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Executive Summary

The Ask Me! Project puts people first. Interviewers who have disabilities ask other people with
disabilities about their long-term quality of life using questions developed by self-advocates.
Three-fourths of those surveyed responded for themselves. The FY2003 survey was the second
year of a four-year cycle to survey adults in Maryland supported by the Developmental
Disabilities Administration (DDA) through community providers serving ten or more people.
This report describes the FY2003 survey and presents findings from the combined FY2002 and
FY2003 Ask Me! Surveys that together included 2,122 people served by 61 providers.

Among people supported by DDA, 57% are men, 74% are 25-54 years of age, and 31% are
classified with severe or profound retardation. DDA funds residential services for 37% of the
people, employment services for 31%, day habilitation for 45%, individual support services for
16%, community supported living assistance for 10%, and resource coordination services for
47%. People receive an average of 1.9 services and 76% receive services from a single provider.

This report includes additional information from staff about transportation provided to the
people interviewed, information from providers’ quality assurance plans, and information from
providers on their use of Ask Me! data. The findings provide information to help all parts of the
support system to understand what contributes to the quality of life of people with
developmental disabilities, to help the state and community providers to enhance services, and to
help individuals and their families to make informed choices about services. Seven conclusions
and recommendations are supported by the project’s findings which are summarized below each
conslusion.

1. A life of quality has eight dimensions that are interrelated, and the goal of all parts of the
developmental disabilities system should be to enhance people’s quality of life.
a. Interpersonal relations and personal development are central to a life of quality as
they relate to all of the other quality of life domains
b.  Social inclusion and self-
. . . Emotional > Social
determination, along with personal  wel-Being Inclusion

development, are the three stated
missions of DDA, with social Imerpersona,
inclusion most affected by h Relations
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interpersonal relations, self- Well Bemg Development
determination most affected by
rights, and personal development R y
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c. Physical well-being, emotional Relations of the Eight Quality of Life Domains

well-being and material well-being are foundational, relating to each other and
directly affecting interpersonal relations, with material well-being also strongly
affecting rights.

2. People who receive services from the Maryland Developmental Disabilities Administration
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have very positive views of their physical and emotional well-being that vary little by

provider. While these foundational domains should be maintained, greater attention needs

to be given to other domains of a life of quality.

a.  94% of the people in FY2003 reported positive scores on physical well-being and
93% reported positive scores on emotional well-being, both higher than in FY2002

b.  Both individuals and providers had the least variability in physical and emotional
well-being, and the most variability in rights and self-determination

c.  Physical well-being did not directly affect DDA’s goals of social inclusion and self-
determination, and emotional well-being did not directly affect self-determination

d.  Personal development was the DDA goal that related to all the other quality of life
domains, even when personal and
service characteristics were
controlled

e.  75% of providers had physical
well-being goals in their quality
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assurance plans, and they saw
significant declines in social
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well-being goals in their quality
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and material well-being. Quality of Life Change by Quality Assurance Goal

3. The Maryland developmental disabilities system needs to increase its attention on rights
and self-determination.
a.  Rights and self-determination received the lowest average rating by people (2.5) and
were the only domains that did not increase between FY2002 and FY2003
b.  35% of the people reported zero or

negative scores on rights and 28% 80 1 OFY2001
reported zero or negative scores 07 W FY2002
on self-determination Zz S
c. 8% of the providers had negative 0
average scores on rights 3.0
d.  Providers had the greatest 20
variation in rights and self- 1

determination, and much of the
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e. Less international research has Average Quality of Life by Domain and Year

been done on rights than any other domain, with self-determination being the third
least researched domain
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f.

25% of the providers had self-determination goals in the quality assurance plans, and
their quality of life significantly increased in five of the eight domains.

4.  Transportation and employment services offer the greatest predictions of people’s quality
of life, and are therefore prime areas to consider for service enhancements.

a.

People’s perceived availability of

0.4
transportation had significant
relations to all quality of life 03
domains at both the individual 0.2
and provider levels 0.1
In addition to people’s 0 ‘ ‘
perceptions, the more frequently Rights Personal Self-Determine  Social Inclusion
providers transported people, the Develop
higher their quallty of life in half | Trans.p.ort Av.a.ilable H Provider Transport []Employ Service

[J Cognitive Ability  [J Self-Response

the domains

The more providers rely on other
providers to transport people they support, the lower their average quality of life in
two domains

People with employment services reported higher quality of life in five domains,
while people with day habilitation reported lower quality of life in the other three
Providers with larger proportions of people in employment services had higher
quality of life in two of the domains.

Size (D) of Relations of Characteristics to Quality of Life

5. The disabilities people have do not determine their quality of life, and no one should be
overlooked in the pursuit of quality of life enhancements.

a.

b.

People with greater degrees of retardation reported lower quality of life in seven of
the domains, but the percent with retardation affected only one provider score

People who responded for themselves, independent of cognitive ability, reported
higher quality of life in five domains than did proxies; the greater the percent of
people at a provider who responded for themselves, the higher the provider’s average
score in three domains

Cognitive ability always offered less prediction of people’s quality of life than did the
availability of transportation

Hearing impairments, mental disorders and cerebral palsy had minor effects on
people’s quality of life in one or

two domains 100%
Providers with greater proportions 80%
of people with vision, language or
hearing impairments had lower
average quality of life in 3-4

60%

40%

domains, but these were less 20% T

important than the average 0% ‘ ‘ ‘ ‘ ‘
avallablhty Of transportation Profound Severe Moderate Mild Borderline  Average
Almost all people with moderate or

Percent Responding for Self by Cognitive Ability
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less retardation answered quality of life questions themselves, as did 50% with severe
and 20% with profound retardation.

6.  The quality of services as judged by the recipients should be the focus, not just the
provision of service, since the types of DDA authorized services other than employment
had minimal predictions on people’s quality of life.

a.

Transportation services affected Self-Response .

people’s quality pf life, but Head Injury o

people’s perceptions of the \:

availability of transportation had a  Agency Activity Transport -~ + Transportation
greater effect on their quality of Public Transportation / - Availability
life »

Agency-provided transportation Employment Services A

had little direct effect on perceived
availability of transportation

DDA authorization of residential
services, community supported living assistance, individual support services, and
resource coordination offered no prediction of people’s quality of life in any domain.

Agency Size (squared)
Contributions to Perceived Transportation Availability

7. Service providers can increase the quality of life of the people they support by setting
appropriate person-centered goals.

a.  The relationships of average quality of life among providers reflected the
relationships of quality of life found among individuals

b.  People supported by some providers reported significantly higher quality of life than
people supported by other providers, particularly in rights and self-determination

c.  59% of the providers said that Ask Me! findings
had good or great value to the organization Good

d.  90% of providers used Ask Me! results for their 45% Great
quality assurance plans, yet half of their goals 14%
had little potential for increasing people’s quality
of life one

e.  Providers with goals of self-determination and _
social inclusion saw significant increases during Moderate L;E/t:e
the following year in the quality of life of the 26%
people they supported Value of Ask Me! to Providers

f.  Quality of life declined at providers that set
organization-centered goals of service satisfaction

g.  Providers with physical well-being goals saw no change at all

h.  The more provider staff attended training on Ask Me! and analyzed their provider’s
data, the more valuable they found the Ask Me! information.
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