
GUEST EDITORIAL

Assessment measures in palliative care: The risk of
inflation and the importance of listening to the
patient’s story

The present issue of Palliative & Supportive Care
deals, once again, with assessment and outcome mea-
sures for the clinical practice in palliative care. This is
indeed a “hot topic” in palliative care literature and has
been for quite some time. A quick search in PubMed
reveals more than 1,400 articles on these subjects in
the past 5 years alone, with increasing tendency.

One of the reasons for this apparent inflation in
outcome and assessment measures may be inherent
to the very definition of palliative care by the World
Health Organization: “an approach to improve qual-
ity of life of patients and their families” (Sepulveda
et al., 2002). Thus, the whole discipline depends es-
sentially on a single, highly subjective and rather
ill-defined psychological construct. This has histori-
cally posed a serious problem for the field.

Looking at quality of life alone, assessment mea-
sures can be found by the dozens (a review in 2010
found 29 different measures specific for palliative
care) (Albers et al., 2010). In a previous editorial (Bor-
asio & Bernard, 2016), we discussed the basic differ-
ence between nomothetic (investigator-defined) and
idiographic (respondent-defined) questionnaires, with
the latter clearly being more attuned to the individual-
ized approach that is typical of palliative care.

Here, we point out the increasing tendency to dis-
sect the ultimate outcome of palliative care (quality
of life) into smaller and smaller portions, each con-
tributing its own bit to the overarching quality of
life construct. This reductionist approach is under-
standable, given the urge to define, assess, docu-
ment, compare, and evaluate that pervades our
medical systems nowadays. But maybe we are begin-
ning to overdo it?

The structure of the reductionist approach flows
nicely from the World Health Organization definition
itself, when it speaks of “physical, psychosocial,
and spiritual” problems. This leads to a search for
(hopefully) clinically meaningful and quantitatively
evaluable parameters in each of these domains. We

have plenty of instruments at hand to evaluate pain
and any other conceivable physical symptom. In the
psychological domain, more and more constructs
(positive and negative) are being explored for their
relevance to palliative care: hope and hopelessness,
dignity and its loss, personal values, meaning in
life, gratitude. . .and so on. This has led to highly in-
teresting scientific insights, but also to some degree
of fragmentation and redundancy: a review pub-
lished in 2012 on outcome and assessment measures
for meaning in life reported no less than 59 different
instruments (Brandstätter et al., 2012).

The same holds true for the social domain, in
which more and more attention is now turned to
the evaluation of the relatives and the family system,
and the spiritual domain, with spiritual well-being
being increasingly recognized as one of the foremost
components of quality of life at the end of life (Ber-
nard et al., 2017).

Although many of these instruments are valid, stat-
istically robust, and clinically helpful, there is a real
danger that we might be losing sight of the overall pic-
ture here. After all, one of the main components of pal-
liative care practice is the skill of active listening.
When we listen to patients’ stories without trying to
squeeze them into a predetermined frame of mind,
we often find explications for their behavior that would
escape even the most sophisticated of questionnaires.

For instance, we vividly remember one of our inpa-
tients who showed a multitude of therapy-refractory
symptoms going from pain to nausea to anxiety and
more. No matter how hard we tried, she would not ad-
mit to any improvement of her well-being, and her
morning tirades over her misery were quite impres-
sive, indeed almost theatrical in nature. When this
remark was made in the team meeting, the chaplain
revealed to us that this lady had been a famous opera
singer in younger years—and all of a sudden her be-
havior made sense. Her life had been a great theater
piece, and she was not going to leave quietly. With
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this in mind, the team could accompany her up to her
last grand exit (and grand it was) with an inner smile
of acceptance that greatly eased our relationship
with the patient. After her death, the family told us
that she had died “exactly the way she would have
wanted.”

Of course, this is just a picturesque example of
something we experience as clinicians on an every-
day level: the power of narrative medicine. This field
was pioneered in the 1990s by Rita Charon and col-
leagues at Columbia University. Defined as “the abil-
ity to acknowledge, absorb, interpret, and act on the
stories and plights of others,” the practice of narra-
tive medicine includes active listening as well as re-
flexive writing. It can be of invaluable help to
clinical practice by “bridging the divides that sepa-
rate physicians from patients, themselves, colleagues
and society” (Charon, 2001).

Important attempts have already been made to
link the fields of narrative medicine and palliative
care (e.g., through the concept of life review) (Kwan
et al., 2017). Perhaps the most concise version of
this link is Harvey Chochinov’s improperly termed
(to our minds), but highly useful Patient Dignity
Question: “What do I need to know about you as a per-
son to take the best care of you that I can?” This ques-
tion has shown great potential for the improvement
of patient care, not just at the end of life (Arantza-
mendi et al., 2016).

The link between narrative medicine and pallia-
tive care deserves further attention and progress.
This is not to say that we should stop developing sen-
sitive and specific assessment measures in palliative
care. But only when we can truly comprehend each
patient’s story in its uniqueness can we hope to be
able to apply all the various outcome data to our clin-
ical practice in a way that serves our patients well.
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