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Community And Family Living Amendments Of 1983

Chai rman Durenburger and Senator Chaffee, it is with a great deal of pleasure
that | come here today to testify in firmsupport of S. 2053.

M/ name is Lyn Rucker, | amthe Executive Director of Region V Menta
Retardation Services in Lincoln, Nebraska. Region V provides comunity based day,
residential and support services to over 550 persons with nental retardation in
the sixteen counties of Southeast Nebraska. O those individuals, 139 have severe
or profound nental retardation and 102 are classified as being "high need" due to
physi cal , nedical and/or behavioral characteristics. W serve 297 persons
residentially, and nearly all live in a hone of five or fewer people. There are
only two exceptions in Region V, one house has six persons and one seven. Al of
the individuals we serve in day progranms are involved outside of their homes in
| ocations such as work stations in industry, supported enploynent, conpetitive
empl oyment or Region V industrial sites.

Region V has been actively involved in deinstitutionalization for over
fourteen years. W believe that all persons, regardless of the severity of their
handi capping condition, wll ultimately [ive in conplex, heterogeneous integrated
community settings. Therefore, our policies prohibit any entrance criteria, other
than the diagnosis of mental retardation. W are involved in integrating
individuals with all levels of need into towns wth popul ations of from 200 to
200, 000. Fifteen of our sixteen counties are rural

In 1969 there were 2200 persons with mental retardation confined to the one
mental retardation institution in Nebraska. Today there are still 460.

Through the 60's and early 70's opponents to deinstitutionalization
mai nt ai ned that persons with severe/profound mental retardation could not be nmoved

to the community -- but they have been noved to communities in Nebraska.



Then it was said that persons with behavioral disorders associated with
nmental retardation could not successfully be served in the comunity — but they
were and are in Nebraska.

Then it was maintained that mentally retarded persons with serious medical
needs required institutional care forever —but persons with such needs are now
living successfully in the rural and urban communities of Nebraska.

Since the comunity placenent of all persons, regardless of the level of
handi cappi ng condition has happened, is happening, and should continue to happen,
the financial security inplicit in S. 2053 nust be accorded to retarded citizens
living in comunity facilities throughout this Nation

The great advances realized in integrating citizens with nental retardation
into rural and urban areas of this country during the past twenty years nust not
be forfeited. Inadequate funding for community programs threatens just such a set-
back. Yet, outnoded, segregated, institutional nodels of care continue to enjoy
al most unlimted federal funding. The Community and Famly Living Amendments thus
are designed quite properly to change that anachronism | stand in full support of
that change.

Fifteen years of providing comunity services to persons with menta
retardation in Nebraska provides eloquent support for Medicaide restructuring.

The Nebraska experience has taught us that:

Persons With All Leveds Of Retardation Thrive In The Community

Services Are Effectively Monitored
Service Costs Are Significantly Less In The Community

Systems Can Be Organized In Both Rurd And Urban Areas



|. Persons With ALL Levels Of Retardation Thrive In The Community

| want to reiterate that comunity programs no longer need to justify their
exi stence nor defend their worth. Quite the opposite is true. Since we know that
people with conplex disabilities can be well served in comunity settings, we nust
ask why the violent solution of institutionalization is ever justified.

| raise this issue because sone opponents of S, 2053 cite studies which
indicate that persons with severe disabilities "do better" or "are happier" in
I solated, segregated settings. Those of us who work in comunity programs may be
faulted for letting this type of research go unchallenged. The difficulty is
that nost comunity prograns are not research oriented. Qur time and our nmoney is
aimed at directly serving people with nental retardation. Further, nmany comunity
prograns are simlar to Region Vin terns of research policies. W set high
standards for any research conducted in our prograns. The privacy and dignity of
persons with nental retardation nust be respected. W will not condone research
practices which violate that privacy and dignity.

Therefore, it was with great satisfaction that we reviewed the results of a
recent study which honored our research requirenents. The study, published in the

Spring, 1984 Journal of the Association for Persons with Severe Handi caps,

conpared data on certain persons served in our programw th counterparts served in
an institutional setting. Titled "Changes in Labels of Mental Retardation: A

Comparison of Institutional and Comunity Prograns”, the study stated,

.. the commn wisdom that persons with severe and profound nenta
retardation should be served in | arge congregate settings is called into
question. In fact, it mght be argued that greater needs dictate smaller
settings in which ef fect i ve training, environmental stinulation, and
life-style management can be ensured.”

| would like to submt this study as part of the record today.
The above cited study absolutely confirnms what experience has taught us,

namely, that the nore handi capped the individual, the smaller the living



living environment nmust be. W stand firmin our position that people with all
level s and types of disabilities should be served in comunity settings. If we
commit ourselves to this approach, we can avoid wasting tinme and resources in
trying to prove or disprove the efficacy of what is, | repeat, a violent response
to the presence of a disability: institutionalization.

Because S. 2053 is ultimately about individual lives, | want to close this
section with a vignette about a real person. | wll call himDavid, although that
is not his real nane.

David entered a community programin Region V in 1982, after thirty-eight
years of institutionalization. He was |abeled as having severe nental retardation
and like so many persons who |eave the institution, he took nedication for a
"behavi or disorder”. He was considered a "mgjor behavior problem™ Staff in our
agency were cautioned by the institutional staff to expect aggressive and frequent
behavi oral outbursts.

Today, less than two years later, David no |onger takes medication for a
behavi or disorder. He is highly regarded by all persons with whomhe works. H's
initiative and foll owthrough are superb. He likes to work. He occasionally
displays tenper, but he is not regarded as a person with a behavior problem by
any neans.

The director of the programin which David is served, David Merrill, Region
V-Fairbury, was asked to identify the variable(s) which he believed made a
difference in David's life. Mrrill said, "I renmenber the first week he was
here. | dropped by his house after work one day and David was relaxing with a cup
of coffee. It was apparent that he loved having the opportunity to nmake choi ces.

It was like, "I"'mconmng home to nmy own house. | can unwind in ny own way' It



seens so ordinary. But it appears to be the key. Just the environnment. Just the
expectation that he coul d nake choices."

| ask you to | ook beyond |abels when you consider S. 2053. Look at David,
and the thousands like him who do not deserve institutionalization sinply because
it appeared to be a good idea a hundred years ago. | urge you to give S. 2053

your full support.

II. Services Are Effectively Monitored

The key word here is "effectively". Conmunity prograns, we have |earned,
possess the capacity to combine traditional and non-traditional monitoring systens
inawy that multiplies safeguards to the system and for persons wth nental
retardation.

Traditional service nonitoring includes such procedures as accreditation and
licensure. Region V is accredited by the Accreditation Council for Services for
Mental |y Retarded and other Devel opnental |y Disabled People (AC MRDD). A Region V
agency was, in fact, the first community programto be so accredited. Wile AC
MRDD accreditation is voluntary on our part, we believe that programs serving
persons wWith nmental retardation should be nonitored by external agencies. W are
pl eased that this concept of external reviewis a part of S. 2053.

Licensure is another traditional procedure which safeguards service quality.
In Region V, all residential facilities operated by the Region, of which there are
45, are |icensed

The point is not that Region V has uniquely achieved accreditation and
licensure. Rather, the point is that the traditional controls of accreditation
and licensure are in place and are available to nonitor comunity progranms
everywhere. In other words, the sanme nmechani sns which the better universities and
hospital s have always relied upon to assure service quality are equally available

in the comunity.



But comunity progranms have something el se. The non-traditional, or nore
precisely, the natural systemof comunity vigilance is available only in the
community. The isolated, insular institution, with its physical, psychol ogical
and spiritual separation fromeveryday conmunity life cannot avail itself of
famlies, friends, neighbors, and professionals who interact every day with
persons who receive our services. In Region V, we receive this feedback daily from
peopl e who owe us nothing, and we have cone to expect constructive criticism
concerning the effectiveness and humaneness of our services.

Even the nost mundane areas of the service are critiqued by this nethod. For
exanpl e, a parent drops by a group home unannounced near supper time. This parent
wonders about the menu. It seens sonewhat high in calories. The next day we get
a telephone call. "How are menus pl anned?", we are asked. "W reviews thenf
How are special diets prepared? Are individual likes and dislikes taken into
account?" W explain that menus are prepared in advance and reviewed by a
nutritionist, that our staff assist with all kinds of special diets, and that
i ndividual preferences for food are taken into account. W also follow up on the

parent's concern. If there is ever a problem we need to know about it.

O consider a recent incident in one of our small town programs. A neighbor
of a typical four-person group home contacted the agency. She had becone
acquainted with the wonen living next door to her. She was al so somewhat
acquainted with the staff. She became troubled by one such staff person. She
said that she had not observed the same type of famly-like interaction between
this staff person and the wonen living there as she had observed between ot her
staff and the women. Specifically, she observed a staff person raising her voice
to one of the women. Wile this may sound trivial, the point is that this was
qui ckly exposed and dealt with before it could develop into anything nore serious.

It has been ny experience that such inappropriate staff behavior is not caught



in institutions until it develops into a major incident, in some cases threatening
the health and safety of the persons served.

It should be apparent that | am not presenting Region V or any conmunity
systemas immune to the carel essness and even the abuse which has characterized
the institutional treatment of persons with mental retardation far too much. \What
| amsaying, with total conviction, is that the best nonitoring systemwe know of,
the best safeguard anywhere, is public scrutiny. Again, | enphasize that this is
uni quely available to conmmunity prograns. That is, institutions, by their very
nature are isolated from such scrutiny.

| have noted that traditional and natural nonitoring systems are available to
comunity programs. | want to highlight an additional procedure we use in Region
V. This is our own internal quality audit, which we call Systems Review Each
year we involve staff, volunteers, and outside experts in a thorough review of
Region V's services. Systens Review is designed to be the nost denanding of all
formal review procedures. W believe that if we are self-critical and that if we
consistently strive to inprove services, we will be in a much stronger position to
wel come all other eval uations.

Anot her very critical external nonitoring systembuilt into the Region V
systemis the Program Ethics Commttee. This regional commttee meets nonthly to
review restrictive procedures approved by the local agencies' Behavior Minagement
Corps Teams. Menbership on this conmttee is diverse. The current conmttee has
an attorney, a psychiatrist, two psychol ogists, two parents, a clergyman, a
representative from People First of Nebraska, a program specialist from another
agency, and a public policy specialist. This conmttee provides independent
oversight on all questions involving restrictions and psychotropi c medications.

This brief sketch of nonitoring systenms available to community prograns is by
no neans conprehensive. | have not discussed, for exanple, Region V's Cient

Advisory Conmttee made up of consumer representatives fromeach Region V agency.



| have not explained how the human scale of community prograns works as a
safeguard for persons who receive services.

In the final analysis, our particular nmonitoring systemis not the issue.
Qur systemis sinply an exanple of the depth and breadth of nonitoring systens
available in comunity settings. It is a solid piece of evidence that our best
instincts (our instincts which tell us to accept persons with disabilities and to
bring theminto our lives) can translate into workable and accountable service

delivery systems.

lll. Service Costs Are Sgnificantly Less In The Community

Costs of providing services (even for the most severely handi capped) are |ess
in comunity prograns than institutions in Nebraska. In a study conducted by
Touche Ross & Co., conparing the two nodels in Nebraska, the findings included an
anal ysi s which denonstrated that not only are current costs per client less in the
conmuni ty, but the costs may be reduced even further in the comunity as clients
achieve commnity living skills. "As institutional behaviors are elimnated and
comunity/residential living skills are learned, the cost of serving the
(institutional) placed client should be reduced."”

The average annual cost for an individual receiving a full range of day and
residential services (including transportation, Social Services, and
Administration) in Region V is $20,193. The average cost in the nental retardation
institution is $38,008 and the costs in the MR MH units of the Regional Center
(psychiatric hospital with [imted facilities for mentally retarded persons with
psychiatric probl ens) exceeds $50,000 per individual. Even if we were to single

out one of the Region's nost expensive programs (the agency at Fairbury for high

1 Cost Study of the Community Based Mental Retardation Regions and the Beatrice

State Developmental Center, p. 54, (August 15, 1980).




need persons), the cost per client, $26,332, is still significantly |ower than
Institutional costs.
There are several reasons for the tremendous cost of service differences

between institutions and communities:
Institutions have a high proportion of relatively inflexible overhead
costs (for exanple, building naintenance, grounds, utilities, medica
services, and admnistration). As institutional populations go down, the
costs per person go up because of the inelastic nature of such
institutional costs. In ny experience, this factor alone provides a
strong notivation for institutional staff and state officials to
unjustifiably keep beds full and capacity up.
Comunity programs utilize small homes with the "famly" (clients and
staff) participating in routine cooking, cleaning and hone care. As an
active participant in that famly unit, clients devel op residenti al
living skills. Institutions, on the other hand, enploy or contract for
food service and custodial workers in addition to direct care staff.
Skills are not gained by the consumer and costs go up. Moreover,
because of the large nunbers involved, even if clients were expected to
perform such services in the institution, the experience would be one
more akin to that of a basic trainee as he spends his first weeks in
mlitary service than to normal famly living skills.
Comunity prograns integrate high need clients into homes serving
predom nately noderate need clients without increasing staff. This
approach provides for appropriate peer nodeling (i.e., clients watch
ot her higher functioning persons and emul ate their behavior), blending
within the community, and a |ower cost.

Community progranms have the flexibility to recognize the client's



i ndependent living skills. As a result, the community has the opportunity to
serve a blend of [ow, noderate and high need individuals in |ess costly
programs. This is not true inmost institutions. In institutions, because
of the large nunbers involved, you get the same full range of care whether
you are lowor high need. Individuality of service, training and costs is

lost in the institutional nodel.

V. Systems Can Be Organized In Both Rural And Urban Areas

The state of Nebraska is divided into six geographical regions for purposes
of providing services to mentally retarded citizens. Each of the six nenta
retardation regions serves persons with severe/profound mental, behavioral and
nedi cal needs. Four of the regions consist entirely of rural areas, one (Qmaha)
consists primrily of urban areas, and one (Region V) has both rural and urban
(Lincoln) areas. For persons interested in greater detail on the devel opment of
rural prograns for persons with high needs, | have provided a paper | prepared for
presentation to the Association for Retarded Ctizens-Executives Training at
National Convention, regarding that topic.

For the purposes of this hearing, suffice it to say that the provision of
services to persons with severe/profound mental, behavioral or nedical needs in
rural communities is not uniquely difficult, but depends to a great extent on one
of the traditional strengths of community services —sharing resources.

The foundation principles of placing decision making as close to the
i ndividual as possible, regularly involving consuners and consumer
representatives, seeking and responding to community vigilance, and maintaining
contacts with nedical and professional support personnel are just a few of the
fundanental conponents of a quality comunity program regardl ess of the
functioning level of the persons served.

Li kewi se, when hiring staff, characteristics that are valuable in staff



working with any group of persons with nmental retardation are sought: experience,
attitude/ philosophy and creativity.

Judgnents regarding S. 2053, its passage and anendnents shoul d be based on the
prem se that persons with all levels of nental, physical, behavioral and nedica
needs are being successfully served in the community. The only limtations to
serving everyone in a conmmunity setting is the money with which to doit. S 2053

woul d substantially elimnate that barrier.

V. Summary

This is 1984. The technology to serve all persons in the community regardless
of their handicapping condition exists today. S. 2053 offers clients, parents and
professionals the opportunity to unite and focus our energies on the further
devel opnent of quality integrated community systens designed to serve all persons
with disabilities.

| urge you to continue to lead this nmarch to the future. | urge you to focus
your numerous resources on making this bill as strong and as supportive of people

devel opi ng i ndependence as you can. Using your |eadership as a nodel, perhaps the

"mental retardation community" can renmenber that we are here for the sane thing:

the growth and devel opment of individuals.

| wish to give grateful recognition to Mary Jane Hunphrey, Director of Planning
and Policy Analysis, Region V, for her assistance in the preparation of this

subni ssi on.
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Increasingly, persons with complex disabilities are
served in community settings, and institutionalization
is less often a treatment of choice. However, relative-
ly little work has been reported comparing the com-
munity and ingtitution in terms of individual data. This
study was conducted in order to compare changes in
level of mental retardation among persons served in
a community-based service system and ingtitutionaliz-
ed persons from the same geographic region. Com-
parisons were made at all levels of mental retardation
and of cohort groups matched on age, sex, ambula-
tion, and initial level of retardation. In general, per-
sons in the community were more likely to increase
their functioning level, while those at the institution
werefound to decrease at a higher rate. Particularly
noteworthy differences were found within the severely
retarded group. The impact of community interaction
and stimulation is discussed, and implications for sen-
ice providers are suggested.

In recent years, the right of mentally retarded citizens
to particiapte in society has been increasingly recog-
nized, and institutionalization has become a less fre-
guent occurrence in the United States (President's
Committee on Mental Retardation, 1976). Communi-
ty participation has been enhanced by a variety of
educational, residential, vocational, and family services
as well as by specialized supports and resource$
(PCMR, 1979). Although the conventional wisdom has
held that certain persons—especially those presenting
difficult training, medical, or management

challenges—should be served in congregate facilities,
it has been shown that community-based programs may
serve a population equally complex as that found in
institutions (Menolascino, McGee, & Casey, 1982).

In 1974, the President's Committee on Mental Retar-
dation expressed a belief in the ability of persons with
mental retardation to continue to grow and develop,
if they were provided environments offering the rights
and opportunities afforded other citizens. This is a
perspective that is often asserted and generaly sup-
ported by philosophic and legal arguments. Data
evaluating the community experience are less often
reported, and comparative data on individual persons
experiencing community and/or institutional lives are
even less common. Nevertheless, a few studies sug-
gest areas of interest for potentia investigation. Aames
and Moen (1976), for example, reported adaptive
behavior changes in residents of community group
homes; Silverstein (1969) investigated the longitudinal
decline in 1Q of persons residing in alarge institution;
Phillips and Balthazar (1979) documented declines in
communication during prolonged institutionalization;
and Schalock, Gadwood, and Perry (in press) analyzed
differential effects of community residential settings.

The present study was conducted in order to com-
pare changes in level of mental retardation, according
to standards of the American Association, of Mental
Deficiency (AAMD) (Grossman, 1973) between per-
sons served in a state institution and those served in
a community-based service system.



Method

Programs Studied

The community-based mentd retardation (CBMR)
sarvices are provided by a 16-county regiond agency
with seven area programs serving atota client popula:
tion of 540. Theseindividuds livein avariety of smdll
resdentid settings, the largest serving seven persons,
dispersed. throughout the communities. Individuas
under age 21 receive vocationd services provided by
each area program, and generic community services
are used for meeting most medicd, psychologica, ad
recregtional needs.

The inditution is a Sate-operated fadility serving 480
individuds with mentd retardation. Approximately
30% of the indtitution's population is from the same
16 counties served by the CBMR. Resdentid services
are provided in cottages serving 16 people or in large
dormitory-type buildings. The inditution provides for
its residents a variety of educationd and vocationd
training programs. Almog al medica, psychologicd,
and recregtiond services are available a the ingtitution.

Bath the ingdtitution and community-based program
are sarving individuds of dl ages, abilities, and needs.
Bath are accredited by nationa organizations and are
monitored by the same dtate regulatory agencies.

Subject Selection

Exiging records from their respective programs
(community or ingtitutional) were reviewed for dl in-
dividuds from the 16-county region. Only those with
sandardized measures of intelligence and/or adaptive
behavior ratings that could be classfied by function-
ing levels based on AAMD standards were considered
digible for incluson in the study. Assessments and
classfications a the inditution were typically com-
pleted by members of the facility's psychology 4ef;
those in the community were generdly done by li-
censed private practitioners or community menta
hedth center psychologists.

Of those persons mesting the assessment criteria,
those who had an AAMD dassfication on record dur-
ing or after 1976 and who had a subsequent dlassifica-
tion assigned after a least three years in the same pro-
gram, were chosen for the sudy sample. This pro-
cedure produced a sample of 344 individuals with two
classfications a least three years apart. The earlier
classfication was considered theinitial classification,
and the most recent was termed current. Of the sam-
ple, 198 persons were in the CBMR and 146 in the
inditution. Analysis of theinitid dassifications of those
in the CBMR showed the following: 58 individuds
classfied as mildly retarded; 75 as moderately re-
tarded; 31 severey retarded; and 8 profoundly re-
tarded. The remaining 26 persons were nonretarded
or in midrange (e.g., moderate-to-mild). Analyss of
classfications for those from the ingtitution showed 2
individuas classfied as mildly retarded; 11 moderady

retarded; 51 severdy retarded: and 79 as profoundly-
retarded; with 3 individuds being nonretarded or in
a midrange. Initid classfications for subjects were
compared to their current cassfications in four dif-
ferent ways.

Comparison 1

Procedure. The firg comparison was made between
dl subjects, inditutionalized and community-based,
who met the selection criteriadescribed above. Of the
198 persons in the community and 146 residing at the
inditution, the number whose functioning leved had in-
creased, decreased, or remained the same (according
to AAMD criteria) was computed. These figures were
compared and andlyzed in order to ascertain any dif-
ferences in changes in levels for the entire sample in
the two types of programs.

Results. Changes in AAMD classfication for dl
subjects are summarized in Table |. The tendency for
individuas in the community to increase in function-
ing levd was greeter than that of persons in the in-
ditution, where a greeter relaive frequency of decreas-
ed functioning levels was observed. These differences
were found to be gatidicaly sgnificant when subjected
to the Chi-Square test of dgnificance (X2 = 31.39;
df = 2; p<.001). (Note: in only two cases were
changes in classfication found to be greater than one
level))

Comparison 2

Procedure. Of the 344 individuas in Comparison
1, 109 were classfied as profoundly retarded (87) or
nonretarded (22). These subgroups could vary in only
one direction with respect to functioning leve (the pro-
found group upward, the nonretarded group
downward). In recognition of this fact. Comparison
2 was conducted to compare changes in functioning
level between the community and ingitution groups
with the profound and nonretarded subgroups omitted
from anadlyss. This resulted in an analysis of changes
in levd of mentd retardation of 65 persons a the in-
ditution and 170 persons in the community.

Results. Changes in functioning leved for these
groups appear in Table I. As in Comparison 1, the
percentage of individuas increasing in functioning
level was greater in the community, with the number
decreasing being higher at the inditution. These dif-
ferences were found to be datidticaly sgnificant
(X2 = 62.5; df = 2;p<.001).

Comparison 3

Procedure. Two subgroups (the moderately and
sverdy retarded) contained a aufficdently large number
of persons to dlow datistical analysis of changes in
functioning level by subgroups. Of the 86 persons with
moderate retardation in the study, 75 resided in the
community, and 11 were at the indtitution. Within the
severe subgroup, 31 were in the community and 51
a the ingtitution. Changes from the initid dassficatory



levels were compared for both groups, and differences
between institution and community were analyzed.

Results. Analysis of changes in functioning levels
for the moderately retarded subgroup (Table 1) showed
no significant difference between ingtitution and com-
munity. The percentage of persons with increasing
levels of functioning, however, was greater in the com-
munity. There was a correspondingly greater percen-
tage decreasing in functioning level at the ingtitution
(X2 = 2.43; df - 2: N.S)).

When functioning level changes between institution
and community were studied for the severely retarded
subgroup, significant differences were found. Persons
in the community were much more likely to increase
their functioning level, while those at the institution
were found to decrease a a much higher rate
(X2 = 41.38: df = 2: p<.001).

Finally, athough the mildly retarded and profound-
ly retarded subgroups were not subjected to statistical
analysis (due to sample size), it was noted that the dif-
ferences were consistent with those observed for the
other groups. Within the profound subgroup, the

. . T 0
X2 =981 df = 2 pge@gintaga increasing in functioning level were 3.8%

ngtitution and 25% in the community, with the
remainder showing no change. In the mild subgroup,
50% decreased at the institution and 50% remained the
same, while 12.1% decreased, and 75.9% remained
the same in the community.

Comparison 4

Procedure. Although both the community and in-
stitutional programs served persons with al levels of
disability and a wide range of ages, it was considered
important to conduct a cohort study that would match
individuals served in the community with those served
in the ingtitution. Accordingly, a sample of 42 persons
was selected, constituting 21 matched pairs. These in-
dividuals were matched on the basis of age, sex, am-
bulation, and initia level of menta retardation (14 in
each the moderate, severe, and profound levels). A
blind matching process was employed to ensure that
outcome measures were not available to raters. The
pairs ranged in age from 10 to 48 years, with 8 pairs
being female and 13 male. Four pairs were nonam-
bulatory. Following the matching process, changes in
level of menta retardation for the community and in-
stitutional groups were compared and analyzed.

Results. A summary of changes in functioning level
for the cohort study appears in Table [. It can be seen
that the tendency toward increased functioning levels
in the community is repeated here: the observed dif-
ferences were found to be statistically significant

Discussion

In the programs studied here, the trend toward in-
creased functioning levels in the community is clear.



Although the concept of functioning level per seis not
a precise measure of individual skills and behavior.
it is widely accepted as one significant indicator of
general developmental status.

The institution studied here has strong capabilities
in staff development and programming, maintaining
a sophisticated system of daily training and data col-
lection. Therefore, it does not seem likely that deficits
in this area can account for the differences found in
this study. Thus, even though the ingtitution might
become the enriched environment argued for in Wyatt
v. Ireland (1978), the effects of ingtitutionalization may
nevertheless be detrimental.

Viteilo, Atthowe, and Cadwell (1983) found that
placement from institutions is dependent upon higher
levels of cognitive and adaptive functioning. If. as
Throne (1977) asserted, intelligence can be increased
through training, it might seem reasonable to expect
an effective institutional training program to prepare
persons for community placement. The data reported
here suggest a basic fallacy in this line of reasoning,
indicating, instead, the likelihood of a decline in func-
tioning level over time in the institution. This obser-
vation is consistent with findings of significant skill
losses among institutional residents (Keith & Lange.
1974). On the other hand, when competent program-
ming is combined with community experience,
Throne's (1977) expectations seem to be borne out.

The findings of this study, when considered in the
context of the broader movement toward delivery of
services in homes and homelike settings, suggest

References

Aamcs D.. & Moen. M. (1976). Adgptive behavior changes
of group home residents. Menial Retardation, 14(4).
36-40.

Grossman. H. J. (1973). Manual on terminology and
classificationin mental retardation. Batimore American
Asocidion on Mentd Deficiency.

Keith. K. D. (1979). Behavior andlyss ad the principle of
normalization. AAESPH Review, 4(2). 148-151.

Keth. K. D.. & Lange. B. M. (1974). Maintenance of
behavior change in an inditution-wide training program.
Mental Retardation, 12(2), 34-37.

Menolascino. F. J.. McGee. J. J., & Casey, K. (1982). Af-
firmation of the rights of inditutiondized retarded citizens
(implications of Younger v. Romeo). Journal of the
Association for the Severely Handicapped, 80), 63-72.

Phillips, J. L.. & Bdthazar, G. E. (1979). Some correlates
of language deterioration in severdy and profoundly
retarded long-term indtitutiondized residents. American

several implications for service providers. First, the
common wisdom that persons with severe and pro-
found menta retardation should be served in large con-
gregate settings is called into question. In fact, it might
be argued that greater needs should dictate smaller set-
tings in which effective training, environmental
stimulation, and life-style management can be ensured.
Second, it would seem reasonable to conclude that en-
vironments that are more nearly normalizing can also
be effective, if the proper programming components
are present. Although it is possible for normalizing en-
vironments to preclude effective training (Throne.
1975:; Keith. 1979). those studied in the present in-
vestigation combined community access and successful
programming. A centralized, congregate facility is not
necessary to attain this end. Third, the goal of keep-
ing virtually all members of future generations in their
home communities is not only possible, but is also like-
ly to be effective in enhancing their intellectual and
social capabilities, if loca programs are properly
arrayed.

Over the past two decades, many arguments have
been advanced on behalf of community alternatives to
ingtitutional programs. Generally, the burden of proof
seems to have been on the community to prove its role
in the lives of individuals. It becomes increasingly clear
that home and community are capable of assuming
natural, effective roles for persons with mental retar-
dation. and that the well-worn reasons for disrupting
these roles are no longer compelling.

Journal of Mental Deficiency.83, 402-408.

President's Committee on Mentd Retardation. (1974). MR
73thegoal isfreedom. Washington. D.C.: U.S. Govern-
ment Printing Office.

President's Committee on Mentd Retardation. (1976). Men-
tal retardation: Century of decision. Washington. D C:
U.S. Government Printing Office.

President's Committee on Mentd Retardation. (1979). MR
78theleading edge. Washington, D.C.: U.S. Government
Printing Office

Schaock, R. L.. Gadwood. L. S.. & Pery'. P. B. (in press).
Effects of different training environments on the acquis-
tion of community living skills. Journal of Applied
Researchin Mental Retardation.

Silvergein. A. B. (1969). Changes in the messured in-
telligence of indtitutionalized retardates as a function of
hospitd age. Developmental Psychology. 1, 125-127.

Throne. J. M. (1975). Normdlization through the normdliza
tion principle: Right ends, wrong means. Mental Retar-
dation, 13(5). 23-25.



Throne, J. M. (1977). Increasing inteligence through train- Footnotes
ing: A future role for school and residentid facilities for
the retarded. Mental Retardation, 15(6). 25-27. ! The authors gratefully acknowledge the assistance
Vitello, S. J,, Atthowe, J. M., & Cadwell, J. (1983). Deter- of the socia service workers of Region V Mental
minants of community placement of ingtitutionelized men-+  Retardation Services, and the technical assistance and
taly retarded persons. American Journal of Mental Defi-

: support of Robert L. Schalock and Lyn Rucker.
ciency, 87, 539-545. o 2 Supported in part by a grant from the Nebraska

Wyattv. Ireland. (1978). C. A. 3195-N. U.S. Didrict Court, Department of Health, Division of Developmental
Middle Digtrict of Alabama

Disabilities.



NEBRASKA COMMUNITY MR REGIONS

Ml Mt bl Tom Fdid ™
(LT vk L b
Lo 1] DAstn
T wer o
I V AN PR ]
Trow Kom
OIS wE | roukiy| T bl wale T rma W [ Wiy | MuIomf Comenc k=
. ' )
' bt il [ wh Wl : FLATTE I o
[T T —

wPARALL vl

U1l Linton Sl N Ll ) i y s
wi ] I l crnit v
‘‘‘‘‘ Y it L o, Hwne  Feasimsae l o
VN
: wot
AL sty TamiEH wrts Wiy ooy | 2ve fom I E
. (- JinSal | WA !
L L L LI I T[] [T vuplan [iiupin | WIBLICN Qeuaing s
Faunll ]uunm-:

+ bt

SERVICES TO PERSONS WITH SEVERE/PROFOUND
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L RETARDATION

by
LYN RUCKER



LIFE IS JUST WHAT YQU MAKE I T
o
A Difference You Can See: (One Exanple of Services to Persons

with Severe or Profound Mental Retardation in the Comunity

PURPOSE

The purpose of this paper is to describe how one rural Nebraska comunity
based program for persons with severe/profound nental retardation was established,
why it was designed the way it was and what we have learned from that experience.
The followng topics will be reviewed:

* General background information will be given to famliarize the reader

with the structure of services offered in Nebraska, specifically Region
V.

* A description of one program which was specifically designed to provide

services to persons with severe or profound nental retardation, behavior

or nmedical needs wll be provided.

* What we have learned that works and does not work will be discussed
* The Costs for this programwill be sunmarized
* Concl usions and reconmendations wll be shared.

BEFORE WE BEG N

There are a variety of reasons why a systemworks or doesn't work for all of
the people for whomit has been conceived. Gven the limted scope of this paper
it is inpossible for all of the conponents that are critical to a successfu
program designed to serve all persons regardl ess of the severity of their
handi cappi ng condition to be discussed. However, as those critical positive
conponents or attitudes present themselves in this paper, they will be underlined

for enphasis.



If 1 were to identify the primary reason why every region wthin Nebraska
provides services to persons with severe/profound mental, behavioral and nedica
needs, it would be the attitude or philosophy, if you will, of the decision
makers. Lou Brown has, perhaps, stated this philosophy best:

Al'l individuals, regardless of the severity of their handi capping condition

will ultimately live in conplex, heterogeneous integrated community settings.

Put simply, if decision makers believe that everyone will be served and integrated
in the coomunity, half of the struggle is over. In systens where that attitude is
not embraced, | have seen every conceivable artificial barrier thrown up as a
block to providing appropriate, integrated services for everyone

Wth a philosophy that drives providers to develop services for all persons
regardl ess of the severity of their handicapping condition nust cone service

model s which dictate that the nore handi capped the individual the smaller the

living environment must be. W have found this to be true not only of persons

with severe or profound nental retardation but also those individuals who, in

addition to their nental retardation, have severe nedical or behavioral needs.

This is not a mnor observation. It is, | believe, one of the nost critica
factors which will influence the successful integration of persons with severe
needs.

In harmony with a sound philosophy and a small |iving environment nust come

the consistent effort to tenaciously restrict and/or elimnate the future

devel opment of segregated workshop settings. The workshops of today are rapidly

becom ng a dead end placenent for most persons with nental retardation regardless
of their functioning level. It is critical to integrate persons so that they can

learn real work skills in a real work environnent.

Lest there be any doubt, Nebraska certainly does not have all of the answers

as to what makes a good, conprehensive, totally integrated system Like




Wl fensberger, | believe that for every good idea we've come up with, soneone else
has thought of ten better. This paper is presented as one conmentary on things
that have worked, and not worked, in Region V, with the hopes that there will be
better ideas given back to us, so that we can inprove the services offered in
Nebr aska
BACKGRCOUND

There are six nental retardation regions (see cover map) in Nebraska which
are controlled by local units of county government. There is one elected county
official fromeach of the counties who sits as a nenber of the governing board for
that particular region. The State Office of Mental Retardation serves as a
conduit for funding, and sets and nonitors the conpliance with rules and
regul ations for the services delivered by the six regions.

The | argest geographic regions have twenty-two counties. The snallest has

five. The regional systemis accountable to |ocal governnent, nmany regul atory

bodi es and (because of the procedures which have been adopted) nost of all to the

i ndi vi dual s who are served

A heavy enphasis has been placed on the involvement of consuners and consuner

representatives, as well as professionals fromrelated fields in an advisory

capaci ty.

Al'l of the regions have an area or local system of nmanagenment which divides

the region into smaller units. Control is, therefore, as close to the individual

being served as is possible.
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SERVICES DURING 1982/33

@ In-Home Training € Hini-Group Homes {3-4 persons)
o) :gzlt:ré:;ﬁ;tﬁog::e © Group Homes {6-8 persons)

@ Social Services (3 Job Pracement & Follow-Along
Il Vocationa) Workshops A, Transportation

(X fre-yocationa) Services FN Psycholoatcal Screening

O Extended Family Homes I\ Speech Therapy

O hpartments (supervised) A Physical Therapy

Each Reglon ¥ agency is responsible for persens in a specific area. The patterns
on the above map indicate the catchment arez of each agency.

Region V Mental Retardation Services is conprised of 16 counties and provides
or procures work training, residential alternatives and therapeutic support to
over 540 persons with mental retardation in community settings. Wthin this
sixteen county region, there are seven conprehensive "area or local programs" (nmap
designates local "catchnent" areas) located in seven different counties within the
region. Some of the Area ProgramDirectors are responsible for coordinating
services for one county, while others plan for up to four counties each. Al of

the Region V programs are |located in rural areas except the one situated in



Lincoln. Wthout exception, every program serves persons with severe/ profound
mental retardation, behavioral and nedical needs.

THE FAI RBURY PROGRAM
Wiy Was It Established

As a result of revenue made available by the State of Nebraska to place
persons out of the institution and into comunity based nental retardation
regions, Region V submtted a proposal to create a new area programwhich woul d
serve persons with severe/profound nental retardation. 1In 1980, when this
proposal was submtted, with few exceptions, the individuals remaining at the
institution fromRegion V counties were persons who fell within this range of
retardation.

VWile six other programs existed within the region at that tinme, all of which
served many persons with this same level of retardation, concern over saturating
any one conmunity, the desire to expand the capacity of the agency, and the w sh
to serve other geographic parts of the region dictated the decision to establish a
new program site.

How Vs Fairbury Chosen

During the three years preceding the establishment of the Fairbury program
Region V had established three new rural progranms. That experience, coupled with
the specific needs of the persons noving into the program led us to the
conclusion (which continues for new programsites today) that any city chosen as a
potential site nmust possess the follow ng characteristics:

*

There nust be a comunity or junior college in or near the city for tw

reasons:

1) we need a manpower pool fromwhich to recruit and hire staff, and

2) we want the individuals who cone to this, or any of our progranms, to



learn related skills, such as those taught through adult basic

education, in the same environment as do other adults their age. W do

not want to perpetuate segregation in the community by exclusively
providing non-work related skill training in our centers. Consequently,
sone of the persons served in our progranms attend classes through the
community college, rather than receiving all of their training through
Regi on V.

There nust be a reasonably conprehensive core of nedical staff available

in the comunity, either through a physicians' clinic or hospital. Many
of the individuals being considered for the Fairbury program had
conplicating enotional and nedical needs. The idea of transporting

i ndi vidual s who needed routine nmedical or psychological care an hour to
an hour and a half to Lincoln was unacceptable.

Avail able real estate for housing, as well as a training site nust |end

itself to adequately neeting the needs of the proposed core of services
and nust have the ability to absorb reasonable grow h.
The Chanber of Commerce, Mayor and other community |eaders nust be

wlling to assist us in securing sites for both the work site and the

houses we woul d need.

The city needs to be in a county that was centrally |ocated near persons

with mental retardation already identified in various comunities who

need services now or who will in the near future. Wile the initia
group of persons served were fromthe institution, we had lists of
individuals residing in comunities who had applied for services, or who
were in the school systems and woul d need services within the next two
to five years. oviously, consideration had to be given to nmeeting the

needs of those individuals as well.



Wth those stipulations in mnd, tw cities were identified as neeting all of
the criteria established by the Region.

It is not unusual for towns to "court™ prospective businesses or industries,
as they are the economc life of a commnity. A new industry brings new jobs and
some new enpl oyees. They, in turn, buy or rent houses, purchase clothing and
food, pay taxes, support churches and more. It occurred to us that our approach
to the establishnent of new area programs had, in the past, not been in line with
our philosophy or our view of the type of business we really are. Consequently,
we changed our approach. Instead of asking or expending |arge amounts of enerqgy
and tinme in order that we mght "convince" comunities of what a good "service" we
provide (charity nodel) to a "special” population (pity model), we woul d:

1)  Pick communities that met our established characteristics (listed

above) ;

2) Approach them like any large (our smallest area programhas a budget of

$400, 000) industry and see what they could offer us; and

3) Let them convince our Board that they had the best all-around comunity

for our new work site.

Wth that "bidding" approach in mnd, Regional staff and |ocal ARC
representatives approached the Mayor and Chanber of Commerce for each of the
cities. W provided information regarding the size of our budget, the nunber of
persons we woul d enpl oy, the nunber of facilities we would need, the type of
industrial products that we produce and a description of the enployees with nenta
retardation we would train.

In addition, we indicated what |evel of support we would expect fromthe city
with respect to the identification of potential work and housing site |ocations,
information on any zoning restrictions which mght be a problem and asked that

they open doors for us with the medical, industrial and religious comunity, so



that initial conversations could begin. One of the cities had a popul ation of
8,000 the other 4,800.

After all of the information was gathered, representatives fromeach city
came to a neeting of the Region V Governing Board to "bid" on the receipt of the
new program In addition to slide shows and packets of information about each
city, the two Mayors presented over 30 letters each, which offered support for the
program and requested that their city be chosen as the new work site. Those
letters were signed by every doctor, dentist and therapist in their respective
cities. In addition, letters were submtted fromlawers, mnisters, parents of
handi capped persons, judges, colleges, ARCs, Rotary, Jaycees, Kiwanis, Optimsts
and Lions Clubs, the Departnent of Labor, fire departnents and rescue squads,
local welfare offices, public schools, newspapers, Industrial Devel opment
Corporations,, banks, and so on

Wth that information in hand, the Governing Board chose the city of
Fairbury, population 4,800. The presentations given by each city were conparable
in alnost every respect, however, the Fairbury area had nore individuals waiting
to come into services fromboth the institution and the community. CQurrent and

potential individual need proved to be the deciding factor in favor of the

Fai rbury | ocation.

One of the exciting things we |earned when we established this program was
the if prospective community |ocations are given sufficient information, they wll
not only welcome a program they will conpete for it. The prelimnary work in
Fairbury helped the conmunity understand its actual role in our program and set
the stage for integrated activities later on.

Characteristics of the Enployees
Ve had |earned a good |esson about how to have new communities accept not

only the program but the enployees as well. The commnity expected new workers



and a new industry. Wile they knew these workers would be severely and

profoundly retarded, the image they were given was that of the nentally retarded

person as a contributing menber of the business community, not as a drain on the

social or economc comunity.

Initially, twelve persons were chosen fromthe Region V population at the
institution to be moved into the new program In addition to these twelve
individuals, three individuals fromthe comunity surrounding Fairbury were al so
served the first year.

Currently, the programserves 25 individuals, 11 males and 14 fenales. The
average age of the individuals served is 36. The average time spent in an

institution is 27 years. An abbreviated profile of the current individua

characteristics foll ows:

WORKER CHARACTERISTICS TOTAL NUMBERS
Level of Mental Retardation

Mild 2

Moderate 2

Severe _ 7

Profound 14
Epilepsy : 12
On Behavior Modifying Medications 8
Behavioral Qutbursts

0-1 Incident per Month 4

1-2 Incidents per Month 11

Once or More per Week 7

Once or More Daily 3
Self Help '

Independent 1

Verbal Prompts
" Physical Assistance
Does Not Do

;oo



The preceding information reflects characteristics of individuals after
being in the programfor one year or nore. There have been drastic changes in the
abilities of these persons, particularly in the self help and behavioral areas.
The real story rests in the changes seen every day in both the individuals
served and the agency itself. Again, the limts of this paper do not allow for
detail here, sufficient it to say that the changes have been observable and
significant.
Staff Characteristics
After determning who was going to be served and where they were going to
receiving the service, we had to decide who the staff would be, and what nodels we
woul d put into place.
When hiring staff, we looked for characteristics that are valuable in staff
working with any group of persons with mental retardation, specifically:
Experience: The staff hired (vocational and residential) had an average
of over three years experience in the field of nental retardation. In
addition, we felt that staff nust denonstrate skills in the areas of
behavi or management, environnental control such as nultiple scheduling,
stinmulus control, data collection, multiple/individualized programing
and sonme staff needed to have skills in the area of manual
communi cati on.

Attitude and Philosophy: One of the npst inportant characteristics we

| ooked for was the attitude that the potential administrative staff had
about the individuals whom they would be serving and about working with
the public. W did not want someone who believed that it was enough to
get people out of the institution, we wanted individuals who would not
be satisfied until all of the individuals in the programwere socially

and vocationally integrated into the community. Individuals who had



good public relations skills and enjoyed that aspect of the job were
desirabl e.

* Creativity: A third characteristic we |ooked for was a willingness to
devel op new approaches. W wanted staff to constantly search for ways
in which the people served could tap into conmunity resources, and
thereby grow and devel op beyond the limting expectations inposed by
past history. Fromthe start, we really expected breakthroughs fromthe
Fai rbury program

Service Model s

In setting up a framework for delivery of services, the initial inclination
was to continue doing what we had been doing el sewhere; nanely, work sites and
small living environments. To a great extent that is exactly what happened.

O the 25 individuals placed in this program six are involved in sone
off-site work environments. A description of the service nodels used follows.
Wrk Site

The work site is located in the sem-industrial section of the GCty.
Contract work fromlocal conpanies, as well as products which have been designed
and marketed by Region V, are used to teach job related skills. Mny of the
contracts serve as a natural formof advertisement that the persons involved in
this industry are working on real jobs and have a real income. However

conmpetitive job placenent is the goal for every individual in the program

Dramatic inprovement in skill acquisition has been seen since the contract
work began. The work site model is certainly not ideal; however, through the work
site model, additional, sonetines nore subtle, benefits have occurred for the
enpl oyees and the agency. A few exanples of what individuals are involved in and

how that has benefited the enployees and the commnity follow



During the 1981/82 fiscal year, 100 pallets were produced by the

enpl oyees at the shop, and in 1982/83, 4,200 were produced and sol d.
Natural 'y, nmore people have learned the skills necessary to produce a
product and nore individuals are naking noney, sone for the first time
in their lives.

The shop al so recycles alumnumcans. Last year over 2,300,000 cans
were recycled, over $20,609 was paid out to persons in the community and
over 1,000 persons came into the center. These community custoners have
had the opportunity to see the real work that the enployees are involved
in, and interacted with the enployees on a "reverse status" basis. That

i's, the normal community citizen is comng to the center to be given

money, vs. the idea that people with nmental retardation are only
recipients of noney fromtax payers.
The nost conplicated product that this shop produces is braided horse
and cattle halters. Over 200 of those units have been produced and
sol d.
One of the goals of this programis to gradually phase each individual out of

the work site and into a conpetitive placement or a work station in industry.

This goal is shared by all of the work sites in the Region. \Were can an

i ndividual best learn work skills and habits than in a real job? That is the

process by which we have all learned our professional skills. W nmust work toward

making the industries and small businesses that already exist in the comunity our

work sites.

In line with the belief that individuals should not be isolated in work

activities centers, some of the training activities take place away from

the work site. For exanple, the program has community contracts for

lawn care, carpet cleaning and a news circular route. One individual is



pl aced at Headstart.
Hones
If your child were having difficulty learning in a school classroomof thirty
i ndi vidual s, would you want himher noved into a class roomof sixty? QCbviously
not. The sanme holds true for persons with mental retardation of any level or any

behavioral or medical need. W have learned that group hones of eight to ten

persons are too large. Two or three individuals living together with a staff

person makes for a much richer learning environnment. It's easier to teach, to
control the environnent, to integrate with your neighbors, to travel in a car (not
a van), to go downtown, and to learn in that environment. The attention
individuals require is nore readily available if it has to be shared with only one
or two other individuals.

Persons with severe behavioral needs, in addition to the severe or profound
mental retardation, may need to start with a one-to-one living environnent. As
individual s adjust to controlling thenselves and their environments, one or two
roommates may be gradual |y added, if economcally necessary and socially
appropriate. As stated earlier, eighteen (18) individuals in the Fairbury work
site came froman institution and now live in the small group living hones
described below. The total nunmber of individuals living in small group hones is
twenty-one (21). Three (3) individuals live with their natural famlies and one
individual lives in an Adult Famly Home.

* Small Goup Homes: O the individuals living in group environments,
fifteen (15) live in a home with two other roommates. Al of the houses
are staffed for 1 Full-tinme Equivalent (FTE) staff weekdays and 1 FTE
staff weekends. In addition, part of the stipulations made by the
institution, in order for individuals to nmove into the conmmunity, was

that Region V would provide overnight awake supervision. That



stipulation was made for any individual who had had a seizure during the
past five years, individuals who had to be "specialed" (taken to the
toilet or had to be checked frequently), also for sone people who were
non verbal, or anyone who got up during the mddle of the night. In
every case, overnight awake staff were phased out of the small group
homes after a 30 day period. The phase out was not done arbitrarily,
rather, data was recorded and training initiated to elimnate the
behaviors identified as necessitating the overnight awake staff.
Large Goup Home: Six of the individuals live in a large group home
(six person) which provides 2 FTE staff weekdays and 2 FTE staff
weekends. In addition, overnight awake supervision is al so being
provided and has been for three years. However, it is projected that
this staffing pattern will no |onger be needed after January, 1984.
Adult Famly Home: One individual lives in an Adult Famly Home, which
Is simlar to foster care for children. This alternative is provided
with a famly in a private home, licensed by the Department of Social
Services (Welfare). Region Vrecruits, trains and nonitors the
provi der.
Quality of Life
No natter what the size or cost of the (service) "nodel of choice" the nost
i nportant concern should be the quality of l|ife experienced by each person with
mental retardation. \Wen we evaluate our agencies or train our staff, one of the
exercises we all participate in is listing those things which nake our |ives
meani ngful or good (money, friends, famly, lovers, independence, control). W
talk in terns of what normal individuals "X' age (as we grow ol der the sanple age
goes up) do to have fun, what it neans to be a good nei ghbor, have noney and shop

where we please. Fromthose lists we talk about how many of these experiences



persons with nental retardation participate in on a regular basis. Wat we are
really trying to get to are those conponents that give our lives quality.
Some of the things we have done to inprove the quality of life for
individuals in the Fairbury program and other of our prograns follow
Individuals are involved with the community college in their Adult Basic
Education C asses which is seen as a real status builder. The fact that
some individuals are interested in going over to the "College"
demonstrates the increase in self esteem and confidence many of the
enpl oyees have gained during a short three year period of tinme.

ne of the Region's goals is to spin nost or all of the training over to

technical, junior or comunity colleges as work sites phase down and

out.

Some of the enpl oyees, when first noving to Fairbury, had never gone
shopping or attended a church service. In many cases, behaviora
outbursts precluded training during normal "open" hours for merchants or
church services. The business and mnisterial alliance responded openly
and positively. W did the task analysis and program design, they
opened their businesses during off hours and held special church
services until everyone was integrated into the normal business and
church environments. That process took three years, but it is now
conplete, and no "special" or segregated training takes place in these
areas. The only exception will be new individuals who enter the program
and who may need this unusually intensive training.

Leisure activities have also provided many firsts in peoples' |ives.

For many of the enployees the last three years have given themthe first
opportunity to take regular vacations, catch fish, go to dances or

concerts, participate in softball games, see rodeos, the list goes on



and on. The obvious issues with leisure tine activities center around
frequency, variety, integrated activities and SMALL nunbers of persons
with nmental retardation traveling together

As a result of the internal evaluation done on each agency in Region V,
a heavy enphasis has been placed on persons with nental retardation
being given the opportunity to initiate and/or participate in conmunity
service activities. Instead of always expecting the comunity to give
to us, we are expecting our staff and enpl oyees to give back to the
comunity. Exanples of activities are as varied as what each community
does for its own. For exanple, sone comunities have held CROP Wl ks
(to raise money for an international relief programand two |oca
gardening projects. In response to the request fromthe Mnisteria
Associ ation, the Enployee (Cient) Advisory Board at Fairbury decided to
participate in the fund raising event) and sone |ocal enployees have
participated in them Qhers have chosen to adopt a Senator (politica
action) or adopt a neighbor (elderly contact and call program. Qhers
prefer not to be so formal and do a lot of contact with persons of their
choice on their own.

Cost s

Fairbury is the second (out of seven programs) most expensive program
operated by Region V. That is due, prinmarily , to the small size of the program
and to the needs of the individuals being served there. In order for that to be

meani ngful at all, some detail is provided as follows:



FAIRBURY AVERAGE PER PERSON COSTS

Service Costs
- Vocational $ 6,953
Residential 14,879
Transportation 491
Administration 2,636
Social Services 568
Total $26,039

Concl usi ons/ Recommendat i ons

After describing one experience with the establishment of a program which
serves primarily persons with severe/profound nental retardation, | would like to
share a few additional recomendations for those of you considering the
establ i shment of simlar services. | wll try not to duplicate reconmendations
given in the body of the paper

. Serve a Ooss Section of Devel opnental Needs: Develop Staff Expertise and

Bui |l d Budgets Slowy.

This is probably one of the nost inportant decisions that can be made with
respect to the ultimate capacity of a system [If you take a cross section of
individual s with varying characteristics which would include devel opnenta

| evel s, nedical and behavioral needs, technol ogy spreads and budgets grow in

a steady, conpetent fashion. For exanple, if two individuals with severe

behavi oral disorders are placed in an agency one year, a core of staff (let's
say four) can be trained to work with and support those individuals as they
|earn and adjust to comunity living. At the sane time, staff will develop

further confidence and skills as they design progranms and adapt environnents



intended to enhance the success of the persons with whom they work. The
follow ng year, you could take an additional four individuals wth behaviora
needs as the original core of four staff persons train eight additional staff
to work with those new persons. As tine passes, individuals who were once
seen as extremely difficult to serve become a routine challenge to staff who

are confident of their ability to adapt behaviors. Technol ogy spreads as

i ndi vidual s who were once seen as "residual institutional populations" becone
integrated into the comunity.

Anot her advantage of taking individuals with varying needs is that budgets
wll grow steadly over time rather than peaking when more "difficult”

popul ations are finally served. There is no doubt that sone individuals wll
need nore intensive staffing patterns and therefore cost nore than ot her,
less involved persons. |f, over years, you build those staffing costs into
your budget, people with nmental retardation will not have to bear the burden
of "being too expensive to serve". Averaging costs over nunbers of
individuals with varying needs, generally, nakes for a cost that can be
justified to boards and legislators. Whereas, averaging costs over a group
of individuals who have only high needs seens to stimulate calls for
conservative fiscal restraint and larger institutions for "those" people. It
s our responsibility, as admnistrators, to act responsibly so that groups
of individuals don't get set up to fail on fiscal issues they can not

possi bly control.

Integrated Environnents and Role Mddels are Critical.

| would state clearly that clustering persons with like needs, as we did in
Fairbury, is NOT the way it should be done. A cross section of devel opnenta

needs should not only be taken but should be placed together. Segregation of

any kind, should be avoided. That goes for segregating persons wth high




needs frompersons with |ow needs. Role nodels are |ost, inappropriate

behavi ors are shared and nodel ed.

Use the Changing Technol ogy with the explosion in conputer technology and the

advances in bio-engineering, great strides are being nmade in the area of
services to persons with severe/profound mental and physical disorders.

There are many "tools" that can be used today to make |earning and

i nprovement much easier for both the worker and the staff. W would be
remss if we did not take advantage of technol ogi cal advances.

Consistent, Structured Programming is a nust. Programs will have to be

desi gned and run based on seconds not mnutes. The task analysis wll have
to be broken down into much smaller steps. Thought will have to be given to
the jigs used to conpensate for severe physical inpairnents. The rest of the
principles appear to be the sane.

Use Conmmunity Resources:

Rather than restate what has al ready been gone over in the paper, | would
summarize by stating that the vision you have of what you are will, to a
| arge extent, be enbraced by the community. If you viewyourself as an
industry, then use community organizations, mayors and city council's as
industry would and let themdo the ground work for you if your are just

comng into that conmunity.

If you are already established, use comunity organizations as a means of

doing sone public education, enployee training, and a group fromwhich

support can be nustered.

Community col | eges, technical colleges, and universities are a tremendous

resource for us and nmay, soneday, become the training sites as our workshops

cl ose down.

Medi cal Services in many instances here in Nebraska have inproved in the




rural comunities where we have established programs. Were some communities
did not have access to anaesthesiolist, we have joined with the local nedical
comunity to bring in such a service/person. The entire area benefits.

Use the Media |ike anyone interested in enhancing the image of his business

woul d. As you elevate the status of your business, you also elevate the
status of your staff and enployees. Gve the media legitinmate stories, geared
to neet your image (industry) or to tell your story (training workers) or to
get your enployees jobs outside of your work sites.

As you devel op or continue prograns for persons wth severe/profound mental

retardation and cone to your own conclusions please share themw th us!

Lyn Rucker, Executive Director
Region V Mental Retardation Services
2202 South 11th

Li ncol n, Nebraska 68502



