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FOCUS ON AUTISM AND OTHER DEVELOPMENTAL DISABILITIES

TABLE 1
Fundamental Quality of Life Principles (1980s Decade)

Quality of life . . .

1. For persons with disabilities is composed of those same factors and relationships that
are important to persons without disabilities.

2. Is experienced when a person’s basic needs are met and when he or she has the same
opportunity as anyone else to pursue and achieve goals in the major settings of home,

community, and work.

N AW

. Factors vary over the life span of a person.

. Is related to a person’s and group’s cultural and ethnic heritage.

Is based on a set of values that emphasize consumer and family strengths.

. Is determined by the congruence of public policy and behavior.

. Is a concept that can be consensually validated by a wide range of persons representing

a variety of viewpoints of consumers and their families, advocates, professionals, and

providers.

8. Study requires an in-depth knowledge of people and their perspectives.
9. Measurement requires multiple methodologies.

. Has both objective and subjective components, but it is primarily the individual's

subjective view that determines the quality of life he or she experiences.
11. Variables should occupy a prominent role in overall program evaluation.

need to be considered? How do we over-
come measurement challenges?

As we begin this decade, these ques-
tions are beginning to be answered, thanks
largely to a number of significant con-
ceptual shifts regarding how we view and
assess quality of life. In this section I dis-
cuss five of these concepts: (a) the multi-
dimensional nature of quality of life,
(b) satsfaction as the primary measure of
quality of life, (c) the hierarchical nature
of quality of life, (d) the use of mul-
tivariate research designs to study im-
portant correlates of quality of life, and
(e) the use of multiple methods to assess
one’s perceived quality of life.

Multidimensional Nature

There is increasing agreement that qual-
ity of life is a multidimensional concept
that precludes reducing it to a single
“thing,” of which the person may have a
considerable amount, some amount, or
none. Current and ongoing research in
this area has identified eight core quality
of life dimensions (Schalock, 1996¢):
emotional well-being, interpersonal rela-
tionships, material well-being, personal
development, physical well-being, self-
determination, social inclusion, and
rights. Although the number and config-
uration of these core dimensions vary
slightly among investigators, the sum-

mary presented in Table 2 indicates quite
clearly the generality of these dimen-
sions. These core dimensions are based
on the work of Cummins (1996, 1997a);
Felce (1997); Felce and Perry (1996,
1997b); Hughes and Hwang (1996);
and Schalock (1996¢). Similar listings
can be found in Heal, Khoju, Rusch, and
Harnisch (in press); Parmenter and
Donelly (1997); Renwick and Brown
(1996); and Stark and Goldsbury
(1990).

Focus on Satisfaction

Increasingly, we are seeing that a person’s
measured level of satisfaction is the most
commonly used dependent measure in
evaluating his or her perceived quality of
life. One might well ask, “Why this em-
phasis on satisfaction?” Actually, there
are a number of reasons, including the
following:

e Itis a commonly used aggregate
measure of individual life domains
(Andrews, 1974).

¢ It demonstrates a traitlike stability
over time (Diener, 1984; Edgerton,
1990, 1996; Heal, Borthwick-Dufty,
& Saunders, 1996).

® There is an extensive body of research
on level of satisfaction across popula-
tions and service delivery recipients
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(Cummins, 1997b; Halpern, 1993;
Harner & Heal, 1993; Heal &
Chadsey-Rusch, 1985; Heal, Rubin,
& Park, 1995; Schalock & Faulkner,
1997).

e It allows one to assess the relative
importance of individual quality of
life dimensions and thereby assign
value to the respective dimensions
(Cummins, 1996; Felce & Perry,
1996, 1997b; Flanagan, 1978, 1982;
Schalock, Bontham, & Marchant,
in press).

Thus, the major advantages of using
satisfaction as an indicator of one’s per-
ceived quality of life are its usefulness in
(a) comparing population samples; (b) pro-
viding a common language that can be
shared by consumers, providers, policy-
makers, regulators, and researchers;
(c) assessing consumer needs; and (d) eval-
uating organizational outputs. Its major
disadvantages include its limited utility
for smaller group comparisons that
might provide only a global measure of
perceived well-being, and its discrepancy
with current multidimensional theories
of quality of life (Cummins, 1996). For
these reasons, other dependent measures
of quality of life are needed, and these are
described in a later section of this article.

Hierarchical Nature

There is good agreement in the quality
of life literature about three things: First,
quality of life, by its very nature, is sub-
jective; second, the various core dimen-
sions are valued by persons differently;
and third, the value attached to each core
dimension varies across one’s life. These
three points of agreement strongly indi-
cate that the concept of quality of life
must be viewed from a hierarchical per-
spective. A model that allows one to in-
tegrate these three factors is presented in
Figure 1, which is based on the work of
Elorriaga, Garcia, Martinez, and Unamun-
zaga (in press); Flanagan (1978); Mas-
low (1954); and Verdugo (in press). The
model depicts a hypothetical, hierarchical
arrangement of the various core quality
of life dimensions listed in Table 2.
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TABLE 2

Core Quality of Life Dimensions (1990s Decade)

Schalock (1996c¢)

Felce (1997)

Cummins (1997)

Hughes and Hwang (1996)

Emotional well-being X X
Interpersonal relations X (Social) X (Intimacy)
Material well-being X X

Personal development X (Productive) X (Productivity)
Physical well-being X X

Self-determination
Social inclusion
Rights

X (Productive)
X {Social) X
X (Civic)

X (Productive)

X (Safety)

x

X
X
X
X
X
X
X

(Civic responsibility)

Multivariate Research Design

One of the biggest stumbling blocks over-
come during the decade of the 1990s was
shifting our mind-set regarding the re-
search and statistical design used to study
the quality of life concept. Specifically, we
saw a significant shift from a “between”
to a “multivariate /within” approach. His-
torically, the study of quality of life was
approached from a between-groups (or

between-conditions) perspective; hence,
investigators sought to find factors, such
as social economic status and large demo-
graphic population descriptors, that could
discriminate between those persons or
countries with a higher and those with a
lower quality of life. This “between”
mentality spilled over to our early work
on quality of life in subtle ways, as re-
flected in the attitude expressed by some
that we need to have different measures

Emotional
Well-Being
Personal
Development

Material Well-Being

Physical Well-Being

FIGURE 1. Hierarchial nature of core quality of life dimensions.

or quality of life indices for those who are
higher functioning and for those who are
cither nonverbal or lower functioning.
Shifting to a multivariate research de-
sign has a number of heuristic and prac-
tical advantages. First, it allows one to
focus on the correlates and predictors of
a life of quality, rather than comparing
quality of life scores or statuses. More
specifically, one can use multivariate re-
search designs to determine the relation-
ship between a number of measured pre-
dictor variables and one’s perceived
quality of life. This approach has been
one that I have used to evaluate the rela-
tive contribution to one’s assessed qual-
ity of life of a number of personal char-
acteristics, objective life conditions, and
provider characteristics. Across a number
of studies (e.g., Schalock, DeVries, &
Lebsack, 1999; Schalock & Faulkner,
1997; Schalock, Lemanowicz, Conroy,
& Feinstein, 1994), personal factors
(e.g., health status and adaptive behavior
level), environmental variables (e.g., per-
ceived social support, current residence,
carnings, home type, and integrated ac-
tivities), and provider characteristics (e.g.,
worker stress and job satisfaction) have
been shown to be significant predictors
of quality of life. Second, once these sig-
nificant predictors are identified, program-
matic changes can be made to enhance a
person’s quality of life through tech-
niques such as personal development and
wellness training, quality enhancement
techniques, and quality management tech-
niques (Schalock, 1994; Schalock &
Faulkner, 1997). Third, multivariate re-
search designs help us better understand
the complexity of the concept of quality
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of life and the role that a number of con-
textual variables play in the perception of
a life of quality. Finally, these designs shift
the focus of our thinking and interven-
tion from personal to environmental fac-
tors as major sources of quality of life en-
hancement.

Quality of Life Assessment

One of the most significant changes
during the 1990s was the shift toward
outcome-based evaluation and person-
referenced outcomes. This emerging
focus on person-referenced outcomes re-
flects not only the subjective and per-
sonal nature of one’s perceived quality of
life, but also the quality revolution that
we are currently experiencing; consumer
empowerment with the associated expec-
tation that human service programs will
result in an improved quality of life for
service recipients; the increased need for
program outcome data that evaluate the
effectiveness and efficiency of interven-
tion and rehabilitation programs; the
supports paradigm, which is based on the
premise that acquiring needed and rele-
vant supports will enhance one’s quality
of life; and the pragmatic evaluation par-
adigm, which emphasizes a practical,
problem-solving orientation to program
evaluation.

The quality of life assessment approach
discussed in this section of the article
is based on three assumptions made in
the current literature on quality of life
conceptualization and measurement:
(1) Quality of life is composed of eight
core dimensions (see Table 2 and Fig-
ure 1); (2) the focus of quality of life as-
sessment should be on person-referenced
outcomes; and (3) assessment strategics
should use either personal appraisal or
functional assessment measures reflect-
ing one or more of the eight core di-
mensions. A model that incorporates
these three assumptions is presented in
Figure 2. As shown in the model, each of
the eight core dimensions is defined op-
erationally in terms of a number of spe-
cific indicators that include attitudinal,
behavioral, or performance factors repre-
senting one or more aspects of each core
dimension. The following criteria should

FOCUS ON AUTISM AND OTHER DEVELOPMENTAL DISABILITIES

guide one’s selection of specific indica-
tors (Anastasi, 1982; Schalock, 1995b):
The indicator is valued by the person,
multiple indicators are used, the indica-
tor is measurable and has demonstrated
reliability and validity, the indicator is
connected logically to the service or sup-
port received, and the indicator is evalu-
ated longitudinally. Exemplary quality of
life indicators are listed in Table 3.

The indicators listed in Table 3 can be
measured using either the personal ap-
praisal or the functional assessment strat-
egies described next. The reader should
also note that the personal appraisal strat-
egy should be equated to the historical
notion of subjective indicators, whereas
the functional assessment strategy should
be equated to the historical notion of ob-
jective indicators.

Personal Appraisal. The personal
appraisal strategy addresses the subjective
nature of quality of life, typically asking
the person how satisfied he or she is with
the various aspects of his or her life. For
example, this is the approach we used in
the Quality of Life Questionnaire (Scha-
lock & Keith, 1993), wherein we asked
questions such as, “How satisfied are you
with your current home or living situa-
tion?” and “How satisfied are you with
the skills and experience you have gained
or are gaining from your job?” Although
the person’s responses are subjective,
they need to be measured in psychomet-
rically acceptable ways. Thus, a 3- to
5-point Likert scale can be used to indi-
cate the level of expressed satisfaction.
The advantages to this approach to mea-
surement are that it encompasses the
most common dependent measure used
currently in quality of life assessments, it
allows one to measure those factors that
historically have been considered to be
major subjective indicators of a life of
quality, and it allows one to quantify the
level of expressed satisfaction.

Functional Assessment. The most
typical formats used in functional assess-
ment include rating scales, participant
observation, and questionnaires (Schalock,
1996c¢). Each attempts to document a
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person’s functioning across one or more
core quality of life dimensions and the re-
spective indicator. To accomplish this,
most instruments employ some form of
an ordinal rating scale to yield a profile of
the individual’s functioning. For exam-
ple, one might ask, “How frequently do
you use health-care facilities?” or “How
many civic or community clubs do you
belong to?” The advantages of functional
assessments are that they are more ob-
jective and performance based, allow for
the evaluation of outcomes across
groups, and thus provide important feed-
back to service providers, funders, and
regulators as to how they can change or
improve their services to enhance the re-
cipients’ perceived quality of life.

As mentioned previously, historically,
the subjective indicators used to assess
one’s quality of life have been different
from the objective ones. The advantage
of using the approach to quality of life as-
sessment depicted in Figure 2 is that one
need not use different indicators for sub-
jective versus objective measurement;
rather, the core dimensions remain con-
stant, and what varies is whether one uses
a personal appraisal or a functional as-
sessment approach to assessing the re-
spective indicators. Thus, all assessment
is focused clearly on the eight core di-
mensions of quality of life.

It is apparent that some of the do-
mains are more amenable to personal ap-
praisal, and others to functional assess-
ment. For example, personal appraisal
might best be used for the core di-
mensions of emotional well-being, self-
determination, rights, and interpersonal
relations, whereas functional assessment
might better be used for the core dimen-
sions of material well-being, personal de-
velopment, physical well-being, and so-
cial inclusion. Hence, there is a definite
need to use multiple measures of one’s
perceived quality of life.

Despite the conceptual breakthrough
regarding the assessment of quality of life
just described, to date no single instru-
ment fully implements the assessment
model depicted in Figure 2. The inter-
ested reader is referred to Cummins
(1997a) and Schalock (1996c¢) for re-
views of the most commonly used in-
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FIGURE 2. Measurement of quality of life

struments and advancements in the area
of quality of life assessment.

Pursuing Quality
(the Next Decade)

The discerning reader will have noticed
that quality of life has yet to be defined
in this article. And that is by design, be-
cause one needs to understand the con-
cept fully in order to define it. And that
may well explain why one can find more
than 100 definitions of quality of life in
the literature today. Over the years I have
consistently referred to quality of life as
“a concept that reflects a person’s de-
sired conditions of living” (Schalock,
1994, p. 121). Given the five significant
changes that occurred during the 1990s,
I am now ready to modify my definition
slightly:

Quality of life is a concept that veflects
a person’s desived conditions of living re-
lated to eight core dimensions of one’s life:
emotional well-being, interpersonal vela-

core dimensions.

tionships, material well-being, personal
development, physical well-being, self-
determination, social inclusion, and rights.
With this definition clearly in mind, I
suggest that the concept of quality of life
will be pursued in the first decade of the
21st century from the following three
perspectives: individuals pursuing a life of
quality, service and support providers
producing quality products, and evalua-
tors (policymakers, funders, and con-
sumers) analyzing quality outcomes.

Individuals Pursuing a
Life of Quality

I anticipate that there will be at least
three major thrusts by persons pursuing
a life of quality. First, we will continue to
see strong advocacy for increased oppor-
tunities to participate in the mainstream
of life, associated with increased inclu-
sion, equity, and choices. Related efforts
will involve advocating for increased
individual supports within regular envi-
ronments; secking inclusion in major ac-

tivities such as decision making, person-
centered planning, and participatory ac-
tion research (Whitney-Thomas, 1997);
and incorporating the concept of quality
of life into international and national dis-
ability policies (Goode, 1997a, 1997b).
With these increased opportunities and
involvement, more positive personal ap-
praisals and functional assessments—that
is, an enhanced quality of life—should
result.

Second, consumers will work jointly
with researchers in assessing the relative
importance of the core dimensions
depicted in Figure 1. Referring to Fig-
ure 1, for children and youth, for exam-
ple, the most important dimensions
may well be personal development, self-
determination, interpersonal relation-
ships, and social inclusion (Schalock,
1996a; Stark & Goldsbury, 1990); for
adults, the hierarchy as shown in Fig-
ure 1 may well reflect the ordering of
many peoples’ valued dimensions; and
for the elderly, physical well-being, inter-
personal relationships, and emotional well-
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TABLE 3
Quality of Life Indicators
Dimension Exempilary indicators
Emotional well-being Safety Freedom from stress
Spirituality Self-concept
Happiness Contentment
Interpersonal relations Intimacy Interactions
Affection Friendships
Family y Supports
Material well-being Ownership Employment
Financial Possessions
Security Socioeconomic status
Food Shelter
Personal development Education Personal competence
Skills Purposeful activity
Fulfillment Advancement
Physical well-being Health Health care
Nutrition Health insurance
Recreation Leisure
Mobility Activities of daily living
Self-determination Autonomy Personal control
Choices Self-direction
Decisions Personal goals/values
Social inclusion Acceptance Community activities
Status Roles
Supports Volunteer activities
Work environment Residential environment
Rights Privacy Due process
Voting Ownership
Access Civic responsibilities

being may be the most important di-
mensions (Schalock et al.,, 1999). The
net result of these efforts should be the
development of relevant quality of life
outcome categories across the life span.
Third, consumers will increasingly be-
come involved in assessing their own
quality of life. For example, we (Schalock
et al., in press) have recently shown that
consumers are excellent surveyors and
can assess other consumers’ quality of life
with highly acceptable reliability and
validity.

Service Providers
Producing Quality Products

This first decade of the 21st century will
see service providers implementing quality-
enhancement techniques that focus on
what program personnel and services or
supports can do to enhance a person’s
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perceived quality of life. As we move into
the 21st century, I predict that these
techniques will be either environmentally
or program based.

Environmentally Based Enhance-
ment Techniques. The implementa-
tion of two concepts related to environ-
mentally based quality-enhancement
techniques will characterize the first
decade of the 21st century. One is the
belief that an enhanced quality of life is
the result of a good match between a
person’s wants and needs and his or her
fulfillment (Cummins, 1996; Michalos,
1985; Murrell & Norris, 1983; Schalock,
Keith, Hoffman, & Karan, 1989); the
second is the corollary that it is possible
to assess the match between persons and
their environments (Schalock & Jensen,
1986). The importance of these two
concepts is supported by data suggesting

that reducing particular discrepancies be-
tween a person and his or her environ-
ment increases that person’s quality of
life (Schalock et al., 1989).

Page constraints limit a thorough dis-
cussion of these environmentally based
enhancement techniques. However, the
following two examples will indicate how
two such techniques might be used in the
21st century. One technique involves the
assessment of particular environmental
characteristics as reflected in the Program
Analysis of Service System (PASS 3; Felce
& Perry, 1997a; Wolfensberger & Glenn,
1975) and allows one to evaluate the fol-
lowing aspects of rehabilitation-oriented
environments: physical integration, social
integration, age-appropriate interpreta-
tions and structures, culture-appropriate
interpretations and structures, model co-
herency, developmental growth orienta-
tion, and quality of setting. The second
technique involves the design of envi-
ronments that are user friendly and evi-
dence the following (Ferguson, 1997):
opportunity for involvement (e.g., food
preparation); easy access to the outdoor
environment; modifications to stairs,
water taps, and door knobs; safety (e.g.,
handrails, safety glass, nonslip walking
surfaces); convenience (e.g., orientation
aids such as color coding or universal pic-
tographs); accessibility; sensory stimula-
tion (windows, less formal furniture);
prosthetics (personal computers, special-
ized assistive devices, high-technology
environments); and opportunity for
choice and control (e.g., lights, temper-
ature, privacy, personal space, personal
territory).

Program-Based Enhancement Tech-
niques. Once the core dimensions of
quality of life have been assessed, then it
becomes possible to implement a number
of program-based quality-enhancement
techniques. Examples include the follow-

ing:

e Emotional well-being—increased
safety, stable and predictable environ-
ments, positive feedback

e Interpersonal relations—friendships
and intimacy are fostered, families
supported


http://foa.sagepub.com/

* Material well-being—ownership, pos-
sessions, employment

* Personal development—education
and functional rehabilitation, aug-
mentative technology

* Physical well-being—health care,
mobility, wellness, nutrition

¢ Self-determination—choices, personal
control, decisions, personal goals

e Social inclusion—community role,
community integration, volunteerism

¢ Rights—privacy, voting, due process,
civic responsibilities

In addition to pursuing these quality-
enhancement techniques, service provid-
ers will need to evaluate the impact of
these strategies. Thus, during the first de-
cade of the 21st century, service providers
will need also to pursue the quality out-
comes discussed in the next section. In this
process, they will need to evaluate where
they are, where they want to be, and what
organizational changes will be required
to increase both person-referenced and
program-referenced outcomes.

Evaluators Analyzing
Quality Outcomes

Human service organizations through-
out the world are currently being chal-
lenged to provide quality services that
result in quality outcomes. This is a chal-
lenging task because of two powerful,
potentially conflicting forces: person-
centered values and economically based
restructured services. The focus on person-
centered values stems from the quality of
life movement; the human rights and
self-advocacy movements’ emphasis on
equity, inclusion, empowerment, respect,
and community living and work options;
numerous public laws that stress oppor-
tunities and desired person-referenced
outcomes related to independence, pro-
ductivity, community integration, and
satisfaction; and research demonstrating
that persons can be more independent,
productive, community integrated, and
satisfied when quality of life concepts are
the basis of individual services and
supports. Conversely, the focus on re-
structured services stems from economic
restraints, an increased need for account-
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ability, and the movement toward a mar-
ket economy in health care and rehabili-
tation services.

How can service providers adapt to
these two potentially conflicting forces
and still focus on valued, person-
referenced outcomes? A heuristic model
for doing so is presented in Figure 3,
which outlines the three components of
an outcomes-focused evaluation model:
standards, focus, and critical perfor-
mance indicators. Standards reflect the
current emphasis on efficiency and value.
Efficiency standards are based on the
economic principles involved in increas-
ing the net value of goods and services
available to society; value standards re-
flect what is considered good, important,
or of value to the person. Focus repre-
sents the current accountability emphasis
on programmatic outputs and person-
referenced outcomes. In the model, out-
puts reflect the results of organizational
processes, and outcomes represent the
impact of services and supports on the
person. Critical performance indicators
for the organization (“outputs”) include
responsiveness, consumer satisfaction,
quality improvements, staff competen-
cies, normalized environments, user-
friendly environments, placement rates,
unit costs, recidivism, bed days, and wait-
ing lists; for the person (“outcomes”),
critical performance indicators include
activities of daily living, self-direction,
functional skills, community living and
employment status, home ownership,
decision making, self-esteem, social rela-
tions, education, health, and wellness.

The reader may ask a very basic ques-
tion at this point: “How might this
model be used to analyze quality out-
comes within the current environment
that stresses person-referenced outcomes
and program-referenced efficiency mea-
sures?” I would suggest the use of one or
more of the following types of outcome-
based evaluation analyses (described in
more detail elsewhere: Schalock, 1995b;
Schalock, 1999). Each analysis summa-
rized below is related to a respective cell
in the model shown in Figure 3.

¢ Efficiency outputs can be determined
by using either allocation efficiency

123

analysis or benefit~cost analysis that
evaluates whether the program used
its allocation well, whether the pro-
gram’s benefits outweigh the costs,

or both.

* Efficiency outcomes can be deter-
mined through impact analysis that
determines whether the program
made a difference compared to either
no program or an alternative pro-
gram.

* Value outputs can be determined
through effectiveness analysis that
determines whether the service or
support in question meets its stated
goals and objectives.

® Value outcomes can be determined
through participant analysis such as
that described in reference to the
quality of life assessment model
presented in Figure 2.

The primary challenge to service
providers and evaluators alike is to reach
a balance in their evaluation efforts
among the four types of analyses sum-
marized above, and to recognize that dif-
ferent constituents will emphasize their
respective desired analysis. Funders, for
example, will most likely focus on effi-
ciency outputs, whereas advocacy groups
will stress the importance of evaluating
value and efficiency outcomes. Those
emphasizing public policy might stress
efficiency outcomes and value outputs. A
second challenge for each of us will be to
reach a reasonable balance between ac-
countability demands and available eval-
uative resources so that we can use the
resulting outcome data to do the follow-
ing: (a) determine whether functional
limitations have been reduced and the
person’s adaptive behavior and role sta-
tus enhanced; (b) provide feedback to
decision makers about the effectiveness
and efficiency of the respective services
or supports provided; (c) provide the
basis for program changes and improve-
ments; {(d) target those areas where in-
creased resources can be applied to im-
prove the match between persons and
environments; and (e) show consumers
that we are serious about program evalu-
ation and that we are willing to involve
them in the evaluation activities.
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FIGURE 3. Qutcome-focused evaluation model.

21st Century Guidelines

As we embark on the 21st century and
undoubtedly continue to pursue both
the concept of quality of life and an en-
hanced life of quality for persons with
mental retardation, what guidelines might
assist our efforts? I propose 10 guidelines
that need to be understood within the
context of the three decades of quality of
life just discussed. As a quick summary of
those decades, remember that during the
1980s we embraced the concept of qual-
ity of life as a sensitizing notion, social
construct, and unifying theme; during
the 1990s we came to a better under-
standing of the conceptualization and
measurement of quality of life; and dur-
ing the first decade of the 21st century, I
predict, we will see individuals pursuing
a life of quality, service providers pro-

ducing quality products, and evaluators
analyzing quality outcomes. Thus, in ad-
dition to reaffirming the 10 fundamental
quality of life principles summarized in
Table 1, I offer the 10 guidelines sum-
marized in Table 4 for our work during
the ensuing decade.

In conclusion, the first decade of the
21st century will be an exciting and ac-
tive time as we jointly “pursue quality.”
This pursuit will involve individuals® de-
siring and advocating for a life of quality,
service and support providers’ producing
quality products, and evaluators’ analyz-
ing quality outcomes. However, despite
the optimism expressed in the above pre-
dictions and guidelines, we should never
forget that the first decade of the 21st
century will probably continue to re-
flect the value clashes that we experi-
enced during the 1990s. Thus, consider-
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able hard work, advocacy, and risk lie
ahead.

The last two decades saw considerable
progress in understanding the significant
role that the concept of quality of life has
played in the lives of persons with men-
tal retardation and the systems that in-
teract with those lives. Indeed, the con-
cept of quality of life has extended
beyond the person and now affects an
entire service delivery system because of
its power as a social construct, unifying
notion, and integrating concept. But
what about the third decade? Will the
concept of quality of life be the same as
it is today? Only time will tell. What
is certain is that, because of this con-
cept, the lives and hopes of people with
mental retardation will never be the
same. And that is a lot to ask of any
concept.
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TABLE 4
21st Century Quality of Life Guidelines

1. Consider that quality of life for persons with mental retardation is composed of those same core dimensions that are valued by all of a

nation’s citizenry.

2. Base public policies and service delivery principles on the concept of quality of life and the enhancement of a life of quality for

all people.

3. Realize that the value ascribed to the various core quality of life dimensions will probably vary over a person’s life span, but, regardless
of age, an enhanced quality of life is experienced when a person’s basic needs are met and when he or she has the same opportunities
as anyone else to pursue and achieve goals in the major life domains and settings.

4. Focus evaluation activities on both consumer outcomes and system performance.

5. Stress that continuous quality improvement is a fundamental aspect of an organization's culture.

6. Have evaluation activities play a complementary and supportive role that is consistent with the changing concept of disability as result-
ing from the interaction of the person and his or her environment.

7. Identify the significant predictors of a life of quality and evaluate the impact of targeting resources to maximize their positive effect(s).

8. Help consumers, policymakers, funders, service providers, and advocates to understand the multidimensionality of the concept of quality
of life (see Figure 1) and its assessment (see Figure 2).

9. Use multivariate statistical and research designs to determine the effectiveness and efficiency of quality of life~focused education and

rehabilitation programs (see Figure 3).

10. Integrate subjective and objective quality of life indicators into a unified concept of the core dimensions of quality of life, realizing that
some aspects of each core dimension can be evaluated best via personal appraisal strategies and other aspects through objective

functional assessments (see Figure 2).
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Focus on Autism and Other Developmental Dis-
abilities accepts classified notices announcing pro-
fessional opportunities, special services available, and
notices from individuals seeking employment.

RATE: $20 for 25 words or less; each additional
word 65 cents. A 10% discount is offered for ads run
more than one time. No telephone orders accepted.
Checks must accompany orders. Indicate contact per-

CLASSIFIED ADVERTISING

son, telephone number, and number of times the ad
is to run.

DEADLINES: Ad copy deadlines are as follows:
Spring issue, December 1; Summer issue, March 1,
Fall issue, June 1; Winter issue, September 1. Send
copy and payment to: Focus, Classified Advertising
Department, 8700 Shoal Creek Blvd., Austin, TX
78757, 512/451-3246; FAX: 512/451-8542.

INTERNATIONAL SYMPOSIUM
ON AuUTISM

The Geneve Centre for Autism presents the International
Symposium on Autism 2000, November 8, 9, & 10, in

Wakefield, Dr. Margaret Bauman, Dr. Temple Grandin, and
many more celebrated speakers. Information/registration

conract:
Congress Canada
416,/504-4500

Toronto, Canada. Featuring Dr. Oliver Sacks, Dr. Anthony
Attwood, Dr. Sandra Harris, Dr. Barry Prizant, Dr. Andrew

Fax 416,/504-4505
Or visit Geneva Centre Web site at www.autism.net
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