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I appreciete ‘the opportunity to eff_er testimony today. Although I

understand the impetus for this hearing comes from Connecticut, the issues

to be addressed are generic ones that represent critical policy and program
decisions. Consequently, I want to thank you, Mr. Chairman, and the
subcommittee for providing a ferum in Whldl the issues can be discussed on
the record. | |

. The focus of my testimony is on the potential. lof severély handicapped
adults to participate in the life and work of _their: commmities. I will
concentrate on adults because it is at that age, after entitlements to
childrens' servicee m out:, that evaluation of final service success
must be made. The implied promise of school and other services is that,
upon reaching adulthood, an 1nd1\r1dual will be prepared to partake in the

respensibilities and benefits of community life. I will concentrate on

severely handicapped adults because the extreme service needs presented
by this group bring into focus several basic issues relating to community

services and government support.

'. Severejg,lzlaadiea;_)ged People

- Defmltlons of severe handlcaps differ w1de1y, _and r1ght1y 50. .
msabllltles handicap. people dlfferenﬂff in different aspects of 11fe.
An mdlndual'sr condition ma){- Tésult in severe handicaps in school |
that do not affect wozk, in work that do not affect independent living,
" and s0 on. 'lggﬁ_eling. the cenditibn' tells only the. beginning, especially
for adults , who face multiple life demandSL I 1;'111 refer to people as

' severely handicapped-}éﬁo are typically labelled severely and prfoundly mentally

retarded, autistic, and multiply handicapped. Historically, these

individuals have been most likely to be placed in institutions, denied




‘access i:o school as children and to vocational rehabilitation as adults, -

and seen by familes and service providers as creating extreme hardships.

Quality of Life

The basic hunaﬂ issue r'aiseld by a discussion of alternative service
strategies is what sort of life is appropirate or desirable fo.r severely
handicapped citizens. While each -of us would no doubt emphasize slightly
different things in defining quality of lilfe, history suggests ‘that the
constitutional guérantees of li-fé-, liberty, and pursuit of happiness are
S0 irrqaortar_lt that our society will enter major conflicts to preserve them.
Like everyone else, éeverely handiéapped people enjoy quality living only
as these basic 1\-r.alues are operationalized in the opportunities of 'dai-l-y :
~living, |

No single view of quality in adult living is likely to capture the

richness and diversity of modern aspirations. Nevertheless, a growing
worldw_ide_ consensus provides a useful framework for operationalizing
fundamental aspeéts of quality living for individuéls with severe handicaps.
Deriving in large pért from the concept of normalization, these include
provision for basic health and safety, development of personal skil;s and
- independence, integrétion and participation in commity life, and productive

work,

Effects of Community Mtéma-tive_s

 After more than a decade in which deinstitutionalization has been
: é px:o_fésseci national pfiority , where do we stand in efforts to provide’
. opportunities for quality living to severely handicapped individuals?
“The decade saw repeated Situations where commumnity service pr_ovidérs were

- confronted with unfamiliar- sexvice problems and developed technologies




to solve those problems creat:mg opportm'n,{tles not previously thought
possible for severely handicapped people The cumulative.result has been
widespread demonstration of the potentlal competence, productivity, and
comumty participation of people with severe handlcaps.. In the comments )
to follow, I will 111ustrate the depth of this contribution to quality
of life, But first a remlnde_r: The generation of severely handicapped

' individuals of ﬁhom I am spéaking have not benefitted from the education
available to handicapped childi‘en today. Thus, their success in commmity

services may be only a fraction of that for which we should now be pianning.

Community Living
Residence in small commmity residences has been associated with

several improvements in the lives of severely handicapped people. In the

area of health and physical well-being, an expectation of any service

' system, an important report was recently completed in the state of

Washlngt.on.. All retarded re51dents released from state institutions in

1979 were studied after a year in the commmity. During this period, the

health status of more than a third of these individuals had changed signifiéantly,
with improvements recoifded in needed weight changes, chronic medical conditions,
correction of previous -mi-sdiagn'osi.s, and use of needed pfosthetic de\?ices.

The records of individuals leaving the Pennhurst institution near Philadeiphia

is consistent wuh these fmdmgs

The record on dévelopmﬁt of personal independence is similar. For
most severely ha'ndicappéd individuals, the exercise of personal axitonomy
requires both programming for skill development and regular opportmities.
to use skills that have beeﬁ mastered. Although a technology for teaching

needed skills _h'a$ been available for some time, several recent studies




have observed more rapid development of skills needed for personal autonomy in
small community residences. For example, a carefully designed effort is now
underway to compare the progress of individuals leaving the Pennhurst institution
with matched behavioral “twins” who have remained in the institution. Measures of
both groups were taken over a two year period \&ith a widely recognized behavior
rating scale. Those in the community showed highly significant gains in personal self-
sufficiency, community self-sufficiency, and personal-social responsibility; those
remaining in the institution showed no significant gains in any area. Successful skill
development 1s so widespread in well-managed community programs that it is now
commonplace to expect previously dependent severely handicapped individuals to
contribute to and participate in daily activities in both home and community settings.
Improvements in personal skills contribute meaningfully to quality of life only
when the environment affords opportunities to use them according to individual
interests and goals. It is in this area that the dramatic potential of the community-
based services become clear. Development of skiils in smali programs can and does
allow individuals to travel independently in the community, select and purchase
personal items, work outside the home, attend church independently, jog with noﬁ-
handicapped individuals, enjoy work breaks in downtown coffee shops, and so on.
The proximity to community opportunities and the potential flexibility of community
services allow severely handicapped people to enjoy the benefits of their skills. Rather
than endure treatment as eternal children expected continuously to learn new skilis,
severely handicapped individuals in community settings have the opportunity to use

the skills they have to enhance the quality and enjoyment of their lives.




. Family contact reprgéenﬁs.another aspect of quality of life
that is widely valued in our society. ) ‘Hére the data provide overwhelming B
and unmistakable support of small community programs. In the study of the
Pennsylvania instit_ution I mentioned eﬁi‘lier, the nunber of pérents‘
participating in individual program plamung meetings - the basis of all
indiv.idualirze_d prbgramming . incireased, from 11 percent in the institui:ion
to 75 percent after the same individuals were placed in the community.
Visits with families tripled 'aft.er_'leaving the institutioﬁ, and the number

having monthly outings with relatives increased by a factor of nine.

Work Potential and gbportmity

The izrpbftance of employment in a quélity adult lifestyle in our
society is chronicled in the expectations ﬁf practically every minority
grouplwhose' civil rights have been at i;ssué. ‘Now, with clearly demonstrated
ability to learn needed skills, severely handicapped. individuals have joined
others whose participation in our society is determined in part by the
status afforded by _wor-k'aﬁd_ in p;;rt' by the opportunities provided by wages.

To'illustratg prégress in i:h‘e area of work, let me describe some of
m)f own research. ..Eight years ago 1 bégan-?a smail vocatiohal program fof |
severely aﬁd.'profomidiy retardedlndlnduals who had beréﬁ excluded because .
of skill deficits and]bel:lav.ior diffiéuifies from all day programming.
| This program g'réw gradually torsrerve fifteen individuals who today are
_repzjesentative of the least cabable individuals 'servea in Ada.y activity
programs in institutional and community settings in the Northwest. At the
~-outset a market for electronic work wés identified and a structured program
was .design,e.d to prov1de extended employme'nt in 's;mall ﬁarts assembly. During
the ensuing eight yeérs, the fifteen individuals have learned such complex '

_gsse‘mb-ly tasks as oscilloscope. can-switch actuators, cable harnesses,




chain saw components, circuit boerds COﬁputer prihter ffémes transformer
coils, and power supply. units Their conbmed wages last year were
B $18 371 more than four times the natmnal average for their more capable
countezparts in work act1V1t1es centers. Not only can severely handlcapped
mdlvs.duals learn the skills for remunerative work, but also can they
' earn significant wages when structured employment opportunity is prov1ded.
'Ihat program has now been dupllcated 1n ten conmunltles in six western
states with similarly positive results. Parallel efforts 1-n vocational
preparation nationwide leave little doubt that severely handlcapped

' ':md;v1dua15 can become competent, productlve workers.

o These commmity living and work sﬁccesses ; and the many additional

“studies they illustrate, make it clear that severely handicapped individuals
have the potential for skill deveiopment‘, camunity integration, and

o ﬁroductiv‘e enplquneﬂt. ‘Not ali efforts to provide for deinstitutionalized

‘ 1iving have had such success, hcwever. In fact, meny severely handicapped
adults now in c.omnmii:y settings are so ‘shelt-ered that they enjoy neither
jndependence, nor integration, nor employment opportunities,

_- The e:q)erlence of the last decade 1nd1cates however, that these
d1f:E1cu1t1es cannot be attrlbuted s:mply to the presence of severe

‘handlcaps-. Too many smular people have succeeded when needed services

, shd'epp-ofﬁunlues were avallable. Instead of _blammg the severely handlcapped
individual for lack of potential or readiness, we must look for barriers

to. success in the service dellvery system itself., The proCess of

) . demgnmg comprehensive conmunlty services has proved complex, as has the

-task of adapting policies and programs to new service technologies.

Experience with both the successes and failures of commmity serviees for




‘severely handicapped individuals brings one important serxvice dgsign‘ iss.ué
into focus. I believe it must be addressed if quality adult living is to
Be made more accessible to those with sevef’e handicaps.

~ The issue is a broad emphasis on"'r‘eadiness.“ that pervades
many policies and 'prc‘Jgrams affecting handicapped individualg._ In
essence, the readinesé logic is that programs and services are needed
to prepare an individual for- later participation in work, comimm:tty
living, recreatlon, or other opportunltles Preparatlon continues until

~an ‘individual is deemed "ready' for the next step, i.e. until the individual

- is expected td participate without further support. The result for severely
' _ handi‘capped individuals is all to often a sentence to indefi‘nité preparation; .
in institutions, for example, getting ready for commmity living
| in day activity pi‘ograms, getting ready for work activities centers;
and in sheltered workshops, getting ready for open employment.

Let me use the area of work to further illu_strate the effects of
this readiness strateg)} on severely handicapped people. The nationis
vocational rehabilitation program is designed to provide services that
equip a consunér-so_ well that he |10/ she can.enter the iabor market
needing no fﬁrther support from soc:i'al servi_cés. To accémplish this,
the ‘program has developed an -inq:_réssive_afray-of evaluation, counseling,

- traiﬁing, job development, and ot‘h,er'jsérvices that have"résulted in
successful employment for many ‘handicapﬁed iﬁdividuals,' including some
with the severe handicaps addressed here. -

‘Despité the vocational competence demonstrated bjf severely. handica‘pped
peqpie in structuréd -employment situations, however, thére is little e\'ridence |
to expect many of these 1nd1\r1duals to succeed in unsupported open employment
Neither mcentlves nor programs “TIOW ex15t for employers and social

: serv1ces to meet the additional needs’ for capltallzatlon, trammg,




'S@ervisioﬁ and s@perti"_that severely héndicapped individuals ‘appear to .
- ‘require in open enq:}.eyment with current treatment technologies. '
_ With limited prognosis for totally unsupported enqiiofment, severely
, handicapped adﬁlts freﬁﬁently are denied all access to werk opportunities.
Instead of re;eiv:ing the needed support to work in either sheltered or
“open enployment, severely hanc_iicapped indi\;riduals typically are assigned
indefinitely to pt‘evdeational oi* non-vocational programs where a regimen
- of recreation, t;'ainijlg 1n daily living, and other activities is expected
ultimate'ly to devel_op readiness for work. The result is that seirerely |
- handicapped people, who with adequate support could be voca_tionally
- competent jare exeluded from work oﬁpbrtmitiee. The attached papefs
deecribe the national ..sc'ope of this problem and suggest a framework for
‘designing an altemative. What is needed is the opp-ortunify for severely -
handicapped individuals to participate in the life and work of a |
commmity, with the level of support that is needed by each individual.
Financial contingencies;, program regulations, and service inertia must
all I_Se reversed if the full potential of severely handicapped people for'_

quality adult living is to be realized..

" Conclusion _

The technology is now available to assist prevmusly segregated
severely handlcapped 1]1d1V1dl1315 to participate in the life and work
of a cmmmi;ty. 'I'hat part1lc.1p,at1on ‘will require ongoing support for many
individuals, but it will also enable them to achieve a quality of life
and a measure of contribution to society that has been thought impossible,
The experience of ‘the last decade- shows that.moet of the limits previously |
| ‘blamed on severely handicapped individuale_}mlie't be attributed instead’

to the availebility and quality of support services. With a comni tment




To continued improvement in policies and programs to match the
energing technology of service, quality community living can be

offered now to all of America’s handicapped citizens




