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Abstract

Quality of life of people with intellectual disabilities is difficult to measure.  Questions arise
about both self response and proxy response.  The Ask Me! Survey collects data annually for
1,200 individuals with developmental disabilities.  Peer interviewers encourage three-fourths of
the selected people to respond for themselves.  Two proxies provide information for each person
who cannot respond.  Self-respondents answer more questions, produce more reliable scales,
and have nearly the same internal consistency as proxies.  Self-respondents report lower
physical well-being and higher self-determination than do proxies.  Two proxies agree most on
emotional well-being and least on self-determination.  Two day staff agree the most; family and
staff proxies agree the least.  Self and proxy responses can be combined for many analysis with
appropriate statistical controls.  Participatory evaluation policy can be put into practice, but
doesn’t resolve all the problems in collecting information to better support people with differing
intellectual abilities.

Introduction

Research since the late 1980's has asked people with intellectual disabilities to express their own
views about their quality of life (Schalock and Verdugo, 2002).  Quality of life is the primary
outcome of programs that support people with intellectual disabilities.  Evaluating quality of life
outcomes involves several problems in both policy and practice.  At the policy level, good
evaluation involves stakeholders and participatory action research emphasizes the involvement
of those being studied, but it also raises many questions.  What does involvement mean when
stakeholders have very different agendas and resources?  What does involvement mean when
those being studied have limited abilities to understand and participate?  Who decides what is a
desired outcome and how it is measured?  Who determines when a person has enough
intellectual ability to provide information for themselves that is reliable and valid?  How does an
evaluator get around the well-documented problem of acquiescence?  When others provide even
objective information about people with intellectual disabilities, how can the evaluator separate
out the true situation from the limited perspectives and biases of those providing the
information?  These questions involve four basic issues:  1) who determines the capability of
people to respond for themselves, 2) can self-respondents provide valid information, 3) can


