-
mistically referred to as “asylums,” “schools,” or “hospitals.”
Total separation was an “out of sight, out of mind” solution
to the “problem” of defectives which was given added impetus . .
by the rise of Social Darwinism and the eugenics movement. "
We see, however, that the effects of total confinement often
led to more than figurative deaths of retarded people. B

For example, in the early Twentieth Century, many men-
tally retarded persons were dying in houses of confinement of
diseases not related to preexisting physical or mental conditions. - ::
White and Wolfensberger (1969:8) cite some sobering statistics:

Less than a third of those committed to the care of Elwyn
School [a large institution for retarded persons generally con-
sidered to be one of the better ones of the time] lived to the
age of twenty. Eight out of 625 made it to forty. The most
common cause of death was tuberculosis, although a smaller

48




Death and Mentally Retarded Persons

percent died of consumption at Elwyn than statistics quoted
for institutions as a whole across the country.

As times have changed, so have institutions. Most have been
the objects of reform efforts, and the vast majority of mentally
retarded people have been deinstitutionalized. It is estimated
that about three percent of the retarded population still live in
institutions (National Association for Retarded Citizens, 1974:
20). Nonetheless, deinstitutionalization is not synonymous with
social integration. In some instances, there is pro forma integra-
tion which does not lessen the feelings of separateness and
isolation that characterized institutional life. For example, it is
common for there to be public outcries when residential facilities
for retarded persons are proposed in “normal” neighborhoods.
Zoning ordinances, codes, and costs frequently push such facili-
ties into commercial or industrial areas (The President’s Com-
mittee on Mental Retardation, 1973:23). Here, although the
handicapped person is out of the confines of the total institu-
tion, it is often difficult for him to get to where the “normal”
people, live, work, shop, and play.

Even if the retarded person is content to live in his “own
world,” there are certain factors which militate against the
development of lasting relationships with “significant others.”
These factors often force the handicapped person into perpetual
cycles of loss and grief. One such factor is the high mortality
rate for retarded people (Richard, 1976:168; Farber, 1968:92).
It is fairly common for retarded friends to be separated from
each other because of the premature death of one or the other.

" A second factor which contributes to the transitory inter-
personal relationships of some retarded people is the rapid turn-
over rate of help in residential facilities. Total institutions are
notorious for this phenomenon. For example, it is reported
that a retarded resident might see and adjust to as many as 20
new caretakers over a six-month period (Zaharia and Baumeister,
1978:581). Staff and volunteers in community-based residential
facilities come and go with great frequency as well. Mentally
handicapped people frequently develop important attachments
to these transitory workers. I observed that many people who
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work in residential settings with retarded people fail to recog-
nize how much the latter come to depend upon them, and that
the disappearance of one of these “significant others” can easily -
precipitate a grief response.

A third factor which contributes to instability in the inter-
personal relationships of retarded people, and thus accentuates
their separateness, is what I call the “residential shuffle.” It is
not uncommon for a retarded person to be moved between
institutions or community-based residences, or back and forth
between both, many times during a lifetime. Aside from forcing -
the resident to adjust continuously to new physical and inter. -
personal environments, this creates anxiety about the future and
separates him from significant others. The comments of one man
intimate the phenomenon:

Sometime in the 1920’s my folks moved to Colorado. Then
in my sixth year they put me in a home and I grew up there.
I guess my folks had me put there because they was too poor
to take care of me. Those kids wouldn’t leave me alone there;
they were mean to me and I ran off from there about nine
times—from that institution—and they filed charges against
me and sent me to [another institution]. Some authorities
from juvenile court I think—there’s four men with yellow
hair—they asked me a bunch of questions and then they said,
‘Send him to [names another institution].’ I was there seven-
teen years. It was better, but you couldn’t get out.. . unless
an attendant was with ya; they’re the ones that carry the
keys. Well, after seventeen years, they sent me to [names
another institution]. I was there thirteen years and then they
shipped me to [names a community-based residential facility].

Compared to some of his peers, this man has led a rather -
sedentary existence. Some retarded people are moved constantly,
and those who have experienced a frenetic dose of the residential
shuffle become conditioned to expect that interpersonal rela-
tionships will not be abiding and become wary about forming -
them in the first place. These people become isolates within . -
their “own world.”
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Even in the major channels of the social mainstream, re-
tarded persons often feel separate. One woman described her
experiences in “regular schools” as follows:

I didn’t have many friends in special education. I was more or
less alone, like an alone kind of kid because the rest of the
kids would always make fun like in junior high. All they did
was make fun. They didn’t seem to wanna understand. It made
me feel really torn up inside.

LIVING FOSSILS

As clergymen and eugenicists lost their preeminence as
definers of whether and how retarded people should live, physi-
cians ascended to the top of the “hierarchy of credibility” as
definers of the social roles retarded people were to play. In the
imagery of the so-called “medical model,” retarded persons are
seen as sick people who do not play the “sick role” very well.
For one thing they are not curable. This negates the whole thrust
of medical education. Physicians frustrated by the conundrum
presented by a retarded patient may succumb to one of the
aforementioned methods of dealing with retarded people in a
kind of medical regression. First, if the patient is sick enough,
the doctor may facilitate his death either actively or passively.
Second, the doctor may get the patient out of his sphere of
professional influence by suggesting immediate institutionaliza-
tion. For example, Kelly and Menolascino (1975:11) found that
eighty percent of the physicians they surveyed in 1975 auto-
matically recommended institutionalization of severely and pro-
foundly retarded children. Third, the physician may establish
a totally static relationship with the patient. Since the patient
is incurable, he comes to be looked upon as a fixed physical,
mental, and psychological entity, which, in effect, implies that
he is not alive at all.

Where this attitude becomes dominant, certain tendencies
retarded people have toward personality rigidity are exacer-
bated. We know that retarded persons have more anxiety about
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failure than do normal people (Bialer, 1970:79; Snyder, 1966:
40). We also know that this anxiety breeds passivity (Zigler,
1970:178). Bialer (1970:83) tells us:

... there seems to have been a conspiracy on the part of society
in general to render all situations ‘old’ by offering the retarded
child minimal exposure to experiences that were not already
within his behavioral repertoire or to structure novel situations
so rigidly that pathways to goals were very sharply delineated
and mobility was possible only in specific directions.

Combine this encapsulation of a retarded person in the “fa-
miliar” (the logical extension of the application of a static
model) with an inherent tendency toward passivity and the -
result can be a morbid fear of novelty and a fixed personality -
style. Watts (1951:41) describes it this way:

Life and death are not two opposed forces; they are simply two
ways of looking at the same force, for the movement of changes
is as much the builder as the destroyer. The human body lives
because it is a complex of motions of circulation, respiration,
and digestion. To resist change, to try to cling to life, is there-
fore like holding your breath; if you persist you kill yourself.

The same might be said of the mind and identity of a retarded
person who becomes a living fossil in a world of static imagery.

De facto euthanasia, an abiding thrust toward separation
of retarded people from mainstream society, and the static
view of them inherent in the medical model are three typifi-
cations of the social equation of retardation with death or ..
deathlike imagery. The strength of the argument that such -
an equation exists may dim as the premises become more meta-

phorical, but there is hard evidence as well. For example,ina -

survey in which respondents were asked to rate disabilities
according to their levels of acceptability, Tringo (1970) found
that mental retardation ranked well behind conditions that one
might think would have the more pathological connotations—
things such as heart disease, stroke, tuberculosis, and cancer,
to name only a few.
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WHEN BIRTH IS MOURNED

Pathological social images of mental retardation can act
as potent constituents in the attitudes of parents of retarded
children toward their youngsters. It is not uncommon for the
birth of a retarded child to evoke a grieving response in parents.
As one mother put it: “It’s like someone came and told you your
child was dead” (Waskowitz, 1959:320). Several researchers
hold that during pregnancy, parents create a vision of the “ideal
child” they are going to have. The birth of the defective child is
seen as the death of the ideal child (Solnit and Stark, 1961:
524; Olshansky, 1966:21). A pediatrician told me: “The sym-
bolic death involved in having a retarded child may be worse
than actually losing a real child. They look at the retarded kid
every morning and he dies all over again.”

Parents of retarded youngsters occasionally mourn more
than the death of the ideal child. A few mourn the dislocation
of the whole family unit—the death of the family, so to speak.
One mother, in referring to the birth of her retarded child,
said: “I had the feeling that everything in the world had
ended. ... It would be better if the whole family could be
wiped out” (Farber, 1960:5). Pearl S. Buck (1950:134) made
the following statement in reference to her retarded child:

All the brightness in life is gone, all the pride in parenthood—
there is more than pride gone: there is an actual sense of one’s
life being cut off in the child. The stream of generations is
stopped.

In fact, the stream of generations may literally be cut off. The
mother of a mentally handicapped child told me: “After we
had our boy, the thought of another child terrified and sickened
me. I could not have sex with my husband for several years.”

The self-disparagement involved in giving birth to a mentally
handicapped child translates into self-destructive impulses on the
part of certain parents. A mother said:
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I always thought of myself as a failure until I got pregnant, and
then I felt I was just as good as anyone else. But after the child
came, I realized that I had failed everything and I didn’t want to
live anymore (Michaels and Schucman, 1962:570).

The suicide rate among parents of retarded children is said to
be twice that of the national average (Love, 1973:162).

The pathological imagery of parents regarding mentally
retarded children can manifest itself in other ways. Witness the
following account:

At one time it was the practice to have babies who were di-
agnosed as retarded at birth immediately institutionalized.
The parents then told their friends and relatives that the child
was either stillborn or had died shortly after birth and placed
an obituary in the local newspaper. In this way parents acted
out symbolically the death of the child (Hart, 1970:57).

Institutionalizing a retarded child at birth is one way to

deny its existence. There are other facets to the denial ritual.
For instance, parents may alter the normal process of social
intercourse to avoid being identified with the retarded child.

Kurtz (1977:11) describes one father who “traced an outline

of his retarded child’s foot on a cardboard, taking this to the -
store to buy a pair of shoes so the child would not be seenin
public.”
Some parents dream of killing their retarded children. One =
mother describes her dream as follows:

I dreamed that my child was lying in my arms and I was loving
him, just as I do when I am awake. Then a hand with a pistol
came through the window, and my poor little baby was shot
through the head. I tried and tried to save him, but I could
not keep him from dying (Michaels and Schucman, 1962:571).

The repressed impulse to kill the retarded child comes out in
daydreams as well. Josh Greenfeld, in one of the popular accounts
of his retarded son, Noah (1978:154), describes his fantasies:
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A horrible weekend. I thought continually that soon I will have
to kill Noah. The monster that has long been lurking in him
increasingly shows its face. And just as the day may come when
I can no longer bear to take care of him, I could not bear to see
him mistreated—or maltreated—in a state hospital. . .. Killing
him would be a kindness. His brain has stopped working; and he
has not been functioning anyway. I dread it but I see myself
killing my son not as a myth but as fact. . ..

There is a man from Santa Barbara who killed his brain-damaged
son a few years ago. He put a gun to the boy’s head and
squeezed the trigger, then called the police. He’s in prison. But
he’ll get out eventually.

MIRROR, MIRROR . ..

Social images that equate mental retardation and death
also act as powerful constituents in the consciousness of some
retarded people. If, for example, parental grieving for the ideal
child is protracted, the retarded child may sense his role in the
loss. Some of these children doubtless have an ambiguous feeling
that they ought to be a surrogate for the child the parents
really wanted. During the period of my observations, it was not
uncommon to see parents frustrate and confuse a retarded
youngster by having expectations for him which only a normal
child could meet. When expectations are too high, the retarded
child is overstimulated. When the child fails to meet the expecta-
tions, the parents may then despair and understimulate the
child, overlooking the possibility that he might have any develop-
mental potential—adopting a static approach which parallels
that discussed earlier. The process of overstimulation, then
understimulation can be pendulous and go on for many years;
but the message is clear: “You’re not what we wanted. Why do
you have to be alive?”

Some retarded children recognize themselves to be the
focus of family disorganization or the total disintegration of the
family unit. The divorce rate of parents of mentally retarded
children is said to be three times that of parents who do not
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have retarded youngsters (Love, 1973:162). Some retarded
youngsters may come to see themselves as pivotal factors in the
death of the family.

Societal images of the retarded life can translate into death
wishes or auto-aggression by retarded people. For example, it is
reported that suicidal fantasies are common among retarded
persons (Berman, 1967:20). My own stereotypical view of the
“blissful ignorance” of retarded children was eradicated the
first week I was in the field, when an adolescenttried to kill
herself. Some of the mentally handicapped people I came to
know talked about killing themselves almost daily. A few tried.
None succeeded.

Aggressive impulses are not always self-directed. Just as
the parent may fantasize about killing a retarded child, so may
the youngster think about the death of the parent. One of the
strangest moments I had in the field centered on this issue.
During the course of a lesson, a special education teacher in a
school for moderately retarded students (I1.Q. 40-54) said to a
class of approximately twenty 18-21 year-old pupils: “Someday
your parents will die.” The classroom erupted in applause. For
some of the students, this was purely a collective response. On
the basis of my conversations with others, some clearly relished
the idea. A lifetime of enduring the special complexities involved
in the parent-child relationship breeds a lot of resentment in
some handicapped children.

Just as some parents symbolically disavow the life of the re-
tarded child by denying the filial relationship, so may the retarded
child disavow his own identity. It is a common phenomenon
among retarded people to attempt to “pass” as normal (Edgerton,
1967:144-171). When a mentally handicapped person engages in
what Goffman (1963:122) called “phantom normalcy,” they not
only deny life as it is, but the false identity that is substituted is
always in jeopardy of being discovered and killed.

REPRISE

Being mentally retarded in a world which places a high
premium on intelligence puts a heavy burden on handicapped
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persons. The “brightest” must grapple with the morbid impli-
cations of their handicap on an ideational level. All retarded
people face the consequences of the following factors on an
experiential level:

1. Historically, retarded people have been seen to be a
surplus population. If not deemed an expendable class
as a matter of course, they have been viewed as first-
line expendables during eugenic purges and hard times.
Today, some retarded people are still killed or allowed to
die.

2. Where separation from the social mainstream by death
has not been approved, separation by confinement has
been substituted. There are many ways to confine and
separate people, even under the pretense of integrating
and normalizing them. Spectral barriers and the self-
fulfilling prophecies inherent in static definitions kill
vital identities just as surely as death camps kill bodies.

3.In the family setting, there are many associations be-
tween the birth of a mentally retarded child, or the
identification of the handicap, and death—between
mental retardation and grief.

LOSS-GRIEF DISJUNCTION

It is with the third of the aforementioned factors that
retarded persons face one of the most paradoxical problems
associated with their handicap. Many of them only experience
the grief the handicapping condition evokes with no correspond-
ing sense of the precipitating loss. It is a Catch-22 because the
source of their stigma is intellectual deficiency; but in order to
understand the roll of that deficiency in the grieving process,
they must use cognitive abilities, the lack of which are the
source of the stigma. Thus the experience of grief (as mani-
fested in all the morbid images and experiences associated with
the stigma of retardation) preceeds a grasp of the loss (that
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which must, but cannot be, understood). Those individuals who ;
have no causal antecedents to explain the grieving process they - -
become the focus of, have no reasonable course of adaptation,
Defenses are useless when one does not know what he is defend.-
ing against. Thus for some, bereavement becomes a lifestyle, -
That is not to imply that retarded individuals who under-
stand the connection between the loss and its attendant grief
are much better off. While these persons have the advantage
of being able to adapt to the loss through such devices as “pass- -
ing,” recognition of the content of the loss brings them face to
face with the reality that their adaptation must eventually fail,
The reason is simple to understand. Mentally retarded people
are not stigmatized for what they do, so they cannot undo it. -
They are stigmatized for what they are, and there is only one -
way to rectify that problem. g
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Many colleges and universities in recent years have shown an
increased interest in the teaching effectiveness of their faculty.
College-wide teacher rating instruments have become common-
place in many classrooms, including the introductory sociology
classroom. Sociologists often express concern over these college-
wide instruments for at least two reasons. First, sociologists
have been rated generally by students as poor teachers (Linsky
and Straus, 1973). Second, the applicability of these broad
instruments to varied courses and circumstances is often ques-
tionable (Goldsmid and Wilson, 1980).

Many sociologists do not believe current instruments to be
good measures of the effectiveness of sociology instruction.
Nevertheless, demands for accountability exist, and may indeed
increase as college budgets tighten and enrollments drop. Given
both administrative demands and professional needs for assess-
ment, the “Teaching Effectiveness Group” in the Sociology

. Department at Texas A&M University has developed an “Intro-

ductory Sociology Survey.” This instrument is designed with
two major objectives in mind:

1. to provide information for the use of individual instruc-
tors in planning course materials relevant to the experi-
ences of students; and



	Blank Page



