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MEDICAL ETHICS
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When a Health Care Proxy Also Lacks Decision-Making Capacity

W

ithin the aging population, people
are living longer with chronic and
severe illnesses. At times over the course
of disease progression, patients with severe illnesses may lose decision-making
capacity. In those situations, the decisionmaking process may become more challenging if the health care proxy (HCP)
also lacks the capacity to make decisions.
Case Description
Mr. X was a 75-year-old with severe
amyotrophic lateral sclerosis (ALS) causing severe dysphagia, aspiration, aphasia,
inability to follow any commands, and
neurogenic bowel and bladder. In addition, his ALS had also caused restrictive
lung disease, leading to chronic hypoxia
requiring 40% oxygen via tracheostomy.
Mr. X had a feeding tube for nutrition,
tracheostomy with 40% oxygen, and a
Foley catheter. He was bed-bound and
required a mechanical lift for transfer.
Mr. X was totally dependent for all his
activities of daily living and was unable
to make his needs known. He experienced frequent hospitalizations due to
aspiration pneumonia, so a focus of care
discussion was initiated.
Mr. X lacked the capacity to make any
health care and safety decisions, including decisions regarding his treatment
preferences and living arrangements.
He lived at home with his wife and
had four children who were supportive
of their parents and involved with the
care of Mr. X. His wife was his duly
appointed HCP, and a daughter was his
duly appointed alternate HCP.
During a focus of care discussion, Mrs.
X agreed with the recommendations of
the treatment team to forgo life-prolonging and life-sustaining treatments and to
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Bach, PsyD, RN, a California-based
clinical gero/neuropsychologist, said,
“Being knowledgeable and staying on
top of current predictions and expert
guidance is helpful.” She suggested signing up to receive real-time alerts from
local weather agencies and other sources.
“These can be helpful for facility leaders
and others in decision-making roles, and
they can help family members stay on
top of the situation.”
Ensuring that staff have the resources
and confidence to deal with a disaster
is essential, Dr. Smith stressed. “There
absolutely needs to be teamwork.
During pre-planning, it’s the ideal time

let nature take its course. However, in
those discussions it became apparent that
Mrs. X was emotionally overwhelmed,
and her own mental health was affecting
her decision-making. She demonstrated
a lack of understanding of her husband’s
serious condition as well as its impact
on his life expectancy with and without
life-sustaining measures. In short, Mrs.
X also lacked decision-making capacity to make decisions on behalf of her
husband.
Mrs. X’s lack of decision-making
capacity was discussed with her children,
who agreed that this was the case. Their
daughter (the alternate HCP) was willing
to make decisions on behalf of her father
and consented to hospice care. However,
the children requested that their mother
not be told that she could not make decisions for her husband because it would
upset her and likely lead to further mental health decompensation.
How to Approach This Case
Autonomy is a well-established ethical principle. Health care providers are
obligated to follow a patient’s decisions
as long as he or she has the capacity
to make these decisions. However, if
patients lack decision-making capacity,
then their autonomy is still honored
via their surrogate decision-maker. In
this case, a challenge arose when Mr.
X’s appropriate surrogate decision-maker
also lacked decision-making capacity.
When a HCP also lacks decision-making
capacity, health care providers proceed to
the next person in the hierarchy of surrogate decision-makers. In this case, the
alternate HCP, his daughter, became the
decision-maker. This aspect of the case
demonstrates that health care providers

to give staff a sense of participation and
empowerment that will benefit their
response and, hopefully, reduce their
stress and anxiety.” Ultimately, he said,
“Pre-planning is almost a laboratory for
improving one’s culture. Take advantage
of this opportunity.”
Drills and tabletop exercises can help
increase everyone’s confidence about handling a disaster. They also present a chance
to identify the residents and staff who may
need extra support during an actual disaster. Observe people for signs of anxiety,
fear, confusion, indecision, or other emotions or behaviors. “These might give you
a clue about people whose mental health
or well-being are more likely to suffer during a disaster,” said Dr. Smith. “You then
can discuss what their particular fears or
concerns are and address these in advance.”

should not assume that a person has
decision-making capacity just because
she or he agrees with the recommendations of treatment team.
Mr. X’s daughter asked us not to tell
her mother that she would make decisions
for her father. However, ethical principles also require health care providers
to tell the truth and not to compromise
the ethical principle of nonmaleficence
(do no harm). Beneficence and nonmaleficence principles are mostly used in
reference to patients; however, there is
also a moral obligation to do no harm
toward the general population, including
the family members of a patient.
Even if the care team withheld information from Mrs. X about the change,
she would likely come to know of it
when the hospice election form required
her signature. In this case, the children
believed that telling Mrs. X of this change
in HCP would decompensate her mental
health as it was apparent that her mental
health was already very frail. The health
care providers needed to develop a way
to address the need to uphold the ethical
principles of care while also addressing
the needs of the family.
Outcome of Case
A family meeting was held which was
attended by Mrs. X, all the children,
and the health care team (including the
palliative care attending physician, palliative care coordinator, and primary
team social worker). Mr. X’s condition
was reviewed as well as prior discussions
with the family. Risks versus benefits
of interventions and focus of care were
revisited. The health care team encouraged the family to consider enrollment
in hospice.

Ultimately, there is no one-size-fits-all
model for how people will respond to
a disaster. “My experience is that some
people for whom weather-related disasters are part of life are more resilient.
They’ve been through such horrible
things; they have strong internal coping
resources,” said Dr. Bach. Others who’ve
never experienced a tornado or other
disaster only know what they’ve seen on
the news or in movies, which is often terrifying. They may also need reassurance.
How Experience Impacts
Perceptions
Discussions around disaster response are
necessary, and it’s important to listen to
different viewpoints. For instance, Anna
Fisher, PhD, director of quality and education at Hillcrest Health Services in

All family members agreed that enrollment in hospice care was in the best
interest of Mr. X. The health care team
also discussed with Mrs. X how her husband’s situation may be overwhelming
for her. They suggested treatment for
her own mental health and suggested
that her daughter make decisions for
her husband, including signing the hospice enrollment form. Mrs. X agreed
with the assessment that her husband’s
declining condition had been stressful
for her and had caused mental health
decompensation. She also agreed to see
a counselor and expressed that she would
let her daughter make future decisions
for her husband. Subsequently, Mr. X
was enrolled in hospice care with the
consent for hospice election form signed
by his daughter.
Conclusion
This case illustrates a feasible approach
that may be used when a patient and his
or her primary HCP both lack decisionmaking capacity. With this approach,
the health care team was able to gain
assent from the previous HCP without
further decompensation in her mental
health. The team was also able to honor
the autonomy of Mr. X (via a surrogate
decision-maker) while also practicing
beneficence to him and nonmaleficence
to his wife.

Dr. Iraqi is a geriatric and palliative
medicine physician at Syracuse Department of Veterans Affairs (VA), a professor of geriatric medicine at Upstate
Medical University, Syracuse, NY, and
CMD and attending physician at a VA
nursing home.

Nebraska, recalled, “We recently had
severe high winds. Under citywide protocol, sirens sounded. This was upsetting and confusing to some residents
and communities, as they associate such
sounds with a tornado.” The result was
questions asked by some providers in the
area about whether sirens are appropriate for high winds or if they cause more
worry than good.
When Hurricane Ida was threatening
New Orleans last year, many in the area
— including nursing home residents and
staff — couldn’t help but think back
to Hurricane Katrina and the devastation that storm caused. Hearing that
Ida could be worse surely made it challenging to keep people calm, Dr. Fisher
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