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Editorials

Measuring Health-related Quality of Life: An idea
whose time has come

The earliest efforts in systematically measuring health-related quality oflife (QOL)
emanated in the early 1980s from developed countries. These efforts can be attributed
to two phenomena. The first that developed countries are now engaged primarily in
combating the chronic, debilitating effects of non-infectious diseases, many of which
are lifestyle-related. In this situation, the usual measures of reporting in terms of
morbidity and mortality will not completely capture the impact of these diseases.
Morbidity and mortality measures are more suited for incidence type, short duration
diseases where most people either recover completely or die, as is true in many
infectious diseases.

The second phenomenon is the increasing participation of patients in decision-
making in health. In developed countries, there has been an increasing availability of
choices in health care (e.g. medical v, surgical management, radical v. conservative
approaches) due to rapid development of technology . Parallel to this is the increasing
availability of information through the Internet or multimedia and the development
of patient support groups in countries with a strong history of consumerism. Thus, it
has become increasingly important to develop new measures which can articulate the
patient's broad concerns. The traditional measures of signs and symptoms reflect the
doctor's preoccupation with the disease process and the resultant 'medicalization' of
health.

The same phenomena are now occurring in developing countries, although the first
is more evident. Industrialization and the toppling of national barriers in a global
economy has hastened the onset of a transition period where chronic diseases are
increasingly more prominent, together with the unfmished agenda of infectious
diseases. The second phenomenon" of increasing participation of patients in decision-
making in health, may take a longer time in the hierarchical cultures present in many
developing countries. But patient participation in decision-making should be encour-
aged and supported. Doctors know that their closest ally in the fight against disease
is a well-informed and committed patient.

Thus, the multi-country WHOQOL is to be lauded as a timely and relevant initia-
tive. Most health-related QOL instruments have come from developed countries. If
an instrument has to be used in a setting different from where it was originally
developed, it is not merely settling a question regarding the generalizability of the
instrument. Health-related QOL is very much dependent on a patient's perceptions
and expectations, as shaped by one's cultural and social experience and physical
environment. The instrument would have to be adapted to achieve semantic, idioma-
tic, experiential and conceptual equivalence. 1 This is a major undertaking fraught
with many potential problems. The WHOQOL is the result of simultaneous develop-
ment of a generic QOL instrument by 15 countries. The article by Saxena et al.,
entitled 'WH OQO L-Hindi: A questionnaire for assessing quality of life in health care
settings in India' , documents the country -specific contribution of India to the interna-
tional effort.

The usefulness of any instrument depends largely on its validity and reliability. But
frequently, the most important property determining the usefulness of an instrument
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is its feasibility. Also, depending on the intended use, one may also wish to show the
instrument's responsiveness to change. A review of the framework and process of
development makes one appreciate the face and content validity ofWHOQOL. Gross
construct validity was demonstrated with the discriminating performance of the
WHOQOL among the healthy and sick individuals in the pilot test. Reliability within
the instrument was documented with good item-total correlation. Feasibility is
implied with successful application of the instrument in the pilot test. Although not
stated in this paper, the WHOQOL takes approximately 30-45 minutes to be com-
pleted by literate individuals. To establish responsiveness to change will require
another research design. .

There are several points in the article which deserve further consideration:

Conceptual development
1. Instruments measuring health-related QOL have been classified into descriptive or

. actual v. subjective or perceptive instruments.' WHOQOL is unusual in that it
purposively puts the two aspects as equals in each facet and then bundles both into
one facet-specific score. There could be some difficulty in this approach because,
as stated in the introduction of the article, the problem of a bum knee may be valued
differently by a football player and an office worker. Thus, the same bum knee
would be given different facet scores primarily because of the 'perceptive' ques-
tions. In the same way, a football player with a mild affliction of the knee could
conceivably give the same score given by an office worker with a severe affliction
of the knee. This unlikely but possible scenario illustrates the problems of trying
to come up with a single score. In the process, there is loss of detail which may be
crucial in determining the appropriate therapeutic approaches.

2. In the trimming down process, some facets and items were dropped because they
were 'problematic' . It is essential to review the responses to the 41 side questions
on the perceived importance of the facets. It might be worth working out the
difficulties associated with a few (if any) of the dropped concepts which were
considered important by the respondents in the pilot test.

3. It is surprising to note that the set of 21 national questions did not 'perform better'
than the questions in the generic questionnaire. One expects that national questions
would be more sensitive and perhaps more discriminating in measuring QOL. It
would be useful if more details were provided on this part of the development of
the instrument and how the judgement of 'not performing better' was arrived at.
Was the failure due to a flaw in the process of development of the concepts? Or was
it the non-representative sampling method used for the pilot test? Or was it
something in the analysis? Or does this affirm that health-related QOL can be
captured in a valid manner by a generic cross-cultural instrument?

The above points illustrate the difficulty of measuring a broad concept and
ensuring that it is still brief enough to be usable. The points are being raised merely
to give the developers a stimulus to rethink the trade-offs that were made and whether
these were made in the right areas.

Pilot-testing
The use of a small, purposive ('not representative') sample for the pilot test begs for
wider application of the instrument in varied settings within India. Such a field test
will be a definitive proof of the usefulness of the instrument and may give additional
material with which to rethink and re-analyse the above points.

The WH OQO L-Bref, Hindi is tantalizing in its brevity while still maintaining a 0.9
correlation with the original WHOQOL. However, it is well-known that the best
performance of any instrument is achieved within the derivation data set and the real
performance characteristics can only be documented in a separate validation data set.
Again, a new field test will provide the answers.

Use and interpretation of the instrument
Finally, one can stop to ponder on the proposed uses of the instrument and how the
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results will be interpreted. How does one interpret QOL scores? Within clinical trials,
a QOL score is best interpreted within a before-and-after setting, or as a change score.
But what would be considered clinically significant?" Here is where it is important to
demonstrate the instrument's responsiveness to change using correlation with vali-
dated measurement tools to demonstrate construct validity. One can hazard a guess
that this generic instrument will not be as sensitive as a disease-specific QOL instru-
ment. In any case, it is recommended that both generic and disease-specific QOL
instruments be used alongside traditional clinical methods of documenting outcomes
in clinical trials.

The use of QOL instruments in routine clinical practice is not widespread, primar-
ily because of the time and effort associated with administration of such instruments.
Despite its theoretical superiority, it may be necessary for a pilot test to demonstrate
the additional usefulness of QOL measures over those that clinicians have been accus-
tomed to using. Once this is demonstrated, major educational interventions will be
necessary to promote wider acceptance of this tool.

If used in surveys, how does one interpret mean QOL scores? Should one try to
establish construct validity with other survey instruments including the ICIDH-2 or
International Classification ofImpairments, Activities and Participation which is also
a WHO initiative?' Are there societal norms which need to be established? What about
cross-cultural or cross-country comparisons? In truth, this is the anticipated advan-
tage of a generic multi-country QOL tool development effort. But is there a global
norm waiting to be identified, and toward which countries will be exhorted to move?
Or will this be ethnocentrism in the extreme?'

It is clear that measurement of health-related QOL is an idea whose time has come!
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