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Trends in Residential Institutions for the Mentally Retarded

by

Philip Roos
Executive Director
National Association
for Retarded Citizens

People have relatively little tolerance for deviance from cultural
values and cherished patterns. Those who fail to conform to cultural
values are labeled ''deviant' and become subject to culturally determined
responses. These responses, all too often, increase the potential for
deviant behavior. Since our society places high value on intelligence,
it is not surprising that persons whose cognitive skills are obviouslv
inferior have traditionally been stigmatized and excluded from the main-
stream of society.

Mental Retardation

Mental retardation is currently used to refer to a wide variety
of deviance characterized by a difficulty in complying with intellec-
tual norms and culturally determined social behavior. Although specific
definitions differ from country to country, there is general agreement
that a diagnosis of mental retardation is based on multiple criteria,
including measured intelligence (usually quantified as an Intelligence
Quotient), adaptive behavior level (sometimes quantified as a Social
Quotient), and medical classification (Roos, 1969d).

More than 250 causes of mental retardation have been identified
to date, yet in approx-mately 75% of cases no specific etiology can
be determined (The President's Committee on Mental Retardation, 1971).
Levels of retardation vary from extreme impairment in which the indi-
vidual is practically helpless to relatively minor deviation from
cultural norms. The American Association on Mental Deficiency recog-
nizes four levels of mental retardation which are based on the degree
of deviation from the mean. These levels of retardation, their approx-
imate demarcation on a standard test of intelligence (the Revised
Stanford Binet), and terms in common use in older texts and occasion-
ally still found in the literature are summarized in Table 1 (based

Estimates of the incidence and prevalence of mental retardation
in the United States vary considerably among investigators (Heber,
1970; Lapouse & Weitzner, 1970). Although differences in definitions
of mental retardation as well as in survey procedures influence the
results of these studies, the most widely accepted conclusion regarding
incidence of mental retardation in the United States is that 3% of the
population will at some time in their life function at some level of
mental retardation. Hence, more than 6 million Americans fall within
this group (Tarjan, et al, 1973), Evidence indicates, however, that
the prevalence of mental retardation is significantly lower, No more
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Table 1
Levels of Measured Intelligence
Range in Equivalent
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than 1% of the population, or 2 million Americans, are technically
mentally retarded at any given time (Tarjan, 1973). This discrepancy
between incidence and prevalence is attributable to the fact that the
diagnosis of mental retardation is related to age and that the mortality
rate is higher for seriously retarded persons than for the average pop-
ulation. Hence the peak period of identification is between the ages of
6 and 12, and about two-thirds «f the individuals diagnosed as mentally
retarded lose.this label during late adolescence or early adulthood.

Retarded persons have traditionally been shunned, rejected, ridi-
culed and isolated from society (Kanner, 1964). Fellowing the pioneering
efforts of Itard in the 1800's (Kanner, 1964), early workers built resi-
dential institutions and provided sducation designed to prepare their
residents for a productive life in society,.

The historical development of residential institutions in the
United States has reflected changing approaches to deviance (White §
Wolfensberger, 1969% Wolfensberger, 1969a). During the early stage of
optimism and habilitative efforts (1850-1880), institutions attempted
to make the deviant '"undeviant.' Such early pioneers as Seguin, Wilbur
and Howe in the United States and Guggenbuhl in Switzerland developed
programs aimed at educating the retarded so that they might be able Lo
return to society.

to materialize. Institutions grew as they accumulated a residue of
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non-habilitated residents. Institutional programs became
effective isolation, economy of operation, and maximun use
labor. By the late 1880's the philosophy of institutions had shiited
from one of returning individuals to society to one of protecting the
deviant from society,

This phase was soon veplaced by custodial warehousing aimed at pro-
tecting society from the deviant (1880-1925). Genetic studies allegedly
linking mental retardation with forms of antisocial behavior (Goddard,
2914) produced a concern for controlling and containing the retarded
through institutionalization. FPrograms, which would now be described
iz advecated by most leaders in the field, including
son, and Barr.

as dehuma

Fernald, Powel

= 3
M

The impact of ideologies regarding the mentally retarded which
evolved during these early phares of institutional development cannot
be overemphasized. Wolfensberger (1972) has described several des-
tructive models ¢ mental retardation held during this time and their
influence on serv ces for the retarded, Amcng these models, the
following were particuiarly common:

1. The subhuman organism - the retarded are viewed as not fully
human, and hence as deveid of many of the needs, aspirations
and sensitivities of other human beings. Their human and
legal rights can therefore be curtailed or ignored. They are
allowed minimal fresedom and are managed much as animals.

(]

The menace - the retarded are viewed as a threat to society
because of their propenszity for crime or because of their
genetic danger to socieiy. They must, therefore, be contained
and isolated., Services and facilities are designed to protect
society and may incorporate punitive elements.

3. The object of pity - the retarded are viewed as "suffering"
and are benignly nurtured and sheltered. Emphasis is placed
on keeping them contented, but they are not treated with re-
spect or dignity.

¥

4. The eternal child - the retarded are viewed as persons who

will always be much younger than their age, Their interests

and needs are childlike 'nd hence they should be protected
from developmental deman... Services based on this model
tend to overprotect the retarded and to stress entertainment
and a "happy' state of affairs,

5. 'The diseased organism - the retarded are perceived as sick
and in need of "treatment'™ and "hospitalization.”" Dependency,
safety, cleanliness, and comfort are stressed with emphasis on
medical services.

=
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Trends in Institutional Population

The number of institutions has grown considerably since the first
permanent United States institution was established in Massachusetts
in 1848. Figure 1 (Baumeister, 1970, Fig. 1-1, p. 18) presents the
growth of public institutions for the retarded. The latest data sup-
plied by the United States Department of Health, Education, and Welfare
(HEW, 1972) indicate that the number of public institutions had increased
from 108 in 1960 to 190 in 1970. Rosen § Callan (1972} reported 202 in
1972, In addition, HEW 1i 708 private facilities for the retarded
in 1970,
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The number of retarded children and adults housed in public facil-
ities has likewise increased markedly. ! ~e 2 {Baumei.ter, 1070,
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Fig, 1-2, p. 19) depicts the growth in population of public facilities.
Figure 3 (Baumeister, 1970, Fig. 1-3, p. 19) presents the increase in
the rate of institutionalization per 100.000 population (Baumeister,
1870). More recent data from HEW (1972) indicate that the institutional
population peaked in the mid-sixties and has been declining since. The
number of residents per 100,000 population rose from 91.9 in 1960 to
98.8 in 1966. The rate then decreased gradually to 94.2 in 1970. Like-
wise the number of first admissions increased from 7.6 in 1960 to 7.8

in 1965 and ther began a gradual decline to 6.2 in 1969. A 1972 survev
of state instituticns for the retarded (Rosen § Callan, 1972) likewise

revealed that 72% of state institutions indicated a decrease in their
population over the past five years due to Community placement activities.

Public institutions for mental retardation housed approximately
190,000 residents, or 75% of tie total number institutionalized in 1969
(HEW, 1972). State mental hospitals included 32,000 mentally retarded
residents, or 12% of the total, and private institutions for the retarded
contained the remaining 13%, or approximately 33,000 retarded persons.

By the mid-sixties, 82% of the residents in public institutions
for mental retardation had 1.Q.s below 50 and approximately 50% were
below the chronological age of adulthood (Butterfield, 1969). Approxi-
mately 80% of first admissions were under 20 years of age (Baumeister,

Figure 2

Residential Population

el

st

[
T

190 +

170 +

150

Population (Thousands)
=

! — Efj‘,—‘,fji'"’ — b - R W i
1860 1880 1500 1920 1940 1960

ERIC ‘

Aruitoxt provided by Eic:



2]

Figure
Institutionalization of General Population
110

100 |

Rate per 100,000

10 '
!sﬂ_;ssfsjssgj 3 L

1860 1880 1900 1920 1940 1960

1970). There seems to be general agreement that admissions to institu-
tions are getting generally younger and more seriously impaired.
Wolfensberger (1971a) predicts a declinz in the incidence and preva-
lence of severe and profound retardation. Factors contributing to this
prediction include reduction in the birthrate of high risk groups,
improvement of health services, increased use of abortion, general
improvement of the environment, and increased early childhood education.
Conversely, Wolfensberger concludes that the prevalence of the aged
retarded is likely to increase, primarily because of increasing life
expectancy.

Institutions are seriously overcrowded (The President's Committee
on Mental Retardation, 1968; Kugel § Wolfensberger, 1969). Data col-
lected in 1968 suggested that institutions would have to expand by more
than 25 percent to eliminate their waiting lists for admission (Butter-
field, 1969). According to Baumeister (1970) .le average waiting period
for admission in 1968 was two years in most states and as leng as five
or six years in some states. Sirnce there were at least 31,000 individuals
on waiting lists and only 9,000 residents were released annually and 3,000
died, there were 2.5 persons waiting for every vacancy that became avail-
able.
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The gradual increase in expenditures for residents of state institu-
tions suggests improving conditions. HEW (1972) reported an average per
resident per day expenditure of $4.20 in 1960, compared with $11.64 in
1970. Whereas the minimum spent by a state per resident per day was
$1.63 in 1960, this amount had increased to $4.61 in 1970.

Most state institutions are large multipurpose facilities. 1In
1969, over one-half housed more than 1,000 residents. A recent trend
toward smaller institutions is evidenced by data which show that three-

£0

fourths of . -ublic institutions built between 1960 and 1950 were

L4

intended for 5u¢. or fewer residents (Butterfield, 1969).

Disillusionment

These recent trends, including increases in facilities, better
funding of institutions, and lower ra-as of institutionalization would
suggest a significant improvement in services to the retarded in state
institutiaﬂs Thi’ conclusien doeS ‘not seenm warranted thever in
consumer graups and ;nterested citizens. Crltlclzms Df state 1ﬁ5t1tu=

tions and demands for reform have become increasingly virulent during
recent years.

the fallow1ﬁg areas:

1. Dehumanizing conditions which violate human dignitv and be
legal rights of residents. The lack of privacy, gross over-
crowding, absence of personal property, arbitrary scheduling
of daily activities, enforced idleness, extreme regimentation,
restriction of freedom, inappropriate groupings of residents,
inadequate physical facll;tles and primitive and restrictive

practices are among the 5pec1flc conditions often listed as
contributing to dehumanization,

(%]

Unsanitary and hazardous conditions which endanger the
health and safety of the residents. Inadequate medical and
nursing statf, improper use of medication, poor nutrition,
fire hazards, prevalence of dirt and vermin, massive over-
crowding, dearth of staff supervision, and inadequate main-
taﬂance of equipmeﬁt and phvsigal plant have been documented

3. Conditions ccntrlbutlng to regressive and deteriorative
chan&g: in residents. Many institutions have failed to pro-
vide educational and training programs, including occupational
therapy, physical therapy, language development, counseling,
vocational preparation, and other essential services to large
segments of the population. Systematic comprchensive evalua-
tions and periodic re-evaluations are lacking or incomplete
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for many residents in some institutions. Individual program
plans designed by multidisciplinary teams are seldom designed
for all residents of any institution. Lack of stimulation is
often coupled with an impersonal environment devoid of intimate
relationships. The destructive impact of these conditions is
further reinforced by factors which foster dependency, submiss-
iveness, and apathy.

4. Self containment mitigating against return of residents to com-

munity living. Many institutions have become isola-ed From the
communities which they allegedly serve,and little effort has
been directed at articulating institutional services with those
offered by other community agencies. Programs designed to equip
residents for community living are frequently absent or rudi-
mentary. Conditions in some institutions insidiously reward
residents for adopting passive, docile, and submissive patterns
of behavior which decrease their likelihood of adapting to
society,

5. Exploitation of residents. Use of residents as an unpaid (or
minimally paid) institutional labor force has been common prac-
tice in many state institutions. Some facilities would not.until
recently, have been able to operate without using this type of labo:.
in some cases the institution's more capable residents have been re-
tained as "institutional workers' rather than prepared for
commuaity discharge. Another form of exploitation consists of
using institutional residents as subjects of research. Only in
recent years have policies and procedures been develcped to
safeguard the resident's welfare when involved in research
(American Association on Mental Deficiency, 1969; HEW, 1971).

The efficacy of these procedures, however, is questionable.
As recently as April, 1973, the Pennsylvania Association for
Retarded ChildrEﬂ iﬁitiated actiOn agaiﬁst the state's insti-

re51dents DF state 1nst1tut10n5 for the retarded

The mounting dissatisfaction with institutions for the retarded
has been reflected in recent years by the publication of several influ-
ential books which have dramatically presented some of the conditions
just summarized. In his excellent book, Exodus from Pandemonium, Blatt
(1970} includes an annotated blbllography of works describing abuse in
institutions for the mentally ill and mentally retarded. Several of
these works have had major impact on professionals, administrators,
and consumer groups.

Vail's (1966) analysis of the dehumanizing impact of institutional
settings was one of the early, clearly stated condemnations of institu-
tions. Vail documented that, because of the need to cope with large
masses of people, most institutions develop regimented programs aimed
at the ":east common denominator." The result of such programs is a
loss of i lividuality for residents.

10
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Blatt and Kaplan's (1966) dramatic ‘rotog .ph c essay of institutions
for the mentally retarded had a major iy ict on administrators and pro-
fessionals, and the subsequent pictoria. version appearing in Look (1967)
aroused the general public. By confronting the reader with photographs
of the deplorable conditions existing in contemporary state institutions,
Blatt helped strengthen the growing spirit of reform. By contrasting
conditions in the "back wards' of large instituticas with constructive
conditions in small state-operated regional center facilities, his work
emphasized that viable alternatives do exist and that positive change is
possible.

Research Findings

mented in the research literature. Klaber (1970) summarized research
on institutional rearing by concluding that:

1. Institutional child rearing is generally less conducive to
child growth and development than normal home care.

T

Some institutional environments are less harmful to child
growth and development than others (p. 165).

Although data suggest that, in general, children develop less rapidly
in institutions than in their own homes (Butterfield, 1967), it seems that
the greater the child's deprivation in his own home, the less damaging the
institutional effect (Zigler, 1961, 1966). Findings also indicate that
the younger a child is placed in an institution, the more vulnerable he
is to its detrimental effects (Butterfield, 1967).

The quality cr programs within institutions can greatly influence
the development of their residents. Skeels (1966) demonstrated, for
example, that short-term institutionalization under conditions of intimate
interpersonal involvement in childhood may lead to fully productive adult
living. Studies suggest that institutional effectiveness depends on a
high degree of human interaction among the residents as well as between
residents and staff (Zigler, 1906; Klaber, 1969). Increasing the ratio
of attendants to residents apparently does not necessarily improve the
degree of interaction (Thormahlen, 1965; King and Raynes, 1968). An
increase in professionals and volunteers, however, does result in more
interaction. Unit-size seems more important than the attendant-resident
ratio (Klaber, 1969)}.

Relatively little research has been aimed at evaluating the effect-
iveness of institutions or the quality of their services. The first

the American Association on Mental Deficiency (AAMD), Division of
Special Studies (Hubbard, 1969) from 1966 to 1969. Using standards
developed by the AAMD in 1964 (AAMD, 1964), evaluation teams conducted
careful assessments of 134 institutions (out of a possible 168) which

11
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voluntarily requested the service. Findings generally revealed conditions
far below minimum acceptable standards. For instance, more than 50% of
the facilities housing 62% of the residents living in institutions were
rated as below standard; 60% of the institutions were rated overcrowded;
83% failed to meet profess;anal staffing ratios; 60% lacked adequate space
for educational, vocational and recreational programs; 60% had inadequate
sleeping, dining and toileting areas; and 74% were forced to use residents
as institutional workers.

Obstacles to Change

In spite of the general criticism of institutions for the
mentally retarded in recent years and the accumulating evidence of
their ineffectiveness, little real change has occurred in many states.
As recently as 1973, conditions approximating those described by Blatt
in Chrlstmisg}anugéatDry (1966) could be found in many state institu-
tions. Professionals, administrators, consumers, and legislators seem
to be in general agreement that such conditions are intolerable and
must be eradicated. Some states, however, are continuing to design new
institutions which incorporate many of the features which have been
identified as contributing to the destructive impact of institutions,
Obstacles to institutional reform have recently been identified by
several authors (Dybwad, 1969; Roos, 1970a). Some of the major factors
impeding change include the following:

1. Fiscal resources have been serious limited and, in spite of

gradual 1n¢rea:es in 1nst1tut10nal‘budget5 the 1ﬁ“t1tut1on 5

Staff élgltages 1nadequate phy51caI‘plant5 and ather Ilmlta—
tions curtail many desirable changes and program innovations.
Because of anticipated fiscal limitations new institutions
are designed to optimize efficiency of operation rather than
improve the effectiveness of services (Roos, 1969a)., Hence,
new institutions are still being designed to house congregate
masses of residents in order to facilitate staffing patterns
and minimize costs.

Tt

Destructive ideclogies based on misconceptions of mental

retardat;an (Wolfe -berger, 1969a, 1972) continue to prevail

among the general - lic as well as among some professionals

and administrators. Some of these ideologies foster icolation
and confinement of retarded persons and impede the implementation
of institutional decentralization. Furthermore, continuation
Df dehumanlzlng practlces has been ratlona11*ed by some on the

The gé@graphlt isolation of many of the older facilities " s
fostered their Telative separation from tHe COMMUNLELIES w...Ch

et

they serve. Recruitment of professionals has often been diffi-
cult as a result of location. Articulation with other community

12
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services has been impractical, Unfortunately, some new institu-
tions are being built in equally isolated areas.

separate institutional services from other community servi ggs

Dichotomizing institutional services and other services,

and labeling the latter as ''community services,'" has tended to
foster institutional self-containment and reluctaﬂte on the part
of institutional staffs to develop broad community services.

4. A different type of isolation has resulted from the tendency

Institutions have traditionally operated as monclithic organiza-
tions characterized by authoritarian management (RﬁOS 1970a)}.
The typical management style, use of power, and communication
structure have fostered maintenance of the status quo. In many
institutions the superintendent has retained considerable power
and relied on a management style of benign paternalism (Blake
and Mouton, 1964). Decision-making has often been autocratic,
and communication has been primarily unilateral with minimal
opportunity tor feedback.

[y

6. Some institutional administrators are motivated to protect the

system within which they operate. Their administrative decisions
are likely to be determined by the need to protect existing
practices, procedures, and traditions. Continuation of the
existing system is often justified on the basis of past fiscal
investments. Abandoning unsuitable buildings may, for example,
be rejected on the basis of the original investment and accumu-
lated maintenance costs.

7. Bureaucracies are extremely resistant to change because of

self-protective policies and _practices and because 6% the

vested interests (Roos, _1969a) . Administrators tend to foster
their own security by minimizing risk. The successful adminis-
trator is able to maintain a tenuous homeostasis within the
institutional system. Any change endangers the existing balance
of power. Administrative decisions may often be based, therefore,
on the goal of minimizing internal conflict and potential risk.

Some administrators are strongly motivated by the need for self-

aggrandizement or ﬁersonal ugwa;éggoy;llty_ This need fosters

empire-building strategies such as enlargement of management
staff and prcliferatlon of PDIlClES manuals and procedures.

0o

the superstrugture" which Seldom results in 1mprcved services
to the retarded (Parkinson, 1957; Roos, 1969a).

9. Development of technocracies has been popular among

adminis-
trators motivated by the goal of increasing the power and
status of their own ﬂrafess%ggé Technocratic management monop-
olies are usually rationalized on the basis of the following

"pseudo-syllogism to power'" (Roos, 1969a, 1970a): (1) mental

13
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10.

11.

retardation is a ... (medical, psychological, educational,
etc.) problem; (2) only ... (physicians, psychologists, edu-
cators, etc.) can cope with ... (medical, psychological,

educational, etc.) problems; (3) therefore, only ... (physic-
ians, psychologists, educators, etc.) can administer mental
retardation programs. This type of pseudo-logic is applicable
regardless of the specific profession making a bid for power,
dependlng on the specific definition of mental retardation
which is selected. One of the unfortunate consequences of the
resulting management monopolies is that genuine multidisciplinary
cooperation is stifled. Members of professions not currently
"in power' are likely to avoid commitment to mental retardation
services. Indeed, medical models of mental retardation services
have been partieularly criticized, since the medical profession
has tended to be most active in ettemptlng to establish its
jurisdiction over mental retardation programs (Roos, 1971;

Wolfensberger, 1972).

Institutions typically include at least three distinct sub-

cultures: (1) "administrators," (2) "'professionals,"” and

"'workers'" Cprjmerlly direct care staff and such su ppertlve
staff as food-service _workers and maintenance staff) (Roos

1970a). Each of these sub-cultures has its own values, goals,

and traditions. Communication among the three groups is often
tenuous and at cross-purposes. The 'progressive' philosophy
enunciated by administrators and/or professionals may not be
translated into direct services to residents because of resist-
ance by direct care personnel, Evidence that attendant attitudes
remain essentially unaffected by inservice training programs
(Klaber, 1970) underscores the serious difficulties encountered
in implementing institutional change,

Often the bureaucracy within which the institution operates is
itself a serious obstacle to _change. Sophisti ‘ated management
systems, such as ‘Planning, Progremmlﬁg, and B“geflﬂg Systems
(PPBS) and Program Evaluation and Review Tec’ .ques (PERT), may
become so cumbersome that they impede rathe than catalyze

progress. The state bureaucracy frequently (ntroduces a lengthy

delay between formulation of a plan and it implementation. The
need for review and approval by state bu- ius outside the agencies
responsible for direct services to the .arded may result in
delays generated by interagency commun tion problems.

Merit or civil service svstems can be another obstacle teo change.
Since many of these systems entail rigid job descriptions and
requirements, recruitment of scarce professionals and establish-
ment of new types of positions are often lengthy and difficult
processes. Civil Service systems have also tended to reward
tenure rather than accomplishment, so that promotion into leader-
ship positions has often resulted from longevity rather than
demonstrated leadership capacity. As a result, innovative and
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creative persons are likely to leave in frustration while long-
term, traditionally oriented employees rise into supervisory

and administrative positions, The Peter Principle (Peter and
Hull, 1969) has considerable relevance to the dynamics frequently
associated with leadership development in typical state systems.

Changing Ideologies

Future trends in institutional services will bear the imprint of
recent ideological changes. The growing dissatisfaction with institu-
tional programs, documented above, has generated a series of major na-
tional and international efforts to reorient residential services for
the mentally retarded. In 1968 the National Association for Retarded
Citizens (NARC) delineated operational objectives for residential ser-
vices. These objectives were widely distributed and generally endorsed
by administrators, professionals, and consumer organizations. NARC held
a natlonal conferenﬂe on the same tOPlE in 1969 to further dlssemlnaté
tlanal Superlntendents in lmplementlng needed 1nst1tut10na1 reform
(NARC, 1969). Manuals containing detailed guidelines and standards
(NARC, 1972) were subsequently developed by NARC to assist state and
local units in working constructively with institutional and agency
administrators in improving residential services. Meanwhile developments
in residential services were regularly reported by NARC through its
special newsletter on residential services, The Record (NARC, 1960-1973).

Somewhat parallel efforts were mounted by the President's Committee
for Mental Retardation (PCMR), a committee composed of 21 presidential
appointees with prafe551onal staff support. In a landmark volume,
Changing Patterns_in Residential Services for the Mentally Retarded
(Kugel and Wolfensberger, 1969) the PCMR dramatically described current
problems in residential services and presented alternative models for
addressing these problems. This volume had wide influence and became
the focus of considerable controversy among professionals and adminis-
trators. In a subsequent publication (PCMR, 1970) the PCMR joined the

NARC in proposing specific action steps to revamp residential services.

The international extent of the concern with institutional services
was highlighted by a major symposium held by the International League of
Societies for the Mentally Handicapped (ILSMH) in 1969. The resulting
publication, Residential Care for the Mentally Handlgapped (Roos, 196%9¢),

summarized major areas of agreement regarding residential services among
the thirteen member societies of ILSMH which participated in the Sym-
posium Althaugh camplete consensus was not reached on all issues

ment

These major e orts to modify the premises bas c to residential
SEIVlCES for tha retardad were parallelgd by extensive publication in
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The new ideology for residential services which emerged from these
activities has already begun to modify institutions and it promises to
continue to reshape their future development. Principal tenets of the
new ideology include the following:

Retarded persons should be viewed developmentally, capable of growth
andAigarhinEJ fég§rd1éss7offiéyglrofrfgtafd§tion or _age. o

This developmental model of mental retardation has been contrasted
with destructive models by Wolfensberger (1969a, 1972). It has
also been expanded and applied to programmatic and administrative
issues by Roos, McCann, and Patterson (1970). According to these
authors, programs for retarded persons based on a developmental
model have as their principal goals: (a) increasing the complexity
of the individual's behavior, (b) increasing the individual's con-
trol over his total environment (including his own body), and (c)
optimizing each person's human qualities, as defined by the culture
of which he is a member.

The general acceptance of the developmental model is reflected by
the conclusion of the ILSMH (Roos, 1969c) that:

The most appropriate model of mental retardation is a devel-
opmental model, according to which retarded children and adults
are considered capable of growth, learning, and development.
Each individual has potentials for some progress, no matter
how severely impaired he might be.

The basic goal of programming for retarded individuals consists
of maximizing their human qualities, and as such is identical
with the goal of educating and socializing normal children and
young adults. The adequacy of programs as well as of physical
environments can be evaluated in terms of the degree to which
they fulfill this goal (p. 12).

This model leads to rejection of the once-popular concept of ''custo-
dial care," which is predicated on the assumption that certain in-
dividuals are essentially incapable of development. The model also
cautions against labels which are likely to generate self-fulfilling
and self-limiting prophesies (Roos, et al, 1970). By emphasizing
Concrete program goals, the model encourages program evaluation
based on assessment of outcomes.

Retarded pefspns should live like non-retarded persons to the greatest
degree possible. - o - - )

Bank-Mikkelsen (1969) and Bengt Nirje (1969) first enunciated this
general tenet as the 'normalization principle." Nirje's definition
has been most widely quoted: ''...making available to the mentally
retarded patterns and conditions of every day life which are as
close as possible to the norms and patterns of the mainstream of
society." (p. 181). 16
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This principle has gained considerable popularity in the United
States during recent years. It has become the principal guideline
for formulating service delivery systems of all types, including
residential services.

One of the basic premises of normalization is that behavioral de-
viance can be reduced by minimizing the degree to which persons
are treated differently from '"normal™ persons.

. The early definitions of normalization stressed the importance

of using normative procedures and settings iri programs for retarded
persons. Hence, the principle dealt with normalization as a process
rather than as an outcome. Yet, as Roos (1972b) has stated, "ad-
herents of normalization may have inferred that normative preeeduree
would yield normative outcomes, but this assumption does not neces-
sarily follow logically nor has it been fully established empirically "
(p. 146). This distinction between normalization as a meansfor
reaching desirable goals and its adoption as a goal in itself was
recognized by the following conclusion of the ILSMH (Roos, 1969¢):
""Normalization techniques which have proven very successful with most
retarded children and adults may be modified to the degree that such
modifications are more successful in developing normalized behavior
in individual retardates " (p. 24).

Wolfensberger (1972) has recently expanded the definition of the
principle of normalization to include both process and goal. He
defines normalization as ''utilization of means which are as cul-
turally normative as possible, in order to establish and/or main-
tain personal behaviors and characteristics which are as culturally
normative as possible " (1972, p. 28). In applying this broadened
definition to residential services, Wolfensberger (1972) describes
five major implications of normalization:

1. Integration: This principle '"...demands that residential
services, like all services, generally need to be community-
integrated and diepereed so that residents will intermingle
with typical citizens in typical activities' (Wolfensberger,
1972, p. 8). Hence the location, size, and accessibility of

ree;dent;el services become crltlcally important,

2. Smallness: Residential facilities need to be small to ensure
that cemmunitiee can abeerb their reeidente effectively
management" and "1nwerd rether then Dutwerd directlon of both
resident and staff socialization' (Wolfensberger, 1972, p. 81).

3. Separation of the domiciliary function: This principle "...
demands that as few central services as possible be provided
as part of a residential unit.... Residents should go to
regular community resources and services...! (Wolfensberger,
1972, p. 83). Grouping of services within a single building,

17
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or even on the same ''campus' should be avoided if at all
possible, since normative patterns clearly separate resi-
dential from other types of services.

4. Specialization: Residential facilities designred to serve
specific types of residents help to separate the domiciliary
function, as well as serve to separate age groups, and groups
requiring different types of environments. Wolfensberger
(1972) points out that specialization "...imposes the medi-
cal model only upon those who definitely need it. Further
specialization reduces other undesirable types of hetero-
geneity of client groups.... In many of our institutions,
those who need detention or a high degree of structure and
supervision are housed in the same living units as those who
do not, but because of the needs of the less advanced residents,
all r231dent5 are subjected to a high degree of structure,
supervision, and perhaps even detention " (p. 83).

5. Continuity: This principle refers to the necessity for
continuity among different types of residen:ns, and between
domiciliary and nondomiciliary functions. according to
Wolfensberger (1972), "a continuum of living facilities will
provide many more options than exist now so that individuals
can be moved along the continuum of supervision as needed, in
either direction ' (p. 84).

Consumers and their representatives should be maximally involved in

plannlng, programming and decision | maEing

NARC was stimulated by 1nadequacy of services, popular apathy,
professional mishandling and the hope by parents that their handi-

capped children could be helped (Roos, 1970b). These organizations
have steadily gained in strength so that in recent years they have

become a significant force for social change.

Increasing consumer participation in the planning and monitoring

of services is being paralleled by growing consumer sophistication
and expertise. Voluntary organizations, such as NARC, have devel-
oped systematic training programs designed to train their own
members to function effectively as program planners and evaluators.
In 1972 NARC developed a sophisticated curriculum and set of manuals
to prepare parents and other consumer representatives to evaluate
the adequacy of residential facilities and to work constructively
with administrators in implementing change.

With increasing consumer expertise myths which were shared by many
professionals and their clients are rapidly fading (Roos, 1969b).
These fading myths, which impeded cooperation between professionals
and consumers in the past, include the fallacies of professional
omniscience and professional omnipotence. The veil of secrecy

18
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behind which some professionals conveniently hid information from
consumers because of its 'confidential' or 'traumatic" nature is
likewise beginning to evaporate as consumers are demanding direct
access to all information required for decision making.

Parents of retarded children are rebelling against being stereo-
typed as "emotionally disturbed' persons in need of 'psychotherapy"
or "counseling.'" Chronic sorrow is becoming recognized as a

normal reaction to having a retarded child rather than as a symptom
of psychopathology {(Olshansky, 1966).

Consumer involvement transcends the participation of individuals
in support of their own children and already has impacted on

Recent legislation has formalized the role of consumers in pro-
grams for the handicapped. For example, the Developmental Disa-
bilities Services Act (1971) requires consumer membership on both
the state and national councils charged with planning and evaluating
service programs. Parents and retarded persons, themselves, are
beginning to participate on human rights committees generated by
recent litigation (e.g., Wyatt v. Stickney, 1971).

The emerging citizen advocacy programs for retarded persons are
placing citizen advocates in roles of monitoring and evaluating
services for retarded persons (Wolfensberger, 1972). Formal
advocacy projects are blossoming throughout Canada and the United
States. Organizations such as NARC have initiated national train-
ing programs to implement the citizen advocacy model,

Consumer groups have also begun to imsist that programs meet
criteria of excellence and that appropriate standards be developed.
These groups have, for example, testified before congressional
committees regarding proposed legislation affecting the quality,
goals, and funding of service programs. The impact of such legis-
lative efforts is evidenced by an increase in Department of Health,
Education and Welfare funds directed into mental retardation pro-
grams from 14 million dollars in 1955 to 600 million dollars in
1971,

The legal and human rights of retarded persons must be recognized and

protected.

The importance of these rights was emphasized when the United
Nations General Assembly (1972) adopted the Declaration on the
Rights of Mentally Retarded Persons. '

Among the specific rights of the mentally retarded persons identi-
fied, the following are ¢  special interest:

1. ....To the maximum degree of feasibility, the same rights as
other human b=ings.
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2. ....To proper medical care and physical therapy and to such
education, training, rehabilitation and guidance as will
enable him to develop his ability and maximum potential.

3. +...If care in an institution becomes necessary, it should
be provided in surroundings and other circumstances as close
as possible to those of normal life.

4. ....To protection from exploitation, abuse and degrading
treatment,

The United Nations action followed the adoption of a similar docu-
ment by the ILSMH (1968) at an international symposium held in
Jerusalem. The rights outlined by the ILSMH became the foundation
of many of that organization's succeeding policies and resolutions,
including its official conclusions regarding residential care
(Roos, 1969).

Unfortunately, violations of the legal and human rights of the
retarded have continued into the present (Roos, 1972a). Adoption
of laudable 'bills of rights" and even the passage of legislation
are often not effective in eradicating discriminatory praztices,

A study by the NARC (1971) indicated no significant relationship
between state laws mandating education for retarded children and
actual participation of such children in educational programs.
Advocates of retarded citizens are, therefore, increasingly ap-
pealing to the courts to expedite refarm

Litigation on behalf of retarded persons has spread rapidly among
the states (Abeson, 1972; Haggerty, Kane and Udall, 1972; Roos,

. 1972a; Friedman, 1973; ng, 1973; PCMR, 1973). Class action suits
have been mounted on the basis of v1clatlan of basic constitutional
rights, particularly the Fifth, Sixth, Eighth, Thirteenth, and
Fourteenth Amendments of the U.S, Cmnstltutlan The concepts of
right to education and right to treatment have been the two main
foci for legal activity. Attempts have been made to define minimal
acceptable standards for residential services, and in at least one
case (Wyatt v. Stickney, 1971) specific detailed standards were
mandated by the court.

The recent creation of several national groups devoted specifically
to the issue of the legal rights of the retarded attests to the
growing interest in this area. The American Bar Association has
formed a Subcommittee on Law and the Mentally Retarded. The
National Council on the Rights of the Mentally Impaired has been
established by the American Civil Liberties Union Foundation and
the Center for Law and Social Policy. The National Association
for Retarded Citizens has established a National Legal Advocacy
Committee, The National Center for Law and the Handicapped was
recently created by joint sponsorship of the National Association
for Retarded Citizens, Notre Dame University, Council for the
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Retarded of St. Joseph County (Indiana), and the Family Law Section
of the American Bar Association. Escalation in legal action on
behalf of handicapped persons is likely to catalyze change in ser-
vices during the next few years, and residential services are likely
to be particularly affected.

National standards should be developed to ensure quality of residential

services for the mentally retarded,

The precursor of a formal national accreditation procedure was
undertaken by the American Association on Mental Deficiency (AAMD),
Division of Special Studies (Hubbard, 1969) when it conducted a
voluntary evaluation study of 134 institutions between 1966 and
1969. Each facility was evaluated by its own staff and by a small
team of ''expert" evaluators using standards developed by the AAMD
in 1964 (AAMD, 1964).

While this evaluation study was in progress, the National Planning
Committee for Accreditation of Facilities for the Retarded was es-
tablished by the AAMD, the NARC, the UCPA, the Council for Excep-
tional Children (CEC), the American Psychiatric Association (APA},
and the American Medical Association (AMA). The resulting Accre-
ditation Council for Facilities for the Mentally Retarded (ACFMR)
joined the Joint Commission for Accreditation of Hospitals (JCAH).
Detailed standards were developed by teams of professionals,
administrators, and consumer representatives, and the accreditation
process began in 1971. Accreditation, which is still a voluntary
process, is based on the institution's performance in relation to
certain standards and results of a program audit of a selected
sample of residents.

The current standards incorporate the major ideological develop-
ments outlined above, including normalization, a developmental
approach to services, consumer participation and protection of the
legal and human rights of retarded persons.

Although the accreditation process is still in a developmental
stage and remains a voluntary procedure, its impact on improving
services can be considerable. Already federal legislation has
been proposed which would incorporate the ACFMR standards into
law, and courts have borrowed from the standards in mandating
changes in state institutions.

Expandigg,techna}pgy should continue to improve residential services

and to decrease the need for institutionalization.

In general, modern technology is not broadly applied. Within
institutions the majority of residents is not property served (Hub-
bard, 1969). Available technology could: (1) significantly reduce
the incidence and prevalence of retardation, (2) minimize the need
for institutionalization, and (3) increase the degree of independ-
ence and productivity of almost all retarded children and adults.
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The effectiveness of programs of early stimulation has been demon-
strated (Heber, 1972)., Behavior modification and its derivative
has been particularly successful in helping retarded individuals
progress. toward developmental gcals (Watson 1970 Roos 1972b),

persons 1nclude, (1) aggllcablllty to non- verbal and ”serlgusly
disturbed' individuals, (2) implementability by relatively
unsophisticated tralners (lnciudlng parents and direct care
staff), (3) effectiveness in minimizing such objectionable behav-
iors as self-destructiveness and self-stimulation (4) success in
developing highly varied skills including language and basic
social skills, (5) applicability in a wide spectrum of settings,
(6) suitability for group application, and (7) relative ease of
evaluation by quantification of results, Through the implementation
of technological advances for residential services the so-called
""custodial" model is losing its credibility. Degree of impairment
and age are no longer valid reasons for excluding individuals from
active programs. ’

Whenever possible, retarded persons should be integrated into society
and participate as fully as possible in the activities of the culture
to which they belong.

Generic, rather than specialized, services should serve the re-
tarded whenever practical (Jaslow, 1967). Since inappropriate
institutionalization seems to have detrimental effects on cognitive,
social, and personality development (Goldfarb, 1945; Spitz, 1949;
McCandless, 1964; Zigler, 1961, 1966; Butterfield and Zigler,

1965), every effort should be exérted to prevent premature or un-
necessary institutional placement and/or to minimize its duration.
This thrust toward decentralization of residential services is
consistent with normalization and has been endorsed by the courts
under the rubric of the '"least restrictive alternative."

Decentralization of multipurpose institutions requires community-
based residential alternatives. A multitude of models has been
described in the literature Ce.gi;gHelselg 1971; Wolfensberger,
1971b) and an increasing number of decentralized residential ser-
vices are beginning to appear throughout the land. Wolfensberger
(1971b) concludes his descwiption of types of group and individual
residences by stating: ’

I can see no reason why small, specialized living units
(mostly hostels) cannot accommodate all of the persons
now in institutions. In turﬁ, I béiiéVE that many persans

better in individual placements. Thus, we Should experl—
ence not only a shift of places from 1nst1tut;nﬁs to other
group residences, but also a decline in the demand for any
type of group residence. (p. 32).
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Helsel (1971) describes four pitfalls to the development of decen-
tralized residential services: (1) failure to provide protective
services, (2) underutilization of some existing community group
r351dén:es, (3) lack of acceptance on the part of the community,
and (4) federal financial uncertainties. The first of these pro-
blems is perhaps the most serious deterrent to parents, who are
threatened by the lack of permanence associated with most community
residential programs. This area is now receiving increasing atten-
tion, particularly from consumer groups (Helsel, 1971).

Other Ingredients

The future of residential services for the retarded will probably re-
flect the impact of the trends and ideological shifts noted above.

The ultimate shape of residential services will also, of course, bear
the imprint of changes in the overall fabric of society. Hence many
of the technological, SOC1olog1cal and cultural changes anticipated by
Toffler (1970) could have major influence on services for the retarded.
Indeed, the major ingredients of Toffler's future, i.e,, transcience,
navelty and diversity, have been directly related to mental retardation
services (Roos, 1972a)., Residential services for the retarded of the
future will be strongly influenced by the degree to which these ingredi-
ents predominate,

Technological advances could have major impact on the incidence and

prevalence of mental retardation. For example, the need for specialized
residential services is likely to decrease if the incidence of profound
and severe retardation 51gﬂ1f1cant1y declines, as Wo¥fensberger has pre-

dlcted (19713) Improvement in pracedgres d351gned to fn%ter the

magar 1mpact on residential services. For example 1f large numbers of
retarded persons showed marked increases in their intellectual ability,
then, the need for residential services would greatly decrease. Also,
advances in human engineering and behavior modification could revolu-
tionize the design of buildings and training equipment, as already
suggested by exploratory automation of training environments (Watson,
1968; Bensberg, Colwell, Ellis, Roos and Watson, 1969),

Shifts in some of society's major institutions could also greatly
affect services to the retarded. Multiple marriages, decentralization
of the family, proliferation of professional surrogate parents, and the
increase of communes could all have important repercussions for insti-
tutions. If, as seems probable, a greater variety of patterns of co-
habitation becomes normative, more alternative models of community-based
residential models will becﬂme available to the retarded.

The trend toward greater diversity (Toffler, 1970) suggests increasing
tolerance of behaviors currently considered deviant, and growing accep-
tance of retarded persons as members of society. Indeed it seems

probable that the very process of labeling will be revamped to minimize
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stigmatizing and negative self-fulfilling and self-limiting prophesies.

Shifting national priorities could likewise alter the course of
residential services for the retarded, De-escalation of federal funding
for human welfare programs could directly affect the quality and quantity
of residential programs. Curtailment of research and manpower develop-
ment programs could also have major consequences. For example, delay
in technological advances could delay decentralization of multipurpose
institutions predicated on effective habilitation programs. Legislative
developments in such diverse areas as housing, national health insurance,
social welfare and vocational rehabilitation could all significantly
influence the course of services for the retarded (Boggs, 1972; Roos,
1972a).

Changes in society's basic value system could alter existing
ethical, moral and legal concepts to such an extent that the very goals
and objectives of service programs for retarded persons could be modi-
fied. As individuals gain increasing control over their -own destiny
through sophisticated technology, questions of values become pre-eminent
in shaping the course of history. Questions regarding the ethics of
genetic engineering, euthanasia, abortion, sterilization, psychosurgery,
behavior modification through aversive conditioning, bio-feedback, cloning,
psychopharmacology, and many other technological advances are being
debated with increasing vehemence (see e.g., The Hastings Center Report).

The objectives of current residential programs are usually predi-
cated on values which are seldom made explicit and which may at times
be mutually inconsistent. Hence, residential services are often based
on one or more of the following implicit goals: (1) helping the retarded
to develop as fully as possible their human qualities (developmental
model and normalization), (2) developing the retarded into economically
productive persons as efficiently as possible (economic, cost-benefit
model), (3) minimizing deviance (social conformity model), and (4)
optimizing happiness and contentment (hedonistic model) (Roos, 1969a).
These goals are not necessarily mutually compatible, and they may, in
specific instances, lead to divergent service models. For example, the
model of the institution as a protective self-contained sub-community
can be supported on the basis of a hedonistic rationale while it is
condemned by advocates of normalization.

Finally, the cyclic nature of socio-cultural phenomena should be rec-
ognized as a factor impinging on service delivery models. The history
of institutions during the past century attests to the significant of
this phenomenon. The current emphasis on eradicating institutions and
normalizing the retarded (e.g., Wolfensberger, 1969b) seems to repre-
sent a return to the optimism which characterized the genesis of
institutions in the United States in the mid-1800's. If it represents
the "peak"” of a cycle, then the future might bring a reality somewhat
less extreme than that anticipated by those who predict that institu-
tions will ''fade away."
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Conclusions

The trends in ideology and service delivery systems discussed in
this paper can be summarized as specific predictions. The following
conclusions are limited to probable developments within the next ten
to twenty years. They are specifically applicable to the United States,
although they appear congruent with trends noted in many other countries
as well (Roos, 1969c). The statements are oversimplified for clarity
of exposition, since they generally summarize trends discussed in de-
tail in the body of the paper.

1. Residential services for retarded persons will be predicated
on a developmental model of mental retardation.

2., Normalization, defined as both a process and a goal, will be
a guiding principle in the design of residential services.

Residential services will be decentralized, dispersed and
articulated with other community-based services. Retarded
residents will increasingly use generic services of all types.

Tl

4. Residential facilities will be specialized to meet the unique
needs of relatively small, relatively homogeneous groups of
individuals. The estimate of the desirable size of facilities
differs considerably among experts; some consider a capacity
of 500 to be an acceptable maximum limit (Roos, 1969¢), while
others advocate a maximum size not to exceed 20 (Wolfensberger,
1969b). In any case, the size and appearance of residential
facilities will be in greater harmony with the communities
of which they are a part than is true of the typical contemp-
orary multipurpose institution,

5. The '"custodial care' model of residential service will be
ming, transitional services and short term placements.
Individual placements, such as boarding, foster or adoptive
placements, will increasingly serve the long-term residential

6. Facilities and services will, in general, approximate

culturally normative patterns, Deviations from normali-
zation will result when alternative approaches prove to be
more effective in reaching developmental goals. Advances
in human engineering and behavior modification are likely
to influence the design of specialized environments and
equipment.

7. Residential services will emphasize small, homogeneous
groupings of residents, regardless of the total size of
the facility. Private or semi-private sleeping rooms will
replace the current mass sleeping quarters and groupings
will seldom exceed eight individuals.
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8. If relatively large facilities survive, staff will be deployed
by units rather than along discipline-oriented departments.
Institutions which are organized by units will essentially
operate as a ''cluster' of '"mini-institutions,'' each serving a
relatively homogeneous population and staffed by an integrated
cadre of professionals, administrators, and direct-care per-
sonnel, with involvement of volunteers and consumer represent-
atives.

9. Services to the retarded will be delivered by multi-disciplinary

meet the particular needs of the individuals being served.
Professionals will gain increasing flexibility in their roles
so that cross-modality approaches (Helsel, 1971) will be common.
Administration of programs will be vested in individuals on

the basis of demonstrated expertise and administrative skill
rather than on the basis of membership in a specific profession.

10. The hospital model of residential services will be restricted
to the specialized situations serving retarded persons who are
physically ill or who require intensive medical treatment.

The hospital model will be abandoned and recognized as inap-
propriate for the vast majority of the retarded.

11. National standards will exert increasing influence on quality
control of residential services. Evaluation will increase in
sophistication and will focus on outcome measures and assess-
ment of client progress.

12. Staff training will assume greater sophistication and will
become more successful in modifying staff interaction with
clients (i.e., '"modifying attitudes"). New careers will
evolve to fill the needs for direct-care personnel and to
capitalize on community colleges and innovative educational
programs.

13. Residential programs will develop greater affinity for joint
research and educational undertakings with universities,
colleges and other agencies. Cost-benefit studies, compara-
tive evaluations of varied service models and research into
administrative and management strategies will flourish (e.g.,
Budde, 1972).

14. The human and legal rights of the retarded will become firmly
recognized and current discriminatory, exploitative and de-
humanizing practices will be gradually eliminated. Protective
and monitoring mechanisms, such as human right committees and
periodic consumer evaluations, will become regular components
of residential services.

15, Consumers and their representatives will routinely participate
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in decision making, planning and evaluation of total service

Protective services of all types will proliferate, ensuring
stabilit and permanence to the dispersed residential ser-
vices of the future. Advocacy systems will assist retarded
persons with practical problems of living as well as with
meeting personal emotional needs.

Opinions remain divided regarding the future of centralized
institutions. The following quotations reflect the continu-
ing divergence of thought on this issue:

"I hope that we can recognize the fact institutions
are with us, they are going to continue to be with
us and we had better accept the fact that this is
one facet in a total program for the retarded.”
(Acuff, 1969, p. 19) - Superintendent of a state
institution, commissioner of a state agency, and
former president of the National Association of
State Mental Retardation Program Coordinators.

"The concept of the 'institution' will disappear;
instead, a broader concept of 'residential service'
will take its place.'" (Wolfensberger, 1969b, p. 51)
- Visiting Scholar at the Canadian Institute on
Mental Retardation and prolific author in field

of residential services,

"At least two viable models currently embody most
principles advocated by the Symposium: the de-
centralized institution physically scattered within
a community, and the simplified community-like
institution which maintains active interaction with
the community.'" (Roos, 1969c, p. 26) - Summary of
international symposium by the ILSMH.

The trend toward increasing diversity noted by Toffler (1970)
should lead to an increasingly pluralistic society in which
multiple variations of residential services are available to
meet the unique needs of individual retarded persons. No
single model is likely to meet all needs. To make this as-
sumption would be to fall victim to Toffler's supersimplifica-
tion.
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