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FCREWCRD

V& take pleasure in bringing to the Anerican people the thoughts
of Karl Grunewald, MD., onthe latest trends in living arrangenents

for mental ly retarded individual s.

Doctor G unewal d, an internationally known scholar in the field
of mental retardation, is Drector of Mental Retardati on Care Servi ces,

The Swedi sh Board of Health and V¢l fare, Sweden.

The paper, which is printed here, was presented at the First
Regi onal Conference of the United KingdomCommttee of the Wrld
Federation for Mental Health in association with the National Society
for Mental ly Handi capped Children. The conference, which had as its
thene "Action for the Retarded,” was held in Dublin, Eire, on

March 27th through April 1, 1971.

The enlightened application of the "nornalization principle"

to the retarded individual's daily living activities and the advances

nmade in residential care in the Scandi navian countries have served as

a pattern for nmental retardation prograns in the United States.

Al though we in Anerica cannot adopt in their entirety the phil osophy

and patterns of programming suitable in a snaller country, there is

much information in Doctor Gunewal d s paper of inport to our problens

inresidential care programmng. It is a privilege, therefore, to

publish this paper by one of the leaders in the "nornalization" trend.
I 7 A

Francis X. Lynch, Director
DVISI ON CF DEVELCPMENTAL DI SABI LI TI ES



THE GUJ D NG ENVI RONMENT:  THE DYNAM CS CF RESI DENTI AL LI VI NG
Karl Guenwald, M D., Drector

Ment al Retardati on Care Services
The Swedi sh Board of Health and Wl fare

Four Stages in the Devel opnent of Provisions and Services

Al types of provisions for services to handi capped individuals can
be said to pass through certain stages of devel opnent. The first
stage —and in Scandinavia it started 100 years ago —features
identification of the particular problens that a specific group of

i ndividual s have. The first stage mght be called the diagnostic
stage since it is then that diagnoses are nade and plans are

fornulated to neet particul ar needs.

The second stage is one of specialization as particular needs are mnet

by special solutions specific for those needs. This leads to centrali-
zation of the services; for exanple, a single institution mght be

deci ded upon for the whole country or for a certain part of the
country. The second stage is domnated by specialists to whomthe
consuners of services nust subordi nate thensel ves and, thus, the other
needs of the handi capped individuals becone of secondary interest to

t he experts.

The third stage can be called the stage of differentiation. At this

stage it is realized that a particul ar service cannot be standardized
for all recipients. Factors affecting differentiation are, for

i nstance, different age groups; need for interaction of nedical,



educational, and social specialists; and the degree of retardation
itself. The Scandi navian countries are presently in the stage of
differentiation while other countries close to Scandi navia are nainly

in the specialization stage.

Finally, provisions for services to individuals with the different
handi caps reach the fourth, and what we think of today as the Iast,

stage. It is a conposite one characterized first by decentralization

of services, then provision for integration of services to the

handi capped wi th those simlar services whi ch non-handi capped

i ndividual s receive fromthe coomunity. This is the stage we have
only started to fornulate and tackle. 1In order to effect decentral -
ization and then integration in community services there must be
enough trained personnel who can offer services in a given geographica
area, a transportation systemfor the handi capped, and a general state

of readiness and rel ati ve open-m ndedness anong the popul ati on.

Institutions and Devel oprent

It is easy to generalize, as | have done here, and decl are our existing
institutions bankrupt. It takes at |least two generations to build a
systemof institutions in a country; it takes one generation to
fornulate what's wong in the system and another generation before

one can nmake real what one has succeeded in fornulating. It is not
enough to tear down our institutions however, we rnust build up a new
type of service based upon the know edge we have today of the nentally

retarded person's potential to devel op.



Mental Retardation as a Function of Personal Rel ations

VW all agree that the only thing that mentally retarded individuals have
in common is a hanpering of the devel opnment of intelligence. It is not
those who labor with intelligence structures, but rather those psychol -
ogi sts who theorize that intelligence is the effect of a systemof
processes who have contributed the nmost to our understandi ng of nethods

for creating therapeutic environnents.

Conpared to one with normal devel opnent, a person wi th sl ow devel oprent
of intelligence has a greater nunber of failures and consequently is
nore dependent upon his environment. |f the environment is a poor one
or the individuals within it are unwilling to understand the handi capped
child, then the latter's readiness for failure is increased and positive

aspects of his behavior are not reinforced.

Behavior is formed in a constant process of interaction between the

i ndi vidual and his environment. Al nentally retarded individuals can
devel op and learn something, only it takes themlonger and puts greater
demands upon the environment than it does w th non-retarded persons.

W nmust focus upon these facts when fornming suitable environments for

the nmental ly retarded

Thus, in practice we nust always viewnental retardation in relation

to the person's environment. This nmeans that the environment we create
for the individual nust always be evaluated according to the sarme
principles and with the same accuracy we use in evaluating retardation

itself. The nore conplicated the environnent, the nore retarded the



handi capped WII function or —as in developing countries —the
less conplicated the environnent, the fewer the individuals who will

function as retardates.

The Principle of the Snall G oup

There is an old observation nmade by those who work in institutions
that severely retarded individuals appreciate a "small environment"
where the nunber of interactions with other people is few Mny
wor kers have observed the positive effect on a severely retarded
i ndi vi dual when he was nmoved froma large ward of 20-30 persons to
a snall group of 10 or less (5 - 8 would be preferable). Suddenly
the retardates reactions becone predictable and one sees that he
can recogni ze and grasp reality. bservations such as these have

led psychol ogists to formulate the Principle of the Small G oup.

Fromthese observations we deduce that an influence for favorable
devel oprent is to be found partly in the small nunber of interpersonal
relations forced upon the retardate thus making thempotentially
stinulating rather than frustrating, and partly in the horelike

at nosphere and equi pnent of the roomand of the unit to which the

roomis connect ed.

The honel i ness —or honel i keness - may need to be nodified when
one considers certain nore or |ess pernanent medi cal needs, and
such techni cal arrangements as necessary to provide a suitable

environnment for individuals with certain additional handi caps.



What is inportant when planning for residential living is that the

starting point be an environment nornal, horelike, and snall.

When reviewing our provision for care in historical perspective we
are astonished to learn that it is the size of the group cared for
that constitutes the greatest failure in our provision for care.
First, large inhumane collective wards were established having
extremel y poor physical facilities. These collectives were by no
sense necessary, but they fitted well into the value pattern of
many generations -- that nentally retarded persons were regarded as
subhunan persons with deprived sensory and esthetic experiences.
Actually the retarded becane nmore so in the unorgani zed, conplex
environnent and thus could express neither feelings nor have

experiences in a manner that woul d be called human.

To summarize, we might very well say that we do not have any
nmental |y retarded people, but we do have retarded environnents

or surroundings.  course, this is particularly true in regard
to our institutions. Being inside such a collective ward, one is
sonetinmes tenpted to ask which is the nost retarded, the person

living there or his environment!

HETERCCENEQUS GROUPS

In a guided environnment interpersonal relations anong residents
play an outstanding rol e, perhaps even nore so than relations
between residents and staff. The prerequisite for the favorable

environnent is that the conposition of the small group -- those



who live together in aunit (ward) —is carefully planned. Wthin
the limts of the children's or adult's grouping, the small group
has to be as heterogeneous as possible. This philosophy is in
opposition to that of segregating those wth physical handi caps,
the blind, the deaf, etc., into special units. Adistribution of
these "mnorities" among all units limts the nunber of nulti-

handi capped persons in each unit and gives theman environnent

nore active and rich in stimili than otherwi se. The prerequisites
for this arrangenent are that enough specialists and specialized
services be available and that the ward be properly equipped to

take care of the additional handi caps.

The one group wi th which one nay have to break this fundanental
principle is the group of deaf adults and school age children —

but of this group we knowtoo little as yet.

As to the degree of retardation within a group —the nost hanpered
shoul d always be in a mnority within the group so that they may be
"drawn upwar ds” by the other group nenmbers. And the span of
retardation should not be larger than the group activities permt

for maxi mal benefits to the individual group menber.

W have started a very careful mxing of the sexes in the mildy
and noderately retarded groups and sone of themare allowed to live

as marri ed.



LEARN NG AND APPLI CATI ON

Psychol ogi sts have taught us the inportance of a clearly-structured
learning situation for the individual-. Research shows us how nmuch

we can achieve with the gravest retarded persons by individualizing
and sinplifying the influence techniques. Psychol ogists and educators
are producing increasing anounts of carefully programmed and

system zed |earning sequences based upon exact pretraining analysis

of the level each retardate has reached in his various capabilities.
These clearly-structured sequences nust be realized in both individua
and group situations. Applications of these structured influences
nust be nade in a small group and in an environment very rich in
stinuli as e.g. in a surrounding that contains all that is found in

a nornal home and whi ch makes possible nornmal self- and group activity.
In these situations the child or the young persons should have the
opportunity to experience what the psychol ogists call "transfer" to

related situations.

The point is that the pupil does not have to change hi s conceptua
structure in order to apply what he has |earned, as these nust be
basically the same in one situation as another. There nust be
slight concrete changes, however, in order to be transferable to
increasingly different situations. This transfer ability determ nes
the potential for devel opnment of intelligence and eventually for the

integration of different abilities at increasingly higher |evels.



Thus one can say that good adaptation requires transfer training;
that transfer requires a snall environment rich in stinmuli; and
that individualized, well-structured, and neani ngful influence
techniques are required in order for the handi capped i ndi vi dual
to achieve the greatest benefit fromthe stinuli of a snall

envi r onnent .

| want to stress that the application mlieu nust be a socially
real and concrete environnent. It is not possible to build up
substitute situations within institutions. The retarded individual
needs training in a situation identical to that in which he is
going to function, however at his own pace. This means that we
nust offer our severely retarded persons social environments and
situations where they may apply freely and in a natural way that
whi ch they have learned in the specific instructional situation.
This application concept is an inportant consideration when

determ ni ng where in our coomunity a hostel or residential hone

for retarded individuals is to be | ocated.

CONSEQUENCES FOR RES| DENTI AL PLANNI NG

Attenpts to construct socially-real applicational environnents
have already been made in Sweden. W have built a residential
home for severely retarded children that is situated in a nornal
private residential areain a town. Streets, sidewal ks, and
traffic are part of the regular pattern in the commnity. The
children can watch traffic fromthe w ndows or be taken outside

onto the sidewal ks to experience natural |ight and sounds, to



play in the yard or exchange greetings w th neighbors and passersby.
They have the opportunity to visit shops along with the staff nenbers
as the latter go to buy magazi nes, etc. Thus the children have sone

of the opportunities a nornal child experiences in a close community.

Anot her hone, partly for severely retarded children less than 7
years of age, consists of three houses in an ordinary bl ock of row

houses.

These exanpl es of placing snaller residential units in the centers
of our communities are only hints of howto give the nost severely
retarded children and adults a concrete and cl ose educational envi-

ronnent.

THE PLANNI NG OF COWPREHENSI VE SERMI CES

How are we to build up our services if we accept these fundanental
principles of learning nentioned before? First, we cannot run
systemati ¢ prograns of guidance w thout considering the enotiona
ties of the child or young person. Therefore it is quite evident
that services of the future will support parents to a nuch greater
extent than presently. Those children who cannot stay at hone
continuously will at first be taken into residential units for
short-tine care and for observation or relief care. Educators wll
teach those children who cannot cone to a group, in their hones,

and the parents will be offered courses individually or in groups.



VW nmust plan our services by starting fromthe normal comunity.
The flow and devel oprent of increasingly conprehensive services
shoul d be fromw thout the institutionto within and not from
within and out towards society. This neans that specialists who
organi ze services and supervise staff nust not be tied to,
institutions. Al services for retarded persons nmust be regarded
as of equal inportance and the priority for serving residents in
a residential home on a 24-hour-a-day basis nust be broken. The
devel oprent of care at home and other kinds of day care will
benefit. This concept of serving the retardate in the comunity
al so neans that we should put greater dermands on all kinds of
speci al i sts whose skills we can use in our provision of services
and buy such services as far as possible instead of building up
a specialists' service of our own. Personally, | think the time
has passed when there are reasons for a particular speciality
cat egori zi ng doctors who worked with retardates, sone kind of

ol i gophreni a doctors. W& need exactly the sanme specialists for
retarded persons as for other children or adults. Wat retarded
i ndividual s have in coimmon —retardation in devel oprment of

intelligence —is not in itself of nmedical interest.

The enphasis on provisions for services should be transferred to
the community. The retarded individual should be regarded only

as one anong all others who needs sone formof support or service,



It is not enough to nornalize the retarded person but we nust also
normal i ze our services and the entire organi zation of services. In
reality, the retarded persons are part of the total commnity and

can help us in a process of de-intellectualization that I think is

necessary for the good of all.

When planning and formng future services for nmentally retarded
individuals two inportant factors must be considered: one is that

we apparently will have less severe retardates in the future.
According to certain Snedish statistics we have a concentration of

the nost severely retarded in the age group 15 to 25 years old. In

ol der groups there appears to have been a very high death rate.

Wth the age groups bel ow 15, we have been nore active in habilitation
and have given better prophylactic care. Possible contributory causes
to the concentration of severely retarded in the 15-25 year age group
are that these individuals did not benefit fromrecent inproverents
in prenature care, which now save the lives of many children, and the
w despread use of penicillin and other antibiotics. 1In the future |
think we will have a decreasing nunber of additional severely retarded
i ndividual s each year. At the sane time we can expect an i nprovenent
inthe functioning level of the severely retarded individuals for

whomwe now provi de.

The other factor is that we nust be consistent when we build up
services for retarded individuals in separating residential |iving,
occupation, and leisure tine. This applies also as much as possible

to 24-hour institutions for the retarded. W want a geographi cal



di stance, for instance, between the school and the residential hone
as well as between all other types of living and the daily occupati on.
It also neans that as far as possible we want to use the comunity's
leisure-time and recreational facilities. Qur goal is to have leisure
time spent out in the community, preferably individually but otherw se

i n groups.

THE DYNAM CS CF LIV NG

The dynamcs of residential living are initiated and devel oped by

our creation of snall heterogeneous environnents so rich in stimuli

that the retarded individual assimlates the benefits of the environnent
and can advance to a new and even nore normal setting. In the future
we will need nany relatively small units located in the mddl e of
society, which are nmore or |ess specialized for the functional |evel

and actual needs of the retardate. This nmeans that the retarded

i ndi vidual, as he progresses, will have to move nore often than he

has had reason to so far. Movenent is regarded as a di sadvant age by
many people who think it is good and a natter of security for the
retarded person to live and stay in one place for his entire life.

W oursel ves, however, often experience economc or personal devel opnent
and renewal when we change pl aces of work and residence. So the

experi ence should not be specifically restricted to the non-handi capped.

1. Wth Qhildren

Inthe future children will not have to live in special residential

hones but will live at home to a greater extent, or as an alternative



Today we have had good experience with group homes housing 4 to 6
children in each unit, located in ordinary flats in apartment
bui I dings and private houses. In each service district at |east
one central unit is needed with 7-day homes relatively near a

trai ni ng school

In this respect sone of our educators have given guidi ng exanpl es.
They have proven that all children aged 7 to 17 can be instructed.
This means that every child should receive some formof educationa
stinulus with the contents adapted to the needs of the. child and
the tine limts set for what the child can manage. Fromthis
information | conclude that pur architects nust design future
group honmes so that even the nost severely retarded children can
live in them There is no longer any reason to separate these
children fromthe |ess-retarded. The special nedical services they
need can be given in one house as well as in another.  course a
certain age differentiation will be needed, but in principle one
shoul d strive towards heterogeneous famly-like groups. That
children should not live in the sane area as adult retardates, |

see as sel f-evident.

Apart fromthese group homes, places, (units) in hospitals are needed
for those retarded children who also are ill. These hospital units
shoul d be used for short-time care for children who otherw se woul d

live in group homes or in their own homes, and also for longer term



one in each of our 25 counties) average 200 beds each. Wen the plan
is fulfilled in5 years about 35%of the adults will live in this type

of residential hone.

The next step in the normalization process is to live in a local hostel
organi zed as an annex to a central residential home. There are a little
over 100 of these in Sweden. Their nunber will increase in the next
fewyears and they will house on the average 48 peopl e each. In order
to be econonically stable these hostels cannot have |ess than

approxi mately 25 residents each, which still means that they are
relatively small homes, and -- being commnity centered -- will have

a fairly good potential for pronoting social relations. Thirty-eight
percent (38% of all adults -- the greater part of all of our adult

retardates —will live in these |ocal residences.

Qur greatest achievenment in collective living at present is with the
group-type home. Inonly a fewyears the nunber of such hones has

i ncreased froma handful to. some 90 honmes. The average nunber of
beds per hone is approximately 8. Around 6%of the adult retarded
individuals live in these hones today, but in four years this
percentage will increase to 14% This nmeans that we then will have
2200 adult retardates living in such snall group hones, nost of

whi ch consist of regular flats in apartrment buil dings, rented by

the county admnistration on the same conditions as for private
tenants. Renting, by the way, contributes to quick availability of

this type of hore.



Inthe future there will be different types of group hones from
those housing 3 to 4 persons and practically no staff to those

with 7 or 8 retarded persons in each honme. A larger nunber is not
desirable. Snall apartnents should be concentrated in one residential
area. Together they constitute a G oup Home with a supervisor who
assigns staff as needed. V¢ want to avoid "night personnel"” in group
hones for adults, and we nake a clear distinction between group hones

for adults and hostel s.

Decentralization and integration of residential living into the
comunity result in anore flexible relation to other provisions for
services, particularly different types of day care. In a community
one could build up a Service Center with a specialist staff who coul d
provi de conprehensive services for every retardate in that community.
This would yield greater possibilities for adapting services to the

i ndi vidual needs and conditions. Such flexibility would provide

nore option and nake it easier to rid oneself of a home or a form

of service that no |onger nmeets actual denands.

The creation of different normalized environments makes possibl e
dynamic living where the retarded person is stimilated by being a
nmenber of a snall group. Here the adult retardate will be able to

devel op sinply by living.

In this manner, one may formul ate new norns and organi zational forns

that tear down what earlier generations have built w th much toil



and econom c hardship. Wth humanity, however, it is one of the rules

of the gane that rigid and sterile order is broken by creative unrest o

just as upheaval follows upon rest -- and that the establishrment of a
new order requires newmeans. Indeed, in our society, this is living
itself.

Foot note 1/
Sweden has 8 mllion inhabitants of which 0.37%as retardates receive
sone formof services. 0.20%Ilive in 200 24-hour-hormes and hospital s

(group homes excl uded) .



