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ABSTRACT .

-

Buying Time: A.Theological Perspective on.  Ethical Issues
of High Technology Innovations in Medicine -~
Heart Transplantation

Roger Allen Baik, Ph.D.
Concordia University, 1988

The contribution made by theology to contemporary bio-
ethics is in dispute. It can be shown, however, that the

theologlcal concept of time can be developed in such a way

v Y

.that it illuminates the transformatlon brought about by high
technology medicine. We have taken, as an egample, the

effects of human organ transplahtation upon some diseases

’ ' P o >

which Have normally shortened the human lifespan. Using

heart transpiantation asqrepresentétive of this high tech- -

nology, we show the ethigal changes which have occurred as
a result; and, how they affeot'our understanding of time as

autonomy, and processes like selection for survival and

societal responsibility. In addition, the organization of

.

this activity into a health care ;ystem hasYalso altered

practices such as physician authority, hospital organization

C e e .- fl - .
ard government requlation and evaluation of these services
- Because it must deal with allocation of limited resources

. " . " . k - .
between burgeoning immediate rieeds and the ri?hts of future

-

generations. :

Finally, because transplahtatioh is.dEpendent upen the

L4

.4@' )

s , st -
.
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use of ‘vital organs from persons who are legalL§ dead, it
raises a multitude of difficult guestions about detérmining

legal death, respect for the, "living dead" and the relative

‘

‘value of those who could live if they receive a transplant.-

.
P

versus those who cannot live but who could contribute a
-

¢ »

‘vital organ. This requires a new .form of social response,

£e

It is arguéd that in a pluralistic society, the church as a
community Might-maké a major contribution to the dialogue-

T

required to‘establish the social consensus necessary to

’-

maintaiu.controi over high technology medicine. -

>

e
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+ INTRODUCTION

. ) T JugtTLOW“significaﬁt i§ the qongribuFion of Eéligioé Eo\
o \g;ﬁ, developments in the field of bioathics?, The word itself is
of recent or.;igin1 dndwincorporageS'many.subjegtf which o
previouély were largely the province of Catholic goraf ’
- ' ~theqglogdans. *fheif subject matter was detgrmineé by .the " .
- ,ff. o gehe}al themes of moral theology and most frequently s&b-
i sumed under discussions*céncérning the Decalogue or the
N . ‘ .
: Sacramentsz; T ’ i ' .
. : o . - A. The fifth precept . ) A
‘ ;. ) 1. Mutilation T
. ‘ ’ A 2. ﬁktraordinary Meanhs. } . ' o
’ Ty A v . *
A ) ‘3. The prismciple of'totaiity' , .
- % . 4. Sterilizatfon '
- . _— 5.  Transplant Surgery . ' T ‘
: . 6. Psychosurgery h
) - 7. Experimentation on H;man~Beings .
. ‘ ‘ 8. BAbortion : . J
Y 2 9. Ectopic Operations
, 10. Euthanasia . A
- B. The sixth‘precept ‘ -
, AT :' 1. Mastuqbatibn | _ ‘
; . * | i. ' 2.-\Contraception ' \ ’
- -
"/ LS -1 - ‘
, | . | L,
;;‘) e f ’ | v
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3

C. The eighth precept
. L .

Professional Secrecy ’

II. The.Sacraments

, ~
A. Marriage
19
A . 1. The role of sex in marriage
/ 2. Impotencé éb

3. Sterility Tests

-4, Artificial Insemination ¥ .

- - . ~

.B. Extreme Unction

C.' Care for the dying.3 “ , '

In order \to grasp the significance of éﬁis way of or;an-
N '

=]

» ¢ b
izing the sub t some further amplification is in order,

Charles Curran in his historical analysis of developments 1in

-

- Catholic moral thee{gg; has called attention to the fact that

moral theology as a discipline had over the years become
increasingly divorced‘fr?m its basisq%p theologyi with the
result that it-had begomé cut off from new developments in
both religion amd society. -There had.been no equivalent
systematic development of medical ethics within the Protestant

tradition that could claim even the dubibus tag of S
5 - ) A

-

"outdated."

v

ThHe Protedtant silence was broken in 1954 with the »

‘publicétion of Joseph Eletchér‘s Morals and Meﬁicine.6 Such

was the challehge of Fletcher that it forced those not pre-

;Viéusly interested in the whole topic to reconsider ;ﬁeir :
nébleqt.7 It also required Catholic-moralists to both defend
and recomsider their whole perspective on moral theology. He

r~ o~ - ¢

]




" make these issues gquite specific: .»

challengéd the notion-that it is possible to derive from the
scrutih#iof nature the identifiable will o§ God or even for
that matter specific nofmé governing‘the Séhavizur of human
beings.8 He afgded that c¢hanges in the amount 5f knowledge
abailabie required a corresponding response ig the morality
that emerged from this new situation, He insisted that the
human moral condition was one which was free from many
aspects of its 'setting in nature. Finaily, he placed his
conclusions in a.context "within the range and provisiocn oZi:La,‘k
Christian theology, but that would be all' that cBuld be
¢laimed for Ehem."9 '

Reading Morals and Medicine today, cne is struck by the

fact that Fletcher's work signals the direction of many of ~

yhe current developments in what has become biocethics including,

I believe, the name itself. He also points to areas which will
/‘”‘-’ -

emerge as problematic for the ondoing relationship between

religion ané bioethics. It will be helpful to our argument to

1. The current state of knowledge on a given subject has
a key -role in determining how it is subsumed for

purposes of ethical analysis. .

2." The basis of norms tends to be seen as is;uing from « . ,
a social source rather than one which is determined

'Sy nature interpreted either inh£he.senée\of

emergent "laws" or the revealed will of God. ' \
: s “

3., The specific role'Q;Acontributioniof religion to

ethics thus becomes more problematic. This ‘-

LY
. , °
h ’

Fl

‘39




situation is intensified by the pluralistic structure

. of contembofary society and by the drive to.develop ,

»
.

rational bases for ethical norms.
Subsequent religious, anZ somewhat more belatedly, philosoph-
ical involvement‘in biocethical issues appear £o follow a
pattern which-is surprisingly similar to that set forth in the

published.version of. Fletcher's 1949 Lowell Lectures. The ups

and 'downs of the debate which_he touched off are important
N

.additions to the situation which we are trying to summarize.

V

The arid and formally structured Roman Catholic efforts
in ethics and moral theoloéy were also challenged by the

' . : - -
developments of the Second Vatican Council. The questions

(3 .

r - , . .
about methodology which Fletcher considered to-be basic to his

. N o v -~ P
whole presentation10 turned out’to be critical for the future

of Catholic thought as well.'l Since 1965 a great deal of

¥

energy has been expended in:- Catholic circles in the attempt to 3 %

reconciLg the Eonflict which has arisen between those with a

~ x

. ’ e . u
primary iriterest in developing new methods and those concerned

L]

in maintaining intact the structures of hierarchical

authority.12 One of thEATajor points at issue here would seem -
” v .

to be the desire to maintain a position which reflects the

N * . s

claims of Christianity as to the final truth of its .teachings.

- g
The ~tendency of much Catholic thought has been to see this :

K

issue in the context of religious freedom, a direction not
aljggethef'immediately relewant for many bioeti}cal issues.: . \\w
The .theological implicatibns of the‘role”b{\EE:istianity in a
pluralistic society were mofe a featu;;/of £he Protestant

- d .
1
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F
reflections onm the basis of et

EY
lated t0 a great degree by the emerging concern of Protestant
- T LN,

thinkers with issues which arise from the bio-medical scene.,
v /.' R

Here 1t 1s important to %consider the contribution of

%ics. Theseéhave been stimu-

PauleRamsey to the development of biocethical thought. His
1
1956 article "Freedom and Responsibility in Medical and Sex
— J -~
Ethics: A Protgstant View,"13 which was in fact a review of

Morals and Medicine had two important effects: it established

Ram'sey as a mediating influeoce between Catholic and
Protestant thought on biocethics and it tried to establish a
;?ethoq for incorporating Protestant theological principlEé -
into a coherent‘epproach to bio-medical ethical 1ssues. It

was, however, not until 1970 and the publlcatlon of The

Patient as Person: Exploracions in Medical Ethlcs14 that "

)

Ramsey brought forward a gosit%onawith such coherency that it°

-

attracted wide attention in academic.and medical circles
generally. The subject matter of. this book reads like the

cgntent of the conteﬁporary bio-ethical debate and Ramsey's

°
work did much to form the systematic structure of, the

paaplems and issues which have come to characté%ize the

present situat}on.- Ramsey also acknowledged his debt"to the |
ratlonal tra%%xlon of Catholic moral theology and did mueh to
. "

encourage -a Protestant form of casuistry for attacking the

specific case: Looking forward and at the same time
neviewing”the effects of this work, it is possible to see in
t B 4

this book the limitations which were to restrict the
religious’ cbntribution to later developméents in bioethics.

3
- «
S

]

.

———y,



Structurally speaking, the theology in the book was coﬁfiged

’

to the‘general introduction. When he began to discuss
specific issues R%psey employed categorles and termigology’
which was essentially secular or at least wlthout specific

religious reference,}s"which had the effect of attracting

foleyers -because théey were of a similar genre in social and

moral outlook. The inherent limitations of his assumptions

k]

. G .
| were 'not too apparent at the time. It may not be too much to
say that his approach was refl&ctive of a dying Christian
hd ’ o ., B y ‘
A society whose vocabulary had been absorbed in a pluralistic

.r v . /- . .
culture. The key to this issue 1s found in the style of

A

apologetic it employs -- the uéjﬂﬁf'secular'terms which for

the religious person are capable of claiming a religious g

o~ -~

ground. " In the old socliety this approach made a lot' of sense
- . 'Y

to most people, in the new pluralistic culture it was

unconvincing.
For a time, this caveat @as unnoticed siece the iist of o
A thlngs to do which came out of The Patlent as Person was. 55" 3
@ exzen51ve that it absorbed. ‘the energles of a long llSt of
vl interested Protestang and Catholie writers and scholars”and
it also stimulated'secela; phi;osophers po claim a piece of :
B o the action\as well.l®

Rather than follow the details of the development of

bLoethlcs thch ‘ensued from the publlcatxon of Ramsey's book
I wouag llxe to turn to an examination of the effects wh1Ch
this Ln-depth 1mmersxon 1n,eth1cal lssues had upon both

theologlans and phlrosophers working-'in the field. First a ]

[

- N !
. ' t o
\_ . , o o .
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‘\"
quotatiog_ﬁxomwﬁoxdon Kaufman:

~

N

That the contemporary theologicdl scene has become °

cHaotic.is evident ,to everyone who attempts to work

in theology. There appears to be no consensus on

what tne task -of theology is or how theology is to

be pursued. Some see it as the 'science of religion's—
others as exposition of the Christian faith; still’.
others—as prophetic pronouncement on the conditions g«
0f, for example, contemporary American culture (or
Wegstern culture [ﬁic] generally). There are’ those who
3{e attempting to develop a 'non-sectarian' pheology
which will not be restricted in meaningfulness to any
of the great historic religious traditions; others are
attemptlng to exploit theological insights for
dEVEIOanq a more profound understanding of human
nature; yet others still see theology as primarily a
work af_the—chureh attem?ting to come to a bhetter
understanding of itself. -

Now one from Alasdair MacIntyre:
The inability of philosophers to reach agreement is
.notorious. And this inabjlity extends to disagreement
over how to characterize their disagreements and as to
which of their disagreements are central to their dis-
ciplime and which peripheral .... Contemporary moral
philosophy is likely to suffer even more from this
endemic inability to agree than“are such other sub~ \
disciplines as logic'or epistemology; for différing
standpoints within moral philosophy have always been
closely related to differing moral standpoints. And
our own is one of those ‘periods in the history of-
morality when the deepest moral divisions exist in
areas of central human concern ...l8 .

- Both disciplines had +to take notice that the implications
of the pluralism of thought which existed among its
L - , | ) )
practitioners had an impact beyond the academic circles to

, 2

which it was traditionally confined, Ethical theories, which

in turn are based upon moral standpoints,.were now being

L]
]

tested in the demands of the deCLSlon-maklnq reqque?ents of

'contempora"y soc1ety such as med1c1ne, and what has been an

academlc debate now has to ans&er to a more stern inter=-
| g
p

rogatron. Wiat this megfs, for those attemptlng to contlnue
- o 4 . ¢

”4



to respond to the demands of biocethics from a religious point~

of view, is a need for careful attention. " Phe extent of the

——

problem is best indicated with a series of-questions and the
debates between the theolocgians Paul Ramsey'and James ¢

Gustafson and the philosophers Alasdair MacIntyre and Hans
V

Jonas afford the opportunity to examine the evolution ‘of the
issues which we have summarized below.19

° 4
“

1. Who should actually pay attention to the views
1
expressed froér;N;eligious point of Vl@W?Zﬂ -

2. How is a social consensus reached whenrn soctiety
, . o o .
ATl

itself is c§%905ed of many groups with differing
points of view? o \_
‘3. How are the adherents of the Christian tradition
. - ,

to explain both to themselves and to outsiders
Ce . [/ ’

"the wignificance of their diversity about 1issues
affecting human behaviouz?

4. Does Christianity have any thing unique to

contribute tb the development of bioethics?2l

5. Is it possible. tb argué convincingly that ethics

provide a stance which is independent of ‘a

- religious tradition and thus subjeé¢ting i& to an

. : . .22 o
o outside moral analysis? , ‘ ' ;

From this time onward there is a marked tendency for
theologians and philosophers to go their own way as the
“issues and diversity of the emerging problems considered

under the rubric of biovethics left plenty for everyone to do.
: :

. The divergénces bécome less important because t subject
. . E L : n

’

Y




'theée Commissions included within their membership ethicists

became suff1c1ently developed to assume its own institutional
A o, °

llfe with the major dlfferences being resolved through the

<
.agency of a thlrd party: the Courts.z‘3 The &ctual clinical

2 £
-

practlce in whlch ethical issues were deait w1th was more a?d

more covered by protocois and conventlons concerned w1th the

\‘J

actual making of decisions, a typical example being the
hospita%geth;cé committee. In the United States, the series

of Presidential Commissions brought forth a number of con-

'Eensué type'reporfs which pointed the direction for

admlnlstratlve practlces and ledislatlon aimed at creatlng a

&
basic ethical character to reéearch with human gﬁpjects and

a host of-similar issues.24 It is interesting to note that

1 - .-
of bo;h a theological and a philosophical persuasion.‘25

Equally striking is the number. of papers which these bodies.\

solicited from theologians and philOSOPhers.26 —

A vast body of bioethical activity had now been created

°

" which included not only several specialty journals, count-

less books, several important resdarch centers and’Fhink

~ . . R
tanks and congresses and symposia too' numerous to cataldgue.

One impodrtant characteristic of the ferment‘hhich had betn

generated was the use of the court system as the‘'means for

resolving several of these disputés which are at best only

marginally legal in nature. While the Legal system may be

"the best avallable solution for the airing and adjudication

of issues which .are deeply emotional and socially disruptive,

it is éenekally recognized that the law is'noﬂsubstitute for



- 10 =

d
the moral underpinning of a society. This sentime%t,,in turn,’
- 4 { e "
hag? led to several ventures into an analysis of the social .-

] . .
setting ef moradlity which has included works from several

+ Y

writers who were already mentioned. . . ’ ‘

. There is, first of all, Alasdair MacIntyre's After

Virtue.27 This is an attempt to construct an alternative 'to a
the&logiéal teleology as the bésis fqr a'morql theory of
absolute obligation. Rejecting Kant's attempt to fodnd such a
theory on individuaiist éssumptions, MacIntyre tries through

an ‘historical analySLS.of western phllosophy to put éogethe
w1th the help of Vico and Hegel, a concept of the groundlng of =

morallty in the hlstorlcal and social life ., of humanklnd

‘While he may not be finally sutcessful,ZB he points to a

direction which has been that of some‘interest to theolodians

3

also: that is, some fresh initiatives in the areas of .moral,
Lo { : ’

. political and social theory and-in the philosophy of history.
» " . ~ LY
One of Maclntyrg's partners in the earlier discussions’
L) i ) o ’
sponsored -by +thé Hastings Center, James Gustafson,-has also

o

ndticed many of the same problems which hawe attracted the
T 2 T e , )

; > @ <r

fqgmer'g attention. Ethiecs From a Theocentric Perspective??

sﬁmmarrzes‘thé pérspective that he has déveloped d@er the
length of his c&%eer.. Deeply colored by é Qiew?hf society
noprished by’modern‘sociology, hg argues strongly for the
need for-other wayé-of construing the worid td effect°
theologyl‘ Hlstorlc religious tradltlons are a part of'th;
'community of human knowledge and understandlng, and theology

‘ls a way of 1nterpretlng and understandlng this reserv01r of o

EN



o - c - e . ' /:t,- 11 -
V) o
wisdom aﬁd discovery.’ The bast; of obllgatlon is found in the

w30 :

way "thlngs really g\d ultimate Xﬁare . which sugqests some

~ limitation On the énthropocentrlsm characterlstlc of Chrlstlan
™
theology-ind much contemporary. thought 31 At the same time,
 Gustafsbn does not direct hls development of ideasi?owards a
new.vergion of naturgl law. ,They‘are reéher‘the result of.the .

»

]

,Qrocess of "discernmentf" a term of major “importance for his -
work. It is his way of describing the-process. of knowing/

valuing under the conditigns of human finitude.3% Does'hél , .
hoﬁever, come np‘witn a satisfactory aneQer‘tofMacIntyrefé

demand fog%e unique-role fox éﬁe theoroéicai ethicist?zfﬁere ;
x\iis his reply. 1It.is imporqant,to hote it has two parts: . ' //

Q B .
I do not need to develop these matters further to make ° ,/
my general point that those most rational pof thinkers
about ethics the moral phllosophers, share a comnon )
purpose of flndlng a rational basis for morality on
which all rational persons cah-agree. I do not need
to develop these matters further to make.my. point. //
.. Y&t the fulfillment of-that purpose has eluded them,/
: one need only read in a cursory_manne;.the countless
pages of discussion in the last four decades in /
philosophical . journals and books to be overwhe lmed
with the. detailed attention' they give to eagh other S
work in order to show where it is in errqt. ,
. , .
A theologlan working in ethics is much infdérmed by. these
- discussions .... (but) He certalnly cannot hope to per=
suade the_ moral philosophers that proper moral theory .-
' . must be theocentrlc, arid that evidences can be adduced °
' to support a theocentric view in such a way -that there,
is no 'nonrational' move or moment in the development.
of if. - . - . '

’
v P

' In notlng w1th approval an observation of Hans Jonas, B
Gustafson seems to' be strqullng to lntroduce the ba51s of -a
moral stance’ capab}e of'coping'with the demands of con-

temporary. technology:

.
A . A . w '
.




For the time beéing at least oné of ‘the effects of the.

’natﬁre, decision-making has frequently+been regarded as - -

-primarily an act of tgchnical manipulation and often‘down-

IR i o= 12 - RIS

. The general dlrectlon of moral philosophy is tormake ‘man »
the measure of all things.34 1Indeed, as one moves from
utilitarianism in which the consequences of human action
are megasured -- to be sure in terms of their benefits to
human beings —-- to ethics developed from recent action
theory, man as the measure becomes®even more restricted
in Stope'. Certainly there is nothing like the 'will of
God' against which to test the propriety of. human | -

. intentions and actions; certainly there is no lomger
anything like the moral order of the universe to which
human actions are,to be conformed .... The,theologian ° .
can and must reflect upon human experience -in its moral
and other dimensions in such a way that an alternative .
view of the ethical canm at lea§t be intelligible to the ;
moral phllosopher . ..33 . . B

/

We have tried to show how the discussion;typlfied by"

MacIntyre and Gustafson is representative of that which has '

. goné on in the developmeht of the'discipline ofvbioethics.

» o > - .
The€re is more’than a hint in this exchange of larger issues

.

which are a part of the contemporary struggle to understand

" moral developmeht.in both personal and historical terms.

o ” - . «

pluralistic structure of contemporary sopiety under the

1nf1uences of the hlgh technology revolution is the 1nablllty

A

to dec1de contrpverSLAl moral issues w1thout reference to the ¢

Courts, a servxce ‘for whlch they are not necessarlly

36 In the meantime there is no tack-

particularly qualified

of opportunlty for the bioetthlSt to ply -his trade because'

“the ordering and structurrng of dec1510n-making has emerged

at the clinical and policy level; as a moment with,moral
“

o 4

content and impotrtance. At the same time, because of its

- 1)

graded by moralists as a pervereion of their real

4
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37_and left to the Attention of other analysts.

responsibility,
However, this may be a mistake and we now turn to suégesting
why.

1. The terminology, which'is used to gQaluate the high tech-

’

nology applied” in contempoféry medical practice, is not that
. * ‘
traditiOﬁ?lly usea\ég? ethical-analysis and yet it becomes

the vehicle_Hy which moral intentions and effects are

<

- cdalculated. .

[ _—

ere 1s a consequential bias to any evaluation applied .

/ro medilcal practice, but this by no means allows for ¥ pre- .

I empti of the field to those of JUtilitarian bent, because
: <

the values upon‘ﬁxich deqisions axe based reflect othen

standards than the greatest good for the greatest number. -

L}

3. Since specific application of statistical probability is

always proplematic, issues of personal and deleéated

-

responsibility- are alwayé present and constitute the stuff
" frome which moral dwareness and courage are manifested.

4. If "to say. somMething theol&gical is to say something

n38 39

ethical, then. . to reconstruct .the ordering going on in

AN

the use -of technoloéy is to bring it into a moral structuge
- and insure tKat it is responsible to the interdependence of :
‘all ‘creation which is one measure of "how things really and e

: “ .
' ultimately are." The risk in such an operation is consider--

LY

able since if is quite possiﬁle that'what'emeggégzaill not

be recognizable as ethics in the sense that has been largely *

¥

\ accepted throughout western cultural histofy and certainly
" in recent moral philosbphy,40

L ! , p
- oA - ° N,
3

. ot
i 0 "» , ’
. . . L
« . ~

in addition to the fact that -
(-4
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it méy not be accepted as-theology either:

>

In spite-of the Pisks involved,.we propose to examine the
concept of time as a means of illustraglng the morél and

ethical_q#lemmaé intrgduced by the application of high, tech-

-

nology  to the pfactice of medicine, as well as torsuggest hoW
theohm;’bal\commitment may continue to illuminate the human ,

'd 1 .
condition of finipude and self-deception.
. C . T

There are different ways in which experience ¢f time may

. A

‘be organized and connected to the framéwork of human social
institutions.*! Christiap theology and its accompanying views \\
©f humah society have been dominated by St.‘Augustine's

reflections on the nature of time.42 According to this view,

temporality (represented by the civitas terrena) is of lesser
value th;n the quality of life which finds its rest in the

1ife with God (the civitas °dei). Augustine depicts these

opposing states of awareness as coming into existence because
the inhabitants of the Two Cities are locked ‘in a conflict
which is the principal feature of this present age.. This

cosmic conffqntation is also reproduced on the indiwvidual
, .

level. It is a key part of the striggle which .dccurs in us - .

‘as persons who have to come to some understanding of fhe
: kN

— L)

meaning of finitude. We are conscious of the fact that our-&}ﬁ

individual time (1ifespan) is an irreversible span over which

we have very limited control. The issue of control itself

.

becomes the source for many of AS%LStine's*most creative

i

images. He is éuite clear, howeyer, in his belief that our

attempts to seize control over that which is set by God alone
2 ' \ ’ . L

H

@
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constitutes the most basic expressions of our siﬂfulness unto
~death. Not surprisingly, nature as one qf God's creations,

reflects in its order the same sense of time as a pre-set

-

limitation which Augustine reads in the human condition,
Indeed in this sense we are part of nature.’
'Since the fourth century, there is not much in the . ‘%-

N history of human experience to contradict that sentiment even

43

if a,somewhat different vocabulary is introduced, This

condition, however, has become radically modified by dis-

v coveries in medicine that began with the development of a

A

vaccine for small-~pox and finds its preseﬁk day expression in

the respirator, the coronary By—péss machine and heart trans-

-
°

plantation. Essentially these developnients have done is,

v

, ~  to suggest that finitude is not exactly what it was pre-. ‘

vigusly'mégé out to be even though it is far from being

-

abolished.
Theologically speaking, some of our most cherished
¥ ’
‘'symbols of finitude have been destroyed or radically modified i

n- as the result of these techﬁ&&ogical innovations. Our image

of"the heart, breathing, what .constitutes death or even an

1

& essential bod§ part has had to\chéng?“and~Q£th it the ;
personal épa sécial sensibiliﬁies and structures that these
images have_providéd_ﬁor use as'a way of bbn§trﬁing”the moral

"t » imp;ication; of our finitude. It seems also to be the case

that this ﬁorm of thinking is not confined to those vestiges

: . s
of religious life which remain in this partlbf the 20th

century. For example, there is a .great deal of difficﬁlty

.
.



W3 . incoming up with words ‘which Mescribe adequately the conditi?n
' and status of a_ brain dead potential organ donor.44 Some ’

LY
< -y

r~—Yeports suggest,bhat individuals receiving transplants have
e R 45
’ some difficulty with thelr resultlng body images. It 1is

stil} the frequent feeling in Intensive Care Unit situations

v

that stopping artificial 1life support in a brain dead patient

L

is causing his death.
We would like to introduce the concept of "buying time"

P . as an approprlate term to describe the results of hlgh tech--
v ! Y “6
’ nology medical interventions and to depig¢t the unpreo@dented
- \ . ﬁ, N
ethical conditions which these,pﬂqiijces introduce. It will

- -~

' ) be our contention that time is a consistent referral point in

the discussion which is provoked by consid%ratfbﬁ of the

. ]
value of a technological intervention of the type which

' Jennet hag called "rescue."46 The term suggests also the »,

existence of a larqer perspective againsﬁ which the partaicular

ihtervention must be played. This background includes a

g
-

q

social context which involves other needs and values. In

sddition, it leawes room for indicating a meaningful
\ L]
theological orgering which would be part of the givenness of

, existence.- While, strictly'speaking; the notion of buying

time does not suggest shat several versions of medical tech--

Y —
.

* Hology in use today actually make time go backwards, the’

.

interference with the accepted notion of human lifespan 1is
sufficient to render it essentially useless as a standard ‘
for evaluating the worth of these activities both socially

3 . .
.and individually, particularly in view of their great cost. .
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"Buying time," as a concept, introduces us to the great need
for providing a moral means of analyzing human ability as it

meets the possible restrictions imposed by individual and

[

0 . 1) 13
social costs; and the image enables us to maintain some con-

nection with our moral traditions. —
Heart transplantation is the practice which has been ?

selected for analysis using this extended notion of time as a
!
moral value. It is a good representative of much of medical

practice involving high technology because it is very ¥

expensive, quite successful, has' considerable r¥sk, presents
many gnknowns‘and appears Lo have a limited effect (5-10

years), requiring regularrsophisticated medical oversight.47
- ! 4
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CHAPTER I -
v, .
. . LOSING TIME _ .
S ,’ BN .is 59 years old. He has' been vigorous all of his Jife /(r

2 - and currently works for a large electronics firm. He and his y

wife are childless and live in their own home in a suburb of
. ) - N N &

-

~

the city where he is active in his local Catholic Parish,
enjoys golf and is an outgoing and humorous persan whose Irish _

descent is oﬁvious.‘,After a recent heart atEack, Mr. N was
referred to the Royal Victoria Hospital for evaluation as a

X potential candidate for a heart transplant. At the time of '
N X :
his admission, he'Wdé unstable and occupiéd a room in ‘the CCU

where he was closely monitored and had a Swan-Ganz catheter

) : '
inserted. He réquired considerable support for h%§ weak
heart; and when I, saw T¥m, he was stable, conscious ‘but quite

. Subdued.. He was oriented to time and plape,,Qas able to

o
’ \

‘'offer some critical comment on the skill of the Résidenﬁkwho

4 . ,
put in the catheter, but gave the 'impréssion he was.slow if

not retarded mentally. sTheré was only. a vestige of his. -
“ ~ . . -

- - v .

reputed sense of humor, remaining. It'was.clgarnto“him that o
* * his heart was finished, that the role which was left for

- , medicine to perform was essentially making him sas* cOmfortable.
, . B ek . : . - .
* as possible until he died. There was, however, the

. - "

-

. -
- * - . ,

b . “ =22 -




possibility that a heart transplant might provide him with af

few more years of active'life albeit with the dmall risk

(10-15%) that this operation would be unsuccessful.. In the

~

event of his death, his wife'would be:'w“e‘l‘l‘ provided for hy
genherous companyflnsurance, and their hquse was" pald for.

She had a sister who was,prov1d1ng moral suppo;l for them, _ Y
as well as a place(to stay in Montreal whlch was convenient

to the hospital,. Everyone -in the family support group
co o ~ . ' . . .
agreed that a risk of a heart transplant was a better alter--
7 . L . Co
native than ‘his present’state of health ‘,.ﬂ"u . (

Mr. N g@;representatlvel'of the 125 patlents who have
een evaluated in the _Heart Transplant Program at Royal
VlCtOLla Hospltal Sane‘January 1985 and ﬁrom what I have

been able to drscover of patlents in sxmllar programs else-
-~ @ -

where.zl The story Of how he anﬁ they got . to a. Transplant
Centre‘is an lmportant lllustratlon of the,complex proceSses

that make up the practice .of medicine todayﬂﬁ and it iso

& !

necessary to rehearse them in some detail in order to.under--

..

‘stand how this procéss of dec151on-mak1ng entails a moral B

>
4 .

- ¢

ana ethlcal structure. R -, ’ ’ B 3 °

A great deal_of,thehtime aqé energy (to say nothing,of

the money) of contemporary medicihe is engaged in the D
- . - . ¢ :

practice of what'BryaanennetG-has called‘"re'scue."4 The

maih purp&se of this rescue operatioh is“to‘keep someone
. ?

“

alive with the hope of allow1ng ‘more traditional health care

\

. ~
opera:ions to take over. Rescue usually involves h;gh

<

-

techn

ogy. Heart transplantation is a good example of the ‘

. .
an - e
RN h - -
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piéctice'of rescue.5 While it may be debated whether’or not

.

technoldgy has itsg main-effect upon.the mechanics of medicine

B ’ 4
or upon issues more secondary to its practice,6
A \

4

. pPresented in the classical texts on.the subject.
d N . . 4 '

L

effective use of techhology depends'upon isolating the'steps
which make up medical activi;y and specifying the action

involved in each.7 Jennett argues that the fpllowing four

» N B R .
‘steps represent the setting from whigh high ‘technology
(operatés.s

-
B RPN Sy

Piagnésis depends‘dn eliciting 2 historyland examining
’ . the patient, sometimes supplemented by investigations;

and then on processing all the information.

. N

Brognosis depends oQ’pOmparihg the information about

this individual patient with what is known about ‘ .
¢ similar, previous patients. who were managed, in various

.- ) . ¢ A .
. b ' v

. Decisions have to be made about what to do for the'

ways. .,

patient as well as about what to tell the Batient and
. M)
-~his family.

Management is more compleyx, and.ls best &nalyzed by

considering separately ends and maans -~ objectives .
. : (U .-
and methods,

Béforesne provide-a describtive analgsip of ‘these principles
in use, it will be useful to say a bit more about how this.

kind of éctibi;y fits into more traditional modes of medical
care. To do this we must be reminded of surrent limits to

(T . ¢ .
0 -
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the "s®ope and effegtiveness of medicine. It is an elementary
"truism that about 70-80% of all human illness is self-
1imiting.9 . 'The real practice of diagnosis is. concérned with

those conditions which make up the minority of medical con-
. . < . v
- ditions.  Not all of this number are able to be identified

and, of those which are, modern therapy is‘able to offer only:

N

S ,
a limited set of them an'actua} cure.lO ‘Where cure is

possible, it is rarely\without risk of complication.ll The )
: - )

vast majority of patients entering hospital is ‘affected with
§

3 - . . .
progressive disease whose ultimate outcome cannot be ' %\

influenced.lz‘ Quite possibly, it is misleading to/Fescribe

. the response to such patients as care even if .this term-is

intended to be regarded as having a technical meaning. This

fa

is bécause incurable patientg/qun a gamut which is“@ifferent.

from thése‘who are terminally'ill,oclose to death and ngéd

comfort, good nursing ahd control of their pain in contrast
‘éo those who are chibnicarly.ill with a non life-threatening

& afflictiof which demands quitelsophisticated palliation.

. Increasingly; a great deal of ‘the médicai“activity centered
;n our hospitals is occupiéd with actiéities which are not
appropriately described by either cure or care. We have
referred to this pfactiée briefiy by'the tégm rescue.

~ Althouéh'iennet 13 has pro?uced é'part;allcharaéterization
of<£h}s activity, we propose ‘that it is quite crqgial to «
spel;'out ;n some detail it;:impiic%tions -~ theoretically,
structhrélly, éconahically and eth%cally -—’for the con- .
temporary practice—of med%cine.n

N -
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1. T%e:situations which require intervention are life

[

threateping althoudh exactly how immediate the

need is varies widely from emergency to elective.

2. The gauge of success is the postponement of death ‘g

»

: althqagh if)may make possible a gure somewhere

down the line.

-~

-

3. The limited perspective of a rescue operation can

lead to a result which“is a disaster from tHe

—

perspective of quality of life.,
-
4. Even if these interventions restore a satisfactory '

guality of 1ife they frequently lead to a chronic

dependence on medical care which is itself wvery

. « </
expensive.

1
4

v

. , . ey
5. The treatments and the technglogy whicH support
them are very expensive. -

6. The number of patients which may ‘benefit from a

b 1

rescue ope;aﬁion“is a small minority of thosq'
'Hospitqiiiéd, but may require a high érbportibn
. of a total health care bud®et. )
’ 7. ~There are no ﬁniformly aééepted standards for

éssessing the worth bg value of these programs:
‘ - ¥

8. The equipment, buildings and pergbnnel necessary

for phehéuccessfu{ operation of so-called rescue

4 3 ¢

ven;ures are used also for more traditional cure,

care and palliat@on activities. In the con® ‘ _
temporary setting, they both supplement and com-

pete with each other. It is often difficult, if

A -~
4 N . [ :
. L4 .

4
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not impossibie to sort out thig’gzlétionship.

We can begin now to show hoy BN's acceptance for evalu-
ation by a He;ré Transplant Center placeE him in a.slightly
different position in the current health caré”;cheme. The
techniques employed }n his protoqo% skey, fo a degree which;\
we hold is signifﬁfant, not only his care but the very
meaning of what has historically emerged as the role of
medicine.~»#'his will emerge as his story unfolds and be
developed as we take him.throqgh the four'étépg of the
medical task which we have identified previously. His was
one of the non:fatal ﬁeart attacks which occui-every year in
the Montreal area, of which approximately -.05% result in
leaving the wvictim witﬁ.an end-stagepondition.14 Howe&er, in
1985 only 12 with that condition were referred to RVH for
evaluation. 1In 1986 the number was 15:}? Thus, there are
obviously a‘numbef of factors'ané ccnsiderations wﬁich‘make'
it possible fBr someone to be tfansplanted successfuily, and
thg detailg of these as they'unfold reveal a grgét deal agéuf

»*

the working of high te h logy medicine.

- Since transplanta n performed at a limited number of

1]

designated centers, of the patients get to these places

through referrals. The principle referral agent is the

B M . i [
cardiologist practicing in the community and staffing’?ts

hospitals. What he thinks of transplantation and the centers
* 3 "

2

offering it is a mafér factor“in determining the number and

condition of the pa&}enté referred. In a survey of a small
number of cafdiologists %210h has sent patients for

1

S ‘ . . G - ) %

+
)
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evaluation to Royal Victoria,16 it was'apparent that most had )
4

no direct contact with transplantation and were dependent;
upon professional meetings and journals for knowledge of the

practice. Their motivation for sending on a patient was a

function of their own sense. of the responsibilities of the
L]
doctor/patient relationship and their desire to promote the

hestJég;;ibie outcome for the individual patient. Thére was
a recognition on the part of those referring that there was a
selection process in place an ‘each center, and that a wide

range of medical and' psycho-social criteria was employed in

o N

the course of evaluation. There seemed to be little aware-
* i ‘

4

ness of the effects that technologies such as transplantation

had upon the‘organizacion and function of hospitals afferiny

it, or similar. technologies. They were aware, howéver, that

7

resource allocation was becoming a critical issue for those
involved in health'care, but made no attempt to reconcile

this with their individual doctor/individual patient o

orientation. T s

N

BN presented two‘difféfentzproblem§ to those responsible

e

for his café. Most immediate was the need to stabilize his

v

condition which was the result of a serious myocardial

infarcgtion suffered two months previous to his admission to
A Y ’ N . .
the Royal Victoria Hospital. The other was to evaluate him

as a,potential_candidate'for 2 heart transplant. For .somechne -

)

in hisléondition, the evaluation process was not without
- n

.

. . 1 : . D )
serious risk 7 because confirmation of his prognosis required

a-cardiac catherization to -rule out any alternative to \

-

3 v -

~



team at Stanford which was the only.group to maintain the -

‘ 5 R \',
transplantation.m..8 .

High technology interventions are not for everyone who

9
.is close to death. The success rate of such activity seehs >
to—b% a function of careful selection.lg. At the same time this

selection procedure helps to maintain some kind of reasonable

‘balance between the numbe&_of recipients and the number of

patients for whom the actual resources for the p;océdure are

’

present.20 In our case, this means thewmnumber of donor

hearts. Selection for survival was developed by the Shumway
o-

practice of heart transplantation following the moratorium

which emerged. after the'flurry of 1968 when nearly 100

.
opérations were perfogmed.Zl The very idea of a mcratorium

on the practice is in itself Qnstructive as to the nature of

-

high technology and clinical research, and wilrl be discussed

when we look at some of the issues involkved in technology

- , 1

assessment. Our immediate concern is the evolution of

selection criteria as a means for allocating scarce resources.
-

. The seminal experience 1n this activity was that used in

»

~—

ﬁhe controversial attempts of 1961-1962 in Seattle,

Washington %o select candidages fox dialysis when the

‘

potdntial candidates far exceeded the available supply of .
Qualysis machines. Recent medical, ethical agﬁ "social

science literature contains a number of discussions of thlS
exgerimeh% and the issues which emerged.?? Obviously thg

principal problem facipg the selectors was how to come up
[~ N \ N '
with the best candidates f%; the limited places and-what

< a

« L
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criteria should be used to'implem;nt_their work. All of the
candidates were victims of end-stage renal disease (ESRD) L\
and without dialysis had an expected life span of a few mon&hs

at mgst. There was no“élternative treatment available.. Once

)

on dialysis, the patient wauld remain dependent wupon the
] ’

machine until death ensued or'the patient, knowing the

result, requested dialysis to be terminate’gfz3 There was also

o the belief which had llmlted support from experience that
u‘d

“certain people did better than others on dialysis and this '

difference appeared to be a function of whatecame to be

24

termed psycho-sqcial factors, After the fact analysis of

these psycho-social criteria showed that (at ‘least in the

t

Seattle program) they were typical char&ctéristics associated
I '
with middle-class North American values and those selected or

rejectsi by the team ,appeared to bear a striking resemblance

¢

or discordance with these middle class virtues.25 - N

The backlash to the Seattle experien®e was considerable o
. » - .
and is significant for the way in which the emergent problems

y . ¢ " .
) were faced;26 In 1972 the United States Congress passed\a

special gntitlement regulation under the Medicare Act whic

: k o~ N
committed the federal government to pay the costs of dialysis

27

for ény patient requiring it. It is also not without P

"

. :
significance that original estimates for thé annual cost of. o

this program which was $35 mllllon had by 1985 jumped to an

. annual outlay of $2,200,000,000. 28 The fundamental question o
. & _ . ‘ - 9
as to whether selection for45urviyal was both fair and/or -

necessary was b§-passed Because at that time the full impact. éﬁhv




..'3))1 -

of high technology upon the pfactice of medicine was not
anticipated and it was assumed that the issug presented was a
. N S
unique incident and not a foreboding of thihgs to come.?'9
A somewhat different problem confronted Dr. Norman

Shuﬁway and his team as they struggled to continue trans-
planting hearts after a general world-wide moratorium had
emegyged on this éract}ce.30 ’Initially, their problem was_the
general one of too few survivprs,'not a lack of resources.
Shumway was of the opinion that the solution to this diffi-

1

culty lay in the careful selection of candidates for the
pr0cedure.31 From this conviction grew the Stanforg selection
criteria which, although they-doncentrated upon medical
factors, did not shy from employing a modicum of psycho-
social standards as well. In the literature which has grownl
up around the Stanforé selection criteria,32 too much atten-
tion has been given to thqt part of the process which con-
centrated upon weeding out, fromnamong possible candidates,

°

those least likely to survive, that is, upon the list of
counterindications to transplantation, What has been missed
is t2¢~scope End significance of éﬁe selection process which
becomes an increasingly sophisticated form of risk calcula-
tion and decisioﬁ analysis.33u It originally meant to |
identify, with as much ;:zﬁainty as possible, those who.ar37
in immediate risk of death; and’from this group, .to select a
few who are likely to outlive their progected.demise -
kgeping in mind the projeétgd‘life expectancy of the trang¥

plant recipient. Implied, but not explicitly stated in this’
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attitude, is the notion that. the closer any individual is to

normaf lifespan the léss likely he is to be offered a trans-

plant.34 There has thus been a portentous alteration in the

" sense 0of need which is generated; because, in terms of the

whole health'care'system, technolegy implies giving a
heightened value to those it can Hng and thus demands that
value in terms of cost be placed on every human participant
in the system.35~“

The actual unfolding of BN's history as a potential
candidate for cardiac transplantation began.od June 29, 1985
when he suffered an acute antero lateral massive infarct that
hospitalized him for one month at a hospital in His com;unity.
His condition o©n discharge was such that he was referred to
the ~transpldnt surgeon at ngal Victoria and séeA as an outg
patient on August 12. In the 6 weeks following his heaft
attack,‘his weight hgd dropped from 190 to 148 pounds. He was
shbrt of breath on exerti;n, etc.’, but otherwise/\on the basis
of history.apd physical examination, appeared to have no other
syStehic c%nditions which would p;eclu§é considering him for a
transplant. The surgeon's provisidnab diagnosis was end-stage

ischemic cardiomyopathy and he recommended to Mr. N and his

wife that a detailed evaluation of his suitability for-a heart

-

transplant be instigatedi
Before thlS study coul&the inaugurated BN had to be

readmitted to hospltal with symptoms of further deteridrat;on

in his aLready llmlted heart function; and on August 27, he

was transferred to the Cardlac Care Unit of Royal Victorla

I

B

RN




\ Wth£ is where our story begag. Hemodynamic monitoring was
established on admission tééetper with inotropic support, and
wreparations were made fo;_a cardiac catheferization as soon
as his éonditiqn was reasonably stable. At this time, he was

seen by .the members of the transplant team representing the

appropriate specialties which included infectious diseases,
nephrology, psychiatry and social work. No coﬁtra}ndications
for transplantation were detected and the team awaited the
result of the cathe%erization. The report of the consultant
was exfremely terse and is worth quoting‘iﬁ itskeﬁtirety.ﬁﬁ
“{This is the) most incredible lack of function I have ever
seen on a live patient"” and no attempt was made to vishalizé
the coronary arteries. Sthgly afterwards, on September 10,
theateam met and BN‘Wés plaéed on the waiting list for a

» heart transplant. On September 16 he underwent successful
orthotopic heart tﬁansplantation~and afte? two years remains

. -

.well and active. He did accept early retirement from his

employer, but his general level of activity is that af his '\

pre-heart attack condition.' He has stabilized his weight at

155 and in 1987 underwent anh uncomplicated cholesystectomy.
. Although Jennett's four étep§36 become compressed in the .

case of a pétient such as BN'they nonetheless remain visible

4 in the events leading up to this transplant operation. They

K . . ° . o
. are, howvever, subsumed in the 591e0t4tn process which has
!i . \\

emerged-as necessary for the successful development of trans-

. plahtation. Actually the four-step process occurs t@ice for

every heart Eransplant candidate and we can see this in the

.
\ o ] . ]

v
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case of BN. The first diagnoégic series aims at identifying

- as clearly as possible his condition, and developing from

A

this a reliable prognosis which forms the basis for the first

v

set of decisions and subsequeﬁt management. In the case of
e '
. BN, the task was to determine whether he had end-stage heart .

[

disease, and the pathophysioclogic process responsible. The

possible causes of end-stage heart disease are numerous and

3

include congenital’ and acquired valvular disease, myocarditis,

coronary artery ‘disease, pericardial disease and cardio-

37

myopathy. The two principal etiologi&categories which gmré.

most common among candidates for heart transplantatidén are

cardishyopathy and coronary artery'disease.?’.8

What these conditions have idﬂcommoq among this class of
> patient is‘their limited prognosis for su?vivql. A patient.
‘becomes a potential cahdidate when hig prognostic survival
curve, falls below expected survivél‘ 1£h heaxt,grdﬁsplanta—

. tion because he may reasonably be expected to have a longer

life expectancy with tran'splantation.39 At the same time,

any surgical procedure besides transplantation, with a

reasonable chance «0f improving the patient's prospects,

should be considered favorably before transplantation.

)
«

How do you predict the future for.eﬁd—stage cardiag

patients and with what degree of certainty? The decidon

which rides on this prognosis is the one to 'rule in" a ~

*

: patient as a potential candidate. This is nofmally the . >
responsibility of the consulting cardiology members of the

transplant team and their task is to amass the objective
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evidencé Tnecessary to produce a reliable picture. Three kinds

e
of information contribyte to. the prégnésiéa ,
1. Major clinical events in the course -of the patient's
illness which can include sudden death episodeé,
recurrent hospitél admissions for‘congestive heart
failure, and decomposition in face of minor wviral
| iilnesses are strongly suggestive for candidature as
' are severe symptoms such as marked disability,-
chronic hypotension, declining rsnal ané hepat;c
function, and a tendency,towaga cardiac cachexia.

2. Noninvasively obtained information, including findings
"from physical ex;mination indicating low cardiac out-
put, cardiac failure, aErial\iig/v@ntricular.

arrythmias, muéﬁle wasting,,cardiécpenlargemeﬁt,

< = - .

pulmonary edema and/or effusions, hepatomegaly,

pedal edeta, is helpful and quite important id\Ehe
patient who is on maximal medical therapy with®

digoxin, furosemide and afterload reduction with

agents such as-hydralazine or catopril.

3. Léboratory tesfs,'which indicate prerenal azotemia,

-

hefs?ul indicators, as is abnormal caraiéc function~

4

. ~
ing. A recent, report suggests that the following

parameters are significant: an ejection fragtion

2-year survival in patients having a dilated cardio-

myopathy; and, in the same group,.)a left-ventricular.

3

ofs less than 20% has been asso"’ted with a negligible .

Honnatremia, hypoproteinemia, and hYperbilirubinehia are

-
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'%, .

end—diastoiic pressure of greater than 20mm Hg is

2

associated with a 50% 2-year mortatity with even

higher deaths reported in patients with ischemic

myopathies.40 . . '

4]

. lHaving put together all this informatien does not of

itself produce a prognos}s because no precise‘formula-exis;s -
for combininé all theséAfacts nto a progﬁos?}c index d?—ﬁera
jected survivalocurve.41 Thgrefgie, there is a strong element
of judgment in_yﬁétever oﬁtcome is.prediééed and what
decisions are made. A major influence on this judgment is how
this érognosis stacks up‘agaiAst the known survival‘and
quality of life data whi¢h is available for persons hévfng a

heart transplant.

Patients operated at Royal Victoria Hospital have about
N

. an 82% survival rate in the first year of tfaﬁsplantaﬁion and
> LW

v

slightly less expecténcy for 5 years, not taking into account

42

the etiology of their heart disease. This is consistent

.

with results which have been generated.in %&her major

‘institutions in Europe and North America.43 Current

exgﬁrience with the use of'cyclosporiney in the immunosup-
éfessivé proESbols,\suggésts that the frenﬁ toward relatively
;mall risks of dé§th_in years2 through Slés well estab-. .
lished.44 - Of equal importance is the fact that thefe is a

remarkaplé improvement in guality of life -— ﬁhose patients:

. with end-stage heart disease, with rehabilitation of Quer 90%

L

<

of patients‘at 1 year == most'haviné attaipbd NXHA‘functional'.

45 . “ EA

.3

class I status.

\
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If we were to summarize the informat;on currently avail-

able as to indicators for heart transplantation, it would

appear that:'in not all cases is the evidence clear-cut but ¢

the survival and quality of life of those transplanted is

guite clear.'/'l‘6 Referral for evaluation has an important

element of clinical judgment attached to it and this must be

: o ‘ ’ NI
combined with judicious use of the contraindicators to trapns-
Ky . .

plantation in order to rule out thosé who have conditions, in
\

addition to,end-stage heart disease, which could alter
significantly the elements of ri¥k. The second diagnostic®
series is concerned in ekploring these "rule:Qut" elements

which have come to be known world-wide as the Stanfofd
e 47 '
criteria.

Contraindications to heart transplantation:

48 ¢« ¢

1. Advancing agej; e.g. beyoné the ag® (normally about ‘50 )

at thch the individual begins to have diminished capacity
LN

to withstand pos&operative compiications.

2. Severe pulmonary hypertension as représented by a calcu-.

lated vascular resistance above approximately 6 Wood
un‘its.49 ) i f
) . . X .

3. Irreversiblé and devere hepatic or renal dysfunction,
‘*(bécause of the likelihood of early»poséoperative

exacerbation and because . of interference with immuno-

-

-suppressive regimens).

4. Active systemic infection (because of the likelihood of A
- " - =
' exacerbation with initiation of immunosuppression).
he N b\b . . ‘

—~—
»

-t
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'5.'IAny étper systemic digease likely to limit or preclude
survival aﬁd rehabilitation after transplantation.\50
6. A p;story of some behavior pattern or psychiatric illness
*kikely to interfere significantly with compliance with a
<§iscipli£ea medical regime (because a lifelond medical

regimen,is necessary, requiring multiple drugs several

times a day, with serious eonseﬁaeaﬂgs in the event of

‘ 3 .
, . ; . . 5
their integyruption or excessive consumption). 1
g »

73 Recent and unresplved pulmonary infarction or pulmonary

5 3
roentgenographic evidence of abnormalities of an unclear

etiology (because of the likelihood of pulmonary infec-

. tion or its exacerbation with initiation of immunosup-’

préssion under such circumsga__nces).52

‘8. Insulin-requiring diabetes mellitus (because of exacer-

bation HX‘long—term‘corticosteroid t:‘l'xerapy).l':>3

9. -Sympﬁomatic or .documented severe asymbtomatic peripheral ’

or cerebrovascular disease (because of obse;ved
AY

accelerated progression in some patients éftqp»cardiac

transplantation and on long-term corticosteroid ° : -

treatment).54 . , ’ ’

* ‘ - -
10. Acute peptic ulcer disease Because of the likelihodd of
N

[ ]
early post-operative exacerbation).g’é o

11. The agéence of adequate ex;ernal psychosoc%al suéport for

either short- or long~-term bases (because such support is.
'_génerally necessary during the inevitable waxing and
waning of the clinical status of the ﬁatiEnt and for

“ adherence to the lifelong medical regimen)._s6

13
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mogt studied and analyzeé procedure in the medical field,
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In Jennett:g terms, the decision and management which
concluded this secondiﬁkagnostic series is crucial for ,-*
sustaining transplantation. On its'basis, in the pre-

cyclosporiﬁ“era, Stanford achieved a 65% survival rate for

.one year ‘and over 50% after five year557; and these results

were soon replicated by other centers using the Stanford

cfiteria.58 We have already noted that‘increasiné expefi—
ence’among severdl centers has led to a modification of a
number of these original requirements but there has not as

yet been a signgkicant change in the principles which under-
¢

lay their use. Moreover, this asbeqt of candidate selection,
o &
E:iyn as the Stanford criteria, has come to dominate the.

terature on the subject, coupled as it hqs been with the

»

success of heart transplantation. One of the interesting

. sideplays of this success story has been its}efféct upon the

' resource allocatiodn guestions which had originally plagued

the introduction of dialysis and now has come back?® to haunt

\h?art'tranéplantation.sg There was not only the general

problem of cost, which in%}ially with heart transplantation
X

made it the most expensive procedure in 1.1se.'60 There was
A

also the specific issue réised by the restricted supply of

61

heart donors, and ihe matter as to- candidates for trans-

plan%ation offered t most potential for survival,62 as well

as the order of priority a person should have on the waiting

list for a heart.63 It has méde-heart transplantation the

64
while at the same time considerable reluctance has persisted

[}
<

3
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towards employing this data to alter the scope ang structure.

of public policy.Gl5 It is as if no one wishes to dcknowledge

’

the radical implications of thes'e health care innovations.
It is our contention that these questions presented by

this high technology are ethical. We have introduced the
. o

pr1nc1pal factors,an the selectlon of candldates for trans-
plantation in order to ask how this series of developments
h;s been viewed by those concerned with ethical issues as
they effect recipients. The initial analysis saw heart
traﬁ%plantation as simplx another new procedure anﬁgyas con-
cerned to protect the original patients in the same way that

candidates for any new and experimental procedure are now

covered.66 The chief article,K here is that which relates to ’

. - -

the requirements of informed consent and ‘there was a struggle .

J—

to apﬁ}eciate all of. the elements of traqspléntation which

needed to enter into the process of becoming informed-as a-
%3 \

patient, albeit mani of these factors: touched upon issues

which were still taboo’ in many circles, such as the need té/

tell a patient he was dying.e’7 Nonethgless, a good case can

be made for the view that transplantation was not so ‘ P

different‘from the

sense in which medlcine, even in its less EErOLC, more
everyday dctivities, is always committed to intervening
in ultifnate problems of the human condition. 1Its '
latent -existential ftinctions concern birth, life,
physical and psychic suffering, disability and death.
In the practlce of modern medicine,- the physician
ushers life in-and ushers it out. Through contra-
ception and abortion, he helps determine whether or not
human lives will come into existence. He pronounces
death. He diagnoses human malaise. He administers to '
those deemed physically or psychologically ill. °And he . -
!

2
S
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tries to forestall as well as to cure the forms of \
anguish -~ labeled sickness -- with which he has been
trained to deal. From this perspective, organ trans-

~plantation mnd chronic hemodialysis are mergly two of
the. more .recent techniques that medicine has devised
to sustain life and fend off death.68

The point which we would emphasgve here is that ethical issues
are thus often invisible in the cultural and factual setting

of medical practice.sg\\?rom this it follows that the ethical

-

norms which are used to govern these practices are likewise
often unexamined. The question we would raise is.whether or
not the géneral depiction of medicine fust quoted is adequate

to cover all that is involved in high technology medtcine.

Are other considerations conceivable? It is our view that

high technology medicine has drastically altered the rules of

the game and reas%anfor this -belief will be developed in the
course_ of our presentation. However, there is-also, as Fox
and Swazey show,” the role‘played in the development qifyrgns-

plantation by the specific préct;ces of clinical research and

its interest in therapeutic innovation. From this point of
view the groéwth of heart transplantdtion illuminates'’a number

of crucial characteristics of contemporary medicine: L//“
We are concerned with a few of the ethical questions
of therapeutic innovation raised by the application
of new treatments to sick people. These are initial
trials,carried out in human patients, of drugs or
~‘operations that may benefit the subject. This is the
“ largest single category of medical experimentation --
if that is a suitable term, for therapeutic innovation =--
. currently practical at the clinical level.70 ‘
I do object slightly to the idea that cardiacTsrans-
plantation is human experimentation. From our.Eoint
of view as physicians, it should be considered .
clinical investigation. [And from the recipient's

»

™

i
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perspective] these are.patients who are desperate, who
,are staring death in the fack, and for whom there LS
at the moment no other possible treatment.
L]
A point I think we mustn't stress so_much {in discuss-
ing candidates for heart transplants] is ... that the
patient must have a W1ll to. live. I think many a man
—_— in the terminal stages of heart failure ... who 1s
really sick and hae a poor, blood—suwpply to the brain
from poor cardiac output would say: "Oh please leave.
me alone, I want to die." But"I don't think that the
patient .can decide whether he wants to die or not. I~
think that as doctors our duty is to give the patient
all .the therapy and all the treatment that is ava;l-
able to us. f A

The clinical investigatof has special significance for ethical,
developments.in transplantation for he has a particdlar
attachment to the human and medical aspects of need as

motivation for his work. 'The physician-investigator emerges

as a rather specdal person: ~ R .

A . ‘\ i
For all its intellectual, professional, and humanitarian
gratificationsg, the role of research physician is accom-
panied by characteristic problems and stresses. [In
particular they are] problems of uncertainty such a
physician encoeunters, resulting from limitations in
medical knowledge and. practice at a given time. To
these may be added those uncertainties that are arti-
facts of the+inability of any physician 'personally to
command all available medical knowledge and skill.
Furthermére, the research physiclian deliberately works
in the realm of the uncertain, focusing on these ques-

‘ tions which medicine still has not answered, seeking
to make some headway witp their solution.?’3

They must be ready to consider medical. science as involving:
. A process of therapeutic innovation which generally
. progresses, from animal experiments to clinical trials
with terminally ill patients beyond conventional
therapeutic help, to the use- of the treatment on less
and less critically ill patlent? 74

-

However, to appreciate what this means it is necessary to note

that their method goes beyoh& that of the drdigary physicién:‘“
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‘devotion to both human need and mathematical probabiiity:
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. .In“order to evaluate what censtitutes the justifiable
use of a new medical procedure and appraise "success"
and "failure," physigcians characteristically make what
Joseph FletchHer has termed "mathematicated decisions"
based upon a "statistical mortality.’ They estimate
and express in terms of probabllltles and percentages
the differential diagnosis of a disease, and its coursé
under different circumstances, especially its prognosis

to alternative treatments. This way of reasoning is
not peculiar to the clinical 1nvest1gator, rather it is
inherent in all medical practice. 'i

It may be instructive to show how'they are moved by a sinqular

+

< We have noticed that after his first four valvulectomies
Cutler acknowledged that a 75 percent mortality rate is
"alarming," but maintained that in terms of each case it
is not "disastrous,"”" and affirmed.that his results must
be judged in comparison with other pioneering surgical
efforts -- mortality rates of 65 to 81 percent were
long common in surgery "of such a relatively simple
field as that of the stomach. Similarly, in“his "Final
Report" of 1929, Cutler insisted that "the mortality
figures (90 Percent) alone should not deter thek
investigation 'since they are to be expected in/the open-
ing up of any new field of surgical endeavor." 6 .

and so what @merges is a concept of "statlstlcal mogtality"

which allows rationalizing the use of this new, treathent for

—_

critically i1l patients. 1In these cases it is argued tHat if

\all available conventional therapies have been tried unsuc-

cessfully, then without the new treatment the patient would

die anyway.’ ' Their conclusion while cdrrect fails to take

1nto account the more exposed, tenuous and pr1v5§egéd

position occupied by the clinical lnvestlgatgr in the prac-

L)
7

tice of medicine as may be illustrated by the absence of

78

malpractice criteria for their work. It may also be «

argued that they have moved béyonélthé charted boundary'of
¢ gz ‘
the then current ethical conceptualizations.. This has led

—
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: A
us to believe that an altered concept of time becomes

+ important for appreciating the ethical issues whfzh emerge

from these new developments in high technoloqy medicine.79 )

And so a somewhat transformeéed etﬁical perspective begins
éo eﬁérge if transplantation 1is viéwed as a responsé:%p the .
end-stage conditipn of a disease process in a particular
patient. Q“candidate for a transpglant knowing that death is
immineﬁt, is expected to put in perspective the risk involved
in‘the transplan{'operation. There is the legitimate question
;s Fo how f£§q éonsent given under these extreme circumstances

o

might be.80 Would anyone actually choose death as the pre-

N N
ferable alternative to an operation with risk that promised
reasonable quaiity of life in return? At\hhg base of this

queétion is the belief that a person has the right to deter-
- _

"mine his life course even in the face of what traditionally

had been the givens of nature and its creator.81 However,

what the perspective of rights in this rationale also

suggests is that an individual has the right to claim whatever

lies in Ehe.power of another to give.82 Once again, the

@

historical facters which make possible this scenario of

- options needs to be made explicit.

. There is the fact that the-work of sciedEE‘héignormally
fallen outside of the purview of social cost and de¥ire-
abiiity83 and medicai need is often not the genérative

priﬁcipielairebtby°béhing'the creation of a medical tech-

. } }
nology.84 It may ibe related to a fortuitous coming together

of basic science research which makes something "possible."85

Ly

]
b
—— ’ L.
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Thenapplication comes sO quickly on the heels of the basic

.science that there is not time or structure available for the

necessary social evaluation. With this difference in the

soci1al function between science and technoclogy, how does the

]

doctrine of informed consent offer protection to a patient
contemplating a high technology procedure? It does ¥pear to

this Writer that we have tended to underestimate the ability

of technology to make our standards of judgment obsolete.86
§

Technology forces society to make judgment  about what will be

..good or bad for it and its individual members on the basis of

very imperfect information. It creates a reciprocal relation-

shi tween the good of both which must be projected into the

L future. This has the effect of rgducinq the protective power

of informed consent in the technolo&ical age. _

’ Medicslly speaking, there are additional problems with
informed consent as lt applles to at least some°of the heart
transp;ant cagndidates. This ras alluded to by Christian
Barnara a1;0ve.87
honoring the requirement that he be oriented to time and
- : “

place, often gave the impression thrat he-'was mentally slow. .

with impaired comprehension. Was this condition a temporary

~4

Mentioq has been made that BN, while clearly

r

jresult of poor perfusiog related to his gravely impaired heart
~ a R - .

. ' function or was it indicative of a non-reversible condition
"1 N hd , 5
which could make him a poor shadow of his former self should
he surv1ve surgery°88 ~How should the quality of his consent ,

- ) s -
83

he understood? Under many circumstances it could be argued

that it mlght be prudent thobtain a proxy consent in order .

£
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that the patient's best interest be as protected as.-much as N

possible.90 While not wishing to downplay the impbrtance of
_ . _ .
established precedents which have filled out the doctrines

of consent and best interest, it does appear that under these

conditions they fall short of the demands for protection

posed by the presence of high technology. Some new forms of

Q@
regulation might be required: »

<

e

1. The increasing fragmentation of health care .services
by technology into a series of successful procedures
affecting a relatively small number of those suffer—
ing from a given disease may ﬁake individual

judgment a relatively minor mode of protecting

xl

personal rights, because the major decision wiill be

o

. whether to offer the service. We have used the term

"sociél Warrqnt"gl to indicate the general-desire-

ability of a particular technology and by this it
is intended to show that its social effect and cost

by

has been weighed and approved because there is

e

already common agreement as to the‘existéncé of
92

¥

medical need. That is to say the first line of

consent has to come from the community since the

development of a given technology is so expensive

s

and complex, it will not beiégfsible for anyone to
afford it, even if a few persons exist who could

find the money to pay for the procedure on them-

3

seiyes once it has been developed.9 In addition,

having social warrant implies that it is the considered

o

W P , : ® ~ h
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) ., F K

judgment of society at large?that it is appropriate
-

to offer g human being such .treatment, even i% his

| own apprec1atlon of it may be 1mpa1red.. Iteis
important also to suggest that the role ®f the

treating physician, as the one offering a service,
[ ¥

will be modiﬁied_precisely because he alone cannq}
be totally responq}ble for the medidal act altlfough

his own action may still be subjecg{gp the
trdditional scrutiny. The conflict between the role /
4]
gg_physician investigator and advocate and pro-
<
L 4 .

tector of the individﬁal‘;atient is quite keen:
Being a clinical investigator has its problems. A lot _
of the research you do is of no benefit to patients, and
there's a real possibility that you can do them harm. ;
So in order to do research you've got '‘to close yout eyes
to some extent, Qr at least take ‘calculatkd risks with
the patients on whom you run the experiments .... Still
you never attain the ideal reséarch .... You rarely get
to the basis of the problem you're investigating,
because it's touch and go all along the way with these
patients. Their care and welfare have to be taken into
consideration .... SO, you usually end up by cémpromising

1

your research goals and standards. 4 .

-

2. . The pr1nc1p1e of lnformed consent may have a more

-

restrlctea but cruc1al appllcatlon in the develop~'

] N Q

ment of progedures and the expei;mentation on human

-+

subjects which will .be necegsary for their perfec-

tion. The data available on eafly wonk ¢n héart

“
&

S

transplantation or in the development éf‘the_ .

artificial heart suggest that,major deficiencies
<

~ex1sted in the orotocols and lnforﬁatlon glven to

/ @

prospectlve patlents such as Ipuis Washkansky95 or

. :
. ‘-
- ~
©o * . B * . )‘o 'y
. i
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Barney Clark and there is litele cause for joy in

the aftermath of the Baby Fae case, in which very

elementary requirements of consent ' were v1%latgd.97
: ; .

\

In the latter affair it seems not unreasonable to
L

sugges£ that a more formal social warrant\for Xeno-
graft ‘experiments on human beings needs to Pe in -
place than ig presently the case and the samé argu=-
ment can be made historically about the develop&ent
of the artificial heart.98 Something l;ke the
conceét of "social warrant" may have to be extended
to the developmental ?spects ofdteégggizi¥<resedrch:
3. This leads to the more general question of how a
AN K A .
balance between the creativity of research and .

development and the ovegall responsibilities of a

health care system méy be achieved. This- tgpic will

be discussed in detall in Chapter 2; however\the ~/
mgjqr pointuéo Se made. here is that ﬁh%:protective
potential of the(docérihe of in%ormgd cépsent i; o
'extremely'}imited, given the dynamics of tech- o a

nological development fﬁeLed gy unlimited fires of

human need.

¢ . \ - v

In introducting the principle of social warrant, we have

allyded to the possibility that alternative structures.for
ethical evalpation may be in order. and have tried to show the

Y ' ’ , Yo . .
‘need for these new forms by noting the significant llmitthons
. :

to the protection offered by informed consent. We shall now
. . . . e

enlarge upon this-‘contention. The igsue is really how do we
i D W .. . & N

o N -
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analyze the current effort made to, rationalize the'd9velopment

and use of high technology in medicine as it appears in hedrt

hd 1
transplantation. . ) =
- .
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.There was really no way for the Team to know with any
+ degree “of certainty. It relied upon the clinical. experience
of the surgeon who had seen similar cases.

89The Team emphasized the education of the patient and
his family, feeling that the cumulative effect of its work
would lead to a better understanding of the-implications of
his decision.

°

NVopis is absolutely necessary in situations in whi&h the
patient is too ill to comprehend what choices are being B
"offered.

- s

91

Since using this term, I have found a somewhat similar
concept introduced by George Annas, "Death and the Magic
Machine: Informed Consent to the Artificial Heart," Western
New_ England Law Review, Vol. p, Issue 1, 1987, pp. 89f.

- 921n the case of the existence of End-Stage Heart Disease
for which no other medlcal treatment exists.

' I
93E.g. the development costs for the Artificial Heart,

which have come from U.S. Government funds, are already in the
multi-million dollar range. -

K
.

~

94R c. Fox, Experiment Perilous (Glencoe,'xllinois:
FreelPress, 1959), pp 55-56. . '

YN

95J. Katz, "Patient Autonomy and the Process of Informed
Consent,” in After Barney Clark, M. Shaw (ed.) (Austin, Texas:
University of Texas Press, 1984), p. 12 and p. 14, :

96The issues here are more complex, but there &is some
cause for concern over the ambiguity surrounding the "turning
off" of the,device, cf. M. Shaw,,After Barney Clark. ‘

97Cf. The N.I.H. Report of its Review of the Baby Fae
Case," IRB, Vol. 8, March/Aprll 1986.

) 98G Annas, "Death and the Magic Machine," pp. l1lff; .
L. Tancredi and A. J. Barsky, "Technology, and Health Care
Decision Making -- Conceptualizing the,Process for Public
Informed Consent,"” Medical Care, Vol. 12,'No. 10, October
1974, pp. 845-859. ‘
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offers some insight as to the effects of basfc science

- ‘ - CHAPTER II

MAKING TIME :

o

3

... "other considerations'" -- the need to be seen to do
something, continuation of past practices, the desire to
generate earnings or display professional prowess,
possibly above all the need to act in unsatisfactory
situations -- seem to underly a remarkably large part of
health policy as well as health care services. While
formal ,project evaluation has made enormous strides in
the past decade in both methodology and range of applica-
. tion, there. remains a great gulf between what is learned
from such analysis and what is done.

Not least, of course, this is due to the fact that /
such analyses are threatemning to clinicians, adminis-~
trators, bureaucrats, and politicians alike. They call
into question existing patterns of activity and raise
embarrassing questions, not only from outsiders, but in
one's own mind. Accordingly, while there are some clear -

. cases =-- hypertens.on screening for exsfiple -- in which !
formal evaluationss have given clear-cut answers that are
translated into clinical practice, more“generally the

.results of project evaluation, at'leqsﬁ in health care,,
are ignored or resisted. ®

' And a large proportion of health care interventions ™
‘are innocent of -any formal or scientific evaluation at
all, not just of efficiency, but even of afficacy. It
is remarkable, and maybe without parallel in human P
activity, tMat so much effort and resources are devoted
through public or ‘private channels to health care whose
effectiveness has not been conclusively demonstrated,

.at least for the purposes claimed, either in ‘the set-
ting of application or at all. o0d4d.l "

The very idea that nedicine has.sufficient‘pOWer over the
ravages of disease so that this effect should be subject to

measurement for efficacy and’efficigncy is quite new and

- B

p)
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research and technological innovation in our time., It is
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»important to 40cument the progression of these effects in

order to be éble to see the kinds of change which have been

¢ brought about by the recent introductioﬁ of hlgh technoioqy
into the practice oY medicine. ; ‘ L

' A riiiew‘of\alterations which have appeared as signifi-
cant for ﬁedica{ practice. .in the past two‘centurles will give
somelnotion as to the rate and type of transformation which
they have brought about. This would appear to be an uncom-
plicated exercise;‘however, this survgy will reveal consider-

>
able controyersy about what has happened, for what reasons

ba)

and with what significance for the current state of medical
- N practice: Botp.the interpreters selected, Stanley J. Reiser
‘and Eric Cassell, are sympathetic to the contribution of high
) technology to medicine; but, as we shall see, differ markedly ’ -
"~ in their depiction of its efféct upon medica% practice and
the problems which it generates. We begin Q;th Reiser:
. . A techndlogical dominance of health care has devejoped
in the twentieth centuryy, although some of its key
sideoclogical and pragmatic goals reach back in time to
the Renaissance and the scientific revolution, which
N : transformed thé reigning. view of megicine,that had
bgen shaped by theé ancient Greeks. s
Thiese changes shgw a significant redationship between. deveilop-
nts in the areagpof ideas a%Q fhat of machines. Ves!!ius, ol
. t
1643, challenged the medieval perspective ©n ancient authority
‘ B )
‘. (in this case the strucﬁ%?e of the human anatomy as pug
f8rward by Galen C. E. 130-200) by insisﬁing that nature must
- , N * ‘
be studied by direct encounter rather than memorizing

) ' !
’ existing texts. His ideas found a friendly audience though
' v . w ‘ ° a - !
- . A . . f'\ , . .
: i i . ~
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it is jmpOrtant for us to recognize in Reiser's words that:

The metaphor of di ssectlon cf aeparatlﬂg wholes into
parts in order to understand ‘their .working, became a
central if not the most 51gn1flcant method o§ explora—“
tion as th& sc1ent1f1c tevolution took hold.

It seems apparent that the use of dissection produced changes
-~

v in understanding begt conveyed(by tbe conceptd@f metaphor.

v Then Robert Hooke described his examlnatlon of cork in 16/

.

observ1nq that living matter seemed to be cpmposed of cell

\ +

, . ‘This ocular technology moved uUs significantly beyond the
o . . ‘ e
' metaphor of dissection, sd’%hat the discpyery its€lf became
" ¢ ’
.the new level of understanding. What,w‘_witnessed seemed
much closer to a"change of paradigm VhidgiKuhn has proposed
3
l$ 1nd1cat1ve of a fundamental alteration in the cour;e
. 4 o'y K
SClentlflC understandlng 4 : "
I took a good clear piece of cork, .and with a pen-knifer
sharpened as keen as a razor, I cut a piece off ....
Examlnlng it very diligently with a* Mlcfbscope ee. I
* could 'exceedingly plainly percelve it to be all per- .
forated and:,porous, much like a honey comb ... (I)
found that thexe were usually about' three score of .
these small cells placed end-ways* in the elghteenth part
of an inch in length ... more?n a thousand in thé -
length of an inch 'and therefofe in a square inch above -
. {mrl;lon or 1166400, and in a cybick inch, about twelve
s ’ miflions, or 1259712000, a thing almost incredible, did
not our Microscope assure us ofﬂlt by ocular: ’
' demonstratlon.
THE~resglt of this technological invention ceupled with‘the
new science was & direct challenge to the 1d metaphorical
way ofeunderstandrng. What was seen now' had an immediacy
[ o , . - M LS 1y .
about it that could no longer be éxpressed rhetorically.
Inétqpmental’reasbn now held sWway. Nature was not ﬁérely to
.’ ! ) . i . ¢ [ ! 4
be lived with but could-also be dominated by those who we#e
. ; - . .
hd ' " -~ " . . ’ -

- -
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different from the prevailing humoral-physiologic one which
‘to be a‘dis;uption of the baiance between the basic consti- o

viewed as a condition affecting the whole person.9 With the
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<

able to unlock its secrets with the new methods and tools of. -

@

) 6 . . L : , E '
scienege. Reiser sees this discovery of ‘the anatomist as v

el

provi@ing the opportunity for doing medicine in a very

v ‘ -
different fashion because it resulted i{’a new view qf 1ll~ v
N . . \ '

ness, - X
that segregated disease and disorder to specific places
in the body. This concept replaced thegancient Greek
hotion of illness as a dynamic process involving plate
and lifestyle and affecting the whole person. It has
become the prevailirig concept of the nature of illness
! and has influenced greatly the development and adoption
of health care technology.7‘ P
Is it péssible to argque, ad does Relser, . thaw andtomi'sts were
. %

-
&

responsible foY developing a whole new pgrspective of disease .

[

which could be understood as a disorder of the body structure

localiZed to a particular site, could now ask the guestion,
‘ ~ T ' h
"where is the dlsease'>"8 )

The view which he sees emerging appeared fundamentally>§

L4 »

>

had fueled medical understanding. This notion held illness’

3
&

\

tuents of_the body and with the total environment; and was *

-
“

rise-of what Reiser calls the aﬁatemical pefspeotive, ill=, o

ness came to be seen as_something affectiné one,efpect of
I .o

the body.10 RN N . . , .

’ , ] : ’ -
In his treatment of the sam historical"period, Erit
,“
Cassell fails- to dlscover fhe dramatic break-through depxcted

,O

.

by Reiser. Instead he finds it illustrative of]the long~
: S T .
standing controversy between those who see disease as a3} ot

v
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generalized event and others who hold it to 'be localized.11

«

. . -
The first ptint of view_sometimes known as the physiolegical

conception of disedse was attached to the school of
Hlppocrates and saw the origins of disease as an imbalance
N

between the forces of nature w1th1n and outside of the sick

person. . The other view, frequently termed the ontological

L]

conception of diseaée, depicts it to be composed of entities

or things that invade the body and become localized in

12

specific plates within it. In the person and writing of

Galen, the physiological conceptions of Hippocrates and

Aristotle dominated western medicine until modern times even °

¥

if they were<subcessfplly.challenged in the ancient world by
. ) oLl

ortant to be aware that the: "physiology"

Paraclesﬁs. It isy 1
of'the anci referred.not.to the internal processes, as in
the modern use of the term, But*is derived from the Greek
word "physis",which denoted the natural forces~actipg both
without and within the person.‘13 Moreover, according td

Cassell,‘it was only w&th Sydenhaﬁ in the late seventeenth

century that the ontological method began to;r&enter medicine

and its pfactice with some effect.14 \And it was not until

{ . 4
the work of Virchow Bn"the cellular basis of disease and the

bacteriological dlscoverles of the n&neteenth century that

3

thls theory became the comprehen51ve method for understandlng

[

disease. Follow1ng Coulter, Cassell argues that even though

' ¢

Francis Bacon envisaged science as perhaps making its greatest
contribution to human progress through medicine, it was

surprisingly 'late .in its real effect upon it. And while the

<
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great discoveries of the anatomists and physiologists were of
; : . .

importance for tlre understanding of the hitman body, théy were

‘not of direct significance for doctors, .
. ) . ‘. ) ! ¢
until the manifestations of sickness were sysfggmatizoed
in a manner that allowed physicians to know wi®n-they
were dealing with the same problem -- does this patient
with rash and fevér have the same disease as that

patient with rash and. fever?15 o ‘ - CoL

What was missing was a theory of‘pedicine, one that could
unify the actual phenomena éxﬁibited by bersons who were sick.
" The visalist and mgGhégzst Eﬁéqrres had their arden‘chqmpions
"but held little releQéncé to what was’happening to the sfck
%?tienﬁ and were of little‘-use to clinicians. The ba§ic
Mrect qg allhthis was to make the él}nician a die-hard

pragmatist who had littie interest in theory and gave little

value to its claggs. Jhat tended to be visible in western \

:\.4

I 4
medicine was a major dispute between rationalist and empir-

icist, carried on jndependently from.the theory of disease --
ontological or physiological -- which prevailed.16

The advent of the nineteenth’ century showed clearly the
developments which produced the medical practices familiar
to North Americans until very recently and yhich still remain
enmeshed withid the new hiéh téchnology. Theoretically
speaking, sdys Reiser,.a logical justification toward

- [d

specialization of health care was fueled by the anatomical

perspective that tended to isolate illness to specific parts

* AS

of the body. A practical justification for specialization

was created by‘thé need -to develop and master a technology ,

3

which Qould detect and treat these anatomigal disruptions.l7

~
3

5 ' N\

o
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In the 1830's, Lister introduced sterile operating procedures
‘and this discovery was justified some fifty years later in

the work of Robert Koch and others in the bacterial origins

-

of disease. HAard on the heels of this basic science of
t i

bacteriofogy was the development of sophistfcated instrumen-

3

tation which allowed for the visual® and chemical anaL?sis of .

body fluids and tissues. Microscopes, incubators, staining

3

agents, colorimeters' formed the tools of the newly created

diagnostic laboratory, and in turn produced a new group of

[ «

techn101ans to make best use of - these devices. 18 This is
Reiser's summary of %Peqresulting effects upon the practice

of medicine: -l
0 . 1

Physicians, impressed with the connection of "these
instruments and techniques to science, and thiqking
of themselves -as practicing scientifically by using
them, increasingly turned from the judgment of their
own senses and the techniques of physical diagnosis
.to the impressive data of the laboratory .... This
change was in keeping with the original emphasis of .
the scientifiic revolution of the seventeenth century.

One of its tenets was to place inquiry on an

objective basis. 1In the investigation of nature, it

sought to eliminate evidence influenced by human

values or bias. It attempted- to establish a rigorous

set of methodologies to establish facts, such as
experimentation, and to describe the facts wherever
possible in objective ways, such as through the use , - .
of numbers.!

o

Physicians seemed to believe that this new rigor, enveloped in

objectivity, would finally allow them to take their place

- &
N - 4 20

among those who were called scientists. They had indeed

-]

come & long way toward this 'identification; since, by the

early years of the twentieth century, diagnosis had forged a

firm link with technology and surgery had.ended its .long

»

. I .



o,

N . .
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notice that it might be in the vanguard of previously

unattainable therapedtic activity.21

©
+ these movements is the’history of medicine in the twentieth

The consolidation of

century, butfit is our contention that in this process a

second technological“feVolution has alsoe taken place. There-
. .

fore, the three problems claimed by Reiser td characterize
hedlth «care in this century:

first, how to organize rationally this growing tech-
nologic armory; second, how to distribute its goods
among the increasing number of patients which it
would benefit; and third, how 40 construct a fruitful
relationship amqQng gatients, practitioners, .and
medical technology, 42 ’

v may ngtﬂbe éitogether helpfdl for disclésing the ghape of
medicine in our time. It could.be that what has driven the‘
atransformatiqn'éf medicihe has not, in fact, been the theor-
etical impulse provided by the anatomist but the praémgt@c
mind of the ciinician and particularly the suigéon, the chief
hand-maid o{ both‘being the equally practical ;nterest of

,_iecﬁnélogy. Thus, it may be even more revealing to discuss

* /ﬁ)
[ .
the emerging problems of the twentieth century under the

‘heading of theoretical problems inherent in the marriage of
medicine, science and technology: structural problems pre-

sented by its various organizational forms; and relational .

difficulties developing from the complex social/political make -

) . . € .
up found in sophisticated industrial society. What we will

try to show is, that although the fesults of the changes in

t

°

~

medicine may be undefétoéd.partially as the issues upon which

L} i

o

b}
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Reiser focuses, their latter-day appearance has outgrown gheir

bed in medicine considered in the developmental context he
‘ ' 4

proposes and musgjbe sought in a more complex understanding of

A

the forces historically at work both inside and outside of

medicine. '

Q

To turn-to the question of theoretical matters23 -- it

will suffiée here to show that there has been a noticeable

h i

lack of attention among doctbrs as to ‘these issués considered
either as philosophy of medicine, philosophy and histé??“of
science or parallel developments:in areas of philosophy, i)

religion‘and social theory which try to give form to theories .

o

©of human natufe, as wgil as the origins of society with its™"

goals and structures.

... wWhether doctors like the id;a or nbét, human actien
. 1s inevitably theory driven. We act as we do (we even

see what we see) because we have an idea -- a theor

about what the consequences of our action will be.?

-

It may well be the pragmatic bias of doctors that has br%-
vented them generally from ackpowledging.that medical actions
do presuppose some form of -belief about caus%‘and effect., At

this level, physicians as a group have remarkably little in

%

common beééuse, either as individuals they hold theories which
are at wide variance with each other; or those theories which
are held in common are widely distanced from day to day

clinical experience.25 This caveat reveals itself in several

5

different forms:
F

1. Thescurrent theory of medicine being in such disarray,

" the profession itself lacks coherence. The increasing p

[N
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popularity of chiropractic reveals further’'the division

¢

between theory and pragmatism. Most patients do not.go to

these practitioners because they believe that the theory

'

" behind it is sound. Lured by modern medicine's obvious

effectiveness and its tendency to stress success, the patient

. simply holds that this is,the'value which is transferable at

-

¢ o Ny . ey
will. The point of judgment is efficacy and the difference

between chiropractic and scientific medicine is of little

- importance.

(N e '

2. An examihation of some of the basic ideas of classical

science which are used by medicine, the social sciences and
most ‘citizens suggests they are badly out'bf‘step wigh the
changing ideas of mid-twentieth century science. It is well’
known that the concgpts of ‘physics havé revolutionized our
views of space, time, and the reﬂétionships of objects to
eacﬁ other and t6 the’observei. .-

One would not know thHis from medicine! The tech-

nological fruits of this theoretical upReaval are "

to be found throughout medical practice .amd.26
research, but technology is not the subject.

4

There, is also, medicine's pfeoccupation with a form of,
factuality which is borrowed too simply from this outmoded
view of science. . This classical outlook emplois an ; .
sartificial co;sfruct of space, caqcels out real éime and ‘
does not.consider the observer a part of the natural system

being examined. While the derivation of these ideas from

the earlier foundations of scientific theory is obvious

enough and even explains how these concepts may be applied to

(=] 4
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diseases considered a% "things," it does not provide justi-

<

fication_ for their continued use.

such notions are at wide variance with a system of
medicine based on an understanding of pathophysiology.
There, what is considered is the change of the organism

- through time =-- process. - And pathophysiology, in the

modern understanding of it, extends beyond the boundary
of organ system to include patient-initiated and
environmental influences on the process. In such views
of pathologic.processes, space, time, and the observer
become parts of the system.

3.  An even greater problem has been located in the relation-
ship of basic science to high technology. Another way of

understanding the issges raised is provided by extending the
t

. dfscussion about theory. On the one hand, there is an iden-

tifiable trend inboth mediciné‘and science towards extending
the complex systems approach to understandlng and v1ew1ng the,

world of nature and of humans as one of constant change, as

Ll

process ratheg than as a field of objects and events in

stakic space. On the other, technology requ1res for its

i

applléatlon a certain 51mp11c1ty that contradicts the complex
issues which its introduction réises. The more sophisticated
hign technologies defy insiqnt which previously governed our
understanding of these tools as extensions of the person.

... modern technologies demand an unamblguous and non-
metaphorical compliance with their rules of use. Alas,
ambiguity and metaphor are:what distinguish us from the
inanimate and allow us to live together. Thus, as the-
human spirit seems to strive towards a richer view of
nature, our love of technology turns .us constantly back
toward the simple. This is not necessarily so, but
merely a matter of time required for a sdphigticaged
people to accommodate to these newer tools. v

RS

4——There are alsodefinitional quUestions which cOVEr mattéers

pertaining to the nature of health,Z% disease and illness;
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professional problems which reveal the complexity of special-
ties and fields contributing to health care as well as the

social role assigned to groups of persons with spé%iélized

knowledge which includes special legal and moral étatus.30

” . -

Some mention should be made of the simultaneous deve€lop-

.meats in philosophy, religion and social theory which give

additional substance to the argument just presented. The

clever distinctions of Descartes' dualism enabled science to

) Qo ahead with its agenda by occupying the Church with:ngn— “
é .

material matters. The slice given to sciencé Was tHe world

~of the measureable and this became the working definition of/“*“7

e

,sciénge itself islheavily dependent.

the Western view of the world until very :épently Iv The )

r

novelty of more recent movements has beeny to place a very

different perspective on the intellectual history of medern
thought. Critical theory, the science of hermaneutics, the /,

reformulation of d%ncepts of culture now- suggest that the

Y

approach te data which typified the heirs of Descartes,
including positivism is exceedingly stunted and leaves no

room for other developments of human creativit%!upon which
' 32

+

X ~

This biief summary suggests another direction for further

N

exploration, namely, the extent to which these theoretical
issues have been subsumed in attempts ¥o treat them as

structural and/or relationship matters with methodological or
bureaucratic solutions.’ I .o -

1
We begin with some romments about the structural —

e

. responses. It is intekeétinq to note-how frequently Nprtn/,
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2

American approaches to major questions apply the me taphors

? associated with war. The U.S. Public Health Service is para-

2

‘ military in its strﬁcture complete with uniformed personnel
and ;s headed by a surgeon general. The ho§pital becﬁme a
meaﬁs for organizing‘specialized personnel, technology and
.patients to ‘treat ilinsfs in ways which pave a surprising
simi&afity to the command structure of the militar:y.33

As an organization it. showed a penchant for specializa-

tion whlpn was qlven the opprobrium .of neceSSLty as early as
? 4

R

1912 by Wllllam Mayo : " . a
50 vast is the extent of knowledge to be gained of dis-
ease that no one man can hope to accomplish more than a
small $hare during his lifetime, The old-time family
practitioner ‘has passed away and with him has passed
individualism in medicine.34
A - However, by 1930 indiyéﬁhalism“among physicians had wilted
only to the extent that 1 in 4 was a‘specialisf and
significantly in Qiew of our contention that a second high
technology retvolution in medicine has occugred it was not
- until 1980 when 4 out of § doctoés were now‘engaged in
spécialty practice. Nqnethefess, the real issue by then may
Qnot be specialty‘practice alone. The\heart of the4yatter may"
be what such fragﬁentatién means, ﬁot)just s;;ucpurally and
‘L _ .ip relationship to patients; but theoretically, as it applies
tc theory of disease’and determines notigps of health and
illness. §§$ illustratlon of the confusion may be found iq

3

the attempts to p@ovide institutional solutions, viz.

patients' representatives or even ethics committees in order

. to deal with problems arising from considering the patient as

-
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a whole. <;;

It seems'reasonable t0 conceive, however, that for
. .

much of the twentieth century the problem of flqntlng diseasc

4

as seen by phy512§g§§ was best conceived of in terms of having

an appropriate organization. o v
At the start of the twentieth century, for example, there
were about 345,000 health care providers, of whom about
one in three were (sic) physicians. Most of the other
were nurses. But gradually, as the cenkury progressed,
the demand for the expeditious performance of specialized
tasks introduced into health care a new cadre of people
to run the burgeoning technology-and to perform new tasks
generated by the acquisition of knowledge. In the mid
1960's, this heterogeneous group of individuals becpme
called allied hgalth personnel; by the mid-1970's their
number in the United States had reached some 1.8 million.
Included within their ranks werd 152 different speciallists
‘== such as cytotechnologist, hedlth physics technician,
dletltlan, and rehabilitation thérapist The heaith carc
force 'at this time numbereld 5.1 million people, of whom
only 1 in 13 was a physician (National Commission on
Alli&d Healsh Education 1982). If one now adds the 152
allied health specialists to the 23 major specialties
among physicians and 8 among dentists, and then takes
account of the specifilties of nursing, optometry and
other health professions, one finds that there exists
today over 200 spectalizations (Wilson and Neuhauser,
1980), whose practitioners must somehow focus on the
object of the whole enterprise -- the patient.35

Viewed from this- perspective, it is easy to see why‘the best
response or at least the one devised by tha_twentieth ceﬁtugy
_,—Mwin‘the western world has been the hospital. \The rationafe
given is quite. simple. What other way would there be to
oréanize personnel and machines so that the needs of .an
findividual patient can be met not only efficiently but

humanely? It is then possible to devise a list of the

requirements for efficient hospital function. One jllustra-

tion will suffice to show the kind of development we-have in

“
»

v .
'
G ‘ ’
N Al
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mind. Amg@ng the ‘most important are~the means of linking the

separate medical interventions of diverse people. This has

led to the creation of the medical record.36 The manner in
which record keeping has evolved also encouraged'hospital-T '
dependence as the most efficient means of providing medical

X ’
care because it was bulky, hand written, difficult both to

~ store and to~transmit and all too frequently almost .impossible

3

-

to find even within the instituticn in which it was
)
generated.a' It is true also that it is not really possible

v

to function medicaf§§ at the level of any sophisticated tech-
nology without it. At the same moment that highbtechﬁology is
introduced into record-kegping thfough the computer, it makes.

demands whicK alter ghe prigtice it is intended to assist.

This is nqticeablg particularly in the way that non- . .
quantifiable daté is haﬁdled by a tendency to reduce the "life"
of the patient to the test values recorded. g

" Further aralysis of ghe part played by éec?nology in

X " i 3
creating the cengral role for the hospital in current medical

practice indicates that as an organizational response to °

" specialization this institution has shifted from a military

model to one strikingly similar to that found in industry.38

The resulting difficulties, particularly at the human level,

may illustrate the reluctance of medicine to engage in

- - > _— - -

sufficient theoretical reflection and its failure to compre-

hend the social/political form in which, relational issues

ko

surface in complex western industrial society, It may be due

also to the organizational naivete found until quite‘recegfﬂy

3

—_ - . a
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in medical practice organization. As Reiser and others have

pointed out, prior to the medical care revolution attributed

-
v

to the twentieth century, health ca®e was a highly decentral-
ized“wundertaking. While many of th% reasons for Ehi;
conéition may bé attributed to the futility d% boollng Lhc
gtates of ignofancg and helplessneés that doctors faced in
their struggle with disease, there was an appreciatlbn of the
positive aspects of the old style of medical practice: Even
now it seﬁged sometimes as the médgl of the physician/patient

t

relatig;ship4o;‘however, that relationship has become thé sum

* total of a series of flveting personal meetings. Does it add’

upkto the same thing, that.is, an identifiable event of
personalvdimensgoﬁ? °The guestion produces many different
resgonses.‘41 The mgst ;Aportant issue mabie whethe} or not
‘the’personal encounter in meddicine was merely an appropriatg

0response to the ?hysician's ignorance which underlay it and

> .

is now an unfortunate anachronism in contemporary high tech-

" nology medicine Whic% has a .very different parameter of

B

expectations because it is dominated by the ekpectation of

the successful outcome. The other point which needs to be .

made is that the venue o0f.'health care was not an item of
specific interest prior to the present century. To note this

n

means that the very meaning of the term decentralized has

©

changed\as the result of the new developmenﬁs in medgcal -
. . &

. practice. - -

g,

o ®

The current scene in medical practice then does not just

+

‘present th}ee problems as Reiser suggests, although, of

P
<
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coﬁrse, these{@uestions are still around. They are in fact
. * M .
. ho answeraple as they stand and it ia to the qguest of their

» ‘

rgformulatiof that we turn now, in an attempt tc develop

. . .
from our analysis of thepry, structure and relation a'sense

g b | R
: o'& what has taken place. el .
-\ ‘ S / - 4 .
A 1. However powerful individually or collectively the physician
. . Co - ' )
may be, ole ih the practice of health care has been
drastlcally altered.}? o - ' . , -
' -

2. The technology whlch is coming -into place today.’ was not

apticipated and wmll alter the dellvery of-health'care now at
' 43

AY

“least as dramatically a5 the first technical wave did.

' 3 L4

3. The facilitation of communication is a major issue both

rwithinvihe hospital as well as within the health care&system.
The focus of the problem is thé medical. record, ‘and whiie an

o> 2

¥ electron1C°system is obv1ously a tremendous lmprowement Qp

Vo the tradltbonal system, lt is qnly a partial resp0nse to a
. / - " “ [ .
much larger theoretlcal and structural 1mpasse. The best way

< ¢ |

N of formulatlng he precise nature of what we re left w1th 1s
NnY o

not clear, -however: : : . Cot

~

\ Y
4. 1It is related te the prevxously”unlmportant condition of
the venue or locale 'in which servxéés are dellvered in the

a

: AR
\\«. sensewthat alms;t a1 delivery of se:v;ce has been.Lnstltu—

tlonal;zed ln some form.45 t"‘ ) o 3 - N

£ :

S0 T+t 5@ Not just xnowledQe, but 1ncrea51nglyltreatment is )

4 ’ N . - ~ - —

becoming hlghly speclalizeq and replac1ng communlcatlon tthe
| medical record) as the organ;zxnggprlnc1ple,o£ hospltaL

. ! 46 . . A7) . Iy . .
o care. A : s 0 b
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6. The grouping of pa&tients eccorQing to disease and treat-
ment potential produces tremendous preseures upon ‘the method
used to determine, the allocation of resources within a healthQ

o 1 ‘
care system particularly in the face of the fact that high

'

technology and increasing costs are inseparable. in medical

47 ’ ' C
care. \ -

7. 1In view of the above to speak about centrdlizatien or
decentrallzatlon of health care dellvery makes no sense. The 4
A

concept becomes a matteg«of eff1c1enoy only after the matters

- )

of allocation, viz. the justice,and fairness of the system

have been decic}ed.48 ' , Y

8. The growth po%ential of a system employing high technelogy
v (] N\

is essenti¥ally limitless and the''problem of control mus t be
\

baséd upon the realization that medical science is capable of

creating mofe therapeutic agents than it and society have the
49 . .
11

9, ' There 1s only in rare lnstances a SLngle%spec1flc entity

capable of belng called the medlcal relatlonshi‘.p50 (in splte

of. the existence of so—called prdmary care physicians) ; rather\
‘an lmmenge varlety of relationships whith are poss ible ,
>
WP
between the patlent anad the doctor or other health care

personnel. Vlewed in its totality it has to be said of the

heilth care system that the needs of the:patient as person
' ,

fluctuéteVWLdely and may be conSLdered to be less lmportant

. ——- - S - —
—~ -~ . - = " —

- — ~——

thajrthe realization of "justice and fairness tbrougb ’ﬁ

allocation of resources. This is undoubtedlw a highly cis-

ﬁut%ble contentfon. It may be justifiable on the following
* - . ’

] . R

| -

]

v L . . o



’qfounds: it is not intended to counter the notion thaé

. fundamental humanness involves far more than the idea of the
body as the focus of disease; it acknowledges tpe limitations
of high techﬁology are‘far greaterlthan its successes in
cdring disease and will remain so for the foreseeable future;
%t is intended to highlight the fact that high techﬁology has

. redefined medical need as that which is susceptible to its -

JmiqigtratioPsvand therefore what:is.rgquired is a mpre pre-‘ e

. o . , .
cise way of confronting the implications of this change.

10. Similar problems confront the countries in the western
\\ . ‘ -
industrialized world not just in the area of health care but

. . 51
in other areas of social concern.” ™

»

The intention of this histprical-analytical survey of

modern medicine has heen to show the nature of the changes

-

which have been produced in what has comé\to be called

clinical practice. The term clinical itself while pointing
3 , o

“to 'the source of medical care in tne ancient Greek world has
: '

come to symbof%ze the evolving methodology of medicine in the

ninetegnth'aﬁd #wentieth centuries. It was given much oﬁ'fts

present fdrm‘by Bernard and Osler who provided it its
foundation in the basic sciences ard clinically Oriented

_— ',' teachinévand research. The cdhtribution of technology to this
transfofﬁation has been duly -noted. At the same time it Haé !

.--heen argued that the .current setcof~issuss-ané;pfob&ems—founéﬂw- ~
in medical practice suggest that they are ‘something more than

by a different version of those préviously identifiédn In North

America particularly, the tendency ;has been to fix upon

< . ~
+ .h
B

L] e -
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‘dollar cost as the basis for determinimy the culprit respons-

)
fa

ible for this current crisis in the health care.’® 1n
rejecting this finding as sub;titpt;ng a symptom for;the real
cause we wish to argue that the effects of a style of practice
depending upon the use of high technology des%rves more con-

- sideration. One of the signs of this change has been loé;ted
in the increased use of eﬁficacf and efficiency measures to
validate medical pracéices and procedures. Ano£her is ‘the
necessity, to consider the practiceﬁif medicine as'subsumgd
into §omething which is callgd a health éare system. We have
;lso noted the‘increasing ogganizational similarity bethep
the prac%ibe Qf medicine and other large scale industries.

. We seem to be left with\;7need to develop a series' of
quésfiénS'which will highlighé the setting of thé practice of
médicine today. This interrogation will serve also to uncover
the values which aré expressed in the way in wgich we care for
persons medically. How Qill the amount of calculation such,as:
risk and benefit which has entered the vocabulary of health
care tqday be related to more traditional ways of valding
which are found in our éhilosophical and religious traditions?

~How can the human dimensipn; entér ;nto calculations of :this

, sort? Will this emphasis upon positive results end hp anying

care to those’ who are so unfortunate as to end up untouchable
. j] @ ~
..  ...2by technology? -Rerhaps-we--are ready to-consider-what bhigh-.-

technology is for the practice of medicine. %\h'
... high technolody (HT). But when is.a tec nology so

regarded? This must be arbitrary because some of‘
today's HT may become tomorrow's low technology, as

‘\ L4
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. ' some of today's research becomes tomorrow's routine.

' For my purpose I propose an operatlonal definition of
HT -- that it is complex and expensive, with the con-
sequence that it is restricted in availability --
usually to a limited number of places where it is,

. . under. the control of a specialist staff. It follows
from this that demand for its use exceed supply so:
that some form of explicit rationing is required. It
is possible to analyze HTM according to the type of

'machine or instrument used =-- radiological, endoscopic,
anaesthetic, and so on. But the debate about HTM is
| ‘ less about the secondary influence that increasing use
*of HTM may have on the practice of medicine .... That
requires consideration of whgre HTM fits into the —
: Lo agenda of the medical task.
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CHAPTER III .~

' ) ~

MAKING TIME?

w

Bryan Jennett has developed a comprehensive descriptiop
of the effects of high technology {HT) upon cohtemporary |
medical practice. Like Reiser and others, he sees that there
is a strong sense in which HT is an extension of previous

uses of technology because, ,
(m)ost of the tools of medical Eechnology can be regarded
as fulfilling one of five technological tasks. They are
visualization of parts of the body, measuring physio-
logical function, substituting lost function, contribut-
ing to surgical procedures, and the -processing of
information.!

This functicnal analysis of technology is not particularly

;gvealihg for someone searching for the changes produced by

high techﬁology and is really more indicative of the fact ‘.

that tecnnologicai tools have fit very well into traditional
progedureg, However, it is obvious also, that increasing

numbe;s of medical activities contain gucﬁ a fproportlon of HT
~that they are immediately recognizZable as‘HTlpackages -

e.g. intensive care, renal dialysis and transplantation, and

ogen ﬁeart surgéry."2 Obviously this does not exhaust the

list-of packages currently--available nox-dees-it-begin to.. <. .
'suggest that nature of the prbcess'by which these treatmept

innovations become features of the health care system

armamentarium.
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Elsewhere3 we have noted and developed Jennett's conten-
tion that HT has led to placing the medical task°j¥ an
ordered , agenda of Diagnosis, Prognosis, Decisions and

Management; and, has introduced another category of activity

which he has called rescue that fills the gap between

caring and curing. Rescue involves entering some very muddy
waters since it tends to be applied&in, v

life threatening situations -- though the threat need

not be immediate nor the intervention an emergency.

Rescue procedures are often successful in pastponing

death and they sometimes result in cure. More often

they extend the period of survival of disabled

patients; sometimes their quality of life is much

worse after rescue than it was before the crisis that
called for rescue. Consequently doubts can arise, even

in the minds of caring relatives, as to whether the '
rescue has been worthwhile -- even though in strict )
medical terms it may have been judged to have been .
"successful.," - Rescue procedures include intensive /
care, renal dialysis and transplantation, much open
heart surgery and neonatal surgery and a good deal of
oncology. Rescue usually involves HT and it is not
surprising that they share many characteristics, --
limited avallablllty of specialized equipment and »
staff and high cost.4

\

At the same time this HT equipment 1s available for and used

for cure or palliatién, and so warrants an important distinc-

,tion between HT per se and how it is used.”® We wish to focus

upon the possibilities opened~up by HT in its applicaﬁion to

r

rescue as being particularly significant. They are an issue

in the practice of calculable life extension. Th%y force the

systém to~examine the imherént mMeanings of cost in.ways pre-
viqusly unnecessary and unnoticed. ) . o

The last concerr voiced by most in the health care
technology field is directed to the sbcial impacts
of technology. Over time the issues raised by
health care technology, particularly halfway

e )
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technologies, have become no less complex than they-wete
when it was first recognized that lives could be saved
with potentially minimal benefit to the patient. As
noted in the introduction to this chapter, organ trans-
plantation has, once again, forced us tec confront these
issues. The issues include questions such as the
following: Who shall receive an organ transplant? How
shall we decide? What are the long-term consequences
of organ transplants? How should we decide? Who will

, pay° What is the proper role of ‘the (US) federal
government? How do we fEreat the medicdlly indigent?
These gquestions are both complex and nearly metaphysical.

L]

A somewhat symilar observation has been made by Banta:

(1) ethics and morals, changing or challenging our funda-
mental values or beliefs; (2) £§e~1egal and political system,
pertaining to allocating'scarce resources, defining life and-
death, informed consent, and so on; and (3) the economic
system, going beyond issues of the cost of health care by
affecting such factors as employment p;oductivity, and the
necessity for and siée of income maintenance programs.7

Evans summarizes these effects with the words:
1
Clearly, while the develqgpment of medical technology is
in the best .interests of all, including the healthy,

J the implications of medical technology can often go
beyond the mere practice of medicine. Ultimately, .
decisions must be made as to how society will allocate

‘ the available resources. Such decisions are
necessarily somewhat removed from the practice of
medicine per.se.®

The’impact of this change is more easily shown through

c

. historical analysis. For as long as records exist medical

care has been understood as a highly 1nd1v1dual affair wplch

. - v ar~ -\—"‘-~-\""~- - o - e a e Nl e e = - —

has found expression through the concept gf the doctor/patient

- s e

S

‘relationship. 1In western thought this approach has found >

resonance with ancient and modern philosophical and religious \

expfession. The following are typical exaﬁbles: the - \
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Christian understanding that each person has a specific

individuality conferred by the'presence of his soul; the

Kantian categorical imperative. What all of this tradition
~has in common is that it applies to the diagnosis and treat-
. ment of disease on the basis of very limited knowledge.

There is a sense in which it is not unfair to argue that what
N\

knowledge there was tended to be more religious and philos-

-

ophical in character -- physiciane were individualks who
learﬂgg\by practice how to apply this knowledge to the
problems generated by disease. The strength of this tradi-
tion was its wisdom ‘about the nature and character of the
human person and the potential of his reason. The.weakness ¥
of this knowledge bank was its inability to comprehend the

natural setting of which the human person and his reason

were an expression. ..

There is some agreement among those who have séudied the
development Of medical practice in the twentieth century that “
somehow in the 1960's a coneensus developed about .the

superiority of the hospital practice of medicine to such an

extent that it became the major source of health care costs.9

N,

The elements which produced this transformatlon 1nc1uded

1. the knleedge produced by new inventions as well as the

. ' <= ‘.{“‘-""“
cumulative effect of more established ones;; g“”‘ - \

s
- - T e e - N . St T A S ~~.—- ———

2. dlscoverles in basic science which dramatlc ly altered

~the knowledge base of medigine; ’

-

3. the potential of both for suggesting new forms of

organizing and sharing the knowledge and technology now



available;
®
Iy I3 * . ¢ ),
4. the geometric increase of-government funding which was a

H

_fall-out from unprecedented igonomic érowth_Ln thétUnited

States and Canada;
5. the realization that a égstems analysis of problems had a

far wider potential than those immediately applicable to

@

the engineering ‘matrix where it was developed;

-6 a more industrial approach to health care ﬁssuing from .

(-}

. the %ncreasing presence of third ﬂa:txég’;ﬁq would pay
all or part,of patient's medical expenses; .

7. a growing conviction that health problems and disease '
T
were susceptible to an unlieard of level .of amelwpration

4,

because essentially unlimited amounts of money were

‘available for research and treatment; ,

-

8. the suécumbing of this fledgling system to the effects

of the technigques of marketing because not only was there

I

the possibiPfity for doing unprecedented good there wds
the lure of enormous“profit to anyone who could“creéte or

supply the technology, including drugs.lo r .
. &,

! A very good illustration of how drama%§g§Was the change
. . o
produced can be seen in the paucity of moral or ethical
thought which covered what was going on. .The strengths and

limits %f‘wisdom on the subject was pretty well confined to

- ——— ~- ~ - — e - ——

— e~ - . -

s ’gius XII's speech oﬂ the use of ordinary and extraordinary

- =T - -

measures to preserve life which does not ;B;ésee this dis-

°

"tinction being outflanked by the constant development of

’ K . . - } K
new technologies, today's’extraordinary, tomorrow's -
-=C A . - ; , X

. | .
. |
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The word that keeps returnrning in the struggle to under-

4

stand what all this means 1s COST. Within the sense oj this
1dea are not only the concepts of efficacy and efficiency as
well as tbé dilemm;s of allocaflon, Fut also the matters
relating to valué and valuing which ;re fundamental to our
moral and ethical systems. As a result, the use of the term
co;t becomes much less a matter of reducing H;alth caré
prqplems.to a matter of containing financial outlays to a

predetermined level and much more the guestion of valtue cal-

culation. 1In real life, this difference may be portrayed by

those who give strong support to the concept of réfducing the

total health. care bill yet at the same time worked very hard
to see that the (US) National Center for Health Care Tech-

nology was killed becaa%e as, Jennett observes: "Its promise

of success so threatened certain vested interests that 1t

-t

kind of evaluation is now so cryucial. Vo <

became a target forvabolition and Congress yielded to these

lobbies."12 ,

Another ob'server13 has noted that these opp?nents

- a

included ,professional interests which claimed that-system-

atic assessment would stifle innovation. . To learn much
’
about the iaentity of HT, we might explore tHe varidus -

o

avenues of "costing," whose creation it has stimulated, and
. - AN

at the same time, try to answer the’question as to why this
The particular form in which this material is pre-

sented has Beeﬁ organized to play‘upon‘the ethical nuances

¢ .

~ s
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which are.offgred by the concept of cost. It is our conten-
tion Ehat employing these technical categories 1n this manner
will not’distorﬁ the function which they have in their more
usual loéatlon in économics, social science and scientific
assessﬁent.¥4 The most basic concepts are those of e%ficacz

and effecthéness.15 The former refers to whether a practice,

drug or tool will work at all; and the latter, the circum-

stances 1n real-life in which. it is employable. On face

-

value it would seem that determining if something works should

be a relatively simple matter but in practice this is far from

the case. The previous discussion of the practice of clinical

experimentation-and investigation has shown that extensions of

knowledge disccvered on thes#animal model rarely encounter g‘

perfect fit.16 The %istory of heart transplantation has shown

that the discovetries which led to efficacy and efficiency were

nearly simultaneous processes and we suspect that this

experience is.repeated more often than not wilen it comes to

the emergence of.a-HT procedure in medicine.l7 The difficulty

of separating these two elements is yhat sets up the,néed for

technology assessment. Put another way, it would seem that

. - ’ .
w.Pone of the characteristics of HT is(that it must proceed quite

far along the path of development before an iﬁfofmed judgment

can be made of its value or even if it will work. This leads

’

to the further complication Ehat often these'projects are
ag?ocated by particular-groups which'may egpect to benefit

from them and it is far from clear that the wider interests

of'50cietj‘coincide.With those of the project advocates.18

A} \.\ ~
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Another difficulty attached to this very basic assességnt

7

structure is the confusion in‘many quarters between the-goals
and methods of -basic sciehce research and those employed 1n
the development of HT devices and procedures. The training

of persons employed in both of these efforts may be essen-
tially the same, but seen from the point of view of essential
soéial need each represents a fundamentally different value

in the structure of humanlsociety. The distinction which best
represents this difference ié based upon the concept of knowQ/
ledge they stand for. The prepositions "of" and "for" are
useful markers for determining the relationship %n which each
stands to human society. The Qne,vscignce, is ontolbqicaiﬂ
the other, technology, is utilitarian. This is the reason why
cost is.a necessary elemént in determining what role tech-
nology should play in the practice of medicine. It is also
important to remind ourselves of why this approach to
evaluation %s so controversialvfor'med}cal practice. The
QOctor/patient rélatiOnship‘which is thé basis:for western
medicine is'thought to be exempt from this form of calcula-~

!

tion. It is interesting to speculate as to why the human-

istic structure of the doctor/patient relationship was not

\\

fundamentally threatened by the shift of medicine to the
scientific ﬁode, but has been tattered by ‘the introduction of

high technology and the congequent alteration of the
institution of the hospital.t? ;o

;in arguing that the rple'of science in medicine must beg

distinguished from the role of high technology, we have tried

. 4 - - 3
. . R
"y * ‘ y Y
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to prepare a case that suggests there is an elective quality
in the empldyment of technology in medical practice which

does.not hold for that of science. 1In practice, the separa-
8 .

0

tion may be diffigult to makg .2 With this potential caveat'

in mind, we will now continue to develop this presentation of

.

<

the techniques of costing 'in order to see if they méy produce

better definition of the elective nature of technological
innovation. Cost effectiveness, cost utility and cost benefit21
are highly dependent upon the existence of some measure of

efficacy and efficiency. In the absence of reliable figures

for relating workability (efficacy), resort is often made,to
»
the statistical methodoloéy of sensitivity analysis'.22 In
. ' _ N ‘
this practice the doubtful parameter or parameters of outcome

PAN

are assigned a range of values deemed plausihle by the

investigator and/or expert advisors and a calculation is made

which offers some-Indication as to how these best guesses fit

‘to plausible ranges of acceptability. The manner in which

what works is established and the tools employed may be

.

clinical<and/or epidemiological but it is important to note

-
e

that what results is a "can" and not necessarily a‘"should."23

The decision to proceed must come from some other sources
within the system. These other considerations which'produée

the go ahead may be either explicit or concealed,. For the
* 4

? I
moment we will be content to pursue further concepts.of

"costing" which'may be explicitly brought to bear on the ‘

3

decision-making process. - ‘ .

There is the way of cost effectiveness which is a measure .
, v r

& ’ 2 3 N, ' 1
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of ocutcome in terms of numbers of some natural unit such as
lives saved or accidents averted calculated as cost per
natural unit. The cost of this unit is compared to the_value
assigned to this’ same unit. The valuing process mayﬂbe '

viewed from a number of perspectives Or a combination there-

of, viz, political, social, moral, religious, etc. An

\ .

examination of these points of view reveals some interesting

dilemmas. A religious tradition may see each unit (child,

e

person) as having infinite value; a social outlook may prefere

“

potential for contributing to a social goal such as ability

to reproduce; a political perspective may try to reconcile

)

the conflict by distinguishing between views which reflect

personal preference and thosé which are subject to general

o

goals which are reserved for the state. Severa! attempts

-~
$ - [ -

have been made to determine the cost effectiveness of both

'kidney and heart transpl_antat"i“on.?'4 In the case of kidneys

the comparative procedure is long term dialysis. Several
A -
studies indicate that the current survival figures for

cadaver kidneys make trarisplantation the more cost effective

A
5, N

treatment for persons in end-stage kidney failure.2>

é

Results for heart transplantation are somewhatsmore difficult

®

to subject to this form of analysis. One group used coronary

by-pags surgery as the comparison and found that, projected

over a longer period of time, a good case could be made for
4 t

the effectiveness of transplantation.26

(One of the principa{h
limitations to investigations of this type is the absence of

such studies over a wide enough range‘of treatments and

]

~ e +
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procedures to enable us to know how significant this measure

1s as a rationale for allocating resources.

s

An improvement on this method, which is saiq to overcome
this absence of gharea v§lue,.is provided by the concept‘of
cost-utility which converts éhe Units of outp&t to a common
measure -- their ;élative value to those experiencing a

particular outcome. Life Years is a current form of ‘this

method.27 These have had some application to heart :trans-

i

plantation evaluation-part;cularly in~quality of life

28

“

studies, but in additiom to the more general criticism

noted below they seem to have limited ability to predict how
a person 'will act when acgkually confronted with the situétioh |
in vivo. From the broader .perspective it is important to

stress what tiis so-called common measure can and cannot coh-

tribute to the decision-making process. The digtinction
e \ ‘

which needs to be made is between #ersonal preferences which
: ‘ w

are generalized to apbly‘to dfoups of ®%ersgons who' are pre-:

»

sumed to be in the same capégéry (viz. all persons suffering
from end-stage heart diééaég) and ‘values which are.(held in, »

. ’ ~ . ' .7 .
common- because they are expressive of those principles which

. ' »

make a social fabric possible. Cost utility is a way of °’

w

determining ‘what a defined group of individuals may feel
about possibje outcomes as applied to' their case; it does

"little toward solvirng the question of relating this grdup of

needs to overall social goals or benefits. There is.theﬁadded

£

problem of the nature of needs as they appear in the health

) L] . . . . .
.care system, There is a growing dossier of evidence which

(4 - [ Y
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suggests that many health care needs particularly /those

associated with 'HT (are physician generated.29 o/

Possibly the most comprehensive of the cos ing concepts
" ‘o N .
isg that offered by cost-benefit analysxs. It £ries tb

1dent1fy all costs and consequences acrOss thé whole society

and values each w1th a common unit which is generally mone-u

7y

tary. From this point of wview, an activity becomes wormh"“

doing'if its present net value (dollar bel eflts less doilar
. ‘ -

costs, each appropriately discounted) is positive.30 One of

the ingredients of cost-benefit deserves special mention

because it has been'particularly asso?éated with attempts aé&

HT evaluation. Thts is the Quality pf Life measure. The

rationale for this assessment is ngble; obViously 1t gould beé
’ . i 4

reprehensible to offer as treatme t a procedure whose-butcome

left the patlent llttle better oéf than before, or even in a

state "worse than death.". On hlS measure two separate teams

\B o™~

have determlned Ehat heért tr‘hsplantatlon is vrewed as pro-
vidiflg very good results.Bl//The whole approach is of limited
[ ¢ ?
usefulness because it is ch better at providing "rule out"
N -

'information than "rule in" and the real battle in resource

.

allocation i's over comyetlng successes.

.In summary we caﬁ say that so far the results produced .

e

i~

by cost beneflt studies have been marred by two problems

both of which arise from the use of. monetary .means to we1gh
4 , .

and resolve costg and consequences across the whole of social

~

[ Y
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apart from éhe attempt to promulqéte its benefits. As we have
noted elsewhere, we offer as .examples the original estimates
for the costs of funding kidney dialysis in the United States’

or thé claims produced by committees étudying the appropriate-

/ . ness of developing an artificial heart wh;ch have been wildly.

' 1naccurate. One possible cause for this inaccuracy should’ be

"

mentioned and that is the déminat&on of these studies by -
those who have.a vested interest inythe i)rogram's.32 Tge
second- problem is that attractive as the'ydea gay %g, cos£
Lenefit’ends ﬁp\claiming that complex,addition is a substitute’
for the éol}tical, ethical, moral and religdgious procegses ‘

which determine the goals of human society. Nonéfheless, the . .

failure of this attempt should not lead to its dismissal dut

r
i

of hand. Why? _ .

. ‘L. Because tHe complexities introduced into the process.of

' L
. N i ‘ > s
dec%g;on-making by complex systems such a5 health care
démand thatGfaﬁional”methggology has- to be téken as far
ey ,
as possible; ., | | (

2. the concept of cos{}ng is one way of. trying to locaté

and weigh all the factors involved, but:
‘ v . N . &,
LI 3. requires a more sophisticated scheme oOf translating the -- ., -

-

*
meaning of Benefit into concepts which are compensurate

with the yalue language used in politics, ethics and -

religion. - -

Apparently what is called for is a method for ,generating

N ' : . .
a dialogue between the various parties invelved'in calcu g
’ .
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social/politica{‘instituﬁion,that we call’ health care. . It is’

. the argument of this fhesis that our religious tradition has

f .

a contribution to make toward this iarocess.~ We need now th

4

,define this reiigious legacy.
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p,

THE MEANING OF TIME

o

It requires a certain daring to attempt a simple explan-

ation of Christiarfity's legacy to western culture. The 1mage

. . " -~
of religion in our society is one of considerable disarray.
’

/ “The introauction of tﬁis paper was a summary of the liplta—

" tions which anyone working frgm within the Christian tradltién
must observe if he wishes 'to enfer the dialogue that con-
staxtutes the world of bioethics.l The purpose of this chapter
ié to develdé‘a working cdncept Of Christianity which is
definitiye in®* two ways: P o ’ .

1. It does reasonable justice to the institutional and
theological reality of Christianfty; s
2. Iﬁ offers a Bgsis for entering the convg;éation and
dévelpp;ent of biocethics as an influential gafbner,-able to
-4 contrib@te to the éroduct which emerges.
What sort of ground rulés will this demand?
1. A stance%s to the(%égirability of pluralism-as a
principal characteristic of mqrél\élimate. Is this a
'phegoménon whitch is- to bg toleréted merely és a temporary
departure from the ;deal, or is it an opportunity.for the

-

}iextensdon of rationality to an éularging vision of;guman

°

" . C

o
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. g
communrlty? By the latter, &e mean a renunciation of the

. N .
imperialistic and colbnialiiflc versions of unity in favour of
those whach explore the potential for understanding found in .
Language and rational dial;gue. Would thé acceptance of

0
pluralism and the consequences thereof constitute abrogation

of thé fundamental principles of Christi{mity?2
)

2. Agreement that religious expression is.not outmoded, but

a persisting .reflection of human cultural perspective with a
, N

separable but not distinct dlaim to participation in the

.-rationalsworld of human creativity.

.
3. Acknowledgifg that it is extremely difficult to retain
<

cantrol over ideas and principles in the open cultural and

intellectual market of éoday unless they are in the form of

n

doqmé or ideological orthodoxy. Even here, to take one

example, Marxian soCial"anaiysis'is not the';xclusive propérty
of the communist world.as 1is e#hibited in thelapbéarance of
liberation theology in Christian ‘circles. This reservation

<
isgextremelyﬁimportant pecause it quifies'considerably the
value of a cbnceéf like secularizatioﬂ as a way of(undér-
staiding the dynaﬁics of intellectual ferme;t.a£=the pregen?
time. We,beligyeothe term p%@ces an_emphasis upon a ‘
relat}onship’gﬁﬁween ideas and society which giyés too much
priority to the influence of the individual. )
4. For essentiall§ the same reasons we have just noted, éhis
may .mean that‘tge seminai~role given to ideas in prodﬁcing
change in our human worlq mus£ be qqalified by an‘apprebiation’

3

& . .
of the potential of alterations in the structural form of

) - .
\ S
a

[

t
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. 4

3

social culture for inducing major transformations in human

‘ —

valu95.3 In this context what follows will be somewhat
indebted to the.thedries of Anthony Giddens and JuWrgen ’

Habermas. . .

If we try to rapply these rules to formulate an answer to

the emwgtion "What is Christianity?", & number of useful

ohservations may emerge as to its legacy for the current.
& . a

debate about norms and values in bioethics.

Christianity is one of many traditions by which human '

~N

_ kind 1lives. This follows from a more general understanding

that to be human is to live 1in a tradition, regardless of the
fact that at any given time man%{ﬁﬁbple are ih open rebellion

against tradition and even reject it altogether. The .. Py

intelligiBility of speech is possible because the strudcture '
: *

and meaning of particular sounds is handed down from those . ~
/
who have shared this experience. Much of the learning which

© . —

makes up human knowledge’is passed on through being ﬁart‘of

a tradition. In modern culture, it is often the case that ¢

persons belong- to several traditions at the same time -- fhey

~

k!
have many centers to their lives. One of the more important
N :

conditions imposed by contemporary culture is that of finding
\ , ‘ ) ol
ways to facilitate communication between these several

centers which are found {p every person. The bias of modern
N * » Y,

thought was or{ginally committed to an exclusively verbal and

rational model of communication between these foci of meaning.

]

-

‘to mediate betwqeh the verbal and non-verbal structures of

4 : N
- .

5§
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meaning tended to bé discounted in the original rush to sub-
stantlate instrumentally the Qerbal and rational. THe stance
of Christianity can’ be viewed histarically as an attempt to
balance ritual and symbol with-.-the verbal and rational.

Our particular interest is the manner in which 5

ChHristianity has attempﬁed to give expressionr to moral values

»

and e&#hical consequences.

1. Most accounts of early Christianity have concentrated upon
the struggle to establish orthodoxy in the face of fulminations

by those who would divert the mo&ement from its central focus.
9 .

The early centuries of the Church led to the emergence of a

series of "doctrines" which established the f&rms té which

14

faith and its rational expression were directed. = - .
The social expression of Christiangly rapidly evolved
from its ;arly bgsé in the synagogues of diaspora Judaism into
an institutional structure called the Church. One of the most
iﬁbortant‘influences on this(&evelopment was the partigglar‘
way in which éhristians undersﬁood the eschatological *ideas

which .emerged from the mood éf the times, the.sayings‘gf

Jesus, the early writings which.became scriptural, the socgial

eprrienpe of its aaherepts, and the reflection upon éll of"

- [y

‘the above in the -Works of its early leaders. The merger of

v

these elements produced an understanding of realiﬁy which .

included "two worlds" that eventually were resdlved into the

3 Y

Cy .
< - o .Y et . .
Augustinian civitas dei, and civitas. ferrena. One of the

favorite ways “of sumﬁérizing the effect of the otherly world

JA—

- regsolution to‘this world's ehd was thevsaYing "in but not of

-~ . -
o
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the world." This view was 'to have considerable effect upon
the way in which the Lhurch set upon determining its prior-

ities. The result of most interest to us was that felt upén

IS
i

morality and ethics. ' ' ¢
2. There is no way here of resolving all oﬁ the 1ssues raiscd

by any discussion of the ethics which arise, from Jesus' y
¥ o *

preaching as recorded in the Gospels. We have decided to adopt
as our approach to these problems several working principles
which should give an acceptable result. Christ's purposc¢ was

to create, a community of those who were peady<gor the coming
Ny -

1y
of the "Kingdom of. Gods' His ethical ideal arose out 'of the

~

moral demands for the sanctification of the individual so

that he might be able when the "£imelcomés" to "see God.”4

The extreme form of purity of heart which He deﬁanded-ﬁad

its majgr emphasis wupon intent;;n which comes from "a greatly
intens%fied reverence for all moral commands, without any
allowancé for'conf}ictiﬁg motives or for.expedier{cy."5 The ’

fingl object for all moral conduct was a personal rélation- N
ship with God whose‘imperative was a function of the soul,
éoﬁethinq each person possessed. It is neéessary.to insist,
as Qell, that while the Gospel may‘nbt result ip a complete o,
or, systematic ethical .system it does not issue inh a merely
subjectiVe_authQrization_for independent‘exefc;se of con-
science. "... the ethic of the Gospel deals not merely with
the will and its intention, or\with’the iﬁ;er constraint of °

' . , , . . i} 6
conscience, but also with certain def;nxte concrete demands.'

The view of the Gospel ethic set in concrete~terms is that God

L - P . “ ! . ',

”
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All the virtues, therefore, are thoroughly systematlzed
from the fundamental religious point of view: union -
with the Will and the_Being of ‘God, and’ cooperation
with the work of God.7 ;

rid
-

It is within this constraint that Christ required human kind#

to be indifferent to ma;erial happiness and to money, to

° -

'practice.sexual self-restraint, to have a_miﬁd that values

the unseen and eternal more than the seen and temporal and to
strive toward a harmonious sense of'personal being.al--

3. The ethical structure of the-Goepels’}g net the sole item
in the developmen€ of Chriseian ettitudes. qA most immediately
in point of time it existed as one element in a dynamic; the
other part was the community of those who "sharéd" this vision.
It was probably”Troeltsch who first ealled ettention'to the

unusual character of this socialwstructure, but others have

N

» . L 9
made similar observat}ons.

Its first outstanding characteristic is an unlimited,
unqualified 1pd1v1duallsm. The standard of this
1nd1v1duallsm i's wholly self contained, determined

simply by its own sense’ of that whlch will further 5"
its consecration to.God .... . .

It is clear that an individualism of this kiﬁd is
entively radical, and that it transcends .all natural
barriers and differences, through the -idea of the
religious value of the squl .... ’
Where this kind of individualism prevalls all earthly
differences are swallowed up in the Divifle power and
love..which reduce all other dlstlnctlons to nothlng e

Frqm the very onset this was not an 1deal for the
masses. Faced by the extreme tension of these
demands,. we must also remember .that they were
formulated in expectatlon of the final Judgment of -
the imminent End of the World. However little these
demands may have ' been.due to this expectation, we -

/ . o

. . . s . : . - -
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must realize that their radicalism and their indifference
towards questions of practicality can only he uhderstood
) from this point of view ....10 .

A;so‘presenf within this inéividualism is a powerful
ideal of fellowship which has the potehtial for translating
into a special understandingoof community. This is dis-
cussed by Troeltsch aé Universalism of the same all-pervasive
religﬂqus mode. For the\moﬁent, howevér, it is more ‘
important: to show that this fellowship arises out ®f thé séme.
equally powerful relidious motiye which 1is present‘in i;;,

"Christian" individualism.
]

*

In the last resport the idea of fellowship sprlngs from .
the fact that those who are being purified for the sake

of God meet in Him; and since the dominating thought of
God is not that of peaceful happiness into which souls ‘
are gathered but a creative will, so those who are -
united in God must be inspired by the Will and Spirit '
of God, and must actively fulfil the lov1ng Will of Go

... this is. the background'and meaning of the Gospel
emphasis on' brotherﬁood and the love of one's neighbour
... But this fellowship ‘only extends as far as the
L= religious message is kpown /... There is no thought
here of a humanitarian ideal in itself. - When the effort
_to establlsh this-fellowship fails the Gospel on%y can
exhort 'to sufferlng and patience, until the Judgment
will set thlngs right. Here again, in-ordér to «under-
stand Jesus' exhortatlons, we have' tp remémber that
this restoration is not thought o% as taking place
after a long-.life in the warfﬁ but after a short
perlod of t1me . ) )
. ¢ r [
' There are other forms of this samé insight wh%gh may be L
. - & “» CooT v
relevant to our case. The most significant may be the

Pauline metaphor of the mystidal body of Christ.'? . while.

containing all of the'elehénts noted above it had the -
additional advantage (as we see it now) of offering a mode of

\

expression which was more adéptable to-the sociological needs
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~ that arose as the expectation of Jesus' imminent return faded..

Wwhy this shrould é;\the case may emerge when we consider

another issue - that of power and authority. . .

4. What seems necessary to explaln is how God is known and

‘ how hlj power 1is mediated to that whlch is other than Hlmself
. . , )

-

For' Jesus according to Troeltsch:

The Idea of God béars both the féatures of a fatherly
T loving-kindness which calls all to the highest dignity
of life, and also of a perfection which maintains
souls always in humility, and yet ever encourages them
. through the forgiveness of sins. It does not, -there-
, ; - fore, represent itself as an inevitable "idea, but as -
) authority and revelation. The Hebrew God of Will, in
“ his aloofness from mankind, only makes Himself known-
in living revelation jn the Law and-in the Prophets, ,
and in the authority with which Jesus interprets both.
Lp this way the idea of authority is introduced into -
~~— 'the sociological structure. The whole system of
thought which has just been described arises out of - //
faith in an authority of this kind, and the securing .
of this authority as its essential squrce will-be a ' //
permanent task of the whdle structure.l!3

. .
, T

.? O . , Xt k-4 . ¢ //”
If we were to. try tocv;sualize the system jus‘t developed laig/

: -out on a map, imagine what is present and'aﬁsent. What kiné
of a geoqraphy of reallty sprlngs to our eyes? The cartoé-
raphy is rlch in showmﬁﬁ numerous details about human- klnd as
a socilal bedng which must-aﬁ the same time try to keep ‘track
of those aspects of its character which make understandlng

" human actlons SO perplex1ng Almost completely absent lS any

’

> . suggesgidn of. humanlty s SLmultaneous 1nclusxon 1n the world

. ° « *  of mature. Knowledge of this latter COndlthn is unimportant_

I3

possibly because' it is essentially unobtainable. The next
! § question which must be asked ‘is whether or not thlS blank is .

to be temporary or permanent.

4

.
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// The answer can only be given in somewhat roundabout

/- fasHion. This is because it is dependent upen.tﬁe potential e

for growth And change which is-in the community that resulted
‘ -

" from ¥esus! preaching. The elements which were used to

nourish this development fofm another major variable. »An

organized communlty which became lncreaSanTy sophlstlcated
“ .
in theory and structure appeared qulte soon after the death

of Jesus. It appears to have been somewhat different ih
form from the primitive communal groups which are noted in

the Actg amd the Letters whose interest has been described

as religious Communism of Love.14 That thie loose organiza- . N
® o .

tion was unsuited to the heeds for a structure able to work

-

and grow beyond the intérests of tiny local communities

seems probable. ~This would seem to have led to a need to "

»

find additional ethical content more appropriate for an \
institution .which Claimed to be the living body of Christ.

IF required some Qay of connecting itsélf to tae work and
™\ purposes of itsiheaﬂ.. One possible°qum in which this might
’ be manageable was that of directing the,salvatioﬁ of souls.ls,
This‘yasva reasonable sgbstitute fof¥the condition of reafi~«
ness'which Jesus held up as required for those who would see \

- - L4

Ged on his return at a time close at, hand. Physical death

. * ! ‘

now becomes the End which Jesus anticipated and for which
4" . . e s f.’
1ife of whatever length becomes the time of prepardation’ --

fge opportunity for fepentance. In saacknowledging there was
- . v - . AY

. now "time" for salvatigpL_Christianity hag also created.the .

opportunity for doing other things as well. 1Interest then

(3
~

-
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shifted towards an explofation of possible sources of

A

iﬁspiratlon whigﬁ\m{ght be relevant for the conditions at
hand. Scripture had an obvious claim because it had been
auwthoritative for Jesus, bﬁt increasingly the intellectual

riches of the classical world began to be mined as well.

>

-

> :
the Ygaps that existed 1in the world view of Jesus -and his

immediate followers, . ,

Ll

Together they Helpédisieate a view of nature which filled in

We offer the following account of the kind of development-

°

ich, seems .to have taken place. ° T,

1 «

hristianity began to ackhow{edge that it would have to
. A X '
liv apparéndf; for some time Qnder the conditions of the

world, it becamhe necessary toradjust dits organization

2

and theology to the. social and’légal structures which were in

.

. ", . . .
force. What it required was "a general theO{y of the basis

* - b
and validity of the 'laws' which the Christians could accept.'"16

It wag the role of the Apologists, who not onl& fused the

ethics of Christianity and Stoictism but also made the first

attempt to bring the laws of the City of God into some kind ’

'0f Harmony with Ehé\lags of the city of this world.'’

Mo

vehicle for accomplishing this feat wasqa~devélopment of the
3 . Yo ¢

A Y

. The

concept of Natural Law. The efforts were no doubt dependent,
at least initially, hponﬂideas provided by gtoic writers on

this §ubject. | U . B ”“ﬂ'?

“

2. While the drigin@l’intent of the Apologists was-more -

, directly ethical-there was extensive spill-over of these

E

‘ideas into the realm éf those which were used’to understand .

' - L4
. L

%
F’) "



.
o8

and explain nature. There existed then from the earliest

.~ -

//

»

-

_.111 -

t

centuries of Christian®thought a body of material which

18

ventured into the intellectual worlg of science. Both

T

ethics an% science were gnderstood~ to be concerned with the

Reason over the affairs -of man and natufe. 'In effect, this.

M . —_

‘vghig itself was a reflection of the domination of Divine

[y

~

meant that Christian ethics and Christian science were com-

mltted t® a course, of development which was based upon

deductlon Their assumptlon of the ratlonallty of the

universe made no other outcome likely.

¥

3.

furthér "experiment."20 '’

l9

This does not mean that observation was totally absgnt
from Aristotelian and mediewval science. Many of their
conclusions were in conformity with common experience.
Aristotle had done considerable bioldgical classifica-.
t on, which required careful observation.’ Butc the
categories of teleology (purpose) did not in general
lend themselves to jtheories" that could be tested by

>

Since there w?é a strong tendency to view the _world as

functioning according to' law there was'a tendency to con-

centrate on the static nature of the structure upon which it

depended.

ndture and of man which was essentially fixed' because

4

_ the manifestation of his creation. This led-to a view of

J/

'discovery and presentation of the workings of ,the Natural Law

The perfection in the mind of God was reflected in

creatlon had produced 2 completed world ln which there co 1d

be no fundamental - novelty except as was deter‘mined by ‘God' s

-

direct act’ion.z,1 Most interpretation of the so-called

9

medieval legacy has .focused tpon the conce'p\t of the world, as

static as providing the most direct opposition "to the new

2 \
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theories of science ,first introduced by Galileo and-brought
to first perfection in the—sevénteenth’féntury with Isaac

Newton. Further reflection, however/ suggests that ghother

Understanding of the -nature of this law-reflecting world is

s

more producti&e for understandiné current problems facing the
ethiegst'wﬁq‘would be Christian. Barbour has more correctly
'identified the issue: "It was a 'law-abiding world', but the
laws were moral 'and not mechanical. This was the medieval
Qie; of the universe which’the new science was to.challenge."
'4.' The escape from Natural Law has&ceme to completion in the

science of the nineteenth and twentieth &enturies, beginning

‘ with Darwin, and extending to Einstein and theoreticai
3
I

physicists. There is, (iiigpgz all, the replacement of the
mechanical model for understaMing the working of reqularity
in nature. This change may be expressed as the challenge to

the assumption that the natural tendency of reason is to

express itself ondy in "law" or law-like statements'op prin- .

ciples. This observation is devastatiné in its effect upon

1

the soclial structures which have grown up maklng thls
. ¢

supposition. Not only is one the favorlte grounds for-
. \
Eeligious ethic§ left in disarray but akso the value structure

LN \ \\ : %
used to rationalize the social desirability of science is

¥
undermined., The full meaning of what is lmplled in postu-
3 .

. ) latlng moral neutrality for science is now unfolded It

a

.further raises the possibility for arguing that the dilemmas’

facing both ethics and science today have a common'origin and

that therefore it may be fruitful te pursueean‘examination of

4

Y
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other rational models of undeggtanding common to religion

and science. = °

Lo e

5. "Barbour puts fggwgrd three presuppositions about nature

- -
S ,
A

which are importaﬁ?’fo modern science and suggests that they

are compatible W;th sentiments found in the Christian doc-
trineiof creation. First, there is tﬁé conviction about the
intelligibility of pature.z3 Strictly speaking, ﬁhe religioué
component of this notion is primarily in terms of the

universality of order and coherence, but that this may have

.

importént effects upon the de&elopment of modern %ciéqﬁe 1s

\

argued by Whitehead:

I d¢ not think, however, :ﬁﬁﬂ I have even yet broudht
out the greatest contribution of medievalism to the
formation of the .scientific movemept. I mean:the
unexpungable belie¢f that every detailed occurrence
can be correlated with its antecedents in a perfectly
definite manner, exemplifying general principles .... #
When we' compare the tone. of thought in Europe with
the sattitude of other civilizations when left to them-
selves, tlHere seems but one source for its origin. It
must have ceme from the medieval insistence on the
rationality.of God, conceived as with the personal
energy of Jehovah and with the rationality of a Greek
philosopher .... In Asia, the conceptions "of God were
of a being who was either too arbitrary or too .,
: impersonal for such ideas to have much effect on
' iniﬁinctive habits of mind .... My explanation is that
the faith in: the possibility of science, generated
antecendenfyly to the development of modern scientific
. theory, is an unconscious derivative from medieval
theology.24 - : ~

\

Thgre ié alsd’t@e %elieg that the details bf nature may
be known only by observing them.zj5 In Christian thinking
this is implied in the‘idea_that since,creation {s the
product of God's free act, He did not have to make it exaétlQ

as He did and we can understand it only by actually observing
TN . -
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what is there.26 The universe is cont;ngent on God's will
which means that it is not a nécessary consequence of first
principles =~- it is contingent and orderly, beca‘iilse God 1is
both free and rational. Christian reason has tended to
strass proceeding by analogy which means’dmaking use of

finite objects which imperfectly illustrate thgir form, while

the earlier effects of Greek thought was to emphasize the

grasping of the whole through an intuitive perception of its

essence.
Finally, we note its affirmative attitudg toward nature
which springs from the creation story in Genesis and is
developed in a multitude of themes in the rest of Scripture.
There is in addition, tﬁ‘;e storer v\;hich depié:t the defeat of
the Nature Gods by Jahweh27. which determine that the world
o1f nature b'éing created was not a proper ©bject of worship
but did 1eave open the possibility that it n{lght become the

28

flttlng subject of study The conditions which made

possible the sc1ent1f1c ;evolutJlon were obviously complex

and the result of much more than its root in the biblical

. view of nature. Nonetheless, y

+
»

(c)ould the recognition of statistical regularities
. and their mathematical expression have been reached
by any other,road that the theological one we
actually travelled? The only test comparison with a
developed ¢givilization is that of nontheological
China. As Needham and Northrop have remarked,
’theology in China had been. so depersonalized, law
made so ethical ,.,humam.stlc and particular, that the -
idea of a rational creator of all things was not
formulated. Hence the idea that we lesser rational
beings, might by virtue of the Godlike rationality,
be able to decipher the laws of nature (in Galileo's

A
\

2
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phrase, we might "read the mathematical language of
the Book of Nature) never was accepted.29

How can this analysis help us to clarify-the opportuni-
»

ties for Christian thought to current ethical concerns? Wwe

can begin by noting thg extent to which Time, and how to*
i ' aécount for it emerged as an ;ncreasingly difficult problem
foé Christianity. «We have already seen how Je;us deve loped
e &~ —his ethics in terms which anticipated their va}iéatlon in a

final judgment which was to come very soon. Other writers

-~

'who appear in the New Testament including Paul appear to have

much the same attitude30 but they were_left with the task of

@ - o !
giving responsible advice to the communities which had sprung

AY
up in Jesus' name. A limited but certain practicality marked

-

their appro_ach31 which was continued. after the Apostdlic

—

period particularly during those times when the Roman state
was tolerant of this Christian presence. Even the long term

| :
effect of tit periods of persecution did not alter

Q

appreciably 'the attitudes of the,Church towards the require-

e
ments for order and structure which were necessary for -its
continued well being,32 and which it was prepared to claim

were the same for any deécent society. 1In doing this, it

> needed to designate some measure which would mark the

boundaries of human power and knowledge. The‘direction taken
appeared at first to be a simple development from the Jewish
, tradition of responéibility as respect for—divine command- N
e ments embodied in -The Law. However, it iﬁtroducgd a

modification of the way this system operated in its insistence

’ \\\
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4 .
- that there was a major gulf between Law and Gospel which was

based upon the content of Jesus' preaching and life.33

Christiaans were law abiding citizens who because of their

citizenship 1n the Kingdem of God were free in the way that

)

God was aiso not bound. Initiélly at least, the issue was (
notﬁtheir perfection, but their freedom which was ultimately
a reflection of the fact that they were not held by the time
R /\‘ of this world but‘weré opéﬁ to live in the life which was to.
come. ‘
The Church through the éacraments became the broﬁer in
vz ! ‘ ‘this syéteﬁ which eventually was asle to measure and thus

< calculaté\ghe condition of one's current and future-states of
. V
existence. Paul Tillich wasfﬁeliberete in his choice of the

34 s

. l\\\ .
N term écodbmic to describe; the system created. We shave here

- an attempt tq bring togetheg’tﬁé divine and human households
Q v

s ® that they might have common activity within the dispensation
v

of creation. At least since the time of Aristotle, there had

M

been a secular science of economics. What the church was

¢ . trying to attempt was a policy not unlike joint management.
- 2

e

Substantk?tion for this claim may be found in the curious

combination of language refating God'and the Church and found
0 o ! - '] ’\ .
«Gn both the Bible and later wridings. We detect a fascinat-

ing alterdtion between regal and homely terminology, of ’

hearth and home and royal dominion, a covenantal relationship

which af}ows for remarkable versatility for both. parties.
: -
..

The Qudacity of this/view was mind boggling particularly as
T it led to a banking sys&em for calculating the state of one's

~ & ¥
.. \ . '

¢ : S o [.'
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soul as a .function of time; and while the Reformers, notably
Luther, detected that the violations resulting from tr@fflck-
1ng 1n indulgences were a negation of the very meaning of"

Grace,35 it is interesting to note that Calvin and his

followers also totally rejected the structure of salvation

which was erected by the Cathalic tradition, but retained the
Vs
practice of calculation as it applied to one's status in the

divine economy. Called by Weber, "wordly asceticism," this

N
L]

attitude proclaimed that one's wordly sucggss was a reflection

of divine election, and hence life was to be lived with this o

grave responsibility cléarly in mind.

.

This theological conflict need not be viewed merely’as
-

an .-artifact of the age of superstition because . it dees stand

as a monumental attempt at introducing methods of calculation

-

) /
into the difficult area of valuing human. action in terms

which try to take into account a longitudinal éérsbectlve of
r’ bo. s ~ . :
both space 'and time. What strikeés one as problematic is_the

effect of this attempt which-in the same breath negates real

time and space no matter how brilliant we might regdard

°© « >
Daqte's Purgatorio. On the other hand, it does mean that we

need not regard a utilitarian stance as a'requiédte'fof
entering into the €xercise of calculating value. The success

of Calvin's ethic makes this point loud and clear. What

seems to be missing in these attempts is a sufficient per- . 7/

specpive which makes calcu{aﬁion the determinative. act it

.

generally is; and allows also for a more complex approach to

the space and time setting of the knigaraorld, i.e. creation.
4 - y p

2 ~ -

2
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James Gustafson has put forward an interpretation of the

world which reworks a number of tbe'biblicql symbols and their

thgolggical construal in a way which may contribute to a conm-
strucglon of ethical activity in buxo-medicine. He notgé’that
Claus Westerman has suggested that the imagery of Genesis 1-11
impl%es thatf: ‘"The sufrﬁundings sustain the life of the human .

community, and that part of the problem of human living is to

» .
be appropriately related to our surroundings."36 It is

recognized that included in human capacities is the ability

to develop whxch has come to bewknown as culture which

includes also the establishment of cities (Genesis 4:17, the
development of nomadi¢ life [4:20], music [4:21], and tech-
nology [4:22] ), On-all of these occasions human kind is

shown to have an interrelationship with nature and other

Kl 3 .

persons and thus is always acting in response to what is found

37

. in the world. This suggests, concludes Gustafson:

Religious affectivity is evoked by objects of experience,
and in the religious consciousness of the Western

religious traditions this evokes piety toward manifold
powers and toward; the powerful Other that is perceived to.
be present in and through the world.38 ™

From this hé feels it possible to argue that:

"Objects" experienced by persons early .in¢tle tradition

were responded to-in religiously affective ways and led

to % theological construing of the world that symbol-.

ized the power and the powers in.the name of God as the
Creator. There are similarities between our experi- ,
ences of our surroundings and those described in these
narratives: our surroundings evoke similar sénse,
"attitudes and dispositions, and affections. The world

» is not "inshuman hands"; we also depend upon and’

respond to.many things that are given both as.limits )
and as possibilities for our species. No Eden is given "
to us, but we receive the®natural world, culture “and -,
'society of our own times.39 . - : ..
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Since our attempt is one which is‘seeklng to understand

L ‘ " the norms governing action, it fray be heipful to try te be
. more specific as to how God's, activity .is to be construed.

VI

Again, referring to Gustafson, we'note the distinction’
3y ’ - »

between the sustaining of life through ordering as well gs

with creative powers and capacities. There are many ways of

.

*Observing a mode of governance at work in the world. For /

egémple, continuities in the genetic code make possible the

i) A

replication from generation to generation of creaturcs who - )

‘ . 40
have the capacities we recognize as human. But, however we

* \» acknowledge the existence ‘of prerequisites which must be

. respected and tended if life is to continue, this must’ not be,

3

extended to.a clai@ that there is a clear and unambiguous -

"telos" in the .mind of God-upcn which & moral purpose for
- /'/ o 4 E ) .
creation exists, particularly one which a warrarit for the
P . ‘ . ,
domination and continuation of a single speciegqmay be . -

41

' ' postulated. What may'be more important” to ask is the &

é

importance Whlch the dlscernment of d1v1ne sustenance and

-‘ [

governance in the prerequisites and necessary conditrons for

+ [4 e

life has-for contributing to a discussion about the ethical

{t - considerations appropriate for® the use of high technology., .

a -
hd . o 0 ~

The .most crucial distinqtion‘may result from'debiding how we .

»

Y

R are to understand that what we know about the orderlng whlch

’ lS at work 1is dependent upon the state*of knowledge whlch 15
{
present at a’particular time. -Obviously tnis knowledge both

4

. limits pOSSlb;lltles and make possible cboperatlon with it
ey , .
, and lntroduces the c1rcumstances upon which new develqpments
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arise. But is thé only §oufce of limitation that which is

.produced by this state? , ,

,f. ,Té begin with we must acknowledge that the limits of know-

3

ledge apply to morality as well. = o

é Morality in this perspective is the task of discerning
what the divine ordering requires under particular con-
ditions in a particular time ‘and place. It is not a
task of knowing whét the immutable divine moral order
of the universe is. and then"develoging institutions and
human relatidns to conform to it.4 e

At the same time the Christian perspective pufi forward .the

. ld \ .
concept that theﬁe is a changing‘but permanent horizon of
PO

s . .
limitations which is expressed in the signs of governing and

orldexing in the world -- whatever the current state of know-

(3]

led .
2. How we perceive our own "time" is a major determinant of

our béhavioug particularly in terms of the sense of regpons-

¢

ihiiiﬁy which results.’ Particdlar{x‘s;gnificant in this
cpgnection is the sense thch wet.have .0f tomorrow.

3. The ﬁreaphiﬁg\of Jesus produced in’ the Christian com-
munityca senseg of tomorfow as the Day of Judgment and makeg
£odax aﬁhoccasion~for WQich one must be.prepared';o'ahswer,
or for which one must aécéﬁt resppnsibfiity.

4. .The knleedge contgnﬁ of mo;ality as it applies to the~

human activity of*tecﬁhology relates quite specifically to

the élaims which may be made at a%y particular time to the

’

resouxces tﬁ%t are present on the earth. Our'present under-

. . ‘ N
standing is that they are limited and thus the continuation
- . - . B -\.
- of life 3ust~respect the current. information which is

2

- 3 / i v

’

2




available. - B

-

5. "Time compromlses "the way in,which we. regard the moral
1mp11catlons of techhologlcal activity because 1t presents
both the effects of past knowledge and the commitment to

- future existence. w ‘

. 0 . N
6. It is possible to recognize more than one function or

vocation for the Christian community in society. It is a

1

gatherlng of those who are called 1nto belnq as a response to /

Ay Y

the life and wo;k of Jesus the Messiah. Its prlmary loyalty

- and devotion, which is expressed in belng gathered together
) \

as worshippers, is to .GqQd who creates,.'sustains and governs.’

. . s N
’ -

"Not only is dependence on the divine orderlng acknowledged e

-

but also the accountability to it. God as~Sustainer‘and : NS

Governor remains a powerful religious symbol."43 It acknow-

1

ledges as one of the conditions of its existence a duty to

- ’ -

. part1c1pate &n the life and future of the whole human com-
munity as well. In d01ng SO it accepts- responsibility for
helplng to create a lanquage of morality which expressesl

consent and acceptance of those limits to action which it

knows as Divine Governance/
- » O . Y ’ s N

Obviously there has occurred a rearrangement of 'the -

usuaL st?le of moral argument, a reversal of the‘roles

tradltlonally glven to rellglon and sclence. What we haVe
learned is that understandlng of what we.cannot do lS,hlgth

dependent upon the current state of knowrédge. ,What’ye
g 1 ’ . ) 4 ’ ‘.
g . learn also 1s that there is a need to project this sense of =~ . - -

.
N - i LRI . ~
- . ay
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b ligitation gnto the future in a*way which' leaves open the

‘ possibility for others to have the same opportunity.
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CHAPTER V v,
TRADING TIME @
° To allow modern medical technology to be managed with

both humanistic perception and scientific effective-

- ness, the basic strategles must come from a clinical
scholarship that is ‘rootéd in the care of patients,
aimed at the care of patients, qu based on data and
models that reflect the pertinent observations,
evennts and care. The scholarship.should be broad,
wide-ranging, and receptive enough to include and
apply the many- valuable-contrlbutlons -that come from
other basic domalns.l \

The most difficult decisions which are taken in the
application of high %echnology medicine are those inuplving
.the selection of patients.” These judgments require the -
assessment’of ?ﬂgreat deal of clinical evidence; and require

us to consider how physicians accumulate and assess what is’

kelieved to be the relevant material for arriving:at a |. w

‘diagnosis or prognosis. We think it not unfair to term phis
tbe search for‘the "right" patient because there is some
reason to believe that the. success of many hlgh technologles
0 ' RS dependent upon findinq those most likely to respond to
treatment. This practlce was evident in the development of
the g%anford criteria for selecting'persons for heaft trans-.
: plantatlon follow1ng the general moratorlum on this prOv
cedure. Interestingly enough hlgh technology seems to £f£ind

. -

," the human edement a facfbr worth con31der1ng in its’ §earqh

.- |
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.
for relevant variables, and again this is noticeable in ‘the
inclusion of psycho—sbcial criteria iﬁ the Stanford protocol. &
‘What is also\important to notice is that two other levels éf
'ménagement are now partners in the selection process: those
of the health care iﬁstitution and that of government. We
shall begin this section with an examinataon of the method-
ology of decision-making sho&ing how itg®ffects the.selection
" Jof patients for high technoclogy treatment; and then turn to
g a description of the possible roles of institutions and
—— governments in determining the right pat;entu
As a result of being a participant-observer in a heart

-

transplant selection team for the past three yearrs,2 we have

found it helpful for purposes of understanding the process
of clinical decision-making té view each patient as a

"construct."3 This is because .in £his process eacﬁ patient
plays several roles which are factored by cliniciqns‘into

the data considered to be relevant fopyp determining his suit-
‘abilitd. He is, whenever possible, a partner in the decision
itself, since he is regarded as an auponomous'indivi ual. He
is the major source of the data that will be used to déter-
mine his fate. He is a sppplﬁcant in need of help with tke
voluntary nature of this position assumed, even if he is—
unable to say as much. He is incfeasingly an uhédﬁél pat--

ticipant in the planning of his future which depends uponl

knowledge that is too coﬁplex for him to comprehend fully.

’ Ho;‘he "r?écts" to all.of the above is deemed of conside;abia

importance for the'Bhtcome of the process of treatment, and
2 . -
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the subject of intense progqostic debate. We shall examine
each of these persona in detail, in order to show how each
one becémes incorporated into the decision;making process.
Autonomy is‘widely acknowledged to be one of the prin-
ciples upon which western political and spc{al values are
ordered. It is éften seen as indispensable to the existence
of large s®ale ‘democratic government and industrial develop-
ment. It has had, however, a'somewhat checkered role in the
value structure of western medicine in which beneficence and
paternalism have tended to dominate. Historically, we can..
account for the authority of these latter principfes as
arising out of the demands.made upon QOctor and patient to .
behave according to the pattern whicﬁ respected the proéer
role (virtues) of each party. .There has tended to be a
certain inequality in the relationship between doctor and
patient with Hippocrates often being given credit for estab-
lishing the model. Thié traditional imbalance seems to
follow the cour;e of a_society which was accustomed to a
natural hierarch& of orders and roles and produced a view of

1

moral responsibility which reflected this. The good or
€ =7

virtuous patient was one who ﬁolfbwed the physician's orders

'whichrwere based upon a detq;mination of the derangement of

¥

the natural order which he~¥ad observed in the patient. , s7

- v

What franspired between the doctor énd patient did not ~.

9

require the participation of the patient as a decision-maker,
L v M

but.it did not necessaf;ly precldde the patient's knowing the

- - ~

truth about his condition, partgcularly if death were close
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at hand. Indeed as the Spanish medical historian, Pedro Lain
Entralgo has suggegted, Hippocrates was responsible for the
counsel that no verbal communication between the patient and
his physician should take place.4 Completely absent is the
notion that the appropriate relationghip is a function of
rights and obiigations as they have been interpreped in
political terms since the eighteenth century and as indis-
pensable philosophical principles since about the same time.
What remains to be determined are the circumstances which have
brought to the doctor/patient relationship these pgplitical
and philosophical concepts.

LOne of these is the increased ability of medicine to
respond in more than o;e way to the ravages of disease as it
effects the individual person. Though there is now a greater
element of choice available to both physician and patient,
this is not in itsélf a sufficient cause for the demand for
patient participétion in décisidn—making, as is evidenced 1n
its general absence from, the practice of high technology
medicine in Euro;;.S For North Americans, something declsive
has happene&?to the manner in. which people or persons are
construed as moral and social beiﬁgs. Life has become atom-
ized, méaning that soeial and moral relationships are viewed
as aependent'upon rights and obligat;ons deliberately con-
ti‘éc’:ted.6 For this ko be posgible, it is necessary to assume
that all persons are in.a more or less‘permanent state of

4

rationality and competency. The effect of this idea upon the .

practice of medicine can be seen in court decisions which
N * A A 5

-

©



 have been handed down in recentﬂyéars in both the United

States and Canada. In 1972 the United States Supreme Court

concluded:

1)

To bind the disclosure obligation to medical usage is
to arrogate the' decision on revelation to the physician
alone. Respect for the patient's right of self-
.determination on particular therapy demands a standard
set by law for physicians rather than one which
physician's may or may not impose on themselves ....
The patient's right of self-decision is the measure of
the physician's duty to reveal.

The result is that moral protection in the sense of respect
due a pefson, becomes knowledge dependen%- bécause et is tiedd
to the information that a reasonable person, in the ﬁ%tlent s
or subject's circumstances, should find relevant and be

expected to assimilate. Effectively this makes additional

moral protection a function of the stringency .of disclosure
. v

requirements and the Courts seem inclined to opt for more and

o ,
more disclosure as sign of the physician's moral respons-

il .
ibility or the patient's moral worth. The recent case #n
Saskatchewan is a good exXample of thig tendency.8 Such an
I ' \
objective view of rights seems to restrict unduly any sense

of the nature of physician responsibility to persons conceived

v

" as real, live "patients." Suggestions have been nade’ to

0 ‘ .

tailor the reasgnable person standard to the néeds of the -
inéiviéual‘ﬁétient, i.e. introduée subjectibe standards for
acknowledging the individual requirements for information as
one way of modifying this rigid caricatué"e.9 Such proposals
do little to challenge the ideology that a patient can bg

accurately depicted as a fully &autonomous‘being, for under



=
TS

2 ’ ) - 131 - L

these terms the only alternative/is to find him incompetent.

When we turn to thé next element in our construct -- the

. ' .
patient as a source of "data" we enter inte the set of calcu=

-
v

lations which is°*most uniq@ély illustrative of medical reason.
It takes very little time on a hospital service to discover
that a great- deal ;f emphasis is piaced upon the necessity fog
having "hard" data in order to facilitate the scientific
character of medicine. What is meant is the availébility of
documentary iﬂformation which has the qualities deéanded.by
scientific evidence. Meteriai of this kin’ is most. fre- .
. Lo
quentlx obtained from laboratory tests which may be preserved

(pf%vided they are found in the first place) and thus checked

or repeated. The information revealed is of a kind now

generally called pathoppysiology.lO It is the resulty&f-
A e
objective observation and expressed in rms of dimensional

1 ' L -
number. . . - .

There is, in addition, a great deal .of knowledge about a
patient which is the product-of clinical observations. It is
labeled "soft" data mostly because of the terms in which it.

is expressed. Examples of this information would 1nc1ude.
The tyge, severlty and sequence of symptoms; rate of
progression of the illness; severity of comorbidity; )
problems of functlons capacity; rreasons for medical
decisions; problems in maintaining therapy: impact
of both ailment and treatment on familial and kter-
personal relatlonshlps, "and many other aspects of thsf2
physical activities, ]OYS ahd sorrows of gaily life.

1] -
It has been made clear that ‘information of this soft varﬁgty

4

‘plays an important role in both the screening and selection

13

of candidates for heart transplantation. Unfortunately,

~
Kl
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with the possibility of quglity of life studies on pre- and

' . Y
post-transplant patients,14 this knowledge is not easily -
7

transmittable to anyone wishing to know whether or not it

provides crucial "data" about heart transplant patients.

v

It may be helpful therefore, to examlne more closely the
effects of classifying information as to its "hardness" or

"softness" because:

1. A great deal has been made of the fact that a scientific-

ally based medicine must be based upon the use of "hard"

-«
"~

data.

.

2. An equally strong point has been made that the values

inherent in a humanistically focused understanding of human

2

kind are by their very nature.resistant zz/ifgﬂassification

system which reduces them to mathematicai®relationships.

@

3. The case continues to be made that we wish:

To become masters rather than slaves of technology by
expanding it to include human data, by aiming at human
goals and by making it respond to human aspirations-
The ‘complexity of human beipngs is what creates the
current dilemma, but also provides the. human brains
that can help resolve the dilemma.l3

4, At the same time, it is unclear .what contribution to
improved decision- maklng an expan51on of the informatlon base

to lncf’de soft data will make.

.

5. It is also in order tq_ask what effect the conversion of

\ .
soft data into some form of objective measure will have upon

W 4

the way in which we-view the knowledge so affected.

1 4
requirés selecting the best patients to receive its

1)

. But if we accept the view that oPfigum use of technology -

e
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_anecdotal and therefore indifferently preserved.

®
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ministrations, then it is poéssible to understand .why several

proposals have been made for introducing as variables-in the

o . . . : é
\dec1slon—mak1ng process objective readings of those elements

identified as personal and humanistic. Thgy could offer new

parameters that are important to the welfare of the patient

¢

because:

-

1., Within a given diagnost*c category, the actual diseaSET\\\

process is not static but highly dzfamic and closely related

to the inaividuah;ty of the'person affected: Yet the flow-

sheet format which is used frequently to manage the important

*

information about a patient rarely includes important

elements of knbwledge'such as the severity of his disease,

his functional status or psychosocial dyﬁamiCS.lé ) )

Interestingly enqugh, this information is ‘a subject of

constant review by the,.clinical’'staff but (remains essentially
» v

17

2. Prognosis is not a simple derivative but a result of

complex interactions and not very much is known abgut how to
X

go about it: - ' N ,

To manage the powerful therapeutic agents concomitantly
produced by the technologic- advances the clinicb;n‘s
main scientific challenge in disease ‘today has become
prognosis rather than diagnosis. To make effective
choices among the mu¥tiple therayeutic'possibilities,
clinicians'must be abld to predict the different out- /
comes for patients in distinctive, different groups (or
- stages) of the specﬁ%um of each disease and to evaluate
the effect of treatment in each prognostic group.
Yet prognosis has been given relatively little
.gcientific attention.l . ; A

Striking evidence of the kind of debate which can ensue when

ﬁpere is disagreement about prognosis can be found in a

)

»




letter in Lancet:

3,'

The report from the Council of the British Cardiac Society
(1984: 52: 679-82) quotes the Stanford experience and
gives the one and five year survival ‘figures of 63% and !
39% respectively. Interestingly, these' figures are
virtually identical with the 'survival rates fbr a group
of 169 patients with dilated cardiomyopathy (the prin-
cipal indication for cardiac transplantation) who were
treated medically at Hammersmith Hospital. The one year

"and five year mortality rates of that group were reported

to the British Cardlac Society as 34 7% vand 59.4%
respectively’. ~

Council“s suggestion that ¢ardiac transplantation
prolongs life, is on this evidence difficult to accept,
particularly in view of the fact that on an "intention
to treat" basis the surgical survival figures would be
considerably worse =-- that{is, because of the high - '
mogtallty in the sizeable group of very sick patlenti
who did not survive long enough to get a transplant.

It may be that a transformation of soft data into hard'may

§

provide information that will improve the results of attempts

to predict the future progress of a disease. - Many feel that

it wil;ﬁbe the way to gain intellectual sespect for this

important clinical information., If thls is possible, then,
. [ [

attempts must be made t@ standardize the forms .of expressing

»

the material, and to develop uniform rating scales and

- 4

indicés. Alvan Feinstein has anticipated some of the reserva-

tions that coﬁld be held aboﬁﬁ such efforts:

... defenders of* current paradigms about the ability of
scientific data may claim that subjective observatlons,
verbal descriptions, and nonglmenSLOnal scales can never
be scientifically adequate and that clinical mensuration
will best be improved with research concentrating on
technologic -procedures. For example, the technology“-now
devgloped for precise dimensional measurement of,urinary
Sugar levels is surely superior to the clinometrixc
method 2 centuries, ago when physicians tasted the urine

for sweetness. &

This argument can bé answered in two ways. First,
the techn_loglc success that was-'achieved in measuring
'4

A



.
~ ¢

P - 135 =~ . ?} E o

tangible substances such as'sug;; in urine, cannot be
} expected for such nontangible, subjectively perceived
sensations such as pain, discomfort, distress, anxiety,

| fear, love, hate, Jjoy and sorrow. The More distinctly

T ' . human and intangible a phenomena- is, the: more dis-‘,

‘ tinctly human will be the observatiomal system needed

| to.identify it. Secondly, even when technologic '

} measuyrements seem to correspond directly to the

| a ( observed clinical phenomena -~ such as pulmonary

| .. function tests for dyspnea, and exercise stress tests

’ for functional capacity -~ the actual correlations are

- ' often unsatisfactory because the laboratory conditions
of measurement do not suitably sigulate the diverse

| ' challenges encountered in daily MTfeT™w

3

Yet anCther type of opposition to clinometrics may
come from defenders of clinical "art," who fear that this
v new science will further dehumanize clinical medic1ne.
... In fact, a system for precise identification and
. classification can help rehumanize important clinical -
°. . phenomena because medical students, house staff, and X
practicing physicians will have to pay atteéention .to the
patient. whose statements, comments and other clinical
.- data are needed to suppily the basic informatiopn.
. »

“+.. if clinical information has no value beyond .
-sentimentality, neither students nor physicians can con-
t¥nue wasting time to acquire the data. If the inform=-
ation does indeed have major values, however, the values
should be jdentified, specified and analyzed.

-

- _ 4. The-effect of this additional data wi%l be to incTease
substantially the multiple variables that must be accounted

Ll - for in arriving at a medical decision: . «

\ “ )
After obtaining an enormous amount of multivariate
information from history taking, physical examination,
. paraclinical tests, managerial interventions and . *
patient's outcomes, clinjrians process the data !
intellectdally in diverse ways q%,arrive at decisions
that are expressed as diagnoses, prognostic estimates,
therapeutic choices, posttherapeutic evaluations, and
statements of communication or reassurance.

L

» But isvit really possible to process all this information
and to arrive at some assurance that you have included:all
relevant data and excluded the extraneous? How one might go¢

R

about solving this complex puzzle is currently being explored

.
. - . w
[
-
’ -
v ¢ .
- -
.
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¢ ” by a numdér ofﬂana{ystsi It is part’of a sizeable effort.

aimed at understanding fhe nature of medical decision&making

which has beed.in‘part sfimulated by the need to improve the
efficacy—and efficiency of high technology diffusion. Thé
attemyés which have been made to do so have tended to try ‘
three methods or\combinatiops thereqf.\ The first is to 3,
4develob.means for tes%ing the effec£”of each variable on the

gutcome while accounting for its interaction with others:; the

~ » ’
i
. . Py

" 'second has been to study- the ways in which doctors actually
"gd6 about reasonind in the clinical setting. The computer has

0
made it possible to do thg complicated mathematical calcula-

. .
‘4 Fe ’

tions necéssary for the first approach; while psychological

;:}learning theory has helped understand the second. The third

%

path is that of decision analysis which is a complex amalgam
of risk and effectiveness célculation, arrangeéd in a "tree"

which represents choices, chances and outcomes of available

¢ N

strategies, all of which is negotiable only through the use

[
3 -

\\ of compleximathematical calculation.
Is it possible to produce a statistical model whlch
ﬁ/

. represents the Work of dec1sion—makinq as it occurs in the
clinical setting? ' .

The mathematical models usually involve a "lineaxr"
pattern of ¢ mblnatlon in which certain variables - —_
. are sometime ellmlnated, with the retained vari-
ables' being weighted {with coefficients) and then
added to form the multivariable arrangements. The /
° choice of which variables to retain, however;, and
‘ how to weight and combine them, depends almost
exclusively on the reduction of statistical
‘. variance in the collected data possessed by theq
selected mathematical ‘model .... Although the
s, results are often impressive, none of the statistical




: - - 137 -

>

. judgments reflects the type- of reasonlng hat occurs . -
in clindical decision.

What about, then, a ‘¢clearer sense of the n ture of
- , cllnlcal reasoning maklng use of learning theory’ Patel and

othets have examined the reasoning structures which are

. employed in the process of making medical diagr_xgses.23
‘ . . . .

Using inexperienced.medical students and-trained clinicians
as subjects,- they have exploied the reasoning which each
q}oup uses to arrive at its conclusions. What has emerged is v

a picture which suggests that the more experienced clinicians
A -
arrive at their dlagnoses much more unlckly ‘because Wey are

able to detect patterns in the information Whlch allows them

L4

to get a sense of the whole even before they have COmpleted

[

- reviewing all of the evidence.  This wouldegggear tp indicate
L 7

,(f/_ that ‘a pattern similar, Mo that used in analogous thlnking is -

characterlstlc of the way in which they proceed. Experienced

[

N ' . " c1inicians seem to cluster data rathe; than accumolgtefttAin
. ! . . '
- a linear;fashion.24a Presumably a ‘similar skill is exercised , g
.in other aspects of medicel decision-making, but it appears
\ that .not much is known about the differégzee iﬁvolved in

procéssing information relevant to prognostication.

Decision analye}s’is an attempt to apply a logically .

consistent, approach to one of the most common problems facing

' the clinician: how to .decide what to do when the consequences -

_‘ of a contemplated action cannot be known with certainty. As
\'c, ! B R
applied to an individual patient:
! .
Decision analysis requ1res three steps, each one a
bold attempt to summarize a complex idea. First, 5

~ f
' e

& . ' »
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the consequences of each decision option are described
systematically by a decision tree. Second, Rrobability
is used to quantify the uncertainty inherent in each
decisiop option. Third, each of the pogsible outcomes
of ardecision is characterized by a number, which
serves as & measure of the patient's preference for
that outcome as compared with the dther outcomes.

These three steps allow @ne to calculate the average v
strength of preferehce for the outcomes of a decision.
This value, calied the expected.value, is the basis for
comparing several-decision options.zi ‘

Does decision analysis o&fex a superior method for éoping with-
the unéertaint& inherent in many medical decisions? The
answer is not&clear. Mény of its defenders acknowiedge that a

number of serious deficiencies exist in its practice. ‘These

-

include: the simplified models do not always refleét the real

"

problems of the patient; the results are often distorted by

~

the effort to stretch the,K data available to fit the problem;

theﬁltilities ®sed to reflect patient's feelings about the

quality of life associated with vérioué?outcomes are much more

n
volatile than the present calculatidns allow. StLBP the out-
'

look is promising because the method doeé'offgr an opportunity

a

for both patient and physician to contribute to the dﬁsision
' 26

- v oy

in ways which maximize the skill aﬁd knowledge of each. P
. What this brief analysis has tried to show are reasons :

¢

) why the very processtof decision~making is so complex for

-

those who utilize high technology, and the current level of

“understanding of others who have tried to explore its

mysteries. We have attempGed to demonstrate why ﬁhere is §o0
@

much emphasis upgn prognosis as a key element~iﬂ\c;inical

-

medicine.

Prognostic decisions are also-full of ' demanting moral
y ‘

™

=
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and ethical questions. Prognostic activity involves the

J )

forward projection of data regarded as critical determinants

for the future course of Health and illness in a particular

AN

person. High technology is terribly interested in how long

and how well a personsmay live if he undergoes a certain pro-

~

cedure and how soon he will die. if he does not.* It may not
%
be irrelevant to have an idea of how much each of these

24

possible courses will cost. Those involved in an exercise of
/
this kind (and this® includes the patient) must decide what
_the factsrof today will mean when they are as it-'were, trans-

ported into the future to become involved .in a dynamic way
\
with other events which can only be anticipated with varying

) .

sureness. - In addition to the technical challenge involved,
L0

this activity makes a number of moral and ethical demands. _

1. Predicting the future, as we have seen, has been tradi-
tionally resefved tb divine action because it was thought to
be more than could be claimed for finite creatur%s. This
fofm 6f expression }s ﬁB longer an acceptable way of stating

or understanding human limitation. But a valid question as

to how much of the future our state of knowledge can allow

3

us to claim still ‘remains.

-~

2. The future is depicted or expressed in terms of percentage

of chance or risk but the individual's place on that scale_is

always non-specific. If the.survival:rate is 40% .after one

. year, where do I fit remains problematic. But what may.be far
more crucial is the question as to which of several choices I

‘\shoq}d~accept if the geneéal risk factor is the same. 1Is

x

b4
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there any possibility of 'knowing which of these will be better

N
‘

for me?

3. Since ‘the only time which counts in this calculus is that

-

before death, an elaborate trading of time is invélved which
can be costed. While this could mean that an individual could

determine that the "cost" of the possibilities opened up by

£

treatment were worse than death, this does not‘happen too

often in the clinical setting.27 In ac@ﬁality, the major

-

interest in’ costing may be that of instifut;ons and government,
insofar as they seem to have the overriding responsibility for

determining if the projected cost represents an acceptable

social ‘value. ”

4. The paradox 1lurking in the desire to proviae the best
treatment for-a given disease is that the moré personal it

becomes, the more likely it is to reduce the r ge of ffeedom\

0

of choice which is the basis of :the principle of\ autonomy.
Another feature of the construct of the patient is need.

In general; persons requiring high technology interventions do
DR . .\
“not Ffall into the category of thbse having a self-limiting

3

They répresent supreme dependency upon the minis-

—_— o .

trations of medicine. This is why we haye\used the word

illnessp

supplicant to describe their status. They briné dhtd;hat hés
been Ealled the impé?ative to do.something. ‘When coupléd
;Eth two'dther states -- the relatively high level of
uncertainty that accémpanies many seribus illnesses and tﬁe

tendency in .the fageggf this ignorance to view high tech-

nology as a'miracle‘cufe -= the pressure'for its wholesale
~
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~ - L
and indiscriminate application is very great. Frequently we

see this condition exhibited in the expression --_*What do

we have to lose?"

... the provider may respend to an‘'incomplete or biased
perception of the patient's interests. Related to this,
the provider's perception of technical efficaag, the
relationship between health care and health, y also
be incomplete or biased. The "perfect agent" is assumed
to be perfectly informed about health care technology -
and its application to a particular patient, fthe real
providen,is not. And the combination of professional
+training with the perfectly natural deslre to "do some-
thing good" (or more important, to have done good) for
one's patkents leads to an overestimate of the efficacy
of interventions in general, rela%ive tc what can be
scientifically substantiated .... 8
Feg -
Since, as we have seen, the borderline between clinical

experimentation anf therapy is the intention of ,the treatment

«

team, considerable room exists for doing whats one wishes

1

using the moral justification provided by-extgreme need.

O 1] '
. ‘There is an irony hidden in the results of an efﬁical
overview of  the activities of hlgh technology when it comes

to evaluating the role of need as the meeratlve for instigat-

ing these interventions. We are pleased by the passage of 7,

Good—SamarxtanA%aws—which~estabfrsh*the~iega%&ty—eff he : :

2

exercise of humanitarian responsibiiity and query the

A

. application of this same. concern whén it comes, to the use of

high technology. "The fact remains that the search for the

\ 1]
"right patient" cannot be abandoned because without this

commitment technology becomes ian uncontrollable monster.

Further exami@atioﬁ of the circumstances suggests Fhat need

should be undelrstood as the imperative which arises out of
£ !

‘the nature of the medical task as viewed by the doctor and

B
AS - . kS -
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it yould be unwise to expect the profession to adopt another
stance. ,9n the otther hand, it is equally appropriate to
argue that the actions which are impelled by "need," medic-
ally defined may be incompatible with other social concerns;
and we must look for’direction in‘this matter to the larger
setting in which human kihd operates; .

The immediate‘stumbling block which this wisdom confronts
is one which faces both the individual patient as well as
society at large. The doctor and patien% are no longer equals
facing a common problem. The complexity of medical knowledge
has skewed the balance so that the distance between expert and
(fa/nawy citizen is difficult if not impossible to bridge.
"... health problems may have a very gignificant time dimen-

.7

sion, developing on a timetable which makes the acquisition of

information not merely costly, but impossible."29 Robert

Evans has described a number of the characteristics of this

' e’
~asymmetry of information between provider and .consumer.in

4

health care which go well beyond its ecdnomic implications:

3

s
v+ inhealtth-carethe informationmal asymmetry extends

beyond the process of production or specific character-

istics of a good or service, to what its effects will

be on the user. How will the care used interact with

the patient's condition, whatever that is? The buyer

is no longer the best judge of her own interests, but ’/

must rely on the seller's advice, which.in turn amplles
J that the seller accepts some responSLblllty for serVLng

the buyer s best ihterest .., .30 '

How then are we,to view the role played by’ the patient in

determining his. fate7

g there remains an 1mportant role for patlent inform-
ation and choice of therapy in communication w1th pro-
fessional advice, in selecting among avadlable outcomes

° J " . -
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and perhaps taking account inter alia of their cost.
But the prospects for elimination or significant
reduction in informational asymmetry as to t effect
of health care on health appear to be very small.
Patient education is'not a substitute for professional
regulation.* Indeed all of what presently passes for
"health education," other than the rather bahal
exhortations to eat a balanced diet and get more
exercise and sleep, include recommendations to see
one's doctor, dentist or provider more frequently,
and comply with their instructions., In any other
context this would be easily recognized, not :as 31
education, but? as marketing of Qrofessional services.

In health care sYystems, such as that in effect in_Canada;

-

recognitiaon that there must be an internal response to the

existence of asymmetry of information represents a belated but

impcrtant area for investigation, but discussion of this

subject must be postponed to another point in our presenta-

tion. ”

»

There is still one more matter for our attention, this

,1s the pat;ent's real and projected response to medical

»

intervention. Even here, he does not really remain his own

person because the use of drugs .in the treatment setting

frequently alters important mechanisms of reason such as

MEe@oOry. An example would be the use of vaiium in the .

¥

intensive care unit setting. This often results in the

N

patient not remembering that he.had given consent to a pro-

- 7

cedure or been actively consulted in the course of deter-

“
a

mining his treatment. Thi& is a serious matter because

memory is generally regarded as an -important component of

tesponsible action. Even under bhetter circumstances, it is

"difficult but somewhat easier to consider how responsible a

petson is or may be as a patient. The fact that he may ‘be.a

i

A} ¥'¢

o4
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fighﬁer is regarded with &pproval ﬁﬁvphe course of calculating
his general fitness. Human belqgs do have~an extraordinary

ability to make themselves well "but it ié'somqtimqg diffigxlt
to kno; Whét value to place‘upon this.power when it Qay be at

least tempofari;y suspended by the need for high technology
rescue, A

. ’ . . TN
The uncertainty which has plagued many of the deci@&oqg
. ~

v, taken in the clinical setting continues to challenge efforts

- - Y
made to improve its efficacy. The demands which efficient v/

use of high technology in the practice of medicine make upon
- : . ®
decision-making are goading Xhe profe@sion to consider new

ways of dealing with variables i guch number that they seem

X

to defy huhan capacity for the¥r management. The efforts

™ .

made to bring together hard and soft data by a variety of
techniques is a significant stéb in the upgradingfof’decisionJ

making to the levels demanded by high techpélogy. But this

M .. N * . ’
survey also makgs it plausible to ask whether or not ce;tain

other safeguards must be in place which offer a perspéétive s
. - : [ !

of time and value not readily a¢cessible to the igdividual ot
5 - \ * . o

patient and doctor or health care- team. Can thé,ideaqof the

"right" patient look apy different from the %frspéctive of -

the institution or government? Should it?
... the matrix of decision making is expanded with the
introduction of new technologies. Each inktitutional
deliveérer of medical care is increasingly faced with- a
vaster and vasiter array of servicggs and facilities to ; ¢
offer. The decisions of which ones to provide are < .
.-particularly acute, since frequently these tlechnologies '
are enormously expensive. .Because tota} resources are
finite, and because many of these yoptions are expensive,

°
. LY
% - R 4 ~ a N N
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s “ *
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the cost of foregoing the alternatiye, which may have
resulted in' a more impressive impact on health,

assumes prominence.32
N .

Al
3

How do we relate ipstitutional inpuJUt to the‘b!ecesiﬂg

k4
discussion? By developing the two notions: what questions

f 4
is it requisite for institutions to ask about the -employment

.
- ~

of high technology; and how does their organizationgl struc- -~

ture, both administrative and medical, effect its diffusion?

-
¥

Rnswefing the first should provide an understanding of the
goals which\Hf‘seeks to fulfill; a responée to the secgnd\
shoﬁld reveal bhether or not it is capable of establishiné
and réaching'these ends. We will follow the concept of needs.
through the institut%onalwnet&ork, seéking éj;:§§;§1ish what
c;nstitutgs itg role in determining implementation. Having

previously developed the idea of the patient in "need" as: one

[}

of thg\cbnstructs which is central to the role of p

Y

it's obvious that one result of this principle in pr:

siciah,

L 2

tice has

been to rélqgate to the medical profession the right to
.o N ) ) . ,° © B
determine medical need. This was a highly plau%}ble concept

-

t .
when there was a relations@%p between an individual patient
and a specific doctor. Needs may becgme a reflection of .

other perspectives such as those of the hospital and govern-
< e " ’ b - ’ o
ment. '

“

, Originally hospitals were established to provide, for
those members of sbciety who were, unable to éstablish a

relationship wiﬁh a physician for reasons attributabke \largely
- . . »

o

tc their low social or economic status. In their early form,
) . , s
they were not institutions which were regarded as an.ideal

-~ . 0 " - ) ’ ‘ Q

[
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setting for the best medical care so tﬁ?E by the nineteenth

century a series.of changes.took place-which made them more

attractive to both p%tients and physiciénsﬁ; fhey lost their,
catch~all character, as athmbts WEif made to select-morec
appropriate patients gy sendiné the "indigent to” almshouses,
éhe hopeless.to pedt houses, ;nd retaining tﬁése who were more
likely to sur'vive.33 A clear distinction began to be made
between moralistic and medical objectives.34 The establish-
ment of schools of nursing allowed for introducing profes-
sional staff other.than dqptors.35 The discovery of the
ba;terial bésis of disease and the use of!anesthe;ia pro=-
yided a more distinct basis for defining their purpose and
method of 6rganiz££ion.36 It made increasing sénse,
é@ientificallynand sOcially;DtO alléw ghysicianq to deter-
‘mine what cases would best be served by’hospitaliza£ion.
The services proyided were essentially'the same in~evéry'
institution because very 1ittig was known about the kind and
distribution of disease throughout a general population; and
‘there was little incentive for doing s§ because cures fog
spécific diseéses were ‘essentially nqn—existent. As Flwq.s,
the experiences of war provided a vést inflﬁx of traumatic
injuries'which g£e;tly enhanced -the role and prgiﬁige of the
surgeop who was always trying his skill on the next sez of
the hopelessly maimed and ihjufed.

Within the organization, it became pfactical and neces-
sary to distinguish'between the functions of administration

and medical management.37

14

The former did not have to be

©

t N -

=
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served by a'doctqr; the latter was exclusively reserved 'to
the medical profession. The financial resources necesséry
for both were of common ihterest but responsibility for pro-
viding them was reserved to the Board of Gbvernors. ‘
While there was always a cénsciousness of finaﬁcia;

limitatdon in every hospital setting, this was set mostly 1in
terms of'the ability of a patient to pay. In practice, moét
of these problems could be met by the various schemes- of
char@ty that were integral to the formation of the institu-
tion itself: However, the possessioﬁ of ample financial
resourced did not guarantee a return to health any more than’
to thoseé who were less affluent. ‘ ‘

. It was the post World War II technology expfosion which
made decisiqns at the patient level- much mare dependenﬁ upon
the presence of faéilitiesﬁand equipment selected from amoné
the many options of~sérv1ces that were now open to any

R ~
hospital. Eventuallyj at the institutional level, it became

. . : . . ’ 3 : ¢
imperative to considen which services sholld remain as new : o

%

ones appearaed, as for example, cardiovascular and thoracic

o ' o . “ 4
surgery or oncology and nuclear medicine. :This necesgity

for insti%gtional change made., questionable the long estab-

lished.division of powers between administrations and medical

-~
N

management and when the advent of a national hospital

insurance system and nledicare brought the hospital budget !

under control of government agencies, cthe traditional role of
q N v
the Board of GoV¥ernors also was undermined.

A description of a large general hospital as it has

. .

\ ‘
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‘

developed in the last twenty years would show the appearance

. »
of increasing numbers of sub-specdialty'medical fractices each

demonstrating abilities ‘to benefiﬁniis high%y selective group
of paEients. Theseg practices make use of" and require a much
larger capf%al expendi;dre than their less soph}stiéated. T
éounterparts of‘a few years earlier. .Overall, in thisp N
hospital, there is a geometrié increase in the use of
K J

léborato;y.technology, even amﬁng those groups which were,
ﬂore“traditio%al in théir practice. Concurrently most
iqstitut;ons would sho& a-budget cons&raiﬁt whigh would make .
it impossibﬁe to céntinue the same pattern of usage, -let
alone allow for growth or change except at thé expense of an
ex%sting service. Paralleling these developments and eveﬁ
their.causg, at least in Canada, was of course tﬁe introduc- —
tion of Medicare. At the same time, inqreasingly sophis- o' f
ticateq information about patterns of health need and treat-
ment outcome came from epidémiologists; and this_offerea an
alternative source of information aboué needs which had béén;
the exclusive right of doctozs to determine.

The regulting situation foﬁnd few institutions prepared‘
"to cope becéﬂse‘evaluatingvcompetipg deginitions of medical '4

&

need was required. Few of the medical or the a@ministrative
hierarchiés had the tiaining or the authority to make the ’
decisions necessary. Whatever was done was seen as breaking .S
up personal and institutional loyalties, which had generally

. . .
seﬁved the cause of the patients to good end. All too often, «

the regaction was to temporize in the hope that,vdith time,

L
v
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thegggndipions causing these problems (whicﬁ were, held- to be w

v » ®

financial) would be temporary. In fact, what the ?nstitu-

tions were experiencing was a maj%r shift in the way medicine

was practiced. The following points are immediately relevant
4 for our discussion:
‘ ' *l. It is unlikely that any single hospital, including those

which are associated with a medical faculty, will be able to

B 1
[N L
N

Lt .
offer ¥he range of accustomed services.

. Planning is _a required exercise and will necessitate
. making use of sociometric¢c and epidemiological techniques for f
el 2 -
determining medical need, at least to the extent thdt it will

determine the location and distribution of services.

3. It will be diffigult to avoid the need to set goals

é
around which planning and evaluation may be instituted. One

, important area for consideration will be the use of high

- .

technology and the processes which will be required to ehsure
its orderly introduction. This will undoubtedly intrude upon
traditional department autonomy, insofar as it may limit who

o -

. . 4 s 4 .
can be sent off for specialized training as well as the,

W

freedomvto introduce so-called investigative or trialiproto-
v cols.‘
o~ -4.i Many of the issues "which are undecided are those for which
: physicians are not specially gualified to arbitrate, sinée
they involve more general questions of ‘social values apd
priorities. : | ’

5. The composition and role of the Boards of Gqvernors need
“ » PR ~ -

’
©

careful scrutin?. As the only potential way for more general

. . f
- ' ¢
.
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pﬁblic representation to the institution, they may be fitting

arbitrators in choosing which programmes and sexvices shouid

B AY

‘be implemented. It would not be too much to ask departments

»

and services to discuss the major economic as well as social
ethical questions that would accompany the acquisition of or

use of a new and experimental technology, be it equipment or

.technigue. That these discussions should be public is

38

obvious, ‘The same must happen in terms of individual unit

expenses involved for technological innovation at the intro-

ductory stage. Cost inforpation is-*so vital that prdvision
. . .

for its availability should be BDuilt into every program. v
6. Institutions tend to be hamstrung by inadequate plaqping .

and evaluation at the level of gdvernment and the ministries
9 .

® - . , -
involVed in funding. J

7. PJanning is not the automatic folution to every problem «°

but without it rational change is impossible.
In Canada, the involvement of both federal and provincial

governments in the health care system is mandated'by its

5

ultimate fiscal,responsibility fo} the services provided.qy
While questions of jurisdiction may sometimes be raised in
order to obfuscate planning and decision-making ahout health
carep,ﬁhis is rarely a déc;sive fagtor. Nor can it be said
that éovernm%nt involvement syph§n§ off dollars from direct
employment for health.care by creating a cumbersome and .
expepsiye %ureéucratic administr%tive structure. Rcbert Evans

- has dg&g&stfatgd the exceptionq& efficiency of'governmeqt .-

vy o participatigggat this level of costing: : \
VIR T , ” '




... the cost of operating the Lnsurance program itself,

varies greatly across different' programs. It is very

low in the Canadian public system, while in certain

private for-profit plans the load factor may

significantlyrexceed the actual claims paid. Overall,

prepayment and administration costs represent 1.5 per-

.+ cent of health care costs in Canada, and 2.5 percent.of
. the hOSpltal and medical care costs which form most of

the insurance load. (Canada, Health and Welfare Canada,
1979) . Corresponding American proportions are 5.2 per-
cent and 9.0.percent, but these include public Medicare
and Medicaid programs, as well as self- -payment. '
Private sector prepayment and administration costs are
13.4 percent of total private sector health cage
reimbursement (net out-of-pocket and public sector pay-~
ment), and 19.1 percent of private hospital and medical
care reimbursement (Gibson et al., 1983). ,Load factors
for prlvate insurance plag§aln Ontarlo are’ if.the '10-20
percent range (On%grlo, Ministry oﬁ Treasury and
Economics, 1981)

ObviousTy by controlling the purse strings, government is in
-the position to be ap@e to influence decisibns as to what’
kinds of medical needs fall under the purview of the system.

¢ : . .' N

The methods for actually controlling practice and thus

o

defining oeed include:

l. The global budget system forlhospital running expenses
which i$ based upon e.floor level reflectiye of the services
offered at the date of cal?ulatiop.

*Q sepaxate capital budget which is subject fo speciaT
scrutiny. .New.prograﬁs ?aving capital requirements:ere oone\
tro}led in this way. X ) , )

3. The authorlty to reglonalize services whenever it is
deemed expedlent to do so, . ﬂ " -
4.~ The ablllty "to shlff'budget priorltles from one part of
tge system to another, e.g. primary care, chronic care.

5. Standards of efficacy and efficiency for individual

A

27
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@
praéeices or technologies ig«be set.
6. Possessing a data basevupon which various pa'tts of the
sysEgm'pay be evaluated or costs-benefit-analyses perfq;med.
7. The commandl of important po&ers of persuasion and moral
authority which can influence social attitudes and values.
L8. Ultimate responsibility for the allocation qﬂ resources

a

within- the area of its jurisdiction. This .would include the
mandate to consider the needs of futureegenerations as they
weigh against those of thg present.
9. Thé requirement t§ seek an elected méndaté;g; rééular
intervals. ' |

It isnnpt eésy Eo determine what should beufaken as
rebresentativé of governments at work in the area‘of high

technology medical innovations. We have decided to accept tne

. <
Report of the Working Group”on Vital Organ Transplant Centres
40

‘to the Deputy Ministers of Heal th, as our exemplﬁry

dqcumené. It was written on the directive of the Conferencé
cf.Deputy Ministers 6} Health which .brings together the chief
civil servants for. health at the provincial lévei to discuss
on a regular Basis items Of common concern. The terms of
reference were: ) o ‘

To advise the Conferénce of Deputy Ministers of Health

on matters related- to vital organ transplantation for

the purpose of formulatlng national and/or provincial
policies and planning.programs.

Specifically, the committee’should advise ¥ )
regarding: < -
a) the financial 1mp11catlons of vital-organ transplant :
centres

b) the potential volume of transplant procedures in
Canada and reglonally s
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c) the standﬁ?ds and guidelines for the establishment of
transplant centres
d) the standards and guidelines for the establishment of
. organ preservation services
e) the number and location of v1tal organ transplant
. centres*
f) research, teaching and development and information
system requirements '
g) legislativé 1mpllcatlons, if anyf of developing vital
organ transplant centres, particularly in relation to
organ retrieval, storage and disposal
*This is a slight emendation from the original térms.
In particular, ...-the word '"required" deleted from the
end of (e). This latter change was made to recognize
individual provincial jurisdiction on this matter.4l

The impe%us for this mandate and the results it produced was
a paper from Manitoba putﬂforward at the Conference of the
Provincial-Territorial Ministers of Health which was held,ip
Calgary on September 5-6, 1984. Entitled "Regionalization
of Very Special Services - Tisgue Trans;lantapion," its
recommendations ~- that inpefproVincial éentres should be.
created eacg to specialize in one service area and that an

interprovincial working group should be created to study the -

qqfstion ~~- were accepted. The actual working group and its

- terms of reference were created by‘a meeting of Deputy

.Ministeﬁg’ﬁé{d in early Novegpber of the same year. It gave

those involved ten months (dntili Séptembqa 1985) to 'produce

a,repon$.42 Thq\iijult is quite an exceptional document. . i

Obviously, thosehaﬁvolved,in‘ips making had no time to be
"original and were therefore~heévil§ dependent upon major
4

" Yesearch effogts such as the British and American studies on .

"~

Heart'Transplantation which appeared shortly before this

”

P

. committee began its work. It is remarkably free from obtuse

and ambiguous’ language ‘and presents a compreliensive summary

~

1 ‘ & ’ ' - . .

EX
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of the current scene in transplantation. A better example of
’

its type would be hard to imagine.

The Working Group endorsed also the notion that studies A

«

of this kind are instruments for public education:

(it) strongly recommends that the Report be circulated
to such interested groups* for comment in order that
the widest consensus possible be obtained. 1In this
way, it.is more llkely that future problems w1ll be
avQided.43 s

4
P
A salutory observVation on the outcome of this intention would

note that there is little evidence that'this wish has been
realized.  Certainly there are few references to its exist-

ence in li;er literature. , .

- .

What do its contents and recommendations contribute to the

understanding of decisien-making about the use 'of high tech-
nology medicine which we-are tryiﬁé to develop? .

/
1. We can acquire an idea of what could be considered to be

© ' .
‘the role of government in this process. Under the heading of

"General issues" the committee found it 'relevant to incluvde:

Ethics and Scarce Resources -~ Universality and
Accessibility; Cost and Funding Problems; Transplanta-
tion.compared to Other Treatment Modalities; The Pace
of Change; and volume Limits .... Underlying all of
the analysis and discussion are two, often conflicting
but absolute considerations =-- quality of care and’
.costs of°care. Organ transplants are a part of
current and future medical practice -- they will not
disappear, nor does the Working Group believe it is
desirable or possible for them to be stopped.* =The
7issues, then, are how well can the service be provided,
looking at quality for the individual patient, and for
the population's health care requirements; 'and at what
cost, (given the need for acceptable standards)

looking at alternatjive arrangements? The issue of
timing of the plannéd development is also relevant ....
In most other circumstances not only were ‘cost and
guality considérations usually opposed, but, also, the
costs and quality for 1nd1v1dual patients versus those -
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~

for populations and Health Departments were often differ- =~
ent. Therefore, for most conclusions and recommendations,.
there is a legitimate case for arguing alternative
solutions, dependent on the weight givene to-quality and
cost considerations and to individual patients and health
care system points of view. The Working Group's pro-
posals try to balance these factors in the light of

current knowledge and the present sociceconomic circum-
stances.44 '

A more detailed summary and anal&s%s of its recommenda-
tions is now in order. 5
’ It seemed to appreciate tQ@ §rgument that many issues of
policy are inescapably connected to ethical responsibility

and that this was particularly true for matters concerning

egquality of access and allocation of health care resources.45
7
It accepted the possibility of there being a point at which

the limits of services covered by govérnment insurance
services could be reached; but, on the other gand, it could
not sustain a refusal to insure techﬁologies whiéh were
Qiewed by the public as "life-saving." This seemed tO invite
the conclusion: d

It is recommended that the availability of resources
should determine when the different transplant -
services can be provided in each province or region,
leaving judgment on individual cases to be determined, N
by the circumstances -- .i.e. ‘make no policy statement
except a very general one covering universality and
adcessibility, bearing in mind financial resources.

This may be seen by some critics as covert
rationing, or as an abdication of responsibility by
government. It should be remembered that such
decisions are already being made. Current demand *
exceeds supply for most organ transplants. In the ,
case of kidneys, there is the alternative of renal-
dialysis. There is no such fall back in the case of
hearts and livers. Consequently, patients are dying
because choices must be made between possible
recipients. The viewpoiht of medical practitioners
also affects accessibility as referral rates to R

Y - - : S 3‘

N
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transplant centres will vary. Transportation and distance
are also likely to alter the demand for treatment.46

As we see it there is some substance to the criticism

‘offered about this recommendation. The issue centers upon

L ' .
what levels of responsibility are appropriate for which

decisions. There is ne gquestion about the fact that deter-

3

mina%ions have to be made between possible recipients, or that

individual physicians vary in the extent to which they refer

patients for transplantation. There does ndot seem to be‘any

disagr?emen@ as to the appropriateness for those decisions'to

be takgn at a non-governmental level. On the other hand, it

does not seem reasonable fop allocation matters to be con- /
/

sidered at any level cother than government. We have seen when

this décision is left to the local institution, the effect is

>

+ " . . R
to create chaos an inefficiency. Two things can be said 8
° r~

about the coqditions which have led to- this conclusion: one,
, : . .
it reflects the fact that attempts are being made to regulate
transplantagion after it is an accepted practice, rather than
to produce,a means for its drderly introguctioﬁ; aQS two,
allocation~questfon§xare politically controversial and it is
tq the "advantage of governments which must‘éegb regu}ar
popular mandates to.shift the responsibility for their imple=-
menéation. But there is'an even more important matter which
is brought to light by this Report. this is tpe;state of
trénsplant prdéedures not yet in éommon practice.

Sufficient.experience for svaluating new forms of tradg—

plantation now exists. It would be possible to designate—g

a
T

4 -
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o

some of the procedures mentioned in ;his Report as expéri-
mental, e.g. ﬁeart and lung and pancreas. Indeed, it
suggested as much, but no particular siqpificagce is attached
to this di;tinq}ion. Would tHis not be the op;ort nity to
set §7precedenp by @gsignating one oOr Ewo centres to under-
take clinical trials for .a five-year period and charge them
with p?bviding for their éppropriate evaluation? This‘would
mean that.Lhe,d&&a4“aﬁ#ﬁnnﬁffxrt}TEﬁTéféffﬁé"Effect upon
resourgﬁtallocation, if they werabfull§ implemented,‘would be
relatively easy to obtain. No-+high technology should be
allowed>to 78m; "on-line" without this kind of consideration.

A‘SPecial concern needs to be raised about the trans-

plantation‘of young childfen and babies. The ethical dilemmas

are particularly thornyv.
a) Their need is particularly acute. . Most of these young

patients will fdie more or less immediatefy if they a

transplanted. ) ) N

: ‘ y
b) The need to have special protection given to children who

-

may be considered for medical experimentation is” universally

- . - b

acknowledged. The benefits of any proposed trial must be to
‘the child himself and not to general medical knowlédge if ;hy
risk is’ invokwed. . Presugably, death is the immedlate pfospeat
if t;ansplantatiog is not.attempted; Bhg in _the case of a
child, is’i£ nepesséiy to require someth%ng more? # This lea@s

to the question as to how much knowlgdge about Transplantation
. 2

over the :long term Bshould be mandatory before it is tried on
. .

children. ) S .
v . oS ) . @ -
. m Y , .

Q . : -,

"
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c} Si}ce a transplant turns an acutety ill person into, a -

4

chron'cally illy patient, there are %learly some trade-offs

for postponing death. In the case;of’an adult, it is the

possibility for five or more years of life of reasonable

-

-3

normalcy. The cost is cpnsiderable, both moneffrily and
- biologically with the dependehce upon immunéggp

pression and

’ » . . . . / -

its side effects. Of what valué is .thi§ experience when. i
s exp =

is transferred to a one-day.old infant? * .

d) The closest comparison which comes to mind is\that Pgo- "c

~
vided by insulin dependent Chlld{\ driqinally, at least,

it was not poss1ble to tell what would h ppen to them in the

q
long run if they were 1nsu11n treated ¢iabetics. The prospect

seemed a better alternatlve than acqulesc1ng to their, con-

tinual suffering and evencual death.- On the other hand, evem'

for that time, the treatment was not that expendive and aid -
+ . a . ‘ L4 . 3

not involve serious questions of resource allocation.

e) There 1s~no questlon that glVlng a baby a new heart does

commlt that child’ t&‘partLCLpatrjé’}n a llfe—lon¢ clinical

L4
it

experlment because the long term effects of transplantation

.

are of conslderable interest for sgmeone who has to llVe

\
e

longer than anyone ever has w1th a transplant just to. reach
\ -
the age of 18!f¢Thls condition alone‘warrants Lewis Thomas s

descript#on of a "half wa§ technology” to describe the'traﬁs

plantation of ochildren. " ‘

L

4

£) The“hidh.survival rate of cardiac and liver transplants in
v
J chﬁtdren pointsyout how possxbly misleading thls measure of

4

success may be and the need to make the public more aware of

T~

. - . \'
¢ o ' . L @*
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. the uncertainties present in the present standards of evalua-

&

tion.
2. We are somewhat reluctant®therefore to enderse the

descriptiop of ethical issues with which(The Report begins

- ]

¢ Appendix C .
¢ . * ) a} ’ , '
\ . Thirty years ago, hical- considerations concernlng ' .
. transplantation focused on the exp@rlmental nature '
of the procedures. With ever-improving graft .
survival, ethical questions now translate to pelicy ¢
- issues, concerning:
. the allocation of health resources to transplah-
tation compared to allocatlon to other health
- _ . services " ﬂ.
. . equitable access to transplantatian / .
. who should be tfansplanted.4’?

The operatlve word here is experlmencal and how the problems o

presegkhln transplantation are to be understood in the face

of greatly improved survival in some procedures. It is

I3

clearly a mistake to lump all transplaht procedures together,
AN (- . .
‘ since each one represents somewhat varying problems in terms -
. - . \ . . R

8 _of the relative complexities of the’ surgical techniques

s lnvolved the ldlosyncrac1es of the immunosuppression required

—

for different organs; the nature of the end-stage dlsease ' )
R process t{ which a partlcuian transplant responds as well as

the problems peculiar to the number and condition of .donor

A}
o - . .

organsoevailab}e. It would seem more appropriate{torsuggest
v nﬂull that, in addition to - the ethigal issues which weMe present

» in the earlf sﬁages of transglantationh a number of others

;- 7 has emerged relative to the succéss of this high technology.’

——

We have noted that the report has seletted three

4

ethical issues as newly relevant. The first is resource
‘ . 3
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\ .
allocation and from its point of view the basis for resource
~ - Y . &‘

allocation decisions requires justification in temms such as:

the relative costs and benefits of.the service
. the value of these benefits compared to other
. benefits which are foregone by allocating
resources to this service 48
congruence with goals of the health care system.

’

THe dependence upon cost/benefit findings is, as we have seen,

¢ P ’
somewhaskcontroversial because it is not a standard which has

" been unlformly applied 1n evaluating health care procedures.

The way out taken by the committee is to argue that the basis
for comparison, should be the costs of transplantation relative
to those which are required for end~stage treatment of

patlents with the same dlsease. In keeping with this line of

»
reason the Report qgncludes- . .

While the ethical question of the value of dollar
expenditures for transplantation compared to dollar
expenditures for other services cannpt be fully
addressed, oOne can peint to the considerable benefits
ssoq;ated with organ transplantation.- Nevertheless,
.the scarcity of resources and the public demands for
other services will make lt incumbent on the trans-
plant program to demonstratle to the public that the
benefits associated with the transplant program are
sufficiently great to justify this expenditure.’
Evaluative resedrch should be encouraged toitbe part
of transplant programs so that the benefits 9f the
program can be scientifically demonstrated to the
publdc.49

-

’
»

The call for evaluation is welcomé but it begs the Crucial’,

5 ’

‘ethical question: how benefits of vatious programs are to be

compared and whether or not scientific demonstration can be

@

the determinative fagtor in-this process.

In another discussion of the ethical issues we have just

-

L

LR

examined, the Report asks:
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In considering the allocation of dollars and of donor
grgans a number of ethical issues present themselves:
should scarce.health dollars and*scarcéd donor ‘organs
be used for recipients where minimal behefits may
. accrue? But what are minimal benefits -- increased
life expectancy of only a,month,” a year, two years? ‘
Should scarce resources be invested in individuals
whose life expectancy is extended but whose pd,@ntial
for rehabilitation and contribution to society is
limited? 1If-there are to be selection c¢riteria, to
what extent should medical, psychological, socio- .
economic factors be part of the sefection process?

At this point the Working Group apparently came to the con-™ ’

a

clusion it was .time to turn tail and run: deciding apparently
v « - i -
that it was sufficient to:leave as a parting offering a N
% - , L] ’ ' v
summary of the way in which one, may approach the "rationing"

of scarce medical resources according to either utilitarian
or egalis#arian principles. Before we consider what this
summary may fshow, we would raise a question as to the

4
appropriateness of the term rationing to describe whgt is

being advocéted.Sl In general, rationing works because there
is a more.or less denerally agreed upon bqsis'for dividing .
what is to be distributed. It is prec%sely this kind of

) e
information which is lacking or only partially available

care. The most obvio&s example is the difference between

health status and health care.sz, what the Working Group in~

fact is omitting is a consideration of what process might be
devised to enable decisions to be made of the kind which are
required for determining healﬁﬁ care availability. Although %

Ay

the list of utili;arfan and egélitarian principles is lengthy,
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point. This llst reinforces our contention that it is absence

\
of process rather than principles which lies at the basis of

the current dilemma. 5 ) e

Utilitarian Principles:

U~1 The principles of medical success. Priority given
tg those for whom treatment had the highest probabillty
of success. ° o
U-2 The principle of immediate usefulness. Prlorlty
give to the most useful under the immediate ¢ircum=~
stances. (Those who could be of maostservice to the v
larger group). ) _
U-3 The principle of conservation. Priority given to
those who require proportionately smaller amounts of..
resources. )

U-4 The principle of parentdal ,role. Priority given to
those who have the largest responSLbilltles to .
dependents. \ :

U-5 The prindiple of general social-value. Priority
given to those believed to have the greatest general
sacial worth. .

L

Egalitarian Principles:

E-1 The principle of saving no-one. Priority given to
,no one because none would be saved if not all can be
saved. -

E-2 The principle of medical neediness. Priority given
to.the medically neediest. : , n
E-3 The principle of general neediness. Priority given
to the most helpless or generally neediest.

E-4 The principle of queuind% Priority given to those
who arrive first. < o T

E-5 The principle of random selection. Priority given
to those selected by "chance."53 -

Another writer listed four major approaches to rationing

resources as follows: , e . *

g

A

-—

-1, The "market approach" which provides an organ to everyone
N )

b

who 'can raise funding (privately or otherwise). It is not an

‘ apq:oach which focuses on equity or Eairness, just ability to

raise adequate financing.

Py

2w The comj/Pmee selection approach" is used where the
i

4
~

‘ ' . { \ ' : —_
AS . 8, .
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establishmient of specific selectibn criteria i's "deemed unwork-
able. Without standard criteria, the selection process ends

up showing preferences to certain individuals, and undermines,
o P

as does the market approach, notions oﬁ equality. »

3. The %lottery apbroacg" fécuses totally on & crude intér-
pretatioﬁ of equality and. as a result makes no distinctions °
on issues sucﬁ as potential survival.and‘quality of life.
(This is the séﬁé as Winslow's principle Sf random sélection.)

4. The "customary approach" has been to avoid explicit

recognition that choices have been made not to, save lives..

For example, until recently, in Great Britain there was a

&
general understanding among practititoners that dialysis was

not to*be provided to individuals over the age of fifty-five.
When this practice became public in 1984 along with the dis-

closure that there were 1500-3000 “unnecessary" deaths each

\,

year, there was préssure to increase the National Health )

. Services budget to expand diélysis‘services.54

Theé ﬁepoTt observed that according to these standards
there were atPthe present time several OE)these approaches
in use'in Canada,‘either singularly or in combination. It

singled out, medical.success,’medical neediness and queuing -

as obvio<itand noted that the customary approach probably

55

had some \advocates as.well. It raised the spectre of

Section 15 of the Canadian Charter of Rights which prohibits

discrimination on the basis of "age, sex, mental or physical

I3
~

status, etc., and offered the comment that for this reason . =~
T

protocols based on medical criteria will become extremely
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. [y

necessary. It .suggested further, that age could not be a
factor for denying access to transplantation unless prognosis
were poor. Once again, the péint has to be made as to how ,

definitive legal strictures can be for enabling us to gsé
higﬁ technology to maximum social benefit. Should there be
. ¢ °

any limits on the amount of time a person should be able to

buy? -

After having given-some space to a summary of the ethical

principles that have found acceptance in the history ok.-our

society, one wonders how they might apply to government =N

. 4 -
recommendations as a matter of considerable importance for our

future society.
Fo overnment, the ethical issues translate to whether
there should be a more active role in monitoring the
location and number of transplant centres, cost dlffer-
ences between centres, and distribution of donor organs.
The question of whom to transplant remains a medical
decision based on-prognosis for survival and rehabilit-
ation. These decisions will be subject to ongoing
.revision as medical technology advances and as capacity
is made available through the funding of hospltal and
physician{serv1ces.55

ob

3
¢

A final observation seems-in order. What has emerged in
L E »

our discussion of decision-making %S'it affects the diffusion
of high technology; has been the notion that ‘the medical pro-

fession feels it has neither the responsibility nor the power

N

to decide how'the system should proceed with the adoption of

HT. Many of the most f{ggtratihg aspects of broéiding health

P ‘ . .
care today arise from the fact.that the crucial decisions’

must be based upon social values and goals, traditionally

'Y ' !
4

forthcoming from the government, as gxpressive'of the

.

Ny
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political will. kppdfénply, our current.political practices
are incapable of providing gquidance on.matters such as the
goals.of our health care system and new ways may have to be

sought for determining the commonweal.

s
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CHAPTER, VI
/

GIVING TIME - THE DONAZFION OF HUMAN ORGANS

[

What- makes transplantatiqp such a special activity is L
often unnotiéed. This is the-‘startling discovery that under
certain conditions the human body could be a source of spare
part%}and that hearts, kidneys and»lungs, for example, couid~

e

be replaced in much the same fashion that a defective
6 .

» carburetor is chqmged in an automobile engine. Recent

4

a

¢

attention has tended tq,focds upon the need fdf increased
organ donaéion and ogscured tﬁe technical, scigntific gnd
ethical developmengb which hév? made us, as a society, some-
wﬁat comfortable with the practice of salvaging,organs from
dead human beings. We believe it is important to reﬁiﬁd '
ourselvés of how much this practice "costs" and thérefore
why it is n@t surprising when our sensitivitiesvaqe
challenged every time a new technical opportunity for using
huﬁan\orggps arises sucﬁ as with~thé case of anencephglic
bab;es or aborted fetugp%,

- The historical.gegti .. Vital 6rgan tran;pla;tation‘
became clinically possible insthe late 1960's when kidney

transplantation. passed from the experimental sﬁsge to being .

a recqgnized therapy for the treatment oﬁ end-stage renal

disease. Initin success had been based upon the availability

4

. - - 171 - S
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of compatibleﬁdonors who ‘'were living near-relatives of the

: r oiplents . The potential of cadaveric donors was quickly
¢4 " t
ekplored when 1t became obv10us<that close llvrng relatLVes

of p0551ble»rec1olents could not meet the demand for com-~

~
{ ‘ g@tlble organs Their Pse would be possrble only if 1mmuno-'
. ' A

suppressive therapy became suffxcrently effectlve so. that the

.genetl rences between unrelated dOndgs and rec101ents

»

‘could be overeome without'the réjection of the transplantad

. . 4

kidney by the new 'host. The immunological knohledge which

o made this step possible was ‘an impressive example of the

important interpiay between basic research and clinical pro-
2 .'gress ind medicine. Basically, it noted that -noct only was

. ABO blood group compatibility essential between the parties,

N °

" biat there existed a, human leukocyte antigen system (HLA) of

ol hisﬁocompatibility antigens which greatly'influenced"

~
.

v N _' 1mmunologlc compatlblllty. The knowledge which emerged showed
P & ' . ,
R , that this was a highly® polymorphlc system, determined by a

¢

. ' . ma]or hlStOCO atibility’ complex on thé shortest ‘arm of the

' sixth human chrOmosome. The functionallty of thlS complex was

3

the work of a large number of, aaleles (the alternatlve forms
4
n of.a,gene“at the same site in a chromosome) at the A, B,“Q}
. i , I - . - .
e and ® loci w:}ch ségregate accoxding tO'the classical laws of

’

C dMendellan therltance. Their presence explarns Whyilt is -

: . . . p0551b1e to have a rat;onal selectlon qﬁ donofs within .

i 0y
N - e ?_ .7 --Q = - - -~ - — ~— - - L v

famllles in which the @enetlc determlnants of, ‘antigens  are

limited," and the great dlfflculty in ach1ev1ng compatibllity

N -

’ L -

S . or perfect,matchlng-betwegn an unrelated donor and rec1pient @

- .o - [ -
LT . . [
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In addition to the dévelopment Pf an immunosuppresive

o therapy which could overcome the effects of the genétic

differences whié¢h were inescapable between non-related sub- o

be available. This way a legal and moral question which was

resolved by a newly dev loped medlcal tecquque for deteréln—
ing the death of patiehts on the basis of neuroioglcal

'evideﬁée or so called "brain deathb criﬁeria. This made it ’
possible to diftingﬁish bbtween a persen as a pa£ient, with’

’ éll of tﬁe moral~legal protéctioq thus aéquired, and & donor,
an igdividual who was legally dead but wﬂo continued to have,
for a timé, viable ‘vital orgéns._ g .‘ . ’

SubseqUen£ de;elopments in organ transpladtatioﬁ e\

.These: have‘made"it Eoésible for the successful implantation

- .of heafté; lvngs and llvers and have made dependence upon

cadaverlc organs essentlal for tHe continuation of transplang 1
procedures and even have made many experts sc%ptlcal of using
living donors yhen this still is teéhnically ana legally
poséible.2 .The high profile of tgansplahéation and " the
. fa
highlyféwafe of its existence and generally positive in ;ti ’
acceptance of this medical teqhnology.3 .HowéVér, actual

. donation of organs’ has beeﬁ at a level considerably below

elther the\aiproval rate of éransplantatlon,4 or the

B e - —— « -

n 1ndicated w1111ngness of individuals survnyed to give their : ’F

4

‘organs or those of a family memper_s - . S
&‘ Another view of .these events and issues .... N
' . . - : Y

4 ) R ' ‘ S

- . L
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Transplantation starts with the knowledge that one humah body

»

can be a source of spare parts for another; this in turn pro-

duces questions as to the circumstances under which exchang%
[

of vital organs should be permissible, medically, morally and

legally; which raises the matter of the kindg of knowledge

A

required for this to be a rational process; and that results
in the necessity for détermining the type and form of con-

troléwto be placed on their use. . v

A \

- Inthe accounts recaLling'thé early efforts at trans-

plantation, little has been revealed about how those involved

N w

went about acéuiring donors. In the case of kidﬂeys, they

were initially'living ne;r—relagives who had -to be convinced
-~ " of ;he poténtiai good and prepafed for the poss?ble gisk that

aonating a kidney involved. The readihg éresented by Fox and

Swazey puts the matter in these words:
’ The donor who offers a part of his body forstransplanta-
¢ tion is making an inestimably precious gift. The
) acutely ill patient who receives the organ accepts a
- ‘- priceless gift. The givirg and receiving of a gift of
enormous- v¥flue, we believe, is the most signifijicant.
meaning of human organ transplantation. This ‘extra-
grdinary gif& ... takes place within a complex network
of -personal relationships .... Within the network of‘'
. . these relations, .a complex exchange.occurs through
1 ' which corisiderably more than the organ itself is trans-
ferred ... organ transplantation takes place under -
circumstances that impose constraints upon the persons
invoived, and within an interactive framework that
structures the situation for them in ways that limit .
and bind as well as open and free. The freedom to give.
. . or to receive an organ is neither absolute.nor random.
B These -freedoms' are mediated and governed by the norms
~ LY - T of gift exchiange, ©n .the one hand, and by an " at once ™
3 biological, “psychological and sociobiological screening
' process that we refer to as "gatekeeping" on the other.

7z

w' ' Others such as Ramsey .have called attenﬁion to the

.
\ , : BN e A .. \

' -
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footing ‘of organ donation in the language of the gift and

argued that this base delineates .the moral and ethical

A »

'structures which governs its use and regulation.7 It is,
however, not very obvious how to move from an understanding

of'organ exchange as a gift relationship to its institution-

-

alization, particularly‘When the goal of this effort is

making parts of dead persons available as a common or
¥4

ordinary event. In the end this is the only way to meet the

\

demand for vital organs. One elemegi in the succegs story
" that marks transplantation, at least in North America, has ~

been its ability to capture or possibly symbolize a spirit of
. 4

altfuism‘iﬁ which all society can take pride. But the

~
cloding sentences of The Couragé to Fail have sensed how

limited’this emotion can be as a means for coping with the
larger impact of high technology:
The theme of the §ift, of freedom and obligation in the

gift, of generosity and self interest in giving reappear
in our society like the.resurrection of a dominant motif

long -forgotten. Marcel Mauss wrote (Mauss, 1954, . 66).
. Organ transplantation is one recent development that has -
again brought such issues of gift exchange and social -

solidarity prominently into view. Transplantation and
hemodialysis also center on problems of uncertainty,
meaning, life and death, allocation and scarcity, and
intervention in the human condition. This 'is where the
ultimate significance of these therapeutic inhovations ...
is to be found.

In practice ... the emphasis upon the life-giving gift

.

was continued when cadaveric orgahs became tke principal
? . : : . .
" -source of supply of-vital organs, buf a Tfumber of challenging

Sy

issues claimed the attention of those who wisheé\fo proceed

with transpLaq&s:iij/f-ﬁQs\most pressing was the legal one of °
. .o . g o ] A

LI

-

-
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dead body‘:with uital'organ

© assist transplant surgeons but to

¢ -

- 17‘6 - " ; i
avoiding being open to the charge of murder while_at the same

time ensuring that the organs in which they were interested

LN

retained their viability until they-:could,be removed.

"

Unfortunately, there does not appear to be any record of what

those who pioneered harvestlng of organs from the newly dead

AN

actually thought and talked about as they developed the pro-

" tocols which governed their action. The donors in Christian

;
]
3 1

Barnard's'first heart transplant are not just anonymous;

4

they'appearbto be almost :accidental in their presence.' But,
the publication in 1968 of the report by the Ad Hoc Commlttee
of the Harvard Medical School to Examine the Deflnrtlon of
Brain Deaih entitled, "A Definition of Irreversible COma,“‘
was seized upon by those enéaged in transplantation as of
incalculable assistance in coping with the dilemma as to when
a‘patient, undergoing medical treatments‘which“substrtuted

foxr vital body functions, ceased to be a patient and became a
£

nction, lntﬁct.\ (It is 1mportant' ’
\ - l

.

to note that the reason for the rvard report was not to

eal with the moral and

legal problems presented by the development of new llfe support
technology ) pbviously, such persons were not dead in the *
Moré common use of the term and touintroduce a1b€ain

qualification for determining the absence of rlﬁe‘was a

concept difficult to comprehend havrng no comméniy accepted . j
- : T ‘ A

form of measurement until the Harvard“crlterla came -along. ° R

~ f ’
. 4 N v N

The use of the cadaveric donor did sOmething else as well: -

it7altered the nature of the gift relatidhship which had been -
‘ . -,‘.’- - .
~.

.
. . -‘ . . . .
- B
o .
. [ - .
,..«—-q\k\ > . -~
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submerged in the dynamics of the famify relationship and

substituted for it the more impersonal category of altruism.

This chénge enabled organ:donatlon to emerge as an ‘act which
could be qulté easily brought under the wing of the vast
institutional structures for deing good, which were a major

part of North American culture. The‘organizétion of the first-

4

"two renal banks for pfgzzring, preserving and distributing

-

kidneyé and eventually other organs occurred almost simul-
taneously in Boston and Los Angeles, in 1968. Since that

time, these organizations have increased in nhumber and

A "

sophistication with their scope becoming enlarged from a T
regional to a natienal scale. Although other bases for

o
acquiring organs have been suggested, such as the market

approach of‘buyinq and selling them,9 such efforts to shift

from the princip;e of*donation as an expressio?’PfcaLtruism
haye been successfully resisted, and this resolve has been

'sugborted by the professiox_'x-,10 as well as patient groups and

various levels of government. [

]

Organizing altruism .... This is rarely a §imple task

.

‘and organ donation is no exception. Before approaching the

issues which have emerged out of the need to increase the

~

S . .
supply of vitdl organs, a brief detour is in order! to examine

the attitudes and emotiQns which underlie the human response
N
to-death and the dead. In North America these find.egpzes- -

AN

sion in several forms:

s
\)

1. Th? dead are to be honored by respectfui treatment of

their bodies.

~

- o,
. !
/ ‘ 1 .
- . .
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2. Thége who mburn deserve special co;sideration and this

has meant allowing them to view the‘debéased and 'to be ;ble |
' tc have cusﬁddi‘of the body without undue delay. |

3. The change in status ‘which death represents is often

m@rkeé by a formal rite of passage, ;uch as the fuﬁerql prr

memorial service. ’

'4. Incredsingly, public attitudes, towards death have been
influencéd by funeral directors who have replaced more

traditional sources of expértise in this‘matter, viz. the

N 'clergy. .

5. Nonetheless, religious practices and tabo&s are:
particularly operative in the event of death.

-Togefher these attitudles and brActices'have conStitutéd«
a &radition which has helped members of this gociety_to'cope

with the personal., and communitarian threat which death repre-

‘sents. To the extent that this is possible, they allow

individuals and groups to feel that they know what to do on

-

this occasion. The advent of the dead’person who 1s -an organ

donor breaks down, in & number of ways, these carefully built -
! ' !

- up defenses by which death has been made personally and

- / .
collectively mghaqeable. The high technolody fix which trans-

plantation representé has placed a new burden on hospital

2

: personnel as it must assume an intermediary role between the
——_ dead and-the living-which,dislocétes the assumptions held .
about wpo is alive and-who—isnot: —At the-same—time- it offefs—-——*

'\* + increased anguish as well as opportunity to those who mourn.

LN

. 7

The major characteristics of this state are:
< :

L -0 . ! \ ]
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1. Donors represent a new "class™ of the dead and we have
no tradition for dealing with what they represeqt.ll

2. It is difficult to distinguish their appearahce from that

3

' of other patients in the ICU or Operating Room. "Brain Death"

L]
v

is not an easy céncept to picture and violates a long medical
tradition for detecting the presence of "1ife."12
[}

. 3. Reflexively, the instinct is to treat them' as persons and

-

.to view the surgical procedures necessary to remove organs as

invasive and a violation of their being.

\\
T
ey

%
-

4. The underlying tragedy of the death is very obvious
because donors are children. or previousiy healthy and most

often young peksons whose future has been unekpectedly

-

brought to g close. It is some comfort to knd* that this
- \\ /‘

tragedy can bring life to someone who would otherwise dje.
,In perspective, the "gift-of life" aspect of donation is only
. ‘ a partial substitute for the loss which has occurred, however

much it may enable those involved to éalvégé some purpose for

an untimately death.

The dynamics of death, wbich we have just outlined, have
intruded upon thebdiscuﬁsion concerning strategies to increase
3 the\donatiqn of organs. They have led to some conﬁ}ict
: . between the gift relationship approach to providing organs'
. }and one b;sed ﬁpon.altruism and th?"practical'and logistic
j ' . requirements;fer,devéloping deégndable, regular "donation”
2 . —on~a~lgrgevsea%eTlg——%heseméactOfs—have—bgeﬁ~ﬁeg+ec§eé~iﬁ

the discussion abeut tactics for :ncreasing the supply of

- organs begause it has conceived of the problems as an
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imblicit result of the "vofunta;ism" involved. This we
believe is an illustration of almost exclusiVe"depehdénce
upon political ph{logpphy and law as a source for unde r4
1\“ "

standing recent controvipsies’in the requlation of medical .._»—

¢ p C ®
practice. . o . -

f

In the course of examining the development% whigh have

&

made cadaveric organs available for transplantation from its
. ' .

beginnings in the odd hospital to a large scale regional and
ﬁationa} network, we will tgy to account f®r the pe?siétence '
of'the notion of "the gift" as both a no;m for restricting

the methods employed’ to inﬁrease the availability of vital
organs as well as a tool of markeérqq, witg the same goal in
mind. The results of this effort include: pracﬁices and
protocols intended[to protect the interests of the patient

who may be a prospective donor; protocols which try to maxi-
mize the vital state of body organs in the period of transi-
tion from patient to donor; techniques designed to discover

‘the maximum number of, potential donors; marketing and

counselling methods which try to obtain permission to retrieve

\
]

the ‘organs of potential donors; efforts to.sensitize the
general public to the value of organ donéﬁion.
1. As we Have seen organ donors are perboqf who die under

special circumstances which make it possible to-suspend

- temporarily the effect of death on some of their vital organs.

-

- -~ ---——--It-is- high technology treatment, viz. the«use'ofjlife=support- -

~

éystems, which has, as an incidental result, created usable

organs following dEaEP. ‘What initiates this treatment/is the

v , ] N

-1
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attempt to save the“life of a patient. What causes discon-
tinu;tion of the same pfocedures is death or the inefféctive-
;ess of th; treatment and‘not the need for some part of his
body for transplantation. It is morally and legally necéssary
to understand the interests of the pefsons invoived in thése
conditions, and to pmovid; for -the érotection of each. This
means that no one connected with the future use of someone's
quy*organs can have any decision-making power over the care
of someone who is botentially a donor. This xeservation
covers both treatment and the decfaration of death. As it
happené in real 1life, hqporing this commitménp often involves
analyzing pract;ces in order to see if they honor the-spirit
of this crucial distinctioh:

a) Large doses of éopamine are often indicated for maintaining
adequate rardiac ouéput when there is, severe brain damage.
This is necessary to keep fluid accumulégion at a miniium in
the brain. ﬁypovolemiﬁ; in conjunction Qith large dosage of’
drugs\such as dopamine over extended periods of. time€, results
in a heart which is unfit for tranéplantation. It makes sense
to use dopamine only to the point at whic¢h it will improve a

person's prognosis if this knowledge is availahle, but if it
is not; is this restrictien incompatible with the-patien;'sl

. .
best ‘interest? Does it violate the separation of interests

to consult the transb@ant team on this matter? _
¥

b) There are some patients on life support.who are certain to

- -

die but will probably do so via a near persistent vegetative

state which coild last for some time, i.e. they will never
. ' ~

y
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actuall& have a "dead" brain stem. It is permissible to
discontinue life support for these persons becguiﬁ;nothing
fugtheg can be done to restore them to a conscious state,
but their deaéh will comevthrgugh cessation of heart beat and‘
breathing and will mean that theée organs cannot be used for
transplaﬁtation. Wouidlit be permissible to test these

-
persons at intervals for the presence of spontaneous heart
beat and ;espiration;.and, if they axre absent, declare them
dead and resume life sgppo;t in order to use their organs?
This is, ?n effect, the practiée ehployed in order to salvage
the organs of anencephalic: babies. |

At the present time, there is little opposition to the

current practices which try to maintain real distinctions .

between the desire to keep alive the potential donor and the ]
neédy‘recipient. The requirement that, different physicians
who have no conflict of interest be the advocates ofigfch
party is accepted g.n both theory and practice. But with the
' potential for one person to ge a multimoréan donor and save A

5 or 6 lives, the conflicts of the kind we have just noted,

; even if they are rare %fe of great importance for all con-

v i

cerned. Observing the principle that organs should come from
persons who are legally dead, and not merely useless as
functional human beings, has so' far been possible, but it may

¥ ‘ .
be-increasingly difficult to maintain this distinctionn in the

o e~ —- - face-of the -need-~forv‘rtafvrgans**and*more—sophisrt:i‘c‘ated
medical science. The time, i.e. life, Qpibh is generated by °

- ’ transplantation is conceptually difficult to evaluate,

[}
-
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particularly when it is viewed from the perspective of the

gift. It is acceptable to lay down one's life for one's .

count:&r(community). Is it any different to give one's vital
organs ay when it is clear life has no future for you? °
2. reation’'of a new class of persons called organ

donors has made it necessary(to construct rules and prac-
tices to govern its:care. Since there are always’more
demands for organs %han éan currently be met there is

intense pressure to salvage a%l usable organs from each i -
potential donor. The complexities iﬁvolved here are not
Qﬁly medical, they are frequently logistic as well. Quite

a few organ donors begin their career in an institution ;t
some dis;ance from those in whiéh the reecipients are located.
Maﬁx_of these hospitals'do not have the sub-specialty
physicians or complex laboratory facilities to treat medic-
ally prospective.organ donors br determine Qho;e brain death.
Their inténsive care space is limited and can be severely
taxed by the presence—of—a brain dead patient who reéuires
this kind of care and monito:ing for periods of time which’
can run from a few hours to one or two days. The presence
of prospeétive donors in' an ICU can, potentially, by taking
up a badly needed.space, place at risk patients who will
recover froﬁ their illnesses.’ Since co;ts can be hiéh for

donor maintenarice, réimbursemerit or its lack can influence

)

—‘;“fﬁé_WITIIEQnéSS of staff to become invoived in'thiS‘aspect\of” R

14

ordan transplantation. The voluntary nature of the orgén \\




- 184 -

ambiguous situation with regard to participation. It becomes
difficult to justify training of personnel to deal with pro-
cedures that may occur only a few times a year.\

Tﬁe creqtion of regional organizaéions to assist in
donor care is one solution to this set of logistical problems;
this response undoubtedly produces greater efficiency but at

AN
increased overall cost. Slightly less productivity may in
~

. fact be defensible in a system which is under‘budget°con-

straint because it reduces total expenditures for transplant-
ation. It could be argued that the loss of donors can be

rationalized on the grounds that supply will always be less

than demand,15 and_deéaths within the ranks of.potentiab

—— ,
I3 . . / 1] ] .
recipients are ﬁnev1table. In which case, a more pressing

issue is that of fair allocation of those organs which do
become available. The point of this discussion is that an

orgagizationﬁl fix is not necessarily a solution to the donor

shortage even though it may lead to an increased number of

-

organs being aVailablé. . : \ '
There is an iﬁportant negatiyg role which donor protocols
must fulfill, This is" to make sure that recipients are not
placed at further risk through receiving an organ which is
damaged or from a donor who has an illness which will be
létha; to someone who is{immuhosuppressed. ?creenipg for HIV,
Hepatitis B, TB and cytoﬁegalyvirus‘are among current Pprac-’
tices. At present positive’titrES for HIV and Hepagitis‘B-

16

axe cause for rejecting a donor,, and there is reason to’

hold that CMV positive donors should not give organs to CMV

_ A"
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negative recipients,' while other less stringent factors such

1

as age are relative to the organ involved.. In the case of
.« s -,

L 4
"

hearts, donors originally were less than 35 years of ade, but
increasing need has forced several centers toaaccept healthy
donors in their fifties who have received a heart catheterl—
zation. Hearts from-persons who have coronary disease have

been used in emérgencies as a bridge until a moTre suitable

donor became available.'’ It is not ar unreasonable pre-

sumption to conclude that a number of &ldgr/éé?éqns sHould be

?

L

considered as sources for hearts as well as kidneys, but their

i

‘acceptability would depend upon much more aggressive treatment

than is currently the practice, in addition to the, added
0,

expense of the high technology °testing which would be requlred.

It may be that faced with the proepect of lmmedlate death, b
recxplehts tould feel that other current counterlndlcatLOns

for donation ;hpuld be eased such as, for example, a positive
HIV titre. . & ’

-There are a number of lggal questions which the care of
»

persong having usable vital organs raises. These relate to

’?

the 1e§a11ty of "braln death" criteria for d@é%nitlon of
legal death; rights and controls governlng the us® of human

tissue; the use of bOdleS in those C1rcumstances which require

-the inte®vention of the coroner; instances in which minors

o - R & - N
are implicated.” In Canada, as of this time, only the province.

.

of Manitoba has fbllowed the recommendations of the Law Reform

‘CommlsSLOn of Canada and enacted leglslation which’ makes whole

brain death a part of the Yegal definition of death in its

’
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~ jurisdiction. All the other provinces follow the deflnltlon
il »
of the Law Reform Commission without as yet havmng enacted

formal leglslatlon.

For all purposes within the jurisdiction of the
Parliament of Canada, (1) a person is dead when an
irreversible cessatiqn of all that person's brain
functions ‘has occurred. (2) The 1irreversible ces-
sation of Wrain functions can be determined by the
prolonged absence of spontaneous ciréulatory and
respiratory functions. (3) When the determination
of the prolonged absence of spontaneous circulatory
and respiratory functions is made impossible by the
use of artificial means of support, the irreversible’
cessation of brain functiens can be determined by
‘any means recognized by the ordlnary standards of
medlcal practice.

It is interesting to-nete that in the absence of special
legislation regarding whole brain‘'death, Canada has been frec
of any challenges to this practice, at least as 1t has

affected transplantation. This is in marked contrast to the
/ .
recent controversy .in Great Britain which was instigated by a

group: of practitioners regarded as specialists .in this

matter.19 It may be that the publicity and acceptance given

to the Harvard Criteria, as well as the United States -
§ . .

Presidential Commission Reportlpf&f@BB, Defining Death,20 has

done much to allay fears that pé%ient interests could not or

would not be protected in'Ehis crucial matter. The quickness
]

which physicians and surgeons involved in transplantation
provided professional guidelines for the protectiOn of

patlents who mlght be potentlal donors, may ‘also have been a

~

AN
factor in maintaining confldence within the* profeSSLOn that

these issues‘were well in hand.21 There has been some .

speculation that adoption of uniform legislation on death
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determination across Canada might provide added. incentive for
making vital organs available but there would seem to be more

compelling reasons to account for their supply being con-

sistently below optimum projections.

[

In Canada, it is the vprovinces (li1ke their U. S§. counter- \

parts, the states) which are responsible for legislation
o S

dealing with the donation of organs. 1In every jurisdictiOn

S
. -

except Quebec this is accomplished through a Human Tissue

Gift Act which was recommended on Federal initiative. 1In
Quebec, Articlés 20-23 of the Civil Code make essentially the
]

same provisions. The most important sections for our purpose

) are those mhieh-detail the consent required‘fer either inter

vVivos or post-mortem donati@n. It is only the latter which

applies to heart trénsplantatidn. Consent is said to have

-

. . B o . ' § L e
occurred when a written nhotice exists or oral consent is

- given in the presence of two witnesses during the time of the
. last illness. (It is the practice but not the law that per-

‘mission is obti}g%g_alég_ﬁer the deceased dénor‘s family.)

The Report of the Working Group to'which we have referred
repeatedly comments on this custom: .
.. ’ ' '
. n . - Although this practice may'be necessary for humane
. b _purposes, it reduces the number of donors as many
#. _ ~~ doctors and nurses are hesitant to approach a
grieving familg to ask for permission to remove
vital organs.2 - ' .

I

Two provisions in the Quebec Civil Code allow somé‘discretion

to the physickan with regard to removal of ofgaﬁs without

El
]

. consent: i ' .
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A physician may remove a part of the remains, if in the
absence of instructions by the deceased, he obtains"the
consent.of the consort or nearest relatlve of the
deceased.

This consent is not necessary when two physiclans attest
in writing to the impossibility of obtaining 1t in due
time, the urgency of the operation, and the serious hope
of saving a human 1life.

P

Whereas the Human Tissue Gift Act does make provision for con-

™

sent\(in’the absence of known expressed wishes to the contrary’

- by the deceased) by relatives,25 it has no emergency clause as

found in the Quebec Civil Code. 1In practice, this means that

the initiative for donating organs must come in most instances

-from doctors, nurses or other personnel in the hospital where

the patient is. Again, as noted above, the reluctance of
medical staff' to make such requests 1is a .pringipal reason for,
& ce sv q REINGLP =

the relatively low rate of organ donation as’compared to the

number of potential donoq:s.26

The Act establishes several safegquards for thb protection
of the donor and his identity: x

7(2) No physician who has had any association with the
proposed recipient that might influence his judgment
shall take any part in the determination of the -fact
of death of the donor.

(3) No physician who took any part in the determlhatlon
of the fact of death of the donor ghall participate in
any way in the transplant procedures.

11(1) Except where. legally required, no person shall
disclose or give to any other person any information or
document whereby the identity of any person:

a) who has given or refused to give a consent;

b) with respect to whom a consent has been .given; or-

c¢) into whosé body tissue has. been, is being or may be *
transplanted, 27 '

may become known publicly.

Tt has been argued28 that some flexibility should be provided

o o

’

for. in the confidentiality requirement and this is the case
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an British Columbia. This permissiveness assumes some

importance for the discussion of practices for marketing the
o . N . . .

importance of organ donation.
All jurisdictions make,provision for obtaining a .

coroner's release to remove the organs when the death may

result in requiring the body as evidence. This is an important

]

exception because‘many,botential donors are the victims of

accidents where inquests‘or possible criminal charges could

result; and whever ﬁbsgible,‘it should be accepted that a

further injustice should not result from unduly restrictive

©

application of the laws of evidence.

Minors and mentglly ﬁncompetent persons are cited for

special protection in many e@xpressions of .the law affecting

-

medical care. Organ donation is no exception. Currently .

only Quebec makes provision for minors "capable of discern-

. 29 o T . . )
ment" to donate non-regenerative tissue, including inter

N
.

vivos disposal, as long as this is done,

With the-authorization of a judge of the Superior Court
and with the consent in writing of the person having
paternal authority, provided that no serious risk to
his health result therefrom.30 .

The .immediate ethical question that is inherent in the Quebec

i 7
law is the matter of what constistutes no serious health risk.
b4 - .

-

The present state of knowledge does not allow a definitive
respanse to the proviso and thus what may be ledally possdble

is probably ethically undesirable. On the other hand, there

does not seem to be a serious question about the potential of

a minor to givé knowledgeable consent or eyen_reqdest for

w»

& -7
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"the state of knowledge which exists.
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post-mortem donation. The debatable point is probably the‘
age at which this should be allowed. The age at which minors
can obtaln medical treatment without parental consent would
be consistent with much current thinking about the capacity
for children to exercise reasonable judgment. ' .
More important is the parental role in providing donatlon“
of organs in children with severe handicaps, such as
anepcephaly. At -issue here is the kind of problem whrch
children in this condition present to those who are interested
in tramsplanting hearts and livers into very young children.
Two issues emerge immediately: what kind of a condition is
anencephaly,31 aﬁa how does its appearancemaffect the deter-

mination of death which is a prior“condition for organ

3

donation? These guections answered, another .set appears which

o2 & -

concerns our abilities to respect simultaneously the person of
someone who has no way to live and the desperate situation of

. .
those in need of a heart or liver. The discussion stimulated

N / N .
by these concerns is still unresolved and serves as an -

o

illustration of the dependency-of current ethical debate on

l

The debate about the condition known as. anencephaly has s

enabled a certain ambunt of clarification to emerge. This is

‘largely the result of the care in_which two of its ma;or "\

participants, Alexander Capron and Arthur Caplan have

» t

developed their p051tions. Capron argues for %hat seemg to .be

-

the majority when he states that ‘breathing anencephalic new-

borns are dyind- . not dead and it would be misguidedvand

¢ . . (.
. ) ;
Da .
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destructive‘to amend either our brain death laws or The Human

Tissqe,éift Act to permit harvesting organs from live anen-
cephalic newborns. Rather, he believes:

Medical ingenhlty should be directed toward finhding
ways. to care for dying anencephalic (and other)
_ babies so that when they become braln dead, they can
> be organ donors.

Caplan belleves some different prlnc1ples emerge from the

facts whlch descrlbe anencephaly and postulates that newborns

w— .
. ~ -

- 'with this condition should be considered a sepmrate category

. . ‘of'humangwhlch~he titles “living but brain absent."> - This

B

being the' case parents should be able to donate their new-
born's—organs prior to their. death.. His jusgfffcétion is
i} - developed on- the basis of what might be termed a compré—

: .-hen51ve assessment othhe meaning of anencephaly
- a) such children can never develop even "a semblance
.0f personhood." . *
“b) the need for these organs is real ' ,
” c) many parents are eager to have their dead or .
e _anencephalic child used as a donor in the hope .
' ) - 7 that something good might cqme of a tragic | . a
: ) ‘ situation.34 - o ' . .

s . M -
N w b

For the time being, it would.appear that Caplan's sugges-

0y

‘ tion has been spelvéd‘by’events which have taken blace'in"

London,‘Ontario;35 A group of physicians at Children's.

Hospital dec1ded to carry out research necessary to establlsh
a clinically valld procedure fox declarlng anencephallc
B 1nfants brain dead 36 The group’ was successful in applying’ .

. this research protocol td an lnﬁant known as Baby Gabriel who
s -7 was: pronounced dead and then flown to: Loma Linda, Callfornla,

wherelher heart was successfully transplanted into a baby
v e, ’ .

’
* - LY -

¥ . . .
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born prematurely by caesarean section so that hisg hypopldstic’

left heart toulq be replaced. The protocol itsglf by wh;cﬁ

this,event was accomplished deserves careful sgrutiny: 47

[

o . Prlor to birth 'the”parents agree that: 0
. ’ . 1. The infant'will be resuscitated;
2. Periodic testing will be done to detgrmine brain
death '(removal from the ventilator dt six-to-
. twelve-hour intervals for a ten-mintite period teo7

determine ability to breath spontaﬁeously, o Y
] . 3. Organ-.donation is acceptable; | / oy
° ° 4. A definite time limit (to be detefmined by'the -%"

-

‘parents but not more than fourteén days) after’
whith the infant will.be réemoved from the
ventilator and pérmitted to die Low dose-
morphlne 1s administered to pr vent potentlal
suffering ‘on the part of the infant, although
whether anencephallc newbopn//can suffer is

unknown. . ‘ z.. &
N

time being‘Arthur Caplan'sfconten ionﬂthat ,there  are 4
» specific categorles of persons w o are legltxmate donors for

¢ whom the, braln death critéria méy be lnapproprlate. His y

—

arqument may be held to be ethically too risky or contentlous
_because it w5u1d~require ch gas,iq_tbe iéw,-neve%theleé%, it

is,essential to redlize thdt there is an ethical cost

’
« -~

T inherent also in the cﬁrrént stance.,: Georqe'Annas has called
' ' & r——
attention to these *issuds in a recent _article; ' A
. . . there has never beerr a clinical trial to determine
- how anencephalic infants.do with full ventilator
support. They hdve also never beer so- supported,
primarily. becvauge- the condition is quickily and
universally fatal. As one pediatric intensive care
- specialist put/it, ‘it would be "futile and inhumane"
t0 support re piration in these ‘infants artificially-.:
. How can we dgtermine if this research is 1ega11y and
) ' ‘ethically proper?. b ,
) First, we must deté€rmine if it is proper to use
A -+ dying newhorns to help others rather than-as ends 1in
. ) themselveé e Speclflcally, since anencephalic hew- °
, borns are not routinely resuscitated, 1ncubated or .

[

- ." . ¢
- . “
» .
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placed on ventilators and given Other support, we cannot )
justify these interventions as "treatment" for 'these
infants. Rather these interventions can only be seen as
‘treatment for the benefit of the ultimate organ
recipient, and perhaps as treatment for the parents. If
we determine that it is never ethlcally appropriate to
prolong an unconsenting person's dying process for the
sake of another, then our.ingquiry is at an end. If we
coriclude that it may be appropriate to do so (for
example, if the harm to the dying child is trivial and
the benefit to others is enormous), we can go on to the
gecond step. ) .
This second step would entail research, like thaE
underway in Canada, to determine: how 'long anencephallc‘
infan€s can survive with the support available in an
intensive care unit; whether they feel pain or haveg
other sensations; the state of their kidneys, livetr and
heart, which will determine their general usefulness for
transplantation; and whether it:is true that the condi-
tion of anencephaly can be easily and accurately dis-
tinguished from all other abnormalities of infants.38

There is the need for further commentary on the dizzy

pace of events represented in the discussion ©of anencephalic -

)

dqnorsn The response thus far,,which Has been besed hpon-

~

Capron 5 conservatlve descrlptlon of the lssues presented by

’

the anencephallc newborn, requlres for 1ts real lzatlon a

[

serles of cllnlcal experiments that are anythlng but conseer

.ative in thelr ethical implications. As Annas notes, they

.

. probably cannot be done 1egallyl;t the present time in the

United States.gg‘ In addition, a major justification for

using anencephallc donors, .the success of transplantatlon in

——a —-——

infants, ls qulte unproven. Thls is probably less ,s0 fior

. /

its efflcacy, but very much the case for’ its effectlveness as

40 o

we have noted.elséwhere. In-add;tlon, there is the

question of how many anencephalic newborns will ever or

should ever be available for organ donation considering that

many are stillborn and most others hay be detected at a
LY é T A Y’
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, point in the pregnancy when therapeutic'abortion is a
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possible and reasonable'option. It woulll then fall ‘upon
- . ; Co

‘obstetricians to persuade women who are pregnant with a fetus

~in this coRBdition ‘that they should "risk" carrying it to teffm

" because a transplant is a way}to make something good out of

N . - -

this tragic event.41

Under such circumstances,~Arthur Caplan's analysis does
not appear to be quite so radical as initially received. e,
‘has perceived that the whole situation surrounding. anencephaly

. Ved
. . - X . , . . X - _ o
in newbornstresemts\a condition which is nlere unique "than not.

¢

.He has argued that the best response. to this state'of affairs

' may not be searching for what this event has in common with

Tothgrs (a quest not unlike tha&Q&fde by traditional.,and modern

—

casuistryqz) but\by deflnlng what-is dlfferent and dsiné'thls

—

‘as the pr1nc1pie for understanaing and. regulatlng our response

to these new'facts. The advantade of this approach is that lt

aﬁgears td be re cognizant of the real meanlng of tranéblant—
>

ation -- the spare parts concept -- which chanqes:a number of

. .

tradltlonal pomnts of view,* lncludlng the way we approach
- R 4

death While not w15h1ng to lmply the concept of "brain death"

3

should be abandoned,zit is worth con31dering whether or not it

—

; meets totally ‘the 1ega1 and humaQ§Feeds that the act of trans—

wt o
plantatlon creates. Put 1n.terms.of_the argument presented in

‘this dissertation, ?He transpiantation of very young infants .

represents an attempt to. "buy" a normal 11fet1me for someone
N 5

who would otherwise die very Qulckly. The u8e of anencephaﬁic

N

newborns asxdonors ofﬁers-the\opportunity to see if this is

N [ ¥
s t
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"actually oeqﬁble., DO‘experiments-for determining how S&ain

be established really touch tlwe magnltude of the

moral and ethical 1ssues anolved? It 1s fasc1nat1ng why we
. -~ \ &
{ consifler it more important to offer protectlon.to that

member of society who will never live wh;le the fate of the
recibient ié;casuall&}ﬁismissed. Another agonizing set of

circumstancés to whioh’Caplan has called attention is that of

A

parents who see in organ dQnation an opportunity to "lessen

* 1

the t;agedy'of untimely death. The g1v1ng of tlme to another
through organ donatlon presents a challenge to traditional

L4

cultural and rellglous understandlng of what it is to die.
. This hasfyet to be assimilated. It is so far unclear how far

it is possible to make use of this potential or what ethicdl
X — . o E
limits should be placed upun its” undue exploitation. ° L

3..;-How many poténtial donors are actually present? It has
! LI
- been argued on other grounds that this natural limit. puts‘a

‘@ 1lid on. the 1ndef1n1te expan51on of the costs,of transplanta-‘

tion to our health care system.43 There are confllctlng

conclusions as to whether this natural limit establishes a

S

perpetual shortage of organs or represenrts-a temporary con-

. a

'-ditioh.4é Arthur Caplah has suggested that demand is a

v function of supply and will have no theoretical limit, so is

¢ -

- an illustration-of how doctors effect these statistical prq-
. -~

jeotions.45 "Whether all or only some of .these conclusions

I4 o

are trué does not change the fact that the success of trans-

> ‘

plantation has created a great demand for organs and led to

~\>_‘=‘2thinking about the eff1c1ency, real and potential, of our

‘ '/*'

‘

A

Y
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system for recovering vital organs from the Qead. In Canada

this attemﬁt has been made quite recently by The Minister's
\’ .
[

Task Force on Kidney Donation.4

a) The 'Magnitude of the problem which confronts our health
( pol

care system ... There are currently 156 persons per million

population on dialysis in Ontarie. The typical patient 1is

aged fifty and can exﬁéél another twen‘? years'of life.47
There is considerable evidence that moét of-th%§6‘patients
wéuld have a better quality of life at ress exééhse to the
Healtﬁ care,;ystem if they céuld have a cadgver donorékidnef

transplant.?_8 The current rate of kidney traﬁﬁplantatlon in

gﬂé province is 29 per million population which leaves a

g

considerable gap between those treated with transplantation
and those who could be. It is estimated that about 66% of

new- cases of ESRD cddld be treated with kidney transplants.49

What the possible difference in cost effectiveness is between
the two approaches to ESRD. is SOmewhagﬂproblemathlsince the

types of dialysis and its" locale affect its cost.” 0 However,

the average cost per patient of $40,000 annually in 1984

dollars51 means that the' $25,'000 average cost of a transplant
« -y - *
appears to offer some promise of savings on a per patient

‘treated calcu}atioﬂ. -In addition there are reports of
“ , i
greatly improved quality of life in transplapt recipients.s?
Q r M . -

b) How do these results gnd calculated needs appear in the

L]

face of actual ana projected donation of organs? ... In the
. .

;case of kidneys,

It

the calculation shows that with 93 deaths

~ “

per million population-under age 65, with a diagnosis which

b-‘ - K 'J_ ‘
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makes their organs appropriate for transplantation, there

. 7
could be over 4,500 kidneys available to meet the demand of

53 This cémes out to mean

, ”
that about 1.3% of all héépital deaths were seen as poten-

1258\&idney§ for the year 1990.
tially suitable kidney donors. Similar studies in the United
States by the Center for Disease Control show that among
deaths in the age range birth to 65 years, there were

. ’

potential donors of 116 per million population giving a total

of 27,000 nation wide. However, there were only 3,681

cadaver kidneys traﬁgplanted.54 ' ' Q%Q
c) Déta which may be'gpélied to heart transplantation in
Canada ... Estimates of the level of neea have been shifting
due largely to improved survival statistics which allow for
considering transplantation as a preferred Lreatment for a
wider range|of the cause of ESHD (EngaStage Héért Disease).ss'
In. trying . ‘accoqnt for these shifting practices the Régort

of the Working Group, previously cited, projected a rate of

18 per million population as a reasonable estimate of

Ay

anticipated Canadian practice?se“ Using ? population of 27.5
‘"million as a base, this suggests that 495 heart transplants
_per year might be appropriate for Canadian practice. Deter-
mining the number of potential aonors was more difficult‘but
assuminé the current practice'of resfricting suitable donors
to persons ﬁndéf 40 fears of age, their figures suggestea 700
hearts could be” expected to be available yearly'at‘some point -

57 !

in the future. Actual figures for 1986 shoéw. that the real

rate of transplantation was about 25% of that which might

L4

-

™
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N .
reasonably be projeoted as desirable, and this was an

accurate reflection of donor availability, the latter running

at about 17% of projeqtion.58 That the Canadian figures as

-«

to the rate of potential donors are conservative 1s strongly
suggested by a note found in Appendix G of the Report:

Studies in the United States give figures for potential
donors among hospital deaths ranging from 0.77% to 3.5%.
These figures, at their lowest, are ten times as high as
the figures the Working Group has ‘used.*59

How are we to interpret the dlfférence which exists
tetween the number of orgams currently available and those
developed from projections .... In its report the Ontario
Group has identified a number of faifures in the current

system which could account for much of this discrepancy.

+

a) . It needs to be recognized that most organ donors are found
among the Vfotims of four causes of death: 1I. brain tumor;

I. head trauma, brain injury, aneurysms, etc., III. asphyxia;

K

and IV. poisoning.60 At the‘presént"time, most pgrsons who
are potentia}ly suitable organ donors are in large tertiary

care hospitals and thus relatively con®entratéd as to their

location'.61 Yet a study of a number of representative - »

instltutlons in this category showed that about 50% of

4

potentlally sulﬁASle donors were never ldentlfled and thus

never had the opportunity for further follow-up 62 Thesé‘

firdings poildt to the existenoe of significant responsibility

-

for these low donation rates must fall upon the professfohal

staffs in these institutions and that both attltudlnal and.

lnformatlonal factors' are involved., 63 ‘ *j

o

o~
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b) Among the potential donors who' are identified, a

Fo
‘significant number 1s missed because consent for donation is
k

never obtained from the relatives. This has been called by
many who are knowledgeable "the failure to ask." The most
4 . . . s
potent contribution toward this negative response is the
!

feellng of doctgfs and nurses. Approximately 50% felt they

)
were "bothez}ng" a grieving family by initiating a request

~ for donatio .64 There is, 1n addition, a number of more

strictly professional sources for;the failure to ask. These
0 . 1include,the absence of a clear policy 1in the hospital which
;ould ﬁqcilitate organ dénation and which results in con-
> ;usion among staff as to what procedures are to be used.
The organ'donation grocéss is viewed as being extremely dis-
Y ruptive and time-consuming for those responsible for patient
care iﬁ an ICU or Recoﬁéry Room with more than 75% of
v doctors and nurses in one survey indicating that time demand
was a real barriqr to pafticipating in- the organ donation
pgpcess.65 Lick of knowledge as to wh;t coqstitutes

2 . : -
S, appropriate organ-donors may also be a factdr, particularly

N as#&hig is expressed along with the need for more in-service
training, genera) iecturés and information. For non-

transplant hoggitals, the donation process can impose-a

! burden on ICU,budgets,if a reimbursement program is not'in

effect. The same concern was raised over physician time.

spent with a donor which is often not reimbursed.®®

e

N .-
‘ Next in the magnitude of effect would appear to be the

public's atfitude toward organ donation. °~_This may be

-~
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summarized as being inconsistently in favor of donation; d

—

being.somewhat confused about the role of donor cards and
,ada@aht in believing that the present system of encouraged
voluntarism is the desired method for optaininq organs. There
was a feeling that publicity about the success of transplanta-
tiorneapd the need for donor organs would be vaanble.67 Thus,
it is not surprising that among professional staff surveyed
about current g%rriers to donation, 90% listed relatives as
the principal factor fog refusal and over 80% stated they had
had an experience with a family refusaing con;ent.68 Hospital
Aexperfénce at best is difficult to' document and it may be
that what these last statistics)ipdicate is the extent to
which negative experience tends to dominate our thinklng‘%a a
matter about whieh we have ambivaient feezlngs. Reviewing the
evidence available on why thgre is such a high failgr;kto

obtain consent, it would seem that not enough has been made

of the complex motives‘which inspire woluntarism and there-

oo

fore the factors cited are ciassifig@ much too crudely. -One

illustration of this tendency may be found in the absence of
. ) o

~ - .
ethnic and cultural data on those who-.-refuse, i.e. the ‘attempt

E N a

to subsume this kind of information under the categorieé of |

fatalism and superétition and/or religipq§9 represent bad

research technique. Another issue may be ‘the special role
. .
which transplantation as a technology demands from its - .
: ' ” u
practitioners. As in the case of many of the medical staff

who- are involved in providing therapeutic abortions to women

in need, they find themselves placed in a huménly impossible

- . . .
o
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situation by offering a service which can earn them the

gratitude of those who receive it while having to deal at ¢he
same time with the loss Jf another.life.
Consent request is essentially straightforward if the

person is already brain dead, butyat what point in the stage

of potentiality is it acceptable to obtain written consent

for ergan donation? Since this consent is vital.if a patient
is to be transferred to a/facility equipped for transplanta-

tion, special care must be taken to have responsibility in

“the hands ofr physicians who anpe independent of the transplant 0

team. 'This is a practical consideration, since many institu- |
tions are reluctant té'cowﬁié ICU beds to patﬁents when
ébnsent for donation is béoblematic. (Since the category of
potential donor is really a function of\éccurate prognosis,

it is reasonabie to expecf étandard§ to be developed for

makid@ this decision. As we. have seen, this is another

illustration of the way in yhich use of the body as & source

0of spare parts makes of the,dying and death of some persons

a special act unique in human experience.
c) What kind of an organizational structure will facilithte

oréén donation ... The“general feeling is that organ‘
) —_—— ", e ’ .

retrieval is improved if it is organized on a regional“and

70

national basis. Typical ‘of such response is_ the More
-> [ ——

[}

system for the Province of Ontario and Metro Transplant Lt

which serves the same fgnction in Quebec. Full time

—_—

! - . N .4
coordinators and secretarial %ﬁaff, supplemented as. necessary

by parﬁ—time‘on—call assistance, makefif'possibie to get .
Lo i ’ .. ‘ -

[
[ ]
r
%
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information and assistance for organ donation and retrieval
\

on a round-the-clock basis every day of the year. These

K

organizations are responsible also for educational programs

within “institutions as well as more general information to

P

the public at lafge. Thgy maintain and coordiqate the list
of potential recipignts on the waiting 1list for thal organs
which includes kidneys, hearts, heart and lung, isolated
lung, pancreas and livers. A role of some importance,

from an ethical point of view, is played by the waiting list

which goverﬁs how organs are allocated.7l
In depending uponhg voluntary system td supply organs

for transplantation, it is essential that those who are
expected to contribute believe that the system.of allocation

is fair and just.72 But what constitutes fairness? cIs it
o 17
making sure that organs are given to those who have the best’

chance of surviving with a reasonable quality of life? Is

it based upon Who has been waiting the longest or who is the

sickest and most needy? For how much should the HLA match

o

count when it is applicable (viz. at the present time mainly
for kidneys)? Who should decide which system to use when

the criteria may be only incidentally medical? Where ABO
. : v e
blood group compatibility/is essential, what use should be

madé of Group O donors? (They are compatibte with the other

~

3 groups and the use of these organs in this way discriminates

against the person who'is waiting for a Group- O organ). When '

the supply of organs exceeds the demand, is the rule of‘faif-‘

‘ness altered by the fact that the waiting list is not just a

L)

Vd
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;way of getting an organ*scbner rather Eﬁan-later, but a source,

of false hope, withgmany on it scheduled to d:Lé"’73 Under such

/
- ™

circumstances, is a form of random selection preﬁerable to a

N
b

]

pricrity system which can always be madipulaged? Does keeping:
the'waiting list deliberately shoft constitute a fair way'ofﬁ .
responding to & shortage of organs? (rationing by refusal tc
consider for selection). -

k 'Every category of organ being tnansélanted presents‘its
owyn set of characteristics which must be respected in devising
a sxstem of fa\g allocation. This cavéat will /Be respected as?

¢ <

we examine some of the current issues,iﬁ the~distfibutyéniof }
hearts. Transplantation is the flnal stage in a process that
incTﬁH&g referral, evaluation and selectlon. As the resuit of .

greatly\improved'suryival of those who are -transplanted:

there are more conditions of end-stage heart disease for which

‘.

‘fQEansplantation is a trxpatment Of choice; a wider range in the

stages of ESHD at which patients are selected; thus, criteria .

for ‘priority have been de&eloped_which are an attempt to

A

improve on the“crudeness of first come, first served {length .

of time on the waiting list). This‘standé%d served,inttially

. ° N ' - 4
as, the basis for allocation and wags reasonable so long as

to

there were enoqgh hearts available to meet-the demand. It
was the equilibrium of need and supply which .made -it permis-
sible to create’ categorles of "super" need composed of

patients in the ICU on maximum life support or on .an

- artificial heart "bridge " device. Ostensibl&, all-this did

was to_exte?d the waiting time for those persons who were

-
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hospitalization is not a fair reflection of prognosis when
% ! -
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not quite so sick, but what this did was to give hospitalized
patients an advantage over those at home, rgnoring they fact N

that many of these persdns were at hiqh risk for sudden death ) E

.particularly With extended waiting times. Need de fined as

there are hot enough organs to go ‘arouhd because it is not an

7
[

. acourate depiction'oﬁ the risks of end-stage heart disease.’

e .- < ,
Nonetheless, it has become the standard for determining

' G )

patient priority on the waiting lists which are the respons-
. ! -

ibility of the hegional or even in some instances, National

systems_for organjretrie&al and distribution.

The creation.of a system which is, particularly responsive

to conditions of uréency isfopen to manipulation often to the

' detriment of" thOSe who are not benefitted by the criteria

»

Not only that but. the classes of priority do.not really have
~

mugh sc1entific basis because they equate 'ospitalization,as‘

¥

an indicator of prognosis.74 1t cannot hélp\ but-encourage .
ingenious{ways of quede juméing because ouf‘ﬁealthxcare:

system has been taught Lha;/ﬁ%dical need haé‘near'absolufe-,'

\

priority. This has been frequently true ofbconditions
< a
involving children-.75 Cos
. . - . o "
- The other dquestion.raised by the effort to maximize the
, . . ,

: . _ : 2
‘number of donors is: .has it led to ‘an ideal ratheriﬁhanﬂto a

reality of'current availability in;establishing the,ethical

! L

16

norms for organ allocation° ,The whole system is organized

as if there are enough donors. The shortfall produces

—_ .

increased efforts at getting more organs, but only apologies

. »

. . e L )
\ ~ . v v
. ,

-
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to those being v1ctimized by this Alice in ‘Wonderland atti-

tude to failure._ It iﬁ*@ot good enough to inform patyents on

a waiting list that tHey may not get an Organ 1n time, when

3

‘this statement is more, true for some patients than others.

regarded in this system and imposes limits as to how much can

'be done to rectify the situation. Tf this'islthe case, it

. .
& T
'

. ) )

R

must be accounted for. in a distribution system committed to

justice and fairness. While a lottery appears crude and at

-odds With the aLtruism én which ouf acquiSition system runs

currently,77 it may represent a more just system for buying
". . - "‘

time.

; ¢ & ‘ ' . . .
rJg. 'To meet the challenges it faces, institutionalized

voluntarism in North, America has .turned to increasingly

sophisticated marketing techniques. Organ donation is nq,///
. ; h ?

7
. .

’

- exception. :Survéys have indicated that both professionals,

, /,
and the general public want,more information about tranS*

78

3 /
plantation and the process of organ donation. ,_Other/

&
efforts have been directed to selling donation as an act of .
human generosity arid have suggested that even in a time of
tragedy, organ donatipn cane help thdse involved/feel better.79

There is a- danger that ethioal pronouncements, made by

1 A

phy51cians #nvolved in transplantation, which are 'ostensibly

o, 5

to reassure themselves and others that the practice is
. ‘ Doy -
morally acceptable, can and would be ,regarded in most other

circumstances as more 1like marketing techniques aimed at”

Ve

‘ selling'a product.é0 One. adwantage: of proposals for

. .
. . A
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"required request"” lawsal is- that while they require know-

ledge and éood will on the part of the general public for

their ultimate success,  they are able to direct e;%rgies from

- .selling and marketing to more professiohal activities of

1)

.among them in Canada is Transplant International whose
{ *

"for organ @ongtion, a number of special interest groups has

' bripging‘together-families of donors with recipients;as a -

- .
informing and counselling those for whom fate has given a
- ' . '

chance to donate organs. Their effect is to require develop-

ing more a new class of professionals who must bear the 'burden

of "securing" the organ supply in a way which does not violate

3

their humaneness and which respects the integrity of those

suddenly given the opportunity to donate.82

5. Alongside of fhe_fbrmal institutions which are responsible

arisen. These groups have a specific.mission to sensitize the

general public to the virtues of organ donation. Foremost

b i

-

publication, Transplant Lifelines r..“ledts its dedicatlon to’

2
’ .

"promotiné public dwaﬁeness and support for organ donathion

83

throughout Canada." This group has shown an interest in .
0 -

) - . . \

! . . '
visible way of demonstrating the therapeutic gffect of organ -

donation. Its publications include testimony from donor v

’

families as to the positive value of organ donation on their

grieving and loss. It has encouragea the familges of.donors

to break the anonymity assigned them by the Human ,Tissue .

Gift Act/gnd g number of prqvinées have amended their laws to
' . ) <.

make this action 'legal. The appeal of this approach is

obvidusly.very meaningﬁ&l to many person%, although care'must

- ~,




<207 - " N

. . .
. N ! -
/ . . . PR A
K Tk

[

be taken to avoid placing a burden on a‘recipient to live up
; i .

-

~ to the expectation of'é\donOr's family or feel an emhtional

obligation Fo someone wifh whom he has been united by chance. :
Recipients ofet}ansplants have'orgenized themselpes and
incluced in their actiyities.heve'been efferts to encourage
organ donation by citizenr& at- large. 1In England and on the
Cphtinenﬁ, HEert recipients stage Field Days and even
,Mara%hohs to help pub11c1ze the positive effect of transplant—‘

’

ation and to encourage the signing of donor cards. In Quebec,

cliation des Greffés du Coeur Inc. has been instru-
®
iin persuadlng the Provincial Government to have places

cate on botq’Drlver S Llcenses andqMedicare Cards that

»
onation is desired.. The group appears regularly on

Telethons and public gatherings to stimulate awareness in the

virtue of organ donation. It publishes a newsletter, 1'p'tit
coeur,84 which keeps its«members informed J6f the latest

developments in heart trepsplantation and includes ‘a variety
"

& e . ‘ «
of items encouraging them to keep fit. An offshoot of the
’ i L 3
association of persdns having had a transplant is the

individual who makes a_career out of this fact. Diane =~ .

85

Hebert, a young Montreal woman, has been very active in
' Q

promoting the cause of transplantation and ofgan donation.

Since her transplant in 1986, she had dewvoted her llfe to .

\ L]

this work. She has helped creaie a number of cheiiﬁable

2

foundatlons to help purchase equipment §?f7hosp1tals prov1d1ng
this service in Québec and 'is a source of immense hope to

those persons who require a‘heart and lung transplapt. All .
" ’ 4] ;—‘-
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'of these approaches stress the personal elements that\QbOund

in this experience and serve to give an important dimensgion

v .

[ I . -
‘of credibility to the-lobbying whith has become a necessity

in-thé quest for a share of health care ddllars.

T™his kurvey has tried to show the scientific, human,:
organizational, emotional, medical and ethical complexity of

- . '—\ - . .
ergan dona¥ion: It is the less visible part of transplanta-

L
v

.tion because its most-important participants are by their

L9 . N -
nature no laonger with 'us: It -is the most challenging because

. -

‘it-invélJéé doing Wha; has rot been dope- before while seeking
“ "y ¢ : & . » >

at the same ‘time not to lose touch withethe values éf‘the
i 7\ ) -

ghuman community which it depends upon for.approVaf. The AN -Z

' -curredcy'Which it uses is time. The commerce which it

Jtimulates involves a trade which is‘unique in human -
ekperiencé.f L , ‘




:
. » s . .
. . .
- ,
) % . -

. . . © = 209 -

. ) Foptnotes to Chapter VI -
PR
/

oo ' ' )
. 1B. A. Barnes, "Future Trends in Orgarn/ Procurement,"
Heart Transplantation, Vol. II, No. 2, February 1983, p. g8.

. 2T. Starzl, "Protecting the Patient's Interest?", Kidney
International, Vol. 28, Supllement 17; 1985, pp.\ii—33.

* )3

, , 3Mu A. Robinette, et al., "Donation Process," ‘Appendix 3,

R Tr@nsplanthtion Proceedings, Vol. XVII, No. 6, Supplement 3,

« December 1985, p. 62; P. Manga, "Waiting Impatiently in the

" Queue: Should We Have a Commercial Market for Organs?”,
University of Ottawa Working Paper (Ottawa, Ont: University
of Ottawa, 1986), p. 1; The Hastjings Center, Ethical, Legal
and Policy Issues Pertaining to Sclid Organ Procurement,
Hastings-on-Huydson, New York, 1985, p7 8. '

d 4A. Caplan, "Eguity in the Selection of Recipients For

Cardiac Transplant," p. 13:; Task Force on Orgcp Transplantation,

‘ Organ Transplantation -- Issues and Recommenda(ions, I.S.
Department of Health apd Human Resources, Washingteon, D. C.,
1986. . ° "~ l )

v

.

: 5M. A, Robinetﬁe, "Donation Précess," Appendix 3, p. 62;-

- Me lanie Miller, "A Proposed Solution to the Present Organ
Donation Crisis Based on a Hard Look at the Past," Circulation,
vol. 75, No. l, January 1987, p. 20.

6. Fox and J. Swazey, The Courage.to Fail, p. 5. )

7Paul Ramsey, The Patient as Person (New York: Yale
University Press), 1970. . ' ,

' 8

R. Fox andtJ. Swazey, The Courage to Fail, pp. 383-384.

[

°

9Viz. ehe detailed discussion by P. Manga, "Waiting .
. s Impatiently in the Queue: Should We Have a.Commercial Market
. For Organs?";'  R. Schwindt and A. Vining, "Proposal For a ‘
- Future Delivery Market For Transplant Oypgans," Journal of
Health Poliﬁics, Policy and Law, Vol. 11, No. 3, 1986,
PP. 483-500; B, M. Dickens, "Legal and Ethical Issues in
. .Buying ahd-Selfinq Organs," Transplantation/Implantation
Today, Vol. 2, 1985, pp. 15-21. : g

. . 10P. Morris, and the Council ©f the Transplantation

Society, "Commercialization in Transplantation:’ The Prdblems
and Some Guidelines for Practice," Lancet, Vol. 2, 1985,




- 210 - - ' '

-

. <
pPp.~-715-716; P. Morris, Presidential Address: The Transplant=
ation Society, Transplantation Proceedings, Vol, XIX, No. 1,
February 1987, pp. 16-19; J. % Cameron, "The Problem of Paid

or Coerced Donors of Renal Transplants," Nephrology, Dialysis, °
Transpldntation, S@;l. 1, 1986, pp. 149-150. ¢ ,
) A
11

Willard Ga?!&ﬁ” “"Harvesting the Dead," Harper's, Vol.
249, No. 1492, September 1974, pp. 23-28.

. 12B. A, Barnes, "Future Trends in Organ Procurement,"
pp. 88-93; S. J. Younger et al,, "Psychosocial and Ethical
Implications of Organ Retrieval," New England Journal of
Medicine, Vol. 313, No. 5, August 1, 1985, pp. 321-323.

l3B. Hoffmaster, "Fregedom to Choose and Freedom to Lose:
The Procurement of Cadaver Organs for Transplantation,"
Transplantation Proceedings, Vol. XVII, No. 6, Supplement 4,
December 1985, pp. 24-32; M. A. Somerv1lle,'"Procugemgnt'

vs. 'Dynation' -- Access to Tissues and Organs’ for‘Trans—
plantation: Should 'Contracting Out' Legislation be Adopted?"
pp. 53-68.

%4M. A. Robinette; et 31., "Donation Process," Trans-

plantation Proceedings, Vol. XVII, No. 6, Supplement 3,
December 1985, p. 53. .

-9,

15M. Miller, "A Proposed éolution,to the Present Orgayg
Donation Crisig’ Based on a Hard Look at the Past," pp. 20-27.

16P Kumer, et ak., "Transmission of Human Immuno-
defigiency Virus by Transplantation of a Renal Allograft With
Development of the Acquired Immunodefi?lency Syndrome, "
Annals of Internal Medicine, Vol. 106, 'No. 2, February 1987,
PP. 244-245.

~ +

17F N. MacKenzie, et\al "Bridge to Heart Transplanta-
tion: The Bioldgic Option,“ Journal of Heart Transplantation,
vol. 5, No. 5, ¥eptember/October. 1986, p. 365; A. Caplan,
"Equxty in the Selection of Recipients For Cardiac Trans=-
plants,"” p. 15.
EN

’7’*8LRCC: ‘Criteria for the Determination of Death, Report
to Parliament, 15, Ottawa, 1981; M. A. Robinette, et al.,.
"Donation Process," Appendix 5, "Canadian Neurosurgery Society
Guidelines for the Determination of -Brain Death, Version of
February 15, 1985"; B. Dickenhs, "Legal Evolution of the Concept

.0of Brain Death," Transplantation/Implantation Today, Vol. 2,

May 1965, pp.°60 -64.



lgLondon Sunday Times, 21 December, 1986, "Dead or Alive?

When Does a Beating Heart Die?"; c.f. §. J. Younger and E. T.
Bartlett, "Human Death &nd High Techniology: The Failure of

the Whole-Brain Formulations," Annals of Internal Medicine,
vol. 99, No. 1, August 1983, pp. 252-258; Joanne Lynn, "The
Determination of Death," Annals of Internal Medicine, pp. 264-,
266 A. Browne, "Whole-Brain Death Reconsidered"; C. Paills, '
"Comimentary: Whole-Brain Death Reconsidered -- Physiological
Facts and Philosophy, in Journal of Medieal Ethics, Vol. 9,

No. 1, March 1983, pp. 28-36. ’

20Preﬁident's Commission for the Study of Ethical
Problems in Medicine and Biomedical and Behavioral Research,
Defining Death, Washington, D.C., U. S. Government Printing
Office, 1983.

21This was accomplished by offering public support for
controls being incorporated in legislation such as the
Uniform Anatomical Gift Act in the United States an® the Human

Tissue Gift Act. in Canada. . )

— - - - ~

22E. W. Keyserlingk, "A Legal Definition of Death: Can
It Affect Supply of Tissue ars® Organs?", Transplantation
RProceedings, Vol. XVII, No. 6, Supplement 4, December 1985,
pp. 47-52.

23wOrking Group on Vital Organ Transplant Centres,

Report, p. 55. .

24‘Ouebec Civil Code, Article 2.
> B

25part II% Section 5.

[

26Task Force to Investigate and Develep Methods of
Increasing Kidney Donations for Transplantation, "Summary of
Task Force Findings," Transplantation Proceedings, Vol. XVII,
No. 6, Supplement 3, December 1985, p. 9. >

~ 27Uniform Human Tissue Gift Act in Working Group on Vital

> Organ  Transplant Center, ReEort,lgppendix 1, pp. 174f£E.

. < ° '

« 281144., p. s7E. ' R .
29Civil Code of™the Province of Quebec, Articié 2Q. .
30 e N - ‘ ¢
Ibid., Article 20. . ) , 2

»



- 212 -

31Unllke nearly every other handicapped newborn, there is

general agreement that they need not be treated in order to
prolong their lives, c.f. G. Annas, "From Canada With Love,"
Hastings Center Report, Vol. 17, No. 6, December 1987, pp. 36-
39. -

32A. Capron, "Anencephalic Donors ...," Hastings Center

Report, -Vol, 17, No. 1, February 1987, pp. 5-8.

33A. Caplan, "Should Fetuses or Infants be Utilizecd as

Organ Donors?" Bioethics, 1, No. 2, February 1987, pp. 119-
140. - )

'

34

Ibid., pp. 122ff; G. Annas, "From Canada With Love,"
p. 37. ' ’

35However, whether this discussion will lead to a more
general debate on the definition of death which is acceptable
ingogur society seems very likely to many including Caplan
(personal ‘communication). The issue is already launched-in a
number of books and articles viz. Karen G. Gervais, Redefining
Death (New Haven and London: Yale University Press, 1986).
What is not so clear is the extent to which it will be welcome
to those involved in the care of prospective doncrs,. nor has -
it been considered what effect this redefinition of death will
have at the other end, namely, the beginning of a legally
recognizéd thuman life. -

36

G. RMyinas, "From Canada With Love," p. 36.

37Ibid., pP. 36-39; a similar experiment in the U. 5. at
Loma Linda, California was reporged ln the New York Times,
December 10, 1987.

38G. Annas, "From Canada With Love," p. 37.

-
«

39IbJ.d., p. 37, although since then, as we have“seen,

the phz;}gi?ns at Loma Linda have decided to try.

4 Viz Chapter V, p. 158. -

41

»

G. Annas, "From Canada With Love," p. 39.

o«

428 Freedman, "The Ethical Continuity of Transplanta-
tion," Transplantation Proceedings, Vol. XVII, No. 6, Supple-
ment 4, December 1985, pp. 17-23; A. Jonsen, "Casuistry and
Clinical Ethics," Theoretical Medigine, Vol. 7, No. 1,
February 1986. ’ : ‘ '

b




o~ - 213 -

‘
. \
. , <

- 'S
43R. W. Evans, "Donor Availability as the Primary
Determinant of the Future of Heart Transplantation," JAMA,
Yol. 25, No. 14, April 1l, 1986, pp. 1892-1898. \

- 44The National Heart Transplantatidbn Study, Chapter 17;

Aorking Group on the Establishment of Vital Organ Transplant
J{“Centres, Report, Appendix G; The Working Group on Mechanical

Circulatory Support of The National Heart, Lung and Blood a

Institute, Artificial Heart and Assist Devices: Directions,

Needs, Costs, Societal and) Ethical Issues, Washington, D. C.,

May 1985.
‘& J '45A. Caplan,a;Equity in the Selection of Recipients for
Cardiac Transp}an&s,? p. ;Sf.. ‘ i
;w/ 46Mlniétry'of.Health, Province of ‘Ontario, 1985.
47M. A. Robinette and C. R. Stiller, "Baékground to the

Task Fdrcg: Health Care. and Financial Implications," p. 5.

xl‘
8o, b. 7.

3 ' .
A

.

? ' 69Working Group on Vital Organ Transplant Centres,
N _ Report, Appendix F, p. 135. &

r

W o

5OR. Da*Guttmann, "Renal Transplantation," -New England
Journal of Medicine, Vol. 301, November 1 and November 8, - .
1979, pp. 975-982 ahd 1038-1048; R. R. Bovbjerg,” et al.,
"Provider=Patient Relations and Treatment Choice in the Era
of Fiscal Incentives: The Case ©f the End-Stage Renal
Disease Program," The Milbank Quarterly, Vol. 65, No. 2, 1987,
p. 177-202; A, Caplan, "How Should Values Count in the
llocation of New Technologies in Health Care?', in R. Bayer,
» et al., In Search of Equity (New York and London: Plenum
Press, {983), pp. 95-124; A. J. Wung, "Why Don't the British
Treat More Patgpnts With Kidney Failure?", British Medical
i Journal, Vol. 287, No. 6400, 22 October, 1983, pp. 1157-1158.
& /. 51 ) _ Yy '
N M. A. Robinefte and C. R Stiller, "Background to the
Task Force," p. 5. )
52g. wW. Evans, "The Socioeconomics of Organ Transplanta-
tion," Transplantation Proceedings, Vol. XVII, No. 6, .
,Supplement?4, DeceQPer:l9859 pp. 131ff.
‘" IS ! m

_ aS3Working Group on Vital Organ Transplant Centréds, Report,
p. 17. ' . s
b - ‘ ’ -

o~ . I




- 214 -
Ibia., Appendix G. fa ‘g

&

54

X 55Inj/tially victims of myo¢cardial infarction were not
candidates for transplantation. Now they number 50-60% of
all cases of heart transplantatlon. C.f. M. Buxton et al.,
Costs and Benefits of the Heart TranSplant Programmes at
Harefield and-Papworth Hospitals, pp. 134f,

>01bid., Appendix F, p. 136.
57 7 . ‘ .
The date used in the study was 1990.
58., . . , . . )
Ibid., p. 17, Appendix G, p. 138. .
59 A N
Ibid., p. 138; *that is the Canadian projection quoted
above,
’ 5
e, 6OM. A. Robinette, et al%x\"Thquonation Process," p. 47.
®l1pia., p. 47. . -. -
62 .. '

Ibid., pp. 47-48. \

®35ce below under (b) (c). "

®41bid., p. 47. . . |
®S1bid., pp. 51-52. ° J |

661pid., pp. 52-53.

. ®71bid., pp. 48-50.

81bid., pp..50-51. ‘
L4

\ 69E Evers, V. T. Farewell, and P. F. Halloran, "Public
- \Awareness of Organ Donation, " CMAJ., Vol. 38, February 1, 1988,
wpp. 237-239. ° . ‘ .

70Cf. Task Force on Organ Transplan;ation,#argan Trans-
plantation Issues and Recommendations, Washingtgf, D.C., U. 3.
Department of Health and Human Services, April 1986; Task
Force on Vital Organ Transplant Centres, t, p. 6.




7lThe complexities. in keeping”track of the proper order
is one ‘of the reasons often cited for having large, computer-
ized reglonal centers to facilitate allocation. C.f.
A. Caplan, "Equity in the Selection of Recipients for Cardiac
Transplants," p. 17; T. Starzl et al., "A Multifactorial
System for Equitable Selection of Cadaver Kidney Transplénts,"
JAMA., Vol. 257, No. 22, June 12, 1987, pp. 3072-3075, pro-
poses a priority system which includes a scale of need for
heart recipients; see also Resolution on Organ Distribution,
Council on the American Soc1ety of Transplant Physicians,

May 26, 1987 4

72A. Caplan, "Equity in the Selection of Recipients for
Cardiac Transplantation,” p. 10.

'7330% most recent experience at RVH. .,

¢

74cf. T. Starzl et al., "MWltifactorial System for
Equitable Selection of“Cadaver Kidney Recipients," p. 3075.

75 .g. .the Jamie Fiske 1nc1dent which prompted the
creatlon of the Massachusetts Task Force on Organ Transplanta-
tion; or the appeal in Ontario of September 1986 for a liver
for a boy from Manitoba which was successful but required
by-passing three other children who subsequently died before
they could receive an organ. Ironically, the first recipient
for a heart from an anencephalic donor had to be specially.
created, viz. Baby Paul! C.f. George Annas, "From Canada
With Love," p. 36; P. Gunby, "Media-Abetted Liver Transplants
Raise Questions of 'Equity' and 'Decency'," JAMA., Vol, 249,

« No. 15, April 15, 1983, pp. 1973-1982.

76Cf "Panel Discussion on Vital Organ Procurement and
Exchange," in "Organs For Transplantation," Transplantation
Proceedings, Vol. XVII, No. 6, Supplement 4, December 1985,
‘Pp. 92fFf, ) ) )

. 5 + A

i 77H T. Engelhardt, Jr., "ghattuck Lecture -- Allocating

Scarce Medical esources and the Availability of Organ Trans-

Pluntation," NeWEngland Journal of Medicine, Vol. 311, No. 1,
July 5, 1984, pp. 66-71.

78M A. Robinette et al., "Donation Procéss;" P. 54.

79% Miller$ "A Proposed Solution to the Present ‘Organ .
- Donation Crisis ‘Based on a Hard Look at the Past," p. 20.

-t . ‘



LIS

80Cf C. R. Stiller, "Ethics of Transplantation,"
Transplantation Proceedings, Vel. XVII, No. 6, Supplement 3,

"plant International (Canada), 339 Windermere Road,. London,

December 198%5,.pp. 131-138; F. N. McKenzie et.al., "Cardiat

Transplantation: Ethical and Economic Issues," Transplanta-
tion Today, 'Vol. 2, Februairy 1985, pm. 22-26. -

v

81Cf. A. Caplan, "Should Hospitals be Required to Ask N
Families to Donate Organs?", Midwest Medical Ethics, Summer
1985, ps 315; M. Miller, "A Proposed Solution to the Presenht
Organ Donation Crisis Based on a Hard Look at the Past," ~
PP. 2{ff; John Robertson, "supply and Distribution of Hearts
for Transplantation: Legal, Ethical, and Policy Issues," _
pp. 77-87; The Hastings Center, Ethical, Legal and Policy - /
Issués Pertaining to Solid Organ Procurement, October 1985.

#

82Considerable literature has accumulated on the work of
transplant coordinators, c.f. D. W. Denney, "The Non-Physician
Coordinator's Contributiom to the Development of an Organ, N
Procurement Program," Transplantation Proceedings,, Vol. XVII,
No. 6,. Supplement 4, Decembér 1985, pp. 83-87; several
fegional Transplant Centers have éstablished training programs
which have helped establish the professional status of this
occupation. . ~

~

-
A

83From the mastheéd of Lifelines, address: c/o.Traﬁg—
Ontarioe, N6A 5A5.

) -5

84Assoc:.atlon Des Greffes du CoeMr’ Inc., 1445 rue Bishop,

Suite 2, Montreal, Quebec. H3G 2E4.,

¢ "
'

. 85 Dlanne Hebert, Un Second Souffle, Montreal “Les ’
edltlans de 1'homme, 1986. L. . L N

A




s . \

CONCLUSION

: FOR_ANOTHER TIME - e
In spite of the fact that it has been quickly assimilated’
. Sl

4 L4 N N v

into our expectations of medicine, transplartation remains, as

-
™

does much of high technology, a deﬁanding intkuder into our's

o

Ay N B
established values and practices. Not only does it illustrate
( .

s

in a dramatic'way the paradpx that many of medical tech-

nology's greatest accomplishments are limited to a select few;

-

reveals odr desire to provide this advantage to the

* ortunate few at almost unlimited cost. But can our society

escape with such & simple approach to fairness and justice

E

when our most unlimited resource -- mohey -- is also in
F A

restricted EUppLy? 'Everyone seems to agree ‘that physicians

‘are incapable of providing answers to these'problems of

Qo

allocating resourCes, but acknowledges, as well, that:nelther

tlhe polltical structures nor the health care system ls=very

LN

géod at’. providing answers elther. ‘Our times demand an

°

informed publlc, yet there is- llttle to show for efforts to
- g
,involve the widek community in the debate which is deemed

. o .'1‘
' necessary. ,
. . v .

If thiﬁ were not enough., we discover that transplantation

s
M 0
N

v : R :
requires organ donors and ‘this forces a reconsideration of

mucn of'our collected wisdom apout dying and~death’ and the
8 ) - o ) n ~ /- A = v, . o t | e
v : - ’ o= 217 = ’ - - - )

. \ “
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human pétéhtial foi'feécuing those doomed‘fo die béfore theif

time.- It is- truly remarkable that a legally dead persoh can

.

supply v1able organs to another and thls potentlal is barely -
explqred, if we belleve that it makes sense to offer Llfc to |
another in tRkis way. The gp-betwéens in this exchanée are R
méﬁbers of the bearﬁﬁ brofesgions, and the public expects

some -indication of.wha£ this action means .to those in thia,‘ ;>

role. Are they a modern-day version of .the beody snatchers or {f

2.
i [N

are they fellow human beings deeply moved by the awesome.

.
[

responsibility for this exchange of Iife? Does the re}uct-. (
ance of‘bospital staff to ask‘relative§~for.0rgan donaéioﬁwu&-
.mean only‘a hesitation to break into the grievtﬁglproceSS«or
does itlindicate a cergaip reflexive degative :eaction to'’

what Ehey are expected to instigate?‘ For aoctors'and health «.

professionals to speak more oﬁeﬂly about these feelings would

undoubtedly-help, sincé our ‘means of securing organs’'is com-
a . . - AY * .
‘mitted to those who'respect the voluntary nature of this

action. More needs*to be made of the'giving rather than the

4

taking pa}t 6% acquiring organs, and not,just in\germs of . the~

. altruism involved. An increase in donors will undoubtedly
requiréﬁa good deal more social soiidarity thar is present at

the momént, when minority grouéé are cohspicuous by their

L]

failure to part1c1pate in organ donatlon. : ;

So far, children .and fants have made' up a very tiny

percentage of those who have received hearts. Those children

who habe, however, %eceiwe the greatest share of tﬁe -
publicity about thisxdperation. Up to now,'there has' been.
. , ’ e
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-ﬂk?"“almost no mention made of the highly ‘experimental nature of
’ F*) . - '

»
I

transplantation in ‘¢hildren, Thexe is some evidence and much

[y

u' N s S:- N -
T conjecture that their immune systems may be unusually recep-

tive to foreign orqans) but it will take(a couple of decades

~ 3

af',to know‘with any degree of certainty. In the meantime, how

do we balance the experimental nature of chlldren s trans-

»
]

plantation with the obvious usefulness of it for adults, if.
. ! we have 11m1ted resources° Doctors should not be allowed to‘

make such.deQLSions unllaterally, but~how do we go about
N .

giving them a social warrant ‘for this kind of undertaking?f

' ’ ' . * ’ ﬁ * ’ @
’ ‘ - Moral ‘calculations of this kind are difficult to make A
. . ' s, : .
’ _since they reqiire placing\vafue on actions to which humans
3 . - . - N ' ] . .,- . Al i
. have previously had no access} Calculable life extension is .

. o "

a concept hardly_understood yet we are expected to £ill it out

as a daily-practice as persons/gre‘sebected to be recipients

-

,0f a transplanted heart. At the same time, such high tech-

-

- © ‘& .

- nology cannot overwhelm more traditional and necessary medical
practice for which there is prior commitment. Information
(and the ability to understand its significance) becomes,

‘inder these circumstances, & vital cormmodity, yet we are just

a

beginning to develop dec151on-making models which are capable

™ of evaldating variables in the quantity with which they are

L

L
Present in these health care situations. These "games" are

so attractive inl@peir own riéht, that they can easily dis-

hd “ L

- - . . . > . q
tract #whe curious and striving who are committed to the

'- + b, . 3 ’ - b I} .
improvement of our ability to overcome disease. e .. N

The irony of applying high techhology to medicine is
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g
that many Pf ltS greatest successes are for the select few,
yet 1t is only with the support of all of sdciety that such
accomplishmen%s are possible. This is something of a switch,

the implications of which have yet to dawn on many health

w *
YL
N B

planners who still contlnue to view technoilogy as capable of
@

mass appllcatfbn. This anachronism is very evident. in the

progectlons which have been generated as to the potential of

the artificial heart. It is obvigQus that many cherished
Y, L) '

values about the social meaning of freedom and autememy

require a definition which goes beyondvthe pasto:al.settiné
- J .

\

out of which they have sprung, and reflects instead complex

post-industrial society set in the midst of the gaping éoverty

-

of the Third wWorld.

Although our Christian\rerigious tradition has often been

~ M ¢

‘vieweﬁ as offering essentially a "‘negative view of scientific

accomplishment, this is not its only stance. It does offer a
k A ]

radical sense of the future which reqﬁires'of human beings

tha? they be responsxble for prov1d1ng for yet another

generatlon. This vision is a chance for both 1nd1vidua1
T Gz -, ,
opportunity and communal solidarity as those who aré a part

of the Body of Christ bave abways insisted. The newness in
L7 P

all this is the w11llngness to_ ghare this hope without

-

requlring simplistic conformity or engaging-in a colonialé

A

4

istic conquest. s .

. .
. T “
¢ i ' . . - v



/-\ . "‘ﬁ

BIBLIOGRAPHY

s
!\'

Adam, K. The Spirit of Catholicism. Revised edition. Trans-
lated by J. McCann. New York: Image Books, Doubleday
and Co., 1954. L

Allender, J. et al. "Stages 0of Psychological Ad]ustment With-
Heart Transplantatlon. Heart Transplantation, 2: 228,
1983. . . s

, Y '

Altmaﬁ, L. K. "Artificial Heart Thrives as Bridge to a Reel
' One." New York Times, -April 28, 1987, p. C-l.

.t

American Society of Transplant Physicians. Resolution on
Organ Distribution. Council of The American Society of
- Transplant Physicians, May 26, 1987.

Annas, G. J. "Organ Transplants: Are We Treat] the Modern
Miracle Fairly?" In Human Organ Transplantation --
Societal,‘ Medical-Legal, Requlatory and Reimbursement
Issues, D. H. Cowen et al. (eds.). " Ann Arbor, Michigan:
Health Administration Press, 1987, pp. 166-170. '

Annas, G. J. "Regqulating Heart and Liver Transpldnts in

- Massachusetts: An Overview.of the Task Force on Organ
Transplantation." Journal of Law, Medicine and Headth
Care, 13(l), February 1985, pp. 4-7.

*‘Aﬂnasfeﬁ\_J "The Phoenix Heart: What Have We to Lose?"
Hastings Center- Report,-15(3), June 1985, pp. 15, 16.

N

——

Annas, G. J. "The Dog and His Shadow: A Response to Overcegt
and Evans." Journal of Law, Medicine andAwialth,Carg,
*13(3), June 1985, .Pp. 112= 116. .

Y

g

Annas, G. J. "No Cheers For Tem
' Hastings Centet Report, 4

ificial Hearts."
October 1985, pp. 27, 28.

annas, G. J. “Death and thfe Magic Machine: Informed Consent’
to the Artificial Heajt."™ ' Western New England Law Review,
g(;), 1987, pp. 89-112. c ’ ] ;

Annas,, G. J. "Temporary Use of the Artificial Heart BefOre
Transplantation.” New England Journal.of Medicine, 3177 ~
(5), July 30, 1987 (Correspondence), pp. 314, 315.

Annas, G. \3* "From : Canada With’ Love. Hastings Centgr Report,
17¢(6), December 1987, PP. 36 38.

's‘~~ ‘\:
V"n

- 221 -

v “



[V

ST
: o =222 -
Austin, W. G., and Cosimi, Al -B. -"ﬁgaft‘Transplantation After
16" Years." New England Journal of Medicine, 311(22),

November 29, 1984, pp. 1436-1437. ~
. ‘ i . P

Avorn, J. L. "Medicine, Health aAg’the Geriatric Transform-

ation." Daedalus, 115(1) Winter 1986 (The Aging Society),

.pPp. 211-225.

Axelrod, S., and Nakao, M. A. "How Medical Professionals N
Evaluate Expressions of Probability." -The New_England
Journal of Medicine, 316(9), February 26, :1987, pp. 549,
550. i - ®

A
-

Bainton, R. H. Here I Stand .-- A Life of Martin Luther. ' New
York/Nashville: Abingdon-Cokesbury Press, 1950

Banner, N. R. et al. ."A Quantitative Assessment of the Quatlity
of Life After Combinéd Heart-Lung Transplantation." Paper
from American College of Cardiology. New Orleans, March
8-12, 1987.

Banta, H. D. \;} al. Toward Rational Technology in Medicine.
New York:' Springer and Co., 1981.-

’

Barbour, I. G. Issﬁes in Science and Religion. London: SCM
, Press, 1966. ] *

°

a

Barbour, I. G. Science and Religion -- New Perspectives on
the Dialogue. Edited by M. Marty. New York/Evanston/
London: Harper Forum Books, Barper and Row Publishers,

1968. ,
Barnes, B. A. "Future Trends in Organ Procuroement." eart
Transplantation, II(2), February 1983, pp. 88-93. - =«
‘Basch, §. “The Intrapsychic Integratlon of a New Organ, The

’ <

Clinical Study of Kidney Transplantation.” Psycho-
analyt lc‘Quarterly, 42, 1973, pp. 364-84.

A

Basch, 5. et al. "Observations on Body Image in Renal
“Patients.” In N. Levy (ed.), Psychonephrology. New
York/London: Plenum, 1981. . : -

Bateé, D. G. "Thomas(8ydenham\qu the Medical Meaning of
Method."” Bulletin History ©f Medicine, 51, 1977,"

pp. 324-338.

<
‘Bayer,/R.,‘Caplan,,A., and Daniels, N.r In Search of Equity,
Health,Needs and the Health Care System, Chap. IV.,
A. Caplan, "How Should Values Count in the Allocation
of New Technologies in Health Care?" New York/London:
Plenum, 1985. . -

~ .
o - B



vyl

- 223 -~

. - .
Beard, B. H., and pson, T. F. "Denial and Objectivity in-
Hemodialysis tients," pp. 169-175, n.v., n.d.
Beauchamp, T. L. Morality and the Social Control of Bio-
medical Technology, New Knowledge in the Biomedigal <
Sciences. W. B. Bondeson, H. T. Engelhardt, Jr., ) N
S. F. Spicker and J. M. White (eds.) D. Reidel Publish-
——4ng Co., 1982, pp. 55-76.

“

Beauchamp, T. L., and Childress, J. F. Principles of Bio-
medical Ethics. Second edition. New York: Oxford
University Press, 1983. ’ *

[4

H

Berg, A. O., and LoGerfo, J. P. "Potential Effect of Sel%ZW
Care algorithms on the Number of Physician Visits."
New England Journal of Medicine, 3006J0), March 8, 1979,
pp. 535-37.

Binik, Y. "Psychosocial Predictors of Sudden Death.' A
review and critique. Social Science and Medicine, 20(7), -
1985, pp. 667-680. N '

-~

Binik, Y. "Coping With Chronic Life-Threatening Illness:
Psychosocial Perspectives on End-Stage Renal Disease."
Canadian Journal of Behavioral Science, 15(4), 1983,
pp. 373-391. -

-t

G ) i
Binik, Y. et al. "Pain Control‘bver Treatment and Compliance

in Dialysis angd Transplant Patients." Kidney Inter-
national, 21, 1982, pp. 840-848. :

Bid¥ck, G., and Magnusson, G. "The Concept of Self as
Experienced by Patients With a Transplanted Kidney.":
Acta Medica, Scandinavia, Vol. 183, 1968, pp. 191-192. . e

Blumenthal, D. et al. "Misuse of Technology: A Symptom, Not
a Phsease." Critical Issues in Medical Technologies,
B. J. NcNeil and E. G. Cravalho (eds.). -Boston: Auburn
House Publishers, 1982), pp. 163-173. '

Bohm, D. Causality and Chance in Modern Physics. New Yorii ; i
Harper Torch quks, Harper and Bros., 1957.

Bosky C. "The Fieldworker as Watcher and Witness." Hastings
Center Report, 15, June 1985, pp. 10-14. .

"

Bovbjerg, R. R., Held, P. J., and Diamond, L. H. "Provider-
Patient Relations and Treatment Choice in the Era of
Fiscal Incentives: The Case of the End-Stage Renal
Disease Program." The Milbank Quarterly, 65(2), 1987,
pp. 1%7-202. : ‘ e

o o



o

. = 224 - .

R

¢

Browne, A. "Whole Brain Death Reconsidered." Journal of ' !
Medical Ethics, 9(1), March 1983, pp. 27-31. A

Buchanan, D. C. "Psychétherapeutic Intervention in the Kidney
Transplant Service." 1In N. Levy (ed’.), Psychonephrology, I.
London/New York: Plenum, 1981.

Burton, H. J. et al. , "The ‘Relationship of Depression to ,
Surviva)d in Chronic Renal Failure." Psychosomatic Medicine,
48(3-4), March, April 1986, pp. 261-269. . .

Butterfield,\H.' The'briqins of Modern Science. Revised
edition. New York: Macmillan“Co., 1958.

-
Buxton, M. et al. Costs and Benefits of the Heart Transplant
& .. Programmes at Harefield and Papworth Hospitals. Research

uv.’~, Report No. 12, DHSS. London: Her Majesty's Stationery

i Office, 1985.

Callahan, D. "Bioethics as a Discipline." Hastings Center
Studies, 1(1), 1973, pp. 66-73. \“

Callahan, - D. "Mortélity and Confemporary Culture: The
President's Commission and Beyond." Cardozo Law Review,
6(2), Winter 1984, pp. 347-356. ‘

‘Callahan, D. "Adequate Health Care and an -Aging Society: Ate
They Morally Compatible?" Daedblus', 115(1), Winter 1986
(The Aging Society), pp. 247-267.

Callender, C. O. "Legal and Ethical Issues Surrounding Trans-
plantation: The Transplant Team Perspective." In Human

Organ Transplagntation =-- Societal, Medical-Legal,
Regulatory and Reimbursement Issues, D. H. Cowen et al.
(eds.).» Ann Arbor, Michigan: Health Administratiq?

Press, 1987, pp. 42-54. N *

) . \

Cameronh, J.-S.. "The Problem of Paid or Cderced Donors of
Renal Transplants." Nephrol Dial Transplant, 1, 1986,
Pp. 149-150.

Caplan, A. Review, Forgive and Remember: Managing Medical
Failure. Charles L., Bosk. Chicago University Press.

Hastings Center Report, Audgust-1979,- p. 50. . ) '7/&
Caplan, A.: "What Are the Morals of Our Treatment of Renal- R

Failure?" In Social Responsibility, Journalism, Law and
Medicine. -Edited by L. J. Hodges. Washington and. Lee
University Press, 1980, pp. 32-50. ’

A,;Qapian. - "Popper's Philoéophy." Nature (Cotrrespondence),
290, April.1981, pp. 623-624. . ° . ' .

LY : N . .
> . . ¢

-



- . © - 225 - &

Caplan, A. "Kidneys, Ethics and Poldtics: Policy Lessons of.
the ESRD Experience." Journadl of Health Politics, Policy
and Law, 6(3), Fall 1981, pp. 488-503.

Ccaplan, A. '"Consent to Randomized Treatment," The Lancet
(Correspondence), November 20, 1982, p. 1164(

Caplan, A. "Ethical and Policy Issues in the Procurement of
Organs For Transplantation." The New England Journal of
Medicine, 311, 1984, p. 981. )

Caplan, A. "If There's a Will, Is There a Way?" Journal of

Law, Medicine and Health Care, 13(1), February 1985,
pp. 32,233. .
Caplan, A. "So How Are We Doing?" Press coverage of Recent

Developments in Health Care. Presented at ASNE Annual
Meeting, April 10, 1985.

1

Caplan{ A. "Good Intenfiéns Are Not Enough: The Case of
Baby Fae." Transplantation Today, May 1985, pp. 4-7.

Caplan, A. ™should Hospitals be Required to Ask Families to ~
. Donate Organs?" Midwest Medical E;hi@s, Summer 1985,
p. 315. ' )

Caplan, A. "Ethical Issues Raised by Research Involving Xeno-
- grafts." JAMA, 254(23), December 20, 1985, pp. 3339-3343.
P v
Caplan, A., and Bayer, B." Ethical, Legal and Policy Issues
Pertaining to Solid Organ Procurement. Hastings-on-Hudson:
The Hastings Center, 1985.

\

Caplan, A. "A New Dilemma: Quality, Ethics and Exﬁ%nsive
Medical Technologies." The New York Medical Quarterly,,
1986, pp. 23-27.

N

Caplany A.. "Can We Talk?" A review of The Silent World of
Doctor and Patient, by Jay Katz. Western New England -
Law Review, 9(1), 1986, pp. 43-52.

o éaplan, A. "Equity in the Selection of Recipients for Cardiac
Transplants." Circulation, 75(1), January 1987, pp. 10-
19.

Ay

‘ﬁf—\“‘““*‘-€aplanL“§- . "Should Foetuses or Infants be Utilized as Opgan7 s

Donors?"—Biocethics, 1(2), 1987, pp. 119-140.

Caplan, A. "Moral Experts and Moral Expertise: Do Either
cw Exist?" Forthcoming in The Nature of Applied Ethics.
: G. Fraser, B. Freedman and B. Hoffmaster (eds.),
Humana Press. -




~ - 226 - : )

Caplan, A. "The Ethics of Medical Technology: A Case History
and a Prognosis." Forthcoming in Interprofessional Per-

spectives in Medical Technology, Nouth Publishers.
»

Caplan, A. "Obtaining and Allocating Organs for Trans-
plantation."” Manuscript.

Caplaﬁ} A. "Genetic Aspects of Human Behavior: Philosophical
and Ethical Issues." Encyclopedia of Bioethics, 2.
London: The Free Press, Collier MacMillan.

oMN -
Caplan, A. "The Concepts of Health and Disease." Manuscript.

Caplan, A. "The High Cost of Technological Development: A
Caveat for Policymakers." New Options, New Dilemmas: An
Interprofessional Approach to Life or Death Decisions.
Edited by A. S. Allen. Lexington, Mass.: Lexington
Books, 1986, pp. 13-21.

Capron, A. M. "Introduction to 'The Silent Worid of the Doctor
and Patient'." Western New England Law_Review, 9(1),
1987, pp. 1-19.

Card, W. I., and Emerson, P. A. "Test Reduction III --
Practical Applications."® British Medical Journal, 231,
6 September 1980, pp. 656-658. .

Cardella, C. J. et al. "Donor Identification." Transplanta-
tion Proceedings, XVII, No. 6, Supp. 3, December 1985,
Pp. 35-~44. :

Casscells, W. "A Clinician's View of the Massachusetts Task }
Force on Organ Transplantation." Journal Law, Medicine
and Health Care, 13(1), February 1985, p. 27.

Casscells, W., "Heart Transplantation -- Recent Policy
Developments."” New England Journal of Medicine, 315(21),
November 20, 1986, pp. 1365-1368., ’ s~

Cassell, E. 3. The Healer's Art. Philadelphia: J. B.
L Lippincott, 1976. ‘

Y
b

Cassell, E. J. "Ideas in Conflict: The Rise and Fall (and
Rise and Fall) of New Views of Disease." Daedalus,
115(2), Spring 1986. (America's Doctors' Medical
Sciénce, Medical Care)’, pp. l9-41. .

Cassell, E. J. "The ChangingyConcept of the Ideal Physician.”
Daedalus, 115(2), Spring 1986.. (America's Doctors'
Medical Science, Medical Care), pp. 185-208.

1

* N



A vy

n

O

-
-

- 227 -
Castelnuovo-Tedesco, P. (1969)f “Psychoanalytic Considera-
tions in a Case of Cardiac Transplantation. In
S. Arieti (ed.), The world Biennial of Psychiatry and
Physiotherapy, 1, 1970, pp. 336-362.
Castelnuovo-Tedesco, P. "Organ Transplant, Body Image, Psy-
chos1is,." Psychoanalytic Quarterly, 42, 1973, pp. 349~
‘ 363.
Castelnuovo-Tedesco, P. "Ego Vicissitudes in Response to
Replacement or Loss of Body Parts." Psychoanalytic

Quarterly, ﬁ7, 1978, pp. 381-397.

Castelnuovo-Tedesco, P. "Psychological Inhibitions bf Changes
in Body Image." 1In N. Levy (ed.), Psychonephrology I:
Psychological Factors in Hemodialysis and Transplantation.
New York: Plenum, 1981, pp. 219-226.

P
Christakis, N., and Panner, M. "Baby Fae and the\Média: HSw
the Law Allows Appropriate Access." IRB, §(2)Q March/
April, 1986, pp. 5,6. - .
Christopherson, L. K. et al. "Selection of Cardiac Transplant

Recipients and Thelr Subsequent Psychosocial Adjustment
Seminars Psychlatry 3, 36, 1971.

Chris%opherson, L. - K. "q§rd1ac Transplantation for, Dygpg or
For Living?" Health Social Work, 1, 58, 1976.

(4
&

Christophersoﬁé\i. K. "Heart Transplants." Hastings Center
Report, 12(1), February 1982, pp. 18-21.

. - . L 2
Christopherson, }. K.- "Cardiac Transplantation: The Psycho-

légical Perspective." (Circulation, 75(4), January 1987,
pp. 57-62.
' [N
Clousner, K. "Bioethics, Some Reflections and Exhortations."

Monist, 60(l), 1977, pp. 47-61,

" Cohen, C. "'Quality of Life' and the Analogy’With the Nazig."

Journal -of Medicine and Philosophy, 8, 1983, pp. 113-135.

Colen, B. D. ~Hard Choices -- Mixed Biessiﬁgs of Modern

Medical Technology. New York: G. P. Putnam's Sons, 1986.

e 4 , ’
Conway, 'D. W. "After MacIntyre: Excerpts From a Philosophical -

Bestiary." Sounds, LXIX, No. 3,5fally.l986, pp. 209-225.

Copeland, J. G. et al.  "Selection of Patients For cardiac
" Transplantation.™ Circulation, 75(1), January, LgB?,
PP. 2-9. ’




» 7

- 228 - [Y
Copperman, A. "The Wizard of 0z4 An Analysis of the Evolution
of Its Societal Parallels." Perspectives in Biology and

Medicine, 29(3), Part 1, Spring 1986, pp. 46-47.

Corlett, S. ABT.Associates Canada. "Professional and Systems
Barriers to Organ Ponation."  Transplantation Proceedings,
XVIiI, No. 6, Supp. 3, Decembér 1985, pp. 111-129,

Corlett S. ABT Associates Canada. "Publlc Attitudes Toward
Human Organ Donation. Transplantation Pro:eedlngs, XVII,
No. 6, Supp. 3, December 1985, pp. 103-110.

Cortesini, R. "Toward Artificial Heart: Medical and Ethical.
Dilemmas." Heart Transplantatf6n, 1(2), February 1982,
pp. l6l-162.

Cowen, D. H. "Regulation of Medical Practice.” 1In D. Cpwen
et al. (eds.), Human' Organ Transplantation -~ Societal,
Medical-Legal, Regulatory and Reimbun!ement Issues.

_Ann Arbor, Michigan: Health- Administration,Press, 1987%
pp. 105-125. ) .

-

Curran, C% Christian Morality Today, The Renéwal of Moral
Theology. Notre Dame, Ind.: Fides, 1966, esp. pp. IXff.

Curran, C. (Ed.). Absolutes in Moral Theology? Washington:
Corpus Books, 1968, pp. 9-10. '

Curran, C. A New 'Look at Christian Morﬂlity. "Notre Dame,
Ind.: Fides, Chapters 1-3, l96i;))‘ -

Curran,' C. Transition and Tradition %n Moral Theology.
Notre Dame,~Ind.: University of Notre Dame Press,
esp. Chapter 1, 1979.

-~

1

Curran, C., and McCormick, R.A., S.J. (Bds.). Readings in
Moral Theology, No, 2, The Distinctiveness.of Christian

Ethics. "Is There a Catholic and/or Christian Ethic?"
1980, pp. 60ff. “

‘Currén, C. Moral Theology: A Continuing Journef.- Notre Dame,

Ind.: "1982); esp. Part II, Chapter 3, "A Me thodological,
v Overview of Fundamental Moral Theology," and Chapter 4,
"Three Me thodological Issues in Moral Theology."

D'Arcy, P. Ff, and Griffin, J. P, Iatrogenic Diseases.

London/New York: Oxford Press, 1972
-]

Denny, D. W. "The Non—Phy51c1an Coprdinator’ s Contribution tb
the Development of an Organ Procurement Program.”
Transplantation Proceedlngf, XVII, No. 6, Supp. 4, 1985,
pp. 83-87. :

d

. .

5



N - 229 -
- r ’
De-Nour, A. K. "Prediction of Adjpustment to Chronic Hemo-
dialysis." 1In N. Levy (ed.), Psychonephrology. New,

York/London: Plenum, 1981), pp. 117-131.
’ ) ' 2/
Detsky, A. S. "Decision Analysis; What's the Prognosis?"
' Annals of Internal Medicine, 106(2), February 1987,

pp. 321-322. - -

I

Devins, G. M#, and Binik, Y. et al, "Helplessness and
Depression in End- Stage,Renal Disease." Journal of
Abnormal Psychology, 90(6), 1981, pp. 531-545.

Dgylns, G. M., and Binik, Y. et al. '"Perceived Sself-
Effldlency, Outcome Expectancies and Negative Mood
States in End-Stage Renal Disease." Journal of Abnormal
Psychology, 91(4), 1982, pp. 241-244. ' '

. . [ -
Dickens, B. M. - "Ledgal Issues Pertaining to the Role of the
Family'in Organ Retrieval." Transplartation Today, 2,
February 1985, pp. 4-7. i -

i

bicgens, B. M. ""Legal Evolution of the éoncept of Brain '
¢ Death."” Transplantation Today, 2, May 1985,}pp. 60-63.
Dickens, B. M. '"Legal and Ethical Issues in Bwying and
Selling Organs." <Transplantation Today,/ 3, 1986,
pp. 15-21, ‘ , / o
DommeTI, F. W. Jr., et al. "The NIH Report of Its Review of -
the Baby Fae Case." "IRB, 8(2), March-Apri; 1986,
PR« 1-4. .. o _ _— - . .
»‘Donabedian, A. “The Quality of Medlcal Care." Sciéhce, 200, _ -

26 May 1978, pP. 856-864.

Dornan, C. "The Physxcian s Paradox." Review of Bedside
Manners =-- The Troubled History of Doctors and Patients,
by Edward Shorter. Montreal Gazette, 14 June 1986.

- Doubilet, P., Weinstein, M. .C., and McNeil, B. J. "Use and
Misuge 'Gpst Effective’ in Medicine." New England
Journal &f Medicine, 324(4), Jahuary 23, 1986,
pPp. 253-256. .

- ’ N
Drees, A., and Galligher, E. B.  Hemodialysis, Rehabilitation
and Psychological Support.” 1In N. Levy (ed,), Psycho-
nephrology. .'New York/London:  Plenum, 1981, pp. 133-146.

DrumMond, M. Cost Effective Analysié in He h Care.
Nuﬁfield-York Portfolios, Folio 6, Nuf 1d Provincial
Hospitals Trust, Abingdon, U.K. R

-



W

[ ® ¢ E \
i ' - 230 - T
. . ) 2 %"_ . -
Dutton, D. B. Dilemmas of Medical Progress -- Health Risks
and Social Choice. Draft of forthcoming book from
- Stanford University, 1984.
. Edlund, M., and Tancredi, L. "buality of Life: An Ideologiéal a

Critique." Perspectives in Biology and Medicine, 28(4),
September 1985, pp. 591-607. )
. .

Egéers, P. W. "Effect of Transplantation on the Medicare End=-
Stage Renal Disease Program." New England Journal of .
Medicine, 318(4), January 28, 1988, pp. 223-229. . ‘

Eisgndrath, R., Guttmann, R., and Murray, J. "Psychologi
Considerations in the Sglection of Kidney_Transplanﬁgggﬁb;s:“
Journal of Surgery, Gynocology and Obstetrics, CXXIX,

1969, pp. 243-48. ‘ .

Eisendrath, S. J.4 and Jonsen, A. R.' "The Living Will == Help
or Hindrance?" JAMA, 249(5) April 15, 1986, pp. 2054~
2058. . ‘

Ellul, Jacques. The Techhological: System. Translated by
Joachim Neugroschel. New York: Continuum, 1980.

Elstein, A. S., Shulman, L. S., and Sprafka, S. A.u Medical
Rroblem Solving, An Analysis of Clinical Reasoning. ..
., Cambridgg, Mass., and London, England: Harvard University
«+ ®ress, 1979, pp. 273-302. .

¢

Emson, H. E. , "The Ethics of Human Cadaver Organ Trans-
plantation: A Biologist's Viewpoint." Jdurnal of
Medical Ethics, 13, 1987, pp. 124-126.

Encyclopedia of Bioethics. New York: 'The Free' Press, 1978.

Engelhardt, H. T. Jr., and Gallahan, D. CEdsﬁz.,‘Knowinq and
« Valuing the Search for Common Roots. Vol. 4 of the
Foundation of Ethics and Its Relationship to Science,
Hastings-on-Hudson, New York, Institute of Society,
Ethics and the Life.Sciences, 1980.  Also Vol. 2, The
Foundation of Ethics and Its Relationship to Scﬂence.

Engélhardt, H. T. Jr., and Ca ahy A. (Edsw), Sgientific
. Controversies. "Cambridge:\ Cambridge University Press,
":.’ 19870 . ‘ .

8 . . ’ "
English, T. A. H. et al. "Cardiac Transplantation: 3.5-Year
Experience at Papworth Hospital." Transplantation
Proceedings, 15 (1), March 1983, pp. 1238-1240.

o - ‘ . -,
English, T. A., and Spratt, P. et al.. "Selection.arnd Pro-
curement of Hearts for Transplantation."™ British -
Medical Journal, 288, 23 June 1984, pp. 1889-189l.




a

oot

. : 231 -

‘-‘n
s~ T
EWans, D. W. "Cardiac Transplantation in the United Kingdom."
British Heart Journal, 53(4), 1985, p. 472.

+

. L4
Evans, D. W. "Cdﬁdiac Transplantation." The Lancet, March

10, 19841 Pp- 5"7.-

Evans, Robert G. Strained Mercy, The Economics of Canadian

Health Care. Toronto: Butter%arths, 1984 .
) ‘ - \

Evans, R. G. "Hang Together or Hang Separately: The Viability
of a Universal Health Care System in an Aging ‘Soctety.'
Canadian Public Policy, XIII 2, 165-180, 1987.

4

l ’ . N
Evans, ‘Roger W. et al. "The Quality of Life of Kidney and -
Heart Transplant .Recipients." Txansplantation Pro-

ceedings, XVII, No. 1, February 1975, pp. 1579-1582.

\

Evans, R. W. . "Economic and Social,Costs of Heart Trans-
plantation." _Heart Transplan¥ation, 1(3), May 1982,
e ~  pPp. 243-251. 7°

Evans, R, W. "Heart Transplants and Priorities." The Lancet
, - (Correspondence), April 14, 1984, pp. 18, 19. -

. . Evans, R+ W., Mannein, D. L., -Overcast, T. D.,-Garrison, L. P.,
Yagi, J., Merrikin, K., and Jonsen, A. R. The National
Heart Trahsplantation Study. Five Volumes. Seattle:
Batelle Hugan Affairs Research Centers, 1984. :

-

Evans, R. W., et al.” "The Quality of Diferof Patients With
End-stage Renal Disease.” New England Journal of
Medicine, 312, February 28, 1985, pp. 553-559,

Evans, R. W. "The So&ioeconomics of Organ Trapsplantation.”
Transplantation Proceed}ngs, XVII, No. &, Supp. 4,
Diggmber 1985, pp. 1;9-1%6: '

-

Evans, R. W. et al. "Donor Availability as the Primary
Determinant of the Future of Heart Transplantation."
JAMA, 255(14), April 11, 1986, pp. 1892-1898.

Evads, R. W. "The Economics of Heart Transplantatitn."”
C1rcu1ation, 75(1), January 198Y, pp. 63-76.

<:_, Evans, . et al. "Public Awareéness of Organ Donation.”
Canadlan Medical Association Journal, 138, February . 1988,
pp. 237-239. - :

Federal- Provincial Subcommittee on Institutional Program
Guldelxnes. Vital Organ Transplant Centres, Ottawa, 1986.

{

Federal- Provincxal Subcommittee on Institutional Proyram
Guidelines. Organ and Tissue Donation Services.in

Hospitals, Qttawa, 1986. oA

v



;N ° © - 232 - , )

Peinstein, A. R.,-and Horwitz, R. I# !"Double Standards,
. Scientific Methods and Epidemiclogic Research." New
- England Journal of Medicine, 307 (26), December 23, 1982,
pp. 1611-1617. ’

*Feinstein, A. R. "An Additional Ba51c Science for Clinical
Medicine I: The Constraining Fundamental Paradigms."
Annals of Internal Medicine, 99, 1983, pp. 393-397.

Feinstéﬁn, A. R. "An Additional Basic Science for Clinical
Medicine II: The Limitation of Randomized Trials."
Annals of Internal Medicdine, 99, 1983, pp. 544 ~550.

Feinstein, A. R. "An Additional Basuﬁ’ jence for Clinical
Medicine III: The Challenges of Comparison and Measure-

-ment."” Anrals of Internal Medicine, gg, 1983, pp. 705-712.
Feingtein, A. R. "An Additional Basic Science for Clifical
Medicine IV: {he Development of Clinimetrics." Annals

of Internal Medicine, 99, 1983, pp. 843-848.

Felnsteln, A. R. "The 'Chagrln Factor' and Qualitative
‘ Decision Analysis." Arch. Intern. Med., 145, July 198%,
PpP. 1257, 1257. !

[
-

Felnsteln, A. R. "The Intellectual Crises in C&inical
'~ Science: Medalled Models and Muddled Mettle." Per-
. gpectives in Biol. and Med., 30(2), Winter 1987, pp. 215-
230. ’
- . ]
Festensteln, H. et al. "Long-Term Followup in London Trans-

‘plant’ Group Recipients of Cadaver Renal Allographa\
The Influences:of HLA Matching on Transplant Outcome."
New England Journal of Medicine, 314 (1), January.2,
1986, pp. 7-14. : Voo

-, Pineberg, H, V., and ‘Hiatt, H. H. "Evaluation ot"Me'dical

Practices in the Case for Technology Assessment.” New
‘England Journal of Medicine; 301(20), November 15, 1979,
. pp. 1086-1091.

B ' ¢ .
.Fletcher, J. Morals. and Medicine. "’Boston:, Beacon Press",

*1960. ' ’ <

Fletcher, J. et al. "Primates and Anencephalics-as Sources
for Pediatric Organ Tran!plants Journal of Fetal
Therapy, 2: 1, 1986. ( :

Fobte, S. B, "Assessing Medical Technology Assessment Past,
Present and Future." The Milbank Quarterly, 65(1), 1987,
pp. 59-80. .

’

- Fox, R. C., and Swazey, J. P. The.Courage to ‘'Fajil. Secgnd

edition revised. *Chicago: University of Chicago Press,
1978¢ a

N



¥4
. L.+ =233 -

e

— [FEreeman, A. M.:III_ t al. "Evaluation of Cgrdiac Transplanta-
tion Candidates, Preliminary Observations." Psycho-
somatics, gg,‘1984,ﬁg37. )

. l
Freeman, B. "The Ethical Continuity of Transplantation.”
Transplantation Proceedings, XVII, 6, Supp. 4, December
1985, pp. 17-23. \

.

Freyberger; H. “"Consultation~Liaison in a Renal Transplant
. Unit." ‘In N. Levy (ed.), Psychonephrology, I. New York/
Londoen: Plenum, 1981. ..

Gadamer, Hans-Georg. "The Universality of the Hermeneutical
Problem." In J. Bleicher (ed.), Contemporary Hermen-
eutics: Hermeneutics as Method, Philosophy and Critique.
London/Boston: Rutledge,'Keegan Paul, 1980, pp. 128-140.

Gaylln, Willard. "Harvestlng the Dead. Harper's, 249(1492),
Séptember l97§ pp. 23-28. .
- Gibson, S. et al. "Measuring “Patient Dependericy." Nursing
Times, January 29, 1986, pp. 36-38,
Gidde A. Social Theory and Modern Sociology. Polity
: rdss, 1987. Oxford: Basil Blackwell Ltd., pp. 1-21;
22f£51; 52=72; 140-165; 183-202. .

— Glanville, A. R. et 'al. "Obliterative Bronchiolitis After
Heart-Lung Transplantation: Apparent Arrest by Augmented
.  Immunosuppression." Annals of Internal Medicine, 107, 1987,

pp. 300-304. J 3
Gold, L. W. et al. "Psychosocial Issues in Pediatric Organ
Transplantation: The Parents' Perspective." ’
} - Pediatrics, 77(5), May 1986, pp. 738-744,. .

Groen, G. J., and Patel, V. L. "Medical Problem-Solving:
Some Questionable Assumptlons." Medical Education, 19,
1985, pp. 95-100.

Gruenberg, E. M. "The Failure of Success. Milbank Memorial
Fund Quarterly/Health and Society, 55, Winter 1977,

‘ —
-, . pp. ;\34. _ . .
' Gunby, P. ”Media-Abetggg_Liver Transplants Raise Questions
of 'Equity and Decency'." JAMA, 249(15), April 15,
’ . 1983, pp. 1973-1%82. ) /

-
[t iR

~ Gustafson, J. M. Ethics Erom a, Theocentric Perspectiveﬂ vol. I.
.Theology and Ethics. Chicago: University of Chicago ’
Pfess, 1981. ¢




&

-

- 234 -

Gustafson, J. M. Ethics From a Theocentric Perspecﬁzve -
Theology and Ethics, Vol. 2. Chicago: UniversXty of
Chicago Press, 1984, -

Gutman, R. A. et al. -"Physical Activity and Employmeny Status

of Patients‘on Maintenance Dialysis." New England
Journal of Medicine, 304(6), February 5, 1981, pp. 309-
313.

Guttmann, R. D., and Binik, Y. "Medical, Psychosocial and
Immunobiologic Status of Long Surviving Renal Trafsplant
Patients," In C. Giordano and E. A. Friedman (eds.),
Uremia -~ Pathobiology of Patients Treated For 10 Years
or More. Wichtig, 1981.

Guttmann, R. D. "Renal Transplantation." New England Jou}nal
of Medicine, 301, November 1-8, 1979, pp. 975-982;
1038-1048.

Habermas, J. "The Hermeneutic Claim to Universality." 1In
J..Bleicher (ed.), Contemporary Hermeheutics: hﬂrmen—
eutics as Method, Philosophy and Critigque. London/
Boston: Rutledge and Keegan Paul, 1980, pp..128-140.

’J .
. Halbrook, H. et al. "Beart Transplantation at a Private
Institution: A Two—YedF\gxperience." Heart Transplant-
ation, 4(3), Max'1985, pp. 353-356. Sy

Harris, E. ﬁ. The Foundations of Metabhysics in Science:
London: George Allen and,pnwin,lLtd., 1965. . -
4 K

Harris, J. "Qalyfying the Value of Life." Journal Jof I
Harrison,_M. R.; and Meilaender, G. "The Anencephalic Newborn
as Organ Donor =-- Case Study." Hastings Center RepoYty

16(2), April 1986, pp. 21-23.

Hauerwas, S. "Authority and the Professidn of Medicine,"”
pp. 39=61 from Suffering Presence. Notre Dame, ;nd na:
Notre Dame Press, 1986.

Havens, L. L. ."Taklng a History From a Difficul% Patient.
The Lancet, Jaﬁuary 21, 1978, pp. 138 140. -

~

Hébert, Dianne: Un Second Souffle. Montreal: Les éditions
de 1l'homme, 1986. -\

Herrick, C. M. et al. "Combined Heart Fallure Transplant
Program: Advantages in Assessing Medical Compliance."
The Journal of Heart Transplantatlon, 6(3), May/June
1987, pp.-.141~-146.

-




I - 235 - v

Hiatt, H, H. America's Health in the Balance. New York:
Harper and Row, 1987.

Hoffmaster, B. "Freedom to Choose and Freedom to Lose: ~ The
.Procurement ®f Cadaver Organs for Transplantation."
Transplantation Proceedings, XVII, No. 6,  Supp. 4,
December 1985, pp. 24-30.

.

.

Holzgreve, W. et al. "Kidney Transplantation From Anencephalip‘
) ) Donors." The New.England Journal of Medicine, 316 (17),

Hyler, B. J. et al. "“"The Role of Nursing in a Support Group
for Heart Transplarftation Recipients and Their Families."
Heart Transplantation, IV, No. 4, July, August 1985,

PP. 453-456.. : N

Iglehart, J. K. "The Cost and Regulation,bf Medicél Tech-
nology: Future -Policy Direction.! Milbank Memorial
. Fund Quarterly/Health and Society, 55, Winter 1977,
pp. 25-59. ’ ‘ -

Institute of Medicid!, Committee for Ewvaluating Medical Tech-
nologies in Clincial Use, Assessing Medical Technologies.
Washington, D. C.: National Academy Press, }985. -

o

Jenkins, D.  The Dog%or's Profession. London, 1949,

Jennett, B. "Transplants -- Are The Donors Really Dead?"
(Correspondence). British Medical Journal, 281, 22*
November 1980, pp. 1423-1424.

\ Jennett, B. High Technoloqy M&dicine. London:.- Nuffield-
Provincial Hospitals Trust, 1984. .

. ~ Jonas, H. The Imperative of Responsibility,-; In Search of
- . an BEthics for the Technological Age. Chicago: University
of Chicago Press, 1984

. N
- ’ L/\
hd . A ey

: Jonsen, A. R. "Organ Transplants and the Principle of Fair-
>~\///jf§§ss. Journal of Law, Medicine and Health Care, 13(l),

ebruary 1985, pp. 37-=39.

Jonsen, A, R. "The Artlflcial Heart's Threat to Others.”
Hospital Center Report, 16(1), February 1986, Pp. 9-l11.

Jansen, A. R, "A Concord in Medical Ethics." Andals of
Int. Medicine, 99(2), .pp. 261-264. '
__Jonsen, A. R. "Casuistry'and Clinical Ethics." Theoretical

Medicine, 7(l1), February 1986é Kl )




Oy ' i - 236 -
N ) ) .

-3

1

Joyce, L. D. et al. "Summary of the World Experience With
‘ Clinical,Use of Total Artifitial Hearts as Heart Support
Devices." , (Multi-Institutional Cooperative Study).
. Heart Transplantation, 5(3) May, June 1986, pp. 229-235.

Karnofsky, D. A., and Burchenal, J. H. "The Clinical Evalua-
tion of Chemotherapeutic Agents in Canacer." N.v., n.d.,
pp- 191‘205. ‘ '

X Kassirer, J. P., Moskowi®z, A. J., Lau, J., and Pauker, S. G.
"Decision Analysis: A Progress Report.ﬁ"Annals of
Internal Medicine, 106(2), February 1987, pp. 275-291.

Katz, J. "Limping Is No Sin: Reflections on Making Health

Care Decisions." Cardozo Law Review, 6(2), Winter 1984,
pp. 243-266. v
I

Katz, J. The Silent Woflh of Doctor and Patient. New York-:
The Free Press, 1984.

Keyserlingk, E. W. "A Legal Definition of Death: Can It
' Affect Supply.of Tissue and Organs?" Transplantation
Proceedings, XVII, No. 6, Supp. 4, December 1985,
. Fp. 47-52. o

.

Keown, P. A. "Orgam Retrieval and Distribution." Transplant-
ation Proceedings, XVII, No. 6, Supp. 4, December 1985,
pp. 72-83.

Kissick, W. L. '"Organ Transplantation and the Art of the
, * Possible." Journal of Law, Medicine and Health Care,
' 13(1), February 1985, p. 34. ‘

Y N
Klassen, J., and Stiller, C. R. (Moderators). Panel Dis~
cussion on Vital Organ Procurement and Exchange.
Transplantation Proceedings, XVII, No. 6, Supp. 4,

December 1985, pp. 92-96. :

Klein, W. J. "Why Sayin@ No tp Patients in the United States
Is So Hard.". New England Journal of Medicine, 315 (20),
November 13, 1986, p. 1296 (Correspondence).

Knox, R. A. "Heart Transplants: To Pay or Not to Pay."
Science, 209, August 1980, pp. 570-75. .

-

Korein, J. ?DiagﬂbsLé of Brain Death." British Medical

Journal (Correspondence), 281, 22 November 1980, p. 1424.
N . ‘

Kume;, P. et al. '"Transmission of Human Immunodeficiency
Virus by Transplantation of a Renal Allograft With
Development of the Acquired Immunodeficiency Syndrome."
Annals of Internal Medicine, 106(2), February 1987,

PP. 244, 245. '

\ a

2

(



>

~'Lynn, J. "The Determination of Death." ,Annals of Internal

o - 237 - |

Kushner, T., and Belliotti, R. . "Baby Fae: A
. Business." Journal of Medical EtHics, 1l
1985, pp’- 178—1830 . |

Beastly ,
(4), December -’

Lasch, C. "The Communitarian Critique of Liberalism."
Soundings, LXIX, No. 1-2, Spring-Summer 1586, pp. 60-75.

Levine, C., Randel, J., Christopherson, L. K., and Caplan, A.
"'To Mend the Heart': ,Ethi¢s and High Technology."
Hastings Center Report, 12(l), February 1982, pp. 13-29.

Levine, C., and Caplan, A.. "Beyond Localism: A Proposal for a
Natiopal Research Review Board." IRB, 8(2), March-April
1986, pp. 7-9.

Levy, N. B. "Renal Transplantation and the New Medical Era."
Advances in Psychosomatic Medicine, 15(9), 1985, pp. 2-14.

Le;y, N. B. "Renal Transplantation and the New Medical Era."
Advances in Psychosomatic Medicine, 15, 1986, pp. 167-179.

Levy, R. I; and Moskowitz, J. "Cardiovascular Research:
Decades of.Progress, A Decade of Promise." Science,

Lidz, C. W. et al. . "Barriers to Informed Consent." Annals
of Internal Medicine, 99, 1983, pp. 539-543. '

Liebenau, J.-M. "Medicine and Technology." Jperspectives in
Biology and Medicine, 27(l), Autumn 1983, pp. 76-92. 5
)
Lo, B. et al. "Clinical Decisions td Limit Treatment."
Annals of internal Medicine, 93, 1980, pp. 764-768. .

London Sunday Times, The. "Dead or Alive, When Does a Beating»
Heart Die?" 21 December 1986.

. 1
Lough, M. E. et al. "Life Satisfaction Following Heart =~ -
Transplantation." Heart Transplantation, IV, No. 4,

July-August 1985, pp. 446-449. '

P

~ Medigine, 99(2), August 1983, pp. 264-266. o 7

MacIntyre, A., and Hauerwas, S. (Eds.).. Revisions: Changing
Perspectives in Moral Theology. Notre Dame, Indiana:
University of Notre Dame Press, 1983.

‘MacIntyre, A. After Virtue. Second edition. Notre Dame,

Indiana: Notre Dame Press, 1984. .

MacKenzie, C. R., and Charlson, M. E. ‘%Standards for the Use
of Ordinal Scalé% in Clinical Trials." British Medical
Jourgal, 292, -4 January 1986, pp. 40-43. ‘ ‘

. .

0



—

- 238 -

Mai, F. M., and Burley, J. "Psychosocial Aspects of Heart
Transplantation:" Transplantation Today, 2, February
1985, pp. 16-21.

Manga, P. "Waiting Impatiently in the Queue: Should Me Have
a Commercial Market for Organs?" Ottawa: University of
Ottawa Working Paper, 1896, 86-25.

Manninen, D. L. et al. "Public Attitudes and Behaviors
Regarding Organ Donations." JAMA, 253, 1985, 3111.

13

Markle, G. E., and Chubin, D. E. "Consensus Development in
Biomedicine: -.The Liver Transplant Controversy." The
Milbank Quarterly, 65(1), 1987, pp. 1-24. ’

Y

Marty, M. E., and Peerman, D. G. (Eds%}. New Theology X -~
The Ethical and Theological Issues Raised by Recent
Developments in the Life Sciences. New York: MacMillan,

1973.

Mgrty, M. E», and Vaux, K. L. (Eds.). Health/Medicine and
the Faith Traditions. Philadelphia: Fortress Press,
1982. '

a
e

Marwick, C. "Pondering Pdst, Future of Implantable Heart.,"
JAMA, 254 (23), December 20, 1985, pp. 3288-3292.
] ) \ 1)
Mass Generaly "No Heart Transplants Here." Science, 209,
1 August 1980, p. 574. ‘

Massachusetts Task Force on Organ Transplantation. Report.
Boston, Mass., 1984.

Mattingly, S. S. "Viewing Abortion From the Perspective of
Transplantation: The Ethics of the Gift of Life."
Soundings, LXVII, No. 4, Winter 1984, pp. 399-410.

May, W. "Attitudes Toward the Newly Demd." Hastings Center
Studies, 10(1-2), 1973, pp. 3-26.

- May, W. "Religious Justiflcations For Donating Body Parts.

Hastings Center Report, 14, 38, 1985. .

McAleer, M.\J. et al. "Psychological Aspects of Heart
Transplantation.” Heart Transplantation, IV, No. 2,
February 1985, pp. 232, "233.

McCarthy, T. The Critical Theory of Jurgen Habermas.
Cambrldge, Mass.. MITJ?ress, 1978.

r

MEGuire, A. "Ethlcs and Resource Allocation: An Economist's

View." Social écience Medicine, 22(11), pp. 1167<1174,
1986. %o



- 239 -
Q
McKenzie, F. N., Stiller, C. R., and Kostuk, W. J. "Cardiac

_Transplantation:. Ethical and Economic Issues.”
Transplantation Today, 2, February 1985, pp. 22-26.

McKénzie, F. N. et al. "Bridge to Heart Transplantation: The .
- Biologic Option." Journal of Heart Transplantation,
5(5), September/October 1986, p. 365.

McKenzie, N. "Cardiac Tranéélantation: Patient Selection and
Management." Transplantation Today, 2, February 1985,
pp. 8-11. ‘ :

McKinley, J. B., and McKinley, S. M. "The Questionabfé Con-
tribution of Medical Measures to the Decline of Mortality
in the United States in the Twentieth Century." Milbank
Memorial Fund Quarterly/Health and Society, 55(3), 1977,
Pp. 405-428.

McLeod, L. E. "Resource Allocation: A Medical Researchﬂ?ield."
Transplantation Proceedings, XVII, No. 6, Supp. 4,
December 1985, pp. 143-145.

McNeil, B. J. et al. -'"Speech and Surviwval =--o+Tradeoffs Between .
Quality and Quantity of Life in Laryngeal Cancer." New
England Journal of Medlcine, 305(17), October 22, 1981
pp. 982-987. , o .

McNeil, B. J., afd Pauker, S. G. "Incorporation of Patient
Values in Medical Decision Making." In B. J. McNeil and
E. G. Cravalho (eds.), Critical Issues in Medical
Technology. ' Bogston: Auburn Publishing House, 1982,
pp. 113-125. _

Merrikin, K. J, and Overcast, T. D. "Patient Selection For
Heart Transplantation: When is a Discriminating Choice:
Discrimination?"” Journal of Health Politics, Policy and
Law, 10(1), Spring 1988, pp. 7-32. '

Y

Merz, B. "The Organ Procurement .Problem: Many Causes, No
Easy Solutions." JAMA, 254 (23), .December 20, 1985,
pp. 3285-3288.

L ' Midgley,\M. "The Flight From Blame." Philosophy, 62, 1987,
pPp. 271-291. ~ ‘

Miller, F. H. "Reflections on Organ Transplantatioh in the -
i United Kingdom." Journal of Law, Medicine and Health
Care, 13(1), February 1985, p. 31.

Mi;ler, F. H., and Miller, G. A. ‘H. "Why Saying-No.to Patients’
in the United States is So Hard -~ .Cost_ Containment, ’
3 " Justice and Provider Autonomy." New England Journal of
' Medicine, 314(21), May 22, .1986, pp. 1380-1385.

-

1
- (
a
. .

<
LY
- -




‘ - 240 - N - N

Miller, M. " Proposed Solution to the Present Organ Donation
Crisis Based on a Hard Look at the Past." Circulation,
75(1), January 1987, pp. 20-27. ‘

~

Monaco, A. P. "Problems in Transplantation -- Ethics, Educa-
tion and Expansion." Trafisplantation, 43(1), 1987,
Pp. 1-4.

Mooney, G. "Valuing Human Life in Health Service Policy."
Neuffield-York Portfolios, Folio 3, Neuffield Provincial
Hospitals Trust, Abingdon, U.K. !

Moore, F. E. "How Much Cardiac Transplantation =-- and Where?"
Heart Transplantati@n, 1(4), August 1982, pp. 254-256.

N. A. "Cyclosporin Forever?" (Editorial). The Lancet, 1,

(8748), 1986, pp. 419-420.
.

Najman, J. M., and Levine, S. "Evaluating the/;mpact of
Medical Care and Technologies on the .Quality of Life:
A Review and Critigque." Social Sciences and Medicine,
15, Fall 1981, pp. 107-115. '

. ~

Necheles, T. "Standards of Medicare: How Does an Innovative
Medical Procedure Become Acgcepted?" Law, Mediclne and
Health Care, February 1982, pp. 15-17.

Neu, S., and Kjellstrand, C. M. "Stépping Long-Term Dialysis.”
New -England Journal of Medicine, 314 (1), January 2, 1986,
ppP. 14-20. :

L 4

Nightingale, g¥E. "New Organ Transplant Program: The
Decision Tree." Transplantation Proceedings, XVII, No. 6,
Supp. 4, December 1985, pp. 137-142.

O'Brien, V. C. "Péycﬁological and Social Aspects of Heart
. Transplantation." Heart Transplantation, Vol. IV, No. 2,
1985, pp. 229-231. ’ .

Office of Technology Assessment. The Implications of Cost ¥
Effectiveness =-- Analysis. of Medical Technology.
Background Paper 2: Case Studies of Medical Tech-
nologies, Case Study 9: The Artificial Heart: Costs,
Risks and Benefits, Washington, D. C., 1982.

O'Rourke, K. "Kidney Tranéplantatibn From Anéncephalid
bonors." New England.Journal of Medicine, 317(15),
October 8, 1987, pp. 960-961 (Correspondence).

.~

Overcast, T. D., and Evans, R. W. “Technology Assessment,
Public Policy and Transplantation: A Restrained :
Appraisal of the Massachusetts Task Force Approach." .
Law, Medicine and Health Care, 13(3), June 1985, pp. 106,
111. .




- 241 - .

-

QOvercast, T. D, et al. "Malpfactice Is?ues in Heart Trans%
plantation." American Journal of Law and Medicine,
10(4), 1984, pp. 363-395. - .

' ' s £ %
Overcast, T. D. et al. "Problems in the Identificatiopn of
- * Potential Organ Donors, Wlsconceptlons and Fallaclieés
- Agssociated With Donor Cards. JAMA, 251, 1559, 1984.

)

Overcast, T. D. "Legal Aspects of Death and Informed Consent
.in Organ Transplantation." In D. Cowen et al., Human Organ
Transplantation--Societal, Medical-Leqgal, Regulatory and
Reimbursement Issues.: Ann Arbor, Michigan: Health O

( ‘Administration Press, i387' pp. 55-79. " v
Z Pallis, C. "ABC of Brain Stem Death." British Medical

Journal, 285, 20 November 1982, pp. 1487~1490.

Pallis, C. "WholeSBrain Death Reconsidered -- Physiological
Facts and Philosophy," Journal of Med. Ethics, 9(1),
March 883, pp. 32—37. &
Q9 .
Papworth Hospital. "Heart and Heart/Lung Transplantatlon.
January 1979 to June 1987, n p. n.d.
X )
Patel, V. L. et al. "Biomedical Knowledge and.Clinical ‘
. . ~ Reasoning: Role of Situation Models." Forthcoming.. .
In _D. Evans and V Patel (eds:), Cognitive .Sciences in
v Medicine. - X - !
e ———————— 2 -
Patel, V. L., and Groen, G. J. "Case Comprehension Approach
to Medical becision Making." Paper. Symposium of

Cognitive Processes in Medical Decision Making: A
Critical Apprajsal,.AERA, Chicago, April 1985. -

Patel, V. L. et al.  "Predictive Versus Diagnostic Reéasoning

in the Appllcatlon of - Biomedical Knowledge." Paper,
. Cognltlve Science Society’ Meethg,'l986. o
L3 , \ 0 .
P?tel, V. L. et al." "Differences Between Medical, Student&
X and Doctors in Memory For Clinical Cases." Medical
Education, 20, 1986, pp. 3-9. 1 ) P

Pauker, S: G., and Kassirer, J.'P. "Decision &Analysis."
) New England Journal of Medicine, 316(59 Januarg'ZQ,
1987, Pp. 250-258. .

»

Pauly, N. V. "Equity and Costs." Journal of Law, Medicine
and HealthrCare,‘l3(l), February 1985, pp 28-30.

Pnllegrino, E. D., nd Thomasma, D. C. A PhilYosophical Basis
of Medical Practice. 'Oxford Uniﬁers;ty Press,'19815

. Pp. 58-81l; 119-169;.292-311.. . o
‘2 \ : ) S , v n

Q. 5 . " ¢ %
- hEY - - B
. . < )/
- ) . . B .
. . . , .,
5 . «'o' .
. .




- 242 -,

1

Perkins, K. A., "The Shortage 'of Cadaver Donor Organs for
Transplantation." American Psychologist, 42(10),’
October 1987, pp. 921-930.

) . - I

Polanyi, M. Personal Knowledge, Toward a Ppst Criticaly

Philosophy: New York: Harper Torch Book, 1958.

E 4

President's Commission for the Study of Ethical Problems in X
Medicihe and Biomedical and Behdvioral Research.
+Defining Death, a Report°on the Ethical, Medical and
LegalIssues in Treatment Decisions. Washington,\D. C.: -
U. S. Government Printing Office, 1983. . // -
/
‘ Ramsey, P. The Patient as Person, Explorations in Medical
Ethics. Princeton: Princeton University Press, 1954,

Ramsey, P. "Freedom and Responsibility 4in Medical and Sex
EthHics: A Protestant View." New Yotk University Law .
Review, 31, 1956, pp. 1189-1204. .

Reinhardt, U. "Resource Allocation and Health "Care: The
“ Allocation of Lifestyles to Providers." The Milbank

Quarterly, 65 ( 2), 1987, PP. 153 176..

. Reiser, S. J. The dachlne at the Bedside: ‘Technologicdl
N > Transformations of Pragtices and Values. Cambridge: .
Cambridge University Press, 1984, pp. 3-19.

'‘Reiser, s. .J. " "The Machine as Means and End: The Clinical
Introdugtion pf the Artificial Heart." 1In M. W. Shaw
(ed.), After Barney Clark. ustin, Texas: University

of Texas Press, 1984, pp 168-~175.
. | o Relman, A. S. "Technology Costs and Evaluation." New - -t
. England Journal of:Medicine, 301(26), December 27, 1979,
- o . Pp. 1444-1445 (Edltorial) & - .
Renlund, D.” G. "Medicare-Desigpated Centers for Cardiac '
0 Transplantation." The New England Journal of Medicine,’
i 316(14), April 2, 1987, pp. 873-876. -

.
-

. * Resnekov, Lw; "A Research Endeavor or-an Accepted Form of
© . o Treatment.® Heart Transplantation, 1(2), February 1982,
Pp. 124-127. ‘ ‘ '

1
'Y .- . -

‘ . Roberts, A. J., and Painvain, G. A. (eds.)."Organ Trans-
e . ¢ plantation."  The Surq1ca1 Clinics of North.America, g

A Toe 66(3),_June 1986.- R s S y
Roberts, C. J. "Medlcal Care as- a Risk~Avoidance Procedure:
Underwriting the Cost of Care in:the U. K." British
. Medical Journal, 285, 11 September 198%, BP' 7%},;}54-755.\

. -
. N -
-

B
3
‘ o
oy . ~

rF



) ) . - 243 - o ~
- M ‘ '

Robertson, J. A. “Supply and Distribution ¢f Hearts for
. Transplantation: Legal, Ethical and Policy Issues."”
Circulation, 75(1), January.l1987, pp. 77-87.

' ROpbinette, M. A., and Marshall, W. J. S. et al.’ "The Donation
Process." Transplantation Proceedings, XVIZI, No. 6,

Supp. 3, December 1985, pp. 46-69. - ~
: Rodgers, J. "Life on the Cutting Edge.“‘ Psvchology Todéy,,
' ., October 1984, pp. 58-67. . -
Roose, N. P. et al. "Health Care Utilization in the Years
Prior to Death.” Milbank Quarterly, 65(2), 1987,
n pp. 231-254.

Royai College of Physicians of London. "Guidelines on the
Practice of Ethics' Committees in Medical Research,
~ September 1984.

Sackett, D. L. "Pitfalls and Biases in Evaluating New
Therapeutic Technologies." In B. J. McNeil and E. G.
Cravalho (eds.), Critical Issues in Medical Technology.
Boston: Auburn House, 1982, pp. 81-89.

Saint Augustine. = Basic Writings. Edited by W. J. Oates.
A

5 ‘ Vol. 1. New York: Ragndom House Publishers, 1948.

" Schwartz, H.- 8. - “Bicethical—and Legal Considerations in
* Increasing the gupply of Transplantable Organs: From
. UAGA to.'Baby Fae." American Journal of Law and
\ ‘ Med1c1ne,,5ﬂ(4), 1984, pp. 399- 437

»

o

\\$\\%p Schwartz, Wu.&. “Dec1310n Analysls. " New_England Journal of
A : Mediciney .300€10), March 8, 1979, pp. 556-=559.

Schwindt, R., and Vining, A. R. "Proposal for a Future .
- Delivery Market fotr Transplant Organs." Journal of -
. Health Politics, Policy and Law, 11(3), Fall 19886, 3\
. " pp. 483-500. .

A}

Shapiro, A. R. '"The Evaluation of Cllnlcal Predlctlonq.-—

+® w1

: Method and JINitial Application."” New England Journal of
- . ' Medicihe, 296(26), Juné 30," 1977, pp. 1509-1514.

-

X © " Sharpe, G. "Commerce in Tissue and Organs." Transplantation
o Proceedings, \XVII, No. 6, Supp. .4, Deq‘mber 1985,

-«

C e “ PP. 33 -39. ) \
» v ‘ N -
‘Shaw, M. W. (BE4.). After Barney.cClark. Austin, Texas:
’ ' University of Texas Press, 1984. : . .
. Shelp, E. Theology and BioeghLCS, Phllosopﬁy and Med1c1ne
» “ Amstendam D. Reidel Puinshlngl 1985.
-“ ' | N ' - ; N ;_” . . ~:'Q o . . - k:_

— > - - ~ .-
. ‘s . . L - e )
. ¢ . 1 . N - N ) ' -



e - 2f4 - AN : .

Shewmon, D. A. - “"Cardiac Allotransplantatlon in Newborns."
- The New England Journal of Medicine, 316(14), April 2,

1984, pp. 878-879 {(Correspondence).
)

Showstack, J. A. dt al. "The Role of Changing Clinical
Practices in the Rising Costs of Hospital Care." New
England Journal of Medicine, 3l3(l9) November 7, 1985,
pPp. 1201-1207.

s /

Shumway, N. E. "Recent Advances in Cardiac Transplantation.”
~gransplantation Proceedings, 15(1), March 1983, pp. 1221~
1224.

4

Siegler, M. "Dec1510n-MakLng Strategy for Clinical-Ethical
Problems in Medicine." Arch. Inter. Med.,, 142, .November

1982, pp. 2178-2179. .

Simmons,\R G. "Delivery and Regulation of Kidney Trans;
plantation in the United Kingdom Versus The United R
States.". Transplantation Proceedings, 15, 1983,

pPp. 1054-1056.

-
»
-~/

Skelley, L. ."Practicdal Issues in Obtaining Organs for Trans-
plantation." Journal of Law, Medicine and Health Care,
13(i), February 1985, pp. 35, 36.

™

'§lapak, M. "Triple and Quadruple Immunosuppressive Therapy
i in Organ Tansplantation." The Lancet, II(8565),
- October 24, 1987, 'pp. 958-960. '

Smith, T. "Taming High Technology." British Medlcal Journal“\
289, August 18, 19Q3, No. 6442, PP. 393, 394.

Solis, E., and Kayej M. P. "The Registry of the International
: Society for Heart Transplantation: ‘Third Offdigial Report
-- June 1986. Heart Transplantation, 5(1), January,

February 1986, pp. 2-5.

Somerville, M. A. "'Procuregﬁgﬁ' Vérsus 'Donation' -- Access
to Tissues -.and Organs F Transplantation: Should
'Contracting Out' Legislation be Adopted?" Trans-

+* plantatidm Proceeding§ XVII, No. 6, Supp. 4, December
1985, pp. 53-63.

.

Sox, H. C. Jr. "Dec151on Analysis: A Basic Clinical Skill?"
New Ehgland Journal of Medicine, 316 (5), January 29,
1987, pp. 271-272. .

Spiéer, C;‘C. Test Reduétion.nkII - Bﬁ?@s .Theorem and the
» Evaluation.of Tests." British Mgdical Jom;r;_g‘.J 30
August 1980, pp. 592 -594,

1




° : - 245 - w \b

Starfield, B. et al. The Effectiveness of Medical Care:

Validating Clinical Wisdom. Baltimore/London;zﬂfHe Johns
Hopkins University Press, §i85); pp. 145-159.

Starkman, B. "Inter Vivos: °'Tra splantation: The child and
the Debendent Adult as Donors." Transplanéhtion Pro-
ceedings, XVII, No. 6, Supp. 4, -bPecember 1985, pp. 40-46.

Starr, P. The Social Transformation of American Medicine:
‘New York: Basic Books, '1982. ’ s

1

Starzl, T. "Protecting the Patient's Interest?" Kidney
. International, 28, Supplement 17, 1985, pp. 31-33.

Starzl, T. et a1’ ra Multifactorial System for Equitable .
sel®ction of Cadaver Kidney Recipients." . JAMA, "257(22),
“* June 12, 1987, pp.- 3073-3075. ’

s

Steinberg, J., Levy, N. B., and Radvila, A.  "Psychological
Factors Affecting Acceptanc¢e or Rejection of Kidney
Transplants." 1In N. Levy (ed.), Psychonephrology. New

York/London: Plenum, 1981.

~

~

Stevenson, L. W. et al. "Urgent Priority Transplantation:
When Should It be Done?" Journal of Heart Transplant-
atign, 6(5), September/October, 1987, pp. 267—272,

B

Stiller, C. R. “Ethics of Transplantation."” Transplantation
' Proceedings, XVII, No. 6, Supp. 3, December 1985,
pp. 131-138. . e -«

| Y

Stiller, C. R. et al. "Transplantation in the 80's: A Blue-
print for Success." Transplantation Proceedings, XVII,

No. 6, Supp. 3, December 1985, pp. 19-31.

-

Stout, J. "Liberal Society and the Language of Morals."
Soundings, LXIX, No. 1-2, Spring+~Summer 1986, pp.. 32-59.

t
Sturm, D. "Contextuality and Covengﬁé: - The "‘Pertinence of
Social Theory and Theology “to Bicethics." In E. E. Shelp,
. Theology and Bioethics, Philosophy and Medicine.
D. Reidel Publishing, 1985, pp. 135-161.

H

Tancredi, L. R. "Sociat and Ethical Implications in Technology
Assessment." InH B. J. McNeil and E. G. Cravalbpo (eds.),

Cxi;;gal_1sanes_in_Madi;al_ggggggiggx. Boston: Auburn House
Publishing, 1982, pp. 93-112. ) r

. Tancredi, L. R., and Barsky, A. J. "Tgéhnology and Health
Care Decision Making =-- Conceptualizing the Process for
‘ Societal Informed Consent." Medical Care, XII,-No. 10,

] October 1974, pp. 845-859. . .

<




- : - Y46 -

. ; ! 5 : g

Task Force on Organ Transplantatlon. Organ Transplantation --
Issue?\and Recommendations. {. S. Department-of Health
and Human Resources, Washington, D. C., 1986.

Taylor, C. "Interpretation and the Sciences of Man." Review
of Metaphysigs, 25, 1971, 3-34, 45-31.

' Thomas, J. M. Ethics and Technoculture. Lanham, Maryland:
e University Press of America, 1987.
. Thorkelson, W. “High Technology Brings 'Awesome" Ethical
' Euestions, Hear?'Sqrgeon Says." The Episcopalian, June

41987, p. 6.

Tillic%@f?. *Lectures on The History of Christian Thought.
New York Union Seminary, Prlvate Publication, 1953.

4
Toulmin," S. ., 'How Medicine Saved the Life of Ethics.”

‘ Perspectives in Biology and Medicine, 25(4), Summer 1982,
y . pp. 736-751. . ‘ .

. Tousignant, P. et al. "Transplantation and Home Hemodialysis:
Their Cost-Effectiveness." Journal ofr Chronic Diseases,
38(7), 1985, pp. 589-601 ’

Towers, B. "Ryghts and Responsibllltles Qf Medlcal Science.
- In Bonaeson,qet al. (eds.), New Knowledge in Biomedlcal
" ' Sciences. D. Reidel Publishing, 1982, pp. 77-85.

Troeltsch, E. The Social Teaching ©f the Christian Churches.
2 Volumes- Translated by Olive Wyon. New York: Harper
Torch Books, 1960.

é s

Tﬁcker, W. R. "Xenographs and Scientific Evaluation. IRB,
8(2), March, Aprll 1986, p. 1Q. R

oo , van Thiel, D. H. &t al. *"After 20 Years, Liver Transplantation
- \—~ cComes- of Age." Annals of Internal Medicine, 99 (6), .
. December 1983, pp. 854-856. , . | !
Veatch, R, M., and Branson, R. (Eds.). Ethics and Health"
Policy. Cambridge, Mass.: Ballinger, 1976.
Veatch, R. M. "Justice and Véluing Lives." 1In Life:Span:
values and Life-Extending Technologies. New York/
Toronto: Harper and Row, 1979, pp. 197-224.

Verges, F. G. "Rorty and the New Hermenguticé." Philosophy,
62, 1987, pp. 307-323. .

-




- 247 -

Wartofsky, M. W. Medical Knowledge as a Social Product:
Rights, Risks and Responsibilities. In W. B. Bondescn,
S. F. Spicker, H.,T. Engelhardt, Jr., and J. M. White
Jr. (eds.), New Kpowledge in the Biomedical Sciences.
Amsterdam: D. Reidel, 1982, pp. 113-130.

Watt, D. et al. "Psychiatric Aspects of Cardiac Transplant-
ation." Heart Transplantation, 3, 1984, 243.

Weil, R. III, et al. "Hyperacute Rejection of a Transplanted

* Human Heart." Transplantation, 32(l), July 1981, pp. 71,
72. ‘ ‘ ,

Whitbeck, C. ™Why the Attention to Paternalism in Medical
Ethics? Review. Who Shall Decide? Paternalism in :
Health Care by James F. Childress. New York: Oxford
University Press, 1982; Journal of Health Politics,
Policy and Law, 19, pp. 181-187.

Williams, A. "Medical Ethics =~ Health Service Efficiency
and Clinical Freedom." Neuffield-York.Portfolios, Folio 2,
Neuffield Provincial Hospitals Trust, Abingdon, U.K.

Wind, A. J. “"Why.sDon't the British Treat More Patients With

Kidney Failure?"' British Medical Journal, 287(6400),
22 October 1983, pp. 1157, 1158.

P

- ¢ .
Willis, D. P. "An Editorial Notd." Milbank Memorial Fund ;
Quarterly, Health and Society, 55(3), Summer 1977,
pPp. 343-345; 346-403. /

Working Group on Mechanical Circulatory Support of the National .
Heart, Lung and Blood Institute. The Artificial Heart and
Assist Devices: Directions, Needs, Costs, Societal and
Ethical. Issues. Washington, D. C., 1985.

Working Group on Vital Organ Transplant-Centres. The Report
to the Deputy Mlnisters of Health. Ottawa, SeptembeQ%

1985, B}

Young, D. W. "A Survey of Decision Aids for Clinicians."
British Medical Journal, 285, 6 November 1982, pp. <1332~
1336. '

Youngner, S. J., and Bartlett, E.\T. "Human Death and High
Technglogy. . The, Failure of the Whole-Brain Formulations." .
- Annals of Internal Medicine, 99, 1983, pp. 252-258.

Youngqei, S. J., et al. "Psychosoc1a1 and Ethical Implications
" of Organ Retrieval." New England Journal of Medlblne,
313(5), August 1, 1985, pp. 321-323.
’ &

N . .
¢ I3 . .S\}
'



.

'\)Q

.

, -
.

T, »

.
’
R
£
o
.
.
.
0
e
X
-

.
4
A
r L J—
, .
.
L3
N
v v
\\_\‘!
See
.
a
A
~
a
’
, .
. .
1

i

+
APPENDIX

-8



!

2 . . . -
These questions are part of a study which is to be included
in a Ph.D. dissertation concerned with the effects of high
technology upon the practice of medicine.

I am interested particularly in discovering how physicians

. (Cardioclogists) view ‘their participation in a treatment pro-

cedure (Heart and Heart/Lung Transplantation) which requires

a series of complex evaluations for its successful realiza-

tion. Another study will be made of patients to determine

how they understand and evaluate their experience as potential

and actual transplant recipients. ¢,
a h \

As you are aware, organ transplantation is being done in many

centers world-wide.: This study will not try to evaluate or

compare different institutions. It is an attempt to look at

the larger social setting of organ transplantation. -

The following questions are intended to explore the referral
networks which furnish patients for heart and heart/lung
transplantation.

l. What are your feelings about the value of transplantatlon
as a medical - treatment? A

2. What are the medical conditions which would lead you to
refer someone for heart or heart/lung transplantation?

3. What factors, to your mind, might preclude your considering
"a patient for referral( o a

4. What seems to you possible negative effects of trans-
plantation upon the recipient, e.,g. medically, psycho-
logically, socially?

5. 1Is there, from your point of view, an ideal patient
(Ppsycho-socially) for transplantation?

6. What is your attitude towards immuno-suppressant therapy
as a long-term practice? .

7. How do you regard the practice of re-traneplantihg
previous recipients? What criteria should be used in
assessing the desirability of doing a re-transplant?

8. How do you think most patients. react psychologically to,
the presence of another person's organ in their bodies? °

-

* "% * * *
: )

1. What have been the sources.of your information about ..
transplantation and the local centers which offer it?

At
0
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1)

2. What are your expectations with regard to feedback from
the transplantation centers to which you might refer/
have, referred patients?

3. What kinds of benefits do you see justifying a heart,
heart/lung transplantation program from the point of view

of society and the use of scarce resources such as money
and organs? ) )

* * * * *

.

l. What is your attitude toward donatidg your own organs?

2. From what you know about the current state of the pro-
cedure would you think of yourself as a possible heart
or heart/lung. recipient should the need arise?

—
!
N

-
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Les questions suivantes font partie d'une étude réalisée dans
le cadre d'une thése de doctorat portant sur les effets de 1la
haute technologie ssur 1l'exercice de la médecine.

-~

Je cherche plus particuliérement & découvrir comment les
médecins pergoivent leur participation & un traitement (trans-
plantation cardiaque ou cardio-pulmonaire) dui exige une

série complexe d'éevaluations afin d'en assurer la réussite.

Une autre étude sera réalisée auprés des patients afin de

.- déterminer comment ils comprennent et évaluent leur

expérience a titre de receveur d'organe potentiel ou actuel.

Comme vous le savez, des transplantations d'organes sont
réalisées dans de nombreux centres partout au monde. Cette
étude ne tentera pas d'évaluer ni de comparer ces diverses P
institutions. ' Je veux plutdt étudier”le contexte social

global dans lequel s'inscrit la transplantatiqn.

les questions suivantes visent a explorer les .réseaux de
références qui proposent des patients 4 la transplantation
cardiaque ou cardio-pulmonaire.

1. Quels sont vOs sentlments d l'égard de la valeur de la
transplantatlon d titre de traitement médical?

2. Quelles sont les canditions médicales qui vous meéneraient
a proposer qu'une perscnne subisse-une transplantation
cardiague ou cardio-pulmonaire? .

3.  Quels Facteurs pourraient vous empécher de proposer gu'un
patient subigse une transplantation? ’

4. D'aprés vous de quel-ordre seraient les effets négatifs
possibles d'une transplantation sur un receveur?

a. médical
. b. psychologique
7 ' $. social . !

5. D'aprs vous, existe=~il un patient idéal du poiﬁt de wvue
psychologique et soc¢ial pour subir une transplantation?

6. Quelle est votre attitude d l'égard de la thérapie

immunosuppressive a titre de traitement a long terme?

7. Commedt percevez-vous la pratique de retransplantation
chez des receveurs antérieurs? Quels types de critéres
devraient servir & évaluer si une retransplantation est
souhaltable ou non?

8. Comment croyez-vous que la plupart des patlents réagissent
pSYChologlquement d la présence du coeur d'une autre personne
dans leurs corps{
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Quelles sont vos sources de renseignments sur les trans-
plantatjons et Yes centres locaukx ol elles sont réalisées?
Quelles sont vos attentes 5 1'égard du suivi provenant des’
centres de transptYantation auxquels vous auriez ou pourriez
référé des patients?

Quels sont  les avantages qui pourraient, d votre avis,
justifier la mise sur pied d'un programme de transplanta-
tion cardiaque-ou cardio-pulmonaire du point de vue
~social et compte tenu de l'utilisation de ressources
rares (argent et organes)? ‘
Quelle est votre attitude d 1'égard du don—de-wos propres;
organes? T,
D'apréé ce que vous connaighez du procédé tel qu'il est
présentement pratigué, vous considéreriez vous comme un
receveur possible d'un coéur ou d'un coeur et de poumons,
le cas échéant?

|



