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The Forum was partly underwritten by a friend

of NARC 1n memory of John Walter Saladine and
Dorothy Bitl Saladine and their love for their
erandson, with the hope that this forum stimu-
lates humane and innovative solutions to complex
problems.

NARC Rescarch and Demonstration Institute

National Association for Retarded Citizens “
2709 Avenue B East, P.O. Box 6109

Arl ington,' Texas 76011
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Introduction

FRANK J, MENOLASCING

Reeent court decisions, accreditation standards and féderal reguiations
are demanding a reduction of public institutional populations along with
improvements in the guality of residential programs. A lack of ade-
quately described alternative models places state planners and consumer
advocates in the position of making poorly informed decisions. State
agencies have frequently committed enormous fiscal resources to resi-
dential services plans which later proved ineficctive, disruptive, con-
tradictory and, in some cases, illegal because the planners did not have
access to a variety of viable options among appropriate alternative serv-
ice models.

The format and content of this National Forum on Residential Services

is designed to have maximum impact on the problems and dilemmas
faced by state and local planners of mental retardation services.

Our overall goal is to provide the basic information which is necessary

to develop an action plan for implementing a comprehensive system of
residential services. Specific presentations will highlight this informa-
tion in a manner wherein it could be directly utilized on behalf of our
retarded citizens. Then a series of ''showcases'" will illustrate the details
of five current program models for delivering residential services with-
in a variety of ideological and geographical population guidelines.

I am very pleased to note the large number (250) in attendance at this
Forum, since I recall that 10 to 15 years ago, if one scheduled such a

. forum you might find about 20 people in attendance. There was precious
1ittle interest then and unfortunately this reflected precious little concern.

N
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VU that e we "Lnew' the answer amd we s-the docetors--certainly Ulknew!!
e anawe . Recause the citizen who happened to be labeled "reGieded!
wois, heenuse of that svmptom, indeed abnormal, snd we had pliaces (o
cond thom (o be . Lwith theiv own kind, " This model and posture of
peofessional-public thinking persisted in this countey from TH10 mitil
ahond 2% venes oo, CThere woere no voices to speak of alternatives,

Hope o copyprssion, )
i b pleased o pote that in our attendance there are stite and loeal
ohumers and representatives from all three levels (local, state and
nations ) of one ARC movement,  There also are present a number of
clected officials such as senators from 111:1;1\’ of our states. Welecome to
A1 of vou! We, 05 oan organization, have alwavs been plet 1sed to work
with o comine-tosether of diverse sroups, This coming-tovether for com-
on interests has become o knowing—together, and it has been akey in-
sredient of the worlo of NARC these Tast 260 years,

The vise of the Nation:d Association for Retarded Citizens in 1950 brousht
Both the impact of advoaeittes and the beginning of an ongoinyg concern and
pash for residentinl alternatives.  The alternatives include some persist-
cnt thomes of help--which Eleanor Elkia will historically review forus

i the first major presentation—-such as: What are the more modern and
Sapane restdential approaches T What e we do? How cin we do it
Poet's wet it done! '

[+ e opinion the issue of residential services is, without question, the
kev one in the ficld of mental retardation in our country today, I'rom
= {ho viewpoints of interest on the part of retarded citizens, their advocates,
public officials and the finmncinl=political repercussions--cvery other
C o issuce in this avea paies by comparison, From our perspective as ad-
o voceates of retarded citizens--residential services are currently the
sne cutting edeoe as were the Opportunity (v(:ntmb in the early fifties.
he Opportunity Centers were our fivst candles of hope for the retarded
. citizens of this countryv,  In the carly fifties, when the education estab-
Lishment of our nation would not, beeazuse of attitudinal blindspots,
provide training opportunities for rotarvded citizens, it wag the ARC
movement that did provide the Opportunity Centers. They became the
candies of hope (and helpy which 1it the road to classes for the trainable,
(hen the more slobal special educeation thrusts and now with the right-
to-education national lezislation--Thank God! for the Pennsylvania
Association for I\ctlnl(wl Citizens--this has become a generie service
for everv citizen in this country who happens to be retarded,
That same approach, that same fervor, that same sc: irch for viable models

of help is now present in the pugh for modern residenti: 1 services teday, ?
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Ideed, sroup homes are the Opportunity Centers of the seventies, and
thev hive heeome the candles of hope which will illuminate altermative
prathwovs to and out of the institutions which have ditmmed the develop-
mental horizons of many of Americi's present gseneration of retarded
citizens.  The questions of how, when and where to ''do it" tend to haunt
us.  stindlar questions were splendidly discussed by Dr. Elizabeth Bogas
in the First Plenary Session on residential services at our 1976 National
Convention in lndi:lnnpol.is. sShe eave one of the finest presentations I've
heard on mental retardation in the last 15 years. This pioneering lady
of NARC had the "awdacity" (o question the modern coneept of normaliza-
tion and improve on its utilization value-~rather than the qatch phrase it
has 5o often become. She spoke, as a pavent of a retarded citizen, to

the eommon sense underpinnings of the normalization concept and its
impacet(s) on the opportunitices available for the least restrictive resi-
Jdontial environments possible for the freedom and development of all of
our retarded citizens. She undevscored that we must match a series of
residential options to the wide variety ot personal-social needs of our

retarded ceitizens.

Many of the persistent questions focus on the need for evolving models

‘of residential services which do "work." Yes, we have had benchmark

documents which presented overviews of the state of the art in residen-
tial services. One excellent example was the publication of the President's
Committee on Mental Retardation's Changing Patterns in Residential
Services in 1969 /and its new edition in 1976). In the 1969 document the
presentation by Dr. Gunnar Dybwad focused on the roadblocks which have
stifled progress in evolving modern residential programs for retarded
individuals. In 1976 those same roadblocks arc still present. Yct we

now do have models that work, and our public information cfforts have

appreciably altercd professional and general public attitudes toward our

retarded citizens. Indeed, a recent report of the President's Committee
on Mental Retardation (People Live in Ilouses) clearly documents modern
models of residential services which have served, and are serving,
retarded citizens very cffectively!

I think this Forura will provide all of us an opportunity to lean back,
interact with the presentors and expand our minds, Reflect on these
presentations--on this vital topic--and then do something!

Our first presentation will be by Mrs. Eleanor Elkin, a dear friend of
mine and of the retarded citizens of this country. Tlers has boen a total,
ongoing commitment to service and advocacy. She is a past President of
VARC and is the curreni Chairperson of the NARC Residential Services

.: y 1)
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Committee. =he has been the dreiving toree in the initiation and finalivza -
tion of this Residential Forum,  Her presentation will trace the histor-
ical perspective of our ARC movement concerning residentinl alternatives,
past and preseng: what happened, how it happened and our current posture
on this most vital dimension of our movement's ongoing commitment to
alleviate the symptom of mental retardation,
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Historical -Perspectives

 ELEANOR S, BELKIN
+

Being asked to talk about history can muke 2 person uncomfortable. We
don't like to admit we've been around long enough to talk about history,
but T have a measuring stick of my age J 1t was given to me by a very
wise woman. A committee of junior women were discussing whether or
not you. could continue as ® member of a junior women's club if you were
past'30 - a very serious problem. This lady stopped us, saying, 'Just
remember, you're only old-when a new idea hurts.,'' When change starts.
hurting, I stop, re-examine the.ssues and my motlvcs and ask myself if
[ am voung enough to meet the challenge,

The NARC scene. ...Perhaps it began when a mother put an advertise-

ment in 2 newspaper asking other parents of retarded children to come to parents
her home to talk about their children. They were frustrated and upset

because the schools had "excluded" or "excused" their children. Nursery

schools and eamps would not accept them, and services for the bLmd

deaf or crippled children were closed to those who were also retarded.

For them the future must have seemed dark indeed as they looked ahead

and saw only the institution looming at the end of a very short road. DMost single
people believed that was the way it had to be, but these parents were de- . service
termined to obtain acceptance and a place in the community for mentally

retarded persons, so that they could walk in dignity with their families

and their friends.

They got together - they laid plans - they talked abcat retarded children
to evervbody they could get to listen. Some of their neighbors called them

S
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tdedicated! - and brave. Some officials called them aggressive - and

'S
emotional - and interferring.
RBut.. . they were heard. , ..in Seattle, in Columbus, in Montclair and in
L 28 ¢
New York. )
“They even bezan to hear each other and to realize that if thev could join
. together, they would be able to speak with strength.”
S 1950 abou. . ''parents and friends of the mentally retardéd' gathered

in Minncapolis, forming NARC, and pledging themselves to become spoles-
men for a better life for all retarded persons.’

The early business of the assceiation was carried on solely by volunteers.
Thousands of letters were written to parents in response to their calls for
hielp and to fellow citizens asking for their understanding and support. '
Who knows_,how: many cakes were haked to get funds to start nursery
classes in church bascments. '
. K A .
3 . When they finally were able to open an office with a gmall staff, the associ-
Cien i " ation launched a crusade for public understanding and aceeptance of men-
tally retarded pefsons and for the provision of necessary services. Their
voices proclaiming "retarded children can be helped'were heard through-

'

out this country. .

These pioneers were successful in many of their efforts, such as sccuring
nrograms for childien who were labeled "uneducable' and so, rejected

by the public schools; promoting better handling of "new' parents by the
fainilv physician; afid obtaining programs for those persons termed 'in-
feasible™ for training by the vocational rehabilitation authorities.

Thev traveled to Washington and state capitols for special hearings and
private conferences. They were instrumental in the formation of diag-
nostie and evaluation clinics, recreation programs and counseling.

In 192 thev were recognized before the whole world when NARC received
the Tirst International Award for Outstanding Achievement in Leadership
from the Joseph P. Kennedy, Jr. Foundation.

vet parcnts could not really rejoice in their successes because their
hearts still held e chilling fear of the future: ‘What would become of the
handicapped men. ~r of their family when they were dead? They must
learn more about th.s pliice where many of their neighbors' children al-

reacdyv resided.
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Of course, there had aiwavs been an interest in institutions. The NARC
. . . . . . . ', o]
Constitution 1ists nine purposes for the Association's existence. The
first, ‘the very first, ol these purpnsesis:

"Teo promote the veneral welfare of the mentally retarded of
all azes overywhere: at home, in the communitics, in insti-
tutioms, and in pubiie, private and religious schools,

several of the chavter menmbers of NARC helonged to units that were

Sformend Of parents whose cehildren resided in a specifie institution. The

activitics of these units were mainly benevolent. They gave picnies and
parties, amd obtained special items for the residents.  lowever, fow
institutions boasted such a parents' group, and even fewer had, or wanted,
4 volunteet program.  Superintendents at that time did not welcome this
autside interference’ and discouraved thew, claiming the necessity to
protect the privacy of the residents and their families. :

N . - : Y

tarly, committees were formed; called Institutions Committees of NARC.
Thev were copcerned with finding the way into the institutions, both for
themselves and for retarded people. They advised parents to make ap-
plication for their child to enter the institution as "insuranecc'' in case of
their death. After all; who could afiord a private "school?"... .+ And the
waitine list was five yvears long, almost evervwhere in the country. They
made large . donations to institutions for swimmil{g pools and circuscs and
Christmas presents.. They collected old clothing (I've néver scen such
unbelievably moth-eaten and dirty clothing) and dolls and coloring books -
lots and lots of coloring books - for the résidents. They delivered these
oitts. to the institution - that's how they got inside - and they didn'i like
what thev saw. And they said, "Something has to he dopc. "

In April of 1933 the NARC Board of Directors adopted a policy statement
that future plans for statc institutions should contain "pluns for housing
no more than 1,500 persons at cach institution. " Progress? It was.
Many of them had 3,000 to 6,000. The statement also called for plins for
establishing suth institations -closc to population centers, profcrably in
those communitics in which therc were universitics or IJ]CdiC&l schoonls,
In the publication, Dceade of Decision, an evaluation report preparcd for
the 1060 White Iouse Conference on Children and Ycuth, NARC noted that
the task ahead required the "projections of future nced for residential
carc of the scverely retarded bascd on analysis of changing trends in the
characteristics of children for whom such carc is socught.' It also stated
..."The pcriod T950 to 1960 has sccn the advent of both tranquilizers and
TV in most institutions, on the whole ior the better, although not without

certain attendant hazards for those who mostly sit and wait. "
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in 1963 the NARC Residential Care Committee (note the name change, but

e it would be another five or six years before it would become the Residen-
tial Services Committee) conducted a ""Survey of State Residential Institu-
tions." It had as jts okjective better understanding by parents of the prob-
lems and needs of the institution and beiter understanding by the institution's
personnel of the parents' problems and needs. The report was presented'
and discussed before a packed house at tte NARC convenuon, It revealed
oreat differences in the types and quality ox institutions., Many NARC
members became very concerned about what the report indicated might be
happening to children and adults living in institutions.

State and local committees got their legislators to tour institutions with
them. With the legislators they got into areas of the institutions that
T parents and yoiunteers had not seen hefore .nd what they saw made them
« crv. Their sclution to the reduction of waiting lists and the overcrowding
and the lack of programs was to work to build more institutions. Surely
the new institutions would bring a better life tc those people who would
move into them. ' ) ,"
Alembers of President Kennedy's Panel 6n Mental Retardation went to
EBurope und visited residential facilities there., They brought back to us
pictures and reports of hostels and halfway houses and institutions that
lnoked pleasant. Surely, it could happen here. ‘

The AAMD's Standards for State Residential Institutions for the Mentally
i ~ Retarded, published in 196, presented minimal standards thought to be
aenerally attainable within five to ten years and to be usable as a basis
“for future evaluation of 134 state institutions. But these '"peer group'
ovaluations were considered confidential and were not released to-ARC:
neople unless the superintendent so chose. Few ever reached us.

In 1955 the NARC Board of Directors, in its charge to the Residential Care
Committee, defined residential care, "to include any facility which pro-
rflrinr vides 24-hour care f.r the mentally retarded, whether ina large institu-

A tion, schonl, hospital, regional center, boarding home, nursing home,
hostel or halfway house, under private or public auspices.' In this
charge they also stated, "Residential care should be considered a part of,
rather:than a substiute for, community services for the retarded. A
residential facility and other agencies within the community should con-
stitute a cooperative team serving the retarded individual and his family."
Some states were begirning to establish regional centers. Some states,
particularly their Res:dential Services Committee members, talked about
designing better residential facilities wher. people could be housed and
served in smaller groups.

i
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Threagh its Rosemary 7 Dvbwad Awards for travel, NARC began to send
both volunteers and professionals to study the residential scrvices pro-
orams in Kurope, ptntlcularlv in the Seandinavian countries, Many came
back with fire in their eves and exciting accounts, not only of institutions,
with bedrooms for two people, furnished with regular furniture and deco-
rated with bright, cheerful colors, but of retarded individuals living in
apartments and homes - right in the neivhborhood with the other folks,

The Rosemarsy F. Dvbwad Awards were also helpful in bringing cxperts
from Denmart, Sweden and England to help us improve our residential
services. Thev were horrified atgvhat they saw.  An official from Den-
mark told the press that in Denmatrk they treat their cattle better than we
treat our institutionalized people. That hurt. That upsct us.

More committees made more tours of the institutions, and they were
shocked at what they still saw. Those who had secn a cattle barn in Den-
mark knew that our friead told the truth. - Something had to be done about
the dreadful, dehumanizing conditions in which we were allowing people
to live. . '

In 1966 NARC adopted as a prime objective the development of a long-
term program to achieve: (a) a marked improvement in residential facil-
itics and programs; and (b) a better public understanding of the need for
improved residential care of retarded persons. " As a strategy for me

ing that objective, NARC joined with the Amcrican Association on Mental
Deficiency, U nited Cerebral Palsy Associations, American Psychiatric
Association and the Council for Exceptional Children to organize the Nation-
al Planning Committee on Accreditation of Residential Centers for the
Petarded., This was the group that ost’thhshcd the Accreditation Council
for Facilities for the Mentally Retarded (now Dcvelopmentally Disabled
has been added) within the Joint Commission on Accreditation of ITospitals.
NARC is represented on the Council by two members.

,In 1968 NARC issued its Policy Statements on Residential Care and launched

r

" Crusade for Change'' in residential services. The publication, in 1969,
of The President's Committee on Mental Retardation's monograph, Chang-
inc Patterns in Residential Services for the Mentally Retarded, brought
Bengt Nirje's normalization prmmple Lo America. And to refresh vou, it
says: ""The normalization principle means making available to the men-
tally retarded patterns and conditions of everyday life which are as closc

as possible to the norms and pattcrns of the mainstream of society.' ,

[ have to make a comment .ere because it was said that normalizationstvas
challenged, and cverything should always be questioncd. This year a sym-
posium on Integration and Normalization was sponsorcd by NARC for the

v
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International Leusuc of Socicties for tlw Mentally Handicapped. Onc very
interesting thought was repeated several times. Normalization is an idea;
it's a tool - it's a tool that was developed to help us undo the terrible de-
humanization to which we have subjected people in our re rsidential taeili-
ties, If we do our job right ina few years we won't nced -to worry about
misunderstanding of the word. We won't need it because we won "t nced
that tool any more. Iiold that thought...a very important one. '
The acceptanes of the novmalization principle marked a turn-around in
our thinking and our actions. .
. )

Also ia 1069 the intermnational Leasue of Societies for the Mentally Handi-
capped conducted a symposium on residential services in Frankfurt,
Germany, in which 13 countrices, i.lbfudinﬂ the United States and NARC,
p.u.r*wlp.itcd They concluded: MRetarded children and jdults. . . should
be helped to live as normal a life as possible. The structuring of routines,
the tform of life' and the nature of the phyvsical environment should ap-
proxinate the normal cultural pattern os much as possible. The hospital
madel is inappropriate for residential services for most of the mcntdllv
retarded.

2 N . ’ -
The next wear, 1070, The President's Committee in An Action Policy Pro-
pos zal supported the principte that new facilifies should be located within

the community served and provide for normal contacts with the tife of
”

thc community. ’ -

The President's Task Foree on the Mentally Handi sapped, in 1971,

“warmly endorsed the replacing of existing institutions bv sraller home-

like units located within the community. -

In October, 1972 the NARC, in annual delegate convcntmn 'leL'IanC(l in
Montreal, Canada, in connection with tlu, International Lonurcss, adopted
the tollm\m(r resolution:

UYBE IT RESOLVED...That the National Association
for Retarded Children recommends that the public
interest requires that additional residential facili-
ties for the mentally retarded must be constructed,
purchased or leased.

"BE IT FU R HER RESOLVED, that the National As-
sociation for Retarded Children recommends that such
residential faeilities consist of small living’ units,
cach rephcatmg a normal home environment to the
closest extent possible.

.
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Al 1T FURTHER RESQLVED, that the Natfonal
Association for Retarded Children recommends that
sueh residential facilities take absolute preccdonca
aver further capital investments in existing or new
Iaree scale 'institutions'.. "

And the turn-around was complete.  Now Residential Scrvices Committees

bhewan seeking the way out of the institution and the establishment of quaiity

special living arrangements in the community.

I 1973 NARC published The Right to Cheose to help them.  Many differ-
ent communities are providing many diftferent kinds of residenees., No

fwo are alike boenuse thev are refleetions of the individuals who live in

them, ;
i

However, not evervone wis pleased with this progress. Some people

felt that it was a step backwards an® that mentally retarded children and
adults living in institutions were being :1bzm(10ned.; The movement of in-
dividuals from the institution into desirable places in the community was
(el is) slow. Caveful planning on the part of the community, institution
and family is necessary to help the retarded person live successfully in
the comnuunity, When movement of large numbers of persons from the
institutions was rapid, it was usually unsuccessful. .. sometimes disas-
terons. Responsible, earing pecple were horrified at the irresponsible
“Jumping' of mentally retarded boys and girls, men and women into the
community, often in substandard boarding or nursing homes, withoyt ar-
ranging for necessary progre am services to help them achieve and main-
tain their fullest independence and ability. * With the availability of federal
dollars thrdugh Medicaid, many nursing homes and intermediate care -
facilities began accepting residents of institutions. In some states this
was their deinstitutionalization prograni. ;. shifting human beings.from
biw facilities to smaller buildings - never mind their needs or desires.
In responsc to this situation NARC held a National Symposium »n Nurs-
ing Tlomes, in May 1975 5, and-in October of that year issued Nursing
Iion.es in the Svc'.tem »f Residential Services: A Position Statement,

The position statement enuncmtes basic guiding principles which can be
usecd by parents and profcs sionals to assess the appropmatcnebs of nurs-
ing homie settings for mentaliy retarded persons.

Still, there was confusion and misunderstanding about NARC's position
regarding residential services. The membership, at the 1875 annual
convention, directed the Residential Services and Tacilities Committee
to reexamine and update NARC's position on various issues and problems

i3

careful
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related to residential services. The publication, Residential Services:
Position Statements of the National Association for Retarded Citizens,

was adopted by the Board of Directors in Octeber 1976 -and is included
in your Forum packet. It concludes: "It is the right of handicapped °

individuals, including mentally retarded persons, to live their lives as
normally as possible within the community. Every state and communi-

"ty must give precedence to the establishment ‘of a variety of living ar-

rangements and the necessary support and program services within the
community., " '

And it also says: "...adequate funds must be provided to zi'ésurp that
community programs become financially stable and that existing public
facilitics are able to meet accreditation standards...'

And furthers "...there is no difference in the rights and entitlements
of retarded persons, no matter whede they live or whether those resi-
dential facilities are publicly or privately owned. The ARC movement
is charged with the continuing duty of monitoring the quality of life and
the dignity of individual programs wherever they may occur." '

It isn't casy. There are unknowns and obstacles. There arc zoning
problems and worried neighbors. There arc unions and ingtitutional
suppliers. Some of the bitterest opposition comes from parénts who
are concerncd about the future and who believe their childten nced the
protection of an- institution. Position statements do not alleviate their
fears or solve their problems. -

We nceept the challenge. We've never been afraid of change and opposi-
tion to change. It is the story of the fight for a full life with dignity for
our children, ncighbors and friends who happen to be mentally retarded.

Today, tocether, we begin a new chapter in that story.
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Compr'eiﬁen‘s‘ive Systems

" JOHN McGEE
‘WADE HITZING

Many Deople have asked why there are still nearly 154,000 mentally
retarded citizens in state institutions. Federal District Court Judge
Orrin G. Judd answered this question when speaking of the Willowbrook -
‘lawsuit. He said, "In most cases there simply is no other place for

the residents to go."

This straightforward, reply is a fair description of the status of residen-
tial alternatives for many mentally retarded citizens in the United States
today. .For the 154,000 institutionalized, men't'ally retarded citizens in

. _this country there is often nowhere else to go. Yet, there is much dis-
cussion corgerning a continuum of residential programs whlch has
evolved .in recent years, a continuum- which is presumed to be capable
of meeting the residential needs of all mentally retarded citizens.

In this PapeT we have been asked to descrlbe this comprehenswe con-
tinuum of residential alternatives. To do this we will:

1. ° Examine the impact that values have on the development of

re51dentla_1 alternatives;
2. Describe the current contmuum of alternative residential envir- -
onments;

3. Analyze the implications of this contmuum,

4, Describe an alternative approach which is bdsed on an array of
services rather thanenvironmental options; and

.-")O e .
b
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5. Analyze the implications of this alternative, especially with re-
spect to future planning. '

it is important to note that we are describing and analvzing both the cur-
rent, widely accepted continuum of alternatives as well as an alternative
approach to the development of residential services. We feel strongly
that if professionals, consumer advocates and consumers critically ques-
tion the human values upon which services are built, there will be a sub-=
stantial shift away from current trends. :

BELIEFS

All human services are based on belicf systems, either conscious or un-
conscious, that shape the quality and type of services to citizens who are
disabled or handicapped. Quite -often these beliefs arc unconscious. We
rarely cuestion these beliefs; we almost never ask "\Why ?"

Recently a county board invested 3600, 000 in new con-
struction at the county home. When asked why the
~county would spend so much money in segregating people,
one of the hoard menibers rcplied "All they need is
plenty of open Sp'lCG,, clothing, a hot meal and a bed...

Su ch statements appear luchmous, yet they arce quite common,

T r’uhfmml bchcf svstéms have resulted in human service systems based
on seg ru*utcd bctt1n<fs environments and architecturc. We have usually
assumed that pcople with Spccnal needs require separate, special places
to live and be served in, Our beliefs have been translated into cnviron-
mental terms: old people belong in nursing homes, rctarded people in
istitutions, handicapped people should live in villages, ete. ‘

Such segregating arc};itectural approaches have been "justified™ hy var-
isus rationalizations such as: economy, safety, protection and stability.
Such rationalizations serve to reinforce the concept that it is necessary
to segregate people with special needs rather than integrate them into
community life.

THE.CONTINUUM OF RESIDENTIAL ENVIRONMENTS

Our nation's response to the deinstitutionalization mandate has resulted
in what can be described as a continuum of different residential cnvir-
onments. These environments can be placed on a continuum which ranges
from more restrictive to less restrictive., There are various broad en-
vironmental areas on the continuum which can be desceribed. These

21 o B
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cnvironments can be analyzed in relation to their degree of restrictive-
ness or in relation to how they tend to integrate a person into community
life.

y Special Care Individualized

- Institution - Facilities Group flomes Placgnwnts

i , Legs

; Restrictive ‘ Restrictive
) Figure #1

Thp_rc arc many variations of these four environments; however, in gen-

eral, thev are renresentative of the major service responses the system

has made to meet the residential needs of disabled citizens over the last decade,
§

INSTITUTIONS-

"This environmental model consists of intermediate and large units usu-
ally physically and socially segregated from the surrounding community.
The model generally restriets the elient to the segregated facilities al-
thoueh there may be some social, occumhoml or educational integration
within the surrounding community" (James Budde, ALERT, Kansas
University, 1975).

J
v

""The term institution refers to a deindividualizing residence in which
persons-are congregated in numbers distinetly larger than mlght be

found in a large family; in which they are highly regimented; in' which

the physical and soeial environment aims at a lowest common denom-
inator; and in which all or mostof the transactions of daily life are

. carried on under one roof, on one campus or in a largely segregated
fashion" (W. Wolfensberger.. The Principle of Normalization in flu~-
man Services. National Institutz on Mental Retardation, Toronto, ,Camda,

1972) .

.

. .placement of the mentally retarded outside thelr natural homes mto
any living arrangement not of their own ch01ce is institutionalizatien. ..
(James Clements, "Appropriateness of nursmg home settings, " in Nurs-
ing Homes ig the System of Residential Services, National Association

for Retarded®Citizens, 1975). a

&
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SPECIAL NEEDS FACILITIES

"This environmental model consists of intéermediate or small units that
are often physically integrated into, but socially segregated from, the
surrounding community by numerous restrictions, but there is some
social, occupational and educational integration. Most services' func-
tions are consolidated within this model for the reasons such as ex-
pedience, economy of organization or due to the perceived inability

of the clients to function in a more integrated manner' (James Budde,
ALERT, Kansas University, 1975). :

Intermediate Care Facilities

"According to the federal law, an ICF is defined as an institution which
Lol . provides 'health related or rehabilitative care and services to individu-
als who do not require the degree of care and treatment which a hospital
or skilled nursing home is designed to provide, but who, because of
" their physical or mental condition, require care and services above the
level of board and room.' "

", ..the largest nursing homes in this country are what we formerly called®
state mental retardation institutions. Yes, the oid state-operated, multi-
purpose institution for the mentally retarded. I wonder, is it better to

call them 'skilled nursing facilities' or ‘intermediate care facilities' for
the mentally retarded?' (Susan Weiss Manes, Nursing Homes in the
System of Residential Services, National Association for Retarded Cit-
izens, 1975). '

_GROUP HOMES

"This cnvironmental model consists of small service units that arc usual-
ly physically and socially integrated into the surrounding community. The
model results in integration as a function of the community's cultural,
social, occupational and educational attitudes. Services are usually in-
dividualized and the foremost emphasis is on the client. If restrictions
are needed, attempts are made to make them on an individual basis and
‘for only as long as it is necessary for the individual's development. There
arc usually no more than eight to ten clients per home" (James Budde, -
ALERT, Kansas University, 1975).

1A pesidential environment where the individual enters...a homc atmos-
phere. .. (ensuring) that residents lead 'mormal lives' and participate in
community life outside the house. ‘The basic philosophy behind group
homes, maximizing community dontact for disabled persons, requircs a
day program, a vocational and/or educational expericnce outside and




away from the residence" ( Robert Goodfellow. Group liomes: One
Alternative, Center on Hluman Policy, Syracuse, New York, 197-1)."

"\ group home is a facility located in a residential community provid-
ing shelter and/o: rehabilitation for (individuals) who, for various reca-
sons, cannot reside in their natural home.. . The goal of the service is
to return home, other placement or emancipation, depending upon the
age of the (person) and the circumstances of his family" (D. Lauber
and T. Bangs.. Zoning for Family and Group Facilities, American .
Socicty of I’lamun\'a Officials Report #300, Chicago, Illinois, 197-H.

INDIVIDUALIZED PLACEMENTS

"This service deliverv model coasists of small units that are almost
alwavs physically and socially integrated within the surrounding com-
‘munity. Services arc preventive or preserving and carricd out within,
or in conjunction with, the client’s normal living environment. Scrvices
are totally individualized; an emphasis is forcmost on the clients, their
reintegration into the normal home and/or the prevention of institution=
alization. The environment would be typically owned, leascd or rented
by parents, foster parents or by the consurmcers themsclvcc" {James

Budde, 1975). .

IMPLICATIONS OF THE CONTINUUM
FOR RESIDENTIAL ENVIRONMENTS

Tt is important for us to closely examine the implications of basing a serv-
ice system on a continuum of different- ‘residential environments. This
contipuum, which is so widely accepted, has evolved because of a national
commitment to develop less restrictive alternatives to institutions. In
general, if we compare this continuum to what prewously existed, when
there were few alternatives to the institution, it is easy to see that we
have made progress. . The continuum recognized that disabled citizens
have a right to the least restrictive alternative possible. For example,

it is probably true that having your needs met by living in a group home

in the community is better than having to live in a large segregated in-
stitution. Such an alternative is less restrictive. It tends to be morc
integrative and more consistent with the developmental madel.

Positive Implications

Therc are, thercfore, several positive 1mplncatlons to a continuum of
residential environments.
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) The Continuum of environments is 80 comprehen—
give that there are®no "gaps" in residential
serviceg. Lach of these cnvu'onmcnts is said to have a "place"
on the contintum. Any state or community that has a wide enough
range of thesc cnvironments ¢an be assured that all of its disabled
citizens have a place to liwe which is "matched" to their current
functioning level.,

® It allows the client to move through the system
ag he or she srows and develops, Initially a client
is placed in a living environment which "matches' his current func-
tioning level. As a client progresses and gains new skills he can
mgve or "graduate' to a less restrictive setting. Without a con-
tinuum of cnvironments this progressive movement “vould be im-
possible,

- ] A continuum is cost effective. Prcponcnts of the con-
¢inuum argue that a continuum of residential environments is mnore
cost effective than @ service system which relies largely on the
institutional model. Those clicnts who have progressed can move

trom the institution to less costly scttings such as group homes
or clustered apartments. ' ’

Negative Implications

The negative implications of the continuum are a result of a basic mis-
conception:

- A disahled persgn must have his needs met by placement '

in a special and usually "segregated" cnvironment.
. : .

It is true that there have been many positive developments over the last
decade: the reestablishment of the constitutional rights of disabled citi-
zens; the creation of innovative community scrvice altermatives; a ten
percent decreasce in the institutional population; the vitalization of a
national consumer advocacy movement. Towever, therc are also some
dangerous trends emerging because of our 'lcccr)tmcc of the fundamental
misconception cited above,

) Di (fe rent groups need different environments.
A continuum of residential environmepts is bascd on the belief that
’ different groups or types of tisabled citizens require different
kinds of environments. Roles for ciach of these different environ-
ments are being developed. The new role of the institution is said
to be that of a state or rcgional resource center - the living envi-
" ronment most appropriate for multiply handicapped children and
~adults. By developing a rolc as "the' environment for severely

23 -
L8

O

Aruitoxt provided by Eic:



O

ERIC

Aruitoxt provided by Eic:

19

disabled eitizens institutions are attempting to ensuve their con-
tinued existence and future growth,

Group homes are emerging as "the' residential environment for
moderately disabled children and adilts. Such children and adults
qre said to need a group home enviroament because they cannot
succerd in more integrative settings,

Nursing homes are emerging nationally as the major residential
solution for individuals with special medical needs.

An indieation of the pervasiveness of this approach is that it is now
quite common to read of planning formulae ‘which attach various
levels of disabilities to different degrees or types of restrictive en-
vironments, This approach results in such proposals as:

"hased on our current population of 'x' number of-
severely handicapped individuals we will need to
develop 'v' number of sroup homes." '

The disabled person must "earn" his way through
the system. A major danger inherent in the continuum concept
is that it plﬂ.CCo the burden of integration on the disabled pcrson
rather than on the sy stem. For example, it is common to presume
that a severely dlS’l])lC(l person must be institutionalized until he is
"readv' to move 'nto a less restrictive community envirenment.
Entrance and exit eriteria are usually developed for each of the dif-
ferent living environments,

Cost. The development'of a comprchensive continuum of resi-
dential environments requires a tremendous expenditure of funds
for purposcs of renovation and capital construction. Many states
are investing millions of dollars in institutional construction and-
venovations, under the guise of developing ""more normalizing"
cnvironments.,

Nursing homes are mushrooming across the United States. This
implies lifetime costs to keep beds filled.

Communities across the United States are funding the construction
of new group homes at $150,000 to $250, 000 per 8- to 12-bed group
homegs. '

readiress

cent
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.\ ALTERNATIVE APPROACH: An Array of Service
Alternatives -

’ The movement toward the total integraﬁon of disabled citizens into com-
munity life is at a crossroads. The development of a continuum of dif-
ferent environments has resulted in partial integration, partial success.

It is now-necessary to focus on a further, more comprehensive imple-
mentation of our basic value system; one that will bring about a recogni-
tion of the consumers' basic human and legal rights. We must focus on
_the least restrictive alternative - the family for children and youth and
an integrated, interdependent living situation for adults., Such a focus
is not oa the least restrictive available environment w~hich, in same
instances, may even be the institution but rather on the absolutely
least restrictive environment - one which is a physically and socially
N » integrated setting. Such a focus will lead us to concentrate our crea-
tive energies on the development of the array of servicesHnot envi-
ronments) necessary to enable a person, rega rdless of severity
of handicap, to remain in or move to the most natural, normal
sctting. ‘

Ladll val.en

An array of integrative services in graphically portrayed in Figure #Z.

Such an approach should inititate a trend toward both physically and so-
cially integrated living environments for all disabled citizens. We will
be 2ble to move from such well intentioned statements as, A r:inge of
community services should be so compiete that persons need not leave
their home communities to receive those ~ervices necessary to meet
their individual needs' to ""A range of community services should be 50

complete that a person need not leave hishome. "

» s .
IMPLITATIONS OF AN ARRAY OF INTEGRATIVE
SUPPORT SERVICES

In analyzing this approach to service delivery and comparing it to the con-
tinuum of residential environments, several implications emerge. :

o Full legal and buman rights. Suchka continuum will bring
about the full implementation of the concept of least restri ctive al-
ternative. By focusing on and meeting the needs of-the person, tic
family or the community in natural environments, the least ¢~
strietive alternative will have been attained. The concept of "least
restriction' will cease to be relative; rather, it will presume the
natural setting to be the least restrictive. The removal of the per-
son from the natural setting or the placement of an institutionalized
person in an intermediate environment will be seen as an abridge-

S 27
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ment of the person's rights and a major compromise on the part
¢f the systen. ‘

*

The full recognitiorn of the disabled perSon as

. a developmental being. By both physically and socially

integrating thie person into s.atural residential environments, the
disabled person, no matter what type or degree of handicap, will
be looked upon as a developing person, capable of growth. Such
developmental growth will not be equated with a contjnuum of en-
vironments. For example, it will not be presumed that a person's
development is equated with movement through various environ-
ments; ~ather, developwmiental growth will oceur in integrated set-

- tings.

The ‘evolution of the principle of normalization,
The principle of normalization will be recognized as both a process
and an outcome. Over the last decade normalization has helped us
focus on establishing, maintaining or supporting culturally norma-
tive behaviors. But iave we used means that are as culturally
normative as possible? We will recognize that the person does

not have to earn the right to be integrated into the community. It
will be assumed that the person has the right to live in 2 normal

- environment and that the community will have to mobilize the nec-

essary resources to accomplish this.

Supporting, not supplanting the natural home.
The residential assumpiion, referred to carlier, will be critically
questioned. The first response to serving a disabled person will
not be-to assume "You need a group home' but rather, "How can
we help you remain in your natural edvironment?" We will look
upon supporting the person in his nutural en.ironment, This means
thnt a wide range of services, a creative array of service options,
must be developed and individuaiized for each client.

Integration is the responsibility of the service
system not taé client. If we are dedicated to the support
of the person in his home and the development of the kinds of serv-
ices to keep him thére, then it will be necessary to understand thut

. integration of the perscn depends more on the type and quality of
‘the system (services) rather than on the person's needs.

Society cannot afford both a continuum of envi-
ronments and an array of integrated services.
States and communitics will not be able to suppoi‘t a.full envivon-
mental continuum (including state institutions, group homes, nurs-
ing homes) and a full array of integrative services.

4

5 O
29



O

ERIC

Aruitoxt provided by Eic:

o)

It will be nceessary to reverse the current funding patterns which
provide oniy o small percentage of available funds for the support
of in-home supportive services. ’

RARRIERS

e
FAY

There are a number of significant barriers to the effective mobili-

tion of resources to meet the residential needs of disabled citizens in

inteerated scttings. All of these barriers tend to reinforee the existence
of restrictive environments and prohibit integration,

The Federal Government, while providing 91 scpuarate programs re-
lated to ;‘ctardcd citizens (PCMR, 1976), has failed to unify thesce
programs into a foree that results in quality service delivery.

Often onc “ederal thrust diminishes the impaet of another. For

‘example, Title Xix monies have been used to support institutions

while at the same time Title XX monies arc used to support the
retarded citizens' return to community life.

State and loeal elected officials are often caught in the middle of
conflicts between various sclf-interest groups. Therec arc power-
ful groups which lobby for the intercest of separate programs, pro-
grams which often have confliets of intercst.

Very few 'hard" facts are known about costs and cost benefits.
Cost figures are generally so nebulous that they have little impact
on decision makers.

Quuite often consumer advocacy group: arc divided in their efforis.
For example, one state Association for Retarded Citizens is sup-
porting a massive construction plan for the state's institutional
system while the local dssociations are planning to return all their
institutic_malized citizens to their honie communitics.

There has been little system:atization of the major factors which
make up,a comprehensive intcgrative community service systern.
The typical community service program with ite ,roup homes,
sheltered workshops and developmental centers does not represent
a comprehensive, continuous service delivery system. Service
alternatives have emerged in a haphazard fashion, rather than a
step-by-step, planned cffort to develop integrative alternatives.
Even in those communities where services are beginning to focus
on supporting the person in his natural environment little is known
about managing such a dispersed service system while maintaining

oV



quality of services. For example, a community which plans to in-
tegrate all disabled citizens is hard pressed to develop an effective
management system to control such a dispersed service system.
What population base is necessary to support such'a system? Who
monitors quality? How is it monitored? How can the myriad of
federal, state and local funding sources be combined to provide the
solid,- enduring funding base which has characterized our institu--
tional system? '

o As we stated before, the major barrier lies in our conceptual ap-
proach to program development. It seems that some people liter-
ally cannet conceive of severely, multihandicapped individuals liv-
ing, working and going to school in normal settings. '

This type of conceptual barrier initially delayed the development of
community programs. Some people could not accept the proposal
that severely handicapped individuals could live in noninstitutional
settings. We have largely overcome this attitude by proving that
community alternatives can meet the needs of retarded citizens.

Now we have a more difficult and, in a sense, more important

. challenge.  We must convince parents, advocates and professionals
that mentally retarded citizens have a basic right to the opportunity
for full involvement in their community. It is not a question of '
whether this approach will be successiul. We must make it work;
it must be successful, :

N

CONCLUSIONS

Restrictive environments, whether the state institution or a large group ‘
home, have no role to play in the lives of disabled citizens. Residential

alternatives that are now valued so highly in communitigs across the .
restrictive United States will have to be radically altered to allow folfull integration
& environasnts of disabled citizens. Group homes, for example, will not be seemMas per-

manent residences but rathere as staging peints for integration.

(O  We realize that our service systems have not progressed to the point that
there is no longer a need for a continuum of residential environments.
We have not yet developed the supportive mechanisms and services nec-
ratusal essary to support all disabled individuals in natural environments., How-
envIrIAnES ever, if we are to develop such supports and services we must begin
mow - to pian; to develop funding sources; and educate the public.

-

"Can we foresee' a day when there will be no need for
our residential services? Hopefitlly, someday it will be

31




assumed that mental retardation is not the handicap that
precipitates the need for residential services. It is much
too often the end product of our failure to support the fam-
ily or open the doors to existing resources.' Ed Skarnulis.
Residential Services: Support, Not Supplant, the Natural
Ilome, 1975, B




S Deinstitutionalization

FRED J. RRAUSE

‘. Why is it so difficuit for people to admit error in judgment? And we
committed serious error in creating large public institutions to house
" . the mentally retarded as early as thc 1850s. , .

We are here today because we still haven't corrected what has becomc

‘a major social problem: bec ause of the age-old social practice of re-

" jecting the mentally retarded, not just by puttmo them out of the way -
in bjg buildings,- but for decades partitioning them off wherever they
are; by crossing them off becduse our society in gcnvral has been not
willing to be involved with retarded persons. :

We in this room may think we are chffercnt or more crcatlvc. I have
heard the exprescion that we must continue our persistence in secking
"mainstream living quarters for them' or our rejection of "traditional
approaches,'" sets us apart from the superintendents who run the large
medical institutions. But does it? Are we doing what we would like to
think we are doing? Whose problems are we solving when we move rc-
tarded persons out of structures we abhor and into structures we prefer?
Are we fair in our abhorrence? Are we rational in our prererence? Do
- the people we relocate share our feelings ? '

a1 strean

During this conference we will examine the various models ¢f residences
for retarded citizens. Ipropose that you must be very mindiul of the .partia]
critical issues ar.d management problems in the endeavor you are espous- soiutions
ing. Years of study, lifetimes of professional effort have produced only
partial solutions tu the problenis surrounding msatutlonulzatlon and al-

ternatives to it.

-

33




ingtituiiors

raductLon

1

28

A beginning would be in closing the scparation between parents and pro-
fessionals. in the development of poliey planning and operation of resi-
dential programs. . Our starting point must be the existing repositories
of experience and knowledge.

In 1971 a national goal was announced by the President's Committee on
Mental Retardation to reduce the institutional population by at least
one-third by 1980. Now let's examine progress. In 1972 this population
was 181,035; in 1976 it is reported to be 153,584, a reduction of 20, 351,
or 16/ percent (sce Figure 1). Dr. Richard Scheerenbcrger was com-
missioned by PCMR to survc'y the trends in public residential facilities.
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The results of the study are shown in Figure 2 (page 30 ). There are
237 operational facilities for the mentally retarded. Twenty-one (8.9
percent) opened between 1850 and 1899 and another G4 (27.0 pereent)
accepted their first resident between 1900 and 1949. Thus, the major-
ity of public residential facilities have been egtablished over the past

26 vears. Scheerenberger's data indicate that while progress is evidcnt
in boih deinstitutionalization and institutional reform, much remains to .
be accomplished.

With regard to deinstitutionalization, the number of retarded persons
requiring residential services continues to decrease, but at a slower
rate than in former years. Other positive indicators include a reduced
adimission and readmission rate plus increased projected placement sta-
tistics for the fo:thcoming year,

While the resident population continues a gradual trend toward becoming
both older and more seriously affected, many less affected persons are
still bcing served. Admission, readmission and waiting list data also
include a relatively high percentage of moderately and mlldly retarded
persons of all ages. Too many individuals returned to the community
appear to be failing because of inadequate local services. Taken col-
lectively, data clearly suggest that comprehensive community programs
still nced to be developed in many places throughout the country.

Residential reform has been evident. This was reflected in the general
reduction in rated bed capacity, better staff-resident ratios, increased
enrollment of the severely and profoundly retarded in various programs,
extended programming for adults, increased parental p'lrtlclpatzon

and individualized program plans.

On the less positive side, and in spite of increased staffing and program-
ming, very few public residential facilities can satisfy either the 249.12
or 249.13 regulations associated with Title XIX, and relatively few have
been accredited by the JCAH Accreditation Council for Services for Men-
tqlly Retarded and Other Developmentally Disabled Persons. Continued
deficits in resident programming, the apparent need for special services
for emotionally disturbed individuals and the relatively high percentage
of retarded persons maintained in locked wards during the day all indicate
that substantial residential reform is still required. Als~ the relative-
ly common practice of retaining retarded persons in public residential
facilities after they are capable of leaving needs to be reexamined.

As indicated previously, gradual gains are being made with respect to
both deinstitutionalization and resi}lehtia-l reform. Governments, both

state and federal, have increased substantially their respective contribu—"

tions to meeting the needs of mentally retarjded' citizens. A continuation
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of this concern and effort will be required before cach retarded person
can live a self-fulfilling life in the least restrictive environment.

The geal of deinstitutivnalization can be achieved through three inter-
related processes: ‘

@ The development of a comprehensive array of
residential and supporiive services in the local
community. Offering such alternative services will make it
possible to reduce the number of admissions to institutions as well
as support those retarded individuals who are returned from insti-
tutions to community residences.

1

@® Acceleration in the transfer nf retarded resi-
dents 'from institutions to the community. This
would represent the major number of those perscns whose com-
niunity care reduces the institutional populations. Acceleration of
the deinstitutionalization process can be achigved through such
activities as: . -

A.  Training of staff at public institutions to encourage residents

to return to the community and to provide preparatory habili-
tation services;

Selection.of residents and their preparation through special
training programs for their geleasc;

—
e
.

C. [IP’reparation of families for the return of their retarded mem-
bers;

D. Provision of responsible ngents to negotiate the change of
residence; and .

.. A follow-along program to give support to cach retarded in-
dividual during his transition to, and stabilization in, the
community.

-

9 Development of a responsive community. Creating
a tolerant, accepting and supportive community environment will
make it béssiblc for the deinstitutionalized retarded person to survive
and progress in the community and will reduce the demand for re-
admission tc public institutions. ' T '

-

CAN A COMMUNITY RESIDENCE BECOME AN INSTI-
TUTION ? ‘
David Sokoloff, an architect who has designed many fdciliéies for retarded

persons, says a community residentiul project often becomes an ego trip
for the people involved. He points out that "creating a building is a very
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intoxicating experience, for the result is a tangible and lasting expres-
sion of oreativity.' He also points out that buildings frequently fail

in their purpose. In the words of Ann shearcr, another long-time ob-
server, "Anyone who has spent time in visiting new community estab-
lishments will have recognized, with something like a feeling of terror,
that the abuses of the old system can be reproduced exactly anc perhaps
even more eruelly in the relative isolation of a community getting, "

Attention is wrongly focused on the size and location of buildings in
which retarded persons live. What matters more is the relationship
between the provider and the client.

When 2 community residence for retarded persons is established, it may
e an institution in the process of being created. It may be called a home,
and it may be regarded as such by the pcople who live there. But it may
he managed as an institution. Group homes, supervised apartments and
aven foster homes employ labor, purchase goods and services, apply

for and reccive program funds and in growing nurhbers of cases these
smaller facilities are mismanaged and lack individualized program plans

for their residents,

Like tealth care institutions, commuitity residences have staffing prob-
lems. Low salarics, long heurs and lack of privacy -- especially for
live-in personnel -- arc facts you cannot cradicate, though there are.
ways of compensating for them. Personnel nced emotional and educa-
tional support, as well as outside assistance from voluntecers and paid
workers., ‘ ’

ECONOMIC PRQBLEMS

Self-sustaining sclvency is more likely to be a voal than a reality in
community residence for retarded persons. If you plan to pay for all
the necessary services, you probably are headed for trouble. Jein
Vanier, founder of L*Arche, states flatly, "Our houses can only live
through gratuity. . if toinorrow everybody went on standard rates for
house and salaries, our houses would collapse. "

,

Fven ander the best of efreumstances: it is unlikely that seve rely retarded
persons will be ableto contribute much to their own upkeep by working,
It has becn _g) d that in manyv communities jobs arc hard to find or are
not available. Many retarded persons now living in community fieilities
could work and want fo work but cannot find emplovment.  And when they
do find openings, the wages are low,

Government support of retarded children and adults in community resi-
dential programs is presently too uncertain to be very helpful,  Inequities
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and absurdities abound, A\ retarded person entitled to support in an insti-
tution may not be entitled to the same support if moved into the survound-
ine community,

These cconomie disincentives are irrational and unintentional, but they
have not yet been corrected,  And we are on thin ice if we argue that it is
cheaper to keep retarded persons in commiunity facilities than in big state
institutions. In the fivst place. sometimes it is not cheaper. Better per-
haps, but not cheaper, dollar for dollar. In the second place, it is hard
to tell exactly how much it costs to keep people in institutions. Federal
payments for institutionalization sometimes go into a general fund at the
stato level and are spread around so that it is impossible to be surc money
intended for retarded persons actually is spent to support the so-called
beneficiarics,

Everyvone would like to believe that community placement of retarded per-
sons is a sound business proposition, that community residences can be
sclf-supporting, that goods and services can be purchased without re~
liznce on cumbersome public funding and meddlesome buyeaueracics.
This is not currently a reality.

Onee o retarded person is "released' from a public institution and placed
in « ieos structured setting lines of responsibility blur., Who ultimately
is responsible for providing needed services ? The institution? The com-
munity ? The retarded person's familv? When the erunch comes, who
decides whether or not community placement is feasible, whether or not

a speeific individual should be sent back to an institution ?

COMMUNITY RESISTANCE

Receptive communities are hard to find. Group residences for retarded
individuals usually are tax-exempt, and neighbors may fear that crosion
of the community: tax base will result in higher texes and fewer scrvices.

Unfortunately, arcas that make it easy to cstablish residences for disabled
‘persons may experience an unscttling influx of facilities. For example,

in Monteomery County, Maryland, where I live, a liberal policy on estab--
lishmient of group homes for retarded people is in danger because neigh-
boring counties and cities have taken advantage of the lack of necessity for
zoning exceptions. Group homes for various social problems arc spring-
ing up all over, and the citizens are beginning to worry. The County
Council is now considering legislation to make group homes get zoning
exceptions before opening in residential arcas.

. .

. M
Aside from economic considerations, it cannot be. denied, and must not

he foreotten, that many people are subliniiually afraid of the handicapped.

3
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When these people sy they are worried about property values in the
nerthborhood or the tax bese in the conunity, what they mean is they
fear mental deficieney, they are repulsed by disability, they teel threat~
cned by the proximity o retanded persons, Al of us must exert ourselves
tocounteraet this sort of prejudice.

WHOSE HOME s 317 1T0 BEY

\ ot has been written and said about admissions standanrds for comnuin-
e pesidencoes, but thore are few usable eriteria. Wo must develop
mental and physical function seales that are reasonably acecurate in fore-
Casting ease orditficulte of adjustment to community living, These pre-
dicive foobs are necessary to plan supportive services., They need not,

e Tovors for oxclusion of cortain retarded peopte.

Foo ofien community residence phimers gloss over the need to decide
mecifieally and carefuntlv what type of person will be living in the facil-
G avervone B8 dreaming about,  In committee meetings people tend to
Lesume that the residence they are discussing will be inhabited bv per-
Cons owho are firty mildly disabled, eapable at least in some wavs.”

v rvone knows some retarcded people are mueh more handicapped than
Whees, Hat no one wants o tell Mr, and Mrs. Swmith, both of whom havc
Heon netive on the committee, that possibly their child is too voung or
(e disablod to, at this time, be placed in the residence thev openced.

When the really tough problems are mentioned -- for example, physical
Sapairment and severce behavioral problems such as head-banging,
vinlort omotional outhursts, biting and soxual acting out -- the planners
- sy, L. Well, this home will not be able to manage that child.' Often
o ome 14 ton clear on exactly who will live there, so the unspoken as-
sumption prevails, The feeility is built for "medium' cascs, and when
thoe :nnhulﬁt(‘n‘y handicapped individual has come and gone, nothing
can he done to necommodante more severcly retlarded, non-ambulatory

hunian heings.

THE MAXNY GOOD THINGS ADRDOUT COMMUNITY
PIACEMENT .

it hag been shown that community placement does acenmplish many of

of the things its supporters sav if will. A recent study hy Richard Scheer-
cnbereer  of faster homes, group homes and other community facili-

Lies for the retarded showed the people living in them did indeed prefer
the community to the Mstitutions they had left behind.,  Even-the more
soverely retarded and multiply handieapped individuals were adjusting
woll,  Fven the eider adults were showing measurable progress toward

indlependence.
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‘But some problems were obvious. For example, work opportuaitics were
few and at a low level. Day programming was sometimes inadeqguate, Ac- . Wi
cess to public transportation was sometimes nonexistent. And--home- Spportunind
' like atmosphere or not-- ‘conformity was required in thgt residents par-
t1c;1pzlted in activities colleectively, went to bed and ate at fixed hours and
were forced to "fit'" in a varicety of other ways as well. :
Gail O'Connor's nationwide study of homes for developmentally disabled™  +-
persons, including the retarded, showed that community facilities were
better than many had feared to find if they looked. But the researchers
emphasized the need for meticulous planning, carcful program imple-
mentation and ongo*ng monitoring. They pointed out that the success of
community placement lﬂcreatm potentidlly dangerous pressurc in favor
of deinstitutionalizatiof. Caution must not be thrown to the winds, for -c-
tarded clients are the ones who will suffer. :

’

THCLY CALL IT NORMALIZATION

In the words of N. E, Bank-Mikkelsen, a famous Scandinavian proponent,
normalization has become a wew "ism." Without understanding the in-
tentions and impli::ations of the original concept, civic leaders of all
sorts, parents of retarded persons, politicians and even specialists in
mental retard:tion jump up willy-nilly and go out to do good in the name

of "normalization." The word is in vogue. The idea is dogma. To ques-
tion normalizaticn is to provoke accusations of heresy.

Yet normalization is mistaken for normality. This is no excuse for the -
knee-jerk reaction against examining old habits and cherished bclicfé in
terms of thefgb'él of mormalization. But please -- consider the original
concept.  Consider cxisting misconceptions.

//"/
- . t

T COMMENTS ON DATA AND TRENDS

In Dr. Richard Scheerenberger's recent trends study done for PCMR, he.
comments that the data indicate that while progress is cvident in both
areas of deinstitutionalization and institutional reform, much remains

to be accomplished.

With regard to institutionalization, the number of retarded persons re- e
quiring residential services continues to decrease, but at a slower rate e
than in former years. Other positive indicators include a rcduced ad-

mission and readmission rate plus increased projected placement sta-

tistics for the coming year. . :

While .institutional populations continue a gradual trend toward becoming
’ both older and more sericusly affected, many less affected persons
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(moderately retarded to normel) arc still being served. Admission, rc-
admission and waiting list data also include a relatively high percentage
of modcrately and wildly retarded persons of all ages. To~ many in-
dividuals who Kave been returned to the community appear to%c"failillg
beeause of fnadcquatc' local services, Taken cq_llectively, these data
clearly suggest that comprehensive commurity programé still need to
bo developed in many places throughout the country. A

Residential reform was cvident. This was “reflected in the general re-
duction in rated bed capacity, better staff-resident ratios, increased
enrollment of severcly and profoundly retarded persons in various pro-
orams, extended programming for adults, increased parental pai’ticipa,—
tion and individualized program plans. '

CONCLUSION : S

While I mayv have certain concerns about the progress of group living

in the community, I belicve that every 1 tarded child and adult who

egm should live in an ordinary residence in an ordinary community, with
necessary help but without unnecessary restrictions. ’
In fact, the proper-furiction of a residential facility -- whatever its size,
whether it is 4 community facility or not -- isrto provide a setting in
which the resident can fird his or her own way of relating to the external
world and to himself or hersclf, The task before us s no morc and no
less than this. : ‘

. - . . ,
Wesare procceding, You are procceding. Miller and Gwynne have noted
that as enthusiasm builds, the great.danger is tha* we will imposc our
prefe rences on pcrsons who do not share fh'cm," sn persons with whom
we do not fully emf)athize, though we may love them dearly.

We must wateh ourselves closely and ask ourselves questions, When we
create community residences and put retarded pcople in them, do we
serve the mentally retarded or do we really serve ourselves? Why do
we frown so omnisciently on lifc apart from the so-called mainstrcam?
According to what standards do we downgrade human cxistenee-in limited
circumstances? A

-
We must confront our ambivilences, examine discrepancies hetween
professed attitudes and behavior and try to distinguish rcason from
rationalization. This is difficult, but those of us who have responsibil-
ity for the lives of others must try,

Let's not expect a pardon from our responsibility.
" 12
»
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Funding Resources

SUSAN WEISS MANES

Simificant resources exist at the federal level to support the orgong

operation - and to a lesser extent, construction and start-up costs -

- of group homes and other community residences. Nevertheless, there
is A4 widespread conviction that these resourcis - alone or in cofmbina-
tion with state and local funds - are inadequate.

The barriers to effective use of these federal funds are diverse.
@ Some programs are under-funded.

@ Others do not have a long-standing commitment to mental
retardation an:! are reluctant to become involved in something
they understand poorly, if at all.

@ There are gaps in coverage - construction funds and start-up
support are much harder to come by than operational funds,
for example. -

& TFinzlly, and most significantly, the various fenieral programs
must be pieced together into a cohesive funding package - a
formidable undertaking, given differing program managers,
operating procedures and eligibility standards.

[ am going to outline the major federal programs which fund either start-
up or operationa! costs in cominunity residences and at the same time iiden-
tify anv barriers which exist o effective utilization of these programs -

not to discourage you, but to hélp you" understand more fully how these-
programs work- )

’
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Let me note at the outset that [ have been asked to limit myself to review-
ing those federal programs which can be used to support start-up and
operational costs in ccmmunity residences. This discussion does not,
therefore, include an analysis of federal programs available to fund the
non-facility-based aspects of a community-based service system - such
as transportation, vocational services, education, advocacy and so on.
Obviously, these services - coordinated; part of an organized systen{,'
with a clear focal point of responsibility - are cvery bit as vital as the
residential aspects of developing community-based services.

With that introduction, let's begin with the federal cash assistance pro-
erams, whici can often form the ¢ornerstone of financing room and board
costs in a community residence, since the individual resident can use his
or her monthly chéck to pay a pro rata share of these operational costs.

There are two major federal income maintenance programs - Supple-~
mental Security Income and Disability Insurance.

L
\

SUPPLEMENTAL SECURITY INCOME
1. Prégram Description:

As 1 think most of you know, the Supplemental Security Income pro-
agram is a federal cash assistance program which provides monthly cash
benefits of up to $167 to low-income aged, blind and disabled persons. '
To be eligible a person must Fave limited assets and little or no exrned
or unearned income (certain assets and income are disregarded, howe»‘er).
To qualify as disabled, a mentally retarded person must be unable to en-
gage in "substantial gainful employment' as a result of a medically de-
terminable condition.

Persons cligible for SST may uze their monthly chacks to support tham-
selves in community residerces. A number of states. supplement the
faderal payment, and this supplement may also he usecd by a recipient to
pay his room, board, personal and other expenses.

2.  Issues und Problems:

o~

A. There have been a number of statutory provisions which limited
the eligibility of persons in certain community residences. Until very
recently people living in publicly cperated institutions were ineligible for
SST and the term "institution' is defined so broadly that it includes-group
‘homes. Second, governmental subsidies to persons in private group
residences were considered income to the resident, if used to pay for
room and board, and acted to reduce the SSI payment by up to one-th.rd.
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Recently cnacted legislation, however, has climinated these problems
(P, L. 9£-566), This legislation, known as the Keys Group Home Amend-
ment, was signed into law on October 20 of this year -- and because of
the recentness of cnactment no implementing regulations will be published
for some time. -

The statutory Linguage, however, makes persons living in publiclv-operated
or sponsorcd community residences for 16 or fewer persons cligible for
SS1 bencfits on the same basis as persons living in private facilities and
provides that cash ot in-kind benefits provided to or ca behalf of SSI re~
cipients hy state or local governments, if based on neerd, will not be
counted as income,

.
In addition, the Keys Amendment repeals.Section 1616(e) of une Social
Security Act, an cxtremaly eomplex provision which was designed to dis-
courage states from financing substandard nursing home care through
residents’ SSI payvments, thus evading Medicaid standards. 1t did this
by requiring a dollar-for-dollar reduction in the federal SSI payment
by the amount of any state supplemental payment used to purchase medi-
cal or remedial care of a nature which could be financed through the
Medicaid program. Section 1616(e) was.never implemented, however,
because of the complexity of its statutory language and the Social Secur-
ity Administration’s inability to definc the difference between a sub-
standard Medicaid facility and a legitimate social carc institution. Many
persons both ins\tdc and outside HEW felt that the statutory language of
Secticn 1616(e) would have required all community residences providing
more than room, board and luundry to meet the Medicaid intermediate’
carc faeility standards. '

. The Keys Amendment provides an ‘altémative approach to the issue of

substandard facilities .by requiring states (cffective Qctober 1, 1977) to
"egtablish, maintain and insure the enfc rcement of standards' for the

whole spectrum of non-medical residential scttings in, which 581 recipi-
ents live or are "likely" to live. - The standards must be appropriate to
the nceds of the residents and the character of the facilily involved and
must cover at least admissi~n policies, suiety, sanitation and the pro-
tection of civil rights. The state must designate onc or more state or

local authorities to be responsible for the development and enfercement
of these standards. '

States must annually make available for public review, as part of the
Title XX annual scivices plan, a summary of the standards. In addition,
the state must provi;le to any interested individual, on request, the
following:

45
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e A copy of the actual standards;
e A description of the system for.their enforcement;
e Alist of any waivers of the standards; and

e Alistof ény violations of the standards.

SSI recipients living.in faciljties which are not approved as meeting the

RR)! . standards will be subject to a dollar-for-dollar reduction in their federal

rstuction?  © $SI payment by the amount of any state supplementary payment which is
used to pay for medical or remedial care provided by substandard facili-
ties. ‘ |

B. A significant problem with using SSI payments to meet room
and board costs is that the basic federal payment - $167 a month - is
often inadequaté to meet actual costs and must be supplemented by the
state or some other source. A nuinber of states supplement the federal
payment only marginally, however, and some not at all.

This picture has been improved to some extent by recently enacted legis-
state * lation (P.L. 94-585) which requires states already supplementing the
supplenent " federal payment to continue that supplementation on-a permanent basis.

This will prevent states from reducing their own supple'mentation levels
- every time that the federal payment is increased through the automatic
cost of living escalator. ) ’ ! ‘
. Jemei T, .

C. Another difficulty in using the SSI program is that eligibility
is lin.ited to those persons whose mental retardation disables them to the
point that they are unable to earn substantial wages or engage in "sub-
stantial gainful activity" - a term whict. ‘i e Social Security Administra-
tion continues to interpret and re-interpret, but which remains a matter
of contention. The Social Security Administraticn has recently announced
that it intends a major revision of its definition of substantial gainful
activity. I invite all of you who may have experienced difficulty with the
existing. definition to share your comments witl. the Social Security Ad-
ministration or our office.

gainful
activity

DISABILITY INSURANCE: TITLE TI OF THE SOCIAL SECURITY ACT
Program Description: '

The second-major federal income maintenance programn. is disability in-
surance. Disability insurance payments, like SSI, can provide benefici-
aries with a source of income to support themselves i 2 community.
residence. Mentally retarded adults are eligible to receive monthly dis-
ability insurance payments through the Social Security system if:
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e They are over age 18; and
e They have a disability which originated in childhood; and

e -The disability results in an inability to perform Substantial
gainful employment; and

e They are covered for Social Securitv payments on the rﬁgmd
of a retired, deceased or disabled parent; or

® They are covered for Social Security payments on the basis of
their own employment history.

The most serious problem with disability insurance is that coverage is
limited to persons whose parents are themselves retired, deceased or
. disabled and covered under the Social Security system.

THE HOUSING AND CbMMUNITY DEVELOPMENT ACT (P.L. 93-383)
SECTION 8 HOUSING ASSISTANCE PAYMENTS

1. Program Description:

Another federal program which can be used to partially meet oper- -
ating.costs is the Section 8 Housing Assistance Payments program author-
ized under the Housing and Community Development Act and administered
by HUD '

The Section 8 program authorizes HUD to provide rent subsidies on behalf
of eligible low=income persons occupying-new, substsatially rehabilitated
or existing rental housing. Subsidies are paid through assistance payments
contracts with owners (who may be private owners, cooperatives or public
housing agencies). Eligible persons are those who,_ at the time of initial
renting of units, have total annual family incomes not in excess of 80% of
area median income; but the Secretary of HUD may establish higher or
lower income ceilinge if she finds such variations necessary because of
prevailing levels of coustruction costs, unusually high or low family income
or other factors.

'

" 'The amount of assistance provided with respect to a unit will be an amount
equal to the difference between the established maximym rent for the unit

" and the occupant's required contribution to rent. Aided persons will be
required to contribute not less than 15 or more than 25 percent of their
total income to rent, with the Secretary of HUD authorized to establish
required contribution levels (taking into consideration the extent of medi-
cal or other unusual expenses incurred by the persons). For persons

with exceptional medical or other expenses, the required contribution level
is statut;grily fixed at 157 of total income. Assistance is specifically made
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available for congregale living arrangements, such as groun homes, co-
operatives, and in Section 202 projects for elderly and handicapped per-
sons. ‘

To be approved for participation in the program, housing must meat
certain requirements. These include compliance with HUD's minimum
property standards for congregate housing where appropriate; access-
ibility to social, recreational, educational, commercial and health
facilities; and compliance with the local housing assistance plan re-
quired under the community development program authorized by Title I
of the Housing and Community Development Act of 1974,

This latter requirement is a very important one to understand. The
Community Development Block Grant program, authorized under Title 1
of the lousing and Community Development Act, provides funds to states
and units of general local government for a variety of community devel-
opment activities. Consistent with the block’erant approach, recipient
governments are given very broad flexibiluéj in deciding how to use these
funds for the diverse.number ol activitics which are eligible for funding
under the statute.

The Community Development Block Grant is not a housing program and
cannot generally be used to pay for housing. Despite this, the Block
Gran. >annot be left out of any discussions of housing for mentally re-
tarded persons. This is because local communities, in order to receive
Community Development funds. are required to submit a ""housing as-
sistance pian, " which surveys the jousing needs of the community and
specifies annual goals for meeting these needs. By law, the plan must
specifically address itself to the housing needs of handicapped persons.

The purpose of requiring the housing assistance plan as part of the Com-
munity Development application is to foster ''the understanding of housing

“ard community development activities in a coordinated and mutually sup-

(29

portive manner. "

In cgnsidering applications for Section 8 and Seetion 202 funds, HUD is
generally hound by the [lousing Assistance Plan (HAP) and the degree to
which Section 8 or 202 applications are consistent with the HAP.

Let me return to the Section 3 rent subsidy.

In the case of newly constructed or rehabilitated housing, application for
Scetion 8 payments is made by owners, who must submit development
proposals in response to a published invitation for proposals by the HUD
area -office. If both the preliminary and final proposals are acceptable
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to HUD, HUD will enter-into an agreement that upon completion of the
project.it will enter into a Hlousing Assistance Payments Contract with
the owner for a specified term. Under this contract, HUD will make
housing assistance payments with respect to units occupied by eligible
families. ' -

The ;prccess of applying for Sectiom 8 assistance in existing housing is dif-
ferent. Under this program a» individual who is determined eligible by

the Public Housing Agency (PHA) will be given a Certificate of Family
Participation. The {ndividual may then seek a suitable unit anywhere
within the operatikg jyrisdiction of the PHA. If the owner is willing to
‘lease a unit, and the unit is determined toc be in decent, safe and sanitary
condition, and if the gross rent is within the HUD established fair market
rent for existing housing, a lease may be executed between the owner and
the individual and a Housing Assistance Payments Contract will be exccuted
between the PHA and the owner. This contract will assure a monthly pay-

ment to the owner in an amount sufficient to make up the difference between '

the rent payable by the individual and the \contract rent to the owner.

Scction 8 payments can also be used by state Housing Finance and De-
velopment Agencies (HFAs), now present in 32 states. Most HFAs provide
below-market rate financing to private developers of low- and moderate-
income housing. The regulations permit qualified agencies to receive
nset-asides" - earmarkings of Section 8 funds which the HFA can allocate
generally according to its own housing program. The Section 8 subsidy
payments with respect to an HFA financed project are computed and dis-
bursed in the same manner as. for the basic program.

- e

2. Issues and Problems:

A. Using Section 8 subsidies is difficult but not impossible. Ilow-
.ever, the problems with Section 8 are leg"ior{. HUD's lack of familiar-
ity with, or commitment to, small group housing for mentally retarded
persons has created serious attitudinal barriers to using Section 8 funds.
These attitudes, while changing for the better, have responded only
slowly to educational efforts on the part of outside groups.

B. The adminiétrative complexities of the program constitute for-
midable barriers to the most sophisticated potential sponsors and actively
discourage less experienced groups from seeking Secticu 8 funding. This
is particularly true with the Se<tion 8 program as it operates in newly
constructed housing. This being the case, you would be well advised
to approich your state Housing and Finance Agency to serve as a broker
between you and HUD and perhaps to provide a sced grant or low-interest

mortgage, if you are interested in construction.. HI'As have a history.

-
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of being more interested in "special housing' than local housing
authorities.

C. The minimum property standards applied to Section 8 housing
* arc not appropriate to normalized living. HUD has committed itself to
rewriting these standards as they apply to group homes but has not done
 so to date. Draft proposed rule-making is now undergoing final clear-
ance within HUD.

D. The Section 8 program, by itself, cannot support the cost of con-
struction. Even where some other financing vehicle is obtained to support
fair ' construction costs (from a state HFA, for example), Section 8 Fair
narsgt Market Rents usually force a sponsor to build housmg with a minimum
of 12 residents.

E. The requirement that Section 8 housing be consistent with the l
local community's Housing Assistance Plan (which must be submitted as
part of therCommunity Development application) means that sponsors
must convince their communities to include small group housinz for men-
tally retarded persons in their plan. # Although communities are required

advucacy by law to publicize their plan and solicit citizen comments, many ARCs
and other advocates have not involved themselves in the development of
the plan or have participated only in the most limited way. In still other

cases, concerted efforts have been made to influence the Housing As-

sistance Plan but have been rebuffed or ignored by the responsible local
officials. The end result in both cases has been that most Housing As-
sistance Plans give short shrift to the housing needs of mentally retarded
persons.

./‘“

SECTION 202 LOAN PROJECTS FOR THE ELDERLY AND HANDICAPPED

1. Program Description:

-

Another HUD program is the Section 202 Loan Program for the Elder-
ly and Handicapped. Under the Section 202 program, HUD is authorized
to make direct construction loans to non-profit sponsors of,housing for
elderly and handicapped persons. The definition of "handlcapped" spe-

E‘J”Sf"“c“ S cifically includes developmentally disabled persons.

~ans .

Loans are made at the Treasury borrowing rate, plus an al:lowance for
administrative costs. A total of $3. 2 billion is authorized under the pro-
gram. Appropriations for FY 1976 were $750 milhon and are emecfed
to exceed that amount in FY 1977,
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Applications for Section 202 support are made in response to a IIUD-~
initiated Request for Reservations of Loan Funds. Rating criteria de--
veloped by HUD stress experience in the construction and management

of housing and the long-term financial situation of the applicant agency.
By regulation HUD has required Section 202 sponsors to participate in the
Section 8 program, thus imposing tenant income eligibility standards of _
the Section 8 program onto the Section 202 program.

2. Issues and Problems:

A. HUD's requirement that Section 202 sponsors also obtain Section
8 operating subsidies has burdened the Section 202 program with all of
the problems the Section 8 program currently labors under.

B. HUD's criteria for evaluating 202 applicatlons stress past exper-
iences in operating housing programs and long-term financial stability -
factors which operate to eliminate many apphcations for small group
housing for mentally retarded persons.

C. HUD is reluctant to fund small-scale applications, with the result
that those few projects funded for mentally retarded persons to date have
tended to be clusters of community residences on one ''campus" or large
facilities in the community which differ significantly in size and physical
_appearance from the typical family home.

D. The competition for Section 202 funds is very intense. This
problem will be somewhat ameliorated with the expected increase in ap-
propriation levels, but will nevertheless continue to limit the use of
Section 202.

IS

SOCIAL SERVICES: TITLE XX OF THE SOCIAL SECURITY ACT

1. Program Description:

The Title XX program is an excellent vehicle for supporting the
service aspects of running a group hoine: program planning, staff sup-
port and so forth. In addition, it can pay room and board costs up to six
months, under certain conditions.

The Title XX program authorizes the Federal Government to share in
the costs of providing social services to «ligible low-income persons.
Under Title XX there ave five fundamental goals towards which serviees
must be aimed, including "preventing or reducing the more intensive
forms of institutionalization by providing for community-based care,
home-based care, or other forms of less intensive care..."

i

ct

stability -

goals



ERIC

Aruitoxt provided by Eic:

16

States have very great discretion in choosing which services to fund under
their Title XX allotment, providing that the service in question falls under
one of the five goals established by the legislation.

The Federal Governnient will pay 757 of the costs of scervices (up to the
state's allocation under the $2.5 billion ceiling), except in the case of
sumily planning services, for which he federal share is set at 90,

Services may be provided free of cost to anvone whose gross income, ad-
justed for family size, falls below 3¢/ . of the state's mediun income level
at the state's option. A sliding payment scale is established for persons
with eross adjusted income between the 80/, median level and 1157 of the
median.

Seme services are excluded from payvment under Title XX, including:
™ Alore than six consceutive months of room and board;

) Vedieal or remedial care, other than family planning scervices,
which can be paid tor under Medicaid or Medicare;

e services provided direetly by ""medical institutions' (hospitals,
skilled nursing or infermediate care facilities) or by prisons or
foster homes to their inmates or to their residents {in-rcach
services to medical institutions arc not excluded. Also, seov-
ices provided by group homes which are not "mediceal” -
intermediate or skilled nirsing facilities - would he elivible
for support); and

e  Capital expenditures.
Statos are required to make pablic their plans for using their social
services monies. Since states are given great frecdom in using these
funds, cffective advocacy at the state level is required to assure that
mentally retarded persons are adequately served.

If the state social services program includes services to persons in =
stitutions, the state is required to designate or establish a state agency
for developing and maintaining standards. The standards must cover at
least: admission policies, safety, sanitation and protection of civil rights.

2. Issues and Problems:

A, The 29,5 billion cciling on federal social services expenditures
has ereated a very intense competition for Title XN funds.  Most states
have cither reached their eciling or are very olose to doing so.  As O
rcs(xlt, funds for new programs can come ouly if old programs arc cut
back or eliminated, Some states are experiencing reductions in programs

for retarded persons. ,
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I3, Decisions on what activitics to fund with its Title XX allotment
rest with' the state. These decisions are reflected in annual Title XX
state pl.ms, \\hwh must be available for public review and comment before
heing fine 11140(1 I ffective use of Title XX thus requires effective .1(1\00'10\'

e T

at the state 10\4‘01 1)\ 1mcrcstul consumer oroups. -

MEDICAID: TITLE XIX OF THE SOCIAL SECURITY ACT

1.  DProgram Description: . . SR
Under the Me-dicaid prr)ulam the Federal Government will share with
states in the cost of providing medical and othcx health-related services

to eligible low=-income persons who meet certain-categorical’ requirements

) qu'mbmslnp in 2 one-parent family, 5SI Cll“lblllt\, , cte.). Matching rates

under the Medicaid program vary from state to- state, but tho federal sharc
is never less than 3077 and, in some states, is ashigh as 837, Tederal
funds under Medicaid are not subject to appropriations - they are open-
ended. S .

Some 3% states cover intermoediate care freilitv services fmﬁ mentally re-
tarded persons in their state Medicaid plin. This means “that the states,
muke vendor pavients to public and private facilitics to reimburse them”

for the cost of residential services to cligible nrentally.retarded residents.

The statutory definition of an ICF - as well as HEW's carly administration
of the program - clearly focuses on larger institutions. Nevertheless, a
handful of states have used the ICT prosram to support group homes for
pcxsons who require considerable habilitation and, in soime casces, for
persons who have relatively highly developed skiils.

2, Issucs and Problems:

HEW's 1CF/MR reculations, while they permit some differences in
application for facilities with 15 or fewer residents, are not generally
appropriate to the service delive rv style of the tvpical group-home. [11EW
is currently participating in a one-year experiment jn Minnesota using
modified ICTF/MR reculations in ¢roup homes and has expressed an inter-
est in modifyving the existing regulations on a national basis for at least

| ,
some types of group homes. IHowever, the questlm} of when a group home

should be an ICF and when it should be finenced thrpugh some other sys-
tem remains the subject of vigorous debate inside and outside the govern-

ment.

e
Cu
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DEVELOPMENTAL DISABILITIES SERVICES AND FACILITIES
CONSTRUCTION ACT (P. L. 91-517 as amended by P. L. 94-103) .

1. Program Description:

Undér the Developmental Disabilitieg.program, formula grants to
the states may be used for planning, administration, services and’ con-
struction of facilities for developmentally disabled persons.

In many states Developmental Disabilities funds have been used as seed
money grants to individual group homes and other community residences.

~

2, Issues and Problems:

The very limited funding level of the Developmental Disabilities pro-
oram, coupled with intense competition for DD support, creates obvious
litnitations on the role of the DD program in supporting group homes.

. - P ,«;
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Funding Strategies

RITA CHARRON

We must continuously strive to develop new funding resources and, at the
same time, make full use of those resources we already have. Existing

' resources require considerable maneuvering and management if they are
to be applicable in supporting a.continuum of residential Services.

Knowledge of federal and state funding systems, the

r ations for their use and necessary«interfacin'g with other programs
is absolutely essential if we are to design the best possible community
living opportunities for retarded people. There is no substitute for a
"thorough understanding of federal, state and local funding procedures for
service delivery systems. '

-

",’\ ¢ - .
Often a state will discover one convenient method for funding a particular single
- type of residential care. Then, all efforts are expended\to make that one "approach

funding process support the total sgrvice needs. As a consequence, all
clients are fo-ced to fit the regulations ol this one type of program regard-
less of individual needs. This becomes another form of institutionalization.

To\'bczgin our discussion of funding strategies let us look at a sample
- continuum Af residential environments. These examples are not intended
to be all inclusive, but they will give us a workable community residen-

tial plan to start with. )

Tuc types of community housing, methods of funding start-up of the hous-
ing, methods of financing building or renovating and procedures for oper-
ating are shown in Figure 1 on page '

4
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RESIDENTIAL

CONTINUUNDM

supervisced

Privite

Congregate

1D Sece.
Private

~

HUD See. S

o

St. & Co. IR

Title XX

COMMUNITY START BUILRING SERVICES
HOUSING - rp DEVELOPMENT OPERATIONS
Own S5t - Dl :
St. & Co. MR 3
Home . ,
Title XX
Title XIX
. *~ SSI - DI .
Foster b.b. St. & Co. MR %
Home ritle XX Title XX
Title XIX
Locai SSI - DI
Giroup HUD Sce. S iy See. 8 HUDSce, 8 & 202
Home Py Sec. 02 altd see. 202 | St & Co. MR S
D, b, local Title XX
Farm [oome FFarm liome Title XIX
SSI - DI
Apartment Private HUD Sec. 3

Private
IHUD See. S

SSi - DI

HUD Sec. 8
St. & Co. MR
Voc. Rehab,

£

Private - Title XIX
AR : D)y e
[C1/MR Private HUD - Loans | St. & Co. MR 3
Skilled Private Private Title XIX
Nursing tfome ) HUD - Loans | St. & Co. MR 3
Village Private HTD Sec. 8 85I - DI

Privale

Client Income

Fioure #1
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Resources which arve available may not alwavs bercasilvacceessible.
Floxibility in the wayv accountability is established for community service
svstems will continue to be necessary. A recent survey ol our states,
prepared by the National Association for Retarded Citizens' Task Foree
on Funding, identified the varicus funds which states and communitics are
currentlv asing to support and operate conuunity residential systems.

From these stafes wo ean learn stratesies for using the available housing

support progiams,

In spite of the lnek of clear and well defined procedures for funding com-
munity facilities, states have independently developed a varicty of effect-
ive svstems. Muaeh can be learred from reviewing the strategies used
v other stites. | have selected four gtates as examples; these are not
models,  Thev demonstrate procedures for combining federat, state and
Toeal resources into a support system for community residential environ-

ment s,

Pennsvlivania offers arather eomplete continuum of residential services.
Figure 2, (page 52 ) shows o wide use of different funding mechanisms.
Most types of residential environments are developed by both private
non-profit and profit making groups.

In Fieure 3 (page 53 ) the support system shows direet simple lines of
sothority with o well defined money flow,  Not all available resources
are nsed v Pennsvivanin. The private provider receives public fund s

tocperate comminity hoes of all Bypes,

e by ooy oy one ean see (it o najorifv of Viragdnia's coome-
Cenhity homes are funced Sieoneh the Toeal cammunity mental health-
cvental retardarion program, Seventyv-tive percent of these monies ‘grnmu
Frons (he state and 20 pereent from local matehing funds.  Pacility start-
up s are primarile community monies, although some Doevelopmental
D<o Ties dollars are also used, Plannirg is underway to use Title XX
to help support community homes, Title XX/ is now used for children's
Fo<ter care and will be used to help maintain the new HUD Sceetion ~ hons-
D which is under developmdnt, The new HUD Section 2 project, devel -
aped by the siate housing authority, denends heavily on Tocal MEF-AIR
boards to initinte the gn‘})im-t. Hoansine control 1= loeotin Vireginin, ana

Pitle NN s e not fully used, .
‘ Sy

Pl e s 000y shows thot Webrasha has developed oo complete con-
Piuenm of residentinl environments with the u=e of major funding nethois,
Howreror, delivery of the td continuanm of service appoertniitics is oot

cor st atent statewide,

T

Penncvlvania

-
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PENNJCYLVANIA COMMUNITY RESIDENTIAL FUNDING

TYPE OF RESIDENCE

TYPE OF SERVICE

FUNDING SERVICES

Own Public School Training
Home Co. Office MH/MR Social Work Service
Foster - Child Development Public School

°s Co. MII/MR (Title XX)
Home

Training - Home

SSI - DI

Community

SSI - DI

Living: Specialized Co. MH/MR (Title XX)
. Treatment . .
Spctial Private :
Groun Private Start-Up §
le " ps Long-Term SSt - DI
ome Co. MII/MR (Title XX
, ' Supervised Client Income
grgrart:;;ent Semi-Supervised SSI - DI
yp Independcnt Co. MH/MR (Title XX)
;?;1; q ICF/MR Private Start-Up $
I Skilled Title XIX
Nursing

Figure #2
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PENNSYLVANIA COMMUNITY

FEDERAL SUPPORT

~ SSI Title XX Title XIX [————%

3

Dept. of Public Welfare

Office of MR

1

Regional MH-MR

'

Support ] ; 90% State
County Office MII-MR 107 Local

v o

Community Living Coordinator

PRIVATE PROVIDER PROJECTS

Services

L] Community Residences Nursing Iflomes

Figure #3
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VIRGINIA HOUSING PLAN
N ‘\ .
I"EDERAL FUNDS
Title HUD Title
- SSI XX v DD Sec, 8 XX
1 T
"STATE FUNDS |
Ty
_ Public Dept. Housing
‘Welfare MH-MR Authority
, ~ r— ‘
\ 75% State - | -
* Local MII-MR BO‘,llI‘d 25% Local
County
Welfare | -
l lr PRIVATE AGENCY CONTRACTS :
Foster . _ ‘ o .
Care , ‘
‘ i , _ . -
L ‘ Group I'omes ' o HUD Sec. R
_( : ) Group Homes
- | | Case ‘ ‘ ; Apartment
4 Work s
§ | | f
L
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NEBRASKA COMMUNITRY RESIDENTJAL FUNDING

TYPE G RESIDENCE

TYPE OF SERVICE

FUNDING SERVICE

MR Regional Office

O Ainine
o lome Tianiog | vt ¢ it xx
L ' y Supl Public School
. Staff Service MR Regional Office
Foster . .
Care Training SS1
‘ Majntenance Public School
G roun Maintenance Client Income-SS51-DI
l';()mé Staff-Frograms MR Regional Office
v Speciial Need Co. Direct Supplement
Apartment

(Supervised)
(Scmi-supervised)
(Independent)

Maintenancce
Client Service

Client mcome-SSI-DI
MR Regional Office

ICT/AIR

~laintenance
Client Service

Ti le XIX
Dept. of Institutiuons-
Private

Shilled Nursine
Hoine

Maintenance

. Client Service

Title XIX
Dept. of Institutions-
Private

Figure 15
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Nebiraska operates with regional control.  Figure 6 slows the structure
whereby regional mental retardation offices arce supported with county
dollars allocated on the basis of population. This is a form of millage
used to mateh state and federal funds. Administrative accountability is -
quite neatly established in Nebraska. =
) People cligible for Title XX are programmed with these funds, while
title - others are funded throuch the State Department of Institutions. State
and loeal covernments make up the 25 percent match to capture Title XX
funds., All Title XX funds are used, and they provide considerable
funding to the developmentally disabled population. The institutions in
Nebraska are not plugged into the regional community system, although
they are in the planning stages to do this. The institution uscs nursing
] homes for placement, but these nursing homes are not coordinated with
‘ the regional system. :

Michigan has developed o continuum of residential environments, as scen

in Figure 7 (page 57 ). Michigan uscs all of the available funding strecams
discussed carlier. The State of Michighn has no defined organizational sys-
tem for providing services, and accountability is difficult. The usc of

HUD funds in Michigan is more cxtensive than in other statcs. Title XX
funds are uscd to supplefnent some community residential services. All
Title XX funds arc used by the\state.. ‘

¥icrigan

Tha sta.e match of Supplemental Security Income (SS1) is sufficient to
makk the SST payment a dependable support mechanism for maintenancce of
communitytiomes. There is now d serious effort to use Title XIX to
support con munit homes in Michigan. Institutions arc also using {CT

programs ir a new - ~11-financed statc effort.

In Michigan ccmmunity-based residential services may be operated by
the state instituvion, th» coramunity mental health and mental retardation

ch,

hoard, private nor.-profit systeras and county departments of social serv-
’ ices. '

Time doec not u.dow for an indepth revicw, but as we look at these states,
we sce that o e number of people are receiving SSI. The federal basc
for SSI is $167.04, In ‘many states this base is subsidized. An SSI sub-
sidy s arranged by the state legislature. Remember that before SSI
states usually paid 257 of the cost of maintenance for cligible persons.
When SSI came into beine, some states opted out of any nionetary contri-
bution toward the maintenance of handicapperl people. If we start with

$S] or Disability Insurance as the basc for the support of disabled in-
dividuals living in thc community we have a fairly dependable start of
support. The problems of carned income, poor understanding of mental
retardation as a disability or the inability of public agencies to manage

’
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NEB.I,{ASI\':\ RESIDENTIAL PLAN

FEDERAL SUPPORT

r——‘ DI-SSI Title XX Title XIX ‘ )
State
Institutions
STATE SUPPORT f
Dept. of Public Welfare Dept. - of Institutions
State & Federal (Title XX) State Dollars
Office of MR -
LOCAL SUPPORT
MR Regional Office
Several Counties Y
. [ ' Nursing Homes-
Skilled-ICF
. [ / *
Community Community
| Residences . Services
Figure #6
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MICHIGAN COMMUNITY HOUSING

TYPE OT RESIDENCE

FUNDING SERVICE

SSI-Federal & State Match

Home
Service State-Social Services Federal Title XX &
State Match
>
T'oster SSI - Federal & Statc Match
Home County MH
Groun SSI - Federal & State Match
Hom‘é Social Services - Follow-up Title XX
Comimunity MH ' State + Local Funds

LY Title XX (90-10%)
Speciul SSI - Fedcral & State Match
Group Homes IIUD - Sec., 8 - Sub, + Start-Up §
MSHDA Social Services - Title XX - Private Agenc:
Contract Title XX

D < t 1 .

Tome State Department MIL ¢ 0ty MH - Service
Sheltercd SSI - ?‘ederd & SIfzzilMatch
Apartment County MH State
Skilled Title XIX

Nursing Home

State Dept. MH - Spccial Service

-

ICF/MR

T

Title XIX

Gi

: Figure #7




facilitles for SSI clients are all solvable problems. Many have been
eliminated by recent legislative action, thanks to the support of the
NARC Governmental Affairs Committee., '

Using the SSI funding base we can build a resi-
dential support system.

6,

The state MR system ndds program dollars to pay for
staff and services.,

It is now possible to subsidiz:: resident maintenance cost
without it being classified as unearned income.

There is potential for Title XX funds to be used to support
and maintain community residences.

The mentally retarded individual is able to receive 1HUD
Section 8 rent subsidies. This then adds to the support of
the home and encourages a better quality home and the,
subsidy substantially reduces the amount of rent paid B
directly by the cHent.

There are methods for using HUD funds to initiate new homes
and renovate existing homes. There is also potential here
for start-up funds and guaranteed loans.

2. These can be arranged thrbugh the assurance that
. can be offered to an owner or builder when HUD
Section 8 funds are available.

b. Also, the use of HUD Section 202 offers project dollars
to private agencies to build with and then pay off with
rent subsidies (difficult to get).

Some states have used federal Developmental Disabilities funds
for start-up costs of community homes. In that the Office of
Developmental Disabilities considers deinstitutionalization as
a priority responsibility, there should be support for alterna--
tive residential programs. This resource has been used too
little.

Many states have had state funds provided to build community
facilities. In addition, county and city governments have
authorized funds to support housing for hanaicapped persons.
These investments can receive HUD Section 8 dollars and the
clients may also be eligible SSI reeipients. ' '

Some states have been successful in using HUD Community
Development dollars to renovate existing housing, to remove

" architectural barriers and to build community centers. These

Ho
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have aided in making the community a better place for the re-
tarded person to live.

Intermediate Care Facilities for the Mentally
Retarded (ICF/MRs)

The use of Title XIX funds has been a very attractive resource to
many states. The many delays in preparing final regulations have
opened doors to indiscriminate use of the Medicaid funds. As regu-
lations are developed and client eligibility for this service is firmed
up, we may find that only a small perécntap;e of our mentally retarded
population fi*< into the intermediate care facilities system. Itisa
resource and must be looked upon as a useful tool. \We¢ must consider
the many levels of need for the individual with retardation and develop
housing suitable to mect those nceds.

The state's formula for {inancing ICT's sives considerable federal
dollars to persons living in the ICYF facility; 50 percent or more is
possible. Potential ICT rates are considerably more than most other
funding sources. If the rules arc respected only those persons with
medieally related needs can use this type of facility.

.

Medical aspects of the certification and monitoring of Mcdicaid pro-
‘grams causc us to fear a veturn to the medical model. We 1fiust dc -

finc the population that is suited for these facilities and not try to f v
all clients into a convenient "box" because of a ftmding‘ stream.

Of course, this program is popular to the private for-profit investor.
It is easier to get these facilities going because of potential profits
when a2 community identifies a nced and advertises for a facility. Of
course, the ICT regulations require our attention. The cost may be-
come too high to fit into your current state allowance. If you nust

use ICT Medicaid funds vou will be going to your state Medicaid agency
to petition for an increased per diem rate to pay for the cost of an.
expensive system,

Planning

Are you asking yourself how all the resources used by thesc sample
states have become available? States have worked through scveral
planning systems to accomplish their cffectiveness. Some of these
strategies arc listed:

1. Oreanization of ongoing advocacy ¢ ctivities;

2. Participation in state planning is a necessity. Existing mechan-
isms which have been used are: ‘

()]
PSS
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he  Medieaid 1T (Title XIX);

. Developmental Disabilities state plan;

-~

-~

. State housing agency;

el

. Department of MIT & MR state planning.

3. Local planning that can be worked with to accomplish commun-
ity support:
1. Community Development lousing Assistance Plan (HAD)
b,  Community MI-MR bourds;
C. Cmmn‘chensivtzﬁ health planning system.

I, Interagency action on an ongoing basis i8S necessary.

5. Assess needs and devé10p means of presenting these needs to

covernment agencies and the public through working with local
and state planning systems. '

Develop advocacy approaches to present clien: needs and to
support a continuum of programming.

Efforts will continue by the NARC's Governmental Affairs Committee

and the Residential Serviees Commiittee to provide techrical assistance
and further information on successful state systems to help you develop
a system of support for a continuum of residentiaﬁ services in your com-
munitv, "Let's get the job done™ must bécome our motto. It takes com-
mon sense and a belief that mentally retarded people have the same needs
and richts as others.: ‘

~1
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-~ Administrative Issues

DENNIS POPP

From a management perspective | would like to begin by reviewing the

principles that relate to the conceptualization, planning and i1n[ﬂ@nmnt:1-

tion of residential services and necessary support services to ensure

that the mentally retarded/developmentally disabled person can remain

in the community. The principle of ormalization, together with the

developmental model of serviee delivery, must become the cornergtone

of all agencics. Not only must’'services be comprehensive and thereby

allow for increasing individual autonomy for the mentally “retarded in-

dividual, but management must ensure thitt any model of a service de-

livery system must be based on the premise that: (a) human beirgs basic
develop in a scquential and predictable fashion throughout their lives; prunise
(b) the rate and direction of development can be influenced by systematic

training; and (¢) certain conditions must be met -environmentally and

professionally if the training is to be maximally effective.

Since the necds of every human being differ greatly, management must

.continue to plan for the design-of an array of services that will meet cach

and cveryv need of the individual at his own level and rate of development,
In addition to the above principles directing management, there arc laws

such as the Vocational Rehabilitation Act, the-Developmental Disabilitics reguiationg
Act and the Education for All Handicapped Children Act. There arcalso
ICF/MR regulations and the JCAI Accreditation Council for Services for
Mentally Retarded and Other Developmentally Disabled Persons standards
that require management to provide individualized services. These laws,
regulations and standards confront management with the responsibility

~ for documenting that there are programmatic goals, that staff will meet
the various nceds expressed in the assessment findings and that there

ERIC
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arc measurable objectives along with methodology and data reflecting how
training or treatment is occurring.

Individual records are management's tools to chart the activities and inter-
ventions occurring with the individual. They also beeome-a tool which
lends itsclf to data collection for community-wide planning of services,
coorclnmtlon of such plamning and development of additional serviccs.

These records also lend themselves to monitoring the quallty of services
delivered as well as providing funding accountability. Title XIN, ICF/MR
funding, Title XX funding and Vocational Rehabilitation funding are all
programs for the individualized purchasc of scrviees.,
Figure %1 depicts the process management ¢ocs through in plovnhn«.', :
functional individual program. The client, his family, various agency
staft and other community agencies must all be included.

-
Besinning with assessment, management, must determine the social and
cultural values of the individual and his respective needs. In all phases
of the Individualized Program Plan implementation, several questions re-
main: How is management to be legally and professionally capable of
aetunlly meeting the multiple needs of the dev clopmentally disabled, pop-
ulation with the most cost-cffective, cfficient and economical approach
to delivering a multiple array of necessary services ? What kinds of
state and community support arc nceded ? What additional laws are
needed ? . What fiscal resources are required? What kinds of facilities
are nceessary? How many staff and what type of training must they
have ? These questions must be answered before management can pro-
vide an array of scrvices.

Management begins with legal and philosophical directives to meet hasis
human and legal rights. If itis a governmental agency it will look to
such things as state laws which mandate community services. If the
laws are not available then the agency must develop position papers and
policy statements which reflect its mission in carrying forth individual -
ized and comprchensive services. Management fro:+ the private, non-
profit or profit-making corporattons generally develop a mission state-
ment reflecti o their prmc1p1es on individualization as well as state
them in the.r by-laws and governing policies.

If management has the Iaws, can it implement them? I we look histori-
cally, the answer is ves. In the carly 1300's management was concerned
with individual needs and.provided individual services. However, as
numbers needing the scrvices. increased, the available financial resources
deereased, and as prefessional knowledge of new training and treatment
procedures grew too slowly, individueal services deelined. The scrvices

Y
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Hroe . Iheited by the envivonment v the buildings previously desiemed
for wovee: teaidents,  Management beean to fit individual people aind their
respectivie individual needs into mixed sroups. They went from single
bedrooms into wards, classrooms into day rooms, cte,
the 1940's and 30's management again attempted to develop "programs"
wouldd mect many needs of a'group of individuals., Such things as
vi. dional rehebilitation "programs, ' sheltered workshop "programs"
and rosidential "programs™ were cojectured.  National accrediting
<andards were developed for these "proerams' so that administrators
mu'd inst fy to citizenscin the conununity that what they were doing ws
for the henefit of the individuad as well as society. They measured pro-
srams by how many square feet should he minimal for clients and staff,
whit tvpe and what nunmber of professionals were required, what was the
staff to ¢lient ratio, ete. They measured the structure of their programs
cather thas actual elient development and proc’dimed that since th. pro-
Jram had such "high standards'™ and professionalism that the elients
must be cetting better,  Fxampics of Giece types ol program. standards
are fovmd in the CARE acereditation standavds. For example, we had a
CARP review in Kansas last week of arf adult training faeility. "ihe sur-
vevors looked at nrogram desceriptions and safety factors suclk as "how
hich was the fire »xtinguisher.” [think they read only twa celfents' records,
did not speak to any elients and did not speak to anv staff invoived in teain-
ino clicrt=. In essence, they looked at swhat was written about the program
act o bat the program s doine to the client. This type of review does
not mea=are chat consumer groups have denimded that managament de- .

Byer,

e bundrod and sivtv vears Diter noanieeement has come full cirele and s
aouin looking at the developmentiliv dizabied as individuals requiring '
numerous services which are part or o variety of programs which are
operated by a variety of agencics and located within numerous tvpes of

settings. There e also noew acereditation standar-ds which now are hasced

o serviceas provided toindividenls, These were adopte 7 in 1975 by the
Accreditation Conncil for services tor the Mentally Retarded and Other De-
velopmentaliv Dsabtod Persons of the Joint Commmission on Aecreditation

of Hospitals,

AT manazenent atterpls o meet e individual's neads and not the faceility's
or professional staff's neceds, chinves can be sceen, bheginnine with the

twpes of assessents that are being administered. Dinmosis now booins
with o seneral develnment assessment of the totak person's needs and
abilitics, We then b (o il psyieholosy, s])u‘fu and hearing, occeupition-

al therapy, social work, medicine, ete,, fo. = additional Jdiaenosis, ofl
lockine at the total person.  In the recent past it was very diffieult to
determine what to doowith vmentally retarded or developriontally aisabled

-
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individual who had ondv a medicat or psychological sses5ment. Now, to
find physicians who will made a dingnosis of mental retarvdation without
the bhackup of asses=moent instruments from other diseiplines is becorm-

ind morse rare.

Mr. Jerrv Walsh, in his paper on The Implen :aiation of Community and

Home Po-entry, points out some of the barric rs which affeet the develop- Larricrs
ment, intecration aud utitization of commuaite residential facilities. e

points out that there are negutive attitudes i neighborhoods, Neighbors:

( 7 desive to put the moeotally retarded on oo farm where thev "won't vet

el o () fear powntial effeet on "thieir property vatue. "

There are also the barrico: erected by parents who: (a) fear their child
will fail with less restiietions, (b are concerned that thev have failed as
parcats; and (¢) continue to have feelings which they peed to proteet. The
third barrier jor these community services is public administrators who:-
(1) issue rizwd resulations; (b) keep thisatening the loss of funds: (¢) in-

“sist upon multiple agency inspections- and (d) do not plan for coordinated
o ‘comes.. Probably the most threaiening barrier to management pro-
viding community services is the nmltqiplc regulations impacting upon
the deliverr and funding of these serviee,

Management is constantly faced with decisions. I it is a state manage- .
ment system, managers must make such simple decisions as: Will all

the needed services b2 state operated? Will some of the services be

state operated and some of the services regionally operated ? Will most
of the services be privately operated with the state purchasing services
for the elient? My contacts reveal that a combination of public and pri-
vate agencies operating a variety of services has been the primary pat-
tern of service development.

natterns of
service

Grenerally, statc agencices maintain ownership and operational responsi-
bilitics ior public residential facilitics along with some regional co-
ordinating iosponsibilitics.

A fter management decides which service or scrvices they wish to provide,
thev must carefully 1eview the way in which federal laws arc written,
the regulations interpreted and the funding patterns developed. For ex-
ample, if the state agencey decided to utilize Title XIX funds within the
opcration nf state facilitics, the ageney must review which buildings
and programs would now mecet 1CF/MR regulations.  In the past we had
to carcfully determine which services were "medical services™ in order
o qualify for limited Title XIX reimbursement. We arce still not certain
“about limits of the "medical service' definition since practically all of
our scrvices are now eligible for’ funding. Mnst of our state institutions
~ffer these moedieal and rehabilitation services hecause we can receive

funding
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T 50 to 90 percent of their cost from the Federal Government. llowever,
Aurssie o when the same rules, and regulations are applied to community nursing
facilities (which are usually 50 beds or more) the private owners must
assess the ceonomics of whether or not they wish to serve the mentally
retarded. Hundveds of these nursing facilities cannot meet the ICF/MR
standards and will require a number of expensive architectural and
staffine changes,- '

If the mentally retarded person 5 moved from a public Title XIX sup-

il pnrtbd facility into a'small community~based residential facility, he is
no loneger a medieal rccipient or patient; he is now thought of as a com-
munity citizen and,/or client who is living in a smaller group facility.
s his residential status changes (not necessarily his service needs) he
also chuanges his eligibility for financial support. Ie is no longer pri-
marily supported with Title XIX funds (except in Minnesota). He now
must go through eligibility for Supplemental Sccurity Income, Title XIX
for general medical services in the community and social service funds
if that particular state has not reached its Title XX lid for social serv-
jces.  Management must determine if this individuai is capable of living
on 3167 per month SS! income, plus medical. That conclusion is not
difficult to reach, but it is difficult to find more funds for living expeusces.

Lyt's throw in some other interpretations that keep management confused
f e geio- in its decision making process, If a mentally retarded individual kappens -
S fynir to be of school age and lives in a Title XIX public facility, ke may or may
not be receiving tax dollars designed for_free public school education.
There is still a ereat deal of concern and question as’'to who is'responsible
for his cducation. Are the medical services delivered in such a2 way as
to be secen as educational services? Does the local public school dist:ict
hiave responsibility for the payment ol his educttional services il he lives
in 2 public Title XIX facility 2 Now, if that same individual of school age
were living in a2 community residential facility which does not receive
Title NIX support; he could attend a free public school program. So, as
vou can sce, funding pattems and the provision of residential services are
not solely determined on the needs of the individual, although this is the

Hhasis for most laws.

The laws have been interpreted through regulation and practice to meet

S the financial nceds of managément who operate "programs' or "iacilities"
and not individual serviees., DPrograms, as all of you can well attost to,
_can he defined in as many different ways as we mayv wish to define then,,
We have today innumerable definitions of an educational program, of a
residential program, of a medical prog"m m, of i rechabilitation program, )
etc. When the philosophical base and the implementation of laws conflict
with the intent of the legislation or what the consumers desired, then
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management will not be able to consistently administer the services pro-
vided. Management is continually confused about whether their interpre-
tation of the luws and regulations are correct and, if not, will they re-
copre a financial audit exception,

fwould like to presert my next few remarks from the perspective of
meeting individual needs in concert with a variety of community agencics.
As specialized developmental disabilities agencies work together to
Jevelop eomprehensive services in a community or region they do so
hascd on prmcnplcs aenerally found in the standards of the Joint Com-
mission's Acereditation Council for Services for Mentally Retarded and
Other Dcvclopmentally Disabled Persons. There are three primary
principles cuiding their efforts.

‘The first principle of "responsiveness' requires that hoth the nceds of
the individual and the.unique community be responded to.

L ‘The second principle is that of "availability' and ensures that the services
ferene will be available to those who need them.

The third principle is that of "accessibility' which means that the com-
munitv's digerimination practices are modified, the buildings arc ac-
cessible, that there is an active community informational program and
that there is a fived point of information along with numerous referral
services. . ’ ’

n Julv ot 1974, an Advisory wa .ittee on the Accereditation Process for
4 Seryvice Delivery System v formaod, with Mr. T.K. Taylor as its
staff coordinator. Its charg: was to Jdetermine if a service delivery sys-
tom could receive acercditatina,  Tie committee realized that a single
ageney could not provide the complete array of services required by
developraentally disabled persons. Some agencies could only provide

a single service such as information and referral, Some may provide
information, referral, diagnosis and evaluation. Some provide three,
four, five or six services. The total service delivery systeny, there~ -
fore, becomes concerned with how to most effectively and efficiently
conrdinate and deliver such serviees. Fizure §2 lists services thut
natienal accereditation staff may review when they conduct surveys of an
weney or service delivery svstem, i

When vicewing the variety of ecommunity service delivery patterns we see
some agencies being brokerage firms which sit back and buy cach and
cvery service nceded.  Tris is occurring in voecational rehabilitation and
Title XIX prosrams.  Some states, such as California, arce also sce'iing
up regional brokerage agencies. We see some specialized agencies per-
forming assessment functions by providing diagnosis and evaluation, and

(0 ~
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then veferring to the appropriate agencies which have one or more of

the needed educational, training or treatment services required. Since
none of these individual agencies can be all things to all the develop-
mentally disabled within the community, together thev form a nucleus

for the development o a comprehensive community services delivery
system, Figure #3 portrays the program and service arvangements neces-
sary for the development of a service deliverv systeni.

This community consertium of agencies must continually pian together if
a eomprehensive service delivery svstem is to exist.  Such planning,
when coordinated by one ageney or 5;".1‘011;), reduces fragmentation, isola-
tion and duplication of services., It enhances the sharing of professional
resources and expertise.  Planning and coordination also stimulate cost
cffectiveness through the utilization of all cominunity, resources rather
than the duplication of these resources. /

When these agencies act in unison they are seen as change agents becausc
they are continuously reviewing themselves and the needs of the popula-
tion group which they set out to serve., These are usually agencies which
are working together but have different functions, responsibilities, re-
sources, skills, etc. When these agencies come together as a consortium
they demonstrate a wider range of functions and scrvices in terms of
numbers of individuals they can serve and the age range of their clientele.
In addition, the severity of the handicapping conditions they serve is
generally broadened.

The facilities in which these services are provided are always a major
concern to the community, to the developmentally disabled individual
hin_.elfand to the funding agenzies. Therefore, several evaluative in-
struments have been designed which attemipt to ensure that the services
are provided in a suitable physical structure. These evaluation criter-
ia can be found in such instruments as PASS, 1 AC/MR-DD 2 aceredita-
tion standards, ICF/MR'3 regulations, Architectural Barriers Act,
OSHA N Standards, State Licensing Standards, fire and safety codes of
4

Program Analvsis of Service Systems

‘) .
“Accreditation Council for Services for Mentally Retarded and Other
Developmentally Disabled Persons

3Intermediate Care Facilities for the B’fentally Retarded

4Occupntional Safety and Health Administration of the Department of Labor

/)
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federal, state and local sovernmental units, and [ am sure I've left out
severa} others. These fypes of external standards have a major impact
upon management and its planning to obtain huildings that can meet a
varietv.of service needs.

Management has to decide the size of the buildines and whether they
should be constructed, purchased or rented. Where should they be
loeaied”  For whom should theyv be designed ? What type of physical,
mental and social needs should the buildings be able to accommodate ?
Who is responsible for the maintenance and upkceps ? What kinds of in-
suranee are neeessarv?  Are there zoning restrictions? To what-ex-
font should the values of observation, protection and structural security
vovern the handling of individuals ? What are the therupeutic cffects

of eolor? What are appropriate noisc levels? How pleasant should the
crvironmment be, cither for sleeping or day programming? What is the
ideal balunee between apenness and architectural stasis/? How is the
stiicture tdentified within the community 2 How doces the community re-
late socially to the structure and its'programs ? What are the limiting
frctors for elimate, lighting, air conditioning, hearing andd ¢environ-

mentdl pollution? What is the phyvsical ability to control discase, uc-
~

cidonts and other such dangers?
. ;
When residential services are finally provided, management must de-
cide such thines as how is food purchased? Who preparcs the food?
What tvpes of staff, if anv, are nccessary for food preparation? What .
are the laundry potentinls? What are the transportation options avail-
:ble? Where can the resident find reereation or lciéure time activities™
\Who provides the employment, work training and educational opportun-
ivies? Where are necessary mudical services offeyed? Is there an

opportunity foriprivacy ?

Manaeement has to go the next step by hiring staff aualified to provide
residential services. If it includes health related scrvice, then regis-
tered nurses, licensed practical nurses, physicians, occupational
therapists, physical therapists, cte., must be available. If it includes
an cducational service, there must be educators, /trainers and coun-
solors. 1f it includes recreation/leisure-time service then there must

be recreational therapists, adjunctive therapists and aides. If it in-
cludes personal and social adjustment services, then there must be
psychologists, psychiatrists and social workers. Then management de-
termines: What staff ratio is nocessary ? What salaries are competitive?
Are there unions ” How will management supervisce and monitor? Figure
11 recapitulates snme of the issues that must he resolved and coordinaterd
if some minimal services are to be provided.

(el
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A frustrating and ongoing problem faced by management is related to the
area of personnel. Managément must determine: Who do they recruit ?
What is the availability of substitutes, cspecially for residential services?
What are the most functional job descriptions? How do you cvaluate per-
sonnel so that vou do not offend unions or civil service regulations ? What
se.lary do vou pay and what fringe benefits do you offer? What numbers
and types of professionals should be hired? What should be the entrance
competeney level or basic knowledge level of staff? Tlow do you upgrade
skills ot staff? ' :

The roles and functions of professional staff, parficularly within residen-
tial programs, varv considerably from agency to agency. A psychologist
in one facility may be an administrator, where in another he is primarily
involved in assessment and in another he is involved in personal and
social adjustment training. As we identify the professionals and staff
necessary to conduct the services, we must also develop the methods by
which they communicate with one another, work with one another, plan
with one another. The interdisciplinary process ot only must exist, hut .
a transdisciplinary process must be developed. Management has had to
face many of thesc issues without a greot deal of help from universities

or other traditional labor markets. They have had to develop training
programs to cnsure competence of staff working with the mentally retarded
individual. An ongoing question for management is, do the staff have the
knowledge to perform, or does the system which management has developed
allow for the knowledge to be utilized ? In other words, if something is not
heing done that should be done, do the staff need training or do we need to
determine how to use _the knowledge we already have (which may be ac-
complished by various management techniques) ?

In trving to assist community agencies with this problem, Nr. Dave
Svoboda, Coordinator of Inservice Training on our staff, has collected
various tr'umng packages that public and private agencics are utilizing

for assessment of staff and for inscrvice training purposes. There arc
ceneral informational packages bem(r developed such as one recently
designed in Kansas entitled, Basic Training Manual f6r Service Providers.
This training manual has the following training programs:

1. Overview - Etiologics of Developmental Disabilities and the
Current Federal and State (Kansas) Administration of the
Developmental Disabhilities Program;

2. Human and Legal Rights; ’

3. Philosophies of Service Delivery;

1. Diagnosis and Evaluation (Asscssment);
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5. individualized Program Planning;
6. svstematic Learning (Behavior Managenient);

7. Community Relations.

in addition, the last three chapters deal with providing services in:
3.  Residential Facilities;
9,  Adult Day Training Focilities;

10. Child Day Training Facilities.

Where this manual has attempted to provide some general basic informa-
tion in many areas, other packages have gone more deeply into specific
areas.

The Florida Department of Health and Rehabilitative Services has pro-
vided an excellent guide to materials for the severely handicapped. This
suide provides a bibliography and listing of resources for staff to utilize
as needed. This tvpe of guide requires staff to have some initial basic
knowledge and skiil. I: does, however, provide a great deal of informa-
tion that staff can use at various levels of their growth and development
in such arc- s as assessment, intervention, outreach and model projects.

1 4
The Michigan Departraent of Mental Health and Social Services has de-
veloped a 156-page document entitled, Adult Foster Care Provider
T raining Manual, which has five chapters:

1. Adult Foster Care;
! 2.  Behavior Management;
3. Programs, Activitics and Services;

-1 Health Care; and

)
3. Home Management Administration.

The Pennsvivania Department of Educition has developed a Training Modci -
Individual Assessment Guide. This is geared more.toward children's
assessment and takes the assessment information and breaks it into
individual units,

There have also been several packages developed on the Individualized
Program Plan. Kansas is ir the process of conducting ten sessions on
how to'develup an IPP through ''telenet' across the State of Kansas.
There is also a manual by Houts and Scott entitled, Goal Plannin: with
Developmentally Disabled Persons, that has with it an instructor's

Q
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o] and =upervisosrts nenuad, alons with aoeassette tape. “veh
niversity has develaped oo two-hour vidooy tape on how to de Pp.
W eaeetiont paperback ik one erfitled Vreparivg Instructionnt ctives |

v obert L Aer. There are additional specific training packiages suci
Sttt UATqnioing Peloovior Series'™ be & Enterprises, Ine., Lawrence,
oneas, There are ofhers which O e | ohnve Teft out of this st

Wit e compiexity of peoblems and neclds presented by the developniental -

Py b hled popritadion, acencies nost develop o ("m'mmx\um of training tor

St Peom the Beainning preservice training acetivities of all staff to an on-

ol Soin conservice trising, prosramn which will meet the various-skill and

s beddee aveas Jat ald staff require, Management 15 fHeed with the fact

Cogostart doclon at varoas individual rates as do their celients.

J\ )
oot contially rer o her tnnt the complesity of individual needs is
ferther eamplicated by the complesity of na agency and its one or more
corvices.  This compiesity expands when we view a community service

B Jelivery svstem,  Many times this appears as mass confusion.  Coor-
' s fion of all of these enfities inte a non-duplicated efficient means of
doelivery has been wand renuiins a tremendous chalienge to all management,
However, paronts and advocates can help management estahlish the «in-
dividunlized seevices along with a wide range ot services by remaining
involved nd onowledeeable,
Vol e o elosce by sharing with you a report from the Morrison As-
wove itess, ke Adertal Health and Menta! Retardation Reposy, November 17th
feane. The General Socounting Office reports summarizod herein begin to
\ - e sone hope, as a public administrator, that these may be sonse
vt conrdinate ail of the federal rules, resulitions aod funding activi-
i ’
T Gl Aceounting Office (GAOY, which is a branch of the Congress,
S eeeontly conductéd a studv on the "deinstitutisnalization™ efiort. In
cesonee, the report states that improvements are needed to help the men-
ity disabled return to and remain in the communitv. The GAO examined
4 rviety of our pumagement problems.  Their report broadly defines "
cinaritutionalization as o process of preventing unnecessary admissions
ae cetdntions in institutions; finding and developing appropriate alter-
Corives in the comnpuniby Tor housing, treatment, training, o ccation and
rohilitatinn of deve Jopmentally disabled persons who do not veed to be
feoinstitutions: and © oreving the conditions, care and treatment of those
Cneed instititirena: care. Some o) the following programs were rovivwal
cLtheir findine- are soamarized below:
1. As for the Title XIX (Medieaidi progcram, the GAO felt that
L prodram was not completely favarable to our efforts. Tarse manbers
' R I
o N _ o
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developmentalpy Fsabled persons are transferred fronufacilities hav-
- ing specitic st lmlw for canre and treg mnont and pl reed in skilled

nursing Lomes and 1CF foeilities which L,"Cl\l.!!‘:lll) do not have to cenply
with the standavds. A= 1 sad earlier, there aré several hundred nirs-
ino homes which are not going to meat ICFSMR regulations.
‘ 2, The cost of mental health and mental retardation care hes
been Gien from menial he alth and reiardation budgets and put in welfare
budoeis., The responsibility for funding has also. shifted fror- ::tatu to budies
' ederal buduets, The responsibility for the ¢are of developrientally chanyes
Cdisabled persons is also shifting from the mental health and reiarda- ,
. tion specialized system to the welfure s stem. The GAO rev -t pointed
ot that there is a need.fo pre e annual reports on the deve prment and
implcmcnt;ui m of comprohensive services.  Documentation 5 also
weoded of eires whoere persons woere placed in an 1CF beeause of the
Loch of corn niov alteratives and the exploration of other alternative:s, 4
The proparaticn f release plans which include arrangemoents for ap-
proprinte scrvices,Bprotecive corvice, supervision and follov-up are
also regived, '
3. The GAO report reeommends that the Depoctment of Health,.
Education, and Welfare give states incentives to place developmentallv
disubled per. ns in the most appropriate ~ ‘trln‘_,, avoiding unneeessary ptr i o
placement in 1ICFs and skilled nurs o honae s, Similarly, (1EW should placesents
L cnsure that raental hospitals and instie s for retaded individuals o
included in the validation survevs ane caer reviews of state utilization
control programs, ‘
1. The report adtribucted many of the probiems nssociated with

deinstitutionalizatzion to the nck of an cffective manugement system that . seiranerin't
; cloarly defined objeetives, rotes, e sponsibilities, actions and cevalu: 1= o stan
tions to he carried out by the varios 5 agencies in the cffective transfor

“ef individuals from institutions te communities,

A systematic way to finance (I('nhuwtmn dization is necded which would
assue that poersons were place 410 the least restrictive envirdnment,
nmose appropriate to their needs, with necessary services in the most
cost-cffective manner.  Criteria standards are necessary for defining
adequate or acceptable community plicemenss-in the least restrietive
environment., The General Aceounting Gtfice indicates that Congress
slieuld designate a commitie with responsibility to oversen all foderal
efforts toward deinstitutionalization.

5. The GAO also recommends to HEW: ) that a clear and con-
sistéont federal role in the mental health and retavdiation area should be
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determimed and recommendiations made to Congress for a long-ferm
approach to alleviating the problem related to deinstitutionalization;
(hy HEW should evaluate the need and desivability of providing other
tvpes of care nutside of 1CFs; 1oy HEW should determine how best to

- ensure that state avencies administering HEW supported programs de-
velop and implement effective case management systemns for persons
heing released to ensure that the individual's needs are fully assessed,
that arrmneements are made for appropriate placement and needed serv-
i, that there is sufficient follow-up and that there is responsibility

i aecountahility which is ctearly define.

_ 6. The renort lools of social services aed recommends that
social service fusnds be ntilized along with SSIto prevent admission to
hoked at voeational rehabilitation and found
tion agencies had not been providing sufficient
Some states

state institutions,  Thevy
that vocattonal rehabils
services to the more severely developmentally disabled.
had cven adopted policies ov definitions which had categorically ex-
cluded certain segments of the developmentally disabled populations
without an evaluation of an individual's potential as required by law.
The veport also notes that vocational rehabilitation should lonk at thc
detinition of severe Jdisability and that it be clarified as to how it re-
Consistent procedures and criteria shouid be

Intes to the retarded.
Voeational rehabilitation

) used for classifving persons »= retarded.
st v.{gnhlis}- criteria and procedures to ensure that decisions to deny
Cwocatienal services to the developmentally disabled on the basis of
e inability to achieve a vociational goal be made only when a lack of
vocational potential has been demonstrated beyond any reasonable doubt.

7. The Office of Management and Budget has found 135 federal
S procrams administered by 11 major departiments and their agencies
SR 411 of which potentially impact on the delivery of services to the de-

velopmeniall. disabled,  This is ahmost impossible to coordinate at

G oatale lovel, ¢

<. Thev also reviewed the Department of Housir g .nd Urban
Development and recommended that HUD d'reet their area and regional
affice persannel to work more closely with tederal, state and local

mentil retardation oifie'als to or © . re that housing provided to the de-

v Topmentally disabled is appropriate.

/ . They looked at Labor and asked: Are vour Comprehensive
' Fmplovment Training Act funds being vsed effectivelv? Are they heing
nsed torinstitutional or other residential programming?

i this report and its recommendations are implemented, I think we have
1 chnee to develop, conrdivtte and deliver a eoviprehensive array of

ERIC

Aruitoxt provided by Eic:



O

ERIC

Aruitoxt provided by Eic:

51

services which will meet the individual needs of the developmentally
(us‘lblc(l population, :

“The following are exampl. o staft development materials which are

referenced in the preceding speech,

MANAGING BEHAVIOR SERIES - (H & H l‘fnter‘l;riscs, Inc., P.0O. Box
3312, Lawvrence, Kansas 660.11) = This scries of eight paperbacks ex-
plains in detail the theories behind and techniques of behavior modifi-
caticn. Part1 - The Measurement of Behavior; Part 2 - Basic Prin-
ciples; Part 3 - -\pphC'ltmns in School and Home; Part + - New Wayvs 5

to Teach New Skills: Part 5 - A Tea- her's Guide to Writing Instructiona!
Objectives; iart 6 - Svn'nmzlru,s of Scleeted Behavior Modification
Studies:; Pavt 7 - Teaching a Child to Imitate; Part 8 - Teactrg Speech
to 2 Nonverbal Chila, \

CEPARIN/VINSTRUCTIONAL OBJECTIVES - By Robert I, lager
(Feavon vublishers) - This 136-page paperback is an excellont ouide
forr 1oaraing how to write behavioral objectives.  The hook dis cusses
the purposes of objectives, as well as their qualitics and components.
It contains several "feedback exercises, so (e reader knows whether
or not (s)he is on the rivhi track,

GUIDE TO AL \TI RIALS FOR THE SEVERELY HANDICADPDPYD ~ Florida
State Departm ont of Health and Rehabilitative Services, 1311 \anxvnod
Blvd., Tallahasseo, “lurida 32501, This guide comes in four p.u”t% -
Assessme |, iiteivention, ®utreach angd Model Projects.  The asscse—
ment pirt - oviles ovar 30 different assessment scales and checklists,
There is a o 2.-veferercn index where cach assessment is subdivided
int~ <kill carogories with aa indication of the number of items for cach
cateeory represented in the instrument.  The skill categories include
social, counitive, dressing, cating, toileting, working, gross mowor,
fine motor, language, nun:hers and reading.

The intevvention nart contains si- zections. The first section 5 on in-
dividualized programming and digcusses the elements of an [P, includ-
ing woals, task analysis, behavicrai objectives, instructional strategics
and gvuluation. The second scetion is an annotated bibliography of €5
publications, The bibliography is divided into two sections containing
books on ehavier modification and instructional materials. The third
scction conuwins a list of 99 articles from various periodicals, The
articles are divided into zight subject arcas, including vocational, social,
sclf-help, motor, language, cognitive, hehavior modification and general

topics. The fourth scction lists « few of the many vendors of toys, equip-

ment and adaptive devices. The fifth section is another annotated biblio-
araphv of 15 instructional programs. These programs-contain materials

. o, {
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winch rive been developed for noanhaenieapped chivdren (hirth to six vears)
bos e sudaptable e wse by the ey pod. The had secelion is a2 tov quide
Ty chidron betveen one nd Five vears of fl'..'_'l‘.'. There sare four suides
VasLleon down into one-to=ten, g =bnsrhirege, three--to={four nd four-to-five

Loy merements. ach ovide Hats tupes of material o the purpese of each

e and seras snnles of what o be tsedl

S cnpreech et is dividesdt int reo cetions, hoth of which sge

P e onts e mate vinds fov e owidh ad by parents whose ¢hildren
S it b, P first section contuins 30 enrries which sere e cafed,
T s on fection conbl o endries (over oot which are instractiona!

oo s for =il developrenty widich sre not smotated hul'\f-, Hut many

O e tieh e amotated i the Intervention part of the guide,
The fosveth part of the oaede fs o bookleton det Projects, This part
dfrfers: frons the othoer three in fhat it L not hibliosirnplile resouree
Laol, Bt instened presents ticios ahont five federally funded projects
ot vices to the severelv hindicappued, These articles deseribe cur-
qt o pforts throughout the country in the development af new ond effective
ateriols. The our arcas of enrriculwm development, public school
e la, raral cducation medels and aadio-visual materials are presented,
ADULT FOSTERCARE PROVID IR TRAINING MANUAL - Michigan
Departments of Mental Health ane Social services, This 1ab-page docu-
ment is a very good program for pre- and in-service training, It contains
five chapte: oo 1) Adult Baster Coire 2y pehavior Management; 3) Pro-
SIS, Activitios and Services; o Health Care; and 33 Home Management
Administration. The fivst chapter gives an overview of some of the
Chrmploxities involved in providing care to adutts. Chapter two is broken
vato eight parts and is a proetty thorcuch deseription of the principles,
vechnigues and legal and othical issues of belinvior eontroi, "Che third
chanter is br en into three main areas: the -tate assessment plu,
eommunitv-based prog. ams and in-home ¢+ rams. The hird rea of
thin chapter is further divided into basic sclf-sare and basic living
sections.  Chapter four s sceven sections Jdealing with medical records, -
nutrition, cxereise, accident prevention, nursing procedures, dinbetes
and drues. The last chapter is eomposed of 5 sections including
budgeetirg, accounting, personnel policies sarchasing, olient accounts
and insurancst,  An index assists in quicl reference for many topic
Sres,
PENNSYLVANIA TRAINING MODIT ot TDUATL ASSESSMENT GUIDIE -
Pennsyvivania Department of Educth ion. The Pennsvlvania Training Mode.
Edueational Planning Syster is desimmed to assist teachers in the de-~
‘elopment of specific programs for the severely and profoundly mentally
rot: <led and multi-ho:Jicapped from a broad assessment (')f-t‘?«._}/c individual's

o y ’ . “8
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toral needs, There qree fouy m:{'}bﬁ' steps in themaodel: Pirst, an over-
view of the child's skiii development is obtained from the Curriculum
Assessnent Guides second, cach of the major areas of interest ave
broher into smaller developmental units frem the Competency Check-
lists: third, the smaller developmental units of interest are then further
reduced into gequentially smaller steps through task analysis; ancl,
ourth, anceducational objective tsowritten and a prescriptive teaching
qeoroneh is ermplove:d to achieve this objective,  Should the individual
aor progress at the vate desired, the system provides for a functional
coatvsis of all the variables involved to provide the teacher with the
neeeded information to moddify the prosran.

GOAL DEANNING WITH DEVELOPMENTALLY DISABLED PRRSONS -
Poter s, Houts and Nobert A Sceott, This is a five-session {raining
program e the procedures involved in developing an individualized
progran: olo, The handbook for learners is very well written and casy
o cnde a1 ofers very simple altematives for record-keeping.
The entive packave can be ordered with an Associate Instructor's Minunl

ard o superyvisor' s Agnnal on evaluating 1 bins,  There is also a cussetie
LU , K ’
tape which o he o fo adeoent the instructor's efforts.,

COGIVEDE ST RO AT ANNING - Bansas State Division ol Meptal
Hoalth 1 vt wofr L o CEhis is o training program vhich is desigped
o prosen sty ndc i oclosieal precepts of the IPD and then dis-
cuss implerient tionand svetintie o through o treatment team, including
qochmiques and procedures. Ther ge apackage of colow vide  tapes
goeollectiom of written mederiats ¢ 2 ement the iapes. b be individe.
Poes of the program include: 1) an overview of individualized
Lot e 2) progeam cenrdination Jnd ity invelcement; 33 teamn

v
-

XY

comeonts aidd gleategies; 1) comieal assessments; ©) hehavioral assess-
ments: ) writine objectives: 7Y data collection- 8) teaching strategies;
el ) review and revision of objeetives and prosram plicements. The
e wits L osioned Lo present information to reflect nationai acered--
oo Gondards (JCAH, CARLE, oted) aund oL, 91103 (the Develop-
cental Disabil vies Aeh. These tapes are oxpected to be available for

Lo in January 1077,

....... COTIAINING MANUAL FOR SERVICE PROVIDERS - Kansas state
Divisior of Mental Heaith and Retardation. This manual was desighed to
provide staff with some basic information on providing quality services.
The manal does not provide indepth training in any area: rather, it
proviides an everall philosophical and procedural guide waich =h wl ! sorve
as a slarting point for an ageney's inservice prooram. The pb "osephios
of normalization, the developmental model and i: iividuarion run through-
nut the ten chapters. The chapters contain infc_)x‘x'.a:lt,imn on: ) crinlogic:

LN

of developmental disabilities and o current tederal and state (Kansas?
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administration of the developmental disubilitics program; 2) human and
lecal rights: 3) philosophic: f service delivery; 1) diagnosis and cvalu-
ati o (assessment); 5) individualized planning; 6) systematic learning
ibenavior management); and 7) community relations. In addition, the
last three chapters deal with providing services in: 8) residential;

W adult day treaining programs; and 10) child day training programs.
Fach chapter contains a list of suggested readings for further informa-
tion on the content discussed in the chapter.  This manual is expected
to be made available by ifebruary 1, 1977,

T I.\il’l,l"\lxi.\l'l':\'l'l(‘l.\‘ G CONMMUNITY AND HOME RE-ENTRY -
Ith raternational Congress of the Inte m:llvinna‘\l Association for the
Scientific Study of Mental Deficiencey, by 6,17 Walsh, Auvgust 1976,



Laws and Regulations

PAUL IRIEDMAN

From a lawyer's point of view there wasn't an area called "mental health
law'" or "mental retardation law' before the 1970's. Judges and legal
scholars paid minimal attention to how people got into and out of institu-
tions, but virtually no thought went into what happened after the doors

of the institution closed behind a person who had been committed, or ad-
mitted, or what services these people might be entitled to in the com-
munity. It would have been fair to say at the beginning of the seventies
that mentallv retarded persons, like other underrepresented and power -
less minority groups in sur society, had virtually no rights at all. A 1t
of institutions were so severely understaffed and underfinanced that
people weren't even safe in life and limL.. They weren't protected agaiost
harm, let alone given some kind of affirmative habilitatier program.
And in the community mentally retarded persons were denied a whole
gamut of basic rights and privileges that other citizens in our society

P

. enjoy. There was a kind of blanket, stigmatizing presumption that raen-
tally rotarded persons were incompetent to vote, to drive, to get insur-
ance or to be educated. There was a unitary all-or-n»thing notion of lavs ind
comp:stence which the legal system had adopted. The legal system, with proseaptions

its rules and pri: ciples, tends to lag sevaral years behind professional
understanding of new models for delivering services. Even now, some
of the modern notions about habilitation, normalization, deinstitutional-
ization and professional competence are only beginning to work their way
into laws and presumptions in the legal system.

Over the last five years or so, two important trends, or movements,

L have merged. As a consequence, the area of mental retardation law has
assumed a great deal more importance o judges, lawvess and to the

‘ gl
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community. Mentally refarded persons now have a relatively different
"leeal status dhan they did before. (ne movement involved civil mights,
The mentally retarded came in as 1 minority group, and what's happened
is that it has been a kind of systematic test case campaign, along with

) other strategics, to try to articulate and implaghent the rights of this

' rather powerless, 'ndertepresented group of people. At the same time,
mentally retarded persons, their friends, families and advocates have
talien their place in the general conswmerism movement that we have
seen in other arcas, like product-safety, the environment and gencral
health.  Mentally retarded persons and their families are now secing
thonselves as the consumers|of services which should meet certain

stoulards. Theyv are lcurning,i;' to assert their rights to these services

ratner than seeing these scr‘v'p‘c:es a5 sometling thev have to plead or beg
tor, like an alms-sceker. Seivices are no longer viewed as something
that might be bestowed by the superinten vt ofa school, or a legislaturce
i its wenerasity, but thet families don't “mwve any legal right to.

o —

The beginning of this change came in the right to education “and
right to treatment arcas. ™ 1971 a very courageous federal
judge in Alabima, Frank Johnson, ruled for the first time that persons.
who arve involuntarily confined in Alabama's institutions for the mentally
i1l and its state institution for the mentally retarded, Partlow State
school, had i constiwtional vight to treatment. And that was the first
tivae o tederal, or for that matter a state, court had recognized the
censtitutional right to treatment.  The mental retardation aspect of that
case was decided on the theory that persons confined at Partlow State
schanl had been doprived of a basie constitutional right to libery, and
the due process clause came into play. The due process clause says
that no onte shall be deprived of life, liberty or property without duc
process of law.  Of course, the Constitution nowhere speaks directly
about the right to treatment, but the right to treatment was constructed
Jut of the due process suarantee. The court then held that residents of
Viabami mental retardation institution system had not committed
e erime, were suiltv of no anti-soci:d conduct and hadn't even heen provided
ik the usual procedural rocess safeguards available o persons in the
criminai svstem. To ¢ cine then without me:mihf_’,ful programs and
services Jdesioned to give w reaifstic opportunity to learn those skills
pocossare for return o the community would amount to imprisoning them
without duc process, And, ther fore, the court held that there had to be
some kind of other purpose of quid pro quo in exchange for the deprivation
Sliberty.  Vhen oovery exciting process bedain a process which gave

the abstraet oo fa right - treatmen’ h};};'_'@litntiﬁn some specific
content oot The court held several many-day hearings and ex-
coeria 1 e professional and consumer Jroups, including NARC,

“ihy, the Araoviean Psycholosiend and A riean Orthor sychiatrie

O
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Associations, came and gave expert testimony.  Some of the most power-
ful testimony, and it was the beginning of my cducation in this field, came
from people like Gurnar Dybwad, Phil Roos and Jim Clements, who \
had to start from scratch and educate the court by dispelling a lot of myths
held by lawyers, judges and other members of the public abaut mentally ¥
retarrded persons and what might be done for them. This education process
eventually resunted in the court recognizing that with active programming
people could be moved out of institutions, back into communities; that

their functioning could greatly improve. The court also learned that in a
custodial institution, without some positive efforts at programming and

an individualized @oproach, the functioning of the residents would inevit-
ably deteviorate, and they would be harmed. '

{ remember Junnar Dvbwad explaining te the court how, atter touring
Partlow Stace School and revievr o records, he had seen many residents
who had kneo+ n how to walk and had lost their walking skills, or who had

“known hov o talk but had stopped talking., There was no stimulation to

encourace learning, and residents lost basie skills instead of learning

“new ones.

Out of the Alabama case came a4 whole series of detailed standards in
three eencral areas. The richt to treatment was scen as involving an
adequate seaff representing ditferent training and different skills and in
numbers large cnough to assure some reasonable likelihood of interaction
with all the residents. '

A sceond aren had to do th the need for an individualized tre: mnont
plan and program for ¢ resident.

Finally, under an umbrella con -upt--that it wasn't really possibie to give
adequate habilitation without a humane, psychological and physical envi-
ronment - the court ordeved basic nutritic-al standards, physical plant
standards, the right to privacy, the right tc get outside and have exercise
certain numbers of hours each day and st orth, These standards have
been picked up and modified as appropriate in a nwmber of other cases
around the countrv. The Wyutt casc is o [)lOt()tV‘pL or morel like other

AN

“cuces in different nrear. There arc, in ploceqs now, mavbe 20 right to

treatment cases dround the country, and we have cither eonsent judgments
ot court rulings supportm(r a right to habilitation in 2 number of states in-
cluding Massachusetts, New York, Nebraska, Minnesota, Texas and Ala-

bama.

The Wvatt case was followed by a very importa casce using a slightlv
different theorv in New York. Shortly after Wyatt was decided, lezal
assistance an: civil liberties lawyers in N ¥ork, working with the state
association for retarded citizens and sor in® vidual clients, filed snit

.
-
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in the "Willowbrook' case in New York (New York State Association for
Retaded Children vo Carey) and that case has had a different, very sig-
nificant development. The judge initially was skeptical that mentally -
retarded children would have a right to halilitation under the Constitution.
The reason tor this was, he said, "The reality is that as bad as the Willow-
brook School may ve, there is a waiting list ten years long and parents
andd ihieir childeen ave queved up, There are really no alternatives; that's
why the pace b= and their children get in line for admission., Now how can
we fairly sa it these people are being involuntarily deprived of their |
liberty by the state?' This was a very-disappointing initial ruling by the
court that came on plaintiff's motion for protective preliminary relief.

In most of these cases, to be good test cases, they should be brought
where the facts are most striking and where a court can be motivated to
talie the rather exceptional action of becoming involved and beginning to
take up some functions that really the administrative branches or the
levislative branches of government should be performing but for some
reason aren't. So, in most of these cases there is usually an early
motion for preliminary relief which wouldn't be as extensive or complete
15 the ultimate relief which plaintiffs arc seeking from the court but
would safeguard the physical safety of residents at the institution while

* litigation voes on. The plaintiffs came into the Willowbrook case asking

for some basic improvement in attendant level staff, the fire safety of
the building, cte., and that is when the court said, "I can't give you pre-
liminary relief because I'm not sure you are going to prevail on the
merits. And the reason is, it secems to me that these people are really
here on o voluntary status,”

Fortunately, by the time the case ended a year ago, the court had beun
convinced otherwise. The case was actually settled with a consent de-
cree that was ratified by the court. A successful strategy was to con-
«i» ~+ _he court that even under a lower standard, a protection from

. andard, the residents here had basic rights and that from a func-
L. .oint of view the kinds of rclief the court would have to order un-
der protection from harm theory would be more or less the same as
what other courts had ordered in other places under a right to treatment
theory, '

“What the court said in Willowbrook initially was, "I don't know whether
‘ere's a rieht to treatment, bui I do know that when the state agrees to
take custody of mentally retarded children then it has to gunrantee them
at least the same kind of minimal, safe, humane environment we give
prisoners. Otherwise, that would be a gross violation of equal protection. "
At a minimun, institutiona! residents are entitled to protection from harm,
and the strategy used was fo again bring in distinguished experts from
around the country to convince the court of the fact that if therc aren't

<3
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various kinds ot affirmative input and services and staffing ratios there
will be deterioration. By the end of the full-scale hearing the court was
convinced and was pleased to affirm a very detailed consent judgment that
was functionally ahout the same kind of judgment the court had issued in
Alabama under o right to treatment theory.

The Willowbrook case is particularly notuble because the right to protec-
tion from harm theory applies to all residents regardless of status; re-
eardless of whether they're labeled voluntary admissions or are seen s
persons involuntarily committed. Thercfore, the potential range of that
decision, its impact, is greater. —

At the same time, there has been an attempt to convinee the court that
however voluntary those adinissions were from the point of view of the
parents, thcy ought to have the same due proceess right to treatment as
other persons involuntarily committed. The court, in its final order,
vave the residents all the relief they would be entitled to under either
theory. !

Now that's history, and we can tolk about some significant current events,
AR o

There is a major ceffort in these institutional cascs to neither legitimatize
institutions nor to undercut efforts at deinstitutionalization which would
provide a full range of services in.the community. 1 was having lunch with
someonc who asked about this and was very concerned about the cffeet of
these cases--that no matter how well intentioned the people were in bring-
‘{' them--thev would incvitably forcc statc resources to go to institutions
to brine them up to minimum standards and thercfore take away cnergy and
resources from the cfforts to provide treatment in the commuanity.

At Fartlow School there was a number of negligent homicides from drug
overdoses because no eie watched the medieation, deaths by scalding
water in the showers, pcople getting injured in fires, cte., and onc had to
first try and make these buildings safe becuuse, in rcality, people were
going to live there for some time. The principle of least restrictive al-
ternative was mentioned in these cases, but it wasn't the focus.

A case was filed almost four vears ago in Washington, D.C., called

Dixon v. Weinberger which tried to take the right to treatmaent onc siep
further. That case is about the situation of persons confined at St.
Elizabeth's Hospital in Washington, which is mainly a facility for the min-
tally ill, although there are a2 number of mentally retarded residents as
well. The staff at St. Elizabeth and NJMH conducted a study which sug-

‘gested that somewhere between 60 and 80 pcreent of the residents would

do better, from an habilitation or therapeutic point of view, in some kind

>,
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instituti ns

resirictive



O

ERIC

Aruitoxt provided by Eic:

90

of less restrictive facility in the community. Those residents have been
kept at St, Snabeth's Hospital beeanse there simply aren't enough pro-
aprams 1. the DOC community to which they could be released and b -
cause (ol relesse with no followup services ("dumping') would be cqual-
ly or peri. e more dangerous to the residents than continued confine-
ment at St. BElizabeth's Hospital,

The Divon cuse was brought under the theory that residents had a right

to treatment, which was not limited to treatment in a specifie facility,

or scetting, but included the kinds of services that would be appropriate

to vitch person on an individual basis, If that meant living in o group home
or foster home and going to the vegulae school system, ov if it meant liv-
ing in some kind of n structur: L apae "ment situation and going to vocation-
al rohabilit:ition in the cormne aty, or living in the ~ommunity in an intev-
mediate or skilled nursiy-! fhatts thie kind of treatment these per-
sons were legally entitled l\

In Wushington, D.C., ' o e pens to be, as there is in sooe ral stades,
a statute which provide: v vizhi to troatment. A court ruling last vear
broadened this statutorv rizht to tecatment to inctude treatment in a
community-based facil”: , .here approprinte. Whoether we will ultimate-
1y be successful in irmviercanung this decision is still an open guestion
and that is the stickic. jurt of all of these cases. Lawyers really don'
have the special kind of training or expertisc to do community organiz-
ing and political lobbying and the followup to make somc of thesc ve r_\'~
important legal decisions become a reality. For this lawyers have to
work with the managers and the consumer groups, and we have io find
structures to monitor and enforce implementation. Somc structures

arc being experimented with around the country--things like the human
rights committees to review and monitor implementation of Judge John-
son's order in Alabama or Judge Judd's order in willowbrook, In Wuash-
ington, D.C., we now have nmaster to study the school system and
recox{lﬁ{cnd\hg\sic enanges because the DL CL government didn't respond
to the rcquiremb"nis,of the court's order in the Mills right to cdvceation
easce. :

Other recent developineets in Fioht to troatnent law involve avery good
right to h.hilitation uceision in a Hinnesota case salled Welsch v Liking
‘The decision eanic down in 1973 and again set staffing ratios, require-
ments for individualized evaluations and program plans, minimum physi-
cal plant conditions, ctc. some of these requirements were complied
with, and others, especially-the staffing require:...nts, have not been
complicd with in the two years since the deceree.  After giving the state
officials ample time to come into conformance, the court took radical
sfep recently and cnjoined a1l of the hiring and fiscal control statutes

.
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thot every stare has for mstance, "ihat the Commissioner of Mental

NS dth shall hive no mote persons than ave allotted by the lepislature

in '11*\ of the llowine categories, or shall spend mum:'/ only up to the ot dueres
tine nn mm. hudge tc«i far in the most recent budget and only in the cate- ’
vories comu fered. ™ This is an ex: unplL of the -court taking extreme

action to trv and enforee its ¢o nstltutmn d rights decree by telling admin-
istrative officials that they should vo akead and hire and allocate resources
above and bevond what the legislature has called for. Thesc statutes are
sbviously necessary for state administration and not unconstitutional in

and of themselves, but they are unconstitutional insofar as they prevent

the implementation of a decree that a court shapcd after it had found a

-inlation of fundamental constitutional rights. Needless-to say, the State

of Minnesota hit the ceiling when the court came down with its 1nost re-

cent ovder, and the legislature has hired a very distinguished professor -

of lav at the tniversity of Chicago to write a brief on its behalf. The

state of Minnesota has been joined by about six other state governments

in an amicus brief. They are arguing that principles of separation of

powers of wovernment, nf federalism and of state's. sovereign immunity

sake it illeeal for the court to have interfer cd in the way that it has.

There is alss a strong argument on the other side. Thera's a long-

standing tradition.in the law that where constitutional rights are being

vinlated the absence of funds is no excuse. The underlying premise hgre constitutional
v thit whether or not the State of Minnesota, in its wisdom, chooses to . quarantsec
run i menial retardation facility is entirely its business, but if the state

dnes choose to operate such w facility, then it must he operated so as to
Lo conaisient with the rights guaranteed by the Constitution. Once the
court has found that constitutional rights to habilitation and protection
from harn have been vielated, then the State has to decide either to put
in rhe necessary funds or te go out of the business,’ So we don't have a
situation wiere the court i3 veally telling a state exactly how to allocate
iis funds or what to do, although that's the way the state is tryving to make
i+ sound inits brict., Ii's really a situation where, the court says whether

1

e iio fhas and S0 is up to veu, but if vou do, then it has to be consistent

etk mindeum eonatitutional standards.

i iseue has beon implicit inoull of the cases that have bc(zn'l.wrbugh?..,‘ b -
Anning with Weatt and the Pard cases back in 1971, and it wae kind of
Beillisntly and polemically ‘m“'ﬂ shted I George Dean, lawee s for the
pl-aim‘it‘fs‘ 01 rhe Alebhama ease, This game excuse wias eoring--""We
iustodonTt have fhe nionoy, Werd like to do bﬂtr'c-!‘,:'}?-ut wo don't have the
ponev W give these people their hsic rivhts, and George Demm re-
porehodd the buduet for the next year. ¢ found that ‘hnrf* were 'mmu—

sriationg oo Tivestook colisoun, o foorhall hali of fame aad & Miss Ads

1

cith frly subs=tantinl amerts ol mones, an o« White louse

i1-




of the Confoderacy, | think, already appropriated for the State of Alabama
for the next vear, Then George Dean wrote his pleading and said that he
thought his clients "would be better treated in the State of Alabama if they
were athletic or photogenic cows of Confederate ancestry. "

So this Welseh case is on appeal to the Eighth Circuit Court, and we're
waitine anxiously to see how the court rules. It will brobably go right
an up to the Supreine Court either way. The issue is really one of fiscal
priorities, how states allocate resources and whether the Constitution
places 1imits on the otherwise free reign of fegislatures to decide on fund-
ing priorities for welfare, adueation, nighways, wars or habilitation and
which are more important and to what degree. ‘

Now, another casc that was «rgued in the Supreme Court recently relates

to these other cases in that better treatment could be given in our resi-
Jdential facilities if all the residents really needed to be there; and one

wav to do that is to control who gets admitted in the first place. The

cuse I'm referring to is Bartley v. Kremens, and this is the case which
challenges the traditional assumption that parerits automatically repre-

sent the best interests of their children and that parents can voluntarily
place their children in institutions without the need for any kind of neu-

tral! hearings by some kind of administrative or judicial tribunal to assess
the need for that commitment. There have been lower court rulings

recently in Tennessee, Pennsylvania and Georgia, all finding that because

~f the enormous costs involved the physical and psychological pressures

on families and the fact that a community doesn't provide ample backup

or support, it can't be assumed that when a.parent is finally driven to the
Jdecision to institutionalize a child that this decision is voluntary on the
child's part or in his best interest. In Pennsylvania a three-judge dis-

triet court has ruled that before a minor can he committed for indefinite
institutionalization there he some kind of a basic due process hearing and
that the child have a lawyer to represent him in the process; that there be

a hearing; that less restrictive alternatives be explored; etc. This de-
cision undermines a very major legal tradition favoring family autonomy

in almost all situations. It was kind of foreshadowed by the decisions

last term in the abortion cases where the Supreme Court held that chil-
dren wanting an abortion had a right to some kind of a hearing and there

coukin't be an automatic parental veto. The court noted that children
hid a strong independent interest which must be attended to.

Perhaps this is the beginning of review and reform of our civil commit-
ment process for mentally retarded persons and, coming closely with it,
a look at the process by which we classify persons as mentally retarded
and also the process by which we give mentally retarded persons guard-
ians and think about their incompetency.

.L'(
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Just very bricfly, what seems to be happening here is a rethinking in the
law of the way things have operated for some time. We are beginning to
realize, for instance, that classification has very important consequences
for mentally retarded persons. First of all, to be labeled mentolly re-
tarded still brings a lot of stigma and a whole series of seclf-fulfilling
prophecies which can have a very negative impact on the person given

that label. These individuals are frequently stigmatized as in some way
inferior. Labels tend to put such valuc on intellectual and verbal skills
that an assumption is generated that people labeled "mentally retarded”
aren't really human like the rest of us. There has been a lot of good work
done in attacking this stercotype and in changing public attitudes. There
Lave been some interesting studies recently showing attitudes in the em-
pluyment sector by co-workers towards mentally retarded workers.
Where there used to be an incredible amount of prejudice towards mentally
retarded workers, the recent Gallup study done for PCMR shows that
these attitudes are changing. But still, there is a lot of prejudice, and
even apart from the stigma of the label, it's just a fact that very impor-
tant consequences, both positive and negative, follow from the classifica-
tion as "mentally retarded." One might have the right to special education,:
for instance, or special services or programs, but, on the other hand,
onc might he denied licenses or insurance.

Tabels

Beginning in the area of education, we've gotten decisions which say this
classification is so important we have to have due process both in terms clansification
of fair-substance of standards and in terms of procedures to make sure

the label is applied correctly. There have been several school cases,

one called Larry P. v. Riles, chalienging the classification of persons

from minority racial or ethnic groups as mentally retarded on the grounds
that the tests are culturally or racially biased. Now, in the federal Edu-
cation for All Handicapped Children Act we have standards that were ofderced
earlicr in the Park case and in the Mills case - to ensure that before per-
sons are labeled mentally retarded and before decisions about placement
following from those labels are made, therc be minimum due process
procedural protections, like a right to notice that the classification decci-
sion is coming up, to be present, to have an advoeate to assist you if you
wish, to question the label or the placement, etc.

Closely related to this are some very interesting decisions attacking the
notion of unitary ccmpetency that is, the notion that mentally retarded
persons are either competent to do everything or com}. .cut to do nothing,
and also attacking the notion that just because a person has been in an in-
stitution he is automatically incompetent. That's a notion which has
existed in the law and is patently ridiculous. A lot of mentally retarded
persons do, for instance, voluntarily admit themselves to institutions,
but in many states, as a matter ofulaw, anyone who has been in a state

cunpatency
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institution loses all of his basic rights and privileges as a citizen and is
considered incompetent unless there is a special judicial hearing tg re-
verse that status: What's now beginning to evolve in the law is the notion
that a person might not be competent to handle detailed monetary affairs
but might be perfectly competent to make personal decisions even about
such things as marrying or having a family, voting or driving. ‘

With this is coming a whole different system of guardianship that tries to
give a person a guardianship tailored to his individual needs. A person

" who is moderately retarded but.-needs some assistance will not lose any

richts by being declared incompetent. e could be given some kind of
advocate service he can rely on or could have an ombudsman he can go

to or perhaps a facilitative guardianship which p1 svides an advisor if

the retarded person wants it but not a guardian of the person and estate. .
who will have full power to act on behalf of the mentally retarded individual.

Just as the right to education in the public schools, or placement in a
community facility, is a less restrictive alternative to institutionalization,
so, too, is having a limited guardian less restrictive and allows for the
opportunity to exercise autonomy as fully as is possible.

Now therc is a lot to say about righte in the community, but I'm going to
conclude because I know time's up. Let me end with zoning, which I
gather is an issue of some importance to this group.

After beginning with the extreme cases of abuse of mentally retarded per-
sons in institutions, the trend now has been to focus on the more subtle
and pervasive, perhaps evcn more important, issues of the rights of these
people to be full citizens in the community. One of the crucial areas has.
to do with zoning.

There was a Supreme Court decision a couple of years ago in a case.
called Belle Terre which seemed to be very ominous for mentally rc-
tarded persons. This was a case in which a group of college students,
unrelated by blood, tried to form a functional family, a commune,-in an
area that had been zoned for single family residential zones. The Supreme
Court upheld the right of the local community to zone as it wishes and

said that this group didn't meet the requirements for being in a single
family residential zone and that they couldn't live there. At the time the .
court's language seemed very ominous in terms of the right of mentally
rctarded persons to live in a group home or foster e in communities,
but I am happy to report that there's been a spate of cases in the last

vear which seem to be upholding the rights of retar ed individuals to live
in family-like situations in the community. There a very good case
recently in New York which is called Little Neck Community Association

160



[

v. Working Ogganization for Retarded Children. T here was also a good
decision called Anderson v. City of Shoreview a little while back in Min-
nesota. There's been another important decision in Los Angeles. Tak-
ing thc New York casc as a prototype, the community, in trying to reject
the mentally retarded persons, made the argument that only families re-
lated by blood were allowed. The court rejected the argument, and it was
affirmed on appcal within the state court system. There was a state pol-
icy, as is the case in many states, that normalization and deinstitution-
alization were to be fostered and fhat mentally retarded persons were to
be accepted as full citizens in the community. The court held that it

~would violate state policy and constitutional vighls for local zoning Hrdi-

nances to be used to keep such persons out.of the community, and although
it was reasonable to have areas that were zoned for families, it was im-
portant to look at the ‘family functionally. So long as there was a sense

of stability and continuity, regardless of whether the persons in this group
home were related by blood ties or not, they had a right to be in this sin-
gle family rcsidential zone.

I haven't begun to be able to cover everything. I have been trying to give
an overview of the legal rights movement. Although a lot of the early
cases began in the institutional area, the focus of attention and energy has
clearly shifted to the issue of how mentally retarded persons can function
and be protected as citizens in the community. The legal effort should
dovetail very nicely with the efforts of other plannerg and persons trying
to promote deinstitutionalization.

Editor's Note: Mr. Friedman has just finished an inexpensive and quite
comprehensive paperback cntitled An American Civil Liberties Union
Handbook: The Rights of Mentally Retarded Persons which is published
by Avon Books and is available both at local stores and through Avon
Books, Mail Order Department, 250 W. 55th Street, New York, New York
10019, at the price of $1.50 plus 25 cents per copy for mailing. This book
covers the full scope of the rights.of mentally retarded persons, including
an introduction, and major sections on the problems of classification,
overview of civil commitment, competency and guardianship proceedings;
rights of mentally retarded persous in institutions; rights of mentally re-
tarded persons in the community; rights of mentally retarded persons in
the criminal process; and the right to a legal advocate, plus a select glos-
sary, select bibliography,.list of vesource orgarizations and other appen-
dices. . : :

191
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Accountability and
Monitoring

ED SKARNULIS

""Watch what we do, not what we say." John Mitchell, former U.S.
Attorney General, 1969.

INTRODUCTION:

Eleanor Elkin's historical review vividly portrays the frustration of
parents in trying to unlock the doors of institution snakepits in the 1950's.
She relates how difficult it was to get information and how all of you
worked alone or in small groups. How nice it would be if the efforts of
those early years had brought an end to the exploitation and abuse of
mentally retarded persons.

But Willowbrook, Partlow, Johns Hopkins Hospitzil, Sunland and other
horror stories of the 70's remind us that two and one-half decades of
work didn't end blatant abuse and neglect. In fact, with the advent of
public support and awareness a different set of problems has emerged.

New resources provided by enlightened gdvernment representatives

have spawned a breed of service providers who must charitably be called
mercenaries. Unctuous, glib, smooth talking--they prey on families
who have had no help before and are willing to place themselves in the
protective hands of charlatans offering relief, however inappropriate.

Tired, burned-out ARC members who got part of what they fought for
have become more concerned with preserving what they've got than push-
ing for more. This makes recruitment for monitoring committees dif-
ficult. It, on occasion, even results-in one group of parents actually
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defending dehumanizing conditions and incompetent serviee providers
awainst another group who are trving to upgrade those counditions and
remove those, providers..

We're not alone.  These are logical outcomes reminiscent of the meutal
health, eivil rights, ""War on Doverty,' and other human rights move-
ments.  They tell u9 that monitoring is still terribly important and that
. we necd 4 more mature parent organization with a permanent commit-
ment to Robert Prost's Stopping by the Woods on a Snowy Fvening: "But
| have promtises to keep. And miles to go before I sleep, and miles to
- co hefore | sleep. "

WHAT 1S MONITORING? ot

Three words will appear frequently in this paper. The word "monitoring"
simply means "to watch, observe or check.' Somecone acts as an over-
scer who warns when a job isn't done or isn't done right and instructs

& on how to do it the way it should be done.. Note the dual task of both
warning and instructing. The sccond word is "responsibility, '" by which
we mean ", .. liable to be called upon to answer as the primary cause,
motive or agent,..'" (Webster's). Third, "accountability' refors to the one
answerable for a job not being done, the place where the buck stops. l'

\\ Thus, when we monitor (watch, warn and instruct), we're concerned with
* identifying who is responsible for doing something or seeing it gets done

and knowing if it isn't done who will .ultimately be held accountable.

. Remember that a ward aide may be responsible for doing a job but may

\\ not be the one to hold accountable if it either isn't done or isn't done right.

“That may have to be the superintendent or dircctor.

Naceauntabilily

REPRESENTATIVES IN THE PROCESS:

The most difficult part of monitoring is the need to focus energy where
it will do the most good. For example, it would be wasteful if cvery

netwark local unit of NARC attempted to set up a lobby in Washington, D.C., to
influence legislation at that level. Instead, cach local Association could
serve on a network when NARC's Washington office needs people to con-
tact individual congressmen and senators (which is, we hope, exactly
how the system of ARC units operates). The following arc some approaches
to monitoring that have been uscd: '

A. Level of Power

P
1. Local .
2, State

3. National

ERIC
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B. Population Served

1. Private organiz: tions
2. DPublic

C. Location in Hierarchy
- v

1. Internal monito riﬁg, e. ¢., as a board member

92, External monitoring, ¢.4., a8 a consumer looking in
D.. Authority for Monitoring

1. Standard Setting, voluntary, (AC/MR—I)D,l PASS 2)

2. Standard Setting, légal or involuntary, (Health Dept., Welfare,

Licensing, Zoning) '
This paper looks at monitorir, g as a "vested interest. " Consumers, the
people who pay (funders) and the people who serve (service providers)
have something to gain by good monitoring. Whether one is employed in
an agency, reccives services from the agency or is the benefactor who
pays the bills, a person can monitor. Too often we approach this suljecct
solely from the point of view of the consumer watching, warning and in-
structing the service provider. The consumers are depicted as noble
" souls and the program employees as devious miscreants. No one has a

monopoly on morally correct behavior. Many residential aides, nurses
and administrators have been outspoken advocates for mentally retarded
citizens, risking their jobs to bring problems to the attention of author-
ities or parents, '

vested
interest

More and more service providers arc willing to look at themselves and
invite others in to do the same. Often it is a person in the system that
exposes 2 bad situation. Dismantling institutions may be facilitated more
by progressive superintendents than by demands for reform from the
outside. (The Macomb-Oakland, Michigan experience is a good example.)

1Standards for Community Agencies Serving Persons with Mental Retarda-
tion and Other Developmental Disabilities. Chicago, Illinois: Accred=
itation Council for Services for Mentally Retarded and Other Develop-
mentally Disabled Persons, Joint Commission on Accreditation of
Hospitals, 1975.

2Wolt‘ensberg'er, W. & Glenn, L. PASSIII. Program Analysis of Serv-
ice Systems. A Method for the Quantitive Evaluation ot Human Serv-
ices. Field Manual and Handbook. Toronto, Canada: National
Institute on Mental Retardation, 1973. -
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‘The people most coneerned with monitoring should be the consumers ot

the service. Consumers include mentally retarded persons, the "primary"
consumers, or his parents who also reccive serviees but are "sceondary"
consumers since the help givepAtem is almost always a way to help the
rotarded adult or child, We S\Qould include in this category consumer -
representatives, such as courts, citizen advoeates, ARCs, cte. They're
Also concerned that the interests of o mentally retarded citizen are

satenarded,

In an era of "taxpaver's revolt' it would be naive to ignore the public and
private funding groups who increasingly want to participate in monitoring.
These arve not our adversarices (although they may have been viewed that
wiay), but partnervs. Wouldn't it be interesting to sce the reactions of
people if our press releases took a new approach, devoid of the predict-
able demand for more funds for more services? We could join with
pcople who provide financial support for our programs to move bevond
quality to fiscal issues as well. Are schools that put all handicapped kids
into special education cost-cffective? Can we afford two separate sys-
tems, institution and community-based? Who is respons ible for re-
directing funds appropriated by Congress away from deinstitutionaliza-
tion toward bigger and better institutions? Do monolithic agéneies
ostablished ‘to serve several disability groups achieve that goal? (Many
times we findprograms helping onc group at the expense of another.)

Is Developmental Disahilities working? Why or why not ?

Private funding sources, such as United \Way, need to be told how ef-
fectively their money is being used. Tar better for us as consumer
representatives to lead the way in analyses than for them to make asscss-
ments based on incomplete data.

It is casy to monitor agencies that have clear-cut responsibilities. Tor
example, one agency, ina defined geographic area and clearly desig-
nated as accountable for all mentally retarded citizens of that area, can
develop a system and be accountable for:

° coordinating their own or other agency scrvices;

° monitoring their own and other agency services;

e backup or filling gaps.
This is usually not the case, however, and many agencies may share in
serving mentally retarded persons. Generic agencies like the "Y," Boy
Scouts and others need much help to understand how to be most cffective.

Once edueated they can become very skilled at oversceing their own oper-
ations. :
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"HOW TO™ FOR CONSUMERS:

What follows is a simple listing of ways that consumers, tunders and

. . ~ . -
. service providers can monitor themselves or others.  Some safeguards

should be mentioned. Please don't deny service providers the same
rights vou safeguard for mentally retarded persons. Monitoring need
not be an adversary procedure, You'll get far more cooperation from
people if vou begin by assuming good intentions rather than cvil. Often

the "watchdog" approach to monitoring degenerates into a Machiavellian

approach with the rights of providers trampled on to help mentally re-
tarded persons. Surely it is naive to believe that we ever gained ‘rights
for consumers by denying them to others. [t does matter that a resi-
dential employee has inadequate funds to do the job properly.. It is
important that in a public condemnation of 5 decrepit residential program
eredit be given to those who tried to change it. Assertiveness, yes.
Incisive questioning, yes. Seeing before believing: yes. Facts and
documentation, ves.. But subjugation of one group for the sake of an-
other, no,

¢

Thus, carcfully sclect your committee members. Be sure they know
whose needs are to be met by their work on the committee; those of the
mentally retarded, not their own.

A. DBe in a position to influence others,
1. Form agency boards/advisory committees.

2. Represent vour agency in standard setting groups; ¢. g., United
Community Service, D.D. Councils, etc.

3. Insist on written contracts for services provided. This should
include agreement on the nature and quality of services.

+. Participate in established grievance procedures or propose them
if they don't exist.

5. Gain representation at all levels, For example, an ARC member
at every facility or on a program advisory committee could help
cnsure good programs.

B. Ad Hoc Participation.

1. Legislative hearings, City Council meetings, County Board
meetings.

2. President's (Governor's, Mayor'sy Committee on Handicapped.

3. United Way Fund Committees

L6

safequards
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(.  Title XX 'ublie Hearings,

5. Acereditation Council for Serviees for Menially Retarded dind
Other Developmentally Disabled Persons (AC/MR-DD) public
meetings -~ Developmental Disabilities Group.

(. PFstablish Ombudsperson positions.
D,  Ensure distribution of volunteer forees through:

[. sSpecialization (somebody with skills in finanee, residentind serv-
ices, cducation, cte.)

Division of lIabor. People at national levels (NARC) in fluencing
Acereditation Council for Services for Mentally Retarded and
Other Developmentally Disabled Persons, Developmental Dis-
abilities, federal legislators at that.level; state ARCS at the
next level; and your local ARC at point of service,

to

T raditionally consumers who monitor are viewed as "troublemakers" or
people who look only for problems. This leads to resistance by those
being monitored. If this resistance is innocent, your positive comments
about Whiit vou sce that is good should serve to reduce the barriers. |f
it is resistance designed to hide intolerable conditions, the hooklet by
Bogdan, Obsecrving in Institutions, should be helpful. 3

N

“One last comment on residential monitoring by consumers, Residential

d%ervices are often viewed as the most simple to provide. After all,
"everyone lives in a home. ' This simplistic view may get you into trouble.
it's casy to look at the cleanliness of the residence and not the way people
relate to each other. Parent complaints about missing socks in the
laundry take on cxaggerated importance, and the quality of social life
becomes diminished. The temptation ‘;o‘recommcnd bulk food purchase
and turning off lights to save moncy becomes irresistable, but often
ignores vealities like the exposure of residents to community by buying
at the local grocery store or the insignificant percentage of costs saved
through such efforts (personnel almost always accounts for 75% or more
of the costs). Encouraging providers to go pick up a donated pool table
may be unrealistic in view of inadequate s:affing levels.

"HOW TO" FOR FUNDING SOURCES:

Whoever pays the bills commands a lot of power. You have o right (and
responsibility) to know why a service is provided, how much it costs,

‘.

Bogdan, R. Obscrving in Institutions. Syracusc, New York: Humgy

Policy Press, Syracuse University.
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who doew what 10 Wheypy, wheth sy ey how i oy, Your fools inelude
policy muking AUtho gy on hoa "(ls, :lutlu)l'l[f_\' to pire or five e exeeutive
officer and cleat lingg of authoripoypd Tespongipility. This qn be done
through:
1. l"i-“‘t(,‘(ll’ ﬂ_lln‘ini\:[l':]ti\'c (Ul(l l)l:()',,';r:l”l ”“(li[.\j h()th H(‘h(‘(l\ll(l(l '.“l(l
impyromptite
a. pxternal - _.\(.(;l'udilillinn C(,un(’ll or §ppvices for Mentally Re-
arded and ogper Develoy enttly Digypled Persons, PASS,
l;,l.Nl)l.:'lx’ Q(_)nsult:l“ts hil'(-(l l).\' l)():u.(“
be uternal = g gditor TePorgye to bouvd, y.apresentation on pro-
crnm Vs py comMitte o membe Cship in local ARC.
5. Hivipe of a0 0mpdspeTson oy eual Advocage,
3. Congumel Sroyy 1jaisons (CopgumClrs O by rd, dappeal proceduresy,
. Becoming t ouy guide 107 thy ygenes | B
msigting M tegyiar hoard muctinf”rs'
. N « Loyt 3 o 100h Y * ot " ‘ A
6. Goetting “(.l of "eud weightn on b"m‘l‘ Pyt jpactive members on
honorary, Doy,

. 9 v t 3 -
7 Witehing out foy. ;,Ucountdnts Wwhe don't tok, yacations,

THOW TO!" FOR SERy1CE PROVpERS:

Be visable and Undegended.  BemembeT that copgumers can help you to:
accomplish goals yoy can't othery,ige 1CCOMDligy, They can speak out o
without fear of TCeriminations Tyay may have great influence with fund-
ing sources, PATticyparly public, \hen PTOgray, staff make mistakes,
as they will, linf?}\’ledgcablc congy mers ¢ put grrors into perspective
for the news media or foT other parents To qeeomplish an open serv-

L/

_ice system reddires, )

A, ConsumeT I’ﬁl'ticip:{ti(m (l)(')th clientS and] I)QI‘CI]L'S).
o . e Qe
1. “ndividual ypitten €Ontry g fOT S€NVices to be provided.
2. facility or program adyigery couneilg

3. Area, depyptment OT diygion udminis‘tration advisery councils,

—
.

:\(_,rcncy or chCUtiVO le\'ul admlnlstrution ([(lViSOl‘y Councils,

5. Governing poard MeMbg pghip and advigory councils,

B. Encouraging extemal MONite ping. .

i. UniveTsity pmcticum stydents-

=

2.  volunteer i yolverment, incmding ARC jiaisons,

N
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3. Citizen adv‘gcatcs. o \

1. AC/MR-DD, PASS, FUNDET, etc.

M:/mdatcd internal monitoring.

1 Visits to residences by all'levels of administrations

. ” -1, .
2, Cliént/parent grievance procedures.

© 3 Interna? affairs committce to review allegations of misconduct

by stat. .r ' make rccommendations to management.

1. Built in safeguatds against abuse or neglect, c.g., st2ff
rotation, regular personnel evaluations, mandatory training,
‘personnel exchanges with other agencics, mandatcd vacations

and relief to prevent burnout of staff.
Megting legal requirements.
1. City inspections - zoning, health, fire. _ .

2. Welfare licensing, health department regulations.

v State méntal retardation office regulations.

3.
. 4. Local, statc protective services regulations.
N LI 1 . .
\ : . SUMMARY: . ‘ . y
= ARCs have historically advqcated for the rights of all mentally retarded
_ citizens. 4 Sometimes they met resistance from the service providers
v AN or had to fight to .'obt:a‘in funds for needed services. The funding sources
o ' have mot always Il‘es'pomiegi kindly to such efforts. .

Y This paper has tried to illustrate’that natural tension which exists among
rnatural ~ . service prdvjders, funders and consumer groups may be either beneficial
tensin .. or.pathological. As long as all groups agree to focus on mentally retarded

e . _persons, we'll stumble through our differences and work together. This
is called looking at the product rather than the process. A few years
ago T watched a'courageous group of counselors, wvocational and residential
employecs try to get their administrators to stop an employee from )
physically abusing the clients in his residence. The administrators as-
tonished these advocates by refusing to intervene. The reason? The
~administrators were piqued because their fellow supe@visor {whose re-
sponsibility it was to monitor and prevent such abuse) was publicly ~ )

arud

<

4Residentia_l Services: Position Statements of the National Association
for Retarded Citizens. Arlington, Texas: National Association for"-
Retarded Citizens, October 1976.
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crabarrassed by the group's revelations. They were more concerned
with process than product.

As consumers, providers and funders let's join together to keep each
other honest.
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Public Institutions

~ Elisabeth Ludeman
- Developmental Center

 GEORGE F. GARLAND

The Elisabeth Ludeman Developmental Center is part of the Iliinois De-
partriient of Mental Health & Developmental Disabiiities and is accredited
by the Accreditatior. Council for Services for Mentally Retarded and Oiher
Developmentally Disabled Persons (AC/MR-DD) of the Joint Commission
on Accreditation of Hospitals. P ,
v /,
METHODS AND CRITERJA USED TO DETERMINE 'NDIVIDUAL NEED. \
FOR ADMISSION: . ' N )

During the past several vears the system for admitting a client to a state
residencial faciljty in Tllinois has gone through coasiderable change. In
the early 1960's referrals were made through many avenues directly to
the state facility.” During this time there were lengthy waiting lists and

. a three tofour year waiting period before residential services could be

\ " offered to th . client in need. However, ‘this was partially due to the fact
that thare were only two state-operated residential facilities for the men-
tally retarded in Hlincis and very few community based programs.

In the late 1960's the Department ~f Mental Health adopted a "zone con-
cept." The state was divided into eight geographic zones. Each zone

was administered by a zone director and had the responsibility of seeing

that appropriate services were provided to clients in need within the
designated geographic areas. Introdaced within the zone concept was the
beginning of a ""case manager' system. This permitted rrferrals for serv-
ices to be made to the zone director. The referral information was then
passed on to the general office, where a central waiting list was estab-
lished for each of the facilities providing residential services to the mentally

zene
concept

1.1
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e . retarded and mentally ill in Illinois. The case manager within cach zone
would attempt to discuss the individual needs of the client with appropri-
ate personnel and family members to determine the best programs avail-
able within that zone prior to miaking a referral to a state residential

reiior facility. In the early 1970's the State of Illinois was reorganized into
seven regions. The regional organization was a modification of the "zone
: concept'’; an added feature of the "region organization'' was that all state

agencies would recognize the same boundaries in providing services.
I'or the most part, this has been done, which allows agencics to work
- more cifectively together in providing services to clients.

The Chicago Metropolitan Avea is one service region, subdivided into
nine subregions, zach of which serves a specific gcographic arca. Each
subregion has services for both mentally retarded and mentally ill, which
provide for better monitoring and followup of services.
Another aspecet of the region organization was the dCSl“’ﬂ'lthh of an indi

. vidual within each region whosc responsibility was to sce that services
were provided to the developmentally disabled, This has helped a great
deal in pinpointing spéeific service needs in cach region.

During this time, in the Chigago area, a central referral agency was
adopted, this being the Illinois State Pediatric Institute which is now the
Nlinois Institute for Developmental Disabilities. This facility would
sereen and complete comprehensive evaluations on prospective clicnts
needing service in the Chicago area. :

- . After the initial screcening, the Institute would then contact the appropri-
ate state facility for possible admission. It was soon recognized, however,
that it was becoming increasingly difficult for a single referral agency to
operate cffectively. This facility was having difficulty in handling the
large case load and was not able to cffectively utilize the numbher of comn-
munity services which were availabic throux,hout the Chicago Metropoli~
tan Area. k

In 1973 the Department of Mental Health was able to abolish its waiting
Jist for admission to state-opc¢ ““ted residential facilities. This was due
to the huilding of new facilities throughout the state, increascd commun-
itv programs and additional funding appropriated for individual care grants
which allowed the Department to purchase care outside of state-operated
‘ facilities.

.‘
o
@
[}
‘
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@
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In early 1975 the Chicago Region also hegan using a easc manager system.
Within this system clients are referred for services te the case manager
within the subregion. One of the speccific responsibilities of the casc

- ) . °
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manager is to begin to deal effectively with the parents and to find the least
restrictive environment possible. to provide the needed serviees to the client.
If it is folt that services needad can best be provided in a state facility, the
ease manager then contaets the Coordinator of Placement for the region who
passes on the referral information to the appropriate residential care facility.

" Upon rceeipt of the client referral at the facility, staff will mcet to review the
referral and begin to determine appropriateness for admission.

The next step is to set up a pre-admission staffing, This staffing includes
parents, 1 representative from the appropriate subregion and an interdis-
eiplinary team from the unit in which the client will reside. This interdis~
ciplinary team inclides a physician, a nurse, a psychologist, ah activity
therapist, a behavior specialist, mental health technicians and any other
appropriate personnel, Llepcndingpn the individual nceds of thq chient, At
‘the pre-admission statfing the final decision s made as to whether or not
the client does need admission, and initial plans are made for an individu-
al habilitation nrogram. Also cstablished at this staffing is the'beginning
of a verv close working relationship between the staff, the parent(s) and
the .elient,  V o

staffing

THE DEVELOPMENT OF INDIVIDUAL PROGRAM PLANS:

Before deseribing methods and procedures of developing individual habilita-
tion plans for residents at Ludeman, I would like to take 2 minute to gen-
crally describe the organizational structure of the Center. The Center is
administered by a Superintendent, with the assistance of an Executive Com- unit cystem
mittec which consists of all the top management personnel. The facility '
operates within a "unit system" ana is divided into five administrative units, _
each funetioning undey the direction of a Uni,t"Administrator (who is & mem-
ber of the Exécutive Committee). The uni;;/is the base of operation, each
unit being comprised of ten homes, eight/fesidents to a home, one neighvbor-
hood liouse and approximately 120 staff who provide direct care, home ‘
management and spécia_lfzed services ,t(/) the residents who reside in the
unit, Approximately 96 staff members are mental health technicians whose
responsibility it is to work directly in the homes with the residents 24 hours
a day, seveap days a week, The remaining staff members are from a variety .
of disciplines and each:unit typically has a physician, ediacators, speech, teams
therapist, nurses, psy%gists, activity therapists, social worker, a
self-care specialist and apfogram coordinator who is primarily respon-
sible for seeing that effective programs are developed and implemented:’
Also, within each unit is a supervisor for each of the homes.

_ Now let us talk about the development of individual habilitation plans and
begin with following a client who has had a pre-admission staffing, and the
decision has heen reached that admission to the Center should take place. -

19
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Wi thin 72 hours after a resident is admitted a post-admission staffing is
held, at which an initial treatment plan is prepared.

Within 14 days after.the implementation of the initial treatment plan, a
more detailed staffing is held and a revised plan is cntered in the resi-
dent's record, in-keeping with the AC/MR-DD Accreditation Standards

and 1llinois Department of Mental Health and Developmental Disability

rules. ' '

At this time all serviees within the unit are répresented and a summary

of theiv eviduations concerning the resident is presented. I‘or éxample:

a psychological evaluation - a hearing evaluation - a speeclxevﬂuqtlon -

a physiecal thnrapy evaluation - an educational evaluation - etc. are pre-
sented. From these evaluations and a discussion with thc home staff and
the parent an initial treatment plan is developed. '

Durine these staffings, short-term and initial long-range goals are set for -
the resident by the interdisciplinary team, which includes the parenl(s).

The team deterimines the basic needs of the resident and pI‘lOI‘ltlACS these
needs. This is a very important part-of developing an individual program
for each resident, The interdisciplinary team must focus on identifying

the developmental needs of the resident and dlwsmﬂ‘ ways to meet them.
Participating team members share all information and recommendations

so a-unified and integrated habilitation program plan is Jevclopcd This
allows the staff to look at the resident as a total person and also allows

all staff to work towards the same end with each resident.

1’o]lowin«T these staffings, all programs on each resident are reviewed at
least once every 30 days in a Monthly Review which is conducted very sim-
ilarly to the post-admission staffing, Various staft members are involved
in accordance with the individual needs of the resident and the programs
which are currently.being implemented. Parents and other invoived rela-
tives or suardians are invited to attend each Monthly Review, as well as

the rch esentative from the subiregion, if progmmmatlcally indicated.

During this Monthly Review each current program in which the resident has
been involved is reviewed and progress noted. Problems are discussed
and treatment programs recommended. Additional goals are established,
or present programs may be deleted or modified, either because they

have not been successful or because staff has succeeded in accomplishing
the goals. _ .

In addition_to the Monthly Revxew, an Annual Staffing is held for cach resi-

“dent. During the Annual Staffing the entire 1nterd1501plm'1ry team must be

present, This team includes the parents and/or guardian and the subreglon

o
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staff representatives. During this staffing long-range gnals are reviewed

and objectives set for the coming 12 months. The evaluation of these pro-

grams in regard to their success, failure, need for modification and so

forth, can be done in a variety of ways. Some of the more traditional means.

of evaluation, such as comprehensive educational evaluations, speech and

hearing evaluations, psychological evaluations, etc. are completed for

each resident and are usually presented at the formulation of the initial individuak
treatment plan and the Annual Staffing. This gives staff updated informa- " programs
tion concerning individual programs. : ' : .

However, in addition to the more traditional means of ~valuating a program,
the individual training programs are reviewed at each Monthly Review.
During these Monihly Reviews the data can be evaluated by staff present
and discussions take place to determine success of the program and the
proendsis for the resident who is participating in that program. It is felt
that this is a very important part of the continuation of the evaluation
process. Should there be need for program modification or change, this

~ can be initiated and followed through as a result of the Monthly Review..

If new programs are indicated the new programs'are then designed by the
specialist in the appropriate disciplines working within .t}‘ye unit, in cooper-
_ation with the home supervisor and the mental health technicians-who work
directly with the resident. In further aiding the staff in the development
of individual programns, a program format development sheet is used.
This takes into consideration relevart aspects ot developing and reviewing
a program which tells at a glance what the specific goals are.
At the Center other means of reviewing' specialized programs or evalu- '
ating program outcomes are also utilized before thev are individually im- human rights
plemented. This is done through review by various committees suchas a
Human Rights Committee and a Utilization Review-Committee. ..Ludeman
has a very active Human Rights Committee. It meets twice each month
o and is involved in the process of previewing any specialized behavior man-
agement programs recommended for the residents. The rommittee con-
. sists of four staff members from the facility and four parents. It is the
" “shit staff's responsibility to present the specialized program before the
Human Rights Committee which then reviews it to ensure that all rights
of the resident involved are protected and offers suggestions to the unit
staff before the program is implemented. The Human Rights Committee
is used as an advisory committee to the Superintendent and to the unit staff
concerning the apprOpriatepess of specialized treatment programs and ' ‘utilization

procedures. review

- The Utilization Review Committec functions to evaluate each unit's ef-
fectiveness in providing adequate services and appropriate programs,
" according to the needs of each resident. This committee looks at the total

1_5 |
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needs of the resident and ensures that recommended habilitative procedures
are being implemented. - If a program is going to succeed, it must be sup-
ported by the interdisciplinary team. Additionally, the daily implementa-
tion of each resident's program by the Mental Health Technicians is criti~- -
cal and must be consistent to ensure the successful development of each
resident.

Programs are carried out within each unit and/or within the individual
home where the resident lives. A homelike setting is beneficial in de-
veloping normalized programs which include the development of appropri-
ate behaviors, sclf-care skills and social development. This is not to

. say, however, that the residents are not involved in specialized programs;

in fact, most of the residents in each unit are in some type of a special
cducation program cach da; - an activity program - 2 speech program -
or other types of specialized programs, depending on the individual needs
of the resident. '

Ludeman, upon being surveyed by the Accreditation Council, has been
accredited for the past two years and, upon a recent resurvey, was reac-
credited for an additional two years.

Now that the resident has been taken through the various stages of program
development, lét us take a look at a typical day at Ludeman and some of
the programs in which a resident is involved.

AN OVERVIEW OF VARIOUS SERVICE COMPONENTS ASSOCIATED WITH
THE CENTER, ALSO DIFFERENTIATING BETWEEN THOSE. SERVICES
PROVIDED THROUGH OTHER SERVICES: '

When the Ludeman Center was constructed, it was constructed totally as ~
a subdivision to become an integral part of a south suburban community

of metropolitan Chicago. Park Forestis a progressive village of piore
than 36, 000 people..When the State of Tlinois Department of Mer.cal tealth
decided it would like to build a facility in the Park Fozest drea, repre-
sentatives approached the village trustees concerning available land. As
a result of these negotiations, the village agreed to welcome a state facil-
ity for the mentally retarded in the center of their community. The L
trustees were impressed with the architectural drawings and the overall

program plans that had been developed for the Center and felt this Center .

would blend nicely into their comn‘\unity'.
The Center does not have a_powcr'plant or central dietary complex, as
exist in most traditional state facilities. These types of considerations
were well planned prior to its construction. As the facility was developed
as a subdivision, each home or living uait is totally self-sufficient. Each
home is supplied with gas and electricity from public utilities and receives -
its own electric and gas bills.
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The food service is contractual and food is provided to each home, much

in the same style you would receive while taking a lengthy airplane flight.
The food is delivered daily in portion controlled packages and is then re-
constituted and served family style in each home. Technicians are able to /
eat with the residents, allowing for training and modeling to assist in de-

veloping good eating habits.

fuod
cervice

The Center also contracts for pharmacy services. This allows for an in-

® dividual unit dose prescription for each resident. No prescription at the
facility may be written for more than 30 days. This ensures that all pre~
scriptions written for the resident must be reviewed by a physician and,
in some casecs, the interdisciplinary team, at least once every 30 days.
This system has helped in solving various medication problems so many
facilities sometimes encounter.

pharracy
service

. Additionally, the Center does not have central housekeeping staff, and
therefore, must contract for its housekecping service. .The housekeeping
contract provides daily cleaning services for the large administrative build-
ings and a service to each home once each four months:. This service is
a very thorough cleaning, such as stripping and waxing the floors, wash-
ing the walls, etc. which is in addition to the regular routine cleaning
which is done daily by the technicians.

housekeeping

Another major and innovative Step in providing services to the residents

is that each resident who is capable is taken downtown to shop so as to
help select his or her own clothing. Clothes are purchased in the same
manner you would purchase your own. This allows residents to be dressed
much more appropriately and in current styles.

clothing

Also, since laundry is done in each home, this allows the staff and resi -

) dents to take better care of and keep better track of the clothes. .
The Center does not have a hospital or a medical/surgical building. There
is, however, a ten-bed Health Center, which provides basic first aid mea-

- gures and short-term éonvalescence for common illnesses and injuries.
Beyond that, the resident is transported to a local community hospital for
treatment, which helps assure the residents of receiving the highest qual-
ity medical and nursing care. :

medical
service

Additionally, since the facility is located over 60 acres of ground, there is
ah enormous job of providing adequate grounds maintenance. The Center
has found this service can best be contracted for and, therefore, the grounds
maintenance, lawn care and snow removal is handled by a contractor.

L7
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The village of Park Forest also plays an important part in providing

direct and indirect services to the Center, its staff and residents. Some

of the security is provided by the police department of the village of Park
Forest. As the Center is part of the village, the police do patrol the
strcets, providing sccurity as they do any other arca of the village. Tlow-
ever, for hours throughout the night and in the early morning, a cont;glctual
agreement was established with a security agency *thch affords the resi-
dents and staff even more protcctlon during these hours.

’I‘he village also provides the Center with an excellent fire protection pro-
eram. The Center fire alarms arc hooked directly into the Park Forest
system and should assistance be needed from the fire department, they can
be at any location within the Center within approximately threce minutes
after the alarm: has been sounded. The fire department has continually
assisted us in training staff in proper fire prevention methods and in sur-
veying the bunldmns to make sure we are meeting the neccssary fire codes.

Additionally, the fire department provides the Center with a paramedic
program. The ambulance can also be at any location within the Center
within approximately three minutes to transport a resident to a local com-
munity hospital, if necded. §

#

-

Another program and service provided to the Center and its residents is
the Foster Grandparent Program. This program, totally funded by the
Federal Government, provides a scrvice that hencfits many of the resi- .
dénts individually. At the present time foster grandparents' services are
provided from two surrounding counties - Cook County, which cneompasses
the Chicago area, and Will County, just south of Cook..

The Center also provides for religious education experiences through con-
tractual services. This service is called SPRED, which stands for
Special Religous Education. This is a division of the feligous cducation
program of the Archdiocese of €hicago. SPRED utilizes only volunteers -
is interdenominational - and attempts to prepare residents to he able to
attend appropriate religous services within the surrounding community.
Due to the enactment of public sehool legislation relating to special educa-
tion, many of the Center's rcmdcnts are attending schools within the sur-
roundm<T communities. '

The Center provides needed central or specialized services to the residents.
These include: physical therapy, dental, tonsorial, audiology and a large
supportive role from our engineering scrvice. Even though the Center has
contractual agreements for glass replacement, plumbmg, carpentry, etc.,
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it is Engineering's responsibility to see that the homes operate efficiently
on a day-to-day basis. -Therefore, all minor repairs and modifications
are handled by Engineering.

Another integral service provided is smd training and development. All otaff
staff working in the direct care area must complete an extensive training developnent
program before being assigned to work directly with the residents. This

includes 120 classroom hours and 400 hours of on-the-job training. This

type of training is required as personnel advance or receive promotions

while working at the Center. This extensive training helps to assure that

the residents are receiving quality care, training and education from the

staff. Many instructors utilized also work directly in the unit, which al-

lows them to have first-hand information ‘and teach from current experi-

ences as well as theory. '

As has been explained, the Ceuter does have a variety of contractual serv-

ices and must rely heavily on the community around it. It is felt that by

utilizing these types of contractual services the Center is able to operate

more efficiently. It allows for a more cffective management of affairs in

the direct care areas; in other words, those areas providing direct care .

to the residents. Because of this, approximately 85% of the staff is as-

signed within the five programmatic units. Contracts are bid annually

on a cmpetitive basis and have an option renewzl for one year if all as-

pects of the contract remain the same.

TIE SOURCES OF FUNDING

The Elisabeth Ludeman Developmental Center is a state-operated facility;
therefore, the budget is totally dependent upon State of [llinois tax money.

However, the Center does receive some funds through federal grants - N
these being Title 1, Qpemal Education Programs - The Comprehensive

Employment and Training Act, as well as the Association of Rehabilitation
Tacilities, which provides additional funds for staff training and develop-

ment.

The Elisabeth Ludeman Developmental Center was recently certified as _
an intermediate care facility for the developmentally disabled by the TCF /8
Illinois Department of Public Health. As a result of this certification :
the Department of Mental Health and DeveIOpmental Disabilities will be
receiving matching funds through Title XIX of the Social Security Act from
the Federal Department of tlealth, Education and Welfare,

N : _
In Mlinoig the’ Depqrtf‘\lont of'PubliQ Aid is the monitoring agency, and to
receive certification ﬂle facility must meet the standards for licensure
of intermediate carg\”;cdltles and have a licensed nursing home admin-
istrator on the staff.

149
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As of this time, it is undetermined how much the exact yearly reimburse-
ment will be as a result of Ludeman's eertification,

in regnrd to strategits related to program development and asscssment,
it is recomimended that you request to participate in either the AC/MR-DD
Accreditation survey or the Intermediate Care Facility Certification sur-
vey, or both. Just participating in thesc two surveys gives and provides
each faeility a tremendous-amount of insight into quality of programs and
over: 111 services heing presented to the residents. This provides a mo¥e
ob]ec,twe viewing of programs and scrvices and provides you with invalu-
able information as to where, when and how services and personnel need
to be ungraded and added. Therefore, it is :{?commended that even if it
is felt acereditation and/or certification standards ecannot be totally met,
a survev should he requested, - :

THE RELEVANCY OF FEDERAL, STATE AND LOCAL LAWS,
REGULATIONS AND ORDINANCES AND CODES UPON THE OPERATION
OF THE FACILITY:

The establishment of local, state and federal laws, regulations and codes
had the most impact prior to the construction and implementation of the
Ludeman Center. The facility was built with the intent of becoming ac-
credited and providing the highest quality programs and scrvices possible
to the retarded. The impact of these regulations and codes has been
posit.ve and helpful in maintaining a most unique physical plant and for
the Center to continue to be able to provide quality services and programs
to the residents. Certainly those rules and regulations affecting the
Center the most are our own Mental Tlealth Codes and Department of
Mental Tlealth and Developmental Disabilities rules and regulations; right-
to-treatment suits issued in Cook County; the AC/MR-DD Standards;
Minimum Standards, Rules and Regulations for Licensure of Intermediate
Care Tacilitics for the Dcvelo;)mcntally Disabled; public gchool legisla-
tion; and state and national fire codes. ‘

" To summarize the history and development of the Ludeman Cer}ter' and its"

programs, a slide presentation will conclude my part of the program.
Following the question and answers session, there are hangduts for your |

information which include the Monthly Review format, the Annual Staffing
format and the Program Development format.

P20
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] Group Homes

Pennsylvania ,Department' of
Public Welfare

e ad

MEL KNOWLTON

The Pennsylvama Office of. Mental Retahxlatlon has consxdered various
alternatives for providing the mentally retarded citizens of Pennsylvania
with living situations that will enable each individual to reach his or her
maximum social and developmental potential. With this goal in mind,
the following is an outline of the residential priorities of the Office of
Mental Retardation: ' '

Priority I - Support Services Necessary to Keep a
Child at Home with Parents or Adults leina‘ Inde-
pendently:

1. Public Education, pre-school training, vocational training;

2. - Family training and education; o '

3. Family relief or respite care;

4 Homemaker services -

e Babysitters, . ' .
e Family aides, )
e Homemakers;

" Visiting nurse services;

(2]

6.  In-home support (developmental training);

7. Transportation;
8. Leisure time activities;
9, State or federal financial subsidy to parents.
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‘The Offj .o of Mentaj R-cmrdation funds all the preeceding support services,
except for aumbers and 9, thl‘Ough a program éalled "Family Resource
Serviceg, The devel0 ment of theg programs ig pased on priorities set
by-the. aounties And cgptingent on the availability of funds.

family
resaurce
services

county ppiorities anq pnding availyyility determine the cxtent to which
cach Suppoft service Cntegory is qeyeloped. .

priorygy IT - Agoptive ang Foster Homes

Adoptive gnd foster yomes OT chilgren offer the same fype of home en-
vironmept as would o natural hoy ., Whereag we consider adoptive
homes ;g being S¥Nopymoys, Wwith the natural home, we view foster -
pomes o4 providing o ortunities jop foster pagents to get acquainted

- with megtally Tetardeg chidren begore eventually adopting them. All

of the gy por't S€IViceg available i prioTity 1 ape also available to v
adoptive and foster DarG“ts' ) .o ; . -

f ’

Priorjty 111 - ColmmUDlty piving Arrangements - -

In Apri] 1972, the pennsylva_nia Departmcnt of public Welfare (DPW)
initiateq the COMMup; Living Arpongements Program (CLA). Though
the CLA contilUim of residential services was pased on the residential
continuyy developeq j, OmMaha, Nepraska, in the late 1960's, it was
somewh,t reviSCd to be more Pennsylvania Specific.

. ]
resijuntial

continus

In conty,st to the 1.4 million dollg - pudget for the first year of the CLA
. Progray,, the budgeg or the Present fiscal year is 16.1 million dollars.
This program CUTreny has over g 200 people in residence and has

served gpothe’ 1,20 indi"lduals who have left the program to live in-
dependgptly in the Qommumt}’ or ty move back home With their families.

The Peypeylvania Cpp Program ig 100% State deficit funded with the
basic f,ding being g¢qte dollars, rhough far Jegs than t}ig state monies
earmapyed fof the oy s Pro8Tam, , souree of outside income -is-Tesi-
dents' yoom and bog g payments derived Primarily from their Supple-
menta] Security InQOm'e (SSI) beneﬁts or-.from any other source of in-
come, providers eurr’ently charge residents an average of $130 a
month g5 rooM and ‘board' Of coyrse, those residents who lease their
Fwn apartments directly from a Jy,dlord may pay more than this amount.

state
.. diliars

4

/The Cy 5 Progtam jg progdMm funged; that is, each agency providing
gresidential ser'Viceg recei..VeS an gppual cash grant on a quarterly basis
fromw the counties. mpe provider agencies receive the first guarter

~
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at the beginning of the fiscal year; however, from the second guarter
they bill the county monthly for approved line-item expenditures.

Initital funding is predicated on the submission of a residential services

plan by the county. After approval and funding of the plan, the county private
may decide to provide residential services itself or contract with a pri- providers
vate provider. With a few exceptions, counties in Pennsylvama elect to
contract with private providers, most of which are non—proflt We do
allow counties to contract with profit-making providers. At present we
have two such providers in Pennsylvania. N

‘After the counties receive notifieation of available funding, they may re-
quest private providar agencies to submlt applications indieating their

’ willingness and ability to provide the necessary residential services.
Actually, a questionnaire based on the sophisticated instrument, Pro -
gram Analysis of Service Systems (PASS)is used to -
evaluate CLA programs. The approved application is all that is neces-
sary for a private provider agency to receive funding. It need not have »
private funds, staff or a facility.

assessmend

Also tied into the residential funding, beginni-z July 1, 1976, is the auto-
"matic funding of 0% of the cost of vocational (workshop) training for -
residents entering newly funded CLA programs. The county is regpon- .-
sible for the remaining 10% of the cost for this training. o

The following three major criteria niust be met to receive these voea- - . yycational
tional training monies: . ’ ) training

e All residents must attep. day programs outsiue their living
accommodations; N

?k , e To the greatest possible degree, natural parents and/or
' the family should be kept involved in the vocational dt,velop—
ment of the TLA re51dent and :

e Recause of our concern with demstltutlonallzatlon and pre-
ventivii of institutionalization, we ask that 507 of the CLA
residents be from public or private institutions and 50%7
from the community.

The CLA Program was developed to provide a continuum of community-
based residential services as alternatives to institutionalization. This
_ ) continuum for residents of all ages and functional levels is as follows:

e Developmental Maximation Unit:

& .
> : Medically complex or multi-handicapped individuals live

_
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in this type of CLA Program bccause they need spccml medi-
cal care along with basic developmental training,.

Intensive Habit Shaping: .

To aequire adequate personal-care habits and to change
severe behav1oral problems, severely and protoundly retarded
persons live in this type of program but only on a temporary
basis -- upproximately 12 to 18 months.

Structured Correctional:

Difficult-to-manage retarded nersons, especially those with
anti- social behavior, participate in this type of program.

Child Development:

The primary goal of community placement for retarded in-
dividuals ranging in age from hirth to approximately 18

is to provide hoth developmental training and also the teach-
ing of skills normally learned at home.

Adult Training:

Retarded adults -- aged 18 and over -- participate in this
CLA program to develop and, if possible, to master the
social skills necessary for integration into the mainstree
of the community.

Adult Minimal Supervision:

After having developed and mastered the skills nceessary, for
integration into the community, this type of CL4 program en-
ables: retarded adults to have minimal staff assistance before
moving irnto completely independerl‘t,,living situations.

Family Relief:

This kind of CLA pregram offers an alternative to institu-
tionalization for persons who require shorf-term emergency
or relief care for their retarded family member(s). .

Regarding the cominunity residential cituatior most conducive to it per-
son's development toward his or her greatest potential, we consider -
as emphasized earlier - the natural home for children and independent
living accommodations for adults ai‘bem" our first priority. Neverthe-
less, since many individuals with special needs have not been able to
have these needs fmet through living either in their natural homes (it
children) or in indcpendent living situations (if adults) we developed
supervised resi al alternatives.
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In our early vears most of these settings were group homes for six to

eicht residents and an appropriate number of live-in staff. Eventually, children's
however, many group home providers recognized the need o expand . ’;"ar‘tnent
from eroup homes to smaller and less restrictive residential settings. T
While providers of adult group homes were largely responsible. for ini-

tiat'ng this imovement, providers of children's programs scon folowed,

with Mercer Countv ARC implementing the first children's apartment

!51*(>g"1‘:111‘1 in Pernsyivania,

This trend has caused a dramatie change in the overall appearance of

the CLA Prour un, For instance, in the {irst two years of operation we

funded 100 group homes and only 5C apartinents; whereas, in the pasi : . ]
fwo and one-half vears we have implemaented over |00 apartment and .

gmall bote prograrms and onhy 25 groun homes,

* Since our providers have denionstrated that they can provide better serv-

ices in smaller, less restrictive environments than are found in group - group

., P yr
hames, we prefer to fuhd few new group home programs. As regirds ex- hyres
isting group homes, we have no policy to phase them out. The future of

“oroup homes, however, would secem to fall within the following parameters:

e To provide residential services as originally approved and

' funded:

. To provide residential services of a more specialized
nature; '

e To serves as core residential programs to less restrictive
satellite residential prograims;

e To be sold or leased to other agencies providing services for
non-retarded individuals vho have special residential needs.

Priority IV - Nursing Homes

_ This type of living situation is for the aged ';ncntally retarded individual nursing
who has no other more appropriate (or available) residential alternative. - . hones
Priority V - Institution ‘

When the social services system doesn't offer the preceding four prior-

g « N . N . . N . . inctitutione
itics, the public or private institution would be a residential alternative. inctitutions

The following secction discusses the Pennsylvania Base Service Unit fiinc-
tion, Mental Retardation Unit function and the procedure to placc individu-
alg in CLA programs:

| O ' s
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At a minimum, the Base Service Unit, a component of the County Mcental
o ) Iealth/Mental Retardation System, performs the following functions:

® Intake study;

* Referval;

' Development of an individual comprehensive program;
o - Coor(ligjltion of client scrvices; and

) Monitoring of clicnt service.

The Dase Service Unit may deliver the service cither directly or through
arrangement with other resources; however, the Basc Service Unit main-
taing responsibility for cnsuring continuity of program for cach client

by coordinating resources toward that end.

The Mental Retardation Unit, a component of the Basc Scrvice Uait,
provides the above services to individuals with mental rctardation. This
: specialized unit has cxpertise in the provision and delivery of these
ot services and develops long and short-range goals and program plans for
every life sphere. C )

" procedures for placement of an individual in the CLA Program include:
' Referral of the potential client to Base Service Unit/Mental
Retardation Unit; : : ' -
. Base Service Unit/Mental Retardation Unit intake and client
intervicew; :
e Transfer of curvent evaluations and records;
Id . .
-9 Base Service Unit/Mental Retardation staff mect to develop .
individualized nrogram plan; G

e Referral to the CLA Program; .

° Mecting of Basc Scrvice Unit/Mental Retardation Unit staff,
project divector and potential resident managers;

) Interview with client and all involved persons;

' Client's .trial visit for a minimum of onc evening and one

weekend;) ' '

Communication to set up day program for the client;

- ° Meeting with Community Living Arrangements staff ard Base
qerviee Unit/Mental Retardation Unit staff regarding linal
deceision; ’

Q | h ‘ ‘ . M
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e Placement if apbropriatc; and

' TFollow ap and involvement of agency, institution and/or
family in the client's program plan.

Many of the above activities take place in a simultaneous, rather than in
sequential, order. This allows the greatest degree of cooperative plan-

ning.

-

The client and/or his legally appointed g'uardian are involved in each aspect
of this process. Decision making by the client takes place at each step.

before ending this overview of the CLA Program, a kéy issuer- account- .

ability - merits emphasis. Because the CLA Program of Pennsylvania accountability
each year has its own identity in a specifie leg‘lslatwe appropriation, it

is critical that we demonstrate the highest-amount of quality at the lowest .

possible cost. To accomplish this end we have developed the following

three accountability mechanisms:

. Indlv1dudl Assessment through the Use of Assessing Basic
.Competence, an instrument specifically developed for: the

CLA Program;

' Program Assessment through the use, of Program Anal-
ysis of Service Systems (PASS);and -

w
[ ]

e Fiscal Accquntablllty through the annual use of a fiscal audit
format that staff of the Pennsylvania Auditor General's Office
designed specifically for the CLA Program.

As regards the future of the CLA Program and the role that the Pennsyl—~
vania Association for Retarded Citizens (PARC) will play in that future,
we envision that PARC -- so instrumental in the initial development of
the CLA Program -- will have the even more important role of monitor-
ing and insuring that the "system' being used enhances the quality of life
for mentally retarded citizens of Pennsylvania.



125

A Commijnity System

Eastern Nebraska Community
Office of Retardation

BARRY LAMONT ‘ ‘ .
This presentatlon will glve an overview-of the Eastern Nebraska Commun-
ity Office of Retardatlon (ENCOR) service system. Brief overviews will
be given pertaining to eligibility criteria for service and prog’ram com-
ponents within ENCOR. The main emphasis will be on the management
model for the ENCOR Residential Division. How and what type of resi-
dential services are provided, funding sources and issues’ surrounding
them will be discussed in relation to residential serviceg. In addition,

 a brief deacrlptlon of reguiations, standards, codes, laws, etc. that af-
fect the operatlons of ENCOR's R031dent1al Serv1ce° will be presented.

ELIGIBILITY FOR SERVICES

ENCOR is designed to pr0v1de services to mentally retarded individuals
in a five-county geographic area of Eastern Nebraska. The criteria for
services is met by a diagnosis of mental retardation as the primary
disability. In addition to the major disability being mental retardation,
the individual must be a resident of the five-county area in which ECOR
provides services. However, inter- institutional transfers from other
states, when families move to the five-county ENCOR area, will also he
considered for services. Only when all service needs are me! from the
five-county area would services be considered for peérsons outside the
catchment area for ENCOR ‘

The process of obtaining services for md1v1duals has been through in-~
quiries to the agency's Guidance Division. Once inquiry has been made
an advisor is assigned to assist in completmg application forms and
collecting the proper. information to determine eligibility. Again, the

h
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main question for eligibility is mental retardation which can be determined
through review of current psychological cxaminations. In addition, rcsi-
dency within the five-county area is also considered. If there are no
current psychological evalyations, appointments will be made with generic
services within the community to provide an assessment for the prospcce-
tive client. :

The inquiry should provide a basic profile of the pcrson who is scekKing
services from ENCOR. Further profile information will be collected
through the use of other professional evaluations such as medical, be-
havioral, speech and additional specific areas according to the person’'s
basic needs. Not all prospective clients applying for services will be
evaluated by speech, occupational or physical therapists. Only those
clients who, through physical and psychological examinations, have been
identified as potentially needing service in specialized areas such as
spcech, physinal therapy, etc. will be evaluated by those professionals,
The inquiry als» determines from guardians, parents and the mentally .
retarded individual what they consider to be their service needs.

apafile
projieg

inf ratin

Once this profile has been completéd and a needs assessment-of the in-
dividual outlined, the advisor and additional professionals from specific
service areas will determine if there are services available within the
_community outside the ENCOR system. It has been a main goal, since
sensric ENCOR's development in 1969, not to duplicate services. If services
services are available through generic agencies within the community, those
' services should be sought out and used rather than developing and lupli-
cating such services. In some instances, this may require that profes-
sionals in the field of mental retardation assist generic agencies in de-
veloping service continuums which adequately provide for the mentally -
retarded persons in the community as well as other service populations.

If it is dctermined that there are no other services availaile within the com-
munity that meet the néeds of the client, ENQOR services will then be pro- -
vided, All these services, most prOmir}ent”ly' Residential Services, will be
natural - provided in a least restrictive faghion. It is ENCOR's intent to support,
fong not supplant, the natural home. The best atmosphere for a mentally retarded
. person, or any person, i$ his natural home. If services can be provided
to the family which allow that family to maintain their son or daughter at
home, this service is much more appropriate than removal of a person from
his/her natural home in order to provide services.

In considering least restrictive Services it is importzut to provide only
what is necessary. I'or example, an individual could live in the communi-
ty on his own except that he is unable to balance a checlrbook properly or
.grocery shop independently. it would be overkill to provide 24-hour
residential services to this person. Why not arrange for an advocate or

1:9
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staflf member to stop by once or twice a week to assist the person in
balancing a checkbook and in menu preparation and grocery shopping.
The goal is to provide only what is necessary for the person to live in
the community. ENCOR is attempting this type of scrvice delivery
through its alternative living unit (ALU) program. . ' .

alternative
living
units -

An ALU'is anything the mentally retarded person needs, not just what
the agency has available. 1t is a tailor-made living situation. This

" living situation is designed by the mentally retarded person, his family,
ENCOR Residential staff and other professionals such as psychologist,
physician, nurse, teacher, ctc,

"PROGRAM COMPONENTS

In addition to the Residential Division within ENCOR there arc four other
. divisions or departr1 °ts. Those departments arc Vocational, Educa-
tional. Guidance and ..dministration. The Residential Division will be
deseribed fully in the remainder of this presentation. The four other
departments will be briefly discussed at this time. .

ENCOR is part of an umbrella agency system called ENISA (Eastern “unbrella
Nebraska 1luman Services Agency). Through this umbrella agency, agency
ENCOR receives its administrative services. These services include

Dersonnel, Payroll, Bookkeeping, ‘Maintenance and Transportation

Services. ENCOR contracts for these services from ENHSA and an- .

nually pays the umbrella agency a percentage of its revenues. . This per-

centage is baseéd on the percent of use bv ENCOR of cach service pro-

vided by the umbrella agency.

The Vocational Division within ENCOR provides a continuum of voca-

tional services, starting with the Industrial Training Center (ITC). The . industrial

iTC provides basic skill training in six broad arcas: work skills, ‘ trai”‘f“g
- socialization, academics, self-manayement, communication and com- cen-er
~munity access. The next step in the continuum is Northeast Indus tries,

which provides advanced industrial training in a machine-intensive,

production--oriented environment. This intermediaté step provides for

more complex skills training before individuals move to skilled employ-

ment. From the advanced workshop the continuum flows into Work

Stations in Industry. The agency contracts with an existing industry to

provide specific services on the floor of the in'du'stry. From Work Sta-

tions in Industry the continuum goes to placement into competitive em-

ployment. Staff are assigned to assist mentally retarded individuals

who are cligible for competitive eriployment. Placement staff assist

persons_ in finding 2 job and provide follow-up services to these persons

to assure that thelr transition to conpetitive employment will be stic-

cessful,
159
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The Educational Department provides two basic types of services. Since
there is mandatory education presently enacted in Nebraska, the Public, -
School Systems are recuired to provide educational services to all in-
dividuals regardless of their handicap. ENCOR's Educational Department.
is concerned with educational iptervention for preschool mentally retarded
children. One program is the integrated preschool program whc're the
Iducational Department of ENCOR contracts with existing preschools
within the community to provide services to meutally retarded children,
The agency, in turn, provides additional staff and funds to assist the pre-
school in providing an integrated program. The other program provided
by the Educational Department is a program called CEEP (Coordinated
Early Education Program). The CEEP Program provides home trainers
to visit families in the community who have mentally rctarded children
still in the home. These home trainers provide families with teaching
methods and programs to ussist in helping their mentally retarded son

or daughter to develop.

The Guidance Division provides an advisor to each mentally retarded in-
dividual who is receiving services from ENCOR (many individuals reccive
only guidance service from the agency). The advisor is a lirison for the
mentally retarded person between ENCOR and any generic service agencics
within the community that an ENCOR client may be seeking service‘om. .
One of the main functions of the department is for advisors to act as the
chairperson or leader for an individual's IPP (Individual Program Plan).
This planning process occurs formally once every six months and is
reviewed every three months, or more often if necessary.

INDIVIDUAL PROGRAM PLAN

The individual program plan (IPP)‘_is the tool used by the agency to design

" a program to meet the nceds of each individual served. This is the most

important process that takes place for a client. It is designed to deter-
mine exactly what an individual's needs are in all areas (residential,,
vocational, educatiunal, eic.) and to establish goals accordingly. This
process also nidnitors an individual's progress and, from that progress,
determines further goals or options available for the client.

Naturally, the client is the first person involved in this planning process.
To ensure that all planning and service delivery within the system of
ENCOR follow the principle of normulization, ..entally retarded individu-
als receiving services are the primary concern in any proces:. In ad-
dition to the mentally retarded individual himself, any family members,
guardians or advocates can be participants on the IPP team along with
agency para-professional and professional staff and other community
professionals involved in the person's program. Agency para-profession-

als and professionals would include residential staff who work with the

131
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individual on a day-to-day basis as well as vocational staff or education-
al staff and the individual's advisor, who acts as the chairperson for the
IPP team. Outside professionals may include nurses, physicians, psy-
chologists, nsyechiatrists, cte.

As mentionéd earlier, ihe IPP process is used to develop-goals and re- .
“view progress for an individual. Objectives must be measurable and a
means for measurement established. Manv means of measurement can
be used to determine growth toward objectives, including precision
teaching, daily logs and activity shects.

Data may indicate that an individual is ready for a less restrictive resi-
dential setting. This might involve the individual moving to a smaller
residential setting where he could afford to live bv himself or with one or
two -other roommates. It might also mean that residential staff presently
living with the individual move out and/or provide fewer staff hours to
the client. The reverse could occur if an IPP review showed that the in-
dividual was having trouble reaching specific goals and that a more
structured setting was required. In this situation, the client might move
to a more structured living arrangement or additional staff hours could
be provided in.the present residential setting.

In determining staff requiré‘d for a residential setting, it is the client's
needs that are considered. Any pattern of staffing that best serves the
client's needs is planned for. This could result in a part-time staff for
one, two or three clients or one, two or three staff for one client. " The
tipe.of staff for an ALU is again dependent on the client's needs,

RESIDENTIAL SERVICES

The ENCOR Residential Division provides scrvices through a continuum
of residential programs. The Division is set up on a geographical basis;
i.e., the five counties are divided into specific geographical areas.’
\Vithin these areas one individual, a Residential Coordinator, is in
charge of all residential settings for both children and adults, The
residential settings are divided into clusters. A residential cluster
centers around a core residence. This residence serves as an evalu-
ation center and highiy structured living cnvironment in addition to

being the administrative hub, or mother house, to satellite residential
settings called Alternative Living Units (ALUs). '

ALUs are smaller, individualized, residential locations housing no more
than three mentally rétarded individuals. These settings take the form "
of apartments, rented houses, duplexes, etc. They are most often rented
by the mentally retarded individuals themselves or in conjunction with

132
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Rosidential staft members who live with the clients, Each of the ALUs
is 1 sl residential setting which has been specifically desioned and
stafted to serve the individuals there, '

Since attempts are made to tailor residential settines to speeifice individ-
wils! needs, none of the 95 residential locations ENCOR provides are
exactly alike,  The differences are due to the speceifie service systems
each location has developed to nicet the needs of the mentally retarded

persons living in these residences.

The residential cluster-is managed by a Residential Manager, with as-
sistance from two to three assistants.  Assistant Managers have specific
responsibilities for management and monitoring of either the core resi-
dence or the administratively attached ALUs. The numbevr of ALUs at-

ached to any one core residence determines the number of Assistant

Vinavers operating within that residential cluster.

The residential cluster makes up part of a residential area. In all resi-
dential areas there are at least three, and as many as six, residential
clusters. These clusters are supervised by an Arca Coordinator. The
Aveu Coordinator acts as a monitor for his area as well as 2 resource
person for the residential staff. The Residential Coordinators are re-
sponsible to the Direetor of the Residential Division. i

The Division Dircetor acts somewhat the same as the Residential Co-
ordindtoxs do in monitoring all of the residential areas and serves as
a resource to the Area Coordinators, in addition to maintaining ad-
ministrative data and providing management necessary to maintain the
Division.

MONITORING

The ﬁlgst»'important part of ENCOR's Residential Division is the moni-

/toring function. Monitoring is done in a variety of ways. The most

.

brisic and common monitoring activity in the svstein involves visits by
residential staff to residential settings.
o Fd

On a residential cluster basis, visits are provided or completed by -
Assistant Managers and the residential cluster manager. Visits occur
no less than one per weck to every residential facility within that cluster.
These visits include a review of all administrative paperwork plus a
survey of the living conditions within that residence. The monitoring
supervisor also provides any vesources necessary at this time and as-
sists the residential staff in problem solviag or in acquiring tha appro-
priaté professionals to assist in problem areas. addition te on-site

46y . o ' )
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visits, the residential staff have a cluster meeting cach week to dissem-
inate information within the system, The cluster mectings and site visits
ave documented in "contact reports™ and minutes which are provided to
the Arca Coorvdinator, '
The Arvexn Coordinator, in turn, provides exacetly the same type of moni-
toring, visiting cvery residential lecation within his vr her arca at least
once every three months. The Coordinator must visit all core residences
in his area weckly, writing contact reports on cach visit. These are then
provided to the facility visited and the Residential Division Director. In
addition, weekly arca meetings are held by the Arca Coordinator with his
management staff to disseminate any information upward or downward
through the system and to provide @ forum for decision making and prob-
lem solving on an area level.
The Residential Division Director holds weekly mectings with the Resi-
dential Coordinators to disseminate inform:tion within the system as
well as to develop division policics, proccdurcs, cte. The Dircctor also
makes unannounced visits to any residential facilitics within the system
like the Residential Manager or Coordinator, Ilc monitors and acts as a
resource for the residence staff and clients,

FUNDING

The ENCOR Residential Division reccives funding from four basic sources:
federal funds, state general funds, county and municipal government funds

and fce schedule pavments from primary and sccondary consumers. . These
four basic aveas will be briefly described.

The federal funding sources include Title XX, federal grants and SSI
monies. In addition to these funding sources, the agency is nresently in-
volved in determining eligibility and acquiring Title XIX funds. The
major funding source for the agency and the Residential Division is

Title XX payments.

State gencral funds are provided through the state's Office of Mental Re-

tardation which acts as a monitoring, consulting and funding body at the
state level for all regional comriunity-based programs. Annual budgets
are submitted to the Office of Mental Retardation wherc funding alloca-
tions are determined for ENCOR as well as the five other community
service regions within the state. State general funds, through the Office
of Mental Retardation, are the second iargest funding source for ENCOR.

The county funds provided to ENCOR arc paid from cach participating
county and are determined by the separate County Commissions. An
inter-local agreement was originally written which stipulated funding

{34
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maximums and minimums for the participating countices. These county
funds are used mainly as matching funds for state and federal monices,

Fee schedule payments by primary and sceondary consumers are the
_ ‘ fourth major funding source within ENCOR. Fec schedules ure deter-
Teb Ut mined by the state through the Office of Mental Retardation and apply to
secondary consumers or parents. Primary fee schedules involve room
and board payments by mentally retarded adults. At present, these pay-
ments are %175 per month.

in total, these funding sources provide a fiscal budget (1976-1977) for
the ENCOR Residential Division of approximately 2. 2 million dollars to
provide scrvices to 200 existing residential clients and a planned 30
new clients. The ageney, on a whole, provides scrvices to 1,000 men-
tally retarded individuals within the five-couniy arca.

. ,
FUNDING ISSULS K/

Stabllity and dugability of funding is always a concern in social service
svstems. This concern usually results from the requirement to fund
long-term programs with short-term monies. In budgeting for residen-
rial services on short-term money there is always the question: '"Will
v-¢ be able to provide these residential services to clients next year

if our present funding sources modify or change ?"

Stability in the amount of funds provided for residential services is a
concern, since scrvice systems grow a\n_tLas the system grows the amount
of funds required to implement new services and maintain administrative
structures increases dramatically. In addition to the regular growth rate
causing increased costs in residential systems, there is the inflation
rate, which directly affects thc cost of housing, food, utilities, etc.

increased ¢ sts

There arc also problems in funding sources which are earmarked for
specific types of residential services. These specific services often do
not meet the needs of the clients within the system. This often results
fundin: in specialized services being developed or provided to individualg which
criffar;a: do not fit the funding body's criteria for use of funds. This, in turn, re-
) sults in lengthy negotiations with funding sources and apply for excep-
tions in funding criteria to proyide services in a fashion other than their
recognized uses. ¢ '

Many times stringent earmarking by funding agencies creates a situation
in which the nature of the services provided is determined by the funding
sources as opposed to the needs of the clients. ’




O

ERIC

Aruitoxt provided by Eic:

1135
.

Throueh ENCOR's oxperience of developing different residential service
svstems and continuums it has become apparent that funding sources must
he channeled for use in a wide variety of innovative residential services
wither than specifice service types.  An example of the limitations these
funding sources are creating in the provision of residential services is
the very small pereentage of funds available to provide services of a resi-
dential nature in a person's natural home. The ultimate goal of ENCOR
is for all mentally retarded individuals to live in the least restrictive resi-
dential setting possible or, in the case of children, to be able to retum’
o or remain in their natural home. TFunding sources, as they now cxist,
allow for very fow services to be provided in the natural home. In-home
sorvices would prevent the mentally retarded person from having to leave
the home to receive appropriate services. If sources were properly ori-
ented funds could be used in a preventive fashion rathor ihan in specific
residential service types requiring a person to move from his home,

REGULATIONS, STANDARDS AND CODES

There are a multitude of standards and codes and, of course, evaluative
hodies 'to measure the compliance with standards in re51dent1a1 systems
throughout the country. ENCOR is by no means exempt from these cval-
uations. Annually the ENCOR Residential Division can count on a minimum
of six major program evaluations to determine anything from funding eli-
eibility, licensing capability and/or renewal of licenses to accreditation.

"These regulations and standards are derived and implemented from three

basic governmental levels: federal, state and local. "There are also in-
dependent monitoring bodics in existence which.the EN COR agency and
Residential Division participate in such as AC/MR-DD (Accreditation
Council for Services for Mentally Retarded and Other Developmentally
Disabled Pcrsons,)

The federal level involves monitoring to assure compliance with regula-
tions of funding sources. Compliance with such standards and regulations
allows for continued funding from such sources as Title XX and Title
XIX. The regulations cover a wide variety of areas including adminis-
trative, programmatic, environmental, health, medical and safety issucs.,
These evaluations are usually required on an annual basis.
At the state level ENCOR must maintain compliance with life safety codes
maintained by state and local fire marshals, Office of Mental Retardation
standards and regulations and Developmental Disability Center licensing
regulations. These regulations arc sxmllar to those mentioned above,
covering a wide variety of areas,

lisjtations

avaluations

conpliance
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Local regulations involve such things as zoning ordinances which require
us to scck zoning exceptions or rezoning petitions in order to implement
programs in specific areas.s : { (

e )
-~ . .

The impact of these many different evaluating groups and sets of stund-
ards, regulations and codes is quite devastating to the Residential Divi-
sion of ENCOR. This is due to the voluminoug amount of time requived
by staff to prepare for evaluation visits. The data co}lection and organ-~
ization to meet an evaluating group's format -often takes many more hours
of staff time than the actual on-site evaluation. In the long run, this is
detrimental to service provision due to the long hours direct service
staff must put into preparing for the evaluzrtmﬁ groups instead of provid-
ing direct carce to r051dent1a1 clients. Althougfh evaluations and momt\r-
inc of the ENCOR Resulentml System are welcowed 'md enc-ouratred, itis
often felt that a cooperative evaluation by several evqluatmag groups at
the same time would be as preductive in assisting the agency to.develsp
and improve service delivery. Thisxformat would be less time con-
suming and more cfﬁelent for the operation of the Resxdentml System.,

In summary, the ENCOR Residential Division is a highly esmplex serv-
ice delivery system providing a wide variety of residemtial dontinuua.
The sy:tem does work although it is not perfeet, and problems*do oeour
as in all social service systems.

The most important thing to be done by ENCOR in the near future ‘will
be to develop services to support families and allow them to maintain
their mentally retarded son or daughter in their home and avoid the use
of residential services requiring the mentally retarded family member
to leave his or her natural home. Until these types of services arc de-
veloped, ENCOR and other servige delivery systems throughout the
country will always be playing a catch-up game in providing scrviees.
If proper preventive services are initiated, the ugly and presently un-
preventable waiting list for residential services may eventually be
climinated.’ ’

[ il
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Foster Families

Macomb - Oakland
Regional Center

GERALD PROVENCAL

The recent history of deinstitutionalization shows a clear prefercnce for
four types of community residential settings. Rosen and Callan reportcd
in 1972 that the highest percentage of community placements were made
into the homes of the client's parent or guardian. Nursing homies, group
homes and foster homes, respectively, were the next most frequently
selected institutional alternatives.l Two years later Scheerenberger
found%at these same four residential options continued to receive nearly
80 percent of all institutional graduates.2 A significant difference, how-
 ever, was in the area of group home growth. The percentage of people
entering group homes from institutions increased by 124 percent between
1972 and 1974. Group homes represented the institutional alternative
most often turned to, other than the client's own home.

While the number of institutional people finding new homes in the larger
community has been increasing, foster homes still remain the least used
of the major residential possibilities. To put it another way, of the "big
four,' foster homes are solidly in last place.

r

1Rosen, D. :& Callan, B. Trends in Residential Services for the Mental -
ly Retarded. Madison, Wisconsin: Naticnal Association of Superin-
tendents of Public Residential Facilities, 1972.
3

2SCheeI‘enberger, R.C. Current Trends and Status of Public Residential
Services for the Mentally Retarded. Madison, Wisconsin: National
Association of Superintendents of Public Residential Facilities, 197-L.
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That foster homes should occupy such a lowly position is somewhat puz-
o zling, Professionals within the field popularly espousc the normalization
e princinle, and deinstitutionalization is frequently championed as evidence

of this tenet in practicce.

In ke ving wit. normalization, it would seem that the qualities inherent in
a smail foster home would be strongly championed by professinnals.

b Certainly, for children, any comparison between foster home and group
home characteristics must find the former in closer proximity than the
Iatter to the \Wolfensherger definition of n..malization. . .

"Utilization of means which are culturallv rormative as
possible, in order to establish and/or mainlain personal
behaviors and characteristies which arce culturally norma-
tive as possiblce. "3

Rather than promoting foster home strengths, howcver, profcssionals
e frequently turn atiention toward its limitations. The following arc four
commonly attributed weaknesses of foster homes.

@ = Vloster parents can only cope with easy clients.

@ Foste)r parents might give love and good physical care, but
they can't give program.

o [Foster homes are too difficult to monitor.

o It's impossible to find good foster parents.

This linmited acceptance does not appear to be confined to professionals.
When sugecstins to natural parents that their son or daughter might be

~well suited for a foster home, it is not unusual to experience stronger
opposition to this than to any other type ol placement. The following
reason, given by a parent recently for her lack of confidence in foster
care, is representative. "If he can't be cared for in his own home--
and we have tried cver thing--how 2an he be cared for in someonc
alse's home 2"

In the summer of 1973 the Macomb-Oakland Regional Center began a de-
institutionalization project. Basically, the objectives were to move as
many institutional residents as could benefit to the larger community and
to provide community-based residential options for individuals seeking
traditior.al admission.

It was clear from the beginning that if the objectives were to he met
maximal utility of existing resources was a necessity. It was just as

"‘\\‘olfnnsherger, W. The Principle of Normalization in Human Services.
Toronto, Canada: National Institute on Mental Retardation, 1972.
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clear that new modecls of residential service and new approaches to old
models would be necded if the project were to be successful. Agency
studics were subscquently undertaken to determine how to improve upon
the availability, versatility and quality of all operating commuuaity resi-
dential models.

This paper focuses on an innovative variation of the foster home concept.
Specifically, it describes the Community Training lfome. The featurcs
which make this model different fromn the traditional foster home and
provide the basis for its increased potential as an institutional alternative
are discussed in deta“il.

The Community Training Home is a community-based residence built upon
the foster home model. Approved foster parents, or parent, provide room,
board, supervision and in-house programming for onc to three residents.
Additional, and separate, funding is available for the in-house program-
ming which is contracted for by the service agency. The latter provides
case manager and consultative services and requires foster parents'
participation in a skill training program. Written monthly reports by
foster parents provide valuable monitoring tools. '

IN-HOUSE PROGRAMMING

One of the constant companions of-foster parents has always been meager
payment for services. The common inadcquacy of remuneration was put
this way by a New Jerscy woman, '"The mor .y the state pays is barely
enough to manage and does not compensate for the time and attention
(which) should be given to the three new members of (my) family. Ido it
because 1 like it, and I'11 keep doing it until I can't. But don't get ir it
unless your heart is in it. el

The recogrition that payment for services was inadequate, when combined
with the criticisms leveled by professionals that foster parents lack train-
ing and primarily offer only tender loving carc, helped bring about a pov-
tial solution to both-problems.

A separate distinction was made between room, board and supervision
and a new category of foster parent services called "in-house program-
ming. " The expectations of the former three services remained as they
always had been: essentially to provide housing, meals and guidance to
a resident.

J‘Witlow, J. Families help rctarded escape institutional life.
Star-Ledger. Newark, New Jersey, ‘February 23, 1975.
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In-house programming, on the other hand, encompassed an enti rely new
set of expectations. This service can best be described as "training
within the home given by the foster parent to the client resident." The
focus of training is determined by the individual needs of the resident and
must be complementary to other active programs. Specific behavioral
objectives, linked to habilitative goals, are sclected by an in!terdisciplin-
ary team for each resident, and these objectives are determined only
after reviewing all of the client's needs.

" In addition to the designation of certain training cbjecti ves, behavior-

ally specific methodologies leading to each particular objective are pro-
vided to the foster parent. Tucse methodologies are individualized
and are written in non-technical language. '

it is essential to emphasize the fact that all persons in community place-
ment are actively involved in daily activities outside the home; i.e.,
school, work, sheltered employment, prevocational training. These
day activities are seen as carrying the primary responsibilities for
formal program, with the in-aouse programming concept viewed as a
complementary supplement. As a result, assuring a positive inter-
rclationship between the client's life within his or her howie and com-
munity is on extremely important part of the case manager's respon-
sibility.

Flunding

Séparate funding sotnirces and mechanisms were arranged for, in keep-
ing with the distinct categories of foster parent service. The result was
that payment could be made at the usual rate for room, board and super-
vision, with an additional amount made available for in-house program-
ming. -

Wkile budgets vary, & simple description of payment to the foster parent
follows: )

Room, board and supervision costs &rc coverec for all Macomb-
Oakland Regional Center clients by Supplemertul Secaritv In-
come (SSI) grants. There are two possible ievels nf SSI payments,

~ depending upon a particular client's level of n2ed: $7.62 per dav
for a client “equiring domicillary care and $9.95 per day
for a more involved individual requiringpersonal care.*
(Virtually all clierts receiving in-house programs require the
personal care level of service.) In order to receive the care
amount specified the foster parent must satisfy the room, board
and supervision expectations stated previously.

*These figures represent typical costs as of July 1976.
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In-house program contracts are written for amounts in addition to that
paid for the provisions of domicillary or pc;rSOnal care.

A typical in-house program contract will call for the foster parent to

spend two hours per day working on four predetermined individual client
oojectives. Payment for the two hours spetit in program is made at a
standard $2.50 per hour rate or $5.00 for the day. This daily $5.00,
added to the typical $9.95 for room, board and supervision for an individu-
al with a personal care level of need totals $14.95 per day, or approxi-
mately $105.90 per weck.

Contract Agreement

In order to assure clear understanding of responsibilities, a contractual
agreement is drawn up between the agency and the foster parents (See
Appendiz I). The contract includes all areas.of service to be rendered

the client and purchased by the agency. Specific habilitative objectives
are a part of the program contract as well as the daily amount of time ex- -
pected to be spent on each. Of course, the responsibilities inherent to
room, board and supervision are also’ part of the agreement. Exact dollar
amounts to be paid the fostér parents, as well as community programs

the client will participate within, are part of the contract. While individu-
al objectives are reviewed no less than monthly, the total program con-
tract is renewable on a yearly basis. Contracts may be dissolved by
either party at any time. A '

EXPANDING FOSTER PARENT SKILLS

In an attempt to extend the foster parent's ability beynnd the focus of
"tende - loving care, "' formal education and training prog ‘ams were esS-:

 tablished.

The degree of emphasis given to preparing foster parents for their job

in the Macomb-Oakland Regional Center model appears to differ signif-
icantly from many deinsiitutionalization efforts. - The American Associ-
ation on Mental Teficiency's Mental Retardation publication helps in
recognizing this difference. A veview of the periodical, over the past
five vears, reflects a better than twenty-to-one interest in preparing
the client to move to the community in cortrast to preparing any of those
people (uaturél, foster, group home parents) to receive the cliert. While

. I am not suggesting the curtailment of client readiness programming,

there obviously needs to ix: much more attention placed upon readying

‘natural cr surrogate parents to live and work with the individual who is

reentering the greater community.

Experience at the Macomb-Gakland Re'gi'on‘al Center has led to the belief
that the likelihood of a client ma.king a 'successful adjustment in com-
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munity placement is dcpend'cnt more upon the degree to waich the parent
is prepared than the client is readicd.. There have not cmerged, for
example, any absolutely essential client skills, intellectual levels or
behavioral controls which are prerequisites to successful conmunity
adjustment. What has emerged as essential is simply that the parent,
whether natural or surrogate, must be prepared emotionaily, intcl-
lectually and behaviorally to aceept the client where the client is.

The education/training requirements for foster parents operating com-
munity training homes call for their participation in inservice and
continuing education programs. The formmer encompass from five to
cight sessions of approximately three hours each.. The topics covered
include:

° An Orientation to Mental Retardation
e . Normalization

° Maintaining safe Environments

e Fire and Safety Considerations

e Changing Behavior

o Administrative Considcratiéﬁsﬂ

e Leisure Time Activities

e Community Placement

In addition to the inservice component, _pa:'tici‘)ation in monthly meetings

- for the purpose of continuing education and increasing skills acquisition
are foster parent requirements.

Treatment of subject areas W1th1n either inservice or continuing educa-
tion remains consistently’ serious and ambitious in scope. Learning ob-
jectives, discussion stimulants, dernonstrations, role—playmg, simulated
exercises are all given active parts within each session.

The linkage between foster parent training and in-house programming
for clients is obviously a critical one. The individual objectives which
make up the heart of the prograin contract can only be pursued by people
who have a foundation of skill training. It is difficult to imagine one
being present without the other. Clearly, the intent and emphasis of this
education/training and in-house programming is to radically alter the
previously stated preconception of '"Foster parents (who) might give

love and physical care but (thev) can't give program. "

45
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MONITOR"NG

The demand. for accountability is frequently heard in mental retdrdatlon
services today If there was ever a mood that allowed programs to be
financed primarily because there was an obvious need, that mood has
changed. There are very real and pervasive pressures being placed

upon agencies to become more conscious of where their budgeted dollar

is going. While the presence of such auditing/management type constraints
is sometimes viewed as-an undesirable intrusion on the domain of human
service delivery, it can be useful. '

acccuntability

“Historically it has been difficult to monitor foster homes. That diffi-

culty was not because satisfactory provisioff of room, bcard or super-
vision was too elusive to determine; rather, it has been problematic
because inadequate funding of foster homes made it hard for the case
manager to be critical about what he or she saw. As a social worker
pointed out a few years age: "It is very hard to correyt a foster parent
for 'spoiling' a resident when she gets about the samé amount of money
to care for that boy as it costs to board your dog."

The added funding and formal cohtractual agreemehf between foster par-

.ent.and service agency has given the case manager a more defensibie : nuidance

vantage point from which to monitor foster parent influence on the client..
This includes the eff~ct of subtle nuances as well as more open action
and reaction patterns. :

In addition to the in-house program contract, which introduces a positive . -
monitoring advantage to the role of the case manager, there are distinct
advantages to the foster parent as well. The foster parent has an oppor-
tunity to increase skills through formal training, receive fair remuner-
ation for fair labor and presumably watch the client develop at greater
pace than if there were no specific program in the home.

Monthly Reports
In order to keep the case managef current on progress being made toward
in-house program objectives, monthly reports are completed by foster

R X . . . reporting
the case manager on a monthly hasis. While there is more information :

contained within the report than just the status of in-hcuse objectives,

‘this does provide a focal point for review and discussion.

The monthly report provides a veritable chronical of the client's activity
over the previous four weeks. Degree of movement toward objectives,
unusual problems, social-recreational participation and medication
changes are just a few of the areas consistently reviewed between the
case manager and foster parent with the assistance of these reports.
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Rather than perceiving monthly reporting as useless paperwork, foster
parents can take this opportunity to give themselves credit for all the
effort they have in fact put in with the resident. This scheduled require-
ment of recording client progress, activity and overall status is typically
seen by the foster parent as a direct reflection of their commicment to
the client. - :

The combination of separate payment for in-house programming, month-
ly reporting of effort spent on the behalf of the resident and frequent
visitation (an average of 2.5 visits per month) with the case manager has -
upgraded the service rendered the client as well as the relationship be-
tween agency and provider. The martyrdom so common to traditional
foster parents has been replaccd by a more equitable sharing of respon-
sibility and reward.

There are additional advantages to combining the distinct features of this
model. Both case manajer and foster parents alike appear to raise the
expectations they hold for one another's behavior. .The contract, bol-
stered by the frequency of written reporting and meetings for progress
review, requires more from each than previously was the case.

-

Periodic Reviews

While individual client objectives can be altered whenever the case manager,
consultant and foster parents agree it advisable, they are discussed month-
ly and all habilitative planning is thoroughly evaluated on a yearly basis.:

FINDING FOSTER PARENTS

The reservations about foster care which were stated earlier, and at-
tributed to professionals and parents, indicated that this institutional
alternative suffered from an image problem. In order to maximize its
potential it became clear that foster parents' roles needed a rather dra-
matic upgrading. With the addition of the in-house programming concept,

_accompanied by payment and skill training, the position of the foster par-

ent has taken on an increased respectability. A direct benefit of improving
the image and rewards of foster parenting is that possibilities for re-
cruitment took on a new optimistic dimension. Increased payment, in
particular, opened the doors to individui:ls who have long had the skills
and perhaps even the desire but not the income that would allow their
staying home and making a major habilitation commitment to a retarded
person.

Under the present system potential foster parents can look forward to
making a financial contribution to their household (average weekly nmount.
for one client = $105; two clients = $210; three clients = $315) as well as
making a positive impact on the life or lives of retarded persons.
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Let there be no mistaken notion that being a foster parent is an '"'casy" way
to make money. To be sure, the demands on the foster narent participat-
ing in this program are tremendous. The requiremen. as previously
detailed are far greater, for example, than those placed on the more
familiar "room, board and supervision programs.' In the community train-
ing home model foster parents are regarded 3s paraprofessionals. Fre-
quently they become so skilled and knowledgeable about clients that case
managers respond to them as co-equal colleagues.

Home Development Staff

Efforts to recruit foster parehts often seem to be fragmented within agen-
cies. Social workers, intake workers and others with major ongoing re-
sponsibilities are also given the task of screening foster home applicants.
In only the most atypical agencies are there any staff with sole responsi-
bilities for actually premoting the growth of new homes.

The \Iacomb—Oakland Reg‘tonal Center program has had con51stently good
recruitment results whlch can, in significant measure, be attributed to
the creation of a specialty "development staff.y' Over the past three and
one-half years there has been an average of slightly less than two persons
working on the single task of finding new community training homes. Be-
cause their roles and time have been protected from secondary assign-
ment:s development staff have been able to perfect a variety of techniques
which have resulted in over 175 community training homes.

Recruit-ment Approaches

While the development staff have employed a variety of novel approaches
to stimulate interest in foster parenting$ a single theme has been main-
tained throughout. All progptlonal efforts hlghhght the advantages of the
job and not the plight of the retarded. There is a substantial difference
between the two. Whatever the particular medium used, emphasis is
consistently directed toward the challenges and rewards of foster care in
the Macomb--Oakland Regional Center program. Mentally retarded per-
sons are never, under any circumstances, made to appear in desperate
_ need of charity or personal sacrifice. This fact assures both the main-
tenance of respect and dignity for clients as it establishes a context for
the future relationship with the foster parents. o

Classified Advertisements

Of the several productive methods utilized to reach potential recrults,
none has proven so consistently effective as the classified ad, Before
actually placing the first advertisement in a local daily newspaper, the
merits and dements of this apprOach were discussed at great length.
.Whether such a method would compromise the integrity of mentally re-
tarded persons, or whe‘lier it could be preqented in such a way as to be
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respectfully received, were questions that were debated well into many
nights. The eventual decision to utilize "want ads' was primarily based ‘
upon the belief that, if worded properly, the message would communicate
that the advertisement was for a job and not benevolence.

The experiment was an unqualified success. After more than threce
publicity years since the first ad was placed, 65 percent of all new foster parents

continue to be recruited by this same technique. To the present day,

on the same pages where exciting new positions are announced in ac-

counting, nursing, sales and skilled trades the following type of message

appears:

"As a foster parent you can,

Be part of an individual's growth,

Work in your own home, .-

Earn $300 to $900 per month,

Contact the Macomb-Oakland Regional Center,
286-8400" '

The absence of ""mental retardation' within the text of the ad is quite
deliberate. The reason for the omission is that it gives reeruitment
workers an important opportunity to talk with people who might other-
screening  wise avoid making an inquiry because of misconceptions about mental

" applicants retardation. This opportunity is very beneficial in that it allows the
time and place for painting an accurate description of both mentally re-
tarded persons and the responsibilities which are a part of being a
foster parent. When Someone responding to the ad relates that their
real interest lies with infants, juvenile delinquents or other groups with
similar needs, the caller is helped in making a referral to the appro-
priate agency. ;

While some question might be raised about the matter of emphasizing ’
monetary advantages to foster care, the emphasis has served an im-
portant purpose. The individual giving thought to participating in the
community training home program should be aware of the positive ele-
ments from the earliest possible moment. The strains, demands and
the general difficulties of working with retarded persons will, undoubted-
ly, ocecur to the interested party without coaxing. Too often the intro- -
duction to this kind of program has been by way of its difficulty and its
privation requirements rather than its benefits. Experience has shown
that people who enjoy the monetary rewards of the job can also make
good foster parents. Simply wanting to earn money for a job well done
is not necessarily mercenary nor distasteful. By thoroughly screen-
ing applicants and stringently monitoring each operating home there-
after,’ those individuals who are attracted to foster care only because

.+ .of'the money are easily identified and excluded from participation.
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While cldssified ads have been most effective of all techniques, several
others have brought positive results as well. The others presented here
have also been consistently productive.

Adoption Agencies

Communication is maintained with adoption agencies so that foster care
for retarded children or adults may also be considered by individuals
inquiring about adoption..” Many restxfictions'which eliminate adoptive
" parent applicants (e.g., couples over 40) are not necessarily grounds for
elimination for foster care. ’

Public Service Announcements

The Federal Comraunication Commission strongly persuades radio broad-
casting stations to air public service announcements free of charge. These
announcements must have the best interest of the community in mind.
The Macomb-Oakland Regional Center calls on area stations to use ad-
vertisements for foster parents. To assist the station, announcements

are written, and sometimes read, by agency staff. A variety of an~
nouncements are provided, differing in time (i.e., 10, 30 and 60 second
~nots) and are always well written, being succinct as well as interesting.
;%= approach has resulted in good relatiors with the broadcast media

and numerous follow-up calls to the advertisements.

Bulletins and Posters

Contacts have been maintained with a number of school systems for pur- '
poses of informing personnel about community placement efforts. Bulle-
tins and posters describing the opportunities in community training homes
are periodically distributed to public and private schools where they are
circulated®nd/or displayed. The response to such initiatives, while not
being large in number, has resulted in several outstanding placements.
Posters have also been circulated to libraries and generic service agen-
cies, such as Big Brothers, with similar results. ' '

Foster ‘Parent Re ferrals

Foster parents are approached from time to time to ascertain whether
or not they might know of new potential participants for the program.
While this has been an unpredictable source of referral, it has made
positive contributions.

Information Booths .

Education and information about the Macomb-Oakland Regional Center
in general, and foster care opportunities in particular, are occasionally
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disseminated from booths within shopping malls, art shows, anthue
fairs and other similar g"tthermtrs. A short slide and audio prescnta—

tion is part of the package. Dcscrlptlve -naternl is passed out to people .

who show an interest, with follow-up contacts dvailable afterward. This_
approach has proven worthy of the effort for community t'xjaining ho.m'e
recruitment. While there is no supporting empirieal data, the informa-
tion shared in this manner with the public about mental retardation and
normalization trends appears to positively affect attitudes.

Natural' Parents - C

Communications hnove been made with natural parents of retarded persons
to inquire about possible interest in being a foster parent. Though it may
initially seem like a very remote likclihood, some parents have joined
the program. The fact that they have learned much about developmept_al
growth and behavior modification, among other topics. and generally
are confident of their skills in working with m_entally retarded persoris

makes some parents good candidates for community training home partic'-'

“ipation. They likewise respond f'wor'lbly to the opportunity to mtroduce
a new member of the household as a companion to their son or dqughter.
This method has produced limited but high quality results.

Articles

Each vear an average bf over 100 separate Macoinb-Oakland Rég;iona.l
Center news stories appear in local newspapers. While most of these

stories focus upon some new development within the agency, many high- -

light community placement. Invariably with each of these.articles there
is an opportunity tdo speak with the reporter preparing the story. Such -
contact affords good opportunity to give information about the campaign
for foster parent recruitment, positive community training home features.
and the successful adjustments of clients who have reentered the greater.
community. On numerous occasions extensive articles have been ex- .
clusively devoted to the variety of challenges and rewards inherent to

the foster care program. Again, as with so many other apprdaches, the
gains are measured in positive changes in public attitudes as well as

new homes.

i : ]

Miscellaneous 'i'

. Several techniques have been used which are aimed at large undifferenti-

ated audiences. The information given herc is always extremely short
and to the point. " Bumper stickers with the simple message: "FOSTER
CARE, CALL 286-8400" have been modestly successful in stimulating
interest in the program. Billboards and electric signs have also carried
similar advertisements with like results. Television appearances on
talk shows have been very reinforeing to the participating staff and also

1e



147

8

important for generally educating the public about current trends in the
field of mental retardation, as well as generating interest in the com-
munity training home program. T

FOSTER PARENT QUALIFICATIONS

The licensing requirements for foster parents in the community training
home program are both objective, i.e., "9 home shall not be.lieensed in

which any member of the household is mentally ill or on convalescent evaluating
status from a mental hospital, "® and interpretive, i.e., "members of applicants
ther family shall be of good character. " 6 1ikewise the physical structure o

_of the home must undergo similar objective and interpretive evaluation.

In many respects the more important requirements are the intem‘?etive

- ones directed toward the applicant. llere the individual development staff
'~ mamber has the responsibility for determining'ﬁle relative "quality' of

R

- the.applicant and the personal characteristics of the entire housghold. ,

.*,W,E;;é there are a number of indivfdually preferred ways of proceeding
'fi-n‘*cqu_',t;rsf{ of_gcreeningpotential foster parents, the process itself is
" extremely demanding.~ Aside-from initial contacts with a person inter-

- ested’in the progrant; b st three to four visits are made-to the appli-

cant’s hdme." The puxtpc'_ié'e of these visits 1s as much to obscrve fgmily

' interaction s sitis td v‘e\ﬁfy*square{ footage Kequirements. The following
discussionhizhlights’ interp.i_"gti\ze' areas whi¢h home development staff
feel are és’éoﬁti‘a;l to’ é\kqluat_in_g-_/a‘ f@:ﬁr @aﬂint applicant. *

.
iy

A PR o\ g

~ . - e - . o R L. L . ";‘; .7..
“Rules for Licensjngz Foster Fainily Homes -and Fester Fanrily Group
_ Homes. Lapsing, Michigan: State of Michigin, pepz‘;rtlgént of.

Social Services,, March 1975, R. 400.{9%:% c e

.

R f—_—

G’, . . l- O \ r.-‘. ‘_. / -. '._t . i ‘
Rules for Ticensing: Foster Eamily Homes and. Foster Fdmily Group RN

- Homes. Tansing, Michigan: State ,of Michigan, Départment of Ve

Social Services, March 1975. R. 400.193, = i S
‘ S -8 r . - ° Y
-

. . . -~ -

- (4 -
. . -,
” 3

v *ptuch of this discussion on Basic Qualifications for Community Train-
ing Home Program for foster parents was written with Urbano
- Censoni, ‘M. A., and David_Evbns, M.A.T., and previously appeared
in the Community Placement Plan-for the fnembers &bthe Willow-
“breok Plan in NYSARC and Parisi vs. Carey. Prepared under the
direction of the Willowbrook Review Panel, Jas. CleMents, ‘Chair-
man, p. 135-7, 1976. " . ..

¢
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Some of the desirable characteristics to be considered are: patience,
adaptability, underétanding, warmth, openmindedness, acceptance,
maturity and stability. Other factors to be considered should include
physical aspects of the home itself; i.e., housekeeping habits, environ-
mental enrichment, pleasantness of atnrosphere and degree of organiza~
tion. Location should be considered to be assured that there is an easy.
access to community recreational facilities, churches,~stores, schools,
employment opportunities and similar integrative sites. 'In general

terms, the dev ) opment staff worker should determine: ¢
e Why an indi§idual is interested in foster care; i.e ', the reason -
for motivation. « -

e \Whether the individuai has had any previous exposure to or exper-
ience in providing similar services and, if so, in what capacity ?
Whether individuals have ever been licensed in the past for foster il
or day care. Was the service up to high standard? ‘

e \hether there are certo’.. preferen” . as to the deg’r‘;;e hindi-
‘cap the family is able v, accept in the new member of their home =
(e. g., complete mobility, expressive language, self-care skills).
Is the family able to deal with a person who has a second:il'y handi-.
cap? . ) ' l

® What are the applicant's expectations of the individual who will be
the new resident in his or her home ?

e What methods of discipline are used in the home? Is the applicant
“willing to refrain from using physical punishment with a new resi-
dent, even though it is used with his or her own children ?

. \Vhe’t_her' the individual is consistent in handling his or her own
" affairs. Is the applicant considérate to others, dependable, etc. ?

e Whether the individual is willing to learn how to be an outstanding
foster parent. Is he or she apt to look forward to educatlon/tr'lm-
ing sessions and seek to gain from them?

e Wh:ther the individual deals with present family members in an
appropriate manner. Icw flexible is the applicant when things are
not going well? .

e Would the potential foster family hive any reservations about tak-
ing a resident with them on shopping trips, recreational outings,
restaurants ? How would {oster p: rents react to negative comments
by .thers? Iow difticult would the adjustment be for other family
members ?

)

° Whether the applicants woulid rescet raesponsibly in a erisis situation®
\Would they tend to be overprotective ?
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9 Whether the family could make a contribution of time and cnergy to
the life of a new member.

While the varied recruitment approaches interest large numbers of people
in the community training home program, very few individuals are actually
accepted. In the words of an experienced development staff member:

"MVe interview individuals who are applying for a rewarding, important

vet extremely demanding job. We look for people who. are able to raisc
adults not children. People like that are not easy to find. "7

™~

CONSULTANT STAFF

In order to assure foster parents and clients of appropriate professional
follow-along support a team of consultants is available to exclusively serve

the community placement programs. This team consists of a variety tean
of disciplines built around physician, nurse, psychologist and cdueatpr. . approach
While individual consultants do provide direct service whenrié Vs ‘

they also spend considerable tir:e in ¢~ hlishing and maintaining con-
tacts with their professional count. rparts in the community. All com-
munity training home residents, for ¢xample, have their own "family"
physicians. in the community, who serve the mentally retarded patient as
they would any other patient. The physician also is aware that any assist-
anee he or she might desire is available through the Aacomb-Oakland
Regional Center medical consultant.

By making consultants accessible for in-home programming and foster
parent tfaining the client is assured quality follow-along. By making
themselves available for referral the consultants help the client integra-
tion process by supporting service acquisition from community-based
resources. Fach of these agsurances brought by the consultant group
results in the foster parent feeling more secure in backup and better
direeted in their contribution of room, hoard, supervision and in-housc
programming.

consultation

CONCLUSION

When examining the sirengths and limitations of the community training

home it is understood that inevitably somconé will detract from design

or structure. With this, as any other model, onc hundred rcasons can .
be-given for weakness and for the concept being unworkable. The fact

of the matter is, however, that it has worked and worked well.

Roberts, S. Macomb-Oakland Regionul Center Development Staff
Supervisor, Discussion on foster parent requirements,  Mt.
Clemens, Michigan, November 10, 1976,
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In the three and one-half years since the Macomb-Oakland Regional Center
refurbishcd the traditional foster home model, over 175 community train-
ing homes have been developed. At the present time there are over 184
ehildren and adults living in some 135 placements. Clients here vary in
level of handicap from mild to profoundly retarded, with 50 percent being

in the severe range.

The linking of payment for in-house program contractual agreeraents,
skills training and close monitoring procedures have in combination un-
cquivocally expanded the versatility of this variation of the foster home.
Over 3-1 percent of all’ individuals initially secking institutional admis-
sion receive preferable placements in community training homes instead.
For these people the institutional step is thus eliminated altogether.

Specialization of recruitment roles and marketing, rather than charity-
like approaches, has resulted in the home development staff having the
luxury of being so selective as to accept only one out of every 30 initial
applicants.

The limitations, stated earlier as being frequently pointed out by profes-
sionals, are not resolved in every community training home. There have
been individual home failures, and clients have had to be moved. Such
occurrcnces are extremely rare, however, and the percentages would

indicate that placements are well worth the risk.
-

Natural parents and guardians have become so accepting of the program
that after visitations with foster parents in their individual community
training home and a review of all the features of the program rcjection
of the placeme'.!lt is virtually non-existent.

In the Macomb-Oakland Regional Center hierarchy of institutional alter-
natives the community training home is not in last but first place in
numbers of clients in residence. 1t is also viewed most often as the
preferred option outside of the natural home. '

The cofnrriunity training home is certainly not the single answer to com-
munity placement. Much more work must be directed toward supporting
natural home living, and additional models for specialized living arrange-
ments are obviously required before we can even begin to get within
reaching listance of any ideal answers,

Our experience with the community training home model has broven it
0 be a desirable normative setting, adaptable to a multiplicity of necds.
Much of the model's potential as a premising residential alternative lies
within this capacity to be both versati'e to the agency and sensitive o
the individual,
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COMMUNITY PLACEMENT
- PROGRAM DESCRIPTION

» Completion Instructions
on Back of White Copy Appendix 1

L

Check Facility Type - ’ 2. No. Beds 3. No. Residents on

D Foster annly Care }Community le\ng Contracted - This ngram -

4. Agency Name 5. Agency Code

T Home/Faeility Nare T 7. Home/Facility Code

3. General Description of Home/Facility - ,

9. Charaeteristics cf Residents Being Served -

' 10, Specific Program Objectives -

11. Activit . and/oT Services of Program (Specify Estimated Time for Each)
A. Provided Through This Contract -
B. Provided by Other Communitv Agencies (ISD, 54REL, ETC.) -

12, Per Diem Costs for Activities and/or Services Listed in Sect. 11.A. Above -
Activity/Service Hours Per Time Period Rate Per Time Period Per Diem Rate

Total Per Diem Rate
13. Supervision (Specify Evaluation Proeedures to Monitor Above Activitics/Services) -
Blue Copy - Central Office Green Copy - Ageney White Copy - Manager 06-01-73

ERIC

Aruitoxt provided by Eic:
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Nostor, ventist, Yeme Date Reagon
Therapist® or other

Professional Contacts | Speciality ' Treatment .
Name hate Keagon :-I
Speclality . ' Treatment
| Newme date Reason
Treatnent

Plence 115t '
surrent medi-ations; Type (1,e., Dilantin) imount (L.e., 5 nilligrans) Frequency (3 times per day)

ll

5,

were ary of these medinations changed in type, mnount‘ or frequency, during the past month? Yes Mo

If yes, what was the change!

who crdered the change!
Do you believe current amounts of nedications are appropriate? Yes Mo

¥ nc, please exp',lain:

Secial nd Recreational Contects:

!

1, , T,
) 5, »
3' 9' § '):‘i
L, 10,
5 1L,
£ . 12,
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lave you had contact with the scnool or workshop? It yes, Describe

lave you hed any rentact with the resident's family or gquardian? If yes, hov many?

Dd the resident's fanily or guardian visit during the month? If yes, how often?

W85 the resident employed at anytine during the month? If yes, where?

wag the reshient inforred as to ais progress in veuching program geals for this mdnthﬁ,_mn

Yeg
Sy whom, (f.e., dome operator, scoial vorker)

Are you presently satisricd with eny or all agpects of the Community Training Home Program:
Lo Very Cabisfied 2, Aatiofied 3, Not Setisfied

Pleage explain 103 or boyere hporied:

Ne

b, Very Dissatisficd

T

SST
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The Village

Innisfree Village

HEINZ KRAMP

In 1971, on a four hundred acre farm adjacent to the Shenandoah National
Forest in the foothills of the Blue Ridge Mouutains of Virginia, a com-
munity called lnisfree Village came into being. The name comes from
the Yeats poem in which a primal and profound song draws the poet to an
island of peace--a sensation bound closely to the passing day's beauty of
sound, color and light. The Village was formed as Innisfree, In¢., a tax
exempt, charitable and educational public foundation to provide, Tn many
cases, a life-span facility for mentally handicapped adults. Dedicated to
creating an environment where volunteer workers would live and work with
mentally handicapped adults eighteen and over, the Village grew from a
few workers, their families and two villagers (a term used to distinguish
the mentally handicapped) to a community tlrat is now inhabited hy 30 vil-
lagers and 20 co-workers and their children. The basic intention hehind
Innisfree's creation was to provide a home environment that would foster
the development of the mentally handicapped person and lead him on a
course where his full potential as a human being would be actualized.
Decisions by the Village's management are made in response to this ob-

ligation.

The purpose of this discussion is not to trace the historical development

of Tnnisfree, which would cover the evolution of the community sociological-
ly, economically, ethically and in every other way in which a society grows,
but rather to try and delineate those elements within this intentional society
which act as catalytic agents for growth. The importance of this kind of
theoretical identification lies in the possibility of replications of the vil-
lage model in different locations and across a span of time.

169
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Several sremises governed Innisfree's beginnings, and they all attest to
the fact that society was not meeting the needs of the adult retarded,
brain-damaged, autistic or chronic schizophrenic person, Either he
was shunted off to near "non-existence" in a Jarge institutional setting,
or he found himself confined in a narrow world of home, a prisoncr of
his family's embarrassment and overprotectiveness - an adult condemned
to a child's life. In some cases he found employment and an independent
living situation, but one that was bereft of socjal contacts and meaning.
A new kind of society was envisioned by the founders of Innisfrec; one
which would be somewhat removed from the heetie flux and flow of
modern urban lite. Specifically, a farm community was begun where
there was more time, niore freedom of movement, more dircetness of
rewards, but mdso where the number of conflicting stimuli were con-
siderably redueed.

The Corporation has a Board of Dircctors whose selection is basad on
their interest and background in the field of non-institutional care of
mentally handicapped individuals. The Board is responsible for estab-
lishing policies and overall guidance of the Village, including capital
and operational financing, gencral administration and the admission
procedures for villagers and co-workers. The Board eleects corporate
officers to fulfill the responsibilities of President, Vice President,
secretary and Treasuier and has created an Execeutive Committee con-
sisting of several Board members who arc authorized to act on behalf
nt the Board.

The Village has an Advisory Bouard whose members are highly qualified
in several medical and psychiatric diseiplines, and their preiessional
counsaling has been of inestimable help to the Village.

D(L)’—tb-(l:i' Lministration is delegated to the Exeeutive Director and the
Assistant i .+ tor, who are responsible to the Board for the operation
of the Vit ... Clearly, the fundamental obligation of the Village is to

serve its residents, demonstrating that this pioneering effort is a small
but viable response to a problem of immense proportions.

itis Im pmt'mt that one is aware that the Village has had to ohtun, -and
must maintain, authorization and approval from federal, state and local
sovernmental agencies. These approvals, which are manifestly essential
to the continuation of the work of the Village, are subjeet to regular and
close review by the granting agency which has the right and, in fact,

quite regularly excreises the right, to modify the terms and conditions
of their continued approval of Innisfree's operation. We are pleased and
proud that the Village h%s been successful in meeting the requirements

of the various taxing and licensing offices that permit us to operatc, and
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it is obvious that our continued operation requires complianee with all
future requirements of these agenceies.

Another important constituency to whien Innisfree has o continuing obliga-
tion is that group of benefactors whose generous cconomic support has
allowed the Village to create an outstanding physical plant as well as to
support the significant annual operating deficits that have occurrcd cach
vear since its founding, While we are most grateful for this past support,
we are acutely aware that the Village must continue to attract contribu-
tions and grants to create scholarships, to reduce its present-debt level
and to provide facilities to permit the continuing development of the Village,

The Village, as it is today, consists of a number of self-contained living
units; in some, villagers and co-workers live as fully functioning extended
family units sharing all houschold chores and responsibilities; in others,
co-workers or villagers live in separate smaller houses, functioning in-
dependently but offering each other mutual support when neceded. Every-
one in the Village shares in the work of the community: in the weavery,
where scrapis, mats and blankcts arc woven; in the bakery, where 1,500
loaves of bread can be baked ¢ach weok; in the woodworking ghop, where
wooden toys and fumiture are constructed; or on the farm and in the gar-

dens, where much of the food used by the Village is raised. One of the
coals of the community is to move toward f_,’TCJ.tCI‘ cconomnic self-sufficicney.

The Village has a director, who is also the co-founder of the community,

a governing committee with a rotating membership of villagers and co-
workers and committees for vavious functions of work and life in the
Village. Social life is varied and active both in the Village and in the near-
by communitics, involving folk dancing, hiking, play reading, dances,

cte.

The key to Innisfree's continued development ig its ability to attract and
retain a group of dedicated co-workers who combine a concern for the
handicapped with a desire to contribute all of their talents to the challenge
of creating an environment that best meets the nceds of our handi capped
villagers. Working with the handicapped can be emotionally draining but,
at the same time, the rewards of helping another climb the ladder of dig-
nity and self-worth can be tremendous. ‘

The serious responsibilities that arc assumed by each co-worker warrant
an intensive analysis of each candidate's maturity, motivation and ability
to cope ywith a wide range of challenging problems on a continuing basis
before a commgitment is offered or accepted.

A prospective co-worker should be aware that while a large measure of
self-governance is encouraged through several co- workcr committeces,

'

,.\s.

bienefactors

farily units

shared work

co=workers
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the obligations of tae Village to its various constituencies necessitate

the observance of certain guidelines. These are designed to assure
conformaice with standards that are normal in the field of non-medieal
residential care of handicapped persons, as well as to provide reason-
able solutions to administrative problems that have occurred as the
Village grew,

A co-worker's decision to come to Innisfree is made only after a month's
trial period at the Village has been successfully completed and implies
acrcement to conform to the guidelines of the Village, including:

@ .\ accepted co-worker i expected to make no¢r mitment to

serve the ~ommunity for at least one year.

@® Co-workers are entitled to three weceks' vacation during the year.

It is expected that one week of vication will be taken approximately
90 dayvs after arrival and the balance after six months at the Village.
‘he Village must always be adequately staffed and vacations desired
during the Village holiday periods {Spring, Thanksgiving and Christ-
mas) must be conrdinated within the community to assure that
cnouch assistance is always available to meet the requirements of
the villagers who remain at Innisfree during these periods. ,

@ Co-workers are provided with food, clothing, personal incidentals

and lodeing under the prevailing budgetary allowance; Blue Cross-
Plue Shield medieal insurance, 310 a day while on vacation and a
severance allowance of 325 per month, which accrues and is paid
onlv after six months of service, when the co-worker leaves the
Village.

@® The Villuge's responsibilitics as a long-term residential eare facil-

ity require closc coordination between house parents, the Village's
Director, professional advisors and the parents or guardians in all
decisions that might affect the villager's development and progress.

A sescription of this kind is only cursory but docs offer : bhackeround on

which the particular growth inducing clements can be iiinminated. In

meoving through a hicrarchy of needs 1 it is established that once the
individual's phyv=ical needs arc met and his relative security assured,
the whole arca of the need for meaningful employment and the need for
love come into facus. These basic needs are universal: with the handi-
capped person chey arc often unmet needs. The cifect of meeting these
needs has had a dramatic effect on the iives of the p2ople at Innisfree.
Though the mentally handicapped person has greater ncads for immediate

Maslow, Abraham H. Toward a Psychology of Being., 2nd Ed. New York:
D. Van Nostrand Ca. 1963,
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meaning to whatever he does, many work situations for the handicapped
individual involve meaningless, GCcti‘tious tasks. The villacer who
bakes bread in the moming at'innisfree sces it on the table at the even-
ing meals if he or she wes wves®a blanket, it will probably also be sold at
the local crafts fair., The housc he lives in will\)probably have nails

which he has pounded into the walls. There is a definite sense of im-
mediacy and of being a causc in the total environment. A sense of pride
is developed in seeing the community grow because of the individual's _
cffort. This spills over into the whole citegory of need for love, approvil
and relationships. Innisfree offers, in its supportive onvironment, a
place wherce the handicapped person <an develop dyaaic relationships in

a purposctul way so that he enriches the lives of the people coneerned

and those around him. The villager algo expericences the faet that hg is

a porson valued by a whole community of penple for heing himself.  His
development of self-worth grows as he hears his own voice in Village
meetings and his suggcstionsﬁng implemented into actions. As he
walks the two to five miles ar®ind the Villige that his daily routinc of

work, rest and socializing requires, his body becomes stronger and T -

his initiative is reinforced. Most handicappeéd persons who have come

to Innisfree have never experienced the "right" to visit their ncighbors .

or fo transport themseclves to where they needed to go, The freedom of
ent.around the Villasge again enhanges the nced of the person to be

low's hieNarchy, the villager might be fulfilling a ot of his higher negds
for self-aftualization through simple actions, such as going to scc'a
friend down the road after dinner, <

The dramatic growth and development noted over time in the people who
come to Innisfree can be attributed partially to the physical and structural
factors that constitute the commu i* 4w, Certainly the intensely beautiful
setting, the woods and farmland ..~ 1e mountains contribute, as do the at-
tractive houses, the simplicity of k und the relatively uncomplicated

nature of a life which is somewhat like a ninetcenth century rural commun-

ity. However,/ what distinguishes the thinking that shapes Innisfree'’s
impact on th¢ individual ?

- H .

Innisfree grows out of thé tradition ot; milieu theram and Maxwell Jonog' -
notion of the therapeutic community. “ The ecmphasis on the sheltered u's-
vect of the environment and the-importance of allowing the individual frec-
dom to influence his world are common to all three appro:iches. Implicit
in Jones' theory is the idea that the traditional hospital, or other institu-

2 ’ . L .
Jones, Maxwell. Social Psychiatry in Pro tice: The ldea of "l.erapeutic
Community. Baltimorc, Md.: Pencutin Books Ltd, 1i6s.
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ton, ths the Jadividual of his right to choosc, to cffeet, to initiate, to
heoome ard, i fact, his 1isht to be. In the sense that Irmisfree provides
a total environment it goes beyond the concepts of the therapeutic com-
munity. Jones points out that any hospital, and most institutions, suffer
from the hierarchical, authoritarian nature of the training of the pro-

fe \als involved wherever any :ttempt is made to ereate a demoeratic,
the. atic milicu. Wnisfree's co-workers, as non-professionals, have
not b m preconditionel into this authoritarian mold, and this has allowed
it «dvelorment of a demoeratic therageutic atmosphere. The point to
l>(, L,.]l})hﬂng(‘d here is that Innisfrec comes out of, but is different from,

the tracitional concept of therapeutiec communities.

The rrost salient factor of the theoretical framework underlying Innisirec
sceris to be that it is a toval society involving-the person in it in a holistie
Save at s et plied in other therapeutic communities that there will be
intervention th’J.tC“'le at pa*‘tleuldr times. lHere the mterventlon is con-
tinunl, woven intricately into 2.1 hours of the day.- Sceondly, the villager
contributes to his own program thre.h :Cing irvolved ina tiving situa-
tion which allows him room to grow, Since the co-workers are not pro-
fessionals, resources for "treatment' come from an. interweavirg of
individual and com»unity needs. A constant regenerative inventi veness
is required by life experiences which are always changing. ‘The contin-
w.eg change in living arrangemengs exemplifies this idea, Another way
of expressing this notion is that the person ot Innisfree is involved n
shaping the community at all levels, therapeutically, sociologically,

politically and ccon.»}mw:llly .

Arising from bu being more than any of the:ze other ideas is the fact
that the theory is open--its gestalt is always changing cven theugh ideas
are basieally arrived.at through cmpiried sbscrvatiors. As the villager

“learns new )]wsnml and social siifls, the pattevas of his or her ieiaiion-

ships change. An open and democrati¢ soeial structure cevolves naturatiy
from this grow.h. Mlovement is secn, within the indiv .dual and the com-
munity, from 2 need for authoritariin structure to a self-vspressive,
demoeratie 1mode; also, moverient from a supportive, sheltered environ-
ment of living toward one which involves risK taking. The community
tobs up new situations as-new growth needs demand them.

Anocher pleeept underscores: nnisf.e's long-range aspect. The stability
and penswtenec inlierent in the fact that many peoplr‘ come to live ot &
Innisfrée for the rest of their lives is quite important. Some people,; of
course, become capable of returmning to live in ‘ne rreater commnuni ’,
but they are also strcagly affected by this stabiiity factor. Another ¢

the powerful forces toward self-actu:zlization in the Village lics in thc
fact that everything that happefis affn,cts cveryone clse in the same w=.

{3
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The sense of inclusion and interresponsibility affects evin the non~verbal
people, since communication will occur through multiple contacts in many

Situations.

The s'ature of the ideus just discussed is certainly heuristic. Innisfree
would bhe a logiecal and exciting place to start « 1¢ -gitudinal growth study:
to identify where people were when they started; row they develeped; and
to Pegin to validate (or refuted vhat factors are ,;-owth inducing in this
particilfr environmerit. There are some interesting observations which
serv~ as a point of departure for anyone interested in such a project:

@® People ¢ me to Innisfree with what we will call, for lack of a
better term, a rcpressed sense of their owy identity. After about
a year and a half in the Village there is a ;’&"ong surge toward es~
tablishing and exploring that identity. TPhis involves sexual, social
and work attitudes.

@ After a shertperiod of time a marked deerease in medical problems
i3 observed.

@ Thereis a marked reduction of tension. The most dramatic evidence
of this is the consistent reduction of epileptic seizures, in both
froquenc, and severit (one-third of the villagers are epileptic).

® There is marked improvement in the physical posture, the niohility
and often the anpearance of villagers. ‘

@ There is a marked reduction in the need for psychotropic drugs among
the schizophrenie villagers. Some schizophrenics are completely
nff druss.

@® The relationship botween parents and villagers scems to change.
Parents have seme of their cuilt alleviated in seeing their children
in a conducive vnvironmaont., Parents begin fo sce their children mare

as adults.
iy

Innisfrec is a nrivate institution, supported the last five years by a fow
geaerous individuzls and crants from interested foundations. Villagers
must pav a monthiy fee, and although it compares favorably with costs of
less enlightened institutions, it is still considerable. For some of the
families tt.e amount is a severe hardship. Unfortunately, the Village is
not yet s‘?lvent crnaigh to provide scholarships based solel:- on financial
need. Hopefully, Innisfree will prove its success and validity to enough
foundations and private institutions which will provide greater financinl
support.

Our goal is to he accepted for who we are, without labels that restrict
oy apologize for us. The handicapped men and women are striving hard
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to prove themselves capable and worthy of socicty's respect. One strong
ambition is to be considered competent and responsible, a model and
teacher, a co-worker. Soma day, and the day is inevitable, the Village
will rid itself of labels. Some day, too, every person there will beeome
a co-worker because recognition will come that everyone is at Innisfree
for the same purpose--to prove fundamentals about himself which are
positive and affirming.

Mental handicup is not viewed as a hi licap of the wholt person. Rather,
the natural unfolding of the individual as a social, emotional, creative
being is seen to take piace when extraordinary pressures are relieved.

In this paper we have attempted to identify some of the thecietical back-
ground of this community, whose avowed intention is to foster and de*-
velop the maximum poientialof a certain segment of our population.
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Summary and Trends

FRANK J. MENOLASCINO

Summary

It is my task to summarize the key elements of this two-day Forum on
‘Residential Services. Recent court decisions, accrediiation standards.
and federal regulations are mandating a reduction of the current popula-
tion in large public institutions--along with major improvements in the
quality of all residential programs. A lack of adequately-described al-
ternative residentia! models places state planners and consumer advo-
cates in a position of making poorly informed decisions. State agencies
have frequently committed enormous resources to residential service
plans which later prove ineffective, disruptive, .contradictory and, in
some cases, illegal because the planners did not have access to the vol-
ume of reliable and appropriate alternative service model options. The
overriding hope of this conference was that its format and content be
correctly designed' sn as to have maximum impact on the problems and
dilemmas faced by state and local planners of residential services for
our mentaliy retarded citizeas.

.This overall goal was addressed by providing the basic information nec-
essary.to develop action plans for implementing a comprehensive sys-
tem of residential services; showcases were utilized to both illustrate
and discuss better models--which embody the elements of this planning
approach. Itis a tribute to Eleanor Elkin, Chairperson of our NARC
Residential Services Committee, and Gene Patterson, our NARC resi-
dential staff resource, and the kindness of a contributer to our national
ARC movement that this Residential Forum has been able to dlrecl.ly
address 1tself to these readily apparent needs.
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This Forum's proceedings wcre opened by some free associations by my-
sclf, and then Eleanor presented an eloquent overview of the evolution of
el ristory : pdfst iind current NARC residential service policy statements. ‘She

’ sharply underscored the fact that in the late sixties there was a major
turw -aro'md of our NARC movement. She noted that, in the fifties and
carly sixties, we had tried to improve the institutions in every way pos-
sible and, despite our persistent efforts, there came the sobering aware-
ness that we had to scek viable alternatives outside of the traditional N
public institutional setting. Eleanor reviewed some of our past NARC
residential policy statements from the sixties, and they sounded as if
they could have been issued last year, yesterday or today--sobering,

" very sobering.

She reminded us that our ARC movement's residential policy statement
e shotenunts in Montreal (i.e., that thcre should be no residential construction on.
T e the grounds’of current public institutions for the retarded in this coun-
' try) produced much gnashing of teeth among many individuals and groups
in our country. Much of this turmoil was also experienced by our own
ARC units--they had residential expansion programs on the planning .
board, political agraements to be consummated, edifices were to go up--
but Montreal's policy statement went straight through all of these nixed
expectations. During this Forum we have clearly noted that despite
thc Montreal policy there has bcen an end-run. Yes, there have not
been any appreciable numbers of new residential beds at the old insti-
iutions; instead, there have been many ncw small institutions crected:
clsewhere. Esscntmlly an end -run around our-Montreal policy statement '

has been accomolished.

e

. ) John McGee discussed in his pre:entation the pressing need’to closely
€N T examine what we do in our current zud futurc provisions for residential
survace alternatives--and why. More specificaliy, he spoke of a sliding contin-

uum of services: from least to most restrictive environments and allied
program goals. One of the illustrations he utilized showed us very clearly
that in this sliding continuum there arc also shding expectations. The
morc you went to the right on the continuum the less restrictive was the
living environment and more devclopmental opportunities were provided
to the retarded citizen. Tle also stressed the crucial role of the family
in provi-ling these opportunities. Indeed, the issucs are not restricted
to the states that John mentioned--they are issues and challenges which
occur across our country in state after state. It went through my mind
that this voung man is rcally quite "old" in some of his views, He spoke
of our need to continually s‘ress the dignity of people, including the cen-
tral need to provide effective support systems for the family units in our
society--especially for someonc the sociologists label as "deviant." 1:
stressed that we should scratch this a.nd other labels and talk about fellow
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citizens who have an inalienable right to developmentally -oriented pro-
‘grams within least restrictive settings which fully embody the program
principles of normalization. He noted that professionals must contin- .
ually commit themselves to self-examination of whether their programs
truly embody the sliding continuum of program ingredients within the
associated dimension of higher or lower program expectations.

During the luncheon session-Fred Krause gave a fine but rather perplex-
ing presentation. I saw Fred's overheads on the decreasing population

of the large public institutions; there was also visual proof that the num-
ber of facilities have increased--lowered populations in a greater number
of institutions. The overhead visual demonstrations brought back the resi-
dential data I viewed in the. Fall of 1971 when, for the first time in almost
seven decades in this country, there were more discharges than admis-
sions to the large public institutions for the mentally retarded. First

time in 68 years! And now we have built smaller places for them to rc-

side.

Fred also reviewed recent data on the "levels" of the symptom of retarda-
tion in the retarded citizens who still reside in the large institutions: the
majority are severely retarded individuals with multiple handicaps.
Equally disturbing was Fred's graph which clearly showed that 15 of each
16 dollars spent in residential services for our retarded citizens still
continue to go to support the large public institutions. No matter how
you move these financial figures around they are still going to the his-
torical backbone of the care for the retarded in this country: the public
institutions; and the community-based residential programs literally
have to bew for the financial seraps that ai:\ce left over. Despite the on-
‘going efforts of Doris Haar, who attended this Foruin, and has effectively
tried w help parents and local communities in that begging, the actual
dollars currently available for communit-based residential alternatives
are still scraps. '

The levels of mental retardation usually cited as the '"really difficult™
clinical and residential challenges arc the severely retarded. When 1
first became involved in this field we spoke of the borderline, the mild,
the moderate and the sevcrely rglx)ded. Today I repetitiously see cap-
tions that only talk about the sevgTely retarded and multiply handicapped--
and they are typically viewed as "today's hopeless ones." Less and less
do we hear of the moderately retarded and most professionals agree thai
the borderline label should be discarded, and the mildly retarded should
never have gone to the institutions in the first place. The overfocus on
today's "hopeless' retarded citizens (i.e., the severely retarded),
though a myth, has been utilized to defend the public institutions because

"Thev belong there since they are the hardest to serve." Think about it, ¢
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No one talks about the borderline and the mildly retarded any more--

“perhaps out of professional guilt because they never should have been

there in the first place. Many of the severely retarded in the institu-
tions, we are told, are quite old in chronological age, and I've had in-
dividuals tell me, "You know, Frank, the adults in the institutions are
indeed the lost generation.' The suggestion is that we should turn our
backs on them and focus on the severely handicay ped children, Nothing
new., For example, a white paper came out in England two years ago--
same kind of view--take care of the handicapped kids in the community

by demanding that no individual inder 12 years of age be admitted to an
institution for the retarded. Forget about the people over 12 years of
age. That's pretty young to be considered "old!" 1t was the singing at
Christmastime of a group of, these same 'old" children whom Fred Krause
commented qn in regards to his past experiences as staff member at
the Dixon State School, Theyv are the biblical children in the wilderness,
and 1 think this type of "singing' drove IF red from Illinois to our Associa-
‘tions for Retarded Citizens' movement and now to his posmon with the
President's Committee on Mental Retardation. 1 think he's done 2 darn
aoad job, though he can never forget the voices of thos¢ "old" children
who still plead for help in Hlinois and the other 19 states of this country.
in her presentation Rita Charron did a most admirable job. This lady
has had a "noble obsession” to figure out the complexitics of federal
funding--especially as it relates to residential alternatives. 1t is not a
pathological obsession, but it darn near makes you pathological when

vou must master the current 90-plus funding sources available for resi-
dential programming. Rita brought together and shared with us the ex-
pertise of a CPA, program person, an advocate and a person who knows
how to @et money. Be quick on vour feet, quick of mind, don't drink,
perpetually stay awake--and somechow you can figure out the entanglements
of how to get money to provide mode™ ~:sidential scrvmcs' I keep hear-
ing about "audit-trails' and others wheut "Maudit- traclxs, " and now we
are about to embrace "zero budger .2 H.wever, we still have the over-
riding issue of does the money zciuaily follow the retarded citizens ?
*\When vou are all done with those trails and tracks--out there in that fi-
nancial wilderness--many creative suggestions for fruitfully .utxlwmp,
money for residential programs for our-retarded citizens have come forth
over the years. Many of the financial suggestions have been quiekly
labeled as crazy or simple-minded or both.  For example, about cight
vears ago, someone said to me, "You know, Frank, why not depopulate
the evererowded institutions (that was the word then, depopulate--we now
have deinstitutionalize, and I suspect that the "in" word will soon be de-
centralize) by giving the daily cost of care of a client to cach emplovee
who will take one child home to cave for him in his or her family." ‘ ,
similarly, a colleasue asked, "lley, why don't we take that per diem cost
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and give it to the primary family to take the child home?" Maybe $1 0,000

a year (the usual minimal cost of care for such an individual in the public funding
institutions) for a severely rctarded youngster is considered peanuts in nptions
your state, but $10, 000 is a lot to a farmer in mid-Nebraska who works

hard, wants his child (i. e., most often they have sent their child to an

institution as a last resort)--and give him the $10, 000 and the program-

matic knowledge (which we can now package so well) and let him serve

his child. Interesting? Simple-minded? Perhaps! I mention these two

options to you because, as Rits noted, the issue of actually providing

modern care is not that complex, if you can obtain the money to literally-

get it done!

Dennis Popp spoke of the need for administrative and programmatic ex-
cellence. le stressed that we must put these two entities together be-
cause the cost-benefit approach is not\\ghc only "bottom line' approac o
serving people. On the contrarv, we must utilize the dollars in a crec -
tive sense in conjunction with objective c;‘r\ite ria for the actual delineation
of costs for whatever the level or type of retardation. Ie specifically
discussed the cvolving modern systems approaches and how they can be
effectively utilized. We should take his preseht\zition very much to heart
since we have noted, in state after state, goverﬁqrs calling in consultant
firms (who tend to know precious little concerning 'service systems for
the retarded). Their usual two-volume-reports say,\yes, it justifies the
380, 000-plus you paid us for vague guidelines that are not referrable to
the mixed financial-programmatic challenges present. Familiar posture?
Instead, Dennis clearly illustrated that specific cost-service benefit
guidelines can be closely wed to all aspects of program development,
operation and their periodic evaluation--all aloné guidelines that are
objective, rcplicable and above 2ll: firmly encompass the humanistic
posture of truly serving people. Such systems arc here and, as Dennis
underscored, we must utilize them "up front' in our thinking, planning -
and actual program operations. :

adrministration

cost benefit

Paul Friedman, in his review of the impact of legal decisions on resi- \
dent.al services, reminded me of one of Elizabeth Bogg's comments dur-
ing a recent presentation. She defined the ""medical model" as nurses
talking to doctors and doctors talking only to God. Further, she de-
scribed the evolving 'legal model' as lawyers talking to judges and the >
judges only talking to God. .I would commend to your attention that, as Paul
noted, : God is answering the judges pretty well lately! The recent bench- '
mark cases concerning the public institutions for the retarded across our
country have pricked the consciences of our people and, as recently noted
in Minnesota, they have raised the question of the conscience of our state
governments. We do not have to continue, as Puul mentioncd, like the
Partlow situation wherein the attorney had to talk about good looking cows,
who are both athletic and of confederate ancestry, in order to continuc
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our quest for justice! It has been my pleasure for the last three and a
half years to be a witness and an active participant in a case which re-
quests equal justice for the institutionalized retarded citizens in Nebras-
ka. Ihave learned a great deal about the law and fecl blessed to have
had that opportunity. We have a young attorney (Mr. Bruce Mason) who
deeply cares about all people; a young attorney who has given over 4, 000
hours of legal work free of charge to our state ARC movement. He and
I recently wrote an article for the Creighton Law Review; it darn near
drove me crazy since the lawyers have a way of writing articles where
you write two lines and then give 75 lines of footnotes. I almost began
to stutter! I would say something, and he would persistently ask, "How
do you know? And then document how you really, really know." That's

 good training--good discipline. It was traumatic but mind expanding for

nie because Bruce kept saying why? Why? Pau Frledman noted that
when you ask cuestions about the need for least restnctwe residential
alternatives--immediately on the heels of the right to tr?atment issue--
you come very close to true justice for the retarded citizens of our
country. You also come very close, as Paul pointed oué in the Bartley
v. Kremens case, of asking why we continue to commit, for an indeter-
minate period of time, those fellow citizens who have not sinned against
dnyone. ;
I5d Skarnulis spoke of the key issues of monitoring our residential ser-
vices, the nccessity for systems to be open before they can be effec-
tively monitored and that observations must be externalized. The guide -
lines for long-term residential placement present some major challenges
for all of us (e.g., sec the NARC Nursing HHome Symposium publication).
I:d candidly noted that we are not in an adversary position in regard to
monitoring. Rather, it is protection of the rights of/the retarded via a
concein for openness. Across this country I hear people saying, ''Yes,
Frank, we like the ARC to monitor, but gosh they are tough! Why don't
you ask them to be less hostile and more polite? We are really their
friends." It reminds me of the I'm okay-you're okay paradox. As Ed
spoke, I thought of an inscription on-our capital building in Nebraska,
"Vigilence is the price'of liberty. " Similarly, mor}itoi'ing is the price

of quality residential services for the retarded citizens in this country.
In particular, we must get that message across to young parents--so
many of them seem to feel that the work has already been done, that
modern services will be given to their children and somehow Uncle Sam
will have the conscier.ce (or state governments will have the conscience)
to provide a plentiful spectrum of quahty services. That conscience is
not automatically there; rather, it is embodied in the advocate who is
actually armed with the knowledge and personal commitment to actively
monitor--as Ms. Burda mentioned here and at our National Convention

in Indianapolis.
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Ed gave @ splendld "Tow to” listing of an approach to monitoring and ac-
countability. I was pleased to note his positive view toward the need for
consumers, providers and funders to join togcther to keep each other
honest. 1lis quotation from Robert Frost should spur us to continue this
difficult but vital work, "But I have promises to keep. And miles to go
before I sleep; and miles to go before 1 sleep. "

The Showcase presentations ranged from the village model, the foster
family concept, to support systems for the primary family. The village
model is a2 humane one which has long historical roots and avid sup-
porters for various approaches to village living. Typically, it is a rather
narrow model as far as the options available for a retarded person to live
within the interpersonal context of a wide varicty of fellow humans. Per-
haps the village's model can also encompass some of the L'Arche move-
ment's splendid mixing of heterogenous groups of individuals--including
"the rctarded.

The foster family presentation was an illustration of a traditional model
which is great as far as providing a true family support system--though
the presenter stressed how hard the professional must scratch to actual-
ly find these alternatives. Maybe, tike the redirected thrust of the Roose-
velt Center in New York, we can provide the residential services without
the fixed bed focus. In other words, provide the services where retarded
people actually live--in their homes, neighborhoods, towns and citics.

. The ENCOR svstem of residential setvices, as revicwed by Barry Lamont,
clearly illustrates the active incorporation of the normalization principle
and the developmental model into a functioning real-life system of services.
I will not comment further on the ENCOR presentation since my brain and
squl have been too close to this model of semces, from its inception,
for me to be an objective responder to Barry's presentation. It brings
back many personal memories--like asking myself in the middle sixties
why the severely and profoundly retarde.l children are always kept in the
medical-surgical units of the institution? Why are they there in their
stainless steel cribs with the plastic on top and the room surrounded by
wire enmeshed glass as though it were some kind of infant nursery in an
acute infectious disease hospital unit? I would often ask (sincerely), ""Who
is sick here?" People would say, "Aren't you a 'real' doctor-~these kids
are sick--they have tough medical problems!'" They would typically be-
come more upset as [ would persist and ask, '"Who has a high temperature ?
Signs of inflammation? Pallor?" Nobody! We must all ask, "Why are
they there ™" Rather than alluding to some vague (and usually static) neuro-

pathological process which usually translated to, "Something wrong with
hlS brain, " the issuc is really that these youngsters can't ""'make it" with-
out a support system for their seizures, their delayed development, ete.
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'1 hey are treatable in the community and so why do we keep putting them

. with their own kind ?" Why do we keep sending them away from the
nurture of their own familes? They are often viewed as 'not going any-
where' and so they often go to the institution for long-term storage be -
cause, '""Ve all know they cannot grow'’; "we all Iknow there is no hope'’;
cte. The ENCOR system reviewed by Barry was, and is, Nebraska's
direct answer to these lingering myths and ncgative sclf-fulfilling proph-
csics.

The more advanced institutional setting was well illustrated by the pre-
sentation on the Ludeman Center. It represents Illinois' answer as they
saw the challenge in the late sixties; it was built in 1972, but conceived
in the late sixties. In the film strip component of this presentation thexc
were childre _ :inging ""The Impossible Dream"--similar to the group that
Fred Krause discussed. One of the mothers in the film discussed her
mixed feclings about bringing her child home. The institution was not
viewed as a "home' by either the mother or her daughter. I believe that
the overwhelming number of institutionalized citizens truly know their
homes and their people! The Ludeman Center was to be homelike; it was
to be like a home. It was to be many steps beyond their Dixon facility
and yet one must ask--why coulflh't these cottages have been dispensed
in the communities across Ilinois? Why must we continue to build the
modern leprosarium again and again? Call it whatever you want, but it
ends up heing a modern leprosarium because they've got the 'disease, "
and seemingly must be herded togcther as a deviant group set apart from
their brothers and sisters.

The group homes evolving in Pennsylvania are very interesting.: Mel
Knowlton spoke about going beyond the group homes, and Pennsylvanin

- has wrestled with thé challenge of actually having the money and now try-

ing to find the way to use it effectively. It is one of the few states that
has the money necded to operate and bring info being system., of relevance
which everyone can live with and be proud of. T wish them well in their
superb initial thrusts.

What do these Shov. :ses tell us? One person at lunch today, who will go
nameless, said, '"Vou know, Frank, are these really showcases? It is
like teaching young doctors how not to do an appendectomy. " Think about
that. We always teach young surgcons how to do an appendectomy so that
the patient doesn't bleed excessively, doesn't go into shock, experience
a high frequency of post-operative infections, cte. Perhaps our show-
cases are a sobering reminder to us of our own programmatic "retarda-
tion' in this country in regards to residential services--that we really only
have partial models and have not really "put it all touethe r' to date. 1
want the optimum in residential service altematives for our retarded
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citizens. Yet, we continue to think--then provide--along the lines of min-
imal models for major residential chalienges.

Where are we today? We scem to be embracing many trends and models
which are groping toward the future. In a word, we are in a very difficult
transitional stage. Fred Krause clearly illustrated that the money is still
coing to the major backbone of this country's ongoing posture towards its
retarded citizens: the large--and not so large--public institutions. His
illustrations clearly documented the continuing fifteen-to-one money ratio
of institutional expenditures versus community-based systems. So the
majority of dollar flow is still going the same way, and one could easily

surmise that there.are just not enough dollars for both of these alternatives.

1t should be pointed out that this ratio of dollars invested and-number of

individuals served in the local system will persist unless a concerted cf-

fort is made to serve retarded individuals in their home communities.

Currently, we have "mixed" residential models, ecvolving administrative

" models and systems and rather clear legal guidelines. We still also have

the partially met expectations of advocates. In this current transition I
would remind you that during this Residential Forum there were primar-
ily young people making the presentations. Great! We do not have to
worry about the future when we have so many young people giving.such
high quality presentations--reflective of their deep and ongoing personal
commitments to this field of endeavor. This area-is going to be their
career, their lives--and it will be their career fulfillment or personal
nightmare, depending on how real they are, how concerned, how true to
themselves. In brief, our retarded citizens are in good hands!

Trends and Roadblocks

"Teach your children well and feed them on your dreams;
the ones they picked, and the ones you will be known by.
Don't ever ask them why; if they told you, you would cry. "

Crosby, Stillé, Nash and Young

During a trip recently to Ireland my wife and I visited a rcsulcntlal facil-
ity for the retarded which had been hailed as the flagship o; Ircland's pro-
gram for its retarded citizens. Small, home-like, modern (and full day)
programming, well staffed by friendly and obviously involved personnel--
it was impressive. My wife suddenly asked, '"Well, Frank, doesn't this
fine facility make you really rethink your position on pubhc institutions 2"
Good question! Yet, before T could answer her, we were litcrally sur-
rotinded by eight or nine friendly young residents who asked to have a
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picturc taken, where we were from, etc. As we made the ‘:ircle of intro-
ductions 1 noted that she asked how they liked living heve and did they
want to stay. Amazingly, each enjoyed the facility'and yet each articu-
lated a pressing wish to "Go home, ' "Be with mom, " and "Work at
home!" It was diszconcerting to both of us and not in keeping with our
predicted impressions of 15 minutes earlicr. I was reminded of this
experience when I noted the following story in thc Chicago Tribune iast
Thoaksgiving, 1t was entitled, At 28, His Life Is Finally,

and Joyfully, Put Together; .

When we offer thanks today, T guess we're supposed te offer them
to the Maker, Well, Ilknow this guy He didn't make very well.
And then lle gnvn him a few more millstones, too. The guy's
name is Joseph Kadlub, and it's a testimony to the strength of
human will that he probably has more thanks to give this year L .
:han the rest of us. Joseph is 28 and mentally retarded--a / '
term [ hate. Ile is legally blind. Until recently he weighed

close to 300 pounds. llc is also, for all practical purposes, an
orphan.

When Joseph was a year old, he was treated at St. Vincent's .
Hospital for malnutrition and neglect. At 3 he was taken from '
his mother--whom he hasn't seen since--and placed in & sic-

. c3sion of five foster homes in four years. At 7 he was com-
mitted, on a mental deficiency petition, to the Lincoln State
School for the Mentally Retarded. He languished there for 16 ¢
years--until the day, in 1‘)71‘ whgn he decided he wanted to gef
out und livé like nnyone else. "hat meant a paying job, a’place o\I\\
his own, \(u}d freedon: of movement. - N \

But I prefer to 1ot him tell it:

1At Lincoln there &as this big row of beds on one side, and a big
row of beds on t}m{‘other side.. Tn the middle, people just played-
around. They had m@s at Lincoln, but they play dirty. You .didn't
get paid or nothing. And|some sit down and do nothing while I

do all the work. 1 had went on'trips outside, and I felt like some-
thing, so--told people T wanted to leave, that I'm nct sick. I'm h
not sick at all. 1Isaid I wanted to go to stores and all that stuff.
1 don't like to be elosed in. I want to be someplace I can just go
out."

As you've noticea», Joseph has a speech problem. Those close to
his case believe it's due in part to spending most of his life around

people more retarded than he.

It tcok time, but Joseph was fm'zlly sent to a private srelterad-care
facility with the state paying the tab. But Joseph didn'i like it\there

1 ﬂ 9
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oither. ""Thev keep the doors open and people steal. There were 200
people, and too many nurses, [ ssid Lincoln State the sume thing as
here. "

What he wanted was someong to teach himn skills he sensed ‘he needed
{o live on his own. The skiils he wanted wonld hurt your heart: ‘Cook-
ing. Doing laundryv. Riding the bus.  Coune .t r.aoney. >aying bills,
‘An immersion coursc in simple self-1espei..

Three vears azo, Joseph, living in vet another residential shelter,

- was placed in the vocational progsam of the Chicago School and Work-
shop for the Retarded. The Schoel operates workshops for people
with moderate mental hardicaps. They work on assembly lines that’
simulate real workin: condjtions, packaging voods and fitting parts
tocether for private industry. .

Joseph began to tuke off, His I, se from 19, when he was at Lin-
coln, to 57, then to 67. He has shed more than 40 pounds. Hc has .-
hecome what his work supervisor, Rudy lerdeck, calls, 'the best
packer we've got'; the remark caused Joseph to shrug modestly and
1‘(;?1)1\' ";1's just my hands, they do the work.™

- TN
-A vear w/), Joseph was aceepted at Renaissance Housce, 2201 W,

De\ on \venue, the residential faeility of the Chicago School and
Workshop. The gnal of the Workshop is to place the School's
hundreds of workers--inany of whom will live in shelters or with
their farailies the rest of their lives=~in private day jobs. The woal
of Renaissance Hous se--which is more selective arnd has only 20
residents--is to teach living on one's own.

If you think Jimmy Carter ‘has been born again, you ought to sce

- Joscph. Tle has learned to cook, showing an excessive fondness for
cheeschurgers. 1le has been taught h&v to egre jor an apartment.
e has checking and savings accounts. Once a week he takes a
money-management course, in which he learmns how to gave--from
the 80 cents an hour he makes at the wor]\shop and the $25.G0 a
month he gets from the state benefits that support him at Renais-
“sance flouse. Because he now travels freely about town himself--
and has discovered shopping--he has only $11 saved. But he's get-
-ting hetter at budgeting. .

" Mie's frugal, he doesn't try to buy evcrythma,, " Clmr Hellstem, a
" public health nurse who has befriended him, said kindly. Joscph
shook his head sadly. "Som-times I do, sometimes I don't, " he

said.

Perhaps the most amazing thing about Joseph s . his skiine, Snce
1371 he has been a part of the Blind Outdoor Leisure Program and
has been to Aspen and Snowmass four times. e skiis'with poles

v

18

~

Sy ’

ERIC

Aruitoxt provided by Eic:



O

ERIC

Aruitoxt provided by Eic:

attached to those of o euide behind him. A'tuy lets him know when g
to turn. Last vear he went by himself: Took a cab to the airport,
boarded the plane alone. lic staved with an Aspen ski instructor
who has become his good and great friend. "I was scared, but 1
made it anyway. “Went taere and came baclk, " Joseph said, "We
were more nervous than he was, ' said Bill Applington, program
dircetor at Renaissance Housce, /

il .
Why do I write about all this at Thanksgiving? Because Joseph's

mout to cet his wisn.

~Soon he'll gr: ldlldt(,; from thc .evy Workshop, 461u I, Clark St.,
to the Chicago School's plar . ment center at Mo rose and Ravens-
wood. Te'il g(,t densive training while they fin- him o full-time
osutside job,  Hels 430 moving into the "traini- " apartment at
Qenaissinee House, with @ roommate, Bddie, rhey will live by
ceaselves, awny from the other g’x.'oup‘, to simulate independent
living, ' :

4
And sometime hefore next June, Joseph Kadlub will move to an
cpartment of his own--niaybe even in Aspen. "Clean air, a small

town, and nice mountzunﬁq, " Josenh noted,

iis counsclors HRANIR] lf)t about his crest motivation, his long con -
. ntl.mon span, his will to m~ke it.

ut he might have hvc(i out his life in the vezetable pateh had he
not vrasped some simpl. - aths.

1t malies me feel good to work, just to do something. [t means
-1 don't, be lazy, " he told me. "'1'd like to erow up and sce what's
outside and have .riends.

"} wot my wish, [t came out good. 'Cause I just don't like to be
locked up and not do nothinz, ™

You will note that Joseph does rot consider himself as "sick.'" 1t may be
utﬁcult for some individuals to fully realize that the Josephs of this world

. can s:ly, "m OK. [Mm intact. Despite your label, I'm a-human being

who wants freedom, the dignity of work and te have my hopcs and dreams
jus st the we ty you dof'" Tater, in the article, he complained about being
placed with people who werc more retarded than he. Is he suggesting,

that we tend to encourage more signs and expectations of mental re-

tardation ? Sort of like prosthedic helps that do not help, but instcad,

tend to strangle developmental potentials. Or docs it induce regression
¢ hehavior--as has been clearly documented in and out of the ficld of re-

Llr(la’aon (c.g., the work by Bowlby and Spitz on young chilkdren who are

sent to live among strangers--away from their loved oncs. These chil-

dren tend to lose weight, become very withdrawn, autistic and soric

l, (“-r]
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Jiedh. What skills did Joseph feel that he needed to learn to live out in the -
world? They were rather elementary and casy to provide: cooking, doing
laundrv, riding the bus, counting money, cte. An impeossible dream?

Does it reallv take elegant programming to pmvndc Jogeph with these

adult self-help skills 2 1 think not,

| wanrt to stress that this stoiyv of Joseph clearly undevscores that the
personnel at his large institutional "home" did listen to him and shared--
indeed they actively supported--his dreams. Otherwise, - never would
have started on the road out of there. Let's not be critical of ianstitutional
personnel since they so often tend to be just as dehumanized as those they
diligently try to scerve in these grim settings.
You will note that Joseph's measuredy’ “clligence rose from -9 (while at
the Lincoln facility) to 57, and then to 67, Why? Poor testing”? Bias?
! think not, R,._tbcr [ would suggest to vou that the global phenomennn
termed human intellivence is only noted (i, c., _truly tested) in that experi-
mental interface between what life hias brought the individual over the

- vears and the current challenges of his environment., In other words,
£ there are ro meaningful clnllcn<;cs there-is precious little to measure
and/or observe., I clearly le'u'ncd this lesson in the ecarly sixties during
a research protocol on & musele relaxant drug to lessen the muscie spasti-
ecitv of motor impaired young retarded citize ns. The study design and
dosnge schedule was clean cut and sound. Yet, a colleague noted, "Irank,
if these youngstars are never permitted to stand in their eribs or at-
tempts masle to help them walk--how can you assess spasticity ©"' In

.~ other words, if the anti-gravity muscles are not called into action via the
interface of experience (i.c., standing or walking)--there is no distinct
spasticity elicited and the drug could not be adequately tested! The same
phenonienon oceurs with the attempts to assess intelligence in a child (or
adult) who ! as not been placed in an optimal setting for challenging his
problem solving or social ndmylive abilities.

reyel uoont
is
corbine an

In brief, this aews article makes a grand.iie of the continuing litany th. *
the severzly retarded, multiply handicapped citizens ""helone in the insti-
tutions because thev represent the lost generation. " Jose; ': is retarded,
ohuse, has poor vision and comes : 'om a troubled background.  Yet he
does not have to remain in that " irge piace out 1 the country, " left to
languish away with no onc to attend to his pleas for help. This Residentinl
I‘orun has shown other ways--beyond Joseph's stevling exrmple--for
thesc fellow ¢itizens to have a more meaningful pavt in the promises of-

Ame * ca.
|
1

Too often today, wnu.. we speak of residentini services for the retarded,
we fodus unduly on children and the severely retarded, Yet, in my ex-
perience, the seve. 'y retarded car be more quickly and optima'ly served
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in generic services in the community--in contrast to the emotionally dis--
turbed retarded citizen who frequently does need the structured setting
of institutional services. After all, the young children are not going to
the large pablic institutions in anywhere near the number that they did

a scant decade ago. Yet, the major challenges, in my opinion, are the
adult retarded citizens, like Joseph, who, because of the complexity of
their handicaps are viewed as "severely' involved. It seems to me that
they are the easiest to serve, especially in contrast to mildly and/or
moderately retarded individuals who have associated behavioral prcblems.
A major current-future challenge is to truly serve the severely handi-
capped Joscphs of our country who have been permitted to languish in

the institutions, ) ‘

Who will listn to the Josephs in their muted cries for neip? Clearly,
the juadges of our couniry have listened and acted. No;e that the language
of the judge in the Likins case“in Minnesota does answ~r the cry for help
th=t had been previously lost amongst the hollow eckces of state bureauc-
vacy and misplaced priorities. Additionally, as Paul Friedman noted,
the Bartley v. Kremens case, starting with the apparcnt adversary notion
of rignts of children versus rights of their parents, raises the question
.f vho has the right in this world to send a child away to live his life
among strangers., This lingering posture Temin ¢ one of the Swedish
poet, Erik Lindegren's observation, 'T'o believe you are born with bad
luck though you were merely born."

Cemmunitr Yased residential facilities must be designed to avoid the
r1.b ms of dehummanization and neglect which have characterized the
lavs. fastitution, They should be small in size, homelike in atmosphere
and 'o. sied within e mainstream of the community. Simply providing
thc 1entaliy retarded child er adult with a place to live is not enough

to cnsuce that he will develop to his maximum potential. A full continu-
um vl needed services must «iso be available in the community: services
such as special education, vacational training, religious education, rec-
reaticnal services, etc. ' ’

Comparative studies have shicwi tha. community placement is less costlv

.than ins‘itutionalization (e.g., Atiauta Assocxahon for Retarded Citizens,

1972). 1 The work of Coniey (1 9712 and 19733 ) has presented detailed
aralyses of the fiscal disbenzfits which the American economy must bear
as . resilt of institutionalizing the mentally retarded. There is also a
sizeable body of research demonstrating the benefits of com:.unity living

1

Atlanta Association for Retarded Citizens. A Study of Georgia's
Services for the Mentally Retarded. Atlanta, Georgia. AARC,
1972.
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which accia. to mentally retarded children and aduelts in terms of in-
creased opportunities for lcarning, growth and development.  Yet,
despite the strong casc for community-basced residential programming,
institutionalization remains the dominant form: of residentinl care for

" retarded persons in America. -

A recent beautiful book from Englund on retardation focused on the per-
sonal vicissitudes commonly experienced in institutions for the retarded;
it was succinctly entitled, Put Away, Can someone put a human being
"away" in this world? I think not. Not without duc process. Clearly

the following recent cvents have significantly altered this dchunuiniz-
ing posture: the Partlow case, the Likins case, the Bartley v. Kremens
casc, the ICKF/MR regulations (if the Federal Government has the cour-
age to truly deimand their firm implementation by March of 1977 instead
. of waffling first in Oklahoma and’ then the rest of the country), all hold
great promise for a significant constrichire on the construction’or oper- '
ation of the human warehouses. Anothcr significant event has been
mandatorv c:ducation (a tip of oitr hat to the parents of the retarded in
Pennsylviu..1!) which underscored the right to cducation for all retarded
citizens. A recent article in the education scction of Time magazine
listed the right to education as next orly to the civil rights movement of
the fifties as having the greatest impact on providing scrvices to the
people of this country, The demand for gencric cducational scrvices for
our retarded citizens, backed by hard dollars, clearly reflects the rev-
olution of the general public's thinking about who can be helped and how
our socicty is going to get it done.

Take these benchmark legal cascs, the facility-program regulations and
mandatory education, add to ther: the fact that no major group of individ-
uals is rea!ly pleased with our current large public institutions, and wc
must ask: What do we do next to break the lockstep of ihc large public
institutions which sHll p.rsist as America's residential ‘answer" for
many of its citizens--replete with the 15-to-1 dollar ©* -nsistency?

2Conley, R.W. An assessment of the economic rnd nor-economic
costs and benefits of mental retardation progran... In: Julius
S. Cohen, et 1 (eds.) Benefit-Cost Analysis for Mental Retarda-
tion Programs: Theoretical Considerations and a Model for
Application. Ann Arbor, Michigan: The University of Michigan, -
Publications Distribution Scrvice, 1971. :

3Conley, R.W. TheFEconomics of Mental Recardation. Baltimore,
Marylard: Johns Hopkins University Press, 1973.
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I am tempted to stop here, be friendly and say, "Come back nest year
and we'll talk about the moral dimensions of our current residential
quandry.' Rather, T will now =peak (for the remainder of this pre-
sentation) as Frank Menolascino, necas o senior officer of the National
Association for Retarded Citizens:, wnd directly share with you what T
sce as the major future trends in providing residential services for our

retarded citizens.

The time has come for us to clearly say that the system of state sup-
ported, large public institutions as the mainstay of our country's primary
residential altefnative for its retarded citizens has failed them on a
orand scale. We have to also-look closely at the Showcases displayed in
this Forum and ask, "What are their relationships to the developmental
implications »f futurc residential services for retarded citizens ?"" Look-
ing at the mountain of data we now have, I think we must say to ovxsclves
that there has got to be another way to spur change in the seventies~--
lest we talk oaly to cach other and become convineed that the issues will
"take cave of themselves over time." TFor example, in the closing sec-
tion of Charging Patterns of Residential Services, a President's Com-
mit ce public fon in 1969, Gunnar Dywad wrote a timcless contribution.
[T+ =ned i continuing inertia to specifie changes-cven though the ideol~
ow o1 asy .eiagest technology needed for change were readily available!
S oo s e of the roadblocks to changes in residential sevvices and

v - seiochs ware variants of the same posture of professionals and
bureauc mats who hiad Teld i retarded into the wilderness during the first
two decades of this centu~ . They had spoken of mass sterilization,
foreed labor and low budget insti ations as 'good enough' for the retarded
¢itizens of our ~ountry. Gunnar noted that the models for major changes
wore available in 1969 and his vomments are as timely today as they

were eight years ago.,

Lest the proiessionals feel that Tam unduly picking on-them, I want to
note that this is a posture of many other human service components.

A\ clear example of this continuing professional posture appeared in a
receat issue of Business Week. The article discussed the negative in-
come tax (i.e., family maintecnance programs) which could "...as most
ceonomists see it, be the answer to the welfare mess by replacing ‘
many of the individual programs with a universal federally finaneed nega-
tive income tas<.” The article notes that this posture has been frequently
discussed, kicked around and typically was a highly recommended course
of action. During the last five years there have been five large-seuilc,
scientifically designed programs to assess what doe s hap.en when

vou actually provide a family maintenance program. "1 the pase, the
article noted, people thought that if you ad this program folks wouldn't
work, welfare recipients would spawn another generation of the same,

oo
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education levels would latten out beeause there would be no positive

modeling for children, ete. The article points out'that just the opposite
results Lave been reported in the five reeer v completed national studies,
“oay d 1 bring this o vour attention? Issues in retardation encompitss
some of the same issues as in the area of family subsidy, Further, they
are hot', researchable issues, and rather than your philosophy or mine,
or vour prejudice versus mine, we now have the technology to dissccet out
what works and what does not. A3 to the professional and burcaueratic
roadblocks™ which ride the backs of those ihev are supposced (0 sevve,
the following-comment from this article is divectly :11>}i1'171)1'i:1tt\. ""Not
withstanding the broad support amorfe experts. Conuress has been slow

t embrace the neemtive ine e tax idea. tme. reason has been the pres-
sure from welfare ourcaucrats and special interest aroups that have a
stake in maintainine programs that a negative income tax might supplant, ™

This suguests that paid public employees have Kingdoms and i obses-

sion with territoriality. Even when yvou have hard data, bureaucrats ana
special interest groups do not want to give up the hvdra-headed welfar
hu_l'c:uu’ei‘nc:y‘ (or the ina itutional bu reaucracy). I would commend o
vear attention that this same professional posturc Las stymied the po-
tential dynamic of movement townrds the currentiy available, wide
spectrum of community-based residential prograoms (as clearly shown
durine this Residential Forumj arel, in my opinion, has been a gross
disservice *o thnse citizens we are all privileged to serve: our mentally

retarded S tow citizens!

Stumbling over the Deatter on ithe Way to the Best

"y,m I mad that I should cherish that whieli bears but bitter fruit?
1 will tear it from n y basom, ihough my heart be at its root... "

Tennyson

As © thought whout the ev:nfs of this Residentind Forum | reflocted on the
above-noted admonition from T.ord Tennysor. 'y appreciably alter onr
current posture toward residential services ! believe we will have to
literw.1ly replace the sources of the bitter fruit--though they may be deeply
embedded in the hearts and brains of individuals whose current svsteme

of services are not very helptul to our retarded citizens, Lett ¢

carc of their own personal identity problems-and alijed burcaucratic needs--
without remaining as the roadblocius which conti)mc the wide geade dohi -

manizing of retarded individuals, /

Trulv we are in a transitiornal period, from the nld residential model of
a remote abd de for the "helpless and hopeless! to the wide v oty of

Y
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currently enhiane m-' models which hold the promise of bringing about
maoaningtul el m“(,. As I reflected on the diversity of views in our cur-
rent transitional period 1 thought of the principle of complement: 11{/ty
from the tield of nuclear physics. Nils Bohr reecived the Nobel Prize
because, in the second decade of this eentury, he closely studlgd the
pvm\v then current theories about the nature of light and noted that each
W correet as far as it went.  fle took from cach of these mcomplet,e
ideas their principle components and found that when he coinbined these
components they were complementary and together explained the aatur?
of licht. That is the prineiple of complementarity from the world of
atomic physics.

v our Yheveeqses there is the potential to apply the same principle of
con rementar ty. We ean abstract, in the current dynamic movements
fowmnds rights, new human service systems, new technology and the
Association for Retarded Citizens' movement of continuing advocacy--
we o have the i'as which, when put together via the complementarity
nrinciple, can g + the direly-needed new horizons in residential ser-
vices. \We are in transition, yes, and I would suggest that we seriously
consider--lest we repeat the sins of the past--a national moratorium
-0 ail major residential plaus; go back to our respective states and,
15 John MceGee clearly noted, seriously reflect on how we can clearly
advocate for the full rights of the mentally retarded citizens of Ameri-
¢, Pollowing this moratorium (i.c¢., for the rest of 1977y we could
thon s.v, "This is the national posture we want--a full system of resi-
dential services in conjunction vAith the educational-vocational-social-
ree eational services needed--operating where our families reoside.”
Vou, we could decide without the roadblocks of the myth of lim'ted finan-
cilorosources, the conflieting needs of politicians or the out’muded pro-
feasional msumptlons obout limited developmental p tialts of retarcnd
persons,  We would have to truly lork at ourselves™and then fully live

o to our past and vresent promises such as aclher"nceﬂe NARC
pnhw. statements on residential scrvices., It is bqﬂicqlly a problem of
rue advocacy, and we of the ARC movement must literally drag the field
forwnrid, In this transitional period we v.:11 fully support the family
and stop the continuing pathways to patienthood into the large or not-so-
Inrue Usooadern colonies for the retarded. As we have noted in this
Residential Forum, the evolving transitional nodels are there. We will
nave reaffirmed that there will no longer be any "lost generations' in
this country--of whatever "abels" --and reaffirmed that no Ameriean is

cxpendable.

Lest |seem "eompletely unrealistie” may | sugeest that this moratorium
i1l clear the air of the hatfway solutions over which wa continue to
stumble in cur country. We will no longer need to talk of what to do with

v ‘ 1 Cid
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the "wivens' from our orim pasts we ean embrace our collecetive eon-
sciences and "o all the wie ' Yet, what is that "way 2" IMirst, the
principle of normalization and the developmental approach to the erowth
of our retavded citizens--of whatever age, type orlevel of handicap--
roally hiave no serious detractors, theoretically or practically, as a firm
hasi= ¢ residential programs.  So let's cease the specious argumerts
aeress our country such as the statement, "Normalization is a bunch of
junk and is only supported by a ot of enthusiasr," Show me a better
posture towards our retarded ritizens--show nmie one! Sccondly we will
fullv support funding for the famity as the primary unit of care and pur-
chisor of serviees--via full funding forlgencrie serm.ces in the commun-
ity oand sav to heel: with the maddering qrray of funding sources which
Rita Charfon notod! The overriding 1‘01"0 of our ARC.movement, as John
VieGee-mentioned and as Ms. Burda also underscored in her presentition
at Indianapolis, will then be to closely monitor this far..". -hbased tiliza-
tion of generie sorvices. We can, and must, pull toget ~rall of our re- .
sources: publi¢ awareness, wll kinds »" ulvocacy, ongoiing agEressive
Governmental Affaivs efforts, cte. o can leap-frog the current transi-
{:onal scenc, bevond the ENCOR and Macomb-0Oaltand models and beyond .
the scandinavian morlels of the reeent past.

N

We must directly face the bitter fact that we are cu rrently serving our
retarded citizens in the residential models of the sixties eva. ety it 1s
reossuring to me to note that in the seventies the Seandinavians arve coni-
it 1o America on the Dyvbwad Awards! In the sixties we went there and
o saw the uttimate in modern gmall scale institutions--in contrast to
what thev, in turn, viewed our institutions as: being not so clean "eattle
barns. "' In the scventies the Seandinavians are coming to America, and
what do they see? Partial medels?  Mixed blessings ? Or, in the latter
part of this decade, will they see the best which our great country has to

]

offer for its retardesd ecitizens ™

’

Moral! Imperatives to Action

"Will the veiled sister prav for
Those who welk in darkness,
Those who are torn on the horn between
season and season, time and
time, between power and power,
those who it
In darkness? he veiled sister pray
[‘or children at -~ sate

Who will not go avay and cannot pray ?"

T.S. Eliot
1.8
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mereasingly, when 1 attend such events as this Residential Forum, Tab-
strocet them into antitheses.  On the one hand, the dream, the promise,
the idealism, the hard and clean moral decision of the individual whosce
conscience J-omands that he or she use his or her knowledge to improve
the lot of retarded citizens as much as he or she kno'ws how, On the
other hand, the status quo, the frozen negntive attitwles and, increas-
ingly tods, the slick Madison Avenue packaging of the same old dreary
institutional story. There wis a time perhaps when this dichotomy be-
tween morality and indifference was not so sharp.  'Fhe carliest insti-
tutions tor mentally retarded persons in this country were, in Iact,
suporh training schools and those who entored returned to society better
{rained -t more fully developed individuals,  That «day certainly is past.
Today institutions for the retarded are too often a one-way strect to
atuador and oblivion.  Not all instiwitions compare with the abomination
of thee intamous Willowhrook in New York, but I ean reeommend few of
the many | have visited - hurmane places where a retarded person ean
full  develop as a growing, learing individual, Institutions for the

v wrded per se are overcerowded, understaffed, dehumanizing and incap-
able of delivering o fraction of the opportunity and enrichment of normal

society,

it these are retavded people, savs the institutional superintendent,
This is where society sends them,  We e understaffed and overworked,
Bt we do the best we can, he adds.:

I i3 not, 1 would contend, that such individuals are immor:d--they are
Simnly ammune te the demands of morality.  Institutional blinders are in-
deed restrictive  nd in time the rock-bottom dchumanizing minimum of
custodial care b ns to look like "the best we can do.' A shocked public
may demand entrince to view this affronit to our ideas, but the fortress
wills wre np; visitors' passes 1re neeessary; no cameras, thank you.
At this point an appeal to the morulity of the institution keepers, to their
ideals and their professional ethos is so often scen by them as irrelevant.
The effeet of the institution is te nake them as blind te the needs and hu-
man potentials of the retarded iindividuzl as the fearful parents who first
pliaced their child within its walls.
Is ther i alternative v This :.ni)iq_ui‘wus question is testimony to our swm
- blindness to the capabilities of the mentally retarded. The alternative,
AR of course, -is-outside the institution--in the society of home and commun-
ity that nourishes us, challenges us, forces us tc grow and fulfills us.
Fvery member of our society has varying cducational, counscling, medi-
cal and vocational needs--why not meet .e similar needs of the retarded
in the same fashion, in their communitic *? The success of community -
based scovices for the retarded is persuasive proof of the capabilities
of reiorded persons; these prograr - @ re also a validation of o moral
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attitude that perceives an ideal and strives tomake it real, Those who
dismiss the promisce of community scervice prograns as "phonv public
relations gimmicks' and "distortions are guilty of a double blindness:

an inability tsew not only what is but what should be. 1t is not cultur- il
ally normal for one to spend his life in an institution, mtich less in o o
warchouse that calls itselt o therapeutie center, It is, “n fact, horven-
dous that anvoine does.  Cultuedl norms camot he learned in i abnormal
milicu. This is a truism oty and if the buscaucrats and professionals
ot 25 vears aco could plew ™ Lowrance of an alternative to warchousing

as an excuse, no such ple. is possible today. The pioncering efforts of
ltard, Seguin and Howe proved that retarvded persons could learn; the
mountair ~f data conpiled ince then has proven how much they could
leam.  These arve inconverient facts for the defenders of Lirge public in-
stitutions, and one can only conclude that by denying these realities,

this data, these fucts, they are confirming their own roadblocks to he-
coming truly contributing helpers of retarded citizens, Excellent models
of community service programs exist and their value and workability is
rapidly being proven. The knowledge on which these serviee systems are
hased is readily accessible to those who recognize that a life based on
the cultural norms of home, work and community is not only o possibil-
itv tur retarded persons but, 1 believe, a morul nceessity.

Finally, there is knowledge itself and the moral dem: inds it creates. The
social-educational-vocational services have been traditionally viewed as
helping pmf(\sswn:ds and, unless the practitioners are morally bankrupt,
they mnust use what is known to help our retarded citizens attain cultur-
al norms as far as is possible.

hiowiedye

To work in community-based services for the retarded is not a total divorce

fre . the "system.' The radical posture may be tempting, but ultimately ol turnative
it is isolating and sclf-defeating. I would wdvise against it. In my exper- syston
ience, the syr wnt fosters and supports the public institutions can be ;
jersuaded to 5, Jhe community-based alternatives to it. In fact, if
one is serious about change, the system must be dealt with and persuaded--
for its components are parcnts, professionals, legislators and institution-
al personnel whose support is necessary in order o initiate 2 true alterna-
tive to institutional care. The community-based system, once established,
then depends upon the institution to refer clients back into the community
and may find that former institutional person:el arc early and valuable
applicants for work in the alternative systemn. Thus, while an arm-in-
arm or hand-in-hand relationship with the institution may be uncomfort-
able, communication between the two systems is vital.

The dichotomy of the two systems is an unnatural one, and the politi cal

competition between them can be a distraction {from, and detriment to,
the proper goal of serving retarded persons. There is evidenee, however,
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that svstems of care that utilize both institutional and community resources
are evolving, \s the 1976 Report of the President's Committee on Mental
Retardation noted, there appears to be a4 major reorientation of the role
of the public institutions. The Report points to three modcls of services
all of whic., differ simificantly from the traditional model of the iso-
lated institution. The fivst of these is the urban residential center which
provides scvvices to residents and day survices\m\ retarded citizens who
live in the community. An example of the sccond model is the effort to
convert institutions into specialty residential facilities which prepare
clients for community living where they are served by community-based
prosrams,.  The third model is the regional service delivery system in
wliich the institution is a cent 1 resource connected by communication,
osutreach activities and the f1o.. of clients to the community -based com-
ponents of the system.  One should note that these are fluid, not final,
models; but they are extremely hopetul signs that institutions and com-
munity-based services can work tegether to provide normalizing services

fap our retarded citizens,

The question of public-politicad-professional accomplishments and its
alliced issue of morality, then, is rot "us™ against "them" or community-
hased residential programs versus institutions. It is more a matter of
the individual service provider's pereeption of what we all, as human
beinus, descerve and his assessment of his knowledge, power and vision
to cffect the neecessary changes. 1 would stress that service providers
must focus on the need for individual programming for each and cvery re-
tarded citizen, regardless of where they reside. If that attitude were
comnpien to professionals in mental retardation, the results would vary,
for morality leads people in many directions. [ do not doubt, however,
that the futurces of retarded persons would be a hundredfold brighter;

that there would be many shapes and forms of vezidential service models;
and that more voune and dedieated advocates and professionals would
join, anxious to use their knowledge, skill and enthusiasm in service to
peraons so long denied the normal life experiences we take for granted.

The lesal rights of mentally retarded persons are, at present, being af-
firmed in the courts, Wihat is crucial now is the affirmation of their hu-
man rights by society; the recomition of them as leaming, growing per-
sons who deserve the opportunities for self-fulfillment as much as you

and 1. From my own experience with community -bo sed programs in Ne-
braska, [ can say that, when the advocates and professionals can emorace
this idnal as the proper moral expression of their involvement and full
utilization of their knowledge, the acceptance of mentally retarded persons
bv our society will not be far behind.



O

ERIC

Aruitoxt provided by Eic:

187

Coneclusion

1 believe that we must rothinl:, vefleet and then actually seek to finalize
agtimetable to phase dosm all of the large public institutions for the re-
tarded in our count., ‘. ten~vear period should be long enough to in-
erementally make the frinsition from where we are to where we must be:
within the family, in the boine and in the community. [ am fully aware
that we have a long way to go, and again | speak as one person whose
ervstal ball, God knows, is cloudy. I have no periscope ou the future,

but after 18 vears in this field of service I.remain deeply bothered by
hearing the children in the wilderness singing, as I'red Krause mentioned.
The President's Committee on Mental Retardation, in its MR 2000 Report,
predicted that by the end of this century the current institutions will be
drastically altered. Tecderal goals talk about -+ ruduction of a third or a
aquarter of the current population of instituticmalized retarded citizens.
What is sinful about going all the wayv duri.  *the next ten years” \Where

is the roadblock to a movement which b, . . aivage to lift the initial
Iorizons of help and hope~-in the carly ! .0 go the next big step of
serving all our retarded citizens as ¢ -c itizens who truly descrve

full opportunities to share in the prorus<e< + America? I spoke this way
at a national conference just one wee' v wrdl someone said to me, '"You
know, Frank, you sound as 'old fashioned' us our new president. e

speaks of compassion, and you spen’s vt - rincing equal *obportunity to the

retarded for wholesome and respon-i-: residential environments.' The
obtainment of wholesome social-ada...ive benefits from responsive en-
vironments and how they can be individualized to meet the needs of all
retarded citizens~-~-regardless of the nature of their handicaps--is how
lElizabeth Boggs recently reinterpreted the principle of normalization.
She wanted for her David a truly responsive environment. Yes, we must
talk the same way about all of the programs--current and future~--for
every retarded child and adult in this country. Not because he's obese,
or has an IQ of 45, is blind or microcephalic, has spasticity in one leg--

___vou fill in the blanks--but because he's a human bcing who is a fellow

citizen. Let us reutilize the traditional truths of the early humanism our
country displayed towar(l\i\fs\ngt\:arded citizens and curn our back on the
roadblocks--consciously, with purpose and fully commit oursclves to
provide tiily responsive models of i'CSiclcntial services to enhance t. >
lives of our retarded citizens.

\We talk too muck about vur movement's fears and roadblocks to captur-
ing the dream of full personal fulfillment for our retarded citizens., Dis-

-sention within our movement, unions, conflicting advocacy postures, the

negative fallout of politics, etc. We talk too much in terms of beiny fear-
ful of doing what we have known for a long time must be done to sive re-
tarded persons a meaningful place to live and grow as full citizens in
their country. ' :

consistent
“quals

respunsive
sorvice
rodels
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ooy avenre that this moior prsh e il advocaey will derand realisn-

vt of G, ot fines, Moo niee’ postire towards state-loead plinnoers

cand seryice dedivery personnel. We must no-longer aceept just tulking

o tuom at the times of erisis-—und then they makoe the real dollar de-
civions v the back room. The current era of openness in government
i1l aid us oreailv. ilave vou noticed how many public officials and om-
plovees abwavs seom friendlv until it comes to unfavorable publicity or
doponular policy decisions U Then we the avoentes, become typically
ioveod s inceolictent, inconmpetent, troublesome, cte. Shee our move -
ment has been the misior impetus for progwam changes and a central
stimulus for the apidly inercasing dow of dollars to programs, wo can
demand that we stop beir g viewid asjust good from pcople who ... just
can't understand the buek, 7 wWe must demamd coharent stute plans--
replete with the dollais diseussad openly and up front, Moy who cur-
rently utilize the igstitutions dre very hesitant about the thrust and
eventual goals of doinstitutionalizition. Yes, this posture was badly
Battered by the mental health people who rapidly closed dovm gad in-
judiciously dumped people into boarding houses, nursing honies or tit-
erally out in the strects. This trend in meatal health was very disre-
spectful of parents, their sons and daughtetrs. In contrast, and as 1
said earlicr, the thousands of employees in the institutions for the re~
tarded have been and are good and diligent heipers to our retardec
citizens. We must not repeat the mental health scene, and the mor-
atoriun: which 1 am sugzesting must take a hard look at step-hy-step
planning and implementation components which directly reflect on the

personal rights of all parties involved.

As many have noted, there is in this country a great untapped opportunity
to fully utilize the mountain of available knowledge about modern resi-
dential alternatives. Yet, I keep hearing, in state after state, ''Yes, hut
..."and I have listened very carefully to what the "buts' are., Ten
years ago they referred to not having enough trained people; today that

'stricture is no longer a valid one. That was one of the reasons why

our carly institutions failed at the turn of this century--because we had
a rural-based population and insufficient numbers of trained pecople to
serve the retarded where their families -esided. Today we have a rapid-
ly increasing army of trained pegsonnel and, thank God, they are young
people without the professional blindspots of the past. Another frecquent
"but' is money. Bluntly, T have never believed that our country, which
has 2 one trillion dollar Gross National Product, cannot do anything v
wants to do! We can put a man on the moon, fight an unpopular war or
we can dehumanize people. Surely we can demand that the investment in
responsive residential alternatives for our retarded citizens is a noble
and high priority item for investing in the current-future potentials of
all of our citizens!
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i clearly note a changing posturce at the foderal level towards hunim
services mnd an openness which is matehed with @ concern for all

of our citizens.,  Let's capture this chancing posture and cohtinue to
chansv the horvizons of hope and heip tor our retarded citizens in the
area of residential services. It cries out torbe accomplished by us, the
major orranized movement of active advocates for the retarded citizens
of our countryv. A significant challenge, ves, but onc which is in keep-
iny with our movement's ongoing work, our shared love and our ongoing
commitment to whai must be done for, and with, the retarded citizens
of \mearica,
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Sdult Group Home Procedure Manual, 1971, North Carolina Bepartment
of Human Resources, 325 N, Salisbury street, Ruleivh, North

Carolina 27611, Cost: 33,75,

[»
An Apartment Living Plan to Promote Integration and Normalization of

Mentdlly Retarded Adults. 1971, by Margaret Fritz, Wolf Wolfens -
berger and Mel Knowlton. National Institute on Mental Retardation,
Kinsmen Building, York University, 700 Keele Street, Downsview

(Teronto) Ontarin, Canada M3J1P3,  Cost: s1, 50,

analvzing Costs in a Residential Facility for Children: A Step-by-Step.
. Manual, 1969, Child Welfare League of America, 67 lrving
Piace, New York, New York 10003. Cost: 33.00,

Designed to mect the need for a workable, uniform method of
measuring or analyzing costs in a children's residential group
care facility, the system is planned for self-administration and
needs no special forms. Outlining a method for breaking down
the costs of operating an institution under voluntary or govern-
ment auspices, or an institution service provided by a voluntary
multi-scrvice agency, the manual is.organized in five major
sections. These are: (1) Organizing for costs analysis - staff
assignments are made and decisions 2~7¢ reached on handling
problems; (2) Expenses in the agency's books are analyzed ‘and
allocated; (3) Parent organization expenses are applied to insti-
tution service; (4) Donated goods and services - imputed costs -
the diffcrence between the commercial value and the actual ex-
pense to the agency of donations are identified; and (5) Prepar-
inz cost analysis report - based on the above information, a cost
analysis report is prepared, consisting of four or five exhibits
supported by a written year-end interpretation. Developed by a
U.S. Children's Bureay financed project in the American Uni-
versity School of Government and Public Administration.

As Close as Possible: A Study of Community Residences for Retarded
Adults. 1974, by Bruce Baker, Gary B. Seltzer and Marsha M.
Seltzer. Read Ilouse, Harvard University, Cambridge, Massa-
chusetts 02138, Cost: 312,50,

The PARC Project (Planning Alternatives for Retarded Citizens)
was undertaken to explore the many ways in which retarded adults
are beginning to live in communities. This is a descriptive study
of alternative models of residential living for retarded adults and
a survey of community residences across the nation which also
included an on-site examination of 15 programs. Chapter 1

| 40




develops background themes, followed by a description of procedurcs
and an overview of the survey results from 381 programs and issues
raised by them. Chapters 1-13 consider in more depth alternative
models currently serving retarded adults. Various issues are
hivhlighted in chapters 11-15, and rccommendations are madc rele-
vant to Massachusetts. Appendices include a related paper on
behavier modification in a group home.

Benetit-Cost Analysis for Mental Retardation Programs: Theoretical.
Consirlerationsand a Model for Application. 1971,.cedited by
Julivs S, Cohen, et al. Piblications Distribution Service, Uni-
versity of Michigan, 615 E. University, Ann Arbor, Michigan
18106, Cost: $1.25.

[Final report on the project "Cost Benefit/Cost Effectiveness
Analysis of Edu .ational Programs,' at the institute for the
Study of Mental Retardation and Related Disabilities.

0

A Common Sense Approach to Coinmunity Living: Arrangements for the
Mentally Retarded. 1975, by John W, Fanning. Charles C.
Thomas Publishers, 301-327 E. Lawrence, Springfield, Ilinois
62701. Cost: $8.50. '

Ideas presented deal with the necessity for procurement of various
types of insurance; checking zoning, fire and safety codes; how

to deal with city ordinances; methods of selecting and securing
household furnishings; ideas on designing individual training
programs; use of community volunteers; transportation alter-

*  npatives. There is a discussion of advantages and disadvantages
of using couples as houseparents as opposed to single managers;
steps in implementing training hostels, group homes, apartments,
etc.; how to select a house and methods for screening residents.
The book also includes discussions on the need for sex education
for residents; a sample program evaluation scale; plus warnings
of common pitfalls and problems in the planning and setting up
of community living arrangements.

Community Group Homes for the Mentally Retarded: Utilization of
Evaluation Results for Program Planning and Quality Control.
1974, by Angela Yaron and James Graves. . State of Colorado,
Department of histitutions, Division of Mental Retardation, 306
State Services Building, Denver, Colorado 80203, Cost: Unknown.

This report presents a working model of project evaluation, the
purposes of which are: (a) to help staff improve the quality of
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théir service through ongoing monitoring of program and client;
and (b) provide adequate accountability regarding the cffectiveness
of the program to the state. Des‘gned to monitor and evaluate a
three-vear projeet called "Colorado's New Patterns of Living for
the, Mentally Retarded" (which involves the establishment of small,
community-based group homes for retarded individuals), the dis-
cussion focusces on monitoring client and program movement, as-
sessment of program objectives, degree of achicvement, emerging
patterns and utilization of cvaluation results for program plamning
and quality control.

Community Homes for the Retarded. 1975, by Joel S. Bergmuan (cditor).

Lexington, Massachusetts: D.C. Ieath and Company. Cost: 311,00,

This publication discusses the planning and implementation of a
group hoine, illustr: ‘ng comniunity involvement, selection and
training of house munagers, program guidelines and budget con-
siderations.

Community Placement of the Mentally Retarded: A Iandbook for Com-

munity Agencies and Social Work Practitioners. 1973, by Richard
A Mamula and Nate Newman. Charles C. Thomas Publishers,
301-327 E. Lawrence, Springfield, Illinois 62703. Cost: $6.95.

The stated intent of the authors is to create a handbook for social
work practitioners in the field of community placement which

(a) seriously examines the basic components of the commmunity
placemcnt concept; (b) discusses its historical development; and
(c) offers suggestions and a practical guideline for the development
of effective community placement programs designed to mect the
particular requirements of the individual communities and agencies

involved.

Community Placement Program: An Examination of Process and Out-

comes of Community Placement of Adults and Children From
Mental Health Institutions in Michigan. 1974. Part I - Report.
Part II - Technical Appendix. By the Michigan State Office of
"ealth and Medical Affairs, Lansing, Michigan 18913,

Cost: Unknown

I
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A Comattmity Respite Cave Program forthe Y\IQntLl]lL\vtndul and/or
Physicadly Hmdicapped. 1976, A handboolk by Deanna Shoob
(36 paves). Childeare Assistance Program for Special Children,
Inc., P.O, Box 1217, Springtield, Virginia 22151,0 Cost 31, 00,

<]

A step-by-step discussion of how the Childeare Assistance I'ro-
sram developed its respite scervices is presented. The handboolk
includes staffing requirenients, sctting fees, methods of fund-
ine, recruitnient and training of serviee ]?1‘0viders.

A Comprehensive danual on the Establishment and Operation of Com-
munity Residences for Developmentally Disabled Persons.
1075, h\ the Northern Virginia A%socntmn for Revarded Citizens,
105 5. Annandale Road, Suite 200A, I alls Church, Virginia
290146, Cost: 22,00 Softcover, 55,00 Looscleaf Binder.

This manual was compiled by the Northern Virginia Association

for Retarded Citizens' staff in consultation with other public

and private agencies. It represents two years' rescarch in

the area of community cfforts to (1) prevent institutionalization

and (2) aid persons in reloecating out of institutions and into the
~community. Items covered in the manual include finance, zoning,

home management, insurance and liability.

Creating the Community Alternative: Options and Innovations. Proceed-
ings of a Conference, March 19-20, 1974. Hershey, Pennsyl-
vania, 1974, hy Horizon House Institute for Research and Devel-
opment, 1019 Stafford House, 5555 Wissahickon Avenue,
Philadclphia, Pennsylvania 19144, Cost: Unlmown.

o Specifically, the conference was designed to provide Pennsylvania
mental health and mental retardation planners, administrators,
service providers, public officials and interested citizens with

—— new concepts relating to community alternatives. The program
content of the conference was organized around three major
sessions, each addressing a separate aspect of the conference
theme: (1) Creating Alternatives for Optimum Residential Care;
(2) Creating Alternatives to Promote Positive Adjustment in the
Community; and (3) Creating Alternatives for Improved Case
Management and Continuity of Care.
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Croeating @ Foster Parent-Agency Handbook, By Ielen D, Stone and

Jeanne M. Itunzeker, Publication Scuvvice, Child Welfare Leane,
67 lrving Place, New York, New York 10003, Cost: 32,50,

This vuide offers a uniform approach to the preparation of informua-
tional manuals and agreements between child care agencies and
foster parents. Its purpose is to provide comprehensive subject
material that can be adapted to the policies in each locality where
agencies and foster families work together,

PDeinstitutionalization: An Analyvtical Review and Sociological Perspective.

X:lti()ml:ll Institute of Mental Health, Series DD, No, 1, 1976, by
Leona L. Bachrach. Stock No, 017-02:1-00530-1. U.S. Govern-
ment Printing Office, Washington, D.C. 20102, Cost: 31.10.

This study is primarily focused on mental hospi tuls and describes
the issues of deinstitutionnlization, examining them with the as-
sistance of a theorctical framework. The framework used is func-
tional in nature. "A fundamental and underlying assumption of the
study is that many of the problems conmnected with deinstitutionaliza-
tion are closely related to a general failure, first, to understand
and/or pay adequate attention to the unique position of the mental
hospital in Americaa culture, and sccond, to make sufficient al-
lowances for this uniquencss in the process of plunning for socinl
change. "

Education for Toster Family Care: Model and Method for Foster Parents

and Social Workers. 1974, by Helen D. Stone and Jeannc M. "
Hunzeker. Child Welfarc League, 67 Irving Place, New York,
New York 10003, Cost: 36.95.

The authors present basic material on-prescrvice and inservice
educational progrimming for foster parents and foster family
social workers, together with a number of models of how these
basics can be, and are being, implemented locally.

Establishing Community Based Homes for Developmen’r.ally’ Disabled

Adults. By Dorothy Philbrick. Life Skills, Inc., 3803 East
Lake Way, Redwood City, California 94062. Cost: 32.50.

The author, writing from her own experiences of establishing

a small group home for developmentally disabled adults in Cali-
fornia, provides practical advice appropriate for any geograph-
ical area. Ms. Philbrick belicves that a small group home
situated in the community where trained staff would teach each

200
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individual the necessary living skills, would tumish the incentive
necossary for progress and the training that developmentally
“disabled adults should have to live a happy and fulfilled life.

An Fvaluation of the Iiffeets of Group THome Livihg. 1975, bv Charles

1. scovers. Aux Chandelles, Elkhavt County, P.O. Box 308,
Iristol, Indiana 16507, Cost: Unknown,

Family Care Training llomes:  Manual of Proecedures. 1971, by Macomb-
Ouakland Regional Center, 16200 Ninetcen Mile Road, Mt, Clemens,
Michican 18043, Cost: Unknown.

The Family Coye Training Home Program of the Macomhb-Oakland
Reeional Center in Michigan, a modification of the Family Care
Program of the Michigan Department of Mental Health, consists
of placing one to three mentally vetarded individuals in a carefully
soleeted private home in which the resident can live as a family
member and reccive both care and training, Not mcant fo be a ,
lite-long residence, it is a goal. of this program that an individual
maximizc his potential and move into a more independent placement.
Included are gui(,leliries, procedures, descriptive matcrial and
forms (policy letters, checklists, cvaluations, ete.), inscrvice
training schcdules and inservice training objectives for family
care training homes.

ive Models-of Foster Family Group Tlomes: A Systematic View of
Ioster Care. 1971, by Elizabeth A, Lawder, Roberta G. Andrews
and Jon R. Andrews. Child Weltare Leaguc of Amcrica, 67
Ivvine Place, New York, New York 10003. Cost: 33. 00,

The purpose of this monograph is to develop the concept of dif-
ferentiated foster family carc designed to scrve a range of children
and to describe several foster family models useful in putting this
concept into practice. Tllustrating the flexibility that an agency
must have if it is to selectively adapt available resources to chil-

: dren, this publication scts forth one approach to developing a
wider choice of family environments for the placed child.

)

(iining Community Acceptance: A Handbhook for Community Residence
Planners. August, 1976. Patricia Stickney (cd.) Community
Residences Information Services Program (CRISP) of the West-
chester Community Scrvices Council, 713 County Office Building,
White Plains, New York 10601, Cost: 33.50. ’
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The handbook is designed to provide residence planners with
practieal ideas and methods for analyzing a community and for
determining strategics which can be effective in gaining support
for 4 communitly residence and in resolving conflict; an examina-
Lion of the ohstacles causad by restrictive zoning codes, cte.; and
a4 roview of the role of the media in gaining support for community

residences.

Group tomes for the Mentally Retarded, 1973 (Research and Training

Centor in Mental Retardation Monograph No. 1), edited by Carol
K. Sioeiman. Texas Tech University, | Lubbock, Texas 79109,
Cost: 'nlmown,

Growing out of a conference "l xtended Living for the Mentadly -
Retarded, " held November 12-15, 1071, at Texas Tech University,
thiz monovraph presents papers retlecting a v aricty of viewpoints
and perspectives on the development of group homes., Included are:
An overview of the programs of the State of Washington along with

N sample Buidelines for group homes in that state

regionalized network of community-hased services for ‘the retarded
in Connecticut and the genesis of their group home programs (in-
cluded also are several critieal issues in planning and oper ating
sroup homes ; a thivd describes three facilities for ecmployable
vesidents and discusses key managenient considerations in the |
(lvv('lopment of she lu,rul living programs at the State School ir

Lubbock, Xas.

CGroup Hlomes: One Alternative, 1974, by Robert Goodfellow, Thuman

Policy Press, .0, Box 127, University Station, Syracuse, New
York 13210, Cost: Unkuown, '

Written as a part of the series '"Notes from the Center' from the
Center on Human Poliey at Syracuse University, an organization
interested in smudying and promoting services s and life patterns
which are as normal and non-stigmatizing as possible, this publi-
cation provides information on alternatives to institutional living
an issue and concern consistent with the Center's interests. Bud-
uet s:un]ﬂc and sample outlinc for a group home proposal are in-
cluded.” ("Notes from the Center No. 7'

Guide to the Community. Vols. I, I, 1. Elwwn Education Materials

Center, Elwwn, Pennsylvania 19063, Cost: 22,95 each; Com-
plete set 33.50.

N
no



(REA

volume [ = Emplovment, Monev Management, Banking,
Your Pavehecek.

Volume I - Income Tax, Life hmsurvance, fle llth Insurance,
social Security,

volume 11 - Driving a Car, Finding a Place to Live, Logal
Emercencies, Community Services, Medical Emergoncies.
1967, Rev. 1971

Guidelines for the kst iblishment of a Commumty roup Home, 1973,
dited by Suzanne Turner, Ohio Developmental Dishbilities,
Ine., Suite 212, 2238 S, IHamilton, Columbus, Ohio 13227,
(Note: Also available is Community Living tor Oliio's Develop-
mentally Disabled Citizens, 1971). Cost: Unknown,

Guidelines for Family Care llome Operators, 1972, by Paul J. Schrader
and Rosyln R. Elms. Springer Publishing Co., 200 Park Avenue
South, New York, New York 10003, Cost: =1, 256,

zb"
llow to Choose a Nursing Home: A Shopping and Rating Guide. 1971,
. Citizens for Better Care, 960 E. Jefferson Avenue, Detroit,

Michigan 48207, Cost: Unknown.

Cltn:ens for Better -Carc, a consumer action organization of per-

. &ons and groups concerned with the improvement of nursing homes,
lhomes for the aged and other facilities and the Institute for Ger-
ontology of the University of Michigan/Wayne State University
have prepared a checklist on aspects of nursing homes that arc
most important to the resident. - Chiefly directed towards the

older person who may be considering entg;(‘mg such a dellltV.

inde; endent Living Teaching Manual. 1675, by Robert L. Schalock.
Mid-Nebraska Mental Retardation Services, P.O. Box 116,
Hastings, Nebraska 68901. Cost: $17.00 for sct of 2 volumes.

The two-volume set includes an Independent Living Screening
test manual in addition to this teaching manual. The manual
contains a sequenced list of target behaviors, which, when re-~
mediated, combine to produce functional behaviors. Specific
teaching objcctives, matcerials and teaching techniques are also
presented in reference to each target behavior.

The Mid-Nebraska program has also developed screening tests
and teaching manuals for Basic Skills and for Competitive Em-
ployment. .
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oo An Orpanising Moy ' for Advocuates and Parents,

Pt Onre Chilidr t
197, bh Doue ol Bl l<'n. Huntn | olicy 1 roens, 1N, Hp.\ 12w
I niversity Station, Sy Teuse, New York, Costysis, a0,

Desizned for parents of children with dissabilitics, this publication

summarizes the thoughts of paregts and advoeates who have sty

wled Tor resotrees to meet the needs of limdicapped children, The

role of mlvocaey is emphasized to ensure that the rigits of handi-

capped people are upheld.,
. . ]

Long - Term Institutionnl Care and Alteny itive Solutions, Purt l - 187,
Current Activities. American University Report - Vol. , by
Frank Melscek, of al. American University De vclnpmcnt Iu'.lum(ion
and Tornining, Rescarch, lnstltut(' Washingten, 12, C. U8 Depart-
mn nt of Health, K duc'mon, “annd Welfara, Social and Rehabilit: 11.1011

serviee, Modie [l sServices Adinintstration, Room 1609 111 WS, 330
( Strect, S,\W W mhm‘don. D, C. 20201 (SRS-T3-21505), (().\t.
Unknown, " '

Divided into two parts,” the introductory chapter of Part 1 discusses
some of the problems associ: ited with the development of altema-
tnc to mstm..tmn 11 care.  Also reported are current health care
cfforts which may pmvc relevant to future developments of non-
imstitutional models of long-term care. Included are abstracts of
reeent program activities amony federal .wonmcs, an inventory of
recent and ongoing rescarch and demonstration projects and sum-
marv descriptions of how other countries provide long-term care
The three chapters of DPart IT discuss proposals for Jong-term care

alternatives.

New Neighbors in Sepvch of o Home, 1074, by Carolyn Cherington and
Caunnar Dvbwad (eds.) U.s. Government Printing Ott‘icc, Superin-
tondent of Documents, Washington, D, C. 20201, (DIIEW Puh. No.
(OTID)T 1-21000), Cost: 32,10,

Discussing philosophical and practical aspeets of the retarded citi-
zen's need for a home in the community, this document offers
suidelines for all Americans to weleome their "mew neighbors.
rinal chapter summarizes prineiples and goals sct forth in the
monocraph and looks at the role that the mentally retarded citizen
should have in determining how and where he shall live.

1"

No Place Like Itome: Aliernative Living Arrangements for Teenagers and
dults with Cercbral Palsy. September 1975, by Irving R, Dickman.
Cnited Cerebral Palsy Associations, Inc., 66 cast 3-tth Street,

’ 210} .
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‘ ' ' . New York, New York 10016. Cost: 32,25,
. 4 P . 3 . ’ -
L This 112-page manual draws extensively upon a variety of success-

ful models for alternative living arrangements, such as the FOKUS
Socicty in Sweden and the Weinberger TFoundation in New Yorl.
The manual suggeests that there are no "permancnt solutions' to
the need for residential services but does present a variety of
A new ideas, suggestions, case histories and criteria.

'

. o

. Nursing tlomes - the System of Residential Services: Proccedings of g
B ) . National . _v_ osium, 1975, National Association for Retarded
Citizens, 2704 Avenuce E Bast, P.O. Box 6109, Arlington, Texas
76011, Cost: 32:25.

A rollection of papers enunciating basie guiding principles which
can be used by parcuts and professionals to asszss and enhance
‘the appropriateness of nursing home seitings for mentally rctarded
v pcrsons.“l‘opic areas include: Standards and Regulations; Appro-
priateness of nursing home settings; Civil rights issues; Indlwdu'll
! assessment and program plamnn«f- Family involvement and com-

- munity interaction. =~ .

“ f ¢

N

Observing in Institutions. 1974, by Robert BDogdan, Center on Human
Policy or Human Policy Press, P.O. Box 127, University Station,
Svracuse, New York 13210. Cost: 30.50. )

A series of questions presented in this brochure are intended to
serve as a guide fdr observing the nature of life in a varicty of
closed institutions; namely, state mental health facilities and state
} schools. The qucqtlons focus on policies,.practices, programs
\ and conditions of institution’al life. Helpful hints for retention or
preserving the quality of observations are also given. ('"Notes .
" from 1.11(,‘Ccntcr, No. 2") :

OpomtmrT Manual for Residential Services Personnel. 1971, Nisonger
Center for Mental Retardation & Development 1l Disabilities, 1580
C:mnnon Drive, Columbus, Ohio 13210, Cost: 31,00,

b

Beginning with an historical review of residential 'Iltcm'ltIVCS and
the emerzence of the group home, the first part ot this manual
focuscs on effective administration in operating a group home.

Part two give - basic information and programming for vesidential
serviceg pers inel, followed by emergency infermation and proce-
dures, along wi . sample forms in part three. A glossary of
terms and suggested readings are also given. - .

O a M
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Plamnine Alterndtives to Institutions: Report on a New Fngland Casc
Conference. St. Joseph's College, North Windham, Maine,
January 3-5, 1975. Bureau of Mental Retardation, State Office
Building, Augusia, Maine 01330, Cost: Unknown.

An overall goal of the conference was to develop meaningful
strategies for implementing a deinstitutionalization plan that

could be utilized not enly by the State of Maine but by other states
as well, Intent of the conferenee was to elicit, examine and deal
with opinions, ideas and facts related to deinstitutionalization in

a target system (Maine)., Existing conditions presented problems -
inadequate transportation, rural population and only one major
residential institution where 80 percent of the residents are
scverely and profoundly retarded.

Planning for Your Own Apartment, 1975, by Virginia Sweet Belina.
earon Iublishers, 6 Davis Drive, Belmont, California 91002,
Cost: 33,00,

A Program Statement for the Establishment of Community Based Resi-
dential Services for the Mentally Retarded of Montgomery-County,
Maryland. Montgomery County Association for Retarded Citizens
(Children), 11212 Norris Drive, Silver Spring, Maryland 20902.
(1971) Cost: Unknown. ' '

Based on a policy of normalization, the MCARC residential plan
calls for the establishment of a series of small, specialized
communijty-integrated residences, dispersed throughout the
county 'm(l administered within a continuum of existing non-
residentiul services. A prerequisite to enrollment in the resi-
dential service is that the individual would be enrolled in onc of
the day programs in the county. Admissions would be voluntary
on the part of the parent or guardian. Seven distinct types of
residential facilitics are outlined and summarized. Budget
estimates are also giten. ‘

Ronort of the PARC Ad lloc Planning Committee for Resolution I: A
Desien for Living. 1974. Pennsylvania Association for Retarded
Citizens, 1500 North Second Street,. Harrishurg, Pennsylvania
17102, Cost: Unknown,

Residential Options for Ohioans With a Developmental Disability: The
Proceedings of Residential Services Seminar II. 1974. Ohio
Developmental Disabilities, Inc., Suite 212, 2238 South Hamilton,
Colun}bus, Ohio 43227. Cost: Unknown.

~

7
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The purpese of the seminar, held in Columbus, Ohio, on

August 15-16, 1974, and sponsored by Ohio Developmental Dis-
abilities, Inc., was to provide an opportunity for consumers,
parents, professionals and lay persons to examine the progress
of Ohio's efforts to improve residential services in the past

two years. Recommendations were made concerning rcsidential
models and programs, manpower, resources and t>.:iaing as
well as specific aspects to be consid:red in implcmenting the
recommendations, licensing, etc.

Retuming the Mentally Disabled to the Community: Government Necdsy
> to Do More. A Report to the Congress by the Comptroller )
General of the United States. Washington, D.C.: U.S. General

Accounting Cffice, January 7, 1977. (#HRD-76-152) Cost: 3$1.00.

This government report' concludes that ""Care and treatmént of
mentally disabled persens in comnunities can be an cffective al-
ternative to institutional care. However, many mentally disabled
persons have been released from institutions before sufficient
community facilities and services were available and witnout
adequate planning and followup. Others enier, rcmain in, 0%
reenter institutions unnecessarily. "

The Right to Choose: Achieving Residential Alternatives in the Community.
‘ 1973. National Association for Retarded Citizens, 2709 Avenue E
4 East, CP' O. Box 6109, gging‘t_on, Texas 76011, Cost: $1.50.

" A resource handbook and guideline for community group action
in developing residential service alternatives. Proviceg the under-
lying rationale for various typt:s of residential programs; strate-
gies for securing community involvement; funding and administration;
program cqnsiderations; and suggestions for monitoring the
service. ’

=

Standards for Community Agencies. 1973. Accreditation Council for
Services for Mentally Retarded and Other Developmentally Disabled -
Persons, Joint Commission on Accreditation of Hospitals, 875
. North Michigan Avenue, Suite 2201, Chicago, Illinois 60611.
Cost: $6. 50. ‘

Standards for com:nunity agencies have been developed to empha-
size the necessity of an individual program plan for each person
receiving services, with each consumcys and parent participating
in all decisions when feasible. To promote the eontinuity and
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integration of services, standards arc provided for "agency serv-
ive components'' rather than for specific programs that may be
categorized in terms of age groups or of setting such as prescheol
or activity center programs. These components include individual
assessment, attention to developmental needs and services to
support employment and work. The Standards also include non-
residential (i.e., daytime programs) services to mentally retarded
and other developmentally disabled persons.

Standards for Residential Facilities for the Mentally Retarded. 1971.
Accreditation Council for Scrvice§ for Mentally Retarded and Othex
Developmentally Disabled Persons, Joint Commission on Accredita-
tion o)f Hospitals, 875 North Michigran Avenue, Suite 2201, Chicago,
Nlinois 60611, Cost: $7.25.

These Standards emphasize the delivery of those scrvices which
will enable cach resident to attain maximum physical, intellectual,
emotional and social development, Included are standards for the
professional and special services or programs that may be needed
by residents. These standards are intended to be continuously re-
viewed and revised to maintain currceney with the best thinking and
practice in the field. :

A Study of Alternative Community Placements. September 1976 by
Richard C. Scheerenberger, Ph.D. and D. Feisenthal, M.S.W.
‘University of Wisconsin, Madison, Wiscongin 54220, Cost: Unknown.

The general purpose of this study was to gain greatcr knowledge
conceruing the effectiveness of community placempnt programs.
The study was based primarily on the experiences of former resi-
dents from Wisconsin's three public residential centers for the dc-

velopmental&y disabled. ,

Varieties of Residential Experience. 1975, by Jack Tizard, Ian Sinclair
and R.V.G. Clarke (editors). Routledge & Kegan Paul, Ltd.,
Boston, Massachusetts. Cost: $20.25.

Basjc rationale for residential se.vices, ir{cl&ding studies of staff
effects on programs, comparative analysis of residential facilities
and measurement methodologies are discussed in this book.

” ' al

Zoning for Family and Group Carp Facilities. (Plannine Advisory Service
Report No. 500). 1974, by Daniel Lauber and Frank S. Bangs.
American Society of Planning Officials, 1313 East Sixtieth Strect,
Chicago, Tlinois 60637. Cost: $6.00.

2419




The American Society of Planning Officials surveyed a sample
of 400 department planning directors in order to learn how their
zoning ordinances treat these facilities. Definitions and de-
scriptions of different social service facilities are presented

as well as actual potential legal issues of current zoning treat-
ment of famlly and group care facilities. Principles to be
followed in determining zoning nf these facilities are stated and
recommendations for appropriate zoning are made.

April, 1977
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Parti_c‘ipants

ALABAMA - CALIFORNIA

Harriett Tillman Dr. Tony Apolloni

Board Member _ . Director, Model Developmentil Programs
Alabama Association for Sonoma County Association for the Retarded
‘Retarded Citizens 1621 Cleveland Avenue k '
3544 Brookwood Road ' Santa Rosa, California 95401

Birmingham, Alabama 95223 B
, Dick Cates
Jack Tillman Executive Dircctor
3544 Brookwood Road Sonoma County Association for the Retarded
Birmingham, Alabama 35223 1621 Cleveland Avenue )

‘ Santa Rosa, California 95401

" ARIZONA ' Tom Cooke, Ph.D.

’ _ California State College - Sonoma
Ronald S. Barber Rohnert Park, California 94928
Assistant Superintendent : ’ - , ]
Department of Economic Security Gerald Goff: Ph.D

n . _ s, - ’ . .
’I}/Ien'tail *‘f?dahon ¢ ’?nzana Director of Residential Programs
raining Program at 1ucson " Marin Aid to Retarded Children
P.O. Box 13178 - , P.0O. Box 55 N ‘
Tucson, :A.rlzona 85732 San Rafael, California 91902
‘g?rfr?‘f};?' 'D:mtdoyt' " Robert M, Harrison, L.C.S.W..
Als_ rie Db m1;1ts ratoxi; . Hospital Representative
Enzonai espa n.len o o Association for the Mentally Retarded
conomic Security , Napa State Hospital :
Bureau of Mental Retardation 115 Atherwood Avenue
Arizona Training Program Redwood City, California 94061
at Phoenix - , , :
3727 East McDow:11 Road Genny Lowrie
Phoenix, Arizona 85008 1445 Eaét Madison

. " Petaluma, California 94952
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Owen R. Mock , Don Brandes
President President
. Exceptional Children's Foundatlon Colorado Association for Retarded Citizens
2225 West Adams Boulevaru 2727 Bryant Street - L3
Los Angeles, California 90018 Denver, Colorado 80211
David Peach : Jackie Click
Chief of Residential Services Director of Residential Services
Harbor Regional Center for the Jefferson County Community Center
Developmentally Disabled - 5627 Kendall Court
1201 West 220th , Arvada, Colorado 80002

Torrance, California 95002
Carol Lautenschlage

Virginia C. Robbins Staff Member
Residential Care Committee Colorado Association for Retarded Cltlzens
Southeast Association for Retarded 2727 Bryant Street, L3 .
' .Citizens, Inc. : Denver, Colorado 80211
. 1049 Cortland Street . ’ ,
" Lynwood, California 90262 John Lowry
. ; Field Services Director
Ruth P. Short . L Colorado- Developmental Disabilities
Board of Trustees . Council :
Exceptional Children's I'oundation ~ 770 Grant, Room 234.
2225 West Adams Boulevard Denver, Colorado 80203

Los Angeles, California 90018 . 3
s ) Dr. Daniel C McAlees :
-Robert D. Shushan . Colorado Association for Retarded Citlzens '

Executive Director 2727 Bryant Street - L3
Exceptiopal Children's Foundation . " Denver, Colorado’ 80211
2223 West Adams Boulevard '
Los Angeles, California 90018 Doris D. Morrison
i ' President :
Maria Singleton - ' ‘ Ridge Association for Retarded Cltlzens
Director of Residentiai Services | 544 South Cody Street
Ukiah Valley Association for the: Lakewood, Colorado 80226
" Handicapped , ) N
90 South Dora Paul Rogers
Ukiah, California 95482 Residential Coordinator

Adams County Center for the Retarded
3440 West 55th Avenue
COLORADO Denver, Colorado 80221

Dean Bartel : : : 4
. L : R .
Director of Residential Services ‘.ldMg othbein
D tment of Institutions Director
D(:p‘la]; min c])) relo o. tal Plannmcr & Administration
vision for Developmen Colorado Deve10pmental Disabilities Councﬂ

Disabilities -
- , ) . P.0O. Sox 634
13610 West Princeton-Circle Denver, ("olorado 80201

Denver, .Colorado 80236
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Jeffrey A, Sandler : DISTRICT OF COLUMBIA
Director of Planning, kvaluation

and Research

Department of Institutions

Division for Developmental Disabilitics
3610 West Princeton Circle

Denver, Colorado 80236

Walloce K. Babington .
Director, Ol1, USDHEW
200 N Strecet, S. W,
Washington, D. C. 20021

Carolyn Kecane

Rescarch Assistant

The Closer Look

National mformation Center for
the Handicapped

1201 16th Street, N.W,

Suite 60712

: - ; - Washingat .C. 20036
Albert Scardino - '1;]1111@011, D.C 0036 !

Helen Sanks
President, Dcmm Association
_ for Retarded Citizens
" 701 South Logan, Suite 10
Denver, Colorado S020)

Exccutive Direc!x;r .‘J
Colorado Association for .
Retarded Citizens FLORIDA ~
2727 Bryant - L3 , Robert Ettinger
Denver, Colorado 80211 B Lixceutive Dircetor
g Broward Association for Retarded
W, A, West - * : Citizcns )
2y F\ecutwo Diyector : 505 S, E. 20th Street
Denver Association for Retarded * Fort Laudevdale, Florida 33316
Citizens. -
. 701 South Logan - Suite 10 '  Roger Lunt
Denver, Colorado 80209 ‘ Planner, Evaluator

Department of Iealth & Rchal)llltatmn
9 1,
CONNECTICUT 2908 Mormnﬁsulc Drive
. T.111.1hassec, Florida 32301
Theodorc Bergeron

Execcutive-President - Mrs. Annie MéLeod

Shoreline Residential Services, Inc Residential Services Coordinator
1 South Main Street - Escambia County Association for
Rranford,.Connecticut 06-165 ' Retarded Citizens

. 1000 East Fairfield
- P.0O. Box 2427
Pensacola, Florida 32503

Ravmond J. TFitzpatrick

Exccutive Direcctor

Waterbury A ssociation for Retarded
Citizens

20 South Elm Street - Room 1 )()
Waterbury, Connccticut 05702

John Winters p
Executive Dircctor
Escambhia County Aqsouatlon for-

James Morris ‘ Retarded Citizens
Shoreline Fesidential Scrvices, Inc, , 1090 East Fairfield

1 South Main Street P.O. Box 2127
Branford, Conn'ecticut 06105 Pensacola, Tlorida 32503
Mrs. Helen B. Wallat e

Administrator

Parevlts & Friend of Méntally Retarded

.



GEORGIA ' ILLINGCIS

Jack Blackstone, Ph.D, Sister Rosemary Connelly
Executive Director Executive Director
Georgia Association for Retarded Citizens Misericordia Home

1575 Phoenix Boulevard, Suite 8 2916 West 47th Street
Atlanta, Georgia 30319 Chicago, Illinois 60632

+ Annie Joe Denny ' Robert Dickson
Executive Dircctor Residential Services Planner
Douglas County Retardation Association Council of Developmental Disabilities
316Q Dura Lee Lane 222 South College '
Douglasville, Georgia 30134 Springfield, Illinois 62764

Donald Fike
Executive Director
Horizon House

Mrs. Lena Belle Buke
Chairperson, Residential Services

Committee
Georgia Association for Ret’trdod 2000 Plank Road
Citizens @3 reru, Mlinois 61354
Ilucklcbelry Hill , ’ ‘
Fort Valley, Georgia 31030 Michael W. Fortner
. Executive Director :
G. Thomas Graf ' o Effingham County Association for
Executive Director : the Mentally Retarded '
Atlanta Association for Retarded s 618 West Main Street
Citizens ’ Teutopolis, Illincis 62467
1687 Tully Circle, N. E., Suite 10
Atlanta, Georgia 30329 - Jan Grewell
. Executive Director
, Robert Perry - Coles County Association for the
Director . " Retarded
Annandale Village - 1600 B Lincoln Avenue

Box 7 - _ Charleston, Ilinois 61920
Suwanee, Georgia 30174 N '
Laird W. Heal
. Assoc. Professor of Special Education
AAWATII : University of Illinois -
1007 South Pine Street
Champaign, Illinois 61820

.

Diane EclosReyes
Group Home Project Dircctor
Maui Association for Retarded
Citizens, Inc.

95 Mahalani Street

Wailuku, Hawaii 96793

E)

o

Richard Hemp

Coordinator, Community Residential
Services

Region II Developmental Disabilities
W.A. Howe Developmental Center
7600 West 183rd Street

Tinnely Park, Illinois 60477




Walter Johnson

Chairman, Residential Services
Committec

Ilinois Association for Retavded
Citizens

363 West 93rd Street

Chicago, Hlinois 60620

Andrea Knight

Regional Vice President

National Association for Retarded
Citizens

300 Locust Road
Winnetka, linois 60093
Jim Monterastelli
Clinical Coordinator
Horizon louse

2000 Plank Road

Peru, Illinnis 6135

Don Moss

Executive Director

Hlinenis Association for Retarded
Citizens

& North Michigan Avenue
Chicago, [llinois 60602

Senator John Nimrod
_ State Capitol Building
Springficld, Illinois 62706
AMeribeth Norton
Program Director
United Cerebril Palsy of
" Nlinois, Inc.
309 S. 3rd Strect
Springfield, dllinois 62701

Sister Maria O'Leary
Misericordia Home
2916 West 17th Street
Chicago, Illinois 60632
Phyllis Pasterik
Administrator
Helping Hands Workshop

. 4015 Eberly - .§
Brookfield, Hlinois 60523
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Mrs. Rose Poelvoorde
Executive Committece Member
Board of Directors

[llinois Association for Retarded
Citizens

701 Ivy Lane

Silvis, Iilinois 61282

Ann Seaman
Community Workshop and Training
Center S

1616 W, Barker

Peoria, Illinois 61600

T.K. Taylor

Assistant Program Director
Accreditation Council for Services for,
Mentally Retarded and Other Develop-
mentally Disabled Persons

$75 North Michigan Avenue

Suite 2201

Chicago, Illinois 60611

Vivian Taylor j
Exceutive Director
Seguin Services, Inc.
3145 South 55th Avenue
Cicero, Ilinois 60650

Ndtalie Tessari
Workshop Director '

Helping Hands Workshop

4015 Eberly _
Brookfield, Illinois 60513 '

Ray Unterbrink

Director of Residential Services
11linois Association for Retarded
Citizens -

2 Ridgeview

Springfield, Jllinois 62707
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INDIANA Sally V. Ridge

Donald Collins- E Stone Belt Council for Retarded
President gllg“_z‘;ls .

Indiana Association for Retarded ’ 0 .rownc.hff

Citizens : Bloomington, Indiana 47101

115 Second Strect

Shelbyville, Indiana 46176 Russell P. Slinn

Executive Director

Roger Etzler Lake County Association for
Apartment Housepar ent : thfi Retarded

Community Sheltered Workshop - 2650 West 35th Avenue

P.0O. Box 57

502 Weatherhead Street

Gary, Indiana 46408

Ronald Soskin

- Angola, Ind»iz"m_zlv 16703 Staff Attorrcy

The National Center for Law and
.Garry mﬂ the Handicapped
R051(1égﬁ11 berwces Direcior 1235 North Eddy Strect
Developmental Services, Inc, South Bend, Indiana 46617
122 Washington Street *

Duane A. Stuart

Adult Services Director

Cass County Council for Mentally
. Retarded Citize: s

1416 Woodlawn

Logansport, Indiana 46947

Columbus, Indiana 47201

Jozce A. Hevel

Executive Director

Con.munity Sheltered Workshop
of Stuben County

P.O. Box 57

502 Weatherhead Street
Angola, Indiana 46703

Nlene Younger

Assistant Director fer Pubhc Affairs
Indiana Asqomatlon for Retarded
Citizens .

752 East Markt,t Street .

Indianapolis, Indiana 46202

Paul Kurtz, Ph.D.

Director, Residential Services
Association for the Disabled of
Elkhart County, Inc.

P.O. Box 398

Aristol, Indiana 46507 IOWA

Mrs. Erma Bunge

John V. Orr Residential Care Committee
Director of Developmental Dis- Chairperson

abilities and Special Services Linn County Association for R(,taulcd
Catherine Hamilton Mental Citizens’ ‘
Health Center . 1116 A Avenue N.W.

101 South 12th Cedar Rapids, lowa 52405

Terre Haute, Indiana 47807 _ _
Richard Frohm
Director of Residential Services
Polk County ASS(‘cmtlon for Retarded
Citizens
-~ " ' " 121 S.W. 8th Street
Des Moines, lowa 50309




KANSAS

Elaine. P. Crowther
Director of Adult Services
Section
Kansas State Department of
Social and Rehabilitation Services
3108 Randolph

Topeka, Kansas 66611

| W
KENTUCKY

Terry R. Brownson
Executive Director
Owenisboro Council for Retarded
Citizens

P.0O. Box 72

Owenshoro, Kentucky 12301

Harmon T. Clingner

Executive Director
Short/Long-Term Residential Carc
59 Carothers Road

Newport, Kentucky 41071

Jean Gossick

Chairman, Residential Services
Kentucky Association for Retarded
Citizens

360 Queensway Drive

Lexington, Kentucky 10502

William P. McElwain, M.D.
Commissioner )

Bureau of Health Services
Department for Human Resources

275 East Main Street
Frankfort, Kentucky 10601

Bob Monihan

President .
Kentucky Association for Retarded
Citizens

131 llolmes Street

P.O. Box 275

‘Frankfort, Kentucky 40601
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Carleton D. Scully
Executive Director

Blue Grass Association for
Retarded Citizens

898 Georgetown Street
Lexington, Kentucky 40505

LOUISIANA

Ray Barnes

Executive Director

Greater New Orleans Association
for Retarded Citizens

5700 Loyola

New Orleans, Louisiana 70115

Corinne F. Barnwell
Coordinator

Citizen Advocacy Program
Greater New Orleans Association
for Retarded Citizens

7100 St. Charles Avenue

New Orleans, Louisiana 70118

Dorothy K. J. Campbell
President

Lake Charles Association for
Retarded Citizens

315 Glenn Street

. Lake Charles, Louisiana 70601

Joe Cerise, Ph.D.
Assistant Superintendent
Hammond State School

Rt. #3 - Box 165 P*
Hammond, Louisiana 70401

william M. Coffey
Assistant Director

" Division of Mental Retardation, LHHRA

721 Government Street, Room 306
Baton Rouge, Louisiana 70802

-



V]
ey
[¢N]

Dorothy Daley
President
Parents Association at Northwest
State School

10290 West Winston - Apt. #1
Baton Rouge, Louisiana 70809

Dr. Maurice Dayan
P.0O. Box 191
Pineville. Louisiana 71360

Jerome P. Dickhaus

President

Greater New Orleans Hssocxatlon
for Retarded Citizens

5700 Loyola

New Orleans Louisiana 70115

Michael Eby

Immediate Past President
Iberville Association for
Retarded Citizens

1608 Maple Street
Plaquemine, Louisiana 70764

Otto P. Estes, MSW

- Member

American Association on
Mental Deficiency

721 Government Street

Room 306

Baton Rouge, Louisiana 70802

George E. Fryer

433 Metairie Road

Suite 215

Metairie, Louisiana 70005

William S. Gannaway
President

Ouachita Association for Retarded
Citizens

. 1311 7th Street

Municipal Airport

Monroe, Louisiana 71203

N

Nancy Haslett, M.D.

Pediatric Neurologist
Louisiana State University
Medical Center

New Orleans, Louisiana 70112

Randall Hfixson

Dircctor of Training.

Ilealth Care Center of Alexandria
P.0. Box 1827

Alexandria, Louisiana 71301

George D. Huic
Coordinator of Child Life
Magnolia School, Inc.

237 Central Avenue, Apt. #2
Jefferson, Louisiana 70121

Patrick F. McGinnis

/

, &xecutive Director

Caddo-Bossier Association for
Retarded Citizens

351 Jordan

Shreveport, Louisiana 71101

Douglas McWhirter
Director of Social Services

Residential Tacilities for Mentally

Retarded .

Volunteers of America

P.O. Box 37

Baton Rouge, Louisiana 70821

Sarah Morrison

Assistant Director -,
Exceptional Children's Program
4155 Essen Lane, Apt. #132
Baton Rouge, Lduisiana 70809

G. Ross Murrell, Jr., AT A
Associate Arch
O'Rourke-—Gossen & Associates
Architects/Engineers

104 Live Oak Drive

Laf;tyette, Louisiana 70503



AMrs. Delores O'Kkeefe
Board Secretary

Louisiana Association for Retarded

Citizens

7165 Exchange Place .

Batoq Rouge, Louisiana 70806
Mrs. Marian Rounds
President-Elect

Louisiana Association for Retarded
Citizens

5120 Shelley Drive

Baton Rouge, Louisiana 703805

Mrs. Carrie Saia

Exceutive Direcetor

Louisiana Association for
Retarded Citizens

7165 Exchange Place

Baton Rouge, Louisiana 708306

llelen . Weinstein
Coordinator of Institutional
Services

2100 College Drive - #101
Baton Rouge, Louisiana,k 70308

MAINE

Kevin C. Baaek, Ph.D.
Dircetor

Bureau of Mental Retardation
Room 411

State Office Building
Augusta, Maine 04333

MARYLAND

Lou Chapman

" Director of Membership and
Program Services

Maryland Assoeciation for Re-
tarded Citizens

55 Gwynns Mill Court

Owings Mills, Maryland 21117

N
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-Smithburg,

B. Richmond Dudley

Member

Developmental Disabilities Council
201 West.Preston Street

4th Floor ’
Baltimore, Maryland 21201

Roger L. Harrcll
State of Maryland
Mental Retardation Adminis-
tration

201 West Preston Street
Baltlmore, Maryland 21201

-

Jerry Kiracofe “

Director of Residential Prog'rams
Baltimore Association for Retarded

Citizens . ' '

4800 York Road

Baltlmore, Maryland 21212

Terry Perl

sxzecutive Director ,
Chimes, ;Inc.
1803 Thornbury Road

‘Baltimore, Maryland 21209

Sherry Smith -

Washington County Association fcr
Retarded Citizens

Route #1

Maryland 21783

Mike Spurgin

Executive Director

washington County Association for
Retarded Citizens

Route #1

Smithburg, Maryland 21783

Betty Whilden ’

Chairman

Residential Services Commlttee
Maryland Association for Retarded

- Citizens

55 Gwynns Mill Court
O--ings Mills, Maryland . 21117

»

-



MASSACHUSETTS

Charlotte Aladjem .
Board Mcmber

Massachusetts Association for
Retarded Citizens

3 Field Road

- Lexington, Massachusetts 02173

. Don Anderson
. Director

Office of Program Services
‘Division of Mental Retardation
Bepartment of Mental Health

- Commonwealth of Massachusetts

190 Portland. Street, 4th Floor

_ Boston, Massachuvsetts 02114

Elizabeth Anderson
Federation for Children with
Spccial Needs

120 Boylston Street

Boston, Massachusetts 02169

Gunnar Dybwad

Professor of Human Development

Brandeis University
Heller School
waltham, Massachusetts 02154

Elinor Gollay

Member

Massachusetts Association for
Retarded Citizens

Abt Associates

55 Wheeler Street

Cambridge, Massochusetts 02238

Ann MacEachreon

Assistant Professor, Coordinator .

Mental Retardation Research
Heller S~hool Brandeis University

‘Waltham, Massachusetts” 02154

Susan Rubenstein

Assistant Diractor of Mental
Retardation

Divisi “n of Mental Retardation
Depz tment of Mental Health

. 190 Portland Street

Boston, Massachusetts 02114
s

MICHIGAN

Mary Brimhall ]
Co-Chairperson ,
Residential Services Committce
Michigan Association for Retarded
Citizens

416 Michigan National Tower
Lansing, Michigan 18933

Dennis TFerkany

President

Residential Systems Company
516 West University
Rochester, Michigan 18063

Dorothy Moser-.

President v
Michigan Associaticn for Retarded
Citizens -

1854 Emerald, N.E.
Grand Rapids, Michigan 19505

Agnes Smith

Community Services Consultant
Michigan Associdtion for Retarded
Citizens ) ’

416 Michigan National Tower
Lansing, Michigan 48933

MINNESQTA

Daniel J. Connor
Executive Director
Greenbrier Home, Inc.
941 Birmingham Street

St. Paul, Minnesota 55106

Bradley Hill

Education Director

Rubin Lind Learning Center
University of Minnesota’

101 Pattee Hall '
Minneapolis, ‘Minnesota 55455
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Clydc Johnson

Executive Director

Duluth Regiona¥ Care Center
1501 Alworth Bldg.

Duluth, Minnesota 55802

Arlan liakac

Program Director

Project New llope, Inc.

Box 595

Alexandria, Minnesota 56308

Charles Kroeger
Administrator

Q.S.S., Inc.

122 N. W, 7th Street
Faribault, Minncsota 55021

Toni Lippert

 Developmental Disabilitv Planncr

State of Minnesota

Metro Health Board

500 Metro Square Building
3t. Paul, Minnesota 55101

Martin McGraw .
Wwarner Care liomes, Inc.
Cokato, Minncsota 53321 -

Robert Ortquist
Warner Care .lomes, Inc.
Cokato; Minnesota 55321

-Kathryn R. Roberts

Technical Assistance Project
Consultant

* Mental Retardation Program
Office .

State of Minnesota, Department
of Public Welfare

" Centennial Office Bldg.

658 Cedar Street _

St. Paul, Minnesota 55155

-]
—
1]

Skip Sajevic

Executive Dircctor
Nor-~Haven

1394 Jackson

St. Paul, Minnesota 55117

Jerry Walsh

Executive Director

Mt. Olivet Rolling Acres
Rt. #1 - Box 576

Excelsior, Minnesota 55331

John L. Warner
Administrator

Warner Care Homes, Inc.
Cokato, Minnesota 55321

[

MISSISSIPPI

Paul D. Cotten, Ph.D.

Director

Ellisville State School

Ellisville, Mississippi 39437
1

Jean Denney

3000 25th Strect

Meridian, -Mississippi 39301

Camille Foretich
Resource Director

Harrison County Assocziation for

Retarded Citizens, Inc.
P.0O. Box 597 s
828~A Pass Roads

Gulfport, Mississippl 39501

Anne T. Hamilton
Box 932
Meridian, Mississippi 39301
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MONTANA

Nanev Dodd
Assistant Professor

Director of the Carcer Advance-

ment Program
University of Montana
239 A S.U. L.

1500 North 30th
Billings, Montana 59101

Terri O'Fallon
Executive Director
Regionnl Community Servi :es
for Developniontal Disabijitics
2201 Beloit

" Billings, Montana 59101

Sue Jackson
Developmental Disabilities
Specialist - SRS

State of Montana

25 South Ewing =~ |
Helena, Montana 596061

Donald K. Reed

Assistant Director

Regional Services for the -
Disabled -
Regional *Vice President
Montana Association for Re-
tarded Citizens

P.O. Box 1171

3907 1st Avenue South
Billings. Montana 59103

NEBRASKA "

Dave Howgrd .
Executive Director

Eastern Nebraska Comrnunity
Office of Retardation (ENCOR) -
885 South 72nd Street

Omaha, Nebraska 68114

David W. Powell

Executive Director -

Nebraska Association for Retarded
Citizens _

20 North 8th, Suite 318

I incoln, Nebraska 63501

Carl Sullivan

Chairperson, Human and Legal
Rights to Besidential Services
Committee

Nepraska Association for Retarded
Citizens '

11¢ South 40th Street

Omaha, Nebraska (8131

~

NEVADA

David V. Edwards

Assistant Administrator for Mental
Retardation N

State of Nevada

Division of Mental Hygiene and
Mental Retardation

4600 Kietzke Lane, Suite 108

Reno, Nevada 89502

NEW JERSEY

Elizabeth M. Boggs, Ph.D._
Member, NARC Governniental
Affairs Committee

R.D. #1 - Box 439

Hampton, New Jersey 08827

Claire M. DeRoner °

Planning Officer )
New Jersey Division of Mental
Retardation

Department of Human Services
2640 - R. D, #1

Annandale, New Jersey 08801



Mrs. Mary Ann Walsh
Executive Director

Morris Unit :
New Jersey Association for
Retarded Citizeus

38 Elm Strect

Morristown, New Jerscy 07960

Clarence N. York, Ed.D.
Director

The Bancroft School

Hopkins Lane’

Haddonfield, New Jersey 08033

NEW MEXICO

_Opal Moore

Vice President - District II

New Mexico Association for Re-
tarded Citizens |

Box 4

Broadview, New Mex1co 88112 .

Cha rlotte Nolet
Director of Social Services
Eastern New Mexico Rehabilita-

tive Services for the Handicapped ..

Box 1706 .
Clovis, New Mexico- 88101

NEW YORK

Karl Heiner

Instructor, Teachers College
Columbia University

Box 82

325 West 120th Street

New York, New York 10027

Theodore E. ‘Johnson '
Executive Director
People - Servica to the Retarded
Adult, Inc.
1552 Hertel ‘Avenue
Buffalo, New York 14216

N
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" Ernest W_einrich

Coordinator

Plauning for Long Term Service
United Cerebral Palsy Assns., Inc.
66 East 34th Street

New York, New York 10016

NORTH CAROLINA

" Mrs. Julie Ewing

Executive Secretary «

.Alamance County Association for
" Retarded Citizens

2515 Hickory Avenue
Burlington, North Carolina 27215

Rose M. Forrest

Area Coor?iina‘tor of Developmental
Disabilities

Gaston-Lincoln Area Mental Health
Program

P.0O. Box 1474

Gastonia, North Carolina 28052

‘Jerry W. ilyde, Sr.

Treasurer
Piedmont Residential Development

- Center, Inc.

508 Dunlap Street
Kannapolis, North Carolina 28081

Becky McKorie

Chairperson, Board of Directors
Piedmont Residential Development '
Center, Inc.

567 Crestmont Drive

Concord, North Carolina 28025

'

Stephea ramey

Area Developmental Disabilities
Svecialist _
Piedmont Area Mental Health Centers
P.O. Box 1050

Concord, North Carolina 28025
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Vicki H. Waddell
Developmental Disabilities Co-
ordinator _
Piedmont Area Mental Health
Cabarrus Center

315 Rosemont Avenue, S. E.
Concord, North Carolina 28025

Doreen M. Weston
Administrative Director

Ralph Scott Group Homes, Inc.
P.0O. Box 1001

Burlington, Nerth Carolina 27215

NORTH DAKOTA

Erling N. Sannes
2033 St. Bennedict
Bismarck, North Dakota 58501°

George Zenk

~ Director of Habilitation
Grafton State School .
Grafton, North Dakota 58237

OHIO

Frank Kimber
Associate Director - Health

Federation for Community Planning

1001 Huron Road
Cleveland, Ohio 44115

Robert Knable

Executive Director
Developmental Disabilities
Resources, Inc.

2238 South Hamilton Road
Columbus, Ohio 43227

Mrs. Nina Mervine
Residential Services Chairman
Ohjo Association for Retarded
Citizens ‘

465 Stanley Road

Akron, Ohio 44312

Robert Miller

Executive Director

Ohio Association for Retarded
Citizens, Inc.

8 East Long Street - 9th Floor
Columbus, Ohio 43215

Ray Thomas

Executive Director

Summit County Association for
Retarded Citizens

137 East Avenue

P.O. Box 38 )
Tallmadge, Ohio 44278

Walter Vborowsky
Executive Director
Help for Retarded Children .
13032 Euclid :

~ East Cleveland, Ohio 44112

OKLAHOMA

Charles Streamer

VISTA Volunteer

‘Muskogee Association for Retarded.
Citizens

915 North Utah

Muskogee, Oklalioma 74401

OREGON

Peter Engbretson

Residential Care Facility Coordinator
Department of Public Safety
Residential Care Facilities’

City of Portland '

Portland, Oregon 97204

Eleanor Johnson

President

Oregon Association for Retarded
Citizens. '

3085 River Road Noith

Salem, Oregon 97303



Senator William McCoy |
Oregon State Senate

6650 North Amherst Street
Portland, Oregon 97203

Eleanor Miller

Chief, MR/DD Community Resi-

dential Programs

State of Oregon

Mental Health Division *
2575 Bittern Street, N. E.

“Salem, Oregon 97310

"PENNSYLVANIA

Mrs. Marlene Burda
Chairman-

Residential Services Committee
Pennsylvania Association for
Retarded Citizens :
107 Ida Drive ’

Glenshaw, Pennsylvania 15116

Mrs. Elsie Schmidt

President

Pennsylvania Association for
Retarded Citizens

Box 393

R.D. #3

Leechburg, Pennsylvania 15656

Charles A. Stanford

President .
Mercer County Association for
Retarded Citizens
c¢/o TV Times

. P,O, Box 483
Clark Pennsylvania 16114

S

Jeffrey L. Strully
Staff Member
Pennsylvania Association for

" Retarded Citizens
3032 Guineveer Drive
Harrisburg, Pennsylvania 17110 '
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RHODE ISLAND

Alina Sargent

160 Oliphant Lane

Middletown, Rhode Island 02840
Ken Sargent

Director

Newport County Chapter ’

* Rhode Island Association for

Retarded Citizens
160 Oliphant Lane
Middletown, Rhode Island 02840

SOUTH CAROLINA

Darrell T. Johnson

Director, Rehabilitation Services
South Carolina Department of
Mental Retardation

P.O. Box 4706 -

2712 Middleburg Drive

Columbla, South Carolma 29240

Mrs, Jill Taylor

'Executive Director

Spartanburg County Association for
Retarded Citizens

458 North Church Street
Spartanburg, South Carolina 29303

TENNESSEE

Jill Copeland ey
Doctoral Student h

123 Fairway Drive
Nashville, Tennessee 37214

Paula M. Cyr

Place:nent Coordinator

State of Tennessee

Clintonbottom Developmental Center
150 Hickorydale Drive '
Nashville, Teanessee 37210



Harris Dobkin

Doctoral Student

123 Fairway Drive .
Nashville, Tennessee 372141

Ruth Dobkin
Special . Education Tecacher
. Gallantin School District
123 Fairway Drive
Nashvillé, Tennessee 37214

Glenda J. Huff

Program Analyst
Department of Mental Icalth
and Mental Retardation

-1th Floor

502 Union Building
Nashville, Tennessce 37219

Jane A, Watscn

Coordinator of Outreach
Arlington Deveiopmental Center
2224 Forrest Hills, Apt. #8

Klemphis, Tennessee 38134

. TEXAS

Cecil O, Campbell, Ph. D.
Administrator of Residential
Services ,

TFort Worth State School -

" TDMHMR

500 Campus Drive

Fort Worth, Texas 76119

Jack English

Project Coordinator

- South Central Regional Center
for Services to Deaf-Blind
Children Program

"The University of Texas at
Dallas '

Callier Center

1966 Inwood Road

Dallas, Texas 75235

Alice B. Golan

Staff Assistant

Social Security Administration
Bureau of Supplemental Security
Income Regional Office

7109 Wellcrest Drive .

Dallas, Texas 75230

Ellen J. Huffman

Chairman :
Dallas-Tarrant County ARCs'
Residential Services Committce
Fort Worth-Dallas Association for
Retarded Citizens

3520 Ingleside Drive

Dallas, Texas 75229

Erwin Jaloway

* Director of Mental Retardation

Nueces County MII/MR Community
Center . . '
1630 South Brownlec:

Corpus Christi, Texas 7810

Mrs. Bernadette Jenney

State Secretary and Co-Chairperson
State Affairs Task Force

Texas Association for Retarded
Citizens '

1605 Westcrest Drive

- Arlington, Texas 76013 I

Mrs. Gene Karaffa

President

Texas Association for Retarded
Citizens

3021 North 43rd Street
Waco, Texas 76710 ™

John Lucas

Director .
Blind-Mentally Retarded Program
Center for Applied Research &
Evaluation

2004 Buffalo Terrace

Houston, Texas 77019
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Jane Markowitz, PPh. D.
Member

Board of Directors

Son Antonio Association for
Retarded Citizens

227 West Drexel Street

San Antonio, Texas 78210

Bill Moore

Coordinator of Residential
Services for Trinity Valley
MH/MR Authority

6745-B #21 Calmont

Fort Worth, Texas 7611¢

David B..Sloane

Exccutive Director

Texas Association for Retarded
Citizens

833 Houston

Austin, Texas 78756
Beverly Soholt
Executive Director
Midland Association for Retarded
Citizens

2501 Bedford

Midland, Texas 79701

John B. Williams

Extended Services Specialist

The University of Texas at Dallas
Callier Center

South Central Recnon'll Center for

Services to Deaf-Blind Children

Program '

1966 Inwood Road

Dallas, Texas 75235

.UTAH

Eric Moon

Project Director

Project TURN

2952 South 7th East -

Salt Lake City, Utah 84106

N
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VERMONT .

Williain H, Abraham

President _

Champlain Association for Retarded
Citizens

Box 341 .

Shelburne, Vermont 05482

Eric T. Grims

Developmental Dlsabllmes Tacilitator
Mortheast Kingdom Mental Health

Box #35

Derhy Line, Vermont 05830

Ronald Melzer, Ph.D.

Director

Divisipn of Mental Retardation
Vermont Department of Mental Health
7¢ River Street B
Heritage 11

Montpelier, Vermont 00602

Sister Janice E ‘Ryan

Executlve Direcior

Vermont Association for Retarded
Citizens

323 Pearl. Street

Burlingtdh,' Vermont: 05401 v

John J, Sawyer

‘Executive Director

Guardianship Trust of Vermont, Inc.
P.O. Box 302

Montpelier, Vermont 05602

Joan Sylvester

Executive Secretary -
Vermont Association for Retarded
Citizens

323 Pearl Street

Burlington, Vermont (5401

N S
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VIRGINTA ‘ '

Nancy Antonides

Dircctor of Residential Programs
Insight,- Inc. '
Box 1196
Manassas, Virginia 22110
Joni I'ritz

Fxecutive Director

National Association of 1’11vatc
Residential Facilities for the
Mentally Retarded

6269 Leesburg Pike - Suite B-5
Falls Church, Virginia 2201}

William C. Geer
Executive Dirctor

T’ ¢ Council for Exceptional
Children

1920 Asscciation Drive
Reston, Virginia 22091
John I'. Haack

Director

Developmental Disabilities Unit
Virginia State Department of Mental
Health & Mental Retardation

1108 East Main Street - Suite 400
Richmond, Virginia 23219

Doris Haar

Director of Research & Develop-
ment Division |

Developmental Disabilities Office
_Department of Health, Education
and Welfare

2301 South Jefferson Davis Highway
Apt. #1133

Arlington, Virginia 22202

WEST VIRGINIA

John E. Darnctic

I.xcecutive Director

Shawnece Iills Regional Center, Inc.
.0, Box 338
Institute, West Virginia 27112
Janiec Marie Lambert
Developmental Disabilities Program
Planning Snccialist

West Virginia Commission on Mental
Retardation '

206 -A Terrace Park BEast
2106 Kanawha Boulevard
Charleston, West Virginia 26311
David M. McWatters

Director of Administiation
Shawnee Hills Regional Center
P.0O. Box 338

Institute, \West Virginia 25112

WISCCNSIN
Mary Coffee

Member, Residential Services Committee

United _Associatidn for Retarded
Citizens

611 East Wells Street
Milwaukee, Wisconsin 53202
Patrick J. Flanigan, Ph.D.
Association Director

_Rehabilitation,, Research and Training

Institute

Waisman Center
University of Wisconsin
2605 Marsh Lane

Madison, Wisconsin 53706

Merlen G. Kurth ™~

Executive iirector

Wisconsin Associatior fo. Retarded
Citizens '

2700 Laura Lane |

Middleton, Wisconsin 53562
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John Lobenstein |

Chicf of Community and
Residential Sarvices

Wisconsin Division of Mcntal
Hygiene

1 West Wilson Street - Room 540
Madison, Wisconsin 53702

Gilbert J. Mauthe

Executive Director

New Concepts for the Handicapped
Foundation, Inc.

126 South Franklin Street
Madison, Wisconsin 53703 ‘

David G. Merriam

Staff Attorncy

Wisconsin Asscciation for Re-
tarded Citizens

2700 Laura Lane

Middleton, Wisconsin 53562

Rep. Mary Lou Munts

Wisconsin State Legislature

9 West State Capitol A
Madison, Wisconsin 53702

=

Mary Murphy

,Chairperson

Council on Developmental Disabilities .
¢/o Wisconsin Association for
Retarded Citizens

2700 Laura Lane

Mlddleton, Wisconsin .)3)61

Dale Toltzman
Regional Administrator

. New Concepts Foundation

126 South Franklin: Street
Madison, Wisconsin--53703

David Zelman, Ph.D.
Regional Administrator
New Concepts Foundation
126 South Franklin Street
Madis’bn, Wisconsin 53703
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OTHER NARC RESIDENTIAL SERVICES PUBLICATIONS
' Order diveetly from:
NARC Publications Departmont, P.O, Box 6109, arlington, 'Fexas 74011

\chieving Residential Alternutives in the Community: Workshop Leader's Manual, 81 pages.
Cost: ST, 00, :
|
A warkshop leader's manual designed to assist the local ARC {n implementing an -
action-oriented project consisting of a planning phase, action workshop and carry-
through te achieve noew restdential programs in the community,

Handbook for Residential S(;l'\}iccs Conuaittees. 65 pages, Cost: 31,00,

Guide desioned to assist state and loeal commiittees to hcunn(- more cffective in their
cfforts to improve residential services,

Nursing Homes in_the System of Residential Services,  18% pages, Cost: $2.25,

The proceedings of a national symposium spongored by NARC which present critical
issues and guiding principles related to the use of nursing homes in a community's
svstem of residential scrvices.

Policy Statements on Residential Care. 12 pages. Cost: 30. 25,

A definition of some of the factors that contribute to dehumanization of institutionalized
resicents, with recommondations for remedial action.

Restdential Procramming for Mentally Retarded Persons. Four booklets., Cost: $1.50.

%

A sct of four booklcts on the following topics: I - Prevatling Attitﬁdes and Practices
in the Field of Mental Retardation; 1 - A Developmental Model for Residential Serv-
ices; 111 - Devclopmental Provmmming\ in the Residenual Factlity; and IV - The

Procu s of Change.

Residential Prog,mmmin&for Mentally Retarded Persons - A Checklist. 20 pages.
Cost: 30.10,

Designed to make the cvaluation of residential programs, as described in Book III
of NARC's Residential Progmmming for Mentally Retarded Persons'series, easier

: .and more cfficient.

“"The Right to Choose: Achicving Residential Alternatives in the Community. 80 pages.
Cost: 31.50. . ,
Discussioﬁ of what a residential service is and why it is needed. Action guidelines ’
for local groups, showing the steps in developing a plan, collecting information )

and devising a budget. Methods of achieving a change in social structure, when
necessary, including. restrictive codes and ordiuanr;es. Evaluation and monitoring >

of residential services. T,
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NARC RESIDENTIAL SERVICES & FACILITIES COM_MITTEE

Mrs. Eleanor Elkin, Chairman Rick MecDowell
Philadelphia, Pennsylvania Alkron, Ohio
Mrs. "Mary Lee Brookshire John McGee, Ph.D.
Stone Mountain, Georgia Omaha, Nebraska
Mrs. -Rita Charron , Charles Seevers, Ph.D.
East Lansing, Michigan Bristol, Indiana
Brian Lensink Gene Patterson, Staff Consultant
Phoenix, Arizona : Arlington, Texas
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