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The Park Ridge Center exists to explore the relationships among health, faith, and 
ethics. In its programs of research, publishing, and education, the Center gives 
special attention to the bearing of religious beliefs on questions that confront 
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ethical reflection on a wide range of health-related issues. In this work the Center 
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Second Opinion, as its name implies, recognizes that the complexities of modern health 
care make it increasingly difficult to find the single “correct” action, thought, or 
method. Each situation is open to a variety of apparently legitimate and appropriate 
interpretations and applications. But such confrontations with ambiguity need not lead 
to discouragement. They can instead elicit greater research, discussion, and thought.

By inviting contributions from a wide range of perspectives, Second Opinion stimulates 
interdisciplinary conversations between members o f fields relating to health, faith, and 
ethics. While other publications deal with one or two of these concerns, Second Opinion 
distinctively seeks to address all three. The Park Ridge Center created this publication 
in the hope that it will help form one public out of a number of related constituencies. 
This public will not only wish to relate ethics and faith to health issues, but should 
also, through lively and enlightened interchange, be better equipped to do so.
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Initial Comment

Homespun

homespun f ig .  Of dom estic o rig in  or 
qua lity ; sim ple, unsophisticated, unvar­
nished; . . .

The Amish quilt on the cover of Second Opinion, like 
the subjects of all our covers, signals something about 
the contents of one or more of the articles within. In 
this case the proper word is “more”: most of the pieces 
accent the voices or enterprises of ordinary people 
trying to make sense of their illness or health, of people 
seeking simple solutions or attempting to speak un­
varnished truths about their condition.

Whoever studies the whole collection of quilts in 
Amish: The Art o f  the Quilt w ill discern the aesthetic 
value of these artifacts, which are not technically 
homespun because they are not spun but which are 
still “of domestic origin.” They represent American 
expression at its most simple— and yet are quite com­
plex. (W e are reminded of Alfred North Whitehead’s 
famous dictum: “Seek simplicity—and distrust it .”) 
The quilters would never have found their way around 
complex Chantilly laceworks. They were confined to 
a narrow repertory of patterns and designs. Yet they 
were always bursting the bounds of the merely simple, 
as the stunning cover suggests.

Robert C. Fuller very deliberately takes us back 
to the roots of “alternative medicine” in America, 
where experimenters, most of them not well equipped 
technically, gave expression to their own homegrown 
therapies, some of which survive into our own time. 
Fuller is not interested in having readers become 
devoted to these sometimes forgotten, often obsolete,

and frequently discredited approaches to healing. He 
does help occasion a fresh look at the interest people 
have in finding their own address to their problems.

Stephen G. Post follows with seven conclusions or 
proposals for those who would connect health, faith, 
and ethics in dealing with problems of substance 
abuse. Who better can provide testimony, unsophis­
ticated though it be, than the abusers who are abused 
by their own practices? In Post’s article, the profes­
sionals stay at home, as it were, and the people speak 
up in voices that can help the professionals under­
stand.

For many Americans, the Mennonites are located 
not too far from the side of the quilt-making Amish, 
their historical kin. The Mennonite religious move­
ment seeks “simple, unsophisticated, unvarnished” 
approaches. But unlike their Amish cousins, the Men­
nonites have moved more and more into the crossroads 
of complex, sophisticated, and “varnished” American 
culture, a world of health insurance plans and organ 
transplants. So a Mennonite company that seeks to 
provide insurance for its members while doing justice 
to both the authentic character of Mennonite life and 
the high-tech world of medicine has to struggle with 
ethical and practical issues, and does so, we learn, in 
ways that can benefit others. Scot D. Yoder tells the 
story.

Govindappa Venkataswamy, the subject of Missy 
Daniel’s interview, takes us geographically far from 
American homespun, but this devotee of Sri Aurobin- 
do is clearly in search of the “simple.” Some readers of 
Second Opinion w ill find the voice of this distinguished

Second Opinion • J uly 1992
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eye surgeon— and the “higher consciousness” he in­
vokes— to be alien. But representing this voice on 
these pages helps us fulfil the mandate of the Park 
Ridge Center to range widely in the worlds of com­
parative religion. Archbishop W illiam  Temple once 
said that there is no such thing as comparative 
religion; there are only comparatively religious 
people. Dr. Venkataswamy is not being “comparative­
ly religious” or “interreligious”; he exemplifies and 
exegetes a single and particular tradition remote from 
the West with an eye on helping those who would see, 
also in the West.

Joel E. Frader brings us to a setting where ordi­
nary people take their ordinary understandings of faith 
and put them to work. These understandings, 
homespun and “of domestic origin,” may not actually 
represent the catholic scope of the faith tradition from 
which they come. Homespinners often narrow the 
range of dogma, belief, and confession and create 
problems for those who would help them. The 
physicians, ethicists, chaplains, and family members 
who stand by in the face of unsophisticated faith 
expression may wish they could bring the ampler 
understandings of faith to bear on situations. But 
sometimes they have to leave encounters with emo­
tions that mingle frustration and hope. Here is not 
catholic but domestic realism in full force.

When new diseases, especially life-threatening 
ones, push those who contract them to the boundaries 
of ordinary medicine or care, they have to reach rather 
desperately for meaning and support. Frank G. 
Sabatino speaks for himself, but he provides eloquent,

unvarnished expression to the homespun addresses— 
no, not yet solutions— to the AIDS crises most close 
to home.

Second Opinion, in turning this time from the 
laboratories and universities, the research centers and 
technological forums in order to observe and listen to 
homespun approaches, is not turning away from the 
mainstream alternatives to alternative medicines. But 
the authors of these articles help remind us that no one 
cares more, and few need more to be heard, than the 
subjects and victims of illness, the patients and suf­
ferers and seekers. Like the quiltmakers, they are 
seeking simplicity and distrusting it. But then they 
go on seeking it further, as most of us do and will and 
must.

/ k . f ! V .
M a rtin  E. M arty

Second O pinion • J uly 1992
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Establishing the mesmeric trance state.

Courtesy of the Wellcome Institute for the History of Medicine, London.
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The Turn to Alternative Medicine

Robert C. Fuller

IN LATE 1991 TIME MAGAZINE’S COVER STORY 
focused on the g ro w in g  in terest in  a lternative 
m edicine among Am ericans. “New Age m edicine is 
catch ing on ,” readers were to ld . “Fed up w ith  
surgery, drugs and qu ick  fixes from their doctors, 
Americans are tu rn ing to an array of alternative 
therapies ranging from the believable to the bizarre” 
(W allis  1991:68). The artic le went on to explain 
that th is “tu rn” away from m ainstream  medical 
practice is u sually  m otivated by the sheer despera­
tion that comes either when our pains (for example, 
back pain) do not fall under the purview  of conven­
tional m edicine or when we have a term inal illness 
and all conventional treatm ent options have been 
exhausted. In such moments Americans are w illin g  
to experim ent w ith  healing systems that run the 
gam ut from those that have had some acceptance by 
m edical science (osteopathy, chiropractic, acupunc­
ture) to the “frankly b izarre” (reflexology, crystal 
healing , color healing). The im plication is that when 
Americans turn to unconventional m edicine, they

Robert C. Fuller is professor o f  religious studies, B rad ley University, Peoria, Illinois.

For citation: Fuller, Robert C. 1992. “The Turn to Alternative Medicine.” Second 
Opinion 18, no. 1 (July): 11-31.

are qu ite  consciously turn ing away from the cu ltural 
m ain stream  and tu rn in g , at least tem p o rarily , 
toward the cu ltural fringe. And the further im p lica­
tion is that although a few of these alternative 
m edical systems may be close enough to convention­
al m edicine to have some healing value, the others 
work— if  at a ll— purely by the power of suggestion.

This assessment is correct in m any respects, but 
it misses the im portant fact that this turn is a turn 
th a t  h ap p en s w ith in  m ain stream , m idd le-c lass 
Am erican culture rather than being a turn aw a y  from 
it .  B e g in n in g  w ith  m esm erism , h yd ro p a th y , 
homeopathy, and m ind-cure in the nineteenth cen­
tu ry , interest in alternative m edical systems surpris­
in g ly  has been centered in the educated m idd le class. 
M oreover, a p rin c ip a l reason that m idd le-c lass 
Am ericans have been so fascinated is that m any of 
these healing systems offer re lig iously  ed ifying  in ­
terpretations of body-m ind-spirit interaction. The 
beliefs and practices of alternative m edical systems 
perpetuate a form of religious or m etaphysical th in k ­
ing  that has had a w ide acceptance among the 
educated m iddle class since at least the tim e of 
Emerson.1 The turn to alternative m edicines is thus 
in large part a turn to alternative m etaphysics. If we 
w ish to understand their healing successes or their

T he T urn to A lternative Medicine
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con tinu ing  appeal, we m ust be sensitive to an en­
du rin g  sty le  of unchurched Am erican re lig io sity .

The Nineteenth-Century 
Background

W h e n  in  i 8 36 r a l p h  w a l d o  Em e r so n  
p roclaim ed that “N ature is the symbol of sp ir it ,” he 
represented a nonbib lical and unchurched strand of 
A m erican  relig ious life. For Emerson, nature is itse lf  
“the organ through w hich the universal sp irit speaks 
to the ind iv idua l, and strives to lead back the in ­
d iv id ua l to i t ” (Emerson 1968, 1:62). Emerson and 
h is fellow  Transcendentalists made institu tionalized  
re lig io n  irre levant to the ind iv idua l’s quest for an 
in tim ate  relationsh ip  w ith  the universe. Emerson 
could speak of such th ings as “instream ing divine 
sp ir it ,” and “an influx of D ivine M ind into our 
m in d ” w ithout using  the b ib lica l language of super­
natu ra l intervention . Instead he asked us to look into 
the ineffable depths of our own ind iv idual sp irit or 
psyche to find an inner point of contact w ith  the 
“currents of U niversal B e in g .” H is suggestion that 
our own bio logica l and psychological natures possess 
an inner correspondence to U niversal Being h it such 
a responsive chord in  popular Am erican thought 
that h istorian  Sydney Ahlstrom  refers to him  as the 
“theo logian  of som ething we m ay alm ost term  ‘the 
A m eric an  r e l ig io n ’” (A h lstro m  1 9 7 2 , 1 :60 5 ). 
Am ong other th ings, th is Am erican relig ion  has 
endured in the form of healing  systems that explore 
the po in t of inner correspondence between the 
physica l and sp ir itu a l realm s.

Emerson is, of course, a recognized and esteemed 
h ighbrow  in te llec tua l. W e m ust be prepared for the 
fact that a good m any of the spokespersons for 
a lternative m edical trad itions are more m iddlebrow 
in the ir educational and literary  backgrounds. But 
t h e ir  a t tu n e m e n t  to  u n c h u rc h e d  A m e r ic an  
sp ir itu a lity  is for th is reason a ll the more instructive. 
Thus, for exam ple, during  the 1840s and 1850s a 
num ber of ind iv iduals traveled New England g iv in g

lecture-dem onstrations of what was variously called 
mesmerism or the science of an im al m agnetism . In 
the act of popularizing this European-born m edical 
th e o ry , th e A m eric an  m esm eris ts  g r a d u a l ly  
modified their beliefs and practices to meet their 
audiences' m etaphysical needs or interests. And in 
so doing they fashioned a system  of m edical beliefs 
that became the tem plate from which a good many 
a lte rn a t iv e  h e a lin g  sy s tem s w ere e v e n tu a lly  
fashioned.

Franz Anton M esmer (1 7 3 4 -1 8 1 5 ), a Viennese 
physician, claim ed to have detected the existence of 
a superfine substance or flu id  that had un til then 
eluded scientific notice. M esmer referred to this 
invisib le fluid as an im al m agnetism  and postulated 
that it permeated the physical universe. He ex­
p lained that an im al m agnetism  constituted the 
etheric m edium  through w hich forces of every 
k ind— ligh t, heat, m agnetism , electric ity— passed 
as they traveled from one physical object to another. 
M esmer believed that an im al m agnetism  was evenly 
d istributed throughout the healthy human body. If 
for any reason an in d iv idua l’s supply of an im al m ag­
netism  was thrown out of equ ilib rium , one or more 
bodily organs would consequently be deprived of 
sufficient amounts of this v ita l force and eventually 
begin to falter. “There is ,” M esmer reasoned, “only 
one illness and one hea lin g .” Therefore, because any 
and a ll illness can u ltim ate ly  be traced to a d istur­
bance in the body’s supply of an im al m agnetism , 
m edical science could be reduced to a set of sim ple 
procedures aim ed at supercharging a p atien t’s ner­
vous system  w ith  this m ysterious life-g iv ing  energy.

In his earliest practice M esmer passed a magnet 
over his patien ts’ bodies as a means of inducing an 
inflow of anim al m agnetism . H is followers, how­
ever, were far more enthused over the hypnotic-like 
trance that many “m esm erized” patients entered. 
Indeed, a good m any patients fell into a peaceful 
trance and, upon aw akening, pronounced cure. An 
Am erican m esm erist by the name of George Bush 
informed his readers that “the state into which a 
subject is brought by the m esm erizing process is a 
state in which the sp irit predominates for the tim e
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Woodcut showing a mesmeric session, c. 1840.

Courtesy of the Wellcome Institute for the History of Medicine, London.

being over the body” (Bush 1847:160). The pos­
s ib ility  of achieving such an in tim ate correspon­
dence of the physical and sp iritual realms struck the 
m etaphysical im aginations of a good m any progres­
sive thinkers. Physicians, U niversalist m inisters, 
clockmakers, po liticians, publishers, and w ealthy 
d ilettan tes a like were fascinated by m esm erism ’s 
potential for disclosing the m etaphysical d im en­
sions of the human condition.

R epo rts of m esm erism ’s cures abounded . 
Am ong the conditions for which cure was claim ed 
were rheum atism , loss of voice, stam m ering, ner­
vousness, d igestive disorders, ep ilepsy, blindness, 
insomnia, St. V itu s’s dance (chorea), and the abuse 
of coffee, tea, and alcohol. Even more in teresting is 
th e fact th a t the m any books, jo u rn a ls , and 
pam phlets issued to the reading public dw elt com­

paratively lit t le  on the healings themselves. They 
instead extolled m esm erism ’s potentials for expand­
ing the scope of science to include the em pirical 
docum entation of hum an ity ’s h igher sp iritua l na­
ture. More than its actual healing powers, it  was 
m esm erism ’s capacity to synthesize science and 
theology that attracted thousands of m iddle-class 
seekers. M esm erism  offered its adherents a new ap­
proach to understanding how the m iracles of the 
B ib le had actually been performed and promised to 
put them in possession of the lawful means whereby 
they m ig h t consciously draw upon a powerful 
sp iritual force to use in their daily  lives.

One Am erican m esm erist, Phineas P. Q uim by 
(1 8 0 2 -1 8 6 6 ), reasoned that our thoughts function 
som ething like  shunting valves that either connect 
us w ith— or close us off from— anim al m agnetism

T he T urn to A lternative Medicine
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(w hich he referred to as “v ita l force”). “D isease,” he 
in sisted , “is the effect of a wrong direction g iven to 
th e  m in d ” (Q u im b y  1 9 2 1 :3 1 9 ) . I f  w e th in k  
sp ir itu a lly , o p tim istica lly , and positively , we remain 
inw ard ly  receptive to the sp ir itu a l world and thereby 
m ain ta in  physical v igor. If, however, we become 
em broiled in  pessim ism , m ateria lism , or fear, we fall 
out of harm ony w ith  h igher sp iritua l influences and 
fa ll v ic tim  to physica l disease. Q uim by taugh t 
thousands of patients that by m ak ing appropriate 
ad justm ents in their own thoughts they could estab­
lish  rapport w ith  the very sp iritu a l power that makes 
for health  and prosperity. One such patien t, M ary 
Baker Eddy (1 821—1910), transformed Q uim by’s 
teach ings into C hristian  Science. Others, includ ing 
W a r r e n  F e lt  E vans ( 1 8 1 7 —1 8 8 9 ) , exp an d ed  
Q u im b y’s teachings into what became known as the 
m ind-cure or New Thought movement.

The m ind-cure gospel of learn ing to “become 
one w ith  the In fin ite” gained  tremendous popularity 
near the turn of the century. W illiam  Jam es, who 
devoted a chapter to the study of m ind-cure in The 
V arieties o f  R eligious Experience and who h im self 
b en e f ited  g re a t ly  from  the w r it in g s  of those 
propounding m ind-cure, observed that the ir ap­
proach to m ental healing  “m ust now be reckoned 
w ith  as a genuine relig ious pow er.” He believed that 
the en tire  m ovem ent w ith  which m ind-cure was 
associated spoke to “those for whom the conception 
of salvation has lost its ancient theological mean­
in g .” He predicted that because m ind-cure “gives to 
some of us seren ity , m oral poise, and happiness, and 
prevents certain  forms of disease as w ell as science 
does, or even better in a certain  class of persons,” it 
was destined to p lay a great role in the evolution of 
tw en tieth -cen tu ry popular relig ion  (Jam es 1961 :90, 
100 , 110) .

From  its  in i t ia l  in tro d u c tio n , m esm erism  
m in g le d  w ith  o ther cu rren ts of the A m erican 
m etaphysical m ilieu . M any were qu ick to note the 
para lle ls between M esm er’s science of an im al m ag­
netism  and the teach ings of the Swedish m ystic 
Em anuel Swedenborg (1 6 8 8 -1 7 7 1 ). Swedenborg’s 
w ritin g s  provided a more em bellished cosmology

and ontology for exp lain ing mesmeric healings. Ac­
cording to Swedenborg, the universe is composed of 
several in te rp en e tra tin g  d im ensions— p h ysica l, 
sp iritual, and angelic , among others. Each of these 
dimensions is in some im perceptib le way connected 
w ith  every other. And, under the r igh t conditions of 
rapport or correspondence, energies from higher 
realms can flow into and produce positive effects 
w ith in  low er rea lm s. M esm erism  had s im p ly  
stum bled upon a technique for estab lish ing this 
rapport or correspondence and made possible the 
“psychic in flux” that can promote health and har­
mony in the hum an realm .

By the end of the century, both sp iritualism  and 
Theosophy were to in tegrate fu lly  into the mes- 
m erism -Sw edenborgianism  m ix. As early as 1843, a 
mesm erist placed a young cobbler by the name of 
Andrew Jackson Davis into an entranced state of 
consciousness only to have Davis begin  receiving 
messages from departed spirits. Thus was born 
Am erican sp iritua lism , or trance channeling, and to 
this day it has connections w ith  the vocabulary and 
techniques found in m etaphysical healing systems. 
The founder of Theosophy, M adame B lavatsky, was 
herself a healer and trance channeler and was respon­
sible for introducing into Am erican popular culture 
a host of new terms derived haphazardly from H in ­
duism , Buddhism , and the W estern occult trad i­
t io n . R e fe re n c e s  to  a u ra s  an d  h u m a n it y ’ s 
sim ultaneous ex istence in  physica l, astral, and 
etheric bodies dovetailed nicely w ith  Swedenbor- 
g ian  and m esm erist notions.

It is im portant to understand that from the start 
these m e tap h y s ic a l h e a lin g  system s m in g le d  
together so com pletely that it is almost im possible 
to m ake firm  distinctions between them. Their ad­
herents approached them w ith  common in tellectual 
agendas and had no real interest in  preserving any 
sharp differences in their backgrounds or theoretical 
orientations. Am ericans read unsystem atically from 
these m ovem ents’ w ritings and so m ingled  their 
te rm in o lo g ie s  th a t  th ese  o r ig in a l ly  d is t in c t  
ph ilo soph ies becam e fused in  popu lar under­
standing. Even in the 1990s, alternative m edicine
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D. D. Palmer demonstrating chiropractic technique.

Courtesy of David D. Palmer Health Sciences Library, Palmer College of Chiropractic.

continues to be its own subculture w ith in  m iddle- 
class Am erica. The otherwise disparate practitioners 
of these systems typ ica lly  know one another and feel 
comfortable using the term inology of other systems. 
They frequent the same bookstores and attend the 
same seminars. And most im portant, they a ll seek a 
m etaphysic  that e lucidates the ways in  w h ich  
hum anity m igh t find a point of inner connection 
w ith  a h igher sp iritual reality.

Chiropractic and Osteopathy: 
The Metaphysical Connection

B y  THE TURN OF THE CENTURY the Am erican 
M edical Association (AMA) had gradually  risen

above the various state and local societies to become 
the dom inant professional organization for orthodox 
physicians. For the first tim e in Am erican history 
there was a m edical system  w ith  sufficient lobbying 
power, control of access to hospitals, and monopoly 
over the accrediting of m edical schools to claim  
unrivaled status as m edical orthodoxy. Henceforth, all 
other contenders for a share of the nation’s m edical 
m arket would find their “alternative” status clearly 
and repeatedly defined for them by an organized 
m edical establishm ent. Y et as the tw entieth  century 
dawned, the AM A was to find at its fringes two 
worthy opponents— chiropractic and osteopathic 
m edicine.

Both of these “alternative” systems were rooted 
in the m etaphysical theories popularized by mes-
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From Principles o f Osteopathy, by Dain L. Tasker, 1913-

m erism  and sp ir itu a lism . C hiropractic and os­
teopathic m edicine are for th is reason parad igm atic 
exam ples of the paths that m etaphysical healing 
system s would have to take in the tw entieth century 
if  they insisted upon openly com peting w ith  the 
A M A  for access to the nation ’s m edical m arketplace. 
A lthough  rem arkab ly s im ila r  in their founding 
ideo logies, chiropractic and osteopathic medicine 
have subsequently steered qu ite  different paths in 
the ir quests for professional recognition and broad- 
based pub lic  support. W e  m igh t note that today 
there are over 4 0 ,0 0 0  chiropractic physicians in the 
U n ited  States, treating  at least 9 m illion  patients 
annually . Osteopathic physicians number more than 
2 4 ,0 0 0  and treat 20 m illio n  persons per year. And 
thus although these m edical systems were founded 
on hea ling  philosophies that differ g reatly  from 
those of m edical science, they have fu lly  established 
them selves in  the w ider in stitu tional context of 
A m erican health care.

D aniel D avid Palm er (1 8 4 5 -1 9 1 3 ) began his

career as a grocer and fish peddler in W hat Cheer, 
Iowa. W ith o u t formal education, Palm er nonethe­
less read w idely and seemed particu larly  drawn to 
novel philosophical ideas. One of these novel ideas 
was sp iritualism , from which he picked up a number 
of m etaphysical terms for describ ing hum an ity ’s 
connection w ith  sp iritua l forces and energies. The 
young Palm er also came across a mesm eric healer 
who tutored him  in m agnetic healing . Palm er 
procured several books on mesmeric healing that 
were to rem ain central texts in his personal lib rary 
for the rest of his life. He soon opened his own 
m agnetic healing practice in B urlington , Iowa, and 
later moved it to Davenport. Steeped in a w ide 
v a r ie ty  of la te -n in e te e n th -c e n tu ry  A m eric an  
m etaphysical philosophies, Palm er was w ell on his 
way to developing his own theory of illness when a 
jan itor by the name of Harvey L illard  stopped by his 
office. L illard , who was deaf, told Palm er that his 
deafness had begun when he had in jured his back 17 
years before. Palm er placed L illard  face down on a
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couch and moved his hands up and down L illard ’s 
spine. He felt an unusual lum p at one vertebra and 
applied pressure w ith  his hands. Palm er felt the 
vertebra move back into place, and lo and behold, 
L illard  could hear perfectly.

S im ila r  h ea lin g  successes followed. Palm er 
reasoned that the v ita l energy flow ing from the brain 
to the various organs of the body is occasionally 
blocked by m isaligned spinal vertebrae, and he con­
cluded that th is blockage was the direct cause of 
disease. H ea ling  therefore 
required that m isplaced ver­
tebrae be m anually forced 
back into position. He called 
his new m edical philosophy 
ch iropractic from the Greek 
w o rd s  cheiro (h a n d )  an d  
prakitos (done or performed).
P a lm e r  e x p l ic i t ly  m a in ­
tained that the fundam ental 
p rincip le of chiropractic was 
the in sigh t that a ll physical 
life  is an expression of a 
d iv in e  or m e ta p h y s ic a l  
reality : “An in te lligen t force 
which I saw fit to name Innate, usually known as 
Sp irit, creates and continues life when v ita l organs 
are in a condition to be acted upon by it. That 
in te lligen t life-force uses the m aterial of the universe 
just in proportion as it is in condition to be u tilized” 
(Palm er 1910:35).

Palm er’s background in sp iritualism  and mes­
m erism  assisted him  in reasoning that Innate, as it 
exists w ith in  the ind iv idual human being, is in  fact 
“a segm ent of that Intelligence which fills the 
universe.” According to Palm er, “Innate is a part of 
the Creator. Innate sp irit is a part of U niversal 
In te ll ig e n c e , in d iv id u a liz e d  and p erso n if ied ” 
(1910:491  )■ This m etaphysical princip le became the 
foundation of chiropractic healing. As the cover of 
the Palm er School of Chiropractic M edicine’s official 
publication , The Chiropractor, put it , “W e are a ll w ell 
when Innate Intelligence has unhindered freedom to 
act thru the physical brain, nerves and tissues. . . .

Diseases are caused by a LACK OF CURRENT OF 
INNATE MENTAL IMPULSES.” The m an ipu lative 
therapy that Palmer designed to free vertebral d is­
locations was thus his equivalent of the m esm erists’ 
m agnets and hand gestures— a physical technique 
intended to a lign  the person in such a way as to make 
h im  or her more receptive to the w orking of a higher 
sp iritual power.

Osteopathic m edic ine’s origins are str ik in g ly  
sim ilar (there is indeed a strong possib ility  that D.

D. Palm er borrowed freely 
from the w r it in g s  of the 
fo u n d e r  o f o s te o p a th y ) . 
Andrew Taylor S till (1 8 2 8 -  
1 9 1 7 )  w as th e  son o f a 
M e th o d is t  m in is te r  who 
eventually set up a m agnetic 
h e a l in g  p r a c t ic e  in  
K irksv ille , M issouri. Con­
v e r s a n t  in  b o th  th e  
sp ir itu a lis t and m esm erist 
literatu re  of the day , S till 
developed a technique for 
m an ipu lating  the spine in 
such a way as to bring about 

rem arkable healings. Osteopathy— from the Greek 
words osteon (bone) and pathos (suffering)— was 
declared by S till to be “God’s law .” He proclaimed 
that it was the only healing science that “analyzes 
man and finds that he partakes of D ivine in te l­
ligence. . . .  [since] God manifests H im self in m atter, 
m otion, and m ind” (S till 1908:275). W h ile S t i l ld id  
not envision an influx as most Am erican mesm erists 
d id , he asserted that God grants life to creation by 
im parting  to us a nonm aterial agency, or electric ity . 
The task of the osteopath is to remove any obstruc­
tio n  to th is  “h ig h e s t  know n  o rd er o f force 
(e lectric ity )” and thereby restore people to health.

Osteopathy was sw ift to m ute its m etaphysical 
voice. The instructors S till hired at his Am erican 
School of Osteopathy were intent on grounding 
osteopathy on physiology and m edical science. In 
the eagerness of its practitioners to find a peaceful 
rapprochement w ith  the AMA during the 1950s,

Chiropractic’s public 
acceptance, professional 

recognition, and access to 
government-sponsored 

programs have come in direct 
proportion to its abandonment 

of its metaphysical origins.
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o s te o p a th y  le f t b eh in d  once and for a ll any 
ph ilo soph ically  d istinctive  m arks, and its id en tity  as 
“a lte rn a tiv e” q u ie tly  disappeared. The situation  
w ith  c h iro p r a c t ic  m e d ic in e  is  m ore co m p lex . 
D. D. P a lm e r ’s son,
B. J . Palmer (1881—
1961), was adam ant 
th a t  c h ir o p r a c t ic  
m ed ic in e  not s tray  
from its philosophi­
cal roots. For more 
th a n  5 0  y e a r s  he 
reiterated  his convic­
tion in  Innate In te l­
ligen ce ’s p ivotal role 
in  th e  c o n t ro l o f 
physica l health . N ot 
a ll of ch iro p rac tic ’s 
g ro w in g  le g io n  o f 
p h y s ic ia n s  and  in ­
s t ru c to r s  l is t e n e d , 
however. The move­
m e n t ’s d e t r a c to r s  
r e p e a te d ly  s in g le d  
out the concept of In­
nate as an untestab le, 
and hence un sc ien ­
tif ic , theory. C hiro­
p r a c t ic  p h y s ic ia n s  
h ave  c o n se q u e n t ly  
tended to relegate the 
w ritin g s of the P a l­
m e rs  to  d u s ty  a r ­
c h iv e s  an d  h av e  
instead concentrated 
on research into the 
p h y s ic a l  cau se s  o f 
m uscu loskeletal d is­
tress. It is hard to escape the conclusion that chiro­
p ractic ’s pub lic  acceptance, professional recogni­
tion, and access to government-sponsored programs 
have come in  d irect proportion to its abandonment 
of its m etaphysical origins.

U p to 30 percent of Am ericans v is it a chiroprac­

tic  physician during their lives. In the earlier part of 
the tw entieth  century chiropractors drew their clien­
te le  h eav ily  from the low er econom ic classes. 
Laborers, farmers, and salespeople are more prone to

the m uscu loskeletal 
problem s for which 
c h iro p r a c t ic  te c h ­
n iques appear best 
suited . And, too, the 
com paratively lower 
fees  c h a rg e d  by  
ch irop racto rs m ake 
them an attractive a l­
ternative to M .D .’s. 
W ith  the extension 
of insurance benefits 
to chiropractic treat­
m e n t , th is  so c io ­
econom ic factor in 
determ in ing the ap­
peal of ch iropractic 
t r e a tm e n t  has be­
come even less s ig ­
nificant. More s ign i­
fican t at present is 
the fact that patients 
w ho u t i l iz e  ch iro ­
practic  services be­
lieve themselves to be 
at the m argins of the 
concern and interest 
of M .D .’s. M ed ical 
d o c to rs  a re  n o to ­
riously untrained for, 
and consequently un­
sym pathetic to, a il­
m ents o f m uscu lo ­
skeletal origin . They 

often make ligh t of their patien ts’ pain  and sim ply 
attem pt to reassure them by te llin g  them that “noth­
ing is w rong” or that it is “just their nerves.” Patients 
experiencing real pain  understandably feel d is­
enfranchised in  a m edical com m unity whose under­
ly in g  conceptual framework is b lind to the rea lity  of

An artist’s illustration o f  Therapeutic Touch.

Reprinted from Janet Macrae, The Therapeutic Touch (New York: Alfred A. Knopf, 1987), 
with permission of Michael Sellon, artist.
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their situation. M edical scholars Gregory Firman 
and M ichael G oldstein observe that

the chiropractor, in such situations, fills the 
patien t’s needs by validating the patient’s 
beliefs that some definable organic pathosis 
exists, by em pathizing w ith the patient’s idea 
of how serious, painful, or disabling the condi­
tion is, and by impressing upon the patient 
that the chiropractor w ill cure the disease by 
direct intervention. (1975:640)

W hat needs to be underscored, however, is that 
the aura of m etaphysical discovery continues to draw 
at least some of the more than 9 m illion  persons who 
v isit chiropractic physicians each year. As Eugene 
L inden  w ro te  in  T im es  feature on a lte rn a tiv e  
m edicine, the chiropractic physician he visited for 
lower-back pain considered g iv in g  him  “a line of 
Eastern philosophy” to be just as im portant as 
m aking a spinal adjustm ent. Linden recounts that 
“at first I found Christoph’s m essianic zeal as off- 
p u tting  as the detached manner of the doctor at m y 
H .M .O . T hen  C hristoph  checked m y ‘energy 
centers.’ . . .  Deficiencies in m y sixth (or was it fifth?) 
‘ch ak ra ’ n o tw ith s tan d in g , once C hristoph  had 
finished his Procrustean pu llin gs, crackings and 
pushings, the pain  was gone and I felt 20 lbs. 
ligh te r” (1 9 9 1 :76). A sizable number of chiropractic 
physicians know that not a ll Americans are so quick 
to lampoon this k ind of offbeat sp iritua lity . In fact, 
a good m any continue to specialize in  it. In the 
1960s a popular tract entitled  Your H ealth a n d  
Chiropractic impressed upon readers and potential 
patients the h igher power energized by chiropractic 
technique: “The smartest man in the world is the 
M an Inside. By the M an Inside I mean that Other 
M an w ith in  each of us that does most of the th ings 
we g ive ourselves credit for doing. You m ay refer to 
him  as N ature or the Subconscious Self, or th ink  of 
him  as m erely a Force of a N atural Law or, if  you are 
relig iously inclined , you may use the term God” 
(M cC lusky 1962 :48). In the 1970s chiropractic 
physician and former dean of philosophy of Sherman 
College of Chiropractic G. F. R iekm an summarized

the conviction of m any chiropractors that they prac­
tice a “New Age philosophy, science, and a rt”:

The chiropractic philosophy is based on the 
deductive principle that the Universe is per­
fectly organized, and that we are all extensions 
of this princip le, designed to express life 
(health) and the universal laws. Since vertebral 
subluxations (spinal-nerve interference) are the 
grossest interference w ith the expression of life, 
the practice of chiropractic is designed to 
analyze and correct these subluxations, so that 
the organism w ill be free to evolve and express 
life to its fullest natural potential. (1978:174)

Contemporary Interest in 
Holistic Health

T h e  HOLISTIC HEALING MOVEMENT that gathered 
m om entum  throughout the late 1970s is rife w ith  
sym bols evoking an exp lic itly  relig ious in terpreta­
tion of the healing process. The basic prem ise of 
holistic healing is relatively straightforward and at 
first glance appears to be lit t le  more than the rhetoric 
of a generation of Americans eager to rehumanize 
their technological society: “Every hum an being is 
a un ique, w holistic, interdependent relationship of 
body, m ind , emotions, and sp ir it” (Belknap, B lau, 
and Grossman 1975:18). This is, however, far from 
a bland truism . The introduction of the term  sp irit 
alongside body, mind, and emotions carries w ith  it  a 
bold m etaphysical interpretation of reality . It entails 
com m itting  oneself to a belief in the interpenetra­
tion of physical and nonphysical spheres of causality 
to a degree that makes holistic healing not only an 
alternative approach to m edicine but an alternative 
worldview.

Am ong the best-known spokespersons for holis­
tic  healing have been Norman Cousins and Bernard 
Siegel. Cousins, former editor of the Saturday Review, 
confronted a serious illn ess for w hich m edical 
physicians gave him  a rather bleak prognosis. H is 
best-selling book Anatomy o f  an Illness (1979) has 
become a classic indictm ent of the m edical profes-
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sion and its needlessly m ateria listic  vision of the 
hum an person. Cousins recounts his own decision to 
w ill h im self back to health through a deliberate 
reg im en of op tim istic  and cheerful th ink ing . H is 
leng th y  rem ission brought a great deal of popular 
atten tion  to the role of attitud in a l factors in both 
creating  and curing physical disease. Yet lu rk ing  in 
C o u s in s ’s d e sc r ip t io n  o f the m in d ’s cu ra tiv e  
powers are h ig h ly  suggestiv e  references to the 
little-understood  “life-force” that drives the m ind 
and body toward perfectib ility . In a later text en­
t it le d  H uman Options, Cousins elaborated : “the 
hum an brain is a m irror to in fin ity . . . . No one 
knows w hat great leaps of achievement m ay be 
w ith in  the reach of the species once the fu ll poten­
t ia lity  of the m ind is developed. As we create an 
ever-h igher sense of our cosmic consciousness, we 
become aware of our ever-h igher possib ilities and 
challenges” (1 9 8 1 :167 ). The well-known physician 
Bernard S iegel has been even more exp lic it about the 
ho listic healing  m ovem ent’s faith in the sanative 
pow er of ex trap h ys ic a l and extrapsycho log ica l 
powers. S iegel has cancer patients read books on 
m ed itation  and psychic phenomena so that they can 
learn practical techniques for tapping into h igher 
healing  energies. D escrib ing the “theophysics” he 
believes w ill em erge in the scientific world in the 
near future, S iegel w rites, “If you consider God, and 
you can use this label sc ien tifically  as an in te lligen t, 
loving lig h t , then that energy is availab le to a ll of 
us. W e are part of it , we have a collective uncon­
scious. . . .  If you get people to open to this energy, 
anyth ing  can be healed” (1984 :92 ).

Another exam ple of Am ericans’ involvem ent 
w ith  ho listica lly  oriented healing movements can be 
seen in the 5 ,000  nurses who have studied Dolores 
K rieger’s technique of Therapeutic Touch. K rieger, 
a nursing instructor at N ew York U niversity and 
student of theosophical teachings, developed a heal­
ing  technique predicated upon the existence of a 
universal energy underly ing  a ll life processes. She 
believes that W estern  science does not understand 
energy in  the sam e context as do the Eastern 
relig ious trad itions, and she therefore identifies this

subtle energy perm eating the universe w ith  the 
H indu term prana. K rieger states that prana  is the 
m etaphysical agent responsible for a ll life processes 
and is thus the u ltim ate  power behind every form of 
healing regardless of the particu lar rationale or tech­
nique a physician m igh t em ploy. Every liv in g  or­
ganism  is an open system  and has continuous access 
to prana. So long as an ind iv idual retains contact 
w ith  this v ita l energy he or she remains healthy; 
illness ensues when some area of the body develops 
a deficit of prana. The act of healing , then, entails 
the “channeling of this energy flow by the healer for 
the w ell-be ing  of the sick in d iv id u a l” (K rieger
1979:13).

R ecap itu lating  M esm er’s science of an im al m ag­
netism  in nearly every deta il, K rieger has devised a 
system  of practices for nurses to use in their efforts 
to “channel” prana  into patients. She explains that 
before we can transm it prana  to a patien t, we must 
first become inw ardly receptive to the flow of this 
sp iritual energy into our own system . Healers must 
learn to purify and open up their own internal 
chakras,, or sp iritual energy centers, through which 
prana  enters into the human nervous system . To do 
this we m ust acquire a whole new way of life that 
w ill facilitate our entry into sp ir itu a lly  receptive 
states of consciousness. Instruction in Therapeutic 
Touch, she says, is an “archetypal journey” that w ill 
in itia te  newcomers into the sym bolic realms of 
human consciousness. It is an “experience in inte- 
rio rity . . . [th a t] presents you w ith  a rich lode of 
circumstances through which you can explore and 
grapple w ith  the farther reaches of the psyche” 
(K rieger 1979:77).

Nor are nurses involved in Therapeutic Touch 
alone in  their archetypal journeys. Participants in 
perhaps the most successful example of holistic 
m edicine— Alcoholics Anonymous— are sim ilarly  
g u id e d  to a c q u ire  “an o v e rw h e lm in g  ‘G od- 
consciousness’ followed at once by a vast change in 
f e e l in g  an d  o u t lo o k ” {A lcoholics A nonymous 
1955:569). Alcoholics Anonymous has em erged as 
one of the most powerful mediators of wholeness in 
our day precisely by w arn ing against the attem pt to
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rely on self-sufficiency. Its “Twelve Steps” program  
encourages persons to turn their ind iv idual w ill over 
to a h igher power as the necessary first step not only 
tow ard  p h y s ic a l im p ro v em en t b u t to w ard  a 
“sp iritua l aw aken ing” as w ell. This touting of the 
sp iritual benefits to be gained from holistic ap­
proaches to healing in Alcoholics Anonymous is 
subdued in comparison to the w ider expanse of the 
movement. Numerous volumes w ith  titles like  The 
H olistic H ealth Handbook, A Visual Encyclopedia o f  
U nconventional M edicine, and W holistic D imensions in  
H ealing appeared in  the late 1970s to acquaint 
readers w ith  “a variety of representative systems for 
healing the whole person and aw akening the sp irit 
w ith in ” (H olistic H ealth Handbook 1978; H ill 1978; 
K aslof 1 978 ). Inc luded  in  these encycloped ic 
volumes are descriptions of osteopathy, chiropractic, 
acupuncture, homeopathy, irido logy, reflexology, 
tai chi, yoga, Ayurvedic m edicine, Shiatsu, rolfing, 
K irlian  photography, Ph ilipp ine psychic surgery, 
and Therapeutic Touch.2 The introductory essay in 
The H olistic H ealth Handbook (1978 :174) ap tly  sum ­
marized the central teaching of a ll these groups by 
in structing  readers that “we are a ll affected by the 
universal Life E nergy.”

New Age Crystal Healing
THE REVIVAL OF UNCHURCHED supernaturalism  
during the 1970s and 1980s has generally been 
called the New Age movement. W hat is common to 
N ew Agers is that they prefer to view  God as a “pure 
w h ite l ig h t” or “d iv ine sp ir it” rather than in  the 
trad itiona l b ib lica l categories of father or k ing 
(though many New Agers believe that the B ible is 
intended to be read m etaphysically , and they retain 
nom inal ties w ith  Judeo-C hristian  institu tions). 
New Agers believe in what m igh t be called an 
emanationist cosmology. That is, they believe that this 
pure w h ite  l ig h t  con tinuously infuses vary ing  
degrees of v ita lity  into each plane of rea lity—  
m ineral, vegetab le, an im al, human or m ental, and 
astral. This d ivine sp irit is understood to enter each

in d iv idua l’s consciousness through the aura from 
which it  is then diffused into the seven interior 
centers or chakras that supply the body w ith  power 
and v ita lity . New Age m edicine is based upon these 
m etaphysical laws:

W hen white ligh t flows harmoniously into the 
interior centers (the chakras), our condition 
becomes healthy and more harmonious. W hen 
there is some obstruction in the chakra, blocks 
are formed, and these blocks prevent energy 
from flowing freely, and the body is unable to 
heal itself. (Chocron 1983:4)

N ew Age color healing and crystal healing are 
examples of m edical techniques that would seem 
appropriate to th is m etaphysica l v ision of the 
universe. It is thought that d ivine w hite lig h t is 
refracted into its seven constituent colors as it  per­
meates the human aura. Each chakra receives one of 
the seven color rays and in turn transm its th is v ita l 
force throughout the body. Red, orange, yellow , 
green, b lue, indigo, and violet thus correspond to 
the seven chakras located along the spinal column. 
A ny technique that can aid us in ac tivating  the 
proper flow of divine ligh t through our various 
chakras can thereby be of m edical value. P lacing 
colored gem s over appropriate chakras, deep m as­
sage, and m editation are a ll thought to promote such 
healing activ ity .

The most touted of New Age healing devices, 
however, has been the use of crystals. Enthusiasts 
claim  that because rock crystal is alm ost entirely 
devoid of color, it is an alm ost perfect capacitator of 
d ivine w hite ligh t. Explanations of exactly how 
crystals w ield  their healing powers vary from prac­
titioner to practitioner. Some m ain tain  that the 
un ique properties of crystals m ake them  excellent 
receivers or receptors of m etaphysical energies. 
Others suggest that crystals work by am p lify ing  the 
person’s own energies. This confusion about whether 
crystals harness the power of personal or extraper­
sonal energies is possibly due only to sem antic d if­
ficulties in  the New Age lexicon. The vocabulary 
em p lo y ed  by N ew  A g e  h e a le r s— la r g e ly  of
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An Indianapolis crystal practitioner demonstrating the 
Vogel-cut crystal techniques.

Courtesy of Cynthia Rumbaugh, photographer, and Linda Laing.

theosophical and m esm erist parentage— describes 
hum ans as ex isting  sim ultaneously in the physical, 
etheric , and astral p lanes. Crystals apparently have 
the ab ility  to harm onize the physical body w ith  the 
etheric fields from which healing energies u ltim ate ­
ly  em anate. C rystal healer Korra Deaver explains:

Crystals act as transformers and harmonizers of 
energy. Illness in the physical body is a reflec­

tion of disruption or disharmony of energies in 
the etheric bodies, and healing takes place 
when harmony is restored to the subtler bodies.
The crystal acts as a focus of healing energy and 
healing intent, and thereby produces the ap­
propriate energy. (1985:40)

The train ing to become a crystal healer is under­
taken w ith  a ll the reverence and m ystery of a 
shamanic ritual. M eticulous attention is g iven  to the
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selection of the particu lar crystal that w ill most 
enhance one’s own personal “vibrations.” After an 
appropriate stone has been selected, healers must 
learn to center themselves inw ard ly and to purify 
their psyches of nonspiritual desires and emotions. 
Breathing exercises, relaxation techniques, m edita­
tion, and the repetition of sp iritua l affirmations are 
a ll recommended as techniques for properly center­
ing oneself. M any hold and m editate upon their 
crystals in a manner s im ilar to the ancient art of 
using crystal balls for divination. “Crystal g az in g ,” 
as Deaver describes it, is “the science of inh ib iting  
normal outward consciousness by intense concentra­
tion on a polished sphere. W hen the five senses are 
thus drastically subdued, the psychic receptors can 
function w ithout interference” (1985 :16 ). To aid in 
this process of inner transformation, crystal healers 
often repeat such affirmations as “I am the L ight of 
God,” “I am filled  w ith  the L ight of the C hrist,” and 
“I am a radiant Being of L ight tem porarily using a 
physical body.”

As crystal healer K atrina Raphael w rites, “Crys­
ta l healings are designed to allow  the recipient to 
consciously access depths of being previously un­
availab le , and draw upon personal resources to 
answer all questions and heal any wound. . . . The 
person who is receiving the crystal healing has the 
un ique opportunity to contact the very essence of 
be ing” (1 9 8 7 :2 0 -2 1 ). C rystal healers caution us to 
put our ordinary ego aside in order to become a purer 
channel of divine energy. W e m ust open ourselves 
fu lly  and suspend our human w ill so that we can 
follow the H igher Guidance that flows d irectly  from 
the Suprem e Soul. C rysta l h ea lin g , then , is a 
sp iritual path and sp iritua l d iscip line in its own 
righ t. Hence Korra Deaver downplays the narrow 
focus upon physical healings and counsels that “even 
if  the breakthrough is only in  your own under­
standing of yourself-as-a-soul, as a Cosmic Being, 
your efforts w ill not have been in vain” (1985:7 ).

Healing as a Rite of Initiation
IT WOULD BE FOOLISH TO SUGGEST THAT 
Am ericans’ only interest in  alternative m edical sys­
tems is relig ious. Most of those who “tu rn ” to 
chiropractic physicians seek relief of persistent pain , 
not unsolicited doses of m etaphysical abstractions. 
Acupuncture, too, has moved closer to m edical or­
thodoxy in this country by dem onstrating its effec­
tiveness in  b locking pain. Now licensed in  21 states 
and covered by many insurance companies, acupunc­
ture has earned at least a m arginal status in the 
Am erican m edical delivery system . M uch of this 
leg itim ation  is due, however, to a tendency among 
practitioners to downplay the theoretical system  
underlying  acupuncture (which postulates the exis­
tence of a v ita l energy system , qi or ch ’i, that flows 
throughout the body along ultrafine m eridians and 
is itse lf  rooted in the ontological ground of a ll being, 
the Great U ltim ate). Acupuncturists have instead 
la rg e ly  been content to stress its physio logical 
results. M any herbal and d ietary regim ens likew ise 
m ake lit t le  recourse to an exp lic it m etaphysic but 
rather herald the natural wisdom of a drug-free, 
noninvasive approach to health.

It would be equally foolish, however, to ignore 
the fact that tens of thousands of m iddle-class 
Am ericans have turned to alternative healing sys­
tems less out of m edical desperation than out of 
sp iritua l hunger. I would even suggest that most of 
these groups (the m ajority of chiropractic physicians 
excluded) attract popular followings not so much for 
their ab ility  to heal as for their ab ility  to com m uni­
cate a sense of partic ipating  in some u ltim ate  reality . 
Their therapeutic doctrines (belief or m yth) and 
practices (r itua l) are proving extraordinarily effec­
tive at enab ling ind ividuals to achieve what W illiam  
Jam es called a “firsthand” religious faith. That is, 
they m ake belief in the presence and power of 
supranatural forces a v ivid  reality for ind ividuals to 
whom relig ion  had form erly consisted of nothing 
more than d u ll habits and lifeless doctrines handed 
to them  by others.
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The affin ity  of these groups w ith  enduring 
strains in  A m ericans’ unchurched sp ir itu a lity  helps 
account for the fact that the literature produced by 
m etaphysical hea ling  groups is more widespread and 
more av id ly  consumed than their actual healing 
practices. The ideas they prom ulgate are apparently 
perceived to be equally  as wholeness-producing as 
the ir physica l techniques. As the introductory sec­
tion of The H olistic H ealth Handbook suggests, “Per­
haps more im portant than the techniques is the 
expansion of consciousness 
they foster” (1 978 :13 ). W e 
are told that the princip les of 
the various ho listic health  
system s covered in the book 
( a c u p r e s s u r e ,  S h ia t s u ,  
re f le x o lo g y , c h iro p ra c t ic , 
m e d it a t io n )  o p en  up  a 
“r e la t io n s h ip  to  in n e r  
w o r ld s ” an d  th e r e b y  
“aw aken the sp ir it w ith in .”
D olores K riege r prom ises 
s tu d e n ts  o f T h e ra p e u t ic  
Touch that they w ill commence an archetypal jour­
ney. H er students— ind iv iduals trained in nursing 
science— soon become avid readers of books on yoga 
m ed itation , T ibetan  m ystic ism , and the relationship 
between the “new physics” and Eastern religious 
trad itions.

In itiation  into alternative healing systems tends 
to transform  a person’s sense of iden tity  and aware­
ness of the w ider environm ents they believe them ­
selves to be in h ab itin g . For exam ple, an early 
student of chiropractic was moved by her direct 
com m union w ith  Innate to alter her previous belief 
that she has a soul to a more ex isten tia lly  v ivid  belief 
that she is a soul: it  is “not that I have an Innate 
In te lligence , but that I am  Innate Intelligence in 
th is physica l sh e ll” (Lubove 1909:74). Sh irley Mac- 
Laine is another exam ple of such religious transfor­
m ation. Television hosts Johnny Carson and Ja y  
Leno have had a fie ld  day w ith  such revelations as 
that she bathes d a ily  w ith  four crystals at the corners 
of her bathtub . N onetheless, her use of crystals and

related m editational practices led her to the convic­
tion that “a healthy state of sp irit controlled m y 
m ind and body. I realized I was essentially a sp iritual 
b e in g , no t a m in d -b o d y  b e in g ” (M acL a in e  
1985:110). And in such convictions rest the v ita lity  
of religion in human life.

Perhaps the clearest illu stration  of alternative 
m edicine’s capacity to turn persons toward alterna­
tive metaphysics can be found in the case of profes­
sional nurses introduced to Therapeutic Touch. No 

lo n ge r agen ts  of a p h ar­
m a c e u t ic a l  t e c h n o lo g y , 
these nurses come to under­
stand themselves instead as 
“channels.” One of K rieger’s 
students describes her new 
healer’s role as “a channel, 
defin ite ly , for the universal 
power of wholeness. I am 
certain it  is not T  who does 
i t .” Another now sees herself 
“as a vehicle through which 
energy can go to the patient 

in whatever way he or she can use i t ” (K rieger 
1979:108). As yet another student expressed it, 
“using Therapeutic Touch has changed and con­
tinues to change me. . . . [I t] requires a certain 
philosophy, and th is philosophy permeates one’s 
total existence” (Q uinn 1981 :62). The benefits these 
persons attribute to their new ly acquired philosophy 
read like  a page from Abraham M aslow ’s studies of 
peak experiences: increased independence from the 
approval of others; increased self-reliance; the ab ility  
to view things in the ir to ta lity ; a more caring at­
titude toward others; the sense of being an integral 
part of the universe; and the abandonment of the 
“scientific m ethod” as the sole approach to the na­
ture of reality.

Tens of thousands of 
middle-class Americans have 
turned to alternative healing 
systems less out of medical 

desperation than out of 
spiritual hunger.
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The Role of Suggestion
The question remains whether an y  of these
m etaphysically charged m edical systems can actual­
ly  heal. Most interpretations of these groups dism iss 
their alleged successes either as being u tterly  coin­
cidental or as being caused by some other factor like 
suggestion. For exam ple, alm ost a ll illnesses go 
through a series of ups and downs before the body’s 
natural recuperative powers restore health. Assum ­
ing that the alternative healer’s methods do no 
serious harm , this natural v ariab ility  in the disease 
would alone prom pt patients to credit improvement 
to the healer’s “powers.” If the patien t begins to 
improve, this w ill be attributed  to the alternative 
healing method (as it  would have been attributed  to 
an “orthodox” physician ’s treatm ent). If the condi­
tion m erely stabilizes, th is too proves the effective­
ness of the treatm ent in arresting the ailm ent. Even 
if  the p atien t’s illness gets worse, he or she w ill be 
told that this is because the treatm ents started too 
late or that they need to be stepped up— further 
contributing to the p lau s ib ility  of the treatm ent 
method. Thus the variab ility  of disease is itse lf a 
sufficient factor to enable “healings” by coincidence.

It is also common to assume that the power of 
suggestion (for example, aroused hope, confidence 
in the healer, increased adrenaline flow) accounts for 
nonmedical healings. The im plication here is that 
alternative healing systems inadvertently function 
as psychotherapies. A lternative healers are able to 
name a p atien t’s illness in a way that evokes patien ts’ 
confidence in the healer’s understanding of the na­
ture and m eaning of their illness. The healer’s seem­
ing  expertise concerning the origins of the illness 
helps e lic it  the p a t ie n t’s hope of recovery. As 
psych iatrist Jerom e Frank explains in his Persuasion 
an d  H ealing, “The ideology and ritual supply the 
patient w ith  a conceptual framework for organizing 
his chaotic, mysterious and vague distress and give 
him  a plan of action, help ing him  to regain a sense 
of direction and mastery and to resolve his inner 
conflicts. . . . M ethods of religious healing also have

aspects that heighten the patien t’s sense of self- 
w orth” (1963 :63 ).

M eredith M cGuire is one of the few scholars to 
have applied this k ind of social-scientific analysis to 
Am erican m etaphysical healing groups. M cGuire 
r igh tly  focuses upon what she calls the sense of 
“personal em powerm ent” that adherents of these 
movements claim  to have received through their 
treatm ents. She concludes that these healing systems 
em ploy a “ritual language” that represents and ob­
jectifies a h igher power believed to be capable of 
augm enting the ind iv idua l’s internal resources. The 
r itu a l language that nonm edical healers use to 
describe their practices is therapeutic in and of itself. 
It transforms “hope in hope its e lf ’ to hope in the 
efficacy of a strong transcendent power. M cG uire 
reasons:

Increasing evidence in W estern medical terms 
suggests that illnesses previously thought to be 
biogenic are related to social and psychological 
states such as stress, conflict, sense of “threat,” 
rapid social change, and sense of powerlessness.
. . .  If this is the case, it is plausible that 
non-“scientific” healing methods, such as we 
are studying, may be able to address problems 
as well as, if  not better than, the dominant 
scientific medical system. B eliev in g on ese lf to be 
in  touch w ith  a  grea ter p ow er  may very well 
l it e ra lly  empower the individual believer to be 
more effective in daily life or at least to cope 
more adequately. (1983:327)

M cG uire strikes me as being on the r igh t track. 
W hat s t ill needs to be explained, however, is how 
a lte rn a t iv e  h ea le rs  “l i t e r a l ly  em p o w er” th e ir  
patients. As it  stands, M cG uire’s reasoning is s till 
dism issive. She alludes to a distinction between 
sim ple belief in  a greater power and belief that one 
has experienced th is power. But because she doesn’t 
follow up on this d istinction , she seems to im p ly  that 
these groups are therapeutic not because of anyth ing 
unique to their methods but rather because of the 
power of suggestion or sheer credu lity . In other 
words, the view  is s t ill that insofar as a g iven illness 
is psychosomatic in o rig in— and studies reveal that
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up to 80  percent of a ll illnesses are— m etaphysical 
healers stand as good a chance of help ing their 
patien ts as M .D .’s.

Religion and Healing: The 
Experience of a Higher Power

I THINK THAT MORE IS GOING ON HERE. I believe, 
in  fact, that alternative healers frequently provide 
th e ir  p a t ie n ts  w ith  ex p e r ien ces  th a t have a 
dem onstrable effect upon psychological and physical 
w e ll-b e in g . The felt experience of encountering a 
sacred rea lity  can be shown to have a wholeness­
gen eratin g  qu a lity  that can “lite ra lly  em power” per­
sons to health . In other words, I contend that the 
ex p lic itly  relig ious aspects of alternative healing 
groups have a therapeutic value d istinct from the 
factors (like  coincidence and suggestion) that one 
w o u ld  find  in  h ea lin g  m ethods la ck in g  these 
m etaphysical elem ents.

M y argum ent concerning a un iquely and d is­
tin c tive ly  relig ious factor responsible for the healing 
of m any persons has three steps: (1) we m ust review 
contem porary literatu re on psychosomatic illness to 
iden tify  certain  psychological conditions that affect 
p h y s ic a l  h e a lth ;  (2 )  w e w i l l  th e n  ex am in e  
psychological theories that show how the experience 
of relationsh ip  w ith  a h igher power is able to in ­
fluence the psychological conditions underlying  
hea lth ; and (3) we can then dem onstrate how a lte r­
native healing  groups m ake this relationship w ith  a 
h igher power availab le to modern Am ericans in a 
w ay that effectively “heals” the psychological condi­
tions that otherw ise m ake us prone to illness. M y 
concern w ith  dem onstrating the therapeutic efficacy 
of certain  types of relig ious experience should not be 
m isin terpreted  as an attem pt to establish whether or 
not these beliefs are true. I am , however, try ing  to 
lend credence to the notion that these metaphysical 
healing groups do in fact mobilize therapeutic resources 
that are un likely to be tapped in any other way.

W e know w ith  some certain ty that stress is a

factor in the onset of disease. Stress has been im p li­
cated in the etio logy of gastro intestinal disorders, 
respiratory disease, cardiovascular disease, hyperten­
sion, duodenal u lcer, and even cancer. W e know, 
furthermore, that a variety of psychological condi­
tions connected w ith  stress are particu larly  as­
sociated w ith  the psychosomatic interaction leading 
to disease. Am ong those most relevant to us are the 
experience of m eaninglessness, major sociocultural 
change, poorly channeled aggression, loss of hope, 
and the emotional poverty that comes from the lack 
of reciprocity or depth in  interpersonal relation­
ships. To be sure, we do not fu lly  understand a ll that 
is entailed w ith  the concept of stress; nor do we 
understand the neurophysiological mechanisms that 
translate social and psychological factors into physi­
cal disorders. It is not always clear, for example, why 
a particu lar event is “stressful” for one person but 
not another. It is thus im portant that when discuss­
ing psychosomatic illness we look not at outer events 
themselves so much as at the personality factors that 
affect how ind ividuals respond to such events. W e 
m ust therefore pay attention to the psychological 
processes that cause ind ividuals to lose vigorous 
relationships w ith  their environment and instead 
fall prey to the meaninglessness, emotional im ­
poverishm ent, aggression , and overall sense of 
fu tility  that m edical literature recognizes as being 
associated w ith  the origins of psychosomatic illness.

I w ish to show that alternative healing groups 
are particu larly  effective at healing (or preventing) 
the kinds of psychological processes that m ake us 
vulnerable to psychosomatic illness. To explain this 
I use a form of psychoanalytic thought known as 
object relations theory and its cousin movement, self 
psychology. According to both theories, psychologi­
cal w e ll-being requires that we have a coherent sense 
of self; a sense of self, moreover, that feels prized, 
valued, and in trin sica lly  worthy of love. The work 
of theorists such as M elanie K lein , Henry G untrip , 
Otto Kernberg, D. W . W inn ico tt, and Heinz Kohut 
examines the grow th of such a healthy self in the 
m edium  of personal relationships. They point out 
that optim al psychological development requires a
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responsive social environment in which ind ividuals 
have continuous access to a nurturing parent who 
mirrors back to them a felt sense of personal worth. 
As G untrip puts it, “For good or i l l , the universe has 
begotten us w ith  an absolute need to be able to relate 
in fu lly  personal terms to an environment that we 
feel beneficially relates to us”
(1 9 6 9 :3 2 7 ) . The newborn 
finds such an environment 
supplied by the nurturing 
parent. In the world of the 
infant there is no clear-cut 
dem arcation between the I 
and the you . The se lf  is 
m erged w ith  the “h igh er” 
being of the parent and finds 
its worth m irrored in his or 
her affirm ing presence. This 
m irrored sense of worth gives 
rise to a healthy narcissism—  
the a b i l i ty  to m ain ta in  a 
sen se o f b e in g  a p r iz e d , 
cohesive self. As the child 
grows up, she can establish 
in tim ate  personal relation­
ships and feel a sense of connectedness to valued 
cu ltural ideals, thus sustain ing this feeling of being 
related  to a “h ig h e r ,” in tr in s ic a lly  m ean ingfu l 
reality.

It is inevitab le that the ch ild ’s need for recogni­
tion and adm iration w ill eventually be disappointed 
by the valued and esteemed parent upon whom she 
has placed unrealistic demands. The blow to self­
esteem produced by the unm et need for recognition 
and adm iration creates frustration and internalized 
rage and aggression. This blow also distorts the 
in d iv idua l’s narcissistic structures. In stark contrast 
to popular misconceptions of narcissism  as a condi­
tion m arked by excessive self-love, it is now under­
stood to be the psychological consequence of an 
in d iv idua l’s in ab ility  to form relationships that w ill 
provide recognition and a sense of self-worth. (In 
other words, narcissism is characterized by too litt le , 
not too much, self-esteem.)

The dam age to our natural and “hea lthy” narcis­
sistic tendencies causes us to form psychological 
barriers to protect ourselves from further em otional 
hurt. The ind iv idual becomes increasingly incapable 
of genuine reciprocity, in tim acy, or openness in his 
relationships w ith  others. Such pathological narcis­

sism  is thus characterized by 
a shallow emotional life and 
a lm ost to ta l lack  of em ­
pathy. The person becomes 
closed off from the g ive-and- 
take of re la tion sh ip s and 
consequently becomes un ­
able to recognize the needs 
of others, identify w ith  any 
c o n s is te n t  se t o f m o ra l 
values, or have a realistic 
sense of his own fin itude. 
Im portantly, the precarious 
self-im age associated w ith  
unhealthy narcissism creates 
c o n t in u o u s  f r u s t r a t io n ,  
rage, and aggression that is 
ord inarily internalized and 
d irected  aga in st the self. 

These are, as we have seen, precisely the psychologi­
c a l c o n d it io n s  r e la te d  to  th e  e t io lo g y  o f 
psychosomatic illness.

As psychoanalyst H einz Kohut (1978) and cu l­
tural theorist Christopher Lasch (1970) have pointed 
out, a fa irly large percentage of those liv in g  in 
modern W estern societies suffer from some degree 
of narcissistic disorder. It is im portant to remember 
that “unhea lthy” narcissism  is a reflection of the 
precariousness of sustain ing wholesome self-esteem 
and is thus to some extent characteristic of the 
human condition. Kohut has repeatedly emphasized 
that the narcissistic need to see ourselves m irrored 
and esteemed by the nurturing parent is potentia lly 
the core of a strong, cohesive self. Because the nar­
cissistic structures are what make it  possible to view 
the world in relation to ourselves, they contain the 
seeds of the h ighest developm ental achievements of 
adu lt life. C reativ ity , humor, em pathy, genuine

Insofar as an alternative 
healing group can meet a 

person’s need for empathic 
interpersonal relationships or 
for a sense of relationship to a 

“higher being,” it would be 
able to remove destructive 

emotions and effect 
a healing process.
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love, and wisdom  a ll require a sense of continuity 
w ith  the world. If our narcissistic needs are ade­
quate ly  m et and channeled, they provide the foun­
dation for a m ature engagem ent w ith  life based upon 
w hat Kohut describes as a felt “sense of supra- 
ind iv idua l partic ipation  in the w orld .”

W e are fin a lly  in  a position to understand how 
so m any alternative healing groups can empower their 
adherents. It would seem that the success and con­
tinued popu larity  of these alternative healing sys­
tem s com e from  th e ir  a b i l i t y  to en gage  and 
transform the se lf  s narcissis­
tic  needs. Let us consider 
three ways in  w hich they 
b r in g  th e  re so u rc e s  o f 
re lig ion  to bear upon their 
p a t ie n ts ’ health : F irst, by 
help ing to heal the psycho­
logical conditions that cause 
m an y  p sych o so m atic  a i l ­
m en ts and thereb y  foster 
recovery; second, by allev ia t­
ing  the blow to self-esteem 
that accompanies nearly a ll 
forms of illness regardless of cause; and th ird , by 
addressing the need for wholesome self-esteem even 
in those who are not i l l  at all.

F irst, it  is reasonable to infer that the rage, 
fru stra tio n , and in te rn a lly  d irected  aggression  
created by our unm et narcissistic needs are prim e 
causal factors in the etio logy of psychosomatic i l l ­
ness. It follows that insofar as an alternative healing 
group can meet a person’s need for em pathic in ter­
personal relationships or for a sense of relationship 
to a “h igher b e in g ,” it  would be able to remove these 
destructive emotions and effect a healing process. I 
need not dw ell on the sensitiv ity  and em pathy that 
alternative healers typ ica lly  have for their patients. 
But I should underscore that the literature— w ritten 
both by healers and by their patients— fu lly  sup­
ports the hypothesis that a lternative healing systems 
perm it the warm  interpersonal environm ent in 
w hich ind iv iduals can let down their self-imposed 
defense mechanisms and come to feel themselves as

prized and cared for. Perhaps more im portant, the 
beliefs and practices in  these alternative healing 
systems are designed to foster experiential awareness 
of our in tim ate relationship w ith  a h igher sp iritual 
power. The language of prana, anim al m agnetism , 
Innate, and the lik e  make God im m anent enough to 
perm it relatedness or m erger yet s t ill sufficiently 
m etaphysical to constitu te the idealized  object 
capable of bestow ing m eaning and value upon the 
self. These healing systems provide ritualized  ex­
periences w hereby people tem porarily  separate 

them selves from m undane 
sensations and gain  access to 
a m etaphysical reality . Their 
adherents find them selves 
enveloped  by a sp ir itu a l 
pow er to w h ich  th ey  in ­
herently have permanent ac­
cess. This helps them not 
only to ground their self-es­
teem in a sacred rea lity  but 
also to feel themselves safely 
and positively connected to 
the world around them . For 

some ind iv iduals, in itia tion  into these m etaphysical 
healing systems makes God accessible in ways that 
in stitu tional relig ion  never could and in this way 
releases inherent tendencies toward healthy and 
creative liv ing .

Second, the onset of illness itse lf  provokes nar­
cissistic rage that subsequently serves as an im ped i­
m ent to recovery. Illness presents people w ith  a 
severe challenge to their ab ility  to affirm their own 
significance w ith in  the cosmos. Patients often con­
sult a doctor for more than the remission of their 
symptoms; they often also seek re lief from the fears 
that have been aroused by their illness, and they seek 
ways of in terpreting the reasons for their having 
fallen out of favor w ith  the cosmos. By g iv ing  
patients confidence that they have inw ard ly recon­
ciled themselves to the u ltim ate  powers upon which 
life depends, alternative healing groups make pos­
sible the restoration of a coherent sense of self. An 
excellent exam ple of alternative m edic ine’s ab ility

For some individuals, 
initiation into metaphysical 
healing systems makes God 

accessible in ways that 
institutional religion 

never could.
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to regenerate patien ts’ self-esteem was the actress J i l l  
Ireland’s m uch-publicized strugg le  w ith  breast can­
cer. Ireland was severely traum atized when she first 
learned of her condition: she found her life increas­
in g ly  chaotic, senseless, and terrify ing. She was in ­
troduced to a holistic health practitioner who taught 
her to m editate, and she also learned to m ake use of 
what she described as the “healing properties of 
quartz crystals for focusing and energ izing m y mind 
and body.” Her discovery of previously unknown 
po ten tia ls  for connecting herself w ith  a w ider 
sp iritua l rea lity  enabled her to regenerate herself 
psychologically and to overcome the dam aged self- 
im age , the sense of m ean inglessness and v u l­
nerab ility , and the internalized aggression born of 
her illness. Speaking of the “g ifts” she had received 
from her temporary victory over cancer, Ireland 
(1 9 8 7 ) m entioned having more confidence and 
being “more at ease” w ith  herself. The experience, 
she said , “brought m editation to m y life” and “has 
enriched m y relationships w ith  m y children and the 
people close to m e.”

Third , the unique capacity of these movements 
to b ring the resources of relig ion  to meet our narcis­
sistic needs makes them h igh ly  attractive and, in ­
deed, em pow ering, even for those who are not 
physica lly  il l  at all. Peter Homans, a psychologist of 
relig ion , has drawn attention to the fact that the 
Protestant denom inations that have so influenced 
Am erican religious life have prospered in W estern 
cu lture precisely because of their ab ility  to meet this 
fu n d a m e n ta l  p r e r e q u is i t e  o f p h y s ic a l  and  
psychological v ita lity . H is comments bear d irectly 
upon the reasons that alternative healing groups 
function as 'a  kind of cu ltural successor to classical 
Protestantism  for many m iddle-class Am ericans.

[Classical Protestantism] created a unique and 
h igh ly  effective solution to the universal 
p sycho lo g ica l needs for id ea liza tio n  and 
merger. Protestantism synthesized these needs 
w ith viable and appropriate cultural objects 
through its doctrine of the transcendent exis­
tence of God, which met the need of the self 
for idealization, and through the evangelical

d o ctr in e  of the b e lie v e r ’s oneness w ith  
Christ— I am in Christ and Christ in me—  
which nurtured the believer’s associated need 
for merger w ith a supreme cultural object. In 
this way Protestant Christianity articulated 
w ith the narcissistic needs of its followers. 
(1979:194)

As Homans observes, the capacity to merge 
psychologically w ith  “a supreme cu ltural object” is 
necessary if  adults are to meet universal psychologi­
cal needs. Y et m any persons in modern W estern 
cu lture find it increasingly d ifficu lt to “idealize” the 
God of in stitu tional religion sufficiently to make 
this a viable option. This is especially true of the 
ed u ca ted  re a d in g  p u b lic  w hose exposu re  to 
secularizing influences makes them somewhat im ­
mune to the wholeness-generating powers of trad i­
tional religious symbols. And herein, I believe, lies 
the therapeutic value of alternative m edicine for so 
many modern Am ericans. They have made concep­
tions and even experiences of God accessible to those 
who, for whatever reason, were not being reached by 
institu tional religion . W e should note the sugges­
tion of another psychologist of relig ion , Donald 
Capps, about the forms of religion that m ay be 
expected to foster w e ll-being  in our age: “If relig ion  
exerts less influence on the social order but retains 
its influence on personal life, as various seculariza­
tion theories suggest, th is ‘p rivatization ’ of religion 
provides a favorable context for an increasingly close 
association of relig ion  and narcissism. . . .  A trans­
formed narcissism  m ay provide the foundation not 
only for psychological w ell-being but also for such 
sp iritual w ell-being as can realistically  be expected 
in a secular w orld” (1985 :242).

If m y interpretation is correct, the turn to a lte r­
native m edicine is not prompted exclusively by 
m edical desperation. Nor is it either a turn toward 
sheer superstition or a turn away from the trad itional 
values of the Am erican m idd le class. It is, however, 
a turn away from the m etaphysics of either scientific 
m ed ic ine or churched re lig io n . B u t h isto rica l 
perspective shows th is  to be a turn  toward a 
m etaphysical trad ition long-standing in Am ericans’
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unchurched sp ir itu a lity . And insofar as it is atten­
tive to h um an ity ’s psychological needs, it m ay well 
be, as Capps suggests, a turn  both to psychological

w ell-being and to as v ita l a form of sp ir itu a lity  as 
can be rea listica lly  expected in our secular age.®

NOTES

1. I do not mean to imply that all alternative medical systems exhibit the metaphysical belief structure that I deal with in this 
article. Nutritional and exercise therapies, for example, seek to strengthen and regulate basic metabolic processes through diet 
and sundry fitness regimens. Likewise, many massage and breathing systems make no claims concerning the presence or activity 
of extrasomatic energies. It should be noted, however, that unorthodox systems of the nonmetaphysical kind tend to emphasize 
preventive rather than curative practices. And even when some adherents emphasize an alternative medical system’s known 
physiological properties, Eastern notions of subtle body energies such as ch ’i or prana have a way of adjoining themselves to 
these explanations and thereby invoke reference to ultimate metaphysical realities such as Brahman, the Tao, the Cosmic Body 
of the Buddha, and so on.

2. Several of the medical systems listed here are not covered in this article. Reflexology postulates that the energy pathways for 
the body all converge in the foot and, consequently, massaging the foot can promote healing virtually anywhere in the body. 
Iridology is a diagnostic procedure based on the assumption that different parts of the iris reflect changes in corresponding areas 
of the body. Ayurvedic medicine is based on ancient Hindu texts describing health as a function of the three humors (fire, 
mucus, and wind). Shiatsu is a form of Japanese finger-pressure massage that stimulates and soothes key points along acupuncture 
meridians. Rolfing is a form of deep massage used to bring the body into vertical alignment. Kirlian photography is a diagnostic 
technique using a special form of photography that can ostensibly record and detect weaknesses in the human aura. Psychic 
surgery, such as the form that was practiced in the Philippines and received a great deal of attention during the 1970s, utilizes 
the healer’s psychic powers for treating the patient’s nonphysical energy systems.
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The Drunkards. Oil on canvas by Jam es Ensor, 1883.

Collection of Georges de Graeve, Brussels. © Estate of James Ensor/VAGA, New York. Photo courtesy Art Resource, New York.
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Grass-Roots Reflections on Substance Abuse
A Community Dialogue Approach

Stephen G. Post

I know no safe depository of the u ltim ate powers of society but the people themselves; and if  
we th ink  them not enlightened enough to exercise their control w ith  a wholesome discretion, 
the remedy is not to take it from them , but to inform the ir discretion by education.

— Thomas Jefferson

T h e r e  h a s  b e e n  c o n sid e r a b l e  d is c u s s io n

over the last several years about moving health care 
ethics in the direction of com m unity dialogues or, 
as some prefer, “town m eetings.” In Oregon, Ver­
mont, Colorado, and a dozen or more other states, 
such dialogues have focused on questions of health 
care access and rationing. In a budding national 
organization, Am erican H ealth  Decisions, a coali­
tion of citizen groups is identifying  com m unity 
priorities to make the delivery of health care more 
humane, appropriate, affordable, and universal.

B ioeth icist Daniel Callahan, in recom mending 
that Americans th ink  about health care access and 
righ ts in terms of the common good rather than 
lim itless ind iv idual desires, suggests that leg islative 
decisions about priorities should be “preceded and 
accompanied by public forums, hearings, and educa-

Stephen G. Post is associate professor, Center fo r Biomedical Ethics, School o f 
Medicine, Case Western Reserve University, Cleveland, Ohio.

For citation: Post, Stephen G. 1992. “Grass-Roots Reflections on Substance Abuse: A 
Community Dialogue Approach.” Second Opinion 18, no. 1 (July): 33-47.

tion program s” (1990 :207). He cites the “system  of 
grass-roots discussion and debate for the general 
public pioneered in the Oregon H ealth Decisions 
program ” as a useful exam ple of what should occur 
more w idely  (1990 :207). In this article I describe 
the process of one regional com m unity d ialogue, the 
Greater Cleveland Com m unity D ialogue on Values 
and H ealth  Care, for which I serve as associate 
director. I then present the value affirmations that 
em erged from the D ialogue-sponsored town m eet­
ings on the specific topic of substance abuse.

Dialogue Structure, 
Participation, and Process

THE GREATER CLEVELAND DIALOGUE is an inde­
pendent en tity  facilitated and staffed by the Center 
for B iom edical Ethics of the School of M edicine, 
Case W estern  Reserve U n iversity .1 The D ialogue is 
com m itted to the idea that too much of health care
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ethics has been spun deductively by professional 
th inkers, m any of whom have not listened carefully 
to the voices of the people. The D ialogue therefore 
refrains from basing its work on formal em pirical 
studies of pub lic  opinion. Instead it uses an induc­
tive, nontheoretical approach to health care ethics, 
one that takes into account the narratives of sufferers.

The D ialogue, a core group of 30 com m unity 
leaders from various advocacy groups and profes­
sions, selects the broad topics for these narratives. 
Then, for each topic, it  schedules a series of three- 
hour town m eetings, extending over a period of six 
m onths. As topics shift every six months, new m em ­
bers w ith  relevant expertise are asked to join the core 
group.

M em bers of the core group attend the town 
m eetings, held in the neighborhoods of Greater 
C leveland at churches or synagogues, neighborhood 
centers, nursing homes, drug treatm ent centers, and 
elsewhere. A t these m eetings, which are w idely 
ad v e rtised  by th e lo ca l m ed ia , the peop le of 
C leveland present powerful testim ony regarding 
the ir personal experiences w ith  the p itfa lls of our 
health  care system . Some speakers are prescheduled, 
but m any are not. A panel from the core group m ay 
ask questions of each speaker.

O f course, town m eetings have their problems. 
For instance, as in  the Q uaker m eeting, one never 
knows if  an in d iv idua l w ill be moved to speak 
endlessly. Each testim ony is therefore lim ited  to five 
m inutes, though in  rea lity  the stories are so g ripp ing  
that they often go on for tw ice the allo tted tim e.

The ch ief job of the core group is to deliberate 
b im onth ly on the m aterials gathered from public 
testim ony. In add ition , the core group meets w ith 
local, state, and national policym akers from Greater 
C leveland to g a in  practical knowledge of current 
po licy  in itia tiv es that raise basic value questions. 
The core group benefits from its internal d ialogue 
as w e ll as from its d ia logue w ith  policym akers and 
w ith  the pub lic .

A t the end of each six-m onth  period , the 
D ialogue subm its a report on the basic values that 
should gu id e  regional policym akers. The official

report on each D ialogue topic is m ailed to over 5,000 
com m unity leaders in  C leveland, in  the state capital, 
and across the nation. The reports are used in  public 
and private schools as educational tools.

As associate director of the D ialogue, I acknow l­
edge the debate about the extent to which such 
dialogues can achieve consensus (see Fox and Leich- 
ter 1991). However, I believe that the values iden­
tified thus far in the C leveland D ialogue present a 
reasoned consensus. In our h igh ly  p lu ra listic  cu l­
ture, when consensus is not possible on a g iven 
point, d isparities of opinion m ust be acknowledged. 
But a rem arkable degree of consensus is possible 
when the people of a com m unity are listened to and 
when subsequent deliberations about values and 
pub lic policy are a response to what has been said. 
In C leveland this consensus could occur despite the 
fact that the D ialogue’s core group members shared 
no single eth ical theory or theological princip le.

From January to Jun e  of 1991, the D ialogue’s 
core group selected substance abuse as the topic for 
a se r ie s  o f c o m m u n ity  m e e tin g s  in  G reate r 
C leveland . O ther com m unity d ia logues, which 
commenced in February 1990, covered the topics of 
the m ed ically underserved, long-term  care, m ental 
health , and rationing. For the substance abuse topic, 
the core group included a leader from the Islam ic 
com m unity; a judge from the county juven ile court; 
the vice president of B lue Cross and B lue Shield of 
O hio; executive d irectors of the Federation of 
Catholic Com m unity Services, the Commission on 
H ealth Concerns for the Greater C leveland Federa­
tion for Com m unity P lann ing, the Center for Sub­
stance Abuse at Case W estern Reserve U niversity , 
A lcoholism  Services of C leveland, the C h ildren ’s 
Defense Fund Greater Cleveland Project, the Inter­
church Council of Greater C leveland, the Cleveland 
N e igh b o rh o o d  C en ters  A sso c ia tio n , and the 
W om en’s A lliance for Recovery Services; as w ell as 
regional coordinators from the Am erican Associa­
tion of Retired Persons, the Association for Retarded 
C it ix e n s , and  m an y  o th er g ro u p s . E th ic is ts , 
th e o lo g ia n s , law y e rs , p o l it ic a l  p h ilo so p h ers , 
C le v e la n d ’s le a d in g  ta lk -sh o w  h o st, n u rses ,
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physicians, and social workers also served on the 
Dialogue core group.

The body of th is article deals w ith  the seven key 
values that surfaced in pub lic testim ony during  the 
town m eetings on substance abuse. They were not 
framed in advance by the D ialogue staff or the core 
group.

Testimonies and Affirmations
The testimonies establish seven ke y  values 
in  response to substance abuse: (1 ) freedom  from  in ­
toxication, whether through legal or ille ga l substan­
ces, because in to x ic a t io n  harm s in d iv id u a ls , 
fam ilies, and society; (2) consistency in a ll areas of 
society in  discouraging intoxication; (3) so cia l justice, 
because hopeless environments encourage the escape 
into substance abuse; (4) responsibility, both personal 
and com m unity, for deterring substance abuse; (5) 
f a i r  access to treatment; (6) equa lity f o r  women in  trea t­
m ent; and (7) prevention.

As an introduction to the discussion of each of 
these values, I have included some testim ony from 
the town m eetings. W h ile  the words that follow the 
testim onies are m y own, they are reflective of the 
core group  deliberations. The core group w ill 
publish  its final report by m id -1992.

1. Freedom fro m  Intoxication  

Testimony

“M y drug of choice was cocaine, which caused me to 
lose a lot in my life. You know, i t ’s easy for me to 
dwell on the m aterial things I lost, but today I see the 
m aterial th ings were not that important. I t’s that I lost 
myself, and that’s when I became w illing  to change. I 
lost a job I had worked at for 17 years, I lost a home I 
bought, a wife and son now liv ing in another state. 
Like I say, a ll that doesn’t m atter because today I have 
m yself back. I t’s not the outside things, i t ’s the inside

things. A ll my life I dwelled on what was on the 
outside. Today it comes from the inside. I don’t need 
the material things that I thought were so important, 
that I thought made me myself. Today I find out that 
just being joyous and happy is w hat’s most important 
to m e .” (former cocaine add ict)

•

“I had absolutely no idea how to live sober on the 
streets. How would I live out there? Ju st as a small 
example, when I was liv ing in a halfway house, we had 
times to do our laundry, and if  I went downstairs and 
someone’s laundry was already in the washer, I would 
just be frantic over this because I litera lly  had drank 
my way through everything— getting dressed, driving, 
doing m y laundry. Every functionable th ing I was 
doing at the end of my addiction, I was doing w ith 
alcohol and drugs available at all times.

“I changed my whole life-style, and I have 
changed my way of th inking about everything on a 
daily basis. I choose not to pick up the drink or the 
drug today. And it isn’t that I haven’t had the 
opportunity, and it isn ’t that there isn’t a bar on every 
corner and I couldn’t just w alk in. But I tend not to 
put myself in situations where I th ink I m ight lose my 
sobriety. M y sobriety is the most important th ing in 
m y life today. I stay real active doing things that 
encourage sobriety.” (a recovering a lcoho lic a n d  add ict)

•

“One of the first things that I can recall in my life is 
being taken out of bed in the m iddle of night by my 
mother, w ith blood on her face, and taken w ith my 
two brothers across town to m y grandmother’s house, 
and while there, having m y alcoholic uncle saying he 
was going to k ill the SOB, who was pounding on the 
door because he wanted to take us home. . . . My 
mother, on the other hand, was a very loving, very 
religious person, and she kept us all together, my 
brothers and myself. . . . However, she was a martyr, 
and I don’t th ink she knew it, but I th ink she really 
enjoyed her martyrdom. She d idn ’t understand what 
was happening in her life any more than we children 
understood what was happening to us. This was the 
type of atmosphere I lived in, so the two main 
emotions I had growing up were fear— that was 
probably the most dominant— and the love I got from
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m y mother. M y religious faith came from my mother.” 
(son o f  an alcoholic father)

•

“In m y years d irecting the free clin ic ; I am amazed by 
the horrid problems. You know, road maps of surgical 
scars because of the life-style of drugs and alcohol. 
Gunshot wounds, knife wounds, accidents, and even a 
24-year-old w ith evidence of an old heart attack on her 
EKG because of cocaine use.” (physician who has 
provided substance abuse care a t the Free Clinic in Cleveland)

Discussion

In to xicatio n  is for m a n y  a  rite of passage
into adulthood and m aturity . In the late 1960s, 
d rug  and alcohol abuse increased among young 
people to an unprecedented leve l. By the 1970s news 
stories described ch ildren  age “ten or eleven using 
m arijuana, d r in k in g  heav ily , and even m oving on to 
cocaine. C hildren whose bodies and m inds had not 
even moved into puberty were already poisoning 
the ir bodies” (Engel 1989:x). Substance abuse has 
declined somewhat am ong young people since the 
m id -1980s, but this trend has been less noticeable 
am ong disadvantaged youth. In 1986, h igh  school 
students in the U nited  States continued to use illic it  
drugs and abuse alcohol to an extent far greater than 
in any other industria lized  nation in the world (H al- 
loran 1986).

O ne h u n d red  and  f if ty  O hio ado lescen ts 
gathered  in 1990 w ith  the governor of the state in a 
sum m it m eeting , “Y outh Expressing Solutions for a 
B etter W o rld .” A report on substance abuse pub­
lished after the sum m it included this passage: “Some 
of the young people concluded after attend ing the 
ev en t th a t  ‘s t r a ig h t  p eo p le  are not b o r in g ’” 
(Governor’s Office 1990 :10). The adolescents’ as­
sum ption that sobriety is boring reveals how deeply 
ingrained  the appeal of intoxication is. W e m an ipu­
late our m inds and behavior to “get h ig h .” The 
hum an m ind , capable of endless creativ ity in count­
less fie lds, should be held invio lab le and precious,

but we do not hold it so. In our fam ilies and schools, 
we m ust provide opportunities for young people to 
discover the power of their w ell-function ing m inds 
and the value of this functioning as a form of 
freedom.

T im othy M . R iv inus, a lead ing psych iatrist 
dealing  w ith  alcoholism and substance abuse among 
college students, emphasizes that these self-abuses 
cannot be deterred un til they become socially unac­
ceptable (1988). W e are a ll responsible for defeating 
the assum ption that alcohol and drug intoxication 
are “a ll r ig h t .” They are not a ll r igh t. A ddiction can 
spawn death of self and innocent others, insan ity , 
fam ily  abuse and neglect, fetal alcohol syndrome, 
huge m edical costs, lost talents and productiv ity , 
and countless other serious harms. Thus it  is trou­
b ling  that sobriety is a value sometimes so casually 
rejected. Trendsetters, who often define what is chic, 
have sometimes contributed to this rejection.

Those in our society who have special oppor­
tun ities to inculcate the value of freedom from in­
toxication have an obligation to do so, and many 
today are doing so. For exam ple, there are those who 
propose, on the basis of both sp iritua l and eth ical 
values, abstinence from alcohol and drugs. The N a­
tion of Islam is one such group, and one of its 
Cleveland leaders, Omar A li-B ey, has been an im ­
portant voice in the substance abuse dialogue. In 
addition , leaders from the Jew ish  and Christian 
com m unities serving w ith  the core group have asked 
that the D ialogue ca ll on a ll com m unity religious 
bodies to denounce intoxication and to em ulate the 
temperance movements of the last century.

2. Consistency 

Testimony

“I’m a firm believer that there is an overall conspiracy 
to keep drugs in the black community. I th ink that it 
serves two purposes. It serves to keep black people in 
check, and it serves to continue to finance America.

“I can remember when Bush had said in a state of
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emergency address, or the state of the union, that he 
could identify two spots along the border where over 
90 percent of all the cocaine was coming into the 
country, and then he cut the border patrol by 36 
percent. If we can do things like stop tiny microchips 
from coming into this country under the auspices of 
national security acts, then I’m sure that we can stop 
these large quantities, shiploads, airplanes of dope 
from coming into this country.” (unidentified speaker)

•

“DARE is an acronym for Drug Abuse Resistance 
Education. It’s taught m ainly in the elementary 
schools, but it is also taught in the junior highs and 
high schools. In Cleveland, this is our second year. . . . 
W e talk  about four types of peer pressure and eight 
ways to say no to drugs. W e hone in on alcohol and 
cigarettes, the drugs of choice for elementary kids.

“W e ta lk  to them about their families, support 
groups, risks, consequences, decision-making skills. In 
these lessons we use a workbook and at the end of the 
lessons the students have to make a statement about 
how they are going to stay off drugs. They have to do 
this publicly in front of their peers, and then the best 
statements are presented on a stage before the parents.

“W e bring in role models for the students. The 
role models we choose are high school students. . . . 
W e talk to them about the YMCAs and churches. . . . 
W e also ta lk  heavy about how the media encourage 
drugs in America, about the techniques that are used 
in advertisements and commercials. W e spend a lot of 
tim e on that.

“W e have a box where the children can write us 
notes and messages. A lot of times they’ll te ll us about 
things going on in their families. And they don’t sign 
their names. W e te ll them to remain anonymous. But 
the messages they w rite raise an important question: 
W here are the children learning right or wrong?” 
{Clevelandpolice officer, Drug Abuse Resistance Education)

•

“Much of what has been said already is part of my life. 
I came from an alcoholic home, so I am an adult child 
of an alcoholic. I am an only child, so the entire brunt 
of m y Dad’s alcoholism I felt.” (pastoral counselor at a 
local hospital)

“They found 50 billion dollars to k ill a lot of people in 
the M iddle East, but they can’t find one b illion dollars 
to support drug treatment here. It’s a damn shame!”
(unidentified speaker)

Discussion

OUR SOCIETY CONVEYS THE MESSAGE that a ltering  
the m ind and behavior w ith  chem ical substances for 
nonmedical reasons is desirable. W h ile  our society 
is able to say, w ith  respect to alcohol, that it is 
unacceptable to endanger others through drunk 
driv ing , it  does not say that intoxication is un­
desirable or even shameful. There is a need to attach 
more value and prestige to moderation and sobriety, 
and in the case of the chem ically dependent, to 
abstinence. No society that glam orizes intoxication 
can easily eradicate alcohol and drug abuse.

Consistency means the avoidance of such con­
tradiction and hypocrisy by fam ilies, business, and 
society. Children and adolescents should be consis­
ten tly  gu ided  to value freedom from intoxication. 
Instead, they receive m ixed messages from parents 
who set bad examples or from m edia, advertise­
ments, and other means. If we are consistent, we can 
convey the message that substance abuse is not 
sociable, not attractive, and not grown up.

As we have seen over the past several decades, 
consistency has played an impressive role in  chang­
ing pub lic attitudes toward sm oking. A degree of 
consistency has been achieved because of the efforts 
of business, governm ent, and the public. A powerful 
exam ple of a push for consistency is the antism oking 
cam paign launched in  1984 by the B ritish  M edical 
Association (BM A), intended to end tobacco adver­
tis ing  and promotion in Great B rita in . A lthough 
TV ads had been banned, the BM A was concerned 
w ith  the promotion of sporting events by tobacco 
companies. In a special report, the BM A made the 
fo llo w in g  s ta te m e n t : “T obacco  a d v e r t is in g  
promotes the idea that sm oking is norm al, good and
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glam orous. Tobacco advertising  continually tells 
people that sm oking is desirab le” (B ritish  M edical 
Association 1986 :81). The report emphasizes the 
co n trad ic tion  betw een know ing  the hazards of 
sm oking and allow ing  advertisem ents.

The value of freedom from intoxication should 
be em phasized in  th is society w ith  a fervor equal to 
or greater than the fervor we exercise in stressing the 
value of freedom from sm oking. The testim onies we 
have heard in  th is d ialogue drive home the effects of 
substance abuse— 15 percent of all annual deaths, 
spouse and ch ild  abuse, AIDS, loss of careers, c ir­
rhosis of the liver, d im in ished  cognitive function 
and m em ory, the severe w ithdraw al of delirium  
tremens, re lational d ifficu lties, car accidents, date 
rape, and unintended pregnancies, among many 
others.

In the in terest of social responsib ility, Am erican 
corporations can m ake freedom from intoxication a 
cen tra l concern. U ltim a te ly , the business com­
m u n ity  w ill g a in  from a concerted effort on that 
front: its foreign com petitiveness is compromised by 
increasing health  care costs that are in  part the result 
of unhealth fu l em ployee behaviors (Califano 1986). 
B ut more broadly, an effective work force cannot 
em erge from a society in which 60 percent of the 
w orld ’s ille ga l drugs are consumed (Berger 1988). 
A N ational In stitu te  on D rug Abuse study shows 
that the cost to businesses in terms of lost produc­
tiv ity , property crim e, absenteeism , and accidents is 
about $100  b illion  annually  (N ational Institu te on 
D rug Abuse 1986).

D rug prevention program s sponsored by the 
schools are a necessary step in  the r igh t direction. 
The schools have a m ajor role to p lay in estab lish ing 
consistency, but they cannot succeed if  the business 
com m unity does not work toward consistency as 
w e ll. Nor can the schools succeed when young 
people go home to parents who are themselves sub­
stance abusers. Schools can disparage substance 
abuse when role models in the home encourage it, 
but not as successfully. It is especially trag ic  when 
parents instruct ch ildren  on the harms of substance 
abuse but do not set the proper example. Children

and adolescents need good role models; they also 
need the courage to te ll their peers that intoxication 
harms both ind iv idual and society.

3. Socia l Ju s tic e  

Testimony

“W e must understand first that, a in ’t nobody gonna 
pay to get you off drugs because they want us on drugs 
and especially black men today. . . . Our values are so 
distorted to where we think that A ir Jordans is what 
make Michael fly through the air like that, and that’s 
what I w ill k ill you for because I got on a pair of Jocks 
and I want them Jordans.

“W e must understand love. How we are taught to 
hate ourselves. That we are actually ugly men. W e 
look in the mirror and see these b ig noses, man, and 
this nappy hair. . . . See what I’m saying. And 
treatment centers don’t mean nothin’ brother. Don’t 
mean nothin’. That’s just another place to make us 
stupid, to put us in so we be locked down and they 
know where we at— you know what I ’m saying— the 
same thing as ja il because drugs are something that are 
crazy, ’cause, you see, I d id drugs.” (unidentified former 
addict and gang member, convert to the Nation o f  Islam, 
member o f  Islamic antidrug organization)

“W e talk to the kids about self-esteem. How can a 
child have self-esteem? I’ve been into homes where 
some of the children don’t have beds to sleep on at all. 
How does a child like that gain self-esteem, starting 
out that w ay?” (police officer)

•

“To get rid of the drugs in the community, we need to 
replace them w ith something. Jobs, we need more 
jobs. If we had something for these people to do with 
their energy, to bring pride back into their lives, they 
could see that there is another direction.” (unidentified 
speaker)
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“I always considered drug addiction as symptomatic of 
a bigger problem. It doesn’t make sense to look at 
drugs as an isolated problem. Yes, this person has 
moved into an addiction cycle, usually because of a 
m u ltip lic ity  of reasons that have to do with economics, 
socialization, religion, fam ily, and everything. If you 
just take the problem of addiction in isolation, you’re 
never going to solve the problem.” (executivedirector, 
Community Action Against Addiction)

Discussion

T he  v a lu e s  o f  FREEDOM AND CONSISTENCY lead 
to the issue of social justice. Social justice refers to 
the deep structures of society that foster genuine 
equality  of opportunity for a ll citizens. People who 
lack jobs, education, and social status confront op­
pression at every tu rn ing. Freedom from intoxica­
tion is not easy for people who lack hope for the 
future, who live in  ghettos, who are impoverished, 
who lack appropriate role models, and who reside in 
environments that seem to be special targets for 
heavy cigarette and alcohol advertisem ents.

Substance abuse can be correlated w ith  lack of 
self-esteem, which in  turn arises from lack of love, 
poor schools, and m any other poverty-related en­
vironm ental factors. Drug abuse can in part be 
understood as self-enhancem ent, m aking up for a 
lack of genuine self-esteem. The popular adm oni­
tions to those who lack self-esteem— “Be the person 
you want to be,” “Offer more to yourself and the 
w orld ,” “Accept challenges,” “Enrich your life”—  
sound hollow when the cycle of despair and hope­
lessness is so deep that a T -sh irt reads “Go ahead, 
shoot, I ’m already dead !”

As one com m unity member observed, “To get 
rid of drugs in the com m unity, we need something 
to replace them , nam ely, jobs.” Others at the forums 
stressed that if  young people in the com m unity 
could turn their energies toward useful w ell-paying 
activ ities, such as construction or some other trade, 
“pride m igh t be returned to their lives.” Some who 
spoke from the aud ience te s tif ied  to m ak in g  
thousands of dollars from drug dealing  as an a lter­

native to w orking at M cD onald’s: “I can go buy 
those go ld  chains I always wanted, I can buy them 
s ta rte r  jackets, I m ig h t take M om m a out for 
M other’s Day. I couldn’t do this before, because I 
was at M cD onald’s .”

U ltim ate ly , each ind iv idual m ust take personal 
responsib ility for substance abuse. Nevertheless, in ­
justice remains a sign ificant factor that m ust be 
addressed. Indeed, the response to substance abuse 
m ust not be com partm entalized but in tegra ted  w ith  
the w ider social problems from poor education to 
poverty itself. But the more drug abuse becomes a 
problem for the poor alone, the greater the risk that 
we w ill forget the problem altogether.

4. P ersonal a n d  C om m unity  
R esponsibility

Testimony

“I am in my tenth year of sobriety, and as everyone else 
has said before me, i t ’s a new life, i t ’s the only life that 
I want to lead today. My higher power is a God who is 
loving and kind and a God who I believe also is very 
strong in my recovery. I th ink I reached him only by 
becoming powerless myself. W hy did I take so long? I 
th ink because of being very proud and very closed in 
and not able to say ‘I’m powerless.’ I th ink I found 
God when I finally could say that I needed him . I 
d idn’t need him before, even though I was a 
clergyman. I th ink the externals of my profession 
meant a lot to me. They still do. But the internal never 
really h it home, I don’t th ink, until I was finally down 
and out and said I need a higher power. I found that in 
A A .” (pastoralcounselor)

•

“I’m not going to sit here and te ll you no bunch of lies 
about this America who love black people and all that 
kind of stuff. W hat I’m saying is that, u ltim ately , we 
are going to have to start our own programs. W hat we 
ultim ately had to do, we had to just start a program. . . . 
So I would just say that we have to begin to encourage 
community. Again, when we ta lk  about community
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empowerment, community responsibility, it ’s 
important that the community begin to do whatever it 
can to be responsible for itself.” (fr ien d  o f  a  substance 
abuser)

“Some social systems have gone haywire in the African 
community—you know, how we learn and teach our 
children. The family structure, the belief, and certain 
philosophies have gone by the wayside. W e don’t 
know who we are. You ask children, ‘Who is your 
father? Who is your grandfather? Who is your 
great-grandfather?’ They can’t tell you. They have no 
place in history. They lose context. They lose their 
place in the world. And when we understand what it is 
to be an African, and we start understanding what we 
have to do and then impart this to children, we start 
understanding some of this problem.” (u n id en tified  
speaker)

“W e have 583 young black men who are signed up 
with what we call the Black Watch Movement, here in 
the city of Cleveland. And at any time, we can call 
upon them to mobilize to move drugs out of the 
community. . . .  W e have to stand together, and we 
have to be prepared to die if  need be to save our 
women and our children, and nobody has to give you 
that type of authority. You have to just have that type 
of commitment, just by being God’s creation.” 
(u n id en tified  speaker)

“I’ve been in three or four treatment programs. I 
lasted for a certain length of time, and I know good 
and well that no program really does anybody any 
good unless they really want it to. And if we don’t give 
individuals something that they can look down the 
line for— something so that once they do clean 
themselves up and come back out here they do have a 
new direction that they can go in—then we’re not 
doing nothing.

“I don’t think that you can throw anybody in a 
treatment program to solve the problem of an 
addiction. I never would believe that. W hat we try to 
do is take people who have made a decision about an 
addiction, and try to enable them to go through that

process. We don’t work miracles in drug treatment 
programs. Are you asking if the solution is drug 
treatment? I say for some people, a part of our 
community, that might be an answer.” (u n id en tified  
speaker)

Discussion

D u r in g  THE TOWN MEETINGS on substance abuse, 
the participants spoke often about the importance of 
personal and com m unity responsib ility. They ex­
pressed a general suspicion of “looking for the wrong 
people to solve our problem s.” A  num ber of people 
from the b lack com m unity , for instance, were 
troubled by a “slave-m aster way of th in k in g ” that 
looks to “w hite folks” for salvation from drugs. 
C learly, one very powerful force in the b lack com­
m un ity is the Islam ic faith , which forbids the inges­
tion of alcohol and nonm edicinal drugs. As one 
person from the N ation of Islam  stated, “I agree w ith  
what some of the brothers said earlier: we have to 
start find ing some solutions to these problems 
w ith in  our own com m unities.”

The D ialogue sees a very sign ificant role for 
organized religion in teaching the values of restraint 
and sobriety, and it encourages leaders of a ll faiths 
to reaffirm these values, especially in neighborhoods 
troubled by substance abuse. This affirmation is 
every b it as im portant as the call for social and 
economic justice, or for a more peaceful world. As 
one Islam ic leader said, “W e need the justice of 
M artin  Luther K ing, J r . ,  but we also need just as 
desperately the d iscip line of M alcolm  X .”

Impoverishment of environment precludes a fair 
start in life. Nevertheless, one thought was expressed 
often at the town m eetings: it is every ind iv idua l’s 
personal responsib ility to resist the lure of substance 
abuse, and it  is every com m unity’s responsib ility to 
estab lish  its own vo lun tary organizations, both 
religious and secular, to strugg le  against drugs.
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5. F a i r  Access to T rea tm en t 

Testimony

“Everybody talks about how you go into drug 
treatment and it doesn’t work. W ell, I use an analogy. 
It’s like if I had a house to paint and somebody gave 
me one gallon of paint and they said paint this house. I 
looked at the paint and I looked at the house. I took 
m y brush and I painted it maybe, sketchy, the front of 
the house. The guy comes back in three days and says, 
‘That’s the worst paint job I’ve seen in all my life. It 
looks terrib le.’ That’s a little  b it of what happens in 
substance abuse treatment.

“Take cocaine addiction. Anybody in the 
treatment field knows that one of the earliest things 
you have to do w ith cocaine addicts is get them 
involved in the detoxification program, which should 
last anywhere from three to five months. No one is 
going to pay for that, people. It is incredibly expensive 
to detoxify a person from the drug of cocaine. If 
anybody knows the addiction cycle and the relapse and 
all the involvement, you know that i t ’s an incredible 
investment to sim ply detoxify a person thoroughly 
from the cycle of abusing cocaine. Once the person is 
detoxified, then you can certainly start infusing some 
of the other things that are necessary to make sure that 
the person does not relapse and stays involved in a 
positive way w ith the environment. W ho pays for 
that? If you have Blue Cross/Blue Shield and you are a 
very middle-class person, and you have a job, you 
m ight get 29 days. You get 30 days at Kaiser {an 
HMO], maybe, if  you’re lucky. You’re not going to 
get what you need. That’s if  you’ve got money! M y 
God! W hat if  you’re a litt le  strawberry on the street 
and you’re out there and you get busted and you say 
‘I need some drug treatm ent’ to detoxify? W hat are 
we paying in the county now? Two days?”
0unidentified speaker)

•

“Someone said to me, ‘Too bad you d idn ’t go into your 
last program first,’ and I said, ‘No, the others got me 
ready. They broke me down, step by step.’ I was 
apparently not ready enough yet when I went into the 
other treatment programs. I had a tremendous

emotional block that I was not going to be treated. So 
we can’t give up on the person who is trying. If, for 
instance, my bishop had given up on me, I ’d be dead. I 
d idn ’t get sober un til I was 51 years old. He could 
have just said, ‘That’s enough, we can’t spend any 
more money on you,’ but he d idn ’t, he’s kept it up.
And he’s also instituted for us— I’m a member of it— a 
health board for the clergy of our diocese, whereby we 
monitor our own clergy and we go out two by two to 
talk to them and bring them into treatment. A ll of us 
are in the program.” (pastoral counselor)

•

“Some people go to ja il. I just heard a story recently 
about a guy who went and robbed a bank. The 
following morning he went to the police and told 
them exactly what was in the note and gave them the 
money, and said, ‘I ’m the one who did i t . ’ He just 
wanted to go to ja il to be able to deal w ith his 
addiction. It’s very sad, but i t ’s true.” (unidentified 
speaker)

•

“It is tough. You spend hours and days on the phones 
for each client if  they don’t have insurance, and most of 
them don’t. Yes, there are county beds. They are 
always full. Sometimes you get lucky. It’s not hard if 
the client has already had a seizure or is shaking in 
front of your very eyes, because you can send them to 
the emergency room, where they have to be taken in .”
(physician)

•

“So much is spent to prosecute people, incarcerate 
people, interdict drugs. Yet there are lim ited dollars 
for treatment and rehabilitation.” (unidentifiedspeaker)

Discussion

Chemically dependent people cannot  be so­
cial users, and often they can change their behavior 
only w ith  extensive assistance. Treatm ent for sub­
stance abuse is very d ifficu lt for the uninsured to 
acquire (Institute of M edicine 1990). Data show that
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The D ay After. Drypoint and aquatint by Edvard Munch, 1895.

curren tly  in the U .S. about 5.5 m illion  people 
depend on or abuse drugs and that these people need 
trea tm en t and co u n se lin g ; but in  1 9 90 , only 
8 5 0 ,0 0 0  p eo p le  rece iv ed  th is  necessary  care 
(G erstein and Lewin 1990).

Both private and pub lic sectors have a role in 
p rov id ing access to treatm ent. The Institu te of 
M edicine of the N ational Academ y of Sciences af­
firm ed society’s ob ligation  to g ive “adequate sup­
port for appropriate and tim e ly  admission and the 
com pletion (or m aintenance) of good q u a lity  treat­
m ent for people who cannot pay (fu lly or partly) for 
it ,  whenever such people need treatm ent according 
to the best professional judgm ent and seek treat­
m ent or can be induced through acceptable means 
to seek it , assum ing there is some probab ility of 
positive response” (Institu te of M edicine 1990:98).

Perhaps the appeal for better treatm ent m ust be

made to the en lightened self-interest of our entire 
popu lation , since inadequate  trea tm en t affects 
everyone. The b lunt fact is that alcohol and other 
drugs are associated w ith  up to 50 percent of spouse 
abuse, 20—35 percent of suicides, 62 percent of 
assaults, 52 percent of rapes, 38 percent of ch ild  
abuse, 68 percent of m anslaughter charges, 49  per­
cent of m urders, and 50 percent of traffic fatalities 
(Institute of M edicine 1990). Thus an argum ent for 
access to treatm ent need not rest on an appeal to 
ind iv idual righ ts, which are leg a lly  controversial 
and unwelcomed by some policym akers. But if 
everyone can understand that treatm ent access 
benefits a ll people, because no one is im m une from 
the above threats, then a consensus about universal 
access could em erge.

At present, federal and state funds for dealing 
w ith  substance abuse are severely lim ited . For 1991,
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the proposed allocation for the “war against d rugs” 
was only $10 .6  b illion  (W h ite  House 1990). The 
m ajo rity of these funds— 70 percent— was directed 
at in terd iction measures, leaving only $2 b illion  for 
trea tm en t efforts. O verall, on ly 30 percent is 
devoted to reducing demand through education and 
treatm ent. This asym m etry in part explains the 
sign ificant num ber of testim onies by people whose 
friends had either feigned insan ity or com m itted a 
felony in order to ga in  access to treatm ent. The 
D ialogue core group was particu larly  struck by this 
revelation.

6. E q u a lity  fo r  W omen  

Testimony

“If you are a pregnant woman who is in the late stages 
of pregnancy and suffering from any drug, chances are 
you w ill never get help in this state and in this county. 
There are very few programs that w ill help a woman 
who is in late second term or early third term , no 
m atter w hat.” {director, adult division o f  the county 
probation department)

•

“This experience that I am going to te ll you about is 
true. I have spent nights in the snow and the sleet and 
the rain, going back and forth to different hospitals 
w ith  a friend of mine. Me and her are crying out ‘Help, 
help, help !’ They say, ‘W e don’t have any room, you 
have to come back in six months.’ . . .  So I said, ‘Isn’t 
there someplace? Isn’t there something that can be 
done for this person?’ They said, ‘W ell, call us back 
and we’ll see, because we are full. W e don’t have any 
beds.’

“So we came up w ith this idea. W e went to this 
hospital and said there were voices ta lk ing to her and 
that the voices had a gun and wanted to k ill someone. 
They took her righ t in. R ight in. But they put her in a 
place where there were people that really were 
listening to voices and seeing things, which did not 
really help. She went through extensive psych therapy, 
and they finally got her in treatment for drugs. . . .

Can anyone give me any ideas, truthful solutions, 
honest ways to get in ?” {friend o f  a substance abuser)

“See, for us Hispanics, women aren’t supposed to be 
known as addicts or drunks, only as mamas.” 
{unidentified speaker)

•

“Hitchcock House [a halfway house for women] was 
the most important th ing in my recovery, because I 
really d id not know how to live daily w ithout drinking 
and drugg ing .” {unidentifiedspeaker)

Discussion

T h e  d i r e c t o r  o f  Cl e v e l a n d ’s w o m e n ’s 
A lliance for Recovery Services— a screening, refer­
ral, and prevention program  funded by the Ohio 
D epartment of Alcohol and Drug Addiction Ser­
vices— reported to the D ialogue that m edically in ­
d igent women m ust often w ait a month or more for 
admission into a hospital detoxification program . 
W ith  some notable exceptions, hospitals generally 
have very few beds for ind igen t addicts because such 
beds are not profitable. Hospitals generally lim it 
stays to two or three days because of financial con­
straints. Inpatient treatm ent opportunities specifi­
ca lly  for ind igent women are rare, and most are 
lim ited  by M edicaid to a w eekly outpatient counsel­
ing session. Returned to the environment where 
substance abuse occurs, these women commonly 
relapse, resu lting in both feelings of failure for the 
women and a waste of the funds spent during the 
in itia l detoxification stage. Moreover, women fre­
quently face the problem of being responsible for 
ch ildren, so that m any are sim ply unable to avail 
themselves of treatm ent at all.

The W om en’s A lliance for Recovery Services 
asserts these facts in  its literature: “M edical treat­
m ent for alcoholism and other chem ical depend­
encies is less accessible to wom en,” and “W om en 
have fewer support systems which enable them to
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rem ain in  an ongoing recovery program ” (W om en’s 
A lliance 1990). The A lliance also points out the 
fo llow ing : because of social stigm a, particu larly  
am ong H ispanics, fam ily  members are less lik e ly  to 
iden tify  alcoholism  and d rug  abuse in  women; the 
treatm ent course is very com plicated for women who 
have ch ildren ; specific b io logical factors lead to 
rapid progression of add iction symptoms in women; 
and other forms of oppression against women like  
dom estic violence are related to their addictions and 
m ust be addressed du rin g  recovery.

Because the num ber of treatm ent centers for 
wom en is inadequate, f illin g  the gaps in  the con­
tinuum  of treatm ent is exceed ingly d ifficu lt. Thus, 
for wom en, the problem  of lack of access to treat­
m ent, already m onum ental for a ll ind igen t people, 
is further compounded.

A gainst th is trag ic  background, then, we can 
beg in  to consider the p lig h t of pregnant women who 
have alcohol or d rug  addictions. It is wrong to 
scapegoat addicted wom en who are pregnant, par­
ticu la r ly  ind igen t ones, because they have so litt le  
access to treatm ent before pregnancy. However 
m uch society is appalled by fetal alcohol syndrome 
and cocaine-addicted infants, this tragedy has its 
beg inn ings in in justices that our society does not 
adequately  address. The bru tal fact is that m edically 
in d igen t pregnant wom en are im m ersed in inequ i­
ties.

A pregnant ind igen t woman who abuses drugs 
has alm ost no program s open to her once she enters 
the second trim ester. W ith  their few beds for in ­
d igen t people, hospitals do not want the liab ility  
that m igh t arise from a m iscarriage or from the birth  
of a dam aged infant. The few treatm ent centers that 
w ill help a pregnant woman lack m edical expertise 
and physicians.

P regnant wom en who use illega l drugs should 
not be subject to special crim inal prosecution based 
on a lleged  harm  to fetuses (Packard Foundation 
1991). C urrent laws p roh ib iting  the use, possession, 
or sale of drugs and delivery to minors are sufficient. 
E xtend ing such laws to women based on their 
physio log ical connection w ith  the fetus is inap­

propriate for three principal reasons: (1) we have no 
evidence that th is additional threat w ill deter sub­
stance abuse; (2) pregnant women, fearful of legal 
action, m ay avoid treatm ent altogether; and (3) 
prosecution for delivering harmful substances to the 
fetus currently focuses on women using i l l ic it  drugs, 
the harm ful effects of which are not as f irm ly estab­
lished as are the effects of fetal alcohol syndrome 
(FAS), a lead ing cause of birth defects and m ental 
retardation. In sum m ary, the “get tough” approach 
is a poor substitu te for treatm ent.

The D ialogue is concerned w ith  the deplorable 
im pact of substance abuse on the fetus. Tens of 
thousands of children are born each year suffering 
from the perm anent effects of FAS. FAS children 
suffer from sm all size, facial abnorm alities, and 
central nervous system  damage. Even when the 
syndrome is not fu lly  present, children suffer from 
fetal alcohol effects (FAE). M aternal use of illega l 
substances such as cocaine m ay also have long-term , 
harm ful effects on children. W e a ll respond emo­
tionally  to this trag ic harm inflicted on innocent 
v ictim s at the beginn ing of life, and our society 
suffers the economic costs of neonatal intensive care 
and long-term  support.

W e can respond to th is problem in  a nonpuni- 
tive and productive manner if  we (1) educate women 
about the dangers of both lic it and il lic it  substance 
use during pregnancy; (2) develop drug treatm ent 
program s that meet the specific needs of pregnant 
women by provid ing, for exam ple, prenatal care and 
child  day care; and (3) d ram atically improve treat­
m ent opportunities for ind igent women so that they 
can recover from addiction before they become preg­
nant.

7. P revention  

Testimony

“If you talk to people about when they started 
dabbling in drugs, it ’s younger and younger. I know at 
Safe Space, which is a runaway station associated with
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the Free Clinic, you get these youngsters in at age 13- • • • 
And it ’s not uncommon that they’ve had their first 
drink, or tried their first joint, or done their first bit of 
cocaine at age 8 or 9- Maybe not regularly, but they’ve 
at least tasted it. So the younger we educate, the 
better.” (physician)

•

“You can go into a treatment center and you stay for 
three years, but when you come back out and the same 
thing is going on in the streets, you right back with 
Joe around the corner in the garbage cans, smokin’ 
them rocks again. Don’t denounce your friends because 
you found a new life. Once you see that what you doin’ 
is right and truly right, go back to your friends, tell 
them. That’s what makes us, being the brothers of 
blacks, so successful in Cleveland, because they know 
us.” (u n id en tified con vert to Islam)

•

“I think education is very important, and I see more of 
that today than I ever have. But all the knowledge in 
the world doesn’t necessarily mean that you’re going to 
get help. It didn’t help me right away. It wasn’t until I 
hit bottom, so to speak. I think if we can reach the 
children early, if we can identify the problems in our 
lives, that would be a big help.” (un id en tifiedsubstan ce 
abuser)

•

“I would say that we should not depend solely upon 
people who we identify as leaders, but we must 
become leaders ourselves. I think we have enough 
common sense to know what needs to be done and 
then we just need to go ahead and do it because when 
God created us, he made us his representatives on 
earth. So that authority has already been given.” 
(un id en tified  speaker)

Discussion

Prevention is closely related to consistency.
Prevention efforts can reach at-risk  populations and 
fortify th e ir psychological, social, and sp iritua l 
functioning. A large part of prevention has to do 
w ith  creating a conscientious m edia and a socially

responsible business com m unity. P rim ary preven­
tion program s attem pt to deter substance abuse from 
beginn ing among youths and adolescents. To be 
successful, such program s must teach refusal sk ills , 
train  parents, target m u ltip le  systems w ith in  the 
com m unity, teach advertising analysis and resis­
tance, provide role models, begin early, and combine 
mass m edia w ith  school curricu la and parental 
responsib ility (Ohio D epartment of M ental H ealth  
1990). One effective prim ary prevention program  is 
DARE, described in the foregoing testim ony on 
consistency.

Secondary prevention focuses on people at the 
early stages of abuse. As the American M edical 
Association (AM A) suggests, “Programs at th is level 
should incorporate components for iden tifying  in ­
d iv iduals who need m edical treatm ent or counseling 
and for m ak ing appropriate referrals to com m unity 
resources” (Am erican M edical Association 1991 )- 
H igh-level prevention includes long-term  attention 
to recovering addicts in  order to prevent relapse. As 
the AM A states, “Persons dependent on alcohol or 
other drugs can be regu larly  monitored for relapse 
in addition to being assisted w ith  health care, job 
placem ent, and counseling” (1991 :2106).

Summarizing Grass-Roots 
Affirmations

The greater  Cleveland  dialogue  b r in g s  
together people from all walks of life to express their 
sufferings and opinions. Professional eth icists have 
a role to p lay in this process, but chiefly as listeners 
and interpreters rather than as theoreticians. The 
ethics that arises from this process is at least as useful 
as the conclusions that descend deductively from the 
many rival “first p rincip les” of a more theory-driven 
approach.

If com m unity dialogues provide a partia l answer 
to questions of ethics and health care, they do so 
because they include the public. Policies related to 
health care affect the pub lic and m ust be in tune
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w ith  pub lic  sentim ent if  they are to be effective. 
Moreover, a different sty le  of health care ethics 
em erges from the d ialogue process. M y view  is that 
a tru ly  pub lic  bioethics is u ltim ate ly  necessary, since 
the po lic ies our society develops in the area of health 
care can be m eaningfu l only if  they are grounded in

the general w ill. W e need to work harder at w iden­
ing the um brella of bioethics to include the public, 
for the sake of the com m unity and for our own 
education as professionals. C ertain ly m ajor ques­
tions for the future surround the nature of consensus 
and the process of achieving it. ©

NOTE

1. The Greater Cleveland Community Dialogue on Values and Health Care is funded by the Cleveland Foundation, the Western 
Reserve AIDS Foundation, the Prudential Foundation, Kaiser Permanente (Ohio Region), and the Ohio Humanities Council. 
Thomas H. Murray, director of the Center for Biomedical Ethics of Case Western Reserve University, is the Dialogue director, 
and Mr. Thomas P. Lukes serves as coordinator.
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Corporate Decision. Egg tempera on gesso panel by George Tooker, 1983-

Photo courtesy of Marisa del Re Gallery, New York. All rights reserved by the artist.
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Transplants, Justice, and 
Health Care Reform

What Can Health Insurers Contribute?

Scot D. Yoder

“HOW CAN HEALTH INSURANCE COMPANIES PUT 
ethics into practice? Can they be advocates for justice 
and reform in  health care?” I asked m yself these 
questions when M ennonite M utual A id decided not 
to lim it  coverage on organ and tissue transplants in 
its new health insurance plans. Though not surpris­
ing , the decision was contrary to the recommenda­
tion of the Organ Transplant Task Force which 
M M  A had chartered and which I had chaired. M y 
in itia l d isappointm ent gave way to cynicism  when 
I learned that the recommendation had been over­
turned by a m arket survey. The product design had 
incorporated a $100 ,000  cap on organ transplant 
coverage, un til a telephone survey revealed that a 
m ajo rity of clients were unw illin g  to forgo this 
coverage to achieve a basic benefit p lan. Bowing 
under the pressure of the m arket, M M A had decided 
to disregard the recommendation.

As an employee of M M A I certain ly understood 
the im po rtan ce  of m an u fac tu r in g  m ark e tab le

Scot D. Yoder is health systems development manager and educational resources 
analyst fo r Mennonite Mutual Aid, Goshen, Indiana.

For citation: Yoder, Scot D. 1992. “Transplants, Justice, and Health Care Reform: 
What Can Health Insurers Contribute?” SecondOpinion 18, no. 1 (July): 49—67.

products. In the last few years mem bership had 
sharply declined as prem ium s had risen dram atical­
ly. It was essential that the new product be given 
every chance to succeed. A t the same tim e, I was 
disappointed that an organization accountable to the 
church, and one that prides itse lf on being “more 
than just insurance,” would let m arket demand 
eclipse eth ical princip les. W ere m y hopes and expec­
tations unreasonable? Should an insurer be expected 
to put ethics ahead of the m arket? How or to what 
extent can health insurance companies put ethics 
into practice?

The aim  of this artic le is to explore these ques­
tions in some depth, using the experience of M M A 
and its Organ Transplant Task Force as an illu stra ­
tion. The question is not so much whether insurers 
are able to act e th ica lly— I do not mean to im p ly 
that they are inheren tly  im m oral or that they 
generally practice uneth ical behavior. The question 
is how and what can health insurers contribute to 
discussions about health care ethics and policy, and 
can they bring the resu lting  insights to bear on their 
practices and policies? W hat can be expected of 
insurers?

T ransplants, J ustice, and Health Care Reform

49



MMA and the
Organ Transplant Task Force

MENNONITE MUTUAL AID (MMA), Goshen, In­
d iana, is not a typ ical health  insurance company. It 
is a nonprofit organization whose stated m ission is 
to lead

Mennonites and related groups toward greater 
p r a c t ic e  o f th e  b ib l ic a l  p r in c ip le s  o f 
stewardship and m utual aid. As an inter-Men- 
nonite church organization, we offer members 
the opportunity to help each other by sharing 
financial risks and resources. To achieve this, 
M M A provides insurance products, financial 
services, charitable programs, and educational 
resources.

Founded in the late 1940s to provide loans to volun­
teer service workers after the Second W orld  W ar, it 
has since grow n to offer a variety of insurance 
products and financial services. Though it  offers auto 
coverage, life insurance, annuities, retirem ent plans, 
and estate  p lan n in g  serv ices, the backbone of 
M M A ’s business is health  insurance. It currently 
serves between 30 ,000  and 35 ,000  adults through 
group and ind iv idual health  policies.

M M A  continually lives w ith  the uneasy tension 
between church and business. As a church organiza­
tion it  is form ally accountable to a board of directors 
elected by M ennonite and related A nabaptist chur­
ches. Its relig ious focus is on prom oting the Chris­
tian  princip les of stewardship and m utual aid , that 
is, sharing resources to help others in  need. These 
princip les are an im portant, and to a certain extent, 
a defin ing part of the M ennonite trad ition . How­
ever, as a business it  also faces the relentless pressure 
of an increasing ly com petitive m arket for insurance 
products and financial services. The financial crisis 
facing our health care system  creates a trem endously 
stressful and unstab le business environm ent for 
health  insurers. It is out of th is daily  experience as a 
church organization and business that M M A con­
fronts eth ical issues.

The O rgan T ransp lan t Task Force was not 
M M A ’s first foray into the field of ethics. The or­
gan ization  has a lw ays operated under a clearly 
defined set of eth ical investm ent gu idelines. M M A 
also fosters education on eth ical issues in the field of 
health care as part of its fraternal p rogram .1 In 1985 
it established a H ealth  Ethics Review Com m ittee 
from the health and legal professions to help “it 
[M M A ] and its constituents consider appropriate 
responses to the ever rising  river of eth ical dilem m as 
we are facing in relation to m edical care” (Rogers 
1988:15). The work of the com m ittee led to the 
1988 publication of M edica l Ethics, Unman Choices, a 
m edical ethics study gu ide  for use in congregations, 
Sunday school classes, and sm all groups.

The O rgan T ra n sp la n t Task Force

W it h  t h is  h is t o r y  of in v o l v e m e n t  in  e t h ic s ,
it  was not surprising that M M A should establish a 
task force to review the area of organ transplantation. 
The task force charter identifies three specific objec­
tives:

1; To arrive at a better and more complete un­
derstanding of the practical and normative 
im pact of organ transp lan ts and organ 
transplant technology.

2. To provide Mennonites and other Anabap­
tists w ith  an overview of the issues and sug­
gest an outline for an Anabaptist position on 
organ transplantation.

3. To develop a  recommendation rega rd in g MMA’s 
organ  transp lan t paym en t p o licy  to subm it to 
M M A’s management and board of directors. 
(Organ Transplant Task Force Charter 1990, 
emphasis added)

W h ile  the first two objectives include elem ents of 
an educational endeavor, the th ird  objective is ex­
p lic it ly  intended to bring ethics to bear on the 
business practices of the organization.
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The Organ Transplant Task Force, composed of 
n ine people represen ting  d ifferent professions, 
perspectives, and areas of expertise, was established 
in Jan uary  1990. Our team included a physician , a 
nurse practitioner, a sem inary student, a pastor, a 
lawyer, a w riter, a member of M M A ’s m anagem ent 
team , a health actuary, and a philosopher.2 Three of 
the nine members were employees of M M A, and all 
had health insurance, a m ajority through M M A. (In 
retrospect, g iven the direc­
tion that the group ’s th ink ­
ing later took, an uninsured 
person would have been a 
valuable addition.)

The d iversity of the task 
force added  richness and 
v ita lity  to our work. O ur 
professional tra in ing  and ex­
perience generated not only 
a variety of perspectives and 
expertise but also an assort­
m e n t o f  s t y le s  or 
m e th o d o lo g ie s  for do in g  
ethics. As a group we learned to blend the analytic 
w ith  the in tu itive , the conceptual w ith  the experien­
tia l. Our resources included not only eth ical theories 
and m edical statistics but also interviews w ith  a 
nurse who was part of a transplant team  and w ith  
people who had undergone transplants. One m em ­
ber shared w ith  us the ongoing p ligh t of a close 
friend who was w a itin g  for a lung  transplant. This 
rem inder that real lives were at stake kept the group 
grounded in reality.

The task force m et m onthly over a period of six 
months, and our work culm inated in a four-part 
sum m ary report, actually  a position paper.

The in itia l segm ent paints the moral landscape 
for the report. F irst, the task force acknowledged 
that we had concentrated on the financial dimension 
of organ transplants, possibly to the exclusion of 
other issues. W h ile  ethical questions concerning 
procurem ent, the nature and effectiveness of the 
procedures, and methods of allocation were worthy 
of consideration, M M A ’s role as a th ird-party payor

and the task force’s objective of developing a pay­
ment po licy led to a natural focus on financial issues. 
Second, the task force identified justice in the allocation 
of basic health care resources, not organ and tissue 
transplants per se, as its principal ethical concern.

The theme of justice crept into our discussions 
so persistently and to such an extent that we became 
frustrated by the narrowness of our assignm ent. W e 
were convinced that the issue of organ and tissue 

transplantation could not be 
a d e q u a t e ly  a d d re s se d  
w ith o u t  lo o k in g  a t th e  
broader picture of justice in 
the allocation of basic health 
c a re  r e so u rc e s . O rg an  
transplantation retreated to 
a secondary role, function­
ing  more as a case study. It 
became clear to us that the 
e th ic s  of tran sp lan ta tio n  
should be evaluated in the 
context of their im pact on 
access to basic health care.

The concepts of ju s tice  and basic hea lth  care turned 
out to be as elusive as they were powerful. The task 
force spent much tim e discussing the concepts and 
even offered some clarify ing statem ents, but in  the 
end we shied away from proposing specific defin i­
tions. In retrospect there were at least two reasons 
for this reluctance. F irst, there was the problem of 
focus and scope. The task force had been asked to 
consider organ and tissue transplants, and spending 
the tim e required to define the concepts of justice 
and basic care more clearly would have detracted too 
much from that focus. Second, I believe there was an 
unspoken fear that an a ly tica l d issection m igh t 
d im in ish  the moral power of the concepts them ­
selves. W e  wanted to appeal to people’s hearts as w ell 
as their m inds.

Nevertheless, because justice was to serve as the 
prim ary criterion for evaluating transplants, it  was 
essential that the task force at least outline the notion 
of justice in  health care that was operative for the 
group.

I was disappointed that an 
organization accountable to 

the church, and one that 
prides itself on being “more 

than just insurance,” would let 
market demand eclipse 

ethical principles.
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A ll people are entitled to a certain basic level 
of health care. This entitlem ent arises not only 
from a theory of natural or political rights, but 
from the concept of respect for people as beings 
created in God’s im age and God’s desire that 
people be whole. Injustice is created by societal 
practices or institutions which d irectly or in­
directly deny people the basic health care re­
q u ire d  for w h o len ess . (A ld e rfe r  e t a l. 
1990 : 1- 2)

This v iew  exp lic itly  links justice to basic health care, 
grounds the connection in a theology of health and 
wholeness, and establishes justice in access to basic 
care as a criterion by which to evaluate health care 
policies.

The task force d id  not reach consensus on what 
constituted a basic level of care though we agreed 
that preventive care, wellness, and universal access 
would be emphasized. Moreover, we unanim ously 
agreed that however basic care was defined, most 
organ and tissue transplants should not be included. 
W ith  th e ir  h igh  cost and lim ited  av a ilab ility , 
transplants were viewed as sym bolic of the excess 
and ind iv idualism  in  health  care which thwarts 
every attem pt to provide basic care and equality  in 
the health care system .

Though we recognized that justice in health care 
was the more fundam ental question, the task force 
felt com pelled to address its assigned topic. The 
fo llow ing three statem ents sum m arize our views on 
the ethics of organ and tissue transplantation:

1. The most serious ethical problems associated 
w ith transplants do not arise from the nature 
of the procedures themselves but from the 
fact that they tend to be expensive, resource 
intensive, end-of-life procedures. W hile  it is 
true that transplants are not unique in this 
sense, they have become symbolic of our cu l­
tural acceptance of and fascination w ith high- 
tech medicine.

2. Justice requires that transplants not be con­
sidered a health care priority. Despite our

reluctance to put an apparent monetary value 
on human life, we must recognize that resour­
ces available for health care are not unlimited 
and that it is essential to set priorities. These 
priorities should emphasize prevention, well­
ness, and basic care for all over against exotic 
and expensive end-of-life treatments for a 
few.

3. Considerable judgm ent must be exercised in 
m ak ing  decisions about organ or tissue 
transplants. W h ile  transplant technology and 
procedures are im proving, there are s t ill 
numerous risks and side effects involved in­
cluding, but not lim ited to, severe emotional 
and financial stress, altered lifestyle, exten­
sive drug therapy, and continual threat of 
rejection. Often the patient merely trades one 
set of problems for another. This dark side to 
tra n sp la n ts  is very  re a l b u t not w e ll 
publicized. (Alderfer et al. 1990:2)

If the first section of the report paints the moral 
landscape, the second attem pts to locate M M  A 
w ith in  it. It begins by recognizing that the variety 
of the M M A ’s roles at tim es imposes conflicting 
obligations on the organization. M M A ’s m ission to 
lead its constituency “toward greater practice of the 
b ib lical princip les of stewardship and m utual a id ” 
creates for it  a prophetic role— one that entails not 
only leadership but leadership w ith  moral convic­
tions. The task force challenged M M A to step 
beyond the narrow realm  of products and services to 
be an agent for change in  the broader health care 
system , to promote a system that would guarantee 
basic health care for a ll people.

But M M A is also constrained by pragm atic 
boundaries w ith in  which it m ust operate as a health 
insurer. C ontractual ob ligations proh ib it M M A 
from sign ifican tly  a ltering  paym ent practices for 
tran sp lan ts  on p o lic ie s  a lre ad y  in  force, and 
regulatory agencies in each state require that certain 
m andated benefits be included in a ll policies sold in 
that state. Financial v iab ility  and m arket need com­
pel M M A to offer products that w ill be actuaria lly  
sound and com petitive in the m arketplace.

Second O pinion • J uly 1992

52



The tension between the prophetic and prag­
m atic is keenly felt in the development of new health 
insurance products. In design ing new products, 
M M A has the opportunity to assert its prophetic role 
and push for features that promote a more just 
d istribution of health care resources. But here is also 
its best opportunity to im plem ent features that are 
more sensitive to the ever-changing m arket. And for 
M M A, sensitiv ity to m arket need not only ensures 
financial stab ility  but also promotes its constituents’ 
participation in m utual aid. The task force recog­
nized this tension and stopped short of exhorting 
M M A to assert the prophetic above and beyond the 
pragm atic: “M M A m ust balance the desire to be 
prophetic w ith  the desire for broad participation in 
m utual a id ” (A lderfer et al. 1990:3).

So as not to be frozen by this tension, however, 
the task force noted that M M A ’s leadership is not 
lim ited  to the development of insurance products 
and that in fact, “experience would indicate that 
product features alone are a re latively ineffective way 
of changing attitudes and beliefs about the proper 
use of health care resources” (A lderfer et al. 1990:3). 
It urged M M A to find other ways, such as the 
development of the m edical ethics study gu ide , to 
raise concerns about ethical issues in health care.

T h e  t h ir d  se c t io n  of t h e  r e p o r t  p o sit io n s

the church in the moral landscape alongside of 
M M A, exam ining the church’s role in addressing the 
broad problem of justice in health care as w ell as the 
specific issue of organ transplantation. The task force 
suggested that the church should provide “educa­
tion, adm onition, and em otional and sp iritual sup­
port for its members on these sub jects.” More 
im portant, it  drew attention to the fact that many 
of the assum ptions affecting our attitudes and 
decisions regard in g  hea lth  care are essen tia lly  
relig ious. W e m ust recognize the “foundational 
religious beliefs about life, death, and our bodies 
which underlie many of our health care decisions” 
(A lderfer et al. 1990:4). Inasmuch as these are 
religious beliefs, the church has a v ita l role in shap­

ing  the values that form the foundation of a just 
health care system.

The final section of the report includes the six 
recommendations made by the Organ Transplant 
Task Force. Three of the six pertain specifically to 
transplants; the rem ain ing proposals address the 
issues of justice, basic care, and m utual aid.

The first two recommendations suggest specific 
cost-containm ent controls but do not impose lim its  
on transplant coverage.

1. MMA should develop a list of transplant 
centers which provide q u a lity  care at a 
“reasonable” cost. If possible, MMA should 
pursue an arrangement with its reinsurer3 
which is developing a special agreement w ith 
selected transplant centers to provide quality 
services for an agreed upon price.

2. MM A should work w ith members covered by 
its current products to control transplant cost 
through aggressive use of managed care op­
tions. These options include precertification 
and large claim s management.4 Members 
should be encouraged to use one of the 
transplant centers selected by MMA or its 
reinsurer.

The types of controls mentioned in these proposals 
are already w idely  used in the insurance industry in 
an attem pt to both improve the qua lity  of treatm ent 
and reduce the cost of transplants. Falling generally 
under the rubric of m anaged care, they reflect the 
increasing tendency of insurers to negotiate d irectly  
w ith  providers for preferential rates.

The th ird  recommendation contains d istinct 
gu ide lines for new product development.

3. New products developed by MMA should 
p ro v id e  red u ced  co v erag e  for o rgan  
transplants along the following guidelines:

a. Procedures should be lim ited to those 
which are not considered experimental 
treatment for the condition in question.
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b. Members should be encouraged, through 
precertification and large claims manage­
ment, to use transplant centers selected by 
MM A or its reinsurer.

c. Full coverage should be provided for k id ­
ney and cornea transplants due to the high 
success rates, good quality of life, and 
financial payback associated w ith these 
procedures.5 Periodic evaluation should be 
done to determ ine if  other transplant pro­
cedures meet these standards.

d. M M A ’s paym ent for a ll other approved 
procedures should be lim ited to 60—80 
percent of the actual cost.

Item s 3a and 3b reaffirm  the standard restriction of 
paym ent for experim ental procedures and the need 
to m anage care, respectively. These recom menda­
tions are adm itted ly  noncontroversial.

I tem  3c counse ls fu ll coverage for certa in  
transplants. Its inclusion is an im p lic it acknow l­
edgm ent that vast differences in both effectiveness 
and cost m ake generalizations regard ing transplants 
dangerously inadequate. W h ile  stopping short of 
p r o v id in g  p r e c is e  m e a su re s  for e v a lu a t in g  
transp lants, the recom m endation does identify suc­
cess rates, q u a lity  of life, and financial payback as 
general criteria  for evaluation. Thus coverage could 
be leg it im a te ly  provided for select transplants (like 
k idney and cornea transplants) w ith  re latively low 
costs and h igh  success rates. The proposal is in ten­
tio n a lly  open-ended to allow  for the possib ility  that 
other transp lant procedures m ay, as they become 
further refined, also become acceptable for coverage.

Item  3d, which imposes the most stringent 
restrictions on transplant coverage, was the result of 
a com prom ise: we wanted to define a lim it  that 
w ould balance the strength  of our m essage, fairness, 
effectiveness in reducing u tilization  and cost, and 
m arketab ility . W e strugg led  deeply w ith  questions 
of justice. On the one hand, severe restrictions would 
send a powerful message about health care priorities 
and draw  attention to the issue of justice in health 
care. Ideally , they would also keep costs down. On

the other hand, they would also favor the w ealthy—  
those who could afford to pay the portion of expenses 
that insurance did not cover. W ould  the im position 
of lim its  actually  w iden the gap between the “haves” 
and “have-nots” and underm ine our goal of w orking 
toward a more equ itab le health care system?

A lthough I found the compromise rather disap­
po in ting , it  was both necessary and acceptable. The 
m urky eth ical water in which we swam, honest 
differences of opinion, and the d ifficu lty of translat­
ing ideals into po licy made compromise necessary. 
The belief that product features alone are an incom ­
plete, if  not ineffective, w ay of influencing eth ical 
decisions made compromise acceptable. W e were 
much more interested in  draw ing attention to the 
ethical im perative of setting  health care priorities 
than in lim itin g  any ind iv idua l’s access to a poten­
tia lly  lifesaving procedure.

The fourth recommendation challenges M M A 
to explore the possib ility  of providing a basic health 
care plan.

4. MMA should further research the feasibility 
and implications of offering a low-cost/low- 
benefit health plan. The plan should specifi­
cally address the issues of affordability and 
justice, providing basic care while lim iting  a 
variety of benefits.

The wording is sign ificant. Recognizing the com­
p lexities involved and unable to reach consensus on 
what constituted basic care, the task force stopped 
short of specifying the details of such a plan or even 
recom m ending its  developm ent. W e  were not 
retreating from our be lief that people are en titled  to 
basic health care but m erely conceding that the 
vehicle of com m ercial insurance may not be the 
proper m edium  for provid ing this care.

The fifth recom mendation counsels M M A to 
reach out to church leadership for help in dealing 
w ith  the complex issue of justice in health care.

5. MMA should make a formal request to Men- 
nonite church boards to make the issue of
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justice in health care, and in particular access 
to health care, a central issue for Mennonites.

This recommendation im p lic itly  recognizes that 
M M A, as an insurer, has a lim ited  influence on the 
attitudes and beliefs of its constituency. Further­
more, the proposal reflects the conviction that in 
order to understand the health care crisis and con­
front it effectively, we m ust exam ine the fundam en­
ta l values and assumptions that drive and sustain the 
health care system .

In certain respects the sixth and final recommen­
dation is the most sign ificant, though I am not sure 
the task force understood it that way at the tim e.

6. The church along with MMA should recon­
sider the nature and forms of m utual aid 
participation. W e need to find creative ways 
to practice m utual aid in its New Testament 
sense. New ideas could include alternatives to 
traditional insurance models.

In our discussion of transplants, justice, basic care, 
and m utual aid we constantly found ourselves push­
ing  against the boundaries of what is possible using 
the tool of com mercial insurance. The boundaries 
imposed by regulatory, underw riting , rating , and 
m arketing  constraints narrowed the field of pos­
s ib ilit ie s  and stym ied attem pts to devise creative 
solutions. This final recommendation suggests that 
the insurance model trad itionally used by M M A to 
facilitate m utual aid may be an inappropriate tool 
for addressing the concerns of justice and basic care. 
Even more, it  insinuates that under the present 
circumstances the insurance model m ay cease to 
serve as an effective in strum ent for prom oting 
m utual aid.

MALA’s Response

WHEN THE REPORT WAS PRESENTED to the board 
of directors in A ugust 1990, the M utual A id Ser­
vices Com m ittee, sponsor of the task force, expressed

appreciation for the work and general support for the 
report’s content.

There was clear affirmation of the cost-contain­
m ent measures included in  recommendations 1 and 
2. Recommendation 3 ca lling  for reductions in 
coverage for transplants received the most discussion 
but the least agreem ent. Questions were raised about 
how the task force arrived at the decisions regard ing 
the degree of coverage lim itation  and what proce­
dures should be covered. W hat was the rationale for 
setting  coverage at 60—80 percent? W as there ade­
quate justification for providing full coverage only 
to kidney and cornea transplants? Recommendation 
4 received lit t le  discussion; it  was noted that M M A 
was already p lann ing to look into providing a basic 
p lan in  1991- Recom m endations 5 and 6 also 
received a clear vote of confidence, though no 
specific action was taken. In short, despite strong 
affirmation for the work of the task force, the board 
com m ittee took no formal action to im plem ent the 
recommendations.

I was both confused and disappointed by this 
response. W e had worked hard to form ulate a strong, 
coherent position, and w h ile  we knew that we were 
p rim arily  consultants, we had undertaken our work 
w ith  the expectation that our recommendations 
would be approved. It was particu larly  painfu l for 
me, as chair of the task force, to inform the other 
members that our work, though appreciated, had 
not led to any action. The report seemed to die that 
day, and it  was unclear w hat, if  anyth ing, would 
result from our work.

Upon reflection, I should not have been so 
surprised by this response. First, there was not suf­
ficient con tinu ity between the orig inal request of the 
board and the eventual report. Two years had elapsed 
between the com m ittee’s approval to in itia te  the 
task force (A ugust 1988) and the fina l report 
(A ugust 1990)— tim e enough for the com m ittee 
personnel to change and other issues to take 
prominence. Second, it is not obvious what action 
would have been appropriate. For instance, recom­
mendations 1 and 2 were consistent w ith  other more 
aggressive m anaged-care measures that M M A had
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im plem ented over the past few years. They were 
d irected more appropriately toward m anagem ent 
than to the board. Existing plans to develop a new 
low-cost health p lan made formal action on recom­
m endation 4  unnecessary.

The com m ittee’s lack of action on the third 
recom m endation  was the m ost d isap p o in tin g . 
Strong board support for lim itin g  coverage for organ 
and tissue transplants m igh t have had a powerful 
im pact on any future health 
insurance product develop­
m ent for M M A . However, 
not a ll com m ittee members 
agreed that sufficient ratio­
nale had been presented to 
ju s t i f y  item s 3c and  3 d , 
w h ich  s in g led  out certain  
procedures for fu ll coverage 
and reduced paym ent for a ll 
r e m a in in g  p ro c e d u re s .
M oreover, the co m m ittee  
was reluctant to m ake po licy 
or b eco m e in v o lv e d  in  
d e ta ile d  p roduct develop ­
m ent. The board did not have 
a h istory of involvem ent in 
that level of specificity and was unw illin g  to set a 
new precedent, p articu lar ly  in  a tim e of turm oil in 
M M A ’s health insurance line of business.

F ina lly , the work of the Organ Transplant Task 
Force was overshadowed by other very sign ificant 
agenda at the board m eeting . D uring the late 1980s 
M M A , like  m any other health insurers, had been 
laboring under the w eigh t of rising  health care costs 
and increased com petition. Foss of m embership 
resu lting  from rising  prem ium s had made the w is­
dom and feasib ility  of stay ing  in  the health insurance 
business uncertain . However, at th is A ugust 1990 
m eeting  the board of directors drafted the follow ing 
strong statem ent:

W e as an MMA board reaffirm our commit­
ment to provide health care products; and we
w ill support staff in aggressively seeking in­

novative ways to strengthen health care offer­
ings. W e recognize the risks and support 
management in the use of resources to meet 
this end. (Brunk et al. 1991:1)

Though this p ivotal statem ent eclipsed the work 
of the Organ Transplant Task Force at the tim e, it 
put M M A on a course that would u ltim ate ly  force it 
to confront the very issues the task force had h igh ­

ligh ted .
In re sp o n se  to  th e  

board’s statem ent, the In­
d iv id u a l H ea lth  A lte rn a­
tives Task Force was formed 
in  the fa ll of 1990 . The 
p rim ary objectives of this 
group were to “make health 
care financing options ava il­
ab le  to our co n stitu en cy  
who do not have em ployer 
coverage” and to “influence 
our constituency through 
education to become better 
s te w a rd s  o f h e a lth  ca re  
resources and enable them 
to su p p o rt m u tu a l a id ” 

(Brunk et a l . 1991:1). After several months of study 
this task force produced a six-point strategy related 
to M M A ’s ind iv idual health insurance business. 
Three of the six proposals closely resemble elem ents 
of the report prepared by the Organ Transplant Task 
Force. (It should be noted that members of the 
Individual H ealth A lternatives Task Force were 
provided w ith  the Organ Transplant Task Force 
report but because of the board’s lack of action were 
under no obligation to follow its recommendations.)

A sign ificant component of the strategy is the 
objective of “educating members to use resources 
w ise ly  and ju s tly  in  an effort to control cost, 
p rov id ing}  information on in justices in the health 
care system , and encouragfing] them to become 
advocates for more positive governm ent involve­
m ent” (Brunk et al. 1991:1). Further details called 
for M M A  to develop a corporate statem ent “reflect-

“All people are entitled to a 
certain basic level of health 
care. This entitlement arises 

from the concept of respect for 
people as beings created in 

God’s image and God’s desire 
that people be whole.”

—Task Force Report
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ing  our values and beliefs about health care” that 
would discuss the need for “access to a basic level of 
health care for a ll people” (Brunk et al. 1991:6). 
These ideas, and especially the reference to justice in 
the use of health care resources, clearly echo the 
sentim ents of the Organ Transplant Task Force.

A second goal included developing a program 
that “shares m edical expenses across participants 
w ithout the features of insurance” (Brunk et al. 
1991 :14). Designed to emphasize the concept of 
sharing and m utual accountab ility , th is would be a 
nonregulated postassessment p lan in  which money 
to pay a claim  would be collected only after the claim  
had been incurred. Ideally, it  would be adm inistered 
large ly  at the local level. This idea of a congregation­
al sharing plan to serve as an alternative to trad ition ­
al insurance resonates closely w ith  recommendation 
6 of the Organ Transplant Task Force which called 
for M M A to reconsider the nature and form of 
m utual aid and to explore alternatives to the in ­
surance model. As of March 1992 (the tim e of the 
w ritin g  of this article), M M A had not developed this 
plan.

A th ird  component of the strategy called for the 
development of a lim ited-benefit/low-cost health 
plan: “To improve access to basic health care by 
provid ing a financially v iab le plan w ith  reduced 
prem ium s, some catastrophic coverage, a preventive 
care benefit, and some aspect of the fraternal 
program s” (Brunk et al. 1991:8). This product was 
subsequently developed and offered in September 
1991. It includes coverage for inpatient hospital 
expenses, outpatient surgical and catastrophic ex­
penses, an annual $75 preventive care benefit (for 
rou tin e p h ys ica l exam ination s and tests), and 
lim ited  first-dollar benefits (no deductib le) for acci­
dents. It also features a per-occurrence deductib le 
(choices of $250 , $500 , $1 ,000), 80/20 coinsurance, 
and a $1 m illion  lifetim e m axim um  benefit. M ater­
n ity  coverage is not included in the standard pack­
age, but a rider offering a set m atern ity benefit may 
be purchased. The plan does not include coverage for 
normal pregnancy and elective Caesarean sections; 
m arriage, fam ily , or ind iv idual counseling; treat­

m ent for m ental or nervous disorders; treatm ent for 
substance abuse; outpatient diagnostic X  rays or 
laboratory tests not performed as part of preadm is­
sion te s t in g , or o u tp a tien t p rescrip tion  d rugs 
(Brunk et al. 1 9 91 :8 -9 ).

Inasmuch as the goal of reducing benefits was to 
improve affordability in order to allow  more people 
access to the coverage (the basic benefit p lan is 40  
percent less expensive than the M M A comprehen­
sive health plan), the Individual H ealth  A lternatives 
strategy follows the Organ Transplant Task Force 
recom m endation  c a llin g  for research in to  the 
feasib ility  of a lim ited-benefit health p lan. However, 
a closer look at the benefit structure of the plan 
indicates that the two groups used very different 
concepts of basic health care. Most notably, the plan 
includes fu ll coverage for organ transplants, health 
care which the Organ Transplant Task Force clearly 
defined as not basic. Furthermore, although the plan 
does provide a m in im al preventive-care benefit, it 
incorporates a variety of features, like  per-occurrence 
deductibles and no coverage for prescription drugs, 
that discourage u tilization  of basic m edical treat­
m ent. In short, the p lan  is more effective at provid­
ing catastrophic coverage than access to basic care. 
W hat can account for these differences?

In order to determ ine what people wanted and 
could afford in a health insurance product, M M A 
retained a m arketing consulting firm  to survey cur­
rent M M A members and prospects who did not have 
em ployer coverage. Am ong other th ings, the survey 
was designed to test the m arket dem and for a basic 
benefit p lan and determ ine what features such a plan 
w ould include. Support for developing a basic 
benefit p lan was confirmed, w ith  58 percent of the 
respondents preferring a basic insurance po licy and 
only 37 percent preferring a comprehensive po licy 
(M idwest M arketing Research 1991 :35). Respon­
dents were also asked what types of coverage they 
would be w illin g  to g ive up in order to reduce 
prem ium s. The follow ing tab le shows responses to 
th e  q u e s t io n  (M id w e s t M a rk e t in g  R esearch  
1991:34):
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M atern ity  Coverage .........................................63%
Psych iatric C o v e r a g e ........................................ 40%
O utpatien t Prescription D rug Coverage . 38%
Routine Office V isits .................................... 36%
M ajor O rgan T ransplants ............................20%
O utpatien t Surgery Coverage .......................8%
None .......................................................................18%

The results of th is telephone survey became 
im portant in the product design of the lim ited - 
benefit p lan. A t the risk  of oversim plification, the 
approach was to begin  w ith  a standard com prehen­
sive health  po licy and e lim inate  benefits in  the order 
of c lien t preference u n til the prem ium s could be 
reduced by 40  percent. As a result, the basic benefit 
p lan  w ill pay for a m ajor organ transplant but w ill 
not pay for the p en ic illin  to cure a routine ear 
infection.

This curious outcome points to the im portant 
d istin ction  between defin ing or providing basic 
health  care and financing it. Survey respondents 
were not asked to define basic care, nor were they 
asked to com m ent on the issue of justice and access 
to health  care. They were asked questions about 
w hat they w anted in a health  insurance product. The 
responses indicated they were w illin g  to personally 
finance regu lar and less expensive health care that 
could be planned and budgeted for, but they wanted 
insurance to cover more catastrophic accidents or 
illnesses that posed a severe financial threat.

It is th is d istinction  that explains the difference 
between the O rgan Transp lant Task Force and In­
d iv id ua l H ealth  A lternatives Task Force under­
stand ings of basic care. The common use of the term 
basic care masked fundam entally different concepts 
or questions. The O rgan Transplant Task Force 
operated from w ith in  a normative framework, re ly­
in g  heav ily on the language of en titlem ent and 
d istr ib u tive  justice. The principal questions con­
cerned w hat level of care people are en titled  to and 
how resources are to be d istributed . In contrast, the 
In d iv id u a l H ea lth  A lternatives Task Force ad­
dressed the p ragm atic  concern of health care financ­
in g , specifically through the m edium  of insurance.

Its goal was to offer an affordable, m arketable health 
insurance product. To state it  another w ay, the 
Organ Transplant Task Force started w ith  the ques­
tion “W h at health  care should people have?” whereas 
the Ind iv idua l H ealth  A lternatives Task Force 
began w ith  “W hat type of insurance coverage is it  that 
people want and can afford?”

The Insurance Industry and 
Health Care Reform

W h a t  c a n  o r  sh o u l d  in s u r a n c e  c o m p a n ie s

contribute to the discussions on ethical issues related 
to health care and health care delivery? As the vehicle 
through which the vast m ajo rity  of Am ericans 
finance their health care, private health insurance is 
an in tegral part of our present health care system  and 
the crisis it  faces. Thus insurance companies w ill 
undoubtedly be affected by any changes or reforms 
to the system . Moreover, as an enormous enterprise 
w ith  a form idable po litical lobby, the insurance 
industry w ill qu ite lik e ly  participate in design ing 
and im plem enting reforms. If insurance companies 
are indeed central players in the reform process, we 
m ust very consciously consider what to expect from 
these powerful financiers of health care.

The health insurance industry is inextricably 
linked to the health care crisis through the problem 
of access, the issue at the core of most discussions 
about the health care crisis and reform. W e are 
accustomed to equating insurance coverage, whether 
it be private or through a governm ent en titlem ent 
program such as M edicaid and M edicare, w ith  access 
to health care. If a person has insurance coverage, we 
assume they have at least some access to health care. 
Evidence of how thoroughly we accept this premise 
can be seen in a special issue of the J o u rn a l o f  the 
A merican M edica l Association (M ay 1 5 ,1 9 9 1 ) devoted 
to the topics of health care access and reform and 
appropriately titled  “Caring for the U ninsured and 
the U nderinsured.”
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Even the g rim  statistics employed to depict the 
m agnitude of the access problem are typ ica lly  given 
in terms of the number of persons uninsured. Es­
tim ates of the number of uninsured in the U .S. range 
from 33 m illion  (B ailey 1991 :104) to 40  m illion  
(Callahan 1990:73). According to physician Byron 
B ailey, 6 m illion  of the un in ­
sured have incomes below 
the national poverty level but 
are not covered by M edicaid ,
3 m illion  are m ed ically unin- 
surable, and 24 m illion  are 
em ployed but cannot afford 
the h igh  cost of health in ­
surance (B ailey 1991 :104).
The rate at which the num ­
ber is increasing is as alarm ­
ing as the number itself. The 
total num ber of uninsured 
has risen 24 percent over the 
last decade w hile the number 
of uninsured children has in ­
c re a sed  4 0  p e rc e n t (B le n d o n  an d  E dw ard s 
1991:2563).

This grow ing crisis has incited an outcry for 
health care reform, a process that w ill inev itab ly and 
profoundly affect the insurance industry. At one 
extreme are proposals that would v irtu a lly  elim inate 
private health insurance, rep lacing it  w ith  a public 
s in g le -p ayo r system . A t the o ther are several 
proposals that would rely heavily on the private 
health insurance industry. Reforms proposed by the 
A m eric an  M ed ic a l A sso c ia tio n  (T odd  e t a l. 
1991 :2504), the Pepper Commission (Rockefeller 
1991 :2508), Physicians W ho Care (Bronow et al. 
1991 :2512), and a m yriad of individuals call for 
m andated (or h igh ly  encouraged) em ployer coverage 
to be supplied large ly  by the private sector. Others, 
such as the H eritage Foundation, argue for m an­
dated ind iv idual private insurance for catastrophic 
coverage, at least p artia lly  funded through tax 
credits (Butler 1991 :2542). Even some proponents 
of governm ent-sponsored insurance to provide 
universal access allow  for some involvement of the

private insurance industry (Roybal 1991 :2456 ; Fein 
1991 :2557).

If they are to be involved in reform ing the health 
care system , what can or should private insurers 
contribute? The question is not how w ill they use 
the industry ’s sign ificant po litical lobby, but rather 

how can they co n trib u te  
toward design ing and im ­
p lem en tin g  a hea lth  care 
system that is both effective 
and ju s t?  To look m ore 
closely at th is question, I 
w ill assume a scenario in 
w h ich  hea lth  care reform 
takes the form of a pub lic- 
private partnership in  which 
private insurance covers the 
m ajority of citizens through 
mandated em ployer or in ­
d iv idual coverage.

Though I am not sug­
g estin g  that th is type of 

reform w ill be the most effective or just, there are at 
least three reasons to make use of this scenario. F irst, 
because it has the backing of several in fluen tia l 
groups includ ing the American M edical Associa­
tion, the H ealth  Insurance Association of Am erica, 
and the H eritage Foundation, the likelihood of such 
reform is considerable. Second, reforms of this sort 
create a prom inent role for private insurance. F inal­
ly , it  can be argued that u tiliz in g  private insurance 
to achieve universal access changes the nature of 
relationships and obligations w ith in  the health  care 
system .

This last point is too often neglected in  discus­
sions of health care reform. The trad itional ob liga­
tions in  the in surance in d u stry  are the leg a l 
(contractual) obligations owed to clients and the 
fiduciary obligations owed to stakeholders (stock­
holders, shareholders, members, and so on). Reform 
that alters the m arket system  and creates a reliance 
on the private insurance industry to provide an 
entitlem ent widens this range of obligations. As a 
result of such reform insurance companies w ill ac-

With their high cost and 
limited availability, transplants 
were viewed as symbolic of the 

excess and individualism in 
health care which thwarts 

every attempt to provide basic 
care and equality in the 

health care system.
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qu ire  the ob ligation  to sustain a system  in which all 
people have access to health  care. Furthermore, in ­
asm uch as em ployers or ind iv iduals would be leg a lly  
( if  not m orally) ob liged  to purchase insurance, one 
could argue for a corresponding obligation on the 
part of insurers to m ake the fu lfillm ent of this 
ob liga tion  possible.

A ssum ing the reform scenario described above, 
I w ould lik e  to subm it three propositions in  response 
to the question of w hat con­
tribu tions we should expect 
from private insurers. F irst, 
we should not look to in ­
surers to help us define the 
basic (m in im um , adequate) 
level of health  care, a concept 
c r u c ia l  to  m o st re fo rm  
proposals. Second, we should 
in sist that insurers help im ­
prove or susta in  access to 
health  care by m ak ing  in ­
su ran ce  m ore a ffo rd ab le .
F in a lly , we should challenge insurers to p lay a role 
in shap ing the values that w ill lead to a more just 
health  care system .

Insurance a n d  B asic C are

U n d e r l y in g  t h e  p u s h  f o r  r e f o r m  is the con­
v iction  that we have a moral obligation to provide 
everyone w ith  access to basic health care— that there 
is a m in im um  or adequate level of health care to 
w hich a ll people are en titled . U nfortunately, advo­
cates for reform genera lly  find it  much easier to assert 
or accept th is ob ligation  than to define the concept 
of basic care itself. N evertheless, nearly a ll propose 
th a t access to basic care should be guaranteed 
through some sort of insurance mechanism .

W h y , then, if  insurance is to be the vehicle, 
should we not look to insurers to help us define this 
basic level of health care? F irst, com m ercial in ­
surance is a m arket-driven industry and thus is not 
d esigned  to dispense en titlem en ts. Second, in ­

surance is a vehicle for financing, not for providing 
health care.

Physician Steven M iles ’s d istinction between 
the im p lic it and exp lic it m eanings of basic care helps 
to clarify how a m arket orientation lim its the in ­
surance industry ’s ab ility  to define basic care. Ac­
cording to M iles, the im p lic it m eaning of basic care 
is manifest as a normative conviction that health care 
is a basic or fundam ental hum an righ t. The im p lic it 

m e a n in g  e s t a b l is h e s  or 
d e f in e s  th e  co m m u n ity . 
“Here we draw the line not 
b etw een  serv ices b u t in ­
c lusively around our com­
m u n ity” (M iles 1990:1). In 
short, it  im plies universal 
access.

Though insurance com­
panies strive to expand their 
m arkets and increase the 
num ber of people they in ­
sure, they do so exclusively, 

using both health status and income to define the 
com m unity. The m anagem ent of a risk pool is a 
h igh ly  selective process w ith  tremendous com peti­
tion for ind ividuals or groups that present a good 
health risk. In contrast, persons who are unhealthy 
are charged h igh er rates, refused coverage for 
p reex istin g  cond ition s, or den ied  coverage a l­
together. As Dr. T im othy Johnson, medical consul­
tant to ABC News, stated in a February 1992 
“N igh tlin e” program , health insurance has become 
a “risk avoidance in dustry .” In addition, income has 
increasingly invaded the selection process as rap id ly 
rising prem ium s m ake qu a lity  insurance unavailable 
to a grow ing portion of the population. The private 
insurance industry is best equipped to provide not 
universal coverage but coverage for that segment of 
the population that is healthy or affluent.

The exp lic it m eaning of basic care is descriptive, 
focusing attention on what is to be provided, not 
who is to receive it. It involves'“developing a rational 
system of healthcare priorities to define a core set of 
m edical benefits which are d istinguished from non-

“Often the [transplant] patient 
merely trades one set of 

problems for another. This 
dark side to transplants is very 
real but not well publicized.” 

—Task Force Report
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core benefits” (M iles 1990:1). This defin ition im ­
plies that the value of treatm ents can be ranked 
relative to one another and that the level of basic care 
is relative to the resources available. In fact, the very 
concern w ith  basic care arises only w ith in  the con­
text of lim ited  resources. If we had the means to 
provide everyone w ith  all the care they would need 
or w ant, there would be no need to d istingu ish  
between basic and nonbasic health care.

Several system atic approaches to defin ing this 
set of core benefits or services have been proposed. 
Most include a cost-benefit analysis of treatm ents, 
the results of which are further refined through some 
process of value judgm ent (K levit et al. 1991 :14 ; 
Eddy 1991 :786). In most cases the final outcome is 
used to develop a prioritized list from which treat­
ments to be provided can be selected based on the 
number of people to be served and the resources 
available. An exam ple of such an approach can be 
found in Oregon where the Oregon H ealth Services 
C om m ission  has been w o rk ing  since 1988  to 
produce a prioritized list of health services to be used 
to define the level of care which w ill be provided to 
a ll persons under the federal poverty level (K levit et 
al. 1991:141).

In contrast, insurance companies are more apt to 
define basic care in term s of a lim ited  benefit pack­
age, the contents of which are determ ined by m arket 
demand. The question for insurers is not “W hat 
health care are people en titled  to, and what can 
society afford to provide?” but “W h at benefits do 
people w ant, and which ones are they able to pur­
chase?” Instead of the h igh ly  rationalized and sys­
tem atic cost-benefit studies, insurance companies 
are more lik e ly  to em ploy m arket surveys. These 
surveys are designed to test consumer preferences, 
not to e lic it views on entitlem ent or justice in  health 
care.

The equation of insurance w ith  access to care 
masks a second factor that lim its the insurance 
industry ’s ab ility  to define basic care: trad itional 
health insurance is not designed to provide health 
care but to finance it. More precisely, it  is designed 
to protect ind iv iduals from financial loss resu lting

from sudden or unexpected accident or illness. Char­
acteristics of risk like  uncertain ty and sign ificant 
potential loss are fundam ental. There is lit t le  to be 
gained , for either the insurer or the c lien t, by insur­
ing  health care that is not uncertain (for example, 
preventive care) or that does not pose a sign ificant 
financial threat. In these cases either there is insuf­
ficient risk to spread or the risk cannot be spread 
effectively across the population.

This problem is illu strated  in the debate over 
insurance coverage for childhood im m unizations. 
H ea lth  care p ro fessionals are fru stra ted  w ith  
in su rers ’ reluctance to cover these c lea rly  cost- 
effective treatm ents.6 A ccord ing  to D onald A. 
Henderson, M .D ., former dean of the School of 
H yg iene and P ub lic H ealth  at Johns H opkins 
U niversity , it is paradoxical that “insurance com­
panies, which are endeavoring to m in im ize health 
care costs, are not w illin g  to pay for one of the most 
cost-effective procedures in  the entire m edical ar­
m am en tarium ” (Sko ln ick  1 9 9 1 :2 4 5 4 ). The in ­
surance in d u stry ’s response is not to deny the 
cost-effective nature of the im m unizations but to 
assert that it  is not appropriate for insurance to 
finance ro u tin e , p red ic tab le  needs. P ro v id in g  
coverage for im m unizations has the net effect of 
m erely “trad ing do llars.” That is, clients would be 
able to provide im m unizations for their children for 
about the same amount of money as they would pay 
for insurance coverage for the services.

The Insurance In d u stry  a n d  Cost 
C on ta in m en t

T h e  in t e r d e p e n d e n c e  o f  h e a l t h  c a r e  c o st s  
and access is undeniable. The number of uninsured 
has sign ifican tly increased during  the past decade, 
despite the fact that the amount of money we spend 
on health care has risen dram atically . A gain , the 
statistics are shocking. Between 1980 and 1987 
total U .S. expenditures on health doubled, per capita 
expenditures rose 87 percent, and the expenditures 
as a percentage of gross national product (GNP) rose

T ransplants, J ustice, an d  Health C are R eform

61



from  9-1 p e rce n t to 1 1 .2  p ercen t (C a llah an  
1990 :269 ). Projections are that the cost of health 
care w ill reach $1.5  tr illio n  or 15 percent of our 
G N P by th e year 2 0 0 0  (C a llah an  1 9 9 0 :2 6 5 ). 
D espite our best in tentions, we sim ply w ill not be 
able to sustain  a system  that guarantees universal 
access i f  we cannot contain th is runaway m edical 
inflation.

U nder the current system , the relationships 
am ong health  care costs, insurance, and access are 
extrem ely com plicated. The commonsense notion is 
that cost containm ent improves access through in ­
surance. That is, i f  insurers can keep costs down, 
prem ium s can be m ain tained at lower levels, and 
more people w ill be ab le g a in  access th rough  
affordab le insurance. To th is  end a num ber of 
co s t-c o n ta in m e n t m easu re s  have been  im p le ­
m e n t e d ,  i n c l u d i n g  p r o s p e c t i v e  p a y m e n t s  
(preestablished paym ent schedules based on condi­
tion) and various m anaged-care programs such as 
preadm ission certification , large-claim s m anage­
m ent, and cap itation  arrangem ents. In this last ar­
rangem ent, providers are paid  a fixed amount per 
person in stead  of b e in g  reim bursed  on a fee-for- 
service basis. However, the continued rapid rise in 
health  care expenditures would suggest that these 
program s have been only m arg inally  successful, if  at 
a ll. Furtherm ore, there is some indication that in ­
stead of reducing the actual cost of care, these 
measures have p rim arily  curtailed  the cost sh ifting 
that allow s providers to render care to the uninsured. 
Thus to a degree they have aggravated, not a l­
lev iated , the problem  of access (Carson 1991:94).

Effective cost containm ent wi l l  be necessary for 
the success of any reform intended to provide and 
su sta in  un iversal access. Failure to m anage our 
lim ited  resources wi l l  mean that we can provide less 
to people or that we can provide for fewer people. In 
either case, we face the trag ic  choices associated wi th 
ration ing . Even though lim ited  resources wi l l  even­
tu a lly  force us to ration health  care regardless of our 
m anagem ent techniques, effective cost containm ent 
that improves efficiency in  the system can help us to 
avoid or at least to delay some of the trag ic rationing

decisions. As eth icists Reinhard Priester and Arthur 
Caplan argue, th is makes cost containm ent eth ica lly  
im perative:

The stakes are [so] high-—life and death, per­
manent d isab ility or the restoration of func­
tion— that every effort must be made to resist 
or at least delay the implementation of ration­
ing policies. (Priester and Caplan 1989:922)

As m entioned, cost-containm ent strategies are 
not new to the insurance industry . Companies 
em ploy m anaged-care program s lik e  preadm ission 
certification, u tilization  review, preferred provider 
arrangem ents, and health m aintenance organiza­
tions in order to develop a com petitive edge in the 
m arketp lace. N evertheless, under a scenario of 
universal access achieved large ly  through m andated 
private coverage, cost containm ent is spurred on by 
the two new obligations noted earlier— to sustain a 
system  in which all people have access to health care 
and to make the fu lfillm ent of the em ployer’s or 
in d iv id u a l’s ob liga tion  to provide coverage a t­
tainable.

The Insurance In d u stry  a n d  
H ealth C are  V alues

DESPITE OUR BEST EFFORTS at cost containment, 
health care reform will not be successful unless we 
can modify the misguided values or assumptions 
that support our current health care system and fuel 
the crisis it now faces. If we fail to alter these values, 
then our most creative reforms will not blossom into 
long-term solutions.

Bioethicist D aniel Callahan has articu lated  this 
position clearly and convincingly in  his book W hat 
K ind o f  Life: The Limits o f  M edica l Progress. In that 
im portant work he identifies and challenges two 
ideals that drive our current health care system :

One of them is that it is a plausible and worthy 
goal to attem pt to meet a ll individual health 
needs, to seek a cure for a ll disease. The other
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is that the quest for this goal is an economically 
feasible one if  only sufficient efficiency is 
brought to bear, an efficiency that can be en­
hanced by basic biomedical research and ways 
of providing healthcare that are more cost ef­
fective. (Callahan 1990:29)

Callahan goes on to argue that a health care system  
based on these ideals is flawed, not only because it 
is inefficient and poorly designed but because it 
seeks the wrong ends (Cal­
lahan 1 9 9 0 :2 9 -3 0 ). I want to 
bu ild  on the two themes he 
iden tifies, tak in g  a special 
look at how they relate to the 
insurance industry.

Ind iv idua lism  pervades 
our health care system , affect­
ing  not only the ends we seek 
but also the means we choose 
to pursue them . It is certain ly 
ev ident in  our choices for 
financing health  care. One 
need only observe its adver­
tisem ents to understand that the insurance industry 
b e l ie v e s  c u s to m e rs  p u rc h a se  in s u ra n c e  
predom inantly out of self-interest. That is, they 
purchase policies not to enhance the com m unity 
good but to assure their own access to health care 
and protect their personal financial assets. Even 
M M A ’s advertisem ents reveal th is bias: “You get the 
care  you  need most,” “You get excellent protection . . . 
a good value for you r  do llar,” “Save money— and get 
protection you  can count on” (emphasis added).

How can the insurance industry help to shape 
th is value into a more com m unity-oriented ap­
proach? It can begin  by reshaping its appeal to the 
m arket. Insurance companies w ill continue to be 
p rim arily  m arket-driven, but we should not under­
estim ate the power of advertisem ent to shape the 
m arketplace. Insurance can be promoted as a means 
for expressing social concern— a way of help ing 
others as w ell as protecting yourself. Insurance, par­
ticu larly  i f  it is the vehicle through which we pro­
vide universal access, is a method of spreading risk

across the entire com m unity. If the value of com­
m un ity can be cu ltivated in  consumers, then in ­
surers w ill not be afraid of saying the obvious: “Some 
of your prem ium s went to help your neighbor who 
needed care.”

In addition to reshaping the m arket, insurers 
could rediscover and develop underw riting practices 
that are more consistent w ith  com m unity values. A 
return to com m unity-based rating , in which the 

c o m p o s ite  r is k  c h a ra c ­
teristics of the com m unity 
are considered (instead of 
th o se  o f p a r t ic u la r  in ­
d iv id u a ls  or g ro u p s), or 
restrictions on the extensive 
use of p reex istin g  condi­
tions clauses are changes 
that would demonstrate a 
c o m m u n ity  o r ie n ta t io n . 
More extensive and creative 
use of reinsurance could be 
used to spread risk further 
and stim ulate experim enta­

tion w ith  self-insurance, where local groups could 
assume the functions, responsibilities, and liab ilit ie s  
of an insurer.

The assumption here is not that private insurers 
w ill w illin g ly  make these changes but that they w ill 
be m orally obligated to do so if  they advocate reform 
which changes m arket systems to their benefit and 
places them  in the position of provid ing access to 
health care deemed an entitlem ent. In the N ether­
lands, where pub lic , not private, insurance pools are 
part of a system  of providing universal access, the 
obligation of ind ividuals and employers to provide 
coverage creates a corresponding ob ligation on the 
part of the insurers to provide that coverage.

In practice, the obligation to accept a ll 
moderate and low-income persons means that 
medical underwriting,7 exclusion of preexist­
ing conditions, exclusion of small employers, 
and exclusion of employers in certain in­
dustries are considered unethical. . . . The

If the value of community can 
be cultivated in consumers, 

then insurers will not be afraid 
of saying the obvious: 

“Some of your premiums went 
to help your neighbor who 

needed care.”
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result is community rating, based on income, 
w ith  the p rem ium  shared between the 
employer and employee on an equal basis. 
(Kirkman-Liff 1991:2497)

If the p rivate insurance industry is called on to fu lfill 
th is same role in  the U .S ., 
com panies w ill have sim ilar 
ob ligations.

C allahan ’s second point 
draws atten tion  to our v ir­
tu a lly  unquestioned faith  in 
the progress of science and 
the power of m anagem ent.
W e believe that science has 
the ab ility  to solve alm ost 
any technical problem  and 
th a t  m a n a g e m e n t  s k i l l s  
allow  us effectively to control 
e c o n o m ic  c o n t in g e n c ie s .
Thus we are led to deny the 
rea lity  of lim its  and the u l­
tim ate  need to ration health  
care resources. C allahan ar­
g u e s  th a t  s u s t a in in g  a 
guaranteed level of health  care is feasible only if  we 
set a l im it  on the quest for cure as w e ll as establish 
a decent m in im um  level of health care.

The insurance industry m ay find it d ifficu lt to 
challenge these deep ly held beliefs. Setting  lim its  on 
consum er dem and w ill be an arduous task for com­
panies that are in tense ly  m arket-driven. W e cannot 
take l ig h t ly  the argum ent that saying no to cus­
tom ers could be risky . In a com petitive m arketplace 
there w ill alw ays be some company ready to fill the 
dem and. It m ay also be d ifficu lt for insurance com­
panies to strike a balance between their drive (and 
ob ligation ) to m anage and contain costs, and the 
need to accept the rea lity  of ration ing. Insurers must 
find a w ay to pursue m anaged care and other cost- 
containm ent program s vigorously w ithout being 
seduced by the hope that they w ill keep us from 
u lt im a te ly  h av ing  to m ake d ifficu lt decisions. 
D espite these obstacles, the insurance industry can

work at help ing to reshape this ideal in at least three 
areas: education, regulation , and product develop­
ment.

F irst, in  the area of education ind iv idual in ­
surance companies and industry associations like  the 
H ealth  Insurance Association of Am erica should 

endeavor to provide people 
w ith  information about the 
im pact of their decisions. 
I n s u ra n c e  rem o v es  in ­
d iv id u a ls  one step  from  
having direct responsib ility 
fo r th e ir  h e a lth  ca re  
decisions. Insurance com­
panies are a rich source of 
inform ation regard ing the 
cost o f h e a lth  ca re  and 
specific treatm en ts. T hey 
should make this informa­
tio n  re a d ily  a v a ilab le  to 
clients and find ways to d is­
sem inate it. M arket surveys 
th a t  a sk  c l ie n t s  a b o u t 
desired benefits but fail to 
in c lude  clear inform ation 

regard ing cost of the benefits only perpetuate the 
idea that there are no lim its  and that it  is possible 
for people to have whatever health care they are 
w illin g  or able to pay for.

Second, the insurance industry should work 
w ith  legislators and regulatory agencies to develop 
laws that reflect the changing nature of the health 
care system  and the insurance industry ’s new role in 
it. Specifically, state-m andated benefits should be 
set at a level determ ined not by consum erism  alone 
but by a recognition of resource lim itations and 
health care needs. Insurers should support reform 
proposals that connect the level of benefits w ith  a 
determ ination of what constitutes a basic level of 
health care. O nly in th is way w ill we be able to 
bridge the gap  between defining basic health care 
and financing it.

F inally , insurers should address the concerns of 
justice in the allocation of health care resources and

Market surveys that ask clients 
about desired benefits but fail 
to include clear information 

regarding cost of the benefits 
only perpetuate the idea that 
there are no limits and that it 
is possible for people to have 
whatever health care they are 

willing or able to pay for.
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offer products that are more com m unity-oriented 
and cost- and resource-sensitive. These products 
would feature extensive use of cost-containment 
program s and lim ited  benefits selected on the basis 
of efforts to define eth ica lly  a basic level of care. 
Product offerings not only should respond to chang­
es in  values reflected in the m arket but should be 
used to help change the m arket itself. The processes 
of reshaping foundational health care values and 
developing products should support and com ple­
m ent one another.

Conclusion
W E STARTED WITH TWO QUESTIONS: (1) How can 
health insurance companies put ethics into practice? 
and (2) Can they be advocates for justice and reform 
in  health care?

The experience of M ennonite M utual A id and 
its O rgan Transplant Task Force suggests it  is pos­
sible for insurance companies to address these issues 
through educational activ ities and, to a more lim ited  
extent, through product development. At the same 
tim e, the experience also draws our attention to 
regulatory, fiscal, and m arketing concerns that lim it 
the ab ility  of insurance companies to im plem ent 
substantial changes. At M M A th is is felt as a tension 
between the church and business, between the 
prophetic and the pragm atic. Though other ter­
m inology may be used, a s im ilar tension exists for 
secular com mercial insurers.

The h igh  costs of health care and the lim ited  
access of m any Am ericans to even basic care are 
charting a course toward the inevitable reform of our 
health care system . As a powerful constituent in the 
current system , the private health insurance in ­
dustry w ill unquestionably be involved in shaping 
this reform and w ill probably retain a role in the 
restructured system . Though somewhat lim ited  by 
the forces mentioned above, specifically its free- 
m arket orientation, the industry can contribute to 
the reform and stab ilization of the health care system  
through a concentrated effort to control cost and 
reshape the foundational values of the health care 
system .

Most im portant, we m ust recognize that reform 
which secures a position for private insurance in  a 
restructured health care system w ill create new 
obligations for the industry. The exp lic it moral 
tenet behind reform is that people are en titled  to a 
basic or adequate level of health care, that society is 
obliged to provide at least that much. If the in ­
surance industry accepts and benefits from a central 
role in provid ing universal access to that care, then 
it m ust accede to this assumption and the ob liga­
tions it entails. These obligations are to sustain a 
system  in  which a ll people have access to health care 
and to assure that those groups or ind ividuals who 
are required to provide insurance for themselves or 
others are able to do so. If insurance companies pay 
serious atten tion  to these obligations, they w ill be 
tak ing  a sign ificant step toward p u tting  ethics into 
practice.®

NOTES

1. Because of its tax-exempt status, MMA is able to channel money that would normally go to pay taxes back to its members as 
part of the fraternal program: aid is given in the form of financial assistance (for medical bills, health insurance premiums, or 
adoption expenses) and educational programs.

2. Task force members were Willard Krabill, Beth Landis, Michael Boge, John Yoder-Schrock, Carol Suter, Helen Alderfer, Jerry 
Troyer, Sid Richard, and Scot Yoder.

3. A reinsurer is an insurer that accepts a portion of the risk underwritten by the primary insurer. For example, on a $1,000,000 
lifetime maximum policy MMA may retain the first $250,000 of the risk but reinsure the remaining $750,000. The insured, 
however, is only aware of the contract with MMA.
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4. These programs allow insurers to make sure that the insured is receiving appropriate cost-effective medical care. Precertification 
(preadmission certification) is a process in which an insurer certifies the appropriateness of the medical treatment and the 
expected length of hospitalization for the condition in question prior to the hospitalization. If there is potential for a large claim, 
the insurer may become even more involved in managing the care.

5. According to the actuarial firm Milliman and Robertson, Inc., the cost of a kidney transplant is significantly less than the cost 
of chronic hemodialysis and peritoneal dialysis treatments (Brink 1990:25). As a rule, however, transplants are much more 
expensive than other treatment modalities.

6. According to the National Vaccine Advisory Committee, a 1989 Health Insurance Association of America survey revealed that 
45 percent of employer-based health insurance plans and 62 percent of preferred provider plans covered basic childhood 
immunizations (Skolnick 1991:2453).

7. Medical underwriting is the process through which an insurer determines whether or not and on what basis it will accept an 
application for insurance. It usually involves a review of the insured’s medical history and current health status, and can result 
in denial of coverage, limitations on coverage, or increased premiums.
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“I don’t think an ordinary doctor 
thinks of transforming the body.
He can make the body more perfect, 
he can make the body cleaner, he 
can make the body free from disease. 
But he’s not trying to develop the 
power and perfection of the spirit. 
This is a new concept.”

Photography by 
John Nordell
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Spiritual Consciousness and Healing
An Interview with Govindappa Venkataswamy

For much o f  h is l i fe  Govindappa Venkataswamy has been a  p ioneerin g eye surgeon. In 1976 he fou n d ed  the 
A ravind Eye H ospital in M adurai, deep in south India, where today more than 50,000 m ajor eye operations 
are perform ed each y ea r , most o f  them fo r  free. The hospital, the la rgest a n d  most p rodu ctive eye-care fa c i l i t y  in 
the world , is also recognized f o r  its resident tra in in g program  a n d  its mobile eye camps in ru ra l villages.

Venkataswamy is a  discip le o f  Sri Aurobindo a n d  the M other o f  Pondicherry. Sri Aurobindo, an Indian  
nationalist from  the Pondicherry T erritory in  southern India, w as a  seer a n d  a  poet. He was a lso fou n d er o f  
the philosophy o f  cosm ic sa lvation  through sp iritua l evolution. A ccording to Venkataswamy, the teachings o f  
Sri Aurobindo a n d  his close associate the M other o f  Pondicherry are in  continuity w ith  those o f  the an cien t sages 
o f  India: they rest on the b e lie f that behind the appearances o f  the universe lies the R eality o f  a  B ein g a n d  
Consciousness, a  S e l f  o f  a l l  things, one a n d  eternal. A ll beings, in  th is view , are un ited  in tha t One S e l f  a n d  
Spirit but d iv id ed  by a  certain separateness o f  consciousness, an ignorance o f  th eir true S e l f  a n d  R ea lity in  the 
mind, life, a n d  body. It is possible through p sych o lo gica l d iscip lin e to remove th is v e il a n d  become aw are o f  the 
true Self, the D ivin ity  w ith in  us a n d  a l l  things. It is these sp iritua l teachings about the h igh er consciousness 
tha t Venkataswamy has tr ied  to in st ill in  the d a ily  pra ctice o f  medicine a t Aravind, a n d  visitors to the hospita l 
often remark upon the sanctity o f  its operating rooms. “M odern technology combined w ith  sp iritua l consciousness 
is the need o f  the day, ” says Venkataswamy.

Venkataswamy has su ffered  from  severe psoriasis, a n d  acu te rheum atoid a rth ritis has cripp led  his fin g ers  
badly, y e t  he tra in ed  h im se lf to h o ld  a  su rg ica l knife a n d  use the operating microscope so tha t even tua lly he was 
ab le to perform  a  hundred  or more operations a t  a  stretch. He headed  the eye department a t  M adurai M edica l 
C ollege f o r  20 yea rs a n d  has received the Helen K eller In ternationa l A ward a n d  the Padma Sri Award, one 
o f  the h igh est honors g iv en  by the government o f  Ind ia  in recognition o f  an outstanding contribution to the country 
or its people in any fie ld . He is also a  d irector o f  the Seva Foundation, w h ich  is devoted p r im arily  to service 
projects, many concerned w ith  the prevention a n d  cure o f  blindness.

In the spring o f  1991, Venkataswamy v is ited  H arvard D ivin ity School to d eliv er the H arold M. W it 
Lectures, w h ich  w ere estab lished to bring to the university “unusual ind iv idua ls who rad ia te in th eir thought, 
work, a n d  being . . . sp iritua l qua lities a n d  va lu es” a n d  to examine the question o f  liv in g  a  sp ir itua l l i fe  in  
the contemporary age. F ree-lance jou rna lis t M issy D aniel in terv iew ed  Dr. Venkataswamy f o r  Second 

Opinion.
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Second Opinion: I ’d like  to begin 
where you began your lecture the 
o ther d ay , ta lk in g  about your 
father. Can you exp lain  the in ­
fluence he had on you, as a doctor 
and as a hum an being?

V e n k a ta sw a m y : M y father was a 
farm er in  a sm all v illag e  in the 
southern part of India. He had 
very l it t le  schooling, only two or 
th ree  years . H e was a d eep ly  
re lig ious man. Some of the sects of 
H in d u ism  have v ar io u s  caste 
m arks, and he used to have a Vais- 
nava m ark on his forehead every 
day. The V aisnava m ark indicated 
th a t he was a m em ber of the 
H indu  sect devoted to the cu lt of 
V ishnu, a god of the H indu triad. 
Once a m onth, trad itio n a lly , he 
w alked  to the tem ple of our fam ily 
d e ity , about 30 m iles each way. 
People used to take a pot of m elted 
bu tter to be offered to the gods. 
They w ould lig h t a ll the tem ple 
ligh ts  w ith  th is m elted  butter.

M y father was a strong fol­
low er of G and iji {Gandhi}. He 
w as a hard  d isc ip lin a r ian . He 
w ou ldn ’t allow  people to te ll lies, 
and people were not capable of 
te llin g  lies in front of h im . He was 
s tra ig h tfo rw ard , and he had a 
v ision of educating  his ch ildren, 
w h ich  other people usually  just 
d id  not th in k  of do ing. He b u ilt a 
house that was far more advanced 
in  p lann ing  and execution than 
w hat a v illag er w ould norm ally 
b u ild . He was the trustee of a

For citation: Venkataswamy, Govindappa. 1992. 
"Spiritual Consciousness and Healing: An Interview with 
Govindappa Venkataswamy.” Second Opinion 18, no. 1 
(July): 68-81.

“I go to the 
meditation room 

and ask— 
not in words, 

but in a silent talk 
with God— 

that I be 
a better tool, 

a receptacle for 
the divine force.”

t e m p le .  T h e  t e m p le s ,  b u i l t  
hundreds of years ago, are now 
usually taken over and managed 
by the governm ent. The state ap­
points somebody as a trustee— a 
religious man, acceptable to the 
com m unity— to take care of the 
property. As trustee, m y father 
b u ilt a nice hall w ith  gran ite  at the 
tem ple near our v illage . He also 
knew about new techniques in 
farm ing and agricu ltu re . That was 
the character of m y father.

Second Opinion: W a s  he a 
sp iritua l man?

V e n k a ta sw am y : No, you can’t 
call him  that. He was a religious 
man.

Second Opinion: W h at is the d if­
ference?

V e n k a ta sw am y : Y ou see, the 
relig ious m an adopts the normal 
dogmas and codes. He goes to 
church regu larly . If today is the 
Sabbath day, he knows what sort 
of food to eat, what not to eat—  
th a t is th e r e lig io u s  m an . A 
sp iritua l man is more in touch 
w ith  the experience of the soul or 
the experience of h igh e r con­
s c io u sn e s s . Y o u  can  h av e  a 
sp iritua l man who does not follow 
any of these ethics or codes, like 
some of the m ystics.

Second Opinion: W ould  you be a 
very different person were it not 
for your father?

V e n k a ta sw am y : C erta in ly , cer­
ta in ly . I th ink  he brought me a
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strong sense of discip line. For in ­
stance, he was a very sm all farmer, 
w ith  very litt le  money, but he 
kept a clear account of everyth ing 
he did. It was the du ty of the 
children to m aintain  the accounts. 
Everybody knew how much debt 
we had, how much money we were 
m aking from the farm, how much 
the bu llo ck s cost, how m uch 
produce we had. This became a 
very com m on p rac tice  in  our 
fam ily. That was the strong tra in ­
ing that he gave us.

I was 32 when he died. I was 
the eldest in the fam ily , and in  a 
fam ily  system  like  ours, I was 
responsible for educating m y two 
y o u n g e r  b ro th e r s  an d  tw o  
younger sisters, for o rgan iz ing  
and fix ing their m arriages— that 
is the usual custom we have— for 
f in d in g  su ita b le  p a r tn e rs  for 
them. I looked after all of them . I 
was the head of the fam ily.

I was not m arried, because of 
m y a rth r itis  and sk in  trouble. 
Now m y brother takes care of me, 
and I stay w ith  him  all the tim e. 
H is children are as much attached 
to  m e as th e y  a re  to  h im . 
Everybody feels that I am  one of 
them . That sort of jo int fam ily 
system  works wonderfully, but it 
is breaking down in India now. 
P eo p le  are  f in d in g  jobs and 
moving out of the trad itional v il­
lage life. But it is s till very im por­
tan t for me. M y brothers and 
sisters s t ill usually ask m y ad­
vice— Can th is g ir l m arry th is 
boy? and th ings like  that.

S e co n d  O p in io n :  And what about 
your fam ily guru?

V en k a ta sw am y : T h is  is  o u r 
usual trad ition, that each fam ily 
has a guru . The gu ru  comes and 
v isits once a year, and you go to 
see him  whenever you go to the 
tem ple. The guru  looks after you, 
advises you about w orld ly life—  
whether you can purchase this, 
whether you can m arry th is g ir l. 
The guru  is also supposed to ad­
vise you about the life beyond, 
heaven or hell. So a guru  is like  a 
trad itional pastor or priest, you 
could say. N orm ally a guru  has 50 
or 60 fam ilies who live in 15 or 20 
places. Once a year, the gu ru  and 
his fam ily come w ith  a bullock 
cart, and the disciples provide the 
bullocks. M y fam ily would pro­
vide the bullocks to take the cart 
to the next v illag e , where the 
g u ru ’s other discip les are. Like 
that, the guru  makes a tour, and 
it  m ay take two or three months. 
It is very nice to see. Some of them 
were good scholars. They stayed in 
the d isc ip les’ houses, and they 
cooked for th em se lv es . T h ey  
d idn ’t eat w ith  us. W hatever they 
cooked, they gave a portion as an 
offering to the deity  and to the 
disciples also.

S e co n d  O p in io n :  And is the son of 
your father’s guru  now your guru?

V en k a ta sw am y : M y f a th e r ’s 
guru  d idn ’t have a son. In those 
cases the son-in-law  m ay become 
a guru , but that system is also 
breaking down now. The trad i­
tional systems of gu ru  and d is­
c ip les are s low ly  d isappearing  
w ith  the modern movement of 
people from the v illages, w ith  the

com ing of industry, and so on. W e 
have no fam ily gu ru  righ t now, so 
I adopted  Sri A urob indo  and 
M other [the Mother of Pondicher­
ry ] as m y gurus, but i t ’s a different 
trad ition now. I “adopted” them. 
It is not hereditary.

S e co n d  O p in io n :  You said you 
m et Gandhi several tim es. W ou ld  
you ta lk  more about those m eet­
ings and about his influence on 
you?

V en k a ta sw am y : A t the end of 
1944 I joined the arm y and went 
for tra in ing as a doctor, a m edical 
officer. Gandhi was in  prison at 
that tim e. W hen he was released 
from the prison, he came to stay 
w ith  one of his disciples in Poona, 
w here he had once been im ­
p r iso n ed  in  th e  A g a  K h a n ’s 
palace. A  friend and I knew he was 
staying there, so we went to see 
him . I asked him  if  there was any 
m essage for us— and we were 
w orking in the British  A rm y at 
that tim e! He was figh ting  the 
British ! He said, “Is that good for 
you, to get advice from me now?” 
He was a very nice man. He gave 
his autograph, which he used to 
charge money for— five or ten 
rupees. That money went to help 
the untouchables, the backward 
classes in  society at that tim e. He 
collected a lot of money. I don’t 
have the autograph anymore. I ’m 
afraid I lost it somewhere.

I also saw Gandhi in D elhi 
subsequently, when I was in the 
arm y. He would stay in B ir la ’s 
h o u se . B ir la  w as  a b ig  in ­
d u s t r ia l is t ,  l ik e  H en ry  Ford.
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T h at’s where Gandhi was shot and 
k illed , in B ir la ’s house. But then 
he w o u ld  a lso  s ta y  w ith  the 
m un icipal jan itors, and every eve­
n ing and m orning he would offer 
prayers. There was an open space, 
and they put up a platform . He 
w ent there at a regular tim e and 
started  h is prayers, and people 
used to go and listen . He d id  that 
a ll his life. I went to one of those 
prayer m eetings in  Delhi. And 
once when I was s till a schoolboy, 
he passed through m y sm all town. 
It was a b ig  th ing  for us to see 
G andh i. T hat m ust have been 
about 1931 or 1 9 3 2 .1 also used to 
see h im  in  trains, traveling from 
place to place.

S e c o n d  O p in io n :  How did he in ­
fluence your m edical practice?

V e n k a ta sw a m y : One th ing was 
his stress on moral values: speak­
in g  tru th  a ll the tim e, lead ing a 
sim ple life, p ractic ing  celibacy, 
not coveting others’ property, and 
more than anyth ing else, having 
the courage and confidence to 
figh t in justice w ithout violence. 
T hat was a very b ig  th ing  for us, 
because the B ritish  were ru ling  at 
that tim e , and they had created 
terror in the m inds of the people, 
th a t w e co u ld n ’t liv e  w itho ut 
B ritish  support. Gandhi was able 
to w ipe out that feeling of de­
pendency on the B ritish , and all 
w ith  love and kindness, not by 
threaten ing people, lik e  Saddam 
H ussein. H is whole approach to 
the trad itional Indian culture was 
love. He wanted B ritish  people to 
live w ell. He d id n ’t want them  to

suffer. He said that a ll people have 
to live w ell. That doesn’t mean 
somebody can dom inate and ex­
p lo it other people.

S e c o n d  O p in io n :  Is it true that he 
would have nothing to do w ith  
the modern practice of m edicine?

V e n k a ta sw am y : He was ed u ­
cated in  England, you know, and 
he was scientific in outlook. He 
did a lot of research on food and 
nutrition . He said that the body 
had its own capacity of resistance, 
and in order not to break it , he 
adopted nature cures. But that 
was very rational. It was not some 
dogm a. V ery rational, G andhi 
was. A t one tim e he wrote that he 
would not take cow’s m ilk . But 
then he found out that his body 
would not be able to survive, and 
he took to goat’s m ilk . He did a 
lot of research, and his conception 
of d isease  d id  change. W hen  
som ebody d em o n stra ted  th a t 
m a la r ia  is  t r a n s m it t e d  by 
mosquitoes, for example, he ap­
preciated that, and he treated it.

S e c o n d  O p in io n :  It’s also been 
w ritten  that G andhi’s own nurs­
ing sk ills  were extraordinary.

V e n k a ta sw am y : W o n d e r f u l,
yes, they were wonderful. I d id n ’t 
live w ith  h im , but some of m y 
f r ie n d s  d id . W e  w ere c a lle d  
G andhiites; that is, we were wear­
ing  these hand-spun clothes a ll 
the tim e, and we were not sup­
posed to be vio lent, not te ll lies, 
not smoke, not drink— a certain 
code of conduct, like  what you

expect of a priest. W e observed 
celibacy in life before m arriage. 
No sex at all. Some of these virtues 
were indoctrinated in us.

Gandhi had, apart from his 
p o lit ic a l s tru g g le  to f ig h t the 
B r it i s h ,  s ev e ra l c o n s tru c t iv e  
program s. One was care of people 
w ith  lep ro sy , and he s ta rted  
leprosy colonies. One of his d is­
ciples had terrib le leprosy. So he 
put h im  in his own ashram [the 
secluded d w e llin g  of a H indu 
s a g e ], in  a separate  h u t, and 
nursed him  m orning and evening. 
That was a tremendous job for a 
m an who was supposed to take 
care of the whole country. He was 
loving and k ind , and he often took 
care of people in the ashram.

S e c o n d  O p in io n :  W as  he a 
relig ious man or a sp iritual man?

V e n k a ta sw am y : I th ink  you can 
say he was more of an eth ical- 
relig ious man, in the sense that he 
had his strong ideas about v irtue 
and vice. He used to read Gita, 
q u o te  Gita, e v e ry  d a y . [T h e  
B ba ga vad  G ita  is the first-century 
Sanskrit philosophical d ialogue 
that expounds the duties and cus­
toms basic to H indu ism .] He had 
codes of conduct, but he was a l­
ways qu ite  open. I t ’s clear in his 
autobiography that he was search­
ing for tru th  all the tim e. In that 
way, he was a wonderful man. He 
could meet a person like  Jinnah , 
the founder of Pakistan, and if  
J innah  wanted to eat beef, Gandhi 
said , “yes, go ahead.” But Gandhi 
would not eat meat. He was very 
friend ly and very loving to lots of
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p eo p le , peop le who w ere op­
ponents, like  Britishers. That was 
his nature. There were people who 
were very g reatly  opposed to some 
of his ideas— some of his Com­
m un ist friends, for example, had 
gone to Russia and come back 
w ith  ideas about m ak ing India a 
C o m m u n ist co u n try . H e was 
lov ing  and k in d  to them — he 
loved  th em  in  e x tra o rd in a ry  
ways— yet he strongly opposed 
th em  a lso , w ith o u t c r e a t in g  
hatred or il l  w ill. That was the 
strength of Gandhi.

A lm ost every day you would 
read what Gandhi had said about 
th is, what Gandhi had said about 
th at. W e w ere d ream ing  of a 
country, of G andhi’s nonviolent 
nation. He said that the govern­
m ent should be nonviolent and 
th a t e v e ry b o d y ’s b as ic  needs 
should be m et: there m ust be 
proper nutrition , every child  m ust 
be taken care of, good health m ust 
be provided. G andhi was very 
c le an  ab o u t h is  h a b its , v ery  
hygien ic. He always was careful 
about the water he drank, and he 
wanted to have sim ple toilets for 
everybody. He stressed sanitation. 
Sc ien tif ic  nu trition ists  used to 
consult him . He said that meat is 
not necessary for the body, but 
m ilk  is essential for the body, 
some sort of an im al m atter. He 
was very open all the tim e. You 
could always discuss w ith  h im , 
and he enjoyed it. H is codes of 
conduct blended w ell w ith  the 
basic d iscip line of m y father—  
always being truthfu l and hard­
w orking, lead ing a sim ple life.

“You are not 
thinking of the 

patients’ social status 
or the money they 
are going to pay or 
what benefits you 

can get out of them. 
This relationship is 
much more at the 

soul level.”

S e c o n d  O p in io n : Do you read the
B haga vad  G ita  every day?

Venkataswamy: I used to , in 
th o se  d a y s . N ow  I read  S r i 
Aurobindo every day.

S e c o n d  O p in io n :  W hat are your 
own daily  sp iritual practices?

Venkataswamy: W e h av e  a 
m editation room in the hospital, 
and I go there at 6 :30  in the morn­
ing. I ask— not in words, but in a 
silen t ta lk  w ith  God— that I be a 
better tool, a receptacle for the 
d iv in e  force. So m eth in g  l ik e , 
“Let m e be a better in strum en t 
for your w ill to be done. Let me 
not lose m y consciousness to 
some of the in s tin c ts— an ger, 
je a lo u sy , eg o ism .” A nd I ask 
how exactly  we can have love 
and com passion for the p atien ts 
who come to us.

T h e  im p o r ta n t  th in g  in  
Aravind H ospital work is the deep 
com m union we w ant to m ake 
w ith  th e  o r d in a r y  p a t ie n t ,  
whether it  is a v illager or a town 
man or a person who comes from 
upper-class society. Not in te llec­
tual understanding, but a deeper 
u n d e r s t a n d in g — ju s t  l ik e  a 
mother w ith  her ch ild . There is a 
deep inner com m unication be­
tween a baby and a mother. You 
want to get to the core of the 
person so you can te ll that th is one 
is anxious, that one is worried, 
that one is depressed. How exactly 
can you get into the patients com­
p lete ly? You make them at ease 
p h ys ica lly  and m en ta lly . Then 
you m ake them feel that you un-
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d em an d  th ey ’re uncom fortable 
and that you are capable of g iv in g  
relief, w hether it  is the re lie f of 
s igh t or freedom from the pain. 
You w ant to have some sort o f 
inner com m unication w ith  the 
patien ts. You are not th in k in g  of 
th e ir  social status or the money 
they are go ing  to pay or what 
benefits you can get out of them . 
This relationsh ip  is much more at 
the soul level.

S e c o n d  O p in io n :  Can you do th is, 
ev en  w h en  yo u  are t r e a t in g  
hundreds of people a day?

Venkataswamy: Y o u  se e , w e 
pray that we have love and good­
w ill for everybody. It is easily said, 
but to practice it constantly? You 
pray for it, but then sometimes 
you ge t irrita ted . Some patien t 
says, “You know who I am ? I can 
do a lot of good th ings for you ,” or 
“I can do a lot of bad th ings to you 
if  you don’t ob lige m e .” I say I w ill 
do m y best, but the best must 
come from the heart, not by a 
com m and or force or authority . I 
resent it , but I don’t show it. Some 
w ou ld  like  to say, “I can give 
m uch m oney to th is  hosp ita l. 
Take care of me, and forget about 
a ll those other people.” But what 
about a ll the other people? W e 
don ’t want to s ligh t anybody, and 
we respect them  all. Even th is ex­
p e r ie n c e  h e lp s  m e to g ro w  
sp ir itu a lly  in the sense that I am 
not tied  to the man because he has 
got a lot of money and power and 
I want to have it, but I’d like  to have 
some contact w ith his inner being. 
And that works wonderfully.

“The mind is only 
groping now. When 
you get to the higher 
consciousness, it is 

like having daylight.
In the dark, you 

don’t know if there is 
a wall in front of you 
or a pit. But once it 

is daylight, you 
know.”

S e c o n d  O p in io n :  How do you un­
derstand death and dying?

Venkataswamy: The last tim e I 
was w ith  Ram Dass (one of the 
Am erican founders of the Seva 
F o un datio n ), som ebody asked 
him  to w rite about what happens 
after death. Sri Aurobindo and 
M other have w ritten  a lot about 
what happens after death. You 
th ink  that when you die, you w ill 
go to heaven or to hell. But Sri 
Aurobindo and M other have done 
such a lot of work on death and 
life. They divide your being. You 
have got a physical body, we all 
know that, and that m atter is 
go ing  to decompose where you 
bury it. Then you have got your 
m ind. M ind is a different world, 
the m ental world. Then we ta lk  
about som ething called v ita l—  
every liv in g  being has go t it. 
Every being has got desires, love, 
h atred , com passion— all these 
th ings are “v ita l” values. Your 
v ita l being goes to the v ita l world, 
like  the m ental being goes to the 
m ental world. And then the core 
of you, the soul, the psychic being, 
goes to the psychic world.

Rebirth  is a m ust. If the soul 
is to reach the h ighest conscious­
ness, you m ust use opportunities 
g iven  to you for this world, and 
then succeeding worlds, un til the 
soul evolves h igher and higher. 
The psychic being goes to the 
psychic or the sp iritual world, and 
before it is born, it decides what 
to experience. Suppose you don’t 
experience physical power in this 
b irth . In the next b irth  perhaps 
you w an t to have m en ta l ex-
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perience, you want to become a 
scholar. You desire that. And then 
th e  p sy c h ic  b e in g , th e  tru e  
sp ir itu a l part of the soul, “as­
sem bles” the parts necessary to be 
born again  in a particu lar, chosen 
hum an form.

There are lots of very h igh ly 
evolved souls w a itin g  to be born 
on this earth. The earth is the only 
place where the souls can make 
their evolution, can progress. In 
other realms, like  angelic realms, 
there is no evolution. Such beings 
are happy, but static. So the souls 
a ll want to get into human beings, 
because then the soul has an op­
portun ity for evolution. Mother 
used to say constantly, “This child 
has got a wonderful soul. Let us 
take him  and see how we can grow 
i t .” She was not ta lk ing  about 
physical appearance, or m ental ap­
pearance, but som ething she was 
able to see from the depth of the 
soul.

S e co n d  O p in io n :  Are you afraid, 
then, of dying?

Venkataswamy: You see, I’ve 
not come to the stage of someone 
like  Sri Aurobindo, or Ramana 
M aharish i, a contemporary saint. 
I ’m s till a modern being, and so I 
am afraid of d y ing , of leaving all 
th is. Not long ago m y uncle died, 
m y m other’s brother, the last of 
that generation  in the fam ily . 
Even at 82 or 83 , he suffered a lot, 
but he st ill wanted to live. But i t ’s 
said about Sri Aurobindo that he 
d e c id e d  to  d ie  so th a t  th e  
supram ental power, the super­
m ind , could come down into him .

He sacrificed his body. Now i t ’s 
said that he exists in the earth ’s 
consciousness as a power to heal 
and do the divine w ill.

S e c o n d  O p in io n :  Y o u ’ve often 
been a patien t as w ell as a doctor. 
Y o u ’ve s tru g g le d  w ith  severe 
arth ritis , psoriasis, and not long 
ag o  w ith  a s e r io u s  case  o f 
hepatitis. W hat have those ex­
periences done to you?

Venkataswamy: M y mother was 
i l l  for a long tim e, and it was 
d ifficu lt for me to leave her. But I 
had a m eeting in Geneva at the 
W orld  H ealth O rganization, and 
then I had to come to the U nited 
States for m eetings of the Seva 
Foundation. Earlier I had gone to 
N epal w ith  Ram Dass to see some 
of the Seva work there. I th ink  I 
m ust have contracted a hepatitis 
infection there and d idn ’t realize 
it. In Geneva I learned that my 
m other had d ied , and I went back 
to India. A t that tim e I was not 
feeling w ell. Then, after the Seva 
board m eeting , I suddenly be­
came il l  w ith  jaundice. It was so 
bad th a t people w ere afraid  I 
m igh t d ie, but I had no feeling 
like  that. Som ething in  me felt 
that I was go ing to survive. Can 
you ca ll it  a prem onition? It was 
som ething like  that, the feeling 
that I have got to go through some 
m ore ex p er ien ce , p erh ap s, of 
growth.

M o th e r  t a lk s  a b o u t th e  
supram ental consciousness, that it 
is here on the earth now, like  a 
p o w e r , l ik e  a l i g h t ,  l ik e  
know ledge, and you are asked or

persuaded to grow  up in  con­
sciousness, or at least to be aware 
of it. I have been interested, espe­
c ia lly  in these last few months and 
weeks, in how I can get closer to 
the supram ental consciousness. 
I t ’s not easy— like  w a lk ing  up 
M ount Everest, so d ifficu lt it  is. 
And to see whether I can change 
m y own body— m y skin trouble, 
the arthritis . I ’m just try ing  it, 
and I don’t know how long it w ill 
take. N othing has happened so 
far, but sometimes, you see, you 
have a feeling that you’re go ing  to 
get some virus flu. I have had 
feelings like  that. You th ink , I 
don’t want to have it , and then 
you don’t get it. You find that 
som ething is go ing to attack you, 
and you try  to resist it. That is an 
experience that I have had. But 
w ith  o ther tro u b les , l ik e  the 
arth ritis  and the skin trouble, I 
have to learn to work on it  and see 
what I can do.

Some of the sp iritual beings 
cou ld  transform  th e ir  bodies. 
W ith  the sp iritual consciousness 
can  com e r a d ia n t  l i g h t .  S r i 
A urob indo  h im se lf  was d ark - 
sk inned lik e  me, but when he 
came to h igher consciousness, his 
body was go lden and sh in ing . 
H igher consciousness changes the 
ph ysica l appearance of people. 
This is one of the th ings that is 
rea lly  exciting  for people: how to 
perfect the body— and not in the 
sense that an ath lete can do it, 
though that is also perfection. 
Som e p e o p le  w a n t to h ave  
m usc les, d ex te r ity , g ym n ast ic  
sk ills . Others want to have en­
durance. If you read the diaries of
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Sri Aurobindo in his early  days, 
you see that he put a lot of em ­
phasis on changing his physica l 
endurance and his body. He fasted 
for nearly three weeks at a tim e 
w ithout losing any energy for his 
w ork— he worked in  the same 
w ay physica lly  and m en tally . He 
could absorb energy from the en­
v ironm ent around him . But his 
body was w asting  aw ay because 
m atter was not g e tt in g  to the 
body. In the same w ay, he was 
try in g  to exercise his body to be 
free from grav ita tio n ’s force— not 
exactly  lev itation , but som ething 
sim ila r to it. He said , “I tried 
today and I failed. I ’m go ing  to try 
again  tom orrow .’’ He had been 
experim enting  like  that. T h at’s 
rea lly  an exciting  gam e, or exer­
cise— like  g lid in g — to see how 
you can grow  up to h igher con­
sciousness and see w hat that con­
sciousness can do.

S e c o n d  O p in io n :  Y ou ’ve said that 
th is h igher consciousness can af­
fect even our cells. How?

V e n k a ta sw a m y : W e  t r y  w ith  
our m inds and our em otional w ill 
to m end our bodies, lik e  a soldier 
who puts his cells to severe work 
in a battle. But the cells them ­
selves don’t figh t. The cells are 
inan im ate. You use your w ill on 
the cells to do som ething. You 
say, I w ant to turn a som ersault, 
or two, or three, and you try  and 
they do it. As you grow  into the 
h igher consciousness, it  is aware 
that you need a good body. The 
sp ir itu a l force is able to work on 
the body, and now the cells are

go ing  to respond to that. In life, 
before humans came, there was a 
place where the human m ind was 
evolved. It came out as m ental 
consciousness. From ape or from 
another an im al, hum ans cam e, 
and then they began standing on 
the ir two feet. They developed 
necessary changes in  their bodies. 
The m ind produced changes in 
the body, and you had a difference 
between anim al and hum an, not 
only in the hum an’s m ind, but in 
the physical posture, the brain, 
and the capacity to th ink  about it. 
A ll these produced changes in the 
basic body.

Now the same th ing is true 
when the h igher consciousness 
comes. It has to alter the body, not 
only to perfect it. You see d ivine 
appearance, perhaps already in the 
figure of Christ. From the ap­
pearance of a person you are able 
to m ake out whether that person 
is a physical laborer or an in te llec­
tual or a sp iritua l person. The cells 
in the body respond to the con­
sciousness. They have their own 
aspirations, and they now have 
agreed on this h igher conscious­
ness. This is the dram atic experi­
m en t S ri A urob indo  and the 
M other have done. There have 
been various people, hundreds of 
saints and seers— whether B ud­
dha, or Christ, or the disciples of 
C hrist— who have realized the 
d iv ine, but they were not th in k ­
ing of transform ing the body or 
transform ing the m ind. S till, that 
came as a defin ite step in the 
process.

A ll the efforts of Gandhi to lift 
people up to h igher consciousness

could not be sustained. In the 
same country where there is so 
much truthfulness, so much non­
violence, we s till see so much cor­
ruption. People could be changed. 
But unless you are able to lift 
p eo p le  up  an d  b r in g  a new  
being— call it the superm ind, or 
som ething like  that— this change 
w i l l  no t becom e p e rm an en t. 
People w ill go up , and com e 
down. But once we are changed, 
we w ill remain changed. W e are 
able to craw l, then to stand, then 
to w alk. W e are not go ing to craw l 
again . The h igher consciousness, 
the supram ental consciousness, 
comes, and then a new being has 
to come. That being w ill not go 
down again. That b e ing ’s m ind, 
his v ita l, and his body w ill be 
sp iritualized . But not everyone is 
go ing to be sp iritualized .

S r i A u ro b in d o ’s te a c h in g  
states that the One Being and 
Consciousness is involved here in 
M atter. Evolution is the method 
by which it  liberates itself; con­
s c io u sn e s s  a p p e a r s  in  w h a t  
seems to be unconscious, and 
once hav ing  appeared it  is self- 
im p e lled  to grow  h ig h e r  and 
h igher and at the same tim e to 
en large  and develop tow ard a 
g rea ter and g reater perfection. 
Life is the first step of this release 
of consciousness; m ind  is the 
second; but the evolution does not 
fin ish  w ith  m ind . It aw aits a 
release into som ething greater, a 
consciousness which is sp iritual 
and supram ental. The next step of 
the evolution m ust be toward the 
development of Superm ind and 
Sp irit as the dom inant power in
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the conscious being. For only then 
w ill the d iv in ity  in th ings release 
itse lf  en tire ly  and it become pos­
sib le for life to m anifest perfec­
tion.

S e c o n d  O p in io n :  Not everyone is 
capable of accom plishing this?

Venkataswamy: W ith  hum an  
beings, not everyone can be the 
runner of a four-m inute m ile. Not 
everyone can be a scientist. But at 
least you’ll find a new creation of 
beings com ing up. I t ’s just like 
when we say we have trained a 
man to go to the moon. That 
means a lot of physical endurance. 
In the same w ay, a being w ill 
come that w ill be able to work on 
the supram ental consciousness, to 
see the tru th  ab o u t i t .  T h at 
be ing ’s body w ill be changed and 
w ill adapt to that consciousness. 
The m ind is only grop ing now. 
W hen you get to the h igher con­
sc io u sn ess , i t  is l ik e  h av in g  
day ligh t. In the dark, you don’t 
know if  there is a w all in  front of 
you  or a p it .  B u t once i t  is 
d ay ligh t, you know. W hen you go 
to the true consciousness, you 
have a v is ion  of th in g s  m uch 
clearer than what you have now.

S eco n d , O p in io n :  “The sufferer is 
part of you ,” you ’ve w ritten . The 
cells in your retina are sim ilar to 
the cells in m ine. Our organs can 
be transplanted, our p latelets are 
the same, there is l it t le  difference 
in our m atter, you ’ve explained. 
How does someone achieve that 
identification w ith  the sufferer?

“We want people 
who have the 

capacity for all the 
technical skills. But 
we also want people 

to grow in the 
spiritual

consciousness, so 
that they can go to 

the spiritual 
consciousness and 

also handle an 
electron

microscope—both. ”

Venkataswamy: T h a t is a
wonderful experience. N orm ally 
we lim it ourselves— I am me, you 
are so-and-so. But when I grow 
into h igher consciousness, I seek 
the stage of universal conscious­
ness, where I find that I can feel 
you r  im pu lses , as though they 
were com ing in me. That is how 
to use the sp iritual force. Suppose 
I want to change your ideas or 
your im pulses. You say, I don’t 
know how to get rid of m y habit 
of d rink ing . But g rad ua lly  the 
sp iritual person is able to alter 
something in you, from inside you, 
w ithout your knowledge. A person 
really has to grow in the higher 
consciousness, slowly, slowly.

This is what we want to have 
in our center at Aravind. In the 
center we are th ink ing  of estab­
lish ing , we want people who have 
the capacity for a ll the technical 
sk ills . But we also want people to 
grow in  the sp iritual conscious­
ness, so that they can go to the 
sp iritua l consciousness and also 
handle an electron microscope—  
both. That would be a wonderful 
th ing , because then you would 
know and see th ings from a d if­
ferent perspective. R igh t now we 
are using space technologies in 
modern m edicine; in  the same 
w ay, when higher consciousness 
comes into m edicine, we w ill find 
that it can cure illness. It knows 
exactly where illnesses come from 
and cures them . It can see that the 
body is able to resist diseases; it 
can prolong your life or make your 
life, your body, and your m ind 
more capable of increasing their 
forces and capacities.
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S e c o n d  O p in i o n :  H o w  can
W estern  doctors acquire that a t­
titude about the sufferer and ex­
p e r ie n c e  th a t  so r t  o f  c o m ­
passionate relationsh ip? So often 
they are trained to put distance 
between them selves and patients, 
to be ob jective, not subjective.

Venkataswamy: There are lots of 
p e o p le  h e re  in  th e  U .S .—  
W e s t e r n  d o c to rs  or p e o p le  
w o rk in g  in  hospices— who un ­
derstand . B u t there is a fear in 
the doctors th a t they are go in g  
to contract the d isease or that 
th ey  also are g o in g  to become 
v ic tim s  of p ain . W h en  you are 
ab le  to g ro w  above th a t con­
scious leve l— lik e  a m other who 
know s her c h ild ’s needs— you 
can dea l w ith  a p a t ien t w ith o u t 
b e in g  afraid  th at it  is g o in g  to 
affect you. Everybody has a fear 
of su ffering . In n ate ly , we don ’t 
w an t to g e t s ick , we don ’t w ant 
to suffer. B ut if  you can ju st 
understand  su ffering , th a t it  is a 
p art of the gam e . . .

S e c o n d  O p in io n :  W e l l ,  th en , 
w hat is su ffering? W h a t is pain?

Venkataswamy: P ain  is a v ib ra ­
tion  th a t the nerve ce lls  in te r ­
p re t as o p p o s ite  to p le a su re . 
S o m e  s c r a t c h in g  m e an s  
p leasu re . The sam e touch w ith  a 
p in  g iv es pa in . B u t th e nerve 
en d in g s are the sam e. The im ­
p re s s io n s  are  c a r r ie d  to  the 
b ra in , and then  you in terp ret the 
one as p a in  and su ffering , the 
o th e r  as p le a s u r e .  R a m a n a  
M aharish i was ab le to g e t de­

“We have to work in 
the ordinary life and 
slowly grow in the 

higher
consciousness. It is 
wrong to think that 

unless you are a 
mendicant or a 

martyr you can’t be a 
spiritual person.”

tached from pain . The detach ­
m ent is like  self-hypnosis.

Doctors can’t in terpret every­
th ing  by mechanical means, but 
th a t  is  how  th e y  h ave  been  
trained— w ith  electrocardiogram , 
w ith  oscillograph, w ith  this or 
that machine. But I don’t th ink 
any machine can measure love.

S e c o n d  O p in io n :  Do you yourself 
s till perform operations?

Venkataswamy: I have given up 
doing operations over the last four 
years. O ccas io n a lly  I s t i l l  see 
patients. My idea was to train  the 
n ex t g e n e ra t io n , not ju s t  to 
operate, b u t to g row , to take 
re sp o n s ib ility . G rad u a lly  they 
m ust order their vision to see these 
th ings also. So I just go into the 
background and allow them to 
come forward.

S e co n d  O p in io n :  You spoke at 
H arv ard  ab o u t ou r need  for 
sp ir itu a l laborato ries ju s t lik e  
scientific laboratories. W ill  you 
say more about that idea?

Venkataswamy: You have here 
peop le in m ed ita tio n  cen ters, 
where they are try ing  to work on 
the inner consciousness. You have 
the sam e th in g  in  trad itio n a l 
monasteries and in some other 
d is c ip l in e s  as w e l l .  In such  
cen ters, people seek a w ay of 
progressing h igher so that they 
can see some sort of a sp iritual 
consciousness— whatever religion 
they follow, whether C hristian ity , 
Sufism , or Buddhism — and grow 
into that h igher consciousness.
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You could have hundreds of these 
centers, or laboratories, just as you 
have hundreds of labo rato ries 
where someone’s w orking on an 
AIDS vaccine, or som ething for 
a r t h r i t i s ,  or p r e v e n t io n  o f 
cataracts, or a cure for cancer, in 
Boston, Berkeley, Stanford.

S e co n d  O p in io n :  I t ’s possible to 
have the same system  for sp iritual 
research?

Venkataswamy: W ell, yes, i t ’s 
just a thought. And that higher 
consciousness m ay help you to do 
your scientific tasks much more 
precisely, because then you have 
got a better tool. The h igher con­
sciousness is go ing  to improve 
your m ental capacity as w ell as the 
capacity of the body.

S e co n d  O p in io n :  You emphasize 
that yours is a sp ir itu a lity  in ter­
e s te d  n o t in  r e n u n c ia t io n  
(,sanyyasa), but in  work and action 
and d iscip line (sadhana ). And you 
speak often about m ak ing  the 
body a better instrum ent, a better 
creation.

Venkataswamy: The trad itional 
seekers of God often see an evil 
w o r ld , w ith  th e body a lw ays 
try ing  to pu ll them down to its 
pleasures. They th ink , don’t listen  
to the body. Get into m editation 
instead. But people who during 
m editation go into h igher con­
sciousness lose a ll that conscious­
ness when they come down to 
earth ly life. So, even trad itionally , 
in  the Indian yoga system , there is 
the practice called karma yo ga—

work and action. Suppose you ’ve 
got a wonderful idea for a gadget 
that can make you fly w ithout a 
plane. Unless you act on the idea, 
it  is of no use. The whole of 
m o d e rn  c o m m u n ic a t io n s  or 
m o d e rn  t r a n s p o r ta t io n  m ay  
depend on this. It has to come into 
use by ordinary people. W e have 
to work in  the ordinary life and 
slow ly grow in the h igher con­
sciousness. It is wrong to th ink  
that unless you are a m endicant or 
a m artyr you can’t be a sp iritual 
person. You can even be a sp iritual 
person m aking money in a busi­
ness, but you cannot be possessed 
by the money.

S e c o n d  O p in io n :  India has such a 
visual culture. A person’s g lance 
can speak volumes. And im ages 
are so im portant there. You can 
ta lk  about blindness and sigh t, 
l i g h t  an d  d a r k ,  s e e in g  th e  
d ivine— darsan  in  S anskrit— on 
m any levels, both physical and 
sp iritual.

Venkataswamy: Yes, yes, yes. 
N orm ally  what we ca ll v ision, 
physical sigh t, has to do w ith  the 
ray of the ligh t waves, how it im ­
pinges on the cells of your retina. 
But people who achieve h igher 
sp iritua l consciousness, whoever 
they may be, have true vision. 
They can see th ings much more 
c learly , w ithout using physical 
eyesight. They could be b lind . So 
there is in nature a perception 
th a t doesn’t need the organ of 
the eye and lig h t  and a ll those 
th ings.

S e c o n d  O p in io n :  In Ind ia  you 
have spoken of the need for a “so­
cia l m arketing system ” for health 
care. Can you explain what that 
means?

Venkataswamy: A m e r ic a  has 
strong for-profit m arketing  sys­
tems. The system is a good one, 
just as the m anagem ent system  or 
industrial system is good. W ho 
uses it is the im portant part. In 
this country you have a system 
that the Russians have not suc­
ceeded in: you are able to produce 
a l l  th a t  an  o rd in a r y  p e rso n  
needs— a house, a car, a telephone, 
a television, all those th ings. You 
are also able to change people’s 
hab its, lik e  sm oking. A  strong 
m arketing system was used to say 
th a t  sm o k in g  causes can cer . 
People do very powerful m arket­
ing in a country like  India to make 
money, selling soap or detergent 
or cosmetics, and people buy these 
th ings. I would like  to use the 
same m arketing system . The sys­
tem is good for creating aware­
n ess . Y o u  m ak e  a p ro d u c t  
available at a cost people can af­
ford, and they want to buy it. I am 
t r y in g  to  g iv e  th e m  go o d  
eyesigh t. I would lik e  to g ive 
them good health, but I want to 
do it  as powerfully as the person 
who is se lling  Coca-Cola or ham ­
burgers.

You see, I can set up hospi­
tals— not difficult. But now we 
are spending nearly 40  percent of 
our money to create an awareness, 
to m otivate people to come to us. 
Once a man loses his s igh t he can ’t 
work, and at that tim e it  is dif-
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ficu lt for us to g e t h im  to come. 
He has no money and is no longer 
ab le to support h im self. B ut sup­
pose we educate h im  and m otivate 
h im  to come yearly  for an ex­
a m in a t io n — b efo re  he h as 
developed a serious disease or lost 
h is s igh t. Then he w ill s t ill have 
m oney, and it  is easier for him  to 
come to be operated upon. You 
have a powerful system  to do that 
in  the U .S. You are at least able to 
te ll people about the chances of 
g e tt in g  a certain  disease.

S e c o n d  O p in i o n :  Y o u  m ean  
preventive m edicine?

Venkataswamy: Yes. And you 
also p u t a lot of em phasis these 
days on positive health— jo gg in g , 
keep ing  your w e igh t down, not 
lo s in g  yo u r tem p er, av o id in g  
th ings that can cause h igh  blood 
p ressu re . A ll these th in g s  are 
en tering  the cu lture now. People 
are in  better health  now, and not 
just free from disease; ordinary life 
expectancy has gone up. People 
are hea lth ier at the age of 8 0 .1 am 
72 , and I would lik e  to see if  I can 
m ake th is body even a l it t le  bet­
ter. They say th is is possible, if  you 
go into h igher consciousness.

S e c o n d  O p in io n :  I’ve been told 
that A ravind H ospital is as much 
an ashram  as your ashram in Pon­
d icherry is.

Venkataswamy: I would like  to 
have that. I m ean, that is the ef­
fort. Ashram  trad itio n a lly  means a 
s im p le place. People have to be 
ab le to sleep on the floor, have

“Normally in 
hospitals in 

developing countries 
patients feel a lot of 
intimidation. The 

ordinary people, the 
villagers, feel that 

this is not a place for 
them. We want to 
make all sorts of 

people feel at ease, 
mentally and 
physically.”

sim ple food, no luxuries. But that 
is not essential. If you are accus­
tomed to your morning breakfast 
w ith  orange ju ice, certain ly have 
orange juice. D eprivation of your 
physical habits doesn’t make an 
ashram. S im ply becoming an as­
cetic doesn’t make you an ash- 
ram ite.

A t the hospital we would like  
to focus on the work that has to be 
done, on how we can handle our­
selves most efficiently, on how we 
can best use our total tim e and 
energy. The average number of 
operations for a doctor in m y 
hospital is 2 ,000  a year. For doc­
tors in other hospitals, i t ’s about 
120. That is what has made us 
self-supporting, and we are charg­
ing m uch less than what patients 
would pay another private doctor. 
W e are doing a lot of work for free, 
but we are try ing  to m ake op­
tim um  use of the staff.

S e c o n d  O p in io n :  How do you do 
that w ithout sacrificing quality  
and sensitiv ity  to the ind iv idual 
patien t?

Venkataswamy: Y ou d ev e lo p  
the optim um , as in a factory . . .

S e c o n d  O p in io n :  But here a fac­
tory is thought of as being very 
impersonal.

Venkataswamy: W ell, take an 
airport. It is able to transport so 
m any people, 100,000 people a 
day. A plane lands every m inute. 
It is a m atter of organization, just 
as w ith  our own bodies. So many 
th ings are happening. The cir-
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d ila to ry  system , the respiratory 
system , the im m une system  are a ll 
doing their jobs, and you have a 
system that is more powerful and 
useful. W e are try ing  to do it  like  
that in Aravind H ospital. It is a 
question of how to handle more 
people efficiently, and w ith  a kind 
sp irit.

Second Opinion: There is also 
som ething you have called “the 
Aravind cu ltu re .”

Venkataswamy: N o rm a lly  in  
hospitals in developing countries 
patients feel a lot of in tim idation . 
The ordinary people, the v illagers, 
feel that th is is not a place for 
them . W e want to make a ll sorts 
of people feel at ease, m entally  and 
physica lly . Suppose someone is 
more com fortable on the floor 
than in a chair. W e ’ll g ive people 
what they are accustomed to. W e 
don’t deprive anybody. The whole 
point is to make that person feel 
at ease, comfortable w ith  him self, 
and not awed by th ings.

Second Opinion: Can you teach a 
hea lth  care professional to seek 
the h igher consciousness and to 
u n d e rs ta n d  th a t  co m p ass io n  
means the sufferer is part of you?

Venkataswamy: O ne n eed s
m aterial that can be moldable. 
W e have to find the r igh t people. 
If they are already corrupted, it  is 
v e ry  d if f ic u lt  to  undo those 
th ings. If you want to train  some­
body, you get them young.

Second Opinion: W h at w ould  
you te ll Am erican doctors about 
practic ing medicine?

V enkatasw am y: I th in k  
A m e r ic an  d o cto rs  are d o in g  
wonderful work in the sense that 
they are always try ing  to pioneer, 
find new th ings. But it is not good 
to have a large num ber of people 
whose health care is not covered. 
Someone is try ing  to organize a 
national program on blindness so 
that everyone who is not insured 
can be taken care of, but there w ill 
always be somebody else who is 
avaricious or greedy. H um an na­
ture is what it  is. But that is a 
characteristic of the whole society, 
not only doctors. Doctors are part 
of their society.

Second Opinion: Do you read In­
dian poetry?

Venkataswamy: I used to , but 
now I read only Sri A urobindo

and m edical books. There is a new 
concept from Sri Aurobindo in the 
m ost recent an n ua l report of 
Aravind. He talks about evolution 
and about “a d ivine life in  a d ivine 
body.” He says the body, the cells, 
w il l  become sp ir itu a liz ed , and 
th at is “the ideal that we en ­
v isage .” Now I don’t th ink  an or­
d inary doctor th inks of changing 
or transform ing the body. He can 
m ake the body more perfect, he 
can m ake the body cleaner, he can 
m ake the body free from disease. 
But he’s not try ing  to sp iritualize 
the body, “to develop the power 
and perfection of the sp ir it .” This 
is a new concept.

Second Opinion: And how do you 
do that?

Venkataswamy: Y o u  t r y  to 
bring the higher consciousness. 
Ju s t  as you try to perfect the body 
to go to the moon. You build  
h igher consciousness to move the 
b o d y , so th a t th e  body g e ts  
d ivinized.

Second Opinion: Can you practice 
m edicine to that end?

Venkataswamy: That is what I 
would like  to do.®

A n Interview  w ith  G o vin d appa  V e n kat asw a m y
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Case Stories

Seventh in a series edited by Steven H. Miles 
and Kathryn Montgomery Hunter

The Case

Hoses and Hope
Joel E. Frader

AT FIVE MINUTES AFTER MIDNIGHT on December 
3 1 ,1  found m yself standing in an am azingly busy 
ped iatric intensive care un it. I ’d just examined 
Deanna, a patient in desperate straits who had been 
sent to us from a com m unity hospital. D espite our 
technological expertise, our efforts weren’t provid­
ing her w ith  enough oxygen or rem oving enough 
carbon dioxide from her body. W e faced a difficult 
road.

Deanna was 14, though she could have been 
25— she was ta ll and substan tia lly  overweight and 
looked much older than her years. A ll I knew at that 
point was that she had had a fever and cough a month 
before, taken some antib iotics, and been somewhat 
better for a tim e. She and her parents had then come 
to our area from their home in the South to v isit their 
extended fam ily. Two days before Christm as, her 
symptoms had recurred. After four days of ge tting  
worse, she’d been taken to a hospital emergency 
departm ent at a com m unity fac ility  and adm itted 
for pneum onia. D iagnostic tests had not helped 
define the cause. Several antib iotics had produced no
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im provem ent. In fact, D eanna’s condition had 
deteriorated d ram atically ; she needed more and 
more supplem ental oxygen. Eventually she needed 
to have a tube placed in her w indpipe so that a 
m echanical ventilator could breathe for her, and our 
hospital team  had gone to bring her to us for 
ped iatric intensive care. W e hoped to work some 
m agic that the com m unity fac ility  could not.

W hen D eanna’s parents arrived (the patien t had 
come by helicopter), they made an im m ediate and 
troub ling impression on me. Deanna’s m other ex­
p lained that she had opposed the transfer to our 
tertiary care center. She said she’d had a prem onition 
w hile s itt in g  w ith  her daughter at the com m unity 
hospital. A ccordingly, she believed that God had 
already decided to “take” her daughter and that 
nothing the previous doctors or we could do would 
m ake any difference. She said that she had recently 
been through a s im ilar experience w ith  her mother: 
she had “known” her m other would d ie despite the 
predictions of the doctors to the contrary. Her 
m other had died , confirm ing the untrustw orthiness 
of doctors and the re liab ility  of her own in tu ition . 
She was thus reluctant to agree to further d iagnostic 
or therapeu tic  in terventions. N either D eanna’s 
father nor her grandm other (the father’s mother) 
shared th is pessim ism , however. They helped per­
suade D eanna’s m other to agree to an invasive test
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to sam ple m aterial from the g ir l ’s lungs to help us 
understand the nature of her disorder.

D espite m y concern about tr iggerin g  a battle 
w ith  the m other over her daughter’s care, I also 
broached another subject. I told the fam ily  that our 
resp irators and other “conven tional” treatm ent 
m igh t not be able to keep Deanna alive (Deanna was 
so sick that we v irtu a lly  had 
to anesthetize her to treat 
h e r — sh e  c o u ld n ’ t p a r ­
tic ipate  in any of th is talk).
In add ition , we were worried 
that the effect of the ven­
tila to r itse lf  could m ake her 
lungs worse. I told the fam ily 
m em bers we had another 
treatm en t that only a few 
h o sp ita ls  in  th e  co u n try  
could offer to older children: 
ex traco rp o rea l m em brane 
oxygenation, or ECMO.

I explained that ECMO 
uses technology developed to help surgeons operate 
on the heart, and I described its components: tubes 
to d ivert blood around the heart and lungs, pumps 
to take over the heart’s job of circu lating  blood, and 
th in  m em branes that allow  oxygen to flow into the 
blood and carbon dioxide waste to escape. I added 
that ECMO could replace an a ilin g  heart or lungs for 
days or weeks un til the organs healed. After g iv in g  
a b rief explanation of the general process, I let the 
m atter rest.

The lung  sam pling revealed nothing useful. 
Over the next few days our therapy produced no 
im provem ent, and we worried that the level of 
support was in  fact harm ing as much as help ing. 
D uring th is tim e, D eanna’s m other said she had not 
g iv en  up , but she consisten tly  referred to her 
daughter in  the past tense. In addition , she would 
not discuss D eanna’s current treatm ent; she wanted 
to ta lk  only about her daugh ter’s last few months. 
She also began to ta lk  about developing symptoms 
of her own. She attribu ted  her facial numbness and 
d iarrhea to “nerves.”

B y Deanna’s fourth day in  the hospital, we had 
no defin itive diagnosis and some deterioration. I 
again discussed ECMO w ith  the fam ily. W hen I 
mentioned that ECMO would require us to use 
banked  b lood, the m other ob jected  th a t her 
daughter m igh t become infected w ith  the AIDS 
virus, and m y attem pts to reassure her about the 

adequacy of HIV testing of 
blood had litt le  im pact. Be­
sides, m any of us thought, 
concern about blood-borne 
infection missed the point. 
Deanna would probably die 
w ithout ECMO and blood.

W h en  D eanna d ev e l­
oped a rash, her m other ex­
pressed certa in ty that our 
treatm ents were poisoning 
her daughter and that it was 
tim e to back off. The house 
staff responded reflexively to 
the m o th er’s anx ie ty  and 

changed most of D eanna’s medications. The rash 
came and went nevertheless.

Early in the m orning of the seventh day, disaster 
struck. The “cuff,” a lit t le  balloon that keeps air from 
leak ing  around the tube in  the trachea, broke. 
W ithout it, the back-pressure from Deanna’s sick 
lungs forced the oxygen from the respirator back 
around the endotracheal tube. The needed oxygen 
couldn’t get into Deanna’s lungs and hence into her 
blood. Her oxygen levels p lum m eted; her heart rate 
and blood pressure fell. She had to receive chest 
compressions. Even after a new tracheal tube w ith  
an intact cuff had been p laced, D eanna’s condition 
was much worse. W e had no idea whether her brain 
had received sufficient oxygen w hile the doctors and 
nurses were perform ing cardiopulm onary resuscita­
tion and inserting the new endotracheal tube. W e 
knew Deanna had litt le  hope at that point. After a 
p ro lo n g e d  d is c u s s io n  am o n g  th e  in v o lv e d  
physicians, we decided to recommend ECMO.

I spoke with the family at great length. I in­
cluded a detailed description of ECMO, complete

After her initial outburst, 
Deanna’s mother never spoke 

to me again. She would not 
respond to direct questions, 

would not look at me.
She conversed with others as if 
I were not present. I felt lost.
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w ith  draw ings of the machinery and tubes that 
would be used. Deanna’s mother opposed the treat­
m ent, sure that our previous therapy had already 
made her daughter worse than she’d been when she 
arrived and that none of it  m attered anyway. A gain , 
the grandm other and father convinced Deanna’s 
m other to agree, m ostly because we doctors felt 
Deanna would die w ith in  a day if  we d idn ’t try 
ECMO. W e also agreed that i f  Deanna deteriorated 
further w hile on ECMO, we would w ithdraw  sup­
port.

An essential aside: ECMO is a b ig  deal— the 
b igger the patien t, the b igger the deal. In m any 
situations, the extracorporeal circulation requires 
the insertion of transparent tub ing into or near the 
heart. The m achinery sucks dark venous blood 
return ing to the heart from the body and squirts it 
off to the membrane oxygenator (much like  the 
bypass device used for “open heart” surgery). From 
there, a pum p pushes brigh t red oxygenated blood 
to the aorta, w ith  the tub ing  often entering the 
bloodstream via an incision in a carotid artery in  the 
neck. In adult-sized patients, the tub ing approaches 
the d iam eter of a sm all garden hose. W ith  a large 
p a tien t on ECMO, one sees tubes lik e  m utan t 
spaghetti everywhere; industrial machines are a t­
tached, as it  were, by the p atien t’s blood in a network 
that calls up frigh ten ing visions from television 
science fiction. It isn ’t pretty.

W ith  the in stitu tion  of ECMO, Deanna’s blood 
gases improved. It was not that Deanna improved, 
of course— the m achinery sim ply did what her lungs 
could not. W e could only hope that the equipm ent 
would buy tim e w hile Deanna’s body got better. In 
o rder to assess th e  d am age from the n ig h t ’s 
catastrophe, we stopped a ll m edication that would 
interfere w ith  evaluating Deanna’s m ental function. 
W e could always restart sedation, pain m edication, 
or drugs to “relax” her muscles.

In the next 24 hours, several findings led us to 
believe the worst. W hen we started ECMO, D eanna’s 
eyes had reacted to lig h t ; by the next m orning they 
no longer d id . Her blood had a persistent chem ical 
abnorm ality which led us to infer that serious in jury

had occurred at the tim e the endotracheal tube cuff 
had fa iled . H er k id n ey  function  deterio rated . 
Electronic m onitoring of her brain ac tiv ity  indicated 
widespread dam age, again  probably from oxygen 
deprivation.

W h ile  we watched these g rim  signs, D eanna’s 
mother became ag itated  and enraged. W hen she first 
saw her daughter after the beginn ing of ECMO, she 
burst into tears and accused me of deliberately m is­
lead ing her. She insisted that she would never have 
agreed to ECMO had she known how b ig  the tubes 
were. She had im agined tub ing  the size we use for 
intravenous flu ids, and it had not occurred to me to 
specify anyth ing different. None of the doctors or 
nurses could help Deanna’s m other say how the size 
of the tub ing  m attered, but clearly she felt it did. 
After that in itia l outburst, she never spoke to me 
again . She would not respond to d irect questions, 
would not look at me. She conversed w ith  others as 
if  I were not present. I felt lost.

After 18 hours of ECMO, we com pleted a fu ll 
electroencephalogram (EEG). It showed no evidence 
of cerebral brain function. Several of us did clin ical 
exam inations and found no c lin ical evidence that 
Deanna’s brain worked. W e adm inistered drugs to 
unm ask any residual effect of the m uscle relaxants 
and used an electronic device to assure ourselves that 
her nerve-m uscle connections worked. W e con­
cluded that Deanna was c lin ica lly  brain dead. W e 
chose not to confirm our diagnosis w ith  more tests. 
W e all agreed to recommend w ithdraw al of life­
supporting treatm ent.

I went to face the fam ily. I delivered the news, 
and Deanna’s mother proceeded to te ll her husband 
and m other-in-law  that she’d known in the first 
hospital that her daughter was “gone.” She raged 
that they never should have allowed Deanna to come 
to our hospital where we had made her death so 
much harder w ith  our rash-inducing drugs and our 
oversized tub ing . The father agreed to our stopping 
the machines sustain ing the daughter’s body. The 
parents and grandm other w ouldn’t even ta lk  about 
an autopsy. Deanna’s father told me that his w ife had 
m iscarried another baby, and the doctors had per-
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To Parents One H ad to Hurt. Lithograph by Ben Shahn, 1968.
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suaded them  to agree to an autopsy. W hen the 
procedure had not identified  the reason for the loss 
of the baby, the fam ily  felt let down. They couldn ’t 
le t that happen again .

The surgeons stopped the pumps and removed 
the tub ing . W e disconnected the ventilator. W ith in  
seconds, Deanna had no measurable blood pressure. 
In ju st a few m inutes, the electrical ac tiv ity  of her 
heart stopped. Stand ing by, the fam ily  members 
sobbed. The fam ily  turned to embrace the nurses, 
pointedly spurning the doctors. Neither m y touch nor 
verbal condolences led even to eye contact w ith me.

I want never to have a s im ilar experience. I had 
tr ie d  so hard  to be th e  exem p lary  a tten d in g

physician, physica lly and psychologically available, 
working to seem as if  I had nothing on m y m ind 
besides Deanna’s care. In fact, I had had lit t le  else 
on m y m ind for that week. But nothing I did had 
worked. W ith  respect to Deanna, I could rationalize 
that m y technically expert colleagues in  critical care, 
card io thoracic su rgery , infectious disease, p u l­
monary m edicine, and so on, had been no more 
successful than I. But m y failure to connect w ith  
D eanna’s mother and u ltim ate ly  her father and 
grandm other left me sad and sickened. It seemed the 
m other’s prem onition and our hoses had spelled 
defeat from the outset.®
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Commentary
Listening for the Healing Story

S t e v e n  H. Miles

By  convention , medical ethics w o u ld  focus

on the treatm ent decision for the ch ild -patien t in 
this case. W ho should decide about the care of this 
dying  ch ild— the caring doctor or the loving fam ily? 
Is the best decision an all-out effort, a tem porary tria l 
of aggressive support, or hospice? This approach has 
several steps. First, define the eth ical decision. Then 
extract the elem ents that form the crux and context 
for decision m aking , includ ing the poor odds for 
“successfully” treating the child . In this scenario, 
however, the m other’s point of view comes into focus 
too late, delivering a crushing final verdict on the 
case.

Dr. Frader, a sk illed  physician and eth icist, 
knows a ll this. C learly, he feels that child-focused 
eth ical decision m aking in  this case failed. It failed 
not because the child  died— death is ever present in 
m ed ic ine, good and bad. It failed  because the 
decisions made both before and after she came to Dr. 
Frader alienated the mother from the doctors and 
from her ch ild , and finally even the doctor from his
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own work. A lienation  is the salient feature of this 
case; it is the reason that Dr. Frader tells th is story. 
Can we m ake a new inqu iry into the ethos of this 
case, to understand why this alienation occurred?

This new inqu iry  notes the great d ifficu lty  that 
the mother and doctor had in ta lk ing  about the 
ch ild ’s last days. This d ifficu lty is in teresting be­
cause of what it was not. It was not the m other’s 
absence or the doctor’s inaccessib ility: the mother 
was present, and the doctor was accessible. There 
were no insurm ountable cu ltural differences. There 
were m any occasions for discussion. The c lin ical 
course was not so brief as to prevent the parties from 
reflecting on the facts or events. There was no lack 
of em pathy or lack of recognition of the g rav ity  or 
em otional in ten sity  of the events. The physician and 
the mother had each had im portant previous ex­
periences w ith  death. A ll the elem ents for shared 
decision m ak ing were present. Even so, the doctor 
and m other seemed unable to speak to each other.

W hen an impasse develops w ith  a princip le- 
based framework for ethics decision m ak ing , we m ay 
ask if  the parties knew how to use the tools of ethical 
analysis: beneficence, respect for autonomy, respect 
for fam ily proxies, law , analogy to paradigm  cases, 
and so on. But the area of d ifficu lty in this case is 
not logic but moral com m unication.

M y hypothesis about the moral com m unication
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here is th is: the doctor and the m other were unable 
to develop a  common story-language to use in speak­
ing  about this ch ild ’s care. W ithou t this framework, 
decisions could be neither jo in tly  posed nor jo in tly  
labored over. A nalytic  m oral reflection could not 
beg in . To understand how a story m igh t have 
“w orked” in this case, we m ust look more carefully 
at how tim e “passes” in analytic ethics and in the 
lives of people.

Focusing on eth ical decisions directs us to points 
in  tim e— when the tubes of the extracorporeal 
m em brane oxygenator are inserted or removed, for 
exam ple. These eth ical opportunities occur at d is­
crete instants on a d iagnostic-therapeutic clock. 
T ick , a profoundly il l  p atien t is hospitalized. Should  
he be in a  hospita l?  Tock, inform ation is im parted. 
W hat sh ou ld  w e te l l?  T ick , a decision is made. W hat 
sh ou ld w ed o ?  Tock, an outcome occurs. S hou ldw enow  
revise our p la n ?  T ick , . . . The tick-tocks denote the 
nam eable events. The dem ark ing of m edical-ethics 
tim e is so taken for granted  that we can forget that 
most of the real action takes place in the passage 
between these instants. A  m other’s heart sinks at the 
s igh t of b ig  red tubes and the sense that a sucking 
m achine has k insh ip  w ith  her dying  flesh and blood. 
These moments between decisions are the seeds of 
stories. The new ly germ inating  stories, which w ill 
grow  to bear the fru it of eth ical decisions, are at first 
heard only as trite  phrases and insights in hospital 
hallw ays:

The doctors d id  a ll they could.
He lived a com plete life.
She is a fighter.
She was a fighter.
He d id  not react, but he knew I was there.
W e ll, we know he was unaware and d id  not 

suffer.
God is tak ing  her home.

These tr ite  phrases can be read as p lo t proposals. They 
propose and reveal ways by which people make sense 
of d ifficu lt tim es.

I heard one of these p lot proposals for what it

was only after m y residency. A man w ith  severe heart 
disease was adm itted  to m y care w ith  k idney failure 
after d ia lysis had been new ly started. The grief- 
stricken w ife dem anded a ll possible treatm ent for 
her husband. Two weeks later, it was evident that 
he would neither be lucid  nor live at home again. 
After m any conversations w ith  the wife and her son, 
we agreed to discontinue d ialysis. Several weeks after 
he died of k idney failure, the widow called me and 
said, “Doctor M iles, I just want to thank you for 
doing everyth ing you could do .” A t the tim e, this 
struck me as an ironic epigram  on a hospitalization 
in which the decision had been made to stop a 
life-sustain ing treatm ent. Some months later, a 
psych iatrist co lleague, Joe Schwartz, helped me 
recognize how th is rem ark signified the healing 
germ  of a story to close a d ifficu lt hospitalization.

These plot proposals are fragile in the m edical 
world. “She’s a f igh te r” is often heard in the neonatal 
intensive care un it. It has often struck me as an 
absurd projection to describe a two-pound, prem a­
turely born, life-support—dependent child  as some­
one as robust or intentioned as a fighter. W e who 
control the machines are struck by the u tter frag ility , 
dependence, and passiv ity of such infants. Yet “she’s 
a f igh ter” is a heartbreaking statem ent by which 
parents acknow ledge the dire strugg le , the pos­
s ib ility  of defeat, the violence of disease and technol­
ogy, and their need to im pute an assenting w ill to 
the ch ild  who is so aggressively invaded to be saved. 
The attentive physician senses the tide as this in ­
nocent verbal flotsam goes by. A shrug can be an 
ann ih ilating  rebuke.

W hat k ind of story could have helped Dr. Frader 
and the m other find common ground? I can only 
hazard a guess. The m other offered several plot ideas: 
God was “tak in g ” her daughter, for example. As the 
doctors and m other failed to arrive at a common 
story to justify the effort, the proposed plots became 
more ominous, and the m other saw as “poison” what 
the doctor was ca llin g  a “d isaster” and “catastrophe” 
w ith  “lit t le  hope.” Let me suggest that a useful 
proposal to float out and try to bu ild  a moral story 
on m igh t have been “I’m  sorry, it  looks as though
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there is not much more we can do to save your 
daughter’s life. W e can make sure that she feels no 
pa in .” This proposal to speak not of decisions but of 
the lim its  of what m edicine can do provides a 
rationalization (plot) w ith in  which a precious life, 
an inevitab le death, and m edical du ty  can be recon­
ciled and where the m other’s g r ie f  can be m et by the 
p h y s ic ia n ’s sorrow  at the 
lim its  of our sk ill. T rying  out 
th is  p lo t  a b o u t m e d ic a l 
fu tility  can relieve the doctor 
and m other of the im possible 
burden of decid ing to refuse 
to go on try ing  to save this 
beloved and dying child .

E th ic ists  have recen tly  
a n a ly z e d  fu t i l i t y  (see  
Schneiderm an et a l. 1990 ;
Lantos et a l. 1989 ). They 
point out that probabilities of 
benefit are usually low, but 
rarely zero, and that survival, 
however brief, can be mean­
ingfu l to some. The burden of such close reasoning 
can and sometimes should be shared, but it  can be 
more correct than helpful. Complex calculations do 
not expiate a trag ic choice.

W e need a richer way of listen ing  to the prof­
fered moral insights and suggested healing stories

in trite  phrases like  “premonitions of death” and 
“God is tak ing  her” that are often heard in hospitals 
and were heard in  this case. Perhaps we could follow 
Rudolf B u itm ann ’s somewhat paradoxical term and 
endeavor to “dem ytho log ize” these conventions 
(1958). This dem ythologiz ing would look past what 
strikes us as too tr ite  or too sim plistic to be true in

a m o d e rn  h o s p ita l  or 
modern m edical ethic. W e 
would seek to understand 
the moral experience that 
supports the su rv iv a l of 
these truism s, the insights 
that made them memorable 
when they were new.

P e rh ap s  in  th e se  
phrases, rather than in the 
argot of m edical ethics, lie  
the elem ents of a common 
la n g u a g e  to b r id g e  th e 
d ep ress in g  a lien a t io n  in 
this case. These phrases can 
reveal a lay v iew  of the 

relationship of m edicine to dying , of the task of 
being faithful to a life even as it is allowed to die. If 
so, more attention to these phrases could help doc­
tors and fam ilies creatively work in  the in-between 
tim es where stories are nurtured to heal unbearable 
and m ysterious pain.®

The decisions made both 
before and after she came to 

Dr. Frader alienated the 
mother from the doctors and 

from her child, and finally 
even the doctor from 

his own work.
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Commentary
Stories That Heal, Wheel within a W heel

E a r l  S c h w a r t z

God is B u ilder of Jerusalem ,
G athering the scattered of Israel into it;

H ealer of the brokenhearted,
B ind ing  up the ir wounds;

The One who sums the number of stars, 
C a llin g  each by name.

(Psalm  147)

THE PSALMIST PLACES THE METAPHOR of “broken­
heartedness” between two corresponding images: 
first, the “scattered” com m unity, whose return to 
Je ru sa lem  signa ls  the “h ea lin g ” of the broken­
hearted; second, the stars of heaven, which, though 
num erous beyond hum an reckoning, are not only 
reckoned but recognized in G od’s sigh t. The psalm ­
ist testifies to the sense of crushing anonym ity that 
brokenheartedness conjures up, but the God who 
calls each star by name knows each of the broken­
hearted by name as w ell.

S im ila r ly , the b ib lica l metaphor for a personal 
id en tity  that extends beyond death is y a d v ’shem— “a 
hand and a nam e.” A person w ith  a name is not

Earl Schwartz is on the facu lty o f  the Talmud Torah o f St. Paul, Minnesota.
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forgotten. In b ib lic a l Israel, to d ie was to be 
“gathered to one’s people.” One’s “nam e” was one’s 
place in  the people’s story. The ind iv idual bears the 
unique and exalted d ign ity  of human personhood, 
but “we discover the self through a com m unity’s 
narrative trad ition” (Hauerwas 1983:28).

In classical Jew ish  sources, narratives of this sort 
are term ed aggadah . The great body of accum ulated 
aggadah, b eg inn ing w ith  the B ib le and w eaving its 
way through the length  of Jew ish  history, is studied 
as a sacred source because it  provides many examples 
of how an ind iv idua l’s story can be linked w ith  the 
story of a people’s encounters w ith  transcendence.

In the story of Deanna and her fam ily there is 
the trace of an aggad ic subtext. Deanna’s m other’s 
expression of her prem onitions concerning God’s 
w ill suggests that the fam ily m ay be Christian. 
C hristian ity , like  each of the enduring faith trad i­
tions, includes an aggad ic dimension. Theologian 
and developm ental theorist Jam es Fowler, among 
others, has term ed this elem ent of Christian  life its 
“core story.”

A religious core story enables us to see and 
comprehend our lives in relation to the life, 
history and intentions of God. It provides a 
context of ultimate meaning for the events and
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relations of our lives; it gives us decisive images
by which to interpret what we suffer and to
sustain and gu ide us in what we hope.
(1984:116)

How m ay an ind iv idual’s story serve an aggad ic 
purpose in extending moral vision, strengthening 
hope, and healing brokenheartedness? Under some 
circum stances, the lin k  can be established through 
no more than a gesture. A young rabbi, prepped for 
surgery, lay on a gurney in a hospital corridor. 
Through the haze of sedation he heard a terrib le 
clamor nearby. U nable to concentrate fu lly  on the 
uproar, but also unable to ignore it , he drifted in and 
out of the disturbance, slow ly realiz ing that one side 
of the dispute was being argued in Hebrew. Even­
tu a lly  the rabbi understood that the problem had to 
do w ith  a ch ild  whose H ebrew -speaking mother 
could not understand and did not trust the English- 
speaking physician who was ask ing the terrified 
mother to allow him  to treat the ch ild ’s ear infection. 
The rabbi roused h im self sufficiently to call the 
mother to his side. The woman, c lu tch ing her child , 
q u ick ly  came to h im . The rabbi exp lained in  
Hebrew that he was about to undergo surgery and 
that in  preparation for the surgery he had shaved his 
beard and removed the kippah he norm ally wore on 
his head but that he was indeed a rabbi. Then he told 
the woman that he would like  to bless the sick child  
and that after the blessing the child  should be 
entrusted to the doctor. The rabbi concluded w ith  
the assurance that the child  would recover. The child  
was blessed and then turned over to the physician. 
Peace and qu iet once again  having been restored, the 
young rabbi drifted off to sleep, also to be turned 
over to a physician for successful treatm ent.

It would be reasonable to attribute the rabbi’s 
success sim p ly to his use of H ebrew or to the 
m other’s confidence in the efficacy of his blessing. 
But more is at work here. It is the wom an’s recog­
nition of the rabbi as a member of her story, inas­
much as they were both unm istakab ly linked to the 
story of the Jew ish  people, that allowed the woman 
to trust his presence and listen  to his advice. The

physician , in contrast, was an alien presence whose 
life intersected w ith  the lives of the woman and her 
child  at the onset of illness. The rabbi, on the other 
hand, though he had never met the wom an, was 
understood as present and com m itted to her before 
and beyond the particulars of m isfortune and profes­
sional expertise. The woman heard the rabbi “call 
her by nam e,” and thus he prescribed treatm ent for 
wounds the physician could not touch.

EACH OF US IS, LIKE DEANNA’S MOTHER, subject to 
the flicker of “prem onitions” and “in tu it io n s .” 
D uring a crisis, such prem onitory apprehension m ay 
become overwhelm ing. The experience of such ap­
prehension is universal, but its content is rad ically 
idiosyncratic. It is in  the nature of m edical practice 
that the people physicians continuously come into 
contact w ith  are often beset by prem onitory ap­
prehension. The evocation of a common story (a g - 
gadah) m ay help some to see beyond their particu lar 
fears.

T he c l im a x  o f D ean n a ’s n a rra tiv e  is th e 
p h ys ic ian ’s p a in fu l observation that fo llow ing  
Deanna’s death “neither m y touch nor verbal con­
dolences led even to eye contact w ith  m e.” Inasmuch 
as D eanna’s fam ily  d id  welcome the support of 
nurses stand ing nearby, one may suspect that the 
pointed rejection of the doctors was due to their 
failure to succeed instrum entally by healing Deanna. 
This failure, however, was not attribu ted  to the 
nurses, who were perceived as having been large ly  
successful at th eir  task of caring for a sick ch ild . If 
the relationship between physician and patien t is 
perceived as essentially instrum ental, even when the 
physician extends h im - or herself in personal k in d ­
ness, it is not surprising that instrum ental “fa ilu re” 
leads to a rejection of the relationship as a whole.

However, when doctors, patients, and fam ily 
members see one another only in instrum ental 
term s, equating  “m edicine” w ith  “m edical proce­
dure,” the possib ility of finding aggad ic common 
ground is lost. The m yth of the “good country 
doctor” does not rest s im p ly on a sentim ental recol­
lection of greater personal accessib ility but on a
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vision of doctor and patien t sharing a communal 
a gga da h  that transcends the particu lar stories of 
physic ian , patien t, and fam ily.

W as there a potential aggadah  that exceeded the 
id iosyncratic self-absorption of Deanna’s m other’s 
“sto ry ,” on the one hand, and the physicians’ in ­
strum ental focus, on the other? It is the physic ian ’s 
challenge to search for such com m onality, despite 
th e  c o r ro s iv e  e f fe c ts  o f 
m o dern ity  on genu ine a g ­
ga da h  and an incongruence of 
class, geography, language, 
or faith . W e should be clear 
that w hat we are speaking of 
here is not a vague, generic 
“s p ir itu a lity .” The sustain ­
in g  power of aggadah  is to be 
found, in  large measure, in its 
pa rticu la rity . G e n u in e  a g ­
gadah  is  n e v e r  p u r e ly  
theo logical. A t its heart is an 
evocation of the encompass­
ing  story of one’s own par­
ticu lar “people.” In searching for a line of com­
m unication at th is stratum  of human id en tity , the 
key questions are these: W here do you come from? 
W ho are your “people”? W hat is th eir  story? W hat 
have you learned from them about the vicissitudes 
of life? The necessarily nonreciprocal dim ension of 
the physician-patien t relationship m ay be com ple­
m ented by an aggad ic sym m etry. It is an act of trust 
on the part of physicians to acknow ledge this sym ­
m etry , but through th is trust they m ay more suc­
ce ss fu lly  convey the m essage th a t p h ys ic ian s , 
p atien t, and fam ily  w ill face u ltim ate  questions 
together rather than in  single fde, “patien t and 
fam ily  f irs t.” Patients or fam ilies w ithout aggad ic 
resources lack a po ten tia lly  powerful tool in the 
strugg le  against m eaninglessness and despair, but 
th is holds true for physicians lack ing aggad ic resour­
ces as w ell.

D eanna’s illness extended over the C h ristm as- 
N ew Year season, but there is no reference to the 
th em es  o f th e  season in  exch an ges betw een

physicians and fam ily. The absence of these themes 
is a ll the more str ik in g  in  ligh t of Deanna’s m other’s 
conviction that “God had already decided to ‘take ’ 
her daugh ter.” A ssum ing that Deanna and her fam i­
ly  were Christians, we are left to wonder what effect 
evoking the larger Christm as aggadah  of hope and 
renewal m ay have had on the q u a lity  of exchanges 
between the attend ing  physicians and D eanna’s 

f a m ily . In the m id s t of 
D eanna’s trav a il, a word 
from a physician who could 
g e n u in e ly  r e f le c t  on 
M a tth ew ’s descrip tion  of 
th e  n ea r  h o p e le ss  c i r ­
c u m s ta n c e s  o f J e s u s ’ 
childhood m ay have helped 
to open a line of efficacious 
co m m un ication  w ith  her 
p a r e n t s .  T h is  o p e n in g  
could, in turn , have been 
joined to a question con­
cern ing  w hat they th em ­
selves had learned from their 

work and “fo lk” concerning perseverance in  the face 
of desperate circum stances. The conjunction of these 
two strains of reflection m ay have helped to g a l­
vanize the parents’ and physicians’ sense of common 
co m m itm en t and purpose. D eanna’s m o ther’s 
beliefs appear to have confounded the best efforts of 
the physicians to en list her support in their strugg le 
to diagnose and treat Deanna’s illness. But the ag­
gadic traditions of C hristian ity , far from inev itab ly 
interfering w ith  sound m edical practice, can help to 
steady the step of the brokenhearted, when they are 
called by name.

A physician who sensitively evokes a lin k  be­
tween the story of the physician , patien t, fam ily 
member or friend, and an operative aggadah  that 
encompasses it, m ay w ell find a potent antidote to 
the d eb ilita t in g  self-absorption that crises often 
precip itate. As theological eth ic ist Stanley H auer- 
was points out, it  is the finding of one’s story in 
God’s story, wheel w ith in  a wheel, that enables a 
person “to see life as more than a succession of

When doctors, patients, and 
family members see one 

another only in instrumental 
terms, equating “medicine” 

with “medical procedure,” the 
possibility of finding common 

ground is lost.
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events” and “gives us the sk ills  to go on” (1983 :68 ). 
It is at th is intersection that one finds the language 
of so lidarity against despair, the language that calls 
one by name— the word or gesture, anecdote or 
allusion , song or prayer that is a shared token of 
u ltim acy faced together. One cannot create aggadah  
for oneself. Its power comes precisely from the fact 
that it is received. It is the narrative evidence of 
genuine com m unity, and of a com m unity’s power to 
strengthen and inform.

This so lidarity cannot substitu te for personal 
awareness and kindness, but it  can extend its s ig ­
nificance beyond the realm  of the purely personal.

Some physicians m ay shrink from such contact. 
C u ltural or moral differences m ay make contact on 
these terms seem im possibly alien , or unbearably 
revealing, for, in a sense, the affirmation of a shared 
aggadah  is indeed confessional. Then again , we must 
adm it that there are tim es when the distance is 
s im ply too great and hopes too far spent for contact 
to be made. An aggad ic fabric cannot be stretched 
indefin itely. But if  there is power in story to extend 
the reach of moral vision and the touch of concern, 
it is to be found in an aggad ic weave where patient, 
fam ily , and physician can stand together. @

NOTE
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AIDS as a Spiritual Journey
F r a n k  G .  S a b a t i n o

W HEN I WAS a  SENIOR IN HIGH SCHOOL, I decided 
to enter the C hristian  Brothers, a Catholic religious 
order dedicated m ain ly  to teaching. In retrospect, I 
guess it  would be more appropriate to say that I was 
recru ited  to the order. I don’t recall any active 
fantasy about a vocation  u n til that term  was used by 
a Brother C yprian , a recru iter based in m y high 
school.

A t 17, life goals or vocations seemed quite 
remote to m y rea lity . If I had to choose one, then a 
fa irly  noble cause, education, appealed to m y spirit. 
And so, lack ing  any solid evidence to the contrary, 
I supposed I m igh t have a vocation, and I joined the 
order.

M y stay was brief, in no short measure because 
I realized I had chosen a life-sty le I really d idn ’t 
em brace. Y et w h ile  in  a relig ion  class there, I had a 
tru ly  rem arkable experience that sensitized me to 
language and forced me to make a decision. The 
concept of predestination , which had arisen in a 
lecture on C alv in ism , was a puzzling one for me. I 
asked, in  class, how one reconciles God’s omni-
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science, which I could only conceive of in linear 
term s, w ith  human free w ill. The answer I go t was 
a quote from St. Paul: “For C hrist’s sake, I am a fool. ” 
A fool. A  fool? It was the first repudiation of 
rationality that I remember hearing in  m y entire life. 
“T h in k” had become a credo for me by that tim e. 
Perhaps it  was the dom inant influence of IB M ’s 
motto in the m id -1960s, but rationality , th ink ing , 
was supposed to save you from the problems (lack of 
direction? trouble?) that befell those who acted 
w ithout th ink ing . Now, to assert m y faith , I was 
being asked to be a fool. T alk  about a test of faith!

I failed. I left the com munal bedlam  of Glencoe, 
M issouri, the site of m y novitiate year in the Chris­
tian  Brothers, for the haven of the in te llec t, the 
U niversity of Chicago. The year was 1966.

I WAS DIAGNOSED WITH KAPOSI'S SARCOMA, an 
AIDS-related cancer, in December 1988. A t the 
tim e m y life, I thought, was a testam ent to p lanning. 
I had w ished to be a vice president of a pub lish ing 
company before I was 40 , and I had accomplished 
that goal. I had wished to end an unsatisfying long­
term  relationship, and I had. I desired to become 
active in a com m unity organization, and I was asked 
to join the board of the major gay and lesbian health 
c lin ic in m y com m unity.
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There were, to be sure, problems in m y life. I 
d id  not believe in the m ission of the organization I 
was w orking for. I had entered into another relation­
ship w ith  someone whose values I d id not share. But 
these seemed like  m inor m atters to me. I was suc­
cessful by outward accounts: I had a decent income 
and a nice home, and I enjoyed a circle of b righ t, 
caring friends. Those successes that I had enjoyed I 
ascribed to hard work. I did not th ink  m y talent was 
so large that it warranted recognition, but I did 
believe that perseverance and a basic faith in  honesty, 
hard work, and application were being rewarded. 
Things were as they ought to be.

Im m ediately after m y diagnosis, nothing was as 
it  should be. Frightened by the diagnosis of an 
“alw ays fa ta l” disease, I scram bled to assemble 
second and th ird  opinions just three weeks before 
C h ristm as. N ot w ish in g  to spo il m y fam ily ’s 
holiday, I shared m y diagnosis w ith  only two very 
close friends.

Then, just two weeks after m y diagnosis, at a 
business breakfast w ith  two architects, I heard a 
seem ingly casual question: “W h at do you th ink  of 
the AIDS situation? It has devastated the architec­
tural com m unity in  Los A ngeles.”

I attem pted to reply as the health care editor I 
was. I described the problem as an epidem io logical 
n ightm are. I said the problem was a serious one for 
hosp itals, because the in tensive treatm ent that 
patients needed was often unreim bursed. I said the 
problem was particu larly  bad in San Francisco and 
New York. I espoused the opinion that education of 
the pub lic  and of practitioners was desperately 
needed.

W h ile  I responded, I remember having the 
strange sensation that part of me had left m y body. 
That other part hovered about six feet above the 
tab le where we were seated. That other part looked 
on w hile a capable editor had a rational conversation 
w ith  two other people. That other part was both 
amused and horrified by the spectacle it  witnessed.

MY INABILITY TO INTEGRATE M Y DIAGNOSIS w ith  
m y day-to-day life was most noticeable in  the eve­
nings. I s im p ly was unable to sleep for more than 
three or four hours a n ight. After about e igh t weeks, 
I was near exhaustion.

I rem em ber very litt le  about the day I had m y 
nervous breakdown. I do recall ask ing a co-worker 
to sit w ith  me on the floor of the m en’s room. I felt 
faint, and I wanted to allow  whatever disturbed me 
to “blow through” m y body. M y co-worker agreed 
to sit w ith  me, and after about five m inutes, I began 
to feel better. I thanked him  for the tim e he spent 
w ith  me.

Later that m orning, I took a phone ca ll at m y 
secretary’s desk, in  an open corridor outside m y 
office. For whatever reason— it m ay have been the 
recollection of a conversation I’d heard about a par­
ticu lar ly  strong w ind that had buffeted the offices of 
our W ash ington  office that day— I had the strong 
presentim ent that the windows were go ing to crash 
in. I could feel the pressure bu ild ing , so I stopped 
the conversation I was having. I asked several editors 
to leave their offices and gather around the desk 
where I was, hoping to spare them from the fly in g  
shards of glass I im agined would soon be flooding 
their offices. They com plied w ith  m y request. In a 
few moments, the danger seemed to pass, and I 
suggested that they return to their offices.

I la te r left for lunch w ith  a freelancer who 
worked for us, a young woman for whom I had both 
professional and personal adm iration. W a lk in g  w ith  
Jane to a restaurant, I was struck by the eyes of 
passersby. It appeared to me that a num ber of 
people— more than h a lf  of those I saw on M ich igan  
Avenue— were zombies, w alk ing bodies w ith  large 
black circles about the ir eyes. The eyes were vacant 
and lifeless.

I rem em ber a pleasant lunch during  which Jane 
recounted her experiences on a recent trip  to Europe 
and I rem inisced about a sim ilar trip  I had made 
nearly 20  years earlier. After lunch, the head of 
personnel services asked that I step into her office. 
A friend , she closed the door and asked w hat was 
happen ing. Several of m y staff had apparen tly
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m entioned that I was exh ib itin g  strange behavior.
I had confided m y diagnosis to her some weeks 

earlier, aware of m y need for extra tim e to see doctors 
and also aware that I needed to explain  w hy m y office 
door, w hich  was generally  
alw ays open unless I was in 
a m eeting , was now closed 
m ost days. M y friend sug­
gested  that I had been under 
a lo t of pressure la te ly  and 
that perhaps I needed a rest.
She informed me that m y 
doctor had been called (a l­
though I don’t know how 
she knew  who he was) and 
that a friend would soon be 
arr iv ing  to escort me to a 
lo ca l h o sp ita l, w here m y 
physic ian  would be w a itin g .
Later that day I was adm itted  to a hospital w ith  the 
d iagnosis of stress disorder.

W h ile  r e c o v e r in g  a t  h o m e  fo r  a  MONTH and 
s tru g g lin g  to cope w ith  the effects of H aldol, which 
had been prescribed for depression, I also began a 
c lin ica l tr ia l sponsored by the N ational Institutes of 
H ealth  to assess a com bination of drugs in the 
treatm ent of H IV  infection. M y th in k in g  during 
that tim e was extrem ely disordered. I tried to focus 
on rem em bering  m y doctors’ appointm ents. It 
seemed that a ll I d id  was sleep and go to doctors.

W hen  I returned to work, I’d read copy and 
wonder w hat it  m eant. M eaning eluded me. I was 
go in g  to d ie, and I stared at garbled reports of 
lobbying  efforts to secure more money from the 
governm ent for health care funding. I supposed that 
i f  a sentence had a subject and a verb, it m ust have 
some m eaning to someone, even if  the m eaning 
eluded me at the m om ent. S im ila rly , at home I 
noticed that an inordinate amount of m y tim e was 
occupied w ith  m aintenance activ ities. I wondered 
w hy I cleaned. W o u ld n ’t the house only get d irty  
once it was clean? I had to rem ind m yse lf to eat; 
e a tin g  m ain ta in ed  energy, a llow ing  m e to get

through the day. Existence was the only m eaning I 
could muster.

I began reading books, not to see what they said, 
or to enjoy the experiences they relayed, but to 

provide a focus for m y m ind. 
Books, I came to realize, are 
am azing things: pages follow 
pages and they have an end­
ing . They reinforce the con­
cept of order at the same time 
that they testify to the unique­
ness of any ordering system . 
W hen I completed a book, I 
felt that I had com pleted a 
t a s k  an d  sh a red  an  ex ­
perience. I fancied that the 
d iscip line of reading would 
focus m y m ind in  a direction. 
I t w ou ld  stop the e rran t 

wandering of m y m ind , which seemed obsessed w ith  
the absence of m eaning in my life, w ith  the v iab ility  
of suicide as an alternative to a life w ithout m eaning.

La r g e l y  ig n o r e d  in  t h is  r e c o u n t in g  o f  m y

experience thus far is the support that I received 
from other people during this tim e. M y parents, who 
were unaware of m y hom osexuality un til I informed 
them of m y diagnosis shortly before m y breakdown, 
began ca lling  d a ily  to see how I was doing. Dear 
friends called, told me they were praying for me, or 
visited. Others suggested that I spend a weekend 
w ith  them. A t work, m y boss inquired if  there was 
anyth ing he could do. An old friend listened as I 
shared m y fears about the future, about the non­
m eaning in m y life, about the aimlessness of m y 
activities. Friends dropped off books. Two that were 
especially helpful, once I perm itted m yself to pick 
them up, were Love, M edicine a n d  M iracles by Bernard 
Siegel and The Road Less T raveled  by M . Scott Peck. 
The first book suggested to me that hope was an 
undervalued ad junct to m edical treatm ent. The 
second book discussed the concept of pain as ind is­
pensable for grow th. I recall one especially powerful 
im age: that the beauty of a flower we witness open-

I believed that I could pray for 
strength to accept my illness, 
but I thought my goal should 
be to attain peace with myself 
by the time I died. A goal of 

not dying always seemed vain, 
not worthy of prayer.
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in g  is only our appreciation of beauty;' i t  ignores the 
grow th pains the flower m ust experience as it  pushes 
forth.

S low ly, I began to explore m y own self, my 
beliefs. A lthough several people had encouraged me 
to consider keeping a journal, when m y own brother 
brought it  up, I considered it seriously. The book I 
bought to start m y journal had a unicorn on the 
cover. Later I read that the unicorn was a Christian 
symbol for Christ, raising a horn of salvation for 
hum ankind. I also read that in Chinese m ythology, 
the unicorn was a harbinger of offspring. W hether 
a tool for salvation or a portent of fertility , m y 
journal came to be an outlet that allowed me to see 
m yself in relation to m y world— m y fam ily, m y 
friends, m y career.

A f t e r  i w a s  d ia g n o s e d , i l e a r n e d  i w a s  
e lig ib le  for an NIH-sponsored drug tria l to evaluate 
an approach to the m anagem ent of AIDS. The tria l 
invo lved  a com b in a tio n  of tw o ag en ts , AZT 
(zidovudine) and DDC (dideoxycytosine). Each drug 
was taken for a month at a tim e in alternating 
sequences. The idea was to lessen the specific toxicity 
to either drug taken alone for long periods of tim e. 
The tria l I was in was also attem pting to determ ine 
the most efficacious dosage of one of the agents, 
DDC. Those in the tria l were on different doses of 
the drug during the months it was taken.

After 10 months I began having problems w ith  
m y legs. A numbness in the soles of m y feet 
progressed to pain in m y calves. W a lk in g  became 
extrem ely painful. A lthough I was taken off the 
drugs I had been tak ing , m y legs continued to 
deteriorate. To steady m y ga it, I began using a cane. 
Then I needed two canes. W hen I began falling  more 
frequently, I was given a walker.

I was sent for m agnetic resonance im ag ing  to 
determ ine if  these problems were virus-related or 
drug-related . Seeing no evidence of virus-related 
dam age, m y physician concluded that the dam age 
was drug-related . There was no indication whether 
the nerve dam age would be temporary. It was I who 
inqu ired  w hether physical therapy m igh t help.

Reasoning that it  ce rta in ly  w ouldn ’t hurt, m y 
physician arranged for outpatient therapy.

I remember how painful the exercises were. I also 
remember how frightened I was at the prospect of not 
being able to walk again. At one of m y lowest points, 
I remember ly ing on m y bedroom floor trying to do leg 
lifts. I began crying and saying aloud, “I give up. If I’m 
not going to walk again, I accept that. I’ll accept what 
I have to accept. But please, God, let me know if I ’ll 
walk again. I just can’t take the uncertainty anymore. 
Please, help me to accept this, if  that’s what m y life w ill 
be.” It was the first time in many, many years that I 
remember praying.

For whatever reason, I never believed I could or 
should pray for a cure for m y disease or for me 
personally. I believed that I could pray for strength 
to accept m y illness, but I thought m y goal should 
be to atta in  peace w ith  m yself by the tim e I died. A 
goal of not dying  always seemed vain, not worthy of 
prayer. About three days after this experience, at a 
dinner at a friend’s house, I had feeling in the 
bottoms of m y feet for the first tim e in several 
months. A t first the feeling was so strange that I 
d idn ’t know what it was. I couldn’t remember if  I 
had shoes on or not, and I d idn ’t know if  I was feeling 
the vibrations of shoes tapping on the floor or actual 
sensations in m y feet. I looked down to see that I had 
removed m y shoes (it had been snowing outside 
when I entered m y host’s house) and that the sensa­
tion I was feeling was com ing from the soles of m y 
feet. S low ly, after two more months of physical 
therapy, I regained the ab ility  to walk.

M y experience of praying was incred ib ly s ig ­
nificant to me. It represented to me an admission of 
the lim its  of both m y rational and physical d im en­
sions. I was to ta lly  helpless. I had to adm it m y lack 
of control. For the first tim e in m y adu lt life, I 
adm itted that I was a creature and that there indeed 
m ust be a God, someone who created life. I was not 
the sum total of p lann ing and hard work; I was one 
more ind iv idual in the world who confronted his 
hum anity, his fra ilty . M y m ind had gone, and now 
I had witnessed m y ab ility  to control m y body 
slipp ing away. I believe that m y final ab ility  to
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adm it m y lack of control opened me to the pos­
s ib ility  of prayer, of receiv ing sp iritual energy and 
strength . M iracles don’t exist for those who are 
uncom fortable w ith  the sp iritu a l dim ension; they’re 
only reversals, unexplained phenomena, aberrations.

A t th is point in m y life , I began to attem pt to 
m ed itate  each day. A  friend had encouraged me to 
try  to sum m on the im age of a w hite rose w h ile my 
eyes were closed. Som etim es it  was very d ifficu lt to 
do. On m y own, I tried  to envision the sun rad iating 
its rays. I attem pted to relax and perm it m y body to 
receive the sun ’s w arm th and energy.

A b o u t  10 M ONTHS AFTER I REGAINED THE ab ility  
to w a lk , I was asked to address an interfaith  task 
force in  the c ity  of Chicago composed of individuals 
engaged in pastoral care. An organization was try ing  
to determ ine w hat, if  anyth ing , it m igh t pursue as 
a su itab le response to the AIDS epidem ic. As a 
p atien t, one who was not a practic ing member of an 
organized relig ion  but one for whom sp iritual prac­
tices had been m ean ingfu l, I was asked to relate m y 
experience. After I told m y story, an observer said, 
“So w hat are you saying? That we should sponsor a 
series of personal w itnessin gs?” I was devastated. I 
felt that m y very personal story, one that was painful 
to recount, was being relegated  to exh ib ition ism  and 
em otionalism . I left the m eeting com pletely upset.

In tim e, m y a ttitu d e  changed. I thought about 
w hat the m an had said. I began to believe that, 
indeed, lives are l it t le  else than personal w itnessings 
of the values that inspire them . Afterward, I began 
to try  to spend more tim e w ith  people who had been 
recently diagnosed w ith  AIDS. I believed it  was 
im portant for them  to see that several years after 
d iagnosis I was s t ill w ork ing, s t ill loving other 
people, s t ill liv ing .

T O  M Y  M IND, W R ITIN G  ABOUT SPIRITUALITY is an 
enorm ously em barrassing task. It is presumptuous. 
Am  I liv in g  a sp iritua l life? Do I have the foggiest 
notion of what sp ir itu a lity  is? I often fear that m y 
notions of sp ir itu a lity  are nothing more than the 
com pulsions of an ex-Catholic raised to value m ean­

ing yet confronted w ith  an absence of it  in his own 
life. And yet, having said that, I ’d like  to reflect on 
the types of inqu iry  AIDS has led me to.

In try ing  to discover the m eaning of this disease 
for me, I’ve been forced to reflect on the nature of 
my life. I ’ve been forced to adm it that forces other 
than rational and physical ones appear to be opera­
tive in m y life. I’ve come to believe that i t ’s not only 
perm issible for me to adm it that m y sense of order 
has been arb itrary, it is necessary for me to adm it 
that if  I ’m to be truthful.

Because AIDS pushed me to the lim its  of both 
m y m ind and m y body, it forced me to explore 
another d im ension  to find stren g th . M y own 
religious tra in ing , unfortunately, did not help me. 
In fact, it was a block to m y sp iritual development. 
M y re lig ion ’s discomfort w ith  discussing sexuality, 
coupled w ith  m y own hom osexuality, led me, inac­
curately, to believe that I was not a sp iritual person.

I believe that a very great challenge to contem ­
porary relig ion  is to confront both sexuality and 
sp ir itu a lity  and to speak to their in tegration . If, 
indeed, the role of religion is to provide a person 
w ith  a way to find self-fu lfillm ent and to define his 
or her relationship to society, I cannot understand 
how the topics of sexuality and sp ir itu a lity  can be 
ignored.

I fear that re lig ion ’s discomfort w ith  sexuality 
may lead m any people, like  me, to suppose that 
sp ir itu a lity— which is vague, which is large ly  in tan ­
g ib le— does not exist. I sometimes wonder why I 
was in  the generation that saw Time m agazine 
emblazon on its cover the shocking question, “Is 
God D ead?” I cannot help wondering if  the ir ­
relevance of relig ion  to m any in m y generation 
(although I do not see m yself as a spokesperson for 
a generation) cannot be d irectly traced to its u n w ill­
ingness or its in ab ility  to speak frankly about 
sexuality and sp ir itu a lity . In contemporary health 
care, it now appears that the problem of AIDS 
transm ission is grow ing among intravenous drug 
abusers. I find this ironic, because I view that social 
problem as further evidence of society’s failure to 
provide people w ith  sp iritual strength. W h y are
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people so d isp irited— look at the word— so hope­
less, that drugs provide them w ith  their only refuge 
from a cold, heartless world?

I would like to suggest that drug abuse— like 
prom iscuity— is a response of ind iv iduals to the 
sp iritual pain that comes from isolation, a pain  that 
is too litt le  discussed in con­
tem porary society, a pain 
that needs to be m inistered 
to. Isn’t it  ironic that the 
m edical world that provides 
us w ith  models for phar­
m aceu tica l approaches to 
pain appears to have sug­
gested to an entire genera­
tion, incorrectly I believe, 
that drugs can calm  sp iritual 
pain? I don’t believe they 
can.

W hat do we learn from 
drug  abuse? W hat do we 
lea rn  from  p ro m iscu ity ?
Both are ways, generally unsatisfying, for people to 
ease the pain, often perceived to be unique, that they 
experience living w ith the overwhelming disconnect­
edness of modern society. I fear that a world in ­
capable of providing incentives for altru ism  or love 
or other “sp iritual values,” sim ply because they offer 
no economic reward, is one doomed to die. I find it 
sad that the word incentive, som ething that “makes

us s in g ,” has become a synonym for bribe. If actions 
aren’t linked to economic rewards, we seem to have 
litt le  reason to undertake them . This m ind-set now 
extends to a health care delivery system that awaits 
governm ent incentives before it  tackles the shocking 
lack of access of m illions of Americans to basic health 

care services. This is why I ’ve 
come to believe that AIDS, 
which cu ltural critic Susan 
Sontag likes to believe is a 
m e ta p h o r , is so m e th in g  
much stronger. I believe it 
m ay w ell be the w orld ’s cry 
for sp iritual help.

A t this point in m y life, 
m y faith , such as it  is, is a 
trust in  myself. It is a faith 
that m y own life, and this 
disease as a part of it, is an 
opportunity for me to con­
nect w ith  other ind ividuals, 
both those w ith  AIDS and 

those concerned w ith  other evidence of the erosion 
of sp iritual values, to help each other. The trust I 
have in myself, which daily  wavers considerably, 
comes from three very im portant sources: m y fam ily , 
my friends, and m y work environment.

I wonder if  the most sp iritual part of m y life 
hasn’t been m y realization that m y connection to 
other people sustains me.®

Drug abuse—like 
promiscuity—is a response of 

individuals to the spiritual 
pain that comes from isolation, 

a pain that is too little 
discussed in contemporary 
society, a pain that needs 

to be ministered to.
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Reflection
When Nurses Take Risks

Emilie Beck

“Did SOMEBODY SPILL SOMETHING?” was my first 
thought as I watched a Filipino colleague do a 180- 
degree turn and then peer back into room 423, our 
four-bed room at the end of the hall. But the hallway 
of a telemetry unit is normally a little chaotic anyway, 
so I started back to my own patient, who, despite 
knowing that I was getting him a pain p ill, had put 
his call light back on again. “Maybe it ’s his room­
mate,” I thought, an elderly man in the next bed who 
was constantly getting tangled in his oxygen line.

“Oh, my God! He’s dead! He’s dead! Do some­
th ing !” An obese woman in a black coat ran from room 
423 with her hands halfway above her head, as if she 
were being robbed. It was loud and it was powerful. 
The Filipino nurse started up the hall quickly. “Call a 
code,” she said remarkably quietly. “Oh, God! Oh, 
God!” the screams continued, turning into a piercing 
wail. A male nurse who was also in the hall at the same 
time walked into the room. By this time, several 
visitors at the nurses’ station and in nearby rooms 
extended their heads to look. This was probably the 
real thing, although there was still the possibility that 
another cardiac patient had merely had a choking spell 
and panicked a family member. It didn’t matter; the 
adrenalin hit like a ton of bricks.

I was halfway between room 423 and the nurses’ 
station, so I turned and yelled to the ward secretary,

Emilie Beck has p ra cticed  nu rsin g f o r  25 years. She cu rren tly works as a  s ta f f  
nurse a t R ush-Presbyterian-S t. Luke’s Hospital, Chicago, w h ile  also a ttending 
M cCormick T heologica l Seminary.

“Call a code! Extension 5555—room 423.” The ward 
secretary just looked. “Call a code,” I barked. “Room 
423.” She did it.

“Get that cart down here,” I said to another nurse 
who had run out of the nurses’ station. She also blinked 
momentarily, and I repeated briskly, “The crash cart 
. . . 423.” I ran down the hall prepared for the worst, 
silently praying that it was an overreaction on 
somebody’s part.

The screaming woman blocked my entrance to 
the room. “Oh please, God. Do something!” I wanted 
to flatten her, I was so desperate to get beyond her into 
the room. Simultaneously and mercifully another 
nurse moved her gently to the side. At the same time 
I heard on the overhead paging system, “Code Blue, 
Code Blue, Room 423 . . . Code Blue, Code Blue, 
Room 4 2 3 ,” in the flat tone of a routine an­
nouncement. One knows, however, that every single 
nurse and every health care worker is wondering who’s 
on duty in the cardiology unit, who’s arresting, and, 
if they’re really honest with themselves, saying silent­
ly, “I’m glad it ’s not my patient,” meaning, “I’m glad 
it isn’t me.” The first thing I saw was Ray doing 
cardiopulmonary resuscitation on the chest of a 
rem arkab ly  handsom e, unconscious A frican- 
American male. Ray’s rhythmic pumping seemed 
oddly out of place, as the young man’s eyes were wide 
open staring vacantly at the ceiling.

“W hat happened, Ray?”
“Cardiac arrest.”
“Are you sure?” I asked, scanning the beautiful 

body in front of me; he was too young to arrest, too 
healthy— it didn’t make sense. “Stop the compres­
sions a second.”
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Ray stopped abruptly. I pressed my stethoscope 
hard onto the guy’s sternum. “Nothing.” Quickly to 
the carotids for a palpable pulse . . . again, nothing, 
then to the groin pulse. “Nothing,” I said, as Ray 
glided expertly into a beautifully done rhythm.

“W hat have we got here, Ray?” I asked.
“I don’t know,” he replied. “I just came in .”
“How old? 32? 34?”
Ray shrugged. “I think he’s a new admission from 

ER; he just got up on the unit.”
“Do you know the diagnosis?” Ray shook his head 

no as he kept pumping. I turned to the crowd of RNs 
entering the room. “Whose patient is this?” Two or 
three people said, “Marta’s?”

“Get her!” I snapped.
“Color’s good, Ray,” I said. “Can we have some 

more light in here?” Someone immediately turned the 
overhead lights on. “I’m opening up the line,” I said, 
noting that the intravenous did not contain potassium 
and, thank God, was running very well. “Where’s that 
cart?” I demanded. “Coming,” a voice replied, and 
indeed the ensuing rumble comforted my ears. “Do 
you need a board, Ray?” The cardiac arrest board was 
thrust up toward the patient’s chest.

“No,” he said, “I used the headboard.”
“Hey, Ray,” I said, “not bad for a guy.” Pretty 

quick thinking for any nurse, for that matter. I swung 
the bedside light onto the patient’s face. I could hear 
drawers opening all over the cart as a flurry of mild 
confusion and activity began in earnest. Behind me, 
preparations were being made for the insertion of 
another intravenous line.

“Pupils are fixed, but your compressions are 
good,” I said to Ray. Then, “Are you OK? Getting 
tired yet?”

“I’m all right.” A voice intruded: “Marta doesn’t 
know why he was admitted. He came through ER.”

“Find out if there are any allergies. Where is that 
anesthesia team?”

“Someone said they had an arrest in ICU, but 
they’re on the way.”

Suddenly, subtly, but perceptibly, the young 
man’s color changed. Since he was African-American, 
the average cyanotic change wouldn’t show . . . espe­
cially on the evening shift, but clearly, his lips were 
darkening; I inserted my ungloved finger into his 
mouth and was chilled to note the buccal mucosa 
becoming darker.

“He’s not exchanging,” I proclaimed, hoping 
somehow for help. “W e’re losing time,” I remarked to 
no one in particular. Staff were fumbling with the cart.

W ithin the deepest part of my being an enormous 
sense of anxiety and urgency arose, even though we 
had a fairly controlled situation. I thought for a fleet­
ing moment—our patient was probably a cocaine 
addict in sudden cardiac arrest, not unusual in our 
inner-city hospital. But if he were an addict . . .  I 
glanced quickly at both arms, looking for hard 
evidence of intravenous drug use and, seeing none, 
glanced at the doorway again. No anesthesia team. 
Beyond the bustle I could not hear the sound of 
pounding footsteps indicating that the team was ar­
riving. A tiny little warning voice said inside my own 
brain, “You know you always break a blood vessel in 
your lower lip every time you do this . . . ”

“Get me suction,” I said loudly and went down, 
pinching the young man’s nostrils, waiting to blow as 
hard as I could between Ray’s poundings.

“Two and three and four and . . . ” At the count of 
five I could sense Ray easing his stroke perceptibly as 
he resumed an audible count. I exhaled everything I 
had of my own life’s breath into the man, half-expect­
ing blockage but feeling the gurgle of large amounts 
of mucus trying to impede my efforts. Up I came 
tasting wet slime with a horrible foul-smelling odor, 
hyperextending the head even more, thanking an 
unseen God that he was not obstructed. Down again, 
this time mashing my own teeth onto the patient’s . . . 
something was wrong. He was exchanging, but he felt 
“loose” somehow, like calves’ liver, only worse. Geez, 
this guy hadn’t brushed his teeth in days. Between 
puffs, I glanced again at the buccal mucosa and the 
tongue. Ominously, he was not pinking up. The 
tongue was darker now as my personal desperation 
deepened. “And four and . . .” Again, Ray and I had 
merged into a rhythm literally pouring everything we 
had into this stranger. Twice I had to wipe my own 
mouth because the saliva was causing me to lose the 
seal I had established over the man’s mouth. I had to 
be careful not to come down too hard, and I could 
hear the audible click of my own enamel scraping the 
man’s.

“Suction!” I demanded fiercely, coming up from 
several breaths now as I tried to concentrate on the 
rhythm; professional staff were beginning to descend 
on the body in droves.
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“Here’s the team,” said an encouraging voice from 
behind the crash cart. “Thank God!” I thought. “Final­
ly-”

“Where were you guys?” I asked the resident.
“W e just had an arrest in the ICU right before 

this.”
“Oh. W e thought you were on vacation or some­

th ing.”
W e shocked the patient multiple times, poured 

in the drugs, maintained a beautiful rhythm: every­
thing was nearly perfect. I shone the flashlight that 
announced massively d ilated , permanently fixed 
pupils. Our patient simply would not come around. 
W e stopped. I was surprised.

The following day, the usual broken blood vessel 
appeared in my lower left lip, making my mouth 
painful and sore. I had also contracted my worst case 
of cold sores— herpes simplex—doubtlessly from the 
CPR. I looked ugly; I felt bad. About two weeks later, 
there was a message from the health service stating

that I had been “inadvertently exposed to tuber­
culosis,” and wouldn’t I please go to the health service 
for mandatory skin testing. “Hmmm, coroner’s case. 
TB, inner-city African-American male, about 32.” 
Then it hit: AIDS. I had probably done mouth-to- 
mouth resuscitation on an undiagnosed AIDS patient, 
possibly an intravenous drug user. It really wasn’t so 
terribly long ago that I had had my first needle stick 
during a home blood transfusion on another dying 
AIDS patient.

My colleagues screamed at me. “How,” they 
wanted to know, “could you DO that!” W e all knew 
what this meant, and we all feared for each other; 
absolutely nobody approved of stupid “heroics.”

This w a s n 't heroic, the hesitation w a s  there:
I thought—should I or shouldn’t I? But when a 
patient starts to slip, either you act or you don’t. 
Somebody’s slipping away. And that’s all you see, 
that’s all you care about. That sense of urgency is very,
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very intense when somebody arrests acutely in front of 
you. It’s softer, it ’s less intense, and it ’s far more 
poignant when somebody slips away little bit by little 
bit. Both experiences are serious losses and they have 
to be dealt with afterward and they have to be dealt 
with reflectively, usually in sudden, unexpected little 
“outbursts” of privately shed tears.

Nurses sometimes take “mental health days” after 
a really bad experience. If you 
don’t do it—don’t give your­
self some space and time to 
“get it  to g e th e r” and to 
reflect—then you have to go 
into a kind of burnout to cope.
Those emotions have to go 
somewhere. If you don’t get 
your own act together, per­
sonally get your life regulated 
and healthy and organized and 
let go, you are of no earthly use 
to yourself, let alone your 
patients.

After many discussions 
and ample time for reflection, 
g iv en  the c ircum stances, 
would I do it again? You bet! But why? What is the 
“force” that impels you to do what you really don’t 
want to do or would prefer not to have to do? What is 
the difference between people who sit in an office and 
talk about medical ethics and the people who are out 
there in the trenches doing it? You could look at this 
case devoid of emotion and say, “W ell, the poor sucker 
is dying. If I touch him I may die too; therefore I 
probably should not do it. W hy should two of us die 
when one can be saved?” Now, that’s very logical. But 
when you ’re stand ing  next to a bedside and 
somebody’s dying, a tremendous surge of adrenalin 
comes up, and emotion, and deep urgency. You move 
beyond this objective, logical stuff. You can’t not have 
an impulse to save.

The practice of nursing forces one to confront 
issues of life and death very early on, at the ages of 18, 
19, 20, 21. We get to the nitty-gritty of what’s 
important in issues of life and death much earlier than 
most people, who start losing their parents maybe in 
their mid-thirties or early forties. W e see it quite early 
on. It’s a very intense period.

For me, it isn’t the fact that it’s a patient. It’s the 
fact that it is the life of somebody outside myself. In 
an emergency, that life assumes a much higher degree 
of importance to me than my own. About 10 years 
ago, I started to develop a personal philosophy about 
what was im portant to me w ith in  a religious 
framework. I tried to put it down on paper. It really 
came down to “The Other.” The focus of God’s love 

was not to be directed toward 
onese lf; love was to be 
focused outwardly on some­
body else, toward another. 
For practical purposes, there 
are only two major com­
mandments: love God and 
love your neighbor. Of the 
Ten Commandments, num­
ber 6 is “Thou shalt not k ill.” 
Not to save a life when you 
could, might be, minimally, 
a form of indifference, and by 
neglect, a way of killing.

These beliefs are tremen­
dously reinforced in nursing, 
because you have the oppor­

tunity to act upon them. The system is geared to 
provide expression for a deep sense of caring. And your 
colleagues, who share sim ilar values, provide an 
avenue of expression for these beliefs. This is as true 
for male nurses as for female nurses. Having seen so 
many people— hundreds and hundreds of people 
dying, possibly thousands—I think that human life is 
very, very important.

One consideration in this case was that this was a 
younger person, 32, 34 years old, young. He should 
have been in a robust state of health, should have been 
in his prime. He could have had a life. And the irony 
was that he couldn’t be saved. That happens, sadly.

You don’t know what’s possible until you try, but 
you can be absolutely sure that if  you don’t try, the 
person is going to die. I am reminded of an Old 
Testament verse (Deuteronomy 30:19): “I have set 
before you life and death, blessings and curses: there­
fore choose life, so that you and your descendants may 
live.”

This wasn’t heroic. The 

hesitation was there:

I thought—should I or 
shouldn’t I? But when a 

patient starts to slip, either 

you act or you don’t. 
Somebody’s slipping away.
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Abusive “Lifesaving” ? Another Look at CPR

Ron Hamel

IT WAS ONLY 28 YEARS AGO that the American Heart 
Association issued guidelines for the use of cardiopul­
monary resuscitation (CPR). This potentially lifesav­
ing procedure was intended to be employed in cases of 
unexpected cardiopulmonary arrest. More specifically, it 
was meant for the treatment of cardiac or respiratory 
arrest due to acute myocardial infarction, drowning, 
drug sensitivity, intoxication, anesthesia induction, 
electrocution, hypoxia from airway obstruction or suf­
focation, and cardiac catheterization.

Today, however, CPR is typically initiated for any 
patient who suffers a cardiopulmonary arrest, unless a 
do-not-resuscitate (DNR) order has been written. 
Such an order usually requires the consent of the 
patient or the patient’s surrogate. But consent is not 
required to initiate CPR because it is viewed as an 
emergency measure. Presumed consent is operative, 
rather than consent prior to use as with other treat­
ments. This routine use of CPR has resulted in 
patients and their families coming to expect it. In fact 
it has become what one author calls society s standing 
order against death.” In some ways it is the ultimate 
technological feat— snatching human beings from the 
grip of death.

Presumed consent and routine resuscitation make 
sense in cases of sudden, unexpected cardiopulmonary 
arrest. But do they make sense with patients whose 
death is expected from a terminal condition or who are 
in a persistent vegetative state? Is every death an 
“emergency event”? Answering yes suggests rather 
interesting views about death and the human condi­
tion! If the answer is no, then could it be that 
presumed consent to resuscitation is inappropriate in

some situations? Perhaps CPR, outside of emergency 
contexts, should be considered like any other life- 
sustaining procedure, thereby requiring prior consent. 
The assumption would be that CPR is not performed 
unless it is judged to be of likely benefit to the patient, 
and unless an order is written for it on the basis of 
patient or surrogate consent. The appropriateness of 
CPR for a particular patient would be determined in 
conjunction with the appropriateness of other lifesav­
ing and life-sustaining measures. It would be part of 
the deliberations about the goals for this patient s care 
and the overall treatment plan. It only makes sense to 
specify goals before deciding upon therapies.

W hy even entertain such a change in practice and 
policy? The first and most important reason is patient 
well-being. The medical and moral justification for 
any treatment is that it w ill be of some benefit to the 
patient. And generally there should be some propor­
tion between the benefits hoped for or obtained and 
the burdens of the treatment itself or the quality of life 
to which it contributes. We have increasing evidence 
that CPR is frequently not “successful,” particularly 
with certain categories of patients.

One fairly recent review of 19 studies of patient 
outcomes (Moss 1989) found that the mean percent­
age of patients successfully resuscitated was 41 per­
cent. A “successful” resuscitation was described as the 
restoration of cardiac rhythm for more than one hour 
after cardiac arrest. A mean of 27 percent survived for 
some time but died before discharge. Fourteen percent 
(or 33 percent of those successfully resuscitated) sur­
vived to be discharged from the hospital. And a mean 
of 12 percent of patients were alive six months after 
discharge. The survival rate is even lower for certain 
types of patients. Patients w ith m alignancies, 
neurologic disease, renal failure, respiratory disease,
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and sepsis had a less than 10 percent survival rate 
overall; frequently there were no survivors. (The sur­
vival rate of patients with malignancy was 0—3-5 
percent, neurologic disease 0—6.7 percent, renal 
failure 0 -10  percent, respiratory disease 0 -7  percent, 
and sepsis 0 -7  percent.) Patients who had asystole as 
the cause of their arrest, multiple organ failure, or 
more than one prior arrest also had very low survival 
rates. Patients who were homebound or in a nursing 
home prior to the arrest had a survival rate of less than 
5 percent.

On the other hand, the survival rates for patients 
for whom CPR was originally intended were higher: 
26—46 percent for individuals having ventricular 
fibrillation after myocardial infarction, 22—28 percent 
for those with drug reaction or overdose, and 19—50 
percent for individuals with ventricular arrhythmias 
(Moss 1989:351). Ironically, the largest number of 
resuscitations is probably performed on individuals 
who have the lowest success and survival rates.

Successful resuscitation and survival, of course, 
are not the only considerations in assessing the 
benefits of CPR to patients. Quality of life after resus­
citation is also of critical if  not primary importance; 
serious consideration must therefore be given to the 
effects of CPR upon patients. Moss reports on the basis 
of his survey that the resuscitated patient can be 
predicted to endure one or more of the following 
com plications: “temporary survival, often with 
prolonged mechanical ventilation in an intensive care 
unit; pain from rib or sternum fractures; pneumonia; 
pulmonary edema; permanent neurologic damage; 
and depression, a reduction in functional status, and 
fear of another cardiac arrest” (1989:353—54). Patients 
for whom survival rates are the lowest experience a 
much greater than 50 percent chance of multiple 
complications from CPR. Moss’s findings would sug­
gest that, in assessing the appropriateness of CPR for 
a given patient, it is essential to weigh not only the 
potential benefits to the patient but also the likely 
harms. To expose patients to the harms of resuscita­
tion when they have little chance of experiencing its 
benefits would seem to be abusive.

Undoubtedly, CPR benefits some patients. But 
does it provide sufficient benefit to sufficiently large 
numbers of patients to justify its routine use on the 
basis of presumed consent? Given the survival rates 
and complications associated with CPR, it would

make more sense to assess the appropriateness of CPR 
for each patient as with any other lifesaving or life-sus­
taining treatment. If the physician judges that CPR 
is likely to be of proportionate benefit (and such 
judgments, we recognize, are difficult), then it can be 
offered to the patient or surrogate. CPR is clearly not 
a magic bullet (though in the popular mind, it may 
be perceived to be), so why treat it as such? What 
justifies a bias in favor of its use for patients for whom 
death is not sudden and unexpected? Not only might 
its inappropriate use be abusive to some patients, it 
might also offer the patient and family false hopes, 
hinder them from facing the realities of the patient’s 
situation, and delay realistic and fitting responses.

There is a second reason for rethinking the prac­
tice and policy of CPR. In very many cases, death is 
not an “emergency” event; it is not sudden and unex­
pected. Rather it results from an irreversible condi­
tion—a disease process or aging. There is a time to 
live and a time to die, as the biblical writer so wisely 
observes. Death can be delayed in some instances, and 
good reasons for doing so at times exist, but this 
should not be done without considering to what 
benefit and at what price. Routine use of CPR may 
well foster the illusion that death can be cheated; it is 
the ace-in-the-hole against death. But might this not 
delay coming to terms with the most certain of life’s 
realities for both patient and family? Might this use 
of CPR to pull the patient back from the grip of death 
cheat both the patient and the family of a “good” 
death? And what does such a practice say about our 
attitudes toward death, medical technology, the 
human condition, and, for those who are believers, life 
beyond death?

The final issue is the prudent and just use of 
medical resources. Americans have largely been 
operating under the assumption that they can have 
whatever medical care money can buy. W hile this may 
be close to being true in many cases, such an attitude 
does not contribute to good stewardship of resources 
and may well lead to squandering. When 35 million 
Americans are without health insurance and an almost 
equal number are without adequate health coverage, 
a policy of presumed consent and routine CPR may be 
not only imprudent but also unjust. If there is ever 
going to be meaningful reform of the health care 
system, Americans will need to begin thinking about 
health care as a common resource for which all are
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responsible (and to which all may be entitled). They 
w ill need to consider their obligations to other mem­
bers of society when they think about how they use 
health care resources and how much they use. Using 
and demanding physiologically futile or marginally 
beneficial procedures— and at considerable cost— 
constitutes a failure in good stewardship and the just 
use of resources. The responsibility here lies not only 
with health care professionals but also with patients 
and their families.

The idea of reversing CPR practice and policy 
surely goes against the stream. It is certainly not 
without its own problems and complexities, and per­
haps it is ultim ately a bad idea. But for the reasons 
mentioned (and there are undoubtedly others), it bears 
discussion. In the meantime, suggestions for modify­
ing current policy as it applies to some patients have 
been made.

In concluding the review cited above, Moss ar­
ticulates a position that seems to be gaining accep­
tance.

In these patients [those with a less than 5 percent 
chance of survival and a greater than 50 percent 
chance of m ultip le complications], the perfor­
mance of CPR is futile and can be predicted to 
cause much greater harm than benefit. In general, 
when a treatment has a very high probability of 
causing harm, the physician is not obligated to 
propose or provide treatment. Thus, patients with 
chronic, progressive conditions whose deaths are 
anticipated pose an exception to the usual practice 
of providing CPR to a ll hospitalized patients, and 
the physician serves no useful purpose by offering 
the choice of CPR or no CPR to them. In such cases, 
it is the responsibility of the physician to inform 
the patient that the risks of CPR outweigh the 
benefits and to present a realistic treatment plan, 
including DNR status, that w ill maximize the 
patient’s comfort, peace, and dignity in his/her 
final days and m inim ize pain and suffering. 
(1989:354)

A similar position is taken in a position paper 
published by the American Thoracic Society.

The purpose of a life-sustain ing intervention 
should be to restore or maintain a patient’s w ell­
being; and it  should not have as its sole goal the 
unqualified prolongation of a patient’s biological 
life. On this basis, a life-sustaining intervention 
may be withheld or withdrawn from a patient

without the consent of the patient or surrogate if 
the intervention is judged to be futile. . . .  A 
physician has no ethical obligation to provide a 
life-sustaining intervention that is judged futile . . . 
even if  the intervention is requested by the patient 
or surrogate decision maker. (1991:481)

Ambiguity surrounds the term fu tile, of course, 
and there has actually been considerable debate recent­
ly about its meaning. Futility can be interpreted 
physiologically, in which case CPR would be futile if  it 
did not reestablish cardiopulmonary function. But, as 
physician Stuart Youngner (1988) points out, futility 
can also be interpreted as the inability to postpone death 
(even though CPR has its immediate physiological 
effect), or lengthen life fo r  some period, or maintain a 
certain quality o f life. It may even refer to the very low 
probability of achieving these goals.

These distinctions are important and have sig­
nificant implications. Physiological futility and the 
inability to postpone death are medical judgments 
that can and should be made by the physician. But 
deciding that a treatment is futile because it would 
preserve a life of insufficient length or quality or 
because the probability of success was too low to 
justify the burdens or costs is a judgment involving 
benefits to the patient, values, personality, and goals. 
Such judgments should involve the patient or surrogate.

What does this mean concretely for approaching 
patients or their surrogates about CPR? First, in those 
cases where CPR would be physiologically futile or 
could not postpone death, the medical or moral jus­
tification for using it recedes. There is no obligation 
to do what is futile. In fact, as noted above, there are 
moral reasons for not providing it, patient well-being 
and justice among them. In these instances, patients 
or their surrogates should not expect it, nor should 
physicians offer it. And there is no need for consent to 
a DNR order. Offering futile CPR in such cases, even 
with a strong recommendation that it be forgone, 
could well confuse patients or their surrogates. They 
might think that because CPR is being offered, it must 
be of some benefit. Patients or, worse yet, their sur­
rogates are then put in the position of making a very 
difficult decision that really should not have to be 
made. In addition to creating a good deal of stress, an 
offer of CPR may create gu ilt, internal conflict for the 
surrogate, or even conflict among family members 
(Hackler and Hiller 1990).
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Not offering CPR as a treatment option, however, 
does not mean not informing the patient or surrogate 
of a decision about the patient’s care and the reasons 
for it. Not providing CPR, after all, has an irreversible 
consequence, one that patient and family should know 
looms on the horizon. This discussion would, in fact, 
provide an opportunity for the physician to broach 
with the patient and family or surrogate the patient’s 
medical condition, appropriate measures in response, 
and the likelihood of death. It would also provide an 
opportunity for both patient and family to begin 
preparing for the death. The American Thoracic 
Society position paper takes a similar stand: “If a 
physician decides to withhold such an intervention, 
he or she has a responsibility to inform the patient or 
surrogate decision maker of that decision and to ex­
plain the decision’s rationale. The physician should 
also offer reassurances that the patient w ill continue 
to receive all other care that is medically indicated 
within the context of an overall treatment plan agreed 
upon for the patient” (1991:481).

More difficult surely are those situations in which 
CPR might offer some benefit to the patient. They 
involve not only probabilities, but more important, 
patient values and other patient-related factors. In 
these cases, patients should be involved in decision 
making. “Even if the physician feels strongly that 
resuscitation is not advisable because the burdens 
outweigh the benefits, the patient or surrogate should 
have the opportunity to assess the chances of success 
and the desirability of any extension of life, and their 
wishes should almost always be followed. Resuscita­
tion obviously should be undertaken if a patient with 
decision-making capacity requests it” (Hackler and 
Hiller 1990:1283). Crucial here is what information 
the patient is given and how that has been presented. 
The patient must be given a realistic assessment of his 
or her condition and adequate information about the 
nature of CPR and its likely risks and benefits. Since 
a decision about CPR can be so final, discussions 
preceding it should not be rushed and should allow for 
questions to be raised, understanding to be tested, 
misunderstandings to be clarified, and reassurances to 
be given.

What if a request for CPR comes from the sur­
rogate? Surrogacy implies that the surrogate chooses 
what he or she believes the patient would choose if 
capable. This requires some knowledge of the patient’s

preferences, beliefs, and values. As knowledge of these 
diminishes, the surrogate must decide on the basis of 
the patient’s best interests. This involves discerning 
what a reasonable person would choose in the cir­
cumstances, “taking into account such things as relief 
of suffering, restoration of functioning, and quality 
and extent of life sustained” (Hackler and Hiller 
1990:1283). Needless to say, the surrogate also needs 
a realistic picture of the patient’s condition and of 
what CPR can or cannot do for the patient.

Disagreements will sometimes arise between the 
physician and surrogates about the patient’s best in­
terests. If the surrogate’s judgments are reasonable, 
the physician should probably acquiesce, unless he or 
she believes doing so would bring significant harm to 
the patient. There may even be legitimate occasions 
when the physician follows the surrogate’s decision in 
order to be responsive to family needs. However, as 
Hackler and H iller point out, “family needs should be 
clear and compelling to justify additional suffering by 
the patient” (1990:1283), and there comes a point in 
time when respect for the family must give way to the 
well-being of the patient.

W hile most surrogates operate in a responsible 
manner and truly seek the patient’s well-being, not all 
do. When a surrogate fails to meet the requirements 
of surrogacy—capacity to make decisions, and repre­
sentation of patient preferences or pursuit of the 
patient’s best interests—physicians should not be 
bound by their decisions. As Hackler and H iller put 
it: “When the family does not and will not deliberate 
in an appropriate manner, or when their views about 
suffering and quality of life differ substantially from 
those of most reasonable people (and there is no in­
dication that the patient shared such views), then 
physicians should not be forced by hospital policy to 
adhere to family preferences” (1990:1283). Under 
such circumstances, it would be appropriate for the 
physician to seek the assistance of a mediator. If 
differences are not resolved, a hospital ethics commit­
tee (or some other appropriate body) could review the 
surrogate’s decision.

In the end Hackler and Hiller recommend that

even if  CPR would not be clearly futile, physicians 
should be able to write a DNR order without 
family consent if  (1) the patient is unable to con­
sent, (2) the burdens of the procedure would clearly 
outweigh the benefits, (3) the surrogate does not
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provide an adequate reason for refusing consent, 
and (4) the physician has made appropriate at­
tempts at mediation (as established by hospital 
policy). (1990:1283)

They believe that physicians proceeding in this man­
ner are unlikely to have serious legal difficulties if a 
review has supported the physician’s judgment about 
the surrogate’s reasoning and decision and that the 
best interests of the patient would not be served by 
CPR.

Although suggestions to modify current CPR 
policy or to modify it in the ways outlined here have 
not met unanimous approval, there appears to be 
momentum in this direction. These changes, however, 
may not go far enough. They still operate under the 
assumption that CPR should normally be provided 
and that DNR orders should be written.

For some patients at least, it might be worth 
considering CPR as we do any other lifesaving and 
life-sustaining treatment: the assumption would be 
that in nonemergency situations, when death was 
expected as the result of aging or a disease process, 
CPR would not be routinely performed. An order 
would have to be written fo r  CPR if it were judged an 
appropriate procedure for a particular patient. It will

undoubtedly be difficult to overcome the technologi­
cal imperative, but for the sake of patients and of those 
who have to administer CPR, it seems worthwhile to 
take a hard look at the current practice and policy of 
CPR and its underlying assumptions and values. The 
marvels of technology can continue routinely to wrest 
the dying from the shadows of death, but to whose 
benefit and at what cost?
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Scientists and religious leaders met in Washington, 
D.C., in May to address together the growing environ­
mental crisis. To organize the meeting, scientists sent 
an appeal, “Preserving and Cherishing the Earth: An 
Appeal for Jo in t Comm itment in Science and 
Religion,” to religious leaders all over the world. An 
excerpt:

W e are now threatened by self-inflicted, swiftly 
moving environmental alterations about whose 
long-term biological and ecological consequences 
we are still painfully ignorant— depletion of the 
protective ozone layer; a global warming unprece­
dented in the last 150 millennia; the obliteration 
of an acre of forest every second; the rapid-fire 
extinction of species; and the prospect of a global 
nuclear war that would put at risk most of the 
population of the Earth. There may well be other 
such dangers of which, in our ignorance, we are still 
unaware. Individually and cumulatively they rep­
resent a trap being set for the human species, a trap 
we are setting for ourselves. . . . W e are close to 
committing— many would argue we are already 
committing—what in religious language is some­
times called Crimes against Creation.

And, as religious leaders and scientists learned at a 
previous m eeting, the effects of environmental

degradation are borne disproportionately by the poor. 
Participants heard a secular parable illustrating that 
point:

Imagine humanity as a village of 100 families.
Then, 65 families in our village are illiterate, and 
90 do not speak English, 70 have no drinking water 
at home, 80 have no members who have ever flown 
in an airplane. Seven families own 60 percent of the 
land and consume 80 percent of all the available 
energy. They have all the luxuries. Sixty families 
are crowded onto 10 percent of the land. Only one 
family has a university education. And the air and 
the water, the climate and the blistering sunlight, 
are all getting worse.

{Parade Magazine, 1 March 1992)

During 1991, the average percentage of a state’s an­
nual budget going to welfare was 3.4 percent. The 
percentage of all federal domestic spending going to 
the elderly was 46 percent, while the percentage 
devoted to children was 11 percent.

(Harper’s , March 1992)

A nationwide study of Medicare patients found that 
in 1986 blacks received coronary artery bypass graft­
ing (CABG) less often than whites. The CABG rate 
was 27.1 per 10,000 for whites (40.4 for white men 
and 16.2 for white women), but only 7.6 for blacks 
(9-3 for black men and 6.4 for black women). The 
difference was greatest in southeastern states, par­
ticularly in rural areas.

The investigators compared the rates of CABG 
with the rates of hospitalization for myocardial infarc­
tions, a measure indicating the need for CABG. A l­
though hospitalization rates for myocardial infarctions 
were slightly higher for whites, this did not account
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for the much larger difference in CABG rates. The 
CABG rate for whites, but not for blacks, increased in 
areas with more thoracic surgeons, presumably due to 
physician-induced demand. The investigators, having 
analyzed data from 86,463 Medicare patients, con­
clude that “the discrepancy in the CABG rates be­
tween blacks and whites . . . suggests that social and 
cultural factors may interfere with access to care even 
though a national health insurance policy is imple­
mented.”

(Journal o f  the American M edical Association,
18 March 1992)

Percentage increase, during 1991, in the number of 
people seeking emergency food aid in U.S. cities: 26.

(Harper’s, March 1992)

Over the past 30 years people in the U.S. have increas­
ingly come to understand that smoking leads to illness 
and death. Cigarette smoking nationally is on the 
decline. In 1965,40 percent of U.S. adults smoked; in 
1988, only 28 percent did. The number of smoking- 
related illnesses and deaths nationally has leveled off

for men— although for women it continues to rise. 
Communities have passed more than 400 local or­
dinances placing controls on tobacco. Smoke-filled 
restaurants, offices, and stores are, in many places, a 
thing of the past.

However, other statistics are less encouraging. 
Worldwide, smoking is responsible for an estimated 
2.5 m illion deaths each year. More than 49 million 
adults in the U.S. continue to smoke. During 1988 
smoking caused over 434,000 deaths in this country. 
More than 3,000 U.S. teenagers become regular 
smokers every day. Lung cancer is now the leading

cause of cancer deaths among women in the U.S. Most 
troublesome of all, cigarette consumption in develop­
ing countries has increased dramatically, with serious 
health consequences already evident.

(Evangelicals for Social Action’s Advocate,
March 1992)

Results from a survey of 1,150 high school seniors 
listed in Who’s Who Among American High School Stu­
dents suggest that students are still not convinced by 
arguments to be more careful sexually, even after 
Magic Johnson’s disclosure that he has the AIDS virus. 
The survey, taken by Educational Communications, 
Inc., indicates that 21 percent of the students said they 
were “worried” or “very worried” about contracting 
the virus. Before M agic’s announcement the figure 
was 12 percent.

About 28 percent of the teens said they were 
sexually active. Of those, 45 percent said they don’t 
engage in sex without a condom, but 42 percent said 
they would have intercourse even if a condom were not 
available. “These alarming findings confirm our worst 
fears—high school students see themselves as invin­
cible,” said Paul Krouse, publisher of Who’s Who. 
“Unfortunately, it seems the message of the danger of 
AIDS w ill spread only with the number of young 
people who succumb to it .”

The organization said 70 percent of the students 
who responded were girls.

(American M edical News, 9 March 1992)

Prostitution receives due attention in Edwina 
Gateley’s I Hear a Seed G rowing (Source Books, 
$12.50), a book featured by Demethria Martinez in a 
recent issue of the National Catholic Reporter. British- 
born Gateley studied at Chicago’s Catholic Theologi­
cal Union. After a period of prayer and reflection— in 
the Sahara and in a forest near Chicago— Gateley 
entered the city wilderness, there to befriend and 
counsel prostitutes. Most were childhood victims of 
abuse, incest, or rape, says Gateley, and one-third of 
all female prisoners are incarcerated for prostitution. 
“Meanwhile, Christian churches counsel women to 
‘sin no more’ but offer no alternatives to prostitution,
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no means of addressing its root economic and 
psychological causes. . . .  W e never ask, W hy are you 
doing this? When were you raped?”

Gateley runs Chicago’s Genesis House on “a 
widow’s mite” and has often seen there a prostitute 
transformed “into a proud woman with a degree in her 
hand.” She says: “We have preached enough. . . . We 
have to sit with the sin we as church and society have 
created until our hearts soften up. Maybe we’ll soak 
up some of the violence and pain. . . . Jesus said that 
prostitutes will enter the Kingdom first, but until the 
church takes those words seriously, it w ill continue to 
set male over female, priest over prostitute.”

(National Catholic Reporter, 21 June 1991)

Millions of Americans read religious self-help books. 
Such books, reports lawyer Wendy Kaminer in a 
recent issue of Theology Today, “are marketed as 
primers on personality development and psycho­
therapy, child rearing, spouse abuse, depression, and 
despair, as well as the search for love, happiness, and 
salvation.” The books portray God as a loving parent 
and advise readers to acknowledge their dependence 
on God, to reject individualism, and to love them­
selves as well as their neighbors.

Nineteenth-century liberal Protestantism, for all 
its faults, at least encouraged people to act to shape 
their environments, Kaminer says. “Now popular 
religion, like a 12-step [recovery) group, [tells) us that 
we’re powerless.” Most of the pop religious literature 
is devoid of “thoughtful discussion of moral behavior.” 
The w riters provide a “laundry lis t  of moral 
w rongs— ab ortion , h o m osexua lity , ad u lte ry , 
atheism, and rebellion— but no guidance in resolv-

The writers usually “claim a fellowship with their 
readers, adm itting their own fallacies, sins, and 
neuroses.” But they also set themselves up as 
authorities, even as they disclaim any higher expertise. 
For example, M. Scott Peck, author of the best-selling 
Road Less Traveled, “bemoans our tendency to ‘let our 
authorities do our thinking for us,”’ but clearly regards 
himself as an authority. He speculates that people who 
“slip away” from his workshops “just cannot bear that 
much love.” Individuals who challenge him, Kaminer 
says, are almost always presented in his books as 
wrong.

Peck and other Protestant writers all stress 
strongly the need to surrender one’s self to God. Peck 
maintains that there exist “only two states of being: 
submission to God and goodness or the refusal to 
submit to anything beyond one’s own will, which 
refusal automatically enslaves one to the forces of 
evil”—a proposition Kaminer finds “chilling.” In 
people’s “eagerness to submit,” she remarks, “not 
everyone can distinguish God from the devil.”

('Theology Today, October 1991)

A committee of the nation’s Roman Catholic bishops, 
addressing a question that has divided their ranks, 
issued a warning on April 2 ,1992, against the increas­
ingly widespread practice of withdrawing food and 
liquid from irreversibly unconscious patients. “W e are 
gravely concerned about current attitudes and policy 
trends in our society that would too easily dismiss 
patients without apparent mental faculties as nonper­
sons or as undeserving of human care and concern,” 
the statement said. But it added that Catholic 
theologians were divided about removing all artificial 
life supports, including feeding tubes, from those in a 
persistent vegetative state. Legitimate differences 
could even arise about applying well-established 
moral principles to specific cases, the bishops said. 
They urged Catholics and others to pursue these issues 
while, in the meantime, being “guided by a presump­
tion in favor of medically assisted nutrition and hydra­
tion.”

The Reverend Kevin O’Rourke, director of the 
Center for Health Care Ethics at St. Louis University 
Medical School, believes the bishops’ statement will 
have the reverse effect: “People have a responsible
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sense that when you’ve done enough, it ’s enough. If 
you equate removing feeding tubes with euthanasia, 
people w ill abandon all distinctions.”

(New York Times, 3 April 1992)

Is your career in a slump? The hormone responsible 
for sex drive and aggression may determine how well 
you perform in certain jobs and may even influence 
your choice of career, says James M. Dabbs, a psychol­
ogy professor at the University of Georgia. He has 
concluded that men and women with high tes­

tosterone levels do best in highly competitive jobs. 
Actors have the highest testosterone levels, followed 
by doctors and trial lawyers, says Dabbs. Nurses and 
ministers, who tend to be more cooperative than 
competitive, tend to have lower levels.

(Philadelphia Inquirer, 30 December 1991)

The next round in the national debate over the 
legalization of physician-assisted suicide w ill be 
taking place in California. Californians Against 
Human Suffering is likely to announce that it has 
obtained the 570,000 signatures necessary to qualify 
its “Death with D ignity” initiative. For the measure 
to go on the ballot, the secretary of state must deter­
mine that at least 385,000 of the signatories are 
registered voters. The initiative would allow a person 
with six months or less to live to sign a witnessed 
statement asking the attending physician to end the 
patient’s life.

(AMA News, 16 March 1992)

According to a study of 14,000 Native American 
teenagers from 50 tribes in 15 states, one out of six

Native American teenagers has attempted suicide—a 
rate four times that of other teenagers. Twenty percent 
describe their health as poor, while 18 percent indicate 
that they are constantly sad. One in five Native 
American boys develops a drinking problem before 
the end of high school. In the words of one of the 
researchers, “This is the most devastated group of 
adolescents in the United States.”

(Jou rna l o f  the American M edical Association,
24 March 1992)

On the importance of the quality of sensitivity in 
family doctors, journalist Charlene Marmer Solomon 
says: “Talk with families and you discover just how 
much they value communication with their loved 
one’s physician. They are exquisitely sensitive to 
physicians’ language and non-verbal communication; 
they say they ‘hang on every word’ and ‘watch every 
gesture.’ They will tell you how a doctor looked when 
he told them their mother had cancer, whether he sat

in a chair or stood at the foot of the bed and what tone 
of voice he used. They remember the hope and reas­
surance. They also remember the terse words and 
unfeeling dismissals, the lack of presence at a crucial 
moment, the test results given hurriedly as the doctor 
walked down the hallway.”

Meeting the demands of patients’ families re­
quires learning a communication style different from 
the one taught in medical school. “Doctors learn to be 
linear in their thinking. They start off identifying 
symptoms and go to the broader category of the 
disease once they understand what the symptoms add 
up to. Patients and their families see things the other 
way around: They start off with broad, sweeping 
questions about what’s wrong, and only later are they
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able to narrow it down. The whole process of fielding 
such open-ended questions can be a strain on the 
doctor.”

{American M edical News, 11 November 1991)

More on physicians’ bedside manner: A pilot program 
by the National Board of Medical Examiners uses 
mock patients to test both the competence and com­
passion of medical students. Students have 15 minutes 
to examine each of 16 subjects who have been trained 
to simulate ailments. The “patients,” usually actors, 
use a checklist to grade the aspiring doctors’ questions 
during the exam, then evaluate more subjectively such 
things as attitude and manner. A five-point scale 
measures how the mock patients feel the would-be

doctor greeted them and whether he or she “talked 
down” to them. Another measure is simply, “Would 
you want this person to be a doctor?”

The NBME aims to make the grueling situational 
examination a required hurdle for new physicians by 
as early as 1995.

(W all Street Journal, 17 March 1992)

An informal, nonscientific survey of American Society 
of Internal Medicine members, conducted in the fall 
of 1991, found that one in five internists reports 
having taken deliberate action to cause the death of a 
patient. One in four has been asked by terminally ill 
patients for help in committing suicide. By an almost 
two to one majority, respondents (400 out of slightly 
more than 1,000) said they would vote against a 
measure that would legalize euthanasia, even though, 
by the same majority, they felt suicide was a moral 
option for someone in great pain. Results of the poll

were published in the March issue of The Internist: 
Health Policy in Practice.

(AMA News, 16 March 1992)

The American Institute for Preventive Medicine 
recommended 10 New Year’s resolutions at the begin­
ning of this year. Number one on their list: manage

stress. The others, in order: practice safe sex; stop 
smoking; avoid secondhand smoke; develop a social 
support network; be active; control consumption of 
cholesterol and saturated fat; lim it your intake of red 
meat, eggs, and cheese; moderate alcohol use; and have 
a sense of purpose.

{Philadelphia Inquirer, 30 December 1991)

Of what significance is religion to health care? Rabbi 
Harold Kushner suggests one way of viewing their 
interrelatedness in his book Who Needs God (Simon and 
Schuster, 1989):

You and I visit the same hospital. W e walk down 
the same corridor and we see the same things—  
elderly patients for whom length of days has be­
come a curse instead of a blessing; young people 
whose lives have been shattered by vicious 
criminals or drunk-driving accidents; innocent 
children who are victims of genetic tragedy and 
w ill never really have a chance to live. The facts are 
the same for each of us, but do we really see the 
same things? One person w ill see an endless 
chronicle of pain and suffering, and conclude that 
the world is a mess and life is Somebody’s idea of 
a nasty joke. . . . Another person, seeing the same 
situation, w ill come away having learned some­
thing about human courage and resiliency. Her 
conclusion w ill be that incurable illnesses are a 
painful outrage precisely because life is good and holy.
. . . For her the courage to love in the face of the
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world’s unfairness is the most profoundly human 
response.

For the doctor, illness and trauma are a chal­
lenge to practice the healing sk ills . For the 
chaplain, they represent opportunities to make real 
the presence of God as a god who loves all of His 
creatures, not a God of judgment or detachment. 
For both these people, the facts, the medical diag­

noses are the same. But the eyes with which they 
see those facts determine how they w ill act. (Pp. 
2 7 - 2 8 )

And this is because religion, according to Kushner, is 
primarily a way of seeing the world, of interpreting 
the facts of the world we live in.

(Who Needs God, 1989)
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L arry  R. C h u r ch i l l

John F. Kilner. Who Lives? Who Dies? Ethical Criteria 
in Patient Selection. New Haven and London: Yale 
University Press, 1990.

T h o se  WHO READ JOHN KILNER’S Who Lives? Who 
Dies? anticipating argumentative writing designed to 
resolve the problems of patient selection w ill be dis­
appointed. In a book of 19 chapters and 237 pages of 
text, only the final chapter of 21 pages is devoted to 
an argument consolidating and defending a proposal 
identified as the author’s. This is not a philosophical 
monograph that articulates, elaborates, and defends a 
position on how to select lifesaving medical resources. 
Nor was it intended to be. The subtitle, “Ethical 
C riteria in Patient Selection,” more accurately 
describes the contents. This volume is a cataloging— 
for the most part a very skillful one—of positions that 
might be adopted in patient selection. Not a work 
intended to break new ground, Kilner’s book offers 
the reader a carefully nuanced map of the ground 
already tilled. Read this book as an extensive en­
cyclopedia entry or as a freestanding reference work on 
patient selection criteria, for this is where its strength 
and durability lie.

The amount of work that went into this volume 
is impressive. The bibliography is in itself a prodigious 
undertaking, with just under a thousand entries, all of 
them cited in the text. Moreover, the book is very well

Larry R. C hurch ill is professor o f  socia l medicine a t the School o f  Medicine, 
U niversity o f  North C arolina a t  Chapel H ill.

cross-referenced, so that positions previously dis­
cussed are noted and positions yet to be discussed are 
anticipated throughout. The reader is consistently 
assisted in getting her bearings and in locating dif­
ferences and sim ilarities. Shelve this volume next to 
the Encyclopedia o f  Bioethics and use it in a sim ilar 
way.

Still, some notable points of originality distin­
guish this work. One is the incorporation of studies 
Kilner did in Kenya. Rather than making the usual 
comparisons with Western European societies, Kilner 
contrasts U.S. practices with those of the Akamba, a 
Bantu people whose attitudes about patient selection 
are more spiritual and egalitarian than ours. Kilner 
uses this contrast to good effect, especially in the 
consideration of age as a criterion.

Another original feature is the result of surveys 
that Kilner conducted with transplantation program 
directors and dialysis directors in the U.S. He in­
tegrates the survey findings skillfully into the text and 
uses the results as a backdrop for discussing why 
certain criteria (for example, willingness) are well 
accepted while others (for example, random selection) 
are not.

In addition to these two original contributions the 
nuance of argument Kilner provides in discussing the 
views of others should be noted. A meticulous care 
marks the work as a whole.

The large middle part of the book is a discussion 
of 15 specific criteria for patient selection. These 15 
criteria are discussed under four headings: social, 
sociomedical, medical, and personal. Kilner follows a 
similar format in each chapter: he presents justifica­
tions and weaknessess for each criterion, suggests 
“possible common ground,” and illustrates the issues
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with a concluding case. The format lends a certain 
predictability to the text, but this allows for easy 
reference and for quick comparisons among the 
criteria discussed. On the whole Kilner achieves his 
aim of enabling the reader to orient himself with 
regard to each criterion presented and thereafter to 
carry on the discussion.

In his attempt to cover so much ground, it was 
inevitable that Kilner would treat inadequately or too 
briefly some of the positions he describes. I wish, for 
example, that the author had given more attention, or 
a different reading, in the following areas.

The arguments as a whole are categorized as “per­
son oriented” or “productivity oriented,” in preference 
to the more familiar typologies, teleological vs. deon- 
tological, utilitarian vs. egalitarian, and so on. I do not 
fault Kilner for eschewing the usual, and now some­
what hackneyed, recourse to ethical schools, or 
theories. Some new and more imaginative typologies 
are needed, especially when primary authors are not 
discussed. Generally, we do better to discuss John 
Stuart M ill’s position and not “utilitarianism .” In the 
absence of that, more creative renderings are desirable. 
The problem arises as Kilner adopts yet another 
dichotomous rendition. W hy not three or four types 
of argum ents— person-orien ted , p roductiv ity- 
oriented, community-oriented, and so on? Kilner does 
not argue for his typology but simply presents it as 
more helpful than the overlap and spillage resulting 
from the imprecision of the older types. Yet the way 
Kilner uses the person/productivity division is almost 
indistinguishable from a deontological/utilitarian 
bifurcation. It is hard to see what is gained here. The 
lim itation of the person/productivity categories is best 
displayed in Kilner’s treatment of “social value.” Here 
the person and productivity positions are exaggerated, 
and these exaggerations are not corrected in the “com­
mon ground” section designed to reconcile the ex­
tremes. For example, a conviction about the equal 
intrinsic worth of persons could be viewed as a reason 
to avoid all social value judgments, as Kilner portrays 
it. But equal intrinsic worth can be affirmed and can 
also be seen as irrelevant to patient selection because 
it leads to no choice at all. In this way, productivity- 
and person-centered concerns are not necessarily anti­
thetical, yet Kilner’s portrait is of exclusive and un­
bridgeable opposites.

“Age” for Kilner is categorized under sociomedi­
cal criteria, along with “psychological ab ility” and a 
“supporting environment.” Although he lists it as 
sociomedical, Kilner’s aim is to separate its social from 
its medical aspects and to disallow the legitimacy of the 
former and affirm the legitimacy of the latter. For 
example, “age” as a stand-in for reduced physiologic 
capacity or a chronic condition is acceptable insofar as 
it is medically relevant. “Age” as an expression of 
social value derived from a life-span norm is, for 
Kilner, unacceptable. Given the sophistication of the 
recent discussion about age, the portrait of the posi­
tions here seems inadequate. Most of us would proba­
bly agree that age is not the criterion for patient 
selection, but it is hard to see why it should never be 
a criterion except as a proxy for a medical disqualifica­
tion. Isn’t there some preference for children that is 
justifiable in matters of scarce health care resources?

The book closes with a proposal for ordering the 
various criteria for patient selection discussed in the 
previous chapters. The framework presented is a sound 
one and deserves further study. The penultimate sec­
tion of the final chapter, however, contains a shift in 
tone and argument. Here Kilner makes an abbreviated 
apology for what he terms “the Judeo-Christian story” 
as the “larger picture” in terms of which his presenta­
tion makes sense, particularly his arguments for person- 
oriented over productivity-oriented criteria. This is an 
unfortunate detour in an otherwise very fine work. It 
is unfortunate because Kilner suggests that all the 
foregoing analysis w ill not be grounded anywhere 
without this story. This diminishes, unnecessarily, the 
value of the preceding 233 pages. Moreover, the term 
Judeo-Christian is jarring and suggests an intellectual 
if not a cultural imperialism. There are no Judeo- 
Christians, though there are Jews and Christians of 
widely varying cultural and religious convictions. To 
make a foundationalist claim for his analysis, without 
extensive clarification and argument, makes for a 
surprising and unnecessary confessional note at the 
end of a long and cogent analysis.

Despite these reservations, this work should be 
commended and widely used as an indispensable ref­
erence volume. It represents an extraordinary amount 
of work, and overall its execution exhibits balance, 
perceptiveness, and good sense. Every bioethicist 
would be wise to have a copy.

S econd O pinion • J uly 1992

116



Readers' Responses

Readers’ Responses

The Second Opinion s ta ff invited a number o f  its readers 
who are physicians to respond to our recent Case Stories section 
on medical noncompliance, which included a case story by 
Kevin Coleman and commentary and overview by Arthur W. 
Frank (Second Opinion 17, no. 3 (January 1992}). Our 
thanks to those who shared their reflections, a number o f  
which have been excerpted here.

During my graduate school days, I moonlighted as a 
walk-in physician at one of the local health main­
tenance organizations (HMOs). Patients well enough 
not to go to the emergency room but feeling sick 
enough to require urgent medical attention were 
scheduled during the evening hours. In return for an 
hourly wage I would see these patients and reassure, 
treat, or triage them as appropriate.

As I entered one room that evening, I was con­
fronted by an overweight white man, about 50 years 
old, sitting,on the edge of the examination table 
clutching his chest, having difficulty catching his 
breath, and sweating profusely. He told me that he 
had been mowing his lawn when he stopped to take a 
break and go over to the fence to talk to his neighbor. 
The next thing he knew, he was flat on the ground, 
feeling like “an elephant was standing on my chest,” 
with his wife and the neighbors gathered around him. 
He felt nauseated and sweaty. His wife put him in the 
back seat of her car and drove him to the hospital’s 
emergency room, where he was told by the nurse that 
he wasn’t sick enough to be seen there and should go

upstairs to the “walk-in clinic.” Hence, here he was in 
my examination room.

I im m ed ia te ly  gave him  some sub lin gua l 
nitroglycerin, applied oxygen, and began some tests. 
An electrocardiogram showed abnormalities. Con­
sidering the risk of a heart attack to be high, I called 
for a Coronary Care Unit bed. No beds were currently 
available, but some would be in a couple of hours. In 
the meantime, I put the patient into a wheelchair and 
personally wheeled him down to the emergency room 
where he could stay on a monitor until his bed was 
available. He was beginning to feel better from the 
medicine and the oxygen. I went back upstairs to 
finish my shift.

At the end of my shift I decided to check in the 
emergency room to see how he was doing, but he was 
gone. I asked the emergency room doctor where he 
was: “Dead? Upstairs, in the CCU?” “No,” the doctor 
said, “he went home. I asked him how he was 
feeling, and he said ‘fine.’ So I asked him if he would 
like to go home, and he said ‘sure,’ so I sent him 
home.”

Patients confronted with a serious threat to their 
health commonly exhibit denial. This is especially 
true of Type A personalities, the type usually linked 
to cardiovascular disease. Certainly in this case the 
patient was susceptible to hearing what he wanted to 
hear. For a busy HMO emergency room doctor, con­
cerned about keeping people out of the hospital, this 
might be an opportunity. Rather than have to tell the 
patient his risks and benefits from hospitalization, and 
then risk that the patient’s fears would aggravate a 
natural tendency for denial and noncompliance, why 
not just recommend discharge?
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Coleman and Frank operate with the assumption 
that the physicians with whom they are dealing are 
moral, competent, caring individuals without serious 
conflicts of interest. But surely the truth is closer to 
the old Lutheran liturgy, “we are sinful by nature and 
have sinned against Thee in thought, word, and deed, 
both by what we have done and by what we have left 
undone.”

Consistently good outcomes—based on some­
thing other than placebo, chance, or miracle— require 
more than getting away with ignoring sound advice, 
or receiving less than optimal advice. Medicine is an 
art in the classic sense of an activity where not all the 
necessary and sufficient factors are known. Yet good 
outcomes can be maximized by careful attention to 
those factors shown necessary to provide good results. 
Seen in this light, noncompliance is no more palatable 
than malpractice. In a sense, it is malpractice by the 
patient against himself. It is not something to be 
joyous about, not something to revel in as a manifes­
tation of the god “autonomy,” but rather something 
to consider and guard against in the course of normal 
medical care.

Noncompliance is patient malpractice. If we 
think of proper medical ethics as a striving for the 
good, we cannot condone noncompliance as an ideal. 
Noncompliance may be a rational response in certain 
cases; it is usually not, however, a response of faith, 
hope, or love.

T im o th y  J .  K ea y
University of Maryland School of Medicine 
Baltimore, Maryland

W hen I began the practice of medicine and was still 
somewhat intoxicated with the glamour of being a real 
M.D., I assumed that a patient’s noncompliance was 
an act of ingratitude at the least, or else gross 
stupidity. Unfortunately, this assumption too often 
compromised the zeal with which I cared for that 
person. Fortunately, I’ve now come to view noncom­
pliance in just the way Arthur Frank does. W hat a 
positive difference a few thousand patient encounters 
can make!

Kevin Coleman’s story reminds me of a closer-to- 
home example of noncompliance. After over 70 years 
of married life, both my grandparents were enfeebled 
and in their nineties. Although they still lived in their 
own home, their children had to take turns staying 
with them, especially overnight. Then, one February 
day in 1957, my grandfather died. It was cold, snowy, 
and blustery, but Grandmother, who hadn’t been out 
of the house for months, was determined to go to the 
funeral of her mate of 73 years. Her intentions were 
opposed by physicians and regarded as absurd by many 
of the family. But she went!— against medical advice 
and against “common sense.” Two weeks later, she 
died of the pneumonia she acquired in going to that 
funeral.

In that last demonstration of choice— and non- 
compliance— I have always adm ired my grandmother. 
There are things more important than additional 
numbers of days, especially at age 93, but at other 
times of life as well. Even if Kevin Coleman had 
experienced a pierced bowel on his trip to New­
foundland, I would be cheerleading on his side, “Go, 
Kevin!”

This is not to disregard God’s call to the 
stewardship of his marvelous creation. It is not to 
affirm workaholism. It is not to support the behavior 
of too many of those Christian leaders whose too-busy 
schedules destroy their marriages and their children’s 
lives, as well as their own health. It is simply to affirm 
that there is more to life than adhering to the medical 
protocols of professionals who hardly know us.

W illa rd  S. K rab ill 
Goshen, Indiana

p

As a surgeon and founder of a therapy program called 
Exceptional Cancer Patients, I think Kevin Coleman’s 
choice was quite appropriate and may well be a sign 
of survival behavior. The word patient means submissive 
sufferer. But I advise people to be responsible par­
ticipants. One of the reasons I wrote Love, Medicine and  
Miracles and Peace, Love and Healing was to elucidate 
the characteristics of survival behavior.
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Survivors are responsible participants, not door­
mats. Many have the word uncooperative in their medi­
cal record or are called “characters” by the medical 
staff. It is important, however, to be known as a unique 
individual, not as an “incurable disease.” In his book 
At the Will o f  the Body, Arthur Frank says that he 
returned to his hospital room to find the word lym­
phoma on his door—not even the correct final diagnosis. 
What would your response be to this sign? I would tear 
it off and write “Human Being: lymphomas may be 
found in the pathology department.”

Doctors are not natives but tourists in the 
patient’s world. Patients are living an experience and 
yet we treat only the disease. For some, therefore, the 
treatment is worse than the disease. I am not suggest­
ing that patients should ignore the benefits of medical 
science but that we create a relationship or marriage. 
I know a patient who committed suicide after a 
physician said, “You can’t sail your boat, play tennis, 
or work anymore.”

In short, I think Kevin Coleman’s behavior was 
appropriate for him. It is his life. To listen to a teenager 
refuse treatment because it has made her bald, ugly, 
and horrible is to understand why life must remain 
meaningful. Otherwise why go through therapy?

For many people cancer is the event that gives 
them permission to live. They now give birth to their 
true selves. As a by-product of this new life many 
achieve prolonged survival and some spontaneous 
remissions. We must realize that feelings are chemi­
cal. Love, hope, and joy are physiologic. They alter our 
neuropeptides and change the incidence of side effects 
as well as improve the effects of therapy: the wonderful 
placebo response.

Women live longer than men with the same 
cancers. Married men live longer than single men with 
the same cancers. Are these accidents? No! They are 
related to relationships and feelings. Similarly, statis­
tics reveal to us that people postpone death until after 
meaningful occasions like holidays and birthdays.

It is time physicians studied success, survivors, 
and spontaneous remissions. I call them cases of self- 
induced healing. Success does not mean living forever, 
but it does mean exceeding expectations. It is time to 
stop labeling these cases as errors in diagnosis or as 
miracles. Our medical schools need to have courses on 
communication, healing, the disease as an experience, 
and a course based on my patient’s question— the one

that changed my way of practicing and led me to start 
my group therapy program: “HOW DO I LIVE BE­
TWEEN OFFICE VISITS?”

B ern a rd  S. S ieg e l 
Woodbridge, Connecticut

I am surprised at the feelings of defensiveness these 
articles evoke in me. Somewhere along the way of my 
nine-year transformation from English and religious 
studies major to the spouse, parent, and physician I 
am today, I have grown sensitive to criticism of the 
medical profession from those who have not personally 
experienced its deracinating effects. The current 
“curious division of professionals and laypersons” that 
Arthur Frank so aptly identifies devastatingly affects 
both parties. The need of the physician to tell her story 
is as great as that of the patient, and both parties are 
silenced by the false affects of our current medical 
culture.

In the often disturbing world of medical residency 
training in which I spend 60 to 80 hours a week, 
noncompliance is a pejorative word. The case of a patient 
I shall call Mr. Jones was recently presented rather 
derisively in the medical residents’ morning report. 
Mr. Jones may have failed to take his diuretic pill 
because he could not afford it, because he did not like 
the side effects, because he did not understand its 
purpose, or because he does not like his doctor, but 
when he arrived in the emergency room at 3:00 A.M. 
in florid pulmonary edema and was subsequently en- 
dotracheally intubated, the admitting resident wrote 
“medical noncompliance” when he discovered the 
omission of prescribed therapy. A subtle judgment of 
culpability is implied in the term. Each respiratory 
therapist, dietician, nurse, physician, or other health 
care provider who peruses Mr. Jones’s chart w ill see 
the term and make subconscious presumptions about 
Mr. Jones. He w ill slip toward the “bad patient” 
persona in their minds; for in his act of noncompliance 
he is judged gu ilty of the outcome.

A one-dollar-a-day d iuretic p ill may have 
prevented endotracheal intubation for Mr. Jones and 
all the concomitant torture done in the name of medi-
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cal therapy in the intensive care unit. But can Mr. 
Jones truly make an informed decision? How can I 
convey to him the misery I’ve seen in the ICU, and 
when should I convey it? Can his 60 years of life as a 
husband and father providing for his family on a day 
laborer’s wages with his sixth-grade education inter­
sect meaningfully w ith my eight years of formal medi­
cal train ing? After he is intubated most of his 
autonomy w ill be lost. He w ill not be able to speak or 
even breathe for himself. He will be totally dependent 
for his care on the complex interactions of a number 
of highly trained health care workers with very com­
plex machinery. He cannot meaningfully help us make 
the technologically subtle decisions that w ill sustain 
his life, despite the fact that his life may be profoundly 
altered by what we do to him.

G ra ce E m erson T err e ll 
High Point, North Carolina

Robert was an attorney suffering from multiple dis­
abilities including a life-threatening arrhythmia that 
could not be controlled by standard medication. A 
final option was to use an experimental medication 
provided by a prestigious medical center in the 
western United States.

Joy, his wife, a Ph.D. in anthropology, had excel­
lent research skills. Their visits to the university medi­
cal center were frustrating because she knew the 
literature not only better than I did, but better than 
any of the fragmented, ever changing medical staff. At 
each office visit Joy would present the latest data. Her 
observations were not lim ited by the constraints of the 
protocol but were guided by her careful insight and 
the personal experiences of her husband.

Formal medical research studies are helpful in 
setting tentative guides. The typical research protocol 
or treatment plan functions as if medicine were a pure 
science, and only a science. Both ignore the vagaries 
of clinical medicine and the human condition. From 
premed days (or before) too many physicians have been 
inculcated with the myth of scientific omnipotence, 
and thus they have difficulty in dealing with both 
failure and challenge. Which is heard more often: “the

patient has failed to respond,” or “an ineffective treat­
ment has been chosen”?

When next faced with the retort “in our clinical 
experience,” don’t be afraid to say: “Tell me about that 
experience.” Take out a yellow pad and pen. Then 
listen. Like Joy, you might do a literature search. Your 
doctor w ill probably at first be intimidated but might 
learn something. She m ight learn another perspective, 
and something about you, and eventually about her­
self.

R obert J .  B a rn e t
Reno, Nevada

The resistance of a physician to yield his or her position 
of power generates a longing in the patient for alter­
native treatment strategies. This resistance drives 
patient autonomy into an angered and unrealistic 
frenzy.

Noncompliance is most often a patient’s unwill­
ingness to communicate lack of acceptance of a 
physician’s treatment plan or confusion about that 
plan. It is not the act of choosing an alternative to the 
physician’s recommendation, but rather not having 
integrity with a choice once made. When I recom­
mended cranial irradiation for a young woman with 
metastatic melanoma and she chose instead to have 
immunotherapy in Mexico, I did not consider her 
noncompliant. But when a patient with colon cancer 
metastatic to the brain agreed to cranial irradiation 
but did not tell me that he was not taking the anti­
convulsant that was also prescribed, I considered 
him noncompliant and lost trust in our relation­
ship. W hen Kevin Coleman made the decision 
not to take prescribed chemotherapy w ithout in ­
fo rm ing  h is s p e c ia lis t ,  he fe lt “g u i l t y  and 
anxious.” These are not emotions that so lidify a 
relationship or heal disease.

Treatment decisions, especially in oncology, are 
made with either cure or palliation as the goal. When 
curative therapy is chosen by a patient, a large degree 
of control is surrendered to the physician and the 
curative “recipe,” which includes strict treatment 
schedules and intensive, toxic therapies. In this set-
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ting, patient noncompliance markedly reduces the 
chances of success.

In palliative treatment, however, which attempts 
to help the patient feel “well,” the patient retains 
almost complete control of the decision making. She 
must address all aspects of her health to achieve op­
timal balance. Quality of life, which the patient must 
define, takes p rio rity  over quan tity . Because 
Coleman’s disease was not curable, he should have 
been able to choose the path that led to his optimal 
mental, emotional, and physical health.

I believe that both Coleman and  his physician 
were noncompliant within the tenets of an ideal 
physician-patient relationship. A lack of honesty, in­
tegrity, and compassion in the relationship led to a 
power struggle mired in mutual disrespect.

R obert F. B oone 
Bend Memorial Clinic 
Bend, Oregon

Arthur Frank’s analysis misses the mark in my ex­
perience. Patients do not subordinate their lives to the 
“cure” while in my office, only to rediscover their 
selves on the way home. The office visit, even the 
hospital visit, is an opportunity for mutual knowing. 
There is a social aspect, with some chiding (“running 
late, eh doc?”) and some giving (“You look tired”). W e 
share a point of view when older patients advise, 
“Don’t get old, Doc.” W e have a mutual fate. I too 
w ill tread this path.

Frank’s fiction is that most people lead their real 
lives out of touch with their illness but in the doctor’s 
office are out of touch with their real lives. Coleman’s 
story on one level fits the model. No one at work 
knows he is ill. No one in the story helps to resolve his 
dilemma. Often this role of knowing and helping is 
filled by a spouse or friend. Often it can be filled by a 
psychologist or a physician. Coleman permitted no 
one the role and power to help in the communication 
and decision process with his radiotherapist.

Are there things he needs to say that he is not yet 
able to say? How do we as professionals enable him to 
do that? If the patient must speak—and he must—

then physicians, friends, psychologists, and spouses 
must hear: the need for control, the wish to be well, 
the inability to cure, the disappointment of illness.

W ith good speaking and good listening the ar­
tifice of noncompliance as a means to stay in touch 
with oneself can be reduced. There are better ways.

J .  B ran d t M cCabe
Cardiology Associates of Princeton
Princeton, New Jersey

Kevin Coleman is different from patients with a 
chronic disease requiring significant change in life­
style, with the possibility of severe late-stage com­
plications. In dealing with an individual who has 
diabetes mellitus, for example, the physician must 
familiarize himself with all the aspects of the patient’s 
life: meal times, eating habits, exercise, family situa­
tion, job demands, commuting times and conditions, 
etc., in order to tailor a program to achieve metabolic 
control. W ithout this information, supplied by an 
honest and open patient, the physician cannot consider 
all the elements necessary to design a care plan that 
w ill meet both their goals: the physician’s— to achieve 
optimal short-term and long-term metabolic control 
and to decrease the risk and severity of long-term 
complications; the patient’s—to be able to enjoy life 
with a minimum of discomfort and inconvenience 
from the disease and its treatment and to avoid long- 
range complications. The risk of “patient noncom­
pliance,” then, is minimal.

I am reminded of a former patient, a talented high 
school athlete with diabetes whose metabolic control 
was fairly well regulated while he was involved in 
intramural sports. He was invited to join the varsity 
track team, whose meets required bus rides up to four 
hours long. In seeking guidance on adjusting insulin 
dosage, meal times and content, and regular exercise 
schedule on meet days, he explained that successful 
participation on the team increased his chances of 
receiving a scholarship to college. W ith this informa­
tion and his cooperation, a program was designed that 
met his needs, provided good metabolic control, and 
increased the likelihood of his compliance.
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A 39-year-old executive, whose career required 
frequent cross-country travel, was referred to me by 
his wife, who had been a long-time patient of mine. 
He had been diagnosed by another internist as having 
hyperthyroidism. That physician had placed him on 
antithyroid medication, explaining that he would 
have to come in for weekly tests to watch for a drop in 
white blood cell count. When the patient tried to 
explain that his job might require out-of-town trips 
that would interfere w ith the weekly tests, the 
physician replied that the patient would “just have to 
adjust the travel schedule,” without explaining that 
other treatment possibilities were available. When his 
wife brought him to my office, I suggested that he 
m ight wish to consider other treatment options, 
namely surgery or radioactive iodine, which would not 
require such frequent and intensive follow-up care. He 
opted for surgery, was referred appropriately, and did 
well post-op.

Such flexibility or adjustment as occurred in these 
two cases may not always be possible. But only if the 
physician tries to ascertain the patient’s nonmedical 
needs and concerns, and the patient understands the 
importance of treatment options, can the two of them 
work collaboratively on a solution to the problem.

D orothy R asin sk i G rego ry  
Long Beach, California

“Patients should be invited to write in their own 
charts,” Arthur Frank suggests. This reminds me of 
an insightful patient, Mr. Ruhmkorff (I only mention 
his name because he loves to be quoted), who invari­
ably reads and edits his own chart whenever in the 
hospital. One day on rounds a medical student pain­
fully learned the art of proper charting of subjective 
observations. The student had examined the patient 
and written in the chart, “Patient examined and reas­
sured.” Mr. Ruhmkorff agreed that he had been ex­
amined but soundly disagreed that he had been 
reassured. I welcome patients’ comments on the sub­
jective nature of their diseases. Our office medical 
assistants have developed the habit of quoting the 
patients in the chart following phone calls. It is most

helpful when reviewing the notes later with the 
patient, and often the true meaning of the problem 
surfaces.

As a physician I have found that patients most 
often want to participate in making their own medical 
decisions. Gone are the days of the paternalistic 
country doctor who made pronouncements that were 
accepted without question or discussion. Today we 
treat a sophisticated, informed patient community. 
Often we serve as a medical lexicon to be used for the 
dispensing of information so patients may make these 
informed decisions.

Every patient w ill not be comfortable participat­
ing in decision making; often older patients, nurtured 
on the paternalistic model, ask that the decision be 
made without all the discussion. But I personally am 
moving more to the model of equal participation.

It is much easier to describe the options of treat­
ment to the inquisitive patient. The patient becomes 
a part of the treating team. This team may include the 
nurse at the bedside and the house staff if  appropriate, 
as well as family members. When this discussion takes 
place the patient becomes a part of rather than the 
result of the decision-making process. I often ask 
patients if they prefer that we, the staff, discuss their 
situation openly at the bedside or go to the conference 
room and discuss in their absence. I have yet to be 
asked to leave.

So how may the “mutual participation” approach 
have worked with Kevin Coleman? The physician 
could have begun with an explanation of the risks of 
travel with impending common bile duct blockage. 
“But if you must go on this important trip [spoken 
not sarcastically, but with sensitivity], here is what 
you may do. Take copies of your medical records with 
you; enter a medical facility if you become ill; here is 
my phone number; have the attending doctor call me 
and we can work out a solution until it is safe for you 
to travel home.” As physicians we need to be part of 
the team, not always the coach; we can no longer direct 
without humanistic concern and caring for our 
patients.

R obert L. R eed  
Cincinnati, Ohio
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I’m puzzled by Coleman’s and Frank’s use of the term 
noncompliance. Coleman describes a situation where his 
cancer produces a new, unpleasant, and somewhat 
threatening effect. He struggles to understand the 
developments and place them in perspective for his 
entire life. When a treatment recommendation seems 
to derail his plans, he seeks to defer the intervention 
to a more convenient time. This does not sound like 
noncompliance as most physicians throw that unfor­
tunate term around. Coleman’s response seems more 
like negotiation, and unfortunately the radiation on­
cologist reacts in a way that asserts his need to main­
tain control. Patients seek to make adjustments in 
prescribed treatment all the time, and many physicians 
“comply” readily. I don’t really see the beast of non- 
compliance here.

Frank seems to push Coleman’s distress to a level 
of anger I don’t read in Coleman’s narrative. Maybe 
the physician in me du lls my vision, but the 
sociologist in me has real difficulty with Frank’s in­
terpretation. Granted that medical professionals have 
extended their dominance over areas of patients’ lives 
where they have no business m ucking about, 
Coleman’s story does not tell us enough to justify the 
tirade. For all we know, the radiation oncologist had 
an argument with his mate that morning or is simply 
a disagreeable person. More important, Frank misses 
the point in two ways, sociologically speaking.

First, some patients do make their disease, be it 
cancer or something else, the totality of their lives. 
Some aspects of the structure of Western medical 
systems encourage such behavior. But most patients 
bring their own agendas, personalities, projects, and 
plans with them to treatment and don’t simply discard 
them at the door. I suspect many cancer patients make 
their disease their new careers at least in part in an 
attempt to master the assault on their lives. Frank’s 
pieces suggest he would condemn such reactions. 
Medical professionals should attempt to discover and 
understand the patient’s entire response to illness and 
help the patient cope in whatever way works best for 
the patient. W e shouldn’t require patients to m ini­
mize the impact of their disease.

Second, Frank writes as if discrepancies in points- 
of-view between powerful doctors and vulnerable 
patients occur exclusively in medical contexts. But 
sociologists, as teachers or consultants, don’t always 
see eye-to-eye with students or clients, and professors

of sociology aren’t always pleased when students don’t 
complete assignments as expected. W hile the stakes 
are different in medicine, we shouldn’t assume that 
power and authority problems in medical relation­
ships can’t benefit from the same sorts of steps we’d 
use to improve difficulties elsewhere. When the stu­
dent doesn’t turn in a test or paper, the reasonable 
teacher asks to talk with the student. Shouldn’t doc­
tors respond similarly?

Frank wants to add a layer of complexity in medi­
cal relations and insert a “coordinator” between doctor 
and patient. He also wants patients to enter their 
stories in the medical chart, by dictation if necessary. 
Give us a break. I think doctors should talk with their 
patients; taking as much time as needed and listening 
w ith as much sk ill as possible. W e don’t need 
mediators or transcriptionists. W e need conversations 
between the two people engaged in the same project: 
medical care. Admittedly, many doctors don’t con­
verse very well. So we should teach them to listen 
better and speak more plainly, making sure we don’t 
turn them loose on the public until they acquire the 
necessary skill.

I know I’m getting to be an old crank, but com­
plex structural solutions to straightforward interper­
sonal problems just don’t work very well. Somehow I 
think Kevin Coleman would have been better off with 
a doctor who knew how to listen and then respond 
appropriately than he would have been with a trans­
lator or an eloquently penned entry in his medical 
record.

J o e l  F rad er
Children’s Hospital of Pittsburgh 
Pittsburgh, Pennsylvania

As a family physician for many years in a small New 
England community, I have learned to know my 
patients as people and not merely as medical cases. I’m 
reminded of Joe L., a nursing home patient who, in all 
respects, was much older than his chronological age of 
64. Joe had suffered a cerebral accident and had to live 
with a hemiplegia that he always resented. In spite of 
that, he was an independent and determined in-
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dividual, very stubborn most of the time and extreme­
ly difficult and a bit aggressive some of the time. Joe 
had occasional problems with much of the staff, but 
he and I had developed an understanding that made 
my care for him comfortable and productive. I con­
tinually weighed conflicting factors and attempted to 
balance the problems that arose.

A strong recommendation from the staff dietician 
advised a diet for Joe that would certainly be unaccep­
table to him. Whatever time of day I visited the 
nursing home to see Joe or other patients, he most 
like ly would have a cup of coffee in his good hand. The 
dietician strongly suggested that he lim it his coffee 
intake and be on a virtually salt-free diet. Joe advised 
her in no uncertain words (fairly colorful, I m ight add) 
that he would not comply with her orders. After 
weighing this matter I came to the conclusion that 
though Joe’s life span might be lengthened by an 
unknown amount if he followed a restricted diet, he 
would undoubtedly be extremely unhappy, and this 
would be a big price to pay. Consequently, we per­
mitted Joe to have the dietary liberty that he wanted 
and provided him with the little bit of independence 
and quality of life that he needed at this time. Non- 
compliance? Yes! An acceptable decision? I think so. 
Joe continued with his many cups of coffee per day and 
a diet that was not salt-free, and he enjoyed, as well as 
he could, the independence and joy of living that were 
still his.

W alter R. S chu r  
Oxford, Massachusetts

Having been in the private practice of family medicine 
for 50 years, I have seen noncompliance almost daily. 
Let me list some examples.

1. M any mothers do not give their children 
all the medication ordered for a given 
illness but discontinue it as soon as the 
symptoms subside. They save the rest for 
the next episode, in spite of the danger of 
a secondary problem developing, like 
nephritis.

2. Many patients do not return for follow-up 
visits even when ordered by a physician 
who knows about the dangers related to 
their condition and tells them of the need 
for follow-up.

3. Many patients intentionally cut down on 
the ordered medication for chronic dis­
eases like diabetes or heart disease because 
they are not having symptoms. Often 
this is done because of the cost of the 
drugs.

4. Many people on specific diets for weight 
control, diabetes, and heart disease cheat 
regularly and then cannot understand 
why they get into further trouble. I hear 
them tell of eating things not on their 
regular diets, like salt, sugar, and high 
cholesterol products.

5. I am a diabetic, and I balked for a long 
time over recognizing this fact; I failed to 
do things that I was advised to do and 
knew that I should do. For instance, I 
hated the thought of starting insulin and 
stalled doing so for a long tim e, until I 
was faced w ith the outlook for future 
problems if  I failed to do so.

Over the years I have struggled to do the very best that 
I could in caring for my patients, and there have been 
times when I told them not to return until they were 
ready to follow my instructions. But I realize they have 
the right to decide what they will do, and that right 
cannot be taken from them.

H ow ard  R. H one 
La Grange Park, Illinois

A patient needs someone who coordinates the 
programs. This should be the family doctor—a 
trusted person who knows the client well. Unfor­
tunately, the specialist often takes away that “in
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charge” role. There is a specialist for every system, and 
patients often have no idea who is in charge, so they 
make their own decisions. I recommend that the 
family doctor use consultants and stay in close com­
munication with his patient, client, and friend to 
interpret for her the specialist’s technical language and 
communicate the patient’s decisions. In my local 
church congregation, I volunteered my services to be 
this advocate— a rewarding experience.

R ohrer E shlem an  
Landisville, Pennsylvania

My reaction to Kevin Coleman’s episode of noncom­
pliance was quite mixed. I shared Coleman’s disap­
pointment in his radiotherapist, who seemed so 
narrowly focused on the technical aspects of lym ­
phoma and its treatment and so uninterested in 
Coleman the person. Yet I also found myself sym­
pathetic toward his physician. As a psychiatrist I 
frequently treat patients who fail to follow medical 
advice. Patients may continue to abuse drugs, to be­
have self-destructively in important relationships, or 
to resist hospitalization when suicidally depressed, 
while simultaneously seeking professional advice and 
treatment for these very problems.

But physicians who specialize in the treatment of 
cancer may be a special case. They literally do daily 
battle with death. When their treatments fail, as they 
often ultimately do, they must experience at some 
level the dual pain of technical failure and personal 
loss. Repeated again and again, these occupational 
stresses, call for the development of some heavy 
psychological armor. One component of this armor 
may include a directive style: “Since we’re in a life and 
death battle here, I take very seriously my respon­
sibility to determine and recommend the best avail­
able treatment. I expect you to attend carefully to my 
advice, accept my recommendations, and follow them 
carefully.” Oncologists may also armor themselves 
with a somewhat distant professional style: “It may 
seem to you that I’m too busy to really get to know 
you. W ell, it ’s true that I’m busy. But to be honest, I 
have to admit I don’t want to get to know you too well.

If I did, it would make it too difficult for me if we lose 
this battle we’re in.”

Additionally, we are told nothing of the difficul­
ties the physician may experience in rescheduling 
Coleman’s treatments or the administrative complica­
tions that may result from Coleman’s failure to follow 
the doctor’s initial recommendations.

In summary, what is m issing in Coleman’s 
detailed and revealing description of his relationship 
with his radiotherapist is the physician’s perspective. 
He, too, has a story to tell, and that story also needs a 
sympathetic hearing if we hope to achieve deep under­
standing. Coleman’s radiotherapist handled the situa­
tion poorly; his attitude and behavior ought not to be 
ju stif ied . But he should be understood. The 
radiotherapist in this situation is struggling too. Un­
fortunately, Coleman and his physician are struggling 
with each other rather than joining hands in what 
ought to be their common struggle—the struggle for 
Coleman’s life.

R oger C. S id er
Pine Rest Christian Hospital
Grand Rapids, Michigan

When we began to discontinue chemotherapy for 
children with leukemia who had a sustained con­
tinuous complete remission to see if a cure had been 
reached (now a routine practice), we were hearing 
confessions of, “W ell, we stopped that drug last year, 
because . . . ” I therefore have good reasons to believe 
that literal compliance is effectively nonexistent in 
long-term cancer chemotherapy unless the drugs are 
administered by the doctor.

There is a sobering corollary to these observations. 
Our advice regarding dosage and frequency of drugs 
for childhood leukemia therapy is based on the statis­
tical experience from large clinical trials. If noncom­
pliance is widespread, our recommended dosages have 
that behavior factored in. If all children were suddenly 
to become fully compliant we could have frequent 
bone marrow failure from overdoses. I once submitted 
a grant proposal to study noncompliance. One 
reviewer said in his critique, “It is unthinkable that
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patients would ignore medical advice when the disease 
is life-threatening.” Kevin Coleman’s story and my 
own experience illustrate the danger of such an attitude.

As often as not, noncompliance is caused by 
physicians who have an exaggerated sense of certainty 
about clinical data. They present their advice in a way 
that precludes questioning by the patient. Advice 
given with great conviction should always be suspect 
in medicine. Physicians’ advice is based on experience, 
reason, and s ta t is t ic a l extrapo lations. Advice 
presented without proper humility is an invitation to 
noncompliance without dialogue.

J a n  Van Eys
University of Texas Medical School 
Houston, Texas

C olem an seem s to have concluded th a t his 
radiotherapist was not treating the whole person and 
was putting the “needs of the institution” ahead of his 
own. To me, this conclusion seems very likely to have 
been quite wrong, for several reasons.

First, a ll physicians are quite fam iliar with 
patients who hear selectively. It is not at all unusual 
for the physician to be amazed and disappointed to 
hear the patient’s translation of what he really said. 
W e can perhaps never know the exact truth in this 
particular episode, but everyone might have been the 
wiser if  Second Opinion had published a recollection 
about this event from the radiotherapist.

Second, available evidence suggests that the 
radiotherapist understood the situation quite well. 
His note had the key facts as they have been revealed 
to us. Contrary to Coleman’s comment, there is no 
medical substance to the substitution of “obstructive 
jaundice” for “pierced bowel.” Perforation is a recog­
nized complication of obstructive jaundice. Coleman’s 
comment “but more important, little validity was 
given to my existence outside the cancer center.” The 
evidence seems to be to the contrary. After all, one- 
third of the therapist’s note is devoted to “existence 
outside the cancer center.” Of necessity, medical 
records are not transcripts but summaries of essential 
facts.

Third, Coleman seems to have concluded that the 
radiotherapist put the needs of the institution above 
his. On the contrary. The radiotherapist (presumably 
in the patient’s mind an agent of the institution) 
outlined what was in the patient’s best life-and-death 
interest. It happened that this interest interfered with 
an immediate goal that was overriding for the patient. 
Life is sometimes like that. The fact that no serious 
complication occurred during the journey cannot be 
used as evidence that delay was optimum.

Good medicine is very, very often the art of ap­
plying odds. As Frank states, “Coleman took a calcu­
lated risk and could have died as a result.” Imagine if 
the therapist had been a party to the decision to delay 
therapy, and further imagine that the obstructive 
biliary tree had become infected far from home, and a 
perforation and a fatality had occurred. Would the 
patient have been given good advice? The patient was 
not hearing. He says, “Nor did I take the threat of 
death very seriously.” Above all this, the complete 
physician understands and even expects some non- 
compliance. After all, “it is a free country,” and it is a 
given that the patient may accept or reject the 
physician’s advice. Only a poor physician would advise 
a course of action that would compromise a patient’s 
longevity.

This does not mean that the complete physician 
turns his back on the noncompliant patient. He w ill 
still exert his best effort and try to tiptoe his way 
through the mine field of noncompliance. It may well 
be that Coleman and his therapist were not simpatico. 
If this is so, it is of course regrettable. From this 
vantage point, it is impossible to assign blame, if any. 
In general the complete physician must learn to cope 
with this common problem in a way that is not 
objectionable to the patient, but must never approve 
a course of action that exposes his patient to an 
avoidable life-and-death risk.

H ow ard  W. J o n es , J r .
The Howard and Georgeanna Jones Institute

for Reproductive Medicine 
Norfolk, Virginia
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The need for negotiated arrangements in health care 
becomes most evident when one works with terminal­
ly ill patients in a hospice program. The hospice 
addresses the whole patient and the family, com­
munity, and occupational context. Both the caregivers 
and the patient have the freedom to explore the 
broadest possible range of options for living the rest 
of life, including return to intensive medical care if 
desired. The hospice milieu gives all participants full 
permission to surface all the factors involved in 
making a decision, to be as explicit as possible about

the desired outcomes and goals, and to design a care 
plan that exactly meets the patient’s needs. I have 
never heard of a noncompliant hospice patient. And I 
have often mused that it is unfortunate that one must 
be dying to receive care that so respects the entire 
human being.

Paul T. Werner
Wayne State University School of Medicine 
Detroit, Michigan
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Private suffering and 
public response

M. Therese Lysaught, “Patient Suffering and the 
Anointing of the Sick,” Cresset 55, no. 4 (February 
1992): 15-21.

B io m e d ic a l  e t h ic s , c l a im s  l y s a u g h t , fails to pro­
vide the conceptual and moral tools needed to respond 
to human suffering. The reality of suffering, in fact, 
exposes the inadequacies of a biomedical ethics that 
advances neat principles and theories aimed at resolv­
ing practitioners’ quandaries. Such ethics is perhaps 
best represented in H. Tristram Engelhardt’s Founda­
tions o f  Bioethics, on which Lysaught focuses her cri­
tique. Engelhardt’s “pluralist biomedical ethics” is a 
neutral, secular framework for resolving controversies. 
In this framework Engelhardt employs the dualisms 
of mind/body, reason/desire, and public/private that 
structure the liberal philosophy characteristic of our 
pluralistic society.

These dualisms enable Engelhardt to make several 
claims. First, he splits morality into two tiers, that of 
the public “peaceable secular community” and that of 
the private “particular moral community.” In the 
former, public issues are resolved by rational (that is, 
impartial, unprejudiced, anonymous, universal) argu­
ments by rational beings who have risen above the 
particularities of their communities. Moral arguments 
arising from the second tier, however, should be dis­
allowed, because the premises of this private com­
munity (which include religious commitments) are 
too particular to be considered “rationally authorita­
tive.” Those wishing to join the public moral discus­

sion must disengage themselves from the par­
ticularities of their community life.

Second, the mind/body dualism allows Engel­
hardt to offer criteria for membership in the “peaceable 
secular community.” These criteria are rationality, 
self-consciousness, and a sense of worthiness of praise 
or blame. Only these qualify one to be a moral agent. 
A human body thus does not qualify, nor is it theoreti­
cally required, for moral agency. Lysaught points to a 
contradiction in this mode of thinking: W hile much 
of p luralist biomedical ethics is concerned with 
bodies, these same bodies do not count as a moral 
resource. Though they are the locus of illness and 
suffering and the object of medical practice, bodies are 
overlooked.

If biomedical ethics were to attend to the em­
bodied suffering of patients, what might be dis­
covered? Despite the fact that the sufferings of the sick 
differ in many respects, Lysaught observes that 
autobiographical accounts reveal three rather consis­
tent dynamics. First, illness and suffering often 
reorient patients to their bodies, drawing their atten­
tion to the importance of the integrity of the body for 
a sense of “self’ and to the fact that health and life are 
radically contingent. Illness may also cause patients 
increasingly to identify their selves with their bodies, 
impeding the individual’s capacity to move beyond 
the body to the external world. This can result in 
feelings of alienation.

Second, patients may experience loss of “voice” 
because of the inexpressible nature of bodily pain. 
When pain is inexpressible, it is unsharable and may 
further isolate the patient and prevent her from ade­
quately communicating to health professionals. In 
addition, the “foreign” language and customs of the
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medical institution may further deter patients from 
communicating or force them to conform their ac­
counts of their illness to the language of the profession.

T h ird , L ysau gh t says , su fferin g  can be 
transcended by an illness narrative. This narrative, 
constructed by the patient with the assistance of 
others, w ill make sense of and give value to the 
experience of suffering. “Potential for deriving mean­
ing from suffering lies not in some inherent quality 
suffering possesses, nor in the abilities of its victims. 
It lies rather in the resources offered by society and in 
the willingness of individuals to participate in this 
process, to enter into solidarity, to pay ‘attention’ to 
those who suffer” (p. 18).

The Christian tradition has, from its beginnings, 
attended to suffering. It has developed practices to 
respond to many of the dynamics of suffering already 
noted and help shape individual and communal 
relationships to those who suffer. The Roman Catholic 
tradition’s Sacrament of Anointing of the Sick is one 
such practice. As a liturgical rite, it has a communal 
dimension and assures the sick that they are not alone 
despite the marginalization and isolation that attend 
illness. The sick are an integral part of the community. 
Further, the rite does not view the patient as a passive 
sufferer but rather encourages the patient to be a sign 
of Christ’s redemptive suffering to the Christian com­
munity and thus to give meaning to suffering. Finally, 
it offers an alternative vision of the world and “invites 
those who suffer to locate their narratives in an ongo­
ing story, to learn anew the stories of others who have 
suffered and the interpretations they gave their ex­
periences, to truly hear . . . what it means to worship 
a God whose relationship to humanity was revealed on 
a cross” (p. 20).

Those who are formed by the ecclesial practices of 
Christian communities, concludes Lysaught, w ill 
navigate the worlds of medicine and medical ethics 
along a path different from that of secular philosophers 
like Engelhardt. More specifically, the Sacrament of 
the Anointing of the Sick might give health care 
professionals (and others) an alternative under­
standing of suffering. This understanding could help 
foster a disposition of vulnerability that would enable 
caregivers to reach out to a patient with a touch that 
heals.

— A gnes Coveney
Research Assistant

“Basic care” redefined

David C. Fladorn and Robert H. Brook, “The Health 
Care Resource Allocation Debate: Defining Our 
Terms,”Journa l o f  the American Medical Association 266, 
no. 23 (18 December 1991): 3328-31.

HADORN AND BROOK ARGUE THAT ILL-DEFINED 
terms muddle proposals that aim to slow increases in 
health care costs and improve access to care for the poor 
and uninsured. Seeking to clarify the issues and 
facilitate consensus, they propose precise meanings for 
rationing, health care needs, and basic benefit plans.

The authors build on a traditional definition of 
rationing: “equitable division of scarce items, often 
necessities, by a system that lim its individual por­
tions.” They point out that rationing schemes already 
exist for health care services that are truly scarce, like 
organs for transplantation and intensive care beds. In 
the health policy debate, however, rationing no longer 
means justice in the face of scarcity. Instead, rationing 
connotes discrimination on the basis of socioeconomic 
status. Physician Arnold Reiman has described ration­
ing as “the deliberate and systematic denial of certain 
types of services, even when they are known to be 
beneficial, because they are deemed to be too expen­
sive.” In other instances the term rationing has been 
used to mean containing costs, setting lim its in medi­
cal research, or denying services to those who can 
afford them. The varied uses of the term may cause 
confusion and miscommunication in an already con­
tentious debate over health care distribution.

Hadorn and Brook refine Reiman’s formulation 
by creating a functional definition upon which to 
continue the health policy debate. They maintain that 
rationing is not limited to a formal policy that is 
“deliberate and systematic,” as Reiman suggests. 
Tolerating inequitable barriers that lim it care also 
qualifies as rationing. Such barriers include race and 
sociodemographic status (but not a factor like 
geographic distance, which is the individual’s choice).

Also, if a rationing plan seeks to provide beneficial 
services and eliminate useless or marginal services, 
some evaluation of what constitutes “beneficial” treat­
ment is necessary. For example, the authors propose 
subjecting new technology to “strict evaluations of 
expected benefit” before extend ing insurance 
coverage.
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Hadorn and Brook propose that objective criteria 
be agreed upon to evaluate net benefit— longevity plus 
quality of life. Concretely, they recommend that a 
panel develop guidelines—based on outcome data, 
public testimony, and expert consensus— that would 
designate treatments offering net benefit. “Services 
judged to provide only insignificant health benefits 
would be deemed unnecessary, and desires for such 
services would not be considered needs.” Hadorn and 
Brook argue that only with an objective description of 
needs can “rationing be validated” and “solutions to 
the access problem be evaluated.”

Having defined health care needs as “desires for 
services that have been reasonably well demonstrated 
to provide significant net benefit for patients with 
specified clinical conditions,” the authors propose a 
comprehensive understanding of rationing. They 
define rationing as the societal toleration of inequi­
table access to health services deemed to be necessary 
(according to necessary-care guidelines).

Third, the authors address the term basic benefits. 
Some sources expand the meaning of a basic benefit 
plan from a minimum level of health insurance 
coverage to a higher level of benefits that should be 
available to all citizens. This kind of first-class, ideal 
coverage is defined as “basic benefits” by groups like 
the Pepper Commission and the AMA’s Ad Hoc Com­
mittee on Basic Benefits of the Health Policy for the 
American People. At the other extreme, unions and 
employees’ associations may associate “basic benefits” 
with bare-bones health-care policies. To clarify the 
terms and thus facilitate communication, Hadorn and 
Brook suggest that basic benefits be used to mean a 
“health insurance coverage package that provides for 
all and only acknowledged health care needs.”

These authors suggest that a basic benefit pack­
age, if  implemented by Medicaid and private insurers, 
has the potential to eliminate marginal and unneces­
sary care. Then “ensuring the provision of basic care 
to all would eliminate the specter of rationing.”

— M ary M. (D aisy) Boehm  
Research Assistant

The hazards of rationing

Amitai Etzioni, “Health Care Rationing: A Critical 
Evaluation,” Health Affairs 10, no. 2 (Summer 1991): 
88-95.

ETZIONI ANALYZES THE VALUE JUDGMENTS under­
pinning common justifications for rationing. He chal­
lenges often-quoted statistics that purportedly 
indicate a crisis in health care spending and makes a 
number of assertions: W hile increases in health care 
costs have surpassed the rate of inflation, this “alarm­
ing” trend may in fact illustrate the overall increase in 
the price of services versus the increase in the price of 
commodities. That Americans spend more on health 
care than the British does not mean America is spend­
ing “too much” on health care but may mean health 
care is produced inefficiently. What percentage of the 
GNP it is “proper” to spend on health care reflects 
values, not economic facts. These statements suggest 
that “objective” measures are often ambiguous and 
merit subjective interpretations.

According to Etzioni, society’s influence on 
health care spending depends on who is paying the 
bill: an individual, a third party, or the government. 
If individuals use their own resources, “our society 
abides by the code of ‘consumer sovereignty’ which 
dictates that we should not as a society seek to in­
fluence people’s choices unless there is a compelling 
social need.” Similarly, if  a third party is paying for 
health care, and resources are overutilized, society 
allows those who are insured to pay the premiums and 
use the resources unwisely if  they choose. In contrast, 
differing opinions on allocating tax revenues “reflect 
different social philosophies and personal values.” 
Therefore, Americans rely on the political process to 
implement the values of the majority. Even after 25 
years of increasing government health care expendi­
tures, in 1988 a poll found 67 percent of Americans 
were in favor of increasing government health care 
spending.

Because society w ill validate rationing only 
within the public sector, Etzioni advises that the U.S. 
reevaluate the whole government budget. Setting new 
priorities might then spare those “resources used to 
sustain life.” This initiative would require significant 
political reform, because establishing priorities has 
been a consistent problem within the present political
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system. Even if reform were possible, central planning 
and government control historically have proven to be 
inefficient. Rather, Etzioni says, indirect and limited 
interventions work better. A lim it on reimbursed 
hospital beds, for example, and a cap on the annual 
growth of health funds, by region, would be effective 
interventions. Further alternatives to rationing in­
clude cutting the 22 percent of health care funds spent 
on administration, reducing “unnecessary medical 
procedures,” and curbing defensive medicine by lim it­
ing malpractice fees for lawyers. These alternatives, 
while providing only a “one-time-savings,” must be 
considered because “it is morally unacceptable to cut 
life-extending procedures before tackling those with 
no such implications.”

Some advocates of rationing suggest that too large 
a proportion of health resources are spent on high- 
technology acute care, and not enough is being spent 
on preventive measures. In response, Etzioni agrees 
that prevention is more economical and humane, but 
he argues that the social problems of homelessness, 
drugs, teen pregnancy, and violence are best addressed 
as part of a societal restructuring and moral recommit­
ment, not as part of preventive health care. “The 
health care system unfortunately must take these so­
cial problems, by and large, as given.”

On another front of the rationing debate, some 
ethicists propose that too many health care dollars are 
spent for “meaningless services . . . that extend life 
without consideration of its quality.” Etzioni challen­
ges that this may be true for persons in a persistent 
vegetative state and those who are at the “very end” of 
their lives but may not be the case for persons using 
services like kidney dialysis and hip replacements.

Etzioni points out that some social groups w ill be 
hurt and some w ill benefit from rationing. If health 
care is rationed, the elderly and the poor w ill be hurt 
more than other groups. Etzioni notes that in Great 
Britain the rationing of kidney dialysis for the elderly 
is discriminatory. A nondiscriminatory system would 
allot services based on ability to benefit as determined 
by medical criteria. Rationing discriminates against 
consumers while providers flourish. Doctors’ salaries 
have increased 30 percent in the past five years, com­
pared to an average 16.3 percent increase for all other 
full-time workers. Finally, rationing, although pur­
porting to enhance social justice, often “denies the 
poor and near-poor, penalizes the middle classes, and,

as a rule, does not curb the rich, because it generally 
takes place through refusals to reimburse for certain 
treatments rather than through rationing of the actual 
service.”

In summary, health care rationing, according to 
Etzioni, within our current societal structure, would 
not be efficient or fair. It would hurt the poor and 
elderly while allowing waste and abuse in other sectors 
to flourish.

—D.B.

Older women on the short end 
of rationing

Nancy S. Jecker, “Age-Based Rationing and Women,” 
Journal o f  the American Medical Association 266, no. 21 
(4 December 1991): 3012-15.

T h e  m a jo r it y  of o l d e r  Am e r ic a n s  a r e  w o m e n . 
Of those 65 and over there are 68 men for every 100 
women, and of those 85 and over there are 45 men for 
every 100 women. Women on average outlive men by 
7.5 years. Because women are disproportionally rep­
resented among the elderly, age-based rationing as 
currently proposed by health care planners and 
ethicists would disproportionately affect women. 
Jecker examines how rationing publicly funded life­
extending care on the basis of age violates ethical 
standards of equality.

The denial of publicly funded life-extending care 
affects men and women unequally because (1) a greater 
number of women than men are subjected to age- 
based rationing, (2) older women rely more heavily 
than older men on publicly funded insurance and are 
less likely to have private health insurance, and (3) 
women would be denied more years of life than men. 
Whether these effects violate an ethical standard of 
equality depends on how one defines equality. Jecker 
discusses three facets of equality: equal treatment, 
equal opportunity, and equal respect.

Equal treatment implies that persons with similar 
health conditions receive roughly the same health 
care. Advocates of age-based rationing have pointed 
out that all individuals experience health care ad­
vantages and disadvantages through time. Differential
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treatment based on gender, however, does not balance 
out over time because gender, unlike age, does not 
change.

A similar argument can be made for equal oppor­
tunity: over time, the opportunity for young and old 
equalizes. But sexual inequality complicates oppor­
tunities. “In many areas of life, women’s opportunities 
are systematically fewer than men’s. Unlike ageism 
sexism lasts throughout life and permeates many 
dimensions of identity and development.” A rebuttal 
m ight suggest that even if women’s opportunities are 
fewer, extending old age w ill not redirect women’s 
lives nor repay past wrongs. But this proposition 
assumes that a male life cycle should measure the 
opportunities to which a person is entitled.

A third aspect of equality emphasizes equal 
respect for persons. Age-based rationing would affect 
life-extending treatment while society increased its 
efforts in other areas of health care. Indeed not all 
inequalities demean persons and dim inish self- 
respect: “Inequality is demeaning to people only when 
it involves unequal access to basic goods and services.” 
Jecker suggests, however, that public debate focusing 
on excluding persons, rather than services, under­
mines the very foundation of equal respect. Rationing 
by personhood presupposes that some persons are “less 
deserving” because of who they are—old, female, or 
poor. Rationing services fosters solidarity, while 
rationing people highlights difference, undercuts a 
sense of relatedness, and can create an adversarial 
attitude that hinders problem solving.

Although age-based rationing is “gender-blind,” 
its consequences and the inequality it fosters are no 
less serious because they are unintentional. “Un­
deliberate rationing” and “indirect methods” may be 
expedient, but they hinder public debate and nurture 
“unjust persons [who] are unaware of injustices fester­
ing in their m idst.”

Perhaps such inequality can be justified because 
it benefits society as a whole. But a utilitarian ap­
proach would still require society to assign priorities 
to different groups. According to Jecker, elderly 
women in particular merit high priority. Elderly 
women have a 19 percent poverty rate, the highest for 
any age group in the country. Elderly women’s unmar­
ried status deprives them of emotional, economic, and 
social support. Also, the greater autonomy in 
widowhood may be a greater hardship for women, who

are “more inclined” to define themselves in terms of 
their relationship to others. More objectively, elderly 
women have higher morbidity statistics than their 
male counterparts. Finally, the cultural climate bur­
dens women because their social value and status are 
frequently tied to their beauty, their youth, and their 
sexual and reproductive roles.

Even if society has no commitment to protect or 
advocate for its vulnerable members, Jecker maintains 
it should seek to “avoid worsening their conditions.” 
Thus health policy should remain sensitive to its 
inadvertent effects on women and seek to do no harm.

— D.B.

A Jewish sense of justice and 
resource allocation

Aaron L. Mackler, “Judaism, Justice, and Access to 
Health Care,” Kennedy Institute o f  Ethics Journal 1, no. 
2 (June 1991): 143-61.

JEWISH UNDERSTANDINGS OF JUSTICE, or tzedakah, 
claims Mackler, provide an important resource for 
addressing the ethics of access to health care in the U.S. 
Through the centuries, Judaism has struggled to un­
derstand the demands of justice and develop social 
institutions to realize them. Although the Jewish 
perspective has neither binding authority nor direct 
applicability to the situation in this country, it can 
offer insights relevant to current concerns.

Central to the Hebrew Bible’s notion of justice is 
God’s concern for the weak and the poor. This concern 
was met in part by the institutionalization of Sabbati­
cal and Jubilee years: slaves were to be freed, debts 
canceled, and (on the Jubilee) land returned to the 
original owners. Other practices included leaving the 
corners of one’s fields for the poor and tithing produce 
to them. Justice required, in short, that no one be 
exploited and that each person enjoy at least a basic 
level of material security. The requirements of justice 
were rather moderate, but the demand that they be 
met was absolute. Justice was seen as a prerequisite for 
the pursuit of any other social goal.

Rabbinic Judaism further developed the Hebrew 
Bible’s notion of justice. The Talmud states that
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tzedakah is as important as all other commandments 
put together. That which is to be given to the poor 
never belongs simply to the giver but rather to God, 
and is owed to the poor as their right. A system of 
enforceable obligations arose around tzedakah that 
ensured at least a basic level of support for all.

The most basic, legally enforceable aspect of 
tzedakah was the payment of a monetary assessment. 
Eight degrees of tzedakah, formulated by the medieval 
legalist and philosopher Moses Maimonides, are found 
in the Shulhan Arukh and became normative in 
Judaism. The highest degree is to “strengthen the 
hand of the poor”— “to give him a gift or loan, or form 
a partnership with him, or find work for him, in order 
to strengthen his hand that he not be dependent on 
others” (p. 146). The next highest degree is when both 
donor and recipient remain anonymous to one 
another, thereby avoiding feelings of indebtedness by 
the poor. This can be achieved through communal 
funds, which, in fact, have been the central institution 
of tzedakah throughout most of Jewish history.

Both the Shulhan Arukh and the Jewish tradition 
in general specify the minimum levels of support 
required by tzedakah from the perspectives of both 
giver and recipient. The consensus position of com­
mentators on the Shulhan Arukh adds that one must 
give at least one-fifth of one’s income when one can 
afford to do so without difficulty and when there is 
pressing need, and one must give whatever is required 
in cases immediately involving the saving of life. 
Giving more than one-fifth is seen as commendable 
but is not demanded by foundational justice. The 
limits on the redistribution of resources required by 
tzedakah depend most importantly on the needs of the 
poor. W hile one is not commanded to enrich the poor, 
one is commanded to give him “sufficient for his 
need/lack, according as he needs/lacks” (p. 147). Need 
has been interpreted to mean food, clothing, shelter, 
and the opportunity for family life, though other needs 
are not excluded.

Among these other needs are lifesaving actions, 
for example, saving captives. Such actions take 
precedence even over general obligations of tzedakah. 
According to the Shulhan Arukh society has a fun­
damental obligation to save lives whenever possible, 
diverting funds from all other projects as required. 
Thus Jewish understandings of societal obligations 
toward those with acute needs would seem to support

society’s responsibility to provide lifesaving medical 
care whenever required.

In the nineteenth century, Rabbi Eleazar Flekeles 
ruled that free care of the poor was not only a virtue 
to be expected from a benevolent physician but a legal 
obligation enforceable by a (religious) court. A con­
temporary authority, Rabbi Eliezer Yehudah Walden- 
berg, accepts this ruling but notes that it can be 
enforced as a legal responsibility only where there is 
just one physician in a community. Where there is 
more than one physician, there are other ways of 
meeting society’s obligation, for example, by ap­
propriating money from the general tzedakah fund, 
conducting a special financial appeal, and equitably 
apportioning cases to all physicians for treatment on 
a pro bono basis. The most praiseworthy option, in 
Waldenberg’s judgment, is to establish a special fund 
to pay physicians for caring for the poor. Mackler 
claims that Waldenberg’s analysis is consistent with 
the Jewish tradition of tzedakah. If an individual can­
not afford to pay for health care, the obligation to 
provide for such care devolves upon society as a whole. 
Society may choose any of a variety of ways to meet 
this responsibility, so long as the responsibility is met 
in every case of need.

Mackler believes that the implications of the 
Jewish understanding of justice for access to health 
care are clear in their broadest outlines. First, society 
has a responsibility to ensure that medical care is 
provided to those who would otherwise be unable to 
receive it, just as society has the responsibility to 
ensure that all the basic needs of the poor are met. 
Those with greater needs must be provided a greater 
amount of health care. Somewhat problematic is the 
provision of preventive care, which is less clearly 
mandated by traditional Jewish sources than is cura­
tive care.

Second, medical care for potentially life-threaten­
ing conditions justifies extraordinary expenditures 
and imposes an urgent obligation on society. W hile 
some lim its on expenditures may be considered, the 
tradition’s strong presumption is the provision of all 
necessary resources to preserve and save life. Third, 
those who choose or act irresponsibly with regard to 
their health diminish their claims to societal support 
but do not forfeit them entirely. And, finally, access 
to health care should be provided in a manner that is 
consistent with personal dignity and self-respect.
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Resolution of specific policy issues in any of these areas 
would depend on a complex process involving empiri­
cal research, policy analysis, and political deliberation.

The application of this understanding to U.S. 
society, observes Mackler, is somewhat problematic. 
Jewish law claims authoritative status only for Jews. 
Nevertheless, Jewish views of justice remain relevant 
to American society in several ways. The tzedakah 
model provides a set of understandings and practices, 
developed to be both principled and pragmatic, for the 
achievement of social justice over a fairly broad-based 
community. At least this model can be useful as a 
source of insights and guidelines that might be ap­
propriately translated to the situation in this country. 
In general, “the relevance of Jewish insights on justice 
and health care depends on their intuitive appeal, their 
resonance with accepted American values, and their 
congruence with the perspectives of other groups and 
individuals” in our society (p. 155). The values of 
Judaism represent one important perspective within 
our pluralistic society and deserve to be compared with 
the perspectives of other groups and individuals as part 
of a process of developing a consensus.

—Ron Hamel

Relieving pain or hastening death?

W illiam  C. Wilson, Nicholas G. Smedira, Carol Fink, 
et al., “Ordering and Administration of Sedatives and 
Analgesics during the W ithholding and Withdrawal 
of Life Support from C ritically 111 Patients "Journal 
o f  the American Medical Association 267, no. 7 (19 
February 1992): 949—53.

W HEN SEDATIVES AND ANALGESICS are ordered and 
administered during the withholding and withdrawal 
of life support from critically ill patients, it is usually 
held that the primary intention is to relieve pain and 
suffering, not to hasten death. This study was designed 
to show more precisely how and why sedatives and 
analgesics were administered.

The study focused on 44 critically and terminally 
ill, non—brain-dead patients who were expected to die 
in the intensive care unit (ICU) after life support was 
withheld or withdrawn. Clinicians and nurses were

interviewed about their reasons for ordering and ad­
ministering drugs to these patients. Physicians were 
given five reasons for ordering drugs (to decrease pain, 
to decrease anxiety, to decrease air hunger, to make 
the family feel more comfortable, and to hasten death) 
and could choose as many as they wished. Nurses were 
questioned about their participation in the treatment 
decisions and their reasons for wanting to give the 
drugs (the same five reasons were offered).

Decisions to withhold or withdraw therapy were 
made by patients or, more frequently, by family mem­
bers or other surrogates on the recommendation of 
their primary physicians and ICU physicians. Seda­
tives, analgesics, or both were administered to 33 (75 
percent) of the 44 patients (92 percent of whom were 
on mechanical ventilation). When physicians ordered 
drugs, they often did so to decrease pain, anxiety, and 
air hunger, and to a lesser extent, to comfort family 
members. Nurses also thought that sedatives and 
analgesics should be given to decrease pain, anxiety, 
and a ir hunger, and were more inclined than 
physicians to consider the comfort of the family. But 
physicians also ordered—and nurses administered— 
sedatives and analgesics to hasten death in almost 40 
percent of patients. Only patients who were deeply 
comatose did not receive sedatives or analgesics at all 
because their physicians believed they would not 
benefit from the drugs.

Whether death was actually hastened by the ad­
ministration of drugs was unclear. The median time 
until death following the initiation of withholding or 
withdrawing life support was 3.5 hours in the patients 
who received sedatives and analgesics and 1.3 hours in 
patients who did not receive them. These differences 
were not statistically significant and actually suggest 
that death occurred earlier in the patients who did not 
receive drugs. These patients were the most deeply 
comatose, however, and might have been expected to 
die more quickly once life support was withheld or 
withdrawn. Furthermore, the median time until death 
in patients for whom physicians or nurses cited has­
tening death as a reason for ordering and administer­
ing drugs was 2.6 hours compared with a median of 
3.7 hours for patients whose physicians or nurses did 
not cite hastening death as a reason. The difference 
between these times is also not statistically significant. 
Thus there is no evidence that death was actually 
hastened by the administration of drugs; neither is
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there evidence that an apparent intention to hasten 
death actually did hasten it.

Whether drugs were given primarily to hasten 
death is unclear in this study. Large doses of sedatives 
and analgesics were ordered and administered, but 
such doses may well have been required to prevent or 
treat pain and suffering. Furthermore, although a 
significant percentage of physicians and nurses cited 
hastening death as a reason for ordering and ad­
ministering drugs, hastening death was never the only 
reason given. Also, because they could not objectively 
quantify pain, anxiety, and air hunger but wanted to 
minim ize these sensations in their patients, the 
physicians and nurses indicated that they preferred to 
err on the side of giving larger rather than smaller

doses. They also stated that they saw no reason to 
prolong suffering once the decision to withhold or 
withdraw life support was made by a patient or her 
family.

Ordering and administering sedatives and anal­
gesics during the withholding and withdrawing of life 
support are complex and difficult practices for which 
formal guidelines are not available. The authors con­
clude that their study should help to dispel two fears: 
first, that drugs are not given in sufficient quantities 
to provide comfort to patients and their families 
during the dying process, and second, that drugs are 
given in excessive amounts primarily to hasten death.

— E dw in R. D uBose
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