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Quality of life—a measure too far?

In 1989 the United Kingdom NHS Review Working Paper
on Medical Audit defined audit as: ‘...the systematic,
critical analysis of the quality of medical care, including the
procedures used for diagnosis and treatment, the use of
resources, and the resulting outcome and quality of life for
the patient.!

This gave impetus to the need to measure quality of life
after health care intervention. Since then a minor industry
has developed in reviewing the available measures and
discussing the ‘best buys’ with regard to validity, reliability,
and responsiveness to change.>* As the momentum of
using quality of life as an outcome measure in health care
increases, occasional voices are raised which question the
lack of a conceptual basis for much of the current work.>”’
If these concerns are valid, we must consider their impli-
cation. Thus it is worth taking some time to reflect on
‘quality of life’ and to ask three key questions. What is it?
Where does it fit in with the measures of outcome used
routinely in rheumatology? In the light of the answers to
these, is it a worthwhile outcome measure for rheuma-
tologists to pursue?

Quality of life (and for all practical purposes this can be
equated to the term ‘subjective well being’® °) is seen as a
multidimensional construct comprising three elements:
cognitive judgment, positive affect, and negative affect.!® !!
Measures of ‘life satisfaction’ have been used to reflect the
cognitive judgment component of quality of life;!? other
measures have been developed specifically for positive-
negative emotions.!> 1* Some 20 years of theoretical and
empirical work underpin this now commonly accepted
understanding of quality of life. The crucial aspect of
quality of life for rheumatology, and health care in general,
is that health, or for example wealth, is seen not as an
inherent or even necessary component of quality of life, but
rather as a potential influence.?

Other factors are known to mediate quality of life for the
individual. These may be divided into two domains:
personal-psychological and demographic-cultural. For
example, factors such as self esteem, locus of control,
religious belief, and coping skills have been shown to
influence quality of life.!>'® Similarly, age, gender, marital
status, employment status, and ethnicity have also been
shown to influence quality of life.!*2?>

How does this understanding of quality of life fit in with
the current measures of outcome in rheumatology? We can
conceptualise outcome within the disease-impairment-
disability-handicap (IDH) model proposed by the World
Health Organisation.>* At the simplest level, disease gives
rise to impairment which, in turn, can give rise to disability.
Thus impairments such as pain, limited range of motion,
or fatigue, can give rise to disabilities, for example in

walking, dexterity, or personal care. There are many
measures which focus on impairment and disability, but
the Health Assessment Questionnaire (HAQ)# and
Arthritis Impact Measurement Scales (AIMS)?¢ are two of
the better known measures used in rheumatology. Impair-
ments and disabilities are mediated by environmental and
societal factors to produce handicap, for example, in
physical independence or mobility. To date, few measures
have been developed for handicap, although some
components of existing instruments, for example those that
measure social integration, may demonstrate various
degrees of association with the handicap scale. Measures
which describe the characteristics of the disease-IDH
continuum are best described as ‘health status’ measures,
as this is precisely what they measure® (the absence, or
presence of disease and its consequences).

With an understanding of quality of life, together with
the consequences of disease as implied in the IDH concept,
it is possible to put together a model which shows the
relationship between health status and quality of life. The
figure shows that health status is but one possible influence
on quality of life. Just as personal and cultural variables can
mediate between disability and handicap, so they also
mediate between health status and quality of life.

Unfortunately, most recent quality of life reviews express
the concept in terms of impairment and disability. Such
a view is typified by the ‘health related quality of life’
approach,?” 2 and is based on the claim that as health care
cannot influence the many mediating influences of quality
of life, it need not take the trouble to measure them. Thus
it redefines quality of life as mostly impairment and
disability, with some handicap (for example social inte-
gration). Such an approach represents the single largest
impediment to a scientific approach to measuring quality
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of life in rheumatology. Lacking any theoretical basis and
thus, by definition, devoid of construct validity for quality
of life, it performs a feat of methodological alchemy. It
transmutes existing impairment and disability measures,
validated for quite a different purpose, into so-called
quality of life. As health status typically accounts for only
a small part of the variation in quality of life,” one can only
despair at the psychometric properties of measurement
associated with such an approach.

Rheumatologists should not be ashamed of the fact that
much of their intervention is concerned with reducing pain
and fatigue (impairments), in improving—or at least
maintaining—function (disability), and in maintaining or
improving independence and mobility (handicap). There
is no need to dress up these worthy outcomes as something
different!

We must therefore ask, is there any need to go further
and measure quality of life—is it a measure too far? If the
component of health status contributes only a proportion
of the variation in quality of life, it is likely that the
sensitivity to change for quality of life measures will be too
low for most practical purposes. Yet, at the same time, the
rheumatologist or therapist knows that intervention can
improve quality of life, as patients spontaneously report
such an improvement!

The problem lies in the subjective nature of quality of
life, making it a personal matter with its attendant
mediating factors. However, as there is already a clear
theoretical framework for quality of life, in addition to
various available measures,’ hypotheses may be drawn up
and tested concerning the relationships between health
status and quality of life, as suggested by the figure.
Although the mediating factors must be taken into
account, most of the cultural factors are already measured
in rheumatological research.

An alternative approach to this more complex ‘model’
is the measurement of quality of life indirectly, through the
‘needs based’ approach.? Here the impact of the disease-
IDH continuum on peoples lives is explored in depth.
Content analysis of this exploration then gives rise to a set
of items which reflect unmet need associated with a
particular disease. These items can then be developed into
a scale using standard psychometric methods. The
advantage of this approach is twofold: first it accords with
the understanding that part of the influence of health on
quality of life is not simply the direct effect on how people
feel physically, but also the effect on what their health
allows them to do;® second, the items derived reflect the
subjective expression of the impact of the disease on
people’s lives, taking into account many mediating factors,
for example, coping strategies. One would thus expect
these scales to have a much closer association with quality
of life, but at the same time be more sensitive to changes
brought about by therapeutic intervention. Empirical
validation of these attributes is yet to be confirmed, but the
approach is attractive because of its theoretical base and
simplicity of measurement.

It is clear that a theoretically based approach to quality
of life measurement in rheumatology will need a
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willingness to accept the limitations of health care
intervention for improving quality of life. Nevertheless,
existing and new approaches to quality of life, based on
theory and subjective views of those experiencing disease,
do offer an opportunity to explore quality of life as a
valuable component of outcome. If rheumatologists are
prepared to accept that much of their work is concerned
with the disease-IDH continuum, this foundation makes
them well placed to take a leading role in a sound approach
to quality of life research in health care.
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