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I appreciate the opportunity to offer 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 forum in which the issues can be discussed on 
the record. 

The focus of my testimony is on the potential of severely handicapped 
adults to participate in the life and work of their communities. I will 
concentrate on adults because it is at that age, after entitlements to 
childrens' services run out, that evaluation of final service success 
must be made. The implied promise of school and other services is that, 
upon, reaching adulthood, an individual will be prepared to partake in the 
responsibilities 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. 

Severely Handicapped People 
Definitions of severe handicaps differ widely, and rightly so. 

Disabilities handicap people differently in different aspects of life. 
An individual's condition may result in severe handicaps in school 
that do not affect work, in work that do not affect independent living, 
and so on. Labeling the condition tells only the beginning, especially 
for adults, who face multiple life demands. I will refer to people as 
severely handicapped who are typically labelled severely and profoundly mentally 
retarded, autistic, and multiply handicapped. Historically, these 
individuals have been most likely to be placed in institutions,, denied 



access to 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 human issue raised by a discussion of alternative service 

strategies is what sort of life is appropriate or desirable for severely 
handicapped citizens. While each of us would no doubt emphasize slightly 
different things in defining quality of life, history suggests that the 
constitutional guarantees of life, liberty, and pursuit of happiness are 
so important that our society will enter major conflicts to preserve them. 
Like everyone else, severely handicapped people enjoy quality living only 
as these basic values are operationalized in the opportunities of daily 
living. 

No single view of quality in adult living is likely to capture the 
richness and diversity of modern aspirations. Nevertheless, a growing 
worldwide consensus provides a useful framework for operationalizing 
fundamental aspects of quality living for individuals with severe handicaps. 
Deriving in large part from the concept of normalization, these include 
provision for basic health and safety, development of personal skills and 
independence, integration and participation in community life, and productive 
work. 

Effects of Community Alternatives 
After more than a decade in which deinstitutionalization has been 

a professed national priority, where do we stand in efforts to provide 
opportunities for quality living to severely handicapped individuals? 
The decade saw repeated situations where community service providers were 
confronted with unfamiliar service problems and developed technologies 



to solve those problems, creating opportunities not previously thought 
possible for severely handicapped people. The cumulative result has been 
widespread demonstration of the potential competence, productivity, and 
community participation of people with severe handicaps, In the comments 
to follow, I will illustrate the depth of this contribution to quality 
of life. But first a reminder: The generation of severely handicapped 
individuals of whom I am speaking have not benefitted from the education 
available to handicapped children today. Thus, their success in community 
services may be only a fraction of that for which we should now be planning. 

Community Living 
Residence in small community 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 
Washington. All retarded residents released from state institutions in 
1979 were studied after a year in the community. During this period, the 
health status of more than a third of these individuals had changed significantly, 
with improvements recorded in needed weight changes, chronic medical conditions, 
correction of previous misdiagnosis, and use of needed prosthetic devices. 
The records of individuals leaving the Pennhurst institution near Philadelphia 
is consistent with. these findings. 

The record on development of personal independence is similar. For 
most severely handicapped individuals, the exercise of personal autonomy 
requires both programming for skill development and regular opportunities 
to use skills that have been mastered. Although a technology for teaching 
needed skills has been available for some time, several recent studies 


