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PREFACE

Robert L. Schalock and Trevor Parmenter

The concept of quality of life is not new, for the discussion of what constitutes
well-being or happiness dates back to Plato and Aristotle. However, over the past
few decades, the concept of quality of life has increasingly been applied to persons
with intellectual disabilities. Quality of life has been taken up as a challenge to
respond to in terms of theory and applied research regarding social policy, the
design of program supports to individuals and groups, and service evaluation. Such
Interest is part of a wider view that quality of life is a relevant outcome for health
and social policies and practices.

Intellectual disability is a condition that in practice affects people's ability to
make self-determined choices. Living a life that is judged as one of quality
frequently requires support beyond that normally needed by others at a similar age
and stage of life. Such support may include a variety of forms such as specialist
training, guidance, structured opportunities or specially designed environmental or
social arrangements. Providing these forms of support has been a major function of
health and human service programs. In addition, the presence of disabilities are
often attached with problems concerning participation in society, which means that
persons with intellectual disabilities are in danger of being excluded from many
situations and opportunities that normally are available to other people. Quality of
life discourses have therefore become central in social policy and in developing
environments that allow all people access to places and resources.

In reference to the meaning of this term, "quality" makes us think about the
excellence associated with human values such as happiness, success, wealth,
health, and satisfaction; whereas, "of life" indicates that the concept concerns the

Very essence or essential aspects of human existence. This meaning explains why



the concept of quality of life is impacting the field of intellectual disabilities, and
why throughout the world it is being used as a:

* sensitizing notion that gives us a sense of reference and guidance from
the individual's perspective, focusing on the person and the individual's
environment

e social construct that is being used as an overriding principle to enhance
an individual’s well being and to collaborate for change at the societal
level

* unifying theme that is providing a common language and a systematic
framework to apply quality of life concepts and principles

Meanings of quality of life differ according to the field of discourse. The
concept of quality of life, for example, can be expressed in the context of its
measurement as an outcome. It can also be expressed in the context of social policy
as a common target to guarantee a good life and equal opportunities for all citizens.

Or, the concept of quality of life can also be expressed in the context of individual
preferences, which is perhaps the most popular meaning of the concept. ‘

Basic to all discourses about quality of life is a clear understanding of its
conceptualization, measurement, and application. Such is the purpose of this
Consensus Document. The authors of each section have worked with their
colleagues and collaborators over the last two years to represent a consensus of
international thought in the field of intellectual disabilities about the concept of
quality of life in the year 2000. This Consensus Document thus provides a current
understanding of the concept and a guide for future work.

The authors realize that the concepts and models presented in this ’
Consensus Document will vary potentially from country to country, and even from
area to area within countries. The cross-cultural understanding of the concept of
quality of life is in its infancy, and we hope that the discourses resulting from the
material presented in this Document will facilitate both cross-cultural

understanding and collaborative work.






