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Jim, who lived alone, had past
problems with disabling con-

gestive heart failure, osteoarthritis,
obesity, and alcoholism. His two
children and wife refused to partic-
ipate in his life on the basis of alle-
gations of past abuse. Home Care
services also refused to continue to
provide any further care, citing
past abusive behavior directed to
their female staff. No power of
attorney or advanced directive had
been arranged. Jim claimed total
independence in living and was
simply looking to have his driving
license reinstated. 

The patient examination revealed
a large, unkempt man who smelled
of old urine. His communication
style was loud and intrusive. He was
quick to express anger, stammered
when upset, and easily turned the
topic of conversation to his own
interest. No clear psychotic ideation
was evident and screening cognitive
tests were within normal limits.
Even his basic knowledge of current
world events was accurate.
However, there seemed to be a real
“disconnect” in his understanding of
the functional impact of his own
personal health problems. He agreed
to be admitted for further evaluation. 

After admission, Jim was loud,
obnoxious, and impatient. Insisting
that his attending doctor had the
authority to make things right, he

expected special provisions while
complaining of his poor treatment.
He frequently threatened to leave,
and yet, when given the opportunity,
remained to the disappointment of
the care team. 

The interdisciplinary assess-
ment went smoothly. His primary
new diagnoses were vascular
dementia with frontal lobe features
and urinary urge incontinence. The
management of his chronic condi-
tions was optimized, and the
importance of assistive devices to
minimize falling was reempha-
sized. He was still deemed to be a
moderate fall risk. The team
strongly recommended that in the
future he would require nursing
care (bath assist, continence prod-
ucts and medication monitoring)
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and other support (housekeeping,
laundry, meals, transportation,
and assistance with money man-
agement). 

Jim refused to be discharged to
anywhere but his own home,
despite multiple attempts by
myself and other staff to convince
him otherwise. His claims that
there were renters willing to sup-
port him in exchange for reduced

rent never materialized. Jim did
not make any other arrangements
for discharge. His competency
was best described as borderline.
The team was evenly split on
whether he should be discharged
to his home. None of the discharge
options seemed satisfactory:
1. Discharge to his home meant

exposing Jim needlessly to
unnecessary risk. 

2. Certification and direct place-
ment seemed excessively coer-
cive for a man who had strong-
ly valued independence while
he was competent and who had
been sustaining himself at
home, after a fashion. 

Principlism
The ethical framework familiar to
most physicians is principlism, as
described by Beauchamps and
Childress.1 The application of these
principles can be very “value-
laden,”2 and influenced by culture.

How do principles of autonomy,
beneficence, non-malificence, and
justice bear on the assessment of
decision-making capacity?

Autonomy recognizes that
competent individuals should be
free to make informed choices
within their realm of influence,
even if these choices are well out-
side a social norm. It is assumed
that competent individuals are

able to make reasonable choices
when given relevant information
and when free of coercive influ-
ence. Respecting patient autonomy
also means respecting the conse-
quences of autonomous choices
made by the patient. When a per-
son is clearly incapable, surrogate
decision makers should feel more
confident in acting on their behalf,
regardless of their stated wishes.
By default, the substitute decision-
maker is sometimes a physician.

Borderline capacity, as in Jim’s
case, presents a unique challenge to
a substitute decision-maker. The
pattern of capacity may follow the
gradually changing and multi-
domain nature of an evolving
dementia. Capacity and autonomy
may fade like the setting sun rather
than the flip of a light switch. The
loss of autonomy, like the decline
in cognition tends to be task specif-
ic. In contrast, legal standards are
rarely flexible enough to account

for the gradual or task specific loss
of autonomy. Even with the legal
authority to act, substitute decision-
makers for individuals of border-
line capacity are left straddling this
legal breach. They are charged to
act according to the dependent
adult’s past values and in their best
interests. Yet, the dependent adult
may retain the ability to participate
in a limited yet meaningful way,
which is contrary to the best judg-
ment of the decision-maker.

Beneficence and non-malifi-
cence. Doing good (beneficence)
and avoiding harm (non-malifi-
cence) are by necessity defined by
a framework of values. The usual
frame of reference for a physician
is “what is good or harmful for the
patient?” However, other interests
can interfere such as the good or
harm experienced by the patient’s
family, the health care providers,
the health organization and even
the community at large. These
competing interests would normal-
ly be considered by a competent,
autonomous individual. Substitute
decision makers who can show
that they are acting as the patient
would act, sometimes justify these
considerations as well. 

The in-patient geriatric assess-
ment and rehabilitation should nor-
mally lead to a clear articulation of
needs and appropriate settings.
Jim’s experience highlights the
stalemate that can occur when
there are strong differences
between patient and care staff in
which discharge settings is unde-
sirable. In such a stalemate, care
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Jim refused discharge to anywhere but his own home,
despite multiple attempts by myself and other staff to
convince him otherwise.
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providers may insist on termination
of the acute hospitalization on the
basis of futility. Commonly, the
patient is given the ultimatum to
comply with recommendations for
long-term care or make arrange-
ments for their own expressed pref-
erence. There is often a reluctance
of professionals to assist in the exe-
cution of a discharge plan that they
believe to be doomed for failure. 

There is a more powerful justi-
fication for breaching autonomy
and acting in the best interests of
families, health care providers and
communities: beneficence and
non-malificence. This rationale
can remain centered on the patient.
Due to borderline capacity, a
patient may be unable to realize
their dependence on caregivers,
nor the “burn-out” that these care-
givers experience as a result of the
performance of their duties. To the
extent that this dependence is real,
and other care giving options are
exhausted, acting in the best inter-
ests of caregivers (families, health
care providers and communities),
in a very real sense, is acting in
the best interests of the patient
also. Still, even this argument
loses momentum if the patient
when clearly competent anticipat-
ed their upcoming dependence or
demise and consistently expressed
their desire to be left unassisted. 

Justice. When the development
of a care and discharge plan
involves excessive amounts of time,
frustration builds amongst care-
givers. After all, caregivers operate
with fixed resources. Who has an

obligation to provide care to a
patient of borderline capacity when
all community-based resources have
exceeded their limits? Those who
do provide the daily care may ask
whether it is fair to distribute their
time unevenly to patients, especially
the one patient who seems to
require excessive time is not com-
pliant with the care offered.
Continuing to provide care in
such a situation can tax the emo-
tional reserves of caregivers, leav-
ing them spent and less available
to other patients who stand to ben-
efit from the caregivers skills.

From the standpoint of a public
health organization, how far “out to
sea” can care be provided before the
line must be cut? Is it ever ethical to
settle on a less than optimal dis-
charge plan simply because the
time is up? In Jim’s situation, dis-
charge to the community would

have been much less costly to the
health organization and would have
honored his expressed wishes.
However, this would compromise
beneficence.

The Home Visit
In the hopes that discharge home
with a guardian was an option, we
decided to “let out the line” and
proceeded with a home visit to
better scrutinize his capacity. For

the sake of assessing competency
and as a trial of his ability to be
discharged, I determined that I
would, as much as possible, be a
silent observer, leaving the patient
to organize his own transportation
and refraining from assisting him
to enter the home.

Jim’s journey into the house
was shocking. Half way up the
short walkway, his knees began to
buckle. The sinking ground beside
the front steps produced a formi-
dable initial barrier that Jim solved
by crawling to the top and pulling
himself through the door. Once
inside, he collapsed into a chair
and between rapid breaths, direct-
ed us to look around at will. The
general state of clutter was appar-
ent in layers, like rings in a tree,
with the most recent layers of dis-
order giving way to deeper evi-
dence of past order, now aban-

doned. Much of the house was
inaccessible with the clutter.
However, there were clearings and
pathways that allowed access to
the kitchen, bathroom, bedroom,
and laundry room. Reassured, as
we casually opened the fridge, the
horror of the effects of a month of
large amounts of unrefridgerated
meat burst upon us. “Oh that,” said
Jim, “Do you think that we could
give it to the dog pound?” 

Commonly, the patient is given the ultimatum to
comply with recommendations for long-term care or

make arrangements for their own expressed
preference.
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The Old Man and the Sea
At about this point, I began to feel
a little like the fictional fisherman
in Ernest Hemingway’s “The Old
Man and the Sea.”3 In the story,
this experienced older fisherman
was unable to catch a fish for sev-
eral weeks. As he set out again,
each line perfectly placed, he
reassured himself that “every day
is a new day. It is better to be
lucky, but I would rather be exact.
Then when luck comes you are
ready.”3 An enormous marlin took
his line that day. The old man held
on and exercised all his skill,
commitment, and tenacity. The
personal cost of failure was too

great to yield. He allowed the
marlin to pull him out to sea,
keeping the tension just right so
that the line would not break and
yet the marlin would eventually
tire. Then, fisherman and marlin
bound together in a death grip,
journeyed out to the eternal sea,
neither flinching over the day, the
night and into the next day.

Like the fisherman, teams that
assist individuals with borderline
capacity who live at risk must grap-
ple with difficult ethical questions:
1. How far out to sea must we

go? Frequently, individuals of
borderline capacity expose

themselves to excessive risk.
How far “out to sea” can a
caregiver go before it is ethical
to simply “cut the line,” either
by abandoning their duty or
exercising coercion to remove
the risk? 

2. How does a substitute decision
maker act when capacity is bor-
derline? Ethics literature often
focuses on high-risk decisions
in severe dementia or in patient
whose expressed decisions are
well outside of common socie-
tal values. What is to be done
when such decisions are made
by individuals known to be
eccentric in their life choices,

who now make more risky
decisions while of borderline
capacity? Even the old man in
Hemingway’s novel respected
the marlin as his equal. 

The Sliding Scale
Capacity assessment is like walk-
ing a tightrope which avoids two
errors, “allowing incompetent
patients to make decisions (which
by definition may lead to harm)
and preventing competent patients
from articulating their treatment
choices.”4 Capacity which changes
with dementia may be best under-
stood using a sliding scale model,5

in which the bar is raised to
demonstrate capacity for decisions
of higher risk (Figure 1). This
model places autonomy (expressed
choice) at one end and places
beneficence (best interests) at the
other. When a surrogate decision
maker executes a decision, they
“draw the line” somewhere along
this continuum. At one end benefi-
cence is valued using a rigid stan-
dard of proof of a high level of
functioning. At the other, autono-
my is valued based on a very liber-
al standard that accepts expressed
preferences at face value. 

Physicians and psychologists
usually apply the standard of com-
petency at different points along
this continuum based on the ethi-
cal principles (autonomy or benef-
icence) that are most relevant.
Determining the relative weight of
these principles often takes into
account the anticipated conse-
quences of the decision (i.e., risk)
and the presence of competing
influences and interests (i.e., inter-
ference). Higher levels of risk
should prompt a greater duty to
achieve beneficence. Higher levels
of interference require a greater
focus on autonomy.

Returning to Jim
Over the next week in the hospital,
Jim retained the details of what
was discovered in the home visit
and verbalized his plan to address
it. He claimed to have made
arrangements for the fridge
cleanup and private home support.
Guardianship and long-term care

Capacity assessment is like walking a tightrope which
avoids two errors, “allowing incompetent patients to
make decisions (which by definition may lead to harm)
and preventing competent patients from articulating
their treatment choices.”4
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applications were initiated, recog-
nizing that if he was able to follow
through with his plans for self-
maintenance, the future guardian
could modify the care plan as
deemed suitable. It seemed that
there was finally some closure to
the question of placement. 

Jim requested one last day pass
to supervise the cleanup and this
was granted. While waiting for a
taxi to pick him up, he fell head
first off of his front porch, sustain-
ing what proved to be a permanent
head injury, and ironically sealing
his fate and simplifying the need
for guardianship and institutional
care. He remained in hospital for
another four months until he was
finally transferred to a behavioral
unit in long-term care.

Returning to the Old Man
The fisherman also experienced
temporary exhilaration when the

marlin finally tired and was drawn
in. He similarly saw his success
turn into failure when, having
gone too far out to sea, his return
home was blocked by sharks who
destroyed the marlin, leaving only
a bony carcass. As he puzzled over
where he might have gone wrong,
his poignant conclusion was that
he “went out too far.”6

Process and Outcome:
The Meaning of Success
Judged by the standard of out-
come, the old fisherman’s circular
journey on the sea was a failure.
Using the same standard, the
image of Jim lying outside his
home with a fresh brain injury
must also be viewed as a failure.
Ironically, this “failure” became a
dark success when Jim’s place-
ment became uncomplicated by
his borderline capacity. Even fam-
ily and friends began to emerge

out of the woodwork. An applica-
tion for private guardianship
began and Jim was placed in an
appropriate long-term care facility
in a reasonable time frame. 

Judged by the standard of
process, Jim chose to enter and
remain in the hospital. He received
excellent care and was given every
opportunity to prove himself capa-
ble of achieving his stated goal to
return home. Jim was knowingly
permitted to expose himself to the
risk of a fall on the basis that he
was competent for this short term
decision. Many clinicians would
have “cut the line” earlier by apply-
ing certification or discharging Jim
to an inadequate environment. Ulti-
mately, we, like the old fisherman,
asked ourselves whether we “went
out too far.” 

In outcome-based practice, the
“end justifies the means.” In
process-based practice, the “means
justifies the end.” For a substitute
decision maker, clinician or lay
public, it is challenging to stay true
to an ethical process while wit-
nessing the adverse consequences
of a dependent adult’s choices.
However, holding this ethical line
for the sake of process may be
preferable to cutting it in the pur-
suit of desired outcomes.
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The Sliding Scale Model for Capacity Assessment and Ethics
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