Complex Moral Issues:
End-of-Life Decisions for Adults with Significant Intellectual Disabilities

As people with intellectual disabilities assume greater integration within their communities, they are afforded expanded opportunities for decision-making. People
with intellectual disabilities seek the counsel of significant others, family members and friends when making difficult and complex decisions about health care
choices, including end-of-life care and decisions related to life-sustaining treatments. The overwhelming majority of people with intellectual disabilities have the
capacity to make their own decisions.
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There are a small group of people with intellectual disabilities who D ECISIO N-MAKI NG G U I DE FO R G UARDIANS

have never been able to express their intentions about end-of-life care
and life-sustaining treatments. This is due to the extent of their
cognitive disability and concomitant restrictions upon their ability to
communicate abstract and complex messages. Their guardians need
clear information about how to make decisions on their behalf.

Project Overview

The project included Three Major activities: Decision-
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Complete the Considerations for Quality of Life
Worksheet.

Two unique features of End-of-Life Decision-Making were explored:
e Complexity in identifying the best interest issue, and
e Developing an understanding of how these decisions are made.

Significant Findings

 During the study, we found differing interpretations of the
application of best interest standard, as well as concerns among
disability advocates of how the standard is applied.
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