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|. Decisionmaking About Care: The Patient’s OwnRole

Pat|ents have the moral and Ie al right to make their own
he th care decm?ln s, to the extentt atth g %eanheto 090. Jhls
ng ;tﬂedstoa atients, whet erorntteg ve been
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management. Nonetheless the reminder is in order that medical
mana%ement itself may affect the cognitive and communicative
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ta_that significant percentages or phys ma
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Tca es, difficult moral ¢ 0|ces rn}ag/ aQe when there ar
flicts etween ag arenttyoptlma rapeytic mana ementan
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and attem tlng to.minim|ze'the
‘ Cities an aI Com etence. The termlnolo%y of
ta acity/inc |

B&CI ete C% ncom etence IS an initigl
[S] \’90 CONTUSIO |n CUSSI nso {
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nation. W| out su etermination, Rtfenf are Presumd
competent: thaf Is, are resumed 0 a e legal power to make
thel owndeusmnswn respectto nealt ?areoran other matters
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out what a epers n can or cann? eerml) tions of lega
competence rest on such factua nJud ments about capacjties
Capacities can flu %tuate rom mome (sto oment; compete cels an
ongoing status, suoject orcourse to judicial revision. Terminology in

8 gdeena Fazel et al., Dementla Intelligence, and the Competence to Complete Advance

[ 304
iyl Aca(LtA W urolggy supra note 7, at 1180-83,
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thrs arear not aIV\rays Clear, however % gapetence mcomtﬁ
ence an apacity/incapaci e used Int erchane
?reove tre ts arefreduen yre rdedas com etentwi
rma e] ICI determr ationi, w ent so capacrtres |s
un |sptr] an conrtse couraesuc n orm ments. 1l
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t]ru tures are setu Wrt the oalofa oiding t eneed ora
|cra efermination Qf Incompe ence en a atrent lacks
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1S “tom etenc gfincompétence.”p
tan arads %bout caPﬁcrtres hrcharerele vant oaRatrenti
IS orher own healt care ecisions are lin e tot emor
va ue protectin autonomg utonom as genera %/un derstood,
meansPatrentsa ty to choose tirte ielvsrnacc rdwiththeir
ownvaluges.3 atrﬁ tsareuna etom reaﬁonedchorce? 0rto
communicate the chojees they ve made, t cann on er
manifest aut nom% necty and. autonomy can no longer
rotectedfort g onor ngtherr resentchoices, Accor mg
atlents s ouﬂ at eastt he fallowin ca acrt IS In orge o
artrcr aternt err eath ca eﬁrsros a as er tan mg/
r Pn |tﬁn te% t ace eaterna 6s
val ab Ftot em andt e|r utcom |t ate
their values to %rudrm ntar etent an thea 0 |n
ternatrvestot errva uels( areasone 0y n atrents
ecazf crtr s.and are likely tfo continue to'do so %an eétedt
errod ega determination of incompetence may be neeced an

fdr? tion to resgect for autonomal the patrents best inter st 1S
also a value in decisionmaking about care. nreco nrt noft 't
value, some commentators sn’a est setting the stantara for lega

competence with both autonomly and the p trents estrnterestsrn

11 Wendlandv. Wendland, 93 Cal. R tr 2 00). re edand
gpinion supersede? by, In re Conéarva rsh Ip OR%/EC%IT éA?DB gg 8 éaL%O?)%S Inre
onservatorshrpo Drabick, 245 R/tr 40,844 tE
0 ALAN D. LIEBERSON ADVANCE EDICAI_ DIR CTIVES 92 & upp. 2000); ALAN
Meisel, TheR ghtto D| . 1995 &Supp. 2000).
%Butsee gnresz a OI’S @, Re ect theMar Agency: Alzheimer's Patients

andtr apacity to Value PHIL. & PUB.ATT. 105 199% (Setlnlng autonomy™ as gapacny
fovalle
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mind. Buchanan & BrockWargue that where the risks ofa piarncu
lar choice are h| hand| |rreve Sible, and where tBe chosen aten}]a
tive aglp§ rs to e clear |H t the %atlents es mtegestat
stﬁnd orcorpeveten es be se g On the other hand,
%rensksareo an theg) 1tlentsc 0ICes ap ear BEIP accord
\ thelr Interests, t Pror compe tenc Yvered
lhowm morelln}lteda ties of understan mg an artic t|on
Thelr ¢ mpeo risky choice against |nte ests s refusal of
surnery or eag endectomy when there IS no Hgarent
ex Hanon o ‘LA lIn the PanentsowHyaIues A gecision
ﬁ ithdraw orwithhold treatmen Whendeat arisk, maymeet
these criteria a{Jrovl Ced 1t IS cIeaL ﬁamstt fi\é%nts best
Interests. Bn demsmntotreatw fereﬁ twou ? |Igen|
canlt Iscom or‘ fQ %I’Pldl ttle roon ation 0 or
rojongation of eW|t Imite anm tea msét
atient’s Interests. b Even on s c "risk- sta or
ompetence, death Is ott e only, or always t]eworst evil,
sk relate stan ards for ompeten ave een cnt|C|ze
eve %] h:clawrnmp out tha é ave a ﬁ‘P
fer aps this a| re|sA ICIOUS, nhg to ote
t|s icclair 1 Antmes tatten -related. standard Is ot
as mmetncal an normative. T %gmmet nY is that on the nsk
related standard, aPat|entm|ﬂht oth confpetent and |ncom
tentwith respect to the samec 0|ce Ityation: com([Jetenttoc obse
the ourseofactlonthat%s nof regaraed as ns¥ notccf g?tent
toc se the course of acfion that Is. he fxam
ﬁ ndectom n¥ OVe, a patient who can mgeta owe standard
t% e (0 Ioetent to choose the suré;erg yt not comRetent to
refuse. Wiccl ]a contendsth%tthlsstan ar bitnlds udgments out
the content of decisions Into determinations ofcompetence and't
IS implicitly normative.l8 He voices the particular concern that |t

s W AI{erbe Buchanlan & Dan W. Brock, deciding for Others: The Ethics of
urrogate Decisionmakin
{50 gamesl%rane The M%tnyFacesofCompetency 15HASTINGSCENTERRep., Apr. 1985,

MarchcIalr, Patient Decision-Making Capacity and Risk, D BIOETHICS 91 (1991).
Id.
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may lead health caE growders to be overl W|Il|n 0 judge a

atientcompe reeSW|tht era eutl recom tions.
|ccr | ﬁcl ges n” ad that yv en I%Ieusmns are I‘IS ler, we
s ou emorec re

I assess| gcompetence] UtS 0 \d not
er

stan or competence themselves, eit
at g? tizg li%!) uentaon ﬁ)unontothe ebate \Rhl
arques t att fns -related standard 1S not content based in the

sefise that it relies onthe outcome ofthe d usmg but that asymme-
tries o competence are IEro riate w en. decisions ar Ttore
complex.2L Brock rep msﬁ tIT the c?f a &ud ment of lega
com etence 1S to transter t vve to Tecide fr at|entt
Surro at1e sagro nateto ullg both r ect orau on m
conce or the patient’s inte ests mtoa [m|gat|ono T];f'
tence. 22Asa£)ract|ca matter, however, risk-related standardshave
not found their way Into 3 udicial determmatlons ofmcom etence

f] Icatjons of incom etene etﬁrmlne legal status and
transfer §e |3|onmak|ng power romt IE)atlent 0 4. surro atﬁ
or that For heat care eC| |ons s%

ppomte 0Se.

eterminations are infrequent: resort to them 1s most |1 re

there IS disaqreement a out the appropriate course of action or
concern about its legal ramifications, as there was In earfy cases
authori élnﬁ iscontfnuation o enéllator supgort or me |% ¥
rovide utr|t|on In th mrg t bout enﬂ e
fcflsmmt W Meisel. descrines ovmq the fact that most
ifficulthealth=care decisions a out ncom nt atlentsaremae
without resort to the courts.4 ttesme fl 5 Meise ?%

continuing reluctance on the L}oart dp P ysmhans to discontinue lie-
sustaining treatment without fudiclal authorization. The Ironic

Id.

il Ian Wilks, The Debate OverRisk-Related Standards of Competence, 11 BIOETHICS416
(1997).  contra Gita S. Cale, Continuing the Debate Over Risk-Related Standards of
Competence, 13 BIOETHICS 131 (1999).

i See generally Dan W. Brock, Decisionmaking Competence and Risk, 5 BIOETHICS 105
81991 Brock, Trumping Advance Directives, 21 HASTINGS CENTERREP., Sept-OcL

991 at85 S6
23 Melsel supra Note 12, at 164; in re Conservatorship of Drabick, 245 CaL Rptr. 840

(Cal, Ct. A
LAH E| EL sup)ra note 12, at 164.
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result m nt/ be inappropriate decisions to continue care, with as

(ngugh or orefrequenc@as Inappropriate decisions to discontinue

Because they. deprive the atrent of fund ental lipe
h nal tntgé

?d dications ofjn comgetgnce equir bur en roo
earandconvrncrn dence, bena row tailore
an

tot e atrgntssrtuaton uar saret us o ens ructure
PUrposes, suc -Care de srongt ng
a\evtgrn}rnrn g the need for uardrans Ip, courts have been ovm

rom-a focus on | Jaacrtre enerally, to more S ecrfr
consr erationofwh therpat% tslac ecapaert esoutlrne a? Ye
ﬂm e reasoned decisions for their care. Meise] states grce ul &y
erencebetweenassessme tsofthese capacities and |sagre
mentwrt apatient’s apparent ecrfronto refuse treatment: “It s
ssential.. fto drst# nquish refusal qf treatment asatn% ering
actor from refusal of treatment as evrd nce (orworse, the Bfuiva-
ent 0 mcgm etence.” ssessmentso SuC alos otcapc are
udgments, re on testrmon rom those who have
ﬁssesse or-worked WI ﬁren W.In at least one state,
\Wever, doesnotrte urrea or alinv strd] atjon for a determination
of Incom ﬁence ere IS clear an vrncrng w ence from a
Pn e¥ssrcrasegsgt the person ... suffers from rth stage Alzhel-
di
ecra Problems |nA I Standards of Competence to
Patrents r?h Dementr |t|B de sof atien swrcnd)emen
Ha mah/ ect all of t aacrtres |nv0\re |n ma hnad/re sone
ecisignma rn about ea a(re Patients may_have limite
%%nrtrve a |I| 1es 10 understa mformatron (50 formulate the
a tractron Involved In hvrn values, and to erhqae In
ecIsion % rocesses. These |mpahrmentf are not, npwever,
Ere Icta u rn ng patients. They will also v n}/\n thelr
|gn|f|caneorPart| ar decisions, depending onthe complexity of
8 decision % stake. Commentators, therefore, stress that
ments ofthe ca aCItLYS of a patient with Alzheimer’s to Partrcr-

at In care decisions muist be assessed on a situation-by-situation

2 15,2t B A, §755.303)2) (200
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basis.Z7 In addition to en ally diminished ca a - several more
S ecrﬁc ro ?ems areaso Hyto be encounteFr)e I patients with

Wrermerspatrentsarelrke oevr encedrtfrcultreswrth sgort
term memor¥ maY eu or examrrae to remember a
recent conve satronabo ahea care decis Thusaconve]rsa
fion outatr at ent ecrsront at occurred on one day may have
been orgﬁ)t Z e next, Such memogfrm arrment owever, do

notenta atrentrs mcapa makin hea care decr
?rons eIIowsar uest attn tthatamemo |mpa|rce ngatren%
orgets earlier crsronssou not. undermi
capacity, o lon as rers stability | thecncus ed.B
On Feliows’ vie atrent | rou ro em
pﬁarent anew, reac es mecon sont a er
g J fcapacity m ustrfle ro mrns c
e Whet %rte arent 1S abet \r nderstan

con |t|on an IS srgnr |c%|1ce and to formulate values: the lo sof
memory of a time-fimite conver%atron event would not s
conclu velythea sence of such ot Trca acrfres

Depression 1S, another source of difficulty. In'.assessin h
capacities ofPaltrents V\H’[h ementia. Depression |sas
common correlate of ement one th t ma F icU to
diagnose. Deﬁressro ect cognition swel as affect.
Depresse loatre ts maybe unable or . » .u.ngfoexpressvalues or
F rocess Information’in accor ith tﬁerrva ues Anim ortrﬁ
Cactor In tten%gtrn? to foster the capacities of Joatren?] t
e entia, therefore sasessrng aneltre tranJ depression. Thefact

epression, however, does notitselfin |cae|ncaPacr “111S Hust
one onathemanyfactorsthi may affect the patients ability to
engage In Teas né decisionma

atientswith dementia, m eovgrm experience difficultiesin
communication that onotfu?lgl reflectt errB e|er|y|nga Lirtresto

2 LES|63/K Fellows, Competency and Consent in Dementia, 46J. AM. GERIATRICSSOCYY

922%23

S Iy Jaworsk note 13,
J Sgg ggﬂirraauill%oma aBswa%kenZIe et al, Differences Between Patient and Family
Assessments of Depression in Alzheimer's Disease, 146 AM. J. PSYCHIATRY 1174 (1989).
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mahe choices nTl express their wishes. Linguistic dlsturb?nces
SUC stF%ma 0 remember wo sarez%commonman esta
tion 0T Alz e|mersdement|a T erej

ast Fgaced 1 %f

ordlnarly conversation |s ot er éu ecent esearcl

that patients with early and nid-stage Ab eimey’s

on trate more .un erstand than Is frequently believed.d

l\)/l r|m rowﬂgcon]mumca lonwith deme teFl atients have

een deveope uch-as slowing down thes eedo onversations
and mtp ucmwe‘ nods gfcon ersational ¢ rh

Frai esu ti egen ency are another set of problems

and n
em%vg;? e %ﬁsaée e et s

0rts 51 éo ena them 10
TeSUP 5|c awesw en tﬁ are ost ucid and mostp?ysma

r|It coup WI'[ e cognitive deficits of demen-
tla, ma t03| |cani E enc¥ sucEcw umstan ei it
lly sensitive to th

1S |mportanttobee gma 3 s of s %estl
angcoercmn B Whe emsmnsrp]ust e made, the tende

Xpass arUmgatugp bgt eloanent at all. In the efron ous
equation of dementja. and inapaclty.® Even Whep [?auents are
consulted, however, Itjs Important to'ascertain wnetner the choices
eﬁgregsed are the Ipaﬂents own, rather than choices presse ugon

care-give rexpressedmthee ot Ieasec

One re Eg r|alc urt, decl T1on explore p033|
grands exerted unduein enc onhjs g Laradrgot er re usa
fatrache h ut coPcIu tats ecmonmakmg
capacityandt J\t e hadon madeh|SV|ew?knownto her
notov rache orfm ncia %am:BCuItura factorsorggp erroles
ma?/ eeV| entw en wntsassumeatPtudeso eerence
n. sum, dementia by Itse

%noswo f does not preclude
meeting standar of legal competence.” To be sure, patients with

d  seegenerally MALCOLM GOLDSMITH, HEARING THE VOICE OF PEOPLE WITHDEMENTIA;
Oppgtumtles and Obstacles (199%).

Eellows supra Note 27

% zeIe al., supra no
il

5&%3&%%? gelew zﬂr c%#lV|r|;|c?ﬁbt2v%|e-lr?c stanJgr 6|6n%|ﬁl§|p?/ca1%|% v[)ﬁer? Z}J%E%rﬁ has
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severe dementia are unlikely to meet these standards, but patients
with early or mid-stage dementia might. Capacity should be
assessed on a case-by-case basis, taking into account the patients
abilities to understand and reason in the context of the decision at
stake.

B. CREATING ADVANCE DIRECTIVES

A related issue, but one not identical to decisionmaking about
care itself is whether patients with dementia have the legal power
to create advance directives. The statutory standard for the power
to make advance directives may differ from the standard for
competence to make health-care decisions. It is possible for a
patient to have the legal capacity to create an advance directive but
to have been adjudicated incompetentfor the purposes ofmaking his
or her own health-care decisions. Itis also possible for the patient
to have the legal power to make an advance directive thatwill come
into play immediately by its terms in virtue of the patient’s evident
incapacity to make health-care decisions themselves.3 One recent
British study concluded that twenty percent of patients with early
dementiawere able to express reasoned treatment preferences with
respect to clinical vignettes and that these capacities varied with
intelligence.

The common standard for creating an advance directive is
testamentary capacity. The Uniform Rights of the Terminally 111
Act Section 2, for example, provides that “[a]n individual of sound
mind and [18] or more years of age” may make an advance
directive,8and many state statutes use comparable language. “Of
sound mind” is the standard language for testamentary capacity,
borrowed from probate codes and used in advance directive statutes
without definition or further explanation.

The streamlined Uniform Health-Care Decisions Act Section 2,9
on the other hand, simply provides (without explanation) that “an

25 LIEBERSON, supra note 12, at 735.

37 Fazel et aL, supra note 9.

8 9B U.L-A. 175 (Supp. 2000).

23 See generally Charles P. Sabatino, The New Uniform Health Care Decisions Act
Paving a Health Care Decisiom Superhighway?, 53 MD. L. REV. 1238 (1994).
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adult” can give advance instructions for health-care decisions by
means of a range of advance directives.£) There are state advance
directive statutes that do not use the language of probate; Oregon,
for example, provides that a capable adult may execute a power of
attorney for health care or a living will, but also provides no further
explanation of its standard.4l Maine, in adopting the Uniform
Health-Care Decisions Act, provided that the declarant must have
capacity in a defined sense:

‘Capacity* means the ability to have a basic under-
standing of the diagnosed condition and to under-
stand the significant benefits, risks and alternatives
to the proposed health care and the consequences of
foregoing the proposed treatment, the ability to make
and communicate a health care decision and the
ability to understand the consequences ofdesignating
anagentor surrogate to make health-care decisions.£2

“Testamentary capacity” requires that the testator be able to
identify the natural objects ofher bounty and their relationships to
him, to recall the nature and extent of his property, and to dispose
ofhis property understandingly. A determination oflegal incompe-
tence in other respects and the appointment of a guardian or a
conservator for financial matters does not preclude testamentary
capacity, if the testator meets these standards.43

There are clear analogies for advance directives to these stan-
dards for testamentary capacity. If a patient can understand the
conceptofa living will, the possibility ofdeath, and the significance
of turning down life-sustaining care, he would seem to have the
capacity to make a living will. Itis even more likely that a patient

40 9 U.L.A. 315 (Supp. 1999).

4 OR. Rev. STAT. § 127.510(1) (1991) (providing for “not incapable™ adult execution).

43 ME.Rev. Stat. ANN. tit. 18, § 5-801(c) (West 1998).

a See, e.g., Burns v. Marshall, 767 So.2d 347, 352 (Ala. 2000); McKasson v. Hamric, 20
S.W.3d 446, 450 (Ark. Ct. App. 2000); Pope v. Fields, 536 S.E.2d 740, 743 (Ga. 2000); In re
Estate ofHerbert, 979 P.2d 39 (Haw. 1999); Verdiv. Toland, 733 N.E.2d 25,28 (Ind. Ct. App.
2000); In reEstate ofMorris, No. A-99-028,2000 Neb. App. LEXIS 142, at *13 (Neb. Ct. App.
May 16,2000); Johnsonv. Avery, No. 02A01-9803-CV-00079,1999 Tenn. App. LEXIS 394, at
*9 (Tenn. Ct. App.June 22,1999); Inre Estate ofSchlueter, 994 P.2d 937,940*41 (Wyo. 2000).
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would have the capacity to appoint a special power of attorney for
health care. Here, the understanding requiredwouldbe the identity
of the *natural” person to speak for him (perhaps a spouse or a
child), the fact that important decisions about care are being made,
andthe resultthat the identified surrogate will make them for him.
With such understanding, which seems possible when patients with
dementia can still recognize loved ones and participate in relation-
ships, the power to appoint a surrogate decisionmaker would
remain. Wary of possibilities of undue influence, however, North
Dakota requires that when nursing home residents execute powers
of attorney for health care, the execution must be witnessed by a
religious representative, an attorney, or a patient advocate.44

When testamentary capacity is challenged, the burden ofproofis
on the challenger to show that the testator lacked capacity or was
influenced unduly. The proofmay be required to meet the prepon-
derance ofthe evidence standard, or it may be required to meet the
higher clear and convincing evidence standard.%s There are
apparently no reported adjudications of challenges to the capacity
to create an advance directive. Courts that insist on dear and
convincingevidence ofapatient’s wishes before permitting termina-
tion oflife-sustaining treatment might, however, insiston dear and
convincing evidence ofthe capacity to make an advance directive as
well.46 ,

Il. Decisionmaking About Care: PrecedentAutonomy

WhatRonald Dworkin calls “precedent autonomy* allows a now-
capable person to control decisionmaking at a later point in time
when he no longer has the capacity to do so.47 There are several,
importantly different arguments for the recognition of precedent
autonomy. Most obviously, precedent autonomy recognizes the

u N.D. CENT. CODE §23-06.5-10(2) (1999).

4% See Cupples v. Pruitt, 754 So.2d 328, 333 (La. Ct App. 2000) (applying dear and
convincingevidence standard to determination oflack oftestamentary capacity in challenge
to will bequeathing property to blood relative).

4% LTEBERSON, supranote 12, at 727.

& Ronald Dworkin, Autonomy and the Demented Self, 64 MILBANK Q. 4, 10 (Supp. 2
1986).
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freedom of a person with present capacities to make plans for his
own future. Second, it allows now-capable people to further their
interests in determining how they will die, shaping the ends oftheir
lives and how they will be remembered. Perhaps more controver-
sially, precedent autonomy may also be defended as the best way to
give effect to whatever value autonomy continues to have for the
later-incapacitated person about whose care decisions must be
made. These arguments are different, and subject to different
objections to the authority of precedent autonomy, as discussed in
section 111 below.

Three standard legal methods further the exercise of precedent
autonomy. A patient may prepare a living will. A patient may
authorize a surrogate to make health-care decisions on his behalf,
through creation of a special, durable power of attorney for health
care (SPA). Or, a patient may have expressed his wishes in less
formalways, telling family members or friends what he would want
to have doneg, in circumstances more or less well articulated. Such
wishes might then be employed in a surrogate’s exercise of “substi-
tuted judgment,” with the surrogate deciding for the patient asitis
thought the patient would have decided for himself. This section
describes how these three forms of precedent autonomy operate; the
following section discusses criticisms of their authority: whether
they are really to be regarded as the exercise of autonomy, and
whether they should control when they direct care that is at odds
with the patient’s best interests at a later time.

A vast amount of law has contributed to the realization of
precedent autonomy. Since 1976, the year in which In re Quinlan’B
was decided and the California Natural Death Act®was adopted, all
states have adopted some form of advance directive statute. States
were encouraged in this effort by Justice Sandra Day O’Connor’s
concurring opinion in Cruzan v. Director,@ and by the ensuing
federal Patient Self-Determination Act. Many states have also
adopted statutes authorizing surrogates to exercise judgment on

48 In re Quinlan, 355 A.2d 647 (N.J. 1976).
Cal.Health & Safety Code § 85-7195 (West Supp. 1988) (repealed).
¢ 497 U.S. 261 (1990) (finding that if state insists on clear and convincing evidence of
patient's wishes before permitting withdrawal oflife-sustaining treatment, itis constitution-
ally required to provide patients with means ofreaching this standard).
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behalf of the patient, when the patient has not executed a formal
advance directive. These precedent autonomy statutes come in a
myriad ofvarieties. Some follow the Uniform Rights of the Termi-
nally HI Act. A few others follow the more recent, more sweeping
and integrated Uniform Health-Care Decisions Act. In addition to
the statutes, a modest, but persisting number of court decisions
address end of life care. What follows is a summary of major
approaches and trends in the statutes and case law of particular
relevance to patients with dementia.

A. “LIVING WILLS”

A “living will” is a directive by a person concerning the care he
would or would not want to have in future circumstances. Itis the
best known and most popular form of advance directive. Butit is
not the best. Under most state statutes, living wills are of limited
import and there is evidence that physicians do not follow them
even when they are applicable.6lL Even so, living wills can provide
helpful guidance and moral support for surrogates seeking to make
health-care decisions in accord with the patient’s prior wishes.&@

A threshold standard for a living will or other advance directive
to become operative is that the declarant no longer has the capacity
to make current decisions with respect to his health care.63 The
understanding of capacity and its application to patients with
dementia was discussed in section | above. Advance directive
statutes, however, frequently contain helpful reminders aboutwhat
capacity means that are relevant to patients with dementia. The
Uniform Health-Care Decisions Act Section 1(3) defines “capacity*”
as “an individual’s ability to understand the significant benefits,
risks, and alternatives to proposed health care and can make and
communicate a health-care decision.” Connecticut defines

B LIEBERSON, supra note 12, §9.7; David Orentlicher, The Illusion ofPatient Choice in
End-of-Life Decisions, 267 JAMA. 2101 (1992); Joan M. Teno et aL, Do Advance Directives
Provide Instructions that Direct Care?, 45J. AM. GERIATRICSSOC’Y 60S (1997).

2 MEISEL, supra note 12, § 10.3.

8 E.g., Uniform Rights ofthe Terminally 111 Act § 2(b)(c), 9B UJLA. 176 (Supp.
2000).

5 9, PartIB, U.LA. 148 (2000).
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incapacity as ‘“being unable to understand and appreciate the nature
and consequences of health-care decisions, including the benefits
and disadvantages of such treatment, and to reach and communi-
cate an informed decision regarding the treatment[.]’6 Kentucky’s
statute likewise includes both understanding and communication.8)
Maryland includes both understanding and communication, and
specifies that communication may be by means other than speech.&
Oregon adds that communication may be through an intermediary
familiar with the principal’s manner of communicating.88 New
Jersey specifies that capacity be assessed relative to particular
decisions.®

A further limit under most statutes is that living wills do not
become effective until the patient meets a specified requirement as
to his or her medical condition. Under the most stringent statutes,
the patient must be “terminally ill.” Definitions of terminal illness
typically include only the end stage of the dying process. The
Uniform Rights of the Terminally 111 Act Section 1(9) for example,
defines a terminal condition as “an incurable and irreversible
condition that, without the administration of life-sustaining
treatment, will, in the opinion of the attending physician, result in
death within a relatively short time.”8 Utah’s living will statute
has perhaps the most impressively limited definition of terminal
condition: a condition that ‘regardless of the application of life-
sustaining procedures, would within reasonable medical judgment
produce death, and where the application of life-sustaining proce-
dures serve only to postpone the moment of death of the person.”&
North Dakota’s statute, like Utah’s, is severely time-limited: an
“‘incurable or irreversible condition which, without the administra-
tion of life-prolonging treatment, will result in my imminent
death.”® Connecticut’s statute refers to end-stage disease: “the
final stage of an incurable or irreversible medical condition which,

Conn. Gen. Stat. §19a-570(6) (1999).

1997 Ky. Rev. Stat. &R. Serv. 311.621(5) (Banks-Baldwin).
Md. Code Ann., Health-Gen. | § 5-6010) (1999).

Or.Rev. Stat. § 127.505(13) (1998).

N.J. Stat. Ann. § 26:2H-55 (West 1996).

9B U.L.A. 174 (Supp. 2000).

Utah Code Ann. § 75-2-1103(10) (2000).

N.D. Cent. Code § 23-06.4-03(3) (2000).

BRBE QG *
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without the administration of a life support system, will result in
death within a relatively short time, in the opinion ofthe attending
physician[.]"8 None ofthese definitions encompass patients during
the long downhill course of dementia. Alzheimer’s patients might,
however, meet less time-restrictive statutes such as New Jersey’s,
which sets noouter limitbut presumes that alife span ofsix months
or less is terminal .64

Some living will statutes add persistent vegetative state or
persistent coma to terminal illness as a condition that triggers
efficacy of a living will.& Even Alzheimer’s patients with severely
diminished capacities are unlikely to meet this standard, hov/ever.

Still other states expand living wills to include conditions from
which the patient will not recover. Florida, for example, extends
advance directive statutes to an end stage condition “caused by
injury, disease, or illness which has resulted in severe and perma-
nent deterioration, indicated by incapacity and complete physical
dependency, and for which, to a reasonable degree of medical
certainty, treatmentofthe irreversible condition would be medically
ineffective.”® Oregon allows a patient to give directions for a
“progressive illness that will be fatal and is in an advanced stage”
when improvement is “very unlikely.”67 These descriptions would
seem to include the later stages of dementia.

Finally, the Uniform Health-Care Decisions Act Section 4
eliminates the requirement of a triggering medical condition
altogether.@ In states following the Uniform Act, living wills apply
to any patient lacking capacity, regardless of the stage of disease.

Advance directive statutes adopted before Cruzan® frequently
prohibited patients from refusing medically-provided nutrition and
hydration by means of advance directives, or singled out nutrition
and hydration for special treatment. These requirements have been
largely eliminated. There are exceptions, however. Missouri’s

8 Conn. Gen. Stat. Ann. § 19a-570(3) (West 1997).

6L N.J. STAT.ANN. § 26:2H-55 (West 1996).

& E.g., O.C.G.A. § 31-32-3 (2000); UTAH CODE ANN. § 75-2-1104 (2000).
& FLA STAT.ANN. ch. 765.101(4) (Harrison 1999).

67/ Or.REV.STAT. § 127.531 (1998).

&8 9, Part IB, U.KA. 157 (2000).

63 Cruzanv. Director, 497 U.S. 261 (1990).

HeinOnline -- 35 Ga. L. Rev. 555 2000-2001



556 GEORGIALAWREVIEW [Vol. 35:539

advance directive statute still prohibits the use ofadvance directives
to forego nutrition or hydration.” Oregon singles out nutrition,and
hydration for a separate decision by the patient and otherwise
prohibits its withdrawal unless it is not medically feasible or would
cause severe pain.7L Oklahoma requires specific authorization by
the declarant for nutrition and hydration to be included in the life-
sustaining treatment that is refused by a directive.2 Medically-
assisted nutrition and hydration may be an issue in the care of
Alzheimer’s patients nearing the end oflife, although recent studies
have questioned its therapeutic efficacy.?3

B. SPECIALPOWERS OF ATTORNEY FORHEALTH CARE

A second type of advance directive is the special, durable power
of attorney for health care. There are two importantly different
senses in which the SPA may be thought of as exercising precedent
autonomy. The creation of an SPAis a direct exercise of precedent
autonomy in that the patient chooses his decisionmaker. To the
extent that the SPA also attempts to choose as the patient would
have chosen for himselfin the current situation, the SPA may be
viewed as exercising precedent autonomy indirectly. Part 111 below
argues that criticisms of precedent autonomy are more telling
against the second than against the first sense in which the SPA
involves precedent autonomy.7

The SPA has several advantages over the living will. Most
obviousiis flexibility: the SPA can respond to medical circumstances
that were not anticipated by the patient in drafting a living will.
Another advantage is that the SPA gives the patient an identified
advocate. The SPA may be able to speak forcefully on behalfofthe
patient to health-care providers who might otherwise be unwilling
to follow or to interpret an advance directive.

70 MO. ANN. Stat. § 459.010(3) (West 1992).

7L Or.Rev. Stat. §§ 127.531,127.580 (1998).

72 Okla. Stat. Ann. tit. 63, 8§ 3103.3(6) (West 1999).

73 Thomas E. Finucane & Colleen Christmas, More Caution About Tube Feeding, 48 J.
Am.Geriatricssocy 1167 (2000); Thomas E. Finucane etal., Tube Feeding in Patients with
Advanced Dementia; A Review ofthe Evidence, 282 JAMA 1365 (1999).

7 Infra notes 129-70 and accompanying text.

B MEISEL, supra note 12, § 10.4.

HeinOnline -- 35 Ga. L. Rev. 556 2000-2001



2001] DECISIONMAKING AT THEEND OFLIFE 557

In many states, an additional advantage of the SPA over the
livingwillisthatit does notlimit applicability by triggering medical
conditions, except incapacity itself.® The Uniform Rights of the
Terminally Il Act Section 2(c), however, does limit SPAs to
terminally ill patients, apparently because the SPA was added as a
later amendmenttoits livingwill provisions.77 Afew states likewise
impose condition limits on the actions of the SPA. Oklahoma, for
example, will only allow termination oflife-sustaining treatment by
an SPAwhen the patientis terminally ill or in a persistent coma.78
In such states, the SPA does not have applicability advantages over
aliving will for patients with dementia.

Despite these advantages, there are difficulties in the use of
SPAs that may be particularly relevant to the circumstances of
patients with dementia. No willing or appropriate proxy might be
available. An appointed proxy might himself become incompetent
or debilitated; this is especially likely to be a problem when elderly
couples give health-care proxies to each other.

Of perhaps most concern, the appointed SPA might make
decisions that subordinate the patient to the needs and concerns of
others. Such concerns might be financial—the dissipation of an
estate, or emotional—exhaustion by the burdens of care. The
Uniform Health-Care Decisions Act Section 4 sets out the duties of
the SPA to make patient-centered decisions, in accord with the
patient’s wishes to the extent known, or the patient’s best interests
to the extent wishes are unknown.® Many state statutes impose
similar guidance on SPAs.8 Finally, an appointed proxy might
overreach or act in bad faith. A few state statutes specify that a
proxy’s actions may be challenged on this basis;8lother states might
permit such challenges despite the absence of specific statutory
authorization for them. A number of states require special safe-
guardswhen SPAs are appointed by patients in nursing homes, and

't E.g., ARIZ. Rev. STAT. ANN. § 36-3224 (West 2000); N.D. CENT. CODE § 233-06.5-17
(2000).

77 9B U.L.A. 176 (Supp. 2000).

B Okla. Stat. Ann. tit. 63, § 3101.4 (West 1999).

™ 9, PartIB, U.LA 159 (2000).

8 MEISEL, supra note 12, § 12.2, n.120.

8 E.g, Or.Rev. Stat. §127.550(1)(b) (1998).
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prohibithealth-care providers or employees of health-care facilities
from service in the capacity of SPA.

C. CONFLICTSBETWEENLIVINGWILLSAND THEDIRECTIVES OF POWERS
OF ATTORNEY: THE PROBLEM OF PRIORITY

Many state advance directive statutes authorize both living wills
and SPAs without any comment about how the two fit together.
Hopefully, the choices ofthe SPAwill not conflictwith the directions
in a living will. But it is certainly possible for the two to be in
apparent conflict, if the SPA believes that a treatment refusal in a
living will conflicts with the patient’s values or interests. When the
conflictarises between a general refusal oftreatmentin aliving will
and the SPA’s response to specific, unanticipated circumstances, it
may be only apparent. When the SPA believes that a specific
advance directive should not be followed in the patient’s current
circumstances, however, the conflictis very real.

The few state advance directive statutes that anticipate such
conflicts resolve them in several different ways. In Florida, the
holder of the SPA is directed to be guided by a living will, if there is
one.& This approach is justified if the living will is thought to be a
better indication of the patient’s precedent autonomy, but it loses
the SPA’s advantage of flexibility. Several states provide that the
most recent directive prevails.8 This approach makes sense on the
assumption that the later expression better reflects current choices.
Utah resolves disputes in favor of the directions of the SPA.8 This
approach allows the SPA, who is the principal’s chosen agent, to
respond to changed circumstances, but it has the risk that the SPA
might ignore the patient’s antecedent choices.

The Uniform Health-Care Decisions Act Section 4 lets the patient
coordinate directions to an SPA with a living will.& It assigns the
SPA authority to make all health-care decisions, unless the patient
specifies otherwise. This approach to conflicts may be most

& Fla. Stat. Ann. ch. 765.304 (Harrison 2000).

& Ariz. Rev. Stat. Ann. § 36-3209 (West 2000); N.D. Cent. Code § 23-06.6-13 (1991);
Okla. Stat. Ann. tit. 63, §3101.6 (West 1997).

& Utah Code Ann. § 75-2-1106(2) (1993).

& 9, PartIB, U.L.A. 156 (2000).
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reflective ofpatients’choices, but has the disadvantage ofinflexibil-
ity when patients place limits on the SPA and unforeseen circum-
stances arise.

D. DECISIONMAKING ABOUT CARE: CURRENT PREFERENCES AND THE
REVOCATION OF ADVANCE DIRECTIVES

All advance directive statutes provide that the currentwishes of
a patient with decisional capacity govern care decisions, and that
advance directives may be revoked. Many also provide that current
wishes control and that directives may be revoked even when
patients lack decisional capacity. Patients with dementia pose
difficult issues about revocations. Although lacking decisional
capacity, they may express wishes that are in apparent conflictwith
advance directives or that are difficult to interpret. Agitation,
combativeness, and suspicion of others may accompany dementia.
Persons with advancing dementia may forget family members or
friends and identify with others, apparently rejecting the ministra-
tions of an SPA or a family surrogate and evidencing the desire to
rely on someone else as a decisionmaker instead.

Many state advance directive statutes allow the contemporane-
ous desires of an incapacitated person to override a living will.&
Apparent expressions of wishes may be difficult to interpret,
however, depending on the patient’s level of incapacity. A patient
with dementia who had previously expressed the desire to have all
possible life-sustaining treatment and who rejects food and attempts
to dislodge afeeding tube is sometimes interpreted as desiring that
nutritional support be ceased. Conversely, a patient who had
declined all life-sustaining treatmentbutwho apparently enjoys his
present circumstances is sometimes interpreted as wanting
treatment to continue or at least being indifferent to its continua-
tion.87 Whether these interpretations are accurate reflections of

& Meisel, supra note 12, § 10.14, n.135.

87 See Rebecca Dresser, Life, Death, and Incompetent Patients: Conceptual Infirmities
and Hidden Values in the Law, 28 AHLZ L. Rev. 373,377-78 (1986) (discussing In re Spring,
405 N.E.2d 115 (1980)).
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preferences or external constructions is disputed; the character and
significance of these disputes is discussed in Part 111 below.

By far the majority of advance directive statutes treat the
creation and revocation of advance directives asymmetrically,
requiring capacity for the former but not for the latter. Despite
specifying that a declarant be “of sound mind’ to create an advance
directive, the Uniform Rights of the Terminally 111 Act Section 4
provides for revocation “at any time and in any manner, without
regard to the declarant’s mental or physical condition.”8 The
Uniform Health-Care Decisions Act Section 3 likewise allows
anyone to revoke regardless ofcapacity.® This Act, however, places
barriers in the way of revoking a power of attorney that it does not
impose on revoking a care directive. A power of attorney can only
be revoked by a signed writing or by personally informing the
supervising health-care provider. Other directives can be revoked
“at any time and in any manner that communicates an intent to
revoke.”®

There are exceptions to asymmetry of revocation. Maine and
New Mexico, in adopting the UHCDA, limit revocation to individu-
als “with capacity.”@ North Dakota also limits revocation to
competentpatients.2 Oregonhas an unusual variantofasymmetry:
a directive refusing nutrition and hydration can be revoked by a
principal regardless ofcapacity, butother directives require capacity
to revoke. B

The principal argument for asymmetry ofrevocationis the desire
to honor the patient’s current wishes, regardless of expression of
precedent choice. There are notable problems, however, in applying
asymmetry of revocation of patients with dementia. Apparent
expressions of wishes may be difficult to interpret and to dis-
aggregate from symptoms such as agitation, depression, or para-
noia. Loss of memory and the inability to remember family and

8 9B U.L.A. 181 (Supp. 2000).

& 9, Part 1B, U.L.A. 155 <2000).

QO Id.

9 Me. Rev. Stat. Ann. tit. 18-A, § 5-803 (West 1998); N.M. STAT. Ann. § 24-7A-3(A)
(Michie 2000).

@ N.D. CENT. Code § 23-06.4-05 (1991 & Supp. 1999).

B OH.Rev. Stat. § 127.545(1) (Supp. 1998).
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Mends may lead to apparent revocations of SPAs, even when the
SPA was originally chosen by the patient, has long-standing
knowledge of the patient’s values, and continues to care for the
patient. Finally, the irony of allowing asymmetry of revocation is
that a patient might be able to revoke an advance directive, but be
left without the power to create a new one. The result would be
either to leave the patient in a decisionmaking vacuum, or to defer
to precedent autonomy without a formal advance directive or to the
bestinterests standard. In stateswith asurrogate consent statute,
the SPAmightin any event be one ofthe listed statutory surrogates.
One recommendation to draw from this confusionis reconsideration
ofwhether incapacitated patients should be able to revoke SPAs to
the same extent they are able to revoke living wills. An alternative
would be to require capacity for the revocation of an SPA, unless
there are additional grounds for challenging whether the SPA is
acting in good faith. PART Ill below argues that the criticisms of
precedentautonomy applywith more plausibility to livingwills than
to the selection of SPAs.%

E. PRECEDENT AUTONOMY WITHOUT FORMAL ADVANCE DIRECTIVES:
THE USE OF SUBSTITUTED JUDGMENT

Despite widespread publicity, livingwills and SPAs are not used
by the majority ofAmericans. Evenwhen alivingwillexists, it may
be inapplicable or too general to direct care in the specific circum-
stances ofthe patient’s case. To fill in the breach, about halfofthe
states have adopted surrogate consent statutes. New Jersey, for
example, provides that when an instruction directive is not specific
to the patient’s condition, surrogates should be consulted for a
reasonable understanding ofthe patient’s wishes.% These statutes
authorize a prioritized list of decisionmakers to act on the patient’s
behalf: the SPA, a court appointed guardian, followed by family
members in order of degree of relationship. Some statutes also
include close friends at the end of the list. For example, Florida
adds to the list “close personal fnend,” defined as:

A Infra notes 129-70 and accompanying text
5 N.J. STAT. ANN. § 26:2H-64(b) (West 199S).
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any person 18years ofage or older who has exhibited
special care and concern for the patient, and who
presents an affidavit to the health care facility or to
the attending or treating physician stating that he or
she is a friend of the patient; is willing and able to
become involved in the patient’s health care; and has
maintained such regular contact with the patient so
as to be familiar with the patient’s activities, health,
and religious or moral beliefs.%

In the absence of family members, the Uniform Health-Care
Decisions Act and states following it allow any adult “who has
exhibited special care and concern for the patient, who is familiar
with the patient’s personal values, and who is reasonably available'
to act as a surrogate.97

Some of these statutes impose limits on when listed surrogates
may act and on what they may do. The Uniform Rights of the
Terminally 111 Act Section 7 limits the surrogate’s authority to
terminal illness, but contains this limit in virtue of drafting the
surrogacy provision into an already-limited format.®8 Maine limits
the power of the statutory list of surrogates to the following
procedures: “asurrogate may not deny surgery, procedures or other
interventions that are lifesaving and medically necessary [where a]
medically necessary procedure is one providing the most patient-
appropriate intervention or procedure that can be safely and
effectively given.”® Other surrogacy statutes give more general
directions to the surrogate to actin accord with the patient’s wishes
or interests.

Even without statutory authorization of listed surrogates, or
formal appointment of a guardian, surrogate decisionmakers may
have the legal power to make decisions on behalf of incapacitated
patients. Advance directive statutes complement underlying

B FLA Stat.ANN. ch. 765.101(3) (Harrison 2000).

97 Uniform Health-Care DecisionsAct 85(c), 9 U.L.A. 167 (1993); see, e.g., Me. Rev.
Stat. ANN. tit. 18-A, § 5-805(C) (West 1998) (Mowing UCHDA).

ss 9B U.L.A. 184 (Supp. 2000).

®D Me.rev. Stat. ANN. tit. 18-A, § 5-805(a) (West Supp. 2000).
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common law and constitutional rights.10 They give patients and
physicians new assurances: patients have a formal means for
expressing their wishes, and physicians have a shield against legal
liability. 1l Oklahoma’s statute, for example, puts forth as a goal
keeping these ‘“highly sensitive, personal issues” away from
courts. 12 Many other state statutes are explicit that the rights
given in them are cumulative upon common law and constitutional
rights.138

Unlike the SPA, the surrogates discussed in this section cannot
be regarded as exercising precedentautonomy in the sense thatthey
have been chosen by the patient. Instead, their exercise of prece-
dent autonomy is at best indirect, as they attempt to decide as the
patient would have chosen for him or herself. Some critics of the
substituted judgment standard regard this indirection as critical:
ifthe surrogate has notbeen chosen by the patientandifthe patient
has not stated his or her choices for the situation at hand, how can
substituted judgment be regarded as autonomy at all?104 Both the
litigated cases and the statutes struggle with the substantive
standard to be applied to decisions based on substituted judgment.
Tothe extent possible, surrogates are to try to choose as the patient
would have chosen under the circumstances given his values and
interests. The term “substituted judgment’ has been used to
describe this process; but it is misleading if it is taken to suggest
that the surrogate should “substitute” his judgment for the pa-
tient’s. Instead, whatis “substituted”is the surrogate as processor,
applying the patient’s values to the problem at hand.1b> When
evidence of the patient’s values is lacking, statutes and case law
require the surrogate to base decisions on the patient’s best
interests.16 A widely emulated New Jersey case sets out a three-
tiered structure: the substituted judgment standard, a “limited
objective test”in which the surrogate follows limited evidence ofthe

A0 David Orentlicher, The Limits ofLegislation, 53 Md. L. Rev. 1255 (1994).

0 Meisel, supranote 12, § 10.12, n.100 (citing statutory provisions to this effect).

1 OKLA STAT.ANN. tit 63, § 3101.2(A)(3) (West 1997).

1B E.g., O.C.GA § 31-32-11(a) (1996).

™ E.g., Personal Communication with Teresa Collett, Joint Conference on Legal/Ethical
Issues in the Progression of Dementia, Athens, Ga., 2000.

15 See infraPart 111 (criticizing this process as precedent autonomy).

B InfraPart IV.
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patient’s wishes to discontinue care when the burdens ofcare clearly
outweigh its benefits to the patient, and an “objective”best interests
standard.107

The litigated cases also have struggled with the evidentiary
standard to apply to these surrogate decisionmakers. While the
prevailing view is that lesser evidentiary standards are required,1B
a few jurisdictions have insisted on the more stringent clear and
convincing evidence standard.1® Connecticut provides for the more
stringent standard in its surrogacy statute: “[w]ith respect to any
communication of a patient’s wishes other than by means of a
document executed in accordance with section 19a-575a the court
shall consider whether there is clear and convincing evidence of
such communication.”210 In Cruzan,1l1the Supreme Courtheld that
insistence on the more stringent standard does not impinge on an
arguable constitutional liberty right of the patient to refuse
unwanted medical care.1?

A few quite recent, reported decisions take up the evidentiary
standard required for discontinuation of life-sustaining treatment
when a patient is neither terminally ill nor in a persistent vegeta-
tive state. These cases speak to the situations of many dementia
patients. InMartin v. Martin,113the Michigan Supreme Court held
that clear and convincing evidence of prior wishes is required to
remove a life-sustaining feeding tube from a patient with severe
cognitive impairments.14 Michael Martin suffered a closed head
injury in an automobile accident, which left him unable to care for
himself or interact with his environment in more than minimal
ways.155 Five years later, his wife, formally appointed as legal
guardian, sought authorization to remove medically-assisted
nutrition, relying on testimony about his expressed wishes before

107 In re Conroy, 486 A.2d 1209 (N.J. 1985).

1B See, e.g., In re Lawrance, 579 N.E.2d 32 (Ind. 1991).

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

10 CONN Gen. Stat. § 19a-580(c) (1997).

M Cruzanv. Director, 497 U.S. 261 (1990).

12 Id. at 261.

13538 N.W.2d 399 (Mich. 1995).

W 1d. at 410.

16 Medical testimony was divided on whether he was capable of any meaningful
interaction at all, even of the most minimal sort. 1d. at 402-03.
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the accident. His mother and sister opposed the discontinuation.
The Michigan court applied the clear and convincing evidence
standard and concluded that it was not met by the evidence in
Martin’s case.116 In the court’s words, “[o]nly when the patients
prior statements clearly illustrate a serious, well thought out,
consistent decision to refuse treatment under these exact circum-
stances, or circumstances highly similar to the current situation,
should treatmentbe refused or withdrawn.”1I7 Martin’s statements
that he would notwant to live like a vegetable, made when he was
young and healthy, werein the court’s judgmenttoo remote from his
present circumstances to provide clear and convincing evidence of
his preferences under the current circumstances.118 The court
reached this conclusion despite testimony that some of Martin’s
comments had been made with respect to young people or accident
victims, and had rejected severe dependency as well as life in a
persistent vegetative state.119

In a second such case, the Wisconsin Supreme Court refused to
allow a guardian to withdraw nutritional support from a patient
with Alzheimer’s dementia.1l0 Edna F. was described by the court
as responsive to stimuli and bedridden.12l Her sister, who was her
court-appointed guardian, sought withdrawal of the feeding tube;
the sister’s only evidence of Edna’s wishes was a statement made
nearly thirty years earlier to the effect that she would rather die of
cancer than lose her mind. The nursing home’s ethics committee
had approved the withdrawal provided no family member objected;
a niece, however, refused to sign an approval required by the
facility. Distinguishing an earlier case which had permitted
withdrawal of a feeding tube from a patient in a persistent vegeta-
tive state, the Wisconsin court applied a presumption that continu-
ing life was in Edna F.’s best interests so long as she was notin a

16 Id at 411.

17 1d.

m Id.

m Id.at 413.

10 Inre Guardianship of Edna M.F., 663 N.W.2d 485 (Wis. 1997).

121 1d. at 487. A concurring opinion added that she was utterly dependent, showed no
purposeful responses to stimuli, and was immobile with limb contractures. Id. at 499*500
(Abrahamson, C.J., concurring).
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persistent vegetative state.12 Through the court-appointed
guardian ad litem agreed with Edna F.’s sister that withdrawal of
the feeding tube was appropriate, the court refused to authorize
discontinuation of the feeding tube without clear and convincing
evidence of her wishes, an evidentiary standard not met by state-
ments remote in time and in circumstance.123

A similar case is currently under review by the California
Supreme Court.124 Injured in an automobile accident, Robert
Wendland was comatose for 16 months and thereafter minimally
able tointeractwith his environment. Twoyears after the accident,
his wife Rose, as his conservator, sought removal of nutrition and
hydration; her request was opposed by his mother and sister. The
probate courtrefused to grantRose Wendland’s request, concluding
that although there was clear and convincing evidence that she was
acting in goodfaith, clear and convincing evidence ofhis wishes was
lacking. The appellate court reversed on the ground that under the
California Probate Code Section 2355 the conservator is required to
actin good faith but not to provide clear and convincing evidence of
the patient’s wishes.1®% Further, the courtdistinguished Martin and
EdnaF. on statutory grounds.1% Briefing for the Wendland review
has just been completed.

Application of the clear and convincing evidence standard to the
use ofsubstituted judgmentto discontinue life-sustaining treatment
In a non-PVS patient is indicative of heightened judicial concern
about such decisions. Section I11 turns to the justifiability of these
concerns.1Z7 Section 1V takes up the best interests standard and is
critical of the presumption, applied by the Wisconsin court, that
continued life-sustaining treatmentis always in the best interest of
a patient who is not terminally ill or in a persistent vegetative
state.1B8

122 Id. at 491-92 (distinguishing In re Guardianship of L.W., 482 N.W.2d 60 (Wis. 1992)).

13 1d. at 492.

12 Wendlandv. Wendland, 93 CaL Rptr. 2d 550 (Cal. Ct. App. 2000), review granted and
opinion superseded by, In re Conservatorship ofWendland, 2 P.3d 1065 (CaL 2000).

15 1d. at 553-54.

151d, at 567-68.

127 See infra notes 129-70 and accompanying text

1B See infranotes 171-219 and accompanying text.
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I1l. The Authority of Precedent Autonomy

Despite the many advance directive statutes and court decisions
supporting them, doubts continue to be expressed about the
justifiability of relying on precedent autonomy. Although courts
insist on the clearest ofevidence, and statutes require even chosen
surrogate decisionmakers to take into accountboth anincapacitated
patient’s wishes and his best interests, there is evidence that
physicians ignore advance directives in light of what they think
might be best for the patient, and there is evidence that patients
sometimes want physicians to act in this manner. Staunch
defenders of advance directives deplore these departures from
precedentautonomy. Butcritics argue that they reflect appropriate
concerns about the authority of precedent autonomy when its
exercise conflicts with the apparent expressed wishes or the best
interests of anincapacitated person. These criticisms of precedent
autonomy have particular force for patients with dementia when
their illness assumes a long and fluctuating downhill course. Such
patients may anticipate extended periods of limited capacity or full
incapacitation.

A. VAGUENESS AND INACCURACY

Whether formal or informal, advance directives may not be very
specific. Lavingwills may simply specify refusal of “life-sustaining
care” or “extraordinary treatment.” Comments to family and
friends, such as “l don’t wantto live like that” or “l don’twant to be
dependent on machines” may not speak to the patient’s condition,
treatments, or prognosis. A living will is at least drafted with the
intent of governing end-of-life decisionmaking; remarks to family
and friends may be made without any intent that they be taken as
guidance. There is thus reason to doubt that even living wills and
surelyremarksin casualconversationare actually precedentchoices
for particular choices about patient care.1® Lynnet al_ suggest that

@  SeeRebeccaS. Dresser, Autonomy Revisited: The Limits of Anticipatory Choices, in
Dementiaand Aging: Ethics, Values,and Policy Choices 71 (RobertH. Binatock et aL.
eds., 1992)
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vagueness can be grounded theoretically: People who are in good
health may have no well-developed preferences about what they
would wantwere they to become ill, for such preferences are formed
in interaction with ongoing experiences of iliness and in dialogue
with others.13)

One empirical study questions whether statements in a general
living will are consistent with patients’ preferences for specific life-
sustaining procedures under a variety of health scenarios.18l
Another study casts doubt on whether choices can be generalized
from one health-care situation to another. Reilly, Teasdale &
McCulloughinterviewed a sample 0f218 community-dwelling elders
with regard to their preferences for a range of life-sustaining
treatments under four different health-care scenarios.1? Their four
scenarioswere sudden life threatening illness with some possibility
ofreturnto currenthealth status, terminalillness, persistent coma,
and acute illness for a patient with “moderately advanced Alzhei-
mer’s” (described as no longer allowing independence, but allowing
interaction with family and friends). Respondentswere most likely
to choose interventions in the first scenario (12% never, 52% trial
and 36% always) and least likely to do so for persistent coma (62%
never, 28%trial, and 11%always).13 Responses for acute illness for
a patient with moderately advanced Alzheimer’s were more divided
(43% never, 36% trial and 21% always), with a majority of inter-
viewees preferringlessinvasive interventions for this scenario, such
as hospital admission (74%) and antibiotics (73%0).134 In response,
Volicer & Hurley note that this study is limited to extrapolation
from one scenario to another, and caution that it should not be
characterized as invalidating more general directives in living

18 Joanne Lynn etal, Dementia and Advance-Care Planning: Perspectives from Three
Countries on Ethics and Epidemiology, 10J. CLINICALETHICS271,273 (1999).

1 Lawrence J. Schneiderman et al., Relationship of General Advance Directive
Instructions to SpecificLife-Sustaining TreatmentPreferences in Patients with SeriousIIness,
152 Archives Internal Med. 2114 (1992).

12 RebeccaB. Reilly etal, ProjectingPatients'Preferences from Living Wills: An Invalid
Strategy for Management of Dementia with Life-Threatening llIness, 42 J. Am. GERIATRICS
SOC’Y 997 (1994).

138 1d. at 1000.

3 1d.
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wills.1d Contrary to the study just described, a smaller study
recently concluded that cognitively normal older adults would be
less likely to optforinvasive interventions (CPR, ventilator support,
or tube feeding) for patients with moderate dementia, and that 95%
would reject more invasive interventions for patients with severe
dementia.1¥ This later study also identified a positive association
between the desire for life-sustaining treatment and less education,
greater independence, and a higher perceived quality of life.

Fazel, Hope & Jacoby, in a sample of patients from Oxford,
England, found a positive association between preferences for
treatment intervention and cognitive impairment.18/ They suggest
three explanations. First, cognitively impaired patients may have
more limited understanding of the consequences of their decisions.
Second, they may be more willing to defer to medical authority.
Most critical of precedent autonomy is their third explanation:
‘beople who already have cognitive impairment may put a higher
value on their life than the value that people without cognitive
impairment put on their future hypothetical life with dementia.”133

If there is reason to doubt the meaning of patients’ prior state-
ments, there may be even more reason to doubt the accuracy of
surrogates’ predictions of what patients would choose. Leaving
aside the possibility that surrogates mightengage in intentional or
carelessmisrepresentation, there is evidence that they are at best
imperfect predictors of what their loved ones would choose.
Sulmasy et al. report 66%o accuracy in surrogates’ predictions about
what patients with a predicted less than 50% chance of two-year
survival would choose for end-of-life care in several scenarios.1®
Other findings were as follows: accuracy was less for the scenario

13 Ladislar Volicer & Ann Hurley, Protecting Self-Determination ofDementia Patients,
43J. Am. Geriatrics Socy 938,938-39 (1995).

1% Dwenda K. Gjerdingen et aL, Older Persons* Opinions About Life-Sustaining
Procedures in the Face ofDementia, 8 ARCHIVESFAM. Med. 421 (1999).

137 Seena Fazel et al, Effect of Cognitive Impairment and Premorbid Intelligence on
Treatment Preferences for Life-Sustaining Medical Therapy, 157 AM. J. PSYCHIATRY 1009,
1011 (2000).

13 1d. e
1P  Daniel P. Sulmasy et aL, The Accuracy of Substituted Judgments in Patients with

Terminal Diagnoses, 128 ANNALS INTERNALMed. 621 (1998); see also Daniel P. Sulmasy et
aL,MoreTalk, LessPaper: PredictingtheAccuracy ofSubstituted Judgments, 96 AM.J. MED.

432 (1994).
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of severe dementia than for the scenario of permanent coma;
accuracy was greatest for invasive procedures such as ventilator
care (84%o); accuracy was also greater for more highly educated
surrogates and patients, and for surrogates who had conducted
explicit discussions with patients; surprisingly, religiosity was
negatively associated with accuracy; furthermore, there was no
significant difference in accuracy between the predictions of
patients’ chosen surrogates and the predictions of surrogates
provided for in standard statutory lists.1D

Another quite small study of the decisions that would be made
prospectively by spouses of patients with Alzheimer’s disease found
them far more likely to withhold care in cases ofcoma than in cases
of critical illness. 4L As in the Sulmasy study, spouses in this study
were far more willing to withhold invasive therapies such as CPR
and ventilator support than antibiotics. These judgments were
based on perceptions of patients’ interests and quality of life
independent of cognitive status. There was a slight association
between spouses perceiving themselves as more burdened and being
less willing to forego life-sustaining care.12

Several studies ofhealth-care providers suggest they are not good
predictors of patients’ preferences either. In aninitial study ofthis
question, Uhlmann, Pearlman & Cain found that physicians and
nurseswere no better than chance in predicting patients preferences
for resuscitation,3 In a later study, Uhlmann and Pearlman
provided this possible explanation: Physicians rank the quality of
life of their chronically ill patients as lower than their patients do;
and physicians are more likely than patients to associate perceived
guality of life with attitudes towards life-sustaining treatment.14

Although the studies are limited, these data suggest reason for
concern about extrapolating decisions regarding current care from

10 Sulmasy et aL, The Accuracy of Substituted Judgments in Patients with Terminal
Diagnoses, supra note 139fat 625-26.

M1 Mathy Mezey et al.fLife-Sustaining Treatment Decisions by Spouses ofPPatients with
Alzheimer's Disease, 44 J. AM. GERIATRICS SOC*¥Y 144 (1996).

W 1d. at 148-49.

143 Richard F. Uhlmann et al., Understanding of Elderly Patients’ Resuscitation
Preferences by Physicians and Nurses, 150 W.J. Med. 705 (1989).

W R.F. Uhlmann & RA. Pearlman, Perceived Quality of Life and Preferences for Lifee
Sustaining Treatment in Older Adults, 151 ARCHIVES INTERNAL MED. 495, 497 (1991).
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patients’ prior choices about other circumstances or surrogates’
beliefs about what these choices would be. If precedent autonomy
means relying on prior reasoned directives to govern present
choices, it is not furthered by inaccurate extrapolations. Risks of
inaccuracy, however, appear to be lower for more invasive forms of
care and to be reduced significantly by discussion and communica-
tion. Concerns about accuracy do not, therefore, entail rejection of
the authority of precedent autonomy altogether. Instead, they
suggest increased efforts to encourage communication about
preferences and care in scrutinizing the evidence, with particular
attention to the extent to which reports about preferences are
grounded in discussions of particular circumstances.

B. PREFERENCE INSTABILITY

The likelihood that patients will change their minds about care
decisions is another basis for challenging the authority of advance
directives. Severalstudies have explored the stability ofantecedent
preferences. Everhart and Pearlman found significant stability of
treatment preferences over a month-long period among a sample of
thirty patients in a Seattle VA ICU.M In a study conducted by the
same research group over a longer time frame, however, Patrick et
al. found considerable changes in preferences for life-sustaining
treatment.146 Patients were interviewed at baseline, 6,18, and 30
months. Changesin preferencesforlife-sustainingtreatmentvaried
with patients’ assessments of their health status. These changes
may reflect an increased willingness to tolerate conditions when
their effects have been experienced and have become familiar to the
patient.

When patients have decisionmaking capacity, such changes in
preferences do not undermine respect for autonomy. Genuine
changes of mind about health-care decisions should be respected,
just as are changes of mind about other important life choices.

s Maria A. Everhart & Robert A- Pearlman, Stability ofPatient Preferences Regarding
Life-Sustaining Treatments, 97 CHEST 159 (1990).

Is Donald L. Patrick et aL, Validation of Preferences for Life-Sustaining Treatment:
Implications for Advance Care Planning, 127 ANNALS INTERNALMed. 009 (1997).
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When they restin more complete knowledge, moreover, they are all
the more to be respected. Suppose, however, that the apparent
change of mind occurs on the part of a patient whose
decisionmaking capacities are diminished, or who lacks capacities
altogether. How should precedent directions be weighed against
later apparent expressions of wishes by such patients?

One solution is to encourage patients to answer this question for
themselves. One study reports that a considerable percentage of
patients would prefer to give their health-care providers “leeway”
in deciding whether to follow their advance directives for
care—Sehgalet al. asked dialysis patients whether they would want
dialysis continued if they developed advanced Alzheimer’s disease
(52% overall yes; 67% African-Americans yes), and whether they
would want health-care providers to follow their advance directives
about dialysis under the same circumstances. & Only 39% of
patients wanted their advance directives followed strictly; 19%
wanted physicians to take “a little leeway,” 11% wanted “a lot of
leeway,” and 31% wanted “complete leeway.”8 Patients with
written advance directives (60%), younger patients (44%), and
patients without a history of cancer (41%) were more likely to want
directivesto be followed strictly.10 Factorsinvolved in the desire for
leeway included pain or suffering, quality oflife, possibility ofa new
treatment, indignity, financial impact, and religious beliefs. The
authors of this study conclude that the SPA may more accurately
reflect many patients’ choices than specific living wills, because the
SPA can respond to changed circumstances, and further recommend
that patients be asked to describe for their surrogates the extent to
which they would want advance directives followed strictly.18

Nonetheless, evenifpatientsinstructtheir surrogatesin advance
about the extent to which they want prior directives to be followed,
conflicts may still arise between these instructions and the apparent
expressed wishes or bestinterests ofanincapacitated person. Such
conflicts pit precedent autonomy against concerns that might be

u7 AshwiniSehgaletal, How StrictlyDoDialysis Patients Want TheirAdvanceDirectives
Followed?, 267 J. AM. MED. 59,61 (1992).
Id.
W Id.
B Id. at 62-63.
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voiced on behalfofthe now-incapacitated Ronald Dworkin takes a
hard line in favor of precedent autonomy: that unless the later
expressions reflect reasoned decisions, respect for autonomy
requires following the advance directive.15l RebeccaDresser, onthe
other hand, defends protecting the interests of the now-incapaci-
tated person for the most part over the earlier choices.1®2

Dworkin’s picture is that if a now-incapacitated person cannot
reason according to a plan, the precedent directives reflect auton-
omy butthe later expressed wishes do not. The later wishes do not
reflect a deeper sense of self, of character, or of values. On
Dworkin’s view, therefore, autonomy supports honoring the earlier
directives; but there is no case from autonomy for protecting the
later wishes. The conflict lies instead between precedent autonomy
andthe interests ofthe now-incapacitated person, with expressions
of present wishes—to the extent that the person remains able to
express any wishes at all—considered in understanding the
experiential interests of the incapacitated person.

Atleast one recentcommentator, Agnieszka Jaworska, questions
this picture. Jaworska argues that Dworkin discounts the extentto
which patients with dementia are capable of autonomy because he
relies on a misguided view ofautonomy.13 In Jaworska’s view, the
capacity to value is what is critical to autonomy. Patients with
dementia may maintain the capacity to value even when they have
lost short term memory or the ability to engage in means-end
reasoning. Ifthey maintain consistency ofends, Jaworskacontends,
they canbe assisted in the exercise of autonomy by others working
with them and supporting them in the realization of their ends.13!
Moreover, she asserts, Dworkin is just wrong in asserting that the
expressions of wishes by persons with dementia are characteristi-
cally fleeting, conflicting, or absent a link to identity. Jaworska
reports stories of patients with moderate to severe dementia who
nonetheless evidence values through their behavior, such as the
desire to help others, the desire to remain independent, the desire

Bl Ronald Dworkin, Life’s Dominion: AnArgumentAboutAbortion, Euthanasia,
ANDINDIVIDUAL FREEDOM (1993); Dworkin, supra note 47, at 14.

1?2 See infranote 158 for a list of Dresser's works,
X 18 Jaworska, supra note 13, at 125-29.

M Id.
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not to go to day care, or the desire not to die.J® She concedes that
patients with advanced dementia are not capable of deliberating
aboutthe adoption ofnew values or the resolution ofconflicts among
ends. With loss of the ability to form new memories, they become
unable to form new values. Nor are they capable of critical reason-
ing about means. What they may maintain is a sense ofwhat is of
value to them, however faint and flickering. Jaworska also
recognizes that the values maintained may be altered or diminished
and that with the loss of capacity to reason will come a loss of
abstract values, such as religious identity.18

Jaworska seems clearly right that a sense of what is valuable
may remain even when the capacity for choice has been lost.
Whether respect for these valuations is properly viewed as respect
for autonomy is another matter, however. If autonomy means
deliberating about one’s course in life and choosing for oneself, it
should not be. Although patients with advancing dementia remain
capable of having ends, they need assistance with the processes of
choice that are crucial to autonomy. Jaworska does importantly
remind us that the cognitive life of many persons with even severe
dementiais far richer than Dworkin supposes. Precedent autonomy
thus may conflict with acomplex set of concerns and interests ofthe
person with dementia, although it does not conflict with their
autonomy. Along these same lines, Fellows suggests thatwe should
tryto understand the experiences ofpatients with dementia, ofwhat
their lives are like for them from the inside.157 Ifwe do so, we will
see that the significant moral conflict lies between precedent
autonomy and the experiential interests of the now-incapacitated
person.

For a number of such reports, see JOHN BAYLEY, EIIEGY FOB IRIS (1999); ANN
Davidson, Alzheimer's,aloveStory: OneYearin MyHusband’sJ ourney (1997); Steven
B. Sabat, Voice ofAlzheimer’ Disease Sufferers: A Callfor Treatment Based on Personhood,
9J. Clinical Ethics 35 (1998).

186 Jaworska, supra note 13.
187 Fellows, supra note 27, at 925.
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C. TRANSFORMATION OF THE SELF

Atthispoint, critics ofprecedentautonomy may reach to a deeper
metaphysical level. In addition to the concerns about precedent
autonomy already discussed, RebeccaDresser questionswhether the
precedent self has any authority over the now-incapacitated
person.13B Her contention is that if the psychological connections
between the now-incapacitated person and the person he used to be
have become sufficiently attenuated, we should reconsider whether
they are even the same person. Ifthe patient with Alzheimer’s is
genuinely “nolonger himself,” the directives ofprecedent autonomy
are as irrelevant to him as are the choices of an entirely different
human being.

This “different person” argument draws on a view of personal
identity developed by Derek Parfit, that identity consists in
psychologicalconnectedness.1®As the memories andother cognitive
capacitiesofAlzheimer’s patients diminish, so do their psychological
connectedness become increasingly attenuated. As psychological
links fade, the former self disappears, to be replaced by a different
selfwith a different mental life. Parfifs view ofpersonalidentity is
intriguing and deeply controversial, but there are several reasons
for rejecting it as a definitive argument against the authority of
precedent autonomy for patients with dementia. First, itis a view
about personal identity thatis controversial for reasons far beyond
the scope of this article. Second, patients with dementia may not
experience dislocations sufficiently complete to be regarded as the
emergence of a new self.18) Ifthe descriptions of observers such as
Sabat are correct, these patients first experience the

1B Rebecca S. Dresser, Autonomy Revisited: The Limits of Anticipatory Choices, in
Dementiaand Aging: Ethics, Values,and Policy Choices 71 (Robert H. Binstock et aL
eds.f1992); Rebecca Dresser, Life, Death, and Incompetent Patients: Conceptual Infirmities
and Hidden Values in the Law, 28 ARIZ L. Rev. 373, 376, 379 (1986); Rebecca Dresser,
Missing Persons: Legal Perceptions of Incompetent Patients, 46 RUTGERSL. REV. 609,612
(1994) [hereinafter Dresser, Missing Persons]; Rebecca Dresser & Peter J. Whitehouse, The
Incompetent Patient on the Slippery Slope, 24 HASTINGSCENTERREP., July-Aug. 1994, at 6.

1B Seegenerally DEREKPARFTT, REASONSANDPERSONS (Clarendon Press 1984).

10 Norman L. Cantor, Prospective Autonomy: On the Limits of Shaping One}
Postcompetence Medical Fate, 8 J. CONTEMP. HEALTHL. & POL*Y 13,31-33 (1992).
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disconnectedness associated with a loss of short-term memory.16
Psychological connectedness to the memories of youth may be
especially strong.1&2 As dementia progresses, they may lose sight of
ends that require complex cognitive skills: the ability to do science,
or religious faith. But even in these respects they may not be
entirely disconnected from their earlier psychological histories.
Sabat, for example, describes a man with moderate to severe
dementiawho had lost the ability to do science but who retained the
sense ofaccomplishmentassociated with helping Sabat’s own study
of Alzheimer’s disease.18 Jaworska’s account of the capacity of
Alzheimer’s patients to value relies on just this connectedness with
former aims.

A third reason to reject the “different person” argument is that
it does not answer the full moralforce ofthe argument for precedent
autonomy. The argument for precedent autonomy is not only that
persons have aright to have their choices respected across time. It
is also that they have interests in the overall shape of their lives,
including the form that will be taken at the end.164 They have
interests in how they will be remembered by others, memories that
will surely be affected by the character oftheir dying process. These
interests are notexpunged by the interests ofthe now-incapacitated,
whether regarded as the same or a different person.

Fourth, the “different person” argument may prove too much. If
the *“different person” argument undermines the authority of
precedent autonomy for health care, it may also undermine the
authority of precedent autonomy more generally. Drickamer &
Lachs point out that if precedent autonomy is undermined for the
patient with dementia, it is also undermined for the patient with a

1B Sabat, supra note 155, at 38.

m StephenG.Post,TheMoralChallengeofAlzheimerDisease (1995). Postrelates
this as a story aboutthe importance ofhonoringthe patient’s former relationship* Butthero
isanotherway to tell this story. Supposethatthe patients attraction to the residentis based
on liking in him, albeitin an inchoate way, the characteristics she had lovedin her husband.
Then there might be a sense in which the new relationship honors the old, even ifit involves
a confusion ofidentity as well. See also Stephen G. Post, Alzheimer Disease and the Then*
Self; 5 Kennedy Inst. Ethics J. 307,307-08 (1995).

183 Sabat, supra note 155, at 41-43.

m DWORKIN, supranote 151, at 227. For good examplesofthe shape ofa life, see ROBERT
C.S.Downs, The Fifth Season (2000), Bayley, supra note 155, G.RobertArtley, Ginny:

ALove Remembered (1993).
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swifter cognitive decline, such as a patient who has become
Incapacitated from metastatic brain cancer.1% Post relates the tale
of a nursing home resident who mistakes another resident for her
deceased spouse and wants to cohabit with him; her daughter
refused consent because it would make a “mockery” of her parents’
loving relationship, now past.16 Cantor observes that it is difficult
to distinguish rejecting precedent autonomy for health-care
decisionsbutnotfor other decisions, such as property arrangements
or wills.167 Many social mechanisms have been developed specifi-
cally to allow people to be confident that their present desires to
provide for the future will be respected over time. A response to this
argumentis that health-care decisions are special; they may mean
life and death itself. But even property arrangements may be
similarly critical, if resources otherwise assigned are required for
life-saving care.

Moreover, the “differentperson' argumentmay have particularly
troublesome implications for the SPA for health care. Even if the
argument is limited to health-care decisions, it applies with equal
force to living wills and to SPAs. It then suggests that if the now-
incapacitated person has formed different attachments, new
surrogate decisionmakers would be appropriate even when an SPA
was appointed through the exercise of precedent autonomy. The
particularly counter-intuitive result is that the authority of the
patient’s chosen surrogate to make health-care decisions would be
undermined, but the surrogate would retain authority to make all
other decisions. This distinction seems odd at best; the chosen SPA
should have the authority to make health-care decisions as well as
other decisions, unless there is some reason for doubting his good
faith. There are reasons for doubting the authority of the SPA, but
they arise when the SPA fails to act in good faith to protect the
patient, not because the patient has become an ostensibly different
person.

1% Margaret A. Drickamer & Mark S. Lachs, Should Patients with Alzheimers Disease
be Told Their Diagnosis?, 326 NEWENG. J. MED. 947 (1992).

1% Post, supranote 162, at 309.

167 Cantor, supra note 160, at 28.
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Finally, the “different person” argument is not necessary to the
central moral point of those who challenge precedent autonomy.
Jaworska observes that conflicts between precedent autonomy and
the interests of incapacitated persons are apparent without resort
to metaphysics:

the moral pull ofDresser’s position is undeniable: the
caregiver... is faced with a person—or if not a fully
constituted person, at least a conscious being capable
of pleasure and pain—who, here and now, makes a
claim on the caregiver to fulfill her needs and desires;
why ignore these needs and desires in the name of
values that are now extinct?18

Dresser contends that autonomy is not the sole value involved in
decisions; it may be overridden by the present benefits and burdens
of a treatment decision. Even Ronald Dworkin puts the dilemma
starkly: “Does a competent person’s right to autonomy include, for
example, the power to dictate that life-prolonging treatment be
denied him later, or that funds not be spent on maintaining him in
great comfort, even ifhe, when demented, pleads for it?”’1® The real
conflicts here lie between prior choice and present interests;
resolving them requires analyzing the interests of persons with
dementia and understanding their potential moral force. Dresser
powerfully points out the deception frequently involved in wanting
to believe in the accuracy of a reconstruction of what the patient
“would have wanted’’; she may also be rightin speculating that this
deception should be attributed to the fact that it is people with
competence who have developed decisionmaking models for people
who lack competence.10

Thus arguments against precedent autonomy are either incom-
plete or flawed. Nonetheless, they rest on animportant underlying
moral concern: that respect for precedent autonomy may conflict

1® Jaworska, supra note 13, at 108.
18 Dworkin, supra note 151, at 211.
I0 Dresser & Whitehouse, supra note 158, at 7.
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with the current interests of a demented patient, and it requires
argument to determine which should prevail.

IV. Decisionmaking About Care:
the Patient’s Best Interests

Critics of precedent autonomy contend that the interests of
incapacitated persons should take priority over values that are no
longer experienced by patients with dementia. The need to protect
the interests of an existing, incompetent being is a powerful moral
concern. The “bestinterests”standardis generally recommended as
the means to that protection. The “best interest” standard is also
recommendedfor decisionmakingwhenpatients* advancewishes are
not fully known. Evaluating these arguments requires a clear
understanding of what is meant by “interests.” But there are
several different accounts in the literature of what is meant by
“Interests” for purposes of the “best interests” standard. This
section begins by explaining several different concepts of “inter-
ests,” arguing that interests should be understood in the “experien-
tial” sense when care decisions must be made for patients with
dementia.

A. BEST INTERESTS: UNDERSTANDING THE CONCEPT OF “INTEREST”

The concept of “interests”is understood in significantly different
ways in the law, in commentary about it, and in the bioethics
literature. To take one legal example, the Uniform Health-Care
Decisions Act Section 2(e) provides that health-care agents should
make decisions based on the patient’s best interests, if there are no
individual instructions for care by the patient himself.1I71 The Act
further provides that “Indeterm ining the principal’s bestinterest,
the agentshall consider the principal’s personalvalues to the extent
known to the agent.”I2 This recommendation links values formerly
held by a person to a determination of presentinterests. To take a
second example, the Maryland statute governing end of life

. 9, Part1B, U.LJL 152 (2000).
M 1d.
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decisionmaking specifies a remarkably expansive definition of“best
interest™:

‘Best interest’ means that the benefits to the individ-
ual resulting from a treatment outweigh the burdens
to the individual resulting from that treatment,
taking into account: (1) The effect of the treatment
on the physical, emotional, and cognitive functions of
the individual; (2) The degree of physical pain or
discomfort caused to the individual by the treatment,
orthe withholding orwithdrawal ofthe treatment; (3)
The degree to which the individual’s medical condi-
tion, the treatment, or the withholding or withdrawal
oftreatmentresultin asevere and continuingimpair-
mentofthe dignity ofthe individual by subjecting the
individual to a condition of extreme humiliation and
dependency; (4) The effect ofthe treatment on the life
expectancy ofthe individual; (5) The prognosis of the
individual for recovery, with and without the treat-
ment; (6) The risks, side effects, and benefits of the
treatment or the withholding or withdrawal of the
treatment; and (7) The religious beliefs and basic
values of the individual receiving treatment, to the
extent these may assist the decisionmaker in deter-
mining best interest.1I3

This provision incorporates the patient’s experiences, dignity, and
values, among other factors, into the determination of interests.

Commentators employ at least four different ways “interests”
may be understood in statutes like these and in the legal cases
applyingthe bestinterests standard: experiential interests, patient
preferences, patient values, and “objective” or “critical” interests.
This section distinguishes the four, and argues that the idea of
“experiential interests” best captures the moral concerns raised by
critics of precedent autonomy.

I3 MD. CODEANN., HEALTH-GEN. | § 5-601(e) (2000).
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“Experiential interests” rest on the patients own experiences.
They include perceptions of pleasure and pain, comfort and
discomfort, alongwith other sensations felt by the patient. Because
pleasure and pain figure importantly in the experiences of patients,
these may be called “hedonic” theories, but it is important to
rememberthatpatients’experiencesinclude far more than pleasure
andpain.17 Inarguing that the interests ofan incapacitated person
should be favored over precedent autonomy, Dresser employs this
concept of experiential interests: “Whether there is pain, distress,
pleasure, physical movement, or interaction with people andobjects
in the surrounding world.”1® It is in the experiential sense that
patients in a persistent coma are said to have no interests because
they have no cognitive experiences. To be sure, there may be
difficulties in ascertaining the experientialinterests ofpatientswho
cannot communicate. Dresser, however, provides a helpful account
ofwhy we should not assume that there are theoretical barriers to
understanding the experiences of people with dementia as well as
an account ofhow these experiences can be accessed 1/6

A second understanding of interests identifies them with
expressed preferences. On this view, patients have interests in
what they say they want. When patients cannot communicate
preferences directly, however, this understanding ofinterests may
be difficult to employ. One strategy is to extrapolate preferences
from behavior. Patients who attempt to remove feeding tubes, for
example, may be understood as wanting the tube removed, and thus
ashavinginterests in its removal. Dresser criticizes this accountas
insufficiently attentive to the meaning of patients’ behavior.177 She
contends thatwe are too likely to read our own understandings into
such behaviors and to see them as meaningful expressions of
preference when they are not. To the extentthatthey are meaning-
ful, she contends, these behaviors should be taken as indicative of

174 BruceJennings, A Life Greater Than the Sumoflts Sensations: Ethics, Dementia, and
the Quality ofLife, 5J. MENTALHEALTH & AGING 95,100 (1999).

I5 Dresser, Missing Persons, supra note 158, at 638.

18 Seegenerally id. (arguing courts should focus on patient's actual experiences rather
than patient’s hypothetical, rational choice).

7 1d.
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the nature ofthe patient’s experiences.18 Thus the patient’s pulling
at a feeding tube might reflect experienced discomfort, rather than
the desire that the tube be removed. For patients who cannot
express preferences, therefore, the expressed preference account is
arguably not independent of the experiential account.

A third understanding ofinterests rests on the patient’s values.
Jennings calls this a ‘rational desire” theory; the idea is that
patients may be thought to rationally desire (if not actually desire)
what they value.1® The patient’s values are incorporated into the
definition of interests in both the Uniform Act and the Maryland
statute.18) The possibility that a patient with dementia might have
interests in this sense is controversial, however. Dworkin rejects
the possibility that patients with severe dementia can value; just as
he rejects the possibility that a patient can exercise autonomy
without having a sense ofself, so he rejects the possibility that such
apatientcanvalue.18l Jaworska, in contrast, describes how patients
with dementia can still engage in valuing.1® She argues that such
patients can have ends and can have beliefs about what is worth-
while, even when they have lost the thread ofthe narrative of their
own lives.18 Jaworska distinguishes such valuings from “experien-
tial” interests because they may not be fully occurrent for the
patient.18 Depending on the extent of the patient’s cognitive
disorganization, valuings may not be reflected in the patient’s
present experiences even though the patient continues to rely on
them in an inchoate way. What becomes problematic, then, is why
such valuings should matterin decisionm aking foranincapacitated
person. On the one hand, to the extent they are reflected in the
patient’s experiences, valuings are captured by the experiential
sense ofinterests. On the other hand, the case for including them
would seem to be respect for the person as a holder ofvalues. But
why should such respect be grounded in what is admittedly a pale

1B ld.

,re Jennings, supra note 174.

18) See supra note 173 and accompanying text (discussing Uniform Act and Maryland
Statutes).

18 Dworkin, supra note 151.

1® Jaworska, supra note 13, at 109.

8 I1d.

B 1d.
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reflection ofthe person’s priorvalues? The beatanswer lies in terms
ofprior autonomy: thattothe extentthatthey remainvalues at all,
they are continuations of the person’s prior goals. Viewed in this
way, the understanding of interests as values dissolves either into
concernforthe nature ofthe patient’s presentexperiences or respect
for precedent autonomy.

Finally, commentators identify the ‘critical” or “objective”
interests of patients. These are interests all people have, such as
the ability to interact with other human beings. This is called by
Parfit and others the “objective” interest standard;1% Jennings
refers to it as a theory ofhuman flourishing.1% As a standard that
referstowhatis valuablefor all, “criticalinterests” are independent
ofthe patient’s own values or experiences. Thus “critical interests”
should not be identified with the patients values. Indeed, a
patient’s values such as identification with areligious tradition that
rejects certain forms of health care might be inconsistent with the
critical interest in being free of pain. The “critical interests”
standardis normative: it represents an account ofwhat is good for
the patient, rather than what the patients actually experiences or
value themselves. Dworkin, for example, holds that experiential
Interests are interests in pleasant feelings such as being comforted
and reassured, whereas “critical interests” involve what is needed
to make one’s life better on the whole.18 In describing critical
interests, Dresser includes: “The usual candidates for interests
include biological life, sensations, emotions and other conscious
experiences, physical functioning, individual preferences and
desires, and such higher-level matters as concern for others and the
pursuit of complex goals and long-term projects.”18 She rejects
reliance on critical interests in decisionmaking for patients with
dementia, arguing that many such patients will lack critical
interests in Dworkin’s sense and that it is the quality of their
experiences which matter the most to them.®® It is not clear,
however, that Dresser and Dworkin are right to conclude that

1% Parfit, supra note 159.

m_Jennings, supranote 174, at 10L

187 DWORKIN supra note 151, at 229-30.

m Dresser, Missing Persons, supra note 168, at 658.
1 1d at 639.
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incapacitated persons lack critical interests. Such interests could
be defended on the basis of a general theory about what is good for
persons, even whenincapacitated. Whatthey are right aboutis that
the case for critical interests must be a normative one, separated
from both precedent autonomy and the patient’s current experi-
ences. Tothe extentthat decisionmaking for incapacitated persons
should be limited to their own values and experiences, reliance on
"critical interests” represents making value judgments for them
rather than on their behalf.

There are thus four separable concepts ofinterestthat figure into
the discussions of decisionmaking for patients with dementia.
“Experiential” interests refer to the nature of the patient’s actual
experiences. Apparent preferences, to the extent they can be
ascertained, are evidence of experiences. What might be called
“valuings” refer to the patient’s presently existing values to the
extent that the patient is capable of valuing, and arguably are but
a pallid reflection of precedent autonomy. Finally, “critical”
interests refer to normative judgments ofwhat would be good for the
patient. The moral concern of the critics of precedent autonomy is
thatitignores the felt experiences ofthe now-incapacitated person.
On the basis of that moral concern, the interests of patients with
dementia should be viewed as experiential interests.13)

B. CARE DECISIONS AND THE EXPERIENTIAL INTERESTS OF PATIENTS
WITHDEMENTIA

An assessment of the experiential interests of patients with
dementia must face the initial problem that knowledge about such
patientsis sketchy and quite possibly biased. Knowledge is lacking
both about what might be medically beneficial for such patients in
terms of extending life or reducing morbidity, about what their
experiences are like, and about what various therapies might feel
like for them.

Until quite recently, there has been little systematic study ofthe
benefits of different care modalities for patients with dementia.

19  Seeid.; Sanford H. Kadish, LettingPatients Die: Legaland Moral Reflections, 80 CAL
L. Rev. 857,871-78 (1992); Lynn et al., supra note 130, at 274.
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This lacuna has begun to be addressed by several quite recent
studies in the medical literature. Morrison and Siu identify quite
high six-month mortality rates for patients with dementia and hip
fractures (55%0) or pneumonia (53%) compared to cognitively intact
patients with the same conditions.2 They also find no difference in
the rate ofcareinterventions between the two groups.12 An ongoing
problem, however, is assessing whether the level of intervention
affects both survival and quality oflife. Morrison and Siu also find
that patients with dementia are less likely to receive pain medica-
tion than cognitively intact patients;18 moreover, only 24% of
patientswith dementia andhip fracture received standing orders for
analgesics, despite the likelihood that they would have difficulty in
communicating about pain.19% Finucane, Christmas & Travis
guestion whether tube feeding is beneficial either in extending life
or in preventing aspiration pneumonia.1% Brauner, Muir & Sachs
consider how dementia affects the risk/benefit ratio of medications
for patientswith dementia, observingthatcommonmedications may
be less safe in a patient population who may have difficulty taking
medications as directed and who are unable to reportside effects.18B
Their examples are warfarin for atrial fibrillation (with the
complication ofbleeding from bruising suffered in falls, more likely
in dementia patients) and alendronate for osteoporosis (erosive
esophagitis, more likely topass unreportedin dementiapatients).19/
They also question the advisability of dietary restrictions to lower
cholesterolin a population with problematic nutritional status and
the possible disturbing nature of routine screening for colorectal
cancer by colonoscopy in a population that cannot understand the
procedure.18

m Morrison & Siu, supra note 6, at 50.

12 1d

198 Id.

% 1d.

1% Thomas E. Finucane et aL, Tube Feeding in Patients with Advanced Dementia: A
Review ofthe Evidence, 282 JAMA 1365,1369 (1999).

18 DanielJ. Brauner et aL, Treating Nondementia llinesses in Patients with Dementia,
283 JAMA 3230,3230-35 (2000).

197 1d. at 3231-33.

18 Id at 3233.
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Severalother studies address the problem ofbias in assessing the
experiences of patients with dementia. MacKenzie, Robiner &
Knopman report a nearly four-fold increase in diagnoses of depres-
sion for patients with Alzheimer’s disease when diagnoses included
information from family members rather than just interviews with
the patient.2® Another problem is how much the quality ofpatients’
experiences is affected by how these patients are treated. Kutner et
al. studied family members’perceptions ofimprovementfor patients
with dementia admitted to care facilities.ZD Family members did
not perceive improvement in physical or cognitive status.dl
However, the study reports that family members did perceive
significantly increased quality of life for patients admitted to a
special care unit for patients with dementia (55% improved
emotional functioning and 46% improved social functioning on a
special care unitin comparison to 27% improved emotional function
and 7% improved social functioning on a non-special-care floor).22
This study also reports increased improvementin special care units
that are more highly staffed.2B

Several recent studies have addressed the issue of assessing
quality oflife for patients with dementia. These studies suggest the
need to broaden accounts of the experiential interests of patients
with dementia from a narrow focus on pleasure and pain. Brod et
al. report success in using an instrument for measuring quality of
life in patients with mild to moderate dementia.24 They note that
domains such as aesthetic experience and the capacity to interact
with the environment may be especially important to assessing
quality oflife for patients with dementia. Teriand Logsdon describe
the involvement of patients with dementia in evaluating their

19 Thomas B. Mackenzie et aL, Differences Between Patient and Family Assessments of
Depression in Alzheimer's Disease, 146 AM. J. OF PSYCHIATRY 1174,1178 (1989). Tho study
revealed a 13.9% rate of depression based on interviews with the patients, buta 50% rato
when the patientinterviewed was supplemented by information from the family. 1d.

A0 Nancy G. Kutner et al., Family Members*Perceptions of Quality of Life Change in
Dementia SCU Residents, 18 J. APPLIED GERONTOLOGY 423 (1999).

A 1d. at 432.

AP 1d. at 432-33.

A8 1d. at 434-35.

24 Meryl Brod et al., Conceptualization and Measurement of Quality ofLife in Dementia:
The Dementia Quality of Life Instrument (DQoL), 39 GERONTOLOGIST 25 (1999).
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enjoyment of activities.Zb But Fellows cautions against reading
physicians’values into the assessments. 2B Jennings also points out
how assessments may be biased.2 A recent British study indicates
that cognitively impaired elders can give meaningful answers to
quality of life questions, even if they appear to be significantly
impaired onthe MMSE (scoresof 10-17).28 Gonzalez-Salvadoretal
measured quality of life among dementia patients in a Maryland
long-term care facility.20 They concluded that higher quality oflife
scores were associated with residency in assisted living rather than
in skilled nursing facilities, andlower scoreswith increased physical
dependency, depression, and treatment with anxiolytic agents.

The lack of information about treatment effects and patient
experiences may be reflected in decisionmaking aboutpatients with
dementia. A recent study by Mitchell et aL. found that a sample of
patientsin Americanfacilitieswhowere receivingtube feedingwere
far more likely to have a diagnosis of dementia than a sample of
patients in a Canadian facility.2l0 The study was designed to find
out how tube feeding decisions are made, given the questionable
benefit of the intervention in patients with dementia. Surrogates
felt that they understood benefits (83%) but not the risks (45.6%0) of
tube feeding. Tube feeding was instituted to prolong life (84%o) and
to prevent aspiration (67%). Fewer than 20% of the patients had a
livingwill, and fewer than halfofthe surrogates were confidentthat
tube feeding was what the patient would have wanted. In a bow
towards prior autonomy, the authorssuggest surrogates need better
medical information and better information about patients’ wishes
in making decisions about tube feeding.21

Ab  Linda Teri & Rebecca G. Lognson, Identifying Pleasant Activities for Alzheimery
Disease Patients: The Pleasant Events Schedule-AD, 31 GERONTOLOGIST 124 (1991).

A8 Fellows, supra note 27.

A7 Jennings, supra note 174.

A8  Caroline Godlove Mozleyetal, WotKnowing Wherel am Doesn’'tMean | Don'tKnow
WhatlLike® Cognitive Impairmentand Quality ofLife Responses in Elderly People, MINI'L
J. Geriatric Psychiatry 776 (1999).

AP Teresa Gonzalez-Salvador et aL, Quality of Life in Dementia Patients in Long-Term
Care, 15 INT'LJ. GERIATRICPSYCHIATRY 181 (2000).

20 Susan L. Mitchell et aL, A Cross-National Survey of Tube-Feeding Decisions in
Cognitively Impaired Older Persons, 48 J. AM. GERIATRICS SOC’Y 391 (2000).

21 Jd. at 396-97.
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Decisions about end of life care for patients with dementia may
involve management of conditions that are directly linked to the
dementia, such as nutritional compromise and the possibility of
medical intervention by means ofa feeding tube. They may involve
treatmentfor conditions that are unrelated to the dementia, such as
cancer or diabetes. Finally, they may involve management of
distress and pain that accompany whatever care modalities are—or
are not—employed. On an experiential account of interests,
decisions ofeach ofthese kinds should center on the character ofthe
patient’s experiences. Dresser summarizes this as a revised best
interests standard: '‘give priority to protection of incompetent
patients’ experiential interests, yet also acknowledge that signifi-
cant cognitive impairment can minimize the value of prolonged life
for some patients.”22 Iflife-extending medical care will prolong, to
a significant extent, a life of relatively pleasurable experiences, it
should be chosen for the patient. On the other hand, as Dresser
argues, on the experiential standard life-extending care may be
foregone when the patient has very limited capacities for experi-
ences; extending life itself is not in the patient’s experiential
interests in such cases.213

Consider first the application of such principles based on
experiential interests to conditions related to the dementia itself.
Care that would not be effective should not be provided; further
research is clearly required on the effectiveness of care modalities
frequently employed in end stage dementia, such as antibiotics for
aspiration pneumonia or tube feeding. Care may also be foregone
when it would prolong life in a patient of limited capacity for
experiences at all, such as Edna F.24 1t would also be appropriate
to withhold care that is burdensome in comparison to the extent to
which it would extend the patient’s likely capacity for pleasurable
experiences; ventilator support for a pneumonia from which the
patient might recover is a possible example. On the other hand,
care should be provided when it would help the patient to retain the
capacity for ongoing satisfying experiences.

212 Dresser, Missing Persons, supra note 168, at 692.
213 1d. at 694-709.
21 Inre Guardianship ofEdna M.F., 563 N.W.2d 485 (Wis. 1997).
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Now consider care for conditions that are independent of the
dementia. Care decisions generally should be evaluated in light of
their safety and efficacy in patients with dementia, rather than in
light of the experience of the general patient population. Recom-
mendations for otherwise ordinary diagnostic care might be altered
in light of the extent to which they are intrusive and disturbing, in
comparison to the likelihood that the results would influence
management decisions that would prolong satisfying life. Care may
also be foregone if the treatment needed has serious, persisting
adverse experiential consequences such as the need for ongoing
restraint to administer it. Dresser and Whitehouse suggest that
patients with multi-infarct dementia who are bedridden may
experience even hygienic care as “torture”; treatment of associated
illnesses might be forgone in these patients.25 Another group in
which care might be foregone is dementia patients who are severely
agitated or paranoid, who experience terror at care modalities
including restraints.

Finally, palliative care is central to the experiences of many
patients, but may be forgotten in the situation of patients with
dementia. The limitation ofthe hospice benefit to patients with life
expectancies of six months or less may contribute to this absence,
since patients with dementia may not be identified as “terminally
i1 during the downhill course of disease.26 Pain from conditions
such as arthritis may be under-treated in patients with dementia
because of their inability to communicate distress. Other forms of
comfort care, such as the warmth of a personal touch or the
individualinteraction in an effort to provide nutrition orally may be
very difficult in an under-staffed long-term care facility. Focus on
experiential interests warrants a particularly strong endorsement
of the importance of comfort care and symptom management in
patients with dementia.

As the review above indicates, too little is known about the
medical potential of treatment in patients with dementia or about
the experiences of patients. Several cautions are especially
important, in light of these difficulties. It is important not to

25 Dresser & Whitehouse, supra note 158.
lle See Recommendations ofthe Joint Conference, 35 Ga. L. REV. 423,435-37 (2001).
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assume in the absence of data that care will be beneficial—or that
itwill notbe. Itis important not to confuse a judgment that care is
futile in the medical sense with the judgment that it is not worth-
while on some other standard: the quality of the patient’s experi-
ences, the judgments of others about such experiences, or the costs
ofthe care. Anditis important notto confuse the experiences ofthe
patient with the judgments of others about whether care violates
“dignity” or is something they would value.

C. CAREPARADIGMS AND THE INTERESTS OF OTHERS

Commentatorswith leanings towards communitarian or feminist
moral theories point out that patients’ interests are not alone in
decisionmaking about care. Dresser2l7 and Lynn et al.218 suggest
that the family should play a role in shaping the understanding of
the interests of an incapacitated person, just as parents may play
legitimate roles in shaping the interests of their children. And the
family has interests, too. Statutes identifying surrogates, as well as
support for SPAs sometimes reflect these interests. High defends
the role of families in making care decisions on the basis that they
have important interests, t00.219 These observations take the focus
of decisionmaking away from the patient viewed as an individual,
or away from the patient altogether. Although this article’s primary
focus has been the patient as an individual, two brief observations
are perhapsin order. First, on the experiential account ofinterests
the role of others is secondary; they matter only insofar as their
actions and interactions with the patient affect the patient’s
experiences. Second, to base decisionmaking on the concerns of
families shifts the moral focus away from the patient, a shift that
may be justified but that raises issues far beyond the treatment of
patients with dementia.

217 Dresser, Missing Persons, supra note 158.

28 Lynn et al, supra note 130.

29 Dallas M. High, Families' Roles in Advance Directivest 24 HASTINGS CENTER REP.,
Nov.-Dee. 1994, at S16.
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V. Resolving Conflicts BetweenPrecedent
Autonomyand Experiential Interests

The centralconflictin decisionmaking for patientswith dementia
thus lies between precedent autonomy—following what is known
about the patient’s prior choices—and the patient’s current experi-
ences. Patients may have left directives that, if followed, will limit
their ability to continue with ongoing, pleasant experiences. Or,
they may have left directives for continuing care that will now cause
them pain that they do not understand. Precedent autonomy may
be exercised directly through prescribed decisions or through the
appointmentofa surrogate, orindirectly through extrapolationfrom
what is known about expressed wishes. Defenders of precedent
autonomy would resolve conflicts in its favor, observing that many
choices against interests are honored for competent patients.20
Dresser and other critics are correct in observing, however, that
even the most explicit prior pronouncements by a patient may not
be an accurate measure of what the patient really meant to choose
for current circumstances. The further the departure from explicit
guidelines, moreover, the less reliable the guidance. Dresser would,
therefore, resolve the conflicts in favor of protecting the interests of
the now-incapacitated person.

At the same time, the case for reliance on experiential interests
may also be overstated. Continuing treatment thatwill cause pain,
failing to provide appropriate palliative care, and providing or
withholding care in a manner that is disturbing to the patient is
clearly injurious to the now-incapacitated person. Following an
advance directive against providing life-extending therapy when a
patientstill has some pleasurable experiencesis notinjuriousin the
same sense. It may not prolong the pleasurable experiences, butit
does not cause pain, either. This observation suggests a different
resolution ofthe conflictbetween precedentautonomy and experien-
tial interests.

Tothe extent thatthe directives ofprecedentautonomy are dear,
they should control. They should not control, however, when the
result would be to cause significant harm—ypain, terror, or other

20 Cantor, supra note 160, at 39.
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immediately dysphoric experiences—to the patient with dementia.
As the guidance in prior directives becomes less clear, it should be
weighed against the experiential interests ofincapacitated persons.
Experiential interests in turn are less weighty to the extent that
cognitive capacities fade. Thus a relatively clear advance directive
would prevail over fading experiences of the incapacitated person;
and relatively intense pleasant experiences of the incapacitated
personwould prevail over fragmentary guidance. These recommen-
dations are messy; their force may not be obvious in particular
cases. But they seem to capture what is morally important about
precedent autonomy—qguidance for how one’s life winds down—as
well as what is morally important about experiential interests:
avoiding pain and continuing experiences of relative quality to the
extent that clear prior autonomy is not compromised.
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