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Quality of life: Measure or listen

A reflection for disability studies

dick Willems

Studies using ‘think aloud’ methods with patients filling out Quality of Life (QoL) ques-
tionnaires, show that subjects attach different meanings to items and mean different things 
with their answers. I argue that QoL-studies in people with disabilities should primarily 
listen to their stories and be aware of the relative value of answers to questionnaires.

[quality of life studies, disability, think aloud]

People with severe disease or disability often report good to excellent (health-related) 
quality of life (qol) in questionnaire studies. This has been called the disability para-
dox (albrecht et al. 1999). but is this really a paradox or is it an artefact related to the 
way of obtaining knowledge about quality of life? i think it is the latter. 

The concept of qol has been developed in oncological research, where new treat-
ments, even though effective, sometimes had unacceptable effects on life quality. This 
led to a need to take qol as a separate outcome in trials. in line with its origins, 
the concept is often used quantitatively, within evidence based Practice, as part of 
outcome measurements in medical trials. investigators then use generic (non-disease-
specific) scales like the SF36 or disease-specific scales such as the Minnesota scale for 
chronic heart failure. Some more sophisticated quantitative scales such as the Seiqol 
allow patients to indicate the domain of life that they consider most important, so they 
can choose (within narrow limits) what the qol measurement should be about. even 
so, all of this conveys the slightly paradoxical idea that quality of life is quantifiable, 
that it may be and must be expressed in numbers. increasingly however, there are 
doubts as to the extent to which the numbers on qol measurements reflect the lived 
quality of life of a person. 

a few years ago, anthropologist Tony hak and i investigated this question (hak et 
al. 2004). We did a qualitative study among patients with very severe or even terminal 
heart failure, an extremely disabling condition in which patients get exhausted when 
performing even the smallest activities. Walking from the couch to the kitchen may 
be a daunting task for many of them. our qualitative interviews aimed at knowing 
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more about the quality of their lives, and as a part of these interviews, we wanted to 
know how they would fill in a regular disease-specific quality of life questionnaire (the 
Minnesota living with heart Failure questionnaire). We were not so much interested 
in their answers to the questions, but in their spontaneous comments about what they 
meant when they ticked a box in a certain way: a think-aloud approach. 

This showed a large discrepancy between what people tick on a qol questionnaire 
and what they say if they are asked to think aloud while ticking the boxes. For instance, 
when asked whether heart failure prevented them from working in their garden on a 
scale from 1-5, many interviewees who said they had no garden either ticked 1 (“i don’t 
have a garden, so how could i work in it”) or 5 (“i could work in a garden if i had one”). 
Still others ticked 1, saying they had always detested working in gardens. other possi-
ble discrepancies were related to the extent to which respondents remembered the exact 
questions; the questionnaire consistently asks whether heart failure prevented respon-
dents from living as they wanted during the last month. Many answered these questions 
as if they were questions about the presence of symptoms. For instance: “did heart 
failure prevent you from living the way you wanted during the last month by making 
you short of breath?” Some respondents ticked ‘4’ because they felt out of breath, but 
without literally answering the question about being able to live the way they wanted; 
others, on the other hand, did take the question completely literally. 

Think-aloud procedures also showed that the questionnaire (which had been rigor-
ously validated!) contained double questions that respondents had no clue how to fill 
out. For instance, one of the items asked whether the disease prevented respondents 
from living as they wanted by making walking about or climbing stairs difficult. What 
should they fill in if they can walk about but not climb stairs? Moreover, respondents 
were asked to restrict themselves to the consequences of heart failure, which they con-
sistently forgot or found very difficult. For instance, some respondents ticked ‘very 
much’ on a question about worries, but explained that they were worried because their 
daughter was getting a divorce. 

The following quotes are from a paper by habraken et al., illustrating how people 
with severe disability due to coPd look at their quality of life (habraken et al. 2008). 

“it just goes so slowly. We don’t really notice but other people do. They see that he can 
no longer do things that he could do a year ago. For us it’s just normal” (partner ian, 65).
“These lungs won’t get any better. That’s something you need to accept. Well, compared 
to other people … everyone has got something at my age! i feel lucky to have what i 
have” (charlotte, 81).

These quotes show some of the considerations that make people fill in a number: both 
ian and charlotte would probably fill in a 2 or a 3 because they had accepted their 
restrictions, even though their disease might really prevent them from living as they 
wanted. other studies, such as the one performed by bloem and others (bloem et al. 
2008), have found the same results in cancer and other diseases and handicaps.

is this important? yes it is, even though sometimes, when we discussed these 
results with more quantitatively oriented colleagues, their answer was that this was 
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interesting but not very relevant for quality of life research, because usually question-
naires are used in large populations, which guarantees that misinterpretations will be 
averaged out and trends will still stand out. To me, this sounds as a cynical way of 
looking at one’s research: even if we don’t know what our results mean, we are still 
satisfied because the numbers add up. 

What these studies show is how important it is to listen to what people tell about 
their lives with chronic disease or disability. if you really want to know about the 
quality of the lives people with disabilities lead, listen to them! don’t start measuring 
them! 
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