
Perspective   

The NEW ENGLAND JOURNAL of MEDICINE

august 13, 2015

n engl j med 373;7 nejm.org august 13, 2015 589

pressure on the spinal cord, re-
storing most motor function. But 
Canterbury had enduring bowel 
and bladder dysfunction, neces-
sitating a penile clamp. It was 
1959, and though “informed con-
sent” had been mandated for 
decades, its meaning remained 
nebulous. Canterbury later sued, 
claiming Spence hadn’t adequate-
ly informed him of the risk of 
paralysis.

Spence argued that he’d fol-
lowed the community standard 
for disclosure, and the district 
court agreed. Nevertheless, the 
court deciding Canterbury’s ap-
peal ruled that “True consent 

. . . is the informed exercise of 
a choice, and that entails an op-
portunity to evaluate knowledge-
ably the options available and the 
risks attendant upon each” (Canter-
bury v. Spence, 464 F.2d 772, 1972).

That opinion established two 
principles applied to medical 
decisions today: consent is not 
merely the granting of permis-
sion but an exercise in choosing, 
and choice requires disclosure of 
a certain amount of information. 
How much information is ade-
quate? Rather tautologically, as 
much as necessary to decide: 
“The scope of the physician’s 
communications to the patient 

must be measured by the pa-
tient’s need, and that need is 
whatever information is material 
to the decision.”

Today, any lingering ambigu-
ity about informational adequacy 
is rendered moot by the dogma 
that more information is always 
better. Patients are exhorted to 
empower themselves with infor-
mation to make wise choices, 
whether selecting hospitals or de-
ciding how they’ll die. Spence’s 
defense — that patients aware of 
all potential risks wouldn’t under-
go necessary surgeries — would 
incite a riot today.

Clearly, patients should have 
access to all available informa-
tion, from their medical records 
to anticipated costs of care. But 
that it’s wrong to deny anyone 
information doesn’t make it right 
to always provide as much as 
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possible. Might there, in fact, be 
such a thing in medicine as Too 
Much Information?

The possibility struck me a few 
years ago when I broke my clav-
icle. It was Friday night, and after 
some x-rays, the emergency de-
partment sent me home with a 
sling. But the bone’s angle looked 
nauseatingly wrong, and 
when I texted pictures of 
the x-rays to an orthope-
dist family friend, he 
said I needed surgery. 
He scheduled me as 
Monday’s last case — 
but asked me to arrive at 
7 a.m. for discussion and 
consent. I couldn’t see 
the point. I knew I need-
ed surgery, so under-
standing the risks and 
alternatives was hardly 
empowering. Moreover, 
my response to informa-
tion about my own risks 
varies little with the magnitude: 
any possibility feels bad, but ei-
ther it will happen or it won’t. 
Finally, despite my awareness that 
various surgical approaches exist, 
being asked by an expert how I 
wanted my clavicle realigned 
seemed like being asked by an 
auto mechanic how I’d like my 
clutch repaired.

The spirit of informed deci-
sion making reflects the recogni-
tion that only patients are experts 
on their own values. But the re-
sultant approach ironically as-
sumes a value framework not all 
patients possess. What if, for in-
stance, the patient’s preference is 
to know less?

Eliciting that preference is dif-
ficult. Most patients, asked wheth-
er they wish to be informed, say 
yes. Even if they know they don’t 
want all possible information, our 
information-as-power ethos may 

make expressing that preference 
feel unacceptable. Most critically, 
the choice to be informed is par-
adoxically uninformed: you can’t 
know how much you want dis-
closed before you know what the 
disclosure contains and how it 
might affect you.

In the article “On Not Wanting 

to Know,” philosopher Edna Ull-
mann-Margalit questions the as-
sumption that rational decisions 
require the “totality of evidence,” 
arguing that knowledge about 
oneself may increase autonomy 
but reduce welfare. Acknowledg-
ing that possessing information 
carries trade-offs, she empha-
sizes, doesn’t deny anyone’s right 
to be informed but rather affirms 
a right not to be. She suggests 
we engage in a meta–cost-benefit 
analysis, before a major decision, 
of the potential trade-offs of ac-
quiring the information to make 
that decision.1

One challenge is that the bene-
fits of information are intuitive, 
whereas costs are less apparent. 
One cost is cognitive overload: 
more information can lead to 
worse decisions. In one study, 
consumers presented with just a 
few salient points about hospi-

tal quality and out-of-pocket 
costs made better hospital choic-
es than those presented with 
many parameters.2

A greater challenge relates to 
shortcuts we take when process-
ing information. Though we may 
always want to know, some cir-
cumstances make it harder to 

know what we want.
Consider decisions re-

garding coronary-artery 
bypass grafting (CABG) 
versus percutaneous cor-
onary intervention (PCI) 
for multivessel coronary 
artery disease. Though 
advances allow some pa-
tients for whom CABG 
would once have been 
the only option to 
choose PCI, data sug-
gest that, long term, 
CABG remains superior 
for a certain subgroup. 
Nevertheless, when the 

many considerations regarding 
each approach are offered up as 
a choice, I’ve never seen a pa-
tient choose CABG. Patients say, 
“You mean they’re going to 
crack open my chest?” or “So 
with the surgery I’ll be in the 
hospital for a week, but with the 
stent procedure I can go home to-
morrow?” Many people, even 
given information, make choices 
favoring the present over the 
long term.

When emotionally over-
whelmed, we’re especially prone 
to such decision traps. We focus 
more on readily imaginable risks 
than on more common but less 
gruesome ones. We’re also sensi-
tive to subtle shifts in informa-
tion framing: we’re more willing 
to undergo procedures carrying a 
95% chance of survival than 
those carrying a 5% chance of 
death.3 And we tend to be more 
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optimistic about our own health 
prospects than about others’, 
which may lead us to choose 
minimally beneficial treatments. 
As we strive for ideal informed 
decisions, can we distinguish 
emotions impairing information 
processing from those reflecting 
enduring values?

Douglas White, a critical care 
physician and expert on affect’s 
role in end-of-life decision mak-
ing, sees the emotional intensity 
of high-stakes medical situa-
tions not as cause to limit infor-
mation transfer but as a cue to 
manage the emotions. On func-
tional magnetic resonance imag-
ing in people in a “hot” (stressed) 
state, notes White, the cortex 
turns off and the amygdala lights 
up; the opposite occurs in calm 
people. Skilled palliative care phy-
sicians, by attending to patients’ 
and surrogates’ emotions and 
lived experience, can help them 
reach a cool state when they’re 
receiving information. Decision 
aids achieve a similar effect — 
slowing down the decision pro-
cess, allowing a cooler state to be 
reached.

But though decision aids may 
mitigate cognitive and emotional 
overload, they assume that deci-
sions will be shared. And as in-
formation transfers, so does the 
sense of responsibility, with po-
tentially paralyzing effects — 
such as those sometimes seen in 
relatives of dying patients who’ve 
decided against resuscitation ef-
forts but are asked about matters 
like continued nutrition: choos-
ing to stop feeding someone can 
feel tantamount to starvation.

In more routine circumstances, 
such as medication prescribing, 
shifting the burden of responsi-
bility could influence risk per-
ception and subsequent behavior. 

In one study, participants were 
presented with two hypothetical 
drugs — one preventing heart dis-
ease, one treating chronic pain, 
both conferring a low probability 
of an adverse event. Some were 
told that doctors recommended 
the medication; the others, that 
“The doctor tells you that it is 
completely up to you whether or 
not you take this medication and 
then asks you to make a decision.” 
Participants in the increased- 
volition group were significantly 
more worried about risks and 
concomitantly less willing to take 
the medication.4

For the many medical decisions 
now deemed preference-sensitive, 
the interplay of volition and will-
ingness to assume risk could pro-
foundly affect public health. For 
treatments ranging from antihy-
pertensives to joint replacements, 
we need to study how various 

approaches to providing informa-
tion shape choice, behavior, and 
outcomes. But science cannot an-
swer a question at the core of our 
professional identities: As infor-
mation-empowered patients as-
sume greater respon sibility for 
choices, do we assume less?

I recently cared for a young 

man with a nonischemic cardio-
myopathy, a markedly depressed 
ejection fraction, several coexist-
ing conditions, intermittent medi-
cation adherence (possibly because 
of side effects) — and inconsis-
tent phone service. I hadn’t 
pushed him to get an implantable 
cardioverter–defibrillator (ICD) 
because medical therapy should 
be tried first — and it’s risky to 
put ICDs in people unlikely to 
follow up. But I worried I wasn’t 
giving him the benefit of the 
doubt. When I finally began the 
conversation, admitting there was 
no right answer, he told me 
about a cousin whose ICD had 
fired. Though it probably saved 
his cousin’s life, to my patient, 
it highlighted the risk of being 
shocked. “I need to learn about 
the risks and benefits,” he said, 
“and make the decision that’s 
right for me.”

I knew I should celebrate this 
response — his words captured 
the spirit of informed decisions. 
But I also knew his fear of shocks 
loomed large and that, in my 
uncertainty about what to recom-
mend, I hadn’t addressed it. So 
what I actually felt was relief. 
Since the decision was his, it was 
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no longer mine. I had informed 
him. But had I been his doctor?

Last March, my friend Paul 
Kalanithi, a 37-year-old neuro-
surgeon, died of lung cancer. 
Writing after his diagnosis, he 
contrasted his newfound obses-
sion with cancer survival statis-
tics with his struggle to commu-
nicate such information to his 
own patients without destroying 
their hope. As he struggled to 
extract from his oncologist pre-
cise information about his life 
expectancy, he realized, “What 
patients seek is not scientific 
knowledge doctors hide, but ex-
istential authenticity each must 
find on her own.”5

Perhaps we can’t provide exis-
tential meaning, but the way we 
share information may exacer-
bate patients’ sense of vulnera-
bility and alienation. When we 
rattle off a litany of possible 
risks, say “Please sign here,” and 
check our watches when the pa-
tient says, “Hold on, I need to 
put on my glasses to read this,” 
we have neither succeeded in the 
spirit of patient engagement nor 
honored anyone’s values. But is 
more information the answer?

In an essay entitled “Arro-
gance,” published posthumously 
in 1980, former Journal editor 
Franz Ingelfinger describes his ex-
perience as a patient with adeno-
carcinoma of the gastroesopha-
geal junction — the area he’d 
studied for much of his career. 
As he considered the trade-offs 
of chemotherapy and radiation, 
receiving contradictory expert 
opinions, he and his physician 
family members became “increas-
ingly confused and emotionally 
distraught.” Finally, one physician 
friend told him, “‘What you need 
is a doctor.’” Ingelfinger notes, 
“He was telling me to forget the 
information . . . and to seek 
instead a person who would 
. . . in a paternalistic manner 
assume responsibility for my care. 
When that excellent advice was 
followed, my family and I sensed 
immediate and immense relief.”

The doctors I admire most are 
characterized not by how much 
they know but by a sophisticated 
intuition about how best to share 
it. Sometimes they tell their pa-
tients what to do; sometimes 
they give them a choice. Some-
times, when discussing treatment 

options, they cover all seven te-
nets of informed consent. Some-
times, instead, seeing the terror 
of uncertainty in a patient’s face, 
they make their best recommen-
dation and say, “I don’t know 
how things are going to turn 
out, but I promise I’ll be there 
with you the whole way.”

Disclosure forms provided by the author 
are available with the full text of this article 
at NEJM.org.

Dr. Rosenbaum is a national correspondent 
for the Journal.
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