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PEOPLE ENGAGE the health care system when they recognise 
that they have an illness and are suffering. Too often a 
patient’s distress is then narrowly defined by the health care 
system and their illness is described in terms of the biology of 
disease. Treatment is solely aimed at eradicating or controlling 
the patient’s disease while the associated suffering of the 
patient is ignored. The growing recognition of a need to 
redress this imbalance and refocus attention on the person 
who is suffering has led to a research field devoted to measur- 
ing quality of life. “Quality of life studies and measurements 
serve to prevent a devastating separation of a patient’s body 
from a patient’s biography during delivery of care” [ 11. 

There is an increasing consensus that quality of life is a 
subjective evaluation rather than an objective reality and so 
can only be assessed with reliability by the person whose 
quality of life is being evaluated [Z-5]. We have come to 
accept that pain is what the person says it is. So too, quality of 
life is what the individual experiences it to be. The subjective 
nature of quality of life is illustrated by the comment of an 
insightful participant in our ongoing study of the quality of life 
of women with advanced breast cancer undergoing exper- 
imental high dose chemotherapy. She indicated that her qual- 
ity of life had greatly improved over the preceding week, 
explaining, “Nothing that is happening to me has improved. 
In fact, physically I am feeling worse. What is different is how 
I am taking it”. Clearly, the subjective nature of quality of life 
means that it will vary greatly from person to person and even 
for a given individual over time in the same objective circum- 
stances. 

We deiine quality of life as subjective well-being. A single 
global question asking a person to rate his/her overall quality 
of life is perhaps the most valid measure, in that it most closely 
represents what that individual means by quality of life, but 
such a scale fails to identify the factors contributing to the 
assessment. To provide the best care possible, health care 
providers would need to know what contributed to the per- 
son’s decision to rate his/her quality of life as high or low. 

Unfortunately, many investigators claim to measure quality 
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of life when they are in fact measuring something else, such as 
physical functioning. For example, in a 1990 Lancet article 
[6], the authors stress the importance of measuring quality of 
life when assessing the true benefit of anticancer therapy, 
and conclude that their treatment prolongs survival while 
maintaining a good quality of life. What was measured in 
assessing quality of life in this study, however, was perform- 
ance status and the number of patient days of normal activity 
lost. No direct input from the patient was considered. We 
would suggest that the study did not assess quality of life at 
all. Others have chosen to measure ‘health-related quality of 
life’ using the definition of health in the preamble of the World 
Health Organisation constitution, rather than that of the pati- 
ents whose quality of life is being measured [2, 5, 7, 81. 
The World Health Organisation defines health as physical, 
psychological and social well-being [9]. People with a life- 
threatening illness, however, define health as a sense of per- 
sonal integrity and wholeness [lo] encompassing physical, 
mental/emotional and spiritual domains [ 111. Cassel’s com- 
ments regarding the suffering of persons [ 12, 131 are relevant 
to this latter definition of health. 

Our intactness as persons, our coherence and integrity, 
come not from intactness of the body, but from the wholeness 

of the web of relationships with self and others [ 121. 

Suffering occurs when an impending destruction of the 
person is perceived; it continues until the threat of 

disintegration has passed or until the integrity of the person 
can be restored in some other manner [ 131. 

Meaning and transcendence offer two additional ways by 
which the suffering associated with destruction of a part of 

personhood is ameliorated [ 141. 

Existential concerns are of great importance to people with 
a life-threatening illness [l 1, 15-191 but this domain is not 
included in most quality of life measures. The existential 
domain includes concerns regarding death (existential 
obliteration); freedom (the absence of external structure); 
isolation (the unbridgeable gap separating self from all else); 
and the question of meaning (the dilemma of meaning-seeking 
creatures who recognise the possibility of a cosmos without 
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meaning) [20]. If our quality of life measures are to account 
for important determinants of quality of life such as “how I 
am taking it”, we will need to include measures relating to 
coping and existential well-being, which place the person’s 
interpretation of his/her objective circumstances in the context 
of his/her world view. This is precisely what Salmon and 
colleagues begin to do with their Life Evaluation Question- 
naire in their article published in this issue (pp. 755760). 

We believe [4, 21, 221 and others [23] concur that it is 
premature to conclude that we have a clear and complete 
working understanding of what constitutes quality of life. We 
need more studies, such as that of Salmon and colleagues, 
which ask those cared for to define the domains which need to 
be included in assessing their quality of life. Once the 
important domains are well-defined and we have established 
acceptable, valid and reliable means of measuring them, we 
must learn how to integrate the measures of these different 
domains so that we achieve an accurate representation of 
overall quality of life as experienced by the whole person. 
The resultant instruments must be practical, allowing ready 
application in clinics outside the research setting. There is 
challenging work ahead. 

This does not mean that clinicians should refrain from using 
simple symptom control scales (which are not measuring 
quality of life but are important) and existing quality of life 
instruments, imperfect as they are, until this work is com- 
pleted. Interpretation of quality of life results should, however, 
consider the limitations of current instruments. In fact, clin- 
icians must work together with the researchers to further 
develop and refine quality of life instruments. It is only in the 
use of quality of life instruments that we come to appreciate 
their strengths and weaknesses. 
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