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Abstract

Definitional issues that affect the measurement of quality of life (QOL) in health care research are dis-
cussed. In reviewing a broad sample of health- and disability-related QOL studies, the authors note
several characteristics in which respective approaches to measurement differ: (a) In various measure-
ment tools, QOL has been located either within the insider’s (i.e., the person being measured) judg-
ment of the “goodness” of his or her life or outside this judgment. (b) The insider’s and/or outsider’s
values may hold sway in deciding the elements of life that are relevant to QOL within the measure-
ment process, and in rating the degree of “goodness” of these life domains. (c) QOL models incorpo-
rate domains of items varying in breadth and specificity; and they take either a negative or neutral
view of functioning. (d) QOL models vary in their complexity, type of linkage between components,
and inclusion (or not) of both the insider’s judgment and external predictors of QOL. These distinc-
tions are used by the authors in recommending approaches to QOL measurement suitable for health
care research aimed at outcome assessment and description of poputajomsrds: Quality of

life, disability, chronic illness, research methodology.

IN THE UNITED STATES, studies of quality of life life quality to costs associated with medical care.
(QOL) first came to the fore in the mid-1970sNumerous QOL studies have also focused on doc-
with the exploring of perceptions of subjectiveumenting the well-being and conditions of living
well-being within the general population (1, 2), asof those with chronic medical conditions and dis-
well as the use of more objective, community-abilities (9—21). This forward momentum within
focused “social indicators” (3, 4). More recently,the health care arena has been deterred little by
interest in assessing health-related quality of liferiticism and warnings about the uses and mis-
(HRQOL) has increased within health careuses of QOL data (22).
research (5—8), particularly in studying outcomes In the geometrically expanding quality-of-life
of medical interventions and in tying increases iditerature, it is often noted that researchers cannot
agree upon what “quality of life” means, or how
it ought to be measured (6, 23, 24). Indeed, qual-
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(30, 31), the Barthel Index (32), plus hundreds obeing measured) or by an outsider, but are always
others (25). As will be discussed below, theséntrinsic to QOL measurement. For example, on
tools vary not only in terms of their definitions of the one hand, the insider may be asked explicitly
QOL (i.e., what the “yardstick” looks like), but to rate (i.e., place value on) his or her “satisfac-
also in terms of how and where the “yardstick” istion,” “well-being” or “quality of life” since
used (i.e., the data source relied upon in assessiigeatment X. Or, on the other hand, the
QOL). Complexity is added to this definitional researcher (an outsider) may insert his or her own
and operational chaos by those who see quality efalue judgment and conclude that “their QOL is
life as unquantifiable and better approachedower, as most study participants experienced
through qualitative study (33). higher levels of depression after onset of disabil-
Thus, as a focus of measurement within healtity compared to levels in non-disabled controls.”
care, QOL remains unfocused, which has resulted We suggest that the key question in QOL
in a largely failed mission: We have instances ofesearch is: Whose values are being tapped? We
excellent studies describing QOL within specificalso suggest that the reason QOL is important to
groups of people in defined situations, but ameasure is that it is the primary means of insert-
cumulative picture of how the well-being of med-ing the insider’s values into measurement of
ical recipients is affected by treatment is nothealth benefits. From the insider’'s perspective, it
being developed. Nor have we developed comis the primary means of becoming empowered
pelling and coherent profiles of QOL within pop- within the measurement paradigm. If values
ulations of individuals with varying chronic con- other than those of the insider are incorporated
ditions and disabilities. We have instead a raggeito a study, the results speak to the questions of
patchwork of results. Although researchers whdgains,” “societal benefits” or “change,” but not
desire to explore the wider implications of med-QOL. Such research on the benefits of and
ical interventions by including measures of QOLchanges associated with medical treatment are
are to be applauded, inadequate attention to defimlearly important, but the point here is that they
itional issues has resulted in these authors “talkshould not be mislabelled as QOL studies.
ing past each other.” In exploring approaches to QOL measurement,
Within this “Tower of Babel,” many problems we will first analyze the two questions underlying
have converged. First, as noted, little agreemerstuch measurement: (a) What parts or elements of
has been reached on the definition of QOLIife are incorporated into measurement? In the
Second, many studies are carried out with nonodel of life that underlies measurement, what
thought given to the definitional distinctions components are deemed relevant to measurement,
incorporated into the QOL tools adopted or forwhere is QOL specifically located among them,
their implications for the research questions beingind how do life elements outside QOL relate to
pursued. And, third, a variety of methodologicalQOL? (b) How is the “quality” of these elements
(rather than definitional) problems weaken thedetermined? In other words, how does evaluation
applicability and generalizability of results. For of life get inserted into measurement, and whose
example, too many researchers under-identify thealues are adopted? Based upon this analysis, we
respective samples studied, so that in the end weill then recommend approaches for measuring
have very little understanding of whose life qual-QOL, ending with a brief discussion of how such
ity is being delineated. These methodologicalecommendations are affected by the purposes to
issues are beyond the scope of this papewhich QOL measures are to be put.
Instead, our goal is to clarify the definitional
choices that affect measurement of QOL within Models Underlying QOL Measurement
medical research. How do the characteristics of
measurement tools we adopt affect our results? Although various QOL measures differ widely,
Each tool carries with it a specific focus, intrinsiceach embodies an operational definition of what
values, level of sensitivity, breadth of view andQOL is. The measure includes only those aspects
range of utility. The implicit concepts and modelsand domains of life viewed as relevant to and
underlying measurement approaches need to lafecting QOL and excludes those which are not.
clearly explicated prior to adoption of any partic-Models of life underlying QOL measurement can
ular yardstick. be characterized in terms of the domains/elements
The basic premise of this article is that meaincluded and the structural relationships between
surement of QOL always incorporates value judgthose domains. Thirdly, models differ in terms of
ments. Such judgments may be implicit orwhere within these structured domains QOL is
explicit, made by the insider (i.e., the persornocated.
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QOL Models: Domains and Elements tion neither monopolizes life nor dominates the
picture to be drawn of QOL. The difference is
QOL models differ, firstly, in the breadth of exemplified by the thrust of what is typically
content areas or domains incorporated. At onasked in assessing the person’s life: Does the
end of the continuum are studies of QOL thatassessment tool ask about problems (thereby tak-
adopt single variables as indicators of QOL, sucling a negatively valenced view) or does it ask, for
as measures of depression or work status. Margxample, about the frequency of events such as
tools measuring HRQOL focus also on a rela“using transportation” (a neutral question allowing
tively narrow swath of the person’s lifespace,a range of responses that may indicate a problem
with the effects of illness, pathology and impair-for some individuals but a strength for others)?
ment at the center of the model. The conse- The predominance of negative views of life
quences of illness or impairment are highlightedafter onset of iliness or disability is illustrated by
as with a narrow beam of a flashlight. ThusZiebland and her colleagues (40). They posit four
measures of handicap, adhering to the long-standaodels of disability that underlie the items com-
ing International Classification of Impairments, prising HRQOL assessment tools. Items which,
Disability and Handicap (ICIDH) definition (34), when summed, measure the person’s degree of
are sometimes used as indicators of QOL. Thdisability, may be couched in terms of a tacit
typical ICIDH-based model states that pathologymodel of total disqualification (e.g., “unable to
affects impairment, in turn affecting disability, walk?”), subjective distress (e.g., “trouble bend-
and in turn handicap. Contextual elements—ing or lifting?”), comparative limitations (e.g.,
beyond the initiating pathological event—often“more mistakes than usual?”) or dependence on
are included in ICIDH-based (and other chronic-other persons or devices (e.g., “need help to
disease) models; however, their role is clearlywalk?”). They suggest that the measured disabil-
secondary (35). As Minaire (36) suggests, thesity level of any individual will vary across
models focus on the social aspects of illnessHRQOL instruments as a function of the tacit
lliness is the lens through which life is viewed.models used in framing items within the respec-
Chubon (37) argues against the use of mantive questionnaires. What “goes without saying”
health- and disability-relevant QOL measuresds that a sole focus on disability guarantees a neg-
because of the narrow focus they adopt. ative view of the QOL of the person with the dis-
In measures emerging from social science traability or chronic illness.
ditions, a broader view of life is often taken. The A neutrally valenced model encourages a view
impact of pathology is typically acknowledged of the person as more than his or her disability
but is not the central issue, and it is interwover(41), where ability and strengths can be delin-
with other, more broadly defined extra- and intra-eated to form a more complete sense of the per-
person variables. For example, Felce (38) sugson’s QOL. For example, for studying the QOL
gests six QOL domains, with no less than fiveof older persons, Raphael and his colleagues (42)
subdomains in each. generated a measurement approach focusing on
The ICIDH definitions of impairment, disabil- three domains: being, belonging and becoming.
ity and handicap are currently being revised (39)urther, as Rowe and Kahn (43) suggest with
after being in place since 1980. In the systemespect to studies of aging, where negatively
being tested, the focus of attention is being placedalenced views are typical, shifting the emphasis
on impairment, activity and participation, thusfrom studying “usual” to studying “successful”
focusing more fully on functioning within a broad aging encourages us to seek the factors in the per-
social context. When the revisions become availson and environment that promote success.
able, broader views of life may become more fre- The newly emerging ICIDH brings with it a
quently incorporated into QOL studies within less negatively valenced approach than in the past
health care research as measures are develop@®). The original version focused on the conse-
and adopted to reflect the revised ICIDH view. quences of pathology in the individual, defining
QOL models also differ in the assumed valencehese solely in negative terms (impairments, dis-
applied to the elements within the domains. Imbilities and handicaps). This negatively
other words, life after onset of disease or traumaalenced model was widely adopted after the
may be viewed within some models solely inICIDH'’s introduction in 1980 (34), despite the
terms of negative consequences (e.g., symptomsurgeoning at that time of measures adopting
problems, disability, handicap). Alternatively, amultidimensional, neutral views of functioning
neutral stance may be taken, in which assessmaeanith a disability (44, 45). Again, perhaps when
focuses on functioning and assumes that dysfunthe new ICIDH is introduced, QOL measures will
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take a broader view of living life with a disability, but relationships between domains and elements
and one that is less negatively valenced. remain unspecified. For example, Dennis and her
Finally, the content incorporated into QOL colleagues (23) suggest that QOL is a function of
models differs in terms of the specificity of thethree sets of factors: those factors unique to the
items. Thus, some models adopt broadly definethdividual, those unique to the individual’s culture
constructs as items for analysis (e.g., “overaland those common to all people. These domains
goodness of life,” “overall mood”) or combine are posited, but neither how they interrelate nor
specific items into broad, construct-orientedhow they “produce” QOL is specified.
scores (e.g., “work handicap”). Other models are At the other extreme of this continuum are
noted for their concreteness and specificity (e.gmodels that posit specific causal, explanatory
“satisfaction with leisure activities,” “number of linkages between components of QOL. For
different people visited in the past month”). Forexample, Ormel and his colleagues (24) propose a
example, in their research, based on an ICIDHsocial production function framework underlying
type model predicting QOL of individuals with QOL, through which they causally link health to
traumatic brain injury (TBI) living in the commu- quality of life measures. Within their view, peo-
nity, Heinemann and Whiteneck (10) found thatple work to maintain their psychological well-
QOL was most strongly associated with the broadheing (i.e., QOL) by trying to optimize achieve-
concepts of social and work handicaps, accountnent of universal needs (i.e., physical and social
ing for 13% of the variance. In contrast, Grangekvell-being) via six instrumental goals (i.e., opti-
and colleagues (46), studying a sample of 22nal level of arousal, pleasant environment,
young people with TBI, predicted 80% of theabsence of physiological needs, control over
variance in general life satisfaction using threescarce resources, behavioral confirmation and
relatively specific variables: access to transportaaffection). Addressing these goals occurs within
tion, depression level and problem-solving ability.the context of the individual’s resources, instru-
mental activities and endowments. Il health or
QOL Models: Structure impairment typically reduces the individual’s
repertoire of instrumental activities, so that instru-
Models underlying measurement of QOL alsomental goals as well as physical and social well-
vary in the structural relationships positedbeing are threatened. The individual may shift
between domains. In the simplest unidimensionactivities and the use of resources to get his or her
models, QOL is located in a single “place” (e.g.,needs met. If substitutability is limited, QOL will
“QOL is equivalent to the person’s level of decrease.
depression”) and no relationships with other life At the midpoint of the continuum are correla-
elements are incorporated into the model. Mor¢ional or predictive models. These models not
often, QOL models go beyond such simplicity inonly posit diverse domains that “capture” QOL
one of two ways: Some posit multidimensionalbut also pinpoint linkages (correlational or predic-
components that together comprise QOL (e.g.tive) between domains. In other words, models of
“QOL is constituted by work status, degree ofthis type provide more than a list of domains
social contact and health status”). Others mafound in descriptive models, but less than an
include a variety of factors that together predicexplanation of how domains relate to each other,
QOL, but which themselves are considered extemwhich is associated with truly causal models.
nal to and not components of QOL (47) (e.g., It should be noted that predictive and causal
“QOL—however measured—is predicted bymodels may posit non-linear relationships
work, social contacts and health”). Often a combetween elements or domains and QOL (24),
bined approach is adopted: multidimensionallyincluding what Batterham and his colleagues refer
defined QOL predicted by a variety of externalto as threshold variables (48). Thus, for example,
factors. Lindstrom and Kohler (49), in comparing QOL of
Multidimensional models vary in terms of the adolescents with disabilities to those without dis-
types of linkages specified between components @bilities, analyzed the percent of these youths’
the model, varying along a continuum of thefamilies achieving a set threshold on each of sev-
degree to which hypotheses about relationshipsral variables (external conditions, interpersonal
between variables as well as causal links are incofunctioning and psychological well-being).
porated into the model. Residing at one end of the It should also be noted that through the logic of
continuum are descriptive multidimensional mod-the model’s predictive or causal structure, key
els. In such models, multiple domains of the indi-domains and elements of the model may play a
vidual’s lifespace are viewed as comprising QOLstrong role in dictating the remaining elements.
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For example, medical models that underlie meathese factors, comprise QOL, including measures
sures of health-related QOL (36, 50) oftenof the individual's emotional well-being, statuses,
“begin” with pathology. They suggest that patterns of activity engagement and/or time
HRQOL is produced as a function of pathology(54—-57) (e.g., level of depression, work status,
interacting with a variety of elements within the socializing with friends). In these models, QOL is
individual and his or her environment. Thus,located fully outside the insider’s judgment and,
Wilson and Cleary (51) tie QOL to health within in fact, is located in the judgments of outsiders;
a framework of complex hierarchical effects.this is discussed more fully below.

Health-related QOL within their model is directly = Some measurement systems define QOL as a
affected by the individual’'s values and prefer-combination of the individual’s internal evalua-
ences, general health perceptions, and social atidn of life’'s “goodness” and external conditions
psychological supports, as well as by “nonmed{58). For example, Felce (38) defines QOL as a
ical factors.” Pathology, within this model, is the function of objective life conditions and personal
prime mover, but only directly affects QOL satisfaction with those conditions, both of which
through general health perceptions. Howeverare weighted by the individual in terms of his or
pathology dictates many of the domains of interher personal values and aspirations. However, all
est that are incorporated into the model and is th®o often the model does not make the locus of

organizing principle within the model. QOL explicit (i.e., whether QOL resides both
inside and outside the individual, or whether QOL
QOL Models: Location of QOL is fully an internal judgment and the external fac-

tors included in measurement are merely predic-

Models vary in terms of where within the tors of QOL).
structured domains one looks to find the “life,” With models placing the person’s internal judg-
the “quality” of which is being evaluated. ment of “goodness” at the center of QOL, debate
Models differ at the grossest level in terms ofhas focused on whether QOL should be assessed
whether QOL is located solely within the judg- by seeking a single judgment of this experience or
ment of the insider or, instead, outside that judgby separately evaluating several areas of the indi-
ment, or whether QOL is a combination of thevidual’s view of life, such as family life, friend-
insider’s judgment and external variables. Thusships and work (24, 59, 60) (i.e., is the internal
QOL has been conceptualized as solely th@gudgment of QOL unidimensional or multidimen-
insider’s judgment of the “goodness” of his or hersional? And, do we gain in our knowledge of
life (whether cognitively and/or emotionally con- QOL if we ask the insider to make the basis of his
ceived) (47, 52). Within this view, the QOL judg- or her evaluation explicit and multidimensional?).
ment depends on the insider’s values and how
much weight is given by the person to each eleValues: Insiders vs. Outsiders
ment of life that potentially affects “goodness.”
The insider may incorporate every potential QOL measurement varies not only in the model
domain of life in arriving at a judgment or may adopted but also, and most importantly, in terms
include very few. He or she may explicitly of the values that hold sway during the evaluative
review life’'s elements or may simply provide aprocess that defines QOL assessment. Whose val-
“gut reaction.” No matter how compelling any ues are acknowledged: those of the insider or
factor may seem to an outsider (such as sevetbose of an outsider (e.g., family member, physi-
depression or a fire that destroys an individual'cian, researcher)? A variety of avenues are avail-
possessions), the insider’s QOL judgment may oable within QOL measurement to give preferen-
may not be affected by these externally definedial place to the insider or to one or more
“catastrophes,” depending on the insider’s valuaeutsiders; this preferential place carries with it the
tion of them. Thus, in this approach, “life” is out- power of being heard. This is done, first, in
side the insider’s judgment, but QOL residesassigning responsibility for assessing the “good-
totally within. ness” of an individual’'s (or group’s) QOL to

In contrast, models aimed at documentingeither the insider or outsider. Second, power also
QOL at the level of the community (53) typically resides in the act of deciding the importance or
have focused on factors fully external to the indi+elevance of domains of life that potentially affect
vidual (e.g., measures of housing conditionsQOL. Thus, for example, power is given, on the
crime, pollution, quality of schools). In other one hand, to the evaluator of the “goodness” of
models, factors “attached” to the person, buthe insider’s recreational life, and, on the other, to
external to his or her judgment of the goodness dhe person who decides if this aspect of life will
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be evaluated at all (i.e., is it one of the domaingroups. For example, the QOL of a group of peo-
included in the QOL assessment?) and if so, howle with disabilities, when compared to a non-dis-
important it is to the focal person (i.e., theabled group, may be judged lower by the
respondent). researcher because it evidences more depression
The issue of whose values are given sway ithan is typical in the control group. This judg-
highly correlated with, but potentially independentment does not flow intrinsically from these data,
of, where QOL is located. For example, if QOL isbut instead from the societal values being adopted
located within the insider’s judgment, it would by the researcher.
seem logical to ask the insider to evaluate his or Some have criticized insider assessment of
her own QOL. However, other approaches ar@OL, because these measures may be less a
conceivable. For example, QOL defined as theeflection of the person’s “real” QOL than the
insider’s judgment might be assessed by askingerson’s psychological adjustment to disability.
family members to judge the insider’'s sense ofn other words, the insider’'s assessment of his or
well-being, especially if the insider’s cognitive or her satisfaction or well-being is viewed as being
emotional functioning is in question. One can als@n unreliable indicator of the “real” conditions,
imagine the internal experience of QOL beingactions and events that affect or comprise QOL.
measured “objectively,” such as by using serotonitso, for example, in some studies of QOL, the
levels or other physiological measures as indicatorsmaller-than-expected differences found in QOL
of the insider’s experience of overall well-being. judgments between people with disabilities and
A critical point here is that various sources prothose without have been viewed as underesti-
vide different views of the target individual's life, mates, as the individual with a disability is
any one of which may be useful. The problemassumed to be denying or minimizing his or her
occurs only when these views become substitutasue feelings (61). In one study, people with dis-
for and replace the insider’s view. Thus, when abilities rated health and mobility as “less impor-
measurement system adopts one particular petant” in their lives than did a non-disabled com-
spective, the implication is that that source has thparison group; the authors suggested that this
authority of truth, because it is the evaluator’s valtesulted from a selective de-emphasis of those
ues that are incorporated into the assessment. fanctions affected most by disability, due to
this vein, Minaire (36) argues that “quality of life” adjustment and habituation processes (9).
should only be applied to subjective assessments The issue of subtly shifting judgments of QOL
by insiders. He views QOL as “belonging” to theis not problematic, however, to those who view
person, in effect defining or “making” the person“real” QOL as residing within the insider’s judg-
who she or he is. Although this debate has oftement. QOL assessments that shift to fit the per-
been couched in terms of subjective vs. objectiveon’s internal dynamics and values are expected
assessment, it is really a matter of whose valug$2), even if they do not “fit” shifts in external
holds sway: the insider’s or the outsider’s. realities, such as changes in work status, mobility
Clearly, when an outsider is the subjectiveor the like. Complementary subjective and objec-
evaluator of the insider’'s QOL, the outsider’s val-tive measures—what we would call a combina-
ues are given predominance. This is also the cas®n of insider and outsider assessments—have
when researchers replace the insider’s values witheen recommended to address this issue (48, 63).
their own assumptions about societal values. Fddowever, we believe that this simply sidesteps
example, if “better” QOL within a study is the question of whose values hold sway. We
defined as a function of income level and educawould argue instead that when the insider’s
tion, the implicit value typically adopted is that assessment of QOL and objective QOL data (or
higher levels of attainment in these areas are coan outsider’s value judgment) correlate poorly,
related directly with higher levels of QOL. two aspects of life are being measured: true QOL
However, for many individuals, their achieving and external predictors, which simply follow dif-
up to a threshold in these areas contributes tierent rules of cause and effect.
their experience of QOL, but achievement beyond To this point in the discussion of how insider
that point has no effect. In this case, their valuegs. outsider values are incorporated into QOL
are not congruent with the value assumptions adissessment, we have focused primarily on power
the QOL model. that flows from being the evaluator of the “good-
Sometimes, societal values are incorporatedess” of the insider’s life. Empowerment also
into the QOL assessment through the use of noresides in evaluating the relevance to QOL of
mative data from the general population or fromtems and domains. Typically, the domains and
subgroups, such as other disability or illnesspecific items within QOL measures are gener-
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ated (by the researcher) through deductive proce- vant to QOL and the voice that will be heard in
dures; further, all items are deemed (by the rating the degree of “goodness” of life.
researcher) equally relevant to all respondents.
However, this dominance of the researcher’s val+ QOL models incorporate domains of items
ues has been challenged in two ways. First, varying in breadth and specificity; they take
inductive approaches have been used to generateeither a negative or neutral view of functioning.
items/domains felt to be relevant by representa-
tives of a population. Thus, using an inductivee QOL models vary in their complexity, type of
approach, Flanagan (59, 64) analyzed 6,500 criti- linkage between components and their inclu-
cal incidents obtained from 3,000 study partici- sion (or not) of both the insider’s judgment and
pants to develop his 15-scale QOL measure. external predictors of QOL.
Similarly, individuals have participated in focus
groups, surveys and interviews to generate the Given these distinctions, what recommendations
items that comprise domains they view as releean be made for measurement of QOL? First, a
vant to QOL measurement (65—68). In diversesine qua non of QOL measurement is incorporation
ways, inductive methods have been used tof the insider’s values, both in terms of ratings of
develop standard lists of items and domains thagoodness” and ratings of the relevance of items
reflect the views of insiders. and domains. Thus, the essential measures within
A second way in which the values of thea QOL study are those that emerge from within the
insider have been acknowledged is by asking thimsider’s judgment and that fully express what is
insiders to rate the relevance of components of glevant to his or her judgment. Secondary mea-
standard measure (in addition to their degree fures (if any) can be obtained from any other
satisfaction with respect to each element) (9, 5%ource and express the values of others; they may
64). For example, Lankhorst and colleagues (6%e used simply to supplement or complement the

70) asked individuals with spinal cord injury andjudgment provided by the insider or to predict the
rheumatoid arthritis to rate their abilities on 39essential QOL data. The corollary is that if the
items (primarily activities, such as climbing essential (insider-driven) data do not exist, the
stairs and travel). They then asked respondensdudy is of something other than QOL.

to rate the impact of each item on their lives.

Essential QOL measures can be obtained in at

The final score reflected the sum of each item’deast three ways, reflecting unidimensional vs.
ability rating weighted by its importance to the multidimensional views of QOL.:

individual.

In sum, in the approaches to QOL measure-
ment that are most empowering, individuals dic-
tate the elements that are included, how important
each is to their lives and how well they are doing
with respect to each element (71, 72). We join
many in the field who argue for the importance of
adopting measures that fully incorporate the con-
sumer’s voice in defining how domains and ele-
ments vary in importance for each target individ-
ual (5, 6, 63, 73), and who in general urge that the
insider’s perspectives be sought (74).

Measurement of Quality of Life

The characteristics of QOL models and measure-
ment that we have outlined can be applied in devel
oping recommended approaches to measurement:

« QOL has been located either within the
insider’s judgment of the “goodness” of his or
her life or outside this judgment.

« The insider’s and/or outsider’s values may hold
sway in deciding which aspects of life are rele-

Single, standard items have been developed to tap
the insider’s overall rating of the “goodness” of
life (1, 75). Such items assume that the insider
implicitly or explicitly considers and appropri-
ately weights each component of life relevant to
him or her (e.g., work, family relationships, sig-
nificant other, mood) in reaching a single judg-
ment of the overall “goodness” of his or her life.
The shortcoming of this approach is that it does
not reveal the elements that the insider is consid-
ering when evaluating QOL. Researchers can
analyze external predictors of this QOL judg-
ment, but not the multidimensional value judg-
ments that contribute to the overall judgment.

The researcher can ask the insider to generate
an individualized list of aspects of life he or
she considers relevant to the QOL judgment
(65). In this approach, the insider’s task is to
then rate each life component both in terms of
the degree of its relevance to his or her QOL
and its “goodness” within his or her life. The
drawback of this method is the lack of compa-
rability of items across participants in a study.
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Also, participants may vary widely in their »
ability to generate the full range of items that
significantly affect their QOL. An individual
with a toothache comes to mind: momentary
pains and pleasures may take over in generat-
ing a list of “what’s important” at the time of
participation in the study.

To avoid the limitations noted above, the

researcher can develop a list of life compo-
nents (inductively or deductively) or adopt ane
existing list, such as that developed by

Flanagan (59, 64). The insider’s task is then to
rate each item in terms of relevance and “good-
ness.” In adopting such a list, the researcher
also needs to include the opportunity for the
insider to add one or more components not
included on the standard list, to insure that all
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Adoption of a multidimensional model that
causally links the external world to the insider’s
judgment. In this way, QOL research can
explore the factors that most strongly affect the
insider’s experience of life. In addition, it is
clear that models that provide explanatory link-
ages between elements of the model are more
useful in the long run, particularly in terms of
generating testable hypotheses.

Incorporation into the model of content that
has high specificity. Too often, broad con-
structs (e.g., “work handicap”) are achieved by
summing items that respectively may have
very different effects on the QOL judgment.

When they are deconstructed, their contribu-
tion can be more easily revealed. However,
pilot studies are needed to determine which of

life areas relevant to the individual’'s judgment
of QOL are available. Using a combination of
Flanagan’s list and a single-item measure of
QOL, Brown and Vandergoot (75) recently
explored how internal values predict the over-
all judgment of QOL in samples of individuals
with TBI and with spinal cord injury.

the hundreds of possible specific life elements
correlate with QOL, and among which groups.

The Research Purposes to Which QOL
Measures Are Applied

Finally, how does the purpose that the QOL
instrument is to serve affect the development or
Two additional attributes are necessary in obtainadoption of one system rather than another? In
ing essential measures of QOL. First, a broad rangeldition to their use in clinical practice (71, 76,
of life elements must be included in the evaluativer7), which is beyond the scope of this paper, QOL
task. Narrow measures, such as those tappirgdata are used in research for three basic purposes.
vocational outcome, mood or health status, by defi- First, much of the attention being paid to QOL
nition do not “capture” the intrinsic breadth of measurement follows from its use to assess the
“life.” Nothing but conceptual confusion arises effects or outcomes of health interventions, either
from (for example) operationalizing QOL as “level as the sole evaluative measure or, more typically,
of depression” or any other single variable or naras one component in a total package, including
row band of variables. A welcome trend is the spemeasures of impairment, disability and/or handi-
cific labelling of health-related QOL, differentiating cap (6, 78). When used in outcome studies, QOL
it from broader-based views of QOL. assessment must be based on an underlying
Second, the evaluative task must be a neutral imodel that includes the most probable loci of the
considering the elements of life. Because theffects of the intervention in the target’s life. For
focus is on “life,” not on problems or conse-example, if one is comparing the QOL of individ-
quences of pathology or the like, the “yardstick”uals who received Treatment X with that of indi-
should provide as much opportunity to reflect orviduals who received Treatment Y, the model of
what is good about life as on what is bad. Th&OL adopted should be one that contains the
measuring tool, in other words, should be undomains most likely to be affected by these treat-
biased, designed to permit measurement of botiments, as well as elements/predictors expected to
negative and positive elements of life. Assessingnoderate the effects of treatments. More specifi-
problems, symptoms, disability, depression andally, outcome studies benefit from the adoption
the like may be important, but their summationof predictive or causal models of QOL, which
does not reveal the quality of a person’s life. provides a basis for linking one event (e.g., provi-
In sum, we suggest that QOL can only be measion of services) to a subsequent event (i.e., any
sured by tapping the insider’s values and byutcome, including QOL).
insuring that a broad, neutrally valenced review In outcome research focusing on QOL within
of life is incorporated into the rating task. Beyondthe context of health care, with rare exception a
this minimum, two additional qualities recom- medical model is adopted, in which the insider’s
mend themselves in QOL measurement: health and medical interventions play major roles.
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The focus is relatively narrow: how illness affects10. Heinemann AW, Whiteneck GG. Relationships among impairment,
QOL and how this can be alleviated with drugs disability, handicap, and life satisfaction in persons with trau-
surgical techniques and the like. Lehman (79'1 matic brain injury. J Head Trauma Rehabil 1995; 10(4):54—63.

. 1. Aronson KJ. Quality of life among persons with multiple sclero-
argues that a broader QOL framework is more sis and their caregivers. Neurology 1997; 48:74—80.

appropriate for assessing QOL in individuals withis pecker SD, Schulz R. Correlates of life satisfaction and depres-
chronic or disabling conditions, as a broader view sion in middle-aged and elderly spinal cord-injured persons.
will “account not only for direct health outcomes Am J Occup Ther 1985; 39:740-745.

but also for the potential social and economid3- Stensman R. Severely mobility-disabled people assess the qual-
effects of medical disability." ity of their lives. Scand J Rehabil Med 1985; 17:87 —99.

. 4. Fuhrer MJ, editor. Assessing medical rehabilitation practices:

A Seco_nd re_search pur_pose for Wh_ICh QOL daté The promise of outcomes research. Baltimore: Paul H.
are obtained is to describe populations and sub-  ggokes: 1997.
groups (80). For example, is QOL different foris. kionoff PS, Costa LD, Snow WG. Predictors and indicators of
people with disabilities living in rural areas com- quality of life in patients with closed-head injury. J Clin Exp
pared to suburban or urban dwellers? How does  Neuropsychol 1986; 8:469-485.
HRQOL vary geographically, across states 0|16. Klonoff PS, Snow WG, Costa LD. Quality of life in patients 2 to 4

. : L . . - fter closed head injury. N 1986; 19:735-743.
countries? In studies of individuals with disabili- years arer cosed eac injuly. TEurosurgery 29 .

. hat address the question of how subdroups dﬂ,_?. Clayton KS, Chubon RA. Factors associated with the quality of
ties tha q g p life of long-term spinal cord injured persons. Arch Phys Med
fer, QOL data from one group may be compared to Rehabil 1994: 75:633—638.
data from groups with other types of disability oris. Fuhrer MJ, Rintala D, Hart K, et al. Relationship of life satisfac-
to data from groups of people without disabilities, tion to impairment, disability, and handicap among persons
to provide both a contextual base for broadening with spinal cord injury living in the community. Arch Phys
understanding and implicit societal values for eval- _Med Rehabil 1992; 73:552=557.

1

. h . 11-13 9. Irwin PH, Allen G, Kramer S, Danoff B. Quality of life after
uating the respective groups ( - ) radiation therapy: A study of 309 cancer survivors. Soc Indic

A third (related) purpose for which QOL data Res (ISSN: 0303-8300)1982; 10(2):187 —210.
are obtained is to provide a basis for developingo. webb CR, Wrigley M, Yoels W, Fine PR. Explaining quality of
policy. If one wants to develop policy, for exam- life for persons with traumatic brain injuries two years after

p|e, regarding the need for nursing homes, a med- injury. Arch Phys Med Rehabil 1995; 76:1113—-1119.

; : 1. Burckhardt CS, Woods SL, Schultz AA, Ziebarth DM. Quality
ical model may be appropriate. If one wants t& of life of adults with chronic illness: A psychometric study.

know what a subgroup living in the community Res Nurs Health 1989: 12:347 —354.

needs in the broadest sense, a less health-drives gprahim s. Clinical and public health perspectives and applica-
approach is warranted (41). In either case, select- tions of health-related quality of life measurement. Soc Sci

ing a neutrally valenced, broadly focused Med 1995; 41:1383-1394.

approach, including Complex predictors of QOL’23. Dennis RE, Williams W, Giangreco MF, Cloninger CJ. Quality

encourages the documentation of areas of of life as context for planning and evaluation of services for

t th hich id ful insiahts int people with disabilities. Except Child 1993; 59:499-512.
strength, which may provide usetul Insights n 024. Ormel J, Lindenberg S, Steverink N, Vonkorff M. Quality of life

variables that support success. and social production functions: A framework for under-
standing health effects. Soc Sci Med 1997; 45:1051—-1063.

25. Berzon RA, Donnelly MA, Simpson RL Jr, et al. Quality of life
bibliography and indexes: 1994 update. Qual Life Res 1995;
4:547-569.

. i . 26. Gill TM, Feinstein AR. A critical appraisal of the quality of

perceptions of quality of life. New York: Plenum; 1976. quality-of-life measurements. JAMA 1994; 272:619—626.

2. Campbell A, Converse PE, Rodgers WL. The quality Of27. Ware JE, Sherbourne CD. The MOS 36-item Short-Form Health

Qmer\l(cal?. Il'?fe: Ptlalrgeptlogs, e(;/at!uaTligiéand satisfactions. Survey (SF-36). I: Conceptual framework and item selection.
ew York. Russell sage Foundation, ' Med Care 1992; 30:473—483.

Bauer RA. Social indicators. Cambridge (MA): MIT Press; 1966'28. Bergner M, Bobbitt RA, Pollard WE. The Sickness Impact

4. Duncan OD. Toward social reporting: Next steps. New York: Profile: Validation of a health status measure. Med Care
Russell Sage Foundation; 1969. 1976: 14:57 —67.

5. Carr AJ, Thompson PW, Kirwan JR. Quality of life measures.,q
Br J Rheumatol 1996; 35:275—-281.
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