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Summary 

‘Quality of life’ is a very frequently applied concept nowadays. One may doubt 
whether everyone has the same connotation in mind while using this expression and 
why ‘quality of life’ attracts so much attention. Is the idea a very old one or is it a 
new and noble value? It is argued here that changes such as in the number of aged 
people and of chronically disabled people, combined with spectacular develop- 
ments in medical technology and with a rise in knowledge and assertivity, created 
an increased awareness of ‘quality of life’ and its interaction with medicine. More- 
over, limitations to budgets and technological developments trigger an interest in 
new arguments. ‘Quality of life’ plays an increasing role in all sorts of medical de- 
cisions, be it in policy decisions or in individual clinical decisions, be it formally as- 
sessed or implicitly weighted. A number of examples is briefly described to illus- 
trate the very broad and diffuse use of quality of life as a criterion. Subsequently we 
have tried to operationalize the concept on 4 levels: macro, meso, personal and 
physical. The macro level applies to the meaning of life in a society; assessments of 
quality of life play a role, for instance, in discussions on euthanasia and in political 
decisions on medical investments. Examples of the meso level are the hospital, with 
its internal processes and its ties to the rest of the world, but also the patient in his 
social environment. On the personal level the individual’s frames of reference on 
health, illness, future, pain and hope - both of the patient and the doctor - are being 
considered. It is argued that legitimation of important decisions, investments and 
interventions requires measurement of quality of life in an objective way and on dif- 
ferent levels. Quantifying quality, however, appears hardly feasible. Therefore ‘qual- 
ity of life’ is frequently measured at the fourth level only, the level of physical activ- 
ities. Confining measurement to the measurable induces the question of whether it 
really is ‘quality of life’ that is being quantified. Still, results from such measure- 
ments can be of help in decision making. Who decides in clinical situations and in 
what way should ‘quality of life’ be involved in decision making? In one solution, 
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perhaps the old fashioned one, the doctor takes all responsibility, possibly from a 
paternalistic ideal. Conversely, should the doctor behave in a completely non-direc- 
tive way, full autonomy is given to the patient. We advocate a third way, where mu- 
tual respect of patient and doctor may enable open consideration of objective and 
subjective elements of ‘quality of life’ so as to give it a central place in clinical de- 
cisions. 

Quality of life; Measurement; Autonomy 

Introduction 

As long as people have been able to reflect on their life, the quality of this life has 
not only been the central focus but also the generating inspiration of movements 
and changes. This counts for individual as well as for collective life. Existential 
quality has been and is the root of religions and wars, development of physical 
safety as well as civilization processes. 

Let it not be suggested that ‘quality of life’ is a new discovery or a new noble 
value. Maybe the explicit formulation is new, maybe the way this expression is used 
or even misused today is new. 

What might be the reason for such an idea, old as mankind itself, getting so much 
attention and new verbalization? Why does it elicit so many articles, editorials and 
even research institutes? 

In this article we discuss some of the possible reasons for this renewed interest, 
the way ‘quality of life’ has been used so far and may be (mis)used in the future 
and the ways this idea may be of help in clarifying some of our problems in today’s 
society. 

It is a basic psychological law that changing signals attract more attention than 
consistencies. If so much attention is given to the issue ‘quality of life’ it seems to 
be a reasonable assumption that ‘something’ is changing and has been changing. 
In 1975 one of the first books published with a ‘Quality of Life’ title, was written 
by Anselm Strauss [l]. He did not define the concept but gave attention to chronic 
illness and ageing. So many people getting older and older was a new phenome- 
non in a society unprepared for this development. People not only grew older but, 
consequently, many patients suffering from chronic diseases survived for more years 
than ever before. It is not a coincidence that in the same decade new technologies 
became available to treat severe afflictions like cancer, organ and system diseases. 
Chemotherapy and transplantation techniques increased survival rates, sometimes 
impressively. Improvement of social welfare, considerable investments in research 
and a fast-growing health care infrastructure, available for a broad spectrum of 
people, supported these developments. 

These developments are also responsible for their side-effects: increasing costs 
for social and medical care and shifts in society’s general financial resources. 

In addition, the increase of Western affluency created more opportunities to im- 
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prove the education of many, and the post-World War II climate created waves of 
democracy. Together they created a public with more knowledge, assertivity and 
awareness of their individual autonomy. 

Considering this historical development we are facing an increasing awareness 
of life’s qualities in a growing number of people. However, the expanded survival 
of many more chronic patients, the increase of the number of aged people up to 
higher ages and the successes of medical technology, creating standards of life and 
living we never knew before, confronted Western society with the coin’s ethical 
reverse side. A general development with two faces created the ‘change in signal’ 
triggering our alertness. Which concrete topics may be observed related to this 
general tendency? 
(1) About 20 years ago the world was confronted with far-reaching questions about 

the relation between medical technology and medical power. In Europe Van 
den Berg [2] confronted people with the far-reaching, extreme consequences 
of medical technology. In the U.S.A. Duff and Campbell [3] for the first time 
questioned the prolongation of life of severely handicapped newborns and cre- 
ated the same kind of embarrassment. 

(2) The increasing survival of so many chronically diseased and severely handi- 
capped patients stimulated the development of institutions and social facilities 
and consequently meant an explosive burden on societies’ financial resources. 

(3) The increasing number of aged people stressed the necessary medical infra- 
structural and social (care) facilities. 

(4) The increase in possibilities to treat the main killers (cardiovascular disease and 
cancer) created a constant call for more research (more funds). At the same 
time ethical questions about the acceptability of different levels of human life 
before, during and after treatment were raised. 

(5) Transplantation as a relatively new medical development raised the problem 
of gigantic technological and financial investments. The restricted availability 
of organs raised ethical debate about humane selection. The technology of 
transplantation and the development of new medications, among others, de- 
mand money, research, care, cure, educational facilities, professional people 
and organisational structures. The affluent and assertive patient claims his rights 
for treatment. 

One may come to the conclusion that the whole problem of ‘quality of life’ is 
located within this triangle: 

resources 

\/ 

technology 

humanity 
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From the general historical development and subsequent concrete items it may be 
clear that ‘tension’ is the main idea fitting the triangle resources-tech- 
nology-humanity together. However, it must be considered that although there is 
a tight togetherness between the 3 poles, they have unequal strength. To compli- 
cate things, strength shifts from situation to situation and from perception to per- 
ception and so the interaction has a variety of outcomes. It still seems to be a ta- 
boo to make connections between financial considerations and humanitarian values. 
Studies on these topics should make the link, but those who explicitly do so may 
encounter sharply formulated criticism. The connection between technology and 
humanity is much easier because it is still fashionable to sell technology as a gift 
to humankind, only meant for its well-being. The relation between technology and 
resources seems to be rather neutral and acceptable as long as we are willing to 
forget the individual human being in the middle of our abstract triangle. This per- 
son, for example, discovers how technology is not only meant for humanitarian 
well-being but also for accumulating profits. Human lives not only cost lots of 
money. They also provide a solid foundation for financial profit. 

This discovery raises questions for the person in the middle: what is the value 
of my life, who is profiting from the continuation of my life and whose values are 
dominant in which decisions. Rephrasing these questions results in: whose interest 
is the determining factor in relation to ‘quality of life’: the patient and his illness, 
the physician, the budget controller, the policy maker or the shareholder. Prob- 
ably they are all interested, but their interests do not coincide with each other. 

Literature gives a nice chronological picture of how interests developed. The first 
publications raised ethical and social questions regarding neonatology, ageing peo- 
ple and extremely disfigured and crippled patients. The focus shifted to the de- 
humanizing treatments of cancer patients. An important concern now is trans- 
plantation and its consequences. A remarkable shift in focus to younger people 
may thus be seen. Attention for the quality of life of elderly, chronically ill and 
life-long crippled patients is fading away. Patients with a certain economic value 
tend to sneak to the center of the focus. 

This does not at all imply that the problems formulated before are diminishing. 
On the contrary, problems of patient selection, life perspective, survival, resoci- 
alisation, job fulfillment are even more urgent. Just because technology can be ap- 
plied to a group of still ‘interesting’ people, the call for objectivity increases. In 
other words, the connection between investments (in general) and profit (in gen- 
eral) is more than just intuitive decision making. Today’s developments demand 
‘objective’ measurements to legitimate investments in ongoing development of 
technology and the protection of the sanctity of humanity. Just one minor problem 
is left. Investments are countable. Technology is measurable in quantities and po- 
tentials, But how about humanity? Medicine and social sciences finding each other 
in something called ‘behavioral medicine’ initiated the developing of measure- 
ments of humanity. Research is still in progress but this initiative did not succeed. 
Too much (subjective) humanity is implicitly included in the concept ‘quality of 
life’. Anselm Strauss [l] did not try to define ‘quality of life’. Until now nobody 
succeeded in a definition. 
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We can now summarise this introduction: this is a study about the need for 
measurement of the undefinable. In the following parts, though, it is shown that 
the problem is not as simple as that. 

Decision making 

It is generally accepted that assessments of the quality of life may play a role in 
decision making in health care. This applies to different levels of decisions and to 
different ways of assessment. Judgements and decisions are being made by policy 
makers (government, hospital), by doctors referring or treating patients and by 
patients themselves. Assessments may be rather formal, be it in controlled studies 
or in individual cases, but more usually they are rather implicit. To illustrate the 
enormous variety of ways of judgement and its underlying motives we will men- 
tion a few short examples’. 

Renal transplantation has often been compared with (one of more ways of) 
chronic dialysis. Either modality aims at treating uremic end stage renal failure pa- 
tients and both are, as a rule, rather successful in preventing complications of end- 
stage renal insufficiency. Numerous studies have addressed quality of life during 
dialysis and after transplantation, many of those even on long-term. Most inves- 
tigators have shown that quality of life after renal transplantation, if the graft is 
not rejected, is superior to that of dialysed patients. Consequently, most Western 
governments stimulate renal transplantation, notwithstanding the ethical and lo- 
gistic problems associated with transplantation programs. In The Netherlands, for 
instance, renal transplantation is the only top-clinical program not suffering from 
budgetary limits [4]. Admittedly, it has also been shown that the cost per patient 
decreases when dialysis can be replaced by transplantation [5]. 

Hip replacement is another costly, but common, treatment in most Western 
countries. The operation is not performed to prolong life, but to free the patient 
from chronic or episodic pain and (partial) immobility. One might say that the one 
and only motive is to improve quality of life. Since this increase has been shown 
to be so impressive, costs of hip replacement are routinely reimbursed, although 
this is usually confined to a maximum number of operations per centre. In this ex- 
ample assessment of quality of life not only plays a role on the policy level, but 
very strongly also in individual cases. The doctor tries to judge the patient’s com- 
plaints and mobility and finds out whether an indication exists and, if so, whether 
an operation is urgent or should be postponed. In doing so, the doctor will try to 
compare this individual patient with other patients he knows of. Perhaps the even- 
tual decision may be affected by the doctor’s waiting list also. The individual pa- 
tient’s judgement plays an important role, since he or she formulates the com- 
plaints. So, in hip replacement, various assessments of quality of life are essential 
both to the establishment of the program at large and to individual treatment. On 

IIn order to restrict the argument to space limits, the medical descriptions are necessarily rather short 
and straightforward. 
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the whole, however, these assessments are rather subjective and implicit. 
Local treatment of breast cancer can be a radical operation (mastectomy) or 

breast sparing treatment. In the former case, the complete breast is removed, in 
the latter only the tumor is taken away and the rest of the breast is conserved. In 
both interventions radiotherapy is usually part of the therapy. The sparing treat- 
ment requires a rather skillful1 surgeon and radiation treatment is more complex. 
More than 30 comparative studies have been published, showing that the long-term 
survival in both treatments is equal. Morbidity of the two options is not identical 
(that is, different sorts of complications), but not significantly different. Numerous 
studies have addressed the many aspects of quality of life after mastectomy and 
after conservative treatment. Not surprisingly, most of these showed breast spar- 
ing to be superior. Nevertheless, no single government or financing agency has ad- 
vocated the latter treatment as the therapy of choice. Instead, large differences in 
policy exist between different countries and regions and even in hospitals. Apart 
from the governments’ and doctors’ motives - which we will not discuss here - it 
should be stressed that the choice between two treatments is the patient’s: since 
very personal and subjective feelings are at stake, she has to make a decision. Re- 
sults of research on quality of life, available to the doctor, may be important for 
the sort of information he gives his patients (and perhaps to unbias the doctor 
himself), but should never direct the patient to her decision. So in this example, 
assessments of quality of life in formal studies are helpful in decision making, but 
the decisive assessment should be made by the individual patient. 

Another example highlighting the importance and the difficulty of assessment of 
individual quality of life concerns newborns with spina bifida. In this disease, the 
spine is malformed and part of the marrow is dysfunctional, leading to neurolog- 
ical problems. Spina bifida is a relatively frequent congenital malformation, re- 
sulting in severe handicaps, such as incontinence, multiple infections, impairment 
of mobility (total or subtotal) and sometimes mental retardation. Thirty years ago 
most newborns died of early complications, such as meningitis or developing hy- 
drocephalus. Surgical developments enabled closure of the defective spine and 
prevention of hydrocephalus. Moreover, advanced urologic and orthopedic inter- 
ventions, among many others, increased survival considerably. Most patients suf- 
fering from spina bifida can today be prevented from dying from the disease. Mor- 
tality in the first year of life was about 80-90% until about 1955, declined to about 
30% or less in the sixties and seventies. However, it then rose again to over 50% 
in recent times. Apparently, the quality of life of these patients after ‘successful’ 
operations and subsequent treatment is not very convincing and many make the 
very difficult decision not to embark on life-saving therapy. Such assessment in- 
cludes complex moral judgements and uncertainties about prognosis. Although 
clinical decision making seems to be based upon the perception of (future) quality 
of life, the assessment is rather implicit and measurement is hardly possible. 

Organisation and adjustment of support is a major reason for psycho-social di- 
agnosis before and after heart transplantation. Heart transplantation is followed 
by rather complex treatment and assumes a stable and co-operative patient with a 
supporting social environment. However, not every patient, once transplanted, 



273 

turns out to be very quiet and co-operative and neither the patient’s lifestyle nor 
his family are completely dedicated to the lasting success of the transplantation all 
by themselves. Psychological and/or social support is usually necessary. To per- 
form this task properly continuous assessment of the patient’s quality of life is nec- 
essary and has been shown to be possible. The same, of course, applies to many 
major invasive treatments, requiring long-term support, but heart transplantation 
seems to be an example where this aspect has been carefully worked out. 

Levels of life? 

From the introduction and illustrative examples it may be clear how the concept 
‘quality of life’ serves many goals and fits on many levels, perhaps with the con- 
sequence of fitting nowhere, due to its many-fold and unclear applications. 

A recent report from the Health Council of The Netherlands [6] tried to clarify 
at least some of the conceptual problems by locating the concept in defined frame- 
works. Although this does not improve the clearness of the concept as such, some 
insight in the use of the concept and its consequences is given. We identified 4 lev- 
els in a model, described earlier by Bergsma and Duff [7]. It is primarily a prac- 
tical model rather than a theoretical one. 

(1) The macro level is located in societies’ general, dominant religious and legal 
systems. The moral issue here is the more or less absolute meaning of life. As soon 
as life is perceived as an absolute moral value, quality of life is an issue of a value 
without any discussion [8]. Voluntary termination of life, for example, is just mur- 
der in this view. The moral argument is that as soon as ‘quality of life’ becomes 
an issue of discussion the relativity of life has been accepted. Practically speaking 
this implies that ‘qualities of life’ have been related to (economical) investments 
in research, in human energy, in care and cure and in technological developments. 
Simply some qualities of life are more expensive than others and the question is 
clear: what is the value of these ‘qualities’. This is the basis of the development of 
the idea ‘QALYs’ [9,10]. Termination or continuation of life is legitimated on the 
basis of a complex of societal values. Consequently medical ethics are not an ab- 
solute standard for medical or nursing practice anymore but a complex of values, 
guidelines, judgements, and suggested strategies of decision making from which 
life and its continuation or termination derives. After becoming a considerable is- 
sue ‘quality of life’ has become comparable with economical, technical, legal or 
humanitarian values. 

We stress the conclusion that as soon as life and its many qualities became an 
issue of consideration [2,3], quality of life became a political issue. Life-related is- 
sues like economical investments in education and infrastructures, or technological 
developments of high-tech instruments and pharmacy, are political issues and point 
to the necessity of weighted decisions on governmental (macro) level. Life as a 
moral untouchable value became an issue of considerable qualities like other con- 
siderable qualities. For some people an assault, for others a reality to live and work 
with. 
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(2) What has been indicated as the meso level may be understood as main groups 
or societies, but within the health care system also as health care institutions, hos- 
pitals, nursing homes. 

Health care institutions have a strong interrelatedness with society, maybe with 
civil initiatives, maybe with religious groups, which is still quite often the case. In 
the meantime there is a great variety in autonomy. This holds for their economic 
policy as well as for their technological (medical) policy. It is especially important 
for the maintaining of certain values and norms regarding their concrete health care 
practice. Here the same argument counts: as soon as human life is not perceived 
as an absolute value anymore, variations on life (qualities!) become an inescapa- 
ble issue of comparison with other values. Those other values rank quite differ- 
ently but vary widely. The glory of the medical team fighting for high survival rates 
(or low death rates), the glory of the hospital investing in new technologies. the 
profit of the hospital and the individual workers’ salary, the research qualities of 
the institute, the social climate for the personnel, the well-known warm terminal 
care, the good relation with the bishop and his diocese are just examples of values 
to relate to ‘qualities’ of patient’s life. In other words, which qualities of life are 
acceptable or pursuable compared with and related to values of a different nature. 
Important here is the fact that the acceptability of life’s variations, called qualities, 
is the decision of the institution, no matter whether this is the board or the staff. 
The acceptability of life’s qualities depends on the institution’s goals and accept- 
ability or pursuability of other values. Rephrasing again, differentiation in quali- 
ties depends on the patterns of decision making within the institution. 

On the same level we find the patient amidst his (or her. or course) relations 
with relatives, friends, colleagues, partners or children. The individually-experi- 
enced quality of one’s life strongly depends on the quality of those relations, the 
quality of school or work environment, the quality of satisfaction of basic needs. 
and the interrelated values people regard as their own. Literature from social health 
care and occupational psychology shows how strong those interrelations are and 
how intensely they relate to the appreciation of health and sickness. Health may 
be appreciated as a very important good if the interrelations are perceived as po- 
sitive, illness may be perceived as a very welcome state in case of trouble at work 
or school. The quality people attribute to their life is not a consistent continuing 
attribution but varies with personal reflections on one’s situation at a certain mo- 
ment. The individual place within a social support system and the meaning of re- 
lations vary between individuals but also in one individual in different episodes. 
Shared values influence the perception of severe illness. but also unshared values 
influence the perception of health and death (see also ‘who decides what?‘). Se- 
vere illnesses or severe accidents often isolate people from their social context, 
which in extreme cases implies that shared values will not be shared values any 
longer. Friends and relatives fear illness or death, don’t dare to work together or 
visit the patient. They reevaluate their bonds. Many patients experience intense 
alienation during illness or after recovering. The perception of the quality of their 
life often means a cumulation of negative experiences and uncertainties which make 
individual prognosis on life’s quality ‘afterwards’ quite difficult. 
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(3) The personal level has been indicated as the strictly personal perception and 
validation of situations and circumstances. This counts for the individual patient, 
and this counts also for the professional frame of reference of the physician, the 
nurse or other health care workers. More or less depending on his group, or more 
or less autonomously, the patient judges his health, his illness, his future, his pain, 
his hope, just for himself. How does the perception of this complex of evaluation 
fit one’s values at this moment, in this situation, how is the quality of the personal 
life if compared with what was experienced as normal or pursuable? How do med- 
ical decisions fit within this experiential framework, how do the personal decisions 
fit into the medical judgement of the situation and the decisions to be made? Be- 
cause the physician is not a puppet on the institutions’ string either and adds his 
personal values and validations to the problematic questions, he has to deal with 
all this, to reach decisions. This means that the ultimate decision is the individual’s 
responsibility. Macro and meso levels have to be perceived as frameworks of sanc- 
tioning reference but nothing more, nor less. 

The physicians’ judgement of the patient’s quality of life also and evidently de- 
pends on personal values, as mentioned earlier, but now also includes personal re- 
lationships characterized by identification, sympathy or disgust, knowledge of per- 
sonal circumstances and the patient’s hopes and wishes or denying the patient’s 
interest. Whatever the interrelation may be, within the personal relation, consid- 
erations imply a judgement of life’s quality as a value like other values, patient’s 
values and doctor’s values, and a decision based on these evaluative considera- 
tions . 

In the introduction we illustrated some causes for the use of the concept quality 
of life. Given this basic rationale, legitimations of choices may be identified: 
(a) legitimations of political decisions regarding budgets or investments; 
(b) legitimations of technological developments; 
(c) legitimation of the continuation or termination of human life; and 
(d) legitimations of apparently strong interventions in individuals’ lives and liv- 

ing, such as selection and (or) treatments. 
It is quite clear that focussing on any level always requires more than subjective 

and intuitive consideration. The legitimation of a higher investment in nursing 
homes needs data which show those investments have been effective. Investment 
in cancer research has to be legitimated by survival data, just like the investments 
in transplantation technology. If more people live longer the investments seem to 
be the right thing. 

However, this statement is only true if ‘life’ is perceived as an absolute value. 
And, generally speaking on all the levels, this is not true anymore. Life shows up 
in gradations of quality. And, as we have seen, quality is not a number. Quality 
is a result of comparing and validating several values. Quality is a judgement, even 
a subjective judgement without a real consistency. Data can only be compared with 
data, quantities with quantities, measurements with measurements. But now we 
have one unmeasurable ‘thing’, a quality. First we created ‘quality’ as an addi- 
tional legitimation. Now we do not know how to integrate this subjective notion 
in our system. We need ‘criteria’ to measure quality to ‘sell’ political decisions (e.g. 



276 

on transplantation facilities), we need criteria to measure quality in order to le- 
gitimate that another medical intervention does not make ‘sense’ anymore, we need 
criteria to measure quality in order to formulate prognoses in case of selection for 
transplantation. The problem accounts for all the 3 levels we distinguished: quality 
is a judgement, a value itself, an experienced relationship, the reflection on one’s 
existence, an inconsistent comparison, a motivation for living, but it is never a 
quantity. Measuring the undefinable: quantifying the quality. 

There is a way out of the problem. This way out has been found if we by-pass 
the subjective elements in human existence and experience and just focus on those 
aspects of human behavior which are countable/measurable. By just observing the 
physical aspects of human behavior, we may find an indication for physical activ- 
ities: walking, running, climbing, biking, eating, sitting, working. Those physical 
activities are countable and comparable, for example before and after transplan- 
tation. Therefore, a fourth level (d) is added. 
(4) This is the level of physical activities. This is the level of the pure behavior, 
where we do not ask for judgements, for experiencing quality, but just observe 
and count. For physical behavior we can develop criteria and operationalisations, 
we can count, measure and subsequently calculate parameters. We can formulate 
hypotheses fitting the quantitative frame of reference and formulate prognoses. 
Literature shows that this way of doing research, and this way for legitimation of 
investments and developments on different levels, can be fruitful. The only re- 
mark is that this reduction of human existence to physical behavior does not allow 
us to come to conclusions about the concept ‘quality of life’. Strictly it would be 
incorrect to use the term ‘quality of life’ if considering these kinds of measure- 
ments. 

‘Quantities of life’ might be closer to what is being observed. 

IMeasurement and description 

Measurement of what has been labeled as quality of life on what we have des- 
ignated the fourth level (physiological possibilities), has been carried out for many 
years and for many purposes. The well-known Karnovsky scale, for instance, was 
originally devised to establish the need for nursing care. Although this instrument 
has also frequently been used as an index for well-being, the prognostic value is 
very small in most cases studied. To some extent a quantitative instrument, the 
Karnovsky scale is limited to physical performance as such and does not aim at 
measuring happiness, relations, behavior, etc. The Karnovsky rating is a rough 
rating made by the doctor. Similar instruments exist, more or less tuned to specific 
goals, such as the ‘ADL-scale’ in The Netherlands (‘Activities of Daily Living’) 
and the classification of the New York Heart Association. The latter (NYHA-)scale 
has frequently been used as an assessment of the validity of heart patients and serves 
as an index for the state of progression of the illness or for therapeutic results. 

Psychology has yielded many methods of assessment. In a number of those, nu- 
meric results aim at objective and quantitative measurements of areas such as anx- 
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iety, relations, self-esteem, optimism, cooperation, etc. Well-known examples are 
the Nottingham Health Profile, the ‘index of psychological affect’, ‘The quality of 
American life’ and many others. The field of socio-oncologic research has resulted 
in many instruments, several of which could be demonstrated to give reproducible 
results [11,12]. The recently created WHO Collaborating Centre for Research into 
Quality of Life (Amsterdam) may become one of the crystallisation points for this 
approach. 

Measurement is confined to the measurable. Numbers can only illustrate what 
can be expressed in numbers of ratings. It is not without risk to degrade qualities 
to quantities. Measurement of ‘quality of life’ inevitably reduces life itself to some- 
thing like ‘How much physical life is still present. 3’. Nevertheless, these measure- 
ments can provide important information. But it is often difficult, if not impossi- 
ble, to get to its real significance within a certain specific context. Thorough 
descriptions of their different contents, no matter whether it is the patients’ family 
life or the hospital setting, will remain a condition for a realistic validation of the 
results of measurements. Descriptive research has to be seen as conditional as well 
as a method we cannot do without in this area to keep the judgements in balance. 

So, does measurement of quality of life help? Yes, it can. Does assessment of 
quality of life give any aid in decisions? Yes, possibly. In our final paragraph a 
view on clinical decision making is presented. 

Who decides what? 

‘If biological life is medicine’s goal, then the patient should be kept alive as long 
as possible. If the preservation of autonomy is the goal of medicine, then one must 
do everything possible to maintain the integrity of the person in the face of death’. 
Cassell [13] expresses in brief the dilemma of quality of life and related decision 
making. If life is an absolute moral value for the physician, there is no discussion. 
If the patient wants it another way, he has to choose another doctor, otherwise life 
will go on as long as technology prescribes. The other extreme is the patient who 
decides not to live any longer or does not want any treatment, whatever the mo- 
tives are. It may be clear that such absolute regimes are quite exceptional, but this 
also implies that in the majority of cases the solution is less clear. And this solu- 
tion is always situated, whatever the preconditions and limitations may be, in the 
doctor-patient relationship. Within this relationship ‘quality of life’ is one of the 
issues in the decisions concerning cure and care. 

We distinguish 3 modes of relationship: the first mode where the physician is the 
one who decides, the second one where the patient decides, and the third one where 
we find open communication and deliberations. 

In the first mode the doctor takes the responsibility (or the responsibility is given 
to him), to decide on the basis of relevant information regarding the patient, the 
disease and its prognosis. Some situations may be characterized as authoritative 
when the doctor is coercive, takes decisions or makes the patient decide without 
sufficient relevant information and insight in his own situation. In many of those 
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cases, even when the patient states that ‘doctor knows best’. quality of life is not 
the first or the most important issue to be recognized. In interviews with doctors 
some of them told us how difficult it is to withhold this pressure from the patient, 
for instance when he is the last patient needed in a trial. More or less comparable, 
but with much more attention to the patient’s quality of life, is this kind of rela- 
tionship labeled as ‘paternalistic’. Here we may observe the same kind of pressure 
on the patient, but the intention is different, because (for example) the physician 
estimates that the patients’ quality of life will improve after some intervention. Here 
the physician may become coercive but from the idea that he really ‘knows better’. 
for instance in a case where the patient refuses chemotherapy for testis carcinoma 
and the physician knows the quality of life of this patient may improve remarkably 
after this aggressive therapy. This attitude is also oppressive but the intentions are 
different. Nevertheless, in both cases the patient’s autonomy has not been rec- 
ognized by the decision to withhold the freedom of choice or the relevant infor- 
mation. The ethical question here is how much autonomy is left for the physician. 
being chained by the responsibility for the patient’s life and living [14,15]. 

A second option is the one where the patients’ judgement of his or her own 
quality of life is decisive and the physicians’ interests become of minor impor- 
tance. The patient ‘rules the waves’ and the physician is the subordinate only being 
responsible for the execution of the decision. This situation is less exceptional than 
may be thought since the non-directive attitude in many physicians’ training be- 
came a central philosophy. 

Examples such as medical shopping, abortion, in vitro fertilization or allowing 
death to occur underline the difference in ethical levels related to these kinds of 
decisions. Important here is to stress that patients’ autonomy seems to have prior- 
ity but is limited by the physicians’ willingness and responsibility. It is at least a 
heavily restricted autonomy regardless of the ideas of the physician. 

The third kind of relationship is not only characterized by openness but espe- 
cially by mutual respect for each others’ autonomy. This means an open consid- 
eration of the factual situation and its perspectives, acceptance of the judgement 
of the actual ‘quality of living’ and availability of relevant information for both 
partners [16]. An autonomous choice can only be met by an autonomous respect 
and acceptance of this decision, an influential relationship, a discourse or dialectic 
crystallisation of a decision without the coercive character of the other two op- 
tions. Elsewhere we explored this relation extensively, labeling it as ‘shared au- 
tonomy’ [ 151. 

Cassell [13] suggests in the above-cited sentences two ways to a decision. In the 
first one - mere continuation of life - quality of life is no determinant in the de- 
cision making. In the second one - preservation of personal integrity - it seems to 
us that only the mutual respect for autonomy can facilitate a real choice based on 
an honest judgement and real interpretation of available information. In this way 
an autonomous consideration of choices is the main condition for a decision which 
does not affect the integrity. 

The conclusion is: the patient decides about the consequences of the subjective 
judgement of his or her quality of life, but in many cases this patient needs an au- 
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tonomous partner to clarify and legitimate his own judgement and its conse- 
quences. Often the physician has the privileged chance to be this partner. Personal 
choices have to become personal decisions, generated within personal relation- 
ships. 
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