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Patients cannot consent to care unless they know how much it costs

Given the impact that medical expenses have, disclosing them should be a part of the informed
consent process, argue Leah Pierson and Emma Pierson

Leah Pierson, "2 Emma Pierson**

Americans rarely know how much their medical care
will cost and most have received a medical bill that
they did not expect.! The lack of transparency around
medical costs leads people to avoid seeking necessary
care, fosters distrust in the US healthcare system,
and has implications for informed consent.? If
patients do not know how much their care will
cost—and the financial risk they may face as a
result—can they really consent to it?

What information must be disclosed to patients in
the process of acquiring consent has often been the
subject of ethical debates. A widely accepted principle
is the reasonable person standard, which requires
divulging the details a reasonable patient would want
to know about a procedure, including its risks, its
benefits, and alternative treatment options.

How you decide which risks should be disclosed is
also up for debate because it would be too
burdensome to describe all the theoretically possible
risks of a procedure or treatment. Yet two features
are generally acknowledged to be relevant for
assessing whether a risk should be disclosed: how
frequently that risk occurs and how severe it is. A
surgeon, for example, has a greater obligation to
disclose a 10% risk of death associated with an
operation than a 0.01% risk of death. Similarly, they
have more of a duty to inform patients about a 10%
risk of death than a 10% risk of a postoperative
headache.

The financial risks associated with medical care are
common enough and severe enough to warrant
disclosure. Around 40% of Americans report being
extremely or very afraid of the financial costs
associated with a serious illness—astonishingly,
that’s more than the proportion who fear getting
seriously ill in the first place.! Nearly one in five US
households has medical debt.3 Although courts
disagree on how common a risk must be for
physicians to be required to disclose it, 20% would
exceed every numeric threshold that has been
proposed.*

Moreover, among working age Americans who
struggle to pay their medical bills, nearly half
categorise the impact it’s had on their families as
“major,” and 70% report that they or a member of
their household have reduced spending on food,
clothing, or basic household items as a result.>

Given how common and how devastating medical
expenses are, a reasonable person would want to
know how much they will be charged for their care.
Failing to provide this information thus violates
standards of informed consent.
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Readers might raise two objections to this view.
Firstly, some might argue that the financial hardships
associated with care are distinct from the medical
risks inherent to it. Perhaps, following this line of
thought, informed consent only requires that patients
understand the medical risks of treatment.

However, it is arbitrary to limit the risks clinicians
must disclose to only risks of bodily harm, as
financial harms can adversely affect patients’ lives
more than physical ones. Furthermore, financial risks
and medical risks are intertwined. The anxiety and
depression medical debt can inflict constitute side
effects that, in other medical contexts, it would be
obligatory to disclose. Weighty financial burdens can
also compound existing medical risks, preventing or
dissuading people from accessing care as they
otherwise would. As one patient noted, “Charges for
my insulin exceeded $1200 a month . .. Ihad to
reduce the amount of insulin I took based on what I
could afford; my health was negatively impacted as
aresult.”

A second objection is that patients can only have a
right to information that it is possible to generate.
Yet because of the US healthcare system’s complexity,
the financial costs associated with medical care are
hard to estimate. Consequently, it would presently
be impossible for the clinicians responsible for
obtaining consent to perfectly estimate a patient’s
financial risk.

But the bar for informed consent is not a perfect
estimate of risk. After all, it is impossible to perfectly
estimate the medical risk of an operation, either—a
surgeon cannot know how well each team member
slept the night before or how many sutures a patient
will need. As with medical risks, valid informed
consent can still be obtained when the relevant
financial risks are disclosed as accurately and
precisely as possible.

It’s within the grasp of policy makers, hospitals, and
healthcare professionals to improve the disclosure
of financial risk. Policy makers have already recently
implemented two laws aimed at tackling this
problem: the Centers for Medicare and Medicaid
Services’ price transparency rule and the No Surprises
Act. Although the price transparency rule requires
that hospitals publish their prices online, early data
suggest that most hospitals have resisted, and it is
too early to tell whether the No Surprises Act—which
came into effect in January 2022 with the aim of
eliminating common types of unexpected medical
bills—will be more successful.®

Enforcing and promoting adherence to the price
transparency rule and No Surprises Act would be
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good first steps to take towards mending a healthcare system that
consistently violates a basic tenet of medical ethics. A system that
routinely fails to inform patients about financial risks is one that
routinely provides care without informed consent.
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