PERSPECTIVE

Diagnosing Suffering: A Perspective

Eric J. Cassell. MD

The alleviation of suffering is crucial in all of medicine,
especially in the care of the dying. Suffering cannot be
treated unless it is recognized and diagnosed. Suffering
involves some symptom or process that threatens the pa-
tient because of fear, the meaning of the symptom, and
concerns about the future, The meanings and the fear are
personal and individual, so that even if two patients have
the same symptoms, their suffering would be different.
The complex technigues and methods that physicians usu-
aliy use to make a diagnosis, however, are aimed at the
bady rather than the person. The diagnosis of suffering is
therefore often missed, even in severe illness and even
when it stares physicians in the face. A high index of
suspicion must be maintained in the presence of serious
disease, and patients must be directly questioned. Con-
cerns over the discomfort of listening to patients’ severe
distress are usually more than offset by the gratification
that follows the intervention. Often, questioning and at-
tentive listening, which take little time, are in themselves
ameliorative.

The information on which the assessment of suffering is
based is subjective; this may pose difficulties for physicians,
who tend to value objective findings more highly and see
a conflict between the two kinds of information. Recent
advances in understanding how physicians increase the
utitity of information and make inferences allow one to
refiably use the subjective information on which the diag-
nosis and treatment of suffering depend. Knowing pa-
tients as individual persons well enough to understand the
origin of their suffering and ultimately its best treatment
requires methods of empathic attentiveness and nondis-
cursive thinking that can be fearned and taught. The relief
of suffering depends on physicians acquiring these skills.
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One must not alwavs tink so much about what one

should do, but rather what one should be. Qur works

do not ennoble us, but we must ennoble our works.
Muister Eckhart. Work awnd Being

hysicians who care for the dving ugree that the

reliel of suffering is & central wssue. Too much
pain is inadequaltely treated. and too much sulfering
is undiagnosed and unrelieved. Such circumstances
may be more common now than a generation ago
because current trcatments keep people alive long
encugh to cnter the chronic, terminal phase of their
illness: the duration and severity of their suffering
are thereby increased. Some who strongly oppose
assisted suicide believe that i suflering were re-
licved. most of the demand for assistance with dying
would disappear (1).

If vou do not makc the diagnosis, you cannot
relicve the sutfering. Making a diagnosis of suffer-
ing. however, difters trom the vsual diagnostic pro-
cess that internists are familiar with hecause suffer-
ing is an afffiction of the person. not the body. That
fact helps resolve some of the puzzies of suffering.
We know, for example, that some patients sutfer
with pain and other symptoms whercas others do
not suffer from symptoms ol the same degree. We
know that suffering seems related to the meaning of
the symptom—when, for example. terminal cancer
is the cause, or death threatens, suffering i1s more
common. In addition. fcar of the [uture coneributes
to sutfering, as when patients who formerly had
cancer suffer at the thought of the recurrence of
thetr condition. Suffering can start with anguish over
the possibility that if the symptom continues, the
patient will be overwhelmed or lose control—-1
won't be able o take it.”

Suffering as a Threat to the integrity
of Persons

The aforementioned examples, and others that
clinicians can call 10 mind, suggest that sulfering
mvolves at least some svmptom or process (physical
or otherwise) that poses a threat, the meuning of
that threat, fear, and concerns about the tuture.
Suffering has been defined as a specific state of
distress that occurs when the intactness or integrily
of the person is threatened or disrupted. It lasts
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until the threat is gone or integrity is restored (2, 3).
Suffering is related to the severity of the affliction,
but that severily is measured in (he patient’s terms
and is expressed in the distress they are expericne-
ing, their assessiment of the seriousness or threat of
their problem. and how impaired they feel them-
selves 1o be (4). The language (hat deseribes and
defines the paticnt’s suffering is different from the
fanguage of medicine—there is too often an actual
disconnect between our case history and the pa-
Licnt's narrative (3). Herein lies one of the rensons
for the inadequate refict of suffering. Physicians are
trained primartly to find out what is wrong with the
body—our complex personal and  technological
methods are aimed at bodies—in (erms of diseases
or pathophysiology: they do not examine what is
wrong with persons. [t would scem, from looking at
training programs and physicians’ actions, that peo-
ple. with all their ideas. conceptions and misconcep-
tions, fears and fancies. and misleading behaviors,
are too often seen as something a physician has to
get out of the way in order to diagnose and freat
discases and their manifestations. When physicians
attend to the body rather than 1o the person, they
fatl to diagnose suftering.

The problem is made worse because what causes
suffering in one person may not do so in another.
Sultering is not only personal—that 15, involving the
person—it s also individual. Physicians not only
have to be aware of the personal characteristics of o
patient to know that suffering is present or (o re-
lieve it: they must understand the nature of this
particular person. Suffering can vary m its mtensity
and durarion; the differences depend on the partic-
ular person. For example, the neurologic deficits ol
earty multiple sclerosis may be o source of intense
suflering for a cellist but only modcerately distressing
for a scholar, A 47-ycar-old single woman, in whom
the sudden appearance of widespread metastatic
breast cancer caused her 1o be hospitalized and
near death, suffers. But it is not primarily the weak-
ness, profound anorexia, and generalized edema, as
distressing as they are, that are the source ol her
suffering. but the loss of contrel and inability to
prevent the evaporation of her carcer whose bril-
liant promise had finally been realized a few months
earlier. The facts und physical consequences of meta-
static discase are something that physicians know
but that the paticns does not casily comprehend,
evon it she knows them intellectually. She struggles
to understand and suffers most from what has hap-
pened to her personal life. It s the increasing
awareness ol the impact ot the physical state on the
person, not the physical tmpairments per se. that
causes the sulfermg. Does this mean that sutfering is
psychological in the sense of affecting or pertaining
only to the mental and emotional as opposed to the

physical state of a person? No, because Just as read-
g, riding a hicvele, or working as a physician may
involve any aspecl of o person—physical. emolional,
and social—so oo does sullering, although a psy-
chological insult such as grief may be u precipitating
Cause.

The Difficulty of Recognizing Suffering

In the care of the suffering paticnt. attending to
the person means more than caring about the pi-
tient or being compassionate. Oflen. as one hears
physicians talk aboul dying patients” personal char-
acteristics, details ol lile and work, and relationships
with family, their care and compassion are evident,
but suffering is not suspected unless the paticnt
makes its presence clear. Lack of recognition and
treatment of suflering docs ot come about only
because ol absence of compiassion or concern., what-
cver our public may belicve: it s also the result of
physicians’ poor diagnostic and therapeutic knowl-
cdge and skills about persons—thut 15, an nability
1o Tocus on the person rather than the diseuse. the
pathophysiotogy, or the immediate physiologic erisis,
This blindness to persons may seem strange, sinee
we all know about persons, cach of us is one, we
live among them all the time. and we cure aboul
others and ourselves as persons, But familiarity s
not enough: alter all, we tived among bodies all the
tme (including our vwn), but we did nor know
about them as physicions uatil we were truined m
how they function and how to examine them, gather
evidence, and think about them as part of our work.

Making u diagnosis of suftering means first of all
mainlaining o high index ot suspicion i the pres-
ence of sertous disease and obviously  distrossing
sympioms. As a start, it means asking whether the
paiient s suffering and why. Even though patients
olten do not know that they are suffering. they must
he questioned direetly: “Are you suffering?™ <[ know
vou have pain. but are there things that are even
worse than just the pain?” “Are vou frightened by
all this?” "What exactly are vou {rightencd ol
“What do you worry (are afraid) is going 1o happen
to you?” "What s the worst thing about all this?”
Once asked. patients have 1o be given the time
answer. The questions are  purposely  somewhat
vague: they tell patients that they have permission
to talk about things that usuadly no one wanted to
hear before, and thev do not specitv what answers
are expected. In the beginning, physicians may find
these 1o be very uncomtortable conversations be-
cuuse no one eajoys hearing about unselieved pain,
misery. and sulfering. Physicians wre also frequently
concerned thut they will be helpless in the face of
the patients” answers. 1t s often surprising how lidle
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is actually required ol the physician—asking the
guestions and attentively listening to the answers
are usually helpful in themselves—and how little
time the process takes. The gratification that com-
monly follows these interactions more than repays
physicians for their discomfort, and with time they
hecome casier.

The subjective  assessments one  discovers by
these questions may, however, be u problem {or
physicians, Medicine has tried throughout the past
two cenfuries (most suceessfully in the last genera-
tion) 1o see diseases and the body as part of dircetly
observable, objectively existing, and purely material
states of aftairs, in the way that biclogical scicnee
generally sees nature. Physicians seck as much ob-
Jective evidence as possible for the physical aspects
of disease. [t isn’t surprising. therefore. that in med-
ieine o conllict has arisen between objective and
subjective information, Objective knowledge 18 con-
sidered scientific and valuable, whereas subjective
information s thoughi (o be “soft™ and sccond-rate.
For the reliet of suffertng. that conflict is not only
false but an impediment. The work of clinictans 18
made more difficult by the continuing worship of
objective Tact and discrediting ol subjective informa-
tion: these tendencies encourage freatment of dis-
case as an object of scicnee rather than treatment
ol persons who do (or do not) have o discase,

For persons. once one geis past demographic
churacteristics. the evidence is mostly subjective.
Singer and colleagues (6) suggest that five domains
are of concern to dying persons: adequately reliev-
mg pain and symptoms, aveiding inappropriate pro-
longation of dyving. achieving control, relieving oth-
crs ol the burden ot ther dying. and strengthening
personal relationships. They quote other sources
with similar concerns (7-91.

From Evidence to Inference about Suffering

The tirst problem in actually dingnosing sutfering
is that much of the information about a suffering
patient s subjective and  therefore devalued. Go
back a step. however, and see how we deal with
even objective lindings. We look at o chest ridio-
graph and see o big. white, tluflv. arregularly shaped
siadow in the teft upper lung ficld—as objective as
anything can be. Do we say “big, white, flulfy, irreg-
ularly shaped shadow?”™ No. we say, “G-centimeter
mass, probably cancer.” The objeetive finding has
been converted mto the statement of an interpreta-
tion, and that leap to what it means for both the
physician’s actions and the patient’s future (even il
it is correct) is subjective. The tinding is objective.
but the knowledge derived from the sadiograph has
been changed by the subjectivity of the physictan—

his or her judgments. trains ot thought, worres.
concerns. beliefs. Good clinicians are  disciplined
and try to stay as close as possible to the finding
itsell, postponing final interpretation unul all the
cvidence 1s available, This same subjectivity in inex-
perienced physicians may cause them to jump to an
interpretation without cxamining the radiograph o
its fullest or considering other possibilities. Jaundice
s oalso an objective stgn, but a subjective visual
estimate ol s intensity reflects the state of the liver
less accurately than a correctly performed serum
hilirubin measurement. This example highlights o
confuston that has arisen in medicine so that some-
thing measured 15 believed to be more objective
than the thing seen. palpated. heard. or smelled.
The mountain that vou see does not become more
objective because vou know how tall it 1s. Measure-
ment means, however, more reliable (that is, more
reproducible) information.

Apart from their own subjectivily, which can be
trained and disciplined but not aveided. clinmicians
hitve no choice but to work with subjective informa-
tion from patients—svinptoms, criotions,  beliefs,
fears, and concerns—the stuft of which patient re-
ports and histories are made and that influence
behavior. For knowing whether o patient is sufier-
ing. there is no substitute. The relationship between
paticnt and physician, through which medical care
flows and which s itsclt indispensable for the dis-
covery and relief of suffering, arises and lourishes
in the land of subjectiviry. One might think, in read-
Ing the literature. listening to wutors, and hearing
collcagues, that we must choose between abjective
information and subjective. If abjectivity wins, how-
ever, the relief of sulfering as o goal of medicine is
a long way ofl,

This stark dichotomy between objective and sub-
Jective is mitigated by the developing awarencss in
recent decades of three characteristics of the infor-
mation. objective or subjective, that doctors use in
clinical thinking., First. the act of consciously think-
ing about information. whatever s origins—nuim-
bers on a printout. a report of pam. your feclings
about & patient—makes it objective. an object of
conscicusness. Second, information is not merely
true or false. black or white. but probubilistic—
more or less probable. existing within conlidence
limits. Third, there is inereased appreciation of the
nature of predicting the future, particularly its in-
herent uneertiunties: that what is going 1o happen o
the paticnt or what the patient is going to do (re-
member, the future starts a second from now) s
mherently probabilistic. All ol this means that the
physician’s task with nference, whether from a ra-
diograph or the thoughsi that the patient is suffering.
is to objectify it in thought. increase the probability
of s truth. narrow ils contidence limits. and in-
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crease ats predictive value. Or, to put it another
way, the task with subjective or objective informa-
tion is to increase its precision. accuracy {(reliabili-
ty). and predictive value, Examining again, looking
again. reflecting, listening again. enlarging the scope
of inguiry, asking more questions. and thinking
aboul what one has tearned doces this.

Knowing a particular paticnt requires something
more after the questions have been asked and the
history taken. Premature inferpretation of lindings
of any sort distorts information within the subjec-
livity of the physician but s a special problem in
knowing patients as persons. Almost anything one
says aboul people in everyday life—she’s beautiful,
he's smart. bossy, [un, paranoid, charming, anxious,
aggravating, sexy—whether correct or not, shuts off
the observation with a premature interpretation.
This is why the various classifications of personality
that have been proposed get in the way of clinicians’
knowledge of persons. Bias or preconceptions, judg-
ments made about a patient that are not based on
what you know ubout this paticnt, can be especially
mislcading (10). One needs to listen to what s said
and unsaid. watch face and body for expression and
actions, smell (fear. hygiene. or perfume). learn 10
let it all come in without interpreting or judging,
and stay silent inside and oul (heyond small talk).
In doing this, one begins to know something aboul
the patient, still unspoken but enough tor the care
of many sick patients. This “passive”™ knowledeoe is
not sufficicnt, however, for the care of the dying or
the suffering patient, just as the knowledge of
pathophysiology 1s also not enough. Here, it s the
nature of the person and the specific threats to their
personthood that determine the nature of suffering.

Now comes the hard part: learning to be simply
open in the presence of the patient, as though there
were a door to the inside of vou—to vour heart or
soul, call it what vou will—and vou consciously
opened it so the patient would How inte you. LI this
iden has o (ouchy-feely “New Age™ sound. do not be
put off; good clinicians are strange instruments. This
has somctimes heen labeled sympathetic listening,
empathic communication, or ecmpathic altentiveness,
and it can be taught and learned {11). 'This stance 13
nol something yvou do as much us something you
are. Properly done, no one but you will know ex-
actly what is happening. not even the putients. They
will simply expericnce vou as being trustworthy, car-

tng. and understanding. 1t may seem threatening to
vou at first, as though vour delenses were down.
Remember that vou are working. It 18 you, the
doctor, doing and being this way. not the personal
vou. What will you lcarn? For one, what the patient
Is feeling—ultimately, vou can get 1o the point that
vou can leel their feclings even over the telephone.
It is important at times o identity those feelings
specifically, to name them. Mostly, howgver, you
will not put words to what you learn in order not to
foreclose the experience. You will, over time, come
to trust the intuitive thinking that takes place below
awareness as your mind continually processes the
experience. This & intuition not as something mag-
ical but us a kind of nondiscursive thought common
Lo experts in many ficlds (12-14).

Learning these skills makes it possible 10 diag-
nose and treat sutfering even when the cause of the
suffering cunnot be removed. 1L is not final expertise
that is required: the crucial step is starting on the
path to knowledge about patients as persons. The
relict of suftering depends on it
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