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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







