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I - equal informed 
consent? 

r 

By Carl E; Schneider, '79, 
. . and Michael H. Fame11 

The human understanding is not a dry light, 
but is infused by desire and emotion, which 
give rise to 'wishful science.' For man prefers 
to believe what he wants to be true. He 
therefore rejects difficulties, being impatient 
of inquiry; sober things, because they restrict 
his hope; deeper parts of nature, because of 
his superstition; the light of experience, 
because of his arrogance and pride, lest his 
mind should seem to concern itself with 
things mean and transitory; things that are 
strange and contrary to all expectation, 
because of common opinion. 

- Francis Bacon 
Novum Organum 

For many years, a principal labor of 
bioethics has been to find a way of 
confiding medical dedsions to patients and 
not to doctors. The foremost mechanism 
for doing so:has been the doctrine of 
informed consent. The theory ot,and hopes 
for that doctrine are well captured in the I 
influential case of Canlerbury v. S p e m  (464 
F2d772,780 [DC Cir 19721): "True 
consent to what happens to one's self is the 

I informed exercise of a choice, and that 
entails an opportunity to evaluate 
knowledgeably the options available and 
the risks attendant upon each." 

Anxious as bioethicists and courts have 
been to promulgate this doctrine, they 
have been less anxious to discover how 
well it works. The bioethical tradition has 
been far more interested in articulating , principle than testing practice. But as Law 
School Professor Don Herzog drolly warns, 
"theory had better not be what you get 

' when you leave out the facts." So in this 
chapter we will reflect on the empFcal,, 
literature on informed consent and present 
some findings of asstudy on the way men 
decide whether to use PSA (prostate ' 
specific antigen) screening to detect 
prostate cancer. Ths will lead us to reflect 
on the limits of informed consent. 

The success-of informed consent 
I depends on two things. First, patients must 

be able to understand and remember the 
information doctors give them. Second, 
patients must be able to analyze that 
infqnmtion and use it to make a decision. 
The first of these requirements has been 
studied extensively. Despite prolonged 
struggle to improve informed consent, 
success remains elusive. As Cassileth et al. 
wrote some ye'ars ago, "It is well known 
that many patients, despite all efforts to the 
contrary, remember or understand little of 

The following essay is hasedan a talk I 
delivered last summer in England and on I--- 
the chapter '"Information, Decisions, and the 
Limits of Informed Consent," in (Michael 
Freeman and Andrew D. E Lewis, eds.) law 
and Medicine: Current Legal Issues 2000, 
Volume 3 (Oxford University Press, 2000). 
This version appears with permission of 

I 
the publisher. I 

what they agree to during the consent 
process." And as Cassileth et a different al. 
said, studies of informed consent "have 
shown that patients remain inadequately 
informed, even when extraordinary efforts 
are made to provide complete information 
and to ensure their understanding. This 

I appears to be t rue regardless of the amount 
of information delivered, the manner in 
which it is presented, or the type of 
medical procedure involved." What is 
worse, the sicker patients become, the less 
they understand and retain. 

- - 
58 THE UNIVERSITY OF MICHIGAN LAW SCHOOL 

The second requirement for the success 
of informed consent - that patients be 

I able to analyze the information they are 
gven - has, in contrast, been virtually 



- 

unsiudied. We have been interested in 
~ r h a t  paiienls hear, bul not in how they 
consider what they hear. Yet what evidence 
we have is deeply unsettling. As Irving 
Janis says, "[Tlhe stresses of making inajor 
decisions and the various ways people deal 
~ i i i h  those stresses . . . frequently resuli in 
delective forms ol problem solving t h a ~  fail 
to meet lhe siandards ol rational decision 
making." 

In The Praclice O J A L L ~ O ~ Z O I ~ Y :  Palienis, 
Docioi-s, ancl Medical Decisions (Oxford 
Universi~y Press, 1998), Schneider suggesis 
ihai most people regard making decisions 
of all ltinds as forbidding work and that 
inedical decisions are excepiionally 
challenging. Doctors thelnselves must often 
iq7 to draw sound conclusions from 
dynamic and unreliable data and 
problematic theories. Thus, the 
information patients receive is often 
frustratingly unceriain. Worse, doctors 
most comforlably speak to patients in the 
language of medicine, a tongue thal 
dismays even the brightest and best- 
educated patients. And while inforn~ation 
cannot be put in completely objective 
terms, often neither doctor nor patient 
recognizes rhe assumptions and 
preferences recommendations silently 
embody. 

Tlze Practice of Auto~zon~y further suggests 
that medical decisions are made yet harder 
because of their social and moral concext. 
Medicine is becoming bureaucratized. This 
means [hat an astonishing number of 
people may have information and opinions 
to contribute to a medical decision, that 
the players change rapidly, and that 
responsibility is diffused. 111 addition, while 
some inedical decisions present a single 
issue a1 a single moment, more often 
patients face a series of decisions over days 
or even mon~hs  whose individual 
inlportance is often not apparent at the 
time. Even the non-medical aspects ol 
inedical decisions inay boggle patients. For 
instance, people's "values" are often more 
obscure than the theory of infonlled 
conse i~~  assumes, and (reasonably enough) 
they change over tinhe and wit11 experience. 
Nor will it always be clear what 
coilciusions are to be drawn even lrom 
well-esiablished and s~able preferences. 

Furthermore, most medical decisions 
are made by sick people, and sicltness 
impairs ~hought. When you are ill you are 
weary. When you are ill you are diverted 
by a reginlent of unfanliliar problems, not 
least reconciling yourself to your disease, 
reconstrucling your fulure, and coping 

with tlhe quoiidian. You may want to avoid 
facing the dismal facts of your illness. You 
may even wail1 to "deny" your condition 
(which may be quite a wise deceplion). 
You may not find your medical condition 
absorbingly interesting. (We even have a 
pejorative term - valetudinarian - for 
people LOO fascinated by their illness.) And 
you may be so frightened that you cannot 
think lucidly and dispassionately. 

All this may help us understand why 
Janis speaks so discouragngly about how 
patients address decisions. It also helps 
explain the emerging evidence about how 
patients go about making decisions. 

One of the plainest elemeihts of that 
evidence suggests that patienis often make 
decisions wiih a rapidity that forecloses the 
systematic deliberation many students of 
decisions prescribe and the doctrine of 
informed consent presupposes. This has 
been most extensively studied among 
people asked to dollate a kidney, who tend 
to decide instantly whether to donate or to 
decline. As one study put it, "Not one of 
the donors weighed alternatives and 
rationally decided. Fourteen of the donors 
and 9 of the 10 donors waiting for surge97 
stated that they had made their decision 
immediately when the subject of the 
kidney transplant was first mentioned over 
the telephone, 'in a split-second,' 
'instantaneously,' and 'right away."' In 
short, "all the donors and potential donors 
inteniiewed . . . reported a decision- 
making process that was immediate and 
'irrational' and could not meet the 
requirements adopted by ihe American 
Ivledical Association to be accepted as an 
'infoimed consent."' 

The most detailed, circumstantial, and 
livid descriptions of how patients malie 
medical choices appear in the memoirs so 
many of them have written about the 
esperlence of illness. hiIany of these 
memoirs, like the studies of kidney donors, 
report truncated decisions. For one 
lymphonla patient, lor " [n] ot 
even a split second was needed to opt for 
cl~emotherapy despiie all I had heard 
about ~ t . "  

Such illstaih~aneous decisions are 
possible partly because many patients seem 
to fix on one factor, make it the basis of 
decision, and then close their minds to 
new data. (This psychological consenratism 
is often called the "anchoiing heuristic.") 
Penny Pierce, one of the closest students of 
how patients nzalie medical decisions, 
reports such thinking among many of the 
breast cancer patients she studied. 
Schneider frequently obse~ved it among 

people asked to choose a dialysis modality. 
Such patients 

"Often seem to listen until they hear 
some arresting fact and then make it the 
basis of their decision. For instance, as 
soon as some patients hear that 
hemodialysis requires someone to insert 
two large needles into their arm three 
times a week, they opt for whatever the 
alternative is. When some other patients 
hear peritoneal dialysis means having a 
tube protruding from their abdomen, they 
choose "the other kind oi  dialysis." 

Not only do many patients decide 
quickly and consult only a few criteria - 
or even a single criterion - but even 
patients well educated and reflective 
enough to mi te  memoirs regularly describe 
no decisional process at all. Instead, they 
invoke intuition, instinct, and impulse. An 
AIDS patient, for example, wrote. "I've 
learned to listen to my inner voice for 
guidance when choosing treatments. If I 
get what Louise refers to as a 'ding' (a 
strong instinct) about a vitainin, herb. 
drug, or other treatment, I try it." A 
multiple sclerosis patient "got a flash," 
found that a "little light flashed inside my 
head," came to "trust my instuzcu and 
intuition," and asked why she should not 
"play my l-iunches." Even the patients most 
committed to making their own decisions 
3n rational bases often cannot, even in 
retrospect, explain their choices. For 
mstance, a k c e  sociologst with prostate 
:ancer who was virtually a poster-boy for 
?atlent autonomy, wrote, "Withoui 
knowing precisely why or being able to 
?rovide a clear rationale, I decided I would 
~ s k  Peter Scardino to perform mny surgery." 

A case study: screening for 
Prostate Specific Antigen (PSA) 

Our sunrey of the evidence about the 
.wo requirements for successlul informed 
:onsent suggests two things. First, we have 
I great deal of evidence about h o ~ v  much 
~atients understand and retain of what 
.hey are told by their doctors about their 
nedical choices: In brief, troublingly little. 
,econd, we have little evidence about how 
xtients analyze what they hear and 
:emember. BLIL ihat evidence gives us good 
-eason to doubl: that tlheir analyses meet 
.he expectations of the bioethicists who 
id~~ocate infonned consent or the judges 
vvl~o demand it. 

To gain further insight into the way 
~atieilts think about their medical choices, 
et us examine a case study. The mosL 
:ominon cancer among men attacks the 



prostate. Traditionally, physicians tried to 
detect prostate cancer before its symptoms 
became acute by "digital rectal 
examination," that is by trylng to feel the 
cancer in the prostate. However, this 
method is roughly as effective as it is 
pleasant, at least wllere the cancer is in its 
early stages. This made it seen1 desirable to 
find another way of identifpng men with 
this cornnlon and potentially fatal disease. 
The best current way to do so arises from 
the fact that distressed prostates emit 
abnormally high levels of prostate-specific 
antigen (PSA). A number of physicians 
thus favor screening men by testing their 
blood for elevated PSA levels and then, 
where the PSA is elevated, performing 
ultrasound examinations and, usually, 
biopsies. 

Other physicians, however, disagree. 
These PSA skeptics make several points. 
First, they observe that many things 
besides prostate cancer can distress a 
prostate and that therefore the PSA test 
provokes numerous biopsies that reveal no 
cancer. Indeed, at least 70 percent of the 
men with elevated PSA levels do not have 
cancer. The 30 percent who do from the 
70 percent who don't are generally 
distinguished through a biopsy of the 
prostate. While the PSA test is relatively 
inexpensive and only trivially burdensome 
(it is a blood test often performed on men 
who are already having blood drawn for 
some other purpose), few men find the 
biopsy agreeable. Furthermore, it is both 
eqensive and fallible. 

Second, opponents of PSA screening say 
that most prostate cancer grows so slowly 
that most men who have the disease do not 
die from it. Autopsies of men who did not 
die of prostate cancer found evidence of 
the disease in a quarter of the 65-year-olds 
and 40 percent of the 85-year-olds. One 
estimate is that 10 percent of all men 
contract prostate cancer but only two to 
three percent of these actually die or suffer 
seriously from it. This suggests that for 
most men, inaction may be the best 
reaction to a diagnosis of prostate cancer. 

Third, opponents of PSA screening note 
 hat the treatments for prostate cancer - 
surgery and radiation - can be painful 
and that they are likely to cause quite 
trying complications. Seventy percent of 
the men treated suffer temporary 
impotence or incontinence, and 30 percent 
of those treated suffer lrom one of these 
conditions permanently. Others have 
persistent infections. Since the treatment 

hiill be unnecessary for many men, this 
means that these complications would - 
for those men - have been pointless. For 
a number of other men, treatment will not 
work. For these men, the unpleasantness 
and complications of treatment may well 
outweigh its benefits. 

The studies necessary to determine 
whether PSA screening is on balance 
worthwhile are under way but are years 
from completion. Meanwhile, opponents 
of screening say there are hints that 
screening - on the average - increases 
life expectancy by only a few days and that 
screening even rcd~lces one's "quality 
adjusted" life expectancy lead by a few 
days. In short, the PSA skeptics fear that, 
on average, screening does not improve 
health and longevity and thus is not worth 
the cost. 

A number of attempts have been made 
to resolve this controversy anlong 
physicians by bringing them together to 
issue guidelines. These attempts, however, 
have failed. Instead, these groups have 
recommended that each patient be g;l\7en 
the evidence and decide for himself. In 
short, the medical dispute among doctors 
has been deferred to their patients under 
the aegs of informed consent. 

How well will this work? How will men 
confronted with these conflicting 
arguments analyze them? To find out, we 
interviewed 40 men who were 40 to 65 
years old. They varied widely in income 
and occupation. The men were on average 
better educated than the American 
population. Only nine of them had no 
college experience, and three of these did 
not finish high school. 

The interviews were generally held in 
the interviewee's home and lasted from one 
to two hours. A central feature of the 
interview was an attempt to gve the men 
the lund of information about whether to 
be screened for PSA that an esceptionally 
conscientious physician who was 
struggling to be as neutral as possible 
would offer. In other parts of the interview, 
the men were also asked about their 
health, their experience with prostate 
problems and tests, their relationships with 
physicians, their views about participating 
in medical decisions, and their skill in 
handling simple arithmetic. 

Strikingly, the interviewees generally 
seemed committed to making the kind or 
folmally correct cost-benefit decision that 
has ~raditionally characterized the medical 
literature on medical decisions. A number 
of men not only aspired to inalte sound 
decisions, but felt obliged to do so. They 
disparaged friends or even spouses who 

had avoided the responsibility ol making 
illedical decisions. They often spolte 
conten~ptuously of such people and their 
dangerous course. 

The interviews were stix~ctured to 
promote the kind of rational decisions to 
which the participants seemed LO aspire. 
The ~nterviewer presen~ecl the relevant 
medical data in nluch the way a carelul 
physician might (although at much greater 
length than most physicians would have 
time for) and tried to come as close as 
possible to 111e idea envisioned by the 
medical groups that have called for doctors 
to give patients the information they need 
to decide for thenlselves whether to be 
screened. 

The thinking of 40 men over a 
prolonged discussion is not easily 
summarized. When humans speak, their 
ideas are fluid, incomplete, and even 
contradictory. These men were no 
different. Nevertheless, two central and 
significant generalizations are inescapable: 
First, only two of the 40 seemed to change 
their minds about PSA screening despite all 
the information they were given. This may 
be partly because three-quarters of them 
had already had a PSA test and because 
prostate cancer and screening for it have by 
now entered into public discourse. 

Second, despite the professed desire of a 
number of these men to make their own 
rational decisions, and despite the 
exceptionally favorable circumstances for 
doing so, almost every participant 
repeatedly reasoned in ways that seemed at 
odds wit11 his own aspirations. More 
specifically, participants frequently seemed 
swayed by unexainined assumptions, 
which led them to ignore or 
misunderstand the info~mation they were 
given. More specifically still, the 
interviewees relied crucially on what might 
be called principles of iolk wisdom. An 
examination of some ol these principles 
will reveal much about the way ~hese illen 
though1 about the problem they 
confronted. 

Prevention is good. Public health and 
cancer education seemed LO have done 
their job almost too well. Participants had 
fully imbibed the principle that 
"prevention" is betler than treatment, that 
nothing is more crucial to comlsa~ing 
cancer than catching it early, and that 
screening is \he first step in early detection. 
Thus one respondent said, 



My mother is a retired registered nurse. 
I've got a lot of health professionals in my 
family. I've been aware of health and 
healthcare all my lire. . . . I've been 
blessed with good health, Tor the most 
part, and I just did not want to run the 
iisk. I didn't want to do something 
stupid. . . . [l]f there's a test, or an exam, 
or something, I'm going to take it. . . . I 
just want to be preventive, instead of 
[regretting] after the fact. 

And another: 

[My body's] like a machine. . . . 
[I][ there's a flat tire, I'll go ahead and 
change it. If the oil's low, I'll go ahead 
and change it. . . . It's by taking 
preventive measures like this [test] I've 
been able to maintain a reasonable 
amount of good health. . . . 

And in like vein: 

Respondelzl: I honestly believe that 
knowing, and having the option of 
prevention, outweighs all the other risks 
[of PSA screening]. . . . [Ilf you do the 
proper things, it's just like starting a car. 
You can have the key, and if you don't 
unlock the door and stick it in the 
ignition, you're not going anywhere. But 
if you do the proper things: stick the key 
in the door, unlock the door, stick it in 
the ignition. put the seatbelt on for safety, 
. . . you're going to go somewhere. . . . 
This is good sense, this is good medicine. 

bztel7iie~~er: So you've said that 
'prevention' really overrides this 
uncertainty about PSA? 

Respoizdeizt: The availability of prevention 
has to be part of the system, part of the 
schedule of benefits [for an HMO]. . . . I 
mean, I think of prevention. I'm not 
always that way, but prevention - you're 
always in control of prevention. 

Of course, the intenie~arees were 
cominonly doing more ihan applying the 
general lesson ol prevention and screening. 
The advocates of PSA screening h a ~ ~ e  had 
much the be~ter of the controversy in tlze 
media, and ihe blessings of PSA screening 
seem to have been well preached by 
celebrities like Robert Dole and Arnold 
Palizler. As one of ihe participants 
remarked, prostate cancer "is all over the 
TV now." That has lzacl its elfects. 

IL is of course entirely reasonable LO 

believe  hat PSA screening is wise because 
it nlaltes il possible to detect disease early 
and thus to ireat ii ivore eflectively. The 
controversy over screening exists precisely 
because many estimable au~ho~ities accept 
that view. But such a position is reasonable 
only alter one has grappled with the 
proposition illat, in ilne parilcular case of 
PSA screening, the general argumeni in 
favor of screening does no1 work. Mainy of 

ihese nzen seemed so powerlully driven by 
an idealized version of "preven~ion" that 
they had difficuliy hearing, understanding, 
and analyzing a reason PSA screening 
mighi be desirable. 

To put the point a bit differently, 
screening ofieiz works just as it is supposed 
to. It worlts lor easily apprehended 
reasons. The virtues of screening have been 
drummed into ihe public over many years 
of viriuous adver~ising. A s  the passages 
quoted a moment ago suggest, screening is 
easily analogized to lamiliar and desirable 
practices, like routine mainienance of one's 
car. All one's educated intuilions, in short, 
make PSA screening seem like common 
sense and the arguments against screening 
seem foolish. Taking [hose arguments 
seriously requires an uncomfortable and 
burdensome re-examination of whai seein 
like settled questions. Personal experience 
suggests to most people that such re- 
examinations are rarely worth the effort, 
and they are thus resisted. 

Many of these men were also diverted 
from thinking clearly about ~lzeir choices 
by their tendency to call PSA screening 
"prevention." But PSA screening does not 
prevent disease, it reveals it. Effective 
prevention relieves people of any of the 
consequences of disease and treatment, 
and prevention is often virtually free of 
risk. On average, tlzen, prevention is much 
more effective than screening, and 
conflating the two makes screening more 
attractive than it nil1 often deserve. 

Control is Good. Some years ago, 
"con~rol fr-eali" a7as a term of 
disparagement. Today, Americans feel with 
increasing conviction that people need to 
take and maintain control over their 
circumstances. Conirol even takes on a 
moral dilzzension, for taking responsibility 
often means taking control. PSA testing 
appealed to a number of ihese men 
because It was a way of taking control and 
responsibility for ilzeir health: "[Tlhere are 
a limited number of things that you can 
control in your lire. . . . I like to keep as 
many of those as possible." PSA screening 
looked attractive because it was seen as a 
lornz of "prevention" and prevention was 
seen as a way ol having control: 
"[P]revention - you'i-e always in control ol 
prevention." hilore than half our 
participants used negaLive stories about 
other people ~v11o had failed to assume 
responsibilitji for their health by using 
PSA screening. 

Now, i f  they don't geL a PSA, and then 
they get [cancer], I have no sympatIly for 
'em. That's just stupid on their part, they 

could have prevented it, but didn't. They 
could all die for all I care. . . . [Wlhy 
should we pay for their unnecessav 
medical care? No doubt it's their doctor's 
fault, too; a doctor is supposed to prevent 
things, not ignore them. 

The association of PSA screening with 
"control" suggests another reason men may 
be reluctant to grapple with the argument 
against screening. That argument 
disturbingly suggests [hat, in the present 
state of knowledge, medicine fights 
prostate cancer ineptly. Taking t h a ~  
argument seriously means confronting 
medicine's limits with disquieting 
directness. In addition, that confronta~ion 
challenges another idea of psychological 
importance - that if you live right, you 
will live long, that you can avoid all harm 
il you are just careful enough. As one 
intermewee said, "If you avoid all these 
things that are bad they got these days. 
you'll be rewarded mith life. You have to 
take care of yourself, get the proper 
checkups and iests." In short, the desire for 
control provides anolher reason to accept 
PSA screening with little thought and to 
resist esaminiizg the argument against it.  

Information is Good. The sui-vey 
literature now insis~ently suggesis that 
mosl patients believe they want a good 
deal of infolmation about their illnesses. 
The participants in [his study shared a 
nearly axiomatic bellef that information is 
always good to have. Some of these nzen 
had quite plausible reasons. One common 
reason for wanting information is wanting 
good news. Some men see PSA testing not 
as a way of detecting cancer but as a may 
of healing comforting news: "[Ilf you have 
a negarive test, then you say, hey, you're 
really reassured that nothing is going to 
happen." 

Another colzllnon reason for wanting 
information is a belief that forewarned is 
forearmed. 

Everything affects our life, but that 
[prostate cancer] affects the end of your 
life, so you need to know-. . . . Nobody 
ant~cipates when they're gonna die. . . . If 
it happens, it happens, but if you know 
it's going to happen, you put yourself into 
an advantage situation of being able to 
accomplish things that you've put off, 
things that you've wanted to do, or . . . 
maybe espel-imental medication. . . . 

Or, as anoilzer man pui it. 

I would rather know what information's 
available, and which way to go. so I've got 
all the information to make some kind of 
a sensible decision of what I'm gonna do 
with myself. . . . 



Other ineil seemed comrniltecl to "more 
inlonnation" even if ils usef~llness inigl-~t be 
obscure. These men nlig11~ ach~o\vledge 
the possible disadvantages of PSA testing 
but then suges t  that even a misleading 
PSA is better than no test. One rnan said 
that a PSA test is - 

Not a gamble. I mean, do it. It's silly not 
to. . . . [Llogic would dictate the tests are 
there, they're available, and they're 
reasonably accurate, even if they're not 
100 pcrcent. 

As another iiztenwwec said, 

You're attempting to try and find out 
what's going on [with the prostate]. . . . 
[T]he PSA may not be exact, but at least 
it is soine measure, and as time goes on it 
will become more precise, but 
nonetheless, it's something. 

These men are reci-uitiiig a s~andard 
aphonsm froin common sense - t h a ~  half 
a loaf is better than none, that soine 
infonna~ion is always better than none. 
The apl~oi-ism is inappropriate, however, 
since the uncertainty lies not just in  he 
accuracy of the test, bul also in what to do 
if cancer is diagnosed. Few things seemed 
more counter-intuitive to many of these 
men than the suggestions that a lack of 
h~owleclge could be betler than 
knowledge. 

Even participants who seemed to 
acknowledge some of the arguments 
agalnst PSA screening emphasized how 
important "knowing" is. 

I didn't understand [PSA statistics 
before], to be honest with you. I didn't 
realize about all these numbers, and it 
may sound silly, but I still like the idea of 
doing the blood test, only because I'm 
always curious about these things, I just 
like to see. 

The same man said, 

But if I get a positive result, I'm not sure 
I'll do anything. The potential [adverse 
effects of treatment] here, would make 
life very unpleasant, [and] outweigh the 
small possibility of dying. 

He saw PSA screening, then, as a way oS 
puttlng off a clecls~on about how to 
respond to prostate cancer un~11  he cvll 
inoment of knowledge actually arrlved 

But iI I start to get a posltive result, then 
that's someth~ng I should find additional 
information about, look Into, you know, 
really make a d e c ~ s ~ o n  about 

O~lier  par~icipants put their preference 
for information in yet s~arker ~erins. As one 
[rankly said, "I can? explain why [I waul 
screening]. I just like to see tesu." And 

another participant fell so inlensely thal 
inforn~ation is good and ignorance bad that 
he saw the ai-gumeint against PSA screening 
as part of a conspiracy lo lzeep hiin in 
ignorance 

You can't put the genie back m thc bottlc. 
The awareness is there. People like 
myself arc spreading the word, of 
advantages of PSA. I don't care [if thc 
cancer] is latent or active. . . . [Wjho do 
you think shows up at those meetings [on 
cancer screening nights]? Opinion 
leaders, people that want the infornlation. 
Now, you [showed] your slatistical work 
[to mc], but it's the opinion leaders that 
tell 10 others. You unleashed the dragon. 
[The speaker at the screening night] said, 
pure and simple, just like that - . . . lie 
knows how many other groups are talking 
about [PSA]. 

There is, or course, inuch to be said for 
having inioi-malion about one's health. 
Ho~vevei-, here as with the other two 
axioms we have explored, the danger is 
that die simple pilnciple "information is 
good" operates so powerf~~lly and is 
accepled so unciitically that inen do not 
hear and consider the arguments that 
suggest that the information provided by 
PSA tests may be bought at a high price 
(because the PSA test itself produces so 
many false positives) and is unexpectedly 
uninforma~lve (because there is - in the 
mind of PSA slzeptics - no satisfactory 
evidence about what Inen 1~1th prostate 
cancer should do and thus reason LO lhink 
they should do nothing). 

Technology is Good. Another coinmoil 
element of folk wisdom in American 
culture is the steady progress of technology 
and medical science. Some of the 
intenilekvees saw PSA screening as the 
"slate of  he art" and believed they should 
talze advantage of the best medical science 
had lo offer. 

We already know about heart disease. 
We already lmow about certain forms of 
cancer that are caused by smoking. We 
h o w  about em~hvsema,  that's usually a * ,  

byproduct of smoking. Right now, 
prostate cancer is a treatable problem. 
You know, [PSA] is a good. Right now 
there isn't anything else. 

Soine saw bang  screened as a necessary 
hest step toward the nexL technology: 

If 1 were presented with a positive PSA 
test, I guess the most logical thing is to 
get a second confirming PSA test. But 
there will be another test that the medical 
community will come up with i11 the 
future, and that will work bettcr than the 
PSA. . . If 1 don't get the PSA, then I 
won't know to get that [other] test, I 
won't be able lo benefit from the advance. 

. . . Therc was a lime when the PSA didn't 
cxist, after all, and mcn were subject to 
cancer without waniing. Now, the PSA is 
here, and something else will be 
discovered soon. 

Statistics are Lies. A iiumber oS the 
participanLs scorned h e  argumenls agaiiis~ 
PSt-1 screening because  hey shared [he 
corninon Ainericail skepticisin or, aild eve11 
contempl lor, stalistics. That sltepticisni is 
suminarized by one man's use of [he cliche 
"you can prove any~liing you want ~vith 
statlslics." Siinilar doubts lecl oll~ei- men to 
such coi~clusions as a belief  hat all 
statistical uncei-tainty was au~omatically a 
"50-50 chance," so tlial eilher choice was 
appropriate, or a "toss-up." 

Respoltdel~t: The numbers [don't matter1 
. . . . I don't want to take chances with 
all that stuff. I might die, I might not. I 
might get those [side elfects of impotence 
and incontinence], I might not. Either 
way, I got a 50-50 chance, you know, 
I might as well guess. 

b~teiviavei-: Hmm. Remember those 
numbers here aren't exactly 50-50, your 
chances could be worse, maybe of getting 
a side effect, or maybe a lot better, like 
living for years without problems [from 
the cancer]. 

Respoi~dent: Yeah, I hear you. But 1 figure 
it's a gamble, an even chance either way, 
you know, 50-50. Since you don't know, 
you know you're saying 30 percent here, 
you might as well guess either way. You 
got an even chance of good or bad. 

This slzepticism of statistics could shade 
into an acid distn~st of those who 
purported to use them 

Now the person [who is] saying the PSA 
tests aren't that valid. . . . What would 
happen if their mother went in and got a 
pap smear, and it was positive, or their 
father went in and got a PSA that was a 
57 . . . Right then and there they'd want 
to do everything possible to see what was 
going on. Yet it's very easy for them to 
say, y o e  Blow down there, he may not 
havc it 'cause he's got a PSA of 5." When 
you start throwing statistics around, 1 
think it's a cop-out, in a way, for these 
people. I always say, "[Ilf I was your 
mother or father, or your son or your 
daughter, what would you do?" And if 
they're telling the truth, they're gonna 
say, "[Wlell I'd do everything possible." 

"I knew someone once who . . ." One 
of the best-studied delects in hu~nan  
reasoning is the tendency to prefer a few 
vlrrld examples to sysleinatic but dry 
stat~stical data The parlic~pants in 1111s 
study were as prone LO  his falling as 



anyone else The interviews were strewn 
w t h  storles of lrlends and relatives who 
had been saved by Lestiiig 

I think my impression initially was that 
[my physician] didn't want to do the test, 
and I insisted that we do it. You know, 
1'11 make the decision about what I'm 
going to do. . . . I think about Bo 
Schembechler [one-time University of 
Michigan football coach and a sainted 
name in Ann Arbor], he had a prostate 
operation, and [a friend of mine], and 
somebody else, a pretty renowned citizen 
- oh! Schwarzkopf, General 
Schwarzkopf. 

Often these slories did not involve PSA 
screening, but rather involved quite 
different kinds of cases, froni other blood 
LesLs such as cholesterol to decisions about 
children with coiigeniial heart disease. 

You know, a one in 1,000 chance may not 
sound like much, but I had an aunt that 
was told she had a one in 1,000 chance of 
having a blood clot go to her brain 
through a procedure she was going to 
have, and it happened. . . . [Ilt's all risky, 
but I still think it provides a framework 
for decision making even if it's not totally 
accurate, because you can't have complete 
accuracy. 

"If it weren't for bad luck, I'd have no 
luck at all." Finally, some men implicitly 
relied on old beliefs about a purposive 
fortune. At least six complained quite 
seriously about their bad luck. From this 
[hey concluded that PSA testing might be 
bad for the general population but 
necessary for themselves. 

Respondent: Oh, I understand you all 
right, and I don't think most people 
should have a PSA. . . . I still want it 
because bad things happen to me. I'm the 
guy with bad luck, the one percent. 

I~~tel-victc~er: You told me you don't have a 
family history of cancer, right? 

Resyo~~delit: Yeah, but I'm just like [the 
men with a family history]. . . . I'll get 
cancer because I get everything else. 

This PSA study does not, of course, 
prove that people male medical decisioi~s 
badly. It does, ho\vever, suggest a 
hypothesis [hat niajr help explain lioiv 
patients so often seem to be able to make 
medical decisions with inore rapidity than 
the complexity ol their choices might seem 
LO justily. Often,  he participants seem to 
have short-circuited their consideration or 
lallen back on axiomatic principles current 
in American cul~ure. These principles are 
not necessarily problematic in thenzseh~es 
although some ol  them were (lilie ~11e facile 

dismissal of all statistics). The problem, 
rather, is  hat these principles seem so right 
(and inay in the proper circumstances be 
so unexceptionable) that [hey make it 
seductively easy for the participants 
conlronted with an unappealing and 
counler-intuitive proposition (PSA 
screening is not a good bet) LO dismiss the 
infornlation without reflecting on it and 
instead to leap to a conclusion. 

The cure for the ills of 
informed consent 

The problems patients have in 
unders~anding and retaining what they are 
told are well knokm. And evidence is 
beginning to accuinulate about the 
cliificulty patients have in analyzing the 
information [hey are gven and malung a 
sound dec~sion about it. The hypothesis we 
investigated in the preceding section helps 
substantiate the suggestions that patients 
often seem to resolve medical questions 
with a speed that would inhibit tlzouglztful 
consideration of the information presented 
to them. Added to the other doubts we 
have already reviewed about lzomr patien& 
receive and process information, the 
hpothesis raises questions about what can 
be hoped for Irom inforn~ed consent. 

The conventional response to concerns 
of this kind has most typically been: "The 
only cure for the ills ol informed consent is 
more Informed consent." Many of these 
suggestions have to do with ways of 
conveying information more eiiectively, as 
by improving the way forms are worded, 
or by having people other than doctors 
esplain choices to patients, or by making 
videos part of informed consent. As it has 
become clear that such changes do less 
than had been hoped, doctors have been 
urged to expand the range of information 
they impart and the range of situations in 
which they offer informed consent. 
(The movement away from guidelines and 
toward patient choice in PSA screening 
esernplifies the latter tendency.) A sense 
of the ambition - one inight alnzost say 
desperation - or these proposals is to be 
found by examining a recent article by 
Gellei- e l  01. (Gail Geller, et  nl., "'Decoding' 
Informed Consent: Insights from \\ioimen 
Regarding Breasi Cancer Susceptibility 
Testing," 27 Hastings Ce1ztt.1, Rcpoi-t 28, 
MarcldApl-il 1997). Alnoizg its 
recorninendations: 

There should be an "in-depth 
exploration by providers of patients' 
affective and cognitive processes," since 
" [plro~iders \vho rely on a disci-ete or 
short-tcrrm approach to iniormed 

consenl are unlikely to succeed a[ 
understanding fundamental patlent 
beliels and preferences and thereby have 
little hope of obtaining truly informed 
consent." 

"IL is particularly important in the 
area of gene~ics and genetic testing for 
provider-palient interactions to explore 
uncertainties and limitations both in the 
provider's ow11 knowledge and in the 
state of the science." 

"[Ilf thejr are to facilitate truly 
infornzed decision making on the part 
of their patients, providers must 
understand ancl disclose their own 
motivations, beliefs, and wlues to 
patients." 

"Concerns about aulonomy should 
be broadened from a sole focus on the 
voluntariness of the decision itself to 
include a focus on the voluntariness of 
the decision making process. . . 

providers ought to explore what lzind of 
role expectations the patient has for 
herself and her provider." 

Finally, "informed consent ought to 
be individualized . . . and tale place in 
the context of an ongoing relationship 
with a tiusted healthcare provider." 

People are driven to such effulgent 
visions of informed consent in part b j ~  the 
strength of the autonomist ideal in 
American life, law, and medicine. More 
particularly, they are not insubstantially 
motivated by the rise of the view among 
some bioethicists and even some doctors 
and patients that, as a matter of good 
medical practice and even as a matter of 
moral duty, patients ought to make their 
own medical decisions even if they would 
rarlzer delegate them to someone else. 
Those who espouse this "mandatory 
autonomism" must hope to perfect 
infonlled consent [or want oS a better may 
of achieving their goals. 

The limits of informed consent 
One interpretation oi  the PSA study this 

paper describes is thar informed consent 
was a success, that the men tooli the 
information they were given and applied 
their o ~ v n  "values" to it, with the results we 
have seen. This is true at least in the 
narrow (but not tii~ial) sense that people 
funnulate and evince their values by 
making decisions. It is also true in the 
sense that these men gen~lindy subscribe 
to the culturally axiomatic ideas on \vhich 
they relied. 



But tbere is an in~portant sense 111 \vlllch 
this interpretation of the study seems Calse. 
It is unlikely that the inen wanted to ilzake 
decisions in the \\ray they seem to haire 
done. Indeed, when asked aboul how they 
wanted to make decisions, ihe inen ill the 
study tended to espouse quite conventional 
vie\vs ol how decisions ought to be made. 
Most people want to make decisions as 
well as they can. Most people believe that 
making good decisions 1-equires listening to 
the arguments 011 both sides carefully 
enough to understand  hem. One might 
even wonder whether these men were 
aware of how  hey were making decisions. 
Possibly, but probably not, since the 
ps)~chological mechanism at work is one 
u7hlcl1 ordinai-ily does not reveal itself to its 
user. 

Nor is the way the men often seemed to 
be reasoning consonant with the princ~ples 
of infolnled consent as they have ordix~arily 
been understood. Those principles assume 
that patients will grapple as dil-ectly with 
the advantages and disadvantages of their 
medical choices as possible. why proffer 
substantial a111ounts of difficul~ infornlation 
about difficult choices if consideration of 
them is thus to be short-circuited? 
Furthen~lore, there is a public interest in 
having them reach sound decisions, both 
because the cost of meclical care is 
generally shared and because the lives of 
patients are valuable to  he people around 
them and even society at large. 

This paper has expressed doubts about 
how well patients hear and remember what 
they are  old and about how well they are 
able to reflect on the choices presented to 
them But what is to be concluded from 
these doubts! Should informed consent be 
abandoned! Ol  course not. This is not the 
place for a full-scale reconsideration of 
inionned cons en^; this paper will have 
done its job if it directs attention to the 
grotesquely understudied issue of how 
patients make medical decisions. But a few 
words of clarification are no doubt needed. 

The doub~s this paper has expressed 
about informed consent do not require 
aiiy~hing like abandoning inlormed 
consent. There are many reasons for this 
but space for only a lew. First, sometimes 
informed consent worlts in something like 
the way bioethicists ancl courts envision. 
Some people are well situated to malie 
medical clecisioiis. Some "medical" 
decisions can be well made by many 
patients. Second, iliost people want at least 

some of the inSol-malion the doctrine oS 
informed consenL intends for them to have. 
Third, some of the information given in 
iilfonned consenl helps patients care Cor 
their illness better even if it does not help 
them make inedical decisions. Fourth, 
informed consent may have value even if it 
is only a ritual, for it reminds doctors of 
their duties of concern and deference to 
their palients, dulies it 1s eas~7 for h e m  to 
forget and neglect in the press of the other 
duties that surround them. 

The question, then, is not whether to 
discard informed consent, but what to 
expect of it. The inaterial surveyed in t11is 
paper raises the possibility that there are 
real limits to our ability to solve the two 
problems of inlonned consent and thus to 
what it is reasonable to hope for from it. 
The PSA study illustrates a number of 
those limits. Not the leas1 of these is time. 
In the artificial setting of this study, time 
could be lavished on a single medical 
question in a way that would be flatly 
impossible in almost any ordinary medical 
situation. Yet inteniewees still came away 
from this educational extravagance without 
having fully understood and confronted 
the arguments presented to them. 

But why is this surprising? Teaching 
and leaming are both humblingly difficult, 
as any student and any teacher knows. Yet 
teachers and students teach and learn in 
virtually ideal settings compared to those 
in which doctor and patient must labor. 
And when the subject of the teaching ancl 
learning is as fraught with disturbing ideas 
and with unrecognized and unreliable 
assumptions as medical clecisions, it is 
hardly surprising that people should 
almost stnlggle to avoid the task of 
leari-ting. 

Indeed, a substantial number of patients 
expressly say, when asked, that they do not 
want to make their own medical decisions. 
And the sicker patients are, the less likely 
they are to want to make their own 
medical decisions. The task of education is 
always daunling. How much more 
daun~i i~g must it be when the learners do 
not wish to use what is being taught? 

The PSA study suggests anotl~er 
practical limit on the scope of illlormed 
consent. The participants in that sludy 
seemed often to be relylng on powerful 
cultural axioms that allowed them lo 
dismiss much of what they were being 
told. They may noL fully have realized what 
they were doing, and it seeins likely that 
physicians trylilg to inlorm them would 
often not realize all that was going on in 
their minds. Furthermore, there is good 
reason to tl~ink that patients will often he 

ii-~fluenced by misapprel~ensions ol ~vhose 
existence or strength their physicians are 
unaware. For example, iL seems not to be 
generally thought thai patients who have 
agreed lo become researcli subjects 
considerably over-estima~e heir chances of 
beneliting from the experiineiltal treatment 
even virllen  hey have been told what [hose 
chances actually are. These research 
subjecls "systematically misinlei-pret the 
risl&eneli~ raLio or participation in 
research because they rail to ~~nclerstai~cl 
the underlying scieiltific methodology" 
(Paul S. Appelbauin et nl., "False Hopes 
and Best Data: Consent to Research and 
the Therapeutic Misconception," 17 
Hastings Ce~ztcr Rcport 20, 2 1, April 1987). 
And like the participants in the PSA study, 
they are saved from dilficult choices by 
misplaced reliance on a cultural truth: 
"Ivlos~ people have been socialized to 
believe that physicians (a1 least ethical 
ones) always pro~ide personal cal-e. It  inay 
 lier ref ore be very difficult, perhaps nearly 
impossible, to persuade subjects that this 
ellcounter is different. . . ." 

What is more, it appears that even 
willing physicians have had trouble in 
overcoming this kind of misapprehension: 

The invesligator in one of the projects we 
studied offered his subjects detailed and 
extensive information in a process that 
often extended over several days and 
included one session in which the entire 
project was reviewed. Despite this, half 
the subjects failed to grasp that treatment 
would be assigned on a random basis, 
four of 20 misunderstood how placebos 
would be used, five of 20 were not aware 
of the use of a double-blind, and eight of 
20 believed that medications would be 
adjusted according to their individual 
needs. 

Doctors should surely do 111eir best to 
give patients the inlormatioll [hey want. 
But it is time to consider the possibility 
that doctors will never be able to 
communicate to patients all the 
inlormation they need in a way that they 
can use effectively. I t  is the rare ph>~sician 
who has the skill and the time to probe 
deep enough into the patient's mind to 
discover the inisapprehensio~is of [act and 
the inapt reliance on ~ r u ~ l ~ s  that distort 
what patients hear and think about the 
probleins [hey lace. I t  may therefore be 
lime to acknowledge the limits of informed 
consent and to search elsewhere lor ways 
of helping patients secure ~vhat they want 
froin medicine. 
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