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ACTI ON | MPLI CATIONS, U.S. A TODAY!

The contributions to this volunme have brought together the best
t hought available today in the real mof services in nental retardation
It is an inpressive collection and one that adds substance to our hopes
for a better future for the retarded. 1In this final chapter an attenpt
will be nade to pull together the main trends of thought and relate them
to i ssues which need to be faced in our country and our states, and by
our Federal Governnent as nuch as by the citizenry at |arge.

Thi s discussion has been structured around six broad areas of
concern: phil osophies and concepts; strategi es of change (e.g., planning
| egi sl ati on, research, evaluation); human nanagenent progranmm ng
adm ni stration and financi ng; nmanpower and staffing considerations; and

| ocation and design of facilities. CObviously, there will be points which
have rel evance to nore than one area; while there will be sone cross-
referencing, a point will generally be discussed in the area to which it

appears to be nost rel evant.

Phi | osophi es and Concepts

W thout a doubt, as far as the future of residential (as well as
many other) services is concerned, the concept of normalization
presented in Nirje's chapter has enmerged as the npbst inportant one in
this book. Developed in Scandi navia where it had |long been reflected in
the broad network of human wel fare services even before the particul ar
term was adopted, this concept is elegant in its sinplicity and
parsimony. It can be readily understood by everyone, and it has npst
far-reaching inplications in practice.

The aut hor wi shes to acknow edge his great indebtedness to Wl f
Wl f ensberger for considerable aid in the conceptualization and
formalization of the material in this chapter.

There is need to clarify some terns that influence the way people
think. One should think in terns of "residential services," as indicated
inthe title of this volume, rather than "institutions,"” a term which
refers to congregate care practices of the past--but not of the future.
"Residential services" is also nore appropriate than "residential care,”
which inplies a nore narrow concept. Finally, the term"residenti al
services" is appropriate in the plural, referring not nmerely to a
relatively unitary concept such as enbodied in the traditiona
institution, but to a range of diversified and specialized services as
descri bed by Tizard and Dunn
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The normalization principle draws together a nunber of other
lines of thought on social role, role perception, deviancy, and stigma
that had their origin in sociology and social psychology. It inplies
programm ng on three distinct |evels.

1 On the first level, a deviant individual, in our case
a nmentally retarded person, should be enabled to behave in such a
fashion that he will be perceived as non-deviant or at |east |ess
deviant. N rje has outlined in considerable detail the course of

action that is inplied. Briefly, nornalization entails helping a
devi ant person, within the limts of his capacities, to learn to
speak, act, groom eat, dress, etc., like typical persons of his age
and sex. |In other words, on this level, nornelization parallels nmany
of the practices of rehabilitation.

2. On the second level, the main task is to interpret the
devi ant person to others in such a fashion as to nmininize his
di fferences fromand maximnm ze his simlarities with them Here
comuni cati on assunmes great inportance. It nmkes a big difference
whet her an adult person is presented in a normal tone of voice as
"M. John Smith," or sonmewhat condescendingly as "John," or, in what

ever spirit, as "a nongoloid." Interpretation can, of course, also
be nonverbal. A person who is housed in a tile-decked hall with a
drain in the floor and an open toilet in the corner and who is seen
goi ng about in diapers or an ill-fitting hospital coverall is, of

necessity, perceived as a creature which bears little relation to a
human bei ng.

We nmust keep in mnd that interpretation of this nature
has a circular effect. It affects not only outside observers but also
those who work with the interpreted person. Thus, an attendant who
constantly sees retardates exist in zoo-like surroundings will cast
theminto the animal role and will, in turn, hinmself assume the keeper
role. Simlarly, an institutional worker who sees retardates in an
envi ronnent whi ch makes no devel opnmental demands and whi ch enphasi zes

the deficiencies rather than the strengths of residents will conme to
believe that they are not capable of growth and learning. |In turn, a
mental ly retarded person will tend to go along with this "nonl earning"

role that is thrust upon him

3 Onthe third |l evel of programm ng for nornalization
enphasis is on nolding attitudes of the public so as to make it nore

accepting of deviancy in general, including deviancy in intelligence,
-'The term"typical" is chosen here because it refers nore clearly to

a statistical concept such as the nedian, or node, in contra-

distinction to the term"normal," which evokes controversial theo-

retical notions regarding the nature of normality.
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educati on, appearance, manners, dress, grooning, speech, etc. The
deviancy of the retardate will be dininished to the degree that
ordinary citizens gain a broader perception of normality and beconme
accepting of a wider range of variation in the performance, appearance,
and capability of fellow human bei ngs.

Four highly interrelated concepts of residential service can be
derived directly fromthe nornmlization principle. These are integration,
di spersal, specialization, and continuity.

I ntegration

Integration refers to those nmeasures and practices whi ch maxinize »;,
a retarded person's conmunity participation. Obviously, there are
degrees of integration. Mxinal integration is achieved by the retarded
person who lives in an ordinary famly setting in ordinary conmmunity
housi ng, who nbves and communi cates in ways typical for his age, linted
though they nay be, and who utilizes, in typical ways, typical community
resources such as schools, churches, hospitals and clinics, bowing
all eys, swi mm ng pools, and job placenents. For others, this pattern of
mexi mal integration is not feasible; they are in need of one or nore
speci al i zed services, and nust be restricted in certain ways or excluded
fromcertain commonly enjoyed activities. The inportant and too
frequently neglected point is that one restriction, exclusion, or
limtation should not automatically invoke a host of others nerely
because this is in keeping with the perceived pattern of nental
retardation.

I ndi vidual i zation is an essential feature of normalization and
assures social approval while granting nmaxi numintegration into those
normal |ife patterns of which a retarded person is capable at any given
time. Individualization, in turn, requires recognition of basic human and
i ndi vidual patterns of growmh and change, of the rise and wane of needs.
Hence there nust be provision for periodic review to make certain that
services are not only instituted but also termnated in keeping with
changes in needs.

We are finding increasingly that special grouping of retardates is
not al ways necessary in order to nmeet special service needs. Thus, we
are gradually noving away fromthe traditional concept of special
education via segregation, and toward a concept of special education
which utilizes to the maxi num possi bl e extent regular public school and
ot her educational services, and which provides special instruction to neet
special needs with a m ni mum of segregation.

Di spersa

Here, one of Nirje's principles is of the utnost inportance
every effort should be nmade not to congregate deviants in nunbers
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| arger than the surrounding conmmunity can absorb and integrate. Anpng
other things, this principle inplies that a | arge nunber of smal
facilities should be devel oped and di spersed, not only so that there are
residences in the various popul ation centers of a state but so that
these residences are dispersed within these communities.

Obvi ously, neighborhoods will differ in regard to what they can

absorb. In all likelihood, upper |ower-class nei ghborhoods of nedi um
density population and with a large array of resources (post office,
library, churches, playgrounds, novies, stores, etc.) will be capable of

absorbing nmentally retarded persons at a high rate. Thinly popul ated
upper - cl ass suburban areas beyond easy wal ki ng di stance from conmunity
resources woul d probably be | east suited.

Dispersal is also likely to enhance rehabilitation. First,
normal i zi ng opportunities associated with dispersal are likely to in-
crease social skills, in contrast to habilitation progranms in institu-
tions where each habilitative measure is likely to be counteracted by
power ful abnormali zi ng and dehumani zi ng conditions. Second, dispersa
permts placenment of residences near industry and work opportunities,
again in contrast to many institutions which either have nore residents
than surroundi ng busi ness can absorb in unskilled and sem skilled jobs
or are located far from enpl oynent opportunities in general

Speci al i zati on

Di spersal is difficult, perhaps inpossible, to achieve without
specialization of residential functions. It is inconceivable that a
smal |l residence in a neighborhood coul d adequately and sinmultaneously
serve all those functions that the traditional institution serves. In
other words, a small residence could not serve both the newborn infant
and the senescent, the mildly and the profoundly inpaired, the well-
socialized and the ill-socialized. Nor, as pointed out by
Wol fensberger, Nirje, Tizard, and Dunn, is it desirable to perform
omi bus functions in one residence even if one coul d.

Di spersal not only serves the principle of normalization but, as
Dunn has so well analyzed, it also opens up new possibilies for
manpower utilization and econony. Particularly in urban areas, it wll
be possible to draw from such a | arge nunber of retardates needing
residential service that hostels with very strongly focused functions
and very honmpgeneous resident groups can be constituted. Thus, many
hostel s can specialize on beconm ng i nexpensive "sl eeping hones." Qthers
coul d house residents who stay only from Monday through Friday, and who
return to their famlies on weekends. |In addition, there can be
hostel s where resident children attend ordinary community school s
during the day, or where resident adults go to regular or sheltered
jobs in the daytinme. But school attendance and ability to work in the
comrunity in open or sheltered enployment are by no neans necessary
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prerequisites for hostel living. As Denmark has |ong proven, aged
and infirmadults can also profit fromthis nornalization, provided
they do not have acute nedical and nursing needs. |n short, a con-
si derabl e portion of the institutionalized population in the United
States could fit into this schene if the necessary conmunity services
(schooling, enploynment, leisure-tine activities, day care) were

devel oped conconitantly.

Continuity

Continuity of personal functioning is inportant in achieving
normalization. This requires a continuity of available services, and
a continuity between those aspects of a person's life which are
supported by special services and those which are not.

The concept of a continuum of avail able care goes back to one of
the recomendati ons of the President's Panel on Mental Retardation, but
the word "avail abl e" has been added to underline that while an inclusive
array of services nust be in existence, the retarded i ndividual would not
necessarily be in care on a continuous basis, and would not be noved
automatically fromone service to the next. There may be periods when
his famly or, later on, he hinself can manage wi thout aid--yet as soon
as the need arises he should be able to nove back into a service system
that will aimat "mininmzing his disability at every point in his life
span" (President's Panel, 1963). Services nay well be given under a
vari ety of governnental and nongovernnental auspices--the term "systent
shoul d connote a coordinative cohesion which bridges adm nistrative or
functional fragnentation.

In regard to residential services, continuity inplies an uninter-
rupted interplay between the famly and the residential facility where
the mentally retarded person is being served. Just as entrance to a
residential facility should be gained easily and informally, so ongoing
contacts--correspondence, tel ephone calls or inquiries, visits by the
famly and visits to the fanmly hone or relatives' honmes--should be
easily acconmpdated. A very inportant aspect of this continuity refers
to the cl osest possible involvenent of the appropriate famly nenber(s)
as far as crucial decisions in the service process are concerned.

Concl udi ng Consi derations

It is obvious that integration, dispersal, specialization, and
continuity are inseparable. Dispersal permts the devel opment of
smal |l living units in neighborhoods in which integration becones
possible. Continuity, especially between home and residence, further
facilitates integration because it supports those ties that nobst
citizens have to their famlies.



The far-reaching inplications of the nornalization principle--
sinple as it is--should now be apparent. Unfortunately, the sinplicity
of a termor concept is not necessarily an asset when one considers the
desirability of making it the springboard for |arge-scale social action
There is a danger that people will brush aside a concept they consider
sinmplistic and sel f-understood, without bothering to explore its
concrete inplications. It is therefore particularly fortunate that in
1966, David J. Vail, a well-known psychiatrist and adninistrator of the
mental health and nental retardation facilities in the State of
M nnesot a, published a book entitled Dehumani zati on and the Institu-
tional Career. In this brilliant work, Vail provides a detailed
docunentation of the many ways in which our institutions serving the
mentally ill or the nentally retarded go about stripping fromthe
residents their human dignity, their identity, their notivations, their
privacy, their basic human rights. In short, not only does Vail's book
provi de the nost cogent reason for adoption of the general concept of
normalization, but itemby itemit would be possible to put into
juxtaposition for every exanple of dehumani zation given by Vail a
correspondi ng situation characteristic of the process of nornalization.

Several of the contributions to this volume nmake it very clear
that the principle of normalization applies to the parents as nmuch as to
the nentally retarded hinself, and indeed to the role of the famly as
the generally accepted social setting for interaction between parents
and their children. Since Cooke's free choice principle essentially
aims at assuring for parents of nentally retarded children the kind of
access to a multiplicity of services which usually is (or ought to be)
available to individuals in our society who are faced with a problem it
appears to have a straight logical relationship to the process of
normal i zation. This is underlined by the fact that even though Sweden
is alnost wholly conmitted to public services, Nirje in his chapter
specifically speaks of the desirability that parents have available to
them choi ces in maki ng deci sions on behalf of their retarded child.

But what is the relationship of Wl fensberger's cost-benefit
schenme to the nornmalization and free choice principles? At first
gl ance one nay be tenpted to see a basic contradiction between free
choi ce and the bureaucratic decision-nmaki ng apparatus through which
Wol f ensberger's principle would have to be carried out. What needs to
be enphasized is that his proposal is predicated on a hunan managenent
approach, an approach which is based on human factors such as the
psychol ogi cal needs of the child and the parents, and the best way to
meet them To inply that his proposal would allow a bureaucratic
organi zation to force the parent to sel ect whatever course of action is
cheapest is to pervert grossly his proposition. To the contrary, he
rightly points out that in many cases today, parents are pushed or |ed
into wong deci sion-nmaking sinply because they had no access to
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i nformati on which would have spelled out for themthe entire range of
alternatives of care available to themin planning for their retarded
chi | d.

Strategi es of Change.

Throughout the United States, one can observe isol ated exanpl es of
excel l ent specialized prograns for the nentally retarded which have been
in existence for many years, but which have not been adopted or adapted
by other states or communities. A |large nunber of professional workers,
representing many disciplines, have witten reports on out standi ng
services for the nmentally retarded in other countries, and have
furnished el aborate docunentation through the printed word and
phot ogr aphs. Numer ous committees and conmi ssions in nmany states have
reported on needs and avail able services for the nentally retarded, and
have nmade sweepi ng recommendati ons for inprovement. O particular
significance, of course, was the nationwi de effort towards conprehensive
statewi de nmental retardation planning which was a very inportant piece
of the legislative program of President Kennedy enacted by Congress in
1963. Yet, with all this, progress has been slow, and has been
particularly unsatisfactory in the area of residential services.
Therefore, it is of great inportance to search out and identify those
phenonena whi ch appear to constitute obstacles to change, and those
which might facilitate it.

Obst acl es to Change

The Societal Role Perception of Retardates as Deviants. The still
wi despread perception of the retarded person as a nenace or a subhuman
organi sm provides a particularly pronm nent obstacle. Fear of the
nmentally retarded has | ed community groups to protest not only the
| ocation of a workshop or a hostel for retarded young adults in a given
nei ghbor hood but even the establishnent of nursery classes in public
school buil di ngs.

Usual |y, various role perceptions underlie use of terns and | an-
guage which can be change inhibiting. A typical exanple is the | anguage
of the nedical nodel so well described by Wl fensberger; this |anguage
constitutes a maj or obstacle to the conceptualization of a nonnedically
oriented residential devel opnental program for those retardates whose
primary needs are not in the health area.

The Monentum of the Current Service Pattern. The sheer extent,
si ze, and nonetary value, and the econonmic utility to certain com
nmunities, of the current physical plants, facilities, and services for
the nentally retarded tend to block or delay action toward change. On
the one hand, the objecting vested interests are very strong, and on the
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ot her, changes, in order to be effective, have to be of a radical
al rost revoluntionary rather than evol utionary, nature.

The maj or professional organization in the field, the American
Associ ati on on Mental Deficiency (AAVD), which could exert a powerfu
i nfluence on the course of events, unfortunately has traditionally, and
to a large extent to this very day, been oriented towards the
conventional, institutional nodel. Thus, AAMD has tended towards the
endorsenent and strengthening of the present systemrather than to a
searching apprai sal of the degree of its continuing usefulness and to the
identification of the service areas which need restructuring. The
recently introduced AANMD program for nationwi de eval uation of state
institutions for the nentally retarded is synptomatic of this situation.
This evaluation systemis oriented toward quantitative inmprovenents in
current institutional nodels rather than towards qualitative change
through innovation. Even at that, there are no provisions for censoring
or incisive reprimand for even the npost undesirable, nmpst dehumani zi ng
practices. Indeed, the procedure of having institution superintendents
eval uate each others' institutions could have resulted in little else.

Anot her probl em devel ops when a state, or planning area, becones
too rigidly locked in on a long-range plan. Even when a new approach is
devel oped, those in the system nay be so involved in inplenmenting it and
in giving or devel oping services that there is lack of tinme and
opportunity for thought and re-eval uation which mght identify needed
change. This relates to an often- observed resistance of institutions to
consultations on a systemlevel. Consultation at this systemc |eve
can address itself to policies, basic concepts, priorities, and
organi zati on, and changes in these areas can often |ead to nore
effective utilization of existing |linmted manpower, and to great
i mprovenent in services on the clinical level. Instead, |less effective
assi stance and consultation on the clinical level alone is nmuch nore
frequently sought and nore readily accepted. Yet services at this |leve
can be extrenely inefficient or even futile if the basic systenic
structure and process of the agency need change.

bstacles to change are by no neans to be found only in projects
started | ong ago. Planning of recent origin can and does contain such
obstacles, and the risk is particularly great when the planning includes
residential facilities. For instance, Connecticut has justly received
consi derabl e accol ades for pioneering a conmunity-oriented regiona
system of programming for the nentally retarded. The focal point of
Connecticut's regional systemis the regional center. As Klaber points
out in his chapter: "....in theory, a regional center could function IN
rented space in an office building with its director and coordinators
never giving direct assistance to retarded persons.” In the early stages
of devel oping this plan, the Connecticut authorities, however, decided to
structure the regional center as a building conplex including a "small"
residential facility acconpdating up to 250 beds. The
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resultant problem-the tail wagging the dog--appears to bear out a
theoretical fornulation, devel oped by Sarason in this volune, which
refers to situations where the overall purposes of a setting becone
secondary to the purposes of its conponent parts. Sociologists
recogni ze a simlar phenonenon in the conflict between | atent and
mani fest (the real and the apparent) functions of organizations.

Adm nistering a "little institution"” housing 100, 150, or nore
individuals is a major responsibility which invariably brings with it
tasks of an urgency which nust take precedence over tasks related to
situations where the responsibility for 24-hour care rests el sewhere,
e.g., with the famly. Once the regional systemis thus tied to centers
where adnministrators, planners, and staff are confronted with constant
and i medi ate responsibility for a sizable group of handi capped
residents, its potential to change and to devel op other service
alternatives is gravely jeopardized.

Looki ng at the problem of change from a broader nationw de per -
spective, it seens that one can characterize the present devel opnent of
mental retardation services in the United States sonewhat as follows:
al though there has been w despread advocacy for increased enphasis on
nonresidential services, the need for residential services is perpetu-
ated and reinforced by the placing of a low fiscal priority on non-
residential services and a high fiscal priority on mai ntenance and
construction of residential facilities. This results in a shortage of
nonresidential services, which, in turn, leads to an accentuation of the
urgency for the creation of additional residential services which are
storing up an ever |arger nunber of individuals, since those ready to
return to the community cannot be rel eased because of the inadequacy of
the supportive nonresidential services. A vicious circle, indeed.

Legal i sm as Change Inhibitor. A nunber of well-intended but
rigid legalisns have interfered with change and progress. Oiiginally
desi gned as protective neasures, they now produce an overprotection
that is in striking contrast with rehabilitative needs. Typical of
this are cunbersonme procedures for conm tnment, adm ssion, and various
forms of release, and building codes such as those which nmake it
virtually inpossible to construct group homes which do not contain
dehumani zi ng features.

Staff Concern Wth Job Status, Job Security, and Job Opportunities.
In the past, institution attendants were generally anpbng the | owest paid
state enpl oyees, frequently had to work |ong hours, were excluded from
civil service benefits, and | acked union organi zation. While pay, and in
sonme jurisdictions hours, may still |eave nmuch to be desired, attendants
are now nore frequently protected by either union organization or civi
service or by both. However, civil service regulations and union
agreenents have a tendency to become rigid and thus interfere with
i nnovative and flexibl e progranm ng.

393



On the professional side, a sinmlar phenomenon can be observed.
Certain nedical and nursing groups have staked out jobs as their preserve
and vigorously resist changes in programrng that could lead to nore
dynam ¢ and diversified services, since their group m ght then | ose jobs,
roles, and status of which they may now be the only hol ders.

Denial of Reality. The need for change can be effectively
repressed by denying unpl easant realities which would underline the
urgency for change. For instance, it is considered bad formfor workers
inthe field to publicly | abel the gross i nhumanities which are being
comm tted upon residents of institutions. Those who expose the
atrocities will find thensel ves much nore sharply attached than those who
comrit them Blatt and Kaplan's (1967) Christmas in Purgatory is one
exanpl e, and another froma related field is the excellent docunentary
filmTitticut Follies, which depicts the process of dehumanization in an
institution for deviant offenders. Even Senator Robert Kennedy had to
experience that the people of the State of New York had very little
interest in listening to an account of the horrible conditions existing
at a large state institution located within the boundari es of New York
City,, and they were even less inclined to do sonething about them The
reference in Sarason's chapter to "eyes that do not see, ears that do not

hear, m nds that deny the evidence before theni is very nuch in place
here.

One paradoxi cal but successful maneuver has been adm nistrative
protests agai nst invasion of the privacy of institution residents, hereby
bl ocki ng exposure of institutional practices which result in routine
deni al of privacy, rights, and dignity of residents.

A kind of patriotism state chauvinism or even parochialismalso

plays a definitie role: the great state of . . ., proudly proclaimng
its preem nence in industry, finance, culture, and education, cannot
afford to let it be known that with all its riches, its glittering state

of fice buildings, its highways and freeways, it treats inits

i nstitutions human bei ngs, children anong them day by day in inhuman
ways.

Chauvi ni sm was even apparent in reactions to early drafts of this
vol ume, because it has drawn heavily on contributions of foreign
thinkers in the field. This offended the sensibilities of a nunber of
people. One objection raised was that cultural differences are such
that experiences and practices in foreign countries have little or no
rel evance to us. Such reasoning can be seen only as defensiveness.

It should be obvious to any reader that while nmany program
speci fics may be cul ture-bound, many ot her program specifics, and above
all, program principles, are very generalizable and probably even
universal . Thus, the normalization principle first devel oped in
Scandi navi a appears to have universal validity. Conprehensive services,
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under a single admnistrative unbrella, for clearly defined, relatively
snmal |, geopolitical units such as cities or counties, as exenplified by
Copenhagen, and by Ml nohus and Essex Counties, are clearly applicable to
the United States, as is apparent by the Connecticut program

Progress as an Obstacle to Change. \While technical progress
usual ly is change producing, it can sonetines serve to strengthen the
status quo. An all-too-typical exanple here has been the routine
di spensing of tranquilizers and similar drugs to | arge nunbers of
residents in institutions for the nentally retarded. On the face of
it, this seens preferable to the traditional nmethod in poorly nmanaged
institutions of having |l arge nunbers of residents in handcuffs or
strai ghtjackets. However, the "nodern" drug nethod pernmts hunman
managers to take advantage of easily accessible and easily inposed
external control, dispensed as needed nedication, rather than to
devel op programs which place reliance on hunan interactions and which
teach the residents internal controls.

Bur eaucratic Subversion of Public Policy. Public policy is usually
identified by programmmatic statenents enmanating fromtop public officials
or governnental conmnm ssions and by preanble statenents of statutory
enactnents. A nore realistic appraisal of "true" public policy can be
achi eved, however, through a conparative revi ew of budget requests and
| egi sl ative appropriations. Pursuit of the second approach will show that
despite about ten years of constant enphasis on the devel opnent of
nonresi dential facilities in the community on the part of public
of ficials, comm ssions, professional and civic groups, efforts to enlarge
such prograns are usually met with the greatest resistance, whereas
hundreds of millions of dollars are nade avail able for new construction
(and inevitably increased nmintenance costs) of residential facilities.
Legi sl ative discussion, if any, centers on how many institutions or how
| arge an institution can be afforded, and hardly ever on a searching
realistic exploration of alternatives to residential care. The phenonenon
we observe here is known to sociologists as "system nmai nt enance":
bureaucratic structures develop a powerful drive for self-perpetuation and
repul si on of outside influences which might be change producing.

Expressed public policy raises the citizen's hopes, but then frustration
sets in as the bureacracy substitutes enascul atory changes in place of the
"true" public policy.

The fact that proper attitudes are so essential to the change
process may explain why a nunber of small states have made great progress,

Institutions in the United States are under a barrage fromdrug firns
whose "detail nen," aided by various enticements, push for a steady in
crease in the use of a large variety of drugs. The situation is such as
to suggest the need for a nationw de survey of the use of drugs in insti
tutions for the retarded, and the relationship of drug usage to the
pronoti onal practices of the drug firms.
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whil e some of the worst institution conditions are found in some of our
| argest and richest states. In a small state, a nere handful of persons
in key positions need to possess good attitudes; in a large state, a

hi erarchy of hundreds of individuals may stand between a new i dea and
its inplenentation.

Facilitators of Change

From the foregoing review of obstacles to change, we now proceed to
define neans and ways of facilitating the change process.

Change Orientation. First and forenobst, it is inportant that
those associated with institutions, no |less than those associated with
any organi zati on or agency, attenpt to namke a conscientious and sincere
comitment to the process of change. Change nust not nmerely be all owed
to happen, nor does it suffice to develop a vaguely favorable attitude
toward it. \What is needed is the adoption of conscious strategies of
change, especially strategies that appear to be consistent with socio-
| ogi cal know edge and establi shed experience.

Li kert and Lippitt (1953) identified certain conditions that nust
exi st before people are ready to utilize the nethods and findi ngs of
science. One of these ingredients is problemsensitivity, i.e., there
must be awareness of shortcom ngs and problens in prevailing practices.
Anot her ingredient is a belief that there are better ways of doing
things. These two conditions are probably conplenentary; if one truly
wants to i nprove things, one should first perceive and adnmt the
exi stence in one's field or agency of inadequacies, archaisns and
anachronisns, lack of validity of theories and procedures, and in-
efficient, perhaps invalid and even harnful, practices.

Strengthening the Enpirical Orientation of Services. As
Wol f ensberger has pointed out in his discussion of cost-benefit
rational es, the introduction of a service systembuilt on these
rational es woul d nake it necessary to consider research as an integra
part of service operations. One of the nmany advantages of a service
system incorporating cost-benefit principles is that by the very nature

of cost-benefit operations, the systemw |l be tied to research
desi gned to evaluate the conparative validity, benefits, and costs of
alternative service practices and options. |Inherent in such research is

quality control and the ascertai nnent of the degree to which day-to-day
procedures of mmnagenent are consistent with the stated policies of the
agency.

However, | arge-scale operational research in institutions for the
mental |y retarded has been conparatively rare to date. Granted that
research can not be straightjacketed in a rigid operations schedule, and
that we must put a premumon the creativity of the research worker and
therefore grant him sufficient freedom and i ndependence
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in his pursuit, what could be nore uneconom cal than the hundreds and
t housands of small ad hoc research studi es undertaken disjointly and
haphazardly in the hundred-plus institutions for the nmentally
retarded in the United States.

If we wish to underpin consideration of needed changes in nenta
retardation programm ng in general and in residential services
specifically with solid research findings, there is first of all the
need of posing the right questions to the research workers. Since
studi es ained toward change nust of necessity include an assessnment and
anal ysis of that which is to be changed, we are back at a point
repeatedly treated in this chapter and book, nanely, the reality of the
present inadequacies in institutional care. To assess these fully, the
research staff nmust be given free and unhindered access to the totality
of the institutional situation wi thout exception. Inportant as these
research efforts are, their value will be limted by the fact that, of
necessity, they nust be largely retrospective. Al the nore it is
necessary to provi de generous federal financing for evaluative research
to be built into new designs for human managenent practices and
facilities.

The term "built-in research” should be applied rather literally to
the construction of new facilities. Questions as to the desirable size
of units, the nunber of people in different age groupings to be
accommodat ed i n one bedroom the size and shape of roonms, the type of
furni shings, the influence of acoustics or the type of floor covering
di ni ng procedures, the proper arrangenent for sanitary facilities, etc.
will eventually be answered with greater certainty if the adm nistrator
the architect, and the research worker, supported by the appropriate
behavi oral experts, will work out a schene whereby different "settings"
will be created so that these can be conpared in ternms of their effect
on residents, staff, and cost. Wth availability of federal financing
it should be possible to conduct collaborative and/or parallel research
projects sinultaneously in several states.

In sum federal funds should be nade available to test out on an
experinmental basis in one or two states (preferably of relatively small
si ze) Wl fensberger's decision-center nodel operating under a cost-
benefit rationale. The cost-benefit rationale should also be applied to
an apprai sal of federally supported research efforts in the field of

mental retardation generally. It is always sonewhat dangerous to guess
in advance the result of a research assessnent, but there have been sone
very definite indications that the nmillions (one could probably say
scores of millions) of dollars spent in recent years on research, quasi-

research, aand eval uati on projects have provided us with very linited
returns. Partially, these limted returns are probably a result of the
cautious, conservative, and uni magi native research grant proposals which
have been elicited, reviewed, and approved. The question which
suggests itself is whether we would not be further ahead in
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practical know edge if noney had been nade avail able from federa
sources for sone carefully eval uated projects of daring experinenta-
tion with innovative services.

Federal funds should be appropriated for such research, and
speci al procedures should be instituted to elicit and review bold,
i magi native, innovative, and well - designed research and eval uati on
proposals in the service area. One possible nechanismwould be to
convene one or nore conferences of innovative thinkers in the field in
order to discuss and define ideas and proposals. Sonme of these
proposals could then be selected for inplenmentation, and workers in
the field could be encouraged to submit, specific proposals that could
be reviewed conpetitively in regard to quality of design, cost, and
l'i keli hood of the applying investigators and agency to be able to
carry out the study.

Encouragenent of Heal thy Controversy. Vigorous exchanges of
vi ewpoi nts, and the airing of far-out concepts, new and ol d, appear
to be an inportant medi um of change. Thus, disagreenent over practi-
ces and policies should be encouraged rather than inhibited. Such
controversy should be encouraged even if it may be at tines painful
unpl easant, or enbarassing; the field has been nuch too apt to be con-
cerned with the feelings of the adnministrators of institutions rather
than with the feelings of the inhabitants. The Anerican Association
on Mental Deficiency in particular owes it to its professed objectives
to enter actively into the many controversi es which have been raised
in recent years and to use the pages of its journals to reflect these
i ssues. When institutional mi snmanagenent, brutality, and indol ence
occur newspaper exposes perform an essential public service; however,
of necessity they are "shot fromthe hip," and therefore all the nmore
the profession should discuss in its journals the vital issues con-
cerning practices in admnistration, rehabilitation, and therapy which
are put into question through these "explosive" situatians,

By the same token, institutions should actively seek the es-
tabl i shment of study and review comm ttees, rather than having inves-
tigations and refornms thrust upon them Such conm ttees can be es-
tablished to concern thensel ves both with the institution as a whole
as well as with specific departnents or activities, as suggested by
Bl att.

Governmental Study. A nechani sm of which the present book is a
mani festation is government study, both on the national and the state
| evel. Such study on a long-termbasis is likely to have very
salutary effects on the field. Already the federal governnent has
made a vital contribution with its sponsorship of the President's
Panel on Mental Retardation and the President's Committee on Menta
Retardation, and its support of a nationwi de effort for statew de
conprehensive nmental retardation studies. However, the very
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conpr ehensi veness of these studies on the one hand, and on the other,
their coverage of only one state at a tine, constituted a severe lim-
tation. What is needed are studies jointly sponsored by the federa
governnment arid a nunber of states which will analyze, on a conparative
basis, certain acknowl edged problemareas in the field of residential
services for the nentally retarded, |eading to nmeani ngful reconmenda-
tions which relate to the reality encountered in the studies.

On a national level, relatively narrow but inmportant areas
wi thin the broader scope of the subject matter night be singled out
for study. For exanple, the President's Conmittee could sponsor tha
devel opnent of a handbook on nornalization, spelling out in as much
detail as possible, nornalizing features of services and buil dings.

Change in Governnental Granting Practices. The government can
do much nore than appoint study groups. It can give new directions by
exercising greater discrimnation in its granting practices. Federa
| egislation is needed which not nmerely encourages new service patterns
but di scourages continuation of the old ones. |If the federa
governnment will undertake the kinds of study suggested above, there
woul d be increased |ikelihood that Congress would rmake it possible for
government agencies to award grants nore selectively. Thus, grants
coul d be awarded to institutions that have shown evidence of their
wi |l lingness to change, rather than to make awards in the hope that
these will lead to change. Those states could be given priority which
are actively supporting dispersal and integration of residential ser-
vi ces, rather than states which continue to enlarge existing |arge in-
stitutions, or which place new residential facilities in renpte |oca-
tions.

Parents of Retarded Children as Change Agents. Aside from
brief references in the chapters by Bank-M kkel sen, Grunewal d, and
Kl aber, relatively little has been said in this volunme on the role and
functioning of parents of retarded children in the field in genera
and in residential services in particular. Yet the official record
will show that in Denmark, in Sweden, and also in Connecticut the
associ ations of the parents of the nmentally retarded not only played a
nost significant supportive role in the devel opnent of the service
nodel s described in this book but entered into the precedi ng concep-
tualization and social engineering in a very decisive way.

There are many ot her exanples fromthe international scene
showi ng parent associations as effective change agents. 1In the United
States, the National Association for Retarded Children (NARC), with
its research fund and di stingui shed research advi sory board, contribu-
ted substantially to a change in scientists' view of this field as a
legitimate and worthwhile area for scientific inquiry. From Canada,
the Ontario Association for Retarded Children nobilized international
interests in the special physical training needs of nmentally retarded
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children and adol escents. In Western Australia, it was the parent
associations which introduced a specialized clinic for the study of the
mentally retarded in a setting since taken over by the state. In

Engl and, the National Society for the Mentally Handi capped contributed
substantially to a change in service concepts for the severely retarded
by the establishment of a national training center and hostel at Slough
and of vacation and short-stay homes. Finally, in a symposiumheld in
Stockholmin 1967, the International League of Societies for the
Ment al |y Handi capped devel oped new fornul ations of the individual

rights of the mentally retarded which have been recognized widely as
the forerunner of a whole new conceptualization in the field of menta
retardation, underpinning the broader concept of normalization.

Yet there has been and still remains in some quarters consid-
erabl e uneasiness about an involvement of parents of the mentally
retarded in the devel opment and adm nistration of services and in
planning for change. Admnistrators are far more ready to extend to
them their sympathy, guidance, and concrete assistance than to ack-
nowl edge them as active participants in the process of social pro-
gramm ng. On occasions when representation of citizen interest on
civic bodies, commttees, and study comm ssions is involved, the opin-
ionis likely to be voiced that representation fromthe parent asso-
ciation is not desirable, since they are too close to the problem Yet
when it comes to discussion of agricultural problems, farmers are not
content with having leading citizens represent them and physicians wil
not even recognize commttees dealing with health matters on which they
are not promnently represented. One often hears the ster eotyped
objection that parents and parent groups are interested only in
i mmedi ate solutions and lack or are unwilling to apply long-range
viewpoints. Yet the same can be said of adm nistrators of public pro-
grams, and in recent years parent associations have repeatedly objected
to the expediency of make-shift relief measures and insisted on
adequately thought-out, |ong-range programm ng

Unfortunately NARC has |ost much of its original forcefulness,
and particularly in the area of residential care it has not been
aggressive enough in informng the general public, legislative bodies,
and key professional organizations of the disgraceful situations in our
state institutions, involving gross violation of state law and state
standards, gross lack of the most essential pieces of clothing

An example of this occurred in Illinois, where the parent associ -
ation successfully objected, in spite of long waiting lists, to the
construction of an additional residence building on the grounds of an
al ready over-large institution, even though they were informed that
their objection mght delay availability of additional bed space
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and beddi ng, gross violation of residents' civil rights, and instances
of cruel and i nhuman puni shrment, unjustified use of restraints, and
prol onged detention. O all these nmatters no one has a nore penetra-
ting know edge than NARC s nenbership, but not enough has been done to
use this know edge strategically for the ultimte benefit of the
institutionalized nmentally retarded children and adults, who are so
desperately in need of a forceful advocate.

Vol unteer and Citizen Contribution. A vital factor on the
Anmerican social scene is the volunteer, and in this particular con-
text, the volunteer who as an interested citizen activist gives freely
of his tinme to participate vigorously in organizing, guiding, and cri-
tically reviewi ng and apprai sing hunman wel fare services in his commun-
ity, his state, and his country. As an independent citizen w thout
vested interests in the subject matter, he is often an ideal person to
call to public attention disturbing devel opnents which require change,
such as the exi stence of dehumani zi ng, unworthy, or inadequate
services to other human beings. To the degree that it requires con-
troversy to acconplish this, he can and should create such controversy.
To the degree that sustained publicity is required to elicit public
concurrence, he is in a position to develop it. 1In the role of onbuds-
man, adopted from the Scandi navi an nodel, he can introduce a new pat-
tern of safeguarding the rights of the nentally retarded, of their
parents, and also of those who work with the retarded. Citizen vol-
unteers can perform an inval uabl e service by gaining the support of
i ndi viduals or groups in the community who for various reasons are
opposed to the initiation and naintenance of services and facilities
on behalf of the mentally retarded. Wthout the help of volunteers,
change may be | ong del ayed; with their active participation, change
may be considerably accel erat ed.

It is of vital inportance that there be always consuner groups
and citizen activists who retain their freedomto criticize the es-
tabl i shed agencies and policies. Thus, such consuners and activists
shoul d be careful not to be maneuvered into situations of financial or
ot her dependency upon the agencies they should survey. However
agenci es such as institutions, state departnents concerned with in-
stitutions, and other service systems could increase their orientation
to change by enploying sone intelligent, alert consuners as well as
attorneys as staff menbers in order to actively seek out ways of
safeguarding the rights and welfare of the clients, investigate com
pl aints, and conmunicate with citizen and consumer groups.

If, in this fashion, citizen volunteers, consuner groups, pro-
fessi onal organizations, and governnent col |l aborate as equal partners
on the local, state, and national |evel, they will constitute a
powerful force for change and for acconplishing a vital social task
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Needed Crash Progranms. |n a consideration of the entire problem
of change, and of the nost feasible and appropriate ways of bringing
change about, there is one painful aspect that has to be faced. This is
that conditions in some institutions are so bad that sudden
revol utionary, rather than slow evol utionary changes are needed. \When
a natural disaster occurs, citizens and governnent will respond with a
crash program Sone of our institutions are disaster areas, and re-
quire emergency neasures for change.

However, nere noney cannot bring about the needed changes. Anpbng
the greatest obstacles are the attitudes in the ninds of those who
adm ni ster institutional prograns, not nerely those on the institution
| evel but also those on the state level. It nay be necessary to renove
fromoffice those individuals who see retarded persons as subhuman, or
as human but primarily as nenaces, as di seased organi sns, or as
i ncapabl e of growth and adaptation. |In their place, it is essential to
have individuals who see the retarded as human bei ngs, as citizens, and
as devel opi ng, adaptive persons.

Here, it is worthy of note that anobng present program adm nis-
trators, Vail's (1966) book on dehumani zation and Bl att and Kapl an's
(1966) pictorial denmponstration of the subject have not produced nuch
apparent effect. Can the field trust those who are so confortable with
the status quo? Can it rely on themfor |eadership toward the needed
changes? How is one to utilize persons who do not perceive the
evi dence before their eyes and ears?

Needed Docunentation. Early in this chapter we have di scussed
the sad consequences of the unwillingness to face the realities of
cruel, harnful, and inhuman treatnment in institutional settings.
Through recent years the opposite has al so been noted by conpetent ob-
servers in this country: an unwillingness to acknow edge the validity
and indeed the existence both in our country and abroad of new and
vitally different service neasures and facilities, and of their suc-
cess. Obviously, what is needed is careful, conprehensive and convin-
ci ng docunentati on, docunentation that can not only be utilized to
per suade responsi ble adm nistrators, legislators, and citizens | eaders,
but that can also be utilized to train staff to assist in the change to
new approaches, procedures, and techniques. The notion picture or
video canmera in the hands of a skilled and sensitive photographer who
is, inturn, guided by a snall team of experts can bring back results
which will be well worth the expenditures, particularly as these re-
sults can not only be nade available so readily on a nationw de basis
to residential facilities and the responsible state departnents but can
al so forminval uable teaching tools in various institutions of higher
| earni ng.
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Human Managenent Progr ammi ng

Human managenment seenms to be a nost appropriate vehicle to in-
troduce the concept of nornalization into the service delivery systens
on behalf of the nentally retarded. |In this section, an attenpt wll
be made to reinforce points stated el sewhere in this chapter regarding
the change and reorientation that nust be effected in our pursuit of
t hese new obj ecti ves.

Qbviously, normalization for the nentally retarded individua
can best be mmintained and safeguarded if this principle is brought
into play at the very beginning of his Iifespan. And this, of course,
i mplies that normalizati on must govern and apply equally to the par-
ents of the nmentally retarded child. A great deal has been witten on
what needs to be done to inmprove counseling and informational services
to parents, particularly at the tinme they are informed of the fact
that their child is or is suspected to be nmentally retarded (for an
exhaustive survey of this, see Wl fensberger, 1967; Wl fensberger &
Kurtz, 1969). But very little has been done and is presently avail -
able to assist the parents in their child managenment, particularly in
cases of severely and profoundly retarded children, who often manifest
even in the very earliest devel opnental stages special needs, and who
create special problenms which are nost disconcerting and puzzling to
the famly.

The begi nnings of the process of dehunmni zati on becone quickly
evi dent when institutional placenent is reconmended for a severely im
paired i nfant who at that particular time does not offer special man-
agenent problenms, as is conmon with the child with nongolism Not
only is a low | evel of expectation urged upon the parent at a tine
when there is little clinical basis for such prediction but services
are withheld or put into question which would be extended to other
children as a matter of course. The key slogan, so well known to many
parents, is the phrase "Wy bother?" Why bother with remedi ati on of
m nor physical defects, why bother with intensive health supervision,
why bother with feeding problenms, etc.? And all too often in the
background there is the question, Why keep himalive? Usually, this
i s unspoken, but in 1968 a professor of theology wote in one of
America's nost sober magazines: "In dealing with Down's cases, it is
obvi ous that the end everybody wants is death," and he nade quite
clear that he neant death by the physician's hand, at or imediately
after birth (Bard & Fletcher, 1968).

O course, the cautious nmenber of the nedical association is
not likely to make such a drastic pronouncenent in a specific case,
and is even less likely to act on it. Instead, he may acconmodate
hi msel f with the recommendation that the child be i mediately placed
in an institution, often coupled with the suggestion that the nother
not see the child. Oficial policy notwithstanding, this is still an
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all -too-frequent occurrence in the United States. It is not the point
of this discussion to judge or bel abor the difference between the phys-
i cian who practices euthanasia at birth, the physician who recommends
lifetime banishment to an institution, and the physician who waits for
the first serious illness as the appropriate opportunity to term nate
life by withholding avail able therapy. The enphasis here is on the
broader inplication of this viewpoint, which, in a less acute form
sinmply conveys: ny practice (or our clinic) is too valuable to be
concerned with "this type of case." And in the process, the parent is
segregated and de-nornalized along with his child.

Thus, human nmenagenment service in nental retardation nust be
predicated on the availability to the parent of the sane array of di-
agnostic and informational, therapeutic and supportive services that a
forward-1| ooki ng conmunity nmust nake available to all its infants and
young children. The fact that the nentally retarded child may need
more of these services and need themin greater intensity than the
average child should not mean that parent and child are segregated into
a special service fromthe time of the child's birth.

For the nentally retarded child, next in inmportance to numinte-
nance of life is maintenance of his place within the famly, even when
clinical, educational, social, or rehabilitative factors nmay require
hi s physical absence fromthe home on a short-termor a |ong-term ba-
sis. An inmportant inplication of this for human managenent is that
the parent should participate to the greatest possible extent in sig-
ni ficant decision-making in all stages of programm ng. And it needs
to be enphasized that this should extend even to significant decisions
made in and by an institution where the child may be a long-termresi-
dent.

Participation of parents in the decision-naking process rel a-
tive to human managenent services on behalf of their child should be
paralleled by a continuing effort to maintain and strengthen the ties
between the child and the fam |y during periods when renmoval fromthe
home is necessary. Even though it may appear trite and redundant to
state once again that services away from hone should, with very rare
exceptions, supplenent rather than supplant the role of the fanily,
there is a real need to enphasize that the parent should have access
at all times to his child, and every effort nmust be made (incl uding
subsi dy where this is necessary) to have the child visit back in the
home during periods of residential care. Frequent, sonetines pro-
| onged, visits have proven their value in preventing undue prol onga-
tion of residential care

At present, there is w despread belief that the current ratio

of about 1.0 residential place per 1,000 persons in the population is
i nadequate, and the length of institutional waiting lists are
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frequently cited as evidence. Also, it is widely believed that the
need for residential places is related to the desire of nmany parents to
sever thensel ves pernanently and conpletely fromtheir severely and
profoundly retarded children. However, there is good reason to believe
that to a significant degree the present demand for placenent is in-
creased by four extraneous factors:

1 The inadequate or even ni sl eading counseling given to
parents at the tinme they first becone aware that they have a severely
handi capped chil d.

2. Prevailing negative comunity attitudes toward severe
di sabl ement .

3. The severe degree of frustration within the fanmly en
gendered by a |l ack of conmunity service, including appropriate nedi
cal services, which would dinmnish the famly's burden.

4. The depl orable conditions of institutions, and espe
cially the offensive and literally sickening state of the wards for
severely di sabl ed young children, which produce in the famly on the
one hand revul sion and, on the other, feelings of guilt; both reac
tions quite naturally contribute toward increasing separation from or
abandonment of the child.

Thus, despite the overwhel mi ng evidence that has been publicized
over the past 10 or nore years, it is still unfortunately necessary to
enphasi ze that the stated need for residential services for the
mentally retarded nust be related to the absence of basic human
managenent services in infancy and early chil dhood. While sone people
may feel inclined to dispute this statenent, its justification is
easily denpnstrated by a realistic and objective yardstick: noney
appropriated for this purpose fromlocal, state, or federal public
funds. The facts in this regard have been stated over and over in
this report: noney is available to the tune of hundreds of nillions of
dol lars for construction or renovation of institutions, but is npst
scarce and in many areas of the country totally nonexistent for the
devel opnent of such supportive services for the famly as hone
consul tation and gui dance from public health nurses, nutritionists,
physi cal therapists, and child devel opnent workers; homenmeker ser-

vi ces, babysitters, day care or occasional night care; and short-term
residential care where there is need for crisis intervention or
pl anned relief for the famly

A plan which was recently approved in principle and supported
with an appropriation by the Douglas County (Omaha, Nebraska) County
Commi ssioners specifically proposes the establishment of a Crisis
Assi stance Unit (CAU), with 12 beds for short-termresidential care
during famly crises. The CAU would al so provide | ess than full-day
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residential care both for crisis and stress relief, and thus give
parents the reassuring know edge that there was a "back-stop" service
to aid them as need would arise (Greater Omha Association for Retar-
ded Children, 1968a, 1968b).

Anot her innovative service worthy of experinental governnment
support is vacation hones. Under NARC or other sponsorship, a series
of canps and honmes could be set up at strategic |locations. These fa-
cilities would specialize on providing vacation resources. One would
think that even if the full cost of such a service had to be borne by
the parents, there would be enough of themto support several such
facilities if they only existed or were well known. The utility and
success of such vacation hones has been anply denonstrated in other
countries such as Engl and, Gernany, and Scandi navi a

Ti zard (1968) and Kl aber in this volume have found that it is
the social organization of our present residential institutions for
the retarded which is the nain factor responsible for the poor quality
of care which many of them provide. This highlights the need to di-
rect our attention to the extent which the traditional hierarchica
staff organization at institutions for the nentally retarded has
brought on a situation deleterious not only for the resident but also
for the basic care staff. Adequate human managenent requires that
priority be assigned to the upgrading of this basic staff wi th whom
rests the greatest share of day-to-day contact with the residents.
Upgradi ng nust occur in terns of salaries, qualifications, and | ast
but by no neans least in terms of status both in relation to the rest
of the staff and in relation to parents and to persons outside the
i mediate real mof the residential facility.

As an exanpl e of needed change, reference can be nmade here to
the regulation, still in existence in many institutions, that the
basic care staff is not to discuss the residents' functioning, that
this may be done only by the physician or another designated nenber of
the adm nistrative staff. It is encouraging that fromw thin the
ranks of the basic care personnel has cone recognition of the anomaly
of their situation (Carter, 1968).

The normalization principle also provides hel pful orientation
as to which type of staff should render human managenent services in
residential centers. Gbviously, nentally retarded residents with
acute nedi cal and nursing problenms should be cared for by a highly
qualified nursing staff. Simlarly, special psychiatric services nust
be available to children and adults with severe behavior dis-
turbances. However, as has been brought out innunerable times in
recent years, a very considerable percentage of children in these in-
stitutions do not have such problens, and therefore the obvi ous answer
for themis to have staff acquainted with good conmon child care as
|l ong practiced in good children's honmes. Tizard (1968) and his
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col | eagues in Engl and have |ikew se stressed a need for a child care
orientation in institutions serving nentally retarded children, and
have put into question the suitability of a nursing background.

Unfortunately, discussion of this very crucial subject matter in
terns of planned change neets two critical obstacles. One that will be
dealt with in a later section of this chapter pertains to job security
and union rights. The other is a nore subtle point: a hesitancy on
the part of adm nistrators to put into question a nurse's
qualifications to care for children on the one hand, and, on the other
hand, to face the nurses' displeasure for having questioned their suit-
ability for the task when their devotion to sick children has been so
anpl y denonstrat ed

The point, of course, lies in the very word normalization
mental ly retarded children need a nornmal environnent and not the for-
mal environnent of nursing which has been devel oped in our hospitals.
A good exanple of this formalismwas encountered in the planning for a
new residential facility in an eastern state. The plans centered on
small units serving eight individuals with two of such self-contained
units within each building. Even though these buildings were designed
for an anbul atory group, the supervisory nursing staff insisted not
only that in each of the self-contained units of eight there be a
nursing station, but in addition that in each building there be a
separate nursing office, even though in each of the units of eight
there was provided a staff sitting roomwi th adjoining toilet. The
formal trappings and prerogatives of the nursing profession had to be
preserved at all costs.

Normal i zati on i n human nanagenent services runs counter to an
expedi ent enpl oyed with increasing frequency, nanely, the all-purpose
center designed to neet in one building-conplex and often under one
roof all the needs of the nentally retarded. Nornmlization inplies the
ki nd of separation of functions usually encountered in nornal |iving.
Children | eave hone to walk to school. Adults |eave hone to go to
work. As Norris points out, this separation of function also inplies
that the child should not encounter the houseparent in the classroomin
the role of a teacher. Inplications of the principle of nornmalization
in ternms of the child' s physical surroundings in residential care are
di scussed in a separate section devoted to architectural considerations
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Adni ni stration and Fi nanci ng

Admi ni stration

"Pl ease note that under the nental hygiene | aw a person defi ned
as nmentally defective is one nentally ill and since nentally ill under
the Mental Hygi ene Law has equal significance with the term nental dis-
ease, it follows that an institution that cares for nentally defective
is an institution for nental diseases. "

This quotation froman August 8, 1967, letter fromthe New York
State Departnent of Social Welfare and pertaining to a private resi-
dential facility serving retarded young adults engaged in agricultura
and industrial work projects illustrates a major source of the adni n-
istrative problens that have been and are encountered in the devel op-
ment of nental retardation services. Adnministratively and fiscally,
the mentally retarded person is clainmed by the psychiatric profession
as belonging in the realmof mental illness, but literature, service
statistics, and psychiatric training abound with evi dence that scien-
tifically and clinically, psychiatry has been indifferent to nental
retardation and largely still continues to be so.

In all the larger states of the Union one can observe a | ong-
standing tradition that the problemof mental retardation belongs into
the power structure directed by the psychiatric profession, i.e., into
a departnent or division of mental health. As a |ogical consequence,
the claimis made that institutions serving the nentally retarded are
psychiatric institutions and nust be devel oped under the nedical nodel,
i.e., by staffing key adm nistrative positions on the state as well as
institutional level with medical personnel and by view ng, interpre-
ting, and structuring institutions |ike hospitals. Against this admnn-
istrative construct stands the reality of the institution-made-to-I|ook-
i ke-a-hospital: the day-to-day routines encountered by the residents
are not nerely overwhel mngly devoid of the procedures of what the
literature considers good psychiatric managenent, but are in many ways
grossest violations of accepted psychiatric principles. Furthernore,
the majority of the persons in institutions (excepting a few special -
ized facilities) are rarely in need of acute nedical care, nor do they
have acute psychiatric disturbances except for those that have resulted
fromthe deleterious climate of the institution itself. The personne
probl ems which arise fromthis paradox of nedical power structure in an
essentially nonclinical setting will be reiterated in a |later section
on manpower. What needs to be added here is that typically the
strongest force next to the superintendent is that of the business
manager or steward who is geared to efficient managenent.
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Ef ficient managenment is w thout doubt a useful concept but only
if there is clarity as to the objective of such managenent. The ir-
rationality which characterizes the managenent of residential facilities
for the mentally retarded in this country is that it is related to the
narrow nechani cal objective of maintaining an institution rather than to
the only tenabl e broad hunan objective, nanely, the rehabilitation
education, and aneliorative treatnent of the residents. The first
obj ective considers the institution as an independent, self-fulfilling
entity and is strictly internally oriented. The second objective | ooks
upon the institution as one of nmany interdependent facilities and
services, and judges its efficiency primarily in terns of the adequacy
of residents' responses to its education, treatnent, and rehabilitation
programns.

Wi | e human managenent effectiveness is, of course, a universa
consideration, it is of the nobst crucial significance in the field of
mental retardation, where, speaking froma purely fiscal point of view,
3 or 4 years of intensive, high quality, nultifaceted training and
rehabilitation at $7,000 a year nust be contrasted to the alternative of
a routine programof institutional "care" over 25 or nore years at
$3, 000+ a year.

Interdisciplinary Admi nistration. Human managenent for the
mentally retarded involves a multiplicity of disciplines (education
medi ci ne, psychol ogy, nursing, rehabilitation, social work, and others).
Yet, true interdisciplinary collaboration is rarely encountered as a
pattern of the admi nistrative process. All the nore significant is the
concept of the directorate sketched by Bank-M kkel sen in his description
of the Danish nental retardation service. Fromthe psychiatric side,
Maxwel | Jones (1968), the well-known British psychiatrist, recently
pointed out: ". . . nultiple |eadership is probably the npbst inportant
aspect of | eadership, and it is here that there is the greatest need for
change. The hierarchical structure of institutions, whether nedical,

i ndustrial, or political, invest the | eadership role with enornous
power . . .. Mul tiple | eadership means the distribution of authority
and power to many people, and even nore inportant to people who
comuni cate freely in groups .... The principles of nmultiple or group
| eadership are difficult to apply to hospitals and infinitely nore
difficult to apply to the conmunity".

Wi le the principles of dispersal and specialization recommended
t hroughout this book would | essen the problem of nultidisciplinary
| eadership, the process of regionalization will definitely bring this
problemincreasingly to the forefront, because the regions wll en-
conpass a wide array of services under different professional auspices.
Al ready we have witnessed that in spite of an initial recognition at top
| evel of the separate needs of nental retardation and nental health
(mental illness), the procedure adopted in several states has been to
make the regional mental retardation director subject to the supervision
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and direction of the regional nmental health director, even though the
latter in nost instances has little or no working know edge of or in-
terest in the field of mental retardation

Regi onal i zation and the Traditional Institution. A considerable
problemin effecting a reorientation fromthe large central institu-

tions to small, dispersed, specialized residential centers derives from
the fact that the large institution exists and occupies a position of
strength, while the new structures, i.e., the regional and comunity

centers, in nost cases nust be newy devel oped and are too small and
too informal to counterbal ance the large institution. Eventually, of

course, the network of community services will constitute a major
force, but in the neantime there is danger that the reality and con-
veni ence of the existing large institution will suggest unsound nodi -

fications of the plans for regionalization, dispersal, and specializa-
tion. For instance, it nmy appear expedient to develop smaller com
nmunity residences as "satellites" of the large institution, or
simlarly, to use the accommpdati ons of the institution as bases for
the devel opnent of regional services. Obviously it will be difficult
to effect the necessary changes toward regionalization and dispersal in
a state where the large state institution has for nany years been the
focal point for services to the nmentally retarded.

The absence of effective or appropriate state regul ations, stan-
dards, and controls of and for state residential services for the men-
tally retarded has been a serious problemthroughout the country. It
certainly would be foolish to assune that the greater visibility of the
smal l er facilities reconmended throughout this work and by many
previ ous commi ssions and reports woul d obviate the need for regulatory
supervision. Wile regionalization, dispersal, and specialization wll
assure greater benefits to the nentally retarded, they will create
serious problens of nanagenent and coordi nation as conpared with the
large centralized institution. The nmere fact that there will be a
| arge nunber of residences of differing sizes serving a distinct var-
iety of clients will nake it essential to devel op standards which will
assure prograns capable of neeting the needs of the individual resi-
dents, proper nanagenent, and the needed cooperation wi th governnental
and voluntary agencies within the franework of the continuum of "avail -
able care." Therefore, the standards nust address thensel ves not | ust
to the facilities (as is nowthe case in many states in simlar situa-
tions) , but must include the program and the resident.

Not wi t hst andi ng t he devel opnent of a large variety of smaller
residential centers, states with |arge popul ation concentrations w |
nmost |ikely continue to have for the foreseeable future large institu-
tion conplexes. This last termis used to indicate the desirability
that there be established functional units which could operate with a
consi derabl e degree of independence. However, in order to devel op
toward the necessary bal ance between the major types of services,
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state governnents (and in ternms of its granting prograns, the federa
government as well) should recognize and adhere to the principle that
no noney be appropriated for any type of residential facility without
concurrent consideration of and appropriation for essential rel ated
nonresi dential services in the community. Owing to the striking dif-
ferences in structure, organization, function, and extent of nenta
retardation services and related other services in the various states,
it is quite inpossible to think of any set fornmula for the proportion
of expenditures for residential to nonresidential services; however,
there can be no question that this is one of the npbst crucial issues
faced at this tine.

Fi nances

The vari ous proposals which have been made in this volunme and
before that by innunerable commttees and comissions in regard to im
provenent of nental retardation programr ng suggest any nunber of fis-
cal proposals and sol utions.

However, of inmediate and paranount inmportance nmust be an all-
out effort throughout the country to recogni ze the indisputable need
for i medi ate adjustnment of appropriations to make sure that in the
future, institutions for the nentally retarded can buy enough cl ot hing
so that no resident needs to be naked, no child need be kept from play-
ing out of doors for want of a pair of shoes or a sweater, no resident
need freeze at night for lack of a blanket, and that essentials such as
soap and toil et paper are available. Each of the exanples just cited
refer to actual situations in the recent past in the two richest states
in this country, and in each case, the official explanation was |ack of
f unds.

O equal urgency and unrelated to any one specific plan or pro-
posal is the need to raise to an acceptable mninmumlevel the salaries
of those to whom we entrust the nmajor share of the rehabilitation
training, and care of the nmentally retarded. The disgraceful condi-
tions in our institutions for the nmentally retarded, so forcefully
poi nted up by the President's Conmittee on Mental Retardation (1967),
are related to the disgraceful salary level for basic care personnel
In one state, it was |lower than that paid to exterm nators of vermn;
in another, |lower than that of a disembowel er of chickens; and in a
third, |Iower than that of an attendant of a public toilet. There is no
escape fromthe fact that in sone states the necessary appropriations
to correct these inequities which are such a blot on our nation's record
will constitute a definite burden on the public treasury. That is the
price of decades of neglect.

In order to establish a rationale for public expenditures in
the field of mental retardation, not only to the average citizen but
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to many public officials and |egislators, our financial accounting
shoul d be |inked to social accounting. The cost-benefit scheme pro
posed in the chapter by Wl fensberger should provide the necessary
frame of references. Admittedly our tools for such social accounting
of fiscal expenditures in the field of human welfare are quite inade
quate as yet, but nothing else is as likely to speed inprovenent in
many st ates.

New Avenues of Financing. One inportant feature of several of
the new prograns suggested by the various contributors to this volune
is that they open up new avenues for the financing of services for the
nmentally retarded. For exanple, regionalization and di spersal nake it
possi ble to conbine |local and state funds to provide the matchi ng nmoney
requi red under federal law for certain federal nonies, sone of which
may not have been directed specifically to the nental retardation
field.

In states where the county has to pay for part of the costs of
care for its residents in a state institution, this noney could be
applied to various kinds of conmmunity services, residential as well as
nonresidential, with or without state subsidy. |I|ndeed, the shifting
fromresidential care in a state institution to conmunity-based care in
the retarded person's own honme or in a small conmunity facility opens
the way for a variety of federal financing, prinmarily under various
provi sions of social security and public assistance prograns.
Admttedly, there is at the nonent a great deal of confusion as to
whi ch circunmstances may be applied to which provisions (the quotation
fromthe letter of the New York State Departnment of Social Welfare
appearing el sewhere in this chapter illustrated such an instance of
confusion), and, admittedly, some of the federal and state agencies in-
volved are not very eager to extend these provisions to the nentally
retarded. However, pressure fromthe local, state, and nationa
associations for the nentally retarded and frominterested citizen
groups will, in time, enlist cooperation fromstate governnents and
| ocal governnental units once these recogni ze the fiscal advantages,
and this should lead to early clarification.

Desirable as it is to gain a greatly broadened financi al base
for nental retardation programring, it is necessary to caution against
what has al ready happened in several states where unscrupul ous adm n-
istrators have exploited or m sapplied provisions of new anendnents to
the Social Security Act. Thus, there have been noves to shift the
residential burden of the state to the federal governnent by whol esal e
transfer of nentally retarded individuals into facilities inadequately
regul ated and unsuitable for them since they were designed and nmi n-
tained for persons with a different problemconstellation. Here is a
good i nstance where social accounting should negate the fiscal reason-
ing. Joseph T. Wingold (1968) , executive director of the New York
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State Association for Retarded Children, characterizes such a procedure
aptly as "using the nentally retarded in the state school as the anvi
on which to hamrer nedicaid funds fromthe federal governnment."

Certainly states should make every effort, and i ndeed have an
obligation towards their citizens, to use all available funding sources
in appropriate fashion, and censure is due to states negligent in that
regard. But considerable significance nmust be attached to the phrase
"in appropriate fashion," and certainly appropriateness nmust relate
itself to the interests and welfare of the nentally retarded person and
his fam|ly.

Finally the conflict between principle and realism brought forth
by the application of the principle of normalization to the area of fi-
nanci ng nust be recognized. On the one hand, it is desirable that to
the maxi num feasi bl e extent paynents for services for the nentally re-
tarded cone fromthe sane source as those for corresponding services for
the population at large, while on the other hand, |ong experience has
shown that in any general non-earmarked distribution of funds the
retarded are likely to be left out or at |east disadvantaged. Tenporary
earmarking until the service is clearly integrated into the activity
pattern of the agency may be one solution

An | nsurance Scheme for Residential Services. O very consider-
abl e inmportance for future programring in the field of nental retarda-
tion would, of course, be Cooke's proposal outlined in an earlier
chapter in this book for the extension of our social security systemto
cover residential and other service costs of the seriously nentally
handi capped dependent of a participant in the social security system As
MIler (1968) recently stated in another context: "... the market
approach has wide inplications because it is supported on the basis of
efficiency as well as on desirability of consunmers' choice. To what
extent does one try to make it possible for those individuals who are
i nvol ved to make deci sions which affect thenP"

However, there are sone problems which nust be considered. First,
such a nmeasure mght make it too easy to use residential rather than
non-residential services, and would thus contribute further towards the
unsound i nmbal ance between the two. Second, parents night place their
children into residences hundreds of mles away or out of state, even
t hough equal | y adequate | ocal residences nmay be available. This would
mean that public funds were used to support probably unsuitable and even
harnful practices. Third, unless such systens were subordi- nated to
very strict control on either the state or the local level, planning of
servi ces would beconme virtually inpossible. The need of and/or for
various types of services nmight becone so unpredictable that no
econoni cal or |ongrange plan could be nmintained, and nursing hone
entrepreneurs nmight choose to |locate their services in haphazard
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or inappropriate patterns. Finally, such entrepreneurs night have very
little incentive for habilitation prograns or the utilization of

sheltered work settings. |ndeed, the scheme might actually inhibit the
devel opnent of habilitational programring in residential settings, since
habilitation would be likely to threaten the entrepreneur's |ivelihood.

In any case, Cooke has injected new and chal | engi ng t houghts
into the problemof service delivery in the field of nental retarda-
tion. H's proposal undoubtedly should be given extensive further
study before it is inplenented, and such study should enconpass a
controlled research denmonstration in one or a few states, provided
that rigid safeguards can be furnished in the formof adm nistration
and regul ation.

One of the inscrutable incongruences in the provision of care at
public expense, not just in the field of mental retardation but in many
other fields as well, is that while funds for expensive residential care
are readily available, it is nmost difficult and in sone circunstances
i ndeed quite inpossible to get public funding when opportune
circunstances nmake it possible to provide for the sanme individual not
only equal but superior care in a private home on a boarding or foster
care basis. As Wl fensberger said: "It is indeed ironic that many
children have ended up in the high-cost and | ow | ove setting of an
institution because the nedium | ove of relatively |ow cost foster
parents was judged as being insufficient by an agency."

A sonewhat sinmilar situation exists in regard to adoption of
mentally retarded children. Admittedly this is not an easy task, and
the utnost care nust be exercised to protect both the interests of the
retarded child as well as those of prospective adoptive parents. Still
there are people who are able, willing, and i ndeed desirous to undertake
the task of raising a handicapped child, and with the real and expected
expansi on of supportive services in the community the feasibility of
such an undertaki ng has been very considerably increased. Yet, in-
stitutions still adnmit many infants with nongolismfor |ong-term (and
all too often life-tinme) care involving an expenditure conservatively
estimated at something |ike $100,000 to $150,000. A nere fraction of
this cost, such as $30,000, would support a small adoption service
staffed by two senior social workers and a secretary for 1 year, |If
this staff would be able to find in a year's tinme just one adoptive home
for a child otherwise placed in the institution, the total investnent in
the agency woul d al ready have been justified. Therefore, it is highly
desirabl e that states, perhaps with sone federal assistance, initiate
nore aggressive action in this area.
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VWhere Does the Money Cone From and \Where Does It Go? Lack of
noney has been a nmjor stunmbling block in the past, but equally serious
has been poor utilization of funds that have been available. |ndeed,
there is no question that the all-too-ready availability of hundreds of
mllions of dollars for construction purposes wthout preventive and
foll owup services in the community has been npost detrinental, as has
been premature allocation of noney for |arge-scal e progranmm ng
construction, etc., when appropriation of a much smaller sumfor well -
controll ed and eval uated comunity services woul d have been far nore
desi r abl e.

As touched upon by Wl fensberger, there exists an "Anerican il -

| usion" that noney is the answer to nost problems. |In other words, if
one spends enough noney on a defined problem it will eventually be
conquered. This illusion is sadly evident in the attitudes of many de-
fenders of our institutional system |n essence, they cannot conceive
of an alternative concept or nodel--be it residential or even nonresi-
dential. Thus, we hear calls for nore institutions, as well as nore

money for existing institutions, and unfortunately many states are
taking this route, often without clear priorities assigned to different
categories and alternatives of service.

In early 1967, we were spending at a rate of $600 nmillion a year
for about 200,000 institution residents. However, nmerely to maintain
the standards and rate of current institution services will require a
rapid rise in institutional costs. By 1975, we could be spending $2
billion a year on our institutions, and they could still be nost
i nadequate. That this is a strong possibility is underlined by the fact
that sonme public institutions with the highest per diem expenditures in
this country are grossly dehumani zi ng.

The point is that noney alone is not the answer, not to the
probl em of institutions or to nany other problens. What is ultimtely
nore inportant than nmoney is phil osophies, ideologies, and concepts, and
a systemof priorities based on these.

Manpower and Staffing Considerations

Several sections of this chapter have referred to personne
problens in the devel opment of an adequate service systemfor the nen-
tally retarded, and in particular have enphasized the effects to be
expected from prograns oriented toward specialization and di spersal of
residential services. The follow ng observations and propositions will
hi ghl i ght additi onal aspects of the manpower situation

VWil e state government invariably has set unreasonably high
standards for the construction of residences, it has shown the greatest
resi stance toward meki ng adequate all owance for even m ni mal standards
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when it conmes to the staffing of these residences.

Throughout this book, references have been nade to administra
tive arrangenents and conditions, now prevailing in institutions,
whi ch create very unfavorable working conditions. It should be re
iterated in this context that particularly in residential settings,
careful thought needs to be given to the dignity and confort of care
personnel as well as residents. |

Application of the principle of nornalization to the personne
field requires that personnel on any level, working with the mentally
retarded, should neet at |east the same personal and technical stan-
dards as equi val ent workers in other settings dealing with nondeviant
gr oups.

Trai ning and Recruit ment

The relative newness of nmental retardation as a field of pro-
fessional study and the unusually rapid devel opnment of new know edge
and approaches in the field make it inperative that residential and
ot her service agencies place strong enphasis on the devel opnent of
their professional staff. Means would include adequate and accessible
professional |ibraries; regularly scheduled staff devel opnent sem nars
whi ch include persons fromrelated disciplines, services, and agenci es;
and attendance at state, regional, and national professional neetings.
Necessary arrangenents nust be nade with civil service or other
rel evant authorities for a period of induction training of professiona
personnel |acking prior training and experience in the field of nmental
retardation.

By nmeans of incentive grants, universities should be encouraged
to develop training prograns for |eadership at the predoctoral |evel,
e.g., a 2-year master's degree in retardation adm nistration and pro-
gram devel opment. Graduates of such progranms should be able to step
into a wide range of | eadership positions, including state planning,
program admi ni stration, workshop direction, executive positions in the
parent novenent, etc.

To attact young people to mental retardation careers early in
their academ c-professi onal devel opnment, the SWEAT program shoul d be
strengt hened and expanded. However, SWEAT awards shoul d be nade very
discrimnatively and only to those agencies which are ready to invest
a high degree of interest and guidance in the students.

Kugel 's introductory chapter for an explanation of SWEAT.
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A prom sing innovation ained at devel opnent of intermediate
| evel personnel has been Initiated in several states through coll abora-
tion between state agencies and junior colleges in training persons in
retardati on. Encouragenent of such prograns through financial par-
ticipation of state and federal governnent appears desirable

Service systens should nmake najor efforts to utilize part-tine
wor kers, especially those who have sone skill and experience in retar-
dation but who cannot or will not work full time. This is increasingly
being done in the fields of education and nursing. Administrative flex-
ibility in scheduling would enable nore housewi ves and students to work
inthe field, and would be likely to attract nore students to retarda-
tion-related careers. Part-tinme work should be particularly easy to
arrange in special -purpose hostels where residents are out working or
studyi ng during the day, so that peak coverage is required for weekends
and for relatively short periods in the nornings and evenings. Finally,
some hostels could permt part-tinme working students to live in,
offering them free room and board in return for sone work, and again
attracting themto eventual careers in the field. The establishnent of
smal |, specialized, and dispersed hostels nakes such practices much
nore feasible than in the past.

To help neet the need for attendants, houseparents, and house-
parents assistants, states as well as governnmental units below the state
| evel should establish long-termtraining prograns for adol escents who
do not have an interest in academi c careers. Properly oriented, such
programs could provide a hunman service chall enge to many young peopl e
groping for a nmeaningful career conmtnment. Sone such training prograns
m ght be devel oped in cooperation with the public schools along the
lines of the work-study nodels that have seen such great growth in
recent years. This would permt youngsters to enroll as early as age
16. If it is advisable that the first few prograns of this nature be
federally supported, this m ght be achieved with nodifications in
exi sting manpower-oriented |egislation

Uni oni zation as a Factor in Residential Services

I ncreased uni oni zati on of care worker personnel in residentia
facilities appears inevitable. Every effort nust be nade to assure the
enpl oyees and their spokesman, the union, a dynami c and constructive
share in | ong-range and day-to-day progranm ng. At the present, unions
are too often maneuvered into a posture of opposition, and then insist
on rigid adherence to seniority and simlar rights in ways which are
detrimental to program objectives. Obviously, inmagination and skillful
i nteraction between managenent and union is needed to present to the
uni on desirable alternatives to such practices. |In npost states, this
nmust be done in collaboration with civil service or personnel boards,
which, on their own part, need to show greater
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flexibility in making appropriate allowances for special needs in a
residential care setting w thout sacrificing the essential elenents
of enpl oyee protection.

By the sane token the pronotion of care personnel in situations
where union practices are no obstacle need to be exam ned. Pronotion
to middl e-grade supervisory positions in nmany institutions is frequently
not based on understandi ng of program objectives, skill in day-to-day
work with residents, or favorable response to inservice training, but
rather often results fromfavoritism political influence within the
institutional power-structure, or fromjust having put in years of
service. This has brought about all too often situations where "old
l'ine" mddle-grade supervisory staff stand in the way of effective
program change and can neutralize the dynanmic orientation and inservice
training progranms for new staff even if directed by carefully sel ected
training officers.

Manpower Consequences of the Medical Mode

One additional major problemin the present manpower situation
in residential services arises fromthe pursuit of the nedical nodel.
Thi s creates nmanpower problens on two accounts. First, the nedical

nodel is an illusion in the- sense that npst institutions have neither
the resources nor the clientele for inplenmenting a high-quality and
appropriate nmedi cal hospital nodel. In consequence, good physicians in

general avoid an institutional career, leaving the field to poorly
trained or poorly adjusted colleagues and to foreign-trained physicians
whose backgrounds are serious handicaps in this situation. But equally
serious is a second problem The essence of a traditional nmedical nodel
is the position of preeninence reserved to the physician and through him
to the nursing hierarchy. Under the best of circumstances this greatly
conplicates the work by conpetent nmenbers of other professions such as,
for exanple, psychol ogists, but when the physician "in charge" is
patently lacking in conpetence in his own field, let alone in related
areas, then the institution encounters great difficulty in recruiting
and keepi ng good nonnedi cal professional staff. The specialization of
resi dences proposed by Tizard and Dunn, and di scussed el sewhere in this
chapter, should overcone this problemin that a service conti nuum woul d
contain nedically oriented and directed residences for those retarded
whose nmjor need is hospitaltype care, as well as residences for other
retardates built on educational, rehabilitational, correctional, and

ot her nodels directed by the appropriate disciplines.
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Locati on and Design of Facilities

At the tinme of this witing, blueprints for the construction of
residential facilities for the nmentally retarded involving the expendi -
ture of several hundred mllion dollars are on the draw ng boards of
state agencies throughout the nation. Mdst of these facilities are de-
signed for the longevity usually expected from public buildings. That
is to say, nost of these buildings are expected to serve nentally re-
tarded individuals considerably beyond the year 2000. It is all the
nore di sconcerting that in many cases the design of these buil dings

reflects and i ncorporates concepts |ong considered outdated. It is
hard to think of any other area of governnental activity where so many
mllions of dollars are expended in perpetuation of practices which

have | ong been condemed as unsuitabl e and damagi ng in the professiona
literature, in the reports of governmental conm ssions and departnents,
and by concerned citizen groups.

Wl f ensberger's chapter on the origin and nature of our insti-
tutional nodels has provided us with a careful docunentation of a
hi stori cal devel opment which has led to this sorry state of affairs. To
find the answers as to the reasons for its continuance despite all the
protestations of recent years, one would have to ook to the socia
scientist and his helpful interpretation of the nature of bureacratic
processes and of system mai ntenance. The question as to how to bring
about change has been dealt with in a preceding section of this chapter
in this section, the enphasis will be on what needs to be changed in
regard to certain aspects of the |ocation and design of residentia
facilities.

Human Managenment Versus System Managenment

To put it briefly, the traditional and unfortunately still pre-
vai ling met hod of designing and constructing residential facilities for
the nentally retarded was predi cated on and gui ded by system managenent.
The new programto which this book is dedicated is based on human
managerment. The traditional institution reflected a nass approach; the
residential center of the future nmust be based on the needs of
i ndi vi dual hunman bei ngs.

The thought behind the traditional design was the need to create
accommodati ons for diagnostic categories in quantity; in the new
resi dences, services will begin with a human being, and rather than to
create an environment to accomodate and maintain the |evel of
functioning of his "category," we will need to provide an environnent
allowing for and indeed stimulating growth and devel opnent. Know edge
how such growt h and change takes place thus becones the key point of
departure not only for the architectural design of roons, buildings, and
conmpl exes of buildings but also for the crucial matter
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of site location and the perennial problemof the size of a facility.
Once the architect has accepted the overriding principle of normaliza-
tion and the associated concepts of integration, dispersal, speciali-
zation, and continuity as they relate to a residential human managenent
service, he will have a tangible frane of reference within which he can
design and properly locate |living space that will enhance rather than
hi nder growt h and change on the part of nentally retarded individuals
(Dybwad, 1968).

Site Sel ection

Much has been witten in criticismof the |ocation of institu-

tions for the nentally retarded. What needs to be kept in mnd is that
these sel ections were preordained to failure because of the way the task
was defined: to find a very large tract of |land on which to place a
large institution (usually with the thought of further expansion) at a
reasonabl e land cost. Frequently, this prescription led to the
acqui sition of land nobody el se wanted, thus affording the real estate
specul ator with political connections a handsome profit, or a town badly
in need of a supporting "industry" would find it a good investnent to
provi de such land free of charge. As far as the residents were
concerned, they appeared only as a quantity, as a figure of 1,000,
1,500, or 2,500; there was no thought, indeed there was no possibility of
t hi nki ng of them as individuals belonging to a fam |y, or any thought of
that famly's geographic relationship to the institution harboring their
son or daughter.

Normal i zation i npinges on site selection in several significant
ways reflecting the concepts of integration, and al so of specialization
and dispersal. Integration inplies maintaining and i ndeed devel opi ng
not just the sense of belonging but the closest possible physica
proximty between the nmentally retarded and the famly. This inplies
visits fromthe famly to the center, and visits of the mentally
retarded individual to his home. But there is another dinmension to
integration; the principle of normalization not only refers to the life
the nentally retarded leads in the institution and his contacts with the
fam |y but also bears upon his contacts with society, usually in the
context of a community. This inplies that the residential center not
only should be within reasonabl e distance of the home of the nentally
retarded but should have a definite ongoing relationship with the
community, a relationship that has nmeaning not just to the center as a
social institution, not just to a staff, but also to the residents
t henmsel ves.

The concept of dispersal adds to the process of site selection

anot her dinmension in the literal sense of this term It seeks to limt
the center to a sensible size in terns of human interaction, interaction
of the resident with his fellow resident, interaction of the resident

with the staff, interaction of the director of the center with both the
staff and the resident, and finally also interaction of the center as a
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whol e with the surrounding conmunity. Fromthe factors here enunerat ed,

it will be obvious that there can be no set figure indicative of satis-
factory dispersal. Mich will depend on the kind of resident the center
is serving, and much will depend on the interactional capacity of the

surroundi ng conmunity.

The concept of specialization also will play arole in site
selection, at least in regard to certain facilities, for instance,
centers serving individuals with acute nedical and health probl ens cal
for location in desirable proximty to a nedical center; a center
serving children of school age should be so |located that the children
have an opportunity to attend special classes in a public school; a
behavi or-shapi ng oriented center should be near a college, a univer-
sity, or a simlar source of psychol ogi cal nanpower.

Sonme Principles for Building Design

The traditional mental retardation institution was and to a
consi derabl e extent still is being built in a fashion that night be
characterized as "fromthe outside in," deterni ned by such factors as
the size and shape of the land avail able,, the nunber of people to be
accommodated in the npst econom cal size of buildings, and the nost
efficient distribution of buildings on the available |and, taking into
consideration | ength of steamtunnels, required electric cables, fac-
tors pertaining to food preparation and distribution, etc. After due
consi deration of all these factors, plans are designed for the nost
econoni cal use of the building, and eventually one arrives at the space
all ocated to individuals and groups. And although the prescribed m n-

i mum square or cubic footage has been provided, the result (as has been
anply described in this volune) is inadequate.

If we are to nove to an architectural application of human
managenent principles, then, of course, it will become necessary to
reverse the process, and to plan the building "fromthe inside out”
(Dybwad, 1967). First consideration will be given to the space that is
to be set aside as the personal territory of the resident: his bed;
his bedside table; the place for his clothes and other bel ongi ngs; room
for the table, and for a chair if he is to have one in his room and,
of course, determ nation of whether he is to share his roomwith
others. Fromthis npost personal territory, consideration would then
nove to the living space he would share in common with others, such as
space for |eisure, dining, hobbies, sanitary facilities, cloak roons,
and storage space, keeping in nmind the total group that is to live in
this unit, whether six, eight, or ten, but hopefulfy not nore. Having
thus outlined the resident's intimte personal sphere as well as his
i mredi ate group sphere, the next determ nation would be, with
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due consideration of such factors as age, degree of handicap, etc.
whet her, in what fashion, and with how many other units this first
unit may be joined.

The next consideration would then be how this |arger constella
tion will be related to the surroundi ng comrunity. There is no need
to go into architectural details here. -

Group Homes in the Community

A very important part in the residential human management ser vice
will be played by small group residences in the community such as
hostels for young men and women in vocational training, in sheltered
wor kshops, or in open employment; group homes for children who cannot
live at home but for whom foster home placement is not, or at |east not
yet, indicated; aged retarded men and women who are not in need of a
nursing home; and a variety of temporary or transitional group homes.
Some |ocal authorities in some countries, particularly in New Zeal and
and Australia, have rushed into construction of hostels and other group
homes with rather disappointing results; in order to make construction
"“worthwhile," the homes were usually built for too large a number of
residents, and the design carried all the earmarks of institutional con-
struction. Furthermore, in order to obtain land, the location was often
di sadvant ageous, but once the | and was secured, there was the
temptation to erect other structures on it, and thus the workshop was
just a stone's throw fromthe group home whi ch adjoined the day care
center.

Experience has shown that it is far more preferable to rent,
| ease, or buy existing residential structures which can be adapted to
group home living, and Sweden has successfully pioneered in demonstra-
ting the feasibility of using one or two apartments in an apartment
house as a hosteltype group residence for mentally retarded adults.

The Ol'd Institution: Renovate or Discard?

One of the many obstacles to the devel opment of dispersed
specialized residential services has been the existence of the large
traditional multipurpose institutions. A common argument is that these
institutions cannot be "abandoned," and that in our efforts to i mprove
the services to the retarded in the comunity by means of either resi -
dential or nonresidential services we cannot neglect the welfare of
those retardates already in our institutions. Consistent with this are
those who advocate massive financial investment in the existing
institutions in order to bring the physical facilities and programs to
what are considered acceptable standards.
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Exani nation of some hard facts, however, reveals rather un-
equi vocally that such a course of action is at best ill advised, and at
wor st unfeasible, and a poor service to the residents now housed in such
institutions.

1 The mpjority of residents in our present institutions
are housed in buildings which would fail to neet architectural -engineer-
ing standards. | n a nunber of states, extensive architectural-engi neer-
surveys have shown that renovation of nobst of the ol der and sonetines
even newer buildings costs as nmuch or nore than expenses involved in
bui l ding, or utilizing existing buildings, in the community. |In esti-
mating the cost per place in these existing institutions, one nust also
take into consideration the costs involved in renovating supportive
bui | di ngs such as kitchens, schools, activity buildings and areas,
audi toriuns, chapels, bowing alleys, sw nmng pools, and, above all,
the fact that any adequate renovation will decrease the capacity of the
traditional institutional building on the average by 50 percent. When
the total cost of such architectural rehabilitation is averaged out, it
may come to as nuch as $11, 000 per residential place.

The renarkabl e point here is that after expenditures of such
magni t ude, one would still end up with vast and essentially segregated
facilities, located in areas where today one would not place residential
facilities in the first place if one applied nodern concepts such as
normal i zati on.

2 It is furthermore of interest to exam ne the cost factors
in the operation of the traditional-omibus versus nodern-specialized
residences. A nunber of considerations are pertinent here.

The nore residents a building is designed to acconmodate, the
stricter becone the building codes that nust be observed. While snal
resi dences can be built at relatively npodest costs, the cost per place
i ncreases drastically when buildings are designed to house nore than
approximately 8-20 residents. Furthernore, buildings erected at high
initial cost are nuch nore durable and therefore inpose limts upon the
exercise of options as time goes by. Sone buildings with relatively
short-1ife expectancy can concei vably be abandoned after approxi mately
20 years so as to enable the service systemto engage in continuous
pl anning, to incorporate new concepts and ideas into buildings, and to
permit flexible relocation of services. Larger and therefore nore
durabl e buildings, on the other hand, may have to be utilized for
several generations. Here, we have much to |learn from Scandi navi a,
where residential facilities are increasingly designed and constructed
along lines of ordinary community housi ng, which has, of course, a
relatively linmted |ife expectancy.
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Application of the normalization principle will guide the archi-

tect in the design of roons and buildings which will be as close to
normal living situations as is possible. Keeping in nind the principle
of growth and change, he will design roons and houses with a maxi mum of

flexibility so that furnishings may be added as the resident learns to
cope with them |arge bedroons subdivided into smaller roons, and con-
fining spaces opened up to provide freedom of novenent. While in the
earlier stages each unit should be conpletely self-contained and separate
fromother units (if located in the same building they could be

arranged as separate apartnments), at a later date the flexibility of
design might be utilized to create certain conmon social roonms to be
used by two or nore groups together while still providing separate
living space in each of the basic units for those not ready to join the

| arger social grouping.

Sonme Speci al Probl ens

A | arge-scal e application of the normalization principle and the
associ ated concept of dispersal would bring over the next 10 to 20
years a steadily grow ng nunber of nmentally retarded persons into our
cities and suburbs as residents of various group residences. That
mentally retarded individuals can live in small group residences in
our cities and suburbs has been well denobnstrated by now as far as the
soci al aspects of this arrangenent are concerned. Together with sim
| ar devel opnents in the area of other handicaps, this will constitute
a real challenge to urban planning and should, on the federal |evel
gain the synpathetic attention of the United States Departnment of Hous
ing and Urban Devel opnent. At the present tine, the multiplicity of
zoni ng ordi nances discrininate in one way or the other against hand
capped citizens. Some of themare so biased in favor of property owners
and agai nst considerations of public interest that |egislative relief
seens to be called for.

Anot her series of obstacles in the devel opnent of better resi-
dential services for the nmentally retarded is created through |Iocal and
state building codes, the national safety code, and a long list of
| ocal, state, and federal regulations.

The United States Advisory Comrittee on Intergovernnmental Rel a-
tions had the following to say in a 1966 publication entitled Building
Codes: A Program for Intergovernnental Reform "Obsolete code require-
ments, unnecessary diversity of such requirenents anong |ocal jurisdic-
tions, and inadequate adm nistration and enforcenment, taken together
tend to place unjustified burdens on the technol ogy and econom cs of
bui | di ngs. Too many buil di ng codes contain unnecessarily high stan-
dards, prevent the use of econom cal nethods and materials in building,
and include provisions extraneous to the basic purposes and objectives
of building controls."” Mst architects who have been involved in the
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desi gn and construction of facilities for the mentally retarded would
feel that this is a very mld statenent indeed conpared with the un
reasonabl e and often irrational obstacles that they are encountering
when trying to use informal and |ess expensive construction, partic
ularly in buildings housing totally anbulant, generally able-bodied,
nmentally retarded children or adults.

The origin of nmuch of this difficulty is quite clear: once
again it was the nmedical nodel and its application to residential fa-
cilities for the mentally retarded that established in the eyes of al
the code authorities seemngly once and for all the nentally retarded
as a sick and hel pl ess person requiring the stifling protection of the
nost stringent code provisions.

This is a matter of extrene urgency and truly a nationw de
problem Not only are construction costs for nmental retardation res
dential services unnecessarily increased, often by vast anounts, be
cause of code requirenments; beyond doubt nore serious is the fact that
many of these code requirenments geared to the needs of hospital con
struction give the resulting buildings some distinct dehumani zing fea
tures.

There is no attenpt here to play down the necessity for uniform
buil ding codes strictly enforced. Wat nust be put into question are
bui I di ng code provisions which make rigid judgnents about people or
groups of people which are clearly unwarranted and prejudicial. Wat
is to be put into question are building codes which are "rigged" to
favor certain industries or certain construction nmethods and meke
practically inpossible or in any case uneconom cal the introduction of
nmodern, equal ly appropriate materials and nmet hods which are both chea-
per and nore serviceable. Nor is there any attenpt here to denigrate
the inportance of fire protection. Anyone who has worked in a respon-
sible position in the field of the aging or in children's institutions
or around hospitals appreciates the inportance of good regulatory fire
protection and careful fire inspections. Not infrequently it is the
fire marshal who by insistence on the definitive closing of buildings
I ong condemmed as fire traps will make decisions faint-hearted admni nis-
trators lack the courage to make. The objections raised here pertain
torigid classificatory judgnments witten into the fire codes which, in
their large-scale application, are discrimnatory against certain
i ndi vi dual s or groups of individuals and deprive them wi t hout cause of
basi ¢ personal rights, such as the right to live in normal rather than
dehumani zed surroundi ngs.

Whi |l e the subject has been introduced previously, it is dealt

with here in such length because it has been largely ignored by pro-
fessional and citizen groups alike, nostly because of its conplicated
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technical aspects. This is an unfortunate ni sunderstandi ng because the
question is not what kind of walls built fromwhat kind of materials
will give what length of fire protection; the question is whether young
adults who | eave their group residence to travel by public trans-
portation to an all-day workshop, or a group of adult nmales in an in-
stitution who |eave their building every norning to be used throughout
the day by the state as cheap | abor (driving vehicles, operating m-
chinery, working in storehouses), can be considered by any rhyme or
reason as requiring the sane kind of fire protection in their living
gquarters as that prescribed for buildings which house 80 or nore seni -
anbul ant, sickly, physically incapacitated, severely retarded young
chil dren.

Har ki ng back to material presented earlier in this chapter, it
is of course necessary to point out in fairness that the housing and
fire code officials have nerely reacted to traditional popular notions
about the nentally retarded, and have been influenced by the picture of
dehumani zati on they witnessed in public institutions. The need for
change is obvious, and the burden rests on those working in the field
of nental retardation to present well-founded and wel | -docunented in-
formati on which can be used to bring about a nore rational approach to
this whole matter.

Cbvi ously research and carefully controlled experinmentation is
called for to convey a new and nore adequate picture of the range of
functioning | evels and performance potentials of retardates, and to
denmonstrate the appropriateness of various types of construction in
terms of such information. Considering that in the judgnent of the
President's Committee on Mental Retardation and of state commi ssions
t hroughout the country, a vast nunber of outdated and | ong-condenned
i nstitutional buildings across the country nmust be denolished and re-
pl aced within the next 10 years, and sooner rather than later, with
totally different types of buildings; and considering further that the
greatly accel erated pace in accumul ati on of new know edge and skills
puts into serious question the past practice of erecting institutions
to last for generations, one aspect needs particular attention. This
is the possibility of introducing prefabrication nethods when it cones
to the construction of smaller and nore informal residence buildings.
Denmar k, France, Czechoslovakia, and the U S.S.R are far ahead of our
country in the use of prefabrication, and the Dani sh Mental Retardation
Service in particular has successfully enployed it to neet certain new
and | arge-scal e demands. A nopst inportant factor is that prefabricated
met hods will greatly speed construction, and no one coul d doubt that
speed is of the essence in replacing our disgraceful human storage
houses with new facilities that will permt humane nanagenent to becone
areality.
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