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determination.  (The dashed-arrow indicates a negative relationship, reflecting that agencies with
high levels of personal development, rights and self-determination at the first survey had less
potential for subsequent increases in personal development, rights and self-determination than
agencies with low levels at the first survey.)  In only the domain of personal development,
however, did the baseline quality of life affect change in self-response.  The greater the level of
personal development reported at the first survey, the greater the increase is self-response over
the following 4-5 year period (or less the decrease, since self-response tended to decline over the

period).  This suggests that agencies that promote
personal development also promote the ability of
individuals to understand questions and respond for
themselves, while agencies that do not promote the
personal development of the people they support cause
individuals to lose their ability to express themselves.

The repeated surveys showed that agencies that retained
their first line supervisors had significantly greater
increases in interpersonal relations (see chart), material
well-being and emotional well-being over the time
period, controlling for the quality of life reported in these
domains in the first survey. 

Recommendations 6:  Place importance on stable staff, while remembering that staff
have secondary importance to the people they support.

Proxy Knowledge

The Ask Me! Survey seeks to interview two proxies for each person who cannot respond for
himself or herself.  Direct care day program staff provided 49% of the proxy responses, direct
care residential staff provided 29%, other agency staff provided 6%, and family and friends
provided 16% of the proxy responses.  Almost all proxies had known the person for two or more
years and three-fourths saw the person daily, but these measures of interaction had little relation
to how they answered survey questions.  The individuals had expressed their feelings a lot to
58% of family proxies, 54% of residential staff proxies, and 36% of direct care day staff. 
Proxies answered three more questions on average when they reported the person had expressed
their feelings a lot than when the person had not expressed feelings to them.

People responding for themselves reported lower levels of physical and emotional well-being
than proxies reported.  Both reported about the same level of material well-being and
interpersonal relationships.  People responding for themselves reported higher levels of personal
development, social inclusion, self-determination and rights than proxies reported.  People
responding to the survey with the help of family or staff they wanted to be in the room with them
reported quality of life generally in between self-respondents interviewed alone and proxies.   In
all eight domains, residential and day staff proxies reported higher quality of life than did family
members.  Residential staff reported higher quality of life than day staff in the domains of
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emotional well-being, material well-being, interpersonal relations and rights.  Two proxies for
the same person disagreed on two-thirds of the questions.  Proxies disagreed least in the domain
of physical well-being and disagreed most in the domain of rights.

Proxies have a difficult time knowing how someone who cannot respond directly to survey
questions would answer those questions.  Proxies are more likely to answer based upon the
context they share with the individuals than upon specific knowledge of the individuals’
thoughts and feelings, although the amount the individuals expresses their feelings to their
proxies makes some difference.   Agreement between two proxies for the same person is also
most likely due to a shared context than to specific knowledge.  The type of proxy explained
more variation in their reporting of people’s quality of life than did characteristics of the
individual or their support.

Although family and staff cannot know exactly what individuals think and feel when they cannot
respond for themselves, decisions must be made on the supports that would best enhance quality
of life.  The findings from the Ask Me! Survey provide suggestions about whose impressions
might be best for each quality of life domain:
• Physical Well-being: all family and staff appear to be overly optimistic with none likely

to reflect the viewpoint of the person. 
• Emotional Well-being: family members and non-direct care staff provide more

reasonable perspectives than direct care staff.
• Material Well-being: direct care day staff are best relative to earning money, but direct

care residential staff are best on the use of use of earnings and feeling well-off.
• Interpersonal Relations: all impressions appear to be useful as each sees the person in

different settings.
• Social Inclusion: day staff see the inclusion offered through employment and residential

staff see inclusion offered in the home and neighborhood.
• Personal Development: day staff appear to have the best insight in this domain, but are

still influenced by their goals for the individuals rather than the individuals’ goals.
• Self-determination: the family or staff to whom individuals most express their feelings

will have the best insight, not the type of family or staff.
• Rights: this domain is the most difficult to determine for others, and Ask Me! data

provided little evidence to determine who might have the best impressions.

Recommendation 7:  Involve people with various relationships and from various settings
when making decisions for individuals who cannot communicate their own needs and
desires.


