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Abstract

 

Background

 

The importance of the valid assessment 
of quality of life (QOL) is heightened with the 
increased use of the QOL construct as a basis for 
policies and practices in the field of intellectual dis-
ability (ID).

 

Method

 

This article discusses the principles that 
should guide the measurement process, the major 
interrogatories (i.e. who, what, when, where, why, 
and how) of QOL measurement, issues and proce-
dures in the cross-cultural measurement of QOL, and 
the current uses of QOL data.

 

Results

 

Based on the above methods, the article pre-
sents a number of important guidelines regarding 
QOL measurement.

 

Conclusion

 

From a measurement perspective the use 
of the QOL construct is changing. Initially it was 
used as a sensitizing notion, social construct, and 
unifying theme. Increasingly, it is being used as con-
ceptual framework for assessing quality outcomes, a 
social construct that guides quality enhancement 
strategies, and a criterion for assessing the effective-
ness of those strategies. This new role places addi-
tional emphasis on the valid assessment of one’s 
QOL.
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Overview

 

The current approach to the measurement of quality 
of life (QOL) can be characterized by (

 

1

 

) its multidi-
mensional nature involving core domains and indica-
tors; (

 

2

 

) the use of methodological pluralism that 
includes the use of subjective and objective measures; 
(

 

3

 

) the use of multivariate research designs to evalu-
ate the ways that personal characteristics and envi-
ronmental variables relate to the person’s assessed 
QOL; (

 

4

 

) the incorporation of systems perspective 
that captures the multiple environments impacting 
people at the micro, meso, and macro levels; and (

 

5

 

) 
the increasing involvement of persons with intellec-
tual disabilities (ID) in the design and implementa-
tion of QOL-oriented assessment, research, and 
evaluation. The purpose of this article is to integrate 
what we currently know about the measurement of 
QOL and to suggest, based on that knowledge, a 
number of relevant principles and guidelines. There 
are four major sections to the article: (

 

1

 

) the princi-
ples that should guide the measurement process; (

 

2

 

) 
the major interrogatories (i.e. who, what, when, 
where, why, and how) of QOL measurement; (

 

3

 

) 
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issues and procedures in the cross-cultural measure-
ment of QOL; and (

 

4

 

) the current uses to date of 
QOL data.

There are three areas that the article does not cover 
in depth: the historical approaches to QOL measure-
ment, a survey or critique of currently used QOL 
assessment instruments, and family-referenced QOL. 
Historical approaches to the measurement of QOL 
can be found in Schalock & Verdugo (

 

2002

 

); critiques 
of current measurement instruments in Cummins 
(

 

2005

 

a,b), and in Schalock & Verdugo (

 

2002

 

); and 
an in-depth discussion of family-referenced QOL in 
Turnbull 

 

et al

 

. (this volume), and in Park 

 

et al

 

. (

 

2003

 

) 
and Poston 

 

et al

 

. (

 

2003

 

). The principles and guide-
lines discussed in the following sections are relevant 
whether one is focusing on measurement of person-
referenced (which is the major focus of this article) 
or family-referenced QOL.

 

Quality of life measurement principles

 

The principles that should guide the measurement of 
QOL need to be considered within the context of the 
current interest in the concept of QOL as a sensitiz-
ing notion, social construct and unifying theme 
(Schalock 

 

et al

 

. 

 

2002

 

). This interest has come from 
three primary sources. The first is a shift in focus 
away from the belief that scientific, medical and tech-
nological advances alone would result in improved 
life toward an understanding that personal, family, 
community, and society well-being emerge from 
complex combinations of these advances plus values, 
perceptions and environmental conditions. The sec-
ond reason reflects the fact that the QOL concept 
represents the next logical step from the normaliza-
tion movement that stressed community-based ser-
vices to measuring outcomes from the individual’s life 
in the community. The third reason for the increased 
interest in the QOL concept and its measurement is 
the rise of the consumer empowerment movement 
and its emphasis on person-centred planning, per-
sonal and valued outcomes, and self-determination.

In 

 

2002

 

, an international panel of individuals 
working in the area of QOL and its measurement 
published a number of agreed upon principles 
regarding the measurement of QOL (Schalock 

 

et al

 

. 

 

2002

 

). Those principles were subsequently evaluated 
by an additional group of 

 

40

 

 professionals working 

internationally in the measurement and application 
of the QOL concept to persons with ID on three 
social validation variables: desirability, feasibility and 
effectiveness (Brown 

 

et al

 

. 

 

2004

 

). The result of this 
social validation study was discussed at the Sydney 
Roundtable on QOL in October, 

 

2004

 

. This discus-
sion and focus group editing resulted in the following 
four QOL measurement principles:

 

1

 

Measurement in QOL involves the degree to which 
people have life experiences that they value;

 

2

 

Measurement in QOL reflects domains that con-
tribute to a full and interconnected life;

 

3

 

Measurement in QOL considers the context of 
physical, social, and cultural environments that are 
important to people; and

 

4

 

Measurement in QOL includes measured experi-
ences both common to all humans and those unique 
to individuals.

 

The interrogatories of quality of
life measurement

 

QOL measurement is based on at least three pre-
mises. First, QOL is important for all people and 
should be thought of in the same way for all people, 
including individuals with ID. Second, measuring 
QOL is required to understand the degree to which 
people experience a life of quality and personal well-
being. Third, measuring QOL reflects the blend of 
two meanings of QOL: that which is commonly 
understood by human beings throughout the world, 
and that which has become valued by individuals as 
they live their lives within their unique environments. 
Typically, we measure the former by using QOL 
domains that can be reliably observed and appear to 
be universally held (Schalock 

 

et al

 

. 

 

2005

 

b). Measur-
ing QOL, as it is understood and valued from the 
individual’s perspective, involves assessing percep-
tions of personal satisfaction or happiness (Cummins 

 

1996

 

, 

 

1998

 

; Schalock 

 

et al

 

. 

 

2002

 

; Verdugo 

 

et al

 

. 

 

2005

 

). These three premises explain why QOL is a 
complex phenomenon to assess. The three premises 
also provide the context of our summary of what we 
currently know about the interrogatories of QOL 
measurement. The following material covers four 
interrogatories: what, how, who and where. The why 
and when interrogatories will be discussed later in the 
section on the use of QOL assessment information.
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What to measure

 

There is good agreement in the QOL literature that 
the measurement of QOL should be based on QOL 
domains and indicators. Each is discussed next.

 

Quality of life domains

 

Domains refer to the set of factors composing per-
sonal well-being and should be thought of as the 
range over which the QOL construct extends. Most 
QOL investigators suggest that the number of 
domains is less important than the recognition that 
any proposed QOL model must recognize the need 
for a multi-element framework, the realization that 
people know what is important to them, and that the 
essential characteristics of any set of domains is that 
they represent in aggregate the complete QOL 
construct.

Recent analyses (Schalock & Verdugo 

 

2002

 

; 
Schalock 

 

2004

 

) of the international QOL literature 
found considerable agreement regarding the person-
referenced core QOL domains. Based on the pub-
lished work of Hughes 

 

et al

 

. (

 

1995

 

), The World 
Health Organization (

 

1995

 

), Felce & Perry (

 

1996

 

), 
Schalock (

 

1996

 

), Cummins (

 

1997

 

), Felce (

 

1997

 

), 
Gardner & Nudler (

 

1997

 

), Gettings & Bradley 
(

 

1997

 

), Renwick 

 

et al

 

. (

 

2000

 

), and Ferdinand & 
Smith (

 

2003

 

) the most frequently referenced QOL 
domains (in descending frequency of being reported 
in the literature reviewed) are: interpersonal rela-
tions, social inclusion, personal development, physi-
cal well-being, self-determination, material well-
being, emotional well-being, rights, environment 
(home/residence/living situation), family, recreation 
and leisure, and safety/security. These domains are 
quite similar to those 

 

10

 

 domains reported by Park 

 

et al

 

. (

 

2003

 

) and Poston 

 

et al

 

. (

 

2003

 

) regarding 
family-referenced QOL: advocacy, health, produc-
tion, emotional well-being, physical environment, 
and social well-being (individual orientation); and 
daily family life, family interaction, financial well-
being, and parenting (family orientation).

 

Quality of life indicators

 

These refer to QOL domain-specific perceptions, 
behaviours, or conditions that give an indication of 
the person’s well-being. These indicators are the basis 
for assessing 

 

quality outcomes

 

, which refer to valued 

personal experiences and circumstances that: (

 

1

 

) fol-
low as a result or consequence of some activity, inter-
vention or service; and (

 

2

 

) are measured on the basis 
of quality indicators. Because of their importance as 
the basis for QOL measurement and the multiple 
uses of these indicators, the following criteria should 
guide their selection, measurement and use (Karon 
& Bernard 

 

2002

 

): indicator has strategic importance 
for maximizing well-being; indicator measurement is 
expected to show variation and/or potential for 
improvement; indicator is useful for improving out-
comes; indicator can be affected by actions taken by 
the provider organization and staff; indicator measure 
is meaningful and interpretable; data collection is 
feasible with reasonable efforts; costs of data collec-
tion are justified by the expected improvements in 
service and outcomes; indicator is sensitive to cul-
tural and linguistic differences; indicator is applicable 
across populations and programmes; and indicator is 
based on sound theory or concepts as determined by 
consensus in the ID field.

 

How to measure

 

Two issues involve this interrogatory: the ‘how’ in 
terms of the focus of measurement, and the ‘how’ 
related to the measurement approach one uses.

 

Focus of measurement

 

Measuring QOL can focus on either: (

 

1

 

) the level of 
satisfaction experienced by the person in reference to 
the QOL domains and indicators referenced above 
(i.e. the subjective component of QOL measure-
ment); or (

 

2

 

) objective indicators of life experience 
and circumstances related to those domains and 
indicators (i.e. the objective component of QOL 
measurement). Satisfaction is a commonly used 
dependent measure because it has a number of 
advantages including (Cummins 

 

1996

 

, 

 

1998

 

): (

 

1

 

) an 
extensive body of research on level of satisfaction 
across populations and service delivery recipients; 
and (

 

2

 

) it allows one to assess the relative importance 
of individual QOL domains and therefore assign 
value to the respective domains. The major disadvan-
tages of using only satisfaction as a dependent QOL 
measure include: (

 

1

 

) the reported low correlation 
between subjective and objective measures of QOL; 
(

 

2

 

) its trait-like (i.e. stability over time) nature; (

 

3

 

) its 
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tendency to provide only a global measure of per-
ceived well-being; and (4) the lack of demonstration 
to date that it is a sensitive measure of good environ-
mental design and service programmes (Schalock & 
Felce 2004; Emerson et al. 2005). Thus, both subjec-
tive and objective QOL measures are needed, and 
their relative weighting will depend on their antici-
pated use. In that regard, the following guidelines 
have been proposed (Schalock & Felce 2004).
1 If one wants to find out whether people with ID 
are as satisfied with life as are other population sub-
groups, one should assess their level of satisfaction 
(on the same measures) and compare. If the scores 
are about the same, satisfaction is normative (Myers 
2000). If not, one needs to look for personal or 
environmental factors that might explain such 
differences.
2 If one wants to evaluate environmental design or 
service programmes in a sensitive way, one should 
use objective indicators of life experiences and cir-
cumstances within the QOL framework provided by 
the core QOL domains and indicators.

Measurement approach

A critique of current measurement approaches can 
be found in Cummins (2005a,b) and Schalock
& Verdugo (2002). Across the measurement 
approaches, Likert-type rating and attitude scales are 
used most frequently, followed by various forms of 
questionnaires. Formal guidelines are also found in 
reference to one’s respective approach in that the 
indicators measured should: (1) be related to a QOL 
model; (2) include subjective and objective measures; 
(3) have demonstrated reliability and validity; (4) 
have a clearly articulated use; and (5) be a guide for 
personal, service, or policy enhancement rather than 
a classification of individuals, services or systems.

Who should be involved

Traditionally the quality of one’s life has typically 
been evaluated by others (in the case of persons with 
ID) or on the basis of social indicators (as in the case 
of societal indicators such as health, social welfare, 
friendships, standard of living, education, public 
safety, housing, neighbours and leisure). However, 
the quality and subjective well-being revolutions and 
the reform movement in the field of ID have changed 

the way we think about who should be involved in 
the measurement of one’s QOL. The emerging con-
sensus is that individuals with ID should be involved 
directly in the measurement of their QOL, and that 
proxies be used only if absolutely necessary because 
of significant communication limitations. This 
change has presented significant challenges and 
opportunities to the field centred around two issues: 
using consumers as surveyors of other consumer’s 
QOL; and the use and influence of proxies.

Use of consumers as surveyors

In the United States, Maryland’s Ask Me! Project has 
developed and extensively evaluated (see, e.g. Scha-
lock et al. 2000; Bonham et al. 2004) a QOL survey 
instrument and procedure that involves adults with 
ID being trained to be the surveyor of another per-
son’s QOL on those eight domains most commonly 
reported in the international QOL literature. 
Although this procedure has required modifications 
in question and response format, it has resulted in 
reliable and valid data that are currently being used 
for the purposes of formative feedback and continu-
ous programme improvement (Schalock & Bonham 
2003). From this procedure and its evaluation a num-
ber of general results have emerged including: the use 
of adults with ID as surveyors reduces the need for 
proxy respondents; simplifying the language and 
response formats used results in a significant increase 
in the number of persons with a ‘profound ID’ label 
being able to respond for themselves; response anal-
yses indicate little if any response acquiescence or 
response perseveration; and if one builds proxy 
responses into the procedure and analysis, one is able 
to determine the effects of the proxy’s responses. 
Studies in the United Kingdom of people with ID as 
interviewers about QOL also strongly support the 
capacity of people with ID to be competent data 
collectors (e.g. Perry & Felce 2004).

Use and influence of proxies

In most societies people speak for themselves. When 
measuring QOL, the first priority should be to use 
all available and effective methods to enable people 
with ID to express their own views. These methods 
include simplifying the wording of questions and 
responses, providing pictorial response alternatives, 
using interpreters, and utilizing alternative and aug-
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mentative communication (e.g. Schalock et al. 2000). 
The process should seek to measure consumers’ 
opinions accurately by (1) framing and presenting 
questions so as to minimize response biases such as 
acquiescence, nay saying and perseveration; and (2) 
by evaluating response bias to ensure that responses 
reflect each person’s genuine views. Future research 
needs to find additional ways to enfranchise even 
more consumers in our efforts to assess the subjective 
component of one’s QOL.

Despite serious efforts to enable people to speak 
for themselves about QOL, communication difficul-
ties mean that some individuals with ID are currently 
unable to do so. Frequently a knowledgeable proxy 
is then asked to respond on the person’s behalf, but 
there is a serious question about whether information 
provided by proxies is a valid and accurate substitute 
for self-reports.

Substantial evidence is available of lack of concor-
dance between self-reports and proxy reports, includ-
ing the self-reports of people with ID (Stancliffe 
2000; Cummins 2002). Although there are also 
examples of satisfactory agreement between people 
with ID and proxies (e.g. Stancliffe 1999), agreement 
cannot be assumed. It seems reasonable to presume 
disagreement unless valid consumer: proxy agree-
ment has been demonstrated for that specific QOL 
instrument.

Consequently, QOL researchers face a quandary 
in relation to individuals who cannot communicate 
their own views about their QOL: either ignore these 
individuals because they cannot self-report, or obtain 
data from proxies that may be biased or invalid. Stan-
cliffe (2000) identified several possible approaches to 
dealing with this issue: (1) analyze only the self-report 
data and disregard proxy data; (2) obtain proxy data 
for all participants and ignore self-reports; (3) analyze 
self-report and proxy data separately; and (4) correct 
statistically for the influence of proxies.

When both self-report and proxy data are gathered, 
proxies are usually used only when consumers are 
unable to respond for themselves. Thus information 
source (self-report or proxy) and personal character-
istics (communication skills, adaptive behaviour) are 
confounded if data from the two sources are combined. 
In circumstances where it is important to evaluate 
QOL for all persons, regardless of their capacity to 
self-report, one valid approach is to obtain proxy data 
about all persons, and gather self-reports wherever 

possible. Data from these two sources are then ana-
lyzed separately, and there is also the opportunity to 
test directly the degree of agreement between self-
reports and proxies, so that proxy data can be inter-
preted correctly.

Although proxy data cannot validly be used as a 
substitute for self-reports, the views of significant 
others about the person’s QOL can be important in 
their own right. For example, Schwartz (2005) found 
that smaller community residence size was signifi-
cantly associated with parents’ perceptions of their 
son or daughter’s QOL. Such findings can contribute 
to better understanding of parents’ role in decision-
making about out-of-family home accommodation. 
Depending on the purpose of the research, significant 
others’ (i.e. proxies) views about QOL can be both 
valid and important. What they cannot do is replace 
self-reports.

Where one should measure

QOL is both multidimensional and sensitive to envi-
ronmental conditions. Thus, QOL measurement 
should extend beyond where the person lives, works, 
is educated, and recreates to assessing the influence 
of significant persons in one’s life. The importance of 
this extension is reflected in two lines of investigation. 
One line of research (e.g. that reported in Schalock 
et al. 1994; Faulkner 1995; Felce 2000; Stancliffe & 
Lakin 2005) indicates clearly that personal character-
istics (e.g. health status and adaptive behaviour level), 
environmental variables (e.g. perceived social sup-
port, type of residential setting, number of household 
activities participated in, earnings, and integrated 
activities), and care/supports provider characteristics 
(e.g. worker stress scores and job satisfaction ratings) 
are significant predictors of quality outcomes. A sec-
ond line of work (e.g. that reported by Bonham et al. 
2004) shows clearly that the availability of transpor-
tation and other environmental variables (e.g. service 
characteristics: hours of residential services, employ-
ment independence, living with family) are significant 
predictors of quality outcomes in people with ID.

Issues and procedures in cross-cultural 
quality of life measurement

Measurement of QOL across cultures entails all the 
conceptual, practical and psychometric issues inher-
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ent in any effort to conduct a meaningful assessment 
of individual well-being. However, cross-cultural 
measurement adds additional richness and complex-
ity, and requires special care if the tools of measure-
ment are to be transported from one culture to 
another, or if meaningful comparisons are to be made 
between cultures. Some of the key issues here include 
cultural differences in sense of self (Triandis 1994), 
perception of others (Markus & Kitayama 1991), cul-
tural assumptions (Keith 1996) and the translation of 
meanings (Brislin 1993, 2000).

Sense of self

Individuals in different cultures are enculturated at 
least two ways: (1) perceiving themselves in terms of 
their relations with others, their role in society and 
their contribution to meeting the needs of their group 
(Markus & Kitayama 1991); or (2) perceiving them-
selves as independent, capable decision-makers with 
unique personal traits (Myers 1992, 2000; Triandis 
1994). Thus, assumptions about happiness, well-
being or satisfaction may not be universal, and judg-
ments of QOL based upon such assumptions may not 
be generalizable from one culture to another (Goode 
1994; Rapley 2003). For example, Keith (1996) sug-
gested that one culture’s solitude may be another’s 
loneliness, depending on the self-construal of the 
individual within his or her culture; and Kitayama & 
Karasawa (1997) found that self-esteem may be per-
ceived differently in individualistic than in collectiv-
istic cultural settings.

Perception of others

Across cultures, individuals may be perceived quite 
differently along a number of dimensions such as the 
influences to which we attribute their behaviours, the 
features we find attractive, and the personality traits 
we value (Matsumoto & Juang 2004). These person 
perception differences may even extend to critical 
medical conditions (Keith 1996), and of course may 
colour judgments about individual QOL when they 
are seen to enhance or limit the individual in impor-
tant ways.

Cultural assumptions

Among cross-cultural researchers, the terms ‘etic’ 
and ‘emic’ are important indicators of cultural 

assumptions or truths that are universal (etic) or 
culture-bound (emic) (Matsumoto 1994; Matsumoto 
& Juang 2004). The assumption that a particular 
dimension critical to QOL in one culture is equally 
important in another culture, may simply be wrong. 
Or, the etic–emic relationship may be more subtle. 
For example, although nearly every culture may value 
intelligence (an etic), the particular aspects of intel-
ligence (speed, deliberation, consideration of alterna-
tives) may vary widely (an emic) (Keith 1996). 
Similar differences may be found in basic values and 
many other cultural traits that are held dear by groups 
around the world. Failure to recognize these differ-
ences can lead to profoundly mistaken conclusions 
about comparative QOL.

Translation of meanings

When researchers want to make serious efforts to 
collect QOL data across cultures, equivalence 
becomes a major barrier that must be surmounted. 
Although some concepts may translate well from one 
language to another, many do not – and it is at this 
juncture that special efforts become important. As 
Brislin (2000) has noted, a failure to translate may 
indicate particular cultural emics that are not known 
or understood in other cultural settings, or there may 
simply be no readily available terminology to express 
such concepts in the second language. Examination 
of equivalence in these circumstances should often 
begin with back translation (Matsumoto & Juang 
2004), a procedure involving the following steps 
(Keith 1996; Brislin 2000):
1 Data collection materials (e.g. a questionnaire)
are carefully developed in the researcher’s native 
language;
2 The materials are translated (by a bilingual indi-
vidual or team) to the second, or ‘target’ language;
3 An independent bilingual individual or team trans-
lates the materials back to the original language;
4 The two versions (original and back-translated) are 
then empirically evaluated for equivalence (e.g. in a 
test-retest format, or in analysis by bilingual experts).

If the back translation produces equivalent results 
across the two versions of the data collection materi-
als, the researcher can have some confidence that 
specific cultural meanings have been controlled, and 
that something akin to semantic equivalence has been 
achieved (Matsumoto & Juang 2004). However, 
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investigators must take care that equivalent transla-
tions do not achieve statistical reliability at the 
expense of meaningful content. We have seen bilin-
gual teams agonize over the cultural connotations of 
a term (e.g. ‘self ’) even when the literal translation 
might be reasonably straightforward (Keith 1996), 
leading to the caution that at least some QOL con-
cepts may truly be embedded in culture (Rapley 
2003), and therefore simply not accessible to a sec-
ond culture (Brislin 1993; Keith 1996).

Final notes on cross-cultural method

Matsumoto & Juang (2004, pp. 30–36) point out
that the most common type of cross-cultural study 
involves cross-cultural comparison. However, they go 
on to point out that investigators should take account 
of several additional aspects of cross-cultural analysis. 
Among these are: (1) studies should look beyond 
differences to variables explaining why differences 
occur; (2) researchers should recognize the difference 
between ecological-level (national or cultural) studies 
and individual-level studies (a finding at the ecolog-
ical level may not be true for every individual); (3) 
despite the limitations noted above, investigation of 
equivalence (to validate an instrument or a perspec-
tive) may sometimes be useful; and (4) sampling 
should often be improved in cross-cultural work (e.g. 
convenience samples often result in comparisons of 
people from different cultures who also differ mark-
edly on other variables – urban/rural, socio-economic 
status, or other non-cultural demographics, among 
others).

In sum, cross-cultural measurement of QOL is 
rewarding; potentially profoundly important, par-
ticularly if it can lead to moving forward the agenda 
of universal improvement of QOL; and infinitely inter-
esting if it can move us toward improved knowledge 
and understanding of our cultural similarities and 
differences. It is, nevertheless, also fraught with poten-
tial challenges that must be taken seriously if cross-
cultural data are to contribute to realizing the potential 
of meaningful application of the QOL concept.

Use of quality of life data

Studies into QOL in different scientific fields gener-
ally share a practical purpose as they look for impli-

cations and personal and social changes of different 
nature. A recent review (Rapley 2003) of the scientific 
literature on QOL in different disciplines (psychol-
ogy, medicine, sociology, epidemiology or disability 
among others) has described 23 different purposes of 
the research that focus in different system levels, 
something that was also observed through a cross-
cultural perspective by Keith & Schalock (2000). The 
purposes established by different researchers range 
from comprehension, planning and evaluation of the 
public policies; or the coordination, training and ori-
entation of the service providers and professionals, to 
the attention paid to the improvement of the consum-
ers’ active role in the habilitation and rehabilitation 
processes.

In the field of ID, QOL measures, based on quality 
indicators and frequently referred to as quality out-
comes or performance measures (Schalock et al. 
2005a), are typically used for four purposes, as: a 
measure of personal reactions, a basis for decision-
making, a framework for programme evaluation, and 
a theoretical model for research. Each use to date has 
relied in either subjective or objective measures and 
has addressed a number of methodological issues 
involved in their use. Chief among these issues are 
those discussed earlier in the article: language chal-
lenges, use of proxies, psychometrics (reliability and/
or validity), and observation and reporting periods. 
Two general conclusions can be drawn from these 
four uses (Karon & Bernard 2002; Schalock 2004): 
(1) as one employs quality indicators for the purposes 
of programme evaluation and decision-making, the 
use of objective measures is essential; and (2) the 
indicators used should meet those criteria listed 
earlier.

Research designs

Different research purposes involve different research 
questions, which in turn may need different method-
ologies to be answered. Quantitative approaches have 
been traditionally used for QOL research, but the 
recent increase in qualitative approaches is remark-
able (Schalock & Verdugo 2002; Verdugo & Sabeh 
2002; Rapley 2003) and must be regarded in the 
design of future studies.

One of the main difficulties found in measuring 
QOL consists in defining the sort of comparisons to 
be made, either within the person (e.g. examining the 
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changes over time) or comparing groups. In recent 
years, the dominant trend has been from a ‘between 
groups’ research design to a ‘multivariate/between’ 
research design (Schalock & Felce 2004). The use of 
grouped data should therefore be reduced, given that 
the standard of comparison is the person because 
measurement of QOL should be a guide for personal, 
service or policy enhancement rather than a classifi-
cation of individuals, services or systems (Schalock & 
Verdugo 2002). The use of multivariate research has 
many advantages. Schalock & Felce (2004) point out 
some of them: focusing more on the correlates of a 
life of quality rather than comparing scores or status; 
determining the relationship among predictor vari-
ables and one’s subjectively or objectively assessed 
QOL; and making programmatic changes and imple-
menting techniques to enhance a person’s well-being.

Why measure quality of life?

As described earlier, researches from different disci-
plines apply various purposes and intentions for mea-
suring QOL. Those of us who are dedicated to the 
field of ID have decided to focus our attention and 
efforts on this concept for two reasons. First, it dis-
plays an integral and multidimensional view of the 
person’s life that allows us to identify and plan his/
her support needs without reductionism (i.e. only 
focusing either on the academic curriculum, on work 
productivity, or on physical health). The decisions 
made about a person’s life cannot be restricted to a 
limited understanding of his/her needs based on the 
service, organization, or programme objectives. The 
second reason is related to the aforementioned: dis-
cussing QOL is useful for the reorientation of the 
activities carried out by public organizations, service 
providers and professionals, giving the person an 
essential role as a service consumer whose perception 
and experience must always be taken into account. 
QOL and innovation complement each other.

The use of QOL data in current services and sup-
ports provides feedback about one’s status on differ-
ent life circumstances and events. It also allows 
practitioners and service providers to gather informa-
tion about predictors of quality outcomes, and/or to 
provide data about quality outcomes and their pre-
dictors for Continuous Program Improvement (CPI). 
Innovation and change in programmes and services 
for persons with ID can be undertaken in a compre-

hensive way by incorporating into person-centred 
planning the concepts of QOL, quality management 
and ethics (Spanish Confederation of Organizations 
in Favour of Persons with Intellectual Disability 
2004). These concepts answer the main questions 
about what to do (improve QOL), the best way to 
successfully do it (quality management), and why 
make these efforts (ethics).

It is important to point out to researchers and 
professionals that the use of QOL data has not always 
been helpful for the purposes mentioned above. For 
example, when a one-dimensional (typically physical 
well-being) perspective is used as a singular criterion 
for a life of quality, judgments made over one’s life 
have occasionally been used to make life-threatening 
decisions that raise numerous ethical problems 
(Schalock & Verdugo 2002; Rapley 2003).

When to measure

When to measure QOL depends on one’s intended 
use. If the aim is to reach positive, practical involve-
ment in the life of persons with ID, long-term 
changes will tell us if we are on the right path. We 
should measure QOL at different times and compare 
the advances made because of the changes that have 
been introduced in the supports, programmes and/or 
services. Professionals and service providers can 
decide the right moment according to the suggested 
objectives, which may be focused either in using 
QOL data for CPI and/or in evaluating the change in 
organizations related to their CPI activities.

Conclusion

The current approach to the measurement of QOL 
can be characterized by its multidimensional nature 
involving core domains and indicators, the use of 
methodological pluralism that includes use of subjec-
tive and objective measures, the use of multivariate 
research designs to evaluate the ways that personal 
characteristics and environmental variables related to 
the person’s assessed QOL, the incorporation of the 
systems perspective that captures the multiple envi-
ronments impacting people at the micro, meso, and 
macrosystems levels, and the increasing involvement 
of persons with ID and their families in the design 
and implementation of QOL-oriented research and 
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evaluation. In summarizing what we currently know 
about QOL measurement, the following four general 
guidelines should provide the framework for anyone 
interested in assessing either the subjective or objec-
tive QOL indicators: (1) QOL is both a multidimen-
sional construct that has both subjective and 
objective components; (2) use the person with ID or 
the family (in family-centred QOL assessment) as the 
primary respondent; (3) use methodological plural-
ism (qualitative and quantitative methods) in QOL 
measurement; (4) be sensitive to cultural differences; 
and (5) base organizational and systems change on 
objective QOL indicators.

From a measurement perspective, the use of the 
QOL construct is changing. Initially, it was used as 
a sensitizing notion, a social construct, and a unifying 
theme. Increasingly, we have seen it used as a con-
ceptual framework for assessing quality outcomes, a 
social construct that guides quality enhancement 
strategies, and a criterion for assessing the effective-
ness of those strategies. This emerging use under-
scores the important principles and guidelines 
discussed in this article.
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