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Spence explained, “[t]he average patient has little or no under-
standing of the medical arts, and ordinarily has only his physician
to whom he can look for enlightenment” with which to “evaluate
knowledgeably the options available and the risks attendant upon
each . . . [and] reach an intelligent decision.””” The emphasis has
been on a patient-oriented standard by which the physician has a
duty to disclose those facts which a reasonable patient would con-
sider material to his decision. The physician must provide appro-
priate facts to empower the patient to use her values to determine
what interventions should be implemented.”®

In the advance directive context, the scope of disclosure
should ideally include: (1) a “description of [various potential]
life-sustaining treatments,” (2) “the patient’s health at the time of
discussion,” (3) “the chance of surviving,” (4) “the probability of
full recovery,” and (5) “the effects of life-sustaining treatment on
the patient’s family.””® Of course, because informed consent in
the advance directive context is prospective, the disclosure must
anticipate what is material. However, this is not as difficult as it
sounds. Some conditions and interventions are more likely to be
encountered than others.

Specifically, patients can learn that some procedures, like
cardiopulmonary resuscitation (CPR) which is an intervention
widely recognized in the general population to be a successful
first-aid response to acute reversible cardiac or respiratory arrests,
might not be best for them. It would seem anathema to patients to
decline CPR when they recognize it to be a simple successful in-
tervention. Nevertheless, in fact, CPR is not desirable under all
circumstances.

7 Cantebury v. Spence, 464 E.2d 772, 780 (D.C. Cir. 1972) (holding that a phy-
sician has an obligation to supply those facts that a reasonable patient would need in
order to make an informed treatment decision).

8 Laine & Davidoff, supra note 235 (commenting on the shift toward patient-
centered care and the growing number of patients who want more information dis-
closed). See also Jay Katz, Informed Consent: Must it Remain a Fairy Tale? 10 J.
CoNTEMP. HEALTH L. & PoL’Y 69, 70-77 (1993) (discussing informed consent and
what is needed in a proper doctor-patient relationship).

39 Johnson et al., supra note 70, at 1028 (discussing patient’s beliefs on what
they thought should be included in discussions regarding advance directives). Cf.
Cobbs v. Grant, 502 P.2d 1, 10-11 (Cal. 1972) (discussing the scope of informed
consent). Two new books do a good job of describing the technology of intensive
care and guiding the individual through the choices that are embodied in an advance
directive. See generally EVAN R. COLLINS, JR. & DORAN WEBER, THE COMPLETE
GUIDE TO LIVING WILLS: HOW TO SAFEGUARD YOUR TREATMENT CHOICES (1991) (a
general guide to creating a living will); see generally B.D. COLEN, THE ESSENTIAL
GuiDE TO A LIVING WiLL: How TO PROTECT YOUR RIGHT TO REFUSE MEDICAL
TREATMENT (1991) (describing the technology of intensive care and guiding the lay
individual through the choices that are embodied in an advance directive).



188 HEALTH MATRIX [Vol. 9:139

Recent studies indicate that only 0% to 25% of hospital-
ized patients who undergo CPR survive to discharge from
the hospital, and those have a survival after discharge from
the hospital that is often marked by a poor quality of life.
When patients learn of these outcomes, they usually curb
their overestimation of the value of CPR and request limi-
tations of life-support based on their health at the time
CPR may be required, the likelihood of survival after CPR,
and their probable health after recovery from resuscita-
tion.2%
A recent physician-oriented article suggests that “[a]lthough it is
difficult to cover all potential treatments and scenarios . . . [physi-
cians ought to] at least suggest the issues of cardiopulmonary re-
spscit%ion (CPR) and the use of artificial nutrition and hydra-
tion.”

Another issue which patients should understand, given the
likelihood of its materiality, concerns the benefits and risks of ad-
ministering analgesic or painkilling medications. For example, if
the patient wants adequate relief, she should be aware of the risk
of death and, in light of the debate on assisted suicide, of physician
relugﬁgnce to administer such relief in the absence of a clear direc-
tive.

It might be objected that advance directives ought be re-
spected and implemented even in the absence of this disclosure,
and that it is ironic that patient autonomy can be best protected by
ignoring patients’stated uninformed preferences. In fact, there is
no such irony. As Jackson and Younger explained twenty years
ago, “superficial and automatic acquiescence” does not protect pa-
tient autonomy.*®

Informed consent scholars Faden and Beauchamp recognize,
“[platernalism is at the core of many discussions of informed con-

20 John E. Heffner et al., Procedure-Specific Do-Not-Resuscitate Orders: Effect
on Communication of Treatment Limitations, 156 ARCHIVES INTERNAL MED. 793, 794
(1996) (citations omitted).

1 Camey & Morrisson, supra note 72, at 70 (emphasis added) (noting that pa-
tients should make informed decisions about common potential treatments).

22 See 2 MEISEL, supra note 24, § 13.9 (discussing the use of general and spe-
cific terms in advance directives). On the other hand, many physicians do prescribe
pain-killing medication that happens to hasten death.

% David L. Jackson & Stuart Youngner, Patient Autonomy and “Death with
Dignity,” 301 NEW ENG. J. MED. 404, 408 (1979) (analyzing six cases where superfi-
cial preoccupation with patient autonomy and death with dignity could have led to
inappropriate clinical and ethical decisions).
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sent.”** “Paternalism is the intentional limitation of the autonomy
of one person by another, where the person who limits autonomy
_|ust1f1es the actlon by the goal of helping the person whose auton-
omy is limited.”** In the advance directive context in particular,
paternalism is represented during the preparation (not the imple-
mentation) of the advance directive by the intentional overriding of
one’s expressed preferences for future medical treatment in order
to ensure that preferences recorded in the advance directive are
either authentic or rational. Overriding for the sole purpose of en-
suring that choices are authentlc i.e. informed and voluntary, is
only “soft” paternalism.>* Soft paternalism involves only a tempo-
rary restriction of liberty in order to ensure the individual is acting
with adequate knowledge of consequences. It requires that we
temporarily ignore stated preferences in order to ascertain that they
are authentic, because not just any expressed preferences should be
recorded, but only informed and deliberate ones.

Soft paternalism holds that it is proper to intervene in order to
benefit a person only if her contrary choices are substantially not
already autonomous (informed and voluntary). Soft paternalism
holds that intervention is proper specifically only to ensure that
those choices really are autonomous. After all, “[p]eople do not
always mean what they say; they do not always say what the
want; and they do not always want what they say they want.”?"
Soft paternalistic intervention, therefore, despite the standard no-
menclature, is not really paternalistic at all. Instead, it is anti-
paternalistic, because there is no baseline of autonomy with which
it interferes.

When patients lack sufﬁment information, the choices they
make are not autonomous.”*® To hold otherwise is to narrow the
possibility of paternalism by presuming hyperrational patients

2 FADEN & BEAUCHAMP, supra note 26, at 13 (explaining that paternalism and
antipaternalism are generally found in conjunction with moral issues dealing with
when consent should be obtained and when refusal of treatment cannot be honored).

5 Tom L. Beauchamp, Paternalism, in ENCYCLOPEDIA OF BIOETHICS, supra note
53,at 1914

2 Id. at 1915 (citing Joel Feinberg, Legal Paternalism, 1 CaN. J. PHIL. 105, 113
(1971)) (describing the differences between strong paternalism and weak paternat-
ism). See also FEINBERG, supra note 171, at 12-16 (detailing the concept of soft pa-
ternalism).

%7 Carl Elliott, Meaning What You Say, 4 J. CLINICAL ETHICS 61, 61 (1993)
(looking at patients” statements and past behavior to determine motivation behind
refusal of treatment).

% See Allen Buchanan, Medical Paternalism, 7 PHIL. & PUB. AFF. 370, 371-72
(1978) (describing the withholding of information as a form of medical patemnalism
which acts to interfere with a person’s attempt to make an autonomous, informed
decision).
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whose autonomy can be restricted by nothing short of deception,
coercion, or force. If patients’ choices are not autonomous, then
interference with those choices (soft paternalism) is not paternal-
istic. There is no usurpation of autonomous decision-making be-
cause there was none to usurp. On the other hand, soft paternalism
is needed to ensure autonomous decision-making.

A recent analysis of the PSDA asks what constitutes its suc-
cessful implementation: “[aJre medical institutions merely to hand
written information to patients and residents, or should they be
certain that consumers fully understand their optlons and are
making conscious decisions about executing forms?”** Clearly,
the latter is what must be required. Patients must be “informed”
and not just “erandlzed” of their right to prospective self-
determination.””® “Even the most appropriate and abundant infor-
mation . . . may not sufficiently inform . . . [patients] . . . if they
are urglble to interpret or understand the content of the mforma-
tion.

B. Understanding the Material Information

Once the formalistic focus of the PSDA is characterized as a
failure of informed consent, it becomes clear that autonomy cannot
be characterized as a negative relation or as non-interference. It is
not enough that physicians leave patients (hand off) to make their
own (uninformed and under-informed) decisions with regard to
advance directives. To do that would push the autonomy model of
medical decision-making too far.”* Mere acquiescence to patients’
stated preferences would respect their autonomy only if those

0 Glick et al., supra note 2, at 48 (arguing that the PSDA does not give suffi-
cient guidance to hospitals regarding its implementation, thus, leaving them to create
their own plans, procedures, and objectives).

0 «The idea of informed consent . . . does not contemplate that informed con-
sent be akin to a medical Miranda wammg.” See 1 MEISEL, supra note 24, § 3.7, at
88. See also Cobbs v. Grant, 502 P.2d 1, 11 (Cal. 1972) (discussing the scope of a
physman s duty to inform patients of risk thoroughly, but not excessively).

! PRESIDENT’S ADVISORY COMMISSION ON COMSUMER PROTECTION AND
QUALITY IN THE HEALTH CARE INDUSTRY, QUALITY FiRST: HEALTH CARE FOR ALL
AMERICANS, ch.7 (1998) (entitled Strengthening the Hand of Consumers) [hereinafter
PRESIDENT’S COMMISSION REPORT]. See also Judith H. Hibbard et al., Informing Con-
sumer Decisions in Health Care: Implications from Decision-making Research, 75
MiLBANK Q. 395, 396-98 (1997) (explaining that more information is not only not
better but perhaps worse as far as improving decisions).

? See Ron Hamel, The Reign of Autonomy: Is the End in Szght’ SECOND
OPINION,, Jan. 1995, at 75, 78 (discussing how the role of autonomy in medical deci-
sion-making often allows a patient’s uninformed decisions to trump a physician’s
professional judgement). See also Schneider, supra note 233 (arguing that patients do
not always act in a completely rational manner).
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stated preferences were well-formed. Unfortunately, as we have
seen, they are not.

Mere disclosure of material information, though necessary, is
insufficient to enable patients to understand. “The intent of the
PSDA is to empower patients to take part in health care decisions
that affect the duration and condition of their lives.”™ Such
empowerment cannot come from an “informative model” of physi-
cian-patient interaction. “[DJiscosure standards . . . , requiring a
specified quantity of information are . . . insufficient . . . [instead],
[t]he key to effective communication [and understanding] is to in-
vite active participation by patients . . . .””* What is needed is a
deliberative model of physician-patient interaction for the execu-
tion of advance directives, in which patients and physicians engage
in pedagogical dialogue.

On this model, “individuals [can] critically assess their own
values and preferences; determin[ing] whether they are desirable;
affirm upon reflection, these values as ones that should justify
their actions; and then be free to initiate action to realize the[se]
values.”” This is what autonomy requires, and it is what the
PSDA should ensure. “What will not do is to presume that a com-
petent person’s decision is autonomous.”>*

[T]he law has not taken a position of entirely uncritical ac-
ceptance of an individual’s stated preferences, even in
matters ultimately viewed as private. In assessing a pa-
tient’s decision to accept, rather than reject, preferred
medical treatment, for example, courts have insisted that
an autonomous decision worthy of respect by the courts
must be that of an informed individual. Likewise, it would
seem that the decision to refuse treatment should be sub-
ject to the same test of informed consent.”’

Advance directives cannot have moral authority unless the deci-
sions they embody are preceded by informed consent.

On the other hand, requiring informed consent as a matter of
federal law may be too demanding. The Missouri Supreme Court
observed that “it is definitionally impossible for a person to make

53 Y aine & Davidoff, supra note 235, at 154 (discussing the effects of enacting
the PSDA on medical law and patient-centered decision-making).

4 FADEN & BEAUCHAMP, supra note 26, at 307 (explaining why emphasis on
patient-physician communication is better than emphasis on physician disclosure
when obtaining informed consent).

5 Emanuel & Emanuel, supra note 236, at 2225.

26 Savulescu, supra note 187, at 210 (emphasis added).

BT Beschle, supra note 165, at 339.
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an informed decision . . . under hypothetical circumstances; under
such circumstances, neither the benefits nor the risks of treatment
can be properly weighed or fully appreciated.”™® Because self-
determination via advance directive lacks “active, contemporane-
ous personal choice,” there is a greater likelihood that the “patient
[does] not adequately envision and consider . . . particular situa-
tion[s] w1th1n which the actual medical decmon[s] must be
made.”® To require that patients antlclpate what preferences they
might have, but be unable to express in a future medical situation,
is so demandmg so as to challenge the very idea of making ad-
vance directives.”®

Nancy King explains that “[bJecause prospective health care
decision-making seems to labor under special handicaps of antici-
pation and 1mag1nat10n it might be thought that making good ad-
vance directives requires a super capacity.” 8! King recogmzes
however, that “full understanding” is not necessary. Instead, it is
sufficient that the patient have “substantial understandmg,” of all
the materially important descriptions of situations.’

Like King, Buchanan and Brock are confident that the insti-
tutional safeguards that are needed to ensure informed consent for
competent patients can be adapted for advance directives. Of
course, since the directive must be drafted “so as to cover an in-
determinate range of contmgencxes [the patient] will not be able to
be informed fully.” Nancy King is rlght that informed consent
ought not be as strictly required as it is with contemporaneous in-
terventions.” Yet, although full understanding is too much to
hope for, substantial understanding can still be a legitimate objec-
tive. It is not too much to ask for “thoughtful and circumspect con-

%8 Cruzan v. Harmon, 760 S.W. 2d 408, 417 (Mo. 1988), (holding that the
guardians of a state hospital patient in a persistent vegetative condition did not have
the authority to order the withdrawal of nutrition and hydration), aff'd, 497 U.S. 261
(1990).

% 1983 PRESIDENT’S COMMISSION REPORT, supra note 62, at 137 (cautioning
agamst complete reliance on advance directives).

% See Wolf et al., supra note 9, at 1668 (discussing pre-treatment directives and
their future use).

! KING, supra note 16, at 74.

2 FADEN & BEAUCHAMP, supra note 26, at 302 (King was a collaborating author
of thlS book).

* BUCHANAN & BROCK, supra note 85, at 101.

%4 KING, supra note 16, at 78 (advocating against requiring anticipation as a
prerequisite for creating an advance directive since it cannot be assessed fairly). See
Hornett, supra note 185, at 309 (“[T]here are good reasons why the courts should be
particularly vigilant to safeguard against ill thought out, misconceived and medically
inappropriate refusals . . . and, where appropriate, deny them validity”). See supra
notes 211-18.
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sideration of relevant medical and non-medical circumstances.”®
As King explains, “[w]e should . . . be demanding of persons
writing directives. We should assume that writers of [advance] di-
rectives have used foresight and carefully considered the imple-
mentations of their choices . . . [and] we must endeavor to make
that assumption a reality.””%

“[TJn order to be of genuine use to clinicians in making the
choices patients want, advance directives should demonstrate, [to
the extent psychologically feasible], a higher degree of reflection
and foresight than patlents contemporaneous medical decisions
must display. 27 1t is already recommended that people periodi-
cally review, update, and reaffirm their advance dlrectlves every
five years or when they experience major life changes.”® There is
an increased probability that med1cal preferences will change dra-
matlcally as life conditions do.® Moreover, patients should “keep
up with increases in their knowledge of their own conditions and
with advances in medical treatment.””® This practice hlghllghts
the need to “encourage . . . sophistication and foresight in writing
of directives.”*"

My fundamental argument is that to the extent better infor-
mation can help individuals identify with their later selves, the
heteronomy which Dresser argues invalidates advance directives,

25 KING, supra note 16, at 105.

% 1d.

%7 Id, at 210. See also Hibbard et al., supra note 251, at 401 (“[I}ndividuals often
do not know how they will react to an event, or understand what their needs will be
duri:gg that event until they experience it”).

See generally 2 MEISEL, supra note 24, §§ 10.32, 13.17 (discussing the need
to update advance directives). See also Wolf et al., supra note 9, at 1669 (discussing
periodic physician reexamination of directives with patients); Steven H. Miles et al.,
Advance End of Life Treatment Planning: A Research Review, 156 ARCHIVES
INTERNAL MED. 1062 (1996) (discussing inherent problems with the current systems
utilized for advanced planning); BUCHANAN & BROCK, supra note 85, at 104, 153
(discussing the importance of frequently updating advance directives so that they
parallel the individual’s wishes in light of new life experiences).

% Nirtsa Kohut et al., Stability of Treatment Preferences: Although Most Pref-
erences Do Not Change, Most People Change Some of Their Preferences, 8 J.
CLINICAL ETHICS 124 (1997) (describing study where 80% of HIV-positive test group
changed at least one of their treatment preferences six months after their original
treatment preferences were expressed).

® KING, supra note 16, at 81.

14, at 106; see also id. at 73 (“[Wle would like to be able to ensure that medi-
cal care decisions and all decisions are mature, well-reasoned, adequately justified,
sufficiently informed, and sufficiently appreciative of all relevant issues. Yet agree-
ment is lacking about what constitutes sufficient maturity, appreciation, and reason-
ing and how they should be measured”).



194 HEALTH MATRIX [Vol. 9:139

can be eliminated.””” Moreover, even to the extent it cannot be
eliminated, we ought to require very good “reasons to believe that .
. . a directive was not an expression of [a patient’s autonomy], [be-
fore deciding that] it is appropriate to disregard such a direc-
tive.”*” The question that must be answered with regard to incom-
petent patients in order to protect their autonomy is what would the
patient want now??* We need not, as Dresser argues, determine
this hypothetical desire by reference to objective criteria. Instead,
we can determine this hypothetical desire and better respect auton-
omy by ensuring that there is good subjective evidence of prior
expressed preferences.

With sufficient informed consent the living will can still serve
as a valid expression of autonomy.?” Through sufficient informed
consent the earlier self can learn to think like the later self
would,” and thus reduce the heteronomy inherent in future-
oriented decision-making. The requisite level of informed consent
should require and, in fact compel,””’ patients to vividly imagine
the circumstances in which they might find themselves, so that the
earlier self is placed in the best position to make decisions for the

7 See May, supra note 164, at 335 (“For advance directives . . . additional crite-
ria must be imposed . . . in order to ensure that the [advance directive] is a reasonable
predictor of what decision the patient in question would take . . . [because the] deci-
sion [is] taken prior to, and independent from, the actual conditions that obtain”). For
the same reasons, some have argued that informed consent is needed so that consum-
ers can better choose health plans. See Hibbard et al., supra note 251, at 400-01, 412,

8 Savulescu, supra note 187, at 211. Admittedly, the empirical evidence re-
viewed in section two of this Article suggests that an advance directive completed
pursuant to the PSDA might not deserve to be presumed an expression of a patient’s
autonomy. Nevertheless, this is a contingent circumstance which ought not reverse
the §eneral presumption.

4 SeeInre Quinlan, 355 A.2d 547, 653, 663-64 (NJ. 1976) (discussing Karen
Ann Quinlan’s oral informal advance directive).

75 An alternative, compromise solution weighs the authority of the advance di-
rectives proportionate to the degree of psychological connectedness. See BUCHANAN
& BROCK, supra note 85, at 182-83; see also Mark G. Kuczewski, Whose Will Is It,
Anyway ? A Discussion of Advance Directives, Personal Identity, and Consensus in
Medical Ethics, 8 BIOETHICS 27, 32-46 (1994) (analyzing Buchanan and Brock’s
argument).

% See Pearlman, supra note 22, at 356 (establishing three factors to help patient
consider the life-sustaining decisions being made); see also May, supra note 164, at
334-35 (“Advance directives provide a mechanism . . . to as closely approximate the
autonomous choice the person in question would take”).

1 See Savulescu, supra note 187, at 194-95 (arguing that people should be
forced to make complex evaluations about how they would want their lives to go over
time when they consider advance directives).
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later self.”’® As Nancy King explains, “an advance directive . . .
work([s] best when its potential problems are anticipated.”*”

Some scholars have argued that “no response can be said to
be a genuinely informed one until the full reality of the choice is
present to the individual.”?*°

The more important a decision is to one’s life, the less re-
liable abstract speculation about how that decision would
be made in the indefinite future becomes. Despite neoclas-
sical microeconomic theory, important life decisions will
not turn entirely on the calculus of rational considerations.
These decisions will also include assessment of emotions,
desires, fears, and other feelings that cannot possibly be
made, except in the actual presence of those sentiments.
To be “informed” in such circumstances means not merely
to have access to data . . . but to be aware of one’s own re-
action to the situation in the concrete — information that
cannot be obtained apart from actual confrontation with
the situation,?®!

This standard is too high. Still, we must require at least sub-
stantial understanding of those completing advance directives. Pa-
tients must be able to substantially understand the nature of the
circumstances to which they might be subject, before making deci-
sions about whether or not to agree to be placed in those circum-
stances.?® This is the goal, the standard. In the final section, I sug-
gest how this might be achieved.

78 See Childress & Campbell, supra note 167, at 33 (writing that doctors ignored
Dax Cowart’s requests to die, because they were of the judgment that the “physical
and emotional shock of the accident and burns had rendered him incompetent to en-
gage in effective deliberation”); see also Confronting Death: Who Chooses, Who
Controls? A Dialogue between Dax Cowart and Robert Burt, HASTINGS CENTER REP.,
Jan.-Feb. 1998, at 14, 16 (“[Ulntil we are the ones who are on the sick bed, we cannot
fully appreciate what the other person is going through”); Videotape: Please Let Me
Die (Univ. Tex. Med. Branch, Galveston, 1974) (containing compelling footage of an
interview with Dax Cowart soon after his accident).

P KING, supra note 16, at 36 (urging patients to take the initiative when talking
with their doctors to identify any problems or questions, thus ensuring the advance
directive is effective).

20 Beschle, supra note 165, at 345 (emphasis added).

B 14, at 341-42.

%2 Unfortunately, little has been written about the cognitive capacity needed to
execute an advance directive. See Seena Fazel et al., Ways of Assessing Capacity to
Complete an Advance Directive Should be Developed, 316 BRIT. MED. J. 1321 (1998)
(questioning how doctors should assess the capacity of a patient to complete an ad-
vance directive); see also Mezey et al., supra note 37, at 44 (explaining that some
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Clearly, there are limits to informed consent to interventions
on behalf of a future self. New and unanticipated therapeutic op-
tions might become available, creating options that were not and
could not have been anticipated. Nevertheless, proxies may be able
to extrapolate other expressed preferences. As Alan Meisel ex-
plains, “[a] requirement that an advance directive meet the stan-
dards of information and understanding required of contemporane-
ous informed consent would render advance directives useless.”?
It’s just impossible for individuals to appreciate and specify all the
events that might arise. “Human beings are not capable of fore-
seeing either their own medical condition or advances in medical
technology.””® Still, advance directives need not meet some ab-
stract standard of absolute genuineness, but need only be as genu-
ine as humanly possible.

C. The Means to Achieve Adequate Understanding

It is important to vividly imagine the future circumstances in
which one might be.®® Lachlan Forrow provides a Dr. Seuss ex-
ample that colorfully illustrates this point. In Forrow’s story a pa-
tient responds to “physician” Sam-I-Am after Sam-I-Am’s re-
peated and detailed questioning, “I could not, would not, on a boat.
I will not, will not, with a goat. I will not eat them in the rain. I
will not eat them on a train . . . . I do not like them anywhere. I do
not like green eggs and ham!”?¢ In fact, as Forrow observes, the
patient has no idea what green eggs and ham tastes like. After the

evidence indicates that social workers do not speak in-person with nursing home
residents thought to lack decision-making capacity); George J. Agrich, Can The Pa-
tient Make Treatment Decisions? Evaluating Decisional Capacity, 64 CLEV. CLINIC.
J. MED. 461 (1997) (discussing and evaluating treatment decision-making capacity of
patients); D. William Malloy et al., Measuring Capacity to Complete an Advance
Directive, 44 J. AM. GERIATRICS SOC’Y 660 (1996) (studying the validity of current
reference standards for the assessment of capacity to complete an advance directive);
Susan Busby-Mott, The Trend Towards Enlightenment Health Care Decision-making
in Lawrence and Doe, 25 CoNN. L. REV. 1159, 1179 (1993) (discussing patient deci-
sion-making models and the role of courts in these models).

33 2 MEISEL, supra note 24, § 10.7.

34 In re Westchester County Med. Ctr., 531 N.E.2d 607, 614 (N.Y. 1988).

#5 See Pearlman, supra note 22, at 355 (listing why educational interventions
have not generally led to an increase in advance-care planning completion, such as
failing to provide the following: “vivid descriptions of common circumstances of
mental incapacity,” “vivid descriptions of life-sustaining treatments,” and “vivid
descriptions of possible future health states™). However, can “consent in advance . . .
be deemed an informed one . . . ? Need one marshal authority for the proposition that
many an ‘iffy’ inclination is disregarded when the actual facts are at hand.” Yale
Kamisar, Some Non-Religious Views Against Proposed ‘Mercy-Killing’ Legislation,
42 MInN. L. REV. 969, 989 (1958).

%5 Forrow, supra note 234, at S30.
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patient tries green eggs and ham, she exclaims in colorful extended
verse how much she truly does like them. Similarly, in the advance
directive context patients must get as good a sense as possible of
the medical green eggs and ham so that they can most accurately
predict whether their later selves would like them.”

The most obvious means by which to prompt more delibera-
tion is through direct patient-physician interaction. Unfortunately,
there has been a demonstrated unwillingness or inability on the
behalf of physicians to do this.2®® Of course, this lack of physician
input is not so surprising considering advance directive consults
are not a reimbursable expense under Medicare and Medicaid.”
The structure of incentives for today’s physician in the managed
care context does not permit lengthy discussion about advance di-
rectives with each patient.290 Still, there are various alternative
means to facilitate patients’ vivid imagination. Georgia’s informed
consent statute, for example, endorses “the use of video tapes,
audio tapes, pamphlets, booklets, or other means of communica-
tion.”®! Such approaches have been determined to enable patient
comprehension.

One alternative means of patient education is through the ad-
vance directive form itself and its accompanying literature. There
are many different advance directive forms currently in use in hos-
pitals across the United States with many different levels of de-
tail.*? However, “it is unlikely in many settings that a written

%7 See Hibbard et al., supra note 251, at 400 (stressing the importance that pa-
tients “anticipate preferences in those changed circumstances” so they can choose an
approapriate health plan for their future).

3% See GAO REPORT, supra note 5, at 11 (discussing the reasons physicians are
reluctant to discuss end-of-life care with patients). See also supra notes 79-82.

# See JaMES M. HOEFLER, MANAGING DEATH 160 (1997) (suggesting Medi-
care/Medicaid should reimburse for the costs involved with the creation of advance
directives).

2 See Susan M. Wolf, Health Care Reform and the Future of Physician Ethics,
HAsTINGS CENTER REP., Mar.-Apr. 1994, at 28 (discussing how managed care has
deemphasized the bedside role of physicians). See also Mark. A. Rodwin, Managed
Care and Consumer Protection: What Are The Issues? 26 SETON HALL L. REv. 1007
(1996) (discussing the potential consumer problems, approaches to consumer protec-
tion, trade-offs in consumer protection policy, and reform proposals in managed
care).

®! Ga. CoDE ANN. § 31-9-6.1(c) (1996) (referring to disclosure to persons un-
der§oing certain surgical and diagnostic procedures).

72 See, e.g., Peter A. Singer, UNIVERSITY OF TORONTO JOINT CENTRE OF
BIOETHICS, LIvING WILL, (last modified Aug. 7, 1998) <http://www.utoronto.ca/jcb/
jeblw.htm> (discussing different directives and commenting that, “[t]o make an in-
struction for health care decisions, you need to imagine yourself becoming very ill or
nearing death. This is not easy to do. To help you do this, we describe in detail some
health situations in which a living will might be needed, and the life-sustaining treat-
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communication alone, even if well written and augmented with an
opportunity to ask questions, will allow for the effective commu-
nication of information generally required for substantial under-
standing.”?* Rather, patient education “may be successful only if
illustrations [and] examples...are supplied.””* “Visual materials
can also be useful.”””®

Videotape education has been shown to improve comprehen-
sion of living will and CPR concepts.® This is especially true for
those with advanced age and lower educational levels who even
more urgently need specially designed educational programs®’ and
for whom “[w]e need to pursue more effective methods of con-
veying information about life-sustaining treatments.””® Indeed,
Senator Danforth, the PSDA’s proponent in the Senate, testified at
a hearing on the bill that people should be “shown video tapes ten
years before of how they are going to spend the last month of their

lives.”” Nevertheless, although videotapes do help patients ex-

ments that might be used”); Ben A Rich, Advance Directives: The Next Generation,
19 J. LEG. MED. 63, 87-96 (Mar. 1998) (describing and evaluating the medical direc-
tive developed by Linda E. Emanuel & Ezekiel J.Emanuel, The Medical Directive: A
New Comprehensive Advance Care Document, 261 JAMA 3288 (1989)); FADEN &
BEAUCHAMP, supra note 26, at 315-16 (arguing that the physician’s behavior, mixed
with the patient’s involvement and communication, is valuable in providing the reg-
uisite understanding for informed consent).

2% FaDEN & BEAUCHAMP, supra note 26, at 315-16 (explaining that the physi-
cian’s role in obtaining informed consent is to teach the patient rather than merely
disclosing medical information).

4 Id. at 315 (describing tools that aid physicians in communicating with pa-
tients).

2 Id. at319.

2% See Elisabeth A. Siegert et al., Impact of Advance Directive Videotape on
Patient Comprehension and Treatment Preferences, 5 ARCHIVES FAM. MED. 207, 210
(1996) (examining a pilot study of the effects of videotape on patient comprehension
of advance directive concepts and preferences for resuscitation).

BT Seeid. at 211.

% Id.at212.

¥ Hearings, supra note 73, at 4 (statement of Sen. John C. Danforth) (discuss-
ing the need to communicate effectively the importance and consequence of not
having an informed living will).
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plore their values,’® they probably fa11 to have the interactivity
necessary for more careful deliberation.

Customized interactive CD-ROM technology may be one an-
swer to advance directive education. The use of this technology
has already been explored in both the classroom™” and the court-
room.*® Patient education through CD-ROM may, as a recent
Presidential Commission advised: (1) permit information to be
tailored to individual patients, (2) allow individuals to choose the
level of detail they need, and (3) permit patients to view the infor-
mation in different formats.?

CD-ROM accommodates individual’s different learning levels
and learning styles.’® “[IIndividuals rely on mental structures,
called mental models, schemas or situation models, when they
learn and use information.”® Any attempt to learn begms with
what one already believes. Rather than physicians guessing as to

3 See generally Videotape: Choices (Southwest Prod. 1994) (focusing on the
value issues that guide decision-making with respect to advance directives); Video-
tape: Dax’s Case: Who Should Decide? (Unicom Media 1985); Videotape: A Time
to Choose (Choice in Dying 1997) (featuring discussions between non-acutely ill
patients, their personal physicians, a lawyer, and an ethicist regarding advance direc-
tive choxces), Videotape: An Act of Self Determination (Choice in Dying 1997).

31 See Emanuel & Emanuel, supra note 236, at 2225 (stating that the delibera-
tive model is the ideal physician-patient relationship for appropriate interaction re-
gardmg advanced health care decision-making).

32" See W.Craig Shellhart & Larry J. Oesterle, Assessment of CD-ROM Technol-
ogy in Classroom Teaching, 61 J. DENTALEDUC. 817 (1997) (discussing the potential
benefits to students using CD-ROM in the classroom); Textbooks on CD-ROM: Mul-
timedia in Education is Better for College Students Than for School Tots, ECONOMIST
Apr. 20, 1996, at 11 (explaining that CD-ROMs are a cost-effective and practical
method of producing educational materials); Maggie Hill & Joan Novelli, Multimedia
in the Classroom, INSTRUCTOR, May-June 1994, at 57 (Supp.) (noting the value of
CD-ROMs for teachers in classroom use).

? See Martin B. Adams, Malpractice Exhibits Can Persuade, NAT. L.J., June
15, 1998, at B7 (explaining the process of authentication of demonstrative ewdence
in malpractice trials); see, e.g., Cindy Collins, Educate the Jury and the Verdict will
Follow . . . Difficult and Diverse Cases Drive Robert Ruyak’s Civil Litigation Prac-
tice, INSIDE LITIG., June 1997, at 6 (discussing a lawyer’s use of media, such as films
and CD-ROMs, to educate jury members about the case they are hearing).

34 See generally 1983 PRESIDENT’S COMMISSION REPORT, supra note 62, at 231
(discussing the importance of policies regarding resuscitation decisions and their
legal status).

305 See generally Pearlman, supra note 22, at 356 (discussing the use of educa-
tional materials in helping a patient identify all relevant factors for making an in-
formed decision); see also BEAUCHAMP & CHILDRESS, supra note 20, at 157-60 (ex-
plmmng problems of information processing).

%% Jon F. Merz & Baruch Fischoff, Informed Consent Does Not Mean Rational
Consent: Cognitive Limitations on Decision-making, 11 J. LEG. MEep. 321, 347
(1990).
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what and how to explain to each patient, the patient herself can
proceed in ways that she finds useful. Not only can patients learn
the relevant factors but also how they relate to each other and to
their own medical condition. Patients can go at their own pace,
writing down %uestlons and they can learn more about any aspect
by “clicking.”

Patients can get information about risks, side-effects, inter-
ventions, and see in graphic animation the physiology, diagnosis,
and technology. People need analogies to understand ogossibilities,
for example, risks presented in terms of percentages.” With inter-
active CD-ROM (and perhaps even virtual reality), they can see
them expressed in pie-charts, bar graphs, in terms of examples or
in any other way they want the information expressed.’

The introduction of CD-ROM technology should not supplant
the physician-patient relationship even regarding advance direc-
tives. Yet, this technology clearly has something to offer.*' It can
enable patients to vividly imagine what it will be like to live with
various medical conditions and prognoses, and to make advance
directives that will be more genuine for their future selves.

V. CONCLUSION

Advance directives are legally considered the most reliable
guides to what treatment incompetent patients would want. The
implementation of the PSDA, this country’s primary force insti-
gating the completion of these declarations, must assure not only

%7 Karen 1. Adsit, Multimedia in Nursing and Patient Education, 15 OR-
THOPAEDIC NURSING, July-Aug. 1996 at 59, 60 (discussing how multimedia in the
medical field helps patients and health care providers). See also A Right to Die: The
Dax Cowart Case, Routledge, June, 1997 (allowing the user to participate in the
rlght-to-dle decisions through interactive CD-ROM technology).

38 See Cathy J. Jones, Autonomy and Informed Consent in Medical Decision-
making: Toward a New Self-Fulfilling Prophecy, 47 WasH. & LEE L. Rev. 379
(1990) (explaining that patients do not understand or remember what physicians are
telling them, in large part, because the information is too technical); Daniel J. Mur-
phy et al., The Influence of the Probability of Survival on Patients’ Preferences Re-
garding Cardiopulmonary Resuscitation, 330 NEw ENG. J. MED. 545 (1994) (ex-
plaining patient preferences for receiving CPR after understanding the probability of
survival after the procedure).

3 See G. Freeman, CD-ROM Informed Consent May Eliminate Malpractice
Risks, in 2 OBSTETRICAL GYNECOLOGICAL MALPRACTICE PREVENTION 1 (1995); see
also Arlene Klepatsky & Laura Mahlmeister, Consent and Informed Consent in Peri-
natal and Neonatal Settings, 11 J. PERINATAL & NEONATAL NURSING, June 1997, at
34, 43 & n.18 (emphasizing the importance of obtaining informed consent for inva-
swe medical procedures).

310 Thomas May is right that there is a significant lack of empirical research con-
cerning how advance directives can be designed to reflect patient preferences. May,
supra note 164, at 336-37.
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that advance directives are preceded by informed consent will ad-
vance directives deserve to be respected as an expression written,
but also that they are written with sufficient understanding. This
will require a “more sophisticated consultation” and will be more
costly.>! But only when of what incompetent patients would have
wanted. Only with informed consent can we overcome the hetero-
nomy that undermines the moral authority of future oriented medi-
cal decision-making.

Legislation introduced in November 1997, the Advance Plan-
ning and Compassionate Care Act of 1997,* “aims to expand and
clarify the requirements regulating advance directives.” The bill
“builds on the Patient Self Determination Act,” “improves the type
and amount of information available to consumers,” and “seeks to
ensure that the medical care of patients at the end of their lives
reflects their [own] desire[s] [for autonomy].”313 One provision
requires hospitals “to provide each individual with the opportunity
to discuss issues relating to the information provided to that indi-.
vidual pursuant to [the PSDA].™"

If these or similar amendments are enacted,*” the PSDA will
be beneficially strengthened.>'® Senator Jay Rockefeller, who in-
troduced the bill with Senator Susan Collins, explained that the
“law will direct that patients be counseled with and that they have
a very clear idea of what choices are available to them. It injects
the personal element much, much more than right now, which is
kind of a paper element and it’s not working.”*"’ This legislation is
sorely needed so that individuals can meaningfully exercise con-

3 Kenneth R. Thomas, The Right to Die: Where Do We Go From Here? FED.
Law., Oct. 1997, at 22, 29 (discussing the disadvantage of advance directives, in-
cluding administrative burdens and increased costs).

31275, 1345, 105th Cong. (1997) (sponsored by Rockefeller & Collins); H.R.
2999, 105th Cong. (1997) (sponsored by Levin).

3 143 Cong. REC. E2318-19 (1997) (statement of Rep. Sander M. Levin).

3145, 1345 § II(a) (clarifying the requirements regarding advance directives in
order to “ensure that an individual’s health care decisions are complied with”).

315 Rockefeller’s bill died with the 105" Congress. Similar legislation, how-
ever, has already been introduced in the 106" Congress. See, e.g., S. 24, 106™
Cong. § 501 (a2B) (1999) (sponsored by Specter) (directing HHS to develop a
“national advance directive form™).

316 The operation of the PSDA in some states already requires this because of
state law. See, e.g., N.J. STAT. ANN. § 26:2H-65(2) (West 1996) ("A health care in-
stitution shall . . . assist patients interested in discussing and executing an advance
directive”).

37 All Things Considered (NPR Broadcast, Oct. 30, 1997) (transcript available in
1997 WL 12834163).
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trol over their post-autonomous medical care.’® Right now, “in-
formed consent is well entrenched in theory, but in practice patient
autonomy continues to be elusive.”*" Improving patients’ under-
standing of both legal and medical information regarding their ad-
vance directives will help preserve their autonomy and self-
determination.

¥ 1t is important to note that improving the reliability of advance directives will
only help the small percentage of people who use them. Other will need other vehi-
cles to preserve their autonomy interests. See Larson & Eaton, supra note 8, at 292.

3 George J. Annas & Frances H. Miller, The Empire of Death: How Culture
and Economics Affect Informed Consent in the U.S., the U.K., and Japan, 20 AM. J.
L. & MED. 357, 369 (1994) (comparing informed consent laws of the United States
with those of the United Kingdom and Japan and exploring the impact of culture on
medical practices).



