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• The ability to adopt a lifestyle that satisfies 
one's unique wants and needs (Karen, Lamb
our, & Greenspan. 1990). 

• Blatt (1987) emphasized the temporal, rela
tive, and individual nature of the definition of 
quality of life: 

There will be necessarily empty places, as it is 
equally certain that there will be times when 
there seems to be too much .... The brimming 
cup has little to do with the size of the cup or the 
temporary nature of its contents .... It is all in 
the mind and, for sure, in the soul. (p. 358) 

Goode ( 1990) reported several principles re
garding quality oflife (QOL) for people with dis
abilities. Consumers with disabilities and service 
providers identified the following principles: 

I. QOL for persons with disabilities is made up 
of the same factors and relationships that have 
been shown to be important for persons with
out disabilities. 

2. QOL is experienced when a person's basic 
needs are being met and when he or she has 
the opportunity to pursue and achieve goals in 
major life settings. 

3. The meaning ofQOL in 
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FIGURE 1 
Optimal Framework for Subjective Quality-of-Life Values and Needs 

must address common and basic human needs in 
any discussion of quality of life. She wrote: 

People with developmental disabilities have 
special needs. Funding, policies and services 
have often focused on these special needs .... 
As a result, basic needs have gone unmet. Their 
basic needs are the same as ours. (pp. 12-13) 

The search for a balance between individual val
ues and shared human values and needs that un
derlie differing views has been a traditional 
subject of social, political, and educational phi
losophers (Maguire, 1982). Many have suggested 
that the common values held by a society are 
often related to the context out of which they 
grew, particularly the common needs perceived 
by people living in that context. 

Values of Independence and Interdependence. 
Western values and beliefs regarding 







tors are often considered insufficient for assess
ing an individual's quality of life or for evaluat
ing the outcomes of services because they only 
reflect an outsider's judgment of quality, as sug
gested by external factors. These indicators do 
not address individual psychological experi
ences of satisfaction, which may not correlate to 
external conditions (Campbell, Converse, and 
Rodgers, 1976; Schalock et al., 1989). 

Psychological Indicators. Psychological-indica
tor studies measure the individual's subjective re
actions to the presence or absence of certain life 
experiences. Psychological-indicator studies 
concerned with quality of life focus on psycho
logical well-being and personal satisfaction. For 
example, Flanagan (1976) found that factors im
portant to an adult American's well-being in
clude physical and material well-being, relations 
with other people, social community and civic 
activities, personal development and fulfillment, 
and recreation. Campbell (1981) identified the 
following factors: education, marriage. family 
life, friendship, health, standard of living, the 
country, neighborhood, residence, and work. So
cial and psychological indicators of quality of life 
for people with disabilities have been studied in 
relation to community residential programs 
(Burchard et al., 1989), jobs and social relations 
(Chadsey-Rusch, 1990; Heal & Chadsey-Rusch, 
1985), supported employment (Wehman et al., 
1988), medical rehabilitation programs 
(Roessler, l 990), and the follow-up status of stu
dents graduating from special education (Hasazi, 
Gorden & Roe, 1985; Hasazi, Hock, & Cravedi
Cheng, 1992; Scuccimarra & Speece, 1990). 

Ecological Analysis/Goodness-of-Fit. Schalock 
(l 990b) noted that social and psychological indi
cators do not reliably correlate with each other or 
with an individual's overall assessment of quality 
of life. He argued that we need to use ecological 
analyses to measure the "goodness-of-fit" be
tween the environment and an individual's re
sources or stressors. From an ecological 
perspective, quality of life is 
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which results in a better quality of life. Fabian 
( 1991 ) noted that one problem with this approach 
is the assumption that there is a relationship be
tween functioning and well-being. There is no 
empirical base to support the assumption that 
higher or increased levels of functioning are re
lated to qua! ity of life. 

In the majority of the literature, the assessment 
items were derived by researchers from reviews 
of the previous literature concerning the quality 
of life of people both with and without disabili
ties. Because of this circuitous process, as well as 
the undefined and subjective nature of quality of 
life, researchers may be unknowingly influenced 
by their own individual experiences and culture. 
New concepts of participatory research have as
serted that to increase the validity of research on 
quality of life, those who are affected by the re
search, including people with disabilities, their 
families, researchers, service providers, and or
ganizations that represent these people, should 
participate with researchers and funding agencies 
in determining research purposes, quality-of-life 
factors, questions, methods. and dissemination of 
results. Participatory research has recently be
come the focus of studies conducted by the Na
tional Institute on Disability and Rehabilitation 
Research (NIDRR) and by the Association for the 
Care of Children's Health (McGonigel, 1988). 
Goode (l 990) described an example of a partici
patory research approach in which consumers 
and professionals participated in the review, de
velopment, and revision of a model of quality of 
life. 

Through the use of a combination of ap
proaches (e.g .• self-report, reports by familiar 
others, participatory research) quantitative meth
odologies have the potential to begin to resolve 
issues concerning the definition of quality oflife, 
the potential for bias on the part of researchers, 
and the quality of life of individuals in relation to 
that of those around them. However, it is less 
clear how quantitative methodologies can be con
structed to more adequately address the problem 
of quality-of-life factors being temporal and af
fected by context. 

Qualitative Approach 

The qualitative approach to research on quality 
of life assumes that by listening to people with 
disabilities relate their experiences, we can better 
understand the challenges and issues they face 
and how services can support them more effec-
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were conceptually sound, there is no evidence 
that we have methodologically valid means for 
measuring its components" (p. 62). 

Edgerton ( 1990) noted the futility of the 
"American passion for reducing complex quali
tative concepts to simple scalar instruments" (p. 
150). He argues that quantitative measures of 
quality oflife are only a temporal phenomena and 
that long-tenn involvement with the individual is 
essential to ascertaining a better picture of quality 
oflife. Edgerton cautioned, "If individual choice 
is replaced by a 'Quality of Life Quotient,' the 
result will not only be absurd, it may be tragic as 
well" (p. 158). Quality of life for people with dis
abilities, in Edgerton's view, does not depend on 
an individual's availing himself or herself of cer
tain programs and services, but in making choices 
to find satisfaction in his or her own way, which 
may sometimes be seen as unrealistic by their 
families and service providers. Edgerton has 
stated that society should provide options for 
people with disabilities without imposing stan
dards for a quality life. 

Qualitative descriptions of quality of life for 
people with disabilities are, by definition, limited 
in their generalizability. Quantitative measures, 
constructs, and scales to determine quality of life 
for people with disabilities remain plagued by 
questions of validity (Fabian, 199 l ). Any method 
that attempts to quantify or fonnulate quality of 
life or to measure or accredit services according 
to their ability to provide quality oflife for people 
with disabilities, must respond to the issue that 
what they are measuring may not, in fact, reflect 
quality of life for people with disabilities. 

Many researchers have acknowledged that no 
single measure of quality oflife is sufficient (Fab
ian, 199 l; Turnbull & Brunk, 1990). Schalock 
(1990a) reminded us: "We are just beginning to 
understand the concept of quality of life and are 
probably not doing a very good job at this time in 
measuring it" (p. 139). Jamieson and Sneed 
( 1989) acknowledged that any definition of qual
ity of life implies value judgments about how 

'-people should live their lives, that definitions of 
quality of life are different at different times and 
in different circumstances, and that no indicators 
can be definitive of quality of life. They have as
serted, nevertheless, that there is still some need 
to attempt to assess quality of life to infonn deci
sion making and public policy. This rationale 
supports the continued efforts to refine quality
of-life measurements and identify outcomes. 
Many researchers have agreed that the identifica-
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tion of quality-of-life outcomes that reflect both 
subjective and objective assessments is a prom
ising means of planning and evaluating the effect 
of services, programs, and public policy for per
sons with disabilities (Conroy & Feinstein. l 990; 
Fabian, 1991; Homer, 1991; Jamieson & Sneed, 
1989; Roessler, 1990; Turnbull & Brunk. 1990). 

Other researchers have remained convinced 
that the attempts to assess quality of life for indi
viduals are dangerous. Luckasson ( 1990)r4e4-0.035 c8 Tc 3.Td
(researchers )Tj
0.0194 Tca98832 Tc 9.4 hav 



of services. These themes can serve as a context 
for planning and evaluating factors that influence 
quality services. Although there is a close rela
tionship between quality of life for individuals 
with disabilities and quality services, they are not 
synonymous. Edgerton ( 1990) clarified the dif
ference between quality services and the 
individual's quality of life: 

We should continue every effort to ensure the 
mentally retarded to 





fleet changes in needs and contexts. Services and 
programs for people with disabilities should at
tend to the .. goodness-of-fit .. between the qual
ity-of-life themes identified as important for each 
person and the program-planning proce~s, evalu
ation procedures, and outcomes of service. Peo
ple with disabilities, familiar others, and service 
providers can work together to identify important 
quality-of-life themes that can serve as a context 
from which to plan and evaluate programs and 
services. Quality services developed in this con
text should provide options to individuals to pur
sue their own subjective quality of life and, at the 
same time. respect the individual's choice re
garding the. extent ~o which they access those ~p
tions. Quality-of-hfe themes have played an im
portant role in t~e development of pro!11ising 
professional practices, and these themes will con
tinue to be important. 

Continued research and debate on quality-of
lif e issues is needed to ensure they are appropri
ately incorporated into planning and evaluation 
of services for people with disabilities. 
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